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PERSONAL VIEW

Towards guidelines for withholding and
withdrawal of life prolonging treatment in

neonatal medicine

Len Doyal, Daniel Wilsher

Despite being a focus of public debate for over
20 years, neonatal medicine continues to
produce acute ethical dilemmas.' During this
period great advances in treatment have made
it possible to save many more infants.
Sometimes, however, serious harm can result
from prolonging the lives of some who are
severely damaged, a potentially traumatic
experience for all involved in their care.

Decisions to withhold or to withdraw
treatment - what we shall call 'selective non-
treatment' for the purposes of this paper - are
sometimes made in these circumstances. The
ethical criteria employed in making such diffi-
cult choices are rarely articulated or explicitly
justified, being left largely to the discretion of
individual clinicians. The problem which this
poses is that clinicians do not always agree.
Given the obvious importance of these
decisions for all those involved, further clarifi-
cation about what constitutes good moral
practice is essential.

Considerable uncertainty as regards the law
also exists. Although rare, criminal prosecution
for non-treatment is not unknown. Until
recently, English law left doctors in peril as to
what was acceptable practice. In 1981, for
example, Leonard Arthur was tried for
attempted murder for acting on the belief that
non-treatment of an infant with Down's syn-
drome who had been rejected by his parents
was justified.2 Since 1989, however, a series of
court cases have substantially clarified the legal
position. Now there are a range of situations in
which selective non-treatment can more confi-
dently be said to be lawful.

Provided, therefore, that convincing argu-
ments can be developed that morally justify
this body of case law, ethical and legal guide-
lines on selective non-treatment could in
principle be formulated. These might then be
used to inform negotiations within neonatal
units about those infants being considered for
non-treatment. In the following paper, we
attempt to provide a moral and legal frame-
work within which such guidelines might be
developed.

The duty of care
When doctors undertake to treat a patient they
assume a moral and legal duty of care. The

nature and scope of their obligation can be
reduced to the following two principles. First,
the life and health of patients must be pro-
tected to an acceptable standard. In practice
this means that doctors must act in the
patient's best interests as defined by a compe-
tent body of medical opinion. Second, respect
must also be shown for the autonomy of
patients - their moral and legal right to control
their own destiny. Again, this must be done to
a reasonable professional standard.3 In the case
of neonates, of course, parents assume this
right through exercising informed consent to
treatment on behalf of their child.
The only acceptable legal and ethical justifi-

cation for deviating from the general obligation
to provide life saving care is that doing so is in
the patient's best interests. This is important
because, in practice, many other arguments are
used to justify selective non-treatment -
'letting nature take its course', for example.
Yet to omit to treat a patient with the foreseen
consequence of hastening death is potentially
the crime of murder. Parents who knowingly
agree to such a course may be co-conspira-
tors.4 The circumstances in which it might be
in a neonate's best interests to be allowed to
die therefore urgently require clarification.

The legal approach to determining best
interests
The first situation where selective non-
treatment is legally acceptable occurs when a
neonate will inevitably die in the short term
whatever therapy is provided. Authority for
this is found in Re C where the court held that
non-treatment was in the best interests of a
hydrocephalic preterm infant on the verge of
death.5
The second legal justification for selective

non-treatment arises when brain damage is so
severe that death would arguably be preferable
to life. This view derives from Re J which con-
cerned an infant suffering from severe brain
damage entailing multiple serious disabilities -
blindness, deafness, spastic quadriplegia, and
severe retardation.6 The legal importance of
this case cannot be overestimated as this infant
was neither dying nor necessarily in severe pain.
The final instance in which selective non-

treatment appears lawful stems from the
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neonate's pain and suffering per se. There will
come a point when it is accepted that the
benefits of life with treatment fail to outweigh
the burdens. This would be so even though,
again, the infant might not be in a terminal
state. In the decision of Re B, for example, the
court held that the prospect of a 'demonstrably
awful life' was sufficient for selective non-
treatment to be appropriate.7 Here, the court
consented to treatment on behalf of a baby
with Down's syndrome and a duodenal atresia.
It thus implicitly suggested that only condi-
tions worse than Down's syndrome should be
considered for non-treatment.

