
 

 

 University of Groningen

At the boundaries of life
Brouwer, Marije

DOI:
10.33612/diss.159020586

IMPORTANT NOTE: You are advised to consult the publisher's version (publisher's PDF) if you wish to cite from
it. Please check the document version below.

Document Version
Publisher's PDF, also known as Version of record

Publication date:
2021

Link to publication in University of Groningen/UMCG research database

Citation for published version (APA):
Brouwer, M. (2021). At the boundaries of life: Suffering and decision-making in children with life-threatening
conditions (1-12 years). [Thesis fully internal (DIV), University of Groningen]. University of Groningen.
https://doi.org/10.33612/diss.159020586

Copyright
Other than for strictly personal use, it is not permitted to download or to forward/distribute the text or part of it without the consent of the
author(s) and/or copyright holder(s), unless the work is under an open content license (like Creative Commons).

The publication may also be distributed here under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license.
More information can be found on the University of Groningen website: https://www.rug.nl/library/open-access/self-archiving-pure/taverne-
amendment.

Take-down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.

Downloaded from the University of Groningen/UMCG research database (Pure): http://www.rug.nl/research/portal. For technical reasons the
number of authors shown on this cover page is limited to 10 maximum.

Download date: 24-05-2023

https://doi.org/10.33612/diss.159020586
https://research.rug.nl/en/publications/18081913-675c-472c-872a-c2484f3c8f29
https://doi.org/10.33612/diss.159020586


 
AT THE BOUNDARIES OF LIFE 
 

 
Suffering and decision-making in children with 

life-threatening conditions (1-12 years) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Marije Aafke Brouwer 
 
  



 2 

The research in this thesis was funded by the Dutch Ministry of Health, Welfare and Sport, 

and the University Medical Center Groningen (UMCG). A part of the research was funded by 

the Anna Dorothea Hingst stichting. 

 

The printing of this thesis was financially supported by: 

Research institute SHARE 

University Medical Center Groningen (UMCG) 

University of Groningen (RUG) 

 

 

 

 

 

 

 

 
 
 
 
 
 
 
At the Boundaries of Life.  
Suffering and decision-making in children with life-threatening conditions (1-12 years) 
 
Marije Aafke Brouwer 
Thesis, University of Groningen, Groningen, the Netherlands.  
 
© 2020, M.A. Brouwer 
All rights reserved. No part of this publication may be reproduced or transmitted in any form 
or by any means without prior written permission of the author.  
 
Cover drawing: Jinthe Mart Brouwer 
Cover design and lay-out: Marije Aafke Brouwer 
Printing: Ridderprint | www.ridderprint.nl  



 3 

 
 
 
 
 
 

At the boundaries of life. 
 

Suffering and decision-making in children with life-threatening 
conditions (1-12 years) 

 
 
 
 
 

Proefschrift 
 
 
 
 

ter verkrijging van de graad van doctor aan de  
Rijksuniversiteit Groningen 

op gezag van de 
rector magnificus prof. dr. C. Wijmenga 

en volgens besluit van het College voor Promoties. 
 

De openbare verdediging zal plaatsvinden op 
 

woensdag 3 maart 2021 om 14.30 uur 
 
 
 

door 
 
 

Marije	Brouwer 
 

geboren op 1 april 1989 
te Zuidhorn 

  



 4 

 
 

Promotores	
Prof. dr. A.A.E. Verhagen 

 

Dr. E.L.M. Maeckelberghe 
 
 
 
Beoordelingscommissie 
Prof. dr. A.K.L. Reyners 

 

Prof. dr.  C.J.W. Leget  

Prof. dr.  W.J.E. Tissing  

 
 

 

 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 5 

TABLE OF CONTENTS 
 
 
CHAPTER 1  Introduction          7 
 

 
PART I. The context of care and decision-making 

 
 
CHAPTER 2 Should pediatric euthanasia be legalized?       31 
 
CHAPTER 3  Quality of Living and Dying: Pediatric Palliative Care and End-of-Life  

Decisions in the Netherlands       43 
 
CHAPTER 4  Trisomy 18, how lethal is lethal?      59 
 

 
PART II. What is good care? 

 
 
CHAPTER 5  Barriers in care for children with life-threatening conditions: a qualitative  

interview study in the Netherlands      71 
 
 
CHAPTER 6  Breaking Bad News: What Parents Would like You to Know   99 
 

 
PART III. Suffering 

 
 
CHAPTER 7  Suffering in young children with life-threatening conditions: when a  

child stops being a child.       125 
 
 

PART IV. Decision-making 
 

 
CHAPTER 8  Pediatric Brain Tumors: Narrating Suffering and End-of-Life  

Decision-Making        155 
 
CHAPTER 9  Between relieving suffering and ending life: a qualitative analysis of  

end-of-life decisions in children aged 1 to 12 years in the Netherlands  171 
 
CHAPTER 10  General discussion        193 
 
APPENDIX Summary         231 
 Nederlandse samenvatting       239 
 Dankwoord          245 
 Publications and conferences       249 
 About the author        255 
 Research institute SHARE: previous dissertations    256  



 6 

  



 7 

 
 

CHAPTER 1 

 

Introduction 
 

 

  

 
 

 
 

Mother: I think... I think we put that question on the table immediately. I think it was 

our first question after we got the message [that she had a terminal tumour], we asked: 

‘Is there an option for euthanasia?’ 

 

Interviewer: And how did they react to that question?  

 

Mother (Sighs) the neurologist told us: ‘We never have such conversations with 

parents. Because parents always want to go for it.’  That is what he said to us.  

 

 

And then I answered: ‘don’t get me wrong. We also want to go for it. But… You have 

just told us that there is nothing to go for any more.’  

 
 
 
 
 
 
 
(excerpt from interview 01) 
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Introduction 

 

Let us talk about dying.  

 

This might make many a reader uncomfortable. Even though the mortality of ourselves –and 

the people around us— is a given fact, dying is not a topic often addressed in modern 

medicine.1-3 As author Atul Gawande remembers from his studies:  

 

“I learned about a lot of things in medical school, but mortality wasn’t one of them. I 

was given a dry, leathery corpse to dissect in my first term — but that was solely a way 

to learn about human anatomy. Our textbooks had almost nothing on aging or frailty or 

dying. How the process unfolds, how people experience the end of their lives and how 

it affects those around them? That all seemed beside the point.” 4 

 

Perhaps this is most clearly signified in the Dutch word for medicine: “geneeskunde”, which 

translates as ‘the art of curing’, leaving little room for its counterpart: mortality.  However, 

every now and then, we may have to talk about the possibility of dying, even in paediatrics. It 

is estimated that in the Netherlands 5000-7000 children below the age of 18 suffer from life-

threatening conditions,5 and thus have to face the possibility of dying. Despite the fact that 

mortality in childhood has dropped significantly over the last decades, paediatric death is still 

occurring in the Netherlands. In 1996 1926 children died,6 on a population of 3,59 million 

children.7 In 2018 these numbers dropped to 1024,6 on a population of 3.60 million children,7 

These numbers may seem small in the context of the total number of children in the 

Netherlands, but for the children and families involved, the importance and impact of this phase 

is immeasurable.  

 

However, the knowledge of care and decision-making around the end-of-life is limited, and 

especially so for children between the age of one and twelve. In comparison to most medical 

specialties, paediatric palliative care is a relatively new development, that came into being in 

the 1970’s and 1980’s in the UK,8 when the first paediatric hospice was installed and some 

medical textbooks began mentioning caring in the terminal phase of children.9-12 In the 
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Netherlands, paediatric palliative care has been an even more recent development: the first 

organization on paediatric palliative care was established in 2007,13 and the first paediatric 

palliative care team started in 2012.14 

Since then, paediatric palliative care has gradually been gaining more ground, but there is still 

a lot unknown about the care and decisions for these children.  Palliative care, aiming at 

improving quality of life and relieving suffering,15,16 navigates the field between lengthening 

lives and preparing for death, between providing (invasive) curative treatments and providing 

comfort, even if that means accepting a shorter life expectancy. This is true in an international 

context,17-20 but especially in the Dutch context, where the national guideline on paediatric 

palliative care specifically signifies the relationship between care and decision-making: “not 

everything that can be done, should be done.”21 The need for research into care around the end 

of life therefore includes a need for knowledge about end-of-life decision-making. 

 

This thesis deals with questions on care and decision-making for young children (aged 1-12) 

that arise when death becomes a possibility. Should we always do everything we can to prolong 

life, or is there a place to discuss end-of-life decisions in this group? And if so, do current 

regulations suffice, or is there a need to expand the legal possibilities and consider allowing 

paediatric active life-ending or euthanasia? In order to understand these questions, I will 

provide a brief outline of end-of-life decision making in the Netherlands. 

 

1. A brief overview of end-of-life decision making in the Netherlands 

 

In 2002, the Netherlands became the first country to draw legal regulations allowing euthanasia 

in patients up from the age of twelve. However, debates on euthanasia and end-of-life decision-

making have been present in the Netherlands for many decades. Following the first conviction 

of euthanasia in 1952, a public debate on the desirability of euthanasia started in the 60s and 

70s.22,23 In 1972, the debate gained momentum with the case Postma, a physician who ended 

her mother’s life after repeated and explicit requests.24 During the court procedures, the medical 

inspector argued that the medical world generally accepted that under certain conditions it was 

endorsed that pain relief could increase the risk of shortening a patient’s life.24,25 
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These were the first steps of formulating requirements for potential justification of shortening 

of life.22 In the 1980’s further steps to legalize euthanasia were made, drafting up the first 

requirements to be exempt of criminal liability on case of euthanasia.23,24  Finally, in 2002, the 

‘Termination of Life on Request and Assisted Suicide (Review Procedures) Act’, commonly 

known as the euthanasia act came into force.25 This regulation, that is still in use today, forms 

an exemption on the prohibition of euthanasia under article 293 and 294 of the Dutch Criminal 

Code. Since the Euthanasia Act in 2002 came into effect, doctors who terminate life at the 

request of the patient can no longer be prosecuted, provided they and notify the case to a 

regional euthanasia review committee, and satisfy the criteria of due care: 

 

1. The patient’s request for euthanasia should be voluntary and well considered; 

2. The patient’s suffering should be unbearable and with no prospect of improvement; 

3. The patient should be informed about his situation and prospects; 

4. The patient should have come to the conviction that there are no reasonable alternatives; 

5. At least one other, independent physician should be consulted; 

6. The termination of life should be performed with due medical care and attention.26 

 

This regulation also allows euthanasia and physician-assisted suicide in children up from the 

age of 12, under the additional criteria that parents are involved in the decision-making process. 

In cases with children between the age of 12 and 16, parents also have to agree with the 

request.27 Only 14 cases of euthanasia on minors between 12 and 18 years old have been 

reported.28 The age limit of twelve, which forms the current limit for euthanasia, is found 

throughout the Dutch Medical Treatment Act: from the age of twelve, a patient has the right to 

decide about his or her own treatment.29 

 

In 2005, a regulation on active life ending in neonates was formed. Following the case of Bente, 

a baby with severe epidermolysis bullosa where parents repeatedly requested that physicians 

would end her suffering by granting her an active life-ending,30 physicians drafted a protocol 

with guidelines on when suffering was perceived to be so severe, that active life-ending was 

permitted.31 This protocol, named the Groningen protocol, was ratified as a regulation in 2005, 

and permits active termination of life in certain cases of extreme suffering with limited chances 

of survival.32,33 Although this regulation is not a formal law, it does provide legal guidance on 
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physicians who face unbearable suffering in neonates without other options to relieve this 

suffering. Between its instalment in 2005 and 2018, three successful appeals to this regulation 

have been reported.34 

 

Such regulations do not exist for children between one and twelve years old. For them, there 

are no explicit regulations permitting active life ending. It is worth noting that this ‘legal gap’ 

in a way consists of two legal gaps: a group of children with the capacity of discernment that 

would be capable of requesting euthanasia for themselves, and a group of mentally incompetent 

children that cannot make such a request for themselves (see figure 1).  

 

 
Figure 1. The legal gap between Dutch regulations on active life-ending 

 

Although there are no explicit regulations, the Dutch Criminal Code leaves a legal possibility 

for active termination of life for these children in the form of grounds for exemption from 

criminal liability. One of these grounds is specified as the conflict of obligations.35 The conflict 

that a doctor might experience between his duty to relieve the suffering of a child and the law 

is an example of such a conflict. There have been successful appeals based on this ground with 

adult patients and neonates,36,37 and it might apply to cases involving children as well, but so 

far no one has openly reported a case.` 
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2. Context: the national debate on active life-ending in children  

 

In 2014, following a decision in Belgium to expand legal possibilities for euthanasia to all 

competent minors,38-42 a nation-wide debate on active life-ending in young children (aged 1-

12) commenced.43-46 

 

Belgium is the first and only country where paediatric euthanasia is legalized for children 

younger than twelve years old.38 In February 2014, the Belgian parliament amended their 2002 

Euthanasia law, up to that point restricted to competent adults,48 to include all children who 

were judged to have the capacity of discernment.38 They decided to eliminate the age limitation 

from their regulation on euthanasia, and instead base this on individual assessments of the 

patients mental competence. The new regulation allowed euthanasia under criteria of due care 

for patient when: 

 

“The patient is a legally competent adult, a legally competent emancipated minor, or a 

minor with the capacity of discernment and conscious at the moment of making the 

request.” (Euthanasia Law, article 3 section 1) 

 

This amendment sparked a debate in the Netherlands on paediatric euthanasia and paediatric 

end-of-life decision-making. The question rose if euthanasia and active-life ending should be 

regulated for younger between the age of one and twelve as well. In the Dutch context, 

euthanasia and active-life ending are not the same thing. Euthanasia refers to active life ending 

under explicit request from a competent patient. Active life-ending can also include life-ending 

without such a request. 

 

The debate, that accelerated by a broadcast on the national program Nieuwsuur,43 where two 

parents pleaded for a possibility of active life-ending for their incurably ill child, resulted in a 

nation-wide debate that involved parents, health care professionals and politicians. Some 

parents and physicians stated that if the unbearable suffering of neonates and adolescent/adult 

patients is a sufficient reason to regulate active life-ending, it would be unfair to deny children 
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between 1 and twelve years these options. They claimed that similar regulations should also be 

available for children, who might suffer unbearably as well. 

 

While there were similarities with the Belgian discussion, there were also differences. The 

Belgian debate that lead to the change of law focused on all children that possess the capacity 

of discernment, regardless of their age. The broadcasting that ignited the debate in the 

Netherlands portrayed two uncommunicative children, clearly incapable of requesting 

euthanasia themselves.43 The Dutch debate therefore, not only included euthanasia on request 

of minor patients, but also the question whether there should be a possibility of active life-

ending in situations where children themselves were unable to make such a request.  

 

These questions could not be answered directly: while end-of-life practices in neonates and 

adults have been well-documented and well-reported for several decades,49-56 very little is 

known about the practise in children in the age of 1-12. Therefore, in January 2016, the Dutch 

Paediatric Association (NVK) pleaded for more research into care and decision-making around 

the end of life of these children.45 In April 2016, drs. Edith I. Schippers, the Dutch Minister of 

Health, Welfare and Sport, granted a subsidy to do research on care and decisions around the 

end-of-life of children (aged one to twelve ) in the Netherlands.57 To gain insight on end-of-life 

care and decisions for these children, our research group composed a study with three 

components: a quantitative study, survey study and a qualitative study. The qualitative study 

formed the basis of this PhD project.  

 

3. Care and decision-making 

 

While the debate on active life-ending is important in itself, it only makes sense in a much 

broader context of care and decision-making. This includes not only end-of-life decisions (the 

commonly mentioned decisions being withholding or withdrawing life-supporting treatment, 

palliative sedation and euthanasia)58-60 but other decisions as well. In the Dutch context, the 

position on palliative treatment is that any decision, both life lengthening or life-shortening, is 

always preceded by the question whether the decisions are beneficial for the patient.21,61 In 

many cases, curative, or life-prolonging treatment will be an effective and proportional decision 

to treat a patient’s illness or symptoms.62 However, it is more in the patient’s interest to forego 
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life-prolonging treatment and relieve the suffering. In such cases, decisions can be made that 

potentially shorten the life expectancy of a patient. These decisions cover a wide range of 

treatment decisions that influence life-expectancy, ranging from decisions that only marginally 

influence life expectancy, to active life ending, and within this range, parents and physicians 

can choose many different trajectories for a child (see figure 2). Active life ending is only one 

of several decisions that can be made to shorten a child’s life expectancy. 

 

 
Figure 2. Range of decisions that influence life-expectancy   

 

When exploring the context of care and decision-making surrounding end-of-life decisions, it 

may seem a logical choice to focus on the palliative, or even the terminal phase of illness. It is, 

however of vital importance, to broaden our focus beyond the terminal phase. End-of-life 

decisions function in a system of care for children with a life-threatening condition. “Life 

threatening” does not necessarily imply ‘lethal’. This means that when discussing (end-of-life) 

decision-making, we need to remind ourselves that this group of children also includes children 

who may survive. So far, it is unknown how often these children have a certain lethal prognosis, 

and how often their prognosis is uncertain.  

Additionally, we could argue that even the context of palliative care is too narrow. Although 

palliative care is targeted towards all children with life-threatening conditions,15,16 in practice, 

palliative care is usually not integrated into care until the terminal stage of a child’s illness63,64. 



 15 

However, decisions that influence life expectancy may arise long before physicians, parents or 

patients recognize the illness as palliative.  To fully understand the context of care and decision-

making, we therefore need to broaden our perspective beyond what is commonly recognized as 

palliative care. 

 

4. Suffering 

 

When discussing decisions around the end of life of children, different disciplines overlap: legal 

or political considerations on regulations meet the medical context of palliative care. There is 

however another context that needs to be taken into account in order to fully understand 

decision-making: the suffering child. As stated before, decisions on life-prolonging or life-

shortening decisions are always preceded by the consideration what is in the best interest of the 

child. In the palliative phase this means: knowing what suffering and quality of life means for 

a child. That means that to fully investigate decision-making all three domains need to be 

investigated: regulations, care and suffering (see figure 3), 

 

 
Figure 3. Contexts of end-of-life decision-making.  
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The Dutch word for dying is “overlijden”. This word encompasses two other Dutch words: 

“over” and “lijden”. These translate into the words “about suffering”. Although from an 

etymological point this coincidence bears no significance,65 the translation does highlight an 

important point: in the context of care and decision-making, dying is about suffering. In other 

words: we need to understand what suffering means in children with life-threatening conditions 

to fully understand and evaluate the choices that are being made for them.  

 

But what do we mean when we talk about suffering? To this, there are so far very few answers 

available. While modern medicine has developed at an incredible speed, gaining knowledge at 

the most minute processes of the human body, insights on the concept of suffering have been 

notably absent. As Cassell –the most commonly cited author on the concept of suffering in 

medicine— states: “the only way to learn whether suffering is present is to ask the sufferer”.66 

That creates difficulty in a field of medicine where such communication with patients is often 

limited, because of age, mental capabilities and advanced stage of the illness.  

 

The epistemological problem of suffering raises ethical issues with regard to treatment and 

decision-making. If we conclude that –especially in children with limited communication— our 

knowledge on their suffering remains limited, what does that mean for (end-of-life) decision-

making? Is it ethically justified to discuss end-of-life decisions when we do not know for certain 

if the patient’s suffering is unbearable? And reversed: is it justified to artificially prolong the 

life of a patient who might be suffering unbearably because we keep it alive? Despite the 

epistemological difficulties, more knowledge into the suffering of children with life-threatening 

conditions is a crucial step in the debate on end-of-life decision-making in paediatric palliative 

care: without it, the discussion would be a futile exercise. 

 

 

5. Research questions and methodology 

 

These considerations on decision-making in the context of regulations, care and suffering, lead 

to the following research questions.  
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1. What is the current context of regulations on care and decision-making in children with 

life-threatening conditions? 

 

2. What does ‘good care’ mean for children who face a possibility of dying? 

 

3. What does suffering mean in children with life-threatening conditions? 

 

4. What are perceptions of parents and physicians on end-of-life decision-making? 

 

5. Do parents and physicians perceive a need for regulations on active life-ending?   

 

Using these questions, we explore decision-making in a context of regulations, care and 

suffering. In the Dutch development of paediatric palliative care, establishing a practice that 

has form roots in scientific knowledge, has been one of the core aims.67 Important parts of this 

knowledge may come from previous RCT’s or other quantitative studies, but expert opinion 

also plays an important role. When exploring such a context, the question rises what knowledge 

is available.  

 

Who is an expert in paediatric palliative care, and who is an expert on dying?68 Traditionally, 

the answer to that question is: physicians. In the current national guideline on paediatric 

palliative care, for example, where scientific data was lacking, recommendations of care were 

based on expert opinion. All included experts were health care professionals.67 

 

But should we solely look at healthcare professionals as experts on paediatric palliative care 

and decision-making? They do of course have knowledge of many crucial medical aspects of 

the treatment. At the same time, palliative care and decision-making is not in all aspects 

comparable to most medical knowledge. As stated before, the main object of palliative care is 

relief of suffering and improving quality of life.15,16. Are physicians truly (the only) source of 

knowledge on these individual and intimate topics as quality of life and suffering?66,69-71 We 

argue that the insights of parents into these topics are at least as valuable, especially when we 

take into account that many children spend their palliative phase at home, and die in a home-

setting, often with –inexperienced- general practitioners rather than paediatricians present.72-75 
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The long-term and intimate knowledge that parents have of their child may necessarily 

complement the medical knowledge of physicians, and we should therefore take them seriously, 

not only as family members of the patient, but as experts by experience, that can give us insights 

that are crucial for the development of care and decision-making for children with life-

threatening conditions.    

 

In this study, we therefore explicitly chose to recruit both parents and physicians as sources of 

knowledge. The experiences of both groups were used and analysed to provide new insights. 

Furthermore, in chapter four and eight, parents are not only contributing as participants, but 

also as co-authors of scientific articles, to value them as equals in the conduct of research.76-78    

 

A group that is remarkably absent from this methodology are children themselves. Can, and 

should they be included in studies that reflect not only on their care, but on their own end-of-

life? Initially, one of the goals of this study was to also recruit children below the age of twelve 

for interviews. However, due to gatekeeping,79 and the focus on young and very ill children, we 

were unsuccessful in recruiting enough children in the study to analyse their results. We will 

reflect on this in the discussion-chapter of this thesis.  

 

Outline 

This thesis contains 9 chapters exploring various aspects of care and decision-making around 

the end-of-life of children (1-12). These chapters are arranged into 4 different parts that address 

the Dutch context of care and decision-making; good care, suffering and decision-making.   

 

Part 1. The context of care and decision-making 

 

Chapter 2. In order to place the Dutch debate on end-of-life decision-making in an international 

context, we asked several international authors to reflect on their position on paediatric active 

life-ending. Chapter 2, Ethics Rounds:  if adult euthanasia is legal, should pediatric euthanasia 

be legal as well?  describes the answer of several international authors to the question: what 

would you advice the Dutch Minister of Healthcare, should paediatric active life-ending be 

legalized for children between the age of one and twelve? The responses of the authors show 
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the wide range of positions. The article provides an international context, and highlights cultural 

differences in attitudes towards end-of-life decision-making.  

 

Chapter 3. The third chapter, Quality of Living and Dying: Pediatric Palliative Care and End-

of-Life Decisions in the Netherlands explores the Dutch context of paediatric palliative care. It 

outlines the current care and decision-making for children with life-threatening conditions and 

concludes that palliative care aims and ought to aim not only on quality of life, but on quality 

of dying as well.  

 

Chapter 4. The fourth chapter, Trisomy 18, how lethal is ‘lethal’? describes a case of a girl 

with trisomy 18, where the hidden presumptions of paediatric end-of-life decision-making, and 

the concept of lethality in paediatric care are further explored. We argue that regulations are 

not neutral, and shape our ideas on concepts such as lethality. The article also highlights the 

importance of parents as a source of knowledge. The parents were co-authors of the article.  

 

Part 2. What is good care? 

 

Chapter 5. The fifth chapter, Barriers in care for children with life-threatening conditions: a 

qualitative interview study in the Netherlands, describes barriers in paediatric palliative care 

and states that its current symptom-based approach clashes with the concept of good care as 

seen by parents.   

 

Chapter 6. The sixth chapter Breaking Bad News: What Parents Would like You to Know, 

describes the different barriers to communication on bad news that parents encountered. It 

highlights the importance of communication in paediatric palliative care, and states that 

medicine’s wish of absolute certainty threatens quality of care, and possibilities to include 

parents in decision-making. 

 

Part 3. Suffering 

 

Chapter 7. Suffering in young children with life-threatening conditions: when a child stops 

being a child. This article investigates the concept of suffering in paediatric end-of-life care. 
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We propose an experience-based concept of suffering that concentrates in the self-identification 

of children: suffering is when a child stops being a child. We conclude that to fully relieve 

suffering, the processes of dehumanisation in medicine should be re-evaluated.  

 

Part 4. Decision-making 

 

Chapter 8. The eighth chapter, Pediatric Brain Tumors: Narrating Suffering and End-of-Life 

Decision-Making. describes a case of two sisters suffering from neurological tumors. It 

discusses how their end-of-life relates to our understanding of the concept of suffering, and 

how ideas on unbearable suffering can lead to end-of-life requests.  

 

Chapter 9.  Between relieving suffering and ending life: a qualitative analysis of end-of-life 

decisions in children aged 1 to 12 years in the Netherlands. This article describes the perceived 

need amongst parents and physicians for active-life ending in children, as there are cases of 

unbearable suffering where there are no other options to relieve this suffering. We argue that 

the experiences of parents and physicians give reason to consider expanding regulations to 

allow active ending of life in children between the age of one and twelve. We reflect why active 

life-ending in children is incomparable to adult euthanasia from an ethical point of view.  
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PART I 

 

The context of care and decision-making 

 

 

  

 

 

Father: “If we, as parents, state that our child should not have to go through those things, 

then as a doctor you have to take such a request very seriously.  

 

(…) 

 

It may sound like you are asking for the end of your child's life. That is what it feels like. But 

that is not it.  You are actually asking:  ‘Stop the suffering’."  

 

 

- 

(Excerpt from interview 09) 

.  
  



 30 

  



 31 

 

 

CHAPTER 2 

 

Should pediatric euthanasia be legalized? 
 
 
 
 
 
 
 
 
 
 
 
M. A. Brouwer  

C. Kaczor  

M. P. Battin  

E.L.M. Maeckelberghe 

J.D. Lantos 

A.A.E. Verhagen  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Pediatrics. 2018 Feb 1;141(2). 



 32 

Abstract.  
 

Voluntary active euthanasia for adults at their explicit request has been legal in Belgium and 

the Netherlands since 2002. In those countries, acceptance of the practice for adults has been 

followed by acceptance of the practice for children. Opponents of euthanasia see this as a 

dangerous slippery slope. Proponents argue that euthanasia is sometimes ethically appropriate 

for minors and that, with proper safeguards, it should be legally available in appropriate 

circumstances for patients at any age. In this Ethics Rounds, we asked philosophers from the 

United States and the Netherlands, and a Dutch pediatrician, to discuss the ethics of legalizing 

euthanasia for children. 

 

Voluntary active euthanasia for adults at their explicit request has been legal in Belgium and 

the Netherlands since 2002.1 Euthanasia, voluntary or nonvoluntary, remains illegal in the 

United States, although several states have legalized physician-assisted aid in dying for adults. 

No US state permits assisted dying or euthanasia for minors. Opponents of assisted suicide and 

euthanasia often claim that the legalization of such practices for competent adults will begin a 

slide down a slippery slope, leading to the legalization of voluntary euthanasia or physician-

assisted death for patients who cannot consent. 

 

In Belgium and the Netherlands, acceptance of the practice in adults has been followed by 

acceptance of the practice for children. But is that a slippery slope, and is it necessarily a bad 

thing? Proponents argue that euthanasia is sometimes ethically appropriate and that, with proper 

safeguards, access to it should not be limited by age. Others disagree. In this Ethics Rounds, 

we asked philosophers from the United States and the Netherlands, and a Dutch pediatrician, 

to discuss the ethics of legalizing euthanasia for children. 
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Introduction 

 

 Euthanasia for adults has been legal in Belgium and the Netherlands since 2002.1 It 

remains illegal in the United States, though many states have legalized physician-assisted 

suicide for adults.  No state permits assisted suicide or euthanasia for minors. Opponents of 

assisted suicide and euthanasia often claim that the legalization of such practices for competent 

adults will begin a slide down a very slippery slope, leading to the legalization of voluntary 

euthanasia or physician-assisted death for patients who cannot consent.  That has been the trend 

in Belgium and the Netherlands, where acceptance of the practice in adults was followed by 

acceptance of the practice for children. But is that necessarily bad thing?  Proponents argue that 

euthanasia is sometimes ethically appropriate and that, with proper safeguards, access to it 

should not be limited by age.  Others disagree.  In this ethics rounds, we asked philosophers 

from the United States and the Netherlands, and a Dutch pediatrician, to discuss the ethics of 

legalizing euthanasia for children.  

  

The Case 

Adults and children of 12 years and older can legally request euthanasia in the 

Netherlands under the 2002 Euthanasia Law. Requests for euthanasia often come from patients 

experiencing unbearable suffering with no prospect of improvement. Their request must be 

made earnestly and with full conviction and are only honored if patients and their doctors see 

euthanasia as the only escape from the situation.  Acts of euthanasia are reported to the Ministry 

of Health and are reviewed to ensure that they comply with the law. In addition, since 2005, 

neonatal euthanasia for infants <1 year of age has been permitted by a regulation known as the 

2005 Groningen Protocol. In the past 10 years, only 2 cases of neonatal euthanasia were 

reported. 

In the last 15 years, seven cases of euthanasia in minors between 12 and 18 years old 

have been reported. The majority concerned children with terminal cancer. All cases were 

retrospectively assessed by a multidisciplinary review committee and considered appropriate. 

Nobody was prosecuted. 

Dutch pediatricians and several parent-groups have argued that severely ill children 

between 1-12 years of age and their families are denied access to the same provisions as 

newborns and older children without good reasons. They suggest reevaluation of the current 
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legal situation and propose to extend the newborn regulation to all children 1-12 years of age. 

The Minister of Health is considering transformation of these propositions into new regulation.  

You are asked to advise the Minister of Health.  What advice would you give?   

 

Professor Kaczor comments:  

I would advise the Minister of Health not to expand the range of cases in which 

intentional killing of innocent human beings is permitted by law.  

Defenders of the Dutch law permitting intentional killing of infants as well as adults 

and children of 12 years and older presuppose an empirical claim: killing a person is “the only 

escape from the situation” of unbearable suffering. This claim is false. Terminal sedation is a 

contemporary technique of palliative care in which a person who was suffering is relieved of 

pain entirely by the continuous infusion of sedatives that entirely relieve all pain. Terminal 

sedation can be administered to infants, children, or adults who are suffering and cannot be 

cured of their disease. If we care about suffering people, let us relieve their suffering rather than 

killing them. 

Eventually, terminal sedation leads to death. Over time the dosage of sedatives must be 

increased. At a certain point, the dosage may be so high that the death of the patient may be 

foreseen as an unintended but certain side-effect. While it is true that increasing the dosage of 

the sedatives may be necessary over time to continue to relieve suffering, relieving suffering in 

this way is ethically permissible, even if death as a side-effect occurs. (For more on why this 

distinction is legally and ethically important, see the legal philosopher John Keown’s 

Euthanasia Examined, Cambridge University Press).  

All people of good will agree that we should alleviate suffering. The legalization of 

euthanasia and its expansion to new classes of persons, not its criminalization, which hampers 

achieving this goal. If we kill patients rather than relieving their pain, the practice of euthanasia 

undermines the practice of palliative care. Why worry about alleviating someone’s pain, when 

we can simply kill the person? The more people who choose euthanasia and the more euthanasia 

is non-voluntarily imposed on patients, the less incentive there is to improve methods of 

palliative care. The more physicians practice euthanasia, the less these physicians practice 

relieving pain. The more people who die from euthanasia, the fewer people demanding greater 

palliative care. If demand for palliative care is dampened, there is less financial incentive for 
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developing new methods of alleviating pain. The more euthanasia is expanded, the less pressure 

to improve palliative care because killing will be seen as a simpler, cheaper option.  

Perhaps worst of all, expanding the scope of legalized euthanasia undermines 

compassion for those who suffer. Some people will think or even say, “Euthanasia is legal, but 

this person did not choose it. If she is refusing euthanasia and is choosing to suffer rather than 

die, that is her problem. Why should we help her when she is not even helping herself?” 

Legalizing euthanasia endangers and undermines those at the end of life, especially those who 

choose not to kill themselves.   

Moreover, euthanasia is not properly described as “relieving suffering.” A suffering 

person who is relieved of suffering is in a position to experience the relief of suffering. But a 

person who is killed is dead, and so such a person no longer has any bodily experiences. The 

corpse of a person who has been killed does not feel pain nor the relief of the pain. A corpse 

feels nothing. Indeed, human beings who are killed no longer exist at all, so euthanasia does 

not ‘relieve’ their suffering.  

Moreover, most philosophers draw an important distinction between voluntary and non-

voluntary euthanasia.  In voluntary euthanasia, a competent patient chooses to die based on his 

or her own evaluation of his or her life. In non-voluntary euthanasia, no such consent is given. 

Children under 12 years of age are incapable of giving informed consent for meaningful life 

decisions.  For this reason, we do not permit children under 12 years of age to consent to their 

own sterilization, to vote in elections, to join the military, to get married, or to have sexual 

intercourse. The choice to end one’s own life or to authorize another person to end one’s own 

life is much more serious than the choice to join the military, to get married, or to have sexual 

intercourse, since these decisions can be reversed and do not complete change an individual’s 

life in every respect. Current Dutch law does allow for non-voluntary euthanasia of infants, an 

allowance incompatible with the principles of justice because such infants do not consent to 

have their lives ended. If all persons are to have equal rights and deserve equal protection of 

the law, then disabled persons (whether they are infants, children, or adults) deserve the same 

basic protections from intentional homicide.  

