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ABSTRACT
Developments in legal and medical research regarding end-of-life decisions regarding
severely suffering neonates in the Netherlands provide good cause for reflection on
specific items of this issue. This article deals with the outcomes of the first national
survey on end-of-life practice in Dutch Neonatal Intensive Care Units (NICUs) and
examines the legal aspects of parental involvement in the decision making process. In
this regard the authors reflect on the Dutch interpretation of ‘hopeless and unbearable
suffering’, the medical-professional conduct in case of medical neonaticide, parental
authority over an infant’s fundamental right to life and the role of parents in
supervising legal-procedural aspects.

INTRODUCTION

The issue of end-of-life decisions regarding severely suffering
newborn infants has been—and still is—widely discussed. In this
debate, medical, ethical and legal aspects are thoroughly addressed
and the importance of a multidisciplinary approach of the issue is
generally acknowledged. Still, many aspects of the issue remain
undecided, while apparent consensuses regarding certain aspects are
often overtaken by new casuistic nuances.



In the last two decades, the Netherlands has witnessed several
developments regarding end-of-life decisions in neonatology.
Developments that have shaped Dutch understanding include the
statutory introduction of a reporting procedure, the acquittal of two
physicians charged with the murder of a hopeless and unbearably
suffering neonate, and the establishment of a national multidisciplinary
expert committee serving as an advisory board to the Public Prosecutor.
New research results on legal1 and medical2 aspects of neonatal endof-life decisions in the Netherlands have vitalised the Dutch debate
once more and provide good cause for further reflection on specific
issues. These include the issue of how to judge parental involvement
in the neonatal end-of-life decision making process and the way
physicians deal with this involvement.
In this article this parental involvement is discussed from a legal
perspective, partly as a response to current end-of-life practice in
Dutch Neonatal Intensive Care Units (NICUs). An impression on the
regulative state of the art and current neonatal end-of-life practice
in the Netherlands is followed by an exposé concerning the parental
influence on the decision making process and the characteristics of
cases in which a conflict between the medical team and the parents
occurred. A reflection on specific legal issues relating to parental
involvement, such as the parental position in decisions regarding what
counts as ‘hopeless and unbearable suffering’ (present suffering or
predicted suffering as well?), their authority over their infant’s right
to life and parental responsibilities in supervising legal-procedural
aspects, concludes this article.
THE STATE OF THE ART IN THE NETHERLANDS

In the Netherlands, the wording ‘end-of-life decisions in neonatal
practice’ is a collective noun for professional decisions in neonatal
health care that lead to the death of a newborn patient. They involve
decisions to withdraw or withhold medical treatment, to administer (or
increase) sedative medication or—in extreme cases—to deliberately
end a neonate’s life. Research has shown that the latter decisions are
often preceded by a non-treatment decision.3 The physician in charge,
in most cases a neonatologist, is responsible for these decisions. A
non-treatment decision remains without legal consequences provided
such a decision is based on admissible professional grounds, such
as inability to realise the treatment’s goal and/or disproportionality
between the ends and means of the treatment. If the grounds for
a non-treatment decision are legally unsound or even negligent
the physician in charge can be held accountable. In appropriate
circumstances this may lead to disciplinary or even criminal charges



against the physician. To deliberately end a neonate’s life counts as
homicide or murder under Dutch criminal law. Physicians must report
cases of medical neonaticide to a multidisciplinary expert committee.
This committee reviews these cases against special requirements of
due care and provides advice to the Public Prosecutor, who decides
whether or not the physician in charge will be prosecuted.
Under Dutch civil law parents are responsible for taking care
of their children and for raising them. Decisions regarding medical
treatment are part of this responsibility. As a newborn child is too
young to be competent to take part in decision making regarding
medical treatment, the child’s parents act as legal representatives of
their child. They are to be informed about the child’s health and
their consent to the child’s medical treatment is required. Parents
may also refuse to consent to life-saving medical treatment or request
a physician to withdraw or withhold such treatment. Dutch medical
practice has revealed that they sometimes even ask a physician to end
their child’s life.
Parental involvement in neonatal end-of-life decision making
raises questions concerning the legal limits of this involvement, how
physicians should deal with conflict situations and how particular
issues relate to the neonate’s most fundamental right protected under
international human rights law: the right to life. In the next sections
these questions are investigated with reference to current Dutch
medical practice, which is believed to be similar to practices in many
other Western countries.
END-OF-LIFE DECISION MAKING IN DUTCH NEONATAL PRACTICE

