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The Disability Rights Critique of
Prenatal Genetic Testing

Reflections and Recommendations

he international project to se-
quence the human genome
was undertaken in the expec-
tation that knowing the sequence will
offer new ways to understand and
treat disease and disability. If re-
searchers can identify the sequences of
genes that code for the body’s building
blocks, then, it is hoped, they can
identify and correct the sequences as-
sociated with disease and disability.
So far, researchers have enjoyed
only minimal success in using gene
therapy to correct such conditions,
and no researcher has yet even at-
tempted to use gene therapy to cor-
rect genetic impairments in a fetus.
Rather, the discovery of abnormal or
incorrect sequences has led primarily
to the development of genetic tests
that can reveal whether a person, em-
bryo, or (in the usual case) a fetus
carries an abnormality or “mutation”
associated with disease or disability. It
is now possible to test for gene muta-
tions associated with some 400 condi-
tions, from those universally viewed
as severe, such as Tay Sachs, to those
that many might describe as relatively
minor, such as polydactyly (a trait
involving an extra little finger). The
number and variety of conditions for
which tests are available grows almost
daily.’
Today we test for one trait at a
time. In the future, however, with ad-
vances in biochip technology, it will

Erik Parens and Adrienne Asch, “The Disabil-
ity Rights Critique of Prenatal Testing: Reflec-
tions and Recommendations,” Special Supple-
ment, Hastings Center Report 29, no. 5 (1999):
S1-822.

be possible to test simultaneously for
as many traits as one would like. In
principle, we will be able to test for
any trait we wish that has been associ-
ated with any given allele. Not only
will the cost of such testing likely de-
crease as the diagnostic technology ad-
vances, but advances in the technolo-
gy will make it possible to do the test-
ing earlier in the pregnancy. One such
technology will isolate the very small
number of fetal cells that circulate in
the maternal blood. Insofar as these
earlier tests will be performed on fetal
cells obtained from the mother’s
blood (rather than from the amniotic
sac or chorionic villi) they will be
noninvasive. Thus it will be possible
to do many more tests, at once, and
with less cost to the pregnant woman
in time, inconvenience, risk, or dollars,
than is now the case.?

As the ease of testing increases, so
does the perception within both the
medical and broader communities
that prenatal testing is a logical exten-
sion of good prenatal care: the idea is
that prenatal testing helps prospective
parents have healthy babies. On the
one hand, this perception is quite rea-
sonable. Though no researcher has yet
even attempted to correct a genetic
impairment with in-utero gene thera-
py, increasingly there are nongenetic
approaches to such impairments. At
the time of this writing, more than
fifty fetuses have undergone in-utero
surgery to repair neural tube impair-
ments (myleomeningoceles).> More-
over, negative (or reassuring) prenatal
test results will reduce the anxiety felt
by many prospective parents, and this

in itself can be construed as part of
good prenatal care. On the other
hand, as long as in-utero interventions
remain relatively rare, and as long as
the number of people secking prenatal
genetic information to prepare for the
birth of a child with a disability re-
mains small, prospective parents will
use positive prenatal test results pri-
marily as the basis of a decision to
abort fetuses that carry mutations as-
sociated with disease and/or disability.
Thus there is a sense in which prena-
tal testing is not simply a logical ex-
tension of the idea of good prenatal
care.

Logical extension or no, using pre-
natal tests to prevent the birth of ba-
bies with disabilities seems to be self-
evidently good to many people. Even
if the testing will not help bring a
healthy baby to term this time, it gives
prospective parents a chance to try
again to conceive. To others, however,
prenatal testing looks rather different.
If one thinks for even a moment
about the history of our society’s treat-
ment of people with disabilities, it is
not difficult to appreciate why people
identified with the disability rights
movement might regard such testing
as dangerous. For the members of this
movement, including people with and
without disabilities and both issue-
focused and disability-focused groups,
living with disabling traits need not be
detrimental either to an individual’s
prospects of leading a worthwhile life,
or to the families in which they grow
up, or to society at large. Although the
movement has no one position on
prenatal diagnosis, many adherents of
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the disability rights movement believe
that public support for prenatal diag-
nosis and abortion based on disability
contravenes the movement’s basic phi-
losophy and goals. Critics contend
that:

1) Continuing, persistent, perva-
sive discrimination constitutes the
major problem of having a disabili-
ty for people themselves and for
their families and communities.
Rather than improving the medical
or social situation of today’s or to-
morrow’s disabled citizens, prenatal
diagnosis reinforces the medical
model that disability itself, not so-
cietal discrimination against people
with disabilities, is the problem to

be solved.

2) In rejecting an otherwise desired
child because they believe that the
child’s disability will diminish their
parental experience, parents suggest
that they are unwilling to accept
any significant departure from the
parental dreams that a child’s char-
acteristics might occasion.

3) When prospective parents select
against a fetus because of predicted
disability, they are making an un-
fortunate, often misinformed deci-
sion that a disabled child will not
fulfill what most people seek in
child rearing, namely, “to give our-
selves to a new being who starts out
with the best we can give, and who
will enrich us, gladden others, con-
tribute to the world, and make us

proud.™

This document, the product of two
years of discussions by a diverse group
drawn from within and outside the
disability rights movement, reshuffles
what is contained in these criticisms
and discerns in them two broad
claims: simply put, that prenatal ge-
netic testing followed by selective
abortion is morally problematic and
that it is driven by misinformation.
The document elaborates and evalu-
ates these two claims, turns to explore
the prospects for distinguishing be-
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tween acceptable and unacceptable
testing, and draws out of the ongoing
debate that it seeks to focus—not to
put to rest—recommendations to
guide professional providers of genetic
testing through this difficult terrain.

