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CLINICAL ETHICS

Ethics of refusing parental requests to withhold or withdraw
treatment from their premature baby
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In the United Kingdom women have access to termination
of pregnancy for maternal reasons until 24 weeks’
completed gestation, but it is accepted practice for children
born at or beyond 25 weeks’ gestation to be treated
according to the child’s perceived best interests even if this
is not in accordance with parental wishes. The authors
present a case drawn from clinical practice which
highlights the discomfort that parents may feel about such
an abrupt change in their rights over their child, and argue
that parents should have greater autonomy over treatment
decisions regarding their prematurely born children.
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UK and increasingly in other countries have

had widespread access to legal abortions.' *
In the UK 98% of abortions take place to
safeguard the woman’s physical or mental
health, and such abortions are permitted up to
24 weeks completed gestation.” This contrasts
with practice regarding children born at this
stage—guided in the UK by the Children Act—
which emphasises that the welfare of the child
should be the primary concern when making
decisions surrounding their care.* Practice
among paediatricians, supported since 1989 by
the Children Act, has been to put the child’s
perceived best interests above their parents’
wishes in cases of conflict. For example if parents
wish to withdraw treatment from their baby and
the medical team disagree then most practi-
tioners in the UK will overrule the parents.” This
abrupt change in attitude toward the fetus in
utero and the child ex utero at similar gestations
may lead to conflict. We present a case from our
practice which brings into focus this potential for
conflict, and highlights some of the ethical issues
surrounding the treatment of children born very
prematurely.

S ince the Abortion Act in 1967 women in the

CASE HISTORY

A 31 year old woman in her second pregnancy
presented at 23 weeks’ gestation with sponta-
neous rupture of membranes. She was coun-
selled that the timing of labour and delivery were
uncertain, but the risk of delivery before
26 weeks’ gestation was high. She was advised
that the child had a 10% chance of survival to
discharge from hospital if born at 23 weeks’
gestation, and a 50% risk of disability if they did
survive.® Increased survival rates were given for
the child if born at 24 or 25 weeks’ gestation, but
similar rates of disability. This information was

based on recent UK data shown in table 1. She
was advised that although figures for 26 weeks’
gestation births are less complete, the disability
rate at this gestation is likely to be considerably
less than 50%.”* The medical team explained
that although a child born in very poor condition
or at 23-24 weeks’ gestation might not be
resuscitated (depending in part on parental
wishes), they would feel obliged to resuscitate
and support a child born at 25 weeks’ gestation
or later in reasonable condition. The woman and
her husband were concerned at the prospect of
having a disabled child—she had some experi-
ence of caring for disabled children in her work
as a teacher, and through having a disabled
niece. They were disturbed that at 25 weeks’
gestation they might not have the opportunity to
withhold resuscitation despite a 50% risk that
the child would die before leaving hospital, and a
50% risk of disability in the child if they did
survive. For this reason they elected to terminate
the pregnancy.

THE OUTCOME OF PREGNANCIES WITH
SECOND TRIMESTER RUPTURE OF
MEMBRANES

The outcome of pregnancies with rupture of
membranes before 26 weeks’ gestation has been
the subject of a number of reviews.”" These
estimate the mean latency before delivery as
10-21 days, with delivery occurring within seven
days of rupture of membranes in up to 50% of
cases. In some cases delivery may not occur for
10 weeks or more. Although the overall risk of
premature delivery, death, and disability is
high with rupture of membranes at 23 weeks’
gestation, those who do deliver at or beyond
26 weeks’ gestation have a reduced risk of poor
outcome.” * If the couple in the case described
were assured they would have the option of not
resuscitating a child born at 25 weeks’ then they
might have continued this pregnancy, in the
hope of going beyond 25 weeks’ gestation and
delivering a child with a higher chance of
survival and a lower risk of disability. In the
light of this case we shall review law and practice
in relation to refusing parental requests to
withhold treatment from their 25 week gestation
baby, and discuss whether such a denial of
parental wishes is justified.

