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Clinical and Ethical Decision Making 
 
Agra Tunas, M. C., Hernandez Rastrollo, R., Hernandez Gonzalez, A., Ramil Fraga, C., 
Cambra Lasaosa, F. J., Quintero Otero, S., Ruiz Extremera, A. and Rodriguez Nunez, A. 
(2016). "[Ethical attitudes of intensive care paediatricians as regards patients with spinal 
muscular atrophy type 1]." An Pediatr (Barc). 
 
INTRODUCTION: Spinal muscular atrophy type 1 (SMA-1) is a progressive and fatal disease 
that leads to ethical problems for Paediatric professionals. Our objective was to determine the 
ethical options of Paediatric Intensive Care Unit (PICU) paediatricians as regards a child with 
SMA-1 and respiratory failure.  
MATERIAL AND METHODS: A cross-sectional descriptive study was conducted using an 
anonymous questionnaire sent to PICUs in Spain (which can be accessed through the Spanish 
Society of Paediatric Critical Care web page). RESULTS: Of the 124 responses analysed, 70% 
were from women, 51% younger than 40 years, 54% from a PICU with more than 10 beds, 
69% with prior experience in such cases, and 53% with religious beliefs. In the last patient 
cared for, most paediatricians opted for non-invasive mechanical ventilation (NIV) and limitation 
of therapeutic effort (LET) in case of NIV failure. Confronted with a future hypothetical case, half 
of paediatricians would opt for the same plan (NIV+LET), and 74% would support the family's 
decision, even in case of disagreement. Age, prior experience and sex were not related to the 
preferred options. Paediatricians with religious beliefs were less in favour of initial LET. Less 
than two-thirds (63%) scored the quality of life of a child with SMA-1 and invasive mechanical 
ventilation as very poor. CONCLUSIONS: Faced with child with SMA-1 and respiratory failure, 
most paediatricians are in favour of initiating NIV and LET when such support is insufficient, but 
they would accept the family's decision, even in case of disagreement. 
https://www.ncbi.nlm.nih.gov/pubmed/26944790 
 
Ali, S. and Poonai, N. (2015). "Parents' preferences on pain treatment, even when faced 
with medication dilemmas, influence their decisions to administer opioids in children." 
Evid Based Nurs. 
https://www.ncbi.nlm.nih.gov/pubmed/26944790 
 
Birchley, G. and Huxtable, R. (2016). Critical decisions for critically ill infants: Principles, 
processes, problems. Pioneering Healthcare Law: Essays in honour of Margaret Brazier. 
C. Stanton, S. Devaney, A. M. Farrell and A. Mullock. New York, 2016 - Routledge. 
 
Deciding what is best for a critically ill infant can be fraught, particularly if the question before 
the parent, healthcare professional or judge is 'to treat or not to treat?'. We explore the courts' 
dealings with cases in which this ethico-legal question has been posed, inspired by Margaret 
Brazier's work in this context with the Nuffield Council on Bioethics. Specifically, we consider 
whether the clinical ethics committee (CEC) might improve the principles and processes by 
which resolution is achieved. The principle might appear straightforward: decisions must rest 
on the 'best interests' of the infant. Yet this cardinal legal principle can have diverse ethical 
interpretations, such that the best interests of an infant are neither self-evident nor 
incontestable. When deciding, doctors should apparently engage in shared decision-making 
with parents, with the courts stepping in if agreement fails to materialise. Yet, how - or whether 
- consensus is achieved is also open to question, as is the role that the courts play when 
consensus cannot be found. These questions of principle and process inevitably introduce 
ethical questions, whose answers apparently require ethical sensitivity. Are the courts equipped 
to bear the moral load? Perhaps CECs, increasingly available across the United Kingdom (UK), 
might have a role to play, since their functions include providing advice on ethically difficult 
situations. In assessing this service, we will not only advance normative arguments, but also 
make reference to the views of those closest to the dilemmas that can arise on the paediatric 

https://www.ncbi.nlm.nih.gov/pubmed/26944790
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intensive care unit (PICU). The findings we report indicate variation in the perceived 
effectiveness of CECs, obstacles to non-health professionals' access to CECs, and questions 
about the expertise and authority of committee members. Such insights suggest that work 
identifying and disseminating best practice is needed, if CECs are to deliver on their apparent 
promise. The data we report comes from the Judging Best Interests in Paediatric Intensive 
Care (BIPIC) study. BIPIC is a qualitative empirical ethics study funded by a Wellcome Trust 
fellowship in Society and Ethics. After gaining approval from an NHS research ethics 
committee, the first author (advised by the second, amongst others) conducted in-depth, semi-
structured interviews in three clinical centres (here named Hospital A, B and C). The study 
recruited 14 parents, 10 doctors, 8 nurses and 7 CEC members through senior clinical 
collaborators. Interviews focused upon the process of making decisions about very sick infants 
and were subsequently analysed using thematic analysis. 
https://www.ncbi.nlm.nih.gov/pubmed/26803877 
 
Boland, R. A., Davis, P. G., Dawson, J. A. and Doyle, L. W. (2016). "What are we telling 
the parents of extremely preterm babies?" Aust N Z J Obstet Gynaecol. 
 
BACKGROUND: Parent counselling and decision-making regarding the management of 
preterm labour and birth are influenced by information provided by healthcare professionals 
regarding potential infant outcomes.  
AIM: The aim of this study was to determine whether perinatal healthcare providers had 
accurate perceptions of survival and major neurosensory disability rates of very preterm infants 
born in non-tertiary hospitals ('outborn') and tertiary perinatal centres ('inborn').  
MATERIALS AND METHODS: A web-based survey was distributed to midwives, nurses, 
obstetricians and neonatologists working in non-tertiary and tertiary maternity hospitals, and the 
perinatal/neonatal emergency transport services in Victoria, Australia.  
MAIN OUTCOME MEASURES: Estimates of survival rates at 24 and 28-weeks' gestation were 
compared with actual survival rates of a population-based cohort of 24 and 28-weeks' 
gestation infants, born free of lethal anomalies in Victoria in 2001-2009. Estimates of major 
neurosensory disability rates in 24 and 28-week survivors were compared with actual disability 
rates in 24 and 28-week children born in Victoria averaged over three eras: 1991-1992, 1997 
and 2005. RESULTS: Response rates varied as follows: 83% of non-tertiary midwives, 4% of 
obstetricians, 55% of tertiary centre staff and 68% of transport team staff responded (total of 
30%). Overall, respondents underestimated survival and overestimated major neurosensory 
disability rates in both outborn and inborn 24 and 28-week infants. Outborn infants were 
perceived to have much worse prospects for survival and for survival with major disability 
compared with inborn peers.  
CONCLUSION: Many clinicians overestimated rates of adverse outcomes. These clinicians may 
be misinforming parents about their child's potential for a favourable outcome. 
https://www.ncbi.nlm.nih.gov/pubmed/26914811 
 
Brierley, J. and Shaw, D. (2016). "Premortem interventions in dying children to optimise 
organ donation: an ethical analysis." J Med Ethics. 
 
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. 
However, certain interventions carry a potential risk, although small, of direct harm and of 

https://www.ncbi.nlm.nih.gov/pubmed/26803877
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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. (2016). "End of life decisions for newborns: an ethical and compassionate 
process?" Arch Dis Child Fetal Neonatal Ed 101(2): F92-93. 
https://www.ncbi.nlm.nih.gov/pubmed/26542878 
 
Carter, B. S. (2016). "Why Palliative Care for Children is Preferable to Euthanasia." Am J 
Hosp Palliat Care 33(1): 5-7. 
 
Recent laws in Europe now allow for pediatric euthanasia. The author reviews some rationale 
for caution, and addresses why ensuring the availability of pediatric palliative care is an 
important step before allowing pediatric euthanasia. 
https://www.ncbi.nlm.nih.gov/pubmed/25007796 
 
Carter, B. S. (2016). "End of life decisions for newborns: an ethical and compassionate 
process?" Arch Dis Child Fetal Neonatal Ed 101(2): F92-93. 
http://www.ncbi.nlm.nih.gov/pubmed/26542878 
 
Chan, L. C., Cheung, H. M., Poon, T. C., Ma, T. P., Lam, H. S. and Ng, P. C. (2016). 
"End-of-life decision-making for newborns: a 12-year experience in Hong Kong." Arch Dis 
Child Fetal Neonatal Ed 101(1): F37-42. 
 
SETTING: Neonatal end-of-life decisions could be influenced by cultural and ethnic 
backgrounds. These practices have been well described in the West but have not been 
systematically studied in an Asian population.  
OBJECTIVES: To determine: (1) different modes of neonatal death and changes over the past 
12 years and (2) factors influencing end-of-life decision-making in Hong Kong.  
DESIGN: A retrospective study was conducted to review all death cases from 2002 to 2013 in 
the busiest neonatal unit in Hong Kong. Modes of death, demographical data, diagnoses, 
counselling and circumstances around the time of death, were collected and compared 
between groups.  
RESULTS: Of the 166 deaths, 46% occurred despite active resuscitation (group 1); 35% 
resulted from treatment withdrawal (group 2) and 19% occurred from withholding treatment 
(group 3). A rising trend towards treatment withdrawal was observed, from 20% to 47% over 
the 12-year period. Similar number of parents chose extubation (n=44, 27%) compared with 
other modalities of treatment limitation (n=45, 27%). Significantly more parents chose to 
withdraw rather than to withhold treatment if clinical conditions were 'stable' (p=0.03), whereas 
more parents chose withholding therapy if treatment was considered futile (p=0.03). 
CONCLUSION: In Hong Kong, a larger proportion of neonatal deaths occurred despite active 
resuscitation compared with Western data. Treatment withdrawal is, however, becoming 
increasingly more common. Unlike Western practice, similar percentages of parents chose 
other modalities of treatment limitation compared with direct extubation. Cultural variance could 
be a reason for the different end-of-life practice adopted in Hong Kong. 

https://www.ncbi.nlm.nih.gov/pubmed/27030483
https://www.ncbi.nlm.nih.gov/pubmed/26542878
https://www.ncbi.nlm.nih.gov/pubmed/25007796
http://www.ncbi.nlm.nih.gov/pubmed/26542878
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http://www.ncbi.nlm.nih.gov/pubmed/26271752 
 
Check Hayden, E. (2016). "Should you edit your children's genes?" Nature 530(7591): 
402-405. 
http://www.ncbi.nlm.nih.gov/pubmed/26911764 
 
Clement de Clety, S., Friedel, M., Verhagen, A. A., Lantos, J. D. and Carter, B. S. (2016). 
"Please Do Whatever It Takes to End Our Daughter's Suffering!" Pediatrics 137(1). 
 
What is the best way to care for a child with severe neurologic impairment who seems to be 
dying and is in intractable pain? Can we give sedation as we remove life support? Is it ethically 
permissible to hasten death? In the United States, 5 states have legalized assisted suicide 
(although only for competent adults). In Belgium and the Netherlands, euthanasia is legal for 
children under some circumstances. We present a case in which parents and doctors face 
difficult decisions about palliative care. Experts from Belgium, the Netherlands, and the United 
States then discuss how they would respond to such a case. 
http://www.ncbi.nlm.nih.gov/pubmed/26644491 
 
De Vleminck, A., Pardon, K., Houttekier, D., Van den Block, L., Vander Stichele, R. and 
Deliens, L. (2015). "The prevalence in the general population of advance directives on 
euthanasia and discussion of end-of-life wishes: a nationwide survey." BMC Palliat Care 
14: 71. 
 
BACKGROUND: To determine the extent to which members of the general population have 
talked to their physician about their wishes regarding medical treatment at the end of life, to 
describe the prevalence of advance directives on euthanasia, and to identify associated factors. 
METHOD: This study used data from the cross-sectional Health Interview Study (HIS) 2008 that 
collected data from a representative sample (N = 9651) of the Belgian population.  
RESULTS: Of all respondents, 4.4 % had spoken to their physician about their wishes 
regarding medical treatment at the end of life, while 1.8 % had an advance directive on 
euthanasia. Factors positively associated with discussions regarding wishes for medical 
treatment at the end of life were being female, being older in age, having poorer health status 
and having more GP contacts. People older than 55 years and living in Flanders or Brussels 
were more likely than the youngest age categories to have an advance directive on euthanasia. 
CONCLUSION: Younger people, men, people living in the Walloon region of Belgium, people 
without a longstanding illness, chronic condition or disability and people with few GP contacts 
could represent a target group for education regarding advance care planning. Public 
information campaigns and education of physicians may help to enable the public and 
physicians to engage more in advance care planning. 
http://www.ncbi.nlm.nih.gov/pubmed/26643482 
 
Dionne, J. M. and d'Agincourt-Canning, L. (2015). "Sustaining life or prolonging dying? 
Appropriate choice of conservative care for children in end-stage renal disease: an ethical 
framework." Pediatr Nephrol 30(10): 1761-1769. 
 
Due to technological advances, an increasing number of infants and children are surviving with 
multi-organ system dysfunction, and some are reaching end-stage renal disease (ESRD). Many 
have quite limited life expectancies and may not be eligible for kidney transplantation but 
families request dialysis as alternative. In developed countries where resources are available 
there is often uncertainty by the medical team as to what should be done. After encountering 
several of these scenarios, we developed an ethical decision-making framework for the 
appropriate choice of conservative care or renal replacement therapy in infants and children 
with ESRD. The framework is a practical tool to help determine if the burdens of dialysis would 

http://www.ncbi.nlm.nih.gov/pubmed/26271752
http://www.ncbi.nlm.nih.gov/pubmed/26911764
http://www.ncbi.nlm.nih.gov/pubmed/26644491
http://www.ncbi.nlm.nih.gov/pubmed/26643482
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outweigh the benefits for a particular patient and family. It is based on the four topics approach 
of medical considerations, quality-of-life determinants, patient and family preferences and 
contextual features tailored to pediatric ESRD. In this article we discuss the basis of the criteria, 
provide a practical framework to guide these difficult conversations, and illustrate use of the 
framework with a case example. While further research is needed, through this approach we 
hope to reduce the moral distress of care providers and staff as well as potential conflict with 
the family in these complex decision-making situations. 
http://www.ncbi.nlm.nih.gov/pubmed/25330877 
 
Fine-Goulden, M. R., Ray, S. and Brierley, J. (2015). "Decision making in long-term 
ventilation for children." Lancet Respir Med 3(10): 745-746. 
http://www.ncbi.nlm.nih.gov/pubmed/26477553 
 
Friedel-Castorini, M. (2016). "[From one passing to another, analogies between birth and 
death]." Soins Pediatr Pueric(289): 37-41. 
 
There are disturbing analogies between the beginning and the end of the life of a child. The 
hypothesis of a similarity between the birth and the dying process of the child gives rise to 
discussion around the support provided in the context of paediatric palliative care. 
http://www.ncbi.nlm.nih.gov/pubmed/27015704 
 
Henderson, C. M., FitzGerald, M., Hoehn, K. S. and Weidner, N. (2015). "Pediatrician 
Ambiguity in Understanding Palliative Sedation at the End of Life." Am J Hosp Palliat 
Care. 
 
CONTEXT: Palliative sedation is a means of relieving intractable symptoms at the end of life, 
however, guidelines about its use lack consistency. In addition, ethical concerns persist around 
the practice. There are reports of palliative sedation in the pediatric literature, which highlight 
various institutional perspectives.  
OBJECTIVES: This survey of 4786 pediatric providers sought to describe their knowledge of 
and current practices around pediatric palliative sedation.  
METHODS: Our survey was administered to pediatricians who care for children at the end of 
life. The survey assessed agreement with a definition of palliative sedation, as well as thoughts 
about its alignment with aggressive symptom management. Bivariate analyses using chi2 and 
analysis of variance were calculated to determine the relationship between responses to 
closed-ended questions. Open-ended responses were thematically coded by the investigators 
and reviewed for agreement.  
RESULTS: Nearly half (48.6%) of the respondents indicated that the stated definition of 
palliative sedation "completely" reflected their own views. Respondents were split when asked if 
they viewed any difference between palliative sedation and aggressive symptom management: 
Yes (46%) versus No (54%). Open-ended responses revealed specifics about the nature of 
variation in interpretation.  
CONCLUSIONS: Responses point to ambiguity surrounding the concept of palliative sedation. 
Pediatricians were concerned with a decreased level of consciousness as the goal of palliative 
sedation. Respondents were split on whether they view palliative sedation as a distinct entity or 
as one broad continuum of care, equivalent to aggressive symptom management. Institutional-
based policies are essential to clarify acceptable practice, enable open communication, and 
promote further research. 
http://www.ncbi.nlm.nih.gov/pubmed/26443718 
Hurst, A., Vergales, B. D., Paget-Brown, A., Mercurio, M. and Lantos, J. D. (2016). 
"Tough Decisions for Premature Triplets." Pediatrics 137(2): 1-5. 
 

http://www.ncbi.nlm.nih.gov/pubmed/25330877
http://www.ncbi.nlm.nih.gov/pubmed/26477553
http://www.ncbi.nlm.nih.gov/pubmed/27015704
http://www.ncbi.nlm.nih.gov/pubmed/26443718
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When infants are born at the borderline of viability, doctors and parents have to make tough 
decisions about whether to institute intensive care or provide only palliative care. Often, these 
decisions are made in moments of profound emotional turmoil, and parents receive different 
information from different health professionals. Communication can become garbled. It may be 
difficult to tell when and whether the patient's clinical condition has changed enough so that 
certain choices that had once been permissible become impermissible. In this "Ethics Rounds," 
we present a case of triplets born at the borderline of viability. We sought comments from the 
triplets' parents, the doctors and ethicist who were caring for the infants, and a 
bioethicist/neonatologist from another hospital. 
http://www.ncbi.nlm.nih.gov/pubmed/26738882 
 
Janvier, A. and Farlow, B. (2015). "The ethics of neonatal research: An ethicist's and a 
parents' perspective." Semin Fetal Neonatal Med 20(6): 436-441. 
 
The ethics of neonatal research are complex because vulnerable new parents are asked to 
provide consent on behalf of their fragile baby. Whereas clinical neonatal care has evolved to 
value personalized and shared decision-making, the goal of research ethics is still to 
standardize the informed consent process and make it as complete and thorough as possible. 
Ethicists, lawyers and physicians have shaped the field of research ethics and consent for 
research. The goal of detailed informed consent is to protect participants from harm, but 
procedures were developed without input from the principal stakeholders: ex-neonatal intensive 
care unit parents/patients. Empirical investigations examining patient and parental perspectives 
on research and research ethics are lacking. Rigorous investigations are needed to determine 
how parents of sick neonates want their families to be protected, knowing that a lack of 
research is also harmful. Large randomized controlled multicenter trials will always be needed 
to improve neonatal outcomes. These trials are costly and time-consuming. Currently, the way 
in which research is funded and regulated and the way in which academic merit is recognized 
lead to inefficiency and a waste of precious resources. Following a review of the history of 
research ethics, this article examines and discusses the ethics of research in neonatology. In 
addition, challenges and opportunities are identified and ideas for future investigations are 
proposed. 
http://www.ncbi.nlm.nih.gov/pubmed/26497942 
 
Johnson, L. S. (2016). "The Case for Reasonable Accommodation of Conscientious 
Objections to Declarations of Brain Death." J Bioeth Inq 13(1): 105-115. 
 
Since its inception in 1968, the concept of whole-brain death has been contentious, and four 
decades on, controversy concerning the validity and coherence of whole-brain death continues 
unabated. Although whole-brain death is legally recognized and medically entrenched in the 
United States and elsewhere, there is reasonable disagreement among physicians, 
philosophers, and the public concerning whether brain death is really equivalent to death as it 
has been traditionally understood. A handful of states have acknowledged this plurality of 
viewpoints and enacted "conscience clauses" that require "reasonable accommodation" of 
religious and moral objections to the determination of death by neurological criteria. This paper 
argues for the universal adoption of "reasonable accommodation" policies using the New 
Jersey statute as a model, in light of both the ongoing controversy and the recent case of Jahi 
McMath, a child whose family raised religious objections to a declaration of brain death. Public 
policies that accommodate reasonable, divergent viewpoints concerning death provide a 
practical and compassionate way to resolve those conflicts that are the most urgent, painful, 
and difficult to reconcile. 
http://www.ncbi.nlm.nih.gov/pubmed/26732398 
 

http://www.ncbi.nlm.nih.gov/pubmed/26738882
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Jones, P. M. (2016). "Thoughtfulness and Grace: End-of-Life Decision Making for Children 
With Severe Developmental Disabilities." Am J Bioeth 16(2): 72-73. 
http://www.ncbi.nlm.nih.gov/pubmed/26832105 
 
Kaczor, C. (2016). "Against euthanasia for children: a response to Bovens." J Med Ethics 
42(1): 57-58. 
 
If we accept euthanasia for adults, should we also accept voluntary euthanasia for children? In 
'Child Euthanasia: Should We Just Not Talk about It?', Luc Bovens answers this question 
affirmatively. Bovens examines five arguments against extending euthanasia to minors, the 
arguments being weightiness, capability of discernment, pressure, sensitivity and sufficient 
palliative care. He rejects each of these arguments. In this paper, I provide a rejoinder for each 
of his responses. I also critique his view that opponents of euthanasia have extra responsibility 
to promote palliative care. On the contrary, if euthanasia is legalised, advocates of euthanasia 
have a special obligation to promote improvements in palliative care. 
http://www.ncbi.nlm.nih.gov/pubmed/26474602 
 
Keele, L., Meert, K. L., Berg, R. A., Dalton, H., Newth, C. J., Harrison, R., Wessel, D. L., 
Shanley, T., Carcillo, J., Morrison, W., Funai, T., Holubkov, R., Dean, J. M. and Pollack, 
M. (2016). "Limiting and Withdrawing Life Support in the PICU: For Whom Are These 
Options Discussed?" Pediatr Crit Care Med 17(2): 110-120. 
 
OBJECTIVES: Most deaths in U.S. PICUs occur after a decision has been made to limitation or 
withdrawal of life support. The objective of this study was to describe the clinical characteristics 
and outcomes of children whose families discussed limitation or withdrawal of life support with 
clinicians during their child's PICU stay and to determine the factors associated with limitation 
or withdrawal of life support discussions.  
DESIGN: Secondary analysis of data prospectively collected from a random sample of children 
admitted to PICUs affiliated with the Collaborative Pediatric Critical Care Research Network 
between December 4, 2011, and April 7, 2013.  
SETTING: Seven clinical sites affiliated with the Collaborative Pediatric Critical Care Research 
Network.  
PATIENTS: Ten thousand seventy-eight children less than 18 years old, admitted to a PICU, 
and not moribund at admission.  
INTERVENTIONS: None.  
MEASUREMENTS AND MAIN RESULTS: Families of 248 children (2.5%) discussed limitation 
or withdrawal of life support with clinicians. By using a multivariate logistic model, we found that 
PICU admission age less than 14 days, reduced functional status prior to hospital admission, 
primary diagnosis of cancer, recent catastrophic event, emergent PICU admission, greater 
physiologic instability, and government insurance were independently associated with higher 
likelihood of discussing limitation or withdrawal of life support. Black race, primary diagnosis of 
neurologic illness, and postoperative status were independently associated with lower likelihood 
of discussing limitation or withdrawal of life support. Clinical site was also independently 
associated with likelihood of limitation or withdrawal of life support discussions. One hundred 
seventy-three children (69.8%) whose families discussed limitation or withdrawal of life support 
died during their hospitalization; of these, 166 (96.0%) died in the PICU and 149 (86.1%) after 
limitation or withdrawal of life support was performed. Of those who survived, 40 children 
(53.4%) were discharged with severe or very severe functional abnormalities, and 15 (20%) with 
coma/vegetative state.  
CONCLUSIONS: Clinical factors reflecting type and severity of illness, sociodemographics, and 
institutional practices may influence whether limitation or withdrawal of life support is discussed 
with families of PICU patients. Most children whose families discuss limitation or withdrawal of 
life support die during their PICU stay; survivors often have substantial disabilities. 

http://www.ncbi.nlm.nih.gov/pubmed/26832105
http://www.ncbi.nlm.nih.gov/pubmed/26474602
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http://www.ncbi.nlm.nih.gov/pubmed/26669647 
 
Kett, J. C. (2015). "Prenatal Consultation for Extremely Preterm Neonates: Ethical Pitfalls 
and Proposed Solutions." J Clin Ethics 26(3): 241-249. 
 
In current practice, decisions regarding whether or not to resuscitate infants born at the limits of 
viability are generally made with expectant parents during a prenatal consultation with a 
neonatologist. This article reviews the current practice of prenatal consultation and describes 
three areas in which current practice is ethically problematic: (1) risks to competence, (2) risks 
to information, and (3) risks to trust. It then reviews solutions that have been suggested in the 
literature, and the drawbacks to each. Finally, it suggests that the model of prenatal 
consultation be altered in three ways: (1) that the prenatal consultation be viewed as a process 
over time, rather than a onetime event; (2) that decision making in the prenatal consultation be 
framed as a choice between nonresuscitation and a trial of neonatal intensive care, rather than 
a choice between "doing nothing" and "doing everything"; and (3) that the prenatal consultation 
process devote serious attention to both the transfer of information and the non-informational 
needs of families, rather than focus on the transfer of information alone. 
http://www.ncbi.nlm.nih.gov/pubmed/26399674 
 
Ling, J., Payne, S., Connaire, K. and McCarron, M. (2016). "Parental decision-making on 
utilisation of out-of-home respite in children's palliative care: findings of qualitative case 
study research - a proposed new model." Child Care Health Dev 42(1): 51-59. 
 
BACKGROUND: Respite in children's palliative care aims to provide a break for family's from 
the routine of caring. Parental decision-making regarding the utilisation of out-of-home respite 
is dependent on many interlinking factors including the child's age, diagnosis, geographical 
location and the family's capacity to meet their child's care needs. A proposed model for out-
of-home respite has been developed based on the findings of qualitative case study research. 
METHODS: Utilising multiple, longitudinal, qualitative case study design, the respite needs and 
experiences of parents caring for a child with a life-limiting condition were explored. Multiple, in-
depth interviews were undertaken with the parents identified by a hospital-based children's 
palliative care team. Data were analysed using thematic analysis. Each individual case consists 
of a whole study. Cross-case comparison was also conducted.  
RESULTS: Nine families were recruited and followed for two years. A total of 19 in-depth 
interviews were conducted with mothers and fathers (one or both) caring for a child with a life-
limiting condition in Ireland. Each family reported vastly different needs and experiences of 
respite from their own unique perspective. Cross-case comparison showed that for all parents 
utilising respite care, regardless of their child's age and condition, home was the location of 
choice. Many interlinking factors influencing these decisions included: past experience of in-
patient care, and trust and confidence in care providers. Issues were raised regarding the 
impact of care provision in the home on family life, siblings and the concept of home. 
CONCLUSION: Respite is an essential element of children's palliative care. Utilisation of out-of-
home respite is heavily dependent on a number of interlinked and intertwined factors. The 
proposed model of care offers an opportunity to identify how these decisions are made and 
may ultimately assist in identifying the elements of responsive and family-focused respite that 
are important to families of children with life-limiting conditions. 
http://www.ncbi.nlm.nih.gov/pubmed/26547275 
 
Madrigal, V. N., Carroll, K. W., Faerber, J. A., Walter, J. K., Morrison, W. E. and Feudtner, 
C. (2016). "Parental Sources of Support and Guidance When Making Difficult Decisions in 
the Pediatric Intensive Care Unit." J Pediatr 169: 221-226 e224. 
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OBJECTIVE: To assess sources of support and guidance on which parents rely when making 
difficult decisions in the pediatric intensive care unit and to evaluate associations of sources of 
support and guidance to anxiety, depression, and positive and negative affect. STUDY 
DESIGN: This was a prospective cohort study of 86 English-speaking parents of 75 children in 
the pediatric intensive care unit at The Children's Hospital of Philadelphia who were hospitalized 
greater than 72 hours. Parents completed standardized instruments and a novel sources of 
support and guidance assessment.  
RESULTS: Most parents chose physicians, nurses, friends, and extended family as their main 
sources of support and guidance when making a difficult decision. Descriptive analysis revealed 
a broad distribution for the sources of support and guidance items related to spirituality. 
Parents tended to fall into 1 of 2 groups when we used latent class analysis: the more-spiritual 
group (n = 47; 55%) highly ranked "what my child wants" (P = .023), spouses (P = .002), 
support groups (P = .003), church community (P < .001), spiritual leader (P < .001), higher 
power (P < .001), and prayer (P < .001) compared with the less-spiritual group (n = 39; 45%). 
The more-spiritual parents had greater positive affect scores (P = .005). Less-spiritual parents 
had greater depression scores (P = .043).  
CONCLUSIONS: Parents rely most on physicians, nurses, and friends and extended family 
when making difficult decisions for their critically ill child. Respondents tended to fall into 1 of 2 
groups where the more-spiritual respondents were associated with greater positive affect and 
may be more resistant to depression. 
http://www.ncbi.nlm.nih.gov/pubmed/26651432 
 
McCullough, L. B. (2016). "Physicians' Professionally Responsible Power: A Core 
Concept of Clinical Ethics." J Med Philos 41(1): 1-9. 
 
The gathering of power unto themselves by physicians, a process supported by evidence-
based practice, clinical guidelines, licensure, organizational culture, and other social factors, 
makes the ethics of power--the legitimation of physicians' power--a core concept of clinical 
ethics. In the absence of legitimation, the physician's power over patients becomes 
problematic, even predatory. As has occurred in previous issues of the Journal, the papers in 
the 2016 clinical ethics issue bear on the professionally responsible deployment of power by 
physicians. This introduction explores themes of physicians' power in papers from an 
international group of authors who address autonomy and trust, the virtues of perinatal 
hospice, conjoined twins in ethics and law, addiction and autonomy in clinical research on 
addicting substances, euthanasia of patients with dementia in Belgium, and a pragmatic 
approach to clinical futility. 
http://www.ncbi.nlm.nih.gov/pubmed/26671961 
 
Popejoy, E. (2015). "Parents' experiences of care decisions about children with life-
limiting illnesses." Nurs Child Young People 27(8): 20-24. 
 
AIM: To understand the 'lived experience' of parents throughout the process of making and 
revising end of life care decisions for their child.  
METHOD: Three mothers who had been bereaved participated in semi-structured interviews. 
These were recorded, transcribed and analysed using interpretative phenomenological analysis. 
FINDINGS: Two overarching themes were identified: making decisions and revising and 
implementing end of life care plans. Sub-themes included: who should be the decision maker; 
when discussions should be initiated; the values underpinning the plans; revisiting the plans; 
and barriers and facilitators to their implementation.  
CONCLUSION: Parents understand the importance of planning for the end of their child's life 
but find the process difficult. They also find it a challenge to verbalise their decisions at the end 
of their child's life and value having the decision partly taken away from them. Professionals can 
assist parents by using a non-dissent model of decision making. The parents' values are 
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important in these decisions and should be elicited by professionals during the initial stages of 
decision making. 
http://www.ncbi.nlm.nih.gov/pubmed/26448125 
 
Rahimzadeh, V., Bartlett, G., Longo, C., Crimi, L., Macdonald, M. E., Jabado, N. and Ells, 
C. (2015). "Promoting an ethic of engagement in pediatric palliative care research." BMC 
Palliat Care 14: 50. 
 
BACKGROUND: This paper defends the ethical and empirical significance of direct 
engagement with terminally ill children and adolescents in PPC research on health-related 
quality of life. Clinical trials and other forms of health research have resulted in tremendous 
progress for improving clinical outcomes among children and adolescents diagnosed with a 
life-threatening illness. Less attention has been paid, however, to engaging this patient 
population directly in studies aimed at optimizing health-related quality of life in PPC. Though 
not restricted to care at the end of life, PPC--and by extension PPC research--is in part 
dependent on recognizing the social complexities of death and dying and where health-related 
quality of life is a fundamental element. To explore these complexities in depth requires 
partnership with terminally ill children and adolescents, and acknowledgement of their active 
social and moral agency in research.  
DISCUSSION: Principles of pediatric research ethics, theoretical tenets of the "new sociology of 
the child(hood)," and human rights codified in the United Nations Convention on the Rights of 
the Child (UNCRC) underpin the position that a more engagement-centered approach is 
needed in PPC research. The ethics, sociologies and human rights of engagement will each be 
discussed as they relate to research with terminally ill children and adolescents in PPC. 
Qualitative method(ologies) presented in this paper, such as deliberative stakeholder 
consultations and phenomenology of practice can serve as meaningful vehicles for achieving i) 
participation among terminally ill children and adolescents; ii) evidence-bases for PPC best 
practices; and iii) fulfillment of research ethics principles.  
CONCLUSION: PPC research based on direct engagement with PPC patients better reflects 
their unique expertise and social epistemologies of terminal illness. Such an approach to 
research would strengthen both the ethical and methodological soundness of HRQoL inquiry in 
PPC. 
http://www.ncbi.nlm.nih.gov/pubmed/26474573 
 
Seltzer, R. R., Henderson, C. M. and Boss, R. D. (2016). "Medical foster care: what 
happens when children with medical complexity cannot be cared for by their families?" 
Pediatr Res 79(1-2): 191-196. 
 
Medical interventions for life-threatening pediatric conditions often oblige ongoing and complex 
medical care for survivors. For some children with medical complexity, their caretaking needs 
outstrip their parents' resources and abilities. When this occurs, the medical foster care system 
can provide the necessary health care and supervision to permit these children to live outside of 
hospitals. However, foster children with medical complexity experience extremes of social and 
medical risk, confounding their prognosis and quality of life beyond that of similar children living 
with biologic parents. Medical foster parents report inadequate training and preparation, 
perpetuating these health risks.  
Further, critical decisions that weigh the benefits and burdens of medical interventions for these 
children must accommodate complicated relationships involving foster families, caseworkers, 
biologic families, legal consultants, and clinicians. These variables can delay and undermine 
coordinated and comprehensive care. To rectify these issues, medical homes and written care 
plans can promote collaboration between providers, families, and agencies. Pediatricians 
should receive specialized training to meet the unique needs of this population. National policy 
and research agendas could target medical and social interventions to reduce the need for 
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medical foster care for children with medical complexity, and to improve its quality for those 
children who do. 
http://www.ncbi.nlm.nih.gov/pubmed/26460524 
 
Seo, B. K. (2016). "Caring for Premature Life and Death: The Relational Dynamics of 
Detachment in a NICU." Med Anthropol: 1-12. 
 
Drawing on fieldwork in a neonatal intensive care unit (NICU) in Chiang Mai during 2010 and 
2012, I examine neonatal care as a contingent entanglement of technological and ethical 
relationships with vulnerable others. Along the continuum of universal antenatal and delivery 
care, neonatal medicine becomes a normative part of reproductive health care in Chiang Mai. 
As the NICU opens its door to sick newborns whose belonging to kinship and the nation-state 
is uncertain, neonatal care requires deliberate practices to incorporate them into life-sustaining 
connections. By tracing medical staff's effort to be accountable to their fragile patients, I show 
that withdrawing of intensive care is relational work that requires affective involvement and 
distancing through commensality, prosthetic extensions, and karmic network. This specific 
mode of care, which is premised on the combination of unconditional openness and careful 
detachment, offers insight into a possible enactment of hospitality within biomedical institutions. 
http://www.ncbi.nlm.nih.gov/pubmed/27002791 
 
Tapia, C. and Jarrell, J. A. (2016). "Commentary From a Pediatric Complexologist and a 
Pediatric Palliative Care and Ethics Consultant." Am J Bioeth 16(2): 70-71. 
http://www.ncbi.nlm.nih.gov/pubmed/26832104 
 
Vitali, S. H. and Burns, J. (2015). "Bereaved Parents' Decisions About Organ Donation: 
Known Knowns and Known Unknowns." Pediatr Crit Care Med 16(9): 879-880. 
http://www.ncbi.nlm.nih.gov/pubmed/26536549 
 
Voepel-Lewis, T., Zikmund-Fisher, B. J., Smith, E. L., Redman, R. W., Zyzanski, S. and 
Tait, A. R. (2016). "Parents' Analgesic Trade-Off Dilemmas: How Analgesic Knowledge 
Influences Their Decisions to Give Opioids." Clin J Pain 32(3): 187-195. 
 
OBJECTIVES: Ineffective analgesic decisions in the home may jeopardize the safety and 
comfort of children, yet little is known about factors influencing parental decisions. This study 
explored how parents' analgesic understanding influenced their hypothetical decisions to give 
opioids when faced with important trade-off dilemmas where pain and adverse drug event 
(ADE) symptoms were both present.  
METHODS: A total of 514 parents whose children required opioids after discharge completed 
surveys assessing their Gist ADE Understanding (ie, knowledge of opioid-related ADEs and 
their seriousness) and other comparative analgesic perceptions. Parents then made 
hypothetical decisions to give or withhold prescribed opioids to a postoperative child with 
varying pain levels and serious (oversedation) and nonserious (nausea) ADE symptoms. 
RESULTS: Gist ADE Understanding influenced decisions to withhold opioids for a child with 
nausea/vomiting (beta=0.85 [95% confidence interval (CI), 0.74-0.98]) or oversedation 
(beta=0.86 [95% CI, 0.77-0.97]), but not for one with no ADE (beta=1.00 [95% CI, 0.98-1.02]). 
However, while perceived higher seriousness of oversedation influenced withholding opioids 
when this ADE was present (mean difference=0.36 [95% CI, 0.11-0.61], P=0.005), knowledge 
that oversedation was possible did not by itself affect behavior (odds ratio=0.80 [95% CI, 0.50-
1.29], P=0.362).  
DISCUSSION: These data suggest that gist understanding of ADE seriousness, not just its 
possible presence, is needed to facilitate safe analgesic decisions. Importantly, higher overall 
ADE understanding did not influence parents' opioid decisions in the presence of high pain and 
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absence of ADEs. Thus, risk information about specific ADEs is unlikely to dissuade parents 
from efforts to manage pain but may improve their decisions if ADEs should occur. 
http://www.ncbi.nlm.nih.gov/pubmed/25232863 
 
Wilkinson, D. and Nair, T. (2016). "Harm isn't all you need: parental discretion and 
medical decisions for a child." J Med Ethics 42(2): 116-118. 
http://www.ncbi.nlm.nih.gov/pubmed/26685150 
 
Williams, L., Kennedy, K. and Boss, R. D. (2015). "The decision to donate: helping 
families make meaning during neonatal loss. In response to: anencephalic organ donation 
after cardiac death: practicalities and ethics-a case report." J Perinatol 35(10): 777-778. 
http://www.ncbi.nlm.nih.gov/pubmed/26412403 
 
Xafis, V., Watkins, A. and Wilkinson, D. (2015). "Death talk: Basic linguistic rules and 
communication in perinatal and paediatric end-of-life discussions." Patient Educ Couns. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26561310 
 
Zaal-Schuller, I. H., de Vos, M. A., Ewals, F. V., van Goudoever, J. B. and Willems, D. L. 
(2016). "End-of-life decision-making for children with severe developmental disabilities: 
The parental perspective." Res Dev Disabil 49-50: 235-246. 
 
BACKGROUND AND AIMS: The objectives of this integrative review were to understand how 
parents of children with severe developmental disorders experience their involvement in end-of-
life decision-making, how they prefer to be involved and what factors influence their decisions. 
METHODS AND PROCEDURES: We searched MEDLINE, EMBASE, CINAHL and PsycINFO. 
The search was limited to articles in English or Dutch published between January 2004 and 
August 2014. We included qualitative and quantitative original studies that directly investigated 
the experiences of parents of children aged 0-18 years with severe developmental disorders for 
whom an end-of-life decision had been considered or made.  
OUTCOMES AND RESULTS: We identified nine studies that met all inclusion criteria. 
Reportedly, parental involvement in end-of-life decision-making varied widely, ranging from 
having no involvement to being the sole decision-maker. Most parents preferred to actively 
share in the decision-making process regardless of their child's specific diagnosis or 
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comorbidity. The main factors that influenced parents in their decision-making were: their 
strong urge to advocate for their child's best interests and to make the best (possible) decision. 
In addition, parents felt influenced by their child's visible suffering, remaining quality of life and 
the will they perceived in their child to survive.  
CONCLUSIONS AND IMPLICATIONS: Most parents of children with severe developmental 
disorders wish to actively share in the end-of-life decision-making process. An important 
emerging factor in this process is the parents' feeling that they have to stand up for their child's 
interests in conversations with the medical team. 
http://www.ncbi.nlm.nih.gov/pubmed/26741261 
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Education, Research and Professional Issues 
 

(2016). "A new clinical guideline from the Royal College of Paediatrics and Child Health 
with a national awareness campaign accelerates brain tumor diagnosis in UK children-
"HeadSmart: Be Brain Tumour Aware"." Neuro Oncol 18(3): 445-454. 
 
BACKGROUND: A national survey in 2006 identified that UK referral practice for pediatric CNS 
tumors ranked poorly in international comparisons, which led to new National Health Service 
(NHS) Evidence accredited referral guidelines published in 2008 by the Royal College of 
Paediatrics and Child Health and a campaign to raise awareness of early features of CNS 
tumors and the need for timely imaging.  
METHODS: The "HeadSmart: Be Brain Tumour Aware" campaign was launched in June 2011 
across the UK as a quality improvement strategy directed at reducing the total diagnostic 
interval (TDI) from a pre-campaign (2006) median of 14 (mean, 35.4) weeks to a target of 5 
weeks in order to equal the best reported internationally. Professional and public awareness 
was measured by questionnaire surveys. TDI was collected by clinical champions in 18 regional 
children's cancer centers and the public campaign was coordinated by a national charity, 
working with a network of community champions.  
RESULTS: The guidelines and campaign raised awareness among pediatricians and were 
associated with reduction in TDI to a median of 6.7 (mean, 21.3) weeks by May 2013. This 
change in referral practice was most pronounced in the time from first medical contact to CNS 
imaging, for which the median was reduced from 3.3 to 1.4 weeks between January 2011 and 
May 2013 (P = .009).  
CONCLUSION: This strategy to accelerate brain tumor diagnosis by the NHS using a public 
and professional awareness campaign is a "world first" in pediatric cancer and is being 
emulated internationally and acknowledged by a series of NHS and charity awards for 
excellence. 
http://www.ncbi.nlm.nih.gov/pubmed/26523066 
 
Abdel Razeq, N. M. (2016). "Barriers That Impede the Provision of Pain Care to Neonates 
by Nurses in Jordan." J Obstet Gynecol Neonatal Nurs 45(3): 371-377. 
 
OBJECTIVE: To describe perceived barriers to neonatal pain care and suggest strategies to 
overcome these barriers among NICU nurses in Jordan.  
DESIGN: Descriptive study.  
SETTING: Eighteen NICUs in Jordan.  
PARTICIPANTS: One hundred eighty-four neonatal nurses. METHODS: Nurses completed a 
questionnaire on perceived barriers to neonatal pain care. Descriptive statistics were used to 
analyze the data.  
RESULTS: One of the main issues that hindered the effective practice of neonatal pain care 
was the underuse of structured pain measurements, especially for painful procedures (72%). 
Furthermore, participants indicated minimal knowledge about pain medication for neonates 
(66%) and feared adverse effects (50%). The participants received inadequate training about 
neonatal pain care during their initial orientation (24%) and while in service (19%). Participants 
perceived low interprofessional appreciation of any input into pain care decisions (72%). Finally, 
only 39% of participants supported the involvement of parents in pain care for their neonates, 
and 82% were against it during painful procedures.  
CONCLUSION: Efforts to improve neonatal pain care should focus on improving nurses' 
knowledge about neonatal pain, increasing competencies and involvement in pain 
management options, and improving channels of professional communication about neonatal 
pain. 
http://www.ncbi.nlm.nih.gov/pubmed/26968240 
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Axelin, A., Anderzen-Carlsson, A., Eriksson, M., Polkki, T., Korhonen, A. and Franck, L. S. 
(2015). "Neonatal Intensive Care Nurses' Perceptions of Parental Participation in Infant 
Pain Management: A Comparative Focus Group Study." J Perinat Neonatal Nurs 29(4): 
363-374. 
 
This comparative focus group study explored nurses' experiences and perceptions regarding 
parental participation in infant pain management in the neonatal intensive care unit (NICU). A 
total of 87 nurses from 7 NICUs in Finland, Sweden, and the United States participated in 
focus-group interviews (n = 25). Data were analyzed using deductive and inductive thematic 
analysis.  
Nurses' experiences and perceptions varied considerably, from nurses being in control, to 
nurses sharing some control with parents, to nurse-parent collaboration in infant pain 
management. When nurses controlled pain management, parents were absent or passive. In 
these cases, the nurses believed this led to better pain control for infants and protected parents 
from emotional distress caused by infant pain. When nurses shared control with parents, they 
provided information and opportunities for participation. They believed parent participation was 
beneficial, even if it caused nurses or parents anxiety. When nurses collaborated with parents, 
they negotiated the optimal pain management approach for an individual infant. The 
collaborative approach was most evident for the nurses in the Swedish NICUs and somewhat 
evident in the NICUs in Finland and the United States. Further research is needed to address 
some nurses' perceptions and concerns and to facilitate greater consistency in the application 
of evidence-based best practices. 
http://www.ncbi.nlm.nih.gov/pubmed/26505851 
 
Axelrod, D. M., Alten, J. A., Berger, J. T., Hall, M. W., Thiagarajan, R. and Bronicki, R. A. 
(2015). "Immunologic and Infectious Diseases in Pediatric Cardiac Critical Care: 
Proceedings of the 10th International Pediatric Cardiac Intensive Care Society 
Conference." World J Pediatr Congenit Heart Surg 6(4): 575-587. 
 
Since the inception of the Paediatric Cardiac Intensive Care Society (PCICS) in 2003, 
remarkable advances in the care of children with critical cardiac disease have been developed. 
Specialized surgical approaches, anaesthesiology practices, and intensive care management 
have all contributed to improved outcomes. However, significant morbidity often results from 
immunologic or infectious disease in the perioperative period or during a medical intensive care 
unit admission. The immunologic or infectious illness may lead to fever, which requires the 
attention and resources of the cardiac intensivist. Frequently, cardiopulmonary bypass leads to 
an inflammatory state that may present hemodynamic challenges or complicate postoperative 
care. 
 
However, inflammation unchecked by a compensatory anti-inflammatory response may also 
contribute to the development of capillary leak and lead to a complicated intensive care unit 
course. Any patient admitted to the intensive care unit is at risk for a hospital acquired infection, 
and no patients are at greater risk than the child treated with mechanical circulatory support. In 
summary, the prevention, diagnosis, and management of immunologic and infectious diseases 
in the pediatric cardiac intensive care unit is of paramount importance for the clinician. This 
review from the tenth PCICS International Conference will summarize the current knowledge in 
this important aspect of our field. 
http://www.ncbi.nlm.nih.gov/pubmed/26467872 
 
Azzizadeh Forouzi, M., Banazadeh, M., Ahmadi, J. S. and Razban, F. (2015). "Barriers of 
Palliative Care in Neonatal Intensive Care Units: Attitude of Neonatal Nurses in Southeast 
Iran." Am J Hosp Palliat Care. 
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OBJECTIVE: Neonatal nurses face numerous barriers in providing end-of-life (EOL) care for 
neonates and their families. Addressing neonatal nurses' attitudes could provide insight into 
barriers that impede neonatal palliative care (NPC). This study thus conducted to examine 
neonatal nurses' attitude toward barriers in providing NPC in Southeast Iran.  
METHOD: In this cross-sectional study, a translated modified version of Neonatal Palliative Care 
Attitude Scale was used to examine attitudes of 70 nurses toward barriers of palliative care in 3 
neonatal intensive care units in Southeast Iran.  
RESULTS: Findings indicated that overall 42.63% of nurses were strongly agreed or agreed 
with the proposed barriers in NPC. Among all categories, the highest and the lowest scores 
belonged to the categories of "insufficient resources" (3.42 +/- 0.65) and "inappropriate 
personal and social attitudes" (2.33 +/- 0.48), respectively. Neonatal nurses who had less 
education and study regarding NPC reported the presence of more barriers to NPC in the 
categories of "inappropriate organizational culture" and/or "inadequate nursing proficiency." 
Also, younger nurses had more positive attitudes toward the category of inappropriate 
organizational culture as being a barrier to provision of NPC (4.62).  
CONCLUSION: The findings suggest that developing a context-based instrument is required to 
represent the barrier more precisely. Neonatal palliative care can be improved by establishing a 
special environment to focus on infants' EOL care. This establishment requires standard 
palliative care guidelines and adequate NPC-trained nurses. 
http://www.ncbi.nlm.nih.gov/pubmed/26602317 
 
Badarau, D. O., Wangmo, T., Ruhe, K. M., Miron, I., Colita, A., Dragomir, M., Schildmann, 
J. and Elger, B. S. (2015). "Parents' Challenges and Physicians' Tasks in Disclosing 
Cancer to Children. A Qualitative Interview Study and Reflections on Professional Duties 
in Pediatric Oncology." Pediatr Blood Cancer 62(12): 2177-2182. 
 
BACKGROUND: Professional guidelines encourage physicians to provide children with as 
much information regarding their health as deemed developmentally and emotionally 
appropriate. However, empirical research indicates that in clinical practice, an open discussion 
with children about cancer is often lacking. This study explores impeding factors to and 
possible strategies for open communication of cancer diagnosis to children from the 
perspectives of parents and physicians.  
PROCEDURE: Semi-structured interviews were conducted with 18 parents of children with 
cancer and 10 treating oncologists. The patient sample was obtained from three paediatric 
units in Romania. Interviews were transcribed verbatim and interpreted using thematic analysis. 
Inductive open-coding procedures identified participants' accounts regarding their experiences 
with cancer diagnosis and treatment. Final themes were selected by grouping codes that 
formed a pattern in the data.  
RESULTS: An interplay of mainly three different factors-information overload and emotional 
turmoil, lack of knowledge and skills for disclosing the diagnosis, and assumptions about 
burdening the child when discussing cancer-restricted parent-patient communication and 
subsequently affected physician-patient exchanges. Oncologists recommended open 
communication at diagnosis, but left the final decision to the parents. They adapted their 
communication style with patients to parents' preference.  
CONCLUSIONS: Although physicians need to respect the wishes of children's legal 
representatives, they also have a duty to promote patients' best interests. We recommend that 
physicians employ a proactive stance in ensuring that children with cancer are appropriately 
informed about their diagnosis. In case of parents' arduous objections to full disclosure, an 
ethical consultation should be considered. 
 
Baird, J., Rehm, R. S., Hinds, P. S., Baggott, C. and Davies, B. (2016). "Do You Know My 
Child? Continuity of Nursing Care in the Pediatric Intensive Care Unit." Nurs Res 65(2): 
142-150. 
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BACKGROUND: Parents of children with complex, chronic conditions report a desire for 
continuity of care, but relatively little is known about the ways in which nursing continuity of care 
occurs and the extent to which it is delivered in the inpatient setting.  
OBJECTIVES: The objective of this analysis, which arose from a study on best practices in 
parent/nurse interactions in the pediatric intensive care unit (PICU), was to explore the delivery 
of continuity of nursing care in the PICU from the perspective of both parents and nurses.  
METHODS: A qualitative, grounded theory study using situational analysis was conducted with 
seven parents and 12 nurse participants from a single PICU. Data sources included in-depth 
interviews, observation, and organizational written materials. Data were coded and analyzed 
using memoing and situational and positional maps to highlight emerging themes, context, and 
positions within the data.  
RESULTS: Parents repeatedly endorsed a desire for continuity of nursing care, wanting to 
ensure that the bedside nurse valued their child as an individual and understood the 
complexities of the child's care regimen. Nurses understood this need but faced both 
contextual and personal challenges to achieving continuity, including fluctuations in staffing 
needs, training demands, fear of emotional entanglement, and concern for missed learning 
opportunities.  
DISCUSSION: Continuity of nursing care is highly valued by parents of children with complex 
chronic condition in the PICU, but significant barriers to optimal delivery exist within the current 
critical care environment. Mechanisms for supporting nurses to deliver continuity of care are 
needed, as are alternative ways to help parents feel that all nurses caring for their child have the 
knowledge necessary to deliver safe and compassionate care. 
http://www.ncbi.nlm.nih.gov/pubmed/26207515 
 
Balkin, E. M., Thompson, D., Colson, K. E., Lam, C. G. and Matthay, K. K. (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. 
http://www.ncbi.nlm.nih.gov/pubmed/26784890 
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Bartlow, K. L., Cartwright, S. B. and Shefferly, E. K. (2016). "Nurses' Knowledge and 
Adherence To Sudden Infant Death Syndrome Prevention Guidelines." Pediatr Nurs 42(1): 
7-13. 
 
The American Academy of Pediatrics (AAP) defines standard guidelines for infant positioning 
and sleep environment to reduce the rate of sudden infant death syndrome (SIDS), but recent 
data on nurses' knowledge and adherence to these guidelines in hospital settings are limited. 
An observational, quantitative, and descriptive study was conducted on well-baby postpartum 
nurseries at two urban Washington, DC, hospitals. Sixty-six direct observations of infant 
position and crib environment were conducted, and a 17-question survey was administered to 
determine nurses' knowledge and practice regarding AAP SIDS prevention guidelines. Of 
observed sleeping conditions, 69.7% failed the guidelines for infant positioning, crib 
environment, or both, despite nurses' reporting knowledge of the AAP guidelines. Further 
research is needed to determine if the study's findings are consistent with hospitals elsewhere, 
and to better understand the disconnect between nurses' knowledge and behavior regarding 
SIDS prevention guidelines. 
http://www.ncbi.nlm.nih.gov/pubmed/27019936 
 
Berger, J., Polivka, B., Smoot, E. A. and Owens, H. (2015). "Compassion Fatigue in 
Pediatric Nurses." J Pediatr Nurs 30(6): e11-17. 
 
Compassion fatigue in nursing has been shown to impact the quality of patient care and 
employee satisfaction and engagement. The aims of this study were to determine the 
prevalence and severity of compassion fatigue among pediatric nurses and variations in 
prevalence based on respondent demographics using a cross-sectional survey design. Nurses 
under 40 years of age, with 6-10 years of experience and/or working in a medical-surgical unit 
had significantly lower compassion satisfaction and higher levels of burnout. Secondary 
traumatic stress from caring for children with severe illness or injury or end of life was a key 
contributor to compassion fatigue. 
http://www.ncbi.nlm.nih.gov/pubmed/25800590 
 
Bloomer, M. J., Endacott, R., Copnell, B. and O'Connor, M. (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. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26687773 
 
Bluebond-Langner, M., Chambers, L., Lapwood, S. and Noyes, J. (2016). "Promoting 
high quality research with life-limited children and their families: Establishment of a joint 
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research group between Together for Short Lives and the Association for Paediatric 
Palliative Medicine." J Adv Nurs. 
http://www.ncbi.nlm.nih.gov/pubmed/26732458 
 
Caes, L., Boerner, K. E., Chambers, C. T., Campbell-Yeo, M., Stinson, J., Birnie, K. A., 
Parker, J. A., Huguet, A., Jordan, A., MacLaren Chorney, J., Schinkel, M. and Dol, J. 
(2016). "A comprehensive categorical and bibliometric analysis of published research 
articles on pediatric pain from 1975 to 2010." Pain 157(2): 302-313. 
 
The field of pediatric pain research began in the mid-1970s and has undergone significant 
growth and development in recent years as evidenced by the variety of books, conferences, 
and journals on the topic and also the number of disciplines engaged in work in this area. Using 
categorical and bibliometric meta-trend analysis, this study offers a synthesis of research on 
pediatric pain published between 1975 and 2010 in peer-reviewed journals. Abstracts from 
4256 articles, retrieved from Web of Science, were coded across 4 categories: article type, 
article topic, type and age of participants, and pain stimulus. The affiliation of the first author 
and number of citations were also gathered. The results suggest a significant increase in the 
number of publications over the time period investigated, with 96% of the included articles 
published since 1990 and most research being multiauthored publications in pain-focused 
journals. First authors were most often from the United States and affiliated with a medical 
department. Most studies were original research articles; the most frequent topics were pain 
characterization (39.86%), pain intervention (37.49%), and pain assessment (25.00%). Clinical 
samples were most frequent, with participants most often characterized as children (6-12 
years) or adolescents (13-18 years) experiencing chronic or acute pain. The findings provide a 
comprehensive overview of contributions in the field of pediatric pain research over 35 years 
and offers recommendations for future research in the area. 
http://www.ncbi.nlm.nih.gov/pubmed/26529270 
 
Carnevale, F. A., Farrell, C., Cremer, R., Seguret, S., Canoui, P., Leclerc, F., Lacroix, J. 
and Hubert, P. (2016). "Communication in pediatric critical care: A proposal for an 
evidence-informed framework." J Child Health Care 20(1): 27-36. 
 
The aim of this investigation was to conduct a comprehensive examination of communication 
between parents and health care professionals (HCPs) in the pediatric intensive care unit 
(PICU). A secondary analysis was performed on data from 3 previous qualitative studies, which 
included 30 physicians, 37 nurses, and 38 parents in France and Quebec (Canada). All three 
studies examined a mix of cases where children either survived or died. All data referring to 
communication between parents (and patients when applicable) and HCPs were examined to 
identity themes that related to communication. Thematic categories for parents and HCPs were 
developed. Three interrelated dimensions of communication were identified: (1) informational 
communication, (2) relational communication, and (3) communication and parental coping. 
Specific themes were identified for each of these 3 dimensions in relation to parental concerns 
as well as HCP concerns. This investigation builds on prior research by advancing a 
comprehensive analysis of PICU communication that includes (a) cases where life-sustaining 
treatments were withdrawn or withheld as well as cases where they were maintained, (b) data 
from HCPs as well as parents, and (c) investigations conducted in 4 different sites. An 
evidence-informed conceptual framework is proposed for PICU communication between 
parents and HCPs. We also outline priorities for the development of practice, education, and 
research. 
http://www.ncbi.nlm.nih.gov/pubmed/25038056 
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Chanchlani, N., Harewood, C., Hossain, U. and Leigh, A. (2015). "Better Transition 
Readiness for Adolescents Begins With Effective Communication." J Pediatr Hematol 
Oncol 37(7): 574-575. 
http://www.ncbi.nlm.nih.gov/pubmed/26207774 
 
Chen, N. Y. and Wu, S. (2016). "When Intensive Care Is Too Intense: Variations in 
Standard Practices Across Hospital Acuity Levels." Hosp Pediatr 6(3): 179-182. 
http://www.ncbi.nlm.nih.gov/pubmed/26908822 
 
Coyne, I., Amory, A., Gibson, F. and Kiernan, G. (2016). "Information-sharing between 
healthcare professionals, parents and children with cancer: more than a matter of 
information exchange." Eur J Cancer Care (Engl) 25(1): 141-156. 
 
This study examined participants' views on children's participation in information-sharing and 
communication interactions. A descriptive qualitative approach was taken with individual 
interviews held with children (The term 'children' is used to denote both children and 
adolescents and to avoid cumbersome repetition.) aged 7-16 years (n = 20), their parents (n = 
22) and healthcare professionals (n = 40) at a children's hospital in Ireland. Data were analysed 
using the constant comparative method and managed with NVivo (version 8). The findings 
indicate that professionals strongly supported an open and honest approach to information-
sharing; however, this viewpoint was not shared by all parents. The need to maintain hope and 
spirit and promote an optimistic identity influenced the amount and type of information shared 
by parents. Children trusted their parents to share information, and valued their parents' role as 
interpreters of information, advocates, and communication buffers. Most professionals 
endorsed parents' primacy as managers of information but experienced difficulty navigating a 
restricted stance. This study adds important insights into the complexities of information-
sharing in triadic encounters. Professionals need to maintain an open mind about information-
sharing strategies families may choose, remain sensitive to parents and children's information 
requirements and adopt a flexible approach to information provision. 
http://www.ncbi.nlm.nih.gov/pubmed/26537295 
 
De Lima, L. and Pastrana, T. (2016). "Opportunities for Palliative Care in Public Health." 
Annu Rev Public Health 37: 357-374. 
 
In May 2014, the World Health Assembly, of the World Health Organization (WHO), 
unanimously adopted a palliative care (PC) resolution, which outlines clear recommendations to 
the United Nations member states, such as including PC in national health policies and in the 
undergraduate curricula for health care professionals, and highlights the critical need for 
countries to ensure that there is an adequate supply of essential PC medicines, especially 
those needed to alleviate pain. This resolution also carries great challenges: Every year over 20 
million patients (of which 6% are children) need PC at the end of life (EOL). However, in 2011, 
approximately three million patients received PC, and only one in ten people in need is currently 
receiving it. We describe this public health situation and systems failure, the history and 
evolution of PC, and the components of the WHO public health model. We propose a role for 
public health for PC integration in community settings to advance PC and relieve suffering in the 
world. 
http://www.ncbi.nlm.nih.gov/pubmed/26989831 
Ellis, A., Chebsey, C., Storey, C., Bradley, S., Jackson, S., Flenady, V., Heazell, A. and 
Siassakos, D. (2016). "Systematic review to understand and improve care after stillbirth: a 
review of parents' and healthcare professionals' experiences." BMC Pregnancy Childbirth 
16: 16. 
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BACKGROUND: 2.7 million babies were stillborn in 2015 worldwide; behind these statistics lie 
the experiences of bereaved parents. The first Lancet series on stillbirth in 2011 described 
stillbirth as one of the "most shamefully neglected" areas of public health, recommended 
improving interaction between families and frontline caregivers and made a plea for increased 
investment in relevant research. METHODS: A systematic review of qualitative, quantitative and 
mixed-method studies researching parents and healthcare professionals experiences of care 
after stillbirth in high-income westernised countries (Europe, North America, Australia and 
South Africa) was conducted. The review was designed to inform research, training and 
improve care for parents who experience stillbirth. RESULTS: Four thousand four hundred 
eighty eight abstracts were identified; 52 studies were eligible for inclusion. Synthesis and 
quantitative aggregation (meta-summary) was used to extract findings and calculate frequency 
effect sizes (FES%) for each theme (shown in italics), a measure of the prevalence of that 
finding in the included studies. Researchers' areas of interest may influence reporting of 
findings in the literature and result in higher FES sizes, such as; support memory making (53%) 
and fathers have different needs (18%). Other parental findings were more unexpected; Parents 
want increased public awareness (20%) and for stillbirth care to be prioritised (5%). Parental 
findings highlighted lessons for staff; prepare parents for vaginal birth (23%), discuss concerns 
(13%), give options & time (20%), privacy not abandonment (30%), tailored post-mortem 
discussions (20%) and post-natal information (30%). Parental and staff findings were often 
related; behaviours and actions of staff have a memorable impact on parents (53%) whilst staff 
described emotional, knowledge and system-based barriers to providing effective care (100%). 
Parents reported distress being caused by midwives hiding behind 'doing' and ritualising 
guidelines whilst staff described distancing themselves from parents and focusing on tasks as 
coping strategies. Parents and staff both identified the need for improved training (parents 25% 
& staff 57%); continuity of care (parents 15% & staff 36%); supportive systems & structures 
(parents 50%); and clear care pathways (parents 5%). CONCLUSIONS: Parents' and 
healthcare workers' experiences of stillbirth can inform training, improve the provision of care 
and highlight areas for future research. 
http://www.ncbi.nlm.nih.gov/pubmed/26810220 
 
Errington, J., Malik, G., Evans, J., Baston, J., Parry, A., Price, L., Johnstone, H., Peters, 
S., Oram, V., Howe, K., Whiteley, E., Tunnacliffe, J. and Veal, G. J. (2016). "Investigating 
the Experiences of Childhood Cancer Patients and Parents Participating in Optional 
Nontherapeutic Clinical Research Studies in the UK." Pediatr Blood Cancer 63(7): 1193-
1197. 
 
BACKGROUND: While the majority of childhood cancer clinical trials are treatment related, 
additional optional research investigations may be carried out that do not directly impact on 
treatment. It is essential that these studies are conducted ethically and that the experiences of 
families participating in these studies are as positive as possible. METHODS: A questionnaire 
study was carried out to investigate the key factors that influence why families choose to 
participate in optional nontherapeutic research studies, the level of understanding of the trials 
involved, and the experiences of participation. RESULTS: A total of 100 participants from six 
UK centers were studied; 77 parents, 10 patients >16 years, and 13 patients aged 8-15 years. 
Ninety-seven percent of parents and 90% of patients felt that information provided prior to 
study consent was of the right length, with 52% of parents and 65% of patients fully 
understanding the information provided. Seventy-four percent of parents participated in 
research studies in order to "do something important", while 74% of patients participated "to 
help medical staff". Encouragingly, <5% of participants felt that their clinical care would be 
negatively affected if they did not participate. Positive aspects of participation included a 
perception of increased attention from medical staff. Negative aspects included spending 
longer periods in hospital and the requirement for additional blood samples. Ninety-six percent 
of parents and 87% of patients would participate in future studies. CONCLUSIONS: The study 
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provides an insight into the views of childhood cancer patients and their parents participating in 
nontherapeutic clinical research studies. Overwhelmingly, the findings suggest that participation 
is seen as a positive experience. 
http://www.ncbi.nlm.nih.gov/pubmed/26928983 
 
Evans, N. (2016). "Drop in one-to-one nursing linked with infant mortality." Nurs Child 
Young People 28(2): 7. 
 
A REDUCTION in one-to-one nursing in neonatal intensive care units has been linked in a new 
study to a higher death rate. 
http://www.ncbi.nlm.nih.gov/pubmed/26954629 
 
Feraco, A. M., Brand, S. R., Mack, J. W., Kesselheim, J. C., Block, S. D. and Wolfe, J. 
(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 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. 
http://www.ncbi.nlm.nih.gov/pubmed/26822066 
 
Fishering, R., Broeder, J. L. and Donze, A. (2016). "A Qualitative Study: NICU Nurses as 
NICU Parents." Adv Neonatal Care 16(1): 74-86. 
 
BACKGROUND: The neonatal intensive care unit (NICU) nurse who has become a NICU 
mother is in a unique position to evaluate the NICU experience. Because of her professional 
experience, she has an understanding of the NICU and healthcare environment. PURPOSE: 
This study examines the lived experiences of these women, how they coped with their roles as 
professionals and parents, and how their responses differed from those of NICU mothers 
without professional NICU experience.  
METHODS: A narrative qualitative design was utilized to examine the lived experiences of study 
participants. Face-to-face taped interviews were conducted. Responses were transcribed, then 
analyzed using both computer-assisted data analysis and manual analysis.  
RESULTS: Six nurses participated. Their responses were grouped into 6 categories on the 
basis of previous research. These participants experienced many of the same issues as NICU 
mothers without professional experience. However, there were meaningful differences. NICU 
nurses were vocal advocates from the first day of admission. They were also knowledgeable 
about how to negotiate and work around the system.  
IMPLICATIONS FOR PRACTICE: NICU nurses who have had the experience of having an infant 
in the NICU have seen the healthcare system from both sides and can be advocates for family-
centered care, helping their coworkers understand what works and what does not work for 
NICU families.  
IMPLICATIONS FOR RESEARCH: Qualitative research focused on the experiences of 
healthcare team members who utilize the healthcare system as patients or family members can 
provide an articulate and educated insight into the experiences of all who use the healthcare 
system. 
http://www.ncbi.nlm.nih.gov/pubmed/26372040 
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Fowlie, P. and Carragher, P. (2015). "Commentary on the palliative care for children: 
education, collaboration and compassion." Child Care Health Dev 41(6): 1246-1247. 
http://www.ncbi.nlm.nih.gov/pubmed/26769554 
 
Garten, L., Glockner, S., Siedentopf, J. P. and Buhrer, C. (2015). "Primary palliative care 
in the delivery room: patients' and medical personnel's perspectives." J Perinatol 35(12): 
1000-1005. 
 
