The child’s interests figure variously
in a number of papers in this volume.
Wayne Gillett and Katy Crozier are

concerned to develop adequate access -

criteria to assisted reproduction serv-
ices which are in short supply. How
far should the interests of the child be
used to prioritise patients for treat-
ment? Lynn Gillam and James
Chisnall are both worried about the

interests of the disabled. They won-
der how far prenatal genetic testing
should go in determining what is in
the interests of developing foetuses
and what are the consequences of such
determinations for disabled members
of our community. Andrew Moore re-
flects inter alia on the role which the
interests of the child play in applica-
tions for posthumous reproduction.

It is clear from the papers as a whole
that the kind of regulation which we
currently have in New Zealand is in-
adequate and that the sooner good
legislation is adopted the better it will
be for patients, practitioners and the
children of our country.
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ome disability advocates claim

that pre-natal screening and testing
for foetal abnormalities devalue, op-
press and discriminate against people
with disabilities. This, they claim, is
due to the unreasonably negative view
of disability that is supposed by such
services, and also to the way in which
the existence of the services promotes
termination of affected pregnancies as
the obvious course of action. In contrast
to the views of such disability advo-
cates, those who perform or support
pre-natal screening maintain that it
makes no value judgements about peo-
ple with disabilities, and its purpose is
simply to give women and couples the
opportunity to make informed choices
about what is best for them. Whether
they choose to terminate a pregnancy
when a foetal abnormality is detected,
or whether they choose to continue, is
entirely up to them. Whatever choice
they make will be supported.

In this article, I reflect on these two dif-

ferent views of pre-natal diagnosis
and screening for foetal ‘abnormal-
ity’.! Is this really a value-neutral prac-
tice? And if it isn't, does this matter?
Is there anything wrong with a medi-
cal practice being value-laden? I will
focus the discussion on responses to a
recent Australian government deci-
sion to restrict public funding of early
ultrasound,? as these responses reveal
something about the values implicitin
pre-natal screening.
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Views of Disability Advocates
on Pre-natal Diagnosis and
Screening

Christopher Newell, an Australian
disability advocate and lecturer in
medical ethics at the University of Tas-
mania, summarises rather mildly (in
comparison to some) the view of some
disability advocates about pre-natal di-
agnosis and screening, when he says
that ‘the new genetics may actually
serve to further the oppression already
experienced by those who identify, and
are identified, in society as having dis-
ability or difference’.? This is because
screening, and the decisions to termi-
nate pregnancies which often follow it,
are premised on the view that disabil-
ity is so bad that a baby is better off
never being born at all, than being born
with a disability.! To some people with
a disability, this is an insupportably
negative view of disability, which, in
particular, involves a failure to realise
that disability is socially constructed.
Social construction in this sense means
that what makes physical difference of
varjous kinds disabling is the way in
which society excludes and ignores the
needs of people who differ. On the so-
cial construction view, disability in it-
self is not a bad thing.— it is only made
bad by a society which fails to cater for
difference. As the disability advocate
Allison Davis, who describes herself
as having severe spina bifida, com-
ments:

If I'lived in a society where being in a
wheelchair was no more remarkable
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than wearing glasses, and if the com-
munity was completely accepting and
accessible, my disability would be an
inconvenience and not much more than
that. It is society that handicaps me; far
more seriously and completely than the
fact that I have spina bifida.’

Pre-natal screening, then, is seen by
these disability advocates as embody-
ing and endorsing an impoverished,
indeed incorrect, view of disability. It
is this that makes it discriminatory or
oppressive.

I myself have previously argued that
the practice of selective abortion (ter-

mination of pregnancy because of foe-

tal abnormality) is not discriminatory
to people with disabilities, even though
itembodies negative value-judgements
about life with a disability.> This argu-
ment was based on an analysis of both
the components of the decision to ter-
minate a pregnancy because of appar-
ent foetal abnormality, and the mean-
ing of the concept of discrimination.
When a woman or a couple decide to
end a pregnancy because the baby, if
born, would have a disability of some
sort, this decision inevitably involves
a value-judgement about life with a
disability. The decision only makes
sense if life with the disability is felt to
be so bad that it would be better for
that child if he or she did not exist (or
perhaps also it would be better for the
whole family that the child not exist,
since many couples take into account
the effects on existing children). It is not
adecision against having a child (preg-
nancies terminated for foetal reasons
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are usually wanted pregnancies), but

rather against having a child with a
disability.

