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WEDNESDAY  

25th MAY 2022 
 

Opening Ceremony 
 

17.30 Opening ceremony 

Auditorium (Basement Level) Welcomes 

Silvia Lefebvre D’Ovidio, Franca Benini, Ann Goldman, Stefan J. Friedrichsfdorf 

 

Keynote lecture 
‘From IMPaCCT to GO-PPaCCS: Listening and responding to evolving needs’ 

Julia Downing 

 

Les Amis d’Antonio Lefebvre D’Ovidio Young Researcher Award  

 

Two-way Parent/Clinician Discussion 
‘Are you listening?’ 

Melissa Platt with Michelle Meiring 

 

The Fondazione Charlemagne Award for Best Video Keynote Lecture 
 

‘Why do we hear but don’t listen?’ 

Matteo Asti 

 

Presentation Vittorio Ventafridda Award 

 

 Keynote Lecture 
‘Listening and Learning’ 

Ann Goldman 

 

Entertainment interlude 

 

Icebreaker - Welcome Cocktail 

 

THURSDAY  

26th MAY 2022 
 

08.30 Auditorium (Basement Level) Gaining insight 

Managing conflict between clinicians and parents 

Sarah Barclay 
09.00 Auditorium (Basement Level) Plenary session: Communication 

Moderators: Stefan J. Friedrichsdorf & Myra Bluebond-Langner 

• When the clinician speaks…and nobody hears: Discussing the prognosis 

Anna Garchakova 

• Considering what your child is up against, what are you hoping for? Elicit goals of care 

when children are facing serious illness 

Justin N. Baker 

• “I don’t want you to inform my child”: a clinical and cultural dilemma 

Lynda Brook 
10.30 Coffee break  
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11.00 Oral Abstract presentations (3 parallel sessions) Auditorium 

(Basement Level) 
Working session 1: Education and Training 

Moderators: Myra Bluebond-Langner & Poh-Heng Chong 
• PARENT (PArents REsources maNagement Training): an innovative training program for 

caregivers of long term ventilated children with rare diseases 

Anna Zanin 
• An ongoing educational program approach in building a children’s palliative care 

network 

Marco Bolognani 
• Implementing skills in pediatric palliative care: training of the multidisciplinary 

team of a Pediatric Hospice in Italy Federico Pellegatta 

• Tell me and I forget, teach me and I may remember, involve me and I learn 

Michelle Meiring 
 

San Francesco Room (Ground Floor) Working session 2: 
Symptoms Moderators: Finella Craig & Julie Hauer 

• Calming dysautonomic storm in children 

Aurora Madrid Rodríguez 
• Evaluating agreement between children and proxy measures of symptoms via the 

Memorial Symptom Assessment Scale (MSAS) Anna-Karenia Anderson 

• Neuropathic pain in patients with cancer attended by a paediatric palliative care unit 

Íñigo de Noriega 
• Gastrointestinal symptoms. Prevalence and treatment in a pediatric palliative care 

population from a Latin American country 

Mercedes Bernadá 

 
San Bernardino da Siena Room (Ground Floor) Working session 3: 
Mothers and Family Moderators: Alex Mancini & Daniel Garros 

• The mental health of mothers of children with a life-limiting condition; a comparative 

cohort study 

Lorna Fraser 
• The physical health of mothers of children with a life-limiting condition; a comparative 

cohort study 

Lorna Fraser 
• Dynamics of grief in parents during their child’s end-of-life: A qualitative study 

Eline Kochen 
• Parental well-being and quality of life after losing a child due to a life-limiting 

diagnosis: A nationwide survey in Denmark 

Camilla Lykke 

 
12.00 Lunch and Poster visit 
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13.30 Oral Abstract presentations (3 parallel sessions) Auditorium 

(Basement Level) 
Working session 4: Quality of Life 

Moderators: Emma Beecham & Momcilo Jankovic 
• Quality of life and family impact of a life threatening condition on caregivers of children 

receiving palliative care 

María de los Ángeles Dallo Campos 
• The meaning of ‘normality’ among children and young people with life-limiting or life-

threatening conditions 

Debbie Braybrook 
• What defines high quality care? Parental perspectives on key services and behaviors 

delivered by health care providers of seriously ill young children: A constructivist grounded 

theory study 

Felicia Jia Ler Ang 
• Series on Quality of Life for Children with Cancer: Improving palliative care health literacy 

among parents and caregivers 

Ximena Garcia 

San Francesco Room (Ground Floor) 
Working session 5: Organisation, Planning and Implementation 

Moderators: Julia Downing & Lorna Fraser 
• Paediatric palliative oncology across Switzerland: A cross-sectional survey 

Eddy Carolina Pedraza Salcedo 
• Developing a new hospital-based pediatric palliative care programme: analysis of critical 

components 

Martin Loucka 
• Opportunities and challenges of a shared paediatric palliative care team in two hospitals 

Sarmila Lalbahadoersing-Jharap & Suzanne Hofman 
• On the road of pediatric palliative care…from an integrated care pathway for chidren with 

complex chronic condition (CCC) to a complete home based program (HBP). AUSL Bologna 

experience 

Elisa Mazzoni 

San Bernardino da Siena Room (Ground Floor) Working session 6: 
Miscellaneous 

Moderators: Huda Abu Saad & Marcello Orzalesi 
• Medical complexity and care intensity on a pediatric palliative care hospital ward 

Sophie Stoesslein 
• Is the Family Talk Intervention feasible in pediatric oncology? An evaluation of a 

family-based psychosocial intervention 

Malin Lövgren 

• “We still suffer from the consequences”. Experiences of family members of children 

with spinal muscular atrophy during the COVID-19 pandemic - a nationwide study 

Ulrika Kreicbergs 
• DAT - Direction to Anticipated care plan in Time: 

experience of a Regional Pediatric Palliative Care Network 

Caterina Agosto 
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14.30 Poster visit (Coffee station) 

15.00 Auditorium (Basement Level) 
Presentation of the ‘The Giro D’Italia of CPC’ awareness project 

15.15 Auditorium (Basement Level) 

Les Amis d’Antonio Lefebvre D’Ovidio Young Researcher Award-1st prize winning abstract 
Sport in Pediatric Palliative Care 

Irene Avagnina 

15.30 Auditorium (Basement Level) 

Plenary session: Pain treatment and prevention in children with serious ilness from infancy to 

adolescence 

Moderators: Mercedes Bernadá & Finella Craig 
• Multimodal Analgesia in PPC 

Poh-Heng Chong 
• Analgesia in children with progressive neurologic, metabolic or chromosomally 

based condition with impairment of the central nervous system 

Julie Hauer 
• Cannabinoids for Pain Management: Are they safe or effective? 

Andrew Rice 

17.00 Auditorium (Basement Level) 
Plenary Focus Session: The Children’s Palliative Care provider of the future: Listening to the 

users 

Moderator: Ann Goldman 
• Innovation in children’s palliative care: What do 50 leaders in 27 countries say? 

Jonty Roland 
• The principles and practice of co-design in children’s palliative care 

Alessandro Masserdotti 

 

 

FRIDAY  

27th MAY 2022 
 

08.30 Auditorium (Basement Level) 
Gaining insight: The impact of Covid19 visitors’ restrictions: Listening to families 

Daniel Garros 

 
09.00 Auditorium (Basement Level) Plenary Session: 

Accompanying children - Listening to their concerns and fears 

Moderators: Daniel Garros & Michelle Meiring 
• Of dying 

Ana Lacerda 
• Of living: quality of Life 

Emma Beecham 
• Of being different: social inclusion 
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10.30 Coffee break 

 
11.00 Oral Abstract presentation (3 parallel sessions) Auditorium 

(Basement Level) 
Working session 7: The Child 

Moderators: Lynda Brook & Michelle Meiring 
• Do we really share decision-making for children with life-limiting conditions? 

Sid Vemuri 
• Advanced care planning to Protect The Wishes of the child and family 

Irene Avagnina 
• What do young people with life-limiting conditions want professionals to know about 

transition? 

Archana Soman 
• What are the beliefs of healthcare professionals on the role of 

non-invasive ventilation in children with chronic respiratory failure and life-limiting 

conditions? 

Fiona Healy 

San Francesco Room (Ground Floor) Working session 8: Drugs, 

Pain and Sedation 

Moderators: Stefan J. Friedrichsdorf & Ana Lacerda 
• Evaluation of polypharmacy in paediatric hospice users 

Veronica Neefjes 
• Sedation at the end of life in patients treated by Paediatric Palliative Care Teams. Multicentre 

observational study 

Maria José Peláez Cantero 
• Exploring palliative sedation therapy (PST) practices among pediatric palliative care and 

pain medicine physicians 

Andrea Cuviello 
• POP UP: Pediatric off-label and polypharmacy use in palliative care 

Fernando Baratiri 

 
San Bernardino da Siena Room (Ground Floor) Working session 9: 
Ethics and Spirituality Moderators: Richard Bauer & Justin N. Baker 

• Analysis of the spirituality, religiosity and life philosophy of parents of children with 

palliative needs 

Pau Miquel Diego 
• Developing tools for health care professionals to support parents with existential care 

needs, an action research study 

Marije Brouwer 
• Selected ethical issues in palliative care for children 

Marketa Kralovcova & Jiri Kralovec 
• Parental ethical decision making and the implications for advanced care planning: results 

of a systematic review and secondary analysis of qualitative literature 

Veronica Neefjes 

 
12.00 Lunch and Poster visit 
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13.30 Oral Abstract presentation (3 parallel sessions) Auditorium 

(Basement Level) 

Working session 10: Siblings 

Moderators: Mercedes Bernadá & Amy Volans 
• Family bonding as a result of the Family Talk intervention in pediatric oncology – siblings’ 

experiences 

Kerstin Ivéus 
• “We don’t know what’s happening because we’re not there” What matters to 

siblings of children with serious illness? Anna Roach 

• The family impact of caring for children with severe neurological impairment 

John Allen 
• Support needs of siblings of children with Metachromatic leukodystrophy, the parents’ 

experiences 

Torun Marie Vatne 

 
San Francesco Room (Ground Floor) Working session 11: 

Perinatal/Neonatal Moderators: Daniel Garros & Tara Kerr-Elliott 

• End-of-life decisions in neonates: a comprehensive overview of estimates, views and 

experiences based on three recently finished studies 

Laure Dombrecht 
• Integration of palliative care in the pediatric cardiac intensive care unit: An added layer of 

support for patients, families and staff 

Priya Bhat 
• A case of Mitchell Riley Syndrome: when the team’s work is winning! 

Anna Nardella 
• “Collateral beauty”. Experiences and needs of medical and non-medical professionals caring 

for parents continuing pregnancy after life-limiting prenatal fetal diagnosis: A grounded 

theory study 

Konstanze Wiesner 

San Bernardino da Siena Room (Ground Floor) Working session 12: 

Innovative proposals/interventions Moderators: Marijke Kars & Poh-Heng 

Chong 
• Making sense of words: the way to a better integration between pediatric oncology and 

pediatric palliative care 

Lucia De Zen 
• Elise’s Legacy Library: An online mindfulness tool for pediatric patients, caregivers, and 

providers 

Claire Crawford & Marial Biard 
• Listening to the stories of the war in Ukraine to guide a response to the needs of children and 

staff in children’s palliative care. The importance of social media platforms as a means to 

communicate 

Joan Marston 
• VOICE (Virtual Online vs In-presence Communication Educational) Project 

Anna Santini 
 

14.30 Poster visit (coffee station) 
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15.00 Auditorium (Basement Level) 
Plenary session: Prevention and treatment of distressing symptoms in children with 

serious illness from infancy to adolescence Moderators: Poh-Heng Chong & Ana Lacerda 

• Gastrointestinal symptoms 

Mercedes Bernadá 
• Respiratory symptoms 

Finella Craig 
• Psychiatric and mental health disorders 

Momcilo Jankovic 

 
16.30 Auditorium (Basement Level) 

Focus Session: Children’s palliative care in humanitarian crises: Listening to Ukraine 

Moderator: Joan Marston 

With the participation of: Richard Bauer, Stefan J. Friedrichsdorf, Marta Salek 

 

SATURDAY 

28th MAY 2022 

 
08.30 Auditorium (Basement Level) 

Gaining insight: Children communicating without words 

Amy Volans 

 
09.00 Auditorium (Basement Level) Plenary Session: 

Stand by me - Bereavement support after the death of a child 

Moderators: Alison Penny & Richard Bauer 
• Listening and acknowledging grief 

Jan Aldridge 
• Cultural differences in bereavement 

Arnaldo Pangrazzi 
• Addressing Spiritual issues 

Christina Puchalski 

10.30 Coffee break 

11.00 Auditorium (Basement Level) Roundtable 

discussion: 

Listening and learning from one another - a global overview 

Moderators: Joan Marston & Marcello Orzalesi 
• Christoph Ostgathe - Europe 

• Huda Abu Saad - Middle East 

• Emmanuel Luyirika - Africa 

• Poh-Heng Chong - Asia 

• Justin N. Baker - North America 

• Mary Ann Muckaden - India 

• Mercedes Bernadá - South America 

• Karyn Bycroft - New Zealand 

 
12.30 Auditorium (Basement Level) Closing Ceremony 

Conclusions 

Ann Goldman, Stefan J. Friedrichsdorf 
Thanks & arrivederci 

Franca Benini  
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POSTER EXHIBITION 
 

 

Exhibition 

N° 
Title Main Author 

1 
Use of palliative chemotherapy in South Africa: National 
survey of paediatric oncologists 

Ane Buchner 

2 
Use of palliative chemotherapy in South Africa: Experience 
in a single unit 

Ane Buchner 

3 
Comparison of care in the last month of life of pediatric 
cancer patients based on the provision of pediatric 
palliative care 

Iñigo de Noriega 

4 
Nursing interventions in deceased pediatric patients with 
cancer 

Íñigo de Noriega 

5 
Supporting Parents of Children with Palliative and Complex 
Health Care Needs in a Time of Crisis: A Health and Social 
Care System-wide Response 

Linda Maynard 

6 
Developing a Regional Children’s Specialist Palliative Care 
Service: Analysis of Caseload and Consultant in Paediatric 
Palliative Care Activity between 2010 and 2020 

Linda Maynard 

7 

Developing and implementing a Training Needs Analysis 
(TNA) to better understand the learning and development 
needs of a multi-professional  children’s palliative care 
(CPC) workforce 

Linda Maynard 

8 
Educational Intervention in “home context”. The Paediatric 
Palliative Care Team of AUSL Bologna experience 

Silia Soffritti 

9 
A transition-medicine model from pediatric to adult 
service: the continuity of care in a multidisciplinary 
approach 

Silvia Soffritti 

10 
The concept of "quality of life" in Pediatrics: bioethical 
criteria and new proposals 

Luigi Zucaro 

11 
Coping with the disease: is spirituality a resource for 
children and families? 

Luigi Zucaro 

12 
Palliative Care and Volunteering at a Children’s Hospital: 
starting of a “special” training 

Cinzia Montagna 

13 

“Listen! Really Listen!”: How do we advocate to stake 
holders, media and government to take palliative care for 
children seriously, and to implement the 67<sup>th</sup> 
WHA resolution for palliative care? 

Michelle Meiring 

14 

The role of child and youth care workers in paediatric 
palliative care: establishing a treatment programme for 
inclusion of specialised social services to children needing 
palliative care 

Michelle Meiring 

15 
The role of physiotherapist and speech therapist in a 
multidisciplinary Home Based Program (HBP): AUSL 
Bologna experience 

Maria 
Francesca 

Porcù 

16 
Subcutaneous infusion for Palliative Sedation in a 
Northern-Italy Neonatal Intensive Care Unit: a case series 

Piero Catenazzi 
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17 
Poetry as a means of cultural, gender-based, existential and 
emotional expression for children and adolescents in a 
children's hospice in South Africa 

Joan Marston 

18 
Effectiveness of remote support groups for families during 
Covid-19 pandemic 

Anda Jansone 

19 
Supporting hope in an adolescent with brain, lung and neck 
metastases from an osteosarcoma 

Anja Lee 

20 
Individual  and Team Resiliency Strategies to Mitigate 
Clinician Distress : A Review of the Literature 

Regina Okhuysen-Cawley 

21 
Parents' opinion on the transition of childcare with artificial 
lung ventilation to adult care 

Sofja Tomase 

22 
The Psychological Care in the specialistic Paediatric 
Palliative Care (PPC): a psychological parallel support to 
child/adolescent and their parents 

Monica Minetto 

23 
Grief management and psycho-emotional repercussions in 
nurses involved in the care of incurable children 

Federico Pellegatta 

24 
The caregivers' burden on the home therapy management 
in pediatric palliative care 

Francesca Burlo 

25 
Super Siblings Day– prevention of psychosocial adverse 
effects as a part of the management strategy at Children’s 
Hospitals for siblings of children with chronic illness 

Julie Høgh Rasmussen 

26 
The BOOST advance care planning intervention for 
adolescents with cancer and their parents to improve 
communication: development, acceptability and feasibility 

Anne van Driessche 

27 
Quality of end-of-life care for children dying with cancer: A 
population-level retrospective cohort study using face-
validated quality indicators 

Veerle Piette 

28 
Cancer in childhood: risk and protective factors for the 
psychological well-being of adolescents 

Elena Bergami 

29 
The use of Gestalt Play Therapy (GPT) in the Paediatric 
Palliative Care (PPC): the accompaniment of a dying 
adolescent 

Arianna Pezzutto 

30 
From prenatal diagnosis to neonatal intensive care: 
possible ways to promote Perinatal Palliative Care (PPC) 
among healthcare professionals 

Francesca Bevilacqua 

31 
The adolescent struggling for hemodialysis not to define 
him: corporeity, identity and stigma 

Fernanda Mieto 

32 
Perceptions of facilitators and barriers for early referral to 
pediatric palliative care perceived by Chilean pediatricians 

Diego Ceballos Yáñez 

33 
The Impact of Specialized Palliative Care on Place of Death 
in Children with Life-Limiting Condition: Four-year 
Experience of Palliative Care Provision in Tertiary Hospital 

Lucie Hrdlickova 

34 
“Now I speak as a palliative care doctor.” Challenges and 
opportunities of working simultaneously in palliative care 
and other discipline 

Hana Marie Dvorakova 

35 
Feasibility evaluation of SOFUS - a new pediatric family 
grief program 

Pernille Bidstrup 

36 
Radiotherapy for the treatment of problematic drooling in 
a child with a life limiting condition: a case study 

Alison Cashell 
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37 
Palliative care in a national pediatric oncology center in the 
Netherlands : results of the first 24 months 

Mariska Nieuweboer 

38 
The spiritual dimension of parents' experiences of taking 
care of a seriously ill child: a systematic review 

Marijanne Engel 

39 
Lusophone Group of Paediatric Palliative Care: fostering 
care in Portuguese 

Ana Forjaz de Lacerda 

40 
Parent-reported experience measures of care for children 
with serious illnesses: a scoping review 

Felicia Jia Ler Ang 

41 
Establishment of a telemedicine platform in a Complex 

Chronic Care Unit and Pediatric Palliative Care  
Aurora Madrid 

42 
Experience with the subcutaneous route in a Complex 
Chronic and Pediatric Palliative Care Unit 

A Gamez 

43 
Palliative care in CNS tumours of children in reference 
hospital 

María José Peláez Cantero 

44 
A proposal guide for Interview for delivery of perinatal 
necropsy report to the family 

Rita Rufo 

45 
A digital application tool for better symptom management 
among children with central-nervous system tumours: A 
feasibility study 

Helena Liljedal 

46 
Minor siblings’ experiences of having a brother or sister 
with pediatric palliative care needs 

Ulrika Kreicbergs 

47 National guideline for palliative care of Children in Sweden Christina Lindström 

48 
Initiatives to raise awareness of pediatric palliative care in 
Sweden 

Charlotte Castor 

49 
A multiprofessional palliative network at Astrid Lindgren 
Children's Hospital in Sweden: a way to secure and 
dessiminate knowledge about pediatric palliative care 

Charlotte Weiner 

50 
Experiences of Music Therapy in Paediatric Palliative Care 
from multiple stakeholder perspectives 

Victoria Kammin 

51 
Transition from Child-Centred to Adult-Oriented Services: 
Needs and Concerns of Parents and Carers of Young People 
with Life-limiting Conditions 

Archana Soman 

52 
Home platelet transfusion delivery towards end of life – a 
retrospective paediatric case series review 

Cheryl Githinji 

53 
Medical Complexity in Children and Young People Known 
to a Specialist Paediatric Palliative Care Service: A Narrative 
Review 

Kirsten 
Loughery 

Fairgrieve 
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Why do we hear but don’t listen? 

M. Asti1 

1Accademia di Belle Arti SantaGiulia, Brescia, Italy 
 

Background and aims: We spend an increasing amount of our time scrolling through social media apps. 

But are we really listening to what they might be saying? 

Web 2.0 is characterized by improving with use and refining its services in direct proportion to the use 

made by users. To some extent, even scientific investigation in the medical field has discovered the 

usefulness of the enormous mass of content on the web and, specifically, of user generated content. 

The amplifying the patient's voice is a consequence of the focus in medicine on quality of life. But if 

current methods for understanding the patient's point of view are really useful (interviews, surveys, 

patient focus groups, and feedback from patient support groups) the digital media content analysis is 

an emerging method that can complement existing ones. 

Many studies show that adolescents and young adults make extensive use of digital resources to 

access health information, tools, and support from peers and providers. Plus, over the past decade, 

social media has fostered the creation of communities in which people who are afflicted with similar 

illnesses or undergoing similar treatments, or their family members, can connect with each other and 

with health experts. These growing communities bring people together to provide support and share 

resources, such as new treatments, doctors, and emotional support. In addition, individual patients and 

caregivers can share their unfiltered experiences and opinions through blogging and microblogging 

platforms. Considering that in our society the manifestation of emotions or the discussion of incurable 

diseases is still discouraged and there is a great difficulty to talk about topics related to illness and 

death, for young patients and their families, social media becomes particularly valuable to avoid the 

sense of isolation and to quickly update all contacts on their health status. 

Methods: The use of quantitative and qualitative data analysis was used as a potential strategy to reap 

the methodological benefits of both approaches for social media data. On the one hand, tools were 

used to quickly identify web and social content related to certain keywords. On the other hand, 

keywords were searched directly on certain social media platforms attempting to analyze their content 

for more contextualized qualitative and ethnographic research. Qualitative social media analytical 

approaches range from narrative and conversation construction analysis, content analysis, and video 

and image analysis. 

Results: The results show very limited dissemination of contents about PPC on the web. The sentiment 

is neutral or positive and the diffusion is mainly in Anglo-Saxon countries. The most frequent content is 

about children and their parents in hospice, private foundraising campaigns, scientific meetings. The 

most coherent hashtags are related to personal cases or awareness campaigns done by some 

hospices. 

In social media, many parents have created a widely followed profile to describe their stories with a sick 

child. Videos are used by some successful profiles, but they are very short with a funny action of the 

child in hospice. Teens tell their stories trying to engage users in a positive way and leave something 

useful for others. 

Often the themes are children in treatment with or without parents. Children are often smiling. Another 

frequent subject is PPC specialists in a class or at work. Sometimes these tags are on images of pets or 

toys. 

Many profiles seek support for a fundraiser for research on a rare disease the child is suffering from or 

in memory of a dead child. 
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In some platforms parents are more active, in others kids and health care professionals. 

Conclusions: Social media analytics presents a new approach to deriving insights into patients' 

experiences, emotions, and needs, facilitating the mapping of potential caregivers issues and a deeper 

understanding of the burden of illness and its effects on daily life. While the materials and tools are 

innumerable, the study methods to be applied are complex and must be refined keeping in mind that 

posts and tweets are subject to a heavy dose of conditions that do not make them a representative 

statistical sample of the population. However words, images, and videos can become an additional tool 

in the toolbox of PPC who by definition care for the body and spirit, and the first step in care is 

listening, which today also means "social" listening.  

the materials and tools are innumerable, the study methods to be applied are complex and must be 

refined keeping in mind that posts and tweets are subject to a heavy dose of conditions that do not 

make them a representative statistical sample of the population. However words, images, and videos 

can become an additional tool in the toolbox of PPC who by definition care for the body and spirit, and 

the first step in care is listening, which today also means "social" listening.  
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Recognising and managing conflict between clinicians and parents- research and 

experience from the medical mediation foundation 
S. Barclay1 
1The Medical Mediation Foundation, London, United Kingdom 

 

Background and aims: Conflict between families and healthcare professionals involving communication 

breakdown and disagreements over the care and treatment of a child can have a damaging and long-

lasting impact on all those involved. It can affect the ability of the professionals to deliver the treatment 

they consider to be optimal for the child and it can also result in nursing and allied health professionals 

requesting not to look after a child because of previous or ongoing experience of conflict with the 

child’s parents or other family members. Since 2010, the work of the Medical Mediation Foundation has 

been focussed on investigating the impact, causes and management of conflict in paediatric healthcare 

with the aim of providing health professionals with a structured approach and ‘toolkit” for the early 

identification and de-escalation of conflict. This approach has been designed to support collaborative 

and constructive communication between families and health professionals so that clinical and nursing 

time can be spent on care and treatment rather than on managing escalating conflicts. 

Methods: a variety of approaches have been used to conduct different aspects of this work. The 

investigation of the phases and escalation of paediatric conflict involved qualitative interviews with 

professionals and parents. A prospective mixed-methods approach was used to explore the incidence 

and causes of conflict. A six month follow up questionnaire of staff undertaking a training programme 

on understanding and managing conflict was used to explore the impact and outcomes of the training. 

A mixed methods multisite evaluation including prospective pre and post intervention collection of 

conflict data and semi-structured interviews was used to evaluate the use of the conflict management 

framework in four tertiary UK paediatric services. 

Results: the results of these four studies were as follows: Conflicts escalate in a predictable manner. 

Clearly identifiable behaviours by both clinicians and parents are defined as mild, moderate and 

severe. The three most common causes of conflict identified were ‘communication breakdown’, 

‘disagreements over treatment’ and ‘unrealistic expectations’ Training was successful in equipping staff 

to recognise and de-escalate conflict. After implementation of the conflict management framework, 

time spent managing episodes of conflict around the care of a patient was decreased by 24% and the 

estimated cost of this staff time decreased by 20.% 

Conclusions: understanding how conflicts escalate provides clinicians with a practical, evidence-based 

framework to identify the warning signs of conflict in paediatrics. Conflict is prevalent across paediatric 

specialties and particularly in neurology, general paediatrics and neonatology. Considerable staff time 

is taken in managing conflict, indicating a need to focus resources on supporting staff to resolve 

conflict, notably managing communication breakdown. Training has the potential to reduce 

substantially the human and economic costs of conflicts for healthcare providers, healthcare staff, 

patients and relatives. The conflict management framework offers an effective adjunct to conflict 

management training, reducing time spent managing conflict and the associated staff costs  
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Accompanying children - listening to their concerns and fears of living: quality of life 
E. Beecham1, R. Langner1, D. Hargrave2,3, M. Bluebond-Langner1 
1University College London, Louis Dundas Centre for Children's Palliative Care, UCL Great Ormond 

Street Institute of Child Health, London, United Kingdom, 2Great Ormond Street Hospital, Paediatric 

Oncology Unit, London, United Kingdom, 3University College London, Paediatric Neuro Oncology, UCL 

Great Ormond Street Institute of Child Health, London, United Kingdom 
 

Background and aims: Children with serious illnesses and their families face many decisions in which 

quality of life (QoL) is a factor. Previous QoL research has focused on quantitative measurement, 

leaving a gap as to what QoL means from a child’s, parent’s and clinician’s perspective. With QoL 

accepted in the literature as a subjective concept, it is particularly important that the child’s own views 

and perspectives are taken into consideration. Furthermore, ethical guidance and institutional policies 

call for children to participate in these decisions as appropriate, yet there is little recognition of 

children’s unique modes of participation and a lack of understanding of ways to support them. This 

presentation explores child participation in paediatric oncology consultations during discussions 

involving QoL issues and concerns. 

Methods: Taking an interactionist perspective, analysis was conducted on verbatim transcripts of audio-

recorded consultations from a wider longitudinal, prospective, participant observation study of children 

with high-risk brain tumours. Using the close analysis of a single case, the exploration of children’s 

participation focused in particular on how a child’s voice emerged in interactions in which QoL related 

issues are discussed. QoL was explored through ‘dimensions’ of QoL, developed inductively through the 

data and deductively from the literature. The child’s participation in the consultation was explored as a 

triadic process. Taking a fresh approach to participation, including non-verbal language, discourse and 

conversation analysis were used to uncover the child’s voice in QoL discussions. 

Results: Participation took many forms for the child in the case study and the child’s participation 

became fully apparent when interactions were viewed as triadic. The child took turns in the 

consultation as they wished and there were no obstacles to the child’s participation. The child was 

embedded in the conversation by the design of the clinician’s speech, which irrespective of the child’s 

responses, was often directed to the child. Analysis revealed that School and peer relations and the 

Effects of Treatment dimensions of QoL were of most importance to the child. Finally, the child’s views 

were sometimes co-produced in the consultation by working together with the parents, and the child’s 

impact was found to continue even when the child was not speaking in the conversation. 

Conclusions: Understanding the child’s participation requires an approach geared to deal with triadic 

conversations. A more positive and nuanced portrayal of child participation may unfold when using 

observational methods of data collection and wider definitions of participation. Measures such as 

participant’s total time speaking fail to reflect the role a participant plays or the impact they may have 

on a consultation. Further research in this direction is needed to better understand child participation 

in clinical consultations and to hear the voices of children. 
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Gastrointestinal symptoms and problems 
M. Bernada1,2 
1Pediatric Palliative Care Unit, Pereira Rossell Hospital Center, Montevideo, Uruguay, 2Universidad de la 

Republica, School of Medicine, Montevideo, Uruguay 

 

Gastrointestinal symptoms and problems (GI-SP) are commonly found when addressing distressing 

symptoms in children in need of PPC. Main objectives for this presentation will be: 1) to describe the 

prevalence of GI-SP; 2) to apply a general “PPC symptom management framework” to a frequent GI- SP, 

and 3) to reflect on some challenges in the GI-SP management in the context of the “general child´s 

plan of care”. 

GI-SP prevalence estimation varies very much regarding mainly clinical conditions of assisted 

population and phase of disease trajectory. A recent descriptive study including mostly children with 

non-oncological conditions, showed that feeding and swallowing disorders were the most frequent GI-

SP found, and these are not as visible problems among PPC concerns. 

A general “Pediatric palliative care (PPC) symptom management framework” will be apply to feeding 

and/ or swallowing disorders (FSD) as they represent an important but scarcely visible source of 

suffering and burden either for children and caregivers. It will include: anticipation, prevention, 

comprehensive assessment, multimodal treatment, monitoring, registering in the charts and alignment 

to “goals of care”. 

As for anticipation, the recognition of children at high risk of developing FSD will be pointed out, being 

the following conditions the most relevant: preterm, bronchopulmonary dysplasia; severe neurological 

impairment; neuromuscular disorders; tracheostomy; surgeries in airway or at any GI sector; complex 

congenital heart abnormalities/ surgery; long stays in intensive care units (ICU); gastroesophageal 

reflux disease; vocal cord palsy; different sources leading to visceral hyperalgesia; psychosocial 

dysfunction/stressors; among others. At least one of them are present in almost all children in need of 

PPC. 

Regarding the multimodal treatment, the importance of interdisciplinary team for this particular 

distressing symptom will be remembered. Among the non-pharmacological measures, the inclusion of 

the speech language or occupational therapist will be remarked as the mainstay of treatment. As for 

the pharmacological treatment, the increasing evidence of the role of Gabapentin for the treatment of 

feeding disorders- as the clinical presentation of visceral hyperalgesia- among children with different 

conditions (congenital cardiac defects, abdominal surgeries, long stays at ICU) will be shown. 

Two clinical cases will be shared to describe and reflect on some of the challenges faced when 

addressing GI- SP in the context of the general child´s plan of care, particularly the struggles in access 

to proper materials in low- medium income countries and difficulties in distinguishing between the 

identification of problems by the professionals and the perceived needs of patients and families. 