 

 

Margaret P. Battin PhD, comments: 
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My Dear Minister of Health, 

 Thank you for asking for my input on this important topic. As you may know, I have 

long been an advocate for legalized aid in dying in the United States and have published a 

number of books on the topic. I generally support your proposed change in Dutch law governing 

eligibility for euthanasia. Given that euthanasia is currently legal for babies under one and 

children and adults over the age of twelve, I believe that opponents would have to show 

evidence that at least one and perhaps many of the following propositions are true if they are to 

persuade you not to support this change in the law:  

 That children 1-12 don’t die. 

 That children 1-12 don’t die badly. 

 That most prognoses of death in children 1-12 are wrong, so that the law would lead to 

deaths in children who would have survived. 

 That parents aren’t harmed by seeing their children suffer. 

 That parents would never allow this; they’d rather see their children suffer. 

 That pediatricians are in general more interested in their own pocketbooks than in the 

welfare of their patients. 

 That pediatricians would be corrupted, and find it easy to terminate the lives of 

patients they couldn’t cure. 

 That pediatricians can’t understand the difference between killing a healthy, curable 

child and hastening a bad death that is already in progress.  

 That pediatricians would end the lives of children no matter what the parents said. 

 That allowing this practice would lead to wholesale killing of children 1-12. 

 That it is always wrong to end a life. (Proponents of this view would need to address 

situations such as killing in war, killing in self-defense, killing in defense of others, and (more 

controversially) capital punishment; they would also need to oppose current laws in the 

Netherlands that allow euthanasia for children under 1 and adults 18 and over.) 

 That “euthanasia” is the same as (wrongful) killing, and doesn’t refer to helping 

someone who is already dying die in an easier, gentler way. 

That God wouldn’t want physicians and parents to help dying children in this way. 

My dear Minister, if there is no evidence to support any of these propositions, then the 

case against extending the age limits of eligibility for euthanasia is not very strong. These 

questions concern error, abuse, religious objections, consistency, informed consent, physician 
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integrity, and complacency about the suffering of a child, all the usual objections that are made. 

I have trouble imaging other ways that opponents of this extension could make a case at all.    

 But there is, of course, another problem, and one that is not evidence-based. The word 

“euthanasia” carries important baggage. There in the Netherlands you generally understand it 

in the Greek sense, eu-thanatos, by which it literally means “good death.” But here in the U.S. 

and in much of the rest of the world, we hear “euthanasia” with overtones of Nazism. Here, the 

very term euthanasia evokes that legacy of political killing that had nothing to do with the 

interests of the person killed; for you, it is a term that connotes mercy, compassion, 

understanding, and the willingness to help someone avoid otherwise intolerable suffering. I 

mention this only because readers in other countries might come across this letter, and 

misunderstand the decision you are making. 

 So, dear Minister, please be as clear as you possibly can that you are only legalizing 

euthanasia in the Dutch sense. That is, you want to permit the ending of life in a way that, given 

the unbearably sad circumstances of a child’s dying, can make that gentler, easier, and more 

humane for both the child and for the parents in whose arms you can help that death to occur. 

 In sum, I urge you to accept the proposed changes to the regulations. There’s no good 

argument against doing so and plenty of good reason to say yes. 

 

Drs. Marije Brouwer, Els Maeckelberghe, PhD, and Professor Eduard Verhagen comment:  

We would advise the Minister of Health to consider removing age restrictions from both 

the Euthanasia Regulation and the Groningen Protocol, and make euthanasia possible both for 

competent children, and incompetent children who suffer unbearably, when there is no other 

way to relieve their suffering. It would show trust in mature minors, parents, and doctors to 

make the right decisions. However, before implementing our recommendation, we would urge 

the minister to initiate research to monitor and analyze how euthanasia was being used.  

Our advice to remove age restrictions is in line with important Dutch values. We believe 

in self-determination - as manifested by the voluntary request that initiates the procedure– and 

in the beneficence of physicians to end unbearable suffering when there are no other options.  

 

Self-determination, parental-determination, and beneficence. 

We believe that the current legal age limit for euthanasia needs to be revised. The current 

law connects the mental competence necessary for a euthanasia request with a fixed age: twelve 
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years. This age limit, however practical it might be, is arbitrary. It excludes children capable of 

discernment at an earlier age. There is evidence that some children up from the age of 8 are 

competent to make complex choices regarding their treatment.2 The right of self-determination 

– one of the two core values of euthanasia– knows no age limit. 

Second, we need to consider that many children lack this mental competence. For them 

the amendment of the Euthanasia Act will not suffice. With the 2005 Groningen Protocol, the 

Netherlands has an option of euthanasia for incompetent patients younger than one.3,4An 

extension of the Groningen protocol could provide a way out for incompetent children with 

unbearable and hopeless suffering.  

The Groningen Protocol demands parental agreement. This provides a specific 

extension of the notion of self-determination that we would like to call parental-determination. 

This parental-determination is a bridge between self-determination and beneficence. For a 

doctor to act beneficently, he needs to have sufficient understanding of the child’s suffering. 

The parents provide a specific and necessary perspective on the child’s suffering, informed by 

family values, intimate knowledge of the child, and their view on its quality of life. This 

parental-determination prevents euthanasia for incompetent children to become an out-of-

balance decision only based on beneficence.  

We would cautiously remind the minister that the group of incompetent patients, who 

also might suffer unbearably, is not limited to the age of twelve but encompasses patients of all 

ages. 

 

Research 

We would stress that our recommendations should be accepted only in conjunction with 

a requirement for research. There are at least five reasons why we need to obtain accurate data 

before we make any permanent change in the existing regulation.  

First, in contrast to the extensive data about end-of-life decisions in newborns and over 

12-year-old patients, there is hardly any research on end-of-life decisions in the age range of 1-

12 years. We need to know what care is provided, which decisions are made for these children 

and how they died.5 

Second, because this law would only affect terminally ill children, we would need to 

study the way such children make decisions. Are they more mature than healthy children and 

thus more competent to make important health related decisions? Or are they particularly 
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vulnerable and immature as a result of their illness? There is a lack of scientific knowledge 

about the decision-making capacities and competence of incurably ill children. We should study 

that more thoroughly. 

Third, the central notion of unbearable suffering needs to be studied. This will help 

physicians and parents make decisions concerning the end of life. Understanding the suffering 

of a child is challenging because of its personal nature.6  

 

We propose to examine the circumstances around death and dying in that age group, 

and collect data about ‘suffering’ using patients experience and parental observations. While 

an objective description of suffering is out of reach, by collecting experiences from people who 

encounter unbearable suffering in children, we can obtain a more experience-based 

understanding of it. Specific (anonymized) cases should be made available to researchers. 

Fourth, we need to scrutinize the legal and moral complications of the notion of parental-

determination. Are there limits? What happens -in those rare cases-if parents seem to be 

considering their own needs rather than the needs and interests of the child. Again, detailed 

case studies would help.  

Fifth, we need to better understand the problems that parents and physicians currently 

face in end-of-life situations. This will help understand the current demand for pediatric 

euthanasia. In particular, we need to know whether expert palliative care and symptom 

management are available, and if euthanasia would indeed be the only way to relieve the 

suffering of these children.  

Recently, the minister of Health, Welfare and Sport has made a first step towards 

acquiring more data by supporting a research-proposal for thorough qualitative research, where 

parents, physicians and children are interviewed. The aim of the study is to get a better 

understanding of motivations for and different perspectives on a euthanasia decision and to 

collect narratives of assessing suffering. This data could be used to make thorough decisions 

about the amendments in the law and to compare end of life experiences before and after the 

age limit was removed.  

We would add a final bit of advice to the Minister, one from the heart: please do not 

only provide legal possibilities, but ensure optimal support and care for parents, children and 

physicians who face such a decision. 
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John D. Lantos comments:  

Most philosophical arguments for assisted suicide or euthanasia focus on cases in which 

people experience intractable pain and suffering. By contrast, most people who choose to end 

their lives are not motivated by physical pain. Instead, the most common reasons people give 

for making the choice to end their lives are fears about the loss of autonomy or a desire not to 

be a burden to others.7 People who request aid-in-dying also have higher levels of depression, 

hopelessness, and dismissive attachment (attachment to others characterized by independence 

and self-reliance), and lower levels of spirituality than comparable terminally ill patients who 

do not request aid-in-dying.8 

None of these common rationales for assisted suicide are particularly applicable to 

children. Instead, as noted in the Groningen Protocol for neonatal euthanasia, the focus of 

euthanasia eligibility criteria for babies is “unbearable suffering.”9 This is an important 

distinction, because unbearable suffering can usually be treated by high-quality palliative care. 

Patients who are in pain or who have unbearable suffering can be treated with steadily 

increasing doses of narcotics. Then, either their pain will be relieved or, in rare cases, they go 

on to respiratory failure and death.10 Treatment of the sorts of existential suffering and fears 

about the future that is the more common justification for assisted suicide or euthanasia in adults 

will require a very different sort of assessment and response. In those cases, the goal is not to 

relieve current suffering. It is to prevent the possibility of future suffering. Such concerns will 

generally not be relevant to children. Children generally don’t fear becoming a burden on 

others. They don’t worry about the loss of future autonomy. Because the circumstances for of 

and rationales for euthanasia or assisted suicide are so different in children than adults, it seems 

unlikely that simply extending the legal framework that is used in adults to younger and younger 

people will be either useful or necessary. Instead, the best approach to the treatment of pain and 

suffering in dying children would seem to be better palliative care with an understanding that, 

sometimes, very rarely, such care may lead to situations in which good pain treatment hastens 

death. To accept that would not require a change in the law.  
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Abstract. 

 

 In 2002, the Netherlands continued its leadership in developing rules and jurisdiction regarding 

euthanasia and end-of-life decisions by implementing the Euthanasia Act, which allows 

euthanasia for patients 12 years of age and older. Subsequently, in 2005, the regulation on active 

ending of life for newborns was issued. However, more and more physicians and parents have 

stated that the age gap between these two regulations—children between 1 and 12 years old—

is undesirable. These children should have the same right to end their suffering as adults and 

newborn infants. An extended debate on pediatric euthanasia ensued, and currently the debate 

is ongoing as to whether legislation should be altered in order to allow pediatric euthanasia. An 

emerging major question regards the active ending of life in the context of palliative care: How 

does a request for active ending of life relate to the care that is given to children in the palliative 

phase? Until now, the distinction between palliative care and end-of-life decisions continues to 

remain unclear, making any discussion about their mutual in- and exclusiveness hazardous at 

best. In this report, therefore, we aim to provide insight into the relationship between pediatric 

palliative care and end-of-life decisions, as understood in the Netherlands. We do so by first 

providing an overview of the (legal) rules and regulations regarding euthanasia and active 

ending of life, followed by an analysis of the relationship between these two, using the Dutch 

National Guidelines for Palliative Care for Children. The results of this analysis revealed two 

major and related features of palliative care and end-of-life decisions for children (1) palliative 

care and end-of-life decisions are part of the same process, one that focuses both on quality of 

living and quality of dying, and (2) although physicians are seen as ultimately responsible for 

making end-of-life decisions, the involvement of parents and children in this decision is of the 

utmost importance and should be regarded as such.  
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Introduction 

 

Over the last few decades, the ongoing debate on euthanasia and active ending of life in the 

Netherlands has led to two major regulations. The first of these, the Euthanasia Act, came into 

force in 2002, and allows euthanasia for patients 12 years of age and older under the criteria of 

due care. 1 In 2005, a second regulation was drafted: a regulation derived from the Groningen 

Protocol that allows active ending of life for infants (0–1 year of age) under certain circumstances. 

2,3 But with the commencement of this second regulation, a gap was created. For children 

between 1 and 12 years of age, there are no existing regulations on active ending of life and 

euthanasia.  

For a year now, voices have begun to surface stating that this gap is undesirable. This 

has marked the beginning of a debate on pediatric euthanasia. This debate has generated rapidly 

growing interest, both public and political, especially after the Pediatric Association of the 

Netherlands (NVK) published its official position on pediatric active ending of life. In this 

position paper, they advocated a re-evaluation of the current legislation and pleaded for research 

into the possibility of active ending of life in children between the ages of 1 and 12 years.4 The 

publication of this position paper has led to a broadening of the discussion, so that it now also 

includes legislation on pediatric euthanasia.5 One of the most important questions raised here 

involves active ending of life in the context of palliative care. How does a request for active 

ending of life relate to the care that is given to children in the palliative phase, and, more 

importantly, is it not possible to administer palliative care in such a way that active ending of 

life is unnecessary? This last question is of vital importance for the debate about and 

understanding of pediatric euthanasia. In order to make decisions about the active ending of life 

for children, the actual meaning, range, and content of palliative care for children need to be 

better understood, but so far, we do not know how pediatric palliative care and end-of-life 

decisions are interrelated. The Netherlands now stands on the verge of an influential 

development. The very first step to take in this development is to understand the moral values 

that underlie the care currently given to these children, in other words, what do we do and why 

are we doing it?   

In this report, we will provide an initial understanding of how Dutch pediatric palliative 

care and its relationship to end-of-life decisions should operate, according to current guidelines 
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and legislation. We first present an overview of the legal outline of euthanasia and active ending 

of life. Next, we analyze the most complete source on Dutch pediatric palliative care, the National 

Guidelines on Palliative Care for Children, in order to clarify the relationship between palliative care 

and end-of-life decisions for children in the Netherlands. Our resulting analysis will then 

provide two major findings concerning this relationship: first, how palliative care and end-of-

life decisions form a continuum, and, second, how end-of-life decisions are made. These themes 

will form the body of our analysis.  

   

Methods 

 

In order to grasp the state of the art for Dutch pediatric palliative care, we systematically 

collected all available data on the topic. First, we conducted a close reading of the Dutch 

regulations concerning active ending of life, in order to understand the legal basis for end-of-

life decisions in the Netherlands. Next, we performed a systematic literature search in PubMed 

and Embase to collect all available research. So far, there has been very little literature 

concerning this topic. 

We then proceeded to find guidelines and protocols describing pediatric palliative care 

for children between 1 and 12 years old. The 2013 National Guidelines on Palliative Care for 

Children gives an extended and complete overview of this topic.6 The information in their 

guidelines is very densely packed and mostly consists of concrete, clinical recommendations. 

Because of this density and clinical orientation, underlying themes and values remain hidden 

between the lines. We performed a qualitative analysis to gain some insight into the underlying 

ethical themes and implicit moral values of the guidelines.  

The qualitative analysis of the guidelines began with a close reading, after which 

different themes were identified. The text was then coded using Atlas.ti, a program designed 

for qualitative data analysis. Worksheets were composed, containing all the text elements per 

applied coding element, and these were subsequently analyzed. Two independent researchers 

checked the coding and analysis. Coding scheme and worksheets are available on request. The 

results from the literature search were used to support the findings of the qualitative analysis. 

We will illustrate our findings with quotes from a semistructured interview with the 

parents of a boy diagnosed with severe cardiac anomalies, from whom, after a trajectory of 

palliative care, the decision was made to withdraw life-sustaining treatment. This interview is 
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taken from a currently running qualitative research project, in which 20 parents have been 

interviewed about the suffering of their children during their time in the pediatric intensive care 

unit (PICU). The interview is merely used to illustrate our findings and has not been used as 

evidence itself.  

 

Definitions 

 

In the Netherlands, a specific terminology concerning end-of-life practice is used that may 

differ from that in other countries. In this article, the Dutch definitions are used, which will be 

explained subsequently.   

End-of-life decisions are specified as medical decisions that have life-limiting 

consequences, either intentionally (active ending of life) or as an anticipated but not primarily 

intended effect (passive ending of life). Passive end-of-life decisions are regarded as being a 

part of a normal medical procedure, and physicians are not obliged to make an official report 

in these cases.7  

Active ending of life is often used as a synonym for euthanasia but has a different 

meaning. Active ending of life includes all medical decisions that intentionally shorten the life 

of a patient, whereas euthanasia is active ending of life upon explicit request of the patient. 

Therefore, strictly speaking, active ending of life in newborns is not euthanasia. In the 

international context, however, this practice is frequently (but incorrectly) described as 

euthanasia.8 Generally, the term “euthanasia” is used for situations in which the physician 

administers the lethal drug, but it can also include situations in which the patient drinks or 

swallows a drug (physician-assisted suicide).  

 

Legal Outline 

 

The Dutch Euthanasia Act (2002) allows physicians to perform euthanasia on patients 12 years 

of age and older, upon the request of the patient, if criteria of due care are met.9 Euthanasia for 

children in the age group between 12 and 16 is only possible if the parents are involved in the 

decisionmaking process and also give their consent for the final decision to perform euthanasia. 

Minors older than 16 do not need parental consent, but involvement of the parents in the 

decisionmaking process is required. Since 2005, active ending of life in infants below the age 
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of 1 year has been allowed under very specific circumstances.10 This modification of the law is 

based on the Groningen Protocol (2004),11 and permits active ending of life in an infant (0–1 

years of age) in cases of extreme suffering combined with very limited chances of survival. 

There exists a gap between both regulations: active ending of life for children between 1 and 

12 years old. For them, there are no explicit regulations on active ending of life.  

Although the 1–12-year age group is not covered, strictly speaking, there might be a 

legal possibility for active ending of life in these children, because certain grounds for 

exemption from criminal liability are available.12 In this instance, when a physician experiences 

a conflict between the law and the physician’s obligation to relieve the suffering of a child, he 

or she can appeal on the grounds of “conflict of obligations.” These grounds might apply to 

cases involving children, in which a physician sees no other way to end the suffering of a child. 

For adults, there have been successful appeals to these grounds,13 but no reports have been 

made so far. We speculate that the legal uncertainty constrains physicians from openly reporting 

a case. 

 

The National Guidelines on Palliative Care For Children 

 

In 2013, the NVK drafted guidelines for palliative care for children. These guidelines provide 

a framework for palliative care for children by providing evidence-based recommendations on 

various aspects of palliative care, such as symptom management, decisionmaking, and 

organization of care. The evidence-based guidelines are the most complete source of knowledge 

on Dutch pediatric palliative care. According to the guidelines, palliative care starts as soon as 

the child is diagnosed with a life-limiting disease, and this care is provided until the death of 

the patient.14 In many cases, this means that the child receives palliative care for several years, 

often initially in combination with curative treatment. Thus, although palliative care is 

sometimes mistaken for end-of-life care, it is much more than that.  

The guidelines describe the aim of palliative care, as it is defined by the World Health 

Organization (WHO): the prevention and relief of suffering.15 However, the guidelines do not 

go on to define the term “suffering.” This might lead to confusion, because it is a term that is 

still largely unexplored territory. Taking into account the descriptions found further on in the 

guidelines, we read that suffering is here understood as the quality of life that is directly and 

negatively affected by the patient’s being ill. The guidelines stress that palliative care is 
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concerned with various aspects of being ill, such as the psychosocial, developmental, 

pedagogic, and spiritual aspects,16 But according to the guidelines, palliative care is also 

concerned with something else: quality of dying. This will be further explored.  

 

 

Quality of Living and Dying: The Relationship Between Palliative Care and End-of-Life 

Decisions 

 

Although the NVK guidelines follow the definition of palliative care as formulated by the 

WHO, there is an important difference in interpretation. Whereas the WHO sees palliative care 

as “a support system to help patients live as actively as possible until death,” 17 the Dutch 

guidelines introduce a close relationship between palliative care and dying: “Primary aim [of 

palliative care] is quality of living and dying” (our emphasis). 18 By stating that palliative care 

is not just about quality of living but about quality of dying as well, death and end-of-life 

decisions are incorporated into palliative care. The guidelines see palliative care and death as 

part of the same continuum: death is seen as an integral part of having a life-limiting illness.19 

This explicit and close relationship between palliative care and dying is exemplary for the 

Dutch state-of-the-art in pediatric palliative care. We will describe this relationship further.  

In the first stage of palliative treatment, the prognosis of the life-limiting disease is often 

uncertain, and curative treatment is often still provided,20 but even in this stage, the probable 

but still uncertain death of the patient is discussed with parents. Physicians, parents, and—if at 

all possible—children talk about how palliative treatment can improve the quality of life of the 

child, but they also talk about the situation in which palliative care in itself is no longer 

sufficient to relieve the suffering. From this point of view, thinking about the start and end of 

palliative treatment is part of the same process. “In the Netherlands it is generally accepted that 

not everything that can be done, should be done. For palliative care for children this implies 

that life-prolonging treatment for children should always be legitimized by strong arguments.”21 

This idea, in which thinking about end-of-life decisions is interwoven with providing palliative 

treatment, is illustrated by the following excerpt from the interview. The parents recall the first 

conversation with the cardiologist after palliative care was initiated – they were asked to 

describe what they perceived to be the limit of palliative treatment.  
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Quote 1a. “At a certain point the [child’s] prognosis was very bad: extremely spastic, very 

autistic, non-functioning senses ... complete lack of emotions and… parts of his body that 

would no longer be listening to what his head wanted.…So that we were like, that is too 

much. And…that, that we just didn’t want. We had, we already indicated that in the earlier 

talk. I know it was already discussed during the first conversation.” 

 

The parents appreciated the time that they were given to think this over carefully. 

 

Quote 1b. “And I am very glad that we had those conversations beforehand. So you can 

think about that rationally and you have already thought about it rationally. Before you 

find yourself in a situation, where you suddenly have to make a decision without ever 

having thought about that.” 

 

These quotes are illustrative of how talking about the limits of continuing treatment (implying 

possible end-of-life decisions) is integrated into palliative care from the very start. But, as the 

illness progresses, physicians, parents, and patients might be confronted with a situation in 

which palliative treatment can no longer adequately relieve suffering. The guidelines state that, 

in such circumstances, an end-of-life decision can be an option to end further suffering.22 The 

guidelines perceive this decision to be not merely about quality of living but about quality of 

dying as well: about granting a child a dignified death. In the interview, the parents describe 

the moment the decision was made to withdraw the life-prolonging treatment. The son died in 

the arms of his mother, surrounded by his family. 

 

Quote 2. “[A]t a certain moment he had…an MRI scan and…well, it showed that his 

brain was so severely damaged that, everything that we had ever mentioned during our 

talks with the cardiologist that in our view constituted a dignified existence, eh, would 

be absent from the life that [child] was going lead. And in consultation with the doctors, 

we indeed did decide then that if his life would be that bad, and if his abilities would 

be so restricted, that that…would not be fair to him.” 

 

Palliative care may be continued for several years, but in most cases the child will eventually 

die. Sometimes a child dies a natural death, and sometimes end-of-life decisions are made. 
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End-of-life decisions are hardly ever spur-of-the-moment decisions. They are part of a 

continuing process that starts with the first talks with parents and children about the limits of 

palliative care. During this process, all kinds of decisions can be made that influence the life-

span of the child: decisions to stop curative treatment, to limit or end life-prolongation, or, 

ultimately, to make an end-of-life decision such as withholding or withdrawal of life-

sustaining treatment. By making quality of dying an integral part of palliative care, the 

guidelines emphasize the importance of the quality of dying: having a dignified death. The 

guidelines do not define what a good death might be, but acknowledges that this is eminently 

personal. For some it might be important to die of natural causes; others might want to be able 

to die before a certain stage is reached. These different views explain the importance attached 

to end-of-life decisions in the Netherlands. Not only is dying in itself important, equally 

important is how children die: the quality of dying.  

 

From Quality of Living Toward Quality of Dying   

 

As was described in the legal outline, in the Euthanasia Act it is always the patient who initiates 

euthanasia.23 For newborns, the official regulation describes that both parents and physicians 

can take the initiative in the procedure.24 However, the regulation is an attempt on the part of 

physicians to document their point of view of how to act in cases of unbearably suffering 

infants. In the documents that describe their practice in more detail, we see that the ultimate 

emphasis is on the parents and their wishes.25 For children between 1 and 12 years of age, it is 

still unclear where the emphasis should be. Looking at the way these end-of-life decisions are 

currently made can possibly improve this lack of clarity.  

The guidelines distinguish different types of end-of-life decisions: the withholding of 

treatment, the withdrawal of treatment, and palliative sedation. The guidelines stress that these 

end-of-life decisions are ultimately medical decisions based on the perceived futility of further 

treatment. Therefore, the guidelines stress that ultimately it should be the physician who makes 

such a decision: “It is the duty of a doctor to inform the parents and child of his decision to 

withhold, limit, or withdraw treatment, and guide them in this process. Contrary to commencing 

or continuing treatment, a doctor does not need the consent of the parents (and child) for 

withholding or withdrawing treatment on the basis of perceived medical futility.”26 The section 

on palliative sedation does encourage facilitating parental involvement in the decisionmaking 
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process, but it also cautions that involvement might put too much pressure on them. End-of-life 

decisions are thus described as decisions that are predominantly made by physicians, 

preferably, but not necessarily, together with parents. 

This description of end-of-life decisions as medical decisions made by physicians seems 

to conflict with our earlier observation that end-of-life decisions are decisions about something 

of a very personal nature: someone’s suffering, and the quality of living and dying. Describing 

end-of-life decisions either as medical decisions about the perceived futility of treatment or, 

instead, as decisions about the medical treatment of someone’s suffering has implications for 

the question of who should ultimately decide. If one perceives end-of-life decisions as merely 

medical decisions, it is understandable that physicians should make the decisions, as they are 

the experts in assessing the medical aspects of a situation. But if end-of-life decisions mainly 

concern personal aspects, a different type of knowledge is needed: knowledge about aspects of 

a person’s life, and in that case, parents and children are the experts. Starting from the aim of 

palliative care and end-of-life decisions, the second option seems to be the most appropriate 

one, and this begs the question: Shouldn’t the guidelines give parents a more prominent role in 

the decisionmaking process?  

Whereas the authors of the guidelines seem to claim that end-of-life decisions are purely 

medical decisions about perceived futility of treatment, in our view, these statements should be 

understood in the context of communication with parents and children, and therefore we 

conclude otherwise. Parental involvement and engagement is seen as being of the utmost 

importance in Dutch pediatric palliative care.27,28 Throughout the whole process of palliative 

care, parents and children have a major influence on the decisions that are made. For that reason, 

they are unmistakably involved in the decisionmaking process, starting with the first 

conversations about the limits of palliative care, as was shown in the interview. The comments 

on end-of-life decisions should be seen in this context. When placed in the context of parental 

and child involvement, the comments in the guidelines do not state that parents and children 

should not be involved, but rather that the ultimate responsibility for the decision lies with the 

physician. At the same time, this means that in the case of a difference of opinion, physicians 

cannot be forced to continue life-prolonging treatment that they consider to be harmful for the 

child. Hence, the whole process leading up to an end-of-life decision is much more than the 

actual making of that decision: It entails all the conversations and decisions earlier in the 

process, as is illustrated by this quote from the interview.  



 53 

 

Quote 3 “That they [the team of physicians] unanimously decide that continuing treatment 

is actually not an option. And… at first your reaction is definitely something like come on, 

really, no way you will pull the plug. But, well, quite soon you start to realize… and then it 

becomes really important that as a doctor you have a good relationship with your patients. 

Because we knew that this would happen, that they would say it out of… yeah really out of 

love for [child]. Like, you shouldn’t do this to him. And, this is not what we are doctors for 

and not what you are parents for.”  

 

In brief, an end-of-life decision is a process, not a spur-of-the-moment decision, on which 

parents and children have a major influence in judging what, for themselves of their child, 

quality of life and quality of dying mean. However, because of the way that the guidelines are 

formulated, room for diverse interpretations may lead to differences in opinion among 

physicians.29,30 Ongoing communication among physicians, parents, and patients is a crucial 

element in making end-of-life decisions; those conversations ultimately shape how end-of-life 

decisions are being made, because they determine where the limits of quality of living and 

quality of dying lie. Therefore, it is crucial to learn more about the way that physicians talk with 

patients and parents about death before we can understand how pediatric euthanasia would work 

within the framework of palliative care for children. 

 

 

 

 

Conclusion 

 

The Dutch debate on pediatric euthanasia is a first step in a long process. So far, very little is 

known about the care of children with life-limiting diseases and the decisions that are being 

made in that process. Our article is a first step in providing insight into the Dutch state-of-the-

art on pediatric palliative care and the Dutch stance toward the death of children. Our qualitative 

analysis of the guidelines shows that Dutch palliative care and end-of-life decisions for children 

can be seen as one single and continuing process. The ultimate aim of pediatric palliative care 

is to relieve suffering. In the Dutch context, this not only refers to quality of living but also to 



 54 

quality of dying. This explains the focus on proportionality of life-prolonging treatment, the 

importance of end-of-life decisions as part of palliative care, and the idea that relieving 

suffering also means that the patient should be able to die a dignified death. In the Netherlands, 

active ending of life is not—as some authors suggest—an alternative to palliative care,31 but 

rather its final chapter. The plea of the NVK to establish regulations for euthanasia in children 

should be understood from this perspective. In this article, we have also raised the question of 

who should make the ultimate decision concerning the end of the life of a child. Our analysis 

shows that, although the guidelines state that the physician should ultimately be responsible for 

the decision, in the entire process of end-of-life decisions, there is an ongoing cooperation and 

communication among physicians, parents, and children. Given the individual nature of 

suffering, which stretches beyond the medical domain, the involvement of parents and children 

is of vital importance: They are the experts on their own suffering, on quality of living, and on 

quality of dying. So far, however, very little is known about these themes. What is the nature 

of suffering in children and what kinds of care do they really need in the palliative phase? 

Before decisions about active ending of life for children can be made, further research is 

urgently needed in order to answer these questions.  
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Abstract 
 
Should active treatment be available for children with trisomy 18? In the Netherlands, trisomy 

18 is described as a lethal condition leading to death during or immediately after birth. The 

Dutch course of action for trisomy 18 is termination of pregnancy, almost without exception, 

or passive treatment without medical interventions. But that approach might be outdated. We 

present a case that inspired physicians and parents to rethink the perception of trisomy 18.  
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Introduction. 

 

In 2014, two expecting parents presented to the Maastricht University Medical Center+ 

(MUMC+). They wanted to give their unborn daughter, who was suspected of having trisomy 

18, the best possible chance of survival. Their request had already met with a lack of 

understanding in several other hospitals. Why, the physicians had argued, treat a child with 

trisomy 18, since this disorder is ‘incompatible with life’ according to the Late 

Zwangerschapsafbreking en Actieve Levensbeëindiging pasgeborenen (LZALP: Termination 

of Pregnancy and Active Termination of Living Neonates)1,2 regulations?  

The parents persisted in their request. After initial hesitation, the MUMC+ 

neonatologists and gynaecologists agreed to supervise the pregnancy and provide active 

neonatal management with treatment limitations. Elina was born and the parents had two 

unforgettable weeks with their child. 

This case got physicians thinking: they wondered whether it was a good thing to assume 

that non-treatment or abortion are always the only options. 

 

The course of the disease 

 

After a 20-week ultrasound gives rise to the suspicion of foetal trisomy 18, one of the first 

questions that the parents are asked is whether they want the pregnancy terminated. However, 

these parents said from the beginning that they wanted their child to have a chance of survival. 

Realizing this desire proved difficult. Based on the high likelihood of trisomy 18, the 

hospitals that they initially approached did not comply with their request. Then they contacted 

the MUMC+. After discussing the case, the perinatologists and neonatologists agreed to 

monitor the birth to the best of their abilities (including performing a caesarian in the event of 

foetal distress) and to offer active postnatal management with treatment limitations. The limits 

of the treatment remained an issue in the discussion between the doctors and the parents. 

Although the parents understood that their child would probably not live long, they 

wanted to give her every opportunity. While the physicians felt the parents’ need, they also 

knew that, in effect, trisomy 18 means ‘lethal’. They wondered whether they should burden the 

child by treating her since she would die soon after birth. The mother says: 
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Five per cent make it through the first year. Our child could have been among those five 

per cent. However, no one ever gave me that option. To them, it was 95 per cent, which 

they feel means everyone. 

 

The clash between the two perspectives was clearly visible but the physicians slowly got used 

to the parental desire. One of the things that the hospital agreed to was a caesarean section. 

Christine Willekes, attending gynaecologist, explains why she agreed to this: 

 

During my own training as a gynaecologist, I had a colleague who performed a caesarean 

to deliver a child with trisomy at the request of the parents. At the time, I thought, ‘Why do 

this when the child is going to die anyway’? He did it because the parents could not handle 

the mental stress of giving birth to a dead child and of being denied the chance to say 

goodbye with dignity and to share in their child’s life, no matter how short it would be. 

That was an eye-opener for me. What ultimately counts is the parental distress. 

 

In the end, a caesarean section was not necessary and Elina was born at 39 weeks (sooner than 

the mother had wished). The parents experienced her birth as a joyful event. The gynaecologist 

and the paediatrician monitored the child closely to ensure that optimal conditions were created 

for the mother and child. After birth, Elina was transferred to the maternity ward. After 

consultation, she was monitored but not given extra oxygen, despite the parents’ wishes. On 

the first day she thrived, but then her oxygen saturation quickly declined, with deep drops. The 

mother says: 

 

On the third day, her saturation dropped from 80% to 60% and after one and a half days 

it was at 50%, and I said: ‘I cannot cope with this, it is too emotional for me. I don’t know 

whether she will die in my arms or not’. Every second, I had the feeling that she would 

die. 

 

At her wits’ end, the mother posted a cry for help on Facebook. A mother in Canada responded 

and contacted a friend of hers, a physician at the University Medical Center Groningen 

(UMCG). He contacted the physicians of the MUMC+, who subsequently revised the treatment: 
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Elina was given oxygen and was transferred to the medium-care ward, where arrangements 

were made for the parents to sleep with their child. Oxymetry and a nasal cannula resulted in 

Elina remaining stable for a week. In consultation with the parents, it was decided that she could 

go home, where she died at the age of two weeks. 

 

Trisomy 18: no treatment or offering opportunities? 

