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CLINICAL ETHICS

Is it in the best interests of an intellectually disabled infant to

die?
D Wilkinson
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One of the most contentious ethical issues in the neonatal
intensive care unit is the withdrawal of life-sustaining
treatment from infants who may otherwise survive. In
practice, one of the most important factors influencing this
decision is the prediction that the infant will be severely
intellectually disabled. Most professional guidelines
suggest that decisions should be made on the basis of the
best interests of the infant. It is, however, not clear how
intellectual disability affects those interests. Why should
intellectual disability be more important than physical
disability to the future interests of an infant? Is it
discriminatory to base decisions on this? This paper will try
to unravel the above questions. It seems that if infellectual
disability does affect the best interests of the child it must do
so in one of three ways. These possibilities will be discussed
as well as the major challenges to the notion that
intellectual disability should have a role in such decisions.
The best interests of the child can be affected by severe or
profound intellectual disability. It is, though, not as clear-
cut as some might expect.

and ethical issues, however, are real and not
uncommon).

Bella is born prematurely at a gestational age
of 28 weeks (12 weeks premature). She is
reasonably healthy at birth, is taken to the
neonatal intensive care unit and makes good
initial progress. At 1 week of age, however, she
develops a life-threatening intestinal infection
(necrotising enterocolitis). She is resuscitated
and transferred to a surgical unit for an urgent
laparotomy. At operation almost all of her
intestine is found to be necrotic. Her parents
are immediately counselled that her long-term
outlook is grim, but they wish everything
possible to be done. Bella recovers from the
surgery and the infection of her bowel, but is left
with insufficient intestine to ever be able to feed
normally. She will require nutrition via a
surgically inserted intravenous catheter for the
remainder of her life. She is expected to have
recurrent infections in those catheters, to spend
large parts of her infancy and childhood in
hospital and is likely to die in childhood. Bella
subsequently undergoes magnetic resonance

The following case is fictitious (the medical
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that if she survives, she will be severely
cognitively impaired. Further discussions are
held with the child’s parents about whether it
is in her interest to continue with active
treatment.

INTRODUCTION

Neonatal intensive care is barely 40 years old.
The technological change and medical advances
made in this time have meant that many babies
who would previously have died can now be
saved. Some of these infants, however, will
survive with severe and sometimes overwhelm-
ing disabilities, and parents and neonatal teams
must grapple with the question of whether
prolonging the life of the infant is the right
thing to do. As early as 1973, some neonatolo-
gists were willing to publicly express their
concerns for those infants and for their families
in public, and suggest that perhaps not all should
be actively treated." Despite the controversial
nature of such decisions, and ongoing legal
uncertainty, life-sustaining treatment continues
to sometimes be withheld or withdrawn from
infants who might otherwise survive.*

In my experience of neonatal and paediatric
intensive care, the single most important factor
in discussions on withdrawal of treatment is the
presence (or predicted presence) of severe
intellectual disability.‘Si In a case such as Bella’s,
parents and medical teams would often decide to
withdraw active treatment or continue treatment
only after much deliberation. Many doctors who
might acquiesce to parents’ request for continu-
ing active treatment before the results of her MRI
would have deep misgivings about continuing to
sustain her life in the context of this new
discovery. On the other hand, where intellectual
disability is not present (or predicted), even
when the child’s prognosis is very grim, or
includes substantial physical disabilities, there

Abbreviation: PVS, persistent vegetative state

Throughout this paper, | will be referring to “/severe’”” and
“profound”’ intellectual disability. | am using this termi-
nology consistent with traditional classification of intellec-
tual disability, albeit fairly informally. For example, the
International Classification of Diseases, 10th revision,
classifies severe intellectual disability as having an
intelligence quotient of 20-34, and profound disability
as having an infelligence quotient of <20. People with
severe disability usually have impairment of motor skills,
difficulty in ambulation and limited communication ability.
Most of them require close supervision and care through-
out life. Those with profound disability are able to achieve
even rudimentary self-care tasks only with extensive
training, and require total supervision and care.’
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is often a reluctance to countenance anything less than
maximal treatment. For example, in some units at least,
palliative care is not usually offered as an option to parents of
infants with the severe congenital heart problem “hypoplas-
tic left heart” or parents of extremely premature infants (say
24 weeks gestation), unless severe brain damage is evident.