It is this sort of value-judgement that
many people with disabilities object to.
For them, life with a disability is not
an unremitting tragedy, nor a life with
no quality; and to have others judge
that it is, must (it seems to me) be pér-
sonally offensive and disempowering
atavery deep level. However, that does
not make such a value-judgement dis-
criminatory towards people with dis-
abilities. Discrimination involves de-
nial of equal rights, or equal moral sta-
‘tus; or social practices which result in
outcomes which unfairly deprive peo-
_ple of benefits which others receive, or
place on them burdens which others do
notsuffer. The value-judgement which
is involved in deciding to terminate a
pregnancy for foetal reasons does not
cause or imply any of this: in fact, it
cannot, in principle, do so. This is be-
cause selective abortion involves a
moral judgment about the permissibil-
ity of killing a foetus, not a person with
disability. Since there is a morally sig-
nificant difference between a foetus
and a person, moral judgements about
foetuses cannot imply any moral judge-
ments about persons. Accepting that it
is ethically permissible to end the life
of a foetus which has an abnormality
does not commit one to accepting that
itis ethically permissible to end the life
of a person with a disability. Indeed,
agreeing with selective abortion is to-
tally compatible with believing that
people with disability have the same
moral value, and all the same moral
entitlements, as non-disabled people.

This argument focuses on the indi-
vidual decision to terminate a preg-
nancy, and, to that extent, I think itisa
sound argument. However, I have
never been entirely comfortable that
the conclusion is the correct one. There
are other relevant issues, other ways of
looking at the question. In this article,
1 want to examine one of these other
issues — namely, the way in which pre-
natal screening actually operates in
society, as a social practice, rather than
as an individual decision. I will do this
by looking at some responses to a de-
cision in Australia to restrict funding
for pre-natal screening.

Pre-nata§ Screening by Eariy
Ultrasound >

In Australia, an increasing number of
pregnant women are having an ultra-
sound at about ten weeks of gestation

—aso-called ‘early ultrasound’. Whilst
early ultrasound may be undertaken
to investigate specific symptoms such
as bleeding during pregnancy, the
greatincrease has been in the numbers
having ultrasound without any spe-
cific indication — that is, having an ul-
trasound as a screening procedure,
looking for possible foetal anomalies.
Early ultrasound is able to detect a
number of conditions by measuring
foetal nuchal translucency; that is, by
measuring the size of the fluid-filled
space between the back of the foetal
neck and the overlying skin. An in-
creased thickness of this area is well-
established to be associated with chro-
mosomal abnormalities, especially
Down'’s Syndrome,” and with struc-
tural abnormalities in chromosomally
normal foetuses, including cardiac de-
fects, diaphragmatic hernia and vari-
ous rare genetic syndromes.”

There is controversy over how reliable
nuchal translucency is as a screening
test, especially in terms of a high false
positive rate; and clearly the skills and
experience of the ultrasonographer are
an important variable in this. Its use
in pre-natal screening is not generally

accepted in some countries (including -

New Zealand and the USY. However,
in combination with maternal serum
screening (which involves testing the
bloed of a pregnant woman for a
number of biochemical markers asso-
ciated with Down’s Syndrome in the

- foetus), use of nuchal translucency ap-

pears to be more efficient.’” In Aus-
tralia, the Victorian Clinical Genetics
Service is about to introduce first tri-
mester combined nuchal translucency
and maternal serum screening, with
the expectation that it will detect ap-
proximately 90 per cent of Down's
Syndrome and other chromosomal ab-
normalities (as compared with 82 per
cent for second trimester maternal se-
rum screening alone)."

Second trimester screening, as the
above figures show, is almost as good
as first trimester screening at detecting
conditions such as Down’s Syndrome.
The important difference between
them is not so much the detection rate
as the stage of pregnancy at which de-
tection is possible. First trimester
screening allows for a much earlier
decision about pregnancy termination.
Early termination of pregnancy is gen-
erally regarded as much more accept-
able to women than later termination,
and is cheaper, safer, less emotionally
traumatic, and probably results in
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fewer adverse psychological conse-
quences.

It is against this background that the
Australian government has decided to
restrict public funding for early ultra-
sound in pregnancy. The amount of
Medicare rebate for early ultrasound
will be reduced by $30 to $40, and,
more importantly, the rebate will only
be available for a specified list of indi-
cations, most of which have to do pri-
marily with the health of the pregnant
woman. Ultrasound for risk of foetal
abnormality may be funded, but ap-
parently only for special factors which
increase risk, and not for background-
risk screening.’ (There will be no re-
striction on ultrasound within the pri-
vate system, for those who are will-
ing and able to pay.) The overt moti-
vation of the government is financial:
the cost of ultrasound has risen 20 per
cent per year in recent years, and, ac-
cording to Health Insurance Commis-
sion figures, more money is spent each
year on pre-natal ultrasound than on
labour and delivery (including com-
plicated births and all immediate post-
natal care).” It appears that the gov-
ernment wants to put a stop to the
growing social ritual of ‘happy snaps':
ultrasound undertaken simply to pro-
vide a pre-natal photograph of the
growing baby.