 

The course of Elina’s disease gives rise to two perspectives. On the one hand, the parents saw 

a child with huge medical problems and opportunities. They wanted to give her the opportunity 

to be with them for as long as possible. Although the physicians felt the parents’ desire, they 

feared that active treatment would cause Elina to suffer. Their reluctance grew because the 

treatment they were giving had never been attempted in the Netherlands. Mark van der Hoeven, 

attending neonatologist, argues: 

 

We came from a position that effectively means ‘We won’t do anything’. That was the 

default and from that position, we made steps. However, we did not want to be faced with 

the need of having to perform major heart surgery, for example, which would cause the 

child much suffering. That would feel very disproportionate to me. You have to take a 

position somewhere in between. 

 

Proportional treatment is at the heart of the debate: the balance between burden (suffering) and 

benefits (quality of life). The question of how much our interventions burden these children is, 

therefore, directly linked with our assessment of the possible quality of their life. This issue has 

two sides: the expected lifespan and the quality of life experienced by these children during 

their lifetime. 

 

Survival rate versus the Dutch policy 

 

Recent statistics show that more than 10% of children with trisomy 18 currently live out their 

first year. 3,4 If they have full trisomy 18, this percentage decreases to about 5%. Although it is 

rare that children with trisomy 18 reach adulthood, this is increasingly the case.5 In addition, 

active management appears to significantly increase their survival rate.6 
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This contradicts the situation in the Netherlands, where offering active care has never 

been a real option. In the Netherlands, pregnancy is terminated in 81% of cases. Between 1981 

and 2010, only 60 babies with trisomy 18 were born alive.7 Elina’s parents’ search shows that 

parents who want active treatment for their child will only find this in the Netherlands after 

much difficulty. 

An important cause of the reluctance of Dutch physicians may be the way in which 

trisomy 18 is described in the LZALP regulations, the guidelines covering termination of 

pregnancy. In these regulations, trisomy 18 falls into the first category: a disease which ‘based 

on the available knowledge, will in all likelihood irreversibly lead to death during or 

immediately after birth’ and which thus justifies late termination.8 This definition is based on 

the 1994 opinion of the Dutch Obstetrical and Gynaecological Society (NVOG) on late 

termination, which was incorporated into the LZALP regulations without significant changes 

and which seems inconsistent with the survival rate of trisomy 18 patients as described in recent 

literature. Whereas our understanding of trisomy 18 has grown over the past 22 years, the 

regulations and the counselling based on them have remained unchanged. Perhaps it is time to 

modify these regulations or to ensure that regulations which offer non-compulsory 

opportunities do not lead to one-sided counselling. Christine Willekes believes that the 

regulations may lead to stigmatization. 

 

We are so convinced that these children fall into category 1, that the practical counselling 

in these cases is relatively unidirectional. Physicians primarily focus on termination on the 

grounds of the poor prognosis and the option to abstain from action, not on the idea that 

parents might opt for active management and be entitled to it. This thought often does not 

even cross the counsellor’s mind. 

 

Balanced judgment about a grey area 

 

Abstaining from medical interventions, as occurs with trisomy 18, is justified when intervention 

is futile. It is usually argued that this choice must be made by physicians and without parental 

consent. However, this is only so in specific cases; namely, if an intervention is guaranteed to 

be futile.9 If trisomy 18, as suggested by the guidelines, is indeed 100% lethal or if active 

treatment would not have any effect on survival rate, treatment of children with trisomy 18 
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could be deemed futile. However, as we have seen in the previous section, this is not always 

the case. 

 This does not mean that there are never reasons to abstain from treatment in cases of 

trisomy 18. An intervention may be futile because it is disproportionate. However, this is a 

completely different consideration: a weighing of burden versus benefits, of quality of life 

versus suffering. It is particularly these subjective phenomena that make this such a difficult 

assessment. Although children with trisomy 18 cannot express themselves, doctors should not 

decide on their own that such a life is not worth living. The final decision regarding whether an 

intervention is disproportionate or not must be made jointly by doctors and parents,8 even if the 

parents’ ideas deviate from the normal pattern. 

Ethicist John Lantos argues: ‘We should not confuse quality of life with physical or 

intellectual disabilities. Children with trisomy 18 smile, love and are not by definition in pain. 

This shows that their quality of life is not so low that we should deny them life-prolonging 

treatment’.10 

 

Food for thought 
 
Our growing medical expertise may require policy changes, and perhaps we have waited too 

long to implement these in the Netherlands. A reconsideration of the survival rate of trisomy 

18 patients has implications for the treatment of these children. 

In view of the children’s survival rate and the considerations about their quality of life, 

the parental desire for active management is not unreasonable. The mental distress that parents 

suffer due to the fear of losing their child ‘too soon’ may haunt them for life and deserves more 

attention. However, physicians are currently insufficiently trained to give active treatment. The 

decision-making around trisomy 18 is always specific because the weighing of quality of life 

versus suffering should always be made in consultation with the parents. We are in favour of 

an open discussion, involving not just physicians but – specifically – parents too. This is only 

possible if we present all parties involved with the whole picture: of both the survivors and the 

dead. 
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PART II 

 

What is good care? 

 

 

 

  

 

In the beginning I had the idea that the oncologist had the tendency to almost withhold 

information so that we could focus on just being parents. But that didn’t work for us at all. 

 

 [But] at one point they asked us: “What kind of parents are you? Do you only want to have 

all the available information so that you can try to understand it, or do you just want to… 

(…) 

 

I think that is really something you should discuss with the parents. Ask them: “What helps 

you get through this? Do you want us to make the decisions? Or would you want to be 

involved? 

  

 

 

 

(Excerpt from interview 04) 
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Abstract 

 

Objective To identify barriers, as perceived by parents, to good care for children with life-

threatening conditions. 

 

Design In a nationwide qualitative study, we held in-depth interviews regarding end-of-life care 

with parents of children (aged 1 to 12 years) who were living with a life-threatening illness or 

who had died after a medical trajectory (a maximum of 5 years after the death of the child). 

Sampling was aimed at obtaining maximum variety for a number of factors. The interviews 

were transcribed and analysed. 

 

Setting The Netherlands. 

 

Participants 64 parents of 44 children. 

 

Results Parents identified six categories of difficulties that create barriers in the care for 

children with a life-threatening condition. First, parents wished for more empathetic and open 

communication about the illness and prognosis. Second, organisational barriers create 

bureaucratic obstacles and a lack of continuity of care. Third, parents wished for more 

involvement in decision-making. Fourth, parents wished they had more support from the 

healthcare team on end-of-life decision-making. Fifth, parents experienced a lack of attention 

for the family during the illness and after the death of their child. Sixth, parents experienced an 

overemphasis on symptom-treatment and lack of attention for their child as a person. 

 

Conclusions The barriers as perceived by parents focussed almost without exception on non-

medical aspects: patient-doctor relationships; communication; decision-making, including end-

of-life decision-making; and organisation. The perceived barriers indicate that care for children 

with a life-threatening condition focusses too much on symptoms and not enough on the human 

beings behind these symptoms. 
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Introduction. 
 

Parents and physicians caring for children with life-threatening conditions face multiple 

challenges in providing the best care for children. Care for children whose futures and chances 

of survival are uncertain is often a complex trajectory, where curative and palliative care 

entwines.1,2 Curative care goals – to cure/prolong life – and palliative care goals – to relieve 

suffering – sometimes collide, complicating care. Care for these children is further complicated 

because some decisions to reduce the child’s suffering in the context of palliative may also limit 

the life-expectancy of a child (such as discontinuing or reducing life-sustaining technology.3,4 

 

Life-threatening conditions are defined as conditions for which curative treatment may be 

feasible, but for which this treatment could also fail, leading to a possibility of dying.5 Care for 

children with life-threatening conditions can include aspects of both curative and palliative care 

at the same time.2 Healthcare providers are not always confident about their skills in providing 

palliative care.6The main reported barriers in paediatric palliative care as experienced by 

healthcare providers are communication, the uncertainty of the prognosis, time constraints and 

lack of education.7-11 Studies on barriers experienced by parents show that communication is a 

major barrier for them.12-17 Other frequently mentioned barriers are a lack of care for the 

family,12-13 and bereavement care.17  

 
But knowledge of parents’ experiences of barriers to good care is limited in at least two ways. 

First, it focuses mainly on specific health conditions, particularly on oncology,14-15 and second, 

it focuses mainly on children receiving palliative care, often with a certain, lethal prognosis.12-

13,16-17 However, not all children who have life-threatening conditions receive palliative care, 

or are diagnosed with a lethal prognosis.18-20 

 

To provide insight into barriers to care and decision-making for children living with life-

threatening conditions, we conducted a qualitative study throughout the Netherlands. We 

interviewed parents who had experience in caring for a child with a life-threatening condition 

to identify what they regarded as barriers to both good care and good decision-making.  

 

Methods. 
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In a large-scale, nationwide qualitative study we interviewed parents of children, either living 

with a life-threatening or terminal condition, or who had died after a medical trajectory (a 

maximum of five years before the date of the interview). Children were aged between one and 

12 years old and had a variety of life-threatening conditions. The study was reviewed and 

deemed exempt by the medical ethical committee of the University Medical Center Groningen.  

 

Recruitment. 

Participants were recruited between November 2016 and October 2018. To recruit participants, 

all Dutch paediatricians received an invitation from the Paediatric Association of the 

Netherlands (NVK) to invite potential parents to join the research.21A website with information 

about the study was created to inform potential participants.22 Parent support groups in 

oncology, cardiology, metabolic and neuromuscular diseases and palliative care helped to reach 

potential participants through their online platforms. To ensure maximum variety in ethnic 

background we recruited through physicians with expertise in treating patients with different 

cultural backgrounds. Sampling was aimed at obtaining maximum variety in terms of health 

condition, age, cultural background, parental level of education and place of residence. Three 

participants dropped out due to scheduling difficulties. Recruitment continued until thematic 

saturation and saturation of variety in participants was achieved.  

 

Interviews. 

Parents were interviewed in face-to-face in-depth interviews, usually held at the parent’s place 

of residence. The first author (MA, PhD student, female) conducted the interviews after 

following formal training. The participants signed an informed consent form before the 

interview. Parents did not know the interviewer before the study. All participants were given 

the choice to conduct the interview alone or together with a co-parent. A topic guide had been 

developed as an interview guide. The interview covered the following themes: course of the 

disease, symptoms, suffering, care and decision-making and end of life. The topic guide is 

added as a supplementary file to the manuscript. The interviews were recorded on audio and 

subsequently transcribed verbatim. All interviews were anonymized during transcription. The 

average duration of the interviews was two hours. Participants were given the opportunity to 

revise their transcribed interviews.  
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Analysis. 

For this article, we selected quotes concerning perceived barriers in care. For reasons of 

practicality in handling the approximately 2,500 pages of transcripts, the first author gathered 

all codes on barriers in care in parent interviews, which were subsequently read by all authors 

to become familiarized with the content. The first author further focused on parents’ perceptions 

of barriers in care in the selection of interview fragments, and this was reviewed by all authors. 

The research team (the authors of this paper) consisted of a PhD student, an ethicist, a professor 

in end-of-life care, and a child psychiatrist and a physician/professor in paediatric palliative 

care.  

 

A primary thematic analysis, aiming at a qualitative description of barriers as perceived by 

parents,23 was performed using the constant comparative approach.24 Coding was performed by 

the first two authors and reviewed by all authors. Differences were settled by discussion until 

consensus was achieved.  

 

Patient and Public Involvement. 
 
The focus of this study is on parent experiences and preferences. During the study, biannual 

meetings were held with an advisory board (9 members) of parents, physicians and researchers 

who provided feedback on the findings. They were offered remuneration for their efforts. They 

provided substantial input on the study design, recruitment, analysis and the reporting of results 

of the study. All participants were given the opportunity to check and revise their manuscript, 

and are regularly updated on the outcomes of the study by e-mail.  

 

Results.  

 

Participants. We interviewed 64 parents of 44 children. Our participants came from all over 

the Netherlands. All children received, or had received, care in at least one university medical 

centre, often combined with care in one or more local hospitals. All eight university hospitals 

in the Netherlands, as well as over 20 local hospitals, were represented in the study. 

Characteristics of children and parents are shown in Tables 1,2 and in Figure 1.  
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Table 1. Children’s characteristics (n=44) 
 

Gender, male  20 (45.5%) 
Status  
Living 17 (38.6%) 
Deceased 27 (61.4%) 
Age*  
1-3 15 (34.0%) 
4-6 8   (18.2%) 
7-9 9   (20.5%) 
10-12 12 (27.3%) 
Diagnosis  
Malignancies 18 (40.9%) 
Congenital malformations 17 (38.6%) 
Cardiovascular 4 (9.1%) 
CNS 3 (6.8%) 
Other 1 (2.2%) 
Undiagnosed 1 (2.2%) 
Physical abilities**  
    Unimpaired or mildly impaired 9 
    Moderately impaired 15 
    Severely impaired 20 
Cognitive abilities**  
    Unimpaired or mildly impaired 18 
    Moderately impaired 7 
    Severely impaired 19 
Chance of dying***  
    Low chance of dying 10 
    Significant chance of dying 23 
    Terminal prognosis 11 

 
* For deceased children, the age at death.   
** Based on the interviews, we estimated average abilities from the moment of the diagnosis until 
the moment of the interview, or until the start of the terminal phase. 
*** Based on the interviews, we estimated the chance of dying at the moment the bad news was 
delivered. Where several conversations were involved, we averaged the known prognosis.  
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Table 2. Parents’ characteristics (n= 42 parent-couples, a total 64 of parents were interviewed) 

 

Interviewed parent (N=42)  
Both parents (interviewed together) 22 (52.4%) 
Mother alone 20 (47.6%) 
Father alone 0 (0.0%) 
Relationship status (N=42)  
Married/together 34 (81.0%) 
Level of education, mothers (N=42)  
Low educational level 1 (2.4%) 
Middle educational level 15 (35.7%) 
Higher educational level 14 (33.3%) 
University education 12 (28.6%) 
Level of education, fathers (N=42)  
Lower educational level 4 (9.5%) 
Middle educational level 15 (35.7%) 
Higher educational level 14 (33.3%) 
University education 9 (21.4%) 
Ethnicity of parents, according to participant (N=42)  
Dutch 36 (85.7%) 
Mixed  6 (14.3%) 
Religious/spiritual beliefs (N=64)  
None 39 (60.9%) 
Christian 19 (29.7%) 
Other 6 (9.4%) 
Family composition (N=42)  
1 child 8 (19.0%) 
2 children 22 (52.4%) 
3 children 10 (23.8%) 
4 or more children 2 (4.8%) 
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Figure 1. Participants’ places of residence  

 
 

 

Experienced barriers. We identified six major barriers in care for children with life-

threatening conditions: We summarized the barriers in Table 3. 

 
Barrier 1: Parents wished for more empathetic and open communication about the illness 

and prognosis 

Parents univocally felt that the wish to receive complete and open information, and the absence 

thereof, was a significant barrier to good care. Most experiences regarding communication 

involved either a perceived lack of openness about the prognosis or a lack of empathy in 

communication.  

 

1a. Absence of conversations about the future and possible prognosis 

Telling a parent that their child may not survive might seem like a message that parents would 

not like to receive, but parents (both bereaved parents and non-bereaved parents) stressed that 

they had wished for open conversations about their child’s future. Not talking about the 
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prognosis creates uncertainty and makes the topic a taboo. They underlined the importance to 

openly talk about this, especially when the prognosis is uncertain.  

 
(F02): ‘In the first few years, you still have the hope that things might change, but after a few years, 

you realize that almost all of that hope has gone. It would be great if physicians would take you by the 

hand and say: “We have to accept that this is what it is, and that things are probably not going to get 

better.” And ask you as a parent: “What are your thoughts on that? Would you, despite that prognosis, 

like to keep on trying new treatments? Or do you think it is better not to do that?”’ 

 
 

 
 

 
Parents specifically needed openness about the prognosis to discuss the possibility of transition 

Table 3. Barriers in paediatric palliative care, as experienced by parents. 

 

Barrier 1. Parents wished for more empathic and open communication about the illness and 

prognosis. 

1a. Absence of conversations about the future and possible prognosis. 

1b. Communication lacks empathy. 

Barrier 2: Organizational barriers create bureaucratic obstacles and a lack of continuity of care.  

2a. Lack of continuity in care threatens good care 

2b. Healthcare structures create bureaucratic obstacles. 

Barrier 3. Parents wished for more involvement in decision-making 

Barrier 4. Parents wished they had more support from the healthcare team on end-of-life decision 

making 

Barrier 5. Parents experienced a lack of attention for the family during the illness and after the death 

of their child. 

5a. Impact on parents and siblings is neglected in care. 

5b. Parents experience a lack of bereavement care. 

Barrier 6. Parents experience an overemphasis on symptom-treatment and lack of attention for their 

child as a person.  

6a. Lack of attention for how a child might experience treatment and illness. 

6b. Failure to evaluate symptoms in the context of the child’s illness as a whole. 

6c. Overemphasizing the patient’s role as a sick person instead of a human being. 
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between different levels of concurrent life-prolonging treatments and comfort care, or to make 

end-of-life decisions. In a few cases, the topic of dying was only mentioned a day before the 

death of their child.  

 

1b. Communication lacks empathy. Parents experienced a lack of empathetic 

communication. They felt that the friction between healthcare professionals doing their daily 

jobs and families going through a once-in-a-lifetime event was characteristic for the lack of 

sympathy that they experienced.  

 
(M27): ‘[the lady who came to explain the procedure of palliative sedation] was so insensitive. 

She just explained all the technicalities, with a broad smile. And I remember thinking: ”It’s not 

like I am buying bread from you!” (…) It was as if she thought: “let’s get this over with”, as if 

there was not an entire life, an entire family, an entire world affected by the procedure that she 

was explaining.’  

 

But experienced barriers in communication were not limited to interactions with healthcare 

providers or hospital settings.  

 

(F16): ‘Before we had even held the funeral, we received a letter from the local authority asking 

us to return our special parking permits as soon as possible. Just like that, without any 

condolences. Bizarre.’ 
 

Barrier 2: Organizational barriers create bureaucratic obstacles and a lack of continuity 

of care. 

With regard to organization, two themes emerged: continuity of care and bureaucracy. 

 

2a. Lack of continuity in care threatens quality. Parents described having to deal with many 

different care providers, either individual professionals or organizations, which made it difficult 

to guarantee continuity of care. Agreements made with one provider did not always dovetail 

well with the care that they received from other care providers.  

 

(F03): ‘There was a physician on duty, and when we updated him on the ‘do not resuscitate’ 

agreements that we had made with our regular physician, he said: “No, I’m not going to do that. 
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It is my shift, and my responsibility, and I’m not going to do that.” You take all this time to 

make decisions with your doctor, and then another doctor, who happens to be on duty and 

doesn’t know your child or the file, who has never had a conversation with you, simply states: 

“I’m responsible, so I determine what happens.”’  

 

2b. Healthcare structures create bureaucratic obstacles.. Parents particularly experienced 

bureaucratic barriers to good care in situations where they had to deal with a multitude of 

healthcare-related organizations.  

 

(M31) ‘When the neurologist prescribes some sort of medicine, he has to send it by fax to the 

pharmacist, he can’t send it by email. And if there is even one comma in the wrong place, the 

pharmacist won’t prescribe the medicine that my son needs.’ 

 

Several parents expressed the need for a case manager, who could bridge the gaps between 

parents, different healthcare providers and financers. Notably, this barrier was also mentioned 

by parents who had received palliative care from teams that already worked with case managers. 

While more and more paediatric palliative teams in the Netherlands are appointing case 

managers to families dealing with a life-threatening illness, the question arises as to how they 

can be used in the most effective manner.  

 

Barrier 3: Parents wished for more involvement in decision-making 

The third barrier concerned participation in decision-making. There was a lot of variation 

regarding the involvement of parents in decision-making. Parents who had been involved in 

decision-making, appreciated it.  

 
(M15): ‘[when we had to decide whether to go for radiotherapy or not] our doctor said: “Whatever 

your decision is, there is no wrong answer, and I will stand by your choice.”’  

 

Other parents described that they were not as involved in decision-making as they would have 

liked, both for decisions made during curative treatment and for those made in the terminal 

phase. One parent described that the decision to withdraw life-sustaining treatment for their 

child was made by a neurologist who had never spoken to them.  
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(M27): ‘The neurologist never spoke to us about his motivations to [withdraw treatment] and start 

the death of our son. He came in, made the observation right in front of us, but only spoke in 

private to our paediatrician, and left.’ 

 

All participants stressed the importance of involving parents in the decision-making process, 

stating that the decisions included considerations about the suffering, quality of life and daily 

life of the child, something in which the parents’ expertise was needed. The only exception 

parents mentioned to being involved, were decisions that parents saw as ‘merely medical’ 

information, such as technicalities about medication or treatment.  

 

Barrier 4. Parents wished they had more support from the healthcare team at end-of-life 

decision-making 

Parents mentioned discussions about the possibility of transition between different levels of 

concurrent life-prolonging treatments and comfort care, or to make end-of-life decisions, as 

major themes in the care for their child. Parents sometimes had doubts about the appropriateness 

of continued treatment or felt that it was wrong that parents themselves had to initiate a 

conversation about end-of-life decision-making.  

 

Additionally, several parents expressed a wish for more legal possibilities for active life-ending 

in order to relieve their child’s suffering and grant their child a dignified end of life. In the 

Netherlands, active life-ending for children – sometimes referred to as paediatric euthanasia – 

is not legal for children aged between one and 12 years old.25 Withholding or withdrawing 

treatment and palliative sedation are considered permitted medical practices.26 

 

For the majority of the children in the study, end-of-life decisions were made, ranging from 

withholding or withdrawing life-prolonging or life-sustaining treatment to palliative sedation.  

Nevertheless, in several cases, parents still felt the need for an option to make end-of-life 

decisions. In most cases, their need came from a situation in which the condition of their child 

was physiologically stable and the physicians could not justify the withdrawal of treatment or 

palliative sedation.  
 

(M02) ‘Physicians told us that if they had to [give her] so much morphine to ease her pain that 

the morphine itself would be the cause of her death, it would be considered active life-ending, 
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which is not allowed for children who cannot ask for it themselves. But we would want that for 

her, because we have the feeling that the only thing that can bring her comfort and peace 

(emotional) will be death.’ 

 

In other situations, parents felt a need for active life-ending because the existing options 

were unable to grant their child a dignified end-of-life.  

 
(M07): ‘If we all know that the palliative sedation is going to result in his death, why does he 

have to go through these final days of suffering? Why does it have to be so... undignified?’ 

 

Barrier 5. Parents experienced a lack of attention for the family during the illness and 

after the death of their child. 

A life-threatening illness does not only affect children, but also their families. Parents felt 

that they and their families were not always supported during and after the illness of their 

child. Siblings in particular were often overlooked. 

 

(M20): ‘As a parent you get a little support, but for brothers and sisters there is very little to 

absolutely no help at all. They have to figure it out for themselves, it seems as though they are 

forgotten.’  

 

While support for the family is one of the aims of paediatric palliative care,26 and all Dutch 

hospitals have psychologists, social workers and/or palliative care teams to provide this, it 

seems that this support is not always offered to parents or did not function as well as parents 

had hoped. However, for parents, the need was not so much about offering psychological 

support as it was about empathy in their contact with the healthcare providers that they came 

across.  

 

(M05) ‘What they don’t always realize is that the hospital also becomes your social world; the 

contact with doctors, the chats with nurses.’  

 

Barrier 6. Parents experience an overemphasis on symptom-treatment and lack of 

attention for their child as a person.  
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The final barrier expressed by parents was a wish for healthcare providers to understand the 

fact that patients are persons, not merely carriers of certain symptoms. They explained that 

healthcare professionals often failed to evaluate the impact of the condition or the medical 

interventions on the child’s daily life. This barrier had three different aspects: 1) a lack of 

attention for how a child might understand and cope with treatment and illness, 2) failure to see 

the complexity of the child as a whole and, finally, 3) overemphasizing the child as a patient 

instead of as a whole person. 

 

6a. Lack of attention for how a child might experience treatment and illness. 

One specific characteristic of paediatric care is the attention given to how children understand 

and cope with their condition and the associated treatment. Parents underlined that this is 

important both for ‘bigger questions’ and for simple medical interventions. Parents mentioned 

the comprehension of the child as a vital aspect in the child’s ability to cope with illness and 

treatment.  

 

(M04) ‘Hospitals are busy with production. So, a nurse comes in, and basically jumps on the child 

to take his blood pressure, or give an injection, without paying attention to what it does to him 

(…) And I often wonder: How hard can it be to ask yourself beforehand how to approach this 

individual child, so that he understands the interventions?’ 

 
Parents saw taking the time to explain to children what is happening them (instead of 

performing treatment on them without explanation) as an important aspect of taking children 

seriously as people.  

 

6b Failure to evaluate symptoms in the context of the child’s illness as a whole.  

Children with life-threatening conditions can receive treatment from various specialists. Parents 

described how specialists sometimes failed to look beyond the specific symptoms that they 

were treating and see the child and the complexity of their condition as a whole.  

 
(M29): ‘We had an incident because my son had fallen, and the dental surgeon took one look at 

his teeth and said: “Those teeth have got to go.” And I said: “But what then? He already has 

problems swallowing.” And he said casually: “He’ll need a feeding tube.” Not caring what it 
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would mean to him, and our lives, to make that decision. And I don’t think he even saw the boy 

who was sitting there, who I love so much, and who I am so worried about.’  

 

6c. Overemphasizing the patients role as a sick person instead of a human being . 

The final barrier identified was the overemphasis of the child as a patient, at the cost of the 

child as a person. Parents described how medical treatment sometimes overemphasized the 

child as a patient and that there was little attention for the child as a person, impeding the child’s 

quality of life. Parents stressed that especially for ill children keeping up a normal life became 

very important: going to school, not standing out, feeling like an ordinary child. Daily activities 

that did not focus on the child’s illness, but on the child as an ordinary person, became 

cherished. As this mother remembers:  

 

(M14): ‘It was the highlight of his day, when his teacher would come; solving math problems 

(laughs).’ 

 

This barrier also influenced the readiness of a child to communicate about their illness. Children 

did not always want to talk about the illness, a few even forbidding their parents to talk about 

it with others. Seeing the child too much as a patient, either by focussing merely on the child’s 

illness, or by trying to make them feel special, might deprive children of living a normal life.  

 

Both barriers five and six refer to what parents described as their wish for a more human-centred 

approach to care, which also implied an empathic connection between professionals and 

parents/patients. According to the parents, some physicians perceived this attitude as 

unprofessional: 

 
(M20): ‘One physician had a big impact on me. We had to go home, and she said goodbye to my 

son. She started crying and apologized: “I’m so sorry, I’m being very unprofessional.”’ 

 

For parents, however, this kind of connection was much appreciated and in fact seen as a 

sign of professionalism.  

 

(M20, continued): ‘And I said: “No, right now, you are human.” I wonder if she knows that of all 

those doctors, she is the only one that crosses my mind frequently. Because she cared.’ 
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Discussion.  

 

Main findings. This qualitative study gives insight into parents’ perceived barriers in care for 

children with life-threatening conditions. The barriers experienced by parents focused almost 

without exception on the non-technical skills in medicine: attention for children, empathy, 

communication, decision-making and organization. The absence of perceived barriers on the 

execution of symptomatic care is notable.  

 

With respect to the first barrier, communication, other studies report communication as a barrier 

for both physicians 7-8,11,27-31 and parents.12-16,32-34 Our results underline the importance of 

openness as a requirement for decision-making, and adds that communication is not limited to 

hospital settings. A possible future development for paediatric palliative care is to extend 

communication training to all professionals dealing with children with life-threatening 

conditions, not merely hospital workers.  

 

To reduce organizational barriers, parents suggested introducing case managers that might help 

parents and children with bridging the gaps between different healthcare professionals and in 

dealing with bureaucratic difficulties. Over the past year, several paediatric palliative care 

teams in the Netherlands have introduced such case managers, with the aim of trying to reduce 

this barrier. However, it is worth mentioning that in current practice, palliative care is 

predominantly limited to terminally ill children, and consequently, these palliative care services 

also remain limited to the terminal phase. However, issues with the continuity of care and with 

bureaucracy may arise long before this phase.  

 

With regard to the third barrier, decision-making, the involvement of parents in decision-

making varied. Previous studies also show that parents are not always involved in decision-

making.35-36 However, while these studies illustrate that some parents do not wish to be 

involved in decision-making,37-38 all parents in our study expressed the importance of being 

involved in decision-making, with the only exception of decisions that involved merely medical 

knowledge. These differences may be explained by the different timing of decision-making 

processes (critical care versus longer term care). It is also possible that the understanding of 
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parents on what it means to be involved differs between studies (for example, being heard 

versus being fully responsible). 

 

Shared decision-making has been an important movement in both paediatrics and medicine in 

general over the last decade.39-40 Dutch regulations underline the importance of making parents, 

and – if possible – even children themselves, part of the decision-making process.41 The fact 

that parents often feel excluded may be an incentive to further investigate why parents are not 

always included, and what is needed to achieve this.  

 

The perceived need for options for active end of life decisions (e.g. euthanasia, or active life-

ending on request of parents) is a barrier that, to our knowledge, has not previously been 

mentioned in studies on barriers in care for children with life-threatening conditions. In contrast, 

other studies mention parents’ discomfort with making end-of-life decisions such as 

withholding or withdrawing treatment.42 Although the Netherlands is known for having a legal 

regulation of euthanasia and end-of-life decision-making in adults and newborns,25,43-44 the 

current regulations for children aged between one and 12 years old are similar to those in most 

other countries. Withholding and withdrawing treatment and palliative sedation are permitted, 

but active life-ending (euthanasia) is not. Following the Belgian legalization of euthanasia for 

competent minors, there has been a debate in the Netherlands about whether regulations on 

euthanasia should be broadened to allow active life-ending for children younger than 12 in 

cases of unbearable and hopeless suffering.45,46 

 

Parents perceived a lack of care for the family. Family care is one of the goals of palliative care8 

and is arguably a service that all parents and siblings of the child should receive.18 Previous studies 

highlight the importance of family support, including bereavement care.12-13,17  

 

Previous studies have underlined that care for young children includes attention for a child’s 

development.18,47 Our study adds that this does not only mean seeing the child as a whole, with 

both physical, social and emotional aspects, but that it also means seeing the child as a person. 

From the perspective of parents, care for children with life-threatening conditions focuses too 

much on symptoms and not enough on the human beings behind the symptoms.  This raises the 

question of whether such an attitude should be part of medical professionalism. 
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Medical professionalism: dehumanization?  

 

Medicine and emotional intimacy seem to have a difficult relationship. Can a professional 

working in paediatric palliative medicine be expected to build an empathic, intimate 

relationship with all of their patients? Some authors argue that what makes a good doctor is, in 

essence, expertise and knowledge, not empathy; that good doctor may be stand-offish or surly, 

as long as they treat a symptom adequately.48 Intimacy is a tool needed to detect the needs of a 

patient, but should be used very carefully, otherwise a doctor might ‘lose himself”.48-50 

Nevertheless, empathy benefits patients.51 The view of detachedness as a professional quality 

is often – although not always explicitly – reiterated throughout medicine. There is a tension 

between this viewpoint of professional detachedness and that of empathic intimacy, or human-

to-human contact, that parents ask for.  

 

What parents seem to miss in current practise is the other connotation of the word ‘care’: to 

care about. We cannot expect physicians or nurses to become emotionally attached to every 

patient that they meet, but this is not what parents seem to miss in current care. What they miss 

in care is not the lack of showing emotion, but the affirmation that all parties – children, family 

and physicians – are in fact human and that the illness affects lives, not monitors. This attitude 

can be implemented into standard care for children with life-threatening conditions.   

 

Medical detachedness versus attention for persons is not black or white, but rather a continuum, 

ranging from patient-physician relationships that focus on very specific symptoms, without 

much attention for the person who is experiencing it, towards recognizing the complexity of 

the child’s overall health situation, and finally evaluating care in the context of a child who as 

a human being experiences its illness. In different forms of medicine different levels of 

detachedness, and attention for the person may be appropriate. A dental appointment, where 

the physician-patient relationship is short, and the treatment limited to a specific expertise, calls 

for a different kind of professionalism than paediatric palliative care, where its very goal implies 

attention for the person. By its goal –improving quality of life by relieving suffering–2paediatric 

palliative care has shifted its focus from the illness and symptom towards the patient. The 

experienced barriers indicate that this shift is possibly insufficiently translated into care. 
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Perhaps it is time to consider how we should evaluate professional detachedness in the light of 

the goals of palliative care. Above all, policies and guidelines should not merely guide 

professionals on the technical aspects of symptom treatment, but aid them in topics of 

professional intimacy as well.    

 

Strengths and limitations. 

Our study has some limitations. First, our study focused on young children (aged one to 12 

years old) and the results cannot be generalized to adolescents or neonates. Second, although 

we put considerable effort into recruiting participants with different cultural and religious 

backgrounds, the success in achieving this variation was limited. Finally, we did not include 

the perspectives of physicians, in order to solely present the barriers perceived by parents. 

Although the parents’ own experiences are the experiences that they live by, and that represent 

their reality, they do not present a complete overview alone. In order to fully evaluate care for 

children with life-threatening conditions, the reality of the physicians, nurses and other involved 

parties should also be described.  

The strengths of this study are the size of the study. We held in-depth interviews with 64 

participating parents, and over 110 hours of qualitative data on audio were collected. This 

makes the study unique in its size. A second strength is the variety. Most existing research is 

limited either by medical diagnosis or hospital where care is administered. In this study we 

interviewed parents from children with various illnesses, in various stages of their illness, 

receiving care from various hospitals, providing a much needed broad perspective on care given 

to children living with life-threatening conditions.  