OBJECTIVE: To investigate circumstances of primary palliative care (PPC) in the delivery room 
(DR), medical personnel's experience with neonates who died under PPC in the DR and 
perceived sources of care-related distress in DR staff.  
STUDY DESIGN: Retrospective chart review of all neonates who were cared for under PPC in 
the DR during the years 2000-2010 at Charite University Medical Center Berlin, and structured 
face-to-face interviews with DR nursing staff and physicians.  
RESULT: Neonates undergoing PPC could be grouped as preterm infants at the limits of 
viability with a gestational age between 22 (0)/7 and 23 (6)/7 weeks (n=86, 76%) and newborn 
infants with complex chronic conditions (n=27, 24%). The median age of neonates at death 
was 59 min (interquartile range [IQR] 28-105 min). Most of DR staff did not report relevant signs 
of distress in dying neonates, and providing palliative care was not named as a relevant care-
related source of distress by medical personnel. However, half of the participants reported on 
high degrees of caregiver's emotional distress in PPC situations, identifying insecurity of how to 
communicate with parents and to provide emotional support as the most common source of 
distress.  
CONCLUSION: Caregiver's emotional distress primarily originates from providing support to 
parents and not from providing medical care to the dying newborn. Implications for future 
practice include the need for structured education to improve DR staff's communication and 
counselling skills related to parents in PPC situations. 
http://www.ncbi.nlm.nih.gov/pubmed/26491848 
 
Gluyas, H. and Hookham, E. M. (2016). "Human factors and the death of a child in 
hospital: a case review." Nurs Stand 30(31): 46-51. 
 
Learning from adverse events and errors is important if systems and processes are to be 
improved and to minimise the likelihood of similar events in the future. This article uses the 
report from a coroner's inquest into the death of a seven-year-old child in hospital to examine 
errors that contributed to the child's death. These errors are reviewed from a human factors 
perspective. The article provides an overview of error causation concepts and offers strategies 
that healthcare organisations can implement to reduce the incidence of such errors. 
http://www.ncbi.nlm.nih.gov/pubmed/27027197 
 
Granek, L., Barrera, M., Scheinemann, K. and Bartels, U. (2015). "When a child dies: 
pediatric oncologists' follow-up practices with families after the death of their child." 
Psychooncology 24(12): 1626-1631. 
OBJECTIVES: Follow-up practices with bereaved families are considered a part of good 
medical care, yet little is known about pediatric oncologists' protocol with families when their 
patients die. The objective of this study was to examine follow-up practices employed by 
pediatric oncologists after patient death using an in-depth qualitative analysis.  
METHODS: The Grounded Theory method of data collection and analysis was used. Twenty-
one pediatric oncologists at two Canadian pediatric hospitals were interviewed about their 
follow-up practices with bereaved families after patients died. Line-by-line coding was used to 
establish codes and themes, and constant comparison was used to establish relationships 
among emerging codes and themes.  
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RESULTS: Pediatric oncologists actively engage in follow-up practices that include making 
phone calls, sending an email or condolence card, attending funerals or visitations, having long-
term and short-term meetings with parents, and attending hospital or departmental memorials 
for the deceased child. Attending funerals or visitations was less frequent and varied widely 
across pediatric oncologists. Reasons for not participating in bereavement follow-up practices 
included logistical, emotional, and practical considerations.  
CONCLUSIONS: While the majority of pediatric oncologists at two Canadian centers engage in 
some follow-up practices with bereaved families, these practices are complex and challenging 
because of the emotional nature of these interactions. Medical institutions should provide both 
structured time for this follow-up work with families, as well as medical education and financial 
and emotional support to pediatric oncologists who continue caring for these families long after 
their child has died. 
http://www.ncbi.nlm.nih.gov/pubmed/25707675 
 
Granek, L., Barrera, M., Scheinemann, K. and Bartels, U. (2016). "Pediatric oncologists' 
coping strategies for dealing with patient death." J Psychosoc Oncol 34(1-2): 39-59. 
 
This research examined pediatric oncologists coping strategies when their patients died of 
cancer. Twenty-one pediatric oncologists at 2 Canadian pediatric academic hospitals were 
interviewed about their coping strategies when patients died or were in the process of dying. 
The grounded theory method of data collection and data analysis were used. Line-by-line 
coding was used to establish codes and themes and constant comparison was used to 
establish relations among emerging codes and themes. Pediatric oncologists used 
engagement coping strategies with primary and secondary responses including emotional 
regulation (social support and religion), problem solving (supporting families at end of life), 
cognitive restructuring (making a difference and research), and distraction (breaks, physical 
activity, hobbies and entertainment, spending time with own children). They also used 
disengagement coping strategies that included voluntary avoidance (compartmentalization and 
withdrawing from families at end of life). Given the chronic nature of patient death in pediatric 
oncology and the emotionally difficult nature of this work, medical institutions such as hospitals 
have a responsibility to assist pediatric oncologists in coping with this challenging aspect of 
their work. Future research is needed to evaluate how best to implement these changes on the 
institutional level to help oncologists cope with patient death and the effect of using these 
strategies on their quality of life. 
http://www.ncbi.nlm.nih.gov/pubmed/26865337 
 
Granhagen Jungner, J., Tiselius, E., Lutzen, K., Blomgren, K. and Pergert, P. (2016). 
"Creating a Meeting Point of Understanding: Interpreters' Experiences in Swedish 
Childhood Cancer Care." J Pediatr Oncol Nurs 33(2): 137-145. 
 
PURPOSE: Children and families with a foreign background and limited Swedish proficiency 
have to communicate through interpreters in childhood cancer care centers in Sweden. 
Interpreter-mediated events deal with many difficulties that potentially hinder the transfer of 
information. The purpose of our study was to explore interpreters' experiences of interpreting 
between health care staff and limited Swedish proficiency patients/families in childhood cancer 
care.  
DESIGN: Using purposive samples, we interviewed 11 interpreters individually. The interviews 
were analyzed using qualitative content analysis.  
FINDINGS: Analyses of the data resulted in the main theme of creating a meeting point of 
understanding, constructed from 3 subthemes: balancing between cultures, bridging the gaps 
of knowledge, and balancing between compassion and professionalism.  
DISCUSSION: Our result shows that in order to create a sustainable meeting point of 
understanding, it is necessary to explain both the context and cultural differences. These 
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results suggest that the responsibility for information transfer lies with both the health care 
profession and the interpreters. Tools have to be developed for both parties to contribute to 
creating the meeting point of understanding. 
http://www.ncbi.nlm.nih.gov/pubmed/26458415 
 
Green, J., Darbyshire, P., Adams, A. and Jackson, D. (2016). "It's agony for us as well: 
Neonatal nurses reflect on iatrogenic pain." Nurs Ethics 23(2): 176-190. 
 
BACKGROUND: Improved techniques and life sustaining technology in the neonatal intensive 
care unit have resulted in an increased probability of survival for extremely premature babies. 
The by-product of the aggressive treatment is iatrogenic pain, and this infliction of pain can be 
a cause of suffering and distress for both baby and nurse.  
RESEARCH QUESTION: The research sought to explore the caregiving dilemmas of neonatal 
nurses when caring for extremely premature babies. This article aims to explore the issues 
arising for neonatal nurses when they inflict iatrogenic pain on the most vulnerable of human 
beings - babies </=24 weeks gestation.  
PARTICIPANTS: Data were collected via a questionnaire to Australian neonatal nurses and 
semi-structured interviews with 24 neonatal nurses in New South Wales, Australia.  
ETHICAL CONSIDERATION: Ethical processes and procedures set out by the ethics 
committee have been adhered to by the researchers.  
FINDINGS: A qualitative approach was used to analyse the data. The theme 'inflicting pain' 
comprised three sub-themes: 'when caring and torture are the same thing', 'why are we doing 
this!' and 'comfort for baby and nurse'. The results show that the neonatal nurses were 
passionate about the need for appropriate pain relief for extremely premature babies. 
CONCLUSION: The neonatal nurses experienced a profound sense of distress manifested as 
existential suffering when they inflicted pain on extremely premature babies. Inflicting pain rather 
than relieving it can leave the nurses questioning their role as compassionate healthcare 
professionals. 
http://www.ncbi.nlm.nih.gov/pubmed/25488761 
 
Grosek, S., Orazem, M., Kanic, M., Vidmar, G. and Groselj, U. (2016). "Attitudes of 
Slovene paediatricians to end-of-life care." J Paediatr Child Health 52(3): 278-283. 
 
AIMS: The aims of this study were to assess the attitudes of Slovene paediatricians to aspects 
of end-of-life (EOL) care and compare these attitudes between paediatric intensivists, paediatric 
specialists and paediatric residents.  
METHODS: We performed a cross-sectional survey, using a specifically designed 43-item 
anonymous questionnaire.  
RESULTS: We included 323 out of 586 Slovene paediatricians and residents, while 46.7% (151 
of 323) of them responded to our questionnaire. More than half of intensivists (54.2%) had 
sought counsel from the Committee for Medical Ethics in the past as compared with 12.0% 
and 12.1% of specialists and residents, respectively (P < 0.001). The decision to limit life-
sustaining treatment (LST) was found to be ethically acceptable in all groups of respondents. 
The highest level of agreement was found in residents (90.2%), followed by 83.3% among 
intensivists and 73.8% among specialists (P = not statistically significant (NS)). Disagreement 
with termination of hydration was highest among residents (85%) and intensivists (79.2%) while 
it was lower among specialists (66.7%) (P = NS). Patient's best interest, good clinical practice 
and patient's autonomous decision were graded as the top three aspects of the EOL care, 
while cost effectiveness and availability of patient's bed in intensive care were the least 
important.  
CONCLUSIONS: The decision to limit LST measures was found to be ethically acceptable for 
Slovene paediatricians. No major differences were found among paediatric intensivists, 
specialist paediatricians and paediatric residents in the attitudes towards the EOL care. 
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http://www.ncbi.nlm.nih.gov/pubmed/26515146 
 
Grothe, A., Biong, S. and Grov, E. K. (2015). "Acting with dedication and expertise: 
Relatives' experience of nurses' provision of care in a palliative unit." Palliat Support Care 
13(6): 1547-1558. 
 
OBJECTIVES: Admission of a cancer patient to a palliative unit when near the final stage of 
their disease trajectory undoubtedly impacts their relatives. The aim of our study was to 
illuminate and interpret relatives' lived experiences of health personnel's provision of care in a 
palliative ward.  
METHODS: A phenomenological/hermeneutic approach was employed that was inspired by 
the philosophical tradition of Heidegger and Ricoeur and further developed by Lindseth and 
Nordberg. The perspectives of the narrator and the text were interpreted by highlighting 
relatives' views on a situation in which they have to face existential challenges. The analysis 
was undertaken in three steps: naive reading, structural analysis, and comprehensive 
understanding, including the authors' professional experiences and theoretical background. 
RESULTS: Six subthemes appeared: the dying person, the bubble, the sight, the cover, the 
provision for children's needs, and the availability of immediate help. These components were 
further constructed into three themes: the meaning of relating, the meaning of action, and the 
meaning of resources. Our comprehensive understanding of the results suggests that the most 
important theme is "acting with dedication and expertise."  
SIGNIFICANCE OF RESULTS: The following aspects are crucial for relatives of cancer patients 
hospitalized in a palliative ward: time and existence, family dynamics, and care adjusted to the 
situation. Our study results led to reflections on the impact of how nurses behave when 
providing care to patients during the palliative phase, and how they interact with relatives in this 
situation. We found that cancer patients in a palliative unit most appreciate nurses who act with 
dedication and expertise. 
http://www.ncbi.nlm.nih.gov/pubmed/24182691 
 
Henoch, I., Carlander, I., Holm, M., James, I., Kenne Sarenmalm, E., Lundh Hagelin, C., 
Lind, S., Sandgren, A. and Ohlen, J. (2016). "Palliative Care Research - A Systematic 
Review of foci, designs and methods of research conducted in Sweden between 2007 
and 2012." Scand J Caring Sci 30(1): 5-25. 
 
BACKGROUND: In 2007, a literature review was undertaken of palliative care research from 
Sweden during the 1970s-2006, paving the way for a follow-up study to explore the recent 
developments. The aim was to systematically examine palliative care research from Sweden 
between 2007 and 2012, with special attention to methods, designs and research foci. 
METHODS: A literature review was undertaken. The databases Academic search elite, Age line, 
Ahmed, Cinahl, PsychInfo, PubMed, Scopus, Soc abstracts, Web of science and Libris were 
reviewed for Swedish palliative care research studies published from 2007 to 2012, applying 
the search criteria 'palliative care OR palliative medicine OR end-of-life care OR terminal care 
OR hospice care OR dying OR death'.  
RESULTS: A total of 263 papers met the inclusion criteria, indicating an increased volume of 
research compared to the 133 articles identified in the previous review. Common study foci 
were symptom assessment and management, experiences of illness and care planning. 
Targeting non-cancer-specific populations and utilisation of population-based register studies 
were identified as new features. There was continued domination of cross-sectional, qualitative 
and mono-disciplinary studies, not including ethnic minority groups, nonverbally communicable 
people or children <18 years of age.  
CONCLUSIONS: The trend is that Swedish palliative care research has expanded in volume 
from 2007 to 2012 compared to during the 1970s to 2006, with increasing participation of non-
cancer-specific populations. A domination of qualitative approaches and small, cross-sectional 
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studies with few interventions is still characteristic. Still more strategies are needed to expand 
the knowledge development of palliative care to respond to demographical, epidemiological, 
therapeutic and healthcare structure changes. 
http://www.ncbi.nlm.nih.gov/pubmed/26190052 
 
Higgs, E. J., McClaren, B. J., Sahhar, M. A., Ryan, M. M. and Forbes, R. (2016). "'A short 
time but a lovely little short time': Bereaved parents' experiences of having a child with 
spinal muscular atrophy type 1." J Paediatr Child Health 52(1): 40-46. 
 
AIM: Spinal muscular atrophy (SMA) type 1 is a relatively common, untreatable and invariably 
fatal neuromuscular disorder of early childhood. Psychosocial care is vital in management of 
families affected by this disease. There are few studies examining the impact of having a family 
member with a neuromuscular disorder, and none describing parents' experiences of having a 
child with SMA type 1. This study explored parents' perspectives of having a child with SMA 
type 1, from diagnosis to bereavement, in order to inform clinical practice by identifying aspects 
most meaningful to parents and to aid development of support strategies.  
METHODS: This qualitative study undertook thematic analysis of 11 in-depth interviews with 13 
bereaved parents of children with SMA type 1.  
RESULTS: While individuals' experiences were unique, common themes emerging from the 
data include: experiencing shock and anticipatory grief, processing feelings of responsibility and 
helplessness, experiencing multiple losses including the loss of future reproductive freedom, 
feeling supported, regaining a sense of control by making decisions about the child's life and 
death, and finding peace in the dying process.  
CONCLUSION: These findings highlight the importance of a multidisciplinary approach to the 
care of such families, including psychosocial support beginning from the time of diagnosis and 
continuing to bereavement. We suggest areas for further exploration, with a goal to develop 
family-centred and evidence-based psychosocial care guidelines to complement the current 
Standards of Care for Spinal Muscular Atrophy. 
http://www.ncbi.nlm.nih.gov/pubmed/26437687 
 
Hutti, M. H., Polivka, B., White, S., Hill, J., Clark, P., Cooke, C., Clemens, S. and Abell, H. 
(2016). "Experiences of Nurses Who Care for Women After Fetal Loss." J Obstet Gynecol 
Neonatal Nurs 45(1): 17-27. 
 
OBJECTIVE: To examine the experiences of, meaning for, and personal consequences for 
obstetric, emergency, and surgical nurses caring for women after fetal death and to determine 
how these nurses use Swanson's caring processes in providing such care.  
DESIGN: Four focus groups.  
SETTING: Two hospitals within the same health care system.  
PARTICIPANTS: Registered nurses (N = 24) working in the obstetric, surgery, or emergency 
departments.  
METHODS: Swanson's Theory of Caring guided focus group questions that were audiotaped 
and transcribed verbatim. Data were analyzed using a continuously emergent process of data 
collection, data reduction, data display, and interpretation.  
RESULTS: All participants demonstrated all of Swanson's caring processes but used them 
preferentially according to situational exigencies and level of rapport with each woman. Nurses 
had positive and negative feelings associated with caring for women after fetal loss. 
CONCLUSIONS: Obstetric nurses provided relatively equal focus on all processes in the Theory 
of Caring except Maintaining Belief. Surgical and emergency department nurses focused 
primarily on the caring processes of Knowing and Doing For. The negative feelings reported by 
nurses mirror some emotions commonly associated with compassion fatigue. More research is 
needed to determine whether nurses caring for mothers experiencing fetal loss are at risk for 
compassion fatigue. Research is also needed to identify strategies and interventions to help 
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nurses so they may continue to give the best care possible to these very vulnerable families 
without detriment to themselves. 
http://www.ncbi.nlm.nih.gov/pubmed/26815795 
 
Iranmanesh, S., Banazadeh, M. and Forozy, M. A. (2016). "Nursing Staff's Perception of 
Barriers in Providing End-of-Life Care to Terminally Ill Pediatric Patients in Southeast 
Iran." Am J Hosp Palliat Care 33(2): 115-123. 
 
OBJECTIVE: To determine pediatric nurses' perceptions of intensity, frequency occurrence, 
and magnitude score of selected barriers in providing pediatric end-of-life (EOL) care. 
METHOD: A translated modified version of National Survey of critical care Nurses' s Regarding 
End-of-Life Care questionnaire was used to assess 151 nurses' perceptions of intensity and 
frequency occurrence of barriers in caring for dying children.  
RESULTS: The highest/lowest perceived barriers magnitude scores were "families not 
accepting poor child prognosis" (5.04) and "continuing to provide advanced treatment to dying 
child because of financial benefits to the hospital" (2.19).  
CONCLUSION: More high perceived barriers by nurses were family-related issues. One of the 
possible causes of such deficiencies was lack of palliative care (PC) education/PC units in Iran. 
Thus, developing EOL/PC education may enhance nurses' knowledge/skill to face EOL care 
challenges. 
http://www.ncbi.nlm.nih.gov/pubmed/25376225 
 
Jagt-van Kampen, C. T., Kremer, L. C., Verhagen, A. A. and Schouten-van Meeteren, A. 
Y. (2015). "Impact of a multifaceted education program on implementing a pediatric 
palliative care guideline: a pilot study." BMC Med Educ 15: 194. 
 
BACKGROUND: A national clinical practice guideline for pediatric palliative care was published 
in 2013. So far there are only few reports available on whether an educational program fosters 
compliance with such a guideline implementation. We aimed to test the effect of the education 
program on actual compliance as well as documentation of compliance to the guideline. 
METHODS: We performed a prospective study with pre- and post-intervention evaluation on 
compliance to the guideline of the nurse specialists of a pediatric palliative care team for case 
management at a children's university hospital. Eleven quality indicators were selected from 
192 recommendations from the pediatric palliative care guideline, based on frequency, 
measurability and relevance. The multifaceted education program included e-learning and an 
interactive educational meeting. Four e-learning modules addressed 19 patient cases on 
symptoms, diagnostics and treatment, and a chart-documentation exercise. During the 
interactive educational meeting patient cases were discussed on how to use the guideline. 
Documentation of compliance to the guideline in the web-based patient-charts as well as 
actual compliance to the guideline through weekly web-based parent reports was measured 
before and after completion of the e-learning.  
RESULTS: Eleven quality indicators were selected. The educational program did not result in 
significant improvement in compliance for any of these indicators. The indicators "treatment of 
nausea", "pain medications two steps ahead" and "pain medication for 48 h present", 
measured through parent reports, scored a compliance beyond 80 % before and after e-
learning. The remaining indicators measuring compliance, as well as six indicators measuring 
documentation by chart review, showed a compliance below 80 % before and after e-learning. 
CONCLUSIONS: The multifaceted education program did not lead to improvement in 
documentation of compliance to the guideline. Parent reported outcome revealed better 
performance and might be the more adequate assessment tool for future studies. 
http://www.ncbi.nlm.nih.gov/pubmed/26525299 
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Kars, M. C., van Thiel, G. J., van der Graaf, R., Moors, M., de Graeff, A. and van Delden, 
J. J. (2015). "A systematic review of reasons for gatekeeping in palliative care research." 
Palliat Med. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26577927 
 
Keele, L., Keenan, H. T. and Bratton, S. L. (2016). "The Effect of Palliative Care Team 
Design on Referrals to Pediatric Palliative Care." J Palliat Med 19(3): 286-291. 
 
BACKGROUND: The American Academy of Pediatrics (AAP) and the American Academy of 
Hospice and Palliative Medicine (AAHPM) have recommended minimal standards for palliative 
care (PC) team composition and availability. It is unknown whether team composition affects 
utilization of PC.  
OBJECTIVE: The study objective was to describe pediatric PC team composition, evaluate 
whether composition and availability are associated with utilization, and examine PC referral 
patterns.  
METHODS: The study was a descriptive survey. Subjects were pediatric PC team directors or 
hospital administrators at Pediatric Health Information System (PHIS) hospitals (N = 44). 
RESULTS: The overall response rate was 86%. Teams varied in size from <1 to 9 full-time 
members. Average referrals per hospital bed were 0.46, range 0.05-2.13. Among individual PC 
team roles, referral rates were 34% greater in teams with an advanced nurse practitioner (ANP) 
(p = 0.07). Likewise, teams with acute pain, chronic pain, or hospice palliative medicine 
specialists tended to have greater referral rates (39%, 36%, and 25%), though reported 
differences were not statistically significant. Teams adherent to the original AAP 
recommendations had a 31% greater referral rate (p = 0.22). Teams available 24 hours daily 
had similar referral rates to those with less availability (0.47 versus 0.46 [p = 0.94]). 
CONCLUSIONS: Team composition and availability are not crucial to PC utilization. Hospitals 
with some personnel but not all recommended team members should create formal teams and 
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modify them over time. The addition of team members that tend to increase referrals, namely 
ANPs and acute pain, chronic pain, or hospice palliative medicine specialists, should be 
considered. 
 
Kenner, C., Press, J. and Ryan, D. (2015). "Recommendations for palliative and 
bereavement care in the NICU: a family-centered integrative approach." J Perinatol 35 
Suppl 1: S19-23. 
 
Technological advances have increased our ability to detect a life-threatening, life-limiting or 
lethal problem early in pregnancy, leaving parents months to anticipate a death or a 
prematurely born infant. Babies can also be born with unanticipated problems that could lead 
to death. In either scenario, perinatal palliative care should be offered as a strategy for family 
support. Since the preponderance of professional training focuses on saving lives, many health 
professionals are uncomfortable with palliative care. This article's purpose is to define best 
practices for the provision of family-centered perinatal and neonatal palliative care and provision 
of support to bereaved families experiencing anticipated and unanticipated life-limiting 
conditions or death of their infant. An overview of core concepts and values is presented, 
followed by intervention strategies to promote an integrated family-centered approach to 
palliative and bereavement care. The concluding section presents evidence-based 
recommendations. 
http://www.ncbi.nlm.nih.gov/pubmed/26670933 
 
Kraus, C. K., Greenberg, M. R., Ray, D. E. and Dy, S. M. (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. 
http://www.ncbi.nlm.nih.gov/pubmed/26988848 
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Lam, V., Kain, N., Joynt, C. and van Manen, M. A. (2016). "A descriptive report of end-of-
life care practices occurring in two neonatal intensive care units." Palliat Med. 
 
BACKGROUND: In Canada and other developed countries, the majority of neonatal deaths 
occur in tertiary neonatal intensive care units. Most deaths occur following the withdrawal of 
life-sustaining treatments. AIM: To explore neonatal death events and end-of-life care practices 
in two tertiary neonatal intensive care settings.  
DESIGN: A structured, retrospective, cohort study.  
SETTING/PARTICIPANTS: All infants who died under tertiary neonatal intensive care from 
January 2009 to December 2013 in a regional Canadian neonatal program. Deaths occurring 
outside the neonatal intensive care unit in delivery rooms, hospital wards, or family homes were 
not included. Overall, 227 infant deaths were identified.  
RESULTS: The most common reasons for admission included prematurity (53.7%), prematurity 
with congenital anomaly/syndrome (20.3%), term congenital anomaly (11.5%), and hypoxic 
ischemic encephalopathy (12.3%). The median age at death was 7 days. Death tended to 
follow a decision to withdraw life-sustaining treatment with anticipated poor developmental 
outcome or perceived quality of life, or in the context of a moribund dying infant. Time to death 
after withdrawal of life-sustaining treatment was uncommonly a protracted event but did vary 
widely. Most dying infants were held by family members in the neonatal intensive care unit or in 
a parent room off cardiorespiratory monitors. Analgesic and sedative medications were variably 
given and not associated with a hastening of death.  
CONCLUSION: Variability exists in end-of-life care practices such as provision of analgesic and 
sedative medications. Other practices such as discontinuation of cardiorespiratory monitors 
and use of parent rooms are more uniform. More research is needed to understand variation in 
neonatal end-of-life care. 
http://www.ncbi.nlm.nih.gov/pubmed/26934947 
 
Loeffen, E. A., Mulder, R. L., van de Wetering, M. D., Font-Gonzalez, A., Abbink, F. C., 
Ball, L. M., Loeffen, J. L., Michiels, E. M., Segers, H., Kremer, L. C. and Tissing, W. J. 
(2016). "Current variations in childhood cancer supportive care in the Netherlands." 
Cancer 122(4): 642-650. 
 
BACKGROUND: Current treatment strategies in pediatric oncology are intensive and lead to 
high survival rates but also to treatment-related complications. Therefore, supportive care plays 
an increasingly important role. This study was designed to evaluate variations in supportive care 
practice in children with cancer in the Netherlands and adherence to selected existing 
international guidelines through an in-depth review of local guidelines and protocols at all 6 
Dutch pediatric cancer centers.  
METHODS: Based on shared expert opinion, a questionnaire regarding current supportive care 
practice was compiled. For each center, the required information was extracted from local 
supportive care guidelines, and the list was sent to a pediatric oncologist of that center to verify 
its correspondence with local daily practice. Subsequently, it was determined whether clinical 
practice was concordant (same in >/= 5 of 6 centers), partly concordant (highly overlapping in 
>/= 5 of 6 centers), or discordant (same in < 5 of 6 centers). Local practices were compared 
with strong recommendations from high-quality, evidence-based guidelines.  
RESULTS: The questionnaire comprised 67 questions regarding supportive care practice. 
Concordance was observed for 11 of 67 practice items (16%), partial concordance was 
observed for 6 of 67 practice items (9%), and discordance was observed for 50 of 67 practice 
items (75%). Adherence to strong recommendations of 4 high-quality, evidence-based 
guidelines varied but was generally low.  
CONCLUSIONS: Large variations exist in pediatric oncology supportive care practice, and this 
could negatively influence care. Adherence to existing evidence-based guidelines and the 
development and implementation of new clinical practice guidelines have the potential of 
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standardizing supportive care practice and thereby improving outcomes for children with 
cancer. Cancer 2016;122:642-650. (c) 2015 American Cancer Society. 
http://www.ncbi.nlm.nih.gov/pubmed/26588808 
 
Luft, J. P. (2016). "Spiritual Care and CPE: 2nd Year Experience." J Pastoral Care 
Counsel 70(1): 40-42. 
 
The aim of this article is to provide the experience of one chaplain resident in a clinical pastoral 
education program specializing in women and infants health and the intersection of professional 
spiritual care for this particular patient population. Spiritual care can be an elusive, non-tangible 
form of professional healthcare, and so within the clinical setting the chaplain is called to act as 
spiritual care provider, emotions facilitator, grief counselor, cultural and religious expert and 
administrative specialist in decedent care. Gaining a better perspective on the contributions the 
clinical chaplain makes in healthcare allows other clinicians (nurses and physicians) to better 
serve and provide quality holistic care to patients and their families during moments of great 
emotional, spiritual and psychosocial loss and grief. Both nursing and physician staff must be 
aware of the relevance, importance and complementary role of the spiritual care provider 
(clinical chaplain) in the provision of quality holistic healthcare. 
http://www.ncbi.nlm.nih.gov/pubmed/26956749 
 
Montgomery, K., Sawin, K. J. and Hendricks-Ferguson, V. L. (2016). "Experiences of 
Pediatric Oncology Patients and Their Parents at End of Life: A Systematic Review." J 
Pediatr Oncol Nurs 33(2): 85-104. 
 
Improvement in pediatric palliative and end-of-life care has been identified as an ongoing 
research priority. The child and parent experience provides valuable information to guide how 
health care professionals can improve the transition to end of life and the care provided to 
children and families during the vulnerable period. The purpose of this systematic review was to 
describe the experience of pediatric oncology patients and their parents during end of life, and 
identify gaps to be addressed with interventions. A literature search was completed using 
multiple databases, including CINAHL, PubMed, and PsycInfo. A total of 43 articles were 
included in the review. The analysis of the evidence revealed 5 themes: symptom prevalence 
and symptom management, parent and child perspectives of care, patterns of care, decision 
making, and parent and child outcomes of care. Guidelines for quality end-of-life care are 
needed. More research is needed to address methodological gaps that include the pediatric 
patient and their sibling's experience. 
http://www.ncbi.nlm.nih.gov/pubmed/26219300 
 
Mullen, J. E., Reynolds, M. R. and Larson, J. S. (2015). "Caring for Pediatric Patients' 
Families at the Child's End of Life." Crit Care Nurse 35(6): 46-55; quiz 56. 
 
Nurses play an important role in supporting families who are faced with the critical illness and 
death of their child. Grieving families desire compassionate, sensitive care that respects their 
wishes and meets their needs. Families often wish to continue relationships and maintain 
lasting connections with hospital staff following their child's death. A structured bereavement 
program that supports families both at the end of their child's life and throughout their grief 
journey can meet this need. 
http://www.ncbi.nlm.nih.gov/pubmed/26628545 
 
Nicholl, H., Price, J. and Tracey, C. (2016). "An evaluation of an interprofessional master's 
level programme in children's palliative care: The students' evaluation." Nurse Educ Pract 
17: 60-66. 
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In 2010/12 an innovative children's palliative care interprofessional educational project funded 
by the Irish Hospice Foundation was undertaken in a University faculty (Trinity College Dublin). 
This initiative responded to international educational recommendations to meet the palliative 
care needs of children. The project involved the development and delivery of 3 standalone 
modules at Master's level and a substantive research evaluation of the project to examine 
stakeholders and students perspectives to provide an insight into their experiences and to 
gather data for future developments. The research evaluation was conducted in two parts, part 
one sought students' evaluation and part two sought stakeholders', curriculum developers and 
lecturers' feedback. This paper reports the students' evaluation. Findings indicate that students 
perceived undertaking the modules provided them with the opportunity for improved 
interprofessional learning and they found modular content and assessment challenging. They 
also found the modules met their educational needs and also promoted an awareness of 
interprofessional education and the collaborative teamwork involved in children's palliative care. 
These students already experienced in children's palliative care indicated that those teaching 
on programmes at this level need expertise and programme time needs to be available for 
sharing experiences and for consolidation of learning. 
http://www.ncbi.nlm.nih.gov/pubmed/24746903 
 
O'Meara, M. and Trethewie, S. (2016). "Managing paediatric death in the emergency 
department." J Paediatr Child Health 52(2): 164-167. 
 
Death of a child in an emergency department is a rare occurrence, but one with significant 
impact on the family and staff involved. The rarity means few emergency department clinicians 
feel 'expert' in the overall management process. However, most have some knowledge and 
experience which can be augmented by collaborating with other health professionals. By 
exploring some of the main management issues and challenges for the emergency department, 
key aspects of care are identified for emergency department clinicians to consider in reviewing 
local procedures and guidelines. 
http://www.ncbi.nlm.nih.gov/pubmed/26147905 
 
Ostherr, K., Killoran, P., Shegog, R. and Bruera, E. (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. 
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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. 
http://www.ncbi.nlm.nih.gov/pubmed/26713368 
 
Patterson, D., Begley, A. and Nolan, A. (2016). "An evaluation of a teaching strategy: The 
use of literature when teaching pre-registration midwifery students on pregnancy and 
loss." Nurse Educ Today 38: 42-47. 
 
Facilitating emotional intelligence and insight in midwifery can be challenging, and the purpose 
of this paper is to illustrate how this can be nurtured through the use of poetry, in particular 
Seamus Heaney's poem Elegy for a Still Born Child. Students' ability to gain insight into the 
experience of bereaved parents and achieve an emotional grasp of the situation through 
vicarious experience were evaluated. Qualitative data from evaluations was content analysed 
and significant themes emerged. Students' comments clearly support the suggestion that use 
of this poem has enhanced emotional intelligence. The data also indicates that vicarious 
experience gained through reading this poem has helped to nurture sensitivity and professional 
insight into the impact of still birth on a father. 
http://www.ncbi.nlm.nih.gov/pubmed/26837284 
 
Peacock, V., Price, J. and Nurse, S. (2015). "From pregnancy to palliative care: advancing 
professional midwifery practice?" Pract Midwife 18(10): 18, 20-12, 24-15. 
 
Historically midwives may have not considered palliative care as a part of their professional role. 
Enhanced technologies and antenatal screening have broadened the boundaries of care. 
However do midwives truly embrace the philosophy of palliative care into their practice? This 
paper presents the discussion round a case study that demonstrates the evolving area of 
advanced practice: perinatal palliative care. What we highlight is that midwives in fact have an 
important collaborative role to play in ensuring that palliative care for the baby and family starts 
as soon as a life-limiting condition is recognised, thus ensuring best care and support are 
provided for those parents and families for whom pregnancy sadly leads to palliative care. Five 
key lessons for practice are outlined. 
http://www.ncbi.nlm.nih.gov/pubmed/26669048 
 
Petrites, A. D., Mullan, P., Spangenberg, K. and Gold, K. J. (2016). "You have no Choice 
but to go on: How Physicians and Midwives in Ghana Cope with High Rates of Perinatal 
Death." Matern Child Health J. 
 
Objectives Healthcare providers in low-resource settings confront high rates of perinatal 
mortality. How providers cope with such challenges can affect their well-being and patient care; 
we therefore sought to understand how physicians and midwives make sense of and cope with 
these deaths. Methods We conducted semi-structured interviews with midwives, obstetrician-
gynecologists, pediatricians and trainee physicians at a large teaching hospital in Kumasi, 
Ghana. Interviews focused on participants' coping strategies surrounding perinatal death. We 
identified themes from interview transcripts using qualitative content analysis. Results Thirty-six 
participants completed the study. Themes from the transcripts revealed a continuum of 
control/self-efficacy and engagement with the deaths. Providers demonstrated a commitment 
to push on with their work and provide the best care possible. In select cases, they described 
the transformative power of attitude and sought to be agents of change. Conclusions 
Physicians and midwives in a low-resource country in sub-Saharan Africa showed remarkable 
resiliency in coping with perinatal death. Still, future work should focus on training clinicians in 
coping and strengthening their self-efficacy and engagement. 
http://www.ncbi.nlm.nih.gov/pubmed/26987854 
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Pritchett, C. V., Foster Rietz, M., Ray, A., Brenner, M. J. and Brown, D. (2016). "Inpatient 
Nursing and Parental Comfort in Managing Pediatric Tracheostomy Care and 
Emergencies." JAMA Otolaryngol Head Neck Surg 142(2): 132-137. 
 
IMPORTANCE: Tracheostomy is a critical and often life-saving intervention, but associated risks 
are not negligible. The vulnerability of the pediatric population underlies the importance of 
caregiver comfort and competence in tracheostomy care.  
OBJECTIVE: To assess inpatient nursing staff and parental perspectives in managing 
tracheostomy care.  
DESIGN, SETTING, AND PARTICIPANTS: Cross-sectional analysis of survey data from (1) a 
volunteer sample of inpatient nurses in a tertiary care, freestanding pediatric hospital in the 
Midwest, assigned to clinical wards that provide care for children with tracheostomy tubes and 
(2) a consecutive sample of families whose child underwent tracheostomy tube placement at 
the same institution between March 1 and December 31, 2013.  
MAIN OUTCOMES AND MEASURES: Nurse and parental comfort in managing acute and 
established tracheostomy tubes. Nursing data were analyzed with attention to years' 
experience and primary unit of practice.  
RESULTS: Respondents included 129 of 820 nurses (16% response rate) and family members 
of 19 of 38 children (50% response rate). When queried about changing established 
tracheostomies, 59 of 128 nurses (46%) reported being "totally comfortable," including 46 of 82 
intensive care unit (ICU) nurses (56%) vs 13 of 46 floor nurses (28%) (P = .002) and 48 of 80 
nurses with at least 5 years' experience (60%) vs 12 of 49 less experienced nurses (24%) (P < 
.001). For managing accidental decannulation of a fresh tracheostomy, 61 nurses (47%) 
described being completely uncomfortable, including 27 of 83 ICU nurses (33%) vs 34 of 46 
floor nurses (73%) (P = .006), and 33 of 80 nurses with at least 5 years' experience (41% ) vs 
28 of 49 less experienced nurses (57%) (P = .03). Most families felt prepared for discharge (16 
of 17 [94%]) and found the health care team accessible (16 of 17 [94%]), although only 5 of 18 
families (28%) indicated that tracheostomy teaching was consistent.  
CONCLUSIONS AND RELEVANCE: Nurses' comfort with tracheostomy was higher among 
nurses with at least 5 years' experience and primary ICU location. Whereas parental comfort 
with tracheostomy care was high, lack of consistent instruction highlights the role for 
standardized education in tracheostomy care. 
http://www.ncbi.nlm.nih.gov/pubmed/26720101 
 
Quinn, C. and Hillis, R. (2015). "Findings from a Clinical Learning Needs Survey at 
Ireland's first children's hospice." Int J Palliat Nurs 21(12): 596-601. 
 
PURPOSE: Caring for children with life-limiting conditions places exceptional demands on 
health professionals. Staff require the optimal skills and expertise necessary to provide the 
highest quality of care and to achieve this it is essential to understand their learning 
requirements.  
AIM: The aim is to share the main findings from a Clinical Learning Needs Survey conducted at 
LauraLynn, currently Ireland's only children's hospice. To date no other Irish service has 
conducted a formal identification of professional learning and development needs specific to 
the Irish context. The findings from the study assist workforce planning by providing a glimpse 
into the immediate study needs of staff working in a children's palliative care setting. The study 
had two main aims: a) Assist clinical staff within one organisation to identify their own 
professional learning priorities in children's palliative care and b) Inform the design and delivery 
of a responsive suite of workshops, programmes and study sessions for children's palliative 
care.  
RESULTS: The study identified the key learning needs as end-of-life care, palliative 
emergencies, communication skill development and bereavement support.  
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CONCLUSION: These findings are similar to those found internationally and demonstrate the 
commitment of a new organisation to ensure that specific employee learning requirements are 
met if the organisation and wider specialty of Irish children's palliative care is to continue its 
evolution. 
http://www.ncbi.nlm.nih.gov/pubmed/26707488 
 
Richards, J., Graham, R. H., Embleton, N. D. and Rankin, J. (2016). "Health 
professionals' perspectives on bereavement following loss from a twin pregnancy: a 
qualitative study." J Perinatol. 
 
OBJECTIVE: To provide an in-depth understanding of the perspectives of health professionals 
caring for parents who have lost a baby from a twin pregnancy, either during pregnancy or in 
the neonatal period.  
STUDY DESIGN: A qualitative study involving semi-structured interviews. Twenty-six health 
professionals were interviewed from maternity and neonatal departments in one hospital. Data 
were analyzed using a generative thematic approach.  
RESULTS: Three main themes were identified from the data: health professionals' lack of 
confidence in their interactions with bereaved parents; their desire to learn more about 
bereavement; and a consideration of sensitive health-care practices for bereaved parents. 
CONCLUSIONS: Health professionals acknowledged that parents who experience the loss of a 
twin have specific needs, some of which can be addressed by relatively small changes to 
clinical practices and behaviors. They felt, however, that they needed education about 
bereavement in order to react more effectively to bereaved parents' needs. Journal of 
Perinatology advance online publication, 25 February 2016; doi:10.1038/jp.2016.13. 
http://www.ncbi.nlm.nih.gov/pubmed/26914011 
 
Ruhe, K. M., Elger, B. S. and Wangmo, T. (2016). ""Chemo-Knights" and "Radio-Robby": 
Provision of Information in Pediatric Oncology." Cancer Nurs 39(2): E51-60. 
 
BACKGROUND: Information provision is an important step in enabling pediatric patients to 
participate in healthcare. Storybooks and patient information brochures represent a channel 
through which children and adolescents with cancer are informed about their illness. However, 
the use of such written materials has received little academic attention.  
OBJECTIVE: The aim of this article was to carry out an exploratory analysis of written 
information resources for pediatric cancer patients. The potential of these to enhance patient 
participation will be discussed.  
METHODS: A convenience sample of 16 written resource materials in English and German 
were chosen for analysis. Thematic coding was carried out to identify major themes.  
RESULTS: Subthemes were summarized into 3 main categories: information on diagnosis, 
treatment, and illness experience. Information was provided on, for example, illness name and 
etiology, diagnostic and treatment procedures, emotions, and coping strategies. 
CONCLUSIONS: Storybooks and other written resources on cancer contain a broad array of 
information and describe illness-related issues to a varying extent. They represent an excellent 
possibility to ease patient participation in healthcare by providing them with necessary 
information while also inviting further discussion.  
IMPLICATIONS FOR PRACTICE: Nurses and other healthcare professionals can use written 
resource materials to engage in discussions with pediatric patients concerning their illness. 
Nurses should be aware of the information children and adolescents receive in these materials 
in order to be able to adequately answer questions that may arise or identify misunderstandings 
as well as lack of information. 
http://www.ncbi.nlm.nih.gov/pubmed/26018819 
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Ryan, A., Bernhard, H. and Fahlberg, B. (2015). "Best practices for perinatal palliative 
care." Nursing 45(10): 14-15. 
http://www.ncbi.nlm.nih.gov/pubmed/26372234 
 
Saint-Raymond, A., Pelle, B., Zaccaria, C., Sennwitz, M. and Branch, S. (2016). "Usage 
of unpublished paediatric data." Arch Dis Child 101(1): 81-84. 
 
The European Paediatric Regulation (EC No 1901/2006) has three main objectives: increasing 
the number of appropriate medicines for children, increasing information on these medicines 
and stimulating high-quality ethical research with children. To contribute to the information, 
pharmaceutical companies were required under article 45 of the Regulation to submit existing 
paediatric studies to regulatory authorities for review and update of the product information. 
Nearly, 19 000 study reports have been identified for a thousand active substances. The data 
are being assessed by member states' competent authorities in collaboration with European 
Medicines Agency (EMA). After 7 years, 262 active substances have been assessed, all of the 
62 centrally approved and nearly 200 nationally approved medicines. The review so far has led 
to 16 new paediatric indications, of importance in addressing previously unmet needs, in 
particular, in younger age groups. The information is being made publicly available in an EMA 
database accessible directly or through the public face of the European Clinical Trials Register. 
This will increase awareness of existing data that are useful to researchers and other healthcare 
professionals, and contribute to avoiding unnecessary duplication of paediatric trials. 
http://www.ncbi.nlm.nih.gov/pubmed/26543071 
 
Sanderson, A., Hall, A. M. and Wolfe, J. (2016). "Advance Care Discussions: Pediatric 
Clinician Preparedness and Practices." J Pain Symptom Manage 51(3): 520-528. 
 
CONTEXT: Few data exist regarding clinician preparedness to participate in advance care 
discussions (ACD) and the practices surrounding these discussions for children with life-
threatening conditions.  
OBJECTIVES: We sought to understand pediatric clinician preparedness to participate in ACD 
and the practices surrounding these discussions.  
METHODS: A survey was administered to assess clinician attitudes and behaviors regarding 
ACD. RESULTS: Two hundred sixty-six clinicians (107 physicians and 159 nurses) responded 
to the survey (response rate 53.6%). Seventy-five percent of clinicians felt prepared to 
participate in ACD. Most clinicians believed they were prepared to express empathy (98.8%), 
discuss goals of care for an adolescent patient (90.3%), and elicit a parent's hopes (90.3%). 
Conversely, several felt unprepared to discuss resuscitation status with school-aged (59.7%) 
and adolescent (48.5%) patients and to conduct a family conference (39.5%). The most 
frequent topics addressed were: parents' understanding of the patient's illness (75.5%), 
primary goals of the parent (75.1%), and the parents' understanding of prognosis (71.1%). 
Conversely, the topics least commonly discussed were as follows: belief system of the 
patient/family (22.0%), patient's hopes (21.2%), and the patient's perceptions of his/her quality 
of life (19.8%). Notably, 40% of clinicians believe that caring for patients with poor prognoses is 
depressing, and this was more common among less-experienced clinicians (P = 0.048). 
CONCLUSION: Many clinicians believe they are prepared to participate in ACD, but practices 
are not consistent with expert recommendations for optimal ACD. Educational interventions 
aimed at improving clinician knowledge, attitudes, and behavior, and greater clinician support 
may enhance health care provider ACD preparedness and skills. 
http://www.ncbi.nlm.nih.gov/pubmed/26550935 
 
Schiessl, C., Gottschling, S. and Gronwald, B. M. (2016). "What are Palliative Care 
Physicians for Adults Taught on Palliative Care for Children? Paediatric Aspects in 
Palliative Care Curricula for Adults." Klin Padiatr 228(1): 35-41. 
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Background: Children suffering from life limiting diseases are frequently cared for by adult 
palliative care teams due to missing paediatric structures in that field. However it is 
questionable whether palliative care curricula for physicians comprehensively cover issues of 
paediatric palliative care (PaedPC). Aim: To identify all PaedPC issues included in inter-
professional or medical palliative care curricula (PCC) and to evaluate the breadth and quality of 
PaedPC issues covered in these curricula. Design: Inter-professional or medical palliative care 
curricula (PCC) were identified by an extensive literature review in German and English using 
the search-engines Google as well as Medline, MedPilot and Pubmed. Results: Worldwide 30 
PCC were identified, with only 15 curricula mentioning any PaedPC issues. Of those 15 
curricula, up to 22 PaedPC topics were highlighted in each. In 10 or more PaedPC following 
topics were highlighted: grief and bereavement in family, parents and siblings; communication 
with children; paediatric malignancies; pain management in PPC and pharmacology. In the 
majority of PCC curricula where PaedPC issues were identified the following topics were 
mentioned- grief and bereavement in the family, parents and siblings, communication with 
children, paediatric malignancies, paediatric pain management and pharmacology. 
Conclusions: The variability of inclusion of PaedPC issues and the lack of depth and 
standardisation of knowledge, skills and attitudes in PaedPC issues included in PCC curricula is 
not sufficient to guide adult palliative care physicians in their clinical work with children suffering 
from life limiting diseases. 
http://www.ncbi.nlm.nih.gov/pubmed/26766670 
 
Schutze, T., Langler, A., Zuzak, T. J., Schmidt, P. and Zernikow, B. (2016). "Use of 
complementary and alternative medicine by pediatric oncology patients during palliative 
care." Support Care Cancer 24(7): 2869-2875. 
 
PURPOSE: Although the popularity of complementary and alternative medicine (CAM) has risen 
in the last decade, information about its use by pediatric patients in palliative care is still scarce. 
The purpose of the study was to assess the frequency and types of CAM administered by 
parents with children suffering from cancer during the palliative phase.  
METHODS: All parents who lost their child due to cancer in the federal state North Rhine 
Westfalia/Germany were eligible for the study. The first group of eligible parents was contacted 
in 1999-2000 and a second group of parents in 2005-2006. Upon agreement, parents were 
asked to complete a semi-structured questionnaire about the frequency of CAM use and the 
specific treatments that had been used. The types of CAM were categorized according to the 
National Center for Complementary and Alternative Medicine (NCCAM).  
RESULTS: A total of 96 parents participated in the study (48 in each cohort). Forty-three 
percent of all parents in both groups reported CAM use. The results show an increase of CAM 
use from 38 % in the first group to 49 % in the second cohort of pediatric patients during 
palliative care. The most common types of CAM used in both groups were homeopathy and 
treatment with mistletoe preparations.  
CONCLUSIONS: The study provides information about usage of CAM in children suffering from 
cancer during the palliative phase of the disease. Further research is required to investigate 
benefits, potential adverse effects, and the potential efficacy of CAM in this population. 
http://www.ncbi.nlm.nih.gov/pubmed/26838025 
 
Siden, H. H., Steele, R. and Cadell, S. (2016). "Crocker, et al.: Reducing barriers to 
parent participation in pediatric palliative care research." Palliat Med 30(4): 418. 
http://www.ncbi.nlm.nih.gov/pubmed/26684794 
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Gut microflora contribute greatly to immune and nutritive functions and act as a physical barrier 
against pathogenic organisms across the gut mucosa. Critical illness disrupts the balance 
between host and gut microflora, facilitating colonization, overgrowth, and translocation of 
pathogens and microbial products across intestinal mucosal barrier and causing systemic 
inflammatory response syndrome and sepsis. Commonly used probiotics, which have been 
developed from organisms that form gut microbiota, singly or in combination, can restore gut 
microflora and offer the benefits similar to those offered by normal gut flora, namely immune 
enhancement, improved barrier function of the gastrointestinal tract (GIT), and prevention of 
bacterial translocation. Enteral supplementation of probiotic strains containing either 
Lactobacillus alone or in combination with Bifidobacterium reduced the incidence and severity 
of necrotizing enterocolitis and all-cause mortality in preterm infants. Orally administered 
Lactobacillus casei subspecies rhamnosus, Lactobacillus reuteri, and Lactobacillus rhamnosus 
were effective in the prevention of late-onset sepsis and GIT colonization by Candida in preterm 
very low birth weight infants. In critically ill children, probiotics are effective in the prevention and 
treatment of antibiotic-associated diarrhea. Oral administration of a mix of probiotics for 1 week 
to children on broad-spectrum antibiotics in a pediatric intensive care unit decreased GIT 
colonization by Candida, led to a 50% reduction in candiduria, and showed a trend toward 
decreased incidence of candidemia. However, routine use of probiotics cannot be supported 
on the basis of current scientific evidence. Safety of probiotics is also a concern; rarely, 
probiotics may cause bacteremia, fungemia, and sepsis in immunocompromised critically ill 
children. More studies are needed to answer questions on the effectiveness of a mix versus 
single-strain probiotics, optimum dosage regimens and duration of treatment, cost 
effectiveness, and risk-benefit potential for the prevention and treatment of various critical 
illnesses. 
 
Snaman, J. M., Kaye, E. C., Levine, D. R., Chesney, P. J., Jackson, W. C., Cunningham, 
M. J. and Baker, J. N. (2016). "Pediatric Palliative Oncology: A New Training Model for an 
Emerging Field." J Clin Oncol 34(3): 288-289. 
http://www.ncbi.nlm.nih.gov/pubmed/26598743 
 
Snaman, J. M., Torres, C., Duffy, B., Levine, D. R., Gibson, D. V. and Baker, J. N. (2016). 
"Parental Perspectives of Communication at the End of Life at a Pediatric Oncology 
Institution." J Palliat Med 19(3): 326-332. 
 
BACKGROUND: The interaction of health care providers and hospital staff with patients and 
families at the end of life affects the parental grief experience. Both verbal and nonverbal 
communication are key components of this interaction. OBJECTIVE: The study objective was 
to explore the communication between hospital staff members and patients and families at the 
time of patients' health decline near the end of life. METHODS: Twelve bereaved parents 
participated in a focus group. Semantic content analysis was used to analyze the transcript. 
RESULTS: Parents' responses to the prompt about typical ways the medical team 
communicated yielded 109 codes, which were grouped into 12 themes. The most common 
themes were "patient inclusion" and "explanation of medical plan," both used in 17% of 
responses. Responses to the prompt about positive and negative aspects of communication 
generated 208 codes, yielding 15 different themes. The most common theme about positive 
communication was the "strong relationship between family and staff." The theme "variations in 
care with a negative impact" was used most frequently in describing negative communication. 
CONCLUSION: This study helps to identify techniques that should be used by clinicians as they 
work with children with cancer and their families, particularly including patients in treatment 
decisions, ongoing relationship building, communicating with caring and empathy, using an 
interdisciplinary team for additional support, and pairing bad news with a plan of action. 
http://www.ncbi.nlm.nih.gov/pubmed/26862782 
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van der Geest, I. M., van den Heuvel-Eibrink, M. M., Zwaan, M. C., Pieters, R., Passchier, 
J. and Darlington, A. E. (2016). "Participation in a clinical trial for a child with cancer is 
burdensome for a minority of children." Acta Paediatr. 
 
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.  
CONCLUSIONS: 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. This article 
is protected by copyright. All rights reserved. 
http://www.ncbi.nlm.nih.gov/pubmed/26991953 
 
Veldhuijzen van Zanten, S. E., van Meerwijk, C. L., Jansen, M. H., Twisk, J. W., 
Anderson, A. K., Coombes, L., Breen, M., Hargrave, O. J., Hemsley, J., Craig, F., Cruz, 
O., Kaspers, G. J., van Vuurden, D. G. and Hargrave, D. R. (2015). "Palliative and end-of-
life care for children with diffuse intrinsic pontine glioma: results from a London cohort 
study and international survey." Neuro Oncol. 
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 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. 
http://www.ncbi.nlm.nih.gov/pubmed/26459800 
 
Weaver, M. S., Heinze, K. E., Bell, C. J., Wiener, L., Garee, A. M., Kelly, K. P., Casey, R. 
L., Watson, A. and Hinds, P. S. (2016). "Establishing psychosocial palliative care 
standards for children and adolescents with cancer and their families: An integrative 
review." Palliat Med 30(3): 212-223. 
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BACKGROUND: Despite standardization in disease assessments and curative interventions for 
childhood cancer, palliative assessments and psychosocial interventions remain diverse and 
disparate. AIM: Identify current approaches to palliative care in the pediatric oncology setting to 
inform development of comprehensive psychosocial palliative care standards for pediatric and 
adolescent patients with cancer and their families. Analyze barriers to implementation and 
enabling factors.  
DESIGN: Preferred Reporting Items for Systematic Reviews and Meta-Analyses guidelines 
framed the search strategy and reporting. Data analysis followed integrative review 
methodology.  
DATA SOURCES: Four databases were searched in May 2014 with date restrictions from 2000 
to 2014: PubMed, Cochrane, PsycINFO, and Scopus. A total of 182 studies were included for 
synthesis. Types of studies included randomized and non-randomized trials with or without 
comparison groups, qualitative research, prior reviews, expert opinion, and consensus report. 
RESULTS: Integration of patient, parent, and clinician perspectives on end-of-life needs as 
gathered from primary manuscripts (using NVivo coding for first-order constructs) revealed 
mutual themes across stakeholders: holding to hope, communicating honestly, striving for relief 
from symptom burden, and caring for one another. Integration of themes from primary author 
palliative care outcome reports (second-order constructs) revealed the following shared 
priorities in cancer settings: care access; cost analysis; social support to include primary 
caregiver support, sibling care, bereavement outreach; symptom assessment and interventions 
to include both physical and psychological symptoms; communication approaches to include 
decision-making; and overall care quality.  
CONCLUSION: The study team coordinated landmark psychosocial palliative care papers into 
an informed conceptual model (third-order construct) for approaching pediatric palliative care 
and psychosocial support in oncology settings. 
http://www.ncbi.nlm.nih.gov/pubmed/25921709 
 
Weaver, M. S., Heinze, K. E., Kelly, K. P., Wiener, L., Casey, R. L., Bell, C. J., Wolfe, J., 
Garee, A. M., Watson, A. and Hinds, P. S. (2015). "Palliative Care as a Standard of Care 
in Pediatric Oncology." Pediatr Blood Cancer 62 Suppl 5: S829-833. 
 
The study team conducted a systematic review of pediatric and adolescent palliative cancer 
care literature from 1995 to 2015 using four databases to inform development of a palliative 
care psychosocial standard. A total of 209 papers were reviewed with inclusion of 73 papers 
for final synthesis. Revealed topics of urgent consideration include the following: symptom 
assessment and intervention, direct patient report, effective communication, and shared 
decision-making. Standardization of palliative care assessments and interventions in pediatric 
oncology has the potential to foster improved quality of care across the cancer trajectory for 
children and adolescents with cancer and their family members. 
http://www.ncbi.nlm.nih.gov/pubmed/26700928 
 
Weiss, M. J., Hornby, L., Witteman, W. and Shemie, S. D. (2016). "Pediatric Donation 
After Circulatory Determination of Death: A Scoping Review." Pediatr Crit Care Med 17(3): 
e87-e108. 
 
OBJECTIVE: Although pediatric donation after circulatory determination of death is increasing in 
frequency, there are no national or international donation after circulatory determination of 
death guidelines specific to pediatrics. This scoping review was performed to map the pediatric 
donation after circulatory determination of death literature, identify pediatric donation after 
circulatory determination of death knowledge gaps, and inform the development of national or 
regional pediatric donation after circulatory determination of death guidelines. DATA 
SOURCES: Terms related to pediatric donation after circulatory determination of death were 
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searched in Embase and MEDLINE, as well as the non-MEDLINE sources in PubMed from 
1980 to May 2014.  
STUDY SELECTION: Seven thousand five hundred ninety-seven references were discovered 
and 85 retained for analysis. All references addressing pediatric donation after circulatory 
determination of death were considered. Exclusion criteria were articles that did not address 
pediatric patients, animal or laboratory studies, surgical techniques, and local pediatric 
donation after circulatory determination of death protocols. Narrative reviews and opinion 
articles were the most frequently discovered reference (25/85) and the few discovered studies 
were observational or qualitative and almost exclusively retrospective.  
DATA EXTRACTION: Retained references were divided into themes and analyzed using 
qualitative methodology.  
DATA SYNTHESIS: The main discovered themes were 1) studies estimating the number of 
potential pediatric donation after circulatory determination of death donors and their impact on 
donation; 2) ethical issues in pediatric donation after circulatory determination of death; 3) 
physiology of the dying process after withdrawal of life-sustaining therapy; 4) cardiac pediatric 
donation after circulatory determination of death; and 5) neonatal pediatric donation after 
circulatory determination of death. Donor estimates suggest that pediatric donation after 
circulatory determination of death will remain an event less common than brain death, albeit 
with the potential to substantially expand the existing organ donation pool. Limited data 
suggest outcomes comparable with organs donated after neurologic determination of death. 
Although there is continued debate around ethical aspects of pediatric donation after 
circulatory determination of death, all pediatric donation after circulatory determination of death 
publications from professional societies contend that pediatric donation after circulatory 
determination of death can be practiced ethically.  
CONCLUSIONS: This review provides a comprehensive overview of the published literature 
related to pediatric donation after circulatory determination of death. In addition to informing the 
development of pediatric-specific guidelines, this review serves to highlight several important 
knowledge gaps in this topic. 
http://www.ncbi.nlm.nih.gov/pubmed/26727103 
 
Widger, K., Friedrichsdorf, S., Wolfe, J., Liben, S., Pole, J. D., Bouffet, E., Greenberg, M., 
Husain, A., Siden, H., Whitlock, J. A. and Rapoport, A. (2016). "Protocol: Evaluating the 
impact of a nation-wide train-the-trainer educational initiative to enhance the quality of 
palliative care for children with cancer." BMC Palliat Care 15: 12. 
 
BACKGROUND: There are identified gaps in the care provided to children with cancer based 
on the self-identified lack of education for health care professionals in pediatric palliative care 
and in the perceptions of bereaved parents who describe suboptimal care. In order to address 
these gaps, we will implement and evaluate a national roll-out of Education in Palliative and 
End-of-Life Care for Pediatrics (EPEC(R)-Pediatrics), using a 'Train-the-Trainer' model. 
METHODS/DESIGN: In this study we are using a pre- post-test design and an integrated 
knowledge translation approach to assess the impact of the educational roll-out in four areas: 
1) self-assessed knowledge of health professionals; 2) knowledge dissemination outcomes; 3) 
practice change outcomes; and 4) quality of palliative care. The quality of palliative care will be 
assessed using data from three sources: a) parent and child surveys about symptoms, quality 
of life and care provided; b) health record reviews of deceased patients; and c) bereaved parent 
surveys about end-of-life and bereavement care. After being trained in EPEC(R)-Pediatrics, 
'Master Facilitators' will train 'Regional Teams' affiliated with 16 pediatric oncology programs in 
Canada. Each team will consist of three to five health professionals representing oncology, 
palliative care, and the community. Each team member will complete online modules and 
attend one of two face-to-face conferences, where they will receive training and materials to 
teach the EPEC(R)-Pediatrics curriculum to 'End-Users' in their region. Regional Teams will also 
choose a Tailored Implementation of Practice Standards (TIPS) Kit to guide implementation of a 
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quality improvement project in their region; support will be provided via quarterly meetings with 
Co-Leads and via a listserv and webinars with other teams. DISCUSSION: Through this study 
we aim to raise the level of pediatric palliative care education amongst health care professionals 
in Canada. Our study will be a significant step forward in evaluation of the impact of EPEC(R)-
Pediatrics both on dissemination outcomes and on care quality at a national level. Based on the 
anticipated success of our project we hope to expand the EPEC(R)-Pediatrics roll-out to health 
professionals who care for children with non-oncological life-threatening conditions. 
http://www.ncbi.nlm.nih.gov/pubmed/26818836 
 
Wool, C., Kozak, L. E. and Lindley, L. C. (2015). "Work environment facilitators to the 
availability of complementary and alternative therapies in perinatal hospices." J Hosp 
Palliat Nurs 17(5): 391-396. 
 
Increasingly, patients and clinicians are considering palliative care interventions during 
pregnancy for the maternal-fetal dyad, when a life-limiting diagnosis is confirmed. Nurses are at 
the forefront of providing hospice and palliative care that includes planning interventions for 
infants nearing the end of life. However, little is known about the work environment facilitators 
to the availability of complementary and alternative medicine (CAM) therapies. Using a national 
database of perinatal hospice and palliative care providers, we described the types of CAM 
therapies available and explored the influence of the nurse work environment on the availability 
of CAM therapies with multivariate regression analysis. This study showed that having an 
education environment where clinicians are trained, along with a highly educated RN support 
staff, and a BSN educated staff were critical to the availability of CAM therapies. The clinical 
implications for hospice and palliative nurses caring for infants and their families were 
discussed. 
http://www.ncbi.nlm.nih.gov/pubmed/26877713 
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Epidemiology and Pathology 
 

(2016). "Children and young people with perinatal HIV in Europe: epidemiological situation 
in 2014 and implications for the future." Euro Surveill 21(10). 
 
Accurate ascertainment of the number of children living with human immunodeficiency virus 
(HIV) is important to plan paediatric and adolescent health services. In Europe, the first 
generation of perinatally HIV-infected survivors are transferring to adult care and their health 
needs are unknown. We undertook an online survey of HIV cohort studies participating in the 
EuroCoord Network of Excellence to ascertain the number of perinatally HIV-infected (pHIV) 
patients included, to compare it with those published by the European Centre for Disease 
Prevention and Control (ECDC) and the World Health Organization (WHO) and to assess the 
ability of countries to follow up pHIV patients after transfer to adult care. At the end of 2013, 16 
countries in EuroCoord reported 8,229 pHIV patients in follow-up in cohorts, compared with 
5,160 cumulative diagnoses reported by the ECDC in the same area. Follow-up of pHIV 
patients after transfer to adult care varied. It is likely that the number of diagnoses of perinatal 
HIV reported to ECDC is an underestimate, although this varies by country. Further work is 
needed to refine estimates and encourage follow-up in adult HIV cohorts to investigate long-
term outcomes and improve the care of the next generation of children with HIV. 
http://www.ncbi.nlm.nih.gov/pubmed/26988197 
 
Abdullah, A., Hort, K., Butu, Y. and Simpson, L. (2016). "Risk factors associated with 
neonatal deaths: a matched case-control study in Indonesia." Glob Health Action 9: 
30445. 
BACKGROUND: Similar to global trends, neonatal mortality has fallen only slightly in Indonesia 
over the period 1990-2010, with a high proportion of deaths in the first week of life. 
OBJECTIVE: This study aimed to identify risk factors associated with neonatal deaths of low 
and normal birthweight infants that were amenable to health service intervention at a 
community level in a relatively poor province of Indonesia.  
DESIGN: A matched case-control study of neonatal deaths reported from selected community 
health centres (puskesmas) was conducted over 10 months in 2013. Cases were singleton 
births, born by vaginal delivery, at home or in a health facility, matched with two controls 
satisfying the same criteria. Potential variables related to maternal and neonatal risk factors 
were collected from puskesmas medical records and through home visit interviews. A 
conditional logistic regression was performed to calculate odds ratios using the clogit 
procedure in Stata 11.  
RESULTS: Combining all significant variables related to maternal, neonatal, and delivery factors 
into a single multivariate model, six factors were found to be significantly associated with a 
higher risk of neonatal death. The factors identified were as follows: neonatal complications 
during birth; mother noting a health problem during the first 28 days; maternal lack of 
knowledge of danger signs for neonates; low Apgar score; delivery at home; and history of 
complications during pregnancy. Three risk factors (neonatal complication at delivery; neonatal 
health problem noted by mother; and low Apgar score) were significantly associated with early 
neonatal death at age 0-7 days. For normal birthweight neonates, three factors (complications 
during delivery; lack of early initiation of breastfeeding; and lack of maternal knowledge of 
neonatal danger signs) were found to be associated with a higher risk of neonatal death. 
CONCLUSION: The study identified a number of factors amenable to health service intervention 
associated with neonatal deaths in normal and low birthweight infants. These factors include 
maternal knowledge of danger signs, response to health problems noted by parents in the first 
month, early initiation of breastfeeding, and delivery at home. Addressing these factors could 
reduce neonatal deaths in low resource settings. 
http://www.ncbi.nlm.nih.gov/pubmed/26895147 
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Abrams, E. J. and Strasser, S. (2015). "90-90-90--Charting a steady course to end the 
paediatric HIV epidemic." J Int AIDS Soc 18(Suppl 6): 20296. 
 
