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In August 2005, the United Kingdom’s Human Fertilisation & Embryology
Authority (HFEA) launched a public consultation, seeking views on the use of
preimplantation genetic diagnosis (PGD) for the detection of cancer genes.! The
issue was considered by the Authority to be a possible source of particular
controversy because it involved extending the range of conditions for which
PGD can be licensed in a potentially important way: As well as testing for
genes that would definitely cause disease traits, such as cystic fibrosis and
muscular dystrophy, this would involve genes that would only possibly mani-
fest themselves phenotypically. In other words, there is a very real chance that
such an application of PGD would result in the destruction of perfectly healthy
embryos.

Aside from the possible danger of “false positive” results, this further
extension of PGD seems likely to provoke a range of familiar responses to the
technology. On the day that the consultation was launched, Josephine Quin-
tavalle, Director of Comment on Reproductive Ethics (CORE), argued on
CORE’s web site: “We are looking at issues which go to the heart of our
attitudes to disability, and the offensive message that is sent in this instance is
that the disabled or sick are better off not being born.”?

Although CORE’s underlying agenda may plausibly be suggested to owe
more to a concern for protecting the embryo than with possible harm or offense
to disabled or sick people,® Quintavalle’s comment is resonant of a particular
species of objection to PGD and similar techniques, a species of objection
directed at what is deemed to be a judgment inherent in such techniques about
the value of certain lives. Sometimes described as “expressivist” objections,*
these have proved some of the most genuinely troubling for proponents of a
liberal approach toward PGD. Although some objections to PGD, and biotech-
nology more generally, rely on religious or conservative views about the
“naturalness” of reproductive technologies® or the status of the embryo,® and
others rest on philosophically questionable fears of harm to the resulting
children,” the expressivist objection raises a concern that transcends political or
religious views. Furthermore, the threat of which it warns is posed not to
hypothetical future people or nonsentient embryos, but to living people with
actual rights and interests.

In this article, I hope to show that advocates of a pro-choice approach to PGD
need not and should not disregard concerns about the effects of this technology
on disabled people. However, it is by no means clear that the best way of
addressing such concerns lies in stricter regulation of reproductive technolo-
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gies. On the contrary, it may be that, in seeking to limit the use of PGD to
scenarios where there is a real risk of genetic disability or illness, bodies like
the HFEA are, in fact, reinforcing the negative messages about which advocates
of the “expressivist” position are justifiably concerned.

Disability-Oriented Objections to PGD

Not all concerns about the effect of widespread use of PGD on disabled or ill
people are properly regarded as expressivist in character. Indeed, it may be the
more substantial body of disability-oriented arguments are of a substantially
different sort. Before scrutinising the differences, though, it is perhaps infor-
mative to consider the common factors shared by all such arguments.

Although they differ in other respects, all the objections considered here
proceed on the basis that, however widespread the use of PGD eventually
becomes, there will continue to be some disabled people in our society. Other-
wise, these objections would be meaningless; what would it mean to worsen
the situation of disabled people in a society in which there are no disabled
people?

Obviously, PGD will not eliminate the possibility of disability through
accident (including injuries sustained at birth), but it is also overwhelmingly
likely that, even as PGD becomes more accurate, it will remain imperfect; some
genetic disabilities will “slip through the net.” Furthermore, it is also highly
improbable that a situation will arise where every prospective parent will wish
to utilize PGD. A Public Consultation carried out jointly by the HFEA and the
Human Genetics Commission, the results of which were published in Novem-
ber 2001, revealed that 30% of individual respondents were opposed to PGD in
general,® whereas 8 of the 20 respondents “who indicated some experience of
disability, including carers, families as well as disabled individuals them-
selves”? voiced general opposition. Even in Andrew Niccol’s science fiction
dystopia Gattaca, which imagines a society wherein the use of PGD is all but
compulsory, some nonconformist parents elect to entrust their children’s genes
to chance, having what are regarded as “faith babies.”

For those who regard human life as acquiring full moral status at conception,
the use of IVF deliberately to create more embryos than will ever become
children is itself ethically problematic, irrespective of how the decision is made
as to which of them to implant. Such people, it may be presumed, will never
utilize PGD technology. Furthermore, some of the very people whose concerns
this article explores—those disabled people who object to the use of PGD to
“screen out people like them” —may prefer in most cases to entrust the genetic
endowment of their own children to chance or occasionally to make more
surprising choices about how to use PGD.