 

Conclusion 

This study explores the barriers that parents encounter during the process of caring for children 

with life-threatening conditions. The barriers experienced by parents in care for children with 

life-threatening conditions and uncertain futures are related to six major themes. First, parents 

wished for more empathetic and open communication about the illness and prognosis. Second, 

organizational barriers create bureaucratic obstacles and a lack of continuity of care. Third, 

parents wished for more involvement in decision-making. Fourth, parents wished they had more 

support from the healthcare team on end-of-life decision-making. Fifth, parents experienced a 

lack of attention for the family during the illness and after the death of their child. Finally, 
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parents experience an overemphasis on symptom-treatment and lack of attention for their child 

as a person. The parents’ wish to see the child as a person sheds new light on the relationship 

between medical professionalism and detachedness. We argue that in paediatric palliative care, 

the child behind the symptoms is sometimes forgotten. Paediatric palliative care might suit the 

needs of parents and children better when it re-evaluates its current professional detachedness, 

and progresses towards a medical professionalism where not only symptoms, but also people 

are treated.  
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Abstract 
 

Objective: Breaking bad news about life-threatening and possibly terminal conditions is a 

crucial part of paediatric care for children in this situation. Little is known about how the 

parents of children with life-threatening conditions experience communication of bad news. 

The objective of this study is to analyse parents’ experiences (barriers and facilitators) of 

communication of bad news.” 

 

Design: A qualitative study consisting of a constant comparative analysis of in-depth 

interviews conducted with parents. 

 

Setting: the Netherlands 

 

Participants: Sixty-four parents –bereaved and non-bereaved— of 44 children (aged 1-12 

years, 61% deceased) with a life-threatening condition. 

 

Interventions: None. 

 

Results: Based on parents’ experiences, the following 10 barriers to the communication of 

bad news were identified: 1) a lack of (timely) communication, 2) physicians’ failure to ask 

parents for input, 3) parents feel unprepared during and after the conversation, 4) a lack of 

clarity about future treatment, 5) physicians’ failure to voice uncertainties, 6) 

physicians’ failure to schedule follow-up conversations, 7) presence of too many or unknown 

healthcare professionals, 8) parental concerns in breaking bad news to children, 9) managing 

indications of bad news in non-conversational contexts and 10) parents’ misunderstanding 

medical terminology. 

 

Conclusions: This study shows healthcare professionals how parents experience barriers in 

bad news conversations. This mainly concerns practical aspects of communication. The 

results provide practical pointers on how the communication of bad news can be improved to 

better suit the needs of parents. From the parents’ perspective, the timing of conversations in 

which they were informed that their child might not survive was far too late. Sometimes, no 

such conversations ever took place. 
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What is already known on the topic.  

- Communication of bad news receives insufficient attention in medical training 

- Physicians often feel uncomfortable in delivering bad news.  

- Current studies –mostly limited to palliative care— show that parents are often not satisfied 

with the communication about their child’s life-threatening prognosis.  

 

What this study adds.  

- This study shows ten themes (barriers and facilitators) perceived by parents with regard to 

bad news conversations.  

- From the experiences of parents we deduced practical advise on how to improve bad news 

conversations. 

- The most important message: talk with parents, even when prognosis is uncertain.  
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Introduction  

During their years of medical training, physicians are instructed about how to deliver bad news 

to patients and their families.1,2 Communicating bad news –in this article defined as 

conversations between physicians and parents concerning their child’s severe diagnosis, limited 

treatment options or poor prognosis— is especially difficult in paediatrics. Here, it must 

navigate the triangular relationship between the healthcare professionals, the parents and the 

child.3 Communication can have a positive or negative effect on their parents’ perceptions of 

the decision-making process.4-5 However, many healthcare professionals feel uncomfortable 

when delivering bad news.6-7 

 

The few studies that have focused on parents’ experiences found a general lack of satisfaction 

with the way in which bad news is communicated.4,8-14 However, current knowledge suffers 

from two limitations. Firstly, many studies focus on oncology,4,10-15and secondly, they mainly 

focus on children who already receive palliative care, which in practice means that they mainly 

include children with a terminal diagnosis.”.8-10,13-15 Yet not all children with life-threatening 

conditions receive palliative care, or have been diagnosed with a terminal prognosis.16-18 It is 

important to understand how communication of bad news concerning children with life-

threatening conditions might be improved to better suit the needs of parents and children. This 

article provides a focused qualitative analysis of parental experiences of communication of bad 

news, and is part of a larger qualitative interview study into care and decision-making for 

children (aged 1-12 years) with life-threatening conditions.19  

 

Methods 
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In a large-scale, nationwide qualitative study, we interviewed parents on care and decision-

making for young children (aged 1-12 years). The themes on communication of bad news 

presented in this paper are the results of a focused analysis of parents’ experiences. 

 

Sample 

We recruited bereaved and non-bereaved parents of children (aged 1-12 years) with a life-

threatening condition. Life threatening-conditions are here defined as all medical conditions 

that are potentially lethal and/or life-limiting. Parents were excluded when their child had died 

more than 5 years prior to the interview. Recruitment was tailored to yield maximum variety in 

terms of condition, age, cultural background, level of education and place of residence. 

Recruitment continued until data saturation was achieved. First indications of thematic 

saturation were observed after 30 interviews,20 and extra interviews(12) were conducted to 

ascertain maximum variety. 

 

Recruitment  

Study participants were recruited in the period from November 2016 to October 2018. Parent 

support groups used their online platforms to reach potential participants, and paediatricians 

and paediatric palliative care teams were contacted to invite potential participants. All potential 

participants received full information about the study, were given an opportunity to ask 

questions before participation, and gave their written consent. 

 

Interviews 

A single face-to-face, in-depth interview was held with parents, usually at their place of 

residence (average duration: two hours). The topic guide is added as a supplementary file to 

this article. The interviews were held in Dutch, recorded on audio media and subsequently 
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transcribed verbatim. Interviews were conducted by the first author, MAB (female, MA, PhD 

student), who had undergone formal training for this purpose. The participants involved had no 

prior relation with the interviewer, nor were they offered any form of remuneration. Parents 

were free to choose to be interviewed alone or together. Emotional support from a social worker 

was offered after the interview, but none of the participants used this option.  

 

Analysis 

The aim of the analysis was to provide a qualitative description of barriers in communication 

of bad news as perceived by parents.21 A constant comparative analysis was used.20 For the 

purposes of this article, we analysed those sections of the interviews that concerned the 

communication of bad news.  

 

The first author coded the transcripts in terms of communication-related content. All of the 

authors read the selected material to familiarize themselves with the content. Themes were 

identified by a reiterative process of comparing and contrasting interview sections, which were 

further specified using Atlas.ti, a software program for coding qualitative texts.22 Coding was 

performed by the first two authors, and reviewed by all authors. Any discrepancies were 

discussed until consensus was achieved. The coding scheme is added as a supplementary file. 

 

Regular meetings with an advisory group of parents, researchers and paediatricians were held 

to discuss the results and translate them into recommendations of care. The study was submitted 

to the medical ethical board of the University Medical Center Groningen, who deemed it 

exempt from review. 
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Results 

We held interviews (N=42) with 64 parents of 44 children with a life-threatening condition, 24 

of them bereaved. All of the children involved suffered from a variety of life-threatening 

conditions. Parents were recruited from all parts of the Netherlands. Every Dutch academic 

medical centre, as well as over 20 local hospitals were represented. Details of participants’ 

characteristics are shown in Tables 1 and 2. 

 

 

Table 1. Children’s characteristics (n=44) 
 

Gender, male  20 (45.5%) 
Status  
Living 17 (38.6%) 
Deceased 27 (61.4%) 
Age*  
1-3 15 (34.0%) 
4-6 8   (18.2%) 
7-9 9   (20.5%) 
10-12 12 (27.3%) 
Diagnosis  
Malignancies 18 (40.9%) 
Congenital malformations 17 (38.6%) 
Cardiovascular 4 (9.1%) 
CNS 3 (6.8%) 
Other 1 (2.2%) 
Undiagnosed 1 (2.2%) 
Physical abilities**  
    Unimpaired or mildly impaired 9 
    Moderately impaired 15 
    Severely impaired 20 
Cognitive abilities**  
    Unimpaired or mildly impaired 18 
    Moderately impaired 7 
    Severely impaired 19 
Chance of dying***  
    Low chance of dying 10 
    Significant chance of dying 23 
    Terminal prognosis 11 

 
* For deceased children, the age at death.   
** Based on the interviews, we estimated average abilities from the moment of the diagnosis until the 
moment of the interview, or until the start of the terminal phase. 
*** Based on the interviews, we estimated the chance of dying at the moment the bad news was delivered. 
Where several conversations were involved, we averaged the known prognosis.    
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The experiences of parents included both facilitators and barriers, but parents were most explicit 

about the barriers to good communication of bad news. Conversations about the (possible) 

death of their child were most prominent in their narratives, but their experiences on bad news 

conversations included other information (such as the severity or treatability of the condition) 

as well.  

Table 2. Parents’ characteristics (n= 42 parent-couples, a total 64 of parents were interviewed) 
 

Interviewed parent (N=42)  
Both parents (interviewed together) 22 (52.4%) 
Mother alone 20 (47.6%) 
Father alone 0 (0.0%) 
Relationship status (N=42)  
Married/together 34 (81.0%) 
Level of education, mothers (N=42)  
Low educational level 1 (2.4%) 
Middle educational level 15 (35.7%) 
Higher educational level 14 (33.3%) 
University education 12 (28.6%) 
Level of education, fathers (N=42)  
Lower educational level 4 (9.5%) 
Middle educational level 15 (35.7%) 
Higher educational level 14 (33.3%) 
University education 9 (21.4%) 
Ethnicity of parents, according to participant (N=42)  
Dutch 36 (85.7%) 
Mixed  6 (14.3%) 
Religious/spiritual beliefs (N=64)  
None 39 (60.9%) 
Christian 19 (29.7%) 
Other 6 (9.4%) 
Family composition (N=42)  
1 child 8 (19.0%) 
2 children 22 (52.4%) 
3 children 10 (23.8%) 
4 or more children 2 (4.8%) 
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We identified 10 themes: 1) a lack of (timely) communication, 2) physicians’ failure to ask 

parents for input, 3) parents feel unprepared during and after the conversation, 4) a lack of 

clarity about future treatment, 5) physicians’ failure to voice uncertainties, 6) physicians’ failure 

to schedule follow-up conversations, 7) Presence of too many or unknown healthcare 

professionals, 8) parental concerns in breaking bad news to children, 9) managing indications 

of bad news in non-conversational contexts and 10) parents’misunderstanding of medical 

terminology. 

 

Theme 1: A lack of (timely) communication  

 

During the illness of their child, some parents seemed to be unaware that their child might not 

survive during treatment. We identified four types of prognosis: 1) conditions with a terminal 

prognosis, 2) conditions with a gradually changing prognosis (such as certain oncological 

conditions), 3) conditions with an all-or-nothing prognosis (such as cardiac surgeries) and 

finally 4) conditions where no precise diagnosis could be made (this was the case with several 

children with unknown metabolic conditions). Especially in the last two categories, there was 

little or no discussion of the possibility of death. 

(M37) “ You just don’t know what you are getting into. And looking back, I do think physicians 

knew, I think they realized quite quickly what was happening. But we did not. Because they never 

told us. Maybe they didn’t withhold the information on purpose, I don’t know, but… 

 

Interviewer: Looking back, do you think you would have wanted to know?  

 

Mother: Yes, when I look at that entire period, I would have wanted to know it. Maybe not on 

day 1, but at least a lot sooner. Then we might have done things differently that final year.  
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Several parents recalled retrospectively that they had never been explicitly told that their child’s 

future was uncertain or that their child might die, until shortly before the moment of death.   

 

(M20) “I went to the doctor, and asked, ‘Is he going to be okay?’ He replied, ‘well, with the 

right…’ And then I said, ‘No, I really want to know. I’m asking you.’ And it turned out that there 

was no chance at all. That’s when I said, ‘Then I don’t want all this treatment for him any more. 

We should take him home.’ After that it went quickly: he died the following day.”  

 

In some cases, a conversation never took place because parents were referred to another hospital 

and physicians assumed that the conversation had taken place. Parents felt that it was important 

to have open conversations about the child’s uncertain prognosis. They said that parents would 

be thinking about this anyway, and not mentioning it created a taboo. They felt that it should 

not be up to parents to take the initiative in such matters, as that would make them feel that they 

were giving up on their child. 

 

(F09) “You have to have the courage to [talk about the possibility of death]. And we were lucky 

to have one doctor who had that courage. I think a lot of doctors find that really difficult, because 

of who they are, and because of their training. (…) But it helps to talk, or philosophize together 

about death. And of course there are limits to what is possible, but there are possibilities as well, 

and it helps to be open about how you feel towards those.” 

 

The failure to hold such conversations leaves parents unprepared when the message is finally 

delivered, and deprives them of any opportunity to make decisions about their future.  
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(M20) “If they had told me, I would have taken him home instead, to give him a dignified end of 

life.”  

 

Theme 2: Failure to ask parents for input 

 

Parents appreciated conversations in which they were treated as equals. They emphasized that, 

in conversations of this kind, they wanted physicians to take them seriously when they signalled 

symptoms or evaluated the child’s quality of life. Physicians only see small snippets of a child’s 

life. This makes their evaluation incomplete and serves to underline the importance of a parental 

perspective.  

 

(M38) “They only see [our daughter] during check-ups in the hospital. But she behaves completely 

differently there. And then they draw all kinds of conclusions about how she is doing, and I always 

feel, yes, but when we get home, everything will be different again.” 

 

Recognizing that some people might want more information than others, some parents advised 

physicians to “ask parents how they wish to be informed – Whether they want all medical 

information or not” (M04) . 

 

 

Theme 3: Parents feel unprepared during and after the conversation  

 

Parents stated that they often felt overwhelmed by the conversation, because they were not 

sufficiently prepared for the conversation. One mother explained that she was given the news 

that her daughter’s tumour was terminal while she was lying in a hospital bed, recovering from 
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a caesarean. She had been given no prior notification of this conversation, and felt overwhelmed 

and bereft of autonomy. 

 

(M01) “The feeling of lying there, in your pyjamas, looking up to all these doctors, has left such 

a bad taste in my mouth. And I remember wondering, does it really need to be done like this?”  

 

The importance of facilities to support parents following conversations was also emphasized. 

Several participants remember walking out of the bad news conversation and being unable to 

find a quiet space where they could calm down and call their family, and with no idea of how 

to get home safely in that distressed state of mind. 

 

(M23) “Suddenly we were in the main hall again, and we said to each other, ‘What are we 

supposed to do now? I think we should call some people?’ We had come to the hospital by car, 

so I said, ‘I don’t think I can drive home right now.’ My husband said, ‘I think I can drive…’ But 

having to do that, that’s just irresponsible!”  

 

Theme 4: A lack of clarity about future treatment 

 

The parents emphasized that, when people are informed that their child’s illness is incurable, 

they should be told what to expect in terms of care and support. 

 

(M21) “[after the bad news conversation] we went home, [with the message] ‘go and make good 

memories with her.’ But how? I don’t think we had another appointment, or anything. For two 

weeks after that conversation, we had no idea what to do: Where should we go now? Who should 

we call? What should we do? We had to find out all those things ourselves.”  



 111 

 

Other parents had more positive experiences, appreciating that physicians promised to be there 

for them. 

 

(M15) “What I really appreciated was that besides the information about prognosis, they also said, 

this is what we can do for you. (…) We are going to support you through what is to come.” 

 

Theme 5: Physicians’ failure to voice uncertainties  

 

Parents felt that physicians often found it difficult to talk freely in situations involving 

uncertainty. Conversations were postponed until the details had been confirmed; in others, 

information that was presented as factual later turned out to be incorrect. 

 

(F01) “Just tell us that you don’t know.”  

 

Honesty about physicians’ lack of certainty was appreciated  

 

(M03) “[the doctor] said: ‘Are you okay with a second opinion? Because I really don’t know how 

to proceed at the moment.’ And I said, ‘I’m just happy that you honestly admit not knowing it, 

even as an expert on this’.”  

 

Theme 6: Failure to schedule follow-up conversations 

 

Several parents said that, after receiving bad news, they were immediately expected to ask 

questions and make decisions. This gave them no time to process the news. 
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(M07) “We were sitting there, in front of 14 white coats, and they said, ‘We have seen a 

cerebrovascular accident, what do you want?’ That was the first thing they asked. Without any 

context.”  

 

Several parents recommended that bad news conversations be carried out in two stages. The 

first stage would involve delivering the bad news, while the second stage would give parents 

an opportunity to ask questions, or to discuss decisions. A few parents had experienced such 

two-stage bad news conversations and appreciated this approach.  

 

(F31) “[a physician can] check during the second meeting, ‘did they hear everything I told them?’ 

Because maybe they only absorbed part of the message.” 

 

Theme 7: Presence of too many or unknown healthcare professionals. 

 

In several cases, bad news conversations included a group of physicians, many of whom were 

complete strangers to the parents. Parents would have preferred a more intimate setting.  

 

 (M01) “Six or seven people came in (…) and then they told us the news. And I just thought, 

‘Why are all these people here? What is the value of that? How am I supposed to react?’ Everyone 

is looking at you, and of them, we only knew the neurologist. It was really uncomfortable and 

overwhelming.” 

 

In cases where presence of several healthcare professionals was required, parents advised to 

introduce them and explain their presence at the conversation.  
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Theme 8: parental concerns about how bad news should be broken to their child 

 

Most of the parents in the study were positive about the way in which bad news had been broken 

to their child. However, some parents disagreed with physicians about how much children 

should be told about their illness. Others felt abandoned when it came to discussing illness and 

death with a young child. Several participants remarked that much of the information provided 

was targeted at children with terminal oncological conditions. Children themselves also had an 

impact on communication: some flatly refused to talk about their illness, while others were 

actively involved. 

 

(F25) “She would always know when the results of the MRI would come back, and would pick 

up the phone when the doctor called. She would say, ‘Oh, you can tell me!’ And the doctor would 

have a conversation with her about it.”  

 

Theme 9: Managing indications of bad news in non-conversational contexts 

 

During the treatment, important messages were sometimes inadvertently conveyed by other 

means: notes on a hospital bed, the waiting time before the results arrived or overheard 

conversations. Parents stressed that healthcare professionals need to be aware of the impact of 

such messages. 

 

(M15) “We were notified that the MRI had been rescheduled because the neurologist was hesitant 

to wait so long. The planners just make a schedule and notify you. But for us it was an all-

important message. So it would have been nice to have a little more... compassion there.” 
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Theme 10: Parents’ misunderstanding medical terminology 

 

Parents often felt that they understood what had been explained to them by healthcare 

professionals, but not always. An example of the latter is provided by a couple explaining that 

they had never realized that the brain tumour of their daughter was in fact, a cancer.. Medical 

terminology may not carry the same meaning for healthcare professionals as for parents, 

creating misunderstandings. 

 

Discussion 

 

The aim of this study was to investigate parents’ experiences ( barriers and facilitators) in 

communication of bad news. We studied this on a uniquely broad scale, with a large number of 

participants, nation wide, and a representation of various life-threatening conditions.23  

 

The narratives of parents gave insight in the various experiences of parents during 

communication of bad news. Some of the experiences of this group corroborate findings from 

earlier studies, such as the need for empathic communication8-10,24,25, and the importance of 

timely conversations about prognosis6,18,26,27. This study shows that especially for children with 

uncertain prognosis (which is often true with neurological and metabolic conditions) bad news 

conversations were often absent.  

 

The study adds insight in how lack of conversation impedes decision-making. Decisions that 

influence life-expectancy occur long before the illness is terminal. Parents expressed that they 

would have made different decisions if more information about the child’s prognosis had been 
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provided. This finding underlines the urgency to hold timely conversations about decision-

making in line with parental needs for individualised care planning.28 

 

Parents specifically mentioned the need for honesty regarding their child’s prognosis, as an 

opportunity to discuss the proportionality of treatment and possible end-of-life decisions. A 

lack of information could limit parents’ ability to make well-informed decisions about their 

child’s quality of life (including end-of-life decisions). In some instances, the healthcare 

professionals involved may feel that the parents are not ready to hear the prognosis.15,28 

However, they may be more prepared for the bad news than the medical staff suspect. More 

research is needed but, for the time being, the most pragmatic approach may be the one put 

forward by the parents in the study – “Ask parents how they wish to be informed”. 

 

Parents’ wish to be seen as an equal partner in communication about bad news ties in with 

ongoing changes in physician-patient relationships, in which the classic paternalistic model is 

giving way to models of shared decision making.29-30 Implementation in paediatrics remains 

limited.31 Lack of information is a frequent barrier in paediatric shared decision-making,31 but 

in palliative decision-making, crucial information originates from parents. The parents’ 

intimate knowledge of their child can – and should – complement the healthcare professional’s 

technical/medical expertise, necessitating communication. This is particularly true of 

conversations about quality of life and suffering. Although, in the experiences of parents in our 

study, this equal partnership is not always achieved, it is comforting to see that initiatives to 

enhance shared decision-making in paediatric palliative care are being developed.32 
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Our study does have some limitations. Firstly, it focused on young children (aged 1 to 12), so 

the results may not be generalizable to adolescents or neonates. Secondly, cultural differences 

in decision-making may mean that the experiences of Dutch parents differ from parents in other 

countries. Thirdly, we focused on the issues involved from the parents’ perspective, which 

means that we cannot be certain how the bad news was delivered. However, people’s 

experiences are central to their lives, and improving communication, is, in the end, about how 

communication is understood. 

 

Conclusion 

This study shows how parents perceive the communication of bad news. Their experiences 

highlight two main points. Firstly, the experiences of parents mainly concern very ‘practical’ 

aspects of communication: where conversations happen, who is present, how they are 

scheduled. Secondly, from the parents’ perspective, communication of bad news often took 

place far too late. Indeed, in some cases, no such conversations ever took place.  

 

This study shows that parents experience a significant number of barriers in the communication 

of bad news. Their experiences, however, provide an opportunity to improve communication 

about life-threatening conditions, e.g. by being aware that adequate information is disclosed to 

parents, especially in circumstances of uncertain knowledge. Parents express a need to be 

informed, even if their child’s situation is uncertain. This may be anticipated by having 

conversations shortly after a condition is classified as life –threatening or by asking parents 

how much they want to know. Second, parents may be better prepared for the conversation by 

creating circumstances that empower, rather than overwhelm them – for example by having 

regular one-to-one conversations. Together with our advisory group we translated the themes 

into a list of advises to improve communication of bad news. This list is presented in figure 1.  
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Good communication matters. It influences good care,14-16 and when parents voice 

dissatisfaction about their children’s care, this tends to be about communication, rather than the 

purely medical aspects of care.33-34 By studying the ways in which parents perceive 

communication of bad news, we can learn how to improve the way in which we communicate 

when caring for children with life-threatening conditions. Above all, we need to remind 

ourselves to talk to parents about the future of their child, especially when the prognosis is 

uncertain. 
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PART III 

 

Suffering 

 

 

 

  

 

Physician: I think that with this child, and I think that is the case with many 
children, is that I have never has a moment where I saw or heard her  and I thought: 
you are happy.  
 
That is of course a very difficult judgement to make, because how can I see whether 
or not a baby is happy? But in this case, basically everything you did with her made 
her cry. She was crying all day. 
 
 And there was always someone walking around with her to keep him a little 
comfortable. Um, but I've never seen her enjoy anything, including the presence of 
her parents. 
 
All I know of her is that she was lying on her side and someone had to rock her little 
bit back and forth. That was the only thing that could calm down a bit.  
But I've never seen her laugh, I've never heard her make noises that made me think: 
she's is enjoying herself.  
 
 
 
 
(Excerpt from physician interview 08) 
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Abstract 

 

Suffering is one of the most crucial concepts relating to care for children with life-threatening 

conditions, yet it is also one of the most elusive. To provide more insight into the suffering of 

these children, we interviewed physicians and parents of young children with life-threatening 

conditions. Their descriptions of suffering could be categorized in three main domains: 

physical, psychological, and existential.  

 

Suffering was largely related to the child’s loss of identity (i.e., what it means to be a child), 

when the focus of everything that happens is predominantly on the status of being a patient. 

The child’s ability to re-identify is an important modifier. The results challenge the symptom-

based approach that is sometimes found in palliative care and decision-making. We propose a 

four-dimensional model to guide and support physicians and parents in decision-making for 

severely ill children in the palliative phase.  
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Introduction 

 

Suffering is one of the most crucial concepts relating to care for children with life-threatening 

conditions, yet it is also one of the most elusive. Pediatric palliative care aims to improve quality 

of life by relieving suffering.1 Suffering is often a decisive factor in end-of-life decisions (e.g., 

withholding or withdrawing life-supporting treatment).2  

 

In recent decades, significant steps have been made in the development of pediatric palliative 

care, including substantial improvements in symptom control and pain relief.3,4 To date, 

understanding of what is entailed in the suffering of children with life-threatening illnesses 

remains limited. The few studies that have offered some insight into this aspect of care have 

focused predominantly on oncology.5-8 Children with oncological diagnoses are only one part 

of the larger group of children with life-threatening conditions,9  however, and knowledge about 

the suffering of children diagnosed with other life-threatening conditions remains even more 

limited.  

 

Within the field of medicine, there seems to be some agreement on a generic definition of 

suffering,10 stemming from the work of Eric Cassell. Cassell, whose theoretic framework in 

suffering is developed in several publications,11-14 defines suffering as “a state of severe distress 

associated with events that threaten the intactness of person”14 This definition extends far 

beyond pain and physical symptoms to encompass many other facets, including the 

psychological, social, and rational aspects of identity. Although several authors gave critized 

or further refined Cassell’s concept of suffering,15-17 many studies are based on Cassell’s 

definition,5-8,18-20  
 

Cassell alludes to suffering as an individual, internal experience. In this view, suffering thus 

has the same status as what is referred to in philosophy as a qualitative experience, or “qualia.”: 

the phenomenal character of an experience.21-22 It is therefore liable to the same difficulty as 

qualia: an internal experience is immeasurable and accessible only to the person experiencing 

it.22 With reference to the definition, Cassell acknowledges that “Suffering is ultimately a 

personal matter – something whose presence and extent can only be known to the sufferer.”14 

This poses significant difficulties to the development of knowledge on the suffering of patients 
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in general, and particularly for patients with limited communication, as is the case with young 

children. Even if we measure a child’s pain and discomfort in numerous ways, we cannot fully 

appreciate the child’s internal experience. A perfect understanding of the suffering of children 

may therefore be impossible. Given the significant role that suffering plays in care and decision-

making for children with life-threatening conditions, it is important to investigate the 

implications of this epistemological uncertainty. 

 

In the much-debated final chapter of the Tractatus Logico-philosophicus, Wittgenstein 

concludes, “Whereof one cannot speak, thereof one must be silent”23 Although the exact 

meaning of this passage is a subject of controversy, Wittgenstein does express a strict view on 

epistemological claims in this passage. In a way, his conclusion might be one of the dividing 

characteristics between theoretical philosophy and bioethics.  

 

In the absence of objective knowledge on the suffering of a child, scholars might be prone to 

follow Wittgenstein’s point of view and remain silent, or at least to postpone judgment. In 

medicine and bioethics, however, we are bound by a duty to act, even in situations where perfect 

understanding is absent. While we might never be able to obtain perfect knowledge of suffering, 

we can move forward to a deeper, more shared understanding of suffering by analyzing the 

diverse lived experiences of parents and healthcare professionals.  

 

It is of vital importance to deepen our understanding of the suffering of children with life-

threatening conditions, in order to ensure that care for these children fulfills its goal of relieving 

suffering. Additional insight into suffering is also needed in order to enable a discussion about 

the appropriateness of end-of-life decisions for children. Our goal in this study is both 

theoretical and practical: to deepen our understanding of the concept of suffering by adding 

experience-based knowledge and to generate practical knowledge that can benefit the care and 

decision-making for children. To achieve these objectives, we gathered and analyzed the 

experiences of parents and physicians of young children (1–12 years of age) with life-

threatening conditions.  

 

Methods 
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In a large-scale qualitative study, we conducted in-depth interviews with the parents and 

physicians of young children (1–12 years of age) with life-threatening conditions. This study is 

part of a larger research project on care and end-of-life decision-making for young children 

with life-threatening conditions.  

 

Participants were recruited through various platforms. In November 2016, the Pediatric 

Association of the Netherlands (NVK) called on Dutch pediatricians to invite parents to 

participate in the study.24 Parent support groups helped reach potential participants through 

their online platforms. Sampling was designed to yield maximum variation in terms of medical 

condition, age, cultural background, location, parental level of education, and place of residence 

for parents, as well as specialization and affiliation for physicians. We had two reasons for not 

including children themselves. First, due to gatekeeping in pediatric palliative care, the 

inclusion of children in research has proven to be very difficult.25 Second, interviewing children 

could potentially bias the results, as such a study would necessarily include only children with 

sufficient mental capabilities. 

 

Each participant was interviewed in one in-depth, face-to-face interview at a quiet location of 

the participant’s choice (usually the participant’s home or office). A topic guide was developed 

as an interview guide. Major themes in the interviews were the course of the disease, aspects 

of the illness (symptoms and impact), suffering, care, decision-making, and end of life. The 

interviews were conducted in Dutch, recorded on audio, and subsequently transcribed verbatim.  

  

A qualitative analysis was performed according to the grounded theory approach.26 The first 

author coded the transcripts for content related to suffering. All authors read the selected parts 

of the transcript in order to become familiar with the content. Broad themes were identified in 

meetings with all authors, and further specified. Thereafter, coding was performed by the first 

two authors, using the constant comparative method.27 The coding was reviewed by all authors, 

and differences were settled by discussion. Biannual meetings were held with an advisory group 

of researchers, physicians, and parents to discuss the progress of the study, its results, and its 

impact on current practice.  

 

Results 
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Participants  

 

In 42 interviews, we talked with 64 parents of 44 children. Of these children, 20 were living 

with life-threatening conditions, and 24 had died within the five years preceding the interview. 

All of the children were (or had been) 1–12 years of age, and they were (or had been) suffering 

from a variety of life-threatening conditions. We also interviewed 34 physicians with 

experience in caring for children with life-threatening conditions.  

 

There was great variation in the ways in which the medical conditions affected the children’s 

physical functioning, cognitive capacities, and activities of daily life. A number of parents 

described how the illness and medical treatment dominated the lives of their children, while 

others observed that the illnesses—albeit life-threatening—had relatively little effect on the 

daily lives of their children, in terms of both physical and mental abilities. The characteristics 

of the children are listed in Table 1.  
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Table 1. Children’s characteristics (n=44) 
 

Gender, male  20 (45.5%) 
Status  
Living 17 (38.6%) 
Deceased 27 (61.4%) 
Age*  
1-3 15 (34.0%) 
4-6 8   (18.2%) 
7-9 9   (20.5%) 
10-12 12 (27.3%) 
Diagnosis  
Malignancies 18 (40.9%) 
Congenital malformations 17 (38.6%) 
Cardiovascular 4 (9.1%) 
Other 5 (6.8%) 
Physical abilities**  
    Unimpaired or mildly impaired 9 
    Moderately impaired 15 
    Severely impaired 20 
Cognitive abilities**  
    Unimpaired or mildly impaired 18 
    Moderately impaired 7 
    Severely impaired 19 
Chance of dying***  
    Low chance of dying 10 
    Significant chance of dying 23 
    Terminal prognosis 11 

 
* For deceased children, the age at death.   
** Based on the interviews, we estimated average abilities from the moment of the diagnosis until the 
moment of the interview, or until the start of the terminal phase. 
*** Based on the interviews, we estimated the chance of dying at the moment the bad news was delivered. 
Where several conversations were involved, we averaged the known prognosis.    
   
 
 
 



 132 

Suffering: Types and causes 

 

Three general types of suffering could be identified in the interviews: physical, psychological, 

and existential. The causes of suffering also varied: illness, medical treatment, and the process 

of dying. Our coding scheme with the overlapping types and causes of suffering is presented in 

Figure 1. 

 

Physical suffering 
 

All of the interviews included descriptions of physical types of suffering, although the severity 

and kind of physical symptoms varied. Pain, fatigue, nausea, and epilepsy were the most 

commonly mentioned physical symptoms, but others were mentioned as well, including 

physical impairments, restlessness, and—in a few cases—self-harm caused by neurological 

discomfort.  

 

Pain was a dominant theme in physical suffering, and all of the participants described having 

seen their children in pain at some point during the illness. Pain varied from headaches, muscle 

and bone pain to pain caused by scoliosis, infections, fevers, or medical treatments (e.g., 

injections, skin biopsies, therapy, or physical examinations). Caregivers and professionals were 

not always able to relieve this pain. 

 

 (Mother20) He had a period where he was literally screaming because of the pain: “Help 

me, help me now!” (…) That went on for three days. I kept calling for help, until the nurse 

said: “Your son has a neurological tumor. Of course he is in pain.”  

 

Nausea, sometimes combined with dizziness, was often reported, especially in children with 

oncological diagnoses (“He was throwing up 24 hours a day, for 8 months”). Most children 

with metabolic and neurological conditions suffered from epileptic seizures, sometimes 

hundreds of seizures each day, varying in severity.  

 

(Mother07) He had hundreds of seizures every day. The epilepsy was there all day, every 

day. That is why he stopped developing. 
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Figure 1. Overview of causes and types of suffering 
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Fatigue was another form of physical suffering that was mentioned (“She was so tired, she 

didn’t even have the energy to cry any more”). Others included occasional self-harm caused by 

the continuing neurological discomfort (“She began to poke out her own eyes, to the point that 

we had to bind her hands”) and physical impairments. 

 

Parents and physicians gave similar descriptions of symptoms of physical suffering. However, 

doctors focused more on the severity of physical symptoms, and parents focused more on the 

effects of such suffering on the child’s life. They stressed that physical suffering should always 

be judged in the context of the child’s life and the child’s ability to cope with or adapt to the 

symptoms.  

 

(Physician04) I define suffering in general as children in pain, which you can see from 

their facial expressions, although it is sometimes difficult to see. You sometimes see them 

struggling. (…) You always interpret that in the context of the diagnosis, and everything 

you know about the illness. (…) We can’t measure suffering, but as I said, when a child 

is suffering endlessly from pain that can’t be treated, or when a child… Well, that’s 

suffering.  