In the Netherlands clinical care for severely suffering newborn
infants is centralised in 10 level III NICUs. In all these NICUs,
medical decisions are made by a multidisciplinary team, led by the
attending neonatologist who is responsible for these decisions.
Survey 2005–2006
Verhagen et al. performed a retrospective descriptive study
on Dutch end-of-life practice regarding severely suffering newborn
infants.4 This study reviewed the medical files of 359 neonates who
died in NICUs between October 2005 and September 2006. In 340 of
these 359 cases a decision to withhold or withdraw treatment preceded
death, while 19 infants died during cardiopulmonary resuscitation
(CPR). The decision to withdraw life-sustaining treatment (mostly
withdrawal from mechanical respiration) was taken in 294 cases.



Death resulting from withholding treatment occurred in 46 cases and
deliberate ending of life officially took place in 1 case.
All cases where end-of-life decisions occurred, were classified
in three groups: infants with no chance of survival (group I; 208 of
359 deaths => 58%), infants without terminal abnormalities but with
a poor prognosis as to the child’s future quality of life (group II; 150
deaths => 42%) and infants not dependent of NICU-care but with a
poor prognosis and present severe suffering (group III; one child).
In 1475 out of the 150 group II-cases the attending neonatologists
(N=80) were interviewed by an experienced paediatrician (EV) in
order to obtain detailed information about the decision making process.
Several of these semi-structured interviews took place in the presence
of a qualified legal scholar (JD).6 Here, the physicians were asked
whether or not legal considerations influenced the decision making
process. This also revealed whether such considerations influenced
the physician’s management of conflict situations with the parents.
The analysis of the medical files showed that in 194 of the
208 group I-cases the parents agreed to an end-of-life decision. In
the remaining 14 cases in this group parental involvement was not
documented. In the 147 group II-cases the medical files and the
interviews revealed that all parents were involved in the decision
making process and that end-of-life decisions were never made
without parental approval. End-of-life decisions in group II-cases
were mostly initiated by the physician, who informed the parents of
the medical team’s considerations and final decision and who also
asked for parental assent.
Conflicts between medical team and parents
A part of the survey was dedicated to determine frequency and
characteristics of conflicts—defined as: disputes or disagreements
about an end-of-life decision—between the medical team and the
parents.7 Such conflicts were regarded as bearing relevant information
as to the practice of neonatal end-of-life decision making and the
legal aspects of parental involvement.
As the survey of Verhagen et al. particularly focused on group IIcases, no data concerning the incidence of conflicts in the 194 group
I-cases were collected. This was due to the fact that no conflicts were
expected in this group, as the infants’ medical conditions in these
type of cases are generally considered ‘not compatible with life’.
Similar circumstances played a role in the group III-case in which,
according to the medical file and the interview, no conflict occurred.
Yet, in view of several particularities in the decision making process,
this case will be separately discussed in the next section.



In 18 of the 147 group II-cases conflicts between the medical
team and the parents did occur.8 The general characteristics of these
18 cases have been published elsewhere.9
Tables 1 and 2 divide the 18 cases into 2 sub-categories. Table
1 shows characteristics of 4 cases in which the parents preferred to
withdraw life-sustaining treatment (mostly withdrawal of mechanical
ventilation) and the team favoured the continuation of treatment.
Table 2 shows characteristics of 14 cases in which the parents
preferred continuation of treatment while the team was in favour of
withdrawal.
Both tables show that the differences of opinion between the
medical team and the parents basically involve the decision to
continue or to withdraw intensive treatment. The main consequence
of such a difference of opinion is that the treatment decision is
Table 1. Cases in which parents prefer withdrawal: Team prefers continuation
(N=4)
No. Cause of
Source of
death
conflict
			
			

Conflict
Parental
within
involvement
medical		
team		

Decision
making
influenced by
parents*

1

Extreme
prematurity
		

Uncertain
No
neurological		
prognosis 		

Prefer withdrawal
long before team
does.

Definitely no (1)

Extreme
prematurity
		

Uncertain
No
neurological 		
prognosis		

Prefer withdrawal
treatment before
team does.

Definitely no (1)

3 Sepsis/NEC Uncertain
Yes
		
neurological 		
		
prognosis		
				
				

Expect infant to
die soon. Don’t
want their child
to suffer, grant
humane death.

