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Synopsis August 2019 

01/09/2018 – 28/02/2019 
Synopsis Editor’s Picks 

We set out here 30 of the favourite articles from this edition of Synopsis as selected by our editorial 
team.  

Aidoo, E. and Rajapakse, D. (2018). "End of life care for infants, children and young people with life-limiting 
conditions: planning and management: the NICE guideline 2016." Arch Dis Child Educ Pract Ed 103(6): 296-299. 
Section: Education, Professional Development and Research 
Editor’s comment: This is a practical article in response to the NICE guidelines on end of life care for children. It’s 
important as it helps to support putting this guidance into practice.  
https://www.ncbi.nlm.nih.gov/pubmed/29434021  

Beecham, E., Langner, R., Hargrave, D. and Bluebond-Langner, M. (2019). "Children's and Parents' 
Conceptualization of Quality of Life in Children With Brain Tumors: A Meta-Ethnographic Exploration." Qual 
Health Res 29(1): 55-68. 
Section: Psychosocial and Family Issues 
Editor’s comment: This article uses meta-ethnography (a systematic approach to synthesising qualitative research) to 
explore the understanding of children, young people with brain tumours, their parents and health professionals of the 
term ‘Quality of Life’.   It proposes a conceptual model with ‘Normalcy’ (a new normal) as a key concept rather than 
the more common health-related quality of life.  
https://www.ncbi.nlm.nih.gov/pubmed/30043679  

Bryan, G., Bluebond-Langner, M., Kelly, D., Kumpunen, S., Oulton, K. and Gibson, F. (2019). "Studying Children's 
Experiences in Interactions with Clinicians: Identifying Methods Fit for Purpose." Qual Health Res 29(3): 393-403. 
Section: Education, Professional Development and Research 
Editor’s comment: This study analyses 5 commonly used activities in research with children to draw out their 
perspectives on their care and treatment, including the "Draw and Write" technique, a sticker activity, a paper-person 
exercise, informal interviews, and participant observation. Each of these methods was examined with regard to ease 
of use, data generation, and utility. 
https://www.ncbi.nlm.nih.gov/pubmed/30270755  

Butler, A. E., Hall, H. and Copnell, B. (2018). "Bereaved parents' experiences of research participation." BMC Palliat 
Care 17(1): 122. 
Section: Psychosocial and Family Issues 
Editor’s comment: In this research, bereaved parents were asked to reflect on their experiences of research 
participation, with a focus on recruitment methods, timing of research contact, and the location of their interview. 
Despite being emotionally difficult, parents' overall experiences of research participation were positive, with an 
overall preference for an opt-in approach with initial contact by letter within 12-24 months of their child's death.  
https://www.ncbi.nlm.nih.gov/pubmed/30404631  

Buxton, D. and Vest, T. R. (2018). "Social Media Consequences of Pediatric Death." Child Adolesc Psychiatr Clin N 
Am 27(4): 599-605. 
Section: Psychosocial and Family Issues 
Editor’s comment: Interesting article which provides useful insight for care professionals on how social media is used, 
especially by children and young people, during their illness, after death, and in the bereavement process. 
https://www.ncbi.nlm.nih.gov/pubmed/30219221  
Cole, M. A. and Foito, K. (2019). "Pediatric End-of-life Simulation: Preparing the Future Nurse to Care for the 
Needs of the Child and Family." J Pediatr Nurs 44: e9-e12. 

https://www.ncbi.nlm.nih.gov/pubmed/29434021
https://www.ncbi.nlm.nih.gov/pubmed/30043679
https://www.ncbi.nlm.nih.gov/pubmed/30270755
https://www.ncbi.nlm.nih.gov/pubmed/30404631
https://www.ncbi.nlm.nih.gov/pubmed/30219221
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Section: Education, Professional Development and Research 
Editor’s comment:  This article explores the use of a simulation model in undergraduate paediatric nurse education to 
provide an experience of caring for a dying child and family including developing self-awareness of their own 
emotions and thoughts when faced with a pediatric death and how these might impact on a family. 
https://www.ncbi.nlm.nih.gov/pubmed/30266527  

DeCourcey, D. D., Silverman, M., Oladunjoye, A. and Wolfe, J. (2019). "Advance Care Planning and Parent-
Reported End-of-Life Outcomes in Children, Adolescents, and Young Adults With Complex Chronic Conditions." 
Crit Care Med 47(1): 101-108. 
Section: Outcomes and Instruments 
Editor’s comment: This study shines a light o the outcome of advance care planning with children, adolescents, and 
young adults with complex chronic conditions.  It evaluates whether advance care planning and assessment of 
specific family considerations were associated with differences in parent-reported end-of-life outcomes.  
https://www.ncbi.nlm.nih.gov/pubmed/30303834  

Downing, J., Namisango, E. and Harding, R. (2018). “Outcome measurement in paediatric palliative care: lessons 
from the past and future developments.” Ann Palliat Med 7(Suppl 3): S151-s163. 
Section: Outcomes & instruments 
Editor’s comment: This paper reviews relevant outcomes and quality measures in PPC, the current state of science on 
outcome measurement for children and young people with life-limiting and life-threatening conditions and the 
development of the African Children’s Palliative Outcome Scale which is a key milestone in the journey towards 
developing robust outcome measures for PPC. 
https://www.ncbi.nlm.nih.gov/pubmed/30180720  

Dutta, O., Tan-Ho, G., Choo, P. Y. and Ho, A. H. Y. (2018). "Lived experience of a child's chronic illness and death: A 
qualitative systematic review of the parental bereavement trajectory." Death Stud, 
10.1080/07481187.2018.1503621: 1-15. 
Section: Psychosocial and Family Issues 
Editor’s comment:  This article seeks to understand the lived experience of parents who have lost their child to a 
chronic life-limiting condition.  Thematic synthesis was used to categorise findings into 13 themes that were further 
organized into a four-phase trajectory of parental bereavement, with practical recommendations for enhancing 
parental bereavement support services. 
https://www.ncbi.nlm.nih.gov/pubmed/30285557 

Ekberg, S., Bradford, N. K., Herbert, A., Danby, S. and Yates, P. (2018). “Healthcare Users’ Experiences of 
Communicating with Healthcare Professionals About Children Who Have Life-Limiting Conditions: A Qualitative 
Systematic Review.” J Palliat Med 21(10): 1518-1528. 
Section: Psychosocial and Family Issues 
Editor’s comment:  This study synthesises published qualitative research to explore healthcare users' experiences of 
communicating with healthcare professionals about children with life-limiting conditions. Findings were that 
healthcare users typically value communication with healthcare professionals: that (1) is open and honest, (2) 
acknowledges emotion, (3) actively involves healthcare users, and (4) occurs within established and trusting 
relationships. 
https://www.ncbi.nlm.nih.gov/pubmed/29762072 

Gaucher, N., Humbert, N. and Gauvin, F. (2018). "What Do We Know About Pediatric Palliative Care Patients 
Consulting to the Pediatric Emergency Department?" Pediatr Emerg Care, 10.1097/pec.0000000000001620. 
Section: Services for Children and Families 
Editor’s comment: This study reviews charts of children with life-limiting conditions who have attended A&E and as 
might be expected found that often paediatric palliative care patients often present to A&E acutely ill, often at their 
end of life, and that goals of care are not always discussed.  
https://www.ncbi.nlm.nih.gov/pubmed/30256320 

https://www.ncbi.nlm.nih.gov/pubmed/30266527
https://www.ncbi.nlm.nih.gov/pubmed/30303834
https://www.ncbi.nlm.nih.gov/pubmed/30180720
https://www.ncbi.nlm.nih.gov/pubmed/30285557
https://www.ncbi.nlm.nih.gov/pubmed/29762072
https://www.ncbi.nlm.nih.gov/pubmed/30256320
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Ghirotto, L., Busani, E., Salvati, M., Di Marco, V., Caldarelli, V. and Artioli, G. (2019). "Researching children's 
perspectives in pediatric palliative care: A systematic review and meta-summary of qualitative research." Palliat 
Support Care 17(1): 107-118. 
Section: Education, Professional Development and Research 
Editor’s comment: The aim of this article is to understand the contribution of previous qualitative research on 
paediatric palliative care that includes the voices of children. This is an important issue and good to see a systematic 
review on it.  
https://www.ncbi.nlm.nih.gov/pubmed/29808788 

Harrop, E. J., Boyce, K., Beale, T. and Brombley, K. (2018). "Fifteen-minute consultation: Developing an advance 
care plan in partnership with the child and family." Arch Dis Child Educ Pract Ed 103(6): 282-287. 
Section: Education, Professional Development and Research  
Editor’s comment: Important and topical.  This paper gives practical guidance about the importance of good advance 
care planning and includes the insight of two bereaved parents.  My top pick! 
https://www.ncbi.nlm.nih.gov/pubmed/29574420  

Harrop, E., Jamieson, L., Choy, T. H., Ho, W. H. P. and Wong, I. C. K. (2018). "Barriers to the use of buccal and 
intranasal fentanyl for breakthrough pain in paediatric palliative care: an exploratory survey." BMJ Support Palliat 
Care 8(3): 355-356. 
Section: Pain and Symptoms 
Editor’s comment: It’s important to know what is preventing the use of these preparations to inform better symptom 
control.  
https://www.ncbi.nlm.nih.gov/pubmed/28801316  

Hyslop, S., Sung, L., Stein, E., Dupuis, L. L., Spiegler, B., Vettese, E. and Tomlinson, D. (2018). "Identifying 
symptoms using the drawings of 4-7year olds with cancer." Eur J Oncol Nurs 36: 56-61. 
Section: Pain and Symptoms 
Editor’s comment: The aim of this study was to describe how children with cancer, aged 4-7 years, express their 
symptoms through drawings and concludes that it can help initiate communication regarding how they feel, and 
develop rapport between the interviewer and children. 
https://www.ncbi.nlm.nih.gov/pubmed/30322510  

Krikheli, L., Mathisen, B. A. and Carey, L. B. (2018). "Speech-language pathology in paediatric palliative care: A 
scoping review of role and practice." Int J Speech Lang Pathol 20(5): 541-553. 
Section: Education, Professional Development and Research 
Editor’s comment:  This review seeks to clarify the role and scope of speech-language pathologists in children’s 
palliative care.  Roles identified included management of communication, feeding, upper-airway and oral health as 
well as a role within a multidisciplinary PPC team.  This is an issue we come across a lot, so good to see an article 
devoted to this. 
https://www.ncbi.nlm.nih.gov/pubmed/28665209  

Menahem, S., Samson, T. and Shvartzman, P. (2018). "Next of Kin's Notification of Patient's Death: A Qualitative 
and Quantitative Preliminary Analysis." Am J Hosp Palliat Care 35(11): 1402-1408. 
Section: Education, Professional Development and Research 
Editor’s comment: This study assessed 153 phone calls from next of kin notifying the treating medical team that their 
relative had died.  They notified either directly (using specific words such as ‘died’) or indirectly (using words like ‘it’s 
over’). 30% of callers expressed doubt or uncertainty and 20% expressed emotions.  This is an important subject that 
I’ve not seen much written about.  
https://www.ncbi.nlm.nih.gov/pubmed/29660992  

Namisango, E., Bristowe, K., Allsop, M. J., Murtagh, F. E. M., Abas, M., Higginson, I. J., Downing, J. and Harding, R. 
(2019). "Symptoms and Concerns Among Children and Young People with Life-Limiting and Life-Threatening 
Conditions: A Systematic Review Highlighting Meaningful Health Outcomes." Patient 12(1): 15-55. 
Section: Outcomes and Instruments 

https://www.ncbi.nlm.nih.gov/pubmed/29808788
https://www.ncbi.nlm.nih.gov/pubmed/29574420
https://www.ncbi.nlm.nih.gov/pubmed/28801316
https://www.ncbi.nlm.nih.gov/pubmed/30322510
https://www.ncbi.nlm.nih.gov/pubmed/28665209
https://www.ncbi.nlm.nih.gov/pubmed/29660992
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Editor’s comment:  This systematic review prioritises issues that matter to children and their families to inform the 
development of a health outcomes framework. As well as identifying 5 priority themes, it also highlights the gaps in 
research - of the 81 studies included, most (n = 68) were from high-income countries and focussed on young people 
with cancer (n = 58). Young people did not contribute in 30% of studies.   
https://www.ncbi.nlm.nih.gov/pubmed/30361884  

Noyes, J., Pritchard, S., Pritchard, A., Bennett, V. and Rees, S. (2018). "Conflicting realities experienced by children 
with life-limiting and life-threatening conditions when transitioning to adult health services." J Adv Nurs 74(12): 
2871-2881. 
Section: Services for Children and Families 
Editor’s comment: An interesting study which explores the cultural and practical differences experienced by young 
people and parents when transitioning from children's to adult services.  Six conflicting realities are identified. 
https://www.ncbi.nlm.nih.gov/pubmed/30047155 

Pieper, L., Wager, J. and Zernikow, B. (2018). "Intranasal fentanyl for respiratory distress in children and 
adolescents with life-limiting conditions." BMC Palliat Care 17(1): 106. 
Section: Pain and Symptoms 
Editor’s comment: This study used a retrospective chart review to analyse 70 cases of acute attack of respiratory 
disease in children with life-limiting conditions in order to describe the circumstances of the use of intranasal fentanyl 
and to describe outcomes and adverse events after its use. Intranasal fentanyl may be a safe and effective 
medication for the treatment of acute attacks of respiratory distress in children with life-limiting conditions.  
https://www.ncbi.nlm.nih.gov/pubmed/30200942  

Renton, K., Mayer, A. T., Alison, L. and Yeomanson, D. (2018). "Factors associated with place of death for children 
in South Yorkshire: a retrospective cohort study." BMJ Support Palliat Care, 10.1136/bmjspcare-2018-001584. 
Section: Epidemioloy and Pathology 
Editor’s comment: This study looks at 2008-15 Child Death Overview Panel data to describe trends in place of death 
for children in South Yorkshire (748 deaths). Excluding neonatal deaths (which accounted for 46% of the total), 58% 
were 'expected' and of these 19% died in home, 19% died in hospice and 61% died in hospital. This was significantly 
different from comparable national data which showed considerably more hospital deaths. There was no significant 
change in POD over time.  
https://www.ncbi.nlm.nih.gov/pubmed/30446488  

Shay, L. A., Schmidt, S., Cornell, S. D. and Parsons, H. M. (2018). ""Making My Own Decisions Sometimes": A Pilot 
Study of Young Adult Cancer Survivors' Perspectives on Medical Decision-Making." J Cancer Educ 33(6): 1341-
1346. 
Section: Psychosocial and Family issues 
Editor’s comment: A nice way of exploring the reflections of young people with cancer about their experiences and 
preferences in relation to their involvement in decision-making about their care. 
https://www.ncbi.nlm.nih.gov/pubmed/28752237 

Slater, T., Hughes, G., Lumsden, D. E. and Laddie, J. (2019). "Management of dystonia in paediatric palliative care." 
Arch Dis Child 104(1): 102-103.  
Section: Outcomes and Instruments 
Editor’s comment: Dystonia is a difficult area of symptom management on which children’s palliative care doctors are 
often asked to advise.   Practice in this area is changing and collaboration with paediatric neurologists is really 
important.   
https://www.ncbi.nlm.nih.gov/pubmed/29769175 

Smith, N. R., Bally, J. M. G., Holtslander, L., Peacock, S., Spurr, S., Hodgson-Viden, H., Mpofu, C. and Zimmer, M. 
(2018). "Supporting parental caregivers of children living with life-threatening or life-limiting illnesses: A Delphi 
study." J Spec Pediatr Nurs 23(4): e12226. 
Section: Psychosocial and Family Issues 

https://www.ncbi.nlm.nih.gov/pubmed/30361884
https://www.ncbi.nlm.nih.gov/pubmed/30047155
https://www.ncbi.nlm.nih.gov/pubmed/30200942
https://www.ncbi.nlm.nih.gov/pubmed/30446488
https://www.ncbi.nlm.nih.gov/pubmed/28752237
https://www.ncbi.nlm.nih.gov/pubmed/29769175
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Editor’s comment: The purpose of this Delphi study was to gather opinions from parents and care providers about the 
processes essential to parental hope to increase understanding of support needs.  Eight major themes were 
identified. 
https://www.ncbi.nlm.nih.gov/pubmed/30369020 

Superdock, A. K., Barfield, R. C., Brandon, D. H. and Docherty, S. L. (2018). "Exploring the vagueness of Religion & 
Spirituality in complex pediatric decision-making: a qualitative study." BMC Palliat Care 17(1): 107. 
Section: Ethical and Clinical Decision Making 
Editor’s comment:  An interesting study to identify religious and spiritual factors affecting parental decision-making. 
The study concludes that parents consider religion & spirituality as fundamental to decision-making, but apply the 
concepts in vague ways, which suggests that it impacts more on how decisions are made than what decisions are 
made.   The authors present three models of how this vagueness functions in parental decision-making and suggest 
clinical applications. 
https://www.ncbi.nlm.nih.gov/pubmed/30208902  

Ullrich, C. K., Dussel, V., Orellana, L., Kang, T. I., Rosenberg, A. R., Feudtner, C. and Wolfe, J. (2018). "Self-reported 
fatigue in children with advanced cancer: Results of the PediQUEST study." Cancer 124(18): 3776-3783. 
Section: Outcome and Instruments 
Editor’s comment: This study used the computer-based (PediQUEST) system to administer a modified version of the 
Memorial Symptom Assessment Scale (PQ-MSAS) to look at the factors associated with fatigue and associated 
distress in children with advanced cancer.  There was a close correlation of fatigue with particular symptoms 
(anorexia, nausea, sleep disturbance, sadness, and irritability), whilst fatigue distress was associated with distress 
from nausea, cough, and pain.  
https://www.ncbi.nlm.nih.gov/pubmed/30291811  

Vemuri, S., Baker, L., Williams, K. and Hynson, J. (2018). "The last 2 years of life for children with severe physical 
disability: Observations from a tertiary paediatric centre." J Paediatr Child Health 54(12): 1357-1361. 
Section: Outcomes and Instruments 
Editor’s comment: I selected this article as it’s focussed on end of life care for children with progressive and non-
progressive severe physical disability.  It concludes that there is an opportunity for greater consistency in offering 
advanced care planning and palliative care, especially to those with NPSPD. These children make up a big proportion 
of the children’s hospice population.  
https://www.ncbi.nlm.nih.gov/pubmed/29943874

Waddington, D. I. (2018). "Deserve's Got Nothin' to Do With It: A Philosopher Visits the NICU." J Patient Exp 5(3): 
177-179.
Section: Psychosocial and Family Issues
Editor’s comment: An interesting narrative on how an academic philosophical perspective helped a bereaved parent
cope with their experience in NICU.
https://www.ncbi.nlm.nih.gov/pubmed/30214922

Wilson, P. M., Herbst, L. A. and Gonzalez-Del-Rey, J. (2018). "Development and Implementation of an End-of-Life 
Curriculum for Pediatric Residents." Am J Hosp Palliat Care 35(11): 1439-1445. 
Section: Education, Professional Development and Research 
Editor’s comment:   This study evaluates the use of a new curriculum for paediatric residents on end of life care – an 
area we need to develop further in the UK. 
https://www.ncbi.nlm.nih.gov/pubmed/30009618  

Zupancic, J. A. F. (2018). "Burdens Beyond Biology for Sick Newborn Infants and Their Families." Clin Perinatol 
45(3): 557-563. 
Section: Outcomes and Instruments 
Editor’s comment: This article argues for moving beyond the biological outcomes that can be achieved for babies 
through modern technology towards a "Slow Medicine" which adopts a more rounded view of the broader suffering 
of patients and their families outside the NICU. 
https://www.ncbi.nlm.nih.gov/pubmed/30144855  

https://www.ncbi.nlm.nih.gov/pubmed/30369020
https://www.ncbi.nlm.nih.gov/pubmed/30208902
https://www.ncbi.nlm.nih.gov/pubmed/30291811
https://www.ncbi.nlm.nih.gov/pubmed/29943874
https://www.ncbi.nlm.nih.gov/pubmed/30214922
https://www.ncbi.nlm.nih.gov/pubmed/30009618
https://www.ncbi.nlm.nih.gov/pubmed/30144855
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Ethical and Clinical Decision Making 
 
Badarau, D. O., De Clercq, E. and Elger, B. S. (2019). "Continuous Deep Sedation and 
Euthanasia in Pediatrics: Does One Really Exclude the Other for Terminally Ill Patients?" J 
Med Philos 44(1): 50-70. 
 
Debates on morally acceptable and lawful end-of-life (EOL) practices in pediatrics were reignited 
by the recent amendment in Belgian law to allow euthanasia for minors of any age who meet the 
criteria for capacity. Euthanasia and its legalization in pediatrics are often opposed based on the 
availability of aggressive palliative sedation. For terminally ill patients, this type of sedation is often 
identified as continuous and deep sedation until death (CDS). We demonstrate that this reasoning 
is based on flawed assumptions: (1) CDS is a morally preferable alternative to euthanasia; (2) CDS 
can meet the same patient needs as euthanasia; (3) children lack the capacity and experience to 
make EOL decisions; (4) unlike euthanasia, CDS does not raise capacity issues. Our aim is not to 
reject CDS as a valid option at the EOL, nor to offer a clear-cut defense of euthanasia for minors, 
but to emphasize the ethical issues with both practices. 
https://www.ncbi.nlm.nih.gov/pubmed/30649451 
 
Barone, S. and Unguru, Y. (2018). "Ethical Issues Around Pediatric Death: Navigating 
Consent, Assent, and Disagreement Regarding Life-Sustaining Medical Treatment." Child 
Adolesc Psychiatr Clin N Am 27(4): 539-550. 
 
Decisions regarding whether or not to pursue experimental therapies or life-sustaining medical 
treatment of children with life-limiting illness can be a significant source of distress and conflict for 
both families and health care providers. This article reviews the concepts of parental permission 
(consent), assent, and emerging capacity and how they relate to decision-making for minors with 
serious illness. Decision-making capacity for adolescents is discussed generally and in the context 
of emotionally charged situations pertaining to the end of life. Strategies for minimizing conflict in 
situations of disagreement between children and families are provided. 
https://www.ncbi.nlm.nih.gov/pubmed/30219216  
 
Beernaert, K., Lovgren, M., Jeppesen, J., Werlauff, U., Rahbek, J., Sejersen, T. and Kreicbergs, 
U. (2019). "Parents' Experiences of Information and Decision Making in the Care of Their 
Child With Severe Spinal Muscular Atrophy: A Population Survey." J Child Neurol, 
10.1177/0883073818822900: 883073818822900. 
 

https://www.ncbi.nlm.nih.gov/pubmed/30649451
https://www.ncbi.nlm.nih.gov/pubmed/30219216
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OBJECTIVE:: This study aims to assess the experiences and wishes of parents of children with 
severe spinal muscular atrophy regarding information and decision-making throughout the course 
of the illness. STUDY DESIGN:: A full population survey, conducted in 2015, among parents of 
children with severe spinal muscular atrophy who were born in Denmark between January 1, 2003, 
and December 31, 2013. We used a study-specific questionnaire with items about experiences and 
wishes concerning the provision of information about diagnosis, treatment, and end-of-life care. 
RESULTS:: Among the 47 parents that were identified, 34 parents of 21 children participated. 
Eleven of them were nonbereaved and 23 were bereaved parents. All parents stated that health 
care staff did not take any decisions without informing them. A proportion of parents indicated 
that they were not informed about what spinal muscular atrophy entails (32%), possible treatment 
options (18%), or the fact that their child would have a short life (26%) or that death was imminent 
(57%). Most of the bereaved parents who had wishes concerning how and where their child would 
pass away had their wishes fulfilled. CONCLUSIONS:: The study showed that health care staff did 
not take treatment decisions without parents being informed. However, there is room for 
improvement concerning information about what spinal muscular atrophy entails, treatment 
options, and prognosis. Possibilities of palliative care and advance care planning should be 
investigated for these parents, their child, and health care staff. 
https://www.ncbi.nlm.nih.gov/pubmed/30642225 
 
Boss, R. D., Falck, A., Goloff, N., Hutton, N., Miles, A., Shapiro, M., Weiss, E. M. and Donohue, 
P. K. (2018). "Low prevalence of palliative care and ethics consultations for children with 
chronic critical illness." Acta Paediatr 107(10): 1832-1833. 
https://www.ncbi.nlm.nih.gov/pubmed/29751362  
 
Burstrom, A., Acuna Mora, M., Ojmyr-Joelsson, M., Sparud-Lundin, C., Rydberg, A., Hanseus, 
K., Frenckner, B., Nisell, M., Moons, P. and Bratt, E. L. (2019). "Parental uncertainty about 
transferring their adolescent with congenital heart disease to adult care." J Adv Nurs 75(2): 
380-387. 
 
AIMS: To study parent's levels of uncertainty related to the transfer from pediatric to adult care in 
adolescents with congenital heart disease (CHD) and to identify potentially correlating factors. 
BACKGROUND: Parents acknowledge that during transition they struggle with finding ways of 
feeling secure in handing over the responsibility and letting go of control. Well-prepared and 
informed parents who feel secure are most likely better skilled to support their adolescent and to 
hand over the responsibility. DESIGN: A cross-sectional study. METHODS: Overall, 351 parents were 
included (35% response rate). Parental uncertainty was assessed using a Linear Analogue Scale (0-
100). Data were collected between January - August 2016. Potential correlates were assessed using 
the readiness for transition questionnaire and sociodemographic data. RESULTS: The mean 
parental uncertainty score was 42.5. Twenty-four percent of the parents had a very low level of 
uncertainty (score 0-10) and 7% had a very high level (score 91-100). Overall, 26% of the mothers 
and 36% of the fathers indicated that they had not started thinking of the transfer yet. The level of 
uncertainty was negatively associated with the level of perceived overall readiness. Adolescents' 
age, sex, CHD complexity, and parental age were not related to uncertainty. CONCLUSION: A wide 
range in the levels of uncertainty was found. Parents who were less involved in the care, or 
perceived their adolescent as readier for the transition, felt less uncertain. Still, thirty percent of the 
parents had not started to think about the transfer to adult care. 

https://www.ncbi.nlm.nih.gov/pubmed/29751362
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https://www.ncbi.nlm.nih.gov/pubmed/30209810  
 
Chrastek, J. J. R., Goloff, N. and Moore, T. (2019). "A Case Study in Cross-cultural Health 
Care and Ethics: Who Decides What Is in the Child's "Best Interest"?" J Hosp Palliat Nurs 
21(1): 8-13. 
 
Health care in the United States is increasingly delivered in cross-cultural contexts. Empathy, 
mutual regard, respect, and compassionate communication are necessary to achieve the highest 
standard of care for each individual. Moral and ethical perspectives on life and death, health, and 
health care are not universal but rather have their origins within culture and societal norms. In a 
cross-cultural context, "the right decision" may be seen differently depending on an individual's 
cultural background, discipline, and type of education. This pediatric case study is intended to 
stimulate conversation on the need for culturally sensitive health care decision making and the 
shortcomings of a "one-size-fits-all" approach to bioethics in our increasingly interconnected 
world. 
https://www.ncbi.nlm.nih.gov/pubmed/30608353  
 
Cousino, M. K., Schumacher, K. R., Magee, J. C., Wolfe, J., Yu, S., Eder, S. J. and Fredericks, E. 
M. (2019). "Communication about prognosis and end-of-life in pediatric organ failure and 
transplantation." Pediatr Transplant, 10.1111/petr.13373: e13373. 
 
BACKGROUND: Despite advancements in treatment and survival, pediatric organ failure and 
transplant populations continue to face significant risks of morbidity and mortality. Little scientific 
attention has been given to addressing the end-of-life care needs of this growing population of 
young people. This study characterized current practices, beliefs, and challenges specific to the 
disclosure of prognosis and end-of-life care topics among providers caring for pediatric organ 
failure and transplant populations. METHODS: This cross-sectional study included 144 healthcare 
providers actively caring for children, adolescents, and young adults with organ failure or solid 
organ transplant history. Participants completed an electronic survey measuring frequency and 
comfort in discussing the following topics with patients and parents: prognosis/survival statistics, 
re-transplantation, advance care planning (ACP), and death/dying. Descriptive statistics, two-
sample t tests, and analysis of variance were used. RESULTS: Fewer than half of respondents 
regularly discuss prognosis/survival statistics and potential need for re-transplantation with their 
pediatric and young adult patients. Less than 20% of providers engage their pediatric patients in 
ACP discussions, and approximately 30% facilitate such discussions with young adult patients. 
Pediatric organ failure and transplant providers endorse a number of barriers specific to discussing 
these topics. CONCLUSION: Pediatric organ failure and transplant providers do not regularly 
discuss prognosis or end-of-life care topics with this patient population. Communication-focused 
intervention research is needed to improve honest and compassionate discussion of these topics 
that is aligned with both patients' and parents' needs and preferences. 
https://www.ncbi.nlm.nih.gov/pubmed/30734455  
 
Cummings, B. M. and Paris, J. J. (2019). "Conjoined Twins Separation Leading to the Death 
of One Twin: An Expanded Ethical Analysis of Issues Facing the ICU Team." J Intensive Care 
Med 34(1): 81-84. 
 

https://www.ncbi.nlm.nih.gov/pubmed/30209810
https://www.ncbi.nlm.nih.gov/pubmed/30608353
https://www.ncbi.nlm.nih.gov/pubmed/30734455


9 
 

A recent case of conjoined twins required multiple hospitalizations in the pediatric intensive care 
unit and led to a difficult situation confronting staff regarding the potential separation where 
surgery would result in the death of one twin. The hospital ethics committee was consulted. A 
systematic approach was utilized to examine medical standards, historical precedents, and various 
ethical and legal frameworks. The ethics committee believed that either proceeding with or 
forgoing attempted separation surgery would be ethically acceptable. We share our reasoning and 
lessons learned for others facing this situation in the future. 
https://www.ncbi.nlm.nih.gov/pubmed/30130993  
 
de Arruda-Colli, M. N. F., Sansom-Daly, U., Dos Santos, M. A. and Wiener, L. (2018). 
"Considerations for the cross-cultural adaptation of an advance care planning guide for 
youth with cancer." Clin Pract Pediatr Psychol 6(4): 341-354. 
 
Objective: Adolescent and young adults' (AYAs) involvement in advance care planning and end-of-
life discussions may enhance the decision-making process, reduce stress and improve the patient's 
quality of life. Given the importance of establishing adequate communication and having 
culturally-appropriate tools to introduce advance care planning, our paper will describe the cross-
cultural adaptation of the advance care planning guide, Voicing My CHOiCES () in Australia and in 
Brazil. Methods: In Brazil, the process involved initially translating the document to Portuguese 
followed by evaluation by a group of providers and patients (aged 18-39) undergoing cancer 
treatment. The document was revised based on the feedback received, then back-translated to 
English and discussed with Voicing My CHOiCES () ' authors to refine the final version in 
Portuguese. In Australia, a multi-perspective interview-based study was undertaken with AYA 
cancer patients/survivors (aged 15-25), siblings, parents, and a range of healthcare providers from 
the oncology setting, to determine the perceived acceptability of the tool within the Australian 
clinical context. Results: These interviews pointed to a variety of recommended adaptations 
ranging from the aesthetic and linguistic, through to the re-structuring of content within the tool. 
Adaptations for the Australian setting were then revised in an iterative capacity within several focus 
groups of AYA participants and healthcare providers. Conclusions: The processes used in both 
countries highlight ways to engage youth living with a life-limiting illness in conversations about 
advance care planning and how to develop culturally-appropriate clinical tools. 
https://www.ncbi.nlm.nih.gov/pubmed/30859018  
 
DeMichelis, C., Zlotnik Shaul, R. and Rapoport, A. (2019). "Medical Assistance in Dying at a 
paediatric hospital." J Med Ethics 45(1): 60-67. 
 
This article explores the ethical challenges of providing Medical Assistance in Dying (MAID) in a 
paediatric setting. More specifically, we focus on the theoretical questions that came to light when 
we were asked to develop a policy for responding to MAID requests at our tertiary paediatric 
institution. We illuminate a central point of conceptual confusion about the nature of MAID that 
emerges at the level of practice, and explore the various entailments for clinicians and patients that 
would flow from different understandings. Finally, we consider the ethical challenges of building 
policy on what is still an extremely controversial social practice. While MAID is currently available 
to capable patients in Canada who are 18 years or older-a small but important subsection of the 
population our hospital serves-we write our policy with an eye to the near future when capable 
young people may gain access to MAID. We propose that an opportunity exists for MAID-
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providing institutions to reduce social stigma surrounding this practice, but not without potentially 
serious consequences for practitioners and institutions themselves. Thus, this paper is intended as 
a road map through the still-emerging legal and ethical landscape of paediatric MAID. We offer a 
view of the roads taken and considered along the way, and our justifications for travelling the 
paths we chose. By providing a record of our in-progress thinking, we hope to stimulate wider 
discussion about the issues and questions encountered in this work. 
https://www.ncbi.nlm.nih.gov/pubmed/30242079  
 
Figueroa Gray, M., Ludman, E. J., Beatty, T., Rosenberg, A. R. and Wernli, K. J. (2018). 
"Balancing Hope and Risk Among Adolescent and Young Adult Cancer Patients with Late-
Stage Cancer: A Qualitative Interview Study." J Adolesc Young Adult Oncol 7(6): 673-680. 
 
PURPOSE: Previous studies have called for further research to explore adolescent and young adult 
(AYA) decision-making in the context of advanced cancer to understand the perspectives of this 
understudied population. We conducted a qualitative study with patients and providers to better 
understand the decision-making experience of AYA patients with advanced stages of cancer. 
METHODS: Semistructured qualitative telephone interviews were conducted from April 2016 to 
October 2016. English-speaking AYAs and healthcare providers were recruited through the social 
media sites Twitter and Facebook. AYAs were eligible if they were aged 18-39 years at diagnosis 
and self-reported having metastatic cancer; any provider who worked with AYAs with metastatic 
cancer was eligible. Researchers with expertise in qualitative methods conducted inductive 
thematic content analysis of transcribed interviews. The analyzed data were used to formulate 
recommendations for clinicians. RESULTS: Twelve AYA patients with self-reported stage IV cancer 
and five clinicians who care for AYAs with advanced stages of cancer were enrolled and shared 
their experience about AYA medical decision-making. Four primary themes emerged: (1) AYAs 
describe receiving unclear prognosis, (2) AYAs balance concepts of hope and risk, (3) AYAs choose 
aggressive treatment options, and (4) AYAs want support facing mortality. Recommendations for 
clinicians include clear communication about prognosis and side effects and concerted efforts to 
elicit patient values. CONCLUSION: AYA patients and clinicians provided insights into the 
experiences and decision-making processes of AYA patients choosing to continue or discontinue 
treatment and into the areas for improvement in patient-centered oncology care. Taken together, 
these data provide important suggestions for clinicians caring for this vulnerable population. 
https://www.ncbi.nlm.nih.gov/pubmed/30096254  
 
Hollander, S. A. and Hollander, E. J. (2018). "The Boy in the Bubble and the Baby With the 
Berlin Heart: The Dangers of "Bridge to Decision" in Pediatric Mechanical Circulatory 
Support." Asaio j 64(6): 831-832. 
 
On the day of his birth in 1971, David Vetter was "temporarily" placed in a sterile isolator to wait 
for a bone marrow donor who would cure his Severe Combined Immunodeficiency Syndrome. 
After enduring 12 years in isolation, David, now known to the world as "The Boy in the Bubble", 
received a bone marrow transplant from his unmatched sister and died 4 months later. Like Severe 
Combined Immunodeficiency Syndrome, pediatric heart failure is a rare and life-threatening 
condition for which organ transplantation is often the only option for survival. Nearly 15 years ago, 
the Berlin Heart EXCOR ventricular assist device was developed, as the isolator was for David, to be 
a bridge to transplantation for infants and children with unstable heart failure. Yet, when 
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symptoms progress faster than the patient's suitability for transplant can be evaluated, this device 
may be implanted as a "bridge-to-decision" while a transplant evaluation is completed. Therein lies 
the potential for history to repeat itself. As biomedical science carries us ever forward in our ability 
to sustain life, we must always bear in mind that the miraculous EXCOR must not be a machine 
that simply sustains the circulation. It must be, and always remain, a bridge to somewhere. 
https://www.ncbi.nlm.nih.gov/pubmed/29189423  
 
Johnson, R. F. (2018). "The Death Debate: Penumbra Conundrum." Am J Hosp Palliat Care 
35(12): 1473-1476. 
 
Determination and declaration of death by neurologic criteria, brain death, is an established and 
legally accepted clinical practice with profound implications. Concerns regarding the accuracy of 
this diagnosis raise important clinical, ethical, and legal issues. A recent magazine article highlights 
these concerns by describing a poignant example of a patient meeting accepted clinical and 
ancillary testing criteria for brain death in the setting of post cardiac arrest hypoxic ischemic 
encephalopathy (CA-HIE). With continuation of ventilatory and nutritional support, this patient not 
only survived but over time demonstrated findings that were no longer consistent with brain 
death. Offered here is a review of the course of events described in the article, an overview of the 
variable clinical implications of CA-HIE and their relationship to the diagnosis of brain death, a 
proposed pathophysiologic correlation, and recommendations for palliative clinicians providing 
consultation with regard to goals of care and intervention options in cases of CA-HIE with severe 
neurologic injury. 
https://www.ncbi.nlm.nih.gov/pubmed/29783851  
 
Kim, M. S., Lee, J., Sim, J. A., Kwon, J. H., Kang, E. J., Kim, Y. J., Lee, J., Song, E. K., Kang, J. H., 
Nam, E. M., Kim, S. Y., Yun, H. J., Jung, K. H., Park, J. D. and Yun, Y. H. (2018). "Discordance 
between Physician and the General Public Perceptions of Prognostic Disclosure to Children 
with Serious Illness: a Korean Nationwide Study." J Korean Med Sci 33(49): e327. 
 
Background: It is difficult to decide whether to inform the child of the incurable illness. We 
investigated attitudes of the general population and physicians toward prognosis disclosure to 
children and associated factors in Korea. Methods: Physicians working in one of 13 university 
hospitals or the National Cancer Center and members of the general public responded to the 
questionnaire. The questionnaire consisted of the age appropriate for informing children about the 
prognosis and the reason why children should not be informed. This survey was conducted as part 
of research to identify perceptions of physicians and general public on the end-of-life care in 
Korea. Results: A total of 928 physicians and 1,241 members of the general public in Korea 
completed the questionnaire. Whereas 92.7% of physicians said that children should be informed 
of their incurable illness, only 50.7% of the general population agreed. Physicians were also more 
likely to think that younger children should know about their poor prognosis compared with the 
general population. Physicians who opposed incurable illness disclosure suggested that children 
might not understand the situation, whereas the general public was primarily concerned that 
disclosure would exacerbate the disease. Physicians who were women or religious were more likely 
to want to inform children of their poor prognosis. In the general population, gender, education, 
comorbidity, and caregiver experience were related to attitude toward poor prognosis disclosure 
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to children. Conclusion: Our findings indicate that physicians and the general public in Korea differ 
in their perceptions about informing children of poor prognosis. 
https://www.ncbi.nlm.nih.gov/pubmed/30505258  
 
Lazzarin, P., Marinelli, E., Orzalesi, M., Brugnaro, L. and Benini, F. (2018). "Rights of the 
Dying Child: The Nurses' Perception." J Palliat Med, 10.1089/jpm.2017.0660. 
 
AIM: The Charter of the Rights of the Dying Child was formulated as a professional guide for caring 
the child in the final stages. The study examines the nurses' degree of agreement with the 
Charter's principles and their perception of the implementation of those principles in hospital. 
MATERIALS AND METHODS: A multicenter, cross-sectional study to observe the nurses' positions 
about the 10 rights outlined in the Charter, using an online questionnaire in 5 pediatric hospitals in 
northern Italy. RESULTS: A total of 119 nurses (44.9%) completed the questionnaire. The majority 
(range: 86.6-100%) expressed their agreement with the Charter's principles (Likert >/=4). Lower 
ratings were reported in Charter's principles implementation items (range: 42.9-89.1%). Being older 
and working in a smaller hospital lead the nurses to overlook the child's right to be informed and 
to be given the opportunity to make decisions about his/her own life and death (p = 0.02, p < 
0.01). Postgraduate training induced greater awareness of the dying child (p = 0.01). 
CONCLUSIONS: This study highlights the value of the Charter of the Rights of the Dying Child as a 
reference guideline for nurses working in pediatric hospitals. Better training is important to 
improve the nurse's communication skills and the pediatric palliative care should be offered to all 
families that have a child with incurable disease mostly in the end of life. 
https://www.ncbi.nlm.nih.gov/pubmed/30256694  
 
Lule, D., Kubler, A. and Ludolph, A. C. (2019). "Ethical Principles in Patient-Centered Medical 
Care to Support Quality of Life in Amyotrophic Lateral Sclerosis." Front Neurol 10: 259. 
 
It is one of the primary goals of medical care to secure good quality of life (QoL) while prolonging 
survival. This is a major challenge in severe medical conditions with a prognosis such as 
amyotrophic lateral sclerosis (ALS). Further, the definition of QoL and the question whether survival 
in this severe condition is compatible with a good QoL is a matter of subjective and culture-
specific debate. Some people without neurodegenerative conditions believe that physical decline 
is incompatible with satisfactory QoL. Current data provide extensive evidence that psychosocial 
adaptation in ALS is possible, indicated by a satisfactory QoL. Thus, there is no fatalistic link of loss 
of QoL when physical health declines. There are intrinsic and extrinsic factors that have been 
shown to successfully facilitate and secure QoL in ALS which will be reviewed in the following 
article following the four ethical principles (1) Beneficence, (2) Non-maleficence, (3) Autonomy and 
(4) Justice, which are regarded as key elements of patient centered medical care according to 
Beauchamp and Childress. This is a JPND-funded work to summarize findings of the project 
NEEDSinALS (www.NEEDSinALS.com) which highlights subjective perspectives and preferences in 
medical decision making in ALS. 
https://www.ncbi.nlm.nih.gov/pubmed/30967833  
 
Miller, K. E., Coleman, R. D., Eisenberg, L., Henriksen, J., Lantos, J. D. and Weiss, E. M. (2018). 
"Unilateral Withdrawal of Life-sustaining Therapy in a Severely Impaired Child." Pediatrics 
142(5). 
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An infant with complex congenital heart disease suffers a prolonged cardiac arrest with minutes of 
anoxia. He is left with severe brain damage and profound neurologic impairment. He no longer 
responds to caregivers. Much of the time, he cries and grimaces as if in pain. He has required 
increasing sedation to control these symptoms. His parents live hours from the hospital and 
seldom visit. When their infant's situation is explained to them over the telephone, they request 
that doctors "do everything to keep him alive." His bedside caregivers report high levels of moral 
and psychological distress and frequently discuss J.S.'s "suffering." An ethics consultation is 
requested, asking whether it is permissible to withdraw life support despite the parents' request 
that therapy continue. 
https://www.ncbi.nlm.nih.gov/pubmed/30315121  
 
Navne, L. E. and Svendsen, M. N. (2018). "A Clinical Careography: Steering Life-and-death 
Decisions Through Care." Pediatrics 142(Suppl 1): S558-s566. 
 
OBJECTIVES: In many Euro-American societies, the ideal of patient and family involvement in 
clinical decision-making prevails. This ideal exists alongside the doctor's obligation and 
responsibility to make decisions and to be accountable for them. In this article, we explore how 
medical staff navigate the tension between autonomy and authority when engaging life-and-death 
decision-making in a Danish NICU. METHODS: The study rests on ethnographic fieldwork in a 
Danish NICU, involving participant observations in everyday care and decision-making work and 
semistructured interviews with staff and parents. All interviews were taped and transcribed. The 
empirical material was analyzed using thematic coding and validated in discussions with staff, 
parents, and social scientists. RESULTS: Decisions are relational. Multiple moves, spaces, 
temporalities, and actors are involved in life-and-death decisions in the NICU. Therefore, the 
concept of medical decision-making fails to do justice to the complex efforts of moving infants in 
or out of life. Yet, many of these decision-making moments are staged, timed, and coordinated by 
medical staff. Therefore, we introduce an alternative vocabulary for talking about life-and-death 
decision-making in neonatology to help us attend to the moral stakes, the emotional tenor, and 
the fine-grained mechanisms of authority implied in such decisions around tiny infants. 
CONCLUSIONS: We conceptualize decisions as an art of "careography." Careography is the work of 
aligning care for the infant, care for the parents, care for staff, care for other infants, and care for 
society at large, in the process of deciding whether it is best to continue or withdraw life support. 
https://www.ncbi.nlm.nih.gov/pubmed/30171142  
 
Olsman, E., Veneberg, B., van Alfen, C. and Touwen, D. (2019). "The value of metaphorical 
reasoning in bioethics: An empirical-ethical study." Nurs Ethics 26(1): 50-60. 
 
BACKGROUND:: Metaphors are often used within the context of ethics and healthcare but have 
hardly been explored in relation to moral reasoning. OBJECTIVE:: To describe a central set of 
metaphors in one case and to explore their contribution to moral reasoning. METHOD:: Semi-
structured interviews were conducted with 16 parents of a child suffering from the 
neurodegenerative disease CLN3. The interviews were recorded, transcribed, and metaphors were 
analyzed. The researchers wrote memos and discussed about their analyses until they reached 
consensus. ETHICAL CONSIDERATIONS:: Participants gave oral and written consent and their 
confidentiality and anonymity were respected. FINDINGS:: A central set of metaphors referred to 
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the semantic field of the hands and arms and consisted of two central metaphors that existed in a 
dialectical relationship: grasping versus letting go. Participants used these metaphors to describe 
their child's experiences, who had to "let go" of abilities, while "clinging" to structures and the 
relationship with their parent(s). They also used it to describe their own experiences: participants 
tried to "grab" the good moments with their child and had to "let go" of their child when (s)he 
approached death. Participants, in addition, "held" onto caring for their child while being 
confronted with the necessity to "let go" of this care, leaving it to professional caregivers. 
DISCUSSION:: The ethical analysis of the findings shows that thinking in terms of the dialectical 
relationship between "grasping" and "letting go" helps professional caregivers to critically think 
about images of good care for children with CLN3. It also helps them to bear witness to the 
vulnerable, dependent, and embodied nature of the moral self of children with CLN3 and their 
parents. CONCLUSION:: Metaphorical reasoning may support the inclusion of marginalized 
perspectives in moral reasoning. Future studies should further explore the contribution of 
metaphorical reasoning to moral reasoning in other cases. 
https://www.ncbi.nlm.nih.gov/pubmed/28438074  
 
Robins, B., Booser, A. and Lantos, J. D. (2018). "When Parents Have Misunderstandings 
About the Risks and Benefits of Palliative Surgery." Pediatrics 142(6). 
 
When a child needs surgery, both the surgeon and the anesthesiologist must obtain informed 
consent from the parents. In theory, each specialist obtains permission for their respective portion 
of the procedure, with the anesthesiologist only obtaining informed consent for the administration 
of anesthesia and management in the operating room and recovery room. However, he or she may 
occasionally realize that the parents have misunderstandings about what the surgery and 
perioperative course entail. In such cases, he or she must decide whether their role is only to 
discuss the issues related to anesthesia care or whether he or she should also clarify the range of 
expected outcomes and the postoperative course after surgery. We present a case in which such a 
dilemma arose and on which we sought experts in anesthesia and ethics to comment. 
https://www.ncbi.nlm.nih.gov/pubmed/30482783  
Seller, L. and Rasmussen, L. A. (2019). "Integrating ethics and palliative care concepts into 
pediatric end of life care and decision-making: A changing landscape?" Paediatr Respir Rev 
29: 1-2. 
https://www.ncbi.nlm.nih.gov/pubmed/30799136  
 
Sidgwick, P., Fraser, J., Fortune, P. M. and McCulloch, R. (2019). "Parallel planning and the 
paediatric critical care patient." Arch Dis Child, 10.1136/archdischild-2018-315222. 
 
A growing number of children with life-limiting conditions (LLCs) are being cared for in paediatric 
critical care (PCC) settings. Children with LLCs admitted to PCC are at a high risk of developing 
complications and many die after prolonged admissions. Relatively few of these patients and their 
parents or carers have had documented discussions about their wishes for care in the event of a 
serious clinical deterioration before admission to PCC. There is a need for improved understanding 
of (1) how parents arrive at decisions regarding what is best for their child at times of critical illness 
and (2) the role of parallel planning and advance care plans in that process. This review examines 
the complexities of decision-making in children with LLCs who are admitted to PCC settings. 
https://www.ncbi.nlm.nih.gov/pubmed/30705081  
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Sisk, B. A., Canavera, K., Sharma, A., Baker, J. N. and Johnson, L. M. (2019). "Ethical issues in 
the care of adolescent and young adult oncology patients." Pediatr Blood Cancer 66(5): 
e27608. 
 
The diagnosis and treatment of cancer leads to short-term and long-term challenges for every 
patient. This is especially true for adolescents and young adults (AYAs) with cancer who strive to 
gain independence, autonomy, confidence, and social status while developing into adulthood. In 
this article, we review prominent ethical issues in AYA oncology that are related to autonomy, 
shared decision-making, care refusal or abandonment, end-of-life care, truth telling, and fertility 
preservation. Clinicians should recognize that AYA patients develop at their own pace; the onus lies 
with clinicians to determine the patient's interests, values, maturity, and desire to participate in 
decision-making. 
https://www.ncbi.nlm.nih.gov/pubmed/30623573  
 
Smith, M. A. and Joffe, S. (2018). "Will my child do better if she enrolls in a clinical trial?" 
Cancer 124(20): 3965-3968. 
 
The question of whether children with cancer who enroll in clinical trials have superior outcomes 
compared with those who do not participate has been pursued for more than 4 decades, and 
recent studies have provided conflicting answers. Whether clinical trial participation influences 
outcome has important implications for how clinicians should present trial participation to patients 
and families. Methodological challenges limit generalizations about the impact of clinical trial 
participation on outcome compared with nonparticipation. Oncologists should inform patients and 
families that clinical trials are the engine for future progress because they identify more effective 
therapies and that clinical trial participation is a reasonable option to consider for children with 
cancer. However, as noted in by Truong and colleagues in this issue, the rationale for trial 
enrollment should not include an expectation of better outcomes compared with nonenrollment. 
https://www.ncbi.nlm.nih.gov/pubmed/30291807  
 
Streuli, J. C., Widger, K., Medeiros, C., Zuniga-Villanueva, G. and Trenholm, M. (2019). 
"Impact of specialized pediatric palliative care programs on communication and decision-
making." Patient Educ Couns 102(8): 1404-1412. 
 
OBJECTIVE: To summarize and analyze the impact of specialized pediatric palliative care (SPPC) 
programs on communication and decision-making for children with life-threatening conditions. 
METHODS: Our search strategy covered MEDLINE, PsycINFO, Cochrane Central Register of 
Controlled Trials, Web of Science, CINAHL, Scopus, and Embase through September 2018. 
RESULTS: We reviewed 13 studies analyzing the impact of SPPC programs on communication and 
decision-making using a wide range of outcome indicators. Study quality was poor in 58% of 
included papers. SPPC programs improved communication and decision-making between families 
and healthcare professionals (HCPs), within and between families, and among HCPs. CONCLUSION: 
SPPC programs generally support and improve communication and decision-making for children 
with life-threatening conditions, their families and associated HCPs. Families referred to an SPPC 
program had more discussions with HCPs on a broad variety of topics. However, data on 
communication with children, siblings, and other family members was scarce and of poor quality. 
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PRACTICE IMPLICATIONS: More research on SPPC program efficacy is needed from the perspective 
of the ill child, as well as about barriers to end-of-life discussions and the specific aspects of SPPC 
programs responsible for improving outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/30772117  
 
Superdock, A. K., Barfield, R. C., Brandon, D. H. and Docherty, S. L. (2018). "Exploring the 
vagueness of Religion & Spirituality in complex pediatric decision-making: a qualitative 
study." BMC Palliat Care 17(1): 107. 
 
BACKGROUND: Medical advances have led to new challenges in decision-making for parents of 
seriously ill children. Many parents say religion and spirituality (R&S) influence their decisions, but 
the mechanism and outcomes of this influence are unknown. Health care providers (HCPs) often 
feel unprepared to discuss R&S with parents or address conflicts between R&S beliefs and clinical 
recommendations. Our study sought to illuminate the influence of R&S on parental decision-
making and explore how HCPs interact with parents for whom R&S are important. METHODS: A 
longitudinal, qualitative, descriptive design was used to (1) identify R&S factors affecting parental 
decision-making, (2) observe changes in R&S themes over time, and (3) learn about HCP 
perspectives on parental R&S. The study sample included 16 cases featuring children with complex 
life-threatening conditions. The length of study for each case varied, ranging in duration from 8 to 
531 days (median = 380, mean = 324, SD = 174). Data from each case included medical records 
and sets of interviews conducted at least monthly with mothers (n = 16), fathers (n = 12), and 
HCPs (n = 108). Thematic analysis was performed on 363 narrative interviews to identify R&S 
themes and content related to decision-making. RESULTS: Parents from 13 cases reported R&S 
directly influenced decision-making. Most HCPs were unaware of this influence. Fifteen R&S 
themes appeared in parent and HCP transcripts. Themes most often associated with decision-
making were Hope & Faith, God is in Control, Miracles, and Prayer. Despite instability in the child's 
condition, these themes remained consistently relevant across the trajectory of illness. R&S 
influenced decisions about treatment initiation, procedures, and life-sustaining therapy, but the 
variance in effect of R&S on parents' choices ultimately depended upon other medical & non-
medical factors. CONCLUSIONS: Parents consider R&S fundamental to decision-making, but apply 
R&S concepts in vague ways, suggesting R&S impact how decisions are made more than what 
decisions are made. Lack of clarity in parental expressions of R&S does not necessarily indicate 
insincerity or underestimation of the seriousness of the child's prognosis; R&S can be applied to 
decision-making in both functional and dysfunctional ways. We present three models of how 
religious and spiritual vagueness functions in parental decision-making and suggest clinical 
applications. 
https://www.ncbi.nlm.nih.gov/pubmed/30208902  
 
Thorvilson, M. J. and Copeland, A. J. (2018). "Incompatible with Care: Examining Trisomy 18 
Medical Discourse and Families' Counter-discourse for Recuperative Ethos." J Med Humanit 
39(3): 349-360. 
 
Parents whose child is diagnosed with a serious disease such as trisomy 18 first rely on the medical 
community for an accurate description and prognosis. In the case of trisomy 18, however, many 
families are told the disease is "incompatible with life" even though some children with the 
condition live for several years. This paper considers parents' response to current medical 
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discourse concerning trisomy 18 by examining blogs written by the parents of those diagnosed. 
Using interpretive humanistic reading and foregrounding Cathryn Molloy's recuperative ethos 
theory (2015), we find that parents demonstrate recuperative ethos in response to physicians' 
descriptions of trisomy 18, particularly in rhetoric addressing survival, medicalized language, and 
religious and/or spiritual rhetoric. We argue that, by using language such as "incompatible with 
life," physicians distance themselves from families, creating not care, but the very gulf that requires 
recuperation. We conclude that medical professionals would do well to engage with the trisomy 18 
community-including learning from blogs and online forums- employ palliative care practices, and 
seek more accurate, descriptive language that is compatible with care. 
https://www.ncbi.nlm.nih.gov/pubmed/28185147  
 
Ursin, L. (2018). "Justified by What? Three Ways to Provide an Ethical Basis for Neonatal 
Policies." Pediatrics 142(Suppl 1): S590-s592. 
 
In this article, I identify 3 ways of justifying neonatal policies of when to provide life-saving 
treatment to infants who were born extremely premature: by appealing to universal principles or 
rights, to considerations of the best interests of the children, or to considerations of the best 
interests of the families. I go on to show how each of these justifications can be used to 
characterize the discourse on neonatal policies in 1 of the Scandinavian countries. 
https://www.ncbi.nlm.nih.gov/pubmed/30171146 
 
Ursin, L. and Syltern, J. (2018). "In the Best Interest of the. . .Parents: Norwegian Health 
Personnel on the Proper Role of Parents in Neonatal Decision-making." Pediatrics 142(Suppl 
1): S567-s573. 
 
OBJECTIVES: The role of parents in life-and-death decision-making for infants born at the border 
of viability is challenging. Some argue that parents should have the final say in decisions about 
life-sustaining treatment. Others disagree. In this article, we report views from health care 
personnel (HCP) on the appropriate parental role. METHODS: Focus group interviews with 5 
different groups of HCP (neonatal nurses, midwifes, obstetricians, mother-fetal specialists, and 
neonatologists) dealing with life-and-death decisions throughout pregnancy and birth were 
performed at the Norwegian University of Science and Technology and at St Olav's Hospital in 
Trondheim, Norway in 2014-2017. Interviews were taped and transcribed. Inductive analysis was 
performed for each group discussion for emergent ethical themes. A summary of the transcribed 
discussion was sent to the relevant focus group participants for comments. RESULTS: Our 
participants felt strongly that doctors, not parents, should have the final say. They did not think 
parents should have to live with the burden of the decision. The possible disagreement between 
parents, lack of necessary knowledge, experience, time, and emotional stability all point toward the 
neonatologist as the optimal decision-maker, within a model of "Patient Preference-Satisfaction 
Paternalism." CONCLUSIONS: The general attitude of our groups was that parents should have a 
say and be included in a thorough information and decision-making process. The doctor, or a 
team of HCP, however, should make the final decision, being in the best position both 
epistemologically and normatively to promote the best interest of both parents and the child. 
https://www.ncbi.nlm.nih.gov/pubmed/30171143  
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Verhagen, A. A. E. (2018). "Why Do Neonatologists in Scandinavian Countries and the 
Netherlands Make Life-and-death Decisions So Different?" Pediatrics 142(Suppl 1): S585-
s589. 
 
An examination of the policies regarding the care of extremely premature newborns reveals 
unexpected differences between Scandinavian countries and the Netherlands. Three topics related 
to decision-making at the beginning and at the end of life are identified and discussed. 
https://www.ncbi.nlm.nih.gov/pubmed/30171145  
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Education, Professional and Research 

 
Aidoo, E. and Rajapakse, D. (2018). "End of life care for infants, children and young people 
with life-limiting conditions: planning and management: the NICE guideline 2016." Arch Dis 
Child Educ Pract Ed 103(6): 296-299. 
https://www.ncbi.nlm.nih.gov/pubmed/29434021  
 
Akard, T. F., Hendricks-Ferguson, V. L. and Gilmer, M. J. (2019). "Pediatric palliative care 
nursing." Ann Palliat Med 8(Suppl 1): S39-s48. 
Palliative care is patient- and family-centered care that enhances quality of life throughout the 
illness trajectory and can ease the symptoms, discomfort, and stress for children living with life-
threatening conditions and their families. This paper aims to increase nurses' and other healthcare 
providers' awareness of selected recent research initiatives aimed at enhancing life and decreasing 
suffering for these children and their families. Topics were selected based on identified gaps in the 
pediatric palliative care literature. Published articles and authors' ongoing research were used to 
describe selected components of pediatric palliative nursing care including (I) examples of 
interventions (legacy and animal-assisted interventions); (II) international studies (parent-sibling 
bereavement, continuing bonds in Ecuador, and circumstances surrounding deaths in Honduras); 
(III) recruitment methods; (IV) communication among pediatric patients, their parents, and the 
healthcare team; (V) training in pediatric palliative care; (VI) nursing education; and (VII) nurses' 
role in supporting the community. Nurses are in ideal roles to provide pediatric palliative care at 
the bedside, serve as leaders to advance the science of pediatric palliative care, and support the 
community. 
https://www.ncbi.nlm.nih.gov/pubmed/30180727  
 
Atout, M., Hemingway, P. and Seymour, J. (2019). "The Practice of Mutual Protection in the 
Care of Children with Palliative Care Needs: A Multiple Qualitative Case Study Approach 
from Jordan." J Pediatr Nurs 45: e9-e18. 
 
PURPOSE: This study explores the experience of disclosing critical information in the care of 
children with palliative care needs, from the perspective of physicians, nurses, and mothers in 
Jordan. DESIGN AND METHODS: This study employed a qualitative case study approach. It was 
conducted in three paediatric units in a Jordanian hospital. Each case comprised a child aged 1-
12years with a condition eligible for palliative care who received health care in one of these units, 
and their most involved carers (e.g. mother, physician and nurse). Two data collection methods 
were employed: participant observation and semi-structured interviews with three categories of 
participants: mothers, physicians, and nurses. Ethical approval was obtained from the hospital 
ethical review board. Written consent was obtained from all participants. RESULTS: Qualitative case 
studies were developed around 15 children (aged 1-12years, nine were boys and six were girls, 
with varying diagnoses: renal disease, neurological conditions, and congenital heart defects). A 
total of 197 observational hours and 60 interviews were completed (15 mothers, 12 physicians and 
21 nurses). The findings demonstrate that the practice of 'mutual protection' dominated 
communication between children, parents and clinical staff. Parents protected their children by 
disclosing only partial information about their disease, and by avoiding any information they 
thought would cause the child distress or loss of hope. Similarly, children avoided expression to 
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their parents of their anxieties or fears, in order to protect them. In turn, nurses attempted to 
ensure observance of professional boundaries with children and mothers to avoid a sense of loss 
when a child died. CONCLUSION: The findings of the current study indicate that while open and 
honest communication between parents and children is generally recommended by literature, not 
all mothers agree with adopting open communication with their children concerning their illnesses. 
Therefore, any future intervention planned for them should respect parents' autonomy and 
decisions in addition to their cultural backgrounds. PRACTICAL IMPLICATIONS: The provision of 
ongoing education and specialised training for professionals to provide them with culturally 
sensitive skills in communication and provision of emotional support for children and parents is 
needed to improve clinical practice in healthcare settings with limited access to specialist palliative 
care such as Jordan. 
https://www.ncbi.nlm.nih.gov/pubmed/30579650  
 
Bakhbakhi, D., Burden, C., Storey, C., Heazell, A. E., Lynch, M., Timlin, L., Gold, K. and 
Siassakos, D. (2019). "PARENTS 2 Study: a qualitative study of the views of healthcare 
professionals and stakeholders on parental engagement in the perinatal mortality review-
from 'bottom of the pile' to joint learning." BMJ Open 8(11): e023792. 
 