A second common factor among the otherwise varied disability-oriented
arguments is the belief that a pro-choice approach to PGD will cause harm or
offense to those disabled people already alive or who will continue to be born.
This “harm” may be relative to (a) their present status, (b) the “able-bodied”
population, or (c) some notion of what their status should be in a future society;
how we respond to such claims may depend very much on which of these
adverse comparisons is being postulated.

In other respects, though, the various disability-oriented arguments differ
substantially. For the purposes of this analysis, I have suggested a fairly
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simplistic division into what I have termed objective and subjective concerns; it
is only to the latter that [ apply the epithet “expressivist,”'* and it is predom-
inantly to those that the major part of my argument applies, but I shall
nonetheless attempt, where appropriate, a limited response to the objective
concerns.

Objective Harms

Perhaps the most concrete species of possible harm relates to the actual impact
of widespread PGD on the status and prospects of the disabled within society.
This involves an objective determination—whatever they might think, their
position actually is weakened. The most straightforward suggestion is that a
reduction in the numbers (either absolutely or as a proportion of the popula-
tion) of persons affected by particular conditions will reduce the perceived
importance of finding cures, treatments, or ways to improve the lives of those
remaining affected persons. As regular commentator on disability issues Tom
Shakespeare says:

[A]s a condition becomes rarer, the impetus to discover a cure or
treatment diminishes. This reinforces my wider feeling, that genetic
screening will never be total, which means that the proportion of
congenital impairment may be reduced, but not eliminated, which
means that disabled people will be further isolated, face increasing
prejudice, and the pressure to make society accessible to all will be
reduced.!!

This is what Allen Buchanan has deemed the “loss of support” objection.'?

Shakespeare offers no empirical evidence in support of his contention that
such a reduction would lead to a diminution in support, but his thesis is not
implausible. Is it, we might reasonably wonder, likely that millions of pounds
of research funding would be given over to the investigation of potential
treatments for conditions that affect only a handful of people? Is it likely that
buildings and buses would have been rendered “wheelchair accessible” if there
were but a few dozen wheelchair users?

It is also, however, possible that in certain practical respects, the position of
some existing disabled people (or those who will nonetheless come to exist)
may be improved by a reduction in the number of similarly affected people. A
condition (such as cystic fibrosis) that may require access to kidney dialysis or
to organ transplantation will often see affected parties forced to “compete”
with other candidates for scarce resources. Their chances of receiving treat-
ment, we might reasonably expect, will improve in inverse proportion to the
number of similarly affected individuals who are also vying for those resources.”

Even were we to accept, though, that the position of existing affected people
will, on balance, be weakened by preventing the birth of similarly affected
people (and it is quite possible that their position could be weakened in some
respects, while being strengthened in others), this does not inevitably lead us to
any particular conclusion as to how this “harm” should be redressed. We might
consider that the fear of a loss of support to existing disabled persons could,
and should, be met by guarantees of support, not necessarily by requiring
reluctant parents to add to their numbers.
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Furthermore, as several writers have noted, if the “loss of support” concern
is deemed to outweigh all other concerns or interests, it seems to have
implications beyond the issue of genetic testing; for reductions in the numbers
of disabled persons might be brought about just as surely by workplace safety
laws' and treatments that cure, rather than “screen out,” those affected by
disabling conditions.””> Does the “loss of support” argument require that we
abandon such initiatives and treatments?

In pointing to such extreme (and perhaps absurd) consequences, it is not my
intention to ridicule or trivialize the concerns that underpin the “loss of
support” position. It is entirely plausible that people affected by uncommon
disabilities face all manner of obstacles that would be made easier were there
more similarly affected people.'® But it is surely obligatory to consider whether
there are other, less restrictive ways in which the lot of such people might be
improved before taking the extreme step of abolishing health and safety laws
or requiring reluctant parents to give birth to severely handicapped babies.

Subjective Harms: Causing Disabled People to Feel Devalued

If the concern is about how existing disabled persons will feel in the face of this
technology, then the measurable impact, in terms of reduction in political
strength or public sympathy, may be less relevant than the personal, subjective
testimony of actual disabled people. And there exists ample evidence of
distress and offense in the face of the perceived message that, as one commen-
tator put it, “some of us are ‘too flawed’ in our very DNA to exist; we are
unworthy of being born.” '’ To evaluate this concern, it is necessary to consider
who, precisely, it is that is thought to be sending this message. For the purposes
of this discussion, I have considered separately the suggestions that (a) it
emanates from parents, and (b) it emanates from “society.”