Goals of care are described as the common thread of all actions in PPC which means to identify the 

disease trajectory stage but mainly to “listen, really listen” to patients, parents or caregivers to learn 

about their wishes, perspectives and values. And with all that information to elaborate an advanced 

care plan which includes the “symptom management plan”, and may or may not, include anticipated 

directives. Goals of care will be remarked as the light that illuminates and guides all the PPC 

interventions while planning the prevention or treatment measures for GI-SP, as well as with any other 

distressing symptoms. Take- home messages: 

 GI-SP prevalence strongly varies according to the population and disease stage 

 Feeding and swallowing disorders are very frequent but invisible and sometimes normalized 

symptoms among children in need of PPC 
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 A general “PPC symptom management framework” can also be applied to this GI-SP  

 Already known and frequent predisposing conditions for FSD among children in need of PPC 

should be recognized for early evaluation and prevention, even in the absence of clear 

symptoms 

 Multimodal treatment by an interdisciplinary team which includes speech language or 

occupational therapist must be offered, and consideration of the possible benefit of 

Gabapentin should be included 

 As every time in PPC, comprehensive management of any problem should always be aligned to: 

stage of the disease trajectory, patients and parent´s values and defined “goals of care” 
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Respiratory Symptoms 

Craig F 

The Louis Dundas Centre for Children’s Palliative Care, Great Ormond Street Hospital, London, UK 

 

Respiratory symptoms are common, distressing and have long-term impact. They occur in around 25% 

of children with progressive genetic, metabolic or neurological conditions. Parents of children with 

advanced heart disease report difficulty breathing in the last month of life to be associated with ‘a lot’ 

or ‘a great deal’ of suffering in 62-77% of children, and the severity of dyspnoea experienced at the end 

of life by children with cancer is associated with higher levels of long-term parental grief.   

This talk will address the practical management of the most frequent and distressing respiratory 

symptoms encountered: dyspnoea, cough, haemoptysis and retained secretions. 

There is relatively little research dedicated to the management of respiratory symptoms in children 

with life-limiting illness and much practice is based on extrapolation from adult studies, often 

conducted in specific disease groups (e.g. COPD and lung cancer) that bear little resemblance to the 

medical conditions encountered in the paediatric palliative care population.  A practical approach to 

management requires knowledge of the available evidence, a knowledge of paediatrics and a 

knowledge of the individual child.  

Dyspnoea is one of the most frightening symptoms, occurs in 24% of children in the last 72 hours and 

is the second most commonly occurring symptom after pain. There is no good evidence of any benefit 

of oxygen above room air for most patients, but there is evidence for the benefit of a hand held fan.  

Opioids have proven benefit and we will discuss doses and the role of fast acting opioids. Anxiolytics 

should be considered on an individual patient basis, due to lack of a strong evidence base for their use. 

In the paediatric palliative care setting, cough is most usually because of infection, aspiration, 

gastrointestinal reflux and, occasionally, malignant disease.  Interventions should be directed at the 

underlying cause, where feasible. Where cough is the result of tumour mass affecting the airway, 

treatments directed at reducing tumour mass should be considered, but may not always be 

appropriate or feasible.   

An effective cough is dependent on both the tenacity of the mucous and the ability to create an 

adequate airstream velocity. Lack of effective cough can lead to persistent and distressing coughing, 

which can adversely affect sleep and contribute to symptoms of nausea, pain and dyspnoea. 

Interventions to loosen secretions and improve cough efficacy are important. For symptomatic relief, 

inhaled sodium chromoglycate has been recommended as first line therapy in some studies, with 

opioids as second line. There may also be some benefit from honey preparations.  

Haemoptysis is most commonly seen in children with haematological malignancy, impaired clotting 

from other causes and respiratory infection. It can be extremely frightening. Endoscopic or surgical 

management is rarely indicated at end of life, but should be considered in children anticipated to have 

a longer prognosis. Prevention of bleeding eg by maintaining adequate platelet levels, can be helpful 

and there may be a role for fibrinolytics. In an acute bleed, a fast acting anxiolytic and opioid can be 

given to manage the acute distress and breathlessness.  

As consciousness deteriorates and the ability to swallow weakens, secretions accumulate in the upper 

airway causing noisy breath sounds. There is limited evidence to show that any intervention, 

pharmacological or nonpharmacological, is more effective than placebo. Simple measures such as 

repositioning, postural drainage and suctioning may be helpful. Anticholinergic drugs, usually hyoscine 

hydrobromide or glycopyrronium, may also be used on an individual patient basis.  

Having a practical, evidence based approach to management of respiratory symptoms, is essential and 

it is hoped that this presentation will help participants to develop their practice. The evidence we have 

from adult studies must be applied wisely to our paediatric patients, treating each child as an 
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individual, selecting our management options carefully, and adjusting them where there is no evidence 

of individual benefit. 

 

 

 

 

 

 

 

Multimodal analgesia in paediatric palliative care 
P.-H. Chong1 
1HCA Hospice Ltd, Singapore, Singapore 

 

The principles and practice of multi-modal management of pain will be shared, illustrated with a case 

study of a young person with cancer referred for paediatric palliative care. The framework discussed is 

applicable across patients of different ages and neurocognitive development, with any serious illness 

diagnosis. The goal is optimised comfort and overall satisfaction among all stakeholders involved 
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Pediatric Palliative Care in Children without a Diagnosis 

Goldstein R. 

Boston Children's Hospital/Harvard Medical School, Boston, United States 

 

There are approximately 7000 rare human diseases and about half of those who suffer from them are 

children, many dying before their fifth birthday. Undiagnosed diseases are a subcategory of rare 

diseases, comprised of conditions that either never receive a diagnosis or elude definitive diagnosis for 

years. In common, these diseases are often misdiagnosed, lack a definitive cause, and typically have no 

established treatment or cure. Patients and their families experience highly variable and unpredictable 

disease courses, and can be frustrated by a lack of available expertise. These particular characteristics 

define an important patient population for palliative care, worthy of their own considerations. 

This session will review important elements of undiagnosed diseases and their implications for 

palliative care. We will review research on elements of medical uncertainty and the inability to structure 

the meaning of illness-related events, with attention to their relationship to family coping factors; 

symptom profiles in undiagnosed in comparison to diagnosed diseases, and associations with decision 

making; and research on meaning-making and its relationship with long term adjustment. Finally, we 

will focus on Sudden Unexpected Death in Pediatrics as an example of undiagnosed disease with high 

uncertainty and limited variability in the clinical exposure. 

We will present original research on 408 mothers bereaved from SIDS, examining Prolonged Grief 

Disorder and its components as an outcome to their loss without established cause, with additional 

attention to self-blame and a parent's inability to make sense of the loss. We found 50% of the mothers 

met diagnostic criteria for Prolonged Grief Disorder in a period from 2-48 months following the loss, 

immaterial of social circumstances, and that they exhibited patterns in their grief-related symptom 

profiles. We will present research on pre-loss personal factors in a subset of the bereaved mothers and 

their relationship to grief outcomes, including pre-loss depression, anxiety, alcohol use, age, only child 

and previous losses. 

This preliminary data identifies those at greatest risk for more severe grief reactions to use when 

designing bereavement support programs, since universal approaches to bereavement support have 

not been found to be effective and available resources are generally limited. Lack of diagnosis is 

associated with important palliative care outcomes, including decision making and coping. 
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From IMPaCCT to GO-PPaCS: listening and responding to evolving needs 
J. Downing1 
1International Children's Palliative Care Network (ICPCN), Bristol, United Kingdom 

 

Background: The IMPaCCT standards for paediatric palliative care in Europe were developed in 2006 

and published in 2007 by the Steering Committee of the EAPC task-force on palliative care for children 

and adolescents. Over the past fifteen years there have been many developments in children’s 

palliative care globally including an increase in the number of children needing palliative care, and 

increase in services and settings, and an increase in the amount of research undertaken in the field. 

Thus, is it was decided to revise the standards through the Global Overview – Paediatric Palliative Care 

standards Project (GO-PPaCS). 

Aim: To redefine and update the standards by taking into account the specificity of different settings, 

resources and emerging challenges. 

Methods: There were six steps to the development of the standards: 1) Identification of the areas of 

interest; 2) literature review; 3) contribution from each authors with regards to their specific area of 

interest; 4) revision and global harmonisation; 5) critical revision and 6) publication and dissemination. 

The literature review focused on papers published in English over the 5 years from 2016-2020 and 

updated on the 15th April 2021. Standards were defined in six key areas with authors inputting and 

contributing to each of them. 

Results: Agreement was reached on the definition of and eligibility criteria for PPC and the magnitude 

of the need for PPC. Key ‘fundamental points’ were identified and there was discussion with regards to 

the classification of conditions where the child may need PPC, the five categories of life-limiting and life-

threatening conditions and a range of eligibility criteria by which PPC should be provided when any of 

the eligibility criteria are met. It was also agreed that healthcare providers and policymakers should 

design care models and allocate resources according to the number and needs of children and their 

families eligible for PPC. These “fundamental points” underpin the standards, and  standards were 

developed to include the following areas: a) needs including the child’s needs, clinical, developmental, 

psychological, social, spiritual, family and ethical needs, along with the need for home care and 

organisational support and Advanced Care Planning;  b) End-of-Life Care; c) Care models and care 

settings including telemedicine; d) Special settings of care including perinatal palliative care, intensive 

care and emergency settings; e) PPC in humanitarian emergencies; f) care tools including assessment 

and outcome tools; and f) education and training for healthcare providers. Standards were developed 

with an international audience in mind, thus trying to ensure that they are appropriate in a wide range 

of settings, including low, middle and high income countries. 

Conclusion: The GO-PPaCS was developed by an international group of experts from different countries 

and experiences. It is anticipated that these standards will help guide the development of PPC, the 

audit of existing services and provide a trigger for research and evaluation in PPC. 
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The impact of covid19 visitors’ restrictions: listening to families 
D. Garros1 
1University of Alberta, Dept of Pediatrics, Division of Critical Care, Edmonton, Canada 

 

Background and Aims: Widely-implemented restricted family presence (RFP) policies/practices during 

the COVID-19 pandemic] were counter to family centered care values (FCC) embraced by many 

Paediatric Hospitals and in particular to Pediatric Intensive Care units (PICU). This presentation 

explored the impact of implementing and enforcing these policies on Canadian PICUs clinicians and in 

families with very sick children. The aim is to raise awareness of such impact, hoping that this would 

never be implemented again as such. 

Methods: We explore the present literature and discuss our own health care professionals (HCPs) and 

families' surveys results (in press). We will described the level of Moral distress and the Impact of Event 

Scale [IES] and attributable stress. We will use some striking testimonies of families affected, from a 

second study that has interviewed families affected by such policies. 

Results:  388 respondents to a national survey, representing 17/19 PICUs in Canada; 368 (94.1%) 

indicated that they experienced RFP policies Incongruence between RFP policies/practices and PICU 

values was perceived by 66% of this large sample of doctors, nurses and allied professionals. Most 

(71%) felt their opinions were not valued when implementing policies. Though restrictions were 

perceived as beneficial to clinicians (76%) and families (75%), and 52% (n=171) felt RFP made their work 

easier, 57% disagreed that their RFP experience was mainly positive. 

The median Moral distress  value (escale 0-10) was was 5 (2-6), for 307 respondents.Not surprising, the 

strongest predictor was perception of differential impact of RFP on families.The mean (SD) total IES 

score (n=290, 78.8%) was29.7 (10.5), suggesting moderate traumatic stress. For 56% there was 

increased/significantly increased attributable stress. The most commonly cited impactful events were 

related to“keeping families apart” and “lack of support for family members”, events that are counter to 

key elements of FCC 

Conclusions: PICU-based RFP rules, designed by administrators and regional authorities and 

implemented without clinicians input, caused increased emotional burden. 

We hope that the lessons learned here may change how we treat ourselves and our families and mainly 

our children in the future if we have to do it again! 
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Analgesia in children with progressive neurologic, metabolic, or chromosomally based 

condition with impairment of the central nervous system 
J. Hauer1 
1Boston Children's Hospital, Boston, United States 

 

Children with impairment of the central nervous system have a high rate of pain and irritability. 

Treatment of pain is challenged by multiple co-morbid problems with similar features. Highlighting this 

challenge, a median of 7 symptoms was noted in a study of this group of children, with the following 

identified in descending order: irritability, insomnia, pain, fatigue, cough, drowsiness, dyspnea, 

constipation, nausea, diarrhea, vomiting, This presentation will offer strategies in selecting analgesia for 

symptom treatment. To aid in this goal, evidence and symptom clusters will guide decisions on 

analgesia selection. Analgesia selection options covered include gabapentinoids, clonidine, tricyclic 

antidepressants, opioids, baclofen, trihexyphenidyl, cannabinoids, and ketamine. Differences between 

chronic dosing and dosing during an acute crisis will be included. Polypharmacy is common in this 

group of children, with 76% on 10 or more drugs. Evidence based dosing guidelines will be summarized 

to ensure adequate chronic and acute on chronic medication trials, another means to lessen 

polypharmacy. Anti-cholinergic toxicity will be covered given the increased risk with polypharmacy and 

the high number of medications with this effect. A process before considering another medical trial will 

be defined, with a goal to balance symptom improvement while minimizing polypharmacy. Finally, a 

framework for considering the child’s trajectory will be an overarching guide throughout the child’s life.  
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Accompanying children – listening to their concerns and fears of dying 
A. Lacerda1 
1Portuguese Institute of Oncology, Lisbon Centre, Child and Adolescent Oncology, Palliative Care 

Program, Lisboa, Portugal 

 

A dying child is a contra natura experience. An uncertain, unique and painfully dynamic process for all 

involved – the child, her family, the healthcare professionals (HCP), and the society. She needs and 

deserves to be supported in her journey, to maintain her dignity and to ensure, as much as possible, a 

tranquil path. Some children will have a lot of time, others will have very little. But they all have the 

right to be heard, even entrusted by conventions and charters. 

However so often in our modern world we choose silence around death, taking a toll on everyone. 

Families don’t want to lose hope in a miracle. HCP are not prepared to accept the personal failure of a 

dying patient; they are not comfortable around death, not having explored their own emotions about 

suffering and dying, nor learned how to communicate effectively. Even children may choose not to 

speak, for fear of disappointing or bringing further suffering to those around. 

Indeed, a frequent question is whether a child is aware that she is dying? and whether we should tell 

her? The current open approach must be taken in the child’s best interest. We have a duty to listen, 

more than to talk. And they know. They take our non-verbal cues; they first-hand witness deterioration. 

Dying children experience total pain, fearing the unknown journey and where it may lead to – suffering, 

loneliness, being forgotten or replaced, the “special sorrow” of her family being unable to cope and 

heal. The intensity of the individual pain and fear relate to the level of information obtained and the 

evolving concept of the meaning of death. Most 7-year-olds understand it as universal, inevitable, and 

irreversible. However, even preschool children may already have a concept of afterlife. These 

realizations are influenced by the disease and family experiences, culture, religion, and even media. It 

may be more stressful in adolescence, when anxiety surmounts, and the fear of dying is offset by the 

will to experience life and to find meanings. 

By listening attentively, we can help dying children understand their feelings and attain congruence 

between their internal reality and the outer world, achieving some serenity and control over what they 

are going through. But we must take a sensitive approach and allow the child to guide us.  

Children reveal themselves through a multitude of languages – talking, writing, drawing, singing, 

painting, photographing, playing, … We must not only create an environment that allows and 

encourages self-expression, but also stay attuned to the significance of the themes explored and the 

symbols used. Even dreams and visions can be meaningful and helpful in this process. Assisting a child 

in the preparation of a legacy (e.g., using dignity therapy adapted to pediatrics) is another way to listen, 

while also helping fulfill her final wishes. 

Palliative care expertise is key to promoting conversations about death, by highlighting children’s 

perspectives and communication needs, and facilitating culturally informed discussions. There is 

evidence that children and families (even if some may struggle with disclosure of the truth) value these 

opportunities, allowing them to evade mutual pretense, and to make choices and preparations. The 

upmost requirement is that these conversations are timely, and taken in a sensitive, honest, and 

empathic way. It is important to realize that communication, like grief, can be fluctuant, like waves on a 

tide. We must be patient and look for any signs that the child is ready to open herself, and this may be 

different with different people (the parents, the doctor, the nurse, the child life specialist, …). If 

conversating, we must stay at the child’s developmental level, probe with open-ended questions, and 
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be honest, concrete, and unambiguous. Tell them that it is normal to be sad and fearful, and at the 

same time to want to live life to the fullest.  

Some resources may facilitate communication. A safe space for children, books and games can provide 

an easier starting point for exploration and suggest coping strategies. Also, reading about a child’s 

death may confer a sense of companionship in this journey.  

Being heard allows dying children to adapt and accept, to obtain comfort, and to say their goodbyes. 

Possibly the most simple and important thing we can do is to gain the child’s trust and to reassure her 

that we are, and always will be, by her side, attentive to her hints and listening to her whispers. In this 

way, we can promote healing for herself and all involved, transforming the whole process into a 

meaningful experience and ultimately helping the child achieve a "good death”. 
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Cannabinoids for Pain Management: Are they safe or effective? 
Andrew Rice   

Imperial College London 

 

The speaker will present the key clinical evidence outputs of the IASP Task Force on Cannabis and 

Cannabinoid Analgesia which was the foundation of IASP’s 2021 Position Statement on this topic. This 

position statement concluded that IASP does not support the general use of cannabinoids for 

analgesia. The task force conducted a 3.5 year extensive and robust analysis of the pre-clinical, clinical 

(both benefit and harm) and societal aspects of this topic. Whilst there are strengths in the pre-clinical 

evidence these have not translated to clinical benefit. The interpretation of the clinical trials in the pain 

field indicate that there is no compelling evidence to support (or refute) the hypothesis of clinically 

meaningful analgesia from cannabinoids based interventions. The majority of trials published to date 

have failed to demonstrate a benefit over placebo. The speaker will focus on how this conclusion was 

arrived at. He will then turn to the potential for harm from these drugs, particular in the risk of serious 

psychiatric adverse effects, especially in adolescents. 

 

The outputs of the Task Force were published in 2021 in a special issue of Pain 

 h ttps://journals.lww.com/pain/pages/collectiondetails.aspx?TopicalCollectionId=23 
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Children communicating without words 
A. Volans1 
1East London NHS Foundation Trust, Diana Children’s Community Palliative Care Team, London, United 

Kingdom 

 

It is often important to be equality sensitive to what is unsaid as to what is said. Children with palliative 

care needs may be so overwhelmed, confused, or distressed that it is not possible for them to express 

their feelings and thoughts in words, or developmentally they may not have the ability or acquired the 

vocabulary necessary to do so. 

Families and carers may be influenced by the contradictory messages that ‘we must talk about death or 

dying’, and yet that ‘we don’t know how to do death-talk well’. Fredman (1997) invites us to consider 

that when we are in conversation, we are communicating at both an information level and a message 

and meanings level, and asks, ‘when is talking not-talking, and when is not-talking talking?’; when does 

direct-talk fail to open-up dialogue, and when does indirect-talk enable useful exploration. Families and 

support networks can, through communicating indirectly at message and meaning levels using 

metaphors and play, resolve a conflict between a child’s need to talk and carers’ need to protect 

children. 

Creative therapeutic approaches involving play, art, storytelling, and music are seen by children as 

familiar, safe, and usually pleasurable activities, and are important in a clinical environment that may 

be perceived as unfamiliar, threatening and boring. They are valuable ways of engaging children, as 

forms of communication that can be child-centred, developmentally appropriate, and flexible to meet 

children’s changing capacities or needs. They also enable children to be actively involved at times when 

they are passive recipients of medical and physical care, provide opportunities to ‘talk while doing’ 

(which can be easier than a more intense ‘talking space’) and enable children to develop trust in adults 

who share creative process with them. 

Creativity and playfulness are normal, ‘healthy’ parts of children with very serious illness. Creative 

therapies generate potential to reflect the child’s skills (highlighting what can be achieved despite 

challenges of illness) and lead to creation of tangible products that can be shared and valued by others. 

Children can also regain a sense of control when enabled to lead or develop the activity, and be 

‘creator’ and ‘expert’ on their own artistic work. 

Play should not be the sole domain of play specialists or child therapists. It is helpful for all carers who 

interact with children to have some creative and playful strategies in their repertoire. Carers need to 

consider the resources available, and which of these may be more accessible and meaningful to the 

child. For children who are able to engage in symbolic or representational play, resources might include 

drawing materials, clay, jewellery making, sewing, dolls, puppets, story books, music, musical 

instruments, or devices for photography, film making, and creating digital images. For infants and 

children with pre-verbal communication skills, social communication difficulties or sensory difficulties, 

resources might include sensory focused toys (lights, sounds, smells, tastes, touch), messy play (sand, 

water), cause-and-effect toys, signs and symbols communication aid tools and therapeutic approaches 

which support development of social communication skills, such as Intensive Interaction (Nind & 

Hewett, 2001). 

Creative activities involving play, art, and music can be recreational (playful and diversionary), or have 

particular purpose. Purposeful creative activities may focus on overcoming negative impacts of social 

isolation and institutional care, family relationship building and memory-making, and/or preparing 

children for medical procedures. Health play specialists have particular expertise in facilitating health-

based play in hospital, hospice and community settings. Paediatric clinical psychologists, family 

therapists and child therapists or counsellors may use a range of creative techniques to enhance 
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communication in therapeutic work, and, within a psychoanalytical/psychotherapeutic process, art-, 

music- and play-therapists provide therapy in these modalities. 

Bereaved parents’ accounts of the last period of their child’s life frequently focus on acts of creativity, 

playing, and moments of enjoyment and connection. When people are approaching death, feelings of 

loneliness can be overwhelming. Shared activities, such as singing together, are a strong demonstration 

of being together, can soothe and support mourners, and promote a sense of collective experience in 

profound loss. Playful and creative interactions foster interplay of loving acts between child, family and 

carers and enable emotional healing within the ecology of relationships. 

This presentation will draw on stories from clinical practice to illustrate the process and value of using 

creative and playful therapeutic approaches and activities to go beyond what is possible with words 

alone and provide holist palliative care to children of all ages and abilities, and their families and carers.  
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Sport in Pediatric Palliative Care 
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Background: Global guidelines recommend inclusive sporting activity for people with disabilities. But 

scientific evidence on sport activity in pediatric palliative care (PPC) is still limited. 

The study’s aim is to describe sport experience in children followed by our PPC center and main 

barriers and facilitating factors. 

Methods: An online ad hoc questionnaire was administered to children, if able, and caregivers. 

Clinicians filled in the ICF scales ("Body Function" and "Activities and participation") to assess global 

functional competencies. 

Results: 17 children out of 177 (10%) currently practice sports, with an average age of 12 years. 

Compared to the ICF, 88.24% have motor disabilities and 95% had normal or mild-impaired cognitive 

status. 65% of the children do not walk and more than 70% need assistance for daily care. All children 

need to be accompanied by the caregiver to play sports. The most played sport is swimming (7/17, 

41%). The groups are mixed with varying degrees of disability. Teens report feeling independent 

(64.71%), increasing self-esteem (70.59%) and relationship (52.94%), and they refer having fun during 

sport activities (82.35%). For almost everyone, sports make them feel good physically and 

psychologically (88.23%). The best thing about playing sports is being with others (41.18%) and feeling 

free (41.18%). Parents feel happy (41.18%) and proud (41.18%) when they see their children playing 

sports. Both parents (52.94%) and kids (58.82%), encourage other kids with disabilities to try sports. 

Conclusion: From the data reported it is clear that sport is associated with a positive experience of 

integration and fun for children. Even for their families, sport represents a good experience despite the 

fact that it requires an important caregiver’s commitment. However, there is a lack of inclusion in 

sports. Caregivers and health care providers need to be aware of the importance of sports and support 

children in their desire to practice it.  

integration and fun for children. Even for their families, sport represents a good experience despite the 

fact that it requires an important caregiver’s commitment. However, there is a lack of inclusion in 

sports. Caregivers and health care providers need to be aware of the importance of sports and support 

children in their desire to practice it. 
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PARENT (PArents REsources maNagement Training): An Innovative Training Program for 

Caregivers of Long Term Ventilated Children with Rare Diseases 
A. Zanin1, A. Mattiola1, E. Grigolon1, A. Fasson1, N. Moro1, B. Schiavon1, P. Amoruso1, P. Raise1, E. 

Barbugian1, P. Lazzarin1, F. Benini1 
1Azienda Ospedaliera Università di Padova, Palliative Care and Pain Service Department of Women's 

and Children's Health, Padova, Italy 

 

 

Background-Context-Aims: Most children affected by rare diseases, face the necessity to start non-

invasive (NIV) or invasive ventilation (IV). Despite morbidity and mortality have decreased in the last 

years, caring for a patient with a tracheostomy or NIV at home is costly and requires a strong parental 

training. The primary aim of this project is to structure and provide a complete training program of 

pediatric basic life support (PBLS) focusing on psychological safety for all the parents and caregivers of 

long term ventilated (LTV) children, based on high fidelity simulation (HFS).  

Methods: We recruited 30 parents and caregivers of LTV children followed in our Tertiary Care 

academic Hospital. We collected demographic and clinical information of children and families through 

our hospital charts and then administered to all the participants an ad hoc questionnaire before and 

after the training. Technical performances was evaluated through the Queen Simulation Assessment 

Tool (QSAT) and PBLS skills checklist (American Heart Association) form. To compare the simulation and 

test scores among caregivers Mann Whitney U test were used, as Mc Nemar test to compare items 

before and after the training. 

Results: We found a better caregivers’ performance after the training, with significant improvements 

(p<0.05) in CPR AHA checklist results. Higher rates in QSAT performance score were detected in 

caregivers with more than 1 year of experience (p<0.01). 100% caregivers found the training useful and 

asked for a regular retraining at least every year. 

The teaching method and debriefing assured the psychological safety in 97% caregivers and 100% 

reported an improvement in readiness and self confidence after the training.  

Conclusions: After the training, parents’ knowledge and psychomotor skills increased, HFS improved 

caregiver’s readiness and self confidence and the debriefing assured the psychological safety.  
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An Ongoing Educational Program Approach in Building Children’s Palliative Care 

Network 
M. Bolognani1, C. Dolci2,1, V. Fiorito3,1, I. Scolari4,1, F. Uez1 
1Children Palliative Care Network, Trento, Italy, 2UOM Pediatria S Chiara, Trento, Italy, 3UOC Pediatria S 

Maria Carmine, Rovereto, Italy, 4UO Psicologia, Trento, Italy 

 

 

Background: Education lies at the heart of pediatric palliative care development. We describe the 

educational roadmap used for the development of a Children’s Palliative Care (CPC) network. 

Methods: In view of the construction to build a CPC network, with the support of a CPC university 

center, a training program started in 2015 with a basic education program for hospital and community 

staff. During a period of two years, 129 health care professionals were trained to acquire instruments 

to guarantee a basic response to the need for CPC. With the beginning of CPC network activity in 2016 

three pediatricians, a neuropshychiatrist and three nurses were identified to participate Master Class in 

CPC. This specialized team began to  handle several cases and organized a network between hospital 

and community services. From 2019 the university center supported the team with monthly clinical 

supervision rounds. The structuring of the network and the  increase of taking charge (from 10 to 60 

patients a year) made it necessary to introduce a most targeted involvement of health care 

professionals. From 2020 to 2021 a CPC postgraduate course and a general CPC education course were 

organized and 120 persons participated covering 85 % of the professionals involved in intra-hospital 

pathways. Educational programs will be further developed on three different levels. An ongoing 

program with community of practice mode for nurses, who are more frequently involved, practical 

training for professionals involved on high complexity patients’ needs and general CPC education 

course for health care professionals involved in home care settings. 

Conclusions: It is important for health care professionals to have access to a range of courses varying in 

length, intensity and presentation style. Our network developed a multilevel and multidisciplinary CPC 

education model. During the development of the network, growing educational efforts reflected its 

ability to take care of children in need of CPC. 
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Implementing Skills in Pediatric Palliative Care: Training of the Multidisciplinary Team of 

a Pediatric Hospice in Italy 
F. Pellegatta1, I. Catalano2, G. Lonati2, L. Biagetti2, B. Rizzi2 
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Background: The health operators working in paediatric palliative care (PPC) need a dedicated 

specialised education. The importance of a specialised education of the PPC health staff has been 

restated from several directions in the last decade. However, among the problems detected in the CPP 

development the preparation of the operators on PPC is inadequate. 

Aims: The current work aims to analyse the growth of proficiency coming from the educational path 

created for the staff of the paediatric hospice in Milan. 

Materials and methods: A transverse observational study has been carried out. Results 19 professionals 

have been selected for the PPC project. Before the educational path, the overall average of the staff 

preparation resulted to be 6.6 (±SD 1.8) with regards to PC and 4.9 (±SD 1.9) with regards to PPC. On 

the grounds of the collected data, an educational path has been created. The analysis of the 

repercussion of the educational process showed an overall average of the staff preparation of 7.9 (±SD 

1.8) in PC, with an increase of 1.3. Concerning the PPC, the average at the end of the training was 7.4 

(±SD 1.5), with an increase of 2.5 points. 

Discussion and conclusions: The educational repercussion of a path structured and tailored on the 

needs of the team brought an increase of the skills reported by the whole staff, mostly concerning the 

PPC. The education is a fundamental instrument to keep and implement cognitive levels, proficiencies 

and technical skills to the specific needs of the PPC. 
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Tell Me and I Forget, Teach Me and I May Remember, Involve Me and I Learn 
S.J. Boucher1, T.L. Rawlins2, M.A. Meiring3, J.M. Marston4 
1Palliative Care for Children South Africa (PatchSA), Communication / Education & Training, Cape Town, 

South Africa, 2Palliative Care for Children South Africa (PatchSA), Education & Training, Cape Town, 

South Africa, 3University of Cape Town, Health Sciences - Palliative Care, Cape Town, South Africa, 
4Palliative Care for Children South Africa (PatchSA), Vice Chair, Cape Town, South Africa 

 

Background & Aims: An estimated 800,000 children in South Africa (SA) need palliative care with < 5% 

having access, making it a priority to increase knowledge of these children's needs and how they are 

met through affordable & accessible education relevant for SA healthcare providers. In 2020 funding to 

provide in-person training in children’s palliative care (CPC) was redirected to develop an e-learning 

platform of courses on key aspects of CPC, launched in Feb 2021. The Oxford Textbook of Palliative 

Care for Children (3rd Ed) states, ‘for effective learning to take place there needs to be interaction 

between the learner and the learning material’ and that online learning has the advantage of delivering 

'standard facts in a creative way to a large number of people.’ Disadvantages cited include 'skill is 

needed in the development of e-learning materials' & 'there is no clear evidence of the impact of online 

learning on patient care'. We aimed to deliver a valuable, interactive & meaningful online educational 

experience & to gather data on impact of learning on practice & patient care. 

Methods: We sought to address stated challenges by having 2 content experts study instructional 

design for e-learning to create quality, relevant & interactive courses. To assess value, interactivity 

levels & learning needs met students were asked to complete a survey immediately after completing a 

course and a 2nd survey 1 - 10 months later where they rated the course value & impact on 

practice/patient care. Rating was on a scale of 1 – 5, with 5 = excellent/most and 1 = poor/least.  

Results: 10 accredited online courses created; 700+ registrations with >50% completed; course included 

in curricula of 2 SA universities. Survey results show 95% rated the courses as Very Good (VG) or 

Excellent, 91% rated interactivity with learning material as VG/excellent, 92% rated the course meeting 

their learning needs as VG/Excellent and 86% rated improvement to practice/patient care as 

VG/Excellent. Written examples of improvement to practice were provided by respondents. 

Conclusions Using content experts with an understanding of e-learning instructional design improves 

the product & facilitates meaningful interaction with the learning material. Completing well structured 

online courses can lead to improvement in practice and patient care.  