OBJECTIVE: Engaging bereaved parents in the review process that examines their care before and 
after a perinatal death might help parents deal with their grief more effectively and drive 
improvements in patient safety. The objective of this study is to explore whether healthcare 
professionals would accept or support parent engagement in the perinatal mortality review 
process. DESIGN: Qualitative focus group interviews. Transcripts were analysed with an inductive 
thematic approach. SETTING: Two geographically distinct tertiary maternity hospitals in the UK. 
PARTICIPANTS: Five focus groups were conducted with clinical staff including midwives, 
obstetricians, neonatologists, nursing staff and chaplaincy services. RESULTS: Twenty-seven 
healthcare professionals unanimously agreed that parents' involvement in the perinatal mortality 
review process is useful and necessary. Six key themes emerged including: parental engagement; 
need for formal follow-up; critical structure of perinatal mortality review meeting; coordination and 
streamlining of care; advocacy for parents including role of the bereavement care lead; and 
requirement for training and support for staff to enable parental engagement. CONCLUSIONS: 
Healthcare professionals strongly advocated engaging bereaved parents in the perinatal mortality 
review: empowering parents to ask questions, providing feedback on care, helping generate 
lessons and providing them with the opportunity to discuss a summary of the review conclusions 
with their primary healthcare professional contact. The participants agreed it is time to move on 
from 'a group of doctors reviewing notes' to active learning and improvement together with 
parents, to enable better care and prevention of perinatal death. 
https://www.ncbi.nlm.nih.gov/pubmed/30798293  
 
Booth, A., Maddison, J., Wright, K., Fraser, L. and Beresford, B. (2018). "Research 
prioritisation exercises related to the care of children and young people with life-limiting 
conditions, their parents and all those who care for them: A systematic scoping review." 
Palliat Med 32(10): 1552-1566. 
 
BACKGROUND: In planning high-quality research in any aspect of care for children and young 
people with life-limiting conditions, it is important to prioritise resources in the most appropriate 
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areas. AIM: To map research priorities identified from existing research prioritisation exercises 
relevant to infants, children and young people with life-limiting conditions, in order to inform 
future research. DESIGN: We undertook a systematic scoping review to identify existing research 
prioritisation exercises; the protocol is publicly available on the project website. DATA SOURCES: 
The bibliographic databases ASSIA, CINAHL, MEDLINE/MEDLINE In Process and Embase were 
searched from 2000. Relevant reference lists and websites were hand searched. Included were any 
consultations aimed at identifying research for the benefit of neonates, infants, children and/or 
young people (birth to age 25 years) with life-limiting, life-threatening or life-shortening 
conditions; their family, parents, carers; and/or the professional staff caring for them. RESULTS: A 
total of 24 research prioritisation exercises met the inclusion criteria, from which 279 research 
questions or priority areas for health research were identified. The priorities were iteratively 
mapped onto an evolving framework, informed by World Health Organization classifications. This 
resulted in identification of 16 topic areas, 55 sub-topics and 12 sub-sub-topics. CONCLUSION: 
There are numerous similar and overlapping research prioritisation exercises related to children 
and young people with life-limiting conditions. By mapping existing research priorities in the 
context in which they were set, we highlight areas to focus research efforts on. Further priority 
setting is not required at this time unless devoted to ascertaining families' perspectives. 
https://www.ncbi.nlm.nih.gov/pubmed/30404588  
 
Bryan, G., Bluebond-Langner, M., Kelly, D., Kumpunen, S., Oulton, K. and Gibson, F. (2019). 
"Studying Children's Experiences in Interactions With Clinicians: Identifying Methods Fit for 
Purpose." Qual Health Res 29(3): 393-403. 
 
Increased emphasis on the child's voice and point of view in care and treatment has led to an 
expansion in the development of methods to access and identify their perspectives. Drawing on 
our experiences in a study of children with leukemia in hospital, this article explains the challenges 
and opportunities that arise in the use of five commonly used methods in a study of hospitalized 
children's experiences with health care professionals, including the "Draw and Write" technique, a 
sticker activity, a paper-person exercise, informal interviews, and participant observation. Each of 
these methods was examined with regard to ease of use, data generation, and utility of data for 
accessing children's perspectives and development of initial clinical guidance. 
https://www.ncbi.nlm.nih.gov/pubmed/30270755  
 
Butler, A. E., Copnell, B. and Hall, H. (2019). "The impact of the social and physical 
environments on parent-healthcare provider relationships when a child dies in PICU: 
Findings from a grounded theory study." Intensive Crit Care Nurs 50: 28-35. 
 
OBJECTIVES: This study explores the influences of the paediatric intensive care environment on 
relationships between parents and healthcare providers when children are dying. It forms part of a 
larger study, investigating parental experiences of the death of their child in intensive care. 
RESEARCH METHODOLOGY: Constructivist grounded theory. SETTING: Four Australian paediatric 
intensive care units. MAIN OUTCOME MEASURES: Audio-recorded, semi-structured interviews 
were conducted with twenty-six bereaved parents. Data were analysed using the constant 
comparison and memoing techniques common to grounded theory. FINDINGS: The physical and 
social environment of the intensive care unit influenced the quality of the parent-healthcare 
provider relationship. When a welcoming, open environment existed, parents tended to feel 
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respected as equal and included members of their child's care team. In contrast, environments that 
restricted parental presence or lacked resources for parental self-care could leave parents feeling 
like 'watchers', excluded from their child's care. CONCLUSIONS: The paediatric intensive care unit 
environment either welcomes and includes parents of dying children into the care team, or 
demotes them to the status of 'watcher'. Such environments significantly influence the 
relationships parents form with healthcare staff, their ability to engage in elements of their 
parental role, and their experiences as a whole. 
https://www.ncbi.nlm.nih.gov/pubmed/29295759  
 
Caes, L., Jones, A. and Jordan, A. (2018). "Engaging use of social media as a research tool to 
capture the daily life experiences of young people with chronic pain." Evid Based Nurs 21(4): 
91-93. 
 
EBN engages readers through a range of online social media activities to debate issues important 
to nurses and nursing. EBN Opinion papers highlight and expand on these debates. 
https://www.ncbi.nlm.nih.gov/pubmed/30158175  
 
Chan, W. C. H., Wong, K. L. Y., Leung, M. M. M. and Lin, M. K. Y. (2019). "Perceived 
challenges in pediatric palliative care among doctors and nurses in Hong Kong." Death Stud 
43(6): 372-380. 
 
This study aims to examine perceived challenges, including knowledge, skills, self, and work 
environment, of professionals in providing pediatric palliative care (PPC) in Hong Kong and the 
differences in perceived challenges between groups. A total of 680 pediatric doctors and nurses 
participated in the survey. They tended to perceive the provision of PPC as difficult and considered 
"advanced skills" (those dealing with death-related issues) challenging. Findings indicate that 
nurses, professionals who are less experienced, do not have children, and have not received 
palliative care training perceived a higher level of challenges in providing PPC. Implications for 
training and support are discussed. 
https://www.ncbi.nlm.nih.gov/pubmed/30015574  
 
Chong, P. H., Walshe, C. and Hughes, S. (2019). "Perceptions of a Good Death in Children 
with Life-Shortening Conditions: An Integrative Review." J Palliat Med 22(6): 714-723. 
 
Background: For children with life-shortening illness, achieving a "good death" can be a tacit goal. 
There is little understanding of how different stakeholders perceive what a "good death" might be. 
Objective: To review empirical literature to construct an understanding of a "good death" for 
children with life-shortening conditions. Design: An integrative review approach was followed. This 
involved searching across Embase, Web of Science, Medline, CINAHL, and PsycINFO (no date limits 
set), as well as identifying eligible studies tracking reference lists. Appraisal of shortlisted articles in 
full text was performed, followed by data extraction, synthesis, and interpretation. Results: Analysis 
of articles (n = 24) yielded a dynamic and layered narrative about a good death that revolved 
around three themes. (1) Level of needs: includes both practical support and aspirational goals 
such as "do everything." (2) The composite experience: whether positive or negative adds to 
produce a sense of suffering. (3) Control (preservation and letting go): moving from maintaining 
status quo to acceptance of the child's death, the experience of which also contributes to suffering. 

https://www.ncbi.nlm.nih.gov/pubmed/29295759
https://www.ncbi.nlm.nih.gov/pubmed/30158175
https://www.ncbi.nlm.nih.gov/pubmed/30015574


23 
 

Framed using a health care system perspective, a concept map that interprets a good death in 
children with life-shortening conditions is represented. Conclusions: A single yet holistic 
understanding of a good death experienced in the "real world" is suggested. Pediatric health and 
social care providers, and even policy makers, can use this new understanding to conceive 
alternative approaches to enhance support to dying children and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/30540549  
 
Claudio, C. H., Dizon, Z. B. and October, T. W. (2018). "Evaluating Palliative Care Resources 
Available to the Public Using the Internet and Social Media." Am J Hosp Palliat Care 35(9): 
1174-1180. 
 
BACKGROUND: Accessible information about palliative care available to the public on the Internet 
is growing. We do not know whether this information is consistent with the current accepted 
definition of palliative care. AIM: To identify resources on the Internet and social media regarding 
palliative care and evaluate the information conveyed. DESIGN: A cross-sectional study of 
"palliative care" search results. SETTING: Top 10 Google websites, top 10 most viewed YouTube 
videos, and social media platforms, Facebook and Twitter, were searched. RESULTS: The most 
popular Google websites were mostly from national organizations promoting palliative care, 
whose definitions of palliative care consistently mention "quality of life" and "relief from symptoms 
and stress." None of the websites mentioned children, and 77% cited palliative care as treatment 
for cancer with less focus on other diseases. No personal stories were included in Google websites, 
while 60% of YouTube videos included personal stories. Five main themes were generated from 
266 YouTube video comments analyzed. The most common theme was emotionality, of which 91% 
were positive statements. Facebook and Twitter were mostly used by health-care professionals and 
not the public. CONCLUSIONS: Palliative care resources are mostly positive and consistent with the 
current definition of palliative care. Major Internet search engines such as Google and YouTube 
provide valuable insight into information the public receives about palliative care. Future 
development of Internet resources on palliative care should consider including children and 
emphasizing palliative care for all life-limiting illnesses. 
https://www.ncbi.nlm.nih.gov/pubmed/29552895  
 
Cole, M. A. and Foito, K. (2019). "Pediatric End-of-life Simulation: Preparing the Future 
Nurse to Care for the Needs of the Child and Family." J Pediatr Nurs 44: e9-e12. 
 
PURPOSE: Preparing a future nurse to respond to the complex and sensitive needs of a child and 
family during the end-of-life requires more than didactic content in a classroom. During clinical 
experiences, students may care for children diagnosed with a terminal illness however; it is less 
likely that a student will have a clinical opportunity to care for a child and their family at the end-
of-life. Without having an experience, it is challenging to teach students how to care for the dying 
child and family including how to appreciate the emotions, thoughts, and expectations when faced 
with a pediatric death (Lindsay, 2010). DESIGN AND METHODS: The instructional model integrates 
an end-of-life simulation into an undergraduate pediatric nursing course allowing students to 
practice caring for a child and their family while developing an understanding of the unique needs 
of a dying pediatric patient. RESULTS: Post simulation, students participating in guided reflection, 
identified several themes impacting their experience with end-of-life care, including symptom 
management, emotional care and "what to say". CONCLUSIONS: The structured simulated 

https://www.ncbi.nlm.nih.gov/pubmed/30540549
https://www.ncbi.nlm.nih.gov/pubmed/29552895


24 
 

experience provided knowledge, skill and awareness to the role of the nurse when providing care 
at the end-of-life. PRACTICE IMPLICATIONS: Nurses' behaviors and responses when caring for a 
child can have a significant impact on the family's experience and memory of their child's death. 
Unintended actions may result in the family experiencing negative impressions, causing further 
distress to the grieving family (Butler, Hall, Willetts, & Copnell, 2015). 
https://www.ncbi.nlm.nih.gov/pubmed/30266527  
 
De Zen, L., Marchetti, F., Barbi, E. and Benini, F. (2018). "Off-label drugs use in pediatric 
palliative care." Ital J Pediatr 44(1): 144. 
 
BACKGROUND: Paediatric palliative care (PPC) aim to ensure the control of symptoms and the best 
possible quality of life for patients whose underlying disease, characterized by an unstoppable 
evolution and negative prognosis, no longer responds to specific treatments. The scientific 
evidence in this context are very deficient and, in order to obtain welfare objectives consistent with 
the situation, in the overwhelming majority of cases the prescription of drugs is off-label for 
indication of use and/or for age and/or for way of administration and/or formulation. The Agenzia 
Italiana del Farmaco - AIFA and the Italian Society of Palliative Care (Societa Italiana di Cure 
Palliative - SICP), under a dedicated working group, wrote a document that collects the scientific 
evidence available to support the off-label use of medicines more frequently used in PPC. The goal 
is to certify the consolidated off-label use of these drugs and propose their use under the Law 
648/96, in the absence of data from its pivotal clinical trials. Aim of the commentary is to report 
the conditions for this important work and to present the 10 drugs, usually used off-label in PPC 
and in pain therapy, now included in Law 648/96. CONCLUSION: This work is deemed essential to 
resolve, at least in part, the lack of availability of medicines researched and approved. 
https://www.ncbi.nlm.nih.gov/pubmed/30486873  
 
 
Dencker, A., Murray, S. A., Mason, B., Rix, B. A., Boge, P. and Tjornhoj-Thomsen, T. (2019). 
"Disrupted biographies and balancing identities: A qualitative study of cancer patients' 
communication with healthcare professionals about dependent children." Eur J Cancer Care 
(Engl) 28(2): e12991. 
 
OBJECTIVE: About 14% of cancer patients live with dependent children. Healthcare professionals 
are well placed to help patients support their children as part of a patient-centred practice. 
Children tend to appreciate open communication during the course of illness, but patients often 
find this difficult. However, research is unclear about patients' preferences and their willingness to 
talk with healthcare professionals about their dependent children. METHODS: We conducted 15 in-
depth interviews with patients from haematological (N = 11) and gynaecological oncology (N = 4). 
The interviews and subsequent analysis focused on patients' communicative preferences, taking 
the theoretical framework of "biographical disruption" as a starting point and using Jenkins' 
concept of identity as a social, relational and dynamic process. RESULTS: We identified two overall 
identities at stake for seriously ill patients with parental responsibility: "patient identity" and 
"parent identity." As "patients," patients were ambivalent about relating to their children, but as 
"parents" they wanted healthcare professionals to talk about their children. CONCLUSION: In order 
to be patient-centred, clinicians should, we suggest, acknowledge that patients have these 
conflicting perspectives and identities, which surface at various times and situations throughout 
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their illness trajectories. Research is needed to further explore these findings in different illness 
groups and cultures. 
https://www.ncbi.nlm.nih.gov/pubmed/30628750  
 
Downing, J., Boucher, S., Ambler, J., Brand, T., Sithole, Z., Nkosi, B., Meiring, M., Gwyther, E., 
Sithole, L., Steel, B. and Daniels, A. (2018). "Inspiration, innovation and integration: 
highlights from the third ICPCN conference on children's palliative care, 30 May to 2 June 
2018, Durban, South Africa." Ecancermedicalscience 12: 870. 
 
The International Children's Palliative Care Network (ICPCN) held its third international conference 
on children's palliative care in Durban, South Africa, from May 30 2018 to 2 June 2018. The 
conference-inspiration, innovation and integration-brought together 250 participants from 41 
countries and was held in conjunction with local partners-Umduduzi Hospice Care for Children, 
Palliative Treatment for Children South Africa (Patch SA) and the Hospice and Palliative Care 
Association of South Africa. It built on national and global developments in palliative care such as 
its inclusion in Universal health coverage (UHC), the Lancet Commission report on pain and 
palliative care and the sustainable development goals (SDGs), and aimed to raise the profile of 
children's palliative care in KwaZulu-Natal (KZN) and nationally. Seven pre-conference workshops 
were held prior to the conference on topics such as pain and symptom management, children's 
palliative care within a humanitarian crisis, perinatal palliative care, research, developing 
programmes, ethical issues and difficult conversations in children's palliative care. Delegates were 
welcomed in true Durban style at the welcome reception hosted by the City of Durban and uShaka 
Marine World. The opening plenary included entertainment from the Open Air School and Hillcrest 
Primary School, and inspirational talks from the Member of the Executive Council (MEC) for Health, 
a representative of the World Health Organization (WHO), the Chief Executive of ICPCN and the 
Noble Peace Prize Nominee Dr MR Rajagopal from Pallium India. Plenary sessions were 
interspersed throughout the conference with 56 oral concurrent presentations and workshops, six 
'Meet the expert sessions' 100 poster presentations and the South African Premier of the film 
'Hippocratic: 18 Experiments in gently shaking the world'. There was a great feeling of networking 
and learning throughout the conference, with the conference being well evaluated, and an 
increase in the level of presentations and research from previous conferences demonstrating the 
steps that are being taken in children's palliative care globally. 
https://www.ncbi.nlm.nih.gov/pubmed/30263061  
 
Eche, I. J. and Aronowitz, T. (2018). "Factors That Influence Parental Uncertainty and Health-
Related Quality of Life in Children With Cancer: A Framework." Nurs Sci Q 31(4): 362-368. 
 
The purpose of this paper is to present a conceptual-theoretical-empirical model addressing 
factors that influence the relation between parental uncertainty and health-related quality of life in 
children with cancer. The basic concepts identified and defined in the model include parental 
uncertainty, health-related quality of life, parental trait anxiety, parental depression, and perceived 
parental social support. The proposed relationships between the concepts are explained with 
explicit linkages to their empirical indicators. There is limited research in childhood cancer 
regarding the relation between parental uncertainty and health-related quality of life; therefore, 
the proposed model will help to better understand this relationship. 
https://www.ncbi.nlm.nih.gov/pubmed/30223741  
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Edda Messi, B. (2019). "[Paediatric palliative care and the nursing role]." Rev Infirm 68(247): 
30-31. 
 
Paediatric palliative care has only been clearly referred to as such in France since 2008. It is defined 
as care provided from the antenatal period until the age of 19 to children suffering from a disease 
which limits or threatens their life expectancy. Many nurses will encounter patients such as these at 
some point during their career in a health or medical-social facility. They require multi-disciplinary 
care and coordination between all the health professionals involved in the treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/30910115  
 
Ekberg, S., Danby, S., Rendle-Short, J., Herbert, A., Bradford, N. K. and Yates, P. (2019). 
"Discussing death: Making end of life implicit or explicit in paediatric palliative care 
consultations." Patient Educ Couns 102(2): 198-206. 
 
OBJECTIVE: To consider whether and how family members and clinicians discuss end of life during 
paediatric palliative care consultations. METHODS: Nine naturally occurring paediatric palliative 
care consultations were video recorded and analysed using conversation analytic methods. 
ANALYSIS: Focusing on three consultations in which end of life was treated as a certain outcome, 
analysis explored ways in which end of life was made either implicit or explicit within these 
consultations. Our analysis suggests that end of life was made explicit when: 1) ancillary to the 
current focus of discussion, 2) in relation to someone else's child, or 3) specifically relevant to the 
local context of the discussion. More commonly, in all other instances in the data, end of life was 
made implicit during discussions relating to this matter. CONCLUSION: This preliminary research 
indicates that the local context of a conversation can influence how end of life is mentioned and 
discussed. PRACTICE IMPLICATIONS: Clinicians often are encouraged to promote honest and 
'open' discussions about end of life. Our findings show that it is not necessary to explicitly mention 
end of life in order to discuss it. 
https://www.ncbi.nlm.nih.gov/pubmed/30236971  
 
Ferrell, B. R., Twaddle, M. L., Melnick, A. and Meier, D. E. (2018). "National Consensus 
Project Clinical Practice Guidelines for Quality Palliative Care Guidelines, 4th Edition." J 
Palliat Med, 10.1089/jpm.2018.0431. 
 
BACKGROUND: The goal of the 4th edition of the National Consensus Project Clinical Practice 
Guidelines for Quality Palliative Care (NCP Guidelines) is to improve access to quality palliative care 
for all people with serious illness regardless of setting, diagnosis, prognosis, or age. OBJECTIVE: 
The NCP Guidelines are intended to encourage and guide healthcare organizations and clinicians 
(including nonpalliative care specialists) across the care continuum to integrate palliative care 
principles and best practices into their routine assessment and care of all seriously ill patients and 
their family caregivers. METHODS: The NCP Guidelines formalize and delineate evidence-based 
processes and practices for the provision of safe and reliable high-quality palliative care for adults, 
children, and families with serious illness in all care settings. RESULTS: This article presents the key 
domains and guidelines of the 4th edition. 
https://www.ncbi.nlm.nih.gov/pubmed/30179523  
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Ghirotto, L., Busani, E., Salvati, M., Di Marco, V., Caldarelli, V. and Artioli, G. (2019). 
"Researching children's perspectives in pediatric palliative care: A systematic review and 
meta-summary of qualitative research." Palliat Support Care 17(1): 107-118. 
 
OBJECTIVE: Qualitative research is pivotal in gaining understanding of individuals' experiences in 
pediatric palliative care. In the past few decades, the number of qualitative studies on pediatric 
palliative care has increased slightly, as has interest in qualitative research in this area. 
Nonetheless, a limited number of such studies have included the first-person perspective of 
children. The aim of this article is to understand the contribution of previous qualitative research 
on pediatric palliative care that included the voices of children. METHOD: A systematic review of 
qualitative studies and a meta-summary were conducted. MEDLINE, CINAHL, PsycINFO, 
PsycARTICLES, and ERIC were searched without limitations on publication date or language. 
Eligible articles were qualitative research articles in which the participants were children ranging in 
age from 3 to 18 years. Result We retrieved 16 qualitative research articles reporting on 12 unique 
studies, and we selected two mixed-method articles. The meta-summary shows eight themes: the 
relationship with professional caregivers, pain and its management, "living beyond pain," the 
relationship between pediatric patients and their families, children's view on their treatment and 
service provision, meanings children give to their end-of-life situation, consequences of clinical 
decisions, and the relationships among children in pediatric palliative care and their peers. 
Significance of results This meta-summary presents the "state of the art" of pediatric palliative care 
qualitative research on children and highlights additional research areas that warrant qualitative 
study. 
https://www.ncbi.nlm.nih.gov/pubmed/29808788 
 
Ghoshal, A., Talawadekar, P., Palleri, A., Marston, J. and Muckaden, M. (2018). "Impact of 
Educational Training in Improving Skills, Practice, Attitude, and Knowledge of Healthcare 
Workers in Pediatric Palliative Care: Children's Palliative Care Project in the Indian State of 
Maharashtra." Indian J Palliat Care 24(4): 411-425. 
 
Background: The "Children's Palliative Care Project" was initiated in October 2010 in the Indian 
state of Maharashtra with a view to improve the quality of life of children with life-limiting 
conditions. This study evaluates its education and training component through a questionnaire. 
Materials and Methods: A cross-sectional survey was carried out pre-/post-training among 258 
doctors, nurses, social workers, and counselors at three sites in Maharashtra in March 2015. 
Descriptive statistics were used for data analysis. Results: Sixty-two participants responded. 
Posttraining, doctors and the nurses had a better level of knowledge, skill set, and attitude; 
whereas social workers and counselors fared better with prevailing care practices. Participants 
advocated using morphine only when other analgesics had failed and suggested ways for better 
service delivery of care. Conclusion: The study gives a rough idea of the prevailing practice of 
pediatric palliative care among the health-care workers (who participated in the survey) and 
suggests practical ways to improve it. 
https://www.ncbi.nlm.nih.gov/pubmed/30410252  
 
Guttmann, K., Flibotte, J. and DeMauro, S. B. (2018). "Parental Perspectives on Diagnosis 
and Prognosis of Neonatal Intensive Care Unit Graduates with Cerebral Palsy." J Pediatr 203: 
156-162. 
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OBJECTIVES: To describe how parents of neonatal intensive care unit (NICU) graduates with 
cerebral palsy (CP) perceive both the accuracy of prognoses provided in the NICU and the timing 
of their child's diagnosis of CP, and to assess the influence of functional outcome on these 
perceptions. STUDY DESIGN: We surveyed parents of NICU graduates with CP about timing and 
benefit of diagnosis, accuracy of prognosis, and functional abilities of their children. After piloting 
and validation, CP parent support groups circulated the survey on social media, websites, and 
email lists. Bivariate relationships between categorical responses to survey questions were assessed 
with the chi(2) test, and multivariable logistic regression was performed to identify independent 
factors associated with perceptions about the timing of diagnosis. RESULTS: Parents of 463 
children were included. Two-thirds (67%) of the children were diagnosed with CP before age 2 
years, yet 40% of the respondents felt that diagnosis was made late, and only 11% categorized 
diagnosis as early. More than one-half (59%) perceived a benefit to diagnosis. There was a 
significant association between earlier age at diagnosis and greater functional limitations; 24% of 
parents who recalled being given a prognosis reported that their child functioned as predicted, 
and 46% reported that their child exceeded expectations. Parents were more likely to believe that 
children with fewer functional limitations had exceeded expectations. CONCLUSION: Parents 
remember prognostic discussions about children who develop CP as underestimating functional 
outcome. Diagnosis is rarely seen as early and is associated with benefits. These observations 
suggest that clinicians should aim to diagnose CP early and to maintain guarded optimism about 
future outcomes. Tools for improved communication are urgently needed. 
https://www.ncbi.nlm.nih.gov/pubmed/30244983  
 
Hansen, T. W. R., Aasland, O., Janvier, A. and Forde, R. (2018). "Physician characteristics 
influence the trends in resuscitation decisions at different ages." Acta Paediatr 107(12): 
2115-2119. 
 
AIM: We examined how physicians in different medical specialties would evaluate treatment 
decisions for vulnerable patients in need of resuscitation. METHODS: A survey depicting six acutely 
ill patients from newborn infant to aged, all in need of resuscitation with similar prognoses, was 
distributed (in 2009) to a representative sample of 1650 members of the Norwegian Medical 
Association and 676 members of the Norwegian Pediatric Association. RESULTS: There were 1335 
respondents (57% participation rate). The majority of respondents across all specialties thought 
resuscitation was in the best interest of a 24 weeks' gestation preterm infant and would resuscitate 
the patient, but would also accept palliative care on the family's demand. Accepting a family's 
refusal of resuscitation was more common for the newborn infants. Specialists were overall similar 
in their answers, but specialty, age and gender were associated with different answers for the 
patients at both ends of the age spectrum. CONCLUSION: Resuscitation decisions for the very 
young do not always seem to follow the best interest principle. Specialty and personal 
characteristics still have an impact on how we consider important ethical issues. We must be 
cognisant of our own valuations and how they may influence care. 
https://www.ncbi.nlm.nih.gov/pubmed/29570850  
 
Harrop, E. J., Boyce, K., Beale, T. and Brombley, K. (2018). "Fifteen-minute consultation: 
Developing an advance care plan in partnership with the child and family." Arch Dis Child 
Educ Pract Ed 103(6): 282-287. 
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An advance care plan (ACP) is the record of a discussion between an individual (where possible), 
their professional care givers and those close to them about their future care. When performed 
well, the process provides all those involved with the opportunity to talk honestly about the future 
allowing children and their families to retain autonomy and to influence how they are looked after. 
While this may represent a difficult area of practice for healthcare professionals, both staff and 
families appear to benefit when the process is fully informed and the child and family are actively 
involved. This article is enriched by the insight of two bereaved parents, who have engaged 
actively with the process of advance care planning. As a multidisciplinary writing team, we aim to 
share our experiences, in the context of recent national guidance, on the use of ACPs. 
https://www.ncbi.nlm.nih.gov/pubmed/29574420  
 
Jordan, M., Keefer, P. M., Lee, Y. A., Meade, K., Snaman, J. M., Wolfe, J., Kamal, A. and 
Rosenberg, A. (2018). "Top Ten Tips Palliative Care Clinicians Should Know About Caring for 
Children." J Palliat Med 21(12): 1783-1789. 
 
Given the limited number of pediatric-specific palliative care programs, palliative care providers of 
all disciplines may be called on to care for infants, children, and adolescents with serious illness. 
This article provides a review of the unique components of pediatric palliative care, including key 
roles within an interdisciplinary team, pediatric developmental considerations, use of medical 
technology and complexities of symptom management in children with serious illness, hospice 
utilization, as well as pointers for discussions with families regarding a patient's quality of life and 
goals of care. 
https://www.ncbi.nlm.nih.gov/pubmed/30289325  
 
Kaye, E. C., Kiefer, A., Zalud, K., Gattas, M., Snyder, I., Spraker-Perlman, H. and Baker, J. N. 
(2018). "Advancing the field of communication research in pediatric oncology: A systematic 
review of the literature analyzing medical dialogue." Pediatr Blood Cancer 65(12): e27378. 
 
Historically, communication research in pediatric oncology has relied on surveys and interviews, 
resulting in cross-sectional and retrospective studies constrained by selection, recognition, and 
recall biases. This systematic review identifies and synthesizes the published literature analyzing 
primary data from recorded conversations between pediatric oncologists, patients with cancer, and 
their families, with the following objectives: (1) to identify the extent and content of the evidence 
base, (2) to describe methodological strategies utilized in the analysis of recorded medical 
dialogue, (3) to aggregate salient findings, and (4) to generate recommendations for future 
prospective research related to analysis of medical dialogue in pediatric oncology. 
https://www.ncbi.nlm.nih.gov/pubmed/30070015  
 
Kazak, A. E., Scialla, M. A., Patenaude, A. F., Canter, K., Muriel, A. C., Kupst, M. J., Chen, F. F. 
and Wiener, L. (2018). "The multidisciplinary pediatric psycho-oncology workforce: A 
national report on supervision for staff and training opportunities." Psychooncology 27(12): 
2802-2808. 
 
OBJECTIVE: This paper presents data on licensure/certification status, supervision of 
multidisciplinary pediatric psychosocial staff, and training opportunities in pediatric cancer 
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programs in the United States, data that are critical to provide care aligned with the Standards of 
Psychosocial Care in Pediatric Cancer (Psychosocial Standards). METHODS: An online survey of 
psychosocial care consistent with the Psychosocial Standards was completed from a national 
sample of pediatric cancer programs (144/200). Licensure/certification status, availability and 
format of supervision for multidisciplinary staff (social workers, psychologists, psychiatrists, child 
life specialists/recreational therapists), and types and number of psychosocial trainees were 
reported. RESULTS: Nearly all pediatric psychosocial providers were licensed/certified. Peer 
consultation was the most frequently endorsed form of staff supervision although a sizeable group 
of centers reported no systematic ongoing supervision. Trainees in social work and child life were 
most common although the size of trainee cohorts is generally small. Psychosocial trainees are 
more prevalent in sites with pediatric hematology/oncology medical fellowship programs and in 
larger programs. CONCLUSIONS: A properly trained and supported psychosocial workforce is 
essential to providing evidence-based care consistent with the Psychosocial Standards. 
Psychosocial providers are appropriately licensed. However, supervision opportunities are variable 
and may be inadequate for the intensity of the work. It is important to address the limited 
opportunities for trainees in pediatric cancer programs, which may influence the pipeline for 
ongoing and future work in this area. 
https://www.ncbi.nlm.nih.gov/pubmed/30242934  
 
Krikheli, L., Carey, L. B., Mathisen, B. A., Erickson, S. and Carey-Sargeant, C. L. (2018). 
"Speech-language pathologists in paediatric palliative care: a Delphi study protocol." BMJ 
Support Palliat Care, 10.1136/bmjspcare-2018-001667. 
 
BACKGROUND: Given the dearth of literature and no clinical practice guidelines written for 
speech-language pathologists (SLPs) working in paediatric palliative care (PPC), a need has been 
identified to explore the scope of clinical practice and strategies used by SLPs. OBJECTIVE: This 
study aims to undertake an international investigation into the role and scope of practice of SLPs 
working in PPC to develop consensus-driven 'Recommendations for Speech-Language 
Pathologists in Paediatric Palliative Care Teams' (ReSP(3)CT). METHODS: A modified Delphi process 
will be used to synthesise consensus-based statements from SLPs in six different countries about 
their role and practice working in PPC. Initially, preliminary survey data will be collected from SLPs 
to obtain demographic and caseload information. Respondents will then be invited to participate 
in an in-depth interview to explore common and unique themes that emerge from the online 
survey. Participants from the interview will then 'opt-in' to become Delphi panel members and 
receive questionnaires comprising statements for agreement over multiple rounds. Statements will 
be based on common themes that arise from the literature review, survey and interview data. The 
Delphi process for each statement will stop if statements achieve >/= 70 % agreement and an IQR 
of </= 1 (maximum of five rounds). CONCLUSION: This is the first study to investigate the role and 
practice of SLPs in PPC across internationally accepted scope of practice areas. The study will use 
existing frameworks for statistical analysis and a mixed-methods approach to aid in the synthesis 
of statements/recommendations for international consensus. 
https://www.ncbi.nlm.nih.gov/pubmed/30446492  
 
Krikheli, L., Mathisen, B. A. and Carey, L. B. (2018). "Speech-language pathology in 
paediatric palliative care: A scoping review of role and practice." Int J Speech Lang Pathol 
20(5): 541-553. 
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PURPOSE: Attempts have been made within the literature to clarify the role and scope of speech-
language pathologists (SLPs) within paediatric palliative care (PPC). As SLP literature regarding 
adult/geriatric populations is gaining traction, it is fitting to investigate the role of SLPs in the 
management of infants and children in end-of-life care. METHOD: Arksey and O'Malley's ( 2005 ) 
scoping review method was utilised for searching multiple databases. Two database searches were 
undertaken. The first located literature in which SLP PPC intervention is specifically addressed. The 
second search utilised internationally recognised SLP scope of practice areas. Manual searching of 
reference lists was also utilised. RESULT: Themes identified included management of 
communication, feeding, upper-airway and oral health as well as the role of SLPs within a 
multidisciplinary PPC team. CONCLUSION: There is acknowledgement that SLPs have a role in PPC. 
However, there is little information identifying SLP involvement in the diagnosis and management 
of swallowing, cognition/communication, oral hygiene and upper airway issues. The available 
literature predominantly relies on limited adult palliative care research and does not address age-
specific management approaches across the paediatric life-stage. Given an absence of SLP PPC 
guidelines, further research is warranted to explicitly define SLP scope of practice within this 
population. 
https://www.ncbi.nlm.nih.gov/pubmed/28665209  
 
Lavender, V., Gibson, F., Brownsdon, A., Fern, L., Whelan, J. and Pearce, S. (2019). "Health 
professional perceptions of communicating with adolescents and young adults about bone 
cancer clinical trial participation." Support Care Cancer 27(2): 467-475. 
 
PURPOSE: Low recruitment of adolescents and young adults in cancer clinical trials is widely 
reported and may be linked to limited improvements in survival. Research to date does not 
adequately explain all underlying reasons for poor trial accrual. This paper reports health 
professional perceptions of communicating with adolescents and young adults with bone sarcoma 
about clinical trial participation. METHODS: This study used narrative inquiry. Findings are reported 
from thematic analysis of in-depth interviews with 18 multidisciplinary health professionals 
working in a supra-regional bone and soft tissue sarcoma centre. RESULTS: Participants described 
professional expertise, the development of specialist knowledge and skills and strategies used to 
develop trusting relationships with adolescents and young adults with bone sarcoma. These factors 
were perceived to facilitate communication about clinical trial participation. Emergent themes were 
having credibility through expertise of the team, developing specialist communication skills 
through reflection on practice, having inclusive approaches to education and training about clinical 
trials, individual communication styles used to form trusting relationships, using a patient-centred 
approach to connect with adolescents and young adults, creating time needed to form trusting 
relationships and effective team working. CONCLUSIONS: We aligned findings of this study with 
characteristics of patient-physician trust and provide a basis for transferable recommendations. 
Our findings can be used to inform the development of age-specific, specialist communication 
skills and highlight health professional education needs about clinical trials. Additional research is 
needed to explore which elements of team working optimise improved clinical trial participation, in 
what contexts and why. 
https://www.ncbi.nlm.nih.gov/pubmed/29978324  
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Levine, D. R., Liederbach, E., Johnson, L. M., Kaye, E. C., Spraker-Perlman, H., Mandrell, B., 
Pritchard, M., Sykes, A., Lu, Z., Wendler, D. and Baker, J. N. (2019). "Are we meeting the 
informational needs of cancer patients and families? Perception of physician communication 
in pediatric oncology." Cancer 125(9): 1518-1526. 
 
BACKGROUND: High-quality oncology care is marked by skillful communication, yet little is known 
about patient and family communication perceptions or content preferences. Our study sought to 
elicit pediatric oncology patient and parent perceptions of early cancer communication to 
establish whether informational needs were met and identify opportunities for enhanced 
communication throughout cancer care. METHOD: An original survey instrument was developed, 
pretested, and administered to 129 patients, age 10-18 years, and their parents at 3 cancer centers 
between 2011 and 2015. Statistical analysis of survey items about perceived communication, 
related associations, and patient/parent concordance was performed. RESULTS: A greater 
percentage of participants reported "a lot" of discussion about the physical impact of cancer 
(patients, 58.1% [n = 75]; parents, 69.8% [n = 90]) compared with impact on quality of life (QOL) 
(patients, 44.2% [n = 57]; parents, 55.8% [n = 72]) or emotional impact (patients, 31.8% [n = 41]; 
parents, 43.4% [n = 56]). One fifth of patients (20.9% [n = 27]) reported they had no up-front 
discussion about the emotional impact of cancer treatment. Parents indicated a desire for 
increased discussion regarding impact on family life (27.9% [n = 36]), long-term QOL (27.9% [n = 
36]), and daily activities (20.2% [n = 26]). Patients more frequently than parents indicated a desire 
for increased physician/patient discussion around the impact on daily activities (patients, 40.3% [n 
= 52]; parents, 21.7% [n = 28]; P < .001), long-term QOL (patients, 34.9% [n = 45]; parents, 16.3% 
[n = 21]; P < .001), pain management (patients, 23.3% [n = 30]; parents, 7% [n = 9]; P < .001), 
physical symptom management (patients, 24% [n = 31]; parents, 7.8% [n = 10]; P < .001), short-
term QOL (patients, 23.3% [n = 30]; parents, 9.3% [n = 12]; P = .001), and curative potential 
(patients, 21.7% [n = 28]; parents, 8.5% [n = 11]; P = .002, P values calculated using McNemar's 
test). CONCLUSION: Oncologists may not be meeting the informational needs of many patients 
and some parents/caregivers. Communication could be enhanced through increased direct 
physician-patient communication, as well as proactive discussion of emotional symptoms and 
impact of cancer on QOL. 
https://www.ncbi.nlm.nih.gov/pubmed/30602057  
 
Lippe, M., Linton, B. and Jones, B. (2019). "Utilizing a collaborative learning activity to 
sensitize interprofessional students to palliative care scopes of practice with adolescent and 
young adults." J Interprof Care 33(2): 267-269. 
 
Adolescent and young adults diagnosed with cancer represent a vulnerable population needing 
careful collaborative care from interprofessional teams. Healthcare providers must understand and 
appreciate the respective scopes of practice of palliative care team members to maximize the 
quality of care provided to these patients. A team of graduate students engaged in a collaborative 
learning activity to explore professional roles and responsibilities of palliative care team members 
when caring for adolescent and young adult oncology patients. Following a literature review and 
community expert interviews, students identified shared responsibilities of all team members and 
unique contributions of various professions. Engaging in this process highlighted and clarified the 
full scope of practice for each specialized team member. Educators should consider utilizing a 
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similar collaborative learning activity to enhance students' understanding of the roles and 
responsibilities of each member of the interprofessional healthcare team. 
https://www.ncbi.nlm.nih.gov/pubmed/30358455  
 
Mallia, P. (2018). "WASP (Write a Scientific Paper): Special cases of selective non-treatment 
and/or DNR." Early Hum Dev 124: 62-64. 
 
Fetuses at low gestational age limit of viability, neonates with life threatening or life limiting 
congenital anomalies and deteriorating acutely ill newborn babies in intensive care, pose taxing 
ethical questions on whether to forego or stop treatment and allow them to die naturally. 
Although there is essentially no ethical difference between end of life decision between neonates 
and other children and adults, in the former, the fact that we are dealing with a new life, may pose 
greater problems to staff and parents. Good communication skills and involvement of all the team 
and the parents should start from the beginning to see which treatment can be foregone or 
stopped in the best interests of the child. This article deals with the importance of clinical ethics to 
avoid legal and moral showdowns and discusses accepted moral practice in this difficult area. 
https://www.ncbi.nlm.nih.gov/pubmed/29729816  
 
Menahem, S., Samson, T. and Shvartzman, P. (2018). "Next of Kin's Notification of Patient's 
Death: A Qualitative and Quantitative Preliminary Analysis." Am J Hosp Palliat Care 35(11): 
1402-1408. 
 
BACKGROUND: There are no published studies on notification of death by a next of kin to the 
treating medical staff. AIM: To explore the content and circumstances of death notifications by 
next of kin to the treating medical staff in a palliative home care unit. DESIGN: A cross-sectional 
study that combines qualitative and quantitative analysis. SETTING: Assessment of 153 telephone 
death notifications by a next of kin to the treating medical staff. RESULTS: The qualitative analysis 
of death notifications revealed 2 themes: direct and indirect death notifications. In direct 
notifications, death was portrayed by the notifier in direct and specific words such as death, the 
patient has died, or the patient is not alive. Indirect notifications included nonspecific or general 
descriptions of death such as breath cessation, it ended, or it's over or finished. Direct notifications 
tended to include specific requests from the medical staff and expressed acceptance and closure, 
while indirect notifications tended to include more general requests and expressed more panic, 
distress, or doubt in death. Although spouses were more likely to serve as the primary caregiver, 
the children or other family members were more likely to notify the treating staff. In 30% of the 
notifications, there was an element of doubt or uncertainty. Emotions were expressed in 20% of 
the notifications. Cessation of breathing was the most common physical sign mentioned. 
CONCLUSION: Medical staff members who receive notifications of death should expect and be 
prepared for the expression of varied emotions and doubts as an integral part of the notification. 
https://www.ncbi.nlm.nih.gov/pubmed/29660992  
 
Miele, M. J. O., Pacagnella, R. C., Osis, M. J. D., Angelini, C. R., Souza, J. L. and Cecatti, J. G. 
(2018). ""Babies born early?" - silences about prematurity and their consequences." Reprod 
Health 15(1): 154. 
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BACKGROUND: The principal aim of this study was to understand how communication between 
parents and health professionals concerning prematurity occurs, from delivery to admission to the 
neonatal Intensive Care Unit. METHODS: This is an exploratory, descriptive study with a qualitative 
methodology. Data were collected using tape-recorded and Focal Groups technique interview with 
mothers of premature newborns and health professionals involved in caring for preterm infants, at 
southeast Brazil. RESULTS: The word "premature" was not said or heard during prenatal care. From 
the narratives, it was observed that there was a lack of information available to pregnant women 
about preterm birth, failure in medical care regarding signs and symptoms reported by pregnant 
women, and lack of communication between the medical teams, mothers and family during 
delivery and Neonatal Intensive Care Unit (NICU) admission. CONCLUSION: There is a fine line 
between born too soon and die too soon, that increases stress, fear and distance impacting 
negatively over communication between mothers and health professionals during antenatal care, 
childbirth and NICU admission. 
https://www.ncbi.nlm.nih.gov/pubmed/30208906  
 
Mu, P. F., Tseng, Y. M., Wang, C. C., Chen, Y. J., Huang, S. H., Hsu, T. F. and Florczak, K. L. 
(2019). "Nurses' Experiences in End-of-Life Care in the PICU: A Qualitative Systematic 
Review." Nurs Sci Q 32(1): 12-22. 
 
The experiences of end-of-life care by nurses in the pediatric intensive care unit are the subject of 
this systematic review. Six qualitative articles from three different countries were chosen for the 
review using methods from Joanna Briggs Institute. The themes discovered included the following: 
insufficient communication, emotional burden, moral distress from medical futility, strengthening 
resilience, and taking steps toward hospice. These themes are discussed in detail followed by 
recommendations for practice to assist nurses in their quest for a good death for their pediatric 
patients. 
https://www.ncbi.nlm.nih.gov/pubmed/30798753  
 
Muriel, A. C., Tarquini, S. and Morris, S. E. (2018). "The "Liaison" in Consultation-Liaison 
Psychiatry: Helping Medical Staff Cope with Pediatric Death." Child Adolesc Psychiatr Clin N 
Am 27(4): 591-598. 
 
Pediatric consultation-liaison clinicians are well positioned to provide support, guidance, and 
systemic recommendations about how to help medical clinicians cope with the stresses of working 
with dying children. Interventions to support sustainability in this work need to occur at the 
institutional and team-based levels as well as in individual practice. Shared clinical work around 
challenging cases provides opportunities to engage with medical clinicians about their difficult 
experiences and provide reflection and support. Psychiatry services may also be in a role of 
advocating for institutionally based interventions that can help their medical colleagues. 
https://www.ncbi.nlm.nih.gov/pubmed/30219220  
 
Nan, J. K. M., Lau, B. H., Szeto, M. M. L., Lam, K. K. F., Man, J. C. N. and Chan, C. L. W. (2018). 
"Competence Enhancement Program of Expressive Arts in End-of-Life Care for Health and 
Social Care Professionals: A Mixed-Method Evaluation." Am J Hosp Palliat Care 35(9): 1207-
1214. 
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In the recent decades, expressive arts (EXA) has been used in end-of-life care (EOLC) for facilitating 
the quality of life of the patients and the caregivers. However, it may not be practical for every 
EOLC service to dispense EXA activities solely by extensively trained art therapy specialists. There is 
currently a lack of brief training for nonart therapists, which may have stifled the application of the 
techniques in clinical settings. The current study therefore described and evaluated the 
effectiveness of a 2-day EXA training workshop in enhancing practice, knowledge, and self-
competence among health and social care professionals working in EOLC using a mixed-method 
approach. The quantitative findings show significant improvement in perceived competence of 
providing services per holistic and person-centered EOLC objectives, nonpharmaceutical 
management of symptoms, and evidence-based psychosocial care as well as self-competence in 
death work (SCDW) after the workshop. The qualitative findings corroborated the quantitative 
results by suggesting that the improvement in competence could be associated with enhanced 
communication, meaning reconstruction, and therapeutic relationship with the clients as well as 
the improvement in mood, socialization, and self-esteem among the clients through the learned 
EXA activities. Our findings support the efficacy of a brief training of EXA activities for nonart 
therapists in enhancing multifaceted intervention competence. Further research on brief training 
will be needed to promote the use of EXA activities in the EOLC context. 
https://www.ncbi.nlm.nih.gov/pubmed/29621892  
 
Neilson, S. J. and Reeves, A. (2019). "The use of a theatre workshop in developing effective 
communication in paediatric end of life care." Nurse Educ Pract 36: 7-12. 
 
Being able to communicate effectively is an essential skill for all nurses. Communication in 
paediatric end of life care can be challenging for both the student and lecturer as it is a rare 
experience and challenging to teach. Innovative approaches to teaching communication skills such 
as role play, simulation and drama have been used; however there is a dearth of literature 
examining the use of drama in this specialist context. The aim of this study was to explore the 
effectiveness of a novel workshop in teaching transferable knowledge and skills in palliative, end of 
life and bereavement care communication to a convenience sample of first year pre-registration 
nursing students undertaking clinical skills training at a UK university. Qualitative and quantitative 
data were obtained from pre and post intervention questionnaires exploring student's perception 
of communication skills. Qualitative data were analysed thematically and quantitative data 
presented as standard descriptive statistics. The novel communication workshop facilitated 
students' exploration of how good and poor communication looks and feels and introduced aids 
to inform communication in clinical practice. Exposure to different learning approaches provided 
opportunities to both gain confidence in engaging in new learning activities and develop 
knowledge and skills through purposeful engagement. 
https://www.ncbi.nlm.nih.gov/pubmed/30831483  
 
 
Peng, N. H., Liu, H. F., Wang, T. M., Chang, Y. C., Lee, H. Y. and Liang, H. F. (2018). 
"Evaluation of Comfort and Confidence of Neonatal Clinicians in Providing Palliative Care." J 
Palliat Med 21(11): 1558-1565. 
 
BACKGROUND: Research found that low levels of professional confidence and personal comfort 
among neonatal clinicians regarding palliative care may indicate a lack of competence and 

https://www.ncbi.nlm.nih.gov/pubmed/29621892
https://www.ncbi.nlm.nih.gov/pubmed/30831483


36 
 

hesitancy to offer neonatal palliative care services. PURPOSE: This study evaluated the factors 
associated with the confidence and comfort levels of neonatal clinicians providing neonatal 
palliative care. METHODS: A cross-sectional survey and questionnaire were used to investigate the 
confidence and comfort levels of neonatal clinicians regarding neonatal palliative care. RESULTS: 
Research subjects included 154 neonatal clinicians. Clinicians' confidence in providing neonatal 
palliative care was significantly impacted by age, marital status, years of professional experience (p 
< 0.05), and prior palliative care training. Comfort levels were significantly impacted by educational 
degree, marital status, and years of working experience. Clinicians with a supportive workplace 
reported increases in both professional confidence (r = 0.286, p < 0.001) and personal comfort (r = 
0.521, p < 0.001). CONCLUSION: Research reveals the importance of neonatal palliative education 
and suggests further development of interdisciplinary neonatal palliative care teams to improve 
clinicians' professional confidence and personal comfort. 
https://www.ncbi.nlm.nih.gov/pubmed/30036114  
 
Pentaris, P., Papadatou, D., Jones, A. and Hosang, G. M. (2018). "Palliative care 
professional's perceptions of barriers and challenges to accessing children's hospice and 
palliative care services in South East London: A preliminary study." Death Stud 42(10): 649-
657. 
 
OBJECTIVES: Several barriers have been identified as preventing or delaying access to children's 
palliative care services. The aim of this study is to further explore such barriers from palliative care 
professionals' perspective from two London boroughs. METHODS: Qualitative-five children's 
palliative care professionals' perceptions were obtained from semi-structured interviews. RESULTS: 
Three themes emerged: availability and adequacy of child palliative care (e.g., unreliability of 
services), obstacles to accessing palliative care (e.g., logistical challenges), and cultural values and 
family priorities. CONCLUSION: These findings contribute to the equal opportunities dialogue in 
this sector and the need for future research to address the challenges identified. 
https://www.ncbi.nlm.nih.gov/pubmed/29393840  
 
Pravin, R. R., Enrica, T. E. K. and Moy, T. A. (2019). "The Portrait of a Dying Child." Indian J 
Palliat Care 25(1): 156-160. 
 
The portrait of a dying child is an homage to a child's journey from initial diagnosis to the terminal 
stages of illness in metastatic neuroblastoma, raising the critical question of the importance of 
defining a beautiful death - a concept I first came across as a literature student in Henrik Ibsen's 
renowned tragedy Hedda Gabler. In this article, we discuss a case study of a child named Peter 
(real names have been changed to maintain the confidentiality of the patient) and his family, 
whom I met during my oncology rotation as a junior pediatric resident, and various aspects of care 
- ranging from symptom management, pain control, the family as an emotional and spiritual unit 
and complications of metastatic disease. Interlaced amidst references of current practices related 
to pain control and palliation of symptoms are quotes from Dr Myra BluebondLangner's books and 
a personal encounter with the child to construct the child as a child and not another dying patient. 
The enigma of the definition of a beautiful death is also discussed from the patient and the 
family's point of view. An ideal medical death would be one without pain and with optimal 
symptom control; however, a beautiful death is so much more - encompassing a peaceful passing 
surrounded not by machines but by happiness around and at heart. We hope this article would 
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encourage pediatricians to continue to practice pediatric palliative care in the daily setting when 
dealing with critically ill patients or children in their final stages of life. 
https://www.ncbi.nlm.nih.gov/pubmed/30820120  
 
Rosenberg, A. R., Bona, K., Coker, T., Feudtner, C., Houston, K., Ibrahim, A., Macauley, R., 
Wolfe, J. and Hays, R. (2019). "Pediatric Palliative Care in the Multicultural Context: Findings 
From a Workshop Conference." J Pain Symptom Manage 57(4): 846-855.e842. 
 
CONTEXT: In our increasingly multicultural society, providing sensitive and respectful pediatric 
palliative care is vital. OBJECTIVES: We held a one-day workshop conference with stakeholders and 
pediatric clinicians to identify suggestions for navigating conflict when cultural differences are 
present and for informing standard care delivery. METHODS: Participants explored cases in one of 
four workshops focused on differences based on race/ethnicity, economic disparity, 
religion/spirituality, or family values. Each workshop was facilitated by two authors; separate 
transcriptionists recorded workshop discussions in real time. We used content analyses to 
qualitatively evaluate the texts and generate recommendations. RESULTS: Participants included 
142 individuals representing over six unique disciplines, 25 of the U.S., and three nations. Although 
the conference focused on pediatric palliative care, findings were broadly generalizable to most 
medical settings. Participants identified key reasons cultural differences may create tension and 
then provided frameworks for communication, training, and clinical care. Specifically, 
recommendations included phrases to navigate emotional conflict, broken trust, unfamiliar family 
values, and conflict. Suggested approaches to training and clinical care included the development 
of core competencies in communication, history taking, needs assessment, and emotional 
intelligence. Important opportunities for scholarship included qualitative studies exploring diverse 
patient and family experiences, quantitative studies examining health disparities, and randomized 
clinical trials testing interventions designed to improve community partnerships, communication, 
or child health outcomes. CONCLUSION: Taken together, findings provide a foundation for 
collaboration between patients, families, and clinicians of all cultures. 
https://www.ncbi.nlm.nih.gov/pubmed/30685496   
 
Slater, P. J. and Edwards, R. M. (2018). "Needs analysis and development of a staff well-
being program in a pediatric oncology, hematology, and palliative care services group." J 
Healthc Leadersh 10: 55-65. 
 
Purpose: Around 170 multidisciplinary staff of the Oncology Services Group at Queensland 
Children's Hospital, Brisbane, care for children with oncology, hematology, and palliative care 
needs from throughout Queensland and northern New South Wales. A series of challenges 
impacted staff resilience and retention, and strategies were needed to improve staff well-being 
and enable them to flourish despite the inherent work stressors. Methods: A needs analysis was 
conducted using themes from Discovery Interviews with 51 staff, surveys related to "The Work 
Stressors Scale - Pediatric Oncology" and "The Work Rewards Scale - Pediatric Oncology" 
completed by 59 staff, and an organizational staff survey responded to by 51 staff. Results: The 
needs analysis informed the development of a customized Oncology Staff Well-being Program 
with a range of strategies aligned to a PERMA framework for flourishing (positive emotion, 
engagement, relationships, meaning, and accomplishment). Positive emotion areas included 
education on topics such as well-being, resilience, responding to escalating behaviors, grief and 
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loss, and self-care. Staff attended the available mindfulness sessions, debriefing and counselors on 
site, developed self-care plans, and followed a well-being Facebook Group. Engagement was 
supported through exploring character strengths, improving communication, supporting 
innovation, and addressing frustrations and safety concerns. Relationships within the team were 
addressed through team building and social events. Meaning of the work was emphasized through 
sharing family updates and end of treatment celebrations. Accomplishments of staff were 
acknowledged in newsletters and meetings. Conclusion: The needs analysis drove a multifaceted 
approach to staff well-being with the development of strategies which aligned to a framework that 
would empower staff to flourish at work. Implementation and evaluation are ongoing and will be 
reported in a subsequent paper. 
https://www.ncbi.nlm.nih.gov/pubmed/30532608  
 
Slater, P. J., Edwards, R. M. and Badat, A. A. (2018). "Evaluation of a staff well-being 
program in a pediatric oncology, hematology, and palliative care services group." J Healthc 
Leadersh 10: 67-85. 
 
Purpose: Challenges experienced by staff in the Oncology Services Group at Queensland Children's 
Hospital led to issues with staff retention, well-being, and stress on team culture. Therefore, a 
customized program was developed through a needs analysis to improve the well-being and 
resilience of oncology staff, enabling them to cope with stressors and critical incidents inherent in 
their everyday work and to flourish. The program included education, on-site counselors, 
mindfulness sessions, debriefing, well-being resources, and improved engagement, support, and 
communication. Methods: Evaluation of the program in the first year examined program 
participation, staff feedback following education workshops and mindfulness sessions, staff 
retention rates, and the results of an annual organizational staff survey and a program outcome 
survey. Results: Approximately 76% of staff attended the Introduction to Well-being workshop, and 
98% of responses to survey questions were positive. Staff also provided positive feedback on the 
other well-being workshops and sessions embedded within existing education programs. 
Employee Assistance Program counseling sessions had an 81% uptake, with a wide variety of 
presenting issues, 62% related to work. All participants in mindfulness sessions agreed that it was a 
valuable tool to improve clinical practice, 94% said it had an immediate positive impact on their 
well-being, and 70% agreed that they were applying mindfulness principles outside the sessions. 
Staff retention and turnover improved. Staff reported a positive effect on awareness of self-care, 
addressing risks to resilience, seeking support from trusted colleagues, coping with critical 
incidents, and the ability to interact positively with patients and families. Conclusion: The 
evaluation showed a positive impact on staff well-being. Although there was a wide variety of 
successful interventions reported in the literature, sustainability needs to be considered. Feedback 
on this program found that staff appreciated being listened to, valued, and supported through the 
strategies, and the ongoing program will continue to monitor staff needs and be responsive in 
building their resilience and well-being. 
https://www.ncbi.nlm.nih.gov/pubmed/30532609  
 
Slater, P. J., Herbert, A. R., Baggio, S. J., Donovan, L. A., McLarty, A. M., Duffield, J. A., 
Pedersen, L. C., Duc, J. K., Delaney, A. M., Johnson, S. A., Heywood, M. G. and Burr, C. A. 
(2018). "Evaluating the impact of national education in pediatric palliative care: the Quality 
of Care Collaborative Australia." Adv Med Educ Pract 9: 927-941. 
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Purpose: The Quality of Care Collaborative Australia (QuoCCA) provided pediatric palliative care 
education across Australia with the aim of improving the quality of services. The education was 
delivered through a collaboration of six tertiary pediatric palliative care services, through funding 
for Nurse Educators, Medical Fellows, a National Allied Health Educator, and national project staff. 
Methods: Pre- and post-education surveys were completed by participants immediately following 
the education, and confidence and knowledge were measured along nine domains related to the 
care of the child and family, including managing a new referral, symptom management, 
medications, preparing the family, and using local agencies. Results: Education was provided to 
over 5,500 health and human service professionals in 337 education sessions across Australia 
between May 2015 and June 2017. Paired pre- and post-surveys were completed by 969 
participants and showed a significant improvement in all the domains measured. Those with no 
experience in caring for children receiving palliative care showed greater improvement following 
QuoCCA education compared to those with experience, although the latter had higher scores both 
before and after education. Similarly, those with no previous education showed greater 
improvement, but those with previous education showed higher scores overall. Participants in full-
day and half-day sessions showed greater improvement than those in short day sessions. Thus, the 
dosage of education in the length of the sessions and prior attendance impacted knowledge and 
confidence. Topics requested by the participants were analyzed. Educator learnings were that 
education was more effective when tailored to the needs of the audience, was interactive, and 
included story-telling, case studies, and parent experiences. Conclusion: These results encouraged 
the continuation of the provision of education to novice and experienced professionals who care 
for children with a life-limiting condition, leading to higher levels of confidence and knowledge. 
The learnings from this evaluation will be transferred into the second round of funding for the 
national QuoCCA education project. The next stage will focus on developing simulation and 
interactive training, accessible training modules, and videos on a national website. 
https://www.ncbi.nlm.nih.gov/pubmed/30588148  
 
Snaman, J. M., Kaye, E. C., Spraker-Perlman, H., Levine, D., Clark, L., Wilcox, R., Barnett, B., 
Sykes, A., Lu, Z., Cunningham, M. J. and Baker, J. N. (2018). "Incorporating Bereaved Parents 
as Faculty Facilitators and Educators in Teaching Principles of Palliative and End-of-Life 
Care." Am J Hosp Palliat Care 35(12): 1518-1525. 
 