By Their Parents

Marsha Saxton has made some obviously deeply personal contributions to
several collections on reproductive technologies. In one chapter, she recalls her
own first exposure to the choices posed by the existence of prenatal testing:

I remembered the spina bifida newsletter when I first read about the
AFP [alpha-feto protein] test available to detect spina bifida and other
neural tube defects. I remember having mixed feelings. Could I choose
to abort a baby with my own disability, end the life of someone
somehow an even closer kin to me than my own child? ... Another
thought emerged: if this test had been available to my mother I might
never have been born.!®

The last sentence seems to describe a sort of psychological anguish arising from
a sort of counterfactual parental rejection. If my mother had had the option of
this test, Saxton seems to be saying, she would have rejected me.

A similar sense of hurt has been expressed by Deborah Kent, who has written
of her disappointment in the face of the reactions from her parents and
husband at the prospect of giving birth to a child that shared her genetic
blindness:
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I feel that I have failed when I run into jarring reminders that I have
not changed their perspective. In those crushing moments I fear that I
am not truly accepted after all."”

It is not difficult to understand how such a belief —that their very existence
was a result only of their parents’ lack of choice and that, given that choice,
they would have been rejected —could be painful to anyone who values their
relationship with, and the esteem in which they are held by, their parents. Does
this, then, provide a concrete example of harm caused by PGD (or, as in
Saxton’s scenario, to prenatal tests)?

There are, I believe, at least three possible responses to the “rejection”
concern that, although not necessarily allaying all of the concern felt by people
like Saxton and Kent, at least give pause with regard to the coherence of those
concerns or their direct relevance to a liberal approach to PGD. First, it might
be pointed out that, in one way or another, most of us owe our existence to the
lack of choice open to our ancestors; had sex education, effective contraception,
and perhaps the notion of female reproductive autonomy been available to the
generations that preceded us, it is more than likely that, somewhere in our
genetic lineage, an ancestor would have elected not to have as many children,
not to have children at precisely that time, or indeed not to have children at all,
with the result that we would never have come to exist. Presumably, few of us
would consider that this provides a reason for denying those choices to women
today.?

Should this realization prove comforting to those who, like Saxton, are
concerned about what her mother might have done had prenatal testing been
available to her? Perhaps she might retort that, while my ancestors may indeed
have elected not to have a child, or another child, or a child at that precise time,
they would not have been rejecting this particular child, and certainly not on the
grounds of certain characteristics that this child possessed. This is the position
adopted by Theresa Degener—

Of course, the non-selective abortion of a pregnancy that was un-
desired from the start also views the fetus as a burden, but this
evaluation is not based on an individual characteristic of the potential
child, but on aspects that are unrelated to the fetus, such as the
woman’s living conditions and the way she wants to lead her life. The
special character of selective abortion lies in wanting to opt for a
so-called norm(al) child and reject a disabled child.*!

—and is what Adrienne Asch has deemed the “any-particular distinction”:
whereas “most abortions reflect a decision not to bring any fetus to term at this
time . . . selective abortions involve a decision not to bring this particular fetus
to term because of its traits.” *

Are Degener and Asch right to assume, though, that a decision to “screen
out” a disabled embryo is unique in its implicit negative connotations about
certain existing children? Are decisions to avoid the birth of a fifth or sixth
child, a child born into conditions of poverty, or, as in Parfit's famous exam-
ple,” a child born to a girl too young to look after it properly devoid of any
such connotations? In exactly the same way as, for Saxton, the decision to avoid
the birth of disabled children constitutes a rejection of, and affront to, existing
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disabled people, do not these other decisions tacitly imply negative evaluations
of children born into large families, into poverty, or to young teenaged mothers??

Those who agree with Saxton, then, must demonstrate why a decision to
avoid the birth of a disabled child sends an emotionally harmful message to
existing disabled people, whereas a decision to avoid the birth of a child into
difficult social or economic—as opposed to genetic—circumstances does not
send an analogous message to poor families, large families, or families with
very young mothers, all groups who are already, to some extent, the subjects of
social stigma.”

