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Foreword

Our first edition of Synopsis is a bumper one as we wanted to ensure that we included all the research 
that has been published since the last edition of its predecessor PaedPalLit in December 2010. With 
over 470 articles listed, drawn from as many medical, nursing and social care journals as possible, we 
have captured the key research relevant to children and young people’s palliative care.

As well as this PDF format which is sent out to all professional members of Together for Short Lives, 
Synopsis is also freely available on our website as a searchable database. We hope that you will find 
it a useful tool to inform your practice and to support your research endeavours. We will be producing 
Synopsis twice a year.

We asked our editorial team to identify four articles that they felt were especially noteworthy in this 
edition and they selected the following pieces: 

•   In these cash-strapped times there is a very apposite article from Chahed et al entitled ‘Measuring 
and modelling occupancy time in NHS Continuing Healthcare’. This article identifies a model for 
forecasting demand and budget by analysing how long patients stay in care and the number of 
patients who may require longer term continuing healthcare placements (page 153).

•   There is an interesting Japanese article by Yamasaki et al which looks at the use of corticosteroids in 
children with cancer and brain tumours and found that as clinician’s experience of treating children 
with cancer increased, so did their focus on quality of life issues rather than adverse effects (page 64).

•   An article by Bradford et al provides a review of an after-hours palliative care phone support service 
in Brisbane for families of children with incurable cancer. The review covers the first eight years of the 
service’s activity and found that the service was mainly used over the weekends and in the mornings, 
with only 11% of calls occurring between 10pm and 7am (page 152). 

•   Clark et al looked at the prevalence of constipation and other disturbances of bowel function  
in people with palliative care needs. The study found that this consistently remains a problem for  
people using palliative care services, with the proportion of people with severe problems increasing 
as death approaches. This is despite the time and number of interventions currently used to palliate 
these problems (page 74).

Finally, I would like to give huge thanks to our incredibly committed editorial team who volunteer  
their time and expertise and without whom we would not be able to bring you Synopsis. In particular I 
would like to thank Sue Langley from East Anglia’s Children’s Hospices (EACH) library service who has 
collated all the literature searches for us. You can find out more about the EACH library service at  
www.each.org.uk/library.

Welcome to this first edition of our new look research abstract listing, 
Synopsis. We hope that Synopsis will provide an invaluable resource for 
those who are interested in research across the spectrum of children’s 
hospice and palliative care.

Lizzie Chambers
Development Director
Together for Short Lives
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Pediatric consent: case study analysis using  
a principles approach
Azotam, A. N.
Nurs Ethics 2012; 19 (4): 581-585
This article will explore pediatric consent through the analysis of a clinical case study using the 
principles of biomedical ethics approach. Application of the principles of autonomy, nonmaleficence, 
beneficence, and justice will be dissected in order to attempt to establish resolution of the ethical 
dilemma. The main conflict in this case study deals with whether the wishes of an adolescent for end-
of-life care should be followed or should the desire of his parents outweigh this request. In terminal 
cancer, the hope of early palliative care and dignity in dying serve as priorities in therapy. Application of 
the moral principles to both sides of the dilemma aided in providing an objective resolution to uphold 
pediatric consent.

http://www.ncbi.nlm.nih.gov/pubmed/22753459

Empowering nurses to participate in ethical decision-
making at the bedside
Bicking, C.
J Contin Educ Nurs 2011; 42 (1): 19-24; quiz 25-16
Nurses at the bedside have widely varied educational backgrounds. Most bedside nurses have 
insufficient knowledge in the area of ethical decision-making to feel confident in their ability to 
participate in ethical decision-making along with the health care team. Continuing education programs 
for staff nurses should focus on ethical decision-making to empower bedside nurses to participate. 
The effect of a successful continuing education program in ethics could lead to improved relationships 
among health care professionals, improved communication with patients and families, and reduced 
stress-related burnout caused by ethical dilemmas. This article describes a successful continuing 
education program designed to improve knowledge of ethics and confidence in ethical decision-
making that can be adapted for any nursing specialty.

http://www.ncbi.nlm.nih.gov/pubmed/20540463

http://www.ncbi.nlm.nih.gov/pubmed/22753459
http://www.ncbi.nlm.nih.gov/pubmed/20540463
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Truth telling and severe fetal diagnosis: a virtue ethics 
perspective
Black, B. P.
J Perinat Neonatal Nurs 2011; 25 (1): 13-20
PURPOSE: Increased use of prenatal technologies has increased the numbers of women and partners 
whose fetus is diagnosed with a severe impairment. Virtue ethics provides a useful perspective to 
consider truth telling in this context, specifically how couples and providers interpret the diagnosis and 
prognosis to create truth. Virtue ethics is person-centered rather than act-centered, with moral actions 
guided by how a virtuous person would act in the same circumstance. Phronesis (practical wisdom) 
guides these actions. SUBJECTS AND METHODS: Fifteen women and 10 male partners with a severe 
fetal diagnosis participated in this longitudinal ethnography examining their experiences across 3 
available care options: termination, routine obstetric care, and perinatal end-of-life care. Data from 39 
interviews were analyzed to determine how they created meaning and truth in context of the diagnosis. 
RESULTS AND CONCLUSIONS: Providers’ interactions were usually, but not always, characterized by 
the practice of phronesis. Couples were in a more complex moral situation than were providers. Those 
who terminated created a socially acceptable truth within a negative social environment related to 
abortion. Those seeking routine care had uncertain fetal prognoses and struggled with the meanings of 
“odds” of survival. One couple with end-of-life care experienced a close alignment of the facts and the 
truth they made public.

http://www.ncbi.nlm.nih.gov/pubmed/21311265

Should religious beliefs be allowed to stonewall a 
secular approach to withdrawing and withholding 
treatment in children?
Brierley, J., et al.
J Med Ethics 2012;  
Religion is an important element of end-of-life care on the paediatric intensive care unit with religious 
belief providing support for many families and for some staff. However, religious claims used by families 
to challenge cessation of aggressive therapies considered futile and burdensome by a wide range 
of medical and lay people can cause considerable problems and be very difficult to resolve. While 
it is vital to support families in such difficult times, we are increasingly concerned that deeply held 
belief in religion can lead to children being potentially subjected to burdensome care in expectation of 
‘miraculous’ intervention. We reviewed cases involving end-of-life decisions over a 3-year period. In 
186 of 203 cases in which withdrawal or limitation of invasive therapy was recommended, agreement 
was achieved. However, in the 17 remaining cases extended discussions with medical teams and 
local support mechanisms did not lead to resolution. Of these cases, 11 (65%) involved explicit 
religious claims that intensive care should not be stopped due to expectation of divine intervention 
and complete cure together with conviction that overly pessimistic medical predictions were wrong. 
The distribution of the religions included Protestant, Muslim, Jewish and Roman Catholic groups. 
Five of the 11 cases were resolved after meeting religious community leaders; one child had intensive 
care withdrawn following a High Court order, and in the remaining five, all Christian, no resolution was 
possible due to expressed expectations that a ‘miracle’ would happen.

http://www.ncbi.nlm.nih.gov/pubmed/22465877

http://www.ncbi.nlm.nih.gov/pubmed/21311265
http://www.ncbi.nlm.nih.gov/pubmed/22465877
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Understanding the private worlds of physicians, 
nurses, and parents: a study of life-sustaining 
treatment decisions in Italian paediatric critical care
Carnevale, F. A., et al.
J Child Health Care 2011; 15 (4): 334-349
This study’s aim was to describe: (a) How life-sustaining treatment (LST) decisions are made for 
critically ill children in Italy; and (b) How these decisional processes are experienced by physicians, 
nurses and parents. Focus groups with 16 physicians and 26 nurses, and individual interviews with 
9 parents were conducted. Findings uncovered the ‘private worlds’ of paediatric intensive care unit 
(PICU) physicians, nurses and parents; they all suffer tremendously and privately. Physicians struggle 
with the weight of responsibility and solitude in making LST decisions. Nurses struggle with feelings of 
exclusion from decisions regarding patients and families that they care for. Physicians and nurses are 
distressed by legal barriers to LST withdrawal. Parents struggle with their dependence on physicians 
and nurses to provide care for their child and strive to understand what is happening to their child. 
Features of helpful and unhelpful communication with parents are highlighted, which should be 
considered in educational and practice changes.

http://www.ncbi.nlm.nih.gov/pubmed/22199173

Struggling to do what is right for the child: pediatric 
life-support decisions among physicians and nurses in 
France and Quebec
Carnevale, F. A., et al.
J Child Health Care 2012; 16 (2): 109-123
This study examined (a) how physicians and nurses in France and Quebec make decisions about life-
sustaining therapies (LSTs) for critically ill children and (b) corresponding ethical challenges. A focus 
groups design was used. A total of 21 physicians and 24 nurses participated (plus 9 physicians and 
13 nurses from a prior secondary analysis). Principal differences related to roles: French participants 
regarded physicians as responsible for LST decisions, whereas Quebec participants recognized 
parents as formal decision-makers. Physicians stated they welcomed nurses’ input but found they 
often did not participate, while nurses said they wanted to contribute but felt excluded. The LST 
limitations were based on conditions resulting in long-term consequences, irreversibility, continued 
deterioration, inability to engage in relationships and loss of autonomy. Ethical challenges related to: 
the fear of making errors in the face of uncertainty; struggling with patient/family consequences of 
one’s actions; questioning the parental role and dealing with relational difficulties between physicians 
and nurses.

http://www.ncbi.nlm.nih.gov/pubmed/22247181

http://www.ncbi.nlm.nih.gov/pubmed/22199173
http://www.ncbi.nlm.nih.gov/pubmed/22247181
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The Culture of Dysthanasia: Attempting CPR in 
Terminally Ill Children
Clark, J. D. and D. M. Dudzinski
Pediatrics 2013;  
Both dying children and their families are treated with disrespect when the presumption of consent to 
cardiopulmonary resuscitation (CPR) applies to all hospitalized children, regardless of prognosis and 
the likely efficacy of CPR. This “opt-out” approach to CPR fails to appreciate the nuances of the special 
parent-child relationship and the moral and emotional complexity of enlisting parents in decisions to 
withhold CPR from their children. The therapeutic goal of CPR is not merely to resume spontaneous 
circulation, but rather it is to provide circulation to vital organs to allow for treatment of the underlying 
proximal and distal etiologies of cardiopulmonary arrest. When the treating providers agree that 
attempting CPR is highly unlikely to achieve the therapeutic goal or will merely prolong dying, we 
should not burden parents with the decision to forgo CPR. Rather, physicians should carry the primary 
professional and moral responsibility for the decision and use a model of informed assent from parents, 
allowing for respectful disagreement. As emphasized in the palliative care literature, we recommend 
a directive and collaborative goal-oriented approach to conversations about limiting resuscitation, in 
which physicians provide explicit recommendations that are in alignment with the goals and hopes of 
the family and emphasize the therapeutic indications for CPR. Through this approach, we hope to help 
parents understand that “doing everything” for their dying child means providing medical therapies that 
ameliorate suffering and foster the intimacy of the parent-child relationship in the final days of a child’s 
life, making the dying process more humane.

http://www.ncbi.nlm.nih.gov/pubmed/23382437

Decisions about life-sustaining measures in children: in 
whose best interests?
Cornfield, D. N. and J. P. Kahn
Acta Paediatr 2012; 101 (4): 333-336
As the community of physicians and nurses dedicated to the care of critically ill children has gained 
ever more well-developed skill sets, the decision to either continue or forego life-sustaining measures 
has become less time-sensitive. As a result, there is greater opportunity for careful consideration and 
discussion. The core principle in making decisions about whether to continue or forego life-sustaining 
measures is the best interests of the child. However, there are many clinical situations wherein factors 
other than the child’s best interests may influence treatment decisions. The present report seeks to 
examine the notion that in the arena of paediatric critical care medicine, the decision-making process 
regarding life-sustaining measures may place insufficient priority upon the child’s best interests. We 
examine actual, de-identified clinical situations, encountered in the critical care arena in two categories: 
(i) cases that challenge the imperative to act in the child’s best interests, and (ii) cases that compromise 
the ability of parents and caregivers to use child-centred, best-interests approaches to decision-
making. Clarity surrounding the implications of a clinical decision for the patient is essential. Decisions 
that are not focused squarely on the child’s best interests may compromise the delivery of optimally 
ethical end-of-life care. CONCLUSION: The cases and analysis may benefit parents and caregivers 
as they struggle with the difficult ethical issues that accompany decisions to continue or forego life-
sustaining measures in children.

http://www.ncbi.nlm.nih.gov/pubmed/22103464

http://www.ncbi.nlm.nih.gov/pubmed/23382437
http://www.ncbi.nlm.nih.gov/pubmed/22103464
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Participation in communication and decision-making: 
children and young people’s experiences in a hospital 
setting
Coyne, I. and P. Gallagher
J Clin Nurs 2011; 20 (15-16): 2334-2343
AIM: To explore hospitalised children and young people’s experiences of participation in 
communication and decision-making. BACKGROUND: There is a growing recognition internationally 
that children and young people have a right to participate in matters that affect their lives. Although this 
has led to more support for children’s participation in communication exchanges and decision-making 
in health care, there remains a lack of studies in this area. DESIGN: Qualitative. METHOD: Data were 
obtained through a combination of focus groups and single interviews with participants aged 7-18 
(n = 55), from three hospitals in Ireland. RESULTS: Children wanted to be included in communication 
exchanges but appeared to occupy a marginal role with discussions largely carried out between 
parents and health professionals. They wanted to participate in ‘small’ everyday decisions about their 
care and treatment but were constrained mainly by adults’ actions. CONCLUSION: Although children 
want to be included in the decision-making process, some prefer to leave the more ‘serious’ decisions 
to parents and health professionals, whilst others prefer to share the decision. Children’s preferences 
can vary; therefore, decision-making should be seen as being on a continuum rather than an ‘all or 
nothing’ basis. RELEVANCE TO CLINICAL PRACTICE: Health care professionals and parents appear 
to play a significant role on whether children’s efforts to participate are facilitated and supported in the 
hospital setting. Clearly, some may have reservations/concerns about children’s participation, which 
suggests the need for clear guidelines/policies that reflect all stakeholder views. Children should be 
supported in having their voices heard in matters that directly affect their lives.

http://www.ncbi.nlm.nih.gov/pubmed/21410571

Children’s participation in decision-making: balancing 
protection with shared decision-making using a 
situational perspective
Coyne, I. and M. Harder
J Child Health Care 2011; 15 (4): 312-319
Children’s participation in decision-making in the health care setting is complex because parents and 
health professionals tend to take a protective stance towards children to act in their best interest. 
Children prefer to be protected in some situations and to share decision-making in others. Adults in the 
health care setting need to consider children as individuals, rather than as a homogenous group, and 
take into account that a child’s competence and preferences will depend on the circumstances in every 
situation. This article argues for a situational perspective of children’s participation to act in the child’s 
best interest and to balance protection with shared decision-making, according to children’s rights and 
desires.

http://www.ncbi.nlm.nih.gov/pubmed/21828162

http://www.ncbi.nlm.nih.gov/pubmed/21410571
http://www.ncbi.nlm.nih.gov/pubmed/21828162
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Prevalence of questioning regarding life-sustaining 
treatment and time utilisation by forgoing treatment  
in francophone PICUs
Cremer, R., et al.
Intensive Care Med 2011; 37 (10): 1648-1655
PURPOSE: Our goal is to assess the prevalence of questioning about the appropriateness of initiating 
or maintaining life-sustaining treatments (LST) in French-speaking paediatric intensive care units 
(PICUs) and to evaluate time utilisation related to decision-making processes (DMP). METHODS: 
18-month, multicentre, prospective, descriptive, observational study in 15 French-speaking PICUs. 
RESULTS: Among the 5,602 children admitted, 410 died (7.3%), including 175 after forgoing LST 
(42.7% of deaths). LST was questioned in 308 children (5.5%) with a prevalence of 13.3 per 100 
patient-days. More than 30% of children survived despite the appropriateness of LST being questioned 
(23% despite a decision to forgo treatment). Median caregiver time spent on making and presenting 
the decisions was 11 h per child. CONCLUSIONS: In this study, on any given day in each 10-bed PICU, 
there was more than one child for whom a DMP was underway. Of children, 23% survived despite 
a decision to forgo LST being made, which underlines the need to elaborate a care plan for these 
children. Also, DMP represented a large amount of staff time that is undervalued but necessary to 
ensure optimal palliative practice in PICU.

http://www.ncbi.nlm.nih.gov/pubmed/21845503

Implementing structured, multiprofessional medical 
ethical decision-making in a neonatal intensive care unit
de Boer, J. C., et al.
J Med Ethics 2012; 38 (10): 596-601
BACKGROUND: In neonatal intensive care, a child’s death is often preceded by a medical decision. 
Nurses, social workers and pastors, however, are often excluded from ethical case deliberation. If 
multiprofessional ethical case deliberations do take place, participants may not always know how 
to perform to the fullest. SETTING: A level-IIID neonatal intensive care unit of a paediatric teaching 
hospital in the Netherlands. METHODS: Structured multiprofessional medical ethical decision-
making (MEDM) was implemented to help overcome problems experienced. Important features 
were: all professionals who are directly involved with the patient contribute to MEDM; a five-step 
procedure is used: exploration, agreement on the ethical dilemma/investigation of solutions, analysis 
of solutions, decision-making, planning actions; meetings are chaired by an impartial ethicist. A 15-
item questionnaire to survey staff perceptions on this intervention just before and 8 months after 
implementation was developed. RESULTS: Before and after response rates were 91/105 (87%) and 
85/113 (75%). Factor analysis on the questionnaire suggested a four-factor structure: participants’ role; 
structure of MEDM; content of ethical deliberation; and documentation of decisions/conclusions. Effect 
sizes were 1.67 (p<0.001), 0.69 (p<0.001) and 0.40 (p<0.01) for the first three factors respectively, but 
only 0.07 (p=0.65) for the fourth factor. Nurses’ perceptions of improvement did not significantly exceed 
those of physicians. CONCLUSION: Professionals involved in ethical case deliberation perceived 
that the process of decision-making had improved; they were more positive about the structure of 
meetings, their own role and, to some extent, the content of ethical deliberation. Documentation of 
decisions/conclusions requires further improvement.

http://www.ncbi.nlm.nih.gov/pubmed/22637787

http://www.ncbi.nlm.nih.gov/pubmed/21845503
http://www.ncbi.nlm.nih.gov/pubmed/22637787
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‘Unbearable suffering’: a qualitative study on the 
perspectives of patients who request assistance  
in dying
Dees, M. K., et al.
J Med Ethics 2011; 37 (12): 727-734
BACKGROUND: One of the objectives of medicine is to relieve patients’ suffering. As a consequence, 
it is important to understand patients’ perspectives of suffering and their ability to cope. However, 
there is poor insight into what determines their suffering and their ability to bear it. PURPOSE: To 
explore the constituent elements of suffering of patients who explicitly request euthanasia or physician-
assisted suicide (EAS) and to better understand unbearable suffering from the patients’ perspective. 
PATIENTS AND METHODS: A qualitative study using in-depth face-to-face interviews was conducted 
with 31 patients who had requested EAS. The grounded theory approach was used to analyse the 
data. RESULTS: Medical, psycho-emotional, socio-environmental and existential themes contributed 
to suffering. Especially fatigue, pain, decline, negative feelings, loss of self, fear of future suffering, 
dependency, loss of autonomy, being worn out, being a burden, loneliness, loss of all that makes 
life worth living, hopelessness, pointlessness and being tired of living were constituent elements of 
unbearable suffering. Only patients with a psychiatric (co)diagnosis suffered unbearably all the time. 
CONCLUSIONS: Unbearable suffering is the outcome of an intensive process that originates in the 
symptoms of illness and/or ageing. According to patients, hopelessness is an essential element 
of unbearable suffering. Medical and social elements may cause suffering, but especially when 
accompanied by psycho-emotional and existential problems suffering will become ‘unbearable’. 
Personality characteristics and biographical aspects greatly influence the burden of suffering. 
Unbearable suffering can only be understood in the continuum of the patients’ perspectives of the past, 
the present and expectations of the future.

http://www.ncbi.nlm.nih.gov/pubmed/21947807

Hydration and nutrition at the end of life: a systematic 
review of emotional impact, perceptions, and decision-
making among patients, family, and health care staff
Del Rio, M. I., et al.
Psychooncology 2012; 21 (9): 913-921
BACKGROUND: Decrease in oral intake, weight loss, and muscular weakness in the last phases of a 
terminal illness, particularly in the context of the cachexia-anorexia syndrome, can be an important 
source of anxiety for the triad of patient, family, and health staff. METHODS: The present literature 
review examines the emotional impact of reduced oral intake as well as perceptions and attitudes 
toward assisted nutrition and hydration for terminally ill patients(1) at the end of life, among patients, 
family, and health care staff. We have identified the ways in which emotional and cultural factors 
influence decision-making about assisted nutrition and hydration. RESULTS: Lack of information 
and misperceptions of medically assisted nutrition and hydration can play a predominant role in the 
decision to begin or suspend nutritional or hydration support. CONCLUSIONS: Our literature review 
reveals that these social, emotional, and clinical misperception elements should be considered in the 
decision-making processes to help the triad develop functional forms of care at this final stage of life. 
Copyright (c) 2011 John Wiley & Sons, Ltd.

http://www.ncbi.nlm.nih.gov/pubmed/22162174

http://www.ncbi.nlm.nih.gov/pubmed/21947807
http://www.ncbi.nlm.nih.gov/pubmed/22162174
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Confronting ambiguity: identifying options for infants 
with trisomy 18
Derrington, S. F. and A. R. Dworetz
J Clin Ethics 2011; 22 (4): 338-344; author reply 358-362
Identifying ethically allowable options for infants with trisomy 18 has become more challenging 
as medical standards of practice shift, based on emerging scientific data and changing societal 
perceptions of disability. Lack of a stable professional standard of practice ought not prevent ethicists 
from facilitating a consensus; rather, these “unsettled cases” require an individualized, narrative 
approach that allows the values of the family and the particularities of each case to provide the 
necessary additional moral grounding.

http://www.ncbi.nlm.nih.gov/pubmed/22324214

The process of end-of-life decision-making in 
pediatrics: a national survey in the Netherlands
de Vos, M. A., et al.
Pediatrics 2011; 127 (4): e1004-1012
OBJECTIVE: The goal of this study was to investigate how Dutch pediatric specialists reach end-of-
life decisions, how they involve parents, and how they address conflicts. METHODS: We conducted a 
national cross-sectional survey among pediatric intensivists, oncologists, neurologists, neurosurgeons, 
and metabolic pediatricians practicing in the 8 Dutch university hospitals. We collected information 
on respondents’ overall opinions and their clinical practice. RESULTS: Of the 185 eligible pediatric 
specialists, 74% returned the questionnaire. All responding physicians generally discuss an end-of-life 
decision with colleagues before discussing it with parents. In half of the reported cases, respondents 
informed parents about the intended decision and asked their permission. In one-quarter of the cases, 
respondents informed parents without asking for their permission. In the remaining one-quarter of the 
cases, respondents advised parents and consequently allowed them to have the decisive voice. The 
chosen approach is highly influenced by type of decision and type and duration of treatment. Conflicts 
within medical teams arose as a result of uncertainties about prognosis and treatment options. Most 
conflicts with parents arose because parents had a more positive view of the prognosis or had religious 
objections to treatment discontinuation. All conflicts were eventually resolved by a combination of 
strategies. In 66% of all cases, pain and symptom management were intensified before the child’s 
death. CONCLUSIONS: Within Dutch pediatrics, end-of-life decisions are team decisions. Pediatric 
specialists differ considerably in how they involve parents in end-of-life decision-making, ranging from 
benevolent paternalism to parental autonomy. Main conflict-solving strategies are taking more time and 
extending discussions.

http://www.ncbi.nlm.nih.gov/pubmed/21402634

http://www.ncbi.nlm.nih.gov/pubmed/22324214
http://www.ncbi.nlm.nih.gov/pubmed/21402634
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Revisiting the best interest standard: uses and misuses
Diekema, D. S.
J Clin Ethics 2011; 22 (2): 128-133
The best interest standard is the threshold most frequently employed by physicians and ethics 
consultants in challenging a parent’s refusal to provide consent for a child’s medical care. In this article, 
I will argue that the best interest standard has evolved to serve two different functions, and that these 
functions differ sufficiently that they require separate standards. While the best interest standard is 
appropriate for choosing among alternative treatment options for children, making recommendations 
to parents, and making decisions on behalf of a child when the legal decision makers are either unable 
to make a decision or are in dispute, a different standard is required for deciding when to seek state 
interference with parental decision-making authority. I will suggest that the harm principle provides 
a more appropriate threshold for determining when to seek state intervention than the best interest 
standard.

http://www.ncbi.nlm.nih.gov/pubmed/21837884

Decision-making in the face of end-stage organ failure: 
high-risk transplantation and end-of-life care
Dipchand, A. I.
Curr Opin Organ Transplant 2012; 17 (5): 520-524
PURPOSE OF REVIEW: Pediatric solid organ transplantation numbers have been increasing over the 
years. Research and the medical literature tends to focus on advancing the field and innovation – 
which often leads to higher risk and more complex procedures. How do we decide when it is too much 
– too much risk; too much uncertainty? Who makes that decision? Literature is scarce and usually 
focuses on end-of-life decision-making. This article does not purport to have the answers, but will 
highlight the depth and breadth of points that must be taken into consideration. RECENT FINDINGS: 
There are many factors that contribute to the decision-making in the context of high-risk solid organ 
transplantation in children. Focus needs to include quality of life in the pediatric context, in addition 
to survival. End-of-life discussions should be included early in the process. Societal factors must be 
considered in an era of donor organ shortages. Shared decision-making should be the approach. 
SUMMARY: The key guiding principle is to make a decision about what is best for a child requiring 
a high-risk transplant based not only on survival, but also on an acceptable quality of life on the 
background of optimal utilization of a scarce societal resource.

http://www.ncbi.nlm.nih.gov/pubmed/22890041

Debates on euthanasia
Donnelly, S.
N Z Med J 2012; 125 (1358): 5-8.
http://www.ncbi.nlm.nih.gov/pubmed/22864150
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Ethics: end-of-life decision-making in a pediatric 
patient with SMA type 2: the influence of the media
Drake, M. and P. Cox
Neurology 2012; 78 (23): e143-145
OBJECTIVE: Spinal muscular atrophy (SMA) is a group of progressive and fatal neurodegenerative 
disorders that are characterized by destruction of the anterior horn cells of the spinal cord. In this case 
report we outline the medical and ethical issues involved in a 7-year-old boy with SMA type 2 who 
experienced acute respiratory failure. METHODS: A review of the literature was conducted focusing 
particularly on the pathology, presentation, and outcomes of SMA and end-of-life decision-making in 
pediatrics. RESULTS: In a world where 40%-60% of deaths in pediatric intensive care units are a result 
of withdrawal or limitation of life-sustaining treatment, end-of-life decision-making has become an 
integral and difficult part of pediatric practice. CONCLUSION: Limitation or withdrawal of life-sustaining 
treatment in a cognitively normal child with SMA poses a significant medical and ethical dilemma. This 
difficult decision is influenced by confluence of parental, doctor, social, cultural, moral, religious, legal, 
and economic factors and more recently the media.

http://www.ncbi.nlm.nih.gov/pubmed/22665147

End-of-life decisions in abusive head trauma
Ellingson, C. C., et al.
Pediatrics 2012; 129 (3): 541-547
Abusive head trauma is a significant and tragic cause of morbidity and mortality in infants and its 
victims often have a poor prognosis. With such high rates of morbidity and mortality, health care 
providers and parents are often faced with the decision to continue or discontinue life support for 
an affected child. Sadly, however, this decision becomes complicated when parents are accused of 
causing the victim-child’s current state. In this situation, if life support is withdrawn, criminal charges 
for the accused may escalate from assault to murder. This escalation of legal charges creates a conflict 
of interest for accused parents. As a result, parents have a strong incentive to avoid murder charges 
by using their parental decision-making rights to keep the child alive, even when treatment is deemed 
futile or inhumane. In this article, we discuss the legal challenges health care providers may face when 
parents place their interest above their child’s. We also propose solutions that give greater deference to 
the rights and interest of these critically ill children while still preserving protected parental rights.

http://www.ncbi.nlm.nih.gov/pubmed/22311991

How far do you go? Intensive care  
in a resource-poor setting
Eyssallenne, A. P.
N Engl J Med 2012; 367 (1): 8-9.

http://www.ncbi.nlm.nih.gov/pubmed/22762313
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Why do parents enroll their children in research:  
a narrative synthesis
Fisher, H. R., et al.
J Med Ethics 2011; 37 (9): 544-551
OBJECTIVE: Recent legislation mandating the inclusion of children in clinical trials has resulted in an 
increase in the number of children participating in research. We reviewed the literature regarding the 
reasons parents chose to accept or decline an invitation to enroll their children in clinical research. 
METHODS: We searched for qualitative studies, written in the English language that considered the 
experiences of parents who had been invited to enrol their children in research. SCOPUS and Web 
of Knowledge electronic databases and reference lists of retrieved articles and review papers were 
searched. Retrieved articles were synthesised using the narrative synthesis method. RESULTS: 16 
qualitative studies exploring the experiences of parents living in five countries whose children had a 
range of health conditions of varying severity were included. The health status of the child appeared to 
influence parents’ reasons for participation. Parents whose children had life threatening conditions often 
considered they had no choice but to participate and many welcomed the innovation offered through 
research participation. Such parents also viewed the risks of research less negatively than those whose 
children were healthy or in the stable stage of a chronic condition. This raises questions regarding the 
voluntariness of informed consent by such parents. CONCLUSIONS: A tailored approach is needed when 
discussing research participation with parents of eligible children. While parents of healthy children may 
be more open to discussions of altruism, those whose children have life threatening illnesses should be 
given adequate information about the alternatives to, and risks of, research participation.

http://www.ncbi.nlm.nih.gov/pubmed/21478415

Imagined futures: how experiential knowledge of 
disability affects parents’ decision making about  
fetal abnormality
France, E. F., et al.
Health Expect 2012; 15 (2): 139-156
BACKGROUND: Knowledge of disability is considered key information to enable informed antenatal 
screening decisions by expectant parents. However, little is known about the role of experiential 
knowledge of disability in decisions to terminate or continue with a pregnancy diagnosed with a 
fetal abnormality. OBJECTIVE: To explore the role that expectant parents’ experiential knowledge 
of disabilities and conditions can play in real-life decisions to continue or end a pregnancy with a 
fetal abnormality. DESIGN: Secondary analysis of qualitative narrative interview data informed by 
contextual systems framework. SETTING: Participants were recruited throughout the United Kingdom 
and interviewed between 2004 and 2006. PARTICIPANTS: Twenty-four women and four of their male 
partners who had direct or indirect experience of disability or illness and who had proceeded with or 
ended a pregnancy diagnosed with a fetal abnormality. FINDINGS: Most respondents recounted using 
their experiential knowledge of disability, whether of their unborn baby’s condition or of a different 
condition, to try to imagine the future for their unborn child, themselves and their family when making 
their decision. Some, who were considering continuing their pregnancy and had little or no experience 
of their unborn baby’s specific disability, sought out others’ experiences of the condition following 
antenatal diagnosis.The nature of a parent’s experiential knowledge did not predict whether they 
continued with or terminated their pregnancy. DISCUSSION: Prospective parents may find it helpful 
to discuss their existing knowledge of their unborn baby’s condition with health professionals who are 
aware of the influence this might have on parents’ decisions.

http://www.ncbi.nlm.nih.gov/pubmed/21624022
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Treatment decisions for severely ill children  
and adolescents
Fuhrer, M., et al.
MMW Fortschr Med 2011; 153 (37): 35-36, 38.

http://www.ncbi.nlm.nih.gov/pubmed/21950186

Legal bases for the legitimacy of decisions in pediatric 
palliative care
Gessenich, H.
Kinderkrankenschwester 2012; 31 (10): 418-421.

http://www.ncbi.nlm.nih.gov/pubmed/23130411

Assessment of children’s capacity to consent  
for research: a descriptive qualitative study  
of researchers’ practices
Gibson, B. E., et al.
J Med Ethics 2011; 37 (8): 504-509
BACKGROUND: In Canadian jurisdictions without specific legislation pertaining to research consent, 
the onus is placed on researchers to determine whether a child is capable of independently consenting 
to participate in a research study. Little, however, is known about how child health researchers are 
approaching consent and capacity assessment in practice. The aim of this study was to explore and 
describe researchers’ current practices. METHODS: The study used a qualitative descriptive design 
consisting of 14 face-to-face interviews with child health researchers and research assistants in 
Southern Ontario. Transcribed interviews were analysed for common themes. RESULTS: Procedures 
for assessing capacity varied considerably from the use of age cutoffs to in-depth engagement 
with each child. Three key issues emerged from the accounts: (1) requirements that consent be 
provided by a single person thwarted researchers’ abilities to support family decision-making; (2) 
little practical distinction was made between assessing if a child was capable, versus determining if 
study information had been adequately explained by the researcher; and (3) participants’ perceived 
that review boards’ requirements may conflict with what they considered ethical consent practices. 
CONCLUSION: The results suggest that researchers’ consent and capacity knowledge and skills 
vary considerably. Perceived discrepancies between ethical practice and ethics boards’ requirements 
suggest the need for dialogue, education and possibly ethics board reforms. Furthermore we propose, 
where appropriate, a ‘family decision-making’ model that allows parents and their children to consent 
together, thereby shifting the focus from separate assent and consent procedures to approaches that 
appropriately engage the child and family.

http://www.ncbi.nlm.nih.gov/pubmed/21636608
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Securing ethical permissions to conduct research  
with children
Hadjiconstantinou, M. and L. Forbat
Nurs Child Young People 2012; 24 (1): 22-25
The process of obtaining ethical permission for medical research is particularly complex in multicentre 
studies. This article explores the experience of seeking approval for a mixed-method study of children’s 
palliative care in the UK. The study recruited participants through the NHS (nurses and consultants) and 
third sector (hospice staff and families). The stringent checks and balances that are discussed here apply 
to any medical research, and can reassure all interested parties of consistently high ethical standards.

http://www.ncbi.nlm.nih.gov/pubmed/22489370

Shades of truth: cultural and psychological factors 
affecting communication in pediatric palliative care
Hatano, Y., et al.
J Pain Symptom Manage 2011; 41 (2): 491-495
Communication with children who have life-threatening illnesses is a major challenge. Communication 
practices are greatly influenced by factors such as the child’s age, the parents’ wishes, and the cultural 
norms. This article presents the case of a 12-year-old Japanese boy with advanced hepatoblastoma. The 
patient also was diagnosed with Asperger’s syndrome, which impairs interpersonal communication. The 
case is discussed from the perspective of clinical ethics, especially with regard to truth telling. The health 
care team faced an ethical dilemma because of the complications involved. Physicians treating children 
with cancer should be aware of these issues to be able to effectively communicate with their patients.

http://www.ncbi.nlm.nih.gov/pubmed/21334556

Default options and neonatal resuscitation decisions
Haward, M. F., et al.
J Med Ethics 2012; 38 (12): 713-718
OBJECTIVE: To determine whether presenting delivery room management options as defaults 
influences decisions to resuscitate extremely premature infants. MATERIALS AND METHODS: Adult 
volunteers recruited from the world wide web were randomised to receive either resuscitation or 
comfort care as the delivery room management default option for a hypothetical delivery of a 23-
week gestation infant. Participants were required to check a box to opt out of the default. The primary 
outcome measure was the proportion of respondents electing resuscitation. Data were analysed using 
chi(2) tests and multivariate logistic regression. RESULTS: Participants who were told the delivery room 
management default option was resuscitation were more likely to opt for resuscitation (OR 6.54 95% CI 
3.85 to 11.11, p<0.001). This effect persisted on multivariate regression analysis (OR 7.00, 95% CI 3.97 
to 12.36, p<0.001). Female gender, being married or in a committed relationship, being highly religious, 
experiences with prematurity, and favouring sanctity of life were significantly associated with decisions 
to resuscitate. DISCUSSION: Presenting delivery room options for extremely premature infants as 
defaults exert a significant effect on decision makers. The information structure of the choice task may 
act as a subtle form of manipulation. Further, this effect may operate in ways that a decision maker is 
not aware of and this raises questions of patient autonomy. CONCLUSION: Presenting delivery room 
options for extremely premature infants as defaults may compromise autonomous decision-making.

http://www.ncbi.nlm.nih.gov/pubmed/23180252 
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Parental decision making for children with cancer at 
the end of life: a meta-ethnography
Heinze, K. E. and M. T. Nolan
J Pediatr Oncol Nurs 2012; 29 (6): 337-345
Parents of pediatric oncology patients are faced with difficult decisions when their child reaches 
the end of life. For health care providers to provide optimal care, they must understand parents’ 
perspectives and preferences in end-of-life decision making. Therefore, this article provides a 
systematic review of the literature on the end-of-life decision making of parents of children with cancer 
as well as recommendations for practice and future research. Parents participated in surveys, focus 
groups, participant observation, and interviews to help researchers understand the expectations, 
hopes, fears, and values that guide their decision making. Common themes were patient-provider 
communication, extending time, and understanding prognosis.

http://www.ncbi.nlm.nih.gov/pubmed/21647079

Case study: Ethical guidance for pediatric e-health 
research using examples from pain research with 
adolescents
Henderson, E. M., et al.
J Pediatr Psychol 2012; 37 (10): 1116-1126
OBJECTIVE: The Internet is a frequently used platform for research in pediatric and health psychology. 
However, there is little pragmatic guidance as to ethical best practice of this research. The absence of 
guidance is particularly prominent for online research with children. Our objective is to outline ethical 
issues in e-health research with children and adolescents using two exemplar studies in pediatric pain 
research. METHODS: The first study is an asynchronous message board discussion amongst teenagers 
with pain who are frequent internet users.The second study is a web-based behavioral intervention 
for the management of adolescent pain. RESULTS: Each exemplar study is discussed in the context 
of specific ethical considerations related to recruitment, informed consent and debriefing, privacy and 
confidentiality, and participant safety. Ethical issues regarding the evaluation of online psychological 
interventions are also discussed. CONCLUSIONS: Guidance on optimal ethical practice in e-health 
research is summarized.

http://www.ncbi.nlm.nih.gov/pubmed/22851643
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Nurses’ participation in the end-of-life process in two 
paediatric intensive care units in Brazil
Lago, P. M., et al.
Int J Palliat Nurs 2011; 17 (6): 264, 267-270
The aim of this study was to evaluate the medical and nursing care provided to children in the last 24 
hours of life in two Brazilian paediatric intensive care units and analyse the nurses’ participation in the 
decision-making process for life support limitation (LSL). The study was based on an analysis of the 
patients’ medical charts, looking at the medical and nursing care provided in the last 24 hours of life during 
a 6-month period in the two units, and on semi-structured interviews with 20 nurses to evaluate their 
participation in LSL decisions. The children were classified into two groups: those who were to receive full 
cardiopulmonary resuscitation (CPR) and a non-CPR group. A total of 34 deaths occurred during the study 
period. Of these, 17 (50%) were children that had been in the non-CPR group; there were only 10 recorded 
LSL plans in their medical charts. In the interviews, only 30% of the nurses mentioned active participation 
in LSL decisions. In conclusion, the paediatric intensive care nurses in these two Brazilian units did not 
participate much in LSL decisions, and the care offered in the last hours of life to children with terminal 
and irreversible illness was not primarily directed toward comfort and alleviating suffering.

http://www.ncbi.nlm.nih.gov/pubmed/21727883

Withholding or withdrawing life-sustaining 
treatments: an 8-yr retrospective review in a  
Spanish pediatric intensive care unit
Launes, C., et al.
Pediatr Crit Care Med 2011; 12 (6): e383-385
OBJECTIVE: To determine the death rate of patients who died in our pediatric intensive care unit after a 
decision to withhold or withdraw life-sustaining treatment was made and to describe the epidemiologic 
data, clinical (acute and chronic) conditions, end-of-life care, and decision-making processes 
corresponding to these patients. DESIGN: Long-term retrospective review of patients’ charts. SETTING: 
Mixed university-affiliated pediatric intensive care unit. PATIENTS: Patients younger than 18 yrs old 
whose deaths occurred after life-sustaining treatment was withheld or withdrawn. INTERVENTIONS: 
None. MEASUREMENTS AND MAIN RESULTS: Epidemiologic and clinical data, the treatments received, 
the decision-making process, and the end-of-life pathway were evaluated. Ninety-seven of 311 deaths 
occurred after a medical decision to withhold life-sustaining treatment. Among these patients, the most 
common reason for admission was respiratory failure (44 of 97), followed by cardiopulmonary arrest 
and sepsis. In 50 of 97 there was a previously known neurologic condition before admission, 11 of 97 
had a neoplasm or hematologic malignancy, 10 of 97 had a congenital heart disease, and 8 of 97 had a 
neuromuscular disease. The most common action for forgoing life-sustaining treatment was withdrawal of 
treatment (chiefly respiratory support). The median time for deciding to withhold or withdraw life-sustaining 
treatment was on day 3 of admission. A total of 85 of 97 deaths occurred within 48 hrs after the decision 
was made and action taken. The decision to forgo life-sustaining treatment was proposed by the family in 
14 of 97 patients, and there was an explicit agreement between the medical staff and the patient’s family 
in 88 of 97. In all cases, palliative analgesic/sedative treatment effectively maintained the child’s comfort. 
CONCLUSIONS: Withholding or withdrawing life-sustaining treatment was a frequent mode of death in our 
pediatric intensive care unit, occurring at a rate that falls in the midrange of literature values. The level of 
the parents’ involvement with the team in the decision-making process, which was documented in 88 of 
97 of the medical charts, was very high. Patients with chronic neurologic diseases or with severe cognitive 
sequelae constituted the main group in which the decision to forgo life-sustaining treatment was made.

http://www.ncbi.nlm.nih.gov/pubmed/21263365
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Prevalence of depression in granted and refused 
requests for euthanasia and assisted suicide:  
a systematic review
Levene, I. and M. Parker
J Med Ethics 2011; 37 (4): 205-211
BACKGROUND: There is an established link between depression and interest in hastened death in 
patients who are seriously ill. Concern exists over the extent of depression in patients who actively 
request euthanasia/physician-assisted suicide (PAS) and those who have their requests granted. 
OBJECTIVES: To estimate the prevalence of depression in refused and granted requests for 
euthanasia/PAS and discuss these findings. Methods A systematic review was performed in MEDLINE 
and PsycINFO in July 2010, identifying studies reporting rates of depression in requests for and cases 
of euthanasia/PAS. One author critically appraised the strength of the data using published criteria. 
RESULTS: 21 studies were included covering four countries. There was considerable heterogeneity 
in methods of assessing depression and selecting patients. In the highest quality studies, in the 
Netherlands and Oregon, 8-47% of patients requesting euthanasia/PAS had depressive symptoms 
and 2-17% of completed euthanasia/PAS cases had depressive symptoms. In the Netherlands, 
depression was significantly higher in refused than granted requests, and there was no significant 
difference in the rate of depression between euthanasia cases and similar patients who had not made 
a request for euthanasia. CONCLUSION: It is unclear whether depression increases the probability of 
making a request for euthanasia/PAS, but in the Netherlands most requests in depressed patients are 
rejected, leaving a depression rate in cases that is similar to the surrounding population. Less evidence 
is available elsewhere, but some level of depression has been identified in patients undergoing 
euthanasia/PAS in all the countries studied. Whether the presence of depression is ever compatible 
with an ethical decision on euthanasia/PAS is discussed.

http://www.ncbi.nlm.nih.gov/pubmed/21278132
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Parental decision-making preferences in the pediatric 
intensive care unit
Madrigal, V. N., et al.
Crit Care Med 2012; 40 (10): 2876-2882
OBJECTIVE: To assess parental decision-making preferences in the high-stress environment of the 
pediatric intensive care unit and test whether preferences vary with demographics, complex chronic 
conditions, prior admissions to the pediatric intensive care unit, and parental positive and negative 
emotional affect. DESIGN: Institutional Review Board-approved prospective cohort study conducted 
between December 2009 and April 2010. SETTING: Pediatric intensive care unit at The Children’s 
Hospital of Philadelphia. PARTICIPANTS: Eighty-seven English-speaking parents of 75 children either 
<18 yrs of age or cognitively incapable of making their own decisions and who were hospitalized in 
the pediatric intensive care unit for >72 hrs. INTERVENTIONS: Parents were interviewed in person and 
completed standardized instruments that assessed decision-making preferences and parental affect. 
MEASUREMENTS AND MAIN RESULTS: The majority of parents in the analytic sample preferred 
shared decision making with their doctors (40.0%) or making the final decision/mostly making the final 
decision on their own (41.0%). None of the child and parent characteristics in the analytic sample were 
found to be significantly associated with the top decision-making preference. Using shared decision 
making as a reference category, we determined whether positive or negative affect scores were 
associated with preferring other decision-making options. We found that parents with higher positive 
affect were less likely to prefer self/mostly self (autonomous decision making). Increased positive 
affect was also associated with a reduced likelihood of preferring doctor/mostly doctor (delegating the 
decision), but not to a significant degree. CONCLUSIONS: Most parents in the pediatric intensive care 
unit prefer their role in decision making to be shared with their doctor or to have significant autonomy in 
the final decision. A sizeable minority, however, prefer decision-making delegation. Parental emotional 
affect has an association with decision-making preference.

http://www.ncbi.nlm.nih.gov/pubmed/22824932

Relationship of external influence to parental  
distress in decision making regarding children  
with a life-threatening illness
Miller, V. A., et al.
J Pediatr Psychol 2011; 36 (10): 1102-1112
OBJECTIVE: To examine the relationship of external influence to parental distress when making a 
decision about research or treatment for a child with a life-threatening illness and to test potential 
moderators of this relationship. METHODS: Parents (n = 219) who made a decision about research or 
treatment for a child completed measures of external influence, distress, decision-making preference, 
and coping. RESULTS: More external influence was associated with more hostility, uncertainty, and 
confusion. Decision-making preference and coping style moderated the relationship between external 
influence and distress: More external influence was associated with more distress when decision-
making preference was low and task-focused coping was high. CONCLUSIONS: External influence 
appears to be related to distress in parents making research and treatment decisions for children with 
life-threatening illnesses. However, it is important to consider parent characteristics, such as decision-
making preference and coping style, when examining the effects of contextual factors on distress 
during decision making.

http://www.ncbi.nlm.nih.gov/pubmed/21693541
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Non-treatment decisions on grounds of “medical 
futility” and “quality of life”: interviews with fourteen 
Dutch neonatologists
Moratti, S.
Issues Law Med 2010; 26 (1): 3-11
This essay opens with background information about the concept of “medical futility” and the 
regulation of nontreatment decisions in Dutch neonatology. The regulations include a list of criteria for 
predicting the baby’s future quality of life. The second part presents the findings from interviews with 
fourteen Dutch neonatologists on the mannerin which they apply the criteria in their practice.

http://www.ncbi.nlm.nih.gov/pubmed/20879611

Parent decision making for life support for extremely 
premature infants: from the prenatal through  
end-of-life period
Moro, T. T., et al.
J Perinat Neonatal Nurs 2011; 25 (1): 52-60
Most deaths of extremely premature infants occur in the perinatal period. Yet, little is known about 
how parents make life support decisions in such a short period of time. In the paper, how parents 
make life support decisions for extremely premature infants from the prenatal period through death 
from the perspectives of parents, nurses, and physicians is described. Five cases, comprised of five 
mothers, four neonatologists, three nurses, and one neonatal nurse practitioner, are drawn from a 
larger collective case study. Prenatal, postnatal and end-of-life interviews were conducted, and medical 
record data were obtained. In an analysis by two research team members, mothers were found to 
exhibit these characteristics: desire for and actual involvement in life support decisions, weighing 
pain, suffering and hope in decision making, and wanting everything done for their infants. All mothers 
received decision making help and support from partners and family, but relationships with providers 
were also important. Finally, external resources impacted parental decision making in several of the 
cases. By understanding what factors contribute to parents’ decision making, providers may be 
better equipped to prepare and assist parents when making life support decisions for their extremely 
premature infants.

http://www.ncbi.nlm.nih.gov/pubmed/21311270

http://www.ncbi.nlm.nih.gov/pubmed/20879611
http://www.ncbi.nlm.nih.gov/pubmed/21311270


24Synopsis Vol. 1 No. 1 June 2013

Clinical and Ethical Decision Making

Trends in end-of-life practices before and after the 
enactment of the euthanasia law in the Netherlands 
from 1990 to 2010: a repeated cross-sectional survey
Onwuteaka-Philipsen, B. D., et al.
Lancet 2012; 380 (9845): 908-915
BACKGROUND: In 2002, the euthanasia act came into effect in the Netherlands, which was followed 
by a slight decrease in the euthanasia frequency. We assessed frequency and characteristics of 
euthanasia, physician-assisted suicide, and other end-of-life practices in 2010, and assessed trends 
since 1990. METHODS: In 1990, 1995, 2001, 2005, and 2010 we did nationwide studies of a stratified 
sample from the death registry of Statistics Netherlands, to which all deaths and causes were reported. 
We mailed questionnaires to physicians attending these deaths (2010: n=8496 deaths). All cases were 
weighted to adjust for the stratification procedure and for differences in response rates in relation to 
the age, sex, marital status, region of residence, and cause and place of death. FINDINGS: In 2010, of 
all deaths in the Netherlands, 2.8% (95% CI 2.5-3.2; 475 of 6861) were the result of euthanasia. This 
rate is higher than the 1.7% (1.5-1.8; 294 of 9965) in 2005, but comparable with those in 2001 and 
1995. Distribution of sex, age, and diagnosis was stable between 1990 and 2010. In 2010, 77% (3136 
of 4050) of all cases of euthanasia or physician-assisted suicide were reported to a review committee 
(80% [1933 of 2425] in 2005). Ending of life without an explicit patient request in 2010 occurred less 
often (0.2%; 95% CI 0.1-0.3; 13 of 6861) than in 2005, 2001, 1995, and 1990 (0.8%; 0.6-1.1; 45 of 
5197). Continuous deep sedation until death occurred more frequently in 2010 (12.3% [11.6-13.1; 
789 of 6861]) than in 2005 (8.2% [7.8-8.6; 521 of 9965]). Of all deaths in 2010, 0.4% (0.3-0.6; 18 of 
6861) were the result of the patient’s decision to stop eating and drinking to end life; in half of these 
cases the patient had made a euthanasia request that was not granted. INTERPRETATION: Our study 
provides insight in consequences of regulating euthanasia and physician-assisted suicide within the 
broader context of end-of-life practices. In the Netherlands the euthanasia law resulted in a relatively 
transparent practice. Although translating these results to other countries is not straightforward, they 
can inform the debate on legalisation of assisted dying in other countries. FUNDING: The Netherlands 
Organization for Research and Development (ZonMw).

http://www.ncbi.nlm.nih.gov/pubmed/22789501

Ethical issues in neonatal intensive care
Orzalesi, M. M. and M. Cuttini
Ann Ist Super Sanita 2011; 47 (3): 273-277
Recent progress in neonatal care have significantly improved the prognosis and chances of survival of 
critically ill or extremely preterm neonates and have modified the limits of viability. However, in some 
circumstances, when the child’s death can only be briefly postponed at the price of severe suffering, 
or when survival is associated with severe disabilities and an intolerable life for the child and his/
her parents, the application of the full armamentarium of modern neonatal intensive care may not be 
appropriate. In such circumstances the limitation of intensive treatments (withholding or withdrawing) 
and shift towards palliative care, can represent a more humane and reasonable alternative. This article 
examines and discusses the ethical principles underlying such difficult decisions, the most frequent 
situations in which these decisions may be considered, the role of parents in the decisional process, 
and the opinions and behaviours of neonatologists of several European neonatal intensive units as 
reported by the EURONIC study.

http://www.ncbi.nlm.nih.gov/pubmed/21952152
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Recruitment bias and characteristics of participants 
with severe cerebral palsy in a cross-sectional survey
Parkes, J., et al.
J Adv Nurs 2012; 68 (2): 368-378
AIM: This article is a report of recruitment bias in a sample of 5-25-year-old patients with severe 
cerebral palsy. BACKGROUND: The way in which study participants are recruited into research can 
be a source of bias. METHOD: A cross-sectional survey of 5-25-year-old patients with severe cerebral 
palsy using standardized questionnaires with parents/carers was undertaken in 2007/2008. A case 
register was used as the sampling frame, and 260 families were approached: 178/260 (68%) responded 
and 82/260 families never replied (non-respondents). Among responders: 127/178 (71%) opted in to the 
study, but only 123/127 were assessed, and 82/178 were opted out (or refused). Multivariable logistic 
regression giving odds ratios was used to study the association between participant characteristics 
and study outcomes (responders vs. non-responders; opting in vs. opting out; assessed vs. eligible, 
but not assessed). RESULTS: Responders (compared with non-responders) were significantly more 
likely to have a family member with cerebral palsy who was male and resident in more affluent areas. 
Families who opted in (compared with those opting out and refusing) were more likely to have a family 
member with cerebral palsy and intellectual impairment and to reside in certain geographical areas. 
Families who were actually assessed (compared with all eligible, but not assessed) were more likely to 
have a family member with cerebral palsy and intellectual impairment. CONCLUSION: Several sources 
of bias were identified during recruitment for this study. This has implications for the interpretation and 
conclusions of surveys of people with disabilities and complex needs.

http://www.ncbi.nlm.nih.gov/pubmed/21707725

The best interest standard: both guide and  
limit to medical decision making on behalf  
of incapacitated patients
Pope, T. M.
J Clin Ethics 2011; 22 (2): 134-138
In this issue of JCE, Douglas Diekema argues that the best interest standard (BIS) has been 
misemployed to serve two materially different functions. On the one hand, clinicians and parents use the 
BIS to recommend and to make treatment decisions on behalf of children. On the other hand, clinicians 
and state authorities use the BIS to determine when the government should interfere with parental 
decision-making authority. Diekema concedes that the BIS is appropriately used to “guide” parents in 
making medical treatment decisions for their children. But he argues that the BIS is inappropriately used 
as a “limiting” standard to determine when to override those decisions. Specifically, Diekema contends 
that the BIS “does not represent the best means for determining when one must turn to the state to limit 
parental action.” He argues that this limiting function should be served by the harm principle instead of 
by the BIS. I contend that we should not reassign the BIS’s limiting function to the harm principle. In this 
article I make two arguments to support my position. First, the BIS has effectively served, and can serve, 
both guiding and limiting functions. Second, the harm principle would be an inadequate substitute. It 
cannot serve the limiting function as well as the more robust BIS.

http://www.ncbi.nlm.nih.gov/pubmed/21837885

http://www.ncbi.nlm.nih.gov/pubmed/21707725
http://www.ncbi.nlm.nih.gov/pubmed/21837885


26Synopsis Vol. 1 No. 1 June 2013

Clinical and Ethical Decision Making

Medical practice and legal background of decisions for 
severely ill newborn infants: viewpoints from seven 
European countries
Sauer, P. J., et al.
Acta Paediatr 2013; 102 (2): e57-63
AIM: To comparing attitudes towards end-of-life (EOL) decisions in newborn infants between seven 
European countries. METHODS: One paediatrician and one lawyer from seven European countries 
were invited to attend a conference to discuss the practice of EOL decisions in newborn infants and 
the legal aspects involved. RESULTS: All paediatricians/neonatologists indicated that the best interest 
of the child should be the leading principle in all decisions. However, especially when discussing 
cases, important differences in attitude became apparent, although there are no significant differences 
between the involved countries with regard to national legal frameworks. CONCLUSION: Important 
differences in attitude towards neonatal EOL decisions between European countries exist, but they 
cannot be explained solely by medical or legal reasons.

http://www.ncbi.nlm.nih.gov/pubmed/23194471

Euthanasia: An Indian perspective
Sinha, V. K., et al.
Indian J Psychiatry 2012; 54 (2): 177-183
In our society, the palliative care and quality of life issues in patients with terminal illnesses like 
advanced cancer and AIDS have become an important concern for clinicians. Parallel to this concern 
has arisen another controversial issue-euthanasia or “mercy -killing” of terminally ill patients. 
Proponents of physician-assisted suicide (PAS) feel that an individual’s right to autonomy automatically 
entitles him to choose a painless death. The opponents feel that a physician’s role in the death of an 
individual violates the central tenet of the medical profession. Moreover, undiagnosed depression and 
possibility of social ‘coercion’ in people asking for euthanasia put a further question mark on the ethical 
principles underlying such an act. These concerns have led to strict guidelines for implementing PAS. 
Assessment of the mental state of the person consenting to PAS becomes mandatory and here, the 
role of the psychiatrist becomes pivotal. Although considered illegal in our country, PAS has several 
advocates in the form of voluntary organizations like “death with dignity” foundation. This has got a 
fillip in the recent Honourable Supreme Court Judgment in the Aruna Shaunbag case. What remains to 
be seen is how long it takes before this sensitive issue rattles the Indian legislature.

http://www.ncbi.nlm.nih.gov/pubmed/22988327
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Development of clinical ethics services in the UK:  
a national survey
Slowther, A. M., et al.
J Med Ethics 2012; 38 (4): 210-214
BACKGROUND: In 2001 a report on the provision of clinical ethics support in UK healthcare institutions 
identified 20 clinical ethics committees. Since then there has been no systematic evaluation or 
documentation of their work at a national level. Recent national surveys of clinical ethics services 
in other countries have identified wide variation in practice and scope of activities. OBJECTIVE: To 
describe the current provision of ethics support in the UK and its development since 2001. METHOD: 
A postal/electronic questionnaire survey administered to the chairs of all 82 clinical ethics services 
registered with the UK Clinical Ethics Network in July 2010. RESULTS: Response rate was 62% with 
the majority of responding services situated in acute trusts. All services included a clinical ethics 
committee with one service also having a clinical ethicist. Lay members were present in 72% of 
responding committees. Individual case consultation has increased since 2001 with 29% of chairs 
spending more than 50% of their time on this. Access to and involvement in the process of case 
consultation is less for patients and families than for clinical staff. There is wide variation in committee 
processes and levels of institutional support. Over half of the responding committees undertook 
some form of evaluation. CONCLUSION: Clinical ethics services in the UK are increasing as is their 
involvement in case consultation. However, the significant variation in committee processes suggests 
that further qualitative research is needed to understand how these committees function and the role 
they play in their institution.

http://www.ncbi.nlm.nih.gov/pubmed/22167385

The importance of including both a child perspective 
and the child’s perspective within health care settings 
to provide truly child-centred care
Soderback, M., et al.
J Child Health Care 2011; 15 (2): 99-106
The UN Convention on the Rights of the Child (1989) asserts the right of every child to self-
determination, dignity, respect, non-interference, and the right to make informed decisions. The 
provision of quality care in health services tailored to children’s preferences means that health 
professionals have a responsibility to ensure children’s rights, and that the child is encouraged and 
enabled to make his or her view known on issues that affect them. This paper will help illuminate and 
differentiate between a child perspective and the child’s perspective in health care settings. The issues 
are supported with research which illustrates the different perspectives. Both perspectives are required 
to perceive and encounter children as equal human beings in child-centred health care settings.

http://www.ncbi.nlm.nih.gov/pubmed/21685225
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The experiences of medically fragile adolescents who 
require respiratory assistance
Spratling, R.
J Adv Nurs 2012; 68 (12): 2740-2749
AIMS: To report a study of the experiences of medically fragile adolescents who require respiratory 
assistance. BACKGROUND: The population of medically fragile adolescents has grown in recent 
decades because of the sequelae of prematurity, injuries and chronic or terminal illnesses. Medically 
fragile adolescents who require respiratory assistance are part of this unique population, yet as nurses, 
we know little about their experiences and the best approaches to use in caring for them. DESIGN: 
A qualitative design, interpretive phenomenology was used in this study. METHODS: Interpretive 
phenomenology was used to describe and interpret the experience of 11 medically fragile adolescents 
(ages 13-18 years old) who required respiratory assistances of tracheostomies, ventilator support 
and Bi-level positive airway pressure. Between April 2010-September 2010, audiotaped semi-
structured interviews were conducted with the adolescents. Data analysis was completed using a 
stepped approach to identify themes. FINDINGS: Five themes were identified from the interviews with 
the adolescents: ‘Get to know me’, ‘Allow me to be myself’, ‘Being there for me’, ‘No matter what, 
technology helps’ and ‘I am an independent person’. CONCLUSIONS: Medically fragile adolescents 
have a clear view of who they are as a person. They want nurses to view them as a person, not just a 
patient. The adolescents said that friends were there for them when they needed support. Technology 
had meanings that enhanced daily living and existed as a part of their day, not their whole day. The 
adolescents were actively engaging in activities and strategies to achieve their goals of independence.

http://www.ncbi.nlm.nih.gov/pubmed/22416944

Quality of ethical guidelines and ethical content  
in clinical guidelines: the example of end-of-life  
decision-making
Strech, D. and J. Schildmann
J Med Ethics 2011; 37 (7): 390-396
BACKGROUND: While there are many guidelines on how to make ethical decisions at the end of life, 
there is little evidence regarding the quality of this sort of ethical guidelines. OBJECTIVES: First, this 
study aims to demonstrate the conceptual transferability of the Appraisal of Guidelines for Research 
and Evaluation (AGREE) instrument for the quality assessment of ethical guidelines. Second, it aims to 
illustrate the status quo of the quality of guidelines on end-of-life decision-making by using the AGREE 
instrument in a first practice test. METHOD: The transferability of the AGREE instrument on the quality 
assessment of ethical guidelines is demonstrated by conceptual analysis. Guidelines on end-of-life 
decisions in medicine are identified through a systematic search in MEDLINE (from June 1999 to June 
2009). The quality of all included guidelines was assessed with a slightly modified AGREE instrument. 
RESULTS: Of 103 guidelines identified, 34 were included as relevant. The majority of the guidelines 
analysed in this study were assessed as qualitatively insufficient in five out of six AGREE quality 
domains. A few guidelines demonstrated, however, that a high level of quality in accordance with the 
AGREE requirements is possible. CONCLUSION: This review concludes that the quality of many ethical 
guidelines should and can be improved in all quality domains specified by the AGREE instrument. 
Furthermore, conceptual analysis indicates that a slightly modified AGREE instrument is transferable 
to the comprehensive evaluation of the quality of ethical guidelines. Nevertheless, future research is 
needed to improve the assessment of the presentation of the guidelines’ normative basis.

http://www.ncbi.nlm.nih.gov/pubmed/21343629
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Parents’ dilemma: decisions concerning end-of-life care 
for their child
Trotzuk, C. and B. Gray
J Pediatr Health Care 2012; 26 (1): 57-61.

http://www.ncbi.nlm.nih.gov/pubmed/22153144

Systematic review of the literature: parental outcomes 
after diagnosis of fetal anomaly
Wool, C.
Adv Neonatal Care 2011; 11 (3): 182-192
Advancing technology has made detecting fetal abnormalities in the first and second trimesters a 
reality. Few families are prepared for the difficult decisions that must be made if their unborn children 
are diagnosed with a life-limiting condition. Expectant parents are compelled to make decisions on 
the basis of limited options. A systematic review of the literature is presented with an aim to inform 
clinicians of parental experiences and outcomes after diagnosis of a fetal anomaly. The review focused 
on patients given a diagnosis for fetal anomalies for the 40-year period from 1970 to 2010 by using the 
key words such as fetal anomaly, congenital malformations, pregnancy termination, perinatal palliative 
care, and perinatal hospice. Regardless of the option taken, women often experienced intense grief 
reactions. Both giving birth to a child with a life-limiting condition and termination of pregnancy for 
fetal anomaly can be emotionally traumatic life events, both associated with psychological morbidity. 
Nonaggressive obstetric management, allowing natural birth without life-sustaining therapeutics, is an 
option for families. Couples presented with a coordinated perinatal palliative care model may opt to 
continue their pregnancy. Families who experienced perinatal hospice/palliative care report positive 
feedback, but more research is needed to explore the psychological outcomes of this choice.

http://www.ncbi.nlm.nih.gov/pubmed/21730912
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Recognising patients who will die in the near future:  
a nationwide study via the Dutch Sentinel Network  
of GPs
Abarshi, E. A., et al.
Br J Gen Pract 2011; 61 (587): e371-378
BACKGROUND: Recognising patients who will die in the near future is important for adequate planning 
and provision of end-of-life care. GPs can play a key role in this. AIM: To explore the following questions: 
How long before death do GPs recognise patients likely to die in the near future? Which patient, illness, 
and care-related characteristics are related to such recognition? How does recognising death in the 
near future, before the last week of life, relate to care in during this period? DESIGN AND SETTING: 
One-year follow-back study via a surveillance GP network in the Netherlands. METHOD: Registration of 
demographic and care-related characteristics. RESULTS: Of 252 non-sudden deaths, 70% occurred in 
the home or care home and 30% in hospital. GP recognition of death in the near future was absent in 
30%, and occurred prior to the last month in 15%, within the last month in 19%, and in the last week in 
34%. Logistic regression analyses showed cancer and low functional status were positively associated 
with death in the near future; cancer and discussing palliative care options were positively associated 
with recognising death in the near future before the last week of life. Recognising death in the near future 
before patients’ last week of life was associated with fewer hospital deaths, more GP-patient contacts in 
the last week, more deaths in a preferred place, and more-frequent GP-patient discussions about specific 
topics in the last 7 days of life. CONCLUSION: Recognising death in the near future precedes several 
aspects of end-of-life care. The proportion in whom death in the near future is never recognised is large, 
suggesting GPs could be assisted in this process through training and implementation of care protocols 
that promote timely recognition of the dying phase.

http://www.ncbi.nlm.nih.gov/pubmed/21801517

Pediatric pain management education in medical 
students: impact of a web-based module
Ameringer, S., et al.
J Palliat Med 2012; 15 (9): 978-983
OBJECTIVE: Reports from the Institute of Medicine and American Medical Association’s Pain and 
Palliative Medicine Specialty Section Council emphasize the need for pain management education in 
medical schools, yet training in pediatric pain management (PPM) is limited. In this pilot program, we 
evaluated the effectiveness of a web-based PPM module on knowledge, confidence, attitudes, and 
self-reported skills in medical students. METHODS: Third- and fourth-year medical students (n = 291) 
completed the module and a knowledge test. Of these students, 53 completed a pre- and postsurvey of 
confidence, attitudes, and self-reported skills and module evaluation. RESULTS: For the 291 students, 
knowledge scores increased significantly by 21.8 points (95% confidence interval [CI] = 19.7-23.8; 
p<0.001). The majority of scores on the survey items significantly increased postmodule, including: 
increase in confidence in assessing pain in pediatric patients (6% to 25%; p = 0.004), increase in 
responses of “strongly disagree” or “disagree” to the belief that opioids will delay diagnosis (62% to 
85%; p = 0.005), and increase in responses of “frequently” or “very frequently” to “how often do you 
use behavioral instruments to assess pain severity?” (35% to 57%; p = 0.008). The majority reported 
they intend to make changes in behavior or practice (71%), and would recommend the module to fellow 
students (88%). CONCLUSION: This pilot program supports the effectiveness of a web-based module 
in improving knowledge, confidence, attitudes, and self-reported skills in PPM. Evaluation responses 
indicate high-quality content. Further evaluation for sustained impact is warranted.

http://www.ncbi.nlm.nih.gov/pubmed/22747064 
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Impact of communication skills training on parents 
perceptions of care: intervention study
Ammentorp, J., et al.
J Adv Nurs 2011; 67 (2): 394-400
AIM: This paper is a report of a study of the effects of communication-skills training for healthcare 
professionals on parents’ perceptions of information, care and continuity. BACKGROUND: As training in 
communication skills has been more and more integrated into clinical practice it has been subject to an 
increasing number of studies. However, the majority of studies have been conducted in outpatient clinics, 
have only targeted physicians, and have not been evaluated from the perspective of patients. METHOD: 
This intervention study, conducted from 2005 to 2007, was performed to investigate the effect of a 3-day 
communication course offered to all healthcare professionals in a department of paediatrics. In a pre-/post-
test design, the effect of the intervention was evaluated by the parents using electronic questionnaires filled 
in on touch-screen computers located centrally in the wards. RESULTS: A total of 895 parents answered 
the questionnaires before the course (80%) and 1937 answered after the course (72%). For the questions 
on care and continuity, the proportion of satisfied parents increased statistically significantly for 4 out of 13 
questions, e.g. Did you feel that the staff understood you situation? and Did you find that the information 
given by the different nurses was consistent? For the information questions, no statistically significant 
differences were found. CONCLUSION: It is possible to incorporate key communication skills into clinical 
practice by targeting all healthcare professionals. Communication skills training using interactive methods 
such as role-play and feedback on video recordings is recommended.

http://www.ncbi.nlm.nih.gov/pubmed/20955186

The wrap-up: a unique forum to support pediatric 
residents when faced with the death of a child
Bateman, S. T., et al.
J Palliat Med 2012; 15 (12): 1329-1334
OBJECTIVE: The project intended to describe the format of the Wrap-up, a unique multidisciplinary 
guided debriefing following a child’s death. Specific feedback from pediatric residents was sought 
to assess the model. METHODS: The Wrap-ups were timely (within 48 hours of a death), consistent 
(conducted after each pediatric intensive care unit (PICU) death), multidisciplinary (all care providers 
were invited), and specifically conducted by someone trained in postdeath facilitation. The role of the 
conductor was focused on being inclusive, navigating the discussion, diffusing areas of conflict or 
angst, and managing the tone of the meeting. Resident feedback was obtained by a one-time (May 
2010) anonymous internet-based survey, with both open-ended free-text questions and five-point Likert 
scale queries. Surveyed were all residents rotating though the PICU between 2007 and 2010. Open-
ended free-text responses were analyzed using content analysis methods by combining recurrent 
themes and organizing by main components of the Wrap-up. Quantitative responses, via a five-point 
Likert scale, were averaged. RESULTS: Between 2007 and 2010, there were 36 PICU deaths. The 
average age was nine years old. All deaths had an accompanying conductor-led Wrap-up occurring, 
on average, two days after the death. Sixty percent (27/45) of pediatric residents completed the survey. 
Their qualitative responses showed that the key components (timely, multidisciplinary, and specifically 
conducted) of the Wrap-ups were valuable. Quantitatively, they agreed or strongly agreed that the 
consistent Wrap-ups improved end-of-life care, teamwork, stress surrounding the death, and the ability 
to care for others. CONCLUSION: The Wrap-up, a unique forum for debriefing after a pediatric death, 
was well-received by residents and assisted them with processing, understanding, and resolving their 
experience regarding the pediatric death. The Wrap-up was a valuable addition to residents’ experience 
and education in pediatric critical care medicine and can be replicated in other institutions.

http://www.ncbi.nlm.nih.gov/pubmed/22928641 
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Current status of palliative care in Israel: a pediatric 
oncologist’s perspective
Ben-Arush, M. W.
J Pediatr Hematol Oncol 2011; 33 Suppl 1: S56-59
Pediatric cancer palliative care is characterized by diversity of care delivery models; effect of cancer 
on the family as the central focus of care and consideration of culture, spirituality, communication, and 
ethical standards. In Israel, children who are in palliative care are treated by the staff of the centers and 
about 70 to 80 % of the children are dying in the pediatric Hematology Oncology departments and 
units. Special efforts are also made in the pediatric departments in order to better treat adolescents in 
terminal phases. Palliative care education program in Israel was started several years ago together with 
adult palliative care specialists, the Israeli pediatric oncologists still witness many barriers for treatment 
amongst parents as well as in medical pediatric teams especially in pain management. During the 
last years, the Israeli pediatric palliative care teams improved the management of all symptoms in a 
dying child with special attention to existential, emotional and social demands of the child and the 
whole family. Education of the medical and nursing team is imperative, training in pharmacology and 
metabolism of antalgic drugs is also mandatory in order to better manage symptom control of the 
children at the end of life.

http://www.ncbi.nlm.nih.gov/pubmed/21448037

Pediatric palliative care-when quality of life becomes 
the main focus of treatment
Bergstraesser, E.
Eur J Pediatr 2013; 172 (2): 139-150
Pediatric palliative care (PPC) focuses on children and adolescents with life-limiting diseases. It may 
be initiated at various points of the disease trajectory, if possible early enough to support living with 
the best possible quality of life despite a limited lifespan. From birth to adolescence, children with a 
broad spectrum of diseases may benefit from PPC. Since 50% of deaths in childhood occur within 
the first year of life, PPC is just as relevant to neonatology. Causes of death in the neonate and young 
infant are due to perinatal conditions such as preterm birth and congenital disorders and syndromes; 
in older children, external causes, such as traumatic injuries, outweigh disease-related causes of 
death. PPC may last from a few hours or days for neonates to many years for children with complex 
chronic conditions. For neonates, PPC often has the character of end-of-life (EOL) care followed by 
bereavement care for the family. For older children, PPC can clearly be differentiated from EOL care; 
its indications include progress or deterioration of disease, marked instability of the child’s condition, 
increase in the need for technical or medical support, increase in suffering, or failure of treatment. If 
a child’s need for palliative care is established, useless and potentially harmful treatments may be 
withheld and informed choices can be made about treatment, care, and the remaining life of the child. 
Conclusion This review aims to provide knowledge for clinicians who care for children and adolescents 
at risk of dying from their disease. PPC can improve the child’s remaining lifetime by focusing on quality 
of life and goals that are defined by the child and his or her family.

http://www.ncbi.nlm.nih.gov/pubmed/22476440
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The needs of professionals in the palliative care of 
children and adolescents
Bergstraesser, E., et al.
Eur J Pediatr 2013; 172 (1): 111-118
The main objectives of this qualitative study were to describe the perceptions and needs of pediatric 
health care professionals (HCPs) taking care of children with palliative care needs and to develop a 
concept for the first Center of Competence for Pediatric Palliative Care (PPC) in Switzerland. Within 
two parts of the study, 76 HCPs were interviewed. The main interview topics were: (1) definition of 
and attitude toward PPC; (2) current provision of PPC; (3) the support needs of HCPs in the provision 
of PPC; and (4) the role of specialized PPC teams. HCPs expressed openness to PPC and reported 
distinctive needs for support in the care of these patients. The main tasks of specialized PPC teams in 
Switzerland would encompass the coaching of attending teams, coordination of care, symptom control, 
and direct support of affected families during and beyond the illness of their child. CONCLUSION: This 
study indicates the need for specialized PPC in Switzerland both inside and outside of centers providing 
top quality medical care (Spitzenmedizin). Specialized PPC teams could have a significant impact on the 
care of children and families with PPC needs. Whether hospices are an option in Switzerland remains 
unanswered; however, a place to meet other families with similar destinies was emphasized.