 

(Mother44) An ear infection or an itch may not seem too bad, but if you’re as helpless as 

he is, and you can’t do anything about it yourself, it can become awful. He can’t regulate 

or understand the pain. He can’t even scratch. 

  

Many descriptions of physical suffering focused on the process of dying. In many cases, it was 

not the quiet process that parents and physicians had hoped for. In children with neurological 

tumors, parents and physicians witnessed severe physical suffering from the mass effect of the 

tumor, which led to pain, screaming, or severe epilepsy.  

 

(Mother01) She had these severe seizures, where she would bend over completely, with 

her heels towards the back of her head. And I kept wondering, “Why does she have to go 

through this?” 
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The suffering in this stage occurred in a significant number of children despite physicians’ 

attempts to relieve it.  

 

(Mother08) She had received 72 times the dose [of sedatives] that a child of her weight 

would usually receive. 72 times. On both legs, arms… All the pharmacies in the area were 

sold out. But she did not respond to the medication. 

 

The length of the actual dying process was mentioned repeatedly in this context. Parents often 

described dying processes that took days, sometimes even weeks. Parents univocally described 

this prolonged process as suffering for the child. Although many physicians agreed with them, 

several questioned whether this might merely be a normal part of the dying process.  

 

Psychological suffering 

 

The second category of suffering mentioned by the participants consisted of psychological 

symptoms. The symptoms most commonly mentioned were stress and fear, but diminished 

quality of life was reported frequently as well.  

 

Younger children in particular were reported to have experienced stress or fear, usually caused 

by the treatment. 

 

(Father01) She had a lot of stress from the chemotherapy. They restrained her, because 

she had to lie still. That was terrifying for her, she hated it. (…) We had some traumas 

there, screaming... terrible.  

 

In many cases, the child’s ability to understand the illness and medical treatment could reduce 

suffering from stress (e.g., because the child was able to understand the necessity of certain 

treatments and grasp the impact thereof). It helped children to adapt better to their 

circumstances. For example, some children invented rituals to reduce their own stress (“He had 

us counting down during radiotherapy, so he knew exactly how long he had to go”).  
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In contrast, in a few cases, understanding or rationalization of the illness created suffering for 

the child. In these cases, the children seemed to suffer from the experience of coping with their 

own death, or the illness caused them to become depressed. Some children seemed to feel guilty 

for being ill, or to worry about leaving family behind after dying. 

 

(Mother39) Then she got what we called “fretting-periods.” She became very 

depressed, didn’t want to leave us alone any more, not even to go to the bathroom, and 

she started to ask questions. About death, her illness, about wanting to atone for small 

wrongdoings in her past, as if they were now of enormous importance to her. 

 

Many participants also identified comparison with peers as a cause of psychological suffering. 

From a very young age, children were faced with the realization that they differed from their 

peers in terms of physical appearance or mental or physical abilities. (M10) “She was very 

aware of her spasms, and would tell her teacher, ‘I can’t draw. I scribble.’” For some children, 

comparing their own situations to those of healthy peers led to suffering. 

  

(Father43) Suffering… I think we saw her suffer when her legs became temporarily 

paralyzed because of the tumor. She felt so powerless. Even more so because it was such 

a visible handicap. Sometimes, it happened at school, and then she had to tell the teacher, 

“I can’t get up.” 

 

Several participants described the child’s overall loss of quality of life as a source of suffering. 

Most parents and physicians identified quality of life—or the ability to find enjoyment—as 

more important than the physical or cognitive impairments.  

 

(Physician05) I never saw her enjoying anything, not even the presence of her parents. 

The only way that I saw her was lying on her side, and someone had to shake her a little. 

That was the only way she’d calm down a little. But I never saw her laugh, never heard 

her make sounds that made me think, “Oh, she is happy.” There was nothing. She could 

only lie there and cry, and if she didn’t, she would have a seizure.  
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Several parents and physicians added that psychological suffering is sometimes undervalued in 

the care for children.  

 

(Physician08) I think suffering is more than just pain. Suffering is also fear, and 

discomfort, and disappointment. That is all suffering; suffering is not merely a physical 

thing. But the physical side is the most visible side, and the easiest to address. 

 

Physicians found it more difficult to act upon psychological suffering than it was to act upon 

physical suffering for two reasons. First, many physicians admitted to having difficulty arriving 

at an objective assessment of quality of life (or lack thereof) on the part of children, or of their 

psychological or existential suffering.  

 

(Physician01) I find it very hard to judge [that kind of suffering]. Because from other, 

communicative, patients, we know that outsiders will always judge the situation worse 

than the patient. Who am I to say that it is suffering, to live like that?  

  

Second, physicians expressed that they thought regulations were sometimes more directed 

toward physical suffering than toward other kinds of suffering. For example, one physician 

mentioned this with regard to a Dutch regulation on end-of-life decisions: 

 

(Physician02) In my opinion, she doesn’t fit the criteria [of suffering] as mentioned in 

the regulation on active life-ending for newborns, because I think that those describe 

clear physical suffering, such as pain. But this suffering is more related to the chronic 

hopelessness of her situation. 

 

 Existential suffering 

 

The third category of suffering that parents and physicians recognized was existential suffering. 

This category comprises descriptions of suffering that drew attention to the child as a person: 

the importance of being a person, a child, yourself, in contrast to being merely a patient. 

Participants provided further descriptions of what this existential aspect of suffering entailed.  
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Parents recounted that the experience of being a child was greatly influenced by the ability to 

engage in social activities with peers and family. The life-threatening conditions had an 

influence on the children’s social lives. Parents noted that their children greatly appreciated 

being able to maintain their activities of daily life (e.g., going to school and playing with peers), 

even if this was hindered by illness or medical treatment. “He went to school until the last day 

before he died.” In some circumstances, however, adaptation was no longer possible, and 

children suffered from the loss of their social lives.   

 

(Mother19) He could only lie down (…) You look out the window, and see your friends 

playing outside, and think to yourself, “I’ll never be able to do that again.” To me, that is 

unbearable suffering.  

 

Other factors involved in existential suffering included loss of autonomy or loss of the ability 

to makes one’s own plans or pursue one’s own ideas. This was identified as suffering 

particularly by the parents of children with limited mental capabilities, although they 

acknowledged that it was difficult to say for certain whether their children experienced it as 

suffering. There seemed to be a lack of agreement between participants concerning whether 

lack of autonomy or a lack of ability to pursue a “meaningful” life constituted suffering only if 

the child experienced it as a limitation, or whether it was a form of suffering regardless of the 

child’s own judgment.  

 

(Mother16) Everything she does is decided for her by us. We decide when she eats, when 

she sleeps, how she lies down. She will never be able to make her own plans.  

 

The lack of occupying a position in the world was also mentioned (“He will never be out there. 

Never be a part of society”). Many parents, as well as several physicians, explicitly identified 

the prolonged process of dying as a cause of suffering for the child, because they regarded it as 

an undignified end of life. Once palliative sedation was started, the process of dying lasted 

weeks in some cases, and physicians were not always able to sedate the child sufficiently to 

ensure that the child was comfortable.  
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(Father03) You know he is dying. As soon as you start [the sedation] there is no way back. 

You have been waiting for it for two weeks. Why does it have to be so slow? Why so… 

undignified? 

 

Physicians acknowledged the severity of symptoms in the terminal stage of life (e.g., epileptic 

seizures and screaming). However, while some regarded it as a cause of suffering for the child, 

others questioned whether the children were still conscious enough to experience the suffering.  

 

(Physician01) How much suffering must we accept during the dying process? I am 

convinced that the consciousness of the child had decreased significantly during this 

phase, but ultimately, who knows that for sure? Who can say that these children might 

not experience it any longer?  

  

Coping with suffering: Identity adaptation 

 

Most descriptions of suffering placed the physical, psychological, or existential suffering of the 

child within the context of what it meant for the child’s identity. One important aspect of this 

identity was the ability of children to adapt when aspects of their illnesses hindered them from 

expressing their identities as they had done in the past. Many parents and physicians mentioned 

the remarkable adaptability of children in terms of coping with new circumstances and finding 

new forms of enjoyment or new ways to give meaning to their situations.  

 

(Mother06) She was handicapped, and she realized that (…) but she always just went for it. 

She wanted to join the gymnastics team, so she did; even if she couldn’t, she would not give 

up. When she couldn’t run anymore, she would be the referee in games.  

 

In many interviews, parents described the importance of such “identity adaptation”: not 

regarding the effects of illness and treatments as a threat to their being (as Cassel would describe 

it), but as a reason to find other sources of self-expression.  

 



 140 

(Mother18) In a way, I think her interest in learning and reading was because she couldn’t 

use her legs any more: she found a new focus. Like the backlight of a bicycle that shines 

brighter when the front light is broken.  

 

Similar descriptions were recounted for children with severe disabilities, albeit not as conscious 

processes. In one interview, the parents of a girl who had been diagnosed with a severe 

metabolic condition at the age of six years described how their child had progressed from 

fighting against her limitations towards acceptance.  

 

(Father31) In the beginning, it was very clear that she noticed that she couldn’t keep up 

with her peers. (…) And this was very frustrating for her. She fought against it; it was 

hell.  

(Mother 31) But at some point, I think children realize that… and she knew. And I think 

she dealt with it a lot quicker and better than we did.  

 

Later in the interview, the mother continued to note that, even though the child’s current 

prognosis was much worse, her suffering had diminished.  

 

(Mother31) I think that she is happy here now. Being here, in this family, is enough. 

That’s how small her world has become. The rest of the world doesn’t matter to her 

anymore. 

 

In cases where children were or had become unable to cope with the changes in their lives, 

parents and physicians described their suffering as “the child not being there anymore,” “giving 

up,” or the child “becoming just a patient.”  

  

When suffering becomes unbearable: Suffering and decision-making 

 

In their interviews, parents and physicians described how suffering and quality of life served as 

the primary motivation guiding them in making end-of-life (or other) decisions for the children. 

In some cases, the perceived unbearable suffering led parents and physicians to question the 
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proportionality of continuing treatment. They sometimes felt that the only way to relieve the 

child’s suffering was to let the child go.  

 

(Mother10) Her suffering had been so extreme that, for days, she didn’t even have the 

energy to smile. So, it was very clear to me that death was a relief for her.  

 

Most of the physicians and parents who were interviewed agreed that relieving suffering 

sometimes meant taking a step back and not doing everything possible to prolong a child’s life.  

 

(Physician21) Suffering plays a major role, especially when you deliberate, “Should we 

give this patient these aggressive treatments?” Those treatments inevitably create 

discomfort for a patient. Receiving artificial respiration… That’s not comfortable.  

 

In a few cases, the suffering observed by parents (and physicians) was so extreme for children 

that it led parents to request actively hastening the child’s death. Although such requests were 

never granted, some parents and physicians wanted to make this decision in order to spare the 

child unbearable suffering, especially when death was inevitable and the dying process had 

already started. 

 

(Mother07) That last phase of their life can be terrible. Why does he have to go through that 

last bit? Granting your child a dignified end of life is the only thing you can do. And then 

you can’t even give them that.  

 

Discussion 

 

When a child’s illness proves to be life-threatening or incurable, many physicians would at least 

like to promise that they will prevent further suffering. Unfortunately, it is not always possible 

to keep such a promise. Suffering is common in children with life-threatening conditions. In a 

2000 study, Wolfe and colleagues provided significant insight into the suffering of children 

with oncological conditions, demonstrating that suffering was common in these children.8 Our 

study, which examines a wider variety of life-threatening conditions, reveals similar results: to 

date, the increased efforts to relieve suffering through palliative care in the past decade do not 
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appear to be sufficient, and (severe) suffering is still an occurring phenomenon in children with 

life-threatening conditions. 

 

The experiences described in this article provide insight into what parents and physicians 

consider to be suffering in young children. They highlight physical, psychological, and 

existential suffering. These descriptions of suffering are similar to those used by Cicely 

Saunders (the founder of palliative care) to describe the concept of “total pain”—which includes 

physical, psychological, social, and spiritual aspects—28 but there are also differences. Within 

a secularized society like the Netherlands, the concept of existential suffering is better suited to 

the experiences of parents and physicians than is the concept of spirituality, which, although it 

is broader than religion alone, has a strong religious connotation. The central theme of 

spirituality in suffering appears to have been replaced by a broader theme of what it means to 

be a child. 

 

Being a child: Identity and identity adaptation 

 

According to parents and physicians who participated in this study, being a child includes 

finding enjoyment, communicating and being social with peers and family, pursuing ideas, 

being part of the world, developing and, finally, possessing human dignity. Physical, 

psychological, and existential suffering can impede such expressions of personhood, although 

not every symptom or limitation creates suffering. The participants also referred to the 

remarkable ability of children to adapt—to find new ways to express their identity. Children 

who had previously found enjoyment in engaging in physical activities were often able to find 

ways of participating in games despite their physical impairments, or they found new ways of 

expressing themselves as individuals. As a separate phenomenon, adaptation has previously 

been documented within the context of pediatric care. For example, Sulkers argues that 

psychological adaptation and goal adjustment can be observed in pediatric oncology.  Our study 

links the phenomenon to pediatric palliative suffering. Suffering is created not only by the 

symptoms that children experience, but also by the impossibility of adapting to their changing 

circumstances. In other words, suffering in children involves more than physical limitations. It 

also concerns the ways in which children are able to live with (and within) these limitations. 
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We have illustrated this phenomenon of identity adaptation in Figure 2. It is important to note, 

however, that adaptation is not always possible for some symptoms (e.g., pain).  

 
Figure 2. The process of identity adaptation as a way of coping with suffering 

 

When children are no longer able to adapt, and this inability to accept or adapt is not merely a 

phase of grieving,29 they stop being children and become merely (suffering) patients.  

 

From illness-centered toward patient-centered toward person-centered care 

 

In the contemporary system of medical care, it may seem superfluous to state that relieving 

suffering is an important goal of medicine. Nevertheless, the focus on relieving pediatric 

suffering is actually quite recent. As highlighted in a recent article by Sisk and colleagues, until 

the development of hospice care and (pediatric) palliative care in the 1960s and 1970s, very 

little attention had been given to suffering in patients with life-threatening conditions.3,31 Pain 

and suffering were especially neglected in pediatric care, as children were thought to be unable 

to experience pain in the same way that adults do.3,32 
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With the development of palliative care and subsequently pediatric palliative care,33 suffering 

has become a central concept in care. Palliative treatment is currently developing as a 

component of pediatric medicine.34 This development can be described as a movement from 

illness-centered care toward patient-centered care: a care that is “respectful of, and responsive 

to, individual patient preferences, needs and values, and ensuring that patient values guide all 

clinical decisions”.35 Consistent with this view, palliative care is often described as being 

patient-centered.36 

 

Our study suggests a further step. According to our respondents, both parents and physicians, 

the focus on pediatric suffering should be directed less toward the child as a patient and more 

toward the child as a person. By focusing on the patient instead of the child, pediatric 

palliative care might fall short of its goal of relieving suffering. We therefore propose a 

further development in pediatric palliative care: a shift from patient-centered care toward 

person-centered care.37 This view significantly differs from the perception on suffering from 

Van Hooft, who claims that physicians relieve suffering by curing illnesses, not by addressing 

existential needs of a patient: “Helping a person in such a way that the fulfilment of the 

internal goals of their being is not frustrated, whatever that may involve in a particular case, is 

what a health worker does by attending to the needs of the body”.17 This position may be true 

in many facets of curative medicine; the suffering of a patient with a broken leg may indeed 

be relieved more by curing the bone fracture, than by a person-centered approach. In care for 

children who face the possibility of dying, however, the experiences of parents and physicians 

show that a mere ‘medical’ approach to suffering is insufficient.  

 

The dying process as suffering  

 

In the interviews, the end of life was identified as a phase in which suffering is common. As 

early as 1970, when palliative care was still in its earliest stages of development, Olmsted noted 

that technological advancements prolonged the dying process and that, in children, death thus 

no longer came “quickly and mercifully”. Although palliative treatment has since made 

considerable progress, Olmsted’s statement still rings true in certain ways. In our study, both 

parents and physicians described suffering—in some cases, unbearable suffering—during the 
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dying process, ranging from pain and epileptic seizures to stress and lack of dignity. Current 

treatment is apparently not always able to relieve this suffering.  

 

Implementation 

 

In order to guide physicians and parents in conversations on person-centered care and decision-

making, we have translated the main themes of suffering, as described by participants, into a 

proposed model of suffering (see Figure 3).  

 

 
Figure 3. A model for incorporating suffering into care and decision-making. 
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Strengths and limitations 

 

Our study is subject to several limitations. First, as discussed in the introduction, given that 

suffering is defined as an internal experience, the results might have been affected by our choice 

to gather information about suffering from parents and physicians, rather than from children 

themselves. A second limitation is that, because the study focuses on young children (1–12 

years of age), the results cannot be generalized to adolescents or neonates.  

 

The strengths of this study include the size and diversity of the sample. We conducted in-depth 

interviews with 64 parents and 34 physicians. Most existing studies are limited to patients with 

oncological diagnoses. In this study, we interviewed parents and physicians from children with 

a variety of illnesses, in various stages of illness, receiving care from various hospitals. This 

diversity provides a much-needed broadening of the perspective on the suffering of children 

with life-threatening conditions. 

 

Conclusion 

 

Pediatric palliative care and decision-making is aimed at relieving suffering—39 a goal that 

cannot be achieved without insight into the elusive concept of suffering. As demonstrated by 

the experiences of parents and physicians, suffering is still a common occurrence in children 

with life-limiting and life-threatening conditions, despite the development of pediatric 

palliative care.  

 

Our study highlights the variety of ways in which young children with such conditions can 

suffer in the eyes of parents and healthcare professionals. Suffering has physical, psychological, 

and existential aspects. Most importantly, however, suffering starts when a child stops being a 

child and becomes merely a patient.  

 

Our results strengthen Cassel’s definition of suffering in terms of threats to the intactness of 

personhood.11-14 To consider what suffering is for a specific child, we must answer the question 

of what it means for that child to be a person. In addition to physical and psychological 



 147 

symptoms (e.g., pain, discomfort, stress), existential suffering is relevant in this regard. In this 

article, we propose a model for incorporating these insights into decision-making.  

 

In the palliative phase, the suffering of children also raises questions concerning the 

proportionality of treatment. According to both the parents and physicians participating in this 

study, in the attempt to relieve the suffering of a child (which, in some cases, is unbearable), 

the best option could be to stand back, provide as much comfort as possible, and accept death. 

In rare cases where no other acceptable options are available, parents sometimes request active 

life-ending procedures. Although the debate about the justifiability of such choices is important, 

it exceeds the scope of this article.  

 

In conclusion, the fact that we do not have access to a child’s inner experiences does not prevent 

us from gaining knowledge on their suffering. Our experience-based approach reveals the 

complexity of the suffering of a child from the perspective of parents and physicians, as well 

as the emphasis of such suffering on the child’s personhood. In only a few decades, pediatric 

palliative care has progressed from “veritable neglect”3  toward a developing system of patient-

centered care. We hope that the insights from our study will contribute to the further 

development of this form of care from being patient-centered toward being person-centered, 

with the objective of relieving suffering in all of its aspects.  
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PART IV 

 

Decision-making 

 

 

  

 
Mother: That final part of his life was inhumane. For everyone. Not only for him, 
but also for us, for all those people sitting at his bedside. 
 
Why does it have to be like that? I find that incomprehensible.  
 
Of course, it is an ethical issue, I understand that. 
Where it will lead to, (…) they why can’t that choice be discussed with the loved 
ones?  
 
For some, those final days may be very valuable. But for the others it can be very 
traumatic. It was very traumatic for us, and I would rather have skipped that. 
 
(…)   
 
And is that euthanasia? I do not know. But what it is, is granting someone a 
dignified end of life.  
 

 

 

(Excerpt from parent interview 27) 
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Abstract: When talking about decisionmaking for children with a life-threatening condition, 

the death of children with brain tumors deserves special attention. The last days of the lives of 

these children can be particularly harsh for bystanders, and raise questions about the suffering 

of these children themselves. In the Netherlands, these children are part of the group for whom 

a wide range of end-of-life decisions are discussed, and questions raised. What does the end-

of-life for these children look like, and what motivates physicians and parents to make decisions 

that may affect the life and death of these children? This article highlights the story of the 

parents of the sisters Roos and Noor. When both their daughters were diagnosed with a 

hereditary brain tumor, they had to make similar decisions twice. Their story sheds light on the 

suffering of children in the terminal phase, and how this suffering may motivate parents and 

physicians to make decisions that influence the end of life of these children’s lives. 
 

We argue that complete knowledge about suffering in the terminal phase of children with brain 

tumors is impossible. However, by collecting experiences like those of Roos and Noor, we can 

move toward an experienced-based understanding and better guide parents and physicians 

through these hardest of decisions.  
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Introduction 

 

No one is, or will ever be an expert when it comes to children dying. Physicians, no matter how 

medically skilled, will always lack significant intimate knowledge; for parents, these deaths are 

once-in-a-lifetime events. However, even lacking expertise, decisions need to be made that 

might influence life expectations.  

 

The end of life for children with brain tumors deserves special attention. Their last days can be 

particularly harsh for bystanders, who feel powerless in the face of watching them display 

increasingly severe symptoms without being able to offer any good options. Moreover, the 

situation raises important questions about quality of life and suffering of these children, and the 

decisions that have to be made.  

 

In the Netherlands, children with brain tumors are a significant part of the group of patients 

for whom end-of-life decisions1 (ranging from withholding or withdrawing aspects of 

treatment to active life-ending) are being made and discussed.  

 

Although there is a growing body of knowledge on how such decisions are made,2,3 what is 

needed is insight into what the experience means for those involved in making these 

decisions. The narrative side of pediatric end of life is a way to bridge that gap and provide 

insight into what it is like to live through these life-altering periods, and provide some 

understanding of how parents and healthcare professionals perceive the suffering of these 

children, and how this perception motivates them to make the decisions that affect their death.  

 

Suffering for children with brain tumors 

 

In the context of a more extensive study into decisions and care for children with a life-

threatening condition in the Netherlands that will soon be published,4 we interviewed 64 parents 

of 44 children that lived or had lived with a life-threatening condition. Amongst those were the 

parents of 15 children who died from a brain tumor. Typical for children with brain tumors was 

the way these parents described suffering that occurs in the last phase of their life, when the 

mass effect of the tumor creates various symptoms, ranging from aching, nausea, and impaired 
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consciousness to epileptic seizures. While parents sometimes also saw other kinds of suffering 

in their children, it was this specific process in the terminal phase that motivated a significant 

number of interviewed parents to discuss end-of-life decisions. In several cases the decision 

was made to start terminal sedation. In a few occasions parents requested to actively end the 

child’s life; but these requests were all denied.  

 

Notably amongst them were the parents of two sisters: Roos and Noor. To provide insight 

into this unique perspective on suffering and the way it motivates decisionmaking, we used 

their story in this article to give insight into the death of children with neurological tumors. 

The reason why the story of Roos and Noor is of such importance is threefold: first, their 

story exemplifies the way parents see suffering in children with neurological tumors. Second, 

it is representative of how these perceptions motivate decisionmaking. And third, although 

their story is representative of the way parents see suffering, this story is even more poignant 

because for these parents, the death of a child was not a once-in-a-lifetime event. They had to 

face the same suffering, and the same decisions, twice, and their story gives much needed, 

intimate insight into the relation between the suffering of children with neurological tumors, 

and end-of-life decisionmaking. 

 

The Story of Roos and Noor 

 

Upon hearing the verdict that their youngest daughter Noor was suffering from a brain tumor 

with a very limited prognosis, her father expressed the following: “Doctor, we were thinking 

about Wednesday.” The physician was baffled. “Wednesday, what?” he asked. “To let her die, 

on Wednesday,” the father answered.  

 

 

The painful story of this family begins with Roos, the elder sister. When a prenatal scan of Roos 

showed slightly enlarged brain ventricles, the suspicion of an ominous medical condition was 

an immediate concern. Three weeks after her birth, the cause was determined: a malignant and 

aggressive atypical teratoid rhabdoid brain tumor. 
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For a year, Roos underwent surgery and chemotherapy to which she responded very well; and, 

for a while the tumor seemed to be successfully removed. The parents recall her during this 

period as a happy child, who practically hopscotched into hospital for her check-ups. Up until 

that point, her parents remembered her life as one with relatively little pain, although her mother 

underlines that it is very difficult to know for certain, as Roos was a child who would never cry 

or complain when hurt:  

 
“She never cried from the time she was operated on at three months old. Since crying is the only 

thing babies can do, I’m not sure why Roos couldn’t or wouldn’t cry any more. You could theorize 

that maybe she felt that she had been through so much already, there was just no point in crying. 

I have no idea whether children can have such realizations, but we never found an explanation as 

to why she did not cry.” 

 

However, after several months, brain scans revealed that the tumor has relapsed. Seeing how 

well Roos had responded to the first treatment, and because at that time, there were no signs of 

the tumor spreading, treatment was started again, this time with the addition of radiation 

therapy. Looking back, her parents say that there was hardly any discussion about this decision: 

“Everyone agreed that we should give her this chance, seeing how well she had responded to 

her first chemo treatment.” 

 

Three weeks after the final day of her radio- and chemotherapy, Roos’ condition suddenly 

deteriorated. The first symptoms of her discomfort were fatigue, nausea and an unwillingness 

to eat. Suspecting a case of influenza, Roos was admitted to the local hospital. But her 

symptoms turned out to be the terminal stage of Roos’ illness.  

 

The final stage of Roos’ life is not what her parents would have hoped. During the second night 

in the local hospital, her symptoms worsened, and Roos unexpectedly became unresponsive. 

She was transferred to the Intensive Care Unit of the academic hospital, where initial brain 

scans indicated the possibility of metastatic tumors in the brain ventricles and spinal cord.  

 

Before a final scan the next day could confirm this suspicion, the mass effect of the metastatic 

tumors had started to put pressure on nerves and brain tissue and cause seizures. Roos was 

screaming and over-arching her entire body as a side effect of the seizures. Throughout this 
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traumatic time, her parents were unable to comfort Roos, as it was impossible to hold or make 

contact with her:  

 
“We didn’t know what to do, we were sitting at her bed, and we were panicking because she 

kept screaming, and we couldn’t calm her down. So the nurse suggested to wait in the hallway, 

but every time the door opened, we heard her screaming again. […] and at that time I didn’t 

understand why they wouldn’t do anything and kept thinking, How is it possible that we are 

on an ICU, and no one does anything?” 
 

Finally, physicians decided to temporarily sedate Roos and make further scans to confirm the 

suspected metastases, but Roos did not wake up from her coma. At age two, she died in the 

ICU.  

 

After receiving several reassurances that the condition was not hereditary, the parents 

welcomed a second child, Noor. Sadly, during the pregnancy, ultrasound scans showed that 

Noor had similarly enlarged brain ventricles, suggesting the same brain tumor as Roos. Due to 

growing concerns about her health, a caesarian section was performed at 34 weeks. Just one 

day after her birth, scans confirmed that Noor had inherited the same condition as her sister. 

The mother remembers lying in bed, still exhausted from the caesarian section, when a 

delegation of doctors walked in to deliver the bad news. The parents were devastated. 

 

Soon after, there was further confirmation that due to the spreading of the tumor, there was no 

chance that Noor would survive. The parents, having lived through the suffering of their eldest 

daughter, decided to ask that Noor be spared the suffering they saw in Roos’ final days. This is 

when the father said: “Doctor, we were thinking about Wednesday.” 

 

Father: “I think the physician was a bit shocked by our bluntness. But we had the history 

with Roos [...] and with the prognosis being as it was, we wanted to spare Noor that 

suffering.” 

Mother: Why do you have to watch a little girl’s condition deteriorating, if you know she 

will die? Why can’t you grant her a soft and dignified death? Because that feels like the only 

thing you can still do for her.” 
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This story shows the importance of the narrative behind the parents’ request, and their 

existential understanding of the unbearable suffering that motivated their wishes. Without 

context, the parents’ appeal for euthanasia for Noor may have seemed abrupt—perhaps even 

inconceivable—but from a view of their experiences, we can understand what they hoped to 

avoid for Noor.  

 

At the time of these events, unlike her older sister Roos, Noor was less than a year old. For 

children between 1 and 12, actively ending life, euthanasia,5 is not legalized.6 However, for 

younger children like Noor, active life-ending is permitted under strict circumstances first 

described in the Groningen Protocol.7,8,9  

 

 In Noor’s case, thinking euthanasia might be illegal, the physicians denied the parents’ request. 

Instead, in an effort to prevent the parents’ fear of witnessing another traumatic death, they 

turned to a plan to provide Noor with palliative sedation. 

 

Noor’s life was short, she lived to be almost 8 weeks old. With the help of the physicians her 

parents tried to create good memories at home during this time, even though they had initially 

wanted to stay with her in the hospital:  

 
“Out of fear of what was to come, I was so scared to take her home, but the hospital staff said: 

‘We’re not saying that you should, but please think about it a bit longer. [And our pediatrician] 

said: “If you want to go home, I will come with you, to make sure you feel safe enough to take 

her home.” And we responded ‘Wow, you would do that, for us? It made us feel so understood.’”  

 

Her parents are now grateful to have those memories of Noor in their family home. But as 

effects of her tumor became visible, (and, although her parents remember her as looking 

comfortable) the tumor caused hydrocephalus, and her mother questions if this may have caused 

Noor to suffer: 

 

“At some point, her head had grown so much, that it was difficult to hold her, she couldn’t wear 

normal clothes because they wouldn’t fit over her head, and she couldn’t turn or lift her head very 

well… So those were the things that made us think: ‘that must be terrible for her. But of course 

that is debatable, because she did not know any better.’” 
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When increasing symptoms signaled that Noor’s life was coming to a close, parents and 

physicians together agreed to begin terminal sedation.  

 

Mother: “We took her home for one last night, and she slept between us. And the next day we 

brought her to the hospital. […] They started the sedation, and she fell asleep peacefully. And 

then we waited, laying her on my chest, and her dad’s.  

The pediatrician had told us what the signs of dying would be. There were several hours of 

gasping, and moments when we thought it was over. But finally, at 20:30 she passed away.  

Father: “And then you take your deceased child home, in the same stroller that you brought her 

in that morning, you take her home in the evening.”  

 

End-of-life with a brain tumor: Suffering for a child?  

 

The end of life for Roos, with her impaired consciousness, seizures, and related signs of 

discomfort, is unfortunately not uncommon for children with neurological tumors.10 Although 

the experience was clearly traumatic for the parents, the question remains as to what we can 

say about the suffering of these children.  

 

In the final stages of a neurological tumor, various symptoms can arise, ranging from headaches 

and nausea, to seizures and over-arching, as was seen with Roos.11 These symptoms are caused 

by the mass effect of the tumor, pressing on nerves and brain matter. The general consensus 

amongst physicians is that in the final stages, when children are having seizures, children lack 

the awareness to actively experience suffering.12 

  

From a philosophical point of view, however, that is not the end of the question. In both the 

medical and the philosophical contexts, the concept of suffering is somewhat underdefined (it 

is, for example, notably lacking an entry in the Stanford Encyclopedia of Philosophy13). In the 

medical setting, the commonly used definition dates back to the 1990s, when Eric Cassell 

described suffering as: ‘the state of severe distress associated with events that threaten the 

intactness of a person.’14 Although the literature has since both criticized and refined this 

definition,15,16,17,18 Cassell’s definition remains the one most often used and cited. 
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With the phenomenological experience (the state of distress) as one of the defining qualities of 

suffering, we have to keep in mind that we can never have complete access to the qualitative 

experiences of these children. Although there is evidence that children do not suffer from their 

seizures since they do not actively experience them,19 authors such as Thomas Nagel and David 

Chalmers argue that, even if we could have complete and perfect access to the brain activity of 

these children in their final stages (which in itself would present significant ethical problems), 

their qualitative experience would still elude us.20,21 Therefore, the conclusion that children 

themselves do not actively suffer from the brain tumors, is never a fact we can take for granted.  

 

However, suffering is not merely a question about if these children actively have these 

phenomenological experiences. For the parents of Roos and Noor, as it is for many of the 

interviewed parents, suffering does not only consist of the possibility that the children might 

actively experience the symptoms caused by the mass effect of the tumor, it also consists of the 

absence of a dignified death, or the ‘futility’ of a child having to go through those symptoms at 

the end of their life. As the mother stated earlier: “Why do you have to watch a little girl’s 

condition deteriorating, if you know she will die? Why can’t you grant her a soft and dignified 

death? Because that feels like the only thing you can still do for her.” 

 

But is this suffering? We might argue that an undignified death as a form of suffering does tie 

in with the second defining feature of Cassell’s concept of suffering: the intactness of the 

person.22 However, there is no definitive answer to that question. Suffering is not merely a 

factual question, it has semantic aspects as well, i.e., how to demarcate suffering. That can only 

be decided by consensus. The fact that parents perceive it as a form of suffering that even 

motivates them to consider end-of-life decisions, is an indication that we at should least debate 

the possibility.  

 

 

Decisions at the end of life: A matter of regulations?  

 

We have chosen these parents and their children to address the importance of narrative with 

regard to pediatric neurological suffering. For the parents of Roos and Noor, their experiences 

pushed them toward a request that goes against every instinct and wish of any parent: “Can you 
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end the life of our daughter Noor?’ Their appeal went against their own heartfelt wish to keep 

their daughter with them just a little bit longer; but came from wanting to protect Noor from 

the suffering they saw in their eldest daughter, Roos. 

