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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.
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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 lifesupporting 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 lifeending 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 lifethreatening 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
Level of education, mothers (N=42)
Low-level education
Mid-level education (practical)
Higher education (vocational)
Academic education (university)
Level of education, fathers (N=42)
Low-level education
Mid-level education (practical)
Higher education (vocational)
Academic education (university)
Nationality (N=42)
Dutch
Other
Religious/spiritual beliefs (N=64)
None
Christian
Other
Number of children per family (N=42)
1 child
2 children
3 children
4 or more children

34 (81.0%)
1 (2.4%)
15 (35.7%)
14 (33.3%)
12 (28.6%)
4 (9.5%)
15 (35.7%)
14 (33.3%)
9 (21.4%)
36 (85.7%)
6 (14.3%)
39 (60.9%)
19 (29.7%)
6 (9.4%)
8 (19.0%)
22 (52.4%)
10 (23.8%)
2 (4.8%)
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Table 2. Characteristics of children of interviewed parents (N=44)
Gender
Female
Male
Age (years) at death or at the time of the interview
1–3
4–6
7–9
10–12
Diagnosis
Malignancy
Neurological/metabolic disease
Cardiovascular disease
Other

24 (54.6%)
20 (45.4%)
15 (34.0%)
8 (18.2%)
9 (20.5%)
12 (27.3%)
18 (40.9%)
17 (38.6%)
4 (9.1%)
5 (11.4%)

,
Table 3. Characteristics of physicians (N=34)
Interview
Matched interview
Non-matched interview
Work setting
Academic hospital
Regional hospital
Other
Specialty
General pediatrics
Intensive care medicine
Oncology
Neurology
Intellectual disability care
Metabolic medicine
Neonatology
Immunology
Cardiology
Social pediatrics
General practice

17 (50%)
17 (50%)
24 (70.6%)
6 (16.7%)
4 (11,8%)
11 (32%)
5 (15%)
4 (12%)
4 (12%)
3 (9%)
2 (6%)
1 (3%)
1 (3%)
1 (3%)
1 (3%)
1 (3%)

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) decisionmaking and the context in which end-of-life decisions are currently made. The second theme
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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

179

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-oflife 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 lifeending 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.

187

References
1. Federale Overheidsdienst Justitie [Federal Public Service Justice]. (2014). Wet tot wijziging
van de wet van 28 mei 2002 betreffende de euthanasie, teneinde euthanasia voor minderjarigen
mogelijk te maken [Act Amending the Act of 28 May 2002 on Euthanasia, Sanctioning
Euthanasia

for

Minors].

Translation:

K.

van

Assche.

May

28,

2014,

from

http://www.ejustice.just.fgov.be/cgi/article.pl?language=nl&caller=summary&pub_date=2014
-03-12&numac=2014009093#top
2. Cohen-Almagor R. Should the Euthanasia Act in Belgium Include Minors?. Perspectives in
biology and medicine. 2018;61(2):230-48.
3. Dan, B., Fonteyne, C., & De Cléty, S. C. (2014). Self-requested euthanasia for children in
Belgium. The Lancet. https://doi.org/10.1016/S0140-6736(14)60110-0
4. Raus K. The extension of Belgium’s euthanasia law to include competent minors. Journal of
bioethical inquiry. 2016 Jun 1;13(2):305-15.
5. Nieuwsuur, https://nos.nl/nieuwsuur/artikel/670678-euthanasie-ook-voor-jonge-kinderen.html
6. https://www.volkskrant.nl/wetenschap/artsen-maak-euthanasie-mogelijk-bij-kind-tot-12jaar~bc0312df/
7. Bos, A., Verhagen, A., & Vries, M. de. (2014). Standpunt NVK levensbeëindiging kinderen 112 jaar: een pleidooi voor onderzoek. Retrieved from
http://www.nvk.nl/Nieuws/Dossiers/DossierLevenseindejongekinderen.aspx
8. Tweede kamer der Staten-Generaal. hoorzitting/rondetafel gesprek ‘euthanasie bij
minderjarigen. 22-01-2015. retrieved from
https://www.tweedekamer.nl/debat_en_vergadering/commissievergaderingen/details?id=2015
A04417
9. https://www.volkskrant.nl/wetenschap/minister-onderzoekt-mogelijkheid-euthanasie-bijkinderen-van-een-tot-twaalf-jaar~bdfaa5d0/
10. M.A. de Vos- Broerse, Sharing the burden of deciding: How physicians and parents make
end-of-life decisions.2015.
11. Althabe M, Cardigni G, Vassallo JC, et al: Dying in the intensive care unit: Collaborative
multicenter study about forgoing life-sustaining treatment in Argentine pediatric intensive
care units. Pediatr Crit Care Med 2003; 4:163–169
12. Devictor DJ, Tissieres P, Gillis J, Truog R. Intercontinental differences in end-of-life attitudes
in the pediatric intensive care unit: results of a worldwide survey. Pediatric Critical Care
Medicine. 2008 Nov 1;9(6):560-6.

