
Synopsis
International digest of children’s palliative 
care research abstracts

Editors: Dr Satbir Singh Jassal, Dr Susie Lapwood, 
Dr Linda Maynard, Sue Langley and Lizzie Chambers

Synopsis  Vol. 1  No. 8  January 2017

ISSN 2052-840X



Editorial team: Dr Satbir Singh Jassal, Dr Susie Lapwood, Dr Linda Maynard,  
Sue Langley and Lizzie Chambers

Synopsis, International digest of children’s palliative care research abstracts
Ninth edition, Together for Short Lives, November 2017

Together for Short Lives is a UK wide charity that, together with our members, speaks 
out for all children and young people who are expected to have short lives. Together with 
everyone who provides care and support to these children and families we are here to help 
them have as fulfilling lives as possible and the very best care at the end of life. We can’t 
change the diagnosis, but we can help children and families make the most of their time 
together. 

Together for Short Lives 
New Bond House, Bond Street, Bristol, BS2 9AG
T: 0117 989 7820
E: info@togetherforshortlives.org.uk

www.togetherforshortlives.org.uk

Together for Short Lives is a registered charity in England and Wales (1144022) and Scotland 
(SC044139) and is incorporated as a company limited by guarantee.

ISSN 2052-840X



Acknowledgements

For staff working in children’s hospices it’s not always easy to access the most up-
to-date resources to support professional and evidence based practice. However, 
the good news is that a new online library service is now available to all children’s 
hospices via the EACH library service. 

The library has more than 3,000 resources, specialising in all aspects of caring 
for children and their families with life-limiting conditions. Library services and 
information can be provided over the telephone, by post or via email. 

Services include:

•  postal loans

•  obtaining journal articles

•  literature searching

•  current awareness bulletin

•  advice on accessing NHS electronic resources.  

For more details about the long distance service visit www.each.org.uk/library

For information on membership, please contact: Sue Langley, Library and 
Information Services Manager sue.langley@each.org.uk; 01223 815103

East Anglia’s Children’s Hospices (EACH) – New library  
and information service for children’s hospices

Together for Short Lives would like to thank our editorial team who 
volunteer their time to produce Synopsis:

Dr Satbir Singh Jassal, Medical Director,  
Rainbow’s Hospice for Children and Young People

Sue Langley, Library & Information Services Manager,  
East Anglia’s Children’s Hospices (EACH)

Dr Linda Maynard, Nurse Consultant Children’s Palliative Care,  
East Anglia’s Children’s Hospices (EACH)

Dr Susie Lapwood, Head of Research and Professional Development and Senior Speciality Doctor  
Helen and Douglas House - Hospice care for children and young adults
 
We are also grateful to Adept Scientific for providing us with copies of Endnote bibliographic software.



1 
 

 

 



2 
 

Clinical and Ethical Decision Making 

Alamri, Y. A. (2016). "Is it acceptable for medical professionals to kiss 
paediatric patients?" J Med Ethics 42(10): 636-637. 
 
It is human nature, perhaps more so for doctors and nurses, to comfort children in 
distress. Unfortunately, however, necessary medical procedures carried out by 
healthcare providers (eg, venipuncture) can often result in pain and discomfort, 
which may in turn cause the provider a degree of guilt and distress. Is it ever 
acceptable to comfort a paediatric patient with a kiss? This essay examines the 
literature published on this subject reflecting on a recent encounter with a patient. 
https://www.ncbi.nlm.nih.gov/pubmed/27402884 

 
 
Austriaco, N. O. P. (2016). "A philosophical assessment of TK's autopsy 
report: Implications for the debate over the brain death criteria." Linacre Q 
83(2): 192-202. 
 
In recent years, there has been increasing evidence that the totally brain-dead 
patient is able to continue to live and to maintain some integrated functions, albeit 
with the necessary assistance of mechanical ventilation. Several years ago, the 
autopsy report of a totally brain-dead patient named TK who was kept on life support 
for nearly twenty years was published in the Journal of Child Neurology. He remains 
the individual kept on life support the longest after suffering total brain failure. In this 
essay, I argue that the clinical data described in the autopsy report demonstrate that 
TK's long-term survival after total brain failure supports the claim acknowledged by 
the President's Council on Bioethics that the brain-dead patient retains his bodily 
integrity. As such, he is not dead. He is still a living, though severely disabled, 
human organism, a human person made in the image and likeness of God. LAY 
SUMMARY: Traditionally, the presence or absence of bodily integration has been 
used to definitively discern the presence or absence of life in the human being where 
decomposition of the body is the surest sign of death. The autopsy report of a patient 
named TK who was brain-dead for nearly twenty years demonstrates that brain-dead 
patients retain their bodily integrity. As such, TK and other brain-dead patients are 
not dead. They are living, though severely disabled, human organisms, who are 
human persons made in the image and likeness of God. 
https://www.ncbi.nlm.nih.gov/pubmed/27833198  
 
 
Baker, C. D., S. Martin, J. Thrasher, H. M. Moore, J. Baker, S. H. Abman and J. 
Gien (2016). "A Standardized Discharge Process Decreases Length of Stay for 
Ventilator-Dependent Children." Pediatrics 137(4). 
 
OBJECTIVE: Children who require chronic mechanical ventilation via tracheostomy 
are medically complex and require prolonged hospitalization, placing a heavy burden 
on caregivers and hospital systems. We developed an interdisciplinary Ventilator 
Care Program to relieve this burden, through improved communication and 
standardized care. We hypothesized that a standardized team approach to the 
discharge of tracheostomy- and ventilator-dependent children would decrease length 
of stay (LOS), reduce patient costs, and improve safety. METHODS: We used 
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process mapping to standardize the discharge process for children requiring chronic 
ventilation. Interventions included developing education materials, a Chronic 
Ventilation Road Map for caregivers, utilization of the electronic medical record to 
track discharge readiness, team-based care coordination, and timely case 
management to arrange home nursing. We aimed to decrease overall and pediatric 
respiratory care unit LOS as the primary outcomes. We also analyzed secondary 
outcomes (mortality, emergency department visits, unplanned readmissions), and 
per-patient hospital costs during 2-year "preintervention" and "postintervention" 
periods (n = 18 and 30, respectively). RESULTS: Patient demographics were not 
different between groups. As compared with the preintervention cohort, the overall 
LOS decreased 42% (P = .002). Pediatric respiratory care unit LOS decreased 56% 
(P = .001). As a result, unplanned readmissions, emergency department visits, and 
mortality were not increased. Direct costs per hospitalization were decreased by an 
average of 43% (P = .01). CONCLUSIONS: Although LOS remained high, a 
standardized discharge process for chronically ventilated children by an 
interdisciplinary Ventilator Care Program team resulted in decreased LOS and costs 
without a negative impact on patient safety. 
https://www.ncbi.nlm.nih.gov/pubmed/26966133 

 
 
Bartholdson, C., K. Lutzen, K. Blomgren and P. Pergert (2016). "Clarifying 
perspectives: Ethics case reflection sessions in childhood cancer care." Nurs 
Ethics 23(4): 421-431. 
 
BACKGROUND: Childhood cancer care involves many ethical concerns. Deciding 
on treatment levels and providing care that infringes on the child's growing autonomy 
are known ethical concerns that involve the whole professional team around the 
child's care. OBJECTIVES: The purpose of this study was to explore healthcare 
professionals' experiences of participating in ethics case reflection sessions in 
childhood cancer care. RESEARCH DESIGN: Data collection by observations, 
individual interviews, and individual encounters. Data analysis were conducted 
following grounded theory methodology. PARTICIPANTS AND RESEARCH 
CONTEXT: Healthcare professionals working at a publicly funded children's hospital 
in Sweden participated in ethics case reflection sessions in which ethical issues 
concerning clinical cases were reflected on. ETHICAL CONSIDERATIONS: The 
children's and their parents' integrity was preserved through measures taken to 
protect patient identity during ethics case reflection sessions. The study was 
approved by a regional ethical review board. FINDINGS: Consolidating care by 
clarifying perspectives emerged. Consolidating care entails striving for common care 
goals and creating a shared view of care and the ethical concern in the specific case. 
The inter-professional perspectives on the ethical aspects of care are clarified by the 
participants' articulated views on the case. Different approaches for deliberating 
ethics are used during the sessions including raising values and making sense, 
leading to unifying interactions. DISCUSSION: The findings indicate that ethical 
concerns could be eased by implementing ethics case reflection sessions. 
Conflicting perspectives can be turned into unifying interactions in the healthcare 
professional team with the common aim to achieve good pediatric care. 
CONCLUSION: Ethics case reflection sessions is valuable as it permits the 
discussion of values in healthcare-related issues in childhood cancer care. Clarifying 
perspectives, on the ethical concerns, enables healthcare professionals to reflect on 
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the most reasonable and ethically defensible care for the child. A consolidated care 
approach would be valuable for both the child and the healthcare professionals 
because of the common care goals. 
https://www.ncbi.nlm.nih.gov/pubmed/25736273 

 
 
Blokpoel, R. G., J. G. Burgerhof, D. G. Markhorst and M. C. Kneyber (2016). 
"Patient-Ventilator Asynchrony During Assisted Ventilation in Children." 
Pediatr Crit Care Med 17(5): e204-211. 
 
OBJECTIVE: To describe the frequency and type of patient-ventilator asynchrony in 
mechanically ventilated children by analyzing ventilator flow and pressure signals. 
DESIGN: Prospective observational study. SETTING: Tertiary PICU in a university 
hospital. PATIENTS: Mechanically ventilated children between 0 and 18 years old 
and who were able to initiate and maintain spontaneous breathing were eligible for 
inclusion. Patients with congenital or acquired neuromuscular disorders, those with 
congenital or acquired central nervous system disorders, and those who were unable 
to initiate and maintain spontaneous breathing from any other cause were excluded. 
INTERVENTIONS: None. MEASUREMENTS AND MAIN RESULTS: All patients 
were ventilated in a time-cycled, pressure-limited mode with flow triggering set at 1.0 
L/min by using the Evita XL (Drager, Lubeck, Germany). Patient-ventilator 
asynchrony was identified by a random 30-minute continuous recording and an 
offline analysis of the flow and pressure signals. Patient-ventilator asynchrony was 
categorized and labeled into four different groups: 1) trigger asynchrony (i.e., 
insensitive trigger, double triggering, autotriggering, or trigger delay), 2) flow 
asynchrony, 3) termination asynchrony (i.e., delayed or premature termination), and 
4) expiratory asynchrony. Flow and pressure signals were recorded in 45 patients for 
30 minutes. A total number of 57,651 breaths were analyzed. Patient-ventilator 
asynchrony occurred in 19,175 breaths (33%), and it was seen in every patient. 
Ineffective triggering was the most predominant type of asynchrony (68%), followed 
by delayed termination (19%), double triggering (4%), and premature termination 
(3%). Patient-ventilator asynchrony significantly increased with lower levels of peak 
inspiratory pressure, positive end-expiratory pressure, and set frequency. 
CONCLUSIONS: Patient-ventilator asynchrony is extremely common in 
mechanically ventilated children, and the predominant cause is ineffective triggering. 
https://www.ncbi.nlm.nih.gov/pubmed/26914624 

 
 
Brierley, J. and D. Shaw (2016). "Premortem interventions in dying children to 
optimise organ donation: an ethical analysis." J Med Ethics 42(7): 424-428. 
 
A range of interventions in dying patients can improve both the possibility of 
successful organ donation and the likely long-term success of transplantation. The 
ethical and legal issues surrounding such interventions, which most frequently occur 
in the context of donation after circulatory determination of death, are complex, 
controversial and many remain unresolved. This is true with adults, but even more so 
with children, where the issue of organ donation and premortem interventions to 
facilitate it, are highly sensitive. Essentially, such interventions are being undertaken 
in dying children who cannot medically benefit from them, though arguments have 
been advanced that becoming a donor might be in a child's extended best interest. 

https://www.ncbi.nlm.nih.gov/pubmed/25736273
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However, certain interventions carry a potential risk, although small, of direct harm 
and of course overall objections to child donation after circulatory determination of 
death per se are still expressed in the literature. But, unlike the case in critically ill 
adults, those giving permission for such interventions are normally able to fully 
participate in decision-making, and indeed to consent, to both donation and 
premortem interventions. We review the issue of the use of premortem interventions 
in dying children to facilitate organ donation, including decision-making and ethical 
justification. Individual interventions are then considered, including an ethical analyse 
of their use. Finally, we recommend an approach using a combination of welfare 
checklist strategy, coupled with the establishment of an agreed zone of parental 
discretion about individual interventions which might be used in dying children to 
increase the possibility of successful organ donation. 
https://www.ncbi.nlm.nih.gov/pubmed/27030483 

 
 
Carter, B. S. (2017). "Advance care planning: outpatient antenatal palliative 
care consultation." Arch Dis Child Fetal Neonatal Ed 102(1): F3-f4. 
https://www.ncbi.nlm.nih.gov/pubmed/27688048 

 
 
Choong, K. A. and M. Y. Rady (2016). "Re A (A Child) and the United Kingdom 
Code of Practice for the Diagnosis and Confirmation of Death: Should a 
Secular Construct of Death Override Religious Values in a Pluralistic Society?" 
HEC Forum. 
 
The determination of death by neurological criteria remains controversial 
scientifically, culturally, and legally, worldwide. In the United Kingdom, although the 
determination of death by neurological criteria is not legally codified, the Code of 
Practice of the Academy of Medical Royal Colleges is customarily used for 
neurological (brainstem) death determination and treatment withdrawal. Unlike some 
states in the US, however, there are no provisions under the law requiring 
accommodation of and respect for residents' religious rights and commitments when 
secular conceptions of death based on medical codes and practices conflict with a 
traditional concept well-grounded in religious and cultural values and practices. In 
this article, we analyse the medical, ethical, and legal issues that were generated by 
the recent judgement of the High Court of England and Wales in Re: A (A Child) 
[2015] EWHC 443 (Fam). Mechanical ventilation was withdrawn in this case despite 
parental religious objection to a determination of death based on the code of 
practice. We outline contemporary evidence that has refuted the reliability of tests of 
brainstem function to ascertain the two conjunctive clinical criteria for the 
determination of death that are stipulated in the code of practice: irreversible loss of 
capacity for consciousness and somatic integration of bodily biological functions. We 
argue that: (1) the tests of brainstem function were not properly undertaken in this 
case; (2) the two conjunctive clinical criteria set forth in the code of practice cannot 
be reliably confirmed by these tests in any event; and (3) absent authentication of 
the clinical criteria of death, the code of practice (in fact, although implicitly rather 
than explicitly) wrongly invokes a secular definition of death based on the loss of 
personhood. Consequently, the moral obligation of a pluralistic society to honor and 
respect diverse religious convictions to the greatest extent possible is being violated. 
Re A (A Child) is contrasted with the US case of Jahi McMath in which the court 

https://www.ncbi.nlm.nih.gov/pubmed/27030483
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accommodated parental religious objection to the determination of neurological 
death codified in the Uniform Determination of Death Act. We conclude that the legal 
system in the United Kingdom should not favour a secular definition of death over a 
definition of death that is respectful of religious values about the inviolability and 
sanctity of life. We recommend the legal recognition of religious accommodation in 
death determination to facilitate cultural sensitivity and compassionate care to 
patients and families in a pluralistic society. 
https://www.ncbi.nlm.nih.gov/pubmed/27492361 

 
 
 
Danziger, P., D. R. Berman, K. Luckritz, K. Arbour and N. Laventhal (2016). 
"Severe congenital anomalies of the kidney and urinary tract: epidemiology 
can inform ethical decision-making." J Perinatol 36(11): 954-959. 
 
OBJECTIVE: Decision-making for pregnancies complicated by severe congenital 
anomalies of the kidneys and urinary tract (CAKUT) are ethically challenging, partly 
because the outcomes are not well studied. STUDY DESIGN: Retrospective cohort 
study of severe cases of CAKUT over 14 years. RESULTS: Seventy-one of the 108 
cases could be completely analyzed. Forty-six percent (n=33) infants were live-born; 
one-third (n=11) survived to 12 months. Twice as many non-surviving infants 
received a trial of therapy vs comfort care only. Two-thirds of non-survivors who 
received a trial of therapy died within the first 9 h of life. Live-born infants faced 
morbidities such as pneumothorax and neonatal dialysis. CONCLUSIONS: Over half 
of pregnancies complicated by severe CAKUT ended in termination or stillbirth, but 
one-third of live-born infants survived to 12 months and the majority of non-survivors 
died within hours. This may allay concerns about prolonged and futile intensive care 
for parents considering a trial of therapy. 
https://www.ncbi.nlm.nih.gov/pubmed/27467564 

 
 
Day, E., L. Jones, R. Langner and M. Bluebond-Langner (2016). "Current 
understanding of decision-making in adolescents with cancer: A narrative 
systematic review." Palliat Med 30(10): 920-934. 
 
BACKGROUND: Policy guidance and bioethical literature urge the involvement of 
adolescents in decisions about their healthcare. It is uncertain how roles and 
expectations of adolescents, parents and healthcare professionals influence 
decision-making and to what extent this is considered in guidance. AIMS: To identify 
recent empirical research on decision-making regarding care and treatment in 
adolescent cancer: (1) to synthesise evidence to define the role of adolescents, 
parents and healthcare professionals in the decision-making process and (2) to 
identify gaps in research. DESIGN: A narrative systematic review of qualitative, 
quantitative and mixed-methods research. We adopted a textual approach to 
synthesis, using a theoretical framework of interactionism to interpret findings. DATA 
SOURCES: The databases MEDLINE, PsycINFO, SCOPUS, EMBASE and CINHAL 
were searched from 2001 through May 2015 for publications on decision-making for 
adolescents (13-19 years) with cancer. RESULTS: Twenty-eight articles were 
identified. Adolescents and parents initially find it difficult to participate in decision-
making due to a lack of options in the face of protocol-driven care. Parent and 

https://www.ncbi.nlm.nih.gov/pubmed/27492361
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adolescent preferences for information and response to loss of control vary between 
individuals and over time. No studies indicate parental or adolescent preference for a 
high degree of independence in decision-making. CONCLUSION: Striving to make 
parents and adolescents fully informed or urge them towards more independence 
than they prefer may add to distress and confusion. This may interfere with their 
ability to participate in their preferred way in decisions about care and treatment. 
Future research should include analysis of on-ground interactions among parents, 
adolescents and clinicians across the trajectory. 
https://www.ncbi.nlm.nih.gov/pubmed/27160700 

 
 
De Vries, K. and M. Plaskota (2016). "Ethical dilemmas faced by hospice 
nurses when administering palliative sedation to patients with terminal 
cancer." Palliat Support Care: 1-10. 
 
OBJECTIVE: Palliative sedation is a method of symptom management frequently 
used in hospices to treat uncontrolled symptoms at the end of life. There is a 
substantial body of literature on this subject; however, there has been little research 
into the experiences of hospice nurses when administering palliative sedation in an 
attempt to manage the terminal restlessness experienced by cancer patients. 
METHOD: Semistructured interviews were conducted with a purposive sample of 
seven hospice nurses who had cared for at least one patient who had undergone 
palliative sedation within the past year in a hospice in the south of England in the 
United Kingdom. A phenomenological approach and Colaizzi's stages of analysis 
were employed to develop themes from the data. RESULTS: Facilitating a "peaceful 
death" was the primary goal of the nurses, where through the administration of 
palliative sedation they sought to enable and support patients to be "comfortable," 
"relaxed," and "calm" at the terminal stage of their illness. Ethical dilemmas related to 
decision making were a factor in achieving this. These were: medication decisions, 
"juggling the drugs," "causing the death," sedating young people, the family 
"requesting" sedation, and believing that hospice is a place where death is hastened. 
SIGNIFICANCE OF RESULTS: Hospice nurses in the U.K. frequently encounter 
ethical and emotional dilemmas when administering palliative sedation. Making such 
decisions about using palliative sedation causes general discomfort for them. 
Undertaking this aspect of care requires confidence and competence on the part of 
nurses, and working within a supportive hospice team is of fundamental importance 
in supporting this practice. 
https://www.ncbi.nlm.nih.gov/pubmed/27323872 

 
 
Durrmeyer, X., C. Scholer-Lascourreges, L. Boujenah, P. Betremieux, O. Claris, 
M. Garel, M. Kaminski, L. Foix-L'Helias and L. Caeymaex (2016). "Delivery room 
deaths of extremely preterm babies: an observational study." Arch Dis Child 
Fetal Neonatal Ed. 
 
OBJECTIVE: Many extremely preterm neonates die in the delivery room (DR) after 
decisions to withhold or withdraw life-sustaining treatments or after failed 
resuscitation. Specific palliative care is then recommended but sparse data exist 
about the actual management of these dying babies. The objective of this study was 
to describe the clinical course and management of neonates born between 22 and 
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26 weeks of gestation who died in the DR in France. DESIGN, SETTING, 
PATIENTS: Prospective study including neonates, who were liveborn between 22+0 
and 26+6 weeks of gestation and died in the DR in 2011, among infants included in 
the EPIPAGE-2 study at the 18 centres participating in this substudy of extremely 
preterm neonates. Data were collected by a questionnaire completed by the 
professional caring for each baby. RESULTS: The study included 73 children, with a 
median (IQR) gestational age of 24 (23-24) weeks. Median (IQR) duration of life was 
53 (20-82) min. All but one were both wrapped and warmed. Pain was assessed for 
72%, although without using any scale. Gasping was described for 66%. Comfort 
medications were administered to 35 children (50%), significantly more frequently to 
babies with gasping (p=0.001). Mother-child contact was reported for 78%, and 
psychological support offered to parents of 92%. CONCLUSIONS: Non-
pharmacological comfort care and parental support were routinely given. Comfort 
medication was given much more frequently than previously reported in other DRs. 
These data should encourage work on the indications for comfort medication and the 
interpretation of gasping. 
https://www.ncbi.nlm.nih.gov/pubmed/27531225 

 
 
Hanson, S. S. (2016). "Pediatric Euthanasia and Palliative Care Can Work 
Together." Am J Hosp Palliat Care 33(5): 421-424. 
 
Since the Netherlands produced the Groningen protocol describing the methods to 
be used for pediatric euthanasia and Belgium passed laws authorizing euthanasia 
for children who consent to it, the issue of pediatric euthanasia has become a 
relevant topic to discuss. Most rejections of pediatric euthanasia fall into 1 or more of 
3 categories, each of which has problems. This article shows how several recent 
arguments against pediatric euthanasia fail to prove that pediatric euthanasia is 
unacceptable. It does not follow from this that the practice is permissible but rather 
that if one is to reject such a practice, stronger arguments will need to be made, 
especially in countries where adult euthanasia or assisted suicide is already 
permitted. 
https://www.ncbi.nlm.nih.gov/pubmed/25667147 

 
 
Hull, D., G. Davies and C. M. Armour (2016). "Survey of the Definition of Fetal 
Viability and the Availability, Indications, and Decision Making Processes for 
Post-Viability Termination of Pregnancy for Fetal Abnormalities and Health 
Conditions in Canada." J Genet Couns 25(3): 543-551. 
 
The purpose of this study was to explore the definition of fetal viability and the 
availability, indications, and decision making processes for post-viability termination 
of pregnancy for fetal abnormalities and health conditions in Canada. An online 
survey of members of the Canadian Association of Genetic Counsellors, the 
Canadian College of Medical Geneticists, and the Canadian Society for Maternal-
Fetal Medicine who provide direct counselling to, or management of, prenatal 
patients in Canada (total sample size 815). Results of this study showed that the 
majority of respondents indicated that their centre will offer post-viability termination 
of pregnancy (98/123; 80 %). Sixty-seven percent (68/101) of respondents reported 
the definition of fetal viability to be 24 weeks' gestation. Most respondents reported 

https://www.ncbi.nlm.nih.gov/pubmed/27531225
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that a collaborative decision making process was used to determine if post-viability 
termination of pregnancy would be offered (136/170; 80 %). For conditions 
presumed to be lethal/likely lethal, the majority of respondents would "sometimes" or 
"always" offer post-viability termination of pregnancy, whereas for conditions 
presumed to have a mild effect, the majority of respondents would "rarely" or "never" 
offer post-viability termination of pregnancy. Ninety percent (77/86) of respondents 
reported that perinatal hospice is offered as an alternative to termination of 
pregnancy. In conclusion, this study suggests that although post-viability termination 
is available in many provinces in Canada, variation in the definition of fetal viability 
and indications appear to exist. While these variations may lead to unequal access 
to post-viability termination of pregnancy across Canada, they might also represent 
the complexity of the decision making process and the importance of examining 
individual factors to ensure that the most appropriate decision is made in each case. 
https://www.ncbi.nlm.nih.gov/pubmed/26536885 

 
 
Kavarana, M. N. (2016). "Cardiac Surgical Repair Should Be Offered to Infants 
with Trisomy 18, Interrupted Aortic Arch and Ventricular Septal Defect." J Law 
Med Ethics 44(2): 283-285. 
 
The management of children born with trisomy 18 is controversial, and both 
providers and parents often have differing opinions. Many parents choose to 
terminate the pregnancy while others go forward, making decisions based on their 
beliefs, understanding, and physician recommendations. Physicians are similarly 
divided regarding treatment of these children, as some feel that aggressive 
treatments are futile while others defer to the parents' wishes.Interrupted aortic arch 
with ventricular septal defect in children with trisomy 18 presents an ethical dilemma 
that highlights the kinds of controversies in medical decision making facing 
physicians on a daily basis. Repair of interrupted aortic arch with ventricular septal 
defect poses a high risk to newborns with or without trisomy 18. Therefore, the 
option for surgery should be treated as with any routine informed consent process. 
Parents should be counseled about the risks, benefits, alternatives, and the 
likelihood of success both short and long term and be should offered a choice 
between surgery and palliative care. 
https://www.ncbi.nlm.nih.gov/pubmed/27338603 

 
 
Lawlor, R. (2016). "Cake or death? Ending confusions about asymmetries 
between consent and refusal." J Med Ethics. 
 
In this paper, I will argue that much of the debate concerning asymmetries between 
consent and refusal (eg, in a case in which an adolescent is granted a right to 
consent to treatment, but not a right to refuse treatment) is confused. My aim in this 
paper is to highlight nuances and ambiguities, and to emphasise the fact that we are 
not just addressing a puzzle about one asymmetry between consent and refusal. I 
will show that there are a number of relevant asymmetries, not just the asymmetry of 
competence. And even if we focus specifically on the asymmetry of competence, we 
need to recognise that 'asymmetry of competence' is ambiguous. By clarifying these 
issues, my aim is to end the confusion that is common in this debate, allowing us to 
make progress on an issue that has previously been considered puzzling. 

https://www.ncbi.nlm.nih.gov/pubmed/26536885
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https://www.ncbi.nlm.nih.gov/pubmed/27637744 

 
 
Lemyre, B., T. Daboval, S. Dunn, M. Kekewich, G. Jones, D. Wang, M. Mason-
Ward and G. P. Moore (2016). "Shared decision making for infants born at the 
threshold of viability: a prognosis-based guideline." J Perinatol 36(7): 503-509. 
 
OBJECTIVE: Making prenatal decisions regarding resuscitation of extremely 
premature infants, based on gestational age alone is inadequate. We developed a 
prognosis-based guideline. STUDY DESIGN: We followed a five step approach and 
used the AGREE II framework: (1) systematic review and critical appraisal of 
published guidelines; (2) identification of key medical factors for decision making; (3) 
systematic reviews; (4) creation of a multi-disciplinary working group and (5) external 
consultation and appraisal. RESULT: No published guideline met high-quality 
appraisal criteria. Survival, neurodevelopmental disability, quality of life of child and 
parents, and maternal mortality and risk of long-term morbidity were identified as key 
for quality decision-making. Eighteen stakeholders (including parents) advocated for 
the incorporation of parents' values and preferences in the process. CONCLUSION: 
A novel framework, based on prognosis, was generated to guide when early 
intensive and palliative care may both be offered to expectant parents. Pre-
implementation assessment is underway to identify barriers and facilitators to putting 
in practice. 
https://www.ncbi.nlm.nih.gov/pubmed/27171762 

 
 
Liao, L. and D. Chan (2016). "Physician-hastened death in young children: 
Getting to underlying assumptions." Paediatr Child Health 21(4): 181-182. 
 
Significant changes are occurring in Canada's health care system regarding 
physician-hastened death (PHD). In the Netherlands, where the Groningen Protocol 
is in place, euthanasia in now legal for infants and children. The present article 
considers whether PHD should be applied to young children in Canada and how 
these paediatric cases differ from adult cases. The discussion analyzes and critiques 
the underlying assumptions necessary to believe that PHD is good. The role of 
worldviews in the deliberation of any moral question and the importance of 
recognizing personal bias are highlighted. The authors present common issues 
regarding PHD, including suffering, parental autonomy and future quality of life, and 
examine the basic assumptions on which these arguments are made. Finally, they 
conclude that the assumptions required are incorrect and that PHD should not be 
allowed in the case of children. Instead, policies should continue to strive for the 
protection and promotion of health in all children. 
https://www.ncbi.nlm.nih.gov/pubmed/27429568  
 
Lovgren, M., T. Sejersen and U. Kreicbergs (2016). "Information and treatment 
decisions in severe spinal muscular atrophy: A parental follow-up." Eur J 
Paediatr Neurol 20(6): 830-838. 
 
INTRODUCTION: The parents of children with severe spinal muscular atrophy 
(SMA) face difficult ethical decisions regarding their child's treatment. This study 
explored the experience of parents of children with severe SMA concerning 
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information and treatment decisions. MATERIAL AND METHODS: This nationwide 
survey, conducted in 2013, is based on parents of children who were born in 
Sweden between 2000 and 2010 and later diagnosed with SMA type I or II where 
respiratory support was considered the first year of life (N = 61, participation rate: 
87%). The survey involved parents' perception of the child's care and the questions 
used in this study covered information given and treatment decisions. Descriptive 
statistics were used. RESULTS: None of the parents reported that the health care 
professionals made decisions concerning the child's treatment without informing 
them first, and 80% reported feeling confident about the decisions made. Of the 
bereaved parents, 11/48 (23%) reported that they got no information about 
respiratory support, compared to 2/13 (15%) of non-bereaved. Bereaved parents 
were more likely to report being satisfied with and understanding the information 
given about the illness and its treatment than non-bereaved parents. CONCLUSION: 
All parents reported having been informed before treatment decisions were made 
and a vast majority reported feeling confident about the decisions. However, a 
quarter of the parents declined to have received information about respiratory 
support, which indicates that the parents did not sufficiently understand the available 
respiratory treatment options, and that their children may not receive the kind of care 
that is recommended in guidelines. 
https://www.ncbi.nlm.nih.gov/pubmed/27601065  
 
Lynema, S., C. G. Fifer and N. T. Laventhal (2016). "Perinatal Decision Making 
for Preterm Infants with Congenital Heart Disease: Determinable Risk Factors 
for Mortality." Pediatr Cardiol 37(5): 938-945. 
 
For premature infants with congenital heart disease (CHD), it may be unclear when 
the burdens of treatment outweigh potential benefits. Parents may thus have to 
choose between comfort care at birth and medical stabilization until surgical repair is 
feasible. Better defined outcome data, including risk factors for mortality, are needed 
to counsel expectant parents who are considering intensive care for premature 
infants with CHD. We sought to evaluate outcomes in this population to inform 
expectant parents considering intensive versus palliative care at birth. We performed 
a retrospective cohort study of infants born <34 weeks who received intensive care 
with critical or moderately severe CHD predicted to require surgery in the neonatal 
period or the first 6 months of life. 46 % of 54 infants survived. Among non-survivors, 
74 % died prior to surgery (median age 24 days). Of the infants that underwent 
surgery, 75 % survived. Survival was lower among infants <32 weeks gestational 
age (GA) (p = 0.013), with birth weight (BW) <1500 g (p = 0.011), or with extra-
cardiac anomalies (ECA) (p = 0.015). GA and ECA remained significant risk factors 
for mortality in multiple logistic regression analysis. In summary, GA < 32 weeks, BW 
< 1500 g, and ECA are determinable prenatally and were significant risk factors for 
mortality. The majority of infants who survived to cardiac intervention survived 
neonatal hospitalization, whereas most of the infants who died did so prior to 
surgery. For some expectant parents, this early declaration of mortality may support 
a trial of intensive care while avoiding burdensome interventions. 
https://www.ncbi.nlm.nih.gov/pubmed/27037550 

 
 
Mack, J. W., A. Cronin, K. Fasciano, S. D. Block and N. L. Keating (2016). 
"Cancer treatment decision-making among young adults with lung and 
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colorectal cancer: a comparison with adults in middle age." Psychooncology 
25(9): 1085-1091. 
 
OBJECTIVE: Our aim is to understand experiences with treatment decision-making 
among young adults with cancer. METHODS: We studied patients with lung cancer 
or colorectal cancer in the Cancer Care Outcomes Research and Surveillance 
Consortium, a prospective cohort study. We identified 148 young adult patients aged 
21-40 years who completed baseline interview questions about cancer treatment 
decision-making; each was propensity score matched to three middle adult patients 
aged 41-60 years, for a cohort of 592 patients. Patients were asked about decision-
making preferences, family involvement in decision-making, and worries about 
treatment. An ordinal logistic regression model evaluated factors associated with 
more treatment worries. RESULTS: Young and middle-aged adults reported similar 
decision-making preferences (p = 0.80) and roles relative to physicians (p = 0.36). 
Although family involvement was similar in the age groups (p = 0.21), young adults 
were more likely to have dependent children in the home (60% younger versus 28% 
middle-aged adults, p < 0.001). Young adults reported more worries about time away 
from family (p = 0.002), and, in unadjusted analyses, more cancer treatment-related 
worries (mean number of responses of 'somewhat' or 'very' worried 2.5 for younger 
versus 2.2 for middle-aged adults, p = 0.02.) However, in adjusted analyses, worries 
were associated with the presence of dependent children in the home (odds ratio 
[OR] 1.55, 95% CI = 1.07-2.24, p = 0.02), rather than age. CONCLUSIONS: Young 
adults involve doctors and family members in decisions at rates similar to middle-
aged adults but experience more worries about time away from family. Patients with 
dependent children are especially likely to experience worries. Treatment decision-
making strategies should be based on individual preferences and needs rather than 
age alone. Copyright (c) 2015 John Wiley & Sons, Ltd. 
https://www.ncbi.nlm.nih.gov/pubmed/26335435 

 
 
McDougall, R. J. and L. Notini (2016). "What kinds of cases do paediatricians 
refer to clinical ethics? Insights from 184 case referrals at an Australian 
paediatric hospital." J Med Ethics 42(9): 586-591. 
 
Clinical ethics has been developing in paediatric healthcare for several decades. 
However, information about how paediatricians use clinical ethics case consultation 
services is extremely limited. In this project, we analysed a large set of case records 
from the clinical ethics service of one paediatric hospital in Australia. We applied a 
paediatric-specific typology to the case referrals, based on the triadic doctor-patient-
parent relationship. We reviewed the 184 cases referred to the service in the period 
2005-2014, noting features including the type of case, the referring department(s) 
and the patient's age at referral. The two most common types of referral involved 
clinician uncertainty about the appropriate care pathway for the child (26% of total 
referrals) and situations where the child's parents disagreed with the doctors' 
recommendations for the child's care (22% of total referrals). Referrals came from 28 
different departments. Cancer, cardiology/cardiac surgery and general medicine 
referred the highest numbers of cases. The most common patient age groups were 
children under 1, and 14-15 years old. For three controversial areas of paediatric 
healthcare, clinicians had initiated processes of routine review of cases by the 
clinical ethics service. These insights into the way in which one very active paediatric 
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clinical ethics service is used further our understanding of the work of paediatric 
clinical ethics, particularly the kinds of ethically challenging cases that paediatricians 
view as appropriate to refer for clinical ethics support. 
https://www.ncbi.nlm.nih.gov/pubmed/27317508 

 
 
Murphy, T. F. (2016). "What Justifies a Future with Humans in It?" Bioethics 
30(9): 751-758. 
 
Antinatalist commentators recommend that humanity bring itself to a close, on the 
theory that pain and suffering override the value of any possible life. Other 
commentators do not require the voluntary extinction of human beings, but they 
defend that outcome if people were to choose against having children. Against such 
views, Richard Kraut has defended a general moral obligation to people the future 
with human beings until the workings of the universe render such efforts impossible. 
Kraut advances this view on the grounds that we are obliged to exercise beneficence 
toward others and on the grounds that the goods available in human lives are 
morally compelling. This account ultimately succeeds in making no more than a 
prima facie defense of human perpetuation because considerations of beneficence 
could override - in some cases probably should - override any duty to perpetuate 
human beings. While the goods of human life may be distinctive, they cannot serve 
as reason-giving in regard to their own perpetuation. Ironically, the exercise of 
beneficence may authorize the extinction of human beings, if it becomes possible to 
enhance the goods available to human descendants in a way that moves them away 
from human nature as now given. The defense of a morally obligatory and strictly 
human future remains elusive, even as it becomes morally desirable to work against 
Fateful Catastrophes, those human-caused events that threaten to extinguish 
existing lives already good and enriching for their bearers. 
https://www.ncbi.nlm.nih.gov/pubmed/27667120 

 
 
Nickels, A. S., G. D. Myers, L. M. Johnson, A. Joshi, R. R. Sharp and J. D. 
Lantos (2016). "Can Parents Refuse a Potentially Lifesaving Transplant for 
Severe Combined Immunodeficiency?" Pediatrics 138(1). 
 
If untreated, most children with severe combined immunodeficiency disorder (SCID) 
will die of complications of infection within the first 2 years of life. Early hematopoietic 
stem cell transplant (HSCT) is the current standard of care for this disease. Although 
potentially lifesaving, prognosis of HSCT in SCID is variable depending on a number 
of host and donor factors. Of the survivors, many develop secondary problems such 
as chronic graft-versus-host disease or even second malignancies. Posttransplant 
care is complex and requires great effort from parents to adhere to difficult treatment 
regimens. In this article, we address the difficult ethical question of what to do if 
parents choose not to have their child with SCID undergo HSCT but prefer palliative 
care. 
https://www.ncbi.nlm.nih.gov/pubmed/27307145 

 
October, T. W., P. S. Hinds, J. Wang, Z. B. Dizon, Y. I. Cheng and D. L. Roter 
(2016). "Parent Satisfaction With Communication Is Associated With 
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Physician's Patient-Centered Communication Patterns During Family 
Conferences." Pediatr Crit Care Med 17(6): 490-497. 
 
OBJECTIVES: To evaluate the association between physician's patient-centered 
communication patterns and parental satisfaction during decision-making family 
conferences in the PICU. DESIGN: Single-site, cross-sectional study. SETTING: 
Forty-four-bed PICUs in a free-standing children's hospital. PARTICIPANTS: Sixty-
seven English-speaking parents of 39 children who participated in an audiorecorded 
family conference with 11 critical care attending physicians. MEASUREMENTS AND 
MAIN RESULTS: Thirty-nine family conferences were audiorecorded. Sixty-seven of 
77 (92%) eligible parents were enrolled. The conference recordings were coded 
using the Roter Interaction Analysis System and a Roter Interaction Analysis 
System-based patient-centeredness score, which quantitatively evaluates the 
conversations for physician verbal dominance and discussion of psychosocial 
elements, such as a family's goals and preferences. Higher patient-centeredness 
scores reflect higher proportionate dialogue focused on psychosocial, lifestyle, and 
socioemotional topics relative to medically focused talk. Parents completed 
satisfaction surveys within 24 hours of the conference. Conferences averaged 45 
minutes in length (SD, 19 min), during which the medical team contributed 73% of 
the dialogue compared with parental contribution of 27%. Physicians dominated the 
medical team, contributing 89% of the team contribution to the dialogue. The majority 
of physician speech was medically focused (79%). A patient-centeredness score 
more than 0.75 predicted parental satisfaction (beta = 12.05; p < 0.0001), controlling 
for the length of conference, child severity of illness, parent race, and socioeconomic 
status. Parent satisfaction was negatively influenced by severity of illness of the 
patient (beta = -4.34; p = 0.0003), controlling for previously mentioned factors in the 
model. CONCLUSIONS: Parent-physician interactions with more patient-centered 
elements, such as increased proportions of empathetic statements, question asking, 
and emotional talk, positively influence parent satisfaction despite the child's severity 
of illness. 
https://www.ncbi.nlm.nih.gov/pubmed/27058750 

 
 
Rapoport, A. and W. Morrison (2016). "No child is an island: ethical 
considerations in end-of-life care for children and their families." Curr Opin 
Support Palliat Care 10(3): 196-200. 
 
PURPOSE OF REVIEW: Ethical challenges are commonly encountered when caring 
for children with life-threatening conditions. RECENT FINDINGS: Controversial end-
of-life issues, such as physician-assisted death and medical futility, may also arise in 
children. The approach to these issues in children may be guided by the 'adult' 
medical literature; the age of the patient should not be a relevant factor in 
determining the morality of these acts. As such, the focus of this review is on ethical 
issues unique to children and adolescents by nature of their dependence on their 
parents. Appreciation that child well-being is best promoted when care aligns with 
parental beliefs, values and culture has given rise to the practice of family-centred 
care, which we prefer to call 'family-partnered' care. Occasionally, a family-partnered 
approach may challenge fundamental paediatric ethical principles, including best 
interests, developing autonomy, and the importance of honesty and truth-telling. 
SUMMARY: This article explores the challenges that may arise when there is 
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disagreement between the child, the parents, and the healthcare providers about 
care at the end-of-life and provides suggestions to clinicians about how to help 
resolve these conflicts. 
https://www.ncbi.nlm.nih.gov/pubmed/27359076 

 
 
Ruhe, K. M., D. O. Badarau, P. Brazzola, H. Hengartner, B. S. Elger and T. 
Wangmo (2016). "Participation in pediatric oncology: views of child and 
adolescent patients." Psychooncology 25(9): 1036-1042. 
 
OBJECTIVE: The aim of the present study is to explore patient's perspectives in 
pediatric oncology on participation in discussions and decision-making surrounding 
their cancer diagnosis. METHODS: Seventeen patients between 9 and 17 years of 
age receiving treatment at centers of the Swiss Pediatric Oncology Group were 
interviewed for this study. Their interview data was analyzed qualitatively to identify 
themes with regard to participation in medical communication and/or decision-
making. RESULTS: Participants highlighted how their roles in health care 
discussions varied from direct participation to indirect involvement. Overall, there 
were fewer accounts of involvement in decision-making than in overall health care 
discussions. Challenges with regard to completely understanding the information 
provided and making decisions were identified. Participants also discussed situations 
when they were not involved in medical communication or decision-making. While 
they generally valued their participation, the preferred level of involvement oscillated 
between participants as well as within one and the same child across time. 
CONCLUSIONS: The complex pattern of participation found in this study calls for a 
flexible model of involving children and adolescents in health care that accounts for 
the varying roles and preferences that they manifest. A patient may appreciate active 
involvement in some decisions while choosing to remain in the background for 
others. Copyright (c) 2015 John Wiley & Sons, Ltd. 
https://www.ncbi.nlm.nih.gov/pubmed/26677126 

 
 
Sauer, C. W. and K. L. Marc-Aurele (2016). "Attempting to Honor Beliefs of 
Jehovah's Witnesses at the Edge of Viability in an Infant Born at 23 Weeks' 
Gestational Age." Am J Case Rep 17: 375-378. 
 
BACKGROUND: Infants born at 23 weeks' gestation have a poor prognosis and 
require intensive care, including blood transfusions, to survive. Generally speaking, 
the decision to forgo life support is acceptable. Jehovah's Witnesses believe that life 
is sacred and want lifesaving interventions except for blood transfusions. Therefore, 
an ethical dilemma exists when a baby is born on the edge of viability to parents that 
are Jehovah's Witnesses. In this case, if parents and healthcare professionals 
disagree on the best interests of the child, the medical team should obtain a court 
order from the state to intervene. CASE REPORT: We present the case of an infant 
born at 23 weeks' gestation to parents who are Jehovah's Witnesses. The parents 
wanted full life-support, except for blood transfusions, to be given. The clinical team 
obtained a court order to transfuse the infant. The infant unfortunately died despite 
all efforts. CONCLUSIONS: Currently, it is nearly impossible to honor the beliefs of 
Jehovah's Witnesses to provide lifesaving treatments without blood transfusions for 
infants born at the border of viability. If the goal is to prolong life, the standard of care 
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for a premature infant is for a doctor to obtain a court order to override the beliefs 
and wishes of Jehovah's Witness parents and transfuse blood products as medically 
indicated. Although bloodless techniques for high-risk surgeries are under 
development, care for premature infants at 23 weeks' gestation necessitates red cell 
transfusions. 
https://www.ncbi.nlm.nih.gov/pubmed/27255268 

 
 
Schuklenk, U. (2016). "Is Assisted Dying the Baby Boomers' Last Frontier?" 
Bioethics 30(7): 470. 
https://www.ncbi.nlm.nih.gov/pubmed/27496072 

 
 
 
Selandari, J. O., M. S. Ciruzzi, A. J. Roitman, F. Ledesma, C. Menendez and H. 
O. Garcia (2016). "Opinions of members of the National Civil (Family 
Proceedings) and Criminal Courts in withholding or withdrawing of life support 
situations in pediatrics." Arch Argent Pediatr 114(4): 298-304. 
 
INTRODUCTION: The possibility of sustaining life functions makes it difficult to 
distinguish between a dying patient and a patient with chances of survival, raising a 
dilemma for everyone around them. On the one side, continuing with life support 
techniques that would only extend an irreversible process and result in physical and 
psychological damage and harm their dignity. On the other side, withholding or 
withdrawing life support without an adequate reflection and diagnostic-therapeutic 
effort which may lead to the death of a potentially recoverable child. In addition, 
making decisions in this context implies facing barriers that hinder the possibility of 
pursuing the patient's best interest. Among such barriers, the fear of litigation plays a 
major role. To what extent is this fear justified? OBJECTIVE: To explore the opinions 
of the members of the National Judiciary regarding the approach to withholding or 
withdrawing of life support from a legal stance. POPULATION AND METHODS: 
Professionals working in the criminal, civil and forensic medicine settings. 
Semistructured survey on three hypothetical case histories that implied making a 
decision to withhold or withdraw life support. RESULTS: One hundred and eighty-
five surveys were distributed; 68 (36.76%) were partially completed and 51 (30.3%), 
in full. Twenty-eight (55%) survey respondents did not criminalize any of the three 
cases presented. Thirteen (25%) respondents considered that the decisions made in 
the three cases constituted a crime; 6 (12%), only in one case; and 4 (8%), in two 
out of the three. Crimes described by survey respondents included intentional 
homicide, wrongful death, and failure to render assistance. CONCLUSIONS: Forty-
five percent of survey respondents considered that decisions made involved some 
form of crime. 
https://www.ncbi.nlm.nih.gov/pubmed/27399006 

 
 
Sisk, B. A., M. Bluebond-Langner, L. Wiener, J. Mack and J. Wolfe (2016). 
"Prognostic Disclosures to Children: A Historical Perspective." Pediatrics 
138(3). 
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Prognostic disclosure to children has perpetually challenged clinicians and parents. 
In this article, we review the historical literature on prognostic disclosure to children 
in the United States using cancer as an illness model. Before 1948, there was 
virtually no literature focused on prognostic disclosure to children. As articles began 
to be published in the 1950s and 1960s, many clinicians and researchers initially 
recommended a "protective" approach to disclosure, where children were shielded 
from the harms of bad news. We identified 4 main arguments in the literature at this 
time supporting this "protective" approach. By the late 1960s, however, a growing 
number of clinicians and researchers were recommending a more "open" approach, 
where children were included in discussions of diagnosis, which at the time was 
often synonymous with a terminal prognosis. Four different arguments in the 
literature were used at this time supporting this "open" approach. Then, by the late 
1980s, the recommended approach to prognostic disclosure in pediatrics shifted 
largely from "never tell" to "always tell." In recent years, however, there has been a 
growing appreciation for the complexity of prognostic disclosure in pediatrics. 
Current understanding of pediatric disclosure does not lead to simple "black-and-
white" recommendations for disclosure practices. As with most difficult questions, we 
are left to balance competing factors on a case-by-case basis. We highlight 4 
categories of current considerations related to prognostic disclosure in pediatrics, 
and we offer several approaches to prognostic disclosure for clinicians who care for 
these young patients and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/27561728 

 
 
Weiss, E. M., F. K. Barg, N. Cook, E. Black and S. Joffe (2016). "Parental 
Decision-Making Preferences in Neonatal Intensive Care." J Pediatr 179: 36-
41.e33. 
 
OBJECTIVE: To explore how characteristics of medical decisions influence parents' 
preferences for control over decisions for their seriously ill infants. STUDY DESIGN: 
In qualitative interviews, parents of infants in the neonatal intensive care unit (NICU) 
were asked to consider all medical decisions they could recall, and were prompted 
with decisions commonly encountered in the NICU. For each decision, parents were 
asked detailed questions about who made each decision, whom they would have 
preferred to make the decision, and why. Using standard qualitative methods, 
responses were coded and organized such that decision-level characteristics could 
be analyzed according to preferred decision-making role. RESULTS: Parents 
identified 2 factors that were associated with a preference to delegate decisions to 
the medical team (high degree of urgency, high level of required medical expertise) 
and 4 factors associated with a preference to retain parental control (high perceived 
risk, high personal experience with the decision, involvement of foreign bodily fluids, 
and similarity to decisions that they perceived as part of the normal parental role). 
CONCLUSIONS: Characteristics of decisions influence preferences for control over 
medical decisions among parents of patients in the NICU. These insights may guide 
improvements in physician-parent communication and consent. 
https://www.ncbi.nlm.nih.gov/pubmed/27665039 
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Wightman, A. G. and M. A. Freeman (2016). "Update on Ethical Issues in 
Pediatric Dialysis: Has Pediatric Dialysis Become Morally Obligatory?" Clin J 
Am Soc Nephrol 11(8): 1456-1462. 
 
Improvements in pediatric dialysis over the past 50 years have made the decision to 
proceed with dialysis straightforward for the majority of pediatric patients. For certain 
groups, however, such as children with multiple comorbid conditions, children and 
families with few social and economic resources, and neonates and infants, the 
decision of whether to proceed with dialysis remains much more controversial. In this 
review, we will examine the best available data regarding the outcomes of dialysis in 
these populations and analyze the important ethical considerations that should guide 
decisions regarding dialysis for these patients. We conclude that providers must 
continue to follow a nuanced and individualized approach in decision making for 
each child and to recognize that, regardless of the decision reached about dialysis, 
there is a continued duty to care for patients and families to maximize the remaining 
quality of their lives. 
https://www.ncbi.nlm.nih.gov/pubmed/27037272 
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Education, Research and Professional Issues 

 

(2016). "Research and commentary." Nurs Child Young People 28(5): 13. 
 
Background Families' experiences at the end of life are affected by the quality of 
care family and child receive. Parental voices are an important element of gathering 
information on caring experiences and quality issues. 
https://www.ncbi.nlm.nih.gov/pubmed/27266744 

 
 
(2016). "Improvements in communication and relationship building are 
essential." Nurs Child Young People 28(4): 13. 
 
Understanding research priorities in children's palliative care is important for nurses, 
following the phasing out of the Liverpool Care Pathway, which has led to a change 
in palliative and end of life care ( Department of Health (DH) 2014 ). Advances in 
technology that can keep children alive for a long time is another area over which 
there is much debate ( Longden and Mayer 2007 ). 
https://www.ncbi.nlm.nih.gov/pubmed/27156414 

 
(2016). "Research and commentary." Nurs Child Young People 28(4): 13. 
 
Aim To gain an understanding of paediatric palliative care from healthcare workers 
and the parents of children who have received or provided palliative care with the 
aim of developing services through identifying priorities for research. 
https://www.ncbi.nlm.nih.gov/pubmed/27156415 

 
(2016). "Timing of initiation, patterns of breastfeeding, and infant survival: 
prospective analysis of pooled data from three randomised trials." Lancet Glob 
Health 4(4): e266-275. 
 
BACKGROUND: Although the benefits of exclusive breastfeeding for child health 
and survival, particularly in the post-neonatal period, are established, the 
independent beneficial effect of early breastfeeding initiation remains unclear. We 
studied the association between timing of breastfeeding initiation and post-enrolment 
neonatal and post-neonatal mortality up to 6 months of age, as well as the 
associations between breastfeeding pattern and mortality. METHODS: We examined 
associations between timing of breastfeeding initiation, post-enrolment neonatal 
mortality (enrolment 28 days), and post-neonatal mortality up to 6 months of age (29-
180 days) in a large cohort from three neonatal vitamin A trials in Ghana, India, and 
Tanzania. Newborn babies were eligible for these trials if their mother reported that 
they were likely to stay in the study area for the next 6 months, they could feed 
orally, were aged less than 3 days, and the primary caregiver gave informed 
consent. We excluded infants who initiated breastfeeding after 96 h, did not initiate, 
or had missing initiation status. We pooled the data from both randomised groups of 
the three trials and then categorised time of breastfeeding initiation as: at </=1 h, 2-
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23 h, and 24-96 h. We defined breastfeeding patterns as exclusive, predominant, or 
partial breastfeeding at 4 days, 1 month, and 3 months of age. We estimated relative 
risks using log binomial regression and Poisson regression with robust variances. 
Multivariate models controlled for site and potential confounders. FINDINGS: Of 99 
938 enrolled infants, 99 632 babies initiated breastfeeding by 96 h of age and were 
included in our prospective cohort. 56 981 (57.2%) initiated breastfeeding at </=1 h, 
38 043 (38.2%) at 2-23 h, and 4608 (4.6%) at 24-96 h. Compared with infants 
initiating breastfeeding within the first hour of life, neonatal mortality between 
enrolment and 28 days was higher in infants initiating at 2-23 h (adjusted relative risk 
1.41 [95% CI 1.24-1.62], p<0.0001), and in those initiating at 24-96 h (1.79 [1.39-
2.30], p<0.0001). These associations were similar when deaths in the first 4 days of 
life were excluded (1.32 [1.10-1.58], p=0.003, for breastfeeding initiation at 2-23 h, 
and 1.90 [1.38-2.62], p=0.0001, for initiation at 24-96 h). When data were stratified 
by exclusive breastfeeding status at 4 days of age (p value for interaction=0.690), 
these associations were also similar in magnitude but with wider confidence intervals 
for initiation at 2-23 h (1.41 [1.12-1.77], p=0.003) and for initiation at 24-96 h (1.51 
[0.63-3.65], p=0.357). Exclusive breastfeeding was also associated with the lower 
mortality during the first 6 months of life (1-3 months mortality: exclusive vs partial 
breastfeeding at 1 month 1.83 [1.45-2.32], p<0.0001, and exclusive breastfeeding vs 
no breastfeeding at 1 month 10.88 [8.27-14.31], p<0.0001). INTERPRETATION: Our 
findings suggest that early initiation of breastfeeding reduces neonatal and early 
infant mortality both through increasing rates of exclusive breastfeeding and by 
additional mechanisms. Both practices should be promoted by public health 
programmes and should be used in models to estimate lives saved. FUNDING: Bill & 
Melinda Gates Foundation through a grant to the WHO. 
https://www.ncbi.nlm.nih.gov/pubmed/27013313 

 
 
Abrahao, R., R. H. Keogh, D. Y. Lichtensztajn, R. Marcos-Gragera, B. C. 
Medeiros, M. P. Coleman, R. C. Ribeiro and T. H. Keegan (2016). "Predictors of 
early death and survival among children, adolescents and young adults with 
acute myeloid leukaemia in California, 1988-2011: a population-based study." 
Br J Haematol 173(2): 292-302. 
 
A better understanding of factors associated with early death and survival among 
children, adolescents and young adults with acute myeloid leukaemia (AML) may 
guide health policy aimed at improving outcomes in these patients. We examined 
trends in early death and survival among 3935 patients aged 0-39 years with de 
novo AML in California during 1988-2011 and investigated the associations between 
sociodemographic and selected clinical factors and outcomes. Early death declined 
from 9.7% in 1988-1995 to 7.1% in 2004-2011 (P = 0.062), and survival improved 
substantially over time. However, 5-year survival was still only 50% (95% confidence 
interval 47-53%) even in the most recent treatment period (2004-2011). Overall, the 
main factors associated with poor outcomes were older age at diagnosis, treatment 
at hospitals not affiliated with National Cancer Institute-designated cancer centres, 
and black race/ethnicity. For patients diagnosed during 1996-2011, survival was 
lower among those who lacked health insurance compared to those with public or 
private insurance. We conclude that mortality after AML remained strikingly high in 
California and increased with age. Possible strategies to improve outcomes include 
wider insurance coverage and treatment at specialized cancer centres. 
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Ahrensberg, J. M., M. Fenger-Gron and P. Vedsted (2016). "Primary Care Use 
before Cancer Diagnosis in Adolescents and Young Adults - A Nationwide 
Register Study." PLoS One 11(5): e0155933. 
 
INTRODUCTION: Survival rates of cancer patients have generally improved in 
recent years. However, children and older adults seem to have experienced more 
significant clinical benefits than adolescents and young adults (AYAs). Previous 
studies suggest a prolonged diagnostic pathway in AYAs, but little is known about 
their pre-diagnostic healthcare use. This study investigates the use of primary care 
among AYAs during the two years preceding a cancer diagnosis. METHODS: The 
study is a retrospective population-based matched cohort study using Danish 
nationwide registry data. All persons diagnosed with cancer during 2002-2011 in the 
age group 15-39 years were included (N = 12,306); each participant was matched on 
gender, age and general practice with 10 randomly selected references (N = 
123,060). The use of primary healthcare services (face-to-face contacts, blood tests 
and psychometric tests) was measured during the two years preceding the diagnosis 
(index date), and collected data were analysed in a negative binomial regression 
model. RESULTS: The cases generally increased their use of primary care already 
from 8 months before a cancer diagnosis, whereas a similar trend was not found for 
controls. The increase was observed for all cancer types, but it started at different 
times: 17 months before a diagnosis of CNS tumour, 12 months before a diagnosis 
of soft tissue sarcoma, 9 months before a diagnosis of lymphoma, 5-6 months before 
a diagnosis of leukaemia, bone tumour or GCT, and 3 months before a diagnosis of 
malignant melanoma. CONCLUSION: The use of primary care among AYAs 
increase several months before a cancer diagnosis. The diagnostic intervals are 
generally short for malignant melanomas and long for brain tumours. A prolonged 
diagnostic pathway may indicate non-specific or vague symptomatology and low 
awareness of cancer among AYAs primary-care personnel. The findings suggest 
potential of faster cancer diagnosis in AYAs. 
https://www.ncbi.nlm.nih.gov/pubmed/27203083  
 
Almeida Fde, A., M. S. Moraes and M. L. Cunha (2016). "Taking care of the 
newborn dying and their families: Nurses' experiences of neonatal intensive 
care." Rev Esc Enferm USP 50 Spec: 122-129. 
 
OBJECTIVE: To understand the experiences of nurses when caring for dying 
newborns and their families in the NICU; and redeem their perceptions about acting 
before the death and grieving process. METHOD: A descriptive exploratory study 
with a qualitative approach, developed with nine nurses at the ICU of a hospital in 
Sao Paulo (SP), Brazil. Data was collected through semi-structured interviews and 
analyzed using the Collective Subject Discourse (CSD). RESULTS: Caring for 
newborns who are dying and their families is very difficult for nurses, due to the 
intense involvement. They seek strategies to deal with the situation and, before the 
newborn's death, despite the suffering, express the feeling of accomplishment. 
CONCLUSIONS: Facing death and grief triggers mechanisms that emerge life 
references, coming across painful issues. Learning to deal with these questions is a 
daily challenge for nurses of the NICU.  
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Anderson, M., L. Hawkins, M. Eddleston, J. P. Thompson, J. A. Vale and S. H. 
Thomas (2016). "Severe and fatal pharmaceutical poisoning in young children 
in the UK." Arch Dis Child 101(7): 653-656. 
 
OBJECTIVE: Accidental poisoning in young children is common, but severe or fatal 
events are rare. This study was performed to identify the number of such events 
occurring in the UK and the medications that were most commonly responsible. 
DESIGN: Analysis of national data sets containing information relating to severe and 
fatal poisoning in children in the UK. DATA SOURCES: Office of National Statistics 
mortality data for fatal poisoning; Paediatric Intensive Care Audit Network 
admissions database and the National Poisons Information Service for severe non-
fatal poisoning; Hospital Episode Statistics for admission data for implicated agents. 
RESULTS: Between 2001 and 2013, there were 28 children aged 4 years and under 
with a death registered as due to accidental poisoning by a pharmaceutical product 
in England and Wales. Methadone was the responsible drug in 16 (57%) cases. In 
the UK, 201 children aged 4 years and under were admitted to paediatric intensive 
care with pharmaceutical poisoning between 2002 and 2012. The agent(s) 
responsible was identified in 115 cases, most commonly benzodiazepines (22/115, 
19%) and methadone (20/115, 17%). CONCLUSIONS: Methadone is the most 
common pharmaceutical causing fatal poisoning and a common cause of intensive 
care unit admissions in young children in the UK. 
https://www.ncbi.nlm.nih.gov/pubmed/27185085 

 
 
Andre, N. and E. Pasquier (2016). "Metronomics during palliative care in 
paediatric oncology? For sure! But handle me with care." Acta Paediatr 105(8): 
874-875. 
 
 
 
Andrzejowski, P. and W. Carroll (2016). "Codeine in paediatrics: pharmacology, 
prescribing and controversies." Arch Dis Child Educ Pract Ed 101(3): 148-151. 
 
Codeine is a drug that until recently was widely used in children. It was endorsed by 
the WHO as the second step on the analgesic ladder for cancer pain and has been 
used routinely for postoperative and breakthrough pain. Recently, its safety and 
efficacy have been called into question, following deaths after adenotonsillectomy 
was associated with its use. This has led to regulation by the US Food and Drug 
Administration, European Medicines Agency and the UK Medicines and Healthcare 
products Regulatory Agency to place significant restrictions on its use, and some 
centres have stopped using it altogether.In this article, we discuss the developmental 
pharmacology underpinning its action, reviewing what is known about the 
pharmacokinetics, pharmacodynamics and pharmacogenetics in children, how this 
relates to prescribing, as well as the practical issues and the recent regulatory 
framework surrounding its use. 
https://www.ncbi.nlm.nih.gov/pubmed/26984558 
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Asdahl, P. H., J. F. Winther, T. G. Bonnesen, S. De Fine Licht, T. 
Gudmundsdottir, A. S. Holmqvist, N. Malila, L. Tryggvadottir, F. Wesenberg, J. 
F. Dahlerup, J. H. Olsen and H. Hasle (2016). "Gastrointestinal and liver 
disease in Adult Life After Childhood Cancer in Scandinavia: A population-
based cohort study." Int J Cancer 139(7): 1501-1511. 
 
Survival after childhood cancer diagnosis has remarkably improved, but emerging 
evidence suggests that cancer-directed therapy may have adverse gastrointestinal 
late effects. We aimed to comprehensively assess the frequency of gastrointestinal 
and liver late effects among childhood cancer survivors and compare this frequency 
with the general population. Our population-based cohort study included all 1-year 
survivors of childhood and adolescent cancer in Denmark, Finland, Iceland, Norway 
and Sweden diagnosed from the 1940s and 1950s. Our outcomes of interest were 
hospitalization rates for gastrointestinal and liver diseases, which were ascertained 
from national patient registries. We calculated standardized hospitalization rate ratios 
(RRs) and absolute excess rates comparing hospitalizations of any gastrointestinal 
or liver disease and for specific disease entities between survivors and the general 
population. The study included 31,132 survivors and 207,041 comparison subjects. 
The median follow-up in the hospital registries were 10 years (range: 0-42) with 23% 
of the survivors being followed at least to the age of 40 years. Overall, survivors had 
a 60% relative excess of gastrointestinal or liver diseases [RR: 1.6, 95% confidence 
interval (CI): 1.6-1.7], which corresponds to an absolute excess of 360 (95% CI: 330-
390) hospitalizations per 100,000 person-years. Survivors of hepatic tumors, 
neuroblastoma and leukemia had the highest excess of gastrointestinal and liver 
diseases. In addition, we observed a relative excess of several specific diseases 
such as esophageal stricture (RR: 13; 95% CI: 9.2-20) and liver cirrhosis (RR: 2.9; 
95% CI: 2.0-4.1). Our findings provide useful information about the breadth and 
magnitude of late complications among childhood cancer survivors and can be used 
for generating hypotheses about potential exposures related to these gastrointestinal 
and liver late effects. 
https://www.ncbi.nlm.nih.gov/pubmed/27194488 

 
Aspesberro, F., M. D. Fesinmeyer, C. Zhou, J. J. Zimmerman and R. Mangione-
Smith (2016). "Construct Validity and Responsiveness of the Pediatric Quality 
of Life Inventory 4.0 Generic Core Scales and Infant Scales in the PICU." 
Pediatr Crit Care Med 17(6): e272-279. 
 
OBJECTIVES: To assess the construct validity and the responsiveness of the 
Pediatric Quality of Life Inventory 4.0 Generic Core Scales and Infant Scales in the 
medical-surgical (PICU) and cardiac PICU. DESIGN/SETTING/PARTICIPANTS: 
Prospective cohort study of 367 inpatients admitted either to the PICU or the cardiac 
ICU at Seattle Children's Hospital from January 2012 to June 2013. Parent/caregiver 
and child (>/= 8 yr old, developmentally appropriate, and critical illness resolved) 
Pediatric Quality of Life Inventory scores were obtained within 24 hours of 
PICU/cardiac ICU discharge and subsequently at 4-12 weeks following hospital 
discharge. Of the 491 eligible participants invited to participate, 367 (74.7% response 
rate) completed the Pediatric Quality of Life Inventory survey at ICU discharge, and 
of these, 263 (71.7% follow-up response rate) completed the follow-up survey 4-12 
weeks after hospital discharge. MEASUREMENTS AND MAIN RESULTS: 
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Responsiveness was assessed by calculating improvement scores (difference 
between follow-up and ICU discharge scores, Delta Pediatric Quality of Life 
Inventory). Construct validity was examined by comparing mean improvement 
scores for known groups differing by medical complexity. At follow-up, 
[INCREMENT] Pediatric Quality of Life Inventory scores were as follows (mean +/- 
SD): physical domain, 34.8 +/- 32.0; and psychosocial domain, 23.1 +/- 23.5. 
Patients with complex chronic or noncomplex chronic disease had physical 
functioning improvement scores that were 17.4 points (95% CI, -28.3 to -6.5; p < 
0.001) and 19.5 points (95% CI, -30.4 to -8.5; p < 0.002) lower than children with no 
chronic illness, respectively. Patients with complex chronic disease exhibited 
psychosocial improvement scores that were 9.6 points (95% CI, -18.4 to -0.8; p < 
0.033) lower than patients without chronic disease. Patients with noncomplex chronic 
disease had similar psychosocial improvement scores when compared with patients 
without chronic disease. CONCLUSIONS: As a measure of health-related quality of 
live, Pediatric Quality of Life Inventory demonstrated responsiveness and construct 
validity in a broad population of critically ill children. This measure represents a 
patient-centered clinically meaningful patient-or-parent-reported outcome measure 
for pediatric research assessing the clinical effectiveness of PICU/cardiac ICU 
interventions. When using health-related quality of life recovery as an outcome 
measure to assess clinical effectiveness in the PICU/cardiac ICU setting, measuring 
and controlling for the level of medical complexity is important in order to understand 
the true impact of clinical interventions. 
https://www.ncbi.nlm.nih.gov/pubmed/27261668 

 
 
Aulbert, W. and M. J. Kemper (2016). "Severe antenatally diagnosed renal 
disorders: background, prognosis and practical approach." Pediatr Nephrol 
31(4): 563-574. 
 
Nowadays most renal disorders, especially urinary tract malformations and renal 
cystic disease, are diagnosed antenatally. In cases of severe bilateral disease, 
intrauterine renal dysfunction may lead to renal oligohydramnios (ROH), resulting in 
pulmonary hypoplasia which affects perinatal mortality and morbidity as well as the 
long-term outcome. However, some infants may only have mild pulmonary and renal 
disease, and advances in postnatal and dialysis treatment have resulted in improved 
short- and long-term outcome even in those infants with severe ROH. Here, we 
review the current state of knowledge and clinical experience of patients presenting 
antenatally with severe bilateral renal disorders and ROH. By addressing underlying 
mechanisms, intrauterine tools of diagnosis and treatment as well as published 
outcome data, we hope to improve antenatal counselling and postnatal care. KEY 
SUMMARY POINTS: 1. Nowadays most renal disorders are diagnosed antenatally, 
especially urinary tract malformations and renal cystic disease. 2. Severe kidney 
dysfunction may lead to renal oligohydramnios, which can cause pulmonary 
hypoplasia and is a risk factor of perinatal mortality and postnatal renal outcome. 
However, as considerable clinical heterogeneity is present, outcome predictions 
need to be treated with caution. 3. Advances in postnatal and dialysis treatment have 
resulted in improved short- and long-term outcomes even in infants with severe renal 
oligohydramnios. 4. A multidisciplinary approach with specialist input is required 
when counselling a family with an ROH-affected fetus as the decision-making 
process is very challenging. 
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Azanan, M. S., N. K. Abdullah, L. L. Chua, S. H. Lum, S. S. Abdul Ghafar, A. 
Kamarulzaman, S. Kamaruzzaman, S. R. Lewin, Y. L. Woo, H. Ariffin and R. 
Rajasuriar (2016). "Immunity in young adult survivors of childhood leukemia is 
similar to the elderly rather than age-matched controls: Role of 
cytomegalovirus." Eur J Immunol 46(7): 1715-1726. 
 
Many treatment complications that occur late in childhood cancer survivors resemble 
age-related comorbidities observed in the elderly. An immune phenotype 
characterized by increased immune activation, systemic inflammation, and 
accumulation of late-differentiated memory CD57(+) CD28(-) T cells has been 
associated with comorbidities in the elderly. Here, we explored if this phenotype was 
present in young adult leukemia survivors following an average of 19 years from 
chemotherapy and/or radiotherapy completion, and compared this with that in age-
matched controls. We found that markers of systemic inflammation-IL-6 and human 
C-reactive protein and immune activation-CD38 and HLA-DR on T cells, soluble CD 
(sCD)163 from monocytes and macrophages-were increased in survivors compared 
to controls. T-cell responses specific to cytomegalovirus (CMV) were also increased 
in survivors compared to controls while CMV IgG levels in survivors were 
comparable to levels measured in the elderly (>50years) and correlated with IL-6, 
human C-reactive protein, sCD163, and CD57(+) CD28(-) memory T cells. Immune 
activation and inflammation markers correlated poorly with prior chemotherapy and 
radiotherapy exposure. These data suggest that CMV infection/reactivation is 
strongly correlated with the immunological phenotype seen in young childhood 
leukemia survivors and these changes may be associated with the early onset of 
age-related comorbidities in this group. 
https://www.ncbi.nlm.nih.gov/pubmed/27129782 

 
 
Barlevy, D., T. Wangmo, B. S. Elger and V. Ravitsky (2016). "Attitudes, Beliefs, 
and Trends Regarding Adolescent Oncofertility Discussions: A Systematic 
Literature Review." J Adolesc Young Adult Oncol 5(2): 119-134. 
 
PURPOSE: Due to improved survival rates of adolescent cancers, increasing 
attention is paid to addressing patients' future quality of life after treatment. A salient 
quality of life issue for adolescent survivors is reproductive capacity. Discussing 
oncofertility, that is, cancer treatment's possible effects on fertility and fertility 
preservation (FP) options, is a means to address this concern by informing patients 
and parents regarding options available to them to prevent future struggles with 
infertility. This systematic literature review aggregates and summarizes the attitudes, 
beliefs, and patterns of behavior of all stakeholders (i.e., patients, parents, and 
healthcare providers) in oncofertility discussions when the patient is an adolescent 
(12-17 years old). METHODS: English, French, and German literature was 
systematically identified according to Preferred Reporting Items for Systematic 
Reviews and Meta-Analyses (PRISMA) guidelines, via four databases, using several 
combinations of search terms. Book chapters, dissertations, and peer-reviewed 
qualitative and quantitative studies are included in this review. RESULTS: 
Adolescents and parents have similar informational and counseling needs. Both 
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seek to be fully informed about cancer treatment's effects on fertility and FP options. 
Adolescents have varying experiences of oncofertility discussions and decision 
making due to sex and/or age differences. Parents and healthcare professionals 
alike sometimes underestimate the importance of fertility for adolescent cancer 
patients. Healthcare professionals hold various beliefs and practices with respect to 
adolescent oncofertility discussions. Many are cognizant of the various barriers that 
impede successful discussion and strive to overcome them. CONCLUSION: In order 
to overcome discussion barriers and meet adolescent patients and their parents' 
informational needs, it is essential to create and implement practice guidelines, as 
well as properly educate and train healthcare professionals about oncofertility issues. 
https://www.ncbi.nlm.nih.gov/pubmed/26859796 

 
 
Bateman, L. B., M. L. White, N. M. Tofil, J. M. Clair and B. L. Needham (2016). "A 
Qualitative Examination of Physician Gender and Parental Status in Pediatric 
End-of-Life Communication." Health Commun: 1-7. 
 
In this study we utilized the framework of patient-centered communication to explore 
the influence of physician gender and physician parental status on (1) physician-
parent communication and (2) care of pediatric patients at the end of life (EOL). The 
findings presented here emerged from a larger qualitative study that explored 
physician narratives surrounding pediatric EOL communication. The current study 
includes 17 pediatric critical care and pediatric emergency medicine physician 
participants who completed narrative interviews between March and October 2012 to 
discuss how their backgrounds influenced their approaches to pediatric EOL 
communication. Between April and June of 2013, participants completed a second 
round of narrative interviews to discuss topics generated out of the first round of 
interviews. We used grounded theory to inform the design and analysis of the study. 
Findings indicated that physician gender is related to pediatric EOL communication 
and care in two primary ways: (1) the level of physician emotional distress and (2) 
the way physicians perceive the influence of gender on communication. Additionally, 
parental status emerged as an important theme as it related to EOL decision-making 
and communication, emotional distress, and empathy. Although physicians reported 
experiencing more emotional distress related to interacting with patients at the EOL 
after they became parents, they also felt that they were better able to show empathy 
to parents of their patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27436067 

 
 
Beecham, E., B. F. Hudson, L. Oostendorp, B. Candy, L. Jones, V. Vickerstaff, 
M. Lakhanpaul, P. Stone, L. Chambers, D. Hall, K. Hall, T. Ganeshamoorthy, M. 
Comac and M. Bluebond-Langner (2016). "A call for increased paediatric 
palliative care research: Identifying barriers." Palliat Med 30(10): 979-980. 
https://www.ncbi.nlm.nih.gov/pubmed/27178539 

 
 
Berdishevsky, H., V. A. Lebel, J. Bettany-Saltikov, M. Rigo, A. Lebel, A. Hennes, 
M. Romano, M. Bialek, A. M'Hango, T. Betts, J. C. de Mauroy and J. Durmala 
(2016). "Physiotherapy scoliosis-specific exercises - a comprehensive review 
of seven major schools." Scoliosis Spinal Disord 11: 20. 
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In recent decades, there has been a call for change among all stakeholders involved 
in scoliosis management. Parents of children with scoliosis have complained about 
the so-called "wait and see" approach that far too many doctors use when evaluating 
children's scoliosis curves between 10 degrees and 25 degrees . Observation, 
Physiotherapy Scoliosis Specific Exercises (PSSE) and bracing for idiopathic 
scoliosis during growth are all therapeutic interventions accepted by the 2011 
International Society on Scoliosis Orthopaedic and Rehabilitation Treatment 
(SOSORT). The standard features of these interventions are: 1) 3-dimension self-
correction; 2) Training activities of daily living (ADL); and 3) Stabilization of the 
corrected posture. PSSE is part of a scoliosis care model that includes scoliosis 
specific education, scoliosis specific physical therapy exercises, observation or 
surveillance, psychological support and intervention, bracing and surgery. The model 
is oriented to the patient. Diagnosis and patient evaluation is essential in this model 
looking at a patient-oriented decision according to clinical experience, scientific 
evidence and patient's preference. Thus, specific exercises are not considered as an 
alternative to bracing or surgery but as a therapeutic intervention, which can be used 
alone or in combination with bracing or surgery according to individual indication. In 
the PSSE model it is recommended that the physical therapist work as part of a 
multidisciplinary team including the orthopeadic doctor, the orthotist, and the mental 
health care provider - all are according to the SOSORT guidelines and Scoliosis 
Research Society (SRS) philosophy. From clinical experiences, PSSE can 
temporarily stabilize progressive scoliosis curves during the secondary period of 
progression, more than a year after passing the peak of growth. In non-progressive 
scoliosis, the regular practice of PSSE could produce a temporary and significant 
reduction of the Cobb angle. PSSE can also produce benefits in subjects with 
scoliosis other than reducing the Cobb angle, like improving back asymmetry, based 
on 3D self-correction and stabilization of a stable 3D corrected posture, as well as 
the secondary muscle imbalance and related pain. In more severe cases of thoracic 
scoliosis, it can also improve breathing function. This paper will discuss in detail 
seven major scoliosis schools and their approaches to PSSE, including their bracing 
techniques and scientific evidence. The aim of this paper is to understand and learn 
about the different international treatment methods so that physical therapists can 
incorporate the best from each into their own practices, and in that way attempt to 
improve the conservative management of patients with idiopathic scoliosis. These 
schools are presented in the historical order in which they were developed. They 
include the Lyon approach from France, the Katharina Schroth Asklepios approach 
from Germany, the Scientific Exercise Approach to Scoliosis (SEAS) from Italy, the 
Barcelona Scoliosis Physical Therapy School approach (BSPTS) from Spain, the 
Dobomed approach from Poland, the Side Shift approach from the United Kingdom, 
and the Functional Individual Therapy of Scoliosis approach (FITS) from Poland. 
https://www.ncbi.nlm.nih.gov/pubmed/27525315 

 
Beresford, B., F. Gibson, J. Bayliss and S. Mukherjee (2016). "Preventing work-
related stress among staff working in children's cancer Principal Treatment 
Centres in the UK: a brief survey of staff support systems and practices." Eur 
J Cancer Care (Engl). 
 
Growing evidence of the association between health professionals' well-being and 
patient and organisational outcomes points to the need for effective staff support. 
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This paper reports a brief survey of the UK's children's cancer Principal Treatment 
Centres (PTCs) regarding staff support systems and practices. A short on-line 
questionnaire, administered in 2012-2013, collected information about the availability 
of staff support interventions which seek to prevent work-related stress among 
different members of the multi-disciplinary team (MDT). It was completed by a 
member of staff with, where required, assistance from colleagues. All PTCs (n = 19) 
participated. Debriefs following a patient death was the most frequently reported staff 
support practice. Support groups were infrequently mentioned. There was wide 
variability between PTCs, and between professional groups, regarding the number 
and type of interventions available. Doctors appear to be least likely to have access 
to support. A few Centres routinely addressed work-related stress in wider staff 
management strategies. Two Centres had developed a bespoke intervention. Very 
few Centres were reported to actively raise awareness of support available from their 
hospital's Occupational Health department. A minority of PTCs had expert input 
regarding staff support from clinical psychology/liaison psychiatry. 
https://www.ncbi.nlm.nih.gov/pubmed/27375083 

 
 
Bertaud, S., D. F. Lloyd, J. Laddie and R. Razavi (2016). "The importance of 
early involvement of paediatric palliative care for patients with severe 
congenital heart disease." Arch Dis Child 101(10): 984-987. 
 
Growing numbers of patients with severe congenital heart disease (CHD) are 
surviving into late childhood and beyond. This increasingly complex patient group 
may experience multiple formidable and precarious interventions, lifelong morbidity 
and the very real risk of premature death on many occasions throughout their 
childhood. In this paper, we discuss the advantages of a fully integrated palliative 
care ethos in patients with CHD, offering the potential for improved symptom control, 
more informed decision-making and enhanced support for patients and their families 
throughout their disease trajectory. These core principles may be delivered 
alongside expert cardiac care via non-specialists within pre-existing networks or via 
specialists in paediatric palliative care when appropriate. By broaching these 
complex issues early-even from the point of diagnosis-an individualised set of values 
can be established around not just end-of-life but also quality-of-life decisions, with 
clear benefits for patients and their families regardless of outcome. 
https://www.ncbi.nlm.nih.gov/pubmed/27102758 

 
 
Blackburn, M., L. Chambers and S. Earle (2016). "Talking about sex, 
relationships and intimacy: new guidance and standards for nurses and other 
health and social care professionals working with young people with life-
limiting and life-threatening conditions: Publication of Sexuality Standards and 
Guidance for nurses and other health and social care professionals working 
with life-limited young adults, care staff and their families (December 2015 and 
July 2016)." J Adv Nurs. 
https://www.ncbi.nlm.nih.gov/pubmed/27485996 
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Blommaert, D., K. van Hulst, F. J. Hoogen, C. E. Erasmus and S. B. Wortmann 
(2016). "Diagnosis and Management of Drooling in Children With Progressive 
Dystonia: A Case Series of Patients With MEGDEL Syndrome." J Child Neurol 
31(10): 1220-1226. 
 
Drooling is a common problem in children with progressive dystonia. The authors 
noted a 58% incidence of drooling in 22/38 children with MEGDEL, a rare 
neurodegenerative cause of dystonia and report on the clinical course of four 
patients. Drooling of varying severity and subsequent respiratory problems were 
treated at the authors' multidisciplinary saliva-control outpatient clinic. One patient 
improved on antireflux medication, the second after medication with drooling as side 
effect was changed. Two other patients underwent salivary gland surgery, one of 
whom significantly improved; the other died shortly after surgery. The heterogeneity 
of the cases presented shows the need for stepwise and personalized treatment. 
The authors recommend the following: (1) optimize the treatment of the underlying 
neurological condition and replace medication that stimulates saliva secretion; (2) 
treat constipation, scoliosis, and gastroesophageal reflux if there is still a risk of 
chronic aspiration of saliva; (3) perform more intense/invasive treatment (botulinum 
toxin, salivary gland surgery). 
https://www.ncbi.nlm.nih.gov/pubmed/27229007 

 
 
Caraballo, M., S. Shimasaki, K. Johnston, G. Tung, K. Albright and A. C. 
Halbower (2016). "Knowledge, Attitudes, and Risk for Sudden Unexpected 
Infant Death in Children of Adolescent Mothers: A Qualitative Study." J Pediatr 
174: 78-83.e72. 
 
OBJECTIVE: To investigate practices, knowledge, attitudes, and beliefs regarding 
infant sleep among adolescent mothers, a demographic at high risk for sudden 
unexpected infant death, and to identify novel public health interventions targeting 
the particular reasons of this population. STUDY DESIGN: Seven targeted focus 
groups including 43 adolescent mothers were conducted at high school daycare 
centers throughout Colorado. Focus groups were recorded, transcribed, validated, 
and then analyzed in NVivo 10. Validation included coding consistency statistics and 
expert review. RESULTS: Most mothers knew many of the American Academy of 
Pediatrics recommendations for infant sleep. However, almost all teens reported 
bedsharing regularly and used loose blankets or soft bedding despite being informed 
of risks. Reasons for nonadherence to recommendations included beliefs that babies 
are safest and sleep more/better in bed with them, that bedsharing is a bonding 
opportunity, and that bedsharing is easier than using a separate sleep space. The 
most common justifications for blankets were infant comfort and concern that babies 
were cold. Participants' decision making was often influenced by their own mothers, 
with whom they often resided. Participants felt that their instincts trumped 
professional advice, even when in direct contradiction to safe sleep 
recommendations. CONCLUSIONS: Among focus group participants, adherence 
with safe sleep practices was poor despite awareness of the American Academy of 
Pediatrics recommendations. Many mothers expressed beliefs and instincts that 
infants were safe in various unsafe sleep environments. Future study should 
investigate the efficacy of alternative educational strategies, including education of 
grandmothers, who have significant influence over adolescent mothers. 
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Chumpitazi, C. E., C. A. Rees, B. P. Chumpitazi, D. C. Hsu, C. B. Doughty and 
M. I. Lorin (2016). "Creation and Assessment of a Bad News Delivery 
Simulation Curriculum for Pediatric Emergency Medicine Fellows." Cureus 
8(5): e595. 
 
Background Bad news in the context of health care has been broadly defined as 
significant information that negatively alters people's perceptions of the present or 
future. Effectively delivering bad news (DBN) in the setting of the emergency 
department requires excellent communication skills. Evidence shows that bad news 
is frequently given inadequately. Studies show that trainees need to devote more 
time to developing this skill through formalized training. This program's objectives 
were to utilize trained standardized patients in a simulation setting to assist pediatric 
emergency medicine (PEM) fellows in the development of effective, sensitive, and 
compassionate communication with patients and family members when conveying 
bad news, and to recognize and respond to the patient/parent's reaction to such 
news. Methods PEM fellows participated in a novel curriculum utilizing simulated 
patients (SPs) acting as the patient's parent and immersive techniques in a realistic 
and supportive environment. A baseline survey was conducted to ascertain 
participant demographics and previous experience with simulation and DBN. 
Experienced, multi-disciplinary faculty participated in a training workshop with the 
SPs one week prior to course delivery. Three scenarios were developed for bad 
news delivery. Instructors watched via remote video feed while the fellows 
individually interacted with the SPs and then participated in a confidential debriefing. 
Fellows later joined for group debriefing. Fellow characteristics, experience, and self-
perceived comfort pre/post-course were collected. Results Baseline data 
demonstrated that 78% of fellows reported DBN two or more times per month. 
Ninety-three percent of fellows in this study were present during the delivery of news 
about the death of a child to a parent or family member in the six-month period 
preceding this course. Fellows' self-reported comfort level in DBN to a patient/family 
and dealing with patient and parent emotions improved significantly (p=0.034 and 
p=0.046, respectively). Conclusions Pediatric emergency medicine fellows frequently 
deliver bad news. A course using SPs was well received by trainees and resulted in 
improvement in self-assessed skills and comfort. This curriculum provides the 
opportunity for fellows to receive patient/parent feedback of their communication 
skills and observations from skilled instructors. This methodology should be 
considered when creating training curricula for bad news delivery skills. 
https://www.ncbi.nlm.nih.gov/pubmed/27335708 

 
 
Cozad, M. J., L. C. Lindley and S. J. Mixer (2016). "Using Agency Nurses to Fill 
RN Vacancies Within Specialized Hospice and Palliative Care." Policy Polit 
Nurs Pract 17(3): 147-155. 
 
The use of agency nurses offers flexibility in filling registered nurse (RN) openings 
during times of shortage, yet little is known about their use in specialized palliative 
care. In an effort to fill this knowledge gap, this study determined whether significant 
relationships existed between full-time and part-time RN vacancies and the use of 
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agency RNs within specialized hospices that deliver perinatal end-of-life care to 
women and their families in the event of miscarriage, ectopic pregnancy, or other 
neonatal complications resulting in death. This study used data from the 2007 
National Home and Hospice Care Survey and multivariate regression methods to 
estimate the association between RN vacancies and agency RNs use. 
Approximately 13% of perinatal hospices in 2007 used agency nurses. Increases in 
full-time RN vacancies are associated with a significant increase in the use of 
agency RNs, while part-time RN vacancies are associated with a significant 
decrease in agency RNs. These results suggest that full-time agency RNs were used 
as a supplemental workforce to fill vacancies until the full-time position is recruited. 
However, for part-time vacancies, the responsibilities of those positions shifted onto 
existing staff and the position was not filled. 
https://www.ncbi.nlm.nih.gov/pubmed/27683508 

 
 
Currie, E. R., C. Roche, B. J. Christian, M. Bakitas and K. Meneses (2016). 
"Recruiting bereaved parents for research after infant death in the neonatal 
intensive care unit." Appl Nurs Res 32: 281-285. 
 
Understanding parental experiences following infant death in the neonatal intensive 
care unit (NICU) is a high research priority and a necessary first step to improving 
health services. However, recruiting bereaved parents to discuss their experiences 
on such an extremely sensitive topic can be challenging and research procedures 
must be planned carefully in order to get an adequate sample. There is little 
published in the literature detailing specific strategies for recruiting bereaved parents 
for grief research, especially strategies for contacting parents and identifying factors 
that might affect participation. The purpose of this paper is to describe the process of 
recruiting bereaved parents into a qualitative research study exploring parental NICU 
experiences and grief responses following infant death. We describe a successful 
recruitment plan that led to the enrollment of difficult to recruit participants such as 
fathers, and individuals representing minorities and those from lower socioeconomic 
(SES) groups. Bereaved parents of infants after an NICU hospitalization should 
continue to be recruited for research studies for their unique perspectives and 
valuable insights about the devastating experience of infant death. Participants in 
this study reported more benefits than harm and the results addressed a critical gap 
in the literature. 
https://www.ncbi.nlm.nih.gov/pubmed/27969043 

 
 
de Boer, J. C., J. van Rosmalen, A. B. Bakker and M. van Dijk (2016). 
"Appropriateness of care and moral distress among neonatal intensive care 
unit staff: repeated measurements." Nurs Crit Care 21(3): e19-27. 
 
BACKGROUND: Perceived constraints to providing patient care in their own morally 
justified way may cause moral distress (MD) in neonatal nurses and physicians. 
Negative long-term effects of MD include substandard patient care, burnout and 
leaving the profession. AIM: To assess the immediate impact of perceived 
inappropriate patient care on nurses' and physicians' MD intensity, and explore a 
possible moderating effect of ethical climate. DESIGN: In a repeated measures 
design, after baseline assessment, each participant completed self-report 
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questionnaires after five randomly selected shifts. Data were analysed with logistic 
and Tobit regression. PARTICIPANTS: Data were collected among 117 of 147 
eligible nurses and physicians (80%) in a level-III neonatal intensive care unit in the 
Netherlands. RESULTS: At baseline, overall MD was relatively low; in nurses, it was 
significantly higher than in physicians. Few morally distressing situations were 
reported in the repeated measurements, but distress could be intense in these 
cases; nurses' and physicians' scores were comparable. Physicians were 
significantly more likely than nurses to disagree with their patients' level of care (p = 
0.02). Still, perceived overtreatment, but not undertreatment, was significantly related 
to distress intensity in both professional groups; ethical climate did not moderate this 
effect. Substandard patient care due to lack of continuity, poor communication and 
unsafe levels of staffing were rated as more important causes of MD than perceived 
inappropriate care. CONCLUSIONS: Although infrequently perceived, overtreatment 
of patients caused considerable distress in nurses and physicians. Our unit 
introduced multidisciplinary medical ethical decision making 5 years ago, which may 
partly explain the low MD at baseline. RELEVANCE TO CLINICAL PRACTICE: MD 
might be prevented by improved continuity of care, safe levels of staffing and better 
team communication, along with other targeted interventions with demonstrated 
effectiveness, such as palliative care programs and facilitated ethics conversations. 
https://www.ncbi.nlm.nih.gov/pubmed/26380963 

 
 
de Vries, K., J. Walton, K. Nelson and R. Knox (2016). "An examination of the 
research priorities for a hospice service in New Zealand: A Delphi study." 
Palliat Support Care 14(3): 232-240. 
 
OBJECTIVES: Palliative care research is relatively diverse and prioritizing research 
in this field is dependent on multiple factors such as complex ethical decisions in 
designing and conducting the research; access to participants who may be deemed 
"vulnerable" and an increasingly medically focused approach to care. The aim of this 
study was to inform organizational decision-making and policy development 
regarding future research priorities for a hospice service in New Zealand. 
METHODS: A modified three-round Delphi technique was employed. Participants 
were drawn from one dedicated specialist palliative care service that delivers care in 
the community, day-care, hospice inpatient, aged residential care, and acute hospital 
palliative care service. A purposive sample included palliative care staff (n = 10, 18, 
9, for rounds 1-3, respectively) volunteers (n = 10, 12, 11); and patients and family 
carers (n = 6, 8, for rounds 1 and 2). Patients and family carers were not involved in 
the third round. RESULTS: At final ranking of six research themes encompassing 23 
research topics were identified by staff and volunteers. These were: symptom 
management; aged care; education; community; patient and family; and 
bereavement support and young people. Patients and family carers agreed on four 
themes, made up of 10 research topics. These were: decision-making, bereavement 
and loss, symptom management; and recognition of need and response of service. 
SIGNIFICANCE OF RESULTS: The study generated a rich set of research themes 
and specific research topics. The perspectives of staff and volunteers are 
significantly different from those of patients and family members, in spite of the 
recognition by all concerned that palliative care services work within a philosophy of 
patient-centered care. Open discussion of ideas has the potential to engage both 
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staff and patients and carers in quality improvement initiatives, and to reinforce the 
value of research for patient care. 
https://www.ncbi.nlm.nih.gov/pubmed/26079850 

 
 
Dexter, Y. (2016). "Storyboarding as an aid to learning about death in 
children's nursing." Nurs Child Young People 28(5): 16-21. 
 
The sudden or anticipated death of a child is one of the most challenging and unique 
experiences that children's nursing students will encounter in practice. There is 
evidence to suggest that the effect this can have on a practitioner can affect quality 
of care. Although education for nurses about dealing with death has been studied, 
there is limited research into the education of those working with dying children and 
how effective it is in preparing them to deal with the situation. This deficit presents 
those involved in children's nurse education with a significant challenge and an 
opportunity to be innovative. This article examines the use of storyboarding as a 
creative teaching tool to enable children's nursing students to reflect on their 
experiences of working with children and families in death situations. The wider 
implications for the use of this technique in practice and education are considered. 
https://www.ncbi.nlm.nih.gov/pubmed/27266749 

 
 
Downing, J., R. Kiman, S. Boucher, B. Nkosi, B. Steel, C. Marston, E. Lascar 
and J. Marston (2016). "Children's palliative care now! Highlights from the 
second ICPCN conference on children's palliative care, 18-21 May 2016, 
Buenos Aires, Argentina." Ecancermedicalscience 10: 667. 
 
The International Children's Palliative Care Network held its second international 
conference on children's palliative care in Buenos Aires, Argentina, from the 18th-
21st May 2016. The theme of the conference was 'Children's Palliative Care.... Now!' 
emphasising the need for palliative care for children now, as the future will be too 
late for many of them. Six pre-conference workshops were held, addressing issues 
connected to pain assessment and management, adolescent palliative care, ethics 
and decision-making, developing programmes, the basics of children's palliative 
care, and hidden aspects of children's palliative care. The conference brought 
together 410 participants from 40 countries. Plenary, concurrent, and poster 
presentations covered issues around the status of children's palliative care, genetics, 
perinatal and neonatal palliative care, the impact of children's palliative care and the 
experiences of parents and volunteers, palliative care as a human right, education in 
children's palliative care, managing complex pain in children, spiritual care and when 
to initiate palliative care. The 'Big Debate' explored issues around decision-making 
and end of life care in children, and gave participants the opportunity to explore a 
sensitive and thought provoking topic. At the end of the conference, delegates were 
urged to sign the Commitment of Buenos Aires which called for governments to 
implement the WHA resolution and ensure access to palliative care for neonates, 
children and their families, and also commits us as palliative care providers to share 
all that we can and collaborate with each other to achieve the global vision of 
palliative care for all children who need it. The conference highlighted the ongoing 
issues in children's palliative care and participants were continually challenged to 
ensure that children can access palliative care NOW. 
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Ekins, S. and J. Wood (2016). "Incentives for Starting Small Companies 
Focused on Rare and Neglected Diseases." Pharm Res 33(4): 809-815. 
 
Starting biotech or pharmaceutical companies is traditionally thought to be based 
around a scientist, their technology platform or a clinical candidate spun out from 
another company. Between us we have taken a different approach and formed two 
small early stage companies after initially leveraging the perspective of a parent with 
a child with a life-threatening rare disease. Phoenix Nest ( 
http://www.phoenixnestbiotech.com/ ) was co-founded to work on treatments for 
Sanfilippo syndrome a devastating neurodegenerative lysosomal storage disorder. In 
the space of just over 3 years we have built up collaborations with leading scientists 
in academia and industry and been awarded multiple NIH small business grants. The 
second company, Collaborations Pharmaceuticals Inc. ( 
http://www.collaborationspharma.com/ ) was founded to address some of the other 
7000 or so rare diseases as well as neglected infectious diseases. The Rare 
Pediatric Disease Priority Review Voucher is likely the most important incentive for 
companies working on rare diseases with very small populations. This may also be 
partially responsible for the recent acquisitions of rare disease companies with late 
stage candidates. Lessons learned in the process of starting our companies are that 
rare disease parents or patients can readily partner with a scientist and fund 
research through NIH grants rather than venture capital or angel investors initially. 
This process may be slow so patience and perseverance is key. We would 
encourage other pharmaceutical scientists to meet rare disease parents, patients or 
advocates and work with them to further the science on their diseases and create a 
source of future drugs. 
https://www.ncbi.nlm.nih.gov/pubmed/26666772 

 
 
Falck, A. J., S. Moorthy and B. Hussey-Gardner (2016). "Perceptions of 
Palliative Care in the NICU." Adv Neonatal Care 16(3): 191-200. 
 
BACKGROUND AND PURPOSE: The American Academy of Pediatrics supports 
palliative care (PC) for all children with life-threatening illnesses. Thus, many 
neonatal intensive care unit (NICU) patients and their families could benefit from PC. 
Our study objective was to examine provision of PC as experienced by mothers and 
healthcare providers (HCPs) of NICU patients with life-threatening illnesses. 
Palliative care components explored included communication, choices, comfort, 
psychosocial and spiritual needs, and coordination of care. METHODS: In this 
qualitative, descriptive study, we conducted semistructured interviews with mothers 
of infants with life-threatening illnesses and NICU HCPs who cared for these infants. 
Mothers selected HCPs who were key figures during their infant's NICU stay to 
participate. Interviews were transcribed and manually coded until themes emerged 
and theoretical saturation was achieved. Researchers reviewed charts for 
demographics and notes pertaining to PC. Triangulation of maternal interviews, HCP 
interviews, and chart notes was performed. RESULTS: Theoretical saturation was 
achieved after 12 interviews. Mothers identified 5 nurses and 1 physician to be 
interviewed. Five themes were identified following data analysis and triangulation: (1) 
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communication, (2) privacy, (3) continuity of care and relationship building, (4) 
maternal knowledge seeking, and (5) emotional turmoil. IMPLICATIONS FOR 
PRACTICE AND RESEARCH: Of domains of pediatric PC explored, participants 
emphasized transparent communication, family meetings as a venue for 
collaboration and shared decision making, the significance of psychosocial support 
for maternal emotional distress, and the importance of continuity of care across an 
often long and stressful hospitalization. Although mothers desired privacy, 
participants valued the security of the open-room NICU design. Future research 
should address components of PC that predominate in this specialized population. 
https://www.ncbi.nlm.nih.gov/pubmed/27140033 

 
 
Fallat, M. E., A. P. Barbee, R. Forest, M. E. McClure, K. Henry and M. R. 
Cunningham (2016). "Family Centered Practice During Pediatric Death in an 
Out of Hospital Setting." Prehosp Emerg Care 20(6): 798-807. 
 
OBJECTIVE: To understand effective ways for EMS providers to interact with 
distressed family members during a field intervention involving a recent or impending 
out-of-hospital (OOH) pediatric death. METHODS: Eight focus groups with 98 EMS 
providers were conducted in urban and rural settings between November 2013 and 
March 2014. Sixty-eight providers also completed a short questionnaire about a 
specific event including demographics. Seventy-eight percent of providers were 
males, 13% were either African American or Hispanic, and the average number of 
years in EMS was 16 years. They were asked how team members managed the 
family during the response to a dying child, what was most helpful for families whose 
child suddenly and unexpectedly was dead in the OOH setting, and what follow up 
efforts with the family were effective. RESULTS: The professional response by the 
EMS team was critical to family coping and getting necessary support. There were 
several critical competencies identified to help the family cope including: (1) that 
EMS provide excellent and expeditious care with seamless coordination, (2) allowing 
family to witness the resuscitation including the attempts to save the child's life, and 
(3) providing ongoing communication. Whether the child is removed from the scene 
or not, keeping the family appraised of what is happening and why is critical. 
Exclusion of families from the process in cases of suspected child abuse is not 
warranted. Giving tangible forms of support by calling friends, family, and clergy, 
along with allowing the family time with the child after death, giving emotional 
support, and follow-up gestures all help families cope. CONCLUSION: The study 
revealed effective ways for EMS providers to interact with distressed family members 
during an OOH pediatric death. 
https://www.ncbi.nlm.nih.gov/pubmed/27191190 

 
 
Feraco, A. M., S. R. Brand, J. W. Mack, J. C. Kesselheim, S. D. Block and J. 
Wolfe (2016). "Communication Skills Training in Pediatric Oncology: Moving 
Beyond Role Modeling." Pediatr Blood Cancer 63(6): 966-972. 
 
Communication is central to pediatric oncology care. Pediatric oncologists disclose 
life-threatening diagnoses, explain complicated treatment options, and endeavor to 
give honest prognoses, to maintain hope, to describe treatment complications, and 
to support families in difficult circumstances ranging from loss of function and fertility 
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to treatment-related or disease-related death. However, parents, patients, and 
providers report substantial communication deficits. Poor communication outcomes 
may stem, in part, from insufficient communication skills training, overreliance on role 
modeling, and failure to utilize best practices. This review summarizes evidence for 
existing methods to enhance communication skills and calls for revitalizing 
communication skills training within pediatric oncology. 
https://www.ncbi.nlm.nih.gov/pubmed/26822066 

 
 
Fitzpatrick, D., R. Heah, S. Patten and H. Ward (2016). "Palliative Care in 
Undergraduate Medical Education-How Far Have We Come?" Am J Hosp 
Palliat Care. 
 
PURPOSE: There is an increasing demand for quality palliative care teaching within 
undergraduate medical education. Studies suggest that many junior doctors feel 
underprepared to perform end-of-life care. Previous systematic reviews on palliative 
care teaching within medical schools have identified significant variability and lack of 
consistency in teaching. This review aims to update the literature on the current 
status of palliative care teaching to undergraduates within medical schools. 
METHOD: A systematic review was undertaken on articles published from 
December 2001 to November 2015 on palliative care teaching for undergraduate 
medical students. In all, 650 abstract citations were obtained, of which 126 were 
relevant to the research questions. Thematic analysis was performed on remaining 
articles according to whether they discussed content and/or methodology of palliative 
care education, and data collated. RESULTS: There is greater consistency in the 
content being delivered as part of end-of-life care education within medical schools. 
The most frequently taught topics include attitudes to death and dying, 
communication skills, and pain management. Pediatric care and religious/cultural 
issues are less frequently addressed. Teaching institutions are also utilising a 
broader range of teaching modalities. CONCLUSION: There is significant progress in 
palliative care education within medical schools. Ongoing challenges relate to 
correlating our current practice in medical education to professional 
recommendations and the expressed needs of junior doctors to practice competent 
end-of-life care. 
https://www.ncbi.nlm.nih.gov/pubmed/27468933 

 
 
Force, L. M. and A. R. Rosenberg (2016). "A Call for Psychosocial and 
Palliative Care Training Standards for Pediatric Hematology-Oncology 
Physicians, A Reply to: Communication, Documentation, and Training 
Standards in Pediatric Psychosocial Oncology." Pediatr Blood Cancer 63(7): 
1314. 
https://www.ncbi.nlm.nih.gov/pubmed/27015275 

 
 
 
Garcia Guerra, G., A. R. Joffe, D. Cave, J. Duff, S. Duncan, C. Sheppard, G. 
Tawfik, L. Hartling, H. Jou and S. Vohra (2016). "Survey of Sedation and 
Analgesia Practice Among Canadian Pediatric Critical Care Physicians." 
Pediatr Crit Care Med 17(9): 823-830. 
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BACKGROUND: Despite the fact that almost all critically ill children experience some 
degree of pain or anxiety, there is a lack of high-quality evidence to inform preferred 
approaches to sedation, analgesia, and comfort measures in this environment. We 
conducted this survey to better understand current comfort and sedation practices 
among Canadian pediatric intensivists. METHODS: The survey was conducted after 
a literature review and initial focus groups. The survey was then pretested and 
validated. The final survey was distributed by email to 134 intensivists from 17 
PICUs across Canada using the Research Electronic Data Capture system. 
RESULTS: The response rate was 73% (98/134). The most commonly used 
sedation scores are Face, Legs, Activity, Cry, and Consolability (42%) and 
COMFORT (41%). Withdrawal scores are commonly used (65%). In contrast, 
delirium scores are used by only 16% of the respondents. Only 36% of respondents 
have routinely used sedation protocols. The majority (66%) do not use noise 
reduction methods, whereas only 23% of respondents have a protocol to promote 
day/night cycles. Comfort measures including music, swaddling, soother, television, 
and sucrose solutions are frequently used. The drugs most commonly used to 
provide analgesia are morphine and acetaminophen. Midazolam and chloral hydrate 
were the most frequent sedatives. CONCLUSION: Our survey demonstrates great 
variation in practice in the management of pain and anxiety in Canadian PICUs. 
Standardized strategies for sedation, delirium and withdrawal, and sleep promotion 
are lacking. There is a need for research in this field and the development of 
evidence-based, pediatric sedation and analgesia guidelines. 
https://www.ncbi.nlm.nih.gov/pubmed/27467012 

 

Garros, D. (2016). "Moral Distress in the Everyday Life of an Intensivist." Front 

Pediatr 4: 91. 
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Geoghegan, S., K. Oulton, C. Bull, J. Brierley, M. Peters and J. Wray (2016). 
"The Challenges of Caring for Long-Stay Patients in the PICU." Pediatr Crit 
Care Med 17(6): e266-271. 
 
OBJECTIVE: Compared to shorter-stay patients, caring for long-stay patients in the 
ICU entails a disproportionate burden for staff. Our objective was to gain a deeper 
understanding of the impact on staff of caring for children who have a prolonged stay 
on the PICU. DESIGN: Qualitative study based on semi-structured interviews. Data 
were analyzed using the Framework approach. SETTING: Children's tertiary 
hospital. PARTICIPANTS: Seventeen members of staff (7 psychosocial staff, 7 
nurses, 3 consultants) working in the PICU, neonatal ICU, or cardiac ICU (PICU will 
be used to encompass neonatal ICU, cardiac ICU, and PICU for the remainder of 
this article). INTERVENTIONS: Semi-structured, tape-recorded interviews. 
MEASUREMENTS AND MAIN RESULTS: Staff reported both positive and 
challenging aspects of caring for long-stay patients in the PICU. Five key areas 
relating to the challenges of caring for long-stay patients were identified: staff 
expectations about their work, characteristics of the patient group, the impact on 
staff, the impact on the wider unit, and the availability of support. Staff views were 
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often compounded by individual cases they had been involved with or had heard 
about which fell at either end of the spectrum of "good" and "bad". CONCLUSIONS: 
Whilst there are reported benefits associated with caring for long-stay patients, there 
are a number of challenges reported that may have implications for staff and the 
wider unit. When caring for a particular sub-group of long-stay patients, staff may be 
more likely to experience negative impacts. A key priority for the PICU is to ensure 
that support mechanisms are timely, accessible, and allow staff to explore their own 
reactions to their work. 
https://www.ncbi.nlm.nih.gov/pubmed/27261667 

 
 
George, B., K. Nicholls, S. Pompeus and V. Vasu (2016). "Providing effective 
evidence for the coroner." Arch Dis Child Educ Pract Ed 101(2): 82-86. 
https://www.ncbi.nlm.nih.gov/pubmed/26405225  
 
 
Getrich, C. M., A. M. Bennett, A. L. Sussman, A. Solares and D. L. Helitzer 
(2016). "Viewing Focus Groups Through a Critical Incident Lens." Qual Health 
Res 26(6): 750-762. 
Scholars often do not describe in detail the complex process of conducting focus 
groups, including what happens when they take unexpected turns. A critical incident 
lens provides a framework for better analyzing and understanding what actually 
happens during focus group sessions. Using a critical incident approach, we 
examine our experiences of carrying out focus groups about the human 
papillomavirus (HPV) vaccine with vaccine-eligible adolescent girls and 
parents/caregivers of vaccine-eligible adolescent girls in New Mexico. The critical 
incident lens allowed us to productively explore the context and interactional 
dynamics of our focus groups and ultimately pushed us to talk through the 
challenges of conducting and analyzing them. We hope this serves as a call to 
qualitative researchers to be attentive to the critical incidents in your own research to 
enrich your analysis and contribute to a broader discussion of the realities of focus 
group conduct. 
https://www.ncbi.nlm.nih.gov/pubmed/25823846 
 

 
Harris, J. A., L. A. Herrel, M. A. Healy, L. M. Wancata and C. R. Perumalswami 
(2016). "Milestones for the Final Mile: Interspecialty Distinctions in Primary 
Palliative Care Skills Training." J Pain Symptom Manage 52(3): 345-352.e345. 
 
CONTEXT: Primary palliative care (PPC) skills are useful in a wide variety of medical 
and surgical specialties, and the expectations of PPC skill training are unknown 
across graduate medical education. OBJECTIVES: We characterized the variation 
and quality of PPC skills in residency outcomes-based Accreditation Council for 
Graduate Medical Education (ACGME) milestones. METHODS: We performed a 
content analysis with structured implicit review of 2015 ACGME milestone 
documents from 14 medical and surgical specialties chosen for their exposure to 
clinical situations requiring PPC. For each specialty milestone document, we 
characterized the variation and quality of PPC skills in residency outcomes-based 
ACGME milestones. RESULTS: We identified 959 occurrences of 29 palliative 
search terms within 14 specialty milestone documents. Within these milestone 
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documents, implicit review characterized 104 milestones with direct saliency to PPC 
skills and 196 milestones with indirect saliency. Initial interrater agreement of the 
saliency rating among the primary reviewers was 89%. Specialty milestone 
documents varied widely in their incorporation of PPC skills within milestone 
documents. PPC milestones were most commonly found in milestone documents for 
Anesthesiology, Pediatrics, Urology, and Physical Medicine and Rehabilitation. PPC-
relevant milestones were most commonly found in the Interpersonal and 
Communication Skills core competency with 108 (36%) relevant milestones 
classified under this core competency. CONCLUSIONS: Future revisions of 
specialty-specific ACGME milestone documents should focus on currently 
underrepresented, but important PPC skills. 
https://www.ncbi.nlm.nih.gov/pubmed/27260828 

 
 
Haugen, M. S., W. Landier, B. N. Mandrell, J. Sullivan, C. Schwartz, M. A. 
Skeens and M. Hockenberry (2016). "Educating Families of Children Newly 
Diagnosed With Cancer: Insights of a Delphi Panel of Expert Clinicians From 
the Children's Oncology Group." J Pediatr Oncol Nurs. 
 