Making moral sense of the legal definition
ofbest interests
The preceding legal judgments do not
explicitly articulate moral arguments to justify
their conclusions about what constitutes an
individual's best interests. The central moral
question is at what point, if any, does the prog-
nosis of an individual become so poor that it is
morally unacceptable to prolong life? There
are several ways of arguing that such a line can
be drawn. Some of these arguments contain
inconsistencies that we cannot explore here.8
Rather we will focus on the one justification
that appears both internally consistent and
compatible with existing case law.
Few people now really believe in the

absolute sanctity of human life. Selective non-
treatment is widely accepted as an appropriate
option in relation to some conditions (for
example, anencephaly).9 The real question
concerns the circumstances in which it can be
coherently argued that neonates lose the right
to have their lives prolonged through medical
or surgical intervention. To answer this we
must ask what sorts of beings can reasonably
be said to have rights at all?
The possession of human rights depends

upon the ability to exercise them - to make
choices and to act in accordance with
perceived needs and preferences. To have, say,
the right to free speech would be unintelligible
without the ability to decide what to communi-
cate. The possession of human rights, there-
fore, depends upon having these attributes.
More specifically, to be able to do anything

in the preceding terms, individuals must
possess self awareness.10 Similarly, they must
have the capacity to formulate aims and
accompanying beliefs about how to achieve
them. This further presupposes the basic
ability to use language, the competence to
reason, and the emotional confidence to act
and interact with others. 1'

All of these capabilities must be present over
sustained periods of time, enough for individ-
ual human identity - 'personhood' - to be both
formed and expressed. Of course, the fact is
that even healthy infants do not possess these
attributes and therefore are not persons in
these terms. However, they do have the
potential for personhood because ordinarily,
after a few years, they will develop them. It is
upon this that their right to life saving health
care is founded, when and if they become ill. 12

By contrast, some infants are so mentally and
physically disabled that this potential is
compromised. The difficulty still remains of
establishing the point at which such infants so
lack these capabilities that their human rights
are called into question.

This problem can be addressed through
identifying the sorts of conditions in which
infants are so disabled that they can never
become persons with the rights which accom-
pany this status.'3 Roughly, there are three:

(1) Conditions judged to be terminal in that
death will pre-empt the potential for future
personal development.

(2) Conditions that entail so much retarda-
tion through neurological damage that the
development of self awareness and intentional
action will be virtually impossible.

(3) Conditions where cognitive function
may be compatible with a small level of self
awareness. However, the severity of the
accompanying physical disability is such that
there is no prospect of the infant ever being
able to act on his or her own behalf.
These conditions raise few moral problems,

provided that we accept the arguments put
forward about human rights and the potential
for personhood.

There is a fourth possibility - usually associ-
ated with spina bifida - which raises more
controversial and indeterminate moral issues:

(4) Conditions in which neurological status
may be compatible with high levels of cognitive
function but where very severe physical dis-
ability is likely. This must also be accompanied
by persistent pain and suffering associated
both with the physical condition itself and the
fact that effective clinical management will
entail recurrent invasive treatment throughout
childhood.
Here the necessary mental attributes of

personhood may partially or completely
evolve. However, their development may also
be gravely compromised by sustained pain and
distress. Even so, our preceding arguments
appear to dictate that the potential autonomy
of such children should be respected. When
they become mature enough to decide for
themselves, they can always commit suicide if
that is their choice.
The problem is that even though they may

have no significant mental retardation, the
suffering they will endure throughout child-
hood. may appreciably impair their autonomy.
This is aside from other disastrous effects on
their quality of life. For example, evidence
suggests a high incidence of severe depression
among adult patients with serious spina
bifida.'4 These young people may not there-
fore be in a position to exercise their right of
choice in anything like the objective and
rational way in which the preceding argument
presupposes.