There has been relatively little discussion in the medical or
bioethics literature, is available, on the validity of assigning
such importance to cognitive disability in decisions on life-
sustaining treatment. Campbell and Duff were among the
first neonatologists to write about withdrawal of life-
sustaining treatment in newborn infants. They believed that
the most important medical criterion for decisions was ‘“‘the
degree of abnormality, disease or damage to the central
nervous system”.® In the 1980s, Weir” delineated a group of
conditions where he thought that treatment was not in the
best interests of the child. He noted that virtually all of these
conditions involve serious neurological deficits, whereas most
of the conditions that he thought merited treatment do not
involve cognitive impairment.” In a more recent survey on
withdrawal of neonatal treatment in the UK, McHaffie and
Fowlie® found that mental disabilities were more influential
than physical disabilities in treatment decisions.

When decisions are made to withhold or withdraw life-
sustaining treatment, the justification for these decisions is
often that it is not in the interests or best interests of the child
to continue to prolong life. This is the line of thinking
recommended by professional bodies,”" is supported by a
large number of writers in the ethics literature’ "7 and
accords with the terminology used by the courts in such
cases."* The link between intellectual disability and the
interests of the child, however, is not immediately obvious,
and some would refute such a connection. In particular, it
may be claimed that the use of intellectual disability to justify
withholding life-sustaining treatment is discriminatory or is
based on a false assessment of the quality of life of those with
such disabilities. I will return to these objections a little later,
but first it would be worthwhile taking a step back to ask
what “interests”” are and what “best interests” mean.

WHAT ARE “/INTERESTS’’ AND ‘/BEST INTERESTS’’?
For adults, decisions are made on the basis of autonomous
choice or (in cases where they are not competent, but their
wishes are known) by what is known as “substituted
judgement”. In contrast, for those never competent, such as
newborn infants, decisions have to be made by a proxy. This
is usually a parent, although sometimes the courts, by using
their parens patriae jurisdiction, will serve as decision
makers. In either case, the standard often appealed to in
making decisions is that of the best interests of the child. This
is a beneficence standard, and reflects an attempt to weigh
up different competing interests, or to adjudicate which
course of action will lead to the best balance of net benefits
and burdens for the child. The judicial interpretation of best
interests in neonates and in other incompetent patients has
been criticised as uncertain® or as an empty formula that is
applied uncritically without sufficient analysis.”' In clinical
use, there has been criticism that appeals to best interests
may actually reflect other considerations resource, for
example, limitations, parental interests or the interests of
other siblings (Beauchamp,** p 171).> " More fundamental
objections have been raised on the appropriateness of using
best interests in treatment decisions, on the grounds that the
standard is unrealistic, unknowable or overly individualistic
iBrody* makes a further objection to “best inferests”” —that it yields the
wrong answer in children who are profoundly disabled (p 38). This
paper can be seen as providing a reply to this objection, by emphasising
the effect of severe intellectual disability on the benefits of life.
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(Beauchamp," p 171).>* For a response to these criticisms
see Kopelman.” Nevertheless, as already mentioned, the
notion of the best interests of the child forms part of most
professional guidelines. If we are to use the interests of the
child as a guide to treatment decisions in severely impaired
newborns, we need to be clear what the standard means (in
theory and in practice). To take this further, we need to
clarify what we mean by interests.