The second objection takes issue with the assumption that, in opting not to
give birth to a disabled child, prospective parents are devaluing life with
disability. Hans Reinders has suggested that it is possible for prospective
parents to screen out (or abort) an embryo (or fetus) with a particular condition
without making a discriminatory judgment about people with that condition:

If a couple after having had a prenatal test decides to abort the fetus
because it is affected by Down [sic] syndrome, they can justify this
decision by referring to what they think they are capable of in raising
a family.®

As Allan Buchanan notes, there may be a number of reasons why parents
wish their children to possess certain traits that do not necessarily presuppose
a discriminatory attitude against those who lack them: “One may wish to avoid
serious strains on one’s marriage, on one’s ability to fulfill responsibilities to
one’s other children, or on scarce social resources.”? Furthermore, prospective
parents may simply wish their children to share certain of their own charac-
teristics, perhaps in pursuit of some kind of “genetic immortality,” perhaps
because they simply feel that they will be more easily and happily assimilated
within the existing familial environment if they do.?®

An interesting, though controversial, example of such a desire for similarity
was the well-publicised attempts by Candy McCullough and Sharon Duch-
esneau to ensure their child was “deaf like them.”? Such attempts did not
presuppose a belief that the life of the hearing was in any sense inferior to that
of the deaf, merely that their lives are sufficiently different to constitute a
barrier to sharing certain of the same experiences as their parents.

Whatever the precise reason, there may be a number of possible explanations
for parents preferring a child with certain qualities, none of which involve a
generalized assumption of inferiority of those without those qualities. In the
case of those traits conventionally regarded as “disabilities,” the reason may
simply be a recognition, or belief, that they themselves lack the financial,
physical, social, or emotional resources necessary to raise such a child; they
may be recognizing their own limitations, rather than deeming the child as
“substandard” or “unfit to live.”3® As Degener notes,

there is as little harm in wanting to have a nondisabled child as there
is in wanting to have a disabled child. ... It is only when this wish for
a nondisabled child is declared universal and it becomes mandatory to
resort to supposedly infallible technological means to ensure that it is
fulfilled that it becomes a danger and a duty.!

The third possible response to Saxton’s objection is that, whether or not the
choice of PGD is made available to today’s potential parents, she will nonethe-
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less have to confront the evidently uncomfortable possibility that, had she had
a choice, her mother might have opted for an abortion. At most, denying the
option of PGD to another generation of potential parents will simply give rise
to another generation like Saxton who will wonder, with varying degrees of
emotional discomfort, what their parents might have done had they had the
choice.

By “Society”

The view that “society” is sending a negative message to disabled people is
well summarized by Susan Wendell. In The Rejected Body, she addresses the
issue of prenatal testing, followed by abortion of any fetuses found to be
disabled:

[T]he widespread use of selective abortion to reduce the number of
people born with disabilities ... sends a message to children and
adults with disabilities, especially people who have genetic or prenatal
disabilities, that “we do not want any more like you.”3?

In a similar vein, Reinders observes that

it appears as though our society is simultaneously sending two mes-
sages to the disabled and their families. The first message says, “Since
you're here, we're going to care for you as best we can,” but the
second says, “But everyone would be better off if you were not here at
all.”3

while Bill Albert of Disabled Peoples’ International has argued that “No one
should have to live . . . in a society which values them so little it makes a social
and medical virtue out of eliminating people who might be like them.”3*

Is it necessarily true, though, that “screening out” of certain genetic condi-
tions implies a devaluing of people with those conditions? Attempts to eliminate
smallpox, leprosy, or rickets were not taken to imply that those affected by such
conditions were devalued, and it is unlikely that they regarded attempts to
eliminate such diseases as offensive. As Reinders says,

If research to eliminate cancer does not imply an attitude that supports
discrimination against persons who suffer from this disease, why
should clinical genetics be different?3

Reinders calls this the Distinction between the Person and the Condition (DPC)
argument, according to which, “The charge of negative evaluation is com-
pletely unjustified, therefore. It is based on the false identification of persons
with their conditions.” %

As he goes on to acknowledge, though, whereas it is possible to destroy
cancer cells while leaving alive those persons who were affected by them, the
same cannot be said of screening out genetic disorders, where the only means
by which the disorder can be avoided necessarily involves “avoiding” the
person as well?” In other words, it is not simply the disorder that is being
rejected, but the whole package of person-plus-disorder. As Edwards has
written,
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That there could be an “identity constituting” relationship between
disability and identity is something which those who dismiss the
expressivist objection rarely consider.®®

This, perhaps, is distinct from attempts to eliminate somatic (or even treatable
genetic) disorders.

