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Last year, in two widely discussed articles, Eduard
Verhagen and Pieter Sauer reported on the Dutch
experience with euthanasia in newborns under

current Dutch law and medical practice and proposed a
protocol, called the Groningen Protocol, to guide the de-
cision-making.1 The protocol has two parts. The first ad-
dresses “requirements that must be fulfilled,” including
diagnosis and prognosis that are “certain,” presence of
“hopeless and unbearable suffering,” and confirmation of
the diagnosis and prognosis by an independent physi-
cian. The second addresses “information needed to sup-
port and clarify the decision about euthanasia” that cov-
ers five domains: diagnosis and prognosis, “euthanasia
decision,” consultation, implementation, and “steps
taken after death.”

Verhagen and Sauer also present a medical and legal
justification for the protocol and clinical practice based
upon it, and they develop this justification by referring to
twenty-two cases of disabled newborns, all but one of
them diagnosed with spina bifida.2 The justification they
offer is woefully inadequate, however. It relies on appeals
to the concepts of “hopeless and unbearable suffering,”
the “best interests of the patient,” and “medical-ethical
values,”3 but it never explains these concepts, and it gives
no ethical argument for their clinical application.4 In
fact, not only is no argument for the Protocol given,

none can hope to succeed. The Groningen Protocol
should therefore be rejected as the basis for obstetric and
neonatal practice in The Netherlands and throughout the
world.

“Euthanasia” means the direct killing of the neonatal
patient by the physician, not the withdrawal or with-
holding of life-sustaining treatment. Dutch medicine has
pioneered euthanasia,5 apparently on the strength of two
appeals. The first is to beneficence, the ethical principle
that obligates physicians to seek for the patient the
greater balance of clinical goods over clinical harms as the
outcome of clinical management.6 In some circum-
stances, disease-related and iatrogenic pain, distress, and
suffering can make the end stages of disease unacceptable
from a clinical perspective. As a consequence (according
to this line of thinking), the beneficence-based obligation
to continue life-sustaining treatment has ended. The sec-
ond appeal is to the well-known ethical principle of re-
spect for autonomy. In such circumstances, suicide can
become a rational alternative to foregoing life-sustaining
treatment. The request of the autonomous patient and
the absence of a beneficence-based obligation to contin-
ue treatment combine to provide the physician with the
moral authority to perform euthanasia.

The appeal to respect for autonomy in the justifica-
tion of euthanasia was abandoned some time ago in The
Netherlands because it turned out that physicians some-
times killed patients who were not able to consent. Fam-
ily members consented for them.7 The Groningen Proto-
col, which requires parental consent, also dispenses with
the appeal to autonomy. The appeal to beneficence car-
ries the entire burden of the justification offered by Ver-
hagen and Sauer.

    

Verhagen and Sauer’s defense of their protocol is
afflicted with an assortment of problems. For
starters, they do not explain the role parents take

when they provide surrogate consent for neonates. The
primary moral relationship of family members and par-
ents to a patient is one of obligation—namely, to protect
and promote the patient’s life, health, and other inter-
ests.8 The burden on parents of providing care is a legiti-
mate ethical consideration, but it is secondary to parents’
fiduciary obligations.9 Parents’ decision-making rights are
constrained by their fiduciary obligation to authorize
medical treatment reliably expected to benefit the patient
clinically.10 It is only when survival is not in the patient’s
health-related interest that killing the patient is consistent
with the parents’ fiduciary responsibility.11

A second problem is that the protocol does not rest on
ethically justified clinical criteria for identifying the cir-
cumstances in which killing the patient accords with the
duty of beneficence. Such criteria are essential because, as
the patient’s fiduciaries, the physician and parents alike
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face a steep burden of proof to justify killing a patient. The
burden of proof could be met by showing that killing the pa-
tient would not violate either the physician’s or the parent’s
fiduciary obligations. There are ethically justified criteria for
when the beneficence-based obligation to preserve life has
ended: either the prognosis of death is certain or near certain,
or the prognosis of absence of any cognitive developmental
capacity is certain or near certain. Either way, the fetal pa-
tient’s condition “is tantamount to death, and so in benefi-
cence-based clinical judgment, causing death is an acceptable
outcome.”12 The paradigm fetal diagnoses that meet these cri-
teria include anencephaly, holoprosencephaly, renal agensis,
trisomy 13, and trisomy 18.13

Spina bifida is the very para-
digm of a diagnosis that does
not meet these criteria: it is not
uniformly life-taking, and nor-
mal or even superior intellectual
function are among its possible
clinical outcomes.14 On occa-
sion, a patient with spina bifida
could meet our criteria, but the
reason for this would be the
presence of an associated or
complicating condition and not
spina bifida per se. It is essential
that these associated or compli-
cating conditions be explicitly
identified and that their prog-
noses be established on the basis
of the best available evidence
and evaluated against plausible
criteria for determining that
killing the patient is consistent with the physicians’ and par-
ents’ fiduciary responsibility. A third problem with the proto-
col is precisely that it lacks this clinical and ethical precision.