 

Children with neurological tumors constitute a significant number of the children for whom 

end-of-life decisions are often discussed, but perhaps what we really should talk about is: What 

is suffering for these children (not to be confused with the equally important debate on how 

parental suffering should be regarded in decisionmaking)? For suffering lies at the heart of 

pediatric palliative care; all definitions of pediatric palliative care and end-of-life 

decisionmaking focus on the relief and ending of suffering.23,24 

 

Decisionmaking, whether it is about withholding or withdrawing kinds of treatment, terminal 

sedation, or euthanasia, is not merely a case of regulations. In Noor’s case, euthanasia might 

have been permitted in cases of hopeless and unbearable suffering,25 but the parents’ request 

was denied by the physician. It is possible but unlikely that the physician was not aware of the 

regulation. It is much more likely—and this is something that we often come across in our 

interviews with physicians—that the physician had difficulties in weighing Noor’s suffering, or 

demarcating it as unbearable and hopeless. We speculate that this might also play a factor in 

the fact that since installment of the formal regulations on active life-ending for newborns in 

2007, only three cases have been reported.26 

 

From the Dutch pediatric point of view, any kind of end-of-life decisionmaking is not merely a 

matter of whether it is permitted by law, but also of a weighing a child’s suffering and quality 

of life against the possibility of relieving this suffering in any way.27 In the Dutch context, it is 

emphasized that this is a decision that should always be made with parents.28,29 

  

It is the contention here that rather than merely legislating and leaving physicians alone with 

the question of how to use the law, we need to widen the discussion to include a closer 

examination of what suffering actually entails, when it becomes unbearable—and for whom? 

More often than not, the kind of suffering that occurs in situations where parents and physicians 

have to make these decisions, is not clear-cut. It is the kind of suffering we saw in Roos and 
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Noor: suffering that is not merely about pain, but also about dignity, social aspects, and lack of 

quality of life in all its facets.  

 

The evidence-based scientists in us may want to wish for more absolute protocols, and find that 

these do not exist when it comes to suffering; the philosophers may want to wait for more 

information before drawing conclusions, and find that reality does not allow us that luxury of 

time. We have to give more meaning to the concept of suffering by seeing the various ways 

that children can suffer when confronted with a terminal illness.  

 

Although a perfect understanding of suffering in children will be impossible, an experience-

based conceptualization can help with making better decisions. Although regulations on 

decisionmaking can aid physicians with not standing empty-handed in cases of severe suffering, 

they need to be accompanied by guidance on how to interpret the suffering of these children. 

The ‘suffering’ of children with brain tumors might not fit our traditional understanding of the 

concept. We need to have conversations about what suffering is before we can even discuss 

legalizing end-of-life decisions such as euthanasia. By collecting and analyzing more stories 

like those of Roos and Noor, we gain more insight into the variety of situations that parents see 

as suffering, and the how it determines their decisionmaking.    
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Abstract.   

 

Background 

In the Netherlands, there are currently regulations regarding actively ending life in both patients 

aged 12 years or older and newborns. However, such regulations do not exist for children aged 

1 to 12 years. The debate about the absence of regulations for children in this age group is 

complicated due to the lack of data about end-of-life care and end-of-life decision-making. 

 

Methods 

In a nationwide qualitative interview study, parents (bereaved and non-bereaved) and 

physicians of children aged 1 to 12 years with various life-threatening conditions were 

interviewed. 

 

Results 

64 parents and 34 physicians were interviewed. A range of decisions with life-shortening effects 

were described. No cases of active life-ending were reported. Several participants described 

cases of unbearable suffering in which the current options were insufficient in terms of relieving 

the child’s suffering. In such cases, parents and physicians sometimes wished there were legal 

options to actively end the child’s life. Physicians reported that they experienced legal 

uncertainty about making end-of-life decisions and requested more guidance.  

 

Conclusion 

This study provides insight into the practice of end-of-life decision-making and the attitudes of 

parents and physicians toward active ending of life. Improving palliative care and clarifying 

current regulations might help physicians feel more secure when making end-of-life decisions. 

Expanding regulations to allow active ending of life in children (1-12y) might help physicians 

not to stand empty-handed in rare cases of unbearable suffering. This is a political decision that 

should include a profound analysis of the ethical foundation of such a regulation. 
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Introduction 

 

When a child suffers from a life-threatening condition, the possibility of death will interfere 

with the hopes and expectations about the future that young people tend to have. In this context, 

difficult questions may arise: should physicians always do everything to prolong the lives of 

these patients? And if a child suffers unbearably, should it be possible for physicians and 

parents to decide to actively end the patient’s life?  

 

A decision in Belgium in 2014 to extend the right to request euthanasia to all competent minors 
1,2 sparked a debate in the Netherlands about active life-ending in children aged 1 to 12 years 3-

9. Some physicians and parents stated that it was unfair to deny children aged one to twelve 

years, unlike neonates and patients aged twelve years and older, the right to active life-ending 

if they suffered unbearably. 

 

Current regulations on active life-ending in the Netherlands 

End-of-life decisions are decisions that may intentionally or unintentionally hasten death 10. 

Such decisions, which are legal in many countries, include withholding or withdrawing life-

supporting or life-prolonging treatment and administering high-dose medication to alleviate 

symptoms 10-14. 

Euthanasia and/or physician-assisted suicide has been legalized in several countries around the 

world 15. In the Netherlands, there are currently two regulations that allow active ending of life 

in case the patient suffers unbearably provided that a number of due care criteria have been met. 

The Dutch Termination of Life on Request and Assisted Suicide Act allows physicians to grant 

requests for euthanasia made by mentally competent patients aged twelve years or older 16. 

Between 2002 and 2018, only eight cases of euthanasia in minors were reported 17.  
 

Since 2005, there has been an additional regulation that allows active life-ending of infants (0 

to 1 years of age) if the child suffers severely and has only limited chances of survival 18-20. 

Among the safeguards in this regulation are the requirements of a well-considered parental 

request, independent second opinion and post-hoc review. Only three cases of active life-ending 
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have been reported since the implementation of this regulation 21. For children aged one to 

twelve years, there are no legal regulations allowing the active ending of life. 

 

However, the Dutch Criminal Code contains a legal possibility to make use of an exemption 

from criminal liability. A physician may claim impunity based on the concept of necessity 

resulting from a conflict of duties, i.e. a conflict between his professional obligation to relieve 

unbearable suffering and his obligation to preserve life 22. Such claims were previously made 

about adult patients and neonates 23-25. This exemption might apply to cases involving children 

between 1 and 12 years as well, but no claims concerning this age group have been reported as 

yet. 

 

The debate on end-of-life decisions in children has revealed two knowledge gaps. Firstly, 

although end-of-life practices in both neonates and adults have been thoroughly investigated 

and documented, little is known about current practices of end-of-life care and decision-making 

concerning children (1-12 years) 26-29. Secondly, although a regulation concerning active life-

ending has been suggested in the public debate, there is no clear evidence that parents, 

physicians or children would consider or miss the option of active life-ending. 

 

To address these knowledge gaps, the Dutch minister of Health, Welfare and Sport requested 

research into care and decision-making for children who may be facing death 30. This study 

provides the first overview of attitudes and requests regarding the active ending of life in the 

context of end-of-life decision-making for children (aged 1 to 12 years), of their parents and 

physicians.  

 

Methods 

We conducted a nationwide qualitative study with in-depth interviews with parents and 

physicians of children (aged 1 to 12 years) suffering from life-threatening conditions.  

 

Sample  

We invited both bereaved and non-bereaved parents of children (aged 1 to 12 years) with a life-

threatening condition to participate in our study. Bereaved parents were eligible if their child 

died less than 5 years ago. Physicians of children whose parents participated in this study 
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(matched interviews) as well as other physicians with experiences of care and decision-making 

regarding children with a life-threatening condition were recruited.  

 

 Recruitment 

Various platforms were used to recruit participants: Parent support groups, pediatric hospitals, 

pediatric palliative care teams and the Pediatric Association of the Netherlands. The aim of the 

recruitment of parents was to achieve maximum variation in terms of parents’ level of 

education, place of residence and cultural background, and the child’s medical condition and  

location of care. During the interviews with the parents, we asked the parent’s consent to 

interview the physician most involved in making the child’s health care decisions. The aim of 

the recruitment of non-matched physicians was to maximize variety in terms of medical 

specialization and care centers. Non-matched physicians were interviewed about their most 

recent experience in treating a child (1-12 years) with a life-threatening condition.  

 

 Interviews  

One in-depth, face-to-face interview was held with each participant at a location of the 

participant’s choice, led by a topic guide (supplementary file 1). The interviews, held in Dutch, 

were audio recorded and subsequently transcribed verbatim.  

  

Analysis 

The constant comparative analysis method was used 31. The first two authors selected all the 

content related to decision-making. All authors read selected parts of the transcript in order to 

become familiar with the content. Themes were identified by an iterative process of comparing 

and contrasting interview segments. The coding was performed by the first two authors and 

reviewed by all authors. Nine meetings were held with an advisory group of researchers, 

physicians and parents to discuss the progress of the study, the study results and their impact 

on current practice.  

 

Results 

  

 Participants  
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We interviewed 64 parents of 44 children (during 42 interviews) and 34 physicians, of whom 

17 had treated children whose parents were interviewed as well (matched interviews). Table 1, 

2 and 3 show the characteristics of the parents, children and physicians. 

 

 
 

Table 1. Characteristics of parents (N= 42 interviews, 64 participating parents) 
 

Relationship status  
   Married/Living together 34 (81.0%) 
Level of education, mothers (N=42)  
   Low-level education 1 (2.4%) 
   Mid-level education (practical) 15 (35.7%) 
   Higher education (vocational) 14 (33.3%) 
   Academic education (university) 12 (28.6%) 
Level of education, fathers (N=42)  
   Low-level education  4 (9.5%) 
   Mid-level education (practical)  15 (35.7%) 
   Higher education (vocational)  14 (33.3%) 
  Academic education (university) 9 (21.4%) 
Nationality (N=42)  
   Dutch 36 (85.7%) 
   Other 6 (14.3%) 
Religious/spiritual beliefs (N=64)  
None 39 (60.9%) 
Christian 19 (29.7%) 
Other 6 (9.4%) 
Number of children per family (N=42)  
1 child 8 (19.0%) 
2 children 22 (52.4%) 
3 children 10 (23.8%) 
4 or more children 2 (4.8%) 

 
 



 177 

 , 

 
 

 Themes 

The interviews revealed a range of experiences regarding decision-making and active ending 

of life. We identified three main themes. The first theme comprises (end-of-life) decision-

making and the context in which end-of-life decisions are currently made. The second theme 

Table 2. Characteristics of children of interviewed parents (N=44) 
 

Gender  
    Female 24 (54.6%) 
    Male 20 (45.4%) 
Age (years) at death or at the time of the interview  
    1–3 15 (34.0%) 
    4–6 8 (18.2%) 
    7–9 9 (20.5%) 
    10–12 12 (27.3%) 
Diagnosis  
    Malignancy 18 (40.9%) 
    Neurological/metabolic disease 17 (38.6%) 
    Cardiovascular disease 4 (9.1%) 
    Other 5 (11.4%) 

 

Table 3. Characteristics of physicians (N=34) 
 

Interview  
   Matched interview   17 (50%) 
   Non-matched interview 17 (50%) 
Work setting  
   Academic hospital 24 (70.6%) 
   Regional hospital 6 (16.7%) 
   Other  4 (11,8%) 
Specialty  
   General pediatrics 11 (32%) 
   Intensive care medicine 5 (15%) 
   Oncology 4 (12%) 
   Neurology 4 (12%) 
   Intellectual disability care 3 (9%) 
   Metabolic medicine 2 (6%) 
   Neonatology 1 (3%) 
   Immunology 1 (3%) 
   Cardiology 1 (3%) 
   Social pediatrics 1 (3%) 
   General practice 1 (3%) 
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considers the consequences of the context in which end-of-life decisions are currently made 

and is divided into two sub-themes, namely the fear of legal repercussions and withdrawal of 

artificial nutrition and hydration. The third theme comprises the active ending of life and 

discussions about attitudes toward active ending of life and reasons to request active ending of 

life. 

 

 Theme 1. (End-of-life) decision-making  

  

Many parents were confronted with an end-of-life decision for their child. Participants 

described a wide range of decisions, including decisions regarding foregoing treatment aimed 

at recovery, limiting life-sustaining or life-prolonging treatment, withdrawing life-sustaining 

treatment or providing high-dose comfort medication to alleviate symptoms. Such decisions 

were frequently made well before the child’s condition was terminal. 

 

Participants emphasized that not everything should always be done to prolong a child’s life 

when the child is severely suffering. However, a number of parents testified that physicians 

were often too focused on continuing life-prolonging treatment without discussing the costs 

and benefits of this approach or the possibility of death.  

 
(Father 08): “I think it is the responsibility of hospitals and parents to discuss the possibility of 

[not prolonging life] as well, because maximizing the quality of life does not always imply 

lengthening of life. In my opinion, that is not emphasized enough. They should have talked to us 

about it and should have said: ‘We want what is best for your child. Is that artificially lengthening 

her life? Or would it be better to offer her an opportunity to die?’ They should discuss that.” 

  

Theme 2. Consequences of end-of-life decisions 

 

2a. Fear of legal repercussions 

During the interviews, physicians often mentioned their fear of legal repercussions when 

making end-of-life decisions. Many of them worried that attempts to relieve a patient’s 

suffering would be perceived as active life-ending by the legal authorities. Physicians suggested 

that there is a grey area between palliative sedation and active ending of life. 
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(Physician 03): “I think that palliative sedation and active euthanasia are part of a continuum. 

When does the former end and the latter begin?” 
 

Physicians stressed that they missed guidance on how to make end-of-life decisions and how 

to correctly interpret legislation. They often felt uncertain about how ‘far’ they could go in 

terms of relieving a patient’s suffering without crossing the line and actively ending the 

patient’s life. The participants’ perceptions varied: some physicians considered the 

administered dose of comfort providing medication to be indicative of whether an act involves 

actively ending a patient’s life or relieving their symptoms, whereas others considered the 

administration of muscle relaxants to be sole indicator of active life-ending. Several physicians 

conceded that their fear of making end-of-life decisions sometimes might have caused 

prolonged suffering in children. They often referred to a recent court case in the Netherlands in 

which a general practitioner faced legal charges for prescribing high doses of sedatives to 

alleviate suffering in an adult patient 32. 

 

(Physician 18): “Unfortunately, unnecessary suffering of a child still occurs because we are too 

scared to relieve their symptoms if this has potentially life-shortening effects. We all remember 

[the court case] and fear legal consequences.” 

 

Several physicians reflected on the currently available legal possibility of exemption from 

criminal liability. They stated that such a procedure would involve too much insecurity and 

many years of legal procedures and uncertainty. 

 

(Physician 33): “You cannot ask that of a physician. It is ridiculous to think that you ─ as a 

physician ─ just put your head on the block and hope that nobody will swing the axe.” 

 

 

2b. Withdrawal of artificial nutrition and hydration 

 

Although at the end of life, palliative sedation was frequently reported as a measure to relieve 

suffering, several participants reported experiences where despite the presence of (unbearable) 

suffering, palliative sedation was no option due the child’s longer life expectancy (palliative 

sedation formally requires that the child is in the dying phase). If the child’s life expectancy did 
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not allow the initiation of palliative sedation, participants reported that the children sometimes 

continued to suffer unbearably. In these cases, the suffering of children reported by participants 

comprised physical symptoms which were difficult to control by symptom-relief (such as 

repeated epileptic seizures, pain and discomfort) in combination with a perceived lack of quality 

of life. 

 

In two cases, it was stated that the decision was made to end the child’s unbearable suffering 

by withdrawing artificial nutrition and hydration, causing the child to die. Parents and 

physicians considered this the only legally acceptable way to end the suffering of their child. 

Physicians mentioned that the decision to withdraw artificial nutrition and hydration was only 

made after long discussions within the medical team and additional ethical consultation. 

 

The following quotes show the reflections of parents and physician on a trajectory where the 

decision was made to withdraw the artificial nutrition and hydration from a young girl suffering 

from a rare metabolic condition. Physicians provided midazolam during the process to relieve 

the child’s suffering from the withdrawal of nutrition. The child, however, did not respond to 

the given medication. The process lasted eight days, during which the child was fully awake. 

After a week, the decision was made to provide increasing levels of morphine to increase 

comfort for the child, after which the child died. The physician reported it to be a very difficult 

process, and felt unsecure in knowing what was and what was not allowed in the relief of 

suffering during this process.   

 

(Father and mother 08)  

Father: “[It was agreed] to focus on her comfort. It was not the intention to put her to sleep 

permanently, because that would be palliative sedation which was not allowed. She would receive 

enough medication to be comfortable. (…) However, she was wide awake and did not respond to the 

midazolam at all.  

(…) 

 “After a week, the general practitioner finally said: ‘We cannot go on like this. She is not 

comfortable, we have not fed her in a week.’ (…) So that is when they finally decided to sedate her. 

(…) She died on the eighth day”. 
(…) 
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Mother: “In a way, we were lucky. In the end, she did not die of starvation. She died from the 

morphine which were given as emergency therapy because she did not respond to the [midazolam]. 

Otherwise she might have continued to live in such a state for another three full weeks.” 
 

(Physician 08) I know from the parents and the GP that it was an extremely tough process. Even to 

a point where the GP said: “let’s bring on that debate about euthanasia, because this was almost 

inhumane, how it went. I wanted so badly to provide comfort, but with the plan of medication that 

we had drawn up, I just couldn’t…”  

 

The parents felt betrayed because they had to put their child through this final process even 

though everyone agreed that the child was suffering unbearably. They felt that it was justified 

to let the child die.  

 

(Mother 08): I cannot understand why a developed society like ours allows a child to suffer so 

unbearably that it is considered alright to let her go, but [only] by means of starvation. Why? We 

could also have given her something to let her go immediately.” 
 

 Theme 3. Active ending of life. 

 

3a. Attitudes toward active ending of life 

 

The interviews revealed no evidence of active life-ending actually being carried out in practice.  

 
(Physician 21): “We do not perform euthanasia on children, we really don’t. However, we can 

be generous in terms of palliative sedation and pain control. I think that this happens in all 

pediatric intensive care units in the Netherlands. It means that once the decision has been made 

that a child has no (acceptable) future the entire treatment focuses on comfort. Even minor 

discomfort should be treated, no matter what the consequences of this treatment are.” 

 

While some participants thought current possibilities to relieve suffering were in general 

sufficient, some parents and physicians thought that legal options for active life-ending in 

children (1-12years) should be available. They felt that the current regulations are sometimes 

insufficient in terms of relieving unbearable suffering. 
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Physicians stressed that regulations on active ending of life should be accompanied by how 

to interpret the regulations in terms of how and when physicians could use them.  

 

(Physician 03): I think [regulations] should be a bit more progressive. So that we can act more 

actively in hopeless situations. But additionally, I hope for more clarity as well, so you don’t leave 

[the interpretation of the regulations] to the professionals. Because then I would still always be 

afraid that I’d act in a certain situation, and would end up being prosecuted (...) If you know what 

the rules were, it would be easier. 

 

 3b. Reasons to request active ending of life  

Several parents reported that they had considered or even requested active life-ending for their 

child. They stated that they had witnessed unbearable suffering and saw no other option to 

relieve this suffering than by active ending of their child’s life. 

 
(Mother07): “His situation is just... it is so hopeless. The constant realization that it will never 

get any better and will only get worse. Then why on earth does he have to go through that horrible 

final stage of his illness? It is so… meaningless. I just cannot think of any reason why we should 

put him through that.” 

 

All requests discussed in this study were made by parents whose child was incapable of making 

a well-considered request themselves. Two types of requests could be distinguished, namely 

requests made for children during the process of dying and requests made for children suffering 

unbearably with a longer life-expectancy. No requests from children for active life-ending were 

found.   

 

  Requests for active ending of life during the process of dying.  

The interviews revealed that most of the requests for active ending of life were made in the 

terminal phase, i.e. when the life expectancy of the child was limited to a maximum of weeks, 

or the process of dying had already started. During this phase, parents and several physicians 

saw unbearable suffering of the child. In children with brain tumors in particular, it was 

frequently observed that the mass effect of the tumor caused pain, nausea or seizures. In several 

cases, medication could not fully relieve the child’s suffering, as physicians feared that by 
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further increasing the amount of sedatives, they might cross the border between symptom-relief 

and active life-ending. 

 
(Mother18): “They told us: ‘We will start sedation on Saturday. Then she will become more 

relaxed, so that you can start to say goodbye. (…) But she did not respond well to the sedation. 

Her face was distorted from pain and she was very stressed and moving restlessly. She was so 

stressed that we sometimes had to restrain her to prevent her from jumping out of bed. She looked 

almost like a tiger in a cage. It was really awful and we kept asking: ‘Give her more [sedatives], 

please give her more.’ But that was not allowed.” 

 

A prolonged process of dying was sometimes considered to be a cause of a child’s suffering as 

well. In a few cases, the dying process lasted weeks and in one case not less than almost three 

weeks. Physicians were not always able to sedate a child sufficiently to relieve the suffering or 

discomfort in this phase. Parents and physicians reported that they found it inhumane to force 

the child to go through this final phase. 

 

(Mother 27): “[As a parent] you don’t sleep for two weeks and you see your child slowly 

slipping away. At some point, he is no longer your child and no longer there. (…) Having to go 

through that process was inhumane and degrading for everyone, the child as well as the family. 

(…) For me, it was a very traumatic experience. (…) I also would have liked to have a 

conversation [about the possibility of hastening death]. Would that have been active euthanasia? 

I’m not sure, but it would have provided the opportunity to end someone’s life in a dignified 

manner.” 

 

Although many physicians agreed with the parents that a prolonged process of dying could 

cause suffering to both child and parents, some considered this to be natural.  

 
(Physician 18): “I think it is okay that dying sometimes takes longer. That is part of the process 

and if you explain it carefully to the parents, you don’t need to hasten it. It can be beautiful as 

well, so that parents may say: ‘He took his time and did not give up just like that’.” 

 

 Requests for active ending of life for children with a longer life expectancy  
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In some cases, parents made a request for euthanasia for a child with an unknown, or longer 

life-expectancy. They saw unbearable suffering of their child without any quality of life. In 

these cases, other end-of-life decisions to stop the child’s suffering could not be made because 

there were no life-supporting treatments to withdraw and their life expectancy was not limited 

enough to meet the criteria and initiate palliative sedation. 

 

(Mother 02): “After seven or eight years, the combination of symptoms made us think: ‘Is this 

life really worth living for a child, without any progress?’ At some point we asked: ‘This is it?’ 

That makes the situation hopeless for her. We also think that she is constantly suffering because 

of her epileptic seizures in particular. I just do not want that for her. (…) But the problem is ─ 

and I do think this is a problem ─ that she has a very strong body despite her illness. Her heart 

will not give up very easily. As a result, there is not an appropriate time for you and the physician 

to decide to withdraw treatment, which will lead to her death.” 

 

Although the conditions of these children were terminal, their precise life expectancy was 

difficult to determine. Several physicians acknowledged that prolonged suffering could justify 

a request for active ending of life whereas others emphasized the difficulty of making end-of-

life decisions for children based on a perceived lack of quality of life rather than on physical 

suffering, which may take more visible forms, especially when the child’s life expectancy is 

uncertain.  

 

Discussion 

In this article, we report the findings of a pioneering study into end-of-life decision-making 

practices for children aged one to twelve years. We studied this particular age group to bridge 

knowledge gaps arising from the public debate about the desirability of legal regulations 

allowing active life ending in these children. Our study shows that a range of end-of-life 

decisions are made for children with life-threatening conditions. When parents and physicians 

make these decisions, they navigate between providing life-prolonging treatment aimed at 

recovery and relieving suffering while accepting a potentially reduced life expectancy as an 

effect. This approach is in accordance with the Dutch care policy for these children, which 

states that every decision to provide life-lengthening treatment should be based on whether such 

a decision is in the child’s best interest: not everything that can be done should always be done 
33. 
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Participants report a lack of clearness in guidelines about current possibilities in end-of-life 

decision-making for children. Especially with regard to the reported ‘grey area’ between 

palliative sedation and active life-ending, physicians mention a lack of clarity. As a result, some 

physicians may hesitate to increase the doses of morphine or sedatives for fear of inadvertently 

crossing the line between legally allowed end-of-life decisions and active ending of life, 

resulting in prolonged suffering.  

 

In situations where all other options to relieve a child’s suffering fail, parents and physicians 

may feel that the only way to relieve the suffering is to discontinue artificially provided nutrition 

and hydration.34 Both parents and physicians considered this to be the last resort in terms of 

ending their child’s suffering. In their perspective, withdrawing nutrition and hydration added 

to the suffering, which was especially unacceptable because this suffering could, according to 

the participants, have been alleviated through increased doses of sedatives, which were denied. 

This is related to the mentioned lack of clarity about how and when the increased use of 

morphine or sedatives is allowed. 

 

We did not find any evidence of physicians intentionally and actively ending the lives of 

children aged 1 to 12 years. Notably, both for neonatal and adult patients cases of active ending 

of life were reported before the implementation of regulations regarding euthanasia and active 

ending of life 23-25. Some parents and physicians were in favor of extending legal regulations 

on active ending of life to children aged 1 to 12 years. They reported that they had witnessed 

unbearable suffering and felt that they had not had enough reasonable options to end the child’s 

suffering.  

 

The practice of voluntary euthanasia is based on self-determination.35 Euthanasia requested by 

a patient younger than 12 years might conceptually be possible: the Belgian legislation is based 

on this presupposition 1,2. However, in this study, all requests were made by parents of children 

who were not mentally competent to express their wishes in an explicit manner, due to their 

age or neurological condition. Therefore, a regulation for the patient group reported in this study 

would significantly differ from regulations on euthanasia in terms of ethics and should include 

a deliberation of what the ethical foundation and safeguards of such practice would be.  
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Strengths and limitations  

 

This study is a qualitative exploration of end-of-life decision-making in children aged 1 to 12 

years. Therefore, the results cannot be generalized to other age groups. As the results are based 

on retrospective reports, they cannot be used to objectively judge the decisions that were made 

in individual cases. The strengths of this study are the considerable sample size, the participant 

variability and the direct approach to the topic.  

 

Conclusion  

 

In 2015, a nationwide debate was started in the Netherlands on active ending of life in children 

aged 1 to 12 years who suffer unbearably. Although the debate on regulations on active life-

ending may be specific for the Dutch context, the broader question as to how far physicians 

should go to relieve unbearable suffering is highly relevant for an international context as well.  

This study provides insight into the current practice of end-of-life decision-making and the 

attitudes of parents and physicians toward active ending of life. Although a range of decisions 

with life-shortening effects were reported, we found no cases of active ending of life. Several 

participants, however, described cases of unbearable suffering in which the current options 

were not sufficient or not clear in terms of relieving the child’s suffering. In such cases, parents 

and physicians sometimes wish there were legal options to actively end the child’s life.  

 

There is a lack of clearness on what the current limits of treating suffering are, which hinders 

both the treatment of suffering children and the debate on regulating active ending of life. A 

constructive debate on regulating active ending of life should be preceded by further clarifying 

the current practice of end-of-life decision-making, so physicians know what the options are, 

and how these options can be used to relieve suffering without fearing legal consequences. 

Educational efforts to clarify current legal possibilities, especially with regard to the distinction 

between palliative sedation and active life-ending, might help physicians feel more secure when 

making end-of-life decisions. 
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In rare cases where high-quality palliative care and proactive symptom-relief does not suffice, 

expanded regulations to allow active ending of life in children (aged 1-12 years) might help 

physicians not to stand empty-handed in cases of unbearable suffering. The (political) decision 

for such an extension should be preceded by a profound analysis of the ethical foundation and 

safeguards. 
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CHAPTER 10 

 

General discussion 

 

          
 
 
 

 Father: I think that our physicians will tell us, will recognize the moment when we have to 

stop treating.   

 

Mother: For us as parents, I think it is impossible to recognize that moment, so we discussed 

that with our physicians. I have asked them: ‘when the moment is there, tell us. Because 

everything inside us tells us… that we shouldn’t do it, because it is our child.  (…) We said: 

we will trust your advice in that.’  

 

Father:  We are very lucky to have physicians who are willing to do that, because from other 

parents we hear that many physicians are not willing to take that step.  

(…) 

 

Father: Our physicians have always said: ‘doing nothing can also be a way of doing 

something for your child.’ Parents will always doubt, because their rationale and their heart 

clash. But when a physician can assure you that by doing nothing, you can also do 

something for child, your head and heart unite a bit.  So you don’t have to feel guilty, 

because I think that a lot of parents feel guilty when thinking about [life-limiting treatment]. 

So when a physician tells you: “You don’t have to look at your child and.. by doing nothing, 

you are doing so much for him.” That is such an important message to hear.  
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1. Introduction 
 

When talking about life threatening conditions in young children, the hope and future that come 

with a young life meet the possibility of death. In this situation, the usual course of action is to 

provide curative, life prolonging and/or palliative care to increase the child’s chances and 

relieve suffering.1,2,3 In medicine, physicians still tend to err on the side of life. As Clarck 

describes:  

 
“Palliative care has encouraged medicine to be gentler in its acceptance of death, yet medical 

services in general continue to regard death as something to be resisted, postponed, or to be 

avoided.” 4 

 

Despite this disposition, there are situations in medicine where decisions are made that aim at 

accepting death. Decisions of this kind are extremely difficult decisions to make, not only 

because death is a topic that seems to create discomfort in medicine,5-7 but also because in 

paediatrics decision-making often concerns children who are not able to fully participate in the 

decision-making process. It seems that in medicine very few decisions are as difficult as the 

decision to let a child die.8-17 However, during this research I interviewed a paediatrician who 

nuanced that view for me. During our interview the participant talked about the difficulties of 

making life-shortening decisions, and said the following: 

 
 “People often accuse me of sitting on God’s chair when I discuss end-of-life decisions, or when 

I decide to limit treatment. But that is quite unfair, because I am sitting on God’s chair every 

day, by making the decisions that keep these children artificially alive. Without knowing if that 

is what they want, whether I am not prolonging their unbearable suffering without them being 

able to tell me so.” Can someone tell me why I am being accused of sitting in God’s chair if I’m 

proposing to stop that artificial prolongation, and I’m not accused of it when I keep them alive? 

(interview P25) 

 

Deciding to let a child die is an immensely difficult decision to make, but in a way prolonging 

a life can be too. This quote highlights why the strict separation between end-of-life decisions 

and life-prolonging care is perhaps sometimes unnatural, especially in paediatrics where the 

children are so often dependent on the life-prolonging care that is provided by physicians. The 
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decision to let a child live can be a difficult and courageous decision to make as well. In a way, 

this is the main message of this thesis: end-of-life decisions are as much about living as they 

are about dying. 

 

To investigate the decisions and care that navigate the field between life and death, we 

conducted a nation-wide qualitative research. Our aim was to answer the following research 

questions:  

 

1. What is the current context of regulations on care and decision-making in children with 

life-threatening conditions? 

2. What does ‘good care’ mean for children who face a possibility of dying? 

3. What does suffering mean in children with life-threatening conditions? 

4. What are perceptions of parents and physicians on end-of-life decision-making? 

5. Do parents and physicians perceive a need for regulations on active life-ending?  

 

This final chapter presents and debates the conclusions to these questions. But first, a closer 

examination of the methodological considerations in this thesis is needed, including the 

question if, and how children should have been included in the study design. Next, the 

conclusions to each of our research questions will be presented. In the final part of this chapter, 

the conclusions are placed in the context of political and practical developments in the field of 

paediatric palliative care and end-of-life regulations. Finally, we discuss what the possible 

implications for future research are. 

 

2. Methodological considerations 

 

2a. Methodology and strengths 

 

In 2015 the Dutch minister of Health, Welfare and Sports requested a large research project 

into care and decision-making around the end of life of young children.18 To fully explore the 

context of care and decisions, our research group conducted a research project containing three 

phases: a qualitative death-rate study, a qualitative interview study, and a questionnaire based 

on the outcomes of the qualitative study (see figure 1).  
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Figure 1. Study outline of research project ‘Care and decisions around the end of life of children 1-12.’ 

 

In the quantitative study project –a death certificate study— researchers from the Erasmus 

Medical Centre in Rotterdam explored the rate of life-limiting decisions that precede the death 

of a child (1-16years). Although the results are so far unpublished, the study provides much 

needed insights into the frequency of end-of-life decisions in paediatrics, including the result 

that there is no evidence that active life-ending is currently being practiced for children in this 

age group.19  Following our qualitative study, a questionnaire was used to check the findings of 

the qualitative study in a larger group of experts in paediatric palliative care.19 The qualitative 

study forms the main body of this thesis. The results of these three studies have led to a research 

report with conclusions and recommendations on care, decision-making and active life-ending 

in children with life-threatening conditions (aged 1-12). In September 2019, the results were 

presented to the minister of Health, Welfare and Sport and to the broader public.19-22 
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While the death certificate study gives insight into quantitative data surrounding end-of-life 

decisions, such as the frequency of end-of-life decisions, it did not give insight into the 

circumstances and motivations behind the decisions. surrounding the decision. Such questions 

need a qualitative approach.  In the studies in this thesis the different backgrounds, 

considerations and assumptions and that underlie such decisions are explored. The results give 

insight into a rich and diverse palette of experiences in paediatric palliative care and decision-

making. Especially in palliative care, where existential themes play an important role (i.e. 

suffering, quality of life, perceptions on dying) 2,23 qualitative research is a crucial tool to gain 

scientific insights.23-25 

 

Performing a qualitative study comes with certain considerations. It has often been argued that 

qualitative studies are not able to reach the aim of scientific objectivity.25 Qualitative research 

is a process of constant interpretation, from the moment of recruitment until data analysis. This 

means that in qualitative research –not unlike, as many might argue, quantitative research—
26,27 has to be careful about its claims of objectivity.25,28 Analysing another human being’s 

language requires researchers to interpret, and the collected data is inevitably influenced by the 

researcher’s own perspectives and interactions with the participant.24,25,28 Therefore, it is 

important to be transparent about where we are subjective, and furthermore, incorporate as 

many perspectives as possible, to transition from a subjective perspective to a shared, 

intersubjective perspective.  