BACKGROUND:: Education and training for interdisciplinary pediatric providers requires training in 
principles of palliative and end-of-life (EOL) care. The experiences of bereaved parents can inform 
and enhance palliative care educational curricula in uniquely powerful and valuable ways. The 
objective of this study is to present an innovative palliative care educational program facilitated by 
trained bereaved parents who serve as volunteer educators in local and national palliative care 
educational forums and to describe how incorporation of bereaved parents in these educational 
forums affects participant comfort with communication and management of children at the EOL. 
METHODS:: Parent educators underwent both general and session-specific training and 
participated in debriefings following each session. Survey tools were developed or adapted to 
determine how bereaved parent educators affected participant experiences in 3 different 
educational forums. Pre- and postsession surveys with incorporation of retrospective preprogram 
assessment items to control for response shift were used in the evaluation of institutional seminars 
on pediatric palliative and EOL care and role-play-based communication training sessions. Results 
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from feedback surveys sent to attendees were used to appraise the participants' experience at the 
international oncology symposium. RESULTS:: Involvement of trained parent educators across 
diverse, interdisciplinary educational forums improved attendee comfort in communicating with, 
and caring for, patients and families with serious illness. Importantly, parent educators also derive 
benefit from involvement in educational sessions with interdisciplinary clinicians. CONCLUSIONS:: 
Integration of bereaved parents into palliative and EOL care education is an innovative and 
effective model that benefits both interdisciplinary clinicians and bereaved parents. 
https://www.ncbi.nlm.nih.gov/pubmed/30012005  
 
Spierson, H., Kamupira, S., Storey, C. and Heazell, A. E. P. (2019). "Professionals' Practices 
and Views regarding Neonatal Postmortem: Can We Improve Consent Rates by Improving 
Training?" Neonatology 115(4): 341-345. 
 
BACKGROUND: In the UK, rates of neonatal post-mortem (PM) are low. Consent for PM is required, 
and all parents should have the opportunity to discuss whether to have a post-mortem 
examination of their baby. OBJECTIVES: We aimed to explore neonatal healthcare professionals' 
experiences, knowledge, and views regarding the consent process for post-mortem examination 
after neonatal death. METHOD: An online survey of neonatal healthcare providers in the UK was 
conducted. Responses from 103 healthcare professionals were analysed, 84 of whom were doctors. 
The response rate of the British Association of Perinatal Medicine (BAPM) members was 11.7%. 
RESULTS: Perceived barriers to PM included cultural and religious practices of parents as well as a 
lack of rapport between parents and professionals. Of the respondents, 69.4% had observed a PM; 
these professionals had improved satisfaction with their training and confidence in counselling (p 
< 0.001 and p < 0.001) but not knowledge of the procedure (p = 0.77). Healthcare professionals 
reported conservative estimates of the likelihood that a PM would identify significant information 
regarding the cause of death. CONCLUSIONS: Confidence of neonatal staff in counselling could be 
improved by observing a PM. Training for staff in developing a rapport with parents and 
addressing emotional distress may also overcome significant barriers to consent for PM. 
https://www.ncbi.nlm.nih.gov/pubmed/30879004  
 
Stout-Aguilar, J., Pittman, A., Bentley, R., Livingston, J. and Watzak, B. (2018). "The Effects 
of Interprofessional Pediatric End-of-Life Simulation on Communication and Role 
Understanding in Health Professions Students." Nurs Educ Perspect 39(6): 360-362. 
 
The purpose of this study was to analyze the impact of interprofessional pediatric end-of life 
simulations for health professions students. A quasiexperimental design was used with three 
TeamSTEPPS(R) tools. Forty-one students were enrolled (nursing = 20, medicine = 10, pharmacy = 
10, public health = 1). TeamSTEPPS 2.0 Teamwork Attitudes Questionnaire and Teamwork 
Perceptions Questionnaire analysis indicated a significant difference in mean pretest and posttest 
scores (p = .015 and p = .028, respectively). The Team Performance Observation Tool indicated 
statistical significance between simulations (p < .001, df = 18, r = .8). Simulations were significantly 
related to an increase in faculty observation scores, TeamSTEPPS 2.0 Teamwork Attitudes 
Questionnaire pre-post scores, and TeamSTEPPS 2.0 Teamwork Perceptions Questionnaire pre-
post scores. 
https://www.ncbi.nlm.nih.gov/pubmed/29677043  
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Thumfart, J., Bethe, D., Wagner, S., Pommer, W., Rheinlander, C. and Muller, D. (2019). "A 
survey demonstrates limited palliative care structures in paediatric nephrology from the 
perspective of a multidisciplinary healthcare team." Acta Paediatr 108(7): 1350-1356. 
 
AIM: Children and adolescents with end-stage renal disease face a high morbidity and mortality. 
Palliative care provides a multidisciplinary approach to reduce disease burden and improve quality 
of life. This study evaluated concepts and current structures of palliative care from the perspective 
of a multidisciplinary paediatric nephrology team including physicians, nurses and psychosocial 
health professionals. METHODS: Evaluation was done by an online survey sent to the members of 
the German Society of Nephrology and to the nurse managers of German paediatric dialysis 
centres between April 9, 2018 and May 31, 2018. RESULTS: Out of the 52 respondents, 54% were 
physicians, 21% nurses and 25% psychosocial health professionals. The quality of actual palliative 
care service was rated as moderate (3.3 on a scale from one to six). Specialised palliative care 
teams (54%) and the caring paediatric nephrologist (50%) were considered as primarily responsible 
for palliative care. Two thirds wished for training in palliative care. In only 15% of the respondents' 
centres, palliative care specialisation existed. CONCLUSION: Palliative care structures in paediatric 
nephrology were not sufficient in the view of the multidisciplinary healthcare team. Therefore, 
efforts should be taken to integrate palliative care into the routine treatment of children and 
adolescents with chronic kidney diseases. 
https://www.ncbi.nlm.nih.gov/pubmed/29677043  
 
Toulouse, J., Hully, M., Brossier, D., Viallard, M. L., de Saint Blanquat, L., Renolleau, S., 
Kossorotoff, M. and Desguerre, I. (2019). "The role of the neuropediatrician in pediatric 
intensive care unit: Diagnosis, therapeutics and major participation in collaborative 
multidisciplinary deliberations about life-sustaining treatments' withdrawal." Eur J Paediatr 
Neurol 23(1): 171-180. 
 
BACKGROUND: In Pediatric Intensive Care Unit (PICU) two types of population require the 
intervention of neuropediatricians (NP): chronic brain diseases' patients who face repetitive and 
prolonged hospitalizations, and patients with acute brain failure facing the risk of potential 
neurologic sequelae, and both conditions may result in a limitation of life-sustaining treatments 
(LLST) decision. OBJECTIVE: To assess NP's involvement in LLST decisions within the PICU of a 
tertiary hospital. METHOD: Retrospective study of medical reports of patients hospitalized during 
2014 in the Necker-Hospital PICU. Patients were selected using keywords ("cardiorespiratory 
arrest", "death", "withdrawal of treatment", "palliative care", "acute brain failure", or "chronic 
neurological disease"), and/or if they were assessed by a NP during the hospitalization. 
Demographic and medical data were analysed, including the NP's assessment and data about 
Collaborative Multidisciplinary Deliberation (CMD) to discuss potential LLST. RESULTS: Among 
1160 children, 274 patients were included and 142 (56%) were assessed by a NP during their 
hospitalization for diagnosis (n = 55) and/or treatment (n = 95) management. NP was required for 
59%-100% of patients with neurological acute failure, and for 14-44% of patients with extra 
neurological failure. A LLST decision was taken after a CMD for 27 (9.8%) of them, and a NP was 
involved in 19/27 (70%) of these decisions that occurred during the hospitalization (n = 19) or 
before (n = 8).12 patients died thereafter the LLST decision (40% of the 30 dead patients). 
CONCLUSION: NP are clearly involved in the decision-process of LLST for patients admitted in 
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PICU, claiming for close collaboration to improve current practices and the quality of the care 
provided to children. 
https://www.ncbi.nlm.nih.gov/pubmed/30262235  
 
Weaver, M. S., Pawliuk, C. and Wichman, C. (2019). "Use of an Electronic Journal Club to 
Increase Access to and Acceptance of Palliative Care Literature across General Pediatricians 
and Pediatric Subspecialties." J Palliat Med 22(1): 50-53. 
 
CONTEXT: Implementation of pediatric palliative care as a primary practice relevant for all 
pediatricians and pediatric subspecialists requires a grounding, shared knowledge. This study 
reports on the innovative application of a monthly Palliative Care E-Journal Club (Pal Care Club) to 
foster shared palliative care knowledge hospital wide. OBJECTIVES: To explore the impact of a 
monthly electronic journal club to increase the number of palliative care-relevant articles read and 
discussed and to enhance provider comfort with the integration and introduction of palliative care. 
METHODS: A single cohort, predesign-post-design was utilized to explore the impact of a monthly 
palliative care electronic journal club. RESULTS: Preintervention barriers to reading pediatric 
palliative care literature were primarily access and time. The mean of paired differences (post-pre) 
for the number of full-text articles read per month was 2.56 (SD = 1.25). The journal club 
intervention increased participant personal comfort with integrating palliative care principles at the 
bedside (p < 0.0001) and introducing pediatric palliative care to patients and families (p < 0.0001). 
CONCLUSION: An electronic journal club is a feasible and acceptable means of increasing number 
of palliative care articles read and discussed across an institution as well as enhancing pediatric 
palliative care knowledge across subspecialist and general pediatric services. 
https://www.ncbi.nlm.nih.gov/pubmed/30234426  
 
Weaver, M. S., Powell, A., Bace, S. and Wratchford, D. (2018). "Centering Care: The Role of 
Labyrinths for Fostering Reflection in Pediatric Palliative and Critical Care Settings." J Pain 
Symptom Manage, 10.1016/j.jpainsymman.2018.09.010. 
https://www.ncbi.nlm.nih.gov/pubmed/30267846  
 
Weaver, M. S. and Wichman, C. (2018). "Implementation of a Competency-Based, 
Interdisciplinary Pediatric Palliative Care Curriculum Using Content and Format Preferred by 
Pediatric Residents." Children (Basel) 5(12). 
 
Palliative care competencies at the pediatric resident training level expand learned knowledge into 
behavior. The objective of this study was to investigate mode of palliative care education delivery 
preferred by pediatric residents and to report on participatory approach to resident palliative care 
curriculum design. A one-hour monthly palliative care curriculum was designed and implemented 
in a participatory manner with 20 pediatric residents at a free-standing Midwestern children's 
hospital. Outcome measures included pediatric residents' personal attitude and perceived training 
environment receptivity before and after implementation of a palliative care competency-based 
curriculum. An 18-item survey utilizing Social Cognitive Theory Constructs was administered at 
baseline and after palliative care curriculum implementation (2017(-)2018 curricular year). Pediatric 
residents prioritized real case discussions in group format (16/20) over other learning formats. 
Topics of highest interest at baseline were: discussing prognosis and delivering bad news 
(weighted average 12.9), pain control (12.3), goals of care to include code status (11.1), and 
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integrative therapies (10.7). Summary of ordinal responses revealed improvement in self-
assessment of personal attitude toward palliative care and training environment receptivity to 
palliative care domains after year-long curriculum implementation. Curricular approach which is 
attentive to pediatric residents' preferred learning format and self-assessment of their behaviors 
within their care setting environment may be beneficial in competency-based primary palliative 
training. 
https://www.ncbi.nlm.nih.gov/pubmed/30469517  
 
Widger, K., Wolfe, J., Friedrichsdorf, S., Pole, J. D., Brennenstuhl, S., Liben, S., Greenberg, M., 
Bouffet, E., Siden, H., Husain, A., Whitlock, J. A., Leyden, M. and Rapoport, A. (2018). 
"National Impact of the EPEC-Pediatrics Enhanced Train-the-Trainer Model for Delivering 
Education on Pediatric Palliative Care." J Palliat Med 21(9): 1249-1256. 
 
BACKGROUND: Lack of pediatric palliative care (PPC) training impedes successful integration of 
PPC principles into pediatric oncology. OBJECTIVES: We examined the impact of an enhanced 
implementation of the Education in Palliative and End-of-Life Care for Pediatrics (EPEC((R))-
Pediatrics) curriculum on the following: (1) knowledge dissemination; (2) health professionals' 
knowledge; (3) practice change; and (4) quality of PPC. DESIGN: An integrated knowledge 
translation approach was used with pre-/posttest evaluation of care quality. 
Setting/Subjects/Measurements: Regional Teams of 3-6 health professionals based at 15 pediatric 
oncology programs in Canada became EPEC-Pediatrics Trainers who taught the curriculum to 
health professionals (learners) and implemented quality improvement (QI) projects. Trainers 
recorded the number of learners at each education session and progress on QI goals. Learners 
completed knowledge surveys. Care quality was assessed through surveys with a cross-sectional 
sample of children with cancer and their parents about symptoms, quality of life, and care quality 
plus reviews of deceased patients' health records. RESULTS: Seventy-two Trainers taught 3475 
learners; the majority (96.7%) agreed that their PPC knowledge improved. In addition, 10/15 sites 
achieved practice change QI goals. The only improvements in care quality were an increased 
number of days from referral to PPC teams until death by a factor of 1.54 (95% confidence interval 
[CI] = 1.17-2.03) and from first documentation of advance care planning until death by a factor of 
1.50 (95% CI = 1.06-2.11), after adjusting for background variables. CONCLUSION: While 
improvements in care quality were only seen in two areas, our approach was highly effective in 
achieving knowledge dissemination, knowledge improvement, and practice change goals. 
https://www.ncbi.nlm.nih.gov/pubmed/29782212  
 
Williams-Reade, J., Lobo, E., Whittemore, A. A., Parra, L. and Baerg, J. (2018). "Enhancing 
residents' compassionate communication to family members: A family systems breaking bad 
news simulation." Fam Syst Health 36(4): 523-527. 
 
INTRODUCTION: Surgical residents often need to break bad news (BBN) to patients and family 
members. While communication skills are a core competency in residency training, these specific 
skills are rarely formally taught. We piloted a simulation training to teach pediatric surgical 
residents how to compassionately BBN of an unexpected, traumatic pediatric death to surviving 
family members. This training was unique in that it was influenced by family systems theory and 
was a collaborative effort between our institution's surgery residency and medical family therapy 
(MedFT) programs. METHOD: This study provides outcomes of surgery residents' communication 
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skills, attitudes, and self-perceptions after a BBN simulation activity with standardized family 
members at a major academic teaching hospital. Each resident participated in two 30-min 
simulations and received feedback from observers. Outcome data were collected through self-
assessments completed before, immediately after, and 6 months after the simulation. Participants 
were 15 surgery residents, and MedFT students served as simulated family members and trainers. 
RESULTS: A statistically significant change with medium to large effect sizes in participant self-
reported perceptions of skill and confidence were documented and maintained over 6 months. 
Responses to open-ended questions supported practice changes in response to the training. 
DISCUSSION: This collaborative training promoted significant improvement in resident 
compassionate communication skills. The curriculum was highly valued by the learners and 
resulted in sustained application of learned skills with patients and families. Our novel approach 
was feasible with promising results that warrant further investigation and could be reproduced in 
other institutions with similar programs. (PsycINFO Database Record (c) 2018 APA, all rights 
reserved). 
https://www.ncbi.nlm.nih.gov/pubmed/29809040  
 
Wilson, P. M., Herbst, L. A. and Gonzalez-Del-Rey, J. (2018). "Development and 
Implementation of an End-of-Life Curriculum for Pediatric Residents." Am J Hosp Palliat 
Care 35(11): 1439-1445. 
 
BACKGROUND: Caring for a child near the end of life (EOL) can be a stressful experience. Resident 
physicians are often the frontline providers responsible for managing symptoms, communicating 
difficult information, and pronouncing death, yet they often receive minimal education on EOL 
care. OBJECTIVE: To develop and implement an EOL curriculum and to study its impact on resident 
comfort and attitudes surrounding EOL care. DESIGN: Kern's 6-step approach to curriculum 
development was used as a framework for curriculum design and implementation. 
SETTING/PARTICIPANTS: Categorical and combined pediatric residents at a large quaternary care 
children's hospital were exposed to the curriculum. MEASUREMENTS: A cross-sectional survey was 
distributed pre- and postimplementation of the curriculum to evaluate its impact on resident 
comfort and attitudes surrounding EOL care. RESULTS: One-hundred twenty-six (49%) of 258 
residents completed the pre-implementation survey, and 65 (32%) of 201 residents completed the 
postimplementation survey. Over 80% of residents reported caring for a dying patient, yet less 
than half the residents reported receiving prior education on EOL care. Following curriculum 
implementation, the percentage of residents dissatisfied with their EOL education fell from 36% to 
14%, while the percentage of residents satisfied with their education increased from 14% to 29%. 
The postimplementation survey identified that resident comfort with communication-based topics 
improved, and they sought additional training in symptom management. CONCLUSIONS: The 
implementation of a longitudinal targeted multimodal EOL curriculum improved resident 
satisfaction with EOL education and highlighted the need for additional EOL education. 
https://www.ncbi.nlm.nih.gov/pubmed/30009618  
 
Wosinski, B. and Newman, C. J. (2019). "Physicians' attitudes when faced with life-
threatening events in children with severe neurological disabilities." Dev Neurorehabil 22(1): 
61-66. 
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PURPOSE: Children with severe neurological disabilities are at an increased risk of acute, life-
threatening events. We assessed physicians' attitudes when making decisions in these situations. 
METHODS: We surveyed physicians in pediatric intensive care, neurology, and rehabilitation units 
in Swiss hospitals. The questionnaire explored participants' attitudes toward life-threatening 
situations in two scenarios: a child with profound intellectual and multiple disabilities (PIMD) and 
an infant with spinal muscular atrophy (SMA) type I. RESULTS: The participation rate was 55% 
(52/95). There was a consensus favoring non-invasive ventilation and comfort care as well as 
avoiding tracheostomy and invasive ventilation. For the child with PIMD, 61% of participants 
opposed cardiopulmonary resuscitation (CPR), 51% for the child with SMA. Physicians with over 20 
years of experience were significantly more opposed to providing CPR than less experienced 
colleagues. CONCLUSIONS: Physicians held different views, influenced by personal factors. This 
highlights the importance of standardizing multidisciplinary processes toward approaching these 
complex situations. 
https://www.ncbi.nlm.nih.gov/pubmed/29648486  
 
Yoshida, S., Ogawa, C., Shimizu, K., Kobayashi, M., Inoguchi, H., Oshima, Y., Dotani, C., 
Nakahara, R. and Kato, M. (2018). "Japanese physicians' attitudes toward end-of-life 
discussion with pediatric patients with cancer." Support Care Cancer 26(11): 3861-3871. 
 
PURPOSE: We explored pediatricians' practices and attitudes concerning end-of-life discussions 
(EOLds) with pediatric patients with cancer, and identified the determinants of pediatricians' 
positive attitude toward having EOLds with pediatric patients. METHODS: A multicenter 
questionnaire survey was conducted with 127 pediatricians specializing in the treatment of 
pediatric cancer. RESULTS: Forty-two percent of participants reported that EOLds should be held 
with the young group of children (6-9 years old), 68% with the middle group (10-15 years old), and 
93% with the old group (16-18 years old). Meanwhile, 6, 20, and 35% of participants answered that 
they "always" or "usually" discussed the incurability of the disease with the young, middle, and old 
groups, respectively; for the patient's imminent death, the rates were 2, 11, and 24%. Pediatricians' 
attitude that they "should have" EOLds with the young group was predicted by more clinical 
experience (odds ratio [OR] 1.077; p = 0.007), more confidence in addressing children's anxiety 
after EOLd (OR 1.756; p = 0.050), weaker belief in the demand for EOLd (OR 0.456; p = 0.015), 
weaker belief in the necessity of the EOLd for children to enjoy their time until death (OR, 0.506; p 
= 0.021), and weaker belief in the importance of maintaining a good relationship with the parents 
(OR 0.381; p = 0.025). CONCLUSIONS: While pediatricians nearly reached consensus on EOLds for 
the old group, EOLds with the young group remain a controversial subject. While pediatricians 
who supported EOLds believed in their effectiveness or necessity, those who were against EOLds 
tended to consider the benefits of not engaging in them. 
https://www.ncbi.nlm.nih.gov/pubmed/29774476  
 
Zuleta-Benjumea, A., Munoz, S. M., Velez, M. C. and Krikorian, A. (2018). "Level of 
knowledge, emotional impact and perception about the role of nursing professionals 
concerning palliative sedation." J Clin Nurs 27(21-22): 3968-3978. 
 
AIMS AND OBJECTIVES: To explore aspects related to the fulfilment of the role of nurses in 
palliative sedation. BACKGROUND: Palliative sedation demands knowledge and a proper attitude 
for maintaining comfort, preserving dignity and contributing to a peaceful death. In some 
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developed countries, nurses have a well-established role in palliative sedation. However, studies on 
their role and its fulfilment are limited, particularly in the developing world. DESIGN: An 
exploratory, mixed, qualitative and quantitative study was conducted. A self-administered 
questionnaire was used to examine the level of knowledge of palliative sedation and the level of 
confidence in skills and knowledge about palliative sedation. Also, focus groups were conducted to 
explore the emotional impact and the perceived role of nurses. METHODS: Forty-one nurses from 
three advanced-care hospitals with palliative care units in Colombia completed the questionnaire. 
Also, four focus groups were conducted with 22 participants selected from the first phase. 
RESULTS: A high level of knowledge regarding palliative sedation was found, but the level of 
confidence in skills was higher than the confidence in knowledge. The participants expressed their 
belief that their knowledge was derived from experience but believed that it was not enough to 
fulfil their role with confidence. A negative emotional impact about the patients' condition was 
found. For some, it served as motivation to provide better care. For others, it was difficult to face, 
especially when assisting children. They also expressed satisfaction and gratification about 
providing relief from suffering through sedation. CONCLUSIONS: The role of nursing is essential in 
palliative sedation. Although the nurses' knowledge is adequate, it primarily derives from 
experience and not from formal training, which impacts on their perceived confidence and their 
distress. RELEVANCE TO CLINICAL PRACTICE: Formal training for the optimal fulfilling of the 
nursing role in palliative sedation is crucial to provide better end-of-life care, particularly in 
developing countries. 
https://www.ncbi.nlm.nih.gov/pubmed/29943861  
 
Zuniga-Villanueva, G., Ramirez-GarciaLuna, J. L. and Weingarten, K. (2019). "Factors 
Associated With Knowledge and Comfort Providing Palliative Care: A Survey of Pediatricians 
in Mexico." J Palliat Care 34(2): 132-138. 
 
BACKGROUND:: Lack of education and training in palliative care has been described to be one of 
the most important barriers to pediatric palliative care implementation. OBJECTIVE:: To examine 
what factors determine the degree of knowledge and level of comfort Mexican pediatricians have 
providing pediatric palliative care. METHODS:: A questionnaire that assessed palliative care 
concepts was developed and applied online to Mexican pediatricians, both generalists and 
specialists. RESULTS:: A total of 242 pediatricians responded. The majority had not received 
palliative care education (92.6%) and felt uncomfortable discussing palliative needs with patients 
and families (92.1%). The mean score of the questionnaire was 6.8 (+/-1.4) of 10 correct answers. 
Knowledge in palliative care was associated with exposure to oncologic patients ( P = .01) and 
previous palliative care education ( P = .02) but inversely related to the pediatrician's age ( P = .01). 
Comfort addressing patient's palliative care needs was associated with knowledge in palliative care 
( P < .01), exposure to oncologic patients ( P = .03), and previous education in palliative care ( P = 
.02). CONCLUSIONS:: Although Mexican pediatricians have basic knowledge of palliative care 
concepts, they do not feel comfortable addressing palliative care needs, suggesting that the main 
barrier for implementing palliative care is not the lack of knowledge but rather feeling 
uncomfortable when addressing these issues with patients and families. Educational programs 
should incorporate strategies that could help physicians develop comfort in approaching palliative 
care patients. 
https://www.ncbi.nlm.nih.gov/pubmed/30714468  
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Epidemiology and Pathology 

An, Q., Fan, C. H. and Xu, S. M. (2018). "Childhood multiple sclerosis: clinical features and 
recent developments on treatment choices and outcomes." Eur Rev Med Pharmacol Sci 
22(17): 5747-5754. 
 
Multiple sclerosis (MS) is an inflammatory idiopathic autoimmune disease causing demyelination 
of central nervous system (CNS). The incidence of pediatric MS is relatively rare, affecting 0.2 to 
0.64/100,000 subjects; cases with MS onset before age 10-12 years, account for less than 1% of all 
MS cases, while 2.7 to 10.5% of all MS cases worldwide are seen in children <18 years of age, with 
a strong female preponderance. The disease course of MS varies from a benign type with relatively 
low level of disability after a long duration (15 years) of the disease, to a malignant type of MS with 
severe disability or even death within few months following onset. Diagnostic criteria for pediatric 
MS include >/= 2 clinical events involving more areas of CNS inflammation in the absence of 
encephalopathy, separated by > 30 days, along with the involvement of brainstem. Pediatric MS 
generally presents relapsing-remittent form of MS, with majority of the patients recovering from 
the first attack. Major histocompatibility complex, more specifically, mutations in the human 
leukocyte antigen (HLA) DRB1*15 allele, are considered most important genetic factors that are 
contributory to the disease. Treatment choices for pediatric MS include many disease-modifying 
therapies (DMT) that are currently being used for adult MS and these are interferon-beta 1a/1b 
(IFN-beta1a/1b), glatiramer acetate, teriflunomide, dimethyl fumarate, alemtuzumab, etc. However, 
most of these have not gone through complete testing in randomized, placebo-controlled clinical 
trials for pediatric MS and are being prescribed off-label by clinicians. As these studies are 
progressing, it is important to address if these approaches of treating pediatric MS patients have 
any long-term impact on patients, in particular, physical, cognitive, developmental and social 
outcomes of the children. 
https://www.ncbi.nlm.nih.gov/pubmed/30229853  
 
Bagnasco, F., Caruso, S., Andreano, A., Valsecchi, M. G., Jankovic, M., Biondi, A., Miligi, L., 
Casella, C., Terenziani, M., Massimino, M., Sacerdote, C., Morsellino, V., Erminio, G., 
Garaventa, A., Faraci, M., Micalizzi, C., Garre, M. L., Pillon, M., Basso, G., Biasin, E., Fagioli, F., 
Rondelli, R., Pession, A., Locatelli, F., Santoro, N., Indolfi, P., Palumbo, G., Russo, G., 
Verzegnassi, F., Favre, C., Zecca, M., Mura, R., D'Angelo, P., Cano, C., Byrne, J. and Haupt, R. 
(2019). "Late mortality and causes of death among 5-year survivors of childhood cancer 
diagnosed in the period 1960-1999 and registered in the Italian Off-Therapy Registry." Eur J 
Cancer 110: 86-97. 
 
INTRODUCTION: Advances in paediatric oncology led to the increase in long-term survival, 
revealing the burden of therapy-related long-term side effects. We evaluated overall and cause-
specific mortality in a large cohort of Italian childhood cancer survivors (CCSs) and adolescent 
cancer survivors identified through the off-therapy registry. MATERIALS AND METHODS: CCSs 
alive 5 years after cancer diagnosis occurring between 1960 and 1999 were eligible; the last follow-
up was between 2011 and 2014. Outcomes were reported as standardised mortality ratios (SMRs) 
and absolute excess risks (AERs). RESULTS: Among 12,214 CCSs, 1113 (9.1%) deaths occurred. 
Survival at 35 years since diagnosis was 87% (95% confidence interval [CI]: 86-88) and at 45 years 
was 81% (95% CI: 77-84). CCSs had an 11-fold increased risk of death (SMR 95% CI: 10.7-12), 
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corresponding to an AER of 48 (95% CI: 45-51). Mortality decreased by 60% for survivors treated 
most recently (1990-1999). The most frequent causes of death were recurrence of the original 
cancer (56%), a subsequent neoplasm (19%) and cardiovascular diseases (5.8%). Among those who 
survived at least 15 years after diagnosis, a secondary malignancy was the leading cause of death. 
CONCLUSIONS: This study confirms the impact of recent advances in anticancer therapy in 
reducing mortality, mainly attributable to recurrence but also to other causes. However, overall 
mortality continues to be higher than in the general population. A long-term follow-up is needed 
to prevent late mortality due to secondary neoplasms and non-neoplastic causes in CCSs. 
https://www.ncbi.nlm.nih.gov/pubmed/30772657  
 
Beltran-Quintero, M. L., Bascou, N. A., Poe, M. D., Wenger, D. A., Saavedra-Matiz, C. A., 
Nichols, M. J. and Escolar, M. L. (2019). "Early progression of Krabbe disease in patients with 
symptom onset between 0 and 5 months." Orphanet J Rare Dis 14(1): 46. 
 
BACKGROUND: Krabbe disease is a rare neurological disorder caused by a deficiency in the 
lysosomal enzyme, beta-galactocerebrosidase, resulting in demyelination of the central and 
peripheral nervous systems. If left without treatment, Krabbe disease results in progressive 
neurodegeneration with reduced quality of life and early death. The purpose of this prospective 
study was to describe the natural progression of early onset Krabbe disease in a large cohort of 
patients. METHODS: Patients with early onset Krabbe disease were prospectively evaluated 
between 1999 and 2018. Data sources included diagnostic testing, parent questionnaires, 
standardized multidisciplinary neurodevelopmental assessments, and neuroradiological and 
neurophysiological tests. RESULTS: We evaluated 88 children with onset between 0 and 5 months. 
Median age of symptom onset was 4 months; median time to diagnosis after onset was 3 months. 
The most common initial symptoms were irritability, feeding difficulties, appendicular spasticity, 
and developmental delay. Other prevalent symptoms included axial hypotonia, abnormal deep 
tendon reflexes, constipation, abnormal pupillary response, scoliosis, loss of head control, and 
dysautonomia. Results of nerve conduction studies showed that 100% of patients developed 
peripheral neuropathy by 6 months of age. Median galactocerebrosidase enzyme activity was 0.05 
nmol/h/mg protein. The median survival was 2 years. CONCLUSIONS: This is the largest 
prospective natural history study of Krabbe disease. It provides a comprehensive description of the 
disease during the first 2 years of life. With recent inclusion of state mandated newborn screening 
programs and promising therapeutic interventions, enhancing our understanding of disease 
progression in early onset Krabbe disease will be critical for developing treatments, designing 
clinical trials, and evaluating outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/30777126  
 
Brorson, L. O., Eriksson, M., Blomberg, K. and Stenninger, E. (2019). "Fifty years' follow-up of 
childhood epilepsy: Medical outcome, morbidity, and medication." Epilepsia 60(3): 381-392. 
 
OBJECTIVE: To describe the long-term prognosis of childhood epilepsy, with special emphasis on 
seizure remission, relapse, medication, associated neurologic impairment, mortality rate, and cause 
of death. METHODS: A prospective longitudinal study on a population-based total cohort of 195 
children with epileptic seizures in 1962-1964. Data were collected from medical records and a 
questionnaire. RESULTS: Follow-up data from 94% of the initial cohort showed the best long-term 
prognosis for seizure freedom for children with no intellectual or neurologic impairment. These 
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children had later seizure onset, shorter total duration of epilepsy, and were more often 
medication free. Only a few of them had isolated relapses. Generalized, rather than focal, epilepsy 
was associated with fewer relapses and less ongoing medication. The "true incidence" group, with 
onsets during the inclusion period of 1962-1964, had the best long-term prognosis for seizure 
freedom, with 90% seizure-free after 50 years. Although only 10% of this group had ongoing 
seizures at follow-up, 22% still used anticonvulsive medication, often with old drugs, that is, 
phenobarbital or phenytoin, as one of the anticonvulsive drugs. The standardized mortality ratio 
(SMR) was 2.61 for the whole group, with no difference between those with or without other 
neurodeficits. Those who died young either had neurologic impairment or died from epilepsy-
related conditions; later deaths often followed non-epilepsy-related conditions. No one in the 
incidence group died of SUDEP (sudden unexpected death in epilepsy). SIGNIFICANCE: This 50-
year, long-term follow-up of a cohort of persons with childhood epilepsy in general demonstrates 
a better outcome for seizure freedom compared to our follow-up after 12 years and to previous 
reports. We also report a low incidence of seizure relapses. Remission of seizures does not 
automatically lead to termination of medication. The mortality rate associated with SUDEP was 
lower than previously reported. 
 
Daron, A., Delstanche, S., Dangouloff, T. and Servais, L. (2019). "[Infantile spinal muscular 
atrophy : therapeutic (R)evolution]." Rev Med Liege 74(2): 82-85. 
 
Spinal muscular atrophy (SMA) is an autosomal recessive neuromuscular disorder. The infantile 
form is the most common genetic cause of infantile death due to respiratory insufficiency. The 
disorder is caused by the premature death of motor neurons of anterior horn, leading to 
progressive weakness and muscular atrophy. Longtime considered as untreatable, the pathology 
knew a real revolution during the last two years. Views on this terrible disease have completely 
changed, changing, therefore, the management of the patients and constituting new challenges. 
https://www.ncbi.nlm.nih.gov/pubmed/30793560  
 
Desdentado, L., Espert, R., Sanz, P. and Tirapu-Ustarroz, J. (2019). "[Lafora disease: a review 
of the literature]." Rev Neurol 68(2): 66-74. 
 
INTRODUCTION: Lafora disease is autosomal recessive progressive myoclonus epilepsy with late 
childhood-to teenage-onset caused by loss-of-function mutations in either EPM2A or EPM2B 
genes encoding laforin or malin, respectively. DEVELOPMENT: The main symptoms of Lafora 
disease, which worsen progressively, are: myoclonus, occipital seizures, generalized tonic-clonic 
seizures, cognitive decline, neuropsychiatric syptoms and ataxia with a fatal outcome. 
Pathologically, Lafora disease is characterized by the presence of polyglucosans deposits (named 
Lafora bodies), in the brain, liver, muscle and sweat glands. Diagnosis of Lafora disease is made 
through clinical, electrophysiological, histological and genetic findings. Currently, there is no 
treatment to cure or prevent the development of the disease. Traditionally, antiepileptic drugs are 
used for the management of myoclonus and seizures. However, patients become drug-resistant 
after the initial stage. CONCLUSIONS: Lafora disease is a rare pathology that has serious 
consequences for patients and their caregivers despite its low prevalence. Therefore, continuing 
research in order to clarify the underlying mechanisms and hopefully developing new palliative 
and curative treatments for the disease is necessary. 
https://www.ncbi.nlm.nih.gov/pubmed/30638256  
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Firth, C., Petherick, E. and Oddie, S. J. (2018). "Infant deaths from congenital anomalies: 
novel use of Child Death Overview Panel data." Arch Dis Child 103(11): 1027-1032. 
 
OBJECTIVE: We aimed to assess Child Death Overview Panel (CDOP) data validity, and cause of 
death classification, by comparison with information from a local birth cohort study (Born in 
Bradford, BiB), and another cause of death coding system (causes of death and associated 
conditions-CODAC). We then aimed to use CDOP data to calculate ethnic-specific infant mortality 
rates (IMRs), and compare characteristics of infants who died of congenital anomalies (CA) with 
those who died from other causes (non-CA). DESIGN: Retrospective cohort study. SETTING: 
Bradford Metropolitan District. PATIENTS: All infant deaths, 2008 to 2013. MAIN OUTCOME 
MEASURES: Infant mortality rates from CA and non-CA causes. RESULTS: 315 infant deaths were 
included, 56 of whom were BiB recruits. Agreement between CDOP and BiB was moderate to 
perfect for all characteristics except ethnicity, which showed weak agreement (kappa=0.58). The 
same deaths (27/56) were classified as CA by CDOP and CODAC. IMRs (per 1000 live births, 2009-
2013) were highest in Pakistani infants (all causes 9.8, CA cause 5.5) compared with white British 
(all causes 4.3, CA cause 1.3) and other infants (all causes 5.1, CA cause 1.4). In multivariate 
analysis, infants who died of CA cause were more likely to have been born at term (OR 3.18) and to 
consanguineous parents (OR 3.28) than infants who died of non-CA cause. CONCLUSIONS: Excess 
Pakistani mortality appears to be partly explained by an excess of deaths from CA, which in this 
population appears associated with a greater prevalence of consanguinity. 
https://www.ncbi.nlm.nih.gov/pubmed/29436407  
 
Goselink, R. J. M., van Kernebeek, C. R., Mul, K., Lemmers, R., van der Maarel, S. M., Brouwer, 
O. F., Voermans, N., Padberg, G. W., Erasmus, C. E. and van Engelen, B. G. M. (2018). "A 22-
year follow-up reveals a variable disease severity in early-onset facioscapulohumeral 
dystrophy." Eur J Paediatr Neurol 22(5): 782-785. 
 
AIM: To assess the long-term natural course of early-onset facioscapulohumeral dystrophy (FSHD), 
which is important for patient management and trial-readiness, and is currently lacking. METHODS: 
We had the unique opportunity to evaluate 10 patients with early-onset FSHD after 22 years 
follow-up. Patients underwent a semi-structured interview, physical examination and additional 
genotyping. RESULTS: Nine initial study participants (median age 37 years) were included, one 
patient died shortly after first publication. At first examination, one patient was wheelchair 
dependent, one patient walked aided, and eight patients walked unaided. After 22 years, four 
patients were wheelchair dependent, three walked aided, and two walked unaided. Systemic 
features, including hearing loss (56%), intellectual disability (44%), and a decreased respiratory 
function (56%), were frequent. Patients participated socially and economically with most patients 
living in a regular house (n = 6) and/or having a paid job (n = 4). DISCUSSION: Patients with early-
onset FSHD generally had a severe phenotype compared to classical onset FSHD. However, after 
22 years of follow up they showed a wide variation in severity and, despite these physical 
limitations, participated socially and economically. These observations are important for patient 
management and should be taken into account in clinical trials. 
https://www.ncbi.nlm.nih.gov/pubmed/29753614  
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Horwood, L., Mok, E., Li, P., Oskoui, M., Shevell, M. and Constantin, E. (2018). "Prevalence of 
sleep problems and sleep-related characteristics in preschool- and school-aged children with 
cerebral palsy." Sleep Med 50: 1-6. 
 
OBJECTIVES: To determine, in preschool- and school-aged children with cerebral palsy (CP): (i) the 
prevalence of sleep disorders, including disorders of initiation and maintenance of sleep, and (ii) 
the association between child characteristics and sleep disorders. METHODS: Children with CP 
aged 3-12 years were recruited from neurology clinics and a provincial CP registry. Caregivers 
completed the Sleep Disturbance Scale for Children (SDSC) and a questionnaire on sleep-related 
characteristics. Children's medical information was collected from the registry and hospital records. 
RESULTS: 150 children with CP (mean age +/- standard deviation: 6.9 +/- 2.9 years) completed the 
study (66 preschool-and 84 school-aged children). An abnormal total score on the SDSC was 
found in 20.7% of children (10.6% and 28.6% of preschool-and school-aged children, respectively). 
Overall, 44.0% of children had one or more sleep disorder (24.2% and 59.5% in preschool-and 
school-aged children, respectively), as determined by subscales of the SDSC. The most common 
sleep problem, disorders of initiation and maintenance of sleep, was found in 26.0% of children 
(18.2% of preschool- and 32.1% of school-aged children, respectively). Pain was the strongest 
predictor of having an abnormal total score and disorders of initiation and maintenance of sleep, 
with odds ratios (95% confidence intervals) of 6.5 (2.2-18.9) and 3.4 (1.3-9.3), respectively, adjusted 
for age group and degree of motor impairment. CONCLUSIONS: Sleep disorders are prevalent in 
children with CP, with higher frequencies in school-aged as compared to preschool-aged children. 
Health care professionals caring for this population should routinely inquire about sleep problems 
and pain. 
https://www.ncbi.nlm.nih.gov/pubmed/29966807  
 
 
Kaye, E. C., DeMarsh, S., Gushue, C. A., Jerkins, J., Sykes, A., Lu, Z., Snaman, J. M., Blazin, L. J., 
Johnson, L. M., Levine, D. R., Morrison, R. R. and Baker, J. N. (2018). "Predictors of Location 
of Death for Children with Cancer Enrolled on a Palliative Care Service." Oncologist 23(12): 
1525-1532. 
 
BACKGROUND: In the U.S., more children die from cancer than from any other disease, and more 
than one third die in the hospital setting. These data have been replicated even in subpopulations 
of children with cancer enrolled on a palliative care service. Children with cancer who die in high-
acuity inpatient settings often experience suffering at the end of life, with increased psychosocial 
morbidities seen in their bereaved parents. Strategies to preemptively identify children with cancer 
who are more likely to die in high-acuity inpatient settings have not been explored. MATERIALS 
AND METHODS: A standardized tool was used to gather demographic, disease, treatment, and 
end-of-life variables for 321 pediatric palliative oncology (PPO) patients treated at an academic 
pediatric cancer center who died between 2011 and 2015. Multinomial logistic regression was used 
to predict patient subgroups at increased risk for pediatric intensive care unit (PICU) death. 
RESULTS: Higher odds of dying in the PICU were found in patients with Hispanic ethnicity (odds 
ratio [OR], 4.02; p = .002), hematologic malignancy (OR, 7.42; p < .0001), history of hematopoietic 
stem cell transplant (OR, 4.52; p < .0001), total number of PICU hospitalizations (OR, 1.98; p < 
.0001), receipt of cancer-directed therapy during the last month of life (OR, 2.96; p = .002), and 
palliative care involvement occurring less than 30 days before death (OR, 4.7; p < .0001). 
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Conversely, lower odds of dying in the PICU were found in patients with hospice involvement (OR, 
0.02; p < .0001) and documentation of advance directives at the time of death (OR, 0.37; p = .033). 
CONCLUSION: Certain variables may predict PICU death for PPO patients, including delayed 
palliative care involvement. Preemptive identification of patients at risk for PICU death affords 
opportunities to study the effects of earlier palliative care integration and increased discussions 
around preferred location of death on end-of-life outcomes for children with cancer and their 
families. IMPLICATIONS FOR PRACTICE: Children with cancer who die in high-acuity inpatient 
settings often experience a high burden of intensive therapy at the end of life. Strategies to 
identify patients at higher risk of dying in the pediatric intensive care unit (PICU) have not been 
explored previously. This study finds that certain variables may predict PICU death for pediatric 
palliative oncology patients, including delayed palliative care involvement. Preemptive 
identification of patients at risk for PICU death affords opportunities to study the effects of earlier 
palliative care integration and increased discussions around preferred location of death on end-of-
life outcomes for children with cancer and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/29728467  
 
Khan, S. Q., Berrington de Gonzalez, A., Best, A. F., Chen, Y., Haozous, E. A., Rodriquez, E. J., 
Spillane, S., Thomas, D. A., Withrow, D., Freedman, N. D. and Shiels, M. S. (2018). "Infant and 
Youth Mortality Trends by Race/Ethnicity and Cause of Death in the United States." JAMA 
Pediatr 172(12): e183317. 
 
Importance: The United States has higher infant and youth mortality rates than other high-income 
countries, with striking disparities by racial/ethnic group. Understanding changing trends by age 
and race/ethnicity for leading causes of death is imperative for focused intervention. Objective: To 
estimate trends in US infant and youth mortality rates from 1999 to 2015 by age group and 
race/ethnicity, identify leading causes of death, and compare mortality rates with Canada and 
England/Wales. Design, Setting, and Participants: This descriptive study analyzed death certificate 
data from the US National Center for Health Statistics, Statistics Canada, and the UK Office of 
National Statistics for all deaths among individuals younger than 25 years. The study took place 
from January 1, 1999, to December 31, 2015, and analyses started in September 2017. Exposures: 
Race/ethnicity. Main Outcomes and Measures: Average annual percent changes in mortality rates 
from 1999 to 2015 and absolute rate change between 1999 to 2002 and 2012 to 2015 for each age 
group, race/ethnicity, and cause of death. Results: Among individuals from birth to age 24 years, 
1169537 deaths occurred in the United States, 80540 in Canada, and 121183 in England/Wales 
from 1999 to 2015. In the United States, 64% of deaths occurred in male individuals and 52.6% 
occurred in white individuals (25.1% deaths occurred in black individuals and 17.9% in Latino 
individuals). All-cause mortality declined for all age groups (infants younger than 1 year [38.5% of 
deaths], children aged 1-9 years [10.6%], early adolescents aged 10-14 years [5%], late adolescents 
aged 15-19 years [17.7%], and young adults aged 20-24 years [28.1%]) in the United States, 
Canada, and England/Wales from 1999 to 2015. However, rates were highest in the United States. 
Within the United States, annual declines in all-cause mortality rates occurred among all age 
groups of black, Latino, and white individuals, except for white individuals aged 20 to 24 years, 
whose rates remained stable. Mortality rates declined across most major causes of death from 
1999 to 2002 and 2012 to 2015, with notable declines observed for sudden infant death syndrome, 
unintentional injury death, and homicides. Among infants, unintentional suffocation and 
strangulation in bed increased (difference between 2012-2015 and 1999-2002 range, 6.11-29.03 
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per 100000). Further, suicide rates among Latino and white individuals aged 10 to 24 years (range, 
0.21-2.63 per 100000) and black individuals aged 10 to 19 years (range, 0.10-0.45 per 100000) 
increased, as did unintentional injury deaths in white young adults (0.79 per 100000). The rise in 
unintentional injury deaths is attributed to increases in drug poisonings and was also observed in 
black and Latino young adults. Conclusions and Relevance: Mortality rates in the United States 
have generally declined for infants and youths from 1999 to 2015 owing to reductions in sudden 
infant death syndrome, unintentional injury death, and homicides. However, US mortality rates 
remain higher than Canada and England/Wales, with particularly elevated rates among black and 
American Indian/Alaskan Native youth. Further, there is a concerning increase in suicide and drug 
poisoning death rates among US adolescents and young adults. 
https://www.ncbi.nlm.nih.gov/pubmed/30285034  
 
Lengyel, A., Kosik, A., Pinti, E., Lodi, C., Tory, K., Fekete, G. and Haltrich, I. (2018). "[Trisomy 
9p and clinical heterogeneity: case report of an unusual presentation]." Orv Hetil 159(47): 
1994-2000. 
 
Whole or partial trisomy of the short arm of chromosome 9 (9p) is considered to be one of the 
more frequent chromosome abnormalities compatible with life. The duplication may affect various 
organs, however the most common symptoms are certain specific facial dysmorphisms and 
abnormalities of the fingers, toes and nails. A one month old boy presented with failure to thrive, 
jaundice, ventricular septal defect (VSD) and dysmorphic face. He displayed symptoms of heart 
failure. The cardiologic examination revealed a significant VSD, hypoplasia of the aortic arch, 
pulmonary hypertension, decompensated circulatory failure and moderate left ventricle 
dysfunction. Routine cytogenetic analysis revealed a supernumerary marker chromosome. 
Fluorescence in situ hybridization (FISH) identified this as the short arm of chromosome 9. The 
child's karyotype was determined as 47,XY,+der(9)dup(9)(p10p24)dn. Due to his worsening 
condition and the high risk of the operation, it was decided to forego the procedure. After a short 
palliative care the child passed away. The child's clinical presentation and the uncharacteristic 
severity of his condition show that chromosome abnormalities involving duplicated genetic 
material are extremely heterogeneous. Thus treatment of each child should be individualized and 
may also involve difficult ethical considerations. Orv Hetil. 2018; 159(47): 1994-2000. 
https://www.ncbi.nlm.nih.gov/pubmed/30474384  
 
Leyenaar, J. K. and Bogetz, J. F. (2018). "Child Mortality in the United States: Bridging 
Palliative Care and Public Health Perspectives." Pediatrics 142(4).   
https://www.ncbi.nlm.nih.gov/pubmed/30232218  
 
 
Pineda, M., Jurickova, K., Karimzadeh, P., Kolnikova, M., Malinova, V., Insua, J. L., Velten, C. 
and Kolb, S. A. (2019). "Disease characteristics, prognosis and miglustat treatment effects on 
disease progression in patients with Niemann-Pick disease Type C: an international, 
multicenter, retrospective chart review." Orphanet J Rare Dis 14(1): 32. 
 
BACKGROUND: Niemann-Pick disease Type C (NP-C) is a lysosomal lipid storage disorder 
characterized by progressive neurodegenerative symptomatology. The signs and symptoms of NP-
C vary with age at disease onset, and available therapies are directed at alleviating symptoms and 
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stabilizing disease progression. We report the characteristics and factors related to disease 
progression, and analyze the effect of miglustat treatment on disease progression and patient 
survival using NP-C disability scales. METHODS: This retrospective, observational chart review 
included patients with NP-C from five expert NP-C centers. Patient disability scores were recorded 
using three published NP-C disability scales, and a unified disability scale was developed to allow 
comparison of data from each scale. Disease progression was represented by scores on the unified 
NP-C disability scale. Patients were stratified as infantile (< 4 years), juvenile (>/= 4 - < 16 years), 
and adult (>/= 16 years) based on age at diagnosis, and treated >/=1 year and non-
treated/treated < 1 year based on the duration of miglustat treatment. RESULTS: The analysis 
included 63 patients; the majority (61.9%) were on miglustat therapy for >/=1 year. Ataxia and 
clumsiness/frequent fall were the most common neurologic symptoms across age groups, 
whereas, hypotonia and delayed developmental milestones were specific to infantile patients. In 
both infantile and juvenile patients, visceral signs preceded diagnosis and neurologic signs were 
noted at or shortly after diagnosis. Adult patients presented with a range of visceral, neurologic, 
and psychiatric signs in years preceding diagnosis. Patients on miglustat therapy for >/=1 year had 
a lower mean annual disease progression compared with those untreated/treated < 1 year (1.32 vs 
3.54 points/year). A significant reduction in annual disease progression in infantile patients, and a 
trend towards reduced disease progression in juvenile patients after >/=1 year of miglustat 
treatment, translated into higher age at last contact or death in these groups. CONCLUSIONS: The 
type and onset of symptoms varied across age groups and were consistent with descriptions of 
NP-C within the literature. Miglustat treatment was associated with a reduced rate of disability 
score worsening in infantile and juvenile patients, both in agreement with increased age at last 
contact. 
https://www.ncbi.nlm.nih.gov/pubmed/30732631  
 
Renton, K., Mayer, A. T., Alison, L. and Yeomanson, D. (2018). "Factors associated with place 
of death for children in South Yorkshire: a retrospective cohort study." BMJ Support Palliat 
Care, 10.1136/bmjspcare-2018-001584. 
 
OBJECTIVES: Place of death (POD) is considered a key quality indicator for adult end of-life care, 
but paediatric evidence is limited. Data from Child Death Overview Panel (CDOP) databases 
provides an opportunity to describe trends in POD as regional paediatric palliative medicine (PPM) 
options have increased. Aims were to identify and describe trends in POD for children in South 
Yorkshire. METHODS: Retrospective cohort study. Anonymised data extracted from five CDOP 
databases 2008-2015. Data included age, gender, ethnicity, postcode (outward code only), POD, 
classification and category of death. Descriptive statistical analysis using chi(2) test was used to 
assess intergroup differences. RESULTS: 748 deaths were notified from 2008 to 2015. Neonatal 
deaths were excluded, 46% (n=345). Of non-neonatal deaths (n=403), 58% (n=232) were 
'expected'. Of expected deaths (n=232), 19% (n=45) died in home, 19% (n=45) died in hospice and 
61% (n=141) died in hospital. This was significantly different from comparable national data which 
showed considerably more hospital deaths. There was no significant change in POD over time. 
CONCLUSION: Hospital remains the POD for most children, whether deaths are 'expected' or not, 
suggesting specialised PPM should be expanded into the hospital setting. More research is needed 
regarding preference for POD. This study may help inform future service planning for PPM and 
hospice development. 
https://www.ncbi.nlm.nih.gov/pubmed/30446488  

https://www.ncbi.nlm.nih.gov/pubmed/30732631
https://www.ncbi.nlm.nih.gov/pubmed/30446488


55 
 

 
Rose, L., McKim, D., Leasa, D., Nonoyama, M., Tandon, A., Bai, Y. Q., Amin, R., Katz, S., 
Goldstein, R. and Gershon, A. (2019). "Trends in incidence, prevalence, and mortality of 
neuromuscular disease in Ontario, Canada: A population-based retrospective cohort study 
(2003-2014)." PLoS One 14(3): e0210574. 
 
BACKGROUND: Population trends of disease prevalence and incidence over time measure burden 
of disease and inform healthcare planning. Neuromuscular disorders (NMD) affect muscle and 
nerve function with varying degrees of severity and disease progression. OBJECTIVE: Using health 
administrative databases we described trends in incidence, prevalence, and mortality of adults and 
children with NMD. We also explored place of death and use of palliative care. METHODS: 
Population-based (Ontario, Canada) cohort study (2003 to 2014) of adults and children with NMD 
identified using International Classification of Disease and health insurance billing codes within 
administrative health databases. RESULTS: Adult disease prevalence increased on average per year 
by 8% (95% confidence interval (CI) 6% to 10%, P <.001), with the largest increase in adults18-39 
years. Childhood disease prevalence increased by 10% (95% CI 8% to 11%, P <.0001) per year, with 
the largest increase in children 0 to 5 years. Prevalence increased across all diagnoses except 
amyotrophic lateral sclerosis and spinal muscular atrophy for adults and all diagnoses for children. 
Adult incidence decreased by 3% (95% CI -4% to -2%, P <.0001) but incidence remained stable in 
children. Death occurred in 34,336 (18.5%) adults; 21,236 (61.8%) of whom received palliative care. 
Death occurred in 1,009 (5.6%) children; 507 (50.2%) of whom received palliative care. Mortality 
decreased over time in adults (odds ratio (OR) 0.86, 95% CI 0.86-0.87, P <.0001) and children (OR 
0.79, 95% CI 0.76-0.82, P <.0001). Use of palliative care over time increased for adults (OR 1.18, 
95% CI 1.09 to 1.28, P <.0001) and children (OR 1.22, 95% CI 1.20 to 1.23, P <.0001). 
CONCLUSIONS: In both adults and children, NMD prevalence is rising and mortality rates are 
declining. In adults incidence is decreasing while in children it remains stable. This confirms on a 
population-based level the increased survival of children and adults with NMD. 
https://www.ncbi.nlm.nih.gov/pubmed/30913206  
 
Saudubray, J. M. and Garcia-Cazorla, A. (2018). "An overview of inborn errors of metabolism 
affecting the brain: from neurodevelopment to neurodegenerative disorders." Dialogues 
Clin Neurosci 20(4): 301-325. 
 
Inborn errors of metabolism (IEMs) are particularly frequent as diseases of the nervous system. In 
the pediatric neurologic presentations of IEMs neurodevelopment is constantly disturbed and in 
fact, as far as biochemistry is involved, any kind of monogenic disease can become an IEM. Clinical 
features are very diverse and may present as a neurodevelopmental disorder (antenatal or late-
onset), as well as an intermittent, a fixed chronic, or a progressive and late-onset 
neurodegenerative disorder. This also occurs within the same disorder in which a continuum 
spectrum of severity is frequently observed. In general, the small molecule defects have screening 
metabolic markers and many are treatable. By contrast only a few complex molecules defects have 
metabolic markers and most of them are not treatable so far. Recent molecular techniques have 
considerably contributed in the description of many new diseases and unexpected phenotypes. 
This paper provides a comprehensive list of IEMs that affect neurodevelopment and may also 
present with neurodegeneration. 
https://www.ncbi.nlm.nih.gov/pubmed/30936770  
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Wanden-Berghe Lozano, C., Pereira Cunill, J. L., Cuerda Compes, C., Ramos Boluda, E., Maiz 
Jimenez, M. I., Gomez Candela, C., Virgili Casas, N., Burgos Pelaez, R., Perez de la Cruz, A., 
Penacho Lazaro, M. f., Sanchez Martos, E. A., De Luis Roman, D. A., Martinez Faedo, C., 
Martin Fontalba, M. L. A., Alvarez Hernandez, J., Matia Martin, P., Diaz Guardiola, P., 
Carabana Perez, F., Sanz Paris, A., Garde Orbaiz, C., Sanchez-Vilar Burdiel, O., Martin 
Folgueras, T., Martin Palmero, M. f., Luengo Perez, L. M., Zugasti Murillo, A., Martinez Costa, 
C., Suarez Llanos, J. P., Tejera Perez, C., Irles Rocamora, J. A., Arraiza Irigoyen, C., Garcia 
Delgado, Y., Campos Martin, C., Ponce Gonzalez, M. A., Mauri Roca, S., Garcia Zafra, M. f., 
Moran Lopez, J. M., Molina Baeza, B., Gonzalo Marin, M., Joaquin Ortiz, C., Pintor de la 
Maza, B., Gil Martinez, M. f., Carrera Santaliestra, M. J., Forga Visa, M. f., Apezetxea Celaya, 
A., Sanchez Sanchez, R. and Urgeles Planella, J. R. (2018). "[Home and Ambulatory Artificial 
Nutrition (NADYA) Report. Home Parenteral Nutrition in Spain, 2017]." Nutr Hosp 35(6): 
1491-1496. 
 
AIM: to communicate HPN data obtained from the HPN registry of the NADYA-SENPE group 
(www.nadya-senpe.com) for the year 2017. MATERIAL AND METHODS: descriptive analysis of the 
data collected from adult and pediatric patients with HPN in the NADYA-SENPE group registry 
from January 1st, 2017 to December 31st, 2017. RESULTS: there were 308 patients from 45 Spanish 
hospitals (54.5% women), 38 children and 270 adults, with 3,012 episodes, which represent a 
prevalence rate of 6.61 patients/million inhabitants/year 2017. The most frequent diagnosis in 
adults was "palliative cancer" (25.6%), followed by "others". In children, it was Hirschsprung's 
disease with six cases (15.8%). The first indication was short bowel syndrome in both children 
(55.3%) and adults (33.7%). The most frequently used type of catheter was tunneled in both 
children (73.4%) and adults (38.2%). Ending 81 episodes, the most frequent cause was death 
(62.9%) and transition to oral feeding (34.7%). CONCLUSIONS: the progressive increase of 
collaborating centers and professionals in the registry of patients receiving NPD is maintained. The 
main indications of HPN and the motive for ending have remained stable. 
https://www.ncbi.nlm.nih.gov/pubmed/30525864  
 
Zhu, Y., Runwal, G., Obrocki, P. and Rubinsztein, D. C. (2019). "Autophagy in childhood 
neurological disorders." Dev Med Child Neurol 61(6): 639-645. 
 
Autophagy is a tightly modulated lysosomal degradation pathway. Genetic disorders of autophagy 
during nervous system development may lead to developmental delay, neurodegeneration, and 
other neurological signs in children. Here we aimed to summarize single gene disorders that 
perturb various steps of autophagy pathway and their roles in the causation of childhood 
neurological diseases. Numerous childhood-onset disorders are caused by mutations that impact 
the autophagy pathway. These can manifest with a range of features including ataxia, spastic 
paraplegia, and intellectual disability. Defective proteins causing such diseases can interfere with 
autophagy flux at different stages of the itinerary. Defective autophagy may be an important 
contributor to the pathological features of various childhood neurodegenerative diseases and lead 
to the accumulation of aberrant protein and dysfunctional organelles. Insights into the relevant cell 
biological processes may help understand pathophysiological mechanisms and inspire autophagy-
restoring therapeutic approaches. WHAT THIS PAPER ADDS: Numerous childhood-onset disorders 
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are caused by mutations that impact the autophagy pathway. Defective autophagy is a feature of 
some mutations that cause ataxia, spastic paraplegia, and intellectual disability. 
https://www.ncbi.nlm.nih.gov/pubmed/30417343  
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Outcomes and Instruments 
 
Bae, K. S., Shin, J. A., Kim, S. K., Han, S. B., Lee, J. W., Lee, D. G., Chung, N. G., Cho, B., Jeong, 
D. C. and Kang, J. H. (2019). "Enterococcal bacteremia in febrile neutropenic children and 
adolescents with underlying malignancies, and clinical impact of vancomycin resistance." 
Infection 47(3): 417-424. 
 
PURPOSE: Enterococci are a common cause of bacteremia in immunocompromised patients. 
Although the increase of vancomycin-resistant enterococci (VRE) makes appropriate antibiotic 
therapy difficult, clinical characteristics of enterococcal bacteremia and the impact of VRE infection 
on outcomes have rarely been reported in immunocompromised children. METHODS: We enrolled 
children and adolescents (< 19 years of age) with underlying malignancies who were diagnosed 
with enterococcal bacteremia during febrile neutropenia between 2010 and 2017. Medical records 
of the enrolled children were retrospectively reviewed to evaluate the clinical characteristics of 
enterococcal bacteremia and impact of VRE infection on outcomes. RESULTS: Thirty-six episodes of 
enterococcal bacteremia were identified in 30 patients. VRE infection was identified in 11 episodes 
(30.6%); the 7- and 30-day mortalities were 27.8% and 44.4%, respectively. Acute lymphoblastic 
leukemia (50.0%) and acute myeloid leukemia (30.6%) were the most common underlying 
disorders. Three (8.3%) of the patients were in complete remission, and palliative and reinduction 
chemotherapies were administered in 47.2% and 36.1% of episodes, respectively. Empirical 
antibiotic therapy was appropriate in 64.0% of patients with vancomycin-susceptible enterococcal 
infection and in none of the VRE-infected patients (p = 0.001). However, the 30-day mortality was 
not significantly different between the two patient groups (44.0% vs. 45.5%, p = 1.000). 
CONCLUSIONS: Most episodes of enterococcal bacteremia occurred in advanced stages of 
underlying malignancies, and still showed high mortality. The prognosis seemed to be related to 
the underlying disease condition rather than vancomycin resistance of the isolated enterococci, 
although the number of enrolled patients was small. 
https://www.ncbi.nlm.nih.gov/pubmed/30565009  
 
Barz Leahy, A. and Feudtner, C. (2019). "Outcome Dimensions in Pediatric Palliative Care." 
Pediatrics 143(1). 
https://www.ncbi.nlm.nih.gov/pubmed/30530505  
 
Bianconi, S. E., Hammond, D. I., Farhat, N. Y., Dang Do, A., Jenkins, K., Cougnoux, A., Martin, 
K. and Porter, F. D. (2019). "Evaluation of age of death in Niemann-Pick disease, type C: 
Utility of disease support group websites to understand natural history." Mol Genet Metab 
126(4): 466-469. 
 