Survey 1: 343 

responses (Results in 

%)  
 

Opinion of course 
Interactivity with 

learning materials 
Learning Needs met 

5 - Excellent / Most 
 

68 55 53 

4 - Very Good 
 

27 36 39 

3 – Good 
 

5 8 7 

2 – Average 
 

0 1 1 

 

Survey 2: 30 responses 

(Results in %)  
Course rating 

Improved practice/patient 

care 
Would do another course 

5 – Excellent 64 53 66 

4 - Very Good 30 33 31 

3 – Good 3 14 3 

2 – Average 3 0 0 
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Calming Dysautonomic Storm in Children 
 

S. Lobato López1, A. Madrid Rodríguez2, M.J. Pelaez Cantero1 
1Hospital Materno-Infantil de Málaga, Málaga, Spain, 2Hospital Materno-Infantil de Málaga, Malaga, 

Spain 

 

Background and aims: Paroxysmal sympathetic hyperactivity (PSH) is a potentially life-threatening 

emergency secondary to acquired brain injurie. It is characterized by episodes of increases in 

sympathetic and muscle activity. It occurs in 13% of brain-injured children and is more common in 

hypoxic brain injuries compared to traumatic ones. It is associated with poor outcome as increased 

frequency of infection and tracheotomy, longer PICU and hospital stays and higher mortality. Despite 

this impact, PSH is a challenge for paediatric palliative care, as there is no universally accepted 

diagnostic criteria, physiopathology and treatment. Due to this, in an attempt to provide a framework 

for management of this patients, we present the diagnose and  treatment protocol implementated in 

our hospital, based on a serie of cases, their management, and some descriptive data comparing with 

the literature to the date.  

Methods: We describe a serie of 5 cases of PSH diagnosed in our third level hospital in the last 7 years, 

analyzing etiology of brain injury, days until diagnose, treatment and response, length of hospitalization 

and stay in PICU. In addition, we analyzed pharmacological therapy including drugs used and dosage. 

Results: The average age was 3.5 years (range 1 to 9). The most frequent etiology was hypoxia and 

infection. They started with the disorder in an average of 18.2 days, with 8.2 days until treatment and 

internment time in a range of 49-340 days (PICU 16.4 days). The drugs used were clonidine (maximum 

dosage (MD) 3.75 mg/kg/d), propranolol (MD 1.3 mg/kg/d), baclofen (MD 1.7 mg/kg/d), gabapentin (MD 

43 mg/kg/d), benzodiazepines and morphine, achieving control on average of 88.75 days (14-290 days). 

Two patients died, one with episodes of PSH.  

Conclusions: This report serves as an overview of PSH with a focus on management in the pediatric 

population and a review of the commonly used medications, allowing us to perform a treatment 

algorithm.  
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Evaluating Agreement between Children and Proxy Measures of Symptoms Via the 

Memorial Symptom Assessment Scale (MSAS) 
 

A. Pringle1, L. Coombes1, A.K. Anderson1 
1The Royal Marsden, Sutton, United Kingdom 

 

Background: There are currently no validated symptom assessment tools for use in paediatric palliative 

care. Existing measures, such as the Memorial Symptom Assessment Scale (MSAS), are validated in 

children with cancer without a poor prognosis and use predetermined lists of symptoms. Studies 

frequently rely on retrospective data and proxy reports, excluding children and young people (CYP). 

Aim: To explore agreement among CYP with a range of life-limiting conditions, parents/carers, and 

nurses when using MSAS. 

Methods: 49 CYP, their parents, and nurse were recruited. Those age 5-9 completed the MSAS 7-12; 

those age 10-18 completed the MSAS 10-18. Participants completed the MSAS with at least one week 

between assessments. Scores were standardised to allow comparability between versions. Limits of 

agreement of ±0.5 between dyads were decided a priori. Data subsets were analysed according to CYP 

age (2-9 vs 10-18) and by phase of illness (POI; stable vs not stable). 

Results: The data of 38 CYP (mean age 10.97, 84% oncology) were included. Agreement was evaluated 

for CYP/parent (49 pairs), parent/nurse (55 pairs), and CYP/nurse (23 pairs).  All MSAS mean differences 

were < 0.339 (SD < .505). Overall poor agreement was found for all three nurse dyads. For the age 

subset, there was poor agreement for most dyads, including all 10-18 age group. In the 2-9 age group, 

both parent/CYP and nurse/CYP dyad scores indicate some agreement. The POI subset yielded overall 

poor agreement between dyads except for unstable CYP/nurse (some agreement found). 

Conclusions: This research highlights the discrepancy between CYP’s experience of symptoms versus 

parent/nurse perceptions. Clinically unacceptable agreement for most dyads and subsets, particularly 

for the 10-18 age group dyads, emphasises the need to evaluate symptoms with CYP directly where 

possible. Further research should address the remaining knowledge gap for non-oncology patients.  
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Neuropathic Pain in Patients with Cancer Attended by a Pediatric Palliative Care Unit 
 

Í. de Noriega1, M. Agud2, R. Martino2, R. Jiménez3, B. Herrero4 
1Mejorada del Campo General Clinic, Mejorada del Campo, Spain, 2HIU Niño Jesús, Pediatric Palliative 

Care Unit, MADRID, Spain, 3HIU Niño Jesús, Pediatric Departament, MADRID, Spain, 4HIU Niño Jesús, 

Hematology & Oncology Department, MADRID, Spain 

 

Aims: Neuropathic pain (NP) supposes a problem for pediatric patients in palliative care being its 

management often complex. We aim to describe the prevalence, characteristics and treatments used 

for the management of neuropathic pain in a cohort of pediatric patients with cancer attended by a 

pediatric palliative care unit (PPCU). 

Methods: Retrospective review of clinical records of patients with cancer attended by a PPCU in a 10-

year period (2010-2019). We collected general epidemiological characteristics, presence and pattern of 

NP and the pharmacological treatments used for its management. We compared baseline 

characteristics using classic parametrical tests and calculated 95% confidence intervals (CI) for the 

estimation of parameters. Statiscal significance was established at p<0.05. 

Results: The records of 171 patients were analyzed with 50.7% presenting NP. Patients were followed 

for a median of 1.6 months (interquartile range 0.7-4.7). No differences were found regarding sex or 

age at the first consult with the PPCU. NP was significantly more frequent in patients with solid cancer 

(68.1%) than in those with CNS cancer (44.6%) and in this group from those with hematological 

malignancies (15.4%). The most frequent treatments used for managing NP were gabapentinoids 

(84.6%; CI: 76.4-92.8). Other treatments included parenteral ketamine (28.2%; CI: 18.0-38.4), tricyclic 

antidepressants (12.8%; CI:5.2-20.4), methadone (11.7%; CI:4.3-19.0), nerve blockage (7.7% CI:1.7-13.7) 

transdermic 5% lidocaine (3.9%; CI:0-8.2) and transcutaneous electrical nerve stimulation (1.3%; CI:0-

3.8). In 5 patients (6.4%; CI:0.8-11.9) NP was considered refractory indicating palliative sedation. 

Conclusions: In our cohort, NP was present in half of the patients, being especially frequent in patients 

with solid tumors. Further studies regarding the best therapeutical strategies are needed to study the 

best approach for these patients.  

No funding was used for this study.  
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Gastrointestinal Symptoms. Prevalence and Treatment in a Pediatric Palliative Care 

Population from a Latin American Country 
 

M. Bernadá1, V. Le Pera1, M. Pizarro2 
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Background: Gastrointestinal symptoms (GIS) are common in children in need of pediatric palliative 

care. Comprehensive evaluation and approach are necessary. 

Aims: to determine GIS prevalence in the population assisted in different institutions in the country; to 

describe pharmacological and non-pharmacological management. 

Methods: observational, descriptive, prospective, multicentric study; March 1st- September 30, 2020. 

Public and private institutions were included. Data was collected in a predesigned spreadsheet. 

Variables: age, sex, geographical origin, disease, ACT classification group, type of GIS, and treatment. 

Excel program was used for statistics 

Results: 96 children were included with 114 consults for GIS. Median age: 4 years 2 months (range 1 

month – 18 years). Underlying conditions according to ACT Group I: 10 (10.41%); II: 14 (14.6%); III: 9 

(9.37%); IV: 63 (65.62%).  5/96 patients had cancer. As for the 114 consults, the number of symptoms 

reported per consult were: 1 symptom: 57 (50%), 2: 42 (36,8%), 3: 10 (8,8%), 4: 5 (4,4%) Symptoms 

reported were: 65 (57.01%) swallowing disorders, 61 (53.50%) constipation, 27 (23.68%) 

nausea/vomiting, 20 (17.54%) gastrostomy problems, 11 (9.64%) abdominal pain, 4 (3.5%) bleeding and 

2 (1.75%) diarrhea. First most common pharmacological treatment for: constipation: lactulose 43/61; 

nausea/vomiting: ondansetron 17/27; abdominal pain: NSAIDs 7/11; first non- pharmacological 

measures for: swallowing disorders: feeding tube 46/65; constipation: high-fiber diet 27/61; 

nausea/vomiting: small/intermittent meals 22/27; abdominal pain: massage 3/11. 

Conclusions: Half of the consults were caused by 2 or more GIS, being most frequent swallowing 

disorders and constipation, probably related to high prevalence of patients with neurological 

conditions. Most symptoms were treated with pharmacological and non-pharmacological measures as 

recommended.  
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The Mental Health of Mothers of Children with a Life-Limiting Condition; a Comparative 

Cohort Study 
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Background and aims: There are growing numbers of children with a life-limiting condition (LLC) in the 

UK. Mothers of these children often become a healthcare provider as well as a parent. Little is known 

about the effect on the mother’s mental health so this study aimed to quantify the incidence of 

maternal mental health morbidity. 

Methods: A comparative cohort study using linked primary and secondary care data included three 

groups of children and their mothers (those with a LLC, those with a chronic condition and those with 

no long term health condition). Outcomes were identified using diagnostic codes in these datasets and 

incidence rates and incidence rate ratios were used to quantify and compare the outcomes between 

groups. 

Results: 35,699 mothers; 8950 whose child had a LLC, 8868 whose child had a chronic condition and 

17865 whose child had no long term condition. 

The adjusted IRR are shown:  

 anxiety were 1.13 (95%cI 1.04,1.23) LLC, 1.09 (95%CI 1.01,1.17) chronic with ‘heathy group as 

reference. 

 depression were 1.19 (95%cI 1.11,1.28) LLC, 1.08 (95%CI 1.01,1.16) chronic with ‘heathy group as 

reference. 

 severe mental illness were 1.70 (95%cI 1.21,2.41) LLC, 1.40 (95%CI 0.98,1.99) chronic with 

‘heathy group as reference. 

Conclusions: The incidence of both common and severe mental health diagnoses were higher in the 

mothers of those with a life-limiting condition compared to those of healthy children. This highlights 

the need for prevention, screening and treatment for these mothers.   
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The Physical Health of Mothers of Children with a Life-Limiting Condition; a 

Comparative Cohort Study 
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Background and aims: There are growing numbers of children with a life-limiting condition (LLC) in the 

UK. Mothers of these children often become a healthcare provider as well as a parent. Little is known 

about the effect on the mother’s physical health so this study aimed to quantify the incidence of 

maternal physical health morbidity. 

Methods: A comparative cohort study using linked primary and secondary care data included three 

groups of children and their mothers (those with a LLC, those with a chronic condition and those with 

no long term health condition). Outcomes were identified using diagnostic codes in these datasets and 

incidence rates and incidence rate ratios were used to quantify and compare the outcomes between 

groups. 

Results: 35,699 mothers; 8950 whose child had a LLC, 8868 whose child had a chronic condition and 

17865 whose child had no long term condition. 

The adjusted IRR are shown: 

 obesity were 1.30 (95%cI 1.19,1.44) LLC, 1.12 (95%CI 1.02,1.23) chronic with ‘heathy group as 

reference. 

 hypertension were 1.36 (95%CI 1.21,1.53) LLC, 1.22 (95%CI 1.09,1.37) chronic with ‘heathy group 

as reference. 

 Cardiovascular disease were 1.86 (95%CI 1.37,2.53) LLC, 1.27 (95%CI 0.91,1.76) chronic with 

‘heathy group as reference. 

 Type 2 diabetes were 1.28 (95%CI 1.05,1.56) LLC, 1.12 (95%CI 0.93,1.36) chronic with ‘heathy 

group as reference. 

Conclusions: The incidence of chronic health conditions which are likely to affect morbidity and 

mortality in this population were higher in the mothers of those with a life-limiting condition compared 

to those of healthy children.  
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Background: Bereavement care is mainly focused on supporting parents after child loss. Yet most 

parents face multiple losses in response to their child's deterioration in the days and weeks leading up 

to their child’s death. Health care professionals struggle with the parents’ unpredictable grief 

responses. Therefore, this study aims to gain insight into how parents experience and cope with loss 

and grief during the last months of their child’s life. 

Methods: A qualitative study using grounded theory. Semi-structured interviews were conducted with 

parents during the child’s EOL and parents of recently deceased children. Data were analysed by a 

multidisciplinary team. 

Results: 38 parents of 22 children participated. During their child’s EOL, parents faced numerous 

demands in everyday life while constantly being aware of their child’s vulnerability and impending 

death. The basic stance of parents was to keep going in order to ensure three core values: continuing 

family life, making the most out of the time left, and to ensure their child lived as long as possible as 

good as possible. To ensure these values parents closely watched and interacted with their child. By 

their ongoing presence and the increasing awareness of the child’s vulnerability, made parents very 

sensitive for all triggers that reflected the child’s deterioration and announced the EOL. This inflicted 

pangs of grief. The triggers for pangs of grief were witnessing the child’s suffering and decline, feeling 

powerlessness, and interactions with and dependence on HCPs. Parents’ main coping strategy was to 

downgrade their grief to remain standing, yet at times parents were forced to temporarily connect with 

their feelings of grief. 

Conclusions: Demarking the nature of interactions with HCPs and moments in which emotionally 

loaded conversations regarding loss are discussed, could empower parents to keep grief at bay and 

minimize their exposure to triggers causing pangs of grief.  
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Diagnosis: A Nationwide Survey in Denmark 
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Background: Losing a child is probably the most burdensome event parents can experience with 

potential long-term impact on the parents' well-being and quality of life. The aim of the present study 

was to investigate parental well-being and quality of life 3-5 years after losing a child due to life-limiting 

diagnoses and to identify associated factors in order to target future interventions. 

Methods: All parents, who lost a child (<18 years) due to life-limiting diagnoses in the period 2012–2014 

in Denmark, were invited to complete a self-administered questionnaire. A seven-point Visual Digital 

Scale (VDS) was used to assess issues of well-being and quality of life including physical health, anxiety, 

depression, and sleep quality which were combined into a cumulative symptom index. Associations 

were assessed by means of ordinal logistic regression models. 

Results: In all, 152 (38%) children were represented by 136 mothers and 57 fathers. Totally, 17.6% of the 

mothers and 14.0% of the fathers had ≥2 symptoms (assessed by the symptom index). Parents with 

lower education had 2.11 (CI: 1.01-4.40) times higher odds of having more symptoms than parents with 

higher education. Unmarried parents had 2.14 (CI: 1.03-4.42) times higher odds of having more 

symptoms than married parents. Ten percent of the parents reported poor overall quality of life. 

Conclusion: According to the VDS one out of ten parents experienced poor overall quality of life 3-5 

years after the loss. Every sixth had two or more symptoms assessed by the symptom index. 

Associated factors for poor quality of life suggest attention to particularly unmarried parents and 

parents with lower education. Future research should achieve a more detailed and systematic 

identification and thorough understanding of the parents’ needs for interventions during their child´s 

illness and after their loss. 
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Quality of Life and Family Impact of a Life Threatening Condition on Caregivers of 

Children Receiving Palliative Care 
M.d.l.Á. Dallo Campos1, J.J. Dapueto Prieto2 
1Faculty of Medicine , Hospital de Clínicas, Medical Psychology, Montevideo, Uruguay, 2Faculty of 

Medicine, Montevideo, Uruguay 

 

 

Background context aims: The present study aimed at evaluating the health related quality of life 

(HRQOL) and the impact on the informal primary caregivers (IPCs ) of taking care of children with a life 

threatening condition (LTC) receiving palliative care. There are studies on the theme at a world level, 

few at a regional level and none at a national level. Knowing the impact caregivers go through would 

enable health teams to improve the approach to them. 

Methods: it is a descriptive and exploratory study that took place in the pediatric hospital centre of 

national reference. The sample was formed by 70 caregivers of children and adolescents who were 

hospitalized from january to july 2019. The instrument used was the PedsQL Family Impact Module 

Scales (FIM) that measure the impact that the child´s illness has on the HRQOL of caregivers. It is a 

specific scale within a generic instrument with 8 sub scales and 36 items. The study was approved by 

two Ethics Committees and informed consent was asked to the caregivers. The statistical analysis was 

done with SPSS version 20 (Statistical Package for the Social Sciences). Reliability of the instrument was 

analyzed through Cronbach´s α coefficient. The questionnaires were processed according to the 

scoring manuals and descriptive statistics was used to study the mean, median and standard deviation 

(SD). 

Results: the FIM obtained a good internal consistency through the Cronbach´s α coefficient analysis. 

The self reported HRQOL evaluation of the IPC obtained a mean score of 60,4 with a standard deviation 

of 21,5. The Worry and Daily Activities dimensions were the most affected and Family Relationships was 

the less affected. 

Conclusions: Caregivers main concern is the future of their child and the organization of daily life while 

family relationships may act as a source of protection. A limitation of the study is general conclusions 

cannot be made, but it s a contribution to get closer to the needs of these families. 
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The Meaning of ‘Normality’ among Children and Young People with Life-Limiting or Life-

Threatening Conditions 
D. Braybrook1, L. Coombes1,2, A. Roach1, D. Harðardóttir1, H. Scott1, M. Bluebond-Langner3,4, K. Bristowe1, 

R. Harding1 
1King's College London, Cicely Saunders Institute of Palliative Care, Policy & Rehabilitation, London, 

United Kingdom, 2Royal Marsden NHS Foundation Trust, London, United Kingdom, 3University College 

London, Louis Dundas Centre for Children’s Palliative Care, London, United Kingdom, 4Rutgers 

University, New Jersey, United States 

 

Background: Parents of children and young people (CYP) living with life-limiting or life-threatening 

conditions (LLLTCs) describe the importance of normality for CYP - being able to engage in the same 

activities as other children of their age. Yet, research in this area is dominated by the experiences of 

proxies, not children themselves. 

Aim: To examine the meaning and importance of normality to CYP with LLLTCs. 

Methods: Qualitative semi-structured interviews with purposively sampled CYP with LLLTC (aged 5-17) 

across nine UK inpatient and outpatient settings. Framework analysis of verbatim transcripts was 

conducted for the theme of normality within a framework of symptoms and concerns, supported by 

NVIVO. 

Results: 26 CYP with LLLTCs (10 gastrointestinal, 6 cancer, 5 neurological, 3 congenital, 1 metabolic, 1 

respiratory) were interviewed. Participants described experiences of: 1) pursuing normality, particularly 

when comparing themselves to healthy CYP. This was challenging physically, emotionally and 

existentially, and forced them to try to minimise the challenges their condition imposed; 2) adjusting to 

a new normal, new physical norms and practical routines, and ways of managing their psychological 

wellbeing; and 3) the importance of living their normal life, developing friendships during inpatient 

stays, and helping others living similar lives, as ways of reinforcing normality and contributing 

something meaningful. 

Conclusions: CYP with LLLTCs value the concept of normality and utilise it in different ways. Comparing 

themselves to healthy CYP can be challenging, so helping them to find normality, and ways to function 

in ‘normal’ ways is meaningful and validating for CYP. These insights from CYP with diverse diagnoses 

about their experience of normality can inform practice, by guiding richer and more therapeutically 

beneficial discussions about their condition, their everyday lives and planning for the future. 

Funding: European Research Council [Grant ID: 772635] 
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What Defines High Quality Care? Parental Perspectives on Key Services and Behaviors 

Delivered by Health Care Providers of Seriously Ill Young Children: A Constructivist 

Grounded Theory Study 
F.J.L. Ang1, C. Chow2, T. Tan3, S.N.H.B. Buang2, E. Finkelstein1 
1Duke-NUS Medical School, Singapore, Singapore, 2KK Women's and Children's Hospital, Singapore, 

Singapore, 3National University Hospital, Singapore, Singapore 

 

Background, aims: People-centeredness is a pillar of quality health care and captures how responsive 

care is to the priorities of end users. The parental perspective is critical in designing high quality 

treatment plans for seriously ill children as parents navigate health systems, interact with healthcare 

providers (HCPs) and act as surrogate decision-makers. Yet, there has been scarce exploration into 

what parents perceive as high quality, responsive care in diverse anthropological and care contexts. 

This inductive grounded theory study used a social constructivist lens to develop a novel parent-driven 

framework of high quality care delivered by HCPs across service delivery settings and over time. 

Methods: 31 parents from different families in Singapore, a socio-culturally diverse island-nation. with a 

young child (<8 years) living with a serious illness participated in in-depth interviews. For a 

comprehensive representation of care experience, parents were theoretically sampled from multiple 

service delivery settings, child’s ages, and disease trajectories, to reflect the growing coordination and 

complexities of care networks today. Constant comparative analysis was carried out to generate initial, 

focused and theoretical codes. 

Results: Interviews were transcribed and analyzed using a constant comparative approach. Our 

resultant theory describes a high-quality care experience driven by i. effective healthcare structures 

and standards, ii. professional attitude and effective communication, and iii. empowering, supporting 

and journeying with families. This framework presents key elements of care delivery for families of 

seriously ill children applicable over the course of the disease and across settings, from the under-

represented parental perspective. 

Conclusion: This framework will aid optimal intervention design and aid the development of parent-

reported experience measures which can be used to standardize, benchmark, and measurably improve 

the care experience. 
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Series on Quality of Life for Children with Cancer: Improving Palliative Care Health 

Literacy among Parents and Caregivers 
X. Garcia1, L. Vasquez2, D. Bastardo3, S. Fuentes-Alabí4, M. Maza4, S. Benitez4, M. McNeil1, J. Baker3 
1St Jude Children's Research Hospital, Palliative Care Transversal Program, Memphis, United States, 
2Pan American Health Organization (PAHO), Lima, Peru, 3St Jude Children's Research Hospital, Memphis, 

United States, 4Pan American Health Organization (PAHO), Washington, DC, United States 

 

 

Background: Integration of palliative care (PC) into the care of children with cancer is now considered 

standard of care. Access and acceptance, however, remain limited throughout the world, especially in 

low and middle-income countries. One of the barriers is parents and caregivers' misconception about 

the fundamental goal of PC: To attend to suffering and improve the quality of life of children with life-

threatening conditions. 

Methods: As part of the Global Initiative for Childhood Cancer, the Pan American Health Organization, 

St. Jude Children’s Research Hospital, and regional partners from Latin America launched a 

collaborative three-phase educational project. In 2020, an educational needs assessment distributed to 

365 parents and caregivers of children with cancer in Peru identified PC as an educational priority. This 

finding propelled the development of educational materials by a multidisciplinary group of pediatric PC 

experts, which were then reviewed and validated by an international committee of regional PC and 

communication experts. 

Results: This collaboration resulted in the development of an eight-module series that introduces 

parents and caregivers to key concepts of pediatric PC. The series intends to improve acceptance to PC 

by addressing caregivers’ concerns and stigma with culturally-sensitive patient education. This work 

takes into special consideration the low health literacy levels in the region. The series cover topics such 

as pain and other distressing symptom management, care at home, communication, quality of life, and 

end-of-life care. Since its launch, modules of the series have been downloaded nearly 1,500 times and 

are being distributed throughout Latin America. 

Conclusions: Educational material development and anticipatory guidance on PC is considered a 

priority for parents of children with cancer throughout Latin America. Materials developed through this 

project are freely available and downloadable through this website and QR code. 
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Paediatric Palliative Oncology Across Switzerland: A Cross-Sectional Survey 
E.C. Pedraza Salcedo1, M.J. Hendriks1, E. Bergstraesser2, E.M. Tinner3, G. Michel1 
1University of Lucerne, Health Sciences and Medicine, Lucerne, Switzerland, 2University Children's 

Hospital Zurich, University of Zurich, Zurich, Switzerland, 3Inselspital, University Children's Hospital, 

Bern, Switzerland 

 

Background: Despite the success in treatment, almost every fifth child diagnosed with cancer dies. 

Paediatric palliative care (PPC) has been recommended as a standard of care during the disease 

trajectory within paediatric oncology. However, there is still a lack of information about its 

implementation in practice.  

Aim: To explore the availability of PPC services in paediatric oncology centres in Switzerland. 

Methods: Healthcare providers (HCPs) with experience in PPC working in paediatric oncology centres 

were invited to complete an online password-protected questionnaire.  

Results: Experts from all nine Swiss paediatric oncology centres participated in the survey. All nine 

centres reported to offer PPC support to their patients by diverse approaches. However, four centres 

reported that the demand for PPC is higher than their capacity to provide PPC.  

PPC consultation is mainly triggered by the diagnosis of a refractory neoplasm (8 centres), followed by a 

new cancer diagnosis with poor prognosis (7 centres). The most common time-points to present the 

PPC concept to patients and families are disease-specific time points (e.g. relapse, refractory disease or 

refractory symptoms (5 centres). Finally, a variety of bereavement supports are reported to be “always 

offered” by all centres, i.e. psychological counselling at centre, attending service/funeral and medical 

debriefing (7 centres). Nevertheless, the length of bereavement care differs markedly between centres.  

Conclusion: Self-reports from HCPs indicate that in Swiss paediatric oncology clinics, PPC support is 

offered to patients and families when needed. However, it remains difficult to distinguish between the 

common set-up of paediatric oncology services and the more stringent and individualized services 

needed in PPC setting. 

Funding by SSPH+ GlobalP3PH (Marie Curie Grant Agreement Number 801076) and the Swiss Cancer 

League grant No KFS-4995-02-2020.  
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Developing a New Hospital-Based Pediatric Palliative Care Programme: Analysis of 

Critical Components 
M. Loucka1,2, M. Taberyova1, L. Hrdlickova1 
1University Hospital Motol, Pediatric Supportive and Palliative Care Team, Prague, Czech Republic, 
2Center for Palliative Care, Prague, Czech Republic 

 

Background: In many countries around the world, pediatric palliative care (PPC) is still in its early stages 

of development. Implementing a palliative care programme into a hospital setting is a challenging 

process that requires specific conditions to be met. The aim of this study is to summarize the lessons 

learned during the first 4 years of developing a PPC service in a large 575-bed pediatric hospital in 

Prague, Czech Republic. 

Methods: This study is based on twenty-one semi-structured interviews with current and former team 

members, collaborating clinicians, mentors and key stakeholders, involved in the development of the 

PPC programme. The aim of the interviews was to identify the key facilitators and barriers in the 

development of the programme. Interviews were transcribed verbatim and analysed using thematic 

analysis. 

Results: Participants were team members: 4 physicians, 4 nurses, 3 social workers, 1 psychologist, 1 

chaplain, 1 coordinator. Interviews were also conducted with 1 member of the hospital c-suite, 3 

external mentors and 3 clinicians who collaborate with the team from other departments. Five critical 

conditions influencing the implementation of the PPC programme were identified in the data: 

leadership, team culture, education and mentoring, external environment, and financial aspects. 

Conclusions: Clinicians who plan to develop a new PPC service in their hospitals should be aware that 

diplomatic and managerial aspects of such endeavour are as important as the clinical experience of the 

team involved in direct care. Team culture, including a charismatic leader, is necessary. Networking and 

external mentoring support are also important factors of a successful implementation.  
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Opportunities and Challenges of a Shared Paediatric Palliative Care Team in Two 

Hospitals 
S. Lalbahadoersing-Jharap1, S. Hofman1, S. Lenting2, M. Nieuweboer2, E. Michiels2, J. Walker1, J. Fahner1 
1University Medical Center Utrecht, Paediatrics, Utrecht, Netherlands, 2Princess Máxima Center for 

Paediatric Oncology, Supportive Care, Utrecht, Netherlands 

 

Background: Recently, paediatric palliative care teams (PPCTs) have been established in all Dutch 

academic hospitals. Whereas six teams are related to a single hospital, one team was established as a 

joined effort of two hospitals. 

Aim: To describe the opportunities and challenges of a shared PPCT. 

Methods: In 2019, a paediatric academic hospital and the national center for paediatric oncology 

developed a shared PPCT. Opportunities and challenges were identified during taskforce meetings. 

These insights and data on the first practices of the team are presented. 

Results: Exchange of expertise, sharing of staff (physicians) and collaboration regarding education, 

guideline development and research were perceived as the main benefits. Also mutual deliberation on 

how to achieve a position as PCCT within a local institution was perceived as supportive. 

Challenges were experienced regarding the differences in patient populations and attitudes towards 

palliative care in the hospitals, with a stronger focus on end-of-life care in the oncology hospital. Other 

challenges were access to electronic medical records in both centers, differences in financial structures 

and lack of dedicated physician time in the academic hospital. The team consists of clinicians with 

multiple professions. Daily patient care is mainly provided by nurses in the co-teams. Over a period of 

18 months[Emc1] [WJ(2] , the team provided care to 161 children (109 in the oncology hospital vs. 52 in 

the academic hospital). During this period, 105 (80 vs. 25) of these children died. The team does have 

monthly meetings together to discuss patients and receive education. 

Conclusion: Working as a shared PPCT, challenges regarding institutional differences in attitudes, 

finances and logistics need to be faced. The benefits of sharing expertise, staff, and mutual support in 

mission statements, education and research activities enhance an ongoing effort to promote high-

quality paediatric palliative care in both hospitals.  
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On the Road of Pediatric Palliative Care… From an Integrated Care Pathway for Chidren 

with Complex Chronic Condition (CCC) to a Complete Home Based Program (HBP). AUSL 

Bologna Experience 
E. Mazzoni1, B. Bartolini2, G. Cervi2, M. Zanotti1, G. Paone1, A. Bondioli2, M. Trenti2, S. Soffritti1 
1Azienda USL Bologna, Programma Bambino Cronico Complesso, Bologna, Italy, 2Azienda USL Bologna, 

DATeR Cure Palliative, Bologna, Italy 

 

Background: Complex Chronic Condition (CCC) refers to a significant chronic medical condition that 

involve either several different organ systems or one system severely enough to require specialty 

pediatric care. Children with CCC have multiple care needs that are often not fulfilled by our current 

care models, they have severe functional limitations, medical technology needs and high healthcare 

use and costs. Families of children with CCC face significant challenges in accessing high quality care 

and navigating through a complex healthcare system outside the hospital setting with few supports. 

Methods: Our multidisciplinary team includes doctors, nurses, physioterapists and speech therapists. 

Patients under 18 years of age, living in the territory of Bologna Metropolitan City (3703 km2) affected 

by CCC and eligible to HBP. 

Results: The program started as an integrated care pathwayin 2015, becoming a complete HBP in 2019, 

growing through CoVID pandemic. At the end of 2021, 118 children were in charge for HBP: 8 in charge 

only for nurse-home medications and 110 for complete HBP. During 2021 we performed 602 home 

visiting with doctors and nurses, 502 with nurses only and 212 with rehabilitators. From 2019 to 2020, 

we observed a reduction in Emergency Room (ER) entering (50% vs 36%), hospital admissions (43% to 

39%), length of hospitalization (from 16.9 to 11.3 days) and an increase in children with an active school 

project from 71 to 76%. 

Conclusions: The decrease of children entering the ER and admitted to pediatric ward was probably 

related also to CoVID lockdown, otherwise the reduction of days of hospitalization and the increase of 

school projects are a good result despite the pandemic period. Multidisciplinary HBP is a unique model 

of health carethat emphasizes the importance and value of working in multiple settings with children 

with CCC and provides home care to mantain a good quality of life 
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Medical Complexity and Care Intensity on a Pediatric Palliative Care Hospital Ward 
S. Stoesslein1, J. Gramm1, H.-U. Bender1, D. Rabenhorst1, G.D. Borasio2, M. Fuehrer1 
1University children‘s hospital Munich, Center for pediatric palliative care, Munich, Germany, 2Centre 

Hospitalier Universitaire Vaudois, Service de Soins Palliatifs et de Support, Lausanne, Switzerland 

 

Background and aims: Our center for pediatric palliative care (PPC) offers specialized home and 

inpatient PPC for children with life-limiting conditions (LLC). Clinical data on the patients and care 

provided at specialized PPC hospital wards are scarce. This study aims at describing patient and care 

characteristics on our PPC ward to learn about the complexity and relevance of inpatient PPC. 

Methods: Retrospective single center chart analysis of 487 consecutive cases (201 individual patients, 

2016-2020), at our 8-bed PPC ward, including demographic, clinical and treatment characteristics. Data 

were analyzed descriptively. 