Parents/caregivers require specialized education in order to care for their child with a 
newly diagnosed cancer. Currently, no evidence-based guidelines exist to identify 
content essential for inclusion in patient/family education prior to a child's initial 
discharge home; this study used Delphi methodology to obtain multidisciplinary 
consensus regarding essential content amongst pediatric oncology experts from the 
Children's Oncology Group. Three questionnaire rounds were employed to identify 
essential content, evaluate the importance of the educational topics identified, and 
gain expert consensus regarding the final ranking of topics identified and whether or 
not each topic was considered mandatory for inclusion in education for newly 
diagnosed patients. Disease-specific topics were also identified for patients with 
leukemia, solid tumors, and central nervous system tumors. The results of this study 
provide, for the first time, multidisciplinary expert consensus regarding key content 
essential for inclusion in discharge education for newly diagnosed pediatric oncology 
patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27268501 

 
 
Heins, M. J., M. F. Lorenzi, J. C. Korevaar and M. L. McBride (2016). "Non-
oncology physician visits after diagnosis of cancer in children." BMC Fam 
Pract 17: 60. 
 
BACKGROUND: Children diagnosed with cancer often require extensive care for 
medical, psychosocial and educational problems during and after therapy. Part of 
this care is provided by family physicians and non-cancer specialists, but their 
involvement in the first years after diagnosis has barely been studied. Studying non-
oncology physician visits may provide insight into the roles of different health care 
providers. METHODS: We included 757 children diagnosed with cancer under age 
15 between 1991 and 2001 from a Canadian provincial registry, and matched each 
to 10 controls of the same birth year and sex. We determined the number of family 
physician and non-cancer specialist visits in the 5 years after diagnosis (for patients) 
or inclusion (for controls) using data from the provincial health insurance plan. 
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RESULTS: In the first year after diagnosis, almost all patients visited both a family 
physician and non-cancer specialist. Although after 5 years percentages decreased 
to 85 and 76 %, respectively, these were still significantly higher than in controls. In 
the first year after diagnosis, both family physicians and non-cancer specialists were 
often consulted for neoplasms (62 and 90 %, respectively) and to discuss results of 
lab tests. In addition, family physicians were often consulted for general symptoms 
and non-cancer specialists for nervous system problems and complications of 
medical care. CONCLUSIONS: Family physicians and non-cancer specialists are 
highly involved in the care for children with cancer in the first years after diagnosis, 
including for health problems related to cancer or its treatment. This necessitates 
good communication among all physicians. 
https://www.ncbi.nlm.nih.gov/pubmed/27245448 

 
 
Hollander, S. A., D. M. Axelrod, D. Bernstein, H. J. Cohen, B. Sourkes, S. 
Reddy, D. Magnus, D. N. Rosenthal and B. D. Kaufman (2016). "Compassionate 
deactivation of ventricular assist devices in pediatric patients." J Heart Lung 
Transplant 35(5): 564-567. 
 
Despite greatly improved survival in pediatric patients with end-stage heart failure 
through the use of ventricular assist devices (VADs), heart failure ultimately remains 
a life-threatening disease with a significant symptom burden. With increased demand 
for donor organs, liberalizing the boundaries of case complexity, and the introduction 
of destination therapy in children, more children can be expected to die while on 
mechanical support. Despite this trend, guidelines on the ethical and pragmatic 
issues of compassionate deactivation of VAD support in children are strikingly 
absent. As VAD support for pediatric patients increases in frequency, the pediatric 
heart failure and palliative care communities must work toward establishing 
guidelines to clarify the complex issues surrounding compassionate deactivation. 
Patient, family and clinician attitudes must be ascertained and education regarding 
the psychological, legal and ethical issues should be provided. Furthermore, 
pediatric-specific planning documents for use before VAD implantation as well as 
deactivation checklists should be developed to assist with decision-making at critical 
points during the illness trajectory. Herein we review the relevant literature regarding 
compassionate deactivation with a specific focus on issues related to children. 
https://www.ncbi.nlm.nih.gov/pubmed/27197773 

 
 
Holt, R. L., E. Arehart, A. Hunanyan, N. A. Fainberg and M. A. Mikati (2016). 
"Pediatric Sudden Unexpected Death in Epilepsy: What Have we Learned from 
Animal and Human Studies, and Can we Prevent it?" Semin Pediatr Neurol 
23(2): 127-133. 
 
Several factors, such as epilepsy syndrome, poor compliance, and increased seizure 
frequency increase the risks of sudden unexpected death in epilepsy (SUDEP). 
Animal models have revealed that the mechanisms of SUDEP involve initially a 
primary event, often a seizure of sufficient type and severity, that occurs in a brain, 
which is vulnerable to SUDEP due to either genetic or antecedent factors. This 
primary event initiates a cascade of secondary events starting, as some models 
indicate, with cortical spreading depolarization that propagates to the brainstem 
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where it results in autonomic dysfunction. Intrinsic abnormalities in brainstem 
serotonin, adenosine, sodium-postassium ATPase, and respiratory-control systems 
are also important. The tertiary event, which results from the above dysfunction, 
consists of either lethal central apnea, pulmonary edema, or arrhythmia. Currently, it 
is necessary to (1) continue researching SUDEP mechanisms, (2) work on reducing 
SUDEP risk factors, and (3) address the major need to counsel families about 
SUDEP. 
https://www.ncbi.nlm.nih.gov/pubmed/27544469 

 
 
Hopkins, M. (2016). "Starting out - Death of young patient hit us all hard during 
an emotional shift." Nurs Stand 30(41): 29. 
 
It was my second shift on an acute under-12s' children's ward. Handover began and 
I could tell by the look on the night shift nurse's face that it had been difficult. 
https://www.ncbi.nlm.nih.gov/pubmed/27286611 

 
 
Hudson, B. F., L. J. Oostendorp, B. Candy, V. Vickerstaff, L. Jones, M. 
Lakhanpaul, M. Bluebond-Langner and P. Stone (2016). "The under reporting 
of recruitment strategies in research with children with life-threatening 
illnesses: A systematic review." Palliat Med. 
 
BACKGROUND: Researchers report difficulties in conducting research with children 
and young people with life-limiting conditions or life-threatening illnesses and their 
families. Recruitment is challenged by barriers including ethical, logistical and clinical 
considerations. AIM: To explore how children and young people (aged 0-25 years) 
with life-limiting conditions or life-threatening illnesses and their families were 
identified, invited and consented to research published in the last 5 years. DESIGN: 
Systematic review. DATA SOURCES: MEDLINE, PsycINFO, Web of Science, 
Sciences Citation Index and SCOPUS were searched for original English language 
research published between 2009 and 2014, recruiting children and young people 
with life-limiting conditions or life-threatening illness and their families. RESULTS: A 
total of 215 studies - 152 qualitative, 54 quantitative and 9 mixed methods - were 
included. Limited recruitment information but a range of strategies and difficulties 
were provided. The proportion of eligible participants from those screened could not 
be calculated in 80% of studies. Recruitment rates could not be calculated in 77%. A 
total of 31% of studies recruited less than 50% of eligible participants. Reasons 
given for non-invitation included missing clinical or contact data, or clinician 
judgements of participant unsuitability. Reasons for non-participation included lack of 
interest and participants' perceptions of potential burdens. CONCLUSION: All stages 
of recruitment were under reported. Transparency in reporting of participant 
identification, invitation and consent is needed to enable researchers to understand 
research implications, bias risk and to whom results apply. Research is needed to 
explore why consenting participants decide to take part or not and their experiences 
of research recruitment. 
https://www.ncbi.nlm.nih.gov/pubmed/27609607 
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Jackson, A. C., R. P. Liang, E. Frydenberg, R. O. Higgins and B. M. Murphy 
(2016). "Parent education programmes for special health care needs children: 
a systematic review." J Clin Nurs 25(11-12): 1528-1547. 
 
AIMS AND OBJECTIVES: The aim of this review was to examine parent education 
programmes for families with children with special health care needs, to better 
design interventions focusing on the psychosocial aspects of living with a child's 
chronic condition. BACKGROUND: Studies of familial coping with children with 
special health care needs indicate high levels of parenting stress, with families with 
children with special health care needs at risk of major psychological and social 
disturbances and financial strain. Despite increased knowledge of the factors 
affecting children with special health care needs themselves, evidence for the 
effectiveness of preventative and treatment interventions in the form of parent 
education programmes remains limited. DESIGN: Systematic review using PRISMA 
guidelines. METHOD: Multi database Boolean searches in EBSCO Discovery 
Services using the search terms 'complex/special health care needs children', 
'child/pediatric/congenital heart disease', 'chronic illness (including diabetes, cancer 
and cystic fibrosis)', 'family coping', 'siblings' AND 'parenting/family support 
programs' were conducted. RESULTS: Analysis of 13 included studies showed 
evidence for the effectiveness of both mixed-health condition and condition-specific 
parenting programmes delivered in a variety of modes. Three common core 
intervention approaches were: use of narrative therapy enabling families to tell their 
own stories, thus facilitating emotional processing and (co-) construction of meaning; 
a focus on strengthening protective factors such as enhancing parents' skills in 
communication, and behavioural management and provision of psycho-education to 
deepen parents' understanding of their child's condition and associated 
developmental challenges. CONCLUSION: Irrespective of the type of outcome 
measures used in the studies, the review showed that there were positive gains and 
improvements across a range of areas of family functioning such as mental health, 
parenting, communication and problem-solving skills postprogramme. RELEVANCE 
TO CLINICAL PRACTICE: Identification of what programme characteristics enhance 
functioning for families with children with special health care needs should 
encourage the design of effective interventions. 
https://www.ncbi.nlm.nih.gov/pubmed/27080366 

 
 
Janvier, A. and J. Lantos (2016). "Delivery room practices for extremely 
preterm infants: the harms of the gestational age label." Arch Dis Child Fetal 
Neonatal Ed 101(5): F375-376. 
https://www.ncbi.nlm.nih.gov/pubmed/27059071 
 

 
 
Jonas, D. F. and J. F. Bogetz (2016). "Identifying the Deliberate Prevention and 
Intervention Strategies of Pediatric Palliative Care Teams Supporting 
Providers during Times of Staff Distress." J Palliat Med 19(6): 679-683. 
 
BACKGROUND: Pediatric palliative care focuses on caring for children who are 
seriously ill and their families. These children are often attended to by many other 
providers who face various challenges as they support these families. Issues 
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involving staff distress are common. Although involving pediatric palliative care 
teams is recommended, little has been discussed in the literature about the roles and 
deliberate strategies that pediatric palliative care providers deploy when supporting 
staff. OBJECTIVE: This case description focuses on staff distress experienced by 
pediatric providers and aims to make specific recommendations regarding the ways 
in which pediatric palliative care teams can be helpful in supporting the needs of 
providers in these challenging care situations. DESIGN: Study and analysis of four 
pediatric palliative care cases from multidisciplinary perspectives. CONCLUSIONS: 
In challenging pediatric patient care situations, pediatric palliative care teams may be 
utilized to support providers when they experience staff distress. Techniques also 
used with patients, such as active listening and nonjudgmental validation, can be 
useful. Respecting each person's opinion, establishing goals of care and fostering 
open communication about the complexities of each child's case can be helpful to 
prevent burnout and job loss. By promoting understanding and open communication, 
providers can feel supported in caring for children with serious illnesses and their 
families. 
https://www.ncbi.nlm.nih.gov/pubmed/27167894 

 
 
Kars, M. C., G. J. van Thiel, R. van der Graaf, M. Moors, A. de Graeff and J. J. 
van Delden (2016). "A systematic review of reasons for gatekeeping in 
palliative care research." Palliat Med 30(6): 533-548. 
 
BACKGROUND: When healthcare professionals or other involved parties prevent 
eligible patients from entering a trial as a research subject, they are gatekeeping. 
This phenomenon is a persistent problem in palliative care research and thought to 
be responsible for the failure of many studies. AIM: To identify potential gatekeepers 
and explore their reasons for gatekeeping in palliative care research. DESIGN: A 
'Review of Reasons' based on the systematic Preferred Reporting Items for 
Systematic Reviews and Meta-Analyses approach and a thematic synthesis. DATA 
SOURCE: PubMed, Embase, Cumulative Index to Nursing and Allied Health 
Literature and PsycINFO from 2000 to May 20 2015 were searched. Studies in 
children (aged <18 years) and patients with dementia were excluded. RESULTS: 
Thirty papers on gatekeeping in palliative care research were included. Five groups 
of potential gatekeepers were identified: healthcare professionals, research ethics 
committees, management, relatives and researchers. The fear of burdening 
vulnerable patients was the most reported reason for gatekeeping. Other reasons 
included 'difficulty with disclosure of health status', 'fear of burdening the patient's 
relatives', 'doubts about the importance or quality of the study', 'reticent attitude 
towards research and (research) expertise' and 'logistics'. In hospice and homecare 
settings, the pursuit of comfort care may trigger a protective attitude. Gatekeeping is 
also rooted in a (perceived) lack of skills to recruit patients with advanced illness. 
CONCLUSION: Gatekeeping is motivated by the general assumption of vulnerability 
of patients, coupled with an emphasis on the duty to protect patients. Research is 
easily perceived as a threat to patient well-being, and the benefits appear to be 
overlooked. The patients' perspective concerning study participation is needed to 
gain a full understanding and to address gatekeeping in palliative care research. 
https://www.ncbi.nlm.nih.gov/pubmed/26577927 
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Kenny, G., J. Cargil, C. Hamilton and R. Sales (2016). "Improving and validating 
children's nurses communication skills with standardized patients in end of 
life care." J Child Health Care 20(2): 145-152. 
 
Children's nurse education is experiencing increases in recruitment targets at the 
same time that clinical placements are decreasing. With regard to end-of-life care, it 
is has become a challenge to ensure that all students come into contact with a 
satisfactory range of experience as part of the requirement for competency at the 
point of registration. The aim of our study was to find out if students at the end of 
their course were able to use communication skills acquired in their three years of 
training and adapt and transfer them to a specific palliative care context even if they 
had never worked in that area of care. Focus groups were conducted after the 
simulations which explored the students' experiences of being involved in the 
scenarios. Four themes emerged that students identified either inhibited or enabled 
their communication skills, which included anxiety and fear, the need for professional 
props, the experience of it being real and feeling empowered. 
https://www.ncbi.nlm.nih.gov/pubmed/25395598 

 
 
Khan, J., S. Gaze and S. Tomlin (2016). "THE ROLE OF THE PHARMACIST IN 
PAEDIATRIC PALLIATIVE CARE." Arch Dis Child 101(9): e2. 
 
AIM: To explore what involvement pharmacists in the UK have in paediatric palliative 
care OBJECTIVES: 1. To determine the current roles and services provided by 
pharmacists to paediatric palliative care patients.2. To establish how other members 
of the multidisciplinary team perceive the pharmacist's role and the extent to which 
they value the pharmacist's contributions.3. To identify the references used by the 
multidisciplinary team to make clinical decisions about medication use in paediatric 
palliative care patients. METHODS: An online questionnaire was designed and 
emailed to members of the Neonatal and Paediatric Pharmacist's Group and the 
Association of Paediatric Palliative Medicine. The questionnaire was also sent by 
post to selected community pharmacists as palliative care is often provided to 
children in a community setting. Results were analysed using Microsoft Excel and 
SPSS version 22. RESULTS: A response rate of 27% (114/430) was achieved. 
Pharmacists reported supporting children receiving palliative care by supplying 
medicines, dealing with medication related enquiries and providing advice to nursing 
and medical staff on the compatibility and stability of drugs. The pharmacist's 
contributions were highly valued by other members of the paediatric palliative care 
team as a median rating of 9 (out of 10) was obtained. The results also showed that 
differences existed in the references used by pharmacists and other healthcare 
professionals-the Children's British National Formulary was the most commonly used 
reference across all disciplnes when caring for children requiring palliative care. 
CONCLUSION: This is one of the first studies to outline the roles of pharmacists 
working in paediatric palliative care and has highlighted that pharmacists have an 
important input in the care of these patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27540201 

 
 
Kilbaugh, T. J., D. Groll, W. Morrison, N. Liebow and J. D. Lantos (2016). 
"Withholding Information to Protect a Loved One." Pediatrics 137(6). 
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Parents respond to the death of a child in very different ways. Some parents may be 
violent or angry, some sad and tearful, some quiet and withdrawn, and some frankly 
delusional. We present a case in which a father's reaction to his daughter's death is 
a desire to protect his wife from the stressful information. The wife is in the second 
trimester of a high-risk pregnancy and so is particularly fragile. We asked 
pediatricians and bioethicists to discuss the ways in which they might respond to the 
father's understandable but troubling request. 
https://www.ncbi.nlm.nih.gov/pubmed/27244864 

 
 
Kraus, C. K., M. R. Greenberg, D. E. Ray and S. M. Dy (2016). "Palliative Care 
Education in Emergency Medicine Residency Training: A Survey of Program 
Directors, Associate Program Directors, and Assistant Program Directors." J 
Pain Symptom Manage 51(5): 898-906. 
 
CONTEXT: Emergency medicine (EM) residents perceive palliative care (PC) skills 
as important and want training, yet there is a general lack of formal PC training in EM 
residency programs. A clearer definition of the PC educational needs of EM trainees 
is a research priority. OBJECTIVES: To assess PC competency education in EM 
residency programs. METHODS: This was a mixed-mode survey of residency 
program directors, associate program directors, and assistant program directors at 
accredited EM residency programs, evaluating four educational domains: 1) 
importance of specific competencies for senior EM residents, 2) senior resident skills 
in PC competencies, 3) effectiveness of educational methods, and 4) barriers to 
training. RESULTS: Response rate was 50% from more than 100 residency 
programs. Most respondents (64%) identified PC competencies as important for 
residents to learn, and 59% reported that they teach7 PC skills in their residency 
program. In Domains 1 and 2, crucial conversations, management of pain, and 
management of the imminently dying had the highest scores for importance and 
residents' skill. In Domain 3, bedside teaching, mentoring from hospice and palliative 
medicine faculty, and case-based simulation were the most effective educational 
methods. In Domain 4, lack of PC expertise among faculty and lack of interest by 
faculty and residents were the greatest barriers. There were differences between 
competency importance and senior resident skill level for management of the dying 
child, withdrawal/withholding of nonbeneficial interventions, and ethical/legal issues. 
CONCLUSION: There are specific barriers and opportunities for PC competency 
training and gaps in resident skill level. Specifically, there are discrepancies in 
competency importance and residency skill in the management of the dying child, 
nonbeneficial interventions, and ethical and legal issues that could be a focus for 
educational interventions in PC competency training in EM residencies. 
https://www.ncbi.nlm.nih.gov/pubmed/26988848 

 
 
Krzyzaniak, N. and B. Bajorek (2016). "Medication safety in neonatal care: a 
review of medication errors among neonates." Ther Adv Drug Saf 7(3): 102-
119. 
 
OBJECTIVE: The objective of this study was to describe the medication errors in 
hospitalized patients, comparing those in neonates with medication errors across the 
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age spectrum. METHOD: In tier 1, PubMed, Embase and Google Scholar were 
searched, using selected MeSH terms relating to hospitalized paediatric, adult and 
elderly populations. Tier 2 involved a search of the same electronic databases for 
literature relating to hospitalized neonatal patients. RESULTS: A total of 58 articles 
were reviewed. Medication errors were well documented in each patient group. 
Overall, prescribing and administration errors were most commonly identified across 
each population, and mostly related to errors in dosing. Errors due to patient 
misidentification and overdosing were particularly prevalent in neonates, with 47% of 
administration errors involving at least tenfold overdoses. Unique errors were 
identified in elderly patients, comprising duplication of therapy and unnecessary 
prescribing of medicines. Overall, the medicines most frequently identified with error 
across each patient group included: heparin, antibiotics, insulin, morphine and 
parenteral nutrition. While neonatal patients experience the same types of 
medication errors as other hospitalized patients, the medication-use process within 
this group is more complex and has greater consequences resulting from error. 
Suggested strategies to help overcome medication error most commonly involved 
the integration of a clinical pharmacist into the treating team. CONCLUSION: This 
review highlights that each step of the medication-use process is prone to error 
across the age spectrum. Further research is required to develop targeted strategies 
relevant to specific patient groups that integrate key pharmacy services into wards. 
https://www.ncbi.nlm.nih.gov/pubmed/27298721 

 
 
Kukora, S., N. Gollehon, G. Weiner and N. Laventhal (2016). "Prognostic 
accuracy of antenatal neonatology consultation." J Perinatol. 
 
OBJECTIVE: Neonatologists provide antenatal counseling to support shared 
decision-making for complicated pregnancies. Poor or ambiguous prognostication 
can lead to inappropriate treatment and parental distress. We sought to evaluate the 
accuracy of antenatal prognosticaltion. STUDY DESIGN: A retrospective cohort was 
assembled from a prospectively populated database of all outpatient neonatology 
consultations. On the basis of the written consultation, fetuses were characterized by 
diagnosis groups (multiple anomalies or genetic disorders, single major anomaly and 
obstetric complications), assigned to five prognostic categories (I=survivable, 
IIA=uncertain but likely survivable, II=uncertain, IIB=uncertain but likely non-
survivable, III non-survivable) and two final outcome categories (fetal demise/in-
hospital neonatal death or survival to hospital discharge). When possible, status at 
last follow-up was recorded for those discharged from the hospital. Prognostic 
accuracy was assessed using unweighted, multi-level likelihood ratios (LRs). 
RESULTS: The final cohort included 143 fetuses/infants distributed nearly evenly 
among the three diagnosis groups. Over half (64%) were assigned an uncertain 
prognosis, but most of these could be divided into 'likely survivable' or 'likely non-
survivable' subgroups. Overall survival for the entire cohort was 62% (89/143). All 
but one of the fetuses assigned a non-survivable prognosis suffered fetal demise or 
died before hospital discharge. The neonatologist's antenatal prognosis accurately 
predicted the probability of survival by prognosis group (LR I=4.56, LR IIA=10.53, LR 
II=4.71, LR IIB=0.099, LR III=0.040). The LRs clearly differentiated between fetuses 
with high and low probability of survival. Eleven fetuses (7.7%) had misalignment 
between the predicted prognosis and outcome. Five died before discharge despite 
being given category I or IIA prognoses, whereas six infants with category IIB or III 
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prognoses survived to discharge, though some of these were discharged to hospice 
care. CONCLUSIONS: The neonatologist's antenatal prognosis accurately predicted 
fetal-neonatal outcome. Infants with non-survivable or uncertain but likely poor 
prognoses had a very low probability of survival, whereas those with good or 
uncertain prognoses had a high probability of survival. There were few cases of 
prognostic failure with most occurring in fetuses with one major or multiple 
anomalies. The few cases of prognostic failure suggest a need for caution. Honest 
disclosure of prognostic uncertainty and shared decision-making with families 
utilizing their personal values is critical in the antenatal encounter.Journal of 
Perinatology advance online publication, 29 September 2016; 
doi:10.1038/jp.2016.171. 
https://www.ncbi.nlm.nih.gov/pubmed/27684414 

 
 
LaFond, C. M., C. Van Hulle Vincent, K. Oosterhouse and D. J. Wilkie (2016). 
"Nurses' Beliefs Regarding Pain in Critically Ill Children: A Mixed-Methods 
Study." J Pediatr Nurs 31(6): 691-700. 
 
The purpose of this study was to provide a current and comprehensive evaluation of 
nurses' beliefs regarding pain in critically ill children. DESIGN AND METHODS: A 
convergent parallel mixed-methods design was used. Nurse beliefs were captured 
via questionnaire and interview and then compared. RESULTS: Forty nurses 
participated. Most beliefs reported via questionnaire were consistent with effective 
pain management practices. Common inaccurate beliefs included the need to verify 
pain reports with physical indicators and the pharmacokinetics of intravenous 
opioids. Beliefs commonly shared during interviews concerned the need to verify 
pain reports with observed behavior, the accuracy of pain reports, the need to 
respond to pain, concerns regarding opioid analgesics, and the need to "start low" 
with interventions. Convergent beliefs between the questionnaire and interview 
included the use of physical indicators to verify pain, the need to take the child's 
word when pain is described, and concerns regarding negative effects of analgesics. 
Divergent and conflicting findings were most often regarding the legitimacy of a 
child's pain report. CONCLUSIONS: Findings from this study regarding the accuracy 
of nurses' pain beliefs for critically ill children are consistent with past research. The 
presence of divergent and conflicting responses suggests that nurses' pain beliefs 
are not static and may vary with patient characteristics. PRACTICE IMPLICATIONS: 
While most nurses appreciate the risks of unrelieved pain in children, many are 
concerned about the potential adverse effects of opioid administration. Interventions 
are needed to guide nurses in minimizing both of these risks. 
https://www.ncbi.nlm.nih.gov/pubmed/27600164 

 
 
Lawler, M., D. French, R. Henderson, A. Aggarwal and R. Sullivan (2016). 
"Shooting for the Moon or Flying Too Near the Sun? Crossing the Value 
Rubicon in Precision Cancer Care." Public Health Genomics 19(3): 132-136. 
 
In his last two State of the Union addresses, President Barack Obama has focused 
on the need to deliver innovative solutions to improve human health, through the 
Precision Medicine Initiative in 2015 and the recently announced Cancer Moonshot 
in 2016. Precision cancer care has delivered clear patient benefit, but even for high-
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impact medicines such as imatinib mesylate (Glivec) in chronic myeloid leukaemia, 
the excitement at the success of this practice-changing clinical intervention has been 
somewhat tempered by the escalating price of this 'poster child' for precision cancer 
medicine (PCM). Recent studies on the costs of cancer drugs have revealed 
significant price differentials, which are a major causative factor behind disparities in 
the access to new generations of immunological and molecularly targeted agents. In 
this perspective, we will discuss the benefits of PCM to modern cancer control, but 
also emphasise how increasing costs are rendering the current approaches to 
integrating the paradigm of PCM unsustainable. Despite the ever increasing 
pressure on cancer and health care budgets, innovation will and must continue. 
Value-based frameworks offer one of the most rational approaches for policymakers 
committed to improving cancer outcomes through a public health approach. 
https://www.ncbi.nlm.nih.gov/pubmed/27238737 

 
 
Leclerc, J. E., A. S. Julien, L. D. Leclerc and T. Bergeron-Dupras (2016). "Tips 
for children's better cooperation during the examination of the head and neck: 
A Delphi method." Int J Pediatr Otorhinolaryngol 86: 233-239. 
 
OBJECTIVE: To obtain and rate tips for the head and neck examination in children. 
METHODS: A two-round Delphi method study was conducted to survey 13 practising 
paediatric otolaryngologists (PO) in North America and Europe to obtain tips on how 
to approach a 2- to 6-year-old child for head and neck examination. The tips were 
rated by the PO according to their frequency of utilization and usefulness on a scale 
of 1 (high) to 6 (low). One-sample Wilcoxon signed rank tests were used to evaluate 
each tip according to frequency of use and success rate. "Top Tips" were identified 
when both their Wilcoxon p-values were still significant, after a Bonferroni correction. 
An exact chi-square test for equality of proportions was used to determine the age 
groups for which satisfactory tips are to be favoured. RESULTS: The panellists rated 
forty-three tips. Seven tips obtained a p-value </=0.001 for the frequency of use and 
usefulness in all age groups with an emphasis on the initial moments: eye contact, 
mood assessment, approach behaviour and strategy. Six more tips proved to be 
satisfactory for specific age groups without reaching the top tip significance level. 
CONCLUSIONS: Seven tips to approach a 2- to 6-year-old child reached a top 
consensus between the experts. Initial eye contact with the child and mood 
assessment are essential for a satisfactory outcome. The use of a gentle approach 
with explanation of each step of the physical exam and avoidance of pain are also 
important. 
https://www.ncbi.nlm.nih.gov/pubmed/27260612 

 
 
Lee, M. C., Y. C. Chen, C. H. Chen, F. L. Lu, C. C. Hsiao and N. H. Peng (2016). 
"Comparison of the Educational Needs of Neonatologists and Neonatal Nurses 
Regarding Palliative Care in Taiwan." Am J Hosp Palliat Care 33(3): 264-271. 
 
BACKGROUND: Education and training are very critical to development of high-
quality neonatal palliative care. However, little investigation has been done into 
Taiwanese neonatal clinicians' educational needs regarding neonatal palliative care. 
PURPOSES: The purposes of this study were to characterize and identify neonatal 
clinicians' educational needs regarding neonatal palliative care. METHODS: A cross-

https://www.ncbi.nlm.nih.gov/pubmed/27238737
https://www.ncbi.nlm.nih.gov/pubmed/27260612


49 
 

sectional descriptive surveyed method via a self administered questionnaire was 
used in this research. Thirty neonatologists were recruited by a convenience 
sampling and 30 nurses were recruited by a randomized sampling. RESULTS: Out 
of sixty neonatal clinicians' survey, few had received the education in neonatal 
palliative care. Most reported minimal training in, experience with, and knowledge of 
neonatal palliative care. For neonatologists, two of twelve most strongly-felt 
educational needs were "discussing palliative care and ethical decision-making with 
parents" (70%) and "informing parents the poor progress in neonates" (63.3%). In 
contrast, neonatal nurses wanted more training regarding pain control (50%). 
Communication skills, including the discussing poor prognosis, bad news, and code 
status and talking with neonates about end-of-life care, were the educational need 
most commonly felt by both neonatologists and nurses. CONCLUSIONS: Survey 
data from neonatologists and neonatal nurses in Taiwan indicate a need for further 
training on a range of neonatal palliative care competencies. 
https://www.ncbi.nlm.nih.gov/pubmed/25433068 

 
 
Lindley, L. C. and M. J. Cozad (2016). "Nurse Knowledge, Work Environment, 
and Turnover in Highly Specialized Pediatric End-of-Life Care." Am J Hosp 
Palliat Care. 
 
OBJECTIVE: To examine the relationship between nurse knowledge, work 
environment, and registered nurse (RN) turnover in perinatal hospice and palliative 
care organizations. METHODS: Using nurse intellectual capital theory, a multivariate 
analysis was conducted with 2007 National Home and Hospice Care Survey data. 
RESULTS: Perinatal hospice and palliative care organizations experienced a 5% 
turnover rate. The professional experience of advanced practice nurses (APNs) was 
significantly related to turnover among RNs (beta = -.032, P < .05). Compared to 
organizations with no APNs professional experience, clinical nurse specialists and 
nurse practitioners significantly reduced RN turnover by 3 percentage points. No 
other nurse knowledge or work environment variables were associated with RN 
turnover. Several of the control variables were also associated with RN turnover in 
the study; Organizations serving micropolitan (beta = -.041, P < .05) and rural areas 
(beta = -.037, P < .05) had lower RN turnover compared to urban areas. 
Organizations with a technology climate where nurses used electronic medical 
records had a higher turnover rate than those without (beta = .036, P < .05). 
CONCLUSION: The findings revealed that advanced professional experience in the 
form of APNs was associated with reductions in RN turnover. This suggests that 
having a clinical nurse specialist or nurse practitioner on staff may provide 
knowledge and experience to other RNs, creating stability within the organization. 
https://www.ncbi.nlm.nih.gov/pubmed/27188758 

 
 
Longmore, M. (2016). "Neonatal nursing: Palliative care guidelines." Nurs N Z 
22(4): 36. 
https://www.ncbi.nlm.nih.gov/pubmed/27396073 

 
 
Martin, C. J., Y. Robb and E. Forrest (2016). "An exploratory qualitative 
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confidence to deliver perinatal bereavement care." Nurse Educ Today 39: 99-
103. 
 
BACKGROUND: Equipping student midwives with confidence to deliver 
bereavement care to childbearing women is a challenge for midwifery lecturers. 
OBJECTIVE: To explore qualitative data provided by student midwives who 
evaluated the workbook Bereavement care for childbearing women and their families 
(Hollins Martin & Forrest, 2013) to explore their views of potential teaching strategies 
that could build their confidence to deliver real bereavement care. METHOD: An 
exploratory qualitative thematic analysis was used to provide, analyse and report 
themes identified within data collected in a prior study. PARTICIPANTS: Participants 
were student midwives (n=179) in their second/third year of a midwifery degree 
program at 1 of 3 universities in the UK were included in the study. DATA 
COLLECTION/ANALYSIS: Data to evaluate effectiveness of the bereavement 
workbook as a teaching method was collected using a survey instrument. It was the 
comments written under questions by participants that were analysed in the present 
study. FINDINGS: Three themes emerged: (1) increasing classroom interaction, (2) 
the importance of reflecting on emotions, and (3) need for experience. 
DISCUSSION: Although this study has addressed delivery of education that relates 
to midwives, the findings are cross transferable to other healthcare educators, 
practitioners, and students. Several solutions are proposed that could potentially 
build student confidence to deliver bereavement care: lecturers should (1) encourage 
group discussion in the classroom to help build student confidence to emotionally 
cope during real bereavement events; (2) ensure students gain exposure by 
encouraging qualified midwives to include them in real bereavement events early on 
in their training, and (3) develop packages of perinatal bereavement scenarios for 
simulation and rehearsal in the clinical skills laboratory. Post-implementation, it is 
recommended that these teaching strategies be evaluated. 
https://www.ncbi.nlm.nih.gov/pubmed/27006039 

 
 
Maslow, G. R. and S. N. Hill (2016). "Systematic review of character 
development and childhood chronic illness." World J Clin Pediatr 5(2): 206-
211. 
 
AIM: To review empirical evidence on character development among youth with 
chronic illnesses. METHODS: A systematic literature review was conducted using 
PubMed and PSYCHINFO from inception until November 2013 to find quantitative 
studies that measured character strengths among youth with chronic illnesses. 
Inclusion criteria were limited to English language studies examining constructs of 
character development among adolescents or young adults aged 13-24 years with a 
childhood-onset chronic medical condition. A librarian at Duke University Medical 
Center Library assisted with the development of the mesh search term. Two 
researchers independently reviewed relevant titles (n = 549), then abstracts (n = 45), 
and finally manuscripts (n = 3). RESULTS: There is a lack of empirical research on 
character development and childhood-onset chronic medical conditions. Three 
studies were identified that used different measures of character based on moral 
themes. One study examined moral reasoning among deaf adolescents using 
Kohlberg's Moral Judgement Instrument; another, investigated moral values of 
adolescent cancer survivors with the Values In Action Classification of Strengths. A 
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third study evaluated moral behaviour among young adult survivors of burn injury 
utilizing the Tennessee Self-Concept, 2(nd) edition. The studies observed that youth 
with chronic conditions reasoned at less advanced stages and had a lower moral 
self-concept compared to referent populations, but that they did differ on character 
virtues and strengths when matched with healthy peers for age, sex, and 
race/ethnicity. Yet, generalizations could not be drawn regarding character 
development of youth with chronic medical conditions because the studies were too 
divergent from each other and biased from study design limitations. CONCLUSION: 
Future empirical studies should learn from the strengths and weaknesses of the 
existing literature on character development among youth with chronic medical 
conditions. 
https://www.ncbi.nlm.nih.gov/pubmed/27170931 

 
 
McCaffrey, M. J. (2016). "Trisomy 13 and 18: Selecting the road previously not 
taken." Am J Med Genet C Semin Med Genet 172(3): 251-256. 
 
The care of patients with trisomy 13 and 18 is a source of significant controversy. 
While these conditions are life limiting, indisputable data refutes the notion that these 
conditions are lethal or incompatible with life. Despite such evidence, arguments of 
beneficence, quality of life and limited resources are invoked to make the case to 
limit care to trisomy children. Lessons learned in our ignominious history with Down 
syndrome should guide us as we explore care for patients with trisomy 13 and 18. As 
clinicians we should strive with equipoise to carefully examine available data, the 
current status of practices related to care from palliation to intensive interventions, 
rise above our personal prejudices and listen to the voices of families imploring us to 
consider their opinions regarding the value of the life of a child with trisomy 13 or 18. 
We should recall and learn from our Down syndrome odyssey and select the road 
previously not taken as we chart a course to the best possible care for our trisomy 13 
and 18 sisters and brothers. (c) 2016 Wiley Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/27519759 

 
 
McConnell, T., D. Scott and S. Porter (2016). "Healthcare staff 's experience in 
providing end-of-life care to children: A mixed-method review." Palliat Med. 
 
BACKGROUND: Staff who provide end-of-life care to children not only have to deal 
with their own sense of loss but also that of bereaved families. There is a dearth of 
knowledge on how they cope with these challenges. AIM: The aim of this review is to 
explore the experiences of healthcare professionals who provide end-of-life care to 
children in order to inform the development of interventions to support them, thereby 
improving the quality of paediatric care for both children and their families. DATA 
SOURCES: Searches included CINAHL, MEDLINE, Web of Science, EMBASE, 
PsychINFO and The Cochrane Library in June 2015, with no date restrictions. 
Additional literature was uncovered from searching reference lists of relevant 
studies, along with contacting experts in the field of paediatric palliative care. 
DESIGN: This was a systematic mixed studies review. Study selection, appraisal 
and data extraction were conducted by two independent researchers. Integrative 
thematic analysis was used to synthesise the data. RESULTS: The 16 qualitative, 6 
quantitative and 8 mixed-method studies identified included healthcare professionals 
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in a range of settings. Key themes identified rewards and challenges of providing 
end-of-life care to children, the impact on staff's personal and professional lives, 
coping strategies and key approaches to help support staff in their role. 
CONCLUSION: Education focusing on the unique challenges of providing end-of-life 
care to children and the importance of self-care, along with timely multidisciplinary 
debriefing, are key strategies for improving healthcare staff's experiences, and as 
such the quality of care they provide. 
https://www.ncbi.nlm.nih.gov/pubmed/27129677 

 
 
McCulloh, R. J. and K. Patel (2016). "Recent Developments in Pediatric 
Community-Acquired Pneumonia." Curr Infect Dis Rep 18(5): 14. 
 
Community-acquired pneumonia (CAP) is the most common acute infectious cause 
of death in children worldwide. Consequently, research into the epidemiology, 
diagnosis, treatment, and prevention of pediatric CAP spans the translational 
research spectrum. Herein, we aim to review the most significant findings reported 
by investigators focused on pediatric CAP research that has been reported in 2014 
and 2015. Our review focuses on several key areas relevant to the clinical 
management of CAP. First, we will review recent advances in the understanding of 
CAP epidemiology worldwide, including the role of vaccination in the prevention of 
pediatric CAP. We also report on the expanding role of existing and emerging 
diagnostic technologies in CAP classification and management, as well as advances 
in optimizing antimicrobial use. Finally, we will review CAP management from the 
policy and future endeavors standpoint, including the influence of clinical practice 
guidelines on clinician management and patient outcomes, and future potential 
research directions that are in the early stages of investigation. 
https://www.ncbi.nlm.nih.gov/pubmed/26960931 

 
 
Montgomery, K. E., K. J. Sawin and V. Hendricks-Ferguson (2016). 
"Communication During Palliative Care and End of Life: Perceptions of 
Experienced Pediatric Oncology Nurses." Cancer Nurs. 
 
BACKGROUND: Communication between patients, families, and healthcare 
providers is a central component of end-of-life care. Nurse communication during 
palliative care (PC) and end of life (EOL) is a phenomenon with limited research. It is 
unclear how the level of nursing experience influences the perspectives of nurses 
communicating during EOL. OBJECTIVE: The aim of this study is to describe the 
commonalities of experienced nurses' perceptions of communicating during PC and 
EOL and perceptions of barriers and facilitators to effective communication. 
METHODS: This study was part of a larger multisite study that used a qualitative, 
empirical phenomenology design and represents focus group data gathered from 
pediatric oncology nurses with more than 5 years of experience or who were 
advanced practice nurses not involved in the direct evaluation of other nurses. 
RESULTS: Five core themes with corresponding themes and subthemes were 
identified. The core themes included (a) Evolution of PC/EOL, (b) Skill of Knowing, 
(c) Expanded Essence of Caring, (d) Experienced Nurse as Committed Advocate, 
and (e) Valuing Individual Response to Grief. CONCLUSIONS: Findings reflect how 
the concept of experience transcended the 5 core themes and captured how 
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experience provided nurses the know-how to fulfill the roles of communication, 
caring, and advocacy for children and families. IMPLICATIONS FOR PRACTICE: 
Enhancing nurse communication skills during EOL requires opportunities to gain 
experience coupled with clinical strategies, such as standardized curricula, 
simulation, competency-based orientation programs, mentorship, and peer support. 
https://www.ncbi.nlm.nih.gov/pubmed/27044058 

 
 
Morris, J. K. (2016). "Is a prenatal diagnosis detrimental to the survival of a 
fetus with trisomy 18?" Am J Med Genet A 170a(4): 850-851. 
 
As trisomy 18 is so rare any individual study is unlikely to have a sufficient number of 
cases to examine whether a prenatal diagnosis is advantageous or detrimental to the 
survival of these infants. Estimates of survival in prenatally diagnosed live births 
have been obtained by combining data from individual hospitals, whereas estimates 
of survival in postnatally diagnosed live births have been obtained from large 
population studies linking cytogenetic registers to national mortality registers. The 
estimates of survival are often lower in the prenatally diagnosed series. However, 
comparing estimates from these two different sources is not valid; both sources are 
subject to different biases. At present, there is insufficient information available to 
indicate that receiving a prenatal diagnosis of trisomy 18 is detrimental to the survival 
of a foetus with trisomy 18. A prenatal diagnosis does enable the parents and 
clinicians time to reach a consensus on how best to care for the baby. 
https://www.ncbi.nlm.nih.gov/pubmed/26740293 

 
 
Motta, E., M. Luglio, A. F. Delgado and W. B. Carvalho (2016). "Importance of 
the use of protocols for the management of analgesia and sedation in pediatric 
intensive care unit." Rev Assoc Med Bras (1992) 62(6): 602-609. 
 
Introduction:: Analgesia and sedation are essential elements in patient care in the 
intensive care unit (ICU), in order to promote the control of pain, anxiety and 
agitation, prevent the loss of devices, accidental extubation, and improve the 
synchrony of the patient with mechanical ventilation. However, excess of these 
medications leads to rise in morbidity and mortality. The ideal management will 
depend on the adoption of clinical and pharmacological measures, guided by scales 
and protocols. Objective:: Literature review on the main aspects of analgesia and 
sedation, abstinence syndrome, and delirium in the pediatric intensive care unit, in 
order to show the importance of the use of protocols on the management of critically 
ill patients. Method:: Articles published in the past 16 years on PubMed, Lilacs, and 
the Cochrane Library, with the terms analgesia, sedation, abstinence syndrome, mild 
sedation, daily interruption, and intensive care unit. Results:: Seventy-six articles 
considered relevant were selected to describe the importance of using a protocol of 
sedation and analgesia. They recommended mild sedation and the use of 
assessment scales, daily interruptions, and spontaneous breathing test. These 
measures shorten the time of mechanical ventilation, as well as length of hospital 
stay, and help to control abstinence and delirium, without increasing the risk of 
morbidity and morbidity. Conclusion:: Despite the lack of controlled and randomized 
clinical trials in the pediatric setting, the use of protocols, optimizing mild sedation, 
leads to decreased morbidity. 
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Moultrie, R. R., J. Kish-Doto, H. Peay and M. A. Lewis (2016). "A Review on 
Spinal Muscular Atrophy: Awareness, Knowledge, and Attitudes." J Genet 
Couns 25(5): 892-900. 
 
Spinal Muscular Atrophy (SMA) is one of the most common genetic causes of infant 
death. There is presently no cure, but the therapeutic pipeline is promising. Given 
the prevalence of SMA coupled with the potential for new treatment options, 
universal carrier screening, and newborn screening, we conducted a literature review 
of the awareness, knowledge, and attitudes held by the public and non-geneticist 
clinicians about various aspects of SMA. We then identify recommendations for 
targeting additional research, training, and educational efforts to increase 
awareness. In the limited available literature, we found that the public is generally 
unfamiliar with SMA but has favorable views of carrier and newborn screening. 
Clinicians also had limited understanding of SMA. Further research into knowledge 
and attitudes of healthcare providers and the general public will help develop a better 
understanding of education gaps and inform outreach efforts. These educational 
efforts are needed to complement the momentum as treatments are being developed 
and tested. Furthermore, professional societies are proposing routine carrier 
screening and SMA may achieve newborn screening status, which will change the 
SMA landscape for genetics professionals and families. Thus, it is important to 
explore knowledge and attitudes about SMA to allow us to prepare for when SMA 
attains higher public and clinician recognition. 
https://www.ncbi.nlm.nih.gov/pubmed/27084745 

 
 
Nilsson, S., E. Johnson and M. Adolfsson (2016). "Professionals' Perceptions 
about the Need for Pain Management Interventions for Children with Cerebral 
Palsy in South African School Settings." Pain Manag Nurs 17(4): 249-261. 
 
Pain is common in children with cerebral palsy (CP) and may have negative 
consequences for children's success in their studies. Research has shown that pain 
in childhood negatively influences individuals' participation and quality of life in later 
years. This study investigated how professionals in South African school settings 
respond to children's need for pain management in an attempt to enable the children 
to be active participants in school activities, despite their pain. The study was 
descriptive and followed a qualitative design (i.e., focus group interviews with 
semistructured questions and a conventional content analysis). Five government 
schools for children with special education needs in South Africa's Gauteng province 
participated. Participants/Subjects: Thirty-eight professionals who represented eight 
professions. Professional statements on the topic were collected from five focus 
group sessions conducted during one week. Qualitative content analysis of the data 
was performed. Similar statements were combined, coded, and sorted into main 
categories and subcategories. The analysis identified three main categories for pain 
management: environmental, treatment, and support strategies. In addition, four 
groups of statements emerged on how contextual factors might affect pain in 
children with CP and their participation in school settings. It is important to train 
professionals in pain management and to implement structured models for pain 
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prevention and management to ensure that best practices are adhered to for children 
with CP who suffer from acute or chronic pain. 
https://www.ncbi.nlm.nih.gov/pubmed/27349380 

 
 
Nyborn, J. A., M. Olcese, T. Nickerson and J. W. Mack (2016). ""Don't Try to 
Cover the Sky with Your Hands": Parents' Experiences with Prognosis 
Communication About Their Children with Advanced Cancer." J Palliat Med 
19(6): 626-631. 
 
BACKGROUND: Physicians worry that disclosure of prognostic information can be 
distressing and deprive families of hope. Retrospective studies have shown that 
prognostic disclosure does not abrogate hope, but prospective data are lacking. 
OBJECTIVE: The study objective was to prospectively evaluate responses to 
prognosis communication among parents of children with advanced cancer. 
DESIGN: For this qualitative study we audiotaped conversations between clinicians 
and parents of children with newly relapsed or refractory cancer, and then 
interviewed parents about experiences with prognosis communication. Parents were 
asked to reflect on physician statements about prognosis. SETTING/SUBJECTS: 
Subjects were 32 pairs of parents and clinicians of children with relapsed or 
refractory cancer treated at Dana-Farber/Boston Children's Center for Cancer and 
Blood Disorders, Boston, Massachusetts. RESULTS: Prognosis was discussed in 
28/32 conversations (88%). Although most parents (N = 22, 69%) found prognostic 
information upsetting, most also valued honest communication about prognosis (N = 
22, 69%.) Parents noted that frank disclosure fostered hope by relieving uncertainty 
and allowing them to make the best possible decisions for their children. Excessive 
optimism or a lack of information, in contrast, was sometimes experienced as a 
threat to hope and the parent-clinician relationship. A minority of parents were upset 
by clinician communication about prognosis (N = 4, 12%), but most did not consider 
the clinician responsible for their distress. Rather, parents attributed distress to the 
difficult situation. CONCLUSIONS: Many parents consider prognosis communication 
to be both difficult and necessary. While upsetting, prognostic information engenders 
hope by helping parents feel prepared to do their best for their children in the difficult 
days to come. 
https://www.ncbi.nlm.nih.gov/pubmed/27115314 

 
 
O'Mahony, S., J. Gerhart, I. Abrams, M. Greene, R. McFadden, S. Tamizuddin 
and M. M. Levy (2016). "A Multimodal Mindfulness Training to Address Mental 
Health Symptoms in Providers Who Care for and Interact With Children in 
Relation to End-of-Life Care." Am J Hosp Palliat Care. 
 
AIM: Medical providers may face unique emotional challenges when confronted with 
the suffering of chronically ill, dying, and bereaved children. This study assessed the 
preliminary outcomes of participation in a group-based multimodal mindfulness 
training pilot designed to reduce symptoms of burnout and mental health symptoms 
in providers who interact with children in the context of end-of-life care. METHODS: 
A total of 13 medical providers who care for children facing life-threatening illness or 
bereaved children participated in a 9-session multimodal mindfulness session. 
Mental health symptoms and burnout were assessed prior to the program, at the 
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program midpoint, and at the conclusion of the program. RESULTS: Participation in 
the pilot was associated with significant reductions in depressive and posttraumatic 
stress disorder (PTSD) symptoms among providers (P < .05). CONCLUSION: 
Mindfulness-based programs may help providers recognize and address symptoms 
of depression and PTSD. Additional research is needed to enhance access and 
uptake of programming among larger groups of participants. 
https://www.ncbi.nlm.nih.gov/pubmed/27443283 

 
 
Patel, P., P. D. Robinson, A. Orsey, J. L. Freedman, A. M. Langevin, D. Woods, 
L. Sung and L. L. Dupuis (2016). "Chemotherapy-Induced Nausea and Vomiting 
Prophylaxis: Practice Within the Children's Oncology Group." Pediatr Blood 
Cancer 63(5): 887-892. 
 
BACKGROUND: The Children's Oncology Group (COG) has endorsed a clinical 
practice guideline (CPG) for acute chemotherapy-induced nausea and vomiting 
(CINV) prophylaxis in children with cancer. This project aims to describe current 
acute CINV prophylaxis practice at COG sites and the gap between this practice and 
CPG recommendations. PROCEDURE: Two surveys were developed. The first 
survey, sent to 94 cancer control and supportive care responsible individuals (CCL 
RIs) at 94 COG institutions, asked if the institution had a standardized approach to 
practice and focused on antiemetic agent choice. The second survey, sent to 54 
pharmacists at COG sites where the CCL RI indicated that there was a standardized 
approach to CINV prophylaxis practice, focused on antiemetic dosing. Survey results 
were described and analyzed for consistency with the CPG recommendations. 
RESULTS: Among the 69 respondents to the first survey, 54 (78%) stated that their 
institutions have a standardized approach to CINV prophylaxis practice. However, 
antiemetic choice varied widely among respondents. Results from the 36 
respondents to the second survey also demonstrated significant antiemetic dosing 
practice variability. Frequent sources of deviation from CPG recommendations were 
as follows: antiemetic choice when corticosteroids are contraindicated, 
dexamethasone dosing, aprepitant use in children less than 12 years, and aprepitant 
use in the presence of a known or suspected drug interaction. CONCLUSIONS: 
There is a great diversity in the CINV prophylaxis provided to children with cancer at 
COG sites. Concerted strategies are required to improve awareness of the current 
CINV prophylaxis CPG and to facilitate CPG-consistent CINV prophylaxis. 
https://www.ncbi.nlm.nih.gov/pubmed/26864262 
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Psychosocial and Palliative Care Training Standards for Pediatric Hematology-
Oncology Physicians, A Reply To: Communication, Documentation, and 
Training Standards in Pediatric Psychosocial Oncology." Pediatr Blood Cancer 
63(7): 1315. 
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Relieving Methods Among Neonates in the NICU." Pain Manag Nurs 17(4): 272-
280. 
 
Despite growing knowledge of parents' important role in their infants' pain 
management, the extent to which nurses in neonatal intensive care units (NICUs) 
provide guidance to parents on nonpharmacological methods is unclear. This study 
aimed to describe and compare the perceptions of parental guidance in using 
nonpharmacological pain-relieving methods among neonates in NICUs from the 
viewpoints of nurses and parents, and to examine the participants' demographics 
related to the guidance. A cross-sectional, descriptive, correlational study using 
questionnaire surveys was conducted. Eight NICUs of 5 university hospitals in 
Finland. A total of 427 participants, including 294 nurses and 178 parents. The 
participants indicated that the methods of touching and holding were the most 
commonly introduced strategies in infants' pain alleviation, as they were given as an 
alternative "nearly always/always" (nurses 91%, 87% and parents 61%, 58%, 
respectively). In contrast, music and breast-feeding were the less commonly 
introduced nonpharmacological methods (nurses 11%, 6% and parents 1%, 6%, 
respectively). A significant difference (p < .001) was found between the parents' and 
nurses' perceptions of parental guidance; nurses reported providing more guidance 
about all nonpharmacological methods compared with parents. In addition, many 
demographic factors of the nurses, the parents, and their infants were related to the 
parental guidance. Our findings indicate that parental guidance should not be based 
on nurses' evaluations of their activities without taking into account parents' 
perspectives. When counseling parents to use nonpharmacological methods, 
neonatal nurses should actively interact with families and discuss parents' individual 
needs. 
https://www.ncbi.nlm.nih.gov/pubmed/27287760 

 
 
Prentice, T., A. Janvier, L. Gillam and P. G. Davis (2016). "Moral distress within 
neonatal and paediatric intensive care units: a systematic review." Arch Dis 
Child 101(8): 701-708. 
 
OBJECTIVE: To review the literature on moral distress experienced by nursing and 
medical professionals within neonatal intensive care units (NICUs) and paediatric 
intensive care units (PICUs). DESIGN: Pubmed, EBSCO (Academic Search 
Complete, CINAHL and Medline) and Scopus were searched using the terms 
neonat*, infant*, pediatric*, prematur* or preterm AND (moral distress OR moral 
responsibility OR moral dilemma OR conscience OR ethical confrontation) AND 
intensive care. RESULTS: 13 studies on moral distress published between January 
1985 and March 2015 met our inclusion criteria. Fewer than half of those studies (6) 
were multidisciplinary, with a predominance of nursing staff responses across all 
studies. The most common themes identified were overly 'burdensome' and 
disproportionate use of technology perceived not to be in a patient's best interest, 
and powerlessness to act. Concepts of moral distress are expressed differently 
within nursing and medical literature. In nursing literature, nurses are often portrayed 
as victims, with physicians seen as the perpetrators instigating 'aggressive care'. 
Within medical literature moral distress is described in terms of dilemmas or ethical 
confrontations. CONCLUSIONS: Moral distress affects the care of patients in the 
NICU and PICU. Empirical data on multidisciplinary populations remain sparse, with 
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inconsistent definitions and predominantly small sample sizes limiting generalisability 
of studies. Longitudinal data reflecting the views of all stakeholders, including 
parents, are required. 
https://www.ncbi.nlm.nih.gov/pubmed/26801075 

 

 
Renton, K., H. Quinton and A. T. Mayer (2016). "Educational impact of 
paediatric palliative simulation study days." BMJ Support Palliat Care. 
 
BACKGROUND: The use of simulation-based medical/nursing teaching is 
increasingly widespread. Simulation-based teaching offers an immersive learning 
experience where professionals can practice communication and practical skills in a 
safe, authentic environment. We designed a paediatric palliative simulation study 
day primarily aimed at nursing staff who manage these patients in the 
community/hospice. We believe this is the first of its kind in the UK. AIMS: To 
establish whether attendance at a paediatric palliative simulation study day improved 
confidence and knowledge in management of common and/or difficult situations in 
palliative care. METHOD: Health professionals working at local paediatric hospices 
or in associated specialties to palliative care were invited to attend the free 1-day 
course. 5 scenarios were developed by experienced health professionals working in 
paediatric palliative care. On the day, participants were asked to complete a 
questionnaire to check basic demographic data, confidence levels and knowledge 
(50 true/false questions). Following participation/observation of 5 scenarios, they 
again completed the same questionnaire regarding confidence levels and 
knowledge. Results were analysed with Excel and XLStat using basic demographic 
data and Wilcoxon signed rank two-tailed test. RESULTS: 57 healthcare workers 
participated in 5 study days. 81% (n=47) professionals described themselves as 
working primarily in palliative care. Only 35% (n=20) had previously experienced 
simulation. Based on confidence questions, attendees felt more confident in 
managing specific palliative scenarios (p<0.0001). Based on true/false questions 
prestudy and poststudy day, 86% (n=49) of participants improved their knowledge. 
The median improvement score for the cohort was 3 (p<0.0001). CONCLUSIONS: 
The study demonstrated a significant improvement in confidence and knowledge 
following the simulation course. This supports further time/financial investment in 
developing this type of study day. Simulation is a useful teaching adjunct in 
paediatric palliative care. The course also provides a valuable opportunity for 
professionals to network and discuss/share experiences. 
https://www.ncbi.nlm.nih.gov/pubmed/27316635 

 
Siden, H. H., R. Steele and S. Cadell (2016). "Crocker, et al.: Reducing barriers 
to parent participation in pediatric palliative care research." Palliat Med 30(4): 
418. 
https://www.ncbi.nlm.nih.gov/pubmed/26684794 
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BACKGROUND: Hospice and Palliative Medicine (HPM) competencies are of 
growing importance in training general pediatricians and pediatric sub-specialists. 
The Accreditation Council for Graduate Medical Education (ACGME) emphasized 
pediatric trainees should understand the "impact of chronic disease, terminal 
conditions and death on patients and their families." Currently, very little is known 
regarding pediatric trainee education in HPM. METHODS: We surveyed all 486 
ACGME-accredited pediatric training program directors (PDs) - 200 in general 
pediatrics (GP), 57 in cardiology (CARD), 64 in critical care medicine (CCM), 69 in 
hematology-oncology (ONC) and 96 in neonatology (NICU). We collected training 
program's demographics, PD's attitudes and educational practices regarding HPM. 
RESULTS: The complete response rate was 30% (148/486). Overall, 45% offer 
formal HPM curriculum and 39% offer a rotation in HPM for trainees. HPM teaching 
modalities commonly reported included conferences, consultations and bedside 
teaching. Eighty-one percent of all respondents felt that HPM curriculum would 
improve trainees' ability to care for patients. While most groups felt that a HPM 
rotation would enhance trainees' education [GP (96%), CARD (77%), CCM (82%) 
and ONC (95%)], NICU PDs were more divided (55%; p < 0.05 for all comparisons 
vs. NICU). CONCLUSION: While most programs report perceived benefit from HPM 
training, there remains a paucity of opportunities for pediatric trainees. Passive 
teaching methods are frequently utilized in HPM curricula with minimal diversity in 
methods utilized to teach HPM. Opportunities to further emphasize HPM in general 
pediatric and pediatric sub-specialty training remains. 
https://www.ncbi.nlm.nih.gov/pubmed/27122617 

 
 
Slodki, M., M. Respondek-Liberska, J. D. Pruetz and M. T. Donofrio (2016). 
"Fetal cardiology: changing the definition of critical heart disease in the 
newborn." J Perinatol 36(8): 575-580. 
 
Infants born with congenital heart disease (CHD) may require emergent treatment in 
the newborn period. These infants are likely to benefit the most from a prenatal 
diagnosis, which allows for optimal perinatal planning. Several cardiac centers have 
created guidelines for the management of these high-risk patients with CHD. This 
paper will review and compare several prenatal CHD classification systems with a 
particular focus on the most critical forms of CHD in the fetus and newborn. A 
contemporary definition of critical CHD is one which requires urgent intervention in 
the first 24 h of life to prevent death. Such cardiac interventions may be not only life 
saving for the infant but also decrease subsequent morbidity. Critical CHD cases 
may require delivery at specialized centers that can provide perinatal, obstetric, 
cardiology and cardiothoracic surgery care. Fetuses diagnosed in mid-gestation 
require detailed fetal diagnostics and serial monitoring during the prenatal period, in 
order to assess for ongoing changes and identify progression to a more severe 
cardiac status. Critical CHD may progress in utero and there is still much to be 
learned about how to best predict those who will require urgent neonatal 
interventions. Despite improved therapeutic capabilities, newborns with critical CHD 
continue to have significant morbidity and mortality due to compromise that begins in 
the delivery room. Fetal echocardiography is the best way to predict the need for 
specialized care at birth to improve outcome. Once the diagnosis is made of critical 
CHD, delivery at the proper time and in appropriate institution with specific care 
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protocols should be initiated. More work needs to be done to better delineate the risk 
factors for progression of critical CHD and to determine which newborns will require 
specialized care. The most frequently described forms of critical CHD requiring 
immediate intervention include hypoplastic left heart syndrome with intact or severely 
restricted atrial septum, obstructed total anomalous pulmonary venous return and 
transposition of the great arteries with restrictive atrial septum. 
https://www.ncbi.nlm.nih.gov/pubmed/26963427 

 
 
Snaman, J. M., E. C. Kaye, M. J. Cunningham, A. Sykes, D. R. Levine, D. 
Mahoney and J. N. Baker (2017). "Going straight to the source: A pilot study of 
bereaved parent-facilitated communication training for pediatric subspecialty 
fellows." Pediatr Blood Cancer 64(1): 156-162. 
 
BACKGROUND: Medical trainees consistently report suboptimal instruction and poor 
self-confidence in communication skills. Despite this deficit, few established training 
programs provide comprehensive, pediatric-specific communication education, 
particularly in the provision of "bad news." To our knowledge, no programs currently 
use bereaved parent educators to facilitate communication training for pediatric 
subspecialty trainees. PROCEDURE: The authors designed and implemented a pilot 
communication training seminar in which bereaved parent educators and faculty 
facilitators led small groups in interactive, role-play scenarios. Surveys incorporating 
a retrospective preprogram assessment item to account for response-shift bias were 
used to assess short- and long-term changes in trainee comfort with delivering "bad 
news." RESULTS: Fifteen pediatric fellowship trainees participated in the 
communication seminar; complete data were available for 12 participants. After 
accounting for response-shift bias, participants reported significant improvement in 
overall preparedness, breaking bad news to a patient and family, and including the 
adolescent or young adult patient in conversations. Additionally, participants reported 
a significant improvement in their ability to address a patient and family's need for 
information, emotional suffering at the end of life (EOL), if and when a patient should 
be included in the conversation, and EOL care decisions. The participant's self-
perceived improvement in comfort and preparedness persisted over time. 
CONCLUSIONS: Communication training for pediatric subspecialty trainees using 
bereaved parent educators is feasible and effective. Both medical trainee and 
bereaved parent participants benefited from involvement in this pilot study. Further 
iterations of this training will be modified to assess objective measures of 
improvement in trainees' communication skills. 
https://www.ncbi.nlm.nih.gov/pubmed/27605076 

 
 
Stallard, P., M. Maguire, J. Daddow, R. Shepperd, M. Foster and J. Berry (2016). 
"Unexpected deaths of children and young people in the UK." BJPsych Bull 
40(2): 68-71. 
 
Aims and method To review the deaths of children and young people who took their 
own life. We conducted a retrospective analysis of serious incident reports from a 
National Health Service trust and reviews by the child death overview panels of the 
local safeguarding children boards. Results We identified 23 deaths, with annual 
rates varying considerably between local authorities and over time. Over half of the 
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children (n = 13, 56%) were not known to specialist child and adolescent mental 
health services, with 11 having no contact with any agency at the time of their death. 
Hanging was the most common method (n = 20, 87%) and of these, half (n = 11, 
55%) were low-level hangings. Clinical implications Training is required to improve 
awareness, recognition and the assessment of children at risk of taking their own life. 
Specialist child mental health services should directly assess plans or attempts at 
hanging and offer advice about the seriousness of attempting this. National data (by 
age) on children and young people who take their own life should be routinely 
published to inform clinical and preventive services. 
https://www.ncbi.nlm.nih.gov/pubmed/27087988 

 
 
Starks, H., A. Doorenbos, T. Lindhorst, E. Bourget, E. Aisenberg, N. Oman, T. 
Rue, J. R. Curtis and R. Hays (2016). "The Family Communication Study: A 
randomized trial of prospective pediatric palliative care consultation, study 
methodology and perceptions of participation burden." Contemp Clin Trials 
49: 15-20. 
 
BACKGROUND: To describe the study methods, baseline characteristics and 
burden of study procedures of an intervention designed to reduce family stress 
symptoms through early support from the palliative care team. Length of stay of 
>/=8days was the trigger for early palliative care involvement. METHODS: Cluster-
randomized trial with children as the unit of randomization. Up to 3 family members 
per child were recruited. Family stress symptoms were recorded at baseline, 
discharge from the ICU, and 3months post-enrollment. Questionnaire burden was 
assessed on a 1-10 point scale at each time point and open-ended comments were 
analyzed to describe the participants' experience in the study. RESULTS: 380 family 
members of 220 children (control=115 children and 204 family members; 
intervention=105 children and 176 family members) were recruited, which 
represented 50% of all eligible families. Most family participants were parents (86% 
control; 92% intervention) and female (66% both groups). Retention rates were high 
through the 3-month follow-up: 93% and 90% for the control and intervention groups 
respectively. Questionnaire burden was very low: mean (sd) scores were 1.1 (1.6), 
0.7 (1.5), and 0.9 (1.6) for the baseline, discharge and follow-up questionnaires, 
respectively. Comments suggest that participation was beneficial by promoting 
reflection and self-awareness about stress, coping and resilience, and feeling cared 
for because the intervention and questionnaires focused on their own well-being. 
CONCLUSIONS: The participants' comments regarding the focus on them as the 
point of intervention reflects the value of conducting research with family members of 
seriously ill children during ICU stays. 
https://www.ncbi.nlm.nih.gov/pubmed/27263074 

 
 
Stayer, D. and J. S. Lockhart (2016). "Living with Dying in the Pediatric 
Intensive Care Unit: A Nursing Perspective." Am J Crit Care 25(4): 350-356. 
 
BACKGROUND: Despite reported challenges encountered by nurses who provide 
palliative care to children, few researchers have examined this phenomenon from 
the perspective of nurses who care for children with life-threatening illnesses in 
pediatric intensive care units. OBJECTIVES: To describe and interpret the essence 
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of the experiences of nurses in pediatric intensive care units who provide palliative 
care to children with life-threatening illnesses and the children's families. METHODS: 
A hermeneutic phenomenological study was conducted with 12 pediatric intensive 
care unit nurses in the northeastern United States. Face-to-face interviews and field 
notes were used to illuminate the experiences. RESULTS: Five major themes were 
detected: journey to death; a lifelong burden; and challenges delivering care, 
maintaining self, and crossing boundaries. These themes were illuminated by 12 
subthemes: the emotional impact of the dying child, the emotional impact of the 
child's death, concurrent grieving, creating a peaceful ending, parental burden of 
care, maintaining hope for the family, pain, unclear communication by physicians, 
need to hear the voice of the child, remaining respectful of parental wishes, collegial 
camaraderie and support, and personal support. CONCLUSION: Providing palliative 
care to children with life-threatening illnesses was complex for the nurses. Findings 
revealed sometimes challenging intricacies involved in caring for dying children and 
the children's families. However, the nurses voiced professional satisfaction in 
providing palliative care and in support from colleagues. Although the nurses 
reported collegial camaraderie, future research is needed to identify additional 
supportive resources that may help staff process and cope with death and dying. 
https://www.ncbi.nlm.nih.gov/pubmed/27369034 

 
 
Taylor, R. M., R. G. Feltbower, N. Aslam, R. Raine, J. S. Whelan and F. Gibson 
(2016). "Modified international e-Delphi survey to define healthcare 
professional competencies for working with teenagers and young adults with 
cancer." BMJ Open 6(5): e011361. 
 
OBJECTIVES: To provide international consensus on the competencies required by 
healthcare professionals in order to provide specialist care for teenagers and young 
adults (TYA) with cancer. DESIGN: Modified e-Delphi survey. SETTING: 
International, multicentre study. PARTICIPANTS: Experts were defined as 
professionals having worked in TYA cancer care for more than 12 months. They 
were identified through publications and professional organisations. METHODS: 
Round 1, developed from a previous qualitative study, included 87 closed-ended 
questions with responses on a nine-point Likert scale and further open-ended 
responses to identify other skills, knowledge and attitudes. Round 2 contained only 
items with no consensus in round 1 and suggestions of additional items of 
competency. Consensus was defined as a median score ranging from 7 to 9 and 
strength of agreement using mean absolute deviation of the median. RESULTS: A 
total of 179 registered to be members of the expert panel; valid responses were 
available from 158 (88%) in round 1 and 136/158 (86%) in round 2. The majority of 
participants were nurses (35%) or doctors (39%) from Europe (55%) or North 
America (35%). All 87 items in round 1 reached consensus with an additional 15 
items identified for round 2, which also reached consensus. The strength of 
agreement was mostly high for statements. The areas of competence rated most 
important were agreed to be: 'Identify the impact of disease on young people's life' 
(skill), 'Know about side effects of treatment and how this might be different to those 
experienced by children or older adults' (knowledge), 'Honesty' (attitude) and 'Listen 
to young people's concerns' (aspect of communication). CONCLUSIONS: Given the 
high degree of consensus, this list of competencies should influence education 
curriculum, professional development and inform workforce planning. Variation in 
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strength of agreement for some competencies between professional groups should 
be explored further in pursuit of effective multidisciplinary team working. 
https://www.ncbi.nlm.nih.gov/pubmed/27142859 

 
 
Tosello, B., G. Haddad, C. Gire and M. A. Einaudi (2016). "Lethal fetal 
abnormalities: how to approach perinatal palliative care?" J Matern Fetal 
Neonatal Med: 1-4. 
 
OBJECTIVE: Some of the antenatally diagnosed fetal pathologies are unlikely to get 
compatible with life. Still some women choose to continue with pregnancy. 
Subsequently, perinatal palliative care (PPC) has become a constructive demarche 
in such situations. Our study, based on a multicentric survey, reports some cases of 
fetal pathologies considered as lethal according to perinatal professionals and 
reveals the decisional process in each case. METHODS: We sent by emails a 
questionnaire to 434 maternal-fetal medicine specialists and fetal care pediatric 
specialists at 48 multidisciplinary centers for prenatal diagnosis. RESULTS: The 
participation rate was 49.3%. In total, 61 obstetric-gynecologists and 68 
neonatologists completed the survey. The results showed that 35.4% of the pregnant 
women asked for the continuation of pregnancy and 24.7% asked for the termination 
of pregnancy. More than half of professionals (52.9%) took the initiative of informing 
women about the options for birth support (including PPC), while 32.7% of obstetric 
gynecologists did not take this initiative versus 10.2% of neonatologists (p < 0.01). 
CONCLUSION: This study demonstrates the absolute need to provide PPC training 
for professionals and to standardize its practices. 
https://www.ncbi.nlm.nih.gov/pubmed/27150239 

 
 
Toulouse, J., M. C. Leneveu, J. Brouard and M. Alexandre (2016). "[Comparison 
of palliative care representations between pediatrician residents and 
oncologist residents: A qualitative study]." Arch Pediatr 23(6): 577-583. 
 
BACKGROUND: Pediatrics residents treat patients who are particularly vulnerable 
and they care for many patients in palliative situations. The purpose of this study was 
to build a typology detailing the representations of pediatrics and oncology residents 
on palliative care and how these transfer to their practice, and to determine their 
knowledge of euthanasia and end-of-life legislation. METHODS: To draw up this 
typology, we used a semidirective interview method. The topics treated were their 
definition of palliative care, end of life, the emotions involved in these situations, and 
their daily practice. Then we asked them to speak about their opinions and 
knowledge of euthanasia and end-of-life legislation. RESULTS: Thirteen residents 
were interviewed: eight pediatrics residents, two oncologists, and three hemato-
oncologists. Interviews lasted around 45min. Pediatrics and oncology residents had 
common representations based on "care giving." Nevertheless, pediatrics residents 
remained within the technical aspects to protect themselves from their negative 
emotions and stayed away from their patients. Oncology residents set their emotions 
aside to be able to carry on taking care of their patients. CONCLUSION: It seems 
necessary to disseminate a palliative culture, particularly in pediatrics, to improve 
management of children in palliative situations and to improve resident's feelings. 
https://www.ncbi.nlm.nih.gov/pubmed/27133365 
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van der Geest, I. M., M. M. van den Heuvel-Eibrink, C. M. Zwaan, R. Pieters, J. 
Passchier and A. S. Darlington (2016). "Participation in a clinical trial for a 
child with cancer is burdensome for a minority of children." Acta Paediatr 
105(9): 1100-1104. 
 
AIM: This study explored how parents who had lost a child to cancer felt about them 
taking part in a clinical trial. METHODS: A retrospective questionnaire was sent to 
parents who had lost a child to cancer. They were asked whether their child took part 
in a clinical trial during their palliative phase, their motives for their child's 
participation, how they perceived their child's burden and whether they would, 
hypothetically speaking, enrol again. RESULTS: The 24 parents of 16 deceased 
children who had participated in a clinical trial explained their motives for their child's 
participation. The most common answers, with multiple responses, were treatment 
for future patients (n = 16), hope for a cure (n = 9) and prolonging their child's life (n 
= 6). Eight parents said that participating was not burdensome for their child and four 
said it was very burdensome, with others answering in between. None of the parents 
would decline participation if they would be in the same situation again. 
CONCLUSION: Performing clinical trials, even in a vulnerable population, such as 
children with cancer at the end of life, may not always lead to increased burden. 
None of the parents would in future, given the same circumstances, decline 
participation in a clinical trial. 
https://www.ncbi.nlm.nih.gov/pubmed/26991953 

 
 
van Rooij, I. A., L. F. van der Zanden, E. M. Bongers, K. Y. Renkema, C. H. 
Wijers, M. Thonissen, E. M. Dokter, C. L. Marcelis, I. de Blaauw, M. H. Wijnen, 
P. M. Hoogerbrugge, J. P. Bokkerink, M. F. Schreuder, L. Koster-Kamphuis, E. 
A. Cornelissen, L. Kapusta, A. F. van Heijst, K. D. Liem, R. P. de Gier, A. M. 
Kuijpers-Jagtman, et al. (2016). "AGORA, a data- and biobank for birth defects 
and childhood cancer." Birth Defects Res A Clin Mol Teratol 106(8): 675-684. 
 
BACKGROUND: Research regarding the etiology of birth defects and childhood 
cancer is essential to develop preventive measures, but often requires large study 
populations. Therefore, we established the AGORA data- and biobank in the 
Netherlands. In this study, we describe its rationale, design, and ongoing data 
collection. METHODS: Children diagnosed with and/or treated for a structural birth 
defect or childhood cancer and their parents are invited to participate in the AGORA 
data- and biobank. Controls are recruited through random sampling from municipal 
registries. The parents receive questionnaires about demographics, family and 
pregnancy history, health status, prescribed medication, lifestyle, and occupational 
exposures before and during the index pregnancy. In addition, blood or saliva is 
collected from children and parents, while medical records are reviewed for 
diagnostic information. RESULTS: So far, we have collected data from over 6,860 
families (3,747 birth defects, 905 childhood cancers, and 2,208 controls). The types 
of birth defects vary widely and comprise malformations of the digestive, respiratory, 
and urogenital tracts as well as facial, cardiovascular, kidney, skeletal, and central 
nervous system anomalies. The most frequently occurring childhood cancer types 
are acute lymphatic leukemia, Hodgkin and non-Hodgkin lymphoma, Wilms' tumor, 
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and brain and spinal cord tumors. Our genetic and/or epidemiologic studies have 
been focused on hypospadias, anorectal malformations, congenital anomalies of the 
kidney and urinary tract (CAKUT), and orofacial clefts. CONCLUSION: The large 
AGORA data- and biobank offers great opportunities for investigating genetic and 
nongenetic risk factors for disorders in children and is open to collaborative 
initiatives. Birth Defects Research (Part A) 106:675-684, 2016. (c) 2016 Wiley 
Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/27150573 

 
 
Walia, H., D. Tumin, S. Wrona, D. Martin, T. Bhalla and J. D. Tobias (2016). 
"Safety and efficacy of nurse-controlled analgesia in patients less than 1 year 
of age." J Pain Res 9: 385-390. 
 
BACKGROUND: The management of acute pain presents unique challenges in the 
younger pediatric population. Although patient-controlled devices are frequently used 
in patients >/=6 years of age, alternative modes of analgesic delivery are needed in 
infants. OBJECTIVE: To examine the safety and efficacy of nurse-controlled 
analgesia (NCA) in neonates less than 1 year of age. METHODS: Data from patients 
<1 year of age receiving NCA as ordered by the Acute Pain Service at our institution 
were collected over a 5-year period and reviewed retrospectively. The primary 
outcomes were activation of the institution's Rapid Response Team (RRT) or Code 
Blue, signifying severe adverse events. Pain score after NCA initiation was a 
secondary outcome. RESULTS: Among 338 girls and 431 boys, the most common 
opioid used for NCA was fentanyl, followed by morphine and hydromorphone. There 
were 39 (5%) cases involving RRT or Code Blue activation, of which only one (Code 
Blue) was activated due to a complication of NCA (apnea). Multivariable logistic 
regression demonstrated morphine NCA to be associated with greater odds of RRT 
activation (OR=3.29, 95% CI=1.35, 8.03, P=0.009) compared to fentanyl NCA. There 
were no statistically significant differences in pain scores after NCA initiation across 
NCA agents. CONCLUSION: NCA is safe in neonates and infants, with comparable 
efficacy demonstrated for the three agents used. The elevated incidence of RRT 
activation in patients receiving morphine suggests caution in its use and 
consideration of alternative agents in this population. 
https://www.ncbi.nlm.nih.gov/pubmed/27150573 

 
 
Warille, A. A., M. E. Onger, A. P. Turkmen, O. G. Deniz, G. Altun, K. K. Yurt, B. 
Z. Altunkaynak and S. Kaplan (2016). "Controversies on electromagnetic field 
exposure and the nervous systems of children." Histol Histopathol 31(5): 461-
468. 
 
This paper reviewed possible health effects from exposure to low levels of 
electromagnetic field (EMF) in children, arising from electrical power sources and 
mobile phones. Overall, the information about effects on developmental processes 
and cognitive functions is insufficient and further research on children and 
adolescents is critically needed. New research approaches are required focused on 
the effects on the developmental processes of children exposed to electromagnetic 
fields, using consistent protocols. When the current data were considered in detail, it 
was noted that children's unique vulnerabilities make them more sensitive to EMFs 
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emitted by electronics and wireless devices, as compared to adults. Some 
experimental research shows a neurological impact and exposure in humans may 
lead to the cognitive and behavioral impairments. Because of the proliferation of 
wireless devices, public awareness of these dangers now is important to safeguard 
children's future healthy brain development. 
https://www.ncbi.nlm.nih.gov/pubmed/26661935 

 
 
Watson, S. I., W. Arulampalam, S. Petrou, N. Marlow, A. S. Morgan, E. S. Draper 
and N. Modi (2016). "The effects of a one-to-one nurse-to-patient ratio on the 
mortality rate in neonatal intensive care: a retrospective, longitudinal, 
population-based study." Arch Dis Child Fetal Neonatal Ed 101(3): F195-200. 
 
OBJECTIVE: To estimate the effect of the provision of a one-to-one nurse-to-patient 
ratio on mortality rates in neonatal intensive care units. DESIGN: A population-based 
analysis of operational clinical data using an instrumental variable method. 
SETTING: National Health Service neonatal units in England contributing data to the 
National Neonatal Research Database at the Neonatal Data Analysis Unit and 
participating in the Neonatal Economic, Staffing, and Clinical Outcomes Project. 
PARTICIPANTS: 43 tertiary-level neonatal units observed monthly over the period 
January 2008 to December 2012. INTERVENTION: Proportion of neonatal intensive 
care days or proportion of intensive care admissions for which one-to-one nursing 
was provided. OUTCOMES: Monthly in-hospital intensive care mortality rate. 
RESULTS: Over the study period, the provision of one-to-one nursing in tertiary 
neonatal units declined from a median of 9.1% of intensive care days in 2008 to 
5.9% in 2012. A 10 percentage point decrease in the proportion of intensive care 
days on which one-to-one nursing was provided was associated with an increase in 
the in-hospital mortality rate of 0.6 (95% CI 1.2 to 0.0) deaths per 100 infants 
receiving neonatal intensive care per month compared with a median monthly 
mortality rate of 4.5 deaths per 100 infants per month. The results remained robust 
to sensitivity analyses that varied the estimation sample of units, the choice of 
instrumental variables, unit classification and the selection of control variables. 
CONCLUSIONS: Our study suggests that decreases in the provision of one-to-one 
nursing in tertiary-level neonatal intensive care units increase the in-hospital 
mortality rate. 
https://www.ncbi.nlm.nih.gov/pubmed/26860480 

 
 
Wenzler, S., S. Levine, R. van Dick, V. Oertel-Knochel and H. Aviezer (2016). 
"Beyond pleasure and pain: Facial expression ambiguity in adults and children 
during intense situations." Emotion 16(6): 807-814. 
 
According to psychological models as well as common intuition, intense positive and 
negative situations evoke highly distinct emotional expressions. Nevertheless, recent 
work has shown that when judging isolated faces, the affective valence of winning 
and losing professional tennis players is hard to differentiate. However, expressions 
produced by professional athletes during publicly broadcasted sports events may be 
strategically controlled. To shed light on this matter we examined if ordinary people's 
spontaneous facial expressions evoked during highly intense situations are 
diagnostic for the situational valence. In Experiment 1 we compared reactions with 
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highly intense positive situations (surprise soldier reunions) versus highly intense 
negative situations (terror attacks). In Experiment 2, we turned to children and 
compared facial reactions with highly positive situations (e.g., a child receiving a 
surprise trip to Disneyland) versus highly negative situations (e.g., a child 
discovering her parents ate up all her Halloween candy). The results demonstrate 
that facial expressions of both adults and children are often not diagnostic for the 
valence of the situation. These findings demonstrate the ambiguity of extreme facial 
expressions and highlight the importance of context in everyday emotion perception. 
(PsycINFO Database Record 
https://www.ncbi.nlm.nih.gov/pubmed/27337681 

 
 
Xafis, V., A. Watkins and D. Wilkinson (2016). "Death talk: Basic linguistic rules 
and communication in perinatal and paediatric end-of-life discussions." 
Patient Educ Couns 99(4): 555-561. 
 
OBJECTIVE: This paper considers clinician/parent communication difficulties noted 
by parents involved in end-of-life decision-making in the light of linguistic theory. 
METHODS: Grice's Cooperative Principle and associated maxims, which enable 
effective communication, are examined in relation to communication deficiencies that 
parents have identified when making end-of-life decisions for the child. Examples 
from the literature are provided to clarify the impact of failing to observe the maxims 
on parents and on clinician/parent communication. RESULTS: Linguistic theory 
applied to the literature on parental concerns about clinician/parent communication 
shows that the violation of the maxims of quantity, quality, relation, and manner as 
well as the stance that some clinicians adopt during discussions with parents impact 
on clinician/parent communication and lead to distrust, anger, sadness, and long-
term difficulties coping with the experience of losing one's child. CONCLUSION: 
Parents have identified communication deficiencies in end-of-life discussions. 
Relating these communication deficiencies to linguistic theory provides insight into 
communication difficulties but also solutions. PRACTICE IMPLICATIONS: Gaining 
an understanding of basic linguistic theory that underlies human interactions, gaining 
insight into the communication deficiencies that parents have identified, and 
modifying some communication behaviours in light of these with the suggestions 
made in this article may lead to improved clinician/parent communication. 
https://www.ncbi.nlm.nih.gov/pubmed/26561310 

 
 
Zaal-Schuller, I. H., D. L. Willems, F. V. Ewals, J. B. van Goudoever and M. A. 
de Vos (2016). "How parents and physicians experience end-of-life decision-
making for children with profound intellectual and multiple disabilities." Res 
Dev Disabil 59: 283-293. 
 
BACKGROUND: End-of-life decisions (EoLD) often concern children with profound 
intellectual and multiple disabilities (PIMD). Yet, little is known about how parents 
and physicians discuss and make these decisions. AIMS: The objective of this 
research was to investigate the experiences of the parents and the involved 
physician during the end-of-life decision-making (EoLDM) process for children with 
PIMD. METHODS: In a retrospective, qualitative study, we conducted semi-
structured interviews with the physicians and parents of 14 children with PIMD for 
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whom an EoLD was made within the past two years. RESULTS: A long-lasting 
relationship appeared to facilitate the EoLDM process, although previous negative 
healthcare encounters could also lead to distrust. Parents and physicians 
encountered disagreements during the EoLDM process, but these disagreements 
could also improve the decision-making process. Most parents, as well as most 
physicians, considered the parents to be the experts on their child. In making an 
EoLD, both parents and physicians preferred a shared decision-making approach, 
although they differed in what they actually meant by this concept. CONCLUSION: 
The EoLDM process for children with PIMD can be improved if physicians are more 
aware of the specific situation and of the roles and expectations of the parents of 
children with PIMD. 
https://www.ncbi.nlm.nih.gov/pubmed/27665411 
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(2016). "UK Groups Pilot Pediatric Gene Testing." Cancer Discov 6(7): 685-686. 
 
The Institute of Cancer Research and the Royal Marsden NHS Foundation Trust 
have launched the United Kingdom's first pediatric genetic testing program. The 
groups aim to bring the same precision medicine options to children that are 
currently available to many adults with cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/27170063 

 
 
(2016). Reproductive, Maternal, Newborn, and Child Health: Disease Control 
Priorities, Third Edition (Volume 2). R. E. Black, R. Laxminarayan, M. 
Temmerman and N. Walker. Washington (DC), The International Bank for 
Reconstruction and Development / The World Bank 

(c) 2016 International Bank for Reconstruction and Development / The World 
Bank. 
 
The evaluation of reproductive, maternal, newborn, and child health (RMNCH) by the 
Disease Control Priorities, Third Edition (DCP3) focuses on maternal conditions, 
childhood illness, and malnutrition. Specifically, the chapters address acute illness 
and undernutrition in children, principally under age 5. It also covers maternal 
mortality, morbidity, stillbirth, and influences to pregnancy and pre-pregnancy. 
Volume 3 focuses on developments since the publication of DCP2 and will also 
include the transition to older childhood, in particular, the overlap and commonality 
with the child development volume. The DCP3 evaluation of these conditions 
produced three key findings: 1. There is significant difficulty in measuring the burden 
of key conditions such as unintended pregnancy, unsafe abortion, nonsexually 
transmitted infections, infertility, and violence against women. 2. Investments in the 
continuum of care can have significant returns for improved and equitable access, 
health, poverty, and health systems. 3. There is a large difference in how RMNCH 
conditions affect different income groups; investments in RMNCH can lessen the 
disparity in terms of both health and financial risk. 
https://www.ncbi.nlm.nih.gov/pubmed/27227205 

 
 
(2016). "Announcement: Sudden Death in the Young Case Registry." MMWR 
Morb Mortal Wkly Rep 65(12): 330. 
 
Approximately 3,500 infants die suddenly and unexpectedly each year in the United 
States. Less is known about the incidence in children because epidemiologic studies 
of these deaths in children are rare. The increased mortality risk in children with 
undetected heart conditions or epilepsy highlights the need for expanded 
surveillance to identify sudden unexpected death associated with these conditions. 
https://www.ncbi.nlm.nih.gov/pubmed/27031082 
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Alimena, S., C. Nold, V. Herson and Y. M. Fang (2016). "Rates of intrauterine 
fetal demise and neonatal morbidity at term: determining optimal timing of 
delivery." J Matern Fetal Neonatal Med: 1-5. 
 
OBJECTIVE: To examine rates of unexplained intrauterine fetal demise (IUFD) and 
neonatal morbidity in uncomplicated term pregnancies to identify the optimal 
gestational age for delivery. METHODS: A retrospective case control study was 
performed with singleton pregnancies delivered between 37 0/7 weeks and 42 6/7 
weeks. Exclusion criteria were "complicated pregnancies": emergency deliveries, 
maternal hypertension, diabetes, infection, fetal disease/malformations and placental 
abnormalities. RESULTS: Nineteen thousand two hundred and sixty-four 
maternal/infant pairs were examined. The overall rate of NICU admission was 2.7% 
and the rate of unexplained IUFD was 2.02 per 1000 births. The lowest rate of IUFD 
was found at 39 weeks (1.40 per 1000 births). Odds ratios adjusted for maternal 
smoking, ethnicity, age and mode of delivery showed 2.74 (95% CI 0.35-21.83) risk 
of IUFD at 42 versus 39 weeks, 2.09 (1.47-2.98) risk of NICU admission at 37 versus 
38 weeks, 2.54 (1.62-3.97) risk of respiratory morbidity at 37 versus 38 weeks and 
3.38 (1.84-6.18) risk of transient tachypnea of the newborn or respiratory distress 
syndrome at 37 versus 38 weeks. CONCLUSIONS: Neonatal respiratory morbidity 
was lowest for deliveries at 38-39 weeks. IUFD was 2.74 times more likely at 42 
weeks versus 39 weeks. Our findings support current guidelines advising clinicians 
when to deliver term pregnancies. 
https://www.ncbi.nlm.nih.gov/pubmed/26978521 

 
 
Almeida, L. F., E. Araujo Junior, G. C. Crott, M. M. Okido, A. T. Berezowski, G. 
Duarte and A. C. Marcolin (2016). "Epidemiological Risk Factors and Perinatal 
Outcomes of Congenital Anomalies." Rev Bras Ginecol Obstet 38(7): 348-355. 
 
Objectives To identify the epidemiological risk factors for congenital anomalies (CAs) 
and the impact of these fetal malformations on the perinatal outcomes. Methods This 
prospective cohort study comprised 275 women whose fetuses had CAs. Maternal 
variables to establish potential risk factors for each group of CA and perinatal 
outcomes were evaluated. The primary outcome was CA. Secondary outcomes 
included: fetal growth restriction (FGR); fetal distress (FD); premature rupture of 
membranes (PROM); oligohydramnios or polyhydramnios; preterm delivery (PTD); 
stillbirth; cesarean section; low birth weight; Apgar score < 7 at the 1st and 5th 
minutes; need for assisted ventilation at birth; neonatal infection; need for surgical 
treatment; early neonatal death; and hospitalization time. Chi-square (chi(2)) test and 
multilevel regression analysis were applied to compare the groups and determine the 
effects of maternal characteristics on the incidence of CAs. Results The general 
prevalence of CAs was of 2.4%. Several maternal characteristics were associated to 
CAs, such as: age; skin color; level of education; parity; folic acid supplementation; 
tobacco use; and history of previous miscarriage. There were no significant 
differences among the CA groups in relation to FGR, FD, PROM, 1-minute Apgar 
score > 7, and need for assisted ventilation at birth. On the other hand, the 
prevalence of the other considered outcomes varied significantly among groups. 
Preterm delivery was significantly more frequent in gastrointestinal tract/abdominal 
wall defects. The stillbirth rate was increased in all CAs, mainly in isolated fetal 
hydrops (odds ratio [OR]: 27.13; 95% confidence interval [95%CI]: 2.90-253.47). 
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Hospitalization time was higher for the urinary tract and congenital heart disease 
groups (p < 0.01). Neonatal death was significantly less frequent in the central 
nervous system anomalies group. Conclusion It was possible to identify several risk 
factors for CAs. Adverse perinatal outcomes were presented in all CA groups, and 
may differ according to the type of CA considered. 
https://www.ncbi.nlm.nih.gov/pubmed/27459392 

 
 
Amitay, E. L., G. Dubnov Raz and L. Keinan-Boker (2016). "Breastfeeding, 
Other Early Life Exposures and Childhood Leukemia and Lymphoma." Nutr 
Cancer 68(6): 968-977. 
 
Childhood cancer incidence increases and although rare, it is a leading cause of 
mortality. Leukemia and lymphoma comprise 40% of all cancers in children but little 
is known of their etiology. In this study, we examined the associations of 
breastfeeding and other early life exposures with childhood leukemia and lymphoma. 
A population-based case-control study carried out in 2011-2013 comprised mothers 
of 190 incidents (2005-2013) of leukemia/lymphoma cases aged 1-19 yr at diagnosis 
and 384 population-based controls. Interviews based on a computerized structured 
questionnaire were conducted with the mothers. Multivariate logistic regression 
models adjusted for potential confounders assessed the association between 
breastfeeding patterns and childhood leukemia/lymphoma. Ever breastfeeding 
category was associated with a 64% decreased risk for childhood 
leukemia/lymphoma lsqb;odds ratio (OR) = 0.36, 95% confidence interval (CI): 0.22, 
0.60lrqb; and similar trends, with a dose-response effect, were observed for any 
breastfeeding (exclusive and/or partial) category for 6, 12, and 18+ mo. Other infant 
exposures associated with cancer risk were child iron supplementation (OR = 0.39, 
95% CI: 0.26, 0.59), pet ownership (OR = 0.50, 95% CI: 0.33, 0.78), paternal 
smoking (OR = 1.93, 95% CI: 1.18, 3.15), and having older siblings (OR = 1.18, 95% 
CI: 1.05, 1.33). Breastfeeding-a controllable and modifiable exposure-is inversely 
associated with risk for childhood leukemia and lymphoma with a dose-response 
effect. 
https://www.ncbi.nlm.nih.gov/pubmed/27352124  
 
Bagnall, R. D., D. E. Crompton, S. Petrovski, L. Lam, C. Cutmore, S. I. Garry, L. 
G. Sadleir, L. M. Dibbens, A. Cairns, S. Kivity, Z. Afawi, B. M. Regan, J. Duflou, 
S. F. Berkovic, I. E. Scheffer and C. Semsarian (2016). "Exome-based analysis 
of cardiac arrhythmia, respiratory control, and epilepsy genes in sudden 
unexpected death in epilepsy." Ann Neurol 79(4): 522-534. 
 
OBJECTIVE: The leading cause of epilepsy-related premature mortality is sudden 
unexpected death in epilepsy (SUDEP). The cause of SUDEP remains unknown. To 
search for genetic risk factors in SUDEP cases, we performed an exome-based 
analysis of rare variants. METHODS: Demographic and clinical information of 61 
SUDEP cases were collected. Exome sequencing and rare variant collapsing 
analysis with 2,936 control exomes were performed to test for genes enriched with 
damaging variants. Additionally, cardiac arrhythmia, respiratory control, and epilepsy 
genes were screened for variants with frequency of <0.1% and predicted to be 
pathogenic with multiple in silico tools. RESULTS: The 61 SUDEP cases were 
categorized as definite SUDEP (n = 54), probable SUDEP (n = 5), and definite 
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SUDEP plus (n = 2). We identified de novo mutations, previously reported 
pathogenic mutations, or candidate pathogenic variants in 28 of 61 (46%) cases. 
Four SUDEP cases (7%) had mutations in common genes responsible for the 
cardiac arrhythmia disease, long QT syndrome (LQTS). Nine cases (15%) had 
candidate pathogenic variants in dominant cardiac arrhythmia genes. Fifteen cases 
(25%) had mutations or candidate pathogenic variants in dominant epilepsy genes. 
No gene reached genome-wide significance with rare variant collapsing analysis; 
however, DEPDC5 (p = 0.00015) and KCNH2 (p = 0.0037) were among the top 30 
genes, genome-wide. INTERPRETATION: A sizeable proportion of SUDEP cases 
have clinically relevant mutations in cardiac arrhythmia and epilepsy genes. In cases 
with an LQTS gene mutation, SUDEP may occur as a result of a predictable and 
preventable cause. Understanding the genetic basis of SUDEP may inform cascade 
testing of at-risk family members. 
https://www.ncbi.nlm.nih.gov/pubmed/26704558 

 
 
Barthel, E. M., K. Spencer, D. Banco, E. Kiernan and S. Parsons (2016). "Is the 
Adolescent and Young Adult Cancer Survivor at Risk for Late Effects? It 
Depends on Where You Look." J Adolesc Young Adult Oncol 5(2): 159-173. 
 
PURPOSE: The adolescent and young adult (AYA) population is a growing group of 
survivors, exceeding more than 600,000, at high risk for late effects of cancer-
directed therapy. While many guidelines exist for cancer survivorship care, choosing 
which to use for an AYA cancer survivor is challenging, yet vital, to ensure 
comprehensive follow-up care. METHODS: Survivorship care plans (SCPs), 
including treatment summaries (TS) and follow-up care plans, were created for three 
clinical vignettes (acute lymphoblastic leukemia, osteosarcoma, and Hodgkin 
lymphoma). Four sets of guidelines were used, including the Children's Oncology 
Group Long-Term Follow-Up Guidelines (COG LTFU), National Comprehensive 
Cancer Network (NCCN) Guidelines for Age- Related Recommendations: AYA 
Oncology (NCCN-AYA), NCCN Guidelines for Treatment of Cancer by Site (NCCN-
Site), and NCCN Guidelines for Supportive Care: Survivorship (NCCN-Survivorship) 
and NCCN supplemental cancer screening guidelines. The follow-up care plans 
were compared across guidelines to determine the extent and nature of the 
similarities and differences concerning AYA cancer survivorship care. RESULTS: 
The guidelines disagree on the link between treatment exposures and late effects, 
the population to be screened, the screening test to be used, and the time interval of 
testing. Specific examples of this include screening for cardiac toxicity, breast 
cancer, and neurocognitive deficits. CONCLUSIONS: While many guidelines exist 
for AYA survivorship care, there is discordance among the recommendations. This 
has significant implications for the long-term follow-up care of an AYA survivor. This 
study offers solutions to harmonize guidelines in order to ensure comprehensive 
quality survivorship care for this population. 
https://www.ncbi.nlm.nih.gov/pubmed/26885683 

 
 
Bhoopathi, P., N. Lee, A. K. Pradhan, X. N. Shen, S. K. Das, D. Sarkar, L. Emdad 
and P. B. Fisher (2016). "mda-7/IL-24 Induces Cell Death in Neuroblastoma 
through a Novel Mechanism Involving AIF and ATM." Cancer Res 76(12): 3572-
3582. 
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Advanced stages of neuroblastoma, the most common extracranial malignant solid 
tumor of the central nervous system in infants and children, are refractive to therapy. 
Ectopic expression of melanoma differentiation-associated gene-7/interleukin-24 
(mda-7/IL-24) promotes broad-spectrum antitumor activity in vitro, in vivo in 
preclinical animal models, and in a phase I clinical trial in patients with advanced 
cancers without harming normal cells. mda-7/IL-24 exerts cancer-specific toxicity 
(apoptosis or toxic autophagy) by promoting endoplasmic reticulum stress and 
modulating multiple signal transduction pathways regulating cancer cell growth, 
invasion, metastasis, survival, and angiogenesis. To enhance cancer-selective 
expression and targeted anticancer activity of mda-7/IL-24, we created a tropism-
modified cancer terminator virus (Ad.5/3-CTV), which selectively replicates in cancer 
cells producing robust expression of mda-7/IL-24 We now show that Ad.5/3-CTV 
induces profound neuroblastoma antiproliferative activity and apoptosis in a 
caspase-3/9-independent manner, both in vitro and in vivo in a tumor xenograft 
model. Ad.5/3-CTV promotes these effects through a unique pathway involving 
apoptosis-inducing factor (AIF) translocation into the nucleus. Inhibiting AIF rescued 
neuroblastoma cells from Ad.5/3-CTV-induced cell death, whereas pan-caspase 
inhibition failed to promote survival. Ad.5/3-CTV infection of neuroblastoma cells 
increased ATM phosphorylation instigating nuclear translocation and increased 
gamma-H2AX, triggering nuclear translocation and intensified expression of AIF. 
These results were validated further using two ATM small-molecule inhibitors that 
attenuated PARP cleavage by inhibiting gamma-H2AX, which in turn inhibited AIF 
changes in Ad.5/3-CTV-infected neuroblastoma cells. Taken together, we elucidate a 
novel pathway for mda-7/IL-24-induced caspase-independent apoptosis in 
neuroblastoma cells mediated through modulation of AIF, ATM, and gamma-H2AX. 
Cancer Res; 76(12); 3572-82. (c)2016 AACR. 
https://www.ncbi.nlm.nih.gov/pubmed/27197168 

 
 
Bongarzone, E. R., M. L. Escolar, S. J. Gray, T. Kafri, C. H. Vite and M. S. Sands 
(2016). "Insights into the Pathogenesis and Treatment of Krabbe Disease." 
Pediatr Endocrinol Rev 13 Suppl 1: 689-696. 
 
Krabbe disease (globoid cell leukodystrophy, GLD) is an inherited disease caused by 
a deficiency in the lysosomal enzyme galactocerebrosidase (GALC). The major 
galactosylated lipid degraded by GALC is galactosylceramide. However, GALC is 
also responsible for the degradation of galactosylsphingosine (psychosine), a highly 
cytotoxic glycolipid. It has been hypothesized that GALC-deficiency leads to 
psychosine accumulation that preferentially kills oligodendrocytes in the central 
nervous system and Schwann cells in the peripheral nervous system. Krabbe 
disease has traditionally been considered a white matter disease characterized by 
the loss and disorganization of myelin, infiltration of multinucleated 
monocytes/macrophages (globoid cells) and lymphocytes, and dysregulation of pro-
inflammatory cytokines and chemokines. However, new studies have revealed 
unexpected neuronal deficiencies. Infantile Krabbe disease is believed to be the 
most common and aggressive form. However, juvenile and adult onset forms have 
been described. Children affected with infantile Krabbe disease present with motor 
dysfunction, cognitive decline, intractable seizures, and premature death between 
two to five years of age. Murine, canine, and primate models of GALC deficiency 
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have been described and have played an important role in our understanding of this 
invariably fatal disease. Although there is no cure for Krabbe disease, hematopoietic 
stem cell transplantation can slow the progression of disease. Recent pre-clinical 
data indicate that simulataneously targeting multiple pathogenic mechanisms greatly 
increases efficacy in the murine model of Krabbe disease. A better understanding of 
the underlying pathogenesis will identify new therapeutic targets that may further 
increase efficacy. 
https://www.ncbi.nlm.nih.gov/pubmed/27491217 

 
 
Brooten, D., J. M. Youngblut, C. Caicedo, L. Seagrave, G. P. Cantwell and B. 
Totapally (2016). "Cause of Death of Infants and Children in the Intensive Care 
Unit: Parents' Recall vs Chart Review." Am J Crit Care 25(3): 235-242. 
 
BACKGROUND: More than 55 000 children die annually in the United States, most 
in neonatal and pediatric intensive care units. Because of the stress and emotional 
turmoil of the deaths, the children's parents have difficulty comprehending 
information. OBJECTIVES: To compare parents' reports and hospital chart data on 
cause of death and examine agreement on cause of death according to parents' sex, 
race, participation in end-of-life decisions, and discussion with physicians; deceased 
child's age; unit of care (neonatal or pediatric); and hospital and intensive care unit 
lengths of stay. METHODS: A descriptive, correlational design was used with a 
structured interview of parents 1 month after the death and review of hospital chart 
data. Parents whose children died in intensive care were recruited from 4 South 
Florida hospitals and from Florida Department of Health death records. RESULTS: 
Among 230 parents, 54% of mothers and 40% of fathers agreed with the chart cause 
of death. Agreement did not differ significantly for mothers or fathers by 
race/ethnicity, participation in end-of-life decisions, discussions with physicians, or 
mean length of hospital stay. Agreement was better for mothers when the stay in the 
intensive care unit was the shortest. Fathers' agreement with chart data was best 
when the deceased was an infant and death was in the pediatric intensive care unit. 
CONCLUSIONS: Death of a child is a time of high stress when parents' 
concentration, hearing, and information processing are diminished. Many parents 
have misconceptions about the cause of the death 1 month after the death. 
https://www.ncbi.nlm.nih.gov/pubmed/27134230 

 
 
Bruni, S., C. Lavery and A. Broomfield (2016). "The diagnostic journey of 
patients with mucopolysaccharidosis I: A real-world survey of patient and 
physician experiences." Mol Genet Metab Rep 8: 67-73. 
 
Mucopolysaccharidosis type I (MPS I) is an inherited lysosomal storage disease. 
Affected individuals have disease ranging from attenuated to severe with significant 
disease burden, disability, and premature death. Early treatment with enzyme 
replacement therapy and/or stem cell transplantation can reduce disease 
progression and improve outcomes. However, diagnosis is often delayed, particularly 
for patients with attenuated phenotypes. We conducted a survey of 168 patients and 
582 physicians to explore health care seeking patterns and familiarity of physicians 
with MPS I symptoms. Patients with attenuated MPS I typically first presented with 
stiff joints or hernia/bulging abdomen, and patients with severe disease with 
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noisy/difficult breathing, or hernia/bulging abdomen. There was a mean delay from 
time of symptom presentation to diagnosis of 2.7 years for patients with attenuated 
disease, with a mean of 5 physicians consulted before receiving a correct diagnosis. 
MPS I was most commonly misidentified by physicians as rheumatoid arthritis (48-
72%), with a wide variety of suspected diseases, including lupus. CONCLUSION: 
Patient and physician real-world surveys show that MPS I is under-recognized and 
diagnosis of MPS I remains delayed, particularly in patients with attenuated disease. 
Across regions and specialties, physicians require differential diagnosis education in 
order to improve early detection and early treatment initiation of MPS I. 
https://www.ncbi.nlm.nih.gov/pubmed/27536552 

 
 
Carlsson, T., G. Bergman, A. M. Karlsson, B. Wadensten and E. Mattsson 
(2016). "Experiences of termination of pregnancy for a fetal anomaly: A 
qualitative study of virtual community messages." Midwifery 41: 54-60. 
 
OBJECTIVE: to explore experiences described by posters in Swedish virtual 
communities before, during and after termination of pregnancy due to a fetal 
anomaly. DESIGN: cross-sectional qualitative study of messages in virtual 
communities. The messages were purposefully selected in 2014 and analyzed with 
inductive qualitative manifest content analysis. SETTING: two large and active 
Swedish virtual communities. SAMPLE: 1623 messages from 122 posters (112 
females, 1 male, and 9 did not disclose their sex), written between 2008 and 2014. 
The majority of the posters were females (91%) with recent experience of 
termination of pregnancy following different prenatal diagnoses (63% less than one 
year since the termination). MEASUREMENTS AND FINDINGS: before the 
termination, posters experienced an emotional shock and a difficult decision. During 
the termination, they needed compassionate care from present caregivers, 
experienced intense emotional and physical pain, lacked an understanding about the 
abortion, and expressed varied feelings about the option to view the fetus. After the 
termination, posters used different strategies to come to terms with and accept the 
decision, experienced a perinatal loss, expressed fears of recurrence, and longed for 
a new child. KEY CONCLUSIONS: spanning across the time before, during and after 
the abortion, women who terminate a pregnancy due to a fetal anomaly express 
considerable physical and emotional pain, with psychosocial and reproductive 
consequences. IMPLICATIONS FOR PRACTICE: information and preparation, 
including the decision whether or not to view the fetus, are important aspects to 
consider when caring for individuals who have decided to terminate a pregnancy for 
a fetal anomaly. The findings indicate a need for structures that offer support to 
women who suffer from fears of recurrence in future pregnancies. 
https://www.ncbi.nlm.nih.gov/pubmed/27543968 

 
 
Carreno, M. and S. Fernandez (2016). "Sleep-Related Epilepsy." Curr Treat 
Options Neurol 18(5): 23. 
 
OPINION STATEMENT: Sleep has a strong influence on interictal epileptiform 
discharges and on epileptic seizures. Interictal epileptiform discharges are activated 
by sleep deprivation and sleep, and some epilepsies occur almost exclusively during 
sleep. Treatment of sleep-related epilepsy should take in account the type of 
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epileptic syndrome, the type of seizures, the patient characteristics, and also the 
pharmacokinetics of the drug. Proper characterization of the epilepsy is essential to 
choose appropriate antiepileptic drugs. Drugs effective in focal epilepsy may be used 
to treat benign genetic focal epilepsies such as rolandic epilepsy and other focal 
(frontal or not) sleep epilepsies. These include both classical (such as 
carbamazepine) and new (such as levetiracetam and lacosamide) antiepileptic 
drugs. Drug-resistant cases should be evaluated for epilepsy surgery, which may be 
efficacious in this setting. Valproate, lamotrigine, topiramate, levetiracetam, and 
perampanel are effective against generalized tonic-clonic seizures in genetic 
generalized epilepsies, which frequently happen on awakening. Risks of valproate 
should be considered before prescribing it to women of childbearing age. Specific 
syndromes such as ESES require specific treatment such as a combination of high 
dose steroids, benzodiazepines, levetiracetam, and even surgery when an 
epileptogenic lesion is present. Sleep disorders that may worsen epilepsy such as 
obstructive sleep apnea or insomnia should be adequately treated to improve 
seizure frequency. Adequate control of seizures during sleep (especially generalized 
tonic-clonic seizures) decreases risk of sudden unexpected death in epilepsy 
(SUDEP). 
https://www.ncbi.nlm.nih.gov/pubmed/27059342 

 
 
Chesnaye, N. C., F. Schaefer, J. W. Groothoff, M. Bonthuis, G. Reusz, J. G. 
Heaf, M. Lewis, E. Maurer, D. Paripovic, I. Zagozdzon, K. J. van Stralen and K. 
J. Jager (2016). "Mortality risk in European children with end-stage renal 
disease on dialysis." Kidney Int 89(6): 1355-1362. 
 
We aimed to describe survival in European pediatric dialysis patients and compare 
the differential mortality risk between patients starting on hemodialysis (HD) and 
peritoneal dialysis (PD). Data for 6473 patients under 19 years of age or younger 
were extracted from the European Society of Pediatric Nephrology, the European 
Renal Association, and European Dialysis and Transplant Association Registry for 
36 countries for the years 2000 through 2013. Hazard ratios (HRs) were adjusted for 
age at start of dialysis, sex, primary renal disease, and country. A secondary 
analysis was performed on a propensity score-matched (PSM) cohort. The overall 5-
year survival rate in European children starting on dialysis was 89.5% (95% 
confidence interval [CI] 87.7%-91.0%). The mortality rate was 28.0 deaths per 1000 
patient years overall. This was highest (36.0/1000) during the first year of dialysis 
and in the 0- to 5-year age group (49.4/1000). Cardiovascular events (18.3%) and 
infections (17.0%) were the main causes of death. Children selected to start on HD 
had an increased mortality risk compared with those on PD (adjusted HR 1.39, 95% 
CI 1.06-1.82, PSM HR 1.46, 95% CI 1.06-2.00), especially during the first year of 
dialysis (HD/PD adjusted HR 1.70, 95% CI 1.22-2.38, PSM HR 1.79, 95% CI 1.20-
2.66), when starting at older than 5 years of age (HD/PD: adjusted HR 1.58, 95% CI 
1.03-2.43, PSM HR 1.87, 95% CI 1.17-2.98) and when children have been seen by a 
nephrologist for only a short time before starting dialysis (HD/PD adjusted HR 6.55, 
95% CI 2.35-18.28, PSM HR 2.93, 95% CI 1.04-8.23). Because unmeasured case-
mix differences and selection bias may explain the higher mortality risk in the HD 
population, these results should be interpreted with caution. 
https://www.ncbi.nlm.nih.gov/pubmed/27165828 
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Ciftci, E., A. Karbuz and T. Kendirli (2016). "Influenza and the use of oseltamivir 
in children." Turk Pediatri Ars 51(2): 63-71. 
 