In reality, their capacity to do so will depend
upon practical access to emotional and educa-
tional support. This is usually provided by
intensive and sometimes costly parental or
institutional care. Where access to such care is
judged unlikely then it can be argued that to
continue to treat amounts to an immoral
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gamble with the child's best interests. Infants
can make no choices for themselves. The fact is
that if treated they will probably suffer a child-
hood that most clinicians and parents would
regard as unacceptable.9

This said, it must also be recognised that the
legal force of such reasoning is unclear. On the
one hand, we have seen that the judgment in
Re B endorsed selective non-treatment when a
child faces a demonstrably awful life. Similarly,
in 1981, the Director of Public Prosecutions
declined to initiate proceedings against doctors
who allowed a severely damaged spina bifida
infant to die.15 It is well known that since this
case, selective non-treatment has regularly
occurred under similar clinical circumstances
without threat of prosecution.
On the other hand, no court has yet

addressed the acceptability of selective non-
treatment when the child's primary handicap is
physical. At least one of Lorber's criteria for
non-treatment falls into this category and,
again, has consistently been acted upon for
over a decade.'6 Yet the fact remains that we
are discussing children who are potential bear-
ers of rights in precisely the cognitive terms we
have outlined. The urgency of the need for
further legal clarification on this matter cannot
be overestimated, especially in light of the
common practice of sedation and demand
feeding.

It is no accident that the preconditions for
having a demonstrably awful quality of life are
generally the same as those for not having the
potential for claiming human rights. This is
why selective non-treatment decisions do not
feel as if they infringe the rights of the neonates
on behalf of whom they are made. In short,
even if our arguments about rights and person-
hood are not explicit in the discourse of
clinicians, they either already do, or at least
should, inform it.

The decision making process
Non-treatment issues arise when the benefit of
continued life prolonging treatment for an
infant becomes open to doubt for the reasons
already discussed. Parents then need to be
consulted to obtain their specific agreement
not to proceed. The initial general consent to
treatment which they should have given does
not cover this situation. At this stage, there-
fore, they must be provided with the informa-
tion necessary to make an informed choice. It
is not acceptable to attempt to 'spare them' the
agonising decisions involved by obscuring
either the truth or areas of uncertainty in the
prognosis. This should not preclude recom-
mending one course of action as being the best
of those available.
When should selective non-treatment

options be placed on the agenda? Chiswick has
powerfully argued that there must be objective
clinical evidence that a neonate's prognosis is
sufficiently bad so as to justify considering
non-treatment.17 While statistics should never
overrule clinical discretion, around an 80%
risk of a very poor outcome is often the point at
which the ordinary curative goal of treatment

begins to be questioned. This is morally
acceptable because by adopting such a high
threshold of risk, the presumption is still
clearly in favour of preserving life.'8
Thus whenever neonates are at all viable, it

is vitally important that every effort is made to
allow a course of clinical assessment to begin.
Their best interests call for as accurate a deter-
mination of prognosis as possible. In the face
of the uncertainty that may exist, it is import-
ant that adequate time is taken for a high
degree of consensus to be achieved among the
health care team.
The more rigorous the demand for prognos-

tic accuracy, however, the more often stressful
decisions about withdrawal of treatment will
have to be made. In such circumstances, it
might help to remember that there is no moral
or legal difference between a decision not to
commence treatment and to withdraw it -
when it is understood that death will be the
consequence of either action. No matter how
emotionally difficult these decisions may be, it
must be stressed that the duty of care is owed
to the infant and not to anyone else.

There will be some cases where clinicians
and parents alike are convinced that the prog-
nosis is so poor that the continuation of active
treatment would be immoral. In others, they
may disagree. Such disagreement may occur in
three situations.

First, despite the infant's poor condition,
clinical opinion is that non-treatment cannot
be justified at that time. Here, if parents per-
sistently refuse to consent to further inter-
vention then children should be treated
immediately if their lives are at risk. Otherwise,
they should be made wards of court and treat-
ment should continue if the judge agrees.
The justification for immediately overriding
parental wishes is the moral and legal impera-
tive of saving the child's life - the so-called
'doctrine of necessity'.'9 As regards wardship,
the right of proxy is removed from parents
because of its apparent improper exercise.

Second, clinical consensus may be that the
prognosis is so bad that continued treatment
would be against the infant's best interests.
Here, if parents insist on life prolonging inter-
vention, then there is no moral reason which
necessitates compliance. Indeed, we have
argued that when the prognosis is extremely
poor, it is morally incumbent on clinicians to
refuse such treatment. The infant has no right
to it and expending resources in this way might
well jeopardise treatment options for others
who do possess this right. Legally, the situation
has been clarified by Re J where the Court
of Appeal ruled that doctors could not be
compelled even by a court to give a neonate
life saving treatment against their clinical
judgment.20
The third situation where disagreement may

arise is when the prognosis is poor but indeter-
minate enough to give the infant the benefit of
the doubt. In this circumstance, clinicians may
agree to continue to treat, despite their inclina-
tion not to. This is because the degree of com-
mitment demonstrated by parents in choosing
to care for a seriously disabled child is an
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important determinant in fostering whatever
limited potential that that child has. Thus,
parental choice, one way or the other, should
be respected when there is appreciable doubt
about the application of the principle of 'best
interests'.