Results: Patients’ age at admission (1d-35.5yrs, median: 4.8yrs, 19%≤1yr, 12%>18yrs) and length of stay 

(1-186 d, median 11 d) varied widely. Most cases were referred by an outpatient PPC team (66%). 38% 

of patients were admitted repeatedly (range 2-20 times), and 37% were unaccompanied. The main 

diagnostic groups were diseases of the nervous system (38%) and congenital abnormalities (34%); 

oncological diseases were rare (7%). Patients’ predominant acute symptoms were dyspnea (61%), acute 

pain (54%) and gastrointestinal symptoms (46%). In 20% of cases, patients suffered from >6 acute 

symptoms. 30% of patients had respiratory support incl. invasive ventilation, 71% had a feeding tube, 

and 41% had full resuscitation code. 78% of patients were discharged home. Patients died on the ward 

in only 11% of cases (27% of individual patients, 79% of oncological patients).  

Conclusions: This study shows the heterogeneity, high symptom burden and medical complexity of the 

patients on the PPC ward, including dependency on life-sustaining medical technology. Admissions 

were rarely for end-of-life care, and mostly for symptom management/crisis intervention resulting in 

home discharge. Specialized PPC wards in hospitals need to offer care at the intermediate care level in 

order to respond to the needs of the patients and families.  
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Is the Family Talk Intervention Feasible in Pediatric Oncology? An Evaluation of a Family-

based Psychosocial Intervention 
M. Lövgren1,2, C. Udo3,4, R. Eklund5, U. Kreicbergs1,6 
1Ersta Sköndal Bräcke University College, Department of Health Care Sciences, Palliative Research 

Centre, Stockholm, Sweden, 2Astrid Lindgren Children’s Hospital, Karolinska University Hospital, 

Advanced Pediatric Home Care, Solna, Sweden, 3Dalarna University, School of Health and Welfare, 

Falun, Sweden, 4Uppsala University, Center for Clinical Research Dalarna, Falun, Sweden, 5Uppsala 

University, Department of Medical Science, National Centre for Disaster Psychiatry,, Uppsala, Sweden, 
6Karolinska Institutet, Department of Women’s and Children’s Health, Pediatric Oncology and 

Hematology, Stockholm, Sweden 

 

Background and Aims: As there are few evaluated family interventions in pediatric oncology, this study 

aimed to pilot-test a family-based psychosocial intervention, the Family Talk Intervention (FTI), in 

pediatric oncology in terms of retention, delivery, response rate, and acceptability from the parents’ 

and ill children’s perspectives.  

Methods:This pre-post pilot study included 26 families (115 family members) affected by childhood 

cancer of which a majority had a CNS tumor or relapse. FTI is led by professionals, often social workers, 

and aims to facilitate family communication about illness-related subjects, e.g. prognosis, support 

parenting, and make the children’s needs visible. FTI encompasses six meetings, both individual and as 

a family. Meeting 5, referred to as “the family talk”, is preferably led by the parents. Extra meetings are 

offered if needed. This abstract includes observational and surveys data, and interviews with parents 

and ill children (sibling data is presented elsewhere).  

Results: All families who started FTI underwent the full intervention. Survey response rate varied 

between 100% and 71% over time. Extra meetings were held with most families. The parents stated 

that FTI filled a gap of support to the family as a unit and that, since FTI was conducted at home, it felt 

safe and supportive. According to most parents and ill children, FTI came right in time, included a 

reasonable number of meetings, with appropriate length. The family members felt listened to and 

understood. They reported that FTI had helped them, e.g. with family communication, adjustment of 

their behavior, and strengthened relationships. The parents valued the children’s perspectives being 

considered, but some felt uncomfortable leading meeting 5.  

Conclusions: FTI was valuable and helpful according to the parents and the ill children. Even if FTI 

seemed feasible in pediatric oncology it would benefit from being slightly modified before a large trial 

can be conducted.  

 

  



 
 

 

 

Oral Presentation – Working session VI 
 

“We Still Suffer from the Consequences”. Experiences of Family Members of Children 

with Spinal Muscular Atrophy during the COVID-19 Pandemic – a Nationwide Study 
C. Udo1,2,3, M. Lövgren2,4, T. Sejersen5, M. Tulinius6, U. Kreicbergs2,7 
1Dalarna University College, Inst. of Health and Welfare, Department of Social Work, Falun, Sweden, 
2Ersta Sköndal Bräcke University College, Department of Health Care Sciences, Palliative Research 

Centre, Stockholm, Sweden, 3Center for Clinical Research Dalarna-Uppsala University, Falun, Sweden, 
4Karolinska University Hospital, Advanced Pediatric Home Care, Stockholm, Sweden, 5Karolinska 

Institute, Department of Women´s and Children´s Health, Pediatric Neurology Unit, Stockholm, 

Sweden, 6Institute of Clinical Sciences, Sahlgrenska Academy, University of Gothenburg, Department of 

Pediatrics, Gothenburg, Sweden, 7Karolinska Institute, Department of Women’s and Children’s Health, 
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Background and aim: Little is known regarding how families including a child with spinal muscular 

atrophy (SMA) have experienced life during the coronavirus disease 2019 (COVID-19) pandemic. In this 

study, we explored how parents and grandparents of a child with SMA feel the COVID-19 pandemic has 

affected their lives, particularly as regards medication and rehabilitation of the child. 

Methods: Thirty-nine parents (24 mothers, 15 fathers), and 3 grandmothers, of 28 children with SMA, 

answered a web-based survey with closed- and open-ended questions. In addition, telephone follow-

ups were conducted with seven of the parents. 

Results: The daily life of parents and grandmothers of children with SMA has been affected by the 

pandemic. The most prominent change related to social life and the children’s access to care, e.g., 

physiotherapy, and personal assistance, which has impacted on the way of life for entire families. The 

pandemic has also had some impact on where the children receive nusinersen treatment. Few family 

members reported having tested positive for COVID-19. None reported that their child with SMA had 

been severely ill in COVID-19. 

Conclusions: Given these results, it may be valuable to reach out to families of severely ill children when 

societies and healthcare systems open up, to find out how they have coped with the consequences of 

the COVID-19 pandemic and offer further support if needed.  
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DAT - Direction to Anticipated Care Plan in Time: Experience of a Regional Pediatric 

Palliative Care Network 
C. Agosto1, M. Schiavon1, F. Benedetti2, N. Moro1, E. Grigolon1, B. Roverato1, A. Fasson1, F. Benini1 
1Pediatric Pain and Palliative Care Service, University of Padua, Department of Women's and Children's 

Health, Padova, Italy, 2Pediatric Residency Program, University of Padua, Padova, Italy 

 

Background and aims: DAT is the Italian acronym for Advanced Care Planning-ACP; it is one of the most 

challenging decision-making processes in Pediatric Palliative Care-PPC because of children's complex 

needs and unpredictable progression of diseases. Our goal was to map the ACP process of patients in 

our PPC program.  

Methods and Materials: Retrospective record review of patients (0-26 yrs) enrolled in a PPC Regional 

Network. Collected data: demographics, diagnoses, enrollment period; documented ACP, do-not-

attempt-resuscitation-order (DNR), ethical or legal issues.  

At our Center ACP is offered to every child and family. A multidisciplinary team (PPC physician, nurse, 

psychologist, consultants, home care professionals) meets patients and parents. Discussed are goals of 

care; scenarios (emergencies/chronic situations); expectations; end of life care. ACP are re-evaluated 

yearly or when trajectories change. Individual documents are shared with emergency services; PPC 

Service is active 24/7. 

Results: A total of 223 pts was enrolled (M:116); median age 11 yrs (1mo–26 yrs); 192 have ACP: 

enrollment period 3mo-15yrs; for 31 no ACP was obtained; in this group enrollment period range was 

15dys-3 mo. 

Among the 192 ACPs, 54 were DNR, 138 were individual plans with cardiopulmonary resuscitation-CPR 

but specific indications about tracheal intubation and ventilation. 

Diagnoses distribution - DNR group: CNS 24(45%), Chromosomal-Multiorgan 11(20%), Cancer 7(13%), 

NMDs 5(9%), Metabolic 5(9%), Immunological-Infections 2(4%); - CPR group: CNS 42(30%); 

Chromosomal-Multiorgan 14(10%); Cancer 2(1%); NMDs 59(43%); Cardiopulmonary 3(2%), 

Immunological-Infections 8(6%); Metabolic 7(5%); Other 2%. 

We documented: 8 ethical discussions; 2 pending litigations; 6 ongoing processes. 

Conclusions: ACP for children with life limiting conditions is the result of an ongoing medical decision-

making process and the dynamic redefining of goals of care with family in the child's best interest 
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Do We Really Share Decision-Making for Children with Life-Limiting Conditions? 
S. Vemuri1,2,3, J. Hynson1,2, K. Williams3,4, L. Gillam5,2 
1The Royal Children's Hospital Melbourne, Victorian Paediatric Palliative Care Program, Parkville, 

Australia, 2The University of Melbourne, Department of Paediatrics, Parkville, Australia, 3Murdoch 

Children's Research Institute, Parkville, Australia, 4Monash University, Department of Paediatrics, 

Clayton, Australia, 5The Royal Children's Hospital Melbourne, Children's Bioethics Centre, Parkville, 

Australia 

 

Background/Aims: For children with life-limiting conditions who are unable to participate in decision-

making, decisions are made for them by their parents and paediatricians. Shared decision-making is 

widely recommended in paediatric clinical care, with parents preferring a collaborative approach in the 

care of their child. Despite the increasing emphasis to adopt this approach, little is known about the 

roles and responsibilities of parents and paediatricians in this process. We aim to describe how 

paediatricians’ approach decision-making for a child with a life-limiting condition.  

Methods: This qualitative study involved 25 purposively sampled paediatricians. Verbatim transcripts 

from individual semi-structured interviews, conducted between May 2019 and  June 2020, underwent 

thematic analysis. Interviews were based around a case vignette matched to clinical experience of each 

paediatrician.  

Results: Two key themes were identified in the exploration of paediatricians' approach to decision-

making for children with life-limiting conditions; (1) while many paediatricians describe practicing 

shared decision-making, there is a spectrum in how they conceptualise their roles and responsibilities, 

with four distinct approaches: (i) undirected, (ii) joint, (iii) interpretative, and (iv) directed; (2) the 

influence of bests interests, acceptability and psychological harm when approaching paediatric end-of-

life decisions.  

Conclusions: Despite reporting shared decision-making practices, paediatricians often described 

physician-led interpretative and directed decision-making approaches. Further research is needed to 

explore how paediatricians identify parental needs in decision-making, and how they use and frame 

nuanced communication within physician-led approaches, in addition to how parents respond to these 

discussions. These nuances and complexities will need to be incorporated into future practice guidance 

and training around paediatric decision-making.  
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Advanced Care Planning to Protect the Wishes of the Child and his Family 
P. Lazzarin1, C. Amaro2, M. Andrigo2, E. Grigolon1, N. Moro1, M. Schiavon1, F. Rusalen1, F. Benini1 
1Azienda Ospedale Università Padova, Padova, Italy, 2Università degli Studi di Padova, Padova, Italy 

 

Background: Pediatric Palliative Care (PPC) wasn't available for children, and even today in Italy only few 

of them can take advantage of it (5% of eligibles). In Veneto Italian Region, since 20 years there is 

Pediatric Hospice and PPC Center, in compliance with the Italian Law 38/2010 for guarantee the access 

to palliative care. The purpose of our study was to verify the adherence to the advance care planning 

choice (ACP), regard the death place, accounting the the factors that could have some influence on that. 

Methods: The studied population was children in the care of our PPC Center who died during the last 

three years. The inclusion criteria was to have a defined ACP. 

Results: 98 childrens died in the period (2019-2021), 65% of them (n64) had a life limiting disease, and 

35% (n34) with oncological disease. The defined ACP is a gold standard of our Center. 85 children (87%) 

had a defined ACP and 90% among these had a shared Do Not Resuscitate order. Among those that 

had a ACP, the local Pediatric facility has been the chosen death place for 34 children (40%), and the 

Pediatric Hospice of the PPC Center has been it for other 30 children (35%); only 9 families (11%) 

preferred home. 12 families (14%) hadn't chosen a favorite place of death. 66 children (78%) died in the 

chosen place and the ACP was so respected. 

Conclusion: The ACP of children on the PPC Center care was respected for almost all the children; 

saving a few sudden died children. For the child's end of life, most families prefer to be at the local 

pediatric hospital or at the pediatric hospice, often chosen for a better end of life symptom 

management. In conclusion, the best end-of-life-management place is where the child and the families 

feel more safe and homely, not necessarily the child home. No less, improving care at home with a PPC 

network, offering 24/24 care everywhere, could offer more choices to the child, ensuring quality of care 

at the end of life too.  
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What are the Beliefs of Healthcare Professionals on the Role of Non-Invasive Ventilation 

in Children with Chronic Respiratory Failure and Life-Limiting Conditions? 
F. Healy1, E. Harrop2 
1Children's Health Ireland at Temple Street, Department of Respiratory Medicine, Dublin, Ireland, 
2Cardiff University, Marie Curie Palliative Care Research Centre, Cardiff, United Kingdom 

 

Background and aims: There is limited evidence on the role of non-invasive ventilation (NIV) for the 

management of chronic respiratory failure (CRF) in children with life-limiting conditions (LLCs). The 

training needs of healthcare professionals (HCPs) working with these patients are also unclear. It is 

likely that deficits in guidance and training may influence the opinions of HCPs on the utility of NIV and 

subsequent approach to management. The aim of this study was to assess the beliefs of HCPs on the 

role of NIV for managing CRF in children with LLCs. 

Methods: A mixed methods approach was used to facilitate integration of both qualitative and 

quantitative data collection and analysis. An online questionnaire exploring HCP beliefs was conducted 

amongst physiotherapy, nursing and medical staff at a single institution (n=66). This was followed by 

semi-structured interviews with 4 nurses and 4 physiotherapists. Descriptive and inferential statistical 

analysis of quantitative survey data was performed, and a thematic analysis approach was utilized for 

interpretation of qualitative interview and free text survey data. 

Results: Six main findings relating to HCP beliefs were reported. These included the appropriateness of 

NIV, the impact of NIV on the life of the child, their family and healthcare staff, communication issues 

regarding NIV and HCP training needs. Differences among the professional groups were observed 

particularly regarding beliefs on the appropriateness of NIV in specific scenarios such as at end-of-life 

or in children with ‘do not intubate’ directives. 

Conclusions: This study reports the, often varied, beliefs of HCPs on the complexities of managing 

children with LLCs and CRF requiring NIV therapy. This work also highlights the need for further training 

and support for professionals involved in these cases so that they may best support and serve the, 

often complex, needs of patients and their families.  
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What do Young People with Life-limiting Conditions Want Professionals to Know about 

Transition? 
A. Soman1,2,3, M. Newbegin4, J. Cambell2, D. Hartley3, L. Cutsey5, S. Kyeremateng6, K. Hulme5 
1Sheffield Children's Hospital, Sheffield, United Kingdom, 2Bluebell Wood Children's Hospice, Sheffield, 

United Kingdom, 3Yorkshire and Humber Children's Palliative Care Network, Leeds, United Kingdom, 
4Martin House Children's Hospice, Leeds, United Kingdom, 5Leeds Teaching Hospitals NHS Trust, Leeds, 

United Kingdom, 6St. Luke's Hospice, Sheffield, United Kingdom 

 

Background: Increasing numbers of young people (YP) with life-limiting conditions are living into 

adulthood. Transition from child-centred to adult-oriented healthcare systems is often fraught with 

challenges, not least because of the lack of appropriately trained healthcare professionals (HCP) and 

services tailored to YP’s unique needs. Successful transition programmes are centred around the needs 

and voices of YP and their families. 

Aim: To understand the perceptions of YP and the challenges they face in transition in order to inform 

the curriculum of a regional HCP educational programme using the Project ECHO platform. 

Methods: 

1. A retrospective survey of YP at a hospice, who had recently experienced transition 

2. Conversations with members of a youth group, and in transition clinics, at a regional tertiary 

hospital.  

3. A focus group of YP in the process of transition. 

Findings: 

1. Retrospective survey: 

What was helpful: What was not helpful: 

Having support throughout the process Not understanding new/ complicated processes 

Being involved in discussions No one checking YP’s understanding 

Meeting genuinely interested professionals Professionals’ help not always reliable 

Understanding the process  Not meeting/ knowing future HCPs 

General practitioner as a ‘constant’ Not knowing how to get referrals 

Having time to adjust Having to initiate own appointments 

Having parents alongside   

  

2. Youth Group – Barriers 

 Attending appointments on their own 

 Inability to participate in decision-making 

 Confidentiality 

 Language/ jargon 

 Difficulty in processing information 

 Lack of control 

 Feedback 

 Not knowing whom to contact 

 Not being kept informed 
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3. Focus Group: Themes 

 Social Isolation 

 Burden of Guilt 

 Allied Health Professionals 

 Social Care 

 Finances 

 University/ College 

 Support 

Conclusions: Similar themes arose from all three exercises and are concordant with published findings. 

Services should ensure holistic support to YP and their empowered participation in all aspects. Themes 

reflected in curriculum and YP participated as expert speakers in sessions.  
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Evaluation of Polypharmacy in Paediatric Hospice Users 
V. Neefjes1 
1University Hospital of Leicester NHS Trust, Paediatrics, Leicester, United Kingdom 

 

Background and aims: In the elderly, polypharmacy, defined as ‘5 or more medications used daily’ is 

associated with many adverse outcomes including increased mortality. It is likely that some of the 

adverse effects seen in the elderly will also affect the paediatric population. This service evaluation was 

performed to establish whether polypharmacy was present in users of the children’s hospice. 

Method: Data was collected in Martin House Children’s Hospice. During clinical reviews a systematic 

medication review was conducted and recorded. 

Results: Parents answered questions for nine patient (age range 1-19 years) diagnosed with congenital 

disorder (3), static brain injury (3), and cardiac (1), metabolic (1) and neuro-degenerative (1) conditions. 

The average number of medicines that were prescribed for use on a daily basis was 9 (range 5-13). 

Most often prescribed were medicines treating GE-reflux, pain, constipation, sleep disturbance, 

spasticity, epilepsy and increased secretions. The prescribed dosage was generally correct. 

8/9 patients were also prescribed medication on a ‘as required’ (PRN) basis. Average number of PRN 

prescriptions was 2 (range 1-4). 3/15 PRN medicines were given daily, 5/15 weekly, 3/15 monthly and 

2/15 less often than monthly. 

Importantly, parents thought that 5/75 regularly prescribed medicines (7%) did not to help (prescribed 

for pain, GE-reflux and excessive secretions). For an additional 25 medicines the parents were unsure 

of the effectiveness (most commonly prescribed for GE-reflux, sleep promotion and pain). 

Conclusion: On average patients use 9 medications daily and 2 medication on a PRN basis satisfying the 

criterium of polypharmacy. Importantly, for 4/10 medicines prescribed on a daily basis the 

effectiveness is questioned by the parents. To rationalize medication prescribed for paediatric palliative 

patients regular systematic medication review of all prescribed medicines should be conducted.  
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Sedation at the End of Life in Patients Treated by Paediatric Palliative Care Teams. 

Multicentre Observational Study 
M. Peláez Cantero1, P Santos Herraiz2, L Rubio Ortega3, M González García4, F Parra Plantagenet-Whyte5, 

J. Morales Asencio6 
1Hospital Regional Universitario. Materno Infantil, Malaga, Spain, 2Complejo Hospitalario Universitario 

de Toledo, Toledo, Spain, 3Hospital general universitario de Alicante, Alicante, Spain, 4Hospital 

Universitario nuestra Señora de Candelaria, Tenerife, Spain, 5Hospital Materno Infantil Miguel Servet, 

Zaragoza, Spain, 6Facultad de Ciencias de la Salud, Universidad de Málaga, Malaga, Spain 

 

Introduction: Every year around 2000 children die in Spain, however, we know little about the 

particularities of deaths in paediatrics. We document the characteristics of sedation in patients who die 

in the care of paediatric palliative care teams in our country. 

Methods: Retrospective, descriptive, analytical and multicentre study. Fourteen teams participated. 

Results: Data from 164 patients. In most cases, the underlying disease stemmed from oncological, 

neurological or neuromuscular processes. The median age at death was 6.9 years. Sedation was used 

in 52 (31.7%) patients in the last 7 days of life, rising to 83 (50.6%) in the last 24 hours. The main 

reasons were pain preceding death in 40 (48.2%) cases and refractory symptoms in 34 (41%). Among 

these, most frequent: dyspnea in 9 (7.3%) cases, pain in 8 (24.2%) and convulsions in 7 (21.2%). The 

most commonly used drug was midazolam in 74 (89.2%). The place of death was hospital in 95 (57.9%) 

cases and home in 67 (40.9%) cases, with sedation more likely if the patient died in hospital (62.9 vs. 

33.3%, c2 13.7, p < 0.01). Teams with less than 5 years of service sedated 66.7% compared to 45.5% of 

the units with more than 5 years (c2 5.6, p = 0.018). In addition, we found that verbalizing preferences 

regarding the place of death decreases the probability of sedation (45.2% vs. 69.2%, c2 6.9, p = 0.009) 

and in families where it had not been verbalized it is sedation in agony was more frequent (72.7% vs. 

27.3%, c2 4.4, p = 0.036). 

Conclusions: This is the first multicentre study in our country in paediatric patients at the end of life. We 

established prevalence, indication, refractory symptoms and drugs related to sedation at the end of 

life. Sedation is least likely to take place in the home, which may indicate less invasiveness. In addition, 

our study innovates by linking service age with the need for sedation, highlighting the need for highly 

trained professionals to care for patients in these circumstances.  
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Exploring Palliative Sedation Therapy (PST) Practices Among Pediatric Palliative Care 

and Pain Medicine Physicians 
A. Cuviello1, L.-M. Johnson1, N. Ang2, J. Baker1, D. Anghelescu1 
1Saint Jude Children's Research Hospital, Memphis, United States, 2Oakland University William 

Beaumont School of Medicine, Rochester, United States 

 

Background: Children with advanced cancer frequently experience suffering at the end-of-life, for which 

conventional symptom management options may not be sufficient. Palliative sedation therapy (PST) 

can offer relief of suffering as a last resort option, yet it is infrequently used in pediatrics, leading to lack 

of consensus on PST practices (including timing and appropriate medication regimens/protocols) and 

inconsistent definitions of PST among pediatric providers. Guidance for appropriate PST 

implementation algorithms and medications choices is needed. 

Methods: We used an electronic anonymous survey to assess variables of the PST experience and 

practice among pediatric pain medicine and palliative care (PC) physicians, distributed via email by the 

Society of Pediatric Pain Medicine and the American Academy of Hospice and Palliative Medicine. 

Survey responses were collated and descriptively reported. 

Results: Of 83 responders, 33 pain physicians and 50 pediatric PC physicians, the majority represented 

academic children’s hospitals (75%). Most reported to have access to PC teams (98%), however fewer 

reported access to a designated pain team (88%). 

About half (48%) of responders reported following an institutional PST protocol, and most excluded a 

formal ethics consult (69%). Only 54% of responders noted that a DNR was required prior to PST 

initiation. PST was primarily utilized for children with oncologic diagnoses (76%). The primary and 

secondary medications of choice for PST were reported to be opioids (39%) and benzodiazepines (36%) 

by pain medicine specialists and benzodiazepines (52%) and barbiturates (28%) by PC specialists. 

Conclusion: Our study reflects wide variability in the experience and practice of PST, in the absence of 

uniform institutional policies and protocols. Advancing efforts toward education regarding the practice 

of PST and emphasis on collaboration between pain and PC teams could be effective tools in improving 

the clinical practice of PST.  
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POP UP: Pediatric Off-label and Polypharmacy Use in Palliative Care 
F. Baratiri1,2, A. Zanin3, B. Roverato3, D. Mengato4, L. Pivato4, V. Mirisola5, L. Giacomelli5, F. Benini3 
1University of Padua, Padova, Italy, 2University Hospital Padua, Department of Women's and Children's 

Health, Padova, Italy, 3University Hospital Padua, Pediatric Pain and Palliative Care Service, Department 

of Women's and Children's Health, Padova, Italy, 4University Hospital Padua, Hospital Pharmacy, 

Padova, Italy, 5Polistudium SRL, Milano, Italy 

 

Background: Children referred to pediatric palliative care (PPC) require multiple medications to control 

existing symptoms. Data on the extent of polypharmacy are limited however, it seems to be associated 

with an increased risk of adverse effects, administration errors and an increased burden of care on the 

caregiver. 

Aims: To evaluate polypharmacy and medication burden of PPC patients in a Tertiary Care Academic 

Hospital. To describe the prevalence, indications (in and off label), way of administration and costs of 

the medication regimen.  

Methods (design, data collection, analysis): A cross-sectional observational study was carried out 

between August and October 2021. We collected: age, gender, main diagnostic category, "Do Not 

Resuscitate" (DNR) orders, n and type of medications, frequency, route of administration, self-

administration, indication (in/off label) and out of factory costs. Descriptive statical analysis was 

performed, for comparisons among categorical variables the Chi-square test has been used, among 

continuous variables the ANOVA test. 

Results:Treatment regimen of 169 patients with a median age of 12.5 (0.3 - 24) was analysed.  

Polypharmacy was detected in 53.8% of patients, with a mean value of 5.8 (± 4.1) drugs per day. Enteral 

and oral assumption were the most frequent way of administration. Medication burden was detected 

in 56.2% of the whole cohort and resulted significantly different accordingly to primary diagnosis 

(p<0.001). Mean daily cost for each patient was estimated in 18.4 (± 146.2) euro, with a huge variation 

among the subgroups. Only 34.5% of prescriptions were off-label, with higher incidence in 

muscoloskeletal (50.3%), neurologic (29.5%) and metabolic/genetic patients (29.5%) compared to other 

groups. 

Conclusion/discussion: Polypharmacy and medication burden are frequent among PPC patients, with 

some differences accordingly to primary diagnosis. Only 34.5% of regimen therapies resulted off-label.  



 
 

 

 

  Oral Presentation – Working session IX 

Analysis of the Spirituality, Religiosity and Life Philosophy of Parents of Children with 

Palliative Needs 
P. Miquel Diego1, I. Clemente2 
1Hospital Sant Joan de Déu, Pediatric Palliative Care - Spiritual Care, Esplugues de Llobregat, Barcelona, 

Spain, 2Hunter College, CUNY, Anthropology, New York, United States 

 

Background and aims: Few studies have examined the spiritual environment of parents of children with 

palliative needs in Southern European countries characterized by secularization (or the abandonment 

of traditional religiosity) and an increase of cultural and religious diversity, resulting in a much broader 

spectrum of spiritual and religious beliefs. Building upon Hexem et al.’s work, our aim is to analyze the 

meaning-making processes and reorganization of parents' worldview after the onset of a life-

threatening/shortening illness, the coexistence with the prospect of death, and an unpredictable future, 

at a pediatric palliative care unit in a hospital in Spain. 

Methods: Qualitative prospective analysis of 11 audio-recorded interviews using Glaser & Strauss’ 

Grounded Theory. 

Results: Three domains have been identified: Relational, including how they perceive themselves (e.g. 

motherhood), others (e.g. one’s own child exceptionality), and the way they believe others perceive and 

support them (e.g. relatives friends, and healthcare providers); Life Philosophy, including principles that 

guide parents’ decision-making, and how the onset of their child’s serious illness has promoted a 

change in their values; Spiritual-Religious, including concepts of divinity and divine intervention (e.g. 

miracle as an interpretive framework for that which cannot be explained within scientific knowledge 

limitations). 

Conclusions: Inflexible categories identifying parents as having a particular religious faith are not 

sufficient to capture the interrelation of knowledges (ethical, religious, scientific) that each parent 

generates. We suggest expanding Hexem et al.’s work by underscoring the relational, heterogenous 

“patchwork” dimensions of each parent’s ongoing process of generating an interpretive framework. 

Clinicians can then accompany each parent in an individualized way that responds to the uniqueness of 

his/her experiential process.  

 

  



 
 

 

 

  Oral Presentation – Working session IX 

Developing Tools for Health Care Professionals to Support Parents with Existential Care 

Needs, an Action Research Study 
M. Brouwer1, M. Engel1, C. Leget2, S. Teunissen1, M. Kars1 
1University Medical Center Utrecht, Julius Center for Health Sciences and Primary Care, Utrecht, 

Netherlands, 2University of Humanistic Studies, Utrecht, Netherlands 

 

Background-Context-Aims: Parents who care for a child with a life-threatening condition often face 

existential questions and a search for meaning. However, in daily care these issues remain largely 

unaddressed. This study aims to equip primary health care professionals (PHCPs) by developing 

training and tools to provide existential support to parents. 

Methods: First, existing needs were investigated in a 2021 Dutch interview study with parents (N=24) 

and 3 focus groups with stakeholders (PHPC’s, spiritual counsellors, parents N=16). These insights were 

subsequently used to develop a training and toolkit, using reiterative participatory action research 

methods, working together with a team of PHPCs and parents. 

Results: Parents expressed that existential topics –such as giving meaning to their identity and 

parenthood, reevaluating their hopes, dreams and future—have a large impact on how they cope with 

their child’s illness or end of life. PHCP’s see parents struggle, but feel unequipped to address such 

topics. Without support, parents report risking loneliness and becoming overburdened. Four areas for 

support were identified by stakeholders: 1) recognizing and 2) acknowledging existential care needs, 3) 

holding meaningful conversations, and 4) proper referral to professional support, corroborating 

insights from adult care. The toolkit, consisting of a training and tools to guide conversations for 

professionals and parents, is currently being tested to evaluate its use in practice. 

Conclusions: Existential care needs have been largely unaddressed in pediatric palliative care. This 

study equips health care professionals with knowledge and tools to address these topics in a 

structured way with parents. By co-designing with parents and professionals, we aim for tools that fit 

actual needs and practices. Fitting in with the theme of this conference, the key is not to provide 

solutions, but to really listen to what it means for parents to live their reality.  
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Selected Ethical Issues in Palliative Care for Children 
M. Kralovcova1, J. Kralovec1 
1Charles University, Faculty of Humanities, Praha, Czech Republic 

 

Authors of the abstract (and – hopefully – also of the poster/presentation) are two PhD. students in 

Applied Ethics who have been working with seriously sick children and their families since 1988 

(running a respite part of a children’s hospice since 2004). Living and working in a former communist 

country, we have seen the onset of paediatric palliative care in a health care system where dying 

(especially in children) had been a taboo subject for decades. In the past years, there is much more 

societal attention paid to the topic – it’s even becoming sort of „trendy“. 

In the past couple of years, palliative care has been flourishing – it’s importance is being recognised 

also by the official authorities which translates to adoption of new health-care policies: dedicated 

palliative teams – including a pediatric palliative team – are being introduced to our hospitals and highly 

praised.  

Our findings that indicate potential downfalls of improperly applied palliative care in institutions that 

hasn’t got rid of paternalist approach. Even if sometimes masked with (and mistaken for) attentive 

kindness, medical paternalism deprives families from developing their own competence and coping 

potential. 

If palliative care is performed by professionals who don’t respect autonomy of the patient and his/her 

family, and whose help isn’t strictly based on the principles of family-centred care, their help may 

become an additional burden for the family of the sick child, and the performance of the team thus 

may become counterproductive. We wish to illustrate the risk on several case studies that are part of 

our current doctoral qualitative research (narrative interviews, secondary data analysis and participant 

observation). 

We also wish to show some examples of good practice resulting from the willingness of supportive 

teams (including teams involved in perinatal palliative care) to really listen to the families of their 

patients and meeting the needs the families themselves identify.  
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Parental Ethical Decision Making and the Implications for Advanced Care Planning: 

Results of a Systematic Review and Secondary Analysis of Qualitative Literature 
V. Neefjes1 
1University of Manchester, Centre for Social Ethics and Policy, Manchester, United Kingdom 

 

Background: Medical treatment decisions by clinicians and parents are expected to be made in the 

child’s best interests. Typically, the ethical approach of clinicians is based on the four principles outlined 

by Beauchamp and Childress. Less is known about parental ethical decision making. Understanding 

parental decision making, e.g. in advanced care planning (ACP), is important to manage expectations 

and avoid conflict. 

This investigation aims to: 1) to clarify the ethical values parents use 

2) how parents employ their ethical values and 3) how parental decision making fits with ACP 

Method: Systematic review and secondary analysis of qualitative research papers regarding parental 

experiences of children with life-limiting disorders in the Netherlands, Germany and England & Wales 

published between 2010 and 2020. 