Definitely no (1)

4 Asphyxia
Uncertain
No
		
neurological 		
		
prognosis		
				
				
				
				
				
				

Relieved that
Definitely no (1)
infant is allowed
to die, now that
MRI confirmed
diagnosis. Troubled
by many diagnostics/
tests necessary to
support end-of-life
decision.

2

* This section shows parental influence according to the interviewed physicians.
The score is reflected in a 5-point Likert-like scale (definitely no (1); likely no (2);
neutral (3); likely yes (4); definitely yes (5)).


Table 2. Parents prefer continuation: Team prefers withdrawal (N=14)
No. Cause of
Source of
death
conflict
			
			

Conflict
Parental
within
involvement
medical		
team		

Decision
making
influenced by
parents*

5 Sepsis/NEC Uncertain
No
		
neurological 		
		
prognosis		
				
				
				

Accept limited
treatment, but
reject withdrawal
respiration on
religious grounds.
Need time to adjust.

Definitely no (1)

Extreme
prematurity
		
		
		

Want to try
everything to save
child, team agrees
for several days.

Definitely no (1)

7 Sepsis/NEC Uncertain
No
		
neurological 		
		
prognosis		
				
				

Hoped for surgery,
but team believed
this to be futile. In
grief, but expected
this to happen.

Definitely yes (5)

8 Sepsis/NEC
		
		

Agreed to withdrawal after
second opinion.

Definitely no (1)

9

Respiratory
Uncertain
Yes
insufficiency pulmonary 		
		
prognosis		
				
				
				
				

Father cannot
accept that infant
will die. Accused
team of waiting too
long to act.
Believed child was
murdered.

Definitely yes (5)

10 Respiratory
Uncertain
No
insufficiency neurological 		
		
prognosis		
				
				
				
				
				
				

At first no consent
for withdrawal.
Additional meeting
to solve language
barriers. Severe
genetic history (3
previous infants
died). Approval
after one week.

Definitely no (1)

11 Congenital
Uncertain
No
anomalies
neurological 		
		
prognosis		
				
				
				

Denial of severity
Definitely no (1)
of infant’s condition.
Cannot let go.
Demand second
opinion. Approval
after two weeks.

6

Uncertain
No
neurologic 		
and 		
pulmonary 		
prognosis

Uncertain
No
neurological 		
prognosis		


Table 2 continued
No. Cause of
Source of
death
conflict
			
			
12 Asphyxia
		
		

Conflict
Parental
within
involvement
medical		
team		

Uncertain
No
neurological 		
prognosis		

Decision
making
influenced by
parents*

Request second and Definitely no (1)
third opinion in
view of bereavement.

13 Respiratory
Uncertain
No
insufficiency neurological 		
		
prognosis		
				

At first no consent
Definitely yes (5)
for limited treatment,
but approval after
second opinion.

14 Asphyxia
		
		

Uncertain
No
neurological 		
prognosis		

No consent to
withdrawal due to
religious conviction.

Definitely no (1)

15 Asphyxia
		
		

Uncertain
No
neurological 		
prognosis		

Religious father has
difficulties to accept
the inevitable.

Definitely yes (5)

16 Respiratory
Uncertain
No
insufficiency neurological		
		
prognosis		
				

Difficulties to accept Definitely no (1)
poor prognosis,
acceptance on
insistence of team.

17 Asphyxia
Uncertain
Yes
		
neurological 		
		
prognosis		
				
				
				
				

No consent to
withdrawal from
respirator due to
religious conviction.
Afterwards father
angry with
gynaecologist

Definitely yes (5)

18 Congenital
Uncertain
No
anomalies
neurological 		
		
prognosis		
				

Medical file merely
states “Language
problem” and
“Approval”.

Definitely no (1)

* This section shows parental influence according to the interviewed physicians.
The score is reflected in a 5-point Likert-like scale (definitely no (1); likely no (2);
neutral (3); likely yes (4); definitely yes (5)).