http://www.ncbi.nlm.nih.gov/pubmed/23207735

A learning and development strategy for children’s 
hospices across London
Billings, J., et al.
Int J Palliat Nurs 2011; 17 (10): 483-491
Over recent years there have been several political imperatives in the UK directed toward children’s 
palliative care and ensuring that services are high-quality, coordinated, family-centred, and able to meet 
the needs of children with complex disabilities. In addition, in 2010 the health and social care regulation 
authority in England-the Care Quality Commission (CQC)-aligned hospices with regulation and 
inspection requirements. This context has acted as a driver for the creation of effective education and 
training to ensure a skilled and expert workforce. Against this backdrop, this paper describes a project 
to develop a learning and development strategy for Children’s Hospices across London (CHaL). CHaL 
educators worked with a research team to develop a unified strategy that was based on evidence 
of good practice, embedded in required CQC outcomes, and validated with a wider audience. The 
resultant strategy contains a set of four key learning and development principles that are applicable 
and transferable across different hospices.

http://www.ncbi.nlm.nih.gov/pubmed/22068118
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Informing social work practice through research with 
parent caregivers of a child with a life-limiting illness
Cadell, S., et al.
J Soc Work End Life Palliat Care 2012; 8 (4): 356-381
Pediatric palliative care is an evolving field of practice in social work. As such, research plays a critical 
role in informing best social work practices in this area. For parents, caring for a child with a life-
limiting illness (LLI) is a stressful experience that compounds the usual challenges of parenting. The 
negative aspects of caring for a child with an LLI are well documented. In the face of such adversity, 
parent caregivers can also experience positive changes caring for children with even the most serious 
conditions. This article presents results from a research study of posttraumatic growth in parents who 
are caring for a child with a LLI. Using mixed methods, two overarching themes were prominent in both 
the quantitative and qualitative data. The first describes stress related to financial burden associated 
with caregiving. The second theme concerns the posttraumatic growth experienced by the parent 
caregivers. The quantitative and qualitative data have been woven together to underscore issues and 
parental perspectives related to these two themes. This provides a unique and important platform for 
parent caregivers’ experiences that can inform the work of social workers and other pediatric palliative 
care professionals.

http://www.ncbi.nlm.nih.gov/pubmed/23194170

Responses by neuropaediatricians to a palliative  
care questionnaire
Calleja Gero, M. L., et al.
Neurologia 2012; 27 (5): 277-283
INTRODUCTION: Up to 70% of children currently treated by Palliative Care Units in Europe are 
neurological patients. Our objective is to assess the knowledge, interest and involvement in 
Paediatric Palliative Care (PPC) among Spanish paediatric neurologists. MATERIAL AND METHODS: 
We contacted 297 Neuropaediatricians by and attached a 10-question multiple choice test. This 
questionnaire was related to the level of knowledge of PPC, identification of patients requiring this 
specific care, involvement of a paediatric neurologist, use of local palliative resources, and formal 
training in this subject. RESULTS: Participation rate was 32% (96/297). Around 90% knew the definition 
of PPC, could identify patients with a short-term survival prognosis, and had treated children who 
eventually died due to their illnesses. A “non resuscitation order” had been written by 61% of them 
at least once; 77% considered the patients home as the preferred location of death (if receiving 
appropriate care), 9% preferred the hospital, and 14% had no preference for any of these options. 
Just over half (52%) had contacted local PC resources, and 61% had referred or would refer patients 
to be seen periodically by both services (PC and Paediatric Neurology). More than half (55%) consider 
themselves not trained enough to deal with these children, and 80% would like to increase their 
knowledge about PPC. CONCLUSION: The paediatric neurologists surveyed frequently deal with 
children who suffer from incurable diseases. Their level of involvement with these patients is high. 
However, there is an overwhelming necessity and desire to receive more training to support these 
children and their families.

http://www.ncbi.nlm.nih.gov/pubmed/22365719
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Being resident in hematological and pediatric oncology 
department: attraction and difficulties
Cassuto, P. and S. Abbou
Bull Cancer 2011; 98 (5): 589-594
Pediatric oncology is a medical specialty, which implies strong emotions. Because of the huge clinical 
variety of diseases, the multi-disciplinary aspects of this specialty and the innovative therapies used, 
paediatric oncology is definitely an attractive specialty. Care and empathy that follows creates a special 
relationship between them and the child with his family. These emotions might be pleasant or unpleasant 
but are always at the centre of the resident’s day to day life. The resident’s route is sometimes difficult 
since it includes not only diagnostic announcement and various therapeutic strategies, but also relapses, 
palliative care and child’s death, which is sometimes unavoidable. This article sheds light on the personal 
experience throughout various departments of pediatric oncology and hematology.

http://www.ncbi.nlm.nih.gov/pubmed/21576044

The role of the nursing team caring for a child 
approaching the end of life
Charvet, E. and L. Langevin
Soins Pediatr Pueric 2011; (260): 18-19
In a general paediatric department, nurses may have to care for children suffering from severe life-
threatening illnesses. When supporting the child and his/her parents, sometimes until the end of life, they 
must learn to manage their emotions and adopt a position which is both sympathetic and professional.

http://www.ncbi.nlm.nih.gov/pubmed/21702202

Important treatment aims at the end of life:  
a nationwide study among GPs
Claessen, S. J., et al.
Br J Gen Pract 2012; 62 (595): e121-126
BACKGROUND: Little is known about treatment aims during the last 3 months of life. AIM: To 
investigate important treatment aims in the last 3 months of patients’ lives in cases of non-sudden 
death. DESIGN AND SETTING: Mortality follow-back study in The Netherlands. METHOD: Data were 
collected retrospectively in 2009 within the representative Sentinel Network of GPs in The Netherlands. 
GPs completed a standardised registration form. RESULTS: Data for 279 patients were studied. Of 
these, 55% died of cancer and 45% of another disease. Treatment was aimed at palliation for 73% 
of the patients in months 2 and 3 before death, and for 95% of the patients in the last week of life. 
Seven per cent received treatment aimed at cure in the last week of life. In a minority of patients, cure/
life prolongation and palliation were simultaneously important treatment aims. In the last week of life 
and in the 2-4 weeks before death, cure was more frequently reported as an important treatment aim 
in patients with a non-cancer disease than in patients with cancer. In the 2-4 weeks before death, 
palliation was an important treatment aim for a larger proportion of patients with cancer than patients 
with other diseases. CONCLUSION: Registration by GPs show that, in the last weeks and days of life, 
cure was more frequently reported as an important treatment aim in patients with a non-cancer disease 
than in patients with cancer. For a small number of patients, palliation and cure/life prolongation were 
simultaneously important treatment aims.

http://www.ncbi.nlm.nih.gov/pubmed/22520789 
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Massage in supportive cancer care
Collinge, W., et al.
Semin Oncol Nurs 2012; 28 (1): 45-54
OBJECTIVE: To review recent findings on the utilization of massage by cancer patients, including 
evidence of effects in supportive and palliative cancer care, current understanding of safety 
considerations and adaptations needed, education of professional and family caregivers to provide 
this form of support, and guidelines for oncology nurses in referring patients. DATA SOURCES: 
Journal articles, government and special health reports, book chapters, and web-based resources. 
CONCLUSION: The massage profession and the disciplines of clinical oncology have experienced 
a rapprochement in recent decades over questions of safety and efficacy. However, there is now 
significant recognition of the potential contributions of massage in supportive care, as well as greater 
understanding of the modifications needed in offering massage to cancer patients. IMPLICATIONS FOR 
NURSING PRACTICE: Massage offers significant potential for benefiting quality of life when applied 
with proper understanding of the adaptations needed to accommodate the needs and vulnerabilities of 
cancer patients.

http://www.ncbi.nlm.nih.gov/pubmed/22281309

Opportunities for quality improvement in bereavement 
care at a children’s hospital: assessment of 
interdisciplinary staff perspectives
Contro, N. and B. M. Sourkes
J Palliat Care 2012; 28 (1): 28-35
This study examined the current state of bereavement care at a university-based children’s hospital 
from the perspective of the interdisciplinary staff. In all, 60 staff members from multiple disciplines 
participated in in-depth interviews. In at least two-thirds of the interviews, issues related to the 
bereavement experience of both staff and families emerged and were consistently identified. Themes 
included: disparities in bereavement care based on relationship factors; logistics of time and space; 
geographical distances; the different cultures and languages of families; continuity in family follow-up; 
needs of siblings and other family members; staff communication, cooperation, and care coordination; 
staff suffering; and education, mentoring, and support for staff. This evidence-based needs assessment 
furnishes an empirical basis for the design and implementation of bereavement services for both 
families and staff. It can serve as a template for evaluation at other children’s hospitals and thus 
contribute to the sound and creative development of the field of pediatric palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/22582469
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Coping while caring for the dying child: nurses’ 
experiences in an acute care setting
Cook, K. A., et al.
J Pediatr Nurs 2012; 27 (4): e11-21
The aim of this study was to describe and understand behavior and coping strategies used by 
pediatric nurses caring for dying children on an inpatient acute care cardiology unit. Qualitative 
descriptive methods consisting of semistructured questions were presented to acute care nurses 
participating in focus groups. The nurses who participated in the focus groups had cared for an acutely 
ill child who died. Conventional content analysis was used to analyze data and organize results. The 
categories that emerged included the following: boundaries, memories, disconnecting, and labeling. 
Colleague support, institutional resources, and nurses’ experience level were critical to the process 
of coping. Coping and grieving are facilitated by colleague and unit resources. Studies exploring job 
dissatisfaction, stress, and burnout from an inadequate grieving process are required.

http://www.ncbi.nlm.nih.gov/pubmed/22703689

Nursing in palliative care to children and adolescents 
with cancer: integrative literature review
da Costa, T. F. and M. F. Ceolim
Rev Gaucha Enferm 2010; 31 (4): 776-784
Pediatric palliative care is a challenge for nursing because it requires emotional balance and knowledge 
about its specific features. This study is an integrative literature review that aims to identify nursing 
actions in palliative care for children and adolescents with cancer, considering peculiarities of the 
disease and dying process. The review was performed by searching for articles indexed in Biblioteca 
Virtual da Adolescencia (Adolec), Cumulative Index to Nursing and Allied Health Literature (CINAHL), 
Literatura Latino-Americana e do Caribe em Ciencias da Saude (LILACS) and PubMed databases 
from January 2004 till May 2009. From 29 references found, six met inclusion criteria. Results show 
teamwork, home care, pain management, dialogue, family support and particularities of childhood 
cancer fundamental tools for nursing in palliative care. The complexity of care in this situation requires 
solidarity, compassion, support and relieving suffering.

http://www.ncbi.nlm.nih.gov/pubmed/21805890

The Procrustean beds of children’s palliative care
Darbyshire, P., et al.
Int J Palliat Nurs 2012; 18 (7): 318-319.

http://www.ncbi.nlm.nih.gov/pubmed/22885962
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Shared care: the barriers encountered by community-
based palliative care teams in Ontario, Canada
DeMiglio, L. and A. Williams
Health Soc Care Community 2012; 20 (4): 420-429
To meet the complex needs of patients requiring palliative care and to deliver holistic end-of-life care 
to patients and their families, an interprofessional team approach is recommended. Expert palliative 
care teams work to improve the quality of life of patients and families through pain and symptom 
management, and psychosocial spiritual and bereavement support. By establishing shared care models 
in the community setting, teams support primary healthcare providers such as family physicians and 
community nurses who often have little exposure to palliative care in their training. As a result, palliative 
care teams strive to improve not only the end-of-life experience of patients and families, but also the 
palliative care capacity of primary healthcare providers. The aim of this qualitative study was to explore 
the views and experiences of community-based palliative care team members and key-informants 
about the barriers involved using a shared care model to provide care in the community. A thematic 
analysis approach was used to analyse interviews with five community-based palliative care teams 
and six key-informants, which took place between December 2010 and March 2011. Using the 3-I 
framework, this study explores the impacts of Institution-related barriers (i.e. the healthcare system), 
Interest-related barriers (i.e. motivations of stakeholders) and Idea-related barriers (i.e. values of 
stakeholders and information/research), on community-based palliative care teams in Ontario, Canada. 
On the basis of the perspective of team members and key-informants, it is suggested that palliative 
care teams experience sociopolitical barriers in an effort to establish shared care in the community 
setting. It is important to examine the barriers encountered by palliative care teams to address how to 
better develop and sustain them in the community.

http://www.ncbi.nlm.nih.gov/pubmed/22469189

Care pathways lead to better teamwork: results of a 
systematic review
Deneckere, S., et al.
Soc Sci Med 2012; 75 (2): 264-268
Care pathways are often said to promote interprofessional teamwork. As no systematic review on 
pathway effectiveness has ever focused on how care pathways promote teamwork, the objective of 
this review was to study this relationship. We performed an extensive search of electronic databases 
and identified 26 relevant studies. In our analysis of these studies we identified 20 team indicators and 
found that care pathways positively affected 17 of these indicators. Most frequently positive effects 
were found on staff knowledge, interprofessional documentation, team communication and team 
relations. However, the level of evidence was rather low. We found Level II evidence for improved 
interprofessional documentation. We also found Level II evidence for increased workload; improved 
actual versus planned team size; and improved continuity of care. The studies most frequently 
mentioned the need for a multidisciplinary approach and educational training sessions in order for 
pathways to be successful. The systematic review revealed that care pathways have the potential 
to support interprofessional teams in enhancing teamwork. Necessary conditions are a context that 
supports teamwork and including appropriate active pathway components that can mediate an effect 
on team processes. To achieve this, each care pathway requires a clearly defined team approach 
customized to the individual teams’ needs.

http://www.ncbi.nlm.nih.gov/pubmed/22560883
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Home support for a child receiving palliative care 
provided by a self-employed nurse
Diamantidis-Zinchiri, C.
Soins Pediatr Pueric 2011; (260): 35-36
Complex and demanding, paediatric palliative care at home is beginning to develop. How can a self-
employed nurse, by definition isolated, care for a child approaching the end of life and his/her family at 
home? What resources and tools does the nurse have to provide this support?

http://www.ncbi.nlm.nih.gov/pubmed/21702211

Children’s palliative care: a global concern
Downing, J., et al.
Int J Palliat Nurs 2012; 18 (3): 109-114
Children’s palliative care (CPC) is a specialty in itself, albeit closely related to adult palliative care (World 
Health Organization (WHO), 2002). However, although there are many children who require palliative 
care, in much of the world CPC has a poor profile and is inaccessible to those who need it (Downing et 
al, 2010; Knapp et al, 2011). The provision of high-quality palliative care for children is a global concern, 
with 27% of the world population being under the age of 15, rising to as many as 49% in countries 
such as Uganda (WHO, 2010). It has been estimated that as many as 7 million of these children around 
the world will need palliative care each year (Rushton et al, 2002), although the true figure is likely to be 
higher. The public health approach to palliative care is key to the development of CPC services, as is 
the development of models that integrate services into existing health structures.

http://www.ncbi.nlm.nih.gov/pubmed/22584310

Education in children’s palliative care across Europe 
and internationally
Downing, J. and J. Ling
Int J Palliat Nurs 2012; 18 (3): 115-120
Ongoing education and training is essential in health care, particularly in palliative care, which is still 
expanding both in terms of its global reach and its scope. Children’s palliative care (CPC) is a specialty 
in its own right, but one that is still relatively new, and so appropriate and ongoing education and training 
of CPC staff is especially important. However, such education and training is not always accessible to 
those who need it, and only recently have significant attempts been made to quantify the extent and 
nature of these deficiencies. This paper discusses CPC education and training from a European and 
global perspective, highlighting some of the principles and challenges. It also looks at the recent efforts 
of the European Association for Palliative Care and the International Children’s Palliative Care Network 
to attain a clearer picture of the state of global CPC education, presenting some initial findings from their 
research and discussing preliminary recommendations and future directions.

http://www.ncbi.nlm.nih.gov/pubmed/22584311
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Barriers to conducting advance care discussions for 
children with life-threatening conditions
Durall, A., et al.

Pediatrics 2012; 129 (4): e975-982
BACKGROUND AND OBJECTIVE: Advance care discussions (ACD) occur infrequently or are initiated 
late in the course of illness. Although data exist regarding barriers to ACD among the care of adult 
patients, few pediatric data exist. The goal of this study was to identify barriers to conducting ACD 
for children with life-threatening conditions. METHODS: Physicians and nurses from practice settings 
where advance care planning typically takes place were surveyed to collect data regarding their 
attitudes and behaviors regarding ACD. RESULTS: A total of 266 providers responded to the survey: 
107 physicians and 159 nurses (54% response rate). The top 3 barriers were: unrealistic parent 
expectations, differences between clinician and patient/parent understanding of prognosis, and lack 
of parent readiness to have the discussion. Nurses identified lack of importance to clinicians (P = 
.006) and ethical considerations (P < .001) as impediments more often than physicians. Conversely, 
physicians believed that not knowing the right thing to say (P = .006) was more often a barrier. There 
are also perceived differences among specialties. Cardiac ICU providers were more likely to report 
unrealistic clinician expectations (P < .001) and differences between clinician and patient/parent 
understanding of prognosis (P = .014) as common barriers to conducting ACD. Finally, 71% of all 
clinicians believed that ACD happen too late in the patient’s clinical course. CONCLUSIONS: Clinicians 
perceive parent prognostic understanding and attitudes as the most common barriers to conducting 
ACD. Educational interventions aimed at improving clinician knowledge, attitudes, and skills in 
addressing these barriers may help health care providers overcome perceived barriers.

http://www.ncbi.nlm.nih.gov/pubmed/22392177

UK health reforms: the hospice view
Ellis, J.
Int J Palliat Nurs 2011; 17 (2): 56, 58.

http://www.ncbi.nlm.nih.gov/pubmed/21378688

End-of-life management in pediatric cancer
Epelman, C. L.
Curr Oncol Rep 2012; 14 (2): 191-196
Pediatric palliative care at the end-of-life is focused on ensuring the best possible quality of life for 
patients with life-threatening illness and their families. To achieve this goal, important needs include: 
engaging with patients and families; improving communication and relationships; relieving pain and 
other symptoms, whether physical, psychosocial, or spiritual; establishing continuity and consistency 
of care across different settings; considering patients and families in the decision-making process 
about services and treatment choices to the fullest possible and desired degree; being sensitive to 
culturally diverse beliefs and values about death and dying; and responding to suffering, bereavement, 
and providing staff support. Any effort to improve quality of palliative and end-of-life care in pediatric 
oncology must be accompanied by an educational strategy to enhance the level of competence among 
health care professionals with regard to palliative care and end-of-life management skills as well as 
understanding of individualized care planning and coordination processes.

http://www.ncbi.nlm.nih.gov/pubmed/22350329
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Safer ambulatory syringe drivers: experiences of one 
acute hospital trust
Freemantle, A., et al.
Int J Palliat Nurs 2011; 17 (2): 86-91
In December 2010 the National Patient Safety Agency released a Rapid Response Report citing evidence 
of harm and death necessitating the need to immediately address safety issues affecting ambulatory 
syringe drivers with rate settings in millimetres of travel. These devices are widely used in palliative care 
in the UK, both in the community and in the hospital setting. In order to ensure a successful changeover 
to a safer system, a coordinated, multidisciplinary, cross-boundary approach is essential. This article 
outlines the experiences of one acute hospital trust in identifying and trialling ambulatory syringe drivers 
to potentially adopt, and in implementing the selected driver and training staff in its use. It is hoped that it 
will provide insight into the challenges of undertaking such a change in practice.

http://www.ncbi.nlm.nih.gov/pubmed/21378693

Evaluation of a training programme to teach a guided 
self-help psychological intervention to hospice staff
Galfin, J. M., et al.
Int J Palliat Nurs 2011; 17 (3): 119-124
AIMS: A recent trial demonstrated that a brief guided self-help intervention reduces anxiety in palliative 
patients. This study investigated whether training palliative nurses to deliver a guided self-help 
intervention would improve their routine management of psychological distress. DESIGN: A randomized 
controlled cluster trial compared a team of nurses who attended training (n=5) with a team allocated 
to a no-training control condition (n=5) on self-reported behaviour and confidence in addressing 
psychological distress. Ratings of patient psychological distress at routine clinical assessments were 
also examined pre- and post-training to assess the impact of training on patient distress. RESULTS: 
As predicted, patients cared for by the trained team demonstrated a significantly greater reduction in 
distress post-training than patients cared for by the untrained team. However, there was no significant 
difference in self-reported behaviour and confidence. CONCLUSION: These findings suggest that brief 
workshop-based training improves clinical outcomes on psychological distress and may be a means to 
increase the accessibility of effective psychological interventions in palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/21471907
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A training needs analysis of neonatal and paediatric 
health-care staff in a tertiary children’s hospital
Gallagher, K., et al.
Int J Palliat Nurs 2012; 18 (4): 197-201
Introduction: Despite clinical advances in neonatal and paediatric palliative care, there is limited 
educational provision to underpin practice. To develop appropriate educational content, the needs of 
staff working in this area must be identified. Aim: To explore the educational needs of staff working 
with families with palliative or end-of-life care requirements. Methods: A training needs analysis 
(TNA) explored the perceived knowledge, confidence, and support of neonatal and paediatric health 
professionals in a tertiary children’s hospital in London. Results: An online Likert scale TNA was 
completed by 111 participants. The results indicated that the staff did not feel educationally prepared 
in their working areas, despite having regular contact with families with palliative or end-of-life care 
issues. Discussion: Understanding the educational needs of staff can underpin the development of 
appropriate educational interventions. These modules require evaluation to determine their impact on 
health professionals’ knowledge and confidence.

http://www.ncbi.nlm.nih.gov/pubmed/22584391

Children living with life-limiting conditions: practices 
and needs in France
Garbi-Goutel, A., et al.
Arch Pediatr 2012; 19 (7): 684-692
INTRODUCTION: In France, nearly 600 children, aged 1-14 years, die from chronic diseases every 
year. A law passed the 22nd of April 2005 provides the legal framework for end-of-life situations. 
However, is this law and the position adopted by the scientific pediatric societies known and applied 
by pediatricians dealing with these children at the end of life? Our objective was to describe the current 
practices and needs, an essential preliminary assessment for the development of shared concepts 
among pediatricians. METHOD: A long-term study based on a qualitative and semi-quantitative 
questionnaire was conducted on pediatricians throughout the French academic hospitals via interviews. 
RESULTS: A 25.2% response rate was obtained. All of the pediatric disciplines were affected by end-
of-life care for children. Decisions for limitation of treatment conformed to a collegial process in 88.9%; 
48.1% of the pediatricians expressed the need for dedicated beds for these children. The Leonetti 
law appeared to be diversely known and appreciated: 19.6% declared no or poor knowledge of this 
law, 23.5% were neutral in their response, 15.7% considered its significant progress, and 41.2% 
criticized its insufficiencies. However, for most of the doctors interviewed, this law supplied a legal 
framework, but some doctors emphasized the challenges in applying it to pediatrics: vagueness of the 
law regarding the parents and the desires of the minor child and insufficiency in developing pediatric 
palliative care. Above all, some ignorance or confusion in the terms used was notable. CONCLUSION: 
Our survey, emphasizing the difficulties encountered by pediatricians dealing with dying children and 
their families, emphasizes the need for concepts shared by the entire profession; this reflection could 
define the terms used in the debate.

http://www.ncbi.nlm.nih.gov/pubmed/22658865
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National End of Life Care Programme: progress and 
future directions
Henry, C.
Int J Palliat Nurs 2011; 17 (3): 108,110,112.

http://www.ncbi.nlm.nih.gov/pubmed/21471905

Key descriptors of paediatric palliative care
Hinds, P. S.
Int J Palliat Nurs 2012; 18 (3): 107.

http://www.ncbi.nlm.nih.gov/pubmed/22584309

Parent-clinician communication intervention  
during end-of-life decision making for children  
with incurable cancer
Hinds, P. S., et al.
J Palliat Med 2012; 15 (8): 916-922
BACKGROUND: In this single-site study, we evaluated the feasibility of a parent-clinician 
communication intervention designed to: identify parents’ rationale for the phase I, do-not-resuscitate 
(DNR), or terminal care decision made on behalf of their child with incurable cancer; identify their 
definition of being a good parent to their ill child; and provide this information to the child’s clinicians 
in time to be of use in the family’s care. METHODS: Sixty-two parents of 58 children and 126 clinicians 
participated. Within 72 hours after the treatment decision, parents responded to 6 open-ended 
interview questions and completed a 10-item questionnaire about the end-of-life communication with 
their child’s clinicians. They completed the questionnaire again two to three weeks later and responded 
to three open-ended questions to assess the benefit:risk ratio of their study participation three months 
after the intervention. Clinicians received the interview data within hours of the parent interview and 
evaluated the usefulness of the information three weeks later. RESULTS: All preestablished intervention 
feasibility criteria were met; 77.3% of families consented; and in 100% of interventions, information 
was successfully provided individually to 3 to 11 clinicians per child before the child died. No harm was 
reported by parents as a result of participating; satisfaction and other benefits were reported. Clinicians 
reported moderate to strong satisfaction with the intervention. CONCLUSION: The communication 
intervention was feasible within hours of decision making, was acceptable and beneficial without harm 
to participating parents, and was acceptable and useful to clinicians in their care of families.

http://www.ncbi.nlm.nih.gov/pubmed/22734685
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Palliative care for children and adolescents  
in Switzerland: a needs analysis across three 
diagnostic groups
Inglin, S., et al.
Eur J Pediatr 2011; 170 (8): 1031-1038
The objective of this qualitative study was to explore the perceptions and needs of families who care for 
a child with a life-limiting disease. Considering the heterogeneity of life-limiting diseases in childhood, 
three diagnostic groups were defined: (a) cancer, (b) neurological disorders, and (c) non-cancer/non-
neurological conditions. Fifteen parents whose child had been treated in one of four children’s hospitals 
and received palliative care or had died within the previous 2 years were interviewed. The main 
interview topics were: communication with professionals, need for support in care (at home or hospital), 
and bereavement support. Irrespective of the center of care, parents of children with diagnoses other 
than cancer reported a lack of support concerning practical issues of care and psychosocial aspects. 
Parents of children with cancer expressed difficulties related to coordination of care especially when 
care was provided at home. Bereaved parents emphasized their wish for bereavement support. Our 
findings demonstrate shortcomings in pediatric palliative care in Switzerland and outline basic needs of 
affected families including psychosocial support, coordination of care and bereavement support. Based 
on these findings we formulate some suggestions on how to initiate pediatric palliative care in a most 
efficient way and tailored to the needs of families in Switzerland.

http://www.ncbi.nlm.nih.gov/pubmed/21274564

Palliative care consultation in pediatric oncology
Johnston, D. L. and C. Vadeboncoeur
Support Care Cancer 2012; 20 (4): 799-803
PURPOSE: Pediatric oncology patients benefit from the involvement of palliative care. This study 
examined the timing of palliative care consultation. METHODS: A retrospective chart review was 
performed on all children from the Children’s Hospital of Eastern Ontario with a diagnosis of 
malignancy. RESULTS: Since 2006, 50 children with cancer were referred to palliative care. The mean 
time of referral after diagnosis was 461 days, with 8(16%) referred within 30 days of diagnosis, 13(26%) 
before a relapse occurred, 20(40%) after the first relapse, and 9(18%) after >/=2 relapses. Of the 40 
patients referred to palliative care who died, 28% died at home, 30% in hospital, and 43% in hospice. 
Of the 49 oncology patients who died during the study period, 88% received a palliative care consult 
prior to death. CONCLUSIONS: The majority of children in this study who died from cancer were 
referred to palliative care. Oncologists should strive to refer patients early in their disease.

http://www.ncbi.nlm.nih.gov/pubmed/21479523
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The need for increased access to pediatric hospice  
and palliative care
Jones, B. W.
Dimens Crit Care Nurs 2011; 30 (5): 231-235
Pediatric hospice and palliative care continue to be an underutilized model of care. There is much 
confusion over the differences between hospice and palliative care. Nurses and physicians continue 
to need specialized training regarding end-of-life care and the pediatric population. Children and their 
families may needlessly be suffering during the dying process. Many barriers exist that prevent its use 
among medical professionals. This article discusses some of these barriers and strategies to reduce 
them. Recent changes in health care law will allow both curative and hospice care to be provided at the 
same time.

http://www.ncbi.nlm.nih.gov/pubmed/21841410

The use of palliative chemotherapy in pediatric 
oncology patients: a national survey of  
pediatric oncologists
Kang, T. I., et al.
Pediatr Blood Cancer 2013; 60 (1): 88-94
BACKGROUND: Many children continue receiving chemotherapy after there is no realistic hope for 
cure. One factor that influences parental decisions to pursue medical therapies is physician preference. 
To date, no studies have described pediatric oncologists’ perspectives and practices regarding 
palliative chemotherapy (PC). PROCEDURE: We surveyed via email pediatric oncologists practicing 
in the U.S who are members of the Children’s Oncology Group to achieve the following objectives: (1) 
Describe pediatric oncologists treatment considerations regarding the use of PC. (2) Assess treatment 
considerations that influenced pediatric oncologists’ therapy recommendations for their most recent 
patient receiving PC. There were 422 participants (40.8%) who completed the survey. RESULTS: The 
most important factors considered by pediatric oncologists when prescribing PC were the toxicity of the 
chemotherapy (4.90 mean SD = 0.36 utilizing 5 point scale with 1 = not important to 5 = very important), 
the preferences of the family (4.57; SD = 0.60), and the potential to decrease symptoms arising from 
tumor burden (4.42; SD = 0.65). These treatment considerations were not as important when PC was 
prescribed for their most recent patient. Similarly, the chief aims in prescribing PC were not achieved 
for recent patients receiving PC. For their most recent patient who received PC, 40.8% believe this 
treatment was primarily for parental wishes. CONCLUSION: According to 80.2% of pediatric oncologists 
completing the survey, some patients receive chemotherapy beyond medical benefit and 40.8% of these 
oncologists have prescribed PC for the purpose of parental wishes to a recent patient. The chief aims in 
prescribing palliative chemotherapy were not achieved for recent patients.

http://www.ncbi.nlm.nih.gov/pubmed/23024072
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How nurses assist parents regarding life support 
decisions for extremely premature infants
Kavanaugh, K., et al.
J Obstet Gynecol Neonatal Nurs 2010; 39 (2): 147-158
OBJECTIVE: To describe nurse behaviors that assisted parents to make life-support decisions for 
an extremely premature infant before and after the infant’s birth. DESIGN: Qualitative, longitudinal, 
collective case study where interviews were done pre- and postnatally and medical chart data were 
collected. SETTING: Interviews were conducted face-to-face in a private room in the hospital, in 
the mother’s home, or over the telephone. PARTICIPANTS: A sample of 40 cases (40 mothers, 14 
fathers, 42 physicians, 17 obstetric nurses, 6 neonatal nurses, and 6 neonatal nurse practitioners) was 
recruited from three hospitals that provided high-risk perinatal care. Parents were at least 18 years 
of age, English speaking, and had participated in a prenatal discussion with a physician regarding 
treatment decisions for their infant due to threatened preterm delivery. Physicians and nurses were 
those identified by parents who had spoken to them about life-support treatment decisions for the 
infant. METHODS: Using a semistructured interview guide, a total of 203 interviews were conducted 
(137 prenatal, 51 postnatal, and 15 end-of-life). For this analysis, all coded data related to the nurse’s 
role were analyzed and summarized. RESULTS: Parents and nurses described several nurse behaviors: 
providing emotional support, giving information, and meeting the physical care needs of mothers, 
infants, and fathers. Physicians’ description of the nurse behaviors focused on the way nurses provided 
emotional support and gave information. CONCLUSIONS: Nurses play a critical role in assisting 
parents surrounding life-support decisions.

http://www.ncbi.nlm.nih.gov/pubmed/20409115
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Childhood cancer-parenting work for British 
Bangladeshi families during treatment:  
An ethnographic study
Kelly, P. and D. Kelly
Int J Nurs Stud 2012;  
OBJECTIVE: To detail the day to day management experiences of a specific group of parents 
from a minority ethnic group who lack representation in many studies. BACKGROUND: Studies of 
parental experiences during their child’s treatment for cancer have revealed a considerable burden 
of care related to intensive treatment regimens and the uncertainty of prognosis. In the context of 
UK paediatric cancer services there is limited research on how parents manage their daily lives and 
no published studies detailing the experiences of parents from minority ethnic groups. DESIGN, 
SETTING AND PARTICIPANTS: This ethnographic study used participant observation in the home, 
community and clinical settings, to follow eight families of British Bangladeshi children undergoing 
cancer treatment over an extended time period (22 months). Focused interviews with parents (7) were 
conducted. Data were analysed concurrently during fieldwork with themes identified, defined and 
refined, maintaining context whilst comparing within and across data sets. RESULTS: Parental roles 
and responsibilities are reconceptualised in this study as a form of ‘work’ that parents (and children) 
undertook to achieve and manage cancer treatment. Five themes describing parental work were 
identified: Managing Competing Knowledge, Vigilance, Advocacy, Balancing Parental Work and the 
Burdens of Treatment. Analysis revealed that cancer-specific knowledge was more highly valued by 
professionals than child-specific knowledge. A good deal of their ‘work’ related to being vigilant about 
their child’s condition and care and treatment, including acting as advocates. Whilst undertaking 
caring work for their child, parents had to balance this with a range of other responsibilities. The 
range of responsibilities placed on parents throughout treatment were acknowledged only rarely by 
professionals and as a result, parents experienced their input as a burden that lacked recognition and 
increased a vulnerability, already present through minority ethnic status. CONCLUSIONS: The taken 
for granted and often unseen aspects of parenting during childhood cancer treatment constituted a 
considerable workload for this group of parents. The relentless nature of treatment was also a burden, 
since this took place in the context of on-going uncertainty about their child’s recovery. Clinical staff 
should consider the impact of service organisation and treatments on specific groups of parents 
including minority ethnic groups in order to recognise and mitigate against burdensome work.

http://www.ncbi.nlm.nih.gov/pubmed/23218019
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Health care providers’ perspectives about working with 
parents of children with cancer: a qualitative study
Klassen, A., et al.
J Pediatr Oncol Nurs 2012; 29 (2): 92-97
Research to understand the sources of stress and job satisfaction in pediatric oncology staff is limited. 
The aim of the authors’ qualitative study was to describe the key work-related demands and rewards 
in relation to working closely with parents from the perspective of health care providers (HCPs). 
Semistructured interviews were conducted with 13 doctors, 9 nurses, 5 social workers, and 6 child life 
specialists. Line-by-line, focused, and theoretical coding was used to establish categories and themes. 
Constant comparisons were used to examine the relationships within and across codes and categories. 
Interviewing continued until no new themes emerged. HCPs found it rewarding when they established 
close or long-term relationships with parents and to helped families through the entire cancer journey, 
including palliative care. HCPs found it challenging to work with complex families; with parents who are 
demanding, rude, or angry; with parents who have differing views about the treatments and palliative 
care; and with having to relay bad news to parents. Future research could explore the relationship 
between the factors that the authors have identified and burnout syndrome.

http://www.ncbi.nlm.nih.gov/pubmed/22415857

Pediatric nurses’ attitudes toward hospice  
and pediatric palliative care
Knapp, C. A., et al.
Pediatr Nurs 2011; 37 (3): 121-126
Several studies have investigated nurses’ attitudes toward hospice and palliative care for adults, yet 
little information exists about pediatrics. Assessing pediatric nurses’ attitudes is especially important 
in Florida, where a publicly funded pediatric palliative care program operates in eight cities across 
the State. The aims of this study were 1) to assess the attitudes toward hospice and palliative care, 
and 2) to examine the associations between sociodemographic and nursing care factors and nurses’ 
attitudes toward hospice and palliative care. A cross-sectional research design using online and mail-in 
survey data was used to address the study aims. Surveys were conducted with 279 pediatric nurses 
across Florida. Bivariate results showed there were significant differences between the attitudes of 
pediatric nurses employed in a city with a pediatric palliative care program versus those not employed 
in a program site (p = 0.05). Multivariate analyses also showed that being employed in a program site 
increased attitudinal scores toward hospice and pediatric palliative care by 0.6 points. Beyond being 
employed in an area city where a pediatric palliative care program operates, results also suggest that 
having prior training in palliative care could alter nurses’ attitudes, which might subsequently lead to 
increased referrals and improved outcomes for children and families.

http://www.ncbi.nlm.nih.gov/pubmed/21739743
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Pediatric palliative care education for medical 
students: development and evaluation of a  
pilot program
Korzeniewska-Eksterowicz, A., et al.
J Palliat Care 2012; 28 (4): 252-258
In Poland, medical curricula cover palliative care for adults, not for children. This paper evaluates 
feedback of students who participated in a pilot pediatric palliative care education program. METHOD: 
An anonymous questionnaire was designed for the students; they were asked to assess each aspect 
of the program on a scale of 0 to 6 (0 denoted complete dissatisfaction; 6, complete satisfaction). 
RESULTS: 207 students participated in the program, 197 evaluated it, and 160 formed the research 
data group. More than 50 percent gave the program 5 points (mean +/- SD; 4.91 +/- 0.9). A total of 
79 students (44 percent) assessed the material as 51 to 75 percent new, and 56 students (31 percent) 
placed it between 76 and 100 percent. A majority indicated that the material would be most useful to 
them in their future clinical work. Most respondents (78 percent) stated that pediatric palliative care 
should be included in the pediatrics curriculum. The contribution of the program instructors was given a 
high score (on average, 5.26 +/- 0.52). CONCLUSION: The pediatric palliative care education program 
was feasible, and it was well received by the students who undertook it.

http://www.ncbi.nlm.nih.gov/pubmed/23413760
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Skin-to-skin care for dying preterm newborns and 
their parents – a phenomenological study from the 
perspective of NICU nurses
Kymre, I. G. and T. Bondas
Scand J Caring Sci 2012;  
BACKGROUND: Consequences of separation between preterm newborns and their parents have 
been discussed in many aspects, thus skin-to-skin care (SSC) has become common practice in 
Scandinavian Neonatal Intensive Care Units (NICUs) since the 1980s. The International workshop on 
Kangaroo Mother Care (KMC), 2009, recommends implementation of continuous KMC as the gold 
standard pervading all medical and nursing care, based on empirical studies and clinical guidelines and 
they suggest that KMC may be used during terminal care in agreement with parents. Parents have a 
strong desire to be near their child and give support and emotional comfort when the condition of the 
child requires it, and it has been suggested that medical staff expect parents to be with the neonates, 
and therefore, encourages them to hold the neonate while it is dying. The practice of SSC at the end of 
life has been under-researched, however. AIM: The aim of this study, which is part of a larger study on 
neonatal nursing care, was to describe the phenomenon of how nurses enact SSC for dying preterm 
newborns and their parents. DESIGN: A phenomenological reflective life world design. SETTING 
AND PARTICIPANTS: A purposive sample of 18 nurses from three Scandinavian NICUs. FINDINGS: 
The essential meaning of the phenomenon was expressed as strong belief in the urgency of SSC in 
providing mutual proximity and comfort for dying preterm newborns and their parents. The nurses act 
upon this belief and upon an engagement in securing the best possible present and future experiences 
of being close, in which the SSC is understood as a necessary premise in achieving the intended 
optimal conditions. The findings are elaborated in relation to previous caring and nursing research and 
phenomenology. CONCLUSIONS: Skin-to-skin care for dying preterm newborns and their parents is 
the preferred caring practice among Scandinavian NICU nurses who consider it of major importance 
to facilitate proximity and comfort through SSC when the newborn is still alive. The authors suggest 
this practical knowledge from NICU nurses perspective to be acknowledged in discussions concerning 
end-of-life care for preterm newborns and their parents and we recommend more formal establishment 
of this practice. Further research is needed on parents’ experiences of skin-to skin caring in this 
vulnerable end of life situation of ‘being with’ their dying newborn.

http://www.ncbi.nlm.nih.gov/pubmed/23016802

Conflict resolution in end-of-life decisions in the 
neonatal unit
Laing, I. A.
Semin Fetal Neonatal Med 2012;  
End-of-life decisions are always stressful for families and professionals. As the decades pass, ethics 
and the law both change, even in one society, and cannot always provide perfect choices for each 
individual patient. Conflict should rarely arise in the neonatal unit. High-quality communication and 
compassion should allow professionals and families to build a team approach to the care of their 
child, even when the infant is imperilled. Each unit should have structures in place to deal with conflict, 
and every senior professional must be trained in conflict resolution so that the care of the family is 
outstanding.

http://www.ncbi.nlm.nih.gov/pubmed/23084607
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Maintaining compassion in care planning
Larkin, P. J.
Int J Palliat Nurs 2011; 17 (3): 107.

http://www.ncbi.nlm.nih.gov/pubmed/21471904

A systematic review of the associations between 
empathy measures and patient outcomes in  
cancer care
Lelorain, S., et al.
Psychooncology 2012; 21 (12): 1255-1264
OBJECTIVE: Despite a call for empathy in medical settings, little is known about the effects of the 
empathy of health care professionals on patient outcomes. This review investigates the links between 
physicians’ or nurses’ empathy and patient outcomes in oncology. METHOD: With the use of multiple 
databases, a systematic search was performed using a combination of terms and subject headings of 
empathy or perspective taking or clinician-patient communication, oncology or end-of-life setting and 
physicians or nurses. Among the 394 hits returned, 39 studies met the inclusion criteria of a quantitative 
measure of empathy or empathy-related constructs linked to patient outcomes. RESULTS: Empathy 
was mainly evaluated using patient self-reports and verbal interaction coding. Investigated outcomes 
were mainly proximal patient satisfaction and psychological adjustment. Clinicians’ empathy was 
related to higher patient satisfaction and lower distress in retrospective studies and when the measure 
was patient-reported. Coding systems yielded divergent conclusions. Empathy was not related to 
patient empowerment (e.g. medical knowledge, coping). CONCLUSION: Overall, clinicians’ empathy 
has beneficial effects according to patient perceptions. However, in order to disentangle components 
of the benefits of empathy and provide professionals with concrete advice, future research should 
apply different empathy assessment approaches simultaneously, including a perspective-taking task 
on patients’ expectations and needs at precise moments. Indeed, clinicians’ understanding of patients’ 
perspectives is the core component of medical empathy, but it is often assessed only from the patient’s 
point of view. Clinicians’ evaluations of patients’ perspectives should be studied and compared with 
patients’ reports so that problematic gaps between the two perspectives can be addressed.

http://www.ncbi.nlm.nih.gov/pubmed/22238060
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Nurses’ experiences providing bereavement follow-up: 
an exploratory study using feminist poststructuralism
Macconnell, G., et al.
J Clin Nurs 2012;  
Aims and objectives: To describe the experiences of nurses who provided bereavement follow-up with 
families after the death of a child or a pregnancy loss and explore facilitators, barriers and challenges. 
Background: Bereavement follow-up after the death of a child has been identified as an indicator of 
quality end of life care by families and health care professionals. Research suggests communication 
with bereaved families can be challenging and intimidating for nurses, particularly those who have had 
limited experience. In-depth information about the personal, professional and institutional experiences 
of nurses providing this care is lacking. Design: Eight registered nurses with experience in providing 
bereavement follow-up to families were interviewed. Purposive sampling provided information rich 
cases. Methods: Feminist poststructuralism was the guiding theory and methodology used to uncover 
underlying discourses. This methodology uses the concepts of discourse analysis, subjectivity and 
agency to enable a critical understanding of the relationships. Results; The nurses described complex 
interactions between themselves, the families, hospital practices and policy, and social norms around 
the discourses of death and professionalism. The importance of relationship, self-care and closure, 
professional boundaries, invisible nature of the practice and institutional support were prominent 
themes. Insights into the challenges and rewards of providing bereavement follow-up are discussed 
in the context of power relations, and recommendations for change are offered. Conclusions: Nurses 
in the study were strongly committed to providing ongoing care to families who had experienced the 
death of a child or a pregnancy loss. Relationships were important to bereavement follow-up care, 
and the connections with families were often emotional for the nurses. Relevance to clinical practice: 
Nurses and other health professionals would benefit from increased support and education related 
to bereavement and communication with grieving families. Clarity related to institutional policies to 
support bereavement care is paramount in helping nurses and others in this work.

http://www.ncbi.nlm.nih.gov/pubmed/23039194

Neonatal nurses: what about their grief and loss?
McGrath, J. M.
J Perinat Neonatal Nurs 2011; 25 (1): 8-9.

http://www.ncbi.nlm.nih.gov/pubmed/21311262

Communication skills training in end-of-life care
Morris, J.
Nurs Times 2011; 107 (47): 16-17
Health professionals lack confidence in end-of-life care issues, particularly in communicating with 
dying patients and their families. University Hospitals Coventry and Warwickshire Trust set up a two-
day training course on communication skills in end-of-life care for healthcare assistants. Evaluations 
showed this increased staff confidence.

http://www.ncbi.nlm.nih.gov/pubmed/22220388
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Evidencing cost efficiencies in specialist palliative care
Mula, C. and A. M. Raftery
Int J Palliat Nurs 2011; 17 (12): 523
In this difficult economic climate there is an increasing need in health care not only to measure 
improvements in quality of care but also to evidence cost efficiencies in services. Although specialist 
palliative care (SPC) has historically been viewed as synonymous with provision of quality care for 
patients, this seems unlikely to be viewed in the future as an inherent guarantee of optimum efficiency. 
It looks as though the SPC fraternity is going to have to quantify its value for money.

http://www.ncbi.nlm.nih.gov/pubmed/22240737

The Liverpool Care Pathway provides clarity and 
focus; communication, care, and compassion come 
from you
Murphy, D.
Int J Palliat Nurs 2011; 17 (11): 529.

http://www.ncbi.nlm.nih.gov/pubmed/22240629

Discussing death with pediatric patients: implications 
for nurses
Nielson, D.
J Pediatr Nurs 2012; 27 (5): e59-64
Communicating about end-of-life issues with a pediatric patient and their families can be difficult 
and uncomfortable for many nurses. The purposes of this article are to provide nurses a foundational 
overview of the child’s understanding of death through the lens of awareness, development, and 
experience and to provide effective ways for nurses to implement this knowledge as they approach the 
topic of death with patients and their families.

http://www.ncbi.nlm.nih.gov/pubmed/22198004
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Compassionate extubation in children at hospice  
and home
E, C. S. and C. V. Penrose
Int J Palliat Nurs 2011; 17 (4): 164-169
OBJECTIVES: At Leeds Paediatric Intensive Care Unit (PICU), whenever possible, patients are offered 
the opportunity to have mechanical ventilation withdrawn at a children’s hospice or in the home. The 
aims of this study were to examine the views of the PICU staff regarding this choice, to understand 
their emotional and practical considerations, and to gain insight into the perceived effect on parents. 
DESIGN: An anonymous open-ended questionnaire and a focus group session invited comments 
from the multidisciplinary staff on the palliative care service, the options for the child to die outside 
the PICU, and the practical and emotional effects on themselves and the parents. RESULTS: Several 
major themes were identified: providing an appropriate environment for death in the PICU itself, 
parental choice, practical issues of transferring a dying child, emotional issues, service organization, 
and feedback from families. Overall, the staff thought that parents benefit from the choices offered. 
CONCLUSIONS: The PICU seems to fit neither the ‘consultative model’ nor the ‘integrative model’ of 
previous literature, but rather a ‘facilitative model’ not previously described.

http://www.ncbi.nlm.nih.gov/pubmed/21537317

Palliative care in delivery room for preterm infants  
less than 24 weeks of gestation. Analysis of two 
different behaviors
Pierre, M., et al.
Arch Pediatr 2011; 18 (10): 1044-1054
AIMS OF THE STUDY: To describe the management of extremely preterm newborns at the threshold 
of viability before 24 weeks of gestation in the delivery room when the decision has been made not to 
provide intensive care; to assess the role of palliative care (PC); to report the problems encountered. 
METHOD: A prospective qualitative study was conducted using semi-structured interviews from 
November 2009 to June 2010 in two level III French maternity hospitals (A and B). In each center, 
four midwives, two obstetricians, two pediatricians, two anesthetists, and one chief midwife were 
interviewed. RESULTS: In maternity hospital A, a protocol was in place that proposed PC derived from 
developmental care (noise limitation, drying, warming) provided by parents or staff. The problems 
reported were related to former euthanasia practices rather than new procedures. In maternity hospital 
B, no palliative care protocol had been set up. Euthanasia was practiced and accepted fatalistically 
because the only currently existing alternative (letting the infant die) was considered inhumane. 
Few problems were reported. The reluctance to carry out PC is conceptual and organizational (the 
ratio of births per midwife in maternity hospital B was twice that of maternity hospital A). Lexical 
analysis showed preferential use of the words “fetus” and “expulsion” versus “child” and “delivery” 
in maternity hospital B (p<0.05) when speaking of the delivery of the extremely preterm infant. Our 
explanatory hypothesis is that the concept of “fetus ex utero” legitimates euthanasia by assimilating 
it to feticide. CONCLUSION: At the time of this study, two very different approaches to the death of 
extremely preterm, non-resuscitated newborns in the delivery room coexisted in France. Palliative care 
is obviously possible, after group reflection, if a true motivation to change, a better understanding of 
the law, and a clear identification of the respective status of the fetus and the newborn exist in the 
maternity hospital.

http://www.ncbi.nlm.nih.gov/pubmed/21396801
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Designing a Canadian pediatric palliative care 
residency program
Pilkey, J., et al.
J Palliat Care 2011; 27 (2): 175-180.

http://www.ncbi.nlm.nih.gov/pubmed/21805954

Pediatric palliative care communication: resources for 
the clinical nurse specialist
Pirie, A.
Clin Nurse Spec 2012; 26 (4): 212-215
PURPOSE/OBJECTIVES: The purpose of this article was to highlight the lack of communication skills 
pediatric practitioners have when delivering bad news and introducing pediatric palliative care to a 
family with a child with a life-limiting condition. Fortunately, innovative tools and guidelines have been 
appearing in recent literature, and the clinical nurse specialist has an opportunity to implement these 
communication tools by utilizing her core competencies. BACKGROUND/RATIONALE: Over 10 years 
ago, the American Academy of Pediatrics and the World Health Organization individually prepared 
definitions and mandates concerning the importance of pediatric palliative care. Approximately 450,000 
children are currently living at home with chronic, life-limiting health conditions, many of whom are not 
receiving any palliative care services. DESCRIPTION OF THE PROJECT: Literature about practitioner 
communication practices and resources was reviewed. OUTCOME: Advances are being made in 
pediatric palliative research, guidelines, and clinical tools. INTERPRETATION: New advances are 
not being disseminated to the pediatric healthcare practitioner population, leaving practitioners with 
inadequate education and preparation for implementing pediatric palliative care. IMPLICATIONS: The 
clinical nurse specialist has the ability to cross through the spheres of influence by providing holistic 
care, implementing system changes, and by using a communication framework when working with 
palliative care patients and families.

http://www.ncbi.nlm.nih.gov/pubmed/22678187
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Health care professionals’ grief after the death  
of a child
Plante, J. and C. Cyr
Paediatr Child Health 2011; 16 (4): 213-216
OBJECTIVES: To evaluate the intensity of grief experienced by health care professionals (HPs) after the 
death of a child, to explore factors associated with a memorable death (defined as an unforgettable 
child’s death that has touched them in their career) and to identify the needs of HPs. METHODS: A 
cross-sectional study was performed to assess emotional reactions, coping strategies and perceived 
needs of paediatric HPs in a general hospital. RESULTS: One hundred one HPs (46 nurses, 22 
paediatric physicians, 11 paediatric residents, 13 respiratory therapists and nine ‘others’) completed 
the questionnaire. The level of grief experienced by HPs after a memorable death was intense. 
Respiratory therapists showed the highest mean (+/- SD) intensity of grief after a memorable death 
versus other HPs, as measured by the Texas Revised Inventory of Grief (TRIG) (29+/-15 versus 16+/-
14; P=0.002). Younger HPs (20 to 25 years of age) reported higher early grief intensity than older ones 
(older than 50 years of age) (22+/-16 versus 10+/-8; P=0.01). There was no significant association 
between the TRIG score and an HP being a parent, having received palliative care training or the length 
of his/her relationship with the child and family. Seventy per cent of HPs spoke with their colleagues 
after the death of a child and 48% with family and friends. Many participants (37%) believed that this 
social support helped them the most. CONCLUSION: Grief after a child’s death is intense for HPs. 
This emotional intensity and difference between professions raises issues about the emotional support 
received following the death of a patient.

http://www.ncbi.nlm.nih.gov/pubmed/22468124

The opinion of clinical staff regarding painfulness  
of procedures in pediatric hematology-oncology:  
an Italian survey
Po, C., et al.
Ital J Pediatr 2011; 37 (1): 27
BACKGROUND: Beliefs of caregivers about patient’s pain have been shown to influence assessment 
and treatment of children’s pain, now considered an essential part of cancer treatment. Painful 
procedures in hematology-oncology are frequently referred by children as the most painful experiences 
during illness. Aim of this study was to evaluate professionals’ beliefs about painfulness of invasive 
procedures repeatedly performed in Pediatric Hemato-Oncology Units. METHODS: Physicians, nurses, 
psychologists and directors working in Hemato-Oncology Units of the Italian Association of Pediatric 
Hematology-Oncology (AIEOP) were involved in a wide-nation survey. The survey was based on an 
anonymous questionnaire investigating beliefs of operators about painfulness of invasive procedures 
(lumbar puncture, bone marrow aspirate and bone marrow biopsy) and level of pain management. 
RESULTS: Twenty-four directors, 120 physicians, 248 nurses and 22 psychologists responded to the 
questionnaire. The score assigned to the procedural pain on a 0-10 scale was higher than 5 in 77% 
of the operators for lumbar puncture, 97.5% for bone marrow aspiration, and 99.5% for bone marrow 
biopsy. The scores assigned by nurses differed statistically from those of the physicians and directors 
for the pain caused by lumbar puncture and bone marrow aspiration. Measures adopted for procedural 
pain control were generally considered good. CONCLUSIONS: Invasive diagnostic-therapeutic 
procedures performed in Italian Pediatric Hemato-Oncology Units are considered painful by all the 
caregivers involved. Pain management is generally considered good. Aprioristically opinions about pain 
depend on invasiveness of the procedure and on the professional role.

http://www.ncbi.nlm.nih.gov/pubmed/21663631 
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Nurses’ moral experience of administering PRN  
anti-seizure medications in pediatric palliative care
Rashotte, J., et al.
Can J Nurs Res 2011; 43 (3): 58-77
This article explores nurses’ decision-making related to the administration of PRN anti-
seizure medications to children with long-term seizure disorders in palliative care. Hermeneutic 
phenomenological inquiry guided by van Manen’s approach was the method used. Six nurses 
participated in interviews. Data analysis revealed that not on my watch was the overarching theme 
in which nurses engaged in bearing witness, being attentive, creating connectedness, and finding 
the right thing to do. Four themes emerged: being in the know--what to know and ways of knowing; 
marking time--waiting and timekeeping; seeking a sense of personal comfort--developing a sense of 
comfort, experiencing distress, and responding to distress; and making the decision--recognizing a 
seizure, identifying options, weighing the options, and rethinking the decision. This study reveals the 
moral dilemmas and resulting moral distress that may be experienced in making this type of decision 
and advances our thinking about the corresponding tensions and rewards.

http://www.ncbi.nlm.nih.gov/pubmed/21977726

The pediatric patient at the end-of-life. A challenge 
for its identification and treatment. A survey in 
pediatricians and medical residents
Rendon-Macias, M. E., et al.
Rev Invest Clin 2011; 63 (2): 135-147
BACKGROUND: Identification of pediatric patients at the end-of-life is not easy because criteria used 
are based on adults’ criteria. OBJECTIVES: In this survey we explore the children end-of-life definition 
pediatricians have, as well as to determine which interventions they use when caring a patient at 
end-of-life. MATERIAL AND METHODS: Setting: Tertiary referral pediatric hospital. Participants: Staff 
pediatricians (SP) and medical residents (MR). Methods: A self-administrated questionnaire was built 
and validated. It contains five vignettes of pediatric patients: Two with WHO criteria for an end-of-life 
condition (EC) and three without an end-of-life condition (NEC). Participants identified each patient with 
or without an end-of-life condition, and which palliative actions they would perform accordingly Their 
responses were recorded in a 4-option Likert scale. Ordinal regression was used to assess if some of 
the participants’ characteristics were related to the identification of an end-of-life condition. RESULTS: 
Response rate was 84.2% (128/152); of whom 63 were SP and 65 MR. EC cases were well identified 
in 90 and 93%, while NEC in 30 and 40%, respectively Palliative actions were more according in EC 
patients, but around 20% would not provide them. Among NEC patients, there were more disparities 
of palliative actions to be delivered, and it was statistically significantly. Ordinal regression showed 
that some participants’ characteristics are associated to the appropriate identification of end-of-life 
patients; however, these factors were not consistent across the five scenarios. CONCLUSIONS: Among 
pediatricians, criteria of end-of-life conditions are not well established, neither the palliative actions. 
Educational interventions are needed to improve the quality of life of these children.

http://www.ncbi.nlm.nih.gov/pubmed/21717720
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A Steinian approach to an empathic understanding  
of hope among patients and clinicians in the culture  
of palliative care
Richardson, K., et al.
J Adv Nurs 2012; 68 (3): 686-694
AIM: This article presents a discussion of empathy in the context of human person, reason and 
hopes in the clinical setting. BACKGROUND: Empathy was introduced to nursing as part of an 
ethical and philosophical foundation for caring. It helped to solve the tension and meet the demands 
that empathy placed upon nursing practice. DATA SOURCES: This article is based on two studies 
undertaken between 2008 and 2010 to understand the concept of hope and empathy among people 
with terminal cancer and doctors who care for them. Doctoral dissertations and theses of Edith Stein 
(1916-1917), Marianne Sawicki [Body, Text and Science. The Literary of Investigative Practices and 
the Phenomenology of Edith Stein (1997) Kluwer Academic Publisher, Dordrecht], and Sister M. Judith 
Parsons (2005) have been used to examine: ‘the essence of acts of empathy’, ‘the constitution of the 
psycho-physical individual’ and ‘empathy as understanding of intellectual persons’. CINAHL, MEDLINE 
and PROQUEST have provided further supporting data. Discussion: Steinian empathy requires that we 
use affective resonance, cognitive understanding and distance, as we grasp another person’s emotional 
and situational reality while in the caring role as nurses. Implications for current nursing. Steinian 
empathy is about recognizing a lived experience and standing side-by-side with that person. Nurses can 
transmit this knowledge to enable and support courage and wisdom to reduce feelings of helplessness 
when caring for people with terminal illness. CONCLUSION: Not only is empathy a safe and permissible 
emotion, it is the linchpin to a caring patient-nurse relationship and we must embrace this.

http://www.ncbi.nlm.nih.gov/pubmed/21851380

The Royal College of Nursing guidance on responding 
to a request to hasten death
Riches, S.
Int J Palliat Nurs 2011; 17 (12): 578-579
In July 2009, when the Royal College of Nursing (RCN) Council in the UK moved to a neutral position 
on assisted suicide, it also determined that guidance for its members was needed. In October 2011 this 
guidance was finally published (RCN, 2011). Here the context, scope, and content of this publication 
are considered.

http://www.ncbi.nlm.nih.gov/pubmed/22240738
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How to discuss death with children and families?
Seigneur, E.
Bull Cancer 2011; 98 (5): 581-588
Taking care of a child or an adolescent in palliative stage is a testing work for health professionals 
in paediatric onco-hematology. The communication with the child at the end of life and his family is 
delicate but however essential to ensure quality cares while supporting trust. The continuation of a 
genuine relation and a regular information concerning the child’s health help the parents to progressively 
understand the lack of possible cure and the future death of their child. This anticipation also allows 
to possibly discuss about conditions and place of death of the ill child or adolescent. The child or 
adolescent himself at the end of life can also feel the need for speaking about his situation. It is then for 
the adult, parent or health professional, to share with him his questionings and his possible worries in 
order to reduce his loneliness and his fears. To let be guided by the child allows to respect his progression 
and his wish to know more about it or not. Finally a support must also be offered for the siblings.

Learning from paediatric palliative care: lessons  
for adult practice
Spathis, A., et al.
Palliat Med 2012; 26 (6): 777-779.

http://www.ncbi.nlm.nih.gov/pubmed/22918477

Pediatric palliative care: a conceptual analysis  
for pediatric nursing practice
Stayer, D.
J Pediatr Nurs 2012; 27 (4): 350-356
Although there have been significant advances in medical technology, thousands of children continue 
to die annually. Pediatric palliative care is a relatively new field and has not been well defined in 
the literature. Therefore, the purposes of this article were to provide a concept analysis of pediatric 
palliative care that presents pediatric nurses with fundamental information regarding this concept and 
to increase their ability to understand, identify, provide, and subsequently meet and enhance the needs 
of those children with a life-limiting illness and their families. With this enhanced understanding of 
pediatric palliative care, pediatric nurses will continue to improve and provide quality, safe nursing care 
for this vulnerable population of children with life-limiting illnesses.

http://www.ncbi.nlm.nih.gov/pubmed/22703682
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The influence of context on pain practices in the NICU: 
perceptions of health care professionals
Stevens, B., et al.
Qual Health Res 2011; 21 (6): 757-770
In this qualitative descriptive study, we explored health care professionals’ perceptions of the influence 
of context (i.e., organizational culture, structure, resources, capabilities/competencies, and politics) 
on evidence-based pain practices. A total of 16 focus groups with 147 health care professionals 
were conducted in three neonatal intensive care units (NICUs) in central and eastern Canada. Three 
overarching themes emerged from the data, which captured influences on optimal pain practices in the 
NICU, including (a) a culture of collaboration and support for evidence-based practice, (b) threats to 
autonomous decision making, and (c) complexities in care delivery. These results were consistent with 
theoretical conceptualizations of how context influences practice, as well as recent empirical research 
findings. This study supports the importance of context in shaping evidence-based practices by health 
care professionals in the management of pain in the NICU.

http://www.ncbi.nlm.nih.gov/pubmed/21357756

How do we talk to the children? Child life consultation 
to support the children of seriously ill adult inpatients
Sutter, C. and T. Reid
J Palliat Med 2012; 15 (12): 1362-1368
BACKGROUND: Families with young children often struggle to talk about and cope with a parent’s 
life-threatening illness and potential death. Adult interdisciplinary palliative medicine teams often 
feel unprepared to facilitate the open communication with these children that has been shown to 
reduce anxiety, depression, and other behavioral problems. In pediatric settings, child life specialists 
routinely provide this support to hospitalized children as well as their siblings and parents. Although 
these services are the standard of care in pediatrics, no research reports their use in the care of 
children of adults with serious illness. OBJECTIVE: Our aim is to describe a pilot child life consultation 
service for the children of seriously ill adult inpatients. DESIGN: We summarize the support needs 
of these children, their families, and the medical staff caring for them and report our experience with 
developing a child life consultation service to meet these needs. SETTING/SUBJECTS: Our service 
assists seriously ill adult inpatients and their families in a university medical center. RESULTS: Informal 
feedback from families and staff was uniformly positive. During consultations, family and child coping 
mechanisms were assessed and supported. Interventions were chosen to enhance the children’s 
processing and self-expression and to facilitate family communication. CONCLUSION: All hospitals 
should consider providing broad-based in-service training enabling their staff to improve the support 
they offer to the children of seriously ill parents. Medical centers with access to child life services 
should consider developing a child life consultation service to further enhance this support. More 
research is needed to evaluate both the short- and long-term clinical impact of these interventions.

http://www.ncbi.nlm.nih.gov/pubmed/22978620
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NICU perspectives on palliative care
Thibeau, S. and L. Naquin
J Contin Educ Nurs 2012; 43 (8): 342-343
Few health care professionals have received palliative care training to comfort dying infants and their 
families. One institution’s development of a palliative care program in the neonatal intensive care unit 
setting is discussed in this column.

http://www.ncbi.nlm.nih.gov/pubmed/22849627

Chemotherapy versus supportive care alone in 
pediatric palliative care for cancer: comparing the 
preferences of parents and health care professionals
Tomlinson, D., et al.
CMAJ 2011; 183 (17): E1252-1258
BACKGROUND: The choice between palliative chemotherapy (defined as the use of cytotoxic 
medications delivered intravenously for the purpose of our study) and supportive care alone is one 
of the most difficult decisions in pediatric oncology, yet little is known about the preferences of 
parents and health care professionals. We compared the strength of these preferences by considering 
children’s quality of life and survival time as key attributes. In addition, we identified factors associated 
with the reported preferences. METHODS: We included parents of children whose cancer had no 
reasonable chance of being cured and health care professionals in pediatric oncology as participants 
in our study. We administered separate interviews to parents and to health care professionals. 
Visual analogue scales were shown to respondents to illustrate the anticipated level of the child’s 
quality of life, the expected duration of survival and the probability of cure (shown only to health care 
professionals). Respondents were then asked which treatment option they would favour given these 
baseline attributes. In addition, respondents reported what factors might affect such a decision and 
ranked all factors identified in order of importance. The primary measure was the desirability score for 
supportive care alone relative to palliative chemotherapy, as obtained using the threshold technique. 
RESULTS: A total of 77 parents and 128 health care professionals participated in our study. Important 
factors influencing the decision between therapeutic options were child quality-of-life and survival time 
among both parents and health care professionals. Hope was particularly important to parents. Parents 
significantly favoured chemotherapy (42/77, 54.5%) compared with health care professionals (20/128, 
15.6%; p < 0.0001). The opinions of the physician and child significantly influenced the parents’ desire 
for supportive care; for health care professionals, the opinions of parents and children were significant 
factors influencing this decision. INTERPRETATION: Compared with health care professionals, parents 
more strongly favour aggressive treatment in the palliative phase and rank hope as a more important 
factor for making decisions about treatment. Understanding the differences between parents and 
health care professionals in the relative desirability of supportive care alone may aid in communication 
and improve end-of-life care for children with cancer.

http://www.ncbi.nlm.nih.gov/pubmed/22007121
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Establishing communication within the field of 
pediatric oncology: a palliative care approach
Vern-Gross, T.
Curr Probl Cancer 2011; 35 (6): 337-350.

http://www.ncbi.nlm.nih.gov/pubmed/22136707

Accessing vulnerable research populations: an 
experience with gatekeepers of ethical approval
Walker, S. and S. Read
Int J Palliat Nurs 2011; 17 (1): 14-18
Accessing vulnerable populations for research purposes can be difficult, as participants must be 
sheltered from research that might be insensitive, intrusive, and potentially distressing. People diagnosed 
with a life-limiting condition may be vulnerable, and involving such people in research samples may 
be fraught with difficulties. Nevertheless, it is important that these vulnerable populations participate 
in health and social-care research so that their requirements and opinions can be learnt. This paper 
describes an experience of proceeding through an ethical approval process for a proposed qualitative 
research study into the preferred place of death of a group of potentially vulnerable hospice patients. 
Research of this nature had never been undertaken at the hospice before, and the researchers expected 
to encounter a degree and variety of gatekeeping when seeking access to this sensitive population.

http://www.ncbi.nlm.nih.gov/pubmed/21278669

Challenges in the management of pediatric central 
venous access devices in the community
Wallace, E., et al.
Pediatr Hematol Oncol 2012; 29 (5): 446-449
Central venous access devices (CVADs) play an essential role in the care of critically ill children. 
Significant challenges exist for teams in managing CVADs particularly in a community setting. The 
authors aimed to assess the experience of general practitioners (GPs) caring for children with CVADs. 
From 200 CVADs inserted in a pediatric hospital in 2009, 50 patients were randomly selected and 
44 GPs were forwarded a questionnaire. Twenty (46%) GPs responded. The main reasons (n = 22) 
for using CVADs were medication administration (n = 11), nutrition (n = 6), and blood sampling (n 
= 5). Thirteen (65%) GPs had no education in CVAD management and 14 (70%) were unaware of 
existing guidelines. Those identified by GPs as having primary responsibility for care of CVADs in the 
community included hospital/pediatric teams (n = 9), parents (n = 3), GPs (n = 2), public health nurses 
(n = 1), and palliative care (“home care”) teams (n = 1). The main challenges (n = 15) identified by GPs 
were lack of education (n = 4), line management difficulties (n = 3), infection risk (n = 3), infrequent 
exposure to CVADs (n = 3), and poor communication (n = 1). GPs felt that these challenges could 
be addressed through: education (n = 8), increased manpower and community support (n = 1), and 
improved communication (n = 1). This study highlights the inconsistency and challenges for GPs 
surrounding CVAD use in children. Further education and support is necessary to assist GPs in their 
use particularly when providing end-of-life care for children in the community.

http://www.ncbi.nlm.nih.gov/pubmed/22632142
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Working through grief and loss: oncology nurses’ 
perspectives on professional bereavement
Wenzel, J., et al.
Oncol Nurs Forum 2011; 38 (4): E272-282
PURPOSE/OBJECTIVES: To determine facilitators and barriers to managing patient loss from the 
combined perspectives of oncology nurses and to extract essential components of a supportive 
intervention. RESEARCH APPROACH: Qualitative, descriptive. SETTING: The comprehensive 
National Cancer Institute-designated cancer center of a mid-Atlantic university teaching hospital. 
PARTICIPANTS: 34 nurses from inpatient and outpatient adult and pediatric oncology units. 
METHODOLOGIC APPROACH: Focus groups were held with oncology staff nurses to identify 
challenges regarding work-related bereavement, current support for managing grief and loss, and 
how to support interpersonal functioning and resiliency. MAIN RESEARCH VARIABLES: Work-related 
bereavement, bereavement support, and interventions and management strategies for bereavement 
and loss. FINDINGS: Two primary themes emerged: dimensions of work-related loss and working 
through bereavement. Participants also provided many concrete suggestions for the creation of a 
supportive self-care environment. CONCLUSIONS: Support issues were numerous, multilevel, and 
varied. However, addressing those concerns can improve job satisfaction and decrease compassion 
fatigue. The findings lay the foundation for appropriate interventions to assist nurses in managing 
those situations. INTERPRETATION: Administrators, managers, and individuals interested in furthering 
the multifaceted goals of oncology care, including nurses themselves, are challenged to create and 
maintain mutually supportive environments for providing optimal care to patients and families.

http://www.ncbi.nlm.nih.gov/pubmed/21708522

Nurses’ perceptions of educational gaps in delivering 
end-of-life care
White, K. R. and P. J. Coyne
Oncol Nurs Forum 2011; 38 (6): 711-717
PURPOSE/OBJECTIVES: To assess end-of-life (EOL) care core competencies deemed most important 
with corresponding educational needs from oncology nurses and to describe the characteristics of 
the respondents that are associated with selection of the top-ranked core competencies. DESIGN: 
Descriptive, cross-sectional study. SETTING: Mailed and online surveys. SAMPLE: 714 members of the 
Oncology Nursing Society from Georgia, Virginia, Washington, and Wisconsin. METHODS: Responses 
to a mailed or e-mailed researcher-developed questionnaire during a six-month period were collated and 
analyzed. MAIN RESEARCH VARIABLES: Ranking of EOL care core competencies and perceived gaps 
in EOL continuing education. FINDINGS: Almost all of the respondents indicated that EOL care was a 
part of their practice and that continuing education was important, but more than half of the respondents 
had fewer than two hours of continuing education regarding EOL care in the past two years. Twenty-five 
percent of the respondents do not believe they are adequately prepared to effectively care for a dying 
patient. Symptom management was the top-rated core competency, consistent across age, education 
level, practice role, and practice setting. How to talk to patients and families about dying and what 
comprises palliative care also was selected frequently. CONCLUSIONS: Symptom management is the 
number one core competency, and the quantity and quality of EOL continuing education is inadequate. 
Educational gaps exist in EOL nursing care. IMPLICATIONS FOR NURSING: Assessing what nurses 
believe to be leading EOL core competencies is useful in improving educational curricula along with 
considering characteristics of nurses when planning EOL educational programs.

http://www.ncbi.nlm.nih.gov/pubmed/22037333
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A survey of pediatricians’ and neurosurgeons’ policies 
regarding the use of corticosteroids in children with 
cancer and brain tumors
Yamasaki, F., et al.
No Shinkei Geka 2012; 40 (7): 607-616
OBJECTIVES: In the absence of guidelines on the use of corticosteroids in children with cancer and 
brain tumors, neurosurgeons (neurosurgical oncologists) and pediatricians administer these drugs 
based on their own experience. We surveyed Japanese neurosurgeons and pediatricians with regard 
to their policies for the use of corticosteroids in pediatric patients. METHODS: This survey was 
performed in November, 2010. Questionnaires designed for neurosurgeons and pediatricians were 
mailed to institutions registered with the Japanese Society of Pediatric Hematology (pediatricians) 
and to departments and hospitals providing training under the auspices of the Japan Neurosurgical 
Society (neurosurgeons). RESULTS: The questionnaire focused on identifying the adverse effects of 
corticosteroids delivered for longer than 3 months to pediatric patients. Members of both specialties 
considered it important to avoid the development of infection, gastrointestinal ulcer, moon face/obesity, 
and abnormal glucose tolerance. Pediatricians but not neurosurgeons cited osteoporosis, aseptic 
bone necrosis, hypertension, and glaucoma as adverse effects that concerned them with respect to 
the prolonged administration of corticosteroids. Physicians working in high-volume centers tended 
to differentiate between adverse effects elicited in patients under palliative care and those receiving 
long-term corticosteroid treatment for other reasons; clinicians who encountered fewer patients did 
not. CONCLUSIONS: As their experience of treating children with cancer increased, clinicians began to 
focus on quality-of-life issues raised by the administration of corticosteroids rather than the avoidance 
of adverse effects. This survey may help to develop guidelines regarding the use of corticosteroids in 
pediatric patients, especially those needing palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/22728538

Perinatal and pediatric issues in palliative and  
end-of-life care from the 2011 Summit on the Science  
of Compassion
Youngblut, J. M. and D. Brooten
Nurs Outlook 2012; 60 (6): 343-350
More than 25,000 infants and children die in US hospitals annually; 86% occur in the NICU or 
PICU. Parents see the child’s pain and suffering and, near the point of death, must decide whether 
to resuscitate, limit medical treatment, and/or withdraw life support. Immediately after the death, 
parents must decide whether to see and/or hold the infant/child, donate organs, agree to an autopsy, 
make funeral arrangements, and somehow maintain functioning. Few children and their families 
receive pediatric palliative care services, especially those from minority groups. Barriers to these 
programs include lack of services, difficulty identifying the dying point, discomfort in withholding or 
withdrawing treatments, communication problems, conflicts in care among providers and between 
parents and providers, and differences in cultural beliefs about end-of-life care. The 2011 NIH Summit 
on the Science of Compassion provided recommendations in family involvement, end-of-life care, 
communication, health care delivery, and transdisciplinary participation.

http://www.ncbi.nlm.nih.gov/pubmed/23036690
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The pattern of antimicrobial use for palliative care  
in-patients during the last week of life
Abduh Al-Shaqi, M., et al.
Am J Hosp Palliat Care 2012; 29 (1): 60-63
BACKGROUND: In terminally ill cancer patients approaching the dying phase, liberal use of 
antimicrobials is often viewed by palliative care experts as irrational. No previous reports have reviewed 
current antimicrobial use in palliative care settings in Saudi Arabia. OBJECTIVE: The objective of this 
study was to explore the pattern of antimicrobial use in a tertiary palliative care unit (TPCU) during 
the last week of patients’ life. METHODS: Medical records of all patients who died in the TPCU 
over a 14-month period were reviewed for demographics as well as the frequency and rationale of 
antimicrobial use during the patients’ last week of life. Information on antimicrobial use was obtained 
from a computerized pharmacy database. RESULTS: Of 138 patients who died with advanced cancer 
in the TPCU, 87 (63%) were on one or more antimicrobials during their last week of life. Antibiotics 
were more frequently used as compared to antifungal and antiviral agents, 64 (46.4%); 45 (32.6%); and 
2 (1.5%), respectively. About one third (31.3%) of patients who received antibiotics during their last 
week of life were prescribed more than one antibiotic. Antimicrobials were mostly given systemically 
(79%) rather than topically (21%). The most common rationales for antimicrobial prescribing were oral 
thrush in 36 patients (25.4%), wound care in 29 patients (20.4%), and on empirical basis in 29 patients 
(20.4%). CONCLUSIONS: The current practice of antimicrobial prescribing, especially for patients 
who are eminently dying, may need to be reviewed. Initiation of antimicrobial treatment in this group of 
patients should be based on clear treatment goals and desired outcomes, considering views of patients 
and families.

http://www.ncbi.nlm.nih.gov/pubmed/21676985

Common congenital heart disorders in adults: 
percutaneous therapeutic procedures
Aboulhosn, J., et al.
Curr Probl Cardiol 2011; 36 (7): 263-284
The population of adults with unrepaired, palliated, and repaired congenital heart disease is growing. 
Surgical intervention, once the mainstay of palliative and corrective therapy, has been supplanted in 
many instances by less invasive trans-catheter techniques. Hybrid procedures involving the symbiotic 
use of surgical and trans-catheter techniques are increasingly utilized in patients with complex lesions. 
This article summarizes some of the currently applied trans-catheter interventional techniques for 
pulmonary stenosis, ASD, VSD, and coarctation of the aorta.