Results: 16 papers from England & Wales, 18 from the Netherlands and 9 from Germany are analysed. 

Regardless of country, parents use the same 6 values for decision making: protection of life, protection 

from suffering, being positive, aiming for normality, child deserving the best life, and altruism. Most 

parental ethical values in the context of their relationship with the ill child. As such, parental decision 

making fits within the Ethics of Care (EoC) framework. Within EoC the aim of ethical decision making is 

to nurture and preserve the caring relationship. What is right depends on the circumstances at the 

time. 

The parental contextual decision making explains some of the challenges in ACP, especially when 

deciding on treatment limitations. The included papers confirm the parental reluctance to make 

specific decisions in advance, except when their child has or is experiencing suffering.  

Conclusion: Parental contextual ethical decision making is important in ACP. It is to be expected that, 

regardless of ACP, most decisions regarding treatment limitations will continue to be made when the 

child is seriously ill. 
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Family Bonding as a Result of the Family Talk Intervention in Pediatric Oncology – 

Siblings’ Experiences 
K. Ivéus1, R. Eklund2,3, U. Kreicbergs3,4, M. Lövgren3,5 
1Ersta Hospital, Lilla Erstagården Children’s and Youth Hospice, Stockholm, Sweden, 2Uppsala 

University, National Centre for Disaster Psychiatry, Department of Neuroscience, Uppsala, Sweden, 
3Ersta Sköndal Bräcke University College, Department of Health Care Sciences, Palliative Research 

Centre, STOCKHOLM, Sweden, 4Karolinska Institutet, Department of Women’s and Children’s Health, 

Pediatric Oncology and Hematology, Karolinska University Hospital, Astrid Lindgren Children’s Hospital, 

Childhood Cancer Research Unit, Stockholm, Sweden, 5Karolinska University Hospital, Advanced 

Pediatric Home Care, Astrid Lindgren Children’s Hospital, Stockholm, Sweden 

 

Background and Aim: Few psychosocial family-based interventions are evaluated in pediatric oncology 

although most family members are affected and often in need of support. The aim with this study was 

to explore siblings’ experiences of their participation in the family-based intervention “the Family Talk 

Intervention (FTI)” in pediatric oncology.  

Methods: This pilot study included 26 families, involving 37 healthy siblings, recruited from one 

pediatric oncology center in Sweden. FTI is a manual-based family intervention led by FTI-educated 

health care professionals involving 6 original meetings with the family (extra meetings, meeting 7-11, is 

also available if needed). The main goals of FTI are to facilitate family communication about illness 

related topics, e.g., prognosis, the invisibility of siblings, parental support, and making the children’s 

needs visible. Survey- and interview data with siblings <6 years after completion of FTI were used. 

Results: The siblings described that they experienced lack of present support from the health care and 

that FTI fulfilled an important function. The majority of the siblings reported that FTI helped them and 

the family as a whole and that FTI had facilitated communication about topics that had been unspoken 

within the family. According to the siblings, this led to an increased understanding for each other and 

better family cohesion. They also described that FTI had helped them indirectly by supporting the 

parents. Siblings also reported that they received support in school due to FTI. The majority of the 

siblings described that FTI came right in time and involved an appropriate number of meetings. 

Conclusions: FTI showed benefits for both the siblings and family as a whole. According to the siblings, 

both timing, content, and structure of FTI were appropriate.  
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“We Don’t Know What’s Happening Because We’re Not There”- What Matters to Siblings 

of Children with Serious Illness? 
A. Roach1, L. Coombes1, D. Braybrook1, H. Scott1, D. Haroardottir1, F. Murtagh2, B. Farsides3, R. Harding1 
1King's College London, Cicely Saunders Institute of Palliative Care, London, United Kingdom, 2Hull York 

Medical School, Palliative Care, York, United Kingdom, 3Brighton and Sussex Medical School, Clinical and 

Biomedical Ethics, Brighton, United Kingdom 

 

Background: Siblings of children with life-limiting and life-threatening conditions are affected by the 

care their siblings’ need. However, previous research offers limited understanding of what is important 

to these siblings. 

Aims: To identify what matters to siblings of children with life-limiting and life-threatening conditions 

from multiple stakeholder perspectives across conditions. 

Methods: In depth semi-structured interviews with children with life-limiting and life-threatening 

conditions, their siblings aged 5-15, parents and professionals. Verbatim transcripts were analysed 

using Framework analysis in NVivo. 

Results: Interviews with 106 participants, including 13 siblings of children with gastrointestinal, 

neurological, congenital, metabolic, respiratory conditions and cancer, identified multiple concerns. 

This included the lack of (and need for) information around their ill siblings’ health, inconsistencies in 

quality and availability of sibling support, sibling worries around hospital admissions and separation of 

the family unit. Physical actions such as hugging and holding hands were frequently highlighted as 

ways that siblings provide comfort and reassurance, as well as practical help around the house with 

feeding and medication. Concerns varied across sibling age, sibling order and condition of ill child, with 

younger siblings more likely to identify and share similarities between themselves and their ill sibling, 

whereas older siblings more likely to highlight physical, developmental and psychological differences.  

Conclusion: Support and information provision for siblings of children with life-limiting and life-

threatening conditions varies across providers. Future health policies and research should seek to 

ensure siblings are informed, recognised as sources of support with the family, and that their concerns 

are anticipated to ensure a whole-family approach to providing support.  

This project received funding from the European Research Council.  
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The Family Impact of Caring for Children with Severe Neurological Impairment 
J. Allen1,2,3, K. Hill4,5, M. Brenner2,4, P. Byrne3, A. Mahony3, D. McDonald3, E. Molloy1,2,3,6,7 
1Trinity College Dublin, the University of Dublin, Paediatrics, Dublin, Ireland, 2Trinity Research in 

Childhood Centre, Dublin, Ireland, 3Children's Health Ireland at Tallaght, Paediatrics, Tallaght, Ireland, 
4Trinity College Dublin, the University of Dublin, School of Nursing and Midwifery, Dublin, Ireland, 
5University College Dublin, School of Nursing, Midwifery and Health Systems, Dublin, Ireland, 6Children's 

Health Ireland at Crumlin, Neonatology, Dublin, Ireland, 7The Coombe Women and Infants University 

Hospital, Neonatology, Dublin, Ireland 

 

Background: Caring for children with Severe Neurological Impairment (SNI) may lead to disruption to 

the family routine, breakdown of family relationships and the introduction of healthcare professionals 

into the family home. In particular, the impact on siblings of children with SNI is an area which requires 

further study. We assessed whether caring for a child with SNI has a significant impact on the family & 

explored their siblings’ experiences.  

Methods: The Pediatric Quality of Life Inventory (PedsQL™) , and Family Impact Module (FIM) were used 

to measure wellbeing of parents and siblings of children with SNI attending a complex needs clinic in 

Dublin, Ireland. A focus group was conducted with four teenage siblings of children with SNI. 

Interpretive Phenomenological Analysis was employed to analyse the transcripts of the focus groups. 

Results: Parents of children with SNI (n=21) had lower overall parental quality of life (p=0.0334) than the 

control parents (n=11). Parents of children with SNI were more likely to report problems with 

communication (p=0.0005), worry (p=0.0028), and family functioning (p=0.0025). PedsQL™ scores for 

siblings of children with SNI (n=17) did not differ from controls (n=9). Analysis of the focus group 

resulted in four themes: (1) Making sense of their situation; (2) 

The sibling relationship within the family; (3) Personal impact for the siblings; (4) 

Encounters with healthcare professionals. Siblings reported acceptance of significant changes to their 

lifestyle, e.g., reduced time alone with parents and assuming caring responsibilities. They did not report 

negative feelings towards their sibling, instead appreciating that these experiences may have led to 

increased maturity and resilience. 

Conclusion: Overall, family functioning in the SNI group was significantly impaired. Our findings suggest 

that parents have many unmet needs which they perceive as impacting the family. Sibling impact is 

complex & multi-factorial as we have demonstrated.  

  



 
 

 

 

  Oral Presentation – Working session X 

Support Needs of Siblings of Children with Metachromatic Leukodystrophy, the Parents’ 

Experiences 
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1Leve Nå Palliative care unit, Frambu Foundation, Siggerud, Norway, 2University of Oslo, Medical faculty, 
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Background: Having a child diagnosed with metachromatic leukodystrophy (MLD) implies a major 

trauma for the affected family and an increased risk of psychological difficulties in siblings. However, 

family-centered support may reduce this risk. This study aimed to describe parents experience of 

reactions and adaptation in siblings of children with MLD, and proper support in daily life. 

Method: Six parents (two fathers) of children with MLD, who also had normally developing children, 

were interviewed based on a semi-structured interview guide. The interviews were transcribed 

verbatim and conventional content analysis applied. 

Results: Participants described siblings to express love and concern, anger and frustration, fear, 

sadness and sorrow, a longing for normality, and hope in relation to the diagnosis and its effect upon 

the family. Positive changes as such as increased maturity, care, appreciation, patience, and sociability 

in siblings were also described. However, siblings’ social life and leisure activities were described to be 

negatively affected. Resources at home such as medical aids and assistants for the child with MLD were 

described as having a supportive function for siblings. Enabling a close relation with both parents and 

the child with MLD were described as important support. Providing information about MLD to siblings 

were described as important, but opinions differed in terms of the timing and content of the 

information. Extended family and friends were described as a potential source of support in daily life, 

and systematic sibling support from the social welfare system as important, but often lacking. 

Conclusions: Support to siblings of children with MLD should be family centered and aim for stability, 

interaction, and communication within the family. Most of the support may be delivered within the 

frames of daily life at home, by adults the child already knows, with support from palliative care units.  
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Background: Deaths of neonates are often preceded by a possibly life-shortening end-of-life decision 

(ELD). We aimed to shed light on population prevalence rates, daily practice and personal experiences 

of neonatal ELDs to provide recommendations and guidelines for such difficult medical decisions. 

Methods: We conducted a population mortality follow-back survey based on all deaths under one year 

over a period of 16 months, a survey sent to all neonatologists and nurses working in a NICU, and a 

semi-structured interview study in 15 neonatologists, 15 nurses and 23 bereaved parents. All studies 

were performed in Flanders Belgium between 2016 and 2019. 

Results: Response rate of the population survey was 83% (229/276). In 61% of all deceased infants, an 

ELD preceded death. Non-treatment decisions (NTDs) are most prevalent (37%). In 24% of cases, drugs 

are administered including a possible (14%) or explicit life-shortening intention (10%). The survey had a 

response rate of 50% (302/610) and indicated considerable support for NTDs (90-100%) and 

administering medication with explicit intention to hasten death (60-74%). Psychological support 

provided by the ward is considered insufficient by 59% of respondents. Only 45% of nurses indicated 

being heard by the treating physician when ELDs are considered. Interviews revealed several barriers 

and facilitators towards neonatal ELD decision-making such as uncertainty of diagnosis, cultural 

differences, lack of privacy, and complex legislation. 

Conclusion: ELDs are an important part of daily clinical practice when caring for neonates with severe 

conditions. Despite their commonality, deciding on an ELD in cases of severe suffering of the infant 

brings forth a significant number of barriers and stress for all involved, which are not always 

adequately addressed by the ward. Findings were used to formulate readily implementable 

recommendations to aid future infants, parents and healthcare providers. 

Funding: FWO (G041716N), BOF (01J06915)  
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Integration of Palliative Care in the Pediatric Cardiac Intensive Care Unit: An Added 

Layer of Support for Patients, Families and Staff 
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Background: Congenital heart disease is the most common birth defect. Patients often face complex, 

lengthy hospitalizations and a higher mortality rate compared to other pediatric groups. Emerging 

literature indicates numerous benefits of Pediatric Palliative Care (PPC) consultation throughout the 

patient’s disease course, starting at the time of diagnosis. 

Methods: In 2016, the section of PPC was introduced as a sub-specialty consultation service at a 973-

bed quaternary pediatric hospital with a 54-bed cardiac intensive care unit (CICU). A database 

maintained on patients seen in consultation in the CICU was reviewed to determine the reason for PPC 

consultation and final patient disposition. 

Results: Between October 5, 2016 and January 16, 2021, 265 CICU patients received 332 PPC 

consultations. The most common reasons for PPC consultation were facilitation of complex and urgent 

medical decision-making related to goals of care (64%), improvement of advance care planning 

discussions (46%), complex care coordination (29%), assistance with pain/symptom management (20%), 

and relationship building and early introduction of palliative care (6%). Most consultations involved >1 

domain. All PPC patients were offered spiritual support through PPC or hospital-wide chaplaincy. 20% 

of the consultations were either signed off from PPC services, transferred to another facility, or 

discharged home or to hospice care. 39% of patients expired, and families received ongoing 

bereavement support from a PPC specialist. 

Conclusion: PPC is a continuum of care for supporting complex medical decision making, pain and 

dyspnea screening, and addressing bereavement, spiritual and psychosocial needs. Integration of PPC 

services with care provided by specialized surgical and medical teams for children with complex cardiac 

disease can greatly impact patients and families by facilitating organic relationships and providing an 

extra layer of support when needed throughout the disease trajectory.  
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A Case of Mitchell Riley Syndrome: When the Team’s Work Is Winning! 
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Background: Mitchell Riley syndrome is a genetic disorder, characterized by neonatal diabetes and 

congenital digestive system defects. In literature few cases are described and sometimes early death is 

inevitable. 

Case presentation: we reported the clinical management and outcome of a male pakistan infant. He 

was low weight for gestational age and presented neonatal diabetes, pancreatic hypoplasia, duodenal 

atresia. He had severe malabsorption, requiring a parenteral nutrition (PN) and insulin pump. After 

seven months of hospitalization in Neonatal Intensive Care Unit, the child's care complexity and the 

family difficulties, including cultural barrier, required tranfer to a Pediatric Hospice for caregiver 

training and support. During this period the child developed two central venous catheter sepsis, one of 

which required hospitalization in a Pediatric Intensive Care Unit. 

After ten months of hospitalization, the child reached a period of clinical stability. The mother 

expressed the need to get closer to the family. Therefore the collaboration was born between the 

colleagues of the Pediatric Hospice and those of the territory to which the child belongs, to ensure a 

protected domiciliation. Given the absence of a pediatric palliative care service (PPC) in the area of 

residence of the child, a new team is structured. In these team there are: hospital doctors among them 

an expert in PCC, family pediatrician, home nurse and territorial case manager, nurses of local hospital 

protected resignation service, cultural mediator and local volounteer association. 

The team’s work allowed good growth curve, a tolerance of feeding by mouth and a reduction in the 

hours of administration of PN, requiring only one hospitalization in one year. 

Conclusion: despite the clinical care complexity, the socio-cultural and family difficulties, we can confirm 

that an integrated work can guarantee a prolonged survival, with an accettable quality of life for 

children with this syndrome. 
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“Collateral Beauty”. Experiences and Needs of Medical and Non-Medical Professionals 

Caring for Parents Continuing Pregnancy after Life-Limiting Prenatal Fetal Diagnosis: A 

Grounded Theory Study 
K. Wiesner1, K. Hein1, F. Flaig1, G.D. Borasio2, M. Führer1 
1University Children‘s Hospital Munich, Center for Pediatric Palliative Care, Munich, Germany, 2Lausanne 

University Hospital and University of Lausanne, Palliative and Supportive Care Service, Lausanne, 
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Background: Caring for parents continuing pregnancy after learning about a severe life limiting 

condition of their unborn child represents an emotional challenge. Most existing studies focus on 

affected families, whereas research on the subjective perspective of professionals is scarce. We aimed 

to (1) explore experiences and needs of involved medical and non-medical care providers, (2) obtain 

information about existing care structures, and (3) identify requirements for a structured Perinatal 

Palliative Care program.  

Methods: Grounded Theory study using theoretical sampling to recruit 18 medical and non-medical 

professionals from Munich and surroundings who care for parents continuing pregnancy after prenatal 

diagnosis. Data was collected by semi-structured expert interviews and analysed following the 

principles of grounded theory coding and situational analysis. 

Results: Several organizations provide support for affected parents, but inter-institutional 

communication is scarce. Some organizations even compete against each other. Structured guidelines 

are missing and there are insufficient resources to ensure proper care. Care providers make an 

immense and partly unpaid effort to support concerned parents. Encounters with families raise 

existential questions for professionals, which lead to an increased demand for peer support, 

supervision, and training. Professionals admire the determination, courage, and attitude of families 

towards life and death. Providers learn from these encounters and experience, in the words of a 

participant, “collateral beauty in all this suffering and grief”, i.e. the development of a humble attitude 

and feelings of gratitude towards life. 

Conclusions: Perinatal palliative care demands a high level of personal engagement, but also leads to 

professional and personal growth. Professionals require peer support, supervision, and training to 

provide proper care and facilitate self-reflection. Interdisciplinary exchange ought to be enhanced.  
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Background and aims: The world of pediatric oncology (PO) has profoundly changed in recent 

decades, managing to offer children and adolescents a net increase in survival and the probability 

of recovery. However, this important result has led to an increase in the complexity of care with 

therapy courses that may be very long over time, with the emergence of not only clinical, but also 

psychological, social, spiritual and ethical needs. The management of this complexity is even more 

challenging in patients with disease pathways complicated by adverse events and in those who 

unfortunately undergo a diagnosis of incurability and end of life. To identify, assess and respond 

to all these needs, it is necessary to integrate PO and pediatric palliative care (PPC) early. However, 

this integration is still far from being implemented, for numerous reasons, first of all due to the 

lack of mutual unknowledge between the two disciplines, with an unclear definition of language, 

roles and competences. 

With the priority aim of promoting a common language  between PO and PPC, the Italian 

Association of Pediatric Hemato-Oncology (AIEOP) in collaboration with the Italian Society of 

Pediatrics (SIP) and the Italian Society of Palliative Care (SICP) has established an intercompany 

group made up of pediatricians, nurses and psychologists. 

Method: During numerous online meetings were identified 28 fundamental terms for the dialogue 

between PO and PPC and their meaning defined by reviewing the literature and comparing 

experts. 

Results: The work led to the drafting of a glossary with the definition of terms (i.e. palliative 

chemotherapy, therapeutic persistence, end of life) which was approved by all three scientific 

societies and disclosed to all members. 

Conclusions: The definition of a glossary represents the basis on which to build the dialogue 

between PO and PPC for a complete approach to the pediatric patients affected by cancer.  
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Elise’s Legacy Library: An Online Mindfulness Tool for Pediatric Patients, Caregivers, and 

Providers 
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Background: Chronic pain and anxiety are common among pediatric palliative care (PC) patients, and 

their caregivers often experience significant stress. During COVID-19, traditional methods for in-person 

support are limited in the hospital setting. It was predicted that using a virtual teaching aid for coping 

skills would be beneficial to both patients and their support systems. Elise’s Legacy Library (ELL) was 

created as a free and accessible tool for patients, families, and staff impacted by serious illness to 

incorporate mindfulness practice for improved coping. 

Methods: ELL launched in March 2021 at a large pediatric hospital in the United States. The PC and 

music therapy teams used evidence-based research and practice to write original scripts and music 

resulting in 27 recordings in English and Spanish. Brochures with an ELL access link were given to 

patients, families, and staff who expressed interest. Mixed-method data included informal qualitative 

interviews with users and retrospective analysis of idiosyncratic view frequencies on the ELL YouTube 

homepage. 

Results: Patients and families who utilized this tool self-report improved coping mechanisms, 

anxiety/fear management, and decreased perception of pain and discomfort. Staff report ease of 

access in “prescribing” ELL to patients and personal use to reduce feelings of burnout on busy services. 

The recordings were viewed 2,611 times, averaging over seven views a day since its launch. Listeners 

request more recordings and translation into more languages. 

Conclusions: A collaboration between PC experts and music therapists, this unique tool offers a free, 

virtual platform specifically addressing needs of children with serious illness and those who support 

them. A future study using surveys and formal interviews will elucidate the efficacy and benefit of this 

tool. While the study is unfunded, ELL is funded in honor of the tool’s namesake, Elise DeFord, who was 

a PC patient where the library was launched.  
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Listening to the Stories of the War in Ukraine to Guide a Response to the Needs of 

Children and Staff in Children's Palliative Care. The Importance of Social Media 

Platforms as a Means to Communicate 
J. Marston1, R. Bauer2 
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Background and Aims: The intensity of war in Ukraine rapidly impacted the 9 children's palliative care 

(CPC) programmes in Ukraine.Staff had prepared and the global palliative care community were aware 

but preparations were inadequate inside and outside Ukraine. 

Ukraine's CPC programmes set up bomb-shelters, resources were stockpiled and staff learned 

emergency skills. The intensity and speed of the impact of war was stronger than expected and 

preparations were inadequate.. Global CPC  needed to assess priority needs and find ways to provide 

support at first to Ukraine and then to refugee host country CPC. 

Most support from global and regional CPC communities was based on the stories and information 

shared through social media SM. 

A need was identified for Guidelines and a strategy for the future 

Method: Social media ( SM) became the primary source of information and stories from before the war 

began.  

Primary needs identified by colleagues were existential /spiritual/ psycho-social. SM provided a 

platform for their expression, for photographs, for connection and for raising awareness. Needs: 

1. To know they were not forgotten 

2. To have their stories and emotions heard 

3. To be prayed for 

4. To maintain hope 

5. To access extra resources 

6. To keep safe and for the children to be safe 

7. For the war to stop 

Results: Through SM CPC contacts could assist directly with needs 1-4 through communication, prayers, 

assurance, and by expanding the network of people hearing their stories. News articles, blogs, appeals 

and journal commentaries increased awareness. Webinars shared their stories 

5, 6 partially achieved through internal networks with humanitarian aid responders. 

8. CPC made daily SM calls to stop the war 

Conclusions:Telling stories on SM guided the external response to CPC needs in warfare, but the 

response remains inadequate. Guidelines are being developed and a strategy for responses now and in 

the future is needed urgently. The time to do is NOW.  
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VOICE (Virtual Online vs In-presence Communication Educational) Project 
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Background: Despite the growing recognition of the importance of good medical communication, 

specific training on "difficult" communications in Pediatric Palliative Care (PPC) remains uneven. The 

aim's study was to increase the self-confidence of pediatric trainees, evaluate effectiveness of different 

teaching methods and compared face to face role-playing to online.  

Methods: We recruited 67 residents from June to December 2021 of the pediatric area (paediatrics, 

pediatric surgery and paediatric neuro-psychiatrist) of a tertiary care academic hospital, offering a 

training course related to communication in PPC. Participants were randomized into 3 groups (A, B, C) 

and exposed to 3 different formats of training: a common online teaching course was followed by 2 

hours of face to face (group A) or virtual (group B) role-playing or a focus group (group C). An ad hoc 

questionnaire delivered before (T0), after the course (T1) and 3 months later (T2) provided quantitative 

and qualitative data which were analyzed with SPSS and Atlas.ti. 

Results: Most residents (82%) never received any communication training before. A trend in increasing 

self-confidence and knowledge after the course was observed, with best performance detected in 

group A compared to others, knowledge retention was higher in role-playing (A+B) than focus group 

(C). All groups had an improvement in self-confidence (p < 0.05) in terminality and incurability topics 

which were considered the most challenging (53% of residents). In the T2 survey, the course’s clinical 

practice was rated as very important for 88.4%. The aspects considered important in communication 

changed from how to prepare to transmit information to the strategies to establish a good relationship 

with patients and caregivers. 

Conclusion:In conclusion, this study highlighted the need and the interest of trainees in conducting 

difficult communications training, with higher rates for face to face role-play learning than other 

teaching methods.  
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Use of Palliative Chemotherapy in South Africa: National Survey of Paediatric 

Oncologists 
A. Buchner1, A. Davidson2, M. Meiring2 
1University of Pretoria, Paediatrics, Pretoria, South Africa, 2University of Cape Town, Paediatrics, Cape 
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Background and aims: Palliative chemotherapy aims at slowing down the progression cancer even 

though it may not have any potential for remission or cure. In South Africa, delayed diagnosis of 

childhood cancer is a common problem. In patients who present with advanced cancer, or in patients 

with relapsed cancer without realistic hope of cure, palliative chemotherapy can be offered in an 

attempt to manage symptoms, improve quality of life and prolong meaningful survival. This research 

study evaluated South African paediatric oncologists’ perspectives and practices regarding the use of 

chemotherapy in patients with cancer with no realistic hope of cure. 

Method: An online survey was conducted. The main aims of the questionnaire were to assess paediatric 

oncologists’ considerations around the use of palliative chemotherapy, and then focus on the most 

recent patients treated with palliative chemotherapy. 

Results: A total of 41 participants completed the survey, giving a response rate of 89%. The majority of 

the paediatric oncologists were either neutral or agreed that palliative chemotherapy should be 

considered. The most important treatment aim was to improve quality of life of the patient (92.7% of 

respondents). The most important considerations when prescribing palliative chemotherapy was to 

minimise toxicity of the chemotherapy regimen and the effectiveness of the chemotherapy. Only 19.5% 

of patients received treatment primarily because parents requested it. The key considerations were 

largely achieved in the most recent patient treated with palliative chemotherapy. 

Conclusion: There is great inter-individual variation between oncologists in opinions and experience. 

The lack of empirical data to justify recommendations about palliative chemotherapy remains a 

problem, and the researcher hopes that this study will spark productive discussion and planning 

towards more structured use of palliative chemotherapy in children with cancer in South Africa.  
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Use of Palliative Chemotherapy in South Africa: Experience in a Single Unit 
A. Buchner1, A. Davidson2, M. Meiring2 
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Background and aims: The aim of palliative chemotherapy (PC) is to slow down the progression of the 

malignancy, though it may not have any potential for remission or cure. Delayed diagnosis of childhood 

cancer is a common problem in South Africa. In patients who present with advanced or relapsed cancer 

without realistic hope of cure, PC can be offered in an attempt to manage symptoms, improve quality 

of life and prolong meaningful survival. This study describes the use of PC in patients who received 

treatment at a single oncology unit. 

Methods: A file review was done of deceased patients who died in the period from January 2012 to 

December 2018 and who had received PC as part of their cancer management. We reviewed diagnoses, 

PC regimens, timing of initiation and stopping PC, and whether end of life decisions and discussions 

were documented. 

Results: Of the 305 patient deaths recorded in the study period, a total of 74 patients had received PC 

and were included in the file review. The most common diagnoses were neuroblastoma (18.2%), 

retinoblastoma (15.6%) and osteosarcoma (14.3%). At the time of diagnosis, the median age was 6.0 

years (range 0.3 to 17.6 years). In 47 patients (63.5%) the disease was deemed incurable at first 

diagnosis and PC given from the onset of treatment, while 27 patients (36.5%) were given palliative 

chemotherapy at relapse. The median time from last PC to death was 30 days (range 0-742 days). The 

main documented aim of PC was to improve symptom control (97.3%) while parents’ opinion played an 

important role in 32.9% of cases. About half of the patients (41 of 74, 55.4%) had documentation of 

symptomatic improvement. 

Conclusion: This study shows that many decisions around end of life care and decision-making could be 

better researched using a quantitative, prospective, interview-based approach. Repeated 

measurements of the child and family’s quality of life and its associations with PC should be a research 

priority in future.  
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Background: Cancer patients constitute an important group in pediatric palliative care (PPC). Amongst 

the aims of PPC is to reduce the practice of futile interventions. Comparative data based on the 

provision of PPC is scarce. 

Methods: Retrospective analytical study based on the clinical records of deceased cancer patients from 

at a tertiary hospital in a 10-year-period (2010-2019). Patients were classified considering if they were 

attended or not by the hospital PPC Unit (PPCU). We compared baseline characteristics and support 

and invasive measures applied in the last month of life (LMoL). 

Results: Of 198 patients, 99 (50.0%) were attended by the PPCU. No differences were found regarding 

sex, age at death, disease duration or lines of treatment. Patients with hematological malignancies 

were less prone to receive attention by the PPCU (21.6%) than patients with CNS cancer (75.0%) or solid 

tumors (71.0%; p<0.01). 

  Attended by the PPCU Not attended  p 

Chemotherapy 67.7 65.7 0.9 

Radiotherapy 7.1 7.1 1 

Surgery 4.0 15.1 0.01 

Red blood cells transfusion 33.3 77.8 <0.01 

Platelet transfusion 29.3 74.8 <0.01 

Invasive procedures 7.1 58.6 <0.01 

Palliative sedation 17.2 57.6 <0.01 

Death at home 65.7 0 <0.01 

 

As for interventions performed in the LMoL patients attended by the PPCU were less prone to receive 

surgery, transfusions, invasive procedures, palliative sedation and died significantly more at home. 

Patients attended by the PPCU stayed a mean of 16.8 days less at hospital (CI: 13.9-18.7), 8.6 days less 

in the ICU (CI: 6.1-11.3) and of 4.4 days less in hospital in their last week of life (CI: 3.5-5.2). 

Conclusions: Though adjustment for possible confounding variables should be made our data supports 

that PPC provision leads to a decrease in medical procedures in the LMoL. 

No funding was used for this study.  
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Aims: Patients with cancer in pediatric palliative care (PPC) present complex needs of care. As a part of 

the interdisciplinary team nurses participate in several aspects of  care but little is known of the 

interventions that they apply. 

Methods: Retrospective review of clinical records of deceased patients with cancer attended by a PPC 

unit (PPCU) in a 10-year period (2010-2019). We collected general epidemiological characteristics and 

nursing interventions (health education, use of medical devices, symptom management and 

postmortem care). For each intervention we calculated the estimated 95% confidence interval (CI). 

Results: The records of 159 patients were analyzed, 58.5% being male a median age of 9.4 years 

(interquartile range-IQR: 5.8-14.1) at the first consultation and a median follow-up of 1.4 months (IQR: 

0.5-2.8). Considering the type of cancer, 44.0% had a solid tumor, 37.1% CNS cancer and 18.9 

hematological cancer; 61.6% of the patients died at their home. Nursing interventions were registered 

in 87.4% of the patients (CI: 82.2-92.6). The most common intervention was providing health education 

(85.6%; CI: 79.7-91.5). Nurses managed respiratory devices (69.1%; CI: 61.3-76.8), parenteral devices 

(68.3%; CI: 60.5-76.2), nutritional support devices (36.0%; CI: 27.9-44.0) and urinary catheters (18.7%; CI: 

12.1-25.3). The main symptoms in which nurses were implicated were pain management (68.3%; CI: 

60.5-76.2), respiratory distress (64.0%; CI: 56.0-72.1), skin problems (46.0%; CI: 37.7- 54.4), bleeding 

(21.6%; CI: 14.7-28.5) and seizures (17.3%; CI: 10.9-23.6). In 80.6% of the cases, nurses participated in 

the postmortem care of the patient´s body (CI: 73.9-87.2).  

Conclusions: Nurses participated in different aspects of care regarding the use of medical devices and 

symptom management, as well as providing health education and postmortem care. These aspects 

should be correctly tackled in their training curriculum. 

No funding was used for this study.  
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Supporting Parents of Children with Palliative and Complex Health Care Needs in a 

Time of Crisis: A Health and Social Care System-wide Response 
L. Maynard1, C. Cannon1, J. Ridout1, K. Lynn2, S. Daniels3, J. Lynn4, S. Weaver5 
1East Anglia's Children's Hospices (EACH), Cambridge, United Kingdom, 2Cambridgeshire Community 

Services NHS Trust, Cambridge, United Kingdom, 3Cambridgeshire and Peterborough Foundation Trust, 

Peterborough, United Kingdom, 4Cambridgeshire and Peterborough Combined Authority, Wisbech, 

United Kingdom, 5Cambridgeshire and Peterborough Clinical Commissioning Group, Cambridge, United 

Kingdom 

 

During COVID19 pandemic children (CYP) with highly complex medical health care needs experienced 

crisis due to disruption in usual care. 

This project provided crisis led short break care (SBC) using health system-wide staff in-reaching into a 

children’s hospice. 

Method: Eligibility: CYP (0-18 years) with complex needs requiring healthcare skilled staff and evidence 

of sustained/severe disruption to usual care due to COVID19. Crisis defined as situation affecting family 

ability to cope with current situation and, if usual SBC/support mechanisms not able to meet needs. 

Staff resource provided by children’s hospice & from across health system. Family feedback about 

activities & hoped for goals gathered. 

Results: 50 CYP were considered for crisis care: 9 CYP declined by Referral Panel. 8 meeting criteria did 

not stay (deferred/died/unknown). 