It is therefore not being suggested that
criteria for non-treatment like the above will be
easy to apply in every individual case. Again,
there will often be ambiguity as to the correct-
ness of some non-treatment choices. In the
face of such uncertainty - especially when
there is disagreement among the health care
team - the force of the argument shifts from
issues of moral substance to those of proce-
dure. If the 'right' answer is illusive then it
becomes crucial for all concerned to believe
that decisions have been reached in a fair and
rational manner. In order to achieve this aim,
the following procedures are suggested.
Judgments about non-treatment should only

be taken by consultant neonatologists. The
gravity of these decisions demands that they be
made by no one but the most senior clinicians.
The only exception to this rule concerns
cardiopulmonary resuscitation. For obvious
logistical reasons, treatment can be withdrawn
without the approval of a consultant when a
more junior clinician is supervising a resuscita-
tion procedure that has clearly failed.2'

Further, senior nursing staff and, where
appropriate, other clinicians should be con-
sulted before selective non-treatment decisions
are taken. The date and time of decisions to
withhold or withdraw life sustaining treatment
should always be prominently entered into
both the medical and nursing notes, along with
the clinical justification and documented
parental consent where applicable. This should
ensure that the whole health care team are
aware of and understand any non-treatment
decision that may eventually be reached.

The aftermath to selective non-treatment
decisions
Once it has been decided that life should not
be prolonged, the doctor's duty of care does
not end. It then becomes an obligation to 'treat
for dying'.22 Thus the infant must be made
comfortable with sufficient analgesia and
nursing care. This said, the extent of the duty
to provide artificial hydration and nutrition is
more controversial. Premature babies com-
monly require nasogastric feeding for long
periods. As regards the law, it was decided in
the Bland case that artificial feeding was a
medical treatment and could therefore be with-
held if judged by doctors to be unbeneficial to
the patient.23

Despite this, neonatal intensive care teams
would at present only consider the withdrawal
of nutrition very reluctantly, even when it might
seem in the infant's best interests. Nasogastric
feeding is very common and is seen as standard
care. Yet given Bland, its withdrawal can still be
morally and legally justified in accordance with
the best interests criterion - say for cases of
severe congenital malformation in which early
death is certain in any event.

There is a need to be consistent in relation to
selective non-treatment. Once the decision is
made that sustaining life is against the
neonate's best interests, all life prolonging
treatments should be withheld. Distinctions
between so-called 'ordinary' as opposed to
'extraordinary' therapies should be avoided.
Thus antibiotics, resuscitation and even, on
occasion, artificial feeding or hydration should
be treated alike. The only exception is where a
palliative purpose is served by employing a
treatment that will incidentally lengthen life.

Conclusion
We hope that the above proposals offer a basis
for the formulation of written guidelines on
withholding and withdrawing treatment in
neonatal medicine. These could then be
adopted by individual neonatal units. It is
sometimes argued that guidelines are inappro-
priate for selective non-treatment within
neonatal care. There are suggestions that
clinical discretion will be undermined in an
area where it is most needed. The sensitive
nature of the deliberations in neonatal units
requires a delicate approach. There are worries
that legalistic rules will be too heavy handed,
disrupting the balance between parental and
clinical responsibility in decision making.
These are understandable reservations, ones

which the preceding framework seeks to
accommodate. Its key proposals are stated in
wide terms that allow different clinical circum-
stances to be assessed both morally and legally.
The primary objective of any written policy
should not be an attempt to anticipate and
legislate for every eventuality. Rather, the
intention should be to provide a broad state-
ment of the ethical and legal principles that
should inform good clinical decision making.
The fact is that when making selective non-