Understanding and Evaluating the
Disability Rights Critique

renatal Testing Is Morally Pr ob-

lematic. The disability critique
holds that selective abortion after pre-
natal diagnosis is morally problematic,
and for two reasons. First, selective
abortion expresses negative or discrim-
inatory attitudes not merely about a
disabling trait, but about those who
carry it. Second, it signals an intoler-
ance of diversity not merely in the so-
ciety but in the family, and ultimately
it could harm parental attitudes to-
ward children.

The Expressivist Argument. The ar-
gument that selective abortion ex-
presses discriminatory attitudes has
been called the expressivist argument.’
Its central claim is that prenatal tests
to select against disabling traits express
a hurtful attitude about and send a
hurtful message to people who live
with those same traits. In the late
1980s, Adrienne Asch put the concern
this way: “Do not disparage the lives
of existing and future disabled people
by trying to screen for and prevent the
birth of babies with their characteris-
tics.” More recently, she has clarified
what the hurtful or disparaging mes-
sage is:

As with discrimination more gener-
ally, with prenatal diagnosis, a sin-
gle trait stands in for the whole, the
trait obliterates the whole. With
both discrimination and prenatal
diagnosis, nobody finds out about
the rest. The tests send the message
that there’s no need to find out
about the rest.’

Indeed, many people with disabilities,
who daily experience being seen past
because of some single trait they bear,
worry that prenatal testing repeats and

reinforces that same tendency toward
letting the part stand in for the whole.
Prenatal testing seems to be more of
the discriminatory same: a single trait
stands in for the whole (potential)
person. Knowledge of the single trait
is enough to warrant the abortion of
an otherwise wanted fetus. On Asch’s
more recent formulation, the test
sends the hurtful message that people
are reducible to a single, perceived-to-
be-undesirable trait.

This observation about letting the
part stand in for the whole is surely
enormously important. In everyday
life, traits do often stand in for the
whole, people do get looked past be-
cause of them. Indeed, one form of
the expressivist argument has been re-
garded rather highly in another con-
text. Many people who are concerned
to support women’s rights, have ar-
gued that prenatal sex selection is
morally problematic because it em-
bodies and reinforces discriminatory
attitudes toward women.® The sex
trait is allowed to obliterate the whole,
as if the parents were saying, “We
don’t want to find out about ‘the rest’
of this fetus; we don’t want a girl.”

Marsha Saxton has put the expres-
sivist argument this way:

The message at the heart of wide-
spread selective abortion on the
basis of prenatal diagnosis is the
greatest insult: some of us are “too
flawed” in our very DNA to exist;
we are unworthy of being born.. ..
[Flighting for this issue, our right
and worthiness to be born, is the
fundamental challenge to disability
oppression; it underpins our most
basic claim to justice and equali-
ty—we are indeed worthy of being
born, worth the help and expense,

and we know it!”

And as Nancy Press has argued, by
developing and offering tests to detect
some characteristics and not others,
the professional community is ex-
pressing the view that some character-
istics, but not all, warrant the atten-
tion of prospective parents."
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For several reasons, however, there
is disagreement about the merit of the
expressivist argument as a basis for any
public policy regarding prenatal diag-
nosis of disability. Individual women
and families have a host of motives
and reasons for seeking out genetic in-
formation, and as James Lindemann
Nelson and Eva Feder Kittay argue, it
is impossible to conclude
just what “message” is
being sent by any one

question the morality of virtually all
abortions. The argument presumes
that we can distinguish between abort-
ing “any” fetus and a “particular” fetus
that has a disabilicy—what Adrienne
Asch has called the any-particular dis-
tinction. According to Asch, most
abortions reflect a decision not to
bring any fetus to term at this time;

because it was the fourth child. The
trait of being fourth-born makes the
prospective parents ignore every other
respect in which that fetus could be-
come a child that would be a blessing
to its family and community. Nelson’s
example of the potential fourth-born
child suggests one reason to doubt the
merit of the any-particular distinction;

Many people with disabilities, who daily experience being

decision to obtain prena-
tal testing." Acts (and the

seen past because of some single trait they bear, worry

messages they convey)

that prenatal testing repeats and reinforces that same

rarely have either a single
motivation or meaning.

Some prospective par-
ents no doubt have whol-
ly negative attitudes toward what they
imagine a life with a disability would
be like for them and their child; others
may believe that life could be rich for
the child, but suspect that their own
lives would be compromised. Others
who have disabilities perhaps see pass-
ing on their disabling trait as passing
on a part of life that for them has been
negative. Parents of one child with a
disability may believe that they dont
have the emotional or financial re-
sources for another. The point is that
the meaning of prenatal testing for
would-be parents is not clear or singu-
lar. In any case, those sympathetic to
at least some forms of prenatal testing
point out that prospective parents do
not decide about testing to hurt exist-
ing disabled people but to implement
their own familial goals. In that sense,
there is no “message” being sent at all.

To many in the disability rights
movement, however, regardless of the
parental motive to avoid the birth of a
child who will have a disability, the
parent may still be letting a part stand
in for the whole. That prospective
parents do not intend to send a hurt-
ful message does not speak to the fact
that many people with disabilities re-
ceive such a message and are pained
by it.

A second criticism of the expres-
sivist argument is that it calls into
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selective abortions involve a decision
not to bring this particular fetus to
term because of its traits. Prochoice
individuals within and outside the
disability community agree that it is
morally defensible for a woman to
decide, for example, that she doesnt
want any child at a given time because
she thinks she’s too young to mother
well, or because it would thwart her
life plan, or because she has all the
children she wants to raise. The ques-
tion is whether that decision is moral-
ly different from a decision to abort an
otherwise-wanted fetus.