From 1.11.2020 to 31.10.2021, 279 nights over 35 stays were delivered to 33 CYP. 22 CYP received 

multiple stays. 

Quantitative feedback noted agreement in admission & discharge responses: 59/65 achieved proper 

rest; 57/65 good night’s sleep; 55/58 spent time with family members. Qualitative analysis of parents 

hopes identified 5 themes: increasing trust in professionals; prioritising ‘me’ time; performing 

household tasks; break from alarms; socialisation for CYP. 

Discussion: Vital support was given at a reliable location at times of extreme stress/anxiety to hard to 

reach families, with opportunity to develop trust in professionals. 

Service provision challenges: delivery of hospice ‘usual business’; impact on choice for others needing 

end of life care; staff absence (sickness); induction to hospice processes for system wide staff; care 

planning for safe care; distance & travel time for some families. 

Conclusion: Mutual benefits gained from system team working, sharing information & forming a holistic 

view of support for families. Positivity was expressed by professionals at being able to offer a service to 

families in desperation.  
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Developing a Regional Children’s Specialist Palliative Care Service: Analysis of Caseload 

and Consultant in Paediatric Palliative Care Activity between 2010 and 2020 
L. Maynard1, C. Cannon1, P. Sartori(Retired)2, C. Perez2, E. Cattaneo3 
1East Anglia's Children's Hospices (EACH), Cambridge, United Kingdom, 2Cambridge University Hospitals 

NHS Foundation Trust, Paediatrics, Cambridge, United Kingdom, 3East Suffolk and North Essex NHS 

Foundation Trust, Paediatrics, Colchester, United Kingdom 

 

Background: Absence of national strategy led to incremental development of Specialist Children’s 

Palliative Care (CPC) Services across UK. This paper describes activity & caseload of single, part time 

Consultant in Paediatric Palliative Medicine (PPM) gathered during first 10 years of service & makes 

recommendations for role of Consultant in PPM & service development. 

Method: Data analysed in 5 year intervals 1.1.2010 to 31.12.2020. Log of children (CYP) referred to PPM 

Consultant. Caseload analysed by year, diagnostic category, treatment location, age at death. Diary of 

time spent on activities classified as direct/indirect clinical intervention with sub categories; reported by 

hours spent. 

Results: Total activity hours consistent at 3 time points & with employment terms. Proportion of clinical 

care time 25% (2010), 63% (2015), 86% (2020); leading Multi-Disciplinary Team (MDT) meetings (69%; 

36% 63%). Caseload doubled 2010 to 2020 (n=30; n=62). CYP with cancer largest proportion of patients 

each year (87%, 59%, 62%) & aligned with Consultant specialty. Other diagnostic categories (neurology, 

gastroenterology) increased over time. Focus on caseload local to Doctor base in 2010, caseload of all 

diagnostic categories across region in 2015 & 2020. End of life care increased: oncology only deaths 

2010 (n=4). Deaths in all categories in 2015 (n=18); 2020 (n=21). Age at death >13 months in 2010 & 

2015. 1 infant death in 2020. 

Discussion: Increased reach over time (caseload size; diagnosis; geographical distribution) shows 

efficient use of scare resource. Age at death not aligned with regional data suggests gaps in referrals 

(from PICU, NICU). MDT meeting key intervention & vehicle for Consultant role: PPM expertise, 

leadership, oversight, planning, coordinating & support for clinical teams. 

Expert PPM leadership is a requirement in UK service specification 2021. These data help influence 

service strategy across one region & support development of new specialist CPC team.  
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Developing and Implementing a Training Needs Analysis (TNA) to Better Understand the 

Learning and Development Needs of a Multi-Professional Children’s Palliative Care 

(CPC) Workforce 
L. Maynard1, D. Brooks1 
1East Anglia's Children's Hospices (EACH), Care, Cambridge, United Kingdom 

 

Background: Children & families should expect health care staff to bring empathy, skills & expertise, & 

provide competent, confident, compassionate care. 

Method: Survey to gain views on staff knowledge, skills, behaviours & confidence across key areas in 

palliative & end of life (EoL) care. Response format consisted of statements (strongly agree, agree, 

disagree, strongly disagree). Distributed to 121 staff in Dec 2021. 

Results: Response rate=56%. Least agreement of knowledge, skill, behaviours & confidence in: advance 

care planning (ACP) conversations; legal/ethical aspects; pain management, cardiac symptoms; 

recognising EoL; preparing family for death; immediate care after death; supporting family in grief. All 

but 1 respondent had a positive attitude to their own & others wellbeing. 

60 respondents completed the sentence “I hope this education programme will enable me to…”. 33 

stated desire for knowledge. 19 noted specific topics: conducting difficult ACP conversations; the dying 

process; managing symptoms; wellbeing interventions; supporting newly bereaved. 16 respondents 

voiced a need to develop practical nursing skills. More than 1/3 sought more self confidence in caring 

(12 describing palliative care; 23 managing EoL care). 

Fewer care assistants than nurses agreed with statements about need for knowledge of physical 

symptom management. There was consistency among all professional groups in need for 

knowledge/understanding of emotional needs of family members & children’s psychological symptoms. 

Recommendations: children’s palliative care providers must ensure staff are equipped with skills, 

knowledge & confidence to care. Education & development plans should cover: person centred care, 

communication skills, ACP, holistic symptom management, grief, loss & bereavement, using a variety of 

methods & flexible enough to differentiate between needs of professional groups. Workforce 

knowledge & skills ‘passports’ should be recognised & portable between organisations.  
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Educational Intervention in “Home Context”. The Paediatric Palliative Care Team of 

AUSL Bologna Experience 
G. Cervi1, B. Bartolini1, A. Bondioli1, A.I. D'Alò1, E. Mazzoni2, F. Moggia1, M. Trenti1, S. Soffritti2 
1AUSL Bologna, DATeR Processo Cure Palliative, Bologna, Italy, 2AUSL Bologna, Programma Bambino 

Cronico Complesso, Bologna, Italy 

 

Backgrounds:Paediatric Palliative Cares involves the whole family, along with the interdisciplinary 

Paediatric Palliative Care Team (PPCT). The commitment of the PPC team and the engagement of the 

family at different levels can play a key role in advancing a better quality of life in children and families. 

Children with palliative needs are characterized by a high complexity in the management of their 

disease. Parents feel a great responsibility in delivering care for their child in “home context”. “Home 

context” includes all kind of socialization that child can have with or without parent's presence: school 

setting, home schooling, babysitting and educational home support. This underlines the importance of 

an Educational Intervention (EI) for a selected staff. 

Methods: The EI is always focused on child and his own needs. It is led from a Nurse of the Paediatric 

Palliative Care Team (NCPPT) and it is divided in three different moments. The first one is a theoretical 

lesson where the NCPT introduces the child with a presentation of his specific needs (respiratory care, 

enteral feeding, medication administration). The second session is a training dummy where a selected 

staff improves his skills. The last one includes a training with the child with NCPT's supervision and a 

final evaluation. 

Results: The PPCT of Ausl Bologna, in the last 3 years, is committed to develop a program of EI for 

children with complex needs as shown in the following chart: 

YEAR 2019 2020 2021 

Total of patient  

(Age 0-18) 

102 105 110 

Educational 

Intervention 

40 41 43 

 

Conclusions: Between 2019 and 2021 we performed EI for around 39% of our population of children, 

despite CoVID pandemic. The teaching model we use is already standardized and every learner receive 

a certification. 

The EI involves a strong participation and commitment of both care takers and family members 

ensuring a positive impact on a child and family life quality. 
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A Transition-Medicine Model from Pediatric to Adult Service: The Continuity of Care in a 

Multidisciplinary Approach 
G. Paone1, L. Ronchi2, E. Mazzoni1, M. Zanotti1, F. Mengoli2, F. Moggia3, D. Valenti2, S. Soffritti1 
1Azienda USL Bologna, Dipartimento Integrazione - Programma Bambino Cronico Complesso, Bologna, 

Italy, 2Azienda USL Bologna, Dipartimento Integrazione - Rete Cure Palliative, Bologna, Italy, 3Azienda 

USL Bologna, Dater Processo Assistenziale Cure Palliative, Bologna, Italy 

 

Transition is a complex topic in care of pediatric (ped) patients (pts) with chronic and progressive 

diseases and it needs specific attention to ensure a complete management by adult teams. We define a 

gradual and personalized transition path from ped to adult palliative (pall), local and hospital care. We 

begin data collection at 15 years (yrs) of age and we identify the composition of adult team, based on 

clinical care complexity according to ACCAPED scale too. Scheduled visits and sharing information 

meetings begin at 16 yrs of age. This path aims to ensure continuity of care for pts and their families 

from a holistic point of view. The multiprofessional team is composed by ped and adult pall care 

specialist, family doctor, nurse and psychologist, social worker, hospital, local and ped hospice 

specialist. The adult team is fully in charge of pts when they reach 18 yrs; ped team ensure consultation 

if necessary. 

Our ped pall service is in charge of 171 pts (0-18 yrs, with average age of 7.2 yrs, median age of 6 yrs). 

Out of 171, 88 are males (m) and 83 females (f). Pts’s diseases are reported according to Royal College 

Classification (RCC): class (cl) I 12 pts; cl II 14 pts; cl III 93 pts; cl IV 52 pts. Out of 171 pts, 22 are > 15 yrs 

(14 m and 7 f) with average age of 16.5 yrs and median age of 16 yrs. Within this subgroup, pts’ 

diagnosis are distributed according to RCC: 1 pt in cl I; 3 pts in cl II; 11 pts in cl III; 7 pts in cl IV. 18 pts 

have ACCAPED > 30 within this subgroup. Between January 2021 and February 2022, 1 transition path 

has been completed, 9 pts are switching to adult teams; a transition path is starting for 5 pts aged 15 to 

16 yrs. 

Simultaneous presence of ped and adult specialists during each visit for a 2 yrs period allows adequate 

knowledge of pts’ peculiarities, construction of an adequate transition path and its modulation in case 

of clinical changes. Continuity of care is ensured by integration of ped and adult service.  
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The Concept of "Quality of Life" in Pediatrics: Bioethical Criteria and New Proposals 
L. Zucaro1, G. Brambilla2 
1Ospedale Pediatrico Bambino Gesù, Rome, Italy, 2Ateneo Pontificio Regina Apostolorum, Rome, Italy 

 

Background and aims: Quality of Life (QoL) of young patients and their families is the primary goal of 

care in patients who, by definition, cannot be cured. Consequently, for Pediatric Palliative Care 

specialists, QoL must be studied in depth. 

If the QoL is difficult to define, measure and understand in depth for an adult patient, it is even more 

difficult in the pediatric patient who, in some cases, cannot express his/her own preferences. Among 

the proposed solutions, the attempt to objectify the QoL as much as possible through the 

measurement of physiological functional parameters can be found; but is it possible to measure the 

"quality" of a human life? Is it not true that the QoL has subjective elements that are impossible to 

quantify? 

Methods: Through the analysis of some documents, we try to show how the true meaning of QoL can 

be only inferred from a Pediatric Palliative Care authentic perspective, which allows to identify and 

pursue the patient’s best interest, or – as we prefer to say – the patient’s "true good". 

Therefore, the main objective of this study is to offer ethical and anthropological criteria, rather than 

actual solutions. Given that the present work has not the pretense of exhausting the topic and to 

abandon the concreteness of the clinical practice, it should be pointed out that the presented criteria 

provide a useful support as they are necessary for all those people who work in Pediatric Palliative 

Care. 

Results: Through theoretical investigation, the present study try to "relocate" the current perspective of 

the QoL starting both from a philosophical and biological-functional point of view, by reconsidering the 

QoL as related to the meaning of life itself in a holistic sense. 

Conclusions: As a conclusion, the present study proposes to indicate Clinical Ethics Committee as the 

ideal tool to help the medical team to identify and make the best use of the QoL parameter, in perfect 

coherence with the Pediatric Palliative Care perspective.  
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Coping with the Disease: Is Spirituality a Resource for Children and Families? 
F. Rego1, L. Zucaro2 
1Faculty of Medicine, University of Porto, Porto, Portugal, 2Ospedale Pediatrico Bambino Gesù, Roma, 

Italy 

 

Background and aim: Spirituality plays a significant role in helping children to cope with an advanced 

illness and it can act as a protective factor. Nevertheless, healthcare professionals avoid discussing 

spirituality due to the lack of training, which can impact the care being provided. This study aims to 

explore the role of spirituality as a coping resource in paediatric palliative care. 

Method: A literature review was conducted in order to understand how spirituality impacts the ability to 

cope with the disease of children and parents in paediatric palliative care, as well as to understand 

whether there are differences between personal spirituality and belonging to a structured religious 

community. 

Results/Conclusion: Spirituality in paediatric palliative care focuses on the psychological and spiritual 

aspects of care and offers support to relieve the physical, emotional, social and spiritual distress 

produced in such conditions, assisting in complex decision making and enhancement of quality of life. 

It may help give meaning to this journey, relieve the emotional, social and spiritual distress, promote 

mental health for the close relatives and improve their coping skills, and enhance quality of life. 

Spirituality must be distinguished from belonging to a religious community. Spirituality represents an 

internal and personal form of relationship with the transcendent dimension of life. Religious affiliation 

is structured according to different traditions, such as the three great monotheistic religions: Judaism, 

Christianity and Islam. 

Conclusion: Understanding the role of spirituality as a resource to cope with the illness is important to 

help provide a holistic and adequate care. There is a need to develop guidelines and specific training in 

spirituality for paediatric palliative care health professionals.  
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Palliative Care and Volunteering at a Children’s Hospital: Starting of a “Special” Training 
C. Montagna1, S. Ranocchiari1, G. Di Pinto1, M. Salata2, M. Raponi3 
1Bambino Gesù Children's Hospital - I.R.C.C.S., Medical Direction - Volunteering Service, Rome, Italy, 
2Bambino Gesù Children's Hospital - I.R.C.C.S., Department of Paediatrics, Rome, Italy, 3Bambino Gesù 

Children's Hospital - I.R.C.C.S., Medical Direction, Rome, Italy 

 

Background and aims: The daily activity of volunteers at a Children’s Hospital provides comfort 

conditions to patients and families and helps meet complex needs of life-limiting and life-threatening 

illnesses. This contributes to guarantee rights and dignity of children and families, facilitate 

communication and enhance personalisation of care. In this context, education plays a key role in 

helping volunteers to face complexity of care and properly cope with suffering, illness and death. For 

that reason, thematic seminars on bereavement and chronic disease psycological aspects were 

organised in 2019-2020 (268 attendees). The planned opening of a Paediatric Palliative Care (PPC) 

Center encouraged a peculiar education on PPC.The aim of the study is to promote training on PPC to 

enable volunteers of the hospital and the PPC Center to meet patients’ and families’ needs through a 

special and ethical perspective. 

Methods: Training needs were defined by involving PPC team, family representatives and volunteers 

and topics identified also in line with available institutional reccomendations (main topics: PPC glossary, 

principles and care settings, children with special needs, spirituality, bereavement). 

84 hospital volunteers (including those eligible for the future PPC Center) of 15 associations were 

selected for training (criteria: valuable experience, relational skills, care setting). 

Three seminars were organised (May 2021-Feb 2022). 

To assess training value, an online anonimous survey was conducted by involving the participants of 

the third seminar. 

Results. Most respondents expressed a great interest in PPC topics (92% of maximum score) and 

strongly stressed the need of further education to deepen topics addressed. 

Conclusions: Continuing education on PPC to be extended to all volunteers (Hospital and PPC Center) is 

essential to improve personalisation of care as well as to assure the continuity of patient and family 

care in the Hospital-PPC Center pathway.  
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“Listen! Really Listen!”: How Do We Advocate to Stake Holders, Media and Government 

to Take Palliative Care for Children Seriously, and to Implement the 67th WHA 

Resolution for Palliative Care? 
M. Meiring1,2, J. Marston3,4, S. Boucher5 
1University of Cape Town, Paediatrics and Child Health, Cape Town, South Africa, 2Paedspal, NGO, Cape 

Town, South Africa, 3PatchSA, NGO, Bloemfontein, South Africa, 4Palchase, International, South Africa, 
5PatchSA, Durban, South Africa 

 

Background and aims: Palliative care is an essential part of Universal Health Care; no longer a luxury 

but rather a fundamental human right; essential to provide relief from suffering. Although the 67th WHA 

resolution care led to an increased number of national palliative care policies being developed, these 

have largely not been implemented in the developing world. In many LMIC, access to specialist 

paediatric palliative care remains inequitable and is often provided by a struggling NGO sector with 

access to medications (especially opioids) remaining problematic. 

Methods: This study is a retrospective systematic review of the advocacy efforts of a network of 

children’s palliative care providers in South Africa to ensure that government moves forward on its lack 

of resourcing for palliative care. These efforts include meetings and engagement with stake-holders, 

media, lawyers and the SA Human Rights commission. The efficacy, outputs and impact of these 

engagements is explored. 

Results: Although a lot of passion has gone into the advocacy efforts  – we have not been strategic 

enough and the Pandemic broke our momentum. We also lack the necessary research to back up our 

advocacy and have not involved children and families directly enough. The pros and cons of media 

engagement as well as legal approaches need to be carefully considered. 

Conclusions: Networks play a crucial role in working together to advocate for palliative care for children. 

When these networks are composed of struggling NGO’s, who are already heavily burdened with 

sustaining services and raising funds- advocacy engagements can become “another thing to do” rather 

than a priority that needs to be strategically planned. Advocacy efforts need to be further strengthened 

by aligning with other like-minded networks, working more closely with health care advocates and 

media as well as conducting the necessary research to back our demands. The voice of the child and 

families also needs to be strengthened.  
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The Role of Child and Youth Care Workers in Paediatric Palliative Care: Establishing a 

Treatment Programme for Inclusion of Specialised Social Services to Children Needing 

Palliative Care 
R. Swanzen1 
1Independent Institute of Education, Social Sciences, Ruimsig, South Africa 

 

During the last two decades in South Africa, a new profession emerged with recognition through the 

South African Council for Social Service Professions (SACSSP). It not only established itself with a scope 

of practice different to that of social work, its professional board also regulates registration of child and 

youth care workers (CYCWs) on auxiliary and professional levels. 

Core to CYCWs practice is the notion of Lifespace work, that speaks to the notion of care for vulnerable 

children in the ‘other 23 hours’ , meaning outside of the counselling hour. While social work’s role has 

been acknowledged within the palliative care team, the role of child and youth care (CYC) has not been 

explored in paediatric palliative care.  

In a study to determine the readiness of a child and youth care centre to adopt a paediatric palliative 

care (PPC) programme, a qualitative case study design is used. A conceptual design derived from a 

match between the skillset of CYCWs and principles of PPC will contextualise the study. As part of the 

start of the development of a treatment programme, interviews are conducted with the practitioners at 

the centre to determine the following: 

 Barriers and obstacles in the delivery of palliative care to children with life limiting illness at the 

centre. 

 Programme aspects that should be considered to address the gap. 

The outcome of the study involves a programme design with action plans of the inclusion of paediatric 

palliative care, stipulating the unique contributions to be made by CYCWS. 

While social work is still making strides in its recognition within the palliative care team, the CYC 

profession is not yet receiving consideration, even though they are more specialised to care for 

children and youth. There is a repertoire of unique skills to be brought to the strengthening of the 

interdisciplinary PPC team. The results of the study can also inform the professional board of CYC 

regarding the inclusion of PPC as speciality field in CYC.  
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The Role of Physiotherapist and Speech Therapist in a Multidisciplinary Home Based 

Program (HBP): AUSL Bologna Experience 
M.F. Porcù1, F. Nanni1, I. Fioriti1, A. Bellizzi1, S. Bonazzi1, E. Mazzoni2, P. Cugno3, S. Soffritti2 
1AUSL Bologna, DATeR Riabilitazione dell’Età Evolutiva, Programma Dipartimentale Bambino Cronico 

Complesso, Bologna, Italy, 2AUSL Bologna, Programma Dipartimentale Bambino Cronico Complesso, 

Bologna, Italy, 3AUSL Bologna, DATeR Riabilitazione Età Evolutiva, Bologna, Italy 

 

Background: Multidisciplinary Home Based Program (HBP) for children with Complex Chronic Condition 

(CCC) was established in 2019 as a continuum between inpatient and outpatient care. Hospital and 

Territory are two important hubs, other than Hospice, in Emilia Romagna Pediatric Palliative Care 

Network: HBP takes care of patients with CCC even becoming a bridge between settings, and 

rehabilitation has taught a lot in this practice. According to literature, multidisciplinary HBP team 

includes physiotherapists (PT) and speech therapists (ST). 

Methods: Two PT and one ST work in our HBP, performing their activities in hospital wards, in hospital 

clinics and at patients’ home. PT and ST work together or separately in prevention, counseling and 

evaluation of different fields. Postures, motor and respiratory therapy are specific for PT; swallowing, 

oral motor, sensitive and communicative habilitation are specific for ST; together they take care of 

Basale Stimulation® and feeding/swallowing habilitation. PT and ST also interact with schools by 

training and supervising special needs educators/teachers. 

Results: In 2021 HBP rehabilitation activity has considerably increased compared to previous years. 

Early data collection showed that we visited 277 children, 41 were in charge at the HBP, the others are 

referred by local pediatricians and neuropsichiatrist. Evaluation, care and treatments begin during 

hospitalization and continue after discharge. PT and ST also share clinical information and 

rehabilitation programs with local healthcare professionals. 

Conclusions: Within HBP, PT and ST have a key role in providing an early and continuous 

habilitative/rehabilitative care to children with CCC. This early, synergic and continuous rehabilitation 

pathway allows a better interaction with children and their families, improving their quality of life. A 

new challenge for the early future could be to measure the impact of our HBP on family quality of life.  
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Subcutaneous infusion for Palliative Sedation in a Northern-Italy Neonatal Intensive 

Care Unit: a case series 
P. Catenazzi1, L. Giuntoli2, R. Neri1, A. Russo1, E. Mazzoni3, G. Paone3, S. Soffritti3, F. Sandri1 
1Neonatal Intensive Care Unit, Maggiore Hospital, AUSL Bologna, Bologna, Italy, 2Anaesthesia an 

Intensive Care Unit, Maggiore Hospital, AUSL Bologna, Bologna, Italy, 3Complex Chronic Condition 

Programme, Maggiore Hospital, AUSL Bologna, Bologna, Italy 

 

Background and Aims: Subcutaneous infusion (SI) is often used in Palliative Care (PC). Crystalloids, 

analgesics, sedatives, antiemetics, antiepileptics, NSAIDs, secretion inhibitors can be safely 

administered. SI is indicated for enteral route failure, when intravenous access is impossible, in End of 

Life (EOL) settings, both at home and in hospital, to reduce medicalization. There is little experience 

about SI in Perinatal Palliative Care (PnPC), especially in EOL. 

Methods: We collected 4 cases of newborns admitted to our NICU. Analgo-sedative drugs were used to 

control discomfort, preferentially by SI. SI devices were inserted into the antero-lateral side of the thigh 

and replaced every 72 hours. Serial pain evaluations were performed, with EDIN scale. 

Results: 

Gestational 

Age 

(weeks+days

) 

Birth 

Weight 

(g) 

Main clinical 

conditions 

Days 

of 

life 

SI 

duration 

(days) 

Drugs 
Boluses/Continuous 

infusion (Y/N) 

Mean 

Dose± SD 

(mg/kg/day

) 

Enteral 

Rescue 

Dose 

EDIN 

Mean 

Value 

32 + 0 1650 

Myelomeningocele, 

Turner syndrome, 

respiratory failure 

82 8 

Morphine Y/Y 1,91 ± 0,48 NO 

3,00 Midazola

m 
N/Y 5,39 ± 0,37 NO 

34 + 2 2155 

Congenitalmyopath

y due to PAX 7 

mutation, 

Hypotonia, 

respiratory failure 

104 9 Morphine Y/N 0,49 ± 0,2 
Morphin

e 
1,62 

24 + 4 860 

Extreme 

prematurity, severe 

chronic lung disease 

with respiratory 

failure, pulmonary 

hypertension 

150 2 Morphine Y/N 
0,015 ± 

0,05 

Morphin

e 
3,10 

26 + 4 630 

Extreme 

prematurity, 

respiratory failure, 

hypoxic ischemic 

encephalopathy 

105 4 Morphine Y/N 0,32 ± 0,18 
Morphin

e 
0,54 

 

Table 1 shows the characteristics of the population. The patients, due to different pathologies, reached 

a condition of EOL. In accordance with the Italian law 219/17, advanced care planning was drawn up in 

agreement with the family. Ineffective therapies were interrupted, PnPC was started and parents were 

given the opportunity to stay with their children in a dedicated setting. Mean EDIN scores show that SI 

route is effective in managing pain. None of the patients had complications (redness, irritation, local 

infections). 
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Conclusions: SI route is safe and effective in the administration of  analgo-sedative drugs, even in NICU. 

Life-limiting and life-threatening conditions expose newborns to a high risk of useless invasive 

treatments and the SI facilitates the shift to less invasive management of EOL conditions. 

There are few reports in literature about SI in neonates; more data are needed to confirm its role.  
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Poetry as a Means of Cultural, Gender-Based, Existential and Emotional Expression for 

Children and Adolescents in a Children's Hospice in South Africa 
J. Marston1,2, O. Molahloe2 
1Sunflower Children's Hospice, Community Outreach, Bloemfontin, South Africa, 2Sunflower Children's 

Hospice, Community Care, Bloemfontein, South Africa 

 

Background and Aims: 93% of Children and adolescents on the home care programme of this hospice 

come from low-income households. 88% % live in inadequate housing. 

95% express that the area where they live is unsafe. 92% have parents who have not completed 

schooling. Traditional culture still plays an important role; grandmothers are primary caregivers for the 

early years; and men are seen as primary decision-makers. Sexual abuse is underreported but is 

prevalent. These factors combine to silence the voice of the child and adolescent, in particular the 

girls.   While young children prefer to express their emotions through play and art, in general older 

children and adolescents expressed that they found these "childish". A poetry group of 5 girls and 4 

boys aged between 11 and 17 with life-limiting conditions and expressed a wish to join was established 

to encourage them to express their emotions using words in any African language 

Method: An African Poet with an understanding of cultural and social issues met twice to lead their first 

attempts at self-expression. 

The group met monthly for 6 months with follow-up visits at home. At meetings they read out and 

enacted their poetry. On admission to the programme they had a full holistic assessment.  At monthly 

meetings they had follow- up holistic assessments. After 6 months they had a final holistic assessment 

and answered a questionnaire. All members of the group attended at least 5 sessions. During the 

process serious social and emotional issues were identified and suspicions of abuse involving 2 girls 

followed up and managed. 

Results: All enjoyed the project and developed friendships. All showed improved emotional and 

spiritual health Poems published gave them competence and pride in achievement. Serious issues 

were highlighted and could be addressed 

Conclusions: Poetry was found to be a culturally acceptable way of self-expression and an opening for 

discussion. It improved quality of life and increased confidence.  

 

  



 
 

 

 

Poster Presentation 

 

Effectiveness of Remote Support Groups for Families during Covid-19 Pandemic 
A. Jansone1,2,3, A. Briede1,2,3, J. Balodis2 
1Children's University Hospital, Palliative Care Department, Riga, Latvia, 2Children’s Palliative Care 

Society, Riga, Latvia, 3Rīga Stradiņš University, Riga, Latvia 

 

Background-context-aims: Time of pandemic is challenging for families in palliative care, as well as 

service providers. Psychoemotional and spiritual support had to be provided remotely when live 

meetings of parental support groups (PSG) were not allowed. Zoom platform was used to carry out 

PSG. Survey on remote course of support groups provides opportunity to evaluate effectiveness of 

remote communication and impact on quality of families’ life. 

Methods: Qualitative research. Data collection method is semi-structured interviews and observations 

of the PSG participants. 

Results: During the period from October 2020 till December 2021, three PSG were organised remotely 

via Zoom platform gathering 18 parents.  Every group provided ten sessions on a weekly basis. Each 

session was two hours long. Main results of the evaluation of the remote support groups are: (1) 

confidential environment and place provided for parents to meet other people in a similar situation 

and to get professional support (2) encouraged exchange of information and experience, recognition of 

own emotional responses (3) sense of group unity attained (4) improvement of parents’ 

psychoemotional stability (5) improved parents’ mutual communication within the families. 

Conclusions: Collected data allow to conclude that remote format of the PSG is satisfactory. Results 

prove that efficiency of remote group sessions is equivalent to live support groups. They represent 

platform where parents can meet others in a similar life situation and seek for professional support. 

For parents topics of recognition of their emotions, ways of coping with child’s illness, loss, death, 

meaning of life, belief and happiness were relevant. By improving personal self-evaluation of family 

members, parents’ psychoemotional wellbeing and families’ microclimate advanced as well. Parents’ 

mutual relations developed and as a result care for ill children improved and their life increased.  
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Supporting Hope in an Adolescent with Brain, Lung and Neck Metastases from an 

Osteosarcoma 
A. Lee1, M. Heier1, C. Kristiansen1, S.G. Festøy1, I. Hompland2 
1Oslo University Hospital, Division of Paediatric and Adolescent Medicine, Oslo, Norway, 2Oslo University 

Hospital, Department of Oncology, Section for sarcoma and melanoma, Oslo, Norway 

 

Background & Aims: “Never give up hope” – What does this really mean, in the face of life-threatening 

illness without any real chance of cure?  

B was a 15 year old, healthy teenager, diagnosed with osteosarcoma and lung nodules. 18 months after 

diagnosis, a cerebral haemorrhage revealed metastasis to the brain. With loss of speech and impaired 

motor function, B transferred from intensive care to the pediatric clinic. Upon meeting the pediatric 

palliative care team (PACT), B’s parents asked the team to use the name “home care team” (HCT) 

instead, because the word “palliative” destroyed their hope for him to recover. The aim is to share our 

experience from supporting hope by transformation into daily, practical goals of care.  

Methods: 

 PACT using alternative name  

 Holistic, empathic, pragmatic and practical approach to treatment and care 

 Open minded attitude, active listening, honest sharing, focused communication 

 Respecting parents’ right to be guardians of their son and to act in his best interest 

 Respecting B’s clearly stated wish, not to be given bad news unless he asked for it 

 Focusing on supporting B’s daily goals: regaining speech and motor function, spending time 

with friends and family, living a teenage life 

 Continuous goals of care discussions and advance care planning (ACP) with parents 

 HCT availability 24/7 

Results: By focusing on enabling B’s everyday goals, the HCT continuously supported B’s hope for 

normalcy. By longitudinal communication and continuous ACP, including preparing parents for an 

emergency situation due to airway obstruction, B was able to fulfil his life the way he wanted, in safety, 

at home. 

Conclusions: By respecting and supporting B’s wishes, and parents’ choice to invest in life, PACT could 

contribute to the best possible quality of life in a brave and bright teenager, who was well informed 

about all aspects of metastatic osteosarcoma. 

Ethical standards: B’s parents gave informed consent to present this case report.  
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Individual and Team Resiliency Strategies to Mitigate Clinician Distress: A Review of the 

Literature 
R. Okhuysen-Cawley1, C. Crawford2, M. McEvoy1, P. Bhat3, N. Franklin2 
1Baylor College of Medicine/Texas Children's Hospital, Pediatric Palliative Care, Houston, United States, 
2Texas Children's Hospital, Pediatric Palliative Care, Houston, United States, 3Baylor College of 

Medicine/Texas Children's Hospital, Pediatric Cardiac Critical Care, Houston, United States 

 

Introduction: Burnout resulting from unmitigated workplace stress can contribute to preventable 

suffering, negatively affecting patient, family, team, and individual clinician-related outcomes. Team 

conflict, job attrition, work/life imbalance, illness and even suicide may occur in severely distressed 

providers. Interest in patient safety, and in clinician resiliency, understood as an individual’s capacity to 

survive and even thrive despite adversity has promoted the study of mindfulness-based interventions 

in high-acuity clinical environments. 

Methods: The PubMed® engine was utilized to identify articles published in English from the year 2000 

to 2022, utilizing the terms “burnout,” “mindfulness” and “resiliency” relative to the care of seriously ill 

patients. 