The population of adults with unrepaired, palliated, and repaired congenital heart disease is growing. 
Surgical intervention, once the mainstay of palliative and corrective therapy, has been supplanted in 
many instances by less invasive trans-catheter techniques. Hybrid procedures involving the symbiotic 
use of surgical and trans-catheter techniques are increasingly utilized in patients with complex lesions. 
This article summarizes some of the currently applied trans-catheter interventional techniques for 
pulmonary stenosis, ASD, VSD, and coarctation of the aorta.
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Sickle cell Nephropathy in children seen in an African 
Hospital – Case Report
Adedoyin, O. T., et al.
Niger Postgrad Med J 2012; 19 (2): 119-121
AIMS AND OBJECTIVES: To determine and report the occurrence of overt renal presentations 
in children with sickle cell disease seen over the last 14 years (1995-2009) at the Emergency 
Paediatric Unit and Paediatric Ward and followed up at the Paediatric Nephrology clinic of University 
of Ilorin Teaching Hospital, Ilorin (UITH). PATIENTS AND METHODS: The five cases with overt 
renal presentations seen during the period were reported and analyzed for age, sex, and renal 
manifestations. RESULTS: The age range of the children was 9-15years with a mean of 11years. Four 
of the five patients were females, with one male. Three of the four females presented with features 
suggestive of nephrotic syndrome (NS) while the other one had gross haematuria which resolved within 
24 hours. The only male had enuresis. The NS in one of the patients progressed to end stage renal 
disease requiring renal replacement therapy. CONCLUSION: Children with sickle cell disease should 
be screened for renal complications especially from the late first decade of life. This will help in the 
early detection of renal disorder that could lead to chronic kidney disease. It is also suspected that 
the severe forms of SCN such as NS may have a predilection for the female gender. A more extensive 
study is needed to test the veracity of this observation.

http://www.ncbi.nlm.nih.gov/pubmed/22728980

Management of AIDS-associated Kaposi’s sarcoma in 
Nigerian children: a case series and review of literature
Ahmed, A., et al.
J Natl Med Assoc 2012; 104 (7-8): 385-389
INTRODUCTION: There is a paucity of published studies on the management and outcome of AIDS-
associated Kaposi’s sarcoma (AAKS) in African children. In this study, we reviewed the management 
and literature of AAKS in Nigerian children. PATIENTS AND METHODS: A prospective review of children 
aged 1 to 14 years and adolescents aged 15 to 18 years who presented with AAKS. Following clinical 
evaluation and resuscitation, patients were treated with highly active antiretroviral therapy (HAART). 
Stable patients were further treated with chemotherapy consisting of vincristine, doxorubicin, and 
bleomycin. Patients were monitored until death or loss to follow-up. RESULTS: There were 9 patients: 
6 children and 3 adolescents. Three children had vertical transmission of HIV infection. Kaposi’s 
sarcoma was the AIDS-defining disease in 5 patients. One patient was on HAART at the time of 
diagnosis. There were multiple skin lesions in all patients, and cervical lymph nodes and oropharynx 
were frequently affected. The CD4 counts at the time of AAKS diagnosis ranged 78 to 601 cells/ uL, 
mean of 317. Five patients had best palliative care. Three had anticancer chemotherapy, of which 2 
were alive 4 years after diagnosis. Three patients died at the initial hospitalization 2 to 6 weeks after 
diagnosis. CONCLUSION: Children and adolescents with AAKS presented with generalized skin lesions 
and lymphadenopathy, which facilitated the diagnosis. The majority of the patients presented with 
advanced disease that was rapidly fatal. However, patients with good immunity may have a prolonged 
control of symptoms if treated with HAART and appropriate anticancer chemotherapy.

http://www.ncbi.nlm.nih.gov/pubmed/23092054
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Infant mortality in a third level paediatric hospital. 
therapeutic effort limitation, clinical-pathological 
agreement and diagnostic accuracy
Alonso Villan, E., et al.
An Pediatr (Barc) 2012; 76 (6): 343-349
OBJECTIVE: To study infant and child mortality in a third level children’s hospital treating highly 
complex patients. PATIENTS AND METHODS: All children dying in the period 2007- 2009 at La Paz 
Children’s Hospital were evaluated. Epidemiological data, autopsy rate, clinical and autopsy diagnoses 
and their correspondence and the number of, patients with precise final diagnoses were analysed. 
Therapeutic effort limitation and palliative care were also evaluated as well as if the final result was 
expected according to the initial disease or clinical condition of the patients. All the variables were 
prospectively defined at the start of the study period. RESULTS: A total of 253 cases (6.08 per 
thousand admissions) were analysed. The two leading causes of death were disorders related to 
prematurity and low birth weight, and haematology oncology malignant diseases. Most patients (87%) 
died in an intensive care unit (neonatal or paediatric). During the study period 134 autopsies (53%) 
were performed, and new clinically significant findings were observed in 12 of these (7.8%) but in only 
one case the treatment could have possibly modified the prognosis (class I discrepancy). Therapeutic 
effort limitation and palliative care were implemented in 41.9%. Death was initially expected in 83.9% 
of cases. An accurate final diagnosis was defined in 92%, and the aetiology of the disease was 
considered to be identified in 86.4% of all deaths. CONCLUSIONS: Hospital mortality analysis is useful 
to evaluate the quality of the paediatric care and to detect adverse results that could be corrected. 
Paediatric autopsy continues to provide clinically significant data for paediatricians and families. 
Therapeutic effort limitation and palliative care is increasingly applied in paediatric end of life care. The 
number of infants and children dying without a final aetiological diagnosis is still considerably high.

http://www.ncbi.nlm.nih.gov/pubmed/22119719

Pediatric oncology situation analysis (Jordan)
Al-Rimawi, H. S.
J Pediatr Hematol Oncol 2012; 34 Suppl 1: S15-18
This article highlights the current situation of pediatric oncology in Jordan by reviewing the available 
population based data from the surveillance. Cancer among children aged less than 15 years make up 
4 to 6% of all registered new cancer cases in all ages each year. The major types of cancer in females 
for the year 2008 are leukemia 32.2%, central nervous system 18.8%, skeletal and soft tissue 8.8%, 
lymphomas 5.5%, and sympathetic 5.5%, whereas in males, they are leukemia 28.1%, central nervous 
system 18.8%, lymphomas 16.2%, skeletal and soft tissue 7% and sympathetic 6.3%. Children with 
cancer receive treatment through pediatric oncology wards in King Hussein Cancer Center (KHCC) and 
Royal Medical Services hospital or through pediatric departments in King Abdullah university Hospital 
and Princes Rahma hospital with full government coverage of the treatment expenses. Currently the 
pediatric palliative care program is limited to KHCC which provides inpatient care, and out-patients 
and drop-in care on a daily basis to provide symptom management, counseling, and other services as 
appropriate. The lack of palliative care in other hospital and pediatric home care coverage stress the 
need to develop special plan of action to initiate these services.

http://www.ncbi.nlm.nih.gov/pubmed/22357144
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Pediatric palliative sedation therapy with propofol: 
recommendations based on experience in children with 
terminal cancer
Anghelescu, D. L., et al.
J Palliat Med 2012; 15 (10): 1082-1090
BACKGROUND: The use of propofol for palliative sedation of children is not well documented. 
OBJECTIVE: Here we describe our experience with the use of propofol palliative sedation therapy 
(PST) to alleviate intractable end-of-life suffering in three pediatric oncology patients, and propose 
an algorithm for the selection of such candidates for PST. PATIENTS AND METHODS: We identified 
inpatients who had received propofol PST within 20 days of death at our institution between 2003 
and 2010. Their medical records were reviewed for indicators of pain, suffering, and sedation from 48 
hours before PST to the time of death. We also tabulated consumption of opioids and other symptom 
management medications, pain scores, and adverse events of propofol, and reviewed clinical notes for 
descriptors of suffering and/or palliation. RESULTS: Three of 192 (1.6%) inpatients (aged 6-15 years) 
received propofol PST at the end of life. Consumption of opioids and other supportive medications 
decreased during PST in two cases. In the third case, pain scores remained high and sedation 
was the only effective comfort measure. Clinical notes suggested improved comfort and rest in all 
patients. Propofol infusions were continued until the time of death. CONCLUSIONS: Our experience 
demonstrates that propofol PST is a useful palliative option for pediatric patients experiencing 
intractable suffering at the end of life. We describe an algorithm that can be used to identify such 
children who are candidates for PST.

http://www.ncbi.nlm.nih.gov/pubmed/22731512
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Psychological therapies for sickle cell disease and pain
Anie, K. A. and J. Green
Cochrane Database Syst Rev 2012; 2: CD001916
BACKGROUND: Sickle cell disease comprises a group of genetic blood disorders. It occurs when 
the sickle haemoglobin gene is inherited from both parents. The effects of the condition are: varying 
degrees of anaemia which, if severe, can reduce mobility; a tendency for small blood capillaries to 
become blocked causing pain in muscle and bone commonly known as ‘crises’; damage to major 
organs such as the spleen, liver, kidneys, and lungs; and increased vulnerability to severe infections. 
There are both medical and non-medical complications, and treatment is usually symptomatic 
and palliative in nature. Psychological interventions for individuals with sickle cell disease might 
complement current medical treatment, and studies of their efficacy have yielded encouraging results. 
OBJECTIVES: To examine the evidence that psychological interventions improve the ability of people 
with sickle cell disease to cope with their condition. SEARCH METHODS: We searched the Cochrane 
Cystic Fibrosis and Genetic Disorders Group Haemoglobinopathies Trials Register, which comprises 
references identified from comprehensive electronic database searches and the Internet, handsearches 
of relevant journals and abstract books of conference proceedings.Date of the most recent search of 
the Group’s Haemoglobinopathies Trials Register: 28 July 2011. SELECTION CRITERIA: All randomised 
or quasi-randomised controlled trials comparing psychological interventions with no (psychological) 
intervention in people with sickle cell disease. DATA COLLECTION AND ANALYSIS: Both authors 
independently extracted data and assessed the risk of bias of the included studies. MAIN RESULTS: 
Eleven studies were identified in the searches and six of these were eligible for inclusion in the review. 
Four studies, involving 223 participants, provided data for analysis. One study showed that cognitive 
behaviour therapy significantly reduced the affective component of pain, mean difference -3.00 
(95% confidence interval -4.63 to -1.37), but not the sensory component, mean difference 0.00 (95% 
confidence interval -9.39 to 9.39). One study of family psycho-education was not associated with 
a reduction in depression. Another study evaluating cognitive behavioural therapy had inconclusive 
results for the assessment of coping strategies, and showed no difference between groups assessed 
on health service utilisation. AUTHORS’ CONCLUSIONS: Evidence for the efficacy of psychological 
therapies in sickle cell disease is currently limited. This systematic review has clearly identified the 
need for well-designed, adequately-powered, multicentre randomised controlled trials assessing the 
effectiveness of specific interventions in sickle cell disease.

http://www.ncbi.nlm.nih.gov/pubmed/22336781
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The use of Melatonin in children with 
neurodevelopmental disorders and impaired sleep:  
a randomised, double-blind, placebo-controlled, 
parallel study (MENDS)
Appleton, R. E., et al.
Health Technol Assess 2012; 16 (40): i-239
BACKGROUND: Difficulties in initiating and maintaining sleep are common in children with 
neurodevelopmental disorders. Melatonin is unlicensed in children yet widely prescribed for 
sleep problems. OBJECTIVE: To determine whether or not immediate-release melatonin is 
beneficial compared with placebo in improving total duration of night-time sleep in children with 
neurodevelopmental problems. DESIGN: Randomised, double-blind, placebo-controlled, parallel 
study. SETTING: Hospitals throughout England and Wales recruited patients referred by community 
paediatricians and other clinical colleagues. PARTICIPANTS: Children with neurodevelopmental 
problems aged from 3 years to 15 years 8 months who did not fall asleep within 1 hour of lights out 
or who had < 6 hours of continuous sleep. Before randomisation, patients meeting eligibility criteria 
entered a 4- to 6-week behaviour therapy period in which a behaviour therapy advice booklet was 
provided. Sleep was measured using sleep diaries and actigraphy. After this period the sleep diaries 
were reviewed to determine if the sleep problem fulfilled the eligibility criteria. Eligible participants were 
randomised and followed for 12 weeks. INTERVENTIONS: Melatonin or placebo capsules in doses of 
0.5 mg, 2 mg, 6 mg and 12 mg for a period of 12 weeks. The starting dose was 0.5 mg and the dose 
could be escalated through 2 mg and 6 mg to 12 mg during the first 4 weeks, at the end of which 
the child was maintained on that dose. MAIN OUTCOME MEASURES: The primary outcome was 
total night-time sleep time (TST) calculated using sleep diaries at 12 weeks compared with baseline. 
Secondary outcome measures included TST calculated using actigraphy data, sleep-onset latency 
(SOL) (time taken to fall asleep), sleep efficiency, Composite Sleep Disturbance Index score, global 
measure of child’s sleep quality, Aberrant Behaviour Checklist, Family Impact Module of the Pediatric 
Quality of Life Inventory (PedsQL), the Epworth Sleepiness Scale, number and severity of seizures and 
adverse events. Salivary melatonin concentrations and association of genetic variants with abnormal 
melatonin production were also investigated. RESULTS: A total of 275 children were screened to 
enter the trial; 263 (96%) children were registered and completed the 4- to 6-week behaviour therapy 
period and 146 (56%) children were randomised, of whom 110 (75%) contributed data for the primary 
outcome. The difference in TST time between the melatonin and placebo groups adjusted for baseline 
was 22.43 minutes [95% confidence interval (CI) 0.52 to 44.34 minutes; p = 0.04] measured using sleep 
diaries. A reduction in SOL, adjusted for baseline, was seen for melatonin compared with placebo 
when measured by sleep diaries (-37.49 minutes, 95% CI -55.27 to -19.71 minutes; p < 0.0001) and 
actigraphy (-45.34 minutes, 95% CI -68.75 to -21.93 minutes; p = 0.0003). There were no significant 
differences between the two groups in terms of the reporting of adverse events. The results of other 
secondary outcomes favoured melatonin but were not statistically significant. CONCLUSIONS: 
On average, the children treated with melatonin slept 23 minutes longer than those in the placebo 
group; however, the upper limit of the confidence interval was less than 1 hour, the minimum clinically 
worthwhile difference specified at the outset of the trial. Melatonin is effective in reducing SOL in 
children with neurodevelopmental delay by a mean of 45 minutes; a value of 30 minutes was specified 
a priori to be clinically important. Future studies should be conducted over longer periods and directly 
compare different formulations of melatonin with conventional hypnotic and sedative medications. 
It would also be important to study groups of children with specific neurological disorders. TRIAL 
REGISTRATION: Current Controlled Trials ISRCTN05534585. FUNDING: This project was funded by 
the NIHR Health Technology Assessment programme and will be published in full in Health Technology 
Assessment; Vol. 16, No. 40. See the HTA programme website for further project information.

http://www.ncbi.nlm.nih.gov/pubmed/23098680
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Puberty is associated with increased deterioration  
of renal function in patients with CKD: data from  
the ItalKid Project
Ardissino, G., et al.
Arch Dis Child 2012; 97 (10): 885-888
OBJECTIVE: To analyse the timing of end stage renal disease in children with chronic kidney disease 
(CKD). DESIGN: A population-based cohort study. SETTING: A nationwide registry (ItalKid Project) 
collecting information on all patients with CKD aged <20 years. PATIENTS: 935 children with CKD 
secondary to renal hypodysplasia with or without urologic malformation. In a subgroup of patients 
(n=40) detailed pubertal staging was analysed in relation to CKD progression. MAIN OUTCOME 
MEASURES: Kidney survival (KS) was estimated using renal replacement therapy (RRT) as the end-
point. Puberty was staged by identifying the pubertal growth spurt. RESULTS: A non-linear decline 
in the probability of KS was observed, with a steep decrease during puberty: the probability of RRT 
was estimated to be 9.4% and 51.8% during the first and second decades of life, respectively. A 
break-point in the KS curve was identified at 11.6 and 10.9 years of age in male and female patients, 
respectively. CONCLUSIONS: The present analysis suggests that puberty is associated with increased 
deterioration of renal function in CKD. The mechanism(s) underlying this unique and specific (to 
children) pattern of progression have not yet been identified, but it may be that sex hormones play a 
role in this puberty-related progression of CKD.

http://www.ncbi.nlm.nih.gov/pubmed/22833407

The results of treatment of children with metastatic 
Wilms tumours (WT) in an African setting: do liver 
metastases have a negative impact on survival?
Aronson, D. C., et al.
Pediatr Blood Cancer 2012; 59 (2): 391-394
BACKGROUND: From Africa, where socio-economic circumstances differ from the developed world, 
there are no data regarding the influence of liver metastases on survival of children with Wilms tumour. 
PROCEDURE: One hundred fifty new patients with WT were seen between 2002 and 2010, 45 (30%) 
had metastases at diagnosis. Seven patients had bilateral disease with additional visceral metastases. 
Nine patients who developed liver metastases during treatment were excluded. The site of metastases 
and the results of pretreatment biopsies were retrieved. Neo-adjuvant chemotherapy was combined 
with nutritional resuscitation, and aggressive supportive care. Post-operative treatment was determined 
by stage and histology. RESULTS: Liver metastases were present in 19 (42%) patients but were the 
sole metastatic site in only 4 (9%). Overall survival at 5 years was 58.5%. Event Free Survival was 54%. 
Thirty-three (73%) had favourable histology, nine unfavourable and undetermined in three. No influence 
of histology on outcome was evident. Three patients had resection of persistent liver metastases. 
The pattern of metastatic disease had no influence on outcome. Despite aggressive supportive care 
two patients (4%) died within a week of presentation. Two patients died of chemotoxicity and two 
of complications following biopsy. Eight patients (17%) were lost to follow-up of whom five were on 
palliative treatment only. CONCLUSIONS: In Africa liver metastases do not appear to worsen the 
prognosis of children with Stage IV WT. Despite the poor socio-economic circumstances survival is 
comparable to other countries.

http://www.ncbi.nlm.nih.gov/pubmed/22315136
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How to manage children and young adults with 
myeloproliferative neoplasms
Barbui, T.
Leukemia 2012; 26 (7): 1452-1457
On the basis of my personal clinical and research experience and validated by the current literature, 
my approach to the management of pediatric (age <18 years) and young patients (age <40 years) with 
classic myeloproliferative neoplasms is presented by focusing on diagnosis, patient communication, 
risk stratification and therapy. The WHO-2008 diagnostic criteria are recommended, even though in 
children suspected with essential thrombocythemia (ET), a specific set of diagnostic features may be 
required. Patient communication includes information on natural history, genetic abnormalities and 
counseling in all women of child-bearing age. The main challenge in children and young adults with 
ET and polycythemia vera (PV) is to avoid recurrence of major thrombosis by selecting those patients 
who ultimately can benefit from cytotoxic and antithrombotic therapy without increasing the incidence 
of drug-induced side effects. In asymptomatic low-risk patients no therapy is prescribed while in high-
risk low-dose aspirin, hydroxyurea and interferon-alpha are my first line drugs. My first decision when 
considering treatment of a young patient with primary myelofibrosis (PMF) or post-PV or post ET-
myelofibrosis, is whether he/she qualifies for bone marrow allotransplantation. In the remaining young 
PMF patients palliative therapy or experimental drugs are considered.

http://www.ncbi.nlm.nih.gov/pubmed/22252311

EEG findings in cooled asphyxiated newborns and 
correlation with site and severity of brain damage
Briatore, E., et al.
Brain Dev 2012;  
Objective: EEG and MRI are useful tools to evaluate the severity of brain damage and to provide 
prognostic indications in asphyxiated neonates. Aim of our study is to analyze the relationship 
between serial neonatal EEGs and severity and sites of brain lesions on MRI in neonates undergoing 
hypothermia, following a hypoxic-ischemic injury. Patients and methods: Forty-eight term newborns 
underwent hypothermia. Serial videoEEG recordings were taken at 6, 24, 48 and 72h and during 2nd 
week of life. Brain MRI was performed at the end of 2nd postnatal week and correlated with EEG. 
Results: EEGs improved during the first days. At the first recording 25 infants showed a severe or very 
low amplitude EEG pattern while at the 2nd week only 7 showed such patterns. As regards MRI, 21 
infants showed a predominant Basal Ganglia and Thalami damage, 4 infants showed a predominant 
focal Thalami lesion and 23 showed normal imaging or just mild White Matter abnormalities. Severity 
of EEG pattern was associated with the odds of having MRI lesions at Basal Ganglia, Thalami, White 
Matter, Internal Capsule, but not at Cortex. Infants who showed only mild EEG abnormalities in the 
first 2days had no Basal Ganglia and Thalami MRI lesion. The persistence of a discontinuous EEG at 
the 2nd week recording is always associated with Basal Ganglia and Thalami damage. Conclusion: 
The severity of EEG background is associated with severity and site of MRI lesion pattern in neonates 
treated with hypothermia because of hypoxic-ischemic encephalopathy.

http://www.ncbi.nlm.nih.gov/pubmed/22871392
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Do children die? A retrospective review of deaths in a 
children’s hospital
Chong, P. H., et al.
Singapore Med J 2012; 53 (3): 192-195
INTRODUCTION: We present a profile of deaths over two years in the medical departments of a 
children’s hospital. The findings would help us better understand the individual dying experience of 
these patients. Service gaps and ways to optimise provision of supportive care were identified in 
the process. METHODS: The inpatient notes of all children who died in the medical wards, including 
intensive care unit, were traced and reviewed by the investigators. Demographic data, diagnoses, 
length of stay and the care received were recorded. RESULTS: A total of 68 children died in the two 
years. They were representative of all deaths nationally in terms of diagnoses. Two-thirds of the 
children died in the intensive care unit after having stayed there for an average of five days. All but one 
patient had invasive ventilation till they died. Eight out of every ten cases were assessed to be actively 
dying while being cared for. Most had ‘Do-Not-Resuscitate’ status in place, but few had been offered 
the option to choose the place of care or death when it became clear that they would not survive. 
CONCLUSION: More efforts could be made to improve the care of dying children and their families. 
The Paediatric Palliative Service could assist in advance care planning at the end of life.

http://www.ncbi.nlm.nih.gov/pubmed/22434294

Palliative hemispherotomy in children with bilateral 
seizure onset
Ciliberto, M. A., et al.
J Neurosurg Pediatr 2012; 9 (4): 381-388
OBJECT: Intractable epilepsy is a significant burden on families and on the cognitive development and 
quality of life (QOL) of patients. Periinsular hemispherotomy (PIH) for medically intractable epilepsy can 
benefit patients who qualify for this procedure. The ideal hemispherotomy candidate has ipsilateral ictal 
and interictal epileptiform activity, unilateral MR imaging abnormalities, contralateral hemiplegia, and 
a normal contralateral hemisphere. However, certain patients present with a mixed picture of bilateral 
electroencephalography (EEG) findings and severe intractable epilepsy, prompting consideration of 
a more aggressive treatment approach. This report introduces the possibility of surgery for patients 
who normally would not meet criteria for this treatment modality. METHODS: In this retrospective 
chart review, the authors report on 7 patients with bilateral seizure onset noted on routine or video-
EEG monitoring. A QOL phone questionnaire, based on the Quality of Life in Childhood Epilepsy tool, 
was administered to a parent. The authors reviewed each patient’s chart for surgical complications, 
changes in examination, QOL, limited neuropsychological outcomes, and seizure outcomes. They 
also investigated each chart for MR imaging and EEG findings as well as the patient’s epilepsy clinic 
notes for seizure semiology and frequency. RESULTS: All patients enjoyed a decrease in seizure 
frequency and a subjective increase in QOL after PIH. Five patients (71%) achieved Engel Class I or II 
seizure control. The mean follow-up was 3.64 years (2-5.3 years). One patient is now off all antiseizure 
medication. No patient had a decrement in Full Scale IQ on postsurgical testing, and 2 (28.5%) 
of 7 individuals had increased adaptive and social functioning. Postsurgical examination changes 
included hemiplegia and homonymous hemianopia. CONCLUSIONS: Hemispherotomy in patients 
with intractable epilepsy is generally reserved for individuals with unilateral epileptiform abnormalities 
or lesions on MR imaging. Seven patients in this study benefited from surgery despite bilateral 
seizure onset with improvement in seizure control and overall QOL. Thus, bilateral ictal onset does 
not necessarily preclude consideration for hemispherotomy in selected patients with severe medically 
refractory epilepsy.

http://www.ncbi.nlm.nih.gov/pubmed/22462702 
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The prevalence of bowel problems reported in a 
palliative care population
Clark, K., et al.
J Pain Symptom Manage 2012; 43 (6): 993-1000
CONTEXT: Constipation and other disturbances of bowel function are distressing problems for 
people with specialist palliative care needs. Recent observations suggest that such problems 
may worsen as people become more unwell, but the changes in intensity over time are not well 
documented. OBJECTIVES: The objectives of this work were to understand the prevalence, intensity, 
and progression of self-reported bowel disturbances across a community palliative care population, 
which included people with cancer and noncancer diagnoses. METHODS: All people referred to a 
community-based palliative care service over a period of 6.3 years had their bowel problem scores 
reported, using a numerical rating score at every clinical encounter until their death, at four discrete 
time points, namely, 90, 60, 30, and seven days before death. This allowed change over three time 
periods to be considered. At the same time, other symptom scores were collected including nausea, 
fatigue, pain, appetite problems, and breathing problems. Patients were categorized according to 
the underlying disease that accounted for their referral to palliative care, namely, cancer diagnoses 
(upper gastrointestinal cancers, lower gastrointestinal cancers, cancers of the associated digestive 
organs, and other cancers) and nonmalignant diagnoses. Group differences over the time periods 
were assessed using analysis of variance. Bivariate analysis was used to explore the relationship 
between bowel disturbances and other symptoms using Spearman’s Rho correlation. RESULTS: 
For 7772 patients, data were collected an average of 22.5 times, generating 174,783 data collection 
points over an average of 98.6 days on the service. At the time of referral to the service, 3248 (42.4%) 
people had disturbed bowel scores, 548 (7.2%) of whom described these as severe. Only 1020 
(13.1%) people never described disturbed bowel function over their time in palliative care. At each 
time point, approximately one-third were experiencing disturbed bowel function, with proportionally 
greater numbers of people experiencing more significant problems as death approached (Chi(2) 
(9)=119.3; P<0.001). Most referrals to the service were because of cancer diagnoses, with no significant 
differences noted between the bowel disturbance scores of those with cancer diagnoses compared 
with those with nonmalignant disease. Associations between bowel problem score and appetite 
problems, nausea, breathing problems, fatigue, and pain were explored. Although weak, there were 
statistically significant associations between all symptoms and bowel problem scores except for 
breathing problems. CONCLUSION: In conclusion, disturbed bowel function consistently remains 
a problem for people under the care of palliative care services, with the proportion of people with 
severe problems increasing as death approaches. This is despite the time and number of interventions 
currently used to palliate these problems.

http://www.ncbi.nlm.nih.gov/pubmed/22651945
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The critically-ill pediatric hemato-oncology patient: 
epidemiology, management, and strategy of transfer 
to the pediatric intensive care unit
Demaret, P., et al.
Ann Intensive Care 2012; 2 (1): 14
Cancer is a leading cause of death in children. In the past decades, there has been a marked increase 
in overall survival of children with cancer. However, children whose treatment includes hematopoietic 
stem cell transplantation still represent a subpopulation with a higher risk of mortality. These 
improvements in mortality are accompanied by an increase in complications, such as respiratory and 
cardiovascular insufficiencies as well as neurological problems that may require an admission to the 
pediatric intensive care unit where most supportive therapies can be provided. It has been shown 
that ventilatory and cardiovascular support along with renal replacement therapy can benefit pediatric 
hemato-oncology patients if promptly established. Even if admissions of these patients are not 
considered futile anymore, they still raise sensitive questions, including ethical issues. To support the 
discussion and potentially facilitate the decision-making process, we propose an algorithm that takes 
into account the reason for admission (surgical versus medical) and the hemato-oncological prognosis. 
The algorithm then leads to different types of admission: full-support admission, “pediatric intensive 
care unit trial” admission, intensive care with adapted level of support, and palliative intensive care. 
Throughout the process, maintaining a dialogue between the treating physicians, the paramedical 
staff, the child, and his parents is of paramount importance to optimize the care of these children with 
complex disease and evolving medical status.

http://www.ncbi.nlm.nih.gov/pubmed/22691690
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Initial experience in the treatment of inherited 
mitochondrial disease with EPI-743
Enns, G. M., et al.
Mol Genet Metab 2012; 105 (1): 91-102
Inherited mitochondrial respiratory chain disorders are progressive, life-threatening conditions for which 
there are limited supportive treatment options and no approved drugs. Because of this unmet medical 
need, as well as the implication of mitochondrial dysfunction as a contributor to more common age-
related and neurodegenerative disorders, mitochondrial diseases represent an important therapeutic 
target. Thirteen children and one adult with genetically-confirmed mitochondrial disease (polymerase 
gamma deficiency, n=4; Leigh syndrome, n=4; MELAS, n=3; mtDNA deletion syndrome, n=2; Friedreich 
ataxia, n=1) at risk for progressing to end-of-life care within 90 days were treated with EPI-743, a 
novel para-benzoquinone therapeutic, in a subject controlled, open-label study. Serial measures 
of safety and efficacy were obtained that included biochemical, neurological, quality-of-life, and 
brain redox assessments using technetium-99m-hexamethylpropyleneamine oxime (HMPAO) single 
photon emission computed tomography (SPECT) radionuclide imaging. Twelve patients treated with 
EPI-743 have survived; one polymerase gamma deficiency patient died after developing pneumonia 
and one patient with Surf-1 deficiency died after completion of the protocol. Of the 12 survivors, 11 
demonstrated clinical improvement, with 3 showing partial relapse, and 10 of the survivors also had an 
improvement in quality-of-life scores at the end of the 13-week emergency treatment protocol. HMPAO 
SPECT scans correlated with clinical response; increased regional and whole brain HMPAO uptake 
was noted in the clinical responders and the one subject who did not respond clinically had decreased 
regional and whole brain HMPAO uptake. EPI-743 has modified disease progression in >90% of 
patients in this open-label study as assessed by clinical, quality-of-life, and non-invasive brain imaging 
parameters. Data obtained herein suggest that EPI-743 may represent a new drug for the treatment 
of inherited mitochondrial respiratory chain disorders. Prospective controlled trials will be undertaken 
to substantiate these initial promising observations. Furthermore, HMPAO SPECT imaging may be a 
valuable tool for the detection of central nervous system redox defects and for monitoring response to 
treatments directed at modulating abnormal redox.

http://www.ncbi.nlm.nih.gov/pubmed/22115768
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Postnatal neuro-development of fetuses with absent 
end-diastolic flow in the umbilical artery and/or fetal 
descending aorta
Ertan, A. K., et al.
Arch Gynecol Obstet 2012; 285 (6): 1547-1552
OBJECTIVE: To determine whether absence of end-diastolic flow in the umbilical artery and/or fetal 
aorta impacts postnatal neuro-development in preterm-born children. METHODS: The study group, 
consisting of 43 fetuses with absent end-diastolic flow in the umbilical artery and/or fetal aorta, was 
compared with a control group, consisting of 30 fetuses, matching for gestational age but with normal 
doppler-flow results. The children’s neuro-developmental status was assessed using the ‘Munich 
functional developmental diagnostics’ (MFDD), between the 2nd and 3rd year of life. RESULTS: 
Gestational age at birth was 33 + 6 weeks in the study group and 34 + 4 weeks in the control group. 
A brain-sparing effect was observed in 37.3% of fetuses in the study group compared with 10.0% in 
the control group (p = 0.014). For all seven MFDD domains, the number of children with deficiencies 
was higher in the study group. For the domains perception, active speech and comprehension this 
effect was statistically significant (p < 0.05). Overall, 30.2% of children in the study group and 16.7% 
of the control group had pathologic test results (p < 0.013). CONCLUSION: Pathological doppler-flow 
in the umbilical artery and/or fetal descending aorta in preterm born children is associated with neuro-
developmental deficiencies. Intensive pediatric care is recommended to mitigate these deficiencies 
during early childhood.

http://www.ncbi.nlm.nih.gov/pubmed/22215198

A cohort study of children and young people with 
progressive neuromuscular disorders: clinical and 
demographic profiles and changing patterns of referral 
for palliative care
Fraser, L. K., et al.
Palliat Med 2012; 26 (7): 924-929
BACKGROUND: Progressive neuromuscular disease in children is life limiting and these children 
and young people would benefit from palliative care services, but data are limited on the number 
and demography of these children. AIM: To describe the clinical and demographic profile of children 
referred to a Children’s hospice in the UK with progressive neuromuscular disease. SETTING/
PARTICIPANTS: All children and young people with progressive neuromuscular disorders referred 
to Martin House Children’s Hospice between 1987 and 2010. DESIGN: Retrospective cohort study. 
RESULTS: 300 children with progressive neuromuscular disease were referred to the hospice. Seventy 
percent (210) of these children had Duchenne Muscular Dystrophy, 22% (67) had Spinal Muscular 
Atrophy (34 with Type I) and 8% had other neuromuscular diseases. Numbers of referrals have not 
significantly increased over the last 15 years, although an increasing number come from a South Asian 
background (from 4% to 32%) and a higher number of children have conditions other than Duchenne 
Muscular Dystrophy. A total of 55.3% (166) of all referrals came from areas of the highest deprivation. 
Survival patterns varied by diagnostic group, but ethnicity and deprivation were not associated with 
survival in these children. CONCLUSIONS: The profile of children with progressive neuromuscular 
conditions who were referred for palliative care has changed over the last 20 years, with a different 
spectrum of underlying diagnoses and a greater number from a South Asian background. The higher 
than expected proportion of children living in areas of high deprivation has been consistent over time.

http://www.ncbi.nlm.nih.gov/pubmed/21908523 
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Rising national prevalence of life-limiting conditions in 
children in England
Fraser, L. K., et al.
Pediatrics 2012; 129 (4): e923-929
BACKGROUND: Life-limiting conditions (LLCs) describe diseases with no reasonable hope of cure that 
will ultimately be fatal. For children with these diseases, palliative care services should be available but 
few data are available to estimate the burden of these conditions. METHODS: Children (0-19 years) with 
LLCs were identified within an English Hospital Episode Statistics dataset (2000/2001-2009/2010) by 
applying a customized coding framework of the International Classification of Diseases, 10th Revision, 
disease codes. Prevalence per 10 000 population (0-19 years) was calculated by age, diagnostic group, 
ethnicity, deprivation, and region for each year. RESULTS: The Hospital Episode Statistics extract 
contained 175 286 individuals with 1 or more LLCs of which congenital anomalies were the most 
common (31%). Prevalence increased over 10 years from 25 to 32 per 10 000 population. Prevalence in 
the South Asian (48 per 10 000); black (42 per 10 000); and Chinese, mixed, and “other” (31 per 10 000) 
populations were statistically significantly higher compared with the white population (27 per 10 000). 
Prevalence shows an inverse J-shaped relationship with 5 categories of deprivation, with the highest 
prevalence in the most deprived areas and the lowest in the second least deprived. CONCLUSIONS: 
In 2010, the prevalence of LLCs in children in England was double the previously reported estimates 
and had increased annually in all areas over the past decade. This clearly identifies an escalating need 
for specialist pediatric palliative care services. When planning services for these increasing needs, the 
excess prevalence in ethnic minority groups, especially in deprived areas, needs to be considered.

http://www.ncbi.nlm.nih.gov/pubmed/22412035

Impact of exclusive enteral nutrition on body 
composition and circulating micronutrients in plasma 
and erythrocytes of children with active Crohn’s disease
Gerasimidis, K., et al.
Inflamm Bowel Dis 2012; 18 (9): 1672-1681
BACKGROUND: Nutritional therapy is the primary treatment for active pediatric Crohn’s disease (CD) 
in the UK/Europe, improving disease activity and anthropometry. This study assessed changes in 
micronutrient status during exclusive enteral nutrition (EEN). METHODS: Seventeen children (male/
female: 8/9; median age: 12.7 years) with active CD were treated exclusively for 6-8 weeks on a 
polymeric feed (Modulen IBD; Nestle, UK). Body impedance was measured at baseline, during EEN, 
and posttreatment on normal diet and converted to z-scores of fat and lean mass. Blood samples for 
nutrient analysis were collected from 13 children at baseline, end of EEN, and posttreatment. RESULTS: 
Lean but not fat mass improved at the end of EEN (initiation vs. end of EEN; fat mass [z-score]: 
-0.5 vs. -0.3; P = 0.141; lean mass [z-score]: -2.1 vs. -0.8; P < 0.0001). At baseline several children 
presented with suboptimal concentrations of carotenoids, trace elements, vitamin C, B6, and folate 
in plasma but not in erythrocytes. EEN improved concentrations for several nutrients, but more than 
90% of patients had depleted concentrations of all carotenoids. The latter improved on normal diet 
but other micronutrients, which improved during EEN, returned toward pretreatment concentrations. 
CONCLUSIONS: Lean but not fat mass improved at the end of EEN. Median concentrations for several 
plasma micronutrients improved on EEN but carotenoids were depleted. These findings may have 
implications for clinical practice and producers of enteral feeds. As plasma concentrations for many 
micronutrients can be affected by the acute phase response, measurements in erythrocytes may be a 
better marker of actual body stores.

http://www.ncbi.nlm.nih.gov/pubmed/22069243 
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Reversal of the British trends in place of death: time 
series analysis 2004-2010
Gomes, B., et al.
Palliat Med 2012; 26 (2): 102-107
BACKGROUND: Increased attention is being paid to the place where people die with a view to 
providing choice and adequately planning care for terminally ill patients. Secular trends towards an 
institutionalised dying have been reported in Britain and other developed world regions. AIM: This study 
aimed to examine British national trends in place of death from 2004 to 2010. DESIGN AND SETTING: 
Descriptive analysis of death registration data from the Office for National Statistics, representing all 
3,525,564 decedents in England and Wales from 2004 to 2010. RESULTS: There was a slow but steady 
increase in the proportion of deaths at home, from 18.3% in 2004 to 20.8% in 2010. Absolute numbers 
of home deaths increased by 9.1%, whilst overall numbers of deaths decreased by 3.8%. The rise in 
home deaths was more pronounced in cancer, happened for both genders and across all age groups, 
except for those younger than 14 years and for those aged 65-84, but only up to 2006. The rise was 
more evident when ageing was accounted for (age-gender standardised proportions of home deaths 
increased from 20.6% to 23.5%). CONCLUSIONS: Following trends in the USA and Canada, dying is 
also shifting to people’s homes in Britain. Home deaths increased for the first time since 1974 amongst 
people aged 85 years and over. There is an urgent need across nations for comparative evidence on 
the outcomes and the costs of dying at home.

http://www.ncbi.nlm.nih.gov/pubmed/22258367

An in-patient model for positive airway pressure 
desensitization: a report of 2 pediatric cases
Harford, K. L., et al.
Respir Care 2012; 57 (5): 802-807
Application of positive airway pressure is frequently indicated in pediatric patients with a diagnosis 
of obstructive sleep apnea. Adherence to equipment use is often less than optimal and can be more 
challenging when working with children with special needs. An in-patient protocol was designed 
utilizing various techniques and strategies from the medical adherence literature and applied to 2 
cases. This protocol utilizes specialists from various disciplines, including respiratory therapists, 
psychologists, physicians, nurses, and child life therapists, as well as parental involvement. This paper 
outlines this protocol using 2 case studies. Both patients successfully used their equipment for greater 
than 4 hours at night by the end of their hospital stay of 4 days and maintained or advanced these 
gains at follow-up. These 2 cases suggest that more research should be conducted to further evaluate 
the effectiveness of similar programs.

http://www.ncbi.nlm.nih.gov/pubmed/22152821
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Chronic hemodialysis in pediatric patients: technical 
and practical aspects of use
Harshman, L. A., et al.
Minerva Pediatr 2012; 64 (2): 159-169
Chronic kidney disease (CKD) is a continuum of progressive reduction in kidney function lasting for 
more than three months, due to either structural and/or functional renal abnormalities that may lead 
to irreversible kidney damage. The term “renal supportive therapy” (RST) generally characterizes 
the spectrum of dialysis therapies available to support existing renal function in patients with CKD 
during progression to end-stage renal disease (ESRD) and/or renal transplantation. Chronic RST 
modalities include conventional hemodialysis, peritoneal dialysis and home hemodialysis therapies. 
The modality chosen to deliver RST in the pediatric patient is often guided by a variety of factors 
including institutional resources, local expertise, patient characteristics, treatment goals, and physician 
preference. Chronic RST in a pediatric population requires the flexible utilization of multiple delivery 
modalities for effective care across infancy into adulthood and is not typically initiated until GFR 
declines to between 15-30 mL/min per 1.73 m2, although thresholds for initiation of RST will vary 
between patients. This review will provide an overview of current approaches to management and 
technical approaches to pediatric patients requiring chronic hemodialysis.

http://www.ncbi.nlm.nih.gov/pubmed/22495190

Vagal nerve stimulation for pharmacoresistant 
epilepsy in children
Hauptman, J. S. and G. W. Mathern
Surg Neurol Int 2012; 3 (Suppl 4): S269-274
Vagus nerve stimulation (VNS) is an adjunctive treatment for adult patients with pharmacoresistant 
epilepsy. Little is known about VNS therapy for children with epilepsy. This article will: (1) Review the 
contemporary medical literature related to VNS therapy in children with epilepsy, (2) describe the 
experience of VNS treatment in 153 children less than 18 years of age, in the University of California, 
Los Angeles (UCLA) Pediatric Epilepsy Surgery Program, from 1998 to 2012, and (3) describe the 
surgical technique used for VNS implantation at UCLA. Review of the literature finds that despite 
different etiologies and epilepsy syndromes in children, VNS appears to show a similar profile of 
efficacy for seizure control compared to adults, and low morbidity and mortality. The UCLA experience 
is similar to that reported in the literature for children. VNS constitutes about 21% of our pediatric 
epilepsy surgery volume. We have implanted VNS in infants as young as six months of age and the 
most common etiology is the Lennox-Gastaut Syndrome. About 5% of the patients are seizure-
free with VNS therapy and there is a low rate of surgically related complications. The UCLA surgical 
approach emphasizes minimal direct manipulation of the vagus nerve and adequate wire loops, 
to prevent a lead fracture. In summary, VNS is a viable palliative treatment for medically refractory 
epilepsy in children, with outcomes and complications equal to adult patients. Being a small child is not 
a contraindication for VNS therapy, if needed for refractory epilepsy.

http://www.ncbi.nlm.nih.gov/pubmed/23230532
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Clinical outcomes, quality of life, and costs associated 
with implantation of vagus nerve stimulation therapy 
in pediatric patients with drug-resistant epilepsy
Helmers, S. L., et al.
Eur J Paediatr Neurol 2012; 16 (5): 449-458
BACKGROUND: VNS (Vagus Nerve Stimulation Therapy) is approved in the USA to treat refractory 
epilepsy as adjunctive to antiepileptic drugs (AEDs) in patients >/=12 years with complex partial 
seizures. AIMS: To evaluate clinical outcomes, quality-adjusted life years (QALY), and costs associated 
with VNS in pediatric patients with drug-resistant epilepsy in a real-world setting. METHODS: A 
retrospective analysis was conducted using Medicaid data (USA). Patients had >/=1 neurologist visits 
with epilepsy diagnosis (ICD-9 345.xx, 780.3x), >/=1 procedure claims for VNS implantation, >/=1 
AEDs, >/=6-months of Pre- and Post-VNS continuous enrollment. Pre-VNS period was 6-months and 
Post-VNS period extended from implantation until device removal, death, Medicaid disenrollment, or 
study end (up to 3 years). Incidence rate ratios (IRR) and costs ($2010) were estimated. QALYs were 
estimated using number of seizure-related events. RESULTS: For patients 1-11 years old (N = 238), 
hospitalizations and emergency room visits were reduced Post-VNS vs. Pre-VNS (adjusted IRR = 0.73 
[95% CI: 0.61-0.88] and 0.74 [95% CI: 0.65-0.83], respectively). Average total healthcare costs were 
lower Post-VNS vs. Pre-VNS ($18,437 vs. $18,839 quarterly [adjusted p = 0.052]). For patients 12-17 
years old (N = 207), hospitalizations and status epilepticus events were reduced Post-VNS vs. Pre-VNS 
(adjusted IRR = 0.43 [95% CI: 0.34-0.54] and 0.25 [95% CI: 0.16-0.39], respectively). Average total 
healthcare costs were lower Post-VNS vs. Pre-VNS period ($14,546 vs. $19,695 quarterly [adjusted 
p = 0.002]). Lifetime QALY gain after VNS was 5.96 (patients 1-11 years) and 4.82 years (patients 12-
17 years). CONCLUSIONS: VNS in pediatric patients is associated with decreased resource use and 
epilepsy-related events, cost savings, and QALY gain.

http://www.ncbi.nlm.nih.gov/pubmed/22261080
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State of the art in paediatric heart transplantation:  
the Berlin experience
Hetzer, R., et al.
Eur J Cardiothorac Surg 2013; 43 (2): 258-267
Enormous progress has been made in paediatric heart transplantation since the first unsuccessful effort 
by Kantrowitz in 1967. Early reports of children undergoing heart transplantation showed alarmingly high 
perioperative mortality rates of 25-60%, with the diagnosis of congenital heart disease (CHD) representing 
a particularly high-risk subset compared with cardiomyopathy. Many of these early failures were related 
to poor patient selection, suboptimal immunosuppression and technical problems. We learned a great 
deal from these earlier difficulties. Presently, with more refined techniques, better-defined patient 
selection criteria, excellent graft rejection monitoring and optimal immunosuppression, the ISHLT 2011 
registry reported a 10-year survival rate of 60% for patients transplanted for end-stage CHD and >70% 
for those transplanted for cardiomyopathy. The technical dilemmas in complex CHD were overcome by 
surgical ingenuity and creativity, innovative solutions and careful surgical planning, adapting the complex 
recipient anatomy to the normal donor anatomy. The miniaturized Berlin Heart pulsatile ventricular assist 
devices in children as a bridge to transplantation have revolutionized treatment and become a significant 
contribution in heart-failure therapy. The intramyocardial electrogram and echocardiographic strain rate 
imaging have been employed as non-invasive techniques of rejection monitoring. Immunosuppressive 
drugs have a major impact on the development and progression of cardiac allograft vasculopathy, 
the main cause of cardiac allograft loss and a leading cause of mortality after the first year post-
transplantation. The questions of whether a transplanted heart in a newborn grows to adult size along 
with the child and whether the dimensional cardiac growth allows adequate function over time have been 
largely answered in our previous investigations. As more transplanted children reach adulthood, concerns 
about their life expectancy when they have reached 10 years of life post-transplant are raised, particularly 
with respect to establishing partnerships and families, their ability to earn a living and the fulfilment of 
personal life perspectives. Some heart-transplanted patients require retransplantation to remain alive. The 
disparity between the demand for and supply of donor hearts makes retransplantation an ethical issue. 
We ‘do not refuse’ any patient who needs retransplantation. Mechanical circulatory support devices for 
long-term use are now largely available to accommodate such cases.

http://www.ncbi.nlm.nih.gov/pubmed/23184909

Treatment adherence in pediatric eosinophilic 
gastrointestinal disorders
Hommel, K. A., et al.
J Pediatr Psychol 2012; 37 (5): 533-542
OBJECTIVE: Examine treatment adherence rates in pediatric eosinophilic gastrointestinal disorders 
(EGID). METHODS: Participants were children aged 2.5-18 years with eosinophilic esophagitis or 
eosinophilic gastroenteritis (EGE) and their caregivers. A multimethod, multi-informant assessment 
including parent report and electronic monitoring was utilized, with a 90% cut point for nonadherence. 
RESULTS: Medication nonadherence prevalence was 30%. Adherence frequency was 91% +/- 14% 
(0-100%) per parent report and 100% +/- 69% (0-194%) per electronic monitors. Tube-feeding 
adherence was 99% +/- 3%. Food allergen exposures were less than 1 per 2 weeks, with 33% 
nonadherence prevalence. Patients with EGE and toddlers with both conditions demonstrated poorer 
medication adherence (p’s < .05). Caregivers reported higher number of missed medication doses than 
food exposures (p < .05). CONCLUSIONS: The prevalence and range of nonadherence demonstrates 
that subsets of these patients are nonadherent. Adherence to treatment in EGID is complex and 
multifaceted, with nonadherence varying across treatments.

http://www.ncbi.nlm.nih.gov/pubmed/22080457 
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British Thoracic Society guideline for respiratory 
management of children with neuromuscular weakness
Hull, J., et al.
Thorax 2012; 67 Suppl 1: i1-40.

http://www.ncbi.nlm.nih.gov/pubmed/22730428

An infant with trisomy 18 and a ventricular septal defect
Janvier, A., et al.
Pediatrics 2011; 127 (4): 754-759
Decisions for critically ill infants with trisomy 18 raise thorny issues about values, futility, the burdens 
of treatment, cost-effectiveness, and justice. We presented the case of an infant with trisomy 18 to 2 
neonatologists with experience in clinical ethics, Annie Janvier and Felix Okah, and to a parent, Barbara 
Farlow. They do not agree about the right thing to do.

http://www.ncbi.nlm.nih.gov/pubmed/21402635

Congenital brain tumors in a series of 56 patients
Jurkiewicz, E., et al.
Childs Nerv Syst 2012; 28 (8): 1193-1201
INTRODUCTION: Central nervous system tumors diagnosed before the end of the first year of life differ 
from those found in older children and in adults. The differences include mode of clinical presentation, 
anatomical distribution, histopathological diagnoses, response to therapy, and outcome. MATERIALS 
AND METHODS: The material consists of 56 children (23 girls and 33 boys), aged at recognition 32 
Hbd-12 months. We reviewed charts and MR exams according to age of the onset of symptoms, 
location of tumors, treatment, histopathology, and outcomes. Data of the outcome were analyzed using 
Kaplan-Meier plots and chi-square test. RESULTS: Eleven cases were recognized before 6 weeks of 
life, 24 before the age of 6 months, and 21 were diagnosed up to the end of 1 year of age. Thirty-eight 
tumors were located in the supratentorial compartment; 18 were infratentorial. Median age of tumors’ 
recognition was 5.2 months; 4.3 months for supratentorial and 7.2 months for infratentorial tumors. 
We found 18 glial cell tumors (high and low grade), 15 embryonal tumors, and 12 choroid plexus 
tumors. CONCLUSIONS: The outcome of congenital CNS tumors depends on the size, location, time 
of diagnosis, histological type of the tumor, and therapeutic option. Neurosurgical procedures are 
necessary in most cases. Despite the notable advances in therapy, the outcome remains poor.

http://www.ncbi.nlm.nih.gov/pubmed/22648076
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Impact of early fundoplication or gastrostomy tube on 
midterm outcomes for patients with single ventricle
Keating, J. J., et al.
J Thorac Cardiovasc Surg 2012; 143 (4): 891-895
OBJECTIVE: Patients with single-ventricle heart disease experience early and late failure during and 
after staged palliation. Little is known about the factors related to continued risk of transplantation and 
mortality after completion of staged palliation. The long-term outcome of patients with single-ventricle 
disease who require a gastric fundoplication early in life has not been assessed. METHODS: A total 
of 155 patients with single-ventricle disease who survived their first-stage palliative procedure were 
enrolled in a research registry. Demographic and anatomic variables were collected, and the families 
were contacted every 6 months for prospective documentation of transplant-free survival. Medical 
records were reviewed for the details of noncardiac surgical procedures. Univariate and multivariate 
regression analyses were performed to determine the impact of early gastric surgery on late transplant-
free survival. RESULTS: There were 93 male patients, median gestational age was 38 weeks, and birth 
weight was 3.2 kg. Sixty-five patients (42%) had hypoplastic left heart syndrome. Twelve patients 
(7.7%) had a genetic syndrome. Thirty-two patients (21%) had a fundoplication or a gastrostomy tube 
at less than 2 years of age. Median follow-up was 4.3 years (range, 79 days to 10 years). Race, gender, 
gestational age, birth weight, and genetic syndrome did not alter midterm transplant-free survival. Need 
for fundoplication or gastrostomy was an independent risk factor for decreased transplant-free survival 
(P = .003; hazard ratio, 4.29), which was unchanged when adjusted for all covariates. CONCLUSIONS: 
The need for early fundoplication or gastrostomy is associated with decreased transplant-free survival 
for patients with palliated single-ventricle heart disease.

http://www.ncbi.nlm.nih.gov/pubmed/22284624

Childhood leukodystrophies: a clinical perspective
Kohlschutter, A. and F. Eichler
Expert Rev Neurother 2011; 11 (10): 1485-1496
Leukodystrophies are white matter disorders that are genetic in nature. In the young, they represent 
an important cause of progressive neurological disability. They are frequently recognized on MRI, but 
their identification remains a challenge. Their diagnosis is important for prognostication, palliative 
and experimental treatment, as well as family screening. The diagnostic strategy rests upon clinical 
clues and MRI patterns, complemented by appropriately selected electrophysiological and laboratory 
testing. Considerable overlap exists between white and gray matter disease, as neuronal degeneration 
will result in myelin loss. An understanding of the pathophysiology and natural disease evolution is 
necessary to understand the risks and benefits of experimental and palliative treatments.

http://www.ncbi.nlm.nih.gov/pubmed/21955203
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Nutritional assessment of children with hematological 
malignancies and their subsequent tolerance to 
chemotherapy
Linga, V. G., et al.
Ochsner J 2012; 12 (3): 197-201
Background: Our research goals were to assess the prevalence of malnutrition in children with cancer, 
observe malnutrition’s effect on tolerance to chemotherapy, and establish malnutrition at onset as one 
of the prognostic factors in children with hematological malignancies.Methods: This prospective study 
examined children ages 1-15 years with a confirmed diagnosis of acute lymphoblastic leukemia (ALL) and 
non-Hodgkin lymphoma. Each child was subjected to a detailed history, anthropometric examination, 
and laboratory investigations. Based on the anthropometric measurements that used weight-for-age Z 
scores, we divided the children into 4 groups: group 1, without malnutrition; group 2, mild malnutrition; 
group 3, moderate malnutrition; and group 4, severe malnutrition. We analyzed data for each group 
regarding the behavior of blood indices, the quantum of hematological support, bone marrow remission 
status on day 28, adherence to protocol schedules, and complications in the first 4 months of intensive 
chemotherapy.Results: Of the 34 patients in the study (mean age, 7.1 years; male:female ratio, 1.6:1), 
79% had deficient calorie intake and 74% had deficient protein intake. Packed cell requirements and 
complications were significantly higher in malnourished children, whereas the requirement for platelet 
transfusions was statistically insignificant. Also, 50%, 40%, 38%, and 44% of children in groups 1, 2, 3, 
and 4, respectively, completed chemotherapy within the specified time period. At the end of the induction 
phase, 92%, 60%, 87%, and 77% of the patients in groups 1, 2, 3, and 4, respectively, achieved bone 
marrow remission. No deaths occurred in group 1; 1 death each occurred in groups 3 and 4, and 2 in 
group 2. When these deaths were extrapolated to the weight/height ratio (acute malnutrition), we found 
that all occurred in children with malnutrition, a statistically significant result.Conclusions: Malnutrition 
is widely prevalent in children with ALL in India and has a significant bearing on the occurrence of life-
threatening complications and short-term outcomes in these children. Malnutrition is also a significant 
factor influencing treatment planning and therapeutic decisions.

http://www.ncbi.nlm.nih.gov/pubmed/23049455

Surgical treatment for epilepsy in 17 children with 
tuberous sclerosis-related West syndrome
Liu, S. Y., et al.
Epilepsy Res 2012; 101 (1-2): 36-45
The efficacy of surgery for the treatment of epilepsy in patients with West syndrome secondary to tuberous 
sclerosis is unclear. The charts of 17 patients with tuberous sclerosis and secondary West syndrome who 
underwent a one-stage surgical resection with a combined palliative operative procedure were reviewed. 
Engel classification was used to classify the patients with regard to seizure status following surgery. After 
surgery, 11 patients were in Engel class I, 4 in class II, and 2 in class III. The EEG after surgery was normal 
in 8 patients, significantly improved in 8, and without significant improvement in 1 patient. Six patients had 
a recurrence of seizures after surgery, which included 3 patients with continuing spasms and 3 patients 
where the spasms had resolved but had developed either partial seizures or generalized tonic-clonic 
seizures. There were significant improvements in the Gesell Developmental Schedules for motor field 
(P=0.003), adaptive field (P=0.003), language field (P=0.033), and personal-social field (P=0.007). Thus, 
a one-stage surgical approach can be used to produce satisfactory outcomes in young children with 
tuberous sclerosis who have secondary West syndrome and seizures that do not respond to conventional 
antiepileptic therapy, even in when there are multiple epileptogenic foci.

http://www.ncbi.nlm.nih.gov/pubmed/22459639 
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Patterns of care at end of life in children with advanced 
heart disease
Morell, E., et al.
Arch Pediatr Adolesc Med 2012; 166 (8): 745-748
OBJECTIVE: To describe patterns of care for pediatric patients with advanced heart disease who 
experience in-hospital death. DESIGN: Retrospective single-institution medical record review. SETTING: 
A tertiary care pediatric hospital. PARTICIPANTS: All patients younger than 21 years who died in the 
inpatient setting between January 1, 2007, and December 31, 2009, with primary cardiac diagnoses or 
who had ever received a cardiology consult (N=468). After excluding patients with significant noncardiac 
primary diagnoses, 111 children formed the analytic sample. MAIN OUTCOME MEASURE: In-hospital 
deaths of children with heart disease during a 3-year period. RESULTS: Median age at death was 4.8 
months (age range, 1 day to 20.5 years), with 84 deaths (75.7%) occurring before age 1 year. Median 
length of terminal hospital stay was 22 days (range, 1-199 days). Diagnoses included 84 patients 
(75.7%) with congenital heart disease, 10 (9.0%) with cardiomyopathy/myocarditis, 9 (8.1%) with 
pulmonary hypertension, and 8 (7.2%) with heart transplants.Sixty-two patients (55.9%) had received 
cardio-pulmonary resuscitation during their last hospital admission. At the end of life, 21 children (18.9%) 
had gastrostomy tubes and 26 (23.4%) had peritoneal drains.Most patients (91.9%) received ventilation, 
with half also receiving mechanical circulatory support. Eighty-three patients (74.8%) experienced 
additional end-organ failure. Classified by mode of death, 76 patients (68.5%) had disease-directed 
support withdrawn, 28 (25.2%) died during resuscitation, and 7 (6.3%) died while receiving comfort care 
after birth. Eighty-three percent of parents were present at the time of death. CONCLUSION: Infants 
and children who die of advanced heart disease frequently succumb in the intensive care setting with 
multisystem organ failure and exposure to highly technical care.

http://www.ncbi.nlm.nih.gov/pubmed/22473887

Nutrition in adult and childhood cancer:  
role of carcinogens and anti-carcinogens
Mosby, T. T., et al.
Anticancer Res 2012; 32 (10): 4171-4192
There is no doubt that diet is one of the main modifiable risk factors for many degenerative diseases, 
including cancer. More than 30% of adult cancers can be prevented or delayed by diet, being 
physically active and having a healthy body weight. Plant-based foods, including fruit, vegetables, and 
whole grains, a favorable omega-6/omega-3 polyunsaturated fatty acids ratio, and fish consumption 
have a protective effect against cancer. On the contrary, a low intake of fruit and vegetables, high 
intake of red and processed meat, high intake of sodium, alcohol consumption, a diet rich in refined 
carbohydrates, and a high intake of total fat may increase risk of cancer. Furthermore, calorie restriction 
and having a body/mass index on the lower end of the normal range can significantly decrease or delay 
the onset of cancers. Most studies were performed on adults and thus the role of diet in childhood 
cancer is less well-understood. In the past, diet was not considered to play any role in its etiology 
in children. However, nowadays there is a growing body of evidence that prolonged and frequent 
breastfeeding, the maternal diet during pregnancy and vitamin intake during pregnancy, may impart 
benefit for reduced cancer risk in children. Usually, decades of healthy dietary habits are needed to see 
significant difference in cancer risk. Therefore, diet choices and diet preparation starting early in life 
deserve more attention. Here we review data focusing on which dietary factors, including food-borne 
carcinogens, affect the onset of cancers in adults and stress out the potential role of diet in childhood 
cancer prevention.

http://www.ncbi.nlm.nih.gov/pubmed/23060538
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Terminal lucidity: a review and a case collection
Nahm, M., et al.
Arch Gerontol Geriatr 2012; 55 (1): 138-142
The unexpected return of mental clarity and memory shortly before death in patients suffering from 
severe psychiatric and neurologic disorders, which we have called “terminal lucidity”, has been 
reported in the medical literature over the past 250 years, but has received little attention. We review 
a range of terminal lucidity cases in order to encourage investigation of the mechanisms involved and 
possible insights into both the neuroscience of memory and cognition at the end of life and treatment 
of terminal illness. These examples include case reports of patients suffering from brain abscesses, 
tumors, strokes, meningitis, dementia or Alzheimer’s disease, schizophrenia, and affective disorders. 
Several of these accounts suggest that during terminal lucidity, memory and cognitive abilities may 
function by neurologic processes different from those of the normal brain. We expect that significant 
contributions to better understanding the processes involved in memory and cognition processing 
might be gained through in-depth studies of terminal lucidity. Studying terminal lucidity might also 
facilitate the development of novel therapies. In addition, increased awareness of unusual end-of-
life experiences could help physicians, caregivers, and bereaved family members be prepared for 
encountering such experiences, and help those individuals cope with them.

http://www.ncbi.nlm.nih.gov/pubmed/21764150

The chromosome 22q11.2 deletion: from the unification 
of biomedical fields to a new kind of genetic condition
Navon, D. and U. Shwed
Soc Sci Med 2012; 75 (9): 1633-1641
How can genetics reshape nosology? This paper examines the way knowledge about a genetic 
mutation – the microdeletion at chromosomal locus 22q11.2 – transformed our understanding of 
several rare clinical syndromes and designated a qualitatively new population of patients. Taking the 
1400 papers about the 22q11.2 deletion and the clinical conditions with which it was associated, 
we generate a network of papers tied by citations for each of the last 35 years. Using a modularity 
algorithm, we identify communities and evaluate their salience for the networks’ overall structure. This 
analysis, supplemented by historical research and fieldwork with relevant experts and the advocates 
of affected children conducted during 2011-12, reveals that the 22q11.2 deletion acted as a ‘boundary 
object’ that unified clinical literatures and led to the emergence of a new kind of medical condition: 
22q11.2 Deletion Syndrome (DS). The case of 22q11.2DS extends our understanding of ‘genomic 
designation’ – the delineation and diagnosis of clinically diffuse conditions according to characteristics 
of the genome – and demonstrates that observations from genetics can reconfigure existing categories 
of biomedical research and lead to the emergence of qualitatively new diagnostic categories.

http://www.ncbi.nlm.nih.gov/pubmed/22871261
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Inpatient hospital care of children with trisomy 13  
and trisomy 18 in the United States
Nelson, K. E., et al.
Pediatrics 2012; 129 (5): 869-876
BACKGROUND AND OBJECTIVE: Trisomy 13 and trisomy 18 are generally considered fatal anomalies, with 
a majority of infants dying in the first year after birth. The inpatient hospital care that these patients receive has 
not been adequately described. This study characterized inpatient hospitalizations of children with trisomy 
13 and trisomy 18 in the United States, including number and types of procedures performed. METHODS: 
Retrospective repeated cross-sectional assessment of hospitalization data from the nationally representative 
US Kids’ Inpatient Database, for the years 1997, 2000, 2003, 2006, and 2009. Included hospitalizations 
were of patients aged 0 to 20 years with a diagnosis of trisomy 13 or trisomy 18. RESULTS: The number of 
hospitalizations for each trisomy type ranged from 846 to 907 per year for trisomy 13 (P = .77 for temporal 
trend) and 1036 to 1616 per year for trisomy 18 (P < .001 for temporal trend). Over one-third (36%) of the 
hospitalizations were of patients older than 1 year of age. Patients underwent a total of 2765 major therapeutic 
procedures, including creation of esophageal sphincter (6% of hospitalizations; mean age 23 months), repair 
of atrial and ventricular septal defects (4%; mean age 9 months), and procedures on tendons (4%; mean age 
8 years). CONCLUSIONS: Children with trisomy 13 and trisomy 18 receive significant inpatient hospital care. 
Despite the conventional understanding of these syndromes as lethal, a substantial number of children are 
living longer than 1 year and undergoing medical and surgical procedures as part of their treatment.

http://www.ncbi.nlm.nih.gov/pubmed/22492767

Autosomal dominant congenital spinal muscular 
atrophy: a true form of spinal muscular atrophy 
caused by early loss of anterior horn cells
Oates, E. C., et al.
Brain 2012; 135 (Pt 6): 1714-1723
Autosomal dominant congenital spinal muscular atrophy is characterized by predominantly lower limb 
weakness and wasting, and congenital or early-onset contractures of the hip, knee and ankle. Mutations in 
TRPV4, encoding a cation channel, have recently been identified in one large dominant congenital spinal 
muscular atrophy kindred, but the genetic basis of dominant congenital spinal muscular atrophy in many 
families remains unknown. It has been hypothesized that differences in the timing and site of anterior horn 
cell loss in the central nervous system account for the variations in clinical phenotype between different 
forms of spinal muscular atrophy, but there has been a lack of neuropathological data to support this concept 
in dominant congenital spinal muscular atrophy. We report clinical, electrophysiology, muscle magnetic 
resonance imaging and histopathology findings in a four generation family with typical dominant congenital 
spinal muscular atrophy features, without mutations in TRPV4, and in whom linkage to other known dominant 
neuropathy and spinal muscular atrophy genes has been excluded. The autopsy findings in the proband, who 
died at 14 months of age from an unrelated illness, provided a rare opportunity to study the neuropathological 
basis of dominant congenital spinal muscular atrophy. There was a reduction in anterior horn cell number in 
the lumbar and, to a lesser degree, the cervical spinal cord, and atrophy of the ventral nerve roots at these 
levels, in the absence of additional peripheral nerve pathology or abnormalities elsewhere along the neuraxis. 
Despite the young age of the child at the time of autopsy, there was no pathological evidence of ongoing loss 
or degeneration of anterior horn cells suggesting that anterior horn cell loss in dominant congenital spinal 
muscular atrophy occurs in early life, and is largely complete by the end of infancy. These findings confirm that 
dominant congenital spinal muscular atrophy is a true form of spinal muscular atrophy caused by a loss of 
anterior horn cells localized to lumbar and cervical regions early in development.

http://www.ncbi.nlm.nih.gov/pubmed/22628388
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Intestinal failure-associated liver disease in 
hospitalised children
Pichler, J., et al.
Arch Dis Child 2012; 97 (3): 211-214
OBJECTIVE AND AIM: Liver disease is a potentially life-threatening complication of intravenous/
parenteral nutrition (PN). Our aim was to determine the incidence, aetiology and outcome of intestinal 
failure-associated liver disease (IFALD) in hospitalised children treated with long-term PN (>27 
days). METHODS: Over 4 years all long-term intestinal failure (IF) patients were reviewed for the 
possible predisposing factors of age, diagnosis, PN lipid, sepsis, length of PN treatment and length 
of hospitalisation. Outcome measures were IFALD incidence, severity and prognosis. RESULTS: 
Of 60/279 (22%) children aged 0-18 years who developed IFALD, 13 (5%) progressed to type 3/
end stage disease. IFALD was associated with younger age (p=0.03), longer treatment (p<0.001), 
longer hospitalisation (p=0.01), surgical diagnosis (p=0.005) and prematurity (p=0.03). IFALD was not 
associated with sepsis. Intestinal surgery was associated with IFALD independently of age (p=0.03). 
Survival was 86%, with three deaths attributed to IFALD (1% of all cases), all of which were surgical. 
CONCLUSION: IFALD incidence was lower than previously reported in paediatric patients, with surgical 
neonates at greatest risk.

http://www.ncbi.nlm.nih.gov/pubmed/22247247

Clarithromycin therapy for patients with cystic 
fibrosis: a randomized controlled trial
Robinson, P., et al.
Pediatr Pulmonol 2012; 47 (6): 551-557
The clinically significant actions of oral azithromycin in modifying progressive cystic fibrosis (CF) 
lung disease have been well documented. In vitro and clinical data suggests that clarithromycin has 
immunomodulatory properties similar to other 14-member macrolides, however two previously reported 
short term, open label trials of clairthromycin in small numbers of patients with CF failed to show 
significant benefits in modifying lung function or inflammation. We performed an international double 
blind, cross-over trial in which 63 subjects with CF were studied while receiving either placeo or 500 mg 
oral clarithromycin twice daily for 5 months, with a 1-month wash-out. The primary efficacy end point 
was the change in lung function (FEV(1) and FVC) during the clarithromycin treatment period compared 
to placebo treatment. Secondary efficacy end points included; quality of life, number of pulmonary 
exacerbations, height and weight, sputum inflammatory mediator content, sputum transportability and 
surface properties, bacterial flora, nasal potential difference, and breath condensate. No significant 
difference in either the primary efficacy end point or any secondary end point was seen during the 
period of clarithromycin treatment compared to those seen during placebo administration. We conclude 
that clarithromycin is not effective in treating CF lung disease.

http://www.ncbi.nlm.nih.gov/pubmed/22266895
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Place of death and hospital care for children who died 
of cancer in England, 1999-2006
Shah, A., et al.
Eur J Cancer 2011; 47 (14): 2175-2181
AIM: To describe patterns of hospital care and to evaluate factors influencing place of death for children 
who died after a diagnosis of cancer in England during 1999-2006. MATERIALS AND METHODS: 
Registrations of children on the National Registry of Childhood Tumours (NRCT) who were diagnosed 
with cancer and died during 1999-2006 in England were linked to the Hospital Episode Statistics (HES) 
and to death certificates. Multivariable logistic modelling was used to assess factors that influence 
dying at home or in hospital. RESULTS: 1864 (96%) of children with cancer registrations were linked 
to HES records. The validation of hospital as a place of death and ethnicity between data sources was 
good, although anomalies within HES data exist. Similar proportions of children are dying at home 
(45%) and in hospital (47%), and the percentage dying in a hospice or care home increased from 2% 
to 10%. Of the children who died in hospital, 74% were admitted as emergencies or as a transfer from 
another hospital. Greater proportions of children were diagnosed with a leukaemia or lymphoma, those 
dying within six months of diagnosis, Asian and Black children, those from a deprived background and 
those not treated in a CCLG centre died in a hospital. CONCLUSIONS: Patterns of hospital care varied 
considerably by type of cancer, death within six months of diagnosis, ethnicity and deprivation. Further 
research is required to elucidate explanations for these patterns and to evaluate methods to increase 
the proportion of children dying at home who wish to do so.