188

13. Devictor DJ, Nguyen DT: Forgoing life-sustaining treatments in children: A comparison
between Northern and Southern European pediatric intensive care units. Pediatr Crit Care
Med 2004; 5:211–215
14. Sprung CL, Cohen SL, Sjokvist P, Baras M, Bulow HH, Hovilehto S, Ledoux D, Lippert A,
Maia P, Phelan D, Schobersberger W. End-of-life practices in European intensive care units:
the Ethicus Study. Jama. 2003 Aug 13;290(6):790-7.
15. Steck N, Egger M, Maessen M, Reisch T, Zwahlen M. Euthanasia and assisted suicide in
selected European countries and US states: systematic literature review. Medical Care. 2013
Oct 1:938-44.
16. Wet toetsing levensbeëindiging op verzoek en hulp bij zelfdoding [Termination of Life on
Request and Assisted Suicide Act]. 2001 04/12/2001;BWBR0012410:1-24.
17. Regionale toetsingscommissie, https://www.euthanasiecommissie.nl/euthanasiecode2018/bijzondere-onderwerpen/minderjarige-patienten
18. Verhagen E, Sauer PJ. The Groningen protocol—euthanasia in severely ill newborns. New
England Journal of Medicine. 2005 Mar 10;352(10):959-62.
19. Government of the Netherlands. Euthanasia and newborn infants. Available at:
https://www.government.nl/topics/euthanasia/contents/euthanasia-and-newborn-infants.
20. LZALP. (n.d.). Beoordelingscommissie late zwangerschapsafbreking en levensbeëindiging bij
pasgeborenen: Procedure. https://www.lzalp.nl/procedure
21. Beoordelingscommissie LZALP. Jaarverslag Beoordelingscommissie Late
Zwangerschapsafbreking en Levensbeëindiging bij Pasgeborenen 2018. [Annual report on late
termination of pregnancy and life-ending in newborns, 2018] available at
https://www.rijksoverheid.nl/documenten/rapporten/2019/07/31/beoordelingscommissie-latezwangerschapsafbreking-en-levensbeindiging-bij-pasgeborenen (last accessed 20 July 2020).
22. Government of the Netherlands. Article 40, Wetboek van Strafrecht [Criminal Code]. n.d.;
available at: http://wetten.overheid.nl/BWBR0001854/2016-07-20-boekEerste (last accessed
20 July 2016).
23. HR. NJ 1986, 106 (Schoonheim). 1984 11/27/1984.
24. Hof Amsterdam 7 november 1995, Tijdschrift voor gezondheidsrecht 1996, nr. 1 (Prins).
25. Hof Leeuwarden 4 april 1996, Tijdschrift voor gezondheidsrecht 1996, nr. 35 (Kadijk).
26. Van der Heide A, Onwuteaka-Philipsen BD, Rurup ML, Buiting HM, van Delden JJ,
Hanssen-de Wolf JE, Janssen AG, Pasman HR, Rietjens JA, Prins CJ, Deerenberg IM. Endof-life practices in the Netherlands under the Euthanasia Act. New England Journal of
Medicine. 2007 May 10;356(19):1957-65.

189

27. van der Heide A, van Delden JJ, Onwuteaka-Philipsen BD. End-of-life decisions in the
Netherlands over 25 years. New England Journal of Medicine. 2017 Aug 3;377(5):492-4.
28. ten Cate K, van de Vathorst S, Onwuteaka-Philipsen BD, van der Heide A. End-of-life
decisions for children under 1 year of age in the Netherlands: decreased frequency of
administration of drugs to deliberately hasten death. Journal of medical ethics. 2015 Oct
1;41(10):795-8.
29. Dorscheidt, J.H. Medication regimes in the context of end-of-life decisions in neonatology:
legal considerations with regard to Dutch NICU-practice.Medicine and Law 31(4) 2012-12
0723-1393
30. De Minister van Volksgezondheid, Welzijn en Sport. Kamerbrief met reactie op NVK
standpunt levensbeeindiging kinderen [Minister of Health Welfare and Sport. Letter with
response to NVK position paper: euthanasia in children]. 2016; Available at:
https://www.rijksoverheid.nl/documenten/kamerstukken/2016/04/22/kamerbrief-met-reactieop-nvk-standpunt-levensbeeindiging-kinderen. Accessed 02/10, 2020
31. Hennink M, Hutter I, Bailey A. Qualitative research methods. Thousand Oaks, CA, Sage;
2010 Dec 8.
32. Medisch Contact, dossier tuitjenhorn, Available at:
https://www.medischcontact.nl/nieuws/dossiers/dossier/tuitjenhorn.htm. Accessed 02/10,
2020
33. Paediatric Association of the Netherlands (NVK). Richtlijn Palliatieve Zorg voor Kinderen
[Guidelines on Palliative Care for Children]. 2018 [cited 2019 Oct 08]. Available from:
http://richtlijnendatabase.nl/richtlijn/palliatieve_zorg_voor_kinderen
34. Pool R. “You’re not going to dehydrate mom, are you?”: Euthanasia, versterving, and good
death in the Netherlands. Social science & medicine. 2004 Mar 1;58(5):955-66.
35. Ten Have HA, ter Meulen RH, Van Leeuwen E. Leerboek medische ethiek. Bohn Stafleu van
Loghum; 2013 Mar 14. p.289-92

190

Supplementary file: topic guide

191

192