 

As a research team, we made the conscious decision to bring as much variety into our team as 

possible. The team consisted of two ethicists, a paediatrician, a child psychiatrist, a sociologist 

and a legal expert. Because of this interdisciplinary team, there was a continuous discussion 

concerning the analysis, the conclusions and recommendations that followed from the results 

of our study. Although it did imply a lengthy writing process, it also was an important step in 

achieving triangulation of our findings and credibility of our analysis.29 

 

By interviewing a large number of parents, (64 parents of 44 children) and physicians (34 

physicians of different medical affiliations and specialisms) this study has included a wide 

variety of experiences. The conscious decision was made to recruit participants with different 

backgrounds based on diagnosis, age, cultural background, place of residence, level of 
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education and the hospital where care was received.  Many studies in paediatric palliative care 

are limited by diagnosis, often with a heavy focus on oncology. Studies are often limited to 

conditions with a lethal diagnosis. 15,30-50 In this study we made the decision to include parents 

and physicians from children with various illnesses, in various stages of their illness, receiving 

care from various hospitals, providing a much needed broad perspective on suffering of children 

with life-threatening conditions. 

 

During the process, some conscious decisions were made to strengthen our methodology. 

During recruitment, the variety of our participants was repeatedly evaluated, and adjustments 

to the recruitment process were made when necessary. For example, when it turned out that our 

initial recruitment –which used terminology such as ‘palliative’ and ‘end-of-life decision-

making’— created a bias towards participants that had experience with a lethal diagnosis, the 

decision was made to redefine the inclusion-criteria, to include all ‘children with life-

threatening conditions.’ This decision allowed our research team to also gather important 

experiences of participants for whom the life-threatening condition of their child did not mean 

embracing death. Decision-making is the balance between life-limiting and life-prolonging 

options, between death and life. If we would have focused only on life-limiting decisions, and 

only on death, the study would have described a very unbalanced picture. As this father of a 

girl with a life-threatening neurological tumour recalled:  

 

“I think our oncologist had asked us before for this research. She asked us if we would like to 

participate in a research about end-of-life decisions, or something like that. And I said: of course 

not, we won’t participate, because our child is not dying, we are fighting to let her live!” 

(Interview F43.)51 

 

 Throughout the entire process of this study, regular meetings were held with an advisory board 

of parents, researchers and physicians. They gave feedback on the progress and analysis of the 

research project, providing a much needed outsider-perspective, and strengthening our 

methodological rigour. Finally, by using and adhering to standards of reporting qualitative 

studies,52,53 we strived to objectify our results as much as possible and be transparent about our 

subjectivity. 
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2b. Limitations 

 

Despite the strengths of our study, several limitations have to be considered. The data of this 

study relied on the recall of participants. Participants were asked about past experiences. The 

reason for retrospective interviews was both practical and ethical: interviewing participants as 

they went through such decisions, would have been difficult to achieve, as well as putting an 

unreasonable burden on the participants. The recall bias was minimized by excluding cases 

where the child had died more than 5 years prior to the interview, but memory and processes 

of grief may have influenced the participants’ abilities to recall of their experiences.54 We were 

however struck by the ability of participants to provide very detailed descriptions of past events, 

including exact dates of events that happened years before, detailed descriptions of events and 

names. Given these lively narratives, we believe that they provide a worthy source of data.  

 

Second, the sensitivity of the topic may have limited participants in being complete in relaying 

their narratives. One could question if physicians dared to reveal their own practices. Indeed, 

in several interviews it became clear that physicians feared repercussions, or asked for extra 

measures to ensure the anonymity of their data:  

 

“A few years ago, we learned that this girl had –and maybe you should delete this, because it 

might compromise my anonymity— a condition called [name of a rare metabolic condition]” 

(interview P02) 

 

Precautions were taken to ensure their anonymity; all interviews were anonymized during 

transcription and only the interviewer and principal researcher had access to the identifiable 

data of the participants. Based on their detailed descriptions, and variety of quotes where 

insecurities and grey areas are described, we do believe that participants were honest in telling 

their experiences.  

Finally, my background as an ethicist may have may have led to underexposing certain 

(medical) aspects of decision-making. During interviews, certain medical aspects of decisions 

were not discussed in detail due to differences in knowledge between participant and 

interviewer. But at other times, the position as an outsider was an asset. In sensitive topics, 

parents sometimes stated they had appreciated that I was not ‘one of them’ and felt free in 
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criticizing health care professionals. Physicians seemed to feel less judged because I was an 

outsider.  

 

2c. Children as participants 

 

This thesis does not contain experiences of children themselves. The question is whether the 

lack of interviews with children themselves needs to be seen as a limitation or not. When 

designing this study in 2015, the aim was to include children as participants as well. Initially 

we tried to recruit children who were suffering from life-threatening conditions, and were 

capable of being interviewed. Despite serious efforts we only succeeded in including one 

patient (11), and one brother (9) who had lost his younger brother. The realization that most 

children with life-threatening illnesses are physically or mentally unable to participate in 

qualitative interviews, led our research team to the decision to stop recruiting them.  

It is a known phenomenon that children with life-threatening conditions are particularly 

difficult to include in research studies. One of the reasons for this is that especially in this 

uncertain phase, physicians and parents show gatekeeping behaviour.55 Children are often too 

ill and their time too precious to use it for medical research..23,55,56 Several authors argue that 

because of this, researchers should be careful when deciding to include patients with palliative 

illnesses into research.23,56 Especially in a study exploring not only care, but also end-of-life 

decision-making, these are ethical reasons to be cautious in recruiting children.  

There is a second reason why judge the eventual exclusion of children to be a prudent 

decision, which might be best illustrated by sharing some insights into the interview with a 

young patient. This patient, a girl, was eleven years old, and suffered from a rare metabolic 

condition. Her condition gave her a lowered immune system. Illnesses or infections that were 

relatively harmless for most of us, were potentially life-threatening for her, if she could not get 

to a hospital quick enough to receive treatment.  Although her illness was indeed a life-

threatening condition, her life was not determined by it. When I interviewed her, she struck me 

as a smart, carefree girl, who couldn’t wait until the interview was over so she could play with 

her friend again. She lived a relatively normal life with school, sports and future-plans in it. 

Although she was aware of her illness and the potential seriousness of it, it did not have a large 

role in her life. Dying was mostly a theoretical concept for her, not something she linked to 

herself, even though she admitted knowing that in certain specific circumstances, her condition 
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could become lethal. In other words: while I had expected to interview a patient, I had in fact a 

conversation with a child.  

 
Child: If I would get sick, I.. Well I could die if they wouldn’t help me in time or something 

like that.  

Interviewer: Okay 

Child: Yes [laughs] 

Interviewer: Is that a frightening idea for you?  

 Child: Well, I’m not going to those countries. Usually we just stay close to the Netherlands. 

 

In some ways this girl was a lot like the other children in the study, who despite the seriousness 

of their condition, remained above all: children. This focus on childhood identity is discussed 

in chapter five and seven. However, there was an important difference between this girl and 

many other children who face life-threatening conditions: she, a smart young girl, lived a life 

comparable to that of many healthy children. For many children with life-threatening 

conditions, this is not the case. Many children suffer from minor to severe physical and mental 

disabilities, especially since a major part of cases in paediatric palliative care concern with 

neurological and metabolic conditions.57,58 With the currently used methods of qualitative data 

recruitment, many of these children will never meet the criteria to be included in research: they 

are not communicative enough, or are physically or mentally unable to undergo the interview.  

The interviews with the patient and the brother did however bring us other insights, and also 

showed how some children talk about illness. While this may not have been our research 

question, the insights are no less inspiring and intriguing, as this excerpt of the interview with 

a brother (9 years old) of a deceased young boy shows. 

 

Interviewer: Can you tell me a bit more about the illness of [your brother]? 

Brother:  Well, a brain condition is a bit like an electrical failure. You’ve got all kinds of 

little pins in your head, and they control, or operate you. But sometimes -how do you call it- 

they had an electrical failure, and that is why things didn’t go well inside his head.  

Interviewer:  Okay, I understand.  

Brother: And then he would get… well, it is a bit like when you’re building a tall Lego 

Tower, but the bottom block is too small, so the tower collapses really quickly, it was a bit like 

that.   
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Whether or not a bias in the population when including children as participants is problematic, 

depends entirely on the research questions, but unless researchers come up with a methodology 

that can include patient with different mental and physical abilities, qualitative research that 

includes children will always have a bias.  

Despite these considerations, I would argue that researchers have a duty to keep exploring ways 

to make the voices of children heard, even if including them as participants into traditional 

(qualitative) research is unfeasible and -to an extent- unethical. In future research, we can 

explore the possibilities of lowering the burden for children to participate in research, for 

example by designing methods of collecting qualitative data through different sources, such as 

electronic diaries to reduce physical and time constraints, or by working on methods that makes 

it possible for a group of patients with more limited mental or communicative capabilities 

express their opinion in a scientific study.  

 

3. Answering the research questions 

 

In this research project, we gathered and analysed the narratives of parents and physicians in 

order to answer our five main questions. This paragraph outlines the conclusions to all these 

research questions. 

 

1. What is the current context of regulations on care and decision-making in children 

with life-threatening conditions? 

 

 When a young child faces a life-threatening condition, physicians and parents face a range of 

treatment decisions.  In most cases, care will be curative or life-prolonging.49,59 Curative or life-

prolonging care can be combined with care that aims at relieving suffering and improving 

quality of life: palliative care.1  Over the last few years, Dutch paediatric palliative care has 

made significant steps, including the instalment of paediatric palliative care teams in all 

academic hospitals,60 and the 2015 national guideline on palliative care for children.61 However, 

in some cases curative or palliative treatment is seen as unsuccessful in relieving a child’s 

suffering. In such cases the decision can be made to forego life-lengthening treatment or make 

decisions that relieve a child’s suffering but shorten a child’s life-expectancy: end-of-life 

decisions. 
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 Active life-ending is not regulated for children in the age between one and twelve. There 

are, however, other end-of-life decisions that can be made, such as withholding or withdrawing 

treatment, or palliative sedation. In Dutch paediatric palliative care the process between care 

and end-of-life decision-making can be seen as one single and continuing process. The ultimate 

aim of paediatric palliative care is to relieve suffering. Unique for the Dutch context, this that 

it explicitly translates this aim to quality of living and quality of dying.61 There is a strong focus 

on proportionality of life-prolonging treatment: every decision to provide life-lengthening is to 

be preceded by the deliberation whether it is in the child’s best interest to do so. End-of-life 

decision-making and palliative care are therefore not alternatives, but parts of the same process.   

(Chapter 3)  

 

Within this context, the debate on regulating active life-ending in children between the age of 

one and twelve needs to be understood.  Currently, the Netherlands has regulations on 

euthanasia on request of the patient under strict criteria of due care in patient of twelve years 

and older,62 and provides a legal guideline on active life-ending in infants below the age of 

one.63 This leaves a legal gap on regulations of active life-ending in children between the age 

of one and twelve. Over the last years, several voices have stated that this gap is unfair. They 

claimed that if we accept that can be an ethical ground to perform active life-ending, it would 

be unfair to deny this option for children between the age of one and twelve who could suffer 

unbearably as well. In this discussion it became apparent that so far, very little is known about 

children with life-threatening conditions in this age group. (Chapter 2) 

 

However, regulations are not neutral: The case study of a debate between parents and physicians 

on providing life-prolonging treatment on a new-born girl with trisomy 18 showed that 

regulations shape the way physicians think about life and death. In this case study, the fact that 

trisomy 18 is mentioned in current regulations on active-life ending as a condition that may 

legitimate active life-ending because of its ‘incompatibility with life’, shaped the perception of 

the physicians. It made it difficult for them to see the child as a child that could possibly 

experience quality of life, and might deserve non-invasive, life-prolonging treatment. The case 

gives insight in the correlation between regulation and our ideas on lethality, suffering and 

quality of life. Regulations are not a-moral: they do not only provide freedom to make certain 
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decisions, but also influence the decisions we make. This calls for an open discussion on 

debating life-prolonging and life-limiting decisions, involving both physicians and parents. 

This is only possible if we present all parties involved with the whole picture: of both life and 

death (Chapter 4). 

 

 

 2. What does ‘good care’ mean for children who face a possibility of dying? 

 

In our interviews, we explored what parents perceived as barriers to good care. Their 

experiences are related to six major themes: communication, organization, decision-making, 

end-of-life decision-making, family-care and attention for the child as person.  

 

Communication was a major barrier in care. Although often overlooked in medical training,64,65 

communication is of great importance in the way patients and families perceive care, something 

which is possibly best signified by the fact that most complaints in paediatric care are about 

communication, not the administration of medical care.66,67 parents experienced practical 

barriers in communication, such as the setting of conversations, the presence of parties during 

the conversation, and timing. However, many parents related that bad news conversations 

indicating that their child might not survive, was not always held, or held only shortly before 

the death of the child. This meant that parents were often unprepared for the death of their child, 

and were denied the chance to make fully informed and well-considered decisions about their 

child’s treatment. Their experiences convey an important message to physicians: talk with 

parents about their child’s future, especially when the prognosis is uncertain. (Chapter 6) 

 

Other barriers that parents experienced were organizational barriers, such as bureaucratic 

obstacles, and a lack of continuity of care. Parents often felt unsupported in overcoming these 

obstacles.  Third, parents wished for more involvement in decision-making, and relate that 

important decisions were sometimes made without their input, even though parents argued that 

they held important knowledge on the child’s day-to-day condition, and its quality of life.  

The lack of possibilities to make end-of-life decisions for their child when the child was 

suffering, was also explicitly mentioned as a barrier by parents. Finally, parents felt that current 

care for children with life-threatening conditions focuses too much on the medical, symptomatic 
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side of care, and has not always enough attention for the families and children that are affected 

by the illness. Despite the aim of palliative care to improve quality of life, a concept that 

(although an golden standard definition is lacking) encompasses the interests of the person’s 

life as a whole,68 the child behind the illness is sometimes forgotten. Paediatric palliative care 

might suit the needs of parents and children better when it re-evaluates its current professional 

detachedness, and progresses towards a medical professionalism where not only symptoms, but 

also people are treated (Chapter 5). 

 

 3. What does suffering mean in children with life-threatening conditions? 

 

 Given the overall aim of paediatric palliative care –to relieve suffering and improve quality of 

life—1 insight in what suffering is for children with life-threatening conditions is of great 

importance. However, so far, little is known about suffering as a concept in general, and even 

more so in paediatric palliative care.  

 

Despite the quickly developing palliative care in the Netherlands, suffering is still frequently 

seen in children with life-threatening conditions. They describe experiences of suffering that 

fall into three main categories: physical, psychosocial and existential suffering. They also 

describe what separates merely experiencing symptoms from becoming actual suffering for a 

child: a child suffers when the symptoms threaten its identity as ‘child’, and the child becomes 

a patient rather of a person. We therefore propose an experience-based concept of suffering that 

concentrates in the self-identification of children: suffering is when a child stops being a child. 

These descriptions tie in with Cassell’s definition of suffering as threats to the intactness of 

personhood.69 Because of the emphasis on a child’s personhood, we conclude that to fully 

relieve suffering, the processes of dehumanisation in medicine should be re-evaluated. 

Although the current growing attention for patient-centred care is an important development in 

paediatric palliative care,70 a further development towards ‘person-centred care; may be 

necessary to be able to fully address a child’s suffering in all its aspects. (Chapter 7 and 8) 
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4. What are perceptions of parents and physicians on end-of-life decision-making?  

 

In the palliative phase, suffering of children can raise questions on the proportionality of 

treatment. Parents and physicians agree that in their attempts to relieve the (unbearable) 

suffering of a child, sometimes the best option is to stand back, provide as much comfort as 

possible, and accept death. In many interviews, parents and physicians related to have made 

such decisions, ranging from withholding curative treatment, and palliative sedation to rare 

cases where the dying process was initiated by withholding artificial nutrition and hydration in 

an otherwise stable child (a rare practice that in the Netherlands is known as ‘versterven’).71,72  

 

Decisions that influenced life-expectancy were often made long before the terminal stage of the 

illness. While parents acknowledged the potential life-shortening effects of such decisions, they 

did not perceive them to be end-of-decisions, which signifies that the current terminology of 

‘end-of-life-decisions’ does not match the way such decisions are currently made. Rather than 

choosing between life-prolonging or life-shortening care, parents navigated a continuous range 

of decisions (see figure 2). 

 

 

5. Do parents and physicians perceive a need for regulations on active life-ending?  

 

In several cases parents requested active life-ending for their child, or retrospectively expressed 

a wish for active ending of life in the intreviews. These requests generally fell into two 

categories: situations of suffering through a prolonging dying-process, and situation of 

continues suffering and lack of quality of life without other options to end the child’s suffering.   

 

In several interviews, participants described the prolonged process of dying in children a as a 

source of suffering for the child. In some cases, the process of dying lasted over two weeks, 

creating what parents saw as an undignified death, with suffering for the child. Symptoms such 

as epileptic seizures and pain were often seen in the terminal phase. Especially in children who 

had used sedatives during their treatment, physicians had difficulties to adequately sedate the 

child. Although sedation was often given during the terminal phase, many physicians admitted 
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to be hesitant about given the child a higher dosage, fearing to cross the line between palliative 

sedation and active life ending.  

 

A case study of the parents of two sisters who both suffered from a lethal brain tumour, gives 

a deeper understanding of why parents may sometimes wish to request active-life-ending, even 

when it goes against their own heartfelt wish to keep their child with them. In this study we 

analysed the experiences of two parents, who, after losing their eldest daughter at the age of 

two to a lethal brain tumour, learn during the pregnancy that their second daughter suffers from 

the same condition. Having experienced the end of life of their eldest daughter, whose end of 

life had been accompanied by severe epileptic seizures with severe back-bending and 

(unconscious) screaming, they requested for active life-ending in their second daughter, to spare 

her the suffering of their eldest child. Such symptoms are not uncommon at terminal phase of 

children with brain tumours.  

 

The case study also reveals the difficulty of making end-of-life decisions: while the symptoms 

caused by the mass effect of the tumour are very severe for bystanders, many - although not 

all— physicians agree that children are at this stage incapable of actively experiencing the 

symptoms themselves. There is no doubt that such a life-ending creates suffering for the 

parents, but there is no way of knowing for certain if the child suffers. This creates immense 

difficulties for deliberations on active life-ending, where the unbearable suffering of the patient 

is a major criterion: how can we decide on active life-ending with so much uncertainty about a 

child’s suffering? Decision-making, whether it is about withholding or withdrawing kinds of 

treatment, terminal sedation or euthanasia, is not merely a case of regulations: it also requires 

a shared understanding of what suffering is.   

 

Regulations on decision-making can aid physicians to not stand empty-handed in cases of 

severe suffering but they need to be accompanied by guidance on how to interpret the suffering 

of these children. A debate on legalization of active ending of life in children can only be 

successful when it is accompanied by conversations about a general consensus on the concept 

of suffering.  
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4. Ethical considerations considering active ending of life.  

 

4a. Ethical legitimization of active ending of life.  

 

The practise of active ending of life or euthanasia is highly debated. The World Health 

Association (WHO) is not outspoken on its position towards active ending of life or 

euthanasia,73 but several other organisations have rejected the practice. In paediatric palliative 

care, the International Children’s Palliative Care Network (ICPCN) has been outspoken in its 

critique against euthanasia in children.74 The World Medical Association (WMA) has also stated 

that the practice of active ending of life –both in competent and incompetent patients—  is in 

conflict with the basic ethical principles of medicine.75  

 

“Physicians-assisted suicide, like euthanasia, is unethical and must be condemned by the medical 

profession. Where the assistance of the physician is intentionally and deliberately directed at 

enabling an individual to end his or her own life, the physician acts unethically. However the right 

to decline medical treatment is a basic right of the patient and the physician does not act 

unethically even if respecting such a wish results in the death of the patient.”75 

 

Several critiques on active life-ending in children, are based on a critique of the practice of 

euthanasia in competent patients.  In chapter 2, we asked several international authors to reflect 

on the question whether or not regulations on active ending of life should be extended to include 

children aged 1-12. In response, Kaczor argues that the practise of euthanasia is based on the 

false claim there are cases where ending a life is the only way to relieve unbearable suffering.76  

 

 If we kill patients rather than relieving their pain, the practice of euthanasia undermines the 

practice of palliative care. Why worry about alleviating someone’s pain, when we can simply kill 

the person?76 

 

Other critiques on active ending of life in incompetent patients focus on the fear of a slippery 

slope: a legalization might increase the normalcy of active ending of life, possibly even leading 

to situations where parents have to defend themselves for not choosing this option.76,77,78  While 

this is a genuine concern, the 15 years of experience with active life-ending in neonates indicate 

that such a slippery slope is unlikely to happen.79 
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Not all critiques on active life-ending in children are based on a rejection of euthanasia in 

competent patients. Kon argues that the justification of the practice of euthanasia in competent 

patients does by necessity not legitimize active life-ending in incompetent patients, as 

euthanasia presupposes an accurate weighing of burdens and benefits.80 He states that without 

the self-determination and the testament of a competent patient regarding the patient’s 

unbearable suffering, weighing the benefits and burdens of a child’s life is impossible.80 Kon 

is indeed right that the value system underlying euthanasia does not support active life-ending 

in patients incapable of making a request for ending of life themselves. This argument has two 

components: autonomy (or self-determination) and the child’s best interest, which will be 

subsequently discussed.  

 

 4b. Autonomy and the right of self-determination.  

 

The right of self-determination (derived from autonomy), is one of the core values of 

euthanasia.81 Euthanasia on request of a patient younger than 12 might be possible (as indeed 

the Belgian legislation is built upon this presupposition)82, and research has shown children up 

from the age of eight years old are capable of making complex decision regarding their own 

treatment.83  This group is not represented in this study, as our study found no evidence of 

children between the age of one and twelve requesting euthanasia. All expressed wished for 

active ending of life came from parents of children who – by their age, neurological condition 

or terminal stage of the illness- were incapable of expressing their own wishes in an explicit 

manner.  

 

This has consequences for active ending of life as an ethical practice grounded in autonomy. 

Few topics have been as widely debated in political and moral philosophy as autonomy. 

Autonomy has a plethora of applications and definitions, but many –if not all—, share the aspect 

of self-governance.84 The question is what ‘self’ here means. If ‘self’ merely refers to an 

individual human being, then active ending of life in children who are incapable of making 

autonomous decisions cannot be grounded in a right of self-determination. There might, 

however, be another interpretation of self, that extends autonomy from a first person-

perspective to the autonomy of the family unit.85 Instead of focusing on a child that might be 
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represented by its parents, we might focus on the family, acting as an autonomous unit. Indeed 

several authors, including as Bluebond-Langner et al. and Catlin, propose such a position with 

regard to decision-making in paediatric palliative care.86,87 Kon argues that such a view might 

be more consistent families’ own perception of their relationships.80 Although this position may 

not be ‘universally accepted’,80 it is a position that in practice can often be observed in other 

medical decisions for children, as in medical decisions, parents are often included to represent 

both their own, and their child’s interests. These questions provide an interesting basis for future 

research.   

 

4c. The child’s best interest.  

 

Second, it needs to be determined how parents and physicians are able to determine the child’s 

best interest. Some critiques interpret the Dutch stance towards active ending of life of 

incompetent patients as a rejection of the best interest of the patient (which may contrast the 

wishes of parents, physicians or even the public).76,78 The data from our study rejects this 

interpretation. We found no evidence that active ending of life was supported in lieu of what 

was considered to be in the child’s best interest. Both advocates and opponents of regulations 

on active life-ending defended their views with appeals to the child’s best interest, which often 

went against their own interest (the wish to keep their child with them). The core of the issue 

lies in the fact that there is no definitive answer to the question what the best interest of the 

child is. Even in cases where physicians and parents are in agreement about the child’s 

unbearable suffering, the question remains: what is the child’s best interest? Children with 

limited communication (which all children for whom active ending of life was considered in 

this study were) are a vulnerable group, because they are unable to defend their own interests.  

 

Even a child that suffers unbearably, still has an inalienable right to life.88 Is the child’s best 

interest most supported by respecting the child’s fundamental right to life, as described in the 

European Convention on Human Rights,88 or by ending the child’s suffering? As Zwiers argues 

in the context of active life ending in neonates, when the choice is between death and unbearable 

suffering, there is no lesser evil.89 
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In this context, it is of importance to look at the life-expectancy of the children for whom active 

ending of life was considered. No requests were made for children for whom there was a chance 

of curation. In chapter 7, we distinguished two different groups of children for whom active 

life-ending had been considered: on the one hand children with a terminal condition, but a 

longer life-expectancy, and on the other hand children who were in the dying process. 

Participants were very sensitive to the child’s life-expectancy as a factor in their request, and 

several felt that the question whether or not did at least in part depend on the life-expectancy of 

the child.  

 

While a limited life-expectancy does not erase the child’s right to life, it does seem to influence 

the balance between life and relief of suffering. Battin seems to make this distinction in her 

defence of paediatric euthanasia.76 She argues that:  

 
I believe that opponents would have to show evidence that at least one and perhaps many of the 

following propositions are true if they are to persuade you not to support this change in the law: 

(…) That “euthanasia” is the same as (wrongful) killing, and doesn’t refer to helping someone 

who is already dying die in an easier, gentler way.  (…) 

So, dear Minister, please be as clear as you possibly can that you are only legalizing euthanasia 

in the Dutch sense. That is, you want to permit the ending of life in a way that, given the 

unbearably sad circumstances of a child’s dying, can make that gentler, easier, and more humane 

for both the child and for the parents in whose arms you can help that death to occur.76 

 

The Dutch regulation on active life-ending in infants does not explicitly distinguish between 

children with or without a terminal prognosis, or the life-expectancy of the child.63 Manninen 

has argued that the regulation is implicitly directed towards terminally ill children,90 although 

other authors reject this interpretation.78 Given both the moral significance and the significance 

that parents and physicians attach to the question, it stands to reason to include such 

deliberations in a debate on the legalization of active ending of life in children. Since active 

ending of life includes a weighing of suffering versus life, the life-expectancy of the child 

matters: it matters if the attempt to relieve unbearable suffering bereaves the child of years, 

months, or possibly days. It matters on an ethical level, and on an emotional level for parents 

and physicians, who may have to live with the decision.  
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4d. Towards a shared understanding of suffering.  

 

The considerations highlight another ethical consideration: the lack of a shared understanding 

of suffering. In earlier debates on active ending of life in infants, this lack of a shared 

understanding of suffering also surfaces frequently. For example, Chervenak et al argue in their 

criticism of the regulation on active life-ending in infants: “An infant with spina bifida cannot 

suffer unbearably. Infants might be able to experience unbearable pain, but spina bifida does 

not cause it.”77 Chervenak et al refer to a case where Dutch physicians judged the suffering of 

children with spina bifida to be so severe that active ending of life was justified. Chervenak et 

al object that these children didn’t suffer, because spina bifida itself doesn’t cause suffering.77 

This argument reveals a lack of shared understanding on the concept of suffering: is it physical 

pain, lack of quality of life, or something else? Chervenak refers to suffering as physical pain, 

the Dutch physicians the article refer to seem to use a broader definition. Throughout the entire 

debate on end-of-life decision-making the lack of a shared understanding of suffering is a 

recurring theme.  

 

Lantos states that most requests for aid in dying are not primarily related to pain, but to loss of 

autonomy, not being a burden to others, depression, hopelessness, and dismissive 

attachment.76,91,92 Yet, he argues on that in children that none of these rationales are applicable 

to children. The definition of unbearable suffering that he envisions to be applicable to children 

seems largely to focus on pain and physical symptoms.  

 

[U]nbearable suffering can usually be treated by high-quality palliative care. Patients who are in 

pain or who have unbearable suffering can be treated with steadily increasing doses of narcotics. 

Then, either their pain will be relieved or, in rare cases, they go on to respiratory failure and 

death.ii Treatment of the sorts of existential suffering and fears about the future that is the more 

common justification for assisted suicide or euthanasia in adults will require a very different sort 

of assessment and response. In those cases, the goal is not to relieve current suffering. It is to 

prevent the possibility of future suffering. Such concerns will generally not be relevant to 

children.76 

 

From the interviews, it seems interviewees don’t limit their understanding of (unbearable) 

suffering to physical pain. Both physicians and parents have a broad understanding of suffering 
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that includes physical, psychosocial and existential themes. Most importantly, their 

understanding of suffering was linked to the loss of identity: becoming a patient at the loss of 

being a child. This was not only true for their understanding of suffering in general, but also for 

situations where active ending of life was requested: such requests were based on both physical 

and existential forms suffering, such as loss of dignity, loss of quality of life and loss of 

humanity. Lack of agreement on suffering was more often focused on unknown parties, such 

as the unknown legislator, i.e. parents and physicians might agree, but physicians feared that a 

legislator might interpret suffering as merely physical pain.   

 

While there was agreement on the causes of suffering, there was a significant lack of shared 

understanding on the nature of suffering. Is suffering something that we actively experience, or 

is it another phenomenon? For Cassell suffering is ‘the state of severe distress associated with 

events that threaten the intactness of a person.’93 Although the literature has since both criticized 

and refined this definition,94-97 Cassell’s definition remains the one most often used and cited. 

This definition alludes to suffering as a phenomenon that is actively experienced. Many parents, 

and several physicians stated that suffering could also occur in children who were unaware of 

the phenomenon themselves. They linked a child’s suffering to the child’s dignity, which was 

in cases threatened by the prolonged process of dying, or symptoms displayed in the dying 

phase, even when the child does not actively experience these symptoms. Physicians differed 

in their opinion whether or not this was suffering for the child, and admitted to find requests 

for symptom-relief or life-ending based on these symptoms to be very difficult.   

 

The problem with conceptualizing suffering is that there is a fear of mixing two different 

notions: the suffering we see in children, and the suffering that legitimizes active ending of life. 

Are these the same? The first is a descriptive, scientific notion of suffering, and one that has 

been explored in this thesis. The second question is more of an ethical and political nature. With 

regard to the first question, we concluded that suffering in children encompasses physical, 

psychosocial and existential aspects, which all appeal to the child’s identity as a child. This, 

however, does not imply that the suffering that would be addressed in an end-of-life decision-

making shares this broadness. A good example of this distinction is the current legislation on 

euthanasia for children in Belgium. These regulations state that (amongst other criteria of due 

care) euthanasia is only permittable in cases of unbearable physical suffering.82 The fact that 
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Belgian legislation on euthanasia in children is limited to physical suffering does not necessarily 

imply that their opinion is such that a children is as a fact of matter only capable of physical 

suffering, but rather that a medical decision ought to be limited to physical suffering. This 

distinction bears resemblance Hume’s well-known argument concerning the is/ought 

dichotomy: that we cannot simply derive normative statements from descriptive facts.99,100 
 

The Belgian decision to limit euthanasia to physical suffering may have been based on 

considerations with regard to the certainty with which a physicians can assess physical pain, or 

a consideration  with regard to the limits of a physician’s professional duty alleviate suffering, 

which one could argue encompasses pain, but not necessarily psychosocial or existential 

suffering.  

 

If medical and political authorities in the Netherlands are willing to consider regulations on 

active ending of life in children this debate should include considerations with regard to 

suffering. What the result of such a debate should be, I cannot answer, but I do argue that the 

discussion should take place.   

 

 

5. Going forward  

 

5a. from research to regulations  

In 2015, when the Dutch minister requested our research group to conduct research into care 

and decision-making around the end of life of children (1-12), the question was twofold: to 

provide insights on the and to provide recommendations on care, decision-making and active 

life-ending for children between the age of one and twelve.  

 

In September 2019, our research group reported the outcomes of the three studies. Based on the 

results from the death certificate study, qualitative study and the questionnaire, the following 

conclusions were drawn.  
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1- Based on the data from the death certificate study and the interviews, we concluded 

that there is no evidence that active life ending in young children (1-12y) is currently 

being practised.  

 

2- In the qualitative study, physicians did describe a grey area between palliative 

sedation and active life ending, where the boundaries between both actions are unclear.  

 

3- There are currently situations in young children aged one to twelve) where children 

are suffering unbearably. Within the current framework of possibilities, physicians are 

not always able to relieve this suffering.   

 

4- A limited group of parents and physicians express an explicit wish for more legal 

options on active life-ending in children aged one to twelve.19 

 

These conclusions give insight into a practice where in certain cases children suffer, sometimes, 

in the eyes of parents and physicians unbearably so. This sometimes leads to a situation where 

parents and physicians feel that the only way to relieve the suffering is by ending the child’s 

life.   

 

What do the results of this study mean in the light of a political debate on regulating active 

ending of life in children? Does it mean that a satisfactory answer can be provided to the 

question whether or not regulations should be expanded to include children aged one to twelve?  

The short answer to that question is that it doesn’t.  

 

The question whether or not active ending of life should be regulated is a political question, not 

a scientific one. During this research project, we as researchers had to navigate between the 

scientific and political aspects of this debate. When informing the Dutch minister of Healtcare, 

Welfare and Sport, we as a research team made the conscious decision to limit our 

recommendations to the data of the study, and not to take a definitive stance on the question 

whether or not these findings implied an amendment of regulations. The narratives provided by 

parents and physicians in this study provide a plural voice, and by taking a stance, that plurality 

might have been jeopardized.  
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Our research provided insight into a context of current care and decision-making, and analysed 

positions of physicians and parents to uncover the arguments that underly their convictions: 

their conceptions of suffering, life-expectancy, decision-making and good care. Despite our 

hesitance to take a stance, the debate on end-of-life decisions and active life-ending is a political 

one. That means that going forward after this study has both a scientific and a political answer.   

 

From a political point of view, many steps can be taken to implement the results of this study. 

Since we reported this study to the ministry of Healthcare, Welfare and Sports in September 

the first steps in this direction have been taken, including debates with the minister and several 

political parties. In these conversations we emphazised that implementation should not only 

focus on regulations for end-of-life decision-making, but on improvement of care as well.  