But it is not clear that the distinc-
tion is adequate. Sometimes the deci-
sion to abort “any” fetus can be recast
as a decision to abort a “particular”
fetus. James Lindemann Nelson, for
example, argues that if parents of three
children chose to end a pregnancy that
would have produced a fourth child,
such parents would not be making a
statement about the worthwhileness of
other families with four children, or
about the worth of fourth-born chil-
dren as human beings."” Rather, they
would be deciding what would be
right for their particular situation. If,
as Asch and others have argued, prena-
tal testing is morally suspect because it
lets a trait stand in for the whole po-
tential person, precisely the same argu-
ment would apply to aborting a fetus

tendency toward letting the part stand in for the whole.

he thinks that the disability critics have
failed to explain why traits like being
fourth-born could be a legitimate basis
for an abortion while disabling traits
could not.

A third criticism of the expressivist
argument is that it presumes that selec-
tive abortion based on prenatal testing
is morally problematic in a way that
other means of preventing disability
are not. Such other means include, for
example, taking folic acid to reduce
the likelihood of spina bifida, or es-
chewing medication that is known to
stunt the growth or harm the organs or
limbs of a developing fetus. Such acts
(or refraining from such acts) on the
part of the pregnant woman are de-
signed to protect the health of the de-
veloping fetus.

Disability critics hold, however,
that abortion does not protect the
developing fetus from anything. It pre-
vents disability by simply killing the
fetus. Proponents of this disability cri-
tique hold a strong prochoice posi-
tion. Their objection is only to a cer-
tain way of using abortion.

But those from the mainstream
prochoice community think of selec-
tive abortion in different terms. They
do not see an important moral differ-
ence between selective abortion and
other modes of preventing disability
in large part because they do see an
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The Project: A Two-Year and Ongoing Discussion

Nainst a background of burgeoning medical dis-
covery, rising consciousness of discrimination
against people with disabilities, increasing attention to
the disability critique of prenatal testing, and the soci-
etal debate about abortion, The Hastings Center un-
dertook a two-year project that sought to create a sus-
tained dialogue yielding both intellectual and policy
benefit. The project was supported by a grant (RO1
HGO01168-02) from the Ethical, Legal, and Social Im-
plications section of the National Institute for Human
Genome Research.

Not only has the widespread popular support of ge-
netic testing largely failed to attend to the disability
community’s charge that such testing is discriminatory,
but the disability community’s critique has not met
with sustained, respectful, but critical examination by
the bioethics or medical communities.' In this project,
we sought to ascertain whether a full discussion of the
disability critique of genetic testing would substantial-
ly alter or be altered by the views of others, and we
strove to find a framework to which all parties to this
conversation could subscribe in distinguishing be-
tween acceptable and unacceptable testing. That is, we
strove to find a way to distinguish between traits for
which testing would and would not be appropriate,
upon which genetics professionals, bioethicists, and
members of the disability rights movement could agree.

The disability critique seeks to persuade prospective
parents to examine the meaning of testing—the mean-
ing of their and society’s cumulative actions. Although
many of those who voice this critique themselves live
with disabilities or have close relationships with dis-
abled people, many thoughtful people whose experi-
ence is different are also persuaded by those arguments.
The critique is made to persuade prospective parents

and medical professionals to re-examine stereotypes
about life with disability and about what it means to
be the parent of a child with a disability. Proponents of
this critique seek to help professionals who develop
and provide tests—and prospective parents who use
tests—understand and criticize the assumptions that
underlie testing. The arguments are intended to bring
out the beliefs that testing assumes, in hopes that peo-
ple will be persuaded to change these beliefs and decide
on their own that they need neither to urge tests nor to
use them.

Our group sought to understand both the logical
moves made in the arguments from a disability per-
spective as well as the social and psychological context
in which those arguments are made. Not only did we
try to understand the logical moves and feelings of
people in the disability community, but we also tried
to understand the moves and feelings of the people in
the majority community of the “temporarily abled.”
No one in our group can any longer imagine having a
view from nowhere. Those of us with disabilities ap-
preciate that our particular experience of discrimina-
tion colors our critique of prenatal testing. Those of us
who used prenatal testing before or during the project
appreciate that this experience colors our responses to
those critiques. Not surprisingly, those of us who are
parents sometimes found ourselves justifying our own
parental attitudes. Those of us who are not parents
sometimes asked ourselves whether becoming parents
might make us think differently about what consti-
tutes an admirable parental attitude.

Though we came to the table with different experi-
ences of both disability and parenting, we also came
with a desire to think through a set of public policy
questions about how best to manage an emerging tech-

important moral distinction between
a born child with a disabling trait and
an embryo or fetus with a disabling
trait. They argue that parents of all
born children have an obligation to
love and care for those children—re-
gardless of their traits. They also argue,
however, that the pregnant woman
(and her partner) are not “parents” be-
fore the child is born. Just as a woman
or couple may decide during the first
two trimesters of any pregnancy that
becoming a parent to a first child, or
to any child, is not in accord with
their life plans, so may they make the

ST

same decision on the grounds that the
fetus has disabling traits. The woman
may terminate the pregnancy and try
again to become pregnant with a fetus
that has not been identified as carry-
ing a disabling trait. On this view, if
it is reasonable to prevent disability
in a developing child by adhering to
a particular lifestyle, taking specified
medications or refraining from taking
others, it is equally acceptable to opt
for abortion to prevent the birth of a
child with a significant disability."
Even if expressivist arguments will
not dissuade all people from using tests

in making reproductive decisions for
their own lives, policies that would in
any way penalize those who continue
pregnancies in spite of knowing that
their child will live with a disabling
trait must be avoided. Those prospec-
tive parents who either forgo prenatal
testing or decide that they want to
continue a pregnancy despite the de-
tection of a disabling trait should not
have to contend with losing medical
services or benefits for their child, nor
feel obliged to justify their decisions.
Further, the availability of prenatal
testing in no way reduces our societal
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nology. We came with a desire to hear each other and
to identify both those issues on which we could agree
and those on which we could not. The group included
people who live with and people who theorize about
disabilities, scholars from the social sciences and hu-
manities, medical geneticists, genetic counselors, physi-
cians, and lawyers.