Results: An increase in peer-reviewed publications regarding clinician resilience has occurred during the 

last two decades. Research utilizing self-report when burnout-focused structured interventions were 

introduced has demonstrated improved job satisfaction, while functional magnetic resonance imaging 

performed before and after mindfulness-based interventions has documented neuroplasticity in 

clinicians. Interestingly, a positive inflection in the publication rate of these articles has occurred since 

2020, possibly reflecting the distress related to the evolving pandemic. 

Conclusions: Understanding the neural basis of resilience, and its potential to improve outcomes may 

help clinicians embrace self-care and team welfare by leveraging mindfulness-based resources. These 

activities can be integrated at low cost, and in a compressed timeframe to foster resilience in patients, 

families and their teams. For example, an internet-based platform, openly accessible to patients, 

families and clinicians was developed and rapidly deployed at our institution in response to a legacy 

request has been very well received. Additional research regarding mindfulness in the context of 

pediatric palliative care is needed.  
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Parents' Opinion on the Transition of Childcare with Artificial lung Vventilation to Adult 

Care 
S. Tomase1,2, A. Jansone1,2 
1Children's University Hospital, Palliative Care Department, Rīga, Latvia, 2Children’s Palliative Care 

Society, Palliative Care Department, Rīga, Latvia 

 

Background and aims: Palliative Care Service at the Children’s University Hospital is the largest service 

in Latvia that provides palliative home care. The number of patients with artificial lung ventilation is 

growing every year. The aim of research to find out and to analyze possible problems for patients 

receiving long-term artificial lung ventilation at home in order to ensure their successful transition to 

adult care. 

Methods: Qualitative research. Data collection method was semi structured interviews of patient’s 

parents. The main survey question: What are the potential problems in the care of pediatric patients 

with artificial lung ventilation in the transition to adult care? 

Results: The research identified several barriers: (1) lack of personalized at home care (2) limited 

number of professionals working with artificial lung ventilation patients (3) lack of a unified electronic 

approach. Care plan for all professionals involved in the process, which will improve communication 

between professionals (4) insufficient technical support (5) emotional attachment of patients and family 

members to existing child health care providers. 

Conclusions: Continue providing artificial lung ventilation services to children after 18 years of age by 

specialists of the Children's University Hospital as part of the artificial lung ventilation program.  
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The Psychological Care in the Specialistic Paediatric Palliative Care (PPC): A Psychological 

Parallel Support to Child/Adolescent and their Parents 
M. Minetto1, A. Pezzutto1, R. Dall'Amico1 
1Azienda Sanitaria Friuli Occidentale, Pordenone, Italy 

 

Background: The psychological support to a child/adolescent with a life-limiting or life-threating disease 

is important in the PPC not only to increase the quality of life of the child/adolescent’s but also to 

improve the quality of life of their family and of the healthcare system. This aim could be easily reached 

if the carers guide as much as possible the whole family system to a same level of awareness of the 

illness and its conditioning. The child/adolescent and their family have distinct psychological needs that 

require different processing space.This study offers a method of parallel psychological support to the 

sick child/adolescent and their parents. 

Method: In PPC with children/adolescents that need complex health care assistance but have preserved 

cognitive skills, we propose a model of psychological intervention with two psychologists involved at 

the same time: one focusing on the child/adolescent while the other on their parents. 

Results: A distinctive psychological space for child/adolescent and their parents allows them to respond 

at the same time to the emerging needs. Having two psychologists taking care of two unique but 

depending settings could preserve the quality of the relation, making the most of the relations’ 

therapeutic power. The needs that emerge from the psychological interviews are shared with the PPC 

team so that the carers involved are always kept up-to-date and informed about any arising problems 

to guarantee a prompt resolution of them. This approach has numerous positive consequences on the 

quality of life of the child/adolescent and their family. Furthermore, it enhances the feeling of self-

efficacy of the healthcare workers involved. 

Conclusions: In PPC the simultaneous psychological intervention of two psychologists is key in dealing 

with the consequences that an incurable disease bring. This approach is beneficial for the child, their 

family and all the people involved in their care.  
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Grief Management and Psycho-Emotional Repercussions in Nurses Involved in the Care 

of Incurable Children 
F. Pellegatta1, F. Colella2 
1VIDAS Association, Pediatric Hospice, Milan, Italy, 2IRCCS Ca' Granda Fundation, policlinic hospital, 

Neonatal Intensive Care Unit, Milan, Italy 

 

Background: The increase in medical and technological knowledge led to an increased survival of 

children suffering from serious illnesses, even those with unfavourable prognosis. This situation shows 

that nurses working in children's hospitals have to work in a complex context from a technical-

assistance and emotional point of view. Therefore nurses must be able to manage the self-care, 

especially when they interface with a bereavement during the assistance. 

Aim: To determine psycho-emotional repercussions, self-care strategies and interventions to facilitate 

the grief management of nurses. 

Methods: We carried out a literature search of the main databases to investigate the manifestations 

psycho-emotional repercussions of children bereavement in nurses, the factors influencing them and 

how to deal with bereavement. 

Results: The results show that bereavement is experienced by nurses with different emotions and 

physical manifestations, according to the individual practitioner. Furthermore, this experience is 

influenced by different factors, which can either alleviate or worsen the emotions related to grieving. 

Each professionist chooses the coping strategy most appropriate to manage their grievance: if they are 

unable to manage it adequately, they may develop long-term repercussions, which alteration in their 

physical and psychological well-being, as well as increasing the risk of burnout and job dissatisfaction. 

Therefore, nurses need to work in right conditions to be able to adequately manage bereavement by 

implementing training and by creating a working context in which they can confront each other and 

receive psychological support. 

Conclusion: Nurses must be able to manage the self-care in order to preserve their psycho-emotional 

and work well-being. Therefore, is necessary to support them emotionally, professionally and with 

educational training.  
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The Caregivers' Burden on the Home Therapy Management in Pediatric Palliative Care 
F. Burlo1, V. Taucar2, E. Passone3, M. Toniutti4, S. Vaccher5, L. De Zen2 
1University of Trieste, Department of Medicine, Surgery, and Health Sciences, Trieste, Italy, 2Institute for 

Maternal and Child Health Burlo Garofolo, Pediatric Palliative Care and Pain Service, Trieste, Italy, 
3Azienda Sanitaria Universitaria Friuli Centrale, Pediatric Department, Udine, Italy, 4University of Udine, 

Department of Medicine DAME-Division of Pediatrics, Udine, Italy, 5Azienda Sanitaria Friuli Occidentale, 

Home Pediatric Palliative Care and Pain Service, Pordenone, Italy 

 

Background: Children affected by chronic and incurable conditions need complex assistance, that 

heavily affects the caregivers’ quality of life. Every day they take many medications that often require a 

long time to be prepared and administered by caregivers, with a high risk of errors or poor compliance. 

Moreover, these children are often fed by percutaneous endoscopic gastrostomy (PEG) or nasogastric 

tube (NGT), so medications must be suitable. Galenic compounds could simplify these therapies, either 

in terms of type of formulation or time of delivery, and provide medications or formulations not always 

available on the market. 

Methods: Caregivers were interviewed on the home therapy management and the use of galenic 

formulations. Pediatric patients diagnosed with chronic disease followed by the Regional Pediatric 

Palliative Care Network were included. Those diagnosed with malignancies were excluded. 

Results: 33 caregivers were interviewed. Patients were 23 male and 10 female, affected by neonatal 

asphyxia (4), genetic (18), congenital (1) or acquired (5) conditions, or unknown diseases (5). The mean 

age was 8,6 (0,7-19) years. 15 patients took drugs orally, 2 via NGT, and 17 via PEG. On average, every 

day patients took 6 drugs (2-11), in 10 administrations (3-18), that overall required 44 minutes (8-180) to 

be delivered. 29 caregivers needed to manipulate drugs (e.g. grinding). 2 prepared the whole therapy 

once a day, while 31 before each delivery. 27 caregivers already used galenic compounds, and 24 

reported relevant advantages, mainly because of ready-to-use and safe formulations. 

Conclusions: Therapy at home is administered by caregivers, therefore it is important to assure a safe 

and sure treatment. Galenic compounds can consistently improve both patients’ and caregivers’ quality 

of life, either in terms of easiness of administration or risk of complications. Therefore, their use should 

be strongly encouraged and promoted.  

 

  



 
 

 

 

Poster Presentation 

 

Super Siblings Day– Prevention of Psychosocial Adverse Effects as a Part of the 

Management Strategy at Children’s Hospitals for Siblings of Children with Chronic 

Illness 
J.H. Rasmussen1, C. Blix2, S.M. Friis3, G. Aagaard4, T.L. Frandsen5, M. Abitz6, M. Olsen7 
1Rigshospitalet, Denmark, Palliative Team of Children and Adolescents, Department of Pediatrics and 

Adolescent Medicine, Copenhagen, Denmark, 2Rigshospitalet, Children’s and Adolescent Program, 

Copenhagen, Denmark, 3Rigshospitalet, Pediatric Pain and Palliative Care, Copenhagen, Denmark, 
4Rigshospitalet, Pediatric Pain, Copenhagen, Denmark, 5Rigshospitalet, Mary Elizabeths Hospital, 

Copenhagen, Denmark, 6Rigshospitalet, Palliative Team for Children and Adolescents, Department of 

Pediatrics and Adolescent Medicine, Copenhagen, Denmark, 7Aalborg University Hospital, Pediatric 

Cancer Clinic, Department of Pediatric Medicine, Aalborg, Denmark 

 

Backgroud: Every year more than 33.000 Danish children experience a sibling being diagnosed with a 

serious illness. 54 % demonstrate compromised psychosocial wellbeing and 16 % develop anxiety or 

depression. Children losing a sibling grieve up to 9 years post loss. Focusing resources on the 

psychosocial health of siblings early in the ill child’s illness-trajectory improve sibling well-being, 

functioning and resilience. However, more interventions are needed. Surveys show that siblings ask for 

more involvement, and acknowledgement – both from the health care staff and their parents. To meet 

these needs, a yearly Super Siblings Day will be held at Mary Elizabeths Hospital, as a part of a bigger 

strategy for supporting siblings. The aim of this study is to evaluate whether Super Siblings Day can 

increase the feeling of being involved in the hospital and recognized by the health care staff and their 

parents. 

Intervention: Super Siblings Day launch for the first time on April 23, 2022 as an annual event. Learning 

through play is an essential part of the event. The program also includes two annual Parent Cafés and a 

Training Day for the healthcare staff in communication.  

Method: 100 siblings of children with chronic or serious illness (age 5-18 years) and 100 parents are 

invited. An prospective evaluation survey will be conducted in all families who attended. The event is 

considered a success if the siblings: 

1. felt seen, heard, and recognized 

2. felt included and involved in relevant hospital activities  

3. increase their understanding of body or mind 

Results: Results will be presented on Poster. 

Conclusion: The study contributes with knowledge regarding how the healthcare system can support 

siblings of children living with childhood chronic illness. If successful, this program could be extended 

to all Paediatric Departments in Denmark. Super Siblings Day is perceived as a cost-effective way of 

supporting siblings and to minimize negative long-term psychosocial effects.  
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The BOOST Advance Care Planning Intervention for Aadolescents with Cancer and their 

Parents to Improve Communication: Development, Acceptability and Feasibility 
A. van Driessche1,2, J. Gilissen1,2, A. De Vleminck1,2, M. Kars3, J. Fahner4,3, L. Deliens1,2, J. Cohen1,2, K. 

Beernaert2,1 
1Vrije Universiteit Brussel, Department of Family Medicine and Chronic Care, Jette, Belgium, 2Ghent 

University, Department of Public Health and Primary Care, Ghent, Belgium, 3UMC Utrecht, Julius Center 

of Health and Primary Care, Center of Expertise Palliative Care Utrecht, Utrecht, Netherlands, 4UMC 

Utrecht, Wilhelmina Children's Hospital, Division of Pediatrics, Utrecht, Netherlands 

 

Background and aims: Although advance care planning (ACP) has been recommended to support family 

engagement in understanding the patient’s preferences and goals of care, only few models that 

capture ACP as a process of behavior change are available. We aimed to develop and test the 

acceptability and feasibility of BOOST pACP (Benefits of Obtaining Ownership Systematically Together in 

pediatric Advance Care Planning); an intervention to improve ACP in adolescents with cancer, their 

parents and pediatric oncologists. 

Methods: The intervention development existed of several methods: 1) Problem identification: 

interviews with 11 healthcare professionals in pediatric oncology; 2) Literature review of existing pACP 

tools and barriers and facilitators in performing pACP; 3) Logic model and 4) Intervention design: 

collaborative expert meetings with researchers and professionals in pACP; 5a) Acceptability test of the 

materials: interviews with 9 healthcare professionals, 4 adolescents with cancer and 6 parents; 5b) 

Feasibility test of core intervention components with 3 families. 

Results: The BOOST pACP intervention was iteratively adapted, based on feedback from stakeholders 

(eg. components were changed, deleted, and added; formulation of themes and questions were 

amended). The core components of the BOOST pACP intervention include: four ACP conversation 

sessions with the adolescent and/or parent(s) provided by a trained facilitator, structured by 

conversation cards covering several ACP themes, followed by a transfer of information to the pediatric 

oncologist. 

Conclusion: Researchers aiming to develop a complex intervention for a vulnerable target group could 

use our stepwise approach that we will present together with the content of the BOOST pACP 

intervention. Its effectiveness in improving parent-adolescent communication on ACP themes is 

currently being tested in a multi-center randomized controlled trial, contributing to knowledge on ways 

to give adolescents a voice.  
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Quality of End-Of-Life Care for Children Dying with Cancer: A Population-Level 

Retrospective Cohort Study Using Face-Validated Quality Indicators 
V. Piette1, T. Smets1, L. Deliens1, C. De Gendt2, U. Kreicbergs3, J. van der Werff ten Bosch4, K. Beernaert1, J. 

Cohen1 
1End‐of‐Life Care Research Group, Jette, Belgium, 2Belgian Cancer Registry, Brussels, Belgium, 3Sköndal 

Marie Cederschiöld University, Stockholm, Sweden, 4University Hospital Brussels, Pediatrics, Brussels, 

Belgium 

 

Background and aims: Children who die with cancer are reported to suffer from unrelieved symptoms 

such as pain and anxiety. Population-level measurement of end-of-life care can provide an estimation 

of quality of care. This study aimed to evaluate end-of-life care in children who died with cancer in 

Belgium, using routinely collected healthcare claims data. 

Methods: Retrospective cohort study on a population-based sample of 228 children aged between 1 

and 17 who died with cancer in Belgium between 2010 and 2017 and had health insurance. Databases 

were linked on causes of death from official death certificates. We measured 21 face-validated quality 

indicators, 12 for potentially appropriate and 9 for potentially inappropriate care.  

Results: More than half of the children (53%) had had reimbursed continuous care relationships in the 

last month before death and 47% of children died at home, 14% had reimbursements of a palliative 

care team in the two years before death and 13% had reimbursements from a general physician in the 

last month before death, as indicators for potentially appropriate end-of-life care. For potentially 

inappropriate end-of-life care, less than half of the children (45%) had reimbursed blood drawings in 

the last two weeks before death, 31% received reimbursed diagnostics (CT, MRI or X-ray) in the last 

month before death, 18% of children had reimbursed ICU admissions in the last two weeks before 

death and 4% of children received reimbursed surgeries in the last month before death. 

Conclusions: Most children with cancer dying in Belgium between 2010 and 2017 seem to have received 

continuous care, yet only a minority of children seem to have received palliative care or have had 

contact with a general physician. Inappropriate care was generally infrequent, but blood tests, 

diagnostics and ICU admissions were relatively frequent. Further studies can gather families' 

perspectives. 

Funded by Research Foundation Flanders, Kom Op Tegen Kanker  
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Cancer in Childhood: Risk and Protective Factors for the Psychological Well-Being of 

Adolescents 
D. Rizzi1,2, F. Bigoni3,2, M. Sacchi4, M. Zecca2, E. Bergami2, L. Marta4, G. Ciuffo4, C.A. Ionio4 
1Soleterre - Strategie di Pace ONG Onlus, Opera, Italy, 2Fondazione IRCCS Policlinico San Matteo, 

Pediatric Hematology/Oncology, Pavia, Italy, 3Soleterre - Strategie di Pace ONG Onlus, Pavia, Italy, 
4Università Cattolica del Sacro Cuore, CRIdee, Dipartimento di Psicologia, Milano, Italy 

 

Background & Aims: The diagnosis of an oncological disease occurring in adolescence triggers physical, 

social, emotional, and psychological changes related to the transition from childhood to adulthood 

(Bagliacca et al., 2020).The aim of this project was to study the risk and protective factors of an 

oncological diagnosis in adolescents and its impact on their psychological well-being. 

Methods: Cross-sectional study was performed. A total of 31 oncological adolescents (54.8% M / 45.2% 

F; mean age: 18.03±2.799) were recruited from Nov 2019 to Sep 2021 (with interruption during COVID-

19) at IRRCS San Matteo, Pavia. After obtaining an ethical approval by San Matteo, they fulfilled: the 

Centrality of Event Scale, Kidscreen-27, Test delle relazioni interpersonali, Youth Self-Report, Trauma 

Symptom Checklist for Children, Mi Disegno. 

Results: A significantly positive correlation emerged between adolescents' psychological well-being 

(Kidscreen-27) and their relationships with their parents (mothers: r=.996;p=<0.01,fathers: 

r=.692;p=<0.01) peers (r=.998;p=<0.01) and teachers (r=.475;p=<0.01)(TRI). Anxiety (TSCC) correlates 

positively with YSR’s somatic complaints (r=.617;p=<0.01), aggressive behavior (r=.619;p=<0.01), and 

thinking problems (r=.548;p=<0.01) and negatively with the quality of graphic representation (formal 

level: r=-.435;p=<0.05;level of detail:r=-.435;p=<0.05 and sexual characterization: r=-.435;p=<0.05) (Mi 

Disegno).PTS(TSCC) correlates positively with YSR’s somatic complaints (r=.435;p=<0.05), thinking 

problems (r=.509;p=<0.01),and rule-compliant behaviors (r=.398;p=<0.05). 

Conclusion: Despite the limitations (small sample size,study carried out in a single hospital), the results 

of the research highlight the protective role of relationships on adolescent’s psychological well-being 

and the impact of the illness as a traumatic event on their emotions, behaviour and body perception.  
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The use of Gestalt Play Therapy (GPT) in the Paediatric Palliative Care (PPC): The 

Accompaniment of a Dying Adolescent 
A. Pezzutto1, M. Minetto1, R. Dall'Amico1 
1Azienda Sanitaria Friuli Occidentale, Pordenone, Italy 

 

Background: The psychological support is a key element of the PPC. The child and their family need a 

space to elaborate the illness experience, especially when there is a life-threating or life-limiting 

condition and when the disease involves high level of chronic pain. The psychological support is even 

more critical when the child is aware of their worsening conditions and of approaching their death. The 

psychologist’s approach needs to suit the children’s needs, be creative and play-based. This study refers 

to a single case where the GPT approach was applied. The aim of the study is to assess the adequacy of 

GPT in PPC. 

Methods: The GPT is an efficient psychological approach applied to children and adolescents. It was 

introduced by the therapist Violet Oaklander in California (1970’s). It is an energic and dynamic method 

based on the Gestalt Therapy and it uses creative, expressive and projective techniques. 

Results: The GPT approach was adopted by the psychologist of a PPC team to support a girl with 

epidermolysis bullosa during the last 4 years of her life. The main goal of the intervention was to 

increase the quality of life and the level of wellbeing even during the terminal phase. During the home 

sessions the main GPT projective tools used were: drawing, clay, sandbox, illustrated cards, music, 

picture books and photos. The girl had the possibility to express her physical and psychological pain; 

she learnt how to acknowledge her own needs and express them to her family and healthcare workers. 

Conclusions: The GPT could be a valid approach in the PPC if the child has a disease which does not 

affect their cognitive skills. The creative techniques enable the sick child to talk about themselves and 

about their own incurable disease; they must be tailored to the individual and help them connect with 

their child dimension. The artworks made with/by the child could become a useful tool to speed up the 

grieving process of the family after the child’s death.  
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From Prenatal Diagnosis to Neonatal Intensive Care: Possible Ways to Promote 

Perinatal Palliative Care (PPC) among Healthcare Professionals 
F. Bevilacqua1, I. Capolupo2, L. Aite1 
1Bambino Gesù Children's Hospital, Unit of Clinical Psychology, Department of Neuroscience, Rome, 

Italy, 2Bambino Gesù Children's Hospital, Medical and Surgical Department of the Foetus-Newborn-

Infant, Rome, Italy 

 

The neonatal period is one of increased risk of death: expectant couples may have to cope with 

advanced notice of a life-limiting illness or may have been undergoing a normal pregnancy, and in a 

very short time frame are faced with the birth of a dying neonate (Forman KR 2020). Many of these 

neonates will die in an intensive care unit, some with full resuscitative efforts although these actions 

are highly unlikely to yield an outcome different from death (Forman KR 2020). The paper describe the 

PPC training that was set up at Bambino Gesù Children Hospital to better equip healthcare providers of 

the Medical and Surgical Department of the Foetus–Newborn–Infant. Aim of the training was to 

practise skills necessary to enhance communication with the couple, manage distressing symptoms of 

parents and team, and address spiritual and psychosocial concerns. The training is repeated twice a 

year, 15 healthcare providers at a time. The training includes theoretical parts addressing pain manage, 

ethical issue, spiritual issue; experiential parts through case discussions and simulates; the voice of the 

parents though the involvement of a family association dedicated to perinatal loss; and it ends with a 

multidisciplinary round table with the aim of laying the foundation of a PPC best practice document. In 

order to raise awareness about educational needs as well as personal and emotional difficulties in 

facing such a demanding task, an anonymous survey was sent before the first edition of the training to 

all operators of the Department. The Survey included 27 items investigating professional knowledge 

and personal skills about PPC, satisfaction about the actual managing of end-of-life in the Department, 

perceived educational and personal needs about the topic. The paper presents results of the survey 

and analysis of answers to three open ended question given to the first 15 operators after the first 

training edition exploring satisfaction, educational improvement and proposal.  
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The Adolescent Struggling for Hemodialysis Not to Define Him: Corporeity, Identity and 

Stigma 
F. Mieto1, R. Szylit2 
1University of Sao Paulo, Department of Physiotherapy, Communication Science & Disorders, 

Occupational Therapy. Faculty of Medicine. University of São Paulo, São Paulo, Brazil, 2University of São 

Paulo, Department Maternal Child and Psychiatric Nursing Nursing School, University of São Paulo, São 

Paulo, Brazil 

 

Background and aims: The adolescent with chronic renal insufficiency who undergoes hemodialysis, in 

addition to experiencing the psychic, physical and social changes inherent to adolescence, coexists with 

the intense impact on their lives resulting from the need to perform hemodialysis sessions to stay alive. 

The research aims to understand how the adolescent with chronic renal insufficiency experiences the 

hemodialytic treatment. 

Methods: The study of qualitative approach used as methodological reference the Grounded Theory 

and as theoretical reference, the Symbolic Interactionism. The data were obtained through 

observation, genogram and ecomap and interview with ten adolescents using the Original Romance, 

method that allowed the researcher to understand the subjective perception of the individual about his 

history. 

Results: The comparative data analysis made it possible to identify two phenomena that compose the 

experience: " Having a disruptive experience", that expresses the experiences lived by the adolescent 

and are producers of a necessary reconstruction of the identity and "Reconfiguring the self"; that 

represents the strategies undertaken to support the experience of self-annihilation. The articulation of 

these phenomena allowed us to identify the central category: "Struggling for hemodialysis not to define 

him", from which a new theoretical model is proposed. 

Conclusions: The results of the study were interpreted in the light of symbolic interactionism, and three 

central concepts emerged from this process: corporeity, identity, and stigma The theoretical model 

built theoretical subsidies to provide quality palliative care in highly technological settings. The results 

highlighted a requirement for and possibilities of training, counselling and support of health care 

professionals in the hemodialysis context.  
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Perceptions of Facilitators and Barriers for Early Referral to Pediatric Palliative Care 

Perceived by Chilean Pediatricians 
D. Ceballos Yáñez1, P. Astudillo2, M.I. Eugenin Soto3 
1Pontificia Universidad Católica de Chile, 3rd Year Resident in Pediatrics, Santiago, Chile, 2Pontificia 

Universidad Católica de Chile, Laboratorio de Virología Molecular, Instituo Milenio de Inmunología e 

Inmunoterapia, Santiago, Chile, 3Pontificia Universidad Católica, Pediatrics Department, Santiago, Chile 

 

Background: Several instruments try to characterize the perception of facilitators and barriers for 

referral to pediatric palliative care (PPC). The most frequent apprehension are family´s fears and 

conflict between physician teams. However, there are few reports about this topic in Latin America. 

Methods: We conducted a cross-cultural adaptation, with forward and back-translation. The survey was 

sent by email to staff of three tertiary hospitals in Santiago, Chile. Microsoft Excel and OpenEpi® were 

used for statistical analysis. A p-value lower than 0.05 was considered significant. 

Results: 78 pediatricians completed the questionnaire (53.4% response rate). Median age was 45 years 

and the median of time working in pediatrics was 11.5 years. 34 were general pediatricians, 7 

neonatologists and 6 intensive care unit staff. 23 (29.5%) received PPC education, and 74% declared it 

insufficient. Comparing specialties accustomed to ICU-patients (cardiology, neonatology, intensive care, 

and oncology) vs others, there was no difference in PPC education. Amongst facilitators, most clinicians 

agreed with the sentence [Patients with life-threatening diseases, regardless of their diagnosis or 

prognosis, can benefit from PPC]. However, 47.4% never consulted a PPC team. In the case of barriers, 

the phrase [My emotional relationship with patients and their families influences what treatment 

options I could offer during relapse or disease progression] most clinicians accustomed to ICU 

disagreed (80%) vs 50% from other specialties (p=0.03). There were no differences amongst other 

responses. 

Conclusions: Even though most pediatricians agreed that PPC was important for their patients, most of 

them considered they lacked proper training. There were no differences between specialties in most of 

the facilitators and barriers. However, pediatricians not accustomed to ICU-patients declared more 

difficulties regarding treatment options and their emotional relationship with the patient.  
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The Impact of Specialized Palliative Care on Place of Death in Children with Life-Limiting 

Condition: Four-year Experience of Palliative Care Provision in Tertiary Hospital 
L. Hrdlickova1,2, M. Loucka1,3, D. Snitilova1 
1Motol University Hospital, Pediatric Supportive Care Team, Prague, Czech Republic, 2Motol University 

Hospital, Department of Pediatric Oncology and Hematology, Prague, Czech Republic, 3Center for 

Palliative Care, Prague, Czech Republic 

 

Background and aims: Specialized palliative care (SPC) team facilitates communication with the family 

and initiates advance care planning in hospital setting. Topics discussed also include parental 

preferences regarding the place of child´s death with most families hoping for being at home as much 

as possible. Objective of the study was to evaluate place of death in pediatric patients referred to SPC 

admitted to the largest tertiary hospital in the Czech Republic.  

Methods: Data from all pediatric patients admitted from 2018 to 2021 were collected and analysed 

using the hospital electronic database. Pediatric inpatient deaths were compared to the numbers of 

patients referred to both inpatient and outpatient SPC. 

Results: In total, 213 pediatric patients died in the tertiary hospital during the four-year period. Sixty-

two (29 %) were referred to SPC, 8, 16, 23 and 15 patients during 2018, 2019, 2020 and 2021 

respectively. Additional 77 patients treated by SPC team died outside of the tertiary hospital, mostly at 

home (81%), alternatively in a regional hospital (11%). The proportion of patients who were referred to 

SPC and died outside of the tertiary hospital has been significantly increasing over the years: 11 %, 43 % 

and 54 % in 2018, 2019 and 2021 respectively. In 2020, in specific context of strict measures during the 

initial covid outbreak, the proportion of patients who died outside of the tertiary hospital was 42 %. 

Conclusions: SPC helps patients at the end of life and their families to be cared for outside the hospital. 

More research is needed to evaluate the cohort of patients who died outside of the tertiary hospital 

and were not referred to SPC. For successful arrangement of palliative care outside the hospital, 

cooperation with local networks of health and social services is necessary.  
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“Now I Speak as a Palliative Care Doctor.” Challenges and Opportunities of Working 

Simultaneously in Palliative Care and Other Discipline 
H.M. Dvorakova1,2, M. Loucka2,3, M. Taberyova2, L. Hrdlickova2,4 
1Motol University Hospital, Department of Neonatology, Prague, Czech Republic, 2Motol University 

Hospital, Children Palliative Care team, Prague, Czech Republic, 3Center for Palliative Care, Prague, 

Czech Republic, 4Motol University Hospital, Department of Paediatric Haematology and Oncology, 
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Background: Many palliative care clinicians work simultaneously also in other fields of medicine- for 

example part-time as neonatologist and part-time as palliative care doctors. The aim of  this study was 

to explore the challenges and opportunities that this double role presents. 

Methods: This was an exploratory qualitative study based on semi-structured in-depth interviews with 5 

physicians working in pediatric palliative care team and simultaneously in other specialties (general 

pediatrics, neonatology, neurology, pediatric oncology) in a large university hospital. Interviews were 

transcribed verbatim and analysed using the principles of thematic analysis.  

Results: Three thematic categories were identified in the data. First category was related to labelling 

issues, when physicians described the issue of having 'palliative care label', that determines the way 

how they are perceived by colleagues and parents/patients. Second category relates to conflicts that 

are caused by different perspectives between palliative and other disciplines, e.g. in terms of what is 

perceived as the best interest of the patient and also internal dilemmas that physicians face when they 

work with patients with palliative care needs. The last identified theme were advanced skills that 

physicians view as the advantage of combining both specializations, helping them understanding the 

context of patients' situations better, improving their communication skills and also increasing 

empathy. 

Conclusions: Combining palliative care and other medical specialty presents unique opportunities as 

well as challenges. This should be acknowledged in the education of physicians who are entering 

palliative care. Difficult moments and conflicts that physicians with double role face might be 

minimized by increasing the level of general palliative care skills in primary teams.  
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Feasibility Evaluation of SOFUS - A New Pediatric Family Grief Program 
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Background: Despite increased support for families through pediatric palliative care, we lack knowledge 

about how to systematically support families in their grief during the illness and after the death of their 

child. We have developed a new program SOFUS to families of children referred to a palliative care 

team. The SOFUS program will be the first to focus on managing pre-death grief in families of children 

in pediatric palliative care. We now wish to evaluate the feasibility of the program including the family 

and professional satisfaction with the program, development in psychological symptoms in all family 

members and psychological mechanisms for change. 

Methods: The SOFUS home-based grief program will invite the whole family including parents, the sick 

child and siblings. To prevent and relieve unnecessary psychological grief suffering before and after the 

death, three primary strategies will be applied: i) communication between parents and children ii) 

normalization of grief processes iii) emotion regulation strategies targeting negative self-referential 

processing in grief management. During one year, 16 families will be included at two departments. The 

program will be performed by two trained psychologists and will include 6 pre-death and 6 post-death 

sessions depending on the family’s needs. Families will provide questionnaires on psychological 

symptoms at inclusion, and after 6, 13, and 18 months and/or 6, 13, and 18 months after the child’s 

death. Through qualitative interviews pre- and post- intervention, we will explore satisfaction as well as 

psychological mechanisms for change. 

Results and Conclusions: The results from the first families will be presented and will be important for 

further development of evidence-based pediatric family grief programs. If the results are promising, a 

next step will be to evaluate the effect of the program on symptom improvement.  
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Radiotherapy for the Treatment of Problematic Drooling in a Child with a Life Limiting 

Condition: A Case Study 
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Sialorrhoea or drooling can be a problematic symptom seen commonly in children with neurological 

conditions associated with bulbar dysfunction, which may be due to over production of saliva or 

reduced swallowing of saliva, and may be classified as anterior or posterior drooling. 

There are many treatment options from conservative management for anterior drooling such as 

oral/sensory motor therapy and behavioural intervention, to pharmacological and more invasive 

surgical intervention or botulinum toxin (Botox) injections for posterior drooling.  There has been no 

consensus on which treatment is most effective, so many may be trialled to achieve a good response 

and better saliva control. 

The use of salivary gland targeted radiotherapy to manage secretions in children is rarely documented, 

but widely used in progressive neurological conditions in adults, such as Parkinson’s disease and motor 

neurone disease. 