INTRODUCTION: The new "90-90-90" UNAIDS agenda proposes that 90% of all people living 
with HIV will know their HIV status, 90% of all people with diagnosed HIV infection will receive 
sustained antiretroviral therapy and 90% of all people receiving antiretroviral therapy will have 
viral suppression by 2020. By focusing on children, the global community is in the unique 
position of realizing an end to the paediatric HIV epidemic.  
DISCUSSION: Despite vast scientific advances in the prevention and treatment of paediatric 
HIV infection over the last two decades, in 2014 there were an estimated 220,000 new 
paediatric infections attributed to mother-to-child HIV transmission (MTCT) and 150,000 HIV-
related paediatric deaths. Furthermore, adolescents remain at particularly high risk for 
acquisition of new HIV infections, and HIV/AIDS remains the second leading cause of death in 
this age group. Among the estimated 2.6 million children less than 15 years of age living with 
HIV infection, only 32% were receiving life-saving antiretroviral treatment. After decades of 
languishing, good progress is now being made to prevent MTCT. Unfortunately, efforts to scale 
up HIV treatment services have been less robust for children and adolescents compared with 
adult populations. These discrepancies reflect substantial gaps in essential services and 
numerous missed opportunities to prevent HIV transmission and provide effective life-saving 
antiretroviral treatment to children, adolescents and families. The road to an AIDS-free 
generation will require bridging the gaps in HIV services and addressing the particular needs of 
children across the developmental spectrum from infancy through adolescence. To reach the 
ambitious new targets, innovations and service improvements will need to be rapidly escalated 
at each step along the prevention-treatment cascade.  
CONCLUSIONS: Charting a successful course to reach the 90-90-90 targets will require 
sustained political and financial commitment as well as the rapid implementation of a broad set 
of systematic improvements in service delivery. The prospect of a world where HIV no longer 
threatens the lives of infants, children and adolescents may finally be within reach. 
http://www.ncbi.nlm.nih.gov/pubmed/26639119 
 
Adekanmbi, V. T., Kandala, N. B., Stranges, S. and Uthman, O. A. (2016). "Factors That 
Predict Differences in Childhood Mortality in Nigerian Communities: A Prognostic Model." 
J Pediatr 168: 144-150 e141. 
 
OBJECTIVE: To identify predictors of variations of childhood mortality between Nigerian 
communities and to identify high-risk communities where childhood mortality was higher than 
expected.  
STUDY DESIGN: Secondary analysis of the 2013 Nigeria Demographic and Health Survey data 
using prognostic univariable and multivariable mixed Poisson regression models. Likelihood 
ratio test, Hosmer-Lemeshow goodness-of-fit, and variance inflation factor were used to 
evaluate the fitness of the final model.  
RESULTS: The final adjusted model revealed that communities with high rating of multiple 
childhood deprivation (relative risk 1.14, 95% CI 1.09-1.19) and maternal socioeconomic 
deprivation (relative risk 1.22, 95% CI 1.14-1.29) were associated significantly with the risk of 
childhood mortality. Communities with enhanced maternal hospital-based health-seeking 
behaviors and more advantageous environmental conditions had reduced risks of childhood 
mortality. Similarly, children living in communities with high ethnic diversity were significantly 
less likely to die before their fifth birthday (relative risk 0.96, 95% CI 0.94-0.97). About 64% of 
the observed heterogeneity in childhood mortality in these communities was explained by the 
final model. Eleven of the 896 communities had higher than expected childhood mortality rates 
during the study period.  
CONCLUSIONS: Of the 31 482 children included in this survey, 2886 had died before their fifth 
birthday (128 deaths per 1000 live births). There are variations in childhood mortality across 
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Nigerian communities that are not determined only by health system functions but also by 
factors beyond the scope of health authorities and healthcare delivery systems. 
http://www.ncbi.nlm.nih.gov/pubmed/26507153 
 
Ahmad, S., Bhatia, K., Kannan, A. and Gangwani, L. (2016). "Molecular Mechanisms of 
Neurodegeneration in Spinal Muscular Atrophy." J Exp Neurosci 10: 39-49. 
 
Spinal muscular atrophy (SMA) is an autosomal recessive motor neuron disease with a high 
incidence and is the most common genetic cause of infant mortality. SMA is primarily 
characterized by degeneration of the spinal motor neurons that leads to skeletal muscle 
atrophy followed by symmetric limb paralysis, respiratory failure, and death. In humans, 
mutation of the Survival Motor Neuron 1 (SMN1) gene shifts the load of expression of SMN 
protein to the SMN2 gene that produces low levels of full-length SMN protein because of 
alternative splicing, which are sufficient for embryonic development and survival but result in 
SMA. The molecular mechanisms of the (a) regulation of SMN gene expression and (b) 
degeneration of motor neurons caused by low levels of SMN are unclear. However, some 
progress has been made in recent years that have provided new insights into understanding of 
the cellular and molecular basis of SMA pathogenesis. In this review, we have briefly 
summarized recent advances toward understanding of the molecular mechanisms of regulation 
of SMN levels and signaling mechanisms that mediate neurodegeneration in SMA. 
http://www.ncbi.nlm.nih.gov/pubmed/27042141 
 
Alexander, S., Pole, J. D., Gibson, P., Lee, M., Hesser, T., Chi, S. N., Dvorak, C. C., 
Fisher, B., Hasle, H., Kanerva, J., Moricke, A., Phillips, B., Raetz, E., Rodriguez-Galindo, 
C., Samarasinghe, S., Schmiegelow, K., Tissing, W., Lehrnbecher, T. and Sung, L. 
(2015). "Classification of treatment-related mortality in children with cancer: a systematic 
assessment." Lancet Oncol 16(16): e604-610. 
 
Treatment-related mortality is an important outcome in paediatric cancer clinical trials. An 
international group of experts in supportive care in paediatric cancer developed a consensus-
based definition of treatment-related mortality and a cause-of-death attribution system. The 
reliability and validity of the system was tested in 30 deaths, which were independently 
assessed by two clinical research associates and two paediatric oncologists. We defined 
treatment-related mortality as death occurring in the absence of progressive cancer. Of the 30 
reviewed deaths, the reliability of classification for treatment-related mortality was noted as 
excellent by clinical research associates (kappa=0.83, 95% CI 0.60-1.00) and paediatric 
oncologists (0.84, 0.63-1.00). Criterion validity was established because agreement between 
the consensus classifications by clinical research associates and paediatric oncologists was 
almost perfect (0.92, 0.78-1.00). Our approach should allow comparison of treatment-related 
mortality across trials and across time. 
http://www.ncbi.nlm.nih.gov/pubmed/26678213 
 
Allanson, E., Tuncalp, O., Gardosi, J., Pattinson, R. C., Erwich, J. J., Flenady, V. J., 
Froen, J. F., Neilson, J., Chou, D., Mathai, M., Say, L. and Gulmezoglu, M. (2016). 
"Classifying the causes of perinatal death." Bull World Health Organ 94(2): 79-79A. 
http://www.ncbi.nlm.nih.gov/pubmed/26908954 
 
Allen, K. A. (2016). "Pathophysiology and Treatment of Severe Traumatic Brain Injuries in 
Children." J Neurosci Nurs 48(1): 15-27; quiz E11. 
Traumatic brain injuries (TBIs) in children are a major cause of morbidity and mortality 
worldwide. Severe TBIs account for 15,000 admissions annually and a mortality rate of 24% in 
children in the United States. The purpose of this article is to explore pathophysiologic events, 
examine monitoring techniques, and explain current treatment modalities and nursing care 
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related to caring for children with severe TBI. The primary injury of a TBI is because of direct 
trauma from an external force, a penetrating object, blast waves, or a jolt to the head. 
Secondary injury occurs because of alterations in cerebral blood flow, and the development of 
cerebral edema leads to necrotic and apoptotic cellular death after TBI. Monitoring focuses on 
intracranial pressure, cerebral oxygenation, cerebral edema, and cerebrovascular injuries. If 
abnormalities are identified, treatments are available to manage the negative effects caused to 
the cerebral tissue. The mainstay treatments are hyperosmolar therapy; temperature control; 
cerebrospinal fluid drainage; barbiturate therapy; decompressive craniectomy; analgesia, 
sedation, and neuromuscular blockade; and antiseizure prophylaxis. 
http://www.ncbi.nlm.nih.gov/pubmed/26720317 
 
Ananth, P., Melvin, P., Feudtner, C., Wolfe, J. and Berry, J. G. (2015). "Hospital Use in 
the Last Year of Life for Children With Life-Threatening Complex Chronic Conditions." 
Pediatrics 136(5): 938-946. 
 
BACKGROUND AND OBJECTIVES: Although many adults experience resource-intensive and 
costly health care in the last year of life, less is known about these health care experiences in 
children with life-threatening complex chronic conditions (LT-CCCs). We assessed hospital 
resource use in children by type and number of LT-CCCs.  
METHODS: A retrospective analysis of 1252 children with LT-CCCs, ages 1 to 18 years, who 
died in 2012 within 40 US children's hospitals of the Pediatric Health Information System 
database. LT-CCCs were identified with International Classification of Diseases, 9th Revision, 
Clinical Modification codes. Using generalized linear models, we assessed hospital admissions, 
days, costs, and interventions (mechanical ventilation and surgeries) in the last year of life by 
type and number of LT-CCCs.  
RESULTS: In the last year of life, children with LT-CCCs experienced a median of 2 admissions 
(interquartile range [IQR] 1-5), 27 hospital days (IQR 7-84), and $142 562 (IQR $45 270-$410 
087) in hospital costs. During the terminal admission, 76% (n = 946) were mechanically 
ventilated; 36% (n = 453) underwent surgery. Hospital use was greatest (P < .001) among 
children with hematologic/immunologic conditions (99 hospital days [IQR 51-146]; cost = $504 
145 [IQR $250 147-$879 331]) and children with >/=3 LT-CCCs (75 hospital days [IQR 28-
132]; cost = $341 222 [IQR $146 698-$686 585]).  
CONCLUSIONS: Hospital use for children with LT-CCCs in the last year of life varies 
significantly across the type and number of conditions. Children with hematologic/immunologic 
or multiple conditions have the greatest hospital use. This information may be useful for 
clinicians striving to improve care for children with LT-CCCs nearing the end of life. 
http://www.ncbi.nlm.nih.gov/pubmed/26438707 
 
Anas, N. G. (2016). "Pediatric Acute Respiratory Distress Syndrome: Which Child Is 
Destined to Die?" Pediatr Crit Care Med 17(2): 165-167. 
http://www.ncbi.nlm.nih.gov/pubmed/26841026 
 
Araki, T., Yokota, H. and Fuse, A. (2016). "Brain Death in Pediatric Patients in Japan: 
Diagnosis and Unresolved Issues." Neurol Med Chir (Tokyo) 56(1): 1-8. 
 
Brain death (BD) is a physiological state defined as complete and irreversible loss of brain 
function. Organ transplantation from a patient with BD is controversial in Japan because there 
are two classifications of BD: legal BD in which the organs can be donated and general BD in 
which the organs cannot be donated. The significance of BD in the terminal phase remains in 
the realm of scientific debate. As indicated by the increasing number of organ transplants from 
brain-dead donors, certain clinical diagnosis for determining BD in adults is becoming 
established. However, regardless of whether or not organ transplantation is involved, there are 
many unresolved issues regarding BD in children. Here, we will discuss the historical 
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background of BD determination in children, pediatric emergencies and BD, and unresolved 
issues related to pediatric BD. 
http://www.ncbi.nlm.nih.gov/pubmed/26548741 
 
Auger, N., Bilodeau-Bertrand, M. and Sauve, R. (2016). "Abortion and Infant Mortality on 
the First Day of Life." Neonatology 109(2): 147-153. 
 
BACKGROUND: Fetal imaging for congenital anomalies increases pregnancy terminations late 
in gestation.  
OBJECTIVES: We assessed whether late-pregnancy terminations can accidentally result in live 
births, and how these births impact infant mortality rates over time.  
METHODS: We carried out a population-level analysis of 12,141 infant deaths in Quebec, 
Canada from 1986 to 2012. We calculated the proportion of infants born alive who died 
following pregnancy termination. The exposure was pregnancy termination with or without 
congenital anomaly recorded on death certificates. The main outcome was mortality on the first 
day of life by the hour.  
RESULTS: Pregnancy termination was the cause of 19.4 infant deaths per 100,000 in 2000-
2012, compared with 1.0 per 100,000 in 1986-1999. Most deaths after termination occurred in 
the first 3 h of life among infants with anomalies who weighed <500 g. In 2000-2012, infants 
who died following pregnancy termination led to an excess of 0.2 deaths per 1,000 on the first 
day of life, i.e. an 8.6% increase in the infant mortality rate (p value = 0.002).  
CONCLUSIONS: Pregnancy termination in mid-gestation carries the risk of accidental live birth. 
These neonates increasingly affect infant mortality rates. Better recording is needed, including 
data on the prevention and management of accidental live births after pregnancy termination. 
http://www.ncbi.nlm.nih.gov/pubmed/26726971 
 
Barr, R. D., Ries, L. A., Lewis, D. R., Harlan, L. C., Keegan, T. H., Pollock, B. H. and 
Bleyer, W. A. (2016). "Incidence and incidence trends of the most frequent cancers in 
adolescent and young adult Americans, including "nonmalignant/noninvasive" tumors." 
Cancer 122(7): 1000-1008. 
 
BACKGROUND: Incidence rates and trends of cancers in adolescents and young adults (AYAs) 
ages 15 to 39 years were reexamined a decade after the US National Cancer Institute AYA 
Oncology Progress Review Group was established.  
METHODS: Data from the Surveillance, Epidemiology, and End Results program through 2011 
were used to ascertain incidence trends since the year 2000 of the 40 most frequent cancers in 
AYAs, including tumors with nonmalignant/noninvasive behavior.  
RESULTS: Seven cancers in AYAs exhibited an overall increase in incidence; in 4, the annual 
percent change (APC) exceeded 3 (kidney, thyroid, uterus [corpus], and prostate cancer); 
whereas, in 3, the APC was between 0.7 and 1.4 (acute lymphoblastic leukemia and cancers of 
the colorectum and testis). Eight cancers exhibited statistically significant decreases in 
incidence among AYAs: Kaposi sarcoma (KS), fibromatous neoplasms, melanoma, and 
cancers of the anorectum, bladder, uterine cervix, esophagus, and lung, each with an APC less 
than -1. AYAs had a higher proportion of noninvasive tumors than either older or younger 
patients.  
CONCLUSIONS: An examination of cancer incidence patterns in AYAs observed over the 
recent decade reveal a complex pattern. Thyroid cancer by itself accounts for most of the 
overall increase and is likely caused by overdiagnosis. Reductions in cervix and lung cancer, 
melanoma, and KS can be attributed to successful national prevention programs. A higher 
proportion of noninvasive tumors in AYAs than in children and older adults indicates a need to 
revise the current system of classifying tumors in this population. Cancer 2016;122:1000-1008. 
(c) 2016 American Cancer Society. 
http://www.ncbi.nlm.nih.gov/pubmed/26848808 
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Berger, S. (2015). "Sudden Cardiac Death in Children and Adolescents." Pediatr Ann 
44(12): 536-537. 
http://www.ncbi.nlm.nih.gov/pubmed/26678233 
 
Berger, S. and Maccalli, E. (2015). "Strategies for the Prevention of Sudden Cardiac 
Death in Children and Adolescents." Pediatr Ann 44(12): e292-297. 
 
Sudden cardiac arrest (SCA) or sudden cardiac death (SCD) in children and adolescents is a 
devastating event. Although the true incidence is unclear, the etiologies are not. Strategies for 
prevention include both primary as well as secondary prevention strategies, and these 
strategies are not mutually exclusive. From a primary prevention standpoint, many of the 
episodes of SCA or SCD may occur without any antecedent warning signs and in the absence 
of an important family history. There are a subset of children and adolescents who may have 
antecedent warning signs and symptoms such as syncope with exercise, chest pain, and 
palpitations. This article addresses those symptoms specifically and in more detail to help guide 
the generalist with regard to a framework of risk stratification. The importance of secondary 
prevention is also discussed. It is critically important to promote and advocate for 
cardiopulmonary resuscitation (CPR) and automated external defibrillator (AED) education for 
everyone, including all students prior to graduation from high school. CPR and AEDs save the 
lives of children, adolescents, and adults. A society that is able and willing to perform CPR will 
result in an increase in the incidence of lay-rescuer CPR and will undoubtedly save more lives. 
http://www.ncbi.nlm.nih.gov/pubmed/26678238 
 
Brock, K. E., Steineck, A. and Twist, C. J. (2016). "Trends in End-of-Life Care in Pediatric 
Hematology, Oncology, and Stem Cell Transplant Patients." Pediatr Blood Cancer 63(3): 
516-522. 
 
BACKGROUND: Decisions about end-of-life care may be influenced by cultural and disease-
specific features. We evaluated associations of demographic variables (race, ethnicity, 
language, religion, and diagnosis) with end-of-life characteristics (Phase I enrollment, do-not-
resuscitate (DNR) orders, hospice utilization, location of death), and trends in palliative care 
services delivered to pediatric hematology, oncology, and stem cell transplant (SCT) patients. 
PROCEDURE: In this single-center retrospective cohort study, inclusion criteria were as follows: 
patients aged 0-35 who died between January 1, 2002 and March 1, 2014, and had been 
cared for in the pediatric hematology, oncology, and SCT divisions. The era of 2002-2014 was 
divided into quartiles to assess trends over time.  
RESULTS: Of the 445 included patients, 64% of patients had relapsed disease, 45% were 
enrolled in hospice, and 16% had received palliative care consultation. Patients with brain or 
solid tumors enrolled in hospice (P < 0.0001) and died at home more frequently than patients 
with leukemia/lymphoma (P < 0.0001). Patients who received Phase I therapy or identified as 
Christian/Catholic religion enrolled in hospice more frequently (P < 0.0001 and P = 0.03, 
respectively). When patient deaths were analyzed over quartiles, the frequency of DNR orders 
(P = 0.02) and palliative care consultation (P = 0.04) increased over time. Hospice enrollment, 
location of death, and Phase I trial enrollment did not change significantly.  
CONCLUSIONS: Despite increases in palliative care consultation and DNR orders over time, 
utilization remains suboptimal. No increase in hospice enrollment or shift in death location was 
observed. These data will help target future initiatives to achieve earlier discussions of goals of 
care and improved palliative care for all patients. 
http://www.ncbi.nlm.nih.gov/pubmed/26513237 
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Reality." PLoS Med 13(1): e1001912. 
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Bryce, J., Amouzou, A., Victora, C. G., Jones, G., Silva, R., Hill, K. and Black, R. E. 
(2016). ""Real-Time" Monitoring of Under-Five Mortality: Lessons for Strengthened Vital 
Statistics Systems." PLoS Med 13(1): e1001904. 
http://www.ncbi.nlm.nih.gov/pubmed/26808277 
 
Carroll, W. L. and Hunger, S. P. (2016). "Therapies on the horizon for childhood acute 
lymphoblastic leukemia." Curr Opin Pediatr 28(1): 12-18. 
 
PURPOSE OF REVIEW: The prognosis for children with the most common childhood 
malignancy, acute lymphoblastic leukemia (ALL), has improved dramatically. However, the 
burden of therapy can be substantial, with long-term side-effects, and certain subgroups 
continue to have a poor outcome.  
RECENT FINDINGS: The recent discovery of new genetic alterations in high-risk subsets 
provides targets for precision medicine-based interventions using existing Food and Drug 
Administration approved agents. Novel immunotherapeutic approaches are being deployed in 
relapsed ALL, one of the leading causes of cancer cell death in children. Moreover, genomic 
analysis has charted the evolution of tumor subclones, and relapse-specific alterations now 
provide a mechanistic explanation for drug resistance, setting the stage for targeted therapy. 
There is greater recognition that host factors - genetic polymorphisms - influence cancer risk, 
response to therapy, and toxicity. In the future, it is anticipated that they will be integrated into 
clinical decision making to maximize cure and minimize side-effects. Recent efforts to limit 
prophylactic central nervous system irradiation have been successful, thereby sparing many 
children late neurocognitive impairments.  
SUMMARY: Integration of advances in precision medicine approaches and novel agents will 
continue to increase the cure rate and decrease the burden of therapy for childhood ALL. 
http://www.ncbi.nlm.nih.gov/pubmed/26576011 
 
Cha, S. and Cho, Y. (2016). "Changes in Under-5 Mortality Rate and Major Childhood 
Diseases: A Country-Level Analysis." Asia Pac J Public Health 28(2): 178-196. 
 
Under-5 child mortality decreased throughout the world by 49% from 1990 to 2013. However, 
it is unknown if this reduction was more effectively achieved in countries with a higher child 
mortality burden. We investigated the reduction of cause-specific global child mortality burden 
in 2000-2010. A total of 195 countries were selected for this analysis. A random-effect or fixed-
effect model was chosen based on the Hausman test. Countries with a higher child mortality 
rate performed better with regard to the prevention of child deaths from major infectious 
diseases, but cause-specific progress was highly variable by disease within each country. 
Pneumonia-specific progress was much slower than that for diarrhea, and neonatal-specific 
child mortality increased in some countries. With a few exceptions, the overall performance in 
the countries with the largest share of child deaths was not good. This study identified priority 
interventions for child survival in the post-2015 period. 
http://www.ncbi.nlm.nih.gov/pubmed/26681668 
 
Devinsky, O., Spruill, T., Thurman, D. and Friedman, D. (2016). "Recognizing and 
preventing epilepsy-related mortality: A call for action." Neurology 86(8): 779-786. 
 
Epilepsy is associated with a high rate of premature mortality from direct and indirect effects of 
seizures, epilepsy, and antiseizure therapies. Sudden unexpected death in epilepsy (SUDEP) is 
the second leading neurologic cause of total lost potential life-years after stroke, yet SUDEP 
may account for less than half of all epilepsy-related deaths. Some epilepsy groups are 
especially vulnerable: individuals from low socioeconomic status groups and those with 
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comorbid psychiatric illness die more often than controls. Despite clear evidence of an 
important public health problem, efforts to assess and prevent epilepsy-related deaths remain 
inadequate. We discuss factors contributing to the underestimation of SUDEP and other 
epilepsy-related causes of death. We suggest the need for a systematic classification of deaths 
directly due to epilepsy (e.g., SUDEP, drowning), due to acute symptomatic seizures, and 
indirectly due to epilepsy (e.g., suicide, chronic effects of antiseizure medications). Accurately 
estimating the frequency of epilepsy-related mortality is essential to support the development 
and assessment of preventive interventions. We propose that educational interventions and 
public health campaigns targeting medication adherence, psychiatric comorbidity, and other 
modifiable risk factors may reduce epilepsy-related mortality. Educational campaigns regarding 
sudden infant death syndrome and fires, which kill far fewer Americans than epilepsy, have 
been widely implemented. We have done too little to prevent epilepsy-related deaths. Everyone 
with epilepsy and everyone who treats people with epilepsy need to know that controlling 
seizures will save lives. 
http://www.ncbi.nlm.nih.gov/pubmed/26674330 
 
Downing, J., Powell, R. A., Marston, J., Huwa, C., Chandra, L., Garchakova, A. and 
Harding, R. (2016). "Children's palliative care in low- and middle-income countries." Arch 
Dis Child 101(1): 85-90. 
 
One-third of the global population is aged under 20 years. For children with life-limiting 
conditions, palliative care services are required. However, despite 80% of global need occurring 
in low- and middle-income countries (LMICs), the majority of children's palliative care (CPC) is 
provided in high-income countries. This paper reviews the status of CPC services in LMICs--
highlighting examples of best practice among service models in Malawi, Indonesia and Belarus-
-before reviewing the status of the extant research in this field. It concludes that while much has 
been achieved in palliative care for adults, less attention has been devoted to the education, 
clinical practice, funding and research needed to ensure children and young people receive the 
palliative care they need. 
http://www.ncbi.nlm.nih.gov/pubmed/26369576 
 
Dutta, A., Barker, C. and Kallarakal, A. (2015). "The HIV Treatment Gap: Estimates of the 
Financial Resources Needed versus Available for Scale-Up of Antiretroviral Therapy in 97 
Countries from 2015 to 2020." PLoS Med 12(11): e1001907; discussion e1001907. 
 
BACKGROUND: The World Health Organization (WHO) released revised guidelines in 2015 
recommending that all people living with HIV, regardless of CD4 count, initiate antiretroviral 
therapy (ART) upon diagnosis. However, few studies have projected the global resources 
needed for rapid scale-up of ART. Under the Health Policy Project, we conducted modeling 
analyses for 97 countries to estimate eligibility for and numbers on ART from 2015 to 2020, 
along with the facility-level financial resources required. We compared the estimated financial 
requirements to estimated funding available. 
METHODS AND FINDINGS: Current coverage levels and future need for treatment were based 
on country-specific epidemiological and demographic data. Simulated annual numbers of 
individuals on treatment were derived from three scenarios: (1) continuation of countries' 
current policies of eligibility for ART, (2) universal adoption of aspects of the WHO 2013 
eligibility guidelines, and (3) expanded eligibility as per the WHO 2015 guidelines and meeting 
the Joint United Nations Programme on HIV/AIDS "90-90-90" ART targets. We modeled 
uncertainty in the annual resource requirements for antiretroviral drugs, laboratory tests, and 
facility-level personnel and overhead. We estimate that 25.7 (95% CI 25.5, 26.0) million adults 
and 1.57 (95% CI 1.55, 1.60) million children could receive ART by 2020 if countries maintain 
current eligibility plans and increase coverage based on historical rates, which may be 
ambitious. If countries uniformly adopt aspects of the WHO 2013 guidelines, 26.5 (95% CI 26.0 
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27.0) million adults and 1.53 (95% CI 1.52, 1.55) million children could be on ART by 2020. 
Under the 90-90-90 scenario, 30.4 (95% CI 30.1, 30.7) million adults and 1.68 (95% CI 1.63, 
1.73) million children could receive treatment by 2020. The facility-level financial resources 
needed for scaling up ART in these countries from 2015 to 2020 are estimated to be US$45.8 
(95% CI 45.4, 46.2) billion under the current scenario, US$48.7 (95% CI 47.8, 49.6) billion 
under the WHO 2013 scenario, and US$52.5 (95% CI 51.4, 53.6) billion under the 90-90-90 
scenario. After projecting recent external and domestic funding trends, the estimated 6-y 
financing gap ranges from US$19.8 billion to US$25.0 billion, depending on the costing 
scenario and the U.S. President's Emergency Plan for AIDS Relief contribution level, with the 
gap for ART commodities alone ranging from US$14.0 to US$16.8 billion. The study is limited 
by excluding above-facility and other costs essential to ART service delivery and by the 
availability and quality of country- and region-specific data.  
CONCLUSIONS: The projected number of people receiving ART across three scenarios 
suggests that countries are unlikely to meet the 90-90-90 treatment target (81% of people 
living with HIV on ART by 2020) unless they adopt a test-and-offer approach and increase ART 
coverage. Our results suggest that future resource needs for ART scale-up are smaller than 
stated elsewhere but still significantly threaten the sustainability of the global HIV response 
without additional resource mobilization from domestic or innovative financing sources or 
efficiency gains. As the world moves towards adopting the WHO 2015 guidelines, advances in 
technology, including the introduction of lower-cost, highly effective antiretroviral regimens, 
whose value are assessed here, may prove to be "game changers" that allow more people to 
be on ART with the resources available. 
http://www.ncbi.nlm.nih.gov/pubmed/26599990 
 
Faller, K. M., Gutierrez-Quintana, R., Mohammed, A., Rahim, A. A., Tuxworth, R. I., 
Wager, K. and Bond, M. (2015). "The neuronal ceroid lipofuscinoses: Opportunities from 
model systems." Biochim Biophys Acta 1852(10 Pt B): 2267-2278. 
 
The neuronal ceroid lipofuscinoses are a group of severe and progressive neurodegenerative 
disorders, generally with childhood onset. Despite the fact that these diseases remain fatal, 
significant breakthroughs have been made in our understanding of the genetics that underpin 
these conditions. This understanding has allowed the development of a broad range of models 
to study disease processes, and to develop new therapeutic approaches. Such models have 
contributed significantly to our knowledge of these conditions. In this review we will focus on 
the advantages of each individual model, describe some of the contributions the models have 
made to our understanding of the broader disease biology and highlight new techniques and 
approaches relevant to the study and potential treatment of the neuronal ceroid lipofuscinoses. 
This article is part of a Special Issue entitled: "Current Research on the Neuronal Ceroid 
Lipofuscinoses (Batten Disease)". 
http://www.ncbi.nlm.nih.gov/pubmed/25937302 
 
Fedele, A. O. (2015). "Sanfilippo syndrome: causes, consequences, and treatments." 
Appl Clin Genet 8: 269-281. 
 
Sanfilippo syndrome, or mucopolysaccharidosis (MPS) type III, refers to one of five autosomal 
recessive, neurodegenerative lysosomal storage disorders (MPS IIIA to MPS IIIE) whose 
symptoms are caused by the deficiency of enzymes involved exclusively in heparan sulfate 
degradation. The primary characteristic of MPS III is the degeneration of the central nervous 
system, resulting in mental retardation and hyperactivity, typically commencing during 
childhood. The significance of the order of events leading from heparan sulfate accumulation 
through to downstream changes in the levels of biomolecules within the cell and ultimately the 
(predominantly neuropathological) clinical symptoms is not well understood. The genes whose 
deficiencies cause the MPS III subtypes have been identified, and their gene products, as well 
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as a selection of disease-causing mutations, have been characterized to varying degrees with 
respect to both frequency and direct biochemical consequences. A number of genetic and 
biochemical diagnostic methods have been developed and adopted by diagnostic laboratories. 
However, there is no effective therapy available for any form of MPS III, with treatment currently 
limited to clinical management of neurological symptoms. The availability of animal models for 
all forms of MPS III, whether spontaneous or generated via gene targeting, has contributed to 
improved understanding of the MPS III subtypes, and has provided and will deliver invaluable 
tools to appraise emerging therapies. Indeed, clinical trials to evaluate intrathecally-delivered 
enzyme replacement therapy in MPS IIIA patients, and gene therapy for MPS IIIA and MPS IIIB 
patients are planned or underway. 
http://www.ncbi.nlm.nih.gov/pubmed/26648750 
 
Fernandez-Ruiz, J., Moro, M. A. and Martinez-Orgado, J. (2015). "Cannabinoids in 
Neurodegenerative Disorders and Stroke/Brain Trauma: From Preclinical Models to 
Clinical Applications." Neurotherapeutics 12(4): 793-806. 
 
Cannabinoids form a singular family of plant-derived compounds (phytocannabinoids), 
endogenous signaling lipids (endocannabinoids), and synthetic derivatives with multiple 
biological effects and therapeutic applications in the central and peripheral nervous systems. 
One of these properties is the regulation of neuronal homeostasis and survival, which is the 
result of the combination of a myriad of effects addressed to preserve, rescue, repair, and/or 
replace neurons, and also glial cells against multiple insults that may potentially damage these 
cells. These effects are facilitated by the location of specific targets for the action of these 
compounds (e.g., cannabinoid type 1 and 2 receptors, endocannabinoid inactivating enzymes, 
and nonendocannabinoid targets) in key cellular substrates (e.g., neurons, glial cells, and neural 
progenitor cells). This potential is promising for acute and chronic neurodegenerative 
pathological conditions. In this review, we will collect all experimental evidence, mainly obtained 
at the preclinical level, supporting that different cannabinoid compounds may be 
neuroprotective in adult and neonatal ischemia, brain trauma, Alzheimer's disease, Parkinson's 
disease, Huntington's chorea, and amyotrophic lateral sclerosis. This increasing experimental 
evidence demands a prompt clinical validation of cannabinoid-based medicines for the 
treatment of all these disorders, which, at present, lack efficacious treatments for 
delaying/arresting disease progression, despite the fact that the few clinical trials conducted so 
far with these medicines have failed to demonstrate beneficial effects. 
http://www.ncbi.nlm.nih.gov/pubmed/26260390 
 
Findlay, B., Switzer, L., Narayanan, U., Chen, S. and Fehlings, D. (2016). "Investigating 
the impact of pain, age, Gross Motor Function Classification System, and sex on health-
related quality of life in children with cerebral palsy." Dev Med Child Neurol 58(3): 292-
297. 
AIM: To explore whether health-related quality of life (HRQOL) can be predicted by pain, age, 
Gross Motor Function Classification System (GMFCS) level, and sex in children with cerebral 
palsy (CP) and whether different pain etiologies have varying effects on HRQOL.  
METHODS: Children with CP aged 3 to 19 years and their caregivers were consecutively 
recruited. Caregivers reported their child's pain (Health Utilities Index 3 [HUI3] pain subset) and 
HRQOL (DISABKIDS questionnaires). Physicians identified pain etiologies. A multiple linear 
regression model determined whether pain, GMFCS level, sex, and age predicted HRQOL. An 
ANOVA evaluated the effects of pain etiologies on HRQOL.  
RESULTS: Three hundred and forty-four participants were approached and 87% (n=300) 
participated. Sufficient data were available on 248 (72% of total sample). Sixty-six participants 
(27%) formed the pain group with HUI3 pain scores of at least 3. The presence of pain and 
increasing age significantly negatively predicted HRQOL (p<0.001, R(2) =0.141), while GMFCS 
and sex did not. Musculoskeletal deformity (24%) and hypertonia (18%) were the most frequent 
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pain causes. HRQOL statistically differed depending on the pain etiology (p=0.028) with 
musculoskeletal deformity showing the lowest mean HRQOL.  
INTERPRETATION: The presence of pain and increasing age negatively predict HRQOL in CP. 
musculoskeletal deformity has the greatest negative impact on HRQOL. 
http://www.ncbi.nlm.nih.gov/pubmed/26426208 
 
Fleming, P. J. and Blair, P. S. (2015). "Classification of unexpected infant deaths: what 
can we learn from international comparisons?" Arch Dis Child 100(11): 1009-1010. 
http://www.ncbi.nlm.nih.gov/pubmed/26265287 
 
Fleming, P. J., Blair, P. S. and Pease, A. (2015). "Sudden unexpected death in infancy: 
aetiology, pathophysiology, epidemiology and prevention in 2015." Arch Dis Child 
100(10): 984-988. 
 
Despite the fall in numbers of unexpected infant deaths that followed the 'Back to Sleep' 
campaigns in the early 1990 s in the UK and many other countries, such deaths remain one of 
the largest single groups of deaths in the postneonatal period in many Western countries. 
Changes in the ways in which unexpected infant deaths are categorised by pathologists and 
coroners, and increasing reluctance to use the term 'sudden infant death syndrome', make 
assessment of nationally and internationally collected data on incidence potentially inaccurate 
and confusing. In this paper, we review current understanding of the epidemiology and 
aetiology of unexpected deaths in infancy, and current hypotheses on the pathophysiology of 
the processes that may lead to death. We also review interventions that have been adopted, 
with variable degrees of effectiveness in efforts to reduce the numbers of deaths, and new 
approaches that offer the possibility of prevention in the future. 
http://www.ncbi.nlm.nih.gov/pubmed/25699563 
 
Flenady, V., Wojcieszek, A. M., Middleton, P., Ellwood, D., Erwich, J. J., Coory, M., 
Khong, T. Y., Silver, R. M., Smith, G. C., Boyle, F. M., Lawn, J. E., Blencowe, H., Leisher, 
S. H., Gross, M. M., Horey, D., Farrales, L., Bloomfield, F., McCowan, L., Brown, S. J., 
Joseph, K. S., Zeitlin, J., Reinebrant, H. E., Ravaldi, C., Vannacci, A., Cassidy, J., 
Cassidy, P., Farquhar, C., Wallace, E., Siassakos, D., Heazell, A. E., Storey, C., Sadler, 
L., Petersen, S., Froen, J. F. and Goldenberg, R. L. (2016). "Stillbirths: recall to action in 
high-income countries." Lancet 387(10019): 691-702. 
 
Variation in stillbirth rates across high-income countries and large equity gaps within high-
income countries persist. If all high-income countries achieved stillbirth rates equal to the best 
performing countries, 19,439 late gestation (28 weeks or more) stillbirths could have been 
avoided in 2015. The proportion of unexplained stillbirths is high and can be addressed through 
improvements in data collection, investigation, and classification, and with a better 
understanding of causal pathways. Substandard care contributes to 20-30% of all stillbirths 
and the contribution is even higher for late gestation intrapartum stillbirths. National perinatal 
mortality audit programmes need to be implemented in all high-income countries. The need to 
reduce stigma and fatalism related to stillbirth and to improve bereavement care are also clear, 
persisting priorities for action. In high-income countries, a woman living under adverse 
socioeconomic circumstances has twice the risk of having a stillborn child when compared to 
her more advantaged counterparts. Programmes at community and country level need to 
improve health in disadvantaged families to address these inequities. 
http://www.ncbi.nlm.nih.gov/pubmed/26794070 
 
Froen, J. F., Friberg, I. K., Lawn, J. E., Bhutta, Z. A., Pattinson, R. C., Allanson, E. R., 
Flenady, V., McClure, E. M., Franco, L., Goldenberg, R. L., Kinney, M. V., Leisher, S. H., 

http://www.ncbi.nlm.nih.gov/pubmed/26426208
http://www.ncbi.nlm.nih.gov/pubmed/26265287
http://www.ncbi.nlm.nih.gov/pubmed/25699563
http://www.ncbi.nlm.nih.gov/pubmed/26794070


56 
 

Pitt, C., Islam, M., Khera, A., Dhaliwal, L., Aggarwal, N., Raina, N. and Temmerman, M. 
(2016). "Stillbirths: progress and unfinished business." Lancet 387(10018): 574-586. 
 
This first paper of the Lancet Series on ending preventable stillbirths reviews progress in 
essential areas, identified in the 2011 call to action for stillbirth prevention, to inform the 
integrated post-2015 agenda for maternal and newborn health. Worldwide attention to babies 
who die in stillbirth is rapidly increasing, from integration within the new Global Strategy for 
Women's, Children's and Adolescents' Health, to country policies inspired by the Every 
Newborn Action Plan. Supportive new guidance and metrics including stillbirth as a core health 
indicator and measure of quality of care are emerging. Prenatal health is a crucial biological 
foundation to life-long health. A key priority is to integrate action for prenatal health within the 
continuum of care for maternal and newborn health. Still, specific actions for stillbirths are 
needed for advocacy, policy formulation, monitoring, and research, including improvement in 
the dearth of data for effective coverage of proven interventions for prenatal survival. Strong 
leadership is needed worldwide and in countries. Institutions with a mandate to lead global 
efforts for mothers and their babies must assert their leadership to reduce stillbirths by 
promoting healthy and safe pregnancies. 
http://www.ncbi.nlm.nih.gov/pubmed/26794077 
 
Guerrera, G. (2015). "Neonatal and pediatric healthcare worldwide: A report from 
UNICEF." Clin Chim Acta 451(Pt A): 4-8. 
 
The 2013 UNICEF annual report on child mortality concluded that between 1990 and 2013, the 
annual number of deaths among children under-5 years of age has fallen to 6.6 million 
(uncertainty range, 6.3 to 7.0 million), corresponding to a 48% reduction from the 12.6 million 
deaths in 1990 (uncertainty range, 12.4 to 12.9 million). About half of under-5 deaths occur in 
only five countries: India, Nigeria, Democratic Republic of the Congo, Pakistan and China. By 
2050, close to 40% of all live births will take place in Sub-Saharan Africa and 37% of the 
world's children under age five will live in the region. Most deaths can be attributable to 
preventable diseases. Pneumonia, diarrhea and malaria together killed roughly 2.2 million 
children under age five in 2012, accounting for a third of all under-five deaths. Emerging 
evidence has shown that children are at greater risk of dying before age five if they are born in 
rural areas, poor households, or to a mother denied basic education. While under-5 mortality 
was consistently reduced over the past 20 years, few progresses in reducing neonatal mortality 
as well as maternal mortality have been done. UNICEF is a leading partner in the Global Alliance 
for Vaccines and Immunization (GAVI), a far-reaching public-private partnership dedicated to 
increasing children's access to vaccines in poor countries. Early diagnosis and appropriate low-
cost therapy of maternal and neonatal diseases are the challenges of the coming years. 
Therefore, there is the need to promote new experimental and clinical researches and to 
translate results in clinical practice. Laboratory medicine is strategic for promoting and 
validating innovative methods for managing the most important causes of maternal, neonatal 
and under-5 deaths, as well as to consistently reduce the gap between bench and bedside. 
This may be achieved by a close cooperation between laboratory medicine and industries for 
the development of new diagnostic tools, especially low-cost disposables easily usable by 
everyone, namely mothers, for an earlier and specific therapeutic treatments of such diseases 
like sepsis and infections. 
http://www.ncbi.nlm.nih.gov/pubmed/25771105 
 
Hegarty, R., Hadzic, N., Gissen, P. and Dhawan, A. (2015). "Inherited metabolic disorders 
presenting as acute liver failure in newborns and young children: King's College Hospital 
experience." Eur J Pediatr 174(10): 1387-1392. 
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Acute liver failure (ALF) in children is a rare condition that is often fatal without liver 
transplantation. The diagnostic work-up is complex, and the etiology is unidentified in up to half 
of patients, making decisions like therapeutic transplantation extremely difficult. We collected 
clinical, laboratory, and outcome data on all patients under 5 years of age who were admitted 
between January 2001 and December 2011 to King's College Hospital with ALF secondary to 
an inherited metabolic disease (IMD), a common cause of pediatric acute liver failure. Thirty-six 
of 127 children with ALF had a metabolic etiology: galactosemia (17); mitochondrial respiratory 
chain disorder (MRCD, 7); ornithine transcarbamylase (OTC) deficiency (4); tyrosinemia type 1 
(4); Niemann-Pick disease type C (NPC, 3); and congenital disorder of glycosylation type 1b (1). 
Seven children died: MRCD (4) and NPC (3). Four children were transplanted: OTC deficiency 
(1) and MRCD (3). Fifteen of 25 children followed up showed evidence of developmental delay. 
CONCLUSION: IMD is the most common group of disorders in this age group; indeterminate 
cases may yet include undiagnosed metabolic disorders; the overall survival rate is good but 
largely depends on diagnosis, while developmental outcome of the surviving patients is less 
favorable. WHAT IS KNOWN: * Up to half of children with ALF may be undiagnosed. * IMD is a 
common cause of pediatric acute liver failure. What is New: * Initial diagnostic clues may be 
gathered from the child's age and laboratory parameters. * Survival of children with IMD-related 
ALF is good, but developmental outcome is less favorable. * In the future, novel sequencing 
methods will aid in the diagnosis of disorders in which therapeutic decisions depend upon. 
http://www.ncbi.nlm.nih.gov/pubmed/25902754 
 
Hellmann, J., Knighton, R., Lee, S. K. and Shah, P. S. (2016). "Neonatal deaths: 
prospective exploration of the causes and process of end-of-life decisions." Arch Dis 
Child Fetal Neonatal Ed 101(2): F102-107. 
 
OBJECTIVE: To determine the causes and process of death in neonates in Canada. DESIGN: 
Prospective observational study. SETTING: Nineteen tertiary level neonatal units in Canada. 
PARTICIPANTS: 942 neonatal deaths (215 full-term and 727 preterm). EXPOSURE AND 
OUTCOME: Explored the causes and process of death using data on: (1) the rates of 
withdrawal of life-sustaining treatment (WLST); (2) the reasons for raising the issue of WLST; (3) 
the extent of consensus with parents; (4) the consensual decision-making process both with 
parents and the multidisciplinary team; (5) the elements of WLST; and (6) the age at death and 
time between WLST and actual death.  
RESULTS: The main reasons for deaths in preterm infants were extreme immaturity, 
intraventricular haemorrhage and pulmonary causes; in full-term infants asphyxia, chromosomal 
anomalies and syndromic malformations. In 84% of deaths there was discussion regarding 
WLST. WLST was agreed to by parents with relative ease in the majority of cases. Physicians 
mainly offered WLST for the purpose of avoiding pain and suffering in imminent death or 
survival with a predicted poor quality of life. Consensus with multidisciplinary team members 
was relatively easily obtained. There was marked variation between centres in offering WLST for 
severe neurological injury in preterm (10%-86%) and severe hypoxic-ischaemic encephalopathy 
in full-term infants (5%-100%).  
CONCLUSIONS AND RELEVANCE: In Canada, the majority of physicians offered WLST to 
avoid pain and suffering or survival with a poor quality of life. Variation between units in offering 
WLST for similar diagnoses requires further exploration. 
http://www.ncbi.nlm.nih.gov/pubmed/26253166 
 
Heron, M. (2016). "Deaths: Leading Causes for 2013." Natl Vital Stat Rep 65(2): 1-95. 
 
OBJECTIVES: This report presents final 2013 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 2013," 
the National Center for Health Statistics' annual report of final mortality statistics. METHODS: 

http://www.ncbi.nlm.nih.gov/pubmed/25902754
http://www.ncbi.nlm.nih.gov/pubmed/26253166


58 
 

Data in this report are based on information from all death certificates filed in the 50 states and 
the District of Columbia in 2013. Causes of death classified by the International Classification of 
Diseases, Tenth Revision (ICD-10) are ranked according to the number of deaths assigned to 
rankable causes. Cause-of-death statistics are based on the underlying cause of death. 
RESULTS: In 2013, the 10 leading causes of death were, in rank order: Diseases of heart; 
Malignant neoplasms; Chronic lower respiratory diseases; Accidents (unintentional injuries); 
Cerebrovascular diseases; Alzheimer's disease; Diabetes mellitus; Influenza and pneumonia; 
Nephritis, nephrotic syndrome and nephrosis; and Intentional self-harm (suicide). They 
accounted for 74% of all deaths occurring in the United States. Differences in the rankings are 
evident by age, sex, race, and Hispanic origin. Leading causes of infant death for 2013 were, in 
rank order: Congenital malformations, deformations and chromosomal abnormalities; Disorders 
related to short gestation and low birth weight, not elsewhere classified; Newborn affected by 
maternal complications of pregnancy; Sudden infant death syndrome; Accidents (unintentional 
injuries); Newborn affected by complications of placenta, cord and membranes; Bacterial 
sepsis of newborn; Respiratory distress of newborn; Diseases of the circulatory system; and 
Neonatal hemorrhage. Important variations in the leading causes of infant death are noted for 
the neonatal and postneonatal periods. 
http://www.ncbi.nlm.nih.gov/pubmed/26906146 
 
Hvidtjorn, D., Wu, C., Schendel, D., Thorlund Parner, E. and Brink Henriksen, T. (2016). 
"Mortality in mothers after perinatal loss: a population-based follow-up study." BJOG 
123(3): 393-398. 
 
OBJECTIVE: To assess whether mothers who lost a child from stillbirth or in the first week of 
life have an increased overall mortality and cause-specific mortality.  
DESIGN: A population based follow-up study.  
SETTING: Data from Danish national registers.  
POPULATION: All mothers in Denmark were included in the cohort at time of their first delivery 
from 1 January 1980 to 31 December 2008 and followed until 31 December 2009 or death, 
whichever came first. 
METHODS: The association between perinatal loss and total and cause-specific mortality in 
mothers was estimated with hazard ratios (HR) and 95% confidence intervals (95% CI) 
calculated using Cox proportional hazards regression analyses.  
MAIN OUTCOME MEASURES: Overall mortality and cause-specific mortality.  
RESULTS: During the follow-up period, 838,331 mothers in the cohort gave birth to one or 
more children and 7690 mothers (0.92%) experienced a perinatal loss. During follow-up, 8883 
mothers (1.06%) died. There was an increased overall mortality for mothers who experienced a 
perinatal loss adjusted for maternal age and educational level, hazard ratio (HR) 1.83 [95% 
confidence interval (CI) 1.55-2.17]. The strongest association was seen in mortality from 
cardiovascular diseases (CVD) with an HR of 2.29 (95% CI 1.48-3.52) adjusted for CVD at time 
of delivery. We found no association between a perinatal loss and mortality from traumatic 
causes.  
CONCLUSIONS: Mothers who experience a perinatal loss have an increased mortality, 
especially from CVD. 
http://www.ncbi.nlm.nih.gov/pubmed/25565567 
 
Jensen, E. A., Chaudhary, A., Bhutta, Z. A. and Kirpalani, H. (2016). "Non-invasive 
respiratory support for infants in low- and middle-income countries." Semin Fetal 
Neonatal Med. 
 
The overwhelming majority of neonatal deaths worldwide occur in low- and middle-income 
countries. Most of these deaths are attributable to respiratory illnesses and complications of 
preterm birth. The available data suggest that non-invasive continuous positive airway pressure 
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(CPAP) is a safe and cost-effective therapy to reduce neonatal morbidity and mortality in these 
settings. Bubble CPAP compared to mechanical ventilator-generated CPAP reduces the need 
for subsequent invasive ventilation in newborn infants. There are limited data on the safety and 
efficacy of high-flow nasal cannulae in low- and middle-income countries, requiring further 
study prior to widespread implementation. 
http://www.ncbi.nlm.nih.gov/pubmed/26915655 
 
Keegan, T. H., Ries, L. A., Barr, R. D., Geiger, A. M., Dahlke, D. V., Pollock, B. H. and 
Bleyer, W. A. (2016). "Comparison of cancer survival trends in the United States of 
adolescents and young adults with those in children and older adults." Cancer 122(7): 
1009-1016. 
 
BACKGROUND: With prior reports indicating a lack of progress in survival improvement in older 
adolescents and young adults (AYAs) aged 15 to 39 years with cancer compared with both 
younger and older patients with cancer, the current analysis provides an update of survival 
trends of cancers among AYAs, children, and older adults. M 
ETHODS: Data from the National Cancer Institute Surveillance, Epidemiology, and End Results 
database for 13 regions were used to ascertain survival trends of the 34 most frequent cancers 
diagnosed in AYAs compared with children and older adults.  
RESULTS: As of 2002 through 2006, the 5-year relative survival rate for all invasive cancers in 
AYAs was 82.5% (standard error, 0.2%). In AYAs, 14 cancers demonstrated evidence of a 
statistically significant improvement in their 5-year relative survival since 1992. Survival 
improved less in AYAs than in children for acute myeloid leukemia and medulloblastoma. 
Fourteen cancers had survival improvements that were found to be less in AYAs compared 
with older adults, including hepatic carcinoma, acute myeloid leukemia, high-grade 
astrocytoma, acute lymphocytic leukemia, pancreatic carcinoma, low-grade astrocytoma, 
gastric carcinoma, renal carcinoma, cancer of the oral cavity and pharynx, Hodgkin lymphoma, 
ovarian cancer, fibromatous sarcoma, other soft tissue sarcoma, and thyroid carcinoma. 
CONCLUSIONS: Improvements in the survival of several cancer types that occur frequently in 
AYAs are encouraging. However, survival does not appear to be improving to the same extent 
in AYAs as in children or older adults for several cancers. Further investment in exploring the 
distinct biology of tumors in this age group, and of their hosts, must be a priority in AYA 
oncology. Cancer 2016;122:1009-1016. (c) 2016 American Cancer Society. 
http://www.ncbi.nlm.nih.gov/pubmed/26848927 
 
Kyu, H. H., Pinho, C., Wagner, J. A., Brown, J. C., Bertozzi-Villa, A., Charlson, F. J., 
Coffeng, L. E., Dandona, L., Erskine, H. E., Ferrari, A. J., Fitzmaurice, C., Fleming, T. D., 
Forouzanfar, M. H., Graetz, N., Guinovart, C., Haagsma, J., Higashi, H., Kassebaum, N. 
J., Larson, H. J., Lim, S. S., Mokdad, A. H., Moradi-Lakeh, M., Odell, S. V., Roth, G. A., 
Serina, P. T., Stanaway, J. D., Misganaw, A., Whiteford, H. A., Wolock, T. M., Wulf 
Hanson, S., Abd-Allah, F., Abera, S. F., Abu-Raddad, L. J., AlBuhairan, F. S., Amare, A. 
T., Antonio, C. A., Artaman, A., Barker-Collo, S. L., Barrero, L. H., Benjet, C., Bensenor, 
I. M., Bhutta, Z. A., Bikbov, B., Brazinova, A., Campos-Nonato, I., Castaneda-Orjuela, C. 
A., Catala-Lopez, F., Chowdhury, R., Cooper, C., Crump, J. A., Dandona, R., 
Degenhardt, L., Dellavalle, R. P., Dharmaratne, S. D., Faraon, E. J., Feigin, V. L., Furst, 
T., Geleijnse, J. M., Gessner, B. D., Gibney, K. B., Goto, A., Gunnell, D., Hankey, G. J., 
Hay, R. J., Hornberger, J. C., Hosgood, H. D., Hu, G., Jacobsen, K. H., Jayaraman, S. 
P., Jeemon, P., Jonas, J. B., Karch, A., Kim, D., Kim, S., Kokubo, Y., Kuate Defo, B., 
Kucuk Bicer, B., Kumar, G. A., Larsson, A., Leasher, J. L., Leung, R., Li, Y., Lipshultz, S. 
E., Lopez, A. D., Lotufo, P. A., Lunevicius, R., Lyons, R. A., Majdan, M., Malekzadeh, R., 
Mashal, T., Mason-Jones, A. J., Melaku, Y. A., Memish, Z. A., Mendoza, W., Miller, T. R., 
Mock, C. N., Murray, J., Nolte, S., Oh, I. H., Olusanya, B. O., Ortblad, K. F., Park, E. K., 
Paternina Caicedo, A. J., Patten, S. B., Patton, G. C., Pereira, D. M., Perico, N., Piel, F. 
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B., Polinder, S., Popova, S., Pourmalek, F., Quistberg, D. A., Remuzzi, G., Rodriguez, A., 
Rojas-Rueda, D., Rothenbacher, D., Rothstein, D. H., Sanabria, J., Santos, I. S., 
Schwebel, D. C., Sepanlou, S. G., Shaheen, A., Shiri, R., Shiue, I., Skirbekk, V., Sliwa, K., 
Sreeramareddy, C. T., Stein, D. J., Steiner, T. J., Stovner, L. J., Sykes, B. L., Tabb, K. 
M., Terkawi, A. S., Thomson, A. J., Thorne-Lyman, A. L., Towbin, J. A., Ukwaja, K. N., 
Vasankari, T., Venketasubramanian, N., Vlassov, V. V., Vollset, S. E., Weiderpass, E., 
Weintraub, R. G., Werdecker, A., Wilkinson, J. D., Woldeyohannes, S. M., Wolfe, C. D., 
Yano, Y., Yip, P., Yonemoto, N., Yoon, S. J., Younis, M. Z., Yu, C., El Sayed Zaki, M., 
Naghavi, M., Murray, C. J. and Vos, T. (2016). "Global and National Burden of Diseases 
and Injuries Among Children and Adolescents Between 1990 and 2013: Findings From 
the Global Burden of Disease 2013 Study." JAMA Pediatr 170(3): 267-287. 
 
IMPORTANCE: The literature focuses on mortality among children younger than 5 years. 
Comparable information on nonfatal health outcomes among these children and the fatal and 
nonfatal burden of diseases and injuries among older children and adolescents is scarce. 
OBJECTIVE: To determine levels and trends in the fatal and nonfatal burden of diseases and 
injuries among younger children (aged <5 years), older children (aged 5-9 years), and 
adolescents (aged 10-19 years) between 1990 and 2013 in 188 countries from the Global 
Burden of Disease (GBD) 2013 study.  
EVIDENCE REVIEW: Data from vital registration, verbal autopsy studies, maternal and child 
death surveillance, and other sources covering 14244 site-years (ie, years of cause of death 
data by geography) from 1980 through 2013 were used to estimate cause-specific mortality. 
Data from 35620 epidemiological sources were used to estimate the prevalence of the 
diseases and sequelae in the GBD 2013 study. Cause-specific mortality for most causes was 
estimated using the Cause of Death Ensemble Model strategy. For some infectious diseases 
(eg, HIV infection/AIDS, measles, hepatitis B) where the disease process is complex or the 
cause of death data were insufficient or unavailable, we used natural history models. For most 
nonfatal health outcomes, DisMod-MR 2.0, a Bayesian metaregression tool, was used to meta-
analyze the epidemiological data to generate prevalence estimates.  
FINDINGS: Of the 7.7 (95% uncertainty interval [UI], 7.4-8.1) million deaths among children and 
adolescents globally in 2013, 6.28 million occurred among younger children, 0.48 million 
among older children, and 0.97 million among adolescents. In 2013, the leading causes of 
death were lower respiratory tract infections among younger children (905059 deaths; 95% UI, 
810304-998125), diarrheal diseases among older children (38325 deaths; 95% UI, 30365-
47678), and road injuries among adolescents (115186 deaths; 95% UI, 105185-124870). Iron 
deficiency anemia was the leading cause of years lived with disability among children and 
adolescents, affecting 619 (95% UI, 618-621) million in 2013. Large between-country variations 
exist in mortality from leading causes among children and adolescents. Countries with rapid 
declines in all-cause mortality between 1990 and 2013 also experienced large declines in most 
leading causes of death, whereas countries with the slowest declines had stagnant or 
increasing trends in the leading causes of death. In 2013, Nigeria had a 12% global share of 
deaths from lower respiratory tract infections and a 38% global share of deaths from malaria. 
India had 33% of the world's deaths from neonatal encephalopathy. Half of the world's 
diarrheal deaths among children and adolescents occurred in just 5 countries: India, 
Democratic Republic of the Congo, Pakistan, Nigeria, and Ethiopia.  
CONCLUSIONS AND RELEVANCE: Understanding the levels and trends of the leading causes 
of death and disability among children and adolescents is critical to guide investment and 
inform policies. Monitoring these trends over time is also key to understanding where 
interventions are having an impact. Proven interventions exist to prevent or treat the leading 
causes of unnecessary death and disability among children and adolescents. The findings 
presented here show that these are underused and give guidance to policy makers in countries 
where more attention is needed. 
http://www.ncbi.nlm.nih.gov/pubmed/26810619 
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Lake, N. J., Compton, A. G., Rahman, S. and Thorburn, D. R. (2016). "Leigh syndrome: 
One disorder, more than 75 monogenic causes." Ann Neurol 79(2): 190-203. 
 
Leigh syndrome is the most common pediatric presentation of mitochondrial disease. This 
neurodegenerative disorder is genetically heterogeneous, and to date pathogenic mutations in 
>75 genes have been identified, encoded by 2 genomes (mitochondrial and nuclear). More 
than one-third of these disease genes have been characterized in the past 5 years alone, 
reflecting the significant advances made in understanding its etiological basis. We review the 
diverse biochemical and genetic etiology of Leigh syndrome and associated clinical, 
neuroradiological, and metabolic features that can provide clues for diagnosis. We discuss the 
emergence of genotype-phenotype correlations, insights gleaned into the molecular basis of 
disease, and available therapeutic options. Ann Neurol 2016;79:190-203. 
http://www.ncbi.nlm.nih.gov/pubmed/26506407 
 
Lawn, J. E., Blencowe, H., Waiswa, P., Amouzou, A., Mathers, C., Hogan, D., Flenady, 
V., Froen, J. F., Qureshi, Z. U., Calderwood, C., Shiekh, S., Jassir, F. B., You, D., 
McClure, E. M., Mathai, M. and Cousens, S. (2016). "Stillbirths: rates, risk factors, and 
acceleration towards 2030." Lancet 387(10018): 587-603. 
 
An estimated 2.6 million third trimester stillbirths occurred in 2015 (uncertainty range 2.4-3.0 
million). The number of stillbirths has reduced more slowly than has maternal mortality or 
mortality in children younger than 5 years, which were explicitly targeted in the Millennium 
Development Goals. The Every Newborn Action Plan has the target of 12 or fewer stillbirths per 
1000 births in every country by 2030. 94 mainly high-income countries and upper middle-
income countries have already met this target, although with noticeable disparities. At least 56 
countries, particularly in Africa and in areas affected by conflict, will have to more than double 
present progress to reach this target. Most (98%) stillbirths are in low-income and middle-
income countries. Improved care at birth is essential to prevent 1.3 million (uncertainty range 
1.2-1.6 million) intrapartum stillbirths, end preventable maternal and neonatal deaths, and 
improve child development. Estimates for stillbirth causation are impeded by various 
classification systems, but for 18 countries with reliable data, congenital abnormalities account 
for a median of only 7.4% of stillbirths. Many disorders associated with stillbirths are potentially 
modifiable and often coexist, such as maternal infections (population attributable fraction: 
malaria 8.0% and syphilis 7.7%), non-communicable diseases, nutrition and lifestyle factors 
(each about 10%), and maternal age older than 35 years (6.7%). Prolonged pregnancies 
contribute to 14.0% of stillbirths. Causal pathways for stillbirth frequently involve impaired 
placental function, either with fetal growth restriction or preterm labour, or both. Two-thirds of 
newborns have their births registered. However, less than 5% of neonatal deaths and even 
fewer stillbirths have death registration. Records and registrations of all births, stillbirths, 
neonatal, and maternal deaths in a health facility would substantially increase data availability. 
Improved data alone will not save lives but provide a way to target interventions to reach more 
than 7000 women every day worldwide who experience the reality of stillbirth. 
http://www.ncbi.nlm.nih.gov/pubmed/26794078 
 
Lazar, L., Lebenthal, Y., Segal, K., Steinmetz, A., Strenov, Y., Cohen, M., Yaniv, I., 
Yackobovitch-Gavan, M. and Phillip, M. (2016). "Pediatric Thyroid Cancer: Postoperative 
Classifications and Response to Initial Therapy as Prognostic Factors." J Clin Endocrinol 
Metab 101(5): 1970-1979. 
 
CONTEXT: Prognostic factors for pediatric differentiated thyroid cancer (DTC) are not well 
established.  
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OBJECTIVE: The objective of the study was to retrospectively compare the postoperative risk-
stratification systems: American Thyroid Association (ATA) risk categories, Schneider Children's 
Medical Center of Israel (SCMCI) score, and the response to initial therapy as predictors for 
disease outcome. 
PATIENTS AND METHODS: Fifty-four DTC patients, median age at diagnosis 13.9 years (range 
1.9-17 y), followed up for a median of 8.8 years (range 2.6-20.5 y) were stratified into 
prepubertal (n = 9), pubertal (n = 25), and postpubertal (n = 20) groups. All patients underwent 
total/near-total thyroidectomy; 48 received radioiodine therapy. The extent of DTC was 
evaluated by applying the ATA risk categories and the novel SCMCI score. Postoperative risk 
stratifications (low/intermediate/high) were determined using histopathological, laboratory, and 
imaging findings. Response to initial therapy (complete/acceptable/incomplete) was based on 
stimulated thyroglobulin and imaging results during the first 2 years of follow-up.  
RESULTS: The risk for recurrent/persistent disease, as assessed by the postoperative ATA 
risk-stratification system and the SCMCI score and by the response to initial therapy, was 
higher in the prepubertal group (P < .001, P = .002, and P = .02, respectively). Outcome 
prediction by the risk-stratification systems was applicable: ATA risk categories, P = .014, R(2) 
= 0.247, predictive ability 80.4%; SCMCI score, P < .001, R(2) = 0.435, predictive ability 
86.3%; and response to initial therapy stratification, P < .001, R(2) = 0.789, predictive ability 
96.1%. The proportion of variance explained by the ATA risk categories (0.25), SCMCI score 
(0.44), and response to initial therapy (0.79) indicated that the latter was the most precise 
predictor and that the SCMCI score reflected the disease outcome better than ATA risk 
categories.  
CONCLUSIONS: Our data confirm that the postoperative pediatric ATA stratification system 
and the novel SCMCI score are suitable for predicting the risk of recurrent/persistent disease in 
this population. The response to initial therapy classification performed 1-2 years after the initial 
therapy may be more appropriate for guiding surveillance recommendations. 
http://www.ncbi.nlm.nih.gov/pubmed/26930182 
 
Lazzaro, V. D., Marano, M., Florio, L. and De Santis, S. (2016). "Niemann-Pick type C: 
focus on the adolescent/adult onset form." Int J Neurosci: 1-9. 
 
Niemann-Pick disease type C (NP-C) is an inherited sphingolipidosis characterized by 
progressive neurological deterioration and early mortality. The symptomatology and disease 
progression of NP-C are markedly affected by the age at onset of neurological manifestations, 
and categorization into early-infantile, late-infantile, juvenile, adolescent/adult neurological onset 
forms can aid evaluation of disease course and responses to therapy. Here, we review current 
information on the detection, diagnosis, monitoring and treatment of NP-C, with a focus on the 
adolescent/adult-onset form. A recent analysis indicated that the combined incidence of NP-C 
related to NPC1 gene mutations (NPC1) and NP-C related to NPC2 gene mutations (NPC2) is 
approximately 1 case in every 89 000 live births. In particular, late-onset phenotypes might well 
provide a greater contribution to the overall incidence than has previously been reported. Some 
neuropathological features in NP-C are held in common with other advanced age-onset 
diseases such as Alzheimer's disease. Visceral symptoms such as splenomegaly are frequently 
asymptomatic in patients with adolescent/adult-onset NP-C, and are only occasionally 
detected during routine ultrasound assessments. In contrast, most patients with 
adolescent/adult-onset exhibit some degree of slowly progressive, non-disease-specific 
movement disorders (e.g. cerebellar ataxia), and/or more pathognomonic neurological signs 
such as vertical supranuclear gaze palsy. An increasing number of adolescent/adult-onset 
cases have been reported following initial recognition of cognitive impairment and/or psychiatric 
signs. The recent development and implementation of new clinical screening tools (e.g. the NP-
C suspicion index) and biomarkers (e.g. plasma oxysterols) should help identify patients who 
warrant further investigation and possible treatment. 
http://www.ncbi.nlm.nih.gov/pubmed/26998855 
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Lee, J. S., DuBois, S. G., Coccia, P. F., Bleyer, A., Olin, R. L. and Goldsby, R. E. (2016). 
"Increased risk of second malignant neoplasms in adolescents and young adults with 
cancer." Cancer 122(1): 116-123. 
 
BACKGROUND: The authors describe the incidence and characteristics of secondary 
malignant neoplasms (SMNs) in adolescent and young adult (AYA) cancer survivors compared 
with those in younger and older cancer survivors.  
METHODS: Children aged </= 14 years, AYAs aged 15 to 39, and older adults aged >/= 40 
years at the time of primary diagnosis who were reported as cancer survivors in the 
Surveillance, Epidemiology, and End Results (SEER) program between 1973 and 2011 were 
compared in this population-based analysis. The primary analysis was the risk that an SMN 
would occur >/= 5 years after the original diagnosis for patients who had the more common 
AYA cancers (leukemia, lymphoma, testicular malignancy, ovarian malignancy, melanoma, and 
cancers of the thyroid, breast, soft tissue, or bone). The standardized incidence ratio (SIR), 
absolute excess risk (AER), and cumulative incidence of SMN for the selected cancers were 
assessed. The risk of SMN for the entire cohort also was analyzed.  
RESULTS: Of the 148,558 AYA survivors who were diagnosed with a selected cancer, 7384 
developed an SMN 5 years after their original diagnosis. The SIRs (95% confidence intervals 
[CIs]) were 1.58 (95% CI, 1.55-1.62) for AYAs, 4.26 (95% CI, 3.77-4.80) for children, and 1.10 
(95% CI, 1.09-1.11) for older adults, and the AERs were 22.9, 16.6, and 14.7, respectively. The 
cumulative incidence of SMN at 30 years was 13.9% for the AYA group. The most common 
SMNs in AYAs were breast cancer, gastrointestinal cancer, genital cancers, and melanoma. 
AYAs who had received radiation therapy had a higher cumulative incidence of SMN.  
CONCLUSIONS: AYAs who survive cancer for more than 5 years have a higher relative risk of 
SMN compared with the general population and have a higher absolute risk of SMN compared 
with younger or older cancer survivors. 
http://www.ncbi.nlm.nih.gov/pubmed/26441212 
 
Lindley, L. C., Mack, J. W. and Bruce, D. J. (2015). "Clusters of Multiple Complex Chronic 
Conditions: A Latent Class Analysis of Children at End of Life." J Pain Symptom Manage. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26747723 
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Lindley, L. C. and Oyana, T. J. (2016). "Geographic Variation in Mortality Among Children 
and Adolescents Diagnosed With Cancer in Tennessee: Does Race Matter?" J Pediatr 
Oncol Nurs 33(2): 129-136. 
 