Over the course of our two-year project, we held
five, two-day research meetings at The Hastings Cen-
ter. The first four were devoted to paper presentations
and discussion. A collection of essays based on those
presentations will be published by Georgetown Univer-
sity Press in mid 2000.2 The last of our meetings was to
discuss the first draft of this summary of our delibera-
tions. Between meetings we engaged in a lively group
e-mail conversation. In addition, through a grant from
the National Institute for Disability and Rehabilitation
Research to the Society for Disability Studies, our pro-
ject members gathered with members of the Society at
its May 1997 meeting in Minneapolis. Four conference
sessions were devoted to discussing the project’s work
in dialogue with many people who live with and study
disability issues. This dialogue broadened our group’s
conversation by providing access to ideas from other
interested and knowledgeable people. It also provided
some members of the research group with their first
contact—in a non-medical setting—with people who
have disabilities.

Given the controversial nature of the subject and
the diversity of our working group, it is not surprising
that we could not reach consensus about all of the
questions we took up. We did not reach consensus
about what weight to give or how best to use the dis-
ability arguments about prenatal genetic testing in
making public policy. We did not achieve unanimity
on the major claims of the disability perspective—most

generally, that prenatal diagnosis is based on either
morally problematic views about people with disabili-
ties or on misinformation about the nature and conse-
quences of disability. Critics continued to believe that
as it now is practiced, prenatal testing reflects and rein-
forces the belief that a disability differs from and is
worse than other attributes that a child might have. In
their view the current practice constitutes a form of
invidious discrimination. Supporters of prenatal testing
continued to believe that it is one more method of
helping prospective parents avoid problems for them-
selves and their children, much as other forms of pre-
natal care and health promotion seek to avoid the con-
sequences of illness or disability.

Nor did we concur more specifically about whether
it is good public policy to draw lines between reason-
able and unreasonable tests. Nonetheless, our project
has achieved two important aims. First, we served the
public purpose of airing and taking seriously the con-
cerns of the disability community. Second, to the ex-
tent that we found merit in the claims made by schol-
ars with that view, we have made recommendations
about how to ameliorate some of the problems associ-
ated with the customary ways of providing prenatal
testing. This document presents an account of what
happened in our project—what we agreed and dis-
agreed about and why.
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obligations to those people who are
born with or acquire disabilities. Even
if prenatal diagnosis says nothing to or
about existing or future disabled peo-
ple, we should as a society vigorously
enforce antidiscrimination laws and
improve services and supports for dis-
abled people and their families.

The Parental Attitude Argument.
The second argument that prenatal
testing is morally problematic we call
the parental attitude argument. Ac-
cording to it, using prenatal tests to
select against some traits indicates a
problematic conception of and attitude

toward parenthood. Part of the argu-
ment is that prenatal testing is rooted
in a “fantasy and fallacy” that “parents
can guarantee or create perfection”
for their children." If parents were to
understand what they really should
seek in parenting, then they would see
how relatively unimportant are the
particular traits of their children.
The parental attitude argument
also involves the thought that in the
context of prenatal testing, a part, a
disability, stands in for the whole, a
person. The prospective parent who
wants to avoid raising a child with a

diagnosable disability forgets that
along with the disabling trait come
other traits, many of which are likely
to be as enjoyable, pride-giving, posi-
tive (and as problematic, annoying,
and complicated) as any other child’s
traits. If prospective parents imagine
that disability precludes everything
else that could be wonderful about
the child, they are likely acting on
misinformation and stereotype. The
prospective parent has made biology
destiny in the way that critics of the
medical model of disability consis-
tently resist.

SPECIAL SUPPLEMENT/ The Disability Rights Critique of Prenatal Genetic Testing S5



According to the parental attitude
argument, prospective parents should
keep in mind that the disabling trait is
only one of a fetuss characteristics.
The activity of appreciating and nur-
turing the particular child one has is
what the critics of selection view as the
essence of good parenting. Loving and
nurturing a child entails appreciating,

Those who connect acceptance of disability to what is

dren, toward thinking about them
and treating them as products rather
than as “gifts” or “ends in themselves™
Is it making us as a society less resilient
in the face of the inevitable risks that
our children face, and less willing to
acknowledge the essential fragility of
our species? When members of our
society are confronted with, for exam-

on or give rise to the same assump-
tion. He suggests that some prospec-
tive parents may legitimately adopt a
“projectivist” or “familial” conception
of parenthood, and that either of these
views is compatible with trying to
assure that any child they raise has
characteristics that accord with these
parental goals. In the projectivist par-
ent’s understanding of
child rearing, the child is
a part of her parental
projects, and, within

desirable in any parent-child relationship will worry that

limits, parents may legit-
imately undertake to en-

our attitudes toward parenthood are changing as a

sure that a child starts

result of technologies like prenatal diagnosis.

enjoying, and developing as best one
can the characteristics of the child one
has, not turning the child into some-
one she is not or lamenting what she is
not. If we were to notice that it is a
fantasy and fallacy to think that par-
ents can guarantee or create perfection
for their child, if we were to recognize
what is really important about the ex-
perience of parenting, we would see
that we should be concerned with cer-
tain attitudes toward parenting, not
with “disabling” traits in our children.
Good parents will care about raising
whatever child they receive and about
the relationship they will develop, not
about the traits the child bears. In
short, what bothers those wary of pre-
natal diagnosis is what might be called
“the selective mentality.” The atten-
tion to particular traits indicates a
morally troubling conception of par-
enthood, a preoccupation with what is
trivial and an ignorance of what is
profound.