Niemann-Pick disease, type C (NPC) is a neurodegenerative lysosomal storage disease affecting 
the visceral organs and the central nervous system. The age of initial presentation varies from fetal 
to adult onset, although childhood onset is most common. The life expectancy for the full 
spectrum of NPC patients is not well defined, and it is unknown if current supportive care impacts 
the natural history. In order to assess age of death for a large cohort of NPC patients, we "crowd-
sourced" age and year of death from information posted on disease support group website 
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memorial walls. We analyzed data from 338 individuals who died between 1968 and 2018. In 
addition to age of death, gender can be inferred from given names and photographs. The median 
age of death was 13years with a range from 0.1-69years. Although sex significantly affects survival 
of NPC1 mutant mice, we did not observe a gender dependent survival difference in NPC patients. 
Median age of survival across time increased between the earliest patients and the most recently 
deceased patient; however, we found no significant change in survival over the last 20years. These 
data suggest that supportive medical care has not impacted survival in the recent past and 
provides support for the use of historic controls in evaluating therapeutic interventions. 
https://www.ncbi.nlm.nih.gov/pubmed/30850267  
 
Birnie, K. A., Hundert, A. S., Lalloo, C., Nguyen, C. and Stinson, J. N. (2019). 
"Recommendations for selection of self-report pain intensity measures in children and 
adolescents: a systematic review and quality assessment of measurement properties." Pain 
160(1): 5-18. 
 
In 2006, PAIN published a systematic review of the measurement properties of self-report pain 
intensity measures in children and adolescents (Stinson JN, Kavanagh T, Yamada J, Gill N, Stevens 
B. Systematic review of the psychometric properties, interpretability and feasibility of self-report 
pain intensity measures for use in clinical trials in children and adolescents. PAIN 2006;125:143-57). 
Key developments in pediatric pain necessitate an update of this work, most notably growing use 
of the 11-point numeric rating scale (NRS-11). Our aim was to review the measurement properties 
of single-item self-report pain intensity measures in children 3 to 18 years old. A secondary aim 
was to develop evidence-based recommendations for measurement of child and adolescent self-
report of acute, postoperative, and chronic pain. Methodological quality and sufficiency of 
measurement properties for reliability, validity, responsiveness, and interpretability was assessed 
by at least 2 investigators using COnsensus based Standards for the selection of health 
Measurement INstruments (COSMIN). Searches identified 60 unique self-report measures, of which 
8 (reported in 80 papers) met inclusion criteria. Well-established measures included the NRS-11, 
Color Analogue Scale (CAS), Faces Pain Scale-Revised (FPS-R; and original FPS), Pieces of Hurt, 
Oucher-Photographic and Numeric scales, Visual Analogue Scale, and Wong-Baker FACES Pain 
Rating Scale (FACES). Quality of studies ranged from poor to excellent and generally reported 
sufficient criterion and construct validity, and responsiveness, with variable reliability. Content and 
cross-cultural validity were minimally assessed. Based on available evidence, the NRS-11, FPS-R, 
and CAS were strongly recommended for self-report of acute pain. Only weak recommendations 
could be made for self-report measures for postoperative and chronic pain. No measures were 
recommended for children younger than 6 years, identifying a need for further measurement 
refinement in this age range. Clinical practice and future research implications are discussed. 
https://www.ncbi.nlm.nih.gov/pubmed/30180088  
 
Bogetz, J. F., Root, M. C., Purser, L. and Torkildson, C. (2019). "Comparing Health Care 
Provider-Perceived Barriers to Pediatric Palliative Care Fifteen Years Ago and Today." J 
Palliat Med 22(2): 145-151. 
 
OBJECTIVE: This study examines health care provider perspectives about barriers to pediatric 
palliative care for seriously ill children 15 years after an initial study within the same academic 
health system. METHODS: Anonymous validated surveys were sent electronically to inpatient 
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nursing unit distribution lists (n = 1315). Reminders were sent through e-mail twice over a two-
month data collection period. RESULTS: Response rate was 20.9% (275/1315) with 45.2% of 
responses from critical care units and 21.6% from hematology/oncology units. Of the participants, 
58.2% (n = 160) had >/=10 years nursing experience, 58.5% (n = 161) had one to five patients die 
in the past 12 months, and 50.2% (n = 138) had one to five patients receiving subspecialty 
pediatric palliative care in the past year. Approximately one-half of the participants reported 3 of 
26 barriers listed on the study survey as frequently or almost always occurring, including (1) family 
preference for more life-sustaining treatment than staff (n = 177, 64.8%), (2) family not ready to 
acknowledge incurable condition (n = 175, 64.1%), and (3) parent discomfort with possibility of 
hastening death (n = 146, 53.7%). Study findings were similar between 2002 and 2017, particularly 
in the extremes of the most and least commonly cited barriers. CONCLUSIONS: Barriers to 
palliative care for hospitalized children persist and commonly include perceptions that families 
deny, prefer, or have discomfort with forgoing life-sustaining treatments. Increasingly, studies have 
shown that families can be simultaneously hopeful and aware of their child's worsening health. 
Further palliative care education and research about these barriers and their impacts are necessary 
to support seriously ill children and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/30388057  
 
Brown, S. E. S., Antiel, R. M., Blinman, T. A., Shaw, S., Neuman, M. D. and Feudtner, C. (2019). 
"Pediatric Perioperative DNR Orders: A Case Series in a Children's Hospital." J Pain Symptom 
Manage 57(5): 971-979. 
 
CONTEXT: Do-not-resuscitate (DNR) orders are common among children receiving palliative care, 
who may nevertheless benefit from surgery and other procedures. Although anesthesia, surgery, 
and pediatric guidelines recommend systematic reconsideration of DNR orders in the 
perioperative period, data regarding how clinicians evaluate and manage DNR orders in the 
perioperative period are limited. OBJECTIVES: To evaluate perioperative management of DNR 
orders at a tertiary care children's hospital. METHODS: We reviewed electronic medical records for 
all children with DNR orders in place within 30 days of surgery at a tertiary care pediatric hospital 
from February 1, 2016, to August 1, 2017. Using standardized case report forms, we abstracted the 
following from physician notes: 1) patient/family wishes with respect to the DNR, 2) whether 
preoperative DNR orders were continued, modified, or suspended during the perioperative period, 
and 3) whether life-threatening events occurred in the perioperative period. Based on data from 
these reports, we created a process flow diagram regarding DNR order decision-making in the 
perioperative period. RESULTS: Twenty-three patients aged six days to 17 years had a DNR order in 
place within 30 days of 29 procedures. No documented systematic reconsideration took place for 
41% of procedures. DNR orders were modified for two (7%) procedures and suspended for 15 
(51%). Three children (13%) suffered life-threatening events. We identified four time points in the 
perioperative period where systematic reconsideration should be documented in the medical 
record, and identified recommended personnel involved and important discussion points at each 
time point. CONCLUSION: Opportunities exist to improve how DNR orders are managed during 
the perioperative period. 
https://www.ncbi.nlm.nih.gov/pubmed/30731168  
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Dallas, J., Englot, D. J. and Naftel, R. P. (2018). "Neurosurgical approaches to pediatric 
epilepsy: Indications, techniques, and outcomes of common surgical procedures." Seizure, 
10.1016/j.seizure.2018.11.007. 
 
Epilepsy is a common pediatric neurological condition, and approximately one-third of children 
with epilepsy are refractory to medical management. For these children neurosurgery may be 
indicated, but operative success is dependent on complete delineation of the epileptogenic zone. 
In this review, surgical techniques for pediatric epilepsy are considered. First, potentially-curative 
operations are discussed and broadly divided into resections and disconnections. Then, two 
palliative approaches to seizure control are reviewed. Finally, future neurosurgical approaches to 
epilepsy are considered. 
https://www.ncbi.nlm.nih.gov/pubmed/30473268  
 
Day, E. and Hort, J. R. (2018). "Out-of-hospital arrests attending an Australian tertiary 
paediatric emergency department over 13 years: An observational study." Emerg Med 
Australas 30(5): 687-693. 
 
OBJECTIVE: In paediatric cardiopulmonary arrest, International Liaison Committee on Resuscitation 
(ILCOR) states, 'there are no simple guidelines to determine when resuscitative efforts become 
futile'. Considerations to assist this decision-making include cause of arrest, pre-existing medical 
conditions, age, site of arrest, duration of untreated cardiopulmonary arrest, witnessed arrest and 
presence of shockable rhythm. Outcomes are poor in out-of-hospital cardiac arrests (OHCA), 
particularly for infants. This single-centre observational study describes the characteristics and 
outcomes of the subgroup of children presenting to our hospital's ED following OHCA still 
receiving cardiac compressions, to assist development of guidelines for future resuscitation efforts 
in our ED, particularly for cessation of cardiopulmonary resuscitation (CPR). METHODS: The ED 
database was searched for children presenting in cardiopulmonary arrest receiving cardiac 
compressions. Data were reviewed on pre-hospital, ED and hospital management and outcome, 
particularly looking at considerations outlined by ILCOR. RESULTS: From January 2000 to 
December 2013, 60 children were identified: median age 1.71 years; 87% arresting at home; 68% 
with bystander CPR; median CPR duration pre-hospital 42 min, and in ED 19.5 min; total CPR 
median 61 min. Fifty patients (83%) died in ED, 10 (17%) were admitted to intensive care but all 
died within 4 days. CONCLUSION: Children presenting to ED still receiving cardiac compressions 
following OHCA had a universally poor outcome, regardless of age and underlying cause. This 
implies resuscitative efforts could be discontinued earlier in this subgroup. A national, multicentre 
study is needed to determine if this finding is reproducible with a larger population. 
https://www.ncbi.nlm.nih.gov/pubmed/30021244  
 
DeCourcey, D. D., Silverman, M., Oladunjoye, A. and Wolfe, J. (2019). "Advance Care 
Planning and Parent-Reported End-of-Life Outcomes in Children, Adolescents, and Young 
Adults With Complex Chronic Conditions." Crit Care Med 47(1): 101-108. 
 
OBJECTIVES: For children, adolescents, and young adults with complex chronic conditions advance 
care planning may be a vital component of optimal care. Advance care planning outcomes 
research has previously focused on seriously ill adults and adolescents with cancer where it is 
correlated with high-quality end-of-life care. The impact of advance care planning on end-of-life 
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outcomes for children, adolescents, and young adults with complex chronic conditions is unknown, 
thus we sought to evaluate parental preferences for advance care planning and to determine 
whether advance care planning and assessment of specific family considerations during advance 
care planning were associated with differences in parent-reported end-of-life outcomes. DESIGN: 
Cross-sectional survey. SETTING: Large, tertiary care children's hospital. SUBJECTS: Bereaved 
parents of children, adolescents, and young adults with complex chronic conditions who died 
between 2006 and 2015. INTERVENTIONS: None. MEASUREMENT AND MAIN RESULTS: One-
hundred fourteen parents were enrolled (54% response rate) and all parents reported that advance 
care planning was important, with a majority (70%) endorsing that discussions should occur early 
in the illness course. Parents who reported advance care planning (65%) were more likely to be 
prepared for their child's last days of life (adjusted odds ratio, 3.78; 95% CI, 1.33-10.77), to have the 
ability to plan their child's location of death (adjusted odds ratio, 2.93; 95% CI, 1.06-8.07), and to 
rate their child's quality of life during end-of-life as good to excellent (adjusted odds ratio, 3.59; 
95% CI, 1.23-10.37). Notably, advance care planning which included specific assessment of family 
goals was associated with a decrease in reported child suffering at end-of-life (adjusted odds ratio, 
0.23; 95% CI, 0.06-0.86) and parental decisional regret (adjusted odds ratio, 0.42; 95% CI, 0.02-
0.87). CONCLUSIONS: Parents of children, adolescents, and young adults with complex chronic 
conditions highly value advance care planning, early in the illness course. Importantly, advance 
care planning is associated with improved parent-reported end-of-life outcomes for this 
population including superior quality of life. Further studies should evaluate strategies to ensure 
high-quality advance care planning including specific assessment of family goals. 
https://www.ncbi.nlm.nih.gov/pubmed/30303834  
 
Downing, J., Namisango, E. and Harding, R. (2018). "Outcome measurement in paediatric 
palliative care: lessons from the past and future developments." Ann Palliat Med 7(Suppl 3): 
S151-s163. 
 
BACKGROUND: The need for paediatric palliative care (PPC) globally is great yet there is limited 
evidence of the quality or outcomes of the care provided. The lack of an outcome measure for PPC 
has been consistently cited as one reason for the lack of robust evidence in the field. Thus 
recommendations have been made for the development of locally relevant, validated tools to 
measure outcomes for children. METHODS: This paper reviews relevant outcomes and quality 
measures in PPC, the current state of science on outcome measurement for children and young 
people (CYP) with life-limiting and life-threatening conditions and the development of the African 
Children's Palliative Outcome Scale (C-POS). Lessons learnt from the past are presented before 
looking ahead at the need for future developments in outcome measures in PPC. A narrative 
review was undertaken and authors have drawn upon reflective insights from their collective 
experiences. RESULTS: Outcomes can be measured in a variety of ways, and due to the multi-
dimensional nature of PPC, outcomes can be complex and hard to measure. Whilst there are a 
variety of outcome measures for use in adult palliative care, a similar range of tools does not exist 
in PPC. Literature reviews have confirmed the absence of a multi-dimensional PPC outcome 
measurement tool. Following on from their success in developing an outcome scale for adults in 
Africa, the African Palliative Care Association (APCA) have developed a multi-dimensional outcome 
tool for PPC-the African C-POS. Tool development and validation followed the COSMIN guidance. 
The draft C-POS consists of 12 questions, 8 in Section A for the child, and 4 in Section B for the 
parents/carers. The tool has been developed across eight African countries and is the first 
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specifically designed, multi-dimensional outcome measure for PPC. Lessons have been learnt in 
the development of outcome scales in palliative care, including those specifically for PPC such as: 
undertaking research in PPC; the definition of PPC; if you ask a child what their concerns are they 
will tell you; do you use child and or proxy report? do you have different tools for different ages? 
what methods of scoring should be used? is it an outcome tool, an assessment tool or both? the 
length of the outcome measure; the length of time it takes to develop; and, it won't be perfect. 
Whilst progress has occurred through the development of the C-POS there is still a long way to go 
in the development of outcome measures for PPC. Future developments include: finalization and 
publication of the African C-POS; utilization of the C-POS in clinical practice, research and audit; 
collation and review of data sets; and the development of C-POS in different settings. 
CONCLUSIONS: The measurement of outcomes in PPC is an imperative. Whilst there are 
challenges in developing outcome tools and utilizing them in practice, these should not prevent us 
from advancing the field. The development of the first outcome measure for PPC the African C-
POS is a key milestone in the ongoing development and utilization of outcome measures for PPC. 
https://www.ncbi.nlm.nih.gov/pubmed/30180720  
 
Fox, M. A., Ayyangar, R., Parten, R., Haapala, H. J., Schilling, S. G. and Kalpakjian, C. Z. 
(2019). "Self-report of pain in young people and adults with spastic cerebral palsy: interrater 
reliability of the revised Face, Legs, Activity, Cry, and Consolability (r-FLACC) scale ratings." 
Dev Med Child Neurol 61(1): 69-74. 
 
AIM: People with cerebral palsy (CP) are often unable to express pain owing to cognitive or speech 
impairments. Reports that rely on observation can be inaccurate, because behaviours such as 
grimacing, common in people with spastic CP, resemble pain expressions. We examined 
preliminary validity and reliability of the revised Face, Legs, Activity, Cry, and Consolability (r-
FLACC) scale in people with spastic CP. METHOD: Forty-eight young people and adults (35 
females, 13 males; mean [SD] age 29y 2mo [13y]) were video-recorded during a standard 
examination, rating their pain (0-10) afterwards. Two raters completed the r-FLACC using the video 
recordings. Interrater reliability was assessed with an unconditional cross-classified random-effects 
model and item response theory approach; Pearson correlations measured agreement between 
raters and participants. RESULTS: Mean (SD) participant (n=48) pain scores were 2.48 (2.5) and 
mean (SD) r-FLACC scores were 1.46 (1.68). There was moderate agreement between raters 
(intraclass coefficient 0.41 and 0.57 respectively) but low agreement between participants and 
raters (r=0.26). There were no significant effects for raters (lay observers, nurses, physicians, and 
inexperienced raters). INTERPRETATION: Results provide mixed support for the interrater reliability 
of the r-FLACC in people with spastic CP. WHAT THIS PAPER ADDS: The revised Face, Legs, Activity, 
Cry, and Consolability (r-FLACC) scale can be reliably used by experts and lay raters for people with 
spastic cerebral palsy (CP). Support is mixed for interrater reliability of the r-FLACC scale used with 
people with spastic CP. 
https://www.ncbi.nlm.nih.gov/pubmed/30051908  
 
Friedel, M., Aujoulat, I., Dubois, A. C. and Degryse, J. M. (2019). "Instruments to Measure 
Outcomes in Pediatric Palliative Care: A Systematic Review." Pediatrics 143(1). 
 
CONTEXT: Pediatric palliative care (PPC) is intended to promote children's quality of life by using a 
family-centered approach. However, the measurement of this multidimensional outcome remains 
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challenging. OBJECTIVE: To review the instruments used to assess the impact of PPC interventions. 
DATA SOURCES: Five databases (Embase, Scopus, The Cochrane Library, PsychInfo, Medline) were 
searched. STUDY SELECTION: Inclusion criteria were as follows: definition of PPC used; patients 
aged 0 to 18 years; diseases listed in the directory of life-limiting diseases; results based on 
empirical data; and combined descriptions of a PPC intervention, its outcomes, and a 
measurement instrument. DATA EXTRACTION: Full-text articles were assessed and data were 
extracted by 2 independent researchers, and each discrepancy was resolved through consensus. 
The quality of the studies was assessed by using the Standard Quality Assessment Criteria for 
Evaluating Primary Research Papers From a Variety of Fields checklist. RESULTS: Nineteen of 2150 
articles met the eligibility criteria. Researchers in 15 used quantitative methods, and 9 were of 
moderate quality. Multidimensional outcomes included health-related quality of life, spiritual well-
being, satisfaction with care and/or communication, perceived social support, and family 
involvement in treatment or place-of-care preferences. PPC interventions ranged from home-
based to hospital and respite care. Only 15 instruments (of 23 reported) revealed some 
psychometric properties, and only 5 included patient-reported (child) outcome measures. 
LIMITATIONS: We had no access to the developmental process of the instruments used to present 
the underlying concepts that were underpinning the constructs. CONCLUSIONS: Data on the 
psychometric properties of instruments used to assess the impact of PPC interventions were 
scarce. Children are not systematically involved in reporting outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/30530504  
 
Gil, S., Fernandez-Pineda, I., Rao, B., Neel, M. D., Baker, J. N., Wu, H., Wu, J. and Anghelescu, 
D. L. (2019). "Role of Amputation in Improving Mobility, Pain Outcomes, and Emotional and 
Psychological Well-Being in Children With Metastatic Osteosarcoma." Am J Hosp Palliat 
Care 36(2): 105-110. 
 
BACKGROUND:: Few studies have analyzed the benefit of limb amputations in children with 
metastatic osteosarcoma and limited life span. OBJECTIVE:: We studied outcomes of limb 
amputations in children with metastatic osteosarcoma. DESIGN:: We performed a retrospective 
review of patients who underwent limb amputations (January 1995-June 2015) and died within 1 
year of surgery. SETTING/PARTICIPANTS:: We studied 12 patients with osteosarcoma at a single 
institution. MEASUREMENTS:: Data on mobility, pain, and emotional and psychological well-being 
were retrieved from medical records from 1 month before surgery to 6 months after surgery. 
RESULTS:: Of the 12 patients (7 females and 5 males; median age at surgery 13 years [range, 7-20 
years]) meeting study criteria, 3 patients and 9 patients had primary osteosarcoma in upper and 
lower limbs, respectively. Mobility improved postamputation in 8 bedridden/wheelchair-bound 
patients. Postamputation, emotional, and psychological well-being improved for 9 patients, 3 
patients had persistent psychological and/or emotional symptoms, and no patient experienced 
signs of regret. Daily mean pain scores were significantly lower at 1 week (median 3 [range, 0-6]; P 
= .03) and 3 months (median 0 [range, 0-8]; P = .02) postsurgery than at 1 week presurgery 
(median 5.5 [range, 0-10]). Morphine consumption (mg/kg/d) showed a trend toward higher 
values at 1 week (median 0.2 [range, 0-7.6]; P = .6) and 3 months (median 0.2 [range, 0-0.5]; P = .3) 
postsurgery than at 1 week presurgery (median 0.1 [range, 0-0.5]). CONCLUSIONS:: Patients 
undergoing limb amputations had reduced pain and improved mobility and emotional and 
psychological well-being. Amputations are likely to benefit children with limited life expectancy. 
https://www.ncbi.nlm.nih.gov/pubmed/30058346  
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Grade, M., Koenig, J., Qian, Y., Sandhu, N., Liu, Y., Turner, B., von Eyben, R., Knox, S. and 
Dudley, S. (2019). "Outcomes and Characteristics of Patients Treated with Emergent 
Palliative Radiation Therapy." Pract Radiat Oncol 9(2): e203-e209. 
 
PURPOSE: Emergent palliative radiation therapy (PRT) of symptomatic metastases can significantly 
increase the quality of life of patients with cancer. In some contexts, this treatment may be 
underused, but in others PRT may represent an excessively aggressive intervention. The 
characterization of the current use of emergent PRT is warranted for optimized value and patient-
centered care. METHODS AND MATERIALS: This study is a cross-sectional retrospective analysis of 
all emergent PRT courses at a single academic tertiary institution across 1 year. RESULTS: A total of 
214 patients received a total of 238 treatment courses. The most common indications were bone 
(39%) and brain (14%) metastases. Compared with outpatients, inpatients had lower mean survival 
rates (2 months vs 6 months; P < .001), higher rates of stopping treatment early (19.1% vs 9.0%; P 
= .034), and greater involvement of palliative care (44.8% vs 24.1%; P < .001), but the same mean 
planned fractions (9.10 vs 9.40 fractions; P = .669). In a multiple predictor survival analysis, 
palliative care involvement (P = .025), male sex (P = .001), ending treatment early (P = .011), and 
having 1 of 3 serious indications (airway compromise, leptomeningeal disease, and 
superior/inferior vena cava involvement; P = .007) were significantly associated with worse overall 
survival. CONCLUSIONS: Survival is particularly poor in patients who receive emergent PRT, and 
patient characteristics such as functional status and indication should be considered when 
determining fractionation schedule and dosing. A multi-institutional study of practice patterns and 
outcomes is warranted. 
https://www.ncbi.nlm.nih.gov/pubmed/30529795  
 
Grioni, D., Landi, A., Fiori, L. and Sganzerla, E. P. (2018). "Does emergent implantation of a 
vagal nerve stimulator stop refractory status epilepticus in children?" Seizure 61: 94-97. 
 
PURPOSE: Status Epilepticus can be a serious life threatening event in epileptic patients. The 
definition of refractory or super-refractory Status Epilepticus was based on the therapeutic 
response to anti-epileptic and anesthetic drugs. Vagal Nerve Stimulation showed efficacy in 
treating drug-resistant epilepsy but there are only few reports on emergentplacement of Vagal 
Nerve Stimulator for refractory or super-refractory Status Epilepticus. METHODS: Among 49 
children implanted at our Institution with Vagal Nerve Stimulation for drug-resistant epilepsy, the 
authors retrospectively identified those implanted for refractory or super-refractory Status 
Epilepticus, according with the current definitions. RESULTS: 4 patients were operated upon at ages 
ranging 7 to 17 months and reached the programmed output current of 1 mA over a time ranging 
from 24 to 36 h (fast ramping-up). In 3 out of 4 patient we observed the abrupt of Status 
Epilepticus; one patient was refractory both to drugs and Vagal Nerve Stimulation and later died, 
without recovering from SE. At follow up, ranging from 24 to 45 months, the remaining 3 patients 
showed a decrease of the seizures frequency >80% without relapse of Status Epilepticus; in all the 
patients, output current and/or Duty Cycle were increased later. CONCLUSION: VNS can be 
effective in treating refractory or super-refractory Status Epilepticus. 
https://www.ncbi.nlm.nih.gov/pubmed/30118931  
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Gupta, S. and Alam, A. (2018). "Shock Index-A Useful Noninvasive Marker Associated With 
Age-Specific Early Mortality in Children With Severe Sepsis and Septic Shock: Age-Specific 
Shock Index Cut-Offs." J Intensive Care Med, 10.1177/0885066618802779: 885066618802779. 
 
BACKGROUND: Aim of the study was to analyze the association of shock index (SI) from 0 to 6 
hours with early mortality in severe sepsis/septic shock and to explore its age-specific cut-off 
values. To investigate association of change in SI over first 6 hours with early mortality. METHODS: 
A prospective cohort study of children (<14 years) admitted in emergency department, tertiary 
care hospital with severe sepsis or septic shock, divided into 3 groups: group 1: 1 month to <1 
year; group 2: 1 to <6 years; group 3: 6 to 12 years. Shock index (SI = heart rate/systolic blood 
pressure) measured at admission (X0) and hourly till 6 hours (X1-6). Primary outcome was death 
within 48 hours of admission. Area under receiver operating characteristic curves were constructed 
for SI (0-6). Optimal cut-offs of SI 0 and SI 6, maximizing both sensitivity and specificity were 
determined and positive and negative predictive values (PPV, NPV) were calculated. RESULTS: From 
2015 to 2016, 120 children were recruited. Septic shock was present at admission in 56.7% 
children. Early mortality was 50%. All hourly shock indices (SI 0-6) were higher among non 
survivors in group 2 ( P </= .03) and group 3 ( P < .001). In group 1, SI after 2 hours was higher in 
non survivors ( P 2-6: </= .02). Area under receiver operating characteristic curves (95% CI) for SI at 
0 hour was 0.72 (0.5-0.9), 0.66 (0.5-0.8), and 0.77 (0.6-0.9) and at 6 hours was 0.8 (0.6-1), 0.75 (0.6-
0.9), and 0.8 (0.7-1) in 3 groups. The cut-off values of SI 0 (sensitivity; specificity; PPV; NPV) in 3 
groups: 1.98 (77; 75; 67; 83), 1.50 (65; 65; 68; 63), and 1.25 (90; 67; 77; 83) and SI6: 1.66 (85; 80; 73; 
89), 1.36 (73; 70; 73; 70), and 1.30 (74; 73; 78; 69). Improvement of SI over 6 hours was associated 
with better outcome. Children with higher SI at both time points had higher mortality than those 
with SI score below the cut-offs ( P = .001). CONCLUSIONS: Age-specific SI cut-off values may 
identify children at high risk of early mortality in severe sepsis/septic shock and allow for better 
targeted management. 
https://www.ncbi.nlm.nih.gov/pubmed/30278814  
 
Hanbali, A., Rasheed, W., Peedikayil, M. C., Boholega, S. and Alzahrani, H. A. (2018). 
"Mitochondrial Neurogastrointestinal Encephalomyopathy Syndrome Treated with Stem Cell 
Transplant: A Case Series and Literature Review." Exp Clin Transplant 16(6): 773-778. 
 
Mitochondrial neurogastrointestinal encephalomyopathy syndrome is a rare autosomal recessive 
multisystem disorder caused by nuclear TYMP gene mutations, which leads to deficiency in 
thymidine phosphorylase enzyme. This deficiency then leads to mitochondrial dysfunction, which 
causes the features characteristic of this syndrome, including severe muscle wasting, 
gastrointestinal dysmotility, leukoencephalopathy, peripheral neuropathy, and ophthalmoplegia. 
Here, we present a case series of 3 patients with mitochondrial neurogastrointestinal 
encephalomyopathy from Saudi Arabia who underwent allogeneic stem cell transplant at King 
Faisal Specialist Hospital (Riyadh, Saudi Arabia). Two patients died within the first year of 
transplant, and the third is still alive but without improvement in clinical features. Allogeneic 
hematopoietic stem cell transplant-related mortality appears to be high; this may at least be 
partially related to established end-organ effects with decreased performance status. Although 
allogeneic hematopoietic stem cell transplant clearly affects correction of genetic and biochemical 
defects in mitochondrial neurogastrointestinal encephalomyopathy, its ability to reverse or 
improve established clinical manifestations has not been proven. 
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Harding, R., Chambers, L. and Bluebond-Langner, M. (2019). "Advancing the science of 
outcome measurement in paediatric palliative care." Int J Palliat Nurs 25(2): 72-79. 
 
BACKGROUND:: There is a lack of appropriate, validated person-centred outcome measures 
(PCOM) for paediatric palliative care in the scientific literature, and as a result there is not a tool to 
drive and evaluate care of children and young people. METHODS:: In line with COnsensus-based 
Standards for the selection of health Measurement INstruments (COSMIN) guidance, an expert 
group was convened to elicit views on the domains/items to include in a PCOM, implementation 
challenges and requirements for use in routine care by practitioners. Data were content analysed. 
RESULTS:: 36 UK-wide clinicians, advocates, and researchers participated. 1) Items included were: 
specific symptoms, education, play and social interaction, parental time for partner and other 
children, sex and intimacy, and sibling wellbeing. 2) Implementation challenges: supporting 
children and young people to engage meaningfully, that the instrument could be seen as a 'test' of 
parents' care quality, raising unrealistic expectations, proxy validity. 3) There is a need for clear 
administration and interpretation guidance and for data ownership/access to be agreed. 
CONCLUSIONS:: This expert meeting addressed the initial step in COSMIN guidance, informing 
face validity and acceptability. It provides the information necessary for the first phase of tool 
development and informs potential use and implementation. 
https://www.ncbi.nlm.nih.gov/pubmed/30785818  
 
Hoffmann, R., Kaiser, J. and Kersting, A. (2018). "Psychosocial outcomes in cancer-bereaved 
children and adolescents: A systematic review." Psychooncology 27(10): 2327-2338. 
 
OBJECTIVE: Due to the unique importance of parental and sibling relationships and concurrently 
existing developmental challenges, the loss of a parent or sibling due to cancer is a highly stressful 
event for children and adolescents. This is the first systematic review that integrates findings on 
psychosocial outcomes after parental or sibling cancer bereavement. METHODS: A systematic 
search of Web of Science, PubMed, PsycINFO, and PubPsych was conducted, last in December 
2017. Quantitative studies on psychosocial outcomes of children and adolescents who lost a 
parent or sibling due to cancer were included. RESULTS: Twenty-four studies (N = 10 parental and 
N = 14 sibling bereavement), based on 13 projects, were included. Ten projects had cross-sectional 
designs. Only 2 projects used large, population-based samples and nonbereaved comparison 
groups. Outcomes were partially measured by single-item questions. Bereaved children and 
adolescents showed similar levels of depression and anxiety compared with nonbereaved or 
norms. Severe behavioral problems were found rarely. However, in 2 large, population-based 
studies, about half of the bereaved individuals reported unresolved grief. Bereaved adolescents 
had a higher risk for self-injury compared with the general population in one large, population-
based study. Communication with health-care professionals, family, and other people; social 
support; distress during illness; age; gender; and time because loss were associated with 
psychosocial bereavement outcomes. CONCLUSIONS: Results indicate a high level of adjustment 
in cancer-bereaved children and adolescents. A modifiable risk factor for adverse psychosocial 
consequences is poor communication. Prospective designs, representative samples, and validated 
instruments, eg, for prolonged grief, are suggested for future research. 
https://www.ncbi.nlm.nih.gov/pubmed/30120901  
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Huang, X. Z., Li, L., Zhou, J., He, F., Zhong, C. X. and Wang, B. (2018). "Evaluation of three 
pain assessment scales used for ventilated neonates." J Clin Nurs 27(19-20): 3522-3529. 
 
AIMS AND OBJECTIVES: To compare and evaluate the reliability, validity, feasibility, clinical utility, 
and nurses' preference of the Premature Infant Pain Profile-Revised, the Neonatal Pain, Agitation, 
and Sedation Scale, and the Neonatal Infant Acute Pain Assessment Scale used for procedural pain 
in ventilated neonates. BACKGROUND: Procedural pain is a common phenomenon but is 
undermanaged and underassessed in hospitalised neonates. Information for clinician selecting 
pain measurements to improve neonatal care and outcomes is still limited. DESIGN: A prospective 
observational study was used. METHODS: A total of 1,080 pain assessments were made at 90 
neonates by two nurses independently, using three scales viewing three phases of videotaped 
painful (arterial blood sampling) and nonpainful procedures (diaper change). Internal consistency, 
inter-rater reliability, discriminant validity, concurrent validity and convergent validity of scales 
were analysed. Feasibility, clinical utility and nurses' preference of scales were also investigated. 
RESULTS: All three scales showed excellent inter-rater coefficients (from 0.991-0.992) and good 
internal consistency (0.733 for the Premature Infant Pain Profile-Revised, 0.837 for the Neonatal 
Pain, Agitation, and Sedation Scale and 0.836 for the Neonatal Infant Acute Pain Assessment Scale, 
respectively). Scores of painful and nonpainful procedures on the three scales changed 
significantly across the phases. There was a strong correlation between the three scales with 
adequate limits of agreement. The mean scores of the Neonatal Pain, Agitation, and Sedation Scale 
for feasibility and utility were significantly higher than those of the Neonatal Infant Acute Pain 
Assessment Scale, but not significantly higher than those of the Premature Infant Pain Profile-
Revised. The Neonatal Pain, Agitation, and Sedation Scale was mostly preferred by 55.9% of the 
nurses, followed by the Neonatal Infant Acute Pain Assessment Scale (23.5%) and the Premature 
Infant Pain Profile-Revised (20.6%). CONCLUSIONS: The three scales are all reliable and valid, but 
the Neonatal Pain, Agitation, and Sedation Scale and the Neonatal Infant Acute Pain Assessment 
Scale perform better in reliability. The Neonatal Pain, Agitation, and Sedation Scale appears to be a 
better choice for frontier nurses to assess procedural pain in ventilated neonates based on its 
good feasibility, utility and nurses' preference. RELEVANCE TO CLINICAL PRACTICE: Choosing a 
valid, reliable, feasible and practical measurement is the key step for better management of 
procedural pain for ventilated newborns. Using the right and suitable tool is helpful to accurately 
identify pain, ultimately improve the neonatal care and outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/29945293  
 
Humphrey, L., Schlegel, A., Seabrook, R. and McClead, R. (2019). "Trigger Criteria to Increase 
Appropriate Palliative Care Consultation in the Neonatal Intensive Care Unit." Pediatr Qual 
Saf 4(1): e129. 
 
Introduction: Pediatric palliative care (PPC) seeks longitudinal relationships with patients facing 
life-threatening conditions. The majority of pediatric deaths occur within the first year of life, 
especially neonatal intensive care unit (NICU); however, the consultation by PPC in the NICU is not 
routine. This project sought to improve the PPC's presence within 1 NICU for patients facing life-
limiting conditions through quality improvement techniques. Methods: A trigger list of severe, life-
threatening conditions impacting neonates was created and implemented to increase PPC 
consultation within the NICU. Interventions to improve compliance with the trigger list included 
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the collaborative creation of the trigger list, education, modification of PPC staff modeling, and 
expansion of the perinatal palliative care program. Results: Over the 2 years that the project 
occurred, 31 prenatal and postnatal patients were eligible for PPC consultation based on the 
trigger list. Of these, 24 received PPC consultation. The primary outcome measure of the project 
was to increase PPC consultations for those NICU infants identified on a severe diagnosis "trigger" 
list from 25% to 80% and to maintain this increase for 6 months. This project achieved 100% 
compliance within 12 months. Conclusions: Utilization of quality improvement methodology to 
address PPC underutilization within an NICU successfully led to the implementation of a trigger list 
for patients with severe diagnoses to receive PPC services. Such modeling could be used in other 
health systems to improve palliative care referrals. 
https://www.ncbi.nlm.nih.gov/pubmed/30937411  
 
Johnston, E. E., Muffly, L., Alvarez, E., Saynina, O., Sanders, L. M., Bhatia, S. and Chamberlain, 
L. J. (2018). "End-of-Life Care Intensity in Patients Undergoing Allogeneic Hematopoietic 
Cell Transplantation: A Population-Level Analysis." J Clin Oncol 36(30): 3023-3030. 
 
PURPOSE: Intensity of end-of-life care receives much attention in oncology because of concerns 
that high-intensity care is inconsistent with patient goals, leads to worse caregiver outcomes, and 
is expensive. Little is known about such care in those undergoing allogeneic hematopoietic cell 
transplantation (HCT), a population at high risk for morbidity and mortality. PATIENTS AND 
METHODS: We conducted a population-based analysis of patients who died between 2000 and 
2013, within 1 year of undergoing an inpatient allogeneic HCT using California administrative data. 
Previously validated markers of intensity were examined and included: hospital death, intensive 
care unit (ICU) admission, and procedures such as intubation and cardiopulmonary resuscitation at 
end of life. Multivariable logistic regression models determined clinical and sociodemographic 
factors associated with: hospital death, a medically intense intervention (ICU admission, 
cardiopulmonary resuscitation, hemodialysis, intubation), and >/= two intensity markers. RESULTS: 
Of the 2,135 patients in the study population, 377 were pediatric patients (age </= 21 years), 461 
were young adults (age 22 to 39 years), and 1,297 were adults (age >/= 40 years). The most 
common intensity markers were: hospital death (83%), ICU admission (49%), and intubation (45%). 
Medical intensity varied according to age, underlying diagnosis, and presence of comorbidities at 
time of HCT. Patients with higher-intensity end-of-life care included patients age 15 to 21 years 
and 30 to 59 years, patients with acute lymphoblastic leukemia, and those with comorbidities at 
time of HCT. CONCLUSION: Patients dying within 1 year of inpatient allogeneic HCT are receiving 
medically intense end-of-life care with variations related to age, underlying diagnosis, and 
presence of comorbidities at time of HCT. Future studies need to determine if these patterns are 
consistent with patient and family goals. 
https://www.ncbi.nlm.nih.gov/pubmed/30183467  
 
Kilbride, H. W., Aylward, G. P. and Carter, B. (2018). "What Are We Measuring as Outcome? 
Looking Beyond Neurodevelopmental Impairment." Clin Perinatol 45(3): 467-484. 
 
Outcomes of neonatal intensive care unit (NICU) graduates have been categorized by rates of 
neurodevelopmental impairment at 2 years old. Although useful as metrics for research, these 
early childhood assessments may underestimate or overestimate later functional capabilities. Often 
overlooked are less severe but more prevalent neurobehavioral dysfunctions seen later in 
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childhood, and chronic health concerns that may impact the child's quality of life (QoL). 
Comprehensive NICU follow-up should include measures of less severe cognitive/learning delays, 
physical/mental well-being, and the promotion of resilience in children and families. Studies are 
needed to identify QoL measures that will optimize children's assessments and outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/30144850  
 
Kim, S., Savage, T. A., Hershberger, P. E. and Kavanaugh, K. (2019). "End-of-Life Care in 
Neonatal Intensive Care Units from an Asian Perspective: An Integrative Review of the 
Research Literature." J Palliat Med, 10.1089/jpm.2018.0304. 
 
BACKGROUND: End-of-life (EOL) care in neonatal intensive care units (NICUs) can vary depending 
on religious beliefs of health care providers and families as well as the sociocultural environment. 
Although guidelines exist for EOL care in NICUs, most are based on Western studies, and little is 
known about such care in Asian countries, which have different religious and social background. 
OBJECTIVE: This review synthesized empirical research to reveal the state of the science on infant 
EOL care in Asian countries. DESIGN: This was an integrative review. SETTING/SUBJECTS: Data were 
collected from studies identified in CINAHL, Embase, PsycINFO, and PubMed. The search was 
limited to current empirical studies involving infant EOL care in Asian countries and published in 
English between 2007 and 2016. RESULTS: Of 286 studies initially identified, 11 empirical studies 
conducted in Hong Kong, India, Israel, Japan, Mongolia, Taiwan, and Turkey were included in the 
review. Four themes were captured: factors influencing decision making, trends in decision making, 
practical aspects of EOL care, and health care providers' preparation. In most NICUs, health care 
providers controlled decisions regarding use of life-sustaining treatment, with parents participating 
in decision making no more than 60% of the time. Although care decisions were gradually 
changing from "do everything" for patient survival to a more palliative approach, comfort care at 
the EOL was chosen no more than 63% of the time. CONCLUSION: While infant EOL care practice 
and research vary by country, few articles address these matters in Asia. This integrative review 
characterizes infant EOL care in Asia and explores cultural influences on such care. 
https://www.ncbi.nlm.nih.gov/pubmed/30632880  
 
Kim, S. A., Hong, J., Park, W. C., Shin, D. Y., Koh, Y., Kim, I., Lee, D. S. and Yoon, S. S. (2018). 
"Better treatment outcomes in patients with actively treated therapy-related myeloid 
neoplasms harboring a normal karyotype." PLoS One 13(12): e0209800. 
 
We analyzed treatment outcomes and prognostic factors in adult patients with therapy-related 
myeloid neoplasms (t-MNs) to select patients who would be benefited by active anticancer 
treatment. After excluding 18 patients who received palliative care only and 13 patients with acute 
promyelocytic leukemia, 72 t-MN patients (45 with acute myeloid leukemia and 27 with 
myelodysplastic syndrome) were retrospectively evaluated. Among them, 10 (13.9%), 32 (44.4%), 
and 30 patients (41.7%) had favorable, intermediate- and adverse-risk cytogenetics, respectively. 
Among patients with intermediate-risk cytogenetics, patients with a normal karyotype (NK; N = 20) 
showed superior allogeneic stem cell transplantation-censored overall survival (AC-OS) and OS 
compared to those with non-NK-intermediate-risk cytogenetics (P < 0.001). In the multivariate 
analysis, male sex, age >/= 70 years, and unfavorable cytogenetics (non-NK-intermediate plus 
adverse risk cytogenetics) were associated with inferior AC-OS. Those results suggest that a more-
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refined subdivision of risk stratification would be necessary in patients with intermediate-risk 
cytogenetics. 
https://www.ncbi.nlm.nih.gov/pubmed/30596716  
 
Kluger, G. J., Kirsch, A., Hessenauer, M., Aust, H., Berweck, S., Sperl, W., Betzler, C., von 
Stulpnagel-Steinbeis, C. and Staudt, M. (2019). "Unresponsive Wakefulness Syndrome in 
Children after Near-Drowning: Long-Term Outcome and Impact on the Families." 
Neuropediatrics 50(2): 71-79. 
 
Among 131 children admitted to our institution for early phase rehabilitation after freshwater 
near-drowning (ND) between the year 1986 and 2000, 87 were in unresponsive wakefulness 
syndrome (UWS) for at least 4 weeks after the accidents. An anonymous questionnaire was sent to 
the families after 0.5 to 15.0 years (median: 4.6) and 48 mothers and 51 fathers of 55 of these 87 
children were interviewed after 6.6 to 23.8 years (median: 13.8) of ND. At the time of the 
interviews, 8/55 children were able to perform daily living activities independently, 36/55 children 
were not able to do so (many of them suffered from chronic medical conditions like spasticity or 
disorders of swallowing), and 11/55 children had died. Health-related quality of life (HRQoL) was, 
however, similar to the normal population for mothers, and even higher for fathers. Furthermore, 
the ND accident had apparently not lead to a higher rate of separations of parents but had 
increased their likelihood to have further children. Feelings of guilt were highly prevalent (23/47 
mothers, 20/47 fathers), and correlated with lower HRQoL of the respective parent. We found 
correlations between duty of supervision and feelings of guilt and between outcome and HRQoL 
for only the fathers. In conclusion, we found that after 4 weeks in UWS, the long-term neurological 
outcome of pediatric ND victims is often but not always poor. Despite often severe disabilities or 
death of the child during long-term care, parents surprisingly report little impact on their HRQoL, 
on the stability of their partnership or on their wish to have further children. Our findings may help 
parents and physicians to choose the best treatment for a child in UWS due to different etiologies 
striking the balance between rehabilitation and palliative care. 
https://www.ncbi.nlm.nih.gov/pubmed/30572371  
 
Lai, J. S., Jensen, S. E., Charrow, J. and Listernick, R. (2019). "Patient Reported Outcomes 
Measurement Information System and Quality of Life in Neurological Disorders 
Measurement System to Evaluate Quality of Life for Children and Adolescents with 
Neurofibromatosis Type 1 Associated Plexiform Neurofibroma." J Pediatr 206: 190-196. 
 
OBJECTIVE: To assess the health-related quality of life of children with neurofibromatosis type 1-
related plexiform neurofibromas (pNF) using a battery of patient-reported outcome measures 
selected based on a conceptual framework derived from input by patients, parents, and clinicians 
regarding the most important pNF symptoms and concerns. STUDY DESIGN: There were 140 
children with pNF ages 8-17 years who completed the Patient-Reported Outcomes Measurement 
Information System (including domains anxiety, depressive symptom, psychosocial stress 
experiences, fatigue, pain interference, meaning and purpose, positive affect, peer relationships, 
physical function-mobility) and Quality of Life in Neurological Disorders measurement system 
(stigma) via an online platform. T-scores for each measure were compared with US population 
norms. RESULTS: Children with pNF reported significantly worse scores than the population norms 
on 8 of 10 domains. Children with at least 1 family member having a diagnosis of 
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neurofibromatosis type 1 and those having pain reported significantly worse symptoms and 
functioning on all domains. Boys reported significantly worse pain interference, stigma, meaning 
and purpose, mobility function, and upper extremity function than girls. CONCLUSIONS: Children 
with pNF experience significantly worse health-related quality of life on all but 1 domain, 
highlighting the importance of monitoring children's quality of life over time in clinical research 
and practice. Future research should evaluate the replicability of these findings and evaluate the 
validity of the Patient-Reported Outcomes Measurement Information System and Quality of Life in 
Neurological Disorders measurement system in relation to clinical characteristics among children 
with pNF. 
https://www.ncbi.nlm.nih.gov/pubmed/30413310  
 
Lepe-Zuniga, J. L. and Ramirez-Nova, V. (2019). "Elements Associated With Early Mortality in 
Children With B Cell Acute Lymphoblastic Leukemia in Chiapas, Mexico: A Case-control 
Study." J Pediatr Hematol Oncol 41(1): 1-6. 
 
Childhood Lymphoblastic leukemia's (ALL) early mortality (EM) is an undesirable treatment 
outcome for a disease for which >90% long term success is achievable. In the Western world EM 
constitutes no >3%; yet, in Chiapas, Mexico, remains around 15%. With the objective of improving 
on EM, we determined associated elements in 28 ALL who died within 60 days of arriving at 
Hospital de Especialidades Pediatricas in Chiapas (HEP), by comparing them to those in 84 controls 
who lived beyond the first 90 days. chi, t test, and binary logistic regression (BLR) were used to 
determine significant individual and multiple variables associated to outcome. On arrival, fever, 
liver and spleen enlargement, active bleeding, lower albumin, less platelets, higher creatinine, and 
uric acid, more diploid and less hyperdiploid cases were associated with EM cases. Time to 
diagnosis, nutritional status, risk group and leukocyte count were not related. Antileukemic 
treatment approach was similar in both groups. The BLR model including fever, active bleeding, 
liver enlargement, <10,000 platelets/microL, and >2X upper normal lactic dehydrogenase, 
determined outcome in 66.7% EM and 90.2% controls. To improve on EM in ALL, patients with 
characteristics defined here ought to be treated differently at HEP. 
https://www.ncbi.nlm.nih.gov/pubmed/30339656  
Lin, H., Cai, X. D., Zhang, D. D., Liu, J. L. and Li, W. P. (2018). "Both Deep Brain Stimulation 
and Thalamotomy in a 13-Year-Old Patient with Primary Dystonia." World Neurosurg 117: 
68-73. 
 
BACKGROUND: Primary dystonia is a neurologic disease with characteristics of abnormal, 
involuntary twisting and turning movements, which greatly affect quality of life of patients. 
Treatments for dystonia consist of oral medications, botulinum neurotoxin injections, physical 
therapy, and surgery. For medication-refractory dystonia, surgery, especially deep brain stimulation 
(DBS), is the optimal option. CASE DESCRIPTION: The patient was a 13-year-old boy suffering from 
extremely severe primary dystonia, with a Burke-Fahn-Marsden Dystonia Rating Scale-motor score 
of 118 and a Toronto Western Spasmodic Torticollis Rating Scale-severity score of 29. The 
examination of 173 genes, including DYT, failed to identify any abnormality. He responded 
ineffectively to medications. After both bilateral subthalamic nucleus DBS and unilateral thalamic 
lesion in ventralis intermedius nucleus and ventralis oralis nucleus (Vim-Vo thalamotomy), his 
movement disorder improved dramatically. Four and 7 months after the operation, the scores of 2 
rating scales sharply decreased. Potential brain structural changes were reflected in sensorimotor-
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related cortical thickness, surface area, and gray matter volume from magnetic resonance imaging, 
which may reveal a valid method to evaluate surgical effect on the brain with enough patients. 
CONCLUSIONS: DBS and thalamotomy is potentially an effective combination of treatments for 
severe medication-refractory dystonia. 
https://www.ncbi.nlm.nih.gov/pubmed/29890276  
 
Lindley, L. C., Cohrs, A. C., Keim-Malpass, J. and Leslie, D. L. (2019). "Children Enrolled in 
Hospice Care Under Commercial Insurance: A Comparison of Different Age Groups." Am J 
Hosp Palliat Care 36(2): 123-129. 
 
BACKGROUND:: Although most children at end of life have commercial insurance, little is known 
about their demographic and clinical characteristics, what care they are receiving, and how much it 
costs. OBJECTIVES:: To describe commercially insured children who enrolled in hospice care during 
their last year of life and to examine differences across age-groups. METHODS:: A retrospective 
cohort study was conducted using 2005 to 2014 data from the MarketScan Commercial Claims and 
Encounters database from Truven Health Analytics. Variables were created for demographics, 
health, utilization, and spending. Analyses included chi(2) and analysis of variance tests of 
differences. RESULTS:: Among the 17 062 children who utilized hospice, 49% had a preferred 
provider organization (PPO). Hospice length of stay averaged less than 5 days. Over 80% of 
children visited their primary care physician. Eight percent had hospital readmissions, and 38% had 
emergency department (ED) visits. Average expenditures were US$3686 per month or US$44 232 
annually. The most common condition for children less than 1 year was cardiovascular (21.96%). 
Neuromuscular conditions were the most frequent (7.89%) in children aged 1 to 5 years, while 
malignancies (10.53% and 11.32%, respectively) were prevalent in ages 6 to 14 and 15 to 17. 
Children less than 1 year had the highest frequency of hospital readmissions (16.25%) with the 
lowest ED visits (28.67%) while incurring the highest expenses (US$11 211/month). 
CONCLUSIONS:: The findings suggest that commercially insured children, who enroll in hospice, 
have flexible coverage with a PPO. Hospital readmissions and ED visits were relatively low for a 
population who was seriously ill. There were significant age-group differences. 
https://www.ncbi.nlm.nih.gov/pubmed/30037270  
 
Lordier, L., Loukas, S., Grouiller, F., Vollenweider, A., Vasung, L., Meskaldij, D. E., Lejeune, F., 
Pittet, M. P., Borradori-Tolsa, C., Lazeyras, F., Grandjean, D., Van De Ville, D. and Huppi, P. S. 
(2019). "Music processing in preterm and full-term newborns: A psychophysiological 
interaction (PPI) approach in neonatal fMRI." Neuroimage 185: 857-864. 
 
Neonatal Intensive Care Units (NICU) provide special equipment designed to give life support for 
the increasing number of prematurely born infants and assure their survival. More recently NICU's 
strive to include developmentally oriented care and modulate sensory input for preterm infants. 
Music, among other sensory stimuli, has been introduced into NICUs, but without knowledge on 
the basic music processing in the brain of preterm infants. In this study, we explored the cortico-
subcortical music processing of different types of conditions (Original music, Tempo modification, 
Key transposition) in newborns shortly after birth to assess the effective connectivity of the primary 
auditory cortex with the entire newborn brain. Additionally, we investigated if early exposure 
during NICU stay modulates brain processing of music in preterm infants at term equivalent age. 
We approached these two questions using Psychophysiological Interaction (PPI) analyses. A group 
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of preterm infants listened to music (Original music) starting from 33 weeks postconceptional age 
until term equivalent age and were compared to two additional groups without music intervention; 
preterm infants and full-term newborns. Auditory cortex functional connectivity with cerebral 
regions known to be implicated in tempo and familiarity processing were identified only for 
preterm infants with music training in the NICU. Increased connectivity between auditory cortices 
and thalamus and dorsal striatum may not only reflect their sensitivity to the known music and the 
processing of its tempo as familiar, but these results are also compatible with the hypothesis that 
the previously listened music induces a more arousing and pleasant state. Our results suggest that 
music exposure in NICU's environment can induce brain functional connectivity changes that are 
associated with music processing. 
https://www.ncbi.nlm.nih.gov/pubmed/29630995  
 
Marquis, M. A., Daoust, L., Villeneuve, E., Ducruet, T., Humbert, N. and Gauvin, F. (2019). 
"Clinical Use of an Order Protocol for Distress in Pediatric Palliative Care." Healthcare (Basel) 
7(1). 
 
Several children receiving palliative care experience dyspnea and pain. An order protocol for 
distress (OPD) is available at Sainte-Justine Hospital, aimed at alleviating respiratory distress, pain 
and anxiety in pediatric palliative care patients. This study evaluates the clinical use of the OPD at 
Sainte-Justine Hospital, through a retrospective chart review of all patients for whom the OPD was 
prescribed between September 2009 and September 2012. Effectiveness of the OPD was assessed 
using chart documentation of the patient's symptoms, or the modified Borg scale. Safety of the 
OPD was evaluated by measuring the time between administration of the first medication and the 
patient's death, and clinical evolution of the patient as recorded in the chart. One hundred and 
four (104) patients were included in the study. The OPD was administered at least once to 78 (75%) 
patients. A total of 350 episodes of administration occurred, mainly for respiratory distress (89%). 
Relief was provided in 90% of cases. The interval between administration of the first protocol and 
death was 17 h; the interval was longer in children with cancer compared to other illnesses (p = 
0.02). Data from this study support the effectiveness and safety of using an OPD for children 
receiving palliative care. 
https://www.ncbi.nlm.nih.gov/pubmed/30609712  
McMahon, D. L., Twomey, M., O'Reilly, M. and Devins, M. (2018). "Referrals to a perinatal 
specialist palliative care consult service in Ireland, 2012-2015." Arch Dis Child Fetal Neonatal 
Ed 103(6): F573-f576. 
 
OBJECTIVE: To analyse the referral patterns of perinatal patients referred to a specialist palliative 
care service (SPCS), their demographics, diagnoses, duration of illness, place of death and 
symptom profile. DESIGN: A retrospective chart review of all perinatal referrals over a 4-year period 
to the end of 2015. SETTING: A consultant-led paediatric SPCS at Our Lady's Children's Hospital, 
Crumlin, Dublin, and the Coombe Women & Infants University Hospital, Dublin. RESULTS: 83 
perinatal referrals were received in a 4-year period. Chromosomal abnormalities accounted for 
35% of diagnoses, congenital heart disease 25%, complex neurological abnormalities 11% and 
renal agenesis 4%. 22 referrals (26.5%) were made antenatally, with 61 (73.5%) postnatally. Of the 
postnatal referrals, 27 (44%) were asymptomatic on referral. An opioid medication was 
recommended (regularly or as required) in 46 cases. Symptom control was achieved without dose 
titration in 43 of these cases (93%). Of 47 deaths in this group referred postnatally, 22 of these 
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(47%) died at home with support from community teams. Discharge home for best supportive care 
required complex interagency communication and cooperation. CONCLUSIONS: Perinatal palliative 
care requires effective multidisciplinary work, whether delivered in the inpatient setting or in the 
community. With appropriate support, end-of-life care can be delivered in the community. 
https://www.ncbi.nlm.nih.gov/pubmed/29122828  
 
Mousa, M. A., Aria, D. J., Schaefer, C. M., Kaye, R. D., Abruzzo, T. A., Bernes, S. M., Willard, S. 
D., Riemann, M. C. and Towbin, R. B. (2018). "A comprehensive institutional overview of 
intrathecal nusinersen injections for spinal muscular atrophy." Pediatr Radiol 48(12): 1797-
1805. 
 
BACKGROUND: Spinal muscular atrophy (SMA) is an autosomal-recessive neuromuscular disorder 
resulting in progressive muscle weakness. In December 2016, the U.S. Food and Drug 
Administration approved the first treatment for SMA, a drug named nusinersen (Spinraza) that is 
administered intrathecally. However many children with SMA have neuromuscular scoliosis or 
spinal instrumentation resulting in challenging intrathecal access. Therefore alternative routes must 
be considered in these complex patients. OBJECTIVE: To investigate routes of drug access, we 
reviewed our institutional experience of administering intrathecal nusinersen in all children with 
spinal muscular atrophy regardless of spinal anatomy or instrumentation. MATERIALS AND 
METHODS: We reviewed children with SMA who were referred for intrathecal nusinersen injections 
from March to December 2017 at our institution. In select children with spinal hardware, spinal 
imaging was requested to facilitate pre-procedure planning. Standard equipment for intrathecal 
injections was utilized. All children were followed up by their referring neurologist. RESULTS: A 
total of 104 intrathecal nusinersen injections were performed in 26 children with 100% technical 
success. Sixty procedures were performed without pre-procedural imaging and via standard 
interspinous technique. The remaining 44 procedures were performed in 11 complex (i.e. 
neuromuscular scoliosis or spinal instrumentation) patients requiring pre-procedural imaging for 
planning purposes. Nineteen of the 44 complex procedures were performed via standard 
interspinous technique from L2 to S1. Twenty-two of the 44 complex procedures were performed 
using a neural-foraminal approach from L3 to L5. Three of the 44 complex procedures were 
performed via cervical puncture technique. There were no immediate or long-term complications 
but there was one child with short-term complications of meningismus and back pain at the 
injection site. CONCLUSION: Although we achieved 100% technical success in intrathecal 
nusinersen administration, our practices evolved during the course of this study. As a result of our 
early experience we developed an algorithm to assist in promoting safe and effective nusinersen 
administration in children with spinal muscular atrophy regardless of SMA type, abnormal spinal 
anatomy and complex spinal instrumentation. 
https://www.ncbi.nlm.nih.gov/pubmed/30022258  
 
Nageswaran, S., Golden, S. L., Gower, W. A. and King, N. M. P. (2018). "Caregiver Perceptions 
about their Decision to Pursue Tracheostomy for Children with Medical Complexity." J 
Pediatr 203: 354-360.e351. 
 
OBJECTIVE: To describe the perceptions of caregivers of children with medical complexity (CMC) 
about their decision to pursue tracheostomy for their children, in particular the satisfaction with 
their decision. STUDY DESIGN: In this qualitative study conducted in western North Carolina 
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between 2013 and 2014, we interviewed 56 caregivers of 41 CMC who had received 
tracheostomies in the past 5 years. Three of the CMC were deceased at the time of the interview; 8 
were decannulated. In-depth interviews (35 English, 6 Spanish) were conducted, audio-recorded, 
and transcribed verbatim. We used ATLAS.ti software to manage data and identified themes 
related to caregiver perceptions about tracheostomy decision. RESULTS: We found that caregivers 
often chose tracheostomy because extending the lives of their children and being able to care for 
them at home were important. Caregivers reported the many benefits of tracheostomy including 
improvement in respiratory symptoms, physical and developmental health, quality of life, and 
means to provide medical care quickly when needed. There were negative effects of tracheostomy 
such as mucous plugs, excessive secretions, accidental decannulation necessitating emergency 
tracheostomy tube change, and the increased infection risk. Providing medical care for CMC with 
tracheostomy at home was difficult, but improved over time. Caregivers were generally satisfied 
with their decision to pursue tracheostomy for their CMC. CONCLUSIONS: Decisional satisfaction 
with tracheostomy for CMC is high. In counseling caregivers about tracheostomy, clinicians should 
present both the benefits and risks. Future studies should quantify the outcomes described in this 
study. 
https://www.ncbi.nlm.nih.gov/pubmed/30236548  
 
Namisango, E., Bristowe, K., Allsop, M. J., Murtagh, F. E. M., Abas, M., Higginson, I. J., 
Downing, J. and Harding, R. (2019). "Symptoms and Concerns Among Children and Young 
People with Life-Limiting and Life-Threatening Conditions: A Systematic Review 
Highlighting Meaningful Health Outcomes." Patient 12(1): 15-55. 
 