LEGAL BACKGROUND TO WITHHOLDING
OR WITHDRAWING TREATMENT FROM
PREMATURE BABIES

UK legislation

In the UK legal decisions regarding withdraw-
ing or withholding care from children are
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Table T Outcome of extreme prematurity in the United
Kingdom and Ireland, March to December 1995¢

Gestation (weeks)

22 23 24 25

Number of live births 138 241 382 424
Survival to discharge from 1 11 26 44
hospital (%)

Survival without disability at 07 5 12 23

30 months age (%)

underpinned by the Children Act, which makes the best
interests of the child the overriding consideration, and the
Human Rights Act which emphasises the universal right to
life.* "* These Acts of Parliament support the maintenance of
life in children unless it is clearly against their interests to do
so, but the regularity with which treatment withdrawal cases
reach the Courts attests to the difficulty of determining what
is in the child’s best interests. Moreover the issue of whether
the best interests of a very premature neonate are viewed
with the same weight in these decisions as those of an older
child is not clear. Perhaps the best known Court case in
which parents wished to withhold treatment from their child
against medical advice was that of Baby Alexandra, a child
with Down’s syndrome in need of life saving surgery.” The
Court of Appeal upheld the physicians’ request for surgery
against parental wishes, concluding that the infant’s life was
not “demonstrably so awful” that she should be allowed to
die. Many would agree with this stance that children should
be given the opportunity to live unless their life is clearly not
worth living.

A contrasting case is that of Child T, who had failed liver
surgery for biliary atresia at age 3 weeks and was offered a
liver transplant. Parental refusal of this life saving treatment
was upheld by the Court of Appeal as in the “child’s best
interests”.'* At the time of this decision, liver transplant
surgery in children had a 10 year survival rate of 76%, with
just 29% of these survivors needing a further liver transplant
during those 10 years."” These outcome figures might be
viewed as comparable with those of a child born at 25 weeks’
gestation, and it is conceivable that the same court would
allow parents to withhold treatment from a 25 week neonate
against medical advice.

United States law

In the US parental autonomy over the upbringing and
nurturing of their child has been interpreted as constitu-
tionally safeguarded.'®** However this principle may be
overridden if the health and safety of the child are in
jeopardy.*' ** As in the UK, the legal position is unclear when
the best interests of the child are not evident, and where
treatment is only marginally beneficial parental autonomy to
withdraw treatment may be upheld.” **

PRACTITIONERS’ VIEWS ON PARENTAL
INVOLVEMENT IN DECIDING TO WITHHOLD OR
WITHDRAW TREATMENT FROM A CHILD
Professional guidelines

UK practice guidelines do not easily apply to the resuscitation
of a child born at 25 weeks’ gestation, but they do suggest
that in cases of dispute between physician and parent
treatment should generally be continued until the issue is
resolved, if necessary by the Courts.” ** Canadian and US
guidelines suggest that whereas non-resuscitation of children
at 23 or 24 weeks’ gestation might be appropriate depending
on parental wishes and prognostic factors, children of
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25 weeks’ gestation or greater should be resuscitated in all
cases in the absence of fatal anomalies.””

Surveys of practice

In UK hospitals many nurses and doctors feel that the
ultimate responsibility of deciding to withdraw treatment
from a premature baby is too great a burden for parents to
bear.”*® In practice, treatment withdrawal decisions are
usually made by the medical team, not only in the UK but
in the majority of European countries.” >* More specifically,
most European practitioners (with the exception of those in
the Netherlands) would resuscitate a baby born at 24 weeks’
gestation even in the face of parental opposition.*

SHOULD PAEDIATRICIANS RESUSCITATE 25 WEEK
GESTATION BABIES AGAINST THE PARENTS’
WISHES?

The law in the US and UK does not provide specific guidance
as to when paediatricians should accede to parents” wishes
regarding their child’s treatment, but surveys suggest that
neonatal practice in the UK and Europe is patriarchal.
Although parents may be involved, it is often clinicians who
ultimately decide when treatment might be withdrawn, and
this is also common practice when deciding whether to
resuscitate children born very prematurely. In many centres
those born at 25 and even 24 weeks’ gestation in good
condition are routinely resuscitated whether their parents
wish it or not. Below we discuss three important ethical
questions which arise from this practice.