Influenza is an infectious disease which causes significant morbidity and mortality. In 
the USA, approximately 200 000 hospital admissions and 36 000 deaths occur 
annualy due to severe influenza infections. Although influenza often causes a simple 
respiratory infection, it sometimes causes disorders affecting several organs 
including the lung, heart, brain, liver and muscles or serious life-threatening primary 
viral or secondary bacterial pneumonia. Currently, oseltamivir is the most important 
and effective drug for severe influenza infections. Severe influenza infections can be 
controlled and related deaths may be prevented with initiation of this drug especially 
within first 2 days. Oseltamivir is usually well tolerated and its most commonly 
reported side effect is related with the gastrointestinal system. In conclusion, the 
course of influenza changes in a positive direction and the rates of complications and 
mortality significantly reduce in patients in whom oseltamivir treatment is initiated as 
soon as possible. 
https://www.ncbi.nlm.nih.gov/pubmed/27489462 

 
 
Citil Dogan, A., S. Wayne, S. Bauer, D. Ogunyemi, S. K. Kulkharni, D. Maulik, C. 
F. Carpenter and R. O. Bahado-Singh (2017). "The Zika virus and pregnancy: 
evidence, management, and prevention." J Matern Fetal Neonatal Med 30(4): 
386-396. 
 
OBJECTIVE: To comprehensively review the available evidence and existing 
consensus reports and guidelines regarding the pregnancy and reproductive 
implications of the mosquito-transmitted Zika virus (ZIKV) infection. A primary focus 
was to provide pertinent information to aid clinicians in the management of 
pregnancies at risk for, exposed to, or with confirmed ZIKV infection. METHOD: An 
extensive literature review was performed using Pubmed. Practice guidelines and 
consensus reports were accessed from international, national, and professional 
organizations' websites. The clinical articles for ZIKV infection testing varied from 
case reports to small epidemiologic studies. RESULTS: A ZIKV epidemic has been 
declared in several countries in the Americas. Fifty-two travel-associated ZIKV 
infection cases have been reported throughout the USA (as of February 10, 2016). 
The consequences of congenital fetal/newborn ZIKV infection could potentially have 
devastating consequences including miscarriage, fetal death, and major anomalies 
such as microcephaly, brain and brain-stem defects, and long-term neurologic 
sequelae. While not definitive, current evidence suggests the existence of nonvector-
borne transmission through sexual activity with an infected male partner. For women 
at risk for sexual transmission, condom use is advised, especially during pregnancy. 
CONCLUSION: While ZIKV infection appears to be a mild disease in the general 
population the potential consequences to the fetus and newborn could be profound. 
Management guidelines are currently evolving and will be significantly impacted as 
new evidence develops. It is therefore imperative that obstetric health-care providers 
keep abreast of this rapidly evolving information landscape that has so far 
characterized this outbreak. 
https://www.ncbi.nlm.nih.gov/pubmed/27052666 
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Coluccia, D., C. Figuereido, S. Isik, C. Smith and J. T. Rutka (2016). 
"Medulloblastoma: Tumor Biology and Relevance to Treatment and Prognosis 
Paradigm." Curr Neurol Neurosci Rep 16(5): 43. 
 
Medulloblastoma is a malignant embryonic brain tumor arising in the posterior fossa 
and typically occurring in pediatric patients. Current multimodal treatment regimes 
have significantly improved the survival rates; however, a marked heterogeneity in 
therapy response is observed, and one third of all patients die within 5 years after 
diagnosis. Large-scale genetic and transcriptome analysis revealed four 
medulloblastoma subgroups (WNT, SHH, Group 3, and Group 4) associated with 
different demographic parameters, tumor manifestation, and clinical behavior. Future 
treatment protocols will integrate molecular classification schemes to evaluate 
subgroup-specific intensification or de-escalation of adjuvant therapies aimed to 
increase tumor control and reduce iatrogenic induced morbidity. Furthermore, the 
identification of genetic drivers allows assessing target therapies in order to increase 
the chemotherapeutic armamentarium. This review highlights the biology behind the 
current classification system and elucidates relevant aspects of the disease 
influencing forthcoming clinical trials. 
https://www.ncbi.nlm.nih.gov/pubmed/27021772 

 
 
Cone, E. B., S. S. Dalton, M. Van Noord, E. T. Tracy, H. E. Rice and J. C. Routh 
(2016). "Biomarkers for Wilms Tumor: A Systematic Review." J Urol 196(5): 
1530-1535. 
 
PURPOSE: Wilms tumor is the most common childhood renal malignancy and the 
fourth most common childhood cancer. Many biomarkers have been studied but 
there has been no comprehensive summary. We systematically reviewed the 
literature on biomarkers in Wilms tumor to quantify the prognostic implications of the 
presence of individual tumor markers. MATERIALS AND METHODS: We searched 
for English language studies from 1980 to 2015 performed in patients younger than 
18 years with Wilms tumor and prognostic data. The protocol was conducted per 
PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) 
guidelines. Two reviewers abstracted data in duplicate using a standard evaluation 
form. We performed descriptive statistics, then calculated relative risks and 95% 
confidence intervals for markers appearing in multiple level II or III studies. 
RESULTS: A total of 40 studies were included examining 32 biomarkers in 7,381 
patients with Wilms tumor. Studies had a median of 61 patients, 24 biomarker 
positive patients per series and a median followup of 68.4 months. Median 
percentages of patients with stages 1, 2, 3, 4 and 5 tumors were 28.5%, 26.4%, 
24.5%, 14.1% and 1.7%, respectively, and 10.2% had anaplasia. The strongest 
negative prognostic association was loss of heterozygosity at 11p15, with a risk of 
recurrence of 5.00, although loss of heterozygosity at 1p and gain of function at 1q 
were also strongly linked to increased recurrence (2.93 and 2.86, respectively). 
CONCLUSIONS: Several tumor markers are associated with an increased risk of 
recurrence or a decreased risk of overall survival in patients with Wilms tumor. 
These data suggest targets for development of diagnostic tests and potential 
therapies. 
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Conte, T., C. Mitton, S. Erdelyi, N. Chavoshi and H. Siden (2016). "Pediatric 
Palliative Care Program versus Usual Care and Healthcare Resource Utilization 
in British Columbia: A Matched-Pairs Cohort Study." J Palliat Med 19(11): 
1218-1223. 
BACKGROUND: Evidence on the impact of pediatric palliative care programs 
(PPCP) on resource utilization is scarce and requires broader measures to include 
utilization beyond the hospital setting. OBJECTIVE: This research aims to provide a 
Canadian comparative analysis between children in a PPCP with those under usual 
care, including hospice use to inpatient resource use measurement. METHODS: We 
conducted a retrospective matched-pairs (disease and age at death) cohort 
comparison of children who died in hospice versus hospital (never enrolled in a 
PPCP), from 2008 to 2012. Utilization was retrieved from administrative databases 
and chart review. The main outcomes were number of admissions and length of stay 
(LOS). RESULTS: Eleven pairs were found. PPCP users were more likely to have 
advanced directives (100% vs. 27%). After controlling for disease and age, we found 
no significant difference in number of admissions; however, PPCP users had an 
increase in admissions post-referral compared to pre-referral (median 3.08 
admissions), driven by the need for critical care. We did not find a significant 
difference in LOS, but observed longer admissions among PPCP users pre- (1.91 
days/month) and post-referral (3.66 days/month) compared to usual care. Over 60% 
of inpatient utilization shifted to the hospice post-referral. DISCUSSION: The 
terminal pediatric population referred to PPCP may systematically differ from those 
under usual care even before enrollment, presenting with higher inpatient utilization 
in critical care nearing death. A significant portion of inpatient utilization shifted to the 
hospice, with implications for resource reallocation and enhancements in PPCP 
referrals. 
https://www.ncbi.nlm.nih.gov/pubmed/27259655 

 
Dantham, S., A. K. Srivastava, S. Gulati and M. R. Rajeswari (2016). "Plasma 
circulating cell-free mitochondrial DNA in the assessment of Friedreich's 
ataxia." J Neurol Sci 365: 82-88. 
 
Friedreich's ataxia (FRDA) is one of the most devastating childhood onset 
neurodegenerative disease affecting multiple organs in the course of progression. 
FRDA is associated with mitochondrial dysfunction due to deficit in a nuclear 
encoded mitochondrial protein, frataxin. Identification of disease-specific biomarker 
for monitoring the severity remains to be a challenging topic. This study was aimed 
to identify whether circulating cell-free nuclear DNA (nDNA) and mitochondrial DNA 
(mtDNA) in blood plasma can be a potential biomarker for FRDA. Clinical information 
was assessed using International Cooperative Ataxia Rating Scale and the disease 
was confirmed using Long-range PCR for GAA repeat expansion within the gene 
encoding frataxin. The frataxin expression was measured using Western blot. 
Plasma nDNA and mtDNA levels were quantified by Multiplex real-time PCR. The 
major observation is that the levels of nDNA found to be increased, whereas mtDNA 
levels were reduced significantly in the plasma of FRDA patients (n=21) as 
compared to healthy controls (n=21). Further, plasma mtDNA levels showed high 
sensitivity (90%) and specificity (76%) in distinguishing from healthy controls with 
optimal cutoff indicated at 4.1x10(5)GE/mL. Interestingly, a small group of follow-up 
patients (n=9) on intervention with, a nutrient supplement, omega-3 fatty acid (a 
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known enhancer of mitochondrial metabolism) displayed a significant improvement in 
the levels of plasma mtDNA, supporting our hypothesis that plasma mtDNA can be a 
potential monitoring or prognosis biomarker for FRDA. 
https://www.ncbi.nlm.nih.gov/pubmed/27206881 

 
 
Davenport, J. R., K. T. Vo, R. Goldsby, D. C. West and S. G. DuBois (2016). 
"Conditional Survival and Predictors of Late Death in Patients With Ewing 
Sarcoma." Pediatr Blood Cancer 63(6): 1091-1095. 
 
PURPOSE: Long-term survivors of Ewing sarcoma (EWS) are at considerable risk 
for future complications, including late relapse and death. Data on prognostic factors 
for late death in those who have survived beyond 5 years are lacking. METHODS: 
We conducted a retrospective cohort study using the Surveillance, Epidemiology, 
and End Results database. We obtained clinical features and outcome data on 1,351 
patients with EWS who had survived 60 months or more. From these data, we 
performed univariate and multivariable analyses of overall survival (OS) using log-
rank tests and Cox proportional hazard models. RESULTS: Of 1,351 patients in the 
cohort, there were 209 deaths, 144 (69%) of which were reported to be due to EWS. 
The OS for 5-year survivors at 10 years was 87.5% (95% confidence interval 85.4-
89.3%). Univariate adverse prognostic factors for late death in 5-year survivors 
included age >/= 18 years at initial diagnosis, male sex, and axial/pelvic primary site. 
Initial stage was not prognostic. Independent adverse prognostic factors for late 
death included black race (hazard ratio [HR] 2.16, P = 0.01), age >/= 18 years at 
diagnosis (HR 2.02, P < 0.001), male sex (HR 1.43, P = 0.01), and axial/pelvic 
primary site (HR 1.43, P = 0.02). CONCLUSIONS: The majority of late deaths in 5-
year survivors are due to EWS. Black race, age >/=18 at diagnosis, male sex, and 
axial/pelvic primary site (but not stage at diagnosis) are independently associated 
with increased risk of late death. 
https://www.ncbi.nlm.nih.gov/pubmed/26891183 

 
 
Fairley, L., S. V. Picton, R. J. McNally, S. Bailey, M. G. McCabe and R. G. 
Feltbower (2016). "Incidence and survival of children and young people with 
central nervous system embryonal tumours in the North of England, 1990-
2013." Eur J Cancer 61: 36-43. 
 
BACKGROUND: Medulloblastoma and primitive neuroectodermal tumours (PNET) 
are the most common central nervous system (CNS) embryonal tumours diagnosed 
in childhood. Survival outcomes are worse for children diagnosed with CNS PNET 
compared to medulloblastoma. Less is known about survival outcomes in teenagers 
and young adults (TYA). METHODS: Data were extracted from two population-
based cancer registries of children and young people (0-24 years) in the north of 
England for all diagnoses of medulloblastoma and CNS PNET between 1990 and 
2013. Incidence and survival trends were analysed using Poisson and Cox 
regression. RESULTS: Between 1990 and 2013, 197 medulloblastomas and 58 CNS 
PNET were diagnosed, age-standardised incidence rates of 3.8 and 1.5 per million, 
respectively. Medulloblastoma incidence decreased over time while there was no 
significant change in trend for CNS PNET. The overall 5-year survival rate was 54%. 
The risk of death was 2.4 times higher (95% confidence interval [CI] 1.6, 3.7) for 
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patients with CNS PNET compared to medulloblastoma, after adjustment for patient 
characteristics. There was a 39% reduction (95% CI 0.43, 0.87) in the risk of death 
for patients diagnosed between 2000 and 2013 compared to 1990-1999. Risk of 
death did not differ for TYA (15-24 years) compared to children aged 5-9 years. 
CONCLUSIONS: Medulloblastoma incidence decreased over time and differences in 
survival between medulloblastoma and PNET emerged within the first-year post 
diagnosis leading to poorer outcomes for children and young adults diagnosed with 
PNET; however, a significant improvement in survival over time was observed. 
https://www.ncbi.nlm.nih.gov/pubmed/27151553 

 
 
Fullerton, B. S., E. A. Sparks, K. A. Morrow, E. M. Edwards, R. F. Soll, T. Jaksic, 
J. D. Horbar and B. P. Modi (2016). "Hospital transfers and patterns of mortality 
in very low birth weight neonates with surgical necrotizing enterocolitis." J 
Pediatr Surg 51(6): 932-935. 
 
PURPOSE: The objectives of this study were to evaluate mortality rates in very low 
birth weight (VLBW) infants with surgical necrotizing enterocolitis (NEC) by level of 
available surgical resources and to determine the effect of hospital transfer on 
mortality. METHODS: Mortality among 4328 VLBW neonates with surgical NEC born 
2009-2013 was assessed using the Vermont Oxford Network database. NICUs were 
classified by availability of resources as a marker of overall center capability: type A 
(restrictions on ventilation or do not routinely perform major neonatal surgery), type B 
(perform major neonatal surgery but not cardiac bypass), and type C (perform major 
surgery, including cardiac bypass in infants). RESULTS: Mortality was higher among 
those who had surgery at type B centers versus type C centers (44.3% vs 36.4%, 
adjusted prevalence ratio 1.20 (95% CI: 1.08, 1.33)). Neonates who were not 
transferred between birth and surgery had a higher mortality compared to those 
transferred (44.6% vs 31.6%, adjusted prevalence ratio 1.39 (95% CI: 1.25, 1.55)). 
CONCLUSION: Transfer between birth and surgery and a higher level of surgical 
resources at the operative center were associated with lower mortality. Early transfer 
of high risk neonates to centers with higher levels of surgical resources may be 
warranted. 
https://www.ncbi.nlm.nih.gov/pubmed/27230800 

 
 
Gambarotti, M., A. Righi, P. Picci, F. Bertoni, M. Manfrini, D. M. Donati, A. P. Dei 
Tos and D. Vanel (2016). "Paediatric chondrosarcomas: a retrospective review 
of 17 cases." Histopathology 68(7): 1073-1078. 
 
AIMS: Chondrosarcoma is primarily a tumour of adulthood and old age. Some 
studies indicate that survival is worse in paediatric than in adult chondrosarcomas. In 
view of the rarity of paediatric chondrosarcoma, few large studies are currently 
available. METHODS AND RESULTS: We evaluated the clinical, radiological and 
pathological features of a single institution series of chondrosarcomas presenting in 
patients younger than 17 years between 1981 and 2014. Seventeen patients with 
central (10), peripheral (five) and periosteal (two) chondrosarcoma were retrieved. 
The patients received various treatments according to the dimension, stage and 
grading of the lesions. Only two tumours, treated with resection, recurred after the 
first diagnosis, at 11 and 108 months, respectively. All patients but one were alive 
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without disease at the time of the last follow-up (median: 148 months). The one 
patient who died of disease 27 months after diagnosis had a grade 2 central 
chondrosarcoma of the metacarpal bone. He was affected by Maffucci syndrome 
and developed multiple bone and lung metastases. CONCLUSIONS: 
Chondrosarcoma in children is rare but does exist, and is not limited to the head and 
neck region. Our findings do not support the current view that chondrosarcomas are 
more aggressive in children than in adults. 
https://www.ncbi.nlm.nih.gov/pubmed/26408960 

 
 
Garcez, P. P., E. C. Loiola, R. Madeiro da Costa, L. M. Higa, P. Trindade, R. 
Delvecchio, J. M. Nascimento, R. Brindeiro, A. Tanuri and S. K. Rehen (2016). 
"Zika virus impairs growth in human neurospheres and brain organoids." 
Science 352(6287): 816-818. 
 
Since the emergence of Zika virus (ZIKV), reports of microcephaly have increased 
considerably in Brazil; however, causality between the viral epidemic and 
malformations in fetal brains needs further confirmation. We examined the effects of 
ZIKV infection in human neural stem cells growing as neurospheres and brain 
organoids. Using immunocytochemistry and electron microscopy, we showed that 
ZIKV targets human brain cells, reducing their viability and growth as neurospheres 
and brain organoids. These results suggest that ZIKV abrogates neurogenesis 
during human brain development. 
https://www.ncbi.nlm.nih.gov/pubmed/27064148 

 
 
Golwala, Z. M., H. Shah, N. Gupta, V. Sreenivas and J. M. Puliyel (2016). "Mean 
Platelet Volume (MPV), Platelet Distribution Width (PDW), Platelet Count and 
Plateletcrit (PCT) as predictors of in-hospital paediatric mortality: a case-
control Study." Afr Health Sci 16(2): 356-362. 
 
BACKGROUND: Thrombocytopenia has been shown to predict mortality. We 
hypothesize that platelet indices may be more useful prognostic indicators. Our study 
subjects were children one month to 14 years old admitted to our hospital. AIM: To 
determine whether platelet count, plateletcrit (PCT), mean platelet volume (MPV) 
and platelet distribution width (PDW) and their ratios can predict mortality in 
hospitalised children. METHODS: Children who died during hospital stay were the 
cases. Controls were age matched children admitted contemporaneously. The first 
blood sample after admission was used for analysis. Receiver operating 
characteristic (ROC) curve was used to identify the best threshold for measured 
variables and the ratios studied. Multiple regression analysis was done to identify 
independent predictors of mortality. RESULTS: Forty cases and forty controls were 
studied. Platelet count, PCT and the ratios of MPV/Platelet count, MPV/PCT, 
PDW/Platelet count, PDW/PCT and MPV x PDW/Platelet count x PCT were 
significantly different among children who survived compared to those who died. On 
multiple regression analysis the ratio of MPV/PCT, PDW/Platelet count and 
MPV/Platelet count were risk factors for mortality with an odds ratio of 4.31(95% CI, 
1.69-10.99), 3.86 (95% CI, 1.53-9.75), 3.45 (95% CI, 1.38-8.64) respectively. In 67% 
of the patients who died MPV/PCT ratio was above 41.8 and PDW/Platelet count 
was above 3.86. In 65% of patients who died MPV/Platelet count was above 3.45. 
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CONCLUSION: The MPV/PCT, PDW/Platelet count and MPV/Platelet count, in the 
first sample after admission in this case control study were predictors of mortality 
and could predict 65% to 67% of deaths accurately. 
https://www.ncbi.nlm.nih.gov/pubmed/27605950 

 
Heron, M. (2016). "Deaths: Leading Causes for 2014." Natl Vital Stat Rep 65(5): 
1-96. 
Objectives-This report presents final 2014 data on the 10 leading causes of death in 
the United States by age, sex, race, and Hispanic origin. Leading causes of infant, 
neonatal, and postneonatal death are also presented. This report supplements 
"Deaths: Final Data for 2014," the National Center for Health Statistics' annual report 
of final mortality statistics. 
https://www.ncbi.nlm.nih.gov/pubmed/27376998 

 
 
Illum, N. O., M. Bonderup and K. O. Gradel (2016). "Environmental needs in 
childhood disability analysed by the WHO ICF, Child and Youth Version." Dan 
Med J 63(6). 
 
INTRODUCTION: The WHO has launched a common classification for disabilities in 
children, the International Classification of Functioning, Disability and Health, Child 
and Youth Version (ICF-CY). We wanted to determine whether cat-egories of the 
environmental (e) and the body functions (b) components of the classification could 
address environmental needs in children with different disorders and various 
disability severities. METHODS: A set of 16 e categories and 47 b categories were 
selected and worded to best enable parents to describe children's everyday support 
needs and environmental influences through interviews in their own homes. 
RESULTS: Of the 367 invited parents, 332 (90.5%) participated, providing data on 
children with spina bifida, spinal muscular atrophy, muscular disorders, cerebral 
palsy, visual impairments, hearing impairments, mental disability and disabilities 
following brain tumour treatment. The mean age of children across disabilities was 
9.4 years (range: 1.0-15.9). The mean e code score was 35.7 (range: 4.0-64.0), and 
the mean b code score was 32.2 (range: 0.0-159.0). The most urgent needs as 
detected by qualifier 4 environmental categories scores were common among 
children with complex disorders and issues related to health professionals, legal 
services and health services. CONCLUSIONS: Parents understand the 
environmental and body function components in a meaningful manner and the codes 
seem to be valid. Special emphasis should be given to environmental issues for 
children with more complex disabilities. There was no correlation between the 
severity of a disability and environmental issues, indicating that each child's needs 
were basically met, irrespective of disability severity. FUNDING: partnership project 
section sign 16, 21, 31 administered by the Danish Health Authority. TRIAL 
REGISTRATION: not relevant. 
https://www.ncbi.nlm.nih.gov/pubmed/27264942 

 
 
Jameson, E., S. Jones and T. Remmington (2016). "Enzyme replacement 
therapy with laronidase (Aldurazyme((R))) for treating mucopolysaccharidosis 
type I." Cochrane Database Syst Rev 4: Cd009354. 
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BACKGROUND: Mucopolysaccharidosis type I can be classified as three clinical 
sub-types; Hurler syndrome, Hurler-Scheie syndrome and Scheie syndrome, with the 
scale of severity being such that Hurler syndrome is the most severe and Scheie 
syndrome the least severe. It is a rare, autosomal recessive disorder caused by a 
deficiency of alpha-L-iduronidase. Deficiency of this enzyme results in the 
accumulation of glycosaminoglycans within the tissues. The clinical manifestations 
are facial dysmorphism, hepatosplenomegaly, upper airway obstruction, skeletal 
deformity and cardiomyopathy. If Hurler syndrome is left untreated, death ensues by 
adolescence. There are more attenuated variants termed Hurler-Scheie or Scheie 
syndrome, with those affected potentially not presenting until adulthood. Enzyme 
replacement therapy has been used for a number of years in the treatment of Hurler 
syndrome, although the current gold standard would be a haemopoietic stem cell 
transplant in those diagnosed by 2.5 years of age. This is an updated version of the 
original Cochrane review published in 2013. OBJECTIVES: To evaluate the 
effectiveness and safety of treating mucopolysaccharidosis type I with laronidase 
enzyme replacement therapy as compared to placebo. SEARCH METHODS: We 
searched the Cochrane Cystic Fibrosis and Genetic Disorders Group's Inborn Errors 
of Metabolism Trials Register, MEDLINE via OVID and Embase.Date of most recent 
search: 05 October 2015. SELECTION CRITERIA: Randomised and quasi-
randomised controlled studies of laronidase enzyme replacement therapy compared 
to placebo. DATA COLLECTION AND ANALYSIS: Two authors independently 
screened the identified studies. The authors then appraised and extracted data. 
MAIN RESULTS: One study of 45 patients met the inclusion criteria. This double-
blind, placebo-controlled, randomised, multinational study looked at laronidase at a 
dose of 0.58 mg/kg/week versus placebo in patients with mucopolysaccharidosis 
type I. All primary outcomes listed in this review were studied in this study. The 
laronidase group achieved statistically significant improvements in per cent predicted 
forced vital capacity compared to placebo, MD 5.60 (95% confidence intervals 1.24 
to 9.96) and in the six-minute-walk test (mean improvement of 38.1 metres in the 
laronidase group; P = 0.039, when using a prospectively planned analysis of 
covariance). The levels of urinary glycoaminoglycans were also significantly 
reduced. In addition, there were improvements in hepatomegaly, sleep apnoea and 
hypopnoea. Laronidase antibodies were detected in nearly all patients in the 
treatment group with no apparent clinical effect and titres were reducing by the end 
of the study. Infusion-related adverse reactions occurred in both groups but all were 
mild and none necessitated medical intervention or infusion cessation. AUTHORS' 
CONCLUSIONS: The current evidence demonstrates that laronidase is effective 
when compared to placebo in the treatment of mucopolysaccharidosis type I. The 
included study was comprehensive and of good quality, although there were few 
participants. The study included all of the key outcome measures we wished to look 
at. It demonstrated that laronidase is efficacious in relation to reducing biochemical 
parameters (reduced urine glycosaminoglycan excretion) and improved functional 
capacity as assessed by forced vital capacity and the six-minute-walk test. In 
addition glycosaminoglycan storage was reduced as ascertained by a reduction in 
liver volume. Laronidase appeared to be safe and, while antibodies were generated, 
these titres were reducing by the end of the study. More studies are required to 
determine long-term effectiveness and safety and to assess the impact upon quality 
of life. Enzyme replacement therapy with laronidase can be used pre- and peri-
haemopoietic stem cell transplant, which is now the gold standard treatment in those 
patients diagnosed under 2.5 years of age. 
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Jaramillo-Mejia, M. C., D. Chernichovsky, J. D. Martinez-Blanco and J. J. 
Jimenez-Moleon (2016). "Exploratory analysis of preventable first day mortality 
in Colombia." Public Health 138: 74-85. 
 
OBJECTIVE: The goal of this study was to inform public health policy which can 
reduce Colombia's estimated infant mortality rate (IMR), 17.78 deaths for 1000 live 
births (2011), by lowering preventable first day mortality (PFDM). STUDY DESIGN: 
This study combined a time series analysis, using a linear regression method, for the 
period 2001-2012 with a cross-sectional analysis, using odds ratios and bi-variate 
methods, for the year 2012 to study first day mortality (FDM) and PFDM classified by 
biological, socio-economic, and medical correlates. METHODS: The study examined 
the trends for 2001-2012 in Colombia's infant mortality rate per 1000, and in the 
relative significance of PFDM by cause. It established the relative odds of PFDM for 
2012 by major risk categories, defined by birthweight and gestational age, and within 
those by biological, sociodemographic risk factors or groups and by potential access 
to and use of care. Then, the study established the major causes of PFDM within 
major risk categories and groups. RESULTS: Between 2001 and 2012, the average 
annual rate of FDM declined by 6.30%, while overall infant mortality only declined by 
4.20%. Yet, in 2012, 37.04% of FDM was preventable by using proper pregnancy 
control (7.00% of total preventable), proper care during childbirth (37.20%), and 
handling causes associated with late diagnosis and treatment (55.80%). PFDM is 
primarily a socio-economic phenomenon, even among normal weight and gestational 
age newborns, who account for 32.73% of PFDM due to improper management of 
pregnancy and delivery among lower socio-economic and outlying populations, 
specifically in rural areas and among members of the inferior subsidised social 
insurance regime. CONCLUSION: From efficacy and probable cost effectiveness 
perspectives, intervention priority should be given to handling babies with normal 
gestation age and birthweight, and then to babies with very low gestation age and 
birthweight. At the same time, more prenatal visits could lead to fewer very high-risk 
situations at the outset. In view of the Colombian regulation to the contrary, the use 
of foetal monitoring and echography methods by all general practitioners should be 
considered. They should be trained accordingly. Policies should focus on members 
of the underprovided subsidised health insurance regime, rural areas, young, low-
educated and single mothers during pregnancy, mainly delivery. 
https://www.ncbi.nlm.nih.gov/pubmed/27133897 

 
 
Jarvis, S., R. C. Parslow, P. Carragher, B. Beresford and L. K. Fraser (2016). 
"How many children and young people with life-limiting conditions are 
clinically unstable? A national data linkage study." Arch Dis Child. 
 
OBJECTIVE: To determine the clinical stage (stable, unstable, deteriorating or dying) 
for children and young people (CYP) aged 0-25 years in Scotland with life-limiting 
conditions (LLCs). DESIGN: National cohort of CYP with LLCs using linked routinely 
collected healthcare data. SETTING: Scotland. PATIENTS: 20 436 CYP identified as 
having LLCs and resident in Scotland between 1 April 2009 and 31 March 2014. 
MAIN OUTCOME: Clinical stage based on emergency inpatient and intensive care 
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unit admissions and date of death. RESULTS: Over 2200 CYP with LLCs in Scotland 
were unstable, deteriorating or dying in each year. Compared with 1-year-olds to 5-
year-olds, children under 1 year of age had the highest risk of instability (OR 6.4, 
95% CI 5.7 to 7.1); all older age groups had lower risk. Girls were more likely to be 
unstable than boys (OR 1.15, 95% CI 1.06 to 1.24). CYP of South Asian (OR 1.61, 
95% CI 1.28 to 2.01), Black (OR 1.58, 95% CI 1.04 to 2.41) and Other (OR 1.33, 
95% CI 1.02 to 1.74) ethnicity were more likely to experience instability than White 
CYP. Deprivation was not a significant predictor of instability. Compared with 
congenital abnormalities, CYP with most other primary diagnoses had a higher risk 
of instability; only CYP with a primary perinatal diagnosis had significantly lower risk 
(OR 0.23, 95% CI 0.19 to 0.29). CONCLUSIONS: The large number of CYP with 
LLCs who are unstable, deteriorating or dying may benefit from input from specialist 
paediatric palliative care. The age group under 1 and CYP of South Asian, Black and 
Other ethnicities should be priority groups. 
https://www.ncbi.nlm.nih.gov/pubmed/27682139 
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Joffre, C., F. Lesage, O. Bustarret, P. Hubert and M. Oualha (2016). "Children 
with Down syndrome: Clinical course and mortality-associated factors in a 
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AIM: To investigate clinical course and mortality-associated factors in children with 
Down syndrome (DS) managed in a medical paediatric intensive care unit. 
METHODS: A single-centre, retrospective study conducted between 2001 and 2010 
in DS children aged 1 month to 16 years. RESULTS: Sixty-six patients with a median 
age of 24 months (1-192) and a male/female ratio of 1.5 were analysed. Patients 
presented with history of congenital heart disease (n = 52, 78.8%), mechanical 
ventilation (n = 40, 60.6%) and chronic upper airway obstruction (n = 10, 15.1%). 
The primary reason for admission was respiratory failure (n = 56, 84.8%). Pulmonary 
arterial hypertension (PAH) (n = 19, 28.8%), acute respiratory distress syndrome 
(ARDS) (n = 18, 27.2%) and sepsis (n = 14, 21.2%) were observed during their 
clinical course. Twenty-six patients died (39.4%). Mortality-associated factors 
included the following: (i) baseline characteristics: history of mechanical ventilation, 
chronic upper airway obstruction and congenital heart disease; (ii) clinical course 
during paediatric intensive care unit stay: sepsis, catecholamine support, ARDS, 
PAH and nosocomial infection. In multivariate logistic analysis, history of mechanical 
ventilation, ARDS and PAH remained independently associated with death. 
CONCLUSIONS: The mortality rate in critically ill DS children admitted for medical 
reasons is high and is predominantly associated with respiratory conditions. 
https://www.ncbi.nlm.nih.gov/pubmed/27333845 
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Johannsen, J., M. Nickel, A. Schulz and J. Denecke (2016). "Considering 
Valproate as a Risk Factor for Rapid Exacerbation of Complex Movement 
Disorder in Progressed Stages of Late-Infantile CLN2 Disease." 
Neuropediatrics 47(3): 194-196. 
 
Neuronal ceroid lipofuscinosis type 2 (CLN2 disease, OMIM 204500) is a rare 
autosomal-recessive lysosomal storage disorder. It is one of the most common 
neurodegenerative disorders in childhood. Symptoms include epilepsy, rapid motor 
and language regression, dementia, visual loss, and a complex movement disorder 
in later stages of the disease. We report on two children with genetically confirmed 
late-infantile CLN2 disease who developed a severe exacerbation of their complex 
movement disorder leading to hyperthermia, hyper-CK-emia and decreased level of 
consciousness over several weeks despite different therapeutic approaches. Both 
patients were on long-term antiepileptic treatment with valproate and only after the 
withdrawal of valproate, the movement disorder disappeared and level of 
consciousness improved. These observations emphasize that valproate has to be 
considered as a possible risk factor in patients in later stages of late-infantile CLN2 
disease who develop a rapidly progressive complex movement disorder. 
https://www.ncbi.nlm.nih.gov/pubmed/27043294 

 
 
Johung, T. B. and M. Monje (2016). "Diffuse Intrinsic Pontine Glioma: New 
Pathophysiological Insights and Emerging Therapeutic Targets." Curr 
Neuropharmacol. 
 
BACKGROUND: Diffuse Intrinsic Pontine Glioma (DIPG) is the leading cause of 
brain tumor-related death in children, with median survival of less than one year. 
Despite decades of clinical trials, there has been no improvement in prognosis since 
the introduction of radiotherapy over thirty years ago. OBJECTIVE: To review the 
clinical features and current treatment challenges of DIPG, and discuss emerging 
insights into the unique genomic and epigenomic mechanisms driving DIPG 
pathogenesis that present new opportunities for identification of therapeutic targets. 
CONCLUSION: In recent years, an increased availability of biopsy and rapid autopsy 
tissue samples for preclinical investigation has combined with the advent of new 
genomic and epigenomic profiling tools to yield remarkable advancements in our 
understanding of DIPG disease mechanisms. As well, a deeper understanding of the 
developmental context of DIPG is shedding light on therapeutic targets in the 
microenvironment of the childhood brain. 
https://www.ncbi.nlm.nih.gov/pubmed/27157264 

 
 
King, B., S. Hassiotis, T. Rozaklis, H. Beard, P. J. Trim, M. F. Snel, J. J. 
Hopwood and K. M. Hemsley (2016). "Low-dose, continuous enzyme 
replacement therapy ameliorates brain pathology in the neurodegenerative 
lysosomal disorder mucopolysaccharidosis type IIIA." J Neurochem 137(3): 
409-422. 
 
Repeated replacement of sulphamidase via cerebrospinal fluid injection is an 
effective treatment for pathological changes in the brain in mice and dogs with the 
lysosomal storage disorder, mucopolysaccharidosis type IIIA (MPS IIIA). 

https://www.ncbi.nlm.nih.gov/pubmed/27043294
https://www.ncbi.nlm.nih.gov/pubmed/27157264


88 
 

Investigational trials of this approach are underway in children with this condition, 
however, infusions require attendance at a specialist medical facility. We sought to 
comprehensively evaluate the effectiveness of sustained-release (osmotic pump-
delivered) enzyme replacement therapy in murine MPS IIIA as this method, if applied 
to humans, would require only subcutaneous administration of enzyme once the 
pump was installed. Six-week-old MPS IIIA and unaffected mice were implanted with 
subcutaneous mini-osmotic pumps connected to an infusion cannula directed at the 
right lateral ventricle. Either recombinant human sulphamidase or vehicle were 
infused over the course of 7 weeks, with pumps replaced part-way through the 
experimental period. We observed near-normalisation of primarily stored substrate 
(heparan sulphate) in both hemispheres of the MPS IIIA brain and cervical spinal 
cord, as determined using tandem mass spectrometry. Immunohistochemistry 
indicated a reduction in secondarily stored GM 3 ganglioside and neuroinflammatory 
markers. A bias towards the infusion side was seen in some, but not all outcomes. 
The recombinant enzyme appears stable under pump-like conditions for at least 1 
month. Given that infusion pumps are in clinical use in other nervous system 
disorders, e.g. for treatment of spasticity or brain tumours, this treatment method 
warrants consideration for testing in large animal models of MPS IIIA and other 
lysosomal storage disorders that affect the brain. Clinical trials of repeated injection 
of replacement enzyme into CSF are underway in patients with the inherited 
neurodegenerative disorder mucopolysaccharidosis type IIIA. In this pre-clinical 
study, we examined an alternative approach - slow, continual infusion of enzyme 
using pumps. We observed significant reductions in substrate accumulation and 
other disease-based lesions in treated mouse brain. Thus, the strategy warrants 
consideration for testing in large animal models of MPS IIIA and also in other 
neurodegenerative lysosomal storage disorders. 
https://www.ncbi.nlm.nih.gov/pubmed/26762778 

 
 
Li, J., T. Yawno, A. Sutherland, J. Loose, I. Nitsos, R. Bischof, M. Castillo-
Melendez, C. A. McDonald, F. Y. Wong, G. Jenkin and S. L. Miller (2016). 
"Preterm white matter brain injury is prevented by early administration of 
umbilical cord blood cells." Exp Neurol 283(Pt A): 179-187. 
 
Infants born very preterm are at high risk for neurological deficits including cerebral 
palsy. In this study we assessed the neuroprotective effects of umbilical cord blood 
cells (UCBCs) and optimal administration timing in a fetal sheep model of preterm 
brain injury. 50 million allogeneic UCBCs were intravenously administered to fetal 
sheep (0.7 gestation) at 12h or 5d after acute hypoxia-ischemia (HI) induced by 
umbilical cord occlusion. The fetal brains were collected at 10d after HI. HI (n=7) was 
associated with reduced number of oligodendrocytes (Olig2+) and myelin density 
(CNPase+), and increased density of activated microglia (Iba-1+) in cerebral white 
matter compared to control fetuses (P<0.05). UCBCs administered at 12h, but not 5d 
after HI, significantly protected white matter structures and suppressed cerebral 
inflammation. Activated microglial density showed a correlation with decreasing 
oligodendrocyte number (P<0.001). HI caused cell death (TUNEL+) in the internal 
capsule and cell proliferation (Ki-67+) in the subventricular zone compared to control 
(P<0.05), while UCBCs at 12h or 5d ameliorated these effects. Additionally, UCBCs 
at 12h induced a significant systemic increase in interleukin-10 at 10d, and reduced 
oxidative stress (malondialdehyde) following HI (P<0.05). UCBC administration at 
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12h after HI reduces preterm white matter injury, via anti-inflammatory and 
antioxidant actions. 
https://www.ncbi.nlm.nih.gov/pubmed/27317990 

 
 
Lindley, L. C., J. W. Mack and D. J. Bruce (2016). "Clusters of Multiple Complex 
Chronic Conditions: A Latent Class Analysis of Children at End of Life." J Pain 
Symptom Manage 51(5): 868-874. 
 
CONTEXT: Children at end of life often experience multiple complex chronic 
conditions with more than 50% of children reportedly having two or more conditions. 
These complex chronic conditions are unlikely to occur in an entirely uniform manner 
in children at end of life. Previous work has not fully accounted for patterns of 
multiple conditions when evaluating care among these children. OBJECTIVES: The 
objective of the study was to understand the clusters of complex chronic conditions 
present among children in the last year of life. METHODS: Participants were 1423 
pediatric decedents from the 2007 to 2008 California Medicaid data. A latent class 
analysis was used to identify clusters of children with multiple complex chronic 
conditions (neurological, cardiovascular, respiratory, renal, gastrointestinal, 
hematologic, metabolic, congenital, cancer). Multinomial logistic regression analysis 
was used to examine the relationship between demographic characteristics and 
class membership. RESULTS: Four latent classes were yielded: medically fragile 
(31%); neurological (32%); cancer (25%); and cardiovascular (12%). Three classes 
were characterized by a 100% likelihood of having a complex chronic condition 
coupled with a low or moderate likelihood of having the other eight conditions. The 
four classes exhibited unique demographic profiles. CONCLUSION: This analysis 
presented a novel way of understanding patterns of multiple complex chronic 
conditions among children that may inform tailored and targeted end-of-life care for 
different clusters. 
https://www.ncbi.nlm.nih.gov/pubmed/26747723 

 
 
Liu, L., K. Hill, S. Oza, D. Hogan, Y. Chu, S. Cousens, C. Mathers, C. Stanton, J. 
Lawn and B. E. Robert (2016). Levels and Causes of Mortality under Age Five 
Years. Reproductive, Maternal, Newborn, and Child Health: Disease Control 
Priorities, Third Edition (Volume 2). R. E. Black, R. Laxminarayan, M. 
Temmerman and N. Walker. Washington (DC), The International Bank for 
Reconstruction and Development / The World Bank 

(c) 2016 International Bank for Reconstruction and Development / The World 
Bank. 
This chapter reviews recent estimates of levels and distributions by cause of death of 
children under age five years, including stillbirths. We focus on 2000-15 and present 
results by World Bank region. We introduce an innovation by including information 
on stillbirths, defined as deaths from the 28th week of gestation. The standard 
convention has been to use live birth as the starting point of risk measurement, as in 
Millennium Development Goal 4 (MDG 4) to reduce mortality under age five years by 
two-thirds from 1990 to 2015 (UN 2000). However, substantial proportions of 
stillbirths are preventable given adequate obstetric care, and would, if prevented, 
increase the number of live births. We argue that including stillbirths in summary 
measures of child mortality provides a more inclusive assessment of health service 
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provision than the standard convention. Data on levels and trends of mortality before 
age five years are taken from the 2015 report by the United Nations Inter-Agency 
Group on Mortality Estimation (IGME) (You and others 2015). Data on levels and 
trends of causes of mortality under age five years are taken from the latest estimates 
produced by the World Health Organization (WHO) and UNICEF's (United Nations 
Children's Fund) Child Health Epidemiology Reference Group (Liu and others, 
forthcoming). 
https://www.ncbi.nlm.nih.gov/pubmed/27227226 

 
 
Liu, P. P., X. L. Lu, Z. H. Xiao, J. Qiu and Y. M. Zhu (2016). "Relationship 
Between Beta Cell Dysfunction and Severity of Disease Among Critically Ill 
Children: A STROBE-Compliant Prospective Observational Study." Medicine 
(Baltimore) 95(19): e3104. 
 
Although beta cell dysfunction has been proved to predict prognosis among humans 
and animals, its prediction on severity of disease remains unclear among children. 
The present study was aimed to examine the relationship between beta cell 
dysfunction and severity of disease among critically ill children.This prospective 
study included 1146 critically ill children, who were admitted to Pediatric Intensive 
Care Unit (PICU) of Hunan Children's Hospital from November 2011 to August 2013. 
Information on characteristics, laboratory tests, and prognostic outcomes was 
collected. Homeostasis model assessment (HOMA)-beta, evaluating beta cell 
function, was used to divide all participants into 4 groups: HOMA-beta = 100% 
(group I, n = 339), 80% </= HOMA-beta < 100% (group II, n = 71), 40% </= HOMA-
beta < 80% (group III, n = 293), and HOMA-beta < 40% (group IV, n = 443). Severity 
of disease was assessed using the worst Sequential Organ Failure Assessment 
(SOFA) score, Pediatric Risk of Mortality (PRISM) III score, incidence of organ 
damage, septic shock, multiple organ dysfunction syndrome (MODS), mechanical 
ventilation (MV) and mortality. Logistic regression analysis was used to evaluate the 
risk of developing poor outcomes among patients in different HOMA-beta groups, 
with group I as the reference group.Among 1146 children, incidence of HOMA-beta < 
100% was 70.41%. C-peptide and insulin declined with the decrement of HOMA-
beta (P < 0.01). C-reactive protein and procalcitonin levels, rather than white blood 
cell, were significantly different among 4 groups (P < 0.01). In addition, the worst 
SOFA score and the worst PRISMIII score increased with declined HOMA-beta. For 
example, the worst SOFA score in group I, II, III, and IV was 1.55 +/- 1.85, 1.71 +/- 
1.93, 1.92 +/- 1.63, and 2.18 +/- 1.77, respectively. Furthermore, patients with 
declined HOMA-beta had higher risk of developing septic shock, MODS, MV, and 
mortality, even after adjusting age, gender, myocardial injury, and lung injury. For 
instance, compared with group I, the multivariate-adjusted odds ratio (95% 
confidence interval) for developing septic shock was 2.17 (0.59, 8.02), 2.94 (2.18, 
6.46), and 2.76 (1.18, 6.46) among patients in group II, III, and IV, respectively.Beta 
cell dysfunction reflected the severity of disease among critically ill children. 
Therefore, assessment of beta cell function is critically important to reduce incidence 
of adverse events in PICU. 
https://www.ncbi.nlm.nih.gov/pubmed/27175627 
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Liu, Q., W. M. Leisenring, K. K. Ness, L. L. Robison, G. T. Armstrong, Y. Yasui 
and S. Bhatia (2016). "Racial/Ethnic Differences in Adverse Outcomes Among 
Childhood Cancer Survivors: The Childhood Cancer Survivor Study." J Clin 
Oncol 34(14): 1634-1643. 
 
PURPOSE: Childhood cancer survivors carry a high burden of treatment-related 
morbidity; however, race/ethnicity-specific risks of adverse outcomes are not well 
understood. METHODS: Data from the Childhood Cancer Survivor Study, a cohort of 
survivors of at least 5 years, were used to compare Hispanic (n = 750, 5.4%) and 
non-Hispanic black (NHB: n = 694, 5.0%) survivors to non-Hispanic white patients 
(NHW: n = 12,397, 89.6%) for late mortality, subsequent neoplasms, and chronic 
health conditions. RESULTS: NHBs and Hispanics reported lower socioeconomic 
status (SES) and higher prevalence of obesity, and NHBs reported higher 
prevalence of hypertension. NHBs had higher rate of all-cause mortality (relative rate 
[RR], 1.4; 95% CI, 1.1 to 1.9; P = .008), which was abrogated (RR, 1.0; 95% CI, 0.8 
to 1.4; P = .9) after adjusting for SES. Nonmelanoma skin cancer was not observed 
among irradiated NHBs, and the risk was lower among Hispanic survivors (RR, 0.3; 
95% CI, 0.1 to 0.7) compared with NHWs. Both NHBs and Hispanics demonstrated 
elevated risks for diabetes; these risks persisted after adjusting for SES and obesity 
(NHBs: RR, 2.8; 95% CI, 1.1 to 6.7; Hispanics: RR, 3.1; 95% CI, 1.5 to 6.4). NHBs 
were more likely to report cardiac conditions (RR, 1.8; 95% CI, 1.1 to 2.7), but the 
risk was attenuated after adjusting for cardiovascular risk factors. Therapeutic 
exposures did not affect racial/ethnic differences in mortality (all cause or cause 
specific), chronic health conditions, or subsequent neoplasms. CONCLUSION: By 
and large, NHB and Hispanic childhood cancer survivors experience a comparable 
burden of morbidity and mortality to their NHW counterparts. The few differences in 
risk were explained by the racial/ethnic differences in socioeconomic status and/or 
cardiovascular risk factors. 
https://www.ncbi.nlm.nih.gov/pubmed/27001569 

 
 
Lorimer, P. D., R. L. White, K. Walsh, Y. Han, R. C. Kirks, J. Symanowski, M. R. 
Forster, T. Sarantou, J. C. Salo and J. S. Hill (2016). "Pediatric and Adolescent 
Melanoma: A National Cancer Data Base Update." Ann Surg Oncol 23(12): 
4058-4066. 
 
BACKGROUND: Studies suggest that the biology of pediatric and adolescent 
melanoma differs from that of adult disease. We report the largest series to date 
examining the natural history of pediatric and adolescent melanoma. We aim to 
elucidate the natural history of pediatric and adolescent melanoma and to examine 
the appropriateness of diagnostic and therapeutic modalities developed for adults 
and that are currently being used in children. METHODS: A retrospective cohort 
study was conducted of patients with an index diagnosis of cutaneous non-
metastatic melanoma from 1998 to 2011 using the National Cancer Data Base 
(NCDB; n = 420,416). Three age-based cohorts were analyzed: 1-10 years 
(pediatric), 11-20 years (adolescent), and >/=21 years (adult). Multivariate analyses 
were used to identify factors associated with overall survival (OS). RESULTS: 
Pediatric melanoma patients have longer OS than their adolescent (hazard ratio [HR] 
0.50, 95 % CI 0.25-0.98) and adult counterparts (HR 0.11, 95 % CI 0.06-0.21). 
Adolescents have longer OS than adults. No difference was found in OS in pediatric 

https://www.ncbi.nlm.nih.gov/pubmed/27001569


92 
 

patients who are node-positive versus node-negative. In pediatric patients, sentinel 
lymph node biopsy and completion lymph node dissection are not associated with 
increased OS. In adolescents, nodal positivity is a significant negative prognostic 
indicator (HR 4.82, 95 % CI 3.38-6.87). CONCLUSIONS: Age-based differences in 
melanoma outcomes warrant different considerations for diagnostic and therapeutic 
approaches in each group in order to maximize quality of life while minimizing 
complications and costs. Prospective, multicenter studies should evaluate the role of 
diagnostic procedures for pediatric patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27364504 

 
 
Lutz, T. L., E. J. Elliott and H. E. Jeffery (2016). "Sudden unexplained early 
neonatal death or collapse: a national surveillance study." Pediatr Res 80(4): 
493-498. 
BACKGROUND: The incidence of sudden unexpected early neonatal death 
(SUEND) or acute life-threatening events (ALTEs) is reported as 0.05/1,000 to 
0.38/1,000 live births. There is currently no national system in Australia for reporting 
and investigating such cases. METHODS: A 3-y prospective, national surveillance 
study, run in collaboration with the Australian Pediatric Surveillance Unit (APSU). 
Data were provided by pediatricians reporting to APSU; and independently 
ascertained by the Coroner in two states (NSW and QLD) and the Newborn Early 
Transport Network in NSW. A detailed deidentified questionnaire was created. 
RESULTS: In NSW and QLD, the incidence was 0.1 and 0.08/1,000 live births, 
respectively. Forty-eight definitive cases were identified. Common causes included 
accidental asphyxia, cardiac disease, persistent pulmonary hypertension of the 
newborn, and sudden infant death syndrome. Twenty-six babies collapsed on day 1 
and 19 were found on the carer's chest. CONCLUSION: The incidence in NSW and 
QLD is higher than previously published. The first postnatal day is a vulnerable 
period for newborns, who require close observation particularly during skin-to-skin 
contact. Development and implementation of guidelines for safe sleeping in hospital 
are needed. Collaboration between obstetricians, midwives, and pediatricians is 
essential to ensure safety of the newborn. 
https://www.ncbi.nlm.nih.gov/pubmed/27384403 

 
 
Madeuf, A., H. Roman and E. Verspyck (2016). "Continuation of pregnancy 
despite a diagnosis of severe fetal anomaly: a retrospective French study." 
Acta Obstet Gynecol Scand 95(8): 934-940. 
 
INTRODUCTION: The aim of this study was to describe diagnoses and outcomes 
when women choose to continue a pregnancy despite detection of severe fetal 
anomaly. MATERIAL AND METHODS: Retrospective study from a French national 
registry between 2005 and 2009. Various indication groups were classified based on 
a scale incorporating mortality and morbidity outcomes. Risk factors for perinatal 
mortality and predictors of neonatal survival were determined by multinomial logistic 
regression analyses. RESULTS: The overall number of pregnancies that continued 
after diagnosis of a severe fetal anomaly was 2266 (6.6%). The diagnoses were 
categorized into life-limiting conditions (34.2%), serious disability anomaly (40.8%), 
potential intellectual disability (8.6%), other conditions (8.8%), and failure to classify 
(7.4%). During the study period, there was a significant increase in the number of 
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women who continued pregnancy after their fetus was diagnosed with a life-limiting 
condition (p = 0.03), and a decrease when the fetus was diagnosed with potential 
intellectual disability (p = 0.01). Pregnancy outcomes were intrauterine fetal death 
(17.4%), neonatal mortality (22.3%), neonatal survival (52.7%), or unknown (7.5%). 
Multinomial logistic regression analysis suggested an increased likelihood of 
neonatal survival among fetuses diagnosed with serious disability anomaly [59.8%, 
relative risk (RR) 4.1, 95% CI 3.1-5.7], potential intellectual disability (74.4%, RR 
11.5, 95% CI 6.2-21.2), and other conditions (80%, RR 12.6, 95% CI 5.7-27.9) 
compared with life-limiting conditions (30.1%). CONCLUSIONS: An increasing 
proportion of women chose to continue pregnancy after the fetus was diagnosed with 
a potentially life-limiting condition; survival of children with these diagnoses is not 
uncommon. 
https://www.ncbi.nlm.nih.gov/pubmed/27061422 

 
 
Maguire, M. J., C. F. Jackson, A. G. Marson and S. J. Nolan (2016). "Treatments 
for the prevention of Sudden Unexpected Death in Epilepsy (SUDEP)." 
Cochrane Database Syst Rev 7: Cd011792. 
BACKGROUND: Sudden Unexpected Death in Epilepsy (SUDEP) is defined as 
sudden, unexpected, witnessed or unwitnessed, non-traumatic or non-drowning 
death of people with epilepsy, with or without evidence of a seizure, excluding 
documented status epilepticus and in whom postmortem examination does not 
reveal a structural or toxicological cause for death. SUDEP has a reported incidence 
of 1 to 2 per 1000 patient years and represents the most common epilepsy-related 
cause of death. The presence and frequency of generalised tonic-clonic seizures 
(GTCS), male sex, early age of seizure onset, duration of epilepsy, and polytherapy 
are all predictors of risk of SUDEP. The exact pathophysiology of SUDEP is currently 
unknown, although GTCS-induced cardiac, respiratory, and brainstem dysfunction 
appears likely. Appropriately chosen antiepileptic drug treatment can render around 
70% of patients free of all seizures. However, around one-third will remain drug 
refractory despite polytherapy. Continuing seizures place patients at risk of SUDEP, 
depression, and reduced quality of life. Preventative strategies for SUDEP include 
reducing the occurrence of GTCS by timely referral for presurgical evaluation in 
people with lesional epilepsy and advice on lifestyle measures; detecting 
cardiorespiratory distress through clinical observation and seizure, respiratory, and 
heart rate monitoring devices; preventing airway obstruction through nocturnal 
supervision and safety pillows; reducing central hypoventilation through physical 
stimulation and enhancing serotonergic mechanisms of respiratory regulation using 
selective serotonin reuptake inhibitors (SSRIs); reducing adenosine and endogenous 
opioid-induced brain and brainstem depression. OBJECTIVES: To assess the 
effectiveness of interventions in preventing SUDEP in people with epilepsy by 
synthesising evidence from randomised controlled trials of interventions and cohort 
and case-control non-randomised studies. SEARCH METHODS: We searched the 
following databases: Cochrane Epilepsy Group Specialized Register; Cochrane 
Central Register of Controlled Trials (CENTRAL, Issue 11, 2015) via the Cochrane 
Register of Studies Online (CRSO); MEDLINE (Ovid, 1946 onwards); SCOPUS 
(1823 onwards); PsycINFO (EBSCOhost, 1887 onwards); CINAHL Plus 
(EBSCOhost, 1937 onwards); ClinicalTrials.gov; and the World Health Organization 
(WHO) International Clinical Trials Registry Platform (ICTRP). We used no language 
restrictions. The date of the last search was 12 November 2015. We checked the 
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reference lists of retrieved studies for additional reports of relevant studies and 
contacted lead study authors for any relevant unpublished material. We identified 
duplicate studies by screening reports according to title, authors' names, location, 
and medical institute, omitting any duplicated studies. We identified any grey 
literature studies published in the last five years by searching: Zetoc database; ISI 
Proceedings; International Bureau for Epilepsy (IBE) congress proceedings 
database; International League Against Epilepsy (ILAE) congress proceedings 
database; abstract books of symposia and congresses, meeting abstracts, and 
research reports. SELECTION CRITERIA: We aimed to include randomised 
controlled trials (RCTs), quasi-RCTs, and cluster-RCTs; prospective non-randomised 
cohort controlled and uncontrolled studies; and case-control studies of adults and 
children with epilepsy receiving an intervention for the prevention of SUDEP. Types 
of interventions included: early versus delayed pre-surgical evaluation for lesional 
epilepsy; educational programmes; seizure-monitoring devices; safety pillows; 
nocturnal supervision; selective serotonin reuptake inhibitors (SSRIs); opiate 
antagonists; and adenosine antagonists. DATA COLLECTION AND ANALYSIS: We 
aimed to collect data on study design factors and participant demographics for 
included studies. The primary outcome of interest was the number of deaths from 
SUDEP. Secondary outcomes included: number of other deaths (unrelated to 
SUDEP); change in mean depression and anxiety scores (as defined within the 
study); clinically important change in quality of life, that is any change in quality of life 
score (average and endpoint) according to validated quality of life scales; and 
number of hospital attendances for seizures. MAIN RESULTS: We identified 582 
records from the databases and search strategies. We found 10 further records by 
searching other resources (handsearching). We removed 211 duplicate records and 
screened 381 records (title and abstract) for inclusion in the review. We excluded 
364 records based on the title and abstract and assessed 17 full-text articles. We 
excluded 15 studies: eight studies did not assess interventions to prevent SUDEP; 
five studies measured sensitivity of devices to detect GTCS but did not directly 
measure SUDEP; and two studies assessed risk factors for SUDEP but not 
interventions for preventing SUDEP. One listed study is awaiting classification.We 
included one case-control study at serious risk of bias within a qualitative analysis in 
this review. This study of 154 cases of SUDEP and 616 controls ascertained a 
protective effect for the presence of nocturnal supervision (unadjusted odds ratio 
(OR) 0.34, 95% confidence interval (CI) 0.22 to 0.53) and when a supervising person 
shared the same bedroom or when special precautions, for example a listening 
device, were used (unadjusted OR 0.41, 95% CI 0.20 to 0.82). This effect was 
independent of seizure control. Non-SUDEP deaths; changes to anxiety, depression, 
and quality of life; and number of hospital attendances were not reported. 
AUTHORS' CONCLUSIONS: We found very low-quality evidence of a preventative 
effect for nocturnal supervision against SUDEP. Further research is required to 
identify the effectiveness of other current interventions, for example seizure detection 
devices, safety pillows, SSRIs, early surgical evaluation, educational programmes, 
and opiate and adenosine antagonists in preventing SUDEP in people with epilepsy. 
https://www.ncbi.nlm.nih.gov/pubmed/27434597 

 
 
Malova, M., A. Rossi, M. Severino, A. Parodi, G. Morana, A. Sannia, A. Cama 
and L. A. Ramenghi (2017). "Incidental findings on routine brain MRI scans in 
preterm infants." Arch Dis Child Fetal Neonatal Ed 102(1): F73-f78. 
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OBJECTIVE: Many neonatal intensive care units (NICUs) have adopted the practice 
of performing routine brain MRI in very low birth weight (VLBW) infants at term-
equivalent age in order to better evaluate prematurity-related acquired lesions. A 
number of unexpected brain abnormalities of potential clinical significance can be 
visualised on routine scans as well. The aim of our study was to describe these 
incidental findings (IFs) in a VLBW population and to assess their clinical 
significance. STUDY DESIGN: We retrospectively reviewed a series of brain MRI 
scans performed in VLBW infants consecutively admitted to our NICU between 
November 2011 and November 2014. IFs on brain MRI, which were not detected by 
cranial ultrasound nor suspected clinically, were registered. Clinical significance of IF 
was assessed in terms of need of further diagnostic or therapeutic interventions. 
RESULTS: IFs were detected in 28 out of 276 VLBW infants (10.1%). In total, 21 
cases (7.6%) required an intervention, which was only diagnostic in 16 cases, and 
both diagnostic and therapeutic in 5 cases. In the remaining seven cases (2.5%), no 
further action was considered necessary. CONCLUSIONS: This study suggests that 
IFs on brain MRI of VLBW infants are not rare. In our population, most of them 
required a diagnostic or therapeutic intervention. The need and appropriateness of 
routine MRI scanning in VLBW at term-equivalent age are still subject of debate, and 
we believe our data can contribute meaningfully to this discussion. 
https://www.ncbi.nlm.nih.gov/pubmed/27150976 

 
 
Mariani, M., V. Decimi, L. R. Bettini, S. Maitz, C. Gervasini, M. Masciadri, P. 
Ajmone, G. Kullman, M. Dinelli, R. Panceri, A. Cereda and A. Selicorni (2016). 
"Adolescents and adults affected by Cornelia de Lange syndrome: A report of 
73 Italian patients." Am J Med Genet C Semin Med Genet 172(2): 206-213. 
 
Cornelia de Lange syndrome (CdLS) is a rare genetic condition related to mutation 
of various cohesion complex related genes. Its natural history is quite well 
characterized as regard pediatric age. Relatively little information is available 
regarding the evolution of the disease in young-adult age. In medical literature, only 
one specific study has been published on this topic. We report on our experience on 
73 Italian CdLS patients (40 males and 33 females) with and age range from 15 to 
49 years. Our results confirm the previous study indicating that gastroesophageal 
reflux disease (GERD) is the main medical problem of these patients in childhood 
and young-adult age. Other medical features that should be considered in the 
medical follow-up are tendency to overweight/frank obesity, constipation, 
discrepancy of limbs' length, epilepsy, hearing, and visual problems. Behavioral 
problems are particularly frequent as well. For this reason, every source of hidden 
pain should be actively searched for in evaluating a patient showing such a disorder. 
Finally, recommendations for medical follow-up in adult age are discussed. (c) 2016 
Wiley Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/27164219 

 
 
Marikar, D. (2016). "The diagnosis of death by neurological criteria in infants 
less than 2 months old: RCPCH guideline 2015." Arch Dis Child Educ Pract Ed 
101(4): 186. 
https://www.ncbi.nlm.nih.gov/pubmed/26961710  
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Martines, R. B., J. Bhatnagar, A. M. de Oliveira Ramos, H. P. Davi, S. D. 
Iglezias, C. T. Kanamura, M. K. Keating, G. Hale, L. Silva-Flannery, A. 
Muehlenbachs, J. Ritter, J. Gary, D. Rollin, C. S. Goldsmith, S. Reagan-Steiner, 
Y. Ermias, T. Suzuki, K. G. Luz, W. K. de Oliveira, R. Lanciotti, et al. (2016). 
"Pathology of congenital Zika syndrome in Brazil: a case series." Lancet 
388(10047): 898-904. 
BACKGROUND: Zika virus is an arthropod-borne virus that is a member of the 
family Flaviviridae transmitted mainly by mosquitoes of the genus Aedes. Although 
usually asymptomatic, infection can result in a mild and self-limiting illness 
characterised by fever, rash, arthralgia, and conjunctivitis. An increase in the number 
of children born with microcephaly was noted in 2015 in regions of Brazil with high 
transmission of Zika virus. More recently, evidence has been accumulating 
supporting a link between Zika virus and microcephaly. Here, we describe findings 
from three fatal cases and two spontaneous abortions associated with Zika virus 
infection. METHODS: In this case series, formalin-fixed paraffin-embedded tissue 
samples from five cases, including two newborn babies with microcephaly and 
severe arthrogryposis who died shortly after birth, one 2-month-old baby, and two 
placentas from spontaneous abortions, from Brazil were submitted to the Infectious 
Diseases Pathology Branch at the US Centers for Disease Control and Prevention 
(Atlanta, GA, USA) between December, 2015, and March, 2016. Specimens were 
assessed by histopathological examination, immunohistochemical assays using a 
mouse anti-Zika virus antibody, and RT-PCR assays targeting the NS5 and envelope 
genes. Amplicons of RT-PCR positive cases were sequenced for characterisation of 
strains. FINDINGS: Viral antigens were localised to glial cells and neurons and 
associated with microcalcifications in all three fatal cases with microcephaly. 
Antigens were also seen in chorionic villi of one of the first trimester placentas. 
Tissues from all five cases were positive for Zika virus RNA by RT-PCR, and 
sequence analyses showed highest identities with Zika virus strains isolated from 
Brazil during 2015. INTERPRETATION: These findings provide strong evidence of a 
link between Zika virus infection and different congenital central nervous system 
malformations, including microcephaly as well as arthrogryposis and spontaneous 
abortions. FUNDING: None. 
https://www.ncbi.nlm.nih.gov/pubmed/27372395 

 
 
Massaro, A. N., K. Murthy, I. Zaniletti, N. Cook, R. DiGeronimo, M. L. Dizon, S. 
E. Hamrick, V. J. McKay, G. Natarajan, R. Rao, T. Richardson, D. Smith and A. 
M. Mathur (2016). "Intercenter Cost Variation for Perinatal Hypoxic-Ischemic 
Encephalopathy in the Era of Therapeutic Hypothermia." J Pediatr 173: 76-
83.e71. 
 
OBJECTIVE: To quantify intercenter cost variation for perinatal hypoxic ischemic 
encephalopathy (HIE) treated with therapeutic hypothermia across children's 
hospitals. STUDY DESIGN: Prospectively collected data from the Children's 
Hospitals Neonatal Database and Pediatric Health Information Systems were linked 
to evaluate intercenter cost variation in total hospitalization costs after adjusting for 
HIE severity, mortality, length of stay, use of extracorporeal support or nitric oxide, 
and ventilator days. Secondarily, costs for intensive care unit bed, 
electroencephalography (EEG), and laboratory and neuroimaging testing were also 
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evaluated. Costs were contextualized by frequency of favorable (survival with normal 
magnetic resonance imaging) and adverse (death or need for gastric tube feedings 
at discharge) outcomes to identify centers with relative low costs and favorable 
outcomes. RESULTS: Of the 822 infants with HIE treated with therapeutic 
hypothermia at 19 regional neonatal intensive care units, 704 (86%) survived to 
discharge. The median cost/case for survivors was $58 552 (IQR $32 476-$130 203) 
and nonsurvivors $29 760 (IQR $16 897-$61 399). Adjusting for illness severity and 
select interventions, intercenter differences explained 29% of the variation in total 
hospitalization costs. The widest cost variability across centers was EEG use, 
although low cost and favorable outcome centers ranked higher with regards to EEG 
costs. CONCLUSIONS: There is marked intercenter cost variation associated with 
treating HIE across regional children's hospitals. Our investigation may help 
establish references for cost and enhance quality improvement and resource 
utilization projects related to HIE. 
https://www.ncbi.nlm.nih.gov/pubmed/26995699 

 
 
Massimino, M., V. Biassoni, L. Gandola, M. L. Garre, G. Gatta, F. Giangaspero, 
G. Poggi and S. Rutkowski (2016). "Childhood medulloblastoma." Crit Rev 
Oncol Hematol 105: 35-51. 
Medulloblastoma accounts for 15-20% of childhood nervous system tumours. The 
risk of dying was reduced by 30% in the last twenty years. Patients are divided in risk 
strata according to post-surgical disease, dissemination, histology and some 
molecular features such as WNT subgroup and MYC status. Sixty to 70% of patients 
older than 3 years are assigned to the average-risk group. High-risk patients include 
those with disseminated and/or residual disease, large cell and/or anaplastic 
histotypes, MYC genes amplification. Current and currently planned clinical trials will: 
(1) evaluate the feasibility of reducing both the dose of craniospinal irradiation and 
the volume of the posterior fossa radiotherapy (RT) for those patients at low biologic 
risk, commonly identified as those having a medulloblastoma of the WNT subgroup; 
(2) determine whether intensification of chemotherapy (CT) or irradiation can 
improve outcome in patients with high-risk disease; (3) find target therapies allowing 
tailored therapies especially for relapsing patients and those with higher biological 
risk. 
https://www.ncbi.nlm.nih.gov/pubmed/27375228 

 
Meyer, R. E., G. Liu, S. M. Gilboa, M. K. Ethen, A. S. Aylsworth, C. M. Powell, T. 
J. Flood, C. T. Mai, Y. Wang and M. A. Canfield (2016). "Survival of children 
with trisomy 13 and trisomy 18: A multi-state population-based study." Am J 
Med Genet A 170a(4): 825-837. 
Trisomy 13 (T13) and trisomy 18 (T18) are among the most prevalent autosomal 
trisomies. Both are associated with a very high risk of mortality. Numerous instances, 
however, of long-term survival of children with T13 or T18 have prompted some 
clinicians to pursue aggressive treatment instead of the traditional approach of 
palliative care. The purpose of this study is to assess current mortality data for these 
conditions. This multi-state, population-based study examined data obtained from 
birth defect surveillance programs in nine states on live-born infants delivered during 
1999-2007 with T13 or T18. Information on children's vital status and selected 
maternal and infant risk factors were obtained using matched birth and death 
certificates and other data sources. The Kaplan-Meier method and Cox proportional 
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hazards models were used to estimate age-specific survival probabilities and 
predictors of survival up to age five. There were 693 children with T13 and 1,113 
children with T18 identified from the participating states. Among children with T13, 5-
year survival was 9.7%; among children with T18, it was 12.3%. For both trisomies, 
gestational age was the strongest predictor of mortality. Females and children of 
non-Hispanic black mothers had the lowest mortality. Omphalocele and congenital 
heart defects were associated with an increased risk of death for children with T18 
but not T13. This study found survival among children with T13 and T18 to be 
somewhat higher than those previously reported in the literature, consistent with 
recent studies reporting improved survival following more aggressive medical 
intervention for these children. (c) 2015 Wiley Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/26663415 

 
 
Morse, A. M. and S. V. Kothare (2016). "Pediatric Sudden Unexpected Death in 
Epilepsy." Pediatr Neurol 57: 7-16. 
 
BACKGROUND: Epilepsy is a common neurological disorder among children and 
adolescents that is associated with increased mortality for numerous reasons. 
Sudden unexpected death in epilepsy is a critically important entity for physicians 
who treat patients with epilepsy. Many pediatric neurologists are hesitant to discuss 
this condition with patients and families because of the lower risk in the pediatric age 
group. METHODS: We searched for studies published between January 2000 and 
June 2015 by means of a PubMed search and a cumulative review of reference lists 
of all relevant publications, using the keywords "sudden unexpected death in 
epilepsy patients," "pediatric SUDEP," "sudden unexpected death in epilepsy 
patients and children," "sudden unexpected death in children" and "sudden infant 
death syndrome." RESULTS: SUDEP is a rare condition in children. Its mechanism 
is poorly understood and may have a distinct pathogenesis from adult sudden 
unexpected death in epilepsy. Limited comfort, experience, and knowledge to 
provide appropriate education about sudden unexpected death in epilepsy leads to 
fewer physicians discussing this subject leading to less informed and less prepared 
patients and families. CONCLUSION: We provide a detailed review of the literature 
on pediatric SUDEP, including the definition, classification, and proposed 
mechanisms of sudden unexpected death in epilepsy in children, as well as discuss 
the incidence in the pediatric population and risk factors in children, concluding with 
possible prevention strategies. 
https://www.ncbi.nlm.nih.gov/pubmed/26850125 

 
 
Murphy, A. J., R. J. Hill, H. Buntain, M. White, D. Brookes and P. S. Davies 
(2016). "Nutritional status of children with clinical conditions." Clin Nutr. 
BACKGROUND & AIMS: Nutritional status is an important consideration in many 
pediatric clinical conditions. This paper aimed to examine and compare the 
nutritional status, represented by body cell mass (BCM), of children with cancer, 
Crohn's disease (CD), cystic fibrosis (CF) and anorexia nervosa (AN). METHODS: 
Anthropometry was measured and BCM was calculated from whole body potassium-
40 counting in 259 children being treated for clinical conditions (n = 66 cancer; n = 
59 AN; n = 75 CF; n = 59 CD) and 108 healthy children. BCM was adjusted for 
height (BCMI) and expressed as a Z-score relative to laboratory reference data. 
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RESULTS: The CD (-0.80 +/- 1.61; p = 0.0001) and AN (-1.13 +/- 0.99; p = 0.0001) 
groups had significantly lower BMI Z-score than the healthy control (0.13 +/- 0.75), 
cancer (0.50 +/- 1.40) and CF groups (-0.09 +/- 0.95). The cancer (-1.16 +/- 1.60; p = 
0.0001), CD (-1.13 +/- 1.36; p = 0.0001) and AN (-0.97 +/- 1.18; p = 0.0001) groups 
had significantly reduced BCM compared to the healthy control (0.07 +/- 0.93) and 
CF group (0.31 +/- 1.08). According to BCMI Z-score, 42.4% of patients with cancer, 
41.7% of the patients with CD, 27.1% of patients with AN, and 4.0% of patients with 
CF were considered malnourished. CONCLUSIONS: This study demonstrates that 
children undergoing treatment for clinical conditions may have alterations in BCM, 
independent of BMI. Children with cancer, CD and AN all had a high prevalence of 
malnutrition. Assessment of body composition, not just body size, is vital to 
understand nutritional status in children with clinical conditions. 
https://www.ncbi.nlm.nih.gov/pubmed/27289162 

 
 
Polito, A., C. Garisto, C. Pezzella, C. Iacoella and P. E. Cogo (2016). "Modes of 
Death in a Pediatric Cardiac ICU." Pediatr Crit Care Med 17(5): 406-410. 
 
OBJECTIVE: To determine epidemiology and proximate causes of death in a 
pediatric cardiac ICU in Southern Europe. DESIGN: Retrospective chart review. 
SETTING: Single-center institution. PATIENTS: We concurrently identified 57 
consecutive patients who died prior to discharge from the cardiac ICU. 
INTERVENTIONS: None. MEASUREMENTS AND MAIN RESULTS: Over the study 
period, there were 57 deaths for a combined mortality rate of 2.4%. Four patients 
(7%) were declared brain dead, 25 patients (43.8%) died after a failed resuscitation 
attempt, and 28 patients (49.1%) died after withholding or withdrawal of life-
sustaining treatment. Cardiorespiratory failure was the most frequent proximate 
cause of death (39, 68.4%) followed by brain injury (14, 24.6%) and septic shock (4, 
7%). Older age at admission, presence of mechanical ventilation and/or device-
dependent nutrition support, patients on a left-ventricular assist device and longer 
cardiac ICU stay were more likely to have life support withheld or withdrawn. 
CONCLUSIONS: Almost half of the deaths in the cardiac ICU are predictable, and 
they are anticipated by the decision to limit life-sustaining treatments. Brain injuries 
play a direct role in the death of 25% of patients who die in the cardiac ICU. Patients 
with left-ventricular assist device are associated with withdrawal of treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/26927938 

 
 
Pritchard-Jones, K., N. Graf, H. van Tinteren and A. Craft (2016). "Evidence for 
a delay in diagnosis of Wilms' tumour in the UK compared with Germany: 
implications for primary care for children." Arch Dis Child 101(5): 417-420. 
 
The UK has a longstanding system of general practice which provides the vast 
majority of primary care, including that for children. It acts as a 'gatekeeper' to more 
specialist care. Parents may also use accident and emergency departments as their 
first point of medical contact for their children. Outcomes in the UK for many 
conditions in children appear to be worse than in comparable European countries 
where there is direct access to care by paediatricians. We have therefore looked at 
pathways to diagnosis and compared outcomes in the childhood kidney cancer, 
Wilms' tumour, which has been treated in the UK and Germany within the same 
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clinical trial for over a decade. We find that Wilms' tumours are significantly larger in 
volume and have a more advanced tumour stage at diagnosis in the UK compared to 
Germany. There is a small ( approximately 3%) difference in event free and overall 
survival between the two countries. Our data suggest that the system of primary care 
for children in the UK is less likely to result in the incidental finding of an abdominal 
mass in a child with no or vague symptoms. This may be a reason for the poorer 
outcome. 
https://www.ncbi.nlm.nih.gov/pubmed/26948824 

 
 
Pronicka, E., D. Piekutowska-Abramczuk, E. Ciara, J. Trubicka, D. Rokicki, A. 
Karkucinska-Wieckowska, M. Pajdowska, E. Jurkiewicz, P. Halat, J. Kosinska, 
A. Pollak, M. Rydzanicz, P. Stawinski, M. Pronicki, M. Krajewska-Walasek and 
R. Ploski (2016). "New perspective in diagnostics of mitochondrial disorders: 
two years' experience with whole-exome sequencing at a national paediatric 
centre." J Transl Med 14(1): 174. 
 
BACKGROUND: Whole-exome sequencing (WES) has led to an exponential 
increase in identification of causative variants in mitochondrial disorders (MD). 
METHODS: We performed WES in 113 MD suspected patients from Polish 
paediatric reference centre, in whom routine testing failed to identify a molecular 
defect. WES was performed using TruSeqExome enrichment, followed by variant 
prioritization, validation by Sanger sequencing, and segregation with the disease 
phenotype in the family. RESULTS: Likely causative mutations were identified in 67 
(59.3 %) patients; these included variants in mtDNA (6 patients) and nDNA: X-linked 
(9 patients), autosomal dominant (5 patients), and autosomal recessive (47 patients, 
11 homozygotes). Novel variants accounted for 50.5 % (50/99) of all detected 
changes. In 47 patients, changes in 31 MD-related genes (ACAD9, ADCK3, AIFM1, 
CLPB, COX10, DLD, EARS2, FBXL4, MTATP6, MTFMT, MTND1, MTND3, MTND5, 
NAXE, NDUFS6, NDUFS7, NDUFV1, OPA1, PARS2, PC, PDHA1, POLG, RARS2, 
RRM2B, SCO2, SERAC1, SLC19A3, SLC25A12, TAZ, TMEM126B, VARS2) were 
identified. The ACAD9, CLPB, FBXL4, PDHA1 genes recurred more than twice 
suggesting higher general/ethnic prevalence. In 19 cases, variants in 18 non-MD 
related genes (ADAR, CACNA1A, CDKL5, CLN3, CPS1, DMD, DYSF, GBE1, 
GFAP, HSD17B4, MECP2, MYBPC3, PEX5, PGAP2, PIGN, PRF1, SBDS, SCN2A) 
were found. The percentage of positive WES results rose gradually with increasing 
probability of MD according to the Mitochondrial Disease Criteria (MDC) scale (from 
36 to 90 % for low and high probability, respectively). The percentage of detected 
MD-related genes compared with non MD-related genes also grew with the 
increasing MD likelihood (from 20 to 97 %). Molecular diagnosis was established in 
30/47 (63.8 %) neonates and in 17/28 (60.7 %) patients with basal ganglia 
involvement. Mutations in CLPB, SERAC1, TAZ genes were identified in neonates 
with 3-methylglutaconic aciduria (3-MGA) as a discriminative feature. New MD-
related candidate gene (NDUFB8) is under verification. CONCLUSIONS: We 
suggest WES rather than targeted NGS as the method of choice in diagnostics of 
MD in children, including neonates with 3-MGA aciduria, who died without 
determination of disease cause and with limited availability of laboratory data. There 
is a strong correlation between the degree of MD diagnosis by WES and MD 
likelihood expressed by the MDC scale. 
https://www.ncbi.nlm.nih.gov/pubmed/27290639 
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Punnoose, A. R., J. R. Kaltman, W. Pastor, R. McCarter, J. He and C. F. 
Spurney (2016). "Cardiac Disease Burden and Risk of Mortality in Hospitalized 
Muscular Dystrophy Patients." Pediatr Cardiol 37(7): 1290-1296. 
 
As treatments of the extra-cardiac complications of muscular dystrophy (MD) 
improve, males with MD are more likely to develop cardiac disease. The impact of 
cardiomyopathy or heart failure (HF) and ventricular tachycardia (VT) on 
hospitalizations and in hospital mortality are not known. We performed an analysis of 
inpatient admission data for patients with MD using the Pediatric Health Information 
System database. We selected males who were 6 years or older with diagnosis 
codes of MD and cardiac disease including cardiomyopathy/HF and VT between 
2003 and 2013. We created a logistic regression model to identify predictors of 
subsequent cardiac arrest or death in MD patients. We also compared hospital 
charges, lengths of stay and ages among MD patients with or without cardiac 
disease. Our logistic regression model showed that VT (OR 5.41, 95 % CI 2.83, 
10.34) and cardiomyopathy/HF (OR 1.79, 95 % CI 1.05, 3.04) were risk factors for 
cardiac arrest or death. Of the 84 cardiac arrests or deaths in 3363 MD patients, 49 
(58 %) were related to cardiac disease. Nineteen (39 %) of these events occurred in 
MD patients with VT. The mean hospital charges and the mean length of stay were 
greater and longer in MD patients with VT compared to those without cardiac 
disease and those with only cardiomyopathy/HF (p < 0.05). Cardiac disease is a 
significant burden in hospitalized MD patients. Our results suggest that VT and 
cardiomyopathy/HF are associated with an increased risk of cardiac arrest or death 
in MD patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27314489 

 
 
Simons, L. E., L. Goubert, T. Vervoort and D. Borsook (2016). "Circles of 
engagement: Childhood pain and parent brain." Neurosci Biobehav Rev 68: 
537-546. 
 
Social interaction can have a profound effect on individual behavior, perhaps most 
salient in interactions between sick suffering children and their parents. Chronic pain 
is a difficult condition that can produce considerable changes in children's behaviors 
that can secondarily have profound effects on their parents. It may create a 
functionally disabling negative feedback loop. Research supports the notion of 
alterations in the brain of individuals who observe and empathize with loved ones in 
acute pain. However, neural activity in relation to empathic responses in the context 
of chronic pain has not been examined. Ongoing suffering with chronic pain in a child 
can result in child's brain circuit alterations. Moreover, prolonged suffering jointly 
experienced by the parent may putatively produce maladaptive changes in their 
neural networks and consequently in parental behaviors. Here we put forth the 
conceptual framework for 'Chronic pain contagion' (CPC). We review the underlying 
processes in CPC and discuss implications for devising and implementing 
treatments for children in chronic pain and their parents. 
https://www.ncbi.nlm.nih.gov/pubmed/27320958 
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Smith-Greenaway, E. and C. Sennott (2016). "Death and Desirability: 
Retrospective Reporting of Unintended Pregnancy After a Child's Death." 
Demography 53(3): 805-834. 
 
Social scientists have long debated how to best measure pregnancy intentions. The 
standard measure relies on mothers' retrospective reports of their intentions at the 
time of conception. Because women have already given birth at the time of this 
report, the resulting children's health-including their vital status-may influence their 
mothers' responses. We hypothesize that women are less likely to report that 
deceased children were from unintended pregnancies, which may explain why some 
cross-sectional studies have shown that children from unintended pregnancies have 
higher survival, despite the fact that longitudinal studies have shown the opposite is 
true. Using Demographic and Health Survey data from 31 sub-Saharan African 
countries, we confirm that mothers are less likely to report that deceased children 
resulted from unintended pregnancies compared with surviving children. However, 
the opposite is true for unhealthy children: mothers more commonly report that 
unhealthy children were from unintended pregnancies compared with healthier 
children. The results suggest that mothers (1) revise their recall of intentions after the 
traumatic experience of child death and/or (2) alter their reports in the face-to-face 
interview. The study challenges the reliability of retrospective reports of pregnancy 
intentions in high-mortality settings and thus also our current knowledge of the levels 
and consequences of unintended pregnancies in these contexts. 
https://www.ncbi.nlm.nih.gov/pubmed/27150965 

 
 
Sorrentino, N. C. and A. Fraldi (2016). "Brain Targeting in MPS-IIIA." Pediatr 
Endocrinol Rev 13 Suppl 1: 630-638. 
 
Mucopolysaccharidosis type IIIA (MPS-IIIA) is a childhood metabolic neuropathology 
caused by the inherited deficiency of the lysosomal enzyme sulfamidase and is 
characterized by the accumulation of undegraded glycosaminoglycans in the 
lysosomes of cells and tissues of affected patients. MPS-IIIA represents one of the 
most common forms of lysosomal storage disorders (LSDs) and to date there is no 
cure. Since neurodegeneration is the most relevant pathological feature in MPS-IIIA 
patients, the treatment of the central nervous system (CNS) lesions represents the 
goal of any effective therapy for this devastating disorder. During the last years many 
advances have been made in developing and testing new therapies for brain 
involvement in MPS-IIIA. These studies have been possible because of the 
availability of mouse and dog models that recapitulate the MPS-IIIA 
neuropathological features. Some of these approaches are based on direct CNS 
administration routes through which the therapeutic molecules access the CNS via 
the parenchyma (intracerebral injections) or via the cerebrospinal fluid 
(intraventricular/intrathecal injections). These approaches are highly invasive and 
poorly suited for clinical use. Minimally invasive approaches are based on systemic 
injections into the blood stream of therapeutics capable of crossing the blood-brain 
barrier (BBB). This review will present the background of the clinic and pathology 
aspects of MPS-IIIA and will describe the current MPS-IIIA preclinical and clinical 
studies focusing on how a systemic therapeutic strategy based on crossing the BBB 
has been successfully used to treat CNS pathology and behavioral abnormalities in a 
mouse model of MPS-IIIA. Future clinical applications of this approach to MPS-IIIA 
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patients will be also discussed together with the possibility of using similar strategies 
in other LSDs with neurological involvement. 
https://www.ncbi.nlm.nih.gov/pubmed/27491210 

 
 
Stellitano, L. A., A. M. Winstone, M. S. van der Knaap and C. M. Verity (2016). 
"Leukodystrophies and genetic leukoencephalopathies in childhood: a 
national epidemiological study." Dev Med Child Neurol 58(7): 680-689. 
 
AIM: To report on the epidemiology of the brain white matter disorders of children 
identified via a national prospective study. METHOD: Since 1997 a study of UK 
children with progressive intellectual and neurological deterioration (PIND) has used 
the British Paediatric Surveillance Unit system to identify children with progressive 
neurodegenerative disease. This paper reports on children in the study with brain 
white matter disorders. RESULTS: Between May 1997 and November 2014 the 
PIND study identified 349 children with diagnosed leukodystrophies, giving an 
estimated UK lifetime risk of 31/million live births. There were 18 specific diseases in 
the group and relatively large numbers of affected children came from 
consanguineous Pakistani families. In addition there were 454 children with genetic 
leukoencephalopathies - in this group there were 38 diseases. 5.8% of children with 
scan evidence of brain white matter disorders did not receive a specific diagnosis. 
INTERPRETATION: These unique prospectively-obtained national data avoid the 
selection bias inherent in reports from single centres. White matter disorders of the 
central nervous system comprise more than half of UK paediatric neurodegenerative 
diseases meeting the PIND criteria. This paper reports the lifetime risk/million live 
births for the commonest leukodystrophies, providing a basis for comparison with 
future studies. 
https://www.ncbi.nlm.nih.gov/pubmed/26866636 

 
 
Tambe, P., H. M. Sammons and I. Choonara (2016). "Child mortality of children 
aged 5-15 years in the UK and Sweden: a comparison." Arch Dis Child 101(4): 
409-410. 
https://www.ncbi.nlm.nih.gov/pubmed/26842964 
 

 
 
Trefan, L., R. Houston, G. Pearson, R. Edwards, P. Hyde, I. Maconochie, R. C. 
Parslow and A. Kemp (2016). "Epidemiology of children with head injury: a 
national overview." Arch Dis Child 101(6): 527-532. 
 
BACKGROUND: The National Confidential Enquiry describes the epidemiology of 
children admitted to hospital with head injury. METHOD: Children (<15 years old) 
who died or were admitted for >4 h with head injury were identified from 216 UK 
hospitals (1 September 2009 to 28 February 2010). Data were collected using 
standard proformas and entered on to a database. A descriptive analysis of the 
causal mechanisms, child demographics, neurological impairment, CT findings, and 
outcome at 72 h are provided. RESULTS: Details of 5700 children, median age 4 
years (range 0-14.9 years), were analysed; 1093 (19.2%) were <1 year old, 3500 
(61.4%) were boys. There was a significant association of head injury with social 
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deprivation 39.7/100 000 (95% CI 37.0 to 42.6) in the least deprived first quintile vs. 
55.1 (95% CI 52.1 to 58.2) in the most deprived fifth quintile (p<0.01). Twenty-four 
children died (0.4%). Most children were admitted for one night or less; 4522 (79%) 
had a Glasgow Coma Scale score of 15 or were Alert (on AVPU (Alert, Voice, Pain, 
Unresponsive)). The most common causes of head injury were falls (3537 (62.1%); 
children <5 years), sports-related incidents (783 (13.7%); median age 12.4 years), or 
motor vehicle accidents (MVAs) (401 (7.1%); primary-school-aged children). CT 
scans were performed in 1734 (30.4%) children; 536 (30.9%) were abnormal (skull 
fracture and/or intracranial injury or abnormality): 269 (7.6%) were falls, 82 (10.5%) 
sports related and 100 (25%). A total of 357 (6.2%) children were referred to social 
care because of child protection concerns (median age 9 months (range 0-14.9 
years)). CONCLUSIONS: The data described highlight priorities for targeted age-
specific head injury prevention and have the potential to provide a baseline to 
evaluate the effects of regional trauma networks (2012) and National Institute of 
Health and Care Excellence (NICE) head injury guidelines (2014), which were 
revised after the study was completed. 
https://www.ncbi.nlm.nih.gov/pubmed/26998632 

 
 
Van Ruiten, H. J., C. Marini Bettolo, T. Cheetham, M. Eagle, H. Lochmuller, V. 
Straub, K. Bushby and M. Guglieri (2016). "Why are some patients with 
Duchenne muscular dystrophy dying young: An analysis of causes of death in 
North East England." Eur J Paediatr Neurol 20(6): 904-909. 
 
INTRODUCTION: Duchenne muscular dystrophy (DMD) is the most common 
inherited muscle disease in children. Recent years have seen an increase in age of 
survival into adulthood following the introduction of proactive standards of care. We 
reviewed mortality in DMD in our population in order to identify potential underlying 
risk factors for premature death and improve clinical care. METHOD: A retrospective 
case note review of all deaths in the DMD population over the last 10 years in North 
East England. We identified 2 groups of patients: patients who died from underlying 
cardiac and/or respiratory failure (group 1) and patients who died unexpectedly in the 
absence of underlying cardio-respiratory failure (group 2). RESULTS: Detailed 
information was available on 21 patients. Mean age of death in group 1 (17 patients) 
was 23.9 (14.4-39.5) years, in group 2 (4 patients) 14 (12.7-14.9) years. Causes of 
death in group 2 were acute pneumonia, cardiac arrest, acute respiratory distress 
and multi-organ failure. Across both groups we identified concerns regarding 
respiratory failure, inadequate nutrition, non-attendance at appointments, suboptimal 
coordination of care and decreased psychological wellbeing. In group 2, fat 
embolism, cardiac arrhythmia and adrenal insufficiency were also potential 
contributing factors. CONCLUSIONS: The main cause of death in DMD in our 
population remains cardio-respiratory failure. Four patients (19%) died in their 
teenage years in the absence of severe cardiorespiratory failure. A more thorough 
understanding of the impact of DMD and its treatment on all organs systems is 
required to minimise the risk of an untimely death. 
https://www.ncbi.nlm.nih.gov/pubmed/27524390 
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Verstraete, E. H., L. Mahieu, K. De Coen, D. Vogelaers and S. Blot (2016). 
"Impact of healthcare-associated sepsis on mortality in critically ill infants." 
Eur J Pediatr 175(7): 943-952. 
 
Healthcare-associated sepsis (HAS) is a life-threatening complication in neonatal 
intensive care. Research into the impact of HAS on mortality adjusted for 
comorbidities is however limited. We conducted a historical cohort study to evaluate 
impact of HAS on mortality stratified by birth weight and risk factors for mortality in 
the HAS cohort. HAS was defined according to the National Institute of Child Health 
and Human Development criteria. Logistic regression was used to calculate adjusted 
odds of mortality. Of 5134 admissions, 342 infants developed HAS (6.7 %). Mortality 
in the total and HAS cohort was 5.6 and 10.5 %, respectively. The majority of HAS 
was caused by commensals (HAS-COM, 59.4 %) and 40.6 % by recognized 
pathogens (HAS-REC). Adjusted for comorbidities, "HAS-REC" is only a risk factor 
for mortality in newborns >1500 g (adjusted odds ratio [aOR] 2.3, confidence interval 
[CI] 1.1-4.9). Post-hoc analysis identified HAS-REC as an independent risk factor for 
mortality in infants with gastrointestinal disease (aOR 4.8, CI 2.1-10.8). "Renal 
insufficiency," "focal intestinal perforation," and "necrotizing enterocolitis" are 
independent risk factors for mortality in the HAS cohort (aOR 13.5, CI 4.9-36.6; aOR 
7.7, CI 1.5-39.2; aOR 2.1, CI 1.0-4.7, respectively). CONCLUSION: For very low 
birth weight infants (</=1500 g), several comorbidities overrule the impact of HAS on 
mortality. After adjustment for comorbidities, HAS-REC independently predicts in-
hospital mortality in heavier infants and in those with gastrointestinal disease. WHAT 
IS KNOWN: * The relationship between healthcare-associated sepsis and mortality 
is influenced by the causative pathogen and is confounded by comorbidities. * 
Research on impact of healthcare-associated sepsis on mortality adjusted for 
comorbidities is limited as well as research on independent risk factors for mortality 
in neonates with sepsis. What is New: * We included a large list of comorbidities and 
stratified risk by birth weight in order to assess the true effect of healthcare-
associated sepsis on mortality. * Risk for mortality was calculated for commensal 
flora and for recognized pathogens as causative micro-organisms. 
https://www.ncbi.nlm.nih.gov/pubmed/27118596  
Walker, M. T. and C. Montell (2016). "Suppression of the motor deficit in a 
mucolipidosis type IV mouse model by bone marrow transplantation." Hum 
Mol Genet 25(13): 2752-2761. 
 
Mucolipidosis IV (MLIV) is a severe lysosomal storage disorder, which results from 
loss of the TRPML1 channel. MLIV causes multiple impairments in young children, 
including severe motor deficits. Currently, there is no effective treatment. Using a 
Drosophila MLIV model, we showed previously that introduction of trpml+ in 
phagocytic glia rescued the locomotor deficit by removing early dying neurons, 
thereby preventing amplification of neuronal death from cytotoxicity. Because 
microglia, which are phagocytic cells in the mammalian brain, are bone marrow 
derived, and cross the blood-brain barrier, we used a mouse MLIV model to test the 
efficacy of bone marrow transplantation (BMT). We found that BMT suppressed the 
reduced myelination and the increased caspase-3 activity due to loss of TRPML1. 
Using a rotarod test, we demonstrated that early BMT greatly delayed the motor 
impairment in the mutant mice. These data offer the possibility that BMT might 
provide the first therapy for MLIV. 
https://www.ncbi.nlm.nih.gov/pubmed/27270598 

https://www.ncbi.nlm.nih.gov/pubmed/27118596
https://www.ncbi.nlm.nih.gov/pubmed/27270598


106 
 

 
 
Wang, H., T. M. Wolock, A. Carter, G. Nguyen, H. H. Kyu, E. Gakidou, S. I. Hay, 
E. J. Mills, A. Trickey, W. Msemburi, M. M. Coates, M. D. Mooney, M. S. Fraser, 
A. Sligar, J. Salomon, H. J. Larson, J. Friedman, A. A. Abajobir, K. H. Abate, K. 
M. Abbas, et al. (2016). "Estimates of global, regional, and national incidence, 
prevalence, and mortality of HIV, 1980-2015: the Global Burden of Disease 
Study 2015." Lancet HIV 3(8): e361-387. 
 
BACKGROUND: Timely assessment of the burden of HIV/AIDS is essential for 
policy setting and programme evaluation. In this report from the Global Burden of 
Disease Study 2015 (GBD 2015), we provide national estimates of levels and trends 
of HIV/AIDS incidence, prevalence, coverage of antiretroviral therapy (ART), and 
mortality for 195 countries and territories from 1980 to 2015. METHODS: For 
countries without high-quality vital registration data, we estimated prevalence and 
incidence with data from antenatal care clinics and population-based seroprevalence 
surveys, and with assumptions by age and sex on initial CD4 distribution at infection, 
CD4 progression rates (probability of progression from higher to lower CD4 cell-
count category), on and off antiretroviral therapy (ART) mortality, and mortality from 
all other causes. Our estimation strategy links the GBD 2015 assessment of all-
cause mortality and estimation of incidence and prevalence so that for each draw 
from the uncertainty distribution all assumptions used in each step are internally 
consistent. We estimated incidence, prevalence, and death with GBD versions of the 
Estimation and Projection Package (EPP) and Spectrum software originally 
developed by the Joint United Nations Programme on HIV/AIDS (UNAIDS). We used 
an open-source version of EPP and recoded Spectrum for speed, and used updated 
assumptions from systematic reviews of the literature and GBD demographic data. 
For countries with high-quality vital registration data, we developed the cohort 
incidence bias adjustment model to estimate HIV incidence and prevalence largely 
from the number of deaths caused by HIV recorded in cause-of-death statistics. We 
corrected these statistics for garbage coding and HIV misclassification. FINDINGS: 
Global HIV incidence reached its peak in 1997, at 3.3 million new infections (95% 
uncertainty interval [UI] 3.1-3.4 million). Annual incidence has stayed relatively 
constant at about 2.6 million per year (range 2.5-2.8 million) since 2005, after a 
period of fast decline between 1997 and 2005. The number of people living with 
HIV/AIDS has been steadily increasing and reached 38.8 million (95% UI 37.6-40.4 
million) in 2015. At the same time, HIV/AIDS mortality has been declining at a steady 
pace, from a peak of 1.8 million deaths (95% UI 1.7-1.9 million) in 2005, to 1.2 
million deaths (1.1-1.3 million) in 2015. We recorded substantial heterogeneity in the 
levels and trends of HIV/AIDS across countries. Although many countries have 
experienced decreases in HIV/AIDS mortality and in annual new infections, other 
countries have had slowdowns or increases in rates of change in annual new 
infections. INTERPRETATION: Scale-up of ART and prevention of mother-to-child 
transmission has been one of the great successes of global health in the past two 
decades. However, in the past decade, progress in reducing new infections has 
been slow, development assistance for health devoted to HIV has stagnated, and 
resources for health in low-income countries have grown slowly. Achievement of the 
new ambitious goals for HIV enshrined in Sustainable Development Goal 3 and the 
90-90-90 UNAIDS targets will be challenging, and will need continued efforts from 
governments and international agencies in the next 15 years to end AIDS by 2030. 
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Zambo, I., M. Hermanova, D. Zapletalova, J. Skoda, P. Mudry, M. Kyr, K. 
Zitterbart, J. Sterba and R. Veselska (2016). "Expression of nestin, CD133 and 
ABCG2 in relation to the clinical outcome in pediatric sarcomas." Cancer 
Biomark 17(1): 107-116. 
 
BACKGROUND: Nestin, CD133 and ABCG2 are recently discussed as putative 
markers, co-expression of which might determine a cancer stem cell (CSC) 
phenotype in sarcomas. OBJECTIVE: Our study is focused on immunohistochemical 
analysis of nestin, CD133 and ABCG2 expression in rhabdomyosarcoma, Ewing 
sarcoma and osteosarcoma. Furthermore, we also analyzed the possible correlation 
of nestin, CD133 and ABCG2 expression levels with the patient outcome to identify 
potential prognostic values of these three putative CSC markers in the same cohorts. 
METHODS: Using immunohistochemistry, expression of nestin, CD133 and ABCG2 
was analyzed in 24 rhabdomyosarcoma, 22 Ewing sarcoma and 10 osteosarcoma 
tissue samples and expression levels of these markers were correlated with clinical 
outcome. RESULTS: High nestin levels indicate poor prognosis in patients with 
Ewing sarcoma (P = 0.001), and high CD133 expression is associated with shorter 
survival in rhabdomyosarcoma patients (P = 0.002). In contrast, no significant 
relationship was found between ABCG2 expression and the clinical outcome. 
CONCLUSIONS: Our analysis represents the first complex study of these three 
putative CSCs markers together in three different types of pediatric sarcomas and 
showed their possible prognostic values in these tumors. 
https://www.ncbi.nlm.nih.gov/pubmed/27314299 
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Outcomes and instruments 

(2016). "Development of more focused questionnaires improves results." Nurs 
Child Young People 28(5): 13. 
 
The need to elicit parental experiences and perspectives on a child's end of life care 
is a fundamental element of measuring quality of care but, additionally, is crucial for 
care improvement and development. 
https://www.ncbi.nlm.nih.gov/pubmed/27266743 

 
 
Abujam, B., A. Gupta, D. Suri, A. Rawat and S. Singh (2016). "Trends and 
predictors of mortality in childhood onset lupus in a single North-Indian centre 
over 23 years: a retrospective study." Clin Exp Rheumatol 34(3): 554-559. 
 
OBJECTIVES: Systemic lupus erythematosus has been shown to be associated with 
worse survival in developing countries in adults and children. However, there are 
limited data on causes of death and time-trends of mortality in childhood lupus from 
developing countries. The aim of this study was to determine any changes in 
occurrence (time-trends) and aetiology of mortality over 23 years at our centre and to 
determine the risk factors associated with mortality. METHODS: This retrospective 
study included patients with childhood onset lupus (fulfilling ACR 1997) who were 
diagnosed at the Paediatric centre of a North-Indian federally funded university 
hospital from 1991 to 2013 and were below 14 years of age at presentation (age cut-
off used to register patients in the Paediatric centre). Patients were divided into three 
cohorts based on their year of presentation, i.e. 1991-1998, 1999-2006 and 2007-
2013 to evaluate differences in survival over time at our centre. Survival was 
estimated by Kaplan-Meier analysis and predictors of mortality were analysed by 
Cox-regression. A worst-case-scenario was also calculated by assuming patients 
lost to follow-up as not survived. RESULTS: This study included 122 children 
(F:M=3:1) with childhood onset SLE having a mean age of onset of lupus and 
presentation to our centre being 9.2+/-2.7 years and 10.5+/-2.7 years. During a 
mean follow-up of 4.8+/-4.5 (range 0-20) years, 24 children (20%) died. Survival 
rates at 1, 5 and 10 years was 88.3, 77.5 and 70.9%. In the worst case scenario, the 
survival was 78.3, 59.5 and 38.8% respectively. Only serum creatinine was 
significantly associated with time-to-event (death) (Hazard ratio 2.9; 95% CI: 1.3-6.8; 
p=0.008). There was a significant improvement in survival in patients that presented 
between 1999-2006 compared to patients who presented in 1992-1998 (p=0.03). 
Among the patients who died, 11 died at the time of first admission, whereas 13 died 
later. Major cause of mortality in former was infection and active disease, and in the 
latter was end-stage renal disease. CONCLUSIONS: In this single-centre study, 
childhood onset lupus was associated with a mortality of 20%, with the major 
predictor of mortality being serum creatinine at presentation. A comparison of 
different cohorts of patients found an improvement in survival over time at our centre. 
https://www.ncbi.nlm.nih.gov/pubmed/27086699 
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Ali, A. M. and M. I. El-Sayed (2016). "Metronomic chemotherapy and 
radiotherapy as salvage treatment in refractory or relapsed pediatric solid 
tumours." Curr Oncol 23(3): e253-259. 
 
BACKGROUND: Metronomic chemotherapy (mctx) combined with radiation therapy 
(rt) is an emerging anticancer strategy. The aim of the present study was to assess 
the efficacy of mctx combined with rt as salvage treatment in children with refractory 
or relapsed solid malignancies. METHODS: This prospective study enrolled patients 
with refractory or relapsed pediatric solid tumours from January 2013 to January 
2015. Treatment consisted of 3-12 courses of mctx in all patients, followed by rt in 
patients who experienced local recurrence, distant metastases, or both. Each course 
of mctx consisted of oral celecoxib 100-400 mg twice daily (days 1-42), intravenous 
vinblastine 3 mg/m(2) weekly (weeks 1-6), oral cyclophosphamide 2.5 mg/m(2) daily 
(days 1-21), and oral methotrexate 15 mg/m(2) twice weekly (days 21-42). Statistical 
methods used were the log-rank test and binary logistic regression. RESULTS: A 
favourable disease response (partial response or stable disease) was seen in 49 of 
64 patients (76.6%), with mild acute toxicity occurring in 41 (64%). After a median 
follow-up of 14 months, 1-year overall survival was 62%. Pattern of disease relapse 
(p < 0.0001), time from initial treatment to relapse (p = 0.0002), and response to 
treatment (p < 0.0001) significantly affected survival. Age was the only factor that 
significantly correlated with treatment toxicity (p = 0.002; hazard ratio: 3.37; 95% 
confidence interval: 1.53 to 7.35). CONCLUSIONS: Combining mctx with rt resulted 
in a favourable response rate, minimal toxicity, and 62% 1-year overall survival in 
patients with heavily pretreated recurrent disease. Patients with localized late 
recurrence or disease progression are the most likely to benefit from this regimen. 
https://www.ncbi.nlm.nih.gov/pubmed/27330362 

 
 
Al-Jamal, R. T., N. Cassoux, L. Desjardins, B. Damato, L. Konstantinidis, S. E. 
Coupland, H. Heimann, A. Petrovic, L. Zografos, A. Schalenbourg, J. P. 
Velazquez-Martin, H. Krema, A. Bogdali, A. Markiewicz, B. Romanowska-Dixon, 
C. H. Metz, E. Biewald, N. Bornfeld, H. Kiratli, I. H. Bronkhorst, et al. (2016). 
"The Pediatric Choroidal and Ciliary Body Melanoma Study: A Survey by the 
European Ophthalmic Oncology Group." Ophthalmology 123(4): 898-907. 
 
PURPOSE: To collect comprehensive data on choroidal and ciliary body melanoma 
(CCBM) in children and to validate hypotheses regarding pediatric CCBM: children 
younger than 18 years, males, and those without ciliary body involvement (CBI) have 
more favorable survival prognosis than young adults 18 to 24 years of age, females, 
and those with CBI. DESIGN: Retrospective, multicenter observational study. 
PARTICIPANTS: Two hundred ninety-nine patients from 24 ocular oncology centers, 
of whom 114 were children (median age, 15.1 years; range, 2.7-17.9 years) and 185 
were young adults. METHODS: Data were entered through a secure website and 
were reviewed centrally. Survival was analyzed using Kaplan-Meier analysis and 
Cox proportional hazards regression. MAIN OUTCOME MEASURES: Proportion of 
females, tumor-node-metastasis (TNM) stage, cell type, and melanoma-related 
mortality. RESULTS: Cumulative frequency of having CCBM diagnosed increased 
steadily by 0.8% per year of age between 5 and 10 years of age and, after a 6-year 
transition period, by 8.8% per year from age 17 years onward. Of children and young 
adults, 57% and 63% were female, respectively, which exceeded the expected 51% 
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among young adults. Cell type, known for 35% of tumors, and TNM stage (I in 22% 
and 21%, II in 49% and 52%, III in 30% and 28%, respectively) were comparable for 
children and young adults. Melanoma-related survival was 97% and 90% at 5 years 
and 92% and 80% at 10 years for children compared with young adults, respectively 
(P = 0.013). Males tended to have a more favorable survival than females among 
children (100% vs. 85% at 10 years; P = 0.058). Increasing TNM stage was 
associated with poorer survival (stages I, II, and III: 100% vs. 86% vs. 76%, 
respectively; P = 0.0011). By multivariate analysis, being a young adult (adjusted 
hazard rate [HR], 2.57), a higher TNM stage (HR, 2.88 and 8.38 for stages II and III, 
respectively), and female gender (HR, 2.38) independently predicted less favorable 
survival. Ciliary body involvement and cell type were not associated with survival. 
CONCLUSIONS: This study confirms that children with CCBM have a more 
favorable survival than young adults 18 to 25 years of age, adjusting for TNM stage 
and gender. The association between gender and survival varies between age 
groups. 
https://www.ncbi.nlm.nih.gov/pubmed/26854035 

 
 
Al-Mouqdad, M., S. Al-Abdi, J. N. Scott, A. Hurley, S. Tang, D. Creighton, K. 
Mohammad, M. Kamaluddeen and A. Lodha (2016). "A New IVH Scoring 
System Based on Laterality Enhances Prediction of Neurodevelopmental 
Outcomes at 3 Years Age in Premature Infants." Am J Perinatol. 
 
Objective To compare the new intraventricular hemorrhage (IVH) Abdi score to the 
Papile grading system of IVH for prediction of composite outcome of death or 
neurodevelopmental impairment (NDI). Methods In a cohort study, all preterm infants 
with IVH who were born </=1,250 g and/or </= 28 weeks of gestation at birth were 
prospectively followed up in our neonatal follow-up clinic. All cranial ultrasounds of 
the included infants were reviewed by neuroradiologists who were blinded to the 
clinical data and neurodevelopmental outcomes. Cranial ultrasounds were graded 
according to the Papile scoring system and by calculation of the Abdi score. Results 
A total of 183 preterm infants met inclusion and exclusion criteria. Of these, 80 (44%) 
had the composite primary outcome of death or NDI (51 died, 29 survived with NDI). 
The area under receiver operating characteristic curve for predicting death or NDI 
was 0.87 (95% confidence interval [CI]: 0.81-0.93) for Abdi score and 0.85 (95% CI: 
0.79-0.91) for Papile grading (p = 0.04). Abdi scores had higher specificity than 
Papile grade II at Abdi score 5 (63.9 vs. 39.2%; p < 0.001) and Abdi score 6 (73.2 vs. 
39.2%; p < 0.001). Conclusion Abdi scores seem to be more specific than Papile 
grading system in predicting death or NDI by 3 years' corrected age. 
https://www.ncbi.nlm.nih.gov/pubmed/27182991 

 
 
Alsoufi, B., S. Gillespie, W. T. Mahle, S. Deshpande, B. Kogon, K. Maher and K. 
Kanter (2016). "The Effect of Noncardiac and Genetic Abnormalities on 
Outcomes Following Neonatal Congenital Heart Surgery." Semin Thorac 
Cardiovasc Surg 28(1): 105-114. 
 
Significant noncardiac and genetic abnormalities (NC and GA) are common in 
neonates with congenital heart defects. We sought to examine current-era effect of 
those abnormalities on early and late outcomes following cardiac surgery. The 
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method from 2002-2012, 1538 neonates underwent repair (n = 860, 56%) or 
palliation (n = 678, 44%) of congenital heart defects. Regression models examined 
the effect of NC and GA on operative results, resource utilization, and late outcomes. 
Neonates with NC and GA (n = 312, 20%) had higher incidence of prematurity (21% 
vs 13%; P < 0.001) and weight </=2.5kg (24% vs 12%; P < 0.001) than neonates 
without NC and GA (n = 1226, 80%). Although the incidence of single ventricle was 
comparable (34% vs 31%; P = 0.37), neonates with NC and GA underwent more 
palliation (52% vs 42%; P = 0.001) and subsequently had higher percentage of 
STAT mortality categories (Society of Thoracic Surgeons (STS) and the European 
Association for Cardio-thoracic Surgery (EACTS) Congenital Heart Surgery Mortality 
Categories) 4 and 5 procedures (78% vs 66%; P < 0.001). Adjusted logistic 
regression models that included disparate patient and operative variables showed 
that the presence of NC and GA was associated with increased unplanned 
reoperation (odds ratio = 1.7; 95% CI: 1.1-2.7; P = 0.03) and hospital mortality (odds 
ratio = 2.2; 95% CI: 1.3-3.6; P = 0.002). Adjusted linear regression models showed 
significant association between NC and GA and increased postoperative mechanical 
ventilation duration, intensive care unit, and hospital stays (P < 0.001 each). 
Adjusted hazard analysis showed that the presence of NC and GA was associated 
with diminished late survival (hazard ratio = 2.4; 95% CI: 1.9-3.1; P < 0.001) and that 
was evident in all subgroups of patients (P < 0.001 each). Conclusion is neonates 
with NC and GA commonly have associated risk factors for morbidity and mortality 
such as prematurity and low weight. After adjusting for those factors, the presence of 
NC and GA continues to have significant association with increased unplanned 
reoperation, hospital mortality, and resource utilization after palliative and corrective 
cardiac surgery. Importantly, the hazard of death in those patients continues beyond 
the perioperative period for at least 1 year. Our findings show that the presence of 
NC and GA should be emphasized during parent counseling and decision making; 
and underscore the need to explore strategies to improve outcomes for this high-risk 
population that must address perioperative care, outpatient surveillance, and 
management. 
https://www.ncbi.nlm.nih.gov/pubmed/27568146 

 
Andreae, D. A., M. G. Hanna, M. S. Magid, S. Malerba, M. H. Andreae, E. 
Bagiella and M. Chehade (2016). "Swallowed Fluticasone Propionate Is an 
Effective Long-Term Maintenance Therapy for Children With Eosinophilic 
Esophagitis." Am J Gastroenterol 111(8): 1187-1197. 
 