http://www.ncbi.nlm.nih.gov/pubmed/21531128

Sleep disturbances in children with multiple 
disabilities
Tietze, A. L., et al.
Sleep Med Rev 2012; 16 (2): 117-127
INTRODUCTION: Although sleep disturbances in disabled children are of central clinical importance, 
there is little research on that topic. There are no data available on frequency, severity or aetiology of 
sleep disturbances and related symptoms in this specific patient group. OBJECTIVE: To review the 
current state of research and outline future research objectives. METHODS: We searched international 
scientific databases for relevant publications from 1980-2009. From all papers qualifying for further 
analysis we retrieved systematic information on sample characteristics, sleep assessment tools and 
their test quality criteria, and core findings. RESULTS: 61 publications including 4392 patients were 
categorized as “mixed” (reporting on heterogeneous diagnoses), or “specified” papers (specific 
diagnoses) based on international classification of diseases (ICD) 10 classification. To assess sleep 
disturbances, most authors relied on subjective instruments with poor psychometric quality. Mean 
prevalence of sleep disturbances was 67% (76%,”mixed” group; 65%, “specified” group). In children 
suffering severe global cerebral injury, the prevalence of sleep disturbances was even higher (>90%). 
The most frequent symptoms were insomnia and sleep-related respiratory disorders. Some of these 
symptoms were closely associated with specific medical syndromes. CONCLUSION: There is an urgent 
need for sleep disturbance assessment tools evaluated for the patient group of interest. By use of 
validated assessment tools, patient factors, which may be crucial in causing sleep disturbances, may 
be investigated and appropriate treatment strategies may be developed.

http://www.ncbi.nlm.nih.gov/pubmed/21620745
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Radiation oncology quality: aggressiveness of cancer 
care near the end of life
Toole, M., et al.
J Am Coll Radiol 2012; 9 (3): 199-202
PURPOSE: Quality in cancer care is an issue that has come to the forefront over the past decade. 
Although the American Society of Clinical Oncology has developed extensive quality metrics and 
goals, such as limiting chemotherapy being provided within the last 14 days of a patient’s life, there 
are no similar quality metrics, and few data, in the field of radiation oncology. METHODS: In this study, 
morbidity and mortality records from 2008 to 2011 were reviewed for patients at Indiana University 
who received radiation therapy (RT) within 30 days of death; 63 patients met those criteria. RESULTS: 
Analysis showed that 22.2% of patients had Karnofsky Performance Status Scale scores >80, whereas 
66.7% of patients had scores < 60. Just over half of patients (52%) were still on treatment at death, 
and more than half of patients (54%) had completed less than half of their original RT plans. Six 
patients had their final treatments on the days of their deaths, and another 43 patients had their last 
treatments within 10 days of death. Forty-eight percent of patients received RT for less than one-fifth 
of their final month of life and 21% for more than half of their last month alive. CONCLUSIONS: These 
data are valuable in ongoing discussions of RT use at the end of life, especially as related to hospice 
underutilization.

http://www.ncbi.nlm.nih.gov/pubmed/22386167

Beliefs about chelation among thalassemia patients
Trachtenberg, F. L., et al.
Health Qual Life Outcomes 2012; 10: 148
ABSTRACT: BACKGROUND: Understanding patients’ views about medication is crucial to maximize 
adherence. Thalassemia is a congenital blood disorder requiring chronic blood transfusions and 
daily iron chelation therapy. METHODS: The Beliefs in Medicine Questionnaire (BMQ) was used to 
assess beliefs in chelation in thalassemia patients from North America and London in the Thalassemia 
Longitudinal Cohort (TLC) of the Thalassemia Clinical Research Network (TCRN). Chelation adherence 
was based on patient report of doses administered out of those prescribed in the last four weeks. 
RESULTS: Of 371 patients (ages 5-58y, mean 24y), 93% were transfused and 92% receiving 
chelation (26% deferoxamine (DFO; a slow subcutaneous infusion via portable pump), 63% oral, 11% 
combination). Patients expressed high “necessity” for transfusion (96%), DFO chelation (92%) and 
oral chelation (89%), with lower “concern” about treatment (48%, 39%, 19% respectively). Concern 
about oral chelation was significantly lower than that of DFO (p<0.001). Self-reported adherence to 
chelation was not associated with views about necessity or concerns, but negatively correlated with 
perceived sensitivity to DFO (Sensitive Soma scale; r=-0.23, p=0.01) and side effects of oral chelation 
(r=-0.14, p=0.04). High ferritin iron levels, potentially indicating lower adherence, were found in 41% of 
patients reporting low necessity of oral chelation compared to 24% reporting high necessity (p=0.048). 
Concerns about treatment were associated with lower quality of life and more symptoms of anxiety and 
depression. CONCLUSIONS: Despite their requirement for multimodal therapy, thalassemia patients 
have positive views about medicine, more so than in other disease populations. Patients may benefit 
from education about the tolerability of chelation and strategies to effectively cope with side effects, 
both of which might be beneficial in lowering body iron burden. CLINICALTRIALS.GOV IDENTIFIER: 
NCT00661804.

http://www.ncbi.nlm.nih.gov/pubmed/23216870
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Deaths in childhood from cystic fibrosis: 10-year 
analysis from two London specialist centres
Urquhart, D. S., et al.
Arch Dis Child 2013; 98 (2): 123-127
INTRODUCTION: Death in childhood from cystic fibrosis (CF) is now an uncommon event in the 
U.K. We wished to assess the circumstances surrounding deaths (and lung transplantation) in the 
modern era of CF care. METHODS: A retrospective review was carried out pooling data from two large 
paediatric specialist CF units in London for the 10-year period 2000-2009 inclusive. RESULTS: There 
were 11 deaths and eight children who had a lung transplant out of 1022 children cared for in this 
period. Median age of death was 14.2 years and transplant 13.0 years, with a female preponderance 
(82% deaths and 75% transplants). Apart from one child (forced expiratory volume in 1 s (FEV1) 69%), 
lung function indicated severe lung disease (median FEV1 33%, range 12%-69%). Values 5 years 
prior to death were not predictive (median FEV1 62%, range 32%-96%), and those 1 year prior were 
similar to the last recorded levels. Almost all (10/11) died in hospital and 5/11 (45%) were ventilated. 
Respiratory failure was the commonest mode of death (64%). Only four children (36%) were receiving 
palliative care, and in six cases (55%) care was withdrawn. CONCLUSIONS: The number of deaths in 
children with CF was small but often unpredictable, so active management was continued until late in 
the majority, reflected by the fact that almost all were in hospital, and more than half were ventilated. 
If death from respiratory failure is anticipated following a steady decline, palliative care should be 
instituted well in advance, with attention to appropriate end of life care.

http://www.ncbi.nlm.nih.gov/pubmed/23264431

Supportive care for children with cancer
van de Wetering, M. D. and N. Y. Schouten-van Meeteren
Semin Oncol 2011; 38 (3): 374-379
In developed countries the survival rate of children with cancer exceeds 75%. Optimal supportive care 
is necessary to deliver the burdensome treatment protocols. As the intensity of primary treatment has 
escalated, so have the side effects like myelosuppression and infection. Children who receive aggressive 
chemotherapy have an approximately 40% chance of experiencing a febrile episode during neutropenia. 
Patients should be treated with intravenous broad-spectrum antibiotics even if they have been assessed 
as low risk. There is no proof of the usefulness of special measures concerning food products during 
neutropenia. In contrast to adults, most children who receive chemotherapy will have a central venous 
catheter inserted (>/= 80-90%). The two most important complications are infections and thrombosis. The 
Multinational Association of Supportive Care in Cancer (MASCC) guideline in adult oncology is available 
to prevent and treat nausea and vomiting. In highly emetogenic chemotherapy, the combination of a 
serotonin receptor antagonist plus a corticosteroid should be used. Pain in children with cancer is mainly 
therapy- or procedure-related. As in adults, the stepladder of the World Health Organization (WHO) is used 
as a guideline for adequate treatment of pain. It is of utmost importance that children receive optimal pain 
management during the initial procedures. Sedation is performed in many different ways. Palliative care 
starts with information about the incurability of the disease for parents, the patient, and the professionals 
involved. Children in palliative care for progressive cancer should be at home as much as possible, even 
in the terminal phase. The organization of health care and the facilities differ at a national level, so the 
requirements and choices for optimal care vary by country. Palliative care has to be incorporated into 
the structural base in the training of pediatricians and pediatric nurses. The first goal of palliative care 
is to reduce distressing symptoms. During the whole period of palliative care stepwise withdrawal and 
withholding of treatment options are important issues. The multidisciplinary approach should also span 
the broad field of psychosocial issues covering both the child’s and the caregiver’s specific psychosocial 
needs. Continuity of care is also depicted by contacts afterwards during family bereavement.

http://www.ncbi.nlm.nih.gov/pubmed/21600366 
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Childhood neoplasms: analysis of Thai children 2010
Wiangnon, S., et al.
J Med Assoc Thai 2012; 95 Suppl 7: S123-133
BACKGROUND: Between 1990 and 2010, many national and international factors converged to both 
beneficially and antagonistically affect people’s health as well as the Thai healthcare system. Among 
these were: a falling birth rate in Thailand and a gradual decline in poverty-related diseases. Cancer 
becomes the most common cause of death. OBJECTIVE: To analyze Thailand’s childhood neoplasm 
issues for baseline information for changing medical education, services and research. MATERIAL 
AND METHOD: Information on the illnesses of in-patients, out-patients and casualties was based on 
hospital withdrawals nationwide from the three health insurance schemes in the fiscal year 2010. The 
data, which included 96% of the population, were analyzed by age groups and burden of neoplasm 
disease. RESULTS: The children with neoplasms were treated 127,597 times at outpatient departments 
(OPD) and 19,159 times at inpatient departments (IPD) at community hospitals (4.3%), provincial 
hospitals (8.50%), regional or university hospitals (86.1%) and private hospitals (1.1%). Malignant 
neoplasms of lymphoid hematopoietic and related tissues were the most common in both IPD and 
OPD settings, which resulted in the highest cost of treatment. Tumors of the central nervous system 
were associated with the highest cost. The mean length of stay for all patients with neoplasm was 7.85 
days. CONCLUSION: Sufficient budget should be allocated to the more heavily frequented treatment 
center Specific and better care, national treatment protocols for each type of childhood cancer 
(including palliative care) should be developed to improve the treatment outcomes and/or the quality 
of life. Medical schools and health service systems need to be recalibrated to respond proactively to 
these changes being experienced by the healthcare system.

http://www.ncbi.nlm.nih.gov/pubmed/23130444

Treatment of recurrent diffuse intrinsic pontine glioma: 
the MD Anderson Cancer Center experience
Wolff, J. E., et al.
J Neurooncol 2012; 106 (2): 391-397
Recurrent diffuse intrinsic pontine gliomas (DIPG) are traditionally treated with palliative care since 
no effective treatments have been described for these tumors. Recently, clinical studies have been 
emerging, and individualized treatment is attempted more frequently. However, an informative way to 
compare the treatment outcomes has not been established, and historical control data are missing 
for recurrent disease. We conducted a retrospective chart review of patients with recurrent DIPG 
treated between 1998 and 2010. Response progression-free survival and possible influencing factors 
were evaluated. Thirty-one patients were identified who were treated in 61 treatment attempts using 
26 treatment elements in 31 different regimens. The most frequently used drugs were etoposide (14), 
bevacizumab (13), irinotecan (13), nimotuzumab (13), and valproic acid (13). Seven patients had repeat 
radiation therapy to the primary tumor. Response was recorded after 58 treatment attempts and was 
comprised of 0 treatment attempts with complete responses, 7 with partial responses, 20 with stable 
diseases, and 31 with progressive diseases The median progression-free survival after treatment start 
was 0.16 years (2 months) and was found to be correlated to the prior time to progression but not to 
the number of previous treatment attempts. Repeat radiation resulted in the highest response rates 
(4/7), and the longest progression-free survival. These data provide a basis to plan future clinical trials 
for recurrent DIPG. Repeat radiation therapy should be tested in a prospective clinical study.

http://www.ncbi.nlm.nih.gov/pubmed/21858608
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Long-term follow-up of patients with Herlitz-type 
junctional epidermolysis bullosa
Yuen, W. Y., et al.
Br J Dermatol 2012; 167 (2): 374-382
BACKGROUND: Junctional epidermolysis bullosa, type Herlitz (JEB-H) is a rare, autosomal recessive 
disease caused by absence of the epidermal basement membrane adhesion protein laminin-332. It is 
characterized by extensive and devastating blistering of the skin and mucous membranes, leading to 
death in early childhood. OBJECTIVES: To present the results of the long-term follow-up of a cohort of 
patients with JEB-H, and to provide guidelines for prognosis, treatment and care. METHODS: All patients 
with JEB-H included in the Dutch Epidermolysis Bullosa (EB) Registry between 1988 and 2011 were 
followed longitudinally by our EB team. Diagnosis was established using immunofluorescence antigen 
mapping, electron microscopy and DNA analysis. RESULTS: In total, we included 22 patients with 
JEB-H over a 23-year period. Their average age at death was 5.8 months (range 0.5-32.6 months). The 
causes of death were, in order of frequency: failure to thrive, respiratory failure, pneumonia, dehydration, 
anaemia, sepsis and euthanasia. The pattern of initial weight gain was a predictor of lifespan in these 
patients. Invasive treatments to extend life did not promote survival in our patients. CONCLUSIONS: It is 
important to diagnose JEB-H as soon as possible after birth so that the management can be shifted from 
life-saving to comfort care. The palliative end-of-life care can take place in hospital, but is also safe in the 
home setting. Suffering in patients with JEB-H can become so unbearable that in some patients who do 
not respond to adequate analgesic and sedative treatment, newborn euthanasia, performed according to 
the Groningen protocol, is legally permitted in the Netherlands.

http://www.ncbi.nlm.nih.gov/pubmed/22512697
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Outcome of childhood relapsed or refractory 
mature B-cell non-Hodgkin lymphoma and acute 
lymphoblastic leukemia
Anoop, P., et al.
Leuk Lymphoma 2012; 53 (10): 1882-1888
Patients with childhood relapsed and refractory mature B-cell non-Hodgkin lymphoma (B-NHL) and 
acute lymphoblastic leukemia (B-ALL) are rare and have a dismal prognosis. The previous UK national 
analysis of 26 children over a 7-year period prior to 1996 had highlighted the poor outcome, with only 
three survivors. This 10-year multicenter study evaluated recent data, since 2000. Of 33 children, 
nine survived (27.3%), with a median follow-up of 4.3 years. On exclusion of six children treated with 
palliative intent, the survival was one-third (nine of 27; 33.3%). All patients with primary refractory 
disease (n = 7) and all except one with early relapse (n = 11) died. Administration of four doses of 375 
mg/m(2) of rituximab was associated with a longer survival (p = 0.006). Response to reinduction (p < 
0.001) and autologous hematopoietic stem cell transplant (auto-HSCT) (p = 0.003) were significant on 
multivariate analysis. Patients with a time to relapse of at least 6 months are potentially curable and 
must be offered intensive treatment with salvage chemotherapy, rituximab and auto-HSCT.

http://www.ncbi.nlm.nih.gov/pubmed/22448922

Systematic review of health-related quality  
of life models
Bakas, T., et al.
Health Qual Life Outcomes 2012; 10 (1): 134
ABSTRACT: BACKGROUND: A systematic literature review was conducted to (a) identify the most 
frequently used health-related quality of life (HRQOL) models and (b) critique those models. METHODS: 
Online search engines were queried using pre-determined inclusion and exclusion criteria. We reviewed 
titles, abstracts, and then full-text articles for their relevance to this review. Then the most commonly 
used models were identified, reviewed in tables, and critiqued using published criteria. RESULTS: Of 
1,602 titles identified, 100 articles from 21 countries met the inclusion criteria. The most frequently 
used HRQOL models were: Wilson and Cleary (16%), Ferrans and colleagues (4%), or World Health 
Organization (WHO) (5%). Ferrans and colleagues’ model was a revision of Wilson and Cleary’s 
model and appeared to have the greatest potential to guide future HRQOL research and practice. 
CONCLUSIONS: Recommendations are for researchers to use one of the three common HRQOL 
models unless there are compelling and clearly delineated reasons for creating new models. Disease-
specific models can be derived from one of the three commonly used HRQOL models. We recommend 
Ferrans and colleagues’ model because they added individual and environmental characteristics to the 
popular Wilson and Cleary model to better explain HRQOL. Using a common HRQOL model across 
studies will promote a coherent body of evidence that will more quickly advance the science in the area 
of HRQOL.

http://www.ncbi.nlm.nih.gov/pubmed/23158687
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Validation of the Distress Thermometer, Impact 
Thermometer and combinations of these in screening 
for distress
Baken, D. M. and C. Woolley
Psychooncology 2011; 20 (6): 609-614
OBJECTIVE: Screening for distress is important for identifying those who might benefit from support 
and allocating limited resources. A common screening tool is the Distress Thermometer (DT) but other 
thermometers such as the Impact Thermometer (IT) have also been suggested. The objective of this study 
was to investigate the accuracy in identifying distress of these two screening thermometers individually 
and two possible methods of combining the responses. METHODS: A random selection of 400 patients 
from a regional cancer treatment service data base was selected and 50% responded to a mailed 
questionnaire. The accuracy of these screening options individually and of two methods of combining the 
responses was investigated by comparison with responses to the Hospital Anxiety and Depression Scale. 
RESULTS: The results supported the cut off suggested in the literature for the DT. The IT individually was 
found to perform at least as well as the DT individually. However, the combinations of the two generally 
proved to be more accurate than either used alone. CONCLUSIONS: These results suggest that the 
accuracy of the DT in identifying distress can be increased by combining it with the IT. This increase 
in accuracy must be weighed against the possible increase in complexity. However, one method of 
combining the responses from the two thermometers simply involves summing the two scores and this 
should not be enough to deter busy clinicians from screening patients and family members.

http://www.ncbi.nlm.nih.gov/pubmed/21370311

Health-related quality of life changes of children and 
adolescents with chronic disease after participation in 
therapeutic recreation camping program
Bekesi, A., et al.
Health Qual Life Outcomes 2011; 9: 43
BACKGROUND: The principals of therapeutic recreation underpin a camping program for children and 
adolescents living with chronic disease. This study aimed to evaluate the campers’ health-related quality 
of life (HRQoL) before and after the program. METHOD: We used the Hungarian version of Kidscreen-52 
questionnaire to assess HRQoL. The study sample (n = 115) consisted of children and adolescents aged 
10-18 (Mean Age: 13,34; SD: 2,20) collected two months before and two months after camp with the 
following illnesses: oncology patients (n = 32), diabetes (n = 55) and juvenile immune arthritis (JIA) (n = 28). 
Repeated measures of multivariate analysis of variance (MANOVA) evaluated pre and post camp changes. 
We used the Reliable Change Index (RCI) to calculate all the 10 subscales of clinically significant changes. 
RESULTS: The Self-perception subscale showed significant positive change from pre camp to post camp 
with small effect size. Autonomy scores showed time related decline as well as significant time and age 
group interaction: children under 14 years of age showed a significant moderate effect size decrease on the 
Autonomy subscale. 32 children (27.8%) showed clinically significant improvement (RCI > 1.96) at least on 
one subscale. All positive changes were independent of the type of disease, age, gender, and previous camp 
experience. CONCLUSION: The therapeutic recreation camping program had a positive impact on HRQoL 
of children and adolescents living with cancer, diabetes mellitus and JIA. The experience enhanced their self-
perception in all age groups and reduced the autonomy of children under 14 years of age. This study is an 
innovative use of the KIDSCREEN-52 questionnaire to measure the outcome effectiveness of a psychosocial 
rehabilitation program and to assess and compare HRQoL of children living with different chronic diseases.

http://www.ncbi.nlm.nih.gov/pubmed/21672254 
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Participation and quality of life in children with 
Duchenne muscular dystrophy using the International 
Classification of Functioning, Disability, and Health
Bendixen, R. M., et al.
Health Qual Life Outcomes 2012; 10: 43
BACKGROUND: Duchenne muscular dystrophy (DMD) is characterized by muscle damage and 
progressive loss of muscle function in male children. DMD is one of the most devastating genetically 
linked neuromuscular diseases for which there is currently no cure. Most clinical studies for DMD utilize 
a standard protocol for measurement exploring pathophysiology, muscle strength and timed tasks. 
However, we propose that examining broader components of health as emphasized by the International 
Classification of Functioning, Disability and Health-Children and Youth Version (ICF-CY) may be of 
great value to children and their families, and important outcomes for future clinical trials. METHODS: 
Fifty boys with DMD and 25 unaffected age-matched boys completed two self-report measures: the 
Children’s Assessment of Participation and Enjoyment and the Pediatric Quality of Life InventoryTM 
4.0. We investigated differences between the two groups with regard to participation in life activities 
and perceived quality of life (QoL). Additionally, we compared participation in activities and QoL in 
both cohorts of younger and older boys. RESULTS: Participation in physical activities was significantly 
lower in boys with DMD than unaffected boys. Perceived QoL was markedly diminished in children 
with DMD relative to unaffected controls, except in the emotional domain. The amount of time boys 
engage in an activity, as well as participation in social activities, declined for our older boys with DMD 
but no changes were observed for our older unaffected boys. For both groups, QoL remained constant 
over time. CONCLUSIONS: The ICF-CY provides a conceptual framework and specific terminology 
that facilitates investigation of the consequences of impairment in children and youth. Our study is one 
of the first to explore participation in a cohort of boys with DMD. It was not surprising that activities 
of choice for boys with DMD were less physical in nature than unaffected boys their age, but the 
consequences of less social engagement as the boys with DMD age is of great concern. Results from 
our study underscore the need to further evaluate activities that children elect to participate in, with 
special emphasis on facilitators and barriers to participation and how participation changes throughout 
the course of a disease.

http://www.ncbi.nlm.nih.gov/pubmed/22545870
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Assessing psychological well-being in mothers of 
children with disability: evaluation of the Parenting 
Morale Index and Family Impact of Childhood 
Disability scale
Benzies, K. M., et al.
J Pediatr Psychol 2011; 36 (5): 506-516
OBJECTIVE: Process model of stress and coping guided psychometric assessment of two brief 
measures of psychological well-being: Parenting Morale Index (PMI); Family Impact of Childhood 
Disability (FICD) scale. METHODS: Canadian mothers (N=195) of children with disability (CWD) 
completed PMI, FICD, and validation measures (Brief Family Assessment Measure [FAM], Personal 
Well-Being Index, Positive and Negative Affect Schedule, General Self-Efficacy Scale, Social 
Desirability Scale) via computer-assisted telephone interview. Of these, 154 completed additional 
validation measures (Center for Epidemiological Studies-Depression Scale, Parenting Stress Index, 
Family Hardiness Index, Brief FAM) 1 year later. RESULTS: Factor structures of PMI and FICD were 
supported; both demonstrated internal consistency, temporal stability, and convergent and discriminant 
validity. After 1 year, PMI and FICD jointly predicted depressive symptoms, parenting stress, family 
hardiness, and family adjustment. CONCLUSION: PMI and FICD can identify mothers of CWD at risk 
for poor psychological well-being to increase the specificity of supports.

http://www.ncbi.nlm.nih.gov/pubmed/20843877

Development of the Palliative Care Parental  
Self-Efficacy Measure
Bingen, K., et al.
J Palliat Med 2011; 14 (9): 1009-1016
Caring for a child with a potentially fatal medical condition is a challenge for parents or caregivers. The 
ability to measure parental self-efficacy in pediatric palliative care may be an important component 
of targeting supportive services that address individual needs of families. Therefore, the goal was to 
develop a Pediatric Palliative Care Parental Self-Efficacy Measure (PCPEM). First, a list of questions 
were generated that asked parents their level of confidence in carrying out tasks involved in caring for 
a child with a potentially fatal medical condition in 6 palliative care domains: 1) medical discussion/
decisions; 2) symptom management/medication; 3) daily activities; 4) feelings/concerns; 5) spirituality; 
and 6) end-of-life care. The PCPEM was narrowed to 58 questions after expert reviews. Then, 16 
caregivers of children receiving palliative care services and 9 bereaved caregivers participated in 
individual focus interviews conducted by a psychologist to obtain feedback about the content and 
clarity of the PCPEM. Results indicated that 53 of the 58 questions were rated as “comfortable 
being asked,” and 55 of the 58 questions were rated as “important” by the majority (>80%) of the 25 
caregivers. This suggests that it is feasible and valuable to ask caregivers difficult questions related 
to end-of-life care if done in a supportive and sensitive manner. Pilot testing of the PCPEM will be 
conducted to determine preliminary psychometric properties.

http://www.ncbi.nlm.nih.gov/pubmed/21790470
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Use of dependency and prioritization tools  
by clinical nurse specialists in palliative care:  
an exploratory study
Bracken, M., et al.
Int J Palliat Nurs 2011; 17 (12): 599-606
AIMS: The principal aim was to assess the utility of three needs assessment/dependency tools for use 
in community-based palliative care services. Specific objectives were to assess a sample of patients 
receiving specialist palliative care community nursing using these tools, to assess the predictive ability 
of each tool, and to explore the utility of prioritizing and measuring patient dependency from a clinical 
nurse specialist (CNS) perspective. METHOD: In phase 1, 22 community-based CNSs completed the 
Vale prioritization tool for all patients visited during a 3-month period (n=162). They also completed 
either the Graves and Payne (2007) or the Birch et al (1997) dependency tool after each visit. In phase 2 
a focus group (n=8) and two one-to-one interviews with CNS participants explored the perceived utility 
of all three tools. RESULTS: The Vale prioritization tool appeared to be the most useful for prioritizing 
patient need and managing workload. Statistical analysis highlighted minimal differences between the 
two dependency tools, neither of which predicted length of visit. Three themes were identified from 
phase 2: difficulties with routine administration, points of divergence between the two dependency 
tools, and workload concerns. CONCLUSION: While the Vale prioritization tool emerged as the most 
useful, the findings raise questions about the overall utility and practical application of these kinds of 
tools with community-based palliative care patients. Further research is needed to identify/develop, 
adapt, and evaluate appropriate, setting-specific dependency tools for use with this population.

http://www.ncbi.nlm.nih.gov/pubmed/22240742

Psychological outcomes of siblings of cancer survivors: 
a report from the Childhood Cancer Survivor Study
Buchbinder, D., et al.
Psychooncology 2011; 20 (12): 1259-1268
OBJECTIVE: To identify risk factors for adverse psychological outcomes among adult siblings of 
long-term survivors of childhood cancer. METHODS: Cross-sectional, self-report data from 3083 
adult siblings (mean age 29 years, range 18-56 years) of 5 + year survivors of childhood cancer were 
analyzed to assess psychological outcomes as measured by the Brief Symptom Inventory-18 (BSI-18). 
Sociodemographic and health data, reported by both the siblings and their matched cancer survivors, 
were explored as risk factors for adverse sibling psychological outcomes through multivariable logistic 
regression. RESULTS: Self-reported symptoms of psychological distress, as measured by the global 
severity index of the BSI-18, were reported by 3.8% of the sibling sample. Less than 1.5% of siblings 
reported elevated scores on two or more of the subscales of the BSI-18. Risk factors for sibling 
depression included having a survivor brother (OR 2.22, 95% CI 1.42-3.55), and having a survivor with 
impaired general health (OR 2.15, 95% CI 1.18-3.78). Siblings who were younger than the survivor 
reported increased global psychological distress (OR 1.81, 95% CI 1.05-3.12), as did siblings of 
survivors reporting global psychological distress (OR 2.32, 95% CI 1.08-4.59). Siblings of sarcoma 
survivors reported more somatization than did siblings of leukemia survivors (OR 2.07, 95% CI 1.05-
3.98). CONCLUSIONS: These findings suggest that siblings of long-term childhood cancer survivors 
are psychologically healthy in general. There are, however, small subgroups of siblings at risk for 
long-term psychological impairment who may benefit from preventive risk-reduction strategies during 
childhood while their sibling with cancer is undergoing treatment.

http://www.ncbi.nlm.nih.gov/pubmed/22114043
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Development and psychometric testing of the Spiritual 
Care Inventory instrument
Burkhart, L., et al.
J Adv Nurs 2011; 67 (11): 2463-2472
AIM: This article is a report of the development and psychometric testing of the Spiritual Care Inventory. 
BACKGROUND: Research supporting the positive association between spirituality and health has 
lead to interest in providing spiritual care in healthcare settings. Few instruments exist that measure 
the provision of spiritual care. METHOD: In February/March 2007, a convenience sample of 298 adult 
and paediatric acute care, ambulatory, home health, hospice staff and rehab nurses at two hospitals 
(n = 248) and graduate students at a school of nursing (n = 50) completed a 48-item initial version of 
the Spiritual Care Inventory. In study 2 from July through August 2007, 78 staff nurses at one hospital 
(n = 30) and a different cohort of graduate students at a school of nursing (n = 48) completed the 18-
item second version of the Spiritual Care Inventory. RESULTS: Exploratory factor analysis in study 
1 supported a 3-factor solution (spiritual care interventions, meaning making and faith rituals) with 
internal consistency measures for the subscales above 0.80. In study 2, internal consistency remained 
high. CONCLUSION: Factor structures identify that spiritual care is a process of intervention, meaning 
making and faith rituals.

http://www.ncbi.nlm.nih.gov/pubmed/21517939

Health-related quality of life anticipated with 
different management strategies for paediatric febrile 
neutropaenia
Cheng, S., et al.
Br J Cancer 2011; 105 (5): 606-611
BACKGROUND: To describe (1) anticipated health-related quality of life during different strategies for 
febrile neutropaenia (FN) management and (2) attributes of those preferring inpatient management. 
METHODS: Respondents were parents of children 0-18 years and children 12-18 years receiving 
cancer treatment. Anticipated health-related quality of life was elicited for four different FN management 
strategies: entire inpatient, early discharge, outpatient oral and outpatient intravenous (i.v.) therapy. 
Tools used to measure health-related quality of life were visual analogue scale (VAS), willingness 
to pay and time trade off.Results:A total of 155 parents and 43 children participated. For parents, 
median VAS scores were highest for early discharge (5.9, interquartile range 4.4-7.2) and outpatient 
i.v. (5.9, interquartile range 4.4-7.3). For children, median scores were highest for early discharge (6.1, 
interquartile range 4.6-7.2). In contrast, the most commonly preferred strategy for parents and children 
was inpatient in 55.0% and 37.2%, respectively. Higher current child health-related quality of life was 
associated with a stronger preference for outpatient management.Conclusion:Early discharge and 
outpatient i.v. management are associated with higher anticipated health-related quality of life, although 
the most commonly preferred strategy was inpatient care. This data may help with determining more 
cost-effective strategies for paediatric FN.

http://www.ncbi.nlm.nih.gov/pubmed/21694729
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Preliminary development and psychometric evaluation 
of an unmet needs measure for adolescents and young 
adults with cancer: the Cancer Needs Questionnaire – 
Young People (CNQ-YP)
Clinton-McHarg, T., et al.
Health Qual Life Outcomes 2012; 10: 13
BACKGROUND: Adolescents and young adult (AYA) cancer survivors may have unique physical, 
psychological and social needs due to their cancer occurring at a critical phase of development. 
The aim of this study was to develop a psychometrically rigorous measure of unmet need to capture 
the specific needs of this group. METHODS: Items were developed following a comprehensive 
literature review, focus groups with AYAs, and feedback from health care providers, researchers and 
other professionals. The measure was pilot tested with 32 AYA cancer survivors recruited through a 
state-based cancer registry to establish face and content validity. A main sample of 139 AYA cancer 
patients and survivors were recruited through seven treatment centres and invited to complete the 
questionnaire. To establish test-retest reliability, a sub-sample of 34 participants completed the 
measure a second time. Exploratory factor analysis was performed and the measure was assessed 
for internal consistency, discriminative validity, potential responsiveness and acceptability. RESULTS: 
The Cancer Needs Questionnaire – Young People (CNQ-YP) has established face and content validity, 
and acceptability. The final measure has 70 items and six factors: Treatment Environment and Care (33 
items); Feelings and Relationships (14 items); Daily Life (12 items); Information and Activities (5 items); 
Education (3 items); and Work (3 items). All domains achieved Cronbach’s alpha values greater than 
0.80. Item-to-item test-retest reliability was also high, with all but four items reaching weighted kappa 
values above 0.60. CONCLUSIONS: The CNQ-YP is the first multi-dimensional measure of unmet need 
which has been developed specifically for AYA cancer patients and survivors. The measure displays 
a strong factor structure, and excellent internal consistency and test-retest reliability. However, the 
small sample size has implications for the reliability of the statistical analyses undertaken, particularly 
the exploratory factor analysis. Future studies with a larger sample are recommended to confirm the 
factor structure of the measure. Longitudinal studies to establish responsiveness and predictive validity 
should also be undertaken.

http://www.ncbi.nlm.nih.gov/pubmed/22284545



102Synopsis Vol. 1 No. 1 June 2013

Outcomes and Instruments

Validity and reliability of two pain assessment tools  
in Brazilian children and adolescents
da Silva, F. C., et al.
J Clin Nurs 2011; 20 (13-14): 1842-1848
AIMS: The aim of this research is to examine the validity and reliability of the Brazilian version of the 
Revised Faces Pain Scale and the Face, Legs, Activity, Cry, Consolability scale. BACKGROUND: 
Several self-report and behavioural pain tools have been shown to have good psychometric 
properties for the evaluation of pain in children and adolescents. This study was designed to analyse 
the correlation between two pain scales in school-age children and adolescents. DESIGN: This is a 
validation study. METHODS: This research studied 90 children between 7-17 years old. They received 
care at the outpatient and the inpatient departments of the National Cancer Institute of Brazil. A self-
report tool, the Revised Faces Pain Scale, was used by children and adolescents to measure their 
pain, while the observational Face, Legs, Activity, Cry, Consolability scale was used by the healthcare 
providers to measure pain. RESULTS: The Face, Legs, Activity, Cry and Consolability scale presented 
a good internal consistency (Cronbach alpha coefficient = 0.76). There was a moderate-to-good 
correlation between the Face, Legs, Activity, Cry and Consolability scale and the Revised Faces Pain 
Scale scores (Spearman’s coefficient = 0.74). CONCLUSION: Findings support the reliability and 
the validity of the Face, Legs, Activity, Cry, Consolability scale and the Revised Faces Pain Scale as 
a measure of pain in the Brazilian population. RELEVANCE TO CLINICAL PRACTICE: The validity 
and the reliability of both scales will improve pain evaluation and treatment in Brazilian children and 
adolescents, leading to a better pain control.

http://www.ncbi.nlm.nih.gov/pubmed/21564357

Exploring predictors of optimism among parents  
of children with cancer
Fayed, N., et al.
Psychooncology 2011; 20 (4): 411-418
OBJECTIVE: To explore predictors of optimism in parents of children with cancer. METHODS: A 
cross-sectional multi-centre study of 411 parents of children in active treatment for cancer was 
conducted. The Life Orientation Test-Revised was used to assess optimism. Other appropriate items 
and standardized questionnaires were used to assess parent and child characteristics. Predictors of 
optimism were explored using simple and multiple linear regression modelling techniques. RESULTS: 
The presence of positive intrapsychic traits, such as self-esteem and mastery, was more predictive of 
parental optimism than factors related to child cancer, such as the child’s prognosis. Intrapsychic traits 
combined with an absence of parental depression, the parents’ perception of the child’s prognosis and 
parent education level predicted over 50% of the variance in parent optimism. Correlations between 
parents’ and oncologists’ view of the child’s prognosis were low. CONCLUSIONS: Positive intrapsychic 
traits are important predictors of optimism in the presence of a parent’s positive view of the child’s 
prognosis and higher education levels in the absence of depression. The results also favour the 
perspective of optimism as a trait of the parent who is resilient to a life stressor, such as dealing with 
childhood cancer. Additional knowledge about the role of optimism in caregiving for a child with cancer 
is needed before it can be explored for assessment or intervention purposes.

http://www.ncbi.nlm.nih.gov/pubmed/20878838
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Health status and QOL instruments used in childhood 
cancer research: deciphering conceptual content using 
World Health Organization definitions
Fayed, N., et al.
Qual Life Res 2011; 20 (8): 1247-1258
PURPOSE: The impact of cancer on children can be assessed through various concepts including 
mental and physical health status and most significantly quality of life (QOL). It has been difficult to 
compare data collected through these instruments due to a lack of continuity or understanding of 
overlaps and gaps between them. To delineate the content of the most commonly used instruments 
in childhood cancer on an item-by-item basis, this study used standardized methods to link health 
information to the International Classification of Functioning, Disability, and Health (ICF) as well as 
World Health Organization (WHO) standard definitions of health and quality of life. METHOD: MEDLINE, 
CINAHL, EMBASE, PsycINFO, Cancerlit, and Sociological Abstracts were searched from the inception 
of each database to June 15th, 2009 for health status and quality of life instruments. The six most 
common cancer-specific and generic instruments employed in primary research in childhood cancer 
were analyzed on an item-by-item basis by two content assessors specializing in ICF linking and 
WHO definitions of health and QOL, using a standardized iterative technique developed at the ICF 
Research Branch. RESULTS: We report the extent to which health status and QOL are represented in 
each instrument. Most measures emphasize a majority health status perspective according to WHO 
definitions of health. The generic instruments stress activities and participation domains over body 
functions or environment factors according to the ICF while cancer-specific instruments vary in their 
emphasis. Initial phase of coding agreement between assessors was in the substantial range (0.6-0.8 
using Cohen’s kappa). CONCLUSION: A comprehensive and systematic content analysis of the most 
commonly employed health status and QOL instruments was conducted for this review. Two criteria 
were described as follows: the perspectives of the instruments (i.e., health vs. QOL) and the health 
content (according to ICF components). No single instrument demonstrated an ideal balance of content 
characteristics according to these criteria, and thus, each must be considered carefully relative to one’s 
particular research or clinical evaluative purpose.

http://www.ncbi.nlm.nih.gov/pubmed/21293932
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Pediatric palliative care patients: a prospective 
multicenter cohort study
Feudtner, C., et al.
Pediatrics 2011; 127 (6): 1094-1101
OBJECTIVE: To describe demographic and clinical characteristics and outcomes of patients who 
received hospital-based pediatric palliative care (PPC) consultations. DESIGN, SETTING, AND 
PATIENTS: Prospective observational cohort study of all patients served by 6 hospital-based PPC 
teams in the United States and Canada from January to March 2008. RESULTS: There were 515 new 
(35.7%) or established (64.3%) patients who received care from the 6 programs during the 3-month 
enrollment interval. Of these, 54.0% were male, and 69.5% were identified as white and 8.1% as 
Hispanic. Patient age ranged from less than one month (4.7%) to 19 years or older (15.5%). Of the 
patients, 60.4% lived with both parents, and 72.6% had siblings. The predominant primary clinical 
conditions were genetic/congenital (40.8%), neuromuscular (39.2%), cancer (19.8%), respiratory 
(12.8%), and gastrointestinal (10.7%). Most patients had chronic use of some form of medical 
technology, with gastrostomy tubes (48.5%) being the most common. At the time of consultation, 
47.2% of the patients had cognitive impairment; 30.9% of the cohort experienced pain. Patients were 
receiving many medications (mean: 9.1). During the 12-month follow-up, 30.3% of the cohort died; 
the median time from consult to death was 107 days. Patients who died within 30 days of cohort entry 
were more likely to be infants and have cancer or cardiovascular conditions. CONCLUSIONS: PPC 
teams currently serve a diverse cohort of children and young adults with life-threatening conditions. In 
contrast to the reported experience of adult-oriented palliative care teams, most PPC patients are alive 
for more than a year after initiating PPC.

http://www.ncbi.nlm.nih.gov/pubmed/21555495

Peer relationships of bereaved siblings and comparison 
classmates after a child’s death from cancer
Gerhardt, C. A., et al.
J Pediatr Psychol 2012; 37 (2): 209-219
OBJECTIVES: To compare peer relationships among bereaved siblings and matched classmates, 
and to examine gender, grade level, and time since death as moderators. METHODS: Families were 
recruited from cancer registries at four hospitals 3-12 months after a child’s death. Measures of 
social behavior and peer acceptance were completed by children in the classrooms of 105 bereaved 
siblings (ages 8-17 years). Teachers also reported on children’s social behavior. Three classmates were 
matched for gender, race, and age to each bereaved sibling to form a comparison group (n = 311). 
RESULTS: Teachers reported bereaved siblings were more prosocial than comparison classmates. 
Peers perceived bereaved boys as more sensitive-isolated and victimized, while bereaved siblings in 
elementary grades were perceived by peers as less prosocial, more sensitive-isolated, less accepted, 
and as having fewer friends. Peers and teachers viewed bereaved siblings in middle/high school 
grades as higher on leadership-popularity. CONCLUSIONS: Bereaved siblings who were male and in 
elementary grades were more vulnerable to social difficulties, while those in middle/high school may 
exhibit some strengths. Ongoing research to inform the development of interventions for bereaved 
siblings is warranted.

http://www.ncbi.nlm.nih.gov/pubmed/21946038
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Privacy and dignity in a hospice environment-the 
development of a clinical audit
Gerry, E. M.
Int J Palliat Nurs 2011; 17 (2): 92-98
A clinical audit was developed and conducted at St Gemma’s Hospice, Leeds, to provide evidence 
of the standard of privacy and dignity afforded to patients in the wards and Day Hospice. It involved 
setting standards from key documents and including patients, carers, and staff in developing 
questionnaires. The questionnaires were administered to 30 patients and 130 members of the 
multidisciplinary team. The response rates were 91% (patients) and 78% (staff). Evaluation of the 
questionnaires showed that 70% of patients rated their satisfaction with privacy and dignity as 
‘excellent’, with the remaining 30% rating it ‘very good’. For the most part, the ratings of staff and 
patients were in agreement and indicated achievement of the expected standard. However, some 
areas of concern were identified, including providing opportunity for hand washing prior to meals, 
closer monitoring of visitor numbers, avoiding interruption to staff, and maintaining privacy during 
conversations with staff. Disseminating the results of the audit resulted in some important discussions 
in the clinical teams and the formulation of an action plan to address the concerns.

http://www.ncbi.nlm.nih.gov/pubmed/21378694

Quality of Life Measurement for Children with  
Life-Threatening Conditions: Limitations and  
a New Framework
Huang, I. C., et al.
Child Indic Res 2011; 4 (1): 145-160
About 500,000 children are coping with life-threatening conditions (LTC) in the United States every year. 
Different service programs such as an integrated pediatric palliative care program may benefit health-
related quality of life (HRQOL) which is a great concern of this children population and their families. 
However, evidence is limited about the appropriate HRQOL instruments for use. This study aims to 
validate psychometric properties of a generic HRQOL instrument, the Pediatric Quality of Life (PedsQL) 
4.0, for children with LTC. The parent proxy-report was used. We conducted a telephone interview to 
collect data of 257 parents whose children had LTC and were enrolled in Medicaid. We used standard 
psychometric methods to validate the PedsQL: scale reliability, item-domain convergent/discriminant 
validity, and known-groups validity. We also conducted Rasch analysis to assess construct validity. 
Results suggest that the PedsQL did not demonstrate valid psychometric properties for measuring 
HRQOL in this population. Rasch analysis suggests that the contents of the items in all domains did 
not appropriately cover the latent HRQOL of children with LTC. We document several methodological 
challenges in using a generic instrument to measuring HRQOL and propose a new framework to 
improve HRQOL measures for children with LTC. The strategies include revising the content of 
existing items, designing new items, adding important themes (e.g., financial challenge), and applying 
computerized adaptive test to better select appropriate items for individual children with LTC.

http://www.ncbi.nlm.nih.gov/pubmed/21760876
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Development of six PROMIS pediatrics proxy-report 
item banks
Irwin, D. E., et al.
Health Qual Life Outcomes 2012; 10: 22
BACKGROUND: Pediatric self-report should be considered the standard for measuring patient reported 
outcomes (PRO) among children. However, circumstances exist when the child is too young, cognitively 
impaired, or too ill to complete a PRO instrument and a proxy-report is needed. This paper describes the 
development process including the proxy cognitive interviews and large-field-test survey methods and sample 
characteristics employed to produce item parameters for the Patient Reported Outcomes Measurement 
Information System (PROMIS) pediatric proxy-report item banks. METHODS: The PROMIS pediatric self-
report items were converted into proxy-report items before undergoing cognitive interviews. These items 
covered six domains (physical function, emotional distress, social peer relationships, fatigue, pain interference, 
and asthma impact). Caregivers (n = 25) of children ages of 5 and 17 years provided qualitative feedback on 
proxy-report items to assess any major issues with these items. From May 2008 to March 2009, the large-
scale survey enrolled children ages 8-17 years to complete the self-report version and caregivers to complete 
the proxy-report version of the survey (n = 1548 dyads). Caregivers of children ages 5 to 7 years completed 
the proxy report survey (n = 432). In addition, caregivers completed other proxy instruments, PedsQL 4.0 
Generic Core Scales Parent Proxy-Report version, PedsQL Asthma Module Parent Proxy-Report version, and 
KIDSCREEN Parent-Proxy-52. RESULTS: Item content was well understood by proxies and did not require 
item revisions but some proxies clearly noted that determining an answer on behalf of their child was difficult 
for some items. Dyads and caregivers of children ages 5-17 years old were enrolled in the large-scale testing. 
The majority were female (85%), married (70%), Caucasian (64%) and had at least a high school education 
(94%). Approximately 50% had children with a chronic health condition, primarily asthma, which was 
diagnosed or treated within 6 months prior to theinterview. The PROMIS proxy sample scored similar or better 
on the other proxy instruments compared to normative samples. CONCLUSIONS: The initial calibration data 
was provided by a diverse set of caregivers of children with a variety of common chronic illnesses and racial/
ethnic backgrounds. The PROMIS pediatric proxy-report item banks include physical function (mobility n = 23; 
upper extremity n = 29), emotional distress (anxiety n = 15; depressive symptoms n = 14; anger n = 5), social 
peer relationships (n = 15), fatigue (n = 34), pain interference (n = 13), and asthma impact (n = 17).

http://www.ncbi.nlm.nih.gov/pubmed/22357192

Examination of risk and resiliency in a pediatric 
sickle cell disease population using the psychosocial 
assessment tool 2.0
Karlson, C. W., et al.
J Pediatr Psychol 2012; 37 (9): 1031-1040
OBJECTIVE: To evaluate the Psychosocial Assessment Tool 2.0 (PAT) as an appropriate screening measure of 
risk for patient and family psychological distress in pediatric sickle cell disease (SCD). METHODS: 219 caregivers 
completed the PAT during regular hematology clinic visits. Confirmatory factor analysis and tests of reliability 
were conducted. Multilevel modeling examined change and predictors of risk scores across four assessments. 
RESULTS: Confirmatory factor analysis factor loadings ranged from .03 to .81, and reliability coefficients ranged 
from .43 to .83. Risk for patient and sibling emotional problems, family problems, and parent stress reaction 
decreased over time. Increased patient age, chronic blood transfusion, lower caregiver education, caregivers 
being divorced, fewer adults and more children in the home, and greater financial difficulties were independent 
predictors of psychosocial risk. CONCLUSIONS: Results suggest that the PAT has utility in a pediatric sickle cell 
disease sample. Most caregivers reported low distress and high resiliency factors in this population.

http://www.ncbi.nlm.nih.gov/pubmed/22836746
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Association of psychosocial risk screening in pediatric 
cancer with psychosocial services provided
Kazak, A. E., et al.
Psychooncology 2011; 20 (7): 715-723
OBJECTIVE: How screening for psychosocial risk in pediatric oncology may relate to the number and type 
of psychosocial services provided is a critical step in linking screening with treatment. We predicted that 
screening at diagnosis would be associated with the delivery of more psychosocial services over 8 weeks 
and that these services would be consistent with Universal, Targeted, or Clinical psychosocial risk level 
based on the Pediatric Psychosocial Preventative Health Model (PPPHM). METHODS: Parents of children 
newly diagnosed with cancer received either the Psychosocial Assessment Tool (PAT; n = 49) or psychosocial 
care as usual (PAU; n = 47), based on their date of diagnosis and an alternating monthly schedule. Medical 
record review and surveys completed by social workers and child life specialists were used to determine 
psychosocial services provided to patients and their families over the first eight weeks of treatment. 
RESULTS: As predicted, families in the PAT condition received more services than those in PAU based on 
social worker and child life specialist report and medical record review. Within the PAT group, families at 
the Targeted and Clinical levels of risk received more intensive services than those at the Universal level. 
CONCLUSIONS: This initial report shows how psychosocial risk screening may impact psychosocial care in 
pediatric cancer, supporting the importance of screening as well as matching services to risk level.

http://www.ncbi.nlm.nih.gov/pubmed/21480432

Planning with parents for seriously ill children: 
preliminary results on the development of the parental 
engagement scale
Kearney, J. A. and M. W. Byrne
Palliat Support Care 2011; 9 (4): 367-376
OBJECTIVE: The objective of this study was to develop a clinically relevant tool to assess parental 
engagement in decision making and planning for seriously ill children during palliative care consultations. 
Although little is known about the structure and process of planning meetings between parents and 
providers, less is known about the nature of parental engagement as it relates to decision making 
ability in pediatric end-of-life care. Using attachment and caregiving as a framework, this study clarified 
important dimensions of parental engagement. METHOD: Using a multi-phase, template-matching 
technique, both literature and pediatric palliative care consultation data were analyzed, iteratively 
reviewed, matched, and categorized to create a measure of parental engagement. The attachment 
paradigm serves as the theoretical framework for the study, which focuses on parental engagement in 
decision making as a caregiving system function. Attachment and related literatures as well as coping 
and pediatric palliative care literatures were used in the initial conceptual sampling phase. RESULTS: The 
study yielded two groups of findings. The first set of findings centered on the findings of the literature 
and consultation template-matching phases of the work. These two phases yielded a conceptual model 
of parental engagement as a psychobehavioral complex consisting of three dimensions: information-
centered dialogue, insightful participation, and achievement of a collaboratively agreed-upon plan. The 
final phases consisted of creation of a 9 point Parental Engagement Scale, scoring of the consultations, 
and establishment of initial inter- rater reliability at .80. Psychometric testing continues. SIGNIFICANCE 
OF RESULTS: Parental engagement in decision making is a critical area for study and intervention. If we 
can support parents in their caregiving executive functions while understanding the psychological and 
emotional underpinnings of the caregiving system and parental engagement itself, we can move inquiry 
forward in understanding parental needs for intervention during this most profoundly challenging time.

http://www.ncbi.nlm.nih.gov/pubmed/22104412
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Can you know me better? An exploratory study 
combining behavioural and physiological 
measurements for an objective assessment of sensory 
responsiveness in a child with profound intellectual 
and multiple disabilities
Lima, M., et al.
J Appl Res Intellect Disabil 2012; 25 (6): 522-530
BACKGROUND: Sensory assessment of individuals with profound intellectual and multiple 
disabilities (PIMD) can be difficult for several reasons, including the idiosyncratic reactions that these 
individuals exhibit to environmental stimuli. This case report presents a combination of behavioural 
and physiological measurements aimed at providing an objective assessment of the sensory 
responsiveness of a child with PIMD. MATERIAL AND METHODS: The participant was presented with 
a set of nineteen stimuli commonly used during sensory interventions. Responsiveness to these stimuli 
was assessed in terms of motor movements, heart rate and electrodermal responses. RESULTS: 
Although the child only exhibited consistent motor reactions to three of the items, he showed 
consistent physiological reactions to a total of ten stimuli. CONCLUSIONS: Obtained data, although 
preliminary, suggest that combining behavioural and physiological measurements may constitute a 
useful resource for assessing the actual responsiveness of individuals with PIMD. With such a resource, 
people close to these individuals could fine tune their interventions and guarantee their well-being.

http://www.ncbi.nlm.nih.gov/pubmed/23055286

External validity of the pediatric cardiac quality  
of life inventory
Marino, B. S., et al.
Qual Life Res 2011; 20 (2): 205-214
PURPOSE: The Pediatric Cardiac Quality of Life Inventory (PCQLI) is a disease-specific, health-
related quality of life (HRQOL) measure for pediatric heart disease (HD). The purpose of this study 
was to demonstrate the external validity of PCQLI scores. METHODS: The PCQLI development site 
(Development sample) and six geographically diverse centers in the United States (Composite sample) 
recruited pediatric patients with acquired or congenital HD. Item response option variability, scores 
[Total (TS); Disease Impact (DI) and Psychosocial Impact (PI) subscales], patterns of correlation, 
and internal consistency were compared between samples. RESULTS: A total of 3,128 patients and 
parent participants (1,113 Development; 2,015 Composite) were analyzed. Response option variability 
patterns of all items in both samples were acceptable. Inter-sample score comparisons revealed no 
differences. Median item-total (Development, 0.57; Composite, 0.59) and item-subscale (Development, 
DI 0.58, PI 0.59; Composite, DI 0.58, PI 0.56) correlations were moderate. Subscale-subscale (0.79 
for both samples) and subscale-total (Development, DI 0.95, PI 0.95; Composite, DI 0.95, PI 0.94) 
correlations and internal consistency (Development, TS 0.93, DI 0.90, PI 0.84; Composite, TS 0.93, DI 
0.89, PI 0.85) were high in both samples. CONCLUSION: PCQLI scores are externally valid across the 
US pediatric HD population and may be used for multi-center HRQOL studies.

http://www.ncbi.nlm.nih.gov/pubmed/21188538
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Development of a proxy-reported pulmonary  
outcome scale for preterm infants with 
bronchopulmonary dysplasia
Massie, S. E., et al.
Health Qual Life Outcomes 2011; 9: 55
BACKGROUND: To develop an accurate, proxy-reported bedside measurement tool for assessment 
of the severity of bronchopulmonary dysplasia (also called chronic lung disease) in preterm infants 
to supplement providers’ current biometric measurements of the disease. METHODS: We adapted 
Patient-Reported Outcomes Measurement Information System (PROMIS) methodology to develop 
the Proxy-Reported Pulmonary Outcomes Scale (PRPOS). A multidisciplinary group of registered 
nurses, nurse practitioners, neonatologists, developmental specialists, and feeding specialists at five 
academic medical centers participated in the PRPOS development, which included five phases: (1) 
identification of domains, items, and responses; (2) item classification and selection using a modified 
Delphi process; (3) focus group exploration of items and response options; (4) cognitive interviews on a 
preliminary scale; and (5) final revision before field testing. RESULTS: Each phase of the process helped 
us to identify, classify, review, and revise possible domains, questions, and response options. The final 
items for field testing include 26 questions or observations that a nurse assesses before, during, and 
after routine care time and feeding. CONCLUSIONS: We successfully created a prototype scale using 
modified PROMIS methodology. This process can serve as a model for the development of proxy-
reported outcomes scales in other pediatric populations.

http://www.ncbi.nlm.nih.gov/pubmed/21791099

Pain assessment tools for the child with severe 
learning disability
McKay, M. and S. Clarke
Nurs Child Young People 2012; 24 (2): 14-19
This article aims to identify and critically review three pain assessment tools that have been 
recommended for use by the Royal College of Nursing (2009) in clinical practice for the child with 
severe learning disabilities. The tools are assessed and their application specifically to orthopaedic 
practice is discussed with a view to providing adequate pain relief for this group of children.

http://www.ncbi.nlm.nih.gov/pubmed/22550809
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Distress screening, rater agreement, and services  
in pediatric oncology
Patel, S. K., et al.
Psychooncology 2011; 20 (12): 1324-1333
OBJECTIVE: Empirically based data support the validity of the distress thermometer recommended 
by the National Comprehensive Cancer Network as a standard screen for patient distress. However, 
the feasibility and utility of the distress thermometer has not been studied in the pediatric oncology 
setting. We conducted a study to: (1) investigate the validity of an adapted distress thermometer 
with pediatric oncology patients, (2) assess the degree of agreement among different respondents, 
including physician and psychosocial staff, with respect to (a) the pediatric cancer patient’s distress 
and (b) the caregiver/parent’s distress, and (3) to evaluate the relationship between distress levels 
and the psychosocial services provided to patients and families. METHODS: Ninety-one patients and 
their English and Spanish-speaking caregivers were prospectively assessed at 3-month intervals for 1 
year. The quantity of psychosocial services provided to each family was logged for a 12-month period. 
RESULTS: Convergent validity was demonstrated by reasonable agreement between the pediatric 
distress rating tool and standardized measures. Additionally, the demographic and medical predictors 
of distress were consistent with previously reported findings using more extensive assessment. 
There was reasonable agreement among multiple raters of the child’s distress; however, there was 
discrepancy between self-ratings of caregiver distress and psychosocial staff ratings of caregiver 
distress. This difference in perception impacted the quantity of psychosocial services provided 
following the baseline assessment. CONCLUSION: The single-item distress thermometer is a viable 
option as a rapid screening tool of patient and caregiver distress to help efficiently identify those who 
should be evaluated further.

http://www.ncbi.nlm.nih.gov/pubmed/20925136
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Measuring patient experiences in Fabry disease: 
validation of the Fabry-specific Pediatric Health  
and Pain Questionnaire (FPHPQ)
Ramaswami, U., et al.
Health Qual Life Outcomes 2012; 10: 116
INTRODUCTION: Common symptoms for children with Anderson-Fabry Disease (FD) such as 
acroparaesthesia and gastrointestinal manifestations can only be objectively assessed in patients using 
a valid instrument. To date, no such instrument exists. METHODS: A preliminary 40-item measure 
of symptoms and experience with FD, the Fabry-specific Paediatric Health and Pain Questionnaire 
(FPHPQ) was developed, but lacked a formal assessment of its measurement properties. The FPHPQ 
was used in the Fabry Outcome Survey (FOS), a registry for all patients with a confirmed diagnosis 
of FD who are receiving agalsidase alfa, or are treatment naive and who are managed by physicians 
participating in FOS. After an item analysis to explore how items performed and combined into 
domains, a battery of psychometric analyses was performed to assess the measurement properties of 
this new instrument. RESULTS: Eighty-seven children (ages 4-18 years) completed the questionnaire. 
Twenty-three items in three subscales of the questionnaire emerged: pain associated with heat or 
exertion, pain associated with cold, and abdominal pain and fatigue symptoms. Internal consistency 
reliability for all three subscales was good (Cronbach alpha >/= 0.84). Reliability was equally high for 
all age groups (4-7, 8-12, and 13-18). Test-retest reliability was high for all three subscales (intraclass 
correlation coefficient >/= 0.74). Construct validity was demonstrated by moderate correlation with 
brief pain inventory (BPI), KINDL, and EQ-5D. Known group validity showed all subscales were able 
to discriminate between Fabry disease severity groups as classified by above or below median of the 
FOS MSSI (Mainz Severity Score Index) grade. The heat or exertion subscale was responsive to change 
in symptoms between responders and non-responders as defined by change in EQ-5D index scores 
between the first and second visit. CONCLUSIONS: Preliminary results indicate that the measurement 
properties of FPHPQ are valid and reliable for assessing patient-reported symptoms of FD. The 
questionnaire could be a useful tool for clinicians to understand the progression of disease and monitor 
treatment effects. FPHPQ will be further validated and refined as the FOS registry is continuously 
adding more patients.

http://www.ncbi.nlm.nih.gov/pubmed/22992222
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Evaluation of a Brief Intervention to Improve the 
Nursing Care of Young Children in a High HIV and  
AIDS Setting
Richter, L. M., et al.
Nurs Res Pract 2012; 2012: 647182
The HIV epidemic in South Africa is putting great strain on health services, including the inpatient 
care of young children. Caregivers and young children (107 pairs) and 17 nurses participated in an 
intervention to improve the care of young children in hospital in a high HIV and AIDS setting. The 
intervention addressed caregiver expectations about admission and treatment, responsive feeding, 
coping with infant pain and distress, assistance with medical procedures, and preparation for 
discharge and home care. Following a preparatory and piloting phase, measures of nurse burnout, 
caregiver physical and emotional well-being, and caregiver-child interaction were made before and 
after intervention. No changes were found between before and after intervention on assessments of 
caregiver wellbeing. However, mothers in the postintervention phase rated nurses as more supportive; 
mother-child interaction during feeding was more relaxed and engaged, and babies were less socially 
withdrawn. While the intervention proved useful in improving certain outcomes for children and their 
caregivers, it did not address challenging hospital and ward administration or support needed by 
caregivers at home following discharge. To address the latter need, the intervention has been extended 
into the community through home-based palliative care and support.

http://www.ncbi.nlm.nih.gov/pubmed/22530114

Global challenges in pediatric oncology
Rodriguez-Galindo, C., et al.
Curr Opin Pediatr 2013; 25 (1): 3-15
PURPOSE OF REVIEW: Reduction of child mortality is one of the Millennium Development Goals; 
as low-income and middle-income countries (LMICs) advance toward the achievement of this goal, 
initiatives aimed at reducing the burden of noncommunicable diseases, including childhood cancer, 
need to be developed. RECENT FINDINGS: Approximately 200 000 children and adolescents are 
diagnosed with cancer every year worldwide; of those, 80% live in LMICs, which account for 90% of 
the deaths. Lack of quality population-based cancer registries in LMICs limits our knowledge of the 
epidemiology of pediatric cancer; however, available information showing variations in incidence may 
indicate unique interactions between environmental and genetic factors that could provide clues to 
cause. Outcome of children with cancer in LMICs is dictated by late presentation and underdiagnosis, 
high abandonment rates, high prevalence of malnutrition and other comorbidities, suboptimal 
supportive and palliative care, and limited access to curative therapies. Initiatives integrating program 
building with education of healthcare providers and research have proven to be successful in the 
development of regional capacity. Intensity-graduated treatments adjusted to the local capacity have 
been developed. SUMMARY: Childhood cancer burden is shifted toward LMICs; global initiatives 
directed at pediatric cancer care and control are urgently needed. International partnerships facilitating 
stepwise processes that build capacity while incorporating epidemiology and health services research 
and implementing intensity-graduated treatments have been shown to be effective.

http://www.ncbi.nlm.nih.gov/pubmed/23295716
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The proxy problem anatomized: child-parent 
disagreement in health related quality of life reports  
of chronically ill adolescents
Sattoe, J. N., et al.
Health Qual Life Outcomes 2012; 10: 10
BACKGROUND: Discrepancy between self-reports and parent-proxy reports of adolescent health-related 
quality of life (HRQoL) has been repeatedly acknowledged in the literature as the proxy problem. However, 
little is known about the extent and direction of this discrepancy. The purpose of this study is to explore 
to what extent and in what direction HRQoL self-reports of adolescents with chronic conditions and those 
of their parents differ. METHODS: A cross-sectional survey was conducted among adolescents suffering 
from chronic conditions and their parents. Socio-demographic and disease-related characteristics were 
collected and information about consequences of the chronic condition was assessed. HRQoL was 
measured with KIDSCREEN-10 and DISABKIDS condition generic measure (DCGM-10). Agreement was 
analysed through defining a threshold of agreement based on half of the standard deviation of the HRQoL 
score with the highest variance. Agreement occurred if the difference between adolescent and parent 
scores was less than or equal to half of the standard deviation. Intra-class correlation coefficients and 
Bland-Altman plots were also computed. The characteristics associated with direction of disagreement 
were statistically tested with one-way ANOVA and Chi-square tests. RESULTS: 584 paired HRQoL 
scores were obtained. Ratings from both adolescents and parents were high, compared to European 
norm data. Differences between adolescents and parents were statistically significant, yet relatively 
small. Disagreement existed in both directions: in 24.5% (KIDSCREEN-10) and 16.8% (DCGM-10) of the 
cases adolescents rated their HRQoL lower than did their parent, while in 32.2% (KIDSCREEN-10) and 
31.7% (DCGM-10) of the cases the opposite was true. Adolescent’s age, educational level and type of 
education, parent’s educational level, number of hospital admissions and several other disease-related 
factors influenced direction of disagreement. CONCLUSIONS: In a reasonable proportion of cases the 
adolescent and parent agreed on the adolescent’s HRQoL (43-51% of the cases) and most disagreement 
tended to be minor. Thus, the proxy problem may be smaller than presented in the literature and its extent 
may differ per population. As adolescents are expected to become partners in their own health care, it is 
recommended to focus on adolescents’ own perceptions of HRQoL.

http://www.ncbi.nlm.nih.gov/pubmed/22276974

Responsiveness of the PedsQL to pain-related  
changes in health-related quality of life in pediatric 
sickle cell disease
Schlenz, A. M., et al.
J Pediatr Psychol 2012; 37 (7): 798-807
OBJECTIVE: To determine if caregiver report of the pediatric quality of life inventory (PedsQL) is 
responsive to changes in health-related quality of life (HRQL) associated with pain episodes in pediatric 
sickle cell disease (SCD). METHODS: 81 caregivers of children ages 2-19 years with SCD completed 
the PedsQL as part of routine psychosocial screenings at 2 time points, ranging from 6 to 18 months 
apart. Frequency of SCD-related pain episodes between time points was assessed using medical chart 
review. RESULTS: The frequency of pain episodes between time points was a significant predictor 
of decreases in physical, psychosocial, and total HRQL, even after controlling for time interval, 
demographic, and medical variables. CONCLUSIONS: The caregiver report of the PedsQL appears to 
be a useful tool for capturing changes in HRQL over time associated with pain episodes in SCD.

http://www.ncbi.nlm.nih.gov/pubmed/22467881 
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Measures assessing spirituality as more than 
religiosity: a methodological review of nursing  
and health-related literature
Sessanna, L., et al.
J Adv Nurs 2011; 67 (8): 1677-1694
AIMS: This paper is a report of a methodological review conducted to analyse, evaluate and synthesize 
the rigour of measures found in nursing and health-related literature used to assess and evaluate patient 
spirituality as more than religiosity. BACKGROUND: Holistic healthcare practitioners recognize important 
distinctions exist about what constitutes spiritual care needs and preferences and what constitutes religious 
care needs and preferences in patient care practice. DATA SOURCES: Databases searched, limited to 
the years 1982 and 2009, included AMED, Alt Health Watch, CINAHL Plus with Full Text, EBSCO Host, 
EBSCO Host Religion and Philosophy, ERIC, Google Scholar, HAPI, HUBNET, IngentaConnect, Mental 
Measurements Yearbook Online, Ovid MEDLINE, Social Work Abstracts and Hill and Hood’s Measures of 
Religiosity text. Review methods: A methodological review was carried out. Measures assessing spirituality 
as more than religiosity were critically reviewed including quality appraisal, relevant data extraction and a 
narrative synthesis of findings. RESULTS: Ten measures fitting inclusion criteria were included in the review. 
Despite agreement among nursing and health-related disciplines that spirituality and religiosity are distinct 
and diverse concepts, the concept of spirituality was often used interchangeably with the concept religion to 
assess and evaluate patient spirituality. The term spiritual or spirituality was used in a preponderance of items 
to assess or evaluate spirituality. CONCLUSIONS: Measures differentiating spirituality from religiosity are 
grossly lacking in nursing and health-related literature.

http://www.ncbi.nlm.nih.gov/pubmed/21371082

Development of a bedside tool to predict time to death 
after withdrawal of life-sustaining therapies in infants 
and children
Shore, P. M., et al.
Pediatr Crit Care Med 2012; 13 (4): 415-422
OBJECTIVES: To generate a preliminary bedside predictor of rapid time-to-death after withdrawal of 
support in children to help identify potential candidates for organ donation after circulatory death. DESIGN: 
Retrospective chart review. SETTING: Pediatric intensive care unit of an academic children’s hospital. 
PATIENTS: All deaths in the pediatric intensive care unit from May 1996 to April 2007. INTERVENTIONS: 
None. MEASUREMENTS AND MAIN RESULTS: Among 1389 deaths, 634 patients underwent withdrawal 
of support and 518 with complete data regarding demographics, life-supportive therapies, and end-of-life 
circumstances were analyzed. Three hundred seventy-three (72%) patients died within 30 mins of withdrawal 
and 452 (87%) died within 60 mins. Using multiple logistic regression, significant predictors of death within 
30 or 60 mins (typical cut-off times for organ donation) were identified and a predictor score was generated. 
Significant predictors included: age 1 month or younger; norepinephrine, epinephrine, or phenylephrine >0.2 
microg/kg/min; extracorporeal membrane oxygenation; and positive end-expiratory pressure >10 cmH2O; 
and spontaneous ventilation. Possible scores for the 30-min predictor ranged from -17 to 67; a score </=-
9 predicted a 37% probability of death </= 30 mins, whereas a score >/= 38 predicted an 85% probability 
of death within 30 mins. For the 60-min predictor, scores ranged from -21 to 38; score </=-10 predicted a 
59% probability of death within 60 mins and a score >/= 16 predicted a 98% probability of death within 60 
mins. CONCLUSIONS: This tool is a reasonable preliminary predictor for death within 30 or 60 mins after 
withdrawal of support in terminally ill or injured children and might assist in identifying potential pediatric 
candidates for donation after circulatory death, although prospective validation is required.

http://www.ncbi.nlm.nih.gov/pubmed/22067986
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Health-related quality of life in preschool children  
in five health conditions
Spuijbroek, A. T., et al.
Qual Life Res 2011; 20 (5): 779-786
OBJECTIVE: To test the responsiveness of the Infant/Toddler Quality of Life Questionnaire (ITQOL) to 
five health conditions. In addition, to evaluate the impact of the child’s age and gender on the ITQOL 
domain scores. METHODS: Observational study of 494 Dutch preschool-aged children with five clinical 
conditions and 410 healthy preschool children randomly sampled from the general population. The 
clinical conditions included neurofibromatosis type 1, wheezing illness, bronchiolitis, functional abdominal 
complaints, and burns. Health-related quality of life (HRQoL) was assessed by a mailed parent-completed 
ITQOL. Mean ITQOL scale scores for all conditions were compared with scores obtained from the 
reference sample. The effect of patient’s age and gender on ITQOL scores was assessed using multi-
variable regression analysis. RESULTS: In all health conditions, substantially lower scores were found for 
several ITQOL scales. The conditions had a variable effect on the type of ITQOL domains and a different 
magnitude of effect. Scores for ‘physical functioning’, ‘bodily pain’, and ‘general health perceptions’ 
showed the greatest range. Parental impact scales were equally affected by all conditions. In addition 
to disease type, the child’s age and gender had an impact on HRQoL. CONCLUSIONS: The five health 
conditions (each with a distinct clinical profile) affected the ITQOL scales differently. These results indicate 
that the ITQOL is sensitive to specific characteristics and symptom expression of the childhood health 
conditions investigated. This insight into the sensitivity of the ITQOL to health conditions with different 
symptom expression may help in the interpretation of HRQoL results in future applications.

http://www.ncbi.nlm.nih.gov/pubmed/21153564

The Online Parent Information and Support project, 
meeting parents’ information and support needs for 
home-based management of childhood chronic kidney 
disease: research protocol
Swallow, V., et al.
J Adv Nurs 2012; 68 (9): 2095-2102
AIM: This article is a report of a protocol for studying the development and evaluation of an online parent 
information and support package for home-based care of children with chronic kidney disease stages 3-5. 
The study is funded by a National Institute of Health Research, Research for Patient Benefit Grant awarded 
(December 2010). Approval to undetake the study was obtained from the Department of Health National 
Research Ethics Service (June 2011). BACKGROUND: Children with chronic kidney disease require skilled, 
home-based care by parents, supported by professionals. Parents have identified a need for continuously 
available online resources to supplement professional support, and structured resources tailored to 
parents’ needs are highlighted by policy makers as key to optimizing care; yet, online resource provision is 
patchy with little evidence base. METHODS: Using mixed methods, we will (i) conduct parent/child/young 
person/professional/patient and parent volunteer focus groups to explore views on existing resources, (ii) 
collaboratively define gaps in provision, identify desirable components, develop/test resources and conduct a 
feasibility randomized controlled trial, and (iii) of usual professional support versus usual support supplemented 
by the package. Eighty parents of children with chronic kidney disease will be randomized. Primary outcomes 
will assess parents’ self-efficacy and views of resources, using standardized measures at entry and 24 
weeks, and semi-structured interviews at 24 weeks. We will finalize trial components for a later definitive trial. 
DISCUSSION: By working collaboratively, we will derive a detailed insight into parents’ information and support 
needs and experiences of using the package, and should see improved parental self-efficacy.

http://www.ncbi.nlm.nih.gov/pubmed/22224560 
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Impaired sleep affects quality of life in children during 
maintenance treatment for acute lymphoblastic 
leukemia: an exploratory study
van Litsenburg, R. R., et al.
Health Qual Life Outcomes 2011; 9: 25
BACKGROUND: With the increase of pediatric cancer survival rates, late effects and quality of life (QoL) 
have received more attention. Disturbed sleep in pediatric cancer is a common clinical observation, but 
research on this subject is sparse. In general, sleep problems can lead to significant morbidity and are 
associated with impaired QoL. Information on sleep is essential to develop interventions to improve QoL. 
METHODS: Children (2-18 years) with acute lymphoblastic leukemia (ALL) were eligible for this multi-
center study. The Children’s Sleep Habits Questionnaire (CSHQ), Child Health Questionnaire (CHQ) and 
Pediatric Quality of Life Inventory 3.0 Acute Cancer Version (PedsQL) were used to assess sleep and QoL 
halfway through maintenance therapy. Sleep and QoL were measured during and after dexamethasone 
treatment (on-dex and off-dex). RESULTS: Seventeen children participated (age 6.7 +/- 3.3 years, 44% 
boys). Children with ALL had more sleep problems and a lower QoL compared to the norm. There were 
no differences on-dex and off-dex. Pain (r = -0.6; p = 0.029) and worry (r = -0.5; p = 0.034) showed a 
moderate negative association with sleep. Reduced overall QoL was moderately associated with impaired 
overall sleep (r = -0.6; p = 0.014) and more problems with sleep anxiety (r = -0.8; p = 0.003), sleep onset 
delay (r = -0.5; p = 0.037), daytime sleepiness (r = -0.5; p = 0.044) and night wakenings (r = -0.6; p = 
0.017). CONCLUSION: QoL is impaired in children during cancer treatment. The results of this study 
suggest that impaired sleep may be a contributing determinant. Consequently, enhanced counseling and 
treatment of sleep problems might improve QoL. It is important to conduct more extensive studies to 
confirm these findings and provide more detailed information on the relationship between sleep and QoL, 
and on factors affecting sleep in pediatric ALL and in children with cancer in general.