Itis the reaction to this restriction from
the medical profession that I am in-
terested in. This has largely been nega-
tive. The chairman of the Australian
Association of Obstetrical and Gynae-
cological Ultrasonclogists, for exam-
ple, said that ‘women will be missing
out on vital tests — ultrasound tests
detect 80 per cent of foetuses with
Down'’s Syndrome, along with anen-
cephaly and spina bifida".* Another
spokesman for that Association, Dr
Lachlan de Crespigny, criticised the
cut on the grounds that it would *de-
prive a lot of our community of access
to prenatal diagnostic services’.! Ly-
ing behind these objections, and many
similar ones, is a particular view about
pre-natal screening which is not at all

‘value-neutral.

Implicit Value Messages

These objections are premised on the
view that pre-natal screening is not
simply an optional matter, which peo-
ple are free to take up if they want to
and can afford to (along the lines of
music lessons and skiing). Rather, hav-
ing access to pre-natal screening is a
basic good ~ part of what is required




for a good life —hence, everyone has a
moral entitlement to such access, and
the government has an obligation to
provide it, so that the poor are not dis-
criminated against and the privilege
of the wealthy is not entrenched. On
this view, the claim to access to pre-
natal screening is morally very simi-
lar to the claim for access to education:
both are something which everyone
ought to have the opportunity to take

up. And why is pre-natal screening so -

important? It is presumably because
having a child with a disability is so
bad that everyone otight to have the
opportunity to avoid it.

Note that there is no necessary impli-
cation that women ought to take up pre-
natal screening, or ought to terminate
their pregnancies if pre-natal diagno-
sis shows an abnormality — avoiding
the birth of a child with a disability is
not so important that it is compulsory
(here the analogy with education
breaks down). However, there is an im-
plication that having a child with a dis-
ability is such a significantly bad thing
that no one should miss out on the op-
portunity to avoid it, if that is what they
want. I do not wish to argue that this
view is incorrect, or morally misguided
— that is not the issue in which I am in-
terested here. What I do want to high-
light here is the value message inher-
ent in the view that pre-natal screen-
ing should be funded by the govern-
ment. Providing public funding for the
opportunity to choose termination of
an affected pregnancy, and regarding
it as a matter of social justice that eve-
ryone has access to the choice, in effect
endorses that choice. It endorses it as
morally acceptable, as ‘for the best’, as
sensible and reasonable, even as so-
cially responsible. It is not simply a
choice that some people may wish to
make. The lack of this choice will cause
suffering, will diminish the quality of
people’s lives — that is why it is impor-
tant that everyone has this-choice.

Recognising this value message in the

public funding of pre-natal screening
adds an important new dimension to
the question of whether pre-natal di-
agnosis discriminates against people
with disabilities. We are not just talk-
ing about the private decision of a
woman or a couple to seek pre-natal
diagnosis, and to terminate the preg-

nancy if an abnormality is found. We~

are also talking about a social practice
funded and hence endorsed by govern-
ment. Whatever negative or offensive
value-judgements.about disability are

involved in the private decision, are
multiplied greatly by the public en-
dorsement of such decisions. The op-
portunity to make a choice about ter-
minating an affected pregnancy moves
from a mere freedom, a negative lib-
erty (on-a par with a liberty to choose
to smoke cigarettes) to arvactual good,
a positive entitlement (on a par with a
freedom to choose to be educated).

Of course, this is still very far from
showing that the practice of pre-natal
diagnosis involves an aspect of dis-
crimination against people with dis-
abilities: it may still be that the value-
judgement about the quality-of-life ef-
fects of disability is a legitimate judge-
ment to make. It is, after all, still clearly

‘distinguishable from a judgement that

people with disabilities have a lower
moral status, or fewer moral rights,
than everyone else. However, recognis-
ing the implications of public funding
does challenge us to think more care-
fully about the possibility of systemic
discrimination, which may go unno-
ticed because the system is so familiar
to us. It also challenges us to take
greater notice of the potential impacts
of public policy on pre-natal diagno-
sis, and to consider how it is possible
to make choices available to those who
want them, without sending the mes-
sage to people with disabilities that
their existence is an unwanted side-
effect of a failure to provide universal
access to pre-natal services. I still think
that this can be done, but the task is
not an easy one.
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