OBJECTIVES: Although effective in the treatment of eosinophilic esophagitis (EoE) 
in children, limited data exist on long-term safety and efficacy of swallowed topical 
corticosteroids. We investigated whether long-term use of swallowed fluticasone in 
children with EoE leads to sustained reduction in esophageal eosinophils, and 
endoscopic and clinical improvement. METHODS: In an open-label, prospective, 
single-center study, we offered pediatric patients with active EoE fluticasone 2 puffs 
to swallow twice a day (strengths in mug/puff: 2-4 years: 44, 5-11 years: 110, >/=12 
years: 220). Clinical, endoscopic, and histological assessments were performed at 
baseline and shortly after therapy. If histological remission was seen, fluticasone was 
continued with clinical follow-ups every 4 months and endoscopic and histological 
follow-ups yearly. Clinical scores were derived from eight symptoms (abdominal 
pain, nausea, vomiting, regurgitation, chest pain, dysphagia, food impaction, and 
early satiety). Endoscopic scores were derived from six features (rings, exudates, 
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furrows, edema, stricture, and shearing). Scores were expressed as ratio (features 
present/total). In addition to peak eosinophils/high power field (HPF) (primary 
outcome), histological features (eosinophilic microabscesses, degranulation, 
superficial layering, basal zone hyperplasia, dilated intercellular spaces, and lamina 
propria fibrosis) were assessed. Median clinical and endoscopic scores and 
individual histologic features were compared over 4 time intervals: <4 months, 4-12 
months, 13-24 months, and >24 months. Growth and adverse effects were 
monitored. RESULTS: We enrolled 54 patients, 80% male, median age 6.5 years 
(range 2-17 years), 85% atopic (57% asthma, 68% allergic rhinitis, and 31% atopic 
dermatitis), and 74% with food allergy. Mean follow-up was 20.4 months, the longest 
being 68 months (5.7 years). Esophageal eosinophil counts significantly decreased 
(median peak eosinophils/HPF at baseline 72, <4 months: 0.5, 4-12 months: 1.75, 
13-24 months: 10, and >24 months: 12, all P<0.01). All histological features 
significantly decreased from baseline to all follow-up time points (all P<0.01). Lamina 
propria fibrosis significantly decreased (% patients with fibrosis at baseline 92, <4 
months: 41, 4-12 months: 50, 13-24 months: 45, and >24 months: 39, all P<0.01). 
Endoscopic features improved (score at baseline 0.37, <4 months: 0.17, 4-12 
months: 0.17, 13-24 months: 0, and >24 months: 0.1, all P<0.01, except at >24 
months: P<0.05). Symptoms improved (score at baseline 0.22, <4 months: 0, 4-12 
months: 0.11, 13-24 months: 0.11, and >24 months: 0.11, all P<0.05 except at >24 
months: P=0.05). In a mixed linear regression model that accounts for correlation of 
repeated observations in the patient in a per-patient analysis, we found that 
treatment with swallowed fluticasone led to a statistically significant and sustained 
decrease in peak esophageal eosinophil counts. Asymptomatic esophageal 
candidiasis was seen in three children but resolved with anti-fungal therapy. Height 
and weight z-scores followed expected growth curves. CONCLUSIONS: We 
demonstrate that swallowed fluticasone is effective as a long-term maintenance 
therapy for children with EoE, without growth impediment or serious side effects. 
https://www.ncbi.nlm.nih.gov/pubmed/27325220 

 
 
Andrews, B., P. Myers, J. Lagatta and W. Meadow (2016). "A Comparison of 
Prenatal and Postnatal Models to Predict Outcomes at the Border of Viability." 
J Pediatr 173: 96-100. 
 
OBJECTIVE: To compare the accuracy of a prenatal outcomes calculator developed 
by the Eunice Kennedy Shriver National Institute of Child Health and Human 
Development (NICHD) with a postnatal neonatal intensive care unit (NICU) 
prediction model for mechanically ventilated infants. STUDY DESIGN: Over a 3-year 
period, we identified 89 ventilated infants born in our NICU between 23 and 25 
weeks gestation. We retrospectively determined the predicted morbidity and 
mortality for each infant using the prenatal NICHD Neonatal Research Network: 
Extremely Preterm Birth Outcome Data website calculator. For our postnatal 
prediction model, we assessed 2 factors while each infant was on mechanical 
ventilation: daily intuitions about whether the infant would die before NICU discharge 
and abnormal head ultrasound. We compared the prenatal and postnatal models for 
predicting outcomes at 2 years adjusted age. RESULTS: Of the 89 infants, 54 (61%) 
died or had neurologic developmental impairment (NDI) and 35 (39%) survived 
without NDI. The NICHD Neonatal Research Network: Extremely Preterm Birth 
Outcome Data website calculator predicted that 61 (69%) would either die or have 
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NDI and that 28 (31%) would survive without NDI. Positive clinicians' intuitions about 
survival combined with normal head ultrasound scan results during a trial of therapy 
in the NICU predicted a 30% greater chance for survival without NDI than the 
prenatal tool. CONCLUSIONS: When infants at the border of viability are born and 
cared for in the NICU, they move from predictions for population-based outcomes 
into predictions based on individual trajectories and outcomes. A clinical trial of 
therapy provides additional prognostic information that can guide parental decisions 
made near the time of birth. 
https://www.ncbi.nlm.nih.gov/pubmed/26995702 

 
 
Archer, N. P., T. S. Napier and J. F. Villanacci (2016). "Fluoride exposure in 
public drinking water and childhood and adolescent osteosarcoma in Texas." 
Cancer Causes Control 27(7): 863-868. 
 
PURPOSE: The purpose of this study was to examine the association between 
fluoride levels in public drinking water and childhood and adolescent osteosarcoma 
in Texas; to date, studies examining this relationship have been equivocal. Using 
areas with high and low naturally occurring fluoride, as well as areas with optimal 
fluoridation, we examined a wide range of fluoride levels in public drinking water. 
METHODS: This was a population-based case-control study, with both cases and 
controls obtained from the Texas Cancer Registry. Eligible cases were Texas 
children and adolescents <20 years old diagnosed with osteosarcoma between 1996 
and 2006. Controls were sampled from children and adolescents diagnosed with 
either central nervous system (CNS) tumors or leukemia during the same time 
frame. Using geocoded patient addresses at the time of diagnosis, we estimated 
patients' drinking water fluoride exposure levels based on the fluoride levels of their 
residence's public water system (PWS). Unconditional logistic regression models 
were used to assess the association between osteosarcoma and public drinking 
water fluoride level, adjusting for several demographic risk factors. RESULTS: Three 
hundred and eight osteosarcoma cases, 598 leukemia controls, and 604 CNS tumor 
controls met selection criteria and were assigned a corresponding PWS fluoride 
level. PWS fluoride level was not associated with osteosarcoma, either in a 
univariable analysis or after adjusting for age, sex, race, and poverty index. Stratified 
analyses by sex were conducted; no association between PWS fluoride level and 
osteosarcoma was observed among either males or females. CONCLUSIONS: No 
relationship was found between fluoride levels in public drinking water and 
childhood/adolescent osteosarcoma in Texas. 
https://www.ncbi.nlm.nih.gov/pubmed/27189068 

 
 
Arnhold, V., F. Oyen, R. Schneppenheim, H. Haberl, A. Koch, M. C. Fruhwald 
and P. Hernaiz Driever (2016). "Long-term survival of an infant with an atypical 
teratoid/rhabdoid tumor following subtotal resection and low-cumulative dose 
chemotherapy: a case report." Childs Nerv Syst 32(6): 1157-1161. 
 
INTRODUCTION: Atypical teratoid/rhabdoid tumor (AT/RT) is an aggressive 
embryonal tumor of the central nervous system with a generally dismal prognosis, 
especially in patients younger than 12 months. DISCUSSION: We here describe the 
unusual case of an infant with AT/RT with long-term survival despite low-cumulative 
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dose chemotherapy after subtotal resection. Due to a poor neurological situation and 
an unfavorable oncological prognosis, therapy was halted after two partial surgical 
resections and four of the nine chemotherapy courses recommended by the 
European Rhabdoid Registry, without the patient receiving either radiotherapy or 
high-dose chemotherapy. The patient is alive without evidence of disease 52 months 
after diagnosis. CONCLUSION: This case report highlights that independent 
prognostic factors are urgently needed for optimizing treatment stratification and 
preventing overtreatment. 
https://www.ncbi.nlm.nih.gov/pubmed/26747622 

 
 
Asker, H. S., M. Satar, H. Y. Yildizdas, B. Mutlu, B. M. Ozyurt, M. S. Ipek, E. 
Sivasli, S. Taviloglu, Y. Celik, K. Ozcan, R. Burgut and I. Unal (2016). 
"Evaluation of Score for Neonatal Acute Physiology and Perinatal Extension II 
and Clinical Risk Index for Babies with additional parameters." Pediatr Int 
58(10): 984-987. 
 
BACKGROUND: The aim of this study was to determine mortality risk by calculating 
Score for Neonatal Acute Physiology and Perinatal Extension II (SNAP-PE-II) and 
Clinical Risk Index for Babies (CRIB) score, and evaluate prediction of the effects of 
antenatal corticosteroid and surfactant treatment on mortality. METHODS: This 
multicenter study was conducted simultaneously in five different centers in four 
different provinces in Southern Turkey between July 2012 and July 2013. A total of 
1668 inborn subjects hospitalized in the neonatal intensive care unit within the first 
12 h of delivery, and meeting the selection criteria, were included in the study, and 
CRIB and SNAP-PE-II were used to determine mortality. RESULTS: The SNAP-PE-
II scoring system was applied to all patients, and the CRIB scoring system was used 
for 310 newborns with gestational age <32 weeks and weighing <1500 g. Of the 
1668 patients, 188 died (mortality rate, 11.3%). Cut-off was found to vary with center, 
which changed specificity and sensitivity of the mortality scores. SNAP-PE-II 
significantly predicted mortality (P < 0.05) compared with CRIB. SNAP-PE-II also 
successfully predicted mortality in the group receiving antenatal corticosteroid 
compared with the group not receiving antenatal corticosteroid. CONCLUSION: 
SNAP-PE-II was a significant predictor of mortality in newborns with birthweight 
<1500 g compared with CRIB, and assessment of antenatal corticosteroid use in 
conjunction with SNAP-PE-II increased the accuracy of the prediction of mortality. 
https://www.ncbi.nlm.nih.gov/pubmed/26946229 

 
 
Barbaro, R. P., R. H. Bartlett, R. L. Chapman, M. L. Paden, L. A. Roberts, A. 
Gebremariam, G. M. Annich and M. M. Davis (2016). "Development and 
Validation of the Neonatal Risk Estimate Score for Children Using 
Extracorporeal Respiratory Support." J Pediatr 173: 56-61.e53. 
 
OBJECTIVE: To develop and validate the Neonatal Risk Estimate Score for Children 
Using Extracorporeal Respiratory Support, which estimates the risk of in-hospital 
death for neonates prior to receiving respiratory extracorporeal membrane 
oxygenation (ECMO) support. STUDY DESIGN: We used an international ECMO 
registry (2008-2013); neonates receiving ECMO for respiratory support were 
included. We divided the registry into a derivation sample and internal validation 
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sample, by calendar date. We chose candidate variables a priori based on published 
evidence of association with mortality; variables independently associated with 
mortality in logistic regression were included in this parsimonious model of risk 
adjustment. We evaluated model discrimination with the area under the receiver 
operating characteristic curve (AUC), and we evaluated calibration with the Hosmer-
Lemeshow goodness-of-fit test. RESULTS: During 2008-2013, 4592 neonates 
received ECMO respiratory support with mortality of 31%. The development dataset 
contained 3139 patients treated in 2008-2011. The Neo-RESCUERS measure had 
an AUC of 0.78 (95% CI 0.76-0.79). The validation cohort had an AUC = 0.77 (0.75-
0.80). Patients in the lowest risk decile had an observed mortality of 7.0% and a 
predicted mortality of 4.4%, and those in the highest risk decile had an observed 
mortality of 65.6% and a predicted mortality of 67.5%. CONCLUSIONS: Neonatal 
Risk Estimate Score for Children Using Extracorporeal Respiratory Support offers 
severity-of-illness adjustment for neonatal patients with respiratory failure receiving 
ECMO. This score may be used to adjust patient survival to assess hospital-level 
performance in ECMO-based care. 
https://www.ncbi.nlm.nih.gov/pubmed/27004674 

 
Barr, R. D., A. Ferrari, L. Ries, J. Whelan and W. A. Bleyer (2016). "Cancer in 
Adolescents and Young Adults: A Narrative Review of the Current Status and a 
View of the Future." JAMA Pediatr 170(5): 495-501. 
 
IMPORTANCE: Although cancer remains the most common cause of disease-
related death in adolescents and young adults (AYAs) in high-income countries, their 
overall survival rates continue to increase and now exceed 80% at 5 years in several 
high-income countries. This has been accomplished through progressive 
improvements in active treatment and supportive care, although accrual rates to 
therapeutic clinical trials remain disappointing. Recognition of the unique distribution 
of diseases in the AYA population with cancer and further understanding of the 
distinctive biology of cancers in AYAs will lead to continuing gains in clinical 
outcomes. OBSERVATIONS: Many of the challenges faced by AYAs with a 
diagnosis of malignant disease are shared by others with chronic medical conditions 
and even their healthy peers, such as a sense of invulnerability that may contribute 
to delays in diagnosis. A particular need for psychological support has been 
identified for AYAs with cancer, even after active therapy has been completed and 
especially in the context of palliative care. Notable needs also include fertility 
preservation and navigation through the multiple transitions in the cancer journey. 
Additionally, there is a "cost of cure." This is not only in the form of short-term, 
treatment-related morbidity and mortality but also in the burden of "late effects," 
including second cancers, that compromise quality of life and limit life expectancy. 
Establishing clinical programs devoted to AYAs with cancer, with complementary 
educational initiatives, will strengthen the advances made. It is anticipated that 
clinical trial accrual will increase substantially, providing further gains in survival. 
Likewise, addressing the challenges of survivorship, including secondary prevention 
of long-term morbidity and mortality, will lead to additional improvements in clinical 
outcomes. CONCLUSIONS AND RELEVANCE: Transferring this knowledge to the 
care of an estimated 1 million incident cases of cancer in AYAs worldwide, most of 
whom do not live in high-income countries, remains a considerable challenge. 
https://www.ncbi.nlm.nih.gov/pubmed/26999630 
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Berg, R. A., V. M. Nadkarni, A. E. Clark, F. Moler, K. Meert, R. E. Harrison, C. J. 
Newth, R. M. Sutton, D. L. Wessel, J. T. Berger, J. Carcillo, H. Dalton, S. 
Heidemann, T. P. Shanley, A. F. Zuppa, A. Doctor, R. F. Tamburro, T. L. 
Jenkins, J. M. Dean, R. Holubkov, et al. (2016). "Incidence and Outcomes of 
Cardiopulmonary Resuscitation in PICUs." Crit Care Med 44(4): 798-808. 
 
OBJECTIVES: To determine the incidence of cardiopulmonary resuscitation in 
PICUs and subsequent outcomes. DESIGN, SETTING, AND PATIENTS: Multicenter 
prospective observational study of children younger than 18 years old randomly 
selected and intensively followed from PICU admission to hospital discharge in the 
Collaborative Pediatric Critical Care Research Network December 2011 to April 
2013. RESULTS: Among 10,078 children enrolled, 139 (1.4%) received 
cardiopulmonary resuscitation for more than or equal to 1 minute and/or 
defibrillation. Of these children, 78% attained return of circulation, 45% survived to 
hospital discharge, and 89% of survivors had favorable neurologic outcomes. The 
relative incidence of cardiopulmonary resuscitation events was higher for cardiac 
patients compared with non-cardiac patients (3.4% vs 0.8%, p <0.001), but survival 
rate to hospital discharge with favorable neurologic outcome was not statistically 
different (41% vs 39%, respectively). Shorter duration of cardiopulmonary 
resuscitation was associated with higher survival rates: 66% (29/44) survived to 
hospital discharge after 1-3 minutes of cardiopulmonary resuscitation versus 28% 
(9/32) after more than 30 minutes (p < 0.001). Among survivors, 90% (26/29) had a 
favorable neurologic outcome after 1-3 minutes versus 89% (8/9) after more than 30 
minutes of cardiopulmonary resuscitation. CONCLUSIONS: These data establish 
that contemporary PICU cardiopulmonary resuscitation, including long durations of 
cardiopulmonary resuscitation, results in high rates of survival-to-hospital discharge 
(45%) and favorable neurologic outcomes among survivors (89%). Rates of survival 
with favorable neurologic outcomes were similar among cardiac and noncardiac 
patients. The rigorous prospective, observational study design avoided the 
limitations of missing data and potential selection biases inherent in registry and 
administrative data. 
https://www.ncbi.nlm.nih.gov/pubmed/26646466 

 
Berry, M. J., M. Saito-Benz, T. Klein, B. Bowkett and V. F. Richardson (2016). 
"Ectopia cordis: a novel palliative care technique." BMJ Support Palliat Care. 
 
Complete ectopia cordis in the newborn represents a significant management 
challenge. There are minimal data available to inform optimal clinical care for those 
infants with coexisting complex congenital heart disease who are therefore not 
candidates for surgical intervention. The exteriorisation of the heart and absence of 
the pericardial sac requires meticulous wound care to prevent desiccation of the 
myocardium and to minimise infection risk. Additionally, the technique selected must 
address the risk of occlusion of the cardiac vascular pedicle and abrasion between 
the mobile myocardium and dressing surface. We report a novel approach to wound 
management and integrated palliative care that enabled community-based care. Our 
patient, a full-term male infant with complete ectopia cordis was born in good 
condition by assisted vaginal delivery. He was discharged from hospital on day 8 and 
was cared for in the community until his demise from cardiac failure on day 15. 
https://www.ncbi.nlm.nih.gov/pubmed/27101836 
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Bhattacharya, S., G. McNeill, E. A. Raja, K. Allan, H. Clark, R. M. Reynolds, J. E. 
Norman and P. C. Hannaford (2016). "Maternal gestational weight gain and 
offspring's risk of cardiovascular disease and mortality." Heart 102(18): 1456-
1463. 
 
OBJECTIVE: To examine the effect of maternal gestational weight gain (GWG) on 
adult offspring mortality, cardiovascular morbidity and cerebrovascular morbidity. 
METHODS: The Aberdeen Children of the Nineteen Fifties (ACONF) is a population-
based cohort of adults born in Aberdeen, Scotland between 1950 and 1956. GWG of 
the mothers of cohort members was extracted from original birth records and linked 
to the data on offspring morbidity and mortality up to 2011 obtained from Scottish 
national records. HRs for cardiovascular events and mortality in offspring according 
to maternal weight gain in pregnancy were estimated adjusting for maternal and 
offspring confounders using a restricted cubic spline model. RESULTS: After 
exclusions, 3781 members of the original ACONF cohort were analysed. Of these, 
103 (2.7%) had died, 169 (4.5%) had suffered at least one cardiovascular event and 
73 (1.9%) had had a hospital admission for cerebrovascular disease. Maternal 
weight gain of 1 kg/week or more was associated with increased risk of 
cerebrovascular event in the offspring (adjusted HR 2.70 (95% CI 1.19 to 6.12)). 
There was no association seen between GWG and offspring's all-cause mortality or 
cardiovascular event. Adult offspring characteristics (smoking, body mass index 
(BMI) and diabetes) were strongly associated with each outcome. CONCLUSIONS: 
Maternal GWG above 0.9 kg/week may increase the risk of cerebrovascular disease 
in the adult offspring, but not all-cause mortality or cardiovascular disease. Health 
and lifestyle factors such as smoking, BMI and diabetes in the adult offspring had a 
stronger influence than maternal and birth characteristics on their mortality and 
morbidity. 
https://www.ncbi.nlm.nih.gov/pubmed/27173505 

 
 
Bona, K., T. M. Blonquist, D. S. Neuberg, L. B. Silverman and J. Wolfe (2016). 
"Impact of Socioeconomic Status on Timing of Relapse and Overall Survival 
for Children Treated on Dana-Farber Cancer Institute ALL Consortium 
Protocols (2000-2010)." Pediatr Blood Cancer 63(6): 1012-1018. 
 
BACKGROUND: Population-based evidence suggests that lower socioeconomic 
status (SES) negatively impacts the overall survival (OS) of children with leukemia; 
however, the relationships between SES and treatment-related mortality, relapse, 
and timing of relapse remain unclear. PROCEDURE: We examined OS, event-free 
survival (EFS) and cumulative incidence (CI) and timing of relapse by community-
level poverty for 575 children aged 1-18 years with newly diagnosed acute 
lymphoblastic leukemia (ALL) treated on consecutive phase III multicenter Dana-
Farber Cancer Institute ALL Consortium Protocols between 2000 and 2010. Children 
were categorized into high- and low-poverty areas for the analysis using aggregate 
U.S. Census data linked to zip code. RESULTS: Children living in high-poverty areas 
experienced a 5-year OS of 85% as compared with 92% for those in low-poverty 
areas (P = 0.02); poverty remained marginally significant (P = 0.07) after adjustment 
for immunophenotype, age, and white blood cell count. There were no differences 
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detected in EFS or CI relapse by poverty area. However, 92% of the relapses 
observed in children from high-poverty areas occurred <36 months from complete 
remission, compared to 48% of those in children from low-poverty areas (P = 0.008). 
CONCLUSIONS: U.S. children with ALL living in high-poverty areas have a higher 
risk of early relapse when compared with those living in low-poverty areas despite 
uniform treatment. This may in part explain decreased OS observed in these 
children. This finding highlights disparities in childhood cancer outcomes by SES 
despite uniform treatment. Further investigations of the mechanistic pathways 
underlying this finding are needed. 
https://www.ncbi.nlm.nih.gov/pubmed/26913850 

 
 
Bonfante, E., M. K. Koenig, R. B. Adejumo, V. Perinjelil and R. F. Riascos 
(2016). "The neuroimaging of Leigh syndrome: case series and review of the 
literature." Pediatr Radiol 46(4): 443-451. 
 
Leigh syndrome by definition is (1) a neurodegenerative disease with variable 
symptoms, (2) caused by mitochondrial dysfunction from a hereditary genetic defect 
and (3) accompanied by bilateral central nervous system lesions. A genetic etiology 
is confirmed in approximately 50% of patients, with more than 60 identified mutations 
in the nuclear and mitochondrial genomes. Here we review the clinical features and 
imaging studies of Leigh syndrome and describe the neuroimaging findings in a 
cohort of 17 children with genetically confirmed Leigh syndrome. MR findings include 
lesions in the brainstem in 9 children (53%), basal ganglia in 13 (76%), thalami in 4 
(24%) and dentate nuclei in 2 (12%), and global atrophy in 2 (12%). The brainstem 
lesions were most frequent in the midbrain and medulla oblongata. With follow-up an 
increased number of lesions from baseline was observed in 7 of 13 children, 
evolution of the initial lesion was seen in 6, and complete regression of the lesions 
was seen in 3. No cerebral white matter lesions were found in any of the 17 children. 
In concordance with the literature, we found that Leigh syndrome follows a similar 
pattern of bilateral, symmetrical basal ganglia or brainstem changes. Lesions in 
Leigh syndrome evolve over time and a lack of visible lesions does not exclude the 
diagnosis. Reversibility of lesions is seen in some patients, making the continued 
search for treatment and prevention a priority for clinicians and researchers. 
https://www.ncbi.nlm.nih.gov/pubmed/26739140 

 
 
Boyd, T. K., C. A. Wright, H. Odendaal, A. J. Elliott, M. A. Sens, R. Dunn 
Folkerth, D. J. Roberts and H. Kinney (2016). "The Stillbirth Classification 
System for the Safe Passage Study: Incorporating Mechanism, Etiology, and 
Recurrence." Pediatr Dev Pathol. 
 
OBJECTIVE: Describe the classification system for assigning the cause of stillbirth in 
the Safe Passage Study, an international, multi-institutional, prospective analysis 
conducted by the NIAAA/NICHD-funded Prenatal Alcohol in SIDS and Stillbirth 
(PASS) Research Network. The study mission is to determine the role of prenatal 
alcohol and/or cigarette smoke exposure in adverse pregnancy outcomes, including 
stillbirth, in a high-risk cohort of 12,000 maternal/fetal dyads. METHODS: The PASS 
Network classification system is based upon 5 'sites of origin' for cause of stillbirth, 
further subdivided into mechanism subcategories; both are employed to assign an 
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ultimate cause of death. Each PASS stillbirth was assigned a cause of death, and 
status of sporadic versus recurrent. Adjudication involved review of maternal and 
obstetrical records; fetal autopsy and placental findings; and required complete 
consensus in each case. Two published classification systems, i.e., INCODE and 
ReCoDe, were used for comparison. RESULTS: Causes of stillbirth classified were: 
fetal (26%), placental (53%), external (5%), and undetermined (16%). Nine cases 
(47%) had placental causes of death due to maternal disorders that carry recurrence 
risks. There was full agreement for cause of death across the three classification 
systems in 26% of cases, and partial agreement among them in 42% of cases. 
CONCLUSIONS: The proposed PASS schema employs a user-friendly classification 
that provides comparable information to previously published systems. Advantages 
include its simplicity, mechanistic formulations, tight clinicopathologic integration, 
provision for an undetermined category, and its wide applicability to perinatal 
mortality review boards with access to information routinely collected during 
clinicopathologic evaluations. 
https://www.ncbi.nlm.nih.gov/pubmed/27116324 

 
Brennan, B., G. L. De Salvo, D. Orbach, A. De Paoli, A. Kelsey, P. Mudry, N. 
Francotte, M. Van Noesel, G. Bisogno, M. Casanova and A. Ferrari (2016). 
"Outcome of extracranial malignant rhabdoid tumours in children registered in 
the European Paediatric Soft Tissue Sarcoma Study Group Non-
Rhabdomyosarcoma Soft Tissue Sarcoma 2005 Study-EpSSG NRSTS 2005." 
Eur J Cancer 60: 69-82. 
 
BACKGROUND: Extracranial malignant rhabdoid tumours (MRT) are rare lethal 
childhood cancers that often occur in infants and have a characteristic genetic 
mutation in the SMARCB1 gene. The European Paediatric Soft Tissue Sarcoma 
Study Group (EpSSG) conducted a multinational prospective study of registered 
cases of extracranial MRT to test an intensive multimodal approach of treatment for 
children with newly diagnosed extracranial MRT. METHODS: Between December 
2005 and June 2014, we prospectively registered 100 patients from 12 countries with 
a diagnosis of MRT tumour at an extracranial site on the EpSSG Non-
Rhabdomyosarcoma Soft Tissue Sarcoma 2005 Study (NRSTS 2005). They were all 
treated on a standard multimodal protocol of surgery, radiotherapy, and 
chemotherapy over 30 weeks as follows: vincristine, cyclophosphamide, and 
doxorubicin (VDCy) at weeks 1, 10, 13, 22, and 28; vincristine was also given alone 
on weeks 2, 3, 11, 12, 14, 15, 23, 24, 29, and 30. Cyclophosphamide, carboplatin, 
and etoposide (Cy*CE) was given at weeks 4, 7, 16, 19, and 25. Radiotherapy was 
recommended for all primary tumour sites and all sites of metastatic disease. 
RESULTS: Forty-three patients completed the protocol treatment. Median follow-up 
for alive patients of the complete cohort was 44.6 months (range 11.5-84.6). For the 
whole cohort, the 3-year event-free survival (EFS) was 32.3% (95% confidence 
interval [CI] 23.2-41.6%) with a 3-year overall survival (OS) of 38.4% (95% CI 28.8-
47.9%). For localised disease, the 4-year EFS was 39.3% (95% CI 28.2-50.1%) with 
a 4-year OS of 40.1% (95% CI 28.4-51.5%). For metastatic disease, the 2-year EFS 
was 8.7% (95% CI 1.5-24.2%) with a 2-year OS of 13.0% (95% CI 3.3-29.7%). 
Multivariable analysis disclosed that all patients </=1 year of age were associated 
with at higher risk of death (hazard ratio [HR]: 2.6; 95% CI 1.0-6.8; p-value = 
0.0094). Risk of death was also related with gender in metastatic patients (HR for 
males: 2.9, 95% CI 1.0-8.0; p-value = 0.0077). CONCLUSIONS: The EpSSG 
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NRSTS 2005 protocol of intensive therapy can be delivered to extracranial MRT 
patients, with a possible improvement in outcome. The outcome, however, remains 
poor for patients who progress or with metastatic disease. 
https://www.ncbi.nlm.nih.gov/pubmed/27082136 

 
 
Brunton, L. K. and D. J. Bartlett (2016). "Construction and validation of the 
fatigue impact and severity self-assessment for youth and young adults with 
cerebral palsy." Dev Neurorehabil: 1-6. 
 
PURPOSE: The Fatigue Impact and Severity Self-Assessment (FISSA) was created 
to assess the impact, severity, and self-management of fatigue for individuals with 
cerebral palsy (CP) aged 14-31 years. METHODS: Items were generated from a 
review of measures and interviews with individuals with CP. Focus groups with 
health-care professionals were used for item reduction. A mailed survey was 
conducted (n=163/367) to assess the factor structure, known-groups validity, and 
test-retest reliability. RESULTS: The final measure contained 31 items in two factors 
and discriminated between individuals expected to have different levels of fatigue. 
Individuals with more functional abilities reported less fatigue (p < 0.002) and those 
with higher pain reported higher fatigue (p < 0.001). The FISSA was shown to have 
adequate test-retest reliability, intraclass correlation coefficient (ICC)(3,1)=0.74 (95% 
confidence interval [CI] 0.53-0.87). CONCLUSIONS: The FISSA valid and reliable for 
individuals with CP. It allows for identification of the activities that may be 
compromised by fatigue to enhance collaborative goal setting and intervention 
planning. 
https://www.ncbi.nlm.nih.gov/pubmed/27315589 

 
 
Buddhe, S., M. Lewin, A. Olson, M. Ferguson and B. D. Soriano (2016). 
"Comparison of left ventricular function assessment between 
echocardiography and MRI in Duchenne muscular dystrophy." Pediatr Radiol 
46(10): 1399-1408. 
 
BACKGROUND: Cardiomyopathy in Duchenne muscular dystrophy (DMD) is 
associated with death in approximately 40% of patients. Echocardiography is 
routinely used to assess left ventricular (LV) function; however, it has limitations in 
these patients. OBJECTIVE: We compared echocardiographic measures of cardiac 
function assessment to cardiac MRI. MATERIALS AND METHODS: We included 
children and young adults with DMD who had MRI performed between January 2010 
and July 2015. We measured echocardiographic and MRI parameters of function 
assessment, including strain. Presence of late gadolinium enhancement (LGE) was 
assessed by MRI. Subjects were divided into two groups based on MRI left 
ventricular ejection fraction (LVEF): group I, LVEF >/=55% and group II, LVEF <55%. 
RESULTS: We included 41 studies in 33 subjects, with 25 in group I and 16 in group 
II. Mean age of subjects was 13.6 +/- 2.8 years and mean duration between 
echocardiogram and MRI was 7.6 +/- 4.1 months. Only 8 of 16 (50%) patients in 
group II had diminished function on echocardiogram. Echocardiographic images 
were suboptimal in 16 subjects (39%). Overall, echocardiographic parameters had 
weak correlation with MRI-derived ejection fraction percentage. MRI-derived 
myocardial strain assessment has better correlation with MRI ejection fraction as 
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compared to echocardiography-derived strain parameters. CONCLUSION: 
Echocardiography-based ventricular functional assessment has weak correlation 
with MRI parameters in children and young adults with Duchenne muscular 
dystrophy. While this correlation improves in the subset of subjects with adequate 
echocardiographic image quality, it remains modest and potentially suboptimal for 
clinical management. Accordingly, we conclude that MRI should be performed 
routinely and early in children with DMD, not only for LGE imaging but also for 
functional assessment. 
https://www.ncbi.nlm.nih.gov/pubmed/27173979 

 
 
Cantarin-Extremera, V., M. L. Ruiz-Falco-Rojas, A. Tamariz-Martel-Moreno, M. 
Garcia-Fernandez, A. Duat-Rodriguez and B. Rivero-Martin (2016). "Late-onset 
periodic bradycardia during vagus nerve stimulation in a pediatric patient. A 
new case and review of the literature." Eur J Paediatr Neurol 20(4): 678-683. 
 
BACKGROUND: Epilepsy is a common disease in the world. Around 10-40% of 
patients who suffer epilepsy will have intractable seizures. When resective epilepsy 
surgery is not possible, vagus nerve stimulation (VNS) can be an option. The most 
common side effects associated with VSN therapy are hoarseness, throat pain and 
coughing. Cardiac arrhythmia has been reported during lead tests performed during 
implantation of the device, but few cases during regular treatment. We report a new 
child where vagally induced bradyarrhythmia, perfectly correlated with the stimulation 
periods. CLINICAL REPORT: 13-year-old girl with refractory myoclonic-astatic 
epilepsy since the age of two. When she was five years old, a VNS was implanted 
with complete resolution of her seizures. But when she was 13, she began with 
sudden falls with loss of consciousness lasting less than 10 s, which were similar to 
her previous epileptic drop-attacks. Continuous ECG recording was normal but 
electrocardiography showed a bradycardia of 45 bpm with a syncope-like episode. It 
was necessary to turn off the VNS. CONCLUSIONS: To our knowledge, there are 
just three pediatrics and four adults patients described in the literature with this 
severe and life-threatening side effect. Cardiac complications of VNS therapy are 
very infrequent but should alert clinicians to its possibility. A cardiac evaluation is 
mandatory before VNS implantation and periodically thereafter (probably between 
one or three years). 
https://www.ncbi.nlm.nih.gov/pubmed/27056279 

 
 
Carmody, J. B., M. W. Harer, A. R. Denotti, J. R. Swanson and J. R. Charlton 
(2016). "Caffeine Exposure and Risk of Acute Kidney Injury in a Retrospective 
Cohort of Very Low Birth Weight Neonates." J Pediatr 172: 63-68.e61. 
 
OBJECTIVE: To evaluate the association between caffeine exposure and acute 
kidney injury (AKI) in very low birth weight (VLBW; </=1500 g) neonates. STUDY 
DESIGN: We retrospectively reviewed a cohort of 140 VLBW neonates 
consecutively admitted to the University of Virginia's neonatal intensive care unit 
from March 2011 to June 2012, excluding only those admitted >2 days of age or who 
died at <2 days after birth. We separately analyzed a subgroup of 44 neonates who 
received prolonged invasive respiratory support (mechanical ventilation for first 7 
days after birth). The exposure of interest was caffeine exposure in the first week 
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after birth. The primary outcome was AKI within the first 10 days after birth according 
to the Kidney Disease: Improving Global Outcomes system, modified to include only 
serum creatinine. RESULTS: Caffeine exposure occurred in 72.1% of all patients 
and 54.5% of those who received prolonged invasive respiratory support. AKI 
occurred less frequently in neonates who received caffeine (all patients: 17.8% vs 
43.6%; P = .002; prolonged invasive respiratory support: 29.2% vs 75.0%; P = .002). 
Caffeine exposure was associated with decreased odds for AKI in logistic regression 
models adjusted for sex, birth weight, gestational age, small for gestational age 
status, illness severity on admission, and receipt of indomethacin, invasive 
ventilation, dopamine, aminoglycosides, and vancomycin (all patients: OR 0.22; 95% 
CI 0.07-0.75, P = .02; prolonged invasive respiratory support subgroup: OR 0.06; 
95% CI 0.01-0.57, P = .02). CONCLUSIONS: In a cohort of VLBW neonates, those 
exposed to caffeine were less likely to experience AKI. 
https://www.ncbi.nlm.nih.gov/pubmed/26898806 

 
 
Carreras-Delgado, J. L., V. Perez-Duenas, C. Riola-Parada and L. Garcia-
Canamaque (2016). "PET/MRI: A luxury or a necessity?" Rev Esp Med Nucl 
Imagen Mol 35(5): 313-320. 
 
PET/MRI is a new multimodality technique with a promising future in diagnostic 
imaging. Technical limitations are being overcome. Interference between the two 
systems (PET and MRI) seems to have been resolved. MRI-based PET attenuation 
correction can be performed safely. Scan time is acceptable and the study is 
tolerable, with claustrophobia prevalence similar to that of MRI. Quantification with 
common parameters, such as Standardized Uptake Value (SUV), shows a fairly 
good correlation between both systems. However, PET/CT currently provides better 
results in scan time, scan costs, and patient comfort. Less patient radiation exposure 
is a big advantage of PET/MRI over PET/CT, which makes it particularly 
recommended in paediatric and adolescent patients requiring one or more studies. 
PET/MRI indications are the same as those of PET/CT, given that in cases where 
MRI is superior to CT, PET/MRI is superior to PET/CT. This superiority is clear in 
many soft tissue tumours. Moreover, it is common to perform both PET/CT and MRI 
in neurological diseases, as well as in some tumours, such as breast cancer. A 
single PET/MRI study replaces both with obvious benefit. MRI also allows other MRI-
based PET corrections, such as motion or partial volume effect corrections. The 
better spatial resolution of MRI allows the transfer of well-defined MRI areas or small 
volumes of interest to PET image, in order to measure PET biomarkers in these 
areas. The richness of information of both techniques opens up immense 
possibilities of synergistic correlation between them. 
https://www.ncbi.nlm.nih.gov/pubmed/27349326 

 
 
Chandra, S. P., N. S. Kurwale, S. S. Chibber, J. Banerji, R. Dwivedi, A. Garg, C. 
Bal, M. Tripathi, C. Sarkar and M. Tripathi (2016). "Endoscopic-Assisted 
(Through a Mini Craniotomy) Corpus Callosotomy Combined With Anterior, 
Hippocampal, and Posterior Commissurotomy in Lennox-Gastaut Syndrome: 
A Pilot Study to Establish Its Safety and Efficacy." Neurosurgery 78(5): 743-
751. 
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BACKGROUND: Corpus callosotomy is a palliative procedure especially for Lennox-
Gastaut semiology without localization with drop attacks. OBJECTIVE: To describe 
endoscopic-assisted complete corpus callosotomy combined with anterior, 
hippocampal, and posterior commissurotomy. METHODS: Patients with drug 
refractory epilepsy having drop attacks as the predominant seizure type, bilateral 
abnormalities on imaging, and moderate to severe mental retardation were included. 
All underwent a complete workup (including magnetic resonance imaging). 
RESULTS: Patients (n = 16, mean age 11.4 +/- 6.4 years, range 6-19 years) had a 
mean seizure frequency of 24.5 +/- 19.8/days (range 1-60) and a mean intelligence 
quotient of 25.23 +/- 10.71. All had syndromic diagnosis of Lennox-Gastaut 
syndrome, with the following etiologies: hypoxic insult (10), lissencephaly (2), 
bilateral band heterotropia (2), and microgyria and pachygyria (2). Surgery included 
complete callosotomy and the section of anterior and posterior commissure by 
microscopic approach through a mini craniotomy (11) and endoscopic-assisted 
approach (5). Complications included meningitis (1), hyperammonemic 
encephalopathy (2), and acute transient disconnection (5). There was no mortality or 
long-term morbidity. Mean follow-up was 18 +/- 4.7 months (range 16-27 months). 
Drop attacks stopped in all. Seizure frequency/duration decreased >90% in 10 
patients and >50% in 5 patients, and increased in 1 patient. All patients attained 
presurgical functional levels in 3 to 6 months. Child behavior checklist scores 
showed no deterioration. Parental questionnaires reported 90% satisfaction 
attributed to the control of drop attacks. The series was compared retrospectively 
with an age/sex-matched cohort (where a callosotomy only was performed), and 
showed better outcome for drop attacks (P < .003). CONCLUSION: This preliminary 
study demonstrated the efficacy and safety of complete callosotomy with anterior, 
hippocampal, and posterior commissurotomy in Lennox-Gastaut syndrome (drop 
attacks) with moderate to severe mental retardation. 
https://www.ncbi.nlm.nih.gov/pubmed/26474092 

 
 
Chattat, R., G. Ottoboni, A. Zeneli, M. A. Berardi, V. Cossu and M. Maltoni 
(2016). "The Italian version of the FAMCARE scale: a validation study." 
Support Care Cancer 24(9): 3821-3830. 
 
PURPOSE: Evaluation of the quality of care is a key element that healthcare 
providers now take into consideration to meet patients' needs, expectations, and 
values. The FAMCARE scale is one of the most important instruments available to 
assess the level of satisfaction about care received by patients and families. We 
describe the validation process used to develop an Italian version (IF) of the original 
FAMCARE scale for caregivers. METHODS: The IF was prepared according to 
standard guidelines for translation and transcultural adaptation of self-reported 
measures. The scale was self-administered to 132 informal caregivers of patients 
with cancer treated with curative and/or palliative care in a hospice, outpatient, or 
inpatient setting for at least 1 month. The participant group was composed of 
spouses (47.73 %), children (31.82 %), siblings (3.03 %), or other relatives (17.42 
%). All participants simultaneously completed the EuroQol-5D (EQ-5D) questionnaire 
to test the construct validity. Twenty-two percent of randomly chosen participants re-
completed the test after 1 month to evaluate IF test-retest stability. RESULTS: The 
IF showed a strong reliability with internal consistency [alpha = 0.93, confidence 
intervals (CI) = 0.91-0.95] and test-retest stability (Pearson r = 0.38; Kendall's tau-b 
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= 0,25; Spearman's rho =0.34). Factor analysis identified four factors capable of 
explaining the 63 % total variance which did not change after the Varimax 
normalized rotation. Notwithstanding the lack of correlation with the VAS component 
of the EQ-5D questionnaire, our results highlighted robust psychometric properties of 
the IF. CONCLUSIONS: IF is a valid translation of the FAMCARE scale and can be 
used to assess caregiver satisfaction within the Italian context of cancer palliative 
care. 
https://www.ncbi.nlm.nih.gov/pubmed/27067593 

 
 
Chaudhary, S., R. R. Singh, G. S. Shah, J. Agrawal, S. Kafle and L. Shah (2016). 
"Outcome of Twin Deliveries at a Tertiary Care Centre of Eastern Nepal." J 
Nepal Health Res Counc 14(33): 128-131. 
 
BACKGROUND: Twins, compared to singletons, have higher perinatal mortality and 
morbidity. The aim of this study was to describe the twinning rate, epidemiological 
variables and hospital outcome of twin deliveries and to find out ways of better 
management of twins in our part. METHODS: A retrospective evaluation of the 
outcome of 92 twin pregnancies during one year study period (1st January 2014 to 
31st December 2014) was conducted at BPKIHS. Twins delivered within the 
institution were included but cases less than 28 weeks gestation were excluded. 
Maternal and neonatal data were retrieved and analysed. RESULTS: The twinning 
rate was 9.2/1000 (92/10,031). The mean birth weight was 1636.30 +/-339.21 grams 
and mean gestational age 34.31+/-2.67 weeks(28 - 40 weeks). One hundred eighty-
two babies (98.9%) were low birth weight (LBW) while 32.1% were small for 
gestational age (SGA). There was mild, moderate and severe growth discordance in 
63 (68.5%)22 (23.9%)and 7 (7.6%) respectively. Three (3.26%) of 92 pairs had twin-
to-twin transfusion syndrome. The hospital mortality rate was 10.87% (20/184) and 
69 (37.5%) babies had complications. The clinical causes of death were hyaline 
membrane disease in 7 (3.3%), severe birth asphyxia in 5 (2.7%), congenital 
malformations in 3(1.6%) and sepsis in 3 (1.6%) babies. CONCLUSIONS: Twin 
deliveries are common in this hospital and have poor hospital outcome with more 
complications and mortality. Hence there is a need for further studies with long term 
follow-ups to plan for better management of twins in our part. 
https://www.ncbi.nlm.nih.gov/pubmed/27885296 

 
 
Combe, L. and I. Abu-Arafeh (2016). "Status dystonicus in children: Early 
recognition and treatment prevent serious complications." Eur J Paediatr 
Neurol 20(6): 966-970. 
 
This is a retrospective study of all patients presenting to our paediatric unit with 
status dystonicus (SD) over a period of five years. Anonymous information was 
collected and a descriptive analysis is made. There were four episodes of SD in 
three children between 11 and 15 years of age. All children are known to have 
severe dyskinetic cerebral palsy and presented with an acute or sub-acute 
deterioration in their symptoms. Symptoms were triggered by infections in three of 
the four episodes. Early features included frequent and repetitive generalized muscle 
spasms, poor swallowing, poor sleep, distress and pain. Patients responded to 
supportive treatment, rehydration, benzodiazepines, baclofen and l-dopa. Intensive 
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care was not necessary in any of the patients and patients made full recovery within 
5-14 days. This report shows the value of early recognition and treatment of SD can 
be successful in preventing serious complications. 
https://www.ncbi.nlm.nih.gov/pubmed/27444503 

 
 
Conner, N. E. and N. Uddin (2016). "Predictors of Intention to Refer to Pediatric 
Palliative or Hospice Care." Am J Hosp Palliat Care 33(7): 617-624. 
 
The purpose of this descriptive correlational study was to determine whether nurse 
characteristics, level of comfort with care of the dying, and spirituality predict 
intention to refer and timing of referral to pediatric palliative/hospice care. The 
Behavioral Model of Health Services Use served as the framework for this study. 
Data were collected from 105 pediatric nurses recruited from 7 patient units of one 
pediatric hospital. Regression analysis revealed several nurse factors (practice unit, 
years of experience, age, race/ethnicity) that predicted intent to refer and timing of 
referral to pediatric palliative/hospice care. The relationship between nurse 
characteristics and intent to refer was specific to certain medical conditions (HIV, 
extreme prematurity, brain injuries). Healthcare providers can use these findings to 
improve care for children with life-limiting illnesses. 
https://www.ncbi.nlm.nih.gov/pubmed/26150677 

 
 
Coombes, L. H., T. Wiseman, G. Lucas, A. Sangha and F. E. Murtagh (2016). 
"Health-related quality-of-life outcome measures in paediatric palliative care: A 
systematic review of psychometric properties and feasibility of use." Palliat 
Med 30(10): 935-949. 
 
BACKGROUND: The number of children worldwide requiring palliative care services 
is increasing due to advances in medical care and technology. The use of outcome 
measures is important to improve the quality and effectiveness of care. AIM: To 
systematically identify health-related quality-of-life outcome measures that could be 
used in paediatric palliative care and examine their feasibility of use and 
psychometric properties. DESIGN: A systematic literature review and analysis of 
psychometric properties. DATA SOURCES: PsychInfo, Medline and EMBASE were 
searched from 1 January 1990 to 10 December 2014. Hand searches of the 
reference list of included studies and relevant reviews were also performed. 
RESULTS: From 3460 articles, 125 papers were selected for full-text assessment. A 
total of 41 articles met the eligibility criteria and examined the psychometric 
properties of 22 health-related quality-of-life measures. Evidence was limited as at 
least half of the information on psychometric properties per instrument was missing. 
Measurement error was not analysed in any of the included articles and 
responsiveness was only analysed in one study. The methodological quality of 
included studies varied greatly. CONCLUSION: There is currently no 'ideal' outcome 
assessment measure for use in paediatric palliative care. The domains of generic 
health-related quality-of-life measures are not relevant to all children receiving 
palliative care and some domains within disease-specific measures are only relevant 
for that specific population. Potential solutions include adapting an existing measure 
or developing more individualized patient-centred outcome and experience 
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measures. Either way, it is important to continue work on outcome measurement in 
this field. 
https://www.ncbi.nlm.nih.gov/pubmed/27247087 

 
 
Costeloe, K., U. Bowler, P. Brocklehurst, P. Hardy, P. Heal, E. Juszczak, A. 
King, N. Panton, F. Stacey, A. Whiley, M. Wilks and M. R. Millar (2016). "A 
randomised controlled trial of the probiotic Bifidobacterium breve BBG-001 in 
preterm babies to prevent sepsis, necrotising enterocolitis and death: the 
Probiotics in Preterm infantS (PiPS) trial." Health Technol Assess 20(66): 1-
194. 
 
BACKGROUND: Necrotising enterocolitis (NEC) and late-onset sepsis remain 
important causes of death and morbidity in preterm babies. Probiotic administration 
might strengthen intestinal barrier function and provide protection; this is supported 
by published meta-analyses, but there is a lack of large well-designed trials. 
OBJECTIVE: To test the use of the probiotic Bifidobacterium breve strain BBG-001 
to prevent NEC, late-onset sepsis and death in preterm babies while monitoring 
probiotic colonisation of participants. DESIGN: Double-blind, randomised, placebo-
controlled trial. SETTING: Recruitment was carried out in 24 hospitals, and the 
randomisation programme used a minimisation algorithm. Parents, clinicians and 
outcome assessors were blinded to the allocation. PARTICIPANTS: Babies born 
between 23 and 30 weeks' gestation and randomised within 48 hours of birth. 
Exclusions included life-threatening or any gastrointestinal malformation detected 
within 48 hours of birth and no realistic chance of survival. INTERVENTIONS: Active 
intervention: 1 ml of B. breve BBG-001 in one-eighth-strength infant formula 
Neocate((R)) (Nutricia Ltd, Trowbridge, UK), (6.7 x 10(7) to 6.7 x 10(9) colony-
forming units) per dose administered enterally. Placebo: 1 ml of one-eighth-strength 
infant formula Neocate. Started as soon as practicable and continued daily until 36 
weeks' postmenstrual age. MAIN OUTCOME MEASURES: Primary outcomes were 
an episode of bloodstream infection, with any organism other than a skin 
commensal, in any baby between 72 hours and 46 weeks' postmenstrual age; an 
episode of NEC Bell stage >/= 2 in any baby; and death before discharge from 
hospital. Secondary outcomes included stool colonisation with B. breve. RESULTS: 
In total, 654 babies were allocated to receive probiotic and 661 to receive placebo 
over 37 months from July 2010. Five babies were withdrawn; 650 babies from the 
probiotic group and 660 from the placebo group were included in the primary 
analysis. Baseline characteristics were well balanced. There was no evidence of 
benefit for the primary outcomes {sepsis: 11.2% vs. 11.7% [adjusted relative risk 
(RR) 0.97, 95% confidence interval (CI) 0.73 to 1.29]; NEC Bell stage >/= 2: 9.4% vs. 
10.0% [adjusted RR 0.93, 95% CI 0.68 to 1.27]; and death: 8.3% vs. 8.5% [adjusted 
RR 0.93, 95% CI 0.67 to 1.30]}. B. breve colonisation status was available for 1186 
(94%) survivors at 2 weeks' postnatal age, of whom 724 (61%) were positive: 85% of 
the probiotic group and 37% of the placebo group. There were no differences for 
subgroup analyses by minimisation criteria and by stool colonisation with B. breve at 
2 weeks. No harms associated with the interventions were reported. LIMITATIONS: 
Cross-colonisation of the placebo arm could have reduced statistical power and 
confounded results; analyses suggest that this did not happen. CONCLUSIONS: 
This is the largest trial to date of a probiotic intervention. It shows no evidence of 
benefit and does not support routine use of probiotics for preterm infants. FUTURE 
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WORK RECOMMENDATIONS: The increasing understanding of the pathogenesis 
of NEC and sepsis will inform the choice of probiotics for testing and better define 
the target population. Future Phase III trials should incorporate monitoring of the 
quality and viability of the intervention and colonisation rates of participants; cluster 
design should be considered. TRIAL REGISTRATION: Current Controlled Trials 
ISRCTN05511098 and EudraCT 2006-003445-17. FUNDING: This project was 
funded by the National Institute for Health Research (NIHR) Health Technology 
Assessment programme and will be published in full in Health Technology 
Assessment; Vol. 20, No. 66. See the NIHR Journals Library website for further 
project information. 
https://www.ncbi.nlm.nih.gov/pubmed/27594381 

 
 
Craciunoiu, O. and L. Holsti (2016). "A Systematic Review of the Predictive 
Validity of Neurobehavioral Assessments During the Preterm Period." Phys 
Occup Ther Pediatr: 1-16. 
 
AIMS: For high-risk newborns, early assessment of neurobehavior that accurately 
predicts neurodevelopmental outcome is the first step towards determining early 
intervention needs. This study reviews systematically the validity of neurobehavioral 
assessments administered to premature newborns before term-equivalent age to 
predict long-term neurodevelopmental outcome. METHODS: A systematic literature 
search of CINAHL, EMBASE, MEDLINE, PubMed, Web of Science, PsychInfo, 
Cochrane Library databases was conducted. PRISMA and COSMIN guidelines were 
followed. RESULTS: Five assessments and 11 studies were identified: (a) Neonatal 
Behavioral Assessment Scale (NBAS); (b) Test of Infant Motor Performance (TIMP); 
(c) General Movements (GMs); (d) Neurobehavioral Assessment of the Preterm 
Infant (NAPI); (e) Neonatal Oral Motor Assessment Scale (NOMAS). Predictive 
validity estimates were variable. The GMs and TIMP showed the strongest 
associations with neurodevelopmental outcome. Threats to validity included small 
sample size, sample bias, limited reliability testing. CONCLUSIONS: Five 
neurobehavioral measures have established predictive validity for the assessment of 
premature newborns while they reside in the NICU. Although the GMs and TIMP 
have the strongest evidence, further higher quality research is required. New 
methods of testing should be developed that provide accurate prediction and 
minimize the potential stress induced during developmental assessments. 
https://www.ncbi.nlm.nih.gov/pubmed/27314272 

 
 
Davis, A. M., K. Dean, H. Mousa, S. Edwards, J. Cocjin, O. Almadhoun, J. He, A. 
Bruce and P. E. Hyman (2016). "A Randomized Controlled Trial of an 
Outpatient Protocol for Transitioning Children from Tube to Oral Feeding: No 
Need for Amitriptyline." J Pediatr 172: 136-141.e132. 
 
OBJECTIVE: To assess the role of amitriptyline in the effectiveness of an outpatient 
protocol for weaning medically complicated children from tube to oral feeding. 
STUDY DESIGN: Twenty-one children seen in multidisciplinary outpatient feeding 
teams across 4 sites were recruited to a randomized placebo-controlled trial of a 6-
month outpatient treatment protocol with behavioral, oral-motor, nutrition, and 
medication components. RESULTS: All of the children who completed the 6-month 
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program (73%) were weaned to receive only oral feeding, regardless of group 
assignment. The transition from tube to oral feeding resulted in decreases in body 
mass index percentile and pain, some improvements in quality of life, and no 
statistically significant changes in cost. CONCLUSIONS: Amitriptyline is not a key 
component of this otherwise effective outpatient, interdisciplinary protocol for 
weaning children from tube to oral feeding. TRIAL REGISTRATION: 
ClinicalTrials.gov: NCT01206478. 
https://www.ncbi.nlm.nih.gov/pubmed/26947568 

 
 
Delmo Walter, E. M., M. F. Javier, F. Sander, B. Hartmann, A. Ekkernkamp and 
R. Hetzer (2016). "Primary Cardiac Tumors in Infants and Children: Surgical 
Strategy and Long-Term Outcome." Ann Thorac Surg 102(6): 2062-2069. 
 
BACKGROUND: Primary cardiac tumors in infants and children are extremely rare; 
hence, there is very little literature available, and most knowledge is based on 
collections of case reports. This report is a comprehensive review of our 26-year 
experience with primary cardiac tumors in children with emphasis on surgical 
indications, strategies, and long-term outcome. METHODS: Between 1986 and 
2012, 47 children (mean age 5.9 +/- 2.4 months; range, 1 day to 17 years) 
underwent either subtotal or total resection of cardiac tumors (rhabdomyoma, 13; 
fibroma, 12; teratoma, 9; myxoma, 8; hemangioma, 2; rhabdomyosarcoma, 1; non-
Hodgkin's lymphoma, 1; lymphangioma, 1). The majority were diagnosed by 
echocardiography (n = 33). Clinical patterns were varied: 40 had an atypical heart 
murmur and 6 were asymptomatic. Outflow tract obstruction of more than 30 mm Hg 
was present in 11 children. Three patients had abnormal coronary arteries 
secondary to pressure from tumor bulk. Indications of resection were 
hemodynamic/respiratory compromise, severe arrhythmia, and a significant 
embolization risk. Strategy of resection varied according to location and 
hemodynamic status without damage to adjacent structures. RESULTS: Morbidity 
included bleeding in a patient and a transient low output state in another. A 5-month-
old infant with left ventricular fibroma underwent left ventricular assist device 
implantation secondary to failure from weaning off cardiopulmonary bypass, and she 
eventually underwent heart transplantation 17 days later. Early mortality (n = 2, 
4.2%) included a 5-month-old infant who underwent complete resection of 
rhabdomyoma located in the left ventricle, with concomitant pulmonary valve 
replacement; unfortunately, he underwent left ventricular assist device implantation 
for postoperative heart failure and died on the 13th postoperative day. An 8-month-
old child with 3 cm x 4 cm fibroma obstructing the right ventricular outflow tract 
compressing the right coronary artery died of severe right-side heart failure on the 
13th postoperative day. One late death (2.1%) occurred; a 16-year-old with non-
Hodgkin's lymphoma died 7 months after the surgery. Mean duration of follow-up is 
11.6 +/- 3.5 years. All survivors (93.4%) are well, free of tumor-related symptoms 
and tumor recurrence/progression, even when resection was incomplete. 
CONCLUSIONS: This study illustrates that although primary cardiac tumors in 
infants and children have a wide and unusual spectrum of clinical presentation, an 
individualized approach to tumor resection allows restoration of an adequate 
hemodynamic function and satisfactory long-term, tumor-free outcome. 
https://www.ncbi.nlm.nih.gov/pubmed/27344282 
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Delvert, C., P. Rippert, F. Margirier, J. P. Vadot, C. Berard, I. Poirot and C. 
Vuillerot (2016). "Use and tolerability of a side pole static ankle foot orthosis in 
children with neurological disorders." Prosthet Orthot Int. 
 
BACKGROUND: Transverse-plane foot deformities are a frequently encountered 
issue in children with neurological disorders. They are the source of many 
symptoms, such as pain and walking difficulties, making their prevention very 
important. OBJECTIVES: We aim to describe the use and tolerability of a side pole 
static ankle foot orthosis used to prevent transverse-plane foot deformities in children 
with neurologic disorders. STUDY DESIGN: Monocentric, retrospective, 
observational study. METHODS: Medical data were collected from 103 children with 
transverse-plane foot deformities in one or both feet caused by a neurological 
impairment. All children were braced between 2001 and 2010. RESULTS: Unilateral 
orthosis was prescribed for 32 children and bilateral orthosis for 71. Transverse-
plane foot deformities were varus in 66% of the cases and an equinus was 
associated in 59.2% of the cases. Mean age for the first prescription was 8.6 years. 
For the 23 patients present at the 4-year visit, 84.8% still wore the orthosis daily, and 
64.7% wore the orthosis more than 6 h per day. The rate of permanent 
discontinuation of wearing the orthosis was 14.7%. CONCLUSION: The side pole 
static ankle foot orthosis is well tolerated with very few side effects, which promotes 
regular wearing and observance. CLINICAL RELEVANCE: Side pole static ankle 
foot orthoses are well tolerated and can be safely used for children with foot 
abnormalities in the frontal plane that have a neurological pathology origin. 
https://www.ncbi.nlm.nih.gov/pubmed/27151649 

 
 
Dereddy, N. R., E. K. Pivnick, K. Upadhyay, R. Dhanireddy and A. J. Talati 
(2016). "Neonatal Hospital Course and Outcomes of Live-born Infants with 
Trisomy 18 at Two Tertiary Care Centers in the United States." Am J Perinatol. 
 
Objectives Trisomy 18 is presumed to be a lethal chromosomal abnormality; medical 
management of infants with this aneuploidy is controversial. Our objective was to 
describe our approach and experience with trisomy 18 infants. Study Design We 
reviewed the initial hospital course, management, and factors predicting discharge 
from the hospital from two large tertiary care neonatal intensive care units in the 
southern United States over 26 years. Results Of the 29 infants with trisomy 18, 21 
(72%) died in the hospital and 8 (28%) were discharged home. 19 (66%) infants 
received mechanical ventilation and 10 (34%) received inotropic medications. Eight 
infants had critical congenital heart defects; only one survived to discharge. Three 
infants underwent major surgeries; one cardiac surgery, one tracheoesophageal 
fistula repair, and one myelomeningocele repair. Median length of hospital stay was 
14 days (range, 0-78) for all the infants and 31 days (range, 18-66) for those that 
were discharged home. Factors associated with discharge from the hospital were 
female sex, higher gestational age, and absence of critical congenital heart defects. 
Median survival time was 13 days and was significantly longer for females compared 
with males. Our 1-month and 1-year survival rates were 31% and 3.9% respectively. 
Conclusions A significant proportion of infants with trisomy 18 were discharged 
home. These data are helpful in counseling parents of infants with trisomy 18. 
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Desjardins, M. P., N. Gaucher, S. Curtis, S. LeMay, D. Lebel and S. Gouin 
(2016). "A Randomized Controlled Trial Evaluating the Efficacy of Oral Sucrose 
in Infants 1 to 3 Months Old Needing Intravenous Cannulation." Acad Emerg 
Med 23(9): 1048-1053. 
 
OBJECTIVES: The objective was to compare the efficacy of an oral sucrose versus 
placebo in reducing pain in infants 1 to 3 months of age during intravenous (IV) 
cannulation in the emergency department. METHODS: A randomized, double-blind, 
placebo clinical trial was conducted. Participants were randomly allocated to receive 
2 mL of an oral 88% sucrose solution or 2 mL of a placebo solution orally. The 
outcome measure were mean difference in pain score at 1 minute post-IV 
cannulation assessed by the Face, Legs, Activity, Cry, and Consolability Pain Scale 
(FLACC) and the Neonatal Infant Pain Scale (NIPS), crying time, and variations in 
heart rate. RESULTS: Eighty-seven participants completed the study, 45 in the 
sucrose group and 42 in the placebo group. There was no statistical difference in 
variations in both the FLACC score (p = 0.49) and the NIPS score (p = 0.36) 
between the two groups as per the Mann-Whitney U-test. With the same test, 
median crying times following IV cannulation were statistically significantly different 
between both groups (17 seconds in the sucrose group vs. 41 seconds in the 
placebo group, p = 0.04). Mean changes in heart rate 1 minute after IV cannulation 
were similar in both groups (16 +/- 4 beats/min for sucrose vs. 18 +/- 4 beats/min for 
placebo, p = 0.74). Side effects were similar for both groups and no adverse events 
were reported. CONCLUSIONS: Administration of an oral sucrose solution in infants 
1 to 3 months of age during IV cannulation did not lead to statistically significant 
changes in pain scores. However, the cry time was significantly reduced. 
https://www.ncbi.nlm.nih.gov/pubmed/27490773 

 
 
Dlouhy, B. J., B. Miller, A. Jeong, M. E. Bertrand, D. D. Limbrick, Jr. and M. D. 
Smyth (2016). "Palliative epilepsy surgery in Dravet syndrome-case series and 
review of the literature." Childs Nerv Syst 32(9): 1703-1708. 
 
PURPOSE: Dravet syndrome (DS), also known as severe myoclonic epilepsy of 
infancy (SMEI), is a rare genetic disorder that results in severe childhood-onset 
epilepsy. Children with DS initially present with seizures in the first year of life that 
are often associated with fevers. With age, multiple seizure types develop. There are 
few reports and no guidelines regarding palliative surgical treatment for DS. 
Therefore, we reviewed our surgical experience with DS. METHODS: We conducted 
a retrospective review of all patients with genetically confirmed DS who underwent 
either vagal nerve stimulator (VNS) implantation or corpus callosotomy (CC) from 
May 2001 to April 2014 at our institution. All inpatient and outpatient relevant 
documentation were reviewed. Demographic information, genetic mutation, 
operation performed, and preoperative and postoperative seizure frequency were 
recorded. Inclusion criteria required greater than one-year postoperative follow-up. 
RESULTS: Seven children with DS were assessed. Six patients were treated with 
VNS and one patient was treated with CC. In one child, VNS was followed by CC as 
a secondary procedure. Therefore, in total, eight surgeries were performed on seven 
patients during the study period. At least 1 year elapsed from presentation to our 
hospital and surgery for all patients. Average time after the first seizure to VNS was 
4.1 years, and the average time after the first seizure to CC was 7.6 years. The 
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mean age of patients undergoing VNS implantation was 4.3 years, and the mean 
age for patients undergoing CC was eight. Average follow-up for all seven patients 
was 6.6 years. Seizures were decreased in five of the six patients with VNS and 
decreased in the two patients after CC. Four of the six patients who had VNS 
implanted had a greater than 50 % reduction in seizure frequency, and one of the six 
patients who had VNS implanted had a less than 50 % reduction in seizure 
frequency. One patient did not respond effectively to the VNS and had very limited 
change in seizure frequency. Both patients who had a CC had a greater than 50 % 
reduction in seizure frequency. CONCLUSIONS: Both VNS and CC in patients with 
DS can be effective at reducing seizure frequency. Patients with DS may benefit 
from earlier and more aggressive surgical intervention. Studies using larger patient 
cohorts will help clarify the role that surgery may play in the multidisciplinary 
approach to controlling seizures in DS. Further studies will help determine the 
appropriate timing of and type of surgical intervention. 
https://www.ncbi.nlm.nih.gov/pubmed/27465677 

 
 
Dookhoo, L., S. Mahant, D. A. Parra, P. R. John, J. G. Amaral and B. L. 
Connolly (2016). "Peritonitis following percutaneous gastrostomy tube 
insertions in children." Pediatr Radiol 46(10): 1444-1450. 
 
BACKGROUND: Percutaneous retrograde gastrostomy has a high success rate, low 
morbidity, and can be performed under different levels of sedation or local 
anesthesia in children. Despite its favourable safety profile, major complications can 
occur. Few studies have examined peritonitis following percutaneous retrograde 
gastrostomy in children. OBJECTIVE: To identify potential risk factors and variables 
influencing the development and early diagnosis of peritonitis following percutaneous 
retrograde gastrostomy. MATERIALS AND METHODS: We conducted a 
retrospective case-control study of children who developed peritonitis within 7 days 
of percutaneous retrograde gastrostomy between 2003 and 2012. From the 1,504 
patients who underwent percutaneous retrograde gastrostomy, patients who 
developed peritonitis (group 1) were matched by closest date of procedure to those 
without peritonitis (group 2). Peritonitis was defined according to recognized clinical 
criteria. Demographic, clinical, procedural, management and outcomes data were 
collected. RESULTS: Thirty-eight of 1,504 children (2.5%; 95% confidence interval, 
1.8-3.5) who underwent percutaneous retrograde gastrostomy developed peritonitis 
</=7 days post procedure (group 1). Fever (89%), irritability (63%) and abdominal 
pain (55%) occurred on presentation of peritonitis. Group 1 patients were all treated 
with antibiotics; 41% underwent additional interventions: tube readjustments (8%), 
aspiration of pneumoperitoneum (23%), laparotomy (10%) and intensive care unit 
admission (10%). In group 1, enteral feeds started on average 3 days later and 
patients were discharged 5 days later than patients in group 2. There were two 
deaths not directly related to peritonitis. Neither age, gender, weight, underlying 
diagnoses nor operator was identified as a risk factor. CONCLUSION: Peritonitis 
following percutaneous retrograde gastrostomy in children occurs in approximately 
2.5% of cases. No risk factors for its development were identified. Medical 
management is usually sufficient for a good outcome. Patients with peritonitis are 
delayed starting feeds and have a hospital stay that is an average of 5 days longer 
than those without. 
https://www.ncbi.nlm.nih.gov/pubmed/27173980 
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Dotters-Katz, S. K., L. M. Carlson, J. Johnson, J. Patterson, M. R. Grace, W. 
Price, C. J. Vladutiu, T. A. Manuck and R. A. Strauss (2016). "Management of 
Pregnancy and Survival of Infants with Trisomy 13 or Trisomy 18." Am J 
Perinatol 33(12): 1121-1127. 
 
Objective The objective of this study was to describe antenatal/intrapartum 
management and survival of liveborn infants with known trisomy 13 (T13) or trisomy 
18 (T18) based on planned neonatal care. Study Design This is a retrospective 
cohort study of singleton pregnancies complicated by T13/T18 at a tertiary center 
from 2004 to 2015. We included pregnancies with antenatal or neonatal cytogenetic 
T13/T18 diagnosis and excluded those which were terminated or had a fetal demise 
< 20 weeks. We compared antenatal/intrapartum management and neonatal survival 
by planned neonatal care, defined as either neonatal intervention (INT), including 
neonatal cardiopulmonary resuscitative measures or comfort care (CC) without 
resuscitative measures. Results In this study, 32 women (10 with T13 and 22 with 
T18) met study criteria; 12 (38%) elected INT and 20 (62%) CC. Compared with 
those who elected INT, women who elected CC were more likely to undergo elective 
induction (40 vs. 0%, p = 0.01), have an intrapartum stillbirth (0 vs. 32%, p = 0.14), 
and deliver vaginally (25 vs. 63%, p < 0.01). In neonatal survival analysis (n = 26), 
median survival was longer in the INT group compared with CC group (64 days 
[interquartile range, IQR: 2, 155) vs. 3 days [IQR]: 0.3, 42), p = 0.28), but survival to 
hospital discharge was similar (53 vs. 57%, p = 0.95). Conclusion Regardless of 
desired level of neonatal INT, many women who continue pregnancies complicated 
by T13/18 have infants who survive beyond hospital discharge. 
https://www.ncbi.nlm.nih.gov/pubmed/27437608 

 
 
Dunne, J. M., D. Wertheim, P. Clarke, O. Kapellou, P. Chisholm, J. P. Boardman 
and D. K. Shah (2016). "Automated electroencephalographic discontinuity in 
cooled newborns predicts cerebral MRI and neurodevelopmental outcome." 
Arch Dis Child Fetal Neonatal Ed. 
 
BACKGROUND AND HYPOTHESIS: Prolonged electroencephalographic (EEG) 
discontinuity has been associated with poor neurodevelopmental outcomes after 
perinatal asphyxia but its predictive value in the era of therapeutic hypothermia (TH) 
is unknown. In infants undergoing TH for hypoxic-ischaemic encephalopathy (HIE) 
prolonged EEG discontinuity is associated with cerebral tissue injury on MRI and 
adverse neurodevelopmental outcome. METHOD: Retrospective study of term 
neonates from three UK centres who received TH for perinatal asphyxia, had 
continuous two channel amplitude-integrated EEG with EEG for a minimum of 48 h, 
brain MRI within 6 weeks of birth and neurodevelopmental outcome data at a median 
age of 24 months. Mean discontinuity was calculated using a novel automated 
algorithm designed for analysis of the raw EEG signal. RESULTS: Of 49 eligible 
infants, 17 (35%) had MR images predictive of death or severe neurodisability 
(unfavourable outcome) and 29 (59%) infants had electrographic seizures. In 
multivariable logistic regression, mean discontinuity at 24 h and 48 h (both p=0.01), 
and high seizure burden (p=0.05) were associated with severe cerebral tissue injury 
on MRI. A mean discontinuity >30 s/min-long epoch, had a specificity and positive 
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predictive value of 100%, sensitivity of 71% and a negative predictive value of 88% 
for unfavourable neurodevelopmental outcome at a 10 microV threshold. 
CONCLUSIONS: In addition to seizure burden, excessive EEG discontinuity is 
associated with increased cerebral tissue injury on MRI and is predictive of abnormal 
neurodevelopmental outcome in infants treated with TH. The high positive predictive 
value of EEG discontinuity at 24 h may be valuable in selecting newborns with HIE 
for adjunctive treatments. 
https://www.ncbi.nlm.nih.gov/pubmed/27103657 

 
 
Durkan, A. M., S. Kim, J. Craig and E. Elliott (2016). "The long-term outcomes 
of atypical haemolytic uraemic syndrome: a national surveillance study." Arch 
Dis Child 101(4): 387-391. 
 
BACKGROUND: Atypical haemolytic uraemic syndrome (aHUS) accounts for 
approximately 10% of all cases of HUS and is often due to complement 
dysregulation. The short-term outcomes for this disease are established, but there 
are limited long-term data. The long-term outcomes of a comprehensive nationwide 
cohort of children with aHUS are presented here. METHODS: The Australian 
Paediatric Surveillance Unit prospectively collected data on all cases of HUS in 
children seen by paediatricians between 1994 and 2001. Patients with aHUS were 
followed-up with a written questionnaire to the treating clinician at 1 year and again 
before transition to adult services or at last known follow-up. RESULTS: There were 
146 reported cases of HUS, of which 14 were aHUS. Ten children required dialysis 
at first presentation, including two who died and three who did not recover renal 
function. The disease was relapsing in all but one who survived the presenting 
episode, with most relapses occurring in the first 12 months. At 1 year, one child was 
lost to follow-up. Nine of the remaining 11 patients were dialysis dependent. Thirteen 
kidneys were transplanted into eight children. There was disease recurrence in eight 
kidneys, which resulted in graft loss in seven. There were three further deaths 1.7, 
6.7 and 16.1 years after the initial presentation. Five children developed neurological 
complications and two had cardiac complications, largely at the time of onset of the 
disease. CONCLUSIONS: aHUS is a rare but devastating disease with very high 
mortality and morbidity that extends beyond the initial presentation period. 
https://www.ncbi.nlm.nih.gov/pubmed/26729748 

 
 
Egan, M. and S. Sicherer (2016). "Doctor, my child is bullied: food allergy 
management in schools." Curr Opin Allergy Clin Immunol 16(3): 291-296. 
 
PURPOSE OF REVIEW: Studies suggest that food allergies have increased in 
prevalence, resulting in most school classrooms having more than one child 
affected. Children with food allergies are vulnerable for experiencing potentially life-
threatening allergic reactions, as well as social consequences such as bullying. 
Management recommendations for food allergies in schools should incorporate 
knowledge of both issues. RECENT FINDINGS: Current recommendations for food 
allergy management in schools focus on appropriate avoidance measures and 
prompt recognition and treatment of allergic reactions. Guidelines focus upon a 
school-wide approach, with comprehensive involvement of many stakeholders, but 
individual students require specific emergency action plans. Special risk groups 
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include young children who need additional supervision and adolescents who may 
take risks. Based on the observation that anaphylaxis can occur in persons without a 
prior diagnosis, having epinephrine available for prompt first-aid management of any 
student in need is now recommended. To promote socialization, avoidance 
measures should minimize separation of children with food allergies from their peers. 
Parents and schools need to be aware of bullying and implement intervention and 
prevention measures. SUMMARY: Management recommendations for food allergies 
in schools should ensure the safety of the child, address bullying, and avoid 
unnecessary isolation. 
https://www.ncbi.nlm.nih.gov/pubmed/27054315  
 
Elema, A., T. A. Zalmstra, A. M. Boonstra, U. G. Narayanan, H. A. Reinders-
Messelink and V. D. P. AA (2016). "Pain and hospital admissions are important 
factors associated with quality of life in nonambulatory children." Acta 
Paediatr 105(9): e419-425. 
 
AIM: This was the first study to investigate the factors associated with health-related 
quality of life (HRQoL) in nonambulatory children with cerebral palsy (CP), based on 
a HRQoL measure specifically developed for this population. METHODS: The Dutch 
version of the Caregiver Priorities and Child Health Index of Life with Disabilities 
(CPCHILD-DV) was used to measure HRQoL. It was completed by 66 parents of 47 
boys and 19 girls with nonambulatory CP aged between five and 18 years with gross 
motor function classification system (GMFCS) levels of IV and V. Factors measured 
were the child's motor and cognitive impairments, comorbidities, pain, parents' 
education and occupations and family structure. Multiple linear regression analyses 
were used to determine the significant factors and the relative contribution of these 
factors to the CPCHILD-DV scores. RESULTS: The most important factors 
associated with poorer HRQoL scores were pain and hospital admissions in the 
previous six months. Other factors were as follows: increased GMFCS level, feeding 
by gastrostomy tube, inability to communicate verbally, cognitive impairment, poor 
seizure control and higher parents' educational qualifications. CONCLUSION: Pain 
and hospital admissions were the most important factors that were negatively 
associated with HRQoL in nonambulatory children with CP between five to 18 years. 
https://www.ncbi.nlm.nih.gov/pubmed/27250697 

 
 
Emery, S. P., S. K. Hasley, J. M. Catov, R. S. Miller, A. J. Moon-Grady, A. A. 
Baschat, A. Johnson, F. Y. Lim, A. L. Gagnon, R. W. O'Shaughnessy, T. Ozcan 
and F. I. Luks (2016). "North American Fetal Therapy Network: intervention vs 
expectant management for stage I twin-twin transfusion syndrome." Am J 
Obstet Gynecol 215(3): 346.e341-347. 
 
BACKGROUND: Stage I twin-twin transfusion syndrome presents a management 
dilemma. Intervention may lead to procedure-related complications while expectant 
management risks deterioration. Insufficient data exist to inform decision-making. 
OBJECTIVE: The aim of this retrospective observational study was to describe the 
natural history of stage I twin-twin transfusion syndrome, to assess for predictors of 
disease behavior, and to compare pregnancy outcomes after intervention at stage I 
vs expectant management. STUDY DESIGN: Ten North American Fetal Therapy 
Network centers submitted well-documented cases of stage I twin-twin transfusion 
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syndrome for analysis. Cases were retrospectively divided into 3 management 
strategies: those managed expectantly, those who underwent amnioreduction at 
stage I, and those who underwent laser therapy at stage I. Outcomes were 
categorized as no survivors, 1 survivor, 2 survivors, or at least 1 survivor to live birth, 
and good (twin live birth >/=30.0 weeks), mixed (single fetal demise or delivery 
between 26.0-29.9 weeks), and poor (double fetal demise or delivery <26.0 weeks) 
pregnancy outcomes. Outcomes were analyzed by initial management strategy. 
RESULTS: A total of 124 cases of stage I twin-twin transfusion syndrome were 
studied. In all, 49 (40%) cases were managed expectantly while 30 (24%) underwent 
amnioreduction and 45 (36%) underwent laser therapy at stage I. The overall fetal 
mortality rate was 20.2% (50 of 248 fetuses). Of those managed expectantly, 11 
patients regressed (22%), 4 remained stage I (8%), 29 advanced in stage (60%), 
and 5 experienced spontaneous previable preterm birth (10%) during observation. 
The mean number of days from diagnosis of stage I to a change in status 
(progression, regression, loss, or delivery) was 11.1 (SD 14.3) days. Intervention by 
amniocentesis or laser therapy was associated with a lower risk of fetal loss (P = .01) 
than expectant management. The unadjusted odds of poor outcome were 0.33 (95% 
confidence interval, 0.09-01.20), for amnioreduction and 0.26 (95% confidence 
interval, 0.09-0.77) for laser therapy vs expectant management. Adjusting for 
nulliparity, recipient maximum vertical pocket, gestational age at diagnosis, and 
placenta location had negligible effect. Both amnioreduction and laser therapy at 
stage I decreased the likelihood of no survivors (odds ratio, 0.11; 95% confidence 
interval, 0.02-0.68 and odds ratio, 0.07; 95% confidence interval, 0.01-0.37, 
respectively). Only laser therapy, however, was protective against poor outcome in 
our data (odds ratio, 0.29; 95% confidence interval, 0.07-1.30 for amnioreduction vs 
odds ratio, 0.12, 95% confidence interval, 0.03-0.44 for laser), although the estimate 
for amnioreduction suggests a protective effect. CONCLUSION: Stage I twin-twin 
transfusion syndrome was associated with substantial fetal mortality. Spontaneous 
resolution was observed, although the majority of expectantly managed cases 
progressed. Progression was associated with a worse prognosis. Both 
amnioreduction and laser therapy decreased the chance of no survivors, and laser 
was particularly protective against poor outcome independent of multiple factors. 
Further studies are justified to corroborate these findings and to further define risk 
stratification and surveillance strategies for stage I disease. 
https://www.ncbi.nlm.nih.gov/pubmed/27131587 

 
 
Gerdung, C. A., A. Tsang, A. S. Yasseen, 3rd, K. Armstrong, H. J. McMillan and 
T. Kovesi (2016). "Association Between Chronic Aspiration and Chronic 
Airway Infection with Pseudomonas aeruginosa and Other Gram-Negative 
Bacteria in Children with Cerebral Palsy." Lung 194(2): 307-314. 
 
PURPOSE: Children with cerebral palsy (CP) are at an increased risk for aspiration, 
and subsequent pneumonia or pneumonitis. Pneumonia is a common cause of 
hospital admission, intensive care unit (ICU) admission, and death in patients with 
CP, and may disproportionately contribute to mortality. The role of respiratory 
microflora is unknown. This study examined the relationship between respiratory 
infections with Gram-negative bacteria (GNB), particularly Pseudomonas 
aeruginosa, and the frequency/severity of pneumonia hospitalization. METHODS: 
Retrospective chart review of 69 patients with CP and hospitalization for pneumonia. 
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Eligible patients required hospitalization for bacterial pneumonia, at least one 
respiratory culture, and fulfillment of Bax definition of CP. Group assignment was 
based on respiratory culture. Charts were analyzed for comorbid illness, 
hospitalization demographics, and disease severity. RESULTS: Children with 
isolation of P. aeruginosa or other GNB had increased frequency of ICU admission 
(77.4, 65.1, vs. 26.9 %, respectively, p < 0.01), intubation (45.2, 39.5 vs. 11.5 %, p = 
0.02, p = 0.03 respectively), and large pleural effusions (37.5, vs. 0 %) than children 
without GNB. Children with isolation of GNB had more prolonged hospitalizations 
and were more likely to have multiple hospitalizations than those without GNB. 
CONCLUSION: Colonization with P. aeruginosa and other Gram-negative organisms 
in children with CP is associated with increased morbidity, prolonged hospitalization, 
and severity of pneumonia including need for PICU admission and intervention. 
Further research is required to determine causality, the role of antimicrobials active 
against Gram negative in pneumonia treatment, and the role of GNB eradication 
therapy in children with CP. 
https://www.ncbi.nlm.nih.gov/pubmed/26883134 

 
 
Gergin, O., E. A. Adil, K. Kawai, K. Watters, E. Moritz and R. Rahbar (2016). 
"Indications of pediatric tracheostomy over the last 30 years: Has anything 
changed?" Int J Pediatr Otorhinolaryngol 87: 144-147. 
 
IMPORTANCE: Recent reports have shown that the indications for pediatric 
tracheostomy have evolved over time. OBJECTIVE: To review the indications for 
pediatric tracheostomy over the last 30 years. DESIGN: Retrospective chart review. 
SETTING: Tertiary referral children's hospital. PARTICIPANTS: Patients who 
underwent tracheostomy. INTERVENTION: Surgical tracheostomy placement. MAIN 
OUTCOMES AND MEASURES: Medical records for patients who underwent 
surgical tracheostomy over the 30-year study period (1984-2014) were reviewed. 
Patient characteristics including age, gender, birth-weight, gestational age and death 
were collected and compared with the primary indication for tracheostomy using 
bivariable analysis. RESULTS: Five hundred and one patients met inclusion criteria. 
The most common primary indications for tracheostomy were cardiopulmonary 
disease (34%) and neurological impairment (32%), followed by airway obstruction 
(19%), craniofacial (11%), and traumatic injury (4%). Over the last five years (2010-
14) cardiopulmonary disease became the most common indication for tracheostomy. 
CONCLUSIONS: and RELEVANCE: The indications for pediatric tracheostomy have 
evolved over the past 30 years. Infectious causes of airway obstruction and 
tracheostomy have almost disappeared. Tracheostomy is now most commonly 
performed in very premature patients with cardiopulmonary or neurological 
impairment who require prolonged ventilator support. 
https://www.ncbi.nlm.nih.gov/pubmed/27368463 

 
 
Gianesin, K., A. Noguera-Julian, M. Zanchetta, P. Del Bianco, M. R. Petrara, R. 
Freguja, O. Rampon, C. Fortuny, M. Camos, E. Mozzo, C. Giaquinto and A. De 
Rossi (2016). "Premature aging and immune senescence in HIV-infected 
children." Aids 30(9): 1363-1373. 
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OBJECTIVE: Several pieces of evidence indicate that HIV-infected adults undergo 
premature aging. The effect of HIV and antiretroviral therapy (ART) exposure on the 
aging process of HIV-infected children may be more deleterious since their immune 
system coevolves from birth with HIV. DESIGN: Seventy-one HIV-infected (HIV+), 65 
HIV-exposed-uninfected (HEU), and 56 HIV-unexposed-uninfected (HUU) children, 
all aged 0-5 years, were studied for biological aging and immune senescence. 
METHODS: Telomere length and T-cell receptor rearrangement excision circle levels 
were quantified in peripheral blood cells by real-time PCR. CD4 and CD8 cells were 
analysed for differentiation, senescence, and activation/exhaustion markers by flow 
cytometry. RESULTS: Telomere lengths were significantly shorter in HIV+ than in 
HEU and HUU children (overall, P < 0.001 adjusted for age); HIV+ ART-naive (42%) 
children had shorter telomere length compared with children on ART (P = 0.003 
adjusted for age). T-cell receptor rearrangement excision circle levels and CD8 
recent thymic emigrant cells (CD45RACD31) were significantly lower in the HIV+ 
than in control groups (overall, P = 0.025 and P = 0.005, respectively). Percentages 
of senescent (CD28CD57), activated (CD38HLA-DR), and exhausted (PD1) CD8 
cells were significantly higher in HIV+ than in HEU and HUU children (P = 0.004, P < 
0.001, and P < 0.001, respectively). Within the CD4 cell subset, the percentage of 
senescent cells did not differ between HIV+ and controls, but programmed cell death 
receptor-1 expression was upregulated in the former. CONCLUSIONS: HIV-infected 
children exhibit premature biological aging with accelerated immune senescence, 
which particularly affects the CD8 cell subset. HIV infection per se seems to 
influence the aging process, rather than exposure to ART for prophylaxis or 
treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/26990630 

 
 
Giantsoudi, D., R. V. Sethi, B. Y. Yeap, B. R. Eaton, D. H. Ebb, P. A. Caruso, O. 
Rapalino, Y. L. Chen, J. A. Adams, T. I. Yock, N. J. Tarbell, H. Paganetti and S. 
M. MacDonald (2016). "Incidence of CNS Injury for a Cohort of 111 Patients 
Treated With Proton Therapy for Medulloblastoma: LET and RBE Associations 
for Areas of Injury." Int J Radiat Oncol Biol Phys 95(1): 287-296. 
 
BACKGROUND: Central nervous system (CNS) injury is a rare complication of 
radiation therapy for pediatric brain tumors, but its incidence with proton radiation 
therapy (PRT) is less well defined. Increased linear energy transfer (LET) and 
relative biological effectiveness (RBE) at the distal end of proton beams may 
influence this risk. We report the incidence of CNS injury in medulloblastoma 
patients treated with PRT and investigate correlations with LET and RBE values. 
METHODS AND MATERIALS: We reviewed 111 consecutive patients treated with 
PRT for medulloblastoma between 2002 and 2011 and selected patients with clinical 
symptoms of CNS injury. Magnetic resonance imaging (MRI) findings for all patients 
were contoured on original planning scans (treatment change areas [TCA]). Dose 
and LET distributions were calculated for the treated plans using Monte Carlo 
system. RBE values were estimated based on LET-based published models. 
RESULTS: At a median follow-up of 4.2 years, the 5-year cumulative incidence of 
CNS injury was 3.6% for any grade and 2.7% for grade 3+. Three of 4 symptomatic 
patients were treated with a whole posterior fossa boost. Eight of 10 defined TCAs 
had higher LET values than the target but statistically nonsignificant differences in 
RBE values (P=.12). CONCLUSIONS: Central nervous system and brainstem injury 
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incidence for PRT in this series is similar to that reported for photon radiation 
therapy. The risk of CNS injury was higher for whole posterior fossa boost than for 
involved field. Although no clear correlation with RBE values was found, numbers 
were small and additional investigation is warranted to better determine the 
relationship between injury and LET. 
https://www.ncbi.nlm.nih.gov/pubmed/26691786 

 
 
Gioacchini, F. M., M. Tulli, S. Kaleci, G. Magliulo and M. Re (2016). "Prognostic 
aspects in the treatment of juvenile nasopharyngeal carcinoma: a systematic 
review." Eur Arch Otorhinolaryngol. 
 
To systematically review and discuss the published data about treatments and 
outcomes for children and adolescents affected by nasopharyngeal carcinoma. In 
April 2015, an appropriate string was run on PubMed to retrieve all relevant articles. 
A cross-check was performed by two of the authors on abstracts and full-text articles 
found using the selected inclusion and exclusion criteria. A meta-analysis concerning 
the rate of reported disease-free survival and overall survival was performed. Fifteen 
studies were identified comprising a total of 865 subjects affected by nasopharyngeal 
carcinoma. According to the American Joint Committee for Cancer Staging system, 
the majority of tumors were classified as Stage IV (57.3 %). All included patients 
underwent radiotherapy, while 687 (79.4 %) received also some regimen of 
chemotherapy. On the basis of our statistical analysis, the mean (95 % CI) rate of 
disease-free survival was 66 % (95 % CI 56-76). The mean (95 % CI) rate of the 
overall survival resulted 68 % (95 % CI 58-78). On the basis of our analysis, it may 
be affirmed that the prognosis of juvenile nasopharyngeal carcinoma is still 
unsatisfactory. New reports on homogeneous populations are needed to better 
define the most influencing prognostic factors and to evaluate the introduction of 
possible alternative therapeutic protocols. 
https://www.ncbi.nlm.nih.gov/pubmed/27318701 

 
 
Giuliano, J. S., Jr., B. P. Markovitz, J. Brierley, R. Levin, G. Williams, L. C. Lum, 
T. Dorofaeff, P. Cruces, J. L. Bush, L. Keele, V. M. Nadkarni, N. J. Thomas, J. C. 
Fitzgerald and S. L. Weiss (2016). "Comparison of Pediatric Severe Sepsis 
Managed in U.S. and European ICUs." Pediatr Crit Care Med 17(6): 522-530. 
 
OBJECTIVES: Pediatric severe sepsis remains a significant global health problem 
without new therapies despite many multicenter clinical trials. We compared children 
managed with severe sepsis in European and U.S. PICUs to identify geographic 
variation, which may improve the design of future international studies. DESIGN: We 
conducted a secondary analysis of the Sepsis PRevalence, OUtcomes, and 
Therapies study. Data about PICU characteristics, patient demographics, therapies, 
and outcomes were compared. Multivariable regression models were used to 
determine adjusted differences in morbidity and mortality. SETTING: European and 
U.S. PICUs. PATIENTS: Children with severe sepsis managed in European and U.S. 
PICUs enrolled in the Sepsis PRevalence, OUtcomes, and Therapies study. 
INTERVENTIONS: None. MEASUREMENTS AND MAIN RESULTS: European 
PICUs had fewer beds (median, 11 vs 24; p < 0.001). European patients were 
younger (median, 1 vs 6 yr; p < 0.001), had higher severity of illness (median 
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Pediatric Index of Mortality-3, 5.0 vs 3.8; p = 0.02), and were more often admitted 
from the ward (37% vs 24%). Invasive mechanical ventilation, central venous 
access, and vasoactive infusions were used more frequently in European patients 
(85% vs 68%, p = 0.002; 91% vs 82%, p = 0.05; and 71% vs 50%; p < 0.001, 
respectively). Raw morbidity and mortality outcomes were worse for European 
compared with U.S. patients, but after adjusting for patient characteristics, there 
were no significant differences in mortality, multiple organ dysfunction, disability at 
discharge, length of stay, or ventilator/vasoactive-free days. CONCLUSIONS: 
Children with severe sepsis admitted to European PICUs have higher severity of 
illness, are more likely to be admitted from hospital wards, and receive more 
intensive care therapies than in the United States. The lack of significant differences 
in morbidity and mortality after adjusting for patient characteristics suggests that the 
approach to care between regions, perhaps related to PICU bed availability, needs 
to be considered in the design of future international clinical trials in pediatric severe 
sepsis. 
https://www.ncbi.nlm.nih.gov/pubmed/27124566 

 
 
Graham, D., M. M. Tisdall and D. Gill (2016). "Corpus callosotomy outcomes in 
pediatric patients: A systematic review." Epilepsia 57(7): 1053-1068. 
 
OBJECTIVE: Corpus callosotomy is a palliative neurosurgical treatment for patients 
with either generalized or multifocal refractory epilepsy and injurious drop attacks. 
This report aims to systematically review the pediatric literature. METHODS: 
Medline, Embase, Web of Knowledge, and Scopus were searched systematically for 
published articles on treatment outcomes of corpus callosotomy for refractory 
epilepsy. Studies were included if the patient population was younger than 18 at the 
time of surgery and median follow-up was >1 year. Studies were excluded if 
resective surgery was also performed. RESULTS: A total of 12 articles met inclusion 
criteria. All articles were retrospective case series, with the exception of one being a 
prospectively designed retrospective case series. There was very little agreement 
among authors on the definition of a good seizure outcome. Articles that used the 
Engel classification found that 88.2% of total corpus callosotomy patients had a 
worthwhile reduction in seizures compared with 58.6% of patients who underwent 
anterior corpus callosotomy (p < 0.05). Drop attacks improved from corpus 
callosotomy more than other generalized seizure types. Reported complications 
were minor in all but one patient, and one death was reported. Transient 
disconnection syndrome was significantly more likely in total corpus callosotomy 
than in anterior corpus callosotomy (12.5% vs. 0%; p < 0.05). Improvements in 
quality of life, behavior, and intelligence/development quotient, as well as parental 
satisfaction, were generally correlated with seizure outcome. There was no 
postcallosotomy change in the number of antiepileptic drugs. SIGNIFICANCE: Total 
corpus callosotomy was significantly more likely to result in a reduction in seizures. 
Anterior corpus callosotomy was unlikely to result in disconnection syndrome. 
Although all of the papers drew a similar conclusion, the quality of evidence was low. 
At best, the evidence raises the hypothesis that corpus callosotomy is a safe and 
effective treatment for refractory generalized epilepsy. It is clear that a case-control 
or randomized trial is warranted. 
https://www.ncbi.nlm.nih.gov/pubmed/27237542 
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Grippa, R. B., P. S. Silva, E. Barbosa, N. L. Bresolin, N. M. Mehta and Y. M. 
Moreno (2017). "Nutritional status as a predictor of duration of mechanical 
ventilation in critically ill children." Nutrition 33: 91-95. 
 
OBJECTIVES: Critically ill children admitted to the pediatric intensive care unit 
(PICU) often are malnourished. The aim of this study was to determine the role of 
nutritional status on admission as a predictor of the duration of mechanical 
ventilation in critically ill children. METHODS: This was a single-center, prospective 
cohort study, including consecutive children (ages 1 mo to 15 y) admitted to a PICU. 
Demographic characteristics, clinical characteristics, and nutritional status were 
recorded and patients were followed up until hospital discharge. Nutritional status 
was evaluated by anthropometric parameters and malnutrition was considered if the 
Z-scores for the parameters were </=-2. Adjusted Cox's regression analysis was 
used to determine the association between nutritional status and duration of 
mechanical ventilation. RESULTS: In all, 72 patients were included. The prevalence 
of malnutrition was 41.2%, according to height-for-age Z-score, 18.6% according to 
weight-for-height Z-score, and 22.1% according body mass index-for-age Z-score. 
Anthropometrical parameters that predicted the duration of mechanical ventilation 
were weight-for-age (hazard ratio [HR], 2.73; 95% confidence interval [CI], 1.44-
5.18); height-for-age (HR, 2.49; 95% CI, 1.44-4.28); and upper arm muscle area-for-
age (HR, 5.22; 95% CI, 1.19-22.76). CONCLUSION: Malnutrition, based on a variety 
of anthropometric variables, was associated with the duration of mechanical 
ventilation in this cohort of critically ill children. Assessment of nutritional status by 
anthropometry should be performed on admission to the PICU to allow targeted 
nutritional rehabilitation for the subset of children with existing malnutrition. 
https://www.ncbi.nlm.nih.gov/pubmed/27364223 

 
 
Hankinson, T. C., M. R. Patibandla, A. Green, M. Hemenway, N. Foreman, M. 
Handler and A. K. Liu (2016). "Hypofractionated Radiotherapy for Children With 
Diffuse Intrinsic Pontine Gliomas." Pediatr Blood Cancer 63(4): 716-718. 
 
Children with diffuse intrinsic pontine gliomas have very poor outcomes, with nearly 
all children dying from disease. Standard therapy includes 6 weeks of radiation. 
There have been descriptions of using a shortened course of radiation. We describe 
our experience with a hypofractionated radiotherapy approach delivered over five 
treatments. In seven children, hypofractionated radiotherapy was well tolerated, but 
symptomatic radiation necrosis was seen in three of the children. Overall survival 
was slightly shorter than previously described in the literature. We are developing a 
prospective dose-finding protocol with the goal of tolerable short-course radiation 
treatment with outcomes comparable to conventional radiation. 
https://www.ncbi.nlm.nih.gov/pubmed/26544789 

 
 
Heljic, S., S. Uzicanin, F. Catibusic and S. Zubcevic (2016). "Predictors of 
Mortality in Neonates with Seizures; a Prospective Cohort Study." Med Arch 
70(3): 182-185. 
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OBJECTIVE: The aim of this study was to analyze prognostic indicators for mortality 
in neonates with seizures in a level III Neonatal Intensive Care Unit (NICU). 
PATIENTS AND METHODS: A cohort of 100 neonates with clinically manifested 
seizures hospitalized in the NICU during 4 years period was prospectively monitored 
for the first year of life. The cohort consisted of 33 preterm and 67 full-term babies 
with 60 male and 40 female infants. RESULTS: The mortality rate in the first year of 
life of infants with seizures in the neonatal period was 23%. The most common 
cause of seizures was birth asphyxia for full-term infants and intra-periventricular 
hemorrhage for preterm infants. Death was more common in pre-term than term 
infants (p <0,005). Simple regression demonstrated statistically significant 
associations between death in the first year of life and a cluster of highly associated 
variables: resuscitation (p<0, 01), mechanical ventilation (p<0,01) and asphyxia 
(p<0,05). This cluster of variables significantly correlates with: gestational age (p<0, 
05), birth weight (p<0, 05) and intracranial hemorrhage (p<0, 05). CONCLUSION: In 
this cohort of neonates with seizures asphyxia requiring neonatal resuscitation was 
the primary risk factor for death. 
 
https://www.ncbi.nlm.nih.gov/pubmed/27594742 

 
Horst, J., M. Frei-Jones, E. Deych, W. Shannon and E. D. Kharasch (2016). 
"Pharmacokinetics and analgesic effects of methadone in children and adults 
with sickle cell disease." Pediatr Blood Cancer 63(12): 2123-2130. 
 
BACKGROUND: Vaso-occlusive episodes (VOEs) are a significant source of 
morbidity among children and adults with sickle cell disease (SCD). There is little 
information on methadone use for SCD pain. This investigation evaluated 
methadone pharmacokinetics in children and adults with SCD, with a secondary aim 
to assess pain relief and opioid consumption. PROCEDURE: Participants included 
children (<18 years) and adults with a VOE requiring hospitalization. Patients were 
randomly assigned to receive standard care (opioid patient-controlled analgesia; 
control group) or one dose of intravenous methadone (0.1-0.125 mg/kg) in addition 
to standard care (methadone group). Venous methadone and metabolite 
concentrations were measured. Pain scores, pain relief scores, and opioid 
consumption were recorded. RESULTS: Twenty-four children (12 methadone, 12 
controls) and 23 adults (11 methadone, 12 controls) were studied. In children, the 
half-life of R- and S-methadone enantiomers was 34 +/- 16 and 24 +/- 9 hr, 
respectively. In adults, R- and S-methadone half-lives were 52 +/- 17 and 38 +/- 12 
hr, respectively. Pain scores were lower (P = 0.002) and pain relief scores were 
higher (P = 0.0396) in children receiving methadone versus controls. There was no 
difference in pain scores and pain relief in adults receiving methadone versus 
controls. There was no difference in opioid consumption between methadone and 
control groups, in both adults and children. CONCLUSIONS: Intravenous methadone 
disposition in children and adults with SCD was comparable to that in subjects 
without SCD from prior studies. Methadone produced more pain relief than standard 
care in children with SCD. Higher methadone doses may be more effective and 
should be evaluated in both children and adults with SCD. 
https://www.ncbi.nlm.nih.gov/pubmed/27572136 
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Huysentruyt, K., Y. Vandenplas and J. De Schepper (2016). "Screening and 
assessment tools for pediatric malnutrition." Curr Opin Clin Nutr Metab Care. 
 
PURPOSE OF REVIEW: The ideal measures for screening and assessing 
undernutrition in children remain a point of discussion in literature. This review aims 
to provide an overview of recent advances in the nutritional screening and 
assessment methods in children. RECENT FINDINGS: This review focuses on two 
major topics that emerged in literature since 2015: the practical endorsement of the 
new definition for pediatric undernutrition, with a focus on anthropometric 
measurements and the search for a consensus on pediatric nutritional screening 
tools in different settings. SUMMARY: Few analytical tools exist for the assessment 
of the nutritional status in children. The subjective global nutritional assessment has 
been validated by anthropometric as well as clinical outcome parameters. Nutritional 
screening can help in selecting patients that benefit the most from a full nutritional 
assessment. Two new screening tools have been developed for use in a general 
(mixed) hospital population, and one for a population of children with cancer. The 
value of screening tools in different disease-specific and outpatient pediatric 
populations remains to be proven. 
https://www.ncbi.nlm.nih.gov/pubmed/27327411 

 
 
Imms, C., M. Wallen, C. Elliott, B. Hoare, M. Randall, S. Greaves, B. Adair, E. 
Bradshaw, R. Carter, F. Orsini, S. T. Shih and D. Reddihough (2016). 
"Minimising impairment: Protocol for a multicentre randomised controlled trial 
of upper limb orthoses for children with cerebral palsy." BMC Pediatr 16: 70. 
 
BACKGROUND: Upper limb orthoses are frequently prescribed for children with 
cerebral palsy (CP) who have muscle overactivity predominantly due to spasticity, 
with little evidence of long-term effectiveness. Clinical consensus is that orthoses 
help to preserve range of movement: nevertheless, they can be complex to 
construct, expensive, uncomfortable and require commitment from parents and 
children to wear. This protocol paper describes a randomised controlled trial to 
evaluate whether long-term use of rigid wrist/hand orthoses (WHO) in children with 
CP, combined with usual multidisciplinary care, can prevent or reduce 
musculoskeletal impairments, including muscle stiffness/tone and loss of movement 
range, compared to usual multidisciplinary care alone. METHODS/DESIGN: This 
pragmatic, multicentre, assessor-blinded randomised controlled trial with economic 
analysis will recruit 194 children with CP, aged 5-15 years, who present with flexor 
muscle stiffness of the wrist and/or fingers/thumb (Modified Ashworth Scale score 
>/=1). Children, recruited from treatment centres in Victoria, New South Wales and 
Western Australia, will be randomised to groups (1:1 allocation) using concealed 
procedures. All children will receive care typically provided by their treating 
organisation. The treatment group will receive a custom-made serially adjustable 
rigid WHO, prescribed for 6 h nightly (or daily) to wear for 3 years. An application 
developed for mobile devices will monitor WHO wearing time and adverse events. 
The control group will not receive a WHO, and will cease wearing one if previously 
prescribed. Outcomes will be measured 6 monthly over a period of 3 years. The 
primary outcome is passive range of wrist extension, measured with fingers 
extended using a goniometer at 3 years. Secondary outcomes include muscle 
stiffness, spasticity, pain, grip strength and hand deformity. Activity, participation, 
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quality of life, cost and cost-effectiveness will also be assessed. DISCUSSION: This 
study will provide evidence to inform clinicians, services, funding agencies and 
parents/carers of children with CP whether the provision of a rigid WHO to reduce 
upper limb impairment, in combination with usual multidisciplinary care, is worth the 
effort and costs. TRIAL REGISTRATION: ANZ Clinical Trials Registry: U1111-1164-
0572 . 
https://www.ncbi.nlm.nih.gov/pubmed/27230616 

 
 
Ipsiroglu, O. S., N. Beyzaei, M. Berger, A. L. Wagner, S. Dhalla, J. Garden and 
S. Stockler (2016). ""Emplotted Narratives" and Structured "Behavioral 
Observations" Supporting the Diagnosis of Willis-Ekbom Disease/Restless 
Legs Syndrome in Children with Neurodevelopmental Conditions." CNS 
Neurosci Ther 22(11): 894-905. 
 
BACKGROUND: Willis-Ekbom disease/restless legs syndrome (WED/RLS) seems to 
be a frequent cause of intractable chronic insomnia (ICI) but is under-recognized in 
children/adolescents with neurodevelopmental conditions (NDCs), as many patients 
do not have the ability to express the underlying "urge-to-move". In light of this, we 
aim to develop a protocol for behavioral observations supporting the diagnosis of 
WED/RLS. METHODS: We investigated 26 pediatric patients (age 1-16 years, 
median 8) with NDCs, ICI and evidence of familial WED/RLS employing (1) 
"emplotted narratives" for description of the various "urge-to-move" presentations 
and (2) self-description and "behavioral observations" during a "suggested clinical 
immobilization test" (SCIT). RESULTS: Parental narratives reflected typical 
WED/RLS-related "urge-to-move" symptoms during day-, bed-, and nighttime in all 
patients. Fifteen out of 26 patients could describe the "urge-to-move" during the 
SCIT. Ten out of 26 patients, unable to describe their symptoms due to cognitive 
disabilities, showed patterns of "relieving-movements" upon observation. Sensory 
processing abnormalities were reported in all patients, with tactile sensitivities 
(26/26) (including shifted pain threshold) as the most common sensory domain. 
CONCLUSION: "Emplotted narratives" and structured "behavioral observations" 
support recognition of familial WED/RLS associated movement patterns and provide 
a useful tool for the diagnosis of WED/RLS in children with NDCs in a clinical office 
setting. 
https://www.ncbi.nlm.nih.gov/pubmed/27292821 

 
 
Jacobs, S., C. Mowbray, L. M. Cates, A. Baylor, C. Gable, E. Skora, M. Estrada, 
Y. Cheng, J. Wang, D. Lewin and P. Hinds (2016). "Pilot Study of Massage to 
Improve Sleep and Fatigue in Hospitalized Adolescents With Cancer." Pediatr 
Blood Cancer 63(5): 880-886. 
 
BACKGROUND: Adolescents with cancer experience many troubling symptoms, 
including sleep disruptions that can affect mood and quality of life. Massage is a safe 
and popular intervention that has demonstrated efficacy in pediatric and adult 
patients with cancer. This study aimed to assess the feasibility of conducting a 
massage intervention to help with sleep in hospitalized adolescent oncology patients. 
PROCEDURE: Adolescents ages 12-21 with cancer who were expected to be 
hospitalized for at least four consecutive nights were recruited from the inpatient unit 

https://www.ncbi.nlm.nih.gov/pubmed/27230616
https://www.ncbi.nlm.nih.gov/pubmed/27292821


144 
 

at Children's National Health System and randomized to either massage intervention 
or a waitlist control. Patients in the intervention group received one massage per 
night, for two or three nights. Sleep was measured with actigraphy and patient and 
proxy reported instruments were used to measure fatigue, mood, and anxiety. 
RESULTS: The majority (78%) of patients approached for the study consented, and 
almost all patients in the intervention group (94%) received at least one massage, 
69% received two, and rates of completion of instruments among adolescents were 
high demonstrating feasibility. There were trends toward increased night time and 
overall sleep in the intervention group compared with standard of care, but no 
differences between groups in the patient reported outcome measures. Participant 
and parent feedback on the intervention was positive and was the impetus for 
starting a clinical massage service at the hospital. CONCLUSIONS: Massage for 
hospitalized adolescents with cancer is feasible, well received, and can potentially 
improve patients' sleep. A randomized multicenter efficacy study is warranted.  
https://www.ncbi.nlm.nih.gov/pubmed/26757318 

 
Jiang, X., R. Sidhu, L. Mydock-McGrane, F. F. Hsu, D. F. Covey, D. E. Scherrer, 
B. Earley, S. E. Gale, N. Y. Farhat, F. D. Porter, D. J. Dietzen, J. J. Orsini, E. 
Berry-Kravis, X. Zhang, J. Reunert, T. Marquardt, H. Runz, R. Giugliani, J. E. 
Schaffer and D. S. Ory (2016). "Development of a bile acid-based newborn 
screen for Niemann-Pick disease type C." Sci Transl Med 8(337): 337ra363. 
 
Niemann-Pick disease type C (NPC) is a fatal, neurodegenerative, cholesterol 
storage disorder. With new therapeutics in clinical trials, it is imperative to improve 
diagnostics and facilitate early intervention. We used metabolomic profiling to identify 
potential markers and discovered three unknown bile acids that were increased in 
plasma from NPC but not control subjects. The bile acids most elevated in the NPC 
subjects were identified as 3beta,5alpha,6beta-trihydroxycholanic acid and its 
glycine conjugate, which were shown to be metabolites of cholestane-
3beta,5alpha,6beta-triol, an oxysterol elevated in NPC. A high-throughput mass 
spectrometry-based method was developed and validated to measure the glycine-
conjugated bile acid in dried blood spots. Analysis of dried blood spots from 4992 
controls, 134 NPC carriers, and 44 NPC subjects provided 100% sensitivity and 
specificity in the study samples. Quantification of the bile acid in dried blood spots, 
therefore, provides the basis for a newborn screen for NPC that is ready for piloting 
in newborn screening programs. 
https://www.ncbi.nlm.nih.gov/pubmed/27147587 

 
 
Jin, S. L., S. M. Hahn, H. S. Kim, Y. J. Shin, S. H. Kim, Y. S. Lee, C. J. Lyu and J. 
W. Han (2016). "Symptom Interval and Patient Delay Affect Survival Outcomes 
in Adolescent Cancer Patients." Yonsei Med J 57(3): 572-579. 
 