Those who connect acceptance of
disability to what is desirable in any
parent-child relationship will worry
that our attitudes toward parenthood
and ultimately toward each other are
changing as a result of technologies
like prenatal diagnosis.” Do these
technologies lead us, one might ask,
toward the commodification of chil-
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ple, sex selection or with the possibili-
ty of selecting for non-health-related
traits like sexual orientation, concerns
about the selective mentality come
quickly to our lips. Indeed, those who
want to reject the parental attitude ar-
gument in the context of disabling
traits must recognize that they are crit-
icizing an argument that they them-
selves may well want to use in the con-
text of non-health-related traits. Cer-
tainly many worry about the cumula-
tive effect of individual choices, about
the technologization of reproduction,
and about a decreasing cultural ability
or willingness to accept the reality of
uncontrollable events. These concerns
trouble even those who profess to be
comfortable with genetic testing and
selective abortion.

Nonetheless, many find significant
problems with the parental attitude
argument. One of the most important
is that it makes what William Ruddick
calls the “maternalist assumption,”
namely, that “a woman who wants a
child should want any child she gets.”*¢
Ruddick acknowledges that many
women do hold “maternalist” concep-
tions of pregnancy and motherhood,
out of which that assumption grows.
But he points out that there are other
legitimate conceptions of pregnancy
and motherhood that do not depend

out with the requisites
for fulfilling these par-
ental hopes and aims.
Ruddick is not claiming
that projectivist parents could ignore
a child’s manifested commitments to
things beyond the parents’ life plans,
but he is saying that, for example, the
parent passionate about music may le-
gitimately select against a future child
whose deafness would make a love of
some forms of music impossible. If a
hearing child turns out to be tone deaf
and enthusiastic about rock collecting
and bird watching but not music, and
if the parent views these activities as
inimical to her parental values or pro-
jects, she need not support them, or
(within limits) allow other people to
do so.

According to Ruddick, the “famil-
ial” conception of parenthood high-
lights a parent’s vision of her child as
herself a parent, sibling—a participant
in a nuclear and extended family that
gives central meaning to life. For ex-
ample, parents whose dreams of child
rearing include envisioning their own
child as a parent would be acting
consistently with their conception of
parenthood if they decided not to
raise a boy with cystic fibrosis, whose
sterility and shortened life span might
preclude either biological or adoptive
parenthood. A child of such a parent
might, of course, reject family life in
favor of solitude or communal adult
companionship, but in using available
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technology to avoid raising a child
who would never be able to fulfill a
deeply cherished parental dream, the
parent is acting in accordance with a
legitimate conception of parenthood.

Although Ruddick is not alone in
thinking that a selective mentality
may be compatible with praiseworthy
parenting, many share the disability
community’s worry that prenatal test-
ing threatens our attitudes toward
children, parenthood, and ultimately
ourselves. Certainly, it would be to the
good if we would think more deeply
about our attitudes. If we want to be
parents, why do we want to be par-
ents? What do we hope it will bring
for our children-to-be and for our-
selves? And prospective parents would
benefit from grappling with those
questions in the context of prenatal
diagnosis. However, such concerns
could not undergird specific policies
regarding prenatal testing for dis-
abling traits.

Prenatal Testing Is Based on M is-
information. The second major claim
of the disability critique is that prena-
tal testing depends on a misunder-
standing of what life with disability is
like for children with disabilities and
their families. Connected with this
claim is the question whether disabili-
ty is one more form of “neutral”
human variation, or whether it is dif-
ferent from variations usually thought
of as nondisabling traits, such as eye
color, skin color, or musicality.

There are many widely accepted
beliefs about what life with disability
is like for children and their families.
Most of these beliefs are not based on
data. They include assumptions that
people with disabilities lead lives of re-
lentless agony and frustration and that
most marriages break up under the
strain of having a child with a disabil-
ity. Recent studies suggest, for exam-
ple, that many members of the health
professions view childhood disability
as predominantly negative for chil-
dren and their families, in contrast to
what research on the life satisfaction
of people with disabilities and their

SPECIAL SUPPLEMENT/ The Disability Rights Critique of Prenatal Genetic Testing

families has actually shown.” One
strand of this project, then, involved
wrestling with what to make of con-
flicting perceptions about how people
with disabilities and their families ex-
perience life. Three disability research-
ers in the Hastings Center group—
Philip Ferguson, Alan Gartner, and
Dorothy Lipsky—analyzed empirical
data on the impact of children with
disabilities on families.'® Their review,
surprising to many, concludes that the
adaptational profiles of families that
have a child with a disability basically
resemble those of families that do not.

According to Ferguson, Gartner,
and Lipsky’s reading of the data, fam-
ilies that include disabled children fare
on average no better or worse than
families in general. Some families
founder, others flourish. Ferguson,
Gartner, and Lipsky do not deny that
families are often distressed upon first
learning that their child has a disabili-
ty. And they acknowledge that fami-
lies with children who evince signifi-
cantly challenging behavior experi-
ence more disruption than do other
families. But recent research on raising
a child with a disability offers happier
news for families than many in our
society have been led to expect. In the
words of one leading family research-
er, “The most recent literature sug-
gests that families of children with
handicaps [sic] exhibit variability
comparable to the general population
with respect to important outcomes
such as parent stress, . . . family func-
tioning, . . . and marital satisfaction.””
Studies of family adaptation have
begun to recognize the prevalence of
positive outcomes in many families.?’
Indeed, one recent study found that
parents of disabled adolescents report-
ed more positive perceptions of their
children than do parents of nondis-
abled adolescents.

