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1. INTRODUCTION

« Je n’aurais pas peur. 
Je veux voir le mort. »

« Est-ce qu’on me mettra 
dans le frigo? » 



Mutual pretense



«Je veux vivre, 

mais je vais mourir.»
Denis Vasse, Le poids du réel, la souffrance, Ed. du Seuil, 2008

A paradox between the perspective of death 

and the aim to promote quality of life



Find a balance? 



2. DEVELOPMENT OF PEDIATRIC PALLIATIVE CARE 

IN BELGIUM

Fig. Marie Friedel (2021)



Pediatric palliative care activities in Belgium (2010-2014)



▪ 2002: Three Laws : Patient rights, 

Euthanasia, Palliative Care

▪ 2014: Extension of Euthanasia Law to 

Minors

▪ 2016: Extended Definition of Palliative 

Care (not restricted to end of life 

stage)



3. DECRIMINALIZATION OF CHILD EUTHANASIA 

IN BELGIUM

Euthanasia, is defined in Belgium as:

▪ A medical act,

▪ that intentionnaly ends the life of a person, 

▪ at his explicit request.

Loi belge dépénalisant l’euthanasie sous certaines conditions (2002) 

https://www.ejustice.just.fgov.be/img_l/pdf/2002/05/28/2002009590_F.pdf

https://www.ejustice.just.fgov.be/img_l/pdf/2002/05/28/2002009590_F.pdf


Conditions                                                                        
(Belgian Law on euthanasia extended to minors13th February 2014)

▪ Terminal, incurable disease

▪ Unbearable constant physical pain

▪ Child’s request

▪ Child must be conscious

▪ Child’s capacity of discernment assessed by psychologist

▪ No age restriction

▪ Boths parents must agree

▪ Euthanasia is performed by physician

▪ Conscious clause 



Bernheim JL, Distelmans W, Mullie A, Ashby MA. Questions and answers on the Belgian model of integral end-of-life care: experiment? 

Prototype? : "Eu-euthanasia": the close historical, and evidently synergistic, relationship between palliative care and euthanasia in Belgium: an interview 

with a doctor involved in the early development of both and two of his successors. J Bioeth Inq. 2014;11(4):507-29.

Non-consensual Belgian Model of End-of Life Care



4. ETHICAL ASPECTS AROUND COMPASSION



What is compassion? 

▪ “Compassion is a virtuous 

response that seeks to address 

the suffering and needs of a 

person through relational 

understanding and action.”  
(Sinclair et al. 2016)



▪ During 20 years (1994-2014), not a single child request for 

euthanasia received by any of the 5 Belgian pediatric palliative care 

liaison teams. (Renard et al. 2017)

▪ 4 euthanasia enacted on minors between 2014 and 2021. Children

were aged 9-16 years and suffered from Epidermolysis bullosis, 

Cystic fibrosis, Brain Cancer. Did they received palliative care? (Rapports 

annuels Commission fédérale de contrôle et d’évaluation de l’euthanasie)

▪ Funding of Palliative Care services remains the same since 2010 in 

Belgium. (Rapport annuel Plate-forme fédérale de l’évaluation des soins palliatifs)



MOSAIK study

▪ Move to Open Shared Advanced Interventions for Kids with

life-limiting conditions

Friedel M. 2016-2020 Recherche doctorale en santé publique. UCLouvain



Sufficient access to pediatric palliative care services? 



▪ Instruments to measure quality of life/quality of care not 

known and not used by teams. (Friedel et al. 2018)

▪ Quality of life score are not associated to degree of physical

impairment of children (Friedel et al. 2023)

▪ Advanced care Planning:  to whom is it useful? 

▪ What impacts most child’s quality of life is the quality of 

relations/social support he perceives (Friedel et al. 2023)

Main results of the MOSAIK study





Bergstraesser, Hain et al in  BMC Palliative Care 2013, 12 (20)



PaPas Scale

1. Evolution of the disease and its impact on daily activities

2. Expected result of treatment directed against disease

3. Intensity of symptoms and suffering

4. Patient preferences of family/health care professionnals

5. Estimation of  life expectancy

Score 0  to 40

If score 10-14: explain aim of PPC (Psycho-social support)

If score >15-24: start PPC (Symptom Control)

If score > 25: start specialized PPC (ACP, coordination of care)



• Espérance de vie estimée (‘surprise question’) 
• Impact de la maladie sur les activités quotidiennes 

(continuité suivi scolaire?)
• Impact du traitement sur qualité de vie 
• Souffrance de l’enfant , des parents
• Complexité des soins/présence appareillages 
• Degré de compréhension/d’acceptation de la situation 

par les parents

Qualitative study on PaPas Scale among pediatricians at 

Cliniques universitaires st Luc, Brussels, 2018





▪ Child as agent: How can we hear his voice? 

Which autonomy in a family-centred, 

systemic approach? 

▪ How can we evaluate child’s capacity in 

absence of a validated intrument? 

*Comprehension

          *Appreciation

          *Decision

          *Reasoning (Dorscheidt 2023)

M. Friedel, 2016



The concept of relational autonomy



The role of liaison nurses



Milstein J. A paradigm  of integrative care.  Healing with curing  throughout life in Journal of Perinatology, 2005.





5. SHARED DECISION-MAKING INSTRUMENTS TO 

MITIGATE MORAL DISTRESS 

▪ Four steps decision-making approach (Bolly & Grandjean, 2004) 

▪ Tool to help complex decision-making (Chénard, 2022)

▪ Game theory and PPC (Friedel & Pallage, 2023, 2024)



https://ressort.hers.be/images/ressources/Four-stepdecision-

makingapproach.pdf

Source: Bolly & Grandjean, RESSORT (2004)

https://ressort.hers.be/images/ressources/Four-stepdecision-makingapproach.pdf
https://ressort.hers.be/images/ressources/Four-stepdecision-makingapproach.pdf


▪ Chénard (2022) https://phare-education.com/wp-content/uploads/2020/09/2020_Outil_aide_decision_complexe.pdf

https://phare-education.com/wp-content/uploads/2020/09/2020_Outil_aide_decision_complexe.pdf


Game theory and pediatric palliative care



6. CONCLUSIONS



▪ How can we evaluate child’s capacity of discernement?(Dorscheidt 2023)

▪ How to address and accompany moral distress and vicarious

traumatism of parents and health carers? (Semler 2023, Han et al. 2023, Krick et al. 2020, 

Sarro et al. 2022)

▪ Proportionality of care taken into account complexity? (Morin, Beauchamps 

& Childress)

▪ Place left to shared-decision making? (Friedel & Pallage 2024, Hain et al. 2022, Chenard 2022)

▪ Impact of a euthanasia law on child, family, society and 

grieving process? (Andriessen et al. 2020, Goldberg et al. 2021)



▪ Individual situation versus legal standardization? 

▪ Access to pain management, pediatric palliative care 

services, respite care and financial constraints? 

▪ Needs inventories among children and their families? 
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Droit aux soins palliatifs pédiatriques



A European charter

Published in 2022 in different languages

https://icpcn.org/wp-content/uploads/2023/01/FINAL-

EAPC-CYP-Charter-1.pdf

https://icpcn.org/wp-content/uploads/2023/01/FINAL-EAPC-CYP-Charter-1.pdf
https://icpcn.org/wp-content/uploads/2023/01/FINAL-EAPC-CYP-Charter-1.pdf


« Expect the best,

Prepare for the worst,

Be ready for surprises!»

marie.friedel@uni.lu
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