postponed, while in the end both parties always reached consensus as
to the discontinuation of the child’s treatment. What remains unclear,
however, is what happened after a decision to withdraw treatment was
made. Although the decision to withdraw mechanical respiration was
the decision most frequently taken, it is obvious that in most cases
this decision did not result in the infant’s death. After respiration
was withdrawn other decisions were made as well, for instance
decisions regarding medication. Yet, the survey holds no information
as to the incidence of conflicts between parents and the medical team
concerning decisions about an infant’s medication.
Parental influence on decision making
According to the interviewed physicians in 16 out of the 147
group II-cases parents have substantially influenced the final end-oflife decision. In 5 of these 16 cases a conflict between the parents
and the medical team occurred.10 This means that in 5 out the 18
cases with a conflict between the parents and the medical team, the
parents have directed the decision making process. Another finding
of the survey shows that in 6 of the 147 group-II cases a conflict
within the medical team occurred. In 3 of these 6 cases there was
a conflict between the team and the parents as well. These 3 cases
coincide with 3 cases as shown in Table 1 and 2.11 In 2 of these
3 cases the conflict was overtaken by a deterioration of the child’s
condition. The remaining case coincides with case no. 17 in Table
2 and concerned a serotine infant, who died the day after birth, due
to the effects of severe perinatal asfyxia. The infant’s condition was
probably of antenatal origin, because of the very serious cerebral
abnormalities present shortly after birth and apparent from a shallow
electroencephalogram. All conditions probably relate to a poor
functioning placenta. The team believed that withdrawal of mechanical
respiration was indicated.
REFLECTION

This section contains a legal response to the findings by Verhagen
et al. as far as they are related to the issue of parental involvement.
As the survey focused on issues apparent from the medical files
and the interviews, some legal issues regarding parental involvement
which are not covered by Verhagen et al. are identified and discussed
as well.



Present vs. predicted suffering
In 92% (135) of the 147 deaths in group II the end-of-life
decisions were based on the infant’s expected future quality of
life. In 76% (112) of these cases this concerned future suffering or
expected inability to be engaged in some kind of verbal or non-verbal
communication with others. In 48% (71) considerations regarding
the infant’s present quality of life were used, while in 44% (64) of
the cases the expected quality of life was used in combination with
considerations regarding the infant’s present state. The infants’ parents
were always involved in all decisions in group II and consultation of
other medical experts took place in almost all cases.12
These findings raise the question of the type of ‘hopeless and
unbearable suffering’ which can justify an end-of-life decision:
present pain and suffering or future pain and suffering as well? And
if considering an infant’s future pain and suffering in particular cases
cannot be excluded, what about the pure expectancy of a child’s
pain and suffering? Is this a permissible basis for an end-of-life
decision?
In November 2005 the Dutch Government stressed that present
hopeless and unbearable suffering is the only admissible ground
for decisions to deliberately end neonatal life. Future suffering—
meaning: expected but not yet manifest suffering—is not mentioned
to constitute such a ground.13 The Government’s point of view is
quite understandable and obviously demarcates the limited space at
the disposal of a physician to perform lawful medical neonaticide. Yet,
the question is whether it is plausible to exclude future suffering as a
ground for neonatal end-of-life decisions in any case. We believe the
Government’s view needs further differentiation, as Verhagen et al.
have shown that expected quality of life indeed plays a part in the endof-life decision making process. It is striking that the Government’s
statement only refers to decisions regarding the deliberate ending of
life. Non-treatment decisions or decisions regarding administering
pain relief medication are not mentioned, although in these contexts
future quality of life considerations are also used, particularly when
discussing medical futility. Therefore, we believe there is reason to
focus on the admissible content and weight of prospective suffering as
an additional ground for a neonatal end-of-life decision and consider
this approach to be preferable to an unconditional rejection of any use
of this ground. Important in this regard is that the medical profession
reaches a consensus on the interpretation of prospective suffering.
For the present, however, such a consensus is still lacking. Besides, a
generally accepted professional interpretation of prospective suffering
does not provide a carte blanche for actions incompatible with the
law.
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This brings to mind the classification made by the Dutch