Cancer is one of the leading causes of death among children in the United States. Previous 
research has examined geographic variation in cancer incidence and survival, but the 
geographic variation in mortality among children and adolescents is not as well understood. 
The purpose of this study was to investigate geographic variation by race in mortality among 
children and adolescents diagnosed with cancer in Tennessee. Using an innovative 
combination of spatial and nonspatial analysis techniques with data from the 2004-2011 
Tennessee Cancer Registry, pediatric deaths were mapped and the effect of race on the 
proximity to rural areas and clusters of mortality were explored with multivariate regressions. 
The findings revealed that African American children and adolescents in Tennessee were more 
likely than their counterparts of other races to reside in rural areas with close proximity to 
mortality clusters of children and adolescents with a cancer. Findings have clinical implications 
for pediatric oncology nurses regarding the delivery of supportive care at end of life for rural 
African American children and adolescents. 
http://www.ncbi.nlm.nih.gov/pubmed/26458417 
 
Lu, D., Sundstrom, K., Sparen, P., Fall, K., Sjolander, A., Dillner, J., Helm, N. Y., Adami, 
H. O., Valdimarsdottir, U. and Fang, F. (2016). "Bereavement Is Associated with an 
Increased Risk of HPV Infection and Cervical Cancer: An Epidemiological Study in 
Sweden." Cancer Res 76(3): 643-651. 
 
Grief over the loss of a family member may cause physical and mental illness, but an 
association between bereavement and cancer risk has not been established. Based on the 
Swedish National Cervical Screening Register (1969-2011) including 14,011,269 smears from 
2,466,107 women, we conducted two nested case-control studies to examine the associations 
of bereavement (i.e., loss of a family member due to death) with abnormal cytology (390,310 
first abnormal and 1,951,319 normal smears) and in situ/invasive cervical cancer (75,128 case 
and 375,640 control women), both individually matched on year of birth and screening 
adherence. Among 1,696 of the control women, we further investigated bereavement in 
association with human papillomavirus (HPV) infection, both HPV16 and other HPV types. 
Bereavement was consistently associated with a 4% to 9% increased risk for first abnormal 
cytology, in situ and invasive cervical cancer (all P < 0.02). The associations became stronger 
when multiple losses, loss of child, sibling or spouse, and loss due to unnatural cause were 
analyzed separately (P for trend or difference < 0.0001), and for women with high screening 
adherence (P for difference < 0.05). Among 1,696 women who had not developed cervical 
cancer, we further investigated the link between bereavement and HPV infection. Bereavement 
was associated with a 62% increased risk of HPV16 infection, high viral load, and recurrent 
infection, and was also more strongly associated with HPV infections designated as high-risk 
compared with low-risk determinants of cervical carcinogenesis. Collectively, our findings 
demonstrate that bereavement is associated with an increased risk of developing cervical 
cancer. Further, they suggest that this association may be attributed to stress-induced 
oncogenic HPV infections. Cancer Res; 76(3); 643-51. (c)2015 AACR. 
http://www.ncbi.nlm.nih.gov/pubmed/26634926 
 
Lumsden, D. E., Gimeno, H., Elze, M., Tustin, K., Kaminska, M. and Lin, J. P. (2016). 
"Progression to musculoskeletal deformity in childhood dystonia." Eur J Paediatr Neurol 
20(3): 339-345. 
 
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 
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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. 
http://www.ncbi.nlm.nih.gov/pubmed/26943984 
 
MacDorman, M. F., Reddy, U. M. and Silver, R. M. (2015). "Trends in Stillbirth by 
Gestational Age in the United States, 2006-2012." Obstet Gynecol 126(6): 1146-1150. 
 
OBJECTIVE: To evaluate stillbirth trends by gestational age.  
METHODS: National Center for Health Statistics' fetal death and live birth data files were used 
to analyze the 2006 and 2012 cohorts of deliveries and compute gestational age-specific 
stillbirth rates at 20 weeks of gestation or greater using two methods: traditional (eg, stillbirths 
at 38 weeks of gestation/live births and stillbirths at 38 weeks of gestation) and prospective 
(stillbirths at 38 weeks of gestation/number of women still pregnant at 38 weeks of gestation). 
Changes in rates and in the percent distribution of stillbirths and live births were assessed.  
RESULTS: In 2006 and 2012, the stillbirth rate was 6.05 stillbirths per 1,000 deliveries. There 
was little change in the percent distribution of stillbirths by gestational age from 2006 to 2012. 
However, the percent distribution of live births by gestational age changed considerably: births 
at 34-38 weeks of gestation decreased by 10-16%, and births at 39 weeks of gestation 
increased by 17%. Traditionally computed stillbirth rates were unchanged at most gestational 
ages, but rose at 24-27, 34-36, 37, and 38 weeks of gestation. However, rates were influenced 
by decreases in births at those gestational ages; the pattern of stillbirths by gestational age was 
unchanged. In contrast, there were no differences in prospective stillbirth rates at 21-42 weeks 
of gestation.  
CONCLUSION: The lack of change in prospective stillbirth rates from 2006 to 2012 suggests 
that preventing nonmedically indicated deliveries before 39 weeks of gestation did not increase 
the U.S. stillbirth rate. LEVEL OF EVIDENCE: II. 
http://www.ncbi.nlm.nih.gov/pubmed/26551188 
 
Meneses, K., Landier, W. and Dionne-Odom, J. N. (2016). "Vulnerable Population 
Challenges in the Transformation of Cancer Care." Semin Oncol Nurs 32(2): 144-153. 
 
OBJECTIVES: To consider current trends and future strategies that will bring about change in 
cancer care delivery for vulnerable populations.  
DATA SOURCES: Institute of Medicine reports, literature review, clinical practice observations 
and experiences.  
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CONCLUSION: Vulnerable populations are older adults, both minorities and the underserved, 
children, and individuals at end of life. These groups pose unique challenges that require health 
system changes and innovative nursing models to assure access to patient-centered care in 
the future.  
IMPLICATIONS FOR NURSING PRACTICE: In the future, attention to the needs of vulnerable 
populations, the growing aging cancer population and the improved outcomes in the pediatric 
and adolescent cancer population will all require new nursing services and models of care. 
System changes where nursing roles are critical to support the transition to earlier palliative 
care are projected. 
http://www.ncbi.nlm.nih.gov/pubmed/27137471 
 
Meyer, R. E., Liu, G., Gilboa, S. M., Ethen, M. K., Aylsworth, A. S., Powell, C. M., Flood, 
T. J., Mai, C. T., Wang, Y. and Canfield, M. A. (2016). "Survival of children with trisomy 13 
and trisomy 18: A multi-state population-based study." Am J Med Genet A 170(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 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. 
http://www.ncbi.nlm.nih.gov/pubmed/26663415 
 
Morse, A. M. and Kothare, S. V. (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 
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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. 
http://www.ncbi.nlm.nih.gov/pubmed/26850125 
 
Nakagawa, T. A. and Bratton, S. L. (2016). "Pediatric Donation After Circulatory 
Determination of Death: Past, Present, and Hopeful Future Changes." Pediatr Crit Care 
Med 17(3): 270-271. 
http://www.ncbi.nlm.nih.gov/pubmed/26945204 
 
Park, J. K. (2015). "Palpitations and Arrhythmias and Sudden Cardiac Arrest/Sudden 
Cardiac Death in Children and Adolescents." Pediatr Ann 44(12): e279-286. 
 
Palpitations are a common complaint, particularly in teenagers, with etiologies ranging from no 
detectable cardiac dysrhythmia to life-threatening dysrhythmias. Despite the fact that as many 
as 50% of children and adolescents may be asymptomatic prior to experiencing sudden 
cardiac arrest, the occurrence of palpitations may afford the opportunity to detect a potentially 
lethal arrhythmia condition. This article discusses the evaluation of palpitations in the pediatric 
population by focusing on the two most common life-threatening arrhythmia diagnoses that 
may initially manifest itself in the pediatric population with the chief complaint of palpitations-
Wolff-Parkinson-White syndrome and the long QT syndrome. 
http://www.ncbi.nlm.nih.gov/pubmed/26678236 
 
Roche, N. E., Abdul-Hakeem, F., Davidow, A. L., Thomas, P. and Kruse, L. (2016). "The 
Epidemiology of Infant Mortality in the Greater Newark, New Jersey Area: A New Look at 
an Old Problem." J Natl Med Assoc 108(1): 45-53. 
REVIEW: This research had institutional review board approval from the University of Medicine 
and Dentistry of New Jersey and the State of New Jersey Department of Health and Senior 
Services. IRB #0120110286  
BACKGROUND: The death rate during the first year of life, or infant mortality rate (IMR), is a key 
indicator of a nation's health. Many factors affect IMR in the United States, including race and 
ethnicity. The 2020 U.S. Healthy People IMR target goal has been revised to 6.0 deaths per 
1,000 births. In 2006, the IMR in New Jersey was 5.5 deaths per 1,000 births, ranging from 4.4 
for Caucasians, to 11.5 for African Americans.  
OBJECTIVE: This study is designed to determine whether IMRs vary by zip code in the greater 
Newark region and identify maternal/infant characteristics associated with elevated IMRs. 
METHODS: A descriptive study was conducted using New Jersey Department of Health 
(NJDOH) birth certificate data and U.S. Census data by zip code in the greater Newark area. 
IMRs were analyzed by zip code and by characteristics of mothers and infants. RESULTS: 
IMRs vary by zip code of residence. The lowest and highest IMRs were in zip codes 07105 and 
07102, respectively, both located within the city of Newark. Maternal characteristics associated 
with high IMR, in multivariable analysis, include: lack of prenatal care, single marital status, and 
non-Hispanic black race. Demographic characteristics associated with high IMRs were: low 
mean household income and a large percentage of the population living below poverty level. 
CONCLUSIONS: Race/ethnicity, marital status, and zip code of residence show significant 
impact upon infant mortality. Poverty and race/ethnicity are associated with increased IMRs 
and track to ZIP code. 
http://www.ncbi.nlm.nih.gov/pubmed/26928488 
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Safdari, R., Kadivar, M., Langarizadeh, M., Nejad, A. F. and Kermani, F. (2016). 
"Developing a Fuzzy Expert System to Predict the Risk of Neonatal Death." Acta Inform 
Med 24(1): 34-37. 
 
INTRODUCTION: This study aims at developing a fuzzy expert system to predict the possibility 
of neonatal death.  
MATERIALS AND METHODS: A questionnaire was given to Iranian neonatologists and the 
more important factors were identified based on their answers. Then, a computing model was 
designed considering the fuzziness of variables having the highest neonatal mortality risk. The 
inference engine used was Mamdani's method and the output was the risk of neonatal death 
given as a percentage. To validate the designed system, neonates' medical records real data at 
a Tehran hospital were used. MATLAB software was applied to build the model, and user 
interface was developed by C# programming in Visual Studio platform as bilingual (English and 
Farsi user interface).  
RESULTS: According to the results, the accuracy, sensitivity, and specificity of the model were 
90%, 83% and 97%, respectively.  
CONCLUSION: The designed fuzzy expert system for neonatal death prediction showed good 
accuracy as well as proper specificity, and could be utilized in general hospitals as a clinical 
decision support tool. 
http://www.ncbi.nlm.nih.gov/pubmed/27041808 
 
Saldarriaga, W., Rengifo-Miranda, H. and Ramirez-Cheyne, J. (2016). "[Trisomy 18 
syndrome: A case report]." Rev Chil Pediatr 87(2): 129-136. 
 
INTRODUCTION: The trisomy 18 syndrome occurs due to the presence of an extra 
chromosome 18 in most cases. The prevalence in infants is estimated at 1:6000 to 1:8000. 
Those affected have a high mortality rate, only 4% may survive their first year of life. There are 
few reported cases exceeding five years of age.  
OBJECTIVE: The aim of this paper is to report a case of trisomy 18 of long survival with oral 
cavity features not described in the literature, and to provide information to physicians and 
paediatricians about aetiology, phenotype, survival and genetic counselling.  
CASE REPORT: A 7 year-old female patient with 2 karyotypes performed by lymphocyte 
culture showing 47XX+18 in all metaphases. She presented with growth deficiency, 
dysmorphic facies, severe psychomotor retardation and cognitive disability, inability to feed, 
lack of verbal language, sensorineural hearing loss, ataxia, cerebellar hypoplasia, and genitals 
with hypoplastic labia majora and minora. In the oral cavity: dome shaped palate, macroglossia, 
absence of upper central incisors and first upper and lower molars in mouth. X-ray findings 
showed formation of missing teeth, with late eruption being concluded.  
CONCLUSIONS: In cases of trisomy 18 syndrome there is an increased risk of neonatal and 
infant mortality. The clinical characteristics in utero and in neonates have been well described. 
Since few cases exceeding five years of age have been reported, the phenotype is yet to be 
established. In the case being reported we describe oral cavity findings not documented in the 
literature. 
http://www.ncbi.nlm.nih.gov/pubmed/26460083 
 
Sarma, A. K., Khandker, N., Kurczewski, L. and Brophy, G. M. (2016). "Medical 
management of epileptic seizures: challenges and solutions." Neuropsychiatr Dis Treat 
12: 467-485. 
 
Epilepsy is one of the most common neurologic illnesses. This condition afflicts 2.9 million 
adults and children in the US, leading to an economic impact amounting to $15.5 billion. 
Despite the significant burden epilepsy places on the population, it is not very well understood. 
As this understanding continues to evolve, it is important for clinicians to stay up to date with 
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the latest advances to provide the best care for patients. In the last 20 years, the US Food and 
Drug Administration has approved 15 new antiepileptic drugs (AEDs), with many more currently 
in development. Other advances have been achieved in terms of diagnostic modalities like 
electroencephalography technology, treatment devices like vagal nerve and deep-brain 
stimulators, novel alternate routes of drug administration, and improvement in surgical 
techniques. Specific patient populations, such as the pregnant, elderly, those with HIV/AIDS, 
and those with psychiatric illness, present their own unique challenges, with AED side effects, 
drug interactions, and medical-psychiatric comorbidities adding to the conundrum. The 
purpose of this article is to review the latest literature guiding the management of acute 
epileptic seizures, focusing on the current challenges across different practice settings, and it 
discusses studies in various patient populations, including the pregnant, geriatric, those with 
HIV/AIDS, comatose, psychiatric, and "pseudoseizure" patients, and offers possible evidence-
based solutions or the expert opinion of the authors. Also included is information on newer 
AEDs, routes of administration, and significant AED-related drug-interaction tables. This review 
has tried to address only some of these issues that any practitioner who deals with the acute 
management of seizures may encounter. The document also highlights the numerous avenues 
for new research that would help practitioners optimize epilepsy management. 
http://www.ncbi.nlm.nih.gov/pubmed/26966367 
 
Segal, L. S., Odgers, R., Carpentieri, D. and Shrader, M. W. (2016). "Back pain in 
Duchenne muscular dystrophy: steroids are not always the culprit." J Pediatr Orthop B 
25(1): 81-85. 
 
We report on a child with Duchenne muscular dystrophy on prolonged corticosteroid treatment 
who presented with back pain and was subsequently found to have a monostotic fibrous 
dysplasia lesion of the spine. It is the intent of this case report to emphasize the need to 
maintain a high index of suspicion for other potential causes of back pain in Duchenne 
muscular dystrophy besides vertebral compression fractures. 
http://www.ncbi.nlm.nih.gov/pubmed/25714938 
 
Shabbir, S. H. (2016). "DNA Repair Dysfunction and Neurodegeneration: Lessons From 
Rare Pediatric Disorders." J Child Neurol 31(3): 392-396. 
 
Nucleotide excision repair disorders display a wide range of clinical syndromes and 
presentations, all associated at the molecular level by dysfunction of genes participating in the 
nucleotide excision repair pathway. Genotype-phenotype relationships are remarkably complex 
and not well understood. This article outlines neurodegenerative symptoms seen in nucleotide 
excision repair disorders and explores the role that nucleotide excision repair dysfunction can 
play in the pathogenesis of chronic neurodegenerative diseases. 
http://www.ncbi.nlm.nih.gov/pubmed/26116382 
 
Simone, C., Ramirez, A., Bucchia, M., Rinchetti, P., Rideout, H., Papadimitriou, D., Re, D. 
B. and Corti, S. (2016). "Is spinal muscular atrophy a disease of the motor neurons only: 
pathogenesis and therapeutic implications?" Cell Mol Life Sci 73(5): 1003-1020. 
 
Spinal muscular atrophy (SMA) is a genetic neurological disease that causes infant mortality; no 
effective therapies are currently available. SMA is due to homozygous mutations and/or 
deletions in the survival motor neuron 1 gene and subsequent reduction of the SMN protein, 
leading to the death of motor neurons. However, there is increasing evidence that in addition to 
motor neurons, other cell types are contributing to SMA pathology. In this review, we will 
discuss the involvement of non-motor neuronal cells, located both inside and outside the 
central nervous system, in disease onset and progression. Even if SMN restoration in motor 
neurons is needed, it has been shown that optimal phenotypic amelioration in animal models of 
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SMA requires a more widespread SMN correction. It has been demonstrated that non-motor 
neuronal cells are also involved in disease pathogenesis and could have important therapeutic 
implications. For these reasons it will be crucial to take this evidence into account for the clinical 
translation of the novel therapeutic approaches. 
http://www.ncbi.nlm.nih.gov/pubmed/26681261 
 
Smith, G. C. (2016). "Quantifying the Risk of Different Types of Perinatal Death in Relation 
to Gestational Age: Researchers at Risk of Causing Confusion." Paediatr Perinat 
Epidemiol 30(1): 18-19. 
http://www.ncbi.nlm.nih.gov/pubmed/26768056 
 
Stellitano, L. A., Winstone, A. M., van der Knaap, M. S. and Verity, C. M. (2016). 
"Leukodystrophies and genetic leukoencephalopathies in childhood: a national 
epidemiological study." Dev Med Child Neurol. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26866636 
 
Strehle, E. M. and Straub, V. (2015). "Recent advances in the management of Duchenne 
muscular dystrophy." Arch Dis Child 100(12): 1173-1177. 
 
Duchenne muscular dystrophy (DMD) is the commonest inherited neuromuscular disorder of 
childhood and mainly affects males. Over the course of the last century, the average life 
expectancy of these patients has doubled and now stands at approximately 25 years. This 
progress has been made possible through advances in the diagnosis, treatment and long-term 
care of patients with DMD. Basic and clinical research, national and international scientific 
networks, and parent and patient support groups have all contributed to achieving this goal. 
The advent of molecular genetic therapies and personalised medicine has opened up new 
avenues and raised hopes that one day a cure for this debilitating orphan disease will be found. 
The main purpose of this short review is to enable paediatricians to have informed discussions 
with parents of boys with DMD about recent scientific advances affecting their child's clinical 
care. 
http://www.ncbi.nlm.nih.gov/pubmed/26153505 
 
Tambe, P., Sammons, H. M. and Choonara, I. (2015). "Why do young children die in the 
UK? A comparison with Sweden." Arch Dis Child 100(10): 928-931. 
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BACKGROUND: The UK has a high child mortality rate, whereas Sweden's is lower (under-five 
mortality rates of five and three, respectively, in 2011).We therefore wished to compare causes 
of death in young children aged <5 years in the two countries.  
METHODS: Under-five mortality data were obtained from the Office of National Statistics for 
each of the individual countries within the UK for 3 years (2006-2008). Data for Sweden for the 
same period were obtained from the National Board of Health and Welfare. Causes of death 
were compared statistically using chi(2) test.  
RESULTS: There were a total of 14,104 and 1036 deaths aged <5 years in the UK and 
Sweden, respectively, between 2006 and 2008. The total numbers of live births during the 
same period were 2,295,964 and 315,884, respectively. The overall mortality rate in the UK 
was 614 per 100,000 children which was significantly higher than that in Sweden (328; 
p<0.001). The mortality rates for the three main causes of death in the UK (prematurity, 
congenital malformations and infections) were 138.5, 112.1 and 63.9, respectively, per 
100,000 children. The mortality rates for the same three conditions in Sweden were 10.1, 88.6 
and 34.8, respectively. They were all significantly more frequent in the UK than in Sweden 
(p<0.001), as were the majority of the disorders. Treatable infections, such as pneumonia, 
meningitis and septicaemia, in both neonates and young children had significantly higher 
mortality rates in the UK than in Sweden (p<0.001).  
CONCLUSIONS: In order to reduce the mortality rate in the UK, we need to try and reduce the 
causes of prematurity. Additionally, the care of children with treatable infections should be 
reviewed to understand ways in which to reduce the differences in mortality seen. 
http://www.ncbi.nlm.nih.gov/pubmed/26272911 
 
Tambe, P., Sammons, H. M. and Choonara, I. (2016). "Child mortality of children aged 5-
15 years in the UK and Sweden: a comparison." Arch Dis Child 101(4): 409-410. 
 
Tricoli, J. V., Blair, D. G., Anders, C. K., Bleyer, W. A., Boardman, L. A., Khan, J., 
Kummar, S., Hayes-Lattin, B., Hunger, S. P., Merchant, M., Seibel, N. L., Thurin, M. and 
Willman, C. L. (2016). "Biologic and clinical characteristics of adolescent and young adult 
cancers: Acute lymphoblastic leukemia, colorectal cancer, breast cancer, melanoma, and 
sarcoma." Cancer 122(7): 1017-1028. 
 
Adolescent and young adult (AYA) patients with cancer have not attained the same 
improvements in overall survival as either younger children or older adults. One possible reason 
for this disparity may be that the AYA cancers exhibit unique biologic characteristics, resulting 
in differences in clinical and treatment resistance behaviors. This report from the biologic 
component of the jointly sponsored National Cancer Institute and LiveStrong Foundation 
workshop entitled "Next Steps in Adolescent and Young Adult Oncology" summarizes the 
current status of biologic and translational research progress for 5 AYA cancers; colorectal 
cancer breast cancer, acute lymphoblastic leukemia, melanoma, and sarcoma. Conclusions 
from this meeting included the need for basic biologic, genomic, and model development for 
AYA cancers as well as translational research studies to elucidate any fundamental differences 
between pediatric, AYA, and adult cancers. The biologic questions for future research are 
whether there are mutational or signaling pathway differences (for example, between adult and 
AYA colorectal cancer) that can be clinically exploited to develop novel therapies for treating 
AYA cancers and to develop companion diagnostics. Cancer 2016;122:1017-1028. (c) 2016 
American Cancer Society. 
http://www.ncbi.nlm.nih.gov/pubmed/26849082 
 
Ullrich, C. K., Lehmann, L., London, W. B., Guo, D., Sridharan, M., Koch, R. and Wolfe, 
J. (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. 
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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 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. 
http://www.ncbi.nlm.nih.gov/pubmed/26903381 
 
Wertz, M. H. and Sahin, M. (2016). "Developing therapies for spinal muscular atrophy." 
Ann N Y Acad Sci 1366(1): 5-19. 
 
Spinal muscular atrophy is an autosomal-recessive pediatric neurodegenerative disease 
characterized by loss of spinal motor neurons. It is caused by mutation in the gene survival of 
motor neuron 1 (SMN1), leading to loss of function of the full-length SMN protein. SMN has a 
number of functions in neurons, including RNA splicing and snRNP biogenesis in the nucleus, 
and RNA trafficking in neurites. The expression level of full-length SMN protein from the SMN2 
locus modifies disease severity. Increasing full-length SMN protein by a small amount can lead 
to significant improvements in the neurological phenotype. Currently available interventions for 
spinal muscular atrophy patients are physical therapy and orthopedic, nutritional, and 
pulmonary interventions; these are palliative or supportive measures and do not address the 
etiology of the disease. In the past decade, there has been a push for developing therapeutics 
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to improve motor phenotypes and increase life span of spinal muscular atrophy patients. These 
therapies are aimed primarily at restoration of full-length SMN protein levels, but other 
neuroprotective treatments have been investigated as well. Here, we discuss recent advances 
in basic and clinical studies toward finding safe and effective treatments of spinal muscular 
atrophy using gene therapy, antisense oligonucleotides, and other small molecule modulators 
of SMN expression. 
http://www.ncbi.nlm.nih.gov/pubmed/26173388 
 
Wu, C. S., Sun, Y., Nohr, E. A. and Olsen, J. (2015). "Trends in All-Cause Mortality across 
Gestational Age in Days for Children Born at Term." PLoS One 10(12): e0144754. 
 
BACKGROUND: Term birth is a gestational age from 259 days to 293 days. However trends in 
mortality according to gestational ages in days have not yet been described in this time period. 
METHODS AND FINDINGS: Based on nation-wide registries, we conducted a population-
based cohort study among all children born at term in Denmark from 1997 to 2004 to estimate 
differences in mortality across gestational ages in days among singletons born at term. We 
studied early-neonatal mortality, neonatal mortality, infant mortality, and five-year mortality. 
Children were followed from birth up to the last day of the defined mortality period or December 
31, 2009. A total of 360,375 singletons born between 259 and 293 days of gestation were 
included in the study. Mortality decreased with increasing gestational age in days and the 
highest mortality was observed among children born at 37 week of gestation. A similar pattern 
was observed when analyses were restricted to children born to by mothers without pregnancy 
complications.  
CONCLUSIONS: This study demonstrates heterogeneity in mortality rates even among 
singletons born at term. The highest mortality was observed among children born 37 weeks of 
gestation, which call for cautions when inducing labor in term pregnancies just reaching 37 
weeks of gestation. The findings support that 37 weeks of gestation should be defined as early 
term. 
http://www.ncbi.nlm.nih.gov/pubmed/26656842 
 
Yu, Y., Qin, G., Cnattingius, S., Gissler, M., Olsen, J., Zhao, N. and Li, J. (2016). 
"Mortality in Children Aged 0-9 Years: A Nationwide Cohort Study from Three Nordic 
Countries." PLoS One 11(1): e0146669. 
 
BACKGROUND: Mortality in children under five years has been widely studied, whereas 
mortality at 5-9 years has received little attention. Using unique data from national registers in 
three Nordic countries, we aimed to characterize mortality directionality in children aged 0 to 9 
years.  
METHODS AND FINDINGS: The cohort study included all children born in Denmark from 1973 
to 2008 (n = 2,433,758), Sweden from 1973 to 2006 (n = 3,400,212), and a random sample of 
89.3% of children born in Finland from 1987 to 2007 (n = 1,272,083). Children were followed 
from 0 to 9 years, and cumulative mortality and mortality rates were compared by age, gender, 
cause of death, and calendar periods. Among the 7,105,962 children, there were 48,299 
deaths during study period. From 1981-1985 to 2001-2005, all-cause mortality rates were 
reduced by between 34% and 62% at different ages. Overall mortality rate ratio between boys 
and girls decreased from 1.25 to 1.21 with the most prominent reduction in children aged 5-9 
years (from 1.59 to 1.19). Neoplasms, diseases of the nervous system and transport accidents 
were the most frequent cause of death after the first year of life. These three leading causes of 
death declined by 42% (from 6.2 to 3.6 per 100,000 person years), 43% (from 3.7 to 2.1) and 
62% (from 3.9 to 1.5) in boys, and 25% (from 4.1 to 3.1 per 100000 person years), 42% (from 
3.4 to 1.9) and 63% (from 3.0 to 1.1) in girls, respectively. Mortality from neoplasms was the 
highest in each age except infants when comparing cause-specific mortality, and half of deaths 
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from diseases of the nervous system occurred in infancy. Mortality rate due to transport 
accidents increased with age and was highest in boys aged 5-9 years.  
CONCLUSIONS: Mortality rate in children aged 0-9 years has been decreasing with diminished 
difference between genders over the past decades. Our results suggest the importance of 
further research on mortality by causes of neoplasms, and causes of transport accidents-
especially in children aged 5-9 years. 
http://www.ncbi.nlm.nih.gov/pubmed/26744840 
 
Zeitlin, J., Mortensen, L., Cuttini, M., Lack, N., Nijhuis, J., Haidinger, G., Blondel, B. and 
Hindori-Mohangoo, A. D. (2015). "Declines in stillbirth and neonatal mortality rates in 
Europe between 2004 and 2010: results from the Euro-Peristat project." J Epidemiol 
Community Health. 
 
BACKGROUND: Stillbirth and neonatal mortality rates declined in Europe between 2004 and 
2010. We hypothesised that declines might be greater for countries with higher mortality in 
2004 and disproportionally affect very preterm infants at highest risk.  
METHODS: Data about live births, stillbirths and neonatal deaths by gestational age (GA) were 
collected using a common protocol by the Euro-Peristat project in 2004 and 2010. We 
analysed stillbirths at >/=28 weeks GA in 22 countries and live births >/=24 weeks GA for 
neonatal mortality in 18 countries. Per cent changes over time were assessed by calculating 
risk ratios (RR) for stillbirth, neonatal mortality and preterm birth rates in 2010 vs 2004. We used 
meta-analysis techniques to derive pooled RR using random-effects models overall, by GA 
subgroups and by mortality level in 2004.  
RESULTS: Between 2004 and 2010, stillbirths declined by 17% (95% CI 10% to 23%), with a 
range from 1% to 39% by country. Neonatal mortality declined by 29% (95% CI 23% to 35%) 
with a range from 9% to 67%. Preterm birth rates did not change: 0% (95% CI -3% to 3%). 
Mortality declines were of a similar magnitude at all GA; mortality levels in 2004 were not 
associated with RRs.  
CONCLUSIONS: Stillbirths and neonatal deaths declined at all gestational ages in countries 
with both high and low levels of mortality in 2004. These results raise questions about how low-
mortality countries achieve continued declines and highlight the importance of improving care 
across the GA spectrum. 
http://www.ncbi.nlm.nih.gov/pubmed/26719590 
 
Zylbersztejn, A. M., Gilbert, R., Hardelid, P. and Hjern, A. (2015). "Where do the 
differences in childhood mortality rates between England and Wales and Sweden 
originate?" Arch Dis Child 100(10): 1007. 
http://www.ncbi.nlm.nih.gov/pubmed/26272912 
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Outcome and instruments 

(2016). "One-to-one nursing in neonatal intensive care has lower death rates." Nurs Stand 
30(29): 14. 
 
A fall in the provision of one-to-one nursing care for sick and premature newborns is linked to a 
higher death rate in neonatal intensive care, new study results suggest. 
http://www.ncbi.nlm.nih.gov/pubmed/26982838 
 
Abi Nader, E., Lambe, C., Talbotec, C., Pigneur, B., Lacaille, F., Garnier-Lengline, H., 
Petit, L. M., Poisson, C., Rocha, A., Corriol, O., Aigrain, Y., Chardot, C., Ruemmele, F. 
M., Colomb-Jung, V. and Goulet, O. (2016). "Outcome of home parenteral nutrition in 251 
children over a 14-y period: report of a single center." Am J Clin Nutr 103(5): 1327-1336. 
 
BACKGROUND: Parenteral nutrition (PN) is the main treatment for intestinal failure.  
OBJECTIVE: We aimed to review the indications for home parenteral nutrition (HPN) in children 
and describe the outcome over a 14-y period from a single center.  
DESIGN: We conducted a retrospective study that included all children who were referred to 
our institution and discharged while receiving HPN between 1 January 2000 and 31 December 
2013. The indications for HPN were divided into primary digestive diseases (PDDs) and primary 
nondigestive diseases (PNDDs). We compared our results to a previous study that was 
performed in our unit from 1980 to 2000 and included 302 patients.  
RESULTS: A total of 251 patients were included: 217 (86%) had a PDD. The mean +/- SD age 
at HPN onset was 0.7 +/- 0.3 y, with a mean duration of 1.9 +/- 0.4 y. The indications for HPN 
were short bowel syndrome (SBS) (59%), PNDD (14%), congenital enteropathies (10%), chronic 
intestinal pseudo-obstruction syndromes (9%), inflammatory bowel diseases (5%), and other 
digestive diseases (3%). By 31 December 2013, 52% of children were weaned off of HPN, 9% 
of the PDD subgroup had intestinal transplantation, and 10% died mostly because of immune 
deficiency. The major complications of HPN were catheter-related bloodstream infections 
(CRBSIs) (1.7/1000 d of PN) and intestinal failure-associated liver disease (IFALD) (51 children; 
20% of cohort). An increased rate of CRBSIs was observed compared with our previous study, 
but we saw a decreasing trend since 2012. No noteworthy deceleration of growth was 
observed in SBS children 6 mo after weaning off HPN.  
CONCLUSIONS: SBS was the major indication for HPN in our cohort. IFALD and CRBSIs were 
potentially life-threatening problems. Nevertheless, complication rates were low, and deaths 
resulted mostly from the underlying disease. 
http://www.ncbi.nlm.nih.gov/pubmed/27030532 
 
Alcantara, P. L., Wogel, A. Z., Rossi, M. I., Neves, I. R., Sabates, A. L. and Puggina, A. C. 
(2016). "[Effect of interaction with clowns on vital signs and non-verbal communication of 
hospitalized children]." Rev Paul Pediatr. 
 
OBJECTIVE: Compare the non-verbal communication of children before and during interaction 
with clowns and compare their vital signs before and after this interaction.  
METHODS: Uncontrolled, intervention, cross-sectional, quantitative study with children 
admitted to a public university hospital. The intervention was performed by medical students 
dressed as clowns and included magic tricks, juggling, singing with the children, making soap 
bubbles and comedic performances. The intervention time was 20minutes. Vital signs were 
assessed in two measurements with an interval of one minute immediately before and after the 
interaction. Non-verbal communication was observed before and during the interaction using 
the Non-Verbal Communication Template Chart, a tool in which nonverbal behaviors are 
assessed as effective or ineffective in the interactions.  
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RESULTS: The sample consisted of 41 children with a mean age of 7.6+/-2.7 years; most were 
aged 7 to 11 years (n=23; 56%) and were males (n=26; 63.4%). There was a statistically 
significant difference in systolic and diastolic blood pressure, pain and non-verbal behavior of 
children with the intervention. Systolic and diastolic blood pressure increased and pain scales 
showed decreased scores.  
CONCLUSIONS: The playful interaction with clowns can be a therapeutic resource to minimize 
the effects of the stressing environment during the intervention, improve the children's 
emotional state and reduce the perception of pain. 
http://www.ncbi.nlm.nih.gov/pubmed/27080219 
 
Alsoufi, B., Kanter, K., McCracken, C., Kogon, B., Vincent, R., Mahle, W. and 
Deshpande, S. (2016). "Outcomes and risk factors for heart transplantation in children 
with end-stage cardiomyopathydagger." Eur J Cardiothorac Surg 49(1): 85-92. 
 
OBJECTIVES: Heart transplantation (HT) is the treatment of choice in children with end-stage 
cardiomyopathy. Several clinical, morphological, demographic, donor and recipient transplant 
factors have been demonstrated to affect survival in those patients following listing for HT and 
following HT. We aim to report our single institution results of HT in children with 
cardiomyopathy, and explore variables affecting survival and the need for heart 
retransplantation (RHT).  
METHODS: Between 1988 and 2013, 125 children with cardiomyopathy underwent HT. 
Competing risks analysis modelled events after HT (RHT, death without RHT). Multivariable 
regression analysis examined risk factors affecting outcomes and parametric models were used 
to compare survival between diverse groups of patients.  
RESULTS: There were 62 males (50%). Cardiomyopathy types were dilated (n = 104, 83%), 
restrictive (n = 10, 8%), chemotherapy-induced (n = 7, 6%), and other (n = 4, 3%). Median age 
at listing was 6.9 years and median age at HT was 7.0 years with median waiting list duration of 
29 days. Thirty-four patients were infants <1 year. At time of HT, 106 patients (85%) were at 
United Network for Organ Sharing status-1, 25 (20%) were ventilated and 17 (14%) had 
mechanical circulatory support. There was 1 operative death. Competing risks analysis showed 
that at 10 years following HT, 10% of patients have undergone RHT, 32% have died without 
RHT and 58% of patients were alive without RHT. On multivariable analysis, risk factors for 
death following HT were panel-reactive antibodies >10% {hazard ratio [HR]: 4.1 [95% 
confidence interval (CI): 1.7-9.9], P = 0.002}, age group >10 years [HR: 3.2 (95% CI: 1.4-8.1), 
P = 0.009] and pre-HT mechanical circulatory support [HR: 2.9 (95% CI: 1.1-7.7), P = 0.033]. 
Additionally, earlier era <2000 was a significant risk factor for early phase mortality [HR: 8.7 
(95% CI: 1.8-42.5), P = 0.017] but not for constant or late phase mortality [HR: 0.8 (95% CI 
0.3-1.8), P = 0.6]. Following RHT, 6/11 (55%) expired yielding overall parametric survival 
estimates of 92, 77 and 57% at 1, 5 and 15 years, respectively.  
CONCLUSIONS: Despite remarkable improvement in operative mortality and 1-year survival of 
children undergoing HT for cardiomyopathy in the current era, that advantage is reduced at the 
later follow-up, especially in teenagers indicating ongoing compliance and chronic management 
challenges. In children requiring pre-HT mechanical support, mid-term attrition is higher despite 
low operative mortality. 
https://www.ncbi.nlm.nih.gov/pubmed/25724907 
 
Alsoufi, B., Mahle, W. T., Manlhiot, C., Deshpande, S., Kogon, B., McCrindle, B. W. and 
Kanter, K. (2016). "Outcomes of heart transplantation in children with hypoplastic left 
heart syndrome previously palliated with the Norwood procedure." J Thorac Cardiovasc 
Surg 151(1): 167-174, 175 e161-162. 
 
BACKGROUND: Following the Norwood operation, unfavorable hemodynamic or anatomic 
factors might disqualify children from progressing through subsequent palliative surgeries 
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necessitating listing for heart transplantation. Those patients often have immune, clinical, or 
anatomic risk factors that could preclude donor allocation, increase operative risk, and diminish 
late survival. We studied transplantation outcomes in those patients using the Pediatric Heart 
Transplant Study database.  
METHODS: A total of 253 children who had prior Norwood were listed for transplantation 
(1993-2012). Competing risks analysis modeled events after listing (death, transplantation) and 
after transplantation (death, retransplantation) and examined factors affecting outcomes.  
RESULTS: Patients were listed following Norwood (n = 89, 35%), Glenn (n = 96, 38%), and 
Fontan (n = 68, 27%). Competing risk analysis showed that 1 year after listing, 23% of patients 
had died, 70% had received transplantation, and 7% were alive without transplantation. Factors 
associated with death without transplantation included UNOS status I (HR 3.44 [1.58-7.49], P = 
.002) and mechanical circulatory support (HR 4.13 [2.04-8.34], P < .001). Overall, 188 patients 
received transplantation. Competing risk analysis showed that 10 years following 
transplantation, 40% had died, 7% had received retransplantation, and 53% were alive without 
retransplantation. Factors associated with death following transplantation were race other than 
white (HR 2.18 [1.19-3.99], P = .01), and donor mode of death other than anoxic brain injury 
(HR 2.23 [1.00-5.01], P = .05).  
CONCLUSIONS: Heart transplantation can salvage children failing palliation following Norwood 
with outcomes comparable to those reported for other congenital cardiac anomalies. Efforts to 
stabilize patients and increase donor pool could improve survival by decreasing the high waiting 
list mortality. In patients who received transplantation, survival is not affected by last palliation 
stage or sensitization, reflecting current advances in perioperative management and 
immunosuppression management strategies. 
http://www.ncbi.nlm.nih.gov/pubmed/26520008 
 
Ameringer, S., Erickson, J. M., Macpherson, C. F., Stegenga, K. and Linder, L. A. (2015). 
"Symptoms and Symptom Clusters Identified by Adolescents and Young Adults With 
Cancer Using a Symptom Heuristics App." Res Nurs Health 38(6): 436-448. 
 
Adolescents and young adults (AYAs) with cancer experience multiple distressing symptoms 
during treatment. Because the typical approach to symptom assessment does not easily reflect 
the symptom experience of individuals, alternative approaches to enhancing communication 
between the patient and provider are needed. We developed an iPad-based application that 
uses a heuristic approach to explore AYAs' cancer symptom experiences. In this mixed-
methods descriptive study, 72 AYAs (13-29 years old) with cancer receiving myelosuppressive 
chemotherapy used the Computerized Symptom Capture Tool (C-SCAT) to create images of 
the symptoms and symptom clusters they experienced from a list of 30 symptoms. They 
answered open-ended questions within the C-SCAT about the causes of their symptoms and 
symptom clusters. The images generated through the C-SCAT and accompanying free-text 
data were analyzed using descriptive, content, and visual analyses. Most participants (n = 70) 
reported multiple symptoms (M = 8.14). The most frequently reported symptoms were nausea 
(65.3%), feeling drowsy (55.6%), lack of appetite (55.6%), and lack of energy (55.6%). Forty-six 
grouped their symptoms into one or more clusters. The most common symptom cluster was 
nausea/eating problems/appetite problems. Nausea was most frequently named as the priority 
symptom in a cluster and as a cause of other symptoms. Although common threads were 
present in the symptoms experienced by AYAs, the graphic images revealed unique 
perspectives and a range of complexity of symptom relationships, clusters, and causes. 
Results highlight the need for a tailored approach to symptom management based on how the 
AYA with cancer perceives his or her symptom experience. 
http://www.ncbi.nlm.nih.gov/pubmed/26455729 
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Andrews, B., Myers, P., Lagatta, J. and Meadow, W. (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 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. 
http://www.ncbi.nlm.nih.gov/pubmed/26995702 
 
Arias Lopez, M. P., Fernandez, A. L., Ratto, M. E., Saligari, L., Serrate, A. S., Ko, I. J., 
Troster, E. and Schnitzler, E. (2015). "Pediatric Index of Mortality 2 as a predictor of death 
risk in children admitted to pediatric intensive care units in Latin America: A prospective, 
multicenter study." J Crit Care 30(6): 1324-1330. 
 
PURPOSE: The purpose of this study is to asses the performance of the Pediatric Index of 
Mortality 2 (PIM2) score in pediatric intensive care units (PICUs) in Latin America. MATERIALS 
AND METHODS: This is a prospective, observational, multicenter study. We included patients 
aged 1 month to 16 years old admitted consecutively during 1 year to 34 PICUs in 9 Latin 
American countries. Discrimination and calibration tests were performed to validate the 
performance of PIM2 in the entire sample and in different subgroups.  
RESULTS: A total of 7391 patients were analyzed. Pediatric Index of Mortality 2 predicted 573 
deaths, whereas the observed deaths were 663 (P < .001). The area under the receiver 
operating characteristic curve for the entire population was 0.817 (95% confidence interval, 
0.808-0.825). The score showed good discrimination. Instead, calibration was inadequate. The 
difference between observed and predicted deaths for the entire population and across 
different risk intervals was statistically significant (chi(2) = 121.87; df = 8; P < .001). Pediatric 
Index of Mortality 2 did not predict mortality correctly in different diagnostic categories (injury, 
postoperative, and miscellaneous), in children younger than 12 months, adolescents, and 
patients with chronic complex conditions. CONCLUSIONS: Pediatric Index of Mortality 2 
showed good discrimination, but calibration was inadequate. To use PIM2 for monitoring PICU 
performance in Latin America, it might be necessary to recalibrate the score locally. 
http://www.ncbi.nlm.nih.gov/pubmed/26337557 
 
Bell, R. C., Yager, P. H., Clark, M. E., Roumiantsev, S., Venancio, H. L., Chipman, D. W., 
Kacmarek, R. M. and Noviski, N. N. (2016). "Telemedicine Versus Face-to-Face 
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Evaluations by Respiratory Therapists of Mechanically Ventilated Neonates and Children: 
A Pilot Study." Respir Care 61(2): 149-154. 
 
BACKGROUND: Mechanical ventilation is one of the most important therapeutic interventions 
in neonatal and pediatric ICUs. Telemedicine has been shown to reliably extend pediatric 
intensivist expertise to facilities where expertise is limited. If reliable, telemedicine may extend 
the reach of pediatric respiratory therapists (RTs) to facilities where expertise does not exist or 
free up existing RT resources for important face-to-face activities in facilities where expertise is 
limited. The aim of this study was to determine how well respiratory assessments for ventilated 
neonates and children correlated when performed simultaneously by 2 RTs face-to-face and 
via telemedicine.  
METHODS: We conducted a pilot study including 40 assessments by 16 RTs on 11 subjects (5 
neonatal ICU; 6 pediatric ICU). Anonymously completed intake forms by 2 different RTs 
concurrently assessing 14 ventilator-derived and patient-based respiratory variables were used 
to determine correlations.  
RESULTS: Forty paired assessments were performed. Median telemedicine assessment time 
was 8 min. The Pearson correlation coefficient (r) was used to determine agreement between 
continuous data, and the Cohen kappa statistics were used for binary variables. Pressure 
control, PEEP, breathing frequency, and FIO2 perfectly correlated (r = 1, all P < .001) as did the 
presence of a CO2 monitor and need for increased ventilatory support (kappa = 1). The 
Pearson correlation coefficient for VT, minute ventilation, mean airway pressure, and oxygen 
saturation ranged from 0.84 to 0.97 (all P < .001). kappa = 0.41 (95% CI 0.02-0.80) for patient-
triggered breaths, and kappa = 0.57 (95% CI 0.19-0.94) for breathing frequency higher than set 
frequency. kappa = -0.25 (95% CI -0.46 to -0.04) for need for suctioning.  
CONCLUSIONS: Telemedicine technology was acceptable to RTs. Telemedicine evaluations 
highly correlated with face-to-face for 10 of 14 aspects of standard bedside respiratory 
assessment. Poor correlation was noted for more complex, patient-generated parameters, 
highlighting the importance of further investigation incorporating a virtual stethoscope. 
http://www.ncbi.nlm.nih.gov/pubmed/26647456 
 
Bidet, G., Daoust, L., Duval, M., Ducruet, T., Toledano, B., Humbert, N. and Gauvin, F. 
(2016). "An Order Protocol for Respiratory Distress/Acute Pain Crisis in Pediatric Palliative 
Care Patients: Medical and Nursing Staff Perceptions." J Palliat Med 19(3): 306-313. 
 
BACKGROUND: An order protocol for distress (OPD), including respiratory distress and acute 
pain crisis, has been established for pediatric palliative care patients at Sainte-Justine Hospital 
(SJH). After discussion with the patient/his or her family, the OPD is prescribed by the attending 
physician whenever judged appropriate. The OPD can then be initiated by the bedside nurse 
when necessary; the physician is notified after the first dose is administered.  
OBJECTIVES: The study objectives were to evaluate the perceptions and experience of the 
medical/nursing staff towards the use of the OPD.  
METHODS: A survey was distributed to all physicians/nurses working on wards with pediatric 
palliative care patients. Answers to the survey were anonymous, done on a voluntary basis, and 
after consent of the participant.  
RESULTS: Surveys (258/548) were answered corresponding to a response rate of 47%. 
According to the respondents, the most important motivations in using the OPD were the 
desire to relieve patient's distress and the speed of relief of distress by the OPD; the most 
important obstacles were going against the patient's/his or her family's wishes and fear of 
hastening death. The respondents reported that the OPD was frequently (56%) or always (36%) 
effective in relieving the patient's distress. The respondents felt sometimes (16%), frequently 
(34%), or always (41%) comfortable in giving the OPD. They thought the OPD could never 
(12%), rarely (32%), sometimes (46%), frequently (8%), or always (1%) hasten death. Physicians 
were less favorable than nurses with the autonomy of bedside nurses to initiate the OPD before 
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notifying the physician (p = 0.04). Overall, 95% of respondents considered that they would use 
the OPD in the future.  
CONCLUSIONS: Data from this survey shows that respondents are in favor of using the OPD 
at SJH and find it effective. Further training as well as support for health care professionals are 
mandatory in such palliative care settings. 
http://www.ncbi.nlm.nih.gov/pubmed/26788836 
 
Blake, S. F., Logan, S., Humphreys, G., Matthews, J., Rogers, M., Thompson-Coon, J., 
Wyatt, K. and Morris, C. (2015). "Sleep positioning systems for children with cerebral 
palsy." Cochrane Database Syst Rev 11: CD009257. 
 
BACKGROUND: Sleep positioning systems can be prescribed for children with cerebral palsy 
to help reduce or prevent hip migration, provide comfort to ease pain and/or improve sleep. As 
sleep disturbance is common in children with developmental disabilities, with impact on their 
carers' sleep, and as sleep positioning systems can be expensive, guidance is needed to 
support decisions as to their use.  
OBJECTIVES: To determine whether commercially-available sleep positioning systems, 
compared with usual care, reduce or prevent hip migration in children with cerebral palsy. Any 
negative effect of sleep positioning systems on hip migration will be considered within this 
objective. Secondary objectives were to determine the effect of sleep positioning systems on: 
(1) number or frequency of hip problems; (2) sleep patterns and quality; (3) quality of life of the 
child and family; (4) pain; and (5) physical functioning. We also sought to identify any adverse 
effects from using sleep positioning systems.  
SEARCH METHODS: In December 2014, we searched CENTRAL, Ovid MEDLINE, Embase, 
and 13 other databases. We also searched two trials registers. We applied no restrictions on 
date of publication, language, publication status or study design. We checked references and 
contacted manufacturers and authors for potentially relevant literature, and searched the 
internet using Google.  
SELECTION CRITERIA: We included all randomised controlled trials (RCTs) evaluating whole 
body sleep positioning systems for children and adolescents (up to 18 years of age) with 
cerebral palsy.  
DATA COLLECTION AND ANALYSIS: Two review authors independently screened reports 
retrieved from the search against pre-determined inclusion criteria and assessed the quality of 
eligible studies.Members of the public (parent carers of children with neurodisability) contributed 
to this review by suggesting the topic, refining the research objectives, interpreting the findings, 
and reviewing the plain language summary.  
MAIN RESULTS: We did not identify any randomised controlled trials that evaluated the 
effectiveness of sleep positioning systems on hip migration. We did find two randomised cross-
over trials that met the inclusion criteria in respect of secondary objectives relating to sleep 
quality and pain. Neither study reported any important difference between sleeping in sleep 
positioning systems and not for sleep patterns or sleep quality (two studies, 21 children, very 
low quality evidence) and pain (one study, 11 children, very low quality evidence). These were 
small studies with established users of sleep positioning systems and were judged to have high 
risk of bias. We found no eligible trials that explored the other secondary objectives (number or 
frequency of hip problems, quality of life of the child and family, physical functioning, and 
adverse effects).  
AUTHORS' CONCLUSIONS: We found no randomised trials that evaluated the effectiveness of 
sleep positioning systems to reduce or prevent hip migration in children with cerebral palsy. Nor 
did we find any randomised trials that evaluated the effect of sleep positioning systems on the 
number or frequency of hip problems, quality of life of the child and family or on physical 
functioning. Limited data from two randomised trials, which evaluated the effectiveness of sleep 
positioning systems on sleep quality and pain for children with cerebral palsy, showed no 
significant differences in these aspects of health when children were using and not using a 

http://www.ncbi.nlm.nih.gov/pubmed/26788836


81 
 

sleep positioning system. In order to inform clinical decision-making and the prescription of 
sleep positioning systems, more rigorous research is needed to determine effectiveness, cost-
effectiveness, and the likelihood of adverse effects. 
https://www.ncbi.nlm.nih.gov/pubmed/26524348 
 
Brock, K. E., Cohen, H. J., Popat, R. A. and Halamek, L. P. (2015). "Reliability and 
Validity of the Pediatric Palliative Care Questionnaire for Measuring Self-Efficacy, 
Knowledge, and Adequacy of Prior Medical Education among Pediatric Fellows." J Palliat 
Med 18(10): 842-848. 
 
BACKGROUND: Interventions to improve pediatric trainee education in palliative care have 
been limited by a lack of reliable and valid tools for measuring effectiveness.  
OBJECTIVE: We developed a questionnaire to measure pediatric fellows' self-efficacy 
(comfort), knowledge, and perceived adequacy of prior medical education. We measured the 
questionnaire's reliability and validity. METHODS: The questionnaire contains questions 
regarding self-efficacy (23), knowledge (10), fellow's perceived adequacy of prior medical 
education (6), and demographics. The survey was developed with palliative care experts, and 
sent to fellows in U.S. pediatric cardiology, critical care, hematology/ oncology, and neonatal-
perinatal medicine programs. Measures of reliability, internal consistency, and validity were 
calculated.  
RESULTS: One hundred forty-seven fellows completed the survey at test and retest. The self-
efficacy and medical education questionnaires showed high internal consistency of 0.95 and 
0.84. The test-retest reliability for the Self-Efficacy Summary Score, measured by intraclass 
correlation coefficient (ICC) and weighted kappa, was 0.78 (item range 0.44-0.81) and 0.61 
(item range 0.36-0.70), respectively. For the Adequacy of Medical Education Summary Score, 
ICC was 0.85 (item range 0.6-0.78) and weighted kappa was 0.63 (item range 0.47-0.62). 
Validity coefficients for these two questionnaires were 0.88 and 0.92. Fellows answered a mean 
of 8.8/10 knowledge questions correctly; percentage agreement ranged from 65% to 99%.  
CONCLUSIONS: This questionnaire is capable of assessing self-efficacy and fellow-perceived 
adequacy of their prior palliative care training. We recommend use of this tool for fellowship 
programs seeking to evaluate fellow education in palliative care, or for research studies 
assessing the effectiveness of a palliative care educational intervention. 
https://www.ncbi.nlm.nih.gov/pubmed/26185912 
 
Choi, D. K. and Schmidt, M. L. (2016). "Chemotherapy in Children with Head and Neck 
Cancers: Perspectives and Review of Current Therapies." Oral Maxillofac Surg Clin North 
Am 28(1): 127-138. 
 
Cancers of the head and neck in children represent a heterogeneous group of malignancies 
requiring a variety of treatment modalities. In many instances of childhood head and neck 
cancers, chemotherapy will be required for treatment, often in conjunction with surgery and/or 
radiation therapy. Chemotherapy in children with head and neck cancers poses unique 
challenges in terms of immediate as well as long-term toxicities. This article focuses on the 
common chemotherapeutic agents, with a particular focus on early and late effects, used in the 
treatment of children with head and neck cancers. 
https://www.ncbi.nlm.nih.gov/pubmed/26614705 
 
Cuzzolin, L. and Agostino, R. (2016). "Off-label and unlicensed drug treatments in 
Neonatal Intensive Care Units: an Italian multicentre study." Eur J Clin Pharmacol 72(1): 
117-123. 
 
PURPOSE: The use of medicines among newborns admitted to intensive care units is 
characterized by a high prevalence of off-label/unlicensed use and a wide variability in the 
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absence of international guidelines. A prospective cross-sectional study was organized with the 
aim to analyse drug prescriptions among all 107 Italian level III neonatal intensive care units.  
METHODS: An online questionnaire was used to collect detailed information for each newborn, 
and a classification was made about the license status of all prescriptions. In addition, 
prescriptions were analysed taking into account a practical guide prepared by the Italian 
Society of Neonatology (ISN).  
RESULTS: The 1-day survey (May-July 2014) regarded 220 newborn infants admitted to 
36/107 Italian neonatal intensive care units: 191 prematures and 29 born at term. In total, 720 
prescriptions (corresponding to 79 different drugs) were analysed: 191 (26.5 %) followed the 
terms of the product license, 529 (73.5 %) were off-label or unlicensed: 193/220 newborns 
(87.7 %) received at least one off-label/unlicensed prescription. Antiinfectives were the most 
common medicine used, followed by respiratory drugs and antianaemics; in an off-label 
manner, the most common was cardiovascular and central nervous system (CNS) drugs, 
gastrointestinals and antiinfectives. The most common categories of off-label use were age 
(34.4 %) and dosing frequency (20.6 %). Compared to ISN practical guide, prescriptions 
adhered more frequently to indications (100 % for ampicillin/sulbactam, >80 % for ampicillin, 
fluconazole, fentanyl, ranitidine and vancomicin).  
CONCLUSIONS: Our results confirm the high prevalence of off-label/unlicensed drug use in the 
neonatal population and underline a better adherence to indications based on clinical practice, 
suggesting the need to update information contained in the data sheets of medicines. 
https://www.ncbi.nlm.nih.gov/pubmed/26490354 
 
Daniel, L. C., Schwartz, L. A., Mindell, J. A., Tucker, C. A. and Barakat, L. P. (2016). 
"Initial Validation of the Sleep Disturbances in Pediatric Cancer Model." J Pediatr Psychol. 
 
OBJECTIVE: The current study evaluates content validity of the Sleep Disturbance in Pediatric 
Cancer (SDPC) model using qualitative and quantitative stakeholder input.  
METHODS: Parents of children (aged: 3-12 years) with acute lymphoblastic leukemia (n = 20) 
and medical providers (n = 6) participated in semi-structured interviews about child sleep during 
cancer treatment. They also rated SDPC model component importance on a 0-4 scale and 
selected the most relevant sleep-related intervention targets.  
RESULTS: Qualitatively, parents and providers endorsed that changes in the child's 
psychosocial, environmental, and biological processes affect sleep. Stakeholders rated most 
model components (parent: 32 of 40; provider: 39 of 41) as important (>2) to child sleep. 
Parents were most interested in interventions targeting difficulty falling asleep and providers 
selected irregular sleep habits/scheduling, though groups did not differ significantly.  
CONCLUSIONS: Stakeholders supported SDPC content validity. The model will inform 
subsequent measure and intervention development focusing on biological and behavioral 
factors most salient to sleep disturbances in pediatric cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/26994058 
 
Das, A., Anderson, I. M., Speicher, D. G., Speicher, R. H., Shein, S. L. and Rotta, A. T. 
(2016). "Validation of a pediatric bedside tool to predict time to death after withdrawal of 
life support." World J Clin Pediatr 5(1): 89-94. 
 
AIM: To evaluate the accuracy of a tool developed to predict timing of death following 
withdrawal of life support in children. METHODS: Pertinent variables for all pediatric deaths (age 
</= 21 years) from 1/2009 to 6/2014 in our pediatric intensive care unit (PICU) were extracted 
through a detailed review of the medical records. As originally described, a recently developed 
tool that predicts timing of death in children following withdrawal of life support (dallas predictor 
tool [DPT]) was used to calculate individual scores for each patient. Individual scores were 
calculated for prediction of death within 30 min (DPT30) and within 60 min (DPT60). For various 
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resulting DPT30 and DPT60 scores, sensitivity, specificity and area under the receiver operating 
characteristic curve were calculated. 
RESULTS: There were 8829 PICU admissions resulting in 132 (1.5%) deaths. Death followed 
withdrawal of life support in 70 patients (53%). After excluding subjects with insufficient data to 
calculate DPT scores, 62 subjects were analyzed. Average age of patients was 5.3 years (SD: 
6.9), median time to death after withdrawal of life support was 25 min (range; 7 min to 16 h 54 
min). Respiratory failure, shock and sepsis were the most common diagnoses. Thirty-seven 
patients (59.6%) died within 30 min of withdrawal of life support and 52 (83.8%) died within 60 
min. DPT30 scores ranged from -17 to 16. A DPT30 score >/= -3 was most predictive of death 
within that time period, with sensitivity = 0.76, specificity = 0.52, AUC = 0.69 and an overall 
classification accuracy = 66.1%. DPT60 scores ranged from -21 to 28. A DPT60 score >/= -9 
was most predictive of death within that time period, with sensitivity = 0.75, specificity = 0.80, 
AUC = 0.85 and an overall classification accuracy = 75.8%.  
CONCLUSION: In this external cohort, the DPT is clinically relevant in predicting time from 
withdrawal of life support to death. In our patients, the DPT is more useful in predicting death 
within 60 min of withdrawal of life support than within 30 min. Furthermore, our analysis 
suggests optimal cut-off scores. Additional calibration and modifications of this important tool 
could help guide the intensive care team and families considering DCD. 
https://www.ncbi.nlm.nih.gov/pubmed/26862507 
 
Devinsky, O., Marsh, E., Friedman, D., Thiele, E., Laux, L., Sullivan, J., Miller, I., Flamini, 
R., Wilfong, A., Filloux, F., Wong, M., Tilton, N., Bruno, P., Bluvstein, J., Hedlund, J., 
Kamens, R., Maclean, J., Nangia, S., Singhal, N. S., Wilson, C. A., Patel, A. and Cilio, M. 
R. (2016). "Cannabidiol in patients with treatment-resistant epilepsy: an open-label 
interventional trial." Lancet Neurol 15(3): 270-278. 
 
BACKGROUND: Almost a third of patients with epilepsy have a treatment-resistant form, which 
is associated with severe morbidity and increased mortality. Cannabis-based treatments for 
epilepsy have generated much interest, but scientific data are scarce. We aimed to establish 
whether addition of cannabidiol to existing anti-epileptic regimens would be safe, tolerated, and 
efficacious in children and young adults with treatment-resistant epilepsy.  
METHODS: In this open-label trial, patients (aged 1-30 years) with severe, intractable, 
childhood-onset, treatment-resistant epilepsy, who were receiving stable doses of antiepileptic 
drugs before study entry, were enrolled in an expanded-access programme at 11 epilepsy 
centres across the USA. Patients were given oral cannabidiol at 2-5 mg/kg per day, up-titrated 
until intolerance or to a maximum dose of 25 mg/kg or 50 mg/kg per day (dependent on study 
site). The primary objective was to establish the safety and tolerability of cannabidiol and the 
primary efficacy endpoint was median percentage change in the mean monthly frequency of 
motor seizures at 12 weeks. The efficacy analysis was by modified intention to treat. 
Comparisons of the percentage change in frequency of motor seizures were done with a 
Mann-Whitney U test. RESULTS: Between Jan 15, 2014, and Jan 15, 2015, 214 patients were 
enrolled; 162 (76%) patients who had at least 12 weeks of follow-up after the first dose of 
cannabidiol were included in the safety and tolerability analysis, and 137 (64%) patients were 
included in the efficacy analysis. In the safety group, 33 (20%) patients had Dravet syndrome 
and 31 (19%) patients had Lennox-Gastaut syndrome. The remaining patients had intractable 
epilepsies of different causes and type. Adverse events were reported in 128 (79%) of the 162 
patients within the safety group. Adverse events reported in more than 10% of patients were 
somnolence (n=41 [25%]), decreased appetite (n=31 [19%]), diarrhoea (n=31 [19%]), fatigue 
(n=21 [13%]), and convulsion (n=18 [11%]). Five (3%) patients discontinued treatment because 
of an adverse event. Serious adverse events were reported in 48 (30%) patients, including one 
death-a sudden unexpected death in epilepsy regarded as unrelated to study drug. 20 (12%) 
patients had severe adverse events possibly related to cannabidiol use, the most common of 
which was status epilepticus (n=9 [6%]). The median monthly frequency of motor seizures was 
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30.0 (IQR 11.0-96.0) at baseline and 15.8 (5.6-57.6) over the 12 week treatment period. The 
median reduction in monthly motor seizures was 36.5% (IQR 0-64.7).  
INTERPRETATION: Our findings suggest that cannabidiol might reduce seizure frequency and 
might have an adequate safety profile in children and young adults with highly treatment-
resistant epilepsy. Randomised controlled trials are warranted to characterise the safety profile 
and true efficacy of this compound.  
FUNDING: GW Pharmaceuticals, Epilepsy Therapy Project of the Epilepsy Foundation, Finding 
A Cure for Epilepsy and Seizures. 
https://www.ncbi.nlm.nih.gov/pubmed/26724101 
 
Drolet, C., Roy, H., Laflamme, J. and Marcotte, M. E. (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 
 
Epstein, A., Leonard, H., Davis, E., Williams, K., Reddihough, D., Murphy, N., 
Whitehouse, A. and Downs, J. (2016). "Conceptualizing a quality of life framework for girls 
with Rett syndrome using qualitative methods." Am J Med Genet A 170(3): 645-653. 
 
Rett syndrome is a neurodevelopmental disorder mainly affecting females and associated with 
a mutation on the MECP2 gene. There has been no systematic evaluation of the domains of 
quality of life (QOL) in Rett syndrome. The aims of this study were to explore QOL in school-
aged children with Rett syndrome and compare domains with those identified in other available 
QOL scales. The sample comprised 21 families registered with the Australian Rett Syndrome 
Database whose daughter with Rett syndrome was aged 6-18 years. Semi-structured 
telephone interviews were conducted with each parent caregiver (19 mothers, 2 fathers) to 
investigate aspects of their daughter's life that were satisfying or challenging to her. Qualitative 
thematic analysis using a grounded theory framework was conducted, and emerging domains 
compared with those in two generic and three disability parent-report child QOL measures. Ten 
domains were identified: physical health, body pain, and discomfort, behavioral and emotional 
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well-being, communication skills, movement and mobility, social connectedness, variety of 
activities, provision of targeted services, stability of daily routines, and the natural environment. 
The two latter domains were newly identified and each domain contained elements not 
represented in the comparison measures. Our data articulated important aspects of life beyond 
the genetic diagnosis. Existing QOL scales for children in the general population or with other 
disabilities did not capture the QOL of children with Rett syndrome. Our findings support the 
construction of a new parent-report measure to enable measurement of QOL in this group. (c) 
2015 Wiley Periodicals, Inc. 
https://www.ncbi.nlm.nih.gov/pubmed/26686505 
 
Fernandez-Pineda, I., Sandoval, J. A., Jones, R. M., Boateng, N., Wu, J., Rao, B. N., 
Davidoff, A. M. and Shochat, S. J. (2016). "Gastrostomy Complications in Pediatric 
Cancer Patients: A Retrospective Single-Institution Review." Pediatr Blood Cancer 63(7): 
1250-1253. 
 
BACKGROUND: Complications in pediatric cancer patients after a gastrostomy (GT) placement 
have not been widely investigated. We aimed to evaluate the complication rate and nature of 
complications in this specific population.  
PROCEDURE: Medical records of pediatric cancer patients having a GT placed at our 
institution from 1998 to 2013 were retrospectively reviewed. Variables analyzed included 
gender, age, diagnosis, surgical procedure, GT device, duration of GT usage, absolute 
neutrophil count (ANC) level at surgery, and complications. RESULTS: One hundred seventy-
one patients (92 males, 79 females), median age of 6 years (range, 0.2-21), who underwent 
181 procedures (110 open, 59 endoscopic, and 12 laparoscopic) were identified. Diagnosis 
included central nervous system tumor (n = 101), solid tumor (n = 45), and leukemia/lymphoma 
(n = 25). A GT tube was used in 139 procedures and a GT button in 42. Median ANC level at 
procedure was 3,300/mm(3) (range, 0-38,988). Median duration of GT usage was 8 months 
(range, 0.2-142). One hundred seventy-seven complications occurred in 106 patients (61.9%) 
and were categorized as perioperative (<1 month after surgery, 20.3%) and late (>1 month after 
surgery, 79.7%). Major complications included 42 (23.7%) GT site infections and four (2.2%) 
intrabdominal complications. The most common minor complication was granulation tissue 
(28.8%). Younger age at procedure was associated with complications (P = 0.048) and an 
open technique was associated with GT site infection (P = 0.003). No statistical significance 
was observed between complications and gender, diagnosis, GT device, duration of GT usage, 
and ANC at procedure.  
CONCLUSIONS: Younger patients were more likely to have complications, and GT site 
infections were more common after open GT procedures. 
https://www.ncbi.nlm.nih.gov/pubmed/26960180 
 
Horridge, K. A., McGarry, K., Williams, J. and Whitlingum, G. (2016). "Prospective pilots 
of routine data capture by paediatricians in clinics and validation of the Disabilities 
Complexity Scale." Dev Med Child Neurol 58(6): 581-588. 
 