BACKGROUND: The design and provision of quality pediatric palliative care should prioritize issues 
that matter to children and their families for optimal outcomes. OBJECTIVE: This review aims to 
identify symptoms, concerns and outcomes that matter to children and young people ("young 
people") with terminal illnesses and their families. Findings from the systematic review will inform 
the development of a relevant framework of health outcomes. METHOD: This is a systematic 
literature review across multiple databases for identification of eligible primary evidence. Data 
sources included PsycINFO, MEDLINE, Embase, CINAHL, OpenGrey, and Science Direct Journals, 
searched from 1 August 2016 to 30 July 2017. The study also incorporates consultations with 
experts in the field, citation searches via Scopus, and a hand search of reference lists of included 
studies. RESULTS: Of the 13,567 articles that were evaluated, 81 studies were included. Most of 
these studies (n = 68) were from high-income countries and foused on young people with cancer 
(n = 58). A total of 3236 young people, 2103 family carers, 108 families, and 901 healthcare 
providers were included in the studies. Young people did not contribute to data in 30% of studies. 
Themes on priority concerns are presented by the following domains and health outcomes: (1) 
physical (n = 62 studies), e.g., physical symptoms; (2) psychological (n = 65), e.g., worry; (3) 
psychosocial (n = 31), e.g., relationships; (4) existential (n = 37), e.g., existential loss; and (5) "other" 
(n = 39), e.g., information access. CONCLUSION: Burdensome symptoms and concerns affect 
young people with malignant and nonmalignant conditions and occur across the disease 
trajectory; pediatric palliative care should not be limited to the end-of-life phase. A child-family-
centered framework of health outcomes, spanning the patient, family, and quality of service levels 
is proposed to inform service development. Future research should address gaps identified across 
the literature (i.e., the involvement of young people in research, evidence for developing countries, 
and a focus on nonmalignant conditions. 
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Puentes, J. C. P., Rocha, H., Nicolau, S. and Ferrao, G. (2018). "Effectiveness of the MELD/Na 
Score and the Child-Pugh Score for the Identification of Palliative Care Needs in Patients 
with Cirrhosis of the Liver." Indian J Palliat Care 24(4): 526-528. 
 
Objective: Identification of palliative care needs in patients with liver cirrhosis using the MELD/Na 
score and the Child-Pugh score. Materials and Methods: A retrospective study of hospitalized 
patients with hepatic cirrhosis between January 2015 and December 2016 using the Child-Pugh 
score and the MELD/Na score in January 2018. Results: Recognizing end-of-life patients (the past 
12 months of life) is a challenge for health professionals, especially in diseases with poorly defined 
criteria, such as cirrhosis of the liver. The verification of rapid functional decline and health 
indicators can be verified using already defined scales such as the Child-Pugh score and the 
MELD/Na score. Patients were classified according to the Child-Pugh score in Class A (17%), Class 
B (48.9%), and Class C (34%). The corresponding survival rate was as follows: class A (87.5%), Class 
B (30.4%), and Class C (31.25%). The MELD/Na score intervals were >9 (2.15%), score 10-19 
(46.8%), score 20-29 (27.7%), score 30-40 (19.1%), and score >40 (4.3%). Nearly 51.1% had a 
MELD/Na score >20 and 48.9% <20. The study revealed that 59.6% of patients died before 12 
months. They were end-of-life patients who needed palliative care to reduce the impact of the 
disease. Conclusions: The Child-Pugh score and the MELD/Na score represent a viable and easy-
to-use tool to identify patients in need of palliative care, among those with liver cirrhosis. Early 
identification, timely evaluation, and effective treatment of physical, spiritual, family, and social 
problems improve the quality of life of people with incurable diseases and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/30410269  
 
Revesz, D., Frojd, V., Rydenhag, B. and Ben-Menachem, E. (2018). "Estimating Long-Term 
Vagus Nerve Stimulation Effectiveness: Accounting for Antiepileptic Drug Treatment 
Changes." Neuromodulation 21(8): 797-804. 
 
OBJECTIVE: To investigate the effectiveness of vagus nerve stimulation (VNS) in combination with 
pharmacological therapy in a longitudinal retrospective study at a single center. MATERIALS AND 
METHODS: Data from 130 consecutive patients implanted with a VNS device between the years 
2000 and 2013 was analyzed. Seizure frequency and pharmacological antiepileptic drug (AED) 
treatments were recorded prior to as well as at one, two, and five years after VNS implantation. 
RESULTS: Median age at epilepsy onset was five years and mean years from diagnosis to VNS 
implantation was 16.5 years. There was a significant seizure reduction overall (all p < 0.001). The 
responder (>/=50% seizure frequency reduction) rate increased from 22.1 to 43.8% between the 
first and fifth year for the cohort as a whole, with the largest increase between the first and second 
year (22.1-38.1%) and regardless of AED changes. VNS effectiveness did not differ between 
patients who altered or remained on the same AEDs. Patients were treated with a median of three 
AEDs throughout the study and the number of AEDs significantly increased after two (p = 0.007) 
and five (p = 0.001) years. CONCLUSIONS: VNS is a well-tolerated palliative neuromodulatory 
treatment for drug resistant epilepsy with a 43.8% seizure reduction after five years. Our data 
supports the idea that VNS effectiveness increases with time. Therefore we suggest that VNS 
should be evaluated for at least two years after implantation. AED changes should try to be kept to 
a minimum during evaluation in order to determine the effectiveness of VNS. 
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Rico-Mena, P., Palacios-Cena, D., Martino-Alba, R., Chocarro-Gonzalez, L. and Gueita-
Rodriguez, J. (2019). "The impact of home-based physical rehabilitation program on 
parents' experience with children in palliative care: a qualitative study." Eur J Phys Rehabil 
Med, 10.23736/s1973-9087.19.05474-1. 
 
BACKGROUND: Pediatric palliative care programs aim to improve the quality of life of children with 
severe life-threatening illnesses, and that of their families. Although rehabilitation and physical 
therapy provides a valuable tool for the control of symptoms, it has been poorly researched to 
date. Since the family represents such a fundamental support in these cases, it is important to 
deepen our understanding regarding the value of implementing rehabilitation programs from the 
parents' perspective. AIM: The aim of this paper was to explore parents' experiences regarding the 
implementation of a physical rehabilitation program in pediatric palliative care. DESIGN: A 
qualitative methodology was chosen. SETTING: The unit of pediatric palliative care at the Hospital 
Nino Jesus (Madrid, Spain). POPULATION: The inclusion criteria were: a) parents of children, 
irrespective of their diagnosis, b) integrated within the program of palliative care at the time of 
study, c) aged between 0-18 years, c) must be receiving Home-Based Rehabilitation Program by 
the Pediatric Palliative Care team. Fourteen parents were included. METHODS: Purposeful sampling 
method was implemented. Data collection consisted of unstructured and semi-structured 
interviews. A thematic analysis was performed to interpret transcripts. Guidelines for conducting 
qualitative studies established by the Consolidated Criteria for Reporting Qualitative Research were 
followed. RESULTS: Three main themes were identified: a) The meaning of physical rehabilitation to 
parents, b) Physical rehabilitation as an opportunity for patients to stay in their home environment 
and c) Home-based physical rehabilitation as part of the families' social environment. 
CONCLUSIONS: The main needs of a home physical rehabilitation program are to decrease pain 
and suffering, together with improving family education and training. CLINICAL REHABILITATION 
IMPACT: The experience of rehabilitation programs at home is essential in order to improve both 
the quality of life and the quality of care of affected children and parents. 
https://www.ncbi.nlm.nih.gov/pubmed/30781934  
 
Shalish, W., Kanbar, L., Kovacs, L., Chawla, S., Keszler, M., Rao, S., Panaitescu, B., Laliberte, 
A., Precup, D., Brown, K., Kearney, R. E. and Sant'Anna, G. M. (2019). "The Impact of Time 
Interval between Extubation and Reintubation on Death or Bronchopulmonary Dysplasia in 
Extremely Preterm Infants." J Pediatr 205: 70-76.e72. 
 
OBJECTIVE: To explore the relation between time to reintubation and death or bronchopulmonary 
dysplasia (BPD) in extremely preterm infants. STUDY DESIGN: This was a subanalysis from an 
ongoing multicenter observational study. Infants with birth weight </=1250 g, requiring 
mechanical ventilation, and undergoing their first elective extubation were prospectively followed 
throughout hospitalization. Time to reintubation was defined as the time interval between first 
elective extubation and reintubation. Univariate and multivariate logistic regression analyses were 
performed to evaluate associations between time to reintubation, using different observation 
windows after extubation (24-hour intervals), and death/BPD (primary outcome) or BPD among 
survivors (secondary outcome). aORs were computed with and without the confounding effects of 
cumulative mechanical ventilation duration. RESULTS: Of 216 infants included for analysis, 103 
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(48%) were reintubated at least once after their first elective extubation. Reintubation was 
associated with lower gestational age/weight and greater morbidities compared with infants never 
reintubated. After adjusting for confounders, reintubation within observation windows ranging 
between 24 hours and 3 weeks postextubation was associated with increased odds of death/BPD 
(but not BPD among survivors), independent of the cumulative mechanical ventilation duration. 
Reintubation within 48 hours from extubation conferred higher risk-adjusted odds of death/BPD vs 
other observation windows. CONCLUSIONS: Although reintubation after elective extubation was 
independently associated with increased likelihood of death/BPD in extremely preterm infants, the 
greatest risk was attributable to reintubation within the first 48 hours postextubation. Prediction 
models capable of identifying the highest-risk infants may further improve outcomes. 
https://www.ncbi.nlm.nih.gov/pubmed/30404739  
 
Shaw, R., Seegal, H., Miller, J. G. and Keim-Malpass, J. (2018). "Pilot of a Pediatric Palliative 
Care Early Intervention Instrument." J Hosp Palliat Nurs 20(5): 486-491. 
 
Current research demonstrates that pediatric symptom management care is often initiated in the 
late stages of disease once clinicians are no longer able to meaningfully impact symptom burden. 
Given that physicians or nurse practitioners are responsible for initiating palliative care referrals, it 
is incumbent upon registered nurses to advocate when improved symptom management care is 
needed. The pediatric palliative care screening instrument pilot provides a centralized instrument 
to document and quantify a patient's symptom profile, giving registered nurses the opportunity to 
objectively communicate and track a patient's need for improved symptom management care 
within the areas of pain, secretions, dyspnea, intractable seizures, nausea, vomiting, constipation, 
diarrhea, anorexia, cachexia, sleep disturbance, lethargy, anxiety, depression, and/or agitation. The 
4-week quality improvement project at an academic teaching hospital formally incorporated the 
bedside registered nurses' symptom assessment into a centralized document. Fifty-three patients 
were identified as having an uncontrolled symptom burden in at least one of the symptom 
domains, indicating that excessive and untreated symptom burden was present on the acute care 
floor. The pediatric palliative care screening instrument could act as a conduit between bedside 
registered nurses and the palliative care team, serving to reduce the time between onset of 
excessive symptom burden and initiation of symptom management services. 
https://www.ncbi.nlm.nih.gov/pubmed/30188443  
 
Slater, T., Hughes, G., Lumsden, D. E. and Laddie, J. (2019). "Management of dystonia in 
paediatric palliative care." Arch Dis Child 104(1): 102-103. 
https://www.ncbi.nlm.nih.gov/pubmed/29769175  
 
Snaman, J. M., Blazin, L., Holder, R. L., Wolfe, J. and Baker, J. N. (2019). "Identifying and 
Quantifying Adolescent and Young Adult Patient Preferences in Cancer Care: Development 
of a Conjoint Analysis-Based Decision-Making Tool." J Adolesc Young Adult Oncol 8(2): 212-
216. 
 
Compared with younger children and older adults, adolescent and young adult (AYA) patients with 
cancer receive more intensive end-of-life (EOL) care. We hypothesize that enhanced understanding 
of AYA preferences, increased engagement of these patients in decision-making, and improved 
communication of their preferences with family members and the medical team will lead to 
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increased provision of goal-concordant care and decreased intensity of EOL care. In this study, we 
describe the development of a novel tool that quantifies the relative importance of numerous 
factors considered by AYA patients with cancer, their parents, and health care providers when 
choosing between treatment options. 
https://www.ncbi.nlm.nih.gov/pubmed/29769175  
 
Spring, A. M., Raimer, A. C., Hamilton, C. D., Schillinger, M. J. and Matera, A. G. (2019). 
"Comprehensive Modeling of Spinal Muscular Atrophy in Drosophila melanogaster." Front 
Mol Neurosci 12: 113. 
 
Spinal muscular atrophy (SMA) is a neurodegenerative disorder that affects motor neurons, 
primarily in young children. SMA is caused by mutations in the Survival Motor Neuron 1 (SMN1) 
gene. SMN functions in the assembly of spliceosomal RNPs and is well conserved in many model 
systems including mouse, zebrafish, fruit fly, nematode, and fission yeast. Work in Drosophila has 
focused on the loss of SMN function during larval stages, primarily using null alleles or strong 
hypomorphs. A systematic analysis of SMA-related phenotypes in the context of moderate alleles 
that more closely mimic the genetics of SMA has not been performed in the fly, leading to debate 
over the validity and translational value of this model. We, therefore, examined 14 Drosophila lines 
expressing SMA patient-derived missense mutations in Smn, with a focus on neuromuscular 
phenotypes in the adult stage. Animals were evaluated on the basis of organismal viability and 
longevity, locomotor function, neuromuscular junction structure, and muscle health. In all cases, we 
observed phenotypes similar to those of SMA patients, including progressive loss of adult motor 
function. The severity of these defects is variable and forms a broad spectrum across the 14 lines 
examined, recapitulating the full range of phenotypic severity observed in human SMA. This 
includes late-onset models of SMA, which have been difficult to produce in other model systems. 
The results provide direct evidence that SMA-related locomotor decline can be reproduced in the 
fly and support the use of patient-derived SMN missense mutations as a comprehensive system 
for modeling SMA. 
https://www.ncbi.nlm.nih.gov/pubmed/31156382  
 
Trout, C. J., Case, L. E., Clemens, P. R., McArthur, A., Noritz, G., Ritzo, M., Wagner, K. R., 
Vroom, E. and Kennedy, A. (2018). "A Transition Toolkit for Duchenne Muscular Dystrophy." 
Pediatrics 142(Suppl 2): S110-s117. 
 
The care of individuals with Duchenne muscular dystrophy (DMD) now extends into adulthood. 
Childhood to adulthood transition planning is an important aspect of care, affecting health 
outcomes as well as other important aspects of adult life. In this article, we address transition 
planning as it relates to DMD health care, education, steps toward vocations, personal care, 
accessing the home and community, and the importance of relationships with others. Because of 
the complex, disabling, and progressive nature of DMD, coordinated, well-timed planning is critical 
to ensure that all components of transition are accomplished. In this article, we introduce the DMD 
Transition Toolkit. The toolkit is designed to help assess readiness for transition, track progress 
toward transition goals, and provide a template for documenting key elements of medical care, 
medical equipment, and services. The transition readiness assessment for young adults with DMD 
is used to gauge readiness for adult health care and living practices. Consistent with the 2018 DMD 
Care Considerations, the transition checklist for young adults with DMD is a comprehensive list to 
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be considered, discussed, and planned for during transition. The medical summary for young 
adults with DMD can be used by a provider or individuals with DMD to communicate details of 
their health plan, provider contacts, and medical equipment needs. It can be used in transition 
handoffs, when adding new providers, or when informing new nursing agencies or personal care 
attendants. It could also be useful in urgent care settings by providing baseline information about 
the individual with DMD. 
https://www.ncbi.nlm.nih.gov/pubmed/30275255  
 
Trowbridge, A., Walter, J. K., McConathey, E., Morrison, W. and Feudtner, C. (2018). "Modes 
of Death Within a Children's Hospital." Pediatrics 142(4). 
 
: media-1vid110.1542/5804909711001PEDS-VA_2017-4182Video Abstract BACKGROUND: 
Knowledge about how children die in pediatric hospitals is limited, and this hinders improvement 
in hospital-based end-of-life care. METHODS: We conducted a retrospective chart review of all the 
patients who died in a children's hospital between July 2011 and June 2014, collecting 
demographic and diagnostic information, hospital length of stay, location of death, and palliative 
care consultation. A qualitative review of provider notes and resuscitation records was used to 
create 5 mutually exclusive modes of death, which were then assigned to each patient. Analysis 
included the calculation of descriptive statistics and multinomial logistic regression modeling. 
RESULTS: We identified 579 patients who were deceased; 61% were <1 year of age. The ICU was 
the most common location of death (NICU 29.7%; PICU 27.8%; cardiac ICU 16.6%). Among the 5 
modes of death, the most common was the withdrawal of life-sustaining technology (40.2%), 
followed by nonescalation (25.6%), failed resuscitation (22.8%), code then withdrawal (6.0%), and 
death by neurologic criteria (5.3%). After adjustment, patients who received a palliative care 
consultation were less likely to experience a code death (odds ratio 0.31; 95% confidence interval 
0.13-0.75), although African American patients were more likely than white patients to experience 
a code death (odds ratio 2.46; 95% confidence interval 1.05-5.73), mostly because of code events 
occurring in the first 24 hours of hospitalization. CONCLUSIONS: Most deaths in a children's 
hospital occur in ICUs after the withdrawal of life-sustaining technology. Race and palliative care 
involvement may influence the manner of a child's death. 
https://www.ncbi.nlm.nih.gov/pubmed/30232217  
 
Tsimicalis, A., Rennick, J., Stinson, J., May, S. L., Louli, J., Choquette, A., Treherne, S., Berube, 
S., Yoon, S. and Ruland, C. (2018). "Usability Testing of an Interactive Communication Tool 
to Help Children Express Their Cancer Symptoms." J Pediatr Oncol Nurs 35(5): 320-331. 
 
OBJECTIVE: Sisom is an interactive computer software program that allows children to rate the 
severity of their cancer symptoms. The study objectives were to describe the usability of Sisom in 
terms of ease of use, usefulness, and aesthetics and to offer suggestions for improvement. 
METHOD: A multisite, descriptive study was conducted to describe the usability of Sisom. A 
purposive sample of children, ages 6 to 12 years, being treated for cancer was recruited. English- 
and French-speaking children completed the eight tasks in Sisom recorded using Morae software 
and provided input via an audiotaped interview. Data were downloaded, transcribed verbatim, and 
analyzed descriptively. RESULTS: Thirty-four children with varying cancers participated. The 
majority of children liked Sisom and found Sisom easy to use, found it to be helpful in expressing 
their symptoms, and were satisfied with the aesthetics. Some children provided suggestions for 
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improvement to optimize Sisom use in Canada. CONCLUSIONS: Children's positive responses and 
desire to use Sisom again suggest that future research should be directed toward implementing 
and evaluating its effectiveness in a variety of settings. 
https://www.ncbi.nlm.nih.gov/pubmed/29848164  
 
Tsintoni, A., Dimitriou, G. and Karatza, A. A. (2019). "Nutrition of neonates with congenital 
heart disease: existing evidence, conflicts and concerns." J Matern Fetal Neonatal Med, 
10.1080/14767058.2018.1548602: 1-6. 
 
INTRODUCTION: Congenital heart disease is one of the most of the groups of congenital 
anomalies with an incidence of about 1 per 100 live births. Almost one-third of these infants 
require some type of intervention, usually in the first year of life and increasingly often in the 
neonatal period. Innovative reparative and palliative surgical procedures and advanced medical 
support in the Neonatal Intensive Care Unit have significantly reduced the mortality related to 
congenital heart disease. Achieving survival is not the only target of clinicians for these patients. 
Appropriate growth, development, and improved quality of life are also very important. Growth 
failure is a very common problem of these children and nutritional support and management are a 
challenge for health care providers. Early intervention and identification of at-risk patients have the 
potential to decrease morbidity and mortality related to malnutrition. AIM/METHODS: The purpose 
of this article is to analyze the existing evidence and common concerns about perioperative and 
postdischarge nutritional management of neonates with congenital heart disease based on the 
special issues or complications that may arise. Furthermore, we reviewed the recent literature 
about current practices and proposed policies that could prevent malnutrition and improve the 
outcomes of neonates with congenital heart disease. RESULTS/CONCLUSION: A standardized 
institutional protocol and clear guidelines referring to feeding initiation, prompt estimation of 
caloric needs and provision of adequate and appropriate nutrient intake is likely to benefit these 
patients. Clear definitions for the nutritional approach in the setting of medical complications and 
close assessment of growth by pediatricians and specialized nutritionists are crucial for the long-
term outlook and quality of life of these infants. 
https://www.ncbi.nlm.nih.gov/pubmed/30608033  
 
Ullrich, C. K., Dussel, V., Orellana, L., Kang, T. I., Rosenberg, A. R., Feudtner, C. and Wolfe, J. 
(2018). "Self-reported fatigue in children with advanced cancer: Results of the PediQUEST 
study." Cancer 124(18): 3776-3783. 
 
BACKGROUND: Pediatric cancer-related fatigue is prevalent and significantly impairs health-related 
quality of life, yet its patterns and correlates are poorly understood. The objectives of this study 
were to describe fatigue as prospectively reported by children with advanced cancer and to 
identify the factors associated with fatigue and associated distress. METHODS: Children (age >/=2 
years) with advanced cancer (N = 104) or their parents at 3 academic hospitals reported symptoms 
at most weekly over 9 months using the computer-based Pediatric Quality of Life Evaluation of 
Symptoms Technology (PediQUEST) system. PediQUEST administered a modified version of the 
Memorial Symptom Assessment Scale (PQ-MSAS) as part of a randomized controlled trial. Clinical 
information was abstracted from medical records. Primary outcomes were: 1) fatigue prevalence 
(yes/no response to PQ-MSAS fatigue item) and 2) fatigue distress (composite score of severity, 
frequency, and bother). Multivariable models were constructed to identify factors independently 
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associated with fatigue prevalence and scores reflecting fatigue distress (ie, burden). RESULTS: Of 
920 reports, 46% (n = 425) noted fatigue. When reported, fatigue was of high frequency in 41% of 
respondents (n = 174), severity in 25%of respondents (n = 107), and bother in 34%of respondents 
(n = 143). Most reports (84%; n = 358) were associated with scores indicating fatigue distress. In 
multivariable analyses, fatigue was associated with older age, lower hemoglobin, and distress from 
particular symptoms (anorexia, nausea, sleep disturbance, sadness, and irritability). In contrast, 
fatigue distress was associated with distress from nausea, cough, and pain. CONCLUSIONS: Fatigue 
is common among children with advanced cancer and is often highly distressing. Interventions 
focused on uncontrolled symptoms may ease fatigue distress in children with advanced cancer. 
https://www.ncbi.nlm.nih.gov/pubmed/30291811  
 
Vemuri, S., Baker, L., Williams, K. and Hynson, J. (2018). "The last 2 years of life for children 
with severe physical disability: Observations from a tertiary paediatric centre." J Paediatr 
Child Health 54(12): 1357-1361. 
 
AIM: To describe the clinical course for children with severe physical disability (SPD) in the 2 years 
prior to their death and to identify whether these children had palliative care involvement and 
advance care planning prior to death. To investigate whether there is a difference between 
children with progressive (PSPD) and non-progressive (NPSPD) aetiologies of SPD. METHODS: A 
retrospective cohort analysis of 48 children with SPD who died between 1 January 2013 and 1 
January 2015 at The Royal Children's Hospital, Melbourne. Clinical charts were reviewed to collect 
data about the type of SPD, frequency and duration of hospital admissions, duration of palliative 
care involvement (if any) and presence of an advance care plan. RESULTS: The majority of children 
were admitted in the 6 months before their death, and over a third were admitted to the intensive 
care unit. There was a significant increase in the frequency of hospital admissions as the study 
cohort approached death (P = 0.003). The majority of children with SPD were offered a referral to a 
palliative care service, with referrals more likely in children with PSPD (90%) compared to children 
with NPSPD (57%). While approximately 60% of children in each cohort had an advance care plan, 
there was a trend towards this being formalised earlier in children with PSPD (P = 0.09). 
CONCLUSION: The increase in hospital admissions prior to death in children with SPD suggests an 
opportunity for greater consistency in offering advanced care planning and palliative care, 
especially to those with NPSPD. 
https://www.ncbi.nlm.nih.gov/pubmed/29943874  
 
Voepel-Lewis, T. (2019). "Can pain assessment tools accurately measure pain experience of 
disabled individuals?" Dev Med Child Neurol 61(1): 8-9. 
https://www.ncbi.nlm.nih.gov/pubmed/30203566  
 
 
Waske, A., Kuhnol, C. D. and Kramm, C. M. (2019). "The use of Do-Not-Resuscitate-Order 
equivalents in pediatric palliative care medicine in Germany." Ann Palliat Med 8(2): 112-120. 
 
BACKGROUND: In the last years, the structure of Pediatric Palliative Care in Germany has 
developed more and more. Since 2007, there is a legal claim for a specialized palliative care in 
German which also applies to children. Therefore, the need of an advance care planning for 
children is frequently discussed. In Germany, a written advance is judicially approved only when 
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the person concerned is of full age, intentions to change this legal ground are going on. 
Nevertheless in many institutions involved in pediatric palliative care standard forms similar to an 
advance patient directive are used, especially since 2009 when a Do-Not-Resuscitate-Order (DNR-
Order) equivalent for children was published on which many German pediatric medical societies 
had agreed. METHODS: To get an overview which DNR-Order equivalents are actually used in 
pediatric palliative care in Germany we sent a questionnaire with 10 items to 174 institutions that 
are involved in pediatric oncological palliative care between August 2012 and October 2013. 
RESULTS: Only 46.9% of replying institutions used the DNR-Order equivalent for children approved 
by many German pediatric societies. When asked for optimizing such an advance patient directive 
for minors it was mostly suggested to include always a protocol of the consenting talk, an 
individualized treatment algorithm of all therapeutic options (not only emergency measures) in the 
palliative setting, and a more detailed information about the patient's current palliative situation. 
CONCLUSIONS: All collected data were summarized within a suggestion for a new advance 
pediatric oncological care planning standard form for minors in Germany. 
https://www.ncbi.nlm.nih.gov/pubmed/30525761  
 
Whitney, R. and Donner, E. J. (2019). "Risk Factors for Sudden Unexpected Death in Epilepsy 
(SUDEP) and Their Mitigation." Curr Treat Options Neurol 21(2): 7. 
 
PURPOSE OF REVIEW: People with epilepsy have an increased risk of mortality when compared to 
the general population. Sudden unexpected death in epilepsy (SUDEP) is the most common cause 
of epilepsy-related death in children and adults. The purpose of this review is to discuss SUDEP, 
with an emphasis on SUDEP risk factors, their mitigation and prevention. RECENT FINDINGS: 
SUDEP affects approximately 1 in 1000 people with epilepsy each year. Recent studies suggest that 
the incidence in children is similar to that of adults. The most important risk factor for SUDEP is the 
presence and frequency of generalized tonic-clonic seizures. The presence of nocturnal supervision 
may decrease risk along with the use of nocturnal listening devices. Underlying genetic influences, 
both cardiac and epilepsy-related may further alter risk. Risk mitigation strategies include reducing 
seizure frequency, optimizing therapy, and the use of nocturnal supervision/seizure detection 
devices. Risk factors for SUDEP are well established; however, pediatric specific risk factors have 
not been identified. Current prevention strategies are focused on reduction of risk factors and the 
possible role of seizure detection devices. More research is needed to better understand the varied 
underlying pathological mechanisms and develop targeted prevention strategies. Further 
understanding the genetic factors that influence SUDEP risk may potentially aid in understanding 
the underlying pathophysiology of SUDEP. 
https://www.ncbi.nlm.nih.gov/pubmed/30758730  
 
Widger, K., Medeiros, C., Trenholm, M., Zuniga-Villanueva, G. and Streuli, J. C. (2019). 
"Indicators Used to Assess the Impact of Specialized Pediatric Palliative Care: A Scoping 
Review." J Palliat Med 22(2): 199-219. 
 
BACKGROUND: Specialized pediatric palliative care programs aim to improve quality of life and 
ease distress of patients and their families across the illness trajectory. These programs require 
further development, which should be based on how they improve outcomes for patients, families, 
health care professionals, and the health care system. OBJECTIVE: To identify and compare 
definitions of indicators used to assess the impact of specialized pediatric palliative care programs. 
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DESIGN: The scoping review protocol was prospectively registered on PROSPERO 2017 
(CRD42017074090). DATE SOURCES: MEDLINE, PsycINFO, Cochrane Central Register of Controlled 
Trials, Web of Science, CINAHL, Scopus, and Embase databases were searched from January 2000 
to September 2018. Eligible studies included randomized controlled trials, experimental studies, or 
observational studies that compared specialized programs with usual care. Studies were excluded 
if most care recipients were older than 19 years or the article was not available in English, French, 
German, or Spanish. RESULTS: Forty-six studies were included; one was a randomized controlled 
trial. We identified 82 different indicators grouped into 14 domains. The most common indicators 
included the following: location of death, length of stay in hospital, and number of hospital 
admissions. Only 22 indicators were defined identically in at least 2 studies. Only one study 
included children's perspectives in assessing indicators. CONCLUSIONS: Many indicators were used 
to assess program outcomes with little definition consensus across studies. Development of a set 
of agreed-upon indicators to assess program impact concurrent with family and patient input is 
essential to advance research and practice in pediatric palliative care. 
https://www.ncbi.nlm.nih.gov/pubmed/30526276  
 
Zupancic, J. A. F. (2018). "Burdens Beyond Biology for Sick Newborn Infants and Their 
Families." Clin Perinatol 45(3): 557-563. 
 
To date, outcomes in neonatology have focused mainly on the biological outcomes of the babies 
under our care. In this article, we argue that we must move beyond this proband and biological 
bias, towards a "Slow Medicine" that recognizes the distinction between the remarkable technical 
capabilities of the modern medical world and how those intersect with our society, and its values, 
more broadly. Practically speaking, this involves consideration of the impacts of neonatal intensive 
care and its sequelae on families, as well as non-biological outcomes such as finances and stress. 
Implementing this Slow Medicine does not mean that neonatologists must forego effective 
therapy or the improved mortality and morbidity it has brought, but rather that we adopt a 
committed and compassionate view of medicine, in which we engage outside the neonatal 
intensive care unit to address the nonbiological suffering of our patients and their equally 
vulnerable families. 
https://www.ncbi.nlm.nih.gov/pubmed/30144855  
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Pain and Symptom Control 

Adolfsson, M., Johnson, E. and Nilsson, S. (2018). "Pain management for children with 
cerebral palsy in school settings in two cultures: action and reaction approaches." Disabil 
Rehabil 40(18): 2152-2162. 
 
BACKGROUND: Children with cerebral palsy (CP) face particular challenges, e.g. daily pain that 
threaten their participation in school activities. This study focuses on how teachers, personal 
assistants, and clinicians in two countries with different cultural prerequisites, Sweden and South 
Africa, manage the pain of children in school settings. METHOD: Participants' statements collected 
in focus groups were analysed using a directed qualitative content analysis framed by a Frequency 
of attendance-Intensity of involvement model, which was modified into a Knowing-Doing model. 
RESULTS: Findings indicated that pain management focused more on children's attendance in the 
classroom than on their involvement, and a difference between countries in terms of action-
versus-reaction approaches. Swedish participants reported action strategies to prevent pain 
whereas South African participants primarily discussed interventions when observing a child in 
pain. CONCLUSION: Differences might be due to school- and healthcare systems. To provide 
effective support when children with CP are in pain in school settings, an action-and-reaction 
approach would be optimal and the use of alternative and augmentative communication strategies 
would help to communicate children's pain. As prevention of pain is desired, structured 
surveillance and treatment programs are recommended along with trustful collaboration with 
parents and access to "hands-on" pain management when needed. Implications for rehabilitation * 
When providing support, hands-on interventions should be supplemented by structured 
preventive programs and routines for parent collaboration (action-and-reaction approach). * When 
regulating support, Sweden and South Africa can learn from each other; o In Sweden, the 
implementation of a prevention program has been successful. o In South Africa, the possibilities 
giving support directly when pain in children is observed have been beneficial. 
https://www.ncbi.nlm.nih.gov/pubmed/28521563  
 
Anghelescu, D. L., Pankayatselvan, V., Nguyen, R., Ward, D., Wu, J., Wu, H., Edwards, D. D. 
and Furman, W. (2019). "Bisphosphonate Use in Pediatric Oncology for Pain Management." 
Am J Hosp Palliat Care 36(2): 138-142. 
 
The use of bisphosphonates for pain control in children with cancer is not extensively studied. We 
retrospectively evaluated 35 children with cancer treated with intravenous bisphosphonates for 
pain management at a single institution from 1998 through 2015. We analyzed pain scores and 
opioid and adjuvant medication consumption before bisphosphonate administration, daily for 2 
weeks, and at 3 and 4 weeks after administration. We also determined the time interval between 
diagnosis and first administration of bisphosphonates and duration of life after bisphosphonate 
administration. Mean pain scores were 2.45 (+/-2.96) and 0.75 (+/-1.69) before and 14 days after 
bisphosphonate administration, respectively ( P = .25), and morphine equivalent doses of opioids 
were 5.52 (+/-13.35) and 5.27 (+/-9.77), respectively ( P = .07). Opioid consumption was 
significantly decreased at days 4 to 8, days 11 to 12, and week 3 after first bisphosphonate 
administration. The median duration of life after first bisphosphonate administration was 80 days, 
indicating its use late in the course of treatment. Bisphosphonates did not significantly improve 
pain outcomes at 2 weeks, but opioid consumption was reduced at several time points during the 
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first 3 weeks. The use of bisphosphonates earlier in the course of pediatric oncological disease 
should be evaluated in prospective investigations. 
https://www.ncbi.nlm.nih.gov/pubmed/30114925  
 
Atzori, B., Hoffman, H. G., Vagnoli, L., Patterson, D. R., Alhalabi, W., Messeri, A. and Lauro 
Grotto, R. (2018). "Virtual Reality Analgesia During Venipuncture in Pediatric Patients With 
Onco-Hematological Diseases." Front Psychol 9: 2508. 
 
Background: Venipuncture is described by children as one of the most painful and frightening 
medical procedures. Objective: To evaluate the effectiveness of Virtual Reality (VR) as a distraction 
technique to help control pain in children and adolescents undergoing venipuncture. Methods: 
Using a within-subjects design, fifteen patients (mean age 10.92, SD = 2.64) suffering from 
oncological or hematological diseases received one venipuncture with "No VR" and one 
venipuncture with "Yes VR" on two separate days (treatment order randomized). "Time spent 
thinking about pain", "Pain Unpleasantness", "Worst pain" the quality of VR experience, fun during 
the venipuncture and nausea were measured. Results: During VR, patients reported significant 
reductions in "Time spent thinking about pain," "Pain unpleasantness," and "Worst pain". Patients 
also reported significantly more fun during VR, and reported a "Strong sense of going inside the 
computer-generated world" during VR. No side effects were reported. Conclusion: VR can be 
considered an effective distraction technique for children and adolescents' pain management 
during venipuncture. Moreover, VR may elicit positive emotions, more than traditional distraction 
techniques. This could help patients cope with venipuncture in a non-stressful manner. Additional 
research and development is needed. 
https://www.ncbi.nlm.nih.gov/pubmed/30618938  
 
Canaz, H., Karalok, I., Topcular, B., Agaoglu, M., Yapici, Z. and Aydin, S. (2018). "DBS in 
pediatric patients: institutional experience." Childs Nerv Syst 34(9): 1771-1776. 
 
INTRODUCTION: DBS is initially used for treatment of essential tremor and Parkinson's disease in 
adults. In 1996, a child with severe life-threatening dystonia was offered DBS to the internal globus 
pallidus (GPi) with lasting efficacy at 20 years. Since that time, increasing number of children 
benefited from DBS. PATIENTS AND METHODS: We retrospectively evaluated our database of 
patients who underwent DBS from 2011 to 2017. All patients </= 17 years of age at the time of 
implantation of DBS were included in this series. Subjective Benefit Rating Scale (SBRS), Hoehn 
Yahr Scale (HYS), Fahn Marsden Rating Scale (FMRS), Clinical Global Impressions Scales (CGI), and 
Yale Global Tic Severity Scale (YGT) were used to evaluate clinical outcome. RESULTS: Between May 
2014 and October 2017, 11 children underwent DBS procedure in our institution. Six of them were 
female and five of them were male. Mean age at surgery was 11.8 +/- 4.06 years (range 5-17 
years). In our series, four patients had primary dystonia (PDY) (36.3%), three patients had 
secondary dystonia (SDY) (27.2%), two patients had JP (18.1%), and two patients had Tourette 
Syndrome (TS) (18.1%). Two JP patients underwent bilateral STN DBS while the other nine patients 
underwent bilateral GPi DBS. SBRS scores were 1.75 +/- 0.5 for patients with PDY, 3 +/- 0 for 
patients with JP, 2.5 +/- 0.7 for patients with TS, and 2 +/- 1 for patients with SDY. Mean FMRS 
reduction rate was 40.5 for patients with dystonia. Significant improvement was also defined in 
patients with TS and JP after DBS. None of the patients experienced any intracerebral hemorrhage 
or other serious adverse neurological effect related to the DBS. Wound complications occurred in 
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two patients. CONCLUSION: There are many literatures that support DBS as a treatment option for 
pediatric patients with medically refractory neurological disorders. DBS has replaced ablative 
procedures as a treatment of choice not only for adult patients, but also for pediatric patients. 
Wound-related complications still remain the most common problem in pediatric patients. 
Development of smaller and more flexible hardware will improve quality of children's life and 
minimize wound-related complications in the future. 
https://www.ncbi.nlm.nih.gov/pubmed/29797064  
 
Castagno, E., Urbino, A. F., Mancusi, R. L. and Benini, F. (2019). "Opioids are rarely prescribed 
for children with acute nonprocedural pain in Italian Emergency Departments." Acta 
Paediatr 108(3): 566-567. 
https://www.ncbi.nlm.nih.gov/pubmed/30537003  
 
Cheng, L., Wang, L., He, M., Feng, S., Zhu, Y. and Rodgers, C. (2018). "Perspectives of 
children, family caregivers, and health professionals about pediatric oncology symptoms: a 
systematic review." Support Care Cancer 26(9): 2957-2971. 
 
OBJECTIVES: To evaluate the existing body of evidence to determine the current state of 
knowledge regarding the perspectives of the following groups: (1) children with cancer, (2) family 
caregivers, and (3) healthcare professionals, about symptoms, as well as factors that may influence 
the symptom reports. METHODS: A systematic search was performed for all types of studies that 
included the perspectives of at least two groups of participants' symptom reports. Children 
included anyone younger than 19 years of age who was diagnosed with any type of cancer. 
Electronic searches were conducted in five English databases and four Chinese databases. The 
appraisal of methodological quality was conducted using the GRADE criteria. Data were extracted 
into matrix tables. RESULTS: Thirty-three studies were included. The pediatric oncology symptoms 
reported by children, family caregivers, and healthcare professionals were synthesized. Findings 
suggested that family caregivers' symptom reports were more closely aligned with children's 
reports than with the healthcare professionals' reports. Influencing factors on the different 
symptom reports included the children's diagnosis, symptom characteristics, social-demographic 
factors, and family caregivers' psychosocial status. CONCLUSIONS: Children with cancer should be 
the primary reporters for their symptoms. When there are reporters other than the children, the 
potential discrepancy between the different perspectives needs to be carefully considered. 
https://www.ncbi.nlm.nih.gov/pubmed/29774474  
 
Chong, L. A., Chong, P. H. and Chee, J. (2018). "Pharmacological Management of Symptoms 
in Children with Life-Limiting Conditions at the End of Life in the Asia Pacific." J Palliat Med 
21(9): 1242-1248. 
 
BACKGROUND: The provision of pediatric palliative care in Asia Pacific varies between countries 
and availability of essential medications for symptoms at the end of life in this region is unclear. 
OBJECTIVE: To determine medications available and used in the management of six symptoms at 
the end of life among pediatric palliative care practitioners in Asia Pacific. To identify alternative 
pharmacological strategies for these six symptoms if the oral route was no longer possible and 
injections are refused. DESIGN AND SETTING: An online survey of all Asia Pacific Hospice Palliative 
Care Network (APHN) members was carried out to identify medications used for six symptoms 
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(pain, dyspnea, excessive respiratory secretions, nausea/vomiting, restlessness, seizures) in dying 
children. Two scenarios were of interest: (1) hours to days before death and (2) when injectables 
were declined or refused. RESULTS: There were 54 responses from 18 countries. Majority (63.0%) of 
respondents were hospital based. About half of all respondents were from specialist palliative care 
services and 55.6% were from high-income countries. All respondents had access to essential 
analgesics. Several perceived that there were no available drugs locally to treat the five other 
commonly encountered symptoms. There was a wide variation in preferred drugs for treating each 
symptom that went beyond differences in drug availability or formulations. CONCLUSION: Future 
studies are needed to explore barriers to medication access and possible knowledge gaps among 
service providers in the region, so that advocacy and education endeavors by the APHN may be 
optimized. 
https://www.ncbi.nlm.nih.gov/pubmed/29733235  
 
Chung, W. W., Agbayani, C. G., Martinez, A., Le, V., Cortes, H., Har, K., Kain, Z. N. and Fortier, 
M. A. (2018). "Improving Children's cancer pain management in the home setting: 
Development and formative evaluation of a web-based program for parents." Comput Biol 
Med 101: 146-152. 
 
BACKGROUND AND METHODS: Despite advances in health care, the majority of children 
undergoing cancer treatment experience pain, particularly in the home setting. Mobile health tools 
provide a promising avenue to deliver pain management education and information to parents of 
children receiving cancer treatment. The current study describes the development and formative 
evaluation of a novel intervention, Cancer-Tailored Intervention for Pain and Symptoms (C-TIPS), 
which provides empirically-based pharmacological and non-pharmacological pain management 
information and coping skills training to parents of pediatric cancer patients. C-TIPS is a web-
based application including a tailoring algorithm, customization tools, guided diaphragmatic 
breathing training, relaxation practice, and educational material (COPE modules). Thirty parents of 
children undergoing chemotherapy treatment for cancer participated in this initial mixed methods 
pilot study. Participants completed quantitative measures assessing their stress and relaxation 
ratings and satisfaction with C-TIPS. Formative evaluation and qualitative data were collected using 
individual and group interviews. RESULTS: Parents reported high satisfaction with both the 
educational and skills training modules of C-TIPS (ps<0.001). Parent self-reported stress 
significantly reduced (p=0.004) and relaxation increased (p=0.05) following participation with the 
skills training module. CONCLUSIONS: C-TIPS is a feasible and well-received web-based 
intervention that promises to improve pain management in children undergoing cancer treatment, 
improve stress management in parents, and increase parents' knowledge and understanding of 
their child's cancer treatment. Results from the current study will help make improvements to C-
TIPS in preparation for a randomized-controlled trial of this innovative program. 
https://www.ncbi.nlm.nih.gov/pubmed/30138775  
 
Eggink, H., Coenen, M. A., de Jong, R., Toonen, R. F., Eissens, M. H., Veenstra, W. S., Peall, K. 
J., Sival, D. A., Elema, A. and Tijssen, M. A. (2019). "Motor and non-motor determinants of 
health-related quality of life in young dystonia patients." Parkinsonism Relat Disord 58: 50-
55. 
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OBJECTIVES: To systematically investigate the relationship between motor and non-motor 
symptoms, and health-related quality of life (HR-QoL) in children and young adults with dystonia. 
METHODS: In this prospective observational cross-sectional study, 60 patients (6-25 years) with 
childhood-onset dystonia underwent a multidisciplinary assessment of dystonia severity (Burke-
Fahn-Marsden Dystonia Rating Scale, Global Clinical Impression), motor function (Gross Motor 
Function Measure, Melbourne Assessment of Unilateral Upper Limb Function), pain (visual 
analogue scale), intelligence (Wechsler Intelligence Scale), executive functioning (Behavior Rating 
Inventory of Executive Function) and anxiety/depression (Child/Adult Behavior Checklist). Measures 
were analyzed using a principal component analysis and subsequent multiple regression to 
evaluate which components were associated with HR-QoL (Pediatric Quality of life Inventory) for 
total group, and non-lesional (primary) and lesional (secondary) subgroups. RESULTS: Patients (29 
non-lesional, 31 lesional dystonia) had a mean age of 13.6+/-5.9 years. The principal component 
analysis revealed three components: 1) motor symptoms; 2) psychiatric and behavioral symptoms; 
and 3) pain. HR-QoL was associated with motor symptoms and psychiatric and behavioral 
symptoms (R(2)=0.66) for the total sample and lesional dystonia, but in the non-lesional dystonia 
subgroup only with psychiatric and behavioral symptoms (R(2)=0.51). CONCLUSIONS: Non-motor 
symptoms are important for HR-QoL in childhood-onset dystonia. We suggest a multidisciplinary 
assessment of motor and non-motor symptoms to optimize individual patient management. 
https://www.ncbi.nlm.nih.gov/pubmed/30181088  
 
Fenster, D. B., Dayan, P. S., Babineau, J., Aponte-Patel, L. and Tsze, D. S. (2018). 
"Randomized Trial of Intranasal Fentanyl Versus Intravenous Morphine for Abscess Incision 
and Drainage." Pediatr Emerg Care 34(9): 607-612. 
 
OBJECTIVES: Abscess incision and drainage (I&D) are painful and distressing procedures in 
children. Intranasal (IN) fentanyl is an effective analgesic for reducing symptomatic pain associated 
with fractures and burns but has not been studied for reducing procedural pain during abscess 
I&D. Our objective was to compare the analgesic efficacy of IN fentanyl with intravenous (IV) 
morphine for abscess I&D in children. METHODS: We performed a randomized noninferiority trial 
in children aged 4 to 18 years undergoing abscess I&D in a pediatric emergency department. 
Patients received IN fentanyl (2 mug/kg; maximum, 100 mug) or IV morphine (0.1 mg/kg; 
maximum, 8 mg). The primary outcome, determined independently by blinded assessors, was the 
Observational Scale of Behavioral Distress-Revised (OSBD-R). The prestated margin of 
noninferiority (Delta) was 1.80. Secondary outcomes included self-reported pain, treatment failure, 
and patient and parental satisfaction. RESULTS: We enrolled 20 children (median age, 15.4 years), 
10 in each group. The difference between total OSBD-R scores was -13.45 (95% confidence 
interval, -24.24 to -2.67), favoring IN fentanyl.There was less self-reported pain in patients who 
received IN fentanyl immediately after the procedure. Four patients (40%) receiving IV morphine 
had treatment failures and required moderate sedation or had the procedure terminated. More 
patients who received IN fentanyl were satisfied with the analgesic administered compared with 
those who received IV morphine. CONCLUSIONS: In a small sample of children aged 4 to 18 years 
undergoing abscess I&D, IN fentanyl was noninferior, and potentially superior, to IV morphine for 
reducing procedural pain and distress. 
https://www.ncbi.nlm.nih.gov/pubmed/27387971  
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Fisher, E., Law, E., Dudeney, J., Palermo, T. M., Stewart, G. and Eccleston, C. (2018). 
"Psychological therapies for the management of chronic and recurrent pain in children and 
adolescents." Cochrane Database Syst Rev 9: Cd003968. 
 
BACKGROUND: This is an update of the original Cochrane review first published in Issue 1, 2003, 
and previously updated in 2009, 2012 and 2014. Chronic pain, defined as pain that recurs or 
persists for more than three months, is common in childhood. Chronic pain can affect nearly every 
aspect of daily life and is associated with disability, anxiety, and depressive symptoms. OBJECTIVES: 
The aim of this review was to update the published evidence on the efficacy of psychological 
treatments for chronic and recurrent pain in children and adolescents.The primary objective of this 
updated review was to determine any effect of psychological therapy on the clinical outcomes of 
pain intensity and disability for chronic and recurrent pain in children and adolescents compared 
with active treatment, waiting-list, or treatment-as-usual care.The secondary objective was to 
examine the impact of psychological therapies on children's depressive symptoms and anxiety 
symptoms, and determine adverse events. SEARCH METHODS: Searches were undertaken of 
CENTRAL, MEDLINE, MEDLINE in Process, Embase, and PsycINFO databases. We searched for 
further RCTs in the references of all identified studies, meta-analyses, and reviews, and trial registry 
databases. The most recent search was conducted in May 2018. SELECTION CRITERIA: RCTs with at 
least 10 participants in each arm post-treatment comparing psychological therapies with active 
treatment, treatment-as-usual, or waiting-list control for children or adolescents with recurrent or 
chronic pain were eligible for inclusion. We excluded trials conducted remotely via the Internet. 
DATA COLLECTION AND ANALYSIS: We analysed included studies and we assessed quality of 
outcomes. We combined all treatments into one class named 'psychological treatments'. We 
separated the trials by the number of participants that were included in each arm; trials with > 20 
participants per arm versus trials with < 20 participants per arm. We split pain conditions into 
headache and mixed chronic pain conditions. We assessed the impact of both conditions on four 
outcomes: pain, disability, depression, and anxiety. We extracted data at two time points; post-
treatment (immediately or the earliest data available following end of treatment) and at follow-up 
(between three and 12 months post-treatment). MAIN RESULTS: We identified 10 new studies (an 
additional 869 participants) in the updated search. The review thus included a total of 47 studies, 
with 2884 children and adolescents completing treatment (mean age 12.65 years, SD 2.21 years). 
Twenty-three studies addressed treatments for headache (including migraine); 10 for abdominal 
pain; two studies treated participants with either a primary diagnosis of abdominal pain or irritable 
bowel syndrome, two studies treated adolescents with fibromyalgia, two studies included 
adolescents with temporomandibular disorders, three were for the treatment of pain associated 
with sickle cell disease, and two studies treated adolescents with inflammatory bowel disease. 
Finally, three studies included adolescents with mixed pain conditions. Overall, we judged the 
included studies to be at unclear or high risk of bias.Children with headache painWe found that 
psychological therapies reduced pain frequency post-treatment for children and adolescents with 
headaches (risk ratio (RR) 2.35, 95% confidence interval (CI) 1.67 to 3.30, P < 0.01, number needed 
to treat for an additional beneficial outcome (NNTB) = 2.86), but these effects were not maintained 
at follow-up. We did not find a beneficial effect of psychological therapies on reducing disability in 
young people post-treatment (SMD -0.26, 95% CI -0.56 to 0.03), but we did find a beneficial effect 
in a small number of studies at follow-up (SMD -0.34, 95% CI -0.54 to -0.15). We found no 
beneficial effect of psychological interventions on depression or anxiety symptoms.Children with 
mixed pain conditionsWe found that psychological therapies reduced pain intensity post-
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treatment for children and adolescents with mixed pain conditions (SMD -0.43, 95% CI -0.67 to -
0.19, P < 0.01), but these effects were not maintained at follow-up. We did find beneficial effects of 
psychological therapies on reducing disability for young people with mixed pain conditions post-
treatment (SMD -0.34, 95% CI -0.54 to -0.15) and at follow-up (SMD -0.27, 95% CI -0.49 to -0.06). 
We found no beneficial effect of psychological interventions on depression symptoms. In contrast, 
we found a beneficial effect on anxiety at post-treatment in children with mixed pain conditions 
(SMD -0.16, 95% CI -0.29 to -0.03), but this was not maintained at follow-up.Across all pain 
conditions, we found that adverse events were reported in seven trials, of which two studies 
reported adverse events that were study-related.Quality of evidenceWe found the quality of 
evidence for all outcomes to be low or very low, mostly downgraded for unexplained 
heterogeneity, limitations in study design, imprecise and sparse data, or suspicion of publication 
bias. This means our confidence in the effect estimate is limited: the true effect may be 
substantially different from the estimate of the effect, or we have very little confidence in the effect 
estimate; or the true effect is likely to be substantially different from the estimate of effect. 
AUTHORS' CONCLUSIONS: Psychological treatments delivered predominantly face-to-face might 
be effective for reducing pain outcomes for children and adolescents with headache or other 
chronic pain conditions post-treatment. However, there were no effects at follow-up. Psychological 
therapies were also beneficial for reducing disability in children with mixed chronic pain conditions 
at post-treatment and follow-up, and for children with headache at follow-up. We found no 
beneficial effect of therapies for improving depression or anxiety. The conclusions of this update 
replicate and add to those of a previous version of the review which found that psychological 
therapies were effective in reducing pain frequency/intensity for children with headache and mixed 
chronic pain conditions post-treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/30939227  
 
Fussner, L. M., Schild, C., Holley, A. L. and Wilson, A. C. (2018). "Parent chronic pain and 
mental health symptoms impact responses to children's pain." Can J Pain 2(1): 258-265. 
 
Background: Chronic pain is a prevalent health condition associated with parenting difficulties. 
Pain-specific parenting, such as protectiveness and catastrophizing, may contribute to chronic pain 
in children. Additional work is needed to test predictors of pain-specific parenting. Aim: The 
current study tested parent mental health symptoms as predictors of protectiveness and 
catastrophizing about child pain and whether comorbid pain and mental health symptoms 
exacerbate risk for problematic responses to children's pain. Methods: Parents with chronic pain (n 
= 62) and parents without chronic pain (n = 80) completed self-report questionnaires assessing 
pain characteristics, mental health symptoms, and pain-specific parenting responses. Results: 
Results indicated significantly higher rates of depression, anxiety, and somatization in parents with 
chronic pain. Depression predicted protectiveness and catastrophizing over and above chronic 
pain status. Chronic pain status moderated the association between increased anxiety and greater 
catastrophizing about child pain. Conclusions: Findings highlight the potential impact of mental 
health symptoms on pain-specific parenting even when accounting for chronic pain status. 
https://www.ncbi.nlm.nih.gov/pubmed/31069339  
 
Gidaro, T. and Servais, L. (2019). "Nusinersen treatment of spinal muscular atrophy: current 
knowledge and existing gaps." Dev Med Child Neurol 61(1): 19-24. 
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Spinal muscular atrophy (SMA) is a recessive disorder caused by a mutation in the survival motor 
neuron 1 gene (SMN1); it affects 1 in 11 000 newborn infants. The most severe and most common 
form, type 1 SMA, is associated with early mortality in most cases and severe disability in survivors. 
Nusinersen, an antisense oligonucleotide, promotes production of full-length protein from the 
pseudogene SMN2. Nusinersen treatment prolongs survival of patients with type 1 SMA and 
allows motor milestone acquisition. Patients with type 2 SMA also show progress on different 
motor scales after nusinersen treatment. Nusinersen was recently approved by the European 
Medicines Agency and the US Food and Drug Administration; it is now reimbursed in several 
European countries and in the USA. In Australia, the transition from expanded access programme 
to commercial availability is coming soon. In New Zealand, an expanded access programme is 
opened, and in Canada price negotiation for the treatment is in progress. In this review we 
exemplify the clinical benefit of nusinersen in subgroups of patients with SMA. Nusinersen 
represents the first efficacious marked approved drug in type 1 and type 2 SMA. Different 
knowledge gaps, such as results in older patients, in patients with permanent ventilation, in 
patients with neonatal forms, or in patients after spinal fusion, still need to be addressed. WHAT 
THIS PAPER ADDS: Identifies gaps in knowledge about the efficacy of nusinersen in broader 
populations of patients with spinal muscular atrophy. Identifies open questions in populations of 
patients where proof of efficacy is available. 
https://www.ncbi.nlm.nih.gov/pubmed/30221755  
 
Habashy, C., Springer, E., Hall, E. A. and Anghelescu, D. L. (2018). "Methadone for Pain 
Management in Children with Cancer." Paediatr Drugs 20(5): 409-416. 
 
Methadone is a synthetic opioid with unique pharmacodynamic and pharmacokinetic properties. It 
is effective in treating both nociceptive and neuropathic pain, which commonly co-exist in children 
with cancer. Upon reviewing the literature describing the use of methadone in pediatric oncology 
patients, publications are limited in number and low in quality of evidence; nevertheless, there is 
support for the safety and efficacy of methadone in treating pain in children with cancer, 
particularly when pain is refractory to conventional treatment. Although the risk of life-threatening 
arrhythmia is commonly cited as an argument against the use of methadone, our review of the 
literature did not support this finding in children. Further evaluation with prospective studies is 
warranted to develop evidence-based recommendations for the use of methadone in pediatric 
oncology. 
https://www.ncbi.nlm.nih.gov/pubmed/30047027  
 
Harrop, E., Jamieson, L., Choy, T. H., Ho, W. H. P. and Wong, I. C. K. (2018). "Barriers to the 
use of buccal and intranasal fentanyl for breakthrough pain in paediatric palliative care: an 
exploratory survey." BMJ Support Palliat Care 8(3): 355-356. 
https://www.ncbi.nlm.nih.gov/pubmed/28801316  
 
Hauer, J. M. (2018). "Pain in Children With Severe Neurologic Impairment: Undoing 
Assumptions." JAMA Pediatr 172(10): 899-900. 
https://www.ncbi.nlm.nih.gov/pubmed/30128540  
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Hyslop, S., Sung, L., Stein, E., Dupuis, L. L., Spiegler, B., Vettese, E. and Tomlinson, D. (2018). 
"Identifying symptoms using the drawings of 4-7 year olds with cancer." Eur J Oncol Nurs 
36: 56-61. 
 
PURPOSE: Symptom burden in children with cancer who are less than 8 years old is not well 
understood. Our research focuses on identifying how to structure a self-report instrument for 
younger children. Our aim was to describe how children with cancer, aged 4-7 years, express their 
symptoms through drawings. METHODS: Children were asked to make drawings of a day when 
they were "feeling bad or not good". Content of 18 children's drawings was analyzed. RESULTS: 
Four themes were established: physical symptoms, emotions, location and miscellaneous. Most of 
the drawings illustrated specific symptoms important to this age group, while also facilitating our 
understanding of how children with cancer view their symptoms. CONCLUSION: Having children 
draw pictures may help initiate communication regarding how they feel, and develop rapport 
between the interviewer and children. 
https://www.ncbi.nlm.nih.gov/pubmed/30322510  
 
Kang, H. J., Loftus, S., DiCristina, C., Green, S., Pong, A. and Zwaan, C. M. (2018). "Aprepitant 
for the prevention of chemotherapy-induced nausea and vomiting in paediatric subjects: An 
analysis by age group." Pediatr Blood Cancer 65(10): e27273. 
 
BACKGROUND: This was a subgroup analysis of age group, dexamethasone use, and very highly 
emetogenic chemotherapy (VHEC) use from a randomised, multicentre, double-blind, Phase 3 
study of oral aprepitant in paediatric subjects. METHODS: Subjects aged 6 months to 17 years 
scheduled to receive chemotherapeutic agents associated with at least moderate risk for emesis 
were randomly assigned to receive either aprepitant plus ondansetron (aprepitant regimen) or 
placebo plus ondansetron (control regimen); both could be administered with or without 
dexamethasone. This secondary analysis evaluated subjects stratified by pre-specified age groups, 
dexamethasone use, and VHEC use. The primary endpoint of this analysis was the proportion of 
subjects who experienced complete response (CR) during the delayed phase. RESULTS: CR rates in 
the delayed phase were numerically higher with the aprepitant than the control regimen across all 
age categories, and reached significance for subjects aged 12-17 years (51% vs. 10%; P < 0.0001). 
In subjects receiving dexamethasone, CR was twice as high for the aprepitant versus control 
regimen in the 6 months to <2 year group (50% vs. 25%) and significantly higher in the 12-17 year 
group (40% vs. 7%, P < 0.05). CR was also significantly higher with aprepitant in the 6 months to 
<2 year and 12-17 year age groups who received VHEC. Similar proportions of subjects 
experiencing at least one adverse event were seen in both regimens across age categories. 
CONCLUSION: A 3 day aprepitant regimen seemed effective and safe for prevention of 
chemotherapy-induced nausea and vomiting in paediatric subjects across subgroups 
(ClinicalTrials.gov NCT01362530). 
https://www.ncbi.nlm.nih.gov/pubmed/29893452  
 
Kristjansdottir, O., McGrath, P. J., Finley, G. A., Kristjansdottir, G., Siripul, P., Mackinnon, S. P. 
and Yoshida, Y. (2018). "Cultural influences on parental responses to children's pain." Pain 
159(10): 2035-2049. 
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There is a scarcity of work examining the relationship between culture and pain-related caregiver 
behaviors. Moreover, no pediatric pain studies have examined the relationship between caregiver 
cultural values and pain-related caregiver behaviors nor discern if this process is mediated by 
caregiver parenting styles and moderated by ecosocial context. Based on cross-cultural 
developmental theories, this study hypothesized that ecosocial context would moderate the 
relationship between cultural values, parenting styles, and pain-related caregiver behaviors; and 
that parenting styles mediate the effect of cultural values on pain-related caregiver behaviors. A 
cross-cultural survey design was employed using a convenience sample of 547 caregivers of 6 to 
12 year olds living in Canada (n = 183), Iceland (n = 184), and Thailand (n = 180). Multigroup 
structural equation modeling showed that ecosocial context did not affect which cultural model of 
parenting the caregiver adopted. Parenting styles mediated the relationship between cultural 
values and pain-related caregiver behavior. Vertical/horizontal individualism, collectivism, and 
authoritative- and authoritarian-parenting styles positively predicted solicitousness. Vertical 
individualism and authoritarian-parenting style positively predicted discouraging behavior, 
whereas other predictors did not. The findings support the sociocommunication model of 
children's pain by showing that cultural context does affect parents' behaviors. They also 
corroborate with others' claims of solicitousness universality in a pediatric pain context. However, 
solicitousness may have different cultural meanings among individuals and may be used in 
conjunction with discouraging behavior. The findings from this study have implications for the 
theory development about culture and pediatric pain, but do not provide specific clinical 
recommendations. 
https://www.ncbi.nlm.nih.gov/pubmed/29905654  
 
La Foresta, S., Faraone, C., Sframeli, M., Vita, G. L., Russo, M., Profazio, C., Rulli, I., Gitto, E., 
Versaci, A., Messina, S. and Vita, G. (2018). "Intrathecal administration of Nusinersen in type 
1 SMA: successful psychological program in a single Italian center." Neurol Sci 39(11): 1961-
1964. 
 