PURPOSE: Unique features of adolescent cancer patients include cancer types, 
developmental stages, and psychosocial issues. In this study, we evaluated the 
relationship between diagnostic delay and survival to improve adolescent cancer 
care. MATERIALS AND METHODS: A total of 592 patients aged 0-18 years with 
eight common cancers were grouped according to age (adolescents, >/=10 years; 
children, <10 years). We retrospectively reviewed their symptom intervals (SIs, 
between first symptom/sign of disease and diagnosis), patient delay (PD, between 
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first symptom/sign of disease and first contact with a physician), patient delay 
proportion (PDP), and overall survival (OS). RESULTS: Mean SI was significantly 
longer in adolescents than in children (66.4 days vs. 28.4 days; p<0.001), and OS 
rates were higher in patients with longer SIs (p=0.001). In children with long SIs, OS 
did not differ according to PDP (p=0.753). In adolescents with long SIs, OS was 
worse when PDP was >/=0.6 (67.2%) than <0.6 (95.5%, p=0.007). In a multivariate 
analysis, adolescents in the long SI/PDP >/=0.6 group tended to have a higher 
hazard ratio (HR, 6.483; p=0.069) than those in the long SI/PDP <0.6 group (HR=1, 
reference). CONCLUSION: Adolescents with a long SI/PDP >/=0.6 had lower 
survival rates than those with a short SI/all PDP or a long SI/PDP <0.6. They should 
be encouraged to seek prompt medical assistance by a physician or oncologist to 
lessen PDs. 
https://www.ncbi.nlm.nih.gov/pubmed/26996554 

 

Joseph, R. M., T. M. O'Shea, E. N. Allred, T. Heeren, D. Hirtz, H. Jara, A. Leviton 

and K. C. Kuban (2016). "Neurocognitive and Academic Outcomes at Age 10 

Years of Extremely Preterm Newborns." Pediatrics 137(4). 

 
BACKGROUND AND OBJECTIVE: Despite reductions in mortality and morbidity 
among children born extremely preterm, they remain at high risk of neurocognitive 
deficits, with up to 40% having significant cognitive deficits at school age. We 
assessed the rate of neurocognitive impairment in a contemporary US cohort of 873 
children aged 10 years who were born <28 weeks' gestation. METHODS: The 
families of 889 of 966 (92%) children enrolled from 2002 to 2004 at 14 sites in 5 
states returned at age 10 years for a comprehensive assessment of IQ, language, 
attention, executive function, processing speed, visual perception, visual-motor 
function, and academic achievement. RESULTS: A total of 873 children were 
assessed with well-validated tests of cognitive and academic function. Distributions 
of test scores were consistently and markedly shifted below normative expectation, 
with one-third to two-thirds of children performing >1 SD below age expectation. The 
most extreme downward shifts were on measures of executive control and 
processing speed. Multivariate analyses, adjusted for socioeconomic status, growth 
restriction, and other potential confounders, revealed that the risk of poor outcome 
was highest at the lowest gestational age across all 18 measures. CONCLUSIONS: 
More than half of our extremely preterm cohort exhibited moderate or severe 
neurocognitive deficits at age 10 years, with the most extensive impairments found 
among those born at the lowest gestational age. Children born extremely preterm 
continue to be at significant risk of persistent impairments in neurocognitive function 
and academic achievement, underscoring the need for monitoring and remediating 
such outcomes beginning in early childhood. 
https://www.ncbi.nlm.nih.gov/pubmed/27006473 
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J. F. Smallhorn, R. B. Thompson and M. D. Nelson (2016). "Impaired Left 
Ventricular Reserve in Childhood Cancer Survivors Treated With Anthracycline 
Therapy." Pediatr Blood Cancer 63(6): 1086-1090. 
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BACKGROUND: Childhood cancer survivors show evidence of diffuse myocardial 
fibrosis that is related to exercise capacity. The mechanism of reduced exercise 
tolerance in anthracycline cardiotoxicity remains unclear. We explored the 
determinants of exercise intolerance by evaluating left ventricular (LV) distensibility 
and functional reserve. METHODS: Patients (n = 22) and healthy controls (n = 10) 
underwent two-dimensional echocardiography while supine, upright, and during 
cycle exercise. LV distensibility was measured as the change in end-diastolic cavity 
area (EDCA) from supine to the upright position. LV functional reserve was assessed 
during peak exercise, and measured as the exercise-induced change in systolic 
circumferential strain rate (SR) and early-diastolic SR (EDSR). The peak rate of 
oxygen consumption was measured by indirect calorimetry. RESULTS: Median age 
of patients was 16 years (range 8-19) and controls 14 years (range 8-19). Median 
time since anthracycline therapy was 6 years (range 2-16). Peak oxygen 
consumption was significantly lower in patients compared to controls (35 ml/kg/min 
[28-60] vs. 45 ml/kg/min [44-53], P = 0.005). Transitioning from the supine position to 
the upright position caused a similar reduction in LV EDCA, suggesting similar LV 
distensibility between patients (-22% [-46 to -4]) and controls (-20% [-46 to -3], P = 
0.3). However, during exercise, both systolic SR and EDSR reserve were 
significantly impaired in patients (SR: 93% [14-308], EDSR: -4.5% [-88 to 121]) 
compared to controls (SR: 128% [54-230], P = 0.046; EDSR: 74% [22-234], P = 
0.02). CONCLUSIONS: Our findings suggest that impaired LV contractility and 
functional reserve play a role in the reduced exercise capacity in anthracycline 
cardiotoxicity rather than LV distensibility. 
https://www.ncbi.nlm.nih.gov/pubmed/26844944 

 
Kaskinen, A. K., J. M. Happonen, I. P. Mattila and O. M. Pitkanen (2016). "Long-
term outcome after treatment of pulmonary atresia with ventricular septal 
defect: nationwide study of 109 patients born in 1970-2007." Eur J 
Cardiothorac Surg 49(5): 1411-1418. 
 
OBJECTIVES: Treatment of pulmonary atresia with ventricular septal defect (PA + 
VSD) has evolved during recent decades, but it still remains challenging. This study 
evaluated 41-year experience of outcome, survival and treatment of PA + VSD 
patients. METHODS: Patient records and angiograms of 109 patients with PA + VSD 
born in Finland between 1970 and 2007, and treated at the Children's Hospital, 
Helsinki University Central Hospital, were retrospectively analysed in this nationwide 
study. RESULTS: Of the 109 patients, 66 (61%) had simple PA + VSD without major 
aortopulmonary collateral arteries (MAPCAs). Although we observed no difference in 
overall survival between those with or without MAPCAs, the patients without 
MAPCAs had better probability to achieve repair (64 vs 28%, P < 0.0003). Only 3 
patients were treated by compassionate care. Overall survival was affected by the 
size of true central pulmonary arteries on the first angiogram (P = 0.001) and 
whether repair was achieved (P < 0.0001). After successful repair, the survival rate 
was 93% at 1 year, 91% from the second year, and functional capacity as assessed 
by New York Heart Association (NYHA) I-II remained in 85% of patients alive at the 
end of follow-up. Palliated patients at 1, 5, 10 and 20 years of age had Kaplan-Meier 
estimated survival rates of 55, 42, 34 and 20%, respectively. Patients who 
underwent repair attempts but were left palliated with right ventricle (RV)-pulmonary 
artery connection and septal fenestration had better survival than the rest of the 
palliated patients (P = 0.001). Further, the McGoon index improved after 
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implementation of a systemic-pulmonary artery shunt in the overall PA + VSD 
population (P < 0.0001). CONCLUSIONS: These findings show that achievement of 
repair and initial size of true central pulmonary arteries affect survival of patients with 
PA + VSD. Although the overall survival of patients with MAPCAs showed no 
difference compared with simple PA + VSD patients, they had a higher risk of 
remaining palliated. However, palliative surgery may have a role in treatment of PA + 
VSD because the size of pulmonary arteries increased after placement of systemic-
pulmonary artery shunt. In addition, subtotal repair by a RV-pulmonary artery 
connection and septal fenestration improved survival over extracardiac palliation. 
https://www.ncbi.nlm.nih.gov/pubmed/26620210 

 
Katagiri, M., K. Iida, K. Kagawa, A. Hashizume, N. Ishikawa, R. Hanaya, K. Arita 
and K. Kurisu (2016). "Combined surgical intervention with vagus nerve 
stimulation following corpus callosotomy in patients with Lennox-Gastaut 
syndrome." Acta Neurochir (Wien) 158(5): 1005-1012. 
 
BACKGROUND: Lennox-Gastaut syndrome (LGS) is a drug-resistant pediatric 
epilepsy characterized by multiple seizure types, including drop attacks (DAs). 
Palliative procedures such as corpus callosotomy (CC) and vagus nerve stimulation 
(VNS) may be effective for adequate seizure control in LGS patients who are not 
candidates for resective surgery. We evaluated the efficacy of the combination of 
these two procedures for LGS-related seizures. METHOD: Ten patients with LGS 
(age 3-30 years at VNS implantation) underwent CC and subsequent VNS. We 
evaluated surgical outcomes, particularly with respect to the efficacy of VNS on 
seizure reduction rates for different residual seizure types after CC. We compared 
clinical parameters, including sex, age, seizure duration, history, MRI findings, extent 
of CC, number of antiepileptic drugs, and neuropsychological states, between VNS 
responders and non-responders to predict satisfactory seizure outcomes with 
respect to residual seizures after CC. FINDINGS: VNS was effective for residual 
seizures regardless of seizure type (except for DAs) after CC in patients with LGS. 
Six of ten (60%) patients had a satisfactory seizure outcome (>/=50% seizure 
reduction) for all residual seizure types after VNS. Two of ten (20%) patients were 
seizure-free at 12 months post-VNS. Even those patients that were non-responders, 
with respect to all seizures including DAs, after prior CC showed favorable 
responses to subsequent VNS. Compared to VNS, excellent seizure outcomes for 
DAs were achieved after CC in seven of nine (77.8%) patients with DAs. Among the 
clinical parameters, only conversation ability before VNS was significantly different 
between responders and non-responders (p = 0.033). CONCLUSION: Combined 
VNS and prior CC produced satisfactory seizure outcomes in LGS patients with 
different seizure types, including DAs. Even non-responders to prior CC responded 
to subsequent VNS for residual seizures, except for DAs. There is a greater 
likelihood that these procedures may be more feasible in patients who possess 
conversation ability prior to VNS. 
https://www.ncbi.nlm.nih.gov/pubmed/26979179 

 
Kittisakmontri, K., S. Reungrongrat and M. Lao-Araya (2016). 
"Hypoalbuminaemia at admission predicts the poor outcomes in critically ill 
children." Anaesthesiol Intensive Ther 48(3): 158-161. 
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BACKGROUND: Hypoalbuminaemia at admission is a common finding in patients 
admitted to the Paediatric Intensive Care Unit (PICU) and it is thought that this may 
predict morbidity and mortality. METHODS: A retrospective study was conducted in 
the tertiary hospital. The medical records of critically ill children were reviewed. The 
data were analyzed for the prevalence of hypoalbuminaemia and outcomes. 
RESULTS: Two hundred and two patients were included in the analysis. The 
incidence of hypoalbuminaemia at admission was 57.9%. These patients had a 
mortality rate 4 times greater (adjusted odds ratio 3.8; 95% CI: 1.4-10.0), a longer 
length of PICU stay (8.6 vs. 6.7 days, P = 0.04) and a longer period on a ventilator 
(5.9 vs. 3.9 days, P = 0.04) than patients with normal albumin levels. 
CONCLUSIONS: Hypoalbuminaemia at admission was a predictive factor of poor 
outcome in critically ill children. It is associated with a higher mortality, a longer 
length of stay in the PICU, as well as longer ventilator use. 
https://www.ncbi.nlm.nih.gov/pubmed/27198541 

 
 
Kuhlen, M., J. I. Hoell, G. Gagnon, S. Balzer, P. T. Oommen, A. Borkhardt and 
G. Janssen (2016). "Effective treatment of spasticity using dronabinol in 
pediatric palliative care." Eur J Paediatr Neurol 20(6): 898-903. 
 
BACKGROUND: Cannabis extracts have a wide therapeutic potential but in many 
countries they have not been approved for treatment in children so far. OBJECTIVE: 
We conducted an open, uncontrolled, retrospective study on the administration of 
dronabinol to determine the value, efficacy, and safety of cannabis-based medicines 
in the treatment of refractory spasticity in pediatric palliative care. DESIGN AND 
PARTICIPANTS: Sixteen children, adolescents and young adults having complex 
neurological conditions with spasticity (aged 1.3-26.6 years, median 12.7 years) 
were treated with dronabinol by our specialized pediatric palliative care team 
between 01.12.2010 and 30.04.2015 in a home-care setting. Therapeutic efficacy 
and side effects were closely monitored. RESULTS: Drops of the 2.5% oily 
tetrahydrocannabinol solution (dronabinol) were administered. A promising 
therapeutic effect was seen, mostly due to abolishment or marked improvement of 
severe, treatment resistant spasticity (n = 12). In two cases the effect could not be 
determined, two patients did not benefit. The median duration of treatment was 181 
days (range 23-1429 days). Dosages to obtain a therapeutic effect varied from 0.08 
to 1.0 mg/kg/d with a median of 0.33 mg/kg/d in patients with a documented 
therapeutic effect. When administered as an escalating dosage scheme, side effects 
were rare and only consisted in vomiting and restlessness (one patient each). No 
serious and enduring side effects occurred even in young children and/or over a 
longer period of time. CONCLUSIONS: In the majority of pediatric palliative patients 
the treatment with dronabinol showed promising effects in treatment resistant 
spasticity. 
https://www.ncbi.nlm.nih.gov/pubmed/27506815 

 
Laanelaid, S., A. Saareall and R. Sommer (2016). "PO16 - Endotracheal 
suctioning methods in newborns in Estonian children's intensive care units." 
Nurs Child Young People 28(4): 98. 
 
Theme: Child protection and managing risk. AIM: To describe ETS methods in 
Estonian NICUs. METHOD: Research sample = 67% of Estonian NICU nurses. 2011 
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data: survey protocol, questionnaire. RESULTS: Knowledge and experience on 
preparatory activity prior to suctioning varied: half carried out the appropriate hand 
hygiene; however, all put on gloves prior to suctioning. No one performed chest 
auscultation to comprehend pulmonary assessment. Most performed 
preoxygenisation prior to suctioning. Mistakes occurred using higher oxygen value. 
Most participants used saline prior to suctioning, completed the procedure in 15 
seconds and made up to three passes per episode to remove tracheal secretions. All 
started suctioning process upon catheter resistance, but knew to advance the 
catheter to the carina and withdraw it 1cm before applying suction. All used negative 
pressure only in withdrawing catheter from the ET. After suctioning, no nurse 
performed chest auscultation to assess the efficacy of the suctioning. Almost all 
assessed newborns' cardiopulmonary status before, during and after the procedure. 
https://www.ncbi.nlm.nih.gov/pubmed/27214480 

 
Leclair, T., A. S. Carret, Y. Samson and S. Sultan (2016). "Stability and 
Repeatability of the Distress Thermometer (DT) and the Edmonton Symptom 
Assessment System-Revised (ESAS-r) with Parents of Childhood Cancer 
Survivors." PLoS One 11(7): e0159773. 
 
OBJECTIVE: Parents report psychological distress in association with their child's 
cancer. Reliable tools are needed to screen parental distress over the cancer 
trajectory. This study aimed to estimate the stability and repeatability of the Distress 
Thermometer (DT) and the Depression and Anxiety items of the Edmonton Symptom 
Assessment System-revised (ESAS-r-D; -A) in parents of children diagnosed with 
cancer. METHODS: Fifty parents (28 mothers, median age = 44) of clinically stable 
survivors of childhood solid and brain tumours completed questionnaires about their 
own distress (DT, ESAS-r-D; -A, Brief Symptom Inventory-18: BSI-18, Patient Health 
Questionnaire-9: PHQ-9, Generalized Anxiety Disorder-7: GAD-7) and their 
children's quality of life (QoL; Peds Quality of Life: PedsQL) twice, with a month 
interval between the two assessments. At retest, parents also evaluated life events 
that occurred between the two time points. Hierarchical regressions explored 
moderators for the temporal stability of test measures. RESULTS: Stability estimates 
were ICC = .78 for the DT, .55 for the ESAS-r-D, and .47 for the ESAS-r-A. 
Caseness agreement between test and retest was substantial for the DT, fair for the 
ESAS-r-D, and slight for the ESAS-r-A. Repeatability analyses indicated that the 
error range for the DT was more than 2 pts below/above actual measurement, 
whereas it was more than 3 pts for the ESAS-r-A, and 2.5 for the ESAS-r-D. 
Instability of the DT could be explained by changes in children's physical QoL, but 
not by other components of QoL or life events. No moderators of stability could be 
identified for the ESAS-r items. CONCLUSIONS: The DT appears to be a fairly 
stable measure when the respondent's condition is stable yet with a relatively wide 
error range. Fluctuations in distress-related constructs may affect the temporal 
stability of the DT. The lower stability of ESAS-r items may result from shorter time-
lapse instructions resulting in a greater sensitivity to change. Findings support future 
research on the DT as a reliable instrument in caregivers. 
https://www.ncbi.nlm.nih.gov/pubmed/27454432 
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Levy, J., F. Hassan, M. A. Plegue, M. D. Sokoloff, J. S. Kushwaha, R. D. 
Chervin, J. D. Barks and R. A. Shellhaas (2016). "Impact of hands-on care on 
infant sleep in the neonatal intensive care unit." Pediatr Pulmonol. 
 
STUDY OBJECTIVES: Sleep disruption is increasingly recognized in hospitalized 
patients. Impaired sleep is associated with measureable alterations in 
neurodevelopment. The neonatal intensive care unit (NICU) environment has the 
potential to affect sleep quality and quantity. We aimed: (i) to determine the 
frequency and duration of hands-on care, and its impact on sleep, for NICU patients; 
and (ii) to assess the incidence of respiratory events associated with handling for a 
cohort of sick neonates. METHODS: Term and near-term neonates admitted to the 
NICU and at risk for cerebral dysfunction due to severity of illness or clinical 
suspicion for seizures underwent attended, bedside polysomnography. Continuous 
polysomnogram segments were analyzed and data on handling, infant behavioral 
state, and associated respiratory events were recorded. RESULTS: Video and 
polysomnography data were evaluated for 25 infants (gestational age 39.4 +/- 1.6 
weeks). The maximum duration between handling episodes for each infant was 50.9 
+/- 26.2 min, with a median of 2.3 min between contacts. Handling occurred across 
all behavioral states (active sleep 29.5%; quiet sleep 23.1%; awake 29.9%; 
indeterminate 17.4%; P = 0.99). Arousals or awakenings occurred in 57% of contacts 
with a sleeping infant. Hypopnea, apnea, and oxygen desaturation occurred with 
16%, 8%, and 19.5% of contacts, respectively. Hypopnea was most likely to occur 
following contact with infants in active sleep (28%; P < 0.001). CONCLUSIONS: 
Infants in the NICU experience frequent hands-on care, associated with disturbances 
of sleep and respiration. The potential health and developmental impact of these 
disturbances merits study, as strategies to monitor sleep and minimize sleep-
disordered breathing might then improve NICU outcomes. Pediatr Pulmonol. (c) 
2016 Wiley Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/27362468 

 
 
Li, S., P. Guo, Q. Zou, F. He, F. Xu and L. Tan (2016). "Efficacy and Safety of 
Plastic Wrap for Prevention of Hypothermia after Birth and during NICU in 
Preterm Infants: A Systematic Review and Meta-Analysis." PLoS One 11(6): 
e0156960. 
 
OBJECTIVE: This meta-analysis aimed to investigate the efficacy and safety of 
plastic wrap applied after birth and during NICU in preterm infants for prevention of 
heat loss in preterm infants. STUDY METHODS: The Medline (1950 to August 
2015), the Cochrane Central Register of Controlled Trials (CENTRAL, Issue 7, 
2015), CINAHL (1982 to August 2015) and the Embase (1974 to August 2015) 
databases were searched for randomized controlled trials (RCTs) or quasi-RCTs 
with main outcomes related to the core temperature (baseline temperature and/or 
post-stabilization temperature), hypothermia, mortality rate and hyperthermia. 
RESULT: The included studies were of low to moderate quality. Compared with 
unwrapped infants, plastic wrap was associated with a significantly higher baseline 
temperature and post-stabilization temperature both in infants < 28 weeks of 
gestation (mean difference [MD] = 0.62, 95% CI 0.38 to 0.85; MD = 0.41, 95% CI 
0.33 to 0.50, respectively), and in infants between 28 to 34 weeks of gestation (MD = 
0.54, 95% CI 0.21 to 0.87; MD = 0.64, 95% CI 0.45 to 0.82, respectively). Use of 
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plastic wrap was associated with lower incidence of hypothermia (relative risk [RR] = 
0.70, 95% CI 0.63 to 0.78). However, use of plastic wrap in preterm infants was not 
associated with decrease in mortality (RR: 0.88, 95% CI 0.70 to 1.12, P = 0.31). 
Incidence of hyperthermia was significantly higher in the plastic wrap group as 
compared to that in the control group (RR = 2.55, 95% CI: 1.56 to 4.15, P = 0.0002). 
Hyperthermia in the plastic wrap group was resolved within one or two hours after 
unwrapping the babies. CONCLUSION: Plastic wrap can be considered an effective 
and safe additional intervention to prevent hypothermia in preterm infants. However, 
its cost-effectiveness and long-term effect on mortality needs to be ascertained by 
conducting well-designed studies with longer follow-up period. 
https://www.ncbi.nlm.nih.gov/pubmed/27281027 

 
 
Lin, H. Y., C. K. Chuang, C. H. Wang, Y. H. Chien, Y. M. Wang, F. J. Tsai, Y. Y. 
Chou, S. J. Lin, H. P. Pan, D. M. Niu, W. L. Hwu, Y. Y. Ke and S. P. Lin (2016). 
"Long-term galsulfase enzyme replacement therapy in Taiwanese 
mucopolysaccharidosis VI patients: A case series." Mol Genet Metab Rep 7: 
63-69. 
 
BACKGROUND: Information regarding the long-term outcome of enzyme 
replacement therapy (ERT) with recombinant human N-acetylgalactosamine 4-
sulfatase (rhASB, galsulfase, Naglazyme(R), BioMarin Pharmaceutical Inc.) for 
Taiwanese patients with mucopolysaccharidosis (MPS) VI is limited. METHODS: 
Nine Taiwanese patients with MPS VI (4 males and 5 females; age range, 1.4 to 
21.1 years) treated with weekly intravenous infusions of galsulfase (1.0 mg/kg) in 5 
medical centers in Taiwan were reviewed. A set of biochemical and clinical 
assessments were evaluated annually. RESULTS: After 6.2 to 11.2 years of 
galsulfase treatment, 6 patients experienced improvement over baseline in the 6-
minute walk test by a mean of 150 m (59% change over time), and 3 patients also 
increased the 3-minute stair climb test by a mean of 60 steps (46%). In a manual 
dexterity test, 3 patients decreased the time required to pick up 10 coins and put the 
coins into a cup by 15 s (33%). Shoulder range of motion in all 9 patients improved, 
and Joint Pain and Stiffness Questionnaire scores improved by 0.42 points (21%). 
Four patients showed improved pulmonary function. Five patients had positive 
effects on cardiac-wall diameters. Four patients had improved cardiac diastolic 
function. Liver and spleen sizes as measured by abdominal ultrasonography 
remained the same or decreased in all 9 patients. However, the severity degree of 
valvular stenosis or regurgitation did not show improvement despite ERT. A mean 
overall 69% decrease in urinary glycosaminoglycan (GAG) excretion indicated a 
satisfactory biomarker response. CONCLUSIONS: Long-term ERT was beneficial 
and safe for Taiwanese patients with MPS VI. This treatment reduced urinary GAG 
and had positive effects on a wide range of clinical functional assessments including 
endurance, mobility, joint function, pulmonary function, liver and spleen size, cardiac 
hypertrophy and diastolic dysfunction. 
https://www.ncbi.nlm.nih.gov/pubmed/27134829 

 
 
Lumsden, D. E., H. Gimeno, M. Elze, K. Tustin, M. Kaminska and J. P. Lin 
(2016). "Progression to musculoskeletal deformity in childhood dystonia." Eur 
J Paediatr Neurol 20(3): 339-345. 
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AIM: Dystonia is a movement disorder characterized by involuntary muscle 
contractions, resulting in abnormalities of posture and movement. Children with 
dystonia are at risk of developing fixed musculoskeletal deformities (FMDs). FMDs 
cause pain, limit function and participation and interfere with care. We aimed to 
explore factors relating to the development of FMD in a large cohort of children with 
dystonia. METHOD: The case notes of all children referred to our Complex Motor 
Disorder service between July 2005 and December 2011 were reviewed. Data from 
279 children (median age 9 years 10 months, Standard Deviation 4 years 2 months) 
with motor disorders including a prominent dystonic element were analyzed. 
Parametric accelerated failure time regression was used to identify the factors 
related to development of contractures. RESULTS: FMDs were present at referral in 
more than half (n = 163, 58%) of cases. Three quarters (n = 120, 74%) of children 
with FMD had deformities around the hip, and 42% had spinal deformity (n = 68). 
Compared to pure primary dystonia, FMD onset was earlier with a diagnosis of 
secondary or heredodegenerative dystonia, and a mixed spastic-dystonic phenotype 
(all p < 0.001). FMD onset was also earlier with increasing Gross Motor Function 
Classification System (GMFCS) level (p < 0.001). The effect of aetiological 
classification was lost when controlling for GMFCS level and motor phenotype. 
INTERPRETATION: Children with secondary or heredodegenerative dystonia are at 
greater risk of progression to FMD compared to primary dystonia, likely due to more 
severe dystonia within these groups. Children with additional spasticity are at 
particular risk, requiring close monitoring. 
https://www.ncbi.nlm.nih.gov/pubmed/26943984 

 
 
Maaskant, J., P. Raymakers-Janssen, E. Veldhoen, E. Ista, C. Lucas and H. 
Vermeulen (2016). "The clinimetric properties of the COMFORT scale: A 
systematic review." Eur J Pain 20(10): 1587-1611. 
 
The COMFORT scale is a measurement tool to assess distress, sedation and pain in 
nonverbal paediatric patients. Several studies have described the COMFORT scale, 
but no formal assessment of the methodological quality has been undertaken. 
Therefore, we performed a systematic review to study the clinimetric properties of 
the (modified) COMFORT scale in children up to 18 years. We searched Central, 
CINAHL, Embase, Medline, PsycInfo and Web of Science until December 2014. The 
selection, data extraction and quality assessment were performed independently by 
two reviewers. Quality of the included studies was appraised using the COSMIN 
checklist. We found 30 studies that met the inclusion criteria. Most participants were 
ventilated children up to 4 years without neurological disorders. The results on 
internal consistency and interrater reliability showed values of >0.70 in most studies, 
indicating an adequate reliability. Construct validity resulted in correlations between 
0.68 and 0.84 for distress, between 0.42 and 0.94 for sedation and between 0.31 
and 0.96 for pain. The responsiveness of the (modified) COMFORT scale seems to 
be adequate. The quality of the included studies ranged from poor to excellent. The 
COMFORT scale shows overall an adequate reliability in providing information on 
distress, sedation and pain. Construct validity varies from good to excellent for 
distress, from moderate to excellent for sedation, and from poor to excellent for pain. 
The included studies were clinically and methodologically heterogeneous, hampering 
firm conclusions. WHAT DOES THIS REVIEW ADD?: An in-depth assessment of the 
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clinimetric properties of the COMFORT scale. The COMFORT scale shows overall 
an adequate reliability in providing information on distress, sedation and pain. 
Construct validity varies from good to excellent for distress, from moderate to 
excellent for sedation, and from poor to excellent for pain. 
https://www.ncbi.nlm.nih.gov/pubmed/27161119 

 
 
Mah, J. K. (2016). "Current and emerging treatment strategies for Duchenne 
muscular dystrophy." Neuropsychiatr Dis Treat 12: 1795-1807. 
 
Duchenne muscular dystrophy (DMD) is the most common form of muscular 
dystrophy in childhood. It is caused by mutations of the DMD gene, leading to 
progressive muscle weakness, loss of independent ambulation by early teens, and 
premature death due to cardiorespiratory complications. The diagnosis can usually 
be made after careful review of the history and examination of affected boys 
presenting with developmental delay, proximal weakness, and elevated serum 
creatine kinase, plus confirmation by muscle biopsy or genetic testing. Precise 
characterization of the DMD mutation is important for genetic counseling and 
individualized treatment. Current standard of care includes the use of corticosteroids 
to prolong ambulation and to delay the onset of secondary complications. Early use 
of cardioprotective agents, noninvasive positive pressure ventilation, and other 
supportive strategies has improved the life expectancy and health-related quality of 
life for many young adults with DMD. New emerging treatment includes viral-
mediated microdystrophin gene replacement, exon skipping to restore the reading 
frame, and nonsense suppression therapy to allow translation and production of a 
modified dystrophin protein. Other potential therapeutic targets involve upregulation 
of compensatory proteins, reduction of the inflammatory cascade, and enhancement 
of muscle regeneration. So far, data from DMD clinical trials have shown limited 
success in delaying disease progression; unforeseen obstacles included immune 
response against the generated mini-dystrophin, inconsistent evidence of dystrophin 
production in muscle biopsies, and failure to demonstrate a significant improvement 
in the primary outcome measure, as defined by the 6-minute walk test in some 
studies. The long-term safety and efficacy of emerging treatments will depend on the 
selection of appropriate clinical end points and sensitive biomarkers to detect 
meaningful changes in disease progression. Correction of the underlying mutations 
using new gene-editing technologies and corticosteroid analogs with better safety 
profiles offers renewed hope for many individuals with DMD and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/27524897 

 
 
Manley, B. J., L. W. Doyle, L. S. Owen and P. G. Davis (2016). "Extubating 
Extremely Preterm Infants: Predictors of Success and Outcomes following 
Failure." J Pediatr 173: 45-49. 
 
OBJECTIVES: To identify variables that predict extubation success in extremely 
preterm infants born <28 weeks gestational age (GA), and to compare outcomes 
between those who had successful or failed extubation. STUDY DESIGN: A 
secondary analysis of data from a randomized trial of postextubation respiratory 
support that included 174 extremely preterm infants. "Extubation success" was 
defined as not requiring reintubation within 7 days, and "extubation failure" the 
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converse. Predictive variables that were different between groups were included in a 
multivariable logistic regression model. RESULTS: Sixty-eight percent of infants 
were successfully extubated. Compared with those infants who had extubation 
failure, they had a higher GA and birth weight, were extubated earlier, were more 
often exposed to prolonged ruptured membranes, more often avoided intubation in 
the delivery room, had a higher pre-extubation pH, and had lower mean pre-
extubation fraction of inspired oxygen and partial pressure of carbon dioxide (PCO2). 
Only GA and PCO2 remained significant in the multivariable analysis (area under a 
receiver operating characteristic curve = 0.81). Extubation failure was associated 
with death, bronchopulmonary dysplasia, severe retinopathy of prematurity, patent 
ductus arteriosus ligation, and longer durations of respiratory support, oxygen 
supplementation, and hospitalization. When adjusted for allocated treatment in the 
randomized trial, GA, and birth weight z-score, extubation failure remained 
associated with death before discharge and prolonged respiratory support and 
hospitalization. CONCLUSIONS: In extremely preterm infants, higher GA and lower 
pre-extubation PCO2 predicted extubation success. Infants in whom extubation 
failed were more likely to die and have prolonged respiratory support and 
hospitalization. TRIAL REGISTRATION: Australian New Zealand Clinical Trials 
Network: ACTRN12610000166077. 
https://www.ncbi.nlm.nih.gov/pubmed/26960919 

 
 
Matthews, M. J., M. Yusuf, C. Doyle and C. Thompson (2016). "Quadrupedal 
movement training improves markers of cognition and joint repositioning." 
Hum Mov Sci 47: 70-80. 
 
INTRODUCTION: Exercise, and in particular balance and coordination related 
activities such as dance, appear to have positive effects on cognitive function, as 
well as neurodegenerative conditions such as dementia and Parkinson's disease. 
Quadrupedal gait training is a movement system requiring coordination of all four 
limbs that has previously been associated with cognitive development in children. 
There is currently little research into the effect of complex QDP movements on 
cognitive function in adults. PURPOSE: To determine the effects of a novel four-
week quadrupedal gait training programme on markers of cognitive function and joint 
reposition sense in healthy adults. METHODS: Twenty-two physically active sports 
science students (15 male and 7 female) were divided into two groups: a training 
group (TG) and a control group (CG). All participants completed the Wisconsin Card 
Sorting Task (WCST) and were tested for joint reposition sense before and after a 
four-week intervention, during which time the TG completed a series of progressive 
and challenging quadrupedal movement training sessions. RESULTS: Participants in 
the TG showed significant improvements in the WCST, with improvements in 
perseverative errors, non-perseverative errors, and conceptual level response. This 
improvement was not found in the CG. Joint reposition sense also improved for the 
TG, but only at 20degrees of shoulder flexion. CONCLUSIONS: Performance of a 
novel, progressive, and challenging task, requiring the coordination of all 4 limbs, 
has a beneficial impact on cognitive flexibility, and in joint reposition sense, although 
only at the specific joint angle directly targeted by the training. The findings are 
consistent with other studies showing improvements in executive function and joint 
reposition sense following physical activity. 
https://www.ncbi.nlm.nih.gov/pubmed/26896559 
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Michiels, E., L. Quan, F. Dumas and T. Rea (2016). "Long-term neurologic 
outcomes following paediatric out-of-hospital cardiac arrest." Resuscitation 
102: 122-126. 
 
AIM: Evaluate long-term neurologic outcome for paediatric survivors of OHCA. 
METHODS: Subjects <19 years who experienced OHCA from 1976-2007 and 
survived to hospital discharge were included. Demographics, neurologic outcomes 
and years of survival were determined using the King County Emergency Medical 
Service cardiac arrest database, Seattle Children's Hospital medical records, 
Washington State Death Database and National Death Index. A Paediatric Cerebral 
Performance Category (PCPC) score (1-6) was determined for the index 
hospitalization discharge and all subsequent visits. RESULTS: From 1976-2007, 
1683 cases of OHCA resulted in 91 survivors to hospital discharge. 18/91 survivors 
identified had pre-morbid conditions. 72/91 survivors had follow-up PCPC scores. 
Patients were: </=5 years (53%) and 54% female. 33/35 patients with initial 
favorable neurologic outcomes (PCPC 1-2) maintained favorable neurologic status in 
long-term follow-up. 14/37 patients with initial unfavorable neurologic outcomes 
(PCPC 3-5) remained unfavorable over long-term follow-up. Six unfavorable patients 
showed some improvement, three of whom achieved favorable PCPC scores at last 
evaluation. One unfavorable patient declined from PCPC 4 to PCPC 5. Twenty 
patients with an initial unfavorable neurologic outcome died in long-term follow-up. 
CONCLUSIONS: In this cohort study of neurologic outcomes for paediatric OHCA 
survivors, a favorable initial PCPC score was highly associated with stable long-term 
neurological outcomes. Those with poor neurologic status at initial discharge were 
unlikely to improve and were at greatest risk to die in follow-up. Future studies 
should focus on improving neurologic outcomes and prospectively evaluating the 
long-term neurologic course. 
https://www.ncbi.nlm.nih.gov/pubmed/26826563 

 
 
Morales-Suarez-Varela, M., E. A. Nohr, B. H. Bech, C. Wu and J. Olsen (2016). 
"Smoking, physical exercise, BMI and late foetal death: a study within the 
Danish National Birth Cohort." Eur J Epidemiol 31(10): 999-1009. 
 
The aim of this paper was to estimate the effect of maternal and paternal smoking on 
foetal death (miscarriage and stillbirth) and to estimate potential interactions with 
physical exercise and pre-pregnancy body mass index. We selected 87,930 
pregnancies from the population-based Danish National Birth Cohort. Information 
about lifestyle, occupational, medical and obstetric factors was obtained from a 
telephone interview and data on pregnancy outcomes came from the Danish 
population based registries. Cox regression was used to estimate the hazard ratios 
(adjusted for potential confounders) for predominantly late foetal death (miscarriage 
and stillbirth). An interaction contrast ratio was used to assess potential effect 
measure modification of smoking by physical exercise and body mass index. The 
adjusted hazard ratio of foetal death was 1.22 (95 % CI 1.02-1.46) for couples where 
both parents smoked compared to non-smoking parents (miscarriage: 1.18, 95 % CI 
0.96-1.44; stillbirth: 1.32, 95 % CI 0.93-1.89). On the additive scale, we detected a 
small positive interaction for stillbirth between smoking and body mass index 
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(overweight women). In conclusion, smoking during pregnancy was associated with 
a slightly higher hazard ratio for foetal death if both parents smoked. This study 
suggests that smoking may increase the negative effect of a high BMI on foetal 
death, but results were not statistically significant for the interaction between 
smoking and physical exercise. 
https://www.ncbi.nlm.nih.gov/pubmed/27535278 

 
 
Morgan, J. E., J. Cleminson, K. Atkin, L. A. Stewart and R. S. Phillips (2016). 
"Systematic review of reduced therapy regimens for children with low risk 
febrile neutropenia." Support Care Cancer 24(6): 2651-2660. 
 
PURPOSE: Reduced intensity therapy for children with low-risk febrile neutropenia 
may provide benefits to both patients and the health service. We have explored the 
safety of these regimens and the effect of timing of discharge. METHODS: Multiple 
electronic databases, conference abstracts and reference lists were searched. 
Randomised controlled trials (RCT) and prospective observational cohorts examining 
the location of therapy and/or the route of administration of antibiotics in people 
younger than 18 years who developed low-risk febrile neutropenia following 
treatment for cancer were included. Meta-analysis using a random effects model was 
conducted. I (2) assessed statistical heterogeneity not due to chance. 
REGISTRATION: PROSPERO (CRD42014005817). RESULTS: Thirty-seven 
studies involving 3205 episodes of febrile neutropenia were included; 13 RCTs and 
24 prospective observational cohorts. Four safety events (two deaths, two intensive 
care admissions) occurred. In the RCTs, the odds ratio for treatment failure 
(persistence, worsening or recurrence of fever/infecting organisms, antibiotic 
modification, new infections, re-admission, admission to critical care or death) with 
outpatient treatment was 0.98 (95% confidence interval (95%CI) 0.44-2.19, I (2) = 0 
%) and with oral treatment was 1.05 (95%CI 0.74-1.48, I (2) = 0 %). The estimated 
risk of failure using outpatient therapy from all prospective data pooled was 11.2 % 
(95%CI 9.7-12.8 %, I (2) = 77.2 %) and using oral antibiotics was 10.5 % (95%CI 
8.9-12.3 %, I (2) = 78.3 %). The risk of failure was higher when reduced intensity 
therapies were used immediately after assessment, with lower rates when these 
were introduced after 48 hours. CONCLUSIONS: Reduced intensity therapy for 
specified groups is safe with low rates of treatment failure. Services should consider 
how these can be acceptably implemented. 
https://www.ncbi.nlm.nih.gov/pubmed/26757936 

 
 
Morris, A. D., J. Chen, E. Lau and J. Poh (2016). "Domperidone-Associated QT 
Interval Prolongation in Non-oncologic Pediatric Patients: A Review of the 
Literature." Can J Hosp Pharm 69(3): 224-230. 
 
BACKGROUND: Domperidone is a prokinetic agent used to treat pediatric 
gastroesophageal reflux disease. Health Canada has issued warnings about an 
increased risk of domperidone-associated ventricular arrhythmias and sudden 
cardiac death. However, the supporting data referred only to adult patients; 
therefore, extrapolating the safety risks to pediatric patients is difficult. OBJECTIVE: 
To summarize and evaluate the evidence for domperidone-associated QT interval 
prolongation, ventricular arrhythmias, and sudden cardiac death to determine the 
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safety of this drug for pediatric patients. DATA SOURCES: Two databases 
(MEDLINE [1946 to August 2015] and Embase [1980 to August 2015]) were 
searched with the following Medical Subject Headings and keywords: 
"domperidone", "arrhythmias, cardiac", "death, sudden, cardiac", 
"electrocardiography", "heart diseases", "long QT syndrome", "tachycardia, 
ventricular", "torsades de pointes", and "ventricular fibrillation". The search was 
limited to studies conducted in humans under 18 years of age and published in 
English. STUDY SELECTION AND DATA EXTRACTION: Original research included 
in this review reported on the cardiac-related safety of domperidone in nononcologic 
patients under 18 years of age. DATA SYNTHESIS: Of the 5 studies meeting the 
inclusion criteria (n = 137 patients), one reported a statistically significant change in 
the corrected QT (QTc) interval, but the clinical significance was unclear. Most of the 
studies reported rare occurrences of pathological QTc intervals in a limited number 
of patients. However, confounding factors (e.g., abnormal electrolyte level or 
concurrent medications) were not consistently considered. Potential bias might have 
been alleviated by blinding of electrocardiogram (ECG) assessors; however, this was 
not consistently implemented. The designs of the included studies did not allow 
assessment of causality. The results should be interpreted with caution. 
CONCLUSIONS: Although the available evidence is limited, pathological QTc 
intervals were noted among a small number of infants, which supports the possibility 
of domperidone-associated risk of prolonged QTc interval. Because of the potential 
severity of QT interval prolongation, individual assessment and routine ECG 
monitoring should be implemented for patients receiving domperidone. 
https://www.ncbi.nlm.nih.gov/pubmed/27403002 

 
Mukhopadhyay, K., R. Mahajan, P. Malhi and A. Kumar (2016). 
"Neurodevelopmental Outcome of Extremely Low Birth Weight Children at 
Corrected Age of Two Years." Indian Pediatr 53(5): 391-393. 
 
OBJECTIVE: To assess the neurodevelopmental, cognitive and behavioral function 
of extremely low birth weight babies (ELBW) till corrected age of two years. 
METHODS: 79 ELBW babies were enrolled and followed at 1 year (n=50), 18 
months (n=47) and 2 years (n=36). Adverse composite outcome was defined as 
death or moderate-to-severe neurodevelopmental impairment (defined as either 
cerebral palsy or DQ score <70 or deafness or blindness). RESULTS: At 1 year, 
24% were neurologically abnormal. At 18 months, average score (>85) was seen in 
25 (54%) children in motor and 8 (17%) in mental development. Abnormal behavioral 
score (?12) was seen in 89% children. Adverse composite outcome was present in 
28 (35.4%) babies. CONCLUSIONS: ELBW neonates are at a high risk of 
neurodevelopmental and behavioral impairment. 
https://www.ncbi.nlm.nih.gov/pubmed/27254046 

 
 
Nelson, K. E., L. C. Rosella, S. Mahant and A. Guttmann (2016). "Survival and 
Surgical Interventions for Children With Trisomy 13 and 18." Jama 316(4): 420-
428. 
 
IMPORTANCE: Trisomy 13 and 18 are genetic diagnoses with characteristic 
physical features, organ anomalies, and neurodevelopmental disability. Most 
children with these disorders die shortly after birth, although limited data suggest 
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some children survive longer. Surgeries are controversial, and little evidence is 
available about outcomes. OBJECTIVE: To describe survival and utilization of any 
type of surgery among children with trisomy 13 and 18 born over a 21-year period in 
Ontario, Canada. DESIGN, SETTING, AND PARTICIPANTS: This retrospective 
cohort study used linked health administrative databases to identify children born in 
Ontario between April 1, 1991, and March 31, 2012, with a diagnosis code for 
trisomy 13 or 18 on a hospital record in the first year of life. Survival was calculated 
from birth and death dates; children living on March 31, 2013, were censored at their 
last clinical encounter. EXPOSURES: All procedures classified as occurring in an 
operating room through March 31, 2013, were categorized as major, intermediate, or 
minor surgeries. MAIN OUTCOMES AND MEASURES: Survival and surgical 
procedure utilization. RESULTS: The cohorts included 174 children with trisomy 13 
(mean [SD] birth weight, 2.5 [0.7] kg; 98 [56.3%] female); and 254 children with 
trisomy 18 (mean birth weight, 1.8 [0.7] kg; 157 [61.8%] female), with follow-up times 
of 0 to more than 7000 days. Median (interquartile range [IQR]) survival times were 
12.5 (2-195) days for trisomy 13 and 9 (2-92) days for trisomy 18. Mean 1-year 
survival for trisomy 13 was 19.8% (95% CI, 14.2%-26.1%) and 12.6% (95% CI, 
8.9%-17.1%) for trisomy 18. Ten-year survival for trisomy 13 was 12.9% (95% CI, 
8.4%-18.5%) and 9.8% (95% CI, 6.4%-14.0%) for trisomy 18. Survival did not 
change over the study period. Forty-one children (23.6%) with trisomy 13 and 35 
children (13.8%) with trisomy 18 underwent surgeries, ranging from myringotomy to 
complex cardiac repair. Median age at first surgery for trisomy 13 was 92 (IQR, 30.5-
384.5) days and for trisomy 18, it was 205.5 (IQR, 20.0-518.0) days. Kaplan-Meier 
curves showed 1-year survival after first surgery of 70.7% (95% CI, 54.3%-82.2%; n 
= 23) for trisomy 13 and 68.6% (95% CI, 50.5%-81.2%; n = 29) for trisomy 18. 
CONCLUSIONS AND RELEVANCE: Among children born with trisomy 13 or 18 in 
Ontario, early mortality was the most common outcome, but 10% to 13% survived for 
10 years. Among children who underwent surgical interventions, 1-year survival was 
high. 
https://www.ncbi.nlm.nih.gov/pubmed/27458947 

 
 
Nunez-Ramos, R., S. Montoro, M. Bellusci, M. R. Del Fresno-Valencia, M. 
German-Diaz, P. Urruzuno, E. Medina and J. Manzanares (2016). "Acute Liver 
Failure: Outcome and Value of Pediatric End-Stage Liver Disease Score in 
Pediatric Cases." Pediatr Emerg Care. 
 
PURPOSE: The aims of this study were to analyze the characteristics of patients 
with acute liver failure (ALF) in our center and evaluate the prognostic value of the 
Pediatric End-Stage Liver Disease (PELD) score calculated at admission. 
PATIENTS AND METHODS: A retrospective analysis of patients with ALF younger 
than 15 years between 2005 and 2013 was performed. Information collected 
included age, sex, etiology of ALF, laboratory tests, PELD score, stage of 
encephalopathy, and need for liver support devices such as MARS and/or liver 
transplant (LT) and survival. A poor prognosis was defined as the need for LT or 
death. RESULTS: Twenty patients (10 male patients, 50%) with a median age of 2.6 
years (3 days-14.5 y old) were included. Acute liver failure was of indeterminate 
cause in 5 cases (25%). Within the recognized causes, the most frequent were viral 
hepatitis (herpes simplex virus, adenovirus, influenza B, Epstein-Barr virus), 
autoimmune hepatitis, and metabolopathies. Sixty percent presented with 
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encephalopathy at diagnosis. Four patients were aided by a MARS liver support 
device. Six patients received a total of 7 transplants, all from deceased donors. The 
rate of spontaneous recovery was 45%. Currently 13 patients (65%) are living, 4 of 
them with an LT. Six patients died because of ALF. The mean PELD score of 
patients with spontaneous recovery was 15.31 (5.3-27.6) compared with a mean of 
29.5 (17.2-39.4) in LT patients and 31.55 (15.8-52.4) for nonsurvivors (P = 0.013). 
CONCLUSIONS: High PELD scores at diagnosis were accurate predictors of a poor 
prognosis in our patients with ALF. This model may help in the clinical management 
of this entity, although prospective validation is needed. 
https://www.ncbi.nlm.nih.gov/pubmed/27749626 

 
 
Oishi, K., R. Arnon, M. P. Wasserstein and G. A. Diaz (2016). "Liver 
transplantation for pediatric inherited metabolic disorders: Considerations for 
indications, complications, and perioperative management." Pediatr 
Transplant 20(6): 756-769. 
 
LT is an effective therapeutic option for a variety of IEM. This approach can 
significantly improve the quality of life of patients who suffer from severe disease 
manifestations and/or life-threatening metabolic decompensations despite 
medical/dietary management. Due to the significant risks for systemic complications 
from surgical stressors, careful perioperative management is vital. Even after LT, 
some disorders require long-term dietary restriction, medical management, and 
monitoring of metabolites. Successful liver transplant for these complex disorders 
can be achieved with disease- and patient-specific strategies using a 
multidisciplinary approach. In this article, we review indications, complications, 
perioperative management, and long-term follow-up recommendations for IEM that 
are treatable with LT. 
https://www.ncbi.nlm.nih.gov/pubmed/27329540 

 
 
Ong, C., J. H. Lee, M. K. Leow and Z. A. Puthucheary (2016). "Functional 
Outcomes and Physical Impairments in Pediatric Critical Care Survivors: A 
Scoping Review." Pediatr Crit Care Med 17(5): e247-259. 
 
OBJECTIVE: Although more children are surviving critical illness, little is known 
about long-term physical impairment. This scoping review aims to critically appraise 
existing literature on functional outcome measurement tools, prevalence, and risk 
factors for physical impairments in pediatric critical care survivors. DATA SOURCES: 
PubMed, Embase, and Cumulative Index to Nursing and Allied Health Literature, 
using a combination of MeSH terms and keywords (critical illness, intensive care, 
and functional outcomes/status). STUDY SELECTION: All human studies reporting 
functional outcomes in children 0-18 years old admitted to the PICU. Non-English 
language, adult and preterm infant studies were excluded. DATA SYNTHESIS: 
Three global assessment tools and eight multidimensional measures were used to 
measure functional outcome in pediatric survivors of critical illness. Rates of 
acquired functional impairment in a general pediatric intensive care cohort ranged 
from 10% to 36% at discharge and 10% to 13% after more than 2 years. Risk factors 
for acquired functional impairment include illness severity, the presence of organ 
dysfunction, length of ICU stay, and younger age. There is some evidence that 
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physical impairment may be more severe and persistent than psychosocial 
components. CONCLUSIONS: Functional impairment may be persistent in pediatric 
survivors of critical care. Unfortunately, studies varied largely in measurement timing 
and tools used. The lack of differentiation between impairment in different functional 
domains limited the generalizability of data. Further studies using a combination of 
standardized measures at various time points of the disease process can help 
establish more comprehensive rates of physical impairment. 
https://www.ncbi.nlm.nih.gov/pubmed/27030932 

 
 
Ostahowski, P. J., N. Kannan, M. S. Wainwright, Q. Qiu, R. B. Mink, J. I. Groner, 
M. J. Bell, C. C. Giza, D. F. Zatzick, R. G. Ellenbogen, L. N. Boyle, P. H. Mitchell 
and M. S. Vavilala (2016). "Variation in seizure prophylaxis in severe pediatric 
traumatic brain injury." J Neurosurg Pediatr 18(4): 499-506. 
 
OBJECTIVE Posttraumatic seizure is a major complication following traumatic brain 
injury (TBI). The aim of this study was to determine the variation in seizure 
prophylaxis in select pediatric trauma centers. The authors hypothesized that there 
would be wide variation in seizure prophylaxis selection and use, within and between 
pediatric trauma centers. METHODS In this retrospective multicenter cohort study 
including 5 regional pediatric trauma centers affiliated with academic medical 
centers, the authors examined data from 236 children (age < 18 years) with severe 
TBI (admission Glasgow Coma Scale score </= 8, ICD-9 diagnosis codes of 800.0-
801.9, 803.0-804.9, 850.0-854.1, 959.01, 950.1-950.3, 995.55, maximum head 
Abbreviated Injury Scale score >/= 3) who received tracheal intubation for >/= 48 
hours in the ICU between 2007 and 2011. RESULTS Of 236 patients, 187 (79%) 
received seizure prophylaxis. In 2 of the 5 centers, 100% of the patients received 
seizure prophylaxis medication. Use of seizure prophylaxis was associated with 
younger patient age (p < 0.001), inflicted TBI (p < 0.001), subdural hematoma (p = 
0.02), cerebral infarction (p < 0.001), and use of electroencephalography (p = 0.023), 
but not higher Injury Severity Score. In 63% cases in which seizure prophylaxis was 
used, the patients were given the first medication within 24 hours of injury, and 50% 
of the patients received the first dose in the prehospital or emergency department 
setting. Initial seizure prophylaxis was most commonly with fosphenytoin (47%), 
followed by phenytoin (40%). CONCLUSIONS While fosphenytoin was the most 
commonly used medication for seizure prophylaxis, there was large variation within 
and between trauma centers with respect to timing and choice of seizure prophylaxis 
in severe pediatric TBI. The heterogeneity in seizure prophylaxis use may explain 
the previously observed lack of relationship between seizure prophylaxis and 
outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/27258588 

 
 
Pal, S., J. Jones, S. Job, L. Maynard, A. Curley and P. Clarke (2016). 
"Characteristics of babies who unexpectedly survive long term after 
withdrawal of intensive care." Acta Paediatr 105(5): 468-474. 
 
AIM: Occasional babies survive long term after withdrawal of intensive care despite a 
poor prognosis. We aimed to review in detail the clinical cases, characteristics, and 
outcomes of neonates with unexpected protracted survival following planned 
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withdrawal of intensive cardiorespiratory support. METHODS: We reviewed infants 
who unexpectedly survived for more than one week following planned withdrawal of 
intensive care in two tertiary-level NICUs over a seven-year period. RESULTS: We 
identified eight long-term survivors (six term, two preterm) between 2007 and 2013. 
All had a clinical diagnosis of grade 3 hypoxic-ischaemic encephalopathy and 
severely abnormal electroencephalography and neuroimaging prior to intensive care 
withdrawal. Intensive care was withdrawn at five days postnatal age (range: two to 
nine days), but the possibility of protracted survival was discussed beforehand in 
only two cases. Three infants died before three months of age. Five infants remain 
alive, currently aged from 2.0 to 6.5 years, and all have significant 
neurodevelopmental problems. CONCLUSION: Unexpected long-term survival after 
neonatal intensive care withdrawal occurs occasionally but unpredictably. Significant 
neurodevelopmental adversity was invariable in those surviving beyond infancy. 
Ventilator dependency along with severely abnormal electroencephalography and 
neuroimaging is still compatible with long-term survival. The possibility of protracted 
survival should be discussed routinely with parents before intensive care withdrawal. 
https://www.ncbi.nlm.nih.gov/pubmed/27258588 

 
 
Pillay Smiley, N., T. Alden, W. Hartsell and J. Fangusaro (2016). "Severe 
Radiation Necrosis Successfully Treated With Bevacizumab in an Infant with 
Low-Grade Glioma and Tumor-Associated Intractable Trigeminal Neuralgia." 
Pediatr Blood Cancer 63(9): 1671-1673. 
 
We present a unique case of radiation necrosis in a child with brain stem low-grade 
glioma (LGG) presenting with trigeminal neuralgia. Despite extensive therapies, 
severe pain persisted. She received proton beam radiation with significant 
improvement. However, she developed radiation necrosis and hydrocephalus. 
Despite surgical correction of hydrocephalus, the patient remained critically ill. She 
was treated with dexamethasone and bevacizumab with rapid clinical improvement. 
Subsequent MRIs revealed almost complete resolution of the necrosis. This case 
illustrates the successful treatment of trigeminal neuralgia with radiation and a rare 
case of radiation necrosis in an LGG successfully treated with bevacizumab and 
dexamethasone. 
https://www.ncbi.nlm.nih.gov/pubmed/27187113 

 
 
Porkholm, M., S. Toiviainen-Salo, R. Seuri, T. Lonnqvist, K. Vepsalainen, U. M. 
Saarinen-Pihkala, V. Pentikainen and S. M. Kivivuori (2016). "Metronomic 
therapy can increase quality of life during paediatric palliative cancer care, but 
careful patient selection is essential." Acta Paediatr 105(8): 946-951. 
 
AIM: Children with refractory or high-risk malignancies frequently suffer from poor 
quality of life during palliative care. This study explored the effect of metronomic drug 
administration on survival and quality of life in paediatric patients with various 
refractory or high-risk tumours. METHODS: We treated 17 patients with a 
maintenance therapy that consisted of metronomic thalidomide, etoposide and 
celecoxib. The endpoints of the study were overall and progression-free survival, 
changes in the Karnofsky-Lansky scores from baseline to the end of the study 
therapy and radiological responses. RESULTS: The median overall survival after the 
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start of the study therapy was 6.2 months (range 2.0-57.7), and the six-, 12- and 24-
month survival rates were 59%, 18% and 18%, respectively. The median 
progression-free survival was 3.2 months (range 0.3-17.8). The Karnofsky-Lansky 
scores increased significantly during the study therapy (p = 0.02), with 35% of the 
patients having a transient improvement in their clinical status. Radiologically, one 
partial response and two disease stabilisations were encountered. Grade III-V 
adverse events occurred in 76% of the patients. CONCLUSION: Metronomic therapy 
may increase the quality of life during palliative care for childhood cancer, but 
requires careful patient selection to minimise the risk of serious adverse events. 
https://www.ncbi.nlm.nih.gov/pubmed/27187113 

 
 
 
Quach, P., R. El Sherif, J. Gomes and D. Krewksi (2016). "A systematic review 
of the risk factors associated with the onset and progression of primary brain 
tumours." Neurotoxicology. 
 
The overall aim of this systematic review was to identify risk factors for onset and 
natural progression, which were shown to increase, decrease, or have a null 
association with risk of primary brain tumour. For onset, the project was separated 
into two phases. The first phase consisted of a systematic search of existing 
systematic reviews and meta-analyses. Moderate to high methodological quality 
reviews were incorporated and summarized with relevant observational studies 
published since 2010, identified from a systematic search performed in phase 2. For 
natural progression, only the first phase was conducted. Standard systematic review 
methodology was utilized. Based on this review, various genetic variants, pesticide 
exposures, occupational farming/hairdressing, cured meat consumption and 
personal hair dye use appear to be associated with increased risk of onset amongst 
adults. The specific EGF polymorphsm 61-A allele within Caucasian populations and 
having a history of allergy was associated with a decreased risk. For progression, 
M1B-1 antigen was shown to increase the risk. High birth weight, pesticide exposure 
(childhood exposure, and parental occupational exposure) and maternal 
consumption of cured meat during pregnancy may also increase the risk of onset of 
childhood brain tumours. Conversely, maternal intake of pre-natal supplements (folic 
acid) appeared to decrease risk. Children with neurofibromatosis 2 were considered 
to have worse overall and relapse free survival compared to neurofibromatosis 1, as 
were those children who had grade III tumours compared to lesser grades. 
https://www.ncbi.nlm.nih.gov/pubmed/27377857 

 
 
Sandsmark, D. K. (2016). "Clinical Outcomes after Traumatic Brain Injury." 
Curr Neurol Neurosci Rep 16(6): 52. 
 
Traumatic brain injury (TBI) is a major cause of death and disability that often affects 
young people. After injury, the degree of recovery can be highly variable, with some 
people regaining near complete function while others remain severely disabled. 
Understanding what factors influence recovery is important for counseling patients 
and families in the acute period after injury and can help guide therapeutic decisions 
in the acute period following injury. In this review, prognostic algorithms useful for 
clinicians are discussed. Tools for grading patient outcomes, their role in clinical care 
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and research studies, and their limitations are reviewed. Ongoing work focusing on 
the development of biomarkers to track TBI recovery and the refinement of clinical 
outcome metrics is summarized. 
https://www.ncbi.nlm.nih.gov/pubmed/27072952 

 
 
Thompson, K., J. Gardiner and S. Resnick (2016). "Outcome of outborn infants 
at the borderline of viability in Western Australia: A retrospective cohort 
study." J Paediatr Child Health 52(7): 728-733. 
 
AIM: Preterm infants have a high risk of morbidity and mortality, which increases with 
decreasing gestational age. Inborn infants (infants born in tertiary perinatal centres) 
have higher survival and lower morbidity than outborn infants. We aimed to compare 
short-term and 1-year developmental outcomes of outborn infants at the borderline 
of viability (>/=23 to </=25 + 6 weeks gestation) with a similar cohort of inborn infants 
in the sole tertiary perinatal centre in Western Australia from 2001 to 2011. 
METHODS: This was a retrospective cohort study. Outborn infants >/=23 to </=25 + 
6 weeks gestation who survived to be transported to the Neonatal Intensive Care 
Unit (NICU) in the perinatal centre were contemporaneously matched to the next 
inborn infant of comparable gestation and birth weight. We compared mortality, 
morbidity (including intraventricular haemorrhage, necrotising enterocolitis and 
chronic lung disease) and Griffiths General Quotient scores at 1-year corrected age. 
RESULTS: There were 54 outborn and 519 inborn births in the gestational age range 
during the study period. Thirty-five (65%) outborn infants were transported to the 
NICU. Of the outborn infants, 21/54 (39%) survived to discharge compared with 
375/519 (72%) inborn infants. For the 35 outborn infants transported to NICU, 14 
(40%) died, compared with 6/35 (17%) of inborn infants. There were no differences 
in short-term and developmental outcomes in surviving infants. CONCLUSIONS: 
Outborn extremely preterm infants <26 weeks gestation have higher mortality than 
inborn counterparts. However, those transported to a tertiary NICU have similar 
morbidity and developmental outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/27149045 

 
 
Ullrich, C. K., L. Lehmann, W. B. London, D. Guo, M. Sridharan, R. Koch and J. 
Wolfe (2016). "End-of-Life Care Patterns Associated with Pediatric Palliative 
Care among Children Who Underwent Hematopoietic Stem Cell Transplant." 
Biol Blood Marrow Transplant 22(6): 1049-1055. 
 
Stem cell transplantation (SCT) is an intensive therapy offering the possibility of cure 
for life-threatening conditions but with risk of serious complications and death. 
Outcomes associated with pediatric palliative care (PPC) for children who undergo 
SCT are unknown. Therefore, we evaluated whether PPC consultation is associated 
with differences in end-of-life (EOL) care patterns for children who underwent SCT 
and did not survive. Medical records of children who underwent SCT at Boston 
Children's Hospital/Dana-Farber Cancer Institute for any indication from September 
2004 to December 2012 and did not survive were reviewed. Child demographic and 
clinical characteristics and PPC consultation and EOL care patterns were abstracted. 
Children who received PPC (PPC group) were compared with those who did not 
(non-PPC group). Children who received PPC consultation (n = 37) did not differ 
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from the non-PPC group (n = 110) with respect to demographic or clinical 
characteristics, except they were more likely to have undergone unrelated allogeneic 
SCT (PPC, 68%; non-PPC, 39%; P = .02) or to have died from treatment-related 
toxicity (PPC, 76%; non-PPC, 54%; P = .03). PPC consultation occurred at a median 
of .7 months (interquartile range [IQR], .4 to 4.2) before death. PPC consultations 
most commonly addressed goals of care/decision-making (92%), psychosocial 
support (84%), pain management (65%), and non-pain symptom management 
(70%). Prognosis discussions (ie, the likelihood of survival) occurred more commonly 
in the PPC group (PPC, 97%; non-PPC, 83%; P = .04), as did resuscitation status 
discussions (PPC, 88%; non-PPC, 58%; P = .002). These discussions also occurred 
earlier in the PPC group, for prognosis a median of 8 days (IQR, 4 to 26) before 
death compared with 2 days (IQR, 1 to 13) in the non-PPC group and for 
resuscitation status a median of 7 days (IQR, 3 to 18) compared with 2 days (IQR, 1 
to 5) in the non-PPC group (P < .001 for both of the timing of prognosis and 
resuscitation status discussions). The PPC group was also was more likely to have 
resuscitation status documented (PPC, 97%; non-PPC, 68%; P = .002). With respect 
to patterns of care, compared with non-PPC, the PPC group was as likely to die in a 
medicalized setting (ie, the hospital) (PPC, 84%; non-PPC, 77%; P = .06) or have 
hospice care (PPC, 22%; non-PPC, 18%; P = .6). However, among children who 
died in the hospital, those who received PPC were more likely to die outside the 
intensive care unit (PPC, 80%; non-PPC, 58%; P = .03). In addition, the PPC group 
was less likely to receive intervention-focused care such as intubation in the 24 
hours before death (PPC, 42%; non-PPC, 66%; P = .02) or cardiopulmonary 
resuscitation (PPC, 3%; non-PPC, 20%; P = .03) at EOL. Children who received 
PPC for at least a month were more likely to receive hospice care (PPC, 41%; non-
PPC, 5%; P = .01). Children who underwent SCT and did not survive were likely to 
die in a medicalized setting, irrespective of PPC. However, PPC was associated with 
less intervention-focused care and greater opportunity for EOL communication and 
advance preparation. In the intense, cure-oriented SCT setting, PPC may facilitate 
advance care planning in this high-risk population. 
https://www.ncbi.nlm.nih.gov/pubmed/26903381 

 
Veldhuijzen van Zanten, S. E., O. Cruz, G. J. Kaspers, D. R. Hargrave and D. G. 
van Vuurden (2016). "State of affairs in use of steroids in diffuse intrinsic 
pontine glioma: an international survey and a review of the literature." J 
Neurooncol 128(3): 387-394. 
 
Children diagnosed with diffuse intrinsic pontine glioma (DIPG) face a dismal 
prognosis, with severe neurologic deterioration and inevitable death at a median of 9 
months from diagnosis. Steroids are widely prescribed as supportive or palliative 
treatment although they are known to cause severe side effects that may reduce the 
quality of life. This study aims to review the current knowledge on, and use of, 
steroids in DIPG patients. A global questionnaire-study among health care 
professionals was performed to ascertain information on the current (multi-
)institutional and (multi-)national use of steroids, the availability of clinical guidelines, 
and the need for improvements in prescribing steroids to DIPG patients. In addition, 
an extensive literature search was performed to review studies investigating steroids 
in pediatric brain tumor patients. From 150 responding health care professionals, 
only 7 % had clinical guidelines. The use of steroids was heterogeneous and over 85 
% of respondents reported serious side effects. Fourteen articles, with low level of 
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evidence, described the use of steroids in pediatric brain tumor patients. Clinical 
trials investigating optimal dose or regimen were lacking. This study is a first 
inventory of the availability of evidence-based information and clinical guidelines, 
and the current attitude towards the use of steroids in DIPG patients. To date, the 
risk-benefit ratio of steroids in this disease is yet to be determined. We emphasize 
the need for clinical trials resulting in guidelines on steroids, and possibly alternative 
drugs, to optimize the quality of care and quality of life of DIPG patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27177627 

 
 
Wang, S. H., J. Y. Liou, C. Y. Chen, H. C. Chou, W. S. Hsieh and P. N. Tsao 
(2016). "Risk Factors for Extubation Failure in Extremely Low Birth Weight 
Infants." Pediatr Neonatol. 
 
BACKGROUND: Although antenatal steroids and early use nasal continuous positive 
airway pressure (NCPAP) have significantly improved outcomes of neonatal 
respiratory distress syndrome, intubation with ventilator support is still commonly 
required in extremely low birth weight (ELBW) infants. The optimal timing of 
extubation in ELBW infants remains unclear. METHODS: We retrospectively 
analyzed all ELBW preterm infants who were admitted to our neonatal intensive care 
unit (NICU) from January 2009 to December 2013. Demographic, ventilation, and 
arterial blood gas analysis results prior to and 2 hours after extubation were 
collected. Extubation failure was defined as reintubation due to deterioration of 
respiratory condition within 7 days after extubation. Risk factors for extubation failure 
were analyzed. RESULTS: In total, 173 ELBW infants were born and admitted to our 
NICU during these 5 years. Among these 173 infants, 77 (44.5%) used NCPAP only 
during their hospitalization (20 diagnosed with chronic lung disease (CLD), 25.9%). 
Among the 95 patients that required intubation, 27 patients expired so extubation 
was not attempted. Sixteen of 68 (23.5%) survival cases required reintubation within 
7 days after extubation. We found that gestational age, birth body weight, and sex 
ratio did not differ between the successful extubation group and the failed extubation 
group. Univariate analysis showed that the failed extubation group had a lower 
arterial pH right before and 2 hours after extubation, with a lower bicarbonate level 
after extubation. Further multivariate logistic regression analysis revealed an 
association between poor acid-base homeostasis 2 hours after extubation (pH < 7.3 
and HCO3 < 18 mM/L) and extubation failure (odds ratio 4.56 and 6.187 and 95% 
confidence interval: 1.263 approximately 16.462 and 1.68 approximately 22.791, 
respectively). CONCLUSION: This study shows that nearly half of ELBW infants do 
not require intubation. Among ELBW infants who require invasive ventilator support, 
those who have lower postextubation arterial pH and bicarbonate levels are at high 
risk of extubation failure. 
https://www.ncbi.nlm.nih.gov/pubmed/27349301 

 
 
Yang, C., M. Chilvers, M. Montgomery and S. J. Nolan (2016). "Dornase alfa for 
cystic fibrosis." Cochrane Database Syst Rev 4: Cd001127. 
 
BACKGROUND: Dornase alfa is currently used as a mucolytic to treat pulmonary 
disease (the major cause of morbidity and mortality) in cystic fibrosis. It reduces 
mucus viscosity in the lungs, promoting improved clearance of secretions. This is an 
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update of a previously published review. OBJECTIVES: To determine whether the 
use of dornase alfa in cystic fibrosis is associated with improved mortality and 
morbidity compared to placebo or other medications that improve airway clearance, 
and to identify any adverse events associated with its use. SEARCH METHODS: We 
searched the Cochrane Cystic Fibrosis and Genetic Disorders Group Trials Register 
which comprises references identified from comprehensive electronic database 
searches, handsearching relevant journals and abstracts from conferences. Date of 
the most recent search of the Group's Cystic Fibrosis Register: 30 November 
2015.Clinicaltrials.gov was also searched to identify unpublished or ongoing trials. 
Date of most recent search: 28 November 2015. SELECTION CRITERIA: All 
randomised and quasi-randomised controlled trials comparing dornase alfa to 
placebo, standard therapy or other medications that improve airway clearance. 
DATA COLLECTION AND ANALYSIS: Authors independently assessed trials 
against the inclusion criteria; two authors carried out analysis of methodological 
quality and data extraction. MAIN RESULTS: The searches identified 54 trials, of 
which 19 (including a total of 2565 participants) met our inclusion criteria. Three 
additional papers examined the healthcare cost from one of the clinical trials. Fifteen 
trials compared dornase alfa to placebo or no dornase alfa treatment (2447 
participants); two compared daily dornase to hypertonic saline (32 participants); one 
compared daily dornase alfa with hypertonic saline and alternate day dornase alfa 
(48 participants); one compared dornase alfa to mannitol and the combination of 
both drugs (38 participants). Trial duration varied from six days to three 
years.Compared to placebo, forced expiratory volume at one second improved in the 
intervention groups, with significant differences at one, three, six months and two 
years. There was also a significant improvement in lung clearance index at one 
month. There was a decrease in pulmonary exacerbations compared to placebo in 
trials of longer duration. The quality of the evidence from placebo-controlled trials 
was moderate to high for outcomes of lung function and pulmonary exacerbations. 
Limited, low quality evidence was available for changes in quality of life from 
baseline. One trial that examined the cost of care, including the cost of dornase alfa, 
found that the cost savings from dornase alfa offset 18% to 38% of the medication 
costs.The results for trials comparing dornase alfa to other medications that improve 
airway clearance (hypertonic saline or mannitol) were mixed, with one trial showing a 
greater improvement in forced expiratory volume at one second for dornase alfa 
compared to hypertonic saline, and three trials finding no difference between 
medications. In the only trial to assess the combination of dornase alfa with another 
medication compared to dornase alone, there was no benefit seen with the 
combination of dornase alfa and mannitol. Evidence of dornase alfa compared to 
other medications was limited and the open-label design of the trials may have 
induced bias, therefore the quality of the evidence was judged to be low.Dornase 
alfa did not cause significantly more adverse effects, except voice alteration and 
rash. AUTHORS' CONCLUSIONS: There is evidence to show that, compared with 
placebo, therapy with dornase alfa improves lung function in people with cystic 
fibrosis in trials lasting one month to two years. There was a decrease in pulmonary 
exacerbations in trials of six months or longer. Voice alteration and rash appear to be 
the only adverse events reported with increased frequency in randomised controlled 
trials. There is not enough evidence to firmly conclude if dornase alfa is superior to 
hyperosmolar agents in improving lung function. 
https://www.ncbi.nlm.nih.gov/pubmed/27769785 
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Yang, Z. H., B. T. Ning, C. M. Zhang, R. Lin, S. Ye and T. Liu (2016). "Clinical 
application of extracorporeal membrane oxygenation in children with 
refractory cardiopulmonary failure." World J Pediatr 12(3): 364-367. 
 
BACKGROUND: This study aimed to discribe the experience in supporting children 
with refractory cardiopulmonary failure with extracorporeal membrane oxygenation 
(ECMO). METHODS: We retrospectively reviewed 12 children with refractory 
cardiopulmonary failure supported with ECMO from February 2009 to August 2015 in 
the Pediatric Intensive Care Unit (PICU), Children's Hospital, Zhejiang University 
School of Medicine. RESULTS: Seven of the 12 patients were weaned successfully 
from ECMO and dischaged from the hospital, with a survival rate of 58.3% (7/12). 
Among them, five patients had acute fulminant myocarditis (AFM). Complications 
during ECMO included hemorrhage, hemolysis, thrombosis, acute kidney injury, and 
secondary hematogenous infection. During 1-24 month follow-up, the seven 
surviving patients recovered with normal cardiopulmonary function. CONCLUSIONS: 
ECMO is useful for supporting children with refractory cardiopulmonary failure, 
especially for treatment of AFM. 
https://www.ncbi.nlm.nih.gov/pubmed/27351572 

 
 
Young, L., M. Berg and R. Soll (2016). "Prophylactic barbiturate use for the 
prevention of morbidity and mortality following perinatal asphyxia." Cochrane 
Database Syst Rev(5): Cd001240. 
 
BACKGROUND: Seizures are common following perinatal asphyxia and may 
exacerbate secondary neuronal injury. Barbiturate therapy has been used for infants 
with perinatal asphyxia in order to prevent seizures. However, barbiturate therapy 
may adversely affect neurodevelopment leading to concern regarding aggressive 
use in neonates. OBJECTIVES: To determine the effect of administering 
prophylactic barbiturate therapy on death or neurodevelopmental disability in term 
and late preterm infants following perinatal asphyxia. SEARCH METHODS: We used 
the standard search strategy of the Cochrane Neonatal Review group to search the 
Cochrane Central Register of Controlled Trials (CENTRAL, 2015, Issue 11), 
MEDLINE via PubMed (1966 to 30 November 2015), EMBASE (1980 to 30 
November 2015), and CINAHL (1982 to 30 November 2015). We also searched 
clinical trials databases, conference proceedings, and the reference lists of retrieved 
articles for randomized controlled trials (RCT) and quasi-RCTs. SELECTION 
CRITERIA: We included all RCTs or quasi-RCTs of prophylactic barbiturate therapy 
in term and late preterm infants without clinical or electroencephalographic evidence 
of seizures compared to controls following perinatal asphyxia. DATA COLLECTION 
AND ANALYSIS: Three review authors independently selected, assessed the quality 
of, and extracted data from the included studies. We assessed methodologic quality 
and validity of studies without consideration of the results. The review authors 
independently extracted data and performed meta-analyses using risk ratios (RR) 
and risk differences (RD) for dichotomous data and mean difference for continuous 
data with 95% confidence intervals (CI). For significant results, we calculated the 
number needed to treat for an additional beneficial outcome (NNTB) or for an 
additional harmful outcome (NNTH). MAIN RESULTS: In this updated review, we 
identified nine RCTs of any barbiturate therapy in term and late preterm infants aged 
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less than three days old with perinatal asphyxia without evidence of seizures. Eight 
of these studies compared prophylactic barbiturate therapy to conventional treatment 
(enrolling 439 infants) and one study compared barbiturate therapy to treatment with 
phenytoin (enrolling 17 infants). Prophylactic barbiturate therapy versus conventional 
treatment: one small trial reported a decreased risk of death or severe 
neurodevelopmental disability for barbiturate therapy (phenobarbital) versus 
conventional treatment (RR 0.33, 95% CI 0.14 to 0.78; RD -0.55, 95% CI -0.84 to -
0.25; NNTB 2, 95% CI 1 to 4; 1 study, 31 infants) (very low quality evidence).Eight 
trials comparing prophylactic barbiturate therapy with conventional treatment 
following perinatal asphyxia demonstrated no significant impact on the risk of death 
(typical RR 0.88, 95% CI 0.55 to 1.42; typical RD -0.02, 95% CI -0.08 to 0.05; 8 
trials, 429 infants) (low quality evidence) and the one small trial noted above 
reported a significant decrease in the risk of severe neurodevelopmental disability 
(RR 0.24, 95% CI 0.06 to 0.92; RD -0.43, 95% CI -0.73 to -0.13; NNTB 2, 95% CI 1 
to 8; 1 study, 31 infants) (very low quality evidence).A meta-analysis of the six trials 
reporting on seizures in the neonatal period demonstrated a statistically significant 
reduction in seizures in the prophylactic barbiturate group versus conventional 
treatment (typical RR 0.62, 95% CI 0.48 to 0.81; typical RD -0.18, 95% CI -0.27 to -
0.09; NNTB 5, 95% CI 4 to 11; 6 studies, 319 infants) (low quality evidence). There 
were similar results in subgroup analyses based on type of barbiturate and Sarnat 
score. Prophylactic barbiturate therapy versus other prophylactic anticonvulsant 
therapy: one study reported on prophylactic barbiturate versus prophylactic 
phenytoin. There was no significant difference in seizure activity in the neonatal 
period between the two study groups (RR 0.89, 95% CI 0.07 to 12.00; 1 trial, 17 
infants). AUTHORS' CONCLUSIONS: We found only low or very low quality 
evidence addressing the use of prophylactic barbiturates in infants with perinatal 
asphyxia. Although the administration of prophylactic barbiturate therapy to infants 
following perinatal asphyxia did reduce the risk of seizures, there was no reduction 
seen in mortality and there were few data addressing long-term outcomes. The 
administration of prophylactic barbiturate therapy for late preterm and term infants in 
the immediate period following perinatal asphyxia cannot be recommended for 
routine clinical practice. If used at all, barbiturates should be reserved for the 
treatment of seizures. The results of the current review support the use of 
prophylactic barbiturate therapy as a promising area of research. Future studies 
should be of sufficient size and duration to detect clinically important reductions in 
mortality and severe neurodevelopmental disability and should be conducted in the 
context of the current standard of care, including the use of therapeutic hypothermia. 
https://www.ncbi.nlm.nih.gov/pubmed/27149645 
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Pain and Symptom Management 

Abu-Arafeh, H. and I. Abu-Arafeh (2016). "Complex regional pain syndrome in 
children: incidence and clinical characteristics." Arch Dis Child 101(8): 719-
723. 
 
OBJECTIVE: To study the clinical and epidemiological characteristics of complex 
regional pain syndrome (CRPS) in children. PATIENTS AND METHODS: All children 
and adolescents under 16 years of age with a new diagnosis of CRPS who were 
reported to the Scottish Paediatric Surveillance Unit were included. Patients' 
recruitment ran between 1 November 2011 and 31 October 2015. Information was 
collected on patients' demography, clinical features, investigations, management and 
impact of disease on child and family. The diagnosis of CRPS was made on fulfilling 
the clinical criteria of the International Association for the Study of Pain. RESULTS: 
26 cases of CRPS were reported over 4 years, giving a minimum estimated 
incidence of 1.16/100 000 (95% CI 0.87 to 1.44/100 000) children 5-15 years of age. 
Nineteen patients were female (73%) and mean age at diagnosis was 11.9 (range 
5.5-15.4 years). The median interval between onset of symptoms and diagnosis was 
2 months (range 1-12). The majority of children have single site involvement, with 
legs been more often affected than arms and the right side is more often affected 
than the left. There was a clear trauma at onset of the illness in 19 children and 
possible nerve injury in one. All investigations were normal and several treatment 
modalities were used with variable success. The disease had significant impacts on 
the patients' education and family lives. CONCLUSIONS: The estimated incidence of 
CRPS is 1.2/100 000 children 5-15 years old. The diagnosis of CRPS is often 
delayed. CRPS has a significant impact on children and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/27005945 

 
 
Agoston, A. M. and C. B. Sieberg (2016). "Nonpharmacologic Treatment of 
Pain." Semin Pediatr Neurol 23(3): 220-223. 
 
Pain is a complex biopsychosocial experience that is influenced by neurological 
processes and psychosocial factors. Systematic reviews and meta-analyses of 
randomized controlled trials of psychological interventions have demonstrated 
evidence for psychological approaches in treating procedural pain and multiple types 
of chronic pain, including headaches, abdominal pain, and musculoskeletal pain. 
This article is directed toward clinicians and would provide an overview of cognitive-
behavioral therapy, including specific cognitive-behavioral techniques for pediatric 
pain. A review is provided of preparation and psychoeducation, distraction, exposure 
and psychological desensitization, relaxation techniques, additional cognitive and 
behavioral therapy, exercise and alternative options, use of technology, 
multicomponent approaches, and final considerations in treating acute and chronic 
pain. It is important to consider multiple characteristics of the child when selecting an 
intervention for chronic pain, which are reviewed in the article. 
https://www.ncbi.nlm.nih.gov/pubmed/27989329 
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Ahola Kohut, S., J. N. Stinson, D. Ruskin, P. Forgeron, L. Harris, M. van Wyk, S. 
Luca and F. Campbell (2016). "iPeer2Peer program: a pilot feasibility study in 
adolescents with chronic pain." Pain 157(5): 1146-1155. 
 
Adolescents with chronic pain are often socially isolated, having never met others 
with chronic pain, and often feel misunderstood by healthy peers. Adolescence is a 
sensitive period for developing one's sense of self and autonomy, which often occurs 
in the context of peer relationships. This developmental process is disrupted in 
adolescents when their chronic pain interferes with their social interactions. Peer 
mentoring is proposed as a developmentally timely intervention. The aim of this 
study is to develop and test the feasibility, acceptability, and impact of the 
iPeer2Peer program. The iPeer2Peer program is a tailored peer mentorship program 
that provides modeling and reinforcement by peers (trained young adults with 
chronic pain aged 18-25 years who have learned to successfully manage their pain). 
This program aimed to enhance self-management of chronic pain in adolescents 
through 10 Skype video calls over the course of 8 weeks. A pilot randomized 
controlled trial design using waitlist controls was used in an adolescent chronic pain 
sample. Twenty-eight adolescents aged 14.8 +/- 1.6 years (93% female) completed 
the trial (intervention: n = 12; control n = 16). Three adolescents completed the 
intervention after completing their participation in the control arm. The iPeer2Peer 
program was feasible and acceptable, provided the adolescents were given more 
time to complete all 10 calls. When compared with controls, adolescents who 
completed the iPeer2Peer program had significant improvement in self-management 
skills and their coping efforts were more successful. The iPeer2Peer program is a 
promising peer mentoring intervention that complements standard care for 
adolescents with chronic pain. 
https://www.ncbi.nlm.nih.gov/pubmed/26808145 

 
 
Ajjan, N. and S. Shenton (2016). "COMPARING ORAL PARACETAMOL DOSES 
IN PAEDIATRICS WITH THE NEW BNF-C DOSING." Arch Dis Child 101(9): e2. 
 
The BNF-C 2014-20151 highlighted some key changes to the dosing of paracetamol 
in paediatrics, including a change in maximum daily dosage of oral paracetamol from 
90 mg/kg/day to 75 mg/kg/day for post-operative pain, and inclusion of age-banded 
dosing for pain and pyrexia.The local Trust Paediatric Acute Pain Management 
Manual2 has acknowledged this change, but advised a maximum daily dose of 80 
mg/kg/day. This audit was undertaken to determine whether national proposed 
changes were implemented in practice, in comparison with local guidelines. AIMS: 
The aims and objectives of the audit were to compare oral paracetamol dosing in 
both medical and surgical settings with the new BNF-C dosing. METHOD: Data were 
collected over a two week period in September 2014, from two medical and two 
surgical paediatric wards. The criteria for data collection included paediatric patients 
above the age of one month and up to 18 years, prescribed oral paracetamol for pain 
or pyrexia.The following data were collected:black triangle right Initials of patients 
and age (for identification purposes and to prevent duplications)black triangle right 
Weight (to assess appropriate and safe prescribing)black triangle right Reason for 
admission (to distinguish between medical and surgical settings). RESULTS: Data 
were collected from 24 medical and 48 surgical patients (age range 1 month-16 
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years).The key findings were:19/24 medical patients were dosed according to the 
BNF-C age banded guidelines; 5/24 were dosed according to weight: 3 followed the 
Trust Manual; 1/24 followed the BNF-C, and 1 miscellaneous. No patients had a 
dose exceeding 80 mg/kg/day.87% of surgical patients were dosed according to the 
weight based calculation, 69% of whom were within the maximum daily dose of 75 
mg/kg. Of the 31% whose daily dose exceeded 75 mg/kg, all were less than 80 
mg/kg/day.The Trust Pain Manual does not include the dose banding as per the 
BNF-C but recommends 20 mg/kg 6 hourly (max 80 mg/kg/day) for acute pain in this 
age group. CONCLUSION: Children on the medical wards were prescribed 
paracetamol following age banded dosing as per BNF-C, whereas surgical wards 
were more likely to dose by weight following the Trust Pain Manual.The Trust Pain 
Manual differs from the BNF-C and recommends a maximum daily dose of 80 
mg/kg/day for acute severe pain, to ensure adequate pain control and minimise 
calculation errors. Despite the new guidance in the BNF-C, it was found that many 
patients were prescribed a maximal daily dose greater than 75 mg/kg/day; however 
no patient's daily dose exceeded 80 mg/kg/day as indicated in the Manual.The main 
finding from the audit was that prescribers were not aware of the change in maximal 
daily dose of oral paracetamol. To highlight this important point, a poster was 
designed and distributed amongst the medical and surgical staff on the wards, 
highlighting that the dose should not exceed 75 mg/kg in a 24 hour period. 
https://www.ncbi.nlm.nih.gov/pubmed/27540194 

 
 
Albashtawy, M., H. Gharaibeh, F. Alhalaiqa, A. M. Batiha, M. Freij, A. Saifan, K. 
Al-Awamreh, S. Hamadneh, M. Al-Kloub and A. Khamaiseh (2016). "The Health 
Belief Model's Impacts on the Use of Complementary and Alternative Medicine 
by Parents or Guardians of Children with Cancer." Iran J Public Health 45(5): 
708-709. 
https://www.ncbi.nlm.nih.gov/pubmed/27398349 

 
 
Allegaert, K. and J. N. van den Anker (2016). "Neonatal pain management: still 
in search for the Holy Grail." Int J Clin Pharmacol Ther 54(7): 514-523. 
 
Inadequate pain management but also inappropriate use of analgesics in early 
infancy has negative effects on neurodevelopmental outcome. As a consequence, 
neonatal pain management is still in search for the Holy Grail. At best, effective pain 
management is based on prevention, assessment, and treatment followed by a re-
assessment of the pain to determine if additional treatment is still necessary. 
Unfortunately, epidemiological observations suggest that neonates are undergoing 
painful procedures very frequently, unveiling the need for effective preventive, non-
pharmacological strategies. In addition, assessment is still based on validated, 
multimodal, but subjective pain assessment tools. Finally, in neonatal intensive care 
units, there is a shift in clinical practices (e.g., shorter intubation and ventilation), and 
this necessitates the development and validation of new pharmacological treatment 
modalities. To illustrate this, a shift in the use of opioids to paracetamol has occurred 
and short-acting agents (remifentanil, propofol) are more commonly administered to 
neonates. In addition to these new modalities and as part of a more advanced 
approach of the developmental pharmacology of analgesics, pharmacogenetics also 
emerged as a tool for precision medicine in neonates. To assure further 
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improvement of neonatal pain management the integration of pharmacogenetics with 
the usual covariates like weight, age and/or disease characteristics is needed. 
https://www.ncbi.nlm.nih.gov/pubmed/27398349 

 
 
Allen, J. M., D. M. Graef, J. H. Ehrentraut, B. L. Tynes and V. M. Crabtree (2016). 
"Sleep and Pain in Pediatric Illness: A Conceptual Review." CNS Neurosci Ther 
22(11): 880-893. 
 
BACKGROUND: Sleep disruption is a common comorbidity of pediatric pain. 
Consequences of pain and disrupted sleep, evidence for the pain-sleep relation, and 
how aspects of illness, treatment, and pharmacological pain management may 
contribute to or exacerbate these issues are presented. AIMS: This conceptual 
review explored the relation between pain and sleep in children diagnosed with 
chronic medical or developmental conditions. The goal of this review is to expand 
upon the literature by examining common themes in sleep disturbances associated 
with painful conditions across multiple pediatric illnesses. Populations reviewed 
include youth with intellectual and developmental disabilities (IDD), migraines, cystic 
fibrosis (CF), sickle cell disease (SCD), cancer, juvenile idiopathic arthritis (JIA), 
juvenile fibromyalgia (JFM), and functional gastrointestinal disorders (FGIDs). 
RESULTS: Consistent evidence demonstrates that children with medical or 
developmental conditions are more vulnerable to experiencing pain and subjective 
sleep complaints than healthy peers. Objective sleep concerns are common but 
often under-studied. Evidence of the pain-sleep relationship exists, particularly in 
pediatric SCD, IDD, and JIA, with a dearth of studies directly examining this relation 
in pediatric cancer, JFM, CF, and FGIDs. Findings suggest that assessing and 
treating pain and sleep disruption is important when optimizing functional outcomes. 
CONCLUSION: It is essential that research further examine objective sleep, 
elucidate the pain-sleep relationship, consider physiological and psychosocial 
mechanisms of this relationship, and investigate nonpharmacological interventions 
aimed at improving pain and sleep in vulnerable pediatric populations. 
https://www.ncbi.nlm.nih.gov/pubmed/27398349 

 
 
Alriksson-Schmidt, A. and G. Hagglund (2016). "Pain in children and 
adolescents with cerebral palsy: a population-based registry study." Acta 
Paediatr 105(6): 665-670. 
 
AIM: We assessed prevalence and location of pain in a total population of children 
and adolescents with cerebral palsy (CP) based on the Gross Motor Function 
Classification System (GMFCS), age and gender. METHODS: This cross-sectional 
study was based on the last assessment of children aged 1-14 years in the 
combined Swedish follow-up programme and national quality register programme for 
CP. All were born 2001-2012 and reported to the registry in 2013-2014. Logistic 
regression was used to regress age, gender and the GMFCS level on the presence 
of pain. We also assessed pain sites among GMFCS groups. RESULTS: We 
included 2777 children (57% boys) at a median age of 7 years; 32.4% reported pain, 
with significantly more girls than boys experiencing pain and significantly more 
children at GMFCS levels III and V than GMFCS I. Pain frequency increased with 
age and differences among GMFCS levels were found in the lower extremities and 
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abdomen. Pain in the abdomen and hips was most frequent at GMFCS V, knee pain 
at level III and foot pain at level I. CONCLUSION: Our results showed that although 
a lower prevalence than in many other studies, pain constituted a significant problem 
in children and adolescents with CP. 
https://www.ncbi.nlm.nih.gov/pubmed/26880375 

 
 
Alshaikh, N. M., J. P. Martinez and M. C. Pitt (2016). "Perception of pain during 
electromyography in children: A prospective study." Muscle Nerve 54(3): 422-
426. 
 
INTRODUCTION: Electrodiagnostic examination is perceived as a painful 
examination. An accurate assessment of its discomfort would be valuable to 
children, their parents, and clinicians. METHODS: We performed a prospective study 
of pediatric patients seen over 3 months at 1 center. Pain was scored for both nerve 
conduction studies and needle electromyography (EMG) on validated scales, 
depending on the child's age and in comparison with venipuncture. RESULTS: In 
100 cases the pain recorded fell within the moderate range on the scoring systems 
used. Sixty-six percent of patients described the pain to be equivalent or less than 
that with venipuncture. EMG of > 1 muscle or a proximal muscle produced more pain 
in patients <4 years of age. CONCLUSIONS: When discussing the test with patients, 
the physician should reassure the patient and parents regarding the degree of pain 
that may be encountered, which is not materially different from venipuncture. Muscle 
Nerve 54: 422-426, 2016. 
https://www.ncbi.nlm.nih.gov/pubmed/26852012 

 
 
Amadori, F., E. Bardellini, G. Conti, N. Pedrini, R. F. Schumacher and A. 
Majorana (2016). "Low-level laser therapy for treatment of chemotherapy-
induced oral mucositis in childhood: a randomized double-blind controlled 
study." Lasers Med Sci 31(6): 1231-1236. 
 
The aim of this study was to verify if low-level laser therapy could be useful to reduce 
chemotherapy-related oral mucositis grading and pain in childhood undergoing 
chemotherapy. A randomized double-blind clinical trial was carried out. Patients from 
3 to 18 years of age undergoing cancer therapy and presenting OM grade 2 or more 
were eligible for this study. Patients were randomly divided in two groups: group A 
received laser therapy from the day of OM diagnosis and other 3 consecutive days 
(830 nm wavelength, power 150 mW, spot size 1 cm(2), 30 s per cm(2), energy 
density 4.5 J/cm(2)); group B received sham therapy (placebo) with the same timing. 
Two blind clinicians performed OM scoring and pain evaluation at day 1 (immediately 
before the beginning of laser treatment-T0), day 4 (after finishing laser therapy cycle-
T1) and at day 7 (T2) as follow-up. A total of 123 patients were included in the study. 
Group A was composed of 62 children while group B is 61; in both groups, there was 
a progressive reduction in grade of OM, and at day 7, not every mucosal lesion 
disappeared. The difference in the decline of OM grading between the two groups 
resulted not statistically significant (p = 0.07). A statistically significant difference in 
pain reduction between two groups both at T1 and at T2 (p < 0.005) was observed. 
This study demonstrated the efficacy of LLLT in reducing pain due to chemotherapy-
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induced oral mucositis in children, while no significant benefit was noted in reducing 
OM grade. 
https://www.ncbi.nlm.nih.gov/pubmed/27272517 

 
 
Baccei, M. L. (2016). "Rewiring of Developing Spinal Nociceptive Circuits by 
Neonatal Injury and Its Implications for Pediatric Chronic Pain." Children 
(Basel) 3(3). 
 
Significant evidence now suggests that neonatal tissue damage can evoke long-
lasting changes in pain sensitivity, but the underlying cellular and molecular 
mechanisms remain unclear. This review highlights recent advances in our 
understanding of how injuries during a critical period of early life modulate the 
functional organization of synaptic networks in the superficial dorsal horn (SDH) of 
the spinal cord in a manner that favors the excessive amplification of ascending 
nociceptive signaling to the brain, which likely contributes to the generation and/or 
maintenance of pediatric chronic pain. These persistent alterations in synaptic 
function within the SDH may also contribute to the well-documented "priming" of 
developing pain pathways by neonatal tissue injury. 
https://www.ncbi.nlm.nih.gov/pubmed/27657152 

 
 
Balkin, E. M., D. Thompson, K. E. Colson, C. G. Lam and K. K. Matthay (2016). 
"Physician Perspectives on Palliative Care for Children With Neuroblastoma: 
An International Context." Pediatr Blood Cancer 63(5): 872-879. 
 
BACKGROUND: Studies have shown that children with cancer globally lack access 
to palliative care. Little is known regarding physicians' perceptions of palliative care, 
treatment access, and self-reported competence in providing palliative care. 
PROCEDURE: Members of the Global Neuroblastoma Network (online tumor board) 
were surveyed. Eighty-three respondents met inclusion criteria; 53 (64%) completed 
the survey. RESULTS: Most respondents trained in high-income countries (HIC) but 
practice in low- and middle-income countries (LMIC), and care for more than five 
patients with neuroblastoma annually. WHO Essential Medicines in palliative care 
varied in availability, with incomplete access across LMIC centers. 
Nonpharmacologic therapies were inconsistently available. Contrary to international 
definitions, 17% of respondents inappropriately considered palliative care as that 
initiated only after curative therapy is stopped. Mean physician competence 
composite score (Likert scale 1-5, 5 = very competent) in providing symptomatic 
relief and palliative care across phases of care was 2.93 (95% CI 2.71-3.22). 
Physicians reported significantly greater competence in symptom management 
during cure-directed therapy than during end-of-life (P = 0.02) or when patients are 
actively dying (P = 0.007). Practicing in HIC, prior palliative care training, having 
access to radiotherapy, and not having to turn patients away due to bed shortages 
were significantly predictive of perceived competence in providing palliative care at 
end of life. CONCLUSIONS: An international sample identified gaps in treatment and 
palliative care service availability, in understanding the definition of palliative care, 
and in self-reported competence in providing palliative care. Increased perceived 
competence was associated with training, which supports the need for increased 
palliative care education and advocacy, especially in LMIC. 
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Berde, C., A. Koka and C. Donado-Rincon (2016). "Lidocaine Infusions and 
Other Options for Opioid-Resistant Pain Due to Pediatric Advanced Cancer." 
Pediatr Blood Cancer 63(7): 1141-1143. 
https://www.ncbi.nlm.nih.gov/pubmed/27082947  

 
 
Birnie, K. A., C. T. Chambers, J. Chorney, C. V. Fernandez and P. J. McGrath 
(2016). "A Multi-Informant Multi-Method Investigation of Family Functioning 
and Parent-Child Coping During Children's Acute Pain." J Pediatr Psychol. 
 
OBJECTIVE: To explore relations between family functioning and child acute pain, 
including pain ratings, coping, and parent-child behaviors. METHODS: Community 
sample of 171 dyads including one child aged 8-12 years (52% girls) and one parent 
(79% mothers). Family functioning was assessed via child and parent self-report, 
and observation during a conflict discussion task. Children and parents rated pain 
catastrophizing at baseline, and child pain and distress following a cold pressor task 
(CPT). Parent-child interactions during the CPT were coded for observed behaviors 
during child pain. RESULTS: Self-report of poorer family functioning predicted 
greater child and parent pain catastrophizing, and parent distress. Less observed 
family negativity/conflict and cohesiveness, and greater family focus of problems and 
parent emotional support predicted more child symptom complaints. Family 
functioning was not associated with child pain or distress. CONCLUSIONS: Family 
functioning influenced parent and child coping and child behavioral responses, but 
not the experience, of acute pain. 
https://www.ncbi.nlm.nih.gov/pubmed/27298298 

 
 
Bourseul, J. S., S. Brochard, L. Houx, C. Pons, M. Bue, I. Manesse, J. Ropars, 
D. Guyader, P. Le Moine and A. Dubois (2016). "Care-related pain and 
discomfort in children with motor disabilities in rehabilitation centres." Ann 
Phys Rehabil Med 59(5-6): 314-319. 
 
BACKGROUND: Pain is one of the symptoms reported most by children with motor 
disabilities particularly during daily living activities in institutions and during 
rehabilitation. Despite the care and consideration of professionals, a wide range of 
motor and cognitive disabilities, limited communication skills, the presence of chronic 
pain and frequent care interventions place such children at high risk of experiencing 
induced pain. OBJECTIVES: We aimed to identify care-related pain and discomfort 
in children with motor disabilities in rehabilitation centres and the characteristics of 
children at risk of induced pain. A further aim was to evaluate the validity of a method 
for the continuous assessment of care-related pain. METHODS: Patients were 
recruited from 2 paediatric rehabilitation centres. The level of pain or discomfort 
experienced during each daily care activity was evaluated for 5 days and 1 night by 
using the FLACC-r scale and a visual analog scale (VAS) rated by the caregiver 
(VAS caregiver) and the patient (VAS patient). RESULTS: We included 32 children 
(mean age: 8.5+/-5 years, range: 1-15 years) with 1302 care activities evaluated. 
Overall, 3.6% of the activities were rated as painful and 11% uncomfortable. The 
most frequent painful activities were mouth care, transfers standing and dressing. 
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The most frequent uncomfortable activities were passive limb mobilisation, dressing 
and transfers. Children with neurological disorders were at increased risk of induced 
pain. CONCLUSIONS: Children with motor disabilities experienced pain during daily 
care activities. The methodology we propose is valid and can be used in any type of 
institution for children with motor disability to evaluate and reduce the frequency of 
care-related pain. 
https://www.ncbi.nlm.nih.gov/pubmed/27315695 

 
 
Brandow, A. M., M. Nimmer, T. Simmons, T. Charles Casper, L. J. Cook, C. E. 
Chumpitazi, J. Paul Scott, J. A. Panepinto and D. C. Brousseau (2016). "Impact 
of emergency department care on outcomes of acute pain events in children 
with sickle cell disease." Am J Hematol 91(12): 1175-1180. 
 
The impact of emergency department (ED) treatment on outcomes of sickle cell 
disease (SCD) acute pain hospitalizations is not well described. We investigated 
whether length of stay (LOS) and change in health-related quality of life (HRQL) are 
affected by initial opioid dose and time to administration. We conducted secondary 
analyses of data from the randomized-controlled Magnesium for children in Crisis 
(MAGiC) trial. The primary outcome was LOS. Secondary outcome was change in 
HRQL, assessed using PedsQL SCD Pain and Hurt and Pain Impact Domains 
measured in ED and at discharge. Independent variables were (1) time to first IV 
opioid, (2) total initial opioid dose (mg/kg/hr of morphine equivalents administered 
between ED and first study drug), and (3) Time to first oral opioid. Spearman 
correlations determined the associations with LOS. Using two-sample t-tests, we 
compared mean change in HRQL scores between IV opioid initiated within 60 and 
>60 min, opioid doses in the highest and lowest tertiles, and oral opioid initiated 
within 24 and >24 hr. Two hundred and four patients participated at 8 sites. Mean 
(SD) age was 13.6 (4.7) years. Earlier initiation of oral opioids was strongly 
correlated with shorter LOS (r = 0.61, P < 0.01). Higher initial opioid dose was 
weakly correlated with longer LOS (r = 0.34, P < 0.01). Higher initial opioid doses (6 
vs -2.2; P = 0.01) and oral opioids initiated within 24 hr (5.7 vs -1.7, P = 0.04) were 
associated with larger mean change in HRQL at discharge. Prospective trials 
evaluating the impact of ED care on outcomes of pain hospitalizations could improve 
SCD pain treatment. Am. J. Hematol. 91:1175-1180, 2016. (c) 2016 Wiley 
Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/27517842 

 
 
Brenn, B. R., D. K. Choudhry, K. Sacks, S. Como-Fluehr and R. Strain (2016). 
"Toward Better Pain Management: The Development of a "Pain Stewardship 
Program" in a Tertiary Children's Hospital." Hosp Pediatr 6(9): 520-528. 
 
OBJECTIVE: Despite increased focus on pediatric pain, uncontrolled pain is still a 
problem for hospitalized pediatric inpatients. A program was designed to find 
patients with uncontrolled pain and develop a framework to oversee their pain 
management. This report details the development of a pain stewardship program 
with data from the first year of its activity. METHODS: Hospitalized inpatients in a 
tertiary care pediatric center in the mid-Atlantic region were included in the study. 
Pain scores are recorded every 4 hours in the hospital electronic health record. A 
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report was constructed to find all patients with an average pain score >/=7 in the 
preceding 12 hours. The charts of these patients were reviewed by our anesthesia 
pain service, and all patients were grouped into 1 of the following action categories: 
(1) no action required; (2) telephone call to the patient's attending physician; (3) one-
time consultation; (4) consultation with ongoing management; or (5) patient was 
already on the anesthesia pain service. Demographic data, pain regimens, and 
outcomes were recorded in a prospectively collected database. RESULTS: There 
were 843 records on 441 unique patients. Only 22% required action to be taken by 
the anesthesia pain service. The pain stewardship database revealed that patients 
with sickle cell disease or abdominal pain required more frequent attention. 
CONCLUSIONS: An electronic health record-based pain stewardship program is an 
important step in identifying all children in the hospital with undermanaged pain, and 
it provides a warning system that may improve patient care, outcomes, and 
satisfaction. 
https://www.ncbi.nlm.nih.gov/pubmed/27493066 

 
 
Bruce, B. K., C. M. Ale, T. E. Harrison, S. Bee, C. Luedtke, J. Geske and K. E. 
Weiss (2016). "Getting Back to Living: Further Evidence for the Efficacy of an 
Interdisciplinary Pediatric Pain Treatment Program." Clin J Pain. 
 
OBJECTIVE: This study examined key functional outcomes following a 3-week 
interdisciplinary pediatric pain rehabilitation program for adolescents with chronic 
pain. Maintenance of gains was evaluated at three-month follow-up. METHODS: 
Participants included 171 adolescents (12-18 y of age) with chronic pain who 
completed a hospital-based outpatient pediatric pain rehabilitation program. 
Participants completed measures of functional disability, depressive symptoms, pain 
catastrophizing, opioid use, school attendance, and pain severity at admission, 
discharge, and at 3-month follow-up. RESULTS: Similar to other interdisciplinary 
pediatric pain rehabilitation program outcome studies, significant improvements were 
observed at the end of the program. These improvements appeared to be 
maintained or further improved at 3-month follow-up. Nearly fourteen percent of the 
patients were taking daily opioid medication at admission to the program. All 
adolescents were completely tapered off of these medications at the end of the 
three-week program and remained abstinent at 3-month follow-up. DISCUSSION: 
This study adds to the available data supporting interdisciplinary pediatric pain 
rehabilitation as effective in improving functioning and psychological distress even 
when discontinuing opioids. Implications for future research and limitations of the 
study are discussed. 
https://www.ncbi.nlm.nih.gov/pubmed/27584815 

 
 
Castarlenas, E., M. P. Jensen, C. L. von Baeyer and J. Miro (2016). 
"Psychometric Properties of the Numerical Rating Scale to Assess Self-
Reported Pain Intensity in Children and Adolescents: A Systematic Review." 
Clin J Pain. 
 
OBJECTIVES: The Numerical Rating Scale-11 (NRS-11) is one of the most widely 
used scales to assess self-reported pain intensity in children, despite the limited 
information on its psychometric properties for assessing pain in pediatric 
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populations. Recently, there has been an increase in published findings regarding 
the strengths and weaknesses of the NRS-11 as a measure of pain in youths. The 
purpose of this study was to review this research and summarize what is known 
regarding the reliability and validity of the NRS-11 as a self-report measure of 
pediatric pain intensity. METHODS: A literature search was conducted using 
PubMed, PsycINFO, CINAHL, and the Psychology and Behavioral Sciences 
Collection from their inception to February 2016. RESULTS: A total of 382 articles 
were retrieved, 301 were screened for evaluation, and 16 were included in the 
review. The findings of reviewed studies support the reliability and validity of the 
NRS-11 when used with children and adolescents. DISCUSSION: Additional 
research is needed to clarify some unresolved questions and issues, including (1) 
the minimum age that children should have to offer valid scores of pain intensity and 
(2) the development of consensus regarding administration instructions, in particular 
with respect to the descriptors used for the upper anchor. On the basis of available 
information, the NRS-11 can be considered to be a well-established measure for use 
with pediatric populations.This is an open-access article distributed under the terms 
of the Creative Commons Attribution-Non Commercial-No Derivatives License 4.0 
(CCBY-NC-ND), where it is permissible to download and share the work provided it 
is properly cited. The work cannot be changed in any way or used commercially. 
http://creativecommons.org/licenses/by-nc-nd/4.0. 
https://www.ncbi.nlm.nih.gov/pubmed/27518484 

 
 
Chafe, R., D. Harnum and R. Porter (2016). "Improving the Treatment and 
Assessment of Moderate and Severe Pain in a Pediatric Emergency 
Department." Pain Res Manag 2016: 4250109. 
 
Background. The Janeway Children's Hospital previously enacted a number of 
measures to improve pain management for patients in its emergency department 
(ED). While improvements were demonstrated, rates for the timely assessment and 
treatment of pain remain below standards of care. Objectives. The study objectives 
are to investigate the impact of the previous attempts to improve the treatment of 
pain and to explore ways to further improve pain management in the ED. Methods. 
Key informant interviews and a focus group were conducted with nurses, physicians, 
and parents whose children were identified as having severe pain. Results. 
Interviews were conducted with 31 parents or children, 9 physicians, and 8 nurses. 
The focus group was attended by 15 nurses. Previous initiatives were viewed as 
improvements. Continued barriers include difficulties in accurately capturing the level 
of pain, issues in treating pain for specific types of patients, and inadequacy in 
addressing patients in severe pain. Conclusion. Changes in pain treatment protocols 
can result in positive impacts but are likely insufficient on their own to achieve 
desired standards of care. Consistent measurement and engagement with staff can 
identify additional opportunities for improving pain management within an ED setting. 
https://www.ncbi.nlm.nih.gov/pubmed/27672348 
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Chronic Pain." J Pain 17(6): 729-738. 
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Accumulating evidence supports the concurrent association between parent distress 
and behavior and child functioning in the context of chronic pain, with existing 
longitudinal studies limited to a pediatric surgical context that identify parent 
catastrophizing as influential. In this study, we examined how parent factors 
assessed at a multidisciplinary pediatric pain clinic evaluation affect child 
psychological and functional outcomes over time. A cohort of 195 patients with 
chronic pain (ages 8-17 years) and their parents who presented for a 
multidisciplinary evaluation completed measures at baseline and at 4-month follow-
up. Patients completed measures of pain catastrophizing, pain-related fear and 
avoidance, generalized anxiety, depressive symptoms, and functional disability. 
Parents completed measures of pain catastrophizing, pain-related fear and 
avoidance, and protective responses to child pain. Parent-reported child school 
functioning was also collected. Parent distress and behavior was concurrently 
associated with child distress and functioning at evaluation. After controlling for 
baseline child functioning, baseline parent avoidance and protective behavior 
emerged as significant predictors of child functioning at 4-month follow-up. Parent 
distress and behavior influence child distress and functioning over time and these 
findings identify key parent domains to target in the context of a child's pain 
treatment. PERSPECTIVE: Parent behavior, specifically avoidance and protective 
responses, influence child distress and functioning over time. Child pain treatment 
interventions should include influential parent factors to ensure successful outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/26993960 

 
 
Christoffel, M. M., T. C. Castral, M. F. Dare, L. L. Montanholi and C. G. Scochi 
(2016). "Knowledge of healthcare professionals on the evaluation and 
treatment of neonatal pain." Rev Bras Enferm 69(3): 552-558. 
 