http://www.ncbi.nlm.nih.gov/pubmed/21496357

The PedsQL Infant Scales: feasibility, internal 
consistency reliability, and validity in healthy  
and ill infants
Varni, J. W., et al.
Qual Life Res 2011; 20 (1): 45-55
OBJECTIVE: The PedsQL (Pediatric Quality of Life Inventory) is a modular instrument designed to measure 
health-related quality of life (HRQOL) and disease-specific symptoms in children and adolescents ages 
2-18. The new PedsQL Infant Scales were designed as a generic HRQOL instrument specifically for 
healthy and ill infants ages 1-24 months. The objective of this study was to report on the initial feasibility, 
internal consistency reliability, and validity of the PedsQL Infant Scales in healthy, acutely ill, and chronically 
ill infants. METHODS: The 36-item (ages 1-12 months) and 45-item (ages 13-24 months) PedsQL Infant 
Scales (Physical Functioning, Physical Symptoms, Emotional Functioning, Social Functioning, Cognitive 
Functioning) were completed by 683 parents of healthy, acutely ill, and chronically ill infants. RESULTS: 
The PedsQL Infant Scales evidenced minimal missing responses, achieved excellent internal consistency 
reliability for the Total Scale Scores (alpha = 0.92), distinguished between healthy infants and acutely and 
chronically ill infants, and demonstrated a confirmatory factor structure largely consistent with the a priori 
conceptual model. CONCLUSIONS: The results demonstrate the initial measurement properties of the 
PedsQL Infant Scales in healthy and ill infants. The findings suggest that the PedsQL Infant Scales may be 
utilized in the evaluation of generic HRQOL in infants ages 1-24 months.

http://www.ncbi.nlm.nih.gov/pubmed/20730626 
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PROMIS(R) Parent Proxy Report Scales: an item 
response theory analysis of the parent proxy  
report item banks
Varni, J. W., et al.
Qual Life Res 2012; 21 (7): 1223-1240
OBJECTIVE: The objective of the present study is to describe the item response theory (IRT) analysis 
of the National Institutes of Health (NIH) Patient Reported Outcomes Measurement Information 
System (PROMIS((R))) pediatric parent proxy-report item banks and the measurement properties of 
the new PROMIS((R)) Parent Proxy Report Scales for ages 8-17 years. METHODS: Parent proxy-
report items were written to parallel the pediatric self-report items. Test forms containing the items 
were completed by 1,548 parent-child pairs. CCFA and IRT analyses of scale dimensionality and 
item local dependence, and IRT analyses of differential item functioning were conducted. RESULTS: 
Parent proxy-report item banks were developed and IRT parameters are provided. The recommended 
unidimensional short forms for the PROMIS((R)) Parent Proxy Report Scales are item sets that are 
subsets of the pediatric self-report short forms, setting aside items for which parent responses exhibit 
local dependence. Parent proxy-report demonstrated moderate to low agreement with pediatric self-
report. CONCLUSIONS: The study provides initial calibrations of the PROMIS((R)) parent proxy-report 
item banks and the creation of the PROMIS((R)) Parent Proxy-Report Scales. It is anticipated that these 
new scales will have application for pediatric populations in which pediatric self-report is not feasible.

http://www.ncbi.nlm.nih.gov/pubmed/21971875

A methodological review of resilience  
measurement scales
Windle, G., et al.
Health Qual Life Outcomes 2011; 9: 8
BACKGROUND: The evaluation of interventions and policies designed to promote resilience, and 
research to understand the determinants and associations, require reliable and valid measures 
to ensure data quality. This paper systematically reviews the psychometric rigour of resilience 
measurement scales developed for use in general and clinical populations. METHODS: Eight electronic 
abstract databases and the internet were searched and reference lists of all identified papers were 
hand searched. The focus was to identify peer reviewed journal articles where resilience was a 
key focus and/or is assessed. Two authors independently extracted data and performed a quality 
assessment of the scale psychometric properties. RESULTS: Nineteen resilience measures were 
reviewed; four of these were refinements of the original measure. All the measures had some missing 
information regarding the psychometric properties. Overall, the Connor-Davidson Resilience Scale, 
the Resilience Scale for Adults and the Brief Resilience Scale received the best psychometric ratings. 
The conceptual and theoretical adequacy of a number of the scales was questionable. CONCLUSION: 
We found no current ‘gold standard’ amongst 15 measures of resilience. A number of the scales are 
in the early stages of development, and all require further validation work. Given increasing interest in 
resilience from major international funders, key policy makers and practice, researchers are urged to 
report relevant validation statistics when using the measures.

http://www.ncbi.nlm.nih.gov/pubmed/21294858
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The Perinatal Palliative Care Perceptions and Barriers 
Scale Instrument(c): development and validation
Wool, C. and S. Northam
Adv Neonatal Care 2011; 11 (6): 397-403
PURPOSE: To devise and test an instrument measuring clinician perceptions of perinatal palliative 
care (PPC) and barriers to care delivery. THEORY: PPC was theorized to involve the care of pregnant 
women and their families after prenatal testing resulted in a life-limiting fetal diagnosis. Both giving birth 
to a child with a life-limiting condition or termination of pregnancy for fetal anomaly can be emotionally 
traumatic life events. Clinicians were thought to face ethical dilemmas that involved approaches to 
care for this population. The ethical dilemmas were measured on a perceptions scale using items 
about informed consent, justice, beneficence, and autonomy. Barriers were theorized as obstacles to 
delivering quality PPC and included insufficient education, personal discomfort, and difficulty garnering 
team or administrative support for care. SUBJECTS: Licensed clinicians practicing in the perinatal field. 
DESIGN: Stage 1 entailed instrument development and validation, which was achieved through a Delphi 
study involving 11 expert panelists. The devised instrument included 64 six-point Likert items. In stage 
2, a computer survey gathered data from a multidisciplinary, clinician group. METHODS: A total of 264 
clinicians completed the survey. Exploratory factor analysis with varimax rotation was used to validate the 
instrument, evaluate the factors, and summarize the explained variance achieved by sum scores of the 
perceptions and barriers scales. MAIN OUTCOME MEASURES: The perceptions scale was reduced to 23 
items with a 6-factor solution explaining 67% of the variance with a good internal consistency reliability 
of 0.77 (Cronbach alpha). The 22-item barriers scale had a 6-factor solution explaining 71% of the 
variance with an alpha reliability of 0.83. PRINCIPLE RESULTS: The Perinatal Palliative Care Perceptions 
and Practice Barriers Scale instrument is a valid and reliable measure of PPC perceptions and barriers 
for measuring the attitudes of physicians and nurses. CONCLUSION: Use of this instrument can foster 
educational programs and hospital planning for PPC teams that provide grieving families with the varied 
support they need. It is also a useful instrument for examining trends in the clinician perspectives and 
practice barriers as more genetic testing and subsequent terminal diagnoses occur.

http://www.ncbi.nlm.nih.gov/pubmed/22123471
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Development and validation of the paediatric cancer 
coping scale
Wu, L. M., et al.
J Adv Nurs 2011; 67 (5): 1142-1151
AIM: The purpose of this study was to develop and test the psychometric properties of the paediatric 
cancer coping scale in children with cancer. BACKGROUND: Coping is a mediator between stressful 
events and adaptation. However, existing tools cannot be used to assess and understand coping 
strategies in children with cancer in Taiwan. METHODS: A total of 229 children with cancer were recruited 
from three medical centres in Taiwan in 2008-2009. Internal consistency and test-retest reliability were 
estimated by Cronbach’s alpha and intra-class correlation coefficient respectively. The factor structure 
was determined by exploratory factor analysis and confirmatory factor analysis. Pearson’s correlation 
coefficient was employed to test the convergent and discriminate validity. RESULTS: The paediatric 
cancer coping scale demonstrated internal consistency (alpha = 0.91) and a 2-week test-retest reliability 
(intra-class correlation coefficient = 0.86). Its construct validity was confirmed by factor analysis, which 
extracted and defined three categories of coping strategies: cognitive coping, problem-oriented coping 
and defensive coping; these three factors explained 40% of the total variance with factor loadings ranging 
from 0.31 to 0.71. Convergent and discriminate validities were demonstrated by significant correlations 
among the coping, resilience and anxiety subscales. CONCLUSIONS: The paediatric cancer coping scale 
is a reliable and valid scale to measure and examine coping strategies in children with cancer.

http://www.ncbi.nlm.nih.gov/pubmed/21261693

Reliability and validity of a single item measure  
of quality of life scale for adult patients with  
cystic fibrosis
Yohannes, A. M., et al.
Health Qual Life Outcomes 2011; 9: 105
BACKGROUND: It is important to monitor health related quality of life in order to determine the 
efficacy of interventions and physical functioning of patients with cystic fibrosis in their daily activities. 
There is no a single-item global quality of life scale for routine clinical practice for adult patients with 
cystic fibrosis. We assessed the reliability and validity of a single-item global quality of life scale and 
compared with the Cystic Fibrosis Quality of Life Questionnaire (CF-QOL) for adult patients with cystic 
fibrosis. METHOD: 121 (men = 66, women = 55) adult cystic fibrosis patients self-completed the CF-
QOL, the Hospital Anxiety Depression Scale, and the single item global quality of life scale at the out 
patient clinic. 33 (17 women) completed the repeat questionnaires at home within two weeks. Socio-
demographic characteristic and lung function data were extracted from the recent medical notes. 
RESULTS: Mean (SD) age was 29.6 (8.9) years and mean (SD) forced expiratory volume in 1 second 
was 2.20 (0.94) litres. The test-retest reproducibility using the intra-class correlation coefficient (ICC) 
for the CF-QOL was 0.83, 95% confidence interval 0.68 to 0.91. The single item global quality of life 
ICC score was 0.78, 95% confidence interval 0.59 to 0.88. Concurrent validity of the single-item global 
quality of life was examined in relation to all items of the CF-QOL, frequent episodes of readmission, 
anxiety and depression (all, p < 0.01) were moderately correlated. CONCLUSION: The study provides 
preliminary evidence that the single-item quality of life scale is acceptable, valid and repeatable for 
adult patients with cystic fibrosis. It is a promising tool that can be easily incorporated into a routine 
clinical practice to assess patients’ quality of life.

http://www.ncbi.nlm.nih.gov/pubmed/22117573
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Use of epidural and peripheral nerve blocks at the end 
of life in children and young adults with cancer: the 
collaboration between a pain service and a palliative 
care service
Anghelescu, D. L., et al.
Paediatr Anaesth 2010; 20 (12): 1070-1077
BACKGROUND: Clinicians may avoid continuous pain blocks in pediatric cancer patients at the end 
of life for fear of complications or of interfering with the desired location of death. OBJECTIVES: To 
examine the impact of epidural or peripheral nerve catheters on pain control in children and young 
adults with cancer within the last 3 months of life. METHODS: We retrospectively reviewed the medical 
records to assess pain scores, systemic opioid requirements, and impact on death at the preferred 
location. RESULTS: Ten patients (4.4-21.3 years of age), nine with solid tumors, one with lymphoma, 
had 14 devices (11 epidural, 3 peripheral nerve catheters) for a range of 3-81 days. Twelve of 13 
catheters provided improvement by at least one of three criteria: improved mean pain scores at 24 h (8 
of 13) and decreased opioid requirement at 24 h in nine cases and at day 5 in nine cases. Eight patients 
died in their preferred setting. Six patients had catheters (five epidural, one peripheral) until death, 
including two who died at home. In some cases, typical contraindications for indwelling catheters 
(spinal metastasis, vertebral fracture, thrombocytopenia, fever) were superseded by palliative care 
needs. We found no bleeding, infectious, or neurological complications. CONCLUSIONS: Our findings 
suggest that continuous catheter-delivered pain blockade at the end of life contributes to analgesia, 
moderates opioid requirements, and usually does not preclude death at the preferred location.

http://www.ncbi.nlm.nih.gov/pubmed/21199115

Biobehavioral measures for pain in the pediatric patient
Arif-Rahu, M., et al.
Pain Manag Nurs 2012; 13 (3): 157-168
Pain is a complex biobehavioral phenomenon. The quantification of pain involves the incorporation of 
many factors, including physiologic, behavioral, and psychologic factors. Recognition of pain relies 
heavily on the expression of the patient as well as the interpretation of the caregiver. There are many 
studies published on biobehavioral pain assessment tools, such as neuroimaging, neuromuscular, 
biomarker, and behavioral pain assessment scales. These tools present a clinical challenge to 
appropriately assess and manage pain in the noncommunicative pediatric patients, such as infants, 
preverbal toddlers, and intubated and/or unconscious or cognitively impaired patients. Pain is a 
combination of physiologic, behavioral, and psychologic interactions. Any tool that incorporates the 
measurement of only one of those domains is inherently incomplete in the assessment of pain. Therefore, 
the purpose of this literature review was to provide a comprehensive overview of these biobehavioral pain 
assessment tools used in pain assessment in the noncommunicative pediatric population.

http://www.ncbi.nlm.nih.gov/pubmed/22929603
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Is there a role for intravenous acetaminophen in 
pediatric emergency departments?
Babl, F. E., et al.
Pediatr Emerg Care 2011; 27 (6): 496-499
BACKGROUND: As a nonopioid parenteral analgesic intravenous (IV) acetaminophen is potentially 
attractive for emergency department (ED) use. However, there is little experience with its use in 
the pediatric ED setting. We introduced the agent into a pediatric ED with a preliminary restrictive 
prescribing regimen and describe its use. METHODS: This is a retrospective record review of all 
patients who had received IV acetaminophen over 12 months. Prescribing indications were for 
analgesia only (not for fever management) in patients at risk of opioid-related adverse events. We 
assessed the demographics, dosing, presenting complaints, discharge diagnoses, and indications for 
IV acetaminophen use. RESULTS: Thirty-one patients received IV acetaminophen (mean age, 10 years). 
All patients were at least moderately sick according to their triage assessment. The median dose was 
15 mg/kg with a median of 1 dose administered. Presenting complaints were mainly trauma, abdominal 
complaints, and sepsis/fever/neutropenia. Thirty-nine percent of patients had severe underlying 
conditions. Two patients died: 1 patient had a chronic neurological condition, and the other was 
undergoing palliative treatment for cancer. Physicians complied with prescribing indications for half the 
patients: 53% were at risk of opioid-related adverse events. Physicians prescribed outside the initial 
indications as part of multimodal analgesia (13%), for complex patients with fever and pain (7%), and 
for fever only in patients unable to tolerate enteral administration (27%). CONCLUSIONS: In the setting 
of an initial restrictive prescribing regimen, IV acetaminophen was used in a small number of pediatric 
ED patients. In addition to use in patients at risk of opioid adverse events, the medication was also 
used in complex patients who were unable to tolerate an enteral formulation. Emergency department 
prescribing guidelines have been modified accordingly.

http://www.ncbi.nlm.nih.gov/pubmed/21629146

Pediatric analgesic clinical trial designs, measures, 
and extrapolation: report of an FDA scientific workshop
Berde, C. B., et al.
Pediatrics 2012; 129 (2): 354-364
Analgesic trials pose unique scientific, ethical, and practical challenges in pediatrics. Participants in 
a scientific workshop sponsored by the US Food and Drug Administration developed consensus on 
aspects of pediatric analgesic clinical trial design. The standard parallel-placebo analgesic trial design 
commonly used for adults has ethical and practical difficulties in pediatrics, due to the likelihood of 
subjects experiencing pain for extended periods of time. Immediate-rescue designs using opioid-
sparing, rather than pain scores, as a primary outcome measure have been successfully used in 
pediatric analgesic efficacy trials. These designs maintain some of the scientific benefits of blinding, 
with some ethical and practical advantages over traditional designs. Preferred outcome measures 
were recommended for each age group. Acute pain trials are feasible for children undergoing surgery. 
Pharmacodynamic responses to opioids, local anesthetics, acetaminophen, and nonsteroidal 
antiinflammatory drugs appear substantially mature by age 2 years. There is currently no clear 
evidence for analgesic efficacy of acetaminophen or nonsteroidal antiinflammatory drugs in neonates 
or infants younger than 3 months of age. Small sample designs, including cross-over trials and N of 1 
trials, for particular pediatric chronic pain conditions and for studies of pain and irritability in pediatric 
palliative care should be considered. Pediatric analgesic trials can be improved by using innovative 
study designs and outcome measures specific for children. Multicenter consortia will help to facilitate 
adequately powered pediatric analgesic trials.

http://www.ncbi.nlm.nih.gov/pubmed/22250028 
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Developmental and sex differences in somatosensory 
perception--a systematic comparison of 7- versus 
14-year-olds using quantitative sensory testing
Blankenburg, M., et al.
Pain 2011; 152 (11): 2625-2631
There are controversial discussions regarding developmental- and sex-related differences in 
somatosensory perception, which were found, eg, when comparing younger children (6-8 years), older 
children (9-12 years), and adolescents (13-16 years) using quantitative sensory testing (QST). The aim 
of our current study was to systematically assess the impact of age and sex using the QST protocol of 
the German Research Network on Neuropathic Pain (DFNS). QST, including thermal and mechanical 
detection and pain thresholds, was assessed in 86 healthy 7-year-old children (42 girls and 44 boys) 
and 87 healthy 14-year-old adolescents (43 girls and 44 boys). The sample size was calculated a priori 
to detect medium-sized effects as found in the previous studies with adequate power. Developmental 
and sex differences were tested using univariate analysis of variance. Children were more sensitive 
to most pain stimuli, except cold pain stimuli, compared with adolescents, but did not differ in 
mechanical and thermal detection thresholds except in regard to cold stimuli. Sex had an impact only 
on warm detection, with girls being more sensitive. There were no interactions between age and sex. In 
conclusion, developmental changes during the puberty appear to influence pain perception, whereas 
sex effects in childhood are negligible. At present, it is not clear what brings about the differences 
between adult men and women that are apparent in epidemiological studies. Our results contradict the 
hypothesis that differences in peripheral nerve-fiber functioning underlie sex effects.

http://www.ncbi.nlm.nih.gov/pubmed/21907494

Application of the M technique to two severely 
disabled children in Belarus
Breen Rickerby, K. and B. Cordell
Int J Palliat Nurs 2012; 18 (7): 355-359
Following the early-morning explosion of reactor four at the Chernobyl nuclear plant on 26 April 1986, 
radioactive fallout fell over 80% of Belarus. More than 2.2 million people were affected, including 
thousands of children. As a result, there are now over 50,000 children in 600 orphanages in Belarus. 
Many of the orphanages are without basic amenities and are operating in dire circumstances. This 
article outlines two case studies of orphaned children with profound disabilities in one of these 
orphanages. The first author, a nurse volunteer from Ireland, used a method of touch called the ‘M 
technique’ to calm and soothe the children. The M technique is a gentle repetitive method of touch that 
can be learnt in a few hours. The results suggest that even when the situation appears very challenging, 
simple touch can have a beneficial effect.

http://www.ncbi.nlm.nih.gov/pubmed/22885968
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Relieving existential suffering through palliative 
sedation: discussion of an uneasy practice
Bruce, A. and P. Boston
J Adv Nurs 2011; 67 (12): 2732-2740
AIM: This article presents a discussion of the use of palliative sedation in response to intractable (not 
responsive to treatment) existential suffering. BACKGROUND: Patients suffering from a terminal illness 
are often faced with severe symptoms at the end of life. Although palliative sedation is sometimes 
used when no other options are effective in relieving unbearable pain or suffering, its use in response 
to intractable existential suffering in terminal illness remains controversial. DATA SOURCES: A literature 
search was conducted for published articles addressing the use of palliative sedation between 1996 
and 2009 using established databases. DISCUSSION: Palliative sedation remains an uneasy practice. 
The debates have centred on ethical issues surrounding decisions to use sedation and on separating 
the intent of palliative sedation (relief of intolerable symptoms) from the intent of euthanasia (hastening 
death). There is lack of consensus in defining existential suffering. Consequently, there is limited 
understanding of how decisions are being made when using palliative sedation to treat intractable 
existential suffering. CONCLUSIONS: Given the confusion and uncertainty about ethical and clinical 
justifications for palliative sedation in treating existential suffering, we argue that a better understanding 
of the controversies and decision-making process is needed. Greater understanding is required to 
prevent palliative sedation from becoming a substitute for intensive treatment of this kind of suffering.

http://www.ncbi.nlm.nih.gov/pubmed/21627682

Optimizing the assessment of pain in children who are 
cognitively impaired through the quality improvement 
process
Chen-Lim, M. L., et al.
J Pediatr Nurs 2012; 27 (6): 750-759
Pain assessment in children with cognitive impairment (CI) is challenging. A quality improvement (QI) 
project involving evidence-based review of pain assessment tools, feedback from the Family Advisory 
Council, trialing of selected tools within clinical settings including obtaining feedback from nurses, and 
parents caring for nonverbal children with developmental delay was reported. Synthesized evidence 
supported the adoption of revised Faces, Legs, Activity, Cry, and Consolability pain assessment tool 
into clinical practice. Results of postimplementation audit and challenges of staff nurse involvement 
in the QI process were also discussed. The 24-month-long QI process and its impact on changing 
practice were described in detail.

http://www.ncbi.nlm.nih.gov/pubmed/22497741
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Barriers to pediatric pain management:  
a nursing perspective
Czarnecki, M. L., et al.
Pain Manag Nurs 2011; 12 (3): 154-162
This study describes strategies used by the Joint Clinical Practice Council of Children’s Hospital of 
Wisconsin to identify barriers perceived as interfering with nurses’ (RNs) ability to provide optimal pain 
management. A survey was used to ascertain how nurses described optimal pain management and 
how much nurses perceived potential barriers as interfering with their ability to provide that level of 
care. The survey, “Barriers to Optimal Pain management” (adapted from Van Hulle Vincent & Denyes, 
2004), was distributed to all RNs working in all patient care settings. Two hundred seventy-two surveys 
were returned. The five most significant barriers identified were insufficient physician (MD) orders, 
insufficient MD orders before procedures, insufficient time to premedicate patients before procedures, 
the perception of a low priority given to pain management by medical staff, and parents’ reluctance to 
have patients receive pain medication. Additional barriers were identified through narrative comments. 
Information regarding the impact of the Acute Pain Service on patient care, RNs’ ability to overcome 
barriers, and RNs’ perception of current pain management practices is included, as are several specific 
interventions aimed at improving or ultimately eliminating identified barriers.

http://www.ncbi.nlm.nih.gov/pubmed/21893304

Procedural pain management: a position statement 
with clinical practice recommendations
Czarnecki, M. L., et al.
Pain Manag Nurs 2011; 12 (2): 95-111
The American Society for Pain Management Nursing (ASPMN) has developed a position statement 
and clinical practice recommendations related to procedural preparation and comfort management. 
Procedures potentially produce pain and anxiety, both of which should be assessed and addressed 
before the procedure begins. This position statement refers to “comfort management” as incorporating 
the management of pain, anxiety, and any other discomforts that may occur with procedures. It is the 
position of ASPMN that nurses and other health care professionals advocate and intervene based on 
the needs of the patient, setting, and situation, to provide optimal comfort management before, during, 
and after procedures. Furthermore, ASPMN does not condone procedures being performed without the 
implementation of planned comfort assessment and management. In addition to outlining this position 
with supporting evidence, this paper reviews the ethical considerations regarding procedural comfort 
management and provides recommendations for nonpharmacologic and pharmacologic management 
during all phases of the procedure. An appendix provides a summary of this position statement and 
clinical practice recommendations.

http://www.ncbi.nlm.nih.gov/pubmed/21620311
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Pattern of morphine prescription by doctors  
in a Nigeria tertiary hospital
Elumelu, T. N., et al.
Niger J Clin Pract 2012; 15 (1): 27-29
BACKGROUND: Morphine was reintroduced into Nigeria after a long period of absence due to 
technical problems relating to stock accounting. With this reintroduction, prescriber education was 
commenced in many centers including the University of Ibadan. Aims and Objective: The aim of 
this study is to review the morphine prescription habits of the medical doctors practicing at the 
University College Hospital, Ibadan, and to assess the level of conformity with international guidelines. 
MATERIALS AND METHODS: All the prescriptions on oral morphine in the hospital’s pharmacy records 
within a 6 months period were reviewed. RESULTS: The results showed that more than half (51.7%) 
of all morphine prescriptions were from the Radiation Oncology Department, while the newly created 
Day Care Hospice Unit accounted for 31.8% of the prescriptions. No prescriptions were seen from the 
Labor ward. Only 1.1% of all the prescriptions conformed to international guideline as contained in the 
“Blue Book.” CONCLUSION: The results showed that there is a need for more education and advocacy 
programmes to increase awareness among doctors about morphine prescriptions.

http://www.ncbi.nlm.nih.gov/pubmed/22437084

Finding the evidence to change practice for assessing 
pain in children who are cognitively impaired
Ely, E., et al.
J Pediatr Nurs 2012; 27 (4): 402-410
We report on a quality improvement project whose purpose was to systematically review behavioral 
pain assessment tools for children who are cognitively impaired, with the goal of identifying a valid 
and reliable tool for clinical practice. In addition, we sought to partner with parents and/or caregivers 
to expand their role in pain assessment. The project team conducted an extensive synthesis of the 
literature to examine the availability and quality of published pain assessment tools for use with 
children with cognitive impairment (CI) or developmental disability. Once completed, we identified 2 of 
the available 10 tools to test in the clinical setting. Data from this quality improvement project provided 
evidence to support the adoption of the revised Faces, Legs, Activity, Cry, and Consolability pain 
assessment tool for children with CI into clinical practice.

http://www.ncbi.nlm.nih.gov/pubmed/22703688
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Predictors of depressive symptoms in parents of 
chronically ill children admitted to the pediatric 
intensive care unit
Fauman, K. R., et al.
Am J Hosp Palliat Care 2011; 28 (8): 556-563
OBJECTIVE: To identify factors in the pediatric intensive care unit (PICU) patient population that may 
result in increased risk of depressive symptoms in their parents. DESIGN: Six-month, prospective, 
observational study in a tertiary-level PICU on parents of chronically ill children admitted to PICU. 
Parents were assessed by background questionnaire and standardized depression scale. RESULTS: 
Data was compared to various markers such as child’s diagnosis, admission reason, palliative care 
diagnosis type (ACT code), and course/length of disease. Incidence of depressive symptoms in 
parents was inversely correlated with duration of child’s chronic illness. Parents of children admitted 
for planned postoperative management were more likely to report depressive symptoms compared to 
parents of children admitted for acute changes in health. CONCLUSION: Parents of certain chronically 
ill children may benefit from routine screening for depression.

http://www.ncbi.nlm.nih.gov/pubmed/21454321

Perioperative management of the child  
on long-term opioids
Geary, T., et al.
Paediatr Anaesth 2012; 22 (3): 189-202
The strategies used to manage children exposed to long-term opioids are extrapolated from adult 
literature. Opioid consumption during the perioperative period is more than three times that observed 
in patients not taking chronic opioids. A sparing use of opioids in the perioperative period results in 
both poor pain management and withdrawal phenomena. The child’s pre-existing opioid requirement 
should be maintained, and acute pain associated with operative procedures should be managed with 
additional analgesia. This usually comprises short-acting opioids, regional or local anesthesia, and 
adjuvant therapies. Long-acting opioids, transdermal opioid patches, and implantable pumps can 
be used to maintain the regular opioid requirement. Intravenous infusion, nurse controlled analgesia, 
patient-controlled analgesia, or oral formulations are invaluable for supplemental requirements 
postoperatively. Effective management requires more than simply increasing opioid dose during 
this time. Collaboration of the child, family, and all teams involved is necessary. While chronic pain 
or palliative care teams and other staff experienced with the care of children suffering chronic pain 
may have helpful input, many pediatric hospitals do not have chronic pain teams, and many patients 
receiving long-term opioids are not palliative. Acute pain services are appropriate to deal with those on 
long-term opioids in the perioperative setting and do so successfully in many centers. Staff caring for 
such children in the perioperative period should be aware of the challenges these children face and be 
educated before surgery about strategies for postoperative management and discharge planning.

http://www.ncbi.nlm.nih.gov/pubmed/22098293
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About the lecture by a physician
Gray, D.
J Pain Palliat Care Pharmacother 2011; 25 (2): 171-173
As I had been lectured to by a physician about the dangers of morphine use in my child, I agonized 
over allowing its administration, which only prolonged my son’s suffering. It is one of my biggest 
regrets upon looking back on Austin’s time here on earth. A lack of education on the positive benefits 
of morphine actually increased the time of his suffering. It’s still hard to digest. When Austin received 
morphine he did not stop breathing, die, or lose his personality as I had feared. Instead, he was able to 
regain some of the weight he had lost during his bouts with dystonia and spasticity and could enjoy life 
within reason. He could even smile again, something that I had not seen in a full month of his suffering 
in the hospital. He died at age 14, but not before enduring other periods of time dealing with horrific 
spasms. Austin’s pain became unmanageable in February 2005 and I had to make the painful decision 
to withdraw nutrition and hydration in order to end his horrible suffering, as there was no cure for the 
disease he had and no end in sight for the pain.

http://www.ncbi.nlm.nih.gov/pubmed/21657865

Complementary and alternative medicine use in 
children with cancer at the end of life
Heath, J. A., et al.
J Palliat Med 2012; 15 (11): 1218-1221
BACKGROUND: The use of complementary and alternative medicines (CAM) in patients with cancer is 
well recognized. Little is known, however, about the use of CAM in children with cancer during the end-
of-life period. METHODS: We interviewed 96 parents of children who had died of cancer in Melbourne, 
Australia between 1996 and 2004 to establish the prevalence of CAM use during the end-of-life period. 
Factors affecting the use of CAM were explored. We also determined the perceived efficacy of CAM 
use and its effect on the overall experience of end-of-life care. RESULTS: Thirty percent of parents 
caring for a child with cancer reported using some form of CAM during the end-of-life period, with 44% 
of these families using more than one type. The most common therapies used were organic foods, faith 
healing, and homeopathy. There was a strong correlation between open discussion about treatment 
alternatives with the treating physician and parental use of CAM. The majority (78%) of respondents 
felt CAM use had benefited their child significantly and most felt it had not caused additional suffering. 
CONCLUSIONS: A significant number of children with cancer are administered CAM during the end-
of-life period and most families in our study had found it beneficial. The main focus should continue to 
be on open and honest communication between caregivers and families in order to provide the best 
possible holistic care.

http://www.ncbi.nlm.nih.gov/pubmed/22908860
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Specialized multimodal outpatient treatment for 
children with chronic pain: treatment pathways  
and long-term outcome
Hechler, T., et al.
Eur J Pain 2011; 15 (9): 976-984
OBJECTIVE: Despite the increased recognition of paediatric chronic pain, centres for providing 
appropriate treatment are scarce, and much remains unknown about optimal treatment approaches. 
The purpose of this study was to investigate effectiveness of multimodal outpatient treatment (MOT) 
through the examination of treatment pathways and long-term outcomes. METHODS: Within an 
observational longitudinal study, 275 children (4-18years) formed the study group and received 
MOT. Over a 12-month period, we followed the progress of the study group to identify how many 
children completed treatment, how many continued treatment and how many were stepped-up to 
more intensive treatment. To investigate significant and clinically relevant changes in primary and 
secondary outcomes the study group was assessed at three consecutive treatment sessions (initial 
session, 3-, 6-month visit) and 12months following the initial session. RESULTS: Analysis of treatment 
pathways showed that 1/3 of the children did not attend the prescribed second and third visit to the 
clinic. Cessation of treatment correlated with significant improvement. Only a small number of children 
were still in treatment at 12-month follow-up (12%) or needed more intensive treatment (11%). At 
12-month follow-up, almost 70% of children in the study group were able to attend school regularly. 
Pain intensity, pain-related disability and inappropriate coping strategies were significantly reduced at 
3-month visit and remained stable at the subsequent time points. CONCLUSIONS: MOT appears to be 
beneficial for children with chronic pain. A short intensive intervention (comprising of a total of 2.5-h) 
can lead to substantial improvements even for severely affected children.

http://www.ncbi.nlm.nih.gov/pubmed/21440471

Pain assessment in the patient unable to  
self-report: position statement with clinical  
practice recommendations
Herr, K., et al.
Pain Manag Nurs 2011; 12 (4): 230-250
Individuals who are unable to communicate their pain are at greater risk for under recognition and 
undertreatment of pain. This position paper describes the magnitude of this issue, defines populations 
at risk and offers clinical practice recommendations for appropriate pain assessment using a 
hierarchical framework for assessing pain in those unable to self-report. Nurses have a moral, ethical, 
and professional obligation to advocate for all individuals in their care, particularly those who are 
vulnerable and unable to speak for themselves. Just like all other patients, these special populations 
require consistent, ongoing assessment, appropriate treatment, and evaluation of interventions 
to insure the best possible pain relief. Because of continued advances and new developments in 
strategies and tools for assessing pain in these populations, clinicians are encouraged to stay current 
through regular review of new research and practice recommendations.

http://www.ncbi.nlm.nih.gov/pubmed/22117755
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Development of somatosensory perception in children: 
a longitudinal QST-study
Hirschfeld, G., et al.
Neuropediatrics 2012; 43 (1): 10-16
Cross-sectional studies on somatosensory perception in children demonstrate lower pain thresholds 
for children compared with adolescents. The aim of the present longitudinal study was to replicate 
these age-related differences in a longitudinal design. Total 38 children and adolescents aged 6 to 16 
years (two girls and two boys within each year) participated in this study. Quantitative sensory testing 
(QST) according to the protocol of the German research network on neuropathic pain (DFNS) was 
assessed twice with an interval of 15.8 +/- 3.0 months. Bland-Altman analyses describe the short-term 
reliability of the measurements. Intraindividual sensory development was measured using paired t-test 
and quantified by effect sizes Cohen’s d between the two measurements. QST parameters showed 
good short-term reliability. Over a period of 1 year, children became less sensitive to painful stimuli, 
especially to cold pain, pressure pain, and mechanical pain. No systematic developmental changes 
were observed in response to the other somatosensory stimuli. QST is reliable over short retest 
intervals. In line with previous results from cross-sectional studies, we find a decrease in pain sensitivity 
with increasing age but no differences in nonnociceptive somatosensory processing over a period of 1 
year in children between 6 and 16 years of age. Taken together, these results highlight the importance 
of a reference-based interpretation of the individual QST data.

http://www.ncbi.nlm.nih.gov/pubmed/22430155

Understanding cachexia in patients with cancer
Holmes, S.
Nurs Stand 2011; 25 (21): 47-56; quiz 58
Cancer cachexia is a progressive wasting syndrome characterised by loss of both adipose tissue and 
lean body mass. It is a complex metabolic process common in patients with cancer and responsible for 
death. Consideration of this syndrome is important because of its prevalence and its significant effect 
on morbidity, mortality and nutritional and psychological status.

http://www.ncbi.nlm.nih.gov/pubmed/21329133
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Special needs require special attention: a pilot  
project implementing the paediatric pain profile for 
children with profound neurological impairment in  
an in-patient setting following surgery
Hunt, K. A. and L. S. Franck
J Child Health Care 2011; 15 (3): 210-220
There is a lack of knowledge regarding the implementation of pain assessment tools for children 
with profound neurological impairment (PNI) in in-patient settings. This article describes a pilot 
project to evaluate the Paediatric Pain Profile (PPP) for children with PNI undergoing surgery. Five 
families of children 5 to 16 years of age with a primary diagnosis of cerebral palsy and admitted for 
surgical procedures were interviewed. Nineteen nurses completed questionnaires and children’s 
pain management documentation was audited. The project identified issues in three areas of pain 
management: implementation process, individualised pain management and partnership. The PPP 
required pre-admission assessment and parental involvement, and was considered time-consuming 
by nurses. Individualised pain assessment and intervention was difficult to achieve, as was shared 
assessment and documentation among parents and nurses. Despite initial resistance to change, with 
greater use there was growing appreciation of the value of components of the PPP. Further exploration 
of the PPP tool in practice is required before its use can be widely recommended for children with PNI 
in in-patient settings. Future studies are required to determine which of the available pain assessment 
tools has the greatest accuracy and utility for assessment of post-operative pain in children with PNI.

http://www.ncbi.nlm.nih.gov/pubmed/21828163

Neuropathic pain management in children
Hyde, C., et al.
Int J Palliat Nurs 2012; 18 (10): 476-478,480-472
There are difficulties in assessing, managing, and evaluating neuropathic pain in dying children, 
particularly those with neurological impairment. Neuropathic pain in children often presents differently 
to how it presents in the adult population. Comprehensive assessment as well as pharmacological and 
non-pharmacological interventions are crucial to its successful management and frequently require 
input from an interdisciplinary team. Notwithstanding the need for further research, this paper brings 
together research papers, reviews, and clinical guidelines to present an exploration of existing evidence 
regarding care for children with neuropathic pain and their families.

http://www.ncbi.nlm.nih.gov/pubmed/23123950
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Factors predicting requirement of high-dose 
transdermal fentanyl in opioid switching from oral 
morphine or oxycodone in patients with cancer pain
Kanbayashi, Y., et al.
Clin J Pain 2011; 27 (8): 664-667
OBJECTIVES: To identify predictive factors requiring high-dose transdermal fentanyl in opioid switching 
from oral morphine or oxycodone to transdermal fentanyl in patients with cancer pain. METHODS: 
The participants were 76 hospitalized terminal cancer patients who underwent opioid switching from 
oxycodone or morphine sustained-release tablet to transdermal fentanyl at our hospital between 
January 2009 and June 2010. The conversion dose was calculated as transdermal fentanyl (25 mug/h)/
oral morphine (60 mg) or oxycodone (40 mg)=1. The response evaluated was the dose conversion ratio 
[transdermal fentanyl/oral morphine or oxycodone (conversion dose to fentanyl)]=Y and was taken 
to be 0 for Y</=1, 1 for 1<Y</=2, 2 for 2<Y</=3, and 3 for 3<Y. Predictors evaluated were factors 
potentially impacting pain. Ordered logistic regression analysis was carried out to identify the predictive 
factors requiring high-dose transdermal fentanyl in opioid switching. RESULTS: Breast cancer [odds 
ratio (OR)=8.218; 95% confidence interval (CI), 1.219-55.407; P=0.0305], total protein level (OR=0.630; 
95% CI, 0.408-0.974; P=0.0377), alanine aminotransferase level (OR=1.017; 95% CI, 1.001-1.033; 
P=0.0390), advanced age (OR=3.700; 95% CI, 1.360-10.063; P=0.0104), and male sex (OR=3.702; 
95% CI, 1.355-10.115; P=0.0107) were found to be significant predictive factors requiring high-dose 
transdermal fentanyl in opioid switching. DISCUSSION: Our study indicates that breast cancer, total 
protein, alanine aminotransferase, advanced age, and male sex are significant predictors of a need for 
higher dose transdermal fentanyl in opioid switching. Our results are considered likely to contribute to 
the establishment of evidence-based medicine in pain relief and palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/21471811
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Sweet-tasting solutions for needle-related procedural 
pain in infants one month to one year of age
Kassab, M., et al.
Cochrane Database Syst Rev 2012; 12: CD008411
BACKGROUND: Administration of oral sucrose or glucose with and without non-nutritive sucking 
is frequently used as a non-pharmacological intervention for needle-related procedural pain relief in 
infants. OBJECTIVES: To determine the effectiveness of sweet-tasting solutions for needle-related 
procedural pain in infants one month to one year of age compared with no treatment, placebo, other 
sweet-tasting solutions, or pharmacological or other non-pharmacological pain-relieving methods. 
SEARCH METHODS: We searched the Cochrane Central Register of Controlled Trials (CENTRAL) 
(The Cochrane Library 2012); MEDLINE via Ovid (1966 to 2012); CINAHL via OVID (1982 to 2012). The 
World Health Organization International Clinical Trials Registry Platform was also searched for any 
ongoing trials. Clinical trial registries, conference proceedings and references for randomised controlled 
trials (RCTs) were also searched. An updated search was run to capture any new publications before 
finalising the review in April 2012 and no new included studies were identified. Two review authors (MK 
& JF) independently abstracted data and assessed quality using a standard form. Authors have been 
contacted for missing data. SELECTION CRITERIA: Randomised-controlled trials using a sweet-tasting 
solution to treat pain in healthy term infants (gestational age 37 weeks and over), between one month 
and 12 months of age who required needle-related procedures. These procedures included but were 
not limited to: subcutaneous or intramuscular injections, venepuncture, and heel lance. Studies in 
which the painful procedure was circumcision, lumbar puncture or supra-pubic bladder aspiration were 
not included as they are more severe and painful than needle-related procedures. Control conditions 
included no treatment or placebo (water) or any other identical intervention (same appearance and 
consistency) without active ingredient, another sweet-tasting solution, a pharmacological pain-relieving 
method (e.g. paracetamol, topical anaesthetic cream), non-pharmacological pain-relieving method 
(e.g. distraction method, non-nutritive sucking). DATA COLLECTION AND ANALYSIS: Assessment 
of trial quality, data extraction and synthesis of data were performed using standard methods of the 
Cochrane Pain, Palliative and Supportive Care Group. We report mean differences (MD) with 95% 
confidence intervals (CI) using fixed-effect models as appropriate for continuous outcome measures. 
We planned to report risk ratio (RR) and risk difference (RD) for dichotomous outcomes. The Chi(2) 
test and I(2) statistic were used to assess between-study heterogeneity. MAIN RESULTS: Sixty-five 
(65) studies were identified for possible inclusion in this review. Fourteen published RCTs with a total 
of 1551 participants met the inclusion criteria. Duration of cry was significantly reduced in infants 
who were administered a sweet-tasting solution [MD -13.47 (95% CI -16.80 to -10.15)], P < 0.00001 
compared with water. However, there was considerable heterogeneity between the studies (I(2) = 
94%) that we were unable to explain. Meta-analysis was not able to be undertaken for any of the other 
outcome measures, except for cry duration, because of differences in study design. However, most 
of the individual studies that measured pain found sucrose to significantly reduce pain compared with 
the control group. One study compared sucrose and Lidocaine-prilocaine cream and no significant 
difference was found between the two treatments for the outcomes pain and cry duration. Due to 
the differences between the studies, we were unable to identify the optimal concentration, volume or 
method of administration of sweet-tasting solutions in infants aged one to 12 months. Further large 
RCTs are needed. AUTHORS’ CONCLUSIONS: There is insufficient evidence to confidently judge the 
effectiveness of sweet-tasting solutions in reducing needle-related pain in infants (one month to 12 
months of age). The treatments do, however, appear promising. Data from a series of individual trials 
are promising, as are the results from a subset meta-analysis of studies measuring duration of crying. 
Further well controlled RCTs are warranted in this population to determine the optimal concentration, 
volume, method of administration, and possible adverse effects.

http://www.ncbi.nlm.nih.gov/pubmed/23235662
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Review of symptom experiences in children and 
adolescents with cancer
Kestler, S. A. and G. LoBiondo-Wood
Cancer Nurs 2012; 35 (2): E31-49
BACKGROUND: Inadequate symptom relief in children and adolescents with cancer leads to 
unnecessary suffering. This review assesses research on children and adolescents with cancer that had 
been published from 2002 to 2010. OBJECTIVES: The review identifies the symptom experiences of 
children and adolescents undergoing treatment and describes the progress that has been made since 
Docherty’s 2003 systematic review of nurse researcher published studies from 1990 to 2002, which 
identified gaps in research on the symptoms of pediatric oncology patients. METHOD: A computerized 
search of medical and nursing literature produced 50 published studies and 2 dissertations that 
addressed the symptom experiences of children and adolescents receiving treatment for cancer. 
RESULTS: Pain from cancer-related procedures and fatigue were the most frequently identified 
symptoms, followed closely by nausea and vomiting. More preschool-aged subjects and nonwhite 
subjects need to be assessed, distinctions between age groups and gender should be explored, and 
instrumentation for the prereading group must be developed. CONCLUSIONS: Research on symptoms 
experienced by children and adolescents has gained momentum within the last 10 years, and some of 
the gaps identified by Docherty have been addressed. Multicenter trials would increase sample sizes 
and decrease enrollment time. IMPLICATIONS FOR PRACTICE: By synthesizing research completed 
from 2002 to 2010 on symptoms of children who had cancer, new ideas can be generated and shared 
with clinical nursing staff to improve patient care. Gaps to further direct research are also identified.

http://www.ncbi.nlm.nih.gov/pubmed/21760492

End of life care sedation for children
Kiman, R., et al.
Curr Opin Support Palliat Care 2011; 5 (3): 285-290
PURPOSE OF REVIEW: This article is aimed to review updated research on end-of-life care sedation 
(EOLC-S) for children and aspects surrounding this issue. RECENT FINDINGS: Prevalence of EOLC-S 
for children may vary across countries on account of cultural differences, in terms of settings, legal 
issues and perceptions about EOLC-S, which lead to variation in patient selection and management. 
Although home is the preferred place of death for families, research shows hospital settings and ICUs to 
be the most frequent places where children die. Data on how to define refractory symptoms and update 
research on drug selection and dosing are lacking. Nature of symptoms at end of life (EOL) is described 
for cancer patients, but few articles focused on nononcological conditions. Decision making at EOL 
is commonly discussed with families but children are less frequently involved. SUMMARY: A thorough 
search of databases was conducted for articles published in the last year. We found few articles 
describing EOLC-S as a last resort. But how, when and by whom a symptom is defined as refractory, 
is not well established. Aggressive symptom management at EOL along with advanced care planning 
conducted by pediatric palliative care teams could diminish EOLC-S. More research is needed.

http://www.ncbi.nlm.nih.gov/pubmed/21734584
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Distraction techniques for children undergoing 
procedures: a critical review of pediatric research
Koller, D. and R. D. Goldman
J Pediatr Nurs 2012; 27 (6): 652-681
Pediatric patients are often subjected to procedures that can cause pain and anxiety. Although 
pharmacologic interventions can be used, distraction is a simple and effective technique that directs 
children’s attention away from noxious stimuli. However, there is a multitude of techniques and 
technologies associated with distraction. Given the range of distraction techniques, the purpose 
of this article was to provide a critical assessment of the evidence-based literature that can inform 
clinical practice and future research. Recommendations include greater attention to child preferences 
and temperament as a means of optimizing outcomes and heightening awareness around child 
participation in health care decision making.

http://www.ncbi.nlm.nih.gov/pubmed/21925588

Developing a pediatric pain service
Kost-Byerly, S. and G. Chalkiadis
Paediatr Anaesth 2012; 22 (10): 1016-1024
Pediatric pain services were first established in larger pediatric centers over two decades ago. 
Children’s acute pain was poorly managed at the time owing to misconceptions, safety concerns, 
and variability in practice. While many larger pediatric centers now have acute pain services, there 
remains a need for better pain management in facilities and geographic locations with fewer resources. 
Institutional acknowledgement and desire to change, appropriate staffing, and funding are major 
obstacles. Better recognition and assessment as well safer and more efficacious treatment of pain 
are the principal objectives when establishing a pain service. It is important to determine whether the 
proposed service intends to treat acute, chronic, procedural, and/or cancer and palliative pain as each 
requires different skills and resources. An ideal and comprehensive pediatric pain service should be 
equipped to diagnose and treat acute, persistent (chronic), procedural, and cancer/palliative pain. It is 
not feasible or necessary for every hospital to manage all. Establishing the scope of practice (based 
on case mix and caseload) in any given hospital will determine which resources are desired. Country-
specific standards, local staffing, and fiscal constraints will influence which resources are available.

http://www.ncbi.nlm.nih.gov/pubmed/22967161

Palliative sedation in 2 children with terminal  
cancer – an effective treatment of last resort in  
a home care setting
Kuhlen, M., et al.
Klin Padiatr 2011; 223 (6): 374-375.

http://www.ncbi.nlm.nih.gov/pubmed/22052636
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End of life: a need for bowel care guidance
Kyle, G.
Nurs Times 2011; 107 (17): 20-22
Patients receiving end-of-life and palliative care often need help to manage their bowel care. Although 
several policies on palliative care have been introduced in recent years, there is a lack of guidance 
specifically on bowel management for patients approaching death. This article highlights the gaps in 
guidance, and discusses how nurses can alleviate patients’ distress and best preserve, their dignity 
while managing their bowel care.

http://www.ncbi.nlm.nih.gov/pubmed/21614955

Challenging symptom profiles of life-limiting 
conditions in children: a survey of care professionals 
and families
Malcolm, C., et al.
Palliat Med 2011; 25 (4): 357-364
This paper reports on data from the initial phase of a UK-wide study exploring life-limiting conditions 
(LLCs) in children where, because of their rarity, little is understood regarding the significant 
symptom challenges of families and care professionals who support them. In this initial phase, care 
professionals (n=43) and families (n=16) completed a survey to identify which rare LLCs present 
symptom challenges and which individual symptoms prove difficult to manage. Findings led to the 
prioritization of mucopolysaccharidoses, Batten Disease and leukodystrophy. Care professionals’ 
rationales for selecting these conditions included the presence of symptoms that are very difficult to 
manage, a requirement for additional clinical evidence to support symptom management, and the 
progressive nature of these diseases where symptoms frequently change and are difficult to predict. 
Families identified symptoms such as behavioural difficulties, visual impairments and communication 
impairments as those being most difficult to manage and having most impact on quality of life for 
children and families.

http://www.ncbi.nlm.nih.gov/pubmed/21228088



136Synopsis Vol. 1 No. 1 June 2013

Pain and Symptom Assessment and Relief

Pain therapy in pediatric oncology: pain experience, 
drugs and pharmacokinetics
Mertens, R.
Anasthesiol Intensivmed Notfallmed Schmerzther 2011; 46 (11-12): 736-742
Paediatric cancer patients often experience fear and pain from the disease but also in connection with 
the necessary diagnostic and therapeutic procedures. The treatment of pain is a priority for all patients, 
especially for critically ill children because of their vulnerability and limited understanding. The experience 
of pain is always subjective and depends on the age, the pain experience and the environment. In contrast 
to adults, it is often difficult to detect character of pain, pain intensity and pain localization in very young 
patients. Diagnostic and therapeutic procedures are performed in analgosedation for a given drug scheme 
by a pediatrician experienced in intensive care.In addition, a local anesthetic for an access system/
lumbar punctures in the form of EMLA(R) patch is to be carried out. A rapid and effective treatment of pain 
and appropriate analgesia can prevent patients from being traumatized.For severe pain, malignancy- or 
chemotherapy-induced (eg. mucositis WHO grade 3 and 4) initial use of strong opiates is recommended 
instead of climbing the WHO ladder. For strong opiates, there is no maximum dose, as long as a dose 
increase leads to clinically observable increase in analgesia, without severe side effects. Patient-controlled 
analgesia with morphine as continuous subcutaneous or intravenous infusions and the possibility of a 
bolus injection is suited for children aged 6 years. A measurement of O2-saturation is essential during this 
infusion. Prophylactic approaches also must be used consistently in regard to the acute side effect of opiate 
treatment. Good experience, we have also made a non-drug therapy, e.g. personnel/physical affection, 
cuddling, massage, etc.The choice of analgesia depends on the nature and cause of pain. In neuropathic 
pain or phantom pain coanalgetics should be used to effectively treat pain in young patients. Different 
analgesic treatment approaches of the appropriate indications and adverse effects are presented.  
A particular challenge for the pediatrician is the sufficient and adequate pain therapy in palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/22147611

Nausea, pain, fatigue, and multiple symptoms in 
hospitalized children with cancer
Miller, E., et al.
Oncol Nurs Forum 2011; 38 (5): E382-393
PURPOSE/OBJECTIVES: To describe the prevalence, frequency, severity, and distress of multiple symptoms 
in hospitalized children with cancer and to examine the overall symptom scores and global distress in 
patients reporting nausea, pain, and fatigue. DESIGN: Descriptive design with repeated measures. SETTING: 
Inpatient pediatric hematology-oncology unit. SAMPLE: 39 inpatients (ages 10-17) diagnosed with cancer. 
METHODS: Five-day data collection using the Memorial Symptom Assessment Scale (MSAS) Pediatric 10-
18. MAIN RESEARCH VARIABLES: Thirty-one symptoms included in the MSAS Pediatric 10-18. FINDINGS: 
The most common symptoms (prevalence greater than 34%) were nausea, fatigue, decreased appetite, 
pain, and feeling drowsy. Differences in symptom experiences occurred in the presence of nausea, pain, 
and fatigue compared to days when they were not reported (p < 0.001). Prevalence of pain and fatigue 
symptoms decreased over the five days (p < 0.05), but not nausea (p > 0.05). CONCLUSIONS: Nausea, pain, 
and fatigue were among the most prevalent symptoms in hospitalized children with cancer; however, the 
most prevalent symptoms were not always the most severe or distressing. The presence of these symptoms 
significantly impacted symptom experience, including total burden of symptoms experienced by the child 
(i.e., global distress). IMPLICATIONS FOR NURSING: Additional examination of symptom management is 
needed. Nausea and its related symptoms have received little attention and more effective interventions are 
warranted. Multidimensional scales and the use of handheld electronic devices to track symptoms may be 
used to provide a more comprehensive assessment and treatment of symptoms.

http://www.ncbi.nlm.nih.gov/pubmed/21875835 
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Pain management during wound dressing in children
Nilsson, S. and A. C. Renning
Nurs Stand 2012; 26 (32): 50-55
This article reviews the literature describing pharmacological and non-pharmacological strategies that 
nurses can use to manage pain during wound dressing in children aged between one and 18 years in 
cases where general anaesthesia is not required. The article discusses the assessment of wound pain 
and anxiety in children and describes the choices available to nurses when managing pain and anxiety 
during wound dressings.

This article reviews the literature describing pharmacological and non-pharmacological strategies that 
nurses can use to manage pain during wound dressing in children aged between one and 18 years in 
cases where general anaesthesia is not required. The article discusses the assessment of wound pain 
and anxiety in children and describes the choices available to nurses when managing pain and anxiety 
during wound dressings.

http://www.ncbi.nlm.nih.gov/pubmed/22594207

A hypnotherapy intervention for the treatment of 
anxiety in patients with cancer receiving palliative care
Plaskota, M., et al.
Int J Palliat Nurs 2012; 18 (2): 69-75
This pilot study aimed to assess the benefits of hypnotherapy in the management of anxiety and 
other symptoms, including depression and sleep disturbance, in palliative care patients with cancer. 
Eleven hospice patients received four sessions of hypnotherapy and completed the Hospital Anxiety 
and Depression Scale, the Edmonton Symptom Assessment System, and the Verran and Snyder-
Halpern Scale at set time points. Wrist actigraphy also provided an objective assessment of sleep 
quality. After the second hypnotherapy session there was a statistically significant reduction in mean 
anxiety and symptom severity, but not in depression or sleep disturbance. After the fourth session 
there was a statistically significant reduction in all four patient-reported measures but not in actigraphy. 
These results offer evidence that hypnotherapy can reduce anxiety in palliative care patients, as well 
as improving sleep and the severity of psychological and physical symptoms. Further studies are 
needed to explore whether the observed benefits were a direct result of the hypnotherapy and how the 
intervention could most benefit this patient population.

http://www.ncbi.nlm.nih.gov/pubmed/22399044
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Procedural pain in children: education and management. 
The approach of an Italian pediatric pain center
Po, C., et al.
Eur J Pediatr 2012; 171 (8): 1175-1183
Pain management should be warranted for all children in every situation. Italian legislation proposes 
a model for pain assistance based on specialized tertiary centers which provide direct clinical 
management for complex cases and assure continuous cooperation with hospitals and family 
pediatricians for managing painful conditions every day. The Procedural Pain Service of the University 
of Padua Department of Pediatrics applies such model for procedural pain management. We describe 
activities of Service since January 1, 2006 on two levels: education and training for territorial services 
and sedation-analgesia when required for invasive and painful procedures. Since 2006 to date, the 
Service team produced an internal protocol for procedural sedation, developed two master courses, 
and organized a training program for procedural pain management in the territorial context. Procedural 
sedation-analgesia service provided overall 10,832 sedations to perform 14,264 procedures for 3,815 
patients, median age of 6 years old. The most frequently performed procedures were lumbar puncture 
and bone marrow aspiration, followed by gastroscopy and bronchoscopy. Most frequently administered 
drug combinations were local analgesia + intravenous midazolam alone or midazolam and propofol 
or midazolam and propofol and ketamine; most frequently used non-pharmacological methods were 
distraction using cartoons and bubbles. Minor adverse events were recorded in 281 cases (2.5%), the 
most common being desaturation (2.1%). In conclusion, our model functions on two integrated levels, 
and it can be considered generally applicable as a solution for pain management.

http://www.ncbi.nlm.nih.gov/pubmed/22395564

The use of psychostimulants in cancer patients
Portela, M. A., et al.
Curr Opin Support Palliat Care 2011; 5 (2): 164-168
PURPOSE OF REVIEW: This article reviews the most recent studies that examine the efficacy of 
psychostimulants for the relief of symptoms such as asthenia and depression in cancer patients. 
RECENT FINDINGS: Although most research to date has focused on the use of methylphenidate 
for the relief of symptoms such as asthenia and depression in cancer patients, there is growing 
interest in the use of modafinil, a psychostimulant with a structure and mechanism that differs from 
other drugs belonging to this group. Initial studies mainly investigated the treatment of depressive 
symptoms in patients with advanced cancer; however, more recent studies have evaluated the use 
of psychostimulants in cancer-related fatigue identifying subgroups of patients and clinical settings 
in which psychostimulants are most efficient. SUMMARY: For the relief of chemotherapy symptoms 
in cancer patients, methylphenidate and modafinil were no more effective than placebo, although 
findings suggest that these psychostimulants may provide some benefit in patients who are suffering 
more severe asthenia or who are at advanced stages of the cancer. Methylphenidate showed marginal 
improvement in relation to symptoms such as asthenia and depression in studies in which it was 
compared with placebo; data from the only phase III study suggest that modafinil is an effective drug 
for advanced oncology patients.

http://www.ncbi.nlm.nih.gov/pubmed/21532350
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Use of oxygen at the end of life: on what basis are 
decisions made?
Quinn-Lee, L., et al.
Int J Palliat Nurs 2012; 18 (8): 369-370, 372
Discussing and conducting research on end-of-life issues is often difficult. However, it is important to 
initiate a dialogue about various topics surrounding death and dying. This paper looks at the available 
scientific literature relating to oxygen use at the end of life, describes associated attitudes and beliefs, 
and presents some brief examples of institutional practices. The aim is to stimulate thoughtful reflection 
and encourage research on this important topic. There is limited research regarding oxygen use at the 
end of life, and many questions remain. Despite the difficulty with research in this area, there is a need 
to expand the data and awareness in this field. Several authors have questioned the use of oxygen in 
end-of-life care, and the evidence that oxygen use may not always be indicated is growing.

http://www.ncbi.nlm.nih.gov/pubmed/23123981

Physiological measures of assessing infant pain:  
a literature review
Raeside, L.
Br J Nurs 2011; 20 (21): 1370-1376
Neonatal pain assessment is not standardized. Clinicians may use various parameters in the 
measurement of pain which can lead to different interpretations. Currently, there is no validated 
biological marker for assessing infant pain in any age group. However, in the non-verbal patient, 
the most feasible way to assess pain may be by evaluation of physiological parameters. The author 
conducted a systematic review of the literature using qualitative methods and seven research papers 
were selected for review, in which physiological measures were used in the assessment of neonatal pain. 
Heart rate was the most frequently used physiological pain measure in these studies. Oxygen saturation, 
blood pressure and respiratory rate lacked sensitivity and specificity and cannot be used independently. 
These measures may detect pain but cannot quantify it and are, therefore, not useful assessments of 
chronic pain. The multidimensional approach to pain assessment may be the most appropriate owing to 
the correlation between behavioural and physiological indicators of pain in the neonate.

http://www.ncbi.nlm.nih.gov/pubmed/22241428

Palliation of dyspnea in pediatrics
Robinson, W. M.
Chron Respir Dis 2012; 9 (4): 251-256
Dyspnea is a complex physiologic and psychosocial symptom that is difficult to characterize and 
measure, but essential to treat, as it has a significant effect on quality of life. Although palliation of 
dyspnea in the child with chronic illness is an under-researched area, children and their families  
cannot wait for the research to catch up with their current needs. This article addresses several  
aspects of dyspnea in pediatrics palliative care, with an eye toward practical suggestions for  
evaluation and management.

http://www.ncbi.nlm.nih.gov/pubmed/22872362
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Efficacy and safety of transdermal buprenorphine in 
the management of children with cancer-related pain
Ruggiero, A., et al.
Pediatr Blood Cancer 2013; 60 (3): 433-437
BACKGROUND: The current study investigated the efficacy, safety, tolerability, and compliance 
of a transdermal buprenorphine delivery system for the management of chronic cancer pain in the 
pediatric population. PROCEDURE: Sixteen pediatric patients with moderate to severe cancer-related 
pain not satisfactorily controlled with previous non-opioid therapies were enrolled. Transdermal 
buprenorphine was administered following a 72 hour schedule and rescue medication (tramadol) 
was allowed for breakthrough pain. Pain intensity was assessed using the Wong-Baker faces pain 
rating scale (WBS) and other parameters related to the global quality of life were evaluated. Children’s 
evaluations of efficacy, compliance, and tolerability were recorded using numerical scales. Adverse 
events were monitored during the study and the medications needed to control opioid-related nausea 
and constipation were recorded. RESULTS: Eleven patients (68.75%) responded to transdermal 
buprenorphine after 2 weeks of treatment. Pain intensity measured with WBS decreased from 6.25 
at baseline to 1.38 at Day +60 (P < 0.001). All outcome measures of global quality of life (quality of 
sleep, alimentation, play and activity, speech, and crying) significantly improved over the 60-day study 
period. Children’s evaluations of compliance and tolerability of the drug were always positive over the 
entire period of treatment. No severe adverse events were recorded. Opioid-related nausea was well 
controlled with medication on request, and the need for laxative therapy was greater at the end of the 
second month of treatment. CONCLUSIONS: Transdermal buprenorphine was found to represent an 
efficient, safe and well tolerated approach to the management of children’s chronic cancer pain.

http://www.ncbi.nlm.nih.gov/pubmed/23034996

MECC regional initiative in pediatric palliative care: 
Middle Eastern course on pain management
Silbermann, M., et al.
J Pediatr Hematol Oncol 2012; 34 Suppl 1: S1-11
In all the major medical centers throughout the Middle East, there is a functioning pediatric hematology 
oncology department. In almost all countries, opioids such as morphine, oxycodone, and fentanyl are 
available. Pediatric palliative care services are still in their infancy and await further recognition and 
development. Unfortunately, there are still countries in the Middle East where children with cancer 
are diagnosed when the disease is already at stage III or IV, when the only option left is palliation. 
To decrease the incidence of late presentation, more effort is needed concerning public awareness, 
and concomitantly, an urgent need to develop hospital-based and community-based palliative and 
supportive care services. The initial step in this direction would involve more training of health care 
providers: Pediatricians, Pediatric Oncologists, Oncology Nurses, and Social Workers with updated 
pharmacological and nonpharmacological modalities of treatment.

http://www.ncbi.nlm.nih.gov/pubmed/22357142
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Pain control at the end of life: a comparative study of 
hospitalized cancer and noncancer patients
Steindal, S. A., et al.
Scand J Caring Sci 2011; 25 (4): 771-779
BACKGROUND: Pain is a common symptom in dying patients. Previous studies have paid little 
attention to pain and pain control in terminally ill patients with diseases other than cancer. AIMS: 
This study investigated whether there were differences in healthcare workers’ documentation of pain 
characteristics in cancer and noncancer patients. We investigated what types of analgesics were 
administrated to dying patients, and if there were differences in the administration routes of opiates 
in cancer patients compared to noncancer patients in the last 3 days of life. METHODS: Data were 
collected retrospectively in a cross-sectional comparative study at a hospital. The sample included 
220 deceased patients (110 died of cancer and 110 died of other causes). Data were extracted from 
patients’ medical records using the Resident Assessment Instrument of Palliative Care. RESULTS: 
Healthcare workers consistently documented more pain in cancer patients during their last 3 days of 
life than in noncancer patients. The odds for having severe to excruciating pain was four times higher 
in cancer patients compared to noncancer patients. Morphine was the most frequently administrated 
analgesic for all dying patients; however, the odds ratio of cancer patients compared to noncancer 
patients receiving morphine plus scopolamine was 0.27. The odds of a cancer patient receiving 
analgesics classified as fentanyl, ketobemidone and oxycodone was more than 4-5 times higher 
than for noncancer patients. Opiates were more frequently administered transdermally or by oral 
administration on an as-need basis in cancer patients; 10% in both groups did not receive adequate 
pain control. CONCLUSIONS: Pain is a highly prevalent symptom among dying hospitalized patients. 
Healthcare workers consistently documented more pain in cancer patients and also assessed that the 
intensity of pain was more severe in these patients than in noncancer patients. The dying patients’ 
intensity of pain was poorly documented.

http://www.ncbi.nlm.nih.gov/pubmed/21564152

Opioid-induced constipation in children’s palliative care
Stewart, G. and P. McNeilly
Nurs Child Young People 2011; 23 (8): 31-34
Accurate assessment and management of children’s symptoms at the end of life is a vital part of the 
children’s nurse role. Most children experience pain at this stage and opioids are the drug of choice in 
those requiring a palliative approach to care. Opioids are, however, not without side effects; the most 
common is constipation. This can cause additional stress and anxiety for children and their parents at 
what is already a difficult time. A number of assessment tools are available to assist nurses and other 
members of the care team to work with children and parents in identifying risk factors for constipation 
and its severity. Conventional management of opioid-induced constipation consists of stool softening 
or peristalsis stimulating laxatives, and often this is effective; however, laxatives also have side 
effects which can be distressing. This article looks at novel approaches to managing opioid-induced 
constipation that are beginning to come to the fore, although there is limited reference to their use in 
children’s palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/22132558
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Pain in children: some progress, continuity  
to be monitored
Thibault, P.
Soins Pediatr Pueric 2011; (260): 44-47
The fight against pain in children has progressed significantly since the 1980s. The setting up of pain 
prevention plans, the issuing of good practice recommendations, the development of new treatments 
as well as the training of professionals in particular account for this progress. However, caregivers must 
remain vigilant in order that the quality of care provided to a child in pain remains a priority.

http://www.ncbi.nlm.nih.gov/pubmed/21702213

Chronic Pain Management as a Barrier to Pediatric 
Palliative Care
Thompson, L. A., et al.
Am J Hosp Palliat Care 2013;  
Pain is common as a presenting complaint to outpatient and emergency departments for children, yet 
pain management represents one of the children’s largest unmet needs. A child may present with acute 
pain for an intermittent issue or may have acute or chronic pain in the setting of chronic illness. The 
mainstay of treatment for pain uses a stepwise approach for pain management, such as set up by the 
World Health Organization. For children with life-limiting illnesses, the Institute of Medicine guidelines 
recommends referral upon diagnosis for palliative care, meaning that the child receives comprehensive 
services that include pain control in coordination with curative therapies; yet barriers remain. From 
the provider perspective, pain can be better addressed through a careful assessment of one’s own 
knowledge, skills, and attitudes. The key components of pain management in children are multimodal, 
regardless of the cause of the pain.

http://www.ncbi.nlm.nih.gov/pubmed/23329083

Hypnosis for the management of chronic and cancer 
procedure-related pain in children
Tome-Pires, C. and J. Miro
Int J Clin Exp Hypn 2012; 60 (4): 432-457
The aim of this study was to review published controlled trials of hypnotic treatments for chronic and 
cancer procedure-related pain in children. Trials were included if participants were 18 years of age or 
below, were randomized and had populations with chronic pain or cancer procedure-related pain. After 
the studies were assessed, 12 were selected for review. Although the evidence is limited, the findings 
indicate that hypnosis is an effective pain-control technique when used with children suffering from 
cancer procedure-related pain or chronic pain. Further research into the use of hypnosis to manage 
chronic pain in children should be a priority so that empirically based conclusions can be drawn about 
the effects of hypnosis on children.

http://www.ncbi.nlm.nih.gov/pubmed/22917107
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Symptoms in children with advanced cancer:  
child and nurse reports
Van Cleve, L., et al.
Cancer Nurs 2012; 35 (2): 115-125
BACKGROUND: Systematic studies on the specific symptom experience in children with advanced 
cancer are limited. OBJECTIVE: The objective of the study was to examine the common symptoms 
and to explore commonly occurring symptoms over time. METHODS: A prospective and longitudinal 
study design was used. Data were collected at 10 data points from 60 children over a 5-month period. 
Children ranged from 6 to 17 years old, spoke English or Spanish, were diagnosed with advanced 
cancer, and were receiving healthcare in 1 of 4 Southern California hospitals. Nurses’ documentations 
of symptoms were examined. RESULTS: The study sample was composed of children 6 to 12 years 
old (52%) and 13 to 17 years old (48%); 42% were female, and 58% were male. Fifty-five percent 
were Latino, and 30% were Caucasian. Pain, nausea, drowsiness, and energy loss were reported by 
children in more than 50% of the interviews. Children’s and nurses’ reports of symptoms were similar 
except children reported significantly more frequency and intensity of pain. CONCLUSION: Children 
with advanced cancer were able to report and describe their symptoms. There were few differences by 
gender, age, and ethnicity. IMPLICATIONS FOR PRACTICE: It is important that children’s symptoms are 
clearly communicated to nurses, and these study findings may be used to anticipate and manage the 
symptoms experienced by children with advanced cancer.

http://www.ncbi.nlm.nih.gov/pubmed/21760496
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An observational study of patient versus parental 
perceptions of health-related quality of life in children 
and adolescents with a chronic pain condition: who 
should the clinician believe?
Vetter, T. R., et al.
Health Qual Life Outcomes 2012; 10: 85
BACKGROUND: Previous pediatric studies have observed a cross-informant variance in patient 
self-reported health-related quality of life (HRQoL) versus parent proxy-reported HRQoL. This study 
assessed in older children and adolescents with a variety of chronic pain conditions: 1) the consistency 
and agreement between pediatric patients’ self-report and their parents’ proxy-report of their child’s 
HRQoL; 2) whether this patient-parent agreement is dependent on additional demographic and 
clinical factors; and 3) the relationship between pediatric patient HRQoL and parental reported 
HRQoL. METHODS: The 99 enrolled patients (mean age 13.2 years, 71% female, 81% Caucasian) 
and an accompanying parent completed the PedsQLTM 4.0 and 36-Item Short-Form Health Survey 
Version 2 (SF-36v2) at the time of their initial appointment in a pediatric chronic pain medicine clinic. 
Patients’ and parents’ total, physical, and psychosocial HRQoL scores were analyzed via an intra-
class correlation coefficient, Spearman’s correlation coefficient, Wilcoxon signed rank test, and Bland-
Altman plot. A multivariable linear regression model was used to evaluate the association between 
clinical and demographic variables and the difference in patient and proxy scores for the Total Scale 
Score on the PedsQL. RESULTS: With the exception of the psychosocial health domain, there were no 
statistically significant differences between pediatric patients’ self-report and their parents’ proxy-report 
of their child’s HRQoL. However, clinically significant patient-parent variation in pediatric HRQoL was 
observed. Differences in patient-parent proxy PedsQL Total Scale Score Scores were not significantly 
associated with patient age, gender, race, intensity and duration of patient’s pain, household income, 
parental marital status, and the parent’s own HRQoL on the SF-36v2. No significant relationship existed 
among patients’ self-reported HRQoL (PedsQL), parental proxy-reports of the child’s HRQoL, and 
parents’ own self-reported HRQoL on the SF-36v2. CONCLUSIONS: We observed clinically significant 
variation between pediatric chronic pain patients’ self-reports and their parents’ proxy-reports of their 
child’s HRQoL. While whenever possible the pediatric chronic pain patient’s own perspective should 
be directly solicited, equal attention and merit should be given to the parent’s proxy-report of HRQoL. 
To do otherwise will obviate the opportunity to use any discordance as the basis for a therapeutic 
discussion about the contributing dynamic with in parent-child dyad.

http://www.ncbi.nlm.nih.gov/pubmed/22824550
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Children dying from cancer: parents’ perspectives on 
symptoms, quality of life, characteristics of death, and 
end-of-life decisions
von Lutzau, P., et al.
J Palliat Care 2012; 28 (4): 274-281
In this study, we investigated the experience of children who died of cancer, as perceived by their 
parents. All the pediatric oncology departments in one German federal state were contacted and asked 
to invite parents who had lost a child to cancer in the period 2005-2006 to participate. Those parents 
who accepted were interviewed by means of a semi-structured questionnaire. In the participating 
16 departments, 158 children died in 2005-2006. Parents of 48 children (38.3 percent) agreed to 
participate and were interviewed. Nearly all of the children had suffered from at least one distressing 
symptom. Pain and fatigue occurred most frequently. Symptoms were successfully treated over 65 
percent of the time. In all, 64 percent of the children received home care services; 50 percent died at 
home, and only 10 percent in the ICU. Results suggest that some progress has been made in pediatric 
palliative care. To further improve end-of-life care for children with cancer, it is also necessary to 
evaluate parents’ perspectives on structures for pediatric palliative care delivery.

http://www.ncbi.nlm.nih.gov/pubmed/23413763

The effects of various interventions to newborns on 
pain and duration of crying
Yilmaz, F. and D. Arikan
J Clin Nurs 2011; 20 (7-8): 1008-1017
AIM AND OBJECTIVE: This study aimed to compare the effects of mother’s milk, sucrose and pacifier 
use to overcome pain during painful interventions to the newborns on the crying time and pain. 
BACKGROUND: Various non-pharmacological methods are used to overcome the pain associated with 
painful interventions with newborns. DESIGN: A prospective, randomised, controlled study involved 
120 newborns in Turkey. METHODS: The population consisted of healthy newborns hospitalised 
in the gynaecology clinics of Trabzon Delivery and Children’s Diseases hospital between February 
2007-January 2008. The newborns who had blood sampling by heel stick were divided into four 
groups: mother’s milk, sucrose, pacifier and control groups with 30 newborns in each. Data collection 
was performed using an information form on the newborn characteristics, which was developed by 
the researchers in the light of literature, clinical IR ear thermometer ET1 for temperature measurement, 
OXIMAX N-65 Pulse oxymeter for oxygen saturation and heart rate and neonatal infant pain scale for 
the measurement of the behavioural responses of newborns. Results. No differences were determined 
between the groups for heart rate and oxygen saturation in the newborns during painful interventions 
(p > 0.05). Sucrose followed by pacifier was the most effective method of reducing the crying time 
in the newborns. CONCLUSION: The results indicate that all three practices reduce the behavioural 
responses to pain at a higher rate than in the control group. RELEVANCE TO CLINICAL PRACTICE: 
Health care personnel should perform painful interventions to the newborns while the babies are held 
by their mothers and during the procedure use of sucrose should be the primary choice.