In philosophical discourse, to have an interest in X is to
have a stake in it—that is, to stand to gain or to lose,
depending on the nature or conditions of that something.”
This sense of interest is different from that used in everyday
language, when we talk about taking an interest in some-
thing or being interested in it.”® ** Rather, we have an interest
in something when we may be benefited or harmed by it. The
subsidiary question of what can benefit or harm someone, or
what is good for them raises further fundamental questions
about prudential value. Is it necessary to be conscious of
something for it to be in (or against) our interests (subjective
model of value)? Or alternatively, are there some things that
are good for us regardless of whether or not we can perceive
them (objective model)? (Veatch®, p 7). Such things may
include health, autonomy, deep personal relationships,
accomplishment and enjoyments.”’ Different models of
prudential value may yield starkly different results on the
best interests of an individual.’’ This is particularly the case
for newborn infants, whose consciousness of themselves and
of the world is limited in comparison to competent adults.
For example, philosophers such as Peter Singer and Michael
Tooley have argued, using a subjective model of value, that as
newborns lack the capacity to conceive of themselves as
individuals continuing over time, they cannot be said to have
an interest in life-sustaining treatment.”> * ' Furthermore, it
becomes important to know how to give weight to the future
interests of individuals, particularly when they may or may
not exist to experience them, and, again, such questions have
provoked considerable debate.

I am going to sidestep these questions a little, by outlining
two features of the way in which the notion of best interests
is applied in practice. Firstly, regardless of how we account
for interests arising in the future, it is possible for future
interests to count against life-sustaining treatment (Brody,”
p 38 and Kuhse,” pp 140-46). Thus, if an individual were
predicted to have a life of intense unremitting suffering,
without a possibility of cure or respite, it would be reasonable
to think that their future interests would count against
prolonging their life. This would be the case even if they were
presently unconscious and had no current preferences or
desires that were being frustrated. Secondly, I think that
there is an assumption in the minds of parents and doctors
that a future of overall benefit is in the interests of the
newborn infant. This may not make sense in a purely
subjective model of interests (as the newborn is not able to
perceive or prefer that future, it can be neither in, nor
contrary to, their interests). Nevertheless, I believe that if best
interests are to have any meaning in treatment decisions for
neonates, it can only be by holding that a future of value is in
their interests." In practice then, the key task for parents and
treating teams is to imagine what the future life of that new
born infant will be like, and the key question is whether the
life in prospect will be of sufficient quality (or “value” or “net
benefit”) for that individual, to justify continuing to sustain it.

I accept that the above account is brief and outlines several
assumptions that I do not have room to justify in depth here.

iTooley uses the language of “rights”” rather than inferests.

“This argument has obvious similarities to Don Marquis’s argument on
the wrongness of killing fetuses.*
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But, I think that it provides the basis for what follows—
which is an attempt to understand how the prediction that a
child will have severe intellectual disability may affect the
child’s interest in life-sustaining treatment.

HOW DOES PREDICTED SEVERE INTELLECTUAL
DISABILITY AFFECT THE INTERESTS OF THE CHILD?
It may be helpful in what follows to use a simple schematic
diagram to illustrate the possible ways in which intellectual
disability may affect the best interests of a child. If I am right
in assuming that the key question is to examine the future
for that child, our task is to appraise the benefits and burdens
of the child’s future life. This can be construed as a kind of
weighing-up or balancing process (fig 1).

There are three possible ways in which the interests of an
infant can be adversely affected by the prediction that they
will be severely intellectually disabled. Firstly, it is possible
that the disability is so severe that all concept of interests
becomes meaningless (fig 2). Secondly, intellectual disability
may substantially increase the burdens of life (by causing
suffering; fig 3). Finally, severe intellectual disability may
diminish the benefits of life that will be enjoyed (fig 4). I will
deal with each of these in turn.

Abolition of interests

Intellectual disability includes a spectrum of degrees of
impairment of thinking, communication and awareness. At
the most severe end of the spectrum, however, are some rare
conditions that seem to preclude even rudimentary con-
sciousness. Infants with anencephaly are born with their

Burdens

Benefits/

Figure 1 Assessing the best interests of an infant. What is the balance
of benefits and burdens in the infant's future life?