OBJECTIVE: to identify knowledge of healthcare professionals on the management, 
evaluation and treatment of pain in a neonatal unit in a municipality of Rio de 
Janeiro. METHOD: descriptive, exploratory study with quantitative analysis. Data 
were analyzed using the software R. Core Team Results: of the 96 healthcare 
professionals who participated in the study, 42 nursing aides/technicians responded, 
along with 22 nurses, 20 physicians and 2 physical therapists. The results showed 
that 40.5% of the nursing aides/technicians, 50% of the physicians and 50% of the 
physical therapists confirmed that they coordinate/perform/assist in the care of 
babies' pain while performing procedures (lumbar puncture, chest tube insertion and 
central line). There was a significant difference of agreement in relation to the 
nursing aides/technicians and physicians. Most (69.8%) of the healthcare 
professionals knew of some non-pharmacological measure effective for relief of 
acute pain. CONCLUSION: there is a need for an educational intervention program, 
with participation of those involved, in the process to change professional practice. 
https://www.ncbi.nlm.nih.gov/pubmed/27355306 

 
 
Conway, A., J. Rolley and J. R. Sutherland (2016). "Midazolam for sedation 
before procedures." Cochrane Database Syst Rev(5): Cd009491. 
 
BACKGROUND: Midazolam is used for sedation before diagnostic and therapeutic 
medical procedures. It is an imidazole benzodiazepine that has depressant effects 
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on the central nervous system (CNS) with rapid onset of action and few adverse 
effects. The drug can be administered by several routes including oral, intravenous, 
intranasal and intramuscular. OBJECTIVES: To determine the evidence on the 
effectiveness of midazolam for sedation when administered before a procedure 
(diagnostic or therapeutic). SEARCH METHODS: We searched the Cochrane 
Central Register of Controlled Trials (CENTRAL to January 2016), MEDLINE in Ovid 
(1966 to January 2016) and Ovid EMBASE (1980 to January 2016). We imposed no 
language restrictions. SELECTION CRITERIA: Randomized controlled trials in which 
midazolam, administered to participants of any age, by any route, at any dose or any 
time before any procedure (apart from dental procedures), was compared with 
placebo or other medications including sedatives and analgesics. DATA 
COLLECTION AND ANALYSIS: Two authors extracted data and assessed risk of 
bias for each included study. We performed a separate analysis for each different 
drug comparison. MAIN RESULTS: We included 30 trials (2319 participants) of 
midazolam for gastrointestinal endoscopy (16 trials), bronchoscopy (3), diagnostic 
imaging (5), cardioversion (1), minor plastic surgery (1), lumbar puncture (1), 
suturing (2) and Kirschner wire removal (1). Comparisons were: intravenous 
diazepam (14), placebo (5) etomidate (1) fentanyl (1), flunitrazepam (1) and propofol 
(1); oral chloral hydrate (4), diazepam (2), diazepam and clonidine (1); ketamine (1) 
and placebo (3); and intranasal placebo (2). There was a high risk of bias due to 
inadequate reporting about randomization (75% of trials). Effect estimates were 
imprecise due to small sample sizes. None of the trials reported on allergic or 
anaphylactoid reactions. Intravenous midazolam versus diazepam (14 trials; 1069 
participants)There was no difference in anxiety (risk ratio (RR) 0.80, 95% confidence 
interval (CI) 0.39 to 1.62; 175 participants; 2 trials) or discomfort/pain (RR 0.60, 95% 
CI 0.24 to 1.49; 415 participants; 5 trials; I(2) = 67%). Midazolam produced greater 
anterograde amnesia (RR 0.45; 95% CI 0.30 to 0.66; 587 participants; 9 trials; low-
quality evidence). Intravenous midazolam versus placebo (5 trials; 493 
participants)One trial reported that fewer participants who received midazolam were 
anxious (3/47 versus 15/35; low-quality evidence). There was no difference in 
discomfort/pain identified in a further trial (3/85 in midazolam group; 4/82 in placebo 
group; P = 0.876; very low-quality evidence). Oral midazolam versus chloral hydrate 
(4 trials; 268 participants)Midazolam increased the risk of incomplete procedures 
(RR 4.01; 95% CI 1.92 to 8.40; moderate-quality evidence). Oral midazolam versus 
placebo (3 trials; 176 participants)Midazolam reduced pain (midazolam mean 2.56 
(standard deviation (SD) 0.49); placebo mean 4.62 (SD 1.49); P < 0.005) and anxiety 
(midazolam mean 1.52 (SD 0.3); placebo mean 3.97 (SD 0.44); P < 0.0001) in one 
trial with 99 participants. Two other trials did not find a difference in numerical rating 
of anxiety (mean 1.7 (SD 2.4) for 20 participants randomized to midazolam; mean 
2.6 (SD 2.9) for 22 participants randomized to placebo; P = 0.216; mean 
Spielberger's Trait Anxiety Inventory score 47.56 (SD 11.68) in the midazolam group; 
mean 52.78 (SD 9.61) in placebo group; P > 0.05). Intranasal midazolam versus 
placebo (2 trials; 149 participants)Midazolam induced sedation (midazolam mean 
3.15 (SD 0.36); placebo mean 2.56 (SD 0.64); P < 0.001) and reduced the numerical 
rating of anxiety in one trial with 54 participants (midazolam mean 17.3 (SD 18.58); 
placebo mean 49.3 (SD 29.46); P < 0.001). There was no difference in meta-analysis 
of results from both trials for risk of incomplete procedures (RR 0.14, 95% CI 0.02 to 
1.12; downgraded to low-quality evidence). AUTHORS' CONCLUSIONS: We found 
no high-quality evidence to determine if midazolam, when administered as the sole 
sedative agent prior to a procedure, produces more or less effective sedation than 
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placebo or other medications. There is low-quality evidence that intravenous 
midazolam reduced anxiety when compared with placebo. There is inconsistent 
evidence that oral midazolam decreased anxiety during procedures compared with 
placebo. Intranasal midazolam did not reduce the risk of incomplete procedures, 
although anxiolysis and sedation were observed. There is moderate-quality evidence 
suggesting that oral midazolam produces less effective sedation than chloral hydrate 
for completion of procedures for children undergoing non-invasive diagnostic 
procedures. 
https://www.ncbi.nlm.nih.gov/pubmed/27198122 
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Muhammad, L. Samaniego-Yamin, J. W. Talley, B. VanNatta, M. Higgins and K. 
Cooley (2016). "Randomized Clinical Trial of 24% Oral Sucrose to Decrease 
Pain Associated With Peripheral Intravenous Catheter Insertion in Preterm and 
Term Newborns." Adv Neonatal Care. 
 
PURPOSE: To determine whether 24% sucrose solution given orally before insertion 
of a peripheral intravenous (PIV) catheter decreases neonatal pain. BACKGROUND: 
Prior studies of pain caused by heel and arterial needlesticks found oral 
administration of 24% sucrose to significantly blunt pain during these painful 
procedures. No studies have evaluated this treatment with needlestick pain 
associated with PIV catheter insertion. METHODS: Oral 24% sucrose or placebo 
solution was administered 2 minutes prior to PIV catheter insertion. Outcome 
measures were obtained prior to, during, and for 5 minutes after PIV catheter 
insertion. Investigators and caregivers were blinded to group assignment. Data were 
analyzed with longitudinal analysis of repeated measures, with P < .05 for 
significance. RESULTS: A total of 40 neonates (24% sucrose: N = 20; placebo: N = 
20) were studied. Pain scores significantly increased from 3.2 +/- 1.6 to a maximum 
of 7.6 +/- 3.8 at the time of catheter insertion, returning to baseline levels 8 minutes 
after PIV catheter insertion (P < .001). No significant differences were found in pain, 
heart rate, or noninvasive oxygen saturation (SpO2) between the sucrose and 
placebo groups (P > 0.05). IMPLICATIONS FOR PRACTICE: Results from this study 
did not find that 24% sucrose administered prior to PIV catheter insertion altered the 
infant's pain response. IMPLICATIONS FOR RESEARCH: Since this is the first 
study to evaluate the pain-blunting effects of 24% sucrose administration before PIV 
catheter insertion, replication of this study is needed before widespread application 
of findings. 
https://www.ncbi.nlm.nih.gov/pubmed/27533333 

 
Courtois, E., P. Cimerman, V. Dubuche, M. F. Goiset, C. Orfevre, A. Lagarde, B. 
Sgaggero, C. Guiot, M. Goussot, E. Huraux, M. C. Nanquette, C. Butel, A. M. 
Ferreira, S. Lacoste, S. Sejourne, V. Jolly, G. Lajoie, V. Maillard, R. Guedj, H. 
Chappuy, et al. (2016). "The burden of venipuncture pain in neonatal intensive 
care units: EPIPPAIN 2, a prospective observational study." Int J Nurs Stud 57: 
48-59. 
 
BACKGROUND: Newborns in intensive care units (ICUs) undergo numerous painful 
procedures including venipunctures. Skin-breaking procedures have been 
associated with adverse neurodevelopment long-term effects in very preterm 
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neonates. The venipuncture frequency and its real bedside pain management 
treatment are not well known in this setting. OBJECTIVES: To describe venipuncture 
frequency, its pain intensity, and the analgesic approach in ICU newborns; to 
determine the factors associated with the lack of preprocedural analgesia and with a 
high pain score during venipuncture. DESIGN: Further analysis of EPIPPAIN 2 
(Epidemiology of Procedural Pain In Neonates), which is a descriptive prospective 
epidemiologic study. SETTING: All 16 neonatal and pediatric ICUs in the Paris 
region in France. PARTICIPANTS: All newborns in the ICU with a maximum 
corrected age under 45 weeks of gestation on admission who had at least one 
venipuncture during the study period. METHODS: Data on all venipunctures, their 
pain score assessed with the DAN scale and their corresponding analgesic therapies 
were prospectively collected. The inclusion period lasted six weeks, from June 2, 
2011, to July 12, 2011. Newborns were followed from their admission to the 14th day 
of their ICU stay or discharge, whichever occurred first. RESULTS: 495 newborns 
who underwent venipunctures were included. The mean (SD) gestational age was 
33.0 (4.4) weeks and duration of participation was 8.0 (4.5) days. A total of 257 
(51.9%) neonates were very preterm (<33 weeks). The mean (SD; range) number of 
venipunctures per neonate during the study period was 3.8 (2.8; 1-19) for all 
neonates and 4.1 (2.9; 1-17) for neonates <33 weeks. Of the 1887 venipunctures, 
1164 (61.7%) were performed successfully in one attempt, 437 (23.2%) with 
continuous analgesia, 1434 (76.0%) with specific preprocedural analgesia. In 
multivariate models, lack of preprocedural analgesia was associated with higher 
disease-severity score, intrauterine growth retardation, invasive or noninvasive 
ventilation, venipuncture performed on the first day of hospitalization or at nighttime, 
and the use of continuous sedation/analgesia. High pain scores were significantly 
associated with absence of parents during procedures, surgery during the study 
period, and higher number of attempts. CONCLUSIONS: Venipuncture is very 
frequent in preterm and term neonates in the ICUs. 76% were performed with 
preprocedural analgesia. Strategies to reduce the number of attempts and to 
promote parental presence seem necessary. 
https://www.ncbi.nlm.nih.gov/pubmed/27045564 

 
 
Crevatin, F., G. Cozzi, E. Braido, G. Bertossa, P. Rizzitelli, D. Lionetti, D. 
Matassi, D. Calusa, L. Ronfani and E. Barbi (2016). "Hand-held computers can 
help to distract children undergoing painful venipuncture procedures." Acta 
Paediatr 105(8): 930-934. 
 
AIM: Needle-related procedures can be painful for children, and distraction provides 
ideal pain relief in blood-drawing centres. This study assessed the effectiveness of 
playing a computer game during venipuncture, compared with low-tech distraction by 
a nurse. METHODS: We conducted this prospective, randomised controlled trial at 
the blood-drawing centre of a tertiary-level children's hospital in Italy. Half of the 200 
children played Angry Birds on a hand-held computer while the other half were 
distracted by a second, specifically trained nurse who sang to them, read a book, 
blew bubbles or played with puppets. Pain was measured using a faces pain scale 
for children aged 4-7 years and a numeric scale for children aged 8-13 years. 
RESULTS: The 200 children had a median age of eight years. Children reported 
significant pain in 16 cases (16%) in the hand-held computer distraction group and in 
15 cases (15%) in the nurse-led low-tech distraction group (p = 0.85). The 
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procedural success rate at the first attempt was not different in the two groups. 
CONCLUSION: Playing a game on a hand-held computer meant that only one in six 
children reported pain during venipuncture, but it was not superior to being distracted 
by nurses. 
https://www.ncbi.nlm.nih.gov/pubmed/27128220 

 
 
da Silva, P. S., M. E. Reis, V. E. de Aguiar and M. C. Fonseca (2016). "Use of 
fentanyl and midazolam in mechanically ventilated children--Does the method 
of infusion matter?" J Crit Care 32: 108-113. 
 
BACKGROUND AND OBJECTIVE: Benzodiazepines and opioids are commonly 
used in pediatric intensive care unit. However, there is no previous study assessing 
the use of administering these drugs combined (single solution) or separately. We 
sought to evaluate the impact of these 2 different methods of providing 
sedation/analgesia in pediatric intensive care unit. METHODS: One hundred twelve 
patients mechanically ventilated for more than 48 hours were randomized to receive 
a protocolized sedation regime comprising midazolam and fentanyl either separately 
(group 1, 57 patients) or combined as a single solution (group 2, 55 patients). 
Primary end point variable was the cumulated dose of midazolam and fentanyl. 
RESULTS: The median cumulated doses of both fentanyl (0.19 vs 0.37 mg/kg, P < 
.05) and midazolam (28.8 vs 45.6 mg/kg, P < .05) required in group 2 were higher 
when compared with those of group 1. Moreover, group 2 patients had a significantly 
longer time of vasopressor drugs requirement and a higher number of patients 
developing tolerance. CONCLUSION: Patients who received a single solution of 
midazolam and fentanyl had a higher cumulated dose of compared with those 
patients who did not. The potential risk for long-term neurologic effects on 
developing brains associated with this finding should be considered. 
https://www.ncbi.nlm.nih.gov/pubmed/26775184 

 
 
Davidson, F., S. Snow, J. A. Hayden and J. Chorney (2016). "Psychological 
interventions in managing postoperative pain in children: a systematic 
review." Pain 157(9): 1872-1886. 
 
Pediatric surgeries are common and painful for children. Postoperative pain is 
commonly managed with analgesics; however, pain is often still problematic. Despite 
evidence for psychological interventions for procedural pain, there is currently no 
evidence synthesis for psychological interventions in managing postoperative pain in 
children. The purpose of this review was to assess the efficacy of psychological 
interventions for postoperative pain in youth. Psychological interventions included 
Preparation/education, distraction/imagery, and mixed. Four databases (PsycINFO, 
PubMed, EMBASE, and Certified Index to Nursing and Allied Health Literature) were 
searched to July 2015 for published articles and dissertations. We screened 1401 
citations and included 20 studies of youth aged 2 to 18 years undergoing surgery. 
Two reviewers independently screened articles, extracted data, and assessed risk of 
bias. Standardized mean differences (SMDs) and 95% confidence intervals (CIs) 
were calculated using RevMan 5.3. Fourteen studies (1096 participants) were 
included in meta-analyses. Primary outcome was pain intensity (0-10 metric). 
Results indicated that psychological interventions as a whole were effective in 
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reducing children's self-reported pain in the short term (SMD = -0.47, 95% CI = -0.76 
to -0.18). Subgroup analysis indicated that distraction/imagery interventions were 
effective in reducing self-reported pain in the short term (24 hours, SMD = -0.63, 
95% CI = -1.04 to -0.23), whereas preparation/education interventions were not 
effective (SMD = -0.27, 95% CI = -0.61 to 0.08). Data on the effects of interventions 
on longer term pain outcomes were limited. Psychological interventions may be 
effective in reducing short-term postoperative pain intensity in children, as well as 
longer term pain and other outcomes (eg, adverse events) require further study. 
https://www.ncbi.nlm.nih.gov/pubmed/27355184 

 
 
de la Vega, R., M. Racine, E. Sanchez-Rodriguez, C. Tome-Pires, E. 
Castarlenas, M. P. Jensen and J. Miro (2016). "Pain Extent, Pain Intensity, and 
Sleep Quality in Adolescents and Young Adults." Pain Med 17(11): 1971-1977. 
 
OBJECTIVES: Pain has been shown to be associated with poor sleep quality. The 
aim of this study was to better understand the role that pain intensity and pain extent 
(number of painful areas) may play in the sleep quality of young people with acute 
and chronic pain. DESIGN: Cross-sectional survey. SETTING AND PATIENTS: A 
convenience sample of adolescents and young adults with acute or chronic pain; 414 
individuals ages 12 to 24 (44% with chronic pain). METHODS: We performed a 
hierarchical regression analysis with sleep as the dependent variable and pain 
intensity, extent, age and pain chronicity as predictors. RESULTS: Pain extent and 
pain intensity made significant and independent contributions to the prediction of 
sleep quality (betas = 0.23 [P < 0.001] and 0.14 [P < 0.01]). Young adults reported 
poorer sleep than adolescents (beta = 0.13, P < 0.01). Two significant interactions 
emerged: age x intensity (beta = 0.39, P < 0.05) and chronicity x intensity (beta = 
0.88, P < 0.001). CONCLUSIONS: Sleep quality in young people could be improved 
by teaching them strategies to better manage pain intensity and pain extent. Clinical 
trials to evaluate the efficacy of (and best timing for) pain interventions to improve 
sleep quality are warranted. 
https://www.ncbi.nlm.nih.gov/pubmed/27296056 

 
 
Diez, R. L. A., E. Castarlenas, J. Miro and F. Reinoso-Barbero (2016). 
"Agreement between child self-reported and parent-reported scores for 
chronic pain secondary to specific pediatric diseases." Rev Esp Anestesiol 
Reanim. 
 
BACKGROUND: Parental report on a child's secondary chronic pain is commonly 
requested by anesthesiologists when the child cannot directly provide information. 
Daily pain intensity is reported as highest, average and lowest. However, it is unclear 
whether the parents' score is a valid indicator of the child's pain experience. 
METHODS: Nineteen children (aged 6-18years) with secondary chronic pain 
attending our anesthesiologist-run pediatric pain unit participated in this study. 
Identification of highest, average and lowest pain intensity levels were requested 
during initial screening interviews with the child and parents. Pain intensity was 
scored on a 0-10 numerical rating scale. Agreement was examined using: (i) 
intraclass correlation coefficient (ICC), and (ii) the Bland-Altman method. RESULTS: 
The ICC's between the children and the parents' pain intensity reports were: 0.92 for 
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the highest, 0.68 for the average, and 0.50 for the lowest pain intensity domains. The 
limits of agreement set at 95% between child and parental reports were respectively 
+2.19 to -2.07, +3.17 to -3.88 and +5.15 to -5.50 for the highest, average and lowest 
pain domains. CONCLUSIONS: For the highest pain intensity domain, agreement 
between parents and children was excellent. If replicated this preliminary finding 
would suggest the highest pain intensity is the easiest domain for reporting pain 
intensity when a child cannot directly express him or herself. 
https://www.ncbi.nlm.nih.gov/pubmed/27542286 

 
 
Drolet, C., H. Roy, J. Laflamme and M. E. Marcotte (2016). "Feasibility of a 
Comfort Care Protocol Using Oral Transmucosal Medication Delivery in a 
Palliative Neonatal Population." J Palliat Med 19(4): 442-450. 
 
BACKGROUND: The oral transmucosal (OTM) route for administration of comfort 
medication in infants at the end-of-life has long been favored by our pediatric 
palliative care team but has rarely been described in the literature. OBJECTIVE: To 
determine the feasibility of implementing a standardized comfort care protocol using 
OTM medications in dying neonates. METHOD: A comfort protocol prescribing 
medication by the OTM route and standardized assessment were established. Each 
infant included in the study was assessed with the Neonatal Pain, Agitation, and 
Sedation Scale (N-PASS). Caretakers' satisfaction was assessed using a 
questionnaire. The feasibility of implementing the protocol was determined by the 
proportion of assessments done when required, the rate of termination of the 
protocol, and the feedback from nurses using the protocol. RESULTS: Twelve 
patients were enrolled. Regular evaluations were performed 85% of the time. When 
the medication was given as needed, 71% of cases were evaluated before versus 
63% when regular doses were given. The as-needed doses were followed by an 
assessment 30 minutes later in 49% of cases and in 41%, 60 minutes later, for a 
total of 64% in the hour after medication administration. The protocol was 
discontinued only for two patients who were discharged to continue end-of-life care 
at home. There were no significant adverse events reported. Finally, 17 of 18 nurses 
said they would recommend this protocol to other institutions. CONCLUSION: In the 
context of neonatal palliative care, the implementation of a standardized protocol for 
administration of drugs by the OTM route is feasible and safe. However, in the 
context of this study, adherence was limited because of too-frequent evaluations and 
misunderstanding of the protocol. 
https://www.ncbi.nlm.nih.gov/pubmed/26717305 

 
 
Dvory, A., Y. Goshen, S. Ruimi, S. Bikov, R. Halevy and A. Koren (2016). 
"Dream Doctor Intervention Instead of Sedation: Performing Radionuclide 
Scanning Without Sedation in Young Children: A Study in 142 Patients." J 
Altern Complement Med 22(5): 408-412. 
 
BACKGROUND: Dream Doctors (DDs; professional medical clowns) are expanding 
their activities in pediatric wards. DDs were introduced as an alternative to sedation 
among children undergoing kidney imaging after urinary infection. The imaging 
requires that the patient lie completely still under the camera during the scan; 
otherwise the image cannot be interpreted. It is extremely difficult to get these 

https://www.ncbi.nlm.nih.gov/pubmed/27542286
https://www.ncbi.nlm.nih.gov/pubmed/26717305


186 
 

children to cooperate, and pediatricians have to provide sedation to get good results. 
Giving sedation requires medical observation, and it can take hours until the child 
can be safely released from the hospital. METHODS: A DD intervention was 
introduced in an attempt to avoid sedation in these young children. The DD tried to 
gain the child's cooperation during the procedure. Each study was subsequently 
scored by a radionuclide physician to assess study quality and interpretation. 
RESULTS: A total of 142 patients were studied over a 14-month period. The mean 
age was 2 +/- 1.6 years. During the study, in the presence of the DD, only five (3.2%) 
patients required pharmacologic sedation compared with 100% before the study. 
CONCLUSIONS: The introduction of DDs proved to be a good alternative to 
sedation in cases where the procedure does not involve pain and only requires the 
child's cooperation. 
https://www.ncbi.nlm.nih.gov/pubmed/27028874 

 
 
El Bousaadani, A., L. Eljahd, R. Abada, S. Rouadi, M. Roubal and M. Mahtar 
(2016). "[Prevention and treatment of mucositis in children with oral cancers: 
Practical recommendations]." Cancer Radiother 20(3): 226-230. 
 
Oral mucositis is an inflammation of the mucosa of the oral cavity of various 
etiologies. This is a common and debilitating complication in children treated with 
chemoradiotherapy for cancer. Its management remains a major concern both for 
the doctor than the patient. It affects the quality of life of patients and families. It may 
initiate the functional and vital prognosis because of the judgment of cancer 
treatment. Several treatment options are available, but there is no clear consensus 
therapeutic especially for the pediatric population. We have identified, through a 
comprehensive literature search indexed publications on this subject in order to 
review the pharmacological and non-pharmacological approaches that have been 
used to prevent and treat oral mucositis. Thus, current recommendations for the 
management of oral mucositis are very limited, and therefore the standard of care for 
this complication was palliative. In recent years several studies have revealed that 
the use of low-energy laser was particularly interesting in the prevention and 
treatment of radiation-induced or chemically induced mucositis. It significantly 
reduces the pain, the severity and duration of the ulcer by promoting wound healing. 
Randomized controlled trials with a large number of patients are expected to 
establish preventive and therapeutic protocols. Treatment with low power laser, 
known devoid of side effects, is a very promising oncology care to support radio-
induced mucositis and chemotherapy. 
https://www.ncbi.nlm.nih.gov/pubmed/27032624 

 
 
Emons, M. I., F. Petzke, U. M. Stamer, W. Meissner, R. Koschwitz and J. 
Erlenwein (2016). "Current practice of acute pain management in children-a 
national follow-up survey in Germany." Paediatr Anaesth 26(9): 883-890. 
 
OBJECTIVES: This study aimed to summarize the current standard practices for 
acute pain management in children in Germany and the implementation of these 
procedures. The last survey on acute pain management in children was performed in 
1999, highlighting the need for an up to date review. METHODS: A questionnaire 
was mailed to German departments of anesthesiology (n = 885), asking for 
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structures and processes of acute pain management in children. Results were 
compared between hospitals with and without an acute pain service and with and 
without a pediatric department. RESULTS: Of the 407 responding hospitals 
(response rate of 46%), 342 treated children younger than 14 years. These were 
considered for analysis. Of the 342 hospitals, 42% contained either a general 
pediatric department or a department of pediatric surgery, and the majority of the 
responding hospitals had an acute pain service (83%). Pain intensities were 
measured at least once per shift in 40% of the institutions, and at least once or twice 
a day in 27%. Of the institutions, 31% did not document pain scores regularly, 
without any difference between hospitals with or without a pediatric department. 
Standard operating procedures for acute pain management existed in 68% of the 
hospitals, with large differences in content and length. Opioids were administered to 
children in 85% of the hospitals. Nonopioid analgesics were the first choice baseline 
analgesics in most hospitals. Peripheral regional and epidural analgesia were 
performed in children in 18% and 8% of the hospitals, respectively (21%/16% with a 
paediatric department, 16%/1% without; P < 0.001). CONCLUSION: Current practice 
of pediatric pain management varied widely and the recommendations of guidelines, 
like regular pain management, were frequently not met. However, improvements 
could be observed since 1999, for example, an increase in regular pain 
measurements (4% vs 67%). Furthermore, pain management in hospitals running a 
pediatric department had a higher degree of organization, and more sophisticated 
analgesic techniques. 
https://www.ncbi.nlm.nih.gov/pubmed/27461766 

 
 
Felluga, M., I. Rabach, M. Minute, M. Montico, R. Giorgi, I. Lonciari, A. Taddio 
and E. Barbi (2016). "A quasi randomized-controlled trial to evaluate the 
effectiveness of clowntherapy on children's anxiety and pain levels in 
emergency department." Eur J Pediatr 175(5): 645-650. 
 
The aim of the study is to investigate if the presence of medical clowns during painful 
procedures in the emergency department (ED) affects children's anxiety and pain. 
Forty children (4-11 years) admitted to the ED with the need of painful procedures 
were prospectively enrolled. They were randomly assigned to the clown group, 
where children interacted with clowns or to the control group in which they were 
entertained by parents and ED nurses. The children's anxiety was assessed by the 
Children's Anxiety and Pain Scales; pain was evaluated with the Numerical Rating 
Scale and Wong-Backer Scale, according to the children's age. Staff and clown's 
opinions were evaluated by means of dedicated questionnaires. Children's anxiety 
levels in the clown group were significantly lower than those compared with the 
control group, while children's pain levels did not change between the two groups. 
CONCLUSION: The presence of clowns in the ED before and during painful 
procedures was effective in reducing children's anxiety. WHAT IS KNOWN: * Anxiety 
and fear caused by medical procedures exacerbate children's pain and may interfere 
with the procedure. * To reduce anxiety, fear, and pain and to facilitate patient's 
evaluation, different non-pharmacological approaches have been proposed and 
positive effects of laughter and humor have been reported. What is New: * The 
presence of clowns in the waiting room and in the ED during medical evaluation and 
painful procedures helps to reduce children's anxiety. 
https://www.ncbi.nlm.nih.gov/pubmed/26755209 
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Fortier, M. A., W. W. Chung, A. Martinez, S. Gago-Masague and L. Sender 
(2016). "Pain buddy: A novel use of m-health in the management of children's 
cancer pain." Comput Biol Med 76: 202-214. 
 
BACKGROUND: Over 12,000 children are diagnosed with cancer every year in the 
United States. In addition to symptoms associated with their disease, children 
undergoing chemotherapy frequently experience significant pain, which is 
unfortunately often undertreated. The field of m-Health offers an innovative avenue 
for pain assessment and intervention in the home setting. The current study 
describes the development and initial evaluation of a tablet-based program, Pain 
Buddy, aimed to enhance pain management and foster improved quality of life in 
children ages 8-18 years undergoing cancer treatment. METHODS: An animated 
avatar-based tablet application was developed using state-of-the-art software. Key 
aspects of Pain Buddy include daily pain and symptom diaries completed by 
children, remote monitoring of symptoms by uploading patient's data through internet 
to a cloud server, cognitive and behavioral skills training, interactive three-
dimensional avatars that guide children through the program, and an incentive 
system to motivate engagement. Twelve children between the ages of 8 and 18 
participated in a pilot study of Pain Buddy. RESULTS: Children were highly satisfied 
with the program. Pain and appetite disturbances were most frequently endorsed. 
Symptom trigger alerts to outside providers were largely related to clinically 
significant pain. Children infrequently used analgesics, and reported using some 
non-pharmacological pain management strategies. CONCLUSION: Pain Buddy 
appears to be a promising tool to improve pain and symptom management in 
children undergoing cancer treatment. Results from the current study will inform 
future improvements to Pain Buddy, in preparation for a randomized controlled trial 
to assess the efficacy of this innovative treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/27479493 

 
 
Gao, M., D. Rejaei and H. Liu (2016). "Ketamine use in current clinical 
practice." Acta Pharmacol Sin 37(7): 865-872. 
 
After nearly half a century on the market, ketamine still occupies a unique corner in 
the medical armamentarium of anesthesiologists or clinicians treating pain. Over the 
last two decades, much research has been conducted highlighting the drug's 
mechanisms of action, specifically those of its enantiomers. Nowadays, ketamine is 
also being utilized for pediatric pain control in emergency department, with its anti-
hyperalgesic and anti-inflammatory effects being revealed in acute and chronic pain 
management. Recently, new insights have been gained on ketamine's potential anti-
depressive and antisuicidal effects. This article provides an overview of the drug's 
pharmacokinetics and pharmacodynamics while also discussing the potential 
benefits and risks of ketamine administration in various clinical settings. 
https://www.ncbi.nlm.nih.gov/pubmed/27018176 

 
 
Geue, K., R. Schmidt, A. Sender and M. Friedrich (2016). "[Pain experiences 
and life satisfaction of young adult cancer patients]." Schmerz. 
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BACKGROUND: After having completed medical treatment cancer patients often 
suffer from pain that can impair the quality of life. While young adolescents and 
adults (AYA) with cancer have become the focus of research during recent years, 
literature on the prevalence, quality and relief of pain in AYA patients is lacking. 
OBJECTIVE: This study investigated psychosocial data on pain experienced by AYA 
patients (e.g. prevalence, type, distress, anxiety and need for support) and the 
association with the quality of life. MATERIAL AND METHODS: Standardized and 
validated questionnaires were used for assessing pain and quality of life in AYA 
patients defined as the patient group between 18 and 39 years. Calculated 
regression models were summarized in a pathway model. RESULTS: Out of 117 
AYA patients (66 % women) 45 (39 %) suffered from pain and of these 73 % felt 
impaired due to the pain, 58 (50 %) had a fear of pain and 21 (20 %) reported a need 
for support. The severity of pain had a negative influence on physical functioning 
(beta = -0.335) and health-related satisfaction (beta = -0.415). Regarding the quality 
of life, 105 patients (90 %) were overall satisfied with their life. Dissatisfaction was 
reported in the areas of occupation (39.34 %), ability to relax (36.31 %), physical 
performance (34.29 %), income (32.27 %) and partnership/sexuality (29.25 %). 
CONCLUSION: This study provides evidence that pain plays a relevant role for AYA 
patients after the end of medical treatment. A substantial proportion of AYA patients 
reported the need for support so that the question arises whether medical pain 
management is sufficient, particularly as pain was associated with impairment and 
strongly negatively associated with health-related satisfaction. 
https://www.ncbi.nlm.nih.gov/pubmed/27324630 

 
 
Gordon, M., J. K. MacDonald, C. E. Parker, A. K. Akobeng and A. G. Thomas 
(2016). "Osmotic and stimulant laxatives for the management of childhood 
constipation." Cochrane Database Syst Rev(8): Cd009118. 
 
BACKGROUND: Constipation within childhood is an extremely common problem. 
Despite the widespread use of osmotic and stimulant laxatives by health 
professionals to manage constipation in children, there has been a long standing 
paucity of high quality evidence to support this practice. OBJECTIVES: We set out to 
evaluate the efficacy and safety of osmotic and stimulant laxatives used to treat 
functional childhood constipation. SEARCH METHODS: We searched MEDLINE, 
EMBASE, the Cochrane Central Register of Controlled Trials, and the Cochrane IBD 
Group Specialized Trials Register from inception to 10 March 2016. There were no 
language restrictions. We also searched the references of all included studies, 
personal contacts and drug companies to identify studies. SELECTION CRITERIA: 
Randomised controlled trials (RCTs) which compared osmotic or stimulant laxatives 
to placebo or another intervention, with participants aged 0 to 18 years old were 
considered for inclusion. The primary outcome was frequency of defecation. 
Secondary endpoints included faecal incontinence, disimpaction, need for additional 
therapies and adverse events. DATA COLLECTION AND ANALYSIS: Relevant 
papers were identified and two authors independently assessed the eligibility of 
trials, extracted data and assessed methodological quality using the Cochrane risk of 
bias tool. The primary outcome was frequency of defecation. Secondary endpoints 
included faecal incontinence, disimpaction, need for additional therapies and 
adverse events. For continuous outcomes we calculated the mean difference (MD) 
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and 95% confidence interval (CI) using a fixed-effect model. For dichotomous 
outcomes we calculated the risk ratio (RR) and 95% CI using a fixed-effect model. 
The Chi(2) and I(2) statistics were used to assess statistical heterogeneity. A 
random-effects model was used in situations of unexplained heterogeneity. We 
assessed the overall quality of the evidence supporting the primary and secondary 
outcomes using the GRADE criteria. MAIN RESULTS: Twenty-five RCTs (2310 
participants) were included in the review. Fourteen studies were judged to be at high 
risk of bias due to lack of blinding, incomplete outcome data and selective reporting. 
Meta-analysis of two studies (101 patients) comparing polyethylene glycol (PEG) 
with placebo showed a significantly increased number of stools per week with PEG 
(MD 2.61 stools per week, 95% CI 1.15 to 4.08). Common adverse events in the 
placebo-controlled studies included flatulence, abdominal pain, nausea, diarrhoea 
and headache. Participants receiving high dose PEG (0.7 g/kg) had significantly 
more stools per week than low dose PEG (0.3 g/kg) participants (1 study, 90 
participants, MD 1.30, 95% 0.76 to 1.84). Meta-analysis of 6 studies with 465 
participants comparing PEG with lactulose showed a significantly greater number of 
stools per week with PEG (MD 0.70 , 95% CI 0.10 to 1.31), although follow-up was 
short. Patients who received PEG were significantly less likely to require additional 
laxative therapies. Eighteen per cent (27/154) of PEG patients required additional 
therapies compared to 31% (47/150) of lactulose patients (RR 0.55, 95% CI 0.36 to 
0.83). No serious adverse events were reported with either agent. Common adverse 
events in these studies included diarrhoea, abdominal pain, nausea, vomiting and 
pruritis ani. Meta-analysis of 3 studies with 211 participants comparing PEG with milk 
of magnesia showed that the stools per week were significantly greater with PEG 
(MD 0.69, 95% CI 0.48 to 0.89). However, the magnitude of this difference was quite 
small and may not be clinically significant. One child was noted to be allergic to PEG, 
but there were no other serious adverse events reported. One study found a 
significant difference in stools per week favouring milk of magnesia over lactulose 
(MD -1.51, 95% CI -2.63 to -0.39, 50 patients), Meta-analysis of 2 studies with 287 
patients comparing liquid paraffin (mineral oil) with lactulose revealed a relatively 
large statistically significant difference in the number of stools per week favouring 
liquid paraffin (MD 4.94 , 95% CI 4.28 to 5.61). No serious adverse events were 
reported. Adverse events included abdominal pain, distention and watery stools. No 
statistically significant differences in the number of stools per week were found 
between PEG and enemas (1 study, 90 patients, MD 1.00, 95% CI -1.58 to 3.58), 
dietary fibre mix and lactulose (1 study, 125 patients, P = 0.481), senna and 
lactulose (1 study, 21 patients, P > 0.05), lactitol and lactulose (1 study, 51 patients, 
MD -0.80, 95% CI -2.63 to 1.03), hydrolyzed guar gum and lactulose (1 study, 61 
patients, MD 1.00, 95% CI -1.80 to 3.80), PEG and flixweed (1 study, 109 patients, 
MD 0.00, 95% CI -0.33 to 0.33), PEG and dietary fibre (1 study, 83 patients, MD 
0.20, 95% CI -0.64 to 1.04), and PEG and liquid paraffin (2 studies, 261 patients, MD 
0.35, 95% CI -0.24 to 0.95). AUTHORS' CONCLUSIONS: The pooled analyses 
suggest that PEG preparations may be superior to placebo, lactulose and milk of 
magnesia for childhood constipation. GRADE analyses indicated that the overall 
quality of the evidence for the primary outcome (number of stools per week) was low 
or very low due to sparse data, inconsistency (heterogeneity), and high risk of bias in 
the studies in the pooled analyses. Thus, the results of the pooled analyses should 
be interpreted with caution because of quality and methodological concerns, as well 
as clinical heterogeneity, and short follow-up. There is also evidence suggesting the 
efficacy of liquid paraffin (mineral oil). There is no evidence to demonstrate the 
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superiority of lactulose when compared to the other agents studied, although there is 
a lack of placebo controlled studies. Further research is needed to investigate the 
long term use of PEG for childhood constipation, as well as the role of liquid paraffin. 
The optimal dose of PEG also warrants further investigation. 
https://www.ncbi.nlm.nih.gov/pubmed/27531591 

 
 
Harris, J., A. S. Ramelet, M. van Dijk, P. Pokorna, J. Wielenga, L. Tume, D. 
Tibboel and E. Ista (2016). "Clinical recommendations for pain, sedation, 
withdrawal and delirium assessment in critically ill infants and children: an 
ESPNIC position statement for healthcare professionals." Intensive Care Med 
42(6): 972-986. 
 
BACKGROUND: This position statement provides clinical recommendations for the 
assessment of pain, level of sedation, iatrogenic withdrawal syndrome and delirium 
in critically ill infants and children. Admission to a neonatal or paediatric intensive 
care unit (NICU, PICU) exposes a child to a series of painful and stressful events. 
Accurate assessment of the presence of pain and non-pain-related distress 
(adequacy of sedation, iatrogenic withdrawal syndrome and delirium) is essential to 
good clinical management and to monitoring the effectiveness of interventions to 
relieve or prevent pain and distress in the individual patient. METHODS: A 
multidisciplinary group of experts was recruited from the members of the European 
Society of Paediatric and Neonatal Intensive Care (ESPNIC). The group formulated 
clinical questions regarding assessment of pain and non-pain-related distress in 
critically ill and nonverbal children, and searched the PubMed/Medline, CINAHL and 
Embase databases for studies describing the psychometric properties of assessment 
instruments. Furthermore, level of evidence of selected studies was assigned and 
recommendations were formulated, and grade or recommendations were added on 
the basis of the level of evidence. RESULTS: An ESPNIC position statement was 
drafted which provides clinical recommendations on assessment of pain (n = 5), 
distress and/or level of sedation (n = 4), iatrogenic withdrawal syndrome (n = 3) and 
delirium (n = 3). These recommendations were based on the available evidence and 
consensus amongst the experts and other members of ESPNIC. CONCLUSIONS: 
This multidisciplinary ESPNIC position statement guides professionals in the 
assessment and reassessment of the effectiveness of treatment interventions for 
pain, distress, inadequate sedation, withdrawal syndrome and delirium. 
https://www.ncbi.nlm.nih.gov/pubmed/27084344 

 
Heathcote, L. C., M. Koopmans, C. Eccleston, E. Fox, K. Jacobs, N. Wilkinson 
and J. Y. Lau (2016). "Negative Interpretation Bias and the Experience of Pain 
in Adolescents." J Pain 17(9): 972-981. 
 
Negative interpretation bias, the tendency to appraise ambiguous situations in a 
negative or threatening way, has been suggested to be important for the 
development of adult chronic pain. To our knowledge, this is the first study to 
examine the role of a negative interpretation bias in adolescent pain. We first 
developed and piloted a novel task that measures the tendency for adolescents to 
interpret ambiguous situations as indicative of pain and bodily threat. Using this task 
in a separate community sample of adolescents (N = 115), we then found that 
adolescents who catastrophize about pain, as well as those who reported more pain 
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issues in the preceding 3 months, were more likely to endorse negative 
interpretations, and less likely to endorse benign interpretations, of ambiguous 
situations. This interpretation pattern was not, however, specific for situations 
regarding pain and bodily threat, but generalized across social situations as well. We 
also found that a negative interpretation bias, specifically in ambiguous situations 
that could indicate pain and bodily threat, mediated the association between pain 
catastrophizing and recent pain experiences. Findings may support one potential 
cognitive mechanism explaining why adolescents who catastrophize about pain often 
report more pain. PERSPECTIVE: This article presents a new adolescent measure 
of interpretation bias. We found that the tendency to interpret ambiguous situations 
as indicative of pain and bodily threat may be one potential cognitive mechanism 
explaining why adolescents who catastrophize about pain report more pain, thus 
indicating a potential novel intervention target. 
https://www.ncbi.nlm.nih.gov/pubmed/27263991 

 
 
Higuchi, T., K. Shimada, Y. Cho, K. Minami, K. Takeuchi and A. Sakamoto 
(2016). "Effectiveness of subarachnoid drug infusion for pediatric tumor-
related pain." Pediatr Int 58(8): 760-763. 
 
Although the effectiveness of subarachnoid continuous drug infusion has been 
established in cancer pain management, its clinical use in children is rare. A 14-year-
old girl with neurofibromatosis type I complained of right leg pain stemming from a 
growing tumor on her right buttock. Continuous and breakthrough right leg pain were 
unbearable, even at high doses of systemic opioids that caused severe constipation 
and deep sedation. Subsequent continuous infusion of bupivacaine and morphine 
through a subarachnoid catheter effectively relieved the girl's pain. The 
corresponding decrease in systemic opioid also improved her activities of daily living. 
The patient eventually died of cachexia due to the rapidly growing buttock lesion that 
was pathologically confirmed post-mortem as a malignant peripheral nerve sheath 
tumor. Subarachnoid continuous drug infusion may be very useful in controlling 
severe pain with few side-effects, even in the field of pediatric palliative care. 
https://www.ncbi.nlm.nih.gov/pubmed/27273434 

 
 
Holley, A. L., A. C. Wilson, M. Noel and T. M. Palermo (2016). "Post-traumatic 
stress symptoms in children and adolescents with chronic pain: A topical 
review of the literature and a proposed framework for future research." Eur J 
Pain 20(9): 1371-1383. 
 
BACKGROUND AND OBJECTIVE: The co-occurrence of chronic pain and post-
traumatic stress symptoms (PTSS) and post-traumatic stress disorder (PTSD) has 
gained increasing research attention. Studies on associations among pain and PTSS 
or PTSD in youth have largely been conducted in the context of acute injury or 
trauma. Less is known about the risk for co-occurrence with paediatric chronic pain. 
In this review, we (1) propose a conceptual framework to outline factors salient 
during childhood that may be associated with symptom severity, co-occurrence and 
mutual maintenance, (2) present relevant literature on PTSS in youth with acute and 
chronic pain and identify research gaps and (3) provide recommendations to guide 
paediatric research examining shared symptomatology. DATABASES AND DATA 
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TREATMENT: Electronic databases (PubMed and Google Scholar) were used to 
identify relevant articles using the search terms 'child, adolescent, paediatric, chronic 
pain, acute pain, post-traumatic stress symptoms and post-traumatic stress disorder'. 
Studies were retrieved and reviewed based on relevance to the topic. RESULTS: 
Our findings revealed that existing biobehavioural and ecological models of 
paediatric chronic pain lack attention to traumatic events or the potential 
development of PTSS. Paediatric studies are also limited by lack of a conceptual 
framework for understanding the prevalence, risk and trajectories of PTSS in youth 
with chronic pain. CONCLUSIONS: Our new developmentally informed framework 
highlights individual symptoms and shared contextual factors that are important 
when examining potential associations among paediatric chronic pain and PTSS. 
Future studies should consider bidirectional and mutually maintaining associations, 
which will be aided by prospective, longitudinal designs. WHAT DOES THIS 
REVIEW ADD?: This review presents relevant literature on pain and PTSS in youth 
and proposes a conceptual framework to examine factors salient during childhood 
that may be associated with symptom severity, comorbidity and mutual maintenance 
of chronic pain and PTSS in paediatric populations. We highlight dynamic factors 
that may change across children's development and provide recommendations to 
guide paediatric research examining potential associations among PTSS and chronic 
pain. 
https://www.ncbi.nlm.nih.gov/pubmed/27275585 

 
 
Hunt, A., B. Carter, J. Abbott, A. Parker, S. Spinty and C. deGoede (2016). "Pain 
experience, expression and coping in boys and young men with Duchenne 
Muscular Dystrophy - A pilot study using mixed methods." Eur J Paediatr 
Neurol 20(4): 630-638. 
 
There is limited research exploring the pain experience of boys and young men with 
Duchenne Muscular Dystrophy. METHODS: We conducted a mixed-methods pilot 
study to assess the feasibility of using particular measures of pain, pain coping and 
quality of life within semi-structured interviews with boys and young men with 
Duchenne Muscular Dystrophy and a postal survey of their parents. Non-probability, 
convenience sampling was used. RESULTS: Twelve young men aged 11-21 years 
(median 15 years), three of whom were still ambulant, and their parents/guardians 
were recruited. The measures used were acceptable to the young men and 
demonstrated potential to provide useful data. Two-thirds of young men suffered 
from significant daily pain which was associated with reduced quality of life. Pain 
complaints were largely kept within the family. Young men's pain-coping strategies 
were limited by their restricted physical abilities. Statistical power based on these 
preliminary results suggests a study of approximately 50 boys/young men which 
appears feasible. CONCLUSIONS: Further study is needed to explore acceptable 
and effective methods of pain management in this population and ways of enhancing 
pain-coping strategies. In clinical practice, assessment of pains and discomfort 
should form part of all routine consultations. 
https://www.ncbi.nlm.nih.gov/pubmed/27053141 
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Klin, B., Y. Efrati, M. Berkovitch and I. Abu-Kishk (2016). "Anal fissure in 
children: a 10-year clinical experience with nifedipine gel with lidocaine." 
Minerva Pediatr 68(3): 196-200. 
 
BACKGROUND: We aimed to evaluate efficacy and safety of the use of nifedipine 
gel with lidocaine in the treatment of acute anal fissures in children by reviewing the 
cases of 106 children with acute anal fissure treated conservatively by nifedipine gel 
with lidocaine between the years 2003-2012. METHODS: The patients included in 
this study were 48 males and 58 females. Their clinical presentation consisted of 
constipation, rectal bleeding, anal pain, perianal itching, abdominal pain, irritability 
and rectal prolapse. Posterior, anterior, both anterior and posterior, multiple, both 
posterior and lateral locations were the main physical findings in 65, 23, 10, 7, and 1 
cases. RESULTS: Ninety-nine patients completed the 4-week treatment course of 
nifedipine gel with lidocaine successfully (93.40%), with complete healing of the 
fissure. The recurrence rate observed was very low (6.60%). CONCLUSIONS: 
Topical 0.2% nifedipine with lidocaine appears an efficient mode of treatment for 
anal fissures in children, with a significant healing rate and no side effects. 
https://www.ncbi.nlm.nih.gov/pubmed/25411941 

 
 
Knosgaard, K. R., D. J. Foster, M. Kreilgaard, E. Sverrisdottir, R. N. Upton and 
J. N. van den Anker (2016). "Pharmacokinetic models of morphine and its 
metabolites in neonates:: Systematic comparisons of models from the 
literature, and development of a new meta-model." Eur J Pharm Sci 92: 117-
130. 
 
Morphine is commonly used for pain management in preterm neonates. The aims of 
this study were to compare published models of neonatal pharmacokinetics of 
morphine and its metabolites with a new dataset, and to combine the characteristics 
of the best predictive models to design a meta-model for morphine and its 
metabolites in preterm neonates. Moreover, the concentration-analgesia relationship 
for morphine in this clinical setting was also investigated. A population of 30 preterm 
neonates (gestational age: 23-32weeks) received a loading dose of morphine (50-
100mug/kg), followed by a continuous infusion (5-10mug/kg/h) until analgesia was 
no longer required. Pain was assessed using the Premature Infant Pain Profile. Five 
published population models were compared using numerical and graphical tests of 
goodness-of-fit and predictive performance. Population modelling was conducted 
using NONMEM(R) and the $PRIOR subroutine to describe the time-course of 
plasma concentrations of morphine, morphine-3-glucuronide, and morphine-6-
glucuronide, and the concentration-analgesia relationship for morphine. No 
published model adequately described morphine concentrations in this new dataset. 
Previously published population pharmacokinetic models of morphine, morphine-3-
glucuronide, and morphine-6-glucuronide were combined into a meta-model. The 
meta-model provided an adequate description of the time-course of morphine and 
the concentrations of its metabolites in preterm neonates. Allometric weight scaling 
was applied to all clearance and volume terms. Maturation of morphine clearance 
was described as a function of postmenstrual age, while maturation of metabolite 
elimination was described as a function of postnatal age. A clear relationship 
between morphine concentrations and pain score was not established. 
https://www.ncbi.nlm.nih.gov/pubmed/27373670 
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Lau Moon Lin, M., P. D. Robinson, J. Flank, L. Sung and L. L. Dupuis (2016). 
"The Safety of Prochlorperazine in Children: A Systematic Review and Meta-
Analysis." Drug Saf 39(6): 509-516. 
 
INTRODUCTION: Prochlorperazine is recommended for adults with breakthrough or 
refractory chemotherapy-induced nausea and vomiting (CINV). The objective of this 
review was to describe its safety in children when given for any indication to help 
define its role for CINV control in children. METHODS: Electronic searches of 
MEDLINE, EMBASE, PsycINFO, and the Cochrane Central Register of Controlled 
Trials were performed as of 9 March 2015. All studies in English reporting adverse 
effects (AEs) associated with prochlorperazine in children (</=18 years) were 
included. AEs were synthesized for prospective studies. RESULTS: Forty-nine (15 
prospective) studies evaluating the use of prochlorperazine in 758 children were 
included. The most commonly reported AEs in prospective studies of 
prochlorperazine in children were sedation (multiple-dose studies: 10 %, 95 % CI 5-
21) and extrapyramidal symptoms (EPS) (single-dose studies: 9 %, 95 % CI 3-29; 
multiple-dose studies: 4 %, 95 % CI 1-11). Serious AEs (seizure, neuroleptic 
malignant syndrome, autonomic collapse, tardive dyskinesia) were rarely associated 
with prochlorperazine use in children. Five fatalities were reported in children 
receiving prochlorperazine. LIMITATIONS: The limitations of this systematic review 
and meta-analysis were that the AEs reported in the included studies were 
heterogeneous, the prospective use of systematic clinical tools to identify AEs was 
rare, and the risk of bias in most prospective studies was moderate. 
CONCLUSIONS: The most common AEs reported with the pediatric use of 
prochlorperazine are EPS and sedation. Fatalities, life-threatening, and persistent 
AEs have also been reported. 
https://www.ncbi.nlm.nih.gov/pubmed/26884326 

 
 
Lechtzin, N., S. Allgood, G. Hong, K. Riekert, J. A. Haythornthwaite, P. 
Mogayzel, J. Hankinson and M. Yaster (2016). "The Association Between Pain 
and Clinical Outcomes in Adolescents With Cystic Fibrosis." J Pain Symptom 
Manage 52(5): 681-687. 
 
CONTEXT: Pain is a common problem in patients with cystic fibrosis (CF) and in 
adults is associated with lower quality of life and more pulmonary complications. 
Less is known about the impact of pain in adolescents with CF. OBJECTIVES: This 
study aimed to describe pain in an adolescent CF population and to determine if pain 
at baseline is associated with lower health-related quality of life (HRQoL) and worse 
pulmonary outcomes at six-month follow-up. METHODS: We administered surveys 
at baseline and at six months to CF patients aged 12 to 20 years. Analyses included 
Wilcoxon log-rank tests, Spearman correlations, and linear and logistic regressions. 
RESULTS: Seventy-three patients (86.9%) completed the baseline questionnaire 
and 53 patients (63.1%) completed the six-month follow-up questionnaire. Mean age 
was 15.6 +/- 2.5 and mean FEV1 was 79 +/- 26% predicted; 89% of patients 
reported pain in the three months before the survey, but in most it was short lived 
and mild to moderate in severity. Abdominal pain was the most common location. 
Pain was associated with increased pulmonary exacerbations (odds ratios = 1.99 for 
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every one-point increase on a composite pain scale, P = 0.03) and with lower 
HRQoL. CONCLUSIONS: Pain in adolescents with CF is associated with lower 
HRQoL and more pulmonary exacerbations. Greater efforts are needed to manage 
pain in this population and to determine if treatment of pain improves other 
outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/26884326 

 
 
Liu, J., Z. Li and Q. Zhang (2016). "Challenges in the pain assessment during 
neonatal transport. An update." Minerva Pediatr. 
 
Neonatal transport is a highly specialized medical service that shifts critically ill 
neonates between hospitals for on-going care. In other words, it is an extension of 
the Neonatal Intensive Care Unit (NICU), which provides intensive care to critical ill 
neonates during transport. Furthermore, pain assessment and management is a 
crucial element during neonatal transport. However despite significant advances 
over the last 20 years in relation to our understanding of pain mechanisms in the 
neonates, the immediate long and short term consequences of neonatal pain along 
with proliferation of pain assessment measures, there continues to be reports of 
neonates in a variety of settings suffering needlessly from acute, prolonged, 
persistent and chronic pain. The central focus of the present review article is to put 
light on the existing challenges accompanying neonatal pain assessment during 
transport. 
https://www.ncbi.nlm.nih.gov/pubmed/27198493 

 
 
Manocha, S. and N. Taneja (2016). "Assessment of paediatric pain: a critical 
review." J Basic Clin Physiol Pharmacol 27(4): 323-331. 
 
Pain is a complex experience, and its quantification involves many aspects including 
physiological, behavioural, and psychological factors. References related to the topic 
were selected and analysed, along with a PubMed search of the recent and earlier 
reports. Assessment of pain in infants and children has always been a dilemma for 
the clinicians. Unlike in adults, it is difficult to assess and effectively treat pain in 
paediatric age groups, and it often remains untreated or undertreated. 
Misperceptions are attributed not only to the difficulties in isolating the specific signs 
of pain but also in recognising and inferring the meaning of the cues available in the 
complex of individual differences in the reaction pattern of children to pain. In 
children, several parameters such as age, cognitive level, type of pain, etc. are 
required to be considered for the selection of appropriate pain assessment tools. 
Although considerable progress has been made, there is a critical need for a more 
accurate measurement tool for both research and clinical purposes. This review has 
critically analysed the various techniques available to assess pain in children with 
emphasis on current research and present-day status of paediatric pain assessment. 
https://www.ncbi.nlm.nih.gov/pubmed/26887035 

 
 
Martin, S., P. L. Wolters, M. A. Toledo-Tamula, S. N. Schmitt, A. Baldwin, A. 
Starosta, A. Gillespie and B. Widemann (2016). "Acceptance and commitment 
therapy in youth with neurofibromatosis type 1 (NF1) and chronic pain and 
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their parents: A pilot study of feasibility and preliminary efficacy." Am J Med 
Genet A 170(6): 1462-1470. 
 
Neurofibromatosis type 1 (NF1) is an autosomal dominant genetic disorder affecting 
about 1 in 3,500 individuals. Chronic pain is commonly reported among individuals 
with NF1 and plexiform neurofibroma tumors (PNs). Acceptance and Commitment 
Therapy (ACT), an empirically supported method for addressing chronic pain, helps 
individuals re-focus on valued relationships and activities. This pilot study 
investigated the feasibility and preliminary efficacy of a brief ACT workshop in the 
NF1 population. Eligible participants included adolescents and young adults (AYA; 
12-21 years) with NF1 and chronic pain that interfered with daily functioning and their 
parents. Patients and parents completed baseline measures of pain interference, 
pain intensity, functional disability, pain acceptance, depression, and anxiety. Then, 
AYA and parents participated separately in a 2-day small-group ACT workshop. A 
telephone booster session occurred 1 month post-intervention. Three-month post-
treatment measures were completed by mail. Ten adolescents (4 males; M age = 
16.9 years) and seven parents provided baseline and 3-month data. Mean 
satisfaction with the study was moderate to high (3.9 for patients and 4.6 for parents 
on a 1-5 scales). Patients and parents reported significant declines in patients' pain 
interference at 3 months post-treatment. Patient-reported pain intensity significantly 
declined from baseline to 3 months. Parents reported marginally greater acceptance 
of their child's pain. No changes emerged in functional ability or mood. Preliminary 
findings suggest that a brief ACT group intervention is feasible and may help AYA 
with NF1 and PNs cope with their chronic pain, although larger randomized studies 
are needed to confirm treatment efficacy. (c) 2016 Wiley Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/27021207 

 
 
Matziou, V., P. Perdikaris, E. Vlahioti, V. Dimitriou and K. Tsoumakas (2016). 
"PO08 - Perceptions of children and their parents about the pain experienced 
during their hospitalization and its impact on parents' quality of life." Nurs 
Child Young People 28(4): 93. 
 
Theme: Pain Background: In children and adolescents with cancer, as well as in their 
parents, the quality of life is affected due to pain experienced during their 
hospitalization. OBJECTIVES: The aim was to report and assess paediatric and 
parental opinions about the pain the paediatric patients suffer. METHODS: The 
sample of the study consisted of 92 paediatric cancer patients, 159 paediatric 
patients with musculoskeletal problems and one of their parents with the Paediatric 
Pain Questionnaire and the PedsQL-Family Impact Module. RESULTS: Young 
patients reported higher acute pain scores than their parents (z=-2.5, p=0.011; 99% 
CI: 0.008-0.013). Young patients with orthopaedic disorders had higher acute and 
chronic pain scores in comparison to their parents' reports (z=-3.4, p=0.001; 99% CI: 
0.000-0.001 and z=-2.3, p=0.021; 99% CI: 0.017-0.025 respectively). 
CONCLUSIONS: The parental quality of life is affected especially when the pain is 
caused by life-threatening diseases, but it improves as the treatment ends. 
https://www.ncbi.nlm.nih.gov/pubmed/27214471 

 
Matziou, V., E. Vlachioti, E. Megapanou, A. Ntoumou, C. Dionisakopoulou, V. 
Dimitriou, K. Tsoumakas, T. Matziou and P. Perdikaris (2016). "Perceptions of 
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children and their parents about the pain experienced during their 
hospitalization and its impact on parents' quality of life." Jpn J Clin Oncol 
46(9): 862-870. 
 
OBJECTIVE: The aim of the study was to assess pain levels and perceptions 
concerning pain by both children and their parents during hospitalization, as well as 
the impact of that pain upon parents' quality of life. METHODS: The sample of the 
study consisted of 92 pediatric cancer patients, 159 pediatric patients with 
musculoskeletal problems and one of their parents. The study was performed 
between November 2010 and May 2011. The Pediatric Pain Questionnaire (Parent 
Version) and the PedsQL-Family Impact Module were used for pain assessment and 
the quality of life by the parents. Young patients completed the pediatric version of 
the Pediatric Pain Questionnaire for the evaluation of pediatric pain. Pain was 
measured by using the Wong-Baker facial pain scale, included in both parent and 
child version of the Pediatric Pain Questionnaire. This rating scale is recommended 
for children 3 years and older. RESULTS: Young patients reported higher acute pain 
scores than their parents (z = -2.5, P = 0.011; 99% confidence interval: 0.008-0.013). 
Young patients with orthopedic disorders had higher acute and chronic pain scores 
in comparison to their parents' reports (z = -3.4, P = 0.001; 99% confidence interval: 
0.000-0.001 and z = -2.3, P = 0.021; 99% confidence interval: 0.017-0.025, 
respectively). Girls reported higher pain scores than boys (z = -2.0, P = 0.047; 99% 
CI: 0.041-0.052). CONCLUSIONS: Parental reports tended to underestimated 
children's pain, especially acute pain. The sex of children, the age and the marital 
status affect the perceptions of both children and their parents about pain. The 
parental quality of life is affected especially when the pain is caused by life-
threatening diseases such as cancer. However, it improves as the treatment of their 
children is completed with no complications. 
https://www.ncbi.nlm.nih.gov/pubmed/27307575 

 
Milbrandt, T., R. Kryscio, R. Muchow, J. Walker, V. Talwalkar and H. Iwinski, Jr. 
(2016). "Oral Sucrose for Pain Relief During Clubfoot Casting: A Double-
Blinded Randomized Controlled Trial." J Pediatr Orthop. 
 
BACKGROUND: Idiopathic clubfoot treatment is treated by manipulation and casting 
utilizing the Ponseti technique which can make the infant fussy and irritable. The 
goal of this study was to determine which intervention could decrease this pain 
response in infants undergoing Ponseti casting for idiopathic clubfeet. Our 
hypothesis was that the administration of oral sucrose solution or milk would be the 
most effective in accomplishing that goal. METHODS: We conducted a double-
blinded randomized controlled trial at a tertiary pediatric orthopaedic center on 33 
children (average age=17.94 d; SD=20.51 d) undergoing clubfoot manipulation and 
casting and their guardians. Each cast was considered a new event and was 
randomized to an oral 20% sucrose solution (S), water (W), or milk (M) in a bottle 
(breast or nonbreast). We assessed the Neonatal Infant Pain Scale (NIPS), heart 
rate, and oxygen saturation before, during, and after the casting. RESULTS: A total 
of 131 casts were randomized and 118 analyzed (37 M, 42 S, 39 W). Each child 
underwent an average of 3.97 casts (SD=1.74). There were no significant 
differences seen between the groups before casting in their mean NIPS score 
(M=2.2; SD=2.38, S=1.84, SD=2.18, W=1.61, SD=2.12). However during casting, 
mean NIPS score for both milk, 0.91 (SD=1.26, P=0.0005) and sucrose, 0.64 
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(SD=1.27, P<0.0001) were significantly less than water, 2.27 (SD=2.03) but not 
different from each other (P=0.33). Postcasting, the sucrose NIPS score, 0.69 
(SD=1.53) continued to be significantly less than milk, 2.11 (SD=2.37, P=0.0065. 
There was no correlation between heart rate or oxygen saturation and NIPS. 
CONCLUSIONS: Sucrose solution and milk during Ponseti casting and manipulation 
were effective in decreasing the pain response in children undergoing manipulation 
and casting for clubfeet. The sucrose solution administration continued the pain relief 
into the postcasting period. In addition to the benefits of improving the patient 
experience during casting, a less irritable child may result in better casting. LEVEL 
OF EVIDENCE: Level 1 evidence. 
https://www.ncbi.nlm.nih.gov/pubmed/27636913 

 
 
Miro, J., R. de la Vega, E. Sole, M. Racine, M. P. Jensen, S. Galan and J. M. 
Engel (2016). "Defining mild, moderate, and severe pain in young people with 
physical disabilities." Disabil Rehabil: 1-8. 
 
PURPOSE: The purpose of this study is to identify the cutoffs that are most suitable 
for classifying average and worst pain intensity as being mild, moderate, or severe in 
young people with physical disabilities. METHOD: Survey study using a convenience 
sample of 113 young people (mean age = 14.19; SD = 2.9; age range: 8-20) with 
physical disabilities (namely, spinal cord injury, cerebral palsy, spina bifida, limb 
deficiency (acquired or congenital), or neuromuscular disease). RESULTS: The 
findings support a non-linear association between pain intensity and pain 
interference. In addition, the optimal cutoffs for classifying average and worst pain as 
mild, moderate, or severe differed. For average pain, the best cutoffs were the 
following: 0-3 for mild, 4-6 for moderate, and 7-10 for severe pain, whereas the 
optimal classification for worst pain was 0-4 for mild, 5-6 for moderate, and 7-10 for 
severe pain. CONCLUSIONS: The findings provide important information that may 
be used to help make decisions regarding pain treatment in young people with 
disabilities and also highlight the need to use different cutoffs for classifying pain 
intensity in young people with disabilities than those that have been suggested for 
adults with chronic pain. Implications for rehabilitation Most clinical guidelines make 
treatment recommendations based on classifications of pain intensity as being mild, 
moderate, and severe that do not have a clear cut association with pain intensity 
ratings. Cutoffs that are deemed to be the most appropriate for classifying pain 
intensity as mild, moderate, and severe appear to depend, at least in part, on the 
pain population that is being studied and pain domain that is being used. This work 
helps to advance our knowledge regarding the meaning of pain intensity ratings in 
young people with physical disabilities. Clinicians can use this information to make 
empirically guided decisions regarding when to intervene in young people with 
disabilities and chronic pain. 
https://www.ncbi.nlm.nih.gov/pubmed/27291566 

 
 
Mitchell, A. J., R. W. Hall, B. Golianu, C. Yates, D. K. Williams, J. Chang and K. 
J. Anand (2016). "Does noninvasive electrical stimulation of acupuncture 
points reduce heelstick pain in neonates?" Acta Paediatr 105(12): 1434-1439. 
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AIM: Noninvasive electrical stimulation at acupuncture points (NESAP) for analgesia 
is used in children, but has not been widely studied in neonates. The purpose of this 
study was to determine whether NESAP alone or in combination with sucrose 
relieved heelstick pain in neonates. METHODS: Term neonates (n = 162) receiving 
routine heelsticks for newborn screening were enrolled following parental consent. 
All infants received facilitated tucking and non-nutritive sucking. Neonates were 
randomised to standard care, sucrose, NESAP or sucrose plus NESAP. NESAP (3.5 
mA, 10 Hz) or sham was administered over four acupuncture points. The Premature 
Infant Pain Profile (PIPP), heart rate variability (HRV) and salivary cortisol were used 
to measure heelstick pain. RESULTS: PIPP scores among all four treatment groups 
increased during heelstick, F (9,119) = 1.95, p = 0.05 and NESAP therapy had no 
significant effect on PIPP scores. However, PIPP scores from baseline to heelstick 
increased the most in the two groups not receiving sucrose (p < 0.01). Mean PIPP 
scores remained below five during the heelstick in all four groups, indicating minimal 
or no pain. Differences in HRV and salivary cortisol among groups were insignificant. 
CONCLUSION: NESAP at 3.5 mA, 10 Hz is not effective in relieving pain during 
heelsticks in neonates. 
https://www.ncbi.nlm.nih.gov/pubmed/27607517 

 
 
Nelson, S. M., N. R. Cunningham and S. Kashikar-Zuck (2016). "A Conceptual 
Framework for Understanding the Role of Adverse Childhood Experiences in 
Pediatric Chronic Pain." Clin J Pain. 
 
OBJECTIVES: This review outlines a conceptual framework adapted from the 
biopsychosocial model of pain to examine the relationship between adverse 
childhood events (ACEs) and chronic pain in youth in order to highlight the state of 
current research and guide future efforts. METHODS: A review of the literature was 
performed in the areas of ACEs and health outcomes with general adult and 
pediatric populations in addition to studies within the pain literature. Potential 
relationships between ACEs, chronic pain, and its impact in youth are outlined and 
discussed. RESULTS: The literature suggests an association between adverse 
outcomes of ACEs and chronic pain in children and adolescents although causal 
links have not been confirmed. However, ACEs are associated with multiple risk 
factors identified in the biopsychosocial model of pain, and may serve to exacerbate 
or confer heightened risk for pain and poor outcomes. DISCUSSION: Adverse 
experiences in childhood may be associated with greater risk for the 
development/maintenance of chronic pain in youth. More research is needed on 
ACEs and how they uniquely affect the biopsychosocial mechanisms underlying 
chronic pain in children throughout the lifespan. 
https://www.ncbi.nlm.nih.gov/pubmed/27275737 

 
 
Olagunju, A. T., F. O. Sarimiye, T. O. Olagunju, M. Y. Habeebu and O. F. Aina 
(2016). "Child's symptom burden and depressive symptoms among caregivers 
of children with cancers: an argument for early integration of pediatric 
palliative care." Ann Palliat Med 5(3): 157-165. 
 
BACKGROUND: Childhood cancers evoke various emotional reactions in caregivers 
which can impair their well-being and roles. Little is known about caregiving and 
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which cancer-associated factors are related to caregiver's depression in resource-
restricted settings. We sought to investigate if child's symptom burden is related to 
depressive symptoms in caregivers. METHODS: Seventy-two caregivers and 
children with cancers were administered questionnaires to elicit socio-demographic 
and disease-related data. Subsequently, the child's symptoms were profiled with 
Memorial Symptom Assessment Scale (MSAS 7-12); while screening for depressive 
symptoms in caregivers was done using the Center for Epidemiologic Studies 
Depression Scale-Revised (CES-DR). RESULTS: All the caregivers were parents, 
and largely mothers (83.7%). The mean ages of caregivers and children were 39+/-2 
and 10+/-2 years respectively. Majority of caregivers (90.3%) were either ignorant or 
attributed spiritual causation to the cancers. The common symptoms with prevalence 
>50% in the children included pain, nausea, worry, and lack of energy (LE); 
symptoms' prevalence ranged from LE (68%) to itching (32%). Approximately, one-
third each of the children reported hair and weight loss which were considered 
'unusual' in the design of MSAS 7-12. The symptoms showed variability in distress, 
frequency and intensity. In particular, pain, lack of appetite (LA) and feeling sad (FS) 
were reported as most burdensome in >50% of the children. More than one-third of 
caregivers (38.2%) screened positive for significant depressive symptoms. The 
global symptom burden (r=0.58) and individual symptom correlated positively with 
depressive symptoms in caregivers (P<0.05). CONCLUSIONS: Our findings suggest 
the need for improved awareness creation on childhood cancers to obviate late 
presentations and poor access to care. Again, early integration of pediatric palliative 
care in childhood cancer care to ensure symptom management as well as its 
extended benefits on caregivers' wellbeing is desirable. The pattern of certain 
"unusual" symptoms in children with cancer in our work suggests the need to put into 
consideration 'novel' symptoms which were not captured in existing instruments. 
Future research on supportive care in pediatric cancers is indicated. 
https://www.ncbi.nlm.nih.gov/pubmed/27199271 

 
 
O'Neal, K. and D. Olds (2016). "Differences in Pediatric Pain Management by 
Unit Types." J Nurs Scholarsh 48(4): 378-386. 
 
PURPOSE: The purpose of this study was to determine differences in pediatric pain 
management by unit type in hospitals across the United States. The aims were to (a) 
compare unit-type rates of assessment, intervention, and reassessment (AIR), and 
(b) describe differences in assessment tools and intervention use by unit type. 
DESIGN: The study used a cross-sectional design. A secondary analysis of 2013 
data from the National Database of Nursing Quality Indicators (NDNQI(R)) pain AIR 
cycle indicator was conducted. The sample included 984 pediatric units in 390 
hospitals. METHODS: Data were gathered via retrospective chart review on the pain 
assessment tool used, presence of pain, interventions, and reassessment. 
Descriptive statistics and the Kruskal-Wallis one-way analysis of variance test were 
conducted. Post-hoc analyses included the Wilcoxon-rank sum test with Bonferroni 
correction. FINDINGS: Across all units the mean unit-level percentage of patients 
assessed for pain was 99.6%. Of those patients assessed, surgical units had the 
highest average unit-level percentage of patients with pain, while Level 4 neonatal 
intensive care units (NICUs) had the lowest. The most commonly used assessment 
tool among all units was the Faces, Legs, Activity, Crying, and Consolability 
(FLACC) Scale. The Neonatal Pain, Agitation, and Sedation Scale (N-PASS) and 
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Neonatal Infant Pain Scale (NIPS) specifically developed for infants were more 
commonly used across NICU unit types. The mean unit-level percentage of patients 
with pain receiving an intervention was 89.4%, and reassessment was 83.6%. 
Overall, pharmacologic methods were the most common pain intervention, while 
music was the least common. CONCLUSIONS: Assessments were performed 
routinely, yet interventions and reassessments were not. Pain AIR cycle completion 
varied by unit type. Pain was also widely present across many unit types, and 
pharmacologic methods were most frequently used. CLINICAL RELEVANCE: 
Frontline nurses are instrumental to pain management and have the ability to 
improve patient care and outcomes by effectively managing pain. A comprehensive 
understanding of it provides valuable insight into improving our practice to produce 
the best outcomes for pediatric patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27275945 

 
 
Palomaa, A. K., A. Korhonen and T. Polkki (2016). "PO20 - Parental 
suggestions for developing pain management in neonatal intensive care 
units." Nurs Child Young People 28(4): 100. 
 
Theme: Parenting/parenthood. BACKGROUND: Neonates are likely to experience 
numerous painful procedures in neonatal intensive care units (NICUs). Parents have 
expressed a wish to be more involved in their infants' pain alleviation. AIMS: The aim 
of this study was to describe parents' suggestions for the development of neonatal 
pain management in hospital. METHODS: Informants were parents (n=140), whose 
children were in care in the NICUs of Finland. Data were collected through the 
questionnaires, and the open-ended data were analyzed using inductive content 
analysis. RESULTS: Parents' suggestions for developing pain management 
consisted of six main categories: developing counselling, changing nursing practices, 
providing emotional support, considering parent-oriented practices, changing the 
attitude of the staff and increasing social support. DISCUSSION: It is essential to 
provide sufficient counseling to parents related to their child's pain management. 
CONCLUSIONS: Pain management practices need to change towards more family-
centered care in the Finnish NICUs. 
https://www.ncbi.nlm.nih.gov/pubmed/27214483 

 
 
Parashar, P., A. J. Samuel, A. Bansal and V. P. Aranka (2016). "Yakson touch 
as a part of early intervention in the Neonatal Intensive Care Unit: A systematic 
narrative review." Indian J Crit Care Med 20(6): 349-352. 
 
Yakson is a Korean therapeutic touch given to neonates and infants by caressing 
their abdomen with one hand while the other hand is placed on the back of the 
neonate\infant either to relieve their pain or to calm them down. It was traditionally 
used by Koreans by caressing the aching body part of their children with a belief that 
it would relieve their pain. In spite of clinical evidence of its usefulness, there is 
limited literature available on Yakson touch. A systematic narrative review (SNR) 
was undertaken on studies that were carried out on the effectiveness of Yakson 
touch on infants and neonates. Only seven studies were detected from five major 
electronic databases, searched with the keywords: "Yakson," "Yakson touch," and 
"Yakson in neonates". One of the studies has been included in two Cochrane 
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reviews by the same group of researchers published in 2011 and 2015, respectively, 
and also in a literature review. The evidence from these articles suggests that 
Yakson touch is able to increase the sleep scores of infants, affects their behavioral 
response, decreases the stress levels, increases maternal attachment, and has 
calming effects on them. However, the number of studies is limited, and thus the 
efficacy of this intervention has not been sufficiently established. Hence, there is a 
definite need for future studies to prove the efficacy of Yakson to include it in the 
early intervention programs. This SNR is aimed at compiling the studies which 
determined to prove the efficacy of the intervention of Yakson. 
https://www.ncbi.nlm.nih.gov/pubmed/27390459 

 
Polkki, T., A. Korhonen, U. Heikkinen, A. K. Palomaa and S. Miettinen (2016). 
"PO19 - Developing a pain scale for infants in collaboration with clinical staff 
in the neonatal intensive care unit." Nurs Child Young People 28(4): 99-100. 
 
Theme: Multidisciplinary team working. BACKGROUND: Pain assessment is 
unsystematic and only few nurses use pain scales in clinical practice. Poor 
compliance may indicate that scales are often inaccurate to assess specific behavior 
in vulnerable children. AIMS: The aim was to develop a feasible and sensitive 
enough pain assessment tool for neonates in close collaboration with clinical staff in 
the neonatal intensive care unit (NICU). METHODS: The development process of 
scale lasted for several years and it included many sessions of discussion and 
putting into practice the scale to test its adequacy. RESULTS: A multidimensional 
pain assessment scale called NIAPAS (the Neonatal Infant Acute Pain Assessment 
Scale) was developed. The scale was easy to administer and it allowed nurses to 
recognize any indications of neonate's pain. DISCUSSION: The development of a 
scale requires a long-term co-operation and multidisciplinary team working. 
CONCLUSIONS: The NIAPAS is recommendable to assess acute pain in preterm 
and full-term infants. 
https://www.ncbi.nlm.nih.gov/pubmed/27214481 

 
 
Rabbitts, J. A., A. L. Holley, C. B. Groenewald and T. M. Palermo (2016). 
"Association Between Widespread Pain Scores and Functional Impairment and 
Health-Related Quality of Life in Clinical Samples of Children." J Pain 17(6): 
678-684. 
 
Pain involving several body regions generally represents nervous system 
pathophysiology shifting from predominantly peripheral to more central. In adults, 
higher widespread pain scores are clinically meaningful and confer risk for poor 
response to treatment. It is unknown whether widespread pain is similarly important 
in children. To address this gap, we conducted an observational study examining 1) 
associations between widespread pain and functional impairment and health-related 
quality of life (HRQOL) in clinical pediatric samples, and 2) associations among 
sociodemographic factors and pain catastrophizing with widespread pain scores. 
Participants were 166 children aged 10 to 18 years from 3 samples (acute pain, 
presurgery, chronic pain). Children self-reported pain intensity, pain catastrophizing, 
functional impairment, and HRQOL. Children indicated pain locations on a body 
diagram, which was coded using the American College of Rheumatology definition of 
widespread pain. Results revealed higher widespread pain scores were associated 
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with greater functional impairment with routine activities (F = 3.15, P = .02) and 
poorer HRQOL (F = 3.29, P = .02), adjusting for pain intensity, study group, and 
demographic characteristics. Older age (B = .11, P = .02), and Hispanic ethnicity (B 
= .67, P = .04) were associated with higher widespread pain scores. Findings 
support incorporating evaluation of widespread pain into pediatric pain assessment. 
Future research is needed to examine the longitudinal effect of widespread pain on 
children's treatment outcomes. PERSPECTIVE: This article examines the 
association between widespread pain scores and functional impairment and HRQOL 
in community and clinical samples of children. Assessment of the spatial distribution 
of the pain experience provides unique information that may identify children at risk 
for poorer health. 
https://www.ncbi.nlm.nih.gov/pubmed/26924379 

 
 
Ramstad, K., R. Jahnsen and T. H. Diseth (2016). "Associations between 
recurrent musculoskeletal pain and visits to the family doctor (GP) and 
specialist multi-professional team in 74 Norwegian youth with cerebral palsy." 
Child Care Health Dev 42(5): 735-741. 
 
BACKGROUND: Musculoskeletal pain in cerebral palsy (CP) is common, but 
probably undertreated. The aim of the study was to explore if recurrent 
musculoskeletal pain (RMP) related to the CP condition was associated with visits to 
the family doctor [general practitioner (GP)] and specialist habilitation centre in youth 
with CP. METHODS: Seventy-four youth with CP (mean age 16.5 years, 40 boys) 
from the same geographical area were assessed by clinical examination, semi-
structured interview on pain (adolescent and parent together), the two questions on 
pain from the Child Health Questionnaire (parents only) and a structured interview on 
health care services. Gross Motor Function Classification System was level I 39%, 
level II 23%, level III 8% and levels IV and V 30%. RESULTS: Thirty-five participants 
(47%) had visited their GP last year, and 49 (66%) had visited the specialist 
habilitation centre. The presence of RMP (n = 58; 78%) was not significantly 
associated with having visited the GP or the specialist habilitation centre. Still, in 
participants with RMP, increasing pain severity was associated with having visited 
the GP. Rest, massage, change of position and oral drugs were the most common 
measures taken to relieve RMP. Three adolescents with RMP did not take any 
measures to relieve pain. CONCLUSION: Youth with RMP do take measures to 
relieve pain, but usually not in the direction of consulting the health care services 
available unless the pain is severe. Both youth with CP and their caregivers should 
be encouraged to discuss RMP with their professional network of care. 
https://www.ncbi.nlm.nih.gov/pubmed/27283955 

 
 
Ramstad, K. and T. Terjesen (2016). "Hip pain is more frequent in severe hip 
displacement: a population-based study of 77 children with cerebral palsy." J 
Pediatr Orthop B 25(3): 217-221. 
 
The aim of this study was to assess whether hip pain was associated with 
radiographic hip displacement (migration percentage, MP) in a population-based 
cohort of children with cerebral palsy. Seventy-seven children, mean age 9.5 (SD 
1.6) years and Gross Motor Function Classification System level III-V, were 

https://www.ncbi.nlm.nih.gov/pubmed/26924379
https://www.ncbi.nlm.nih.gov/pubmed/27283955


205 
 

assessed. Caregivers responded to the Child Health Questionnaire pain questions 
and located recurrent pain on a body map. Hip pain was reported in 22 children 
(29%) and 27 hips (18%). Hip pain was significantly more frequent in hips with MP 
more than or equal to 50%, in children with spastic quadriplegia, and in those with 
Gross Motor Function Classification System level V. We conclude that severe hip 
displacement with MP more than or equal to 50% was associated with hip pain, 
whereas slight or moderate subluxation did not influence the occurrence of such 
pain. 
https://www.ncbi.nlm.nih.gov/pubmed/26895291 

 
 
Rashed, A. N. and S. Tomlin (2016). "EVALUATION OF THE CURRENT 
PRACTICE OF DELIVERING INTRAVENOUS OPIOIDS INFUSIONS IN A UK 
PAEDIATRIC HOSPITAL." Arch Dis Child 101(9): e2. 
 
INTRODUCTION: Opiate intravenous infusions are the therapy of choice in severe 
pain. However, administering infusions to children requires complex dosage 
calculations, rate adjustments and often multiple manipulations of injectable 
medicines to obtain the final "ready to use" solution for both continuous infusion and 
additional boluses; potentially putting children at high risk.1 2 AIM: To investigate the 
practice and accuracy of healthcare professionals (HCPs) in hospital theatres and 
wards in preparing morphine infusions for nurse/patient controlled analgesia (N/PCA) 
use in a UK children's hospital. METHODS: A mixed methods study in which direct 
observation of HCPs preparing paediatric morphine infusions for N/PCA in theatres 
and on wards, focus groups with HCPs and quantitative analysis of morphine 
concentration in the syringe using UV-Vis Spectrophotometer. The British 
Pharmacopoeia (BP) reference limits of +/-7.5% were used to compare label 
strength (LS) of morphine infusion with measured concentration. RESULTS: The 
preparation of 153 syringes was observed which related to 128 paediatric patients 
[mean age (+/-sd) 7.5 years+/-5.6; 65.3% male]. 64% (98/153) were prepared by 
anaesthetists in theatres, 36% (55/153) by nurses at ward level.Major differences in 
preparation methods were identified. The final volume prepared was above the 
required volume (50 mL) in 35.9% (55/153) preparations. Wearing gloves during 
preparation was not followed in theatre for 83.7% (82/98) of syringes. No 
decontamination of morphine ampoules was undertaken during preparation of any 
syringe. Inconsistency in the appropriate syringe size used to withdraw drug from the 
ampoule was observed in both theatres and wards. Lack of appreciation of the 
overage in morphine ampoules by HCPs was identified. Of the syringes analysed 
61.5% (48/78) had a concentration outside the BP reference limits (92.5-107.5% of 
LS), most were in excess (83.3%, 40/48). Of these 20.8% (10/48) deviated by more 
than +20%, with one deviated by 100%. CONCLUSION: This study identified that 
variation in preparation techniques followed by HCPs may result in morphine N/PCA 
dosages that are significantly higher or lower than that prescribed. Also, lack of 
understanding of ampoule overage, accuracy of the syringe size used and the ability 
to measure small volumes led to inaccurate concentrations in prepared infusions. 
https://www.ncbi.nlm.nih.gov/pubmed/27540207 

 
 
Roessler, N., C. Allen Debeaurepaire, A. Deprez, L. Tanche, V. Pavageau, A. 
Hamain, C. Grave, A. Yatzimirsky, L. Vallee and J. Avez-Couturier (2016). 
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"[Multidisciplinary management of children with disabling chronic pain in a 
French pediatric rehabilitation center: Current management and 
perspectives]." Arch Pediatr 23(8): 806-814. 
 
INTRODUCTION: Chronic pain in children and adolescents has a major impact on 
their life in terms of school, sleep as well as family and social life. Teenagers aged 
13-15 and girls are at the highest risk. Zeltzer et al. established a bio-psychosocial 
model of chronic pain in 1998 to account for all its dimensions and advocated a 
multidisciplinary management plan. Programs based on their principles target 
specific symptoms such as anxiety and loss of function, while treating underlying 
factors and teaching coping skills to patients and their families. They aim for patients 
to regain autonomy rather than focusing on pain resolution. Such programs, with 
varied protocols, have existed outside of France for approximately 15 years. The 
efficacy of these multidisciplinary programs has been shown in studies in Germany, 
the United Kingdom, the United States, Canada, and Australia. To our knowledge, 
there are no French studies on this topic; therefore, our aim was to describe a 
French program. We hypothesized that the program would be effective in reducing 
chronic pain and its impact. METHODS: The aim of this study was to describe the 
multidisciplinary management of chronic pain in a French pediatric functional 
rehabilitation center. It is a public health establishment located in the suburbs of Lille, 
offering care for children aged 0-18 with various conditions. It has 52 hospital beds, 
can accommodate up to 22 day-hospital visits per day and has comprehensive 
technical facilities. This prospective study consisted in a chart review of all 
consecutive patients who were hospitalized in the functional rehabilitation center for 
chronic pain with significant disability since 2010. We reviewed the treatment 
protocol for each patient as well as the treatment results for the composite primary 
endpoint, comprising pain characteristics and the impact of pain on function and 
schooling after discharge. RESULTS: Twenty-nine patients, aged 9.4-17.8 years, 
62.1% of whom were girls, were hospitalized for chronic pain with a significant 
impact on their daily life between 2010 and August 2014. The most common 
diagnosis was complex regional pain syndrome type 1 (CRPS1) (37.9%). Pain had 
major consequences, with total disability in 69% of cases and 100% of children 
taking pain medications. In 65.5% of cases, patients were hospitalized in an inpatient 
setting, and 34.5% attended an outpatient program. Treatment lasted from 1 to 68 
weeks (mean, 24.3; standard deviation [SD], 21.6). Patients received a combination 
of medical care, physical therapy (100%), occupational therapy (37.9%), 
psychological counseling (100%), pain medications (96.6%), and schooling (96.6%). 
Pain improved significantly in 89.7% of patients (95% confidence interval [95% CI] 
[0.73-0.98]) and pain medication consumption decreased significantly in 72.4% of 
children (95% CI [0.53-0.87]). Patients who had stopped walking could ambulate 
again in 91.7% of cases (95% CI [0.73-0.99]) and 86.4% of patients who had been 
missing school were back at school full time (95% CI [0.65-0.97]). There were no 
significant differences for these results between inpatient and outpatient 
management programs. Improvements were maintained at 3-6 months after 
discharge in 83.3% of cases. CONCLUSION: The multidisciplinary pain 
management program in this French pediatric functional rehabilitation center shows 
results comparable to the programs described in other countries. Chronic pain 
should be evaluated with standardized and validated tools, such as the 
measurement of the pain-related disability with the Functional Disability Index. 
https://www.ncbi.nlm.nih.gov/pubmed/27345555 
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Rosenberg, A. R., L. Orellana, C. Ullrich, T. Kang, J. R. Geyer, C. Feudtner, V. 
Dussel and J. Wolfe (2016). "Quality of Life in Children With Advanced Cancer: 
A Report From the PediQUEST Study." J Pain Symptom Manage 52(2): 243-
253. 
 
CONTEXT: Modifiable factors of health-related quality of life (HRQOL) are poorly 
described among children with advanced cancer. Symptom distress may be an 
important factor for intervention. OBJECTIVES: We aimed to describe patient-
reported HRQOL and its relationship to symptom distress. METHODS: Prospective, 
longitudinal data from the multicenter Pediatric Quality of Life and Symptoms 
Technology study included primarily patient-reported symptom distress and HRQOL, 
measured at most weekly with the Memorial Symptoms Assessment Scale and 
Pediatric Quality of Life inventory, respectively. Associations were evaluated using 
linear mixed-effects models adjusting for sex, age, cancer type, intervention arm, 
treatment intensity, and time since disease progression. RESULTS: Of 104 enrolled 
patients, 49% were female, 89% were white, and median age was 12.6 years. Nine 
hundred and twenty surveys were completed over nine months of follow-up (84% by 
patients). The median total Pediatric Quality of Life score was 74 (interquartile range 
63-87) and was "poor/fair" (e.g., <70) 38% of the time. "Poor/fair" categories were 
highest in physical (53%) and school (48%) compared to emotional (24%) and social 
(16%) subscores. Thirteen of 24 symptoms were independently associated with 
reductions in overall or domain-specific HRQOL. Patients commonly reported 
distress from two or more symptoms, corresponding to larger HRQOL score 
reductions. Neither cancer type, time since progression, treatment intensity, sex, nor 
age was associated with HRQOL scores in multivariable models. Among 25 children 
completing surveys during the last 12 weeks of life, 11 distressing symptoms were 
associated with reductions in HRQOL. CONCLUSION: Symptom distress is strongly 
associated with HRQOL. Future research should determine whether alleviating 
distressing symptoms improves HRQOL in children with advanced cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/27220948 

 
 
Rozisky, J. R., V. L. Scarabelot, C. Oliveira, I. C. Macedo, A. Deitos, G. Laste, W. 
Caumo and I. L. Torres (2016). "Melatonin as a potential counter-effect of 
hyperalgesia induced by neonatal morphine exposure." Neurosci Lett 633: 77-
81. 
 
Morphine administration in the neonatal period can induce long-term effects in pain 
circuitry leading to hyperalgesia induced by the opioid in adult life. This study 
explored a new pharmacological approach for reversing this effect of morphine. We 
focused on melatonin owing its well-known antinociceptive and anti-inflammatory 
effects, and its ability to interact with the opioid system. We used the formalin test to 
assess the medium and long-term effects of melatonin administration on 
hyperalgesia induced by morphine in early life. Newborn rats were divided into two 
groups: the control group, which received saline, and the morphine group, which 
received morphine (5mug subcutaneously [s.c.]) in the mid-scapular area, once daily 
for 7days, from P8 (postnatal day 8) until P14. At postnatal days 30 (P30) and 60 
(P60), both groups were divided in two subgroups, which received melatonin or 
melatonin vehicle 30min before the formalin test. The nociceptive responses were 
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assessed by analyzing the total time spent biting, flicking, and licking the formalin-
injected hind paw; these responses were recorded during the first 5min 
(neurogenic/acute phase) and from 15 to 30min (inflammatory/tonic phase). Initially, 
animals in the morphine/vehicle group showed increased nociceptive behavior in 
phase II (inflammatory) of the formalin test at P30, and in the neurogenic and 
inflammatory phases at P60. These increased nociceptive responses were fully 
reversed by melatonin administration at either age. These findings show that 
melatonin administration is a potential means for countering hyperalgesia induced by 
neonatal morphine exposure in young and adult rats. 
https://www.ncbi.nlm.nih.gov/pubmed/27546822 

 
 
Sahiner, N. C. and M. D. Bal (2016). "The effects of three different distraction 
methods on pain and anxiety in children." J Child Health Care 20(3): 277-285. 
 
This study aims to investigate of three different distraction methods (distraction 
cards, listening to the music of cartoon and balloon inflation) on pain and anxiety 
relief of children during phlebotomy. This study is a prospective, randomized, and 
controlled trial. The sample consisted of 6 to 12 years old children who require blood 
tests. Children were randomized into four groups as the distraction cards, the music, 
the balloon inflation, and the control. Data were obtained by conducting interviews 
with the children, their parents, and the observer before and after the procedure. The 
pain levels of the children were assessed by the parent and observer reports as well 
as self-report using the Wong-Baker FACES. The anxiety levels of children were 
assessed by parent and observer reports using Children Fear Scale. One hundred 
and twenty children (mean age: 9.1 +/- 1.6 years) were included. The self-reported 
procedural pain levels showed significant differences among the study groups (p = 
.040). The distraction card group (2.33 +/- 3.24) had significantly lower pain levels (p 
= .057) than the control group (4.53 +/- 3.23). The procedural child anxiety levels 
reported by the observer showed a significant difference among the study groups (p 
= .032). All the forms of distraction significantly reduced pain and anxiety perception. 
https://www.ncbi.nlm.nih.gov/pubmed/26040282 

 
 
Schechter, N. L. and G. A. Walco (2016). "The Potential Impact on Children of 
the CDC Guideline for Prescribing Opioids for Chronic Pain: Above All, Do No 
Harm." JAMA Pediatr 170(5): 425-426. 
https://www.ncbi.nlm.nih.gov/pubmed/26977702 
 

 
 
Scheper, M. C., V. Pacey, L. Rombaut, R. D. Adams, L. Tofts, P. Calders, L. L. 
Nicholson and R. H. Engelbert (2016). "Generalized Hyperalgesia in children 
and adults diagnosed with Hypermobility Syndrome and Ehlers-Danlos 
Syndrome Hypermobility type: A discriminative analysis." Arthritis Care Res 
(Hoboken). 
 
INTRODUCTION: Lowered pressure pain thresholds have been demonstrated in 
adults with Ehlers-Danlos Hypermobility type(EDS-HT), however it remains unclear if 
these findings are also present in children. Therefore, the objectives of the study 
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were to: (1)determine if generalized hyperalgesia is present in Hypermobility 
syndrome (HMS)/EDS-HT children, (2)explore potential differences in pressure pain 
thresholds between HMS/EDS-HT children and adults, and (3)determine the 
discriminative value of generalized hyperalgesia. METHODS: Patients classified in 
one of three groups: HMS/EDS-HT, hypermobile (Beighton score >/=4/9) and 
healthy controls. Descriptive data of age, gender, body mass index, Beighton score, 
skin laxity and medication usage were collected. Generalized hyperalgesia was 
quantified by the averaged pressure pain thresholds collected from 12 locations. The 
following confounders were collected: pain locations/intensity, fatigue, psychological 
distress. Comparisons between HMS/EDS-HT children and normative values, 
between children and adults with HMS/EDS-HT, corrected confounders, were 
analysed with MANCOVA. The discriminative value of generalized hyperalgesia 
employed in order to differentiate between HMS/EDS-HT, hypermobile and controls 
was quantified with logistic regression. RESULTS: Significantly lower pressure pain 
thresholds were found in children with HMS/EDS-HT compared to normative values 
(range: -22.0% to -59.0%, p=<.05). When applying a threshold of 30.8 N/cm2 for 
males and 29.0 N/cm2 for females, the presence of generalized hyperalgesia 
discriminated between individuals with HMS/EDS-HT, hypermobile and healthy 
controls (odds ratio=6.0). CONCLUSION: Children and adults with HMS/EDS-HT are 
characterized by hypermobility, chronic pain, as well as generalized hyperalgesia. 
The presence of generalized hyperalgesia may indicate involvement of the central 
nervous system in the development of chronic pain. This article is protected by 
copyright. All rights reserved. 
https://www.ncbi.nlm.nih.gov/pubmed/27483212 

 
 
Schmidt-Hansen, M., M. Taubert, N. Bromham, J. S. Hilgart and S. Arnold 
(2016). "The effectiveness of buprenorphine for treating cancer pain: an 
abridged Cochrane review." BMJ Support Palliat Care 6(3): 292-306. 
 
OBJECTIVES: To assess the effectiveness and tolerability of buprenorphine for 
cancer pain in adults and children. METHODS: We searched CENTRAL, MEDLINE, 
EMBASE, ISI Web of Science, ISI BIOSIS, ClinicalTrials.gov, metaRegister of 
Controlled Trials, WHO International Clinical Trials Registry Platform and the 
Proceedings of the Congress of the European Federation of International 
Association for the Study of Pain to early 2015. RESULTS: We included 19 
randomised controlled trials comparing buprenorphine with placebo, buprenorphine 
or another active drug for cancer pain. The trials included 1421 patients and 
examined 16 different intervention comparisons. Of the 11 studies that compared 
buprenorphine to another drug, 5, 3 and 3 studies, respectively, found that 
buprenorphine was superior, no different or inferior to the alternative treatment in 
side effects profile or patient preference/acceptability. Pain intensity ratings did not 
differ significantly between intramuscular buprenorphine and buprenorphine 
suppository, although intramuscular treatment was associated with more adverse 
events (1 study). One study found faster onset of pain relief after sublingual than 
subdermal buprenorphine, with similar analgesia duration and adverse event rates. 2 
studies found transdermal buprenorphine superior to placebo, whereas a third study 
found no difference between placebo and different doses of transdermal 
buprenorphine. No clear dose-response relationship was found for transdermal 
buprenorphine. The quality of this evidence base was limited by under-reporting, 
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small sample sizes and attrition. CONCLUSIONS: Buprenorphine might be 
considered as a fourth-line option compared with the more standard therapies of 
morphine, oxycodone and fentanyl, and even then it would only be suitable for some 
patients. 
https://www.ncbi.nlm.nih.gov/pubmed/26669324 

 
 
Seo, Y. S., J. Lee and H. Y. Ahn (2016). "Effects of Kangaroo Care on Neonatal 
Pain in South Korea." J Trop Pediatr 62(3): 246-249. 
 
Blood sampling for a newborn screening test is necessary for all neonates in South 
Korea. During the heel stick, an appropriate intervention should be implemented to 
reduce neonatal pain. This study was conducted to identify the effectiveness of 
kangaroo care (KC), skin contact with the mother, on pain relief during the neonatal 
heel stick. Twenty-six neonates undergoing KC and 30 control neonates at a 
university hospital participated in this study. Physiological responses of neonates, 
including heart rate, oxygen saturation, duration of crying and Premature Infant Pain 
Profile (PIPP) scores were measured and compared before, during and 1 min and 2 
min after heel sticks. The heart rate of KC neonates was lower at both 1 and 2 min 
after sampling than those of the control group. Also, PIPP scores of KC neonates 
were significantly lower both during and after sampling. The duration of crying for KC 
neonates was around 10% of the duration of the control group. In conclusion, KC 
might be an effective intervention in a full-term nursery for neonatal pain 
management. 
https://www.ncbi.nlm.nih.gov/pubmed/26867561 

 
 
Sheehan, W. J., D. T. Mauger, I. M. Paul, J. N. Moy, S. J. Boehmer, S. J. Szefler, 
A. M. Fitzpatrick, D. J. Jackson, L. B. Bacharier, M. D. Cabana, R. Covar, F. 
Holguin, R. F. Lemanske, Jr., F. D. Martinez, J. A. Pongracic, A. Beigelman, S. 
N. Baxi, M. Benson, K. Blake, J. F. Chmiel, et al. (2016). "Acetaminophen 
versus Ibuprofen in Young Children with Mild Persistent Asthma." N Engl J 
Med 375(7): 619-630. 
 
BACKGROUND: Studies have suggested an association between frequent 
acetaminophen use and asthma-related complications among children, leading some 
physicians to recommend that acetaminophen be avoided in children with asthma; 
however, appropriately designed trials evaluating this association in children are 
lacking. METHODS: In a multicenter, prospective, randomized, double-blind, 
parallel-group trial, we enrolled 300 children (age range, 12 to 59 months) with mild 
persistent asthma and assigned them to receive either acetaminophen or ibuprofen 
when needed for the alleviation of fever or pain over the course of 48 weeks. The 
primary outcome was the number of asthma exacerbations that led to treatment with 
systemic glucocorticoids. Children in both groups received standardized asthma-
controller therapies that were used in a simultaneous, factorially linked trial. 
RESULTS: Participants received a median of 5.5 doses (interquartile range, 1.0 to 
15.0) of trial medication; there was no significant between-group difference in the 
median number of doses received (P=0.47). The number of asthma exacerbations 
did not differ significantly between the two groups, with a mean of 0.81 per 
participant with acetaminophen and 0.87 per participant with ibuprofen over 46 
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weeks of follow-up (relative rate of asthma exacerbations in the acetaminophen 
group vs. the ibuprofen group, 0.94; 95% confidence interval, 0.69 to 1.28; P=0.67). 
In the acetaminophen group, 49% of participants had at least one asthma 
exacerbation and 21% had at least two, as compared with 47% and 24%, 
respectively, in the ibuprofen group. Similarly, no significant differences were 
detected between acetaminophen and ibuprofen with respect to the percentage of 
asthma-control days (85.8% and 86.8%, respectively; P=0.50), use of an albuterol 
rescue inhaler (2.8 and 3.0 inhalations per week, respectively; P=0.69), unscheduled 
health care utilization for asthma (0.75 and 0.76 episodes per participant, 
respectively; P=0.94), or adverse events. CONCLUSIONS: Among young children 
with mild persistent asthma, as-needed use of acetaminophen was not shown to be 
associated with a higher incidence of asthma exacerbations or worse asthma control 
than was as-needed use of ibuprofen. (Funded by the National Institutes of Health; 
AVICA ClinicalTrials.gov number, NCT01606319.). 
https://www.ncbi.nlm.nih.gov/pubmed/27532828 

 
 
Sinclair, C. M., P. Meredith, J. Strong and R. Feeney (2016). "Personal and 
Contextual Factors Affecting the Functional Ability of Children and 
Adolescents with Chronic Pain: A Systematic Review." J Dev Behav Pediatr 
37(4): 327-342. 
 
OBJECTIVE: Chronic pain can significantly impair functioning of children and 
adolescents; however, evidence suggests that current psychological approaches 
have limited effect on functioning post treatment. The objective of this review is to 
present the current evidence for the personal and contextual factors that affect 
functioning and disability of children and adolescents with chronic pain, to support 
the evolution of new treatments. METHOD: Key word searches were conducted in 
PsycINFO, MEDLINE via Ovid, CINAHL, and PubMed from 1995 to October 2014. 
Studies were included if they (1) were written in English, (2) included children or 
adolescents with chronic pain (>3 mo), (3) had at least 1 personal attribute or 1 
contextual factor, (4) had 1 measure of functional ability, and (5) had reported 
correlations between personal or contextual factors and functional measure. 
RESULTS: Thirty-three studies were identified which met all inclusion criteria. 
Several personal factors (depression, anxiety, pain intensity, and catastrophizing) 
and contextual/environmental factors (parenting characteristics) were consistently 
associated with higher levels of disability, whereas evidence for other factors was 
less consistent. Complex interactions between personal and contextual factors were 
reported. Child physical/cognitive capacities, teacher/peer behaviors, and broader 
cultural and environmental social systems, received little attention. CONCLUSION: 
Several parent and child factors were consistently linked with functional disability, 
whereas better family functioning was associated with functional ability. Applying an 
ecological framework, assisted identification of areas for further research, and 
provides direction for treatments that may be more effective in optimizing long-term 
functional outcomes, extending current psychological approaches. 
https://www.ncbi.nlm.nih.gov/pubmed/27096569 
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Smits, A., J. N. van den Anker and K. Allegaert (2016). "Clinical pharmacology 
of analgosedatives in neonates: ways to improve their safe and effective use." 
J Pharm Pharmacol. 
 
OBJECTIVES: To propose approaches tailored to the specific needs of neonates, 
such as structured product development programmes, with the ultimate goal to 
improve the safe and effective use of analgosedatives in these fragile patients. KEY 
FINDINGS: The feasibility and relevance of a structured product development 
programme in neonates (optimal study design based on preliminary data; model 
development; internal, external and prospective evaluation; an individualized dosing 
regimen; long-term safety; pharmacogenetics) are illustrated for the use of morphine. 
Based on changes in clinical practices, similar development plans are in progress for 
short-acting analgosedatives such as propofol, but are in need of tailored 
pharmacodynamic tools to assess and quantify effects. Furthermore, for drugs like 
paracetamol where there is already sufficient clinical pharmacology knowledge, 
attention needs to be given to long-term safety aspects. Finally, new covariates such 
as pharmacogenetics might further improve neonatal pain management, but clearly 
need to be integrated with other well-established covariates like age or weight. 
SUMMARY: Product development programmes for analgosedatives in neonates are 
needed. These programmes should be tailored to their specific needs (short-acting 
sedation, pain relief), should include long-term safety and should incorporate the 
exploration of newer covariates like pharmacogenetics. 
https://www.ncbi.nlm.nih.gov/pubmed/27364566 

 
 
Snaman, J. M., J. N. Baker, J. H. Ehrentraut and D. L. Anghelescu (2016). 
"Pediatric Oncology: Managing Pain at the End of Life." Paediatr Drugs 18(3): 
161-180. 
 
Pain is a common and highly distressing symptom in pediatric patients with 
advanced malignancies. Prompt recognition, assessment, and treatment of pain are 
necessary, especially at the end of life. Opioid medications remain the mainstay of 
treatment of malignant pain in children at the end of life and the amount of opioids 
required for adequate pain control in patients is highly variable. Nonpharmacological 
approaches including behavioral and physical approaches in addition to non-opioid 
pain medications should be used when possible to augment pain control. 
Identification and treatment of any underlying pathology is important and use of 
adjuvant medications based on pathophysiology and source of pain should be 
considered. In cases where adequate pain control is not achieved through these 
multiple modalities, an interdisciplinary approach including potential interventional 
techniques and alternative treatments is required. This multimodal approach to pain 
management is best provided by interdisciplinary teams, as these teams can best 
address the complex causes of pain and associated distress that occurs in patients 
and within families. 
https://www.ncbi.nlm.nih.gov/pubmed/26951239 

 
 
Tobias, J. D., T. P. Green and C. J. Cote (2016). "Codeine: Time to Say "No"." 
Pediatrics 138(4). 
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Codeine has been prescribed to pediatric patients for many decades as both an 
analgesic and an antitussive agent. Codeine is a prodrug with little inherent 
pharmacologic activity and must be metabolized in the liver into morphine, which is 
responsible for codeine's analgesic effects. However, there is substantial genetic 
variability in the activity of the responsible hepatic enzyme, CYP2D6, and, as a 
consequence, individual patient response to codeine varies from no effect to high 
sensitivity. Drug surveillance has documented the occurrence of unanticipated 
respiratory depression and death after receiving codeine in children, many of whom 
have been shown to be ultrarapid metabolizers. Patients with documented or 
suspected obstructive sleep apnea appear to be at particular risk because of opioid 
sensitivity, compounding the danger among rapid metabolizers in this group. 
Recently, various organizations and regulatory bodies, including the World Health 
Organization, the US Food and Drug Administration, and the European Medicines 
Agency, have promulgated stern warnings regarding the occurrence of adverse 
effects of codeine in children. These and other groups have or are considering a 
declaration of a contraindication for the use of codeine for children as either an 
analgesic or an antitussive. Additional clinical research must extend the 
understanding of the risks and benefits of both opioid and nonopioid alternatives for 
orally administered, effective agents for acute and chronic pain. 
https://www.ncbi.nlm.nih.gov/pubmed/27647717 

 
 
Tomlinson, D., S. Zupanec, H. Jones, C. O'Sullivan, T. Hesser and L. Sung 
(2016). "The lived experience of fatigue in children and adolescents with 
cancer: a systematic review." Support Care Cancer 24(8): 3623-3631. 
 
PURPOSE: Objectives of this systematic review were to summarize how fatigue has 
been described from the perspective of children and adolescents with cancer, the 
impact of fatigue on quality of life, and child reported contributing factors and 
potential alleviators of fatigue. METHODS: We conducted electronic searches of 
Ovid Medline, EMBASE, PsycInfo, Science Citation, Social Science Citation (Web of 
Science), and CINAHL. We included studies of children and adolescents with cancer 
in which the experience of fatigue was described by the child/adolescent. The search 
was restricted to publications in English. Themes were summarized. RESULTS: 
Eleven studies were represented in 18 publications. Ages of included children 
ranged from 6 to 19 years. Majority of studies used semi-structured interviews to 
elicit participant's perceptions of fatigue. Terms used to describe fatigue included the 
following: tiredness, weary, loss of strength, dizziness, feeling drained, feeling 
drowsy, lacking motivation, exhaustion, and feeling emotional. Impact of fatigue 
related to not being able to participate in regular activities; needing to sleep or rest 
more; and impact on psychosocial health. Perceived alleviators of fatigue included 
exercise, distraction, rest, eating, and drinking. CONCLUSIONS: Fatigue is impactful 
from the perspective of children and adolescents. Future research should focus on 
prospective exploration of the impact of fatigue on pediatric cancer patients and 
identifying approaches to reduce fatigue. 
https://www.ncbi.nlm.nih.gov/pubmed/27146495 

 
 
Tsze, D. S., G. Hirschfeld, P. S. Dayan, B. Bulloch and C. L. von Baeyer (2016). 
"Defining No Pain, Mild, Moderate, and Severe Pain Based on the Faces Pain 
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Scale-Revised and Color Analog Scale in Children With Acute Pain." Pediatr 
Emerg Care. 
 
OBJECTIVES: The aims of this study were to define the Faces Pain Scale-Revised 
(FPS-R) and Color Analog Scale (CAS) scores associated with no pain, mild pain, 
moderate pain, and severe pain in children with acute pain, and to identify 
differences based on age, sex, and ethnicity. METHODS: We conducted a 
prospective observational study in 2 pediatric emergency departments of children 
aged 4 to 17 years with painful and nonpainful conditions. We assessed their pain 
intensity using the FPS-R, CAS, and qualitative measures. Pain score cut points that 
best differentiated adjacent categories of pain were identified using a receiver 
operating characteristic-based method. Cut points were compared within subgroups 
based on age, sex, and ethnicity. RESULTS: We enrolled 620 patients, of whom 314 
had painful conditions. The mean age was 9.2 years; 315 (50.8%) were in the 
younger age group (aged 4-7 years); 291 (46.8%) were female; and 341 (55%) were 
Hispanic. The scores best representing categories of pain for the FPS-R were as 
follows: no pain, 0 and 2; mild pain, 4; moderate pain, 6; and severe pain, 8 and 10. 
For the CAS, these were 0 to 1, 1.25 to 2.75, 3 to 5.75, and 6 to 10, respectively. 
Children with no pain frequently reported nonzero pain scores. There was 
considerable overlap of scores associated with mild and moderate pain. There were 
no clinically meaningful differences of scores representing each category of pain 
based on age, ethnicity, and race. CONCLUSIONS: We defined pain scores for the 
FPS-R and CAS associated with categories of pain intensity in children with acute 
pain that are generalizable across subgroups based on patient characteristics. There 
were minor but potentially important differences in pain scores used to delineate 
categories of pain intensity compared to prior convention. 
https://www.ncbi.nlm.nih.gov/pubmed/27228146 

 
 
van den Hoogen, N. J., D. Tibboel, W. M. Honig, D. Hermes, J. Patijn and E. A. 
Joosten (2016). "Neonatal paracetamol treatment reduces long-term 
nociceptive behaviour after neonatal procedural pain in rats." Eur J Pain 20(8): 
1309-1318. 
 