In this case report, we review the use of targeted radiotherapy for the management of drooling in a 15 

year old boy, and the effectiveness of this method of treatment. Two years following on from 

treatment, the patient’s drooling remains well controlled with one medication, and his quality of life has 

improved. 

Based on the effectiveness of treatment in this case study, children who are linked with palliative care, 

or have a short life expectancy, and excessive drooling, should be considered for radiotherapy where 

there is sub-optimal response to medications or botulinum toxin, or when the side effect profile is 

challenging.   
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Palliative Care in a National Pediatric Oncology Center in the Netherlands: Results of the 

First 24 Months 
M. Nieuweboer1, S. Lenting1, E. Michiels1 
1Prinses Maxima Centre, Utrecht, Netherlands 

 

Background: In May 2018 all pediatric oncology care in the Netherlands was concentrated in one 

national pediatric oncology center. In this center, 600 new pediatric oncology patients are diagnosed 

yearly. As about 100 patients still die yearly, the need for a pediatric palliative care team to optimize 

palliative care was obvious. 

The team is called the ‘Kinder Comfort Team’ (KCT). In this presentation we will share the results of the 

first 2 years. 

Methods:Retrospective chart review.  

Results: The KCT was involved in the care of 157 patients of which 118 have died. We present the 

results of 102 deceased patients, 65 boys and 37 girls, ages 0 to 20 years.  

In the 1st year, the KCT was involved in 78% of children who were ‘eligible’ for the KCT. The second year 

that number had risen to 93%. 

The main reasons for referral to the KCT were: logistical support for discharge home 73 patients 

(71.6%), advance care planning (ACP) conversation 10 (9.8%), psychosocial support and symptom 

control 9 each (8.8%), ethical dilemma 1 (1%). 

The mean time between admission to the KCT and death was 69 days in the first 6 months, and 100 

days in the next year. 

Opioids or midazolam were administered to 76 patients. The mean time between start of this 

medication and death was 6 days. 

Conclusion: Palliative care in pediatric oncology poses 2 big challenges: acceptance of the involvement 

of a palliative care team, and involvement early in the disease trajectory. This was also the case for our 

KCT. In the second year we were involved in 93% of eligible patients and our involvement started one 

month earlier, which shows our progress. Also, we are involved in ACP conversations which are now a 

standard procedure very early in the stem cell transplantation trajectory. Our goal is to make comfort 

care a part of standard care offered in our center, including offering an ACP conversation for every 

family in the beginning of their treatment.  
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The Spiritual Dimension of Parents' Experiences of Taking Care of a Seriously Ill Child: A 

Systematic Review 
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1University Medical Center Utrecht, Julius Center for Health Sciences and Primary Care, Center of 
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Background-Context-Aims: Spirituality, as defined by the Spiritual Taskforce of the European Association 

of Palliative Care (EAPC), refers to the dynamic dimension of human life that relates to the way that 

persons experience meaning, purpose, and transcendence and the way they connect to the moment, 

self, others, nature, the significant and/or the sacred. A comprehensive overview of the spiritual 

dimension of parenting a seriously ill child is lacking. Therefore, we explored how spirituality is 

experienced by parents of seriously ill children. Methods: A systematic review was conducted using the 

methods PRISMA and PALETTE. Medline, CINAHL, EMBASE, PsycInfo and Cochrane were searched for 

articles published from January 1, 2015 to October 13, 2021. We included and thematically analyzed the 

results from original empirical studies on spirituality of parents of seriously ill children, from parents’ 

perspectives. 

Results: Fifty-one studies were included: 18 North-American, 13 Asian, 13 European, 7 other. Studies 

varied in defining spirituality. Sources of spirituality that were identified include, among others, religion 

as a source of meaning, and a supportive relationship with relatives, friends, and healthcare 

professionals that helped parents redefine themselves during their journey. However, parents also 

reported to struggle with spiritual concerns, such as difficulties to keep up hope while accepting the 

child’s illness. Parents experienced spiritual support needs in four areas: religion, their role as a parent, 

connecting to the care team, and psychosocial guidance. 

Conclusions: Although studies vary in defining spirituality, reports on spirituality focus on how parents 

connect to their faith, others, and themselves as parents. Healthcare providers can support parents by 

being aware of spiritual concerns and strengthening sources of spirituality. More research is needed on 

how healthcare providers can discuss spirituality with parents of seriously ill children.  
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Lusophone Group of Paediatric Palliative Care: Fostering Care in Portuguese 
E.A. Luiz Ferreira1, A. Forjaz de Lacerda2, on behalf of the Brazilian Network of Paediatric Palliative Care, 

the Paediatric Taskforce of the Portuguese Association of Palliative Care and the Continued and 

Palliative Care Taskforce of the Portuguese Society of Paediatrics 
1Federal University of São Carlos, Medicine Department, Child and Adolescent Area, São Carlos, Brazil, 
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Background: Worldwide the Lusophone community represents 270 million people in 9 member states 

(Angola, Brazil, Cape Verde, Equatorial-Guinea, Guinea-Bissau, Mozambique, Portugal, São Tomé-

Príncipe, Timor-Leste) and 19 associate observers (www.cplp.org). In the latest ICPCN Pediatric Palliative 

Care (PPC) provision levels map (2019), except for Brazil (level #3) and Portugal (#4), none of these 

countries had services (#1).  

Aims: To describe the creation (March’21) of the Lusophone Group of Paediatric Palliative Care (Grupo 

Lusófono de Cuidados Paliativos Pediátricos - GLCPP), a cluster of professionals interested in 

developing PPC in Portuguese-speaking countries. 

Methods: Starting with Brazil and Portugal, which both have PPC taskforces, a snowball strategy was 

used to seek PPC representation in each country. Networking and collaborative actions were devised.  

Results: Currently (Feb’22) the GLCPP includes professionals from Angola, Brazil, Cape Verde, 

Mozambique, and Portugal. In May’21 a Brazil-Portugal Webinar was the 1st collective event, to date 

with 1300+ views (https://www.youtube.com/watch?v=U1Th1n_14dQ). It was followed by the I 

Lusophone Meeting (Sept’21), with participations from Brazil, Portugal, Mozambique and Cape Verde. 

These were seminal for awareness and engagement, further fostered by the creation of an email 

account (grupolusofono.cpalped@gmail.com) and pages on Instagram (grupolusofano. cpalped) and 

Twitter (@grupolusofono.cpalped). 

Conclusions: Seeking to improve PPC provision for all children with palliative needs is an ongoing quest. 

We hope that, by networking and preparing or translating/adapting tools for clinical and research 

purposes, the GLCPP will promote awareness, education and service development in provision level 1 

Portuguese-speaking countries, including LMIC’s. We also expect to contribute to the PPC evidence 

base in non-anglo-saxonic countries.  
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Parent-Reported Experience Measures of Care for Children with Serious Illnesses: A 

Scoping Review 
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Background/aims: Evaluating parental perspectives on care is critical in designing high quality treatment 

plans for >21 million seriously ill children. We aimed to: (i) identify parent-reported experience 

measures (PaREMs) for children with serious illnesses from peer-reviewed literature; (ii) map the types 

of care experience evaluated in PaREMs; (iii) identify steps followed in their development, where and 

how current PaREMs may be improved in future efforts, and (iv) help service providers choose a PaREM 

suitable for their service delivery setting. 

Methods: Relevant papers were systematically searched from PubMed, CINAHL, and Scopus EBSCOhost 

databases until 10th June 2021, followed by a manual reference list search of highly relevant papers. 

Abstracts were screened, followed by a full-text review using predetermined inclusion and exclusion 

criteria. A standardized data extraction tool was used. 

Results: 16 PaREMs were identified. There were large variances in the development processes across 

measures, and most have been developed in high-income, English-speaking Western countries. Most 

only assess the quality of acute, inpatient care. Few measures can be used by multiple service providers 

or chronic care, and many do not capture all relevant domains of the parent experience. 

Conclusions: Service providers should integrate parent-reported experience measures into their 

settings to track and improve the quality of care. Given the multidisciplinary nature of pediatric care, 

measures which are applicable to multiple providers and durations of care are essential for a 

standardized assessment of quality of care and coordination among providers. To improve PaREM 

development, researchers should follow consistent and methodologically robust steps, ideally in more 

diverse sociocultural and health systems contexts. Future measures should widen the scopes in terms 

of timeframes and service providers in a child’s network of care for a comprehensive evaluation of 

experience.  

 

  



 
 

 

 

Poster Presentation 

 

Establishment of a Telemedicine Platform in a Complex Chronic Care Unit and Pediatric 

Palliative Care 
A. Suárez1, A. Madrid1, M.J. Peláez1, A. Gámez1, A. Corripio1, Y. Ramón1 
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Introduction: Telemedicine provides an accessible and equitable tool that makes it possible to provide 

care and follow-up for children who require it and are cared for by Pediatric Palliative Care Units.  

Objectives: Implement and evaluate a telemedicine program in a Complex Chronic and Pediatric 

Palliative Care Unit.  

Methodology: Quasi-experimental pre-post intervention study of a Telemedicine program carried out 

between March 2019 and March 2021.  

Results: 34 patients were included, with a mean age of 5.5 years (3 months-14.2 years 62% of the 

families lived outside the home coverage area of the Unit They presented the following pathologies: 

neurological 25/34 (11/25 infantile cerebral palsy), 7/34 cancer, 1/34 heart disease and 1/34 respiratory 

pathology. 6.13 video calls/patient were made, with an average videoconference time of 63 minutes. 

There have been 6.81 views on the platform. On average, 3 ICT system failures per patient were 

recorded. A lower number of visits to the emergency room have been evidenced in relation to their 

underlying disease (p<0.01). No significant differences were found with visits to primary care services 

or hospital consultations of other specialties. With regard to telephone assistance, a greater number of 

calls was observed both from the unit (p<0.05) and from caregivers (p<0.003).  

Conclusions: During the project, the COVID-19 pandemic broke out, and we do not know the influence 

on the results obtained, since less use of health resources is described in both periods, as well as an 

increase in the use of Telemedicine. In our experience, Telemedicine has facilitated care during the 

pandemic.  

 More studies are necessary to continue showing the effectiveness and efficiency of Telemedicine as 

support in a context like the current pandemic, in which we must guarantee quality health care based 

on equity.  
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Experience with the Subcutaneous Route in a Complex Chronic and Pediatric Palliative 

Care Unit 
A. Gamez1, Y. Ramon1, A. Madrid1, A. Corripio1, M.J. Pelaez1 
1Hospital Regional Universitario-Materno Infantil, Pediatric Palliative Care Unit, Malaga, Spain 

 

Background and aims: The subcutaneous route is an alternative that does not add pain to the patient 

when the oral route is ruled out or is insufficient. It is a very comfortable route, not very painful, very 

easy to handle and has few side effects and complications; being its absorption similar to the 

intravenous route. In addition, it requires very simple training for family members and caregivers. 

Describe the type of patients, indications, time of use and medications related to the subcutaneous 

route. 

Method: Retrospective descriptive study of patients who have required subcutaneous route in a CC and 

CPP Unit between 2015 and 2020. 

Results: A total of 192 patients were treated, of whom 76 (39.6%) died. Some type of line was required 

in 53 (70%) of the deceased: 23 peripheral intravenous lines, 16 RVC, and 14 subcutaneous lines (26.4% 

of all lines). The subcutaneous route was required by 7.3% of the patients treated at the Unit and 18.4% 

of the patients who died in this period. 

Conclusions: In our experience, the subcutaneous route has been an effective route in the control of 

many symptoms and in sedation at the end of life. In our study we have not found important 

complications, except induration that has required a more frequent change of it. We consider it to be a 

good option for symptom control in PC, being a safe route with very few complications.  
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Palliative Care in CNS Tumours of Children in Reference Hospital 
M. Gomez Muñoz1, M.J. Peláez Cantero1, M. Cortés Hernández1, A. Madrid Rodríguez1, L. García Hidalgo1, 

S. Torrejón Almeida1, G. Gutiérrez Schiaffino1 
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Primary central nervous system (CNS) tumors are the 2nd most common cancer and the leading cause 

of cancer-related death in children. Palliative care (PC) is a key facet of high-quality pediatric neuro-

oncology care. 

Among all patients diagnosed with CNS tumors at our center between 2015 and 2021, we 

retrospectively analyzed data concerning epidemiology and consultation with PC subspecialty from 65 

children and adolescents followed-up by oncologists. 

56% of our patients were male, with 70% of spanish and 20% of moroccan children. The most common 

diagnosis, 30%, was low-grade glioma (LGG); being diffuse intrinsic pontine glioma (DIPG) and 

medulloblastoma 20% of diagnosis each. In our sample, 49.2% of patients were referred to PC 

subspecialty, with no statistical difference between years. They were referred to PC mostly at diagnosis 

or disease progression (37.5% each), and only 2 patients (6.3%) met their PC specialist within less than 

30 days before death. Most common malignancy given PC was DIPG (37.5%). 68.8% of children referred 

to PC received home care, and 50% died at home. Mean time of life from diagnosis was 14 months in 

those patients that didn’t receive PC and 19 months in those who did, with no statistical difference. 

The World Health Organization (WHO) and other international health organizations recommended that 

PC for children with cancer ought to begin at diagnosis, irrespective of prognosis. PC involvement is 

particularly important in patients with CNS tumors, as they experience substantial physical, 

psychological, and existential morbidity and have the highest disease-related mortality of all pediatric 

cancer groups. In our center, most patients diagnosed with high grade malignancies of CNS are 

referred to PC early in disease course, which lead to highest rates of home care and deaths because of 

the correct preparation of families. Our aim is to keep improving support to patients and families with 

integrated physical and emotional care.  

 

  



 
 

 

 

Poster Presentation 

 

A Proposal Guide for Interview for Delivery of Perinatal Necropsy Report to the Family 
R. Rita1 
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Background and aims: Perinatal palliative care is a biopsychosocial and spiritual approach to sustain 

and improve the quality of life of patients and families who face the problems associated with limiting 

and / or life-threatening illnesses that begin in the context of perinatal stage, in a broad sense, even 

when illness and / or death occur later. A guide for delivery of perinatal necropsy report is proposed. 

Methods: A bibliographic review, a review of own records rty during 2010-2019. 

Results: No similar articles were found in the perinatal area. Included 95 Interview. The guide 

recognized: 1- preparation: Review clinical history, review pathologist report, the memories that persist 

of the case, prepare for questions. 2- interview; Presentations: Call them by name, r. Ask for Physical 

and: emotional aspects: Let them narrate seeking to know the biographical impact. Give space to 

emotional reactions throughout the interview. Ask if they want to read the report or have it explained 

to them. Address the grief and the meaning it has had for the couple. Help them to recognize the 

symptoms of grief and that it can be expressed differently in the couple. Observe non-verbal language. 

Have they been to the cemetery? Do they have any religious beliefs? Expression of the meaning of what 

happened and work on it. Encourage memories. Recognize risk factors for pathologyc grief. How have 

you approached the subject with grandparents or siblings? If they talk about the chance of a new 

pregnancy, planning and monitoring. Final summary and feed back. 3 - records and team meeting.  

Conclusions: No similar articles were found in the perinatal area. The guide recognized three steps: 1- 

preparation, 2-   interview; 3 - records and team meeting. It is proposed for educational purposes to 

strengthen support for grief in these families with a comprehensive approach. The comprehensive 

approach to the interview allows support for grief: anatomical to spiritual necropsy.  
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Background: An important aspect of successful symptom management is the involvement of the 

children themselves. Therefore, a digital application tool was developed called Pictorial support in 

person-centred care for children (PICPECC). PICPECC is based on a child-centred assessment approach 

where the child assesses his/her symptom in a phone or tablet. At date, PICPECC have not yet been 

scientifically evaluated in clinical practice nor modified to suit different diagnoses.  

Aim: To modify PICPECC in relation to children with CNS-tumours and to examine the feasibility of 

PICPECC in advanced home care for children aged 8-17 years old with focus on 1) acceptability of 

PICPECC from the children’s perspective and 2) the usefulness of PICPECC from professionals’ views.  

Methods: This study contains of two phases: 1) a development of the content of PICPECC for children 

with CNS-tumours, and 2) using PICPECC on 8-12 patients enrolled in advanced home care for children, 

at a university hospital in Sweden. Interviews with children and professionals will be conducted in order 

to examine the acceptability and the usefulness (facilitating factors and barriers) of PICPECC. 

Preliminary results: At date, PICPECC includes a validated assessment scale, which is designed as a 

thermometer that is graded from 0-10. Each level of the scale is symbolised with a smiley that shows 

the intensity of each symptom. Today, the symptoms that are included in the application are nausea, 

sleep, appetite, anxiety, fear, and pain (modifications will be conducted this spring). To start using the 

application the child creates his own avatar to represent the child. After some assessments the child 

receives a reward, i.e. a pet that is stored at each child’s application. The application and preliminary 

results will be presented at the congress.  

Conclusion: If PICPECC are found to be feasible it could be one valuable tools for communicate about 

symptoms in order to give child-centred care.  
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Minor Siblings’ Experiences of Having a Brother or Sister with Pediatric Palliative Care 

Needs 
U. Kreicbergs1,2, S. Nilsson3, M. Jenholt Nolbris3,4, M. Lövgren1,5 
1Ersta Sköndal Bräcke University College, Nursing sciences - Palliative reserach centre, Stockholm, 

Sweden, 2Karolinska Institutet, Stockholm, Sweden, 3Sahlgrenska Academy, University of Gothenburg, 

Nursing and health sciences, Gothenburg, Sweden, 4The Queen Silvia Hospital, Sahlgrenska University 

Hospital, Gothenburg, Sweden, 5Karolinska University Hospital, Stockholm, Sweden 

 

Background context and aim: Siblings in pediatric palliative care often suffer from feelings of being 

neglected, and their needs of information and involvement are often unmet. Studies involving siblings 

of children with severe illnesses other than cancer are sparse. This study aims to explore the 

experiences of siblings of a child with palliative care needs and what is important to them in this 

situation, using different communication tools.  

Method: Interviews with eight siblings, aged 6–14 years. Several communication tools were used: See-

Hear-Do pictures, Bear cards, and words originating from previous sibling research. Conventional 

content analysis was used on the data. 

Results: Five categories emerged from what the siblings related about their situation and what they 

found important: Being part of a special family, School – a place for leisure, friends and learning, 

Relentless feelings of guilt and self-blame, Losses and separations, and Awareness of death – not a 

matter of if, but when. Siblings of a child with a rare disease expressed an awareness that their brother 

or sister would die, and still felt they were part of a special, happy family. Siblings of a child with 

palliative care needs due to an accident described relentless feelings of self-blame and guilt. 

Conclusion: Siblings needs may vary depending on the ill brother’s or sister’s cause of palliative care 

needs. For health care professionals to get to know and support siblings of children with palliative care 

needs, communication tools may be useful.  
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National Guideline for Palliative Care of Children in Sweden 
C. Lindström1,2, H. Adlitzer3 
1Karolinska Hospital Astrid Lindgrens Childrens Hospital, Stockholm, Sweden, 2Karolinska Hospital 

Astrid Lindgrens Childrens Hospital, K86, Stockholm, Sweden, 3Regionalt Cancer Centrum, Stockholm, 

Sweden 

 

Background: 2019 88 766 people died in Sweden of which 505 was children and adolescents of ages 0–

19 years. Pediatric palliative care requires guidelines and procedures to provide good and equitable 

care throughout the country. There is a law stating that everyone should have the right to equal care. 

The Convention of the rights of the Child also strengthens children's rights to good care and to have 

their voices heard. The care of pediatric children with palliative care needs varies greatly across the 

country and cannot therefore be provided in an equal way. This national guideline for palliative care of 

Children has therefore been created and covers children with various life-threatening illnesses. The aim 

of the guideline is to support all pediatric clinics and regions to provide good palliative care to all 

children who need it. 

Method: The Regional Cancer Centres Collaborative Group appointed a chair and regional 

representatives to a steering group. The group included experts and representatives of parents to form 

a working group with adjunct experts. The working group includes representatives from the different 

levels of health care involved in the patient's care flow and the group will strive for multi-

professionalism. Regional Cancer Centre Stockholm Gotland has served as an administrative support 

partner. The work was reviewed during two consultation rounds. 

Results: The national guideline for palliative care of Children was approved and was published in June 

2021. The launch of the guideline took place in September 2021 at a digital Webinar with 360 registered 

participants. It was also presented at several national conferences. Using the guideline as a base, films 

have been recorded to further contribute to raise the awareness and contributing for good palliative 

care. 

Conclusions: contributes to increased knowledge and support for health professionals and constitutes 

a basis for creating procedures to ensure good palliative care for children in Sweden.  
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Initiatives to Raise Awareness of Pediatric Palliative Care in Sweden 
C. Castor1, B. Hajzeri2 
1Lund University, Health Sciences, Lund, Sweden, 2Skåne University Hospital, paediatric department, 

Lund, Sweden 

 

Background: Children with life-limiting or -threatening illness may take part in care in many Swedish 

health care facilities. To live up to WHO's description of pediatric palliative care (PPC), all care facilities 

must therefore be acquainted with basic PPC issues. Medical requests like pain relief, nutrition and 

other physical health issues as well as need for support in psychological, social, spiritual, and cultural 

questions must be identified wherever care is given. Awareness, knowledge and ability amongst 

healthcare professionals to raise concerns and face difficult situations in PPC is urgent. In 2021 Sweden 

launched a national healthcare program in PPC to support this work. 

Aim: To describe initiatives for raised awareness, increase knowledge and formalize PPC in the 

Southern Region of Sweden.  

Method: A tree year project was launched to strengthen the implementation of the national healthcare 

program. A digital questionnaire amongst healthcare professionals, a literature review supplemented 

by workshops identified needs formed into possible interventions. 

Results: Three interventions were prioritized and are ongoing. 1: An Interprofessional Regional 

Consulting Team in PPC composed of members with specialized expertise, complementary 

backgrounds and skills offering guidance, counseling, collaboration and support in physical, 

psychological, social, spiritual and cultural issues to healthcare professionals who meet children with 

PPC needs was established, 2:  A steering group was appointed by the southern healthcare 

management meeting digitally once/month to identify and discuss common or overarching PPC related 

issues, 3: A series of digital films introducing PPC was produced. 

Conclusion: This project can increase quality of care and lead to a better child centered, equal, 

accessible, and effective PPC. Evaluation will include interviews, postintervention questionnaire, 

process report and research proposals. Funded by the Regional and National Cancer Centre.  
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A Multiprofessional Palliative Network at Astrid Lindgren Children's Hospital in Sweden: 

A Way to Secure and Dessiminate Knowledge about Pediatric Palliative Care 
C. Weiner1,2, H. Bergius3, M. Lövgren4,5 
1Karolinska Institutet, Solna, Sweden, 2Karolinska University Hospital, Astrid Lindgrens Children's 

Hospital (ALCH), Huddinge, Sweden, 3Karolinska University Hospital, Astrid Lindgrens Children´s 

Hospital (ALCH), Solna, Sweden, 4Marie Cederschiöld University, Stockholm, Sweden, 5Astrid Lindgrens 

Children´s Hospital, Solna, Sweden 

 

Background: Astrid Lindgren Children's Hospital (ALCH) in Sweden provides highly specialized care, 

including intensive care and care for children with life-threatening/life-limiting illnesses. Palliative care 

for children is complex and may fail, which could lead to children not receiving the appropriate care 

and to families not being supported as needed. 

Aim: Through a pediatric palliative network secure and disseminate knowledge about palliative care to 

improve care for children with life-threatening/life-limiting illnesses and their families at ALCH. 

Method: Co-workers with multiprofessional competence in pediatric palliative care were identified and 

asked to participate in the network. Meetings have regular been held, where areas for improvements 

regarding pediatric palliative care at ALCH has been identified, and thereafter act upon these and 

developed hospital-wide improvements. Results: Since the multiprofessional network started, the 

group has developed hospital-wide guidelines for pediatric palliative care, e.g., care at time of death 

and afterwards, and support to siblings. The network meetings have contributed to education and 

collaboration within ALCH, and next a course in pediatric palliative care for staff at ALCH that will start 

in autumn 2022. Furthermore, a care strategy involving hospital-based bereavement support will be 

developed. 

Conclusion: A hospital-wide network consisting of a multiprofessional group can be one way of 

improving the pediatric palliative care at a children’s hospital.  
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Experiences of Music Therapy in Paediatric Palliative Care from multiple stakeholder 

perspectives 
V. Kammin1 
1Martin House Research Centre, University of York, Health Sciences, York, United Kingdom 

 

There is a growing body of research which indicates that goals outlined by WHO for Paediatric Palliative 

Care (PPC) can be addressed through Music Therapy (MT). However, the majority of research is 

focussed on adult palliative care, bereavement, end of life or oncology rather than children with life-

limiting conditions (LLC) and there is little research on the experiences of MT from child, parental and 

professional perspectives.  The aims of this research are to systematically identify qualitative studies 

which focus on the experience of MT in PPC from multiple stakeholder perspectives and synthesise the 

findings to gain a more comprehensive understanding of experiences in this clinical area, identify 

further areas of research and to guide future clinical practice. 

A systematic review of qualitative research in this area was conducted using thematic synthesis. 

Screening resulted in the inclusion of only 4 studies published between 2007 and 2018 in Australia and 

the USA representing the experiences of staff members and families who had children with LLC’s from 

5 months to 21 years old. Findings reported that MT provided reprieve from the challenges of a LLC 

and much needed normalised experiences through its ability to meet the individual needs of these 

children.  The child’s ability to engage, develop, accomplish and thrive in this environment despite their 

LLC were noted and family relationships and experiences were reported to be supported, enhancing 

family wellbeing pre and post-bereavement. The therapeutic relationship was viewed as integral to the 

outcomes of MT. 

This review highlights the potential of MT to support children and families in managing the challenges 

of a LLC, facilitate significant experiences and memories and enhance well being pre and post 

bereavement. Further research which captures the voices of the child and family articulating their 

experiences of MT is recommended, positioning their voices as central to service development and 

provision.  
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Transition from Child-Centred to Adult-Oriented Services: Needs and Concerns of 

Parents and Carers of Young People with Life-limiting Conditions 
A. Soman1,2,3, D. Hartley3,4, S. Kyeremateng5, M. Newbegin6, J. Campbell1, L. Cutsey4, K. Hulme4 
1Bluebell Wood Children's Hospice, Sheffield, United Kingdom, 2Sheffield Children's Hospital, Sheffield, 

United Kingdom, 3Yorkshire and Humber Children's Palliative Care Network, Leeds, United Kingdom, 
4Leeds Teaching Hospitals NHS Trust, Leeds, United Kingdom, 5St. Luke's Hospice, Sheffield, United 

Kingdom, 6Martin House Children's Hospice, Leeds, United Kingdom 

 

Background: Increasing numbers of young people (YP) with life-limiting conditions (LLC) are living into 

adulthood. Transition from child-centred to adult-oriented healthcare systems is often fraught with 

challenges, not least because of the lack appropriately trained healthcare professionals (HCP) and 

services tailored to YP’s unique needs. Successful transition programmes are centred around the needs 

and voices of YP and their families. 

Aim: To understand the perceptions, needs and concerns of parents/ carers of YP with LLC, about 

healthcare transition and thus inform the curriculum of a regional HCP educational programme using 

the Project ECHO platform. 

Methods: An online focus group held with parents of YP with LLC. 

Findings: 3 parents attended: 1 from a minority ethnic group, 2 were bereaved. 

The following themes emerged from the focus group: 

1. Listen!: 

0. compassion 

1. listening and acknowledgement as parents and experts of their children 

2. honesty and transparency 

2. Relationships: 

0. consistency of professionals/ teams 

1. continuity of care 

2. co-ordination of care - role of GP, family-care coordinator 

3. Who will fight our corner? 

0. Advocacy salient in paediatric care – will this continue? 

4. Fears: 

0. Adult services not child/YP-centred  

1. not calm, fast-paced 

2. ‘from a stream to a river - fear of being swallowed up’ 

3. losing control over decision-making 

5. Resources: 

0. postcode lottery 

1. limited therapy and other services for adults 

6. The process: 

0. differing/ confusing processes, age cut-offs 

1. resource intensive – but not always well resourced 

2. need for ‘induction’ to transition for families 

Conclusions: Group expressed concerns similar to those in published literature. Small sample-size 

allowed in-depth discussion, but findings may not be generalizable. Services should ensure preparation 
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of, and support to, families at all times. These findings have informed our curriculum: parent-experts as 

faculty and sessions planned for parents around legal aspects of decision-making.  
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Home Platelet Transfusion Delivery towards End of Life – A Retrospective Paediatric 

Case Series Review 
C. Githinji1, A.-K. Anderson1 
1The Royal Marsden, Paediatric Palliative Medicine, London, United Kingdom 

 

Background and aims: In the palliative care setting, being able to offer transfusions in the home may 

improve the quality of life for children and their families. We aimed to identify the indications for home 

platelet transfusion (HPT) and describe their delivery in the community. 

Method: A single centre retrospective case series of patients with advanced cancer (1-18yrs) who 

received HPT between 2009-2020. Patients were identified from death summaries and their case notes 

reviewed. Of those who received HPT, indications were identified, and precautions taken to ensure 

their safe delivery. Data was collected on the total number of transfusions delivered, frequency, 

closeness of HPT to death, bleeding at end of life, and adverse events. 

Results: 12 patients (2-14yrs) received HPT; 8 Leukaemia, 3 neuroblastoma and 1 post-transplant. The 

number of transfusions administered ranged from 1- 15/patient. The service delivers 2 HPT per week. 4 

patients received additional transfusions in hospital. The time from last HPT was 1-7 days prior to 

death. Indications for HPT were 1) avoid distress, 2) too unwell to attend hospital or 3) chosen to 

remain at home. All patients who received HPT had documented overt bleeding or thrombocytopenia. 

10 had documented external bleeding (haematemesis and/or nose/PR/gum bleeding). HPT were 

administered by a palliative care nurse. Emergency antihistamines and steroids were available at the 

time of the HPT as precautions. 7 required cover (4 antihistamine only) as per previous transfusion 

requirements. There was 1 reported adverse reaction, needing steroids after the administration of 

antihistamines due to a rash. 

Conclusions: HPT can facilitate the shift away from hospital dependent care for those children and 

families who indicate a desire to have increased care at home. Proactive precautions enable HPT to be 

delivered safely, minimising distress, and reducing hospital attendance.  
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Medical Complexity in Children and Young People Known to a Specialist Paediatric 

Palliative Care Service: A Narrative Review 
K.L. Fairgrieve1, J. Downie2 
1University of Dundee, School of Medicine, Dundee, United Kingdom, 2NHS Greater Glasgow and Clyde, 

Paediatric Supportive and Palliative Care Team, Glasgow, United Kingdom 

 

Background and aims: CYP known to SPPC experience fragmented specialist healthcare. To conduct 

a narrative review of medical complexity in children and young people (CYP, 0-18 years) known to 

specialist paediatric palliative care (SPPC) in a tertiary children’s hospital. 

Methods: A narrative review of medical complexity in CYP known to SPPC between 1st June-31st 

November 2021 was conducted. Indices for medical complexity were agreed following literature review. 

Data on agreed indices were collected from a dataset created by SPPC and patient notes. CYP whose 

families declined referral or who died before triage were excluded. Data were managed with Microsoft 

Excel. A scoring system was made to quantify medical complexity. 

Results: 33 CYP were referred to SPPC during the study period. 26 were included; 7 were excluded (2 

died prior to triage; 1 declined referral and 4 did not receive input from SPPC). The most common 

primary diagnoses were genetic 31% (n=8). 96% (n=25) had been admitted to hospital at least once in 

the previous 24 months, with the average number of admissions being 4. 58% (n=15) had been 

admitted to PICU (Paediatric Intensive Care) in the last 24 months. 27% (n=7) had multiple admissions. 

On average, CYP were cared for by 6 specialist teams. 96% (n=25) relied on medical technologies long-

term. The average number of medications was 11. 96% (n=25) experienced at least one symptom 

(average being 4 symptoms regularly). Indices were scored to quantify complexity; possible scores 

range from 3-18. 77% (n=20) of the patients scored 10-13, signifying a high level of complexity across all 

indices. 

Conclusions: CYP known to SPPC services have high levels of medical complexity, frequent hospital 

care, often dependent on medical technologies and have a high symptom and medication burden. 

SPPC services must have expertise in navigating the complex health landscape of this population. 

Authors received no financial support for authorship of this article.  
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