/\

Figure 2 The best interests of a child with anencephaly. The interests of
the child seem to lose meaning.
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Figure 3 An increase in the burdens faced. Does intellectual disability
per se cause suffering?
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Figure 4 The other side of the balance. Does intellectual disability
decrease the benefits of life?
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skull and spine open to the air, their brain having almost
completely failed to develop.” Infants born with the similarly
named, but unrelated, hydranencephaly have a cerebrum
largely filled with fluid.”* Infants with anencephaly or
hydranencephaly often die in utero or shortly after birth,
but, occasionally, can be sustained alive for months or even
years.* *” These infants lack the anatomical substrate for
sensory processing, cognition and motor coordination. They
do not seem to have any capacity for sensory awareness.

Conditions as severe as these have been argued to be
inconsistent with any concept of interests.**' Even con-
servative writers have struggled to make sense of infants with
anencephaly being benefited from anything.*> Of course, if an
objective model of the good is appealed to, the infant can still
be said to have an interest in the goods of life. Yet, to say that
health, deep personal relationships or even nurturing can be
good for an infant with anencephaly seems difficult to
accept.”

Such conditions provide a fundamental challenge to the
notion that biological human life is intrinsically valuable.
Foot® sees life as good in itself (rather than instrumentally),
but she too seems compelled to admit that the connection
between life and good may be broken when ““consciousness
has sunk to a very low level, as in extreme senility or severe
brain damage”. At such a level, an individual can no longer
be said to have an interest in anything, even in life. Whether
there is a threshold below which life loses intrinsic value, or
whether it is more plausible to think of the instrumental
value of life being diminished by progressively more limiting
disabilities, is a question that I will return to later.

In some ways, these infants are similar to adults in a
persistent vegetative state (PVS). Judicial decisions in PVS
have referred to these individuals as having no interests."
Drawing on such a premise, the courts and some writers have
argued that life-sustaining medical treatment is not in the
patients” best interests. Fenwick'® has questioned the logic of
applying best interests considerations to individuals with no
interests. The apparent justification of decisions to withdraw
treatment in patients with PVS has sometimes relied on an
inversion of the best interests standard, with adjudication of
treatments that are “not in a patient’s best interests’”."' The
objections to this manoeuvre are, however, twofold. Firstly, if
a patient has no interests, then application of a test for best
interests is redundant, if not meaningless. Secondly, to say
that treatment is not in a patient’s best interests in this
context is not to say that it is against the patient’s best
interests to continue treating, nor that the cessation of
treatment is in the patient’s best interest. Justification for
decisions on treatment must lie elsewhere. If we return to an
infant with anencephaly, such justification may lie in the
wishes of the infant’s family or in the cost to the state of
continuing treatment without benefit.

Increase in burdens

Sometimes when writers talk about treatment decisions in
newborn infants, they use the examples of infantile Tay
Sachs disease or Lesch—-Nyhan syndrome. Tay Sachs disease is
a disorder causing progressive neurological deterioration after
6 months of age, with severe epilepsy, cognitive decline and
death in the second year.* Lesch-Nyhan syndrome is an
inherited disorder of amino acid metabolism that leads to
severe physical and intellectual disability, with spastic

“This intuition is perhaps a reason to reject purely objective models of
value.

“This has the apparent object of avoiding making a controversial
judgement—that is, that a patient is ““better off dead””. Fenwick' goes
further in suggesting that at times best interests are also appealed to in
an attempt to avoid making explicit “quality of life’”” judgements.
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tetraparesis as well as repeated self-mutilation.”” These
conditions are often referred to as paradigm conditions that
cause the child so much suffering (ie, increase the future
burdens) that life-sustaining treatment would be contrary to
best interests (Kuhse,*® pp 140—4 and Weir,” pp 116-24, 235-
7).* % Does severe intellectual disability cause an individual
to suffer per se? Unhappiness, as measured by the incidence
of clinical depression, seems to be more common in people
with cognitive impairment.*® This may be partly ascribed to
awareness of their difference from others, the limitations
imposed on them by their disability and the consciousness of
being treated differently (or even discriminated against). But
there is a paradox. It is conceivable that the more severe an
individual’s cognitive disability, the less severe is the degree
of unhappiness or preference-frustration that is caused.
Beyond a certain point, people lose insight into their own
disability, and hence lose the distress associated with
awareness of their own limitations. At the other end of the
age spectrum, in people with progressive senility, a phase of
distress is associated with awareness of cognitive decline,
followed at a certain point by a sort of blissful ignorance. The
paradox here lies in an intuition that the more severe an
infant’s predicted cognitive impairment, the more important
its role in questions on providing life-sustaining treatment.
Yet, the degree to which infants may be made to suffer by their
cognitive disability (on its own) may be inversely proportional
to the severity of the disability. Harm from negative subjective
experiences alone cannot substantiate a claim that ongoing
treatment is against the best interests of the child who has
severe cognitive impairment (Arras,* pp 30-1).

