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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 lifethreatening 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 decisionmaking 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 112) 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 lifeending 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.
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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 decisionmaking, 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 lifeshortening 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) decisionmaking? 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 homesetting, 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 lifethreatening 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-oflife? 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 Endof-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)
.
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