Paediatric Association14 and the Royal Dutch Medical Association15 in
their professional reports on non-treatment decisions in neonatology.
The reports address the medical considerations on which decisions
to forgo life-sustaining medical treatment are based as well as the
exceptional circumstances under which deliberate ending of neonatal
life is considered morally and professionally justified. Both reports
argue that end-of-life decisions are at hand in relation to neonates
with either a ‘no-chance-of-survival’ prognosis or a ‘poor-perspectiveon-life’ prognosis. The first prognosis is rather unproblematic, as it
applies to infants suffering from abnormalities which surely cause
them to die shortly after birth. The use of available medical technology
in these cases cannot prevent the child’s inevitable death. The second
prognosis, however, raises legal questions, as it applies to severely ill
infants who, if treated, have a chance of survival but will have a poor
prognosis with regard to a livable and endurable future life.16
The use of future pain and suffering as a basis for medical
futility judgements is not undisputed, as it is argued that in particular
circumstances non-treatment decisions based on expected pain and
suffering can amount to medical discrimination of the disabled
child. Medical practice in the United States of America17, the United
Kingdom18, Germany19 but also the Netherlands20 revealed that
disabled neonates are at risk of being discriminated on the basis of
disability in the enjoyment of their fundamental rights when end-oflife decisions—particularly non-treatment decisions—arise.21 Regular
medical treatment (i.e. surgery) provided to a non-disabled child was
sometimes considered medically futile and consequently withheld when
the patient was an infant suffering from disabilities such as Down’s
syndrome, spina bifida, or anencephaly22; conditions, which were
often medically irrelevant for the decision to forgo treatment. With
regard to American medical practice the United States Commission
on Civil Rights concluded in 1989 that the discriminatory denial
of medical treatment was based on ignorance and false stereotypes
about the quality of life of persons with disabilities and, in others, on
misconceptions about the nature of the particular disability the child
would have if it were permitted to survive.23
Yet, it is clear that infants suffering from these disabilities—
as well as from additional health problems such as diaphragmatic
hernia, bronchitis, duodenal atresia, kidney insufficiencies, acute
respiratory distress, etc.—legally are to be considered as equal
to infants who have no such disability, but suffer from the same
‘additional’ condition. Therefore, disabled infants are in principle
entitled to the same correctional treatment as non-disabled children
or other disabled infants who receive such treatment. To deviate from
this line may violate a disabled infant’s recognised legal interest in
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substantive equal treatment. A deviation can only be justified if a
particular case is proved unequal to other cases. In that situation
conduct in the particular case may differ from the one applied in
other cases, provided the evidence for the difference to the other
cases is sustainable. However, the principle of legal equality can
also be violated by unjustified equal treatment of cases which are
unequal.25 Respect for the principle of non-discrimination then
requires differentiation in treatment according to the needs of a
particular disabled child.26
Whether or not it is legally sound to use expected, but not yet
manifest, pain and suffering as a ground for an end-of-life decision
strongly depends on the specific circumstances of a case. To admit
them as the sole ground for such decisions is highly improbable, as
this would require assurance that the predicted pain and suffering
will actually occur. Such guarantees are hard to give, although
some medical predictions are quite substantiable by empirical data.
Nevertheless, there is very limited data as to the survival rates and
level of quality of life of infants with particular abnormalities, who
have received every possible treatment in the past. Moreover, there
is hardly any data as to the levels of suffering of such infants in
case of their survival. Yet, such data could be a reference if one is
to account for present decisions to withdraw or withhold treatment
regarding infants with similar medical conditions and prognoses as
the infants who were ultimately treated in the past.27 To produce
(more of) such data—provided this is possible without strong moral
objections—would obviously contribute to better choices regarding
the use of future pain and suffering as a basis for end-of-life decisions
in neonatology.
Be this as it may, the Dutch Health Council holds it to be
necessary to learn more about the requirement of present suffering, its
criteria and how to determine whether it is at issue.28 The Paediatric,
Law and Ethics Commission of the Dutch Paediatric Association has
encouraged the use of professional guidelines as an aid in establishing
expected hopeless and unbearable suffering.29
24