AIMS: To pilot prospective data collection by paediatricians at the point of care across England 
using a defined terminology set; demonstrate feasibility of data collection and utility of data 
outputs; and confirm that counting the number of needs per child is valid for quantifying 
complexity.  
METHOD: Paediatricians in 16 hospital and community settings collected and anonymized 
data. Participants completed a survey regarding the process. Data were analysed using R 
version 3.1.2.  
RESULTS: Overall, 8117 needs captured from 1224 consultations were recorded. Sixteen 
clinicians responded positively about the process and utility of data collection. The sum of 
needs varied significantly (p<0.01) by level of gross motor function ascertained using the Gross 
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Motor Function Classification System for children with cerebral palsy; epilepsy severity as 
defined by level of expertise required to manage it; and by severity of intellectual disability.  
INTERPRETATION: Prospective data collection at the point of clinical care proved possible 
without disrupting clinics, even for those with the most complex needs, and took the least time 
when done electronically. Counting the number of needs was easy to do, and quantified 
complexity in a way that informed clinical care for individuals and related directly to validated 
scales of functioning. Data outputs could inform more appropriate design and commissioning 
of quality services. 
https://www.ncbi.nlm.nih.gov/pubmed/27016307 
 
Hunt, A., Carter, B., Abbott, J., Parker, A., Spinty, S. and deGoede, C. (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. 
 
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 
 
Imataka, G., Suzumura, H. and Arisaka, O. (2016). "Clinical features and survival in 
individuals with trisomy 18: A retrospective one-center study of 44 patients who received 
intensive care treatments." Mol Med Rep 13(3): 2457-2466. 
 
Trisomy 18 syndrome is a common autosomal aneuploidy chromosomal abnormality caused 
by the presence of extra chromosome 18 that leads to malformations of various parts of the 
body. In this study, we retrospectively investigated the effect of the medical progression and 
prognosis of 44 cases of trisomy 18, admitted to our neonatal intensive care unit between 1992 
and 2013. The patients were divided into group A (n=20, 19922002) and group B (n=24, 
20032012). Following delivery, karyotype, gender, gestational weeks, birth place, cesarean 
section, Apgar score and birth weight were analyzed using the Fisher's exact test, unpaired 
ttest and MannWhitney U test. Based on the statistical results, a comparison was made of the 
two groups and no significant differences were observed. Clinical data of major complications, 
mechanical ventilation, discharge from hospital and survival days were reviewed for the cases 
of trisomy 18. Of the 44 patients, 42 had cardiac anomaly, 16 had esophageal atresia, and 3 
patients had brain anomaly. Ventilation treatment was performed in 29 cases (65.9%) and an 
increased percentage was identified in group B patients. The percentage survival was 
estimated using KaplanMeier curves and the two groups were analyzed using the generalized 
Wilcoxon test. Improvement in life prognosis was observed in group B as compared to group 
A. The logrank test was used to assess survey periods of 180 days, 1 year, and the entire 
observation period. Although significant differences were observed for the prognosis of trisomy 
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18 at 180 days after birth, after 1 year and the entire survey period after birth, the significant 
differences were not confirmed. In conclusion, results of the present study provide information 
concerning genetic counseling for parents/guardians and life prognosis, prior to applying 
intensive management to newborns with trisomy 18. 
https://www.ncbi.nlm.nih.gov/pubmed/26820816 
 
Jongmans, M. C., Loeffen, J. L., Waanders, E., Hoogerbrugge, P. M., Ligtenberg, M. J., 
Kuiper, R. P. and Hoogerbrugge, N. (2016). "Recognition of genetic predisposition in 
pediatric cancer patients: An easy-to-use selection tool." Eur J Med Genet 59(3): 116-
125. 
 
Genetic predisposition for childhood cancer is under diagnosed. Identifying these patients may 
lead to therapy adjustments in case of syndrome-related increased toxicity or resistant disease 
and syndrome-specific screening programs may lead to early detection of a further 
independent malignancy. Cancer surveillance might also be warranted for affected relatives and 
detection of a genetic mutation can allow for reproductive counseling. Here we present an 
easy-to-use selection tool, based on a systematic review of pediatric cancer predisposing 
syndromes, to identify patients who may benefit from genetic counseling. The selection tool 
involves five questions concerning family history, the type of malignancy, multiple primary 
malignancies, specific features and excessive toxicity, which results in the selection of those 
patients that may benefit from referral to a clinical geneticist. 
https://www.ncbi.nlm.nih.gov/pubmed/26825391 
 
Kane, J. M., Canar, J., Kalinowski, V., Johnson, T. J. and Sarah Hoehn, K. (2016). 
"Management Options and Outcomes for Neonatal Hypoplastic Left Heart Syndrome in 
the Early Twenty-First Century." Pediatr Cardiol 37(2): 419-425. 
 
Without surgical treatment, neonatal hypoplastic left heart syndrome (HLHS) mortality in the first 
year of life exceeds 90 % and, in spite of improved surgical outcomes, many families still opt for 
non-surgical management. The purpose of this study was to investigate trends in neonatal 
HLHS management and to identify characteristics of patients who did not undergo surgical 
palliation. Neonates with HLHS were identified from a serial cross-sectional analysis using the 
Healthcare Cost and Utilization Project's Kids' Inpatient Database from 2000 to 2012. The 
primary analysis compared children undergoing surgical palliation to those discharged alive 
without surgery using a binary logistic regression model. Multivariate logistic regression was 
conducted to determine factors associated with treatment choice. A total of 1750 patients 
underwent analysis. Overall hospital mortality decreased from 35.3 % in 2000 to 22.9 % in 
2012. The percentage of patients undergoing comfort care discharge without surgery also 
decreased from 21.2 to 14.8 %. After controlling for demographics and comorbidities, older 
patients at presentation were less likely to undergo surgery (OR 0.93, 0.91-0.96), and patients 
in 2012 were more likely to undergo surgery compared to those in prior years (OR 1.5, 1.1-2.1). 
Discharge without surgical intervention is decreasing with a 30 % reduction between 2000 and 
2012. Given the improvement in surgical outcomes, further dialogue about ethical justification 
of non-operative comfort or palliative care is warranted. In the meantime, clinicians should 
present families with surgical outcome data and recommend intervention, while supporting their 
option to refuse. 
https://www.ncbi.nlm.nih.gov/pubmed/26541152 
 
Karimnejad, K. and Costa, D. J. (2015). "Otolaryngologic surgery in children with trisomy 
18 and 13." Int J Pediatr Otorhinolaryngol 79(11): 1831-1833. 
 
OBJECTIVES: Trisomy 18 and 13 are the most common autosomal trisomy disorders after 
Down syndrome. Given the high mortality rate (5-10% one-year survival), trisomy 18 and 13 
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were historically characterized as uniformly lethal and palliation was the predominant 
management approach. Management strategy has shifted with recognition that through 
medical and surgical intervention, children with trisomy 18 and 13 can achieve developmental 
milestones, live meaningful lives, and exhibit long-term survival. Otolaryngologic surgery in 
children with trisomy 18 and 13 has not been described. The objective of this article is to 
describe the role of the otolaryngologist in the management of children with trisomy 18 and 13.  
METHODS AND MATERIALS: Retrospective cohort analysis of the surgery registry for the 
Support Organization for Trisomy 18, 13 and Related Disorders for otolaryngologic surgeries 
reported from 1988 through June 1, 2014.  
RESULTS: In the database of approximately 1349 children, 1380 procedures were reported, 
231 (17%) of which were otolaryngologic. The most common otolaryngologic procedures were 
tympanostomy tube placement (57/231, 25%), cleft lip repair (40/231, 17%), tracheostomy 
(38/231, 16.5%), tonsillectomy and/or adenoidectomy (37/231, 16%), and cleft palate repair 
(30/231, 13%). Of the ten most common procedures reported, four were otolaryngologic.  
CONCLUSIONS: Seventeen percent of procedures performed in children with trisomy 18 and 
13 were otolaryngologic, highlighting the significant role of the otolaryngologist in the treatment 
of these patients. Surgical intervention may be considered as part of a balanced approach to 
patient care 
https://www.ncbi.nlm.nih.gov/pubmed/26375930 
 
Kashikar-Zuck, S., Carle, A., Barnett, K., Goldschneider, K. R., Sherry, D. D., Mara, C. A., 
Cunningham, N., Farrell, J., Tress, J. and DeWitt, E. M. (2016). "Longitudinal evaluation of 
patient-reported outcomes measurement information systems measures in pediatric 
chronic pain." Pain 157(2): 339-347. 
 
The Patient-Reported Outcomes Measurement Information System (PROMIS) initiative is a 
comprehensive strategy by the National Institutes of Health to support the development and 
validation of precise instruments to assess self-reported health domains across healthy and 
disease-specific populations. Much progress has been made in instrument development, but 
there remains a gap in the validation of PROMIS measures for pediatric chronic pain. The 
purpose of this study was to investigate the construct validity and responsiveness to change of 
7 PROMIS domains for the assessment of children (ages: 8-18) with chronic pain--Pain 
Interference, Fatigue, Anxiety, Depression, Mobility, Upper Extremity Function, and Peer 
Relationships. The PROMIS measures were administered at the initial visit and 2 follow-up visits 
at an outpatient chronic pain clinic (CPC; N = 82) and at an intensive amplified musculoskeletal 
pain day-treatment program (N = 63). Aim 1 examined construct validity of PROMIS measures 
by comparing them with corresponding "legacy" measures administered as part of usual care in 
the CPC sample. Aim 2 examined sensitivity to change in both CPC and amplified 
musculoskeletal pain samples. Longitudinal growth models showed that PROMIS' Pain 
Interference, Anxiety, Depression, Mobility, Upper Extremity, and Peer Relationship measures 
and legacy instruments generally performed similarly with slightly steeper slopes of 
improvement in legacy measures. All 7 PROMIS domains showed responsiveness to change. 
Results offered initial support for the validity of PROMIS measures in pediatric chronic pain. 
Further validation with larger and more diverse pediatric pain samples and additional legacy 
measures would broaden the scope of use of PROMIS in clinical research. 
https://www.ncbi.nlm.nih.gov/pubmed/26447704 
 
Kaskinen, A. K., Happonen, J. M., Mattila, I. P. and Pitkanen, O. M. (2015). "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. 
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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 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 
 
Kherani, T., Sayal, A., Al-Saleh, S., Sayal, P. and Amin, R. (2016). "A comparison of 
invasive and noninvasive ventilation in children less than 1 year of age: A long-term follow-
up study." Pediatr Pulmonol 51(2): 189-195. 
 
BACKGROUND: We report on the long-term survival of children initiated on invasive and 
noninvasive positive pressure ventilation (NiPPV) before the age of 1 to assess the safety and 
efficacy of long-term ventilation at home. 
METHODS: A chart review was performed of children initiated on long-term home mechanical 
ventilation (LTHV) before the age of 1 year, at The Hospital for Sick Children (SickKids), 
Canada, between January 1991 and April 2014.  
RESULTS: We report on 51 children. Twenty-five children (49%) received NiPPV and 26 (51%) 
received invasive mechanical ventilation via tracheostomy (IMV). There was one NiPPV initiation 
between 1991 and 2001, the rest were in subsequent years. Most children had a 
"musculoskeletal disorder" in the NiPPV cohort, n = 14 (56%) and a "central nervous system" 
disorder in the IMV cohort, n = 13 (50%). The pCO2 improved with the initiation of NiPPV, P = 
< 0.0001. Of the 25 subjects initiated on NiPPV, eight (32%) are currently being followed as 
compared to 22 (84%) in the IMV cohort. Seven (28%) of the NiPPV group were weaned off 
ventilation as compared to three (11.5%) in the IMV cohort. There were two NiPPV treatment 
failures. There were more deaths in the NiPPV cohort: eight (32%) versus two (7.6%) in the IMV 
cohort. Four of the deaths in the NiPPV cohort were in children in whom a palliative approach 
was taken. None were due to NiPPV technical failure. CONCLUSIONS: Based on this long-
term follow-up study, NiPPV use in infants appears to be a viable long-term ventilation strategy. 
https://www.ncbi.nlm.nih.gov/pubmed/26079291 
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Kingsnorth, S., Orava, T., Provvidenza, C., Adler, E., Ami, N., Gresley-Jones, T., Mankad, 
D., Slonim, N., Fay, L., Joachimides, N., Hoffman, A., Hung, R. and Fehlings, D. (2015). 
"Chronic Pain Assessment Tools for Cerebral Palsy: A Systematic Review." Pediatrics 
136(4): e947-960. 
 
BACKGROUND AND OBJECTIVE: Chronic pain in children with cerebral palsy (CP) is 
underrecognized, leading to detriments in their physical, social, and mental well-being. Our 
objective was to identify, describe, and critique pediatric chronic pain assessment tools and 
make recommendations for clinical use for children with CP. Secondly, develop an evidence-
informed toolbox to support clinicians in the assessment of chronic pain in children with 
disabilities.  
METHODS: Ovid Medline, Cumulative Index to Nursing and Allied Health Literature, and 
Embase databases were systematically searched by using key terms "chronic pain" and 
"clinical assessment tool" between January 2012 and July 2014. Tools from multiple pediatric 
health conditions were explored contingent on inclusion criteria: (1) children 1 to 18 years; (2) 
assessment focus on chronic pain; (3) psychometric properties reported; (4) written in English 
between 1980 and 2014. Pediatric chronic pain assessment tools were extracted and 
corresponding validation articles were sought for review. Detailed tool descriptions were 
composed and each tool underwent a formal critique of psychometric properties and clinical 
utility.  
RESULTS: Of the retrieved 2652 articles, 250 articles met eligibility, from which 52 chronic pain 
assessment tools were retrieved. A consensus among interprofessional working group 
members determined 7 chronic pain interference tools to be of importance. Not all tools have 
been validated with children with CP nor is there 1 tool to meet the needs of all children 
experiencing chronic pain.  
CONCLUSIONS: This study has systematically reviewed and recommended, through expert 
consensus, valid and reliable chronic pain interference assessment tools for children with 
disabilities. 
https://www.ncbi.nlm.nih.gov/pubmed/26416940 
 
Kordovan, S., Preissler, P., Kamphausen, A., Bokemeyer, C. and Oechsle, K. (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 
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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 
 
Lam, K. K., Li, W. H., Chiu, S. Y. and Chan, G. C. (2016). "The impact of cancer and its 
treatment on physical activity levels and quality of life among young Hong Kong Chinese 
cancer patients." Eur J Oncol Nurs 21: 83-89. 
 
PURPOSE: Despite the evidence that regular physical activity can have beneficial effects on the 
physical and psychological well-being of cancer patients, a review of the literature reveals that a 
majority of young cancer patients fail to attain the same levels of physical activity that they had 
before contracting the disease. This study is to examine the impact of cancer and its treatment 
on the physical activity levels and quality of life of young Hong Kong Chinese cancer patients.  
METHOD: A cross-sectional study was conducted, with 76 young cancer patients admitted for 
treatment to a pediatric oncology unit, and another similar age group of 148 healthy 
counterparts from the two integrated child and youth service centers were invited to join the 
study.  
RESULTS: The study found that the current physical activity levels of young cancer patients 
were markedly reduced when compared with their pre-cancer situation. Moreover, they were 
significantly less active in performing physical exercise, and reported lower levels of self-efficacy 
and quality of life than their healthy counterparts. The results of the hierarchical multiple 
regression analysis showed that physical activity is an important indicator of quality of life 
among young cancer patients.  
CONCLUSION: The results provide further evidence that cancer and its treatment have 
negative effects on physical and psychological well-being and quality of life among young 
cancer patients. There is an imperative need for healthcare professionals to promote the 
adoption of regular physical activity among such patients, even during the treatment itself. 
https://www.ncbi.nlm.nih.gov/pubmed/26952682 
 
Lau, C. S. and Chamberlain, R. S. (2016). "Probiotics are effective at preventing 
Clostridium difficile-associated diarrhea: a systematic review and meta-analysis." Int J 
Gen Med 9: 27-37. 
 
INTRODUCTION: Clostridium difficile infection (CDI) is the leading cause of antibiotic-associated 
diarrhea. CDI has increased in incidence and severity over the past decade, and is a growing 
worldwide health problem associated with substantial health care costs and significant 
morbidity and mortality. This meta-analysis examines the impact of probiotics on the incidence 
of Clostridium difficile-associated diarrhea (CDAD) among children and adults, in both hospital 
and outpatient settings.  
METHODS: A comprehensive literature search of all published randomized control trials (RCTs) 
assessing the use of probiotics in the prevention of CDAD in patients receiving antibiotic 
therapy was conducted, and the incidence of CDAD was analyzed.  
RESULTS: Twenty-six RCTs involving 7,957 patients were analyzed. Probiotic use significantly 
reduced the risk of developing CDAD by 60.5% (relative risk [RR] =0.395; 95% confidence 
interval [CI], 0.294-0.531; P<0.001). Probiotics proved beneficial in both adults and children 
(59.5% and 65.9% reduction), especially among hospitalized patients. Lactobacillus, 
Saccharomyces, and a mixture of probiotics were all beneficial in reducing the risk of 
developing CDAD (63.7%, 58.5%, and 58.2% reduction).  
CONCLUSION: Probiotic supplementation is associated with a significant reduction in the risk 
of developing CDAD in patients receiving antibiotics. Additional studies are required to 
determine the optimal dose and strain of probiotic. 
https://www.ncbi.nlm.nih.gov/pubmed/26955289 
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Lavigne, J. V. (2016). "Systematic Review: Issues in Measuring Clinically Meaningful 
Change in Self-Reported Chronic Pediatric Pain Intensity." J Pediatr Psychol. 
 
OBJECTIVE: This report examined limitations in our ability to assess clinically significant change 
(CSC) in randomized controlled trials of treatments of self-reported pediatric chronic pain 
intensity.  
METHODS: The following were reviewed: (a) approaches to assessing CSC; (b) approaches to 
assessing CSC used in psychological treatment studies of self-reported pediatric chronic pain 
intensity included in a recent systematic review; (c) the role of test-retest reliability in 
distribution-based CSC measures; (d) the test-retest reliability of recommended chronic pain 
measures.  
RESULTS AND CONCLUSIONS: Existing studies do not assess whether a CSC occurred or 
use procedures that did not account for measurement error and true score fluctuations 
unrelated to treatment, possibly resulting in overestimating CSCs. Distribution-based 
approaches to assessing CSCs that address these problems require knowing test-retest 
reliability of the chronic pain measure at appropriate intervals. Available information raises 
concern about our ability to estimate CSC reliably. Recommendations are made for future 
research. 
https://www.ncbi.nlm.nih.gov/pubmed/26740667 
 
Macias, G. and Riley, C. (2016). "Trisomy 13: Changing Perspectives." Neonatal Netw 
35(1): 31-36. 
 
The diagnosis of trisomy 13 has been considered incompatible with life. Trisomy 13 is 
associated with a pattern of congenital anomalies and mental disabilities that make caring for 
these infants a challenge for both the family and health care professionals. The clinical 
management of trisomy 13 varies based on the organ systems involved. The current standard 
of care has been withholding intensive support and providing comfort care. Recent literature 
suggests there are improved outcomes in infants who receive intensive care at birth. In 
addition, case reports evaluating older children with trisomy 13 report that, although there are 
significant intellectual and psychomotor disabilities, these children do meet developmental 
milestones such as smiling in response to parents, sitting unassisted, and walking with a 
walker. This case review will include a discussion of the clinical course of an infant born with 
mosaic trisomy 13 where the parents requested intensive care. 
https://www.ncbi.nlm.nih.gov/pubmed/26842537 
 
Madani, S., Cortes, O. and Thomas, R. (2016). "Cyproheptadine Use in Children With 
Functional Gastrointestinal Disorders." J Pediatr Gastroenterol Nutr 62(3): 409-413. 
 
OBJECTIVE: The objective of this study was to evaluate clinical improvement and safety with 
use of cyproheptadine in functional gastrointestinal disorders (FGIDs) in children.  
METHODS: Retrospectively evaluating the efficacy and safety of the use for indications 
including Rome III-defined FGIDs: functional abdominal pain, functional dyspepsia, irritable 
bowel syndrome (IBS), abdominal migraine, cyclic vomiting syndrome. Response categories 
were as follows: no improvement group/partial improvement group; requiring intervention, or 
complete improvement group (CIG); warranting discontinuation; ongoing use; or parental 
unwillingness to stop medication.  
RESULTS: Among 307 patients, 151 included; 58% girls, ages 1 to 18 years (median 9); 110 
(72.8%) reported complete symptom improvement; 41 (27.2%) reported no or partial 
improvement. Mean initial and final doses in the CIG were 4.85 mg/day (0.14 mg . kg . day) and 
5.34 mg/day (0.14 mg . kg . day), respectively. A total of 102/151 (68%) reported no adverse 
effects. Adverse effects shown were as sleepiness in 19/151 (13%) and weight gain in 15/151 
(10%). Cyproheptadine was effective in improving symptoms of functional abdominal pain, 
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functional dyspepsia, in a relatively larger number of patients. Patients in smaller numbers had 
significant improvement 13/18 (72%) abdominal migraine, 10/10 (100%) IBS, and 6/8 (75%) 
cyclic vomiting syndrome. This is the first time report of improvement in IBS. Other 
pharmacodynamics had been as follows: the lower the body weight, the higher are the odds of 
no to partial improvement; patients in no improvement group/partial improvement group 
experience more adverse effects as compared to the CIG; the single best predictor of clinical 
improvement was body mass index. A 1 unit increase in body mass index with cyproheptadine 
use increased the odds of clinical improvement by 1.5-fold (P = 0.01).  
CONCLUSIONS: Cyproheptadine effectively improves symptoms of Rome III-defined FGIDs 
and has a good safety profile when used for these indications. 
https://www.ncbi.nlm.nih.gov/pubmed/26308312 
 
Malik, F. R., Amer, K., Ullah, M. and Muhammad, A. S. (2016). "Why our neonates are 
dying? Pattern and outcome of admissions to neonatal units of tertiary care hospitals in 
Peshawar from January, 2009 to December, 2011." J Pak Med Assoc 66(1): 40-44. 
 
OBJECTIVE: To find out the frequency of neonatal mortality in tertiary care hospitals to 
determine the common causes.  
METHODS: The descriptive retrospective study was conducted in the Paediatric wards of 
Kuwait Teaching Hospital and Khyber Teaching Hospital, Peshawar, Pakistan, and comprised 
data from hospital registers from January, 2009 to December, 2011. A structured proforma 
was used as the data collection tool.  
RESULTS: There were 4497 neonatal admissions in both hospitals; 4067(90.4%) at Khyber and 
430(9.5%) at Kuwait. Overall neonatal deaths were 726(16%); 703(17.2%) in Khyber and 
22(5.1%) in Kuwait. Major causes of neonatal deaths were Multiple 341(48.50%), General 
99(14%) and Infections 81(11.52%) at Khyber Teaching Hospital, whereas at Kuwait Teaching 
Hospital, they were Central Nervous System 8(36.30%), General 5(22.72%), and Infections 
4(18.10%).  
CONCLUSIONS: Increased awareness regarding timely referral to tertiary care hospitals is 
essential for the health workers who conduct deliveries at home, maternity homes, private 
hospitals and clinics. 
https://www.ncbi.nlm.nih.gov/pubmed/26712179 
 
Mansson, C., Jakobsson, U. and Lundqvist, P. (2016). "Translation and psychometric 
evaluation of a Swedish version of the parental stressor scale PSS: NICU." Scand J 
Caring Sci 30(1): 193-201. 
 
AIM: The aim was to translate the Parental Stressor Scale: Neonatal Intensive Care Unit (PSS: 
NICU) into the Swedish language and to evaluate the psychometric properties of the Swedish 
version.  
METHOD: The PSS: NICU was translated into Swedish using the process of forward-backward 
translation. Thereafter, an internal panel of neonatal nurses (n = 10) assessed face and content 
validity and a panel of parents (n = 10) assessed content validity. A sample of 95 parents 
recruited from three different neonatal units completed the PSS: NICU and answered some 
open-ended questions in which they could comment on language and wording. There were 
eight new items in the PSS: NICU, compared with the very first version of the instrument. These 
had not been psychometrically tested previously. In this study, the subscales and total scale 
were analysed both with and without the new items to determine whether or not to use them. 
Psychometric properties including internal consistency, Cronbach's alpha (if item deleted) and 
corrected item total were evaluated.  
RESULT: The result indicates that the Swedish version of PSS: NICU, both with and without the 
nonvalidated items, has acceptable psychometric properties and can be used in clinical 
practice in NICUs in Sweden.  
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CONCLUSION: In order to meet the psychological needs of parents, healthcare professionals 
need to identify risk factors in the Neonatal Intensive Care Unit that contribute to stress 
amongst parents. The Swedish version of the PSS: NICU can be used for this purpose. 
https://www.ncbi.nlm.nih.gov/pubmed/25918977 
 
Massimo, L., Rossoni, N., Mattei, F., Bonassi, S. and Caprino, D. (2016). "Needs and 
expectations of adolescent in-patients: the experience of Gaslini Children's Hospital." Int 
J Adolesc Med Health 28(1): 11-17. 
 
BACKGROUND: Adolescents affected by a severe disease who undergo high-risk treatment 
may experience stress, pain, extreme frustration, depression, and anger. In this large spectrum 
of emotions, several situations must be considered carefully. To improve coping and quality of 
services offered to adolescents in paediatric hospitals, we elaborated a semi-structured 
interview and a short questionnaire (Quality of life-adolescent-Istituto Giannina Gaslini, QoL-
adol-IGG scale) to investigate the quality of life, the needs and expectations of adolescent in-
patients.  
METHODS: The study sample includes 117 in-patients aged between 10 and 20 years coming 
from several Italian regions who were admitted to the G. Gaslini Research Children's Hospital 
for a period of 10 days or more, regardless of the disease. The QoL-adol-IGG scale was 
administered - after obtaining informed consent from the children and their parents - in one 
single encounter by trained psychologist. The distribution of the answers was evaluated after 
stratification by patient's age, gender, area of residence, and clinical diagnosis. Continuous 
data were compared using the Kruskal-Wallis, while the chi2-test was used for categorical 
data.  
RESULTS: Seventy-two percent had difficulty practicing normal daily activities during their stay 
in the hospital, not only because of the disease (40%), but also because of the poor 
organization within the hospital, the lack of proposals/activities and space for spare time, and 
the limited access to technologies. Adolescents >/=15 years were more frequently dissatisfied 
than youngsters concerning the access to Internet and other technologies, the possibility to 
make new friends and to take part in social activities.  
CONCLUSION: The results of this study, which evaluated the hospital's organization, but also 
psychological functioning in a representative sample of patients, may contribute to optimize 
internal procedures of clinical departments where adolescent in-patients are present, on the 
basis of their requests and taking into account their age. 
https://www.ncbi.nlm.nih.gov/pubmed/25720045 
 
Oliver, A., Galiana, L. and Benito, E. (2015). "Evaluation tools for spiritual support in end 
of life care: increasing evidence for their clinical application." Curr Opin Support Palliat 
Care 9(4): 357-360. 
PURPOSE OF REVIEW: To summarize current evidence on evaluation tools for spiritual care, 
paying special attention to recent validations and new instruments, systematic reviews, recent 
consensus on spiritual care and its measurement, plus other emergent topics.  
RECENT FINDINGS: The systematic review resulted in 45 identified studies, 14 of which were 
considered: five works addressed the need for development and validation of spiritual tools; 
three studies reviewed tools for spirituality assessment, interventions, or related concepts; three 
more covered the efforts to define guidelines and priorities for spiritual care and its 
measurement. Other topics such as pediatric spiritual care, the use of new technologies, or 
nationwide surveys, also arose.  
SUMMARY: Recent contributions outline usability traits such as to shorten scales and 
measurement protocols for maximum respect of patients' quality of life. Other works addressed 
complicated grief or satisfaction with attention to spiritual care, transcending the patients, family 
and professionals' focus in on a sort of combined perspective. Further attention to culturally 
based specific models supporting questionnaires, a deeper understanding of quality of the 
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spiritual care, both for patients and families, or further research on the relation between spiritual 
care and life span should be welcomed. 
https://www.ncbi.nlm.nih.gov/pubmed/26509861 
 
Pal, S., Jones, J., Job, S., Maynard, L., Curley, A. and Clarke, P. (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 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/26600230 
 
Peirce, D., Brown, J., Corkish, V., Lane, M. and Wilson, S. (2016). "Instrument validation 
process: a case study using the Paediatric Pain Knowledge and Attitudes Questionnaire." 
J Clin Nurs 25(11-12): 1566-1575. 
 
AIMS AND OBJECTIVES: To compare two methods of calculating interrater agreement while 
determining content validity of the Paediatric Pain Knowledge and Attitudes Questionnaire for 
use with Australian nurses. BACKGROUND: Paediatric pain assessment and management 
documentation was found to be suboptimal revealing a need to assess paediatric nurses' 
knowledge and attitude to pain. The Paediatric Pain Knowledge and Attitudes Questionnaire 
was selected as it had been reported as valid and reliable in the United Kingdom with student 
nurses. The questionnaire required content validity determination prior to use in the Australian 
context. DESIGN: A two phase process of expert review.  
METHODS: Ten paediatric nurses completed a relevancy rating of all 68 questionnaire items. In 
phase two, five pain experts reviewed the items of the questionnaire that scored an 
unacceptable item level content validity. Item and scale level content validity indices and 
intraclass correlation coefficients were calculated.  
RESULTS: In phase one, 31 items received an item level content validity index <0.78 and the 
scale level content validity index average was 0.80 which were below levels required for 
acceptable validity. The intraclass correlation coefficient was 0.47. In phase two, 10 items were 
amended and four items deleted. The revised questionnaire provided a scale level content 
validity index average >0.90 and an intraclass correlation coefficient of 0.94 demonstrating 
excellent agreement between raters therefore acceptable content validity.  
CONCLUSION: Equivalent outcomes were achieved using the content validity index and the 
intraclass correlation coefficient.  
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RELEVANCE TO CLINICAL PRACTICE: To assess content validity the content validity index has 
the advantage of providing an item level score and is a simple calculation. The intraclass 
correlation coefficient requires statistical knowledge, or support, and has the advantage of 
accounting for the possibility of chance agreement. 
https://www.ncbi.nlm.nih.gov/pubmed/26841101 
 
 
Plunkett, A. and Parslow, R. C. (2016). "Is it taking longer to die in paediatric intensive 
care in England and Wales?" Arch Dis Child. 
 
INTRODUCTION: All-cause infant and childhood mortality has decreased in the UK over the last 
30 years. Advances in paediatric critical care have increased survival in paediatric intensive care 
units (PICUs) but may have affected how and when children die in PICU. We explored factors 
affecting length of stay (LOS) of children who died in PICU over an 11-year period.  
METHODS: We analysed demographic and clinical data of 165 473 admissions to PICUs in 
England and Wales, from January 2003 to December 2013. We assessed time trends in LOS 
for survivors and non-survivors and explored the effect of demographic and clinical 
characteristics on LOS for non-survivors.  
RESULTS: LOS increased 0.310 days per year in non-survivors (95% CI 0.169 to 0.449) and 
0.064 days per year in survivors (95% CI 0.046 to 0.083). The proportion of early deaths (<24 h 
of admission) fell 0.44% points per year (95% CI -0.971 to 0.094), but the proportion of late 
deaths (>28 days of PICU stay) increased by 0.44% points per year (95% CI 0.185 to 0.691). 
The paediatric index of mortality score in early deaths increased by 0.77% points per year (95% 
CI 0.31% to 1.23%).  
DISCUSSION: Increased LOS in children who die in PICU is driven by a decreased proportion 
of early deaths and an increased proportion of late deaths. This trend, combined with an 
increase in the severity of illness in early deaths, is consistent with a reduction in early mortality 
for acutely ill children, but a prolongation of life for those children admitted to PICU with life-
limiting illnesses. 
https://www.ncbi.nlm.nih.gov/pubmed/26951686 
 
Pollack, M. M., Holubkov, R., Funai, T., Dean, J. M., Berger, J. T., Wessel, D. L., Meert, 
K., Berg, R. A., Newth, C. J., Harrison, R. E., Carcillo, J., Dalton, H., Shanley, T., Jenkins, 
T. L. and Tamburro, R. (2016). "The Pediatric Risk of Mortality Score: Update 2015." 
Pediatr Crit Care Med 17(1): 2-9. 
 
OBJECTIVES: Severity of illness measures have long been used in pediatric critical care. The 
Pediatric Risk of Mortality is a physiologically based score used to quantify physiologic status, 
and when combined with other independent variables, it can compute expected mortality risk 
and expected morbidity risk. Although the physiologic ranges for the Pediatric Risk of Mortality 
variables have not changed, recent Pediatric Risk of Mortality data collection improvements 
have been made to adapt to new practice patterns, minimize bias, and reduce potential 
sources of error. These include changing the outcome to hospital survival/death for the first 
PICU admission only, shortening the data collection period and altering the Pediatric Risk of 
Mortality data collection period for patients admitted for "optimizing" care before cardiac 
surgery or interventional catheterization. This analysis incorporates those changes, assesses 
the potential for Pediatric Risk of Mortality physiologic variable subcategories to improve score 
performance, and recalibrates the Pediatric Risk of Mortality score, placing the algorithms 
(Pediatric Risk of Mortality IV) in the public domain.  
DESIGN: Prospective cohort study from December 4, 2011, to April 7, 2013.  
MEASUREMENTS AND MAIN RESULTS: Among 10,078 admissions, the unadjusted mortality 
rate was 2.7% (site range, 1.3-5.0%). Data were divided into derivation (75%) and validation 
(25%) sets. The new Pediatric Risk of Mortality prediction algorithm (Pediatric Risk of Mortality 
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IV) includes the same Pediatric Risk of Mortality physiologic variable ranges with the 
subcategories of neurologic and nonneurologic Pediatric Risk of Mortality scores, age, 
admission source, cardiopulmonary arrest within 24 hours before admission, cancer, and low-
risk systems of primary dysfunction. The area under the receiver operating characteristic curve 
for the development and validation sets was 0.88 +/- 0.013 and 0.90 +/- 0.018, respectively. 
The Hosmer-Lemeshow goodness of fit statistics indicated adequate model fit for both the 
development (p = 0.39) and validation (p = 0.50) sets.  
CONCLUSIONS: The new Pediatric Risk of Mortality data collection methods include significant 
improvements that minimize the potential for bias and errors, and the new Pediatric Risk of 
Mortality IV algorithm for survival and death has excellent prediction performance. 
https://www.ncbi.nlm.nih.gov/pubmed/26492059 
 
Porkholm, M., Toiviainen-Salo, S., Seuri, R., Lonnqvist, T., Vepsalainen, K., Saarinen-
Pihkala, U. M., Pentikainen, V. and Kivivuori, S. M. (2016). "Metronomic therapy can 
increase quality of life during paediatric palliative cancer care, but careful patient selection 
is essential." Acta Paediatr. 
 
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 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-IV 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. This article is protected by copyright. All rights 
reserved. 
https://www.ncbi.nlm.nih.gov/pubmed/26801815 
 
Ragbeer, S. N., Augustine, E. F., Mink, J. W., Thatcher, A. R., Vierhile, A. E. and Adams, 
H. R. (2016). "Remote Assessment of Cognitive Function in Juvenile Neuronal Ceroid 
Lipofuscinosis (Batten disease): A Pilot Study of Feasibility and Reliability." J Child Neurol 
31(4): 481-487. 
 
Remote technology provides an opportunity to extend the reach of clinical care and research 
for pediatric rare disease. This pilot study evaluated the feasibility and reliability of 
neuropsychological evaluation, using remote audiovisual technology, in the assessment of 
children with juvenile Batten disease. Three children with Batten disease and 1 healthy sibling 
completed a standardized cognitive assessment. Results indicated high agreement between an 
in-person and a remote evaluator when comparing the subjects' cognitive test scores. This 
initial test of remote cognitive assessment suggests it is feasible and reliable in children with 
pediatric neurodegenerative disease, for whom disease burden may limit travel and access to 
expert care and/or clinical trials. 
https://www.ncbi.nlm.nih.gov/pubmed/26336202 
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Ricotti, V., Ridout, D. A., Pane, M., Main, M., Mayhew, A., Mercuri, E., Manzur, A. Y. and 
Muntoni, F. (2016). "The NorthStar Ambulatory Assessment in Duchenne muscular 
dystrophy: considerations for the design of clinical trials." J Neurol Neurosurg Psychiatry 
87(2): 149-155. 
 
OBJECTIVE: With the emergence of experimental therapies for Duchenne muscular dystrophy 
(DMD), it is fundamental to understand the natural history of this disorder to properly design 
clinical trials. The aims of this study were to assess the effects produced on motor function by 
different DMD genotypes and early initiation of glucocorticoids.  
METHODS: Through the NorthStar Network, standardised clinical data including the NorthStar 
Ambulatory Assessment score (NSAA) on 513 ambulant UK boys with DMD were analysed 
from 2004 to 2012. For the analysis of the genetic subpopulation, we also included data from 
172 Italian boys with DMD. NSAA raw scores were converted into linear scores.  
RESULTS: On the linearised NSAA, we observed an average decline of 8 units/year (4 units on 
raw NSAA analysis) after age 7. The median age at loss of ambulation (LOA) was 13 years 
(95% CI 12.1 to 13.5); 2 years prior to LOA, the estimated mean linearised NSAA score was 
42/100 (13/34 raw scale). Starting glucocorticoids between 3 and 5 years conferred an 
additional gain in motor function of 3 units/year (1.3 raw units) up to age 7. When analysing the 
effect of genotype in the UK and Italian cumulative cohorts, individuals with deletions amenable 
to exons 44 and 46 skipping declined at a slower rate over 2 years (9 units (4 raw units), 
p<0.001), while 53 and 51 skippable deletions showed a faster decline of 14 (4.5; p<0.001) 
and 5 linearised units (2.4 NSAA units; p=0.02), respectively. CONCLUSIONS: Our study 
provides a novel insight on the current natural history of DMD, which will be instrumental for the 
design of future clinical trials. 
https://www.ncbi.nlm.nih.gov/pubmed/25733532 
 
Ritzema, A. M., Lach, L. M., Rosenbaum, P. and Nicholas, D. (2016). "About my Child: 
measuring 'Complexity' in neurodisability. Evidence of reliability and validity." Child Care 
Health Dev 42(3): 402-409. 
 
BACKGROUND: About my Child, 26-item version (AMC-26) was developed as a measure of 
child health 'complexity' and has been proposed as a tool for understanding the functional 
needs of children and the priorities of families.  
METHODS: The current study investigated the reliability and validity of AMC-26 with a sample 
of caregivers of children with neurodevelopmental disorders (NDD; n = 258) who completed 
AMC-26 as part of a larger study on parenting children with NDD. A subsample of children from 
the larger study (n = 49) were assessed using standardized measures of cognitive and adaptive 
functioning.  
RESULTS: Factor analysis revealed that a four-component model explained 51.12% of the 
variance. Cronbach's alpha was calculated for each of the four factors and for the scale as a 
whole, and ranged from 0.75 to 0.85, suggesting a high level of internal consistency. Construct 
validity was tested through comparisons with the results of standardized measures of child 
functioning. Predicted relationships for factors one, two and three were statistically significant 
and in the expected directions. Predictions for factor four were partially supported. AMC-26 
was also expected to serve as an indicator of caregiver distress. Drawing on a sample of 
caregivers from the larger study (n = 251) the model was found to be significant and explained 
23% of the variance in caregiver depressive symptoms (R(2) = .053, F (1, 249) = 14.06, P < 
.001).  
CONCLUSIONS: Based on these observations, the authors contend that AMC-26 may be 
used by clinicians and researchers as a tool to capture child function and child health 
complexity. Such a measure may help elucidate the relationships between child complexity and 
family well-being. This is an important avenue for further investigation. 
https://www.ncbi.nlm.nih.gov/pubmed/26861071 
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Rumbak, D. M., Mowrey, W., S, W. S., Sarwahi, V., Djukic, A., Killinger, J. S. and Katyal, 
C. (2016). "Spinal Fusion for Scoliosis in Rett Syndrome With an Emphasis on Respiratory 
Failure and Opioid Usage." J Child Neurol 31(2): 153-158. 
 
Our objective was to characterize our experience with 8 patients with Rett syndrome 
undergoing scoliosis surgery in regard to rates of respiratory failure and rates of ventilator-
acquired pneumonia in comparison to patients with neurologic scoliosis and adolescent 
idiopathic scoliosis. This study was a retrospective chart review of patients undergoing scoliosis 
surgery at a tertiary children's hospital. Patients were divided into 3 groups: (1) adolescent 
idiopathic scoliosis, (2) neurologic scoliosis, and (3) Rett syndrome. There were 133 patients 
with adolescent idiopathic scoliosis, 48 patients with neurologic scoliosis, and 8 patients with 
Rett syndrome. We found that patients with Rett syndrome undergoing scoliosis surgery have 
higher rates of respiratory failure and longer ventilation times in the postoperative period when 
compared with both adolescent idiopathic scoliosis and neurologic scoliosis patients. There is 
insufficient evidence to suggest a difference in the incidence of ventilator-acquired pneumonia 
between the Rett syndrome and the neurologic scoliosis group. We believe our findings are the 
first in the literature to show a statistically significant difference between these 3 groups in 
regard to incidence of respiratory failure. 
https://www.ncbi.nlm.nih.gov/pubmed/25991642 
 
Safarabadi-Farahani, A., Maarefvand, M., Biglarian, A. and Khubchandani, J. (2016). 
"Effectiveness of a Brief Psychosocial Intervention on Quality of Life of Primary Caregivers 
of Iranian Children With Cancer: A Randomized Controlled Trial." J Pediatr Nurs. 
 
Cancer in children has a great impact on primary caregiver quality of life (QOL).  
OBJECTIVE: This study examined the effectiveness of a brief psychosocial intervention (BPI) on 
QOL of Primary Caregivers of Children with Cancer (PCCCs). METHODS: Sixty-five PCCCs 
participated in a randomized controlled trial in Mahak Hospital and Rehabilitation Complex in 
Tehran, Iran. A 5-week long BPI (which comprised of counseling sessions and telephone 
follow-up) was delivered to the intervention group in addition to usual service, while the control 
group was provided with usual service. Data were collected using the Caregiver Quality of Life 
Index-Cancer-Persian version (CQOLC-P) prior to intervention, post-intervention, and at follow-
up (i.e. 30days after the intervention). Repeated measures analysis of variance analysis 
(ANOVA) was used to evaluate outcomes.  
RESULTS: Majority of the participants were mothers (95%), between ages of 24-47 years 
(95%) with children between ages of 2-12 years. Most child cancer diagnoses were for brain 
tumors (n=31) and blood cancers (n=17). Significant improvement was found within the 
intervention group on QOL (p<0.001) including improvements on subscale measures of 
mental/emotional burden (p<0.001), disruption (p<0.001), and positive adaptation (p<0.001), 
compared with the control group over time. There was no difference between the intervention 
and control groups on the financial subscale measure after intervention (p>0.05).  
CONCLUSION: BPI was an effective strategy to improve the quality of life of PCCCs. Similar 
interventions can be planned by practitioners to reduce the burden of childhood cancer on 
PCCCs. 
https://www.ncbi.nlm.nih.gov/pubmed/26860879 
 
Sanchez-Rodriguez, E., Tome-Pires, C., Castarlenas, E., de la Vega, R., Galan, S., 
Jensen, M. P. and Miro, J. (2016). "Assessing Pain Anxiety in Adolescents: Further 
Evidence for the Utility of the Child Pain Anxiety Symptoms Scale." Clin J Pain. 
 
OBJECTIVES: Emotional responses to pain are known to play an important role in the 
development and maintenance of pain. In order to better understand the role that pain anxiety 
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plays in chronic pain, as well as to evaluate treatments that might effectively treat it, reliable and 
valid measures of pain anxiety are needed. Thus, the aim of this study is to provide additional 
evidence regarding the psychometric properties of the Child Pain Anxiety Symptoms Scale 
(CPASS) in a sample of adolescents. 
METHODS: 357 adolescents aged 12 to 19 years completed measures of pain anxiety 
(CPASS), pain-related catastrophizing (PCS-C), anxiety sensitivity (CASI) and sleep quality 
(NRS-Sleep). We used Confirmatory Factor Analyses (CFA) to evaluate the factor structure of 
the CPASS items. We also tested the reliability and validity of the CPASS scores.  
RESULTS: CFA suggested a 4-factor structure with a single higher order factor (CFI=0.91, 
TLI=0.95, RMSEA=0.078). The total score of CPASS showed good internal consistency 
(alpha=0.87) and adequate validity as evidenced by (1) moderate to high correlations between 
CPASS-PCS-C (r=0.74, P<0.001) and CPASS-CASI (r=0.48, P<0.001) and (2) the magnitude 
of the correlations between CPASS-PCS-C and CPASS-CASI being significantly greater than 
that between CPASS and NRS-Sleep (z=14.70 and 8.96, respectively; P<0.001).  
DISCUSSION: The findings support the reliability and validity of the CPASS as a measure of 
pain-related anxiety in adolescents. 
https://www.ncbi.nlm.nih.gov/pubmed/26889622 
 
Sayer, C., Lumsden, D. E., Perides, S., Tustin, K., Bassi, S., Lin, J. P. and Kaminska, M. 
(2015). "Intrathecal baclofen trials: complications and positive yield in a pediatric cohort." 
J Neurosurg Pediatr: 1-6. 
 
OBJECT Intrathecal baclofen (ITB) is an effective management option for childhood hypertonia. 
Given the potential complications of implanted ITB pumps, trials of ITB are usually performed as 
part of the workup for ITB pumps. Two methods are used for ITB trials, lumbar puncture (LP) 
and catheter insertion into the intrathecal space. Little has been written to date on the number 
of positive trials and complications in trials. This study aimed to report the outcomes and 
complications in ITB trials for childhood hypertonia (dystonia, spastic, or mixed). METHODS A 
retrospective case notes review was conducted of all patients who underwent ITB trials at the 
Evelina London Children's Hospital between 2005 and 2012 (inclusive). Positive trials were 
defined as a reduction in Modified Ashworth Scale by a minimum of 1 point in at least 2 muscle 
groups and improvement reported by the caregivers in the areas of goals agreed upon 
between professionals and the families.  
RESULTS Our patient group comprised children with dystonia (n = 7), mixed spasticity/dystonia 
(n = 29), spasticity (n = 4), and pain (n = 1). A total of 47 trials were attempted in 41 children. 
Forty trials were successfully completed, with 39 being positive. Thirty-three were catheter 
trials, and 14 were LPs. The overall complication rate in the 47 attempted trials was 53%: 61% 
in catheter trials, and 36% in LP trials. This difference was not statistically significant. The most 
common complications were vomiting (n = 9) and CSF leak (n = 4). The most serious 
complication was meningitis (n = 1) in a catheter trial. No patients experienced a permanent 
injury.  
CONCLUSIONS There is a high risk of minor self-limiting complications with ITB trials, which 
needs to be factored into the decision process of progression to trials. The rate of positive trials 
in this study was 98%, of which 21% did not progress to pump implantation. While the authors 
would still advocate for ITB trials prior to ITB pump insertion to aid parental decision-making, 
this figure suggests that with good patient selection, ITB pumps could be placed without a 
preceding trial. 
https://www.ncbi.nlm.nih.gov/pubmed/26517061 
 
Senthil, K., Serwint, J. R. and Dawood, F. S. (2016). "Patient End-of-Life Experiences for 
Pediatric Trainees: Spanning the Educational Continuum." Clin Pediatr (Phila). 
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BACKGROUND: End-of-life care for a child is an emotionally charged experience for pediatric 
trainees. OBJECTIVES: Describe the progression of medical trainee experiences with end-of-
life care and determine personal/professional experiences that facilitated integration of 
experiences.  
METHODS: Medical students (MS4) and pediatric residents (PL-1-3) completed a 30-question 
survey about experiences with patient deaths and integration of these experiences. RESULTS: 
A total of 307 of 404 residents (76%) participated. Mean number of deaths ranged from 3.0 to 
6.5 in the prior 12 months, and the most common location was neonatal intensive care unit or 
pediatric intensive care unit. In total, 18% to 27% experienced a death in their personal life. 
Between 26% and 41% of the residents made contact with a family after death, and 15% to 
35% attended a funeral. Characteristics of good deaths included good communication and 
discussion of end-of-life issues.  
CONCLUSIONS: Trainees experienced patient deaths along the educational continuum. These 
findings have implications for the optimal timing and method of end-of-life care education. 
https://www.ncbi.nlm.nih.gov/pubmed/26896342 
 
Singh, A., Rhee, K. E., Brennan, J. J., Kuelbs, C., El-Kareh, R. and Fisher, E. S. (2016). 
"Who's My Doctor? Using an Electronic Tool to Improve Team Member Identification on 
an Inpatient Pediatrics Team." Hosp Pediatr 6(3): 157-165. 
 
OBJECTIVES: Increase parent/caregiver ability to correctly identify the attending in charge and 
define terminology of treatment team members (TTMs). We hypothesized that correct TTM 
identification would increase with use of an electronic communication tool. Secondary aims 
included assessing subjects' satisfaction with and trust of TTM and interest in computer 
activities during hospitalization.  
METHODS: Two similar groups of parents/legal guardians/primary caregivers of children 
admitted to the Pediatric Hospital Medicine teaching service with an unplanned first admission 
were surveyed before (Phase 1) and after (Phase 2) implementation of a novel electronic 
medical record (EMR)-based tool with names, photos, and definitions of TTMs. Physicians were 
also surveyed only during Phase 1. Surveys assessed TTM identification, satisfaction, trust, and 
computer use.  
RESULTS: More subjects in Phase 2 correctly identified attending physicians by name (71% vs. 
28%, P < .001) and correctly defined terms intern, resident, and attending (P </= .03) 
compared with Phase 1. Almost all subjects (>79%) and TTMs (>87%) reported that subjects' 
ability to identify TTMs moderately or strongly impacted satisfaction and trust. The majority of 
subjects expressed interest in using computers to understand TTMs in each phase.  
CONCLUSIONS: Subjects' ability to correctly identify attending physicians and define TTMs 
was significantly greater for those who used our tool. In our study, subjects reported that TTM 
identification impacted aspects of the TTM relationship, yet few could correctly identify TTMs 
before tool use. This pilot study showed early success in engaging subjects with the EMR in the 
hospital and suggests that families would engage in computer-based activities in this setting. 
https://www.ncbi.nlm.nih.gov/pubmed/26920366 
 
Sposito, A. M., de Montigny, F., Sparapani Vde, C., Lima, R. A., Silva-Rodrigues, F. M., 
Pfeifer, L. I. and Nascimento, L. C. (2016). "Puppets as a strategy for communication with 
Brazilian children with cancer." Nurs Health Sci 18(1): 30-37. 
 
Children are considered competent social actors. Although they are able to express their 
opinions, they may have some difficulties in answering direct verbal questions, requiring 
researchers and health professionals to enter their world by using auxiliary resources for 
communication. This study presents the experience of using finger puppets as a playful 
strategy for improving interaction and communication with hospitalized children with cancer, 
aged seven to 12. It describes the strategy of making and using puppets as an auxiliary tool to 
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communicate with children with cancer and presents the results and limitations of using 
puppets in clinical practice. The use of the puppets, creatively and in accordance with the 
children's motor, cognitive, and emotional development, showed benefits, such as allowing the 
children to freely express themselves; respecting their autonomy; and minimizing the 
hierarchical adult-child relationship. The use of puppets is an appropriate strategy to 
communicate with hospitalized children. This tool can also enrich clinical practice, as it 
encourages children with cancer to report their experience of being ill and also helps the health 
team during evaluation and intervention. 
https://www.ncbi.nlm.nih.gov/pubmed/26177221 
 
Stey, A. M., Kenney, B. D., Cohen, M. E., Moss, R. L., Hall, B. L., Berman, L., Kraemer, 
K., Ko, C. Y. and Vinocur, C. D. (2016). "Estimating Adverse Events After Gastrostomy 
Tube Placement." Acad Pediatr 16(2): 129-135. 
 
OBJECTIVE: Gastrostomy feeding tube placement in children is associated with a high 
frequency of adverse events. This study sought to preoperatively estimate postoperative 
adverse events in children undergoing gastrostomy feeding tube placement.  
METHODS: This was an observational study of children who underwent gastrostomy with or 
without fundoplication at 1 of 50 participating hospitals, using 2011-2013 data from the 
American College of Surgeons' National Surgical Quality Improvement Program Pediatric. The 
outcome was the occurrence of any postoperative complications or mortality at 30 days after 
gastrostomy tube placement. The preoperative clinical characteristics significantly associated 
with occurrence of adverse events were included in a multivariate logistic model. The area 
under the receiver operating characteristic curve was computed to assess model performance 
and split-set validated.  
RESULTS: A total of 2817 children were identified as having undergone gastrostomy tube 
placement. The unadjusted rate of adverse events within 30 days after gastrostomy tube 
placement was 11%. Thirteen predictor variables were identified. Notable preoperative 
variables associated with a greater than 75% increase in adverse event rate were preoperative 
sepsis/septic shock (odds ratio [OR], 10.76, 95% confidence interval [CI], 3.84-30.17), central 
nervous system tumor (OR, 3.36; 95% CI, 1.42-7.95), the primary procedure as indicated by 
the current procedural terminology (CPT) linear risk variable (OR, 1.93; 95% CI, 1.50-2.49), 
severe cardiac risk factors (OR, 1.88; 95% CI, 1.17-3.03), and preoperative seizure history (OR, 
1.90; 95% CI, 1.38-2.62). The area under the receiver operating characteristic curve was 0.71 
with the derivation data set and 0.71 upon split-set validation. CONCLUSIONS: Preoperatively 
estimating postoperative adverse events in children undergoing gastrostomy tube placement is 
feasible. 
https://www.ncbi.nlm.nih.gov/pubmed/26306663 
 
Tanco, K., Park, J. C., Cerana, A., Sisson, A., Sobti, N. and Bruera, E. (2016). "A 
systematic review of instruments assessing dimensions of distress among caregivers of 
adult and pediatric cancer patients." Palliat Support Care: 1-15. 
 
OBJECTIVE: Caregivers of cancer patients face intense demands throughout the course of the 
disease, survivorship, and bereavement. Caregiver burden, needs, satisfaction, quality of life, 
and other significant areas of caregiving are not monitored regularly in the clinic setting, 
resulting in a need to address the availability and clinical effectiveness of cancer caregiver 
distress tools. This review aimed to determine the availability of cancer caregiver instruments, 
the variation of instruments between different domains of distress, and that between adult and 
pediatric cancer patient populations.  
METHOD: A literature search was conducted using various databases from 1937 to 2013. 
Original articles on instruments were extracted separately if not included in the original literature 
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search. The instruments were divided into different areas of caregiver distress and into adult 
versus pediatric populations. Psychometric data were also evaluated.  
RESULTS: A total of 5,541 articles were reviewed, and 135 articles (2.4%) were accepted 
based on our inclusion criteria. Some 59 instruments were identified, which fell into the 
following categories: burden (n = 26, 44%); satisfaction with healthcare delivery (n = 5, 8.5%); 
needs (n = 14, 23.7%); quality of life (n = 9, 15.3%); and other issues (n = 5, 8.5%). The median 
number of items was 29 (4-125): 20/59 instruments (33.9%) had </=20 items; 13 (22%) had 
</=20 items and were psychometrically sound, with 12 of these 13 (92.3%) being self-report 
questionnaires. There were 44 instruments (74.6%) that measured caregiver distress for adult 
cancer patients and 15 (25.4%) for caregivers of pediatric patients.  
SIGNIFICANCE OF RESULTS: There is a significant number of cancer caregiver instruments 
that are self-reported, concise, and psychometrically sound, which makes them attractive for 
further research into their clinical use, outcomes, and effectiveness. 
https://www.ncbi.nlm.nih.gov/pubmed/27021206 
 
Vargas, L. C., Varela, E. X., Kleinsteuber, S. K., Cortes, Z. R. and Avaria, B. M. L. (2016). 
"[Management of pediatric status epilepticus]." Rev Med Chil 144(1): 83-93. 
 
Pediatric Status Epilepticus (SE) is an emergency situation with high morbidity and mortality 
that requires early and aggressive management. The minimum time criterion to define SE was 
reduced from 30 to 5 minutes, defined as continuous seizure activity or rapidly recurrent 
seizures without resumption of consciousness for more than 5 minutes. This definition 
considers that seizures that persist for > 5 minutes are likely to do so for more than 30 min. 
Those that persist for more than 30 minutes are more difficult to treat. Refractory SE is the 
condition that extends beyond 60-120 minutes and requires anesthetic management. Super-
refractory SE is the state of no response to anesthetic management or relapse during 
withdrawal of these drugs. The aim of this review is to provide and update on convulsive SE 
concepts, pathophysiology, etiology, available antiepileptic treatment and propose a rational 
management scheme. A literature search of articles published between January 1993 and 
January 2013, focused on pediatric population was performed. The evidence about 
management in children is limited, mostly corresponds to case series of patients grouped by 
diagnosis, mainly adults. These publications show treatment alternatives such as 
immunotherapy, ketogenic diet, surgery and hypothermia. A 35% mortality, 26% of 
neurological sequelae and 35% of recovery to baseline condition is described on patients 
evolution. 
https://www.ncbi.nlm.nih.gov/pubmed/26998986 
 
Walter, L. M., Nixon, G. M., Davey, M. J., Downie, P. A. and Horne, R. S. (2015). "Sleep 
and fatigue in pediatric oncology: A review of the literature." Sleep Med Rev 24: 71-82. 
 
Cancer in children has detrimental effects on sleep patterns and sleep quality, which in turn 
impacts on the perception of, and the ability to cope with, the emotional and physical 
challenges associated with both the disease and its treatment. This places an added burden on 
their quality of life that can last many years beyond diagnosis and treatment. In addition to the 
effect of the cancer itself, surgery, chemotherapy and radiotherapy can all contribute both short 
and long term to sleep disruption. Sleep disorders have also been associated with pain, fatigue, 
medication and hospitalisation in children suffering from cancer. This review will explore the 
relationship between childhood cancer and associated sleep disorders, in the acute stage of 
diagnosis, during treatment and in the years following. We will discuss the possible causes and 
the current treatment modalities used to treat sleep disorders in children with cancer, and in 
childhood cancer survivors. It has been estimated that the recent advances in treatment have 
improved the overall five year survival rate for all childhood cancers to over 80%, with some 
cancers achieving a near 100% cure rate such as early stage Wilms' tumour. Thus, recognition 
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and appropriate treatment of associated sleep disorders is essential to optimise long term 
quality of life. 
https://www.ncbi.nlm.nih.gov/pubmed/25679070 
 
Wool, C. (2015). "Instrument Psychometrics: Parental Satisfaction and Quality Indicators 
of Perinatal Palliative Care." J Palliat Med 18(10): 872-877. 
 
BACKGROUND: Despite a life-limiting fetal diagnosis, prenatal attachment often occurs in 
varying degrees resulting in role identification by an individual as a parent. Parents recognize 
quality care and report their satisfaction when interfacing with health care providers. 
OBJECTIVE: The aim was to test an instrument measuring parental satisfaction and quality 
indicators with parents electing to continue a pregnancy after learning of a life-limiting fetal 
diagnosis.  
METHODS: A cross sectional survey design gathered data using a computer-mediated 
platform. Subjects were parents (n=405) who opted to continue a pregnancy affected by a life-
limiting diagnosis. Factor analysis using principal component analysis with Varimax rotation was 
used to validate the instrument, evaluate components, and summarize the explained variance 
achieved among quality indicator items. The Prenatal Scale was reduced to 37 items with a 
three-component solution explaining 66.19% of the variance and internal consistency reliability 
of 0.98. The Intrapartum Scale included 37 items with a four-component solution explaining 
66.93% of the variance and a Cronbach alpha of 0.977. The Postnatal Scale was reduced to 
44 items with a six-component solution explaining 67.48% of the variance. Internal consistency 
reliability was 0.975. RESULTS: The Parental Satisfaction and Quality Indicators of Perinatal 
Palliative Care Instrument is a valid and reliable measure for parent-reported quality care and 
satisfaction.  
CONCLUSION: Use of this instrument will enable clinicians and researchers to measure quality 
indicators and parental satisfaction. The instrument is useful for assessing, analyzing, and 
reporting data on quality for care delivered during the prenatal, intrapartum, and postnatal 
periods. 
https://www.ncbi.nlm.nih.gov/pubmed/26110631 
 
Wu, L. M., Liu, Y., Chen, H. M., Tseng, H. C. and Lin, W. T. (2016). "Psychometric 
properties of the RCMAS-2 in pediatric cancer patients." Eur J Oncol Nurs 20: 36-41. 
 
PURPOSE OF THE RESEARCH: The Revised Children's Manifest Anxiety Scale, second edition 
(RCMAS-2) is widely used internationally to assess anxiety. However, there is little data 
regarding its validity for pediatric cancer patients. This study evaluated the psychometric 
properties of the RCMAS-2 in pediatric cancer patients. METHODS AND SAMPLE: This cross-
sectional study included 370 pediatric cancer patients (aged 6-19 years) that were recruited 
from three medical centers between August 2008 and March 2011 in Taiwan. Reliability was 
evaluated by internal consistency. Confirmatory factor analysis was performed to examine the 
factor structure. Construct validity was examined by known-groups analyses.  
KEY RESULTS: The internal consistency of the full scale was good (alpha = 0.90) but the 
scores of Physiological Anxiety subscale was low (alpha = 0.65). Using known-groups validity, 
significant differences in anxiety were observed between genders and between patients that 
were on and off treatment. The hypothesized three-factor model did not adequately fit 
(chi(2)/d.f = 2.4; p < 0.01, GFI = 0.80, CFI = 0.71, RMSEA = 0.06, SRMR = 0.01). 
CONCLUSIONS: The RCMAS-2 demonstrated reliability and validity for use with pediatric 
cancer patients aged 6 and 19 years. Further structure evaluation of the RCMAS-2 in pediatric 
oncology population is needed, and the scores of the Physiological Anxiety subscale should be 
interpreted with caution. 
https://www.ncbi.nlm.nih.gov/pubmed/26233436 
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Pain and symptom management 

(2015). "ACOG Obstetric Care Consensus No. 3: Periviable Birth." Obstet Gynecol 126(5): 
e82-94. 
 
Approximately 0.5% of all births occur before the third trimester of pregnancy, and these very 
early deliveries result in the majority of neonatal deaths and more than 40% of infant deaths. A 
recent executive summary of proceedings from a joint workshop defined periviable birth as 
delivery occurring from 20 0/7 weeks to 25 6/7 weeks of gestation. When delivery is 
anticipated near the limit of viability, families and health care teams are faced with complex and 
ethically challenging decisions. Multiple factors have been found to be associated with short-
term and long-term outcomes of periviable births in addition to gestational age at birth. These 
include, but are not limited to, nonmodifiable factors (eg, fetal sex, weight, plurality), potentially 
modifiable antepartum and intrapartum factors (eg, location of delivery, intent to intervene by 
cesarean delivery or induction for delivery, administration of antenatal corticosteroids and 
magnesium sulfate), and postnatal management (eg, starting or withholding and continuing or 
withdrawing intensive care after birth). Antepartum and intrapartum management options vary 
depending upon the specific circumstances but may include short-term tocolytic therapy for 
preterm labor to allow time for administration of antenatal steroids, antibiotics to prolong 
latency after preterm premature rupture of membranes or for intrapartum group B streptococci 
prophylaxis, and delivery, including cesarean delivery, for concern regarding fetal well-being or 
fetal malpresentation. Whenever possible, periviable births for which maternal or neonatal 
intervention is planned should occur in centers that offer expertise in maternal and neonatal 
care and the needed infrastructure, including intensive care units, to support such services. 
This document describes newborn outcomes after periviable birth, provides current evidence 
and recommendations regarding interventions in this setting, and provides an outline for family 
counseling with the goal of incorporating informed patient preferences. Its intent is to provide 
support and guidance regarding decisions, including declining and accepting interventions and 
therapies, based on individual circumstances and patient values. 
http://www.ncbi.nlm.nih.gov/pubmed/26488525 
 
(2015). "Measuring pain in children." Emerg Nurse 23(8): 17. 
 
The aim of this Norwegian study was to understand how pain in children is measured and 
handled by emergency primary care physicians. 
 
(2016). "Prevention and Management of Procedural Pain in the Neonate: An Update." 
Pediatrics 137(2): 1-13. 
 
The prevention of pain in neonates should be the goal of all pediatricians and health care 
professionals who work with neonates, not only because it is ethical but also because repeated 
painful exposures have the potential for deleterious consequences. Neonates at greatest risk of 
neurodevelopmental impairment as a result of preterm birth (ie, the smallest and sickest) are 
also those most likely to be exposed to the greatest number of painful stimuli in the NICU. 
Although there are major gaps in knowledge regarding the most effective way to prevent and 
relieve pain in neonates, proven and safe therapies are currently underused for routine minor, 
yet painful procedures. Therefore, every health care facility caring for neonates should 
implement (1) a pain-prevention program that includes strategies for minimizing the number of 
painful procedures performed and (2) a pain assessment and management plan that includes 
routine assessment of pain, pharmacologic and nonpharmacologic therapies for the prevention 
of pain associated with routine minor procedures, and measures for minimizing pain associated 
with surgery and other major procedures. 
http://www.ncbi.nlm.nih.gov/pubmed/26810788 
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Aguilar Cordero, M. J., Baena Garcia, L., Sanchez Lopez, A. M., Mur Villar, N., Fernandez 
Castillo, R. and Garcia Garcia, I. (2015). "[NON PHARMACOLOGICAL METHODS TO 
REDUCE PAIN IN NEWBORNS; SYSTEMATIC REVIEW]." Nutr Hosp 32(6): 2496-2507. 
 