treatment decisions clinicians already employ a
variety of 'rules of thumb' based largely upon
personal conviction. Were neonatal units
encouraged to adopt public policies justifying
non-treatment then this would inevitably focus
attention on their moral and legal accept-
ability. We hope that the arguments developed
in this paper will be seen as a useful guide for
this purpose.
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Commentary
More important than guidelines themselves are
the principles which underlie them and
nowhere is this more true than in the sensitive
field of medical ethics. Doyal and Wilsher's
paper explores some principles which may
govern future guidelines for the provision of
life prolonging treatment in neonatal medicine,
focusing on moral arguments.
Most would agree that when death is per-

ceived to be inevitable, and when it is felt that
the baby has entered the process of dying, then
the provision of life support measures is a futile
and pointless exercise. In practice these
measures will already be in place and their very
failure heralds the inevitability of death. The
issue is normally one of withdrawal of ventila-
tory support with the anticipation of death in
minutes or several hours. Guidelines for prac-
tice would have to include the medical criteria
which point to a baby entering the process of
dying.
The issue which really tests our moral judg-

ment, and the one which Doyle and Wilsher
bravely address, is whether there are circum-
stances where death is not inevitable, yet
infants may none the less lose the right to have
their lives prolonged. The authors focus on the
concept of the 'potential for personhood' and
seek to identify conditions in which infants are
so disabled that their possession of human
rights may legitimately be called into question
because they will never develop the potential
for self awareness, intentional action, and the
ability to act on their own behalf.
Those of us who regularly see in our clinics

very severely handicapped children may be
aware of a sense of 'correctness' which some-
times drives us, against our better judgment, to
complicity with parents and other health
workers when we are asked to initiate a range
of services that are unlikely to yield any
material benefit for the child yet might well
satisfy parental needs.

Against this background the idea of infants
being 'so disabled that they can never become
persons with the rights which accompany this
status' will be abhorrent to many paediatri-
cians, especially those who are prominent in
championing the rights of children. Yet this
must be seen in context - the authors are

arguing that there is no moral obligation to
keep a newborn baby alive by medical science
if the result will be an infant so disabled.
Indeed, they wish to prevent this ultimate state
of affairs. Of course, given that such disabled
children do exist then they have the rights of
any other person (except the right to life
prolonging treatment).
What we have here is a coherent moral

argument (even if some might not share their
position) but a major problem in translating it
into neonatal practice. In essence, by the time
it has become clear that an infant has a very
high risk of becoming so disabled the oppor-
tunity to exercise judgment and choice in the
provision of life prolonging treatments has
often passed. Probably the most common
scenario is the very preterm baby or the peri-
natally asphyxiated term baby who is receiving
assisted ventilation (where there were no
reasonable grounds for denying such treatment
when it was initiated). As the authors say the
prognosis must be determined as accurately as
possible, and adequate time must be allowed
to achieve consensus. Yet the baby may have
been successfully weaned from the ventilator
before this point is reached.

While I am comfortable with the idea that
withdrawal of assisted ventilation can in some
cases present itself as a 'window of oppor-
tunity' which is morally acceptable I am
uneasy about too broad an interpretation of
'treat for dying'. Assisted ventilation is surely
an extraordinary measure of care in so far as
we expect babies to breathe without assist-
ance, whereas all newborns require a caregiver
for nutrition, hydration, and maintenance of a
normal body temperature. I see a real moral
difference between hastening death of a
newly born baby by withdrawing ventilatory
support and doing so by withholding fluids or
nutrition.

Examples of withholding or withdrawing
treatments other than assisted ventilation in
order to allow a baby to die are uncommon on
neonatal units today. Doyal and Wilsher's
paper acknowledges some very difficult issue
surrounding surgical treatments of congenital
abnormalities and the notion of 'pain and suf-
fering'. Babies with multisystem abnormalities
who pose these sort of ethical problems high-
light the complex case to case variability
of their circumstance. I suspect that their
individuality might preclude guideline driven
management unless the guidelines were so
broad as to be of little material help.

Doyal and Wilsher touch on the question of
resources when parents insist on treatment in
the face of an extremely poor prognosis. Given
the financial constraint that is common to all
health services I wonder, especially with
respect to the care of exceedingly preterm
babies, whether future guidelines on life pro-
longing treatments can ever reconcile our duty
to act in the infant's best interest with our
broader responsibilities to ensure a wide
provision of service.

M L CHISWICK
North Western Regional Perinatal Centre,

St Mary's Hospital, Manchester M13 0JH
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