Deliberate end-of-life case
Group III holds a single case. In this case the neonate suffered
from multiple fractures intra uterine and perinatal, suspecting
osteogenesis imperfecta type 2 or 3. A conflict between the parents
and the medical team was not documented in this case. During the
interview the attending physician in this case did not address the
parents’ role in the decision making process. This provides good cause
for reflection on two particular legal items in the decision making
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process in this case. But first some remarks as to the diagnosis in
this case.
Up to and including the time of Verhagen’s survey, registered
decisions to deliberately end a newborn infant’s life in Dutch
medical practice were only taken in connection with three medical
diagnoses: severe spina bifida, trisomy 13 and epidermolysis bullosa.
Eosteogenesis imperfecta is a new30 example of a medical condition
that could give rise to a decision to terminate a neonate’s life. It also
implies that the decision to withdraw mechanical respiration in this
case was not the final end-of-life decision, as the child does not die
instantly as a result of this withdrawal. This conclusion is confirmed
by the medical files. After the decision to withdraw respiration it was
decided that—as apnoea would be accepted—no further respiration
would be initiated. Moreover, several decisions with regard to the
child’s medication were taken. More specifically: as the infant was
already on Dormicum (dose not documented) Morphine (40 mcg/
kg/hour) was increased after detubation to 2400 mcg/kg for pain
relief and to suppress gasping. Additionally, Midazolam (0.1 mg/kg/
hour) was increased to 2 mg/kg/hour. The files mention ‘relief of
symptoms’ as the core reason for these decisions and state that the
parents agreed to this medication policy. Whether or not the parents
were interviewed in the context of aftercare is not documented. In
view of the particular increase of dosage, the obvious aim of this
medicinal regimen was to hasten death; a situation which under
Dutch law, in case death occurs, must be reported to the judicial
authorities. Remarkably though, this case was not reported and
remained unavailable for external or disciplinary review.
The child’s right to life and the limits of parental authority
In the group III-case as well as in 6 of the 16 cases where
parents substantially influenced the final end-of-life decision31 the
parents explicitly informed the attending physician that they did not
want their child to suffer any further. This gives rise to the question
whether parents have a legal right to request their infant’s death. And
what about the legal responsibility of the physician who complies
with such a request?
In Dutch literature, the first question is traditionally answered in
the negative. A parental competency to decide about life and death
of a child is considered incompatible with the child’s right to life,
protected under international human rights law.32 The core of the right
to life is that it contains the basic legal prohibition of deprivation of
life; a prohibition to be ensured by law. This prohibition includes
arbitrary as well as intentional deprivation of life, being requirements
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following from Article 6 of the International Covenant on Civil and
Political Rights (ICCPR)33 and Article 2 of the European Convention
on Human Rights (ECHR).34
The basic reason for the view that parents or any other legal
representative of an incompetent child have no legal authority to
choose for their child’s death lies in a particular quality attributed
to the right to life35: its inalienable character. This inalienability
holds that the exercise of this right is not transferable to others, that
respect for this right cannot be suspended, annulled or made void
and that the bearer of this right cannot waive it. In Article 6 of the
UN-Convention on the Rights of the Child (CRC) the child’s right
to life is also characterised as ‘inherent’, meaning that the right is
intrinsically linked to the human person. An inherent right is regarded
as self-evident and for which Contracting States have positive as
well as negative obligations under human rights law.36 Moreover,
authoritative commentators like Dinstein,37 Redelbach38 and Nowak39
conceive the inherent right to life as part of ius cogens. Because an
inalienable right is regarded to be non-transferable, a third person
has no competency to exercise the right to life of another person
on its behalf, even if this person is incompetent. In consequence,
parents are not entitled to renounce their infant’s legal protection of
this fundamental right.40
The meaning of the inalienability-doctrine when interpreting the
right to life in the context of end-of-life decisions in neonatology
is, yet, under debate. The same goes for the interpretation of the
inherent quality of the right to life. The word ‘inherent’, which merely
expresses the reason why a neonate bears the right to life, offers no
specific direction for the assessment of questions related to the legal
admissibility of neonatal end-of-life decisions. Whether a certain
withdrawal or withholding of life-sustaining treatment, a particular
medicinal regime or even medical neonaticide constitutes a violation
of this inherency and/or inalienability isn’t easy to establish, due to
a lacking manifest and univocal standard for legal interpretation of
these concepts. The absence of an authoritative point of reference
for this interpretation also complicates attempts to justify views on
whether these characteristics of the right to life excludes that third
persons—parents, but physicians as well—supervise this right being
respected for the purpose of observing a child’s intrinsic human
dignity, which underlies the right to life. A related issue is whether
or not third persons can appeal to this dignity when doing so.
Apart from these rather theoretical deliberations on the essence
of the right to life and the limits of its applicability, the survey of
Verhagen et al. has revealed that parents in Dutch NICUs sometimes
act contrary to the assumed nature of their infants’ right to life.41
Physicians who are confronted with a parental request to end their