http://www.ncbi.nlm.nih.gov/pubmed/21054600
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Mothers’ experiences of peer support via an Internet 
discussion forum after the death of a child
Aho, A. L., et al.
Scand J Caring Sci 2012; 26 (3): 417-426
The aim of this study was to describe mothers’ experiences of peer support via an Internet discussion 
group for mothers who have a child died. A longitudinal qualitative study design was used. The research 
data were collected from four (n = 4) bereaved mothers from a private Internet support group titled 
‘angel baby’ during the period 2001-2006. The data included 631 messages. Content analysis was 
used to examine the data. Peer support on an Internet discussion forum included giving and receiving 
emotional, cognitive and community support among bereaved mothers. The Internet discussion forum 
was a viable alternative to peer support after the death of a child. A strong sense of communality and 
lasting friendships was formed between the bereaved mothers who had similar experiences.

http://www.ncbi.nlm.nih.gov/pubmed/21985396

Palliative care and support for persons with HIV/AIDS 
in 7 African countries: implementation experience and 
future priorities
Alexander, C. S., et al.
Am J Hosp Palliat Care 2012; 29 (4): 279-285
To combat morbidity and mortality from the worldwide epidemic of the human immunodeficiency virus 
(HIV), the United States Congress implemented a President’s Emergency Plan for AIDS Relief (PEPFAR) 
in 30 resource-limited countries to integrate combination antiretroviral therapy (ART) for both prevention 
and cure. Over 35% of eligible persons have been successfully treated. Initial legislation cited palliative 
care as an essential aspect of this plan but overall health strengthening became critical to sustainability 
of programming and funding priorities shifted to assure staffing for care delivery sites; laboratory and 
pharmaceutical infrastructure; data collection and reporting; and financial management as individual 
countries are being encouraged to assume control of in-country funding. Given infrastructure 
requisites, individual care delivery beyond ART management alone has received minimal funding 
yet care remains necessary for durable viral suppression and overall quality of life for individuals. 
Technical assistance staff of one implementing partner representing seven African countries met to 
clarify domains of palliative care compared with the substituted term “care and support” to understand 
potential gaps in on-going HIV care. They prioritized care needs as: 1) mental health (depression and 
other mood disorders); 2) communication skills (age-appropriate disclosure of HIV status); 3) support 
of care-providers (stress management for sustainability of a skilled HIV workforce); 4) Tied Priorities: 
symptom management in opportunistic infections; end-of-life care; spiritual history-taking; and 5) Tied 
Priorities: attention to grief-related needs of patients, their families and staff; and management of HIV 
co-morbidities. This process can inform health policy as funding transitions to new priorities.

http://www.ncbi.nlm.nih.gov/pubmed/21998442
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Reality of pediatric cancer in Iraq
Al-Hadad, S. A., et al.
J Pediatr Hematol Oncol 2011; 33 Suppl 2: S154-156
This brief report displays comprehensive details of health services provided by Children’s Welfare 
Teaching Hospital, medical city, Baghdad. In 2010; 366 children with newly diagnosed cancer were 
admitted for treatment, two thirds were leukemia and lymphoma cases followed by other solid tumors 
except brain tumors. With this large number of patients; there are shortcomings in provision of health 
services in many aspects including professional manpower, infrastructure, diagnostic and therapeutic 
facilities, supportive and palliative care. The previous wars and sanction and the current instability of 
the country added to the socioeconomic difficulties of the families jeopardizing the appropriate therapy 
and ultimately the poor treatment outcome. Since 2003 an international collaboration had a major 
contribution in many aspects like provision of drugs and medical supplies, attendance of scientific 
workshops, and updating doctor’s knowledge and experience through telemedicine programs which 
resulted in decreasing the induction mortality in acute lymphoblastic leukemia from 24% in the year 
2007% to 10% in 2010 after introduction of pre-phase steroids and in acute promyelocytic leukemia 
from 95% to 5% after introduction of all trans-retinoic acid. A collaborative work with Rome University 
resulted in changing diagnosis of 20% of pathological samples sent there for reevaluation. Iraqi pediatric 
oncologists still need real attempts to improve infrastructure and human resources in addition to 
twinning programs with internationally recognized cancer centers to face these management challenges.

http://www.ncbi.nlm.nih.gov/pubmed/21952575

Involving children in the development of assistive 
technology devices
Allsop, M., et al.
Disabil Rehabil Assist Technol 2011; 6 (2): 148-156
PURPOSE: To investigate the implementation of a web-based survey for involving children in the 
design of assistive technology devices within the primary school environment. METHOD: Children were 
recruited within their normal school environment. They completed tasks within the survey that sought 
to gather their personal preferences about assistive technology devices. From six primary schools, 
257 children (mean age = 9 years and 8 months, SD = 1.51; 123 males, 134 females) including children 
with cerebral palsy (N = 11), varying levels of deafness (N = 7), global developmental delay (N = 2) and 
Down’s syndrome (N = 1) participated. Observations were taken whilst the children completed the 
survey tasks. RESULTS: All children were able to complete the tasks from the survey, although children 
with disabilities had higher completion times and most required a form of assistance from support 
assistants and/or sign language interpreters. CONCLUSIONS: The use of the web-based survey 
provided a novel means with which to involve children with and without disabilities in the design of 
assistive technology devices within a primary school environment. In order for the survey to be utilised 
more widely, issues that arose when involving children with disabilities need to be addressed.

http://www.ncbi.nlm.nih.gov/pubmed/21370941
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Mapping children’s palliative care around the world: 
an online survey of children’s palliative care services 
and professionals’ educational needs
Amery, J.
J Palliat Med 2012; 15 (6): 646-652
AIMS: To map children’s palliative care (CPC) around the world and to and survey the learning needs 
of respondents. METHODS: The study reports on the responses to an online questionnaire given by 
people downloading the online version of the ‘Children’s Palliative Care in Africa’ textbook. RESULTS: 
346 people responded (251 health professionals) from all continents but mostly from Africa, N America 
or Europe. Respondents worked in various types of health facilities, but in Africa over half were HIV/
AIDS treatment centres. The average number of children per year seen ranged from 136 in Africa to 82 
in Europe. The overall mean confidence scores across all CPC subject areas was 3.2/5. Confidence 
increased significantly with the degree respondents were exposed to caring for dying children in 
practice. Nurses were marginally the most confident group, but less confident than doctors in pain and 
symptom-control. N Americans were more confident than others in all subject areas except HIV/AIDS 
and spirituality, where Africans were more confident. Europeans were more confident than Africans 
in symptom control subject areas. Africans see the most children, but have the least confidence, and 
fewest resources. DISCUSSION: This is a descriptive uncontrolled study so any apparent differences 
between respondent sub-groups require further validation. The study provides insight into who is 
providing CPC across the world, and highlights the multi-disciplinary nature of CPC. It raises questions 
about how we can best support colleagues in resource-limited settings. It suggests further study is 
required into the nature of regional demand for CPC, the best places to resource and provide CPC, the 
nature of professionals’ training needs, the most effective ways to train and deliver CPC care, the best 
ways for professionals to support each other, and effective ways to share resources and knowledge 
across the world.

http://www.ncbi.nlm.nih.gov/pubmed/22656055

Palliative care services in families of males with 
Duchenne muscular dystrophy
Arias, R., et al.
Muscle Nerve 2011; 44 (1): 93-101
INTRODUCTION: Palliative care services that address physical pain and emotional, psychosocial, and 
spiritual needs may benefit individuals with Duchenne muscular dystrophy (DMD). METHODS: The 
objective of this study was to describe the palliative care services that families of males with DMD 
report they receive. A questionnaire was administered to families of males with DMD born prior to 
January 1, 1982. Thirty-four families responded. RESULTS: Most families (85%) had never heard the 
term palliative care. Only attendant care and skilled nursing services showed much usage, with 44% 
and 50% indicating receipt of these services, respectively. Receipt of other services was reported less 
frequently: pastoral care (27%); respite care (18%); pain management (12%); and hospice care (6%). 
Only 8 respondents (25%) reported having any type of directive document in place. CONCLUSION: The 
data suggest a need for improved awareness of palliative care and related services among families of 
young men with DMD.

http://www.ncbi.nlm.nih.gov/pubmed/21674523
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Pediatric oncology in Pakistan
Ashraf, M. S.
J Pediatr Hematol Oncol 2012; 34 Suppl 1: S23-25
Pediatric oncology in Pakistan has developed over last decade with substantial increase in the 
facility for treatment and number of expertise. Though large numbers of children still do not reach 
treatment center more children have now access to quality cancer treatment. There has been gradual 
improvement in Pediatric oncology nursing and allied services. Pediatric Palliative care in Pakistan is 
in initial phase of development. Pediatric Oncology services are largely supported by philanthropists. 
Children Cancer Hospital a project of Children Cancer Foundation Pakistan Trust is not only providing 
quality treatment to every child regardless of paying ability but also playing a pivotal role in capacity 
building and creating awareness about childhood cancer in Pakistan.

http://www.ncbi.nlm.nih.gov/pubmed/22357147

Implementation and evaluation of an automated 
patient death notification policy at a tertiary pediatric 
oncology referral center
Baker, J. N., et al.
J Pain Symptom Manage 2011; 42 (5): 652-656
BACKGROUND: Not knowing about a child’s death can result in poor quality of care coordination 
among staff and poor quality bereavement care for families. The purpose of this project was to create, 
implement, and evaluate an automated Patient Death Notification policy and procedure (PDNPP). 
MEASURES: Baseline and follow-up surveys of clinical staff. INTERVENTION: Implementation of 
a PDNPP that created an automated, systematic process for staff notification of patient deaths. 
OUTCOMES: Ninety-six percent of the staff rated the PDNPP as a significant improvement; 91% 
reported being “very” or “somewhat” satisfied with the PDNPP, whereas only 44% of the staff were 
satisfied with the process at baseline. CONCLUSIONS/LESSONS LEARNED: Implementation of an 
automated PDNPP was feasible and improved staff satisfaction about how they were informed of 
patient deaths. Staff also reported being notified about patient deaths more quickly, performing their 
jobs more efficiently, being able to avoid doing something that might upset the deceased patient’s 
family, and being able to better provide support to bereaved families.

http://www.ncbi.nlm.nih.gov/pubmed/22045367
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Making choices about support services: disabled 
adults’ and older people’s use of information
Baxter, K. and C. Glendinning
Health Soc Care Community 2011; 19 (3): 272-279
This paper explores how disabled adults and older people find and use information to help make 
choices about services. It presents findings from a qualitative longitudinal study in England. Thirty 
participants had support needs that fluctuated, meaning that additional services might be needed 
on a temporary basis; and 20 had the sudden onset of support needs resulting from an accident 
or rapid deterioration in health. Each disabled adult or older person was interviewed three times 
between 2007 and 2009, using a semi-structured topic guide. They were asked to discuss a recent 
choice about services, focussing, amongst other things, on their use of information. Interviews were 
transcribed and coded, then charted according to emergent themes. A wide range of choices and 
sources of information were discussed. These were dominated by health and to some extent by 
social care. Key findings are that information was valuable not just in weighing up different service 
options, but as a precondition for such choices, and that disabled adults and older people with the 
gradual onset of support needs and no prior knowledge about services can be disadvantaged by 
their lack of access to relevant information at this pre-choice stage. Timely access to information was 
also important, especially for people without the support of emergency or crisis management teams. 
Healthcare professionals were trusted sources of information but direct payment advisers appeared 
less so. Ensuring that practitioners are confident in their knowledge of direct payments, and have the 
communication skills to impart that knowledge, is essential. There may be a role also for specialist 
information advocates or expert lay-advisers in enabling disabled adults and older people to access 
and consider information about choices at relevant times.

http://www.ncbi.nlm.nih.gov/pubmed/21158999

Embrace: addressing anticipatory grief and 
bereavement in the perinatal population:  
a palliative care case study
Bennett, J., et al.
J Perinat Neonatal Nurs 2011; 25 (1): 72-76
Anticipatory grief is experienced by families who are informed that their unborn child may not survive in 
utero or during or after delivery. The child who survives delivery, but is critically ill, brings a combination of 
emotions to the family: joy in welcoming a new life and fear for the future. The healthcare team members 
caring for the patient and family often witness this grief and are impacted. In the perinatal setting, the care 
continuum for these patients begins at diagnosis, typically in the prenatal setting, and continued support 
extends beyond the presumed life expectancy of the child. This case study is provided to demonstrate 
the utilization of a palliative care interdisciplinary approach to meeting the complex bereavement needs of 
a family who was expecting a child with a life-impacting congenital condition.

http://www.ncbi.nlm.nih.gov/pubmed/21311273
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Massachusetts’ Pediatric Palliative Care Network: 
successful implementation of a novel state-funded 
pediatric palliative care program
Bona, K., et al.
J Palliat Med 2011; 14 (11): 1217-1223
BACKGROUND: U.S. children with life-limiting illness face barriers to accessing palliative care. 
In 2006, Massachusetts signed into law a statute providing for the creation and funding of the 
Pediatric Palliative Care Network (PPCN). This innovative, exclusively state-funded program provides 
comprehensive direct and consultative community-based pediatric palliative care services including: 
(1) pain and symptom management, (2) case management and assessment, (3) social services, 
counseling, and bereavement services, (4) volunteer support services, (5) respite services, and (6) 
complementary therapies. Provision of care is through a network of state-licensed hospice programs, 
and an array of professional and volunteer services. OBJECTIVE: To describe Massachusetts’ 
experience in implementing a novel pediatric palliative care program. DESIGN: Enrollment and 
service trends were identified using Massachusetts Department of Public Health administrative 
data. Responses to a written family satisfaction survey provided to each family enrolled on PPCN 
are summarized. Results: In fiscal year 2010, PPCN partnered with 11 hospice programs to provide 
services to 227 children with life-limiting illness. A total of $680,850 (86.7%) of state funding went 
to direct contract funds for hospices. Admitting diagnoses included cancer (30%), chromosomal 
abnormalities (17%), neurodegenerative disorders (15%), and other (38%). There were 11 deaths, 
100% of which occurred in the family’s requested location. Median length of stay on service prior to 
death was 233 days. Families most commonly implemented psychosocial and case management 
services, followed by complementary therapies, and volunteer services. CONCLUSIONS: Successful 
implementation of a statewide pediatric palliative care program as modeled in Massachusetts is highly 
feasible at relatively low cost.

http://www.ncbi.nlm.nih.gov/pubmed/21823906

Respite care needs for families of children with  
life-limiting conditions
Bowman, J., et al.
Nurs Child Young People 2011; 23 (6): 14-18
The Framework for Respite in Partnership with Parents (FRiPP), developed by the Jessie May Trust 
is a tool to enable a standardised and equitable allocation of a limited resource. FRiPP reduces the 
opportunity for subjective allocation of respite-based care stemming from the professional-led model of 
telling families what they need. The tool is aimed at engaging families in identifying and articulating the 
support they require. After a successful pilot and evaluation, FRiPP is now used for all families on the 
Jessie May Trust’s caseload. The authors reflect on the tool’s development and implementation process 
in the context of promoting and protecting partnership working.

http://www.ncbi.nlm.nih.gov/pubmed/21834420
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Palliative care afterhours: a review of a phone  
support service
Bradford, N., et al.
J Pediatr Oncol Nurs 2012; 29 (3): 141-150
Families caring for a child with incurable cancer require access to support and advice round the clock. 
In Brisbane, Australia, an after-hours phone service was established to support these families. This 
service is operated by oncology clinical nurse consultants (CNCs) experienced in pediatric palliative 
care. This is the first review of 8 years of activity, totaling 106 patients and 1954 calls. The majority 
of calls were between parents and CNCs (51%). Updating of the patient’s condition (18%) was the 
primary reason for calls, with support and reassurance (16%), and symptom management of pain 
(10%) being the other frequent reasons. The majority of calls occurred over the weekends in the 
morning, with only 11% (n = 209) of calls occurring between 10:00 pm and 7:00 am. Of all the calls 
made, 43% (n = 814) were calls managed by the CNC without requiring further intervention. Calls 
were received from throughout Queensland, indicating the value of the service in supporting families 
throughout the state. The after-hours phone service has proven to be a simple, effective, and valuable 
service, which is consistently accessed by families, regardless of distance from the hospital.

http://www.ncbi.nlm.nih.gov/pubmed/22647726

Home-based care for special healthcare needs: 
community children’s nursing services
Carter, B., et al.
Nurs Res 2012; 61 (4): 260-268
BACKGROUND: Community children’s nursing services (CCNS) provides nursing and supportive care, 
ranging from relatively simple to highly technological interventions, to children and young people (0-
18 years) within the family home. OBJECTIVES: The aim of this study was to elicit the perspectives 
on and experiences about CCNS in England in relation to things that are working well or that could 
be improved and the vision for services. METHODS: Using a qualitative approach, underpinned by 
an Appreciative Inquiry philosophy, researchers worked closely with advisory groups (six children and 
young people, four parents, and five professionals) to design and implement the study. Arts-based 
participatory appreciative workshops were held in nine regional locations in England; shared activities 
were undertaken to elicit participants’ experiences. Participants unable to attend the workshops were 
able to contribute via semistructured interview (face to face or by telephone) or by a dedicated blog 
or e-mail. RESULTS: Thematic analysis was used, and 214 people participated: families (n = 82), 
children (n = 27), and professionals or stakeholders (n = 105). Things that were working well were 
effective communication, robust leadership, actively enabling the child’s care to be sustained at home, 
and partnerships based on mutual trust. Problems relating to feelings of marginalization, ineffective 
commissioning, under provision of services and hours of service availability, lack of equipment or 
resources, and poor communication between services and settings were areas of concern. The vision 
for CCNS was for a flexible, equitable, and accessible service that supported children’s and families’ 
needs and choices and which enabled parents to be parents first rather than caregivers. DISCUSSION: 
Care at home reduces the disruption to children’s and families’ lives and can empower them to make 
decisions and control routines and practices. Having CCNS situated within larger teams with strong 
interdisciplinary and transdisciplinary practices seems to offer the best benefits for children and 
families. Findings from this study have directly influenced government policy and practice. Further 
research is needed to determine efficacy of particular models and practices.

http://www.ncbi.nlm.nih.gov/pubmed/22743663
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Measuring and modelling occupancy time in NHS 
continuing healthcare
Chahed, S., et al
BMC Health Serv Res
BACKGROUND: Due to increasing demand and financial constraints, NHS continuing healthcare 
systems seek to find better ways of forecasting demand and budgeting for care. This paper 
investigates two areas of concern, namely, how long existing patients stay in service and the number 
of patients that are likely to be still in care after a period of time. METHODS: An anonymised dataset 
containing information for all funded admissions to placement and home care in the NHS continuing 
healthcare system was provided by 26 (out of 31) London primary care trusts. The data related to 
11289 patients staying in placement and home care between 1 April 2005 and 31 May 2008 were first 
analysed. Using a methodology based on length of stay (LoS) modelling, we captured the distribution 
of LoS of patients to estimate the probability of a patient staying in care over a period of time. Using 
the estimated probabilities we forecasted the number of patients that are likely to be still in care after 
a period of time (e.g. monthly). RESULTS: We noticed that within the NHS continuing healthcare 
system there are three main categories of patients. Some patients are discharged after a short stay 
(few days), some others staying for few months and the third category of patients staying for a long 
period of time (years). Some variations in proportions of discharge and transition between types of 
care as well as between care groups (e.g. palliative, functional mental health) were observed. A close 
agreement of the observed and the expected numbers of patients suggests a good prediction model. 
CONCLUSIONS: The model was tested for care groups within the NHS continuing healthcare system 
in London to support Primary Care Trusts in budget planning and improve their responsiveness to meet 
the increasing demand under limited availability of resources. Its applicability can be extended to other 
types of care, such as hospital care and re-ablement. Further work will be geared towards updating the 
dataset and refining the results.

http://www.ncbi.nlm.nih.gov/pubmed/21714903
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Eliminating vertically-transmitted HIV/AIDS while 
improving access to treatment and care for women, 
children and adolescents in Jamaica
Christie, C. D. and R. B. Pierre
West Indian Med J 2012; 61 (4): 396-404
BACKGROUND AND METHODS: To celebrate Jamaica’s 50th birthday after receiving independence 
from Great Britain, we summarize our collaborative published research in the prevention, treatment 
and care of paediatric, perinatal and adolescent HIV/AIDS in Jamaica. RESULTS: Public access to 
antiretroviral therapy (ART) in Jamaica has shown that a “test and treat” strategy associated with 
“treatment for prevention” works for HIV-infected pregnant women by reducing their HIV-attributable 
morbidity and mortality and reducing mother-to-child transmission (MTCT) rates to < 2%, islandwide. 
These women experience significant psychosocial stress and targeted interventions are assisting 
them to improve their quality of life. HIV-exposed and infected children come from large families with 
high rates of teen pregnancies and significant financial challenges needing sustained interventions. 
HIV-exposed but uninfected Jamaican infants have higher rates of community-acquired infections, 
including lower respiratory tract infections, sepsis and gastroenteritis compared to community controls, 
although their growth rates are normal. In evaluation of replication capacity, viral control and clinical 
outcomes after vertical transmission in Jamaican mother-infant pairs, HLA-B57 was found to confer 
the advantage of restricted HIV replication primarily by driving and maintaining a fitness-attenuating 
mutation in p-24 Gag. Viral sequences from 52 MTCT Jamaican pairs were compared and 1475 
sites of mother-infant amino acid divergence within Nef, Gag and Pol were identified, suggesting 
modest fitness cost with many CD8 mutations. HIV-infected Jamaican children are surviving into 
adolescence and adulthood, as a result of increased public access to ART and improved collaborative 
capacity in ART management. Successful transition of HIV-infected children through adolescence into 
adulthood requires a strong multidisciplinary team approach, including long-term ART management 
addressing non-adherence, drug resistance and toxicity, treatment failure and limited options for 
second line and salvage therapy, while attending to their sexual and reproductive health, psychosocial, 
educational and vocational issues and palliative care. CONCLUSION: Over the past nine years, 
Jamaica has made excellent strides to eliminate vertically transmitted HIV/AIDS, while reducing the 
HIV-attributable morbidity and mortality in pregnant women and in HIV-infected children. Continued 
successful transition of HIV-infected children through adolescence into adulthood will require a strong 
multidisciplinary team approach.

http://www.ncbi.nlm.nih.gov/pubmed/23240475

Technology dependence and children:  
a review of the evidence
Cockett, A.
Nurs Child Young People 2012; 24 (1): 32-35
Much has been written about the needs of children who are technology dependent and their care. 
This literature review aims to highlight some of this work--with a particular focus on children who are 
ventilator dependent--a group that has been extensively researched in the UK. The views of children 
and their parents were also sought to identify the emotional, financial and practical burdens of living 
with technology dependence. The most frequently found consequences for children and their families 
were: a striving for normalisation, social isolation, the emotional burden of caring, financial and practical 
difficulties, and the tension between parenting and caring.

http://www.ncbi.nlm.nih.gov/pubmed/22489372
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Developing a long-term ventilation service in a 
children’s hospice: an illustrative case study
Cockett, A.
Int J Palliat Nurs 2012; 18 (6): 301-306
Children who use long-term ventilation at home and their parents find it difficult to access suitable 
respite services for short breaks. This article describes, through the use of a case study, a project to 
develop a respite service for such children at a children’s hospice in England. The service development 
was a response to local need, which included a requirement to develop bespoke assessment 
documentation and processes as well as a comprehensive staff development package. The article 
follows the journey of one family through the development and use of the new service.

http://www.ncbi.nlm.nih.gov/pubmed/22885904

Access to palliative care services in hospital: a matter 
of being in the right hospital. Hospital charts study in  
a Canadian city
Cohen, J., et al.
Palliat Med 2012; 26 (1): 89-94
Access to palliative care (PC) is a major need worldwide. Using hospital charts of all patients who died 
over one year (April 2008-March 2009) in two mid-sized hospitals of a large Canadian city, similar in 
size and function and operated by the same administrative group, this study examined which patients 
who could benefit from PC services actually received these services and which ones did not, and 
compared their care characteristics. A significantly lower proportion (29%) of patients dying in hospital 
2 (without a PC unit and reliant on a visiting PC team) was referred to PC services as compared to in 
hospital 1 (with a PC unit; 68%). This lower referral likelihood was found for all patient groups, even 
among cancer patients, and remained after controlling for patient mix. Referral was strongly associated 
with having cancer and younger age. Referral to PC thus seems to depend, at least in part, on the 
coincidence of being admitted to the right hospital. This finding suggests that establishing PC units or 
a team of committed PC providers in every hospital could increase referral rates and equity of access 
to PC services. The relatively lower access for older and non-cancer patients and technology use in 
hospital PC services require further attention.

http://www.ncbi.nlm.nih.gov/pubmed/21680750

Pediatric palliative care: beyond the end of life
Crozier, F. and L. E. Hancock
Pediatr Nurs 2012; 38 (4): 198-203, 227; quiz 204
Palliative care is an emerging nursing specialty and is developing a dedicated spot in the field of 
pediatrics. As a specialty, palliative care focuses on quality of life and symptom management for 
patients who are living with chronic and life-threatening diseases. In pediatrics, advances in health 
care mean that many children are living longer with these conditions and could benefit from services 
that focus on quality of life and superior symptom management. Palliative care can be provided 
concurrently with curative therapies and is philosophically similar yet distinct from hospice services.

http://www.ncbi.nlm.nih.gov/pubmed/22970486
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Technologies to support end-of-life care
Demiris, G., et al.
Semin Oncol Nurs 2011; 27 (3): 211-217
OBJECTIVES: To describe the current level of utilization of informatics systems in hospice and palliative 
care and to discuss two projects that highlight the role of informatics applications for hospice informal 
caregivers. DATA SOURCES: Published articles, Web resources, clinical practice, and ongoing research 
initiatives. CONCLUSION: There are currently few informatics interventions designed specifically for 
palliative and hospice care. Challenges such as interoperability, user acceptance, privacy, the digital 
divide, and allocation of resources all affect the diffusion of informatics tools in hospice. IMPLICATIONS 
FOR NURSING PRACTICE: Caregiver support through use of information technology is feasible and 
may enhance hospice care.

http://www.ncbi.nlm.nih.gov/pubmed/21783012

Neonatal care pathway helps structure an end  
of life plan
Duffin, C.
Nurs Child Young People 2011; 23 (3): 6-7.

http://www.ncbi.nlm.nih.gov/pubmed/21667578

Palliative care: concepts, needs, and challenges: 
perspectives on the experience at the Children’s  
Cancer Hospital in Egypt
ElShami, M.
J Pediatr Hematol Oncol 2011; 33 Suppl 1: S54-55
Palliative care is uprising in developing countries. The Children’s Cancer Hospital Egypt 57357 palliative 
care service put the main concepts in pediatric palliation in consideration while facing the challenges 
and needs for these children and their families. The palliative care program developed will be 
connected to other centers in Egypt as well as further branches of the hospital in other Egyptian cities.

http://www.ncbi.nlm.nih.gov/pubmed/21448036
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Health-illness transition among persons using 
advanced medical technology at home
Fex, A., et al.
Scand J Caring Sci 2011; 25 (2): 253-261
This study aimed to elucidate meanings of health-illness transition experiences among adult persons 
using advanced medical technology at home. As an increasing number of persons perform self-care 
while using different sorts of advanced medical technology at home, knowledge about health-illness 
transition experiences in this situation may be useful to caregivers in supporting these patients. A 
qualitative design was used. Five women and five men, all of whom performed self-care at home, 
either using long-term oxygen therapy from a ventilator or oxygen cylinder, or performing peritoneal 
or haemodialysis, were interviewed. Ethics committee approval was obtained. Informed consent was 
received from all participants, and ethical issues concerning their rights in research were raised. The 
interviews were analysed using a phenomenological hermeneutical methodology, including both an 
inductive and a deductive structural analysis. This method offers possibilities to obtain an increased 
understanding by uncovering a deeper meaning of lived experiences through interviews transcribed 
as texts. The health-illness transition for adult persons in this context was found to mean a learning 
process of accepting, managing, adjusting and improving daily life with technology, facilitated by 
realizing the gain from technology at home. Further, the meaning of the health-illness transition 
experience was interpreted as contentment with being part of the active and conscious process 
towards transcending into a new state of living, in which the individual and the technology were in 
tune. The healthy transition experience was characterized by human growth and becoming. This study 
elucidates one meaning of health-illness transition experiences in relation to the use of advanced 
medical technology on a more generic level, independent of the specific type of technology used. A 
positive attitude towards technology at home facilitates the transition.

http://www.ncbi.nlm.nih.gov/pubmed/20718935

Hospice provision and usage amongst young people 
with neuromuscular disease in the United Kingdom
Fraser, L. K., et al.
Eur J Paediatr Neurol 2011; 15 (4): 326-330
AIM: To identify the nature of services for children and young people with progressive neuromuscular 
disorders (NMD) provided by Children’s Hospices in the UK. METHODS: A questionnaire requesting 
aggregate data on the number of patients with a neuromuscular condition was sent to all children’s 
hospices in the UK, in addition, specific data was collected on services for young people with DMD 
presenting to a single local hospice. RESULTS: 87% of eligible hospices responded (27/31). 756 
young people with an NM condition were being cared for by the hospices. These patients accounted 
for a mean of 17% of the total hospice population (range 5-35%). The age at which young people 
were required to leave the children’s hospices varied from 18 up to 35 years. 73% of ‘visits’ were 
described as ‘planned stays’. Although ‘end of life care’ is provided, few young people with NMD died 
in a hospice. CONCLUSIONS: Children and young people with NMD form a large proportion of the 
Children’s Hospice’s caseload. Many valued services provided by children’s hospices are not available 
through NHS funding. The lack of similar adult based services is a concern as increasing numbers of 
young people are surviving into adulthood.

http://www.ncbi.nlm.nih.gov/pubmed/21371919
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Referral to a specialist paediatric palliative care 
service in oncology patients
Fraser, L. K., et al.
Pediatr Blood Cancer 2011; 56 (4): 677-680
Cancer is the second most common cause of death in children and young people (0-19 years) 
accounting for 16.2% of deaths in England and Wales in 2005. Only 37.6% children and young people 
who died from cancer in Yorkshire were referred to Martin House Children’s Hospice (MH) during 
the period 1990-2005. A significantly higher proportion with central nervous system tumours and a 
significantly lower than expected proportion with leukaemia or lymphoma were referred for palliative 
care. There is potential to increase the proportion of children and young people with cancer who are 
referred to specialist palliative care services.

http://www.ncbi.nlm.nih.gov/pubmed/21162041

Lois or the end of life of a child suffering from cancer
Furioli, J., et al.
Soins Pediatr Pueric 2011; (260): 21-23
Lois, suffering from a malignant tumour, was supported until his death by a general paediatric 
department, with the collaboration of a mobile continuing care and support team and surrounded by 
his parents. The particularity of this multi-disciplinary support lies in the fact that the family experienced 
the birth of their daughter at the same time.

http://www.ncbi.nlm.nih.gov/pubmed/21702204

Better outcomes, lower costs: palliative care  
program reduces stress, costs of care for children  
with life-threatening conditions
Gans, D., et al.
Policy Brief UCLA Cent Health Policy Res 2012; (PB2012-3): 1-8
This policy brief examines the Partners for Children (PFC) program--California’s public pediatric 
community-based palliative care benefit to children living with life-threatening conditions and their 
families. Preliminary analysis of administrative and survey data indicates that participation in the 
PFC program improves quality of life for the child and family. In addition, participation in the program 
resulted in a one-third reduction in the average number of days spent in the hospital. Shifting care 
from a hospital setting to in-home community-based care resulted in cost savings of $1,677 per child 
per month on average--an 11% decrease in spending on a traditionally high-cost population. As the 
three-year pilot program draws to an end, policymakers are considering the advisability of extending 
the program beyond the 11 counties that now participate. This policy brief provides recommendations 
that policymakers, families and advocates should consider to ensure sustainability and successful 
expansion of the program

http://www.ncbi.nlm.nih.gov/pubmed/22946141
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Pediatric palliative care in Europe expands
Gethins, M.
J Natl Cancer Inst 2012; 104 (1): 10-11.

http://www.ncbi.nlm.nih.gov/pubmed/22173587

Paediatric palliative care, definition and regulations
Gioia, M.
Soins Pediatr Pueric 2011; (260): 13-14
The implementation of paediatric palliative care aims to fulfil objectives regarding the support provided 
for the child and his/her family in all aspects of care. It is guided by regulations and recommendations 
relating to pain relief, quality of life and support for families.

http://www.ncbi.nlm.nih.gov/pubmed/21702200

Paediatric palliative medicine in the UK: past,  
present, future
Hain, R., et al.
Arch Dis Child 2012; 97 (4): 381-384
Like any new specialty, paediatric palliative medicine is facing challenges as it establishes itself. While 
many of the required core skills have their roots in adult palliative medicine, its practitioners come from 
a range of paediatric backgrounds that include oncology, community paediatrics, neurodisability and 
acute pain. Such heterogeneity has been invaluable in bringing together the diverse set of skills and 
competencies needed by children and families facing life-limiting illness. At the same time, it brings 
its own challenges in establishing consistent standards of clinical expertise, education and research-
-essential if children are to have access to the same degree of medical expertise in palliative care 
already available to most adults. This article traces the origins of palliative care in children, examines its 
current strengths and challenges, and considers how those might shape its future.

http://www.ncbi.nlm.nih.gov/pubmed/22039176
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Pediatric oncology in Morocco: achievements  
and challenges
Hessissen, L. and A. Madani
J Pediatr Hematol Oncol 2012; 34 Suppl 1: S21-22
Cancer in children is quickly becoming one of the leading causes of non traumatic death among 
children. In pediatric oncology, palliative care is a primary component of the cancer control plan. In low 
income countries also known as emerging nations or developing countries access to adequate care 
remains a challenge for most pediatric oncology patients. In Morocco the situation has dramatically 
improved in the last few years as both the government and NGOs have become more aware of the 
importance and urgency of the issue. The incidence of cancer in patients under 15 years of age in 
Morocco is estimated to be 1000 new cases per year and the incidence of leukemia to be 100 new 
cases diagnosed per year. Pediatric cancer patients are mostly managed by public hospitals. Thus 
they are highly influenced by the Moroccan public health system, which is now considering cancer 
management a priority. Since health cover is very limited, most chemotherapy drugs were purchased 
by local parent associations. Recently, a new large Moroccan NGO (ALSC) provides anti-cancer drugs 
to all government-run oncology units. Despite all the progress, Morocco has witnessed in the pediatric 
oncology field, the palliative aspect of the care is not yet organized. Pediatric oncology is supported by 
the work of the National Society of Pediatric Oncolgy. The opioide therapy is available. However its use 
is strongly limited by the current restrictive and obsolete legislation which represents a major barrier 
to care. Despite the latest progress, pediatric oncology in Morocco still needs to improve in order to 
achieve performances comparable to those of the developed world. These improvements include 
better survival rates, less treatment abandonment, developing new techniques, improving quality of life 
and creating data collection teams. In order for this action to succeed all the stakeholders (government, 
NGOs, medical societies, oncology teams) must work together and coordinate their efforts.

http://www.ncbi.nlm.nih.gov/pubmed/22357146

Palliative care nursing for children in the UK  
and Ireland
Hill, K. and I. Coyne
Br J Nurs 2012; 21 (5): 276-281
Currently, there are many changes taking place in the area of paediatric palliative care. These include 
the role of the nurse, development of national policies, and recommendations for the future of 
paediatric palliative care. This article discusses palliative care for children with life-limiting conditions 
in the UK and Ireland, highlights national and international developments in this area, describes current 
services, and makes recommendations for future developments. Paediatric palliative care should be 
holistic, family centred and tailored to meet the needs of each child and family. Palliative care should 
promote autonomy and allow informed choices regarding end-of-life care. Palliative care should begin 
at the time of diagnosis and continue beyond illness, through the bereavement process. It should 
be adaptable to allow care delivery in any setting; home, hospice or hospital. Health professionals 
providing paediatric palliative care should be appropriately trained in this specialist field and the best 
interests of the child should always be at the forefront of care.

http://www.ncbi.nlm.nih.gov/pubmed/22398998
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Caring for children with life-threatening illnesses: 
impact on White, African American, and Latino families
Hinojosa, M. S., et al.
J Pediatr Nurs 2012; 27 (5): 500-507
We describe the racial and ethnic variation in family impact resulting from caring for a child with a life-
threatening illness. Parents of children aged 2-21 years diagnosed with a potentially life-threatening 
illness and enrolled in Florida’s Medicaid and Children’s Medical Services Network programs were 
surveyed. Two hundred sixty-six telephone surveys were conducted in English and Spanish between 
November 2007 and April 2008. In adjusted models, compared with Whites, Latinos reported that 
their child’s illness resulted in a greater negative impact on the family. Continued study of this group 
of parents is critical to developing culturally appropriate interventions to reduce strain and burden and 
improve the quality of life for families.

http://www.ncbi.nlm.nih.gov/pubmed/22920661

Germany’s first day hospice for children
Jahnke-Bauch, S.
Kinderkrankenschwester 2011; 30 (10): 428-430.

http://www.ncbi.nlm.nih.gov/pubmed/22029144

Social interaction with adults with severe intellectual 
disability: having fun and hanging out
Johnson, H., et al.
J Appl Res Intellect Disabil 2012; 25 (4): 329-341
BACKGROUND: Social interaction is integral to social inclusion. Little is known about the nature of 
social interaction between adults with severe intellectual disability and those with whom they engage. 
METHOD: Participants were six adults with intellectual disability and people identified as those with 
whom they shared demonstrable pleasurable interactions. Data were collected through observation 
and interviews, and data were analysed using a constructivist grounded theory approach. RESULTS: 
An overarching category of sharing time together with two main sub-categories of Having fun and 
Hanging out emerged. Having fun was composed of routines and comedic interaction; hanging out 
was comprised of contact and presence. CONCLUSIONS: Legitimizing mirth and sharing time in 
social interactions may supplement paid worker job satisfaction and increase opportunities for social 
inclusion by people with severe intellectual disability.

http://www.ncbi.nlm.nih.gov/pubmed/22711481
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UK telehealth initiatives in palliative care: a review
Johnston, B.
Int J Palliat Nurs 2011; 17 (6): 301-308
This review paper explores the use of telehealth in relation to palliative care in the UK. Information 
technology (IT) developments are being harnessed throughout society, and there is growing interest 
in the ways in which they can be used to meet and support patients’ health needs in the community. 
The aim of the literature review was to scope the information available from published and unpublished 
research, with particular reference to older people. The evidence suggests that, despite the challenges, 
there are numerous examples of good practice in relation to telehealth, palliative and end-of-life care, 
and older people. Developments in technology that have increased the capacity to improve care, 
through reaching greater numbers of people of all age groups, mean that telehealth has much to offer 
people living with and dying from advanced illness. However, some of the evaluative evidence is limited 
and further rigour is needed when evaluating future telehealth innovations.

http://www.ncbi.nlm.nih.gov/pubmed/21727889

Pediatric oncology in Turkey
Kebudi, R. and G. Turkish Pediatric Oncology
J Pediatr Hematol Oncol 2012; 34 Suppl 1: S12-14
The survival of children with cancer has increased dramatically in the last decades, as a result of 
advances in diagnosis, treatment and supportive care. Each year in Turkey, 2500-3000 new childhood 
cancer cases are expected. According to the Turkish Pediatric Oncology Group and Turkish Pediatric 
Hematology Societies Registry, about 2000 new pediatric cancer cases are reported each year. The 
population in Turkey is relatively young. One fourth of the population is younger than 15 years of age. 
According to childhood mortality, cancer is the fourth cause of death (7.2%) after infections, cardiac 
deaths and accidents. The major cancers in children in Turkey are leukemia (31%), lymphoma (19%), 
central nervous system (CNS) neoplasms (13%), neuroblastomas (7%), bone tumors (6.1%), soft tissue 
sarcomas (6%), followed by renal tumors, germ cell tumors, retinoblastoma, carcinomas-epithelial 
neoplasms, hepatic tumors and others. Lymphomas rank second in frequency as in many developing 
countries in contrast to West Europe or USA, where CNS neoplasms rank second in frequency. The 
seven-year survival rate in children with malignancies in Turkey is 65.8%. The history of modern 
Pediatric Oncology in Turkey dates back to the 1970’s. Pediatric Oncology has been accepted as a 
subspecialty in Turkey since 1983. Pediatric Oncologists are all well trained and dedicated. All costs 
for the diagnosis and treatment of children with cancer is covered by the government. Education and 
infrastructure for palliative care needs improvement.

http://www.ncbi.nlm.nih.gov/pubmed/22357143
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An exploration of parents’ and young people’s 
perspectives of hospice support
Kirk, S. and E. Pritchard
Child Care Health Dev 2012; 38 (1): 32-40
BACKGROUND: Hospices are an important component of children’s palliative care provision and 
increasing numbers of children/young people with life-limiting conditions mean that the demand 
placed on them for support is likely to increase. However, there has been a lack of published research 
examining how families experience the support provided by children’s hospices. METHODS: The 
aim of the study was to investigate parents’ and young people’s perceptions of hospice support and 
identify how support could be improved. A mixed-method approach was used involving a postal 
survey of families and in-depth qualitative interviews with a purposively sampled subsample of parents 
and young people. RESULTS: A total of 108 (49.8% response rate) questionnaires were returned and 
interviews were conducted with 12 parents and seven young people. Families were highly satisfied with 
the support provided in terms of quality of care; interpersonal qualities of the staff; the individualized, 
family-focused approach; accessibility of support and involvement in decision making. Young people 
valued the opportunity to meet with other young people and take part in different activities. For parents 
the provision of a break from caring was the main way in which they were supported although they 
felt they wanted more of this form of support. A consistent theme in relation to support for young 
people and siblings was the need to develop facilities, activities and bereavement support specifically 
for teenagers/young people. CONCLUSIONS: Parents value a model of care that provides holistic, 
family-focused support that is responsive to individual needs and which promotes control and active 
involvement in decision making. The key challenge now is to respond to increasing need and a 
changing population of users.

http://www.ncbi.nlm.nih.gov/pubmed/21443555

Pediatric palliative care provision around the world:  
a systematic review
Knapp, C., et al.
Pediatr Blood Cancer 2011; 57 (3): 361-368
Pediatric palliative care is recommended by many organizations. Yet, there is no information available 
on the progress that has been made in providing this care or the gaps that still exist in provision around 
the world. We conducted a systematic review to address this gap in knowledge. The systematic 
review identified 117 peer-reviewed and non-peer reviewed resources. Based on this information, each 
country was assigned a level of provision; 65.6% of countries had no known activities, 18.8% had 
capacity building activities, 9.9% had localized provision, and 5.7% had provision that was reaching 
mainstream providers. Understanding the geographic distribution in the level of provision is crucial for 
policy makers and funders.

http://www.ncbi.nlm.nih.gov/pubmed/21416582

Pediatric palliative care and the medical home
Knapp, C., et al.
J Palliat Med 2012; 15 (6): 643-645.

http://www.ncbi.nlm.nih.gov/pubmed/22656054
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Health status and health-related quality of life in a 
pediatric palliative care program
Knapp, C., et al.
J Palliat Med 2012; 15 (7): 790-797
BACKGROUND: Children with life-threatening illnesses have unique physical and psychosocial needs 
that pediatric palliative care programs can address. Integrated programs strive to address these needs 
from the point of diagnosis through death, if needed, at the same time that curative care is provided. To 
better understand the variation in these needs, we assessed the health status and health-related quality 
of life (HRQOL) of children enrolled in an integrated pediatric palliative care program. METHODS: 
A telephone survey was conducted with 98 parents whose children were enrolled in an integrated 
pediatric palliative care program in Florida. The Health Utilities Index (HUI) system was used to assess 
health status and HRQOL. RESULTS: HUI2 attribute levels show that children have the greatest 
impairment with moderate-to-severe burdens related to self-care, mobility, and sensation, and the least 
impairment with emotion. HUI3 attribute levels show that children have the greatest impairment with 
moderate-to-severe burdens related to ambulation and cognition and the least impairment with hearing 
and emotional functioning. Mean overall HUI2 and HUI3 utility scores are 0.37 and 0.15, respectively. 
CONCLUSION: Children with life-threatening illnesses in our sample had a high level of morbidity 
compared with those found in other HUI studies of children with acute or chronic health conditions. Not 
only do our results highlight severely impaired HRQOL, they also demonstrate the wide variety of health 
states and needs for children in integrated palliative care programs. This information can help develop 
strategies to encourage more providers to participate in integrated pediatric palliative care programs.

http://www.ncbi.nlm.nih.gov/pubmed/22686119

Making a case: creating a perinatal palliative care 
service using a perinatal bereavement program model
Kobler, K. and R. Limbo
J Perinat Neonatal Nurs 2011; 25 (1): 32-41; quiz 42-33
This article explores the innovative approach of creating a perinatal palliative care service in an 
institution that already has a perinatal bereavement program. The proposed model focuses on the 
importance of establishing and maintaining relationship among and between nurses, other clinicians, 
and parents. The authors examine theoretical and clinical perspectives, recognizing the presence 
of both grief and hope from the moment of a life-threatening fetal diagnosis. The article identifies 
key program development processes, potential barriers, and practical implementation strategies as 
methods to ensure the delivery of seamless perinatal palliative care from diagnosis, through pregnancy, 
delivery, and the baby’s living and dying.

http://www.ncbi.nlm.nih.gov/pubmed/21311267
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Specialized ambulatory pediatric palliative care 
(SAPPV) – a concept for implementing comprehensive 
care in Lower Saxony
Kremeike, K., et al.
Kinderkrankenschwester 2010; 29 (10): 419-423.

http://www.ncbi.nlm.nih.gov/pubmed/21192472

Managing change in the care of children with complex 
needs: healthcare providers’ perspectives
Law, J., et al.
J Adv Nurs 2011; 67 (12): 2551-2560
AIM: This paper is a report of a descriptive qualitative study of the role and activities of nursing 
and allied health professionals caring for children with complex needs in a community setting. 
BACKGROUND: Health care is changing in terms of service provision and delivery, with an increased 
focus on person-centred care, prevention and community-based services. The role of nursing and 
allied health professionals is central to these changes but is not well described in terms of capacity, or 
the knowledge and skills required to meet increasing demand. METHOD: Within four Health Boards, 
semi-structured telephone interviews were conducted in 2007 with three nursing and four allied health 
managers, followed by four focus groups with 15 nursing and 11 allied health practitioners; in addition, 
three nurses and one speech therapist were interviewed by telephone. RESULTS: Respondents 
identified challenges related to communication and information systems, equity of service provision, 
family-centred care and partnership working. Generic and specialized knowledge and skills are 
needed, although providing the right skills in the right place can often prove problematic with potential 
implications for service provision. CONCLUSION: Findings support the adoption of integrated 
partnership working, going beyond the identification of key professionals, to developing a set of criteria 
against which future service provision could be judged. Research priorities were identified; comparative 
evaluation of services, better understanding of the transition process and a clearer sense of the 
individual’s response to the increasing customization of services.

http://www.ncbi.nlm.nih.gov/pubmed/21771038

Promoting independence for children on long-term 
ventilation
Lawrence, S.
Nurs Child Young People 2011; 23 (10): 20-22
It is the responsibility of children’s nurses to enable children and young people who are on long-term 
ventilation (LTV) to live independent and varied lives. This article considers the common challenges 
faced by such children and reflects on personal experience in planning and undertaking a respite week 
for a young person on LTV with Duchenne’s muscular dystrophy without his parents.

http://www.ncbi.nlm.nih.gov/pubmed/22256716
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Health care personnel’s experiences of a bereavement 
follow-up intervention for grieving parents
Liisa, A. A., et al.
Scand J Caring Sci 2011; 25 (2): 373-382
The aim of this study is to investigate the experiences of health care personnel of a bereavement 
follow-up intervention for grieving parents and of the ways to develop it. The intervention included three 
components: a support package for grieving parents, peer supporters’ and health care personnel’s 
contact with parents. The sample included 29 health professionals. Data were collected via open-
format questionnaires and telephone interviews from health care personnel. Content analysis was used 
as a means of data analysis. The support package for grieving parents was considered important and 
versatile. Health care personnel perceived the intervention and its viability as mostly good. Parents’ 
willingness to receive support, health care personnel’s good resources and organizational preconditions 
were important for the follow-up contact. The intervention clarified the policy related to supporting 
grieving parents. It was enabled by a good attitude, shift arrangements and co-worker support. 
However, the implementation was considered difficult because of scarce resources. Parental support 
engendered negative feelings in health care personnel and they desired systematic supervision to 
deal with these. Follow-up care of grieving parents is a demanding task. Continuous education about 
bereavement follow-up care and systematic supervision to health care personnel is needed. Family-
focused care in supporting grieving families after leaving from hospital should be increased. Inter-
organizational cooperation in supporting parents is important and feasible.

http://www.ncbi.nlm.nih.gov/pubmed/21039718

Music therapy in pediatric palliative care:  
family-centered care to enhance quality of life
Lindenfelser, K. J., et al.
Am J Hosp Palliat Care 2012; 29 (3): 219-226
Research into the value of music therapy in pediatric palliative care (PPC) has identified quality of life as 
one area of improvement for families caring for a child in the terminal stages of a life-threatening illness. 
This small-scale investigation collected data in a multisite, international study including Minnesota, 
USA, and Melbourne, Australia. An exploratory mixed method design used the qualitative data 
collected through interviews with parents to interpret results from the PedsQL Family Impact Module of 
overall parental quality of life. Parents described music therapy as resulting in physical improvements 
of their child by providing comfort and stimulation. They also valued the positive experiences shared by 
the family in music therapy sessions that were strength oriented and family centered. This highlighted 
the physical and communication scales within the PedsQL Family Impact Module, where minimal 
improvements were achieved in contrast to some strong results suggesting diminished quality of life 
in cognitive and daily activity domains. Despite the significant challenges faced by parents during this 
difficult time, parents described many positive experiences in music therapy, and the overall score for 
half of the parents in the study did not diminish. The value of music therapy as a service that addresses 
the family-centered agenda of PPC is endorsed by this study.

http://www.ncbi.nlm.nih.gov/pubmed/22144660
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Respite support for children with a life-limiting 
condition and their parents: a literature review
Ling, J.
Int J Palliat Nurs 2012; 18 (3): 129-134
Most children with a life-limiting condition are cared for in the family home by their parents, who require 
professional support to provide this care. Owing to advances in medicine and medical technology 
these children are living longer and, given the often relentless and all-encompassing nature of caring for 
children with life-limiting conditions, respite (facilitation of short breaks) is considered central to quality 
palliative care provision for children and their families. However, there is still ambiguity in exactly what is 
meant by the term ‘respite’, what constitutes respite care, whether the services currently provided meet 
the needs of the child and family, and how respite is best provided. This paper reviews the literature 
relating to respite as a component of children’s palliative care. Themes from the literature are identified 
and discussed. Challenges for the providers of respite care are identified and suggestions made 
regarding the future development of responsive and family-focused respite care.

http://www.ncbi.nlm.nih.gov/pubmed/22584313

Definitions in children’s palliative care: black and white 
or shades of grey?
Ling, J.
Int J Palliat Nurs 2012; 18 (9): 419.

http://www.ncbi.nlm.nih.gov/pubmed/23124049
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The development of satisfaction with service-related 
choices for disabled young people with degenerative 
conditions: evidence from parents’ accounts
Maddison, J. and B. Beresford
Health Soc Care Community 2012; 20 (4): 388-399
Satisfaction with service-related choices has not received much research attention, especially beyond 
medical/health-related decisions. This paper reports findings from an analysis of parents’ accounts of 
making service-related choices with, or on behalf of, a disabled son or daughter with a degenerative 
condition. It focuses particularly on factors and processes, which contribute to parents’ satisfaction. 
This is particularly interesting given that sub-optimal outcomes or negative consequences are often 
experienced following a service-related choice being implemented. The data reported here were 
collected as part of a larger, longitudinal study (the Choice and Change project) of service users’ 
experiences of choice-making, including the outcomes and consequences of those choices. Parents 
of disabled young people with degenerative conditions formed part of this sample. The accounts of 
14 of these parents, collected over three interviews during a two and a half-year period, all of whom 
expressed satisfaction with the medium- to long-term outcomes of a service-related choice, were 
selected for specific analyses to understand what underlies satisfaction with service-related choices. 
Clarity of the desired outcome for the young person supported effective decision-making and led 
parents to feel confident that the best possible choice was being made. Evidence of desired outcomes 
being attained were used by parents to ‘trade off’ the negative consequences of a choice. These 
included the considerable demands placed on parents’ personal, financial and practical resources to 
operationalise a choice, and the emotional impact incurred by significant changes such as the loss of 
the carer role. The passage of time was important in allowing evidence of positive outcomes to emerge, 
psychological or emotional adjustments to be made, and for parents to develop trust in new service 
providers. The findings suggest that practitioners can have an important role in both practical and 
emotional support for parents’ choice-making for, or with, their disabled son/daughter.

http://www.ncbi.nlm.nih.gov/pubmed/22360567



169Synopsis Vol. 1 No. 1 June 2013

Providing Services for Children and Families

Pediatric palliative care and eHealth opportunities  
for patient-centered care
Madhavan, S., et al.
Am J Prev Med 2011; 40 (5 Suppl 2): S208-216
BACKGROUND: Pediatric palliative care currently faces many challenges including unnecessary pain from 
insufficiently personalized treatment, doctor-patient communication breakdowns, and a paucity of usable 
patient-centric information. Recent advances in informatics for consumer health through eHealth initiatives 
have the potential to bridge known communication gaps, but overall these technologies remain under-
utilized in practice. PURPOSE: This paper seeks to identify effective uses of existing and developing health 
information technology (HIT) to improve communications and care within the clinical setting. METHODS: A 
needs analysis was conducted by surveying seven pediatric oncology patients and their extended support 
network at the Lombardi Pediatric Clinic at Georgetown University Medical Center in May and June of 
2010. Needs were mapped onto an existing inventory of emerging HIT technologies to assess what existing 
informatics solutions could effectively bridge these gaps. RESULTS: Through the patient interviews, a 
number of communication challenges and needs in pediatric palliative cancer care were identified from the 
interconnected group perspective surrounding each patient. These gaps mapped well, in most cases, to 
existing or emerging cyberinfrastructure. However, adoption and adaptation of appropriate technologies 
could improve, including for patient-provider communication, behavioral support, pain assessment, and 
education, all through integration within existing work flows. CONCLUSIONS: This study provides a 
blueprint for more optimal use of HIT technologies, effectively utilizing HIT standards-based technology 
solutions to improve communication. This research aims to further stimulate the development and adoption 
of interoperable, standardized technologies and delivery of context-sensitive information to substantially 
improve the quality of care patients receive within pediatric palliative care clinics and other settings.

http://www.ncbi.nlm.nih.gov/pubmed/21521596

Case management for high-intensity service users: 
towards a relational approach to care co-ordination
McEvoy, P., et al.
Health Soc Care Community 2011; 19 (1): 60-69
This study is based on a formative evaluation of a case management service for high-intensity service users 
in Northern England. The evaluation had three main purposes: (i) to assess the quality of the organisational 
infrastructure; (ii) to obtain a better understanding of the key influences that played a role in shaping the 
development of the service; and (iii) to identify potential changes in practice that may help to improve the 
quality of service provision. The evaluation was informed by Gittell’s relational co-ordination theory, which 
focuses upon cross-boundary working practices that facilitate task integration. The Assessment of Chronic 
Illness Care Survey was used to assess the organisational infrastructure and qualitative interviews with 
front line staff were conducted to explore the key influences that shaped the development of the service. A 
high level of strategic commitment and political support for integrated working was identified. However, the 
quality of care co-ordination was variable. The most prominent operational factor that appeared to influence 
the scope and quality of care co-ordination was the pattern of interaction between the case managers and 
their co-workers. The co-ordination of patient care was much more effective in integrated co-ordination 
networks. Key features included clearly defined, task focussed, relational workspaces with interactive 
forums where case managers could engage with co-workers in discussions about the management of 
interdependent care activities. In dispersed co-ordination networks with fewer relational workspaces, the 
case managers struggled to work as effectively. The evaluation concluded that the creation of flexible and 
efficient task focused relational workspaces that are systemically managed and adequately resourced could 
help to improve the quality of care co-ordination, particularly in dispersed networks.

http://www.ncbi.nlm.nih.gov/pubmed/21143543 



170Synopsis Vol. 1 No. 1 June 2013

Providing Services for Children and Families

Preparing heart and mind following prenatal diagnosis 
of complex congenital heart defect
McKechnie, A. C. and K. Pridham
Qual Health Res 2012; 22 (12): 1694-1706
Drawing on attachment and caregiving theory and the concept of motivation, the purpose of this 
descriptive study was to examine parents’ retrospective accounts of their prenatal experiences after 
receiving the diagnosis of a fetal heart defect. These parents constituted a subgroup of participants 
in a larger longitudinal study of parenting an infant with a complex congenital heart defect. Data were 
derived from 14 semistructured interviews with 13 mothers and 3 fathers in the home or hospital setting. 
A directed content analysis yielded a central category of preparing heart and mind for infant caregiving. 
Preparing heart and mind is a preliminary caregiving goal within the caregiving system that generates 
intentions and expectations indicative of specific caregiving motivations to relate to the baby, handle 
circumstances practically, and manage infant medical care. A theoretical model illustrates the prenatal 
process these parents engaged in to provide care to their infants with life-threatening medical conditions.

http://www.ncbi.nlm.nih.gov/pubmed/22927700

Concurrent care for the medically complex child: 
lessons of implementation
Miller, E. G., et al.
J Palliat Med 2012; 15 (11): 1281-1283
After years of the palliative care community calling for more open access to hospice services, pediatric 
patients are now eligible to receive simultaneous hospice services and disease-directed therapy. We 
report on five types of challenges that our team has experienced when implementing concurrent care, 
illustrated through case studies of three medically complex pediatric patients.

http://www.ncbi.nlm.nih.gov/pubmed/22372764
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Caring for children dying from cancer at home:  
a qualitative study of the experience of primary  
care practitioners
Neilson, S. J., et al.
Fam Pract 2011; 28 (5): 545-553
BACKGROUND: The rarity of childhood cancers makes providing palliative care in the community an 
unusual event for primary care practitioners. Providing this care requires effective inter-professional 
collaboration with the team that forms to provide the care often working together for the first and only 
time. OBJECTIVE: To explore the experiences of primary care practitioners following their involvement 
in the palliative care of a child with cancer at home. METHODS: The study design was a community-
based qualitative study. The study location was the West Midlands region. Purposeful sample of 
GPs and community nurses involved in providing palliative care to 12 children. One-to-one in-depth 
interviews with 47 primary care professionals (10 GPs and 37 community nurses) and 5 facilitated 
case discussions were undertaken. Field notes were documented and grounded theory data analysis 
undertaken: chronological comparative data analysis identifying generated themes. RESULTS: GPs 
had minimal input into the preceding care of children undergoing treatment for cancer but sought to 
re-establish their role at the child’s transition to palliative care. GPs felt they had a role to play and 
could add value to this phase of care, highlighted their continuing role with the child’s family and 
acknowledged that they had gained from the experience of contributing. However, lack of specialist 
knowledge and uncertainty about their role within the team made this more challenging. In contrast, 
community nurses were routinely involved in both active treatment and palliation care phases. There 
was little evidence of collaboration between the specialist and primary care professionals involved. 
There was considerable variation in out of hours provision across cases. CONCLUSIONS: Engaging 
primary care practitioners needs to be more actively anticipated and negotiated at the transition to 
palliation. Variation in out of hours care is another cause for concern. Enhancing inter-professional 
collaboration and planning during both active and palliative care phases may help.

http://www.ncbi.nlm.nih.gov/pubmed/21427205

Current status of pediatric hematology/oncology and 
palliative care in Lebanon: a physician’s perspective
Noun, P. and C. Djambas-Khayat
J Pediatr Hematol Oncol 2012; 34 Suppl 1: S26-27
Children with cancer suffer a lot, especially those in developing countries with limited health 
resources. Although pediatric hematology/oncology has become a well-developed subspecialty in 
Lebanon, pediatric palliative care is still underrecognized. The current pediatric hematology/oncology 
and palliative care services in Lebanon are reviewed in this article. We stress upon the adverse 
consequences of absence of well-defined pediatric palliative care in order for it to be recognized and 
integrated as a new discipline.

http://www.ncbi.nlm.nih.gov/pubmed/22357148
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Experiences of and influences on continuity of care for 
service users and carers: synthesis of evidence from a 
research programme
Parker, G., et al.
Health Soc Care Community 2011; 19 (6): 576-601
Health and social care systems experience difficulty in delivering the continuity of care that service 
users want. Lack of clarity about what continuity means hinders service organisation and delivery. The 
NIHR Service Delivery and Organisation programme funded a series of research projects to tackle this 
conceptual confusion, and subsequently commissioned a review of the projects’ outputs. The aim was to 
assess how the projects had progressed conceptualisation and measurement of continuity, and increased 
knowledge about what influenced it. This paper concentrates on two questions: what is continuity of care, 
and what influences it? We reviewed the projects’ outputs and extracted data using techniques adapted 
from systematic reviewing methods. We treated the outputs as ‘transcripts’ and used the Framework 
approach to qualitative analysis to handle them. This maintained the coherence of individual projects 
while allowing cross-project themes to emerge. We then produced a narrative synthesis of findings. 
Service users and carers valued good relationships with professionals; this did not always mean seeing 
the same person and encompassed trust, the professional’s style and communication skills, and the 
time made available. Service users and carers also valued understanding the patient’s condition and 
treatment. This went beyond giving information, to include communication that recognised individuals’ 
capacities and that was skilled, given sufficient time, and from a trusted source. Service users valued 
co-ordination between professionals and services; this covered communication, planning, and services’ 
storage and use of information about them. Co-ordination with carers and others was also important. 
Experiences of continuity were influenced by service users’ characteristics and circumstances, care 
trajectories, the structure and administration of services, professionals’ characteristics, carer participation, 
the wider context of the ‘whole person’ and satisfaction. The review highlighted how service users, carers 
and professionals construct continuity dynamically between themselves. This has implications for both 
professional training and service users’ expectations.

http://www.ncbi.nlm.nih.gov/pubmed/21718375
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Care closer to home for children and young people 
who are ill: developing and testing a model of service 
delivery and organization
Parker, G., et al.
J Adv Nurs 2012; 68 (9): 2034-2046
AIMS: To report findings of a national survey of care closer to home services for children and young 
people and a typology based on these findings. BACKGROUND: Providing care closer to home for 
children is a policy and practice aspiration internationally. While the main model of such services is 
children’s community nursing, other models have also developed. Past research has proposed a relatively 
static typology of services, determined by where they are based, whether they are generic or specialist 
and whether they provide short- or longer-term input. As services develop, however, this typology needs 
further elaboration. METHODS: A two-stage national survey of all primary care and hospital trusts in 
England, in mid-2008. RESULTS: In all, 67% of trusts responded to the screening questionnaire and 
75% of relevant services to the main stage questionnaire. Thirteen distinct types of services were 
identified initially. Cluster analysis of delivery and organization characteristics then identified a three-
model typology: hospital-based, condition-specific services (36%); children’s community nurses and 
other community services (45%) and other (mainly therapy-based) services (19%). The models differed 
in staffing, costs, functions, type of care provided and geographical coverage. Only a third of nurses in 
teams were paediatric-trained. CONCLUSION: Care closer to home services are an established part 
of care for children and young people who are ill. They deal with complex and technical care and can 
prevent or reduce the length of acute hospital admission. Lack of readily available information about 
caseloads, case mix and costs may hamper their further development.

http://www.ncbi.nlm.nih.gov/pubmed/22141330

A comparative cost-minimization analysis of providing 
paediatric palliative respite care before and after the 
opening of services at a paediatric hospice
Pascuet, E., et al.
Healthc Manage Forum 2010; 23 (2): 63-66
A palliative care service provider may add or decrease overall operational costs to the healthcare 
system. This study assessed the costs of managing respite care for children with life-limiting illness at 
the Children’s Hospital of Eastern Ontario for the 12-month period both before and after services at 
Roger’s House (RH, a paediatric hospice) was made available. The opening and operation of RH for 
providing respite care resulted in a minimization of operational costs (n = 66 patients, mean decrease of 
$4,251.95 per month per patient).

http://www.ncbi.nlm.nih.gov/pubmed/21739841
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Development and implementation of a pediatric 
palliative care program
Pelant, D., et al.
J Pediatr Nurs 2012; 27 (4): 394-401
Palliative care, long-used in the adult setting, is new to the pediatric setting. Research indicates that 
palliative care reduces length of stay and use of aggressive end-of-life interventions, improves quality 
of life, and provides hope. It balances provision of coordinated care with building of family memories 
and preparation for the child’s death with celebration of the child’s life. We advocate implementation 
of pediatric palliative care in any hospital that cares for children. This article provides a model outlining 
critical steps and considerations for establishing a successful pediatric palliative care program.

http://www.ncbi.nlm.nih.gov/pubmed/22703687

The chronically critically ill patient: pediatric 
considerations
Peterson-Carmichael, S. L. and I. M. Cheifetz
Respir Care 2012; 57 (6): 993-1002; discussion 1002-1003
Whether defined as chronically critically ill, long-term mechanical ventilator dependent (or otherwise 
chronically medically supported), or medically fragile, a population of infants and children with chronic 
illness clearly exists. Infants and children with chronic healthcare needs are at an increased risk for 
physical, developmental, behavioral, and/or emotional conditions and generally require healthcare 
services of a type or amount beyond that of a general pediatric or adult population. This review will 
focus on the specific management and psychosocial needs associated with the healthcare of this 
subgroup of infants and children with chronic illness. Attention will be paid to defining the population, 
describing trends over time, reviewing their special needs, and discussing outcomes. Increased focus 
and an increasing quantity of resources for this subgroup of infants and children are needed, as the 
number of such pediatric patients continues to grow.

http://www.ncbi.nlm.nih.gov/pubmed/22663972

Reflections on the provision of community palliative 
care for terminally ill children in Ireland
Quinn, C.
Nurs Child Young People 2012; 24 (9): 25-28
In many areas of Ireland, children dying at home still have inadequate access to specialist palliative 
care. This causes unnecessary emotional and physical distress to the child, family, caregivers and 
healthcare professionals. Irish health policies aimed at improving the situation need to be fully 
resourced, structured, implemented, supported and evaluated. Timely referral of the child, advance 
care planning, patient advocacy and, finally, management of symptoms at the end of life by palliative 
care children’s nurse specialists can transform the experience of all involved. The author reflects on 
caring for a child with a life-limiting condition using the McNeilly (2006) reflection model.

http://www.ncbi.nlm.nih.gov/pubmed/23311263
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Caring for children and families in the community: 
experiences of Irish palliative care clinical nurse 
specialists
Quinn, C. and M. E. Bailey
Int J Palliat Nurs 2011; 17 (11): 561-567
An increasing number of children require care at home owing to life-limiting illness. In addition, there is 
growing recognition of the specific care needs of such children and their families, and it is anticipated 
that recent developments in children’s palliative care will result in more people accessing these 
services. In the Republic of Ireland (ROI), community palliative care clinical nurse specialists (CNSs), 
who are not registered children’s nurses, contribute significantly to the support of these children 
and families. This study aimed to obtain a picture of the current nursing service that would help to 
determine whether the needs of these patients are being met. Seven community palliative care CNSs 
from across one health region in the ROI participated in a focus group. Four key themes emerged: 
gaining access to the child and family, role complexities, pressures of caring, and support strategies. 
Provision of community children’s palliative care by the CNS is complex. The participants demonstrated 
their commitment to consult, coordinate, negotiate, and ultimately deliver the care required by children 
and families, but against a background of issues relating to accessing the patient and family, the 
complexity of the CNS role, and the pressures that such work incurs.

http://www.ncbi.nlm.nih.gov/pubmed/22240634

The impacts of short break provision on families with  
a disabled child: an international literature review
Robertson, J., et al.
Health Soc Care Community 2011; 19 (4): 337-371
There are widespread assumptions about the potential impacts of short breaks on family carers and 
disabled children. This review aims to evaluate the existing international research evidence concerning 
the impacts of short breaks on families with a disabled child. Electronic literature searches were 
conducted using ASSIA, PsycInfo, CINAHL, and Web of Science, and requests for information were 
sent to selected email lists. Of 60 articles or reports identified for inclusion in the review, the vast 
majority of studies were cross-sectional, with only eight studies using quasi-experimental pre-post 
designs or longitudinal designs. Nonetheless, the consistency with which some findings have been 
reported suggests that short breaks appear to have the potential to positively impact on not only 
the well-being of carers, but also the children receiving short breaks and their families as a whole. 
Additional research is warranted in a number of areas. First, research needs to consider the impact 
of short breaks on fathers. Second, there is a need to consider in more depth how short breaks can 
impact on the siblings of disabled children. Third, research could consider how best short breaks can 
be combined with other interventions to maximise the impact for disabled children and their families. 
Fourth, research needs to look at the longer term impact of short breaks on outcomes for disabled 
children and their families. What is needed is evidence on what type of short breaks are best for 
children and families with particular characteristics at particular times during the course of the child’s 
maturation towards adulthood.

http://www.ncbi.nlm.nih.gov/pubmed/21175907
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Bereaved parental evaluation of the quality of a 
palliative care program in Lebanon
Saad, R., et al.
Pediatr Blood Cancer 2011; 57 (2): 310-316
BACKGROUND: Palliative care (PC) is important in Pediatric Oncology as more than 20% of children 
with cancer still die despite modern treatment. As a significant number of children reside in countries 
with limited resources; more research in PC is needed there. This study aimed at evaluating the quality 
of care provided to children with cancer at the Children’s Cancer Center of Lebanon (CCCL) during 
their last month of life as perceived by the bereaved parents. PROCEDURE: Between 2002 and 2007, 
76 children with cancer treated at CCCL succumbed to their disease. Twenty-nine of the bereaved 
parents were interviewed at home about the symptoms and suffering experienced by their children 
during the last month of life, communication with the healthcare team, quality of care delivered, and 
recommendations for improving care. RESULTS: Fatigue, anorexia, and pain were the most prevalent 
symptoms and edema was the most distressing. The overall communication with the healthcare 
team and the overall quality of care delivered was rated as “very good” to “excellent” by 86.2% and 
93.1% of the participants, respectively. Parents suggested improving the organization of care, the 
communication, and the availability of human and material resources. CONCLUSIONS: This study is 
the first conducted in Lebanon to evaluate the quality of pediatric palliative care (PPC). The parents’ 
experiences in our country were similar to those described in other countries, religions, and cultures. 
Significant strengths and weaknesses in the management of the dying children, from the parents’ 
perspective, were uncovered and recommendations for improving practice were made.

http://www.ncbi.nlm.nih.gov/pubmed/21394892

End of life care for patients with cystic fibrosis
Sands, D., et al.
J Cyst Fibros 2011; 10 Suppl 2: S37-44
Palliative care is an approach that improves quality of life for patients and their families facing problems 
associated with a life-threatening illness. Care planning is particularly important in CF, where predicting 
a time of death is extremely difficult. The patient and family should receive realistic information about 
health status and further options of care. Particularly important is the explanation that treatment 
does not stop during the terminal phase of the disease, instead the primary aim is to alleviate 
unpleasant symptoms. More invasive end of life care is becoming the norm in patients awaiting lung 
transplantation. Terminal care should be organised in the place chosen by the patient and their family. 
Ideally terminal care should not end when the patient dies, instead psychological and spiritual support 
should continue to bereaved families.

http://www.ncbi.nlm.nih.gov/pubmed/21658640
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Pediatric palliative care: starting  
a hospital-based program
Schmidt, K.
Pediatr Nurs 2011; 37 (5): 268-274
The value of palliative care in pediatrics has received significant attention over the past 10 years. 
The American Academy of Pediatrics and the Institute of Medicine published recommendations 
involving children who have a life-limiting diagnosis in a palliative care program early in their disease 
process. Palliative care is intended to assure an emphasis on quality of life in addition to the current 
medical treatment, which may be focused on cure, symptom management, and/or end-of-life care. 
This article describes one hospital’s experience in planning, implementing, and managing a pediatric 
palliative care program. Implementing a hospital-based palliative care program in a children’s hospital 
can be accomplished through careful planning and analysis of need. Writing an official business 
plan formalized the request for organizational support for this program, including the mission and 
vision, plans for how services would be provided, expected financial implications, and initial plans for 
evaluation of success.

http://www.ncbi.nlm.nih.gov/pubmed/22132573

End-of-life decision-making in Canada: the report  
by the Royal Society of Canada expert panel on  
end-of-life decision-making
Schuklenk, U., et al.
Bioethics 2011; 25 Suppl 1: 1-73
This report on end-of-life decision-making in Canada was produced by an international expert 
panel and commissioned by the Royal Society of Canada. It consists of five chapters. Chapter 1 
reviews what is known about end-of-life care and opinions about assisted dying in Canada. Chapter 
2 reviews the legal status quo in Canada with regard to various forms of assisted death. Chapter 3 
reviews ethical issues pertaining to assisted death. The analysis is grounded in core values central to 
Canada’s constitutional order. Chapter 4 reviews the experiences had in a number of jurisdictions that 
have decriminalized or recently reviewed assisted dying in some shape or form. Chapter 5 provides 
recommendations with regard to the provision of palliative care in Canada, as well as recommendations 
for reform with respect to the various forms of assisted death covered in this document.

http://www.ncbi.nlm.nih.gov/pubmed/22085416

Palliative care and pediatric surgery
Shelton, J. and G. P. Jackson
Surg Clin North Am 2011; 91 (2): 419-428, ix
Pediatric surgeons can play an important role in offering procedures that may improve the quality of life 
for terminally ill children. As with all palliative interventions, surgical therapies should be evaluated in 
the context of explicitly defined treatment goals while weighing the risks and benefits of procedures in 
the context of a shortened life span. It is essential that pediatric surgeons become active members in 
the multidisciplinary team that provides palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/21419261
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Care goals and decisions for children referred to a 
pediatric palliative care program
Tamburro, R. F., et al.
J Palliat Med 2011; 14 (5): 607-613
OBJECTIVE: To describe goals of care for children with complex, life-limiting conditions and to assess 
the variables that may influence these goals. METHODS: Goals of care were elicited from the parents and 
children with complex, life-limiting conditions during initial palliative care consultation. Data abstracted 
included: diagnoses, demographics, time from diagnosis until initial palliative care consult, spirituality 
status, resuscitative status, and disposition at discharge. Goals of care were categorized into one of four 
quality-of-life domains: 1) physical health and independence, 2) psychological and spiritual, 3) social, 
and 4) environment. Summary statistics were prepared and comparisons were made between the four 
categories of goals. Descriptive statistics were utilized to explore potential associations with a decision 
to pursue full medical support. RESULTS: One hundred and forty goals of care were obtained from 50 
patients/parents. The median patient age was 4.6 years. Thirty-seven patients had significant cognitive 
delay/impairment. Neuromuscular disorders accounted for more than half of the diagnoses. Forty-nine 
patients identified at least one goal pertaining to physical health and independence. This was significantly 
more than any other category (p < 0.0001). Thirty-three of the 50 patients (66%) opted for full medical 
support at the time of initial consult. CONCLUSIONS: Children with complex, life-limiting conditions and 
their families referred to a palliative care service commonly verbalize goals related to health maintenance 
and independence. Anticipating this expectation may foster communication and improve patient care.