On the other hand, many people with severe intellectual
disability also have major physical disabilities or illnesses.
They may have painful contractures, muscle spasms, dis-
located joints or unstable epilepsy. Furthermore, there is a
sense in which intellectual disability may impair an
individual’s ability to bear suffering. This is because the
ability to rationalise or understand the cause of physical
suffering, its necessity and its finitude, and to anticipate its
relief is what makes it possible to endure. Intellectually
normal children or adults may take psychological refuge from
their discomfort, whereas for people with severe intellectual
disability, even a routine trip to the dentist or to the doctor
can be a terrifying ordeal.*"

It may be interesting to imagine a child with Lesch—-Nyhan
syndrome who was predicted to have normal intellect. Some
may well be less inclined to withdraw life-sustaining
treatment for this child compared with a child with Lesch—
Nyhan syndrome and severe intellectual disability. It is,
however, not clear that this is justifiable on the basis of
suffering. On the basis of what we have just discussed, the
child with intellectual disability may suffer less than one
with normal intellect, although it is difficult to know whether
the lack of existential suffering would be outweighed by the
lack of ability to understand and withstand distress from
physical illness. If we are to make sense of this, I think that
we must look instead at the other side of the equation—the
benefits side—and ask whether intellectual disability affects
the benefits that can be gained from life.

Reduced benefits

Before we talk further about the benefits or value of life of an
individual with an intellectual disability, it is worthwhile
distinguishing two ways of looking at the value of life.
Sometimes the lives of different people are compared,
perhaps to decide which of them should be saved with an
organ transplant. This sort of valuation is controversial, and
to many offensive, because it conflicts with notions of

¥il am grateful to a reviewer for highlighting this point.
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equality of opportunity. (Buchanan and Brock® (p 74) refer
to this as social worth or interpersonal value.) But, a different
way of looking at the value of a life is to assess the value of
the life to the individual who is experiencing it or who will
experience it. This sort of intrapersonal valuation (Buchanan
and Brock™ (p 74)), by contrast, does not imply any sort of
comparison with others. When we are making decisions on
life-sustaining treatment for a newborn on the basis of the
infant’s best interests, it is this intrapersonal sort of value
that we must assess.

Does intellectual disability affect the benefits that an
individual will accrue from life? One critical difficulty in
answering this is that the very nature of severe intellectual
disability prevents us from accessing the experience of those
who have severe disability. The level of disability that we are
referring to makes communication difficult, if not impossible.
To assess the quality of life of individuals who have severe
impairment, we are forced to imagine what life would be like
from their perspective. This sort of exercise may, however,
implicitly bias our assessment.”

One who has never known the pleasures of mental
operation, ambulation and social interaction surely does
not suffer from their loss as much as one who has. While
one who has known these capacities may prefer death to a
life without them, we have no assurance that the
handicapped person, with no point of comparison would
agree.®