 

5b. Recommendations for future research 

 

This research answers important questions in a field where so far, very few answers were 

available, but it also leads to new questions. The scientific development in paediatric palliative 

care has been remarkable. As Sisk et al describe in their historic overview, paediatric palliative  

Has developed in a mere matter of decades from ’veritable neglect to the development of 

paediatric palliative care as a subspecialty devoted to their care.’100 Nevertheless, paediatric 

palliative care is still a recent development, and there is still much to be known about end-of-

life care and decision-making in children. 5 fields for possible further research are:  

 

1) Throughout this thesis, participants underline the importance of person-focused care: what 

it means to be human, and what it means to be a child. Despite its importance, parents feel that 

this human-focused side of care remains underexposed. Despite its totalitarian aim, guidelines 

are care plans paediatric palliative care remain predominantly symptom-focused.2,101 Future 

research into existentialist aspects of care for children with life-threatening conditions might 

help to achieve the goal of a ‘total care’ in paediatric palliative care.102 

 

2) This study also highlighted the grey area between active ending of life and palliative 

sedation. Physicians reported to find it difficult to the line between symptom-relief and active 
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ending of life. More research might contribute to further define this grey area, and provide 

clarity to physicians who face such decisions. 

 

3) Third, this study was limited to children between the age of one and twelve. The results of 

this study are not applicable to older children, but similar themes might exist (and there are 

signs that they indeed do exist) in older, incompetent patients as well. Especially themes such 

as active ending of life in this age group have not yet been methodically been researched in this 

group. Future research into this age group may clarify the specific needs of such children and 

families.  

 

4) A final recommendation for future research is to bridge the gap between practise and policy. 

In the interviews, many physicians stated they not only did they lack legal possibilities to act 

in cases of unbearable suffering, but they also lacked guidance on when an appeal to such a 

regulation would be justified, how to assess suffering and quality of life, and how to respond to 

requests from parents (or hypothetically: children) for active ending of life. This lack of 

guidance was experienced with regard to all end-of-life decisions. In chapter 9, we concluded 

that regulations on active ending of life need to be accompanied by a system that provides such 

guidance in order to be effective. In adult euthanasia (and to some extent in active ending of 

life in neonates) jurisprudence provides such guidance, without by creating a system of previous 

cases that physicians can compare to. Future research might explore options to extrapolate such 

a system to this age group.  

 

 

Closing words.  

October 15, 2020. 

 

As I am writing the closing words to my PhD-thesis, not only a research project has reached a 

milestone, but a political process as well. On Tuesday 13 October 2020, one day after my 

supervisors gave me permission to submit my PhD-thesis, we received the news that the 

minister of Health, Welfare and Sport had agreed to expand regulations to allow active ending 

of life in children between the age of one and twelve, in cases of unbearable suffering.103-106  
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During my research project, I have often been asked by colleagues, friends and family what my 

own point of view on active ending of life in young children was. I have always hesitated 

whether or not I should answer such questions. Chapter 2, where we were asked to voice our 

own advice on the matter of regulating active ending of life, was therefore perhaps the most 

difficult chapter in this thesis. Only after long, and -admittedly- intense debates within our 

research team, did we agree on the phrasing that we would advise the minister to consider 

expanding regulations for children between the age of one and twelve.  

 

I have often reflected on why stating my own position became so particularly difficult to 

answer, and I think the answer has to do with the way I have interpreted my role as a researcher. 

I have always tried to be, above all else, a listener. In order to fully embrace the narratives of 

others, I suspended my own opinions as much as possible. The narratives in this study were 

first and foremost characterized by their pluriform nature, and the data contained a wide variety 

of experiences and opinions.  In this thesis I have tried to do justice to this pluriformity: to 

address both life and death, both care and end-of-life decision-making, both the suffering and 

the possibilities of achieving quality of life for seriously ill children.  

 

To answer the question what my position towards active ending of life is, is that in my opinion, 

my own opinion should not matter: I wouldn’t have been a good researcher if it did. What I do 

think, however, is that the minister’s decision to expand regulations is an important step in 

listening to the needs of parents and professionals in the field of paediatric palliative care. And 

as the regulation provides merely a possibility, a regulation should not impede the wishes of 

families who do not wish to make such decisions.  

 

This thesis may have reached its conclusion, but this is not the end of my ambitions as a 

researcher. Despite the developments, there is still a lot to achieve in pediatric palliative care. 

Care, communication and decision-making can, and should be further developed to suit the 

needs of children and families. In that development, I hope that above all, we don’t lose sight 

of the human beings . Developing paediatric palliative care is not only about the treatment of 

patients, but just as much about the care for human beings.  

 

- Marije Aafke Brouwer. 
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SUMMARY 
 

Dying –or the possibility of death— is not a topic often addressed in modern medicine, 

especially so in paediatrics. Yet it is estimated that there are 5000 to 7000 children who suffer 

from a life-threatening condition in the Netherlands. In 2018, 1024 paediatric deaths were 

reported. These numbers may seem small in the context of adult care, but for the children and 

families involved, the importance and impact of this phase is immeasurable. 

When parents and children are faced with a life-threatening condition, difficult decisions may 

arise. How do parents and physicians navigate the field between providing life-prolonging 

treatment and relieving suffering in the face of the reality of life-threatening conditions in 

children? 

 

Knowledge about care and end-of-life decisions in children is very limited, especially in the 

age group between 1 and 12 years. Much of the research on end-of-life decisions focuses on 

new-borns or adolescents. For the age group between 1 and 12 years, there is insufficient insight 

into how care and decisions in the final phase of life are valued by those involved, and what 

their wishes are in this regard. 

 

The need for knowledge on end-of-life decision-making was emphasized by developments in 

regulations on active life-ending. In 2014, Belgium decided to expand legal possibilities for 

euthanasia to all competent minors. This amendment sparked a debate in the Netherlands on 

the question whether euthanasia and active-life ending should be regulated for children between 

the age of one and twelve as well. 

 

In the Netherlands, there are currently two regulations that allow active ending of life. Both for 

competent adults and infants, active ending of life can be performed in case the patient suffers 

unbearably an a number of due care criteria have been met. The Dutch Termination of Life on 

Request and Assisted Suicide Act (known as the Euthanasia Act) allows physicians to grant 

requests for euthanasia made by mentally competent patients aged twelve years or older. Since 

2005, there has been an additional regulation that allows active life-ending of infants (0 to 1 

years of age) if the child suffers severely and has only limited chances of survival. For children 

aged one to twelve years, there are no legal regulations allowing the active ending of life.  
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In the debate following the amendment of regulations on euthanasia in Belgium, several parents 

and physicians stated that if the unbearable suffering of neonates and adolescent/adult patients 

is sufficient reason to regulate active life-ending, it would be unfair to deny children between 

1 and twelve years these options in case of unbearable suffering.  

 Recognizing that a debate on regulations should be preceded by thorough research, the 

Dutch Minister of Health, Welfare and Sport, requested research on care and decision-making 

around the end-of-life of children (aged one to twelve). Our research group composed a study 

with three components: a quantitative study, a survey study and a qualitative study. The 

qualitative study formed the basis of this PhD project and is described in chapter 5-9.  

 

While the debate on active life-ending is important, it only makes sense in a much broader 

context of care and decision-making. This includes not only end-of-life decisions (the most 

commonly mentioned decisions being withholding or withdrawing life-supporting treatment, 

palliative sedation and euthanasia) but other decisions as well. These decisions cover a wide 

range of treatment decisions that influence life-expectancy. The focus of this thesis is on the 

broad range of decisions that are made for children with life-threatening conditions.  

 

In this thesis, the following research questions are explored: 

 

1. What is the current context of regulations on care and decision-making in children with 

life-threatening conditions? 

2. What does ‘good care’ mean for children who face a possibility of dying? 

3. What does suffering mean in children with life-threatening conditions? 

4. What are perceptions of parents and physicians on end-of-life decision-making? 

5. Do parents and physicians perceive a need for regulations on active life-ending?   

 

Outline 

 

This thesis contains 10 chapters exploring various aspects of care and decision-making around 

the end-of-life of children (1-12). These chapters are arranged into 4 different parts that address 

the Dutch context of care and decision-making, good care, suffering and decision-making.   
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Part 1 The context of care and decision-making.   

In order to place the Dutch debate on end-of-life decision-making in an international context, 

we asked several international authors to reflect on their position on paediatric active life-

ending. Chapter 2 describes the answer of several international authors to the question: should 

paediatric active life-ending be legalized for children between the age of one and twelve? The 

responses of the authors show the wide range of positions and considerations with regard to this 

difficult question. The article provides an international context, and highlights cultural 

differences in attitudes towards end-of-life decision-making. Our own advice, as described in 

the chapter, is that there is reason to consider expanding regulations, but only after thorough 

research.   

 

The third chapter explores the Dutch context of paediatric palliative care from the perspective 

of regulations and guidelines. It outlines the current practice of care and decision-making for 

children with life-threatening conditions. An analysis of current guidelines and regulations 

highlights the explicit attention to proportionality of life-lengthening procedures. Dutch 

physicians are advised to place quality of life above life expectancy when debating treatment 

decisions. Notably, not only quality of life, but also quality of dying is described as the aim of 

paediatric palliative care.  

 

The fourth chapter describes the case of a girl with trisomy 18. In this case, parents requested 

initiating non-invasive life-prolonging treatments for their unborn child with a suspected 

diagnosis of trisomy 18. Their request gives to reason to re-evaluate the hidden presumptions 

on trisomy 18, a condition that is described in the regulations as incompatible with life.  In the 

chapter, the hidden presumptions of paediatric end-of-life decision-making, and the concept of 

lethality in paediatric care are further explored. We argue that regulations are not neutral, and 

shape our ideas on concepts such as lethality.  

 

Part 2. What is good care?  

In chapter five barriers in paediatric palliative care are explored. In the qualitative interviews, 

parents described a wide variety of barriers. In our analysis, we identified six categories of 

difficulties that create barriers in the care for children with a life-threatening condition. First, 

parents wished for more empathetic and open communication about the illness and prognosis. 
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Second, organisational barriers create bureaucratic obstacles and a lack of continuity of care. 

Third, parents wished for more involvement in decision-making. Fourth, parents wished for 

more support from the healthcare team on end-of-life decision-making. Fifth, parents 

experienced a lack of attention for the family during the illness and after the death of their child. 

Sixth, parents experienced an overemphasis on symptom-treatment and lack of attention for 

their child as a person. We conclude that the barriers perceived by parents focussed almost 

without exception on non-medical aspects: patient-doctor relationships; communication; 

decision-making and end-of-life decision-making; and organisation. The perceived barriers 

indicate that care for children with a life-threatening condition focusses too much on symptoms 

and not enough on the human beings behind these symptoms. 

 

The sixth chapter describes the different barriers to communicating bad news that parents 

encountered. Parents describe different ways in which communication of bad news can be 

improved. They emphasize the importance of honesty, especially with regard to uncertainty. 

We conclude that the wish of physicians for absolute certainty threatens quality of care, and 

limits possibilities to fully include parents in decision-making. 

 

Part 3. Suffering.  

Chapter 7 focuses on the concept of suffering in paediatric palliative care. Based on the 

interviews with parents (N=64 parents of 44 children) and physicians (N=34) three overlapping 

types of suffering are identified: physical, psychosocial and existential suffering. Most 

participants describe to have witnessed suffering and unbearable suffering in children, 

especially during the terminal phase of illness. We propose an experience-based concept of 

suffering that concentrates on the self-identification of children: suffering is when a child stops 

being a child. We conclude that to fully relieve suffering, processes of dehumanisation in 

medicine should be recognized and re-evaluated.  

 

 

Part 4. Decision-making 

 

Chapter 8 describes a case of two sisters suffering from neurological tumours, to further explore 

how parents perceive suffering and how it influences their requests for end-of-life decisions. In 
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this chapter we reflect on the difficulty to accurately assess suffering of children in the final 

phase, where children often display severe symptoms. Simultaneously the question arises 

whether or not children are capable of experiencing these symptoms as suffering. It discusses 

how ideas on unbearable suffering can lead to end-of-life requests and the need for a shared 

understanding of suffering in order to have meaningful conversations on end-of-life decision-

making.  

 

In Chapter 9 experiences and wishes of parents and physicians with regard to (end-of-life) 

decision-making and active ending of life are explored. Participants describe that a wide range 

of decisions are being made, but we found no evidence of active ending of life currently being 

practised. Several participants described situations of unbearable suffering where they stated 

that current legal options were insufficient to end this suffering. In such situations some parents 

and physicians wished for legal options to perform active ending of life. Physicians reported 

that they experienced legal uncertainty about making end-of-life decisions and requested more 

guidance. We argue that the experiences of parents and physicians justify considering 

expanding regulations to allow active ending of life in children between the age of one and 

twelve. This decisicion should preceded by a profound analysis of the ethical foundation of 

such a regulation, and is accompanied by a system that provides guidance to physicians and 

parents who have to make end-of-life decisions.    

 

In the general discussion of the thesis, chapter 10, the research results are summarized. In this 

chapter we reflect on the recommendations made to the minister of Health, Welfare and Sports 

as a result of the study, in which the research group had to position themselves between the 

academic field and the –normative— political field. 

 

This study provides insights into an area about which, so far, little knowledge had been 

available. The study provides insights into various aspects of care and decision-making around 

the end of life of children between the age of one and twelve years old. The study has shown 

that parents and physicians do feel a need for expanding regulations on active ending of life, 

These results give cause to consider expanding regulation. However, active ending of life is 

merely a small part of a much larger context of care and decision making, in which caregivers 

and parents must navigate between providing life-prolonging care, and relieving suffering. 
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Parents and physicians express a need for clarity and guidance, not only in case of active life-

ending, but in all aspects of care and decision-making around the end of life.  

Paediatric care, communication and decision-making can, and should be further developed to 

suit the needs of children and families who face life-threatening and life-limiting conditions. In 

that development we should not forget about the human beings behind the symptoms. 

Developing paediatric palliative care is not only about the treatment of patients, but just as 

much about the care for human beings. 
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“Als het nu alleen om pijn ging… maar dat is het niet alleen.   

(…) 

Het gaat om alles wat ons mensen tot mens maakt.” 

 

(adaptatie van ouderinterview 02) 
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NEDERLANDSE SAMENVATTING 
 

 

Inleiding 

 

(De mogelijkheid van) sterven is een relatief onderbelicht thema in de geneeskunde. Het woord 

zelf –geneeskunde—legt al dusdanig de nadruk op genezing, dat diens tegenhanger, het 

overlijden, soms vergeten wordt. Toch zijn er naar schatting in Nederland jaarlijks 5000 tot 

7000 kinderen die lijden aan een levensbedreigende aandoening, en die met een mogelijk 

overlijden geconfronteerd worden. In 2018 werden er 1024 sterfgevallen bij minderjarigen 

gemeld. Deze aantallen lijken wellicht klein in de context van palliatieve zorg onder 

volwassenen, echter de impact voor de betreffende kinderen en families is onmeetbaar groot.   

De kennis over zorg en beslissingen rond het levenseinde bij kinderen is zeer beperkt, 

in het speciaal bij de leeftijdsgroep tussen de 1 en 12 jaar. Veel van het onderzoek naar 

levenseindebeslissingen bij minderjarigen focust zich op pasgeborenen of adolescenten. Voor 

de leeftijdsgroep tussen 1 en 12 jaar is er onvoldoende inzicht in hoe de zorg en beslissingen in 

de laatste levensfase gewaardeerd worden door betrokkenen, en welke wensen betrokkenen hier 

in hebben. 

Naast het gebrek aan kennis over levenseinde, gaf een tweede ontwikkeling aanleiding 

tot deze studie.  Sinds enige jaren wordt in de medische praktijk de discussie gevoerd of de 

huidige regelgeving rond beslissingen rond het levenseinde van kinderen tussen 1 en 12 jaar 

toereikend is.   

 

Nederland kent twee regelingen waarin onder voorwaarden actieve levensbeëindiging is 

gereguleerd. De wet toetsing levensbeëindiging op verzoek en hulp bij zelfdoding (WTL) stelt 

een arts die euthanasie uitvoert op uitdrukkelijk verzoek van een wilsbekwame patiënt ouder 

dan 12, indien aan de zorgvuldigheidsvereisten wordt voldaan. Voor sinds 2005 is er middels 

de regeling ‘Late Zwangerschapsafbreking en Actieve Levensbeëindiging Pasgeborenen) ook 

een mogelijkheid voor actieve levensbeëindiging van pasgeborenen onder bepaalde 

voorwaarden. Voor kinderen tussen de 1 en 12 jaar bestaat geen regeling.  

Zowel door artsen als ouders zijn er signalen afgegeven over de wens tot verruiming 

van de mogelijkheden voor actieve levensbeëindiging bij kinderen met zeer ernstig lijden in de 
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leeftijd van 1-12 jaar. Na de verruiming van de Vlaamse euthanasiewetgeving voor 

wilsbekwame minderjarigen in 2014, is deze discussie geïntensiveerd. Op 22 april 2016 heeft 

minister Edith Schippers van Volksgezondheid, Welzijn en Sport opdracht gegeven tot 

onderzoek naar beslissingen rond het levenseinde bij kinderen.  

Om aan dit verzoek te voldoen, werd een onderzoeksproject opgesteld met 3 

onderdelen: een kwantitatief sterfgevallenonderzoek en enquête-studie (beiden uitgevoerd 

onder leiding van Agnes van der Heide, Erasmus MC) een grootschalige kwalitatieve studie. In 

de kwalitatieve studie zijn door middel van diepte-interviews ervaringen verzameld van 

ervaringsdeskundige ouders en artsen. De kwalitatieve studie vormt de hoofdmoot van dit 

proefschrift, en wordt beschreven in hoofdstuk 5 tot en met 9. 

 

Onderzoeksvragen 

In de kwalitatieve interview-studie staan de volgende onderzoeksvragen centraal:  

 

1. Wat is de huidige context van regelgeving over zorg en besluitvorming bij kinderen met 

levensbedreigende aandoeningen? 

2. Wat betekent ‘goede zorg’ voor kinderen die te maken krijgen met een mogelijk 

levenseinde? 

3. Wat betekent lijden bij kinderen met levensbedreigende aandoeningen? 

4. Wat zijn de percepties van ouders en artsen ten aanzien van besluitvorming rond het 

levenseinde? 

5.  Hebben ouders en artsen behoefte aan regelgeving voor actieve levensbeëindiging? 

 

Resultaten 

Dit proefschrift bevat 10 hoofdstukken waarin verschillende aspecten van zorg en 

besluitvorming rond het levenseinde van kinderen (1-12) worden onderzocht. Deze 

hoofdstukken zijn onderverdeeld in 4 delen: De Nederlandse context van zorg en 

besluitvorming; goede zorg; lijden; en besluitvorming. 

 

Aan de start van dit onderzoek hebben we het Nederlandse debat over besluitvorming rond het 

levenseinde in een internationale context geplaatst. Hoofdstuk 2 beschrijft het antwoord van 

verschillende internationale auteurs op de vraag: wat zou u de Nederlandse minister van 
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Volksgezondheid, Welzijn en sport adviseren omtrent het uitbreiden van regelgeving voor 

actieve levensbeëindiging bij kinderen tussen de één en twaalf jaar? Uit de reacties van de 

auteurs blijkt dat er veel verschillende standpunten zijn. Het artikel biedt een internationale 

context en belicht culturele verschillen in houding ten opzichte van besluitvorming rond het 

levenseinde. In het door ons beschreven standpunt adviseren we de minister uitbreiding van 

regelgeving te overwegen, maar enkel nadat grondig onderzoek naar de huidige stand van zaken 

is uitgevoerd.    

 

Hoofdstuk 3 onderzoekt de Nederlandse context van pediatrische palliatieve zorg vanuit het 

perspectief van richtlijnen en regelgeving. Het schetst de huidige zorg voor en besluitvorming 

voor kinderen met levensbedreigende aandoeningen. Een analyse van de richtlijn palliatieve 

zorg voor kinderen laat zien dat in het huidige beschreven beleid expliciete aandacht is voor de 

proportionaliteit van levensverlengende maatregelen. Artsen wordt geadviseerd om bij het 

maken van behandelingsbeslissingen niet levensverlenging, maar kwaliteit van leven centraal 

te stellen. Bijzonder is dat niet alleen kwaliteit van leven, maar ook kwaliteit van sterven wordt 

genoemd als een van de doelen van kinderpalliatieve zorg.  

 

In Hoofdstuk 4 wordt aandacht besteed aan een specifieke casus van een meisje met trisomie 

18. In de casus vragen ouders om het inzetten van niet-invasieve levensverlengende 

behandelingen bij hun nog ongeboren dochter waarbij trisomie 18 wordt vermoed. Hun verzoek 

zet artsen aan het denken over hun vooronderstellingen over trisomie 18, een aandoening die in 

de regeling Late Zwangerschapsafbreking en Actieve Levensbeëindiging Pasgeborenen als niet 

verenigbaar met het leven wordt omschreven. De casus maakt verborgen aannames over 

letaliteit, en proportionaliteit van behandeling zichtbaar. In het hoofdstuk wordt geconcludeerd 

dat regelgeving niet neutraal is. Daarnaast worden in het artikel ideeën over het concept letaliteit 

verder vormgegeven.  

 

In hoofdstuk 5 worden knelpunten geïdentificeerd. In de kwalitatieve interview-studie die onder 

64 ouders van 44 kinderen gehouden werd, werd door ouders een grote variëteit aan knelpunten 

beschreven. Er worden categorieën knelpunten geïdentificeerd. Ten eerste wensen ouders 

empathische en open communicatie over de ziekte en prognose. Een tweede knelpunt zijn 

bureaucratische en organisatorische obstakels die de continuïteit van zorg hinderen. Ouders 
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wensen ten derde meer betrokkenheid bij de besluitvorming. Ten vierde hebben ouders behoefte 

aan ondersteuning bij levenseindebeslissingen. Als vijfde knelpunt wordt het gebrek aan 

aandacht voor het gezin tijdens de ziekte en na het overlijden van hun kind, genoemd en tot slot 

ervaren ouders als zesde knelpunt een gebrek aan aandacht voor hun kind als persoon. We 

concluderen dat de barrières zoals die door ouders werden ervaren, waren vrijwel zonder 

uitzondering gericht op niet-medische aspecten. De waargenomen barrières geven aan dat de 

zorg voor kinderen met een levensbedreigende aandoening te veel gericht is op symptomen en 

te weinig op de mens achter deze symptomen. 

  

Hoofdstuk 6 beschrijft de uitkomsten van de analyse van de interviews met ouders over 

slechtnieuws-communicatie. Ouders beschrijven verschillende wijzen waarop communicatie 

over ziekte en prognose kunnen worden verbeterd, en onderstrepen met name met belang van 

eerlijkheid aan. In het hoofdstuk wordt geconcludeerd dat de wens van zorgprofessionals tot 

absolute zekerheid de kwaliteit van de zorg en de mogelijkheden om ouders bij de 

besluitvorming te betrekken, bedreigt. 

 

In Hoofdstuk 7 wordt het concept lijden nader onderzocht. Op basis van de interviews met 

ouders (64 ouders van 44 kinderen) en zorgprofessionals (34) worden drie overlappende 

vormen van lijden geïdentificeerd bij kinderen met een levensbedreigende aandoening: fysiek, 

psychosociaal en existentieel lijden. Participanten geven aan met name rondom het levenseinde 

(ondraaglijk) lijden bij kinderen te zien. Op basis van de ervaringen wordt een concept van 

lijden voor dat zich concentreert op de zelfidentificatie van kinderen: lijden is wanneer een kind 

ophoudt kind te zijn. We concluderen dat om het lijden volledig te verlichten, de processen van 

ontmenselijking in de geneeskunde opnieuw moeten worden geëvalueerd. 

 

In Hoofdstuk 8 wordt een casus van twee zussen die leden aan neurologische tumoren nader 

geanalyseerd, om meer inzicht te krijgen in hoe ouders het lijden van hun kinderen ervaren, en 

op welke wijze dit verzoeken tot levensbeëindiging beïnvloedt. In het hoofdstuk wordt de 

moeilijkheid van lijden in de stervensfase van kinderen met hersentumoren nader beschouwd, 

waarbij kinderen zeer ernstige symptomen kunnen vertonen, terwijl de vraag rijst of er sprake 

is van lijden in een situatie waarin het betwijfelbaar is dat een kind bij bewustzijn is.   
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In Hoofdstuk 9 worden de ervaringen met levenseindebeslissingen nader onderzocht, maar 

daarbij speciale aandacht voor de posities ten aanzien van actieve levensbeëindiging. Door de 

participanten werd een variatie aan beslissingen met levensbekortende effecten beschreven, 

maar er werden geen gevallen van actieve levensbeëindiging gemeld. Verschillende deelnemers 

beschreven gevallen van ondraaglijk lijden waarbij de huidige opties onvoldoende waren om 

het lijden van het kind te verlichten. In dergelijke gevallen wilden ouders en artsen soms dat er 

legale mogelijkheden waren om actief een einde te maken aan het leven van het kind. Artsen 

meldden dat ze juridische onzekerheid ervoeren over het nemen van beslissingen rond het 

levenseinde en vroegen naast regelgeving ook primair om meer duidelijkheid en begeleiding 

bij het nemen van beslissingen. We concluderen dat er aanleiding is om de regelgeving rondom 

actieve levensbeëindiging bij kinderen (1-12 jaar) uit te breiden, maar alleen als hierin ook 

aandacht wordt besteed aan de mogelijkheden tot inhoudelijke begeleiding voor artsen die 

dergelijke beslissingen nemen, en de ethische grondslag van een dergelijke regeling.  

 

Hoofdstuk 10 vormt de algemene discussie van het proefschrift. In dit hoofdstuk worden de 

onderzoeksresultaten samengevat. In het hoofdstuk wordt gereflecteerd op de aanbevelingen 

die naar aanleiding van de studie zijn gedaan aan de minister, waarin de onderzoeksgroep moest 

navigeren tussen het (feitelijke) beschrijven van resultaten en het (normatieve) doen van 

aanbevelingen.  

 

Deze studie biedt inzichten in een gebied waarover tot dusver weinig kennis beschikbaar 

was. De studie heeft laten zien dat er onder een groep ouders en artsen een behoefte aan 

regelgeving bestaat, en dat deze resultaten aanleiding geven om uitbreiding van regelgeving te 

overwegen. Dit is echter slechts een klein onderdeel van een veel grotere context van zorg en 

beslissingen, waarin zorgverleners en ouders samen moeten navigeren tussen levensverlenging 

en het minimaliseren van lijden. Niet alleen bij actieve levensbeëindiging, maar bij alle aspecten 

van zorg en beslissingen in deze fase is behoefte aan ondersteuning en helderheid. In toekomstig 

onderzoek kunnen methoden worden ontwikkeld om artsen en ouders beter te ondersteunen bij 

dergelijke beslissingen. Voor de verdere ontwikkeling van zorg en beslissingen rond het 

levenseinde bij kinderen is het van belang dat de mens achter de symptomen niet uit het oog 

verloren wordt. Alleen dan kan kinderpalliatieve zorg aan blijven sluiten bij de behoeften die 

bestaan.  
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Dankwoord 
 

Dit proefschrift draag ik op aan de kinderen wiens verhalen de spil vormen van dit proefschrift: 

kinderen die leven met een levensbedreigende ziekte, of die afscheid van het leven hebben 

moeten nemen. Ook als jullie stem niet meer gehoord wordt, blijft jullie verhaal bestaan. 

 

Alle deelnemers. Dit proefschrift is jullie verhaal, niet het mijne. Ik wil jullie vanuit de grond 

van mijn hart bedanken voor jullie bereidheid om mij deelgenoot te maken van jullie 

ervaringen, jullie wensen en jullie zorgen.  Ik heb zo’n bewondering voor de openheid waarmee 

jullie je verhaal wisten te doen, en spraken over thema’s die voor jullie niet gemakkelijk waren 

om over te spreken; die jullie als mens raakten, of als professional onzeker maakten.  

 

Mijn dank gaat uit naar mijn promotoren, Els Maeckelberghe en Eduard Verhagen. Ik ben 

enorm dankbaar voor het vertrouwen dat ik van jullie heb gekregen, de sturing, de kritische 

blik, maar vooral ook: de liefde voor dit onderzoek dat ik, iedere keer dat ik het zelf even 

dreigde kwijt te raken, toch weer bij jullie vond. 

Els, vanaf dag 1 dat ik jouw kantoor in liep, heb je bij mij het enthousiasme voor het 

veld aan weten te wakkeren. Waar je de tijd en de energie vandaan haalt, weet ik niet, maar 

jouw kennis, en kracht om mensen met elkaar te verbinden, zijn al deze jaren onmisbaar voor 

me geweest. Of we nu samen druk aan het analyseren waren, soms moeilijke gesprekken 

voerden of gewoon met een kop thee zaten te kletsen; ik kijk er met veel plezier terug!  

Eduard; ik heb grote bewondering voor de manier waarop jij bruggen weet te slaan; 

tussen mensen en tussen domeinen. De manier waarop jij je beweegt in zowel de geneeskundige 

praktijk, het onderzoeksveld en de beleidsmatige kant van geneeskunde is een bron van 

inspiratie voor me. Dankzij jouw slagkracht heeft het project de impact gekregen die het had, 

veel dank daarvoor!  

 

Suzanna, het was ontzettend leuk om jou aan mijn zijde te hebben in dit project. Niet alleen je 

ervaring op het gebied van kinderpalliatieve zorg, maar ook het enthousiasme dat je met je 

meebracht, en waarmee je een grote groep instellingen en verenigingen wist te mobiliseren voor 

ons onderzoek.  
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De onderzoeksgroep, Agnes, Irma en Veerle; het was een voorrecht om met jullie samen te 

mogen werken in dit project. Dat we allen aansloten met verschillende expertises en disciplines 

is onmisbaar geweest voor het project, maar ook voor mijn eigen ontwikkeling. Ik ben enorm 

blij met alles dat ik van jullie heb mogen leren, en voor de prettige samenwerking!! 

  

Wat had ik een mazzel dat ik met zo’n bevlogen klankbordgroep mocht samenwerken! 

Marjolein Koot, Marie Jose Pulles, Jan Peter Rake, Leontien Kremer, Mirjam de Vos, Marijke 

Kars, Sabina Postma, Karoly Illy en Bert Bos; dank voor jullie inzet. Marijke, ik wil jou in het 

bijzonder bedanken omdat je me de mogelijkheid hebt gegeven verder te groeien in de 

kinderpalliatieve zorg in het UMCU. Ik ben blij dat ik met je mag samenwerken! Sabina, 

hartelijk dank voor jouw inspanningen om de ervaringen van de ouders, kinderen en artsen te 

vertalen naar beleid en regelgeving. Ik ben dankbaar dat je je hebt willen en durven inzetten 

voor dit project, en met het resultaat dat dit heeft opgeleverd!  

 

Ik heb in dit project de eer gehad met verschillende auteurs samen te werken. Christine 

Willekens, Mark van der Hoeven danken voor de prettige samenwerking. John Lantos, Peggy 

Battin and Christopher Kaczor, thank you for your thoughtful contribution to our article in 

Pediatrics. Het schrijven van wetenschappelijke artikelen met ervaringsdeskundige ouders is 

een zeer waardevolle ervaring geweest, en onderdeel van een beweging waarvan ik hoop dat 

hij toe gaat nemen in de (kinderpalliatieve) zorg: dat we de stem van ouders een prominentere 

plaats geven, omdat hun expertise van groot belang is. Joan Schutte, Hsiang-Ling Wee, Henk 

Jan Ten Brincke en Marloes Meulenbeek-Ten Brincke, hartelijk dank voor jullie waardevolle 

bijdrage! 

 

An Reyners, Carlo Leget en Wim Tissing, hartelijk dank voor jullie kritische blik en inzichten 

als beoordelingscommissie van dit proefschrift. 

 

Willemien de Weerd, Pieter Sauer en Gert ter Horst, dank voor jullie inspanningen om me te 

introduceren in de kinderpalliatieve zorg.   

 

Beste paranimfen, Wim en Irma; wat ben ik trots dat ik mijn verdediging met jullie aan mijn 

zijde mag houden. Wim; jij was er als collega en vriend altijd om mee te lezen en mee te denken. 
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Als twee filosofen in een organisatie vol medici heb ik het altijd ontzettend leuk gevonden om 

met jou samen te werken! Irma: jij belichaamt voor mij de ouder die niet alleen op 

bewonderenswaardige manier haar verhaal weet te vertellen, maar zich ook inzet om deze 

ervaringen te gebruiken om de zorg beter te maken. Ik ben ontzettend blij dat jullie vandaag 

naast me staan!  

 

Beste collega’s van de ethiekgroep, onder leiding van Els hebben we de afgelopen jaren een 

wisselende, maar hechte club gevormd waarin we met elkaar konden sparren. Hartelijk dank 

voor alle mooie gesprekken. In het bijzonder Malou; wat was het leuk om al die jaren samen 

op te trekken in ons promotietraject, en Lisa: de manier waarop jij geneeskunde en ethiek met 

elkaar combineert, is voor mij een bron van inspiratie. Akelei, Ellen en Roosmarijn, het was 

een eer om jullie te mogen begeleiden en met jullie samen te werken.  

 

Astrid en Yvon, dank dat ik altijd bij jullie kon binnen lopen met duizend vragen en problemen 

(want ik blijk af en toe een beetje ongeorganiseerd), en dat het jullie altijd lukt om structuur aan 

te brengen in onze chaos. 

Marinka de Groot en collega’s van transcriberen.nl, hartelijk dank dat jullie de 

honderden uren interview-opnames hebben weten om te zetten in duizenden pagina’s transcript, 

wat een werk!   

 

Het onderzoek was niet mogelijk geweest zonder de groep die zich heeft ingezet bij het werven 

van deelnemers. De NVK, het kenniscentrum kinderpalliatieve zorg, de VOKK, de VKS, 

VOOK, het Emma thuisteam, en iedereen die zich heeft ingezet bij de werving van deelnemers: 

hartelijk dank! 

 

Tot slot, alle mensen die dicht bij me staan; vrienden, familie en schoonfamilie; jullie weten 

wie jullie zijn. In het bijzonder Joost, Oebele, Ynske, Feike, Madieke, Jinthe en Eefke. Ik wil 

jullie niet bedanken voor het tot stand komen van die proefschrift, want dat doet geen recht aan 

de plaats die jullie in mijn leven innemen. In plaats daarvan: dank dat jullie het leven mooier 

maken.  
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