1. SHOULD THE BEST INTERESTS OF VERY
PREMATURE CHILDREN SUPERSEDE THOSE OF THEIR
PARENTS?

If the best interests of the child are to be given greater weight
than parental wishes then this relies on the child being a
person and having the rights of a person. The acquisition of
this “personhood” or moral status by a developing human
being is widely debated in the context of abortion and the use
of human embryos for scientific research.* *> Personhood
(and with it the protection of one’s interests by society) is
believed by some to be fully acquired at conception, and by
others to be acquired gradually or stepwise through
pregnancy and childhood. Advocates of the latter approach
may invoke criteria such as viability, birth, or self awareness
as prerequisites for personhood.* In practice viability and
birth are the most widely used and we discuss these below.

A viability criterion of personhood

Obstetric and neonatal practice in the UK and US rests on the
premise that when a fetus becomes viable they acquire the
status of a person.”* The major criticism of this viability
criterion is that the viability of a fetus depends very much on
the available technology of the society into which they are
born, rather than on any intrinsic worth that they may have.””
If 25 week gestation babies are to be resuscitated against
their parents” wishes because they are viable then we might
imagine a future in which neonatology has advanced such
that fetuses 6 weeks old can be reliably salvaged with little
morbidity. To many it would seem absurd for the fetuses of
women who suffered an early miscarriage or ectopic
pregnancy to be resuscitated and given full intensive care
against their wishes.

A birth criterion of personhood

The legal criterion for the acquisition of personhood in the
UK and many other countries is birth. In Israel the
distinction around birth is particularly clear: here abortion
is permitted at any time during pregnancy on maternal
grounds, yet neonatal policy is for all viable babies to be given
full resuscitation and treatment.”® Where birth is used as the
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sole criterion of personhood, women in premature labour
may quite frequently feel forced into aborting a wanted
pregnancy through doctors’ aggressive resuscitation policy, in
cases similar to that described above. And unless one views
killing and withholding treatment as morally equivalent
(a view which some do hold) then such cases argue against a
reliance on birth for the acquisition of personhood.* *

The gradual acquisition of personhood
Some ethicists reject the view that personhood is acquired
suddenly at a given moment in development and argue that
personhood develops in a continuous fashion from concep-
tion onwards.** If a child born at 25 weeks’ gestation is less
a person than an older child, then their perceived best
interests may not overrule parental autonomy in decisions
surrounding their care, and practice which applies to with-
holding treatment from older children would not be
automatically transferred to the child born very prematurely.
Whether the best interests of a very premature child should
supersede the wishes of their parents clearly depends on
one’s view in the widely debated area of the development of
moral status; but whichever philosophical stance one takes,
the reliance of current practice on viability or birth to define
personhood is imperfect.

2. IS RESUSCITATION AT 25 WEEKS’ GESTATION IN
THE CHILD’S BEST INTERESTS?

If we assume that the 25 week newborn child’s interests do
supersede their parents’ interests regarding their fate, it is
still not clear that resuscitation is beneficial for the child. The
best available UK data suggest that children born at
25 weeks’ gestation have a 40-50% chance of surviving their
initial hospital stay—a stay which lasts three months,
involves regular potentially painful procedures, reduced
maternal contact, and prolonged periods of starvation. At
age 30 months 50% of survivors have a significant disability.®
In later childhood there is an increased risk of behaviour
problems and more minor motor and learning difficulties,
and in the context of resuscitation against parental wishes
these children may have either reluctant or foster parents.**
Although many would feel a 25% chance of life without
disability is in the child’s best interests, it is at least arguable
that it may not always be so. And where there is significant
medical uncertainty about the benefits of a given course of
action for the child, then parental autonomy should not be
subverted.”

3. ISIT IN THE INTEREST OF SOCIETY TO
RESUSCITATE VERY PREMATURE CHILDREN
AGAINST THEIR PARENTS’ WISHES?

Where resources for medical treatment are tightly rationed as
in public health systems, resuscitation and intensive care
treatment of very premature children with a high chance of
early death or disability may not be a justifiable use of such
resources.”® This may particularly be the case where such
treatment is against parental wishes, and the child places an
economic burden on both the social and health services of a
society. Indeed this “economic justice” criterion is cited by
both the Danish Council of Ethics and US ethicists in their
recommendations for the management of extremely pre-
mature babies.”” *

BEYOND 25 WEEKS’ GESTATION

Published data suggest that children born at 26 weeks’
gestation have an improved outcome compared with 25 week
births, and estimates of their survival to discharge range from
54% to over 90%.” *>°>* The long term outcome for such
children is less certain, but we would suggest that in
countries with a high standard of neonatal care it is in the
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best interests of a 26 week gestation baby born in good
condition to be resuscitated. Considerations of the child’s
moral status at 26 weeks’ gestation and appropriate resource
allocation may in some cultural and financial contexts justify
withholding treatment from such children at parents’
request.