Fourth, the protocol is not based on any ethical analysis of
the burdens on others, especially parents, of caring for a dis-
abled child, when it invokes the category of “predicted lack of
self-sufficiency.”15 The variable spectrum of disabling condi-
tions associated with spina bifida may cause burdens on par-
ents and society at large, but these burdens are ethically dis-
tinct issues from physicians’ and parents’ obligation to protect
and promote the patient’s life and health.16 Prominent theo-
ries of justice emphasize equality of opportunity for human
experience and development; if society has an obligation to
provide citizens this very broad equality of opportunity, then
it has an obligation to shoulder the burden of care associated
with citizens who have spina bifida.17

A fifth problem is that, even if the Protocol had an ethical
framework and a precise definition of “severe spina bifida,” its
key clinical ethical terms seem to be presented in a strategical-
ly ambiguous fashion. No definition is offered of either “qual-
ity of life” or its key components, such as “hopelessness” and
“unbearable suffering.” Instead, the protocol proposes to
manage the problem that “[s]uffering is a subjective feeling

that cannot be measured objectively” by calling for an inde-
pendent assessment by a second physician.18 Such a purely
procedural response is appropriate when the ethical concepts
invoked resist further analysis. But such is not the case for the
concepts of quality of life and suffering, which are not irre-
mediably subjective. As a consequence, a purely procedural
treatment of them will only compound potential errors in
clinical ethical judgment by the attending and consulting
physicians.

    

The concept of quality of
life comes from the so-
cial sciences and refers to

the ability to engage in life tasks
and gain satisfaction from doing
so. But one can sensibly discuss
quality of life only if the patient
has the cognitive and physical
capacity to identify and engage
in life tasks and to develop val-
ues on the basis of which they
can determine whether those life
tasks are satisfying. All infants
are incapable of identifying life
tasks, engaging in them, or
making judgments about satis-
faction. Infants surely display
behavioral repertoires and need
to achieve developmental mile-
stones, but to think of these as
life tasks is simply a mistake.19

Moreover, during infancy, spina bifida has not yet become
physically disabling; it could not diminish an infant’s quality
of life even if that concept could be applied to infants.

The protocol really is speaking about predicted quality of
life. Prognostic judgments about quality of life are conceptu-
ally plausible; their failing is simply that, given the available
evidence, they do not appear to be reliable. The self-reported
quality of life of children with handicaps does not differ from
that of children without disabilities,20 and health care profes-
sionals are known to underestimate disabled persons’ quality
of life as compared to self-reports.21

Clinicians typically understand suffering to be a complex
psychosocial phenomenon in which an individual experiences
the loss, to different degrees, of the ability to realize inten-
tions, desires, and hopes for the future. Pain, by contrast, is a
physiologic phenomenon: the awareness of reports of tissue
damage or threat of tissue damage in the central nervous sys-
tem. Pain may cause suffering, but not in all cases. Suffering
can be accompanied by pain, but not in all cases. An infant
with spina bifida cannot have and therefore cannot have lost
the ability to realize intentions, desires, and hopes for the fu-
ture; it can feel pain but cannot “suffer” in the sense described
above.

An infant with spina
bifida cannot “suffer 

unbearably.” Infants might
be able to experience

unbearable pain, but spina
bifida does not cause it.
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Having confused these two concepts, Verhagen and Sauer
then invoke the concept of “unbearable suffering,” although
they do not explain what that might mean. Worse, they allow
parental response to their child’s condition to be included in
the concept of unbearable suffering. This means that “the role
of the parents is paramount” in both the concept and its clin-
ical application.22 In other words, a parental desire not to have
a disabled child should be taken as authoritative in reaching a
clinical judgment that the child experiences or will experience
unbearable suffering. If we read “unbearable suffering” to
mean unbearable pain, however, we run into a different prob-
lem: infants might be able to experience unbearable pain, but
spina bifida does not cause it.

There are rare cases in which spina bifida is associated with
severe anomalies or major organ complications that result in
insurmountable loss of developmental capacity: disease-relat-
ed and iatrogenic burden that overwhelms the little such ca-
pacity that exists. Richard McCormick, discussing this cate-
gory of patients three decades ago, argued that such condi-
tions eliminate the capacity for any quality of life and justify
discontinuation of life-sustaining treatment.23 This is not an
argument that an unacceptably poor quality of life will result,
however, but an argument that developmental capacity has
been eliminated, and with it the possibility of engaging in any
life tasks, much less of gaining any satisfaction from doing so.
Contrary to the authors of the protocol, the concepts of qual-
ity of life and (therefore) of unbearable suffering do not apply
in such severe cases.

Discontinuation of life-sustaining treatment might be war-
ranted in a very severe case of spina bifida—one involving, for
example, severe sepsis and multiple organ failure secondary to
infection of the spinal defect. These circumstances cannot jus-
tify the protocol, however: they could occur only if the spina
bifida were not treated properly, which cannot be justified for
just the reasons already given.

A final failing with Verhagen and Sauer’s justification of
the Protocol is perhaps the most important: it ignores the
contemporary clinical fact that high-quality obstetric ultra-
sound examination can detect spina bifida through examina-
tion of the fetal spine. Twenty years ago, Kypros Nicolaides
and colleagues made a landmark contribution by showing
that easily detectable cranial signs of spina bifida were present
in almost all cases.24 Seventeen years ago, two of us (Cherve-
nak and McCullough) argued that access to quality ultra-
sound examination involves an essential exercise of pregnant
women’s autonomy and therefore should be funded.25 It is
surprising that in a country as medically sophisticated and as
wealthy as the Netherlands, the routine offering of high-qual-
ity second trimester ultrasound has not been the standard
practice until now. Of the one hundred and thirteen cases of
spina bifida diagnosed among newborns in the Netherlands
between 1996 and 1999, only thirty-eight were diagnosed be-
fore twenty-four weeks’ gestation. Of these, thirty-five of the
mothers chose to terminate the pregnancy.26 This exercise of
autonomy by pregnant women suggests that the clinical ethi-
cal controversies created by the Groningen Protocol can in

large measure be obviated by routine, high-quality obstetric
ultrasound examinations. Fortunately, the routine use of ul-
trasound in the second trimester was endorsed by the Dutch
Organization of Obstetricians and Gynecologists as well as
the Dutch Minister of Health in November 2005.
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