Even were we to agree with Edwards about the “identity constituting
relationship between disability and identity,” it does not obviously follow that
this should be restricted to disability that is genetic in origin. Rather, there is at
least a plausible case for believing that other conditions, particularly those that
act upon the brain, might also be thought to be “identity defining.” This
possibility has at least been seriously considered by a number of bioethicists in
relation to conditions such as Alzheimer’s disease.>® Indeed, at least one author
would argue that this expressivist objection could be applied to practically any
attempt to “cure” a disabling condition, genetic or otherwise:

If abortion on the basis of prenatal diagnosis sends a “we don’t want
your kind here” message, why would therapeutic interventions not do
so as well—and the more successful the therapies are, the more
effective the message? . . . If testing and abortion militate against social
acceptance of disabilities as examples of human variation, why would
testing and treating not do so as well?4°

For present purposes, it is not necessary to consider precisely which dis-
abling conditions might properly be regarded as “identity defining,” and
therefore to come within the ambit of the expressivist objection. It is sufficient
that we consider seriously the possibility that some—those that impact most
severely upon cognitive functioning, awareness of self, memories, and
aspirations—can be said to be so. A treatment for Alzheimer’s disease would
result in a society where “different” people existed than one where Alzheimer’s
is not cured. If this is true, then attempts to eliminate Alzheimer’s may well
carry an implicit statement devaluing or rejecting those affected by the disease.
Can we therefore conclude that society devalues or disrespects or rejects those
with late-stage Alzheimer’s?*!

It might be thought, then, that the analogy between genetic screening and
attempts to reverse the effects of plausibly identity-defining conditions such as
Alzheimer’s disease is stronger than some exponents of the expressivist objec-
tion seem to recognize. If this is so, then if we conclude that genetic screening
sends a negative message to existing disabled people, then this must be equally
true of existing mentally impaired individuals when we pursue “cures” for
their conditions, “cures” which, I suggest, would replace them with different
persons just as surely as PGD. If, on the other hand, we do not regard these
efforts as implicitly devaluing existing mentally impaired individuals, then
neither should we regard PGD as implicitly devaluing those affected by genetic
disorders.

In this view, then, “screening out” certain conditions does not, or need not,
send out a negative statement to anyone, by anyone, or in any event at least no
more so than an attempt to cure a disease such as Alzheimer’s. Even if this
view is rejected, however, there exist a number of other reasons to doubt that
a pro-choice approach to PGD would communicate a negative value judgment
to the disabled.
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To evaluate the contention that the use of PGD involves an offensive “soci-
etal” message to disabled people, it is necessary to consider who or what
“society” describes in this context. There are probably many different senses in
which this term may be employed, but two in particular seem relevant to the
present discussion. First, “society” may be thought to apply to those individ-
uals and bodies entrusted, elected, or appointed to make decisions in the
interests of the populace as a whole, while at the same time presumably
safeguarding the rights and interests of minority groups or individuals within
that populace; for the purposes of this debate, “society” might be thought to be
embodied in the decisions of Parliament, of the courts, and of the HFEA.

The second sense in which “society” might be thought to send any sort of
message might take an even more direct form, as when individual women or
couples made the same sorts of decisions in sufficient numbers to communicate
a single message to a particular section of the population, in this case “the
disabled.” If the majority of women or couples faced with a choice elected to
screen for and reject embryos affected with cystic fibrosis, this might be
thought to convey a negative message to those living with CF as to how they
are viewed by, and the extent to which they are valued or accepted within, the
society in which they live.

This latter conception may be dealt with in similar terms that I employed in
addressing the objection in the preceding section. Disability activists like
Marsha Saxton already appear (not implausibly) convinced that unrestricted
and widespread access to PGD would result in negative judgments about
certain traits becoming the norm in practice. Yet if it is this judgment—not by
any state or executive agency, court or regulatory body, but by individual
potential parents—that is offensive or devaluing to existing disabled persons,
then we must ask whether we offer much solace by denying access to the
means of implementing or demonstrating that judgment. Presumably some
disabled persons will still be aware, or at least highly suspicious, that such
attitudes exist and that the only reason they are not routinely implemented is
that “society” in its other conception—the legislature, the courts, and the
regulatory bodies—prohibit them from being so.