Nusinersen is the first approved drug to treat spinal muscular atrophy (SMA). Its periodic 
intrathecal delivery may cause psychological burden in infants and in their parents. We report our 
experience during expanded access program (EAP) for type 1 SMA in a single Italian center. 
Because of the occurrence of stress emotional states, anxious reactions and fear before, during, 
and after lumbar puncture (LP), a specific psychological intervention was implemented based on 
regulation of emotions, anticipatory expectations, and post-event attributions. Activities included 
the use of fairy tales, distraction, music play through listening preferred cartoon themes in the 
youngest children, and contextual games and solution of fun riddle quizzes in the oldest ones. 
State anxiety greatly reduced in children and their parents. Treatment of psychological aspects 
should therefore become an integral part of health care in SMA infants and children during 
Nusinersen treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/30043247  
 
Ladas, E. J. (2018). "Integrative Medicine in Childhood Cancer." J Altern Complement Med 
24(9-10): 910-915. 
 
The diagnosis of cancer in a child leaves parents and families devastated and vulnerable. In an 
effort to do everything possible, families often choose an integrative medicine approach to their 
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child's care. Surveys have found that 31%-84% of children with cancer use complementary and 
alternative medicine and most often as supportive care agents. Several systematic reviews have 
demonstrated a clinical benefit for some select therapies; however, the safety and efficacy of the 
combination of biological therapies with conventional treatment remain largely unknown and 
garner concern due to the potential for interactions with conventional therapy. Given the sustained 
use and potential benefit of integrative medicine, additional research is warranted in pediatric 
oncology. Utilizing the available literature, clinical providers should aim to conduct open and non-
judgmental discussions with families about the use of integrative medicine so as to guide the safe 
integration of the two modalities. 
https://www.ncbi.nlm.nih.gov/pubmed/30247963  
 
Linder, L. A. and Wawrzynski, S. E. (2018). "Staff Perceptions of Symptoms, Approaches to 
Assessment, and Challenges to Assessment Among Children With Cancer." J Pediatr Oncol 
Nurs 35(5): 332-341. 
 
Nurses are often the first to recognize and respond to children's symptoms. This descriptive, 
exploratory study characterized how pediatric oncology health care providers characterize and 
assess children's cancer-related symptoms. The study also explored challenges associated with 
symptom assessment and information perceived as helpful in planning interventions. The setting 
was a Children's Oncology Group-affiliated hospital in the Intermountain West of the United 
States. Twenty-two pediatric oncology health care providers (95% female; 68% nurses) participated 
in one of four focus group sessions. Sessions were facilitated by two individuals and included six 
open-ended questions addressing participants' perspectives of cancer-related symptoms, 
approaches to symptom assessment, challenges and frustrations encountered when assessing 
symptoms, and information needed to plan interventions. Participants identified 75 physical and 
psychosocial responses that included both subjectively experienced symptoms and other 
consequences of the cancer experience. Qualitative content analysis procedures organized other 
responses into categories and subcategories. Participants most frequently reported using 
observational approaches including physical assessment findings and observation of the child's 
behavior to identify symptoms. Strategies that sought the child's input such as the use of a rating 
scale or seeking the child's verbal description were less frequently named. Participants related 
discerning and interpreting the child's behaviors as a challenge to symptom assessment. They also 
reported attention to symptom characteristics as important to planning interventions. Future 
directions include building capacity to support child-centric symptom assessment. Development of 
reliable and valid resources for use in clinical settings may support a more child-centric approach 
to symptom assessment. 
https://www.ncbi.nlm.nih.gov/pubmed/29652214  
 
Locatelli, C. and Bellieni, C. V. (2018). "Sensorial saturation and neonatal pain: a review." J 
Matern Fetal Neonatal Med 31(23): 3209-3213. 
 
AIM: Sensorial saturation (SS) is an analgesic approach to babies' pain that includes three types of 
stimulations: oral sugar, massage and caregivers' voice. The aim of this review is to assess its 
efficacy. METHODS: We performed an analysis of scientific literature from 2001 to 2017, retrieving 
those clinical trials where SS had been compared with other analgesic treatments during 
procedural pain in babies. RESULTS: We retrieved 14 studies. Pain sources were heel-prick in nine, 
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eye examination and intramuscular shots in two each, and endotracheal aspiration in one. SS was 
the most effective treatment in all cases, except in endotracheal suctioning. No drawbacks were 
reported in any study using SS. CONCLUSION: SS is a safe and effective approach to neonatal pain 
due to heel-prick, more effective than oral sucrose or glucose in both term and preterm babies; it 
seems also effective in other types of acute procedural pain like eye examination or intramuscular 
injections, but more studies are needed to confirm these preliminary data. More studies are also 
needed to test SS efficacy for other procedures, and for older infants. 
https://www.ncbi.nlm.nih.gov/pubmed/28797190  
 
Madden, K., Liu, D. and Bruera, E. (2019). "Attitudes, Beliefs, and Practices of Pediatric 
Palliative Care Physicians Regarding the Use of Methadone in Children With Advanced 
Cancer." J Pain Symptom Manage 57(2): 260-265. 
 
CONTEXT: Methadone is a long-acting opioid known for its unique pharmacokinetic and 
pharmacodynamic properties. Most research on methadone in children is limited to its effect on 
the prolongation of the corrected QT (QTc) interval. OBJECTIVES: To better understand the 
attitudes, beliefs, and practices of pediatric palliative care physicians regarding the use of 
methadone in children with advanced cancer. METHODS: A survey was sent to the American 
Academy of Pediatrics Section of Hospice and Palliative Medicine LISTSERV. Information on 
demographics, dosing of methadone, and the use of electrocardiograms (ECGs) was collected. 
RESULTS: One-hundred and five respondents (91%) provide palliative care to children >/= 50% of 
the time, and a majority (81, 77%) prescribe methadone. Most (62, 77%) physicians were board 
certified in Hospice and Palliative Medicine, and most (39, 63%) certified via the direct pathway 
("grandfathering"). Most physicians (57, 70%) do not use loading doses of methadone. Board-
certified physicians trended toward decreasing methadone dose more (40% +/- 19%) than non-
board-certified physicians (28%, +/-20%) when changing from the oral to intravenous route (P = 
0.07). Respondents defined a QTc interval as "prolonged" (mean +/- SD) at 444 milliseconds (+/-68 
milliseconds). The percentage of patients receiving a baseline ECG was 65% (+/-33%). The most 
common reason for not performing a baseline ECG was that the patient was on hospice (13, 36%). 
CONCLUSIONS: There are consistent practices, attitudes, and beliefs of pediatric palliative care 
providers with regard to methadone. More education is needed on the accurate value of a 
prolonged QTc interval. 
https://www.ncbi.nlm.nih.gov/pubmed/30447383  
 
Madden, K., Magno Charone, M., Mills, S., Dibaj, S., Williams, J. L., Liu, D. and Bruera, E. 
(2019). "Systematic Symptom Reporting by Pediatric Palliative Care Patients with Cancer: A 
Preliminary Report." J Palliat Med, 10.1089/jpm.2018.0545. 
 
BACKGROUND: Systematic symptom assessment is not a standard of care in children with cancer. 
Many well-known symptom assessment tools are lengthy or difficult to integrate into a daily 
pediatric palliative care practice. We created a series of brief and simple questions to be 
systematically given to children and their caregivers. OBJECTIVE: The primary objective was to 
determine the percentage of eligible children and caregivers exposed to the questions that were 
able to complete the assessment. Secondary objectives included documenting the symptom 
burden at the time of consultation, evaluating the level of agreement in symptom reporting 
between children and caregivers, as well as between children/caregivers and the referring medical 
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team. DESIGN: A series of systematic questions were presented to all caregivers (if present) and 
children who were seven years of age or older at the time of initial consultation with pediatric 
palliative care. RESULTS: One hundred twenty-two consecutive children/caregiver dyads were 
given the survey. One hundred seven of 108 (99%) eligible caregivers and 83 of 97 (86%) eligible 
children completed the survey. Lack of appetite (child-72/83, 87%; caregiver-89/107, 83%) and 
pain (child-71/83, 86%; caregiver-86/107, 80%) were the most commonly reported symptoms. 
Caregivers reported irritability (p = 0.005) and nervousness (p < 0.001) more frequently than 
children. Referring medical teams significantly underdiagnosed psychological and other less 
clinically evident symptoms such as lack of appetite, fatigue, and sleep disturbance (p < 0.001). 
CONCLUSIONS: Our series of questions is easy to complete by children and caregivers. Systematic 
symptom assessment of children with cancer referred to palliative care should become a true 
standard of care. 
https://www.ncbi.nlm.nih.gov/pubmed/30759031  
 
Madden, K., Mills, S., Dibaj, S., Williams, J. L., Liu, D. and Bruera, E. (2018). "Methadone as 
the Initial Long-Acting Opioid in Children with Advanced Cancer." J Palliat Med 21(9): 1317-
1321. 
 
BACKGROUND: Methadone is an attractive medication for treating children with advanced cancer 
with pain as it is the only long-acting opioid available as a liquid. However, it is not frequently used 
due to concerns about potential toxicities and side effects. OBJECTIVE: Evaluate the efficacy and 
safety of methadone as the first long-acting opioid in children with advanced cancer. DESIGN: 
Retrospective chart review of 52 consecutive patients referred to Pediatric Supportive Care for pain 
management started on methadone as their first long-acting opioid. Data collected at baseline, 
follow-up visits #1 (F1) and #2 (F2) included child and parent-reported outcomes for various 
physical and psychological symptoms, opioid side effects and other clinical data. Symptoms were 
rated on a 0 (not at all) to 4 (a lot) scale. RESULTS: Pain (mean +/- standard deviation [SD]) scored 
by the child was 3.6 (+/-0.6)/4 at baseline and 1.8 (+/-1.1)/4 at F1 (p < 0.0001). Compared to 
baseline, pain scored by the child at F2 was 1.2 (+/-1.3)/4 (p < 0.0001). Pain scored by the parent 
was 3.5 (+/-0.7)/4 at baseline and 1.4 (+/-1.3)/4 at F1 (p < 0.0001). Compared to baseline, pain 
scored by the parent at F2 was 1.0 (+/-1.2)/4 (p < 0.0001). Thirty-three (70%) patients at F1 and 23 
(79%) patients at F2 did not need a change in dose of methadone. No cardiac arrhythmias or 
opioid neurotoxicity was observed. CONCLUSIONS: Initiation of methadone was effective and safe 
as the first long-acting opioid in children with pain. 
https://www.ncbi.nlm.nih.gov/pubmed/29664690  
 
Madden, K., Park, M., Liu, D. and Bruera, E. (2018). "Practices, Attitudes, and Beliefs of 
Palliative Care Physicians Regarding the Use of Methadone and Other Long-Acting Opioids 
in Children with Advanced Cancer." J Palliat Med 21(10): 1408-1413. 
 
BACKGROUND: Palliative care physicians often assist with pain management in children with 
cancer, but little is known about how they use long-acting opioids for chronic pain with these 
patients. OBJECTIVE: To determine the practices, attitudes, and beliefs of palliative care physicians 
toward the use of long-acting opioids in children with advanced cancer. DESIGN: An electronic 
survey was sent to all members of The American Academy of Pediatrics (AAP) Section of Hospice 
and Palliative Medicine (SOHPM) and those identified as physicians who provide palliative care to 
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children on the AAP SOHPM LISTSERV((R)). RESULTS: The response rate to the survey was 62% 
(116/188). A majority (66% [77/116]) of physicians are board certified in both pediatrics and 
hospice and palliative medicine. This represents 28% of all board-certified pediatric palliative care 
physicians. Most palliative care physicians report comfort in using long-acting opioids in children 
(84-94%), with the exception of long-acting hydromorphone (37%). Physicians perceived 
methadone as least costly (3%) but associated it with a higher perceived family resistance (51%). As 
compared with pediatric palliative care fellowship-trained physicians, nonpediatric fellowship-
trained physicians perceived titration of oxycodone ER and morphine ER to be easier (p = 0.06, p = 
0.07) and less likely to agree that the main reason for starting methadone is that the existing 
formulations of other long-acting opioids are unsuitable for children (p = 0.05). CONCLUSIONS: 
Most physicians who provide palliative care to children are comfortable using opioids but there is 
significant variation in the level of comfort with different opioids. This information will be helpful in 
developing targeted education for palliative care providers. 
https://www.ncbi.nlm.nih.gov/pubmed/29893627  
 
Mangat, A. K., Oei, J. L., Chen, K., Quah-Smith, I. and Schmolzer, G. M. (2018). "A Review of 
Non-Pharmacological Treatments for Pain Management in Newborn Infants." Children 
(Basel) 5(10). 
 
Pain is a major problem in sick newborn infants, especially for those needing intensive care. 
Pharmacological pain relief is the most commonly used, but might be ineffective and has side 
effects, including long-term neurodevelopmental sequelae. The effectiveness and safety of 
alternative analgesic methods are ambiguous. The objective was to review the effectiveness and 
safety of non-pharmacological methods of pain relief in newborn infants and to identify those that 
are the most effective. PubMed and Google Scholar were searched using the terms: "infant", 
"premature", "pain", "acupuncture", "skin-to-skin contact", "sucrose", "massage", "musical therapy" 
and 'breastfeeding'. We included 24 studies assessing different methods of non-pharmacological 
analgesic techniques. Most resulted in some degree of analgesia but many were ineffective and 
some were even detrimental. Sucrose, for example, was often ineffective but was more effective 
than music therapy, massage, breast milk (for extremely premature infants) or non-invasive 
electrical stimulation acupuncture. There were also conflicting results for acupuncture, skin-to-skin 
care and musical therapy. Most non-pharmacological methods of analgesia provide a modicum of 
relief for preterm infants, but none are completely effective and there is no clearly superior 
method. Study is also required to assess potential long-term consequences of any of these 
methods. 
https://www.ncbi.nlm.nih.gov/pubmed/30241352  
 
McCluggage, H. L. (2018). "Changing from continuous SC to transdermal clonidine to treat 
dystonia in a teenage boy with end-stage leucodystrophy." BMJ Support Palliat Care 8(4): 
433-435. 
 
This case report discusses the problems encountered with dystonia in a teenage boy with end-
stage calcifying leucodystrophy. It records the successful use of prolonged continuous 
subcutaneous clonidine and the change to thrice weekly transdermal clonidine. 
https://www.ncbi.nlm.nih.gov/pubmed/27852630  
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Mody, K., Kaur, S., Mauer, E. A., Gerber, L. M., Greenwald, B. M., Silver, G. and Traube, C. 
(2018). "Benzodiazepines and Development of Delirium in Critically Ill Children: Estimating 
the Causal Effect." Crit Care Med 46(9): 1486-1491. 
 
OBJECTIVES: Benzodiazepine use may be associated with delirium in critically ill children. However, 
benzodiazepines remain the first-line sedative choice in PICUs. Objectives were to determine the 
temporal relationship between administration of benzodiazepines and delirium development, 
control for time-varying covariates such as mechanical ventilation and opiates, and evaluate the 
association between dosage of benzodiazepines and subsequent delirium. DESIGN: Retrospective 
observational study. SETTING: Academic tertiary care PICU. PATIENTS: All consecutive admissions 
from January 2015 to June 2015. INTERVENTIONS: Retrospective assessment of benzodiazepine 
exposure in a population that had been prospectively screened for delirium. MEASUREMENTS AND 
MAIN RESULTS: All subjects were prospectively screened for delirium throughout their stay, using 
the Cornell Assessment for Pediatric Delirium, with daily cognitive status assigned as follows: 
delirium, coma, or normal. Multivariable mixed effects modeling determined predictors of delirium 
overall, followed by subgroup analysis to assess effect of benzodiazepines on subsequent 
development of delirium. Marginal structural modeling was used to create a pseudorandomized 
sample and control for time-dependent variables, obtaining an unbiased estimate of the 
relationship between benzodiazepines and next day delirium. The cumulative daily dosage of 
benzodiazepines was calculated to test for a dose-response relationship. Benzodiazepines were 
strongly associated with transition from normal cognitive status to delirium, more than 
quadrupling delirium rates (odds ratio, 4.4; CI, 1.7-11.1; p < 0.002). Marginal structural modeling 
demonstrated odds ratio 3.3 (CI, 1.4-7.8), after controlling for time-dependent confounding of 
cognitive status, mechanical ventilation, and opiates. With every one log increase in 
benzodiazepine dosage administered, there was a 43% increase in risk for delirium development. 
CONCLUSIONS: Benzodiazepines are an independent and modifiable risk factor for development 
of delirium in critically ill children, even after carefully controlling for time-dependent covariates, 
with a dose-response effect. This temporal relationship suggests causality between 
benzodiazepine exposure and pediatric delirium and supports limiting the use of benzodiazepines 
in critically ill children. 
https://www.ncbi.nlm.nih.gov/pubmed/29727363  
 
Oostendorp, L. J., Rajapakse, D., Kelly, P., Crocker, J., Dinsdale, A., Fraser, L. and Bluebond-
Langner, M. (2018). "Documentation of breakthrough pain in narrative clinical records of 
children with life-limiting conditions: Feasibility of a retrospective review." J Child Health 
Care, 10.1177/1367493518807312: 1367493518807312. 
 
This study explored the feasibility of generating reliable information on the frequency, nature and 
management of breakthrough pain (BTP) in children with life-limiting conditions and life-
threatening illnesses (LTIs) from narrative clinical records. In the absence of standardized ways for 
documenting BTP, we conducted a consensus exercise to develop a glossary of terms that could 
denote BTP in the records. Thirteen clinicians who contributed to the records reached consensus 
on 45 terms which could denote BTP, while emphasizing the importance of contextual information. 
The results of this approach together with guidance for improving the reliability of retrospective 
reviews informed a data extraction instrument. A pilot test of this instrument showed poor 
agreement between raters. Given the challenges encountered, we do not recommend a 
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retrospective review of BTP using narrative records. This study highlighted challenges of data 
extraction for complex symptoms such as BTP from narrative clinical records. For both clinical and 
research purposes, the recording of complex symptoms such as BTP would benefit from clear 
criteria for applying definitions, a more structured format and the inclusion of validated 
assessment tools. This study also showed the value of consensus exercises in improving 
understanding and interpretation of clinical notes within a service. 
https://www.ncbi.nlm.nih.gov/pubmed/30463428  
 
Pakseresht, M., Baraz, S., Rassouli, M., Rejeh, N., Rostami, S. and Mojen, L. K. (2018). "A 
Comparison of Symptom Management for Children with Cancer in Iran and in the Selected 
Countries: A Comparative Study." Indian J Palliat Care 24(4): 451-458. 
 
Aim: The aim of this study is to describe the experiences of other countries regarding the status of 
pediatric palliative care in the field of symptom management and to compare it with the current 
status in Iran to achieve an appropriate level of symptom management for children with cancer. 
Materials and Methods: This is a comparative study. The research population includes the palliative 
care systems of Jordan, England, Australia, and Canada, which were ultimately compared with 
Iran's palliative care system. Results: The results showed that in the leading countries in the field of 
palliative care, such as Australia and Canada, much effort has been made to improve palliative care 
and to expand its service coverage. In the UK, as a pioneer in the introduction of palliative care, a 
significant portion of clinical performance, education and research, is dedicated to childhood 
palliative care. Experts in this field and policymakers are also well aware of this fact. In developing 
countries, including Jordan, palliative care is considered a nascent specialty, facing many 
challenges. In Iran, there is still no plan for providing these services coherently even for adults. 
Conclusion: Children with cancer experience irritating symptoms during their lives and while they 
are hospitalized. Regarding the fact that symptom management in developed countries is carried 
out based on specific and documented guidelines, using the experiences of these successful 
countries and applying them as an operational model can be useful for developing countries such 
as Iran. 
https://www.ncbi.nlm.nih.gov/pubmed/30410257  
Perez-Aranda, A., Hofmann, J., Feliu-Soler, A., Ramirez-Maestre, C., Andres-Rodriguez, L., 
Ruch, W. and Luciano, J. V. (2019). "Laughing away the pain: A narrative review of humour, 
sense of humour and pain." Eur J Pain 23(2): 220-233. 
 
BACKGROUND AND OBJECTIVE: The link between humour and sense of humour with pain has 
been a topic of research for decades. The purpose of the present article was to review the different 
studies that have been conducted to date on the association between humour and sense of 
humour with pain. DATABASES AND DATA TREATMENT: The literature search was conducted using 
the PubMed, Science Direct and ProQuest databases. Forty-one studies were reviewed, and the 
results are summarized and structured into three sections: experimental pain, chronic pain and 
pain in children. RESULTS: For experimental pain, the findings support the idea that humorous 
distractions, such as watching a comedy clip, increase pain tolerance, although most of the studies 
indicate that other non-humorous distractions produce similar effects. Regarding chronic pain, 
humour has been studied as a way of coping with pain and the emotional distress produced by 
chronic pain conditions. The results of correlational studies show significant associations between 
the use of humour and main variables such as anxiety and catastrophizing. Finally, concerning pain 
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in children, similar findings to those described for the previous sections have been reported, with a 
notable presence of studies on clinic clown interventions, which promote emotional well-being 
among children and their parents, although their effectiveness in pain reduction is controversial. 
CONCLUSIONS: The study of the link between humour and pain is still on an early stage, and 
overcoming the limitations of previous studies is required to strengthen the promising results that 
have been observed up to date. SIGNIFICANCE: This review summarizes all main findings regarding 
humour, sense of humour and pain up until the first half of 2018 and offers a list of aspects to be 
considered in further studies regarding the link of humour and pain to contribute to a more 
systematic research. 
https://www.ncbi.nlm.nih.gov/pubmed/30176100  
 
Perroteau, A., Nanquette, M. C., Rousseau, A., Renolleau, S., Berard, L., Mitanchez, D. and 
Leblanc, J. (2018). "Efficacy of facilitated tucking combined with non-nutritive sucking on 
very preterm infants' pain during the heel-stick procedure: A randomized controlled trial." 
Int J Nurs Stud 86: 29-35. 
 
BACKGROUND: Reducing acute pain in premature infants during neonatal care improves their 
neurophysiological development. The use of pharmacological and non-pharmacological analgesia, 
such as sucrose, is limited per day, particularly for very preterm infants. Thus, the usual practice of 
non-nutritive sucking is often used alone. Facilitated tucking could be an additional strategy to 
non-nutritive sucking for reducing pain. To the best of our knowledge, no randomized trial has 
compared the combination of facilitated tucking and non-nutritive sucking to non-nutritive 
sucking alone. OBJECTIVES: To compare the efficacy of facilitated tucking in combination with non-
nutritive sucking (intervention group) to non-nutritive sucking alone (control group) in reducing 
pain during the heel-stick procedure in very preterm infants. DESIGN: Prospective, randomized 
controlled trial. SETTINGS: Level III and II neonatal care units, including the neurosensory care 
management program. METHODS: Very preterm infants (gestational age between 28 and 32 
weeks) were randomly assigned by a computer programme to the intervention or control group 
during a heel-stick procedure within the first 48h of life. In both groups, infants were placed in an 
asymmetric position on a cushion; noise and light were limited following routine care. A heel-stick 
was performed first in the care sequence. In the intervention group, facilitated tucking was 
performed by a nurse or nursing assistant. The procedure was video recorded from 15s (T-15s) 
before the procedure until three minutes (T+3min) after the end of the procedure. Pain was blindly 
assessed by two independent specialist nurses. The primary outcome was the pain score evaluated 
15s before the procedure and 30s immediately after by the premature infant pain profile (PIPP) 
scale. The secondary outcome was the pain score evaluated between T-15s and T+3min by the 
DAN scale (a French acronym for the acute pain of a newborn). RESULTS: Sixty infants were 
included (30 in each group). The PIPP pain scores did not differ between the intervention group 
(median: 8.0; interquartile range (IQR): 6.0-12.0) and the control group (median: 9.5; IQR: 7.0-13.0, 
p=0.32). Pain assessed by the DAN scale at T+3min was lower in the intervention group than in the 
control group (median: 0.3; IQR: 0.0-1.0 and 2.0; IQR: 0.5-3.0, respectively, p=0.001). 
CONCLUSIONS: The combined use of facilitated tucking and non-nutritive sucking did not 
significantly alleviate pain during the heel-stick procedure. However, the addition of facilitated 
tucking facilitated faster pain recovery following the heel-stick procedure. 
https://www.ncbi.nlm.nih.gov/pubmed/29960105  
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Pieper, L., Wager, J. and Zernikow, B. (2018). "Intranasal fentanyl for respiratory distress in 
children and adolescents with life-limiting conditions." BMC Palliat Care 17(1): 106. 
 
BACKGROUND: Respiratory distress is one of the most common and frightening symptoms of 
children with life-limiting conditions. Because treatment of the underlying cause is frequently 
impossible or insufficient, in many children, symptomatic treatment is warranted. The purpose of 
this study was to describe the circumstances of the use of intranasal fentanyl in an acute attack of 
respiratory distress (AARD) in children receiving palliative care, as well as to describe outcomes and 
adverse events after its use. METHODS: Children and adolescents treated in a pediatric palliative 
unit or attended by a specialized home care team between 2010 and 2016 were included in this 
study. A retrospective chart review was conducted of those who were treated with intranasal 
fentanyl for an AARD. RESULTS: During the study period 16 children (0.5-18.6 years) with various 
life-limiting conditions were treated with intranasal fentanyl for AARD. In total, 70 AARDs were 
analyzed. In 74% of all AARDs, a single dose of intranasal fentanyl was used. Frequent causes for 
an AARD were excessive secretions and acute respiratory infection. The median starting dose of 
intranasal fentanyl was 1.5 mug/kg body weight. Labored breathing (96%), tachypnea (79%) and 
related suffering (97%) improved after treatment. An adverse event occurred in one child. 
CONCLUSIONS: Intranasal fentanyl may be a safe and effective medication for the treatment of 
acute attacks of respiratory distress in children with life-limiting conditions. However, prospective 
studies with larger sample sizes and a control group are needed to validate these findings. 
https://www.ncbi.nlm.nih.gov/pubmed/30200942  
 
Riquelme, I., Pades Jimenez, A. and Montoya, P. (2018). "Parents and Physiotherapists 
Recognition of Non-Verbal Communication of Pain in Individuals with Cerebral Palsy." 
Health Commun 33(12): 1448-1453. 
 
Pain assessment is difficult in individuals with cerebral palsy (CP). This is of particular relevance in 
children with communication difficulties, when non-verbal pain behaviors could be essential for 
appropriate pain recognition. Parents are considered good proxies in the recognition of pain in 
their children; however, health professionals also need a good understanding of their patients' 
pain experience. This study aims at analyzing the agreement between parents' and 
physiotherapists' assessments of verbal and non-verbal pain behaviors in individuals with CP. A 
written survey about pain characteristics and non-verbal pain expression of 96 persons with CP (45 
classified as communicative, and 51 as non-communicative individuals) was performed. Parents 
and physiotherapists displayed a high agreement in their estimations of the presence of chronic 
pain, healthcare seeking, pain intensity and pain interference, as well as in non-verbal pain 
behaviors. Physiotherapists and parents can recognize pain behaviors in individuals with CP 
regardless of communication disabilities. 
https://www.ncbi.nlm.nih.gov/pubmed/28850264  
 
Splinter, W. (2019). "Novel Approaches for Treating Pain in Children." Curr Oncol Rep 21(2): 
11. 
 
PURPOSE OF REVIEW: Good pain management in children, especially those at end of life, is a 
crucial component of palliative medicine. The current review assesses some of the new and/or 
innovative ways to manage pain in children. The article focuses on some recent 
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medications/pharmaceutical options such as cannabinoids and also innovative ways to administer 
medication to children, such as intranasal and inhalation. RECENT FINDINGS: Current approaches 
to pain management now include (1) new uses of old drugs such as ketamine and lidocaine, (2) 
use of new drugs/medications such as cannabinoids, and (3) creative use of old technology such as 
atomizers, intranasal drops, and inhalation. Typically, novel approaches to care rarely start in 
pediatrics or palliative care. The current review has presented some new and old drugs being 
utilized in new and old ways. 
https://www.ncbi.nlm.nih.gov/pubmed/30714078  
 
Tatterton, M. J. and Walker, C. (2019). "The Prevalence of Non-prescription Cannabinoid-
Based Medicines in British Children's Hospices: Results of a National Survey." J Palliat Med, 
10.1089/jpm.2018.0522. 
 
BACKGROUND: Almost 50,000 children and young people are affected by life-limiting conditions 
in the United Kingdom, around a third of which use children's hospices. Anecdotal evidence 
suggests that cannabinoid-based medicines (CBMs), specifically cannabis oil (CO), are being used 
by families with increasing frequency to manage distressing symptoms. The use of most non-
prescription CBMs in the United Kingdom remains illegal. OBJECTIVE: The objective of the study 
was to identify the prevalence of CO use by families who use children's hospices in the United 
Kingdom, and the approaches taken by those services to manage it. DESIGN: An electronic survey 
was sent to each of the 54 children's hospices in the United Kingdom between May and July 2018, 
comprising 10 questions. RESULTS: Forty children's hospices from across the four countries of the 
United Kingdom responded to the survey, representing 74% of British children's hospices. About 
87.5% of hospices knew of children who use CO therapeutically. Sixty-nine percent of those 
hospices have received requests to administer CO during an episode of care. Approaches by 
organizations around CO management varied across the sectors, including arrangements for 
storage, administration, and recording of its use. Hospices highlighted how the lack of available 
guidance made decision making more challenging. Only a third of responding organizations 
routinely questioned families about the use of cannabis when prescribing medicines. 
CONCLUSION: CO is used extensively by children who use children's hospices. Despite recognizing 
the use of CO, many hospices are unable to support it. There is a need for clear guidelines on how 
hospices should approach the care needs of children, allowing hospices to meet the needs of 
children who use CO, and families in a safe, consistent, and relevant way, safeguarding all children, 
families, and professionals within the organization. 
https://www.ncbi.nlm.nih.gov/pubmed/30715962  
 
Tekgunduz, K. S., Polat, S., Gurol, A. and Apay, S. E. (2019). "Oral Glucose and Listening to 
Lullaby to Decrease Pain in Preterm Infants Supported with NCPAP: A Randomized 
Controlled Trial." Pain Manag Nurs 20(1): 54-61. 
 
BACKGROUND: Preterm infants spend the early days of their lives in neonatal intensive care units, 
where they undergo many minor painful procedures. There are many nonpharmacologic methods 
that can effectively reduce the pain response of neonates who undergo routine procedures. AIMS: 
This study aimed to investigate whether oral glucose and listening to lullabies could bring pain 
relief during the removal and reinsertion of the tracheal tube and also oronasopharyngeal 
suctioning in premature infants to whom nasal continuous positive airway pressure was applied. 
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DESIGN: A double-blind, randomized controlled trial. SETTING: This study was conducted in the 
neonatal intensive care unit in the tertiary setting between November 2012 and September 2013. 
PARTICIPANTS/SUBJECTS: A total of 106 preterm infants were divided into three groups, including 
37 infants in the control group, 35 infants in the lullaby group, and 34 infants in the glucose group. 
METHODS: All preterm infants were randomly assigned to either the intervention groups or the 
control group. Pain responses were assessed using the Neonatal Infant Pain Scale and the 
Premature Infant Pain Profile. RESULTS: An assessment of the pain severity of the preterm infants 
after the intervention indicated that the preterm infants in the lullaby and glucose groups had 
lower pain, whereas the preterm infants in the control group experienced more pain (p < .05). 
CONCLUSION: The findings suggest that pain could be reduced significantly in preterm infants 
after the suggested intervention, although further studies are required to identify the benefits of 
lullabies or glucose in infants during other painful procedures. 
https://www.ncbi.nlm.nih.gov/pubmed/29776872  
 
Treister-Goltzman, Y., Freud, T., Press, Y. and Peleg, R. (2018). "Trends in Publications on 
Medical Cannabis from the Year 2000." Popul Health Manag, 10.1089/pop.2018.0113. 
 
Widespread use of cannabis as a drug and passage of legislation on its use should lead to an 
increase in the number of scientific publications on cannabis. The aim of this study was to compare 
trends in scientific publication for papers on medical cannabis, papers on cannabis in general, and 
all papers between the years 2000 and 2017. A search of PubMed and Web of Science was 
conducted. The overall number of scientific publications in PubMed increased 2.5-fold. In contrast, 
the number of publications on cannabis increased 4.5-fold and the number of publications on 
medical cannabis increased almost 9-fold. The number of publications on medical cannabis in Web 
of science increased even more (10-fold). The most significant number of publications was in the 
field of psychiatry. In the fields of neurology and cancer treatment there was a significant increase 
in the years 2011-2013. There was a rise in the number of publications on children and the elderly 
after 2013. The specific indications with the largest number of publications were HIV (261), chronic 
pain (179), multiple sclerosis (118), nausea and vomiting (102), and epilepsy (88). More than half of 
the publications on medical cannabis originated from the United States, followed by Canada. More 
than 66% of the publications were original studies. The spike in the number of scientific 
publications on medical cannabis since 2013 is encouraging. In light of this trend the authors 
expect an even greater increase in the number of publications in this area in coming years. 
https://www.ncbi.nlm.nih.gov/pubmed/30300079  
 
Wheless, J. W., Gienapp, A. J. and Ryvlin, P. (2018). "Vagus nerve stimulation (VNS) therapy 
update." Epilepsy Behav 88s: 2-10. 
 
Epilepsy affects millions of people worldwide. Approximately one-third have pharmacoresistant 
epilepsy, and of these, the majority are not candidates for epilepsy surgery. Vagus nerve 
stimulation (VNS) therapy has been an option to treat pharmacoresistant seizures for 30years. In 
this update, we will review the clinical data that support the device's efficacy in children, 
adolescents, and adults. We will also review its side-effect profile, quality of life and cost benefits, 
and the impact the device has on sudden unexpected death in epilepsy (SUDEP). We will then 
discuss candidate selection and provide guidance on dosing and future models. Vagus nerve 
stimulation therapy is an effective treatment for many seizure types and epilepsy syndromes with a 
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predictable and benign side-effect profile that supports its role as the most commonly prescribed 
device to treat pharmacoresistant epilepsy. "This article is part of the Supplement issue 
Neurostimulation for Epilepsy." 
https://www.ncbi.nlm.nih.gov/pubmed/30017839  
 
Ye, Z. J., Zhang, Z., Liang, M. Z., Liu, X. X., Sun, Z., Zhao, J. J., Hu, G. Y. and Yu, Y. L. (2019). 
"Symptoms and management of children with incurable cancer in mainland China." Eur J 
Oncol Nurs 38: 42-49. 
 
PURPOSE: This study was designed to report information regarding symptomology of incurable 
pediatric cancer to promote proactive medicine and support for children and their families in the 
palliative phase in Mainland China. METHOD: A multi-center retrospective cohort study including 
205 children who died from incurable cancer between June 2008 and September 2013 were 
analyzed. RESULTS: An incurable diagnosis was confirmed between 0 and 1726 (median, 279) days 
from initial diagnosis with death occurring between 1 and 239(median, 83) days. The most 
frequent symptoms were fatigue (93.7%), pain (87.3%), and poor appetite (76.1%). The earliest 
symptoms were pain and fatigue. Children with leukemia and lymphoma also complained early of 
nausea/vomiting, and children with solid tumors complained early of disturbed sleep. Later in the 
palliative phase, altered consciousness and seizures were found in children with central nervous 
system tumors and solid tumors, while children with leukemia and lymphoma were found to have 
fever, diarrhea, and bleeding. However, these symptoms only persisted for a short time. DNR 
discussions were held in 89 cases (43.4%) at a median of 37 (range, 4-178) days before death. A 
total of 154 patients (75.1%) died at home and 51 patients (24.9%) in the hospital. CONCLUSIONS: 
This study provides new knowledge about symptomology to health care professionals and parents 
of children in Mainland China. Given our results, an improved alternative care plan should be 
developed and implemented earlier to facilitate end-of-life planning. 
https://www.ncbi.nlm.nih.gov/pubmed/30717935  
 
Zylla, D., Steele, G., Eklund, J., Mettner, J. and Arneson, T. (2018). "Oncology Clinicians and 
the Minnesota Medical Cannabis Program: A Survey on Medical Cannabis Practice Patterns, 
Barriers to Enrollment, and Educational Needs." Cannabis Cannabinoid Res 3(1): 195-202. 
 
Background: Medical cannabis has been available in the State of Minnesota since July 2015 
through the Minnesota Medical Cannabis Program (MMCP). Objectives: Our study aimed to 
delineate oncology providers' views on medical cannabis, identify barriers to patient enrollment, 
and assess clinicians' interest in a clinical trial of medical cannabis in patients with stage IV cancer. 
Methods: From June to August 2017, we distributed a 14-question survey to Minnesota oncology 
physicians, advanced practice nurses, and physician assistants who care for adults and children 
with cancer. Descriptive analyses for each question were provided for all survey respondents. 
Results: Of the 529 eligible survey participants, 153 (29%) responded to our survey; 68 respondents 
were registered with the MMCP. Most identified themselves as a medical oncologist or medical 
oncology nurse practitioner/physician assistant (n=125, 82%), and most practiced in a community 
setting (n=102, 67%). Overall, 65% of respondents supported the use of medical cannabis. 
Perceived cost and inadequate research were the highest barriers to MMCP patient enrollment. 
The lowest barriers included lack of health group support for allowing certification of patients and 
risk of social stigma. Of all respondents, 36% lacked confidence in discussing the risks and benefits 
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of medical cannabis, and 85% wanted more education. Conclusions: Although support for cannabis 
use in the cancer setting is growing, significant barriers remain. This study illustrates a clear need 
to give clinicians both data and education to guide their discussions about the benefits, risks, and 
cost considerations of using medical cannabis for cancer-related symptoms. 
https://www.ncbi.nlm.nih.gov/pubmed/30426072  
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Psychosocial and Family issues 

 
Adam, S., Coetzee, M. and Honey, E. M. (2018). "Pena-Shokeir syndrome: current 
management strategies and palliative care." Appl Clin Genet 11: 111-120. 
 
Pena-Shokeir syndrome (PSS) type 1, also known as fetal akinesia deformation sequence, is a rare 
genetic syndrome that almost always results in intrauterine or early neonatal death. It is 
characterized by markedly decreased fetal movements, intrauterine growth restriction, joint 
contractures, short umbilical cord, and features of pulmonary hypoplasia. Antenatal diagnosis can 
be difficult. Ultrasound features are varied and may overlap with those of Trisomy 18. The poor 
prognosis of PSS is due to pulmonary hypoplasia, which is an important feature that distinguishes 
PSS from arthrogryposis multiplex congenital without pulmonary hypoplasia, which has a better 
prognosis. If diagnosed in the antenatal period, a late termination of pregnancy can be considered 
following ethical discussion (if the law allows). In most cases, a diagnosis is only made in the 
neonatal period. Parents of a baby affected with PSS require detailed counseling that includes 
information on the imprecise recurrence risks and a plan for subsequent pregnancies. 
https://www.ncbi.nlm.nih.gov/pubmed/30498368  
 
Andriessen, K., Hadzi-Pavlovic, D., Draper, B., Dudley, M. and Mitchell, P. B. (2018). "The 
adolescent grief inventory: Development of a novel grief measurement." J Affect Disord 
240: 203-211. 
 
BACKGROUND: To develop an empirically derived, reliable and valid measure of grief in 
adolescents, aged 12-18 years old. METHODS: An online survey comprising 59 items derived from 
a qualitative study of 39 bereaved adolescents, the Hogan Inventory of Bereavement Children and 
Adolescents (HIB), the Depression, Anxiety and Stress Scales (DASS-21), the Multidimensional Scale 
of Perceived Social Support (MSPSS), and a series of death- and mental health-related questions, 
targeted adolescents bereaved when aged 12-18 years, with 176 adolescents (80.6% girls) 
completing the survey. RESULTS: Factor Analysis of the 59-items resulted in a final solution, the 
Adolescent Grief Inventory (AGI) comprised of 40 items and 6 factors: Sadness, Self-blame, Anxiety 
and Self-harm, Shock, Anger and Betrayal, and Sense of Peace, with indices of good fit 
(RMSEA=0.057, CFI=0.952, TLI=0.948). There was strong evidence of convergent (HIB) and 
divergent (MSPSS) validity. Adolescents bereaved by suicide scored higher on Self-blame, Anger 
and Betrayal while those with a history of suicidal behaviour or having a mental health diagnosis 
scored higher overall than those who had not. LIMITATIONS: Study limitations include the self-
selected, mostly female, sample, a high proportion of participants with a mental health and self-
harm history, and reliance on self-reported data. CONCLUSIONS: The AGI is a novel, 
comprehensive and valid measure of grief in adolescents. It can be used broadly, including with 
bereaved adolescents at-risk of mental health ramifications. 
https://www.ncbi.nlm.nih.gov/pubmed/30077916 
 
Barwise, A., Jaramillo, C., Novotny, P., Wieland, M. L., Thongprayoon, C., Gajic, O. and 
Wilson, M. E. (2018). "Differences in Code Status and End-of-Life Decision Making in 
Patients With Limited English Proficiency in the Intensive Care Unit." Mayo Clin Proc 93(9): 
1271-1281. 
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OBJECTIVE: To determine whether code status, advance directives, and decisions to limit life 
support were different for patients with limited English proficiency (LEP) in the intensive care unit 
(ICU) as compared with patients whose primary language was English. PATIENTS AND METHODS: 
We conducted a retrospective cohort study in adult patients admitted to 7 ICUs in a single tertiary 
academic medical center from May 31, 2011, through June 1, 2014. RESULTS: Of the 27,523 
patients admitted to the ICU, 779 (2.8%) had LEP. When adjusted for severity of illness, sex, 
education level, and insurance status, patients with LEP were less likely to change their code status 
from full code to do not resuscitate during ICU admission (odds ratio [OR], 0.62; 95% CI, 0.46-0.82; 
P<.001) and took 3.8 days (95% CI, 1.9-5.6 days; P<.001) longer to change to do not resuscitate. 
Patients with LEP who died in the ICU were less likely to receive a comfort measures order set (OR, 
0.38; 95% CI, 0.16-0.91; P=.03) and took 19.1 days (95% CI, 13.2-25.1 days; P<.001) longer to 
transition to comfort measures only. Patients with LEP were less likely to have an advance directive 
(OR, 0.23; 95% CI, 0.18-0.29; P<.001), more likely to receive mechanical ventilation (OR, 1.26; 95% 
CI, 1.07-1.48; P=.005), and more likely to have restraints used (OR, 1.36; 95% CI, 1.11-1.65; P=.003). 
The hospital length of stay was 2.7 days longer for patients with LEP. Additional adjustment for 
religion, race, and age yielded similar results. CONCLUSION: There are important differences in 
end-of-life care and decision making for patients with LEP. 
https://www.ncbi.nlm.nih.gov/pubmed/30100192  
 
Beecham, E., Langner, R., Hargrave, D. and Bluebond-Langner, M. (2019). "Children's and 
Parents' Conceptualization of Quality of Life in Children With Brain Tumors: A Meta-
Ethnographic Exploration." Qual Health Res 29(1): 55-68. 
 
The concept of quality of life (QoL) is used in consultations to plan the care and treatment of 
children and young people (CYP) with brain tumors (BTs). The way in which CYP, their parents, and 
their health care professionals (HCP) each understand the term has not been adequately 
investigated. This study aimed to review the current qualitative research on CYP, parents' and 
clinicians' concepts of QoL for CYP with BTs using meta-ethnography. Six studies were found, 
which reflected on the concept of QoL in CYP with BTs; all explored the CYP's perspective and one 
study also touched upon parents' concept. A conceptual model is presented. Normalcy (a "new 
normal") was found to be the key element in the concept. This study calls for a conception of QoL, 
which foregrounds normalcy over the more common health-related quality of life (HRQoL) and the 
need to understand the concept from all perspectives and accommodate change over time. 
https://www.ncbi.nlm.nih.gov/pubmed/30043679  
 
Bennett, R. A. and LeBaron, V. T. (2019). "Parental Perspectives on Roles in End-of-Life 
Decision Making in the Pediatric Intensive Care Unit: An Integrative Review." J Pediatr Nurs 
46: 18-25. 
 
PROBLEM: Little is known about how parents perceive their role or the role of health care providers 
(HCPs) during end-of-life decision making (EOL DM) in the context of the pediatric intensive care 
unit (PICU). ELIGIBILITY CRITERIA: The authors searched CINAHL, PubMed, Ovid Medline, Web of 
Science, Social Science Database, PsycINFO, and Google scholar for English language studies 
performed in the United States related to parental perception of parental or HCP roles in EOL DM 
in the PICU since 2008. SAMPLE: Eleven studies of parents and health care providers (HCPs) of 
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critically ill children in the PICU and/or receiving inpatient pediatric palliative care, and bereaved 
parents of PICU patients. RESULTS: Most parents reported belief that EOL DM is within the domain 
of parental role, a minority felt it was a physician's responsibility. Parental EOL DM is rooted more 
firmly in emotion and perception and a desire to be a 'good parent' to a child at EOL in the way 
they see fit than HCP recommendations or 'medical facts'. Parents need HCPs to treat them as 
allies, communicate well, and be trustworthy. CONCLUSIONS: Role conflict may exist between 
parents and HCPs who are prioritizing different attributes of the parental role. The role of the nurse 
in support of parental role in the PICU is not well-elucidated in the extant literature. 
IMPLICATIONS: Future research should focus on what parents need from HCPs, especially nurses, 
to support their parental role, and factors that facilitate the development of trust and good 
communication. 
https://www.ncbi.nlm.nih.gov/pubmed/30831448 
 
Bouychou, M. (2019). "[A pregnancy after perinatal bereavement]." Soins Pediatr Pueric 
40(306): 35-37. 
 
A pregnancy following a perinatal bereavement has a rather particular dimension to it. It requires 
attentive support and monitoring in order to enable the future baby to take its place within the 
family. An interview with Marie-Jose Soubieux, child psychiatrist and psychoanalyst. 
https://www.ncbi.nlm.nih.gov/pubmed/30661780  
 
 
Butler, A. E., Hall, H. and Copnell, B. (2018). "Bereaved parents' experiences of research 
participation." BMC Palliat Care 17(1): 122. 
 
BACKGROUND: As understandings of the impacts of end-of-life experiences on parents' grief and 
bereavement increase, so too does the inclusion of bereaved parents into research studies 
exploring these experiences. However, designing and obtaining approval for these studies can be 
difficult, as guidance derived from bereaved parents' experiences of the research process are 
limited within the current literature. METHODS: We aimed to explore bereaved parents' 
experiences of research participation in a larger grounded theory study exploring experiences of 
the death of a child in the paediatric intensive care unit. Data were obtained during follow-up 
phone calls made to 19 bereaved parents, five of whom provided data from their spouse, 1 week 
after their participation in the study. Participants were asked to reflect on their experiences of 
research participation, with a focus on recruitment methods, timing of research contact, and the 
location of their interview. Parents' responses were analysed using descriptive content analysis. 
RESULTS: Our findings demonstrate that despite being emotionally difficult, parents' overall 
experiences of research participation were positive. Parents preferred to be contacted initially via a 
letter, with an opt in approach viewed most favourably. Most commonly, participants preferred 
that research contact occurred within 12-24 months after their child's death, with some suggesting 
contact after 6 months was also appropriate. Parents also preferred research interviews conducted 
in their own homes, though flexibility and parental choice was crucial. CONCLUSIONS: Findings 
from this study offer further insight to researchers and research review committees, to help ensure 
that future studies are conducted in a way that best meets the unique needs of bereaved parents 
participating in research. 
https://www.ncbi.nlm.nih.gov/pubmed/30404631  
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Buxton, D. and Vest, T. R. (2018). "Social Media Consequences of Pediatric Death." Child 
Adolesc Psychiatr Clin N Am 27(4): 599-605. 
 
Social media is an important access point for engagement of children and adolescents. For 
individuals with a life-limiting illness or serving as the caregiver for an ill child, social media can be 
a helpful outlet for support and information gathering. It has democratized the process of being 
remembered through providing an ongoing account of thoughts, pictures, and videos that 
theoretically live on forever via a digital legacy. Providers should be familiar with how this new 
generation uses social media during their illness, after death, and in the bereavement process. 
https://www.ncbi.nlm.nih.gov/pubmed/30219221  
 
Cantwell-Bartl, A. (2018). "Grief and coping of parents whose child has a constant life-
threatening disability, hypoplastic left heart syndrome with reference to the Dual-Process 
Model." Death Stud 42(9): 569-578. 
 
This paper reports on a study that examined the grief and coping of 29 parents whose child has 
hypoplastic left heart syndrome using the Dual Process Model. The study employed a secondary 
thematic analysis of interviews at key times of treatment and recovery for the child. After the 
diagnosis, parents experienced intense loss (LO), but focused upon restoration-orientated tasks 
(RO) to support their child. Over time, most parents employed a healthy oscillation between LO 
coping and RO coping, with waves of grief and with some grieving suppressed. There are some 
specific grief and coping and gender patterns employed by parents. 
https://www.ncbi.nlm.nih.gov/pubmed/29338622  
 
Chocarro, L., Gonzalez, P., Moreno, A., Barcelo, M. and Martino, R. (2019). "A grounded 
theory study of the perceptions and meanings associated with gastrostomies among parents 
of children with palliative needs." Int J Palliat Nurs 25(1): 19-28. 
 
BACKGROUND: There is few literature on the difficulties and different meanings of gastrostomy 
tubes (GST) for parents of children with palliative needs, and what specific palliative care teams 
contribute to this process. AIM: To explore the process of information in the decision of 
performing a gastrostomy and the meanings that parents of children with palliative needs build 
around them. DESIGN: Semi-structured interviews which were transcribed and analysed using 
Grounded Theory. SETTING/PARTICIPANTS: Parents and caretakers of children admitted in 
Paediatric Palliative Care Unit of Madrid Autonomous Community (Spain) whose children bore a 
gastrostomy device. RESULTS: Two core categories arise ('Fight' and 'The child as a life-meaning 
generator'). In all the cases, the child supplied the meaning to go on, and the Palliative Care Unit 
(CPU) helped in the daily care of the child and solving problems derived from the handling of the 
GT. CONCLUSIONS: It is necessary to improve the process of giving bad news and to introduce 
models of health care that focus on parents and child as the center of palliative care. It is also 
necessary to develop educational programs that enable continuity of care at home for children 
with palliative needs. 
https://www.ncbi.nlm.nih.gov/pubmed/30676157  
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Clancy, S. and Lord, B. (2018). "Making Meaning After the Death of a Child." Child Adolesc 
Psychiatr Clin N Am 27(4): xv-xxiv. 
 
Two bereaved mothers recount how they made meaning after the deaths of their children, 
recounting how opportunities to tell their stories in medical settings enabled them to construct 
narratives that promoted resilience and a sense of control. Pediatric palliative care can be 
conceived as opening space for patients and guardians to tell their stories outside of the specifics 
of illness, so medical teams can work to accommodate families' values and goals, thereby initiating 
the process of meaning making. Viewing videos of parent stories enables medical trainees to 
enhance their communications skills, empathy, and compassion. 
https://www.ncbi.nlm.nih.gov/pubmed/30219225 
 
Cordier, G. (2019). "[Perinatal bereavement and support for siblings]." Soins Pediatr Pueric 
40(306): 32-34. 
 
When the premature death of a baby occurs in a family, brothers and sisters need support. Their 
silence, their absence of questions or reactions must set off alarm bells. The parents, beyond their 
own bereavement, have a key role to play in enabling their children to integrate this loss into their 
lives. 
https://www.ncbi.nlm.nih.gov/pubmed/30661779 
 
Courtney, E., Kiernan, G., Guerin, S., Ryan, K. and McQuillan, R. (2018). "Mothers' 
perspectives of the experience and impact of caring for their child with a life-limiting 
neurodevelopmental disability." Child Care Health Dev 44(5): 704-710. 
 
BACKGROUND: This study explored mothers' perspectives of the experiences and impact on 
themselves and their family when their child has a life-limiting neurodevelopmental disability. 
METHODS: Twelve mothers were interviewed and topics included mothers' experiences of caring, 
the impact on themselves and their family of care provision, and the management of day-to-day 
life. Data were analysed using thematic analysis. RESULTS: Four themes were identified. "Starting 
Out" relates to mothers' experiences of the birth of their child and the aftermath. "Keeping the 
Show on the Road" describes the strategies families employ to manage life day to day and the 
resources they use. "Shouldering the Burden" describes the range of physical, psychological, and 
social consequences of the situation for mothers and the family. "The Bigger Picture" relates to the 
world outside the family and how this is navigated. CONCLUSIONS: Findings suggest mothers' 
overall experiences are characterized by a constant struggle, with evidence of negative impacts on 
family life, though there is also evidence of resilience and coping. Implications regarding the 
provision of services are discussed. 
https://www.ncbi.nlm.nih.gov/pubmed/29938823 
 
Doumit, M. A. A., Rahi, A. C., Saab, R. and Majdalani, M. (2019). "Spirituality among parents 
of children with cancer in a Middle Eastern country." Eur J Oncol Nurs 39: 21-27. 
 
PURPOSE: Family caregivers of children with cancer face emotional, psychological, and spiritual 
challenges coping with their child's illness. For ensuring comprehensive multidisciplinary pediatric 
care, there is a need to understand and define what spirituality means for them in relation to their 
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child's illness. The purpose of this study is to understand the meaning of spirituality for parents of 
cancer patients in Lebanon. METHODS: This qualitative study followed the Heideggerian 
interpretive phenomenological method. Through purposeful sampling, 11 parents (mother or 
father) of children with cancer receiving treatment at a tertiary care center in Beirut, Lebanon were 
interviewed. Data were analyzed following the hermeneutical process as described by Diekelmann 
and Ironside (1998). RESULTS: A constitutive pattern and overarching theme, "spirituality is a two-
level relationship. It is a relation with God and with people. It is the act of receiving and giving 
back" and five major themes emerged from the data. These were "Being there for me; " 
"Connectedness with other parents is a blessing and a torment; " "The power of knowing; " 
"Communication with Unknown" and "Spirituality is not religiosity". CONCLUSION: Lebanese 
parents of children with cancer defined the elements of their own spirituality. Relational aspects 
dominated and communication was an important factor. IMPLICATIONS FOR PRACTICE: This is the 
first study in the Middle East to address the meaning of spirituality in this population, and would 
pave the way for a customized palliative care program and integrative approach to patient care. 
https://www.ncbi.nlm.nih.gov/pubmed/30850134  
 
Dutta, O., Tan-Ho, G., Choo, P. Y. and Ho, A. H. Y. (2018). "Lived experience of a child's 
chronic illness and death: A qualitative systematic review of the parental bereavement 
trajectory." Death Stud, 10.1080/07481187.2018.1503621: 1-15. 
 
To understand the lived experience of parents who have lost their child to a chronic life-limiting 
condition, six major databases were searched by adhering to the Preferred Reporting Items for 
Systematic Review and Meta-Analyses guidelines. Articles were screened for appropriateness using 
the Sample, Phenomenon of Interest, Design, Evaluation, Research type tool, and relevant 
qualitative studies were selected for full-text data analysis using Thematic Synthesis. Findings were 
categorized into 13 themes that were further organized into a four-phase trajectory of parental 
bereavement experience of child loss, namely: Liminal Margin, Holding Space, Navigating Losses, 
and Reconstructing Lives. The findings are discussed in the light of existing literature with practical 
recommendations for enhancing parental bereavement support services. 
https://www.ncbi.nlm.nih.gov/pubmed/30285557 
 
Ekberg, S., Bradford, N. K., Herbert, A., Danby, S. and Yates, P. (2018). "Healthcare Users' 
Experiences of Communicating with Healthcare Professionals About Children Who Have 
Life-Limiting Conditions: A Qualitative Systematic Review." J Palliat Med 21(10): 1518-1528. 
 
BACKGROUND: Globally, an estimated eight million children could benefit from palliative care each 
year. Effective communication about children with life-limiting conditions is well recognized as a 
critical component of high-quality pediatric palliative care. OBJECTIVE: To synthesize existing 
qualitative research exploring healthcare users' experiences of communicating with healthcare 
professionals about children with life-limiting conditions. DESIGN: The results of a systematic 
literature search were screened independently by two reviewers. Raw data and analytic claims were 
extracted from included studies and were synthesized using thematic analysis methods for 
systematic reviews. DATA SOURCES: MEDLINE, PubMed, CINAHL, Embase, PsycINFO, Scopus, Web 
of Science, ProQuest, and ScienceDirect were searched for articles published in English between 
1990 and May 2017. RESULTS: This review included 29 studies conducted across 11 countries and 
involving at least 979 healthcare users (adults [n = 914], patients [n = 25], and siblings [n = 40]). 
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The four domains of communication experience identified through thematic synthesis are: 
Information, Emotion, Collaboration, and Relationship. Although included studies were from a 
range of settings and diverse populations, further research is needed to explore whether and how 
domains of communication experience differ across settings and populations. In particular, further 
research about children's palliative care experiences is needed. CONCLUSIONS: Healthcare users 
typically value communication with healthcare professionals: that (1) is open and honest, (2) 
acknowledges emotion, (3) actively involves healthcare users, and (4) occurs within established and 
trusting relationships. 
https://www.ncbi.nlm.nih.gov/pubmed/29762072 
 
Ferrand, A., Gorgos, A., Ali, N. and Payot, A. (2018). "Resilience Rather than Medical Factors: 
How Parents Predict Quality of Life of Their Sick Newborn." J Pediatr 200: 64-70.e65. 
 
OBJECTIVE: To assess the influence of resiliency and stress on parental perspectives of the future 
quality of life (QOL) of neonatal intensive care unit (NICU) newborns at high risk of 
neurodevelopmental disability. STUDY DESIGN: We conducted a prospective multicenter 
questionnaire study. Perspectives from parents of newborns at high risk of disability as per 
neonatal follow-up criteria were compared with a low-risk group consisting of parents of all other 
NICU newborns. Parental anxiety and resiliency, measured using Brief Symptom Inventory and 
Sense of Coherence scales, respectively, were associated with QOL projections. RESULTS: Parents 
returned 129 (81%) questionnaires. Parents considering their newborn as currently sicker were 
more stressed (P = .011) and worried about future physical (P < .001) and mental (P < .001) health, 
QOL (P < .001), coping (P = .019), and financial (P < .001) and emotional (P = .002) impact on the 
family. Ooverall, there was no difference between parents of high-risk and low-risk newborns on 
QOL projections. Almost all parents projected a good future QOL. Less resilient parents projected 
more pain (P = .04), more financial (P = .019), and emotional (P = .031) impact on their family, and 
were 10 times more likely to predict that their newborn would remain chronically ill. 
CONCLUSIONS: Parental projection of future QOL of NICU newborns is not associated with risk of 
disability. Most parents predict overall a good future QOL and focus more on familial impact. The 
Sense of Coherence scale may be used in clinical settings to identify less resilient parents. 
https://www.ncbi.nlm.nih.gov/pubmed/29958673 
 
Foe, G., Hellmann, J. and Greenberg, R. A. (2018). "Parental Moral Distress and Moral Schism 
in the Neonatal ICU." J Bioeth Inq 15(3): 319-325. 
 
Ethical dilemmas in critical care may cause healthcare practitioners to experience moral distress: 
incoherence between what one believes to be best and what occurs. Given that paediatric 
decision-making typically involves parents, we propose that parents can also experience moral 
distress when faced with making value-laden decisions in the neonatal intensive care unit. We 
propose a new concept-that parents may experience "moral schism"-a genuine uncertainty 
regarding a value-based decision that is accompanied by emotional distress. Schism, unlike moral 
distress, is not caused by barriers to making and executing a decision that is deemed to be best by 
the decision-makers but rather an encounter of significant internal struggle. We explore factors 
that appear to contribute to both moral distress and "moral schism" for parents: the degree of 
available support, a sense of coherence of the situation, and a sense of responsibility. We propose 
that moral schism is an underappreciated concept that needs to be explicated and may be more 
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prevalent than moral distress when exploring decision-making experiences for parents. We also 
suggest actions of healthcare providers that may help minimize parental "moral schism" and moral 
distress. 
https://www.ncbi.nlm.nih.gov/pubmed/29802588 
 
Goldstein, R. D., Petty, C. R., Morris, S. E., Human, M., Odendaal, H., Elliott, A., Tobacco, D., 
Angal, J., Brink, L., Kinney, H. C. and Prigerson, H. G. (2018). "Pre-loss personal factors and 
prolonged grief disorder in bereaved mothers." Psychol Med, 10.1017/s0033291718003264: 1-
9. 
 