In a 1995 study intended to learn
how a child’s disability affected the
work lives of dual career families, the
authors found that the needs and con-
cerns of families with and without
children with disabilities were “strik-

ingly similar.” They did, however, ob-

serve:

What seems to distinguish families
of children with disabilities from
other working families is the inten-
sity and complexity of the arrange-
ments required to balance work
and home responsibilities success-
fully. For example, parents of chil-
dren with disabilities, particularly
those with serious medical or be-
havioral problems, find it more dif-
ficult to locate appropriate, afford-
able child care. . . . Similarly, these
families are more dependent upon
health insurance policies with com-
prehensive coverage.

This same study reminds us of a point
that both Ruddick and Kittay made: a
child’s disability may sometimes alter
the customary parent-child life cycle,
in which parents gradually relinquish
daily guidance and caretaking and—if
they are fortunate—see their children
take on adult productive and caretak-
ing roles. Depending on the impair-
ment and on the social arrangements
that parents help a growing child con-
struct, some people with disabilities
may require their parents’ help
through adulthood in securing shelter,
social support, and safety. Increasing-
ly, adults with disabilities such as mus-
cular dystrophy, spina bifida, cystic fi-
brosis, Down syndrome, and other
conditions do not stay “eternal chil-
dren,” as they were once thought to
do. Nonetheless, some, albeit small,
portion of the population of disabled
people will be more vulnerable for
longer than others, and more in need
of what Kittay (borrowing from Sara
Ruddick) described as “attentive, pro-
tective love.””

While it is important to demolish
the myth that disability entails relent-
less agony for the child and family,
there is still considerable disagreement
about what conclusions to draw from
the literature on the family impact of

a child with disability. In the view of

continued on page S11
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The Context: What Frames the Discussion about Prenatal Testing

A History of Outright Discrimination against and
Unexamined Attitudes aboutr People with Disabilities.
We will not here review our nation’s record of pervasive
and invidious discrimination, which is only partly
ameliorated by the passage of laws like the Individuals
with Disabilities Education Act IDEA) and the Amer-
icans with Disabilities Act (ADA). The history of dis-
crimination against people with disabilities, including
episodes of infanticide and compulsory sterilization, is
long, ugly, and well documented.!

If Americans agree on the morality of littde else,
they agree that discrimination, including discrimina-
tion against people with disabilities, is evil. And most
of us tend to be confident that we do not participate in
such evil. But that confidence is illusory. Even with
such important steps as the passage of the ADA and
IDEA, discrimination is far from over. People with dis-
abilities are still often treated as inferior to nondisabled
people. As disability studies scholar Lennard Davis has
pointed out, even the most educated of Americans,
professors who make a living by writing about the na-
ture of discriminatory practices and who decry dis-
crimination against women, people of color, and other
minorities, leave their attitudes toward people with
disabilities largely unexamined. According to Davis, in
the writings of these literary theorists, while “others”
whose bodies are normal become vivid, others whose
bodies are ab-normal remain invisible.?

Of course it is not just practitioners of fashionable
literary theory who sometimes harbor unexamined and
discriminatory attitudes toward people with disabili-
ties. The bioethics and medical literatures of the last
decade too reveal misinformation and stereotypic
thinking about what disability means for individuals,
families, and society. Many clinicians and bioethicists
take it for granted that health status is mostly responsi-
ble for the reduced life chances of people with a dis-
ability, largely ignoring the role of societal factors such
as educational and employment discrimination. Fur-
thermore, these clinicians and bioethicists often dis-
count data indicating that people with disabilities and
their families do not view their lives in solely or even
predominantly negative terms;’ instead, they may in-
sist that such data reflect a denial of reality or an ex-
ceptional ability to cope with problems.

People who make policy concerning the dissemina-
tion of genetic information have reached a consensus
that the purpose of prenatal testing is to enhance re-
productive choice for women and families—not to de-
crease the number of children with disabilities who are

born. Some have acknowledged, however, that there is
a tension between the goals of enhancing reproductive
choice and preventing the births of children who
would have disabilities. Writing about screening pro-
grams for cystic fibrosis in the pages of the American
Journal of Human Genetics, medical geneticist A. L.
Beaudet observed: “Although some would argue that
the success of the program should be judged solely by
the effectiveness of the educational programs (that is,
whether screenees understood the information), it is
clear that prevention of CF is also, at some level, a
measure of a screening program, since few would ad-
vocate expanding the substantial resources involved if
very few families wish to avoid the disease.” Beaudet
acknowledges that, in tension with the genetic profes-
sional’s stated goal of educating individuals (without
any investment in the particular decision those indi-
viduals might reach), those who pay for such educa-
tion do so in part with a view to reducing the number
of—and costs associated with—children born with
cystic fibrosis.

Indeed, the profession of genetic counseling is
based on a deep commitment to helping clients dis-
cover what course of action, upon reflection, is best for
them. Some evidence suggests, however, that when dis-
abilities are involved, both trained genetic counselors
and others who deliver genetic information do not al-
ways live up to that commitment. A recent study de-
signed to understand the experience of mothers who
received a prenatal diagnosis of Down syndrome and
chose to continue the pregnancy found problematic at-
titudes toward people with disabilities, evidenced in
the way that medical professionals spoke to those
prospective mothers. According to David T. Helm, one
of the mothers who received a diagnosis of Down syn-
drome reported the following exchange:

Obstetrician: You have to move quickly. There is a
doctor at [Hospital X] who does late-term abortions.

Mother: No, I told you Iim not going to have an
abortion.

Obstetrician: 7alk to your husband. You might want
to think about it.°

Because Helm only provides this portion of a longer
exchange, the rest of us cannot confidently interpret
the exchange he reports. Advising a patient to discuss a
major life decision with her spouse is not prima facie
problematic, much less discriminatory. According to
Helm’s interpretation, however, these words reveal the
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physician’s unwillingness or inability to respect this
woman’s already stated decision to continue the preg-
nancy with the fetus carrying a disabling trait. The re-
ported exchange provides no evidence that this obste-
trician understands the ways in which many families
welcome and nourish—and are nourished by—chil-
dren with Down syndrome.