Indeed, it is perhaps not unlikely that those denied access to what they now
recognize to be a technologically possible option may demonstrate their value
judgments in other forms, for example, by lobbying the legislature, appealing
to the courts, writing to newspapers or—as in the case of the Whitaker*? and
Masterton®® families—traveling to less restrictive jurisdictions to give effect to
their choices. Perhaps most straightforwardly, it might be assumed that opinion
polls and public consultations will continue to demonstrate wide public sym-
pathy for abortion on the grounds of serious fetal abnormality and PGD for
“serious inherited conditions,”** a response that presumably conveys quite
unambiguously the sort of value judgment some disabled persons find offensive.

The notion, then, that we could prevent “society” in the sense of the
aggregate of potential parents from communicating negative value judgments
by restricting their access to PGD is, I suggest, conceptually flawed, because it
is likely that those values will continue to be expressed in other forms and
through other media, and because it is likely that the more sensitive of
observers will continue to suspect that such values exist in any event. The only
way in which “society” in this sense could avoid the infliction of the offense
that lies in the mass rejection of disabled embryos would be by exercising that
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choice in a manner that does not devalue such embryos. Depriving them of that
choice, at best, does no more than mask the offensive judgment or more
accurately—and perhaps more significantly —one of many possible manifesta-
tions of that offensive judgment.

What, then, of the role of “society” in that other sense, that is, as embodied
in the decisions, permissions, and proscriptions of its decisionmaking bodies?
Here, the response offered to the first sense of “societal” criticism seems to
have less validity. I have suggested that a ban on certain uses of PGD may do
little to reassure disabled persons that they are not being devalued by the
“community of potential parents,” because the only thing preventing them
from acting according to those judgments is a system of legal restriction.
Presumably, though, the same thing cannot be said of the authors of these very
restrictions. If lawmakers elect to draw a line, permitting PGD for certain
genetic traits or conditions but not for others, it is easy to see how this could be
seen as a value judgment as between those traits or conditions. As Parens and
Asch have said:

Enlisting medical professionals to list the conditions approved for tests
and exclude others as “not serious enough or burdensome enough”
turns individual, private, parental decisions into socially supported
ones. Also, it increases the likelihood that an explicitly devaluing
message will be sent about people whose conditions are listed as
“serious enough to avoid.”*

At present, the HFEA allows PGD for the purpose of avoiding cystic fibrosis,
but refuses to allow it for, say, avoiding a child with brown rather than blue
eyes. Assuming that the debit side of the equation—the reasons against allow-
ing PGD, such as the intrinsic value attributed to the embryo or the dangers
inherent in the procedure—remain constant in both decisions, the justification
for the differing response to these two uses of PGD must reflect a particular
judgment as to the desirability of avoiding, respectively, children with CF and
children with blue eyes. This judgment may rely on beliefs about the burdens
such children may themselves experience, the burdens their births will impose
on their parents, or the contribution they will be able to make to their “society,”
but it seems that some such belief is implicit in this act of line-drawing; and it
is precisely in such beliefs that commentators like Saxton and Wendell discern
an offensive message.

Supposing, however, that the role of “society” (as embodied in the legislature
or the HFEA) in the decision of which traits to “screen out” was wholly value
neutral; that is, if the choice were entirely that of the prospective parents. In
such a circumstance, we could reasonably conclude that “society” sends no
message to anyone, beyond the message that it is willing to respect the
individual choice of individual potential parents in such matters. (The question
of the extent to which it should adopt a facilitatory or enabling role, providing
the means for prospective parents to make such decisions, is an important one
that lies outside the remit of this article.)

Is the role of society in such decisions really as passive as this contention
seems to require? At present, in the United Kingdom, this is certainly not the
case; the availability of PGD is strictly curtailed by the terms of the Human
Fertilisation and Embryology Act and by the requirement of licensing by the
Human Fertilisation and Embryology Authority. PGD is available only for
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those traits the Authority permits, and to date it has sought to restrict this to
those likely to pose “a significant risk of a serious genetic condition being
present in the embryo.”*® Furthermore, it has explicitly excluded screening on
the grounds of embryonic sex and —initially —for HLA compatibility alone.