BACKGROUND: newborns require diagnostic and preventive procedures since the early days 
of life, such as the heel prick screening for metabolic disorders, intramuscular injection of 
vaccines and, in some cases, channeling venous route. Which are often associated with a 
painful sensation. The evaluation of the intensity of painful stimuli in newborns has been studied 
in recent years. Various scales that collect physiological and behavioral parameters have been 
used. This somewhat has allowed us to get closer to the intensity of pain perceived by the 
child, and to decide if analgesia is necessary. In regards of methods of pain relief, the most 
important ones are the nonpharmacological approaches due to their safety, effectiveness and 
low cost. Therefore, we analyze the studies that evaluate the effectiveness of 
nonpharmacological interventions for painful procedures (IFN) in reducing pain in neonates. 
METHODS: a systematic search would be performed and 21 specific articles on the subject 
would be selected, following the PRISMA guidelines.  
RESULTS: numerous studies have proven the effectiveness of nonpharmacological 
interventions in relieving pain in term and preterm infants. It highlights a methodological choice, 
especially in the measuring of painful stimulus. It requires greater involvement on the part of 
health workers due to the negative consequences that entails the feeling of pain at an early 
age, including sleep disturbances.  
CONCLUSIONS: we conclude that some of the nonpharmacological interventions are most 
commonly used oral administration of sweet solutions, breastfeeding and kangaroo, which 
have proven effective, as it involves numerous benefits for the baby. However, further studies 
are required in this regard, and the implementation of a universal evaluation method for the 
subsequent evaluation of results in the medium and long term. 
http://www.ncbi.nlm.nih.gov/pubmed/26667696 
 
Alriksson-Schmidt, A. and Hagglund, G. (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 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. 
http://www.ncbi.nlm.nih.gov/pubmed/26880375 
 
Anderson, L. M., Allen, T. M., Thornburg, C. D. and Bonner, M. J. (2015). "Fatigue in 
Children With Sickle Cell Disease: Association With Neurocognitive and Social-Emotional 
Functioning and Quality of Life." J Pediatr Hematol Oncol 37(8): 584-589. 
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Children with sickle cell disease (SCD) report fatigue in addition to acute and chronic pain, 
which can decrease overall health-related quality of life (HRQL). The primary objective of the 
current study was to investigate the relationship between fatigue and HRQL. Given limited prior 
research, secondary objectives included investigation of associations between fatigue and 
functional outcomes, including child neurocognitive and social-emotional functioning. Children 
aged 8 to 16 years (N=32) and a caregiver completed measures of fatigue, HRQL, pain, and 
neurocognitive and social-emotional functioning. Controlling for pain and number of SCD-
related hospitalizations, hierarchical linear regression models were used to determine the 
impact of child-reported and parent-reported fatigue on child HRQL. Correlational analyses 
were used to explore the relationship between fatigue and additional child outcomes. Data 
indicated that children with SCD experience clinically relevant levels of fatigue, which 
independently predicts lower HRQL. Fatigue was also associated with lower working memory, 
executive functioning, and higher levels of internalizing symptoms. Given its observed impact 
on HRQL and relationship to functional outcomes, fatigue may be an important target of 
clinical, home, or school interventions. This practice may attenuate the burden of fatigue in 
these patients, and in turn, help improve the quality of life of children living with SCD. 
http://www.ncbi.nlm.nih.gov/pubmed/26479993 
 
Barney, C. C., Hoch, J., Byiers, B., Dimian, A. and Symons, F. J. (2015). "A Case-
controlled Investigation of Pain Experience and Sensory Function in Neuronal Ceroid 
Lipofuscinosis." Clin J Pain 31(11): 998-1003. 
 
OBJECTIVES: This case-control study explored pain experience and expression among 
individuals with neuronal ceroid lipofuscinosis (NCL) through parental report, tactile sensory 
testing, and infrared thermography (IRT). MATERIALS AND METHODS: Participants with NCL 
(n=8; M=14.8 y) and their unaffected siblings (n=8; M=23.5 y) were characterized in terms of 
pain response to a brief tactile sensory test (light touch, Von Frey monofilament). During 
sensory testing, behavioral expression was measured using the Battens Observational Pain 
Scale and infrared thermography (IRT) was used to quantify changes in skin/eye temperature. 
RESULTS: Children with NCL experienced pain frequently and from multiple sources that 
negatively impacted their lives. Children with NCL were reactive to the sensory testing as 
indexed by significant increased IRT temperature change (P<0.001). Across combined sensory 
conditions, individuals with NCL were significantly more reactive (Battens Observational Pain 
Scale total score) to sensory testing compared with siblings (P<0.05). Similarly, IRT difference 
scores between sensory conditions revealed a significant increase in temperature for individuals 
with NCL compared with siblings (P<0.001).  
DISCUSSION: Ongoing reported pain was a problem for the children with NCL in this sample. 
Increased pain expression during the repeated Von Frey filament suggests that the 
pathophysiology of the ongoing pain may be centrally mediated. 
http://www.ncbi.nlm.nih.gov/pubmed/25569218 
 
Baumbauer, K. M., Young, E. E., Starkweather, A. R., Guite, J. W., Russell, B. S. and 
Manworren, R. C. (2016). "Managing Chronic Pain in Special Populations with Emphasis 
on Pediatric, Geriatric, and Drug Abuser Populations." Med Clin North Am 100(1): 183-
197. 
 
In the adult population chronic pain can lead to loss of productivity and earning potential, and 
decreased quality of life. There are distinct groups with increased vulnerability for the 
emergence of chronic pain. These groups may be defined by developmental status and/or life 
circumstances. Within the pediatric, geriatric, and drug abuser populations, chronic pain 
represents a significant health issue. This article focuses on known anatomic, physiologic, and 
genetic mechanisms underlying chronic pain in these populations, and highlights the need for a 
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multimodal approach from multiple health care professionals for management of chronic pain in 
those with the most risk. 
http://www.ncbi.nlm.nih.gov/pubmed/26614727 
 
Brahmbhatt, K. and Whitgob, E. (2016). "Diagnosis and Management of Delirium in 
Critically Ill Infants: Case Report and Review." Pediatrics 137(3): 1-5. 
 
Delirium in children is common but not widely understood by pediatric practitioners, often 
leading to underdiagnosis and lack of treatment. This presents a significant challenge in the 
young patients in the PICU who are most at risk for delirium and in whom the core features of 
delirium are difficult to assess and treat. However, because of the potential increased morbidity 
and mortality associated with untreated delirium in adults and children, it remains important to 
address it promptly. The literature for delirium in this age group is limited. Here we present the 
case of an infant with multiple underlying medical risk factors who exhibited waxing and waning 
motor restlessness with disrupted sleep-wake cycles contributing significantly to destabilization 
of vital parameters. Making a diagnosis of delirium was key to guiding further treatment. After 
appropriate environmental interventions are implemented and underlying medical causes are 
addressed, antipsychotic medications, although not Food and Drug Administration-approved in 
infants, are the mainstay of pharmacotherapy for delirium in older age groups. They may 
lengthen corrected QT interval (QTc) intervals, presenting a challenge in infants who frequently 
have other coexisting risks for QTc prolongation, as in our case. The risk from QTc prolongation 
needs to be balanced against that from untreated delirium. Low doses of risperidone were 
successfully used in this patient and without side effects or worsening of QTc interval. This case 
illustrates the importance of increased recognition of delirium in children, including infants, and 
the role for cautious consideration of atypical antipsychotics in the very young. 
http://www.ncbi.nlm.nih.gov/pubmed/26908691 
 
Casanova-Garcia, C., Lerma Lara, S., Perez Ruiz, M., Ruano Dominguez, D. and Santana 
Sosa, E. (2015). "Non-pharmacological treatment for neuropathic pain in children with 
cancer." Med Hypotheses 85(6): 791-797. 
 
Neuropathic pain (NP) associated with childhood cancer is currently a difficult problem to 
control. It is treated with drugs that not only fail to provide the expected improvements, but 
which also have side effects. Therefore, the main aim of this pilot study is to assess whether 
non-pharmacological treatments, Graded Motor Imagery (GMI) and Neural Mobilization (NM), 
have a positive effect on this pain, thus improving the associated comorbid factors and, 
consequently, the quality of life of the children. In an n = 6, the results after 4 weeks of 
treatment show a 10-point improvement in the pain threshold and a 3.1-point improvement in 
the perception of pain. 
http://www.ncbi.nlm.nih.gov/pubmed/26604028 
 
Congedi, S., Spadini, S., Di Pede, C., Ometto, M., Franceschi, T., De Tommasi, V., 
Agosto, C., Lazzarin, P. and Benini, F. (2016). "Use of Scrambler Therapy in Acute 
Paediatric Pain: A Case Report and Review of the Literature." Case Rep Pediatr 2016: 
2628919. 
 
We report our clinical experience on the effect of Scrambler Therapy (ST) for a child with acute 
mixed pain refractory to pharmacological treatment. ST, recently proposed as an alternative 
treatment for chronic neuropathic pain in adults, is a noninvasive approach to relieve pain, by 
changing pain perception at brain level. It is safe and has no side effects. Further research is 
needed to assess its efficacy for acute pain and for paediatric population. 
http://www.ncbi.nlm.nih.gov/pubmed/26977329 
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da Silva, P. S., Reis, M. E., Fonseca, T. S. and Fonseca, M. C. (2016). "Opioid and 
Benzodiazepine Withdrawal Syndrome in PICU Patients: Which Risk Factors Matter?" J 
Addict Med 10(2): 108-114. 
 
BACKGROUND AND AIMS: Although iatrogenic withdrawal syndrome (IWS) has been 
recognized in patients exposed to opioids and benzodiazepines, very few studies have used a 
validated tool for diagnosis and assessment of IWS in critically ill children. We sought to 
determine IWS rate, risk factors, and outcomes of IWS patients.  
METHODS: Prospective observational study conducted in a pediatric intensive care unit. A total 
of 137 patients (31 with IWS and 106 with no IWS) received a continuous infusion of fentanyl 
and midazolam for 3 or more days. The Sophia Observation withdrawal Symptoms scale was 
repeatedly applied when children were weaned off sedation/analgesia.  
RESULTS: The overall incidence of IWS was 22.6%. Of the 31 IWS patients, 6 showed IWS 
with less than 5 days sedation or analgesia. Logistic regression showed that the median peak 
dose of midazolam was associated with IWS development (odds ratio 1.4). Receiver-operating 
curve showed a cut-off value of 0.35 mg/kg/h for midazolam peak dose (sensitivity 96.7%, 
specificity 51%, positive predictive value 36.6%, and negative predictive value 98.2%), with 
area under the curve of 0.80. IWS patients had a longer time on mechanical ventilation, 
prolonged pediatric intensive care unit, and hospital stays, and required prolonged period to 
have drugs discontinued.  
CONCLUSIONS: Although length of sedation/analgesia for at least5 days has been widely 
proposed for monitoring IWS, our data suggest that initiating monitoring after 3 sedation days is 
highly recommended. In addition, patients requiring infusion rates of midazolam above 0.35 
mg/kg/h should be considered at high risk for IWS. 
http://www.ncbi.nlm.nih.gov/pubmed/26927302 
 
Dan, B. (2015). "Cannabinoids in paediatric neurology." Dev Med Child Neurol 57(11): 
984. 
http://www.ncbi.nlm.nih.gov/pubmed/26443475 
 
Fernandez Urtubia, B., Trevigno Bravo, A., Rodriguez Zamora, N., Palma Torres, C. and 
Cid Barria, L. (2016). "[Use of opioids in palliative care of children with advanced cancer]." 
Rev Chil Pediatr 87(2): 96-101. 
 
INTRODUCTION: Despite advances in the treatment of cancer in paediatric patients, 15% of 
children die from the illness progression in Chile, and pain is the most significant symptom in 
advanced stages. Although the World Health Organization guidelines demonstrate that opioids 
are fundamental in pain management, there is still resistance to their use. The main objective of 
this article was to describe the experience in the use of opioids for pain management in 
paediatric patients with advanced cancer in palliative care (PC).  
PATIENTS AND METHOD: Retrospective study of patients admitted into the PC Program at the 
Hospital Roberto del Rio between 2002 and 2013. Analysis was carried out on demographic 
data; oncological diagnosis; pain intensity on admission and discharge, according to validated 
scales; use of non-steroidal anti-inflammatory drugs; weak opioids; strong opioids; adjuvants 
drugs; the presence of secondary effects resulting from the use of morphine, and the need for 
palliative sedation.  
RESULTS: Of the 99 medical records analysed, the median age was 8 years, 64.6% were 
male, and there was a similar distribution in three oncological diagnosis groups. Upon 
admission, 43.4% presented intense to severe pain, and upon discharge there were four 
patients, but with a maximum VAS score of 7 in only one case. Of the 66 patients taking strong 
opioids, 89% required less than 0.5mg/kg/hr. Constipation was the most frequently observed 
secondary effect.  
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CONCLUSIONS: Two thirds of the patients studied required strong opioids, with which 
adequate pain management was achieved, with no serious complications observed. The use of 
opioids in this group of patients, following a protocol, is considered effective and safe. 
http://www.ncbi.nlm.nih.gov/pubmed/26655881 
 
Fife, A., Postier, A., Flood, A. and Friedrichsdorf, S. J. (2016). "Methadone conversion in 
infants and children: Retrospective cohort study of 199 pediatric inpatients." J Opioid 
Manag 12(2): 123-130. 
 
OBJECTIVE: Methadone administration has increased in pediatric clinical settings. This review 
is an attempt to ascertain an equianalgesic dose ratio for methadone in the pediatric population 
using standard adult dose conversion guidelines. SETTING: US tertiary children's hospital. 
PATIENTS: Hospitalized pediatric patients, 0-18 years of age. MAIN OUTCOME MEASURES: A 
retrospective chart review was conducted for patients who were converted from their initial 
opioid therapy regimen (morphine, hydromorphone, and/or fentanyl) to methadone. The 
primary endpoint was whether or not a dose correction was needed for methadone in the 6 
days following conversion using standard dose conversion charts for adults. Documented 
clinical signs of withdrawal, unrelieved pain, or oversedation were examined. RESULTS: The 
majority (53.7 percent) of the 199 children were converted to methadone on intensive care units 
prior extubation or postextubation. The mean conversion ratio was 23.7 mg of oral morphine to 
1 mg of oral methadone (median, 18.8 mg:1 mg, SD = 25.7). Most patients experienced an 
adequate conversion (n = 115, 57.8 percent), while 83 (41.7 percent) appeared 
undermedicated, and one child was oversedated. There were no associations found with 
conversion ratios for initial morphine dose, days to conversion, or effect of withdrawal of 
concomitant agents with potential for withdrawal. CONCLUSIONS: Opioid conversion to 
methadone is commonly practiced at our institution; however, dosing was significantly lower 
compared to adult conversion ratios, and more than 40 percent of children were 
undermedicated. The majority of children in this study received opioids for sedation while 
intubated and ventilated; therefore, safe and efficacious pediatric methadone conversion rates 
remain unclear. Prospective studies are needed. 
http://www.ncbi.nlm.nih.gov/pubmed/27194197 
 
Fitzgerald, M. (2015). "What do we really know about newborn infant pain?" Exp Physiol 
100(12): 1451-1457. 
 
NEW FINDINGS: What is the topic of this review? Pain in infancy. What advances does it 
highlight? New neurophysiological research on pain processing in the human infant brain. 
Increased awareness of pain in the newborn has led to the development of numerous 
assessment tools for use in neonatal intensive care units. Here, I argue that we still know too 
little about the neurophysiological basis for infant pain to interpret data from clinical 
observational measures. With increased understanding of how the neural activity and CNS 
connections that underlie pain behaviour and perception develop in the newborn will come 
better measurement and treatment of their pain. This review focuses upon two interconnected 
nociceptive circuits, the spinal cord dorsal horn and the somatosensory cortex in the brain, to 
highlight what we know and what we do not know about infant pain. The effectiveness of oral 
sucrose, widely used in clinical practice to relieve infant pain, is discussed as a specific example 
of what we do not know. This 'hot topic review' highlights the importance of new laboratory-
based neurophysiological research for the treatment of newborn infant pain. 
http://www.ncbi.nlm.nih.gov/pubmed/26446174 
Flank, J., Robinson, P. D., Holdsworth, M., Phillips, R., Portwine, C., Gibson, P., Maan, 
C., Stefin, N., Sung, L. and Dupuis, L. L. (2016). "Guideline for the Treatment of 
Breakthrough and the Prevention of Refractory Chemotherapy-Induced Nausea and 
Vomiting in Children With Cancer." Pediatr Blood Cancer 63(7): 1144-1151. 
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This clinical practice guideline provides an approach to the treatment of breakthrough 
chemotherapy-induced nausea and vomiting (CINV) and the prevention of refractory CINV in 
children. It was developed by an international, interprofessional panel and is based on 
systematic literature reviews. Evidence-based interventions for the treatment of breakthrough 
and prophylaxis of refractory CINV are recommended. Gaps in the evidence used to support 
the recommendations made in this clinical practice guideline were identified. The contribution of 
these recommendations to breakthrough and refractory CINV control in children requires 
prospective evaluation. 
http://www.ncbi.nlm.nih.gov/pubmed/26960036 
 
Gao, M., Rejaei, D. and Liu, H. (2016). "Ketamine use in current clinical practice." Acta 
Pharmacol Sin. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/27018176 
 
Jayanath, S., Ong, L. C., Marret, M. J. and Fauzi, A. A. (2015). "Parent-reported pain in 
non-verbal children and adolescents with cerebral palsy." Dev Med Child Neurol. 
 
AIM: This cross-sectional study aimed to determine the prevalence, frequency, and intensity of 
parent-reported pain among non-verbal children with cerebral palsy (CP) and explore 
associations with medical, demographic, and parental psychosocial factors.  
METHOD: Participants were parents of non-verbal outpatients (aged 2-20y) with CP at 
University of Malaya Medical Centre, Kuala Lumpur and two community centres. Parents 
answered the Caregiver Priorities and Child Health Index of Life with Disabilities Questionnaire 
and a pro forma regarding parent-reported frequency and intensity of pain during the preceding 
4 weeks. Parental psychosocial well-being was assessed via the Depression, Anxiety and 
Stress Scale and Multidimensional Scale of Perceived Social Support.  
RESULTS: The response rate was 94%; 104 children (54 males, 50 females) were studied. The 
majority (51%) were in Gross Motor Function Classification System level V and 65% had spastic 
quadriplegia. Parents reported pain in 65%, intense pain in 17%, and daily pain in 28%. Intense 
and frequent pain was reported during physiotherapy. More intense pain was reported in older 
children (p=0.016) and those with spastic quadriplegia (p=0.020). I 
NTERPRETATION: Caregivers of non-verbal children with CP report a high frequency of pain. 
Pain intensity is associated with patient factors but not parental psychosocial factors. 
http://www.ncbi.nlm.nih.gov/pubmed/26510627 
 
Knops, R. R., Kremer, L. C. and Verhagen, A. A. (2015). "Paediatric palliative care: 
recommendations for treatment of symptoms in the Netherlands." BMC Palliat Care 14: 
57. 
BACKGROUND: Children dying of a life threatening disease suffer a great deal at the end of life. 
Symptom control is often unsatisfactory, partly because many caregivers are simply not familiar 
with paediatric palliative care. To ensure that a child with a life-threatening condition receives 
high quality palliative care, clinical practice guidelines are needed. The aim of this study is to 
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improve palliative care for children by making high quality care recommendations to recognize 
and relieve symptoms in paediatric palliative care.  
METHODS: An extensive search was performed for guidelines and systematic reviews on 
paediatric palliative care up to year 2011. An expert panel combined the evidence with 
consensus to form recommendations on the treatment of symptoms in paediatric palliative 
care.  
RESULTS: We appraised 21 guidelines and identified 693 potentially eligible articles of which 
four met our inclusion criteria. None gave recommendations on the treatment of symptoms in 
paediatric palliative care. Two textbooks and an adult palliative care website were eventually 
our main sources of evidence.  
CONCLUSION: Hardly any evidence is available for the treatment of symptoms in paediatric 
palliative care. By combining evidence for adult palliative care and the sparse evidence for 
paediatric palliative care with expert opinion we defined a unique set of high quality care 
recommendations to relieve symptoms and lessen the suffering of children in palliative care. 
These results are an important tool to educate caregivers on how to relieve symptoms in 
children in paediatric palliative care. 
http://www.ncbi.nlm.nih.gov/pubmed/26542477 
 
Komatz, K. and Carter, B. (2015). "Pain and Symptom Management in Pediatric Palliative 
Care." Pediatr Rev 36(12): 527-533; quiz 534. 
 
Pain and symptom management is considered one of the cornerstones of palliative and 
hospice medicine. However, general clinicians and specialists are not usually comfortable 
addressing the most common forms of pain seen in the pediatric population. In addition, non-
pain symptom management, especially when related to underlying chronic medical conditions, 
can be managed by the general clinician and specialists. The goal of this article is to educate 
clinicians about pain categories, taking a detailed pain history, and developing a plan for 
treatment, including nonpharmacologic methods. Finally, we discuss common symptoms in 
patients with chronic medical conditions, including first-line treatment options. 
http://www.ncbi.nlm.nih.gov/pubmed/26628733 
 
Kothari, S. Y., Dongara, A. R., Nimbalkar, S. M., Phatak, A. G. and Nimbalkar, A. S. 
(2016). "Missed Opportunities for Sedation and Pain Management at a Level III Neonatal 
Intensive Care Unit, India." Front Pediatr 4: 7. 
 
BACKGROUND: Neonates in the neonatal intensive care unit (NICU) undergo a multitude of 
painful and stressful procedures during the first days of life. Stress from this pain can lead to 
neurodevelopmental problems that manifest in later childhood and should be prevented. 
OBJECTIVE: To determine the number of painful procedures performed per day for each 
neonate, to verify documentation of painful procedures performed, and to, subsequently, note 
missed opportunities for providing pain relief to neonates.  
METHODS: We conducted a cross-sectional study at a level III NICU located in a rural part of 
western India. A total of 69 neonates admitted for more than 24 h were included. Twenty-nine 
neonates were directly observed for a total of 24 h each, and another 40 neonatal records were 
retrospectively reviewed for the neonate's first 7 days of admission. All stressful and painful 
procedures performed on the neonate were recorded. Also recorded were any pharmaceutical 
pain relief agents or central nervous system depressants administered to the neonate before or 
at the time of the procedures. Average nurse-patient ratio was also calculated. Data were 
analyzed using descriptive statistics.  
RESULTS: A documentation deficit of 2.2% was observed. The average nurse-patient ratio was 
1.53:1. A total of 13711 procedures were recorded, yielding 44.1 (38.1 stressful, 3.8 mildly 
painful, and 2.2 moderately painful) procedures per patient day. Common stressful procedures 
were position changing (2501) and temperature recording (2208). Common mildly and 

http://www.ncbi.nlm.nih.gov/pubmed/26542477
http://www.ncbi.nlm.nih.gov/pubmed/26628733


114 
 

moderately painful procedures were heel prick (757) and endotracheal suctioning (526), 
respectively. Use of pharmacological agents coincided with 33.48% of the procedures. The 
choice of drug and time of administration were inappropriate, indicating that the 
pharmacological agents were intended not for pain relief but rather for a coexisting pathology or 
as sedation from ventilation with no analgesia.  
CONCLUSION: Stressful procedures are common in the NICU; mildly and moderately painful 
procedures fairly common. Almost two-thirds of the times, no pharmaceutical pain relief 
methods were used, and when administered, the pharmaceutical agents were seldom intended 
for pain relief; this implies poor pain management practices and emphasizes the imperative 
need for educating NICU nurses, residents, fellows, and attendings. 
http://www.ncbi.nlm.nih.gov/pubmed/26942166 
 
Kuhlen, M., Hoell, J., Balzer, S., Borkhardt, A. and Janssen, G. (2016). "Symptoms and 
management of pediatric patients with incurable brain tumors in palliative home care." Eur 
J Paediatr Neurol 20(2): 261-269. 
 
INTRODUCTION: Brain tumors have the highest disease-related mortality rate of all pediatric 
cancers. The goal of this study was to determine whether all children with incurable brain 
tumors cared for by a pediatric palliative care team in a home setting suffer from the same 
symptoms towards the end of their lives or whether there are differences between the tumor 
localizations with implications for palliative care.  
PATIENTS AND METHODS: This study was conducted as a retrospective, single center chart 
review including all patients treated between January 1st 2000 and December 31st 2013. 
RESULTS: 70 children, adolescents and young adults were included in the analysis. Symptom 
burden was high with a mean number of symptoms of 7.2 per patient. 74% of the symptoms 
already existed one week before death. Within the last week of life, impaired consciousness 
(75.7%) most often occurred. Furthermore, symptoms considerably depended on tumor 
localization. Patients with supratentorial tumors presented more frequently with seizures (p < 
0.05), coma (p < 0.01), nausea and emesis (p < 0.01). Ataxia (p < 0.001) occurred most 
frequently in infratentorial tumors and speech disturbances (p < 0.05), cranial nerve paralysis (p 
< 0.001), and tetraparesis (p < 0.001) in brain stem tumors. 84.3% of the patients needed 
analgesics, only 64.4% WHO class III analgesics. Anticonvulsants were given more often in 
supratentorial tumors (p < 0.01).  
CONCLUSIONS: Caring for a dying child suffering from a brain tumor needs increased 
awareness of the neurological deterioration. The symptom pattern strongly depends on the 
tumor localization and significantly differs between supratentorial, infratentorial and brain stem 
tumors. 
http://www.ncbi.nlm.nih.gov/pubmed/26753538 
 
Landry, B. W., Fischer, P. R., Driscoll, S. W., Koch, K. M., Harbeck-Weber, C., Mack, K. 
J., Wilder, R. T., Bauer, B. A. and Brandenburg, J. E. (2015). "Managing Chronic Pain in 
Children and Adolescents: A Clinical Review." PM R 7(11 Suppl): S295-315. 
 
Chronic pain in children and adolescents can be difficult for a single provider to manage in a 
busy clinical setting. Part of this difficulty is that pediatric chronic pain not only impacts the child 
but also the families of these children. In this review article, we discuss etiology and 
pathophysiology of chronic pain, along with variables that impact the severity of chronic pain 
and functional loss. We review diagnosis and management of selected chronic pain conditions 
in pediatric patients, including headache, low back pain, hypermobility, chronic fatigue, postural 
orthostatic tachycardia syndrome, abdominal pain, fibromyalgia, and complex regional pain 
syndrome. For each condition, we create a road map that contains therapy prescriptions, 
exercise recommendations, and variables that may influence pain severity. Potential 
medications for these pain conditions and associated symptoms are reviewed. A 
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multidisciplinary approach for managing children with these conditions, including pediatric pain 
rehabilitation programs, is emphasized. Lastly, we discuss psychological factors and 
interventions for pediatric chronic pain and potential complementary and alternative natural 
products and interventions. 
http://www.ncbi.nlm.nih.gov/pubmed/26568508 
 
Lau Moon Lin, M., Robinson, P. D., Flank, J., Sung, L. and Dupuis, L. L. (2016). "The 
Safety of Metoclopramide in Children: A Systematic Review and Meta-Analysis." Drug Saf. 
 
INTRODUCTION: Metoclopramide is recommended for adults with breakthrough or refractory 
chemotherapy-induced nausea and vomiting (CINV) and for CINV prophylaxis in children. The 
drug regulatory agencies of Canada and the EU have revised the labelling of metoclopramide to 
contraindicate its use in children aged <1 year and to caution against its use in children aged 
<5 years and its duration of use beyond 5 days.  
OBJECTIVE: This review describes the safety of metoclopramide in children when given for any 
indication.  
METHODS: We conducted electronic searches in MEDLINE and Embase as of 9 March 2015. 
All studies in English reporting adverse effects associated with the use of metoclopramide in 
children (aged </=18 years) were included. Adverse effects that had a cumulative incidence of 
at least 1 % and were reported in prospective studies were synthesized.  
RESULTS: A total of 108 (57 prospective) studies involving 2699 patients (2745 
metoclopramide courses) were included. The most common adverse effects reported in 
prospective studies of metoclopramide in children were extrapyramidal symptoms (EPS; 9 %, 
95 % confidence interval [CI] 5-17), diarrhea (6 %, 95 % CI 4-9), and sedation (multiple-dose 
studies: 6 %, 95 % CI 3-12). Dysrhythmia, respiratory distress/arrest, neuroleptic malignant 
syndrome, and tardive dyskinesia were rarely associated with metoclopramide use.  
LIMITATIONS: The definitions of adverse effects reported in the included studies were 
heterogeneous, and the risk of bias in most studies was moderate.  
CONCLUSIONS: The most commonly reported adverse effects associated with the use of 
metoclopramide in children-EPS, diarrhea, and sedation-were reversible and of no long-term 
significance. Adverse effects that were life threatening or slow to resolve were rarely associated 
with its use in children. 
http://www.ncbi.nlm.nih.gov/pubmed/27003816 
 
Lawton, B. and Deuble, N. (2016). "Seizures in the paediatric emergency department." J 
Paediatr Child Health 52(2): 147-150. 
 
Seizures are a common presentation to emergency departments. Early intervention improves 
treatment response. Use of consensus guidelines is highly recommended to decrease drug 
side effects and reduce intensive care requirements. Benzodiazepines remain the mainstay of 
first-line treatment. Choice of drugs for second-line treatment is expanding and some important 
studies are currently underway to determine which of these agents has the best safety and 
effectiveness profile in children. 
http://www.ncbi.nlm.nih.gov/pubmed/27062618 
 
Lee, A. L., Rawlings, S., Bennett, K. A. and Armstrong, D. (2016). "Pain and its clinical 
associations in individuals with cystic fibrosis: A systematic review." Chron Respir Dis. 
 
Pain is recognized as a clinical complication in cystic fibrosis (CF), but the prevalence, 
characteristics and clinical associations of this co-morbidity have not been systematically 
reviewed. Electronic searches of six databases were performed. For inclusion in phase 1, 
studies reported a pain prevalence rate in CF and/or its clinical associations. For phase 2, 
included studies reported the measurement properties of validity, reliability and responsiveness 
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of an instrument assessing pain in CF. Two independent reviewers rated the quality of evidence 
(phase 1) and the measurement properties using the 4-point COnsensus-based Standards for 
the selection of health Measurement INstruments (COSMIN) checklist (phase 2). Of the 400 
studies identified in the literature, 16 met the inclusion criteria for phase 1 and 5 for phase 2. 
The mean (SD) quality score (of 16) was 11.8 (2.3). The pooled prevalence of pain in adults with 
CF was 77% (95% confidence interval (CI): 57%-92%) and in children was 42% (95% CI: 0%-
91%). Common regions of pain included back, abdomen, chest and limbs. In children and 
adults, pain was associated with a poorer quality of life (QOL) and significant interference with 
treatments. Measurement properties of three instruments (Brief Pain Inventory, 
Multidimensional Pain Inventory, Daily Pain Assessment-CF) were construct validity and 
criterion-predictive validity, with variable findings based on 'fair' to 'good' quality studies. Pain is 
a common problem in both children and adults with CF. It has negative clinical associations 
with QOL and the ability to successfully undertake treatment. Further research exploring the 
measurement properties of instruments assessing pain is required. 
http://www.ncbi.nlm.nih.gov/pubmed/26873725 
 
Liversidge, X. L., Taylor, D. M., Liu, B., Ling, S. L. and Taylor, S. E. (2016). "Variables 
associated with parent satisfaction with their child's pain management." Emerg Med 
Australas 28(1): 39-43. 
 
OBJECTIVE: The provision of 'adequate analgesia' (which reduces the pain score by >/=2 and 
to <4 [0-10 scale]) is significantly associated with high levels of satisfaction with pain 
management among adult patients. We aimed to determine the variables (including 'adequate 
analgesia') associated with parent satisfaction with their child's pain management.  
METHODS: We undertook an observational, pilot study in a mixed, metropolitan ED. Patients 
aged 4-16 years with a triage pain score of >/=4 were enrolled. Data included demographics, 
presenting complaint, pain scores every 30 min, analgesia administered, time to first analgesia, 
provision of nurse-initiated analgesia (NIA), and 'adequate analgesia', and parent satisfaction 
48-h post-discharge (6 point scale: very unsatisfied - very satisfied).  
RESULTS: Complete data were collected on 185 patients: mean (SD) age 10.4 (3.6) years, 
weight 41.9 (17.8) kg; 93 (50.3%) were male. One hundred and ten (59.4%) parents were very 
satisfied with their child's pain management. Children of very satisfied parents had shorter 
times to analgesia than those who did not (median [interquartile range] 14 (33) vs 33 (46) min, 
respectively, P = 0.003). Parents whose children received NIA or 'adequate analgesia' were 
more often very satisfied than those whose children did not. However, the differences were not 
significant (difference in proportions: 13.2% [95% CI -1.9, 28.3], P = 0.07 and 10.2% [95% CI -
5.02, 25.34], P = 0.16, respectively).  
CONCLUSION: Short times to analgesia are associated with parent satisfaction. There were 
non-significant trends towards high levels of satisfaction following the provision of NIA and 
'adequate analgesia'. These findings will inform a well-powered study to confirm this 
association. 
http://www.ncbi.nlm.nih.gov/pubmed/26685807 
 
Luchsinger, K., Lau, H., Hedlund, J. L., Friedman, D., Krushel, K. and Devinsky, O. 
(2016). "Parental-reported pain insensitivity in Dup15q." Epilepsy Behav 55: 124-127. 
 
Parents of children with chromosome 15q duplication syndrome (Dup15q) have anecdotally 
reported high pain threshold as a feature of the disorder. The purpose of this study was to 
document parental-reported estimates of the frequency of high pain tolerance and the stimuli 
that fail to evoke a normal pain response. We sent an online survey to 840 families with children 
with Dup15q to explore the frequency and clinical manifestations of high pain threshold. There 
were 216 respondents (25.7%). A high pain threshold was reported in 87% of children at some 
time. There was a trend (p=0.06) for high pain threshold to be more commonly observed 
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among children with the isodicentric (85.6%) and other genetic variants (95%) than interstitial 
(69.6%) duplications. There was no association between reports of high pain threshold and 
reports of an intellectual disability (91% of cases), autism spectrum disorder (83% of cases), or 
self-injurious behavior (40% of cases). Reports included many dramatic cases such as severe 
burns, broken bones, and electrical traumas, which were associated with little or no evidence 
of a painful stimulus. A high pain threshold is reported in other disorders associated with 
intellectual disability and autism; the underlying mechanism in Dup15q and other disorders 
remains undefined. 
http://www.ncbi.nlm.nih.gov/pubmed/26773682 
 
Manocha, S. and Taneja, N. (2016). "Assessment of paediatric pain: a critical review." J 
Basic Clin Physiol Pharmacol. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26887035 
 
Marche, T. A., Briere, J. L. and von Baeyer, C. L. (2016). "Children's Forgetting of Pain-
Related Memories." J Pediatr Psychol 41(2): 220-231. 
 
OBJECTIVE: Given that forgetting negative experiences can help children cope with these 
experiences, we examined their ability to forget negative aspects of painful events. METHODS: 
86 children aged 7-15 years participated in a retrieval-induced forgetting task whereby they 
repeatedly retrieved positive details of a physically painful experience, and an experimental pain 
task (cold-pressor task).  
RESULTS: Repeatedly retrieving positive details of a prior pain experience produced forgetting 
of the negative aspects of that experience. Pain-related self-efficacy predicted retrieval-induced 
forgetting; children with a poorer belief in their ability to cope with pain experienced less 
forgetting. Children who had a more difficult time forgetting prior negative experiences were 
more anxious about the pain task and reported higher pain thresholds.  
CONCLUSIONS: Understanding children's memory for painful experiences may help improve 
their pain management and coping ability. 
http://www.ncbi.nlm.nih.gov/pubmed/26666267 
 
Othman, A. H., Mohamad, M. F. and Sayed, H. A. (2016). "Transdermal Fentanyl for 
Cancer Pain Management in Opioid-Naive Pediatric Cancer Patients." Pain Med. 
 
BACKGROUND: Transdermal therapeutic system fentanyl with a drug release rate of 12 
microg/h should be of special value in pediatric cancer pain control. Such a fentanyl formulation 
allows for a stepwise dose increase, similar to that reported for sustained-release morphine. 
PATIENTS AND METHODS: Sixty-four male and female pediatric patients with moderate to 
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severe chronic cancer pain, ages ranging 2-14 years, were included. Patients did not receive 
opioids prior to enrollment. Patients were observed for pain relief using the Visual Analog Scale 
and the Wong-Baker FACES Pain Rating Scale, play performance score, and for side effects. 
RESULTS: There was significant improvement of visual analog scale and FACES pain scores 
from the baseline to the second day of application (P < 0.001). By the 15th day, scores 
reached 1.18 +/- 0.393 and 1.13 +/- 0.35, respectively (P < 0.001). Play performance scale 
improved from the third day of application of the patch when compared with the baseline (P < 
0.001), reaching 55.02 +/- 8.35 (P < 0.001) at the end of the study. The sedation score 
increased on the second day to 2 in 10 patients and to 3 in 54 patients. By the seventh day, 56 
patients had a sedation score of 1. All patients returned to baseline by the 15th day. Itching 
was reported in 16 cases, and erythema occurred in 10 cases. No significant side effects were 
reported.  
CONCLUSION: Transdermal fentanyl was found to be an effective, safe, and well-tolerated 
treatment for pediatric cancer-related pain in opioid-naive patients with chronic moderate to 
severe pain. In this study population, evaluation of vital signs and physical examination did not 
suggest any safety concerns while using transdermal fentanyl. 
http://www.ncbi.nlm.nih.gov/pubmed/26921071 
 
Palmer, G. M. (2016). "Pain management in the acute care setting: Update and debates." 
J Paediatr Child Health 52(2): 213-220. 
 
Pain management in the paediatric acute care setting is underutilised and can be improved. An 
awareness of the analgesic options available and their limitations is an important starting point. 
This article describes the evolving understanding of relevant pharmacogenomics and safety 
data of the various analgesic agents with a focus on agents available in Australia and New 
Zealand. It highlights the concerns with the use of codeine in children and discusses alternative 
oral opioids. Key features of oral, parenteral, inhaled and intranasal analgesic agents are 
discussed, as well as evidence supported use of sweet tasting solutions and non-
pharmacological interventions. One of the biggest changes in acute care pain management has 
been the advent of intranasal fentanyl providing reliable potent analgesia without the need for 
intravenous access. The article will also address the issue of multimodal analgesia where a 
single agent is insufficient. 
http://www.ncbi.nlm.nih.gov/pubmed/27062626 
 
Patel, P., Robinson, P. D., Orsey, A., Freedman, J. L., Langevin, A. M., Woods, D., Sung, 
L. and Dupuis, L. L. (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 
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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. 
http://www.ncbi.nlm.nih.gov/pubmed/26864262 
 
Phillips, R. S., Friend, A. J., Gibson, F., Houghton, E., Gopaul, S., Craig, J. V. and Pizer, 
B. (2016). "Antiemetic medication for prevention and treatment of chemotherapy-induced 
nausea and vomiting in childhood." Cochrane Database Syst Rev 2: CD007786. 
 
BACKGROUND: Nausea and vomiting remain a problem for children undergoing treatment for 
malignancies despite new antiemetic therapies. Optimising antiemetic regimens could improve 
quality of life by reducing nausea, vomiting, and associated clinical problems. This is an update 
of the original systematic review.  
OBJECTIVES: To assess the effectiveness and adverse events of pharmacological interventions 
in controlling anticipatory, acute, and delayed nausea and vomiting in children and young 
people (aged less than 18 years) about to receive or receiving chemotherapy. SEARCH 
METHODS: Searches included the Cochrane Central Register of Controlled Trials (CENTRAL), 
MEDLINE, EMBASE, LILACS, PsycINFO, conference proceedings of the American Society of 
Clinical Oncology, International Society of Paediatric Oncology, Multinational Association of 
Supportive Care in Cancer, and ISI Science and Technology Proceedings Index from incept to 
December 16, 2014, and trial registries from their earliest records to December 2014. We 
examined references of systematic reviews and contacted trialists for information on further 
studies. We also screened the reference lists of included studies.  
SELECTION CRITERIA: Two review authors independently screened abstracts in order to 
identify randomised controlled trials (RCTs) that compared a pharmacological antiemetic, 
cannabinoid, or benzodiazepine with placebo or any alternative active intervention in children 
and young people (less than 18 years) with a diagnosis of cancer who were to receive 
chemotherapy.  
DATA COLLECTION AND ANALYSIS: Two review authors independently extracted outcome 
and quality data from each RCT. When appropriate, we undertook meta-analysis.  
MAIN RESULTS: We included 34 studies that examined a range of different antiemetics, used 
different doses and comparators, and reported a variety of outcomes. The quality and quantity 
of included studies limited the exploration of heterogeneity to narrative approaches only.The 
majority of quantitative data related to the complete control of acute vomiting (27 studies). 
Adverse events were reported in 29 studies and nausea outcomes in 16 studies.Two studies 
assessed the addition of dexamethasone to 5-HT3 antagonists for complete control of vomiting 
(pooled risk ratio (RR) 2.03; 95% confidence interval (CI) 1.35 to 3.04). Three studies compared 
granisetron 20 mcg/kg with 40 mcg/kg for complete control of vomiting (pooled RR 0.93; 95% 
CI 0.80 to 1.07). Three studies compared granisetron with ondansetron for complete control of 
acute nausea (pooled RR 1.05; 95% CI 0.94 to 1.17; 2 studies), acute vomiting (pooled RR 
2.26; 95% CI 2.04 to 2.51; 3 studies), delayed nausea (pooled RR 1.13; 95% CI 0.93 to 1.38; 
2 studies), and delayed vomiting (pooled RR 1.13; 95% CI 0.98 to 1.29; 2 studies). No other 
pooled analyses were possible.Narrative synthesis suggests that 5-HT3 antagonists are more 
effective than older antiemetic agents, even when these agents are combined with a steroid. 
Cannabinoids are probably effective but produce frequent side effects. AUTHORS' 
CONCLUSIONS: Our overall knowledge of the most effective antiemetics to prevent 
chemotherapy-induced nausea and vomiting in childhood is incomplete. Future research 
should be undertaken in consultation with children, young people, and families that have 
experienced chemotherapy and should make use of validated, age-appropriate measures. This 
review suggests that 5-HT3 antagonists are effective in patients who are to receive emetogenic 
chemotherapy, with granisetron or palonosetron possibly better than ondansetron. Adding 
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dexamethasone improves control of vomiting, although the risk-benefit profile of adjunctive 
steroid remains uncertain. 
http://www.ncbi.nlm.nih.gov/pubmed/26836199 
 
Pillai Riddell, R. R., Racine, N. M., Gennis, H. G., Turcotte, K., Uman, L. S., Horton, R. E., 
Ahola Kohut, S., Hillgrove Stuart, J., Stevens, B. and Lisi, D. M. (2015). "Non-
pharmacological management of infant and young child procedural pain." Cochrane 
Database Syst Rev 12: CD006275. 
 
BACKGROUND: Infant acute pain and distress is commonplace. Infancy is a period of 
exponential development. Unrelieved pain and distress can have implications across the 
lifespan. This is an update of a previously published review in the Cochrane Database of 
Systematic Reviews, Issue 10 2011 entitled 'Non-pharmacological management of infant and 
young child procedural pain'.  
OBJECTIVES: To assess the efficacy of non-pharmacological interventions for infant and child 
(up to three years) acute pain, excluding kangaroo care, and music. Analyses were run 
separately for infant age (preterm, neonate, older) and pain response (pain reactivity, immediate 
pain regulation). SEARCH METHODS: For this update, we searched the Cochrane Central 
Register of Controlled Trials (CENTRAL) in The Cochrane Library (Issue 2 of 12, 2015), 
MEDLINE-Ovid platform (March 2015), EMBASE-OVID platform (April 2011 to March 2015), 
PsycINFO-OVID platform (April 2011 to February 2015), and CINAHL-EBSCO platform (April 
2011 to March 2015). We also searched reference lists and contacted researchers via 
electronic list-serves. New studies were incorporated into the review. We refined search 
strategies with a Cochrane-affiliated librarian. For this update, nine articles from the original 
2011 review pertaining to Kangaroo Care were excluded, but 21 additional studies were 
added.  
SELECTION CRITERIA: Participants included infants from birth to three years. Only randomised 
controlled trials (RCTs) or RCT cross-overs that had a no-treatment control comparison were 
eligible for inclusion in the analyses. However, when the additive effects of a non-
pharmacological intervention could be assessed, these studies were also included. We 
examined studies that met all inclusion criteria except for study design (e.g. had an active 
control) to qualitatively contextualize results. There were 63 included articles in the current 
update.  
DATA COLLECTION AND ANALYSIS: Study quality ratings and risk of bias were based on the 
Cochrane Risk of Bias Tool and GRADE approach. We analysed the standardized mean 
difference (SMD) using the generic inverse variance method.  
MAIN RESULTS: Sixty-three studies, with 4905 participants, were analysed. The most 
commonly studied acute procedures were heel-sticks (32 studies) and needles (17 studies). 
The largest SMD for treatment improvement over control conditions on pain reactivity were: 
non-nutritive sucking-related interventions (neonate: SMD -1.20, 95% CI -2.01 to -0.38) and 
swaddling/facilitated tucking (preterm: SMD -0.89; 95% CI -1.37 to -0.40). For immediate pain 
regulation, the largest SMDs were: non-nutritive sucking-related interventions (preterm: SMD -
0.43; 95% CI -0.63 to -0.23; neonate: SMD -0.90; 95% CI -1.54 to -0.25; older infant: SMD -
1.34; 95% CI -2.14 to -0.54), swaddling/facilitated tucking (preterm: SMD -0.71; 95% CI -1.00 
to -0.43), and rocking/holding (neonate: SMD -0.75; 95% CI -1.20 to -0.30). Fifty two of our 63 
trials did not report adverse events. The presence of significant heterogeneity limited our 
confidence in the findings for certain analyses, as did the preponderance of very low quality 
evidence.  
AUTHORS' CONCLUSIONS: There is evidence that different non-pharmacological interventions 
can be used with preterms, neonates, and older infants to significantly manage pain behaviors 
associated with acutely painful procedures. The most established evidence was for non-
nutritive sucking, swaddling/facilitated tucking, and rocking/holding. All analyses reflected that 
more research is needed to bolster our confidence in the direction of the findings. There are 
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significant gaps in the existing literature on non-pharmacological management of acute pain in 
infancy. 
http://www.ncbi.nlm.nih.gov/pubmed/26630545 
 
Ramira, M. L., Instone, S. and Clark, M. J. (2016). "Pediatric Pain Management: An 
Evidence-Based Approach." Pediatr Nurs 42(1): 39-46, 49. 
 
Numerous studies have shown that in comparison to adults, children do not receive analgesia 
(oligoanalgesia) and are not adequately treated for pain. Several organizations, including The 
Joint Commission and Institute of Medicine (IOM) have emphasized patients' rights to pain 
management and the need for initial assessment and ongoing evaluation. Nurses are 
responsible for assessing patients' pain and implementing appropriate pain management in the 
emergency department (ED). Evidence suggests that nurses' lack of knowledge about pain 
assessment in children contributes to inadequate pain management. Studies also show that 
the use of pain assessment tools appropriate to a child's age and cognitive development play a 
vital role in improving pain assessment documentation, prompting nurses to provide pain 
medication. The purpose of this quality improvement project was to improve nurses' 
assessment and management of children's pain in an emergency department. A total of 1,200 
EMRs of pediatric patients ages 3 months to 6 years of age were reviewed before and after an 
educational intervention (600 before and 600 after the intervention). Pain education for ED 
nurses improved pain assessment and management among children. 
http://www.ncbi.nlm.nih.gov/pubmed/27019942 
 
Ramstad, K. (2016). "Pain hurts worldwide: non-verbal children and adolescents with 
cerebral palsy." Dev Med Child Neurol 58(4): 328. 
http://www.ncbi.nlm.nih.gov/pubmed/26647738 
 
Rastoden, E., Brown, A. and Pedersen, C. R. (2015). "[Pain among children with cerebral 
palsy]." Ugeskr Laeger 177(52): V07150627. 
 
Although children diagnosed with cerebral palsy have a number of pain triggers (directly from 
the cerebral palsy, from sequelae and iatrogenic), pain is underdiagnosed. The gap between 
research and clinical practice is well-known as this group of patients demand special 
knowledge regarding monitoring of pain. This article presents various pain-monitoring methods. 
Combining different methods may improve pain assessment and thereby improve quality of life 
for children with cerebral palsy. 
http://www.ncbi.nlm.nih.gov/pubmed/26692225 
 
Rosales, A., Fortier, M. A., Campos, B. and Kain, Z. N. (2016). "Postoperative pain 
management in Latino families: parent beliefs about analgesics predict analgesic doses 
provided to children." Paediatr Anaesth 26(3): 307-314. 
 
BACKGROUND/OBJECTIVES: The present study examined whether parental perceptions of 
children's pain impacted home-based pain management following outpatient surgery in a 
sample of Latino families from low socioeconomic backgrounds.  
METHODS: Latino parents of children (n = 161) who underwent outpatient surgery were 
recruited for this study and completed measures assessing attitudes on pain and analgesic use 
(Parental Pain Expression Perceptions and Medication Attitudes Questionnaire) before their 
child's surgery. Parents also rated their child's pain after their child's surgery using the Parent 
Postoperative Pain Measure and collected data on the amount of analgesics they gave to their 
child on the first postoperative day. Hierarchical regression analyses examined whether parental 
attitudes predicted pain assessment and management at home.  
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RESULTS: A majority of parents reported multiple misconceptions regarding children's pain 
and fears of side effects as well as avoidance of analgesic use. For example, over 80% 
reported believing that a child always tells their parents when they are in pain. Hierarchical 
regression analyses found that more fear and avoidance regarding analgesic use for children's 
pain predicted parents providing fewer doses of analgesic to their children on the first 
postoperative day (beta = -0.21, P = 0.028).  
CONCLUSIONS: Preoperative parents' beliefs regarding analgesics for treatment of children's 
pain may adversely impact parent postoperative analgesic administration at home in Latino 
families. 
http://www.ncbi.nlm.nih.gov/pubmed/26792407 
 
Shah, R. D., Cappiello, D. and Suresh, S. (2016). "Interventional Procedures for Chronic 
Pain in Children and Adolescents: A Review of the Current Evidence." Pain Pract 16(3): 
359-369. 
 
This review discusses the role of interventional procedures in the treatment of chronic pain in 
children and adolescents. Due to lack of scientific evidence, significant controversy surrounds 
the utility of invasive techniques for managing pediatric chronic pain states. Interventional 
procedures are a widely accepted modality for pain management in adults. The use of such 
techniques in children is supported only by case reports, case series, and very few randomized 
controlled studies. In addition, the potential for severe complications leaves open a debate on 
the safety of these invasive procedures, which must be confirmed by more extensive and 
accurate prospective studies. 
http://www.ncbi.nlm.nih.gov/pubmed/25753547 
 
Simons, L. E. (2016). "Fear of pain in children and adolescents with neuropathic pain and 
complex regional pain syndrome." Pain 157 Suppl 1: S90-97. 
 
A significant proportion of children and adolescents with chronic pain endorse elevated pain-
related fear. Pain-related fear is associated with high levels of disability, depressive symptoms, 
and school impairment. Because of faulty nerve signaling, individuals with neuropathic pain and 
complex regional pain syndrome may be more prone to develop pain-related fear as they avoid 
use of and neglect the affected body area(s), resulting in exacerbated symptoms, muscle 
atrophy, maintenance of pain signaling, and ongoing pain-related disability. Not surprisingly, 
effective treatments for elevated pain-related fears involve exposure to previously avoided 
activities to downregulate incorrect pain signaling. In the context of intensive interdisciplinary 
pain treatment of youth with neuropathic pain, decreasing pain-related fear is associated with 
improved physical and psychological functioning, whereas high initial pain-related fear is a risk 
factor for less treatment responsiveness. An innovative approach to targeting pain-related fear 
and evidence of a neural response to treatment involving decoupling of the amygdala with key 
fear circuits in youth with complex regional pain syndrome suggest breakthroughs in our ability 
to ameliorate these issues. 
http://www.ncbi.nlm.nih.gov/pubmed/26785161 
 
Thrane, S. E., Maurer, S. H., Ren, D., Danford, C. A. and Cohen, S. M. (2016). "Reiki 
Therapy for Symptom Management in Children Receiving Palliative Care: A Pilot Study." 
Am J Hosp Palliat Care. 
 
BACKGROUND: Pain may be reported in one-half to three-fourths of children with cancer and 
other terminal conditions and anxiety in about one-third of them. Pharmacologic methods do 
not always give satisfactory symptom relief. Complementary therapies such as Reiki may help 
children manage symptoms.  
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OBJECTIVE: This pre-post mixed-methods single group pilot study examined feasibility, 
acceptability, and the outcomes of pain, anxiety, and relaxation using Reiki therapy with 
children receiving palliative care.  
METHODS: A convenience sample of children ages 7 to 16 and their parents were recruited 
from a palliative care service. Two 24-minute Reiki sessions were completed at the children's 
home. Paired t tests or Wilcoxon signed-rank tests were calculated to compare change from 
pre to post for outcome variables. Significance was set at P < .10. Cohen d effect sizes were 
calculated.  
RESULTS: The final sample included 8 verbal and 8 nonverbal children, 16 mothers, and 1 
nurse. All mean scores for outcome variables decreased from pre- to posttreatment for both 
sessions. Significant decreases for pain for treatment 1 in nonverbal children (P = .063) and for 
respiratory rate for treatment 2 in verbal children (P = .009). Cohen d effect sizes were medium 
to large for most outcome measures.  
DISCUSSION: Decreased mean scores for outcome measures indicate that Reiki therapy did 
decrease pain, anxiety, heart, and respiratory rates, but small sample size deterred statistical 
significance. This preliminary work suggests that complementary methods of treatment such as 
Reiki may be beneficial to support traditional methods to manage pain and anxiety in children 
receiving palliative care. 
http://www.ncbi.nlm.nih.gov/pubmed/26858170 
 
Thrane, S. E., Wanless, S., Cohen, S. M. and Danford, C. A. (2016). "The Assessment 
and Non-Pharmacologic Treatment of Procedural Pain From Infancy to School Age 
Through a Developmental Lens: A Synthesis of Evidence With Recommendations." J 
Pediatr Nurs 31(1): e23-32. 
 
The 2011 IOM report stated that pain management in children is often lacking especially during 
routine medical procedures. The purpose of this review is to bring a developmental lens to the 
challenges in assessment and non-pharmacologic treatment of pain in young children. 
METHOD: A synthesis of the findings from an electronic search of PubMed and the university 
library using the keywords pain, assessment, treatment, alternative, complementary, integrative, 
infant, toddler, preschool, young, pediatric, and child was completed. A targeted search 
identified additional sources for best evidence.  
RESULTS: Assessment of developmental cues is essential. For example, crying, facial 
expression, and body posture are behaviors in infancy that indicate pain: however in toddlers 
these same behaviors are not necessarily indicative of pain. Preschoolers need observation 
scales in combination with self-report while for older children self-report is the gold standard. 
Pain management in infants includes swaddling and sucking. However for toddlers, 
preschoolers and older children, increasingly sophisticated distraction techniques such as 
easily implemented non-pharmacologic pain management strategies include reading stories, 
watching cartoons, or listening to music.  
DISCUSSION: A developmental approach to assessing and treating pain is critical. Swaddling, 
picture books, or blowing bubbles are easy and effective when used at the appropriate 
developmental stage and relieve both physical and emotional pain. Untreated pain in infants 
and young children may lead to increased pain perception and chronic pain in adolescents and 
adults. Continued research in the non-pharmacological treatment of pain is an important part of 
the national agenda. 
http://www.ncbi.nlm.nih.gov/pubmed/26424196 
 
van den Anker, J. N. and Allegaert, K. (2016). "Treating Pain in Preterm Infants: Moving 
from Opioids to Acetaminophen." J Pediatr 168: 13-15. 
http://www.ncbi.nlm.nih.gov/pubmed/26490127 
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Vollenbroich, R., Borasio, G. D., Duroux, A., Grasser, M., Brandstatter, M. and Fuhrer, M. 
(2016). "Listening to parents: The role of symptom perception in pediatric palliative home 
care." Palliat Support Care 14(1): 13-19. 
 
OBJECTIVE: This study analyzes symptom perception by parents and healthcare professionals 
and the quality of symptom management in a pediatric palliative home care setting and 
identifies which factors contribute to a high quality of palliative and end-of-life care for children. 
METHODS: In this retrospective, cross-sectional study, parents were surveyed at the earliest 
three months after their child's death. All children were cared for by a specialized home 
pediatric palliative care team that provides a 24/7 medical on-call service. Questionnaires 
assessed symptom prevalence and intensity during the child's last month of life as perceived by 
parents, symptom perception, and treatment by medical staff. The responses were correlated 
with essential palliative care outcome measures (e.g., satisfaction with the care provided, 
quality-of-life of affected children and parents, and peacefulness of the dying phase). 
RESULTS: Thirty-eight parent dyads participated (return rate 84%; 35% oncological disorders). 
According to parental report, dyspnea (61%) and pain (58%) were the dominant symptoms with 
an overall high symptom load (83%). Pain, agitation, and seizures could be treated more 
successfully than other symptoms. Successful symptom perception was achieved in most 
cases and predicted the quality of symptom treatment (R 2, 0.612). Concordant assessment of 
symptom severity between parents and healthcare professionals (HCPs) improved the 
satisfaction with the care provided (p = 0.037) as well as the parental quality-of-life (p = 0.041). 
Even in cases with unsuccessful symptom control, parents were very satisfied with the SHPPC 
team's care (median 10; numeric rating scale 0-10) and rated the child's death as highly 
peaceful (median 9). Significance of the results: The quality and the concordance of symptom 
perception between parents and HCPs essentially influence parental quality-of-life as well as 
parental satisfaction and constitute a predictive factor for the quality of symptom treatment and 
palliative care. 
http://www.ncbi.nlm.nih.gov/pubmed/25998176 
 
Witt, N., Coynor, S., Edwards, C. and Bradshaw, H. (2016). "A Guide to Pain Assessment 
and Management in the Neonate." Curr Emerg Hosp Med Rep 4: 1-10. 
 
Newborn infants experience acute pain with various medical procedures. Evidence 
demonstrates that controlling pain in the newborn period is beneficial, improving physiologic, 
behavioral, and hormonal outcomes. Multiple validated scoring systems exist to assess pain in 
a neonate; however, there is no standardized or universal approach for pain management. 
Healthcare facilities should establish a neonatal pain control program. The first step is to 
minimize the total number of painful iatrogenic events when possible. If a procedure cannot be 
avoided, a tiered approach to manage pain using environmental, non-pharmacologic, and 
pharmacologic modalities is recommended. This systematic approach should decrease acute 
neonatal pain, poor outcomes, and provider and parent dissatisfaction. 
http://www.ncbi.nlm.nih.gov/pubmed/27073748 
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Psychosocial and Family Issues 
 

(2015). "Psychological interventions for parents of children and adolescents with chronic 
illness." J Paediatr Child Health 51(10): 1036-1038. 
https://www.ncbi.nlm.nih.gov/pubmed/26428422 
 
(2016). ""No small talk please, my baby's just died"." BMJ 352: i10. 
https://www.ncbi.nlm.nih.gov/pubmed/26846441 
 
Abd Rahman, F. N., Lee, V. Y., Shamsuddin, A. F. and Yaakup, H. (2015). "Full circle: 
Resolving an adolescent's end-of-life issues." Pediatr Int 57(5): 1015-1016. 
 
We report the challenges in managing a troubled, medically ill adolescent with end-of-life 
issues. Our role as multi-professional service providers complemented the family's efforts to 
help him reconcile with himself before death. The present experience enhances understanding 
of the biopsychosocial aspects of care. Every child has the right to optimal care. 
https://www.ncbi.nlm.nih.gov/pubmed/26286660 
 
Abuidhail, J., Al-Motlaq, M., Mrayan, L. and Salameh, T. (2016). "The Lived Experience of 
Jordanian Parents in a Neonatal Intensive Care Unit: A Phenomenological Study." J Nurs 
Res. 
 
BACKGROUND: Many international studies in the field of neonatal nursing have identified 
parental stress, coping difficulties, support issues, and various other experiences that are 
related to the birth of a preterm infant. However, no studies have assessed the interrelated 
issues of parental stress, social support, satisfaction, and nursing support in neonatal intensive 
care units (NICUs) in Jordan.  
PURPOSE: This study describes the lived experiences, needs in relation to care, and support 
systems of parents whose neonates were admitted to the NICU. METHODS: A qualitative 
design using a phenomenological approach was used to explore the experiences of Jordanian 
parents who gave birth to neonates in the NICU setting. Participants were recruited from the 
NICUs of government, teaching, and private hospitals. Data were collected using 
semistructured interviews that were conducted with parents in a suitable place. Ten 
participants were interviewed: eight mothers and two fathers. After interviews were transcribed, 
the methodology suggested by van Manen (1990) was used to analyze the data.  
RESULTS: The shock, worry, and anxiety experienced by parents; the influences of NICU 
admission on the experiences of parents and families; the information and assistance required 
and received by parents from healthcare professionals; and the emotions and satisfaction of 
parents were the main themes that emerged from the study to reflect the lived experience of 
parents of neonates in the NICU. CONCLUSIONS/IMPLICATIONS FOR PRACTICE: The 
parents in this study were satisfied with the healthcare process in the NICUs, even when this 
care did not fulfill their expectations or needs for their infants. Nurses in the NICUs must 
develop interventions and strategies that minimize the stress experienced by parents and that 
support the emotional capacity of parents to deal with this stressful situation. 
https://www.ncbi.nlm.nih.gov/pubmed/26886022 
 
Alconero-Camarero, A. R., Ibanez Rementeria, M. I. and Gil Urquiza, M. T. (2016). 
"[Support for mothers, fathers and families to achieve a healthy mourning after perinatal 
death]." Enferm Clin. 
https://www.ncbi.nlm.nih.gov/pubmed/26778742 
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Betremieux, P., Druyer, J., Bertorello, I., Huillery, M. L., Brunet, C. and Le Bouar, G. 
(2016). "[Antenatal palliative plan following diagnosis of fetal lethal condition: Rennes 
Teaching Hospital experience]." J Gynecol Obstet Biol Reprod (Paris) 45(2): 177-183. 
 
OBJECTIVES: To study the pregnancies followed at Rennes University Hospital from 2006 to 
2012, after prenatal diagnosis of lethal fetal condition and prenatal project of palliative care at 
birth consisting of comfort care emphasizing parent-child encounters and bonding. MATERIAL 
AND METHODS: Retrospective study of 20 pregnancies with diagnosis of lethal fetal condition 
where parents accepted antenatally the proposal or sought for palliative care at birth. 
RESULTS: Diagnosis was made at a median age of 20 weeks gestation (12-33). Birth occurred 
at 37.4 WG, 6 caesarean sections were performed for maternal conditions. Six cases of 
hypoplastic left heart syndrome (HLHS) share common characteristics: good Apgar score, 
prolonged survival (26hours to 159days) transfer to neonatology ward (6) or later at home (4). In 
four multiple pregnancies, the choice of SP mainly contributed to protect healthy twins during 
pregnancy. In birth room, there was no need for invasive procedure or drugs. Death: one 
occurred during labor, 8 in birth room before H2, others in neonatal ward before d4 (excluding 
HLHS).  
CONCLUSION: These data will enable better antenatal preparation of both teams and parents. 
Lifetime, however short, allowed parents to meet with their child alive this permitting collection 
of memory traces and bonding. 
https://www.ncbi.nlm.nih.gov/pubmed/26431619 
 
Bishop, S., Stedmon, J. and Dallos, R. (2015). "Mothers' narratives about having a child 
with cancer: A view through the attachment lens." Clin Child Psychol Psychiatry 20(4): 
611-625. 
 
This study explored mothers' narratives about having a child with cancer through the novel 
addition of an attachment lens. Six mothers were interviewed about their experiences. Their 
pattern of attachment was assessed through a separate interview using the Dynamic-
Maturational Model of adult attachment. The results showed marked differences in themes and 
performative aspects between the narratives of mothers classified as Type B pattern of 
attachment, balanced integration of affect and cognition, and those classified as Type A, focus 
on cognition and dismissal of affect. For mothers classified as Type B, narrative themes of 
'protecting my child' and 'questioning and evaluating the experience' were identified. Mothers 
classified as Type A discussed narrative themes of 'being strong and positive' and 'playing 
down feelings'. The presence of unresolved childhood loss or trauma appeared to inhibit ability 
to construct a coherent and temporally ordered narrative. It was also possible to observe 
attachment-based strategies operating within these narratives. Clinical implications of the work 
are discussed. 
https://www.ncbi.nlm.nih.gov/pubmed/25037594 
 
Bluebond-Langner, M., Beecham, E., Candy, B., Langner, R. and Jones, L. (2015). 
"Problems with preference and place of death for children too." BMJ 351: h6123. 
https://www.ncbi.nlm.nih.gov/pubmed/26585650 
 
Bratt, A. S., Stenstrom, U. and Rennemark, M. (2016). "Effects on life satisfaction of older 
adults after child and spouse bereavement." Aging Ment Health: 1-7. 
 
BACKGROUND: Few studies have compared the impact of different familial losses on life 
satisfaction (LS). Furthermore, there is a lack of research on the effect of having lost both a 
child and a spouse among older adults.  
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SAMPLE: A random sample of 1402 individuals, 817 women and 585 men, aged 60-96 years 
from the Blekinge part of the Swedish National Study of Aging and Care (SNAC-B) participated 
in this cross-sectional study.  
AIMS: The first aim was to compare the effects of child or spouse or both child and spouse 
bereavement on LS and, the second aim, to investigate if there were gender differences within 
the bereaved groups.  
RESULTS: The results showed that having lost a child, spouse or both child and spouse had a 
negative association with LS, although this effect was small. Having experienced multiple losses 
did not predict more variance than a single child or spouse loss. Gender differences were found 
within all the bereaved groups with bereaved men having lower LS than bereaved women. 
Longer time since the loss was associated with higher LS.  
CONCLUSIONS: Bereaved older adults have somewhat lower LS than non-bereaved and 
bereaved men seem more affected than bereaved women. Future research needs to address 
older men s experiences after the loss of a loved one. 
https://www.ncbi.nlm.nih.gov/pubmed/26768164 
 
Brooten, D., Youngblut, J. M., Charles, D., Roche, R., Hidalgo, I. and Malkawi, F. (2016). 
"Death Rituals Reported by White, Black, and Hispanic Parents Following the ICU Death 
of an Infant or Child." J Pediatr Nurs 31(2): 132-140. 
 
To examine rituals (disposing remains, wakes, funerals/burials, celebrations) of White, Black, 
Hispanic parents post ICU infant/child death. DESIGN AND METHODS: Qualitative design, 63 
parents completed English or Spanish semi-structured interviews at 7 & 13months after 
infant's/child's death. Interviews were audio-recorded, transcribed verbatim, and entered into 
Atlas.ti for analysis. An inductive approach to thematization was used to develop codes. 
RESULTS: Parents: mean age 35.1years (SD=9.03); 33% Black, 27% White, 40% Hispanic; 
from 17 countries. Three themes emerged: immediately after death - shock and stress, needing 
help with arrangements, decisions on burial or cremation (conflicts due to finances, religion, 
culture), when and where to hold wakes, funerals/burials. Wakes and funerals - who prepares 
child's body, appropriate dress (deceased child, mourners), who can come (cultural 
restrictions),-variations by child age, parent choice, culture, religion, country. After 
burial/cremation - being with family, milestone celebrations. CONCLUSION: Child death is 
devastating for parents, other children, grandparents, and family members. PRACTICE 
IMPLICATIONS: Rituals after child death require decisions about the child's remains, wakes, 
funerals/burials at time of great pain for parents. This is especially true for newly immigrated 
parents and those with language barriers where making arrangements is especially hard and 
often very isolating. Health professionals who provide support need to be cognizant of practice 
differences based on religion, culture, economics, family traditions, and individual preference 
and provide as much support and resource as possible. A list of religious leaders representing 
the community's cultures and funeral service providers who may provide lower cost 
burials/cremations is helpful. 
https://www.ncbi.nlm.nih.gov/pubmed/26639773 
 
Buckley, C. J. (2016). "When Sorrow Never Stops. Chronic Sorrow After the Death of a 
Child." J Christ Nurs 33(1): 22-25. 
 
The death of a child, regardless of age, is the most horrendous, severe, and debilitating form of 
bereavement a parent can experience. Two authors--one who lost her son and one who has a 
son with intellectual limitations--explain how the Theory of Chronic Sorrow offers help in 
understanding the grieving process and how nurses can assist parents and others experiencing 
long-term bereavement. 
https://www.ncbi.nlm.nih.gov/pubmed/26817366 
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Burden, C., Bradley, S., Storey, C., Ellis, A., Heazell, A. E., Downe, S., Cacciatore, J. and 
Siassakos, D. (2016). "From grief, guilt pain and stigma to hope and pride - a systematic 
review and meta-analysis of mixed-method research of the psychosocial impact of 
stillbirth." BMC Pregnancy Childbirth 16: 9. 
 