BACKGROUND: Pain from skin penetrating procedures (procedural pain) during 
infancy in the neonatal intensive care unit (NICU) may result in changes of 
nociceptive sensitivity in later life. This supports the need for pain management 
during such vulnerable periods in life. This study, therefore, analyses the short- and 
long-term consequences of neonatal paracetamol (acetaminophen) treatment on 
pain behaviour in an experimental rat model of neonatal procedural pain. 
METHODS: A repetitive needle-prick model was used, in which neonatal rats 
received four needle pricks into the left hind paw per day from postnatal day 0 to day 
7 (P0-P7). Paracetamol (50 mg/kg/day s.c.) was administered daily (P0-P7), and 
sensitivity to mechanical stimuli was compared with a needle-prick/saline-treated 
group and to a tactile control group. At 8 weeks of age, all animals underwent an 
ipsilateral paw-incision, modelling postoperative pain, and the duration of 
hypersensitivity was assessed. RESULTS: Neonatal paracetamol administration had 
no effect upon short-term mechanical hypersensitivity during the first postnatal week 
or upon long-term baseline sensitivity from 3 to 8 weeks. However, neonatal 
paracetamol administration significantly reduced the postoperative mechanical 
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hypersensitivity in young adults, caused by repetitive needle pricking. 
CONCLUSION: Paracetamol administration during neonatal procedural pain does 
not alter short-term or long-term effects on mechanical sensitivity, but does reduce 
the duration of increased postoperative mechanical hypersensitivity in a clinically 
relevant neonatal procedural pain model. WHAT DOES THIS STUDY ADD: 
Paracetamol can be used safely in neonatal rats. Neonatal paracetamol treatment 
had no effect upon short-term mechanical hypersensitivity during the first postnatal 
week, nor upon long-term baseline sensitivity from 3 to 8 weeks. Paracetamol 
treatment during the first postnatal week significantly reduced the postoperative 
mechanical hypersensitivity in young adult rats. 
https://www.ncbi.nlm.nih.gov/pubmed/26914846 

 
 
Vandenbossche, J., A. Van Peer and H. Richards (2016). "Single-Dose 
Pharmacokinetic Study of Tramadol Extended-Release Tablets in Children and 
Adolescents." Clin Pharmacol Drug Dev 5(5): 343-353. 
 
Combined analyses from 2 open-label, phase-1 studies-the pharmacokinetic profile 
of tramadol and its metabolite (M1) following a single oral dose of tramadol extended 
release (ER) (25 to 100 mg) in children (7 to 11 years old; study 1: n = 37) and 
adolescents (12 to 17 years old; study 2: n = 38) with painful conditions-were 
historically compared with that of healthy adults following similar dosing. The dose-
normalized area under the curve (DN AUC0-24h ) and maximum concentration (DN 
Cmax ) of tramadol and of M1 in children and in adolescents were lower than those 
in adults (children vs adults: tramadol, DN AUC0-24h 82.19%; DN Cmax 80.38%, P 
= .0031; M1, DN AUC0-24h 51.19%, DN Cmax 52.68%, P < .0001; adolescents vs 
adults: tramadol, DN AUC0-24h 89.56%, DN Cmax 84.01%; M1, DN AUC0-24h 
85.28%, DN Cmax 83.03%, P = .0004). The arithmetic mean terminal elimination 
t1/2 of tramadol in children and adolescents was comparable to that in adults 
(children 8.4 hours; adolescents 8.5 hours; adults 7.9 hours). The most frequently 
reported (>/=5% of participants) treatment-emergent adverse events in children 
included headache, upper abdominal pain and constipation, and in adolescents were 
headache, nausea, dizziness, and stomach discomfort. Multiple factors may have 
contributed to these observations, including a higher proportion of children (56%) 
who may have a lower activity of CYP2D6, resulting in reduced clearance of 
tramadol. 
https://www.ncbi.nlm.nih.gov/pubmed/27138295 

 
Veldhuijzen van Zanten, S. E., C. L. van Meerwijk, M. H. Jansen, J. W. Twisk, A. 
K. Anderson, L. Coombes, M. Breen, O. J. Hargrave, J. Hemsley, F. Craig, O. 
Cruz, G. J. Kaspers, D. G. van Vuurden and D. R. Hargrave (2016). "Palliative 
and end-of-life care for children with diffuse intrinsic pontine glioma: results 
from a London cohort study and international survey." Neuro Oncol 18(4): 582-
588. 
 
BACKGROUND: More than 90% of patients with diffuse intrinsic pontine glioma 
(DIPG) will die within 2 years of diagnosis. Patients deteriorate rapidly during the 
disease course, which severely impairs their quality of life. To date, no specific 
research on this clinically important subject has been conducted. This study aimed to 
compile an inventory of symptoms experienced, interventions applied, and current 
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service provision in end-of-life care for DIPG. METHODS: We performed a 
retrospective cohort study of children with DIPG, aged 0-18 years, who received 
treatment under the care of 2 London hospitals. Symptoms, interventions, and 
services applied during the 12 weeks before death were analyzed. In addition, we 
conducted a global questionnaire-study among health care professionals. RESULTS: 
In more than 78% of DIPG patients, problems concerning mobility, swallowing, 
communication, consciousness, and breathing arose during end-stage disease. 
Supportive drugs were widely prescribed. The use of medical aids was only 
documented in <15% of patients. Palliative and end-of-life care was mostly based on 
the health care professional's experience; only 21% of the questionnaire 
respondents reported to have a disease-specific palliative care guideline available. 
CONCLUSIONS: This research assessed the current state of palliative and end-of-
life care for children with DIPG. Our results show the variability and complexity of 
symptoms at end-stage disease and the current lack of disease-specific guidelines 
for this vulnerable group of patients. This first descriptive paper is intended to act as 
a solid basis for developing an international clinical trial and subsequent guideline to 
support high-quality palliative and end-of-life care. 
https://www.ncbi.nlm.nih.gov/pubmed/26459800 

 
 
Walsh, S. L., P. A. Nuzzo, S. Babalonis, V. Casselton and M. R. Lofwall (2016). 
"Intranasal buprenorphine alone and in combination with naloxone: Abuse 
liability and reinforcing efficacy in physically dependent opioid abusers." Drug 
Alcohol Depend 162: 190-198. 
 
BACKGROUND: Buprenorphine can be abused by the intranasal route. This study 
sought to examine the relative abuse liability and reinforcing efficacy of intranasal 
buprenorphine compared to intranasal buprenorphine/naloxone in opioid-dependent 
individuals. METHODS: Eleven healthy male and female volunteers physically 
dependent on short-acting opioids resided as inpatients during participation in this 
double blind, within subject, placebo-controlled study. Participants were maintained 
on oxycodone (30 mg/q.i.d., p.o.) throughout the 6-week study. Eight pairs of 
experimental sessions were conducted at >/=48 h intervals to examine the 
pharmacodynamic profile (Sample) and reinforcing efficacy (Self-administration the 
following day) of intranasal placebo, oxycodone (60 mg), buprenorphine (2, 8 & 16 
mg) and buprenorphine/naloxone (2/0.5, 8/2 & 16/4 mg). Subjective, observer-rated 
and physiological measures were collected to assess the magnitude of opioid 
agonist and antagonist effects. A progressive ratio self-administration procedure 
assessed choices for drug versus money. RESULTS: All active doses produced 
opioid agonist-like effects (e.g., increased ratings of "liking," and miosis) compared to 
placebo. The effects of buprenorphine and buprenorphine/naloxone were not reliably 
dose-dependent. Intranasal buprenorphine/naloxone elicited modest and transient 
opioid withdrawal-like effects in the first hour post-drug administration, while 
simultaneously blunting or blocking the early onset of agonist effects seen with 
buprenorphine alone. All active doses of buprenorphine were self-administered more 
than placebo, but buprenorphine/naloxone doses were not. CONCLUSIONS: These 
data confirm that intranasal buprenorphine/naloxone has deterrent properties related 
to transient withdrawal effects that likely decrease its desirability for misuse 
compared to buprenorphine in opioid-dependent individuals maintained on short-
acting opioids. 
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Yackey, K. J. and A. H. Rominger (2016). "Are We Adequately Treating Pain in 
Children Who Present to US Emergency Departments?: Factors That 
Contribute to Pain Treatment in Pediatric Patients." Pediatr Emerg Care. 
 
OBJECTIVES: There are no recent national data on analgesic use for pain treatment 
in children. Our objective was to determine if there is adequate pain treatment for 
children in US emergency departments (EDs) and determine predictors of nonopioid 
and opioid analgesic administration. METHODS: Children younger than 18 years 
with the diagnosis of extremity fracture, appendicitis, or urinary tract stones were 
obtained from the National Health Ambulatory Medical Care Survey (NHAMCS) 
(2006-2010) and analyzed using logistic regression for complex samples. There 
were 2 analyses: (1) those who received analgesics versus those who did not; and 
(2) of those who received analgesics, opioid versus nonopioid analgesic use. 
RESULTS: There were 1341 records analyzed representing 4.5 million ED visits. 
Those who received analgesics were more likely to be older than age of 3 years (P = 
0.05), be discharged from the hospital (odds ratio [OR], 1.72; 95% confidence 
interval [CI], 1.04-2.94), arrive between noon and midnight (OR, 0.1.85; CI, 1.12-
3.03), and have a higher pain rating (P < 0.01). Children who received opioid 
analgesics were more likely to live outside the Northeast (P = 0.04), require 
admission (OR, 2.95; CI, 1.09-7.98), have a higher acuity triage level (OR, 1.79; CI, 
1.04-3.06), have higher pain scores (P < 0.01), and have private insurance (OR, 
1.75; CI, 1.06-2.94). CONCLUSIONS: There is still a lot of room for improvement of 
pediatric pain control in US EDs. We aim to apply this information toward direct 
physician and nursing education interventions, including the recognition of age 
appropriate pain cues, and parental information and guidance to improve pediatric 
pain treatment in US EDs. 
https://www.ncbi.nlm.nih.gov/pubmed/27253657 

 
 
Yang, Y. T., B. Chen and C. L. Bennett (2016). "FDA Approval of Extended-
Release Oxycodone for Children With Severe Pain." Pediatrics 137(5). 
https://www.ncbi.nlm.nih.gov/pubmed/27244829 
 

 
 
Yeung, K. K., L. Engle, A. Rabel, K. Adamson, H. Schwellnus and C. Evans 
(2016). "It just feels weird!: a qualitative study of how children aged 10-18 
years describe neuropathic pain." Disabil Rehabil: 1-8. 
 
PURPOSE: The aim of this study was to explore how children aged 10-18 years 
describe their neuropathic pain (NP). METHOD: This is a qualitative descriptive 
study using inductive content analysis. Semi-structured interviews were conducted 
with eight children, aged 10-18 years with varying diagnoses, who were experiencing 
NP. RESULTS: All children were able to describe their NP using a variety of 
strategies, including use of literal and figurative language. While some sensory 
descriptors commonly reported by adults were used, descriptions of NP pattern and 
impact were also integral to their narratives. Children were able to differentiate NP 
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from nociceptive pain. Parents clarified and gave context to pain reports. 
CONCLUSIONS: NP is a complex experience necessitating consideration of the 
different ways that children describe their symptoms. Involvement of parents is 
invaluable to the process of taking a pain history with a child who is being screened 
for NP. Implications for Rehabilitation The findings of the study may inform the 
screening process for NP in children to facilitate earlier identification. Clinicians 
should consider the variety of ways that children may express their NP symptoms 
and the resulting impact. Clinicians should probe further when children report that 
symptoms are hard to describe or "weird". Presence of a parent during the child's 
pain assessment may assist with gathering a more complete picture. 
https://www.ncbi.nlm.nih.gov/pubmed/27684213 
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Psychosocial and Family Issues 

(2016). "Young adult survivors of childhood cancer report feeling 'middle-
aged." Community Pract 89(6): 8. 
https://www.ncbi.nlm.nih.gov/pubmed/27443022 
 

 
(2016). "Honest Answers, Sound Advice: A Young Person's Guide to Cancer 
Various Honest Answers, Sound Advice: A Young Person's Guide to Cancer 
177pp Free Teenage Cancer Trust [Formula: see text]." Nurs Stand 30(40): 30. 
 
This guide from the Teenage Cancer Trust describes the experiences of young 
people who have or have had cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/27275903 

 
 
(2016). "This is what 'caring for the carers' looks like." Nurs Stand 30(39): 3. 
 
Bereavement affects each of us differently, and few of us can anticipate how we will 
react when we lose a loved one. We can also never be sure how those around us 
will be affected, especially younger children experiencing death for the first time. This 
week's Nursing Standard features a nurse who has developed a service that offers 
holistic care in the aftermath of death and should serve as a blueprint for 
commissioners to follow. 
https://www.ncbi.nlm.nih.gov/pubmed/27224587 

 
 
(2016). "Acknowledging personal grief." Nurs Stand 30(52): 66. 
 
There is a paucity of studies about nurses' personal experiences of grief, however in 
Learning Disability Practice, Paul Keenan and Ciara Mac Dermott explore the 
personal grief of nurses who care for the palliative needs of children with a learning 
disability. The authors argue that organisations must acknowledge that nurses 
should be allowed the opportunity to attend funerals for children who die in their 
care. While the study is small-scale, the research study highlights the need for 
education and support for nurses in the learning disability sector who care for 
children and families before and after a child's death. 
https://www.ncbi.nlm.nih.gov/pubmed/27641600 

 
 
(2016). "Storyboarding used as an aid to explore grief." Nurs Stand 30(45): 66. 
 
Yvonne Dexter, writing in Nursing Children and Young People, discusses the use of 
storyboarding and its use as a reflective practice aid. As children's nurses are among 
the child health professionals most directly affected by childhood death, 
storyboarding can provide nursing students with a safe environment to reflect on 
their feelings about the death of a child. Ms Dexter considers the potential for its use 
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in practice, for example in clinical supervision and classroom settings, to manage 
grief. 
https://www.ncbi.nlm.nih.gov/pubmed/27380710 

 
 
Al-Maharma, D. Y., H. Abujaradeh, K. F. Mahmoud and R. A. Jarrad (2016). 
"MATERNAL GRIEVING AND THE PERCEPTION OF AND ATTACHMENT TO 
CHILDREN BORN SUBSEQUENT TO A PERINATAL LOSS." Infant Ment Health 
J 37(4): 411-423. 
 
The purpose of this study was to examine the relationship between maternal grieving 
for perinatal loss (PL) and the perception of and attachment to children born 
subsequent to a recent PL among mothers in Jordan. A cross-sectional, descriptive 
correlational design was used. A convenience sample of 190 mothers of full-term, 
healthy newborns born subsequent to a recent PL was recruited from seven 
Maternal and Child Health Care Centers in Jordan. These mothers were assessed 
using the Perinatal Grief Scale (L.J. Toedter, J.N. Lasker, & J.M. Alhadeff), 1988, the 
Maternal Postnatal Attachment Scale (J.T. Condon & C.J. Corkindale, 1998), and the 
Neonatal Perception Inventory II (E. Broussard, 1979). Results showed a significant 
negative relationship between grief intensity and the attachment level, r = -.37, p = 
.000, and a significant positive relationship between the attachment level and 
neonatal perception, r = .28, p = .000. Mothers' grief intensity was significantly 
affected by their demographic characteristics; however, there was no significant 
relationship between grief intensity and neonatal perception, r = .23, p = .23. 
Perinatal grief was negatively related to maternal attachment to the subsequent 
child. Nurses should address bereaved mothers and their children who might be at 
risk for developing attachment disturbances to facilitate positive adaptation to the 
subsequent pregnancy and parenthood. 
https://www.ncbi.nlm.nih.gov/pubmed/27333264 

 
 
Arvidsson, S., B. M. Gilljam, J. Nygren, C. M. Ruland, T. Nordby-Boe and P. 
Svedberg (2016). "Redesign and Validation of Sisom, an Interactive 
Assessment and Communication Tool for Children With Cancer." JMIR 
Mhealth Uhealth 4(2): e76. 
 
BACKGROUND: Children with cancer undergo intensive and long treatment periods 
that expose them and their families to a number of difficult physical, mental, and 
social challenges. Empowering children by actively involving them in their care can 
help them to cope with these challenges. It can, however, be difficult for children to 
be involved and talk about their illness experiences in a "traditional" conversation 
with health care professionals, especially for younger children. Sisom (Norwegian 
acronym "Si det som det er" or "Tell it how it is") is an interactive computer-based 
assessment and communication tool to give children (aged 6-12 years) with cancer a 
"voice" in their care. Because of technological advances and widespread use of 
mobile devices Sisom had to be redesigned to better meet the needs of children of 
today. OBJECTIVE: To redesign Sisom for use on mobile devices and to validate 
and adapt it for use in a Swedish population of children with cancer. METHODS: A 
user-experience design was used. Content adaptation included forward-backward 
translation by Swedish and Norwegian translators. Healthy children (n=5), children 
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with experiences of cancer treatment (n=5) and their parents (n=5), and pediatric 
nurses (n=2) were then involved in culturally adapting Sisom to the Swedish context. 
The iterative low- and high-fidelity evaluation was supported by a think aloud 
method, semistructured interviews, and drawings to capture children's views of 
Sisom. The redesign and evaluation continued until no further changes or 
improvements were identified by the participants or the researchers. RESULTS: 
Children, parents, and pediatric nurses offered many suggestions for improvements 
to the original version in terms of content, aesthetics, and usability of Sisom. The 
most significant change that emerged through user input was a modification that 
entailed not using problem-focused statements in the assessment items. The 
parents and pediatric nurses considered the revised assessment items to be general 
and less diagnosis specific. The evaluation of aesthetics resulted in brighter colors 
and more positive and exciting details in the animations. The evaluation of usability 
included improvements of the verbal instructions on how to navigate in Sisom 2, and 
also that the answers to assessment items in Sisom 2 should be saved to provide 
the children with the option to pause and to continue answering the remaining 
assessment items at a later stage. CONCLUSIONS: Overall, this paper describes 
the process of using user-experience design with children in order to redesign and 
validate an interactive assessment and communication tool and how the outcomes of 
this process resulted in a new version, Sisom 2. All participants confirmed the 
usability and qualities of using the final version. Future research should be directed 
toward the implementation of Sisom 2 in clinical practice and to evaluate outcomes 
from individual and organizational levels. 
https://www.ncbi.nlm.nih.gov/pubmed/27343004 

 
 
Banerjee, J., C. Kaur, S. Ramaiah, R. Roy and N. Aladangady (2016). "Factors 
influencing the uptake of neonatal bereavement support services - Findings 
from two tertiary neonatal centres in the UK." BMC Palliat Care 15: 54. 
 
BACKGROUND: Research on perinatal bereavement services is limited. The aim of 
the study was to compare the uptake of bereavement support services between two 
tertiary neonatal units (NNU), and to investigate influencing factors. METHOD: The 
medical and bereavement records of all neonatal deaths were studied from January 
2006 to December 2011. Data collected included parent and baby characteristics, 
mode of death, consent for autopsy and bereavement follow-up. The categorical 
data were compared by chi-square or Fisher's exact test and continuous data by 
Wilcoxon signed-rank test; a multivariable regression analysis was performed using 
STATA 12.0. RESULTS: The neonatal deaths of 297 babies (182 in NNU1 and 115 
in NNU2) with full datasets were analysed. Baby characteristics were similar 
between units except for lower median gestational age in NNU1 (p = 0.03). 
Significantly more NNU1 parents were non-Caucasian (p < 0.01), from lower socio-
economic status (p = 0.01) and had previous stillbirth/miscarriage (p = 0.03). More 
babies had care withdrawn in NNU2 (p < 0.01). A significantly higher proportion of 
parents from NNU1 (61 %) attended bereavement follow-up compared to NNU2 (34 
%; p < 0.01). On multivariable analysis, significantly more parents who were married 
or co-habiting (p = 0.02) and consented for an autopsy (p = 0.01) attended 
bereavement services. CONCLUSION: Uptake of bereavement services varied 
between the two NNUs, which could be due to differences in the ethnic and socio-
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economic mix of the population. Significantly more parents who were married or co-
habiting, or consented for autopsy, attended bereavement follow up services. 
https://www.ncbi.nlm.nih.gov/pubmed/27357123 

 
 
Barnard, M. (2016). "OC13 - Parents' support needs during and following the 
death of their baby." Nurs Child Young People 28(4): 65. 
 
Theme: Complex health care and chronic disease management. INTRODUCTION: 
Support for bereaved parents after the death of a baby in the neonatal period is 
variable in the UK. AIM: To explore parents' experiences and perceptions of support 
needs during and following the death of their baby. METHODS: An interpretative 
phenomenological study using unstructured interviews was undertaken. Analysis 
was undertaken using interpretative phenomenological analysis. RESULTS: Parental 
grief journeys are complicated by events experienced at the end of their baby's life. A 
variety of support systems are needed to facilitate parental grief journeys. 
DISCUSSION: The variation in availability of support for parents after a neonatal 
death needs addressing. Whilst parental need is individualised, most parents need 
support in some format. CONCLUSIONS: Health professionals have a key role to 
play in supporting parents and signposting other supportive mechanisms after a 
neonatal death. 
https://www.ncbi.nlm.nih.gov/pubmed/27214428 

 
 
Battista, V. and C. Feudtner (2016). "Threats to parents' roles during the 
process of their child dying in the paediatric intensive care unit." Evid Based 
Nurs 19(4): 118. 
https://www.ncbi.nlm.nih.gov/pubmed/27233626 
 

 
Beecham, E., L. Oostendorp, J. Crocker, P. Kelly, A. Dinsdale, J. Hemsley, J. 
Russell, L. Jones and M. Bluebond-Langner (2016). "Keeping all options open: 
Parents' approaches to advance care planning." Health Expect. 
 
BACKGROUND: Early engagement in advance care planning (ACP) is seen as 
fundamental for ensuring the highest standard of care for children and young people 
with a life-limiting condition (LLC). However, most families have little knowledge or 
experience of ACP. OBJECTIVE: To investigate how parents of children and young 
people with LLCs approach and experience ACP. METHODS: Open-ended, semi-
structured interviews were conducted with parents of 18 children; nine children who 
were currently receiving palliative care services, and nine children who had received 
palliative care and died. Verbatim transcripts of audiotaped interviews were analysed 
following principles of grounded theory while acknowledging the use of deductive 
strategies, taking account of both the child's condition, and the timing and nature of 
decisions made. RESULTS: Parents reported having discussions and making 
decisions about the place of care, place of death and the limitation of treatment. 
Most decisions were made relatively late in the illness and by parents who wished to 
keep their options open. Parents reported different levels of involvement in a range 
of decisions; many wished to be involved in decision making but did not always feel 
able to do so. DISCUSSION: This study highlights that parents' approaches to 
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decision making vary by the type of decision required. Their views may change over 
time, and it is important to allow them to keep their options open. We recommend 
that clinicians have regular discussions over the course of the illness in an effort to 
understand parents' approaches to particular decisions rather than to drive to closure 
prematurely. 
https://www.ncbi.nlm.nih.gov/pubmed/27670148 

 
 
Bice, A. A. and T. H. Wyatt (2016). "Holistic Comfort Interventions for Pediatric 
Nursing Procedures: A Systematic Review." J Holist Nurs. 
 
Comfort interventions for children during invasive nursing procedures have been well 
documented in the literature. It is important, however, to distinguish between the 
provision of holistic comfort management and pain alleviation. Holistic comfort 
focuses on treating the child's whole procedural experience and includes more than 
simply reducing pain. In this literature review, 33 intervention studies were examined. 
These studies focused on evaluating comfort effects from nursing interventions on 
pain, anxiety, fear, and distress. Four themes of procedural comfort intervention 
emerged: music therapy, amusement and entertainment, caregiver facilitation, and a 
multifaceted approach. Important findings of this review, gaps in the literature, and 
implications for future research are discussed. 
https://www.ncbi.nlm.nih.gov/pubmed/27459362 

 
 
Bjork, M., A. J. Sundler, I. Hallstrom and K. Hammarlund (2016). "Like being 
covered in a wet and dark blanket - Parents' lived experiences of losing a child 
to cancer." Eur J Oncol Nurs 25: 40-45. 
 
PURPOSE: The aim of this study was to illuminate parents' lived experiences of 
losing a child to cancer. METHOD: Interviews and a narrative about parents' 
experiences of losing a child to cancer were gathered from six parents of children 
whom had participated in a longitudinal study across the child's illness trajectory. The 
analysis of the data was inspired by van Manen's hermeneutic phenomenological 
approach. RESULTS: One essential theme emerged: Like being covered in a wet 
and dark blanket, as well as six related themes: Feeling conflicting emotions, 
Preparing for the moment of death, Continuing parenting after death, Recollecting 
and sharing memories, Working through the sorrow and New perspectives in life. 
CONCLUSION: There is a need for good palliative care. If not, there is a risk that the 
parent will perseverate and blame themselves for not being a good parent during the 
suffering child's last time in life. Meetings with the parents six months and two years 
after the child's death might facilitate healing through the grief process. 
https://www.ncbi.nlm.nih.gov/pubmed/27865251 

 
 
Bloomer, M. J., R. Endacott, B. Copnell and M. O'Connor (2016). "'Something 
normal in a very, very abnormal environment'--Nursing work to honour the life 
of dying infants and children in neonatal and paediatric intensive care in 
Australia." Intensive Crit Care Nurs 33: 5-11. 
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The majority of deaths of children and infants occur in paediatric and neonatal 
intensive care settings. For nurses, managing an infant/child's deterioration and 
death can be very challenging. Nurses play a vital role in how the death occurs, how 
families are supported leading up to and after the infant/child's death. This paper 
describes the nurses' endeavours to create normality amidst the sadness and grief of 
the death of a child in paediatric and neonatal ICU. Focus groups and individual 
interviews with registered nurses from NICU and PICU settings gathered data on 
how neonatal and paediatric intensive care nurses care for families when a child dies 
and how they perceived their ability and preparedness to provide family care. Four 
themes emerged from thematic analysis: (1) respecting the child as a person; (2) 
creating opportunities for family involvement/connection; (3) collecting mementos; 
and (4) planning for death. Many of the activities described in this study empowered 
parents to participate in the care of their child as death approached. Further work is 
required to ensure these principles are translated into practice. 
https://www.ncbi.nlm.nih.gov/pubmed/26687773 

 
 
Bradt, J., C. Dileo, L. Magill and A. Teague (2016). "Music interventions for 
improving psychological and physical outcomes in cancer patients." Cochrane 
Database Syst Rev(8): Cd006911. 
 
BACKGROUND: Having cancer may result in extensive emotional, physical and 
social suffering. Music interventions have been used to alleviate symptoms and 
treatment side effects in cancer patients. OBJECTIVES: To assess and compare the 
effects of music therapy and music medicine interventions for psychological and 
physical outcomes in people with cancer. SEARCH METHODS: We searched the 
Cochrane Central Register of Controlled Trials (CENTRAL) (2016, Issue 1), 
MEDLINE, Embase, CINAHL, PsycINFO, LILACS, Science Citation Index, 
CancerLit, CAIRSS, Proquest Digital Dissertations, ClinicalTrials.gov, Current 
Controlled Trials, the RILM Abstracts of Music Literature, 
http://www.wfmt.info/Musictherapyworld/ and the National Research Register. We 
searched all databases, except for the last two, from their inception to January 2016; 
the other two are no longer functional, so we searched them until their termination 
date. We handsearched music therapy journals, reviewed reference lists and 
contacted experts. There was no language restriction. SELECTION CRITERIA: We 
included all randomized and quasi-randomized controlled trials of music 
interventions for improving psychological and physical outcomes in adult and 
pediatric patients with cancer. We excluded participants undergoing biopsy and 
aspiration for diagnostic purposes. DATA COLLECTION AND ANALYSIS: Two 
review authors independently extracted the data and assessed the risk of bias. 
Where possible, we presented results in meta-analyses using mean differences and 
standardized mean differences. We used post-test scores. In cases of significant 
baseline difference, we used change scores. MAIN RESULTS: We identified 22 new 
trials for inclusion in this update. In total, the evidence of this review rests on 52 trials 
with a total of 3731 participants. We included music therapy interventions offered by 
trained music therapists, as well as music medicine interventions, which are defined 
as listening to pre-recorded music, offered by medical staff. We categorized 23 trials 
as music therapy trials and 29 as music medicine trials.The results suggest that 
music interventions may have a beneficial effect on anxiety in people with cancer, 
with a reported average anxiety reduction of 8.54 units (95% confidence interval (CI) 
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-12.04 to -5.05, P < 0.0001) on the Spielberger State Anxiety Inventory - State 
Anxiety (STAI-S) scale (range 20 to 80) and -0.71 standardized units (13 studies, 
1028 participants; 95% CI -0.98 to -0.43, P < 0.00001; low quality evidence) on other 
anxiety scales, a moderate to strong effect. Results also suggested a moderately 
strong, positive impact on depression (7 studies, 723 participants; standardized 
mean difference (SMD): -0.40, 95% CI -0.74 to -0.06, P = 0.02; very low quality 
evidence), but because of the very low quality of the evidence for this outcome, this 
result needs to be interpreted with caution. We found no support for an effect of 
music interventions on mood or distress.Music interventions may lead to small 
reductions in heart rate, respiratory rate and blood pressure but do not appear to 
impact oxygen saturation level. We found a large pain-reducing effect (7 studies, 528 
participants; SMD: -0.91, 95% CI -1.46 to -0.36, P = 0.001, low quality evidence). In 
addition, music interventions had a small to moderate treatment effect on fatigue (6 
studies, 253 participants; SMD: -0.38, 95% CI -0.72 to -0.04, P = 0.03; low quality 
evidence), but we did not find strong evidence for improvement in physical 
functioning.The results suggest a large effect of music interventions on patients' 
quality of life (QoL), but the results were highly inconsistent across studies, and the 
pooled effect size for the music medicine and music therapy studies was 
accompanied by a large confidence interval (SMD: 0.98, 95% CI -0.36 to 2.33, P = 
0.15, low quality evidence). A comparison between music therapy and music 
medicine interventions suggests a moderate effect of music therapy interventions for 
patients' quality of life (QoL) (3 studies, 132 participants; SMD: 0.42, 95% CI 0.06 to 
0.78, P = 0.02; very low quality evidence), but we found no evidence of an effect for 
music medicine interventions. A comparison between music therapy and music 
medicine studies was also possible for anxiety, depression and mood, but we found 
no difference between the two types of interventions for these outcomes.The results 
of single studies suggest that music listening may reduce the need for anesthetics 
and analgesics as well as decrease recovery time and duration of hospitalization, but 
more research is needed for these outcomes.We could not draw any conclusions 
regarding the effect of music interventions on immunologic functioning, coping, 
resilience or communication outcomes because either we could not pool the results 
of the studies that included these outcomes or we could only identify one trial. For 
spiritual well-being, we found no evidence of an effect in adolescents or young 
adults, and we could not draw any conclusions in adults.The majority of studies 
included in this review update presented a high risk of bias, and therefore the quality 
of evidence is low. AUTHORS' CONCLUSIONS: This systematic review indicates 
that music interventions may have beneficial effects on anxiety, pain, fatigue and 
QoL in people with cancer. Furthermore, music may have a small effect on heart 
rate, respiratory rate and blood pressure. Most trials were at high risk of bias and, 
therefore, these results need to be interpreted with caution. 
https://www.ncbi.nlm.nih.gov/pubmed/27524661 

 
 
Brink, H. L., A. K. Thomsen and E. Laerkner (2017). "Parents' experience of a 
follow-up meeting after a child's death in the Paediatric Intensive Care Unit." 
Intensive Crit Care Nurs 38: 31-39. 
 
OBJECTIVE: 'To identify parents' experience of a follow up meeting and to explore 
whether the conversation was adequate to meet the needs of parents for a follow-up 
after their child's death in the Paediatric Intensive Care Unit (PICU). DESIGN AND 
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SETTING: Qualitative method utilising semi-structured interviews with six pairs of 
parents 2-12 weeks after the follow-up conversation. The interviews were held in the 
parents' homes at their request. Data were analysed using a qualitative, descriptive 
approach and thematic analysis. FINDINGS: Four main themes emerged: (i) the way 
back to the PICU; (ii) framework; (iii) relations and (iv) closure. CONCLUSION: The 
parents expressed nervousness before the meeting, but were all pleased to have 
participated in these follow-up meetings. The parents found it meaningful that the 
follow-up meeting was interdisciplinary, since the parents could have answers to 
their questions both about treatment and care. It was important that the staff involved 
in the follow-up meeting were those who had been present through the 
hospitalisation and at the time of the child's death. Parents experienced the follow-up 
meeting as being a closure of the course in the PICU, regardless the length of the 
hospitalisation. 
https://www.ncbi.nlm.nih.gov/pubmed/27526626 

 
 
Brown, M. C., M. S. Pearce, S. Bailey and R. Skinner (2016). "The long-term 
psychosocial impact of cancer: the views of young adult survivors of 
childhood cancer." Eur J Cancer Care (Engl) 25(3): 428-439. 
 
It is rare for studies to approach psychosocial outcomes of childhood cancer in a 
holistic and explanatory way. Doing so would enable a greater understanding of why 
and in what way a young person's life may be affected by cancer. This qualitative 
study aimed to explore the views of childhood cancer survivors (CCS) regarding how 
they perceive their illness to have influenced them and their subsequent lives. 
Twelve CCS with a median age of 23 years old took part in either a focus group or a 
telephone interview. Data were analysed using thematic analysis. The main themes 
were altered life perspectives, perceptions of self and lasting effects on relationships. 
Through these themes, the survivors gave insight into how their experience had 
influenced their views and how this had impacted on different areas of their lives. 
Although positive aspects were discussed, enduring issues were reported by some. 
Findings suggest that despite high levels of achievement, some survivors may still 
benefit from further information and support especially in relation to relationships and 
fertility. This study will inform the development of a questionnaire aiming to collect 
important information on the many factors which may influence long-term 
psychosocial outcomes in CCS. 
https://www.ncbi.nlm.nih.gov/pubmed/26391419 

 
 
Burns, W., K. Peloquin, S. Sultan, A. Moghrabi, S. Marcoux, M. Krajinovic, D. 
Sinnett, C. Laverdiere and P. Robaey (2016). "A 2-year dyadic longitudinal 
study of mothers' and fathers' marital adjustment when caring for a child with 
cancer." Psychooncology. 
 
OBJECTIVE: Studies examining interrelationships within parental couples confronted 
with pediatric cancer are scarce. This study explored dyadic longitudinal associations 
between both partners' family functioning and mood at diagnosis, and marital 
adjustment 2 years later. METHOD: Parents of children (n = 47 couples) with acute 
lymphoblastic leukemia (ALL) completed the Family Well-Being Assessment and 
Profile of Mood States-Bipolar Form at diagnosis, and the Locke-Wallace Marital 
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Adjustment Test 2 years post diagnosis. Multilevel linear models using the actor-
partner interdependence model (APIM) and controlling for baseline marital 
adjustment were conducted to evaluate within subject and dyadic longitudinal 
effects. RESULTS: For mothers, better marital adjustment 2 years post diagnosis 
was associated with perception of greater family support and less role conflict and 
role overload at diagnosis. For fathers, better marital adjustment 2 years post-
diagnosis was associated with perception of less role conflict, greater role ambiguity, 
and being more tired at diagnosis, as well as their partner's perception of less role 
conflict at diagnosis. CONCLUSIONS: These findings highlight the importance of 
considering both partners' perspectives in understanding marital adjustment across 
treatment phases in parents of children with ALL. Early interventions for couples 
should be tailored to meet each partner's needs in order to foster resilience within 
the couple. Copyright (c) 2016 John Wiley & Sons, Ltd. 
https://www.ncbi.nlm.nih.gov/pubmed/27278682 

 
 
Camfield, P., C. Camfield and K. Nolan (2016). "Helping Families Cope with the 
Severe Stress of Dravet Syndrome." Can J Neurol Sci 43 Suppl 3: S9-s12. 
 
A child with Dravet syndrome shakes family life to the core. Dravet syndrome usually 
has three phases: (1) up to 1-1(1/2) years: with episodes of febrile status epilepticus 
but normal development; (2) age 1(1/2) to ~6-10 years: with frequent seizures of 
varying types, developmental stagnation, behavioural and sleep problems; (3) after 
~10 years: improvement in seizures, deteriorating gait, intellectual disability but some 
developmental gains. Complete seizure control is rare-simply prescribing medication 
is inadequate to help families. Based on structured interviews with 24 families and 
confirmed by more informal discussions with other families, we suggest strategies for 
coping with this catastrophe. A child with Dravet syndrome usually means that one 
parent cannot work-financial pressures should be anticipated. In Stage 1, the 
approach to status should include a written protocol. An indwelling catheter for rapid 
venous access may be helpful. In Stage 2, assistance finding qualified babysitters is 
required, and the extended family needs encouragement to help. Appropriate 
equipment, rescue medication and protocols should travel with the child. Siblings 
may benefit from a system of one parent "on call." An internet support group 
provides an invaluable lifeline. In Stage 3, family isolation may be extreme-respite 
care and personal time for parents are important. Death from status, accidents and 
SUDEP (sudden unexplained death in epilepsy) occurs in 15%. Fear of SUDEP 
needs to be addressed. Moving from paediatric to adult care is frightening; an 
epilepsy transition clinic is useful. Attention to these realities may improve the quality 
of life for both child and family. 
https://www.ncbi.nlm.nih.gov/pubmed/27264140 

 
 
Chaves, C., C. Vazquez and G. Hervas (2016). "Positive interventions in 
seriously-ill children: Effects on well-being after granting a wish." J Health 
Psychol 21(9): 1870-1883. 
 
We examined whether a positive intervention (i.e. granting a wish) could promote 
positive psychological and physical changes (e.g. reduced nausea and pain) in 
seriously-ill children. Children and their parent were randomly assigned to a wish 
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group (completed measures 2-3 days before the wish and 3 weeks later) or to a 
waiting-list control group (with an equivalent time-lag and receiving the wish after the 
assessment). Wish intervention significantly increased levels of positive emotions, 
satisfaction with life, personal strengths, and reduced rates of nausea compared with 
the control group. Mothers in the wish group also perceived positive changes in 
children's benefit finding and quality of life. 
https://www.ncbi.nlm.nih.gov/pubmed/25637070 

 
 
Chevignard, M. (2016). "Children with brain tumours need long-term 
multidisciplinary psychosocial, neurocognitive, academic and rehabilitation 
follow-up programmes." Acta Paediatr 105(6): 574-575. 
https://www.ncbi.nlm.nih.gov/pubmed/27153366 
 

 
 
Choi, E. K., S. J. Yoon, J. H. Kim, H. J. Park, J. Y. Kim and E. S. Yu (2016). 
"Depression and distress in caregivers of children with brain tumors 
undergoing treatment: psychosocial factors as moderators." Psychooncology 
25(5): 544-550. 
 
OBJECTIVE: This study's objectives were to examine the effects of depression on 
the distress of caregivers of children with brain tumors and to identify the factors 
moderating depression and caregiver distress. METHODS: Participants were 82 
caregivers of children with brain tumors undergoing treatment in the National Cancer 
Center of South Korea. The depression subscale of the Symptom Checklist 90-
Revised (SCL-90-R) and the Burden of a Primary Caregiver (BPC) Scale were used 
to measure participants' depression and caregiver distress, respectively. The Korean 
version of the Parenting Sense of Competence (K-PSOC) Scale, Family 
Environmental Scale-Revised (K-FES-R), and the DUKE-UNC Functional Social 
Support Questionnaire-S (DUKE-UNC-FSSQ) were used to assess parental efficacy, 
family relationships, and perceived social support, respectively. RESULTS: Younger 
patient age, lower family income, and caregivers' greater number of years of 
education significantly predicted caregiver distress. Caregivers with depression 
experienced significantly more distress than those without depression. The 
interaction of depression with parenting efficacy and social support affected 
caregiver distress. For highly depressed caregivers, parental efficacy, social support, 
and family relationships played weaker roles as protective factors against caregiver 
distress. High parental efficacy and social support were protective factors against 
distress in caregivers without depression. CONCLUSIONS: A multi-dimensional 
assessment of the psychosocial factors that may affect caregivers of children with 
brain tumors should precede interventions for distress management. Interventions 
tailored to individuals' psychosocial factors are needed. 
https://www.ncbi.nlm.nih.gov/pubmed/26426911 

 
 
Cook, K. A., S. M. Jack, H. Siden, L. Thabane and G. Browne (2016). "Investing 
in Uncertainty: Young Adults with Life-Limiting Conditions Achieving Their 
Developmental Goals." J Palliat Med 19(8): 830-835. 
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BACKGROUND: With improvements in pediatric care and technology, more young 
adults (YAs) with life-limiting conditions (LLCs) are surviving into adulthood. 
However, they have limited expectations to live beyond the first decade of adulthood. 
This study describes the monumental efforts required for YAs with LLCs to achieve 
their goals in an abbreviated life. OBJECTIVES: The experiences and aspirations of 
YAs with LLCs to achieve their goals are relatively unknown. This report focuses on 
their experiences of living with uncertainty and its impact on achieving 
developmental goals. DESIGN: This study is one component of a larger descriptive 
study using an innovative bulletin board focus group to examine life experiences of 
YAs with LLCs. RESULTS: YAs with LLCs share the aspirations and goals of all 
YAs. Some participants demonstrated a striking capacity to navigate system barriers 
and achieve their goals, whereas others "got stuck" resulting in lost opportunities. 
Successful personal life investments were possible if resources were made 
available, coordinated, navigable, and responsive to new and special requests. 
Transformative changes to health, social care, and community services are 
necessary to support their YA ambitions. CONCLUSIONS: This study gave voice to 
those who were previously unheard and demonstrates the monumental hurdles YAs 
with LLCs face to achieve their goals. A palliative approach to care can mitigate 
unnecessary hardships and support their goals. 
https://www.ncbi.nlm.nih.gov/pubmed/27213632 

 
 
Cote-Arsenault, D. and E. Denney-Koelsch (2016). ""Have no regrets:" Parents' 
experiences and developmental tasks in pregnancy with a lethal fetal 
diagnosis." Soc Sci Med 154: 100-109. 
 
SIGNIFICANCE: Lethal fetal diagnoses are made in 2% of all pregnancies. The 
pregnancy experience is certainly changed for the parents who choose to continue 
the pregnancy with a known fetal diagnosis but little is known about how the 
psychological and developmental processes are altered. METHODS: This 
longitudinal phenomenological study of 16 mothers and 14 fathers/partners sought to 
learn the experiences and developmental needs of parents who continue their 
pregnancy despite the lethal diagnosis. The study was guided by Merleau-Ponty's 
philosophic view of embodiment. Interviews (N = 90) were conducted with mothers 
and fathers over time, from mid-pregnancy until 2-3 months post birth. Data analysis 
was iterative, through a minimum of two cycles of coding, theme identification, 
within- and cross-case analysis, and the writing of results. RESULTS: Despite 
individual differences, parents were quite consistent in sharing that their overall goal 
was to "Have no regrets" when all was said and done. Five stages of pregnancy 
were identified: Pre-diagnosis, Learning Diagnosis, Living with Diagnosis, Birth & 
Death, and Post Death. Developmental tasks of pregnancy that emerged were 1) 
Navigating Relationships, 2) Comprehending Implication of the Condition, 3) 
Revising Goals of Pregnancy, 4) Making the Most of Time with Baby, 5) Preparing 
for Birth and Inevitable Death, 6) Advocating for Baby with Integrity, and 7) Adjusting 
to Life in Absence of Baby. Prognostic certainty was found to be highly influential in 
parents' progression through developmental tasks. CONCLUSION: The framework 
of parents' pregnancy experiences with lethal fetal diagnosis that emerged can serve 
as a useful guide for providers who care for families, especially in perinatal palliative 
care. Providing patient-centered care that is matched to the stage and 
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developmental tasks of these families may lead to improved care and greater parent 
satisfaction. 
https://www.ncbi.nlm.nih.gov/pubmed/26954999 

 
Currie, E. R., B. J. Christian, P. S. Hinds, S. J. Perna, C. Robinson, S. Day and 
K. Meneses (2016). "Parent Perspectives of Neonatal Intensive Care at the End-
of-Life." J Pediatr Nurs 31(5): 478-489. 
 
This descriptive qualitative study explored parent experiences related to their infant's 
neonatal intensive care unit (NICU) hospitalization, end-of-life care, and palliative 
care consultation. "Life and death in the NICU environment" emerged as the primary 
theme with the following categories: ups and downs of parenting in the NICU, 
decision-making challenges in the NICU, and parent support. Parents encountered 
challenges with areas for improvement for end-of-life and palliative care in the NICU. 
Further research is necessary to understand barriers with integrating palliative care 
and curative care in the NICU, and how NICU care affects bereavement and coping 
outcomes after infant death. 
https://www.ncbi.nlm.nih.gov/pubmed/27261370 

 
 
Dietrich, K., U. Leiss, B. Griessmeier, A. Wiener, A. C. Minetzke-Gruner, D. 
Linhart, R. Braungart, N. Graf and G. Wevers-Donauer (2016). "[Parental 
Distress Caused by Child's Cancer Diagnosis]." Klin Padiatr 228(3): 149-156. 
 
INTRODUCTION: Considering that parental well-being influences the healing 
process of a child significantly, the relevance of psychosocial care of parents with 
children with cancer is obvious. Since the parental distress has hardly been studied 
in Germany, this study examines the burdens of parents of children with cancer. In 
addition, it provides a diagnostic tool that is used to standardize and facilitate the 
whole patient management. METHODS: n=213 parents have participated in the 
survey scheduled from September 2013 to September 2014 in pediatric oncology 
centers. The examination of parental distress was based on five burdens (namely 
"depression", "anxiety", "somatization", "posttraumatic stress disorder (PTSD)" and 
"obsessive-compulsive"). Moreover, confirmatory factor analyzes were calculated 
which form the basis of the tools. RESULTS: 42% of parents show above-average 
depression scores (z>1), 56,7% above-average anxiety scores, 30,6% above-
average obsessive-compulsive scores, 17,4% above-average PTSD scores and 
25,9% above-average somatization scores. The confirmatory factor analyzes provide 
evidence for a dimensional factor model and a second-order factor model. 
DISCUSSION: The results show that parents of children with cancer in Germany 
represent a risk group in terms of developing their own mental health problems. 
https://www.ncbi.nlm.nih.gov/pubmed/27135273 

 
 
Dobinson, K. A., M. A. Hoyt, Z. E. Seidler, A. L. Beaumont, S. E. Hullmann and 
C. R. Lawsin (2016). "A Grounded Theory Investigation into the Psychosexual 
Unmet Needs of Adolescent and Young Adult Cancer Survivors." J Adolesc 
Young Adult Oncol 5(2): 135-145. 
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PURPOSE: For many adolescents and young adults (AYAs) with cancer, 
psychosexual well-being is compromised due to the onset of illness at a vulnerable 
stage of sexual development. To date, prior studies have focused on the 
psychosexual well-being of older adult survivors, largely ignoring AYAs. 
Furthermore, the few studies investigating AYA psychosexual well-being have been 
prematurely quantitative in nature, limited by a lack of in-depth exploration regarding 
the unique psychosexual experiences of AYA survivors. Qualitative research is 
required to better identify and understand the unique complexities surrounding 
psychosexual needs among AYAs with cancer. METHODS: Semi-structured 
interviews were conducted with 11 AYA cancer survivors (aged 15-45 years at the 
time of diagnosis). Transcripts were coded using a grounded theory methodology. 
RESULTS: Constant comparison data analysis gave rise to the Pathways to 
Problems model, denoting the pathways to psychosexual unmet needs among AYA 
survivors. Participants experienced identity conflict, whereby an incongruity occurred 
between their chronological age and their self-perceived age. The experience of 
identity conflict, combined with changes to intimate relationships, shifts in priorities, 
physicians' assumptions, and inadequate support, contributed to the onset of 
psychosexual unmet needs. Six areas of psychosexual unmet needs were identified: 
fertility concerns, sexual communication, dealing with side effects, dating and 
disclosure, relating to other AYAs, and reconciling identity conflict. CONCLUSION: 
The present findings provide evidence for shared and unique psychosexual unmet 
needs among AYA survivors. Practical implications include the need for validation 
and incorporation of unique AYA unmet needs into screening tools and care plans, 
as well as peer support. 
https://www.ncbi.nlm.nih.gov/pubmed/26812456 

 
 
Dominguez, M. and L. Sapina (2016). ""Others Like Me". An Approach to the 
Use of the Internet and Social Networks in Adolescents and Young Adults 
Diagnosed with Cancer." J Cancer Educ. 
 
The purpose of this study is to improve comprehension about how adolescents and 
young adults (AYA) diagnosed with cancer use the Internet and social networks to 
seek information about their illness and to establish relationships between them. A 
group of 20 AYA patients and survivors of cancer (ages 14 to 29) were interviewed 
from a qualitative approach. Most of the respondents (N = 16) sought information 
about their disease on the Internet. They looked for information using search engines 
(mainly Google) and general concepts as their own cancer name. In general, they 
did not share the information obtained with their parents or professional healthcare 
providers. The interviewees think that the information is difficult to understand 
because of jargon and that it is not aimed at a young audience. All (N = 20) have 
presence in social networking sites. AYAs with cancer are starting to create content 
themselves: three started a blog in order to explain their experience to others like 
them. The study shows that is necessary to increase efforts on adapting content to 
these age groups in order to help them learn more about their own disease. This 
may contribute to increment their adherence to treatment and to maintain 
surveillance of potential consequences and health problems post-treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/27251633 
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Edmond, S. N., P. E. Graves, S. E. Whiting and C. W. Karlson (2016). 
"Emotional distress and burden among caregivers of children with 
oncological/hematological disorders." Fam Syst Health 34(2): 166-171. 
INTRODUCTION: Caring for children with oncological and hematological disorders 
may lead to caregiver emotional distress and caregiver burden; however, little work 
has examined the relationship between children's symptoms and caregiver's distress 
and burden. METHOD: This study used self-report survey data from caregivers (N = 
96) and a cross-sectional design to examine correlates of caregiver emotional 
distress and burden. Data collected included caregiver and child demographic data, 
child symptoms (i.e., sleep problems, pain, and emotional/behavioral problems), 
caregiver emotional distress, and caregiver burden. RESULTS: Multiple linear 
regression found that parent reported financial difficulty (beta = 0.29, t = 3.13, p = 
.003), greater child sleep problems (beta = 0.29 t = 2.81, p = .007), greater child pain 
(beta = 0.33 t = 3.48, p = .001), and greater child emotional/behavioral problems 
(beta = 0.27, t = 2.71, p = .009) were all related to higher levels of caregiver 
emotional distress. Only financial difficulties (beta = -0.35, t = -2.03, p = .04) and 
child pain (beta = -0.30, t = -2.33, p = .02) were related to caregiver burden. 
DISCUSSION: Child symptoms may play an important role in the development of 
caregiver distress and caregiver burden; future research should utilize longitudinal 
designs to examine temporal and casual relationships. (PsycINFO Database Record 
https://www.ncbi.nlm.nih.gov/pubmed/26963775 

 
 
Edwards, R. R., R. H. Dworkin, M. D. Sullivan, D. C. Turk and A. D. Wasan 
(2016). "The Role of Psychosocial Processes in the Development and 
Maintenance of Chronic Pain." J Pain 17(9 Suppl): T70-92. 
 
The recently proposed Analgesic, Anesthetic, and Addiction Clinical Trial 
Translations, Innovations, Opportunities, and Networks (ACTTION)-American Pain 
Society (APS) Pain Taxonomy (AAPT) provides an evidence-based, 
multidimensional, chronic pain classification system. Psychosocial factors play a 
crucial role within several dimensions of the taxonomy. In this article, we discuss the 
evaluation of psychosocial factors that influence the diagnosis and trajectory of 
chronic pain disorders. We review studies in individuals with a variety of persistent 
pain conditions, and describe evidence that psychosocial variables play key roles in 
conferring risk for the development of pain, in shaping long-term pain-related 
adjustment, and in modulating pain treatment outcomes. We consider "general" 
psychosocial variables such as negative affect, childhood trauma, and social 
support, as well as "pain-specific" psychosocial variables that include pain-related 
catastrophizing, self-efficacy for managing pain, and pain-related coping. 
Collectively, the complexity and profound variability in chronic pain highlights the 
need to better understand the multidimensional array of interacting forces that 
determine the trajectory of chronic pain conditions. PERSPECTIVE: The AAPT is an 
evidence-based chronic pain classification system in which psychosocial concepts 
and processes are essential in understanding the development of chronic pain and 
its effects. In this article we review psychosocial processes that influence the onset, 
exacerbation, and maintenance of chronic pain disorders. 
https://www.ncbi.nlm.nih.gov/pubmed/27586832 
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Eichler, F. S., T. M. Cox, E. Crombez, C. I. Dali and A. Kohlschutter (2016). 
"Metachromatic Leukodystrophy: An Assessment of Disease Burden." J Child 
Neurol 31(13): 1457-1463. 
 
Metachromatic leukodystrophy is accompanied by severe motor and cognitive 
dysfunction. This is the first survey of metachromatic leukodystrophy caregiver 
perspectives to identify relevant clinical/quality-of-life outcomes for 
patients/caregivers. Interviews and 1 focus group were conducted with 30 caregivers 
representing 23 patients. Caregivers were asked about their experiences, including 
diagnostic process, signs/symptoms, symptoms affecting caregivers' and patients' 
lives, and treatment priorities. Caregivers reported loss of physical autonomy, weight 
loss, limited social relationships, frequent crying, and challenging sibling 
relationships. Most troublesome symptoms were immobility (9/30) and respiratory 
difficulties (6/30). Health care visits were frequent: 8/22 patients had experienced 
>/=11 hospitalizations since diagnosis, and 14/22 caregivers reported that these 
lasted >/=4 days. Caregivers also experienced work problems, feelings of 
fear/sadness, and loss of social relationships. Caregivers/physicians consider a 
therapy that could improve decline in mobility, pain, cognitive ability, communication, 
or food intake as conferring the greatest benefit. In conclusion, a so-far-unreported 
physical/economic burden in these families is presented. 
https://www.ncbi.nlm.nih.gov/pubmed/27389394 

 
 
El-Behadli, A. F., P. Gansert and D. E. Logan (2016). "Racial Differences in 
Parental Responses to Children's Chronic Pain." Clin J Pain. 
 
OBJECTIVE: Parental responses to children's pain are related to how youth cope 
with chronic pain. However, little research has explored cultural differences in the 
four major pain response categories (i.e., protect, minimize, distract, and monitor). 
This study compared parental responses to children's pain between minority parents 
(i.e., Black, Hispanic, Multiracial) and parents of White children. METHODS: 
Participants included 234 patients, ages 8-17, with chronic pain (73.5% female; age 
M(SD)=13.91(2.38); 50% White, 15.39% Black, 20.90% Hispanic, 13.68% 
Multiracial). Patients' parents completed the Adult Responses to Children's 
Symptoms. Parental responses included: protect, monitor, minimize, and distrct. For 
between-group comparisons, White participants (N=117) were matched on age and 
gender with Black (N=36), Hispanic (N=49), and Multiracial (N=32) participants. 
RESULTS: Paired-samples t-tests revealed that protectiveness was higher for 
parents of Black children (t(48)=-3.84, P<0.001, Black M(SD)=1.93(0.69), White 
M(SD)=0.94(0.77), Cohen's d=1.09) and parents of Hispanic children (t(71)=-7.10, 
P<0.001, Hispanic M(SD)=1.65(0.76), White M(SD)=0.94(0.77), Cohen's d=1.52) 
compared to parents of White children. Additionally, parents of Black children 
(t(40)=-2.90, P=0.006, Black M(SD)=3.55(0.49), White M(SD)=2.89(0.93), Cohen's 
d=0.80) and parents of Hispanic children (t(71)=-3.62, P<0.001, Hispanic 
M(SD)=3.35(0.69), White M(SD)=2.89(0.93), Cohen's d=0.81) were significantly 
more monitoring of their children than were parents of White children. Parents of 
Hispanic children were also significantly more minimizing than parents of White 
children (t(71)=-3.68, P<0.001, Hispanic M(SD)=0.88(0.75), White 
M(SD)=0.51(0.58), Cohen's d=0.80) No other significant differences were found. 
DISCUSSION: Results highlight the need to adapt pediatric chronic pain 
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interventions to family culture and context. Further research is needed to understand 
pediatric chronic pain from a cross-cultural perspective. 
https://www.ncbi.nlm.nih.gov/pubmed/27479643 

 
 
Falkenburg, J. L., D. Tibboel, R. R. Ganzevoort, S. Gischler, J. Hagoort and M. 
van Dijk (2016). "Parental Physical Proximity in End-of-Life Care in the PICU." 
Pediatr Crit Care Med 17(5): e212-217. 
 
OBJECTIVE: Health professionals in PICUs support both child and parents when a 
child's death is imminent. Parents long to stay connected to their dying child but the 
high-tech environment and treatment implications make it difficult to stay physically 
close. This study explores in what sense physical aspects of end-of-life care in the 
PICU influence the parent-child relationship. DESIGN: Retrospective, qualitative 
interview study. SETTING: Level 3 PICU in Erasmus Medical Center in the 
Netherlands. PARTICIPANTS: Thirty-six parents of 20 children who had died in this 
unit 5 years previously. MEASUREMENTS AND MAIN RESULTS: Parents vividly 
remembered the damage done to the child's physical appearance, an inevitable 
consequence of medical treatment. They felt frustrated and hurt when they could not 
hold their child. Yet they felt comforted if facilitated to be physically close to the dying 
child, like lying with the child in one bed, holding the child in the hour of death, and 
washing the child after death. CONCLUSIONS: End-of-life treatment in the PICU 
presents both a barrier and an opportunity for parents to stay physically connected to 
their child. Parents' experiences suggest that aspects of physicality in medical 
settings deserve more attention. Better understanding of the significance of bodily 
aspects-other than pain and symptom management-improves end-of-life support and 
should be part of the humane approach to families. 
https://www.ncbi.nlm.nih.gov/pubmed/26890197 

 
 
Ferrell, B., E. Wittenberg, V. Battista and G. Walker (2016). "Exploring the 
spiritual needs of families with seriously ill children." Int J Palliat Nurs 22(8): 
388-394. 
 
Although we know that families of seriously ill children experience spiritual distress, 
especially at the end of the child's life, there is little information on the specific 
spiritual needs of families. In order to develop further training for nurses in 
paediatrics and help nurses develop skills for communicating about spirituality, this 
research examined the spiritual needs of families based on nurses' experiences with 
families of seriously ill children. Nurses' experiences revealed that families' anger 
with God, blame/regret, forgiveness, and ritual and cultural traditions are salient 
spiritual needs requiring effective nurse communication skills to support families of ill 
children. 
https://www.ncbi.nlm.nih.gov/pubmed/27568778 

 
 
Fiore, J. (2016). "Analysis of Lyrics from Group Songwriting with Bereaved 
Children and Adolescents." J Music Ther 53(3): 207-231. 
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BACKGROUND: Songwriting is a group intervention that is often used to help 
bereaved children and adolescents express thoughts and feelings associated with 
grief experiences. Few studies have examined the lyrical content of songs written by 
bereaved children/adolescents and how thematic content may vary by age and 
developmental understanding of death. OBJECTIVE: The purpose of this study was 
to determine whether experiences of songwriting and lyrical content of songs written 
by children and adolescents participating in a bereavement camp vary by age. 
METHODS: Thirty-three participants, ages 6-16, were grouped according to age 
(child, tween, or teen) and asked to write a group song. Analysis of song lyrics was 
based on both inductive and deductive content analysis processes. A seven-item 
questionnaire was also used with the tween and teen groups to gather descriptive 
information about the songwriting process, including participant views on benefits, 
enjoyment, and preferences. RESULTS: Analyses revealed a total of five different 
themes among the three age groups, with two of the five themes present across the 
age groups. A majority of the participants enjoyed the songwriting process, but no 
clear indication of preference for verbal or written contribution was determined based 
on age or gender. CONCLUSIONS: The lyric content of the songs varied across the 
age groups, with the older groups providing more diverse content and demonstrating 
growth in their understanding of death. Providing participants both written and verbal 
options to contribute to the songwriting process allows for individual preferences 
among tweens and teens. 
https://www.ncbi.nlm.nih.gov/pubmed/27188494 

 
 
Frerker, M., T. Hechler, P. Schmidt and B. Zernikow (2016). "[Pain-related 
parental behavior : Maternal and paternal responses to chronic pain of their 
child and modifications following inpatient interdisciplinary pain treatment]." 
Schmerz 30(3): 241-247. 
 
BACKGROUND: There is a dearth of research studies regarding the pain-related 
behavior of parents with children suffering from chronic pain. This study examined 
the pain-related reactions of mothers and fathers, analyzed changes in these 
reactions following the child's inpatient interdisciplinary pain treatment and identified 
predictors for these changes. METHOD: Using validated questionnaires 40 mothers 
and 40 fathers of children suffering from chronic pain reported their pain-related 
responses and cognitive distortions at treatment commencement, immediately 
following therapy as well as at follow-up after 6 and 12 months. RESULTS: At 
treatment commencement there were neither differences between maternal and 
paternal behavior nor in their reactions towards the sons and daughters. Immediately 
after treatment both parents showed increased distracting behavior and decreased 
solicitous behavior. Only the change in solicitous behavior showed long-term 
stability. The study identified the extent of parental catastrophizing at treatment 
commencement as well as changes in this reaction during treatment as predictors for 
reduction in solicitous behavior. The more parents reported catastrophizing thoughts 
at treatment commencement, the less they changed their solicitous behavior and 
strong changes in catastrophizing during treatment correlated with strong changes in 
solicitous reactions. CONCLUSION: Pain-related solicitous behavior can be modified 
by the interdisciplinary inpatient treatment of chronic pain in children and changes in 
solicitous behavior seem to be closely related to parental catastrophizing. This 
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association should be considered when dealing with parents of children with chronic 
pain and also within the framework of future research projects. 
https://www.ncbi.nlm.nih.gov/pubmed/26847081 

 
 
Gardling, J., E. Tornqvist, M. Edwinson Mansson and I. Hallstrom (2016). 
"Parents' Lived Experiences During Their Children's Radiotherapy." J Pediatr 
Oncol Nurs. 
 
BACKGROUND: The aim of radiotherapy is to provide a cure and/or symptomatic 
relief for children with cancer. Treatment is delivered on a daily basis, 5 days per 
week, over the course of 5 to 35 days. Many parents find that leaving their children 
alone during treatment and exposing them to radiation is a challenging experience. 
To gain an understanding of parents' lived experiences, 10 parents were asked to 
keep a diary while their children underwent radiotherapy. METHODS: A descriptive 
inductive design with a hermeneutic-phenomenological approach was chosen to 
analyze the diaries. The parents were asked to write down their lived experiences 
while their children underwent radiotherapy. Daily notes, both short and long, were 
desirable. FINDINGS: The parents described radiotherapy as a balancing act 
involving a constant attempt to maintain a balance between coercing and protecting 
their children in order to improve their children's chances of survival. Meanwhile, the 
parents themselves were struggling with their own despair and feelings of 
powerlessness. While protecting their children, they experienced a sense of hope 
and felt that they had gained control. CONCLUSION: Parents' daily written 
reflections are important for clinical practice and provide vital knowledge. Parents 
need support when focusing on coercing and protecting their children and help with 
information and routines that enable them gain control. 
https://www.ncbi.nlm.nih.gov/pubmed/27207991 

 
 
Garstang, J., F. Griffiths and P. Sidebotham (2016). "Parental understanding 
and self-blame following sudden infant death: a mixed-methods study of 
bereaved parents' and professionals' experiences." BMJ Open 6(5): e011323. 
 
OBJECTIVES: Improvements in our understanding of the role of modifiable risk 
factors for sudden infant death syndrome (SIDS) mean that previous reassurance to 
parents that these deaths were unpreventable may no longer be appropriate. This 
study aimed to learn of bereaved parents' and healthcare professionals' experiences 
of understanding causes of death following detailed sudden unexpected death in 
infancy (SUDI) investigations. The research questions were: How do bereaved 
parents understand the cause of death and risk factors identified during detailed 
investigation following a sudden unexpected infant death? What is the association 
between bereaved parents' mental health and this understanding? What are 
healthcare professionals' experiences of sharing such information with families? 
DESIGN: This was a mixed-methods study using a Framework Approach. SETTING: 
Specialist paediatric services. PARTICIPANTS: Bereaved parents were recruited 
following detailed multiagency SUDI investigations; 21/113 eligible families and 27 
professionals participated giving theoretical saturation of data. DATA COLLECTION: 
We analysed case records from all agencies, interviewed professionals and invited 
parents to complete the Hospital Anxiety and Depression Scale (HADS) and 

https://www.ncbi.nlm.nih.gov/pubmed/26847081
https://www.ncbi.nlm.nih.gov/pubmed/27207991


237 
 

questionnaires or in-depth interviews. RESULTS: Nearly all bereaved parents were 
able to understand the cause of death and several SIDS parents had a good 
understanding of the relevant modifiable risk factors even when these related directly 
to their actions. Paediatricians worried that discussing risk factors with parents would 
result in parental self-blame and some deliberately avoided these discussions. Over 
half the families did not mention blame or blamed no one. The cause of death of the 
infants of these families varied. 3/21 mothers expressed overwhelming feelings of 
self-blame and had clinically significant scores on HADS. CONCLUSIONS: 
Bereaved parents want detailed information about their child's death. Our study 
suggests parents want health professionals to explain the role of risk factors in SIDS. 
We found no evidence that sharing this information is a direct cause of parental self-
blame. 
https://www.ncbi.nlm.nih.gov/pubmed/27198994 

 
 
Gunst, D. C., P. Kaatsch and L. Goldbeck (2016). "Seeing the good in the bad: 
which factors are associated with posttraumatic growth in long-term survivors 
of adolescent cancer?" Support Care Cancer 24(11): 4607-4615. 
 
PURPOSE: While knowledge about late psychosocial effects in pediatric cancer 
survivors is growing, investigation of positive changes, notably posttraumatic growth 
(PTG), is still lacking. Recent studies have not established any stable relationship 
between PTG and posttraumatic stress symptoms (PTSS), and it is still unclear 
which factors are associated with PTG in survivors of childhood cancer. The aims of 
this study were to give a quantitative description of PTG in long-term survivors of 
adolescent cancer and to investigate its association with psychological variables, 
especially the recalled amount of fear of death during treatment, as well as other 
cancer-related and demographic issues. METHODS: A cohort of 784 long-term 
survivors of adolescent cancer (age M = 30.4 +/- 6.1, time since diagnosis M = 13.7 
+/- 6.0 years) completed a set of questionnaires measuring PTG, PTSS, depression, 
anxiety, fear of death and psychosocial support during treatment, and 
sociodemographic and medical variables. RESULTS: More than 5 years after cancer 
diagnosis, 94.3 % of participants reported having "very strongly" experienced at least 
one positive consequence in the aftermath of the stressful experience. There were 
positive correlations between PTG and fear of death and psychosocial support 
during treatment, as well as for current symptoms of depression. No association with 
the amount of PTSS was found. CONCLUSIONS: Findings suggest that 
experiencing fear of death during cancer experience as well as utilizing psychosocial 
support catalyzes posttraumatic growth in the aftermath. Further studies should 
investigate how interventions could be designed to promote and stimulate PTG in 
young cancer patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27349524 

 
 
Gutierrez-Colina, A. M., J. L. Lee, M. VanDellen, A. Mertens and J. G. Marchak 
(2016). "Family Functioning and Depressive Symptoms in Adolescent and 
Young Adult Cancer Survivors and Their Families: A Dyadic Analytic 
Approach." J Pediatr Psychol. 
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OBJECTIVE: To examine dyadic relationships between depressive symptoms and 
family functioning in families of pediatric cancer survivors. METHODS: Sixty-four 
adolescent and young adult (AYA) cancer survivors and their caregivers self-
reported on depressive symptoms and family functioning. Multilevel modeling 
analyses were used to test actor-partner interdependence models. RESULTS: 
Significant actor effects of depressive symptoms on domains of family functioning 
were found for AYAs and their caregivers. Only caregivers' depressive symptoms 
exerted a significant effect on AYAs' report of family cohesion, indicating the 
presence of significant partner effects for AYAs. CONCLUSIONS: AYAs' and 
caregivers' depressive symptoms are related to poorer family functioning. 
Caregivers' perceptions of depressive symptoms relate not only to their own 
perceptions of family functioning but also to that of their children. These findings 
begin to map the complex relationships that exist between AYAs and their caregivers 
and elucidate some of the mechanisms through which caregiver-related variables 
affect AYA outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/27189688 

 
 
Hammersmith, A. M. and I. F. Lin (2016). "Evaluative and Experienced Well-
being of Caregivers of Parents and Caregivers of Children." J Gerontol B 
Psychol Sci Soc Sci. 
 
OBJECTIVES: Informal caregiving is an important source of support for aging 
parents and children. Yet the timing and nature of caring for parents versus children 
may result in different levels of well-being. Despite extensive studies on the well-
being of caregivers of parents and of children, it remains elusive as to how 
evaluative and experienced well-being vary by caregiver type. METHOD: Using data 
from the 2012 and 2013 rounds of the American Time Use Survey, we examined 
how 216 caregivers of parents and 1,989 caregivers of children reported their 
evaluative well-being (life satisfaction) and experienced well-being (happiness, 
meaning, pain, sadness, stress, and tiredness). RESULTS: Caregivers of parents 
reported lower evaluative and experienced well-being than caregivers of children. 
The association between caregiver type and life satisfaction dissipated, whereas the 
associations of caregiver type with happiness, meaning, and sadness persisted after 
accounting for caregivers' demographic characteristics, socioeconomic resources, 
and time intensity. DISCUSSION: Experienced well-being appears to be more 
sensitive than evaluative well-being in detecting differences in well-being between 
these two types of caregivers. Given that the caregivers of parents do not receive the 
same level of institutional support as caregivers of children, social policies should 
aim to provide caregivers of parents with additional support. 
https://www.ncbi.nlm.nih.gov/pubmed/27257228 

 
 
Harper, F. W., A. M. Peterson, T. L. Albrecht, J. W. Taub, S. Phipps and L. A. 
Penner (2016). "Satisfaction with support versus size of network: differential 
effects of social support on psychological distress in parents of pediatric 
cancer patients." Psychooncology 25(5): 551-558. 
 
OBJECTIVE: This study examined the direct and buffering effects of social support 
on longer-term global psychological distress among parents coping with pediatric 
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cancer. In both sets of analyses, we examined whether these effects depended on 
the dimension of social support provided (i.e., satisfaction with support versus size of 
support network). METHOD: Participants were 102 parents of pediatric cancer 
patients. At study entry, parents reported their trait anxiety, depression, and two 
dimensions of their social support network (satisfaction with support and size of 
support network). Parents subsequently reported their psychological distress in 3- 
and 9-month follow-up assessments. RESULTS: Parents' satisfaction with support 
had a direct effect on longer-term psychological distress; satisfaction was negatively 
associated with distress at both follow-ups. In contrast, size of support network 
buffered (moderated) the impact of trait anxiety and depression on later distress. 
Parents with smaller support networks and higher levels of trait anxiety and 
depression at baseline had higher levels of psychological distress at both follow-ups; 
for parents with larger support networks, there was no relationship. CONCLUSION: 
Social support can attenuate psychological distress in parents coping with pediatric 
cancer; however, the nature of the effect depends on the dimension of support. 
Whereas interventions that focus on increasing satisfaction with social support may 
benefit all parents, at-risk parents will likely benefit from interventions that ensure 
they have an adequate number of support resources. 
https://www.ncbi.nlm.nih.gov/pubmed/27092714 

 
 
Hasanpour, M., N. Sadeghi and M. Heidarzadeh (2016). "Parental needs in 
infant's end-of-life and bereavement in NICU: A qualitative study." J Educ 
Health Promot 5: 19. 
 
BACKGROUND AND AIMS: Newborn death is an unexpected outcome for parents. 
Parents face with several needs in infant end-of-life. The health care team is 
responsible for meet these needs. This qualitative study aim was to explore of 
parental needs in infant end-of-life and bereavement. MATERIALS AND METHODS: 
For this qualitative study, 24 single semi-structure interviews were done. A 
qualitative content analysis method was used. Sampling conducted on purposeful 
with maximum variation in five Neonatal Intensive Care Unit (NICU) environments in 
Isfahan city. Inclusion criteria for nurses and doctors were having at least one 
experience of caring for an infant and their family at end-of-life. Inclusion criteria for 
parents and their families were having at least one infant at end-of-life or had lost 
their infant for 6 months before in NICU. RESULTS: Data analysis uncovered two 
main themes. Family's support needs with two subthemes (family's support needs 
before infant's death and family's support needs after infant's death) and family's 
preparatory needs upon infant's death with two subthemes (management of the bad 
news of infant's death by treatment team and management of the bad news of 
infant's death by family). DISCUSSION: Mourning mother's need for her husband's 
presence by her side, getting hospitalized in a separate room, and management of 
infant's death news by father and family were among items rarely pointed out in other 
studies. Exploration of these needs cab be helpful for the health care team for 
providing care. 
https://www.ncbi.nlm.nih.gov/pubmed/27500172 
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Hemmingsson, H., L. B. Olafsdottir and S. T. Egilson (2016). "Agreements and 
disagreements between children and their parents in health-related 
assessments." Disabil Rehabil: 1-14. 
 
PURPOSE: To systematically review research concerning parent-child agreement in 
health-related assessments to reveal overall agreement, directions of agreement, 
and the factors that affect agreement in ratings. METHOD: The Uni-Search and five 
additional databases were searched. Children's health issues were grouped into 
psychosocial issues including autism and ADHD, and physical and performance 
issues including pain. Measures used for comparison were those addressing (a) 
psychosocial functioning, (b) physical and performance functioning, and (c) health-
related quality of life. RESULTS: Totally, 39 studies met the inclusion criteria, 
comprising 44 analyses in all since four studies contained more than one analyses. 
Moderate child-parent agreement was demonstrated in 23 analyses and poor 
agreement in 20 analyses. Several analyses found more agreement on 
observable/external than on non-observable/internal domains. Overall, parents 
considered their children had more difficulties than did the children themselves, 
although there were indications that for children with physical performance issues, 
parents may underreport their children's difficulties in emotional functioning and pain. 
There were no consistencies in differences between children's and parent's ratings 
on levels of agreement with respect to the children's health issue, age or gender. 
CONCLUSIONS: Discrepancies between child and parent reports seem to reflect 
their different perspectives and not merely inaccuracy or bias. Implications for 
Rehabilitation In general, parents consider their children to have more difficulties - or 
more extensive difficulties - than the children themselves think they have. The 
perspectives of the child and his or her parents should be sought whenever possible 
since both constitute important information concerning the child s health and well-
being. Children with physical and performance issues reported more difficulties than 
their parents concerning the children's emotional functioning and pain. Clinicians 
should prioritize obtaining children's views on subjective aspects such as emotional 
issues as well as on pain. 
https://www.ncbi.nlm.nih.gov/pubmed/27291406 

 
 
Holge-Hazelton, B., H. U. Timm, C. Graugaard, K. A. Boisen and C. D. Sperling 
(2016). ""Perhaps I will die young." Fears and worries regarding disease and 
death among Danish adolescents and young adults with cancer. A mixed 
method study." Support Care Cancer 24(11): 4727-4737. 
 
PURPOSE: A cross-sectional national study was initiated in order to evaluate 
healthcare services and survivorship from the perspective of Danish adolescents and 
young adults (AYAs) with cancer. The purpose of the paper was to examine (Q1) to 
what extend Danish AYAs experienced fears and worries about dying; (Q2) with 
whom, if anyone, they had shared those worries; and finally, (Q3) how fears and 
worries influenced their daily life. The emphasis will be on Q3. METHODS: A 151-
item questionnaire (including two closed- and one open-ended questions about fears 
of death and dying) was distributed among all 15-29-year-old Danes registered with 
a cancer diagnosis from 2009 to 2013. A total study population of 822 persons 
participated. Data was analyzed using a mixed design of descriptive statistics and 
qualitative content analysis. RESULTS: Q1: Almost 80 % of AYAs with cancer 
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expressed some worries about death; hereof, more than half of them expressed 
quite a bit or very much. The analysis showed significant gender differences, 
whereas age and duration of disease did not have any significant impact on such 
thoughts. Q2: One third had not talked to anybody about his or her worries. Q3: The 
analysis resulted in three overall categories: fear of disease and death having little or 
no influence (n = 100), fear influencing in various ways (n = 215), and fear of disease 
and death having a substantial influence (n = 75). CONCLUSIONS: The majority of 
AYAs had experienced fears and worries about dying, but one third of them had not 
talked to anybody about those thoughts. It is an important clinical point that young 
age does not preclude fears and worries about dying in AYAs with cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/27352837 

 
 
Jaaniste, T., N. Jia, T. Lang, E. M. Goodison-Farnsworth, M. McCormick and D. 
Anderson (2016). "The relationship between parental attitudes and behaviours 
in the context of paediatric chronic pain." Child Care Health Dev 42(3): 433-438. 
 
BACKGROUND: Within the context of paediatric chronic pain, parental attitudes are 
of particular importance given that they have the potential to impact on how parents 
respond to their child. The current study was designed to assess whether parental 
attitudes, such as parental confidence and beliefs in their child's ability to function in 
spite of pain, and parental catastrophising about their child's pain, are associated 
with parental pain-related behaviours known to be associated with poor child 
outcomes, such as protectiveness and high levels of monitoring. METHODS: 
Participants were 138 child-parent dyads recruited from a tertiary chronic pain clinic. 
Patients were aged 8- to 17-years. Prior to the initial clinic appointment, parents 
completed validated measures of parental pain catastrophising and parental 
responses to their child's pain. Patients completed measures of functional disability 
and pain intensity. RESULTS: Parents who reported lower confidence in their child's 
ability to cope with the pain engaged in significantly more protective, monitoring and 
distracting behaviours, even when controlling for the child's recent level of 
functioning. They also took more days off work due to their child's pain. Parents who 
catastrophised more about their child's pain engaged in significantly more protective 
and monitoring behaviours, even when controlling for the child's recent level of 
functioning. CONCLUSIONS: Parental behaviours in response to their child's pain 
are significantly related to parental confidence in their child's coping and parental 
pain-related catastrophising. Clinical interventions may benefit from addressing 
parental attitudes, especially their confidence in their child's ability to function. 
https://www.ncbi.nlm.nih.gov/pubmed/26767347 

 
 
Jalmsell, L., M. Lovgren, U. Kreicbergs, J. I. Henter and B. M. Frost (2016). 
"Children with cancer share their views: tell the truth but leave room for hope." 
Acta Paediatr 105(9): 1094-1099. 
 
AIM: One in five children diagnosed with cancer will die from the disease. The aim of 
the study was to explore how children with cancer want to receive bad news about 
their disease, such as when no more treatment options are available. METHODS: 
We conducted individual interviews with ten children with cancer, aged seven to 17 
years, at a single paediatric oncology unit in central Sweden. Interviews were audio-
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taped and analysed with systematic text condensation. Bad news was defined as 
information about a potentially fatal outcome, such as a disease relapse, or 
information that the treatment administered was no longer working and that there 
was no more treatment possible. RESULTS: All children expressed that they wanted 
truthful information and they did not want to be excluded from bad news regarding 
their illness. They wanted to be informed as positively as possible, allowing them to 
maintain hope, and in words that they could understand. They also wanted to receive 
any bad news at the same time as their parents. CONCLUSION: Children with 
cancer want to be fully informed about their disease, but they also wanted it to be 
relayed as positively as possible so that they could stay hopeful. 
https://www.ncbi.nlm.nih.gov/pubmed/27272911 

 
 
Janvier, A., B. Farlow and K. J. Barrington (2016). "Parental hopes, 
interventions, and survival of neonates with trisomy 13 and trisomy 18." Am J 
Med Genet C Semin Med Genet 172(3): 279-287. 
 
Trisomy 13 and 18 are life-limiting conditions for which a palliative approach is 
frequently recommended. The objective of this study was to examine parental 
goals/decisions, the length of life of their child and factors associated with survival. 
Parents of children who lived with trisomy 13 or 18 that were part of English-
speaking social networks were invited to participate in a questionnaire study. 
Participants answered questions about their hopes/goals, decisions regarding 
neonatal interventions, and the duration of their children's lives. The participants 
were 332 parents who answered questions about their 272 children (87% response 
rate based on site visits; 67% on invitations sent). When parents were asked about 
their hope after the diagnosis, the main themes invoked by parents were the 
following: meet their child alive (80% of parents with a prenatal diagnosis), spend 
some time as a family (72%), bring their child home (52%), and give their child a 
good life (66%). Parents wanted to give them a chance, but also reported their fears 
were medical complexity, pain and/or life in the hospital (61%). Healthcare providers 
recommended comfort care at birth to all parents. Life-sustaining interventions "as 
for any other child" was chosen as a plan of care by 25% of parents. Of the 216 
children with full trisomy, 69% were discharged home after birth and 40% lived >1 y. 
The presence of a prenatal diagnosis was the strongest independent factor 
negatively associated with longevity: 36% of children with a prenatal diagnosis lived 
<24 hr and 47% were discharged home compared to 1% and 87%, respectively for 
children with a postnatal diagnosis (P < 0.01). Male gender, low-birth weight, and 
cardiac and/or cerebral anomaly were also associated with decreased survival (P < 
0.05). After a prenatal diagnosis, palliative care at birth consisted of limited 
interventions, whereas after a postnatal diagnosis (median age of 6 days) it 
consisted of various interventions, including oxygen, ventilation, tube feeding and 
intravenous fluids, complicating the analysis. In conclusion, the goals of parents of 
children with trisomy 13 or 18 were to meet their child, be discharged home and be a 
family. Having a postnatal diagnosis was the independent factor most associated 
with these goals. Children with a postnatal diagnosis were treated "as any other 
children" until the diagnosis, which may give them a survival advantage, independent 
of palliative care. Rigorous transparency regarding specific interventions and 
outcomes may help personalize care for these children. (c) 2016 Wiley Periodicals, 
Inc. 
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Janvier, A., J. Lantos, J. Aschner, K. Barrington, B. Batton, D. Batton, S. F. 
Berg, B. Carter, D. Campbell, F. Cohn, A. D. Lyerly, D. Ellsbury, A. Fanaroff, J. 
Fanaroff, K. Fanaroff, S. Gravel, M. Haward, S. Kutzsche, N. Marlow, M. 
Montello, et al. (2016). "Stronger and More Vulnerable: A Balanced View of the 
Impacts of the NICU Experience on Parents." Pediatrics 138(3). 
 
For parents, the experience of having an infant in the NICU is often psychologically 
traumatic. No parent can be fully prepared for the extreme stress and range of 
emotions of caring for a critically ill newborn. As health care providers familiar with 
the NICU, we thought that we understood the impact of the NICU on parents. But we 
were not prepared to see the children in our own families as NICU patients. Here are 
some of the lessons our NICU experience has taught us. We offer these lessons in 
the hope of helping health professionals consider a balanced view of the NICU's 
impact on families. 
https://www.ncbi.nlm.nih.gov/pubmed/27489297 

 
Jones, L. J., S. A. Pini, S. J. Morgan, G. K. Birk and D. P. Stark (2016). "How Do 
Teenagers and Young Adults with Cancer Experience Their Care? A European 
Survey." J Adolesc Young Adult Oncol. 
 
PURPOSE: To gather the perspectives of Teenagers and Young Adults (TYA) with 
cancer across Europe on the care they received and research priorities for TYA 
services. METHODS: A questionnaire was designed by TYA oncology specialists in 
the United Kingdom and translated into 11 other European languages. It was 
disseminated to TYAs in various European countries with the help of collaborators in 
the European Network for Cancer in Children and Adolescents (ENCCA). Free text 
responses were analyzed using a thematic approach. RESULTS: 301 participants 
representing 25 countries were entered into the analysis. Only 9% of the sample had 
experience of a ward solely for the use of TYAs. Two thirds of participants agreed 
with the need for TYA-specific services. Participants reported that important aspects 
of TYA care included access to psychological care, youth workers and 
physiotherapists, higher levels of staffing, and healthcare workers who understand 
the needs of TYAs and communicate effectively. The most frequently endorsed 
areas for future research were "monitoring after treatment," "communication between 
professionals and young people," "research about cancer," "fertility preservation," 
and "back to work/school." CONCLUSION: European collaboration between TYA 
and professionals in delivering this project has been feasible. This study contributes 
to developing a healthcare culture that values the perspectives of service users. It 
has provided an insight into what TYAs perceive as important aspects of their care, 
how they think TYA care can be improved, and what they consider to be important 
areas for research. 
https://www.ncbi.nlm.nih.gov/pubmed/27314907 

 
 
Kelly, J. A., C. S. May and S. H. Maurer (2016). "Assessment of the Spiritual 
Needs of Primary Caregivers of Children with Life-Limiting Illnesses Is 
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Valuable Yet Inconsistently Performed in the Hospital." J Palliat Med 19(7): 
763-766. 
 
BACKGROUND: Religion and spirituality influence how many patients and families 
experience illness, but knowledge of the level of spiritual care provided to caregivers 
of pediatric patients within the hospital is limited. OBJECTIVE: We evaluated patient 
caregivers' perceptions of the extent to which their religious and spiritual (R/S) needs 
were assessed and addressed in the hospital. METHODS: We surveyed primary 
caregivers of children referred to palliative care <1 year prior at an urban, pediatric 
academic medical center. Participants completed a structured questionnaire with 
quantitative and qualitative measures of the provision of spiritual care in the hospital. 
Nonparametric tests were used to compare various measures of perceived and 
desired R/S support. RESULTS: The majority (16/24) of caregivers desired inquiry 
about R/S needs by the medical team. Fewer than half (12/25) had these needs 
assessed. No subjects were uncomfortable with questions regarding R/S needs. 
Only 35% (8/23) specifically wanted a physician to inquire about R/S needs. 
Subjects whose R/S needs were assessed perceived higher levels of support from 
the medical team (4.40 versus 3.08, p = 0.02). A significant correlation existed 
between number of hospital-based R/S resources used and reported R/S-related 
comfort (rs = 0.438, p = 0.043). CONCLUSIONS: Assessment of R/S needs of 
caregivers of pediatric palliative care patients is performed less often than desired, 
even though it can improve perceptions of support from medical teams. Use of 
hospital-based R/S resources can increase spiritual comfort. Standardizing 
assessment of caregivers' R/S needs and referral to appropriate resources is a 
target for quality improvement in pediatric palliative medicine. 
https://www.ncbi.nlm.nih.gov/pubmed/27136401 

 
 
Laurent, S., J. Samuel and T. Dowling (2016). "Fifteen-minute consultation: 
supporting bereaved parents at the time of a child's death." Arch Dis Child 
Educ Pract Ed 101(6): 292-294. 
 
If you are facing a discussion with parents whose child has died, your humanity is as 
important as your clinical knowledge and skill. Nothing you can say will ever take 
away the emotional pain they are facing but your involvement on a very human level 
will make a difference. Listening builds a trusting relationship and is essential if 
families are to be responded to effectively. The key components needed for good 
support are honesty, information, choices and time. Parents need to be guided 
through what will happen next and to know who to turn to when they leave the 
hospital. They should be offered a follow-up appointment. Staff working with 
bereaved families need support for themselves. 
https://www.ncbi.nlm.nih.gov/pubmed/27520066 

 
 
Lee, S. A., S. M. Callan and J. A. Gibbons (2016). "School and religious factors 
impact the neuroticism-grief link in adolescents." Death Stud 40(10): 601-606. 
 
Researchers have long recognized neuroticism as a risk factor for complicated grief. 
However, the mediating influences of school belongingness and negative religious 
coping have not been examined. To explore these connections, adolescents from 
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two high schools and a choir group were recruited to complete a brief survey. Data 
from 99 students revealed that both factors independently partially mediated the 
impact of neuroticism on persistent complex bereavement symptoms. Findings 
suggest that social isolation and spiritual struggles contribute adversely to the grief of 
some emotionally sensitive students. The results also support the efficacy of a 
biopsychosocial-spiritual approach to studying adolescent grief. 
https://www.ncbi.nlm.nih.gov/pubmed/27333448 

 
 
Leeman, J., J. L. Crandell, A. Lee, J. Bai, M. Sandelowski and K. Knafl (2016). 
"Family Functioning and the Well-Being of Children With Chronic Conditions: 
A Meta-Analysis." Res Nurs Health 39(4): 229-243. 
 
For children with chronic conditions, well-being is closely related to how well their 
families function. Most prior research syntheses on family functioning and child well-
being have focused on children with a single condition, thereby limiting the potential 
to aggregate and build on what is known across conditions. To address this 
challenge, research reports were reviewed and meta-analyses conducted of findings 
on the relationship between family functioning and child well-being across a range of 
chronic physical conditions. The sample was derived from a larger systematic review 
study that included 1,028 reports published between January 1, 2000 and March 31, 
2014. The current review includes 53 studies in which a relationship between family 
functioning and child well-being was analyzed using one of four family measures: 
Family Adaptability and Cohesion Evaluation Scales, Family Environment Scale, 
Family Relationship Index, or Family Assessment Device. Most studies were cross-
sectional and observational (n = 43, 81%). The most frequently studied conditions 
were diabetes, cancer, sickle cell disease, and asthma. In 37 studies, findings were 
sufficiently comparable to conduct meta-analyses. Significant correlations were 
identified between children's psychological health and seven of nine dimensions of 
family functioning. Significant correlations also were found between dimensions of 
family functioning and children's problem behaviors, social competence, quality of 
life, and, to a lesser extent, adherence and physical health. Of the family dimensions, 
cohesion and conflict were associated most strongly with child outcomes. 
Understanding the specific family variables, such as conflict, linked to varied child 
outcomes is key for intervention development. (c) 2016 Wiley Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/27128982 

 
 
Lerwick, J. L. (2016). "Minimizing pediatric healthcare-induced anxiety and 
trauma." World J Clin Pediatr 5(2): 143-150. 
 
Frequently, episodes of care such as preventive clinic visits, acute care, medical 
procedures, and hospitalization can be emotionally threatening and psychologically 
traumatizing for pediatric patients. Children are often subject to psychological 
trauma, demonstrated by anxiety, aggression, anger, and similar expressions of 
emotion, because they lack control of their environment. This sense of helplessness, 
coupled with fear and pain can cause children to feel powerless in healthcare 
settings. These emotional responses can delay important medical treatment, take 
more time to complete and can reduce patient satisfaction. Healthcare professionals 
are uniquely positioned to prevent healthcare-induced trauma and reduce 
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healthcare-induced anxiety. This article introduces a new way to choice, agenda, 
resilience and emotion (CARE) for pediatric patients in the healthcare setting by 
implementing the four following treatment principles called the care process: (1) 
Choices: Offer power in a powerless environment; (2) Agenda: Let patients and 
families know what to expect and what is expected of them; (3) Resilience: Highlight 
strengths and reframe negatives; and (4) Emotional support: Recognize and 
normalize common fears and responses. Engaging the CARE principles helps 
patients and families feel empowered and mitigates, reduces, and may even 
ameliorate risk of anxiety and trauma responses. 
https://www.ncbi.nlm.nih.gov/pubmed/27128982 

 
 
Lindley, L. C. and K. M. Newnam (2017). "Hospice Use for Infants With Life-
Threatening Health Conditions, 2007 to 2010." J Pediatr Health Care 31(1): 96-
103. 
 
BACKGROUND: Infant deaths account for a majority of all pediatric deaths. 
However, little is known about the factors that influence parents to use hospice care 
for their infant with a life-threatening health condition. METHODS: Data were used 
from 2007 to 2010 California Medicaid claims files (N = 207). Analyses included 
logistic and negative binomial multivariate regression models. RESULTS: More than 
15% of infants enrolled in hospice care for an average of 5 days. Infant girls and 
infants with congenital anomalies were more likely to enroll in hospice care and to 
have longer stays. However, cardiovascular and respiratory conditions were 
negatively related to hospice enrollment and hospice length of stay. 
CONCLUSIONS: This study provides insights for nurses and other clinicians who 
care for infants and their families at end of life and suggests that nurses can assist 
families in identifying infant hospice providers who may help families understand 
their options for end-of-life care. 
https://www.ncbi.nlm.nih.gov/pubmed/27245660 

 
 
Ljungman, L., M. Boger, M. Ander, B. Ljotsson, M. Cernvall, L. von Essen and 
E. Hoven (2016). "Impressions That Last: Particularly Negative and Positive 
Experiences Reported by Parents Five Years after the End of a Child's 
Successful Cancer Treatment or Death." PLoS One 11(6): e0157076. 
 
OBJECTIVE: To describe the experience of parenting a child diagnosed with cancer 
by examining particularly negative and positive experiences reported by parents of 
childhood cancer survivors and parents of children lost to cancer. METHODS: 168 
parents (88 mothers, 80 fathers) participated. Data were collected five years after the 
end of successful treatment or the child's death. The parents' experiences were 
identified by open-ended semi-structured questions about particularly negative and 
positive experiences of the child's cancer. An inductive approach was used in which 
the manifest verbal content of the answers was analysed using content analysis. 
RESULTS: The analysis revealed eight categories of negative experience (child late 
effects; distressing events; healthcare; impaired relationships; long-term 
psychological consequences; own reactions; surrounding institutions; the fact that 
the child got cancer) and seven categories of positive experience (healthcare; 
improved relationships; long-term consequences for the child; personal 
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development; support systems; treatment outcome; unexpected joy). The categories 
were related to past events or to the present situation. The findings indicate 
variations in experiences between parents of survivors and bereaved parents, and 
between fathers and mothers, as some experiences were only reported by parents of 
survivors and some experiences were only reported by mothers. CONCLUSIONS: 
The results highlight the importance of past and present events to parents, and 
accordingly the long-lasting impact of paediatric cancer on parents. The results also 
point to the wide range of negative as well as positive experiences involved in 
parenting a child diagnosed with cancer, and provide a comprehensive 
understanding of the overall experience for parents of children with cancer. 
Specifically, the findings give guidance to healthcare providers by illustrating the 
need to provide healthcare personnel with continuous training in communication 
skills, offering parents opportunities to meet other parents in the same situation and 
increasing the access to psychosocial supportive services and psychological care. 
https://www.ncbi.nlm.nih.gov/pubmed/27272318 

 
 
Longard, J., A. Twycross, A. M. Williams, P. Hong and J. Chorney (2016). 
"Parents' experiences of managing their child's postoperative pain at home: an 
exploratory qualitative study." J Clin Nurs 25(17-18): 2619-2628. 
 
AIMS AND OBJECTIVES: To understand parents' experiences of managing their 
child's postoperative pain at home. BACKGROUND: Recent changes in children's 
health care services often shift the responsibility of managing children's 
postoperative pain to parents. Although pain management is important for good 
postoperative outcomes, it can be a challenging task for families, and children's pain 
is often under-managed. DESIGN: This qualitative study used semi-structured 
interviews to explore parents' experiences of managing their child's postoperative 
pain at home. METHODS: Participants were parents of 10 typically developing 5- 
and 6-year olds, who underwent (adeno)tonsillectomy, and experienced no 
complications leading to hospitalisation in the postoperative period. One-on-one 
interviews were conducted with parents within three months of their child's surgery. 
Interviews were transcribed verbatim and content analysis was used to identify 
themes in parents' experiences. RESULTS: All children experienced some 
postoperative pain. Parents' experiences of managing their child's pain were 
impacted by balancing the pros and cons of administering analgesic medications, 
managing the emotional and psychological effects of their child's pain, as well as 
parents' information needs. CONCLUSIONS: Most parents' information needs were 
met yet they still struggled to manage their child's pain. These findings provide 
insight into some of the barriers that make this process challenging for many 
families, and what health care centres can do to help support parents manage their 
child's postoperative pain at home. RELEVANCE TO CLINICAL PRACTICE: The 
results of this study may aid in the design of interventions that will support parents 
when managing their child's postoperative pain at home and thus improve children's 
experiences. 
https://www.ncbi.nlm.nih.gov/pubmed/27349504 
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Lovgren, M., T. Bylund-Grenklo, L. Jalmsell, A. E. Wallin and U. Kreicbergs 
(2016). "Bereaved Siblings' Advice to Health Care Professionals Working With 
Children With Cancer and Their Families." J Pediatr Oncol Nurs 33(4): 297-305. 
 
INTRODUCTION: Siblings of children with cancer experience psychosocial distress 
during the illness and after bereavement, but often stand outside the spotlight of 
attention and care. This study explored bereaved siblings' advice to health care 
professionals (HCPs) working with children with cancer and their families. 
MATERIALS AND METHODS: In a nationwide Swedish survey of bereaved siblings, 
174/240 (73%) participated. Of these, 108 answered an open-ended question about 
what advice they would give to HCPs working with children with cancer and their 
families. In this study, responses to this single question were analyzed using content 
analysis. RESULTS: The most common advice, suggested by 56% of siblings, 
related to their own support. One third suggested giving better medical information to 
siblings. Some siblings wanted to be more practically involved in their 
brother's/sister's care and suggested that HCPs should give parents guidance on 
how to involve siblings. Other common advice related to psychosocial aspects, such 
as the siblings' wish for HCPs to mediate hope, yet also realism, and the importance 
of asking the ill child about what care they wanted. CONCLUSION: Information, 
communication, and involvement should be emphasized by HCPs to support siblings' 
psychosocial needs in both the health care setting and within the family. 
https://www.ncbi.nlm.nih.gov/pubmed/26669875 

 
 
Lovgren, M., L. Jalmsell, A. Eilegard Wallin, G. Steineck and U. Kreicbergs 
(2016). "Siblings' experiences of their brother's or sister's cancer death: a 
nationwide follow-up 2-9 years later." Psychooncology 25(4): 435-440. 
 
OBJECTIVE: The aim of this study was to examine siblings' experiences of their 
brother's or sister's cancer death and if these experiences influenced levels of 
anxiety 2-9 years later. METHODS: This nationwide survey was conducted in 
Sweden in 2009. All siblings who had a brother/sister who was diagnosed with 
cancer before the age of 17 years and who died before the age of 25 years during 
2000-2007 were invited. Of those, 174 siblings participated (participation rate: 73%). 
Mixed data from the survey about the siblings' experiences of death were included 
as well as data from the Hospital Anxiety and Depression Scale. To examine the 
experiences, descriptive statistics and content analysis were used. Mann-Whitney U-
test was conducted to investigate if the experiences influenced anxiety 2-9 years 
later. RESULTS: The siblings reported poor knowledge and experienced a lack of 
communication about their brother's/sister's death, for example, about the time 
frame, bodily changes near death, and about their own experiences. Siblings who 
reported that no one talked with them about what to expect when their brother/sister 
was going to die reported higher levels of anxiety 2-9 years after the loss. Seventy 
percent reported that they witnessed their brother/sister suffering in the last hours in 
life. Many of those who were not present during the illness period and at the time of 
death expressed regret. CONCLUSION: It is important to prepare siblings for their 
brother's/sister's illness and death as it may decrease anxiety and regrets later on. 
https://www.ncbi.nlm.nih.gov/pubmed/26260031 
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Lovgren, M., T. Sejersen and U. Kreicbergs (2016). "Parents' Experiences and 
Wishes at End of Life in Children with Spinal Muscular Atrophy Types I and II." 
J Pediatr 175: 201-205. 
 
OBJECTIVE: To explore experiences and wishes of bereaved parents concerning 
end-of-life care for their child with severe spinal muscular atrophy. STUDY DESIGN: 
A follow-up survey was conducted in 2013 on parents of deceased Swedish children 
who were born between 2000 and 2010 and later diagnosed with spinal muscular 
atrophy type I or II (n = 48). The questions used in this study covered location of 
death (LoD), support from health care staff, and parents' wishes and concerns about 
their child's end-of-life care. RESULTS: One-half of those who had wishes about LoD 
(16/32) wanted their child to die at home, rather than at the hospital. All of those who 
wanted the child to die at the hospital had their wishes fulfilled. Among those who 
wanted the child to die at home, 10 of 16 got their wish. Among parents who talked 
with a physician about how they wanted their child to pass away (n = 26), all but 2 
had their wishes fulfilled. Thirty-six parents (75%) reported that their child had 
siblings: 12 reported that the sibling was too young for professional psychological 
support, and only 4 of the remaining 24 siblings received such support after the 
death of their brother or sister. CONCLUSIONS: Parents' communication with the 
physician about their wishes and concerns regarding their child's end-of-life care and 
preferred LoD contributed to their wishes being fulfilled. The wish of hospital death 
was fulfilled more often than the wish of home deaths. A vast majority of siblings did 
not receive psychological support after death of their brother or sister. 
https://www.ncbi.nlm.nih.gov/pubmed/27241662 

 
 
Mandrell, B. N., J. Baker, D. Levine, J. Gattuso, N. West, A. Sykes, A. Gajjar and 
A. Broniscer (2016). "Children with minimal chance for cure: parent proxy of 
the child's health-related quality of life and the effect on parental physical and 
mental health during treatment." J Neurooncol 129(2): 373-381. 
 
To assess health-related quality of life (HRQOL) from the time of diagnosis until 
disease progression in a cohort of children with diffuse intrinsic pontine glioma 
(DIPG). The assessment was collected from the perspectives of the child and their 
parents and evaluated the effect of the child's HRQOL on their parents' physical and 
mental well-being, thus providing insight into the optimal timing of palliative 
consultation, including anticipatory grief and bereavement services. This longitudinal 
study assessed 25 parents and their children, ages 2-17 years of age with DIPG 
across five time-points, baseline and weeks 2, 4, 6, 16, 24. Assessments included 
the PedsQL 4.0 Core Scales, PedsQL 3.0 Brain Tumor Scale, and Short-Form 36. 
HRQOL instruments were completed by the child (age >/=5 years) and parent-proxy 
(ages 2-17 years), with the parent completing the SF-36. Children's reports and 
parents' proxy of their child's HRQOL indicated poor physical functioning and 
increased anxiety at the initiation of therapy. A trending improvement in the children's 
HRQOL was reported by children and parents from baseline to week 6, with a 
decline at week 16. The childs' parent proxy reported cognitive problems, procedural 
anxiety and lower overall brain tumor HRQOL were assoicated with poorer self-
reported parental mental status. Palliative care consultation should be initiated at the 
time of diagnosis and is supported in the high physical and emotional symptom 
burden reported by our patients, with heightened involvement initiated at 16 weeks. 
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Prompt palliative care involvement, mitigating anxiety associated with clinic visits and 
procedures, management of brain tumor specific symptoms, advanced care 
planning, anticipatory grief and bereavement services, and care coordination may 
maximize HRQOL for patients and ensure positive long-term outcomes for parents of 
children with DIPG. 
https://www.ncbi.nlm.nih.gov/pubmed/27344555 

 
 
McAdams, R. M. (2016). "Artist's Statement: The Girl in Blue and Her Dying 
Newborn." Acad Med 91(5): 673. 
https://www.ncbi.nlm.nih.gov/pubmed/27115662 
 

 
 
McSpedden, M., B. Mullan, L. Sharpe, L. J. Breen and E. A. Lobb (2016). "The 
presence and predictors of complicated grief symptoms in perinatally 
bereaved mothers from a bereavement support organization." Death Stud: 1-6. 
 
The present study investigated the presence and possible predictors of complicated 
grief symptoms in perinatally bereaved mothers (N = 121) up to 5 years 
postbereavement. The presence of complicated grief scores in the clinical range was 
12.4%, which is higher than in many other bereaved populations, and the presence 
of other living children may protect against the development of complicated grief 
symptoms. The majority of the women were able to negotiate a perinatal loss without 
developing complicated grief; however, there remains an important group of women 
who up to 5 years later score in the clinical range for complicated grief symptoms. 
https://www.ncbi.nlm.nih.gov/pubmed/27573073 

 
 
Mooney-Doyle, K. and J. A. Deatrick (2016). "Parenting in the face of childhood 
life-threatening conditions: The ordinary in the context of the extraordinary." 
Palliat Support Care 14(3): 187-198. 
 
OBJECTIVE: Uncovering what it means to be a parent during the extraordinary time 
of a child's life-threatening condition (LTC) is important for understanding family 
goals, decision making, and the work of parenting within this context. METHOD: 
Qualitative descriptive methods were employed to describe the everyday experience 
of parenting both children who have an LTC and their healthy siblings. RESULTS: 
Some 31 parents of 28 children with an LTC who have healthy siblings participated 
in our study. Four themes emerged from the data that describe a parental desire to 
maintain emotional connection with all of their children, how parents use cues from 
their children to know them better and develop parenting strategies, how parents 
change as a result of caring for a child with an LTC, and how they strive to decrease 
suffering for all of their children. SIGNIFICANCE OF RESULTS: The findings of our 
study have implications for clinical practice, family-focused research, and health 
policy pertaining to families of children with life-threatening conditions. 
https://www.ncbi.nlm.nih.gov/pubmed/26462446 
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Nolbris, M. J. and S. Nilsson (2016). "Sibling Supporters' Experiences of Giving 
Support to Siblings Who Have a Brother or a Sister With Cancer." J Pediatr 
Oncol Nurs. 
 
Siblings of a child with a life-threatening disease, such as cancer, have a right to 
measures that promote their health and welfare. Siblings may find it hard to 
understand what is happening to the sick child with cancer and why he or she reacts 
as he or she does. The aim of the study was to explore sibling supporters' thoughts 
about the experiences they had in providing support for siblings with a brother or a 
sister with a life-threatening disease such as cancer. All the 12 sibling supporters 
currently working in Sweden participated in a qualitative, descriptive study from 
which 5 categories emerged, showing that the sibling supporters supported siblings 
from diagnosis until possible death. They enabled siblings who were in the same 
situation to meet each other and arranged activities suited to their ages, as well as 
offering an encouraging environment. To help the siblings, the sibling supporters 
found it necessary to interact with both the parents and the ward staff. The sibling 
supporters felt that their support was important and necessary in helping siblings 
promote their own health both when the sick child was alive and also after his or her 
death. The experience of the sibling supporters was that they listened to the siblings' 
stories and met them when they were in their crisis. The study confirms that sibling 
supporters should be a part of the health care team that treat and support the family 
when a child has cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/27207990 

 
 
Olivier d'avignon, M., S. Dumont, P. Valois and S. R. Cohen (2016). "The needs 
of siblings of children with a life-threatening illness, part 2: Psychometric 
validation of the IBesFEMS." Palliat Support Care: 1-12. 
 
OBJECTIVE: Life-threatening illnesses in children have a significant impact on the 
lives of their brothers and sisters. Consequently, special attention must be paid to 
the specific needs of these siblings to help them cope with their situations. To 
address this issue, we developed an inventory of the needs of the adolescent 
siblings of severely ill children, the Inventaire des Besoins de la Fratrie d'Enfants 
Malades Severement (IBesFEMS) [Needs Inventory for Siblings of Critically Ill 
Children]. The present article describes a preliminary validation study of this new 
instrument. METHOD: In a prospective cohort study, the 48-item instrument was 
administered via a website or paper to 58 siblings. RESULTS: Our study revealed 
that the measure has an estimated internal consistency of 0.96 and a temporal 
stability intraclass correlation coefficient (ICC) of 0.86 (p < 0.01). Its convergence 
validity is also satisfactory. SIGNIFICANCE OF RESULTS: Our findings suggest that 
the IBesFEMS is highly relevant for pediatric palliative care clinicians and 
researchers. Future studies should investigate its factorial structure and predictive 
validities. 
https://www.ncbi.nlm.nih.gov/pubmed/27230818 

 
 
Olsen, P. R. and R. Lorenzo (2016). "Supportive Care." Prog Tumor Res 43: 16-
26. 
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This chapter takes its point of departure in psychosocial aspects of supportive care 
in adolescent and young adult cancer care. The purpose is to describe some of the 
challenges that these young people face following a cancer diagnosis and guide 
healthcare professionals in how to provide care that improves the quality of life. In 
most hospitals and healthcare systems, adolescents and young adults are cared for 
and treated in settings for children or adults. Accordingly, healthcare professionals 
may lack attention to and knowledge about what characterize young peoples' life 
situation, their special needs and how to meet them. The topics we include in the 
chapter are the following: the youth friendly environment, social support and social 
network, parents, information during a psychosocial crisis event, the use of 
HEADSS, peer support, fertility, body image and self-esteem, after treatment and 
future challenges and palliative and end of life care. 
https://www.ncbi.nlm.nih.gov/pubmed/27595353 

 
 
Ospina-Romero, M., C. A. Portilla, L. E. Bravo and O. Ramirez (2016). 
"Caregivers' Self-Reported Absence of Social Support Networks is Related to 
Treatment Abandonment in Children With Cancer." Pediatr Blood Cancer 63(5): 
825-831. 
 
BACKGROUND: Treatment abandonment (TxA) is a primary cause of therapy failure 
in children with cancer in low-/middle-income countries. We explored the absence of 
social support network (SSN), among other predictive factors, and TxA in children 
with cancer in Cali, Colombia. PROCEDURE: In this prospective cohort study, we 
included children diagnosed with cancer at a public university hospital. A social 
worker and a psychologist administered semistructured questionnaires to patients' 
caregivers. We extracted information from the questionnaires about social, 
economic, and psychological conditions of the patients' families. Outcomes were 
death, relapse, and TxA. Failure either to start or to continue the planned course of 
curative treatment for 4 weeks or more was defined as TxA. We identified events 
with Cali's childhood cancer outcomes surveillance system (VIGICANCER). We 
adjusted the hazard ratios (HRs) for potential confounders using multivariate Cox 
regression analyses. RESULTS: Among 188 patients diagnosed from January 2011 
to June 2013, 99 interviews were conducted. Median age was 5 years old (range: 
0.3, 14.9), 53% were male, 17% were of Colombian-Indian ethnicity, and 68% lived 
in rural areas. The 2-year cumulative incidence of TxA was 21% (95% confidence 
interval [CI]: 13, 35) and the annual proportion was 14%. The adjusted HR for the 
absence of SSN was 4.9 (95% CI: 1.6, 15.3). CONCLUSIONS: We found a strong 
association between the absence of SSN and TxA that was independent of other 
covariates, including surrogate measures of wealth. Our findings highlight the 
imperative understanding of social ties and support surrounding children's families 
for planning strategies to prevent TxA. 
https://www.ncbi.nlm.nih.gov/pubmed/26871640 

 
 
Ozanne, A., C. Verdinelli, I. Olsson, H. G. U and K. Malmgren (2016). "Parental 
experiences before and long-term after their children's hemispherotomy - A 
population-based qualitative study." Epilepsy Behav 60: 11-16. 
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Severe childhood epilepsy has an impact on the whole family. For selected children, 
hemispherotomy is the treatment of choice. The aim of this study was to explore 
parents' experiences before and after hemispherotomy as reported at a long-term 
follow-up and their view on received information and support. This was a population-
based qualitative descriptive study, using qualitative content analysis of interviews. 
Seven to eighteen years after hemispherotomy, parents of twenty-one operated 
children were interviewed about the family life situation, expectations before surgery, 
and support and information before and after surgery. Before surgery, the theme 
'Living in a chaotic bubble' illuminates how parents felt: the family lived in isolation, 
they felt both dissatisfaction and satisfaction about support and information, and they 
experienced that surgery was a question about life or death. After surgery, the theme 
'Hovering between success and disaster' illuminates how parents hovered between 
happiness if the surgery was successful and sadness about e.g., complications and 
behavior problems. They experienced both excellent and poor support, in hospital 
and at rehabilitation. Regardless of all concerns, parents were satisfied that the child 
had received an operation. The hemispherotomies were successful and generated a 
better life situation. However, in order to cope, families need support and information 
throughout the whole process, from the onset of epilepsy and for a long time after 
surgery. If the child has behavior problems, an assessment should be made before 
surgery in order for the families to get adequate support. The specialist team needs 
to be involved as early as possible and follow the families for several years after 
surgery. Focus should be on the whole family, if needed including grandparents; 
family-centered care might be relevant for this patient group. 
https://www.ncbi.nlm.nih.gov/pubmed/27176878 

 
 
Palermo, T. M., E. F. Law, M. Bromberg, J. Fales, C. Eccleston and A. C. Wilson 
(2016). "Problem-solving skills training for parents of children with chronic 
pain: a pilot randomized controlled trial." Pain 157(6): 1213-1223. 
 