http://www.ncbi.nlm.nih.gov/pubmed/21438709

Psychomotor therapy in paediatric palliative care
Therain, M.
Soins Pediatr Pueric 2011; (260): 31-32
Present for around ten years in specialised paediatric departments, most psychomotor therapists 
have already been confronted with children approaching the end of life. In this context, psychomotor 
therapy takes into account the individuality of each child within his/her family dynamics, for global and 
personalised support.

http://www.ncbi.nlm.nih.gov/pubmed/21702209

Respite care in seven families with children with 
complex care needs
Thomas, S. and M. Price
Nurs Child Young People 2012; 24 (8): 24-27
AIM: To evaluate the experience of nursing respite care in families caring for children with complex 
health needs. METHOD: Seven mothers took part in semi-structured, in-depth interviews, which were 
taped, transcribed and coded. Results were categorised thematically. FINDINGS: Families described 
a positive impact on all aspects of life, the high value of respite care and the preference for more 
information, flexibility, choice and co-ordination of the different services. CONCLUSION: Respite care 
is highly beneficial to family life, but there need to be clearer communication lines and a stable, flexible 
and adequately resourced workforce. Families value a single point of contact and would prefer more 
respite care to be available.

http://www.ncbi.nlm.nih.gov/pubmed/23167016 
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England examines funding options for end-of-life care
Vogel, L.
CMAJ 2011; 183 (8): E445-446.

http://www.ncbi.nlm.nih.gov/pubmed/21464166

Effectiveness of a pediatric palliative home care 
team as experienced by parents and health care 
professionals
Vollenbroich, R., et al.
J Palliat Med 2012; 15 (3): 294-300
OBJECTIVES: Little data are available on palliative home care for children. The objective of this 
study was to evaluate the effectiveness of a specialized pediatric palliative home care team (PPHCT) 
as experienced by parents and health care professionals (HCPs). METHODS: Parents and HCPs 
involved in the care of terminally ill children who died and whom the PPHCT was in charge of were 
surveyed with questionnaires focusing on satisfaction with the PPHCT, satisfaction with the course 
of the dying phase, and the development of anxiety, depression, and prolonged grief disorder. 
RESULTS: Forty-three parent dyads participated (return rate, 88%). Satisfaction with the PPHCT 
scored a median of 10 (numeric rating scale, 0-10). The child’s death was predominantly experienced 
as very peaceful (median, 9); 71% died at home. According to parents, involvement of the PPHCT 
led to highly significant (p<0.001) improvements in the children’s symptoms and quality of life, as 
well as in aspects of communication and administrative barrier reduction. Anxiety was detected in 
25% of parents, depression in 19%, and prolonged grief disorder in 13%. HCPs (return rate, 83%) 
evaluated all investigated care domains (particularly cooperation/communication/family support) as 
being significantly improved (p<0.001). Thirty-five percent of HCPs felt uncertain concerning pediatric 
palliative care; 79% would welcome specific training opportunities. CONCLUSIONS: Involvement of 
a PPHCT is experienced as a substantial improvement of care by parents and HCPs. Coordination of 
palliative care during the last phase of life appears to be an important quality factor for the home care 
of dying children and their families.

http://www.ncbi.nlm.nih.gov/pubmed/22216782

Evaluating the impact of nurse independent prescribing 
in a weekend clinical nurse specialist service
Webb, W. A. and V. Gibson
Int J Palliat Nurs 2011; 17 (11): 537-543
Nurse independent prescribing (NIP) is having a significant positive impact on patient care, yet little 
is written about NIP initiatives in the out-of-hours (OOH) period, which is a critical time for those with 
palliative care needs who wish to remain at home. This paper evaluates the impact of an NIP initiative 
in one weekend clinical nurse specialist (CNS) service in the UK. A 6-month audit of prescribing activity 
data is presented along with the results of a survey of local GPs. The paper concludes that NIP offers 
an effective way for the CNS working in the OOH period to offer timely and appropriate symptom 
control in a single, seamless consultation. Discussion surrounds the factors that affect the success of 
NIP initiatives and practical recommendations for other providers developing such a service.

http://www.ncbi.nlm.nih.gov/pubmed/22240631
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Recognizing a global need for high quality pediatric 
palliative care
Wolfe, J.
Pediatr Blood Cancer 2011; 57 (2): 187-188.

http://www.ncbi.nlm.nih.gov/pubmed/21495165

Complementary and alternative medicine use in 
children with life-limiting conditions
Wood, D. and F. Finlay
Nurs Child Young People 2011; 23 (4): 31-34
AIM: To quantify use of complementary and alternative medicine (CAM) in children with non-malignant, 
life-limiting illness. METHOD: A self-administered questionnaire was sent to families who received care 
from a community children’s nursing and psychology team for children with non-malignant, life-limiting 
conditions. RESULTS: A total of 32 per cent of respondents had used up to seven types of CAM for 
their child and 43.4 per cent had used CAM for themselves or other family members. Most parents 
used CAM to enhance general wellbeing rather than treat specific diagnoses. A total of 58.3 per cent 
felt the therapy was helpful, 50 per cent had tried conventional medicine first, and 63.9 per cent of 
users discussed their use of CAM with a doctor or community nurse. CONCLUSION: The rate of CAM 
use is significantly higher in this population than found in many previous cross-sectional studies. This 
may reflect the different needs and expectations of families with children with non-malignant, life-
limiting illnesses.

http://www.ncbi.nlm.nih.gov/pubmed/21675175
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Why is end-of-life care delivery sporadic?: A quantitative 
look at the barriers to and facilitators of providing  
end-of-life care in the neonatal intensive care unit
Wright, V., et al.
Adv Neonatal Care 2011; 11 (1): 29-36
PURPOSE: According to the Centers for Disease Control and Prevention Infant Mortality Statistics, 28 
384 infants died in the United States in 2005. On examining the state of the science in providing end-of-
life care for newborns, it is important to examine the practice of providing compassionate and dignified 
palliative care at the end of life. The purpose of this research study was to examine the barriers to and 
facilitators of providing a quality end-of-life care in one large Midwestern tertiary NICU. SUBJECTS: 
A convenience sample of 50 NICU registered nurses from a Level III Midwestern Facility participated. 
METHODS: A quantitative, prospective, cross-sectional design was used. Data were collected with 
the Neonatal Palliative Care Attitude Scale questionnaire. RESULTS: Five barriers and 8 facilitators to 
end-of-life care practice in the NICU were identified. The 5 barriers were the nurses’ inability to express 
opinions values and beliefs regarding palliative care (M = 2.98, SD = 1.30), less than ideal physical 
environment (M = 2.70, SD = 1.31), technological imperatives (M = 3.22, SD = 1.11), parental demands 
(M = 3.46, SD = 1.07), and, finally, lack of education (M = 2.86, SD = 1.44). The 8 facilitators were 
supportive medical staff (M = 3.60, SD = 1.29), parental involvement of decisions (M = 3.76, SD = 1.17), 
parents informed of options (M = 3.32, SD = 1.22), support from medical team when palliative care is 
implemented (M = 3.20, SD = 1.28), staffing (M = 3.60, SD = 1.29), time spent with dying baby (M = 3.52, 
SD = 1.31), policies/guidelines supporting palliative care (M = 3.76, SD = 1.19), and available counseling 
(M = 3.566, SD = 1.26). CONCLUSIONS: Barriers and facilitators continue to exist within neonatal end-
of-life care. There is significant importance for NICU nurses to recognize and understand the barriers 
to and facilitators of providing end-of-life care within their specific unit. Further research is warranted 
regarding implementation of end-of-life care education in the NICU to improve patient care.

http://www.ncbi.nlm.nih.gov/pubmed/21285651

Place of death of pediatric cancer patients in a single 
institute during 7 years
Yanai, T., et al.
Kobe J Med Sci 2012; 58 (2): E33-40
Place of death is an important issue at the end-of-life. It is poorly understood in pediatric cancer patients in 
Japan. This study aimed to clarify place of death of children with cancer as well as variables associated with 
place of death. Study population was pediatric cancer patients who died in the Department of Pediatrics 
at Kobe University Hospital during the last 7 years. The medical records were retrospectively reviewed 
regardless of cause of death to derive data relating to patients’ characteristics and disease. 18 patients were 
included. Median age at death was 12.2 years old. 6 patients including 5 children in complete remission had 
hematological disease and 12 patients suffered from solid tumors. 4 patients (22.2%) died at home, whereas 
14 patients (77.8%) died in the hospital including 6 ICU deaths. No one died in hospices. Preference of patients 
was unavailable due to the lack of inquiry. Factors influencing place of death (home, ICU, non-ICU) were 
disease (hematological disease vs. solid tumor, p=0.010, brain tumor vs. non-brain tumor, p=0.023), disease 
status (complete remission vs. non-complete remission, p=0.0014) and preference of families (p=0.029). 
Among 6 families who expressed preference, no disparity was observed between actual and preferred place 
of death. This is the first English publication of place of death of pediatric cancer patients in Japan. The low 
percentage of home death, factors influencing place of death and the lack of disparity between actual and 
preferred place of death were indicated. Further studies are required to better understand place of death.

http://www.ncbi.nlm.nih.gov/pubmed/22972167 
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Pediatric oncology palliative care in Israel
Yaniv, I.
J Pediatr Hematol Oncol 2012; 34 Suppl 1: S32-35
Pediatric Oncology in Israel has developed through the last 4 decades and currently outcome of 
children with cancer in Israel is similar to what is being achieved by international cooperative groups. 
Each year 450 children with cancer are being diagnosed and treated in specialized pediatric oncology 
centers. We describe the health care system and specifically focus on delay in diagnosis, late effects, 
palliative care and end of life issues. Finally we describe our achievements and list major challenges 
and future goals, in further improving patients care.

http://www.ncbi.nlm.nih.gov/pubmed/22357150

Communicating with child patients in pediatric 
oncology consultations: a vignette study on  
child patients’, parents’, and survivors’  
communication preferences
Zwaanswijk, M., et al.
Psychooncology 2011; 20 (3): 269-277
OBJECTIVE: To investigate the preferences of children with cancer, their parents, and survivors of 
childhood cancer regarding medical communication with child patients and variables associated with 
these preferences. METHODS: Preferences regarding health-care provider empathy in consultations, 
and children’s involvement in information exchange and medical decision making were investigated 
by means of vignettes. Vignettes are brief descriptions of hypothetical situations, in which important 
factors are systematically varied following an experimental design. In total, 1440 vignettes were 
evaluated by 34 children with cancer (aged 8-16), 59 parents, and 51 survivors (aged 8-16 at diagnosis, 
currently aged 10-30). Recruitment of participants took place in three Dutch university-based 
pediatric oncology centers. Data were analyzed by multilevel analyses. RESULTS: Patients, parents, 
and survivors indicated the importance of health-care providers’ empathy in 81% of the described 
situations. In most situations (70%), the three respondent groups preferred information about illness 
and treatment to be given to patients and parents simultaneously. Preferences regarding the amount 
of information provided to patients varied. The preference whether or not to shield patients from 
information was mainly associated with patients’ age and emotionality. In most situations (71%), the 
three respondent groups preferred children to participate in medical decision making. This preference 
was mainly associated with patients’ age. CONCLUSIONS: To be able to adapt communication to 
parents’ and patients’ preferences, health-care providers should repeatedly assess the preferences of 
both groups. Future studies should investigate how health-care providers balance their communication 
between the sometimes conflicting preferences of patients and parents.

http://www.ncbi.nlm.nih.gov/pubmed/20336644
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Development and implementation of a bereavement 
follow-up intervention for grieving fathers:  
an action research
Aho, A. L., et al.
J Clin Nurs 2011; 20 (3-4): 408-419
AIMS AND OBJECTIVES: The aim is to present the development and implementation of a bereavement 
follow-up intervention for grieving fathers. The development and implementation process and 
components of the intervention are presented. BACKGROUND: There is a lack of research into fathers’ 
grief and bereavement support for them after the death of a child. Promotion of evidence-based 
nursing requires transparent development and implementation of nursing interventions and models to 
be able to repeat, evaluate their effectiveness and redevelop them. DESIGN: Phases of action research 
were used when developing and implementing the intervention. METHODS: Results of the baseline 
study of father’s grief and social support, the study of current bereavement support and the literature 
review were combined using triangulation. RESULTS: In this action research, the development of a 
bereavement follow-up intervention for grieving fathers began with the planning phase that included 
a baseline study about fathers’ grief and social support, a study of current bereavement support 
systems in Finnish university hospitals and a systematic review of literature on the topic area and 
collaboration with a panel of experts. The developed bereavement follow-up intervention included three 
complementary components: support package, peer supporters’ contact and health care personnel’s 
contact. Implementation of the intervention included the development of a programme to be used in 
nursing practice, intervention training for programme implementers and intervention implementation. 
CONCLUSIONS: Developing and implementing an intervention is a complex, demanding and long-term 
process. The planning required theoretical knowledge as well as understanding the experiences of 
fathers, nursing practice and collaboration with those who implemented the intervention. RELEVANCE 
TO CLINICAL PRACTICE: New information about the fathers’ grief and bereavement follow-up support 
is described. The model developed is evidence-based and can be applied in nursing care where 
grieving fathers and families are met.

http://www.ncbi.nlm.nih.gov/pubmed/20946447



184Synopsis Vol. 1 No. 1 June 2013

Psychosocial and Family Issues

Family strategies for managing childhood cancer: using 
complementary and alternative medicine in Jordan
Al-Qudimat, M. R., et al.
J Adv Nurs 2011; 67 (3): 591-597
AIM: This paper is a report of a study that examined the use of complementary and alternative 
medicine therapies among children with cancer in Jordan. BACKGROUND: Complementary and 
alternative medicine use by oncology patients has been gaining acceptance in the developed 
countries and developing countries. Healthcare professionals are becoming increasingly aware 
that patients use complementary and alternative medicine either covertly or overtly. METHODS: A 
descriptive cross-sectional design was used with parents of children with cancer under treatment 
and follow-up in a paediatric oncology department in Jordan between August 2007 and April 2008. 
RESULTS: Parents of 69 children with cancer in Jordan were surveyed for their use of complementary 
and alternative medicine with their children. A total of 65.2% of the sample had used at least one 
type of complementary and alternative medicine during the course of their child’s treatment. The 
use of biological and nutritional complementary and alternative medicine was 70.5% among the 
users. Use of body and soul complementary and alternative medicine strategies was reported for 
22.2% of the children using complementary and alternative medicine. Twenty per cent of the sample 
used body movement complementary and alternative medicine for their children. A total of 45.5% 
of complementary and alternative medicine users perceived benefits in using complementary and 
alternative medicine for their children with cancer. However, 40% of complementary and alternative 
medicine users had stopped using complementary and alternative medicine for multiple reasons. 
CONCLUSION: Parents used complementary and alternative medicine to support their children’s 
medical treatment and to use all possible methods to cure their children. The reason for parents not 
using complementary and alternative medicine included not being aware of complementary and 
alternative medicine. Most of the patients have not discussed the issue of using complementary and 
alternative medicine with the medical staff.

http://www.ncbi.nlm.nih.gov/pubmed/21118291

Appreciating life: being the father of a child with severe 
cerebral palsy
Appelbaum, M. G. and J. L. Smolowitz
J Neurosci Nurs 2012; 44 (1): 36-42
This phenomenological study examined the experience of being the father of a child with severe 
cerebral palsy (CP). Participants were selected using purposive sampling. Two interviews were 
conducted with 6 English-speaking, biological fathers whose children with CP (ages 5-27 years) were 
enrolled in a residential and day school in northeastern United States. Audiotaped interviews were 
transcribed, and thematic analysis was conducted using van Manen’s methodology. Themes identified 
were as follows: Lost in birth; My beautiful unique child; Illness as a way of life...you can’t get used 
to it and after a while it feels like no one cares; Partners-loyalty and commitment; How the world 
receives my child; Healthcare providers-I’m here; Torn...when your child can’t live at home...finding 
a place to live and grow; and Faith. Clinicians should encourage, value, and include fathers’ input 
during discussions of medical and social problems and when developing long-term care plans. Further 
research exploring the experiences of fathers of children with CP should be conducted.

http://www.ncbi.nlm.nih.gov/pubmed/22210303
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Integrative review: parent perspectives on care of their 
child at the end of life
Aschenbrenner, A. P., et al.
J Pediatr Nurs 2012; 27 (5): 514-522
This integrative review aims to describe parents’ perspectives on end-of-life care for their children. 
Fifteen publications from a literature search of the Cochrane databases, CINAHL, MEDLINE, and 
PSYCHinfo were included in the review. Recurring themes included poor communication/lack of 
information, strained relationships/inadequate emotional support, parental need to maintain parent/
child relationships in life and death, quality of care continues after the death of the child, influence 
of services/planning on parent/child impacts quality of life, and the difficult decision to terminate 
life support. No studies were identified that focused on parents’ perspectives on the care their child 
received at the end of life. Further research that focuses on the special needs of parents at this difficult 
time is needed.

http://www.ncbi.nlm.nih.gov/pubmed/22920662

The experience of community engagement for 
individuals: a rapid review of evidence
Attree, P., et al.
Health Soc Care Community 2011; 19 (3): 250-260
Community engagement is central to strategies to promote health and well-being and reduce 
health inequalities in many countries, particularly interventions which focus on improving health in 
disadvantaged populations. Despite the widespread use of community engagement approaches, 
however, there have been relatively few attempts to review the evidence on the impact that 
participation has on the lives of individuals involved. Drawing on a wider review of evidence carried 
out on behalf of the National Institute for Health and Clinical Excellence (NICE), this article reports 
on a rapid review of evidence of the effectiveness of initiatives which seek to engage communities 
in action to address the wider social determinants of health, to explore individuals’ subjective 
experiences of engagement. The rapid review process was guided by NICE’s public health methods 
manual, adapted to suit the diversity of the evidence. A total of 22 studies were identified containing 
empirical data on subjective experiences of community engagement for individuals. The findings 
of the rapid review suggest that the majority of ‘engaged’ individuals perceived benefits for their 
physical and psychological health, self-confidence, self-esteem, sense of personal empowerment 
and social relationships. Set against these positive outcomes, however, the evidence suggests that 
there are unintended negative consequences of community engagement for some individuals, which 
may pose a risk to well-being. These consequences included exhaustion and stress, as involvement 
drained participants’ energy levels as well as time and financial resources. The physical demands 
of engagement were reported as particularly onerous by individuals with disabilities. Consultation 
fatigue and disappointment were negative consequences for some participants who had experienced 
successive waves of engagement initiatives. For some individuals, engagement may involve a process 
of negotiation between gains and losses. This complexity needs to be more widely recognised among 
those who seek to engage communities.

http://www.ncbi.nlm.nih.gov/pubmed/21138495
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Bereaved Parents’ Intentions and Suggestions  
about Research Autopsies in Children with Lethal  
Brain Tumors
Baker, J. N., et al.
J Pediatr 2013;  
OBJECTIVE: To determine bereaved parents’ perceptions about participating in autopsy-related 
research and to elucidate their suggestions about how to improve the process. STUDY DESIGN: 
A prospective multicenter study was conducted to collect tumor tissue by autopsy of children with 
diffuse intrinsic pontine glioma. In the study, parents completed a questionnaire after their child’s death 
to describe the purpose for, hopes (ie, desired outcomes of), and regrets about their participation in 
autopsy-related research. Parents also suggested ways to improve autopsy-related discussions. A 
semantic content analytic method was used to analyze responses and identify themes within and 
across parent responses. RESULTS: Responses from 33 parents indicated that the main reasons for 
participating in this study were to advance medical knowledge or find a cure, a desire to help others, 
and choosing as their child would want. Parents hoped that participation would help others or help 
find a cure as well as provide closure. Providing education/anticipatory guidance and having a trusted 
professional sensitively broach the topic of autopsy were suggestions to improve autopsy discussions. 
All parents felt that study participation was the right decision, and none regretted it; 91% agreed that 
they would make the choice again. CONCLUSION: Because autopsy can help advance scientific 
understanding of the disease itself and because parents reported having no regret and even cited 
benefits, researchers should be encouraged to continue autopsy-related research. Parental perceptions 
about such studies should be evaluated in other types of pediatric diseases.

http://www.ncbi.nlm.nih.gov/pubmed/23433673

Growing up with cystic fibrosis: achievement, life 
satisfaction, and mental health
Besier, T. and L. Goldbeck
Qual Life Res 2012; 21 (10): 1829-1835
PURPOSE: Significant improvements in survival of patients with cystic fibrosis lead clinicians and 
researchers to focus on how patients can be enabled to lead as normal a life as possible throughout 
their entire life span. The study aimed at analyzing the vocational and social achievement, life 
satisfaction, and psychological well-being of adolescents and adults with cystic fibrosis. METHODS: 
During a routine clinic visit, 670 German patients with cystic fibrosis (12-64 years, M = 23.1) completed 
questionnaires on their vocational and social achievement, life satisfaction, and symptoms of anxiety 
and depression. Cross-sectional analyses were applied across four age-groups (12-20 years, 21-30 
years, 31-40 years, and 41 years and older). RESULTS: Most patients with cystic fibrosis reached 
employment and independence from their parents during adulthood. Life satisfaction was negatively 
associated with age, with the largest difference between the second and third life decade. A strong 
negative association of anxious and depressive symptoms with life satisfaction was found. Lung 
function was significantly positively related to life satisfaction, even though this association was less 
pronounced. CONCLUSIONS: Most patients with cystic fibrosis achieve ordinary social and vocational 
development into adulthood. A favorable mental health status seems more important than pulmonary 
function to maintain a good satisfaction with life.

http://www.ncbi.nlm.nih.gov/pubmed/22215282
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Psychological adjustment of family caregivers of 
children who have severe neurodisabilities that require 
chronic respiratory management
Blucker, R. T., et al.
Fam Syst Health 2011; 29 (3): 215-231
Although much is known about the risks to health and well-being that occur among family caregivers 
of children with disability, little is known about the unique group of caregivers of children with severe 
neurodisabilities who require varying degrees of respiratory care including ventilator support. This 
present study examined the psychological adjustment of caregivers in these situations, and tested the 
prediction that caregiver coping and problem-solving styles would be predictive of their physical and 
emotional health. Hierarchical regression analyses revealed that demographic characteristics and the 
severity of pulmonary condition were unrelated to caregiver adjustment. A coping style characterized 
by developing relationships, pursuing activities that promote self-worth and individuality, and a lower 
negative orientation toward solving problems were significantly predictive of caregiver distress. These 
data indicate that caregiver adjustment in these situations is influenced by cognitive-behavioral 
characteristics that could be addressed in educational and therapeutic programs provided in the clinic 
and in the community.

http://www.ncbi.nlm.nih.gov/pubmed/21928890

Family management style framework and its use  
with families who have a child undergoing palliative 
care at home
Bousso, R. S., et al.
J Fam Nurs 2012; 18 (1): 91-122
Palliative care settings in many countries acknowledge families as their prime focus of care, but in 
Brazil, to date, researchers have devoted scant attention to that practice setting. In this article, we 
report the findings of a study that explored how families define and manage their lives when they have 
a child or adolescent undergoing palliative care at home. Data included individual semistructured 
interviews with 14 family members of 11 different families. Interviews were transcribed and the coding 
procedure featured qualitative content analysis methods. The deductive coding was based on the 
major components of the Family Management Style Framework and the eight dimensions comprising 
these components. The analysis provides insight into families’ daily practices and problems inherent in 
managing their everyday lives that are encountered when they have a child in palliative care. The article 
features discussion of implications for the palliative care related development of family nursing practice.

http://www.ncbi.nlm.nih.gov/pubmed/22223493
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Feeling of burden, psychological distress, and anxiety 
among primary caregivers of children with home 
enteral nutrition
Calderon, C., et al.
J Pediatr Psychol 2011; 36 (2): 188-195
OBJECTIVE: To examine the relationship between several psychological factors and the feeling of 
burden experienced by caregivers of children with home enteral nutrition. METHODS: Fifty-six mothers 
of pediatric patients with chronic diseases requiring long-term home enteral nutrition were recruited. 
They were asked to respond to specific questionnaires about their anxiety symptoms (State-Trait 
Anxiety Inventory), psychological distress (SCL-90-R) and feeling of burden (Zarit-scale). RESULTS: 
Caregivers’ feeling of burden was found to be statistically associated to psychological distress (r = 
.516, p < .001) and trait anxiety (r = .376, p = .005). No significant differences were found between 
the type of diagnosis and caregiver burden. Regression analysis indicated psychological distress 
has a partial mediational effect in the relationship between trait anxiety and caregivers’ burden. 
CONCLUSIONS: Psychological distress and anxiety show a positive correlation with caregivers’ feeling 
of burden, and may disrupt family well-being. Early identification of high-risk situations is essential in 
order to plan specific psychosocial aid efficiently.

http://www.ncbi.nlm.nih.gov/pubmed/20719753

Being me and being us in a family living close to death 
at home
Carlander, I., et al.
Qual Health Res 2011; 21 (5): 683-695
We used interpretive description to describe how everyday life close to death was experienced and 
dealt with in families with one member who had a life-threatening illness. We performed 28 individual, 
couple, and group interviews with five families. We found two patterns, namely, “being me in a family 
living close to death” and “being us in a family living close to death.” “Being me” meant that every 
individual in the family had to deal with the impending death, regardless of whether or not he or she 
was the person with the life-threatening illness. This was linked to ways of promoting the individual’s 
self-image, or “me-ness.” This pattern was present at the same time as the pattern of “being us,” or 
in other words, being a family, and dealing with impending death and a new “we-ness” as a group. 
“Striving for the optimal way of living close to death” was the core theme.

http://www.ncbi.nlm.nih.gov/pubmed/21263065
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Acceptance and well-being in adolescents and young 
adults with cystic fibrosis: a prospective study
Casier, A., et al.
J Pediatr Psychol 2011; 36 (4): 476-487
OBJECTIVE: To prospectively investigate the role of acceptance in well-being in adolescents and young 
adults with cystic fibrosis (CF). METHOD: A total of 40 adolescents and young adults with CF (ages 
14-22 years) completed questionnaires assessing acceptance, anxiety and depressive symptoms, 
physical functioning, role functioning, emotional functioning, and social functioning. After 6 months, 28 
of them completed the questionnaires on anxiety and depressive symptoms, physical functioning, role 
functioning, emotional functioning, and social functioning a second time. RESULTS: More acceptance 
(Time 1) was related to less depressive symptoms (Time 1 and 2), and to better role, emotional, 
and social functioning (Time 1). CONCLUSIONS: Results indicate that accepting the limitations 
imposed by chronic disease and readjusting life goals may have a positive effect upon well-being in 
adolescents and young adults with CF. Further research is needed to clarify whether acceptance-based 
interventions are useful in promoting well-being in adolescents and young adults with CF.

http://www.ncbi.nlm.nih.gov/pubmed/21208979

Psychological experiences of children with brain 
tumors at end of life: parental perspectives
Cataudella, D. A. and S. Zelcer
J Palliat Med 2012; 15 (11): 1191-1197
OBJECTIVE: To explore the psychological experiences of children with brain tumors at the end of life. 
DESIGN: This is a qualitative, retrospective study from a Canadian tertiary level pediatric institution. 
A subset of parent-report data obtained from three semistructured focus group interviews was used 
to explore children’s experiences during their last month of life. PARTICIPANTS: Twenty-four parents 
of children diagnosed at less than 18 years of age with a brain tumor, and who died between 2 and 
12 years prior, were approached for this study. RESULTS: Three main domains were identified that 
describe parents’ perceptions of their child’s psychological experiences: (1) intrapsychic changes-
-those processes within oneself, and encompassing internal aspects of a person such as cognitive 
and emotional variables; (2) interpersonal interactions--those interactions between oneself and 
others, including being treated like their same aged healthy peers and maintaining relationships with 
others; and (3) posttraumatic growth--those positive personal changes that can occur as the result 
of a significant struggle or hardship. DISCUSSION: Children who die from brain tumors experience a 
distinct set of progressive neurologic deteriorations that invariably impact psychological status both 
positively and negatively. Informed treatments that build on positive growth and minimize negative 
symptoms are required in order to reduce the suffering incurred to the child and family and to optimize 
quality of life.

http://www.ncbi.nlm.nih.gov/pubmed/22738235
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Balancing the tension: parental authority and the fear 
of paternalism in end-of-life care
Clark, J. D.
Arch Pediatr Adolesc Med 2012; 166 (7): 594.

http://www.ncbi.nlm.nih.gov/pubmed/22751873

Assessing psychological adjustment in siblings of 
children with cancer: parents’ perspectives
Cordaro, G., et al.
Cancer Nurs 2012; 35 (1): E42-50
BACKGROUND: The siblings of children with neoplastic disease are at risk of emotional and behavioral 
problems, but few studies have focused on these risks, and findings across studies are inconsistent. 
OBJECTIVE: The objective of this study was to assess psychological adjustment in siblings of children 
with cancer and analyze the impact of several moderating variables. METHODS: Parents of children 
with cancer completed the Child Behavior Checklist (CBCL) on their healthy offspring (n = 30, aged 
4-18 years), and a semistructured interview on potential risk factors to their child’s adaptation. Child 
Behavior Checklist scores were compared with those of a control sample of the same age (n = 33). 
RESULTS: Contrary to expectations, CBCL scores were better for the siblings of children with cancer. 
Healthy siblings’ sex and age, family size, understanding of the situation, and changes in daily routine 
had no influence on CBCL scores. Parent-reported scores indicated that older siblings of the child with 
cancer have more observable difficulties than do younger siblings. CONCLUSIONS: Future research 
about healthy siblings will need to clarify whether these results are attributable to healthy siblings’ 
resilience or to parents’ difficulties in assessing their psychosocial difficulties. Directly measuring the 
siblings’ perceptions will be of special importance. Distinguishing short- and long-term adjustment will 
also be important. IMPLICATIONS FOR PRACTICE: It is essential to design support programs for all 
family members and to help parents be aware of their healthy children’s needs.

http://www.ncbi.nlm.nih.gov/pubmed/21760490

Acceptance and commitment therapy (ACT):  
advances and applications with children, adolescents, 
and families
Coyne, L. W., et al.
Child Adolesc Psychiatr Clin N Am 2011; 20 (2): 379-399
Acceptance and commitment therapy (ACT) is part of a growing body of literature of “third-wave” 
behavioral therapy that finds its roots in the development of mindfulness. ACT for adults has gained 
empirical support across a broad range of psychiatric disorders and behavioral health issues, yet the 
literature looking at the adaptation of ACT for youth populations is still nascent. This article provides an 
outline of key components of ACT, a brief overview of the history and development of ACT, adaptations 
for children, the theoretical underpinnings of ACT, assessment and therapy, and a review of the 
evidence-based literature to date.

http://www.ncbi.nlm.nih.gov/pubmed/21440862
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Quality of life and leisure participation in children with 
neurodevelopmental disabilities: a thematic analysis 
of the literature
Dahan-Oliel, N., et al.
Qual Life Res 2012; 21 (3): 427-439
PURPOSE: The aim of this systematic review was to document evidence of the association between 
leisure participation and quality of life (QoL) in children with neurodevelopmental disabilities, and to identify 
the main factors that further clarify this relationship. METHODS: An electronic search of the literature 
was conducted using Medline, Embase, PsycInfo, CINAHL, ERIC, OT Seeker, and the Cochrane library 
using relevant MESH heading and key words. An inductive thematic analysis was used to synthesize 
main findings from the studies. The mixed methods appraisal tool (MMAT) was used to assess the 
methodological quality of the included studies. RESULTS: Nineteen studies were included in this systematic 
review. All 19 studies fulfilled most of the criteria outlined by the MMAT for each study design (quantitative, 
qualitative, and mixed methods). Mixed methods studies had the lowest MMAT scores. Seven themes were 
identified that further elucidate the important relationships between leisure participation and QoL: active 
physical leisure participation and physical well-being; leisure participation and self; leisure participation and 
emotional well-being; leisure participation and social well-being; leisure participation and cognition; leisure 
preferences and well-being; and negative aspects of leisure participation. CONCLUSIONS: The use of 
thematic analysis enabled the synthesis of findings from quantitative, qualitative, and mixed methods study 
designs. Participating in both naturally occurring, spontaneous forms of leisure activities and participating 
in more structured types of leisure and therapeutic programs that focus on leisure contribute to improving 
the QoL of children with neurodevelopmental disabilities. A key aspect to consider is the child’s ability to 
participate in his/her preferred leisure activities. Environmental adaptations may be required to ensure that 
the leisure opportunities meet the children’s capabilities and contribute positively to their QoL.

http://www.ncbi.nlm.nih.gov/pubmed/22101860

Perceptions of discrimination among Mexican 
American families of seriously ill children
Davies, B., et al.
J Palliat Med 2011; 14 (1): 71-76
This paper describes Mexican American family members’ descriptions of perceived discrimination by 
pediatric health care providers (HCPs) and the families’ reactions to the HCPs’ discriminatory conduct. 
A retrospective, grounded theory design guided the overall study. Content analysis of interviews with 
13 participants from 11 families who were recruited from two children’s hospitals in Northern California 
resulted in numerous codes and revealed that participants perceived discrimination when they were treated 
differently from other, usually white, families. They believed they were treated differently because they were 
Mexican, because they were poor, because of language barriers, or because of their physical appearance. 
Participants reported feeling hurt, saddened, and confused regarding the differential treatment they received 
from HCPs who parents perceived “should care equally for all people.” They struggled to understand and 
searched for explanations. Few spoke up about unfair treatment or complained about poor quality of care. 
Most assumed a quiet, passive position, according to their cultural norms of respecting authority figures by 
being submissive and not questioning them. Participants did not perceive all HCPs as discriminatory; their 
stories of discrimination derived from encounters with individual nurses or physicians. However, participants 
were greatly affected by the encounters, which continue to be painful memories. Despite increasing efforts 
to provide culturally competent palliative care, there is still need for improvement. Providing opportunities for 
changing HCPs’ beliefs and behaviors is essential to developing cultural competence.

http://www.ncbi.nlm.nih.gov/pubmed/21194301 
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Sickle-cell disease: short communication on how 
children express through games what it means for 
them to have the disease
de Souza, A. A., et al.
Rev Gaucha Enferm 2011; 32 (1): 194-196
Brief notice of a study aimed at understanding the significance of sickle cell anemia in children between 
3 and 12 years old. This qualitative research is grounded in Symbolic Interactionism as a theoretical 
perspective, and in Grounded Theory as a research method. The data have been collected through 
interviews with children, with the use of therapeutic play sessions. Preliminary data analysis has 
allowed us to understand that sickle cell anemia is a sad experience for children, because that more 
than experiencing pain, children realize they are powerless in relation to the suffering; they recognize its 
symptoms, understand the need for treatment, and consider it only as palliative. Children also consider 
their family as an important support, and have the hospital as reference.

http://www.ncbi.nlm.nih.gov/pubmed/21888222

Experiences of fathering a baby admitted to neonatal 
intensive care: a critical gender analysis
Deeney, K., et al.
Soc Sci Med 2012; 75 (6): 1106-1113
More fathers than ever before attend at the birth of their child and, internationally, there is a palpable 
pressure on maternity and neonatal services to include and engage with fathers. It is, thus, more 
important than ever to understand how fathers experience reproductive and neonatal health services 
and to understand how fathers can be successfully accommodated in these environments alongside 
their partners. In this paper we advance a theoretical framework for re-thinking fatherhood and 
health services approaches to fatherhood based on Critical Studies on Men (CSM). We illustrate the 
importance of this feminist informed theoretical approach to understanding the gendered experiences 
of fathers in a Neonatal Intensive Care Unit (NICU) setting in Northern Ireland. Using a longitudinal 
follow-up research design, with two data collection points, a total of 39 in-depth semi-structured 
interviews was conducted with 21 fathers of infants admitted to the NICU between August 2008 and 
December 2009. The findings demonstrate: (i) how men are forging new gendered identities around the 
birth of their baby but, over time, acknowledge women as the primary caregivers; (ii) how social class 
is a key determinant of men’s ability to enact hegemonic forms of ‘involved fatherhood’ in the NICU, 
and; (iii) how men also encounter resistance from their partners and health professionals in challenging 
a gender order which associates women with the competent care of infants. An understanding of these 
gendered experiences operating at both individual and structural levels is critical to leading change for 
the inclusion of fathers as equal parents in healthcare settings.

http://www.ncbi.nlm.nih.gov/pubmed/22694990
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Home hospital care for children suffering from serious 
neurological pathologies
Dorin, C., et al.
Soins Pediatr Pueric 2011; (260): 33-34
The return home of seriously ill very young children causes worry and upheaval in the family. The home 
hospital care team supports the child and his/her family enabling links to be forged between them, 
whatever the outcome of the illness, whilst respecting the rhythm of each family member. The situation 
of Flora, 14 months, illustrates this support.

http://www.ncbi.nlm.nih.gov/pubmed/21702210

Measuring health-related beliefs of mothers of 
adolescent and young adult childhood cancer survivors
Doshi, K., et al.
Fam Syst Health 2011; 29 (1): 55-63
Childhood cancer has long-term implications for survivors and their family members. While the impact 
of cancer on the family continues into adulthood, little research exists on family related issues during this 
important developmental period. In order to advance our understanding of families of adolescent and 
young adult (AYA) childhood cancer survivors, a measure of health-related beliefs for parents of AYA cancer 
survivors was developed. Exploratory factor analysis based on the mothers’ data was used to identify four 
factors among 23 items: Social Competence, Satisfaction with Healthcare, Health Perceptions, and Health 
Apprehension. The scales are associated with psychological distress, quality of life, and posttraumatic 
stress symptoms but unrelated to age of the child at diagnosis and cancer treatment intensity. The beliefs 
identified in this study are consistent with clinical observations of families of young adult survivors and 
provide indications for the importance of ongoing attention to the families of childhood cancer survivors.

http://www.ncbi.nlm.nih.gov/pubmed/21417524

Direct observation of mother-child communication in 
pediatric cancer: assessment of verbal and non-verbal 
behavior and emotion
Dunn, M. J., et al.
J Pediatr Psychol 2011; 36 (5): 565-575
OBJECTIVE: To examine the acceptability and feasibility of coding observed verbal and nonverbal behavioral 
and emotional components of mother-child communication among families of children with cancer. 
METHODS: Mother-child dyads (N=33, children ages 5-17 years) were asked to engage in a videotaped 
15-min conversation about the child’s cancer. Coding was done using the Iowa Family Interaction Rating 
Scale (IFIRS). RESULTS: Acceptability and feasibility of direct observation in this population were partially 
supported: 58% consented and 81% of those (47% of all eligible dyads) completed the task; trained raters 
achieved 78% agreement in ratings across codes. The construct validity of the IFIRS was demonstrated 
by expected associations within and between positive and negative behavioral/emotional code ratings and 
between mothers’ and children’s corresponding code ratings. CONCLUSIONS: Direct observation of mother-
child communication about childhood cancer has the potential to be an acceptable and feasible method of 
assessing verbal and nonverbal behavior and emotion in this population.

http://www.ncbi.nlm.nih.gov/pubmed/20634206 
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Transitioning care of an adolescent with cystic fibrosis: 
development of systemic hypothesis between parents, 
adolescents, and health care professionals
Dupuis, F., et al.
J Fam Nurs 2011; 17 (3): 291-311
This qualitative study explored the experience of parents and adolescents living with cystic 
fibrosis prior to the transfer of the adolescent’s care from a pediatric to an adult health care facility. 
Semistructured interviews were conducted with seven families receiving care from a specialized cystic 
fibrosis clinic; parents and adolescents were interviewed separately, followed by a group interview with 
members of a health care team comprising eight professionals from the clinic. Interviews were analyzed 
through a systemic lens which accounts for interaction and reciprocity in relationships. The parents’ 
experience was marked by suffering and uncertainty that remained unexpressed to the health care 
team, even though team members had known the family since the child was first diagnosed. Findings 
led to identifying a systemic hypothesis that accounted for the interactions and relational processes 
between parents and the health care team. This hypothesis may guide the development of systemic 
family nursing interventions that target this complex, relational, transition process.

http://www.ncbi.nlm.nih.gov/pubmed/21813812

Unmeasured costs of a child’s death: perceived 
financial burden, work disruptions, and economic 
coping strategies used by American and Australian 
families who lost children to cancer
Dussel, V., et al.
J Clin Oncol 2011; 29 (8): 1007-1013
PURPOSE: Financial concerns represent a major stressor for families of children with cancer but remain 
poorly understood among those with terminally ill children. We describe the financial hardship, work 
disruptions, income loss, and coping strategies of families who lost children to cancer. METHODS: 
Retrospective cross-sectional survey of 141 American and 89 Australian bereaved parents whose 
children died between 1990 and 1999 and 1996 to 2004, respectively, at three tertiary-care pediatric 
hospitals (two American, one Australian). Response rate: 63%. RESULTS: Thirty-four (24%) of 141 
families from US centers and 34 (39%) of 88 families from the Australian center reported a great deal 
of financial hardship resulting from their children’s illness. Work disruptions were substantial (84% in 
the United States, 88% in Australia). Australian families were more likely to report quitting a job (49% 
in Australia v 35% in the United States; P = .037). Sixty percent of families lost more than 10% of their 
annual income as a result of work disruptions. Australians were more likely to lose more than 40% 
of their income (34% in Australia v 19% in the United States; P = .035). Poor families experienced 
the greatest income loss. After accounting for income loss, 16% of American and 22% of Australian 
families dropped below the poverty line. Financial hardship was associated with poverty and income 
loss in all centers. Fundraising was the most common financial coping strategy (52% in the United 
States v 33% in Australia), followed by reduced spending. CONCLUSION: In these US and Australian 
centers, significant household-level financial effects of a child’s death as a result of cancer were 
observed, especially for poor families. Interventions aimed at reducing the effects of income loss may 
ease financial distress.

http://www.ncbi.nlm.nih.gov/pubmed/21205758
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Psychological interventions for parents of children and 
adolescents with chronic illness
Eccleston, C., et al.
Cochrane Database Syst Rev 2012; 8: CD009660
BACKGROUND: Psychological therapies have been developed for parents of children and adolescents 
with a chronic illness. Such therapies include parent only or parent and child/adolescent, and are 
designed to treat parent behaviour, parent mental health, child behaviour/disability, child mental health, 
child symptoms and/or family functioning. No comprehensive, meta-analytic reviews have been 
published in this area. OBJECTIVES: To evaluate the effectiveness of psychological therapies that 
include coping strategies for parents of children/adolescents with chronic illnesses (painful conditions, 
cancer, diabetes mellitus, asthma, traumatic brain injury, inflammatory bowel diseases, skin diseases or 
gynaecological disorders). The therapy will aim to improve parent behaviour, parent mental health, child 
behaviour/disability, child mental health, child symptoms and family functioning. SEARCH METHODS: 
We searched CENTRAL, MEDLINE, EMBASE and PsycINFO for randomised controlled trials (RCTs) of 
psychological interventions that included parents of children and adolescents with a chronic illness. 
The initial search was from inception of these databases to June 2011 and we conducted a follow-
up search from June 2011 to March 2012. We identified additional studies from the reference list of 
retrieved papers and from discussion with investigators. SELECTION CRITERIA: Included studies were 
RCTs of psychological interventions that delivered treatment to parents of children and adolescents 
(under 19 years of age) with a chronic illness compared to active control, wait list control or treatment 
as usual. We excluded studies if the parent component was a coaching intervention, the aim of the 
intervention was health prevention/promotion, the comparator was a pharmacological treatment, the 
child/adolescent had an illness not listed above or the study included children with more than one 
type of chronic illness. Further to this, we excluded studies when the sample size of either comparator 
group was fewer than 10 at post-treatment. DATA COLLECTION AND ANALYSIS: We included 35 RCTs 
involving a total of 2723 primary trial participants. Two review authors extracted data from 26 studies. 
We analysed data using two categories. First, we analysed data by each medical condition across all 
treatment classes at two time points (immediately post-treatment and the first available follow-up). 
Second, we analysed data by each treatment class (cognitive behavioural therapy (CBT), family therapy 
(FT), problem solving therapy (PST) and multisystemic therapy (MST)) across all medical conditions at 
two time points (immediately post-treatment and the first available follow-up). We assessed treatment 
effectiveness on six possible outcomes: parent behaviour, parent mental health, child behaviour/
disability, child mental health, child symptoms and family functioning. MAIN RESULTS: Across all 
treatment types, psychological therapies that included parents significantly improved child symptoms 
for painful conditions immediately post-treatment. Across all medical conditions, cognitive behavioural 
therapy (CBT) significantly improved child symptoms and problem solving therapy significantly 
improved parent behaviour and parent mental health immediately post-treatment. There were no other 
effects at post-treatment or follow-up. The risk of bias of included studies is described. AUTHORS’ 
CONCLUSIONS: There is no evidence on the effectiveness of psychological therapies that include 
parents in most outcome domains of functioning, for a large number of common chronic illnesses in 
children. There is good evidence for the effectiveness of including parents in psychological therapies 
that reduce pain in children with painful conditions. There is also good evidence for the effectiveness 
of CBT that includes parents for improving the primary symptom complaints when available data were 
included from chronic illness conditions. Finally, there is good evidence for the effectiveness of problem 
solving therapy delivered to parents on improving parent problem solving skills and parent mental 
health. All effects are immediately post-treatment. There are no significant findings for any treatment 
effects in any condition at follow-up.

http://www.ncbi.nlm.nih.gov/pubmed/22895990
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End-of-life discussions and advance care planning  
for children on long-term assisted ventilation with  
life-limiting conditions
Edwards, J. D., et al.
J Palliat Care 2012; 28 (1): 21-27
Families of children with life-limiting conditions who are on long-term assisted ventilation need to 
undertake end-of-life advance care planning (ACP) in order to align their goals and values with the 
inevitability of their child’s condition and the risks it entails. To discuss how best to conduct ACP in this 
population, we performed a retrospective analysis of end-of-life discussions involving our deceased 
ventilator-assisted patients between 1987 and 2009. A total of 34 (72 percent) of 47 study patients were 
the subject of these discussions; many discussions occurred after acute deterioration. They resulted 
in directives to forgo or limit interventions for 21 children (45 percent). We surmise that many families 
were hesitant to discuss end-of-life issues during periods of relative stability. By offering anticipatory 
guidance and encouraging contemplation of patients’ goals both in times of stability and during 
worsening illness, health care providers can better engage patients’ families in ACP. As the child’s 
condition progresses, the emphasis can be recalibrated. How families respond to such encouragement 
can also serve as a gauge of their willingness to pursue ACP.

http://www.ncbi.nlm.nih.gov/pubmed/22582468

Close relatives find meaning to cope with cancer 
diagnosis and treatment of family members
Feyh, J. M., et al.
Am J Hosp Palliat Care 2012; 29 (8): 647-654
Pediatric palliative care has recently become a priority in the health care field and is implemented at 
the time of diagnosis rather than days or weeks before the child’s death. Social constructivism theory 
in which humans generate meaning from their experiences was utilized as a general framework to 
determine the impact of pediatric palliative care on close relatives. The purpose of this grounded theory 
study was to generate a substantive theory that explains how close relatives such as grandparents, 
aunts, and uncles of a child with cancer experience palliative care. The participants of the study 
included close relatives of children in palliative care. Semistructured interviews and journaling were 
used to collect data. Initial, focused, and axial coding procedures were used to manage the data and 
a content analysis of the textual data was performed. Findings from the data suggested a process 
of finding meaning which helps close relatives to let go of what they cannot control while holding on 
to what they can control. Social change implications of this study may include improving health care 
programming for close relatives utilizing supportive-expressive measures. This programming may 
promote mental health of the close relatives who will learn to deal with their adjustment difficulties and 
improve their coping skills.

http://www.ncbi.nlm.nih.gov/pubmed/22363041
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Changes in siblings after the death of a child  
from cancer
Foster, T. L., et al.
Cancer Nurs 2012; 35 (5): 347-354
BACKGROUND: Few studies have examined changes in siblings after the death of a brother or sister, 
particularly from mother, father, and sibling perspectives within the first year after death. OBJECTIVE: 
This descriptive study identified and assessed the frequency of changes in siblings after a child’s death 
from cancer. METHODS: Participants were recruited from cancer registries at 3 hospitals in the United 
States and Canada 3 to 12 months after the child’s death. Thirty-six mothers, 24 fathers, and 39 siblings 
from 40 families were included. Semistructured interviews using open-ended questions were conducted 
with each parent and sibling separately in the home. Content analysis identified emerging themes, and 
the McNemar tests compared frequencies between each paired set of reports (sibling vs mother, sibling 
vs father, mother vs father). RESULTS: Sixty-nine percent of participants reported personal changes in 
siblings (eg, changes in personality, school work, goals/life perspective, activities/interests). Forty-seven 
percent noted changes in siblings’ relationships with family members and peers. Only 21% of participants 
reported no changes attributed to the death. Comparisons of frequencies across informants were not 
significant. CONCLUSIONS: Most siblings experienced changes in multiple areas of their lives after the 
death of a brother or sister to cancer. Some changes reflected siblings that were positively adapting to the 
death, whereas other changes reflected difficulties. IMPLICATIONS FOR PRACTICE: Our findings offer 
guidance to improve aftercare for bereaved siblings and their families. Additional research is needed to 
further delineate the needs of bereaved siblings and to develop strategies to promote adaptation to loss.

http://www.ncbi.nlm.nih.gov/pubmed/22067687

Parental involvement in neonatal pain management: 
an empirical and conceptual update
Franck, L. S., et al.
J Nurs Scholarsh 2012; 44 (1): 45-54
BACKGROUND: New findings are emerging about parental perceptions and desires for involvement in 
infant pain management in the neonatal intensive care unit (NICU) setting, and the importance of building 
greater knowledge about this aspect of the patient care is beginning to be appreciated. OBJECTIVES: 
The study had two aims: (a) to describe perceptions and feelings of parents who participated in a 
randomized controlled trial of an intervention to increase parent knowledge and involvement in infant 
pain management; and (b) to further refine the conceptual representation of the parental experience 
of involvement in infant pain management (or lack thereof) and the influencing factors. METHODS: 
Thematic analysis was used to explore the content of parents’ written comments and to integrate the 
present and previous research findings. RESULTS: Parents expressed strong preferences for more 
information about all aspects of infant pain care, improved timing of information giving, and involvement 
opportunities. They further desired increased sensitivity and consistency in infant care giving and 
increased use of specific pain-relieving interventions by NICU staff. Contextual factors such as parents’ 
emotional state and the communication and support from NICU staff influenced parents’ ability to 
achieve their desired level of involvement. DISCUSSION: The role of parents in infant pain management 
is a relatively new area of research. The discussion of conceptual models to guide research and 
practice is an important milestone representing new opportunity for further scientific developments with 
important clinical implications for the nursing care of critically ill infants and their families. CLINICAL 
RELEVANCE: New data continue to emerge about parental perceptions and desires for involvement in 
infant pain management. A new empirically based model may be useful to nurses in providing optimal 
pain management for NICU infants in partnership with parents.

http://www.ncbi.nlm.nih.gov/pubmed/22339845 
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A systematic review of qualitative studies exploring 
the experience of parents whose child is diagnosed  
and treated for cancer
Gibbins, J., et al.
J Pediatr Oncol Nurs 2012; 29 (5): 253-271
A growing body of research has investigated the experiences of parents of children treated for 
cancer. Until recently, a qualitative review has not been possible because of the lack of qualitative 
studies in this area. However, this has changed in recent years. The purpose of this systematic 
review is to summarize the findings from qualitative studies on the experiences of mothers and 
fathers from different countries and cultures. Twenty-eight qualitative studies were found to meet 
the inclusion criteria for this review. Key findings included the parents’ desire to feel in control, the 
need to continuously adjust to the unpredictable nature of cancer treatment, the adoption of various 
coping styles, emotional and practical support being valued, and gender and cultural differences 
being reported. Clinical implications include the need for health care professionals to provide 
clear information and aid the sense of control, care to be individualized with gender and cultural 
backgrounds taken into account, and fathers’ needs to be acknowledged and met. Other implications 
for clinical practice and future research are discussed.

http://www.ncbi.nlm.nih.gov/pubmed/22907681

What’s it like when you find eating difficult: children’s 
and parents’ experiences of food intake
Gibson, F., et al.
Cancer Nurs 2012; 35 (4): 265-277
BACKGROUND: Despite significant advances in supportive care, children and families continue to face 
many challenges managing the consequences of cancer therapies. The purpose of this study was to 
explore the eating experiences of children, both at home and in hospital. OBJECTIVE: The objective 
of the study was to explore the perceptions and experiences of children and their families regarding 
food intake and discover how nutritional issues are managed by children and families. METHODS: A 
stratified sample was recruited according to stage in treatment journey, risk of developing nutritional 
problems, and aged 4 to 12 years undergoing chemotherapy at a cancer center in London, was 
recruited. This qualitative study involved the use of 2 key visual storytelling techniques: (1) photographs 
and drawings contained in a scrapbook or diary used as interview stimuli and (2) in-depth interviews 
with parents. RESULTS: Our study revealed a complex interplay between the context of care, added 
to an individual child’s desires and nutritional needs that are constantly changing during therapy. 
Failures in the hospital system to meet the nutritional needs of children placed extra stress on parents 
to provide food for their children. CONCLUSIONS: A relaxed and creative approach to tempting and 
keeping children engaged with food and eating was a focus for parents, which avoided what they 
described as making a “big deal about it.” Poor information meant that children and parents were 
not always prepared for the adverse effects of therapies. IMPLICATIONS FOR PRACTICE: This study 
contributes much to the emerging description of practice guidance and informs strategies that can be 
used by children and parents.

http://www.ncbi.nlm.nih.gov/pubmed/21897209
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Forgotten grievers: an exploration of the grief 
experiences of bereaved grandparents
Gilrane-McGarry, U. and O. G. T
Int J Palliat Nurs 2011; 17 (4): 170-176
AIM: Current knowledge about bereavement has been derived mostly from the experiences of spouses, 
parents, and children. There is a paucity of studies on the grief of grandparents. The aims of this Irish 
national study were to identify and describe the bereavement experiences of grandparents following the 
death of a grandchild and to explore their needs and supports throughout this experience. A qualitative 
exploratory descriptive design was employed. METHOD: A multi-pronged sampling strategy was 
adopted. Seventeen people participated in in-depth interviews. The data was subjected to thematic 
field analysis through NVivo. RESULTS: The small body of literature generally claims that grandparents 
experience ‘double pain’, meaning that they concurrently experience feelings of loss for their grandchild 
and pain associated with their own child’s grief. However, this study found that grandparents experience 
‘cumulative pain’. That is, in addition to double pain, they also experience pain from other sources. 
CONCLUSION: There is a need for the complexity and intensity of the grief felt by bereaved grandparents 
to be recognized, acknowledged, and supported by health professionals and society in general.

http://www.ncbi.nlm.nih.gov/pubmed/21537318

Forgotten grievers: an exploration of the grief 
experiences of bereaved grandparents (part 2)
Gilrane-McGarry, U. and O. G. T
Int J Palliat Nurs 2012; 18 (4): 179-187
The death of a child is a traumatic family life event. Although parental bereavement has received 
substantial attention, little research has focused on the grief experiences of bereaved grandparents. 
The aims of this Irish national study were to identify and describe the bereavement experiences of 
grandparents following the death of their grandchild and to explore their needs and supports throughout. 
A previous paper provided background to the study, covered the methods used in depth, and presented 
one of the three key findings: ‘cumulative pain’. The present paper discusses the remaining two findings: 
factors that facilitate and factors that inhibit the resolution of the cumulative pain. Several factors were 
perceived by the bereaved grandparents as being either helpful or unhelpful in easing the pain of their 
grief. Among these were acknowledgment of the deceased grandchild and the grandparents themselves, 
the relationship with the bereaved son or daughter, family dynamics, and support mechanisms.

http://www.ncbi.nlm.nih.gov/pubmed/22584389
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Parents perceptions of withdrawal of life support 
treatment to newborn infants
Goggin, M.
Early Hum Dev 2012; 88 (2): 79-82
The decision to withdraw life support challenges health care professionals and parents. Parents need to 
fulfil their role as parents, part of which involves difficult decision making. They desire to fully understand 
the care of their infant in order to help in this process. Parents work to a different time frame than health 
care professionals and therefore require detailed information and support to make decisions. Available 
approaches to care need to address ethical decisions regarding treatment, pain and suffering, quality of 
life and decisions to move from active to palliative care. Communication requires an investment of time, 
repeated discussions and a compassionate approach by health care professionals to educate parents 
in order for them to make an informed decision. Follow-on care to help parents come to terms with the 
decisions they have made is a requirement of good practice.

http://www.ncbi.nlm.nih.gov/pubmed/22227449

Perspectives of adolescent siblings of children with 
Down syndrome who have multiple health problems
Graff, C., et al.
J Fam Nurs 2012; 18 (2): 175-19
Authors of this qualitative descriptive study interviewed 21 adolescent siblings of children with Down 
syndrome (DS) who also had additional health problems rated as requiring extensive care by parents. 
Analysis revealed positive/negative aspects of the experience; however, participants emphasized the 
positive rather than negative experiences and focused more on the fact that the child had DS rather than 
health problems requiring additional care. Most said they would not change anything about their experience 
and did not believe the child with DS would ever live independently. They did, however, acknowledge their 
family was affected by the caregiving needs of the child which often required extra vigilance or specific care 
depending on the health problem. Information gained can help improve understanding of adolescent sibling 
perceptions about living with a child with DS who also requires additional care because of ongoing health 
problems so more appropriate and individualized nursing interventions can be provided.

http://www.ncbi.nlm.nih.gov/pubmed/22415205

Indicators of family resilience after the death of a child
Greeff, A. P., et al.
Omega (Westport) 2011; 63 (4): 343-358
The aim of this study was to identify and describe resilience qualities in families after losing a child. 
Questionnaires, including an open-ended question, were utilized to collect data independently from the 
parents and siblings of the deceased in 89 Belgian families. The results indicate that family strengths in 
general, and commitment to the family in particular, helped the families’ adaptation after the loss. In addition, 
the adaptation process after the loss was aided if the family members viewed the crisis as a challenge. 
Both the siblings and the parents indicated that the extent to which a family experienced support from the 
community was directly related to family adaptation after the loss. Redefining the situation and utilizing social 
support from friends and family were underlined as effective family coping strategies. The findings could be 
used in interventions to promote family resilience, thereby affirming the reparative potential of families.

http://www.ncbi.nlm.nih.gov/pubmed/22010372 
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‘One wants to know what a chromosome is’: the 
internet as a coping resource when adjusting to life 
parenting a child with a rare genetic disorder
Gundersen, T.
Sociol Health Illn 2011; 33 (1): 81-95
The internet has democratised access to health and diagnostic information, enabling patients to 
mobilise social support from peers and advocate their interests in encounters with medical personnel. 
Research has shown that these possibilities are particularly important for patients and caregivers 
confronting a rare medical condition. However, little research has focused on how the act of searching 
for and accumulating information via the internet can be important for coping emotionally with a 
situation characterised by uncertain prospects and inadequate information from health personnel. This 
paper explores the experiences of 10 Norwegian parents whose children have different rare genetic 
disorders and who used the internet as a resource. The analysis draws on the theoretical framework 
of the medical sociologist Aaron Antonovsky, who emphasises people’s inherent ability to manage 
extremely stressful life experiences. Analysing the process of adjusting to and coping with life parenting 
a child suffering from a rare genetic disorder, this study shows that becoming knowledgeable about a 
child’s condition is essential for gradually comprehending and managing a situation that initially seems 
unmanageable and distressful. It also suggests that as parents adjust so do the frequency and purpose 
of their internet searches.

http://www.ncbi.nlm.nih.gov/pubmed/20937053

Parental stress in families of children with a genetic 
disorder/disability and the resiliency model of family 
stress, adjustment, and adaptation
Hall, H. R., et al.
Issues Compr Pediatr Nurs 2012; 35 (1): 24-44
BACKGROUND: Research suggests that parents of children with disabilities endure increased amounts 
of stress but also experience positive outcomes. PURPOSE: To further investigate findings from focus 
group interviews that explored parental stress in families of children with disabilities using a sequential 
mixed methods design. METHOD: This study sought to model parental stress using the McCubbin 
and McCubbin (1993) Resiliency Model of Stress, Adjustment, and Adaptation using qualitative 
and quantitative data collected sequentially. Twenty-five parents of children with autism spectrum 
disorder, cerebral palsy, Down syndrome, and sickle cell disease participated in a 2-step study 
that encompassed qualitative followed by quantitative data ascertainment. RESULTS: Parents who 
quantitatively experienced high stress or low stress used different behavioral themes to describe their 
experience qualitatively. Positive appraisals, resources, and ability to engage in problem solving and 
coping were associated with family resiliency.

http://www.ncbi.nlm.nih.gov/pubmed/22250965
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The constraints of the ordinary: ‘being with’ in the 
context of end-of-life nursing care
Haraldsdottir, E.
Int J Palliat Nurs 2011; 17 (5): 245-250
The concept of ‘being with’ was an essential part of the hospice philosophy developed by Cicely 
Saunders, and one that she believed was a key element in the care of the dying. In Saunders’ 
philosophy, ‘being with’ is a specific moment of engagement between a health professional and a 
patient whereby the patient has the opportunity to examine and express their thoughts and feelings 
relating to their imminent death. This study examined how ‘being with’ was implemented as a part 
of ordinary day-to-day practice in a hospice in Scotland. The study was based on the principles of 
ethnomethodology, which aims to reveal embedded and taken-for-granted rules and behaviours that 
determine practice. The data collection and analysis revealed that the nursing practice was constructed 
in such a way that ‘being with’, as Saunders understood it, could not be initiated either by a member of 
the nursing staff or by the patients. By adopting the philosophical framework of Heidegger, the study 
offers an understanding of how the nursing staff had developed ‘being with’ as provision of comfort in 
order to protect both themselves and the patients from engaging with painful emotions associated with 
facing death.

http://www.ncbi.nlm.nih.gov/pubmed/21647079

How parents of children receiving pediatric palliative 
care use religion, spirituality, or life philosophy in 
tough times
Hexem, K. R., et al.
J Palliat Med 2011; 14 (1): 39-44
BACKGROUND: How parents of children with life threatening conditions draw upon religion, spirituality, 
or life philosophy is not empirically well described. METHODS: Participants were parents of children 
who had enrolled in a prospective cohort study on parental decision-making for children receiving 
pediatric palliative care. Sixty-four (88%) of the 73 parents interviewed were asked an open-ended 
question on how religion, spirituality, or life philosophy (RSLP) was helpful in difficult times. Responses 
were coded and thematically organized utilizing qualitative data analysis methods. Any discrepancies 
amongst coders regarding codes or themes were resolved through discussion that reached consensus. 
RESULTS: Most parents of children receiving palliative care felt that RSLP was important in helping them 
deal with tough times, and most parents reported either participation in formal religious communities, 
or a sense of personal spirituality. A minority of parents, however, did not wish to discuss the topic at 
all. For those who described their RSLP, their beliefs and practices were associated with qualities of 
their overall outlook on life, questions of goodness and human capacity, or that “everything happens for 
a reason.” RSLP was also important in defining the child’s value and beliefs about the child’s afterlife. 
Prayer and reading the bible were important spiritual practices in this population, and parents felt that 
these practices influenced their perspectives on the medical circumstances and decision-making, and 
their locus of control. From religious participation and practices, parents felt they received support from 
both their spiritual communities and from God, peace and comfort, and moral guidance. Some parents, 
however, also reported questioning their faith, feelings of anger and blame towards God, and rejecting 
religious beliefs or communities. CONCLUSIONS: RSLP play a diverse and important role in the lives of 
most, but not all, parents whose children are receiving pediatric palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/21244252
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Applying cognitive-behavioral therapy for anxiety to 
the younger child
Hirshfeld-Becker, D. R., et al.
Child Adolesc Psychiatr Clin N Am 2011; 20 (2): 349-368
Cognitive-behavioral therapy (CBT) protocols for anxiety disorders have been shown to have efficacy 
with older children and adolescents; however, only recently have investigators begun to adapt and 
pilot such interventions for younger children. This article reviews data suggesting that even very young 
children can benefit from CBT for anxiety, discusses some of the necessary developmental adaptations 
when working with children of preschool and early elementary school age, and reviews studies that 
have implemented CBT for anxiety disorders with youngsters in this age range. The authors conclude 
with recommendations for future directions for research in this area.

http://www.ncbi.nlm.nih.gov/pubmed/21440860

“Cycling around an emotional core of sadness”: 
emotion regulation in a couple after the loss of a child
Hooghe, A., et al.
Qual Health Res 2012; 22 (9): 1220-1231
In contrast to the traditional view of working through grief by confronting it, recent theories have 
emphasized an oscillating process of confronting and avoiding the pain of loss. In this qualitative study, 
we sought a better understanding of this process by conducting a detailed case study of a bereaved 
couple after the loss of their infant daughter. We employed multiple data collection methods (using 
interviews and written feedback) and an intensive auditing process in our thematic analysis, with 
special attention to a recurrent metaphor used by this bereaved couple in describing their personal and 
relational experience. The findings suggest the presence of a dialectic tension between the need to be 
close to the deceased child and the need for distance from the pain of the loss, which was evidenced 
on both individual and relational levels. For this couple, the image of “cycling around an emotional core 
of sadness” captured their dynamic way of dealing with this dialectic of closeness and distance.

http://www.ncbi.nlm.nih.gov/pubmed/22745365

The challenge of quality care for family caregivers in 
pediatric cancer care
Jones, B. L.
Semin Oncol Nurs 2012; 28 (4): 213-220
OBJECTIVES: To discuss the needs and potential interventions for parental caregivers of children 
with cancer. DATA SOURCES: Published articles between 2002 and 2012. CONCLUSION: In general, 
parents do adjust and cope with their child’s cancer, but a significant majority experience post-
traumatic stress symptoms. Families also report that the shift to parenting a child with cancer is very 
disruptive to identity and family structure and can cause negative outcomes for mothers, father, and 
siblings. There is growing evidence of post-traumatic growth and resilience in parents of children with 
cancer. Recent studies have suggested that targeted interventions may relieve distress. IMPLICATIONS 
FOR NURSING PRACTICE: Nurses can support families in the difficult transition to having a child with 
cancer and may be able to intervene to reduce long-term distress in families.

http://www.ncbi.nlm.nih.gov/pubmed/23107178
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Being a parent of a child with cancer throughout the 
end-of-life course
Kars, M. C., et al.
Oncol Nurs Forum 2011; 38 (4): E260-271
PURPOSE/OBJECTIVES: To elucidate parents’ experiences when caring at home for their child with 
incurable cancer and to show how parents give meaning to their experiences throughout the end-of-
life (EOL) phase. RESEARCH APPROACH: Interpretative qualitative study. SETTING: Five academic 
pediatric oncology centers. PARTICIPANTS: 42 parents of 22 children with incurable cancer, cared for 
at home. METHODOLOGIC APPROACH: An inductive thematic analysis of single and repeated open 
interviews using phenomenological techniques. FINDINGS: Four EOL stages were identified: becoming 
aware of the inevitable death, making the child’s life enjoyable, managing the change for the worse, and 
being with the dying child. The essence of parenting during those stages was captured by the notion 
of being meaningful to the child and preserving the parent-child relationship. Parents were able to 
cope better with the EOL phase and to sustain their parenting role because of their ability to postpone 
grief, enjoy their child’s expressions of happiness, see the child’s identity despite physical impairment, 
and enjoy the rewards they experienced from being there for their child. CONCLUSIONS: Parenting 
while losing a child brings parents to the point of an existential crisis. The child’s deterioration forces 
parents to redefine their traditional parenting role. Although the way parents give meaning to their 
caregiving experience helps them cope, it can decrease their ability to acknowledge the child’s needs. 
INTERPRETATION: Nurses can help parents to face the reality of their child’s situation and redefine 
their role accordingly, such as by providing information and alternative perceptions that fit the child’s 
changed needs while preserving the parent-child relationship. Attention to signals indicating stress 
disorders is needed.

http://www.ncbi.nlm.nih.gov/pubmed/21708521

Discussing life story, forgiveness, heritage, and legacy 
with patients with life-limiting illnesses
Keall, R. M., et al.
Int J Palliat Nurs 2011; 17 (9): 454-460
AIM: To explore the perceptions that individuals with life-limiting illnesses have about their lives, 
both positive and negative, and their messages to future generations. METHODS: A preparation and 
life completion intervention (Outlook) was assessed for acceptability and feasibility in an Australian 
palliative care setting. This paper reports a qualitative analysis of the participants’ responses to the 
intervention. The intervention sessions were audiotaped, transcribed, and analysed using interpretative 
phenomenological analysis. RESULTS: Eleven participants were recruited from inpatient and outpatient 
hospital and hospice settings. Three overarching themes were identified: life review, current situation, 
and legacy/principles. CONCLUSIONS: The intervention provided insights into individual palliative care 
patients’ sense of self, views of their current situation, hopes, and how they would like to be remembered.

http://www.ncbi.nlm.nih.gov/pubmed/22067737
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Understanding the health impact of caregiving: a 
qualitative study of immigrant parents and single 
parents of children with cancer
Klassen, A. F., et al.
Qual Life Res 2012; 21 (9): 1595-1605
PURPOSE: Research looking at the health of parents of children with cancer typically uses outcome 
measures focused on symptoms of anxiety, depression, or post-traumatic stress. Our team builds 
on this literature to provide a more comprehensive understanding of the health impact of caregiving. 
METHODS: Interviews were conducted with 79 Canadian parents of children with cancer at least 6 
months post-diagnosis. Line-by-line coding was used to establish categories and themes. Constant 
comparison was used to examine relationships within and across codes and categories. Interviewing 
continued until no new themes emerged. RESULTS: Parents described health concerns as including 
sleep disturbance, daytime fatigue, anxiety, depression, social isolation, and changes in social roles. 
Parents described the positive impacts of caregiving as including gaining a greater appreciation for 
child and family and developing compassion, empathy, patience, inner strength, and new perspectives 
on life. CONCLUSION: Parents of children with cancer can experience a range of health problems 
due to the emotional impact of a cancer diagnosis and the intensive and often prolonged nature of 
treatment and aftercare. Given the central role parents play as caregivers, it is crucial to understand the 
health impact of caregiving so that supportive interventions can be implemented as necessary.

http://www.ncbi.nlm.nih.gov/pubmed/22127385

Information seeking behaviors of parents whose 
children have life-threatening illnesses
Knapp, C., et al.
Pediatr Blood Cancer 2011; 56 (5): 805-811
OBJECTIVES: For children with life-threatening illnesses we sought to (1) understand the associations 
between parental characteristics and preferred health information sources, and (2) assess the e-health 
literacy of Internet-users. STUDY DESIGN: Cross-sectional, telephone survey of 129 parents whose 
children are in a pediatric palliative care program in Florida. RESULTS: Four out of five parents report 
that they use the Internet, and 64% of Internet-users use it daily. Parents who never use the Internet, 
versus parents who do use the Internet, are predominately Hispanic (50%) and have less than a high 
school education (64%) (P </= 0.023). Internet-users have high levels of e-health literacy; however, they 
are not confident or are unsure about the quality of information on the Internet. Not having graduated 
from high school was associated with a decrease in e-health literacy and using the Internet as the 
primary information source (vs. doctor as primary source) was associated with an increase in e-health 
literacy. CONCLUSION: Parents of children with life-threatening illnesses have access to and use the 
Internet as a source of information about their children’s health. More information is needed to explore 
how electronic-based interventions could be used to impact information seeking of parents whose 
children are in pediatric palliative care programs.

http://www.ncbi.nlm.nih.gov/pubmed/21370415
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Spirituality of parents of children in palliative care
Knapp, C., et al.
J Palliat Med 2011; 14 (4): 437-443
AIMS: To determine the spirituality of parents whose children have life-limiting illnesses and to 
determine the factors associated with parents’ spirituality. METHODS: Telephone survey of 129 
parents whose children were enrolled in a pediatric palliative care program in Florida. The Functional 
Assessment of Chronic Illness Therapy-Spiritual Well-being (FACIT-Sp) scale was used to measure 
parents’ spirituality. The Health Utilities Index (HUI) was used to measure health status. RESULTS: 
Parents’ average score on the FACIT-Sp meaning/peace subscale was 24.1 out of 32, and 12.5 out of 
16 for the faith subscale. Parents’ average total FACIT-Sp score was 36.6 of 48. Multivariate analyses 
show that parental black non-Hispanic race, “other” race, being married, as well as children’s higher 
vision and hearing health status were associated with higher spirituality, as measured by the total 
FACIT-Sp. Two parent household and children’s higher speech health status were associated with lower 
FACIT-Sp scores. CONCLUSIONS: Our results suggest that non-white parents have greater faith-based 
and overall spirituality than white parents. Spiritual assessments should be conducted for all parents 
as differing supportive services may be needed. The palliative care team should ensure that parents’ 
spirituality is being incorporated, as appropriate, into their children’s routine care.

http://www.ncbi.nlm.nih.gov/pubmed/21385082

Perinatal loss and parental grief: the challenge of 
ambiguity and disenfranchised grief
Lang, A., et al.
Omega (Westport) 2011; 63 (2): 183-196
Following perinatal loss, a type of ambiguous loss, bereaved couples struggle with and experience 
distress due to various forms of ambiguity. Moreover, the juxtaposition of their grief with society’s 
minimization often disenfranchises them from traditional grieving processes. The purpose of this study 
was to explore sources of ambiguity and disenfranchised grief related to perinatal loss. Audio-taped 
interviews with 13 bereaved couples at 2, 6, and 13 months following the death of their fetus or infant 
were analyzed. Several categories of ambiguity and disenfranchised grief emerged, pertaining to: (a) 
the viability of the pregnancy; (b) the physical process of pregnancy loss; (c) making arrangements 
for the remains; and (d) sharing the news. This study uncovers the many sources of ambiguity and 
disenfranchised grief that bereaved couples face in interactions with family, friends, society, and 
healthcare professionals. These insights may inform healthcare professionals in their attempts to ease 
distress related to perinatal loss.