BACKGROUND: Identifying characteristics of individuals at greatest risk for prolonged grief 
disorder (PGD) can improve its detection and elucidate the etiology of the disorder. The Safe 
Passage Study, a study of women at high risk for sudden infant death syndrome (SIDS), 
prospectively examined the psychosocial functioning of women while monitoring their healthy 
pregnancies. Mothers whose infants died of SIDS were followed in bereavement. METHODS: Pre-
loss data were collected from 12 000 pregnant mothers and analyzed for their associations with 
grief symptoms and PGD in 50 mothers whose infants died from SIDS, from 2 to 48 months after 
their infant's death, focusing on pre-loss risk factors of anxiety, depression, alcohol use, maternal 
age, the presence of other living children in the home, and previous child loss. RESULTS: The 
presence of any four risk factors significantly predicted PGD for 24 months post-loss (p < 0.003); 2-
3 risk factors predicted PGD for 12 months (p = 0.02). PGD rates increased in the second post-loss 
year, converging in all groups to approximately 40% by 3 years. Pre-loss depressive symptoms 
were significantly associated with PGD. Higher alcohol intake and older maternal age were 
consistently positively associated with PGD. Predicted risk scores showed good discrimination 
between PGD and no PGD 6-24 months after loss (C-statistic = 0.83). CONCLUSIONS: A 
combination of personal risk factors predicted PGD in 2 years of bereavement. There is a 
convergence of risk groups to high rates at 2-3 years, marked by increased PGD rates in mothers 
at low risk. The risk factors showed different effects on PGD. 
https://www.ncbi.nlm.nih.gov/pubmed/30409237 
 
Hanlon, P., Guerin, S. and Kiernan, G. (2018). "Reflections on the development of a 
therapeutic recreation-based bereavement camp for families whose child has died from 
serious illness." Death Stud 42(9): 593-603. 
 
While bereavement camps serve as a support for children, this study examines a therapeutic 
recreation-based camp for families who have lost a child. The study triangulated documents, 
researcher reflection, and staff interviews to highlight the themes of Searching & Finding, Getting 
to Know, Finding the Balance, and Joining. Developing opportunistically through internal and 
external factors, the camp's evolution represents a closing of the loop, from supporting families of 
living children to also supporting the families of children who have died. Understanding the 
camp's evolution may facilitate other programs by highlighting the challenges in developing the 
program and the lessons learned. 
https://www.ncbi.nlm.nih.gov/pubmed/29338601 
 
Hardt, M., Jobe-Shields, L. and Williams, J. L. (2018). "Emotional security theory: An 
application to sibling bereavement." Death Stud, 10.1080/07481187.2018.1511637: 1-9. 
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There is a need for guiding theory to understand the experiences and outcomes of bereaved 
siblings, particularly from a family systems framework. The present study investigated the 
relevance of emotional security theory in a sample of 72 young adults who experienced sibling 
bereavement. We investigated (1) whether perceptions of prolonged parental grief predicted key 
aspects of emotional security (disengagement, preoccupation, and security), and (2) whether 
emotional security mediated a relation between perceptions of prolonged parental grief and 
young adult emotional functioning. Results supported the potential utility of emotional security 
theory as a theoretical framework for understanding sibling bereavement. 
https://www.ncbi.nlm.nih.gov/pubmed/30207877 
 
Harris, P. L. (2018). "Children's understanding of death: from biology to religion." Philos 
Trans R Soc Lond B Biol Sci 373(1754). 
 
Young children construct a biological conception of death, recognizing that death terminates 
mental and bodily processes. Despite this recognition, many children are receptive to an 
alternative conception of death, which affirms that the deceased has an afterlife elsewhere. A 
plausible interpretation of children's receptivity to this alternative conception is that human beings, 
including young children, are naturally disposed to remember and keep in mind individuals to 
whom they are attached even when those individuals leave and are absent for extended periods. 
This disposition is reflected in the pervasive tendency to talk about death as a departure rather 
than a terminus. It also enables the living to sustain their ties to the dead, even if, in the case of 
death, the departure is permanent rather than temporary. Linguistic and developmental evidence 
for these claims is reviewed. Possible biological origins and implications for archaeological 
research are also discussed.This article is part of the theme issue 'Evolutionary thanatology: 
impacts of the dead on the living in humans and other animals'. 
https://www.ncbi.nlm.nih.gov/pubmed/30012733 
 
Hendson, L. and Davies, D. (2018). "Supporting and communicating with families 
experiencing a perinatal loss." Paediatr Child Health 23(8): 549-550. 
 
Perinatal loss is one of the most devastating events a family can experience. This practice point 
focuses on circumstances that are likely to involve paediatric health care professionals. 
Recommendations are provided for compassionate communication, bereavement, sibling care and 
counselling to support families. 
https://www.ncbi.nlm.nih.gov/pubmed/31043838 
 
Hjorth, E., Kreicbergs, U., Sejersen, T., Jeppesen, J., Werlauff, U., Rahbek, J. and Lovgren, M. 
(2019). "Bereaved Parents More Satisfied With the Care Given to Their Child With Severe 
Spinal Muscular Atrophy Than Nonbereaved." J Child Neurol 34(2): 104-112. 
 
BACKGROUND AND AIMS:: Children with severe spinal muscular atrophy have complex care needs 
due to progressive muscle weakness, eventually leading to respiratory failure. To design a care 
system adapted to families' needs, more knowledge about parents' experience of care and its 
coordination between settings is required. This study explores (1) whether parents felt that health 
professionals took every opportunity to help the child feel as good as possible, (2) parents' 
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satisfaction with various care settings, and (3) parents' satisfaction with coordination between 
settings. METHODS:: Data derive from nationwide Swedish and Danish surveys of bereaved and 
nonbereaved parents of children with severe spinal muscular atrophy born between 2000 and 2010 
in Sweden and 2003 and 2013 in Denmark (N = 95, response rate = 84%). Descriptive statistics and 
content analysis were used. RESULTS:: Although most of the parents reported that care 
professionals had taken every opportunity to help the child feel as good as possible, one-third 
reported the opposite. Bereaved parents were significantly more satisfied with care than 
nonbereaved (81% vs 29%). The children received care at many different locations, for all of which 
parents rated high satisfaction. However, some were dissatisfied with care coordination, describing 
lack of knowledge and communication among staff, and how they as parents had to take the 
initiative in care management. CONCLUSIONS:: This study highlights the importance of improving 
disease-specific competence, communication and knowledge exchange among staff. For optimal 
care for these children and families, parents should be included in dialogues on care and staff 
should be more proactive and take care management initiatives. 
https://www.ncbi.nlm.nih.gov/pubmed/30518279 
 
Ives, T. (2019). "Just tell me: A bereaved parent's thoughts on expressing condolences and 
longitudinal remembering to a family after the death of their child." Pediatr Blood Cancer 
66(2): e27521. 
https://www.ncbi.nlm.nih.gov/pubmed/30362244 
 
Janin, M. M. H., Ellis, S. J., Wakefield, C. E. and Fardell, J. E. (2018). "Talking About Cancer 
Among Adolescent and Young Adult Cancer Patients and Survivors: A Systematic Review." J 
Adolesc Young Adult Oncol 7(5): 515-524. 
 
Communication plays an essential role in social relationships. Yet it is unclear how young cancer 
patients and survivors communicate with peers, and whether this contributes to increased rates of 
social difficulties. We aimed to analyze how childhood cancer patients and survivors communicate 
about their cancer with family and peers. We systematically searched Medline, Embase and 
PsycINFO for peer-reviewed studies on cancer-related communication among patients and 
survivors (any cancer, <25 years at diagnosis). We screened 309 articles, and included 6 qualitative 
studies. Studies were assessed using a standardized quality assessment tool. Participants were 
adolescents and young adults, 16-34 years of age at the time of study. Included studies related to 
different forms of cancer-related communication, benefits, and challenges. We found that cancer-
related communication was an individual, complex process, addressing medical, existential, and 
emotional aspects of cancer. Communication occurred on a spectrum with variation in who 
information was shared with, as well as differences in the frequency at which information was 
shared, and the amount and type of information shared. Communication often occurred at 
uncertain or significant times for participants, or was initiated by others. Communicating about 
cancer yielded benefits as a coping strategy, prompted social support, and appeared central to 
significant relationships. Barriers to communication, including fear of stigma and poor peer 
reactions, hindered willingness to disclose. The number of studies analyzing this topic was limited. 
Communicating about cancer is a significant yet complex process for young patients and survivors. 
Further research is needed to complement the existing literature and to establish the evidence 
base for the development of future effective interventions promoting social and communication 
skills. 
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Jonas, D., Scanlon, C., Rusch, R., Ito, J. and Joselow, M. (2018). "Bereavement After a Child's 
Death." Child Adolesc Psychiatr Clin N Am 27(4): 579-590. 
 
The death of a child is a heart-wrenching experience that can have a significant impact on parents, 
siblings, and families while also often having ripple effects throughout the child's community. 
Pediatric loss has an impact on family structure and dynamics, individual identity formation, and 
conceptualization as well as professional practice. This article explores bereavement after a child's 
death through the lens of the family, the parent, the sibling, the forgotten grievers, and the 
provider. 
https://www.ncbi.nlm.nih.gov/pubmed/30219219 
 
Kelada, L., Wakefield, C. E., Doolan, E. L., Drew, D., Wiener, L., Michel, G. and Cohn, R. J. 
(2019). "Grandparents of children with cancer: a controlled comparison of perceived family 
functioning." Support Care Cancer 27(6): 2087-2094. 
 
PURPOSE: Grandparents can be profoundly emotionally affected when a grandchild is diagnosed 
with cancer. They also often provide invaluable support for the family (e.g., caring for the sick child 
and/or siblings). Multigenerational family functioning may therefore change. Limited research has 
assessed grandparents' perspectives after their grandchild is diagnosed with cancer. In this study, 
we aimed to (1) assess differences in perceived family functioning among grandparents of a child 
with cancer and grandparents of healthy children and (2) assess the cancer-specific and 
demographic factors related to perceived family functioning in grandparents of a grandchild with 
cancer. PROCEDURE: Grandparents of a child with cancer (n = 89) and grandparents of healthy 
children (n = 133) completed the general functioning, communication, and problem-solving scales 
of the Family Assessment Device. We used multilevel models with a random intercept to detect (1) 
between-group differences and (2) identify factors related to perceived family functioning among 
grandparents with a grandchild with cancer. RESULTS: Grandparents with a grandchild with cancer 
reported poorer family functioning than grandparents with healthy grandchildren. Among the 
grandparents with a grandchild with cancer, impairments in family functioning were correlated 
with fewer years since diagnosis, providing care to their sick grandchild and/or siblings and living 
far away from the sick grandchild. CONCLUSIONS: The detrimental impact of childhood cancer 
likely extends beyond the immediate family members. Including grandparents in interventions-
beginning at diagnosis-to reduce distress and increase cohesion for families of a child with cancer 
is warranted, particularly for grandparents who provide care to their sick grandchild or siblings. 
https://www.ncbi.nlm.nih.gov/pubmed/30229340 
 
Kerr, A. M., Harrington, N. G. and Scott, A. M. (2019). "Communication and the Appraisal of 
Uncertainty: Exploring Parents' Communication with Credible Authorities in the Context of 
Chronic Childhood Illness." Health Commun 34(2): 201-211. 
 
Individuals with chronic illnesses must manage long-term uncertainty as they cope with the ways 
the illness influences their lives. In the context of pediatric illnesses, parents must manage 
uncertainty during the diagnosis and treatment of their child's illness. It is common for children 
with complex chronic illnesses to see multiple specialists for the treatment of their condition. While 
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previous research has explored parents' uncertainty during a child's diagnosis and during end-of-
life care, less is known about these experiences when the child is referred to a team of specialists 
for treatment. The aim of the current study was to explore how specialists, as credible authorities, 
influence parents' uncertainty during parents' first visit to a multidisciplinary clinic for the care of 
their child's complex chronic illness. Data were collected through semi-structured interviews with 
29 parents after their child's first visit to a vascular anomaly clinic at a large Midwestern children's 
hospital. The results suggest parents' communication with credible authorities facilitates effective 
uncertainty management primarily through the mechanism of uncertainty reappraisal. The results 
also suggest that specialists, as credible authorities, are a key mechanism in the appraisal of 
uncertainty for conditions that are often misdiagnosed and mismanaged. 
https://www.ncbi.nlm.nih.gov/pubmed/29120241 
 
Krautter, C. (2019). "[Supporting families experiencing perinatal bereavement]." Soins 
Pediatr Pueric 40(306): 28-31. 
 
Parents hit by perinatal bereavement are often confronted with misunderstanding and 
awkwardness on the part of those around them. However, they need to talk, to be listened to and 
respected in their grief from the moment the death is announced. Support from Agapa association 
enables them to talk about their child, to break the isolation in which they find themselves, and 
thereby move forward along the path of bereavement and reconstruction. 
https://www.ncbi.nlm.nih.gov/pubmed/30661778 
 
Kuchemba-Hunter, J. (2019). "Compassion and Community in Perinatal Palliative Care: 
Understanding the Necessity of the Patient Perspective Through Narrative Illustration." J 
Palliat Care 34(3): 160-163. 
 
Advancing technology in reproductive medicine has led to more frequent perinatal diagnoses of 
fatal or life-limiting anomaly. For those parents who choose to continue pregnancies while facing 
such a diagnosis, compassionate and communal perinatal palliative care provides beneficial 
physical and psycho-socio-emotional support for these families, so that they may preserve and 
acknowledge the relationship with their child, no matter how brief his/her life. 
https://www.ncbi.nlm.nih.gov/pubmed/30776963 
 
Lee, D. H. and Khang, M. (2018). "Parenting school-aged children after the death of a child: 
A qualitative study on victims' families of the Sewol ferry disaster in South Korea." Death 
Stud, 10.1080/07481187.2018.1515794: 1-11. 
 
This study aims to identify parenting experiences after the death of a child. Using interpretive 
phenomenological analysis, we mapped the experiences of 16 parents with school-aged surviving 
children after the death of their sibling to the 2014 Sewol ferry disaster in South Korea. Interviews 
illuminate five master themes of parenting surviving children following a child's death: (a) parental 
anxiety, (b) conflicts and obstacles in the parent-child relationship, (c) changes in parenting style, 
(d) striving to support children's grief, and (e) seeking outside help for parenting. Implications for 
supporting grieving parents and their children are discussed in light of the findings. 
https://www.ncbi.nlm.nih.gov/pubmed/30285553 
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Lichtenthal, W. G., Catarozoli, C., Masterson, M., Slivjak, E., Schofield, E., Roberts, K. E., 
Neimeyer, R. A., Wiener, L., Prigerson, H. G., Kissane, D. W., Li, Y. and Breitbart, W. (2019). 
"An open trial of meaning-centered grief therapy: Rationale and preliminary evaluation." 
Palliat Support Care 17(1): 2-12. 
 
OBJECTIVE: To determine the preliminary feasibility, acceptability, and effects of Meaning-Centered 
Grief Therapy (MCGT) for parents who lost a child to cancer. METHOD: Parents who lost a child to 
cancer and who were between six months and six years after loss and reporting elevated levels of 
prolonged grief were enrolled in open trials of MCGT, a manualized, one-on-one cognitive-
behavioral-existential intervention that used psychoeducation, experiential exercises, and 
structured discussion to explore themes related to meaning, identity, purpose, and legacy. Parents 
completed 16 weekly sessions, 60-90 minutes in length, either in person or through 
videoconferencing. Parents were administered measures of prolonged grief disorder symptoms, 
meaning in life, and other assessments of psychological adjustment preintervention, mid-
intervention, postintervention, and at three months postintervention. Descriptive data from both 
the in-person and videoconferencing open trial were pooled.ResultEight of 11 (72%) enrolled 
parents started the MCGT intervention, and six of eight (75%) participants completed all 16 
sessions. Participants provided positive feedback about MCGT. Results showed postintervention 
longitudinal improvements in prolonged grief (d = 1.70), sense of meaning (d = 2.11), depression 
(d = 0.84), hopelessness (d = 1.01), continuing bonds with their child (d = 1.26), posttraumatic 
growth (ds = 0.29-1.33), positive affect (d = 0.99), and various health-related quality of life 
domains (d = 0.46-0.71). Most treatment gains were either maintained or increased at the three-
month follow-up assessment.Significance of resultsOverall, preliminary data suggest that this 16-
session, manualized cognitive-behavioral-existential intervention is feasible, acceptable, and 
associated with transdiagnostic improvements in psychological functioning among parents who 
have lost a child to cancer. Future research should examine MCGT with a larger sample in a 
randomized controlled trial. 
https://www.ncbi.nlm.nih.gov/pubmed/30683164 
 
Longbottom, S. and Slaughter, V. (2018). "Sources of children's knowledge about death and 
dying." Philos Trans R Soc Lond B Biol Sci 373(1754). 
 
In the last century, decreases in infant and child mortality, urbanization and increases in healthcare 
efficacy have reduced children's personal exposure to death and dying. So how do children acquire 
accurate conceptions of death in this context? In this paper, we discuss three sources of children's 
learning about death and dying, namely, direct experience of death, parental communication 
about death and portrayals of death in the media and the arts. We conclude with 
recommendations about how best to teach modern children about this aspect of life. This article is 
part of the theme issue 'Evolutionary thanatology: impacts of the dead on the living in humans and 
other animals'. 
https://www.ncbi.nlm.nih.gov/pubmed/30012734 
 
Martinez, A. M., Castiglione, S., Dupuis, F., Legault, A., Proulx, M. C. and Carnevale, F. (2019). 
"Having Therapeutic Conversations With Fathers Grieving the Death of a Child." Omega 
(Westport), 10.1177/0030222819825916: 30222819825916. 
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A child's death is a traumatic life experience for parents. Health-care professionals (HCPs) have 
sought guidance on how to intervene with grieving parents, particularly with fathers. Having 
therapeutic conversations is an effective way for HCPs to support grieving fathers. In our previous 
study, fathers identified core beliefs that influenced their experience of grief and coping. In this 
article, the Illness Beliefs Model was integrated with the findings to provide a framework for 
interventions to create open conversations, ease fathers' suffering, and thereby help their spouse 
and family suffering as well. This article will guide HCPs to engage in therapeutic conversations to 
support bereaved fathers. 
https://www.ncbi.nlm.nih.gov/pubmed/30691331 
 
Marwah, S., Gaikwad, H. S. and Mittal, P. (2019). "Psychosocial Implications of Stillborn 
Babies on Mother and Family: A Review from Tertiary Care Infirmary in India." J Obstet 
Gynaecol India 69(3): 232-238. 
 
Background: When a mother loses a baby after the period of viability, there is no way to fathom 
her grief, neither any words, nor an explanation. It is an unexpected event. Stillbirth presents a 
situation where the early activation of the grief process primarily in mother is exacerbated by the 
circumstances surrounding the loss. It thus becomes imperative for the healthcare providers to 
evaluate the significance of parent's perception on the loss and the factors contributing to it 
before the initiation of therapy. Objective: To evaluate the psychosocial impact of stillbirth among 
mothers and its contributing factors. Materials and Methods: A WHO-funded prospective study 
was conducted in VMMC and Safdarjung Hospital from September 2015 to August 2016 on all 
women who gave birth to a stillborn baby, using a questionnaire based on EPDS, after taking their 
written informed consent. Data were entered on the predesigned proforma and analyzed after 
applying Chi-square test, keeping a null hypothesis value of 15% for all the variables. Results: Out 
of the 709 women who delivered stillborn babies, 645 respondents, who willingly consented to 
participate, were included in the study. There was a significant relationship between psychosocial 
impact after perinatal loss and support from caregiver and family. Conclusion: Mothers with 
stillborn fetuses should be screened for psychosocial impact and offered support when needed. 
Appropriate counseling by healthcare providers and continued psychosocial and emotional 
support by family members must be provided. 
https://www.ncbi.nlm.nih.gov/pubmed/31178638 
 
Mitchell, L., Tam, S. and Gupta, A. A. (2018). "Crucial Conversations: Addressing 
Informational Needs of Adolescents and Young Adults Diagnosed With Cancer." Clin J Oncol 
Nurs 22(5): 483-486. 
 
Adolescents and young adults (AYAs) with cancer aged 15-39 years have unique medical, 
psychosocial, and informational needs. At the time of diagnosis, they are often going through 
important life milestones, such as establishing their independence, attending school or work, and 
maintaining romantic and/or family relationships. This article describes some of the critical time 
points for AYAs with cancer and the resources available to support the nursing profession in 
meeting the unique care needs of this population. 
https://www.ncbi.nlm.nih.gov/pubmed/30239526 
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Morris, S., Fletcher, K. and Goldstein, R. (2018). "The Grief of Parents After the Death of a 
Young Child." J Clin Psychol Med Settings, 10.1007/s10880-018-9590-7. 
 
Research demonstrates that severe forms of grief and grief-related pathology exist in the general 
population. Less attention, however, has been paid to the grief of parents following the death of a 
young, dependent child. In this review, we summarize a search of Pubmed, PsycINFO and Web of 
Science from 1995 to 2017, using the terms 'parental complicated grief', 'parental traumatic grief', 
and 'parent Prolonged Grief Disorder', specifically addressing parental grief and identified risk 
factors for complicated or prolonged grief. Forty-two studies met criteria and indicate a significant 
burden of complicated or prolonged grief in parents of children dying from virtually any cause. It 
appears that the empiric literature is undermined by great variability, including the composition of 
samples, the causes of death studied, the psychometric measures used, and post-loss intervals. We 
conclude that the uniform severity of grief experiences following the death of a young child is 
potentially a distinct subtype of grief, deserving of attention in its own right in future research and 
diagnostic formulations. 
https://www.ncbi.nlm.nih.gov/pubmed/30488260 
 
Muscara, F., McCarthy, M. C., Hearps, S. J. C., Nicholson, J. M., Burke, K., Dimovski, A., 
Darling, S., Rayner, M. and Anderson, V. A. (2018). "Featured Article: Trajectories of 
Posttraumatic Stress Symptoms in Parents of Children With a Serious Childhood Illness or 
Injury." J Pediatr Psychol 43(10): 1072-1082. 
 
Objective: Serious childhood illness is associated with significant parent psychological distress. This 
study aimed to (a) document acute and posttraumatic stress symptoms (PTSS) in parents of 
children with various life-threatening illnesses; (b) identify trajectory patterns of parental PTSS and 
recovery over 18 months; (c) determine psychosocial, demographic, and illness factors associated 
with trajectory group membership. Methods: In total, 159 parents (115 mothers, 44 fathers) from 
122 families participated in a prospective, longitudinal study that assessed parent psychological 
responses across four time points-at diagnosis, and 3, 6, and 18 months later. Children were 
admitted to the Cardiology, Oncology, and Pediatric Intensive Care Departments in a tertiary 
pediatric hospital. The primary outcome was parent PTSS. Results: Three distinct parent recovery 
profiles were identified-"Resilient," "Recovery," and "Chronic." The "Resilient" class (33%) showed 
low distress responses across the trajectory period, whereas the "Recovery" class (52%) showed 
significantly higher levels of distress at the time of diagnosis that gradually declined over the first 
months following their child's illness. Both of these classes nevertheless remained within the 
normative range throughout. In contrast, the "Chronic" class (13%) was consistently high in 
severity, remaining within the clinical range across the entire period. Psychosocial factors such as 
mood, anxiety, and emotional responses predicted group membership, whereas demographic and 
illness factors did not. Conclusions: Parents show considerable resilience in the face of children's 
life-threatening illnesses. Early assessment of parent psychosocial factors may aid identification of 
those who would benefit from early intervention. 
https://www.ncbi.nlm.nih.gov/pubmed/29800298 
 
Neimeyer, R. A. (2019). "Meaning reconstruction in bereavement: Development of a 
research program." Death Stud 43(2): 79-91. 
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The death of a significant person, especially when it comes tragically or prematurely, can shake the 
foundations of our assumptive and relational world and lead to anguished attempts to find 
meaning in the loss and in our lives in its aftermath. In this article, I review one program of 
research focused on this attempt at meaning reconstruction, describe recently developed 
measures of meaning in mourning, and discuss several therapeutic techniques for helping clients 
make sense of the death and rework their attachment relationship to the deceased. I conclude by 
illustrating some of this work in my therapy with a couple grieving the loss of not one but two 
children to tragic accidents, as they try to adapt to a compound traumatic bereavement. 
https://www.ncbi.nlm.nih.gov/pubmed/30907718 
 
Pao, M. and Mahoney, M. R. (2018). ""Will You Remember Me?": Talking with Adolescents 
About Death and Dying." Child Adolesc Psychiatr Clin N Am 27(4): 511-526. 
 
This article describes the preparation, rationale, and benefits of talking with adolescents who have 
life-threatening or life-limiting illness about advance care planning (ACP) and end-of-life concerns 
in a developmentally sensitive manner. The first step is to ensure that a health care provider is 
ready to work with adolescents in ACP discussions by taking a self-inventory, learning 
communication skills, and understanding individual barriers. The authors then outline how to 
assess patient and family readiness, including developmental, cultural, personal, and psychosocial 
considerations. Evidence-based techniques for respectfully and productively engaging adolescents 
in ACP conversations are discussed. 
https://www.ncbi.nlm.nih.gov/pubmed/30219214 
 
Parry, S. M., Staenberg, B. and Weaver, M. S. (2018). "Mindful Movement: Tai Chi, Gentle 
Yoga, and Qi Gong for Hospitalized Pediatric Palliative Care Patients and Family Members." 
J Palliat Med 21(9): 1212-1213. 
https://www.ncbi.nlm.nih.gov/pubmed/30207886 
 
Pease, K. and McMillin, S. E. (2018). "Practice Concepts and Innovations for Pediatric End-of-
Life Care by the Interdisciplinary Care Team." J Soc Work End Life Palliat Care 14(2-3): 143-
152. 
 
In recent years, clinical approaches to anticipatory grief and inclusivity amongst the medical team 
and family members have grown. In thinking about the end-of-life concerns within the pediatric 
care setting, practice concepts, and innovations inform how physicians and members of the 
interdisciplinary care team choose to approach conversations with parents and family members, as 
well as the particular level of involvement parents should have in decisions regarding the end of 
their child's life. 
https://www.ncbi.nlm.nih.gov/pubmed/30457490 
 
Poort, H., Souza, P. M., Malinowski, P. K., MacDougall, K. M., Barysauskas, C. M., Lau 
Greenberg, T., Tulsky, J. A. and Fasciano, K. M. (2018). "Taking a "Snapshot": Evaluation of a 
Conversation Aid for Identifying Psychosocial Needs in Young Adults with Cancer." J 
Adolesc Young Adult Oncol 7(5): 565-571. 
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PURPOSE: Young adults (YAs) aged 18-35 years with cancer often experience unmet psychosocial 
needs. We aimed to evaluate a conversation aid ("Snapshot") that offered a framework for 
discussing YA-specific psychosocial concerns between patients and clinicians. METHODS: We 
developed and implemented Snapshot between 2014 and 2016 as part of a quality improvement 
initiative at Dana-Farber Cancer Institute. We extracted pre- and postimplementation data from 
chart documentation of psychosocial concerns. YAs and social workers provided qualitative 
feedback on the use of Snapshot in clinical care. RESULTS: Postintervention chart reviews revealed 
a significant increase in the median number of topics documented in charts after implementation 
of Snapshot (preintervention median = 9 [range: 1-15] vs. postintervention median = 11 [range 6-
15]; p = 0.003). Overall, YAs and social workers reported that using Snapshot improved 
communication and consistency of psychosocial care, with documented improvement in the 
following domains: understanding illness (p < 0.001), sexuality and intimacy (p = 0.03), symptom 
burden (p = 0.003), care planning (p < 0.001), support for caregivers and children (p = 0.02), and 
social, work, and home changes (p = 0.05). CONCLUSION: Snapshot improved the quality of 
psychosocial needs assessment among YAs with cancer. Implementation was successful in 
reducing variability identified in the preintervention cohort and increasing the number of YA-
specific psychosocial topics discussed. A standardized conversation aid has the potential to 
improve quality of care for YAs by enabling early identification and intervention of psychosocial 
issues for all patients. 
https://www.ncbi.nlm.nih.gov/pubmed/29781754 
 
Sabnis, A., Fojo, S., Nayak, S. S., Lopez, E., Tarn, D. M. and Zeltzer, L. (2019). "Reducing 
parental trauma and stress in neonatal intensive care: systematic review and meta-analysis 
of hospital interventions." J Perinatol 39(3): 375-386. 
 
OBJECTIVE: To classify NICU interventions for parental distress and quantify their effectiveness. 
STUDY DESIGN: We systematically reviewed controlled studies published before 2017 measuring 
NICU parental distress, defined broad intervention categories, and used random-effects meta-
analysis to quantify treatment effectiveness. RESULTS: Among 1643 unique records, 58 eligible 
trials predominantly studied mothers of preterm infants. Interventions tested in 22 randomized 
trials decreased parental distress (p < 0.001) and demonstrated improvement beyond 6 months (p 
< 0.005). In subgroup analyses, complementary/alternative medicine and family-centered 
instruction interventions each decreased distress symptoms (p < 0.01), with fathers and mothers 
improving to similar extents. Most psychotherapy studies decreased distress individually but did 
not qualify for meta-analysis as a group. CONCLUSION: NICU interventions modestly reduced 
parental distress. We identified family-centered instruction as a target for implementation and 
complementary/alternative medicine as a target for further study. Investigators must develop 
psychosocial interventions that serve NICU parents at large, including fathers and parents of full-
term infants. 
https://www.ncbi.nlm.nih.gov/pubmed/30659239 
 
Sani, L., Laurenti Dimanche, A. C. and Bacque, M. F. (2019). "Angels in the Clouds: Stillbirth 
and Virtual Cemeteries on 50 YouTube Videos." Omega (Westport), 
10.1177/0030222818824732: 30222818824732. 
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Today every aspect of our life is published and shared online, including grief. The virtual 
cemeteries and social networks' use could be considered as a new modern mortuary ritual. Starting 
from the keyword stillbirth, 50 videos published on YouTube since 2008 have been analyzed 
qualitatively. The videos, 70% published by the mother, with an average length of 5.52 minutes, a 
mean of 2,429,576 views and 2,563 of comments, follow a sort of script: the second part with black 
and white photos, background music, and religious references. Could the continuous access to the 
child's technological grave encourage a complicated grief or be a support, given by the interaction 
with users, limiting the sense of isolation. The parent shows his or her own conceptions about 
death and, as a modern baptism, presents the child to the whole society. Videos keep child's 
memory alive and fuel a process of personalization and tenderness in the user. 
https://www.ncbi.nlm.nih.gov/pubmed/30691330 
 
Shay, L. A., Schmidt, S., Cornell, S. D. and Parsons, H. M. (2018). ""Making My Own Decisions 
Sometimes": A Pilot Study of Young Adult Cancer Survivors' Perspectives on Medical 
Decision-Making." J Cancer Educ 33(6): 1341-1346. 
 
This study aimed to provide a better understanding of the medical decision-making preferences 
and experiences of young adult survivors of pediatric, adolescent, and young adult cancers. We 
conducted key informant interviews and a cross-sectional mailed survey with young adult survivors 
(currently aged 18-39 years) of pediatric, adolescent, and young adult cancers in South Texas. Of 
the responding survivors, almost all wanted to be actively involved in medical decision-making, but 
preferences regarding family and doctor involvement varied. In open-ended responses, the most 
commonly reported concerns related to medical decision-making were feelings of uncertainty and 
fear of receiving bad news. Survivors reported that they desired more information in order to feel 
better about medical decision-making. Due to the variety of preferences regarding decision-
making and who to include in the process, physicians should be prepared to ask and 
accommodate patients regarding their decision-making preferences. 
https://www.ncbi.nlm.nih.gov/pubmed/28752237 
 
Sheng, N., Ma, J., Ding, W. and Zhang, Y. (2019). "Effects of caregiver-involved interventions 
on the quality of life of children and adolescents with chronic conditions and their 
caregivers: a systematic review and meta-analysis." Qual Life Res 28(1): 13-33. 
 
PURPOSE: Childhood chronic conditions have a considerable effect on the quality of life (QoL) of 
pediatric patients and their caregivers. The purpose of this meta-analysis was to evaluate the 
effects of caregiver-involved interventions on the QoL of children and adolescents with chronic 
conditions and their caregivers. METHODS: The PubMed, EMBASE, Web of Science, Cumulative 
Index of Nursing and Allied Health Literature, Academic Search Complete, Education Resource 
Information Center, and PsycINFO databases were searched for published randomized controlled 
trials from inception to April 2016. Two reviewers (NS and JM) independently screened included 
studies and assessed study quality. The meta-analyses and meta-regressions using random-effects 
models were performed with the Comprehensive Meta-analysis software (version 3, Biostat, 
Englewood, NJ). RESULTS: Fifty-four studies involving 10075 pediatric patients diagnosed with 
asthma, diabetes, cancer, hypersensitivity, cerebral palsy, arthritis, or sickle cell diseases and 10015 
caregivers were included in our analysis. The interventions mainly involved education about 
disease, skill training, environment change, psychological intervention, physical exercise, 
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experience sharing, monitoring, or social support. The results demonstrated that caregiver-
involved interventions significantly improved the health-related QoL (HRQoL) of caregivers 
[standardized mean difference (SMD) = 0.26, 95% CI 0.14-0.38, p < 0.001], particularly those 
delivered through the face-to-face mode (SMD = 0.32, 95% CI 0.21-0.43, p < 0.001). However, no 
improvements in the QoL (SMD = 0.00, 95% CI - 0.22 to 0.22, p = 1.00) and HRQoL (SMD = 0.06, 
95% CI - 0.02 to 0.14, p = 0.16) of children and both caregivers and children (SMD = 0.04, 95% CI - 
0.08 to 0.17, p = 0.52) were observed. CONCLUSIONS: This meta-analysis provides evidence on the 
positive effects of caregiver-involved interventions on the HRQoL of caregivers. Moreover, face-to-
face mode is the delivery approach with a promising effect on the HRQoL of caregivers. Further 
research on conditions not found in this review is warranted. 
https://www.ncbi.nlm.nih.gov/pubmed/30167936 
 
Sisk, B. A., Kang, T. I., Goldstein, R., DuBois, J. M. and Mack, J. W. (2019). "Decisional burden 
among parents of children with cancer." Cancer 125(8): 1365-1372. 
 
BACKGROUND: Despite growing evidence and support for shared decision making, little is known 
about the experiences of parents who hold more active roles than they wish. METHODS: This was a 
prospective cohort study of 372 parents of children with cancer and their oncologists at 2 
academic pediatric hospitals. Parents were surveyed within 12 weeks of the diagnosis, and they 
were assessed for associated factors and outcomes of holding a more active decision-making role 
than they preferred. Parents were asked about their preferred and actual roles in decision making. 
Oncologists were asked to estimate parental preferences. RESULTS: Most parents preferred to 
share decision making with the oncologist (64% [236 of 372]); however, 13% (49 of 372) preferred 
oncologist-led decision making. Most parents fulfilled their ideal decision-making role (66% [244 
of 372]), but a notable minority were either more involved (14% [52 of 372]) or less involved than 
they preferred (20% [76 of 372]; P < .0001 [McNemar test]). Oncologists recognized parents' 
preferred roles in 49% of cases (167 of 341); 24% (82 of 341) of parents preferred more active roles 
than the oncologist recognized, and 27% (92 of 341) preferred less active roles than recognized. 
No parent or communication characteristics were found that were associated with parents' holding 
a more active role than desired in decision making. Parents who held more active roles in decision 
making than they wished had higher odds of decisional regret (odds ratio, 3.75; 95% confidence 
interval, 2.07-6.80; P < .0001). CONCLUSIONS: Although many parents fulfill their desired roles in 
decision making about their child's cancer, some are asked to take on more active roles than they 
wish. Holding a more active role than desired may lead to increased decisional regret. 
https://www.ncbi.nlm.nih.gov/pubmed/30602060 
 
Smith, M. A., Clayman, M. L., Frader, J., Arenson, M., Haber-Barker, N., Ryan, C., Emanuel, L. 
and Michelson, K. (2018). "A Descriptive Study of Decision-Making Conversations during 
Pediatric Intensive Care Unit Family Conferences." J Palliat Med 21(9): 1290-1299. 
 
BACKGROUND: Little is known about how decision-making conversations occur during pediatric 
intensive care unit (PICU) family conferences (FCs). OBJECTIVE: Describe the decision-making 
process and implementation of shared decision making (SDM) during PICU FCs. DESIGN: 
Observational study. SETTING/SUBJECTS: University-based tertiary care PICU, including 31 parents 
and 94 PICU healthcare professionals involved in FCs. MEASUREMENTS: We recorded, transcribed, 
and analyzed 14 PICU FCs involving decision-making discussions. We used a modified grounded 
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theory and content analysis approach to explore the use of traditionally described stages of 
decision making (DM) (information exchange, deliberation, and determining a plan). We also 
identified the presence or absence of predefined SDM elements. RESULTS: DM involved the 
following modified stages: information exchange; information-oriented deliberation; plan-oriented 
deliberation; and determining a plan. Conversations progressed through stages in a nonlinear 
manner. For the main decision discussed, all conferences included a presentation of the clinical 
issues, treatment alternatives, and uncertainty. A minority of FCs included assessing the family's 
understanding (21%), assessing the family's need for input from others (28%), exploring the 
family's desired decision-making role (35%), and eliciting the family's opinion (42%). 
CONCLUSIONS: In the FCs studied, we found that DM is a nonlinear process. We also found that 
several SDM elements that could provide information about parents' perspectives and needs did 
not always occur, identifying areas for process improvement. 
https://www.ncbi.nlm.nih.gov/pubmed/29920145 
 
Smith, N. R., Bally, J. M. G., Holtslander, L., Peacock, S., Spurr, S., Hodgson-Viden, H., Mpofu, 
C. and Zimmer, M. (2018). "Supporting parental caregivers of children living with life-
threatening or life-limiting illnesses: A Delphi study." J Spec Pediatr Nurs 23(4): e12226. 
 
BACKGROUND: The impact of a child s life-limiting or life-threatening illness is significant on 
parents who experience a great deal of emotional, physical, and spiritual upheaval. Hope has been 
identified as an important inner resource for parental caregivers. Specifically, parental hope has 
been described as having four subproceses including Accepting Reality, Establishing Control, 
Restructuring Hope, and Purposive Positive Thinking. PURPOSE: The purpose of this Delphi study 
was to gather expert opinions from parents and formal care providers about the four subproceses 
essential to parental hope, to increase understanding of parental caregivers current support needs. 
As Phase one of a three-phase study, the findings provided direction in the development of a 
theory-based hope intervention. DESIGN AND METHODS: A Delphi study consisting of three 
rounds of survey questions and controlled feedback to experts was employed. Experts suggested 
strategies for each subprocess and ranked them in order of highest to lowest according to 
feasibility and effectiveness. RESULTS: Sixty-eight experts consisting of parental caregivers of 
children diagnosed with life-limiting or life-threatening illnesses and those who care for them 
(community members, nurses, social workers, and physicians) were recruited to participate. 
Through three rounds of survey questions, response rates ranged from 92-97%. A consensus 
revealed eight major themes that support parental hope: Organize Basic Needs; Connect with 
Others; Prioritize Self-care; Obtain Meaningful Information; Take Things Day by Day; Advocate for 
Parental Participation; Manifest Positivity; and Celebrate Milestones. PRACTICE IMPLICATIONS: This 
study identified a wide variety of psychosocial needs for parental caregivers. Results also offered 
direction for a theory-based hope intervention while highlighting the need for additional research 
in this area. These results will provide the foundation for a booklet parents can work through in 
their journey of caring for a child with a life-limiting or life-threatening illness. 
https://www.ncbi.nlm.nih.gov/pubmed/30369020 
 
Sodergren, S. C., Husson, O., Rohde, G. E., Tomasewska, I. M., Griffiths, H., Pessing, A., 
Yarom, N., Hooker, L., Din, A. and Darlington, A. S. (2018). "Does age matter? A comparison 
of health-related quality of life issues of adolescents and young adults with cancer." Eur J 
Cancer Care (Engl) 27(6): e12980. 
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OBJECTIVE: Health-related quality of life (HRQoL) concerns of adolescents and young adults (AYAs) 
aged 14-25 years were compared with those of older adults (26-60 years) with cancer. METHODS: 
AYAs and older adults receiving curative intent treatment or supportive palliative care for cancer 
were recruited from eight research centres across Europe. Participants used a rating scale to score 
the relevance and importance of a list of 77 issues covering 10 areas of HRQoL concern: 
symptoms; activity restrictions; social; emotional; body image; self-appraisals; outlook on life; 
lifestyle; treatment-related and life beyond treatment. RESULTS: HRQoL issues were reviewed by 33 
AYAs and 25 older adults. Several issues were recognised as relevant and important across all age 
groups: symptoms, emotional impact, outlook on life, lifestyle and treatment-related. A number of 
issues were more relevant or important to AYAs including interrupted education, greater 
motivation to achieve academic goals, increased maturity, boredom, fertility and change in living 
situation. CONCLUSION: While there is overlap in several of the HRQoL concerns across the age 
span, it is important that HRQoL measures used with AYAs capture the diverse and unique 
psychosocial aspects of this developmental stage. 
https://www.ncbi.nlm.nih.gov/pubmed/30485601 
 
Sveen, J., Pohlkamp, L., Kreicbergs, U. and Eisma, M. C. (2019). "Rumination in bereaved 
parents: Psychometric evaluation of the Swedish version of the Utrecht Grief Rumination 
Scale (UGRS)." PLoS One 14(3): e0213152. 
 
BACKGROUND: Bereaved parents may be at higher risk to develop persistent, severe and disabling 
grief, termed prolonged grief. Grief rumination, repetitive thinking about the causes and 
consequences of the loss, is a malleable cognitive process that maintains prolonged grief. Grief 
rumination can be measured with the Utrecht Grief Rumination Scale (UGRS). The present study 
aimed to examine the psychometric properties of the new Swedish version of the UGRS in a 
sample of bereaved parents. METHODS: A Swedish nationwide postal survey including measures of 
demographic and loss-related variables, grief rumination (UGRS), and symptoms of prolonged 
grief, posttraumatic stress, anxiety, depression, and insomnia, was completed by 226 parents (133 
mothers and 93 fathers) who lost a child to cancer in the past five years. Psychometric properties 
of the UGRS were examined through confirmatory factor analyses (CFA), reliability analyses, and 
assessment of UGRS score associations with symptoms of prolonged grief, posttraumatic stress, 
depression, anxiety, and insomnia. RESULTS: The internal consistency of the Swedish UGRS was 
good. The CFA yielded an acceptable fit for a two-factor hierarchical model with five sub-factors. 
Grief rumination was positively associated with all psychopathology symptom measures. Higher 
scores on UGRS were found in parents with possible prolonged grief disorder compared to those 
without (d = 1.47). Moreover, the Swedish UGRS was associated with prolonged grief symptoms 
over and above loss-related and demographic variables and other psychopathology symptoms. 
CONCLUSIONS: The Swedish UGRS demonstrated good psychometric properties, which supports 
its use as a measure to assess grief rumination in Swedish bereaved parents in research and 
practice. 
https://www.ncbi.nlm.nih.gov/pubmed/30889209 
 
Tate, T. (2018). "The Liminal Space: A Lamentation on Faith, Nihilism, and the Senseless 
Death of a Child." J Palliat Med 21(11): 1666-1667. 
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Tatterton, M. J. and Walshe, C. (2019). "How Grandparents Experience the Death of a 
Grandchild With a Life-Limiting Condition." J Fam Nurs 25(1): 109-127. 
 
Traditionally, family-focused care extends to parents and siblings of children with life-limiting 
conditions. Only a few studies have focused on the needs of grandparents, who play an important 
role in the families of children with illness and with life-limiting conditions, in particular. 
Interpretative phenomenological analysis was used as the methodological framework for the 
study. Seven bereaved grandparents participated in this study. Semistructured, individual, face-to-
face interviews were conducted. A number of contextual factors affected the experience of 
bereaved grandparents, including intergenerational bonds and perceived changes in role following 
the death of their grandchild. The primary motivation of grandparents stemmed from their role as 
a parent, not a grandparent. The breadth of pain experienced by grandparents was complicated by 
the multigenerational positions grandparents occupy within the family. Transition from before to 
after the death of a grandchild exacerbated the experience of pain. These findings about the 
unique footprint of grandparent grief suggest the development of family nursing practice to better 
understand and support grandparents during the illness of a grandchild, in addition to 
bereavement support. 
https://www.ncbi.nlm.nih.gov/pubmed/30556440 
 
Tatterton, M. J. and Walshe, C. (2019). "Understanding the bereavement experience of 
grandparents following the death of a grandchild from a life-limiting condition: A meta-
ethnography." J Adv Nurs 75(7): 1406-1417. 
 
AIM: To increase understanding of grandparental grief following the death of a grandchild from a 
life-limiting condition. DESIGN: Meta-ethnography. DATA SOURCES: Academic Search Complete 
CINHAL, Embase, psycINFO, PubMed and Web of Science, supplemented by manual search 
strategies (in 2015, updated 2018). REVIEW METHODS: Studies were appraised and synthesized 
using the principles of meta-ethnography. FINDINGS: Three superordinate themes were identified: 
'influence of the relationship with their grandchild', 'influence of the relationship with the 
grandchild's family' and 'pain'. The simultaneous, multigenerational position of grandparents 
meant individuals experience emotional pain from witnessing the experience of family members. 
CONCLUSION: Many factors that contribute to the bereavement experience of grandparents are 
outside of their control. The roles, positions, and support needs of grandparents need to be 
acknowledged to better meet their needs as parents, grandparents, and individuals who have 
experienced a child death. 
https://www.ncbi.nlm.nih.gov/pubmed/30536458 
 
Tomaszek, L., Debska, G., Cepuch, G., Kulpa, M., Pawlik, L. and Broniatowska, E. (2019). 
"Evaluation of quality of life predictors in adolescents and young adults with cystic fibrosis." 
Heart Lung 48(2): 159-165. 
 
BACKGROUND: Cystic fibrosis (CF) is a chronic disease that has an impact on Health-Related 
Quality of Life (HRQoL). OBJECTIVES: To identify demographic and clinical factors associated with 
HRQoL in adolescents and young adults with CF. METHODS: The sample comprised adolescent 
and young adult patients with CF. They completed the Cystic Fibrosis Quality of Life (CFQoL) 
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questionnaire, which includes Physical, Social, Treatment, Chest Symptoms, Emotional Functioning, 
Future Concerns, Relationships, Body Image, and Career dimensions. We examined the 
relationships between gender, age, body weight, FEV1, pain, sleep, anxiety, depression and HRQoL. 
RESULTS: The sample comprised 95 patients (aged 14-25 years; female/male: 43.1/56.8%). The 
lowest CFQoL score was observed in Future Concerns. FEV1 and body weight were positively 
associated with Physical Functioning (ss = 0.21; P < 0.01) and Body Image (ss = 0.30; P< 0.01), 
respectively. Females perceived themselves more negatively in Future Concerns (ss = -0.26; P< 
0.01), Relationships (ss = -0.17; P< 0.01) and Career Concerns (ss = -0.20; P < 0.01) than males. 
Pain intensity (ss = -0.37), anxiety (ss = -0.39) and poor sleep quality (ss = -0.21) were negatively 
associated with global CFQoL (P < 0.001). CONCLUSIONS: Pain intensity, anxiety and quality of 
sleep have the broadest impact on HRQoL. Regular assessment of psycho-emotional functioning, 
quality of sleep and pain intensity may improve a patient's well-being. 
https://www.ncbi.nlm.nih.gov/pubmed/30316456 
 
Vaidya, S. and Boes, S. (2018). "Measuring quality of life in children with spinal muscular 
atrophy: a systematic literature review." Qual Life Res 27(12): 3087-3094. 
 
OBJECTIVES: Spinal muscular atrophy (SMA) is a rare, hereditary, autosomal recessive 
neuromuscular disorder that, in its most severe forms, impacts infants and children. Once 
symptomatic, it is characterized clinically by a distinct inability to achieve motor milestones, such 
as the ability to lift the head, sit, stand, or walk. Quality of life (QOL) measurement in very young 
infants presents a particular challenge. Therefore, this review aims to highlight commonly used 
measurement tools and identifies future research opportunities for QOL measurement in SMA. 
METHODS: A systematic literature review was carried out focusing on the various tools used to 
measure QOL in children < 18 years of age with formally diagnosed SMA type I, II, or III. Although 
the disease area of interest was SMA, data on Duchenne's muscular dystrophy were also included 
because of the rare nature of SMA. RESULTS: The Pediatric Quality of Life Inventory was the most 
commonly utilized tool to measure QOL in children; this included the generic and neuromuscular 
modules. No disease-specific tool to capture QOL in children with SMA was identified. Additionally, 
no measurement tools exist for very young infants (i.e., under 12 months) with SMA Type 1. 
CONCLUSIONS: Evolving standards of care will lead to increased interest by stakeholders, on the 
methods used to measure QOL in infants and children across all types of SMA. Generic tools may 
not adequately capture QOL changes in SMA, especially given the age group affected by the 
disease. Further research is required to explore the scope for a disease-focused approach. 
https://www.ncbi.nlm.nih.gov/pubmed/30043243 
 
Vegsund, H. K., Reinfjell, T., Moksnes, U. K., Wallin, A. E., Hjemdal, O. and Eilertsen, M. B. 
(2019). "Resilience as a predictive factor towards a healthy adjustment to grief after the loss 
of a child to cancer." PLoS One 14(3): e0214138. 
 
INTRODUCTION: Grief among bereaved parents is known to cause psychological distress and 
physical illness, but knowledge concerning factors that can contribute to health promotion after 
bereavement is scarce. Childhood cancer remains the most common non-accidental cause of 
death among children in Norway. The aim of the present study was to explore if resilience factors 
among cancer-bereaved parents could predict whether they will be able to come to terms with 
their grief 2-8 years following the loss. METHODS: A Norwegian cross-sectional national survey 
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was conducted among 161 cancer-bereaved parents using a study-specific questionnaire. Logistic 
regression was used to explore whether resilience factors predicted parents' grief outcome 2-8 
years after their loss. RESULTS: On the Resilience Scale for Adults (RSA), three of the resilience 
factors contributed significantly in predicting whether the parents in the present study would come 
to terms with their grief 2-8 years after the loss their child: "Perception of self "(OR 2.08, p = .048), 
"Social resources" (OR 2.83, p = .008) and "Family cohesion" (OR .41, p = .025). The results showed 
a negative relationship between time since loss (2-6 years) and whether the parents answered that 
they had come to terms with their grief (p = < .05). The loss of a parent (OR .30, p = .030) 
combined with the loss of their child had a negative and significant effect on whether they 
indicated that they had processed their grief. CONCLUSION: The total score of RSA and three of 
the six resilient factors contributed significantly in predicting whether cancer-bereaved parents in 
the present study indicated that they had come to terms with their grief to a great extent. The 
present study supports hypotheses that regard resilience as an important contribution in 
predicting healthy outcomes in people exposed to adverse life events. 
https://www.ncbi.nlm.nih.gov/pubmed/30897157 
 
Waddington, D. I. (2018). "Deserve's Got Nothin' to Do With It: A Philosopher Visits the 
NICU." J Patient Exp 5(3): 177-179. 
 
After the death of my daughter Zoe in neonatal intensive care unit (NICU), a colleague asked me 
whether my status as an academic philosopher changed my experience in the NICU. In this short 
narrative, I outline 5 ways in which philosophical perspective helped me understand and cope with 
our hospital experience. 
https://www.ncbi.nlm.nih.gov/pubmed/30214922 
 
Wang, S. and Oldfield, A. (2018). "The effect of music therapy sessions on the interactions 
between children and their parents and how to measure it, with reference to attachment 
theory." Psychiatr Danub 30(Suppl 7): 546-554. 
 
Music therapy and attachment is an expanding field and the number of studies addressing the 
theoretical work is slowly growing. There are both qualitative and quantitative approaches to 
studying the effect of regular music therapy sessions on parent-child interactions and these cover 
a range of patient populations including: children at risk of neglect, parents with a trauma history, 
children coping with bereavement and a large number addressing the disability population, 
including autism spectrum disorder. These studies suggest that music therapy benefits the parent-
child relationship through the improvement communication, especially non-verbal communication, 
and so increased the feeling of closeness and understanding. Following a review of the available 
literature, a pilot study is described using transcripts of video recordings of music therapy sessions, 
and subsequent colour coding and conversion of the data into pie charts provides a potential 
method of analysis that produces an "interaction profile" of each parent-child dyad. Preliminary 
results of this method of analysis suggest that music therapy sessions might be able to improve 
interactions through therapists addressing the power dynamics within a relationship. The new 
method developed in this pilot study to visualise and study the parent-child relationship in music 
therapy sessions was effective and could be used and developed by music therapy researchers in 
the future. 
https://www.ncbi.nlm.nih.gov/pubmed/30439844 
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Warth, M., Koehler, F., Weber, M., Bardenheuer, H. J., Ditzen, B. and Kessler, J. (2019). 
""Song of Life (SOL)" study protocol: a multicenter, randomized trial on the emotional, 
spiritual, and psychobiological effects of music therapy in palliative care." BMC Palliat Care 
18(1): 14. 
 
BACKGROUND: Although patients in palliative care commonly report high emotional and spiritual 
needs, effective psychosocial treatments based on high quality studies are rare. First research 
provides evidence for benefits of psychosocial interventions in advanced cancer care. To 
specifically address end-of-life care requirements, life review techniques and creative-arts based 
therapies offer a promising potential. Therefore, the present study protocol presents a randomized 
controlled trial on the effectiveness of a newly developed music therapy technique that is based on 
a biographically meaningful song ("Song of Life"; SOL). METHODS: In a design with two parallel 
arms, 104 patients at two palliative care units will be randomly assigned to three sessions of either 
SOL (experimental group) or relaxation exercises (control group). Improvements in the 
psychological domain of quality of life will be the primary endpoint, while secondary outcomes 
encompass spiritual well-being, ego-integrity, overall quality of life, and distress. Additionally, 
caregivers will be asked to provide feedback about the treatment. Assessment of biopsychological 
stress markers and qualitative analysis of perceived strengths and weaknesses will complement 
data collection. DISCUSSION: Based on the results of a previous pilot study, we dedicated 
considerable efforts to optimizing the intervention and selecting appropriate outcomes for the 
present trial. We are confident to have designed a methodologically rigorous study that will 
contribute to the evidence-base and help to develop the potential of psychosocial interventions in 
palliative care. TRIAL REGISTRATION: German Clinical Trials Register (DRKS) - DRKS00015308 (date 
of registration: September 07th 2018). 
https://www.ncbi.nlm.nih.gov/pubmed/30700278 
 
Weaver, M. S., Lichtenthal, W. G., Larson, K. and Wiener, L. (2019). "How I approach 
expressing condolences and longitudinal remembering to a family after the death of a 
child." Pediatr Blood Cancer 66(2): e27489. 
 
Bereaved families fear their child being forgotten by those who knew their loved child, including 
their child's oncology team. Thoughtfully timed, family-centric condolences shared by pediatric 
oncology team members have the potential to extend our compassion and kindness toward a 
family during the darkness of grief. Well-intended medical teams sometimes feel "at a loss" in 
terms of what to say to a grieving family and how or when to say it. This paper provides a tangible 
overview of written or verbal condolence communication in a format that can be personalized to 
the provider and the patient's family. 
https://www.ncbi.nlm.nih.gov/pubmed/30318860 
 
Wool, C., Limbo, R. and Denny-Koelsch, E. M. (2018). ""I Would Do It All Over Again": 
Cherishing Time and the Absence of Regret in Continuing a Pregnancy after a Life-Limiting 
Diagnosis." J Clin Ethics 29(3): 227-236. 
 
Parents, after learning of a life-limiting fetal condition (LLFC), experience emotional distress and 
must consider options that impact the remainder of the pregnancy, their future lives, and family 
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members. For those who continue, little is known about their long-term presence or absence of 
regret about their choice, the reasons for this feeling, or its impact on their life. The aim of this 
research was to examine the concept of decision regret in parents who opted to continue a 
pregnancy affected by an LLFC. The contextual factors, conditions, and consequences surrounding 
the presence or absence of regret were analyzed. Data were retrieved from a cross-sectional study 
using the Quality of Perinatal Palliative Care and Parental Satisfaction Instrument. Participants were 
parents (N = 405) who experienced a life-limiting prenatal diagnosis and opted to continue their 
pregnancy. Secondary data analysis examined qualitative responses (121/402) to an item 
addressing regret. Dimensional analysis was used to examine data, identifying context, conditions, 
and consequences associated with the presence or absence of regret. Absence of regret was 
articulated in 97.5 percent of participants. Parents valued the baby as a part of their family and had 
opportunities to love, hold, meet, and cherish their child. Participants treasured the time together 
before and after the birth. Although emotionally difficult, parents articulated an empowering, 
transformative experience that lingers over time. 
https://www.ncbi.nlm.nih.gov/pubmed/30226824 
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Baenziger, P. H. and Moody, K. (2018). "Palliative Care for Children with Central Nervous 
System Malignancies." Bioengineering (Basel) 5(4). 
 
Children with central nervous system (CNS) malignancies often suffer from high symptom burden 
and risk of death. Pediatric palliative care is a medical specialty, provided by an interdisciplinary 
team, which focuses on enhancing quality of life and minimizing suffering for children with life-
threatening or life-limiting disease, and their families. Primary palliative care skills, which include 
basic symptom management, facilitation of goals-of-care discussions, and transition to hospice, 
can and should be developed by all providers of neuro-oncology care. This chapter will review the 
fundamentals of providing primary pediatric palliative care. 
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6315897/ 
 
Bakouny, Z., Assi, T., El Rassy, E., Daccache, K., Kattan, C., Tohme, A., Mouhawej, M. C. and 
Kattan, J. (2019). "Factors associated with the time to first palliative care consultation in 
Lebanese cancer patients." Support Care Cancer 27(4): 1529-1533. 
 
INTRODUCTION: Early palliative care is recommended for cancer patients. However, palliative care 
consults (PCC) are often delayed in Lebanon. The aim of this study was to identify the factors 
associated with timing of PCC and their impact on the place of death. METHODS: This is a 
retrospective, single institution, study conducted at Hotel Dieu de France University Hospital in 
Lebanon. The clinical and demographic characteristics of oncology patients who received PCC 
were obtained. Cox and logistic regression models were used to evaluate the factors determining 
the time to first PCC and location of death, respectively. RESULTS: Two hundred and ten patients 
were included in our analyses with a median age of 69 years (range 22-92 years). The median 
survival times were: overall survival 18.7 months, time to first PCC 17.9 months, and survival post-
PCC 0.6 months. Among patients who were followed-up at home, the median time spent at home 
was 0.6 months. Late PCC were associated with a childless status (HR = 0.57, 95%CI = 0.37-0.86, p 
= 0.007), awareness of the diagnosis (HR = 0.64, 95%CI = 0.45-0.91, p = 0.013), and lack of 
palliative home care (HR = 0.42, 95%CI = 0.25-0.65, p < 0.001). Older patients (OR = 1.03, 95%CI = 
1.01-1.05, p = 0.026) and those who had been followed up at home during the PCC (OR = 160.56, 
95%CI = 21.39-1205.50, p < 0.001) were significantly more likely to have died at home as opposed 
to the hospital. DISCUSSION: Cancer patients often receive PCC only shortly before their death. 
PCC for Lebanese cancer patients were found to be significantly delayed in patients that are 
childless, knowledgeable of their diagnosis, and lack home palliative care. 
https://www.ncbi.nlm.nih.gov/pubmed/30406426 
 
Bertrand, A., Marcault-Derouard, A., Devaux, Y., Bertrand, Y., Bergeron, C., Veyet, V., Cervos, 
M., Filion, S., Goy, F. and Schell, M. (2018). "[Palliative care for children in onco-hematology: 
Role of a specific home-care team]." Bull Cancer 105(9): 771-779. 
 