What message does the Authority send out when it restricts the use of PGD
in such a manner? All other considerations aside, it assuredly sends the signal
that choices about PGD are not wholly private matters, to be arrived at by the
prospective parents alone. As Reinders has said:

Society does not allow us absolute freedom in any area of social
life. ... Free choice, therefore, is always restricted to publicly accept-
able uses of freedom. ... Consequently, if society accepts the preven-
tion of disability as justified, it is because and only because it is
regarded as a legitimate use of personal freedom.*”

PGD, then, will be permitted only where there is a sufficiently compelling
justification. But it is important to consider the possible implication of restrict-
ing PGD to “serious genetic condition[s].” If there is merit in the objection that
“society” sends out negative signals to disabled persons when it allows pro-
spective parents to screen them out of existence, then how much reinforced is
that message when “society” expressly prohibits every other kind of screening?

I have argued elsewhere that the HFEA’s approach to tissue typing was
premised on a questionable interpretation of established ethical principles, and
that it was, ultimately, spurious.*® The important point for present purposes,
however, is that the HFEA clearly regarded the use of PGD in the Hashmi case
as being for the benefit of the future child; were this not so, then the fact that
its use by the Whitakers would not benefit their future child would not amount
to a significant distinction. Given that there was no prospect of curing beta
thalassaemia, this could only be taken to mean that the potential future Hashmi
child possessed some kind of interest in avoiding being born with the burden
of this disease. Yet what message does this decision send to Zain Hashmi or to
others who live every day with that same illness? A clearer example of PGD
sending a societal message that “it would have been better had you not been
born” would be hard to find.

If, in contrast, Parliament and/or the Authority were to permit any prospec-
tive parents to screen for any trait, whether or not it is associated with what is
conventionally seen as a “disability,” then it would be possible to argue that the
value “society” is upholding is that of reproductive choice, whatever that
choice may be. With regard to the specific traits that prospective parents might
desire or reject, they could with some plausibility argue that they are entirely
neutral; it would, after all, be difficult to argue that “society” was implicitly
devaluing the “disabled” if it allowed couples like Duchesneau and Mc-
Cullough to select genetically deaf embryos for implantation.

Clinical geneticist Angus Clarke espoused what is probably the orthodox line
with regard to PGD when he wrote that “society must determine what types of
disorder are sufficiently severe to warrant prenatal-screening programmes with
the termination of “affected” pregnancies.”* However, in allowing screening
only to eliminate conditions deemed “sufficiently severe,” it may be that some
validity is accorded to the arguments of those who, like Marsha Saxton, feel
that their society is making a statement that they are unwanted. The state’s
acceptance of PGD to screen out CF, Duchenne muscular dystrophy, or beta
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thalassaemia embryos would, perhaps, seem less value laden, less offensive,
perhaps even less sinister to those living with such conditions were it also to
accept the use of PGD to screen out embryos who had blue eyes, who were
boys, or who had normal hearing, however much media hysteria was gener-
ated by such choices.”™

The media response generated by the HFEA’s 2005 consultation on genetic
testing for cancer genes was predictable in its hyperbole, and it was not long
before allusions were being made to “eugenics.” But although it might be thought
that an analogy between an optional test such as this and the coercive measures
that accompanied the worst excesses of the eugenics movement is somewhat
strained, there is a sense in which the United Kingdom’s present approach to
PGD might be thought eugenic in character. When law and policy restrict the use
of PGD to the avoidance of children with genetic defects, denying it to those with
other values and priorities, it becomes at least arguable that our approach to this
technology, far from being driven by an agenda of promoting individual choice
and respecting diversity, is underpinned by judgments about the value of those
lives that are avoided. It is scarcely surprising if those affected by genetic ill-
nesses or disabilities, or those who care about or for such people, look with some
offense and suspicion at those laws and policies.

It is my contention, though, that their concerns could better be addressed by
loosening the regulations applicable to PGD, thereby allowing those like
Sharon Duchesneau and Candy McCullough, Alan and Louise Masterton,
Michelle and Jayson Whitaker, or any other prospective parents to utilize this
technology to implement their own values and preferences. In so doing, we
might avoid the imposition by the state of a single, simplistic view of what
constitutes “normality” and “disability,” a view that is clearly not universally
shared. The appropriate response—from the state, from the public, and from
the Authority itself—to the HFEA’s question about the desirability of testing for
cancer genes should be: “We hold no view on this, other than that prospective
parents should be permitted to make informed choices for themselves, free
from coercion, and safe in the knowledge that whatever choice they make will
be respected and supported.” Nothing, I submit, could be further removed
from the pernicious taint of eugenics.
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