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child’s suffering are sometimes willing to satisfy such a request by
changing the infant’s medication in order to hasten death.42 So, how
are we to understand this manifest difference between the nature of an
applicable fundamental right and actual parental and medical conduct
in the neonatal end-of-life decision making process? Is this apparent
conduct unreservedly unacceptable—in our context: illegitimate—or
do end-of-life decisions in neonatology come close to the limits of
what application of the right to life can resolve?
According to Dutch jurisprudence43 and applicable orders in
council44 parents must be consulted in case the physician considers
to deliberately end the life of a hopeless and unbearably suffering
newborn infant. In fact, parental consent for such a thanatic act
constitutes one of the specific requirements of careful practice. This
situation, however, seems to reveal an inconsistency in current Dutch
legal understanding of parental involvement in neonatal end-of-life
decision making in view of the neonate’s right to life. But before
we look closer at this inconsistency, it is important to understand the
Dutch interpretation of the right to life’s inalienable character. This
interpretation is also the basis for our view on the position of parents
in the decision making process.
During the genesis of the Euthanasia Act—which came into
force in 2002 and does not involve end-of-life decisions regarding
incompetent persons—the Dutch government stated that the right to
life is inalienable provided a person has no reasonable interest in
the possibility of waiving the right.45 According to this interpretation,
a neonate’s right to life must be taken as inalienable as this child
is not capable of expressing any reasonable interest in waiving the
protection of this right. Be this as it may, in our view at least it
seems rather unjust that a neonate cannot have a reasonable interest
in abandoning his right to life, especially when the exercise of this
right is accompanied by hopeless, unbearable and incurable pain
and suffering. Accepting a neonate’s reasonable interest in waiving,
however, implies that a third party decides whether or not the legal
protection of the neonate’s right to life should be lifted. Besides,
to justify this concession to the assumed non-transferability of the
exercise of the right to life would require adequate arrangements to
safeguard that in time this concession does not result in a thanatic
practice where other interests than those of the child are an accepted
motive for abandoning the legal protection of the child’s right to
life.46
The Dutch government’s view, expressed during the drafting of
the Euthanasia Act, that one cannot be obliged to accept the protection
of one’s right to life against one’s own free will47 links the noninalienable character of the right to life to the capability of the bearer
of this right to express his will. The capacity to waive the protection
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of the right as the cornerstone of the non-inalienability of the right to
life leads to the conclusion that those who lack this capacity cannot
ascribe a non-inalienable character to their right to life. We therefore
believe that it is not the inalienable character of the right to life
that stands in the way of (regulating) the deliberate ending of the
life of a hopeless and unbearable suffering neonate, but the fact that
this child is incapable of divesting its right to life of its inalienable
nature. What follows, is a situation of legal inequality between the
unbearable suffering competent person and the equally unbearable
suffering incompetent newborn child regarding the possibility to
prevent the exercise of one’s right to life contrary to one’s personal
interest in avoiding a life of hopeless and unbearable suffering.
In real neonatal practice situations occur in which it is unsound to
hold on unconditionally to the idea of the inalienable right to life
of a newborn child. To do this under any circumstance would mean
to make a newborn child a prisoner of its inalienable right to life.
This, we believe, distorts the fundamental aim of this elementary
right.
An additional perspective in this regard can be found in Feinberg’s
analysis of the right to life’s inalienability. Feinberg has stressed the
need to distinguish between two interpretations of alienating: waiving
and relinquishing. He wonders what exactly it is that cannot be
alienated: life itself or the right to life? If it is life itself that cannot
be voluntarily abandoned, transferred, surrendered, etc. then the right
to life is a mandatory right which holds an obligation to (continue
to) live. If it is the right to life which is inalienable, then that right
is a discretionary right which can be exercised or even declined in
every way the right’s bearer chooses. To waive a discretionary right
is a way to exercise that right. Omitting to exercise such a right is
not to waive the right, but just another protected discretion to act as
one chooses.48
Feinberg’s suggestion that the right to life is a discretionary
right is appealing, although it does not provide all answers. Yet, it
leaves room for further thought on how neonatologists must be able
to act when seeking to comply with the essence of their incompetent
patient’s right to life and at the same time doing what they consider
is best for the very ill child. As neonates are factually incapable to
choose how to exercise their discretionary right to life, the question
is whether transfer of this exercise can be justified, for instance by a
best interest-reasoning. If we do not exclude the possibility of transfer,
then our debate should focus on whether third persons, particularly
and exclusively parents, can be allowed to exercise the neonate’s
right to life in the negative by choosing the child’s death.
Let us now return to the above mentioned inconsistency. In this
regard we notice on the one hand that, according to current Dutch
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legal understanding, parents are obviously not entitled to ask for their
infant’s death, because of the inalienable character of their child’s
right to life. On the other hand, parents are not assumed to violate
this right when they agree to a physician’s well-considered proposal