CONCLUSIONS

In an era of fast improving neonatal care, the ethical
management of fetuses or children at the threshold of
viability is increasingly complex. Those born before 24 weeks’
gestation would have inevitably died in the past but can now
be salvaged, yet may also be legally aborted, bringing into
focus the debate over their moral status. In the UK women
can sanction the killing of their child in utero at 23*¢
gestation, but a day later they may not be permitted to let the
child die at birth without medical intervention. If we agree
that the fetus in utero is not morally distinct from the baby ex
utero, then current practice rests on a premise that the fetus
suddenly becomes a person at 24 weeks’ gestation; a view
which has no physiological or philosophical basis. In the
context of current practice regarding the resuscitation of
children born very prematurely, termination of pregnancy for
maternal indications at close to 24 weeks’ gestation may
seem inappropriate. However it is equally important to offer
couples greater flexibility in resuscitation decisions at 24—
25 weeks’ gestation. Children born at this gestation should
not be resuscitated against their parents” wishes. Although
the “personhood” of such children is widely debated,
whatever their moral status it is not unequivocally in their
interests to be resuscitated. To do so against the wishes of
their parents may be both an unnecessary subversion of
parental autonomy and an inappropriate use of healthcare
resources.
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BOOK REVIEW

Bioethics

Edited by E F Paul, F D Miller, J Paul.
Cambridge University Press, 2002, £15.99,
pp 395. ISBN 0521525268

This is a collection of 15 papers from “philo-
sophers, social scientists, and academic law-
yers” concerned with “the field of bioethics
itself”, “bioethics’s role in contemporary
society”, and “specific issues”, including
some—such as the role of the pharmaceuti-
cals—not often addressed in such collections.
They have all been commissioned for the
volume either by or through the Social
Philosophy and Policy Foundation, located in
the USA, on whose behalf Cambridge
University Press has published it in the UK.
Perhaps, then, it is not surprising that it should
be so parochial: all the contributors are from
North America, and the focus of the book is
very much on bioethics and on society as that
discipline and that entity respectively are
understood and thought about in the USA. In

some cases, of course, that is fine, because
extrapolation from the American to the more
general case is no less obvious than it is easy; in
others, however—and it would be unfair of me
to single out particular contributors, as my
worry is addressed to the editors, and, even
more, to the publishers—the material is very
closely tied to the specificities of the circum-
stances and realities of the USA.
Academically rigorous though the collection
is, therefore, it is not easy to see exactly whom
it is intended to address: clearly not, for
instance, MA/MSc students on healthcare
ethics courses in the UK. Certainly this
anthology is a very different sort of anthology
from, say, Blackwell's 1999 Bioethics: An
Anthology. Unlike most such collections, which
are intended to be used as textbooks, this one
appears to be aimed very much at academics
working in the broad field of bioethics. Again,
that is in itself no bad thing. But the difficulty
with this particular example is that its interest
even for that constituency would seem quite
limited: it lies more in its constituting some-
thing of a collective position statement from
the Social Philosophy and Policy Foundation
rather than as forming even a specialist
anthology offering a range of views and

material conveniently collected together. For
the entire collection—even those articles that
are somewhat more questioning of common
liberal positions than others—assumes both
the validity and the value of a basically liberal
outlook. However much infused by the spirit of
a Rawlsian egalitarianism, the fundamental
assumptions and attitudes of the politics and
the philosophy of liberalism remain unques-
tioned. Differences, disagreements, and sug-
gestions are all matters of adjusting the basics
of that tradition rather than subjecting it to
any fundamental critique—let alone rejecting
it altogether. Again, then, the impression is
that of a parochialism, and of one which is no
less intellectual than social and geopolitical.

Those interested in seeing how the land lies
within the field of bioethics as a growth
industry in the USA, and/or in seeing what
liberal assumptions amount to as they pan
out in American bioethics, might well find
this a useful anthology. Those with less
specialised (or indeed quite different) con-
cerns, however, are unlikely to find it very
illuminating.
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