BACKGROUND/OBJECTIVE: Our home-care unit (HCU) is specialized for pediatric cancer patients 
and has a strong palliative care activity. We believe that the introduction of home-care services can 
influence the place of palliative care and of death as well as the length of hospitalization. We 
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aimed at describing characteristics and care course of patients treated in our HCU, and tried to 
identify some factors contributing to home care at the end of life. DESIGN/METHODS: We 
conducted a retrospective, observational, monocentric study about patients in pediatric onco-
hematology, treated at least one day in our home-care unit, who died between July 1st 2013 and 
December 31st 2015. Statistical analysis was descriptive and analytic. RESULTS: A total of 74 
patients known by our HCU died during study period. Eight were excluded. Forty-three out of 66 
patients died at home. During the last 3 months of life, oncology patients have significantly less 
classical hospitalization, when compared to hematology patients. The implication of general 
physicians (GP) and nurses and information given to the family increase the possibility for home 
death. No significant association was found between ages at death, distance between home and 
hospital, other life conditions and place of death. CONCLUSIONS: Our HCU has a strong palliative 
care activity and a high rate of children dying at home. Good collaborations between our pediatric 
onco-hematology team and our HCU as well as between our HCU and caregivers optimize 
palliative care. 
https://www.ncbi.nlm.nih.gov/pubmed/30251628 
 
Bowmer, G., Sowerby, C. and Duff, A. (2018). "Transition and transfer of young people with 
cystic fibrosis to adult care." Nurs Child Young People 30(5): 34-39. 
 
Treatment for cystic fibrosis (CF) remains arduous and time-consuming, with young people in 
particular struggling to balance these demands with living a 'normal' life. Transferring to adult 
services is an important milestone that should be preceded by a gradual process of empowerment. 
This service evaluation aimed to explore the views of young people with CF before their transfer to 
adult care and to co-produce revisions to the transition and transfer programme. A total of 37 
participants, aged 11-17 years, completed questionnaires during routine clinic visits with 81% 
expressing good knowledge of CF and treatment, and 59% reporting that they undertook their 
own treatment. Only 40% had seen a doctor alone for part of their clinic visit, 64% supported 
recruitment of a youth worker and 48% viewed dedicated adolescent clinics as beneficial. 
Participants expressed overall satisfaction with their care, however, improvements were suggested. 
Based on these suggestions, funding was secured for a youth worker, 'transition' clinics were 
established with children's and adult CF team members, and doctors started seeing young people 
on their own for part of the clinic visit from age 13 years. 
https://www.ncbi.nlm.nih.gov/pubmed/30088702 
 
Cheng, B. T., Rost, M., De Clercq, E., Arnold, L., Elger, B. S. and Wangmo, T. (2019). 
"Palliative care initiation in pediatric oncology patients: A systematic review." Cancer Med 
8(1): 3-12. 
 
Palliative care (PC) aims to improve quality of life for patients and their families. The World Health 
Organization and American Academy of Pediatrics recommend that PC starts at diagnosis for 
children with cancer. This systematic review describes studies that reported PC timing in the 
pediatric oncology population. The following databases were searched: PubMed, Web of Science, 
CINAHL, and PsycInfo databases. Studies that reported time of PC initiation were independently 
screened and reviewed by 2 researchers. Studies describing pilot initiatives, published prior to 
1998, not written in English, or providing no empirical time information on PC were excluded. 
Extracted data included sample characteristics and timing of PC discussion and initiation. Of 1120 
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identified citations, 16 articles met the inclusion criteria and comprised the study cohort. Overall, 
54.5% of pediatric oncology patients received any palliative service prior to death. Data revealed 
PC discussion does not occur until late in the illness trajectory, and PC does not begin until close 
to time of death. Despite efforts to spur earlier initiation, many pediatric oncology patients do not 
receive any palliative care service, and those who do, predominantly receive it near the time of 
death. Delays occur both at first PC discussion and at PC initiation. Efforts for early PC integration 
must recognize the complex determinants of PC utilization across the illness timeline. 
https://www.ncbi.nlm.nih.gov/pubmed/30525302 
 
Chirico, J., Donnelly, J. P., Gupton, A., Cromwell, P., Miller, M., Dawson, C. and Korones, D. 
N. (2019). "Costs of Care and Location of Death in Community-Based Pediatric Palliative 
Care." J Palliat Med 22(5): 517-521. 
 
Background: Children with complex chronic conditions (CCCs) are dying at home with increased 
frequency, yet the number of studies on the financial feasibility of community-based pediatric 
palliative care is limited. Objective: The objectives of this study were to (1) describe characteristics 
of patients who died in a community-based palliative care program and (2) evaluate cost 
differences associated with participant characteristics and location of death. Design: A 
retrospective cohort analysis of administrative and electronic medical record data was employed. 
Setting/Subjects: Children enrolled in the community-based pediatric palliative care program, 
CompassionNet, who died between 2008 and 2015 were included (N = 224). Measurements: 
Demographic data, program expense, and paid claims were extracted from an insurance provider 
database and clinical data from the electronic medical record. Results: Sixty-six (29%) of the 
children were <1 year old at death; 80 (36%) were 1-9 years old, and 78 (35%) were 10-22 years 
old. Malignancy was the most common primary CCC diagnosis for the 158 children/adolescents (n 
= 89, 56%), whereas neuromuscular conditions (n = 20, 30%) were most frequent for infants. Death 
at home occurred 21% of the time for infants, 48% for children of ages 1-9 years, and 46% for 
children of ages 10-22 years. The mean total cost in the final year of life for pediatric patients was 
significantly related to location of death, a malignancy diagnosis, and participation in Medicaid. 
The largest estimated difference was between costs of care associated with death at home 
($121,111) versus death in the hospital ($200,050). Conclusions: Multidisciplinary community-
based pediatric palliative care teams provide the opportunity for a home death to be realized as 
desired. Significant cost differences associated with location of death may support program 
replication and sustainability. 
https://www.ncbi.nlm.nih.gov/pubmed/30730239 
 
Clutier Seguin, J. (2019). "[The care of stillborn babies and their family]." Soins Pediatr 
Pueric 40(306): 22-24. 
 
Practices around the care of stillborn babies have evolved considerably over the last 15 years. 
Perinatal bereavement care requires a team approach to support the parents experiencing this 
ordeal. The place of rituals is important as is the personalisation of the care. The humanity which 
surrounds such moments constitutes the foundation on which the future equilibrium of these 
bereaved families will be based. 
https://www.ncbi.nlm.nih.gov/pubmed/30661776  
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de Mezerac, I. (2019). "[Palliative care in maternity units]." Soins Pediatr Pueric 40(306): 19-
21. 
 
Over recent years, palliative care in maternity units has developed considerably. This is due to the 
evolution of legislation, medicine and requests from many parents, faced with a fatal prenatal 
diagnosis, to continue with the pregnancy and support their baby at birth. In parallel, the neonatal 
intensive care of extremely premature babies has improved significantly. Different situations can 
be concerned by the setting up of palliative care in maternity units. This specific support comprises 
significant challenges. 
https://www.ncbi.nlm.nih.gov/pubmed/30661775 
 
Feraco, A. M. and Wolfe, J. (2018). "Integrating palliative and oncology care: paediatric 
considerations." Lancet Oncol 19(11): e572-e573. 
https://www.ncbi.nlm.nih.gov/pubmed/30344073 
 
 
Gaucher, N., Humbert, N. and Gauvin, F. (2018). "What Do We Know About Pediatric 
Palliative Care Patients Consulting to the Pediatric Emergency Department?" Pediatr Emerg 
Care, 10.1097/pec.0000000000001620. 
 
OBJECTIVES: The objective of this study was to describe the characteristics of pediatric palliative 
care (PPC) patients presenting to a pediatric emergency department (ED) and these patients' ED 
visits. METHODS: This retrospective chart review was conducted from April 1, 2007, to March 31, 
2012, in a tertiary care pediatric university-affiliated hospital. Eligible patients had initial PPC 
consultations during the study period; all ED visits by these patients were included. Data were 
drawn from the ED's electronic data system and patient's medical chart. RESULTS: A total of 290 
new patients were followed by the PPC team, and 94 (32.4%) consulted the ED. Pediatric palliative 
care patients who consulted the ED had a median age of 7 years and baseline diagnoses of cancer 
(39.4%) or encephalopathy (27.7%). No patients died in the ED, but 36 (38.3%) died in hospital 
after an ED visit and 18 (19.1%) within 72 hours of admission. Pediatric palliative care patients 
consulted 219 times, with a median number of visits per patient of 2 (range, 1-8). They presented 
acutely ill as per triage scales. Reasons for consultation included respiratory distress/dyspnea 
(30.6%), pain (12.8%), seizure (11.4%), and fever (9.1%). Patients were often admitted to wards 
(61.2%) and the pediatric intensive care unit (7.3%). Two thirds (65.7%) of patients had signed an 
advanced care directive at the time of their visit. Discussions about goals of care occurred in 37.4% 
of visits. CONCLUSIONS: Pediatric palliative care patients present to the ED acutely ill, often at their 
end of life, and goals of care are not always discussed. This is a first step toward understanding 
how to improve PPC patients' ED care. 
https://www.ncbi.nlm.nih.gov/pubmed/30256320 
 
Hanlon, P., Guerin, S. and Kiernan, G. (2018). "Reflections on the development of a 
therapeutic recreation-based bereavement camp for families whose child has died from 
serious illness." Death Stud 42(9): 593-603. 
 
While bereavement camps serve as a support for children, this study examines a therapeutic 
recreation-based camp for families who have lost a child. The study triangulated documents, 
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researcher reflection, and staff interviews to highlight the themes of Searching & Finding, Getting 
to Know, Finding the Balance, and Joining. Developing opportunistically through internal and 
external factors, the camp's evolution represents a closing of the loop, from supporting families of 
living children to also supporting the families of children who have died. Understanding the 
camp's evolution may facilitate other programs by highlighting the challenges in developing the 
program and the lessons learned. 
https://www.ncbi.nlm.nih.gov/pubmed/29338601 
 
Howard Sharp, K. M., Russell, C., Keim, M., Barrera, M., Gilmer, M. J., Foster Akard, T., 
Compas, B. E., Fairclough, D. L., Davies, B., Hogan, N., Young-Saleme, T., Vannatta, K. and 
Gerhardt, C. A. (2018). "Grief and growth in bereaved siblings: Interactions between 
different sources of social support." Sch Psychol Q 33(3): 363-371. 
 
The objective was to characterize the relation between different sources of school-based social 
support (friends, peers, and teachers) and bereaved siblings' grief and grief-related growth and to 
examine whether nonparental sources of social support buffer the effects of low parent support on 
bereaved siblings. Families (N = 85) were recruited from cancer registries at 3 pediatric institutions 
3-12 months after a child's death. Bereaved siblings were 8-18 years old (M = 12.39, SD = 2.65) 
and majority female (58%) and White (74%). During home visits, siblings reported their perceptions 
of social support from parental and nonparental sources using the Social Support Scale for 
Children, as well as grief and grief-related growth using the Hogan Sibling Inventory of 
Bereavement. Parent, friend, and teacher support were positively correlated with grief-related 
growth, whereas parent and peer support were negatively correlated with grief for adolescents. 
Teacher and friend support significantly moderated the association between parent support and 
grief such that teacher and friend support accentuated the positive effects of parent support. 
Friend and peer support moderated associations between parent support and grief/growth for 
adolescents but not children. School-based social support, namely from friends, peers, and 
teachers, appears to facilitate the adjustment of bereaved siblings. Findings suggest that bereaved 
siblings may benefit from enhanced support from teachers and friends regardless of age, with 
middle/high school students particularly benefitting from increased support from close friends and 
peers. (PsycINFO Database Record 
https://www.ncbi.nlm.nih.gov/pubmed/30234359 
 
Jacobs, P., MacMahon, K. and Quayle, E. (2018). "Transition from school to adult services for 
young people with severe or profound intellectual disability: A systematic review utilizing 
framework synthesis." J Appl Res Intellect Disabil 31(6): 962-982. 
 
BACKGROUND: The transition to adulthood has been described as a difficult time in the lives of 
young people with intellectual disability. There has been little emphasis on young people with 
severe or profound intellectual disability specifically, even though their pathways may differ, due to 
greater support needs across the life course. METHODS: A systematic review was conducted 
utilising Bronfenbrenner's ecological model to inform framework analysis to synthesise qualitative 
findings. RESULTS: Taking an ecological perspective proved valuable. The transition process was 
described as stressful and barriers were identified across the ecological levels. Parents accounted 
for the majority of participants in studies, and the needs of young people and their parents 
emerged as highly interdependent. CONCLUSION: Themes reflect the complex nature of the 
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question what adulthood should look like for individuals with severe or profound intellectual 
disability. There is a lack of involvement of multiple stakeholders and young people themselves 
within studies. 
https://www.ncbi.nlm.nih.gov/pubmed/29932264 
 
Kaye, E. C., Gattas, M., Kiefer, A., Reynolds, J., Zalud, K., Li, C., Lu, Z. and Baker, J. N. (2019). 
"Provision of Palliative and Hospice Care to Children in the Community: A Population Study 
of Hospice Nurses." J Pain Symptom Manage 57(2): 241-250. 
 
CONTEXT: Approximately 500,000 children in the United States suffer from life-limiting illnesses 
each year, many of whom are hospice eligible each year. Few hospice agencies, however, offer 
formal pediatric programs. OBJECTIVE: To determine the levels of experience and comfort of 
hospice nurses who provide care to children and families in the community. METHODS: A cross-
sectional survey was developed to assess hospice nurse experience/comfort across the domains of 
symptom management, end-of-life care, goals of care, family-centered care, and bereavement. The 
survey was pilot tested and distributed to hospice nurses across a tristate region. RESULTS: A total 
of 551 respondents across 71 hospices completed surveys. The majority of nurses reported no 
training in pediatric palliative or hospice care (89.8%), with approximately half reporting <5 years 
of hospice experience (53.7%) and no pediatric hospice experience (49.4%). Those with pediatric 
hospice experience reported limited opportunities to maintain or build their skills, with the 
majority providing care to children several times a year or less (85.7%). Nurses reported feeling 
somewhat or very uncomfortable providing services to children during the illness trajectory and at 
the end of life across all domains. CONCLUSION: Children with serious illness who receive care 
from local hospices often interface with nurses who lack training, experience, and comfort in the 
provision of palliative and hospice care to pediatric patients. These findings should inform future 
development and investigation of educational resources, training programs, and child- and family-
centered policies to improve the delivery of palliative and hospice care to children in the 
community. 
https://www.ncbi.nlm.nih.gov/pubmed/30391654 
 
Kenten, C., Ngwenya, N., Gibson, F., Flatley, M., Jones, L., Pearce, S., Wong, G., Black, K. M., 
Haig, S., Hough, R., Hurlow, A., Stirling, L. C., Taylor, R. M., Tookman, A. and Whelan, J. 
(2019). "Understanding care when cure is not likely for young adults who face cancer: a 
realist analysis of data from patients, families and healthcare professionals." BMJ Open 9(1): 
e024397. 
 
OBJECTIVES: To understand the experiences of young adults with cancer for whom cure is not 
likely, in particular what may be specific for people aged 16-40 years and how this might affect 
care. DESIGN: We used data from multiple sources (semi-structured interviews with people with 
cancer, nominated family members and healthcare professionals, and workshops) informed by a 
preliminary programme theory: realist analysis of data within these themes enabled revision of our 
theory. A realist logic of analysis explored contexts and mechanisms affecting outcomes of care. 
SETTING: Three cancer centres and associated palliative care services across England. 
PARTICIPANTS: We aimed for a purposive sample of 45 people with cancer from two groups: those 
aged 16-24 years for whom there may be specialist cancer centres and those 16-40 years cared for 
through general adult services; each could nominate for interview one family member and one 
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healthcare professional. We interviewed three people aged 16-24 years and 30 people 25-40 years 
diagnosed with cancer (carcinomas; blood cancers; sarcoma; central nervous system tumours) with 
a clinician-estimated prognosis of <12 months along with nominated family carers and healthcare 
professionals. 19 bereaved family members and 47 healthcare professionals participated in 
workshops. RESULTS: Data were available from 69 interviews (33 people with cancer, 14 family 
carers, 22 healthcare professionals) and six workshops. Qualitative analysis revealed seven key 
themes: loss of control; maintenance of normal life; continuity of care; support for professionals; 
support for families; importance of language chosen by professionals; and financial concerns. 
CONCLUSIONS: Current care towards end of life for young adults with cancer and their families 
does not meet needs and expectations. We identified challenges specific to those aged 16-40 
years. The burden that care delivery imposes on healthcare professionals must be recognised. 
These findings can inform recommendations for measures to be incorporated into services. 
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6352841/ 
 
Kerr, H., Price, J., Nicholl, H. and O'Halloran, P. (2018). "Facilitating transition from 
children's to adult services for young adults with life-limiting conditions (TASYL): 
Programme theory developed from a mixed methods realist evaluation." Int J Nurs Stud 86: 
125-138. 
 
BACKGROUND: Improvements in care and treatment have led to more young adults with life-
limiting conditions living beyond childhood, necessitating a transition from children's to adult 
services. Given the lack of evidence on interventions to promote transition, it is important that 
those creating and evaluating interventions develop a theoretical understanding of how such 
complex interventions may work. OBJECTIVES: To develop theory about the interventions, and 
organisational and human factors that help or hinder a successful transition from children's to 
adult services, drawing on the experience, knowledge, and insights of young adults with life-
limiting conditions, their parents/carers, and service providers. DESIGN: A realist evaluation using 
mixed methods with four phases of data collection in the island of Ireland. Phase one: a 
questionnaire survey of statutory and non-statutory organisations providing health, social and 
educational services to young adults making the transition from children's to adult services in 
Northern Ireland and one Health Services Executive area in the Republic of Ireland. Phase two: 
interviews with eight young adults. Phase three: two focus groups with a total of ten 
parents/carers. Phase four: interviews with 17 service providers. Data were analysed seeking to 
explain the impact of services and interventions, and to identify organisational and human factors 
thought to influence the quality, safety and continuity of care. RESULTS: Eight interventions were 
identified as facilitating transition from children's to adult services. The inter-relationships between 
these interventions supported two complementary models for successful transition. One focused 
on fostering a sense of confidence among adult service providers to manage the complex care of 
the young adult, and empowering providers to make the necessary preparations in terms of 
facilities and staff training. The other focused on the young adults, with service providers 
collaborating to develop an autonomous young adult, whilst actively involving parents/carers. 
These models interact in that a knowledgeable, confident young adult who is growing in decision-
making abilities is best placed to take advantage of services - but only if those services are 
properly resourced and run by staff with appropriate skills. No single intervention or stakeholder 
group can guarantee a successful transition. Rather, service providers could work with young 
adults and their parents/carers to consider desired outcomes, and the range of interventions, in 
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light of the organisational and human resources available in their context. This would allow them 
to supplement the organisational context where necessary and select interventions that are more 
likely to deliver outcomes in that context. 
https://www.ncbi.nlm.nih.gov/pubmed/30005314  
 
Khalid, F. and Chong, L. A. (2019). "National Pediatric Palliative Care Needs from Hospital 
Deaths." Indian J Palliat Care 25(1): 135-141. 
 
Objective: The objective of this study was to estimate palliative care needs and to describe the 
cohort of children with life-limiting illnesses (LLI) dying in hospitals. Design: This study was a 
retrospective cohort study. The national hospital admissions database was reviewed and children 
who had died who had life-limiting illnesses were identified. Setting: This study was conducted at 
Ministry of Health hospitals, Malaysia. Patients: Children aged 18 years and below who had died 
between January 1, 2012 and December 31, 2014. Main Outcome Measures: Life-limiting 
diagnoses based on Hain et al.'s directory of LLI or the ACT/RCPCH categories of life-limiting 
disease trajectories. Results: There were 8907 deaths and 3958 (44.4%) were that of children with 
LLI. The majority, 2531 (63.9%) of children with LLI were neonates, and the most common 
diagnosis was extreme prematurity <28 weeks with 676 children (26.7%). For the nonneonatal age 
group, the median age at admission was 42 months (1-216 months). A majority, 456 (32.0%) had 
diagnoses from the ICD-10 chapter "Neoplasms" followed by 360 (25.3%) who had a diagnoses 
from "Congenital malformations, deformations, and chromosomal abnormalities" and 139 (9.7%) 
with diagnoses from "Disease of the nervous system." While a majority of the terminal admissions 
were to the general ward, there were children from the nonneonatal age group, 202 (14.2%) who 
died in nonpediatric wards. Conclusion: Understanding the characteristics of children with LLI who 
die in hospitals could contribute toward a more efficient pediatric palliative care (PPC) service 
development. PPC service should include perinatal and neonatal palliative care. Palliative care 
education needs to extend to nonpediatric healthcare providers who also have to manage children 
with LLI. 
https://www.ncbi.nlm.nih.gov/pubmed/30820116 
 
Lebrun-Harris, L. A., McManus, M. A., Ilango, S. M., Cyr, M., McLellan, S. B., Mann, M. Y. and 
White, P. H. (2018). "Transition Planning Among US Youth With and Without Special Health 
Care Needs." Pediatrics 142(4). 
 
BACKGROUND: Researchers have shown that most youth with special health care needs (YSHCN) 
are not receiving guidance on planning for health care transition. This study examines current 
transition planning among US youth with and without special health care needs (SHCN). 
METHODS: The 2016 National Survey of Children's Health is nationally representative and includes 
20 708 youth (12-17 years old). Parents and/or caregivers were asked if transition planning 
occurred, based on the following elements: (1) doctor or other health care provider (HCP) 
discussed the eventual shift to an HCP who cares for adults, (2) an HCP actively worked with youth 
to gain self-care skills or understand changes in health care at age 18, and (3) youth had time 
alone with an HCP during the last preventive visit. Sociodemographic and health system 
characteristics were assessed for associations with transition planning. RESULTS: Nationally, 17% of 
YSHCN and 14% of youth without SHCN met the overall transition measure. Older age (15-17 
years) was the only sociodemographic factor associated with meeting the overall transition 
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measure and individual elements for YSHCN and youth without SHCN. Other sociodemographic 
characteristics associated with transition planning differed among the 2 populations. Receipt of 
care coordination and a written plan was associated with transition planning for YSHCN. 
CONCLUSIONS: This study reveals that few youth with and without SHCN receive transition 
planning support. It underscores the need for HCPs to work with youth independently and in 
collaboration with parents and/or caregivers throughout adolescence to gain self-care skills and 
prepare for adult-focused care. 
https://www.ncbi.nlm.nih.gov/pubmed/30224366 
 
Levy, K., Grant, P. C., Depner, R. M., Tenzek, K. E., Pailler, M. E., Beaupin, L. K., Breier, J. M. 
and Byrwa, D. J. (2019). "The Photographs of Meaning Program for Pediatric Palliative 
Caregivers: Feasibility of a Novel Meaning-Making Intervention." Am J Hosp Palliat Care 
36(7): 557-563. 
 
BACKGROUND: Research indicates that informal caregiving can have intense physical and mental 
impact on the individual. Relative to caregivers of adults, pediatric palliative caregivers appear less 
in literature despite experiencing greater mental, physical, financial, and social strain. There is 
limited research on the creation and evaluation of interventions specifically for this population 
despite clear need. OBJECTIVE: This study aims to evaluate the feasibility and engagement of the 
Photographs of Meaning Program, a modified meaning-making intervention for pediatric palliative 
caregivers. DESIGN: Participants completed a pre-post intervention meaning-in-life measure. Over 
a 9-week period, participants followed a meaning-making curriculum whereby they created and 
shared photo narratives via social media. As part of the intervention, a community photo exhibition 
was held featuring these photo narratives. Exit interviews were also conducted at study close. 
SETTING/PARTICIPANTS: Nine individuals providing informal care to children in a pediatric 
palliative care program participated in the intervention. All participants were female and are older 
than 18 years. Settings for research include participant homes and at The Center for Hospice and 
Palliative Care in Cheektowaga, New York. RESULTS: Participants posted 95 photographs and 96 
narratives during the intervention, posting on average once each week. Statistical analysis within 
the small sample indicated an increased presence of meaning in the lives of participants ( P = 
.022). Exit interviews conveyed satisfaction with the intervention. CONCLUSIONS: Findings suggest 
that the Photographs of Meaning Program is a practical intervention with life-enhancing potential 
for pediatric palliative. Future research should aim to collect additional evidence of the 
intervention's effectiveness. 
https://www.ncbi.nlm.nih.gov/pubmed/30665322 
 
Liljenquist, K., O'Neil, M. E. and Bjornson, K. F. (2018). "Utilization of Physical Therapy 
Services During Transition for Young People With Cerebral Palsy: A Call for Improved Care 
Into Adulthood." Phys Ther 98(9): 796-803. 
 
Background: Many young adults with cerebral palsy (CP) face limited participation in activities, 
including employment and independent living. Physical therapy during the transition period can 
help to support participation through promotion of self-care, ambulation, and functional mobility. 
Thus, ensuring appropriate access to physical therapy services for young people who can benefit 
from them before, during, and after transition is imperative. Objective: The objective of this study 
was to identify factors contributing to the utilization of physical therapy services for youth with CP 
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both during and after secondary school. Design: The design was a deidentified secondary analysis 
of the National Longitudinal Transition Study 2 (NLTS2). Methods: Multivariate regression models 
were run to examine demographic and disability characteristics influencing utilization of physical 
therapy services for youth with CP both during and after secondary school. Results: The total 
weighted population sample included 35,290 young people with CP. When all youth were in 
secondary school, 59.4% of the youth utilized physical therapy services; however, once all youth 
were out of school, only 33.7% of them were reported to have utilized physical therapy since 
leaving secondary school. For young people with difficulties accessing general disability support 
services, demographic characteristics, including sex, race, income, and parent education status, 
influenced use of physical therapy services in addition to disability characteristics. Limitations: This 
population sample included only young people in special education with Individual Education 
Plans (IEPs) and may not generalize to young people with CP in general education settings. 
Conclusions: Frequency of physical therapy services decreases drastically once young adults with 
CP leave secondary school. Future work should examine this trend in more depth to identify 
therapy intervention strategies to optimize participation in young adult life for persons with CP. 
https://www.ncbi.nlm.nih.gov/pubmed/29893905 
 
Linnemann, R. W., Friedman, D., Altstein, L. L., Islam, S., Bach, K. T., Georgiopoulos, A. M., 
Moskowitz, S. M. and Yonker, L. M. (2019). "Advance Care Planning Experiences and 
Preferences among People with Cystic Fibrosis." J Palliat Med 22(2): 138-144. 
 
BACKGROUND: Advance care planning (ACP) is recommended for people with cystic fibrosis (CF), 
yet guidance for optimal implementation is lacking. OBJECTIVE: To assess ACP-related thoughts, 
comfort level, and preferences among people with CF to guide evidence-based routine 
implementation of ACP in the CF clinic. DESIGN: A cross-sectional survey assessed ACP-related 
experiences and preferences. SUBJECTS: Thirty-eight adolescents and adults with CF from an urban 
CF center. RESULTS: Few subjects reported talking to their CF team about ACP care preferences 
(5%) or completing advance directives detailing desired medical treatments (11%). However, most 
participants worried about living with advanced disease (84%) and felt comfortable discussing ACP 
preferences with CF providers (92%). Subjects largely preferred that ACP conversations occur when 
they are generally healthy, in the outpatient setting, and with any familiar CF team member. 
Disease severity was not associated with frequency of worry about living with advanced disease, 
comfort level with ACP discussions, or ACP setting preferences. CONCLUSIONS: People with CF 
worry about advanced disease and feel comfortable discussing ACP, but need more guidance to 
understand and document ACP choices. CF patient experiences and preferences support 
implementation of an early, active approach to ACP for people with CF. 
https://www.ncbi.nlm.nih.gov/pubmed/30335569 
 
Lockwood, B. and Humphrey, L. (2018). "Supporting Children and Families at a Child's End 
of Life: Pediatric Palliative Care Pearls of Anticipatory Guidance for Families." Child Adolesc 
Psychiatr Clin N Am 27(4): 527-537. 
 
Mental health professionals can play a key role in helping pediatric patients and their families 
prepare for and endure the death of a child. Impactful interventions include assisting a family's 
transition toward acceptance of a child's pending death, using prognostication as a tool in 
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emotional preparedness, and education on expectant symptoms to optimize management and 
sense of caregiver efficacy. 
https://www.ncbi.nlm.nih.gov/pubmed/30219215 
 
Lyons-Warren, A. M. (2019). "Update on Palliative Care for Pediatric Neurology." Am J Hosp 
Palliat Care 36(2): 154-157. 
 
It has long been recognized that patients with neurological conditions, and particularly pediatric 
neurology patients, are well suited for palliative care because they frequently have a high symptom 
burden and variable prognoses. In 1996, the American Academy of neurology formally recognized 
a need for neurologists to "understand and apply the principles of palliative medicine." 
Subsequently, some reviews have proposed a simultaneous care model in which palliative care is 
integrated for all neurology patients from the time of diagnosis. This article will review the current 
status of palliative care in pediatric neurology and discuss barriers to its integration. 
https://www.ncbi.nlm.nih.gov/pubmed/29996656 
 
McLoughlin, A., Matthews, C. and Hickey, T. M. (2018). ""They're kept in a bubble": 
Healthcare professionals' views on transitioning young adults with congenital heart disease 
from paediatric to adult care." Child Care Health Dev 44(5): 736-745. 
 
BACKGROUND: Due to medical advances, growing numbers of adolescents with congenital heart 
disease (CHD) survive into adulthood and transferring from paediatric to adult healthcare. This 
transfer is significant step in a young person's life, and this study examines the views of Irish 
healthcare professionals' on how best to manage this transition. METHODS: Purposeful sampling 
was used to invite participation by healthcare professionals (HCPs) from a variety of disciplines 
whose caseloads include adolescents and young adults with CHD. Fourteen professionals 
participated in semistructured interviews regarding their experiences of the transition process and 
their recommendations. Data were collected during Spring 2016 and analysed using thematic 
analysis. RESULTS: Results indicated that the current approach to transition and transfer could be 
improved. Professionals identified barriers hindering the transition process such as cultural and 
attitudinal differences between HCPs dealing with child and adult patients, inadequate preparation 
and education of patients about their condition, parental reluctance to transfer, and concern about 
parents' role in on-going treatment. Measures such as better support and education for both the 
patients and their parents were recommended, in order to facilitate a smoother transition process 
for all parties involved. Additionally, HCPs identified the need for better collaboration and 
communication, both between paediatric and adult healthcare professionals and between 
hospitals, to ensure greater continuity of care for patients. CONCLUSIONS: Action is required in 
order to improve the current transition process. Measures need to be taken to address the barriers 
that currently prevent a smooth transition process for young adult CHD patients. Professionals 
recommended the implementation of a structured transition clinic to deal with the wide variety of 
needs of transitioning adolescent patients and their families. Recommendations for future research 
are also made. 
https://www.ncbi.nlm.nih.gov/pubmed/29882316 
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Murrell, D. V., Crawford, C. A., Jackson, C. T., Lotze, T. E. and Wiemann, C. M. (2018). 
"Identifying Opportunities to Provide Family-centered Care for Families With Children With 
Type 1 Spinal Muscular Atrophy." J Pediatr Nurs 43: 111-119. 
 
STUDY PURPOSE: The purpose of this qualitative study was to understand, from the parent 
perspective, the experience of the family whose child has Type 1 spinal muscular atrophy (Type 1 
SMA), in the emergency center, hospital, and clinical care settings to identify opportunities for 
improved family-centered care (FCC). DESIGN AND METHODS: This study used a qualitative 
descriptive design with individual or small group interviews guided by a semi-structured 
questionnaire. Reviewers used framework analysis to identify gaps in the provision of FCC and 
opportunities for improvement with respect to services health professionals may provide families 
of children with Type 1 SMA. RESULTS: Nineteen families with 22 children with Type 1 SMA 
participated. Results are organized according to eight basic tenets of FCC. Family-to-family 
interactions strongly impacted participants' decision-making and perceived level of support. 
Participants valued strong family/provider partnerships, feeling heard and respected by their 
providers, and receiving complete education regarding disease trajectory. CONCLUSIONS: Our 
analyses revealed both successful application of FCC and gaps in care where FCC could have been 
used to benefit families who have children with Type 1 SMA. As a pediatric chronic illness affects 
the whole family, FCC is important in maintaining the providers' focus on the family during the 
child's care. PRACTICE IMPLICATIONS: There are opportunities for nursing, social work, care 
managers and others to engage as care coordinators to explain the family's goals and values to 
the medical team. Care coordinators help ensure understanding between families and providers, 
empowering the family to articulate their hopes and concerns. 
https://www.ncbi.nlm.nih.gov/pubmed/30266528 
 
Ng, S. K. F., Keenan, N., Swart, S. and Berry, M. J. (2018). "Palliative care in a tertiary 
neonatal intensive care unit: a 10-year review." BMJ Support Palliat Care, 10.1136/bmjspcare-
2018-001538. 
 
OBJECTIVES: When active treatment is no longer in the best interests of the patient, redirection of 
care to palliation is an important transition. We review, within a tertiary neonatal intensive care unit 
(NICU), the journey leading to the decision to redirect care, the means of symptom control and the 
provision of psychosocial supports. METHODS: A retrospective review of all 166 deaths of NICU-
affiliated patients during a 10- year epoch. Medical notes were reviewed, and the provision and 
type of, or barriers to, effective palliative care was defined. RESULTS: Extreme prematurity 
accounted for 71/145 (49%) of deaths with relatively high proportions of Maori 17/71 (25%) and 
Pacific Islanders 9/71 (13%). Almost all eligible infants received some form of palliation. Transition 
from curative to palliative care was refused by the family in a single case. Median time from 
decision to redirect care until first recorded action was 80 min, and median time from action until 
death was 60 min. The majority of infants received some form of comfort cares, (128/166) most 
commonly morphine (94/128, 73%). Three infants had documented seizure activity or respiratory 
distress but did not receive any pharmacological intervention. Psychosocial supports were offered 
in 98/145 (67%) of cases, but only 71/145 (49%) of families were formally offered an opportunity to 
discuss the infant's clinical course after their death. CONCLUSIONS: Clinical documentation of care 
plans was often incomplete, potentially leading to inconsistent delivery of care, increased risk of 
symptom breakthrough and/or inadequate psychosocial supports for family. Formal individualised 
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palliative care plans are under development to standardise documentation and improve 
therapeutic and psychosocial interventions available to the infant and their family. 
https://www.ncbi.nlm.nih.gov/pubmed/30470701 
 
Nijhof, S. L., Vinkers, C. H., van Geelen, S. M., Duijff, S. N., Achterberg, E. J. M., van der Net, 
J., Veltkamp, R. C., Grootenhuis, M. A., van de Putte, E. M., Hillegers, M. H. J., van der Brug, 
A. W., Wierenga, C. J., Benders, M., Engels, R., van der Ent, C. K., Vanderschuren, L. and 
Lesscher, H. M. B. (2018). "Healthy play, better coping: The importance of play for the 
development of children in health and disease." Neurosci Biobehav Rev 95: 421-429. 
 
Play is of vital importance for the healthy development of children. From a developmental 
perspective, play offers ample physical, emotional, cognitive, and social benefits. It allows children 
and adolescents to develop motor skills, experiment with their (social) behavioural repertoire, 
simulate alternative scenarios, and address the various positive and negative consequences of their 
behaviour in a safe and engaging context. Children with a chronic or life-threatening disease may 
face obstacles that negatively impact play and play development, possibly impeding 
developmental milestones, beyond the actual illness itself. Currently, there is limited understanding 
of the impact of (1) aberrant or suppressed play and (2) play-related interventions on the 
development of chronic diseased children. We argue that stimulating play behaviour enhances the 
adaptability of a child to a (chronic) stressful condition and promotes cognitive, social, emotional 
and psychomotor functioning, thereby strengthening the basis for their future health. Systematic 
play research will help to develop interventions for young patients, to better cope with the 
negative consequences of their illness and stimulate healthy development. 
https://www.ncbi.nlm.nih.gov/pubmed/30273634 
 
Noyes, J., Pritchard, S., Pritchard, A., Bennett, V. and Rees, S. (2018). "Conflicting realities 
experienced by children with life-limiting and life-threatening conditions when transitioning 
to adult health services." J Adv Nurs 74(12): 2871-2881. 
 
AIMS: The aim of this study was to report a secondary qualitative analysis exploring the cultural 
and practical differences that young people and parents experience when transitioning from 
children's to adult services. BACKGROUND: Despite two decades of research and quality 
improvement initiatives, young people with life-limiting and life-threatening conditions still find 
transition unsatisfactory. DESIGN: Secondary analysis: 77 qualitative interviews with children and 
young people (20), parents (35), siblings (1), professionals (21). METHODS: Qualitative framework 
analysis completed 2017. FINDINGS: Six conflicting realities were identified: Planning to live and 
planning to die with different illness trajectories that misaligned with adult service models; being 
treated as an adult and the oldest "patient" in children's services compared with being treated as a 
child and the youngest "patient" in adult services; being a "child" in a child's body in children's 
services compared with being a "child" in an adult's body in adult services for those with learning 
impairments; being treated by experienced children's professionals within specialist children's 
services compared with being treated by relatively inexperienced professionals within generalist 
adult services; being relatively one of many with the condition in children's services to being one 
of very few with the condition in adult services; meeting the same eligibility criteria in children's 
services but not adult services. CONCLUSION: Inequity and skills deficits can be addressed through 
targeted interventions. Expanding age-specific transition services, use of peer-to-peer social 
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media, and greater joint facilitation of social support groups between health services and not-for-
profit organizations may help mitigate age dilution and social isolation in adult services. 
https://www.ncbi.nlm.nih.gov/pubmed/30047155 
 
Pinkerton, R., Donovan, L. and Herbert, A. (2018). "Palliative Care in Adolescents and Young 
Adults With Cancer-Why Do Adolescents Need Special Attention?" Cancer J 24(6): 336-341. 
 
Meeting shortfalls in the provision of care to adolescents and young adults with cancer has 
focused largely on improving outcomes and psychosocial support. A significant percentage of 
adolescents and young adults with cancer will die of disease because of initial poor prognosis 
conditions or disease relapse. In adults, progress has been made in the concept of an integrated 
cancer/palliative care service. In pediatric oncology, the application of this philosophy of care has 
lagged behind somewhat. In the case of adolescents, particularly those with advanced cancer, the 
palliative care needs, in a broader sense than only end-of-life care, are often not adequately met, 
irrespective of whether treatment is delivered in a pediatric or adult cancer service. There are a 
number of age-specific aspects to palliative and supportive care for adolescents. Complex 
interactions between clinicians, parents, and patients potentially limit the young person's ability to 
influence care planning. The wide variation in real or perceived competency at this age, the 
developmental challenges in relation to behavior, communication, and coping strategy all require 
particular professional expertise that is not always available. 
https://www.ncbi.nlm.nih.gov/pubmed/30480579 
 
Plymire, C. J., Miller, E. G. and Frizzola, M. (2018). "Retrospective Review of Limitations of 
Care for Inpatients at a Free-Standing, Tertiary Care Children's Hospital." Children (Basel) 
5(12). 
 
Limited studies exist regarding the timing, location, or physicians involved in do-not-resuscitate 
(DNR) order placement in pediatrics. Prior pediatric studies have noted great variations in practice 
during end-of-life (EOL) care. This study aims to analyze the timing, location, physician specialties, 
and demographic factors influencing EOL care in pediatrics. We examined the time preceding and 
following the implementation of a pediatric palliative care team (PCT) via a 5-year, retrospective 
chart review of all deceased patients previously admitted to inpatient services. Thirty-five percent 
(167/471) of the patients in our study died with a DNR order in place. Sixty-two percent of patients 
died in an ICU following DNR order placement. A difference was noted in DNR order timing 
between patients on general inpatient units and those discharged to home compared with those 
in the ICUs (p = 0.02). The overall DNR order rate increased following the initiation of the PCT from 
30.8% to 39.2% (p = 0.05), but no change was noted in the rate of death in the ICUs. Our study 
demonstrates a variation in the timing of death following DNR order placement when comparing 
ICUs and general pediatric floors. Following the initiation of the PCT, we saw increased DNR 
frequency but no change in the interval between a DNR order and death. 
https://www.ncbi.nlm.nih.gov/pubmed/30544741 
 
Rocha, A. M. O., de Mello, M. J. G., Torres, J. R. D., Valenca, N. O., Maia, A. C. A. and 
Cavalcanti, N. V. (2018). "Palliative Care in Congenital Syndrome of the Zika Virus 
Associated with Hospitalization and Emergency Consultation: Palliative Care and Congenital 
Syndrome of Zika." J Trop Med 2018: 1025193. 
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Background: Congenital syndrome of Zika virus (CSZV) is associated with neuromotor and 
cognitive developmental disorders, limiting the independence and autonomy of affected children 
and high susceptibility to complications, so palliative care needs to be discussed and applied. Aim: 
To identify factors associated with emergency visits and hospitalizations of patients with CSZV and 
clinical interventions performed from the perspective of palliative care. Design: This is a cross-
sectional study with bidirectional longitudinal component. Data were collected between May and 
October 2017 through the review of medical records and interviews with relatives of patients 
hospitalized. Setting/Participants: The study was developed in a tertiary care hospital involving 
patients with confirmed CSZV born as of August 2015 and followed up until October 2017. Patients 
under investigation were excluded. Results: 145 patients were followed up at the specialized 
outpatient clinic, 92 (63.5%) were consulted at least once in the emergency room, and 49% had 
already been hospitalized, with the main reason being neurological causes, while 24.1% had never 
required any emergency visit or hospitalization. No risk factors were associated with the 
occurrence of consultations or hospitalizations. Such events happened at an early age and were 
accompanied by a high number of invasive procedures and interventions. An approach in palliative 
care was only identified in two hospitalized patients. Conclusions: For the patient with known 
severe malformations caused by congenital infection by the Zika virus with indication of palliative 
care, this approach could be used in order to allow life without suffering and disproportionate 
invasive method. 
https://www.ncbi.nlm.nih.gov/pubmed/30405727 
 
Rusalen, F., Cavicchiolo, M. E., Lago, P., Salvadori, S. and Benini, F. (2018). "Perinatal 
palliative care: is palliative care really available to everyone?" Ann Palliat Med 7(4): 487-488. 
https://www.ncbi.nlm.nih.gov/pubmed/31324614 
 
 
Seddighzadeh, R. P., Lawrence, K., Hamby, T. and Hoeft, A. (2018). "Influence of Palliative 
Care on Medical Treatment of Pediatric Patients with Complex Chronic Diseases at Cook 
Children's Medical Center." J Palliat Med 21(11): 1617-1620. 
 
BACKGROUND: Literature in adult palliative care (PC) boasts fewer invasive procedures, shorter 
lengths of stay, and decreased cost of care. Benefits of pediatric PC are under-researched and are 
important to identify to optimize care. OBJECTIVE: Our aim was to estimate the influence and 
utilization of PC on pediatric patient care. DESIGN: We evaluated the electronic medical record of 
43 patients at Cook Children's Medical Center (CCMC) with complex chronic conditions, who died 
between January 1, 2013, and December 31, 2014, comparing the length and frequency of 
hospitalizations, number of medications administered and procedures performed, and established 
limits of resuscitation between patients who received PC and those who did not. MEASUREMENTS: 
Data analyses were performed using SAS Enterprise (version 6.1; SAS Institute, Inc., Cary, NC). 
Continuous variables were described as medians and ranges and analyzed with Wilcoxon rank-sum 
test for ordinal data. Categorical variables were described as percentages and analyzed with chi-
square test of independence. Repeated-measures analyses were performed utilizing multilevel 
linear modeling, which examined the data at the level of the 236 visits rather than the 43 patients. 
RESULTS: Twelve (28%) eligible patients were seen by PC. PC patients had more hospitalizations, 
longer lengths of stay, and fewer medications and procedures than those patients without PC 
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services. PC patients were also more likely to have a medical orders for scope of treatment in 
place. CONCLUSION: These data demonstrate that PC services at CCMC are underutilized and 
support the need for PC services by decreased medications and procedures and identified family 
wishes for medical treatment. 
https://www.ncbi.nlm.nih.gov/pubmed/30070934 
 
Short, S. R. and Thienprayoon, R. (2018). "Pediatric palliative care in the intensive care unit 
and questions of quality: a review of the determinants and mechanisms of high-quality 
palliative care in the pediatric intensive care unit (PICU)." Transl Pediatr 7(4): 326-343. 
 
This article reviews the state and practice of pediatric palliative care (PC) within the pediatric 
intensive care unit (PICU) with specific consideration of quality issues. This includes defining PC 
and end of life (EOL) care. We will also describe PC as it pertains to alleviating children's suffering 
through the provision of "concurrent care" in the ICU environment. Modes of care, and attendant 
strengths, of both the consultant and integrated models will be presented. We will review salient 
issues related to the provision of PC in the PICU, barriers to optimal practice, parental, and staff 
perceptions. Opportunity areas for quality improvement and the role of initiatives and measures 
such as education, family-based initiatives, staff needs, symptom recognition, grief, and 
communication follow. To conclude, we will look to the literature for PC resources for pediatric 
intensivists and future directions of study. 
https://www.ncbi.nlm.nih.gov/pubmed/30460185 
 
Sourkes, B. M. (2018). "Children's Artwork: Its Value in Psychotherapy in Pediatric Palliative 
Care." Child Adolesc Psychiatr Clin N Am 27(4): 551-565. 
 
Pediatric palliative care is a comprehensive treatment approach (physical, psychological, social, 
spiritual) for children living with life-threatening conditions. These patients and siblings, as well as 
children of ill parents, face extraordinary psychological challenges. Structured art techniques 
incorporated into psychotherapy can be powerful for children dealing with life-and-death realities. 
This article provides the rationale, instructions, and examples for 3 techniques that the author has 
adapted for children facing illness and bereavement. Although these art techniques are simple to 
administer, they frequently evoke complex and powerful responses and thus are intended for use 
by or in consultation with mental health professionals. 
https://www.ncbi.nlm.nih.gov/pubmed/30219217 
 
Spraker-Perlman, H. L., Tam, R. P., Bardsley, T., Wilkes, J., Farley, L., Moore, D., Sheetz, J. and 
Baker, J. N. (2019). "The Impact of Pediatric Palliative Care Involvement in the Care of 
Critically Ill Patients without Complex Chronic Conditions." J Palliat Med 22(5): 553-556. 
 
Background: The impact of pediatric palliative care (PPC) is well established for children with 
chronic complex diseases. However, PPC likely also benefits previously healthy children with acute 
life-threatening conditions. Objective: To determine the incidence and impact of PPC for previously 
healthy patients who died in a pediatric hospital. Design: Retrospective chart review of all pediatric 
deaths over four years. Setting/Subjects: Patients were 0 to 25 years old, died during an inpatient 
stay at an academic pediatric hospital >/=48 hours after admission, and had no complex chronic 
conditions (CCCs) before admission. Measurements: One hundred sixty-seven patients met the 
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eligibility criteria. Most died in intensive care settings (n = 149, 89%), and few (n = 34, 20%) 
received PPC consultations or services. Results: Patients who received PPC services were more 
likely to receive a multidisciplinary care conference than did patients without PPC support (70.5% 
vs. 39.9%; p = 0.001), which also occurred earlier for patients who received PPC services (seven 
days vs. two days before death; p = 0.04). Most patients had documented end-of-life planning in 
their medical records; however, this occurred earlier for patients who received PPC consultation 
(9.5 days before death) than for those who did not (two days before death; p < 0.0001). Patients 
receiving PPC support (67.7%) were also more likely to have a do-not-resuscitate/intubate order 
before death than those who did not (39.9%; p = 0.004). Conclusions: Pediatric patients without 
known CCCs who subsequently die as inpatients benefit from PPC in terms of goals of care 
discussions and documentation of end-of-life care preferences. 
https://www.ncbi.nlm.nih.gov/pubmed/30589623 
 
Spruit, J. L. and Prince-Paul, M. (2019). "Palliative care services in pediatric oncology." Ann 
Palliat Med 8(Suppl 1): S49-s57. 
 
Pediatric cancer has experienced significant improvement in overall survival rates over the past 
several decades. Despite this progress, however, it remains the leading cause of death from 
disease beyond infancy in children. Among the children and adolescents that survive their cancer 
diagnosis, significant symptom burden and toxicities of therapy are often experienced. The 
evidence presented affords great insight in to the current empirical support for pediatric palliative 
care involvement, current utilization of palliative care services in the care of children with cancer 
and their families, and barriers that have been identified to date. Positive trends toward increased, 
appropriate integration of palliative care services in the care of children with cancer and their 
families have been observed. Continued research, advocacy, and education are necessary to 
optimize the care of this vulnerable population of patients and their families. 
https://www.ncbi.nlm.nih.gov/pubmed/29860857  
 
Stegemann, T., Geretsegger, M., Phan Quoc, E., Riedl, H. and Smetana, M. (2019). "Music 
Therapy and Other Music-Based Interventions in Pediatric Health Care: An Overview." 
Medicines (Basel) 6(1). 
 
Background: In pediatric health care, non-pharmacological interventions such as music therapy 
have promising potential to complement traditional medical treatment options in order to 
facilitate recovery and well-being. Music therapy and other music-based interventions are 
increasingly applied in the clinical treatment of children and adolescents in many countries world-
wide. The purpose of this overview is to examine the evidence regarding the effectiveness of music 
therapy and other music-based interventions as applied in pediatric health care. Methods: 
Surveying recent literature and summarizing findings from systematic reviews, this overview covers 
selected fields of application in pediatric health care (autism spectrum disorder; disability; epilepsy; 
mental health; neonatal care; neurorehabilitation; pain, anxiety and stress in medical procedures; 
pediatric oncology and palliative care) and discusses the effectiveness of music interventions in 
these areas. Results: Findings show that there is a growing body of evidence regarding the 
beneficial effects of music therapy, music medicine, and other music-based interventions for 
children and adolescents, although more rigorous research is still needed. The highest quality of 
evidence for the positive effects of music therapy is available in the fields of autism spectrum 
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disorder and neonatal care. Conclusions: Music therapy can be considered a safe and generally 
well-accepted intervention in pediatric health care to alleviate symptoms and improve quality of 
life. As an individualized intervention that is typically provided in a person-centered way, music 
therapy is usually easy to implement into clinical practices. However, it is important to note that to 
exploit the potential of music therapy in an optimal way, specialized academic and clinical training 
and careful selection of intervention techniques to fit the needs of the client are essential. 
 
Taylor, N., Liang, Y. F. and Tinnion, R. (2018). "Neonatal palliative care: a practical checklist 
approach." BMJ Support Palliat Care, 10.1136/bmjspcare-2018-001532. 
 
OBJECTIVES: Following publication of detailed national neonatal palliative care guidance, practical 
regional guidance, in the form of multidisciplinary 'checklists', was implemented aiming to improve 
the quality of neonatal palliative care. METHODS: Case note audit was used to examine the quality 
of locally delivered neonatal palliative care before and after regional guidance implementation. 
RESULTS: 27 patients were allocated to the 'before' cohort and 10 to the 'after' cohort. 
Introduction of the checklists was apparently associated with improvements in domains of pain 
relief and comfort care, monitoring, fluids and nutrition, completion of diagnostics, treatment 
ceiling decisions, resuscitation status and discussion with parents. Other support for parents was 
poorly adhered to. CONCLUSION: Regional guidance improved some aspects of palliative care 
delivery though other areas remained suboptimal. Other strategies, for example, consultation with 
paediatric palliative care services, need to be considered to further improve the quality of palliative 
care delivered to babies with life-limiting illnesses. 
https://www.ncbi.nlm.nih.gov/pubmed/30224406 
 
Thorvilson, M. J., Manahan, A. J., Schiltz, B. M. and Collura, C. A. (2019). "Homeward Bound: 
A Case Series of Cross-Cultural Care at End of Life, Enhanced by Pediatric Palliative 
Transport." J Palliat Med 22(4): 464-467. 
 
For most families, the preferred location of death for their child is home, yet most children still die 
in the hospital. Many children with life-threatening and life-limiting illness are medically 
dependent on technology, and palliative transport can serve as a bridge from the intensive care 
unit to the family's home to achieve family-centered goals of care. Palliative transport may also 
present an opportunity to prioritize cultural care and rituals at end of life which cannot be 
provided in the hospital. We describe a case series of pediatric patients from communities 
espousing markedly diverse cross-cultural values and limited financial resources. Specific cultural 
considerations at end of life for these children included optimizing the presence of the shared 
community or tribe, the centrality of healing rituals, and varied attitudes toward withdrawal of life-
sustaining medical treatment. By addressing each of these components, we were able to 
coordinate palliative transport to enhance cross-cultural care and meaning at end of life for 
children with life-limiting illness. 
https://www.ncbi.nlm.nih.gov/pubmed/30513050 
 
Toccafondi, A., Bonacchi, A., Mambrini, A., Miccinesi, G., Prosseda, R. and Cantore, M. 
(2018). "Live music intervention for cancer inpatients: The Music Givers format." Palliat 
Support Care 16(6): 777-784. 
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ABSTRACTObjective:The present study intended to evaluate the impact of a standardized format-
called the "Music Givers," based on a single session of music intervention followed by a buffet-on 
the psychological burden and well-being of hospitalized cancer patients. METHOD: The Distress 
Thermometer (DT), the Hospital Anxiety and Depression Scale (HADS), and self-reported visual 
analogue scales (score range = 1-10) to assess pain, fatigue, and five areas of well-being (i.e., 
physical, psychological, relational, spiritual, and overall well-being) were administered to 242 
cancer patients upon admission to and at discharge from the hospital. Among them, 103 were 
hospitalized during which time a live concert took place (intervention group), whereas 139 patients 
were hospitalized when it did not (control group). RESULTS: Compared to the control group, 
patients in the intervention group demonstrated less distress at discharge according to the DT 
(adjusted estimate of difference = -0.8, p = 0.001), lower HADS-Anxiety (-1.7, p &lt; 0.001) and 
HADS-Depression scores (-1.3, p = 0.001), and higher scores on all the well-being scales, with the 
exception of spiritual well-being. In addition, no between-group differences were found in terms of 
pain and fatigue scores at discharge. SIGNIFICANCE OF RESULTS: The one-session format of the 
Music Givers intervention is an effective, standardized, easy-to-replicate, and low-cost intervention 
that reduces psychological burden and improves the well-being of hospitalized cancer patients. 
Listening to live music and the opportunity to establish better relationships between patients and 
staff could explain these results. 
https://www.ncbi.nlm.nih.gov/pubmed/28347381 
 
Weekly, T., Riley, B., Wichman, C., Tibbits, M. and Weaver, M. (2019). "Impact of a Massage 
Therapy Intervention for Pediatric Palliative Care Patients and Their Family Caregivers." J 
Palliat Care 34(3): 164-167. 
 
CONTEXT: All inpatient children receiving pediatric palliative care consults at a free-standing 
children's hospital. OBJECTIVES: To explore the impact of massage therapy on pediatric palliative 
care patients' symptom burden and medication use pattern, to describe the impact of massage 
therapy on family caregiver distress, and to report on bedside nursing staff perception of massage 
therapy for children and their families. METHODS: A 1-time point, single-center exploratory study 
offering 10-minute bedside massage to children receiving palliative care and 10-minute massage 
to their family caregivers. RESULTS: A total of 135 massages were provided to children and their 
caregivers. Difference in child Face, Legs, Activity, Cry, Consolability scale (FLACC) score was 
detectable (P < .0001) with the median (interquartile range [IQR]) before FLACC score being 2 (1-3) 
and after FLACC score being 0 (0-1). Difference in "as-needed" pain medication usage in the 24 
hours before and after the massage was detectable (P = .0477). Median difference in family 
caregiver distress with massage was -3.0 (IQR = 2.0, P < .0001). Bedside nurses (100%) reported 
massage to be a meaningful way to care for their families and patients. CONCLUSION: Massage 
therapy is a potentially meaningful intervention for pediatric palliative care patients with noted 
impact on symptom burden, benefit to family caregivers, and acceptance by nursing staff. 
https://www.ncbi.nlm.nih.gov/pubmed/30465468 
 
Wiener, L., Rosenberg, A. R., Lichtenthal, W. G., Tager, J. and Weaver, M. S. (2018). 
"Personalized and yet standardized: An informed approach to the integration of 
bereavement care in pediatric oncology settings." Palliat Support Care 16(6): 706-711. 
 

https://www.ncbi.nlm.nih.gov/pubmed/28347381
https://www.ncbi.nlm.nih.gov/pubmed/30465468


153 
 

OBJECTIVE: The death of a child has been associated with adverse parental outcomes, including a 
heightened risk for psychological distress, poor physical health, loss of employment income, and 
diminished psychosocial well-being. Psychosocial standards of care for centers serving pediatric 
cancer patients recommend maintaining at least one meaningful contact between the healthcare 
team and bereaved parents to identify families at risk for negative psychosocial sequelae and to 
provide resources for bereavement support. This study assessed how this standard is being 
implemented in current healthcare and palliative care practices, as well as barriers to its 
implementation. METHOD: Experts in the field of pediatric palliative care and oncology created a 
survey that was posted with review and permission on four listservs. The survey inquired about 
pediatric palliative and bereavement program characteristics, as well as challenges and barriers to 
implementation of the published standards of care.ResultThe majority of participants (N = 100) 
self-reported as palliative care physicians (51%), followed by oncologists (19%). Although 59% of 
staff reported that their center often or always deliver bereavement care after a child's death, 
approximately two-thirds reported having no policy for the oncology team to routinely assess 
bereavement needs. Inconsistent types of bereavement services and varying duration of care was 
common. Twenty-eight percent of participants indicated that their center has no systematic 
contact with bereaved families after the child's death. Among centers where contacts are made, 
the person who calls the bereaved parent is unknown to the family in 30% of cases. Few centers 
(5%) use a bereavement screening or assessment tool.Significance of resultsLack of routine 
assessment of bereavement needs, inconsistent duration of bereavement care, and tremendous 
variability in bereavement services suggest more work is needed to promote standardized, policy-
driven bereavement care. The data shed light on multiple areas and opportunities for 
improvement. 
https://www.ncbi.nlm.nih.gov/pubmed/29386073 
 
Wool, C. and Catlin, A. (2019). "Perinatal bereavement and palliative care offered 
throughout the healthcare system." Ann Palliat Med 8(Suppl 1): S22-s29. 
 
The aims of this article are twofold: (I) provide a general overview of perinatal bereavement 
services throughout the healthcare system and (II) identify future opportunities to improve 
bereavement services, including providing resources for the creation of standardized care 
guidelines, policies and educational opportunities across the healthcare system. Commentary is 
provided related to maternal child services, the neonatal intensive care unit (NICU), prenatal clinics, 
operating room (OR) and perioperative services, emergency department (ED), ethics, chaplaincy 
and palliative care services. An integrated system of care increases quality and safety and 
contributes to patient satisfaction. Physicians, nurses and administrators must encourage 
pregnancy loss support so that regardless of where in the facility the contact is made, when in the 
pregnancy the loss occurs, or whatever the conditions contributing to the pregnancy ending, 
trained caregivers are there to provide bereavement support for the family and palliative symptom 
management to the fetus born with a life limiting condition. The goal for respectful caregiving 
throughout an entire hospital system is achievable and critically important. 
https://www.ncbi.nlm.nih.gov/pubmed/30525773 
 
Yotani, N. and Kizawa, Y. (2018). "Specialist Palliative Care Service for Children With Life-
Threatening Conditions: A Nationwide Survey of Availability and Utilization." J Pain 
Symptom Manage 56(4): 582-587. 
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CONTEXT: According to the International Observatory on End of Life Care, the level of pediatric 
palliative care in Japan is Level 2 (capacity building) and the current status of palliative care for 
children in Japan has not been clarified. OBJECTIVES: The objective of the study was to clarify the 
availability and utilization of specialist palliative care services among children with life-threatening 
conditions in Japan. METHODS: A questionnaire was administered to assess the availability of 
specialist palliative care services among children with life-threatening conditions. All 427 certified 
regional cancer centers having hospital-based adult palliative care teams, 15 certified children's 
cancer centers having pediatric palliative care teams, and 368 medical institutions having a 
certified palliative care unit were surveyed. RESULTS: Fifteen to twenty-one percent of adult 
palliative care teams and more than 90% of pediatric palliative care teams had experience 
providing palliative care to children with cancer. By contrast, only 2%-3% of adult palliative care 
teams and 15% of pediatric palliative care teams had experience providing care for the noncancer 
population. An estimated 12% of children with cancer in Japan used hospital-based palliative care 
teams in 2015. Eight children used a palliative care unit in 2015, and of those, seven (88%) had a 
solid tumor. An estimated 1.3% of children with cancer who died in Japan used a palliative care 
unit. CONCLUSION: An estimated 12% of children with cancer in Japan used hospital-based 
palliative care teams and an estimated 1.3% of children with cancer who died in Japan used a 
palliative care unit in 2015. 
https://www.ncbi.nlm.nih.gov/pubmed/29909002 
 
Zernikow, B., Szybalski, K., Hubner-Mohler, B., Wager, J., Paulussen, M., Lassay, L., Jorch, N., 
Weber, C., Schneider, D. T., Janssen, G., Oommen, P. T., Kuhlen, M., Brune, T., Wieland, R., 
Schundeln, M., Kremens, B., Langler, A., Prokop, A., Kiener, R., Niehues, T., Rose, M., 
Baumann-Kohler, M., Poppelmann, M., Thorer, H., Irnich, M., Sinha, K., Wolfe, J. and 
Schmidt, P. (2019). "Specialized pediatric palliative care services for children dying from 
cancer: A repeated cohort study on the developments of symptom management and quality 
of care over a 10-year period." Palliat Med 33(3): 381-391. 
https://www.ncbi.nlm.nih.gov/pubmed/30537890 
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