http://www.ncbi.nlm.nih.gov/pubmed/21842665
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Continuity and change in mothers’ narratives of 
perinatal hospice
Lathrop, A. and L. VandeVusse
J Perinat Neonatal Nurs 2011; 25 (1): 21-31
OBJECTIVES: (1) To broadly explore the experiences of women who chose to continue pregnancies 
affected by lethal fetal diagnoses and (2) to develop knowledge useful to nurses and other healthcare 
professionals who provide perinatal hospice (PH) care. DESIGN: Qualitative descriptive study using 
narrative analysis. PARTICIPANTS: Fifteen women who learned during their pregnancies of a lethal fetal 
diagnosis and chose to continue the affected pregnancies. METHOD: Participants’ stories of their PH 
experiences were recorded in face-to-face interviews. A qualitative approach using narrative analysis 
was used to identify themes and develop suggestions for care. RESULTS: The element of time was 
prevalent in mothers’ stories. Some aspects of mothers’ experiences continued, particularly feelings 
of love and connection to their babies. Mothers also reported evolving changes in their thoughts 
and feelings. Personal changes such as increased compassion, faith, and strength were frequently 
mentioned. Mothers described transient phases of highs and lows. Drawing personal meanings or life 
lessons was the main way mothers connected their experiences to their present lives. CONCLUSIONS: 
Mothers’ descriptions of their experiences can enhance nurses’ understanding of perinatal loss. 
Established care practices, such as birth planning and creating mementoes, were supported. Nurses 
can help mothers experiencing loss by elucidating and reflecting their personal meanings.

http://www.ncbi.nlm.nih.gov/pubmed/21311266

Playing games to help deal with the end of life
Lefevre, V.
Soins Pediatr Pueric 2011; (260): 24-25
Allowing a child to play until the end of his/her life, such is the objective which a paediatric nursing 
team has set itself The games must enable the child and his family to organise psychologically the 
emotional chaos provoked by impending death. They question and provide an answer to an intolerable 
situation--the end of a child’s life.

http://www.ncbi.nlm.nih.gov/pubmed/21702205

Care until the end of life
Lefort, M. C. and C. Cerny
Soins Pediatr Pueric 2011; (260): 10-12
When there is no more hope of a cure during a child’s treatment, the curative period makes way 
for a palliative phase through to the last moments of the child’s life. This phase is both difficult and 
fundamental for the child and his/her family, as well as for the caregivers, who must continue to provide 
care without any hope of curing the child. This phase determines how the period of mourning which 
follows the loss of a loved one is experienced, particularly for the family.

http://www.ncbi.nlm.nih.gov/pubmed/21702199
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Coping strategies used by children hospitalized with 
cancer: an exploratory study
Li, H. C., et al.
Psychooncology 2011; 20 (9): 969-976
OBJECTIVES: The treatment of cancer is a stressful and threatening experience, particularly for 
children. Knowing how children cope with cancer is a crucial step toward designing appropriate 
psychological interventions that help them ease the burden of cancer treatment. The purpose of this 
study was to examine the coping strategies used by Chinese children hospitalized with cancer, an 
area of research that is under-represented in the existing literature. METHODS: Hong Kong Chinese 
children (9-16-year olds) admitted for cancer treatment to the pediatric oncology units of two different 
regional acute public hospitals were invited to participate. A short one-to-one structured interview 
was conducted with each participant. Content analysis was conducted to analyze the interview data. 
RESULTS: A convenience sample of 88 children was recruited and participated in the interviews during 
an 8-month period. The coping strategies used by Chinese children hospitalized with cancer did not 
differ according to gender and diagnosis, but only according to age, with younger children using less 
problem-focused and more emotion-focused coping strategies than older children. The overall results 
indicated that 30% of these Chinese patients used problem-focused coping strategies, while 70% used 
emotion-focused coping. CONCLUSIONS: Findings from this study indicated that children use different 
coping strategies at different developmental stages. The study also revealed that Chinese children used 
more emotion-focused than problem-focused coping strategies than their Western counterparts. The 
information derived from this study will help health-care professionals design and shape appropriate 
psychological interventions that can help reduce the burden of cancer treatment. Copyright (c) 2010 
John Wiley & Sons, Ltd.

http://www.ncbi.nlm.nih.gov/pubmed/20662105

Supporting children’s grief within an adult and 
pediatric palliative care program
Librach, S. L. and H. O’Brien
J Support Oncol 2011; 9 (4): 136-140
“What about the kids?” is a dominant and consuming question for caregivers supporting children/
youth around the dying and death of a family member. The concerns and fears encompassed in this 
question can overwhelm caregivers as they put vast amounts of energy into trying to protect children/
youth from the suffering and pain that awaits them. Perhaps the hardest lesson these caregivers must 
learn is that they cannot protect their child/youth from the death any more than they can stop the 
death from happening. Instead, what is needed most from children/youth is to be included, prepared, 
and provided with a safe place for emotional expression. Children, as well as adults, will grieve in their 
own specific way, mediated by their developmental level, circumstances of the illness and death, and 
protective factors available to them. Providing comprehensive, whole-person care to palliative patients 
with children/youth in their care ought to include psychoeducation and support for all members of 
the family. Our communities’ bereaved children/youth will be impacted by the death of their family 
members in countless ways throughout their lives. As professionals caring for people who are dying, 
we have a responsibility to mediate this impact to the best of our ability.

http://www.ncbi.nlm.nih.gov/pubmed/21809518
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Family members’ experiences of everyday life  
when a child is dependent on a ventilator:  
a metasynthesis study
Lindahl, B. and B. M. Lindblad
J Fam Nurs 2011; 17 (2): 241-269
Children using mechanical ventilation for survival represent a small, but growing, vulnerable population 
in society. The aim of this study was to describe the existing qualitative research that examined 
family members’ experiences when a child is dependent on ventilator at home. A metasynthesis is 
an interpretative integration of qualitative research findings based on a systematic literature search. 
Twelve original research reports focusing on the life situation of ventilator- and technology-dependent 
children and their families published between 1998 and 2006 were selected as data. Themes from the 
metasynthesis included experiences of the ill child, siblings, and parents and the meaning of space 
and place. These findings provide an understanding of the family members’ experiences when a child 
is dependent on a ventilator for survival. Recommendations for future research with this population of 
families include a greater focus on professional support systems and family strengths and the use of 
longitudinal research methods using observation and interviews.

http://www.ncbi.nlm.nih.gov/pubmed/21531859

Quality of life among parents of children with cancer 
or brain tumors: the impact of child characteristics and 
parental psychosocial factors
Litzelman, K., et al.
Qual Life Res 2011; 20 (8): 1261-1269
PURPOSE: Understanding the impact of childhood cancer on the family is increasingly important. This 
study aimed to (1) examine the relationship between child clinical characteristics and health-related 
quality of life (QOL) among parents of children with cancer or brain tumors, and (2) determine how 
parental psychosocial factors impact this relationship. METHODS: Using a within-group approach, this 
study examined 75 children with cancer or brain tumors and their parent. In-person interviewer-assisted 
surveys assessed sociodemographics, psychosocial factors, and QOL. Child clinical characteristics 
were obtained through medical record abstraction. Regressions were performed to determine factors 
related to parental QOL. RESULTS: Children’s activity limitation and active treatment status were 
associated with worse parental mental QOL (5.4 and 4.4 points lower, respectively; P < 0.05). Adding 
parental psychosocial characteristics to the model eliminated the relationship between child clinical 
characteristics and parental mental QOL (P > 0.05 for all child characteristics). CONCLUSIONS: While 
child clinical characteristics appear to be related to poor parental QOL, this relationship was mediated 
by caregiver burden and stress. Interventions to reduce burden and stress may mitigate the deleterious 
effects of caregiving. Systematic screening of parents’ mental and physical health may facilitate 
interventions and improve the health and well-being of parents and children.

http://www.ncbi.nlm.nih.gov/pubmed/21287280
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Decision-making around moving on from full-time 
education: the roles and experiences of parents of 
disabled young people with degenerative conditions
Maddison, J. and B. Beresford
Health Soc Care Community 2012; 20 (5): 477-487
Little is known about the decision-making processes that take place within families when a disabled 
young person is moving on from full-time education and, particularly, parents’ roles and experiences. 
This paper reports the analysis of data collected from a subsample of parents (representing seventeen 
families) participating in the Choice and Change Project who had discussed choices associated with 
their child leaving full-time education. (The Choice and Change Project is a longitudinal, qualitative 
study of choice-making by four different groups of service users including disabled young people with 
degenerative conditions and their parents.) The data were collected from parents during up to three 
semi-structured interviews conducted over a thirty-month period. Descriptive theories of decision-
making informed the analysis. Parents differed in the extent to which they were actively involved 
in making choices about the ‘destination’ of their child after leaving full-time education. To some 
extent, the ability of the young person to make choices themselves influenced this. Parents who were 
assuming responsibility for making choices stressed the importance of having relevant information 
and felt professionals had a key role to play in supporting access to information. Parents used a 
number of criteria to guide their choice-making, including distance from home, perceived quality of 
the environment and staff and the young person’s responses to the setting. Much of the information 
needed to make a choice required a visit to all the possible options. Ensuring such visits were positive 
and useful experiences for themselves and their child could be very difficult; support to achieve these 
visits was highly valued but not routinely provided. The study also highlights the lack of recognition 
given to the significant amount of work that many parents undertake to ensure that a choice is realised, 
and also to the emotional journey parents take when making or assisting in such decisions.

http://www.ncbi.nlm.nih.gov/pubmed/22360589

Social-emotional functioning of children and 
adolescents with neurofibromatosis type 1 and 
plexiform neurofibromas: relationships with cognitive, 
disease, and environmental variables
Martin, S., et al.
J Pediatr Psychol 2012; 37 (7): 713-724
OBJECTIVE: This descriptive cross-sectional study aimed to determine how cognitive, disease, 
and environmental variables relate to social-emotional functioning in youth with NF1 and plexiform 
neurofibromas. METHODS: Psychological assessments were administered to 53 children (mean age 12.4 
years); parents and teachers completed the behavior assessment system for children-second edition 
(BASC-2). Disease severity was quantified by nurse-practitioner ratings and tumor burden, and parents 
completed a life events checklist to indicate environmental stressors. RESULTS: Notable proportions of 
children scored in the at-risk/clinically significant ranges on several parent and teacher BASC-2 subscales 
including somatization, attention problems, depression, and withdrawal. Combinations of cognitive, disease, 
and environmental variables predicted scores on parent BASC-2 internalizing problems, behavior symptoms 
index, and Adaptive Skills composites. CONCLUSIONS: Cognitive, disease, and environmental variables 
relate to social-emotional outcomes in children with NF1. These youth may benefit from interventions 
targeting social skills, cognitive functioning, and adaptive ways of coping with NF1-related pain.

http://www.ncbi.nlm.nih.gov/pubmed/22353803
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Parents’ thoughts and perceptions on hearing that their 
child has incurable cancer
Matsuoka, M. and M. Narama
J Palliat Med 2012; 15 (3): 340-346
BACKGROUND: Parents of children with incurable cancer face difficulties in making end-of-life 
decisions, and thus far, little research has been conducted on the thoughts and perceptions of these 
parents. PURPOSE: The study aims to describe parental thoughts and perceptions when they hear that 
their child has incurable cancer. METHODS: Semi-structured, open-ended interviews were conducted 
with 23 parents who had lost children to cancer. A constant comparative content analysis was also 
conducted. RESULTS: Regarding parental thoughts, five categories emerged: “not allowing my child to 
die,” “being compelled to continue cancer-directed/life-sustaining treatment,” “wanting to put an end 
to my child’s suffering and wanting him/her to be comfortable,” “valuing my child’s wish and dignity,” 
and “wanting to be there for my child.” However, some parents did not mention all five categories. 
Regarding parental perceptions of their children’s condition, six categories emerged: “understanding 
change/deterioration of my child’s condition,” “recognition of my child’s sufferings,” “awareness of 
the possible death of my child,” “no recognition of my child’s impending death as reality,” “avoiding 
facing my child’s death,” and “realizing the truth and coming to terms with the reality of death.” 
CONCLUSION: When parents were told that their child had incurable cancer, their first thought was to 
protect their child. Because thoughts and perceptions in such a situation vary across parents, health 
care professionals should support parents in realizing their thoughts and perceptions and in making 
decision as parents.

http://www.ncbi.nlm.nih.gov/pubmed/22401356

The daily patterns of time use for parents of children 
with complex needs: a systematic review
McCann, D., et al.
J Child Health Care 2012; 16 (1): 26-52
The aim of this systematic review was to critically examine the research that quantifies and describes 
the daily patterns of time use by parents of children with complex needs. Four electronic databases 
were searched. A total of 32 studies (30 peer-reviewed journal articles and two theses) met the 
inclusion criteria. Three key findings emerged from the review: (a) Parents of children with complex 
needs carry a significant caregiving burden that often does not reduce as the age of the child increases, 
(b) supervision or ‘vigilance’ is a category of childcare that carries a particular time requirement for 
these parents and (c) parents of children with complex needs spend (sometimes considerable) time 
undertaking health care-related tasks outside the ‘normal’ parenting role. The time demands placed on 
parents caring for a child or children with complex needs at home should be considered when health 
professionals are negotiating essential and/or additional therapies or treatments to be included in a 
child’s home care regime.

http://www.ncbi.nlm.nih.gov/pubmed/22308543
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“I was able to still be her mom” – parenting at end of 
life in the pediatric intensive care unit
McGraw, S. A., et al.
Pediatr Crit Care Med 2012; 13 (6): e350-356
OBJECTIVES: The death of a child in the pediatric intensive care unit is perhaps one of the most 
devastating and challenging experiences a parent can ever endure. This article examines how 
parents of children dying in the pediatric intensive care unit understood their role and discusses 
implications for clinical care and policy. DESIGN: Retrospective, qualitative study. SETTING: Two 
pediatric intensive care units located in children’s hospitals within academic medical centers in the 
northeastern United States. SUBJECTS: Parents of 18 children who died in the pediatric intensive 
care unit. INTERVENTIONS: Semistructured telephone interviews, digitally recorded and transcribed. 
MEASUREMENTS AND MAIN RESULTS: Many of the factors deemed important by the parents related 
to their capacity to be a “good parent” to their child throughout his or her stay in the pediatric intensive 
care unit. Specifically, parents sought meaningful ways to express and assert their parenthood across 
three domains: 1) providing love, comfort, and care; 2) creating security and privacy for the family; and 
3) exercising responsibility for what happens to one’s child. CONCLUSIONS: Parents’ ability to fulfill the 
essential features of their role as parents of children dying in the pediatric intensive care unit shapes 
how they perceive the quality of the experience. Pediatric intensive care unit clinical care and policies 
can and should uphold and protect these features enabling parents to feel that, despite the outcome, 
they had done their best on behalf of their children.

http://www.ncbi.nlm.nih.gov/pubmed/22791096

‘The end of treatment is not the end’: parents’ 
experiences of their child’s transition from treatment 
for childhood cancer
McKenzie, S. E. and C. Curle
Psychooncology 2012; 21 (6): 647-654
OBJECTIVE: This study explores parents’ experiences of the end of treatment (EOT) for childhood 
cancer and aims to develop a theoretical understanding of this transition. METHOD: The study used a 
grounded theory design to develop a theory from 11 semi-structured interviews with parents of children 
who had finished their cancer treatment. These were transcribed verbatim and analysed. RESULTS: 
The core theme of ‘the end of treatment is not the end’ emerged and reflected the continued process 
of role and identity changes that parents faced. The results suggest that the active treatment phase 
and post treatment phases are interlinked and inseparable for parents. The main process identified 
during treatment was ‘getting through’ to the EOT and this was managed through parents ‘adjusting’ 
and an ‘increase in support’. These core processes continued to mediate the process of ‘managing the 
unknown’ after treatment, and parents were left with a sense of ‘balancing their emotions’ between, 
‘life is very normal’ and ‘it’s not going to go away’. CONCLUSIONS: Across all themes the process of 
managing identity changes emerged as a key issue for parents, which needs to be considered. During 
treatment, health professionals have an opportunity to discuss the impact of finishing treatment and 
prepare parents for this transition and the challenges that they may face.

http://www.ncbi.nlm.nih.gov/pubmed/21394822
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Acceptance and commitment therapy for 
psychological and physiological illnesses:  
a systematic review for social workers
Montgomery, K. L., et al.
Health Soc Work 2011; 36 (3): 169-181
Social workers provide services to a variety of clients and are challenged with finding interventions that 
meet the multifaceted needs of diverse populations. Acceptance and commitment therapy (ACT) is 
becoming an increasingly popular therapy that offers flexibility and effectiveness in treating challenging 
cases. The purpose of this review is to provide social work researchers and practitioners with an 
explanation of the clinical application of ACT. The article provides a systematic review of the existing 
efficacy of ACT with various health illnesses. The authors gathered articles from multiple databases 
that investigated ACT as an intervention with psychological and physiological health illnesses and 
calculated corresponding effect sizes. Effect sizes indicated that ACT is a promising intervention for 
those with anxiety disorders, depression, psychosis, trichotillomania, epilepsy, chronic skin picking, 
and diabetes. The research on ACT and its promising applications to help clients with various health 
illnesses provide social workers with promising alternatives for approaching challenging illnesses. 
Although the empirical base continues to show promise for ACT, additional research using larger 
sample sizes and more rigorous designs is needed before more definitive claims can be made about 
the effectiveness of ACT.

http://www.ncbi.nlm.nih.gov/pubmed/21936331

“This is the best fatal illness that you can have”: 
contrasting and comparing the experiences of 
parenting youth with cystic fibrosis and congenital 
heart disease
Moola, F. J.
Qual Health Res 2012; 22 (2): 212-225
Despite the important instrumental and emotional role that parents play in the lives of children with 
cystic fibrosis (CF) and congenital heart disease (CHD), qualitative researchers have not examined the 
similarities and differences between caregivers’ experiences. Informed by thematic analysis, in this 
qualitative study I explored what it is like to care for a child with a chronic illness from the perspective 
of CF and CHD parents at a children’s hospital in Canada. Pediatric caregiver stress was qualitatively 
different between CF and CHD parents, whereas temporal dilemmas were unique sources of stress 
for CF parents only. To alleviate stress, all parents drew on a three-way, interrelated process to 
comprehend their child’s illness and acquire perspective. By opening up the social worlds of parents, I 
illuminate important similarities and differences in the caregiving experience of parents of youth with CF 
and CHD, and offer novel contributions to the literature.

http://www.ncbi.nlm.nih.gov/pubmed/21890712
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Interconception care for couples after perinatal loss:  
a comprehensive review of the literature
Moore, T., et al.
J Perinat Neonatal Nurs 2011; 25 (1): 44-51
Perinatal loss can be emotionally devastating for couples who experience miscarriage, fetal or neonatal 
death. Nurses in a variety of settings can assist couples through their grief by providing emotional 
support, giving information about the grief process, and in planning for a future pregnancy or deciding 
to forego future childbearing. This article explicates the relationship between grief and perinatal loss and 
its effects on couples, specifically in the interconception period, when the initial grief and distress have 
begun to subside. Interconception care focuses on bridging the couple from the end of the postpartum 
period to the subsequent pregnancy or decision not to conceive again. Nurses assist couples in 
distinguishing between uncomplicated grief, complicated grief, and depression, and make appropriate 
referrals. Openness to expressions of grief, helping couples mobilize support, considering readiness for 
another pregnancy, and directing couples to useful Internet sites are essential nursing interventions.

http://www.ncbi.nlm.nih.gov/pubmed/21311269

Waiting for a kidney transplant: patients’ experiences 
of haemodialysis therapy
Moran, A., et al.
J Adv Nurs 2011; 67 (3): 501-509
AIM: This paper is a report of an exploration of the experiences of patients with end-stage kidney 
disease who were having haemodialysis. BACKGROUND: The losses and lifestyle disruptions caused 
by end-stage kidney disease are a fundamental source of suffering for people. The hope of a transplant 
is an important factor in people’s ability to cope with end-stage kidney disease and dialysis. METHOD: 
A Heideggerian phenomenological methodology was used. A purposive sample was selected of 
16 patients with end-stage kidney disease having hospital-based haemodialysis therapy in the 
Republic of Ireland. Qualitative interviews were conducted in 2006-2007. Data were analysed using 
qualitative interpretive analysis. FINDINGS: The overarching pattern identified was ‘Waiting for a kidney 
transplant’. This pattern consisted of three themes: living in hope, uncertainty and being on hold. 
Participants described their experiences of living in hope while they waited for a kidney transplant. 
However, as the waiting time continued indefinitely, participants became uncertain, and this meant that 
they were unable to contemplate opportunities in the future. Moreover, the restrictions of haemodialysis 
therapy prevented them from performing many of the activities they had taken for granted in the 
past. Consequently, they described their experiences of being on hold while they waited for a kidney 
transplant. CONCLUSION: Nurses should engage in open and honest discussions with patients in 
relation to kidney transplantation so that they are able to recognize and address their concerns about 
kidney transplantation.

http://www.ncbi.nlm.nih.gov/pubmed/20955183
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The lived experiences of children and adolescents with 
end-stage renal disease
Nicholas, D. B., et al.
Qual Health Res 2011; 21 (2): 162-173
Relatively little is known about how children perceive and manage end-stage renal disease (ESRD) in 
daily life. To address this gap in the literature, the experiences and perceptions of children with ESRD 
were examined in this study. Study design comprised ethnographic interviews with 25 children and 
adolescents ages 7 to 18 years. Semistructured interviews were audiotaped, transcribed verbatim, 
and subjected to content analysis. Participants received a range of ESRD treatments including 
transplantation and dialysis. Findings indicate that ESRD has a profound impact on children. 
They described a range of challenges and experiences including not feeling “normal”; developing 
ESRD knowledge; frequent absence from school; gaining responsibility for ESRD care; relying on 
family, friends, and health care providers; and adjusting despite adversity. These findings depict a 
multifaceted, dynamic perspective engendered in tensions as children and adolescents grapple with 
adversity yet experience personal growth and resiliency. Implications and recommendations for clinical 
practice and research are discussed.

http://www.ncbi.nlm.nih.gov/pubmed/20833832

Explicating caregiving by mothers of children with 
complex needs in Ireland: a phenomenological study
Nicholl, H. M. and C. M. Begley
J Pediatr Nurs 2012; 27 (6): 642-651
This qualitative phenomenological study explored mothers’ experiences of caring for a child with 
complex needs. After ethical approval was obtained, data were collected through 11 diaries and 48 
interviews with 17 mothers in Ireland. Caring for a child with complex needs involves the delivery of care 
in an inside world of the home, the world outside the home, and a “going-between” world. Caregiving, 
1 of 8 closely linked dimensions, is presented, including its 4 categories. These are normal mothering, 
technical caregiving, preemptive caregiving, and individualized caregiving. Professionals require a 
greater understanding of the experiences of mothers caring for children with complex needs at home.

http://www.ncbi.nlm.nih.gov/pubmed/23101728
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Planning ahead with children with life-limiting 
conditions and their families: development, 
implementation and evaluation of ‘My Choices’
Noyes, J., et al.
BMC Palliat Care 2013; 12: 5
ABSTRACT: BACKGROUND: The United Kingdom has led the world in the development of children’s 
palliative care. Over the past two decades, the illness trajectories of children with life-limiting conditions 
have extended with new treatments and better home-based care. Future planning is a critically 
under-researched aspect of children’s palliative care globally. This paper describes the development, 
implementation and evaluation of innovative child and parent-held palliative care planning resources. 
The resources were designed to facilitate parent and child thinking and engagement in future planning, 
and to determine care preferences and preferred locations of care for children with life-limiting 
conditions from diagnosis onwards. These resources fill a significant gap in palliative care planning 
before the end-of-life phase. METHODS: Drawing on contemporaneous research on producing 
evidence-based children’s health information, we collaborated with leading children’s not-for-profit 
organisations, parents, children, and professionals. A set of resources (My Choices booklets) were 
developed for parents and children and evaluated using interviews (parents, children, professionals) 
and questionnaires (professionals) and an open web-based consultation. RESULTS: Parents and 
children responded in three ways: Some used the booklets to produce detailed written plans with 
clear outcomes and ideas about how best to achieve desired outcomes. Others preferred to use the 
booklet to help them think about potential options. Remaining parents found it difficult to think about 
the future and felt there was no point because they perceived there to be no suitable local services. 
Professionals varied in confidence in their ability to engage with families to plan ahead and identified 
many challenges that prevented them from doing so. Few families shared their plans with professionals. 
Parents and children have far stronger preferences for home-care than professionals. CONCLUSION: 
The My Choices booklets were revised in light of findings, have been endorsed by Together for Short 
Lives, and are free to download in English and Welsh for use by parents and young people globally. 
More work needs to be done to support families who are not yet receptive to planning ahead. 
Professionals would benefit from more training in person-centred approaches to future planning and 
additional communications skills to increase confidence and ability to engage with families to deliver 
sensitive palliative care planning.

http://www.ncbi.nlm.nih.gov/pubmed/23384400
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Bereaved parents’ perception of the grandparents’ 
reactions to perinatal loss and the pregnancy  
that follows
O’Leary, J., et al.
J Fam Nurs 2011; 17 (3): 330-356
This article presents bereaved parents’ perceptions of their parents’ (the grandparents) reactions at 
the time of loss and in the pregnancy that follows. Data originated from two phenomenological studies 
conducted to understand bereaved parents’ experiences during their loss and subsequent pregnancy. 
However, this article reports a secondary thematic analysis focused on bereaved parents perceptions 
of the grandparents’ support (or lack of) at the time of loss and during the pregnancy following loss. 
Our findings illustrate some families found the means to share their grief at the time of loss in a 
constructive manner, while in others the intergenerational relationship was strained. Most important 
to parents was intergenerational acknowledgment of the ongoing relationship to the deceased child 
as an important, though absent family member, especially during the pregnancy that followed. Those 
supporting bereaved families can play an important role in helping intergenerational communication 
around perinatal loss and the subsequent pregnancy.

http://www.ncbi.nlm.nih.gov/pubmed/21813814

The needs of siblings of children with cancer:  
a nursing perspective
O’Shea, E. R., et al.
J Pediatr Oncol Nurs 2012; 29 (4): 221-231
Findings from research studies on the needs of siblings of children with cancer have highlighted the 
imperative that these siblings be supported and involved in the plan of care when a diagnosis of cancer 
is made. However, few studies have included the perspective of the nurse when evaluating sibling 
needs or identifying interventions used to meet the needs. This qualitative descriptive study used 
a combination of individual interviews and a focus group to capture perspectives from 13 pediatric 
oncology nurses employed at a leading Children’s Hospital located in the northeast. Transcripts were 
analyzed for content and theme in relation to the 2 research questions. Needs identified included 
getting attention, wanting to know, having fears/worries, feeling at fault, wanting to help, and wanting 
a normal routine, whereas interventions identified included recognizing their needs, getting siblings 
involved, sharing appropriate information, being a resource, giving support, and bending the rules. 
Findings support previous studies that document the variety of needs experienced by siblings of 
children with cancer and offer examples of nursing interventions to meet these needs.

http://www.ncbi.nlm.nih.gov/pubmed/22797684
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Complementary and alternative therapy use  
in pediatric oncology patients with failure of  
frontline chemotherapy
Paisley, M. A., et al.
Pediatr Blood Cancer 2011; 56 (7): 1088-1091
BACKGROUND: The use of CAM by the relapsed pediatric oncology population has largely gone 
unstudied. The main objective of this study was to describe the prevalence of and change in CAM use 
in oncology patients for whom frontline therapy had failed. Secondary objectives included describing 
patient/family objectives for using CAM, satisfaction with CAM, financial and time expenditures on 
CAM, and patient desire for physician involvement in CAM use. PROCEDURE: Fifty-four patients 
0-25 years of age, for whom frontline therapy had failed, were enrolled. The subjects completed an 
anonymous one-time self-administered questionnaire. RESULTS: Eighty-two percent of respondents 
reported using CAM, 52% of which reported initiating or increasing CAM use after failure of frontline 
therapy. The most commonly used CAM categories were prayer/spiritual healing (83%) and oral/dietary 
supplements (31%). Prayer/spiritual healing was most commonly used to cure or slow the progression 
of cancer (59%). Oral/dietary supplements were used to improve overall health and well-being (65%). 
Estimates of money and time spent ranged from $0 to >$1,275 (median $225) and 1 to > 700 hr 
(median 10 hr). Sixty percent of CAM users reported their oncologist was unaware of their use. Most 
participants who used non-spiritual/prayer CAM continued use while hospitalized or while receiving 
chemotherapy. CONCLUSIONS: Understanding usage patterns may better help pediatric oncologists 
and palliative-care specialists address the needs of this population, and protect against potentially 
dangerous drug interactions or side effects from combined CAM and chemotherapy use.

http://www.ncbi.nlm.nih.gov/pubmed/21360653

Tackling perinatal loss, a participatory action research 
approach: research protocol
Pastor-Montero, S. M., et al.
J Adv Nurs 2012; 68 (11): 2578-2585
AIM: The aim of this study was to promote changes to improve the care provided to parents who 
have experienced a perinatal loss through participatory action research. BACKGROUND: The birth 
of a child is a joyful event for most families, however, unfortunately some pregnancies end in loss. 
Perinatal loss creates a heavy emotional impact not only on parents but also on health professionals, 
where in most cases there is an evident lack of skills, strategies and resources to cope with these 
kinds of situations. DESIGN: Participatory action research is the methodology proposed to achieve the 
purpose of this study. METHODS: Participatory action research consists of five stages: outreach and 
awareness, induction, interaction, implementation and systematization. The working group will include 
professionals from the Mother and Child Unit for patients at a tertiary level public hospital in Spain. The 
duration of the study will be 3 years since the approval of the protocol in January 2011. The qualitative 
techniques used will include group dynamics such as the SWOT analysis the nominal group technique, 
focus groups and brainstorming, among others that will be recorded and transcribed, generating 
reports throughout the evolution of the group sessions and about the consensus reached. Content 
analysis will be conducted on the field diaries kept by the participants and researchers. This project has 
been funded by the Andalusian Regional Ministry of Health. DISCUSSION: Participatory action research 
is a methodological strategy that allows changes in clinical practice to conduct a comprehensive 
transformative action in the care process for perinatal loss.

http://www.ncbi.nlm.nih.gov/pubmed/22515822
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Assessing health-related quality-of-life changes 
in informal caregivers: an evaluation in parents of 
children with major congenital anomalies
Poley, M. J., et al.
Qual Life Res 2012; 21 (5): 849-861
PURPOSE: Relatively few attempts to measure the effects on the health-related quality of life (HRQoL) 
of informal caregivers within the context of economic evaluations have been reported. This paper is 
an exploratory attempt to find suitable methods to assess caregivers’ HRQoL, using a population of 
parents of children with major congenital anomalies. METHODS: A total of 306 parents of children 
born with either congenital anorectal malformations (ARM) or congenital diaphragmatic hernia were 
surveyed. They rated their current HRQoL on the EQ-VAS. After that, they rated their HRQoL again 
on the assumption that someone would take over their caregiving activities completely and free 
of charge. Finally, the parents classified their HRQoL on the EQ-5D. The caregivers’ scores on the 
EQ-VAS and the EQ-5D were compared with scores elicited in the general population. RESULTS: 
Most parents indicated that their HRQoL would not change if someone else took on their caregiving 
activities. Some methodological issues may have influenced this outcome, such as difficulties in 
self-assessing HRQoL changes due to caregiving, process utility, protest answers, and difficulties 
in understanding the hypothetical question. The HRQoL of the parents was relatively low compared 
with population statistics, especially in the parents of children with ARM and in mothers. This can 
be illustrated by the difference between the mean EQ-5D score of the mothers aged 25-34 years of 
the children with ARM and that of the general population (0.83 vs. 0.93; P = 0.002). CONCLUSIONS: 
Significant HRQoL differences exist between parents caring for children with congenital anomalies and 
the general population. It would be useful to further improve our understanding of the HRQoL impact 
of informal caregiving, separating ‘caregiving effects’ from ‘family effects’, and distinguishing parent-
child relationships from other caregiving situations. This study underlines the importance of considering 
caregivers, also in the context of economic evaluations. It indicates that general HRQoL measures, as 
used in patients, may be able to detect HRQoL effects in caregivers, which facilitates the incorporation 
in common economic evaluations of HRQoL effects in carers. Analysts and policy makers should be 
aware that if HRQoL improvement is an important aim, they should register HRQoL changes not only in 
patients but also in their caregivers.

http://www.ncbi.nlm.nih.gov/pubmed/21858419

Living through the death of a child: a qualitative study 
of bereaved parents’ experiences
Price, J., et al.
Int J Nurs Stud 2011; 48 (11): 1384-1392
DESIGN: Cross-sectional qualitative study. DATA SOURCES: Interviews with purposeful sample 
of 25 recently bereaved parents. METHODS: Semi-structured in-depth interviews. RESULTS: Four 
analytically distinct processes were identified in the responses of parents to the death of a child. 
These are referred to as ‘piloting’, ‘providing’, ‘protecting’ and ‘preserving’. Regardless of individual 
circumstances, these processes were integral to all parents’ coping, enabling an active ‘doing’ for their 
child and family throughout the trajectory of their child’s illness and into bereavement. CONCLUSIONS: 
Facilitating the capacity of parents to ‘do’ is central to coping with the stress and uncertainty of living 
through the death of a child. The provision of informational, instrumental and emotional support by 
health care professionals in the context of ‘doing’ is core to quality palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/21640992
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Psychosocial predictors of immune response following 
bone marrow transplantation
Pulgar, A., et al.
Behav Med 2012; 38 (1): 12-18
This study analyzed the relationship between some psychosocial variables (depression, anxiety, stress, 
coping strategies, social support, optimism, rationality, and need for harmony) and clinical parameters 
indicative of immunological response after bone marrow transplantation (BMT; day of engraftment, 
number of infections and hemoglobin level) while controlling for demographic variables (age, educative 
level, civil state, and time from cancer diagnosis). Thirty-one post BMT hematological cancer patients 
were evaluated. Results show that higher educative levels are associated to lower number of infections, 
while age is associated with a delay in the time of engraftment; coping strategies, specially redefinition 
of the situation, relaxation, stoicism and passivity, are positively associated with the three clinical 
indices; depression is positively associated to number of infections during the hospitalization period; 
and rationality is associated with lower hemoglobin levels. These results suggest that psychosocial 
variables, especially coping strategies, play an important role in determining the immunological 
response after BMT.

http://www.ncbi.nlm.nih.gov/pubmed/22356598

Living in the in-between: families caring for a child 
with a progressive neurodegenerative illness
Rallison, L. B. and S. Raffin-Bouchal
Qual Health Res 2013; 23 (2): 194-206
Medical advances in recent years have led to an increased life span for children with progressive, 
neurodegenerative illnesses. The purpose of this hermeneutic inquiry was to explore the experience 
of families caring for their child at home. In-depth, audiorecorded interviews with six families (13 
interviews) living in western Canada were transcribed and analyzed. The illness journey was revealed 
to be complex and unpredictable. We discovered many metaphors that spoke to the child’s/family’s 
life and explored the paradox of duality, such as holding both joy and sorrow, and containing both 
suffering and love. We outline implications for policy development within the area of respite care and 
coordination of services for families. The voices of families must be a vital component to influence and 
guide education and service development within the emerging specialty of pediatric palliative care.

http://www.ncbi.nlm.nih.gov/pubmed/23175537
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Grandparents and siblings of children with congenital 
heart disease
Ravindran, V. P. and G. R. Rempel
J Adv Nurs 2011; 67 (1): 169-175
AIM: This paper is a report of a study of the process of grandparent involvement with siblings of 
preschool children with hypoplastic left heart syndrome. BACKGROUND: An increasing number 
of grandparents are involved in parental or near-parental roles with their grandchildren. Most 
research concerns grandparent involvement due to parental issues (e.g. teenage pregnancy, mental 
illness, addiction). Some research addresses grandparent involvement when their grandchild is ill. 
Grandparents’’double concern’ for both their adult children and their ill grandchildren is reported in 
the literature. In this paper, we describe a third concern for grandparents: the sibling(s) of their sick 
grandchild. METHOD: Individual interviews were conducted in 2007 with 15 grandparents of six 
preschool children with complex congenital heart disease. Open and selective coding, categorization, 
and theoretical memoing were used to analyse the data. FINDINGS: ‘Stepping in as needed’ and 
‘safeguarding relationships’ were identified as two core categories related to grandparenting siblings 
of children with heart disease. Grandparents stepped into a parent role with toddler and preschool-
aged siblings by attending to their daily care routines, recreational and play times, and relational needs 
while parents were occupied with their sick and hospitalized infants. Grandparents’ concerted efforts 
to sustain parent-child and child-sibling relationships were also striking. CONCLUSION: Our findings 
extend the concept of ‘double concern’ to ‘triple concern’, and direct a research and practice focus 
towards the unexplored roles and needs of grandparents and siblings in families whose young children 
have life-threatening illnesses.

http://www.ncbi.nlm.nih.gov/pubmed/21039778

Sibling involvement in childhood chronic heart disease 
through a bead program
Redshaw, S. and V. Wilson
J Child Health Care 2012; 16 (1): 53-61
In interviews with parents for the evaluation of a cardiac ward programme in a children’s hospital, 
a number of parents mentioned the role of the Heart Beads Program in including siblings in the 
hospitalisation of the child with congenital heart condition (CHD). Inclusion of siblings in the events 
surrounding the child with the cardiac condition was of two kinds: (a) touching and explaining about the 
beads and the child’s condition and (b) involvement in collecting and threading the beads. Discussion 
of the needs of siblings suggests that inclusion of siblings in activities related to the care and 
understanding of the CHD child as well as the creation and shaping of the family narrative is important. 
These cases illustrate the different ways in which siblings are involved and acknowledged and how 
involvement can be facilitated by a programme like Heart Beads.

http://www.ncbi.nlm.nih.gov/pubmed/22308540

Perinatal palliative care. Don’t forget bereaved siblings
Reed, R. V.
BMJ 2011; 342: d2705.

http://www.ncbi.nlm.nih.gov/pubmed/21540267
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The process of family management when a baby is 
diagnosed with a lethal congenital condition
Rempel, G. R., et al.
J Fam Nurs 2012; 18 (1): 35-64
The Family Management Style Framework (FMSF) was used as a conceptual basis for secondary 
data analysis of 55 previously conducted interviews with mothers and fathers of children with a lethal 
congenital condition from two surgical treatment eras. The directed content analysis was guided 
by a coding structure developed from family management dimensions identified in prior research of 
family response to childhood chronic conditions. Results indicated that application of the FMSF was 
helpful in differentiating families and their processes of family management at the onset of their infant’s 
illness through to surviving the first surgery and going home. The dimensions of Illness View and Child 
Identity were central to the parents’ capacity to manage their baby’s illness demands within their family 
context. Applying a robust family framework to a complex neonatal condition at illness onset provides 
compelling direction for clinical interventions and their rigorous evaluation.

http://www.ncbi.nlm.nih.gov/pubmed/22223497

Bereaved parents’ perspectives on pediatric  
palliative care
Robert, R., et al.
J Soc Work End Life Palliat Care 2012; 8 (4): 316-338
This study’s goal was to describe and begin to understand the experience of bereaved parents whose 
deceased child had received pediatric oncology services at a tertiary comprehensive cancer center. 
Focus groups were conducted with parents whose children were age 10 years and older at the time 
of death. Potential participants were contacted by mail and telephone. Sessions were audiotaped 
and transcribed verbatim. The ATLAS.ti qualitative software program was used to identify and analyze 
dominant themes. Fourteen parents identified four major themes: standards of care, emotional care, 
communication, and social support. Bereaved parents discussed the challenges associated with 
institutional procedures and interpersonal aspects of care in anticipation of and following their child’s 
death. The results of these personal narratives may be used to guide care plans and deliver pediatric 
palliative and end-of-life interventions.

http://www.ncbi.nlm.nih.gov/pubmed/23194168
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Cancer-related sources of stress for children with 
cancer and their parents
Rodriguez, E. M., et al.
J Pediatr Psychol 2012; 37 (2): 185-197
OBJECTIVES: The current study examines reports and correlates of cancer-specific stressors in 
children with cancer and their parents. Measures Mothers (n = 191) and fathers (n = 95) reported on 
their own and their child’s stressors, general perceived stress, and posttraumatic stress symptoms. 
Children (n = 106) completed self-reports of their own stressors and posttraumatic stress symptoms. 
RESULTS: Mother and father self-reports were positively correlated, but mothers reported higher levels 
of stressors than fathers. Child and parent reports of children’s stressors were positively correlated, 
but parents rated physical effects as more stressful while children rated role-functioning stressors 
as more stressful. Parents’ and childrens’ reports of stressors were also positively associated with 
general perceived stress and posttraumatic stress symptoms. CONCLUSIONS: The findings extend 
research on stress in children with cancer and their parents, and may help inform research on risk and 
intervention in pediatric cancer populations.

http://www.ncbi.nlm.nih.gov/pubmed/21841187

Perinatal grief and support spans the generations: 
parents’ and grandparents’ evaluations of an 
intergenerational perinatal bereavement program
Roose, R. E. and C. R. Blanford
J Perinat Neonatal Nurs 2011; 25 (1): 77-85
PURPOSE: As perinatal loss, miscarriage, still birth, or neonatal death may result in signs and 
symptoms of grief in the entire family, perinatal bereavement programs (PBPs) should consider offering 
intergenerational services. The purpose of this program evaluation was to identify and evaluate 
siblings’ and grandparents’ utilization of a hospital-based PBP’s intergenerational support services and 
education offerings with regard to the entire family’s coping with the loss. METHODS: Written program 
evaluation surveys of parents and grandparents, with an opportunity for free response, along with 
parent phone follow-up, were utilized to evaluate whether a variety of inpatient/outpatient services for 
parents, siblings, and grandparents were useful to the entire family. RESULTS: Parents indicated that 
when siblings and grandparents were included in the PBP’s services and education offerings, utilization 
of the services was useful to the entire family. Furthermore, grandparents also found the utilization of 
the PBP’s intergenerational services to be useful in their own and their child’s coping with the loss. 
CONCLUSION: This program evaluation affirms the usefulness of the offering of intergenerational 
inpatient and outpatient services by PBPs for entire families.

http://www.ncbi.nlm.nih.gov/pubmed/21311274
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Neonatal end-of-life spiritual support care
Rosenbaum, J. L., et al.
J Perinat Neonatal Nurs 2011; 25 (1): 61-69; quiz 70-61
The death of an infant is a profound loss that may complicate, disrupt, or end relationships between 
parents; and lead to maladaptive grieving, long-term decreased quality of life, and symptoms related 
to psychological morbidity. Facing neonatal loss is frequently experienced as traumatic assault on 
parents’ spiritual and existential world of meaning. This article highlights the importance of supporting 
parents through loss by providing comprehensive care that focuses not only on the neonate’s physical 
needs, but also addresses parents’ and families’ spiritual, religious, and existential needs. Our objective 
is to increase practitioners’ awareness of spiritual and existential distress and to provide strategies to 
address such needs, particularly at the end of life.

http://www.ncbi.nlm.nih.gov/pubmed/21311271

“Am I going to die, aunt Deborah?”
Rushing, D. S.
J Christ Nurs 2012; 29 (2): 113-115
A nurse relays her experience with the death of her 10-year-old nephew, and offers resources for 
helping children and families facing death.

http://www.ncbi.nlm.nih.gov/pubmed/22480086

Differences on psychosocial outcomes between  
male and female caregivers of children with  
life-limiting illnesses
Schneider, M., et al.
J Pediatr Nurs 2011; 26 (3): 186-199
This secondary analysis of data examined the psychosocial outcomes of meaning in caregiving, 
self-esteem, optimism, burden, depression, spirituality, and posttraumatic growth in 273 parents 
caring for children with life-limiting illnesses to (a) determine if there were gender differences and 
(b) identify gender-specific correlations among these outcomes. Findings suggest that significant 
gender differences exist. Women reported higher average scores compared with men for meaning in 
caregiving, depression, burden, and posttraumatic growth and lower average scores for optimism. 
Correlations also revealed some significant differences. Health care professionals need to be aware of 
gender differences and tailor their interventions appropriately.

http://www.ncbi.nlm.nih.gov/pubmed/21601142
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Coping with the neonatal intensive care unit 
experience: parents’ strategies and views of  
staff support
Smith, V. C., et al.
J Perinat Neonatal Nurs 2012; 26 (4): 343-352
It is stressful for parents to have an infant in the neonatal intensive care unit (NICU). To better understand 
the parents’ experience and the role of staff, we examined parental reports of their NICU experiences, 
coping strategies, and views of the ways NICU staff supported them. Between June and July 2007, 
we interviewed 29 current and graduate parents from the study institution’s NICU. A trained researcher 
conducted all interviews, which were recorded and transcribed. This was a qualitative analysis of 
prospectively collected interview data. Parents used the following coping strategies: (1) participating in 
care of the child; (2) getting away from the NICU; (3) gathering information; (4) involvement of friends and 
family; and (5) engagement with other NICU parents. Staff can support the parents’ coping strategies 
in the following ways: (1) facilitating participation of the parents with the infant’s care; (2) emphasizing 
documentation of the infant’s progress; (3) demonstrating affection for the infant; (4) addressing 
concerns that make parents hesitant to leave the NICU; (5) providing accurate, consistent clinical 
information; (6) limiting unscheduled nonemergency phone calls; and (7) arranging voluntarily activities or 
programs in which parents whose infants have similar medical conditions may interact.

http://www.ncbi.nlm.nih.gov/pubmed/23111723

Long-term symptoms of depression and anxiety in 
mothers of infants with congenital heart defects
Solberg, O., et al.
J Pediatr Psychol 2011; 36 (2): 179-187
OBJECTIVE: To examine the relationship between the severity of infants’ congenital heart defects 
(CHD) and their mothers’ symptoms of depression and anxiety from pregnancy to 18 months 
postpartum. METHODS: Mothers of infants with mild, moderate, or severe CHD (n=162) and mothers 
(n=44,400) within the Norwegian Mother and Child Cohort Study were assessed with an eight-item 
short version (SCL-8) of the Hopkins Symptom Checklist-25 at the 30th week of gestation and at 
6 and 18 months postpartum. RESULTS: Only the postpartum mental health trajectory of mothers 
of infants with severe CHD deviated from the mental health trajectory of the cohort at 6 and 18 
months postpartum, showing significantly elevated levels of depression and anxiety symptoms. 
CONCLUSIONS: The results elucidate the relationship between infants’ CHD severity and maternal 
symptoms of depression and anxiety, possibly identifying a specifically vulnerable patient dyad in need 
of postoperative interventions.

http://www.ncbi.nlm.nih.gov/pubmed/20558484
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The psychosocial experience of parents receiving care 
closer to home for their ill child
Spiers, G., et al.
Health Soc Care Community 2011; 19 (6): 653-660
Current health policy in England regarding the management of childhood illness advocates for care to 
be delivered as close to home as possible. The aim of this article is to report findings from a qualitative 
component of a larger study evaluating models of care closer to home (CCTH) for children and young 
people who are ill. The focus is on parents’ psychosocial experience of receiving CCTH for their ill child. 
A qualitative case study design was used, with four Primary Care Trusts in England as the case study 
sites. In-depth, semi-structured interviews were conducted with 27 parents and one extended family 
caregiver of children using CCTH services within the case study sites. Interviews were conducted 
face-to-face and audio-recorded with permission. Data were collected in 2009. There was an overall 
preference for CCTH over hospital-based care where possible. The parents in this study experienced 
differing levels of responsibility as part of this care, and responded to this in different ways. Being 
supported emotionally and socially by practitioners was an important part of receiving CCTH for 
parents, especially when they had increased responsibility as part of this care. Developing relationships 
with practitioners appeared to be a medium through which parents received support. If the provision 
of CCTH continues to expand in line with current policy, provision of support for parents should be 
considered a fundamental aspect of service development.

http://www.ncbi.nlm.nih.gov/pubmed/21623985

Dealing with parents facing imminent death of their 
neonate: introducing palliative care in maternity wards 
and neonatal intensive care units
Storme, L. and I. de Mezerac
Bull Acad Natl Med 2010; 194 (6): 879-889; discussion 889-890
Following antenatal diagnosis of a lethal disorder, some parents are so overwhelmed by grief that 
therapeutic abortion is seen as the least traumatic option. However, the impending death and 
anticipated mourning create a particularly complex emotional situation. When faced with such dramatic 
circumstances, some parents seek to restore meaning to their parenthood by accompanying their baby 
through to the end of its life. Methods derived from hospice care may be appropriate in such situations, 
considering the unborn child as “a living being among the living “, pregnancy as the first chapter of 
every life, and death as a natural process. This approach, which may be adopted in maternity wards 
and neonatal intensive care units, requires the medical team to provide consistent information to 
the parents and to ensure their close involvement. These new parental demands must be clearly 
understood if they are to be met as effectively as possible.

http://www.ncbi.nlm.nih.gov/pubmed/21513125
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The lived experiences of parents of children diagnosed 
with cancer in Iran
Taleghani, F., et al.
Eur J Cancer Care (Engl) 2012; 21 (3): 340-348
Threatening nature of childhood cancer and the aggressiveness of prescribed treatments place 
enormous stress on the family of children suffering from cancer. This study was conducted to better 
understand the lived experiences of parents of children suffering from cancer and to document their 
account of such experiences. The aim of this research was to describe the lived experiences of parents 
of children diagnosed with cancer in Iran. This hermeneutic phenomenological study was conducted 
between June 2008 and May 2009. Data were generated from 15 parents using in-depth interviews 
to capture their experiences of having children with cancer. Analysis is based on the framework 
of Diekelmann enabled data interpretation and elaboration of shared themes. One constitutive 
pattern ‘Feeling trapped in the cancer dead end’ and four related themes, namely ‘Contradiction in 
reconciliation with situation’, ‘Doomed to accept’, ‘Isolation from others’ and ‘Devastated life’, were 
identified. The results of this study showed that parents feel as if they are trapped by their child’s 
disease. They are affected by several mental, social and familial issues while trying to tolerate their 
child’s illness and conform to the new order of life.

http://www.ncbi.nlm.nih.gov/pubmed/22077880

Addressing parental bereavement support needs at the 
end of life for infants with complex chronic conditions
Tan, J. S., et al.
J Palliat Med 2012; 15 (5): 579-584
INTRODUCTION: Health care providers’ understandings of parental bereavement needs before and 
in the acute period following the death of an infant with a complex chronic condition are based upon 
models that outline the process of grief and provide direction for possible points of intervention. These 
models do not address prospective factors along the illness trajectory that may contribute to the depth 
and debilitating nature of grief, and fail to clarify the influence of social structures on parents’ experience 
and construct of grief, loss, and mourning. The purpose of this study was to prospectively describe the 
bereavement experience of parents whose infants die in acute care settings with a complex chronic 
condition. METHODS: A longitudinal, qualitative, descriptive design was used to explore the process of 
parental bereavement. Extreme case sampling with variation on race, socioeconomic status, prenatal 
diagnosis, and multiple gestations was used to select 7 cases represented by over 72 narrative interviews 
with parents. RESULTS: Findings are organized into five broad categories: Having Expectations, 
Continuity of Care, Memory Making, Wide Network of Support, and Altruism. Themes under each 
category were developed based upon examples given in the parental interviews. CONCLUSION: This 
study provides an exploration of the complex and longitudinal nature of bereavement. Anticipatory 
support initiated prior to the death of an infant can help parents experience a smoother transition from 
caring for their very ill child to coping with the actual death event and its aftermath.

http://www.ncbi.nlm.nih.gov/pubmed/22512806
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Multi-sensory storytelling for persons with profound 
intellectual and multiple disabilities: an analysis of the 
development, content and application in practice
ten Brug, A., et al.
J Appl Res Intellect Disabil 2012; 25 (4): 350-359
BACKGROUND: Multi-sensory storytelling (MSST) books are individualized stories, which involve 
sensory stimulation in addition to verbal text. Despite the frequent use of MSST in practice, little 
research is conducted into its structure, content and effectiveness. This study aims at the analysis of 
the development, content and application in practice of the MSST books in persons with profound 
intellectual and multiple disabilities (PIMD). MATERIALS AND METHODS: Forty-nine persons with 
PIMD and their direct support person participated. We analysed if the books are constructed and read 
according to guidelines. Content and used stimuli were related to age. RESULTS: Of the books 84% 
were constructed according to guidelines. In just 1.3% of the sessions, the story was read as intended. 
Regarding content, 67.4% of the stories focused on daily life excursions. Tactile stimuli were used 
most. Age related to stimuli choice, but not to content. CONCLUSIONS: Although most books were 
properly constructed, guidelines were barely followed during reading which may negatively influence 
the effectiveness.

http://www.ncbi.nlm.nih.gov/pubmed/22711483

Cognitive-behavioral therapy for children with 
comorbid physical illness
Thompson, R. D., et al.
Child Adolesc Psychiatr Clin N Am 2011; 20 (2): 329-348
In addition to the usual developmental challenges, children and adolescents with chronic physical 
illness face psychosocial challenges that affect their quality of life. This review describes different 
aspects of coping with chronic physical illness in childhood and the empirical evidence examining 
the usefulness of cognitive-behavioral therapy (CBT) for the treatment of children and adolescents 
with chronic physical illnesses and related psychological comorbidities. Four diseases (diabetes, 
inflammatory bowel disease, cancer, and sickle cell disease) were chosen as model illnesses to 
demonstrate key CBT findings in more detail. Future research recommendations in this challenging 
population are also addressed.

http://www.ncbi.nlm.nih.gov/pubmed/21440859
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Factors affecting treatment choices in paediatric 
palliative care: comparing parents and health 
professionals
Tomlinson, D., et al.
Eur J Cancer 2011; 47 (14): 2182-2187
STUDY AIM: When children with cancer are no longer curable, parents often need to decide between 
further aggressive treatments or symptom relief alone. Objectives were to: (1) Describe and compare 
factors influencing parent and healthcare professional (HCP) decision-making regarding the choice 
between chemotherapy versus supportive care alone in paediatric palliative care; and (2) Describe how 
these factors influence this choice. METHODS: Participants included parents of children with cancer 
without a reasonable chance of cure and health care professionals in paediatric oncology. Respondents 
were asked to indicate the preferred option and to report what factors affected their choice. Each factor 
was then rated on an importance visual analogue scale (VAS) ranging from 0 to 10. The importance 
scales were compared between parents and HCPs and the influence of importance ratings on preferred 
option was examined. RESULTS: A total of 77 parents and 128 health care professionals participated. 
For parents the median importance scores for hope, increased survival time and child quality of life 
were rated as most important (VAS score=10). Parents rated these factors to be significantly more 
important than HCPs. Conversely, HCPs rated financial considerations more important than parents. 
For HCPs, stronger importance ranking for parent opinion was associated with stronger preference for 
aggressive chemotherapy. CONCLUSION: Hope, increased survival time and child quality of life are all 
more important factors to parents when decision-making at end-of-life compared to HCPs. Conversely, 
HCPs place greater emphasis on the families’ financial considerations than parents. Understanding 
these differences may aid in communication and improve end-of-life care for children with cancer.

http://www.ncbi.nlm.nih.gov/pubmed/21669517

Concordance between couples reporting their child’s 
quality of life and their decision making in pediatric 
oncology palliative care
Tomlinson, D., et al.
J Pediatr Oncol Nurs 2011; 28 (6): 319-325
In children 18 years and younger with cancer and no reasonable chance for cure the authors used a 
cross-sectional study design to (1) describe concordance between fathers’ and mothers’ evaluation 
of quality of life (QoL) and (2) determine parental correlation for how factors such as hope, anticipated 
QoL, and prolonged survival time influence decisions between supportive care alone versus aggressive 
chemotherapy. Both parents of 13 children performed PedsQL 4.0 Generic Core Scales, Acute Cancer 
Module, and Multidimensional Fatigue Scale. Concordance was assessed using intraclass correlation 
coefficient (ICC). Parents reported preferences of supportive care versus aggressive chemotherapy in 
a hypothetical scenario and rated factors that influenced decision making. Concordance was variable 
across QoL domains, better for physical health (ICC = 0.46), nausea (ICC = 0.61), general fatigue (ICC 
= 0.50), and sleep/rest fatigue (ICC = 0.76). Correlation was variable between parents on the influence 
of factors on their decision, with particularly poor correlation for importance of hope (r = -0.24). Variable 
concordance was reported between parental assessment of child QoL and factors influencing their 
decision making, suggesting parents may have different perspectives in decision making and that 
understanding both is important in clinical care.

http://www.ncbi.nlm.nih.gov/pubmed/22194144
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Dying matters, faith matters: the role of chaplains at 
the end of life
Turner, S.
Int J Palliat Nurs 2011; 17 (4): 161-162.

http://www.ncbi.nlm.nih.gov/pubmed/21537316

The use of telemedicine in pediatric psychology: 
research review and current applications
Van Allen, J., et al.
Child Adolesc Psychiatr Clin N Am 2011; 20 (1): 55-66
Several novel technologies have long been used in pediatric psychology. From using electronic pill-
count bottles to track child adherence to pill-taking regimens to using bed alarms for night time 
enuresis, psychologists have relied on technology in their work with children who are ill. Much of the 
recent technology literature in pediatric psychology has focused on the use of the Internet and other 
Web-based technologies. This article thoroughly reviews the literature regarding telehealth in the field 
of pediatric psychology, more specifically the application of televideo or teleconferencing in various 
populations of children and adolescents with chronic illnesses, followed by the authors’ clinical and 
research applications of telehealth in pediatric psychology. The review concludes with a summary of 
study findings and future directions in the field for clinicians and researchers alike.

http://www.ncbi.nlm.nih.gov/pubmed/21092912

Psychological functioning of siblings in families of 
children with chronic health conditions:  
a meta-analysis
Vermaes, I. P., et al.
J Pediatr Psychol 2012; 37 (2): 166-184
OBJECTIVE: The aim of this meta-analysis was to provide an up-to-date review of the literature to 
enhance our understanding of how chronic health conditions (CHCs) affect siblings, both positively and 
negatively. METHODS: PsycINFO and Medline were systematically searched. Inclusion criteria were 
as follows: (a) peer-reviewed, empirical research report; (b) sample n >/= 10; and (c) reports statistics 
on siblings’ internalizing problems, externalizing problems, and/or positive self-attributes. RESULTS: 
Overall, there was a significant small negative effect of CHCs on siblings (d(+) = -.10). Siblings of 
children with CHCs had more internalizing problems (d(+) = .17), more externalizing problems (d(+) 
= .08), and less positive self-attributes (d(+) = -.09) than comparisons. Older siblings and siblings 
of children with life-threatening and/or highly intrusive CHCs were more at risk for psychological 
problems. CONCLUSIONS: This study identified several mechanisms through which CHCs affect 
siblings. Future research should focus on parent-child dynamics and the longitudinal development of 
positive self-attributes and internalizing problems as well as on identifying what works in services for 
siblings of children with CHCs.

http://www.ncbi.nlm.nih.gov/pubmed/21994420
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Born after infant loss: the experiences  
of subsequent children
Warland, J., et al.
Midwifery 2011; 27 (5): 628-633
OBJECTIVE: to gain an in-depth understanding of subsequent children’s experiences of being born into 
and raised in a family following an infant death. DESIGN: an exploratory qualitative study. SETTING: 
semi-structured interview in the participants’ homes. Data were collected over a five-month period in 
2009 and analysed using thematic analysis. PARTICIPANTS: a purposive sample of 10 subsequent 
children (five boys and five girls) was used. Children whose parents had accessed the support services 
offered by two bereavement support agencies were recruited. Participants were asked to describe 
their experiences of being a subsequent child. Interviews were conducted when the subsequent child 
was at least 13 years of age. FINDINGS: all participants spent time describing how they felt about 
being a subsequent child. They described how they had experienced life as a subsequent child, how 
they considered others felt about them (especially their mother), and finally how they felt about their 
deceased sibling. KEY CONCLUSIONS AND IMPLICATIONS FOR PRACTICE: all participants in this 
study provided a picture of emotional well-being. They were aware of their family history, and all 
appreciated the grief and loss which their parents had suffered. However, they did not believe that this 
had impacted negatively on them; rather, most talked about positive effects including feeling loved 
and special because of the circumstances resulting in their birth. Even those who recognised that they 
may not have been born had their sibling lived accepted this and appeared to be emotionally secure 
and well adjusted. These findings suggest that intervention with bereaved parents at the time of the 
perinatal/infant death and soon after is beneficial to the experiences of the subsequent child. Further 
research to determine the nature and extent of this benefit is warranted.

http://www.ncbi.nlm.nih.gov/pubmed/20702010

Parenting paradox: parenting after infant loss
Warland, J., et al.
Midwifery 2011; 27 (5): e163-169
OBJECTIVE: to gain an in-depth understanding of the parenting experiences of bereaved parents 
in the years following an infant death. DESIGN: an exploratory qualitative study. SETTING: semi-
structured interview in the participants’ homes. Data were collected over a five-month period in 
2008 and analysed using thematic analysis. PARTICIPANTS: a purposive sample of 13 bereaved 
parents (10 mothers and three fathers) was used. Parents who had accessed the support services 
offered by two bereavement support agencies were recruited. Participants were asked to describe 
their experiences of raising their subsequent child. Interviews were conducted when the next born 
child was at least three years of age. FINDINGS: the parents described a ‘paradoxical’ parenting 
style where they were trying to parent using two diametrically opposed unsustainable options. For 
example, they described trying to hold their subsequent child emotionally close but aloof at the same 
time. KEY CONCLUSIONS AND IMPLICATIONS FOR PRACTICE: the results from this study indicate 
that the impact of a loss of an infant has far-reaching consequences on subsequent parenting. 
Support and early intervention at the time of the stillbirth and subsequent pregnancy are likely to be 
useful. However, further research is required to determine the extent to which early intervention can 
alter the tendency towards bereaved parents adopting a paradoxical parenting style. The impact of 
this style on mental health and the emotional health and well-being of the next born child/ren after 
perinatal loss should also be further examined.

http://www.ncbi.nlm.nih.gov/pubmed/20392551
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Parental liminality: a way of understanding the early 
experiences of parents who have a very preterm infant
Watson, G.
J Clin Nurs 2011; 20 (9-10): 1462-1471
AIM: The aim of this study was to explore the early experiences of parents who have a very preterm 
infant. BACKGROUND: Very preterm infants are physiologically ill-prepared for extra-uterine life, 
but a greater number now survive birth and the postnatal period. The complex needs of the very 
preterm infant are met in the technological environment of the neonatal intensive care area, separating 
parents, physically and psychologically from their very preterm infant. Studies exploring the parental 
experience have identified parental stress; lowly parental status and attachment issues as areas of 
concern. However, there is little understanding about the early parental experience. DESIGN: This 
study used a phenomenological interpretive design. METHODS: Ethical approval to conduct this study 
using two study centres was obtained. An interpretive interactionist approach guided this study. Data 
were collected from three sources: 20 parents of very preterm infants, five senior neonatal nurses 
and seven neonatal intensive care nurses. Purposive sampling was used for the first and second 
sources, and data were collected through semi-structured interviews. The third source of data occurred 
opportunistically through one focus group. ANALYSIS: Analysis involved constant comparative analysis. 
RESULTS: Crisis, uncertainty and powerlessness, properties of liminality framed this early complex 
parental transition. It is argued that the overarching theme of parental liminality best framed the parental 
physical, psychological and social experiences. CONCLUSION: This qualitative interpretive study 
identified that parents of very preterm infants experienced many crises, uncertainty and powerlessness 
in their transition to parenthood, making them liminal people. RELEVANCE TO CLINICAL PRACTICE: 
Parental liminality provides a means of conceptualising the early experiences of parents of very preterm 
infants, providing practitioners, at strategic and operational levels, with the means of developing 
supporting interventions in the early stages of transition for parents of very preterm infants. Such 
support could mediate parent-infant relationships.

http://www.ncbi.nlm.nih.gov/pubmed/21492286
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The multidimensionality of spiritual wellbeing: peace, 
meaning, and faith and their association with quality 
of life and coping in oncology
Whitford, H. S. and I. N. Olver
Psychooncology 2012; 21 (6): 602-610
OBJECTIVE: This study explored associations between the recently proposed three-factor structure of 
the 12-item Functional Assessment of Chronic Illness Therapy-Spiritual Well-being (FACIT-Sp) subscale 
(Peace, Meaning, and Faith), quality of life (QoL), and coping in an oncology population. METHODS: 
A total of 999 newly diagnosed, study eligible, consecutive cancer patients completed the FACIT-
Sp and the Mental Adjustment to Cancer (MAC) scale. RESULTS: Hierarchical multiple regressions 
revealed that Peace alone added 3% to the prediction of QoL and accounted for 15.8% of the overlap 
in Total Functional Assessment of Cancer Therapy--General (FACT-G) scores (both p<0.001). Meaning 
alone added 1.3% to QoL prediction and accounted for 5.8% in overlap (both p<0.001). Faith did not 
significantly contribute to the unique prediction or overlap of QoL. Correlational analyses revealed that 
Peace was most prominently associated with the QoL subscales of Functional (r = 0.64) and Emotional 
Wellbeing (r = 0.61) and the coping styles of Helpless/Hopeless (r = -0.53), Fighting Spirit (r = 0.47), and 
Anxious Preoccupation (r = -0.34). Meaning was also highly associated with Functional Wellbeing (r = 
0.56), Helpless/Hopeless (r = -0.53), and Fighting Spirit (r = 0.54), but in addition, Social Wellbeing (r = 
0.49). CONCLUSIONS: The three-factor model of spiritual wellbeing appears psychometrically superior 
to previous models as it further discriminates between which components are most highly associated 
with improved QoL facets and coping styles. This study provides normative data on newly diagnosed 
patients with cancer and further highlights the clinical contribution of such detailed assessment.

http://www.ncbi.nlm.nih.gov/pubmed/21370313

The impact of child tube feeding on maternal 
emotional state and identity: a qualitative  
meta-analysis
Wilken, M.
J Pediatr Nurs 2012; 27 (3): 248-255
Literature on mothers’ acceptance of their children’s tube feeding is heterogeneous. When a child is fed 
via gastrostomy, parents may report higher quality of life and higher stress levels. Qualitative research 
suggests that tube feeding can conflict with fundamental expectations about the mothering role. In this 
qualitative meta-analysis, parental statements from various studies have been excerpted and theory-
based analyzed. Data suggest that feeding a child orally is not only an important aspect of mothering 
but also a key element for the development of a motherhood identity. Nonoral feeding often results in 
psychological stress and a struggle to negotiate the motherhood identity successfully and may result in 
traumatization of the mother. Preventive psychological guidance is recommended to decrease the risk 
of posttraumatic stress disorder in mothers and disturbances in the mother-child relationship and to 
assist in maternal coping with a child’s feeding disorder.

http://www.ncbi.nlm.nih.gov/pubmed/22525813
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How families of children with complex care needs 
participate in everyday life
Woodgate, R. L., et al.
Soc Sci Med 2012; 75 (10): 1912-1920
While we have some understanding of the impact caring for children with complex care needs has on 
families, little is known about how these families experience participation. This longitudinal qualitative 
study aimed to extend our limited understanding of how the changing geographies of care influence 
the ways that Canadian families with children with complex care needs participate in everyday life. The 
findings in this article focus on parents’ conceptualizations of participation including their perspectives 
of participation involving themselves, their children, and their family unit. Sixty-eight parents from 40 
families took part in the study. Conradson’s (2005) conceptualization of therapeutic landscapes that 
focuses on the relational dimensions of the self-landscape encounter guided the study. Data collection 
methods included ethnographic methods of interviewing and photovoice. As a summary of their 
views, parents within this study described participation as a dynamic and reciprocal social process 
of involvement in being with others. For participation in everyday life to be meaningful, the attributes 
of choice, safety, acceptance, accessibility, and accommodation had to be present. Participation 
was valued by parents because it resulted in positive outcomes. Overall, meaningful participation 
contributed to them and their children having a life. Having a life referred to being involved in a place 
where families feel that they belong, are accepted, and are able to contribute to the landscape they 
participate in. The decision to choose to participate became contingent upon the availability of 
resources and the parents’ ability to harness them. Harnessing resources referred to the work parents 
must do to get the necessary resources to make it possible for them and their children to have a life. 
Having a life for parents required significant physical, mental, psychological and spiritual work by 
parents. At times the personal resources of parents were so taxed that the possibility for meaningful 
participation was something less than what they desired. The families’ stories raise questions 
of societal obligations to promote meaningful participation. This study lends support for further 
improvements that may enrich the lives of families with children with complex care needs.

http://www.ncbi.nlm.nih.gov/pubmed/22901669

Systematic review of the literature: parental outcomes 
after diagnosis of fetal anomaly
Wool, C.
Adv Neonatal Care 2011; 11 (3): 182-192
Advancing technology has made detecting fetal abnormalities in the first and second trimesters a 
reality. Few families are prepared for the difficult decisions that must be made if their unborn children 
are diagnosed with a life-limiting condition. Expectant parents are compelled to make decisions on 
the basis of limited options. A systematic review of the literature is presented with an aim to inform 
clinicians of parental experiences and outcomes after diagnosis of a fetal anomaly. The review focused 
on patients given a diagnosis for fetal anomalies for the 40-year period from 1970 to 2010 by using the 
key words such as fetal anomaly, congenital malformations, pregnancy termination, perinatal palliative 
care, and perinatal hospice. Regardless of the option taken, women often experienced intense grief 
reactions. Both giving birth to a child with a life-limiting condition and termination of pregnancy for 
fetal anomaly can be emotionally traumatic life events, both associated with psychological morbidity. 
Nonaggressive obstetric management, allowing natural birth without life-sustaining therapeutics, is an 
option for families. Couples presented with a coordinated perinatal palliative care model may opt to 
continue their pregnancy. Families who experienced perinatal hospice/palliative care report positive 
feedback, but more research is needed to explore the psychological outcomes of this choice.

http://www.ncbi.nlm.nih.gov/pubmed/21730912
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Parental anxiety and stress during children’s 
hospitalisation: the StayClose study
Wray, J., et al.
J Child Health Care 2011; 15 (3): 163-174
The aims of this pilot study were to assess anxiety and stress in parents of children admitted to 
hospital and identify influencing factors, and assess the feasibility and acceptability of the methodology 
to parents and hospital staff. Parents of 28 children hospitalised for at least 3 days completed 
questionnaires assessing psychological functioning after admission, 16 and 13 of whom completed 
questionnaires at discharge and 3 months after discharge, respectively. Almost two-thirds of parents 
scored in the borderline/clinical range for anxiety at baseline and discharge. Higher anxiety scores 
were associated with the use of self-blame, lower optimism scores, higher levels of illness-related 
uncertainty and a greater number of previous hospital stays. Three months after discharge, 38% had 
borderline/clinical levels of anxiety, with scores significantly correlated with those at baseline and 
discharge. Although parents were willing to participate, and the questionnaires were acceptable, this 
pilot study identified some practical and logistical difficulties that will be addressed in the next phase of 
the study. Parents experience substantial stress and anxiety when their child is hospitalised. Screening 
for those at high risk for anxiety and implementing interventions to reduce uncertainty and maladaptive 
coping strategies may be beneficial.

http://www.ncbi.nlm.nih.gov/pubmed/21917594

A systematic review of issues around antenatal 
screening and prenatal diagnostic testing for genetic 
disorders: women of Asian origin in western countries
Yu, J.
Health Soc Care Community 2012; 20 (4): 329-346
Antenatal screening has become standard practice in many countries. However, not all pregnant 
women choose to be tested. In the UK, the incidence of some birth defects is found to be higher 
in babies of Asian women than in those of women from other ethnic groups, while there is some 
evidence suggesting that ethnic minorities, especially Asian women, are less likely to undergo antenatal 
screening and prenatal diagnosis, the reasons for which are unclear. This study aims to identify and 
describe the literature on issues around antenatal screening and prenatal diagnostic testing for genetic 
disorders among women of Asian descent in western countries. The Medline, CINAHL, ASSIA and 
PsycInfo databases were searched for the period of 1995 and 2010. Twenty-one studies met the 
inclusion criteria and were therefore reviewed. In general, Asian women were found to hold favourable 
attitudes towards testing. However, they reported a poorer understanding of testing than white women 
and not being offered a test, and were less able to make informed choices. Asian women in the UK 
and Australia were found to be less likely than their white counterparts to have undergone prenatal 
diagnosis, while such differences were not found in the USA and Canada. The equity of access to 
quality antenatal care, alongside comprehensive well thought out antenatal screening programmes, can 
be assured if strategies are in place which actively involve all ethnic groups and take account of social 
and cultural appropriateness for the population served. An understanding of broad factors that inform 
women’s decision-making on test uptake would help health professionals provide women and their 
families with more culturally sensitive information and support that they may additionally need to make 
more informed choices.

http://www.ncbi.nlm.nih.gov/pubmed/22067008
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The needs of parents with children suffering from 
lethal epidermolysis bullosa
Yuen, W. Y., et al.
Br J Dermatol 2012; 167 (3): 613-618
BACKGROUND: Some subtypes of the heterogeneous genetic blistering disease epidermolysis bullosa 
(EB) lead to lethality in childhood. The severity and extent of blistering leaves these patients living in 
excruciating pain and distress their entire lives. Parents of these patients experience some specific 
problems, such as the unfamiliarity of EB amongst healthcare professionals and the suffering and 
loss of their child. OBJECTIVE: To identify the needs of parents who have lost their child to lethal EB. 
METHODS: A qualitative study was performed, comprising semistructured, in-depth interviews with 
16 parents. The transcripts were analysed and common themes were identified. RESULTS: Parents 
indicated that they have the need (i) for a fast and correct referral to a specialized EB clinic, (ii) to be 
informed as honestly as possible about the diagnosis and lethal prognosis, (iii) to have a structured 
network of caregivers in the palliative care, (iv) to be involved in the care and the medical decisions 
involving their child, (v) to be informed about the end of life and to discuss euthanasia, (vi) for guidance 
and to have remembrances of their child, and (vii) for genetic counselling. CONCLUSIONS: Our job as 
healthcare professionals is to provide the best care not only for children suffering from lethal EB, but 
also for their parents. In this study, parents have provided us with some guidelines to care for them. 
However, it is important to keep in mind that every parent is different, and that the guidance should be 
tailored to their individual needs.
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