This pilot randomized controlled trial aimed to determine the feasibility, acceptability, 
and preliminary efficacy of parental problem-solving skills training (PSST) compared 
with treatment as usual on improving parental mental health symptoms, physical 
health and well-being, and parenting behaviors. Effects of parent PSST on child 
outcomes (pain, emotional, and physical functioning) were also examined. 
Participants included 61 parents of children aged 10 to 17 years with chronic pain 
randomized to PSST (n = 31) or treatment as usual (n = 30) groups. Parents 
receiving PSST participated in 4 to 6 individual sessions of training in problem-
solving skills. Outcomes were assessed at pretreatment, immediately after 
treatment, and at a 3-month follow-up. Feasibility was determined by therapy session 
attendance, therapist ratings, and parent treatment acceptability ratings. Feasibility 
of PSST delivery in this population was demonstrated by high compliance with 
therapy attendance, excellent retention, high therapist ratings of treatment 
engagement, and high parent ratings of treatment acceptability. PSST was 
associated with posttreatment improvements in parental depression (d = -0.68), 
general mental health (d = 0.64), and pain catastrophizing (d = -0.48), as well as in 
child depression (d = -0.49), child general anxiety (d = -0.56), and child pain-specific 
anxiety (d = -0.82). Several effects were maintained at the 3-month follow-up. 
Findings demonstrate that PSST is feasible and acceptable to parents of youths with 
chronic pain. Treatment outcome analyses show promising but mixed patterns of 
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effects of PSST on parent and child mental health outcomes. Further rigorous trials 
of PSST are needed to extend these pilot results. 
https://www.ncbi.nlm.nih.gov/pubmed/26845525 

 
 
Palomaa, A. K., A. Korhonen and T. Polkki (2016). "Factors Influencing Parental 
Participation in Neonatal Pain Alleviation." J Pediatr Nurs 31(5): 519-527. 
 
PURPOSE: Neonates are likely to experience numerous painful procedures in 
neonatal intensive care units (NICUs). Parents have expressed a wish to be more 
involved in their infants' pain alleviation. The purpose of this study was to describe 
parents' perceptions concerning the factors that influence parental participation in 
pain alleviation in an NICU. DESIGN AND METHODS: The qualitative study was 
conducted in level II and III NICUs (7 units) of Finland's four university hospitals. 
Data were collected through open-ended questionnaires and analyzed using 
inductive content analysis. RESULTS: Factors that promoted parental participation 
consisted of five main categories: parental counseling by staff, parents' awareness of 
their own role, parents' motivation to participate in pain relief, family-friendly facilities 
and good communication. Factors hindering parental participation consisted of eight 
categories, including restrictive environment, lack of knowledge, everyday life 
requirements, underestimation of parents, the nature of the medical procedures, 
procedure- and pain-related emotions, deteriorated health status of the child and 
mother and (8) uncertainty of parenting. CONCLUSIONS: This study revealed a 
number of factors that are important to take into account when improving parental 
involvement in neonatal pain alleviation. Especially, parental participation can be 
promoted by providing sufficient counseling based on the parents' needs and 
creating facilities that support parents' participation. PRACTICE IMPLICATION: 
Parents should be engaged as partners in caregiving and decision making, and they 
should be given space to assume the role of parents during their child's 
hospitalization. 
https://www.ncbi.nlm.nih.gov/pubmed/27339733 

 
 
Park, C. L. and D. Cho (2016). "Spiritual well-being and spiritual distress 
predict adjustment in adolescent and young adult cancer survivors." 
Psychooncology. 
 
OBJECTIVE: Spirituality is related to many aspects of cancer survivors' physical and 
psychological adjustment. Given their unique developmental issues, spiritual issues 
may be especially important to adolescent and young adult (AYA) survivors, yet little 
research has been conducted on spirituality with AYA survivors. The present study 
examines how two aspects of spirituality, spiritual well-being (comprising faith and 
meaning/peace), and spiritual struggle relate to later post-cancer adjustment. 
METHODS: At Time 1 (T1), 120 AYA survivors completed questionnaires on 
spirituality and adjustment (fear of recurrence, post-traumatic stress symptoms, 
perceived post-traumatic growth, psychological distress, and health-related quality of 
life). Eighty-three of these participants also completed these questionnaires at Time 
2 (T2), one year later. RESULTS: Our sample reported fairly low spiritual well-being 
(meaning/peace, faith) and spiritual struggle. As expected, T1 spiritual well-being 
was positively correlated with some aspects of psychological adjustment at T2, 
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whereas T1 spiritual struggle was inversely correlated with T2 psychological 
adjustment. Both dimensions of T1 spiritual well-being, but not struggle, were 
positively associated with perceived T2 posttraumatic growth. In general, T1 spiritual 
well-being and struggle correlated with T2 psychological adjustment even when 
demographics and cancer-related variables were controlled. CONCLUSIONS: These 
results suggest that while spirituality is not important to all AYA survivors, both 
spiritual well-being and struggle have important associations with adjustment and 
may warrant clinical attention. Future research is needed to more fully understand 
the role of spirituality in AYA survivors' adjustment in more depth. Copyright (c) 2016 
John Wiley & Sons, Ltd. 
https://www.ncbi.nlm.nih.gov/pubmed/27196993 
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Oncol. 
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Pergert, P., S. Ekblad, O. Bjork, K. Enskar and T. Andrews (2016). "Resourcing: 
An approach used by foreign-born parents struggling on in childhood cancer 
care." Eur J Oncol Nurs 23: 1-7. 
 
PURPOSE: To gain knowledge about foreign-born parents' experiences of dealing 
with their child's illness and treatment in the context of pediatric cancer care. 
METHOD: Data from 11 individual interviews with foreign-born parents were 
analyzed using qualitative inductive constant comparative analysis. RESULTS: To 
struggle on in childhood cancer care, foreign-born parents engaged in resourcing 
using various strategies including: information-monitoring, staying strong, support-
seeking and concern-focusing. Parents experienced obstacles to information-
monitoring and support-seeking related to their foreign background. 
CONCLUSIONS: The results provide a framework for understanding how foreign-
born parents try to deal with childhood cancer care and can be used by health care 
staff to support their resourcing. Even though preconditions might differ, the 
strategies presented might also be used by native-born parents however further 
studied are needed. 
https://www.ncbi.nlm.nih.gov/pubmed/27456369 

 
 
Phelps, C., M. Minou, A. Baker, C. Hughes, H. French, W. Hawkins, A. 
Leeuwenberg, R. Crabtree and P. B. Hutchings (2016). "Necessary but not 
sufficient? Engaging young people in the development of an avatar-based 
online intervention designed to provide psychosocial support to young people 
affected by their own or a family member's cancer diagnosis." Health Expect. 
 
OBJECTIVE: This study discusses the challenges and successes of engaging young 
people in a project aimed at developing an online counselling intervention for young 
people affected by cancer. CONTEXT: For younger people with a diagnosis of 
cancer or who are caring for someone with cancer, the psychosocial consequences 
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can create significant challenges for their social and educational development. Whilst 
young people have been shown to be reluctant to make use of traditional face-to-
face counselling, research is beginning to suggest that effective therapeutic 
relationships can be formed with young people online. DESIGN: The first phase of 
the study involved working with a 'Young Persons' Panel' of healthy school pupils 
and university students to develop and pilot an online counselling intervention and 
study materials in preparation for a pilot evaluation of the intervention. 
INTERVENTION: An avatar-based virtual reality counselling world was created 
where young people can create their own avatar and receive counselling over the 
Internet from a qualified counsellor via an avatar in a virtual reality world. FINDINGS: 
The process of engaging young people in the C:EVOLVE project enabled a unique 
intervention to be developed and demonstrated positive developmental 
opportunities. However, despite the rigorous approach to the development of the 
intervention, initial attempts within the pilot evaluation phase of the study showed 
difficulties recruiting to the study, and this phase of the study has currently ceased 
whilst further exploratory work takes place. CONCLUSION: This study has 
demonstrated the complexities of intervention development and evaluation research 
targeted at young people and the challenges created when attempting to bring 
clinical practice and research evaluation together. 
https://www.ncbi.nlm.nih.gov/pubmed/27292018 

 
 
Pini, S., P. Gardner and S. Hugh-Jones (2016). "How teenagers continue school 
after a diagnosis of cancer: experiences of young people and 
recommendations for practice." Future Oncol 12(24): 2785-2800. 
 
AIM: To understand how teenagers experience school following a diagnosis of 
cancer, and to offer recommendations for practice. METHODS: Using visual 
interviewing at three time points, 12 participants (13-16 years) from England 
discussed school experiences during the year following their diagnosis. Interpretative 
phenomenological analysis provided in-depth assessment of their individual 
experiences. RESULTS: One main theme emerged: regulation and calibration. 
Remaining engaged in school allowed teenagers to maintain noncancer versions of 
themselves as well as incorporating new cancer experiences. Six subthemes 
emerged: examinations/grading, school community, miscommunications, peers, 
altered appearances and normality. CONCLUSION: A total of 13 recommendations 
are offered for the development of education support to young people with cancer, 
covering the role of the school, the young person and their peers, flexibility and 
timing. 
https://www.ncbi.nlm.nih.gov/pubmed/27312743 
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Garrido-Colino, I. Gutierrez-Carrasco, A. Echebarria, A. Biondi, M. Massimino, 
F. Casale, A. Tamburini and A. Ferrari (2016). "Spiritual support for adolescent 
cancer patients: a survey of pediatric oncology centers in Italy and Spain." 
Tumori 102(4): 376-380. 
 

https://www.ncbi.nlm.nih.gov/pubmed/27292018
https://www.ncbi.nlm.nih.gov/pubmed/27312743


257 
 

INTRODUCTION: Spirituality is a fundamental aspect of the psychological well-being 
of adolescents with cancer. This study reports on a survey conducted at pediatric 
oncology centers in Italy and Spain to examine the situation concerning the provision 
of spiritual support. METHODS: An ad hoc questionnaire was distributed including 
multiple-choice questions on whether or not spiritual support was available; the 
spiritual counselor's role; how often the spiritual counselor visited the unit; and the 
type of training this person had received. RESULTS: A spiritual support service was 
available at 24 of the 26 responding centers in Italy and 34/36 in Spain. The training 
received by the spiritual counselor was exclusively theological in most cases (with 
medical or psychological training in a few cases). In both countries the spiritual 
counselor was mainly involved in providing religious services and support at the 
terminal stage of the disease or in talking with patients and families. Cooperation 
with caregivers was reported by 27.3% and 46.7% of the Italian and Spanish 
centers, respectively, while the daily presence of the chaplain on the ward was 
reported by 18.2% and 26.7%. CONCLUSIONS: The role of the spiritual counselor in 
pediatric oncology - in Italy and Spain at least - is still neither well-established nor 
based on standardized operating methods or training requirements. A model that 
implies the constant presence of a spiritual counselor in hospital wards may be 
proposed to provide appropriate spiritual support to adolescents with cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/27151878 

 
 
Rayner, M., F. Muscara, A. Dimovski, M. C. McCarthy, J. Yamada, V. A. 
Anderson, K. Burke, R. Walser and J. M. Nicholson (2016). "Take A Breath: 
study protocol for a randomized controlled trial of an online group intervention 
to reduce traumatic stress in parents of children with a life threatening illness 
or injury." BMC Psychiatry 16: 169. 
 
BACKGROUND: A substantial proportion of parents whose child is diagnosed with a 
life-threatening illness, experience high levels of distress that can lead to long-term 
difficulties in mental health, family functioning and child adjustment. This study 
evaluates the efficacy of an Acceptance Commitment Therapy-based group 
intervention designed to reduce distress symptoms in these parents. The program is 
delivered using videoconferencing to overcome factors that prevent participation in 
traditional face-to-face therapy. METHOD/DESIGN: The study is a randomized 
control trial of the Take A Breath group intervention for parents demonstrating 
elevated symptoms of acute stress, delivered via videoconferencing in six 90 min 
group sessions. Participants are the primary caregivers of children aged 0 to 18 
years admitted for a life threatening illness or injury to the Oncology, Cardiology, 
Neurology or Intensive Care Departments of a tertiary pediatric hospital. Parents will 
be randomized to intervention or waitlist control 4-10 months after their child's 
diagnosis. Measures will be collected prior to and immediately post intervention for 
intervention and waitlist parents to assess program efficacy. Intervention parents will 
be followed up at 6 months to assess the maintenance of program effects. We 
predict that intervention parents will show fewer symptoms post intervention than 
waitlist parents (primary outcomes: traumatic stress, depression, anxiety, stress 
symptoms), reflecting improvements in the psychological skills addressed in the 
intervention (mediating factors). It is anticipated that reductions in mental health 
difficulties for intervention parents will be maintained up to 6 months post-
intervention and will be associated with broader improvements in parents' 
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adjustment, child adjustment and child wellbeing (secondary outcomes). 
DISCUSSION: This study is unique in evaluating a group intervention delivered to 
parents of children affected by of a diverse range life-threatening illness or injury. 
Online communication technology is employed to reduce participation barriers. If 
proven efficacious, this trans-diagnostic approach offers the potential for broad use 
as part of the suite of psychosocial services provided to families through tertiary 
pediatric settings. TRIAL REGISTRATION: ACTRN12611000090910 . Trial 
Registration Date: 14/09/2011 Protocol Date/version: September 2015, version M 
Study Status: Ongoing. 
https://www.ncbi.nlm.nih.gov/pubmed/27234569 

 
 
Roche, R. M., D. Brooten and J. M. Youngblut (2016). "Parent & Child 
Perceptions of Child Health after Sibling Death." Int J Nurs Clin Pract 3. 
 
BACKGROUND: Understanding children's health after a sibling's death and what 
factors may affect it is important for treatment and clinical care. This study compared 
children's and their parents' perceptions of children's health and identified 
relationships of children's age, gender, race/ethnicity, anxiety, and depression and 
sibling's cause of death to these perceptions at 2 and 4 months after sibling death. 
METHODS: 64 children and 48 parents rated the child's health "now" and "now vs 
before" the sibling's death in an ICU or ER or at home shortly after withdrawal of life-
prolonging technology. Children completed the Child Depression Inventory and 
Spence Children's Anxiety Scale. Sibling cause of death was collected from hospital 
records. RESULTS: At 2 and 4 months, 45% to 54% of mothers' and 53% to 84% of 
fathers' ratings of their child's health "now" were higher than their children's ratings. 
Child health ratings were lower for: children with greater depression; fathers whose 
children reported greater anxiety; mothers whose child died of a chronic condition. 
Children's ratings of their health "now vs before" their sibling's death did not differ 
significantly from mothers' or fathers' ratings at 2 or 4 months. Black fathers were 
more likely to rate the child's health better "now vs before" the death; there were no 
significant differences by child gender and cause of death in child's health "now vs 
before" the death. CONCLUSIONS: Children's responses to a sibling's death may 
not be visually apparent or become known by asking parents. Parents often perceive 
their children as healthier than children perceive themselves at 2 and 4 months after 
sibling death, so talking with children separately is important. Children's perceptions 
of their health may be influenced by depression, fathers' perceptions by children's 
anxiety, and mother's perceptions by the cause of sibling death. 
https://www.ncbi.nlm.nih.gov/pubmed/27683673 

 
 
Sadeghi, N., M. Hasanpour and M. Heidarzadeh (2016). "Information and 
Communication Needs of Parents in Infant End-of-Life: A Qualitative Study." 
Iran Red Crescent Med J 18(6): e25665. 
 
BACKGROUND: Hospitalization of a neonate in the neonatal intensive care unit 
(NICU) can be a stressful event for parents. They need specific information and 
communication to alleviate their stress, but these parental needs are not met by 
NICU staff. Exploration of these needs can help health professionals to provide 
better healthcare services. OBJECTIVES: The purpose of this study was to explore 
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the information and communication needs of families in neonatal end-of-life and 
bereavement in the NICU. MATERIALS AND METHODS: A qualitative content 
analysis method was used for this study. Data were collected through single semi-
structured interviews with 24 participants. Sampling was conducted based on the 
purposive sampling method in five NICU environments in Iran. All interviews were 
taped and transcribed verbatim. RESULTS: Data analysis revealed two main 
themes: information and communication. For information, there were two subthemes 
(true information about the infant's health and true information about the infant's 
death), and communication needs also developed two subthemes (communication 
with healthcare professionals and communication with the infant before, during and 
after the infant's death). CONCLUSIONS: According to the results, parents need 
accurate information about the health and the death of their neonates in the NICU. 
They also need to communicate with healthcare professionals and their babies. 
Communication is regarded as a channel for obtaining information. Therefore, the 
healthcare team needs to address these families' needs and attempt to fulfill their 
requirements in neonatal end-of-life and bereavement in the NICU. 
https://www.ncbi.nlm.nih.gov/pubmed/27621926 
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(2016). "Spiritual Needs of Families With Bereavement and Loss of an Infant in 
the Neonatal Intensive Care Unit: A Qualitative Study." J Pain Symptom 
Manage 52(1): 35-42. 
 
CONTEXT: The hospital is a place full of distress and questions about the meaning 
of life. The death of a child can cause a spiritual struggle and crisis. Therefore, it is 
necessary for health care providers in the neonatal intensive care unit (NICU) to 
assess the spiritual needs of families that have lost a child. OBJECTIVES: The 
purpose of this study was to explore the spiritual needs of families in Iran at the end 
of their baby's life and through bereavement in the NICU. METHODS: This study 
was an exploratory qualitative study performed using purposeful sampling and semi-
structured interviews with 24 participants. Inclusion criteria for families, nurses, and 
physicians included having experienced at least one newborn death in the last six 
months in the NICU. The research environment was the NICU in Isfahan, one of the 
largest cities in Iran. RESULTS: Data analysis revealed three main themes: spiritual 
belief in a supernatural power, the need for comfort of the soul, and human dignity 
for the newborn. CONCLUSION: The results of this study created a new vision in 
addressing spiritual needs of Iranian families who experience the death of a 
newborn. 
https://www.ncbi.nlm.nih.gov/pubmed/27233143 

 
 
Santos, S., C. Crespo, M. C. Canavarro and A. E. Kazak (2016). "Parents' 
Romantic Attachment Predicts Family Ritual Meaning and Family Cohesion 
Among Parents and Their Children With Cancer." J Pediatr Psychol. 
 
OBJECTIVE: Family functioning is associated with adaptation in pediatric illness. 
This study examines the role of parents' relationships (specifically romantic 
attachment) as a predictor of family ritual meaning and family cohesion for parents 
and their children with cancer. METHODS: The dyads, 58 partnered Portuguese 
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parents and their children in treatment, reported on family ritual meaning and family 
cohesion at Time 1 (T1) and after 6 months (T2). Parents also completed the 
questionnaire assessing romantic attachment at T1. RESULTS: Parents' avoidant 
attachment, but not anxious attachment, predicted lower family ritual meaning and 
family cohesion after 6 months. T2 family ritual meaning mediated the relationship 
between T1 avoidant attachment and T2 family cohesion. CONCLUSIONS: Parents' 
avoidant attachment may have a negative effect on family functioning in parents and 
children. Clinical intervention to address avoidant attachment or/and to promote 
family ritual meaning may help strengthen family ties. 
https://www.ncbi.nlm.nih.gov/pubmed/27298299 

 
 
Shoshani, A., K. Mifano and J. Czamanski-Cohen (2016). "The effects of the 
Make a Wish intervention on psychiatric symptoms and health-related quality 
of life of children with cancer: a randomised controlled trial." Qual Life Res 
25(5): 1209-1218. 
 
OBJECTIVE: Children with life-threatening medical conditions frequently undergo 
invasive medical procedures that may elicit anxiety and distress. However, there are 
few empirically validated interventions that reduce mental health symptoms and 
increase the resilience of children during the acute stages of illness. This study 
aimed to evaluate the efficacy of the Make a Wish intervention for children with life-
threatening cancer. METHODS: The design was a wait-list-controlled trial with two 
parallel groups. Sixty-six children aged 5-12 with an initial diagnosis of life-
threatening cancer were identified and randomly assigned to the Make a Wish 
intervention (n = 32) or a wait-list control group (n = 34). Children completed 
measures of psychiatric and health-related symptoms, positive and negative affect, 
hope, and optimism pre-intervention and post-intervention. After baseline data 
collection, children were interviewed and made an authentic wish that they wanted to 
come true. These wishes were made possible 5-6 months after baseline data 
collection, to fuel anticipation and excitement over the wish-fulfillment event. The 
post-intervention assessment point was 5 weeks after wish fulfillment (approximately 
7 months after baseline data collection). RESULTS: Children in the intervention 
group exhibited a significant reduction in general distress (d = 0.54), depression (d = 
0.70), and anxiety symptoms (d = 0.41), improved health-related quality of life (d = 
0.59), hope (d = 0.71), and positive affect (d = 0.80) compared to decrease in 
positive affect and no significant changes in the other measures in the control group. 
CONCLUSIONS: These findings emphasize the role of hope and positive emotions 
in fostering the well-being of children who suffer from serious illnesses. 
https://www.ncbi.nlm.nih.gov/pubmed/26454450 
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(2016). "Changes in Maternal and Paternal Pain-Related Attitudes, Behaviors, 
and Perceptions across Pediatric Pain Rehabilitation Treatment: A Multilevel 
Modeling Approach." J Pediatr Psychol. 
 
OBJECTIVES: This prospective study compared paternal versus maternal factors 
and their impact on child outcomes in the context of an intensive pediatric pain 
rehabilitation program. METHODS: One hundred four youth with treatment refractory 
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chronic pain and their parents enrolled in an intensive pediatric pain rehabilitation 
program completed measures of pain, functional disability, and parent pain-related 
attitudes, perceptions, and behaviors at admission and discharge. RESULTS: Linear 
mixed models were used. Controlling for significant demographic and clinical 
characteristics, mothers and fathers who were present for the program typically 
demonstrated significantly better improvement from admission to discharge 
compared with nonpresent fathers. Mothers made the most significant gains in 
protective parent responses. Children also had significant decreases in pain and 
improvements in functioning over time. CONCLUSIONS: Results indicate the 
efficacy of this treatment model for both children with chronic pain and their parents 
and highlights the importance of parental presence in treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/27325347 

 
 
Silva-Rodrigues, F. M., R. Pan, A. M. Pacciulio Sposito, W. de Andrade 
Alvarenga and L. C. Nascimento (2016). "Childhood cancer: Impact on parents' 
marital dynamics." Eur J Oncol Nurs 23: 34-42. 
 
PURPOSE: To explore and analyze how marital relationships are affected by the 
crisis generated by the diagnosis and intensive regimens required in the treatment of 
children with cancer. METHOD: A descriptive study with a qualitative data analysis 
was conducted. In-depth individual interviews were carried out with 18 married 
biological parents of children with cancer. Data was analyzed using an inductive 
content analysis. RESULTS: The following themes represented the couples' 
experiences: (1) Abrupt changes after the child's diagnosis resulting in marital strain 
and need to focus on the present; (2) United but distant; (3) Exchanging roles; (4) 
Being parents all the time; (5) Focusing on the positive side of the experience; (6) 
Rescuing the marital relationship. The marital relationship of parents with a 
child/adolescent who has cancer may undergo either positive or negative changes, 
with intimacy and sexuality being negatively affected by the disease. Although the 
relationship may be more fragile after the illness, increased mutual commitment was 
observed in some couples. CONCLUSIONS: Results indicate that health 
professionals should include parents as an important focus of their care. The 
establishment of solid bonds to enhance couples' communication is recommended 
as a way to provide anticipatory guidance to address the identified changes in 
marital relationships. The opportunities for dialog and partnership help couples to 
target their needs and recognize their strengths in order to mitigate the impact of a 
child's illness. 
https://www.ncbi.nlm.nih.gov/pubmed/27456373 

 
 
Snaman, J. M., E. C. Kaye, C. Torres, D. Gibson and J. N. Baker (2016). 
"Parental Grief Following the Death of a Child from Cancer: The Ongoing 
Odyssey." Pediatr Blood Cancer 63(9): 1594-1602. 
 
BACKGROUND: The death of a child is a devastating event that results in profound 
grief and significant psychosocial and physical morbidities in parents. The parental 
grief journey is a complex phenomenon necessitating the utilization of newer models 
of bereavement with a focus on relationships and exploration of parents' perceived 
meanings of the experience. OBJECTIVES: To further characterize the grief journey 
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of parents whose child died from cancer in order to better identify parents who can 
benefit from additional bereavement support and design strategies to improve 
bereavement services for these parents. DESIGN: We conducted focus group 
sessions with 11 bereaved parents. The parents were given two prompts to describe 
their grief journey before and after their child's death, and their responses in a 
narrative form were audio-recorded. The responses were coded and studied 
independently by semantic content analysis. RESULTS: Collation and analysis of the 
coded responses to both prompts results in the emergence of four concepts from the 
parental narratives: (1) description of the grief trajectory and evolution of grief over 
time, (2) mechanisms of parental coping throughout the grief journey, (3) factors that 
exacerbate parental grief, and (4) sources of parental support throughout the grief 
journey. CONCLUSIONS: The narratives highlighted that parents whose child died of 
cancer experience a unique and evolving form of grief and they wish to continue their 
bond with the deceased child. We recommend that healthcare providers and 
institutions incorporate support systems into a comprehensive bereavement program 
for families of children who die from cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/27187020 
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"Helping parents live with the hole in their heart: The role of health care 
providers and institutions in the bereaved parents' grief journeys." Cancer 
122(17): 2757-2765. 
 
BACKGROUND: Bereaved parents experience significant psychosocial and health 
sequelae, suggesting that this population may benefit from the ongoing extension of 
support and resources throughout the grief journey. The interaction of hospital staff 
with patients and families at the end of a child's life and after death profoundly affects 
parental grief, offering a unique opportunity for the medical community to positively 
impact the bereavement experience. The current study was conducted to explore the 
role of the health care team and medical institutions in the grief journeys of parents 
whose child died a cancer-related death. METHODS: Eleven bereaved parents 
participated in 2 focus groups. Responses to each of the 3 main prompts were coded 
and analyzed independently using semantic content analysis techniques. RESULTS: 
Four main concepts were identified within the parental narratives, including the 
importance of strong and ongoing relationships between providers and bereaved 
families, the importance of high-quality communication, the effect of negative 
experiences between providers and families on parental grief, and the importance of 
the institution's role in the grief journeys of bereaved parents. CONCLUSIONS: 
Bereaved parents consistently identified the critical role played by medical staff and 
medical institutions throughout the grief journey. Key components of bereavement 
support identified by parents should serve to guide the actions of providers as well 
as provide a template for the development of a comprehensive bereavement 
program within an institution. Cancer 2016. (c) 2016 American Cancer Society. 
Cancer 2016;122:2757-2765. (c) 2016 American Cancer Society. 
https://www.ncbi.nlm.nih.gov/pubmed/27244654 
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BACKGROUND: Hematopoietic stem cell transplants, alongside enzyme 
replacement therapy and good multi-disciplinary care, have dramatically improved 
the life expectancy in children with Mucopolysaccharidosis (MPS) I, with better 
objective and functional outcomes. Despite these improvements, children with both 
the attenuated (non-Hurler) and severe (Hurler) variants of the disease have marked 
residual morbidity. Children with MPS I suffer with head and neck disease including 
obstructive sleep apnoea and hearing loss. The impact of these on quality of life has 
been poorly researched and no previous work has been published looking at 
patients' perception of their own health, an important domain when considering the 
impact of treatment. METHODS: This exploratory qualitative study aimed to discover 
the effect of head and neck disease, alongside that of MPS I as a whole, on the 
quality of life of affected children. A grounded theory approach was used to conduct 
this study. Children and their parents were invited to participate in semi-structured 
interviews. The transcribed interviews were coded and emergent themes explored 
until saturation occurred. RESULTS: The families of eleven children with MPS I were 
interviewed, five with Hurler's and six with the attenuated non-Hurler's. Important 
themes to emerge were- the fear of dying associated with obstructive sleep apnoea, 
difficulties communicating at school due to the delayed acquisition of language, 
chronic pain and restricted mobility, physical differences and restricted participation 
in social activities such as sports secondary to the musculoskeletal disease burden. 
The overall theme running through the analysis was the desire to fit in with ones 
peers. CONCLUSION: Parents and children with MPS 1 worry about 'fitting-in' with 
broader society. The presence of airway disease has a profound impact on the 
emotional well being of parents whilst language delay and musculoskeletal disease 
have the biggest impact on the quality of life of the children themselves. It is 
important to understand the impact of MPS I on the quality of life of children and their 
families so that we may improve future treatment and management of this sub-group 
of children who have an increasing life span. 
https://www.ncbi.nlm.nih.gov/pubmed/27406185 

 
 
Van Schoors, M., L. Caes, M. A. Alderfer, L. Goubert and L. Verhofstadt (2016). 
"Couple functioning after pediatric cancer diagnosis: a systematic review." 
Psychooncology. 
 
OBJECTIVES: A systematic review was conducted to (1) investigate couple 
functioning after a pediatric cancer diagnosis and (2) examine theoretical and 
methodological tendencies and issues in this literature. METHODS: Searches of 
Web of Science, PubMed, Cochrane, PsycINFO, and Embase resulted in inclusion 
of 32 qualitative, quantitative, or mixed-method papers. Findings of these papers 
were extracted for summary. RESULTS: Most couples adapt well to the crisis of a 
pediatric cancer diagnosis in domains such as emotional closeness, support, marital 
satisfaction, and general marital adjustment. However, most experience difficulties in 
the domain of sexual intimacy, and reports on conflict are mixed across qualitative 
and quantitative studies. CONCLUSIONS: This review illustrates the need for future 
research with a greater focus on the impact of a pediatric cancer diagnosis on the 
couple's functioning, conducted with the use of appropriate theoretical frameworks 
and based on both partners' reports. Improvements in research are needed to best 
inform couple-based interventions. 
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Vernon, L., D. Eyles, C. Hulbert, L. Bretherton and M. C. McCarthy (2016). 
"Infancy and pediatric cancer: an exploratory study of parent psychological 
distress." Psychooncology. 
 
BACKGROUND: Research on the psychological experiences of parents of infants 
within pediatric oncology is sparse. This study examined rates and indicative risk 
factors for psychological distress in parents where there is either an infant patient or 
infant sibling of a patient. METHODS: Participants were mothers (n = 41) and fathers 
(n = 25) of infants under 2 years who either had a cancer diagnosis (n = 37; infant 
patients) or was an infant sibling of an older child with cancer (n = 29; infant siblings) 
recruited from a single oncology center. There were 21 couple dyads. Parents 
completed the Depression Anxiety Stress Scales short form and the Posttraumatic 
Stress Disorder Checklist. RESULTS: Mothers (47.5%) and fathers (37.5%) reported 
elevated, cancer-related posttraumatic stress symptoms. Rates of depression 
(12.2% of mothers and 12.0% of fathers) and anxiety symptoms (17.1% of mothers 
and 8.0% of fathers) were lower. Compared with parents of infant patients, parents 
of infant siblings reported significantly higher rates of depressive symptoms and 
trends toward higher rates of posttraumatic stress symptoms and anxiety symptoms. 
Parent anxiety was higher with increased time post diagnosis. No demographic or 
illness-related variables were associated with psychological distress, with the 
exception of the number of children in the family. CONCLUSIONS: Parent-child 
relationships are of fundamental importance during infancy. This study provides 
novel data highlighting the psychological impact for parents when a cancer diagnosis 
is made during this critical developmental period, including the contribution of family 
structure to parental distress. Results provide further support for applying a traumatic 
stress framework when exploring parent experiences of pediatric cancer. Copyright 
(c) 2016 John Wiley & Sons, Ltd. 
https://www.ncbi.nlm.nih.gov/pubmed/27146642 

 
 
Waldboth, V., C. Patch, R. Mahrer-Imhof and A. Metcalfe (2016). "Living a 
normal life in an extraordinary way: A systematic review investigating 
experiences of families of young people's transition into adulthood when 
affected by a genetic and chronic childhood condition." Int J Nurs Stud 62: 44-
59. 
 
INTRODUCTION: The transition into adulthood is a developmental stage within the 
life cycle. A chronic childhood condition can disrupt this transition and create major 
challenges for both the young person and his or her family. Little is known about 
families' experiences when living with a rare genetic disease. Therefore, the purpose 
of this literature review was to understand experiences of families living with a 
chronic childhood disease during transition into adulthood by integrating evidence. 
METHOD: A systematic review using an integrative approach to data inclusion and 
analysis comprising qualitative, quantitative and other methodological studies about 
a range of genetic and chronic childhood diseases was undertaken to identify 
relevant information. Databases searched were PubMed, Cochrane Library, 
PsychINFO, CINAHL, and AMED, using the search terms (1) family, caregivers, 
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young adult, adolescent; (2) adolescent development, transitional programs, 
transition to adult care; (3) muscular dystrophy, spinal muscular atrophy, cystic 
fibrosis, haemophilia and sickle cell disease. Study findings were critically appraised 
and analyzed using critical interpretive synthesis. RESULTS: A total of 8116 citations 
were retrieved. 33 studies remained following the removal of duplicates, papers 
unrelated to genetic childhood conditions and families' experiences of the transition 
into adulthood. Findings provided three perspectives: (1) the young person's 
perspective on how to "live a normal life in an extraordinary way" and "manage a 
chronic and life threatening disease"; (2) the parent perspective on the "complexity of 
being a parent of a chronically ill child" and "concerns about the child's future" and 
(3) the sibling perspective on "concerns about the siblings future". As a consequence 
of the genetic childhood condition, during the ill family members' transition into 
adulthood all family members were at risk for psychosocial difficulties as they 
mutually influenced each other. Previous research focused predominately on the 
individual illness experience, and less emphasis was put on the family perspective. 
CONCLUSIONS: Young people and their family members experienced multiple 
challenges and not only for the ill individual but also there were consequences and 
health risks for the whole family system. Therefore, a family systems perspective to 
research and care is indicated to assist affected families to cope with their complex 
life and health situation. 
https://www.ncbi.nlm.nih.gov/pubmed/27450665 

 
 
Weaver, M. S., J. N. Baker, J. S. Gattuso, D. V. Gibson and P. S. Hinds (2016). 
""Being a good patient" during times of illness as defined by adolescent 
patients with cancer." Cancer 122(14): 2224-2233. 
 
BACKGROUND: Adolescents with cancer cite the opinions of others and expected 
impact on others as formative for their care preferences and decisions. The current 
study first explores how the concepts of being a good child and being a good patient 
may exist for adolescents with cancer and determines how adolescents describe and 
apply these concepts. The study then investigates parental actions and clinician 
behaviors perceived by adolescents with cancer as supportive in helping them to 
achieve their defined good child and good patient roles. METHODS: In a prospective 
study conducted at 2 cancer treatment centers over the course of 10 months, 40 
adolescents with cancer responded to 10 open-ended questions. Semantic content 
analysis was used. An adolescent focus group validated the findings. RESULTS: Of 
the 40 participants in the current study, 39 confirmed 1 or both concepts; the good 
patient responses yielded 112 codes and 5 themes: cooperation, adherence, 
communication, self-care, and care for others. The good child responses revealed 88 
codes and 7 themes: cooperation and respect, positivity, lightening others' burdens, 
taking treatment seriously, recognizing mutual impact, communication, and 
acknowledging mortality. Of 589 interview phrases, 184 (31%) depicted themes of 
care for others and 58 (10%) spoke of tolerating treatment in the hope of a better 
future for one's self or others. The benefits and challenges of living up to these 
definitions were discussed. CONCLUSIONS: Clinicians may consider asking 
adolescents about their "good child" and "good patient" descriptions to learn more 
about the perceived roles carried by adolescents with cancer and how these roles 
may impact their decision making, medication adherence, and social interactions. 
Cancer 2016;122:2224-33. (c) 2016 American Cancer Society. 
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Wikman, A., E. Hoven, M. Cernvall, G. Ljungman, L. Ljungman and L. von 
Essen (2016). "Parents of children diagnosed with cancer: work situation and 
sick leave, a five-year post end-of-treatment or a child's death follow-up 
study." Acta Oncol 55(9-10): 1152-1157. 
 
BACKGROUND: Cancer in a child is associated with a significant impact on parental 
employment. We assessed the proportions of parents of survivors and bereaved 
parents working and reporting sick leave five years after end of successful treatment 
(ST)/child's death (T7) compared with one year after end of ST/child's death (T6) and 
the association between partial post-traumatic stress disorder (PTSD) and work 
situation and sick leave at T7. Participants and procedure: The sample included 152 
parents of survivors (77 mothers, 75 fathers) and 42 bereaved parents (22 mothers, 
20 fathers) of children diagnosed with cancer in Sweden. RESULTS: The proportions 
of parents working or reporting sick leave did not differ among mothers and fathers 
of survivors (92% vs. 96% working, 20% vs. 18% on sick leave) or among bereaved 
mothers and fathers (91% vs. 90% working, 14% vs. 20% on sick leave) at T7. There 
was no change from T6 to T7 in the proportion of fathers working (fathers of 
survivors 91% vs. 96%, bereaved fathers 95% vs. 90%). Although more mothers of 
survivors (92% vs. 82%) and bereaved mothers (91% vs. 77%) worked at T7 than at 
T6, this increase was not significant. Fewer bereaved mothers reported sick leave at 
T7 than at T6 (14% vs. 59%, p < 0.05). Although more fathers reported sick leave at 
T7 than at T6 (fathers of survivors 18% vs. 8%, bereaved fathers 20% vs. 15%), this 
was not significant. Partial PTSD was not associated with parents' work situation or 
sick leave at T7. CONCLUSION: Results suggest little adverse effect on work 
situation and sick leave among parents of survivors and bereaved parents five years 
after end of ST/child's death from cancer. However, the pattern of change observed 
differed between parents, which could potentially indicate possible delayed 
consequences for fathers not captured in the present paper. 
https://www.ncbi.nlm.nih.gov/pubmed/27159219 

Wool, C., J. T. Repke and A. B. Woods (2016). "Parent reported outcomes of 
quality care and satisfaction in the context of a life-limiting fetal diagnosis." J 
Matern Fetal Neonatal Med: 1-6. 
 
OBJECTIVE: To identify which quality indicators (QI) predict patient satisfaction. 
METHODS: A cross-sectional design using a validated tool was administered using 
a Web-based platform. Parents (n = 405) who experienced a life-limiting fetal 
diagnosis and opted to continue their pregnancy provided feedback on 37 QI and 
satisfaction with prenatal care. Descriptive analyses and logistic regression identified 
relationships among variables. RESULTS: Parental satisfaction with care was 
75.6%. Statistically significant differences in mean scores were reported with 
satisfied patients reporting higher agreement with quality indicators. Parents who 
were satisfied with their care had 1.9 times the odds of reporting that consistent care 
was provided (CI: 1.4-2.4, p < 0.01), 1.8 times the odds of reporting compassionate 
care (CI: 1.4-2.5, p < 0.01) and 1.8 times the odds that they received help to cope 
with their emotions (CI: 1.4-2.3, p < 0.01). The model correctly predicted parent 
satisfaction 92% of the time. CONCLUSION: Provision of consistent prenatal care is 
an important quality indicator for this population of parents. The odds of securing 
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satisfied parents increase when families are treated with compassion and given 
resources to help them cope with the emotionally devastating experiences 
associated with a life-limiting fetal diagnosis. 
https://www.ncbi.nlm.nih.gov/pubmed/27238629 

 
 
Xie, J., S. Ding, S. He, Y. Duan, K. Yi and J. Zhou (2016). "A Prevalence Study 
of Psychosocial Distress in Adolescents and Young Adults With Cancer." 
Cancer Nurs. 
 
BACKGROUND: Psychosocial distress is common among cancer patients. 
Significant associations between coping and social support with distress and quality 
of life in adult cancer patients have been identified before, but little is known about 
the interrelationships between distress, medical coping, and social support in 
adolescents and young adults (AYAs). OBJECTIVE: The aims of this study are to 
investigate the prevalence of psychological distress in Chinese AYAs with cancer 
and examine the associations among distress, anxiety and depression, medical 
coping, and social support in the same population. METHODS: A total of 610 AYA 
patients were recruited for this study; 551 patients completed the Chinese version of 
the National Comprehensive Cancer Network Distress Thermometer (DT), the 
Hospital Anxiety and Depression Scale, the Medical Coping Modes Questionnaire, 
and the Social Support Rating Scale. RESULTS: The prevalence of psychological 
distress was 89.1% in Chinese AYAs with cancer. The DT scores were the highest in 
the 21- to 25-year-old patients; the DT scores were positively correlated with anxiety 
and depression (P < .01) but negatively correlated with medical coping and social 
support (P < .01). CONCLUSION: The prevalence of psychological distress in AYA 
cancer patients was higher than that in the general cancer population. Medical 
coping and social support can lower the prevalence of psychological distress in AYA 
cancer patients. IMPLICATIONS FOR PRACTICE: Findings suggest the need for 
evidence-based intervention strategies to enhance medical coping and social 
support in AYA cancer patients. Nurses are crucial to implementing psychological 
interventions in AYA cancer patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27271366 
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Services for Children, Young People and Families 

(2016). "Children with life-shortening conditions are denied the support they 
need, says charity." Nurs Child Young People 28(7): 7. 
 
Children who require palliative care are being 'short changed or ignored', according 
to a survey of services in England by the charity Together for Short Lives. 
https://www.ncbi.nlm.nih.gov/pubmed/27615567 

 
 
Adams, L. S., J. L. Miller and P. A. Grady (2016). "The Spectrum of Caregiving 
in Palliative Care for Serious, Advanced, Rare Diseases: Key Issues and 
Research Directions." J Palliat Med 19(7): 698-705. 
 
Rare diseases are often life-limiting conditions, the majority of which require constant 
caregiving needs. The realization of a spectrum of palliative care throughout the 
trajectory of rare diseases could ensure individualized and caregiver-focused 
approaches to the care of patients and families. In June 2015, the National Institute 
of Nursing Research (NINR), the lead institute at the National Institutes of Health for 
end-of-life research, in conjunction with the National Center for Advancing 
Translational Sciences, Office of Rare Diseases Research (ORDR) held an 
interdisciplinary workshop on the unique challenges of caregiving and palliative care 
in adult and pediatric rare diseases. The panel identified gaps in current knowledge, 
and afforded suggestions for research opportunities in palliative care science to 
improve the care of individuals with serious, advanced, rare diseases and their 
caregivers. This meeting provided an in-depth opportunity to incorporate new 
concepts into palliative and end-of-life care for individuals with a range of rare 
diseases and their caregivers. This report presents a summary of the workshop. 
https://www.ncbi.nlm.nih.gov/pubmed/27249541 

 
 
Daga, S., A. Daga, S. Mhatre and V. Ghane (2016). "Enhancing neonatal 
survival: what can we do today?" J Perinatol 36(8): 681-684. 
 
OBJECTIVE: Neonatal deaths account for 44% of the world's under-5 child mortality. 
Over half of all neonatal deaths globally occur in preterm babies. Therefore, 
improving care of a preterm baby is particularly important to reduce under-5 
mortality. The objective of this study was to spell out components of care of 
preterm/low birth weight babies at first level health facility and at first referral unit 
(FRU) in low resource settings. STUDY DESIGN: We have analyzed weight-wise 
survivals at two hospitals attached to medical colleges, J.J. Hospital, Mumbai and 
General Hospital, Talegaon, and at Rural Hospital, Dahanu. There were three-tier 
interventions: (i) warmth+ feeding and antibiotics, (ii) improved care at birth plus 
increased oxygen availability and (iii) use of dopamine. J.J. Hospital went through all 
these stages one after another; General Hospital had all three going simultaneously. 
The Rural Hospital had a 1+2. RESULTS: During 1978 to 1984, J.J. Hospital saved 
50 to 55% very low birth weight (VLBW) babies by providing warmth, feeding and 
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antibiotics. This percentage increased to 56 to 58%, when adequate oxygen and 
good care at birth was available (1984 to 1989). For babies in the moderately low 
birth weight category (MLBW), 1500 to 2000 g at birth, the corresponding figures 
were 56 to 58% and 84 to 86%. The same interventions led to statistically significant 
decline in MLBW and VLBW categories at General Hospital, Talegaon (2010 to 
2013). The Rural Hospital, Dahanu (1987 to 1992) achieved better survival rates in 
VLBW (61.5%) and MLBW (92.5%) categories with identical interventions and less 
staff. CONCLUSION: On the basis of our results, we suggest that in resource-limited 
settings, the first level health facility may be able to look after short-stay babies that 
weigh more than 1500 g and that have no respiratory distress. The FRU may look 
after MLBW babies, with or without respiratory distress, and VLBW babies without 
respiratory distress by giving special care. 
https://www.ncbi.nlm.nih.gov/pubmed/27054840 

 
 
Dayal, P., N. M. Hojman, J. L. Kissee, J. Evans, J. E. Natale, Y. Huang, R. L. 
Litman, T. S. Nesbitt and J. P. Marcin (2016). "Impact of Telemedicine on 
Severity of Illness and Outcomes Among Children Transferred From Referring 
Emergency Departments to a Children's Hospital PICU." Pediatr Crit Care Med 
17(6): 516-521. 
 
OBJECTIVES: To compare the severity of illness and outcomes among children 
admitted to a children's hospital PICU from referring emergency departments with 
and without access to a pediatric critical care telemedicine program. DESIGN: 
Retrospective cohort study. SETTING: Tertiary academic children's hospital PICU. 
PATIENTS: Pediatric patients admitted directly to the PICU from referring 
emergency departments between 2010 and 2014. INTERVENTIONS: None. 
MEASUREMENTS: Demographic factors, severity of illness, and clinical outcomes 
among children receiving care in emergency departments with and without access to 
pediatric telemedicine, as well as a subcohort of children admitted from emergency 
departments before and after the implementation of telemedicine. MAIN RESULTS: 
Five hundred eighty-two patients from 15 emergency departments with telemedicine 
and 524 patients from 60 emergency departments without telemedicine were 
transferred and admitted to the PICU. Children admitted from emergency 
departments using telemedicine were younger (5.6 vs 6.9 yr; p< 0.001) and less sick 
(Pediatric Risk of Mortality III score, 3.2 vs 4.0; p < 0.05) at admission to the PICU 
compared with children admitted from emergency departments without telemedicine. 
Among transfers from emergency departments that established telemedicine 
programs during the study period, children arrived significantly less sick (mean 
Pediatric Risk of Mortality III scores, 1.2 units lower; p = 0.03) after the 
implementation of telemedicine (n = 43) than before the implementation of 
telemedicine (n = 95). The observed-to-expected mortality ratios of posttelemedicine, 
pretelemedicine, and no-telemedicine cohorts were 0.81 (95% CI, 0.53-1.09), 1.07 
(95% CI, 0.53-1.60), and 1.02 (95% CI, 0.71-1.33), respectively. CONCLUSIONS: 
The implementation of a telemedicine program designed to assist in the care of 
seriously ill children receiving care in referring emergency departments was 
associated with lower illness severity at admission to the PICU. This study 
contributes to the body of evidence that pediatric critical care telemedicine programs 
assist referring emergency departments in the care of critically ill children and could 
result in improved clinical outcomes. 
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https://www.ncbi.nlm.nih.gov/pubmed/27099972 

 
 
Edlynn, E. and H. Kaur (2016). "The Role of Psychology in Pediatric Palliative 
Care." J Palliat Med 19(7): 760-762. 
 
Pediatric medicine increasingly has recognized the value of integrating behavioral 
health in medical care, but this trend has not yet extended to pediatric palliative care. 
Results from a recent survey of pediatric palliative care programs across the United 
States indicate that team composition almost never included a psychologist. This 
article presents a model of collaborative care to optimize the integration of 
psychosocial and medical aspects of treatment in pediatric palliative care, 
delineating how a psychologist adds to this model. This article argues that 
psychology brings specialized skills in assessment, intervention, and research that fit 
with the premise of palliative care as a holistic approach that relieves symptoms. 
Systematic inclusion of psychologists on pediatric palliative care teams may help to 
improve effectiveness of services as well as extend the knowledge base of mental 
health in pediatric palliative care. 
https://www.ncbi.nlm.nih.gov/pubmed/27008276 

 
 
Evans, J. R., E. Benore and G. A. Banez (2016). "The Cost-Effectiveness of 
Intensive Interdisciplinary Pediatric Chronic Pain Rehabilitation." J Pediatr 
Psychol 41(8): 849-856. 
 
OBJECTIVE: Examine the cost-effectiveness of a 3-week interdisciplinary pediatric 
chronic pain rehabilitation program. METHODS: Self-reported health care utilization 
and parent missed work of youth with chronic pain (n = 127) at admission and 1-year 
follow-up were compared. Financials were calculated from program revenue and 
established national costs for health care and wages. RESULTS: Data indicate 
significant reductions in days hospitalized, physician office visits, 
physical/occupational therapy services, psychotherapy visits, and parental missed 
work. Estimated health care expenses were $61,988 in the year before admission 
and $14,189 in the year after admission (-$58,839). Estimated cost of missed work 
was $12,229 in the year prior and $1,189 in the year after (-$11,039). 
CONCLUSIONS: Comparing estimated expenses before ($74,217) and after 
($15,378) minus program costs ($31,720), yielded estimated savings of $27,119 per 
family in the year following admission. These findings extend the benefit of the 
program beyond clinical improvement, to outcomes important to both families and 
insurers. 
https://www.ncbi.nlm.nih.gov/pubmed/26514643 

 
 
Gans, D., M. W. Hadler, X. Chen, S. H. Wu, R. Dimand, J. M. Abramson, B. 
Ferrell, A. L. Diamant and G. F. Kominski (2016). "Cost Analysis and Policy 
Implications of a Pediatric Palliative Care Program." J Pain Symptom Manage 
52(3): 329-335. 
 
CONTEXT: In 2010, California launched Partners for Children (PFC), a pediatric 
palliative care pilot program offering hospice-like services for children eligible for full-
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scope Medicaid delivered concurrently with curative care, regardless of the child's 
life expectancy. OBJECTIVES: We assessed the change from before PFC 
enrollment to the enrolled period in 1) health care costs per enrollee per month 
(PEPM), 2) costs by service type and diagnosis category, and 3) health care 
utilization (days of inpatient care and length of hospital stay). METHODS: A pre-post 
analysis compared enrollees' health care costs and utilization up to 24 months 
before enrollment with their costs during participation in the pilot, from January 2010 
through December 2012. Analyses were conducted using paid Medicaid claims and 
program enrollment data. RESULTS: The average PEPM health care costs of 
program enrollees decreased by $3331 from before their participation in PFC to the 
enrolled period, driven by a reduction in inpatient costs of $4897 PEPM. PFC 
enrollees experienced a nearly 50% reduction in the average number of inpatient 
days per month, from 4.2 to 2.3. Average length of stay per hospitalization dropped 
from an average of 16.7 days before enrollment to 6.5 days while in the program. 
CONCLUSION: Through the provision of home-based therapeutic services, 24/7 
access to medical advice, and enhanced, personally tailored care coordination, PFC 
demonstrated an effective way to reduce costs for children with life-limiting 
conditions by moving from costly inpatient care to more coordinated and less 
expensive outpatient care. PFC's home-based care strategy is a cost-effective model 
for pediatric palliative care elsewhere. 
https://www.ncbi.nlm.nih.gov/pubmed/27233140 

 
 
Gao, W., J. Verne, J. Peacock, C. Stiller, C. Wells, A. Greenough and I. J. 
Higginson (2016). "Place of death in children and young people with cancer 
and implications for end of life care: a population-based study in England, 
1993-2014." BMC Cancer 16(1): 727. 
 
BACKGROUND: Efforts to improve end of life care (EoLC) have made tangible 
impacts on care in adults, including enabling more people to die at their preferred 
place of death (PoD), usually home or hospices. Little is known how the PoD in 
children and young people (CYP, </=24 years) has changed over time, especially in 
the context of a series of national initiatives for EoLC improvement since the late 
1990s. To inform evidence-based policy-making and service development, we 
evaluated the national trends of PoD and the associated factors in CYP who died 
with cancer. METHODS: Population-based observational study in the National 
Health Service (NHS) England, 1993-2014. All non-accidental CYP deaths with 
cancer (N = 12,774) were extracted from the death registration database of the 
Office for National Statistics (ONS). RESULTS: Hospital deaths reduced from >50 to 
45 %, hospice deaths were rare but more than doubled from 6 % in 1993-2000 to 13 
% in 2005-2014, and home deaths fluctuated at around 40 %. Those aged 0-19 
years were more likely to die at home than young adults (adjusted proportion ratio 
(PRs): 1.23-1.62); haematological cancer patients or those with 2+ comorbid 
conditions had higher chances of hospital death (PRs for home: 0.18-0.75, hospice: 
0.04-0.37); deprivation was associated with a reduced chance of home death (PRs: 
0.76-0.84). The residential region affected hospice but not home deaths. The 
variations of PoD by cause of death, comorbid conditions and deprivation slightly 
decreased with time. CONCLUSIONS: Hospitals and home were the main EoLC 
settings for CYP with cancer. Home death rates barely changed in the past two 
decades; deaths in hospitals remained the most common but slightly shifted towards 
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hospices. CYP with haematological malignancy or with comorbid conditions had 
persistently high hospital deaths; these cases had an even lower chance of deaths in 
hospices (50 %) than at home. There were deprivation- and area-related inequalities 
in PoD which may need service- and/or policy-level intervention. The findings 
highlight a need for CYP specific initiatives to enhance EoLC support and capacities 
both at home and in hospices. 
https://www.ncbi.nlm.nih.gov/pubmed/27641492 

 
 
Geerlings, R. P., A. P. Aldenkamp, L. M. Gottmer-Welschen, P. H. de With, S. 
Zinger, A. L. van Staa and A. J. de Louw (2016). "Evaluation of a 
multidisciplinary epilepsy transition clinic for adolescents." Eur J Paediatr 
Neurol 20(3): 385-392. 
 
INTRODUCTION: The main goal of the transition clinic is to explore and optimize 
medical issues during transition from adolescence to adulthood, and to ease the 
transition into adult care. However, only limited data on the process and outcomes of 
transitional care in clinical practice are available. OBJECTIVE: To describe the 
process and outcomes of an Epilepsy Transition Clinic in a tertiary referral center in 
The Netherlands. METHODS: Data were collected from patients with epilepsy (aged 
15-25 years), who visited the transition clinic between March 2012 and September 
2014. RESULTS: The Epilepsy Transition Clinic is staffed with a multidisciplinary 
team including a neurologist/epileptologist, clinical neuropsychologist, a social 
worker and an educationalist/occupational counselor, all with knowledge of 
paediatric and adult medical and developmental issues. In total, 117 patients with 
epilepsy were included in the analysis. After consultation, 89 patients received a 
diagnostic work-up (76.1%), change in AED prescription (n = 64, 54.7%), or 
consultation/tailored advice (n = 73, 62.4%). In fourteen patients (12.0%) the 
epilepsy diagnosis was changed. Nineteen patients (16.2%) had complete epilepsy 
remission for over one year. Forty-three patients (36.8%) were referred to adult care. 
CONCLUSION: This study describes a multidisciplinary epilepsy transition clinic 
staffed by a neurologist/epileptologist, neuropsychologist, a social worker and an 
educationalist/occupational counselor. Diagnostic work-up and evaluation of 
psychosocial and educational/vocational status during adolescence are strongly 
recommended. 
https://www.ncbi.nlm.nih.gov/pubmed/26818400 

 
 
Gilmer, M. J., M. N. Baudino, A. Tielsch Goddard, D. C. Vickers and T. F. Akard 
(2016). "Animal-Assisted Therapy in Pediatric Palliative Care." Nurs Clin North 
Am 51(3): 381-395. 
 
Animal-assisted therapy is an emerging complementary strategy with an increasing 
presence in the literature. Limited studies have been conducted with children, 
particularly those with life-threatening and life-limiting conditions. Although outcomes 
show promise in decreasing suffering of children receiving palliative care services, 
more work is needed to validate evidence to support implementation of animal-
assisted therapy with this vulnerable population. 
https://www.ncbi.nlm.nih.gov/pubmed/27497015 
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Globus, O., L. Leibovitch, A. Maayan-Metzger, I. Schushan-Eisen, I. Morag, R. 
Mazkereth, S. Glasser, G. Kaplan and T. Strauss (2016). "The use of short 
message services (SMS) to provide medical updating to parents in the NICU." 
J Perinatol 36(9): 739-743. 
 
OBJECTIVE: Premature delivery and prolonged hospitalization of infants in the 
neonatal intensive care unit (NICU) are very stressful for parents. As technology has 
advanced, short message services (SMS) have been used increasingly in the 
medical disciplines. To date, the use of SMS for updating patients and families 
regarding medical information has not been reported. We implemented the SMS 
technique to daily update the parents regarding the health status of their preterm 
infant. The objective of this study was to evaluate the use of SMS technology and to 
assess its impact on the parents and the nursing staff. STUDY DESIGN: Parents 
and nurses completed questionnaires at two time periods: pre-SMS implementation 
(pre-SMSi) and post-SMS implementation (post-SMSi). The parent questionnaires 
included statements about medical information delivery, communication and trust 
between parents and medical staff, parental anxiety and overall satisfaction. The 
nurse questionnaires included statements about the expected and actual impact on 
their workload. RESULTS: Comparison of the parents' responses at the two time 
periods indicated that in the post-SMSi time period, they felt that the physician was 
more available when needed (P=0.002), they were more comfortable about 
approaching the physician (P=0.001) and more satisfied with the medical information 
provided by the staff (P=0.03). In the post-SMSi period, 78.1% of the nurses noted 
that the SMS communication is a convenient and user-friendly method. 
CONCLUSIONS: SMS updating is an easy and user-friendly technology that 
enriches the modalities of information delivery to parents of hospitalized preterm 
infants. It is a complementary and useful tool for encouraging and improving 
personal communication between parents and medical staff and should be 
considered part of quality improvement in health care. 
https://www.ncbi.nlm.nih.gov/pubmed/27195981 

 
 
Goldhagen, J., M. Fafard, K. Komatz, T. Eason and W. C. Livingood (2016). 
"Erratum to: Community-based pediatric palliative care for health related 
quality of life, hospital utilization and costs lessons learned from a pilot 
study." BMC Palliat Care 15(1): 82. 
https://www.ncbi.nlm.nih.gov/pubmed/27634741 

 
 
Goldhagen, J., M. Fafard, K. Komatz, T. Eason and W. C. Livingood (2016). 
"Community-based pediatric palliative care for health related quality of life, 
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Care 15: 73. 
 
BACKGROUND: Children with chronic complex-medical conditions comprise a small 
minority of children who require substantial healthcare with major implications for 
hospital utilization and costs in pediatrics. Community-Based Pediatric Palliative 
Care (CBPPC) provides a holistic approach to patient care that can improve their 
quality of life and lead to reduced costs of hospital care. This study's purpose was to 
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analyze and report unpublished evaluation study results from 2007 that demonstrate 
the potential for CBPPC on Health Related Quality of Life (HRQoL) and hospital 
utilization and costs in light of the increasing national focus on the care of children 
with complex-medical conditions, including the Affordable Care Act's emphasis on 
patient-centered outcomes. METHODS: A multi-method research design used 
primary data collected from caregivers to determine the Program's potential impact 
on HRQoL, and administrative data to assess the Program's potential impact on 
hospital utilization and costs. Caregivers (n=53) of children enrolled in the Northeast 
Florida CBPPC program (Community PedsCare) through the years 2002-2007 were 
recruited for the Health Related Quality of Life (HRQoL) study. Children (n=48) 
enrolled in the Program through years 2000-2006 were included in the utilization and 
cost study. RESULTS: HRQoL was generally high, and hospital charges per child 
declined by $1203 for total hospital services (p=.34) and $1047 for diagnostic 
charges per quarter (p=0.13). Hospital length of stay decreased from 2.92 days per 
quarter to 1.22 days per quarter (p<.05). CONCLUSION: The decrease in hospital 
utilization and costs and the high HRQoL results indicate that CBPPC has the 
potential to influence important outcomes for the quality of care available for children 
with complex-medical conditions and their caregivers. 
https://www.ncbi.nlm.nih.gov/pubmed/27487770 

 
 
Hartley, G., Z. Berger and L. Maynard (2016). "The development and evaluation 
of a holistic needs assessment within children's palliative care." Int J Palliat 
Nurs 22(5): 236-242. 
 
Caring for a child with a life-limiting condition brings a number of challenges and 
many families require additional support. The need for services to move away from a 
'one size fits all' approach to a personalised care planning approach is well 
recognised, as is the value of establishing a robust way of assessing family 
members' differing needs. A number of assessment tools that consider individuals' 
holistic needs already exist. These are predominantly for the adult cancer population 
and exclude consideration of the child in its system. There was therefore a need to 
develop a tool that would appropriately meet the needs of children and parents who 
access services provided by a children's hospice. The tool was evaluated 
qualitatively. Feedback was positive; the experience of professionals was one of 
concordance with their ethical stance, improved communication, improved 
documentation and the wish to embed the tool into daily practice. 
https://www.ncbi.nlm.nih.gov/pubmed/27233011 
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Sibelius and D. Berthold (2016). "[Constitution of a New Specialised Pediatric 
Home Care Team - First Year Experience]." Klin Padiatr 228(3): 145-148. 
 
BACKGROUND: Since the amendment of the Social Law V in Germany in 2007 the 
financial basis for a Specialised Home Palliative Care for Children (SHPC) for 
children was established. In Hesse 3 different SHPC teams entered into collective 
negotiations with health insurance companies. In 2014, the team of the University 
Children's Hospital in Giessen started to treat the first patient with a lead time of two 
months. METHODS: Thus in this paper the development of a SHPC team is 
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described. After the first year anonymized patients data were retrospectively 
analyzed. RESULTS: Within 12 months 35 patients, 24 females and 11 males, were 
treated. All of the 6 patients who died, died at home. Calculated 48 weeks survival 
was 78%. 45% of the patients suffered from malignancies, 34% of malformations 
and 34% had metabolic disorders. 51% needed crisis intervention and 51% infusion 
therapy. Only 26% of parents denied cardiopulmonary resuscitation (CPR). Only 
10% of the patients or their families received professional psychological care. 
CONCLUSION: Formation of a SHPC is feasible within a short time period once a 
financial basis is established. So, empathic guidance of families to help decision 
making for emergency situations are considered to be important. Analysis of patient's 
data after one year could help to improve the quality of care. Our data provides 
information for developing a palliative care team und could motivate colleagues to 
start the job. 
https://www.ncbi.nlm.nih.gov/pubmed/27135272 
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Cancer 63(4): 583-584. 
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Inserra, A., A. Narciso, G. Paolantonio, R. Messina and A. Crocoli (2016). 
"Palliative care and pediatric surgical oncology." Semin Pediatr Surg 25(5): 
323-332. 
 
Survival rate for childhood cancer has increased in recent years, reaching as high as 
70% in developed countries compared with 54% for all cancers diagnosed in the 
1980s. In the remaining 30%, progression or metastatic disease leads to death and 
in this framework palliative care has an outstanding role though not well settled in all 
its facets. In this landscape, surgery has a supportive actor role integrated with other 
welfare aspects from which are not severable. The definition of surgical palliation has 
moved from the ancient definition of noncurative surgery to a group of practices 
performed not to cure but to alleviate an organ dysfunction offering the best quality of 
life possible in all the aspects of life (pain, dysfunctions, caregivers, psychosocial, 
etc.). To emphasize this aspect a more modern definition has been introduced: 
palliative therapy in whose context is comprised not only the care assistance but also 
the plans of care since the onset of illness, teaching the matter to surgeons in 
training and share paths. Literature is very poor regarding surgical aspects 
specifically dedicated and all researches (PubMed, Google Scholar, and Cochrane) 
with various meshing terms result in a more oncologic and psychosocial effort. 
https://www.ncbi.nlm.nih.gov/pubmed/27955737 
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Care for Children with High-Risk Cancer and Their Families." Pediatr Blood 
Cancer 63(4): 593-597. 
 
Despite increasing data to support pediatric palliative care (PPC) as an integral 
component of high-quality care for children with life-threatening conditions and their 
families, timely integration of PPC is offered inconsistently to children with high-risk 
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cancer. In this review, we summarize the growing body of literature in support of 
early integration of PPC for children with high-risk cancer and their families, 
advocating that PPC principles and resources are imperative to holistic cancer-
directed care and rooted in evidence-based medicine. Finally, we offer possible 
strategies for optimizing integration of PPC into holistic cancer care for children and 
families. 
https://www.ncbi.nlm.nih.gov/pubmed/26579997 

 
 
Kordovan, S., P. Preissler, A. Kamphausen, C. Bokemeyer and K. Oechsle 
(2016). "Prospective Study on Music Therapy in Terminally Ill Cancer Patients 
during Specialized Inpatient Palliative Care." J Palliat Med 19(4): 394-399. 
 
OBJECTIVE: This study was a prospective evaluation of feasibility, acceptance, and 
potential beneficial effects of music therapy in terminally ill cancer patients on a 
specialized palliative care inpatient ward. METHODS: Intervention had to consist of 
at least two sessions, but frequency and duration was left to the patients` decision. 
Different music therapy methods were offered to the patient at the beginning of every 
session. Patients rated their subjective benefit. Disease-related and 
sociodemographic factors were considered as potentially influencing factors. 
RESULTS: A total of 166 music therapy sessions were performed with 41 patients 
(average, 4; range, 2-10). Average session duration was 41 minutes (range, 20-70). 
Most favored methods were therapeutic conversation in 84% of sessions; listening to 
relaxing music, 39%; playing an instrument, 31%; and music-lead imagination, 11%. 
Receptive music therapy was applied in 45%, active forms in 25%, a combination of 
both in 7%, and therapeutic conversation only in 23%. Music therapy was rated to be 
"helpful" in 68%. Positive effects were significantly associated with frequency (p = 
0.009) and duration (p = 0.040), living in a partnership (p = 0.017), having children (p 
= 0.035), psycho-oncologic therapy (p = 0.043), experience with music therapy (p = 
0.007), role of music in life (p = 0.035), playing an instrument (p = 0.021), and 
singing regularly (p = 0.003). CONCLUSION: Music therapy techniques, especially 
receptive methods, are feasible and well accepted in terminally ill cancer patients. 
Therapeutic conversation seems to play an important role. Frequency and duration 
of music therapy, previous experience with music and music therapy, as well as 
sociodemographic factors influence positive effects of music therapy. 
https://www.ncbi.nlm.nih.gov/pubmed/26894922 
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(2016). "[Evaluation of Specialised Paediatric Palliative Home Care in Lower 
Saxony, Germany - A Qualitative Study on Parents' Perspectives]." 
Gesundheitswesen 78(5): 306-312. 
 
BACKGROUND: In 2007 the children's right to specialised paediatric palliative home 
care became law in Germany. This claim should be met in Lower Saxony by the 
establishment of a comprehensive specialised paediatric home care (SPPHC). Since 
April 2010, a central office undertakes the coordination and administration 
throughout the federal state. Regional teams comprising nursing, medical and 
psychosocial specialists care for the children and adolescents suffering from 
complex conditions due to life-limiting conditions - subsidiary to regional health care 

https://www.ncbi.nlm.nih.gov/pubmed/26579997
https://www.ncbi.nlm.nih.gov/pubmed/26894922


277 
 

providers. The aim of the study was to evaluate SPPHC in Lower Saxony. 
METHODOLOGY: From June 2012 to February 2013, semi-structured interviews 
were conducted with 20 parents of children aged from 3 to 18 years. The young 
patients fulfilled all criteria to be eligible for SPPHC. 13 of the families experienced 
SPPHC. 7 families did not utilise the specialised care, mostly because the palliative 
situation occurred before the implementation of specialised care. Data were 
analysed using content analysis (Mayring). Therefore, key aspects of paediatric 
palliative home care were summarised in main categories. The evaluation of parent's 
satisfaction with palliative home care was performed by an evaluation scheme 
developed for the main categories (very good - good - bad- very bad) and operated 
for every case. RESULTS: 6 dimensions of paediatric palliative home care were 
identified: (i) benefit of care, (ii) continuity of care, (iii) perception of care providers as 
a team, (iv) dealing with the issues death and dying/hospice and palliative, (v) care 
provider's communication/cooperation with parents, and (vi) parent's Information. As 
all parents clearly indicated a rating on the first 3 categories, these categories were 
selected for the evaluation of parent's satisfaction with the received home care. The 
evaluation revealed that parents experienced in SPPHC looked upon these 3 main 
categories more favourably than parents without the experience of SPPHC. As room 
for improvement, the respondents requested the extension of physician's presence 
and communication with the families as well as with each other, efforts to better meet 
the needs of psycho-social support of the families and to optimise follow up-care. 
CONCLUSION: The implementation of SAPPV was rated positively by the 
concerned families. In addition, options for improvement could be identified. 
https://www.ncbi.nlm.nih.gov/pubmed/25397908 
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neurology: robust support for infants, families and clinicians." J Perinatol 
36(5): 331-337. 
 
Infants with neurological injury and their families face unique challenges in the 
neonatal intensive care unit. As specialty palliative care support becomes 
increasingly available, we must consider how to intentionally incorporate palliative 
care principles into the care of infants with neurological injury. Here, we review data 
regarding neonatal symptom management, prognostic uncertainty, decision making, 
communication and parental support for neonatal neurology patients and their 
families. 
https://www.ncbi.nlm.nih.gov/pubmed/26658120 
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J. N. Baker (2016). "Integrating Palliative Care in Pediatric Oncology: Evidence 
for an Evolving Paradigm for Comprehensive Cancer Care." J Natl Compr Canc 
Netw 14(6): 741-748. 
 
BACKGROUND: The demonstrated benefit of integrating palliative care (PC) into 
cancer treatment has triggered an increased need for PC services. The trajectory of 
integrating PC in comprehensive cancer centers, particularly pediatric centers, is 
unknown. We describe our 8-year experience of initiating and establishing PC with 
the Quality of Life Service (QoLS) at St. Jude Children's Research Hospital. 
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METHODS: We retrospectively reviewed records of patients seen by the QoLS 
(n=615) from March 2007 to December 2014. Variables analyzed for each year, 
using descriptive statistics, included diagnostic groups, QoLS encounters, goals of 
care, duration of survival, and location of death. RESULTS: Total QoLS patient 
encounters increased from 58 (2007) to 1,297 (2014), new consults increased from 
17 (2007) to 115 (2014), and mean encounters per patient increased from 5.06 
(2007) to 16.11 (2014). Goal of care at initial consultation shifted from primarily 
comfort to an increasing goal of cure. The median number of days from initial consult 
to death increased from 52 days (2008) to 223 days (2014). A trend toward 
increased outpatient location of death was noted with 42% outpatient deaths in 2007, 
increasing to a majority in each subsequent year (range, 51%-74%). Hospital-wide, 
patients receiving PC services before death increased from approximately 50% to 
nearly 100%. CONCLUSIONS: Since its inception, the QoLS experienced a dramatic 
increase in referrals and encounters per patient, increased use by all clinical 
services, a trend toward earlier consultation and longer term follow-up, increasing 
outpatient location of death, and near-universal PC involvement at the end-of-life. 
The successful integration of PC in a comprehensive cancer center, and the 
resulting potential for improved care provision over time, can serve as a model for 
other programs on a broad scale. 
https://www.ncbi.nlm.nih.gov/pubmed/27283167 
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"Early introduction of palliative care and advanced care planning for children 
with complex chronic medical conditions: a pilot study." Child Care Health Dev 
42(3): 439-449. 
 
BACKGROUND: Children with complex chronic medical conditions benefit from early 
introduction of palliative care services and advanced care planning for symptom 
management and to support quality of life and medical decision-making. This study 
evaluated whether introducing palliative care during primary care appointments (1) 
was feasible; (2) increased access and improved knowledge of palliative care; and 
(3) facilitated advanced care planning. METHODS: Pilot study of a multi-modal 
intervention including targeted education for primary care providers (PCPs), an 
informational packet for families and presence of a palliative care team member in 
the outpatient clinic. PCPs completed pre- and post-surveys assessing experience, 
knowledge and comfort with palliative care. Enrolled families received an information 
packet; a subset also met a palliative care team member. All families were 
encouraged to make an appointment with the palliative care team, during which the 
team assessed palliative care needs and goals of care. Upon study completion, the 
investigators assessed family and PCP satisfaction and collected feedback on 
project feasibility. RESULTS: Twenty families were enrolled and received the 
information packet; 15 met a palliative care team member. Of the 17 participating 
families who were reached and completed a post-study survey, 11 families had 
never heard of palliative care and 13 were unaware that the palliative care team 
existed. Most families perceived palliative care information as 'very helpful' and 'very 
important'. All would recommend palliative care team services to others. Nine 
families followed up with the palliative care team, but none was prepared to complete 
an advanced care plan. PCPs reported lack of training in communicating bad news 
and conducting goals of care discussions. However, they felt increasingly 
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comfortable introducing palliative care to families and supported program 
continuation. CONCLUSIONS: Initiating palliative care services in the outpatient 
primary care setting is logistically challenging but increases access to palliative care 
for children with complex chronic medical conditions and improves palliative care 
knowledge and comfort for PCPs. 
https://www.ncbi.nlm.nih.gov/pubmed/27028099 

 
 
Lindley, L. C. (2016). "The Effect of Pediatric Palliative Care Policy on Hospice 
Utilization Among California Medicaid Beneficiaries." J Pain Symptom Manage 
52(5): 688-694. 
 
CONTEXT: California implemented pediatric palliative care legislations that allowed 
children to receive curative and supportive care from diagnosis of a life-threatening 
serious illness in 2010. Palliative care policies may improve access to hospice care 
as children near end of life. OBJECTIVES: The aim of this study was to examine the 
effect of the palliative care policy on hospice utilization for children and their families 
was investigated. METHODS: Using 2007 and 2010 California Medicaid data, a 
difference-in-difference analysis was conducted to analyze hospice use (i.e., hospice 
enrollment, hospice length of stay) changes for children who resided in pediatric 
policy counties relative to those who did not. The sample of children in California 
who died with a life-threatening serious illness in 2007 and 2010 equaled 979 
children. RESULTS: More than 10% of children enrolled in hospice care with an 
average of less than 3 days of hospice care. The palliative care policy did not have 
any effect on hospice enrollment. However, the policy was positively associated with 
increasing days in hospice care (incidence rate ratio = 5.61, P < 0.05). The rate of 
hospice length of stay increased by a factor of 5.61 for children in palliative care 
counties compared with children unaffected by the policy. CONCLUSION: The 
pediatric palliative care policy was associated with longer lengths of stay in hospice 
once the children were enrolled. Policies promoting palliative care are critical to 
ensuring access to hospice care for children. 
https://www.ncbi.nlm.nih.gov/pubmed/27693902 

 
 
Lindley, L. C., M. L. Held, K. M. Henley, K. A. Miller, K. E. Pedziwol and L. E. 
Rumley (2016). "Nursing Unit Environment Associated with Provision of 
Language Services in Pediatric Hospices." J Racial Ethn Health Disparities. 
 
BACKGROUND: Provision of language services in pediatric hospice enables nurses 
to communicate effectively with patients who have limited English proficiency. 
Language barriers contribute to ethnic disparities in health care. While language 
service use corresponds with improved patient comprehension of illness and care 
options, we lack an understanding of how the nurse work environment affects the 
provision of these services. METHODS: Data were obtained from the 2007 National 
Home and Hospice Care Survey and included a study sample of 1251 pediatric 
hospice agencies. Variable selection was guided by structural contingency theory, 
which posits that organizational effectiveness is dependent upon how well an 
organization's structure relates to its context. Using multivariate logistic regression, 
we analyzed the extent to which nursing unit environment predicted provision of 
translation services and interpreter services. RESULTS: The majority of hospices 
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provided translation services (74.9 %) and interpreter services (87.1 %). Four 
variables predicted translation services: registered nurse (RN) unit size, RN 
leadership, RN medical expertise, and for-profit status. RN medical expertise and 
having a safety climate within the hospice corresponded with provision of interpreter 
services. CONCLUSIONS: Findings indicate that nursing unit environment predicts 
provision of language services. Hospices with more specialized RNs and a stronger 
safety climate might include staffs who are dedicated to best care provision, 
including language services. This study provides valuable data on the nurse work 
environment as a predictor of language services provision, which can better serve 
patients with limited English proficiency and ultimately reduce ethnic disparities in 
end-of-life care for children and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/27059050 

 
 
Lindley, L. C., S. J. Mixer and J. W. Mack (2016). "Home care for children with 
multiple complex chronic conditions at the end of life: The choice of hospice 
versus home health." Home Health Care Serv Q: 1-11. 
 
Families desire to bring their children home at end of life, and this creates a variety 
of unique care needs at home. This study analyzed the child and family factors 
associated with hospice versus home health care use in the last year of life among 
children with multiple complex chronic conditions. Using the Andersen Behavioral 
Healthcare Utilization Model, the predisposing, enabling, and need factors of the 
child and family were shown to be significant predictors of hospice and home health 
care use. Hospice and home health care have advantages, and families may wish to 
use the service that best fits their needs. 
https://www.ncbi.nlm.nih.gov/pubmed/27383451 

 
 
Lindley, L. C. and L. V. Trujillo (2016). "End-of-Life Care for Hispanic Children: 
A Study of California Medicaid Beneficiaries." Hisp Health Care Int 14(4): 164-
169. 
 
INTRODUCTION: More than 8,000 Hispanic children die annually in the United 
States; yet little is known about the end-of-life care utilized. The purpose of this study 
was to examine the children and family characteristics associated with end-of-life 
care for Hispanic children. METHOD: A sample of 370 Hispanic children was 
created, using the 2009-2010 California Medicaid data. The relationship between 
child and family characteristics and end-of-life care utilization (i.e., hospice 
enrollment, emergency room utilization, hospital admissions) was analyzed using 
multivariate regression. RESULTS: Pediatric hospice accessibility (p < .05), palliative 
care policy (p < .01), congenital anomalies (p < .01), and cardiovascular conditions 
(p < .01) were related to hospice enrollment. Usual source of care (p < .001), 
functional status (p < .001), palliative care policy (p < .01), and private insurance (p < 
.01) were associated with emergency room utilization, while usual source of care (p 
< .001), cancer (p < .001), and disability status (p < .01) corresponded with hospital 
admissions. CONCLUSION: Nursing practices aimed at engaging Hispanic families 
in their community are critical to end-of-life care utilization for Hispanic children. 
https://www.ncbi.nlm.nih.gov/pubmed/27650201 
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Lutmer, J. E., L. Humphrey, T. M. Kempton, M. Moore-Clingenpeel and O. c" 
Pediatr Crit Care Med 17(8): e335-342. 
 
OBJECTIVES: To test the ability of palliative care screening criteria to improve 
access to palliative care services in the PICU and examine the association between 
palliative care team involvement and ICU and hospital length of stay. DESIGN: 
Prospective interventional quality improvement study. SETTING: PICU at a 
quaternary academic medical center. PATIENTS: All patients admitted to the PICU 
who met criteria for palliative care referral over a 9-month period. INTERVENTION: 
Consensus palliative care consultation criteria were created by pediatric critical care 
medicine and palliative care providers, and palliative care referral was encouraged 
for all PICU patients meeting criteria. MEASUREMENTS AND MAIN RESULTS: 
Palliative care referral rates increased significantly after screening criteria 
implementation. We identified 100 patients who were eligible for palliative care 
services, and referrals were made for 70 patients (70%). Patients were divided into 
three groups based on palliative care status: patients new to the palliative care team, 
patients with an existing palliative care relationship, and patients who did not have a 
palliative care referral. By the end of study, patients who had an existing relationship 
with the palliative care team were more likely to still be alive and to have limitations 
of medical interventions in place, whereas patients who did not have a palliative care 
referral were more likely to be deceased and to have died in the PICU. After 
correcting for other factors, including severity of illness, patients who were new to the 
palliative care team experienced greater delay in palliative care referral and had 
significantly longer PICU and hospital length of stay than those who were already 
known to the palliative care team. CONCLUSIONS: Palliative care screening criteria 
are effective tools for improving access to palliative care services in the PICU; 
however, widespread adoption may produce a significant increase in palliative care 
demand. The association between an existing palliative care relationship and 
reduction in resource utilization deserves further investigation as does the perceived 
benefit of palliative care involvement in the patient, family, and staff experience. 
https://www.ncbi.nlm.nih.gov/pubmed/27367043 
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Cooper and C. R. Chao (2016). "Care in the Final Month of Life among 
Adolescent and Young Adult Cancer Patients in Kaiser Permanente Southern 
California." J Palliat Med 19(11): 1136-1141. 
 
BACKGROUND: Little is known about the care that adolescent and young adult 
(AYA) patients with cancer receive at the end of life (EOL). OBJECTIVE: To examine 
care in the last month of life among AYA patients with cancer. DESIGN: Medical 
record review of the last 30 days of life. SETTING/SUBJECTS: One hundred eleven 
AYA patients aged 15-39 years at death with either stage I-III cancer and evidence 
of cancer recurrence or stage IV cancer at diagnosis. Patients received care in 
Kaiser Permanente Southern California, an integrated healthcare delivery system, 
and died from 2007 to 2010. MEASUREMENTS: Use of intensive measures, 
including chemotherapy in the last 14 days of life and emergency room visits, 
hospitalizations, and intensive care unit admissions in the last 30 days; documented 
care preferences; symptom prevalence and treatment; advance care planning; 

https://www.ncbi.nlm.nih.gov/pubmed/27367043


282 
 

hospice use; and location of death. RESULTS: One hundred seven patients (96%) 
had documented care preferences in the last month of life. At first documentation, 
72% of patients wished for life-prolonging care, 20% wished for care focused on 
comfort, and 8% were undecided. Forty-seven percent of patients had documented 
changes in preferences in the last month, with 40% wishing for life-prolonging care 
when preferences were last noted before death, 56% preferring comfort, and 4% 
undecided. Seventy-eight percent of patients received at least one form of intensive 
EOL care, including 75% of those who preferred comfort measures at last 
documentation. CONCLUSIONS: Many AYA patients enter the last month of life 
wishing for life-prolonging care. While most ultimately wish for comfort, intensive 
care is prevalent even among such patients. 
https://www.ncbi.nlm.nih.gov/pubmed/27482745 

 
 
Mahmood, L. A., D. Casey, J. G. Dolan, A. M. Dozier and D. N. Korones (2016). 
"Feasibility of Early Palliative Care Consultation for Children With High-Risk 
Malignancies." Pediatr Blood Cancer 63(8): 1419-1422. 
 
BACKGROUND: Children with cancer suffer significant morbidity throughout therapy 
and often face an uncertain prognosis. Because palliative care teams can provide an 
additional layer of support with symptom management and communication, we 
conducted a prospective study assessing the feasibility of early palliative care 
consultation for children with high-risk malignancies. PROCEDURE: This study was 
part of a larger prospective study examining the impact of early palliative care 
consultation. Children were eligible if they were <22 years old and had a high-risk 
malignancy, recurrence, or required hematopoietic stem cell transplantation (HSCT). 
Data were collected from the medical record on diagnosis, days to consultation, 
acceptability of consultation to family/staff, and overall survival. Feasibility was 
defined as enrollment of >75% of eligible patients, palliative care consultation within 
1 month of eligibility, and patient/family satisfaction. RESULTS: Twenty of 25 (80%) 
eligible patients were approached and received a palliative care consultation at initial 
diagnosis (7), recurrence (12), or time of HSCT (1). Median age of the children was 5 
years (0.1-20 years). Median time from new diagnosis/recurrence to consultation 
was 12 days (2-180 days); 17 (85%) received the consultation within 30 days. 
Eleven (55%) of the 20 children died. Median time of consultation prior to death was 
128 days (10-648 days). Ten of the 11 (91%) received their consultation >30 days 
prior to death. No families or oncologists declined an early consultation. 
CONCLUSIONS: Early palliative care consultation is feasible for children with high-
risk cancer and is acceptable to children, families, and pediatric oncologists. 
https://www.ncbi.nlm.nih.gov/pubmed/27148856 

Marchuk, A. (2016). "End-of-life care in the neonatal intensive care unit: 
applying comfort theory." Int J Palliat Nurs 22(7): 317-323. 
 
The provision of quality end-of-life care is essential when a neonate is dying. End-of-
life care delivered in a neonatal intensive care unit (NICU) must consider the needs 
of both the newborn and their family. The purpose of this paper is to demonstrate 
how comfort theory and its associated taxonomic structure can be used as a 
conceptual framework for nurses and midwives providing end-of-life care to 
neonates and their families. Comfort theory and its taxonomic structure are 
presented and issues related to end-of-life care in the NICU are highlighted. A case 
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study is used to illustrate the application of comfort theory and issues related to 
implementation are discussed. The delivery of end-of-life care in the NICU can be 
improved through the application of comfort. 
https://www.ncbi.nlm.nih.gov/pubmed/27444160 

 
 
Maynard, L. and D. Lynn (2016). "Development of a logic model to support a 
network approach in delivering 24/7 children's palliative care: part one." Int J 
Palliat Nurs 22(4): 176-184. 
 
AIM: This research aimed to develop and evaluate a 24/7 symptom-management 
service for children with life-limiting conditions and a model for palliative care 
nursing. STUDY DESIGN: A combination of audit and qualitative and quantitative 
evaluation. SAMPLE AND SETTING: A consultant nurse-led service (n=5 clinical 
nurse specialists) provided care and support to children and their families, which 
spanned a range of settings (home, hospital, hospice) supported by a managed 
clinical network of consultant paediatricians (n=4) with postgraduate expertise in 
palliative care. METHODS: A pluralistic evaluation was conducted where the 
predefined service standards were audited and the predetermined service objectives 
were evaluated using daily diary data from the nursing team (micro), qualitative and 
quantitative survey data of stakeholders using the service (mezzo) and family 
assessment of children's palliative care (CPC) standards across the CPC network 
(macro). 
https://www.ncbi.nlm.nih.gov/pubmed/27349846 

 
Mherekumombe, M. F., J. Frost, S. Hanson, E. Shepherd and J. Collins (2016). 
"Pop Up: A new model of paediatric palliative care." J Paediatr Child Health. 
https://www.ncbi.nlm.nih.gov/pubmed/27611924 

 
 
Mitchell, M., M. Coombs and K. Wetzig (2016). "The provision of family-centred 
intensive care bereavement support in Australia and New Zealand: Results of a 
cross sectional explorative descriptive survey." Aust Crit Care. 
 
BACKGROUND: Caring for the bereaved is an intrinsic part of intensive care 
practice with family bereavement support an important aspect of the nursing role at 
end of life. However, reporting on provision of intensive care family bereavement 
support at a national level has not been well reported since an Australian paper 
published ten years ago. OBJECTIVES: The objective was to investigate provision of 
family bereavement support in intensive care units (ICU) across New Zealand (NZ) 
and Australia. METHOD: A cross-sectional exploratory descriptive web-based survey 
was used. All ICUs [public/private, neonatal/pediatrics/adults] were included. The 
survey was distributed to one nursing leader from each identified ICU (n=229; 188 in 
Australia, 41 in NZ). Internal validity of the survey was established through piloting. 
Descriptive statistics were used to analyse the data. Ethical approval was received 
by the ethics committees of two universities. RESULTS: One-hundred and fifty-three 
(67%) responses were received from across New Zealand and Australia with 69.3% 
of respondents from the public sector. Whilst respondents reported common 
bereavement practices to include debriefing for staff after a traumatic death (87.9%), 
there was greater variation in sending a sympathy card to families (NZ 54.2%, 
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Australia 20.8%). Fifty percent of responding New Zealand units had a bereavement 
follow-up service compared to 28.3% of Australian unit respondents. Of those with 
follow-up services, 92.3% of New Zealand units undertook follow-up calls to families 
compared to 76.5% of Australian units. Bereavement follow-up services were mainly 
managed by social workers in Australia and nursing staff in New Zealand. 
CONCLUSIONS: This is the first Australia and New Zealand-wide survey on ICU 
bereavement support services. Whilst key components of family bereavement 
support remain consistent over the past decade, there were fewer bereavement 
follow-up services in responding Australian ICUs in 2015. As a quality improvement 
initiative, support for this area of family care remains important with rigorous 
evaluation essential. 
https://www.ncbi.nlm.nih.gov/pubmed/27569573 

 
 
Morris, S. E., O. R. Dole, M. Joselow, J. Duncan, K. Renaud and P. Branowicki 
(2017). "The Development of a Hospital-Wide Bereavement Program: Ensuring 
Bereavement Care for All Families of Pediatric Patients." J Pediatr Health Care 
31(1): 88-95. 
 
Although grief is a normal response to loss, the death of a child is believed to be one 
of the most difficult losses a person can endure, and bereaved parents are 
considered to be an "at-risk" group. Even though most deaths of children in the 
United States occur in hospitals, bereavement care provided by hospitals is highly 
variable, and little attention has been directed to how hospitals can best support 
grieving parents. In this article, we describe the development of a hospital-wide 
bereavement program at Boston Children's Hospital, where we conceptualize 
bereavement care as a preventive model of care. We identify the primary constructs 
of the program as education, guidance, and support and outline a template for use 
by other hospitals. We recommend that all pediatric hospitals implement basic, 
coordinated bereavement programs as the standard of care to ensure that all 
families receive bereavement care after the death of a patient. 
https://www.ncbi.nlm.nih.gov/pubmed/27236573 

 
 
Muriel, A. C., J. Wolfe and S. D. Block (2016). "Pediatric Palliative Care and 
Child Psychiatry: A Model for Enhancing Practice and Collaboration." J Palliat 
Med 19(10): 1032-1038. 
 
As the field of Pediatric Palliative Care continues to develop, it is important to 
consider the scope of practice and the utility of collaboration with other specialties, 
including child and adolescent psychiatry. The integration of psychiatry and palliative 
medicine has been explored in adult practice, but has not yet been elaborated in 
pediatrics. This article proposes a clinical model of care that highlights the 
overlapping and unique expertise that each discipline brings, in a continuum of 
collaboration, and proposes an integrated care model for the most complex patients 
and families. Case examples are used to define specific professional skills and roles, 
and to describe shared and distinct clinical approaches used by pediatric palliative 
care and child psychiatry. Effective collaboration provides opportunities for cross-
disciplinary educational exchange and enhanced care of children and families with 
comorbid mental health issues and serious illness. 
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https://www.ncbi.nlm.nih.gov/pubmed/27551812 

 
 
Naicker, S. N., L. Richter, A. Stein, L. Campbell and J. Marston (2016). 
"Development and pilot evaluation of a home-based palliative care training and 
support package for young children in southern Africa." BMC Palliat Care 15: 
41. 
 
BACKGROUND: The leading cause of death among young children in southern 
Africa is complications due to HIV infection and, in South Africa, over a third of all 
deaths of children younger than five are associated with HIV infection. There is a 
great and urgent need for children's palliative care in Africa, whether HIV-related or 
not. It is often not possible for sick children and their carers to attend clinics and 
hospitals cannot accommodate children for long periods of time. As a result children 
are often cared for in their own homes where caregivers require support to provide 
informed and sensitive care to reduce children's suffering. Home-care places a 
heavy burden on families, communities and home- and community-based care 
workers. METHODS: This project involved the development and pilot evaluation of a 
training and support package to guide home and community-based care workers to 
help caregivers of seriously ill young children at home in southern Africa. A number 
of research methods were used, including a cross-sectional survey of content 
experts using the Delphi technique, participatory action research with photo 
elicitation and qualitative thematic analysis. RESULTS: Because the palliative care 
needs of these children are complex, the package focuses on delivering 9 key 
messages essential to improving the quality of care provided for young children. 
Once the key messages were developed, culturally relevant stories were constructed 
to enhance the understanding, retention and enactment of the messages. The 
various research methods used, including literature reviews, the Delphi technique 
and photo-elicitation ensured that the content included in the package was medically 
sound and culturally relevant, acceptable, feasible, and comprehensive. The end 
product is a home-based paediatric palliative care training and support package in 
English designed to help train community workers who are in a position to support 
families to care for very sick young children at home as well as to support families in 
looking after a very sick child. CONCLUSION: A pilot study to assess the training 
and support package found it to be useful in delivering the key messages to 
caregivers. The training component was found to be feasible. It is concluded that the 
package offers a practical means of integrating palliative care with home-based care. 
Further implementation and evaluation is needed to establish its utility and impact. 
https://www.ncbi.nlm.nih.gov/pubmed/27061570 

 
 
Osenga, K., A. Postier, J. Dreyfus, L. Foster, W. Teeple and S. J. Friedrichsdorf 
(2016). "A Comparison of Circumstances at the End of Life in a Hospital 
Setting for Children With Palliative Care Involvement Versus Those Without." J 
Pain Symptom Manage 52(5): 673-680. 
 
CONTEXT: Specialized pediatric palliative care (PPC) services have become more 
common in urban pediatric hospital settings, although little is known about palliative 
care specialist involvement. OBJECTIVES: The objective of this study was to 
compare circumstances before death in children who spent their last days of life in 
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an inpatient pediatric hospital setting, with or without PPC provider involvement 
during their inpatient stay. METHODS: Retrospective chart review of medical records 
of children for the last inpatient stay that resulted in death at a children's hospital 
setting between January 2012 through June 2013. The setting was a free-standing, 
385-bed tertiary care children's hospital. RESULTS: Charts were reviewed for 114 
children between 0 and 18 years of age, who were hospitalized for at least 24 hours 
before their death. Half of the children who died as inpatients were infants (median 
age five weeks). Children who received an inpatient PPC consult (25% of the 
sample) experienced 1) a higher rate of pain assessments, 2) better documentation 
around specific actions to manage pain, 3) greater odds of receiving integrative 
medicine services, 4) fewer diagnostic/monitoring procedures (e.g., blood gases, 
blood draws, placements of intravenous lines) in the last 48 hours of life, and 5) 
nearly eight times greater odds of having a do-not-resuscitate order in place at the 
time of death. CONCLUSION: The integration of a PPC team was associated with 
fewer diagnostic/monitoring procedures and improved pain management 
documentation in this study of 114 children who died as inpatients. 
https://www.ncbi.nlm.nih.gov/pubmed/27693899 

 
 
Ostherr, K., P. Killoran, R. Shegog and E. Bruera (2016). "Death in the Digital 
Age: A Systematic Review of Information and Communication Technologies in 
End-of-Life Care." J Palliat Med 19(4): 408-420. 
 
BACKGROUND: End-of-life (EOL) communication plays a critical role in ensuring 
that patients receive care concordant with their wishes and experience high quality of 
life. As the baby boomer population ages, scalable models of end-of-life 
communication will be needed to ensure that patients receive appropriate care. 
Information and communication technologies (ICTs) may help address the needs of 
this generation; however, few resources exist to guide the use of ICTs in EOL care. 
OBJECTIVE: The primary objective was to identify the ICTs being used in EOL 
communication. The secondary objective was to compare the effectiveness of 
different ICTs in EOL communication. METHODS: The study was a systematic 
review, following Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) guidelines. We systematically searched seven databases for 
experimental and observational studies on EOL communication between doctors and 
patients using ICTs, published in 1997-2013. RESULTS: The review identified 38 
relevant articles. Eleven types of technology were identified: video, website, 
telephone, videoconferencing, e-mail, telemonitoring, Internet search, compact disc, 
fax, PalmPilot, and short message service (SMS) text messaging. ICTs were most 
commonly used to provide information or education, serve as decision aids, promote 
advance care planning (ACP), and relieve physical symptom distress. 
CONCLUSIONS: The use of ICTs in EOL care is a small but growing field of 
research. Additional research is needed to adapt older, analog technologies for use 
in the digital age. Many of the interventions discussed in this review do not take full 
advantage of the affordances of mobile, connected health ICTs. The growing 
evidence base for e-health applications in related fields should guide future 
interventions in EOL care. 
https://www.ncbi.nlm.nih.gov/pubmed/26713368 
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Paul, S., V. E. Cree and S. A. Murray (2016). "Integrating palliative care into the 
community: the role of hospices and schools." BMJ Support Palliat Care. 
 
OBJECTIVES: Palliative care services have, up to now, paid insufficient attention to 
social aspects of dying and bereavement and this has affected how patients and 
their families experience end of life and bereavement within their communities. New 
public health approaches to palliative care offer a different way forward by seeking to 
develop communities that support death and bereavement. Such approaches are 
now a priority for the majority of hospices in the UK and work with schools has been 
identified as a key area of work. Practice that engages schools and children on 
issues concerning end-of-life care is, however, underdeveloped and 
underdocumented. This research explored the role of hospices in working with 
schools to promote education and support around end-of-life and bereavement 
experiences. METHODS: Action research was used to explore the potential for 
hospices to work with schools and engage participants in change processes. The 
research was conducted in 1 hospice and 2 primary schools in Scotland. Participants 
included children, parents and school and hospice staff. RESULTS: Seven 
innovations were identified that were found to be useful for the school curriculum and 
the relationship between hospices, school communities and wider society. A model 
for integrated practice between hospices and schools is suggested. 
CONCLUSIONS: This research adds to knowledge about how hospices might 
engage in community engagement activities that encourage school staff to develop 
greater openness and support around end-of-life and bereavement care for their 
children. This will require a rethinking of normal hospice services to also participate 
in community capacity building. 
https://www.ncbi.nlm.nih.gov/pubmed/27515864 

 
 
Sankaran, K., E. Hedin and H. Hodgson-Viden (2016). "Neonatal end of life care 
in a tertiary care centre in Canada: a brief report." Zhongguo Dang Dai Er Ke 
Za Zhi 18(5): 379-385. 
 
OBJECTIVE: To describe the processes followed by a neonatal team engaging 
parents with respect to end of life care of babies in whom long term survival was 
negligible or impossible; and to describe feedback from these parents after death of 
their child. METHODS: A retrospective review was conducted of health records of 
neonates who had died receiving palliative care over a period of 5 years at a tertiary 
neonatal centre. Specific inclusion criteria were determined in advance that identified 
care given by a dedicated group of caregivers. RESULTS: Thirty infants met 
eligibility criteria. After excluding one outlier an average of 4 discussions occurred 
with families before an end of life decision was arrived at. Switching from aggressive 
care to comfort care was a more common decision-making route than having 
palliative care from the outset. Ninety per cent of families indicated satisfaction with 
the decision making process at follow-up and more than half of them returned later to 
meet with the NICU team. Some concerns were expressed about the availability of 
neonatologists at weekends. CONCLUSIONS: A compassionate and humane 
approach to the family with honesty and empathy creates a positive environment for 
decision-making. An available, experienced team willing to engage families 
repeatedly is beneficial. Initiating intensive care with subsequent palliative care is 
acceptable to families and caregivers. 

https://www.ncbi.nlm.nih.gov/pubmed/27515864


288 
 

https://www.ncbi.nlm.nih.gov/pubmed/27165583 

 
 
Smith, C. H., C. A. Graham and A. R. Herbert (2016). "Respite needs of families 
receiving palliative care." J Paediatr Child Health. 
 
AIM: The care of a child with a life-limiting condition proves an emotional, physical 
and financial strain on the family that provides care for their child. Respite care is 
one way which allows carers to receive some relief and support in the context of this 
burden of care. The provision of and the requirements for respite in this context is 
poorly understood. This survey aims to describe the types of respite care families 
receive, the respite that they would ideally receive and the barriers that prevent this. 
METHODS: A cohort of 34 families cared for by the Paediatric Palliative Care 
Service in Queensland were approached to participate in a 20-question survey about 
their current respite preferences for future respite, with 20 surveys returned. 
RESULTS: Three of the families (15%) reported receiving no respite in the previous 
12 months. Families who received respite received a combination of formal respite (a 
structured care provider) and informal respite (family or friends). Ten families (50%) 
reported that they would want the time of respite changed. Barriers to receiving 
adequate respite included complexity of care of the child, financial barriers and lack 
of a respite provider. CONCLUSIONS: There is disparate provision of respite care 
with the main perceived barrier to attaining 'ideal respite' being the lack of a provider 
able to meet the complex care needs of their child. The provision of respite across 
diversity in geography; medical condition; social and cultural needs remains a 
challenge. 
https://www.ncbi.nlm.nih.gov/pubmed/27550644 

 
 
Stark, D., S. Bielack, L. Brugieres, U. Dirksen, X. Duarte, S. Dunn, D. J. Erdelyi, 
T. Grew, L. Hjorth, J. Jazbec, E. Kabickova, A. Konsoulova, J. R. Kowalczyk, A. 
Lassaletta, V. Laurence, I. Lewis, A. Monrabal, S. Morgan, G. Mountzios, P. R. 
Olsen, et al. (2016). "Teenagers and young adults with cancer in Europe: from 
national programmes to a European integrated coordinated project." Eur J 
Cancer Care (Engl) 25(3): 419-427. 
 
Over 14 000 patients aged 15-24 are estimated to be diagnosed with cancer in the 
European Union (EU) each year. Teenagers and young adults (TYA) often fall down 
gaps between children's and adults cancer services. The specific challenges of 
providing optimal care to them are described, but we present a summary of recent 
progress. Progress to overcome these challenges is happening at different rates 
across Europe. We summarise the European national projects in this field but more 
recently we have seen the beginnings of European coordination. Within the EU 7th 
Funding Programme (FP7) European Network for Cancer Research in Children and 
Adolescents programme (ENCCA), a specific European Network for Teenagers and 
Young Adults with Cancer has held a series of scientific meetings, including 
professionals, patients and caregivers. This group has proposed unanswered 
research questions and agreed key features of a high-quality service that can 
improve outcomes for TYA with cancer, including the primacy of collaboration 
between adult and paediatric services to eliminate the gap in the management of 
TYA with cancer. 
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Tkachenko, N., K. Singh, N. Abreu, A. M. Morse, C. Day, K. Fitzgerald, M. 
Kazachkov and S. Kothare (2016). "Establishing a Role for Polysomnography 
in Hospitalized Children." Pediatr Neurol 57: 39-45.e31. 
 
BACKGROUND: Children with medical complexity have a high prevalence of sleep 
disorders. However, outpatient polysomnography to evaluate for these conditions 
may be difficult to perform because of lack of skilled nursing care. The aim of this 
study was to explore polysomnography indications in hospitalized children and 
assess its impact on patient care. METHODS: Data from 85 inpatient 
polysomnographies of 70 children hospitalized between March and December 2014 
were retrospectively collected. RESULTS: Sixty percent of patients were boys with 
ages 6.5 +/- 6 years. Chronic respiratory failure was present in 33.8%, airway 
obstruction due to defects of the tracheobronchial tree or craniofacial abnormalities 
in 54.3%, neurological complications of the perinatal period in 22.9%, genetic 
syndromes and neurodegenerative disorders in 31.4%, congenital myopathies in 
5.7%, metabolic diseases in 4.3% and congenital cyanotic heart defects in 4.3%. 
Indications for polysomnography included assessment of chronic pulmonary disease 
(60%), ventilator requirements (41.2%), apnea/desaturation (23.5%), and acute life-
threatening events (1.2%). Abnormal results were found in 89.4%. The observed 
diagnosis was obstructive sleep apnea in 64.7%, signs of chronic lung disease in 
34.1%, hypoventilation in 9.4%, periodic breathing in 3.5%, and periodic limb 
movement of sleep in 4.7%. The following interventions were performed: adjustment 
of ventilator parameters (45.8%), positive airway pressure initiation (24.7%), 
otorhinolaryngology referral (30.6%), supraglottoplasty (2.4%), tracheostomy 
decannulation (2.4%), and tracheostomy placement (3.5%). Nine patients had 
available follow-up polysomnograms, all showing improvement in sleep variables 
after adherence to recommended interventions. CONCLUSIONS: In individuals with 
complex medical disorders, inpatient polysomnographies give invaluable information 
to guide immediate medical decision making and should be strongly considered if 
resources allow this. 
https://www.ncbi.nlm.nih.gov/pubmed/26774552 

 
 
Tosello, B. (2016). "[Perinatal palliative care in France: Who? Why? How?]." 
Arch Pediatr 23(9): 983-989. 
 
Severe congenital or morphologic anomalies are one of the main causes of infant 
morbidity and mortality. Some of these prenatally-diagnosed pathologies are 
incompatible with postnatal survival. In this context, some women choose to continue 
with pregnancy. Subsequently, perinatal palliative care seems to be a constructive 
answer to offer in such situations. At international level, this is a new clinical practice 
where decision dilemmas exist (prognostic uncertainty, prolonged survival, and 
attachment to the infant). It might be necessary to identify the factors that can affect 
these ethical tensions. With no national data, we explored the perceptions and 
professional practices that may influence parental requests for continuing with 
pregnancy, despite the uncertainty corresponding to the postnatal condition of a 
newborn with a lethal pathology. This exploration aims to question and debate 
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current norms, especially in medical termination of pregnancy, discussing the 
dilemmas and divergences that affect decision-making and professional practices in 
neonatal palliative care. Reflection is also necessary on how to find an answer that 
can make sense within a request for continuation of pregnancy, despite the 
uncertainty inherent in the postnatal period in case of live birth of a newborn with a 
lethal abnormality. 
https://www.ncbi.nlm.nih.gov/pubmed/27472997 

 
 
van der Heijden, M. J., S. Oliai Araghi, J. Jeekel, I. K. Reiss, M. G. Hunink and 
M. van Dijk (2016). "Do Hospitalized Premature Infants Benefit from Music 
Interventions? A Systematic Review of Randomized Controlled Trials." PLoS 
One 11(9): e0161848. 
 
OBJECTIVE: Neonatal intensive care units (NICU) around the world increasingly use 
music interventions. The most recent systematic review of randomized controlled 
trials (RCT) dates from 2009. Since then, 15 new RCTs have been published. We 
provide an updated systematic review on the possible benefits of music interventions 
on premature infants' well-being. METHODS: We searched 13 electronic databases 
and 12 journals from their first available date until August 2016. Included were all 
RCTs published in English with at least 10 participants per group, including infants 
born prematurely and admitted to the NICU. Interventions were either recorded 
music interventions or live music therapy interventions. All control conditions were 
accepted as long as the effects of the music intervention could be analysed 
separately. A meta-analysis was not possible due to incompleteness and 
heterogeneity of the data. RESULTS: After removal of duplicates the searches 
retrieved 4893 citations, 20 of which fulfilled the inclusion/exclusion criteria. The 20 
included studies encompassed 1128 participants receiving recorded or live music 
interventions in the NICU between 24 and 40 weeks gestational age. Twenty-six 
different outcomes were reported which we classified into three categories: 
physiological parameters; growth and feeding; behavioural state, relaxation 
outcomes and pain. Live music interventions were shown to improve sleep in three 
out of the four studies and heart rate in two out of the four studies. Recorded music 
improved heart rate in two out of six studies. Better feeding and sucking outcomes 
were reported in one study using live music and in two studies using recorded music. 
CONCLUSIONS: Although music interventions show promising results in some 
studies, the variation in quality of the studies, age groups, outcome measures and 
timing of the interventions across the studies makes it difficult to draw strong 
conclusions on the effects of music in premature infants. 
https://www.ncbi.nlm.nih.gov/pubmed/27606900 

 
 
 
Vigerland, S., F. Lenhard, M. Bonnert, M. Lalouni, E. Hedman, J. Ahlen, O. Olen, 
E. Serlachius and B. Ljotsson (2016). "Internet-delivered cognitive behavior 
therapy for children and adolescents: A systematic review and meta-analysis." 
Clin Psychol Rev 50: 1-10. 
 
Internet-delivered cognitive behavior therapy (ICBT) is a relatively novel treatment 
format with the potential to increase accessibility of evidence-based care. However, 
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little is known about the feasibility and efficacy of ICBT in children and adolescents. 
We conducted a comprehensive systematic review and meta-analysis of ICBT for 
children and adolescents to provide an overview of the field and assess the efficacy 
of these interventions. A systematic literature search of six electronic databases was 
performed to identify ICBT intervention studies for children with a psychiatric 
condition, such as social anxiety disorder, or a somatic condition, such as chronic 
pain. Two reviewers independently rated study quality. Twenty-five studies, targeting 
11 different disorders, were included in the review. Study quality and presentation of 
treatment variables, such as therapist time and treatment adherence, varied largely. 
Twenty-four studies (N=1882) were included in the meta-analysis and ICBT yielded 
moderate between-group effect sizes when compared with waitlist, g=0.62, 95% CI 
[0.41, 0.84]. The results suggest that CBT for psychiatric and somatic conditions in 
children and adolescents can be successfully adapted to an internet-delivered 
format. 
https://www.ncbi.nlm.nih.gov/pubmed/27668988 

 
 
Waldman, E. D. and J. M. Levine (2016). "The Day Two Talk: Early Integration of 
Palliative Care Principles in Pediatric Oncology." J Clin Oncol 34(34): 4068-
4070. 
https://www.ncbi.nlm.nih.gov/pubmed/27646941 

 
 
Wataganara, T., A. Grunebaum, F. Chervenak and M. Wielgos (2016). "Delivery 
modes in case of fetal malformations." J Perinat Med. 
 
An estimated 276,000 babies die within 4 weeks of birth every year, worldwide, from 
congenital anomalies. Better quality ultrasound screening can increase the detection 
of these fetal malformations in the prenatal period. Prenatal counseling for the 
pregnant woman and her family, regarding the nature of the disease and prognosis 
is necessary. Options for management in prenatal, perinatal, intrapartum, neonatal, 
and childhood periods need to be thoroughly discussed, so that the family can make 
an informed decision. A multidisciplinary approach is usually needed once a decision 
has been made to optimize fetal outcome, to plan for the timing and location as well 
as the mode of delivery. In most of the cases, vaginal delivery can be attempted. An 
elective cesarean delivery should be reserved for maternal concern of dystocia, 
certain fetal conditions that cesarean delivery will optimize perinatal outcome, or if 
the parents have a psychosocial determination to have a live-born infant. 
https://www.ncbi.nlm.nih.gov/pubmed/27071145 
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