BACKGROUND: Despite improvements in maternity healthcare services over the last few 
decades, more than 2.7 million babies worldwide are stillborn each year. The global health 
agenda is silent about stillbirth, perhaps, in part, because its wider impact has not been 
systematically analysed or understood before now across the world. Our study aimed to 
systematically review, evaluate and summarise the current evidence regarding the psychosocial 
impact of stillbirth to parents and their families, with the aim of improving guidance in 
bereavement care worldwide.  
METHODS: Systematic review and meta-summary (quantitative aggregation of qualitative 
findings) of quantitative, qualitative, and mixed-methods studies. All languages and countries 
were included.  
RESULTS: Two thousand, six hundred and nineteen abstracts were identified; 144 studies 
were included. Frequency effect sizes (FES %) were calculated for each theme, as a measure 
of their prevalence in the literature. Themes ranged from negative psychological symptoms post 
bereavement (77 . 1) and in subsequent pregnancies (27 . 1), to disenfranchised grief (31 . 2), 
and incongruent grief (28 . 5), There was also impact on siblings (23 . 6) and on the wider family 
(2 . 8). They included mixed-feelings about decisions made when the baby died (12 . 5), 
avoidance of memories (13 . 2), anxiety over other children (7 . 6), chronic pain and fatigue (6 . 
9), and a different approach to the use of healthcare services (6 . 9). Some themes were 
particularly prominent in studies of fathers; grief suppression (avoidance)(18 . 1), employment 
difficulties, financial debt (5 . 6), and increased substance use (4 . 2). Others found in studies 
specific to mothers included altered body image (3 . 5) and impact on quality of life (2 . 1). 
Counter-intuitively, Some themes had mixed connotations. These included parental pride in the 
baby (5 . 6), motivation for engagement in healthcare improvement (4 . 2) and changed 
approaches to life and death, self-esteem, and own identity (25 . 7). In studies from low/middle 
income countries, stigmatisation (13 . 2) and pressure to prioritise or delay conception (9) were 
especially prevalent.  
CONCLUSION: Experiencing the birth of a stillborn child is a life-changing event. The focus of 
the consequences may vary with parent gender and country. Stillbirth can have devastating 
psychological, physical and social costs, with ongoing effects on interpersonal relationships 
and subsequently born children. However, parents who experience the tragedy of stillbirth can 
develop resilience and new life-skills and capacities. Future research should focus on 
developing interventions that may reduce the psychosocial cost of stillbirth. 
https://www.ncbi.nlm.nih.gov/pubmed/26785915 
 
Carter, B. S. (2016). "Liminality in Pediatric Palliative Care." Am J Hosp Palliat Care. 
 
Palliative care for infants, children, and adolescents encompasses numerous transitions and 
thresholds of uncertainty that challenge conventional clinical medicine. Palliative care clinicians 
have opportunities to be more comfortable amid such challenges, or perhaps even overcome 
them, if they are attuned to the unique times and places in which patients, their families, and 
caregivers find themselves throughout illness and recovery or transitioning toward the end of 
life. Patient-clinician encounters often dwell in these liminal places. The concept of liminality 
gives validation to the patient or family's being "stuck in places betwixt and between" a past life 
rich with relationship and purpose and an acute, chronic, or critical illness. Or having resolved 
the acute crisis of hospitalization that place between the past bounds of illness and the 
uncertain path forward, perhaps even toward death. Liminality provides a framework for 
addressing the unbound spaces that patients and families occupy: What is past is behind-the 
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present place is tenuous and temporary, and what is ahead uncertain. This place is where 
palliative care clinicians can offer clinicians and families guidance. 
https://www.ncbi.nlm.nih.gov/pubmed/26861443 
 
Cerqueira, C., Pereira, F. and do Ceu Barbieri Figueiredo, M. (2016). "Patterns of 
Response in Parents of Children With Cancer: An Integrative Review." Oncol Nurs Forum 
43(2): E43-55. 
 
PROBLEM IDENTIFICATION: To identify patterns of response of parents in relation to taking 
care of their child with cancer.. LITERATURE SEARCH: The search was performed using 
CINAHL(R) and Scopus in February 2013. DATA EVALUATION: The selection process resulted 
in 18 articles with a wide range of methodologic approaches. The description of the research 
methods of each study and the relevance of the results in comparison to the purpose of this 
review were established as assessment criteria. 
SYNTHESIS: The results of the studies were analyzed using Meleis's Transition Theory, 
identifying a vast number of patterns of response developed by the parents. These patterns of 
response were analyzed, compared, and split into four themes. 
CONCLUSIONS: Using this methodology, a wide range of behaviors, attitudes, and 
competencies associated with the circumstance of parents caring for a child with cancer could 
be identified. 
IMPLICATIONS FOR PRACTICE: Knowledge of the patterns of response will enable nurses to 
lead parents through a healthy transition process in caring for their children with cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/26906138 
 
Choi, E. K., Yoon, S. J., Kim, J. H., Park, H. J., Kim, J. Y. and Yu, E. S. (2015). 
"Depression and distress in caregivers of children with brain tumors undergoing 
treatment: psychosocial factors as moderators." Psychooncology. 
 
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. Copyright (c) 2015 John 
Wiley & Sons, Ltd. 
https://www.ncbi.nlm.nih.gov/pubmed/26426911 
 

https://www.ncbi.nlm.nih.gov/pubmed/26861443
https://www.ncbi.nlm.nih.gov/pubmed/26906138
https://www.ncbi.nlm.nih.gov/pubmed/26426911


130 
 

Chow, E. T., Otis, J. D. and Simons, L. E. (2016). "The Longitudinal Impact of Parent 
Distress and Behavior on Functional Outcomes Among Youth With Chronic Pain." J Pain. 
 
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 
 
Clayton-Jones, D. and Haglund, K. (2015). "The Role of Spirituality and Religiosity in 
Persons Living With Sickle Cell Disease: A Review of the Literature." J Holist Nurs. 
 
PURPOSE: Sickle cell disease (SCD) is a serious debilitating chronic illness, affecting 
approximately 90,000 Americans and millions globally. Spirituality and religiosity (S/R) may ease 
the burden faced by persons living with SCD. The purpose of this study was to examine the 
role of S/R in adolescents and adults living with SCD in the research literature.  
METHOD: The electronic databases Cumulative Index to Nursing and Allied Health Literature, 
Health Source Nursing/Academic, ProQuest Health Module, PsycINFO, Medline, PubMed, and 
the American Theological Library Association were searched from January 1995 to December 
2014.  
FINDINGS: Of the 89 studies retrieved, 11 articles between 2001 and 2013 met the inclusion 
criteria and were reviewed. Four themes emerged. The themes included (a) S/R as sources of 
coping, (b) S/R enhance pain management, (c) S/R influence health care utilization, and (d) S/R 
improve quality of life.  
DISCUSSION: Use of S/R may be significant in coping with SCD, managing pain, affecting 
hospitalizations, and affecting quality of life. This review can direct researchers exploring S/R in 
adolescents and adults living with SCD. 
https://www.ncbi.nlm.nih.gov/pubmed/26620813 
 
Collins, A., Hennessy-Anderson, N., Hosking, S., Hynson, J., Remedios, C. and Thomas, 
K. (2016). "Lived experiences of parents caring for a child with a life-limiting condition in 
Australia: A qualitative study." Palliat Med. 
 
BACKGROUND: Experiential studies in paediatric palliative care are needed to enable an 
ongoing international agenda which supports the development of responsive family supports. 
AIM: To provide an in-depth exploration of the prevalent lived experiences of parents who are 
currently providing care for a child with a life-limiting condition in Australia.  
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DESIGN: Cross-sectional, prospective, qualitative study guided by an advisory group and 
reported according to the consolidated criteria for reporting qualitative studies. Transcripts 
were subjected to a thematic analysis, underpinned by an interpretative phenomenological 
framework.  
SETTING/PARTICIPANTS: Purposively sampled parents (n = 14) recruited from a statewide 
paediatric hospice who self-identified as a 'primary caregiver' for one or more children and/or 
adolescents (18 years) with a life-limiting condition.  
RESULTS: Four key themes represented the prevalent experiences of parents: (1) trapped 
inside the house, (2) the protector, (3) living with the shadow and (4) travelling a different 
pathway. They describe parents' physical and social isolation, exclusion from the workforce, 
pervasive grief and associated impacts to their health and well-being. Limited professional and 
diminished social supports resulted in full ownership of care responsibility. Yet, parents 
embraced their role as 'protector', reporting acquired meaning and purpose.  
CONCLUSION: This study builds upon the growing body of evidence available in paediatric 
palliative care internationally. The key themes highlight the substantial demand for both physical 
and emotional support beyond what is currently offered and call for the implementation of 
carefully planned support services and other societal initiatives which seek to alleviate the broad 
health impacts to caregivers. 
https://www.ncbi.nlm.nih.gov/pubmed/26951065 
 
Cote-Arsenault, D. and Denney-Koelsch, E. (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 
developmental tasks of these families may lead to improved care and greater parent 
satisfaction. 
https://www.ncbi.nlm.nih.gov/pubmed/26954999 
 
 
Crisp, C. L. (2016). "Faith, Hope, and Spirituality: SUPPORTING PARENTS WHEN THEIR 
CHILD HAS A LIFE-LIMITING ILLNESS." J Christ Nurs 33(1): 14-21. 
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When a child has a life-limiting illness, parents' goals and strategies for their child's life may 
need to be drastically altered, especially if early death looms. This article reviews literature and 
research about how families employ faith, hope, spirituality, and biblical perspectives as their 
child becomes critically ill and faces death. Suggestions are made for best caring practices for 
families and children encountering this difficult journey. 
https://www.ncbi.nlm.nih.gov/pubmed/26817365 
 
Derman, Y. E. and Deatrick, J. A. (2015). "Promotion of Well-being During Treatment for 
Childhood Cancer: A Literature Review of Art Interventions as a Coping Strategy." Cancer 
Nurs. 
 
BACKGROUND: Scientific literature suggests that art interventions can assist children with 
cancer cope with physical and psychosocial difficulties associated with cancer treatment. Little 
is known about how the making of tangible visual art can be helpful and which proposed 
therapeutic mechanisms are clinically important.  
OBJECTIVE: The purpose of this literature review is to assess and synthesize the research 
evidence regarding the role of art therapy/art-making interventions for promoting the well-being 
of children with cancer undergoing treatment.  
METHODS: A search of electronic databases (MEDLINE [PubMed], CINAHL, PsycINFO) and 
EBM Reviews including Cochrane Database of Systematic Reviews (OVID) and manual review 
of references in articles accessed were undertaken. Inclusion criteria were as follows: research 
studies of any design; children with cancer undergoing treatment (2-21 years old), and art 
therapy/art-making intervention. Data extraction and quality appraisal were undertaken. Data 
were analyzed with an author-developed review sheet and synthesized into a table.  
RESULTS: Six articles reporting 6 studies met the inclusion criteria. Studies were based on 
qualitative (n = 3) and mixed quantitative/qualitative (n = 3) methodologies. Three outcome 
categories emerged that outline potential therapeutic roles of art interventions.  
CONCLUSIONS: Though sparse and developmental in nature, the existing evidence suggests 
that art interventions may potentially promote the well-being of children undergoing cancer 
treatment by reducing anxiety, fear, and pain and promoting collaborative behaviors; enhancing 
communication with the treatment team; and counteracting the disruption of selfhood that 
cancer treatment evokes.  
IMPLICATIONS FOR PRACTICE: Further and higher-quality research is warranted before 
routinely integrating standardized art interventions into the treatment protocols for children with 
cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/26605959 
 
Edmond, S. N., Graves, P. E., Whiting, S. E. and Karlson, C. W. (2016). "Emotional 
Distress and Burden Among Caregivers of Children With Oncological/Hematological 
Disorders." Fam Syst Health. 
 
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 

https://www.ncbi.nlm.nih.gov/pubmed/26817365
https://www.ncbi.nlm.nih.gov/pubmed/26605959


133 
 

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 
 
Fotiou, C., Vlastarakos, P. V., Bakoula, C., Papagaroufalis, K., Bakoyannis, G., Darviri, C. 
and Chrousos, G. (2016). "Parental stress management using relaxation techniques in a 
neonatal intensive care unit: A randomised controlled trial." Intensive Crit Care Nurs 32: 
20-28. 
 
OBJECTIVE: The objective of this study was to investigate the effect of relaxation techniques on 
the stress/anxiety of parents with hospitalised premature infants, three months following 
discharge from the neonatal intensive care unit.  
STUDY DESIGN: A randomised controlled trial was conducted in the neonatal intensive care 
unit of a tertiary maternity hospital including 59 parents, who were randomised into two groups: 
31 in the intervention group and 28 in the control group. Parents in the intervention group 
practiced three different relaxation techniques, in addition to undergoing the same information-
based training courses as did the parents of the control group.  
DATA COLLECTION: Data were collected 10-15 days post delivery and three months post 
discharge. The assessment measures included the Perceived Stress Scale, the State and Trait 
Anxiety Inventory 1 and 2 and salivary cortisol levels.  
RESULTS: The psychometric assessment at baseline was comparable between the two 
groups. The intervention group showed a significant reduction in trait anxiety (p=0.02) 
compared with the control group three months post discharge. The perceived stress 
decreased in both groups (p=0.699). No difference in salivary cortisol levels was detected. The 
multivariate analysis revealed that higher initial stress levels (p<0.001) and university/college 
education (p=0.003) were associated with higher parental stress, whereas moderate-to-high 
income satisfaction was associated with lower parental stress (p=0.003).  
CONCLUSION: Further long-term follow-up of families with a neonatal intensive care unit 
experience could assess more delayed effects of stress management by relaxation techniques. 
https://www.ncbi.nlm.nih.gov/pubmed/26520208 
 
Garip, Y., Ozel, S., Tuncer, O. B., Kilinc, G., Seckin, F. and Arasil, T. (2016). "Fatigue in 
the mothers of children with cerebral palsy." Disabil Rehabil: 1-6. 
 
PURPOSE: To evaluate fatigue in the mothers of children with cerebral palsy (CP), and to 
determine its associations with clinical parameters of CP, depression and quality of life (QoL). 
METHOD: Ninety children (50 girls and 40 boys) with spastic CP and their mothers were 
included. Control group comprised mothers of healthy children. Gross motor function 
classification system (GMFCS) was used for determining functional status. Spasticity was 
evaluated by using modified Ashworth scale. Fatigue symptom inventory (FSI) was used for 
assessing maternal fatigue, Nottingham health profile (NHP) for maternal QoL, and Beck 
Depression Scale (BDS) for maternal depression.  
RESULTS: Mothers of children with CP scored significantly higher in all FSI subgroups (intensity 
of fatigue, duration of fatigue and interference with QoL), all NHP subgroups and BDS (p < 
0.05) when compared with controls. FSI was found to be correlated with BDS and all 
subgroups of NHP (p < 0.01). No association was found between FSI and clinical parameters 
of children with CP including age, gender, type of CP, tonus and functional impairment (p > 
0.05).  
CONCLUSIONS: Our findings indicate that fatigue levels of mothers with CP children are higher 
than those with healthy children and associated with depression and deterioration in QoL in 
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terms of physical, social and emotional functioning. This should be considered while designing 
a family centred rehabilitation programme for children with CP. Implications for Rehabilitation 
Caring for a child with cerebral palsy has psychological, social and financial impacts on 
familiesand is associated with increased levels of fatigue among mothers. The capacity of 
current programs and services needs to be strengthened to accommodate theneeds of 
children with CP and their mothers in order to reduce fatigue of mothers. New programs need 
to be developed to provide psychosocial support for the mothers andto reduce their fatigue as 
they continue to care for their children. Provision of assistive technology devices (particularly 
suitable wheelchairs) will be useful inreduction of fatigue levels of mothers. 
https://www.ncbi.nlm.nih.gov/pubmed/27015263 
 
Germann, J. N., Leonard, D., Stuenzi, T. J., Pop, R. B., Stewart, S. M. and Leavey, P. J. 
(2015). "Hoping Is Coping: A Guiding Theoretical Framework for Promoting Coping and 
Adjustment Following Pediatric Cancer Diagnosis." J Pediatr Psychol 40(9): 846-855. 
 
OBJECTIVE: To determine the pattern of resilience and adjustment following pediatric cancer 
diagnosis and to evaluate hope as a mediator of adjustment.  
METHODS: 61 participants with pediatric cancer completed measures of hope, depression, 
anxiety, and quality of life (QoL) within 4 weeks of cancer diagnosis and every 3 months for 1 
year.  
RESULTS: Participants showed high and increasing levels of hope and QoL, as well as low and 
decreasing levels of depression and anxiety. Linear mixed-effects regression analyses revealed 
changes in depression, anxiety, and hope to be significant predictors of changes in QoL. 
Changes in hope were found to partially mediate the effects of depression and anxiety on QoL. 
CONCLUSIONS: While a variety of interventions are efficacious for treating anxiety and 
depression, hope theory provides a framework for choosing interventions that may more 
globally promote children's ability to maintain good functioning, adjustment, well-being, and 
QoL following cancer diagnosis. 
https://www.ncbi.nlm.nih.gov/pubmed/25842378 
 
Gold, K. J., Leon, I., Boggs, M. E. and Sen, A. (2016). "Depression and Posttraumatic 
Stress Symptoms After Perinatal Loss in a Population-Based Sample." J Womens Health 
(Larchmt) 25(3): 263-269. 
 
INTRODUCTION: Perinatal loss is often a traumatic outcome for families. While there are limited 
data about depressive outcomes in small populations, information about depression and 
posttraumatic stress disorder among large racially and economically diverse populations is 
sparse.  
METHODS: We collaborated with the Michigan Department of Community Health to conduct a 
longitudinal survey of bereaved mothers with stillbirth or infant death under 28 days of life and 
live-birth (control) mothers in Michigan. The study assessed 9-month mental health outcomes 
including self-reported symptoms of depression and posttraumatic stress disorder along with 
information about demographics, pregnancy and loss experience, social support, and past and 
present mental health and treatment.  
RESULTS: Of 1400 women contacted by the State of Michigan, 609 completed surveys and 
were eligible to participate for a 44% response rate (377 bereaved mothers and 232 control 
mothers with live births). In multivariable analysis, bereaved women had nearly 4-fold higher 
odds of having a positive screen for depression and 7-fold higher odds of a positive screen for 
post-traumatic stress disorder after controlling for demographic and personal risk variables. A 
minority of screen-positive women were receiving any type of psychiatric treatment. 
CONCLUSION: This is the largest epidemiologically based study to date to measure the 
psychological impact of perinatal loss. Nine months after a loss, bereaved women showed high 
levels of distress with limited rates of treatment. Symptoms need to be monitored over time for 
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persisting disorder and further research should identify women at highest risk for poor 
outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/26258870 
 
Gravdal Kvarme, L., Albertini-Fruh, E., Brekke, I., Gardsjord, R., Halvorsrud, L. and Liden, 
H. (2016). "On duty all the time: health and quality of life among immigrant parents caring 
for a child with complex health needs." J Clin Nurs 25(3-4): 362-371. 
AIMS AND OBJECTIVES: To provide knowledge about how immigrant parents of children with 
complex health needs manage their family lives and how this affects their own health and 
quality of life.  
BACKGROUND: Caregivers of children with complex health needs have additional risk for 
general health problems and mental health problems and immigrant parents may be more 
vulnerable to mental distress and failing health and quality of life.  
DESIGN: This qualitative study used an exploratory design with individual and focus group 
interviews. Data collection and analysis followed phenomenological hermeneutic guidelines. 
METHODS: Individual and group interviews with 27 parents: 18 mothers and 9 fathers from 
Pakistan, Poland and Vietnam.  
RESULTS: Immigrant parents of children with complex health needs experience their own 
health and quality of life challenges. They described the burden of dealing with their child's 
needs and special care, which affects their sleep and physical and mental health. Single 
mothers are particularly vulnerable.  
CONCLUSION: Parents reported positive and negative effects of their caregiving experience 
that may affect their health and quality of life. Mothers were the primary caregivers and reported 
more health problems than did fathers. The lack of respite care, social networks and support 
impacted maternal health. Immigrant parents struggle to access resources for their child with 
complex health needs.  
RELEVANCE TO CLINICAL PRACTICE: Hospital nurses, schools and community health care 
can play a valuable role in supporting the parents of children with complex health needs. It is 
important that parents are informed about their rights and receive a coordinator and 
interdisciplinary group to ensure that their needs are met with assistance and respite care. That 
maternal health was worse in this sample implies that health care professionals should pay 
more attention to reducing stress among these caregivers. 
https://www.ncbi.nlm.nih.gov/pubmed/26818363 
 
Harris, N., Beringer, A. and Fletcher, M. (2016). "Families' priorities in life-limiting illness: 
improving quality with online empowerment." Arch Dis Child 101(3): 247-252. 
OBJECTIVE: Improving quality of life (QOL) is the central focus of palliative care support for 
children with life-limiting illness (LLI), but achieving this can be challenging. I 
NTERVENTION: MyQuality is an online tool that enables families to choose and monitor 
parameters they identify as having an impact on their QOL, which aims to improve patient-
professional communications and also to enhance patient empowerment within healthcare 
dialogues. DESIGN: A longitudinal, multisite mixed-method evaluation of MyQuality. Families 
were invited to use MyQuality and completed semi-structured interviews and a Family 
Empowerment Scale (FES) at T=0 and T+3 months. PATIENTS AND SETTING: Thirty-two 
families of children with LLIs, attending three children's hospices in one UK region. OUTCOME 
MEASURES: Website access, usage patterns and parameter choice, FES scores and 
qualitative evaluation of interviews. RESULTS: 23/32 families chose to use the website. Mean 
duration of use was 106 days (range 2-301), with families choosing two or three parameters 
(range 1-15), most commonly seizures (24/32), constipation (9/32), pain (6/32) and sleep 
problems (6/32). Mean FES scores increased over time (3.45-3.85). Interview feedback 
confirmed the acceptability and ease of use of the website, and the value of a graphic record of 
change over time to support ongoing management and collaborative review of medical, nursing 
or social interventions.  
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CONCLUSIONS: The identification and monitoring of patient-generated priorities via the 
MyQuality website empowers families and supports collaboration between parents and 
professionals to ensure that palliative care is truly patient and family centred. 
https://www.ncbi.nlm.nih.gov/pubmed/26699531 
 
Hawthorne, D. M., Youngblut, J. M. and Brooten, D. (2016). "Parent  Spirituality, Grief, 
and Mental Health at 1 and 3Months After Their Infant's/Child's Death in an Intensive 
Care Unit." J Pediatr Nurs 31(1): 73-80. 
 
The death of an infant/child is one of the most devastating experiences for parents and 
immediately throws them into crisis. Research on the use of spiritual/religious coping strategies 
is limited, especially with Black and Hispanic parents after a neonatal (NICU) or pediatric 
intensive care unit (PICU) death.  
PURPOSE: The purpose of this longitudinal study was to test the relationships between 
spiritual/religious coping strategies and grief, mental health (depression and post-traumatic 
stress disorder) and personal growth for mothers and fathers at 1 (T1) and 3 (T2) months after 
the infant's/child's death in the NICU/PICU, with and without control for race/ethnicity and 
religion.  
RESULTS: Bereaved parents' greater use of spiritual activities was associated with lower 
symptoms of grief, mental health (depression and post-traumatic stress), but not post-
traumatic stress in fathers. Use of religious activities was significantly related to greater personal 
growth for mothers, but not fathers.  
CONCLUSION: Spiritual strategies and activities helped parents cope with their grief and 
helped bereaved mothers maintain their mental health and experience personal growth. 
https://www.ncbi.nlm.nih.gov/pubmed/26320884 
 
Hennegan, J. M., Henderson, J. and Redshaw, M. (2015). "Contact with the baby 
following stillbirth and parental mental health and well-being: a systematic review." BMJ 
Open 5(11): e008616. 
 
OBJECTIVE: To collate and critically appraise extant evidence for the impact of contact with the 
stillborn infant on parental mental health, well-being and satisfaction. DESIGN: Systematic 
review. DATA SOURCES: A structured systematic search was conducted in 13 databases, 
complemented by hand-searching. STUDY ELIGIBILITY CRITERIA: English language studies 
providing quantitative comparison of outcomes for parents who held their baby or engaged in 
other memory-making activities, such as having photos and handprints, compared to those 
who did not, were eligible for inclusion.  
OUTCOME MEASURES: Primary outcomes included clinically diagnosed mental health issues, 
standardised assessment of mental health issues or self-reported psychological distress. 
Secondary outcomes included poor health, relationship difficulties and satisfaction with the 
decision to have contact with the baby.  
RESULTS: Two authors independently screened abstracts, selected potentially eligible studies, 
extracted data and evaluated the quality of included papers. 11 eligible studies, reported in 18 
papers, were included. Studies were heterogeneous, precluding quantitative synthesis, thus a 
narrative synthesis is presented. Studies presented high risks of bias, particularly in regard to 
sample representativeness, and confounder identification and adjustment. Results were mixed 
concerning the impact of holding the stillborn baby on mental health and well-being. One study 
found no significant effects, and two studies reported no impact on depression. Conflicting 
effects were found for anxiety and post-traumatic stress. Other memory-making activities were 
not found to have a significant association with mental health or well-being outcomes. Across 
studies, mothers were satisfied with their decision to hold their baby or engage in other 
memory making.  
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CONCLUSIONS: Evidence for the impact of holding the stillborn baby on mental health and 
well-being is sparse, and of poor quality. High-quality research guided by a priori hypotheses, 
with attention to potential confounders and moderating effects, is needed to provide more 
rigorous evidence to guide practitioners' and parents' decision-making for care following 
stillbirth. REVIEW PROTOCOL NUMBER: PROSPERO CRD42014013890. 
https://www.ncbi.nlm.nih.gov/pubmed/26614620 
 
Hill, D. L., Miller, V. A., Hexem, K. R., Carroll, K. W., Faerber, J. A., Kang, T. and 
Feudtner, C. (2015). "Problems and hopes perceived by mothers, fathers and physicians 
of children receiving palliative care." Health Expect 18(5): 1052-1065. 
 
BACKGROUND: The quality of shared decision making for children with serious illness may 
depend on whether parents and physicians share similar perceptions of problems and hopes 
for the child.  
OBJECTIVE: (i) Describe the problems and hopes reported by mothers, fathers and physicians 
of children receiving palliative care; (ii) examine the observed concordance between 
participants; (iii) examine parental perceived agreement; and (iv) examine whether parents who 
identified specific problems also specified corresponding hopes, or whether the problems were 
left 'hopeless'.  
METHOD: Seventy-one parents and 43 physicians were asked to report problems and hopes 
and perceived agreement for 50 children receiving palliative care. Problems and hopes were 
classified into eight domains. Observed concordance was calculated between parents and 
between each parent and the physicians.  
RESULTS: The most common problem domains were physical body (88%), quality of life (74%) 
and medical knowledge (48%). The most common hope domains were quality of life (88%), 
suffering (76%) and physical body (39%). Overall parental dyads demonstrated a high 
percentage of concordance (82%) regarding reported problem domains and a lower 
percentage of concordance on hopes (65%). Concordance between parents and physicians 
regarding specific children was lower on problem (65-66%) and hope domains (59-63%). 
Respondents who identified problems regarding a child's quality of life or suffering were likely to 
also report corresponding hopes in these domains (93 and 82%, respectively).  
CONCLUSION: Asking parents and physicians to talk about problems and hopes may provide 
a straightforward means to improve the quality of shared decision making for critically ill 
children. 
https://www.ncbi.nlm.nih.gov/pubmed/23683168 
 
Hilliard, M. E., McQuaid, E. L., Nabors, L. and Hood, K. K. (2015). "Resilience in Youth 
and Families Living With Pediatric Health and Developmental Conditions: Introduction to 
the Special Issue on Resilience." J Pediatr Psychol 40(9): 835-839. 
 
This special issue of the Journal of Pediatric Psychology showcases a growing area of research 
with a collection of 16 contemporary studies of resilience in youth with chronic medical or 
developmental conditions and their families. The research reported in this special issue covers a 
broad range of pediatric populations, including cancer, type 1 diabetes, and chronic pain, 
among others, ranging in age from early childhood through early adulthood. This introduction to 
the special issue reviews the various ways the articles' authors conceptualize and define risk 
and resilience; most analyze protective processes in relation to resilient outcomes, including 
both achievement of explicitly positive experiences and avoidance of dysfunction or disruption. 
Challenges with measurement of resilience-related constructs is reviewed. Finally, the special 
issue editors offer a definition of resilience in the context of pediatric and health psychology. 
https://www.ncbi.nlm.nih.gov/pubmed/26275974 
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Homer, C. S., Malata, A. and ten Hoope-Bender, P. (2016). "Supporting women, families, 
and care providers after stillbirths." Lancet 387(10018): 516-517. 
https://www.ncbi.nlm.nih.gov/pubmed/26794072 
 
Humphrey, L. M., Hill, D. L., Carroll, K. W., Rourke, M., Kang, T. I. and Feudtner, C. 
(2015). "Psychological Well-Being and Family Environment of Siblings of Children with Life 
Threatening Illness." J Palliat Med 18(11): 981-984. 
 
BACKGROUND: The psychological well-being of siblings of children with life threatening illness 
remains largely uncharted. Pediatric cancer research suggests that a supportive family 
environment may protect the psychological well-being of siblings.  
OBJECTIVE: We hypothesized that (1) siblings of pediatric palliative care patients would show 
clinical/behavioral scores that were elevated but that rates of serious psychopathology would 
be comparable to the general population of children their age; and (2) higher family functioning 
scores would be associated with lower clinical scores and higher adaptive scores for these 
siblings.  
METHODS: We conducted an observational study with families in which a patient receiving 
palliative care had one or more siblings between the ages of 6 and 11. Parents completed the 
Behavioral Assessment System for Children, Second Edition (BASC-2) to assess the siblings' 
psychological well-being and the Family Assessment Device (FAD) to assess the family 
environment.  
RESULTS: Twenty-four parents reported data for 30 siblings. Only three siblings scored in the 
clinical range on a BASC-2 composite clinical scale, and 11 siblings scored in the at-risk range 
on one or more composite scales. Higher FAD scores predicted significantly higher 
externalization composite clinical scores (7.54, 95% CI: 1.12, 13.97, p < 0.05) and significantly 
higher behavioral composite scores (7.88, 95% CI: 1.55, 14.21, p < 0.05).  
DISCUSSION: Siblings of pediatric palliative care patients are not experiencing lower 
psychological well-being than the general population. The prediction that a positive family 
environment would be associated with higher levels of psychological health was supported. 
https://www.ncbi.nlm.nih.gov/pubmed/26393493 
 
Kaal, S. E., Kuijken, N. M., Verhagen, C. A., Jansen, R., Servaes, P. and van der Graaf, 
W. T. (2016). "Experiences of Parents and General Practitioners with End-of-Life Care in 
Adolescents and Young Adults with Cancer." J Adolesc Young Adult Oncol 5(1): 64-68. 
 
This study aims to analyze the experiences of Dutch bereaved parents and general practitioners 
(GPs) with palliative care of AYAs (18-35 years) in the terminal stage. Fifteen parents and nine 
GPs involved with nine deceased AYAs filled out questionnaires and were interviewed by 
telephone, respectively. In general, the parents were satisfied with the emotional care they 
themselves received and the medical care that their child received. The GPs were very satisfied 
with the cooperation with the palliative team. Gaps are present in the areas of symptom control, 
communication between hospital professionals and parents, aftercare, and transition between 
hospital and GP. 
http://www.ncbi.nlm.nih.gov/pubmed/26812457 
 
Kearney, J. A. and Byrne, M. W. (2015). "Understanding parental behavior in pediatric 
palliative care: Attachment theory as a paradigm." Palliat Support Care 13(6): 1559-1568. 
 
OBJECTIVE: The objective of this conceptual paper was to present important constructs in 
attachment theory as they apply to parent and caregiver behavior in pediatric palliative care. 
Clarification of these constructs is provided with specific reference to their clinical application as 
well as their reflection in current empirical literature. Social attachment theory is proposed as a 
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developmentally contextual model for the study of parenting in pediatric palliative and end-of-
life care.  
METHOD: A comprehensive search was conducted of pertinent literatures. These included 
classic as well as recent theory and research in attachment theory in addition to the empirical 
literatures on parent and family experience in pediatric palliative care, serious illness, and 
beyond to parental bereavement. Other relevant literature was examined with respect to the 
phenomena of concern.  
RESULTS: The empirical literature in pediatric palliative care supports the use of central 
concepts in attachment theory as foundational for further inquiry. This is evidenced in the 
emphasis on the importance of parental protection of the child, as well as executive activities 
such as decision making and other prominent parental operations, parental psychological 
resolution of the child's diagnosis and illness as well as coping and meaning making, and the 
core significance of parental relationships with providers who provide secure-base and safe-
haven functions.  
SIGNIFICANCE OF RESULTS: The promise for developing integrated, conceptually based 
interventions from construction through implementation is of urgent importance to children and 
families receiving pediatric palliative care services. Focusing on key parental behaviors and 
processes within the context of a well-studied and contextually appropriate model will inform 
this task efficiently. The attachment paradigm meets these criteria and has promise in allowing 
us to move forward in developing well-defined, inclusive, and conceptually grounded protocols 
for child and family psychosocial research, practice, and education in this specialty. 
http://www.ncbi.nlm.nih.gov/pubmed/24524227 
 
Kiguli, J., Munabi, I. G., Ssegujja, E., Nabaliisa, J., Kabonesa, C., Kiguli, S. and Josaphat, 
B. (2016). "Stillbirths in sub-Saharan Africa: unspoken grief." Lancet 387(10018): e16-18. 
http://www.ncbi.nlm.nih.gov/pubmed/26794074 
 
Linder, L. A. and Seitz, M. (2016). "Through Their Words: Sources of Bother for 
Hospitalized Children and Adolescents With Cancer." J Pediatr Oncol Nurs. 
 
An increased intensity of inpatient treatment, hospital-based routines, and separation from the 
familiar home environment may collectively increase the burden of the pediatric cancer 
experience. This study explored children and adolescents' perceived sources of bother related 
to hospitalization using two questions: (1) What bothered you the most about the hospital or 
hospital environment? and (2) What do you think could improve the hospital or hospital 
environment? Fifty children and adolescents (mean age 12.6 years) responded to these 
questions during each shift of a 3-day/3-night data collection period. Responses were analyzed 
using content analysis and chi-square analyses. Themes related to sources of bother included 
(1) "nothing/don't know," (2) "treatment and its consequences," (3) "isolation and loneliness," (4) 
"imposed bother," (5) "negative environment," and (6) "staff behaviors." Themes related to 
improving the hospital environment included (1) "nothing/don't know," (2) "normalizing 
activities," (3) "quality of the hospital environment," (4) "decrease burden of cancer and its 
treatment," and (5) "patient care issues." Participants' responses to these questions provide a 
foundation for actionable change to alleviate the burden associated with hospitalization. 
http://www.ncbi.nlm.nih.gov/pubmed/26902500 
 
Lindgren, L. H., Schmiegelow, K., Helms, A. S., Thorsteinsson, T. and Larsen, H. B. 
(2016). "In sickness and in health: classmates are highly motivated to provide in-hospital 
support during childhood cancer therapy." Psychooncology. 
 
OBJECTIVES: Extended hospitalization for school-aged cancer patients increases their risk of 
social marginalization. School-aged children mature through peer-interaction, but healthcare 
providers fail to incorporate this in rehabilitation efforts. The RESPECT study offers classmates 
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to cancer patients to become ambassadors during hospital stays. This study explores 
classmate decision-making patterns about ambassadorship. METHODS: An open-ended 
question was prospectively and consecutively provided to classmates (N = 221) (and parents) 
of 10 children diagnosed with cancer in 2014 and enrolled in the RESPECT study. Statements 
were analysed using thematic content analysis.  
RESULTS: Of 221 classmates, 140 responded (63%). Of these, 81 applied for ambassadorship 
(median 8/patient), 58 declined, one was undecided. Nine forms were incomplete; leaving 131 
in total that revealed 303 statements for analysis. Five major themes emerged: existing 
friendship (132/303 statements), personal resources (academic, emotional and social) 
(107/303), attitudes towards the ambassadorship (34/303), hospital environment (18/303) and 
logistics (12/303). Of the classmates with pre-existing friendships, 77% applied for 
ambassadorship and 80% with a surplus of personal resources applied. These were 
predominant predictors for ambassadorship application. Classmate motives were condensed 
into four archetypes: pre-existing friendship with a surplus of resources (100% applied), non-
friend classmates with a surplus of resources (63% applied), pre-existing friendship with limited 
resources (22% applied) and non-friend classmates with limited resources (0% applied). 
CONCLUSION: Classmates are highly motivated to support patients during serious illness, 
irrespective of pre-existing friendships. Ambassadors offer a novel in-hospital approach to 
promote rehabilitation in children with severe/chronic diseases. Results need validation in other 
settings. Copyright (c) 2016 John Wiley & Sons, Ltd. 
http://www.ncbi.nlm.nih.gov/pubmed/26872002 
 
Lisy, K., Peters, M. D., Riitano, D., Jordan, Z. and Aromataris, E. (2016). "Provision of 
Meaningful Care at Diagnosis, Birth, and after Stillbirth: A Qualitative Synthesis of Parents' 
Experiences." Birth 43(1): 6-19. 
 
BACKGROUND: The care provided to parents experiencing stillbirth can have significant and 
lasting impacts on their immediate and long-term psychological well being. The aim of this 
qualitative synthesis was to investigate parents' experiences of care received during and after 
stillbirth.  
METHODS: Qualitative findings extracted from 20 included studies were pooled using a meta-
aggregative approach.  
RESULTS: Four meta-syntheses encompassing parents' experiences of care at diagnosis of 
stillbirth, induction and birth, immediately postbirth and onwards, revealed care strategies that 
parents appreciated and found helpful, and also actions and behaviors that were distressing. 
Helpful strategies included a warm and sensitive communication style, provision of clear and 
understandable information, shared decision making, and respect for individual needs and 
preferences. Parents appreciated guidance from health care professionals about seeing and 
holding, including being prepared for their baby's possible appearance, information on how to 
spend time with their baby, and collection of memorabilia. After stillbirth, offers of follow-up 
care, including referrals for professional support, were appreciated.  
CONCLUSIONS: Care received during and after stillbirth may have lasting impacts on parents' 
future well being. Health care professionals may aid in improving parents' well being after 
stillbirth by providing care that is cognizant of parents' emotional states. Care strategies arising 
from the findings of this review are suggested. 
http://www.ncbi.nlm.nih.gov/pubmed/26799862 
 
Ljungman, L., Hoven, E., Ljungman, G., Cernvall, M. and von Essen, L. (2015). "Does 
time heal all wounds? A longitudinal study of the development of posttraumatic stress 
symptoms in parents of survivors of childhood cancer and bereaved parents." 
Psychooncology 24(12): 1792-1798. 
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BACKGROUND: A lack of longitudinal studies has hampered the understanding of the 
development of posttraumatic stress symptoms (PTSS) in parents of children diagnosed with 
cancer. This study examines level of PTSS and prevalence of posttraumatic stress disorder 
(PTSD) from shortly after diagnosis up to 5 years after end of treatment or child's death, in 
mothers and fathers.  
METHODS: A design with seven assessments (T1-T7) was used. T1-T3 were administered 
during treatment and T4-T7 after end of treatment or child's death. Parents (N = 259 at T1; n = 
169 at T7) completed the PTSD Checklist Civilian Version. Latent growth curve modeling was 
used to analyze the development of PTSS.  
RESULTS: A consistent decline in PTSS occurred during the first months after diagnosis; 
thereafter the decline abated, and from 3 months after end of treatment only minimal decline 
occurred. Five years after end of treatment, 19% of mothers and 8% of fathers of survivors 
reported partial PTSD. Among bereaved parents, corresponding figures were 20% for mothers 
and 35% for fathers, 5 years after the child's death.  
CONCLUSIONS: From 3 months after end of treatment the level of PTSS is stable. Mothers 
and bereaved parents are at particular risk for PTSD. The results are the first to describe the 
development of PTSS in parents of children diagnosed with cancer, illustrate that end of 
treatment is a period of vulnerability, and that a subgroup reports PTSD 5 years after end of 
treatment or child's death. 
http://www.ncbi.nlm.nih.gov/pubmed/26042579 
 
Lovgren, M., Bylund-Grenklo, T., Jalmsell, L., Wallin, A. E. and Kreicbergs, U. (2015). 
"Bereaved Siblings' Advice to Health Care Professionals Working With Children With 
Cancer and Their Families." J Pediatr Oncol Nurs. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26669875 
 
Lowes, L., Clark, T. S. and Noritz, G. (2016). "Factors associated with caregiver 
experience in families with a child with cerebral palsy." J Pediatr Rehabil Med 9(1): 65-72. 
 
PURPOSE: Managing the stresses of parenting a child with cerebral palsy (CP) can be 
challenging. This study sought to identify factors that are associated with higher levels of 
caregiver stress.  
METHODS: A retrospective review of data from the Learn From Every Patient project 
conducted in an interdisciplinary CP clinic were used to compare caregiver responses on 2 
subsets (financial and time/emotional) of the Assessment of Caregiver Experience in 
Neuromuscular Disorders (ACEND) and physical and medical characteristics of the child. 
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RESULTS: The range of scores in both the financial and emotional subset was large. The 
presence of behavior problems, seizures, and severity of CP showed the strongest associations 
with emotional stress and accounted for 14% of the variance in scaled scores (r= 0.392, adj 
R2= 14.3, p< 0.01). The child's age was not significantly related to parental stress. The most 
highly reported areas of stress were worry about the child's pain, and the financial impact of 
lost wages.  
CONCLUSION: Caregiver experience varied widely and is associated with a range of factors 
among families caring for a child with CP. Further research is needed to test whether 
interventions to minimize the areas of greatest stress could make a meaningful difference in 
family functioning. 
http://www.ncbi.nlm.nih.gov/pubmed/26966802 
 
Martin-Borrink, M. (2016). "[The threatened loss of privacy by families with chronically ill 
children by the constant presence of the pediatric intensive care nursing service]." 
Kinderkrankenschwester 35(2): 45-50. 
http://www.ncbi.nlm.nih.gov/pubmed/27039594 
 
McCann, D., Bull, R. and Winzenberg, T. (2016). "Brief Report: Competence, Value and 
Enjoyment of Childcare Activities Undertaken by Parents of Children With Complex 
Needs." J Pediatr Nurs 31(2): e127-132. 
 
Parents combine many roles when caring for a child with complex needs, but few studies 
measure parental value and enjoyment of childcare related activities. This study aimed to 
describe parental competence, enjoyment and value of childcare related activities, particularly 
healthcare related activities, when parenting a child with complex needs. DESIGN AND 
METHODS: This was a pilot cross sectional study. Ten mothers of children with complex needs 
rated their competence, value and enjoyment of 156 childcare related activities using the 
Occupational Questionnaire (Smith, Kielhofner, & Hawkins Watts, 1986). RESULTS: The 
mothers rated childcare related activities as important and rated themselves as competent to 
undertake them. Mothers disliked performing healthcare related activities, but enjoyed 
emotional care activities.  
CONCLUSION: This study extends the current knowledge regarding the role tension described 
by parents of children with complex needs. The finding that parents dislike performing 
healthcare related activities despite self-reporting high levels of competence warrants further 
investigation.  
PRACTICE IMPLICATIONS: Gaining a better understanding of the role tension described by 
parents of children with complex needs may enable pediatric nurses to better understand the 
impact of home based care provision on parents and assist them to find ways to support 
families so this care can continue to be provided. 
http://www.ncbi.nlm.nih.gov/pubmed/26733444 
 
McNeil, S. B. (2016). "Spirituality in Adolescents and Young Adults With Cancer: A Review 
of Literature." J Pediatr Oncol Nurs 33(1): 55-63. 
 
PURPOSE: Spirituality and religion have been found to have a positive impact on adults with 
cancer, but these concepts have not been well examined in adolescents and young adults 
(AYA) with cancer. AYA often question and struggle with their religious and spiritual beliefs, so it 
is not clear if spirituality and religion have the same positive impact on this age group. The 
purpose of this review of literature was to examine the research that has been conducted in 
spirituality in AYA with cancer.  
METHODS: The review covered the years from 1980 to present. The terms cancer, 
adolescents, and young adults as well as the phrases spirit* and relig* were used to capture the 
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different variations of words. Nine articles were found that explored spirituality and religiosity in 
AYA with cancer.  
RESULTS: This review highlighted the need for clarifying the terms used in describing the 
concept. This lack of continuity in terms makes it difficult to compare the studies. The methods 
used to measure spirituality are varied.  
IMPLICATIONS FOR PRACTICE: Pediatric oncology nurses need to be sensitive to the spiritual 
needs of their patients. This can be accomplished by keeping an open line of communication 
and ensuring uninterrupted time to pray or read scriptures. Because of the variety of ways to 
express spirituality, the important first step is to ask what spirituality means to them. 
http://www.ncbi.nlm.nih.gov/pubmed/25637188 
 
Mooney-Doyle, K. and Deatrick, J. A. (2015). "Parenting in the face of childhood life-
threatening conditions: The ordinary in the context of the extraordinary." Palliat Support 
Care: 1-12. 
 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26462446 
 
Morris, A. T., Gabert-Quillen, C., Friebert, S., Carst, N. and Delahanty, D. L. (2016). "The 
Indirect Effect of Positive Parenting on the Relationship Between Parent and Sibling 
Bereavement Outcomes After the Death of a Child." J Pain Symptom Manage 51(1): 60-
70. 
 
CONTEXT: Families are referred to pediatric palliative care (PPC) programs when a child is 
diagnosed with a medical condition associated with less than a full life expectancy. When a 
child dies, PPC programs typically offer a range of bereavement interventions to these families, 
often focusing on parents. Currently, it is unclear which factors increase the likelihood that 
bereaved siblings will experience negative outcomes, limiting the development of empirically 
supported interventions that can be delivered in PPC programs.  
OBJECTIVES: The present study explored the relationship between parents' and surviving 
sibling's mental health symptoms (i.e., post-traumatic stress disorder [PTSD], prolonged grief 
disorder (PGD), and depression symptoms) after a child's death. Additionally, the extent to 
which parent functioning indirectly impacted sibling functioning through parenting behaviors 
(i.e., positive parenting and parent involvement) was also examined, with a specific focus on 
differences based on parent gender.  
METHODS: Sixty bereaved parents and siblings (aged 8-18) who enrolled in a PPC program 
from 2008 to 2013 completed measures of PTSD, PGD, and depression related to the loss of a 
child/sibling. Siblings also completed a measure of general parenting behaviors.  
RESULTS: Maternal, but not paternal, symptoms of PTSD and PGD were directly associated 
with sibling outcomes. Paternal symptoms were associated with sibling symptoms indirectly, 
through parenting behaviors (i.e., via decreasing positive parenting).  
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CONCLUSION: These results underscore the importance of examining both maternal and 
paternal influences after the death of a child, demonstrate differential impact of maternal vs. 
paternal symptoms on siblings, and stress the importance of addressing postloss symptoms 
from a family systems perspective. 
http://www.ncbi.nlm.nih.gov/pubmed/26387829 
 
Nam, G. E., Warner, E. L., Morreall, D. K., Kirchhoff, A. C., Kinney, A. Y. and Fluchel, M. 
(2016). "Understanding psychological distress among pediatric cancer caregivers." 
Support Care Cancer 24(7): 3147-3155. 
 
PURPOSE: Few studies have examined distress in caregivers of pediatric cancer patients. We 
evaluated the association of socioeconomic, demographic, and patient clinical factors on 
caregivers' self-reported psychological distress associated with having a child with cancer. 
METHODS: N = 366 pediatric cancer caregivers completed a self-administered questionnaire 
from July 2010 to July 2012. The Impact of Event Scale (IES), along with two subscales 
"intrusion" and "avoidance" measured caregiver cancer-specific distress, with higher scores 
indicating greater distress. Multivariable linear regression models were used to calculate 
coefficients (beta) and 95 % confidence intervals (95 % CI) of IES by socioeconomic, 
demographic, and clinical factors.  
RESULTS: Average caregiver IES score was 31.2 (standard deviation (SD) = 16.9, range 0-75). 
Mean intrusion score was 18.1 (SD 9.8, range 0-35) and avoidance score was 12.8 (SD 9.0, 
range 0-40). Caregivers with household incomes <$40,000 reported higher mean distress 
scores than those with incomes ranging from $40,000 to $79,999 (beta = 4.45, 95 % CI 0.04-
8.87, p = 0.05). Infrequently or never attending religious services, younger child age, and a 
diagnosis of AML were associated with higher intrusion (all p < 0.05). Caregivers with a child 
currently receiving therapy reported higher overall IES (beta = 5.9, 95 % CI 2.15-9.7, p < 0.01) 
and intrusion (beta = 4.1, 95 % CI 1.9-6.3, p < 0.001) scores compared to those off therapy 
(beta = 3.13, 95 % CI 0.93-5.33, p < 0.01). CONCLUSIONS: Our findings identify 
socioeconomic and clinical factors that influence psychological distress for caregivers of 
pediatric oncology patients. These findings underscore the importance of developing and 
testing interventions aimed at evaluating and addressing the psychosocial needs for high-risk 
caregivers in addition to those of patients. 
http://www.ncbi.nlm.nih.gov/pubmed/26928441 
 
Nicholas, D. B., Beaune, L., Barrera, M., Blumberg, J. and Belletrutti, M. (2016). 
"Examining the Experiences of Fathers of Children with a Life-Limiting Illness." J Soc 
Work End Life Palliat Care 12(1-2): 126-144. 
 
Families who have a child diagnosed with a life-limiting illness (LLI) face substantial challenges 
resulting from the complexity and devastating impact of the condition and potential closeness 
of death. The experiences of fathers of a child with LLI have been understudied; therefore, this 
study explored the stresses, experiences, and strategies of these fathers, including their 
perceptions about support needs. Based on grounded theory, in-depth semi-structured 
interviews were conducted with 18 fathers of children with LLI. Six fathers had experienced the 
death of their child. The overarching themes were stresses, means of coping, and perceived 
needs for support. Generally, fathers in this study struggled relative to discursive and 
internalized notions of fathers as providers and protectors for their children, combined with an 
inability to ease their child's vulnerability to LLI. Participants were engaged in the care of their 
child with LLI, but several felt marginalized by health care providers in care planning and 
staff/family communication. Some fathers recognized and valued their support network while 
others had few supports. Some described personal growth and desired to help other fathers. 
Practice implications and recommendations include renewed application of family-centered 
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care, overcoming presumptions about fathers' roles, and recognizing the impact of LLI beyond 
physical health. 
http://www.ncbi.nlm.nih.gov/pubmed/27143577 
 
Noel, M. (2016). "Commentary: Harnessing the Fragility of Pain Memories to Help Children 
Forget: A New Avenue for Pediatric Psychology Interventions?" J Pediatr Psychol 41(2): 
232-234. 
http://www.ncbi.nlm.nih.gov/pubmed/26666266 
 
O'Neill, C., McCaughan, E., Semple, C. J. and Ryan, A. (2016). "Fathers' experiences of 
living with cancer: a phenomenological study." Eur J Cancer Care (Engl). 
 
There is a paucity of knowledge about fathers' experiences of cancer. This study explored the 
experiences of fathers diagnosed and living with cancer while also having parental responsibility 
for children. A hermeneutic phenomenological approach guided the study. Data were 
generated through 22 in-depth interviews with 10 fathers throughout Northern Ireland. The 
findings evidenced that fathers' identities are challenged and frequently re-shaped by the 
cancer experience, in many cases leading to an improved lifestyle behaviour. Heightened 
engagement with their children can provide a protective effect from the illness. On the other 
hand a lack of involvement led to frustration and low mood. The findings also demonstrated 
that father/child relationships were adversely affected by the social complexities that exist in the 
variances and diversity of fathers parenting roles and status. This knowledge contributes to our 
understanding of the complex relationships of fathers in non-traditional roles. It extends our 
understanding of how, when stereotyped gendered roles are ascribed to fathers it can impact 
on a fathers' ability to fulfil the traditional breadwinner's role. This is knowledge that will inform 
health care professionals and enable them to provide gendered-sensitive care that takes 
account of the masculine psychological responses that can shape the cancer experience. 
http://www.ncbi.nlm.nih.gov/pubmed/27001026 
 
Perales, M. A., Drake, E. K., Pemmaraju, N. and Wood, W. A. (2016). "Social Media and 
the Adolescent and Young Adult (AYA) Patient with Cancer." Curr Hematol Malig Rep. 
 
Over 70,000 adolescent and young adults (AYA) aged 15 to 39 years are diagnosed with 
cancer each year in the US. The National Cancer Institute (NCI) has identified AYA cancer 
patients as a unique population. The most common cancers in this age group include tumors 
typically seen in pediatric patients such as acute lymphoblastic leukemia (ALL) and brain 
tumors, as well as cancers more typically seen in adult patients such as breast cancer and 
melanoma. In addition, some cancers have their highest incidence in AYA patients, such as 
Hodgkin Lymphoma, testicular cancer, and bone tumors. AYA patients face additional unique 
issues due to their age, not just questions about treatment choices due to lack of data but also 
questions about fertility, relationships, loss of autonomy, and interruptions in school/work with 
potentially significant financial complications. This age group also has very high rates of social 
media usage with up to 90 % of adults aged 18 to 29 using social networking sites. In this 
review, we will describe the use of social media in AYAs with cancer and highlight some of the 
online resources for AYAs. 
http://www.ncbi.nlm.nih.gov/pubmed/26893061 
 
Peri, T., Hasson-Ohayon, I., Garber, S., Tuval-Mashiach, R. and Boelen, P. A. (2016). 
"Narrative reconstruction therapy for prolonged grief disorder-rationale and case study." 
Eur J Psychotraumatol 7: 30687. 
BACKGROUND: Prolonged grief disorder (PGD) is a potentially disabling condition affecting 
approximately 10% of bereaved people. It has been suggested that the impaired integration of 
the loss memory, as expressed in recurrent memories of the loss and disorganization of 
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memory, is involved in the development of PGD. Narrative reconstruction (NR), originally 
designed for the treatment of posttraumatic stress disorder (PTSD) in an integrative therapy 
module, and consisting of exposure to the loss memory, detailed written reconstruction of the 
loss memory narrative and an elaboration of the personal significance of that memory for the 
bereaved, has been shown to be effective in the treatment of intrusion symptoms. OBJECTIVE: 
In light of findings that cognitive behavior therapy (CBT), including cognitive restructuring and 
exposure, is effective in the treatment of PGD, we suggest the implementation of a somewhat 
novel therapy module, NR, for the treatment of intrusive phenomena in bereaved patients. 
METHOD: The rationale for the implementation of NR for PGD and a case study of the 
treatment of a woman suffering from PGD after the death of her father are presented. Therapy 
took place in a university outpatient training clinic.  
RESULTS: Evaluations conducted before and after treatment and at a 3-month follow-up 
demonstrated the effectiveness of NR in reducing symptoms of PGD and depression. The 
analysis of spontaneous narratives recorded before and after treatment showed an increased 
organization of the narratives.  
CONCLUSIONS: This case report demonstrates an adaptation of NR for the treatment of PGD. 
The results provide preliminary support for the effectiveness of NR for PGD. The significance of 
the study and its limitations are discussed. 
http://www.ncbi.nlm.nih.gov/pubmed/27150596 
 
Peters, M. D., Lisy, K., Riitano, D., Jordan, Z. and Aromataris, E. (2016). "Providing 
meaningful care for families experiencing stillbirth: a meta-synthesis of qualitative 
evidence." J Perinatol 36(1): 3-9. 
 
OBJECTIVE: The objective of this study was to explore the meaningfulness of non-
pharmacological care experienced by families throughout the experience of stillbirth from 
diagnosis onwards.  
STUDY DESIGN: A comprehensive systematic review was conducted. Multiple sources were 
searched for relevant studies including gray literature. Studies were included if they reported the 
experiences of families with the care they received throughout the experience of stillbirth, from 
diagnosis onwards. Studies were assessed for methodological quality prior to inclusion. 
Qualitative findings were extracted from included studies and pooled using a meta-aggregative 
approach. This paper reports the results of one meta-synthesis from the systematic review.  
RESULTS: Ten qualitative studies of moderate to high quality informed this meta-synthesis. The 
meta-aggregative synthesis included 69 findings that informed the development of 10 
categories and one final, synthesized finding. Emerging themes that underpinned the 
meaningfulness of care provided to parents experiencing stillbirth included: information 
provision, the need for emotional support and appropriate maternity ward environments and 
systems.  
CONCLUSION: The results of this meta-synthesis revealed the elements of care that were 
experienced as meaningful from the perspective of parents who had experienced stillbirth. 
Exploration of these elements has provided important detail to underpin a growing 
understanding of how parents experience care and what may help or hinder parents' 
experience of distress, anxiety and grief throughout the experience of stillbirth. 
http://www.ncbi.nlm.nih.gov/pubmed/26248132 
 
RamachandranNair, R., Jack, S. M. and Strohm, S. (2016). "SUDEP: To discuss or not? 
Recommendations from bereaved relatives." Epilepsy Behav 56: 20-25. 
 
PURPOSE: The overarching purpose of this descriptive and exploratory qualitative study was to 
understand the experiences of relatives of individuals whose deaths were identified as SUDEP 
and to explore their preferences regarding SUDEP counseling. METHODS: The principles of 
fundamental qualitative description informed all design decisions. Stratified purposeful sampling 
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included 27 bereaved relatives (parent, sibling, spouse or child), aged at least 18years, of 21 
persons who passed away because of SUDEP. In-depth one-to-one interviews were 
conducted. Directed content analysis was used to code, categorize, and synthesize the 
interview data. RESULTS: There was consensus among all participants that the risk of SUDEP 
should be discussed with patients by their healthcare providers. Relatives opted for information 
on SUDEP at the time of, or shortly following, the diagnosis of epilepsy. Neurologists were 
identified as the healthcare providers who should discuss SUDEP with patients during a face-
to-face encounter, subsequently supplemented with written information. It was identified that, 
when discussing SUDEP, emphasis should be on the risk factors, possible preventive 
strategies, and the rarity of incidence. CONCLUSION: The results of this study indicated that 
bereaved relatives wanted neurologists to inform patients about the risk of SUDEP, with optimal 
timing and setting of SUDEP counseling determined on a case-by-case basis. 
http://www.ncbi.nlm.nih.gov/pubmed/26827297 
 
Redouane, B., Cohen, E., Stephens, D., Keilty, K., Mouzaki, M., Narayanan, U., Moraes, 
T. and Amin, R. (2016). "Parental Perceptions of Quality of Life in Children on Long-Term 
Ventilation at Home as Compared to Enterostomy Tubes." PLoS One 11(2): e0149999. 
OBJECTIVE: Health related quality of life (HRQL) of children using medical technology at home 
is largely unknown. Our aim was to examine the HRQL in children on long-term ventilation at 
home (LTHV) in comparison to a cohort using an enterostomy tube.  
STUDY DESIGN: Participants were divided into three groups: 1) LTHV without an enterostomy 
tube (LTHV cohort); 2) Enterostomy tube (GT cohort); 3) LTHV with an enterostomy tube 
(LTHV+GT cohort). Caregivers of children >/= 5 years and followed at SickKids, Toronto, 
Canada, completed three questionnaires: Health Utilities Index 2/3 (HUI2/3), Caregiver Priorities 
Caregiver Health Index (CPCHILD), and the Paediatric Quality of Life Inventory (PedsQL). The 
primary outcome was the difference in utility (HUI2/3) scores between the cohorts.  
RESULTS: One hundred and nineteen children were enrolled; 47 in the LTHV cohort, 44 in the 
GT cohort, and 28 in the LTHV+GT cohort. In univariate analysis, HUI2 mean (SE) scores were 
lowest for the GT cohort, 0.4 (0.04) followed by the LTHV+GT, 0.42 (0.05) and then the LTHV 
cohort, 0.7 (0.04), p = 0.001. A similar trend was seen for the HUI3 mean (SE) scores: GT 
cohort, 0.1 (0.06), followed by the LTHV +GT cohort, 0.2 (0.08) and then the LTHV cohort, 0.5 
(0.06), p = 0.0001. Technology cohort, nursing hours and the severity of health care needs 
predicted HRQL as measured by the HUI2/3.  
CONCLUSION: The HRQL of these children is low. Children on LTHV had higher HRQL than 
children using enterostomy tubes. Further work is needed to identify modifiable factors that can 
improve HRQL. 
http://www.ncbi.nlm.nih.gov/pubmed/26914939 
 
Rolls, L. and Harper, M. (2016). "The impact of practical support on parental 
bereavement: Reflections from a study involving parents bereaved through military death." 
Death Stud 40(2): 88-101. 
 
This article, drawing on data from a wider study, describes the impact that U.K. bereaved 
military parents ascribe to the practical support (help with home and garden maintenance) that 
they received following the death of their son. The type of practical support offered to parents 
has had a wide-ranging and significant impact on them. In addition to helping them find 
meaning and maintain continuing bonds, this form of support contributed to their capacity to 
engage in restoration-focused coping. As a symbolic resource, this type of practical support 
may be a significant moderator of distress in the psychosocial transition of bereavement. 
http://www.ncbi.nlm.nih.gov/pubmed/26207673 
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Schorr, L., Burger, A., Hochner, H., Calderon, R., Manor, O., Friedlander, Y., Lawrence, 
G. M. and Paltiel, O. (2016). "Mortality, cancer incidence, and survival in parents after 
bereavement." Ann Epidemiol 26(2): 115-121. 
 
PURPOSE: The study objective was to investigate whether child loss is related to mortality, 
cancer incidence, and cancer survival in parents.  
METHODS: We used a population-based birth cohort (1964-1976) in Jerusalem and 
ascertained mortality (average follow-up of 39.1 years) and any cancer (average follow-up of 
35.6 years) among parents who lost a child (2838 mothers and 2532 fathers) and among 
nonbereaved parents (38,212 mothers and 36,433 fathers). We also assessed mortality among 
parents with cancer. Time-dependent Cox models were used to estimate hazard ratios (HRs) 
with 95% confidence intervals (CIs).  
RESULTS: Overall mortality rates among bereaved parents were modestly increased when 
compared with nonbereaved parents (HR = 1.18, 95% CI: 1.05-1.32 in mothers; HR = 1.10, 
95% CI: 1.01-1.20 in fathers). Hazard models indicated a significant relationship between 
bereavement and deaths from coronary heart disease in mothers (HR = 1.90, 95% CI: 1.23-
2.95) and circulatory causes in both parents (HR = 1.69; 95% CI: 1.22-2.34 in mothers and HR 
= 1.25; 95% CI: 1.02-1.54 in fathers). Bereavement was not associated with parental risk of 
cancer disease and with survival from cancer. The association between bereavement and 
parental overall mortality was similar in the different parental sociodemographic characteristics. 
We observed a decrease in HRs for parental mortality associated with bereavement, with 
increasing time since the death of the child (HRs = 9-10, 0-3 years; HRs = 0.9-1.0, 9+ years; 
Pheterogeneity </=3 x 10(-32)). A similar decrease in HRs was observed for parental survival 
from cancer (HRs = 6.7-8.7, 0-3 years; HRs = 0.9-1.0, 9+ years). CONCLUSIONS: Our study 
suggests that child loss was associated with slightly increased risk of all-cause and circulatory 
mortality in parents but not with incidence of cancer and cancer survival. The considerable 
increased parental mortality during a short period after child loss support the involvement of 
pathways related to psychological stress. 
http://www.ncbi.nlm.nih.gov/pubmed/26809234 
 
Semelfort, K. (2015). "Grieving Families." Am J Nurs 115(12): 17. 
http://www.ncbi.nlm.nih.gov/pubmed/26600340 
 
Senger, B. A., Ward, L. D., Barbosa-Leiker, C. and Bindler, R. C. (2016). "Stress and 
coping of parents caring for a child with mitochondrial disease." Appl Nurs Res 29: 195-
201. 
 
Mitochondrial disease comprises a group of rare, genetic, life-limiting, neurodegenerative 
disorders known to affect children. Little is known about disease-related challenges, parental 
stress, and coping when caring for a child with a mitochondrial disease.  
PURPOSE: This study explored disease-related characteristics and parental stressors and 
coping behaviors related to caring for a child with mitochondrial disease.  
METHODS: Internet surveys were posted on known mitochondrial disease websites for parent 
completion. Surveys included demographic items and two questionnaires: Coping Inventory for 
Parents (CHIP) and Pediatric Inventory for Parents (PIP). Descriptive data were collected and 
correlations used to determine relationships between parenting stress, coping, and 
demographic variables.  
RESULTS: The majority of participants (n=231) were mothers (95%) of children with 
mitochondrial disease around the age of 10years (M=9.85). On average, children had 6 organs 
involved (M=6.02) and saw 7 different specialists (M=7.49); 61% were hospitalized in the past 
year. Significant correlations (p<0.05) were found between parenting stress and parent age, 
parent income, parent education, child age, child age at diagnosis, presence of developmental 
delays, number of hospitalizations, number of medical visits, number of organs involved, and 
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number of specialists seen. Significant correlations were also found between parenting stress 
and coping behaviors such as family integration, social support and understanding health care.  
CONCLUSIONS: The ability to identify disease-related challenges, stressors, and coping 
strategies in parents of children with mitochondrial disease is novel and can assist nurses to 
provide disease-sensitive, family-focused care and improve child health outcomes. 
http://www.ncbi.nlm.nih.gov/pubmed/26856513 
 
Sereshti, M., Nahidi, F., Simbar, M., Ahmadi, F., Bakhtiari, M. and Zayeri, F. (2016). 
"Mothers' Perception of Quality of Services from Health Centers after Perinatal Loss." 
Electron Physician 8(2): 2006-2017. 
 
INTRODUCTION: Perinatal loss is one of the most stressful life events that parents and 
caregivers experience. Providing an empathetic, caring environment to support mothers who 
experience perinatal loss is necessary. The aim of this study was to assess mothers' perception 
of the quality of services received from health centers after perinatal loss.  
METHODS: This study was conducted in 2014-2015 using qualitative content analysis. 
Participants in the study were 40 women with a history of miscarriage, stillbirth, or neonatal 
death who live in Tehran and Shahrekord, Iran. Data were collected from the participants 
through semi-structured, in-depth interviews, and they were analyzed using qualitative content 
analysis.  
RESULTS: One theme and six main categories were developed, and they indicated the 
mothers' experiences and understandings of the quality of service received after perinatal loss. 
The major theme was 'dissatisfaction with the quality of care received.' The main categories 
included: 1) effective communication, 2) expecting responsiveness, 3) expecting to respect the 
patient's dignity, 4) expecting better care, 5) tension of medical expenses, and 6) insufficient 
facilities.  
CONCLUSION: The findings of this study highlighted the weaknesses, inadequacies, strengths, 
and opportunities in providing health services. They can help reproductive health policy-makers 
reduce the pain and suffering of the affected families with appropriate measures. 
http://www.ncbi.nlm.nih.gov/pubmed/27054012 
 
Stevenson, M., Achille, M., Liben, S., Proulx, M. C., Humbert, N., Petti, A., Macdonald, 
M. E. and Cohen, S. R. (2016). "Understanding How Bereaved Parents Cope With Their 
Grief to Inform the Services Provided to Them." Qual Health Res. 
 