To imagine life as experienced by people with severe
cognitive impairment is particularly difficult, as the fear of
the loss of our own mental capacities is widespread and deep
rooted. We must imagine what it would be like to lack most
of our powers of reflection and reason (and imagination!),
but also imagine never having had them and ignore our
underlying aversion to being in such a state. Whether this is
even possible is a moot question. Some have wondered
whether doctors and philosophers may have a further bias in
their assessment of the quality of life of people with
intellectual disability, because their profession and scientific
model is dependent on intellectual competence*. >
Robertson™ takes this scepticism (of our ability to judge the
internal experience of people with severe disability) to its
logical extreme by imagining a “profoundly retarded,
nonambulatory, blind, deaf infant who will spend his few
years in the back-ward cribs of a state institution”. Even in
this case, Robertson suggests that we cannot conclude that
life is not worth living. Arras sees Robertson’s example as
implying two possibilities—that the best interest standard
mandates treatment even in the worst cases (provided that
the child is not in pain) or, alternatively, that in such extreme
cases the concept of best interests has been stretched beyond
its capabilities (Arras,* pp 30-1). He follows the second
course and suggests that an additional principle is needed to
provide a limit to the best interests standard. But I think that
it is worth considering Robertson’s suggestions a little
further.

Our capacity to know or even imagine what the internal
experience of life is like for those who are most severely
affected is extremely limited. This difficulty leads Robertson
to reject any assessment of the future quality of life of infants
with disability. This may be reasonable if there was literally
no other way to assess the intrapersonal value of an
individual’s life. In fact, Robertson’s approach seems to
assume a mental-state model of value. This regards the
“iiBoddington and Podpadec® criticism is aimed at philosophers, but it
applies equally to doctors.
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absence of pain in particular as the only relevant moral
consideration (Arras,” pp 30-1). On the contrary, I would
suggest that, in cases where an individual’s subjective
experiences are inaccessible, we are forced to look at their
ability to benefit from things that are often believed to be
objectively valuable in human life. These may include
knowledge, communication, the development of deep reci-
procal relationships, or the achievement of goals or ambitions
(Veatch®, p 7).*° The specific contents of this list and the
order in which they are listed vary with different writers. I
think, however, that many of them are considerably limited
or prevented by severe intellectual disability. Why should this
be the case? It is at least partly because reason is a key
distinguishing characteristic of humans. When we try to
define what things are good in human life, it is not surprising
if the goods that we agree on are dependent on cognitive
capacity and limited by cognitive disability.

Is this a fair comparison however? I have already suggested
that our focus is not on comparing the life of an individual
with disability with one without disability. Should there be
different goods for someone with severely limited capacities?
For example, a dog may have a good life even though it
attained few, if any, of the objective goods of a human life.
Should the goods of life for a human with the cognitive
capacity of, say, a dog be those that we think of in relation to
the life of a dog? McMahan™ asks a similar question. This
state would be unfortunate for the human with disability, but
not for a dog (it may be a relatively fortunate state for a dog).
Is this distinction non-arbitrarily justifiable? McMahan
rejects species membership as a plausible solution, but does
not find a conclusive answer to the problem. Perhaps the
conclusion will be the same. If an individual with severe
cognitive impairment had a different set of objective goods,
they would seem to be lesser goods than those that apply to
normal human life. While the individual would have an
interest in attaining them the ability of those goods to
outweigh suffering would, I believe, be reduced.

The above analysis provides reasons for thinking that the
degree to which the interests of an individual will be reduced
is proportional to the severity of their intellectual impairment
(unlike the harm attributable). Accordingly, the value of life
for that individual is reduced in proportion to the severity
with which he or she is affected. In the most profound types
of cognitive disability, there do not seem to be any benefits in
life for the individual. This accords with a suggestion that I
made earlier, that the ascription of “no interests” to those
who have anencephaly or hydranencephaly is at the far end
of a continuum of progressive reduction in the instrumental
value of life. I think that this makes more sense than
invoking a threshold below which interests are lost. For
example, various writers have suggested that either the
capacity to develop relationships> or the capacity to engage in
minimal social interaction™ is the critical capacity for
ascription of interests.’™ But, each of these represents a
limited vision of the good of human life. These are but a few
of the many goods of life that are diminished by severe and
especially profound intellectual impairment.