As research has shown, obstetricians may be more
likely than genetic counselors to urge particular actions
upon their patients.” Helm’s study
also reports, however, that some ge-
netic counselors reacted negatively
to women who intended to bear
and raise children with Down syn-
drome. A woman who was told
that the fetus she was carrying
would have Down syndrome re-
ported the following: “[The genetic
counselor] treated me as though I
couldn’t accept this news, although
I told her I could. She asked, “What
are you going to say to people when
they ask you how you could bring
a child like this into the world?”
(Helm, p. 57) To say nothing of
this counselor’s failure to discuss
the woman’s decision without judg-
ing it, her words suggest that she
has not thought deeply about what
disabilities mean for individuals who live with them
and for their families. At least from what we learn of
her from Helm, she does not seem to appreciate that
welcoming a child with Down syndrome into a family
is not a decision that needs to be defended; she does
not seem to appreciate that parental attitudes differ,
that traits that matter a great deal to one couple may
seem inconsequential to another. Such exchanges are
probably not rare exceptions; similar examples can be
found in other discussions of genetic counseling prac-
tices in the prenatal testing situation.®

It is important to remember, however, that many
genetic counselors and physicians work extremely hard
to live up to the values of informed consent and nondi-
rectiveness, and many of them are not only aware of
but share the concerns voiced by the disability rights
community. For example, at the New England Medical
Center, women whose fetuses are diagnosed with
Down syndrome are routinely scheduled to meet with
a pediatric medical geneticist and a nurse clinician who
specializes in the care of pediatric genetic patients.
These women are scheduled to meet with pediatricians
who specialize in genetics rather than obstetricians be-

Is disability one
more form of
“neutral” human
variation, or is it
different from
variations usually
thought of as
nondisabling traits,
such as eye color,
skin color, or

musicality?

The Context

cause pediatric geneticists understand better how
Down syndrome influences the lives of children and
their families. According to project member Diana
Bianchi, who practices at the New England Medical
Center, every attempt is made to introduce the preg-
nant woman and her partner to families who are rais-
ing infants, children, and/or young adults with Down
syndrome. She reports that in her
practice, only 62 percent of women
who discover they are carrying a
fetus with Down syndrome decide
to have abortions. That rate of
abortion upon a positive finding is
believed to be relatively low. Dis-
ability critics point to such facts to
suggest that when prospective par-
ents obtain more accurate informa-
tion about what life with disability
is like, many realize that parenting a
child who has a disability can be as
gratifying as parenting a child who
does not.

The disability critique proceeds
from the view that discrimination
results when people in one group
fail to imagine that people in some
“other” group lead lives as rich and
complex as their own. The disability rights critics be-
lieve that everyone from literary theorists to bioethi-
cists to obstetricians and genetic counselors are suscep-
tible to such failures of imagination. Moreover, they
think that the desire of prospective parents to avoid
raising children with disabilities may depend on that
same failure.

A Plurality of Disabling Traits and a Plurality of
Attitudes toward Prenatal Diagnosis. As one begins to
reflect on the meaning of using prenatal diagnosis to
detect disabling traits, it is important to notice that the
class of “disabling traits” is exceedingly heterogeneous.
Prenatal diagnosis can now detect conditions as differ-
ent as Lesch-Nyhan syndrome and ectrodactyly (a trait
involving a partial fusion of the bones of the fingers
and toes). Further, not only are the traits heteroge-
neous, but so are perceptions of their significance
and/or seriousness. Nancy Press’s research reveals that
some generalizations can be made about what people
take to be “serious”: for example, mothers considering
prenatal testing are most fearful of conditions like
Lesch-Nyhan, which results in early and painful death.’
But as the infamous Bree Walker Lampley case indi-
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The Context continued from page 9

cates, there is debate about the seriousness of ectro-
dactyly. In 1991, Bree Walker Lampley, a television
news woman in Los Angeles who had ectrodactyly, dis-
covered that the fetus she was carrying had the trait
and, when asked, made it known that she had no in-
terest in terminating for such a minor trait; some sug-
gested that it was “irresponsible” to bring a child into
the world with such a serious trait."” Indeed, the re-
search of Dorothy Wertz and colleagues suggests that
even genetics professionals have very different ideas of
what is and what is not “serious.” In one of Wertzs
surveys, cleft lip/palate, neurofibromatosis, hereditary
deafness, insulin-dependent diabetes, Huntington dis-
ease, cystic fibrosis, sickle cell anemia, Down syn-
drome, and manic depression were deemed serious by
some professionals and not serious by others."

A similar plurality of views exists within the disabil-
ity community. Many groups representing people with
disabilities, such as the National Down Syndrome
Congress and Little People of America, have position
statements affirming the value of life with disability for
individuals and families.”” However, there is consider-
able nuance and disagreement among groups, and in
fact within some groups. This complexity is suggested
by attitudes within the membership of Little People of
America. Many of those who live with achondroplasia
are concerned that prenatal testing, which can identify
heterozygotes (that is, fetuses that will develop into
long-lived people with achondroplasia) will be used to
obliterate the Little People of America community. In
fact, some members of that community might use the
technology to select for the trait. Nevertheless, many
couples who are heterozygous for achondroplasia
would like to use prenatal testing to identify fetuses
that are homozygous for the allele associated with
achondroplasia. Homozygous achondroplasia is a uni-
formly fatal condition, and they would like to spare
themselves the experience of bearing a child who will
soon die. Adding to the complexity, discussions at the
1997 meeting of the Society for Disability Studies
made it clear that some people with disabilities would
use prenatal testing to selectively abort a fetus with the
trait they themselves carry—and some people who
would not abort a fetus carrying their own disability
might abort a fetus if it carried a trait incompatible
with their own understanding of a life they want for
themselves and their child.