Our objective was to develop a rich description of how parents experience their grief in the first 
year after the death of their child, and how various bereavement follow-up and support services 
helped them during this time, with the aim of informing follow-up and support services offered 
to bereaved parents. Our findings situated parents' individual experiences of coping within the 
social and institutional contexts in which they grieved. In the first year after the death of their 
child, parents regulated their intense feelings of grief through loss-oriented, restoration-
oriented, and/or meaning reconstruction strategies. Often, parents' relationships with others 
and many of the bereavement follow-up and support services helped them in this regard. This 
article also explores how the results may aid service providers in accompanying parents in a 
way that optimizes outcomes for these parents. 
http://www.ncbi.nlm.nih.gov/pubmed/26848080 
 
Thomson, A., Glasson, E., Roberts, P. and Bittles, A. (2016). ""Over time it just becomes 
easier...": parents of people with Angelman syndrome and Prader-Willi syndrome speak 
about their carer role." Disabil Rehabil: 1-8. 
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PURPOSE: This study investigated two of the stresses experienced by parents caring for 
offspring with Angelman syndrome (AS) and Prader-Willi syndrome (PWS) in Western Australia, 
and identified their coping strategies.  
METHODS: Parents of 19 offspring with AS and PWS participated in the Family Stress and 
Coping Interview which provides a stress level score, and a discussion of stressors and coping 
methods associated with 24 life situations, two of which are reported. All text was examined 
using directed content analysis.  
RESULTS: Family carers (14/19) reported high stress associated with the initial diagnosis of AS 
or PWS in their offspring; and finding time for themselves. Stressors identified included lack of 
quality information about the disorder, time constraints and physical and emotional tiredness. 
Parents adopted a variety of coping strategies, including learning about the disorder, accepting 
the situation, seeking instrumental and social supports and dealing with problems. 
CONCLUSIONS: No specific coping strategy was associated with reduced stress. However, 
parents felt that accurate and timely information during the diagnostic period helped. Parents 
used family and community support although there were difficulties accessing respite care. It is 
advised that government agencies, service providers, family members and peer support 
associations should provide practical and emotional support to assist the parents of offspring 
with AS and PWS, and indeed any form of intellectual disability, across the lifespan. 
Implications for Rehabilitation Long-term caring for offspring with AS or PWS can involve 
considerable stress for parents. Stress has been associated with poorer health outcomes for 
parental carers. Parents need a variety of practical and emotional supports to cope with stress, 
including timely access to information. 
http://www.ncbi.nlm.nih.gov/pubmed/27015406 
 
Touhami, F., Rizzi, A. T. and Moro, M. R. (2016). "[The issue of death drawn by children]." 
Soins Pediatr Pueric(289): 20-23. 
 
Embracing death and finding the right words to represent it is a dangerous exercise when the 
death is traumatic and when it remains suspended on emotions and affects. The cross-cultural 
consultation enables the trauma to be developed and makes room for rituals and words. The 
children's drawings come to represent the traumatic transfer of the connections and fears, and 
the need to reconstruct a cultural cocoon. 
http://www.ncbi.nlm.nih.gov/pubmed/27015698 
 
van der Geest, I. M., van den Heuvel-Eibrink, M. M., van Vliet, L. M., Pluijm, S. M., 
Streng, I. C., Michiels, E. M., Pieters, R. and Darlington, A. S. (2015). "Talking about 
Death with Children with Incurable Cancer: Perspectives from Parents." J Pediatr 167(6): 
1320-1326. 
 
OBJECTIVE: To investigate the rationale and consequences associated with a parent's 
decision to discuss death with a child with incurable cancer.  
STUDY DESIGN: We present data from a larger retrospective study involving bereaved parents 
of a child who died of cancer. Parents were asked whether they had discussed the impending 
death with their child, whether they reflected on this discussion positively, their reasons for not 
discussing death with their child, and the manner in which the conversation regarding death 
occurred. The data were analyzed qualitatively using a framework approach.  
RESULTS: Of the 86 parents of 56 children who answered the questions regarding discussing 
death with their child, 55 parents of 35 children did not discuss the impending death with their 
child. The following themes were identified: the parents' inability to discuss the impending 
death; the parents' desire to protect their child; views regarding talking with children; parents' 
views of child characteristics; the child's unwillingness to discuss the subject; lack of 
opportunity to talk; and the child's disability. The parents who did discuss death with their child 
generally used symbolic and/or religious narratives, or they had brief, direct conversations 
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regarding death. The majority of parents felt positive regarding their decision about whether to 
talk with their child about his/her impending death.  
CONCLUSION: Most parents in this study cited several reasons for not discussing death with 
their child. Our findings highlight the sensitive and complex issues surrounding these 
conversations, indicating that there may be a role for clinicians in supporting parents. 
http://www.ncbi.nlm.nih.gov/pubmed/26427964 
 
Wakefield, C., Lin, S., Drew, D., McLoone, J., Doolan, E., Young, A., Fardell, J. and 
Cohn, R. (2015). "Development and Evaluation of an Information Booklet for 
Grandparents of Children With Cancer." J Pediatr Oncol Nurs. 
 
The needs of grandparents of children with cancer are often overlooked. This study evaluated a 
new educational resource (booklet) targeted toward grandparents of children with cancer. A 
multidisciplinary committee developed a printed booklet targeting grandparents' information 
needs identified in a previous study. Seventy-nine grandparents of children with cancer (63% 
grandmothers, Mage = 66.04, SD = 7.0 years) read and evaluated the booklet. Quantitative 
responses were analyzed with SPSS, and qualitative responses were thematically coded using 
QSR NVivo 10. Grandparents' responses to the resource were positive, with 92% finding the 
booklet "informative" (n = 73), "useful" (84%, n = 66), and "very relevant" (50%, n = 39). 
Qualitative responses reflected an appreciation for the booklet's readability, informative content, 
and quotes from grandparent experiences. The developed booklet was highly acceptable to 
grandparents of children with cancer and addressed their need for reassurance and guidance 
on obtaining further support. This study demonstrates the feasibility of developing and 
evaluating a targeted resource to meet grandparent's identified information needs. 
http://www.ncbi.nlm.nih.gov/pubmed/26510642 
 
Wallin, A. E., Steineck, G., Nyberg, T. and Kreicbergs, U. (2015). "Insufficient 
communication and anxiety in cancer-bereaved siblings: A nationwide long-term follow-
up." Palliat Support Care: 1-7. 
 
OBJECTIVE: The purpose of this study was to examine siblings' long-term psychological health 
in relation to their perception of communication with their family, friends, and healthcare 
professionals during a brother or sister's last month of life.  
METHOD: A nationwide questionnaire study was conducted during 2009 in Sweden of 
individuals who had lost a brother or sister to cancer within the previous two to nine years. Of 
the 240 siblings contacted, 174 (73%), participated. The Hospital Anxiety and Depression Scale 
(HADS) was employed to assess psychological health (anxiety). The data are presented as 
proportions (%) and relative risks (RR) with a 95% confidence interval (CI 95%).  
RESULTS: Siblings who were not satisfied with the amount they talked about their feelings with 
others during their brother or sister's last month of life were more likely to report anxiety (15/58, 
26%) than those who were satisfied (13/115, 11%; RR = 2.3(1.2-4.5)). The same was true for 
those who had been unable to talk to their family after bereavement (RR = 2.5(1.3-4.8)). 
Avoiding healthcare professionals for fear of being in their way increased siblings' risk of 
reporting anxiety at follow-up (RR = 2.2(1.1-4.6)), especially avoidance in the hospital setting 
(RR = 6.7(2.5-18.2)). No such differences were seen when the ill brother or sister was cared for 
at home.  
SIGNIFICANCE OF RESULTS: Long-term anxiety in bereaved siblings might be due to 
insufficient communication. Avoiding healthcare professionals, especially when the brother or 
sister is cared for at the hospital, may also increase the risk of anxiety. 
http://www.ncbi.nlm.nih.gov/pubmed/26515111 
 
Wei, Y., Jiang, Q. and Gietel-Basten, S. (2016). "The well-being of bereaved parents in an 
only-child society." Death Stud 40(1): 22-31. 
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There are currently around a million Chinese households where the only child has died and the 
mother is beyond reproductive age. The number of such bereaved parents, known as shidu 
fumu, is forecast to increase to over 11 million by 2050. Using a sample survey conducted in 
2013 in Shaanxi Province, the article explores the vulnerability of shidu fumu by various 
measures of well-being. Such parents are more vulnerable than nonbereaved parents in every 
respect. There are also significant differences in well-being between shidu fumu due to parental 
characteristics. We argue that policies supporting shidu fumu should be strengthened. 
http://www.ncbi.nlm.nih.gov/pubmed/26073691 
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Services for Children and Families 

(2016). Guideline: Updates on Paediatric Emergency Triage, Assessment and Treatment: 
Care of Critically-Ill Children. Geneva, World Health Organization 2016. 
 
Children admitted to hospital often die within 24 hours of admission. Many of these deaths 
could be prevented if very sick children are identified soon after their arrival in the health facility, 
and treatment is started immediately. This can be facilitated by rapid triage for all children 
presenting to hospital to identify those needing immediate emergency care. The Emergency 
Triage Assessment and Treatment (ETAT) guidelines provide guidance on the most common 
emergency conditions in children presenting at the health facility. These include but are not 
limited to airway obstruction and other breathing problems; circulatory impairment or shock; 
severely altered CNS function (coma or convulsive seizures); and severe dehydration which 
require urgent appropriate care to prevent death. The recommendations in this publication 
complement or update guidance in published WHO ETAT training materials published in 2005 
and the 2nd edition Pocket book for hospital care for children published in 2013. This guideline 
however, does not cover all WHO recommendations on paediatric ETAT. It covers only those 
identified and prioritized by the WHO guideline development group for update in 2013. Other 
ETAT recommendations not covered in the current publication will be addressed in future ETAT 
guideline updates. This updated guideline was prepared by a panel of international experts and 
informed by systematic reviews of evidence as up to 2015 and makes recommendations on 
three main areas: when to start and stop oxygen therapy; oxygen flow rates and humidification 
in severely ill children with emergency signs; which intravenous fluids, at what rate and for how 
long, should be used in the management of infants and children presenting with impaired 
circulation or shock; and anticonvulsant medicines for children with acute seizures when 
intravenous (IV) access is and is not available; second-line anticonvulsant medicines for children 
with established status epilepticus; pharmacological interventions as prophylaxis to prevent 
recurrence of febrile seizures in children; and diagnostic tests that should be performed on 
infants and children presenting with seizures with altered consciousness. This guideline is 
intended for use in low-resource settings where infants and children are likely to be managed 
by non-specialists. Their aim is to provide clinical guidance to these health workers on 
managing infants and children presenting with signs of severe illness. 
https://www.ncbi.nlm.nih.gov/pubmed/27010047 
 
An, R. (2016). "Unmet mental health care needs in U.S. children with medical complexity, 
2005-2010." J Psychosom Res 82: 1-3. 
 
OBJECTIVE: Children with special healthcare needs (CSHCN) are those who have or are at 
elevated risk for a chronic physical, developmental, behavioral or emotional condition and need 
healthcare services of a type or quantity beyond that required by children generally. Within 
CSHCN, a small group of children with medical complexity have medical vulnerability and 
intensive care needs that are not easily met by existing healthcare models. This study estimated 
the national prevalence of unmet mental healthcare needs among CSHCN with and without 
medical complexity.  
METHODS: Secondary data analysis (N=80,965) based on the National Survey of CSHCN 
2005-2006 and 2009-2010 waves.  
RESULTS: During 2005-2010, 7.66% of CSHCN in the U.S. were with medical complexity. The 
prevalence of unmet needs for mental healthcare services among CSHCN increased from 
3.71% in 2005-2006 to 5.62% in 2009-2010. In 2005-2006 the prevalence of unmet mental 
healthcare needs among children with medical complexity was 9.92%, tripling the prevalence 
among CSHCN without medical complexity of 3.10%. The prevalence of unmet mental 
healthcare needs among children with medical complexity further increased to 13.71% in 2009-
2010, whereas that among CSHCN without medical complexity increased to 5.07%. Among 
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CSHCN with medical complexity, older children and children living in poorer households were 
more likely to have an unmet need for mental healthcare services. CONCLUSION: Substantial 
disparities in access to mental healthcare services between CSHCN with and without medical 
complexity were present, and the prevalence of unmet mental healthcare needs among both 
groups had noticeably increased during 2005-2010. 
https://www.ncbi.nlm.nih.gov/pubmed/26944391 
 
Brown, M., Hoyle, L. and Karatzias, T. (2016). "The experiences of family carers in the 
delivery of invasive clinical interventions for young people with complex intellectual 
disabilities: policy disconnect or policy opportunity?" J Clin Nurs 25(3-4): 534-542. 
 
AIMS AND OBJECTIVES: To explore the experiences of family carers in the delivery of invasive 
clinical interventions within community settings. BACKGROUND: Many young people with 
intellectual disabilities present with complex health needs and require clinical interventions to 
sustain life. As the population lives into older age there is growing demand for the delivery of 
these interventions within the community setting. DESIGN: An interpretivist qualitative design. 
METHODS: Ten family carers of children with intellectual disabilities and complex care needs 
requiring invasive clinical interventions participated in semi-structured interviews.  
RESULTS: There are barriers identified regarding the delivery of invasive clinical interventions in 
the home setting by social care support workers. These include a reluctance to carry out 
invasive clinical interventions both for family carers and staff, anxiety, a lack of knowledge and 
training and difficulties in recruiting appropriate staff.  
CONCLUSIONS: There needs to be strategic policy developments focusing on this population 
who are cared for in the community and require invasive clinical interventions. RELEVANCE TO 
CLINICAL PRACTICE: Registered Nurses have a key role in educating and preparing families 
and social care support workers to safely deliver invasive clinical interventions in community 
settings for both children and adults with intellectual disabilities. 
https://www.ncbi.nlm.nih.gov/pubmed/26818378 
 
Buxton, D. (2015). "Child and adolescent psychiatry and palliative care." J Am Acad Child 
Adolesc Psychiatry 54(10): 791-792. 
https://www.ncbi.nlm.nih.gov/pubmed/26407485 
 
Chandran, D., Corbin, J. H. and Shillam, C. (2016). "An Ecological Understanding of 
Caregiver Experiences in Palliative Care." J Soc Work End Life Palliat Care 12(1-2): 162-
182. 
 
Palliative care is specialized health care to improve quality of life for patients with serious illness 
and their families through prevention and relief of suffering. A Palliative Care Institute was held in 
western Washington to capture community voices about diverse needs, strengths, and 
opportunities for improvement of palliative care. Researchers employed qualitative methods to 
obtain thematic data, provide real-time analysis, and engage in a multivoting technique to 
reflect stakeholder interest in individual themes and prioritize larger group interests. 
Bronfenbrenner's ecological systems framework was used to explore caregiver experiences. 
Within the microsystem, caregivers reported difficulties in interactions with medical providers as 
a key challenge. Within the mesosysytem, interactions between patients and medical providers 
and the impact on caregivers were explored. Within the exosystem, caregivers reported lack of 
control over the schedules of personal care staff. Macrosystem influences included impact of 
local culture on the development of palliative care services. Chronosystem influences include 
de-medicalization of childbirth and its impact on perceptions of palliative care. Implications 
include the need for social workers to be proactive in fostering trust and effective 
communication between care providers and caregivers, and the demand for health care 
provider training in communication with patients and families. 
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Chong, L. A. and Khalid, F. (2016). "Paediatric palliative care at home: a single centre's 
experience." Singapore Med J 57(2): 77-80. 
 
INTRODUCTION: There is increased awareness of paediatric palliative care in Malaysia, but no 
local published data on home care services. We aimed to describe the paediatric experience at 
Hospis Malaysia, a community-based palliative care provider in Malaysia. METHODS: We 
conducted a retrospective case note review of patients aged up to 21 years who were referred 
to Hospis Malaysia from 2009 to 2013.  
RESULTS: A total of 137 patients (92 male, 45 female) with a median age of 140 (3-250) 
months were included in this study. The majority (71.5%) had malignancies. At referral, 62 
patients were still in hospital and 17 died prior to discharge. A total of 108 patients received 
home visits. At the first home visit, 89.8% of patients had at least one physical symptom. Pain 
was the most common (52.5%) symptom. Patients had various supportive devices: 39 were on 
feeding tubes, ten had tracheostomies, five were on bilevel positive airway pressure and ten 
had urinary catheters. 66 families discussed the preferred location of care at end-of-life. Among 
those who died, 78.9% died at home, as they preferred (p < 0.001). Regression analysis 
showed no statistically significant association between a home death and age, diagnosis and 
number of home visits. Bereavement follow-up occurred for 93.3% of families.  
CONCLUSION: Community care referrals tend to occur late, with 25.5% of patients dying 
within two weeks of referral. At referral, patients often had untreated physical symptoms. The 
majority of families preferred and had a home death. 
https://www.ncbi.nlm.nih.gov/pubmed/26893078 
 
Cobb, A. D. (2016). "Acknowledged Dependence and the Virtues of Perinatal Hospice." J 
Med Philos 41(1): 25-40. 
 
Prenatal screening can lead to the detection and diagnosis of significantly life-limiting conditions 
affecting the unborn child. Recognizing the difficulties facing parents who decide to continue 
the pregnancy, some have proposed perinatal hospice as a new modality of care. Although the 
medical literature has begun to devote significant attention to these practices, systematic 
philosophical reflection on perinatal hospice has been relatively limited. Drawing on Alasdair 
MacIntyre's account of the virtues of acknowledged dependence, I contend that perinatal 
hospice manifests and facilitates virtues essential to living well with human dependency and 
vulnerability. For this reason, perinatal hospice deserves broad support within society. 
https://www.ncbi.nlm.nih.gov/pubmed/26661051 
 
Crespo, C., Santos, S., Tavares, A. and Salvador, A. (2016). ""Care that matters": Family-
centered care, caregiving burden, and adaptation in parents of children with cancer." Fam 
Syst Health 34(1): 31-40. 
 
INTRODUCTION: Family-centered care (FCC) is a health-care delivery approach endorsing the 
support and participation of families. To date, little research has addressed the associations 
between FCC and adaptation outcomes specifically in the context of pediatric cancer. The 
main objective of this research was to identify the direct and indirect associations, through 
caregiving burden, between parents' FCC and quality of life (QoL) and life satisfaction. 
METHOD: Participants were 204 parents of children diagnosed with cancer. Parents answered 
the Measure of Processes of Care questionnaire to evaluate their perceptions of FCC in 2 
domains: family-centered services and provision of general information. Perceptions of 
caregiving burden (Revised Burden Measure), QoL (EUROHIS-QoL-8), and life satisfaction 
(Satisfaction with Life Scale) were also assessed. Pediatric oncologists provided information on 
the child's diagnosis and treatment status.  
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RESULTS: Findings showed that when parents perceived their children's health care as more 
family-centered, they also reported lower caregiving burden. Family-centered services were 
indirectly linked to QoL and life satisfaction through caregiving burden. DISCUSSION: This 
research suggests that the way parents perceive formal care, namely as being more or less 
family-centered, may influence the burden they experience as caregivers of a child with cancer 
and, indirectly, their adaptation. These findings highlight the relevance of gaining greater 
understanding of the interaction between the family and the health-care systems in the context 
of pediatric cancer. (PsycINFO Database Record) 
https://www.ncbi.nlm.nih.gov/pubmed/26751905 
 
Darbyshire, P., Mischo-Kelling, M., Lochner, L. and Messerschmidt-Grandi, C. (2015). 
"'Fighting for care': parents' perspectives of children's palliative care in South Tyrol, Italy." 
Int J Palliat Nurs 21(11): 542-547. 
 
BACKGROUND: Children's palliative care in Italy develops comparatively slowly. Recent 
legislation is enabling, but foundational research exploring parental experiences and 
perceptions is lacking. AIM: To investigate the experiences and perceptions of parents in South 
Tyrol, Italy regarding caring for a child with a life-threatening or life-limiting illness. DESIGN: A 
mixed qualitative design incorporated both an online survey and parent interviews. Using 
purposive sampling, 13 parents undertook 9 interviews and 7 parents completed the survey. 
RESULTS: The authors highlight a major parental theme describing difficult relationships with 
health services requiring them to 'fight the system' for services.  
DISCUSSION: The authors raise a disturbing possibility that such 'fighting the system' is now 
so widely recognised worldwide that it cannot be considered to be accidental.  
CONCLUSION: The authors recommend the establishment of a specialist, dedicated paediatric 
palliative care service in South Tyrol with the international recognised values and operating 
standards that would render such parental 'fighting' unnecessary. 
https://www.ncbi.nlm.nih.gov/pubmed/26619238 
 
Edlynn, E. and Kaur, H. (2016). "The Role of Psychology in Pediatric Palliative Care." J 
Palliat Med. 
 
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 
 
Fenton, A. C., Turrill, S. and Davey, C. (2016). "Nurse staffing to patient ratios and 
mortality in neonatal intensive care." Arch Dis Child Fetal Neonatal Ed 101(3): F186-187. 
https://www.ncbi.nlm.nih.gov/pubmed/26860479 
 
Fischer, C., Petriccione, M., Donzelli, M. and Pottenger, E. (2016). "Improving Care in 
Pediatric Neuro-oncology Patients: An Overview of the Unique Needs of Children With 
Brain Tumors." J Child Neurol 31(4): 488-505. 
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Brain tumors represent the most common solid tumors in childhood, accounting for almost 
25% of all childhood cancer, second only to leukemia. Pediatric central nervous system tumors 
encompass a wide variety of diagnoses, from benign to malignant. Any brain tumor can be 
associated with significant morbidity, even when low grade, and mortality from pediatric central 
nervous system tumors is disproportionately high compared to other childhood malignancies. 
Management of children with central nervous system tumors requires knowledge of the unique 
aspects of care associated with this particular patient population, beyond general oncology 
care. Pediatric brain tumor patients have unique needs during treatment, as cancer survivors, 
and at end of life. A multidisciplinary team approach, including advanced practice nurses with a 
specialty in neuro-oncology, allows for better supportive care. Knowledge of the unique 
aspects of care for children with brain tumors, and the appropriate interventions required, 
allows for improved quality of life. 
https://www.ncbi.nlm.nih.gov/pubmed/26245798 
 
Fleming, V., Iljuschin, I., Pehlke-Milde, J., Maurer, F. and Parpan, F. (2016). "Dying at lifes 
beginning: Experiences of parents and health professionals in Switzerland when an 'in 
utero ' diagnosis incompatible with life is made." Midwifery 34: 23-29. 
 
OBJECTIVE: The disclosure of a diagnosis during pregnancy of a fetal malformation, which is 
incompatible with life, normally comes completely unexpectedly to the parents. Although a 
body of international literature has considered the topic, most of it comes from the United 
States and little has been generated from Europe. This study aims to illuminate the 
contemporary treatment associated with such diagnoses, regardless of whether parents decide 
to terminate or continue the pregnancy. DESIGN: a qualitative design was used with data 
collected by semi-structured interviews and subjected to a thematic analysis. SETTING: the 
research was conducted in the German speaking areas of Switzerland with data collected from 
participants in places of their choice. PARTICIPANTS: 61 interviews were conducted with 32 
parents and 29 health professionals.  
FINDINGS: the theme of 'temporality' identified four main time points from the professionals: 
diagnosis, decision, birth/death, and afterwards. However, in contrast to these, six major 
themes in this study, primarily generated from parents and extended from receiving the 
diagnosis until the interview, were identified: shock, choices and dilemmas, taking 
responsibility, still being pregnant, forming a relationship with the baby, letting go. Although 
there was concurrence on many aspects of care at the point of contact, parents expressed 
major issues as gaps between the points of contact.  
CONCLUSIONS: care varied regionally but was as sensitive as possible, attempting to give 
parents the space to accept their loss but fulfil legal requirements. A gap exists between 
diagnosis and decision with parents feeling pressured to make decisions regarding continuing 
or terminating their pregnancies although health professionals' testimonies indicated otherwise. 
A major gap manifested following the decision with no palliative care packages offered. During 
the birth/death of the baby, care was sensitive but another gap manifested following discharge 
from hospital. 
https://www.ncbi.nlm.nih.gov/pubmed/26971444 
 
Ghesquiere, A., Thomas, J. and Bruce, M. L. (2016). "Utilization of Hospice Bereavement 
Support by At-Risk Family Members." Am J Hosp Palliat Care 33(2): 124-129. 
 
Approximately 10% of the bereaved are at risk of bereavement-related mental health disorders. 
Hospices' bereavement services could potentially address needs of many at risk, but little is 
known about their service use. We analyzed data from 6160 bereaved family members of 
hospice patients. Risk of mental health problems was identified by hospice providers postloss. 
Of those characterized as "at-risk," 52% used services compared to 18% of the "low risk." 
Factors associated with service use among at-risk were female gender and younger age of 

https://www.ncbi.nlm.nih.gov/pubmed/26245798
https://www.ncbi.nlm.nih.gov/pubmed/26971444


158 
 

death. Those who lost a child used services less than other bereaved. Although hospices 
appear to be skilled at identifying and providing bereavement services to the at-risk, services do 
not reach almost half. Results suggest the need to improve care access, especially among men 
and those losing a child. 
https://www.ncbi.nlm.nih.gov/pubmed/25326490 
 
Gola, M., Francalanza, P. C., Galloni, G., Pagella, B. and Capolongo, S. (2016). 
"Architectures for paediatric palliative care: how to improve quality of life and 
environmental well-being." Ann Ist Super Sanita 52(1): 48-55. 
 
INTRODUCTION: The influence of the environment on wellness, not only for patients 
themselves but for all care-givers as well, refers to the humanisation principles of spaces of 
care. Commencing with an analysis of existing paediatric hospices, the paper examines design 
suggestions for prosthetic environments, considered as a fundamental component in the 
healing process.  
METHODOLOGY: A prosthetic environment can be created only through a specific knowledge 
of the real needs of users. Therefore, some scholars have conducted research work for defining 
the best practices for healing environments, supported by an assessment and comparison of 
case studies. The methodology is based on two phases: the first is based on interviews with 
experts in hospice design and management and the second, through the application of a 
questionnaire to several users. Discussion and Results. The output of the work is the 
achievement of a logical, sequential and participatory broad-spectrum process in the design of 
health facilities in order to cause a sustainable awareness in paediatric hospices. 
CONCLUSION: Starting from the research work, it is necessary to define a scientific method for 
implementing knowledge on health, psychological, perceptual and behavioural needs to 
contribute towards proper planning for meeting the real requirements of users. 
https://www.ncbi.nlm.nih.gov/pubmed/27033618 
 
Groenendijk, I., Booth, J., van Dijk, M., Argent, A. and Zampoli, M. (2016). "Paediatric 
tracheostomy and ventilation home care with challenging socio-economic circumstances 
in South Africa." Int J Pediatr Otorhinolaryngol 84: 161-165. 
 
BACKGROUND: Children discharged home with a tracheostomy need a safe home 
environment and access to health care. We described the indications, clinical characteristics, 
socio-economic circumstances and outcomes of children enroled in a tracheostomy home care 
programme in South Africa.  
METHODS: We performed a retrospective chart review of children receiving a tracheostomy 
and enroled in the Breatheasy programme at the Red Cross War Memorial Children's Hospital, 
Cape Town. Medical and background characteristics were recorded. Influences of socio-
economic variables and underlying medical conditions on length of hospital stay, unplanned 
readmissions and mortality in the first year after discharge were evaluated.  
RESULTS: In the period 2008-2012, 157 patients were discharged home with a tracheostomy. 
Median hospital stay after tracheostomy insertion was significantly longer when parents had 
incomplete schooling compared to completed secondary school or higher education; 30 days 
(IQR 21-53) versus 23 days (IQR 16-33), respectively. Unplanned readmissions in the first year 
were documented for 72 patients (45.9%). The risk for unplanned readmission was 2.6 times 
higher in families with substance abuse the risk of respiratory infections was two-fold in case of 
household cigarette smoke exposure (OR 2.3.) Tracheostomy-related mortality was low (1.2%). 
An underlying medical condition was the only independent significant risk factor for mortality 
(OR 5.1, 95% CI 1.8-14.3).  
CONCLUSION: This study demonstrates that despite difficult socio-economic circumstances, 
home ventilation of children with a tracheostomy is safe, provided caregivers are adequately 
trained and supported. 
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Gupta, A. A., Papadakos, J. K., Jones, J. M., Amin, L., Chang, E. K., Korenblum, C., 
Mina, D. S., McCabe, L., Mitchell, L. and Giuliani, M. E. (2016). "Reimagining care for 
adolescent and young adult cancer programs: Moving with the times." Cancer 122(7): 
1038-1046. 
 
Literature regarding the development of adolescent and young adult (AYA) cancer programs 
has been dominantly informed by pediatric centers and practitioners. However, the majority of 
young adults are seen and treated at adult cancer centers, in which cancer volumes afford the 
development of innovative supportive care services. Although the supportive care services in 
adult cancer centers are helpful to AYAs, some of the most prominent and distinct issues faced 
by AYAs are not adequately addressed through these services alone. This article describes 
how the AYA Program at Princess Margaret Cancer Centre has collaborated with existing 
supportive care services in addition to supplying its own unique services to meet the 
comprehensive needs of AYAs in the domains of: symptom management (sexuality and 
fatigue), behavior modification (return to work and exercise), and health services (advanced 
cancer and survivorship). These collaborations are augmented by patient education 
interventions and timely referrals. The objective of this article was to assist other centers in 
expanding existing services to address the needs of AYA patients with cancer. Cancer 
2016;122:1038-1046. (c) 2016 American Cancer Society. 
https://www.ncbi.nlm.nih.gov/pubmed/26848554 
 
Hannon, B., Zimmermann, C., Knaul, F. M., Powell, R. A., Mwangi-Powell, F. N. and 
Rodin, G. (2016). "Provision of Palliative Care in Low- and Middle-Income Countries: 
Overcoming Obstacles for Effective Treatment Delivery." J Clin Oncol 34(1): 62-68. 
 
Despite being declared a basic human right, access to adult and pediatric palliative care for 
millions of individuals in need in low- and middle-income countries (LMICs) continues to be 
limited or absent. The requirement to make palliative care available to patients with cancer is 
increasingly urgent because global cancer case prevalence is anticipated to double over the 
next two decades. Fifty percent of these cancers are expected to occur in LMICs, where 
mortality figures are disproportionately greater as a result of late detection of disease and 
insufficient access to appropriate treatment options. Notable initiatives in many LMICs have 
greatly improved access to palliative care. These can serve as development models for service 
scale-up in these regions, based on rigorous evaluation in the context of specific health 
systems. However, a multipronged public health approach is needed to fulfill the humane and 
ethical obligation to make palliative care universally available. This includes health policy that 
supports the integration of palliative care and investment in systems of health care delivery; 
changes in legislation and regulation that inappropriately restrict access to opioid medications 
for individuals with life-limiting illnesses; education and training of health professionals; 
development of a methodologically rigorous data and research base specific to LMICs that 
encompasses health systems and clinical care; and shifts in societal and health professional 
attitudes to palliative and end-of-life care. International partnerships are valuable to achieve 
these goals, particularly in education and research, but leadership and health systems 
stewardship within LMICs are critical factors that will drive and implement change. 
https://www.ncbi.nlm.nih.gov/pubmed/26578612 
 
Harris, N., Beringer, A. and Fletcher, M. (2016). "Families' priorities in life-limiting illness: 
improving quality with online empowerment." Arch Dis Child 101(3): 247-252. 
 
OBJECTIVE: Improving quality of life (QOL) is the central focus of palliative care support for 
children with life-limiting illness (LLI), but achieving this can be challenging. INTERVENTION: 
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MyQuality is an online tool that enables families to choose and monitor parameters they identify 
as having an impact on their QOL, which aims to improve patient-professional communications 
and also to enhance patient empowerment within healthcare dialogues. DESIGN: A 
longitudinal, multisite mixed-method evaluation of MyQuality. Families were invited to use 
MyQuality and completed semi-structured interviews and a Family Empowerment Scale (FES) 
at T=0 and T+3 months. PATIENTS AND SETTING: Thirty-two families of children with LLIs, 
attending three children's hospices in one UK region.  
OUTCOME MEASURES: Website access, usage patterns and parameter choice, FES scores 
and qualitative evaluation of interviews. RESULTS: 23/32 families chose to use the website. 
Mean duration of use was 106 days (range 2-301), with families choosing two or three 
parameters (range 1-15), most commonly seizures (24/32), constipation (9/32), pain (6/32) and 
sleep problems (6/32). Mean FES scores increased over time (3.45-3.85). Interview feedback 
confirmed the acceptability and ease of use of the website, and the value of a graphic record of 
change over time to support ongoing management and collaborative review of medical, nursing 
or social interventions.  
CONCLUSIONS: The identification and monitoring of patient-generated priorities via the 
MyQuality website empowers families and supports collaboration between parents and 
professionals to ensure that palliative care is truly patient and family centred. 
https://www.ncbi.nlm.nih.gov/pubmed/26699531 
 
Heazell, A. E., Siassakos, D., Blencowe, H., Burden, C., Bhutta, Z. A., Cacciatore, J., 
Dang, N., Das, J., Flenady, V., Gold, K. J., Mensah, O. K., Millum, J., Nuzum, D., 
O'Donoghue, K., Redshaw, M., Rizvi, A., Roberts, T., Toyin Saraki, H. E., Storey, C., 
Wojcieszek, A. M. and Downe, S. (2016). "Stillbirths: economic and psychosocial 
consequences." Lancet 387(10018): 604-616. 
 
Despite the frequency of stillbirths, the subsequent implications are overlooked and 
underappreciated. We present findings from comprehensive, systematic literature reviews, and 
new analyses of published and unpublished data, to establish the effect of stillbirth on parents, 
families, health-care providers, and societies worldwide. Data for direct costs of this event are 
sparse but suggest that a stillbirth needs more resources than a livebirth, both in the perinatal 
period and in additional surveillance during subsequent pregnancies. Indirect and intangible 
costs of stillbirth are extensive and are usually met by families alone. This issue is particularly 
onerous for those with few resources. Negative effects, particularly on parental mental health, 
might be moderated by empathic attitudes of care providers and tailored interventions. The 
value of the baby, as well as the associated costs for parents, families, care providers, 
communities, and society, should be considered to prevent stillbirths and reduce associated 
morbidity. 
http://www.ncbi.nlm.nih.gov/pubmed/26794073 
 
Hergenroeder, A. C., Wiemann, C. M. and Cohen, M. B. (2015). "Current Issues in 
Transitioning from Pediatric to Adult-Based Care for Youth with Chronic Health Care 
Needs." J Pediatr 167(6): 1196-1201. 
 
For over 25 years, with medical advances increasing the lifespan of YYASHCN, we have been 
aware of the need to improve health care transition to adult-based care services. Barriers to 
health care transition have been identified and in a number of settings, recognition of the 
problem and preliminary success has been achieved for pilot programs. Evidence-based 
solutions to improve health care transition for YYASHCN are needed. There are barriers at the 
patient, family, pediatric, and adult provider, and insurance system levels that must be 
overcome. 
http://www.ncbi.nlm.nih.gov/pubmed/26340879 
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Hilden, J. (2016). "It is Time to Let in Pediatric Palliative Care." Pediatr Blood Cancer 
63(4): 583-584. 
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Hillis, R., Ling, J., Quinn, C. and Brenner, M. (2016). "Evaluating a pilot paediatric 
hospice-at-home service: a literature review." Int J Palliat Nurs 22(2): 90-97. 
 
Background: This literature review aims to offer practitioners an overview of the key 
components involved in designing the evaluation of a paediatric hospice-at-home pilot that will 
assess the effectiveness, efficiency and sustainability of the programme. The literature was 
reviewed in two stages: the first examined existing literature in the area of paediatric palliative 
care. The second looked at the wider field of adult palliative care to gain further insights into 
evaluation tool design. The findings are presented as a conceptual model to highlight each 
component of the pilot development stage as identified for evaluation purposes, emphasising 
their role and impact on the resultant delivery of integrated care. The clarity and transparency of 
this model offers a comprehensive overview of the evaluation process to all involved in the pilot. 
http://www.ncbi.nlm.nih.gov/pubmed/26926349 
 
Hinson, A. P. and Rosoff, P. M. (2016). "Where Children Die: Obstacles to Quality End-of-
Life Care." Clin Pediatr (Phila) 55(2): 101-106. 
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Kaempf, J. W., Tomlinson, M. W. and Tuohey, J. (2016). "Extremely premature birth and 
the choice of neonatal intensive care versus palliative comfort care: an 18-year single-
center experience." J Perinatol 36(3): 190-195. 
 
OBJECTIVE: Review all live births 22 0/7 through 26 6/7 weeks gestation born 1996 through 
2013 at our institution to describe the decision process and immediate outcomes of palliative 
comfort care (PCC) versus neonatal intensive care (NICU) and whether any significant family 
complaints or quality assurance concerns arose. STUDY DESIGN: Retrospective chart review, 
physician and ethicist interview process and database review focused upon our established 
periviability counseling guidelines that are directive of PCC at 22 weeks gestation and NICU at 
26 weeks but supportive of informed family choice of either option at 23, 24 and 25 weeks. 
RESULT: At 22 weeks-all 54 infants had PCC; at 23 weeks-29/78 (37%) chose NICU care, 
6/29 (21%) infants survived; at 24 weeks-79/108 (73%) chose NICU care, 47/79 (59%) 
survived; at 25 weeks-147/153 (96%) chose NICU care, 115/147 (78%) survived; and at 26 
weeks-all infants had NICU care, 176/203 (87%) survived. Over 18 years and 606 births, we 
identified only three significant concerns from families and/or physicians that required formal 
review.  
CONCLUSION: Most pregnant women and families choose NICU care for their extremely 
premature infant, but if given the option via shared decision making, a significant proportion will 
choose PCC at gestational ages that some NICUs mandate resuscitation. We support a 
reasoned dialogue and bioethical framework that recognizes human values to be irreducibly 
diverse, sometimes conflicting, and ultimately incommensurable-value pluralism. Respectful 
shared decision making requires thoughtful and compassionate flexibility, nuanced and 
individualized suggestions for PCC or NICU and the reduction of hierarchical directives from 
physicians to families. We continue to advocate and rely upon informed family preference 
between 23 and 25 weeks gestation in our updated 2015 periviability guidelines. 
http://www.ncbi.nlm.nih.gov/pubmed/26583942 
 
Kaye, E. C., Friebert, S. and Baker, J. N. (2016). "Early Integration of Palliative Care for 
Children with High-Risk Cancer and Their Families." Pediatr Blood Cancer 63(4): 593-597. 
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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 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. 
http://www.ncbi.nlm.nih.gov/pubmed/26579997 
 
Kuan, G. L. and Low, W. Y. (2015). "Parents' perspectives on the important aspects of 
care in children dying from life limiting conditions: A qualitative study." Med J Malaysia 
70(5): 295-299. 
 
INTRODUCTION: The importance of Paediatric Palliative Care (PPC) is increasingly recognised 
worldwide, with the World Health Organzsation (WHO) and the American Academy of 
Pediatrics (AAP) endorsing the development and wide availability of PPC. When these children 
are in the terminal phase of their illness, PPC should be tailored to the different needs and 
desires of the child and the family, with the goal of providing the best possible quality of life 
(QOL) for the days that remain. METHOD: Malaysia has yet to develop a national PPC policy. In 
anticipation of this, as part of a needs based qualitative study, parents' views were solicited, as 
to the unmet needs of their children during the terminal phases of their illness. A purposive 
sampling was conducted amongst fifteen parents of nine deceased children (ages 2-14 years, 
eight cancer, one Prader Willi Syndrome) who had received care in the Paediatric Department, 
Malacca General Hospital, a Malaysian government hospital. Two focus group discussions and 
three in-depth interviews were conducted, based on a semi-structured interview guideline. The 
interviews were audiotaped with permission and the tape recordings were transcribed verbatim. 
The data were managed and analysed by NVivo 9 software using a thematic analysis 
approach.  
RESULTS: The frequently emerging themes were the strengths and weaknesses pertaining to 
the healthcare system, processes within palliative care. These were symptom control, closed 
communication and lack of support and anticipatory guidance as death approached. 
CONCLUSION: Dying Malaysian children and their families deserve to receive care that is more 
consistent with optimal palliative care. 
http://www.ncbi.nlm.nih.gov/pubmed/26556118 
 
Kuhlen, M., Holl, J. I., Sabir, H., Borkhardt, A. and Janssen, G. (2016). "Experiences in 
palliative home care of infants with life-limiting conditions." Eur J Pediatr 175(3): 321-327. 
 
The aim of this study was to determine the distinct issues neonates/infants with life-limiting 
conditions and their families face during palliative home care and to enable 
physicians/caregivers to carefully address their needs. Data on home-based palliative care of all 
neonates and infants, who were being taken care of by our paediatric palliative care team 
between 2007 and 2014, was analysed. A total of 31 patients (pts) were analysed. The majority 
of patients (n = 17) were diagnosed with congenital malformations or chromosomal 
abnormalities. Twenty pts died, five of them in hospital. A high percentage of pts presented 
with swallowing incoordination (83.9 %) and was fed either by nasogastric tube or 
percutaneous endoscopic gastrostomy. Of the pts, 71.0 % were treated with analgesics, 45.2 
% were oxygen dependent, and 9.7 % required mechanical ventilation. Highest mortality was 
seen in pts with perinatal complications (75 %). In four (12.9 %) pts, palliative home care could 
come to an end as their conditions substantially improved. CONCLUSIONS: Palliative treatment 
of neonates/very young infants with terminal conditions at home seems to be similar to that of 
older children and feasible in children even with unstable conditions. The spectrum of 
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diagnoses, signs and symptoms varies from older children with swallowing incoordination and 
artificial nutrition being of particular importance. 
http://www.ncbi.nlm.nih.gov/pubmed/26411975 
 
Kuo, D. Z., Berry, J. G., Glader, L., Morin, M. J., Johaningsmeir, S. and Gordon, J. 
(2016). "Health Services and Health Care Needs Fulfilled by Structured Clinical Programs 
for Children with Medical Complexity." J Pediatr 169: 291-296 e291. 
 
OBJECTIVE: To describe family-reported health service needs of children with medical 
complexity (CMC) and to assess which needs are more often addressed in a tertiary care 
center-based structured clinical program for CMC. STUDY DESIGN: Mailed survey to families 
of CMC enrolled in a structured-care program providing care coordination and oversight at 1 of 
3 children's hospitals. Outcomes included receipt of 14 specific health service needs. Paired t 
tests compared unmet health care needs prior to and following program enrollment.  
RESULTS: Four hundred forty-one of 968 (46%) surveys were returned and analyzed. 
Respondents reported their children had a mean age of 7 (SD 5) years. A majority of 
respondents reported the child had developmental delay (79%) and feeding difficulties (64%). 
Of the respondents, 56% regarded the primary care provider as the primary point of contact for 
medical issues. Respondents reported an increase in meeting all 14 health services needs after 
enrollment in a tertiary care center-based structured clinical program, including primary care 
checkups (82% vs 96%), therapies (78% vs 91%), mental health care (34% vs 58%), respite 
care (56% vs 75%), and referrals (51% vs 83%) (all P < .001).  
CONCLUSIONS: Tertiary care center-based structured clinical care programs for CMC may 
address and fulfill a broad range of health service needs that are not met in the primary care 
setting. 
http://www.ncbi.nlm.nih.gov/pubmed/26526361 
 
Lemmon, M. E., Bidegain, M. and Boss, R. D. (2016). "Palliative care in neonatal 
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. 
http://www.ncbi.nlm.nih.gov/pubmed/26658120 
 
Liberman, D. B., Song, E., Radbill, L. M., Pham, P. K. and Derrington, S. F. (2016). "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 
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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 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 
 
Lichtenthal, W. G., Sweeney, C. R., Roberts, K. E., Corner, G. W., Donovan, L. A., 
Prigerson, H. G. and Wiener, L. (2015). "Bereavement Follow-Up After the Death of a 
Child as a Standard of Care in Pediatric Oncology." Pediatr Blood Cancer 62 Suppl 5: 
S834-869. 
A 
fter a child's death to cancer, families commonly want continued connection with the 
healthcare team that cared for their child, yet bereavement follow-up is often sporadic. A 
comprehensive literature search found that many bereaved parents experience poor 
psychological outcomes during bereavement and that parents want follow-up and benefit from 
continued connection with their child's healthcare providers. Evidence suggests that the 
standard of care should consist of at least one meaningful contact between the healthcare 
team and bereaved parents to identify those at risk for negative psychosocial sequelae and to 
provide resources for bereavement support. 
https://www.ncbi.nlm.nih.gov/pubmed/26700929 
 
Lindley, L. C. and Edwards, S. L. (2015). "Geographic access to hospice care for children 
with cancer in Tennessee, 2009 to 2011." Am J Hosp Palliat Care 32(8): 849-854. 
 
The geographic interface between the need for and the supply of pediatric hospice may be 
critical in whether children with cancer access care. This study sought to describe the 
geographic distribution of pediatric hospice need and supply and identify areas lacking 
pediatric hospice care in Tennessee over a 3-year time period. Using ArcGIS, a series of maps 
were created. There was a consistent need for care among children with cancer across the 
state. Most urban areas were supplied by pediatric hospices, except the Knoxville area. Areas 
within the state were identified where the supply of pediatric hospice care declined, while the 
need for hospice care was unchanging. This study has important regulatory implications for 
clinicians practicing in certificate of need states such as Tennessee. 
https://www.ncbi.nlm.nih.gov/pubmed/25028742 
 
Lindsay, S. (2016). "Child and youth experiences and perspectives of cerebral palsy: a 
qualitative systematic review." Child Care Health Dev 42(2): 153-175. 
 
BACKGROUND: Cerebral palsy (CP) is one of the most common causes of physical disability in 
childhood, and many children with CP access rehabilitation services throughout their lives. The 
aim of this qualitative systematic review was to synthesize the experiences and perspectives of 
youth living with CP to inform the development of rehabilitation and social programmes. 
METHODS: A thematic qualitative synthesis integrating qualitative evidence was undertaken 
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where six electronic databases (MEDLINE, Embase, Healthstar, Cumulative Index to Nursing 
and Allied Health Literature, Proquest and PsychInfo) were searched from 1980 to September 
2014.  
RESULTS: Thirty-three articles involving 390 youth, aged from 2 to 25 years, across six 
countries were included. Themes were classified according to the International Classification of 
Functioning Child and Youth Version framework. Youth's accounts focused on social inclusion 
and the physical environment (i.e. services and supports, transportation, accessibility, 
accommodations, safety and weather), the role of family and peers and participation (i.e. leisure 
and recreation, school and civic engagement). Youth described how body structure and 
function (i.e. pain and physical functioning, mental health, fatigue and unpredictability of body 
function) affected them - often disrupting their biographies. Some youth described personal 
factors such as independence, coping and body image that affected their ability to cope with 
their condition. There was much less focus on youth's experiences of mobility, activities of daily 
living and assistive devices.  
CONCLUSIONS: Youth with CP experience pain, fatigue and impairments to body function, 
along with social exclusion, which can affect their biographies. However, youth had strategies 
to revise their biographies to maintain personal and social normalcy. 
https://www.ncbi.nlm.nih.gov/pubmed/26754030 
 
Machado, D. M., Galano, E., de Menezes Succi, R. C., Vieira, C. M. and Turato, E. R. 
(2016). "Adolescents growing with HIV/AIDS: experiences of the transition from pediatrics 
to adult care." Braz J Infect Dis 20(3): 229-234. 
 
The main objective of this work is to describe the formation of the Transition Adolescent Clinic 
(TAC) and understand the process of transitioning adolescents with HIV/AIDS from pediatric to 
adult care, from the vantage point of individuals subjected to this process. A qualitative method 
and an intentional sample selected by criteria were adopted for this investigation, which was 
conducted in Sao Paulo, Brazil. An in-depth semi-structured interview was conducted with 
sixteen HIV-infected adolescents who had been part of a transitioning protocol. Adolescents 
expressed the need for more time to become adapted in the transition process. Having grown 
up under the care of a team of health care providers made many participants have reluctance 
toward transitioning. Concerns in moving away from their pediatricians and feelings of 
disruption, abandonment, or rejection were mentioned. Participants also expressed confidence 
in the pediatric team. At the same time they showed interest in the new team and expected to 
have close relationships with them. They also ask to have previous contacts with the adult 
health care team before the transition. Their talks suggest that they require slightly more time, 
not the time measured in days or months, but the time measured by constitutive experiences 
capable of building an expectation of future. This study examines the way in which the 
adolescents feel, and help to transform the health care transition model used at a public 
university. Listening to the adolescents' voices is crucial to a better understanding of their 
needs. They are those who can help the professionals reaching alternatives for a smooth and 
successful health care transition. 
https://www.ncbi.nlm.nih.gov/pubmed/26945104 
 
Mack, J. W., Chen, K., Boscoe, F. P., Gesten, F. C., Roohan, P. J., Schymura, M. J. and 
Schrag, D. (2015). "High Intensity of End-of-Life Care Among Adolescent and Young 
Adult Cancer Patients in the New York State Medicaid Program." Med Care 53(12): 1018-
1026. 
 
BACKGROUND: Little is known about the care that adolescent and young adult (AYA) cancer 
patients receive at the end of life (EOL). OBJECTIVE: To evaluate use of intensive measures 
and hospice and location of death of AYA cancer patients insured by Medicaid in New York 
State.  
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DESIGN: Using linked patient-level data from the New York State Cancer Registry and state 
Medicaid program, we identified 705 Medicaid patients who were diagnosed with cancer 
between the ages of 15 and 29 in the years 2004-2011, who subsequently died, and who were 
continuously enrolled in Medicaid in the last 60 days of life. We evaluated use of intensive EOL 
measures (chemotherapy within 14 d of death; intensive care unit care, >1 emergency room 
visit, and hospitalizations in the last 30 d of life), hospice use, and location of death (inpatient 
hospice, long-term care facility, acute care facility, home with hospice, home without hospice). 
RESULTS: 75% of AYA Medicaid decedents used at least 1 aspect of intensive EOL care. 38% 
received chemotherapy in the last 2 weeks of life; 21% received intensive care unit care, 44% 
had >1 emergency room visit, and 64% were hospitalized in the last month of life. Only 23% 
used hospice. 65% of patients died in acute care settings, including the inpatient hospital or 
emergency room.  
CONCLUSIONS: Given the high rates of intensive measures and low utilization of hospice at 
the EOL among AYA Medicaid enrollees, opportunities to maximize the quality of EOL care in 
this high-risk group should be prioritized. 
https://www.ncbi.nlm.nih.gov/pubmed/26492211 
 
Mettner, J. (2016). "Small comforts. Children's hospitals add palliative care." Minn Med 
99(1): 18-19. 
https://www.ncbi.nlm.nih.gov/pubmed/26897889 
 
Mitchell, T. K., Knighting, K., O'Brien, M. R. and Jack, B. A. (2016). "Short break and 
emergency respite care: what options for young people with life-limiting conditions?" Int J 
Palliat Nurs 22(2): 57-65. 
 
BACKGROUND: Service providers face difficult decisions about how best to develop services 
for the increasing numbers of young people with life-limiting conditions who require palliative 
care. OBJECTIVE: To explore alternative short break and emergency respite care options to 
children's hospice care.  
METHODS: A two-phase evaluation with young people, families and professionals. Phase 1: 
qualitative semi-structured interviews and focus groups (n=53). Phase 2: mixed-method survey 
(n=82), qualitative findings only.  
RESULTS: There were few, or no, appropriate short break and emergency respite care 
alternatives when children's hospice care was not available that can meet the need of young 
people with life-limiting conditions, creating anxiety for children's hospice users and those 
leaving the service as a result of reaching transition age or through no longer meeting the 
children's hospice eligibility criteria.  
CONCLUSION: Access to appropriate short break and emergency respite care is required to 
prevent lifelong negative consequences for young people with life-limiting conditions, their 
family and society. Research is undoubtedly required to explore the impact and outcomes of 
children's hospice discharge for young people and their family. Particular attention should be 
paid to the lack of services for an increasing population making the transition from children's 
hospices. 
https://www.ncbi.nlm.nih.gov/pubmed/26926345 
 
Nagra, A., McGinnity, P. M., Davis, N. and Salmon, A. P. (2015). "Implementing transition: 
Ready Steady Go." Arch Dis Child Educ Pract Ed 100(6): 313-320. 
 
There is good evidence that morbidity and mortality increase for young persons (YP) following 
the move from paediatric to adult services. Studies show that effective transition between 
paediatric and adult care improves long-term outcomes. Many of the issues faced by young 
people across subspecialties with a long-term condition are generic. This article sets out some 
of the obstacles that have delayed the implementation of effective transition. It reports on a 
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successful generic transition programme 'Ready Steady Go' that has been implemented within 
a large National Health Service teaching hospital in the UK, with secondary and tertiary 
paediatric services, where it is now established as part of routine care. 
https://www.ncbi.nlm.nih.gov/pubmed/26063244 
 
Peters, M. D., Lisy, K., Riitano, D., Jordan, Z. and Aromataris, E. (2015). "Caring for 
families experiencing stillbirth: Evidence-based guidance for maternity care providers." 
Women Birth 28(4): 272-278. 
 
BACKGROUND: Evidence-based guidance is needed to inform care provided to mothers and 
families who experience stillbirth. This paper focuses upon how meaningful and culturally 
appropriate care can be provided to mothers and families from when they are informed that 
their baby will be stillborn to many years after the experience. Avoidable suffering may be 
occurring in the clinical setting.  
AIMS: To promote and inform meaningful and culturally appropriate evidence-informed practice 
amongst maternity care providers caring for mothers and families who experience stillbirth. 
METHODS: A comprehensive systematic review was conducted which primarily synthesised 
relevant qualitative research studies. An expert advisory group comprised of stillbirth 
researchers, clinicians, and parents who have experienced stillbirth provided guidance for the 
review and the development of implications for practice.  
FINDINGS: Grieving parents want staff to demonstrate sensitivity and empathy, validate their 
emotions, provide clear, information, and be aware that the timing of information may be 
distressing. Parents want support and guidance when making decisions about seeing and 
holding their baby. Sensitivity, respect, collaboration, and information are essential throughout 
the experience of stillbirth. Culturally appropriate care is important and may require staff to 
accommodate different cultural practices.  
CONCLUSION: The findings of the review and expert consensus inform the provision of 
meaningful and culturally appropriate care for mothers and families that have experienced 
stillbirth. Evidence informed implications for practice are provided to guide the actions, 
communication, and behaviours of maternity care providers. 
https://www.ncbi.nlm.nih.gov/pubmed/26255990 
 
Petteys, A. R., Goebel, J. R., Wallace, J. D. and Singh-Carlson, S. (2015). "Palliative care 
in neonatal intensive care, effects on parent stress and satisfaction: a feasibility study." 
Am J Hosp Palliat Care 32(8): 869-875. 
C 
ONTEXT: Approximately 1 in 10 infants require neonatal intensive care unit (NICU) 
hospitalization, which causes parental stress. Palliative care (PC) provides an opportunity to 
alleviate suffering and stress.  
OBJECTIVES: This study examines the effects of PC on NICU parent stress and satisfaction. 
METHODS: A prospective cohort design compares stress and satisfaction among families 
receiving or not receiving PC.  
RESULTS: No significant differences in stress scores were found (P = .27-1.00). Palliative care 
parents (100%) were more likely to report being "extremely satisfied" with care than usual-care 
parents (50%).  
CONCLUSION: This study supports the feasibility of evaluating NICU PC services. Infants 
referred for PC typically have higher morbidity/mortality; therefore, higher parental stress scores 
may be expected. Stress levels were similar in both cohorts, thus PC did not increase stress 
and may decrease PC parent stress. 
https://www.ncbi.nlm.nih.gov/pubmed/25228642 
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Rehfeldt, I., Doll, A., Thierfelder, I. and Tegethoff, D. (2016). "[Needs of parents in 
bereavement care after perinatal loss of their preterm infant in the NICU]." Pflege 29(2): 
63-71. 
 
BACKGROUND: In Germany, 9% of babies are born preterm, 32% of them die. A neonatal 
death is a challenge for both parents and neonatal health care professionals alike. In 1994 the 
Department of pediatric nursing of the Klinik fur Neonatologie/Charite launched an initiative to 
offer bereavement care for parents who have experienced a perinatal death. AIM: The aim of 
this study was to determine the needs of parents after the perinatal loss of their child from the 
perspective of health care professionals (HCP). METHOD: Six interviews were conducted with 
the HCP in Neonatology, Charite - University of Medicine in Berlin and analyzed using 
qualitative content analysis according to Mayring.  
RESULTS: The results show the differing needs of the parents and are focused on five main 
points: "Avoid and protection of overtaxing", "express emotions", "safety and family support", 
"bonding with the child" and "give understanding and meaning".  
CONCLUSIONS: The parents needs connected with the Caring Theory of Swanson show that 
they mostly correspond with the dimension of "Being with". It underlines the importance of the 
emotional and educational support of parents in bereavement care during the perimortal 
period. A major requirement here is to "get to know" the parents and their needs and to 
accompany them individually. Offering compassionate care and interaction between nurses and 
bereaved parents complys with the "doing for" and "enabling" from Swanson's model. 
https://www.ncbi.nlm.nih.gov/pubmed/26974278 
 
Ryan, J. G., Haas, K., Kramer, N., Vizzachero, N., Butler, S. and Waechtler, E. (2016). 
"When Technology Fails: Community-Based Pediatric Hospice." J Pediatr Nurs 31(3): 
353-355. 
https://www.ncbi.nlm.nih.gov/pubmed/27040187 
 
Shelkowitz, E., Vessella, S. L., O'Reilly, P., Tucker, R. and Lechner, B. E. (2015). 
"Counseling for personal care options at neonatal end of life: a quantitative and qualitative 
parent survey." BMC Palliat Care 14: 70. 
 
BACKGROUND: The death of a newborn is a traumatic life changing event in the lives of 
parents. We hypothesized that bereaved parents of newborn infants want to have choices in 
the personal care of their infant at the end of life. METHODS: Parents who had suffered a 
perinatal or neonatal loss between 1 and 6 years before the survey in a regional level IV 
neonatal intensive care unit (NICU) and associated labor and delivery room were invited to 
participate. Parents chose between an online survey, paper survey or telephone interview. The 
survey included multiple choice and open ended questions.  
RESULTS: Parents prefer multiple options for the personal care of their infant at the end of life. 
Emergent themes were need for guidance by the medical team, memory making, feeling cared 
for and respected by staff, and regrets related to missed opportunities.  
CONCLUSION: While parents differ in their preferences in utilizing specific personal care 
options for their infant's end of life, they share a common preference for being presented with 
multiple options to choose from and in being guided and supported by healthcare providers, 
while being afforded the opportunity to make memories with their infant by bonding with and 
parenting them. 
https://www.ncbi.nlm.nih.gov/pubmed/26626572 
 
Svedberg, P., Einberg, E. L., Warnestal, P., Stigmar, J., Castor, A., Enskar, K. and 
Nygren, J. M. (2016). "Support from healthcare services during transition to adulthood - 
Experiences of young adult survivors of pediatric cancer." Eur J Oncol Nurs 21: 105-112. 
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PURPOSE: Improved survival rates of pediatric cancer have drawn attention on how to best 
facilitate long-term follow up and transition from pediatric to adult care. The transition process 
is multifactorial and necessitates the joint involvement of the patient, the family and the 
healthcare providers. The purpose of this study was to explore the experiences of support from 
healthcare services during the transition from adolescence to adulthood described by young 
adult survivors of pediatric cancer. METHODS: A mixed method with a convergent parallel 
design was used to evaluate the experiences of receiving support from healthcare services (eg 
pediatric oncology and pediatric clinic) during transition from adolescence to adulthood 
described by young adult survivors of pediatric cancer (n = 213) in a nation wide cross-
sectional survey.  
RESULTS: A quantitative assessment of the experienced extent and satisfaction of support 
from healthcare services to handle physical, mental and social changes to continue life after the 
disease showed that a majority of the participants had received insufficient support. The 
qualitative analysis indicated a need for equal roles in healthcare to promote participation, a 
need to manage and process consequences of the disease, and a need for continuous 
support.  
CONCLUSIONS: During transition to adulthood, there's a need for a personalized care plan 
that takes a holistic approach towards supporting the young cancer survivor in managing life in 
the best way. Identifying and handling the individual needs of pediatric cancer survivors is 
important for providing the resources and support required to increase the likelihood of 
successful transition to adulthood. 
https://www.ncbi.nlm.nih.gov/pubmed/26952685 
 
Turhan, A. B. and Bor, O. (2016). "Use of herbs or vitamin/mineral/nutrient supplements 
by pediatric oncology patients." Complement Ther Clin Pract 23: 69-74. 
 
Use of complementary and alternative medicine (CAM) is widespread and increasing. We 
sought to study the frequency and factors affecting of its use in children with cancer. We 
designed a questionnaire that was administered to the parents of children between September 
2013 and March 2014. A total of 74 patients were enrolled into the study. Fifty patients (67.5%) 
had used one or more than one type of herbs or vitamin/mineral/nutrient. The most commonly 
used CAM treatment was grape molasses (36.6%). The main source of information to families 
was the internet. No correlation found between the use of CAM and parents' education status, 
the level of income, socioeconomic status, chemotherapy treatment. Patients with cancer 
highly tended to use CAM treatment without informing healthcare professionals. The integration 
of complementary methods to the conventional treatments is interesting and seem to respond 
to the needs of patients allowing a more comprehensive approach to care. 
https://www.ncbi.nlm.nih.gov/pubmed/27157962 
 
Viswanath, V. (2016). "Hospice-Where Peace and Turmoil Coexist." J Pain Palliat Care 
Pharmacother 30(1): 53-54. 
 
It is often said that a hospice is much more than just a place providing supportive care for the 
terminally ill. This narrative describes Neha, a young mother who found her solace in the 
hospice and spent her last days there by choice. It reinforces the fact that the hospice is truly a 
philosophy of care where powerful and contrasting emotions do coexist. 
https://www.ncbi.nlm.nih.gov/pubmed/26862661 
 
Wool, C., Cote-Arsenault, D., Perry Black, B., Denney-Koelsch, E., Kim, S. and 
Kavanaugh, K. (2016). "Provision of Services in Perinatal Palliative Care: A Multicenter 
Survey in the United States." J Palliat Med 19(3): 279-285. 
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BACKGROUND: Congenital anomalies account for 20% of neonatal and infant deaths in the 
United States. Perinatal palliative care is a recent addition to palliative care and is meant to 
meet the needs of families who choose to continue a pregnancy affected by a life-limiting 
diagnosis.  
OBJECTIVE: To examine characteristics of programs and services provided, assess alignment 
with the National Consensus Project domains of care, and identify providers and disciplines 
involved in programs. DESIGN: A cross-sectional survey design included 48 items addressing 
funding and domains of quality care. SUBJECTS: Program representatives from 30 states (n = 
75).  
PRINCIPAL RESULTS: Perinatal palliative care programs are housed in academic medical 
centers, regional or community hospitals, local hospices, or community-based organizations. 
Significant differences by program setting were observed for type of fetal diagnoses seen, 
formal training in communicating bad news to parents, mechanisms to ensure continuity of 
care, and reimbursement mechanisms. One hundred percent of programs provided attention to 
spiritual needs and bereavement services; 70% of programs are less than 10 years old. Follow-
up with parents to assess whether goals were met occurs at 43% of the perinatal palliative care 
programs. Formal measures of quality assessment were articulated in 38% of programs. 
CONCLUSION: This study dramatically adds to the literature available on perinatal palliative 
care program settings, types, and domains of care. It is clear that there are a variety of types of 
programs and that the field is still developing. More work is needed to determine which quality 
measures are needed to address perinatal care needs in this population. 
https://www.ncbi.nlm.nih.gov/pubmed/26652200 
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"Caring Decisions: The Development of a Written Resource for Parents Facing End-of-Life 
Decisions." J Palliat Med 18(11): 945-955. 
 
BACKGROUND: Written resources in adult intensive care have been shown to benefit families 
facing end of life (EoL) decisions. There are few resources for parents making EoL decisions for 
their child and no existing resources addressing ethical issues. The Caring Decisions handbook 
and website were developed to fill these gaps. AIM: We discuss the development of the 
resources, modification after reviewer feedback and findings from initial pilot implementation. 
DESIGN: A targeted literature review-to identify resources and factors that impact on parental 
EoL decision-making; development phase-guided by the literature and the researchers' 
expertise; consultation process-comprised a multi-disciplinary panel of experts and parents; 
pilot evaluation study-hard-copy handbook was distributed as part of routine care at an 
Australian Children's Hospital. SETTING/PARTICIPANTS: Twelve experts and parents formed 
the consultation panel. Eight parents of children with life-limiting conditions and clinicians were 
interviewed in the pilot study.  
RESULTS: Numerous factors supporting/impeding EoL decisions were identified. Caring 
Decisions addressed issues identified in the literature and by the multidisciplinary research 
team. The consultation panel provided overwhelmingly positive feedback. Pilot study parents 
found the resources helpful and comforting. Most clinicians viewed the resources as very 
beneficial to parents and identified them as ideal for training purposes.  
CONCLUSIONS: The development of the resources addressed many of the gaps in existing 
resources. The consultation process and the pilot study suggest these resources could be of 
significant benefit to parents and clinicians. 
https://www.ncbi.nlm.nih.gov/pubmed/26418215 
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parents face the death of their child: a nationwide cross-sectional survey of parental 
perspectives on their child's end-of life care." BMC Palliat Care 15: 30. 
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BACKGROUND: Parents facing the death of their child have a strong need for compassionate 
professional support. Care services should be based on empirical evidence, be sensitive to the 
needs of the families concerned, take into account the heterogeneity within the medical field of 
paediatrics, and fit into the local health care system. We need to better understand the 
perspectives of parents facing the death of their child in order to guide further development and 
evaluation of specialised paediatric palliative and end-of-life (EOL) care services. METHODS: 
Questionnaire survey to assess the EOL care perspectives of a Swiss population-based sample 
of bereaved parents who had lost a child due to a cardiac, neurological or oncological 
condition, or during the neonatal period in the years 2011 or 2012. The parental perspective 
was assessed with a newly developed and tested instrument that was structured according to 
six evidence-based quality domains. Responses regarding parental experiences and perceived 
satisfaction are described. Differences between the four diagnostic groups are analysed using a 
generalized estimation equation to account for the dyadic data structure.  
RESULTS: Of 307 eligible families, 267 could be contacted and 135 (51%) consented to 
participate in this questionnaire survey. Our findings show positive parental experiences of their 
child's EOL care and high perceived satisfaction with the care their child received. Parents of a 
child with cancer rated their experiences highest in most of the six quality domains and 
reported the highest satisfaction with care. The lowest scores were mainly reported by parents 
from the neurology group, with the exception of the shared decision making domain, where 
parents of neonates reported significantly less positive experiences.  
CONCLUSIONS: Although positive in general, our study results suggest some areas for 
improvement. The integration of specialised paediatric palliative care has the potential to 
minimise lost opportunities to support and assist parents. 
https://www.ncbi.nlm.nih.gov/pubmed/26956995 
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