Does this mean that severe intellectual disability provides
grounds for thinking that life-sustaining treatment is not in
the best interests of the child? If we return to our schematic
diagram (figure 4), it becomes apparent that this is only the
case where there are significant burdens on the other side of
the equation. Where infants are not predicted to suffer, the
fact that they have severe intellectual disability does not

*For similar suggestions, see Arras® (p 32). A related claim is that life
without the capacity for certain goods is ““meaningless’”.**
Xt is thus a form of discrimination (in the uncontroversial sense)—but not

“unjust” to do so.
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provide on its own justification for withdrawal of active
treatment, although it provides less of a counterweight. Its
importance is such that less suffering may be required for us
to think that the balance of benefits and burdens is skewed
against prolonging life.

CONCLUSIONS

We can now explain how the news that Bella will have severe
intellectual disability may affect a “‘best interests” assess-
ment of decisions on treatment. Although Bella will almost
certainly have severe cognitive impairment, she will have
some degree of consciousness and be able to experience both
pleasure and distress. Accordingly (regardless of how we may
view her interests at this moment, or which model of value
we use), if she lives, she will have interests. The effect of her
disability on her interests is not of the sort that might take
place if she were permanently unconscious or had anence-
phaly. Secondly, although Bella might be predicted to have
considerable suffering in her future life (related to complica-
tions of short gut and parenteral nutrition), her intellectual
disability will not directly contribute to her suffering,
although it may make the aforementioned complications
harder to bear. Accordingly, her disability probably does not
substantially add to the burdens that she will face.

If intellectual disability is to affect Bella’s interests, it must
be by means of the third possibility outlined above— that is,
that it reduces the benefits available to her in her future life,
and correspondingly provides less of a counterweight to the
expected suffering. To think about this question in slightly
different terms: Bella’s parents may ask themselves whether
it is worth putting Bella through the misery and certain
suffering of further surgery and the attendant complications.
The things that make it worthwhile in their eyes would
depend on the specific things in life that her parents value.
These may include having some ability to develop as an
individual, being able to communicate, develop relationships
and interact with her parents and siblings. The absence or
diminishment of such benefits may well make them think
that it would not be in her best interests to prolong her life.

In this paper, I have attempted to explore the question of
predicted severe intellectual disability and how it may affect
the interests of an infant in the provision of life-sustaining
treatment. For treatment decisions we can make sense of the
best interests of a neonate only by assuming that the neonate
has an interest in a future life of net value. This necessitates
some sort of appraisal of the balance of burdens and benefits
in the infant’s future life. Intellectual disability per se does
not provide grounds for withdrawal of intensive care from
newborn infants. Its effect on interests is not straightforward.
It may abolish interests (but only in the most profound
cases); it does not directly increase the burdens faced by the
child (but may do so indirectly); and it may reduce the
benefits of life for the child. I have suggested that this last
factor (of reducing the benefits of life) is the most important,
and is proportional to the severity of intellectual disability.
Physical disability may also be important in so far as it is
likely to cause substantial physical suffering for the infant, or
to preclude the infant from accessing those things which are
objectively valuable in human life.

I have also dealt with two important objections to
intellectual disability playing a significant role in treatment
decisions in newborn infants. This does not necessarily rely
on a false assessment of the quality of life of individuals with
intellectual disability. The benefits of life may be reduced in
those with severe and profound disability. Furthermore, this
analysis provides reasons why it would not be unjustly
discriminatory to rely on such factors. Ethically relevant
reasons exist for considering severe intellectual disability to
be important in thinking about the interests of a child.™
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Weighing up the future benefits and burdens in a child’s
life is an extremely difficult task. How should different goods
of life be weighed? How much suffering is enough to
outweigh them? I have argued in this paper that severe
intellectual disability can affect the balance. I have, however,
been deliberately vague on the exact nature of this effect, as it
seems that clear cut-offs are impossible to define. There will
be many instances where the uncertainties of prediction
mean that the balance is genuinely unclear. In such cases, the
interests of the parents or of other siblings or of society may
be relevant and may help sway decisions. The best interests of
the child is a laudable standard to appeal to; however, it may
provide little practical guidance to decision making.
Accordingly, we may be tempted to ask whether it should
be held up as the only way to make such decisions.
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