that leads to the same result. Furthermore, a physician who finally
decides to deliberately end the life of a hopeless and unbearably
suffering newborn infant due to the child’s severe medical conditions,
very poor prognosis and with reference to the ethical principle
primum non nocere, at least in the Netherlands is not regarded to
violate the infant’s right to life, provided his conduct is based on
indisputable professional and morally comprehensible grounds, a
careful decision making process and proper performance.49 The
rationale of an inalienable right to life is considered not to forbid a
thanatic performance under these circumstances. To accept this view,
however, means to accept that the physician, who brings about the
infant’s death under these circumstances, decides that the infant’s legal
protection of its right to life must be abandoned. By doing so, this
physician subrogates to the exercise of this right. Even though the
inalienability-doctrine—at least to our knowledge—leaves no room
for professionally motivated exceptions to the rule that transferral of
the exercise of the right to life is not possible, we believe that the
particular assessment of this physician’s particular conduct can point
out that indeed there are exceptions to the absolute bounds of the
right to life’s inalienability.
With reference to the issue of parental involvement the question
is whether another exception to these bounds is imaginable. This
new exception could concern the competency of parents to choose
their infant’s death when they, due to their child’s severe medical
conditions and very poor prognosis, are convinced this is in their
child’s best interest and the only merciful way to deal with their
child’s definite loss of intrinsic human dignity. In view of how medical
professionals deal with parental concerns in Dutch NICU-practice
and in awareness of the limitations of the inalienability-doctrine as a
normative point of reference, we sympathise with such an exceptional
parental competency in such severe cases. We also realise that such
an exception needs further exploration and substantiation. To provide
for this is beyond the scope of this article.
Procedural supervision a parental responsibility?
An additional consideration relating to parental involvement is
whether parents, who more or less ask the physician to end the life
of their hopeless and unbearably suffering newborn infant, also have
a responsibility to supervise that the case is properly settled in legal-
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procedural terms. When a newborn infant’s life has deliberately been
ended by the physician, Dutch law, as already mentioned, requires
the case to be reported to the judicial authorities for review by a
multidisciplinary expert committee. This committee investigates
whether the physician complied with special requirements of due care
and sends its conclusions as advice to the Public Prosecutor, who
will decide whether to start criminal pre-investigations or whether
prosecution is appropriate.
If decisive parental influence on a physician’s decision to end
a neonate’s life is to be regarded as legally excusable because of
the exceptional circumstances and the fundamental responsibility of
parents for the well-being of their child, isn’t it arguable that the proper
legal-procedural settlement of such a case is not just a physician’s
concern, but requires some kind of parental involvement as well? To
us it seems quite appropriate that parents are at least informed about
the fact that the local coroner is adequately notified by the physician
and that the expert committee is informed as well. The fact that
parents were provided with this kind of information should also be
documented in their child’s medical file. A physician’s responsibility
to keep parents posted might stimulate parents to become acquainted
with the different phases of the legal-procedural settlement in case of
medical neonaticide. Growth of procedural knowledge among parents
could also contribute to an increased awareness within society as
to the importance of careful decision making in this regard, as this
might bring about a better understanding of the professional and
normative elements of well-founded thanatic decisions. Accepting
such a parental involvement would stress that carefully deciding to
end a neonate’s life in essence is a shared responsibility of those
primarily involved, rather than a single physician’s burden. It might
even contribute to a decrease in the number of non-reported cases of
medical neonaticide.
FINAL REMARKS

The survey by Verhagen et al. shows that parents were involved
in almost all end-of-life decisions and that in all investigated cases
consensus was reached between the parents and the team. Conflicts
between the parents and the team occurred in 12% of all cases of
end-of-life decision making. Yet, all these conflicts were resolved by
postponing the particular decision.
The survey also makes it clear that sound legal reflection on
specific aspects of end-of-life decision making in neonatology
depends much on insights in actual medical practice and particular
bottlenecks neonatologists are confronted with. Such insights offer
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the opportunity to check whether the legal approach of dealing with
a very ill young child’s hopeless and unbearable suffering reasonably
reflects what honest professionals and careful parents believe to be a
humane and righteous response. Of course, this does not mean that
the sole views of medical professionals and parents can prescribe
the content of the law in this matter. Yet, the authority of the law
also depends on its validity, i.e. the extent to which it is recognised
as prudent law by its subjects. To ensure this to be so an ongoing
process of re-evaluation of (current interpretations of) fundamental
rights and values is required as well as a continuing contemplation
within medical practice as to whether a preferred professional conduct
still lives up to the rules of the law.
While parents become involuntarily involved in this process and
the importance of their input is beyond dispute, the issue of parental
involvement definitely deserves more systematic legal reflection.
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