A similar diversity of views toward prenatal testing
and abortion can be found among parents raising a
child with a disability. Many such parents do not use

prenatal diagnosis to determine whether their present
fetus is affected. The reasons for this are no doubt
many; to some, the trait has come to be unimportant
or irrelevant. Some may refuse it on the ground that
using the technology would say something hurtful to
or about their existing child. Other parents of children
with disabilities decide to use these technologies.

We point to the plurality of traits and attitudes to-
ward testing not to suggest that the terrain is too com-
plex to be amenable to policy response. Nor do we
think that public policy should be made by taking
polls. The point is simply that people committed to
ending discrimination and improving life for people
who have disabilities are not monolithic on the prena-
tal testing issue, any more than all feminists are mono-
lithic on a host of “women’s issues” or than members of
racial minorities are monolithic in their stance toward
affirmative action or other practices that affect them.
Such lack of unanimity does not negate the concerns
that thoughtful people have brought to the attention
of the bioethics and genetics communities. But a rea-
sonable policy response must avoid simplifying the
facts; it must take such complexities into account.

Health Care in a Changing Environment. Prenatal
diagnosis has for the past few decades been offered by
genetics specialists and some specially trained obstetri-
cians or physicians in maternal-fetal medicine. Today
prenatal diagnosis is often performed by obstetricians,
who may or may not offer genetic counseling prior to
performing a test. Obstetricians are expected to obtain
consent for the diagnostic procedure, but there is de-
bate among professionals about what constitutes suffi-
cient consent for a procedure that will likely end with
a pregnancy termination if a condition is identified.
Again, some studies suggest that in getting consent for
testing, many obstetricians seem to be more directive
than the ethic of board-certified genetic counselors
permits.”

Although genetic counseling can be performed by
physicians, nurses, or social workers, typically it is
performed by master’s degree-level professionals edu-
cated in genetic principles and short-term psychoso-
cial counseling. A professional corps of around 1,500
genetic counselors has existed for a quarter century in
the United States, about 50 percent of whom provide
prenatal counseling full time; another 300 or so pro-
vide prenatal counseling part time. In some regions,
prenatal diagnosis is performed by trained subspecial-
ists after genetic counseling, but increasingly obstetri-

continued on page 12
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the disability community, this litera-
ture suggests that prenatal testing to
select against disabling traits is mis-
guided in the sense that it is based on
misinformation. That is, if prospective
parents could see that families with
children who have disabilities fare
much better than the myth would
have it, then parents would
be less enthusiastic about the
technology.

However, recognizing that
there are erroneous beliefs

That I want to climb Mount Rainier
doesn’t commit me to wanting to
climb Everest. I appreciate that the
rewards of climbing Everest might be
extraordinary, beyond my wildest
dreams, but I'd settle for Rainier.”
The disability researchers and theo-
rists did not persuade everyone in the

But does that imply that having a
characteristic like cystic fibrosis or
spina bifida is of no more conse-
quence than being left-handed or
being a man who is five feet, three
inches tall? According to the disability
rights critique of prenatal testing, if
people with disabilities were fully inte-

Child rearing is already like mountain climbing.

that need to be dispelled may

That | want to climb Mount Rainier doesn’t commit me

not show that the desire for

to wanting to climb Everest. The rewards of climbing

prenatal testing stems from
misinformation alone. The
first problem with the argu-
ment from misinformation
has to do with the difference
between retrospective and prospective
judgments. It is one thing to look
back on a stressful but ultimately re-
warding experience and say, I'm glad I
did that. It is another to look forward
to the possibility of a stressful and per-
haps ultimately rewarding experience
and say, I'm glad to give it a try. To ap-
preciate that many families respond
well to stress does not commit one to
thinking that it would be a mistake
for families to try to avoid it. It may
be true that, as one of the studies of
working families points out, the con-
cerns of working parents with disabled
children very much resemble the con-
cerns of any working parent—ensur-
ing that children are safe, happy, stim-
ulated, and well cared for at home, at
school, and in after-school activities.
But that study also acknowledges that
working parents of children with spe-
cial medical or behavioral needs find
that meeting those needs takes more
time, ingenuity, and energy than they
think would have to be spent on the
needs of nondisabled children. To ap-
preciate that many families emerge
stronger, wiser, and even better as a re-
sult of such an experience may not
suggest that it is unreasonable or
morally problematic to try to avert it.
As Mary Ann Baily put it, child rear-
ing is already like mountain climbing.

SPECIAL SUPPLEMENT/ The Disability Rights Critique of Prenatal Genetic Testing

project group that raising a child with
a disability is not more demanding
than raising a child without this con-
dition. As a specific type of life chal-
lenge, raising a child who has a dis-
ability may provide one individual of
a particular aptitude or orientation
with a life experience of great reward
and fulfillment, perhaps with a posi-
tive transformation. For a different in-
dividual, who possesses a different
character or aptitude, the overall expe-
rience may be negative. Parents may
examine themselves and conclude that
they are not choosing against a child’s
specific traits; they may be making an
honest and informed acceptance of
their own character and goals.”

Disability in Society. Perhaps the
most fundamental and irreconcilable
disagreement over the argument from
misinformation has to do with just
what having a disability is “really”
like for people themselves and for
their families. Just how much of the
problem of disability is socially con-
structed? Is it reasonable to say that
in a differently constructed social en-
vironment, what are now disabling
traits would become “neutral” char-
acteristics?

Undoubtedly, more of the problem
of disability is socially constructed
than many people generally believe.

Everest might be extraordinary, but I'd settle for Rainer.

grated into society, then there would
be no need for the testing. In the
world they seek to create, if a given
health status turned out to be a hand-
icap, that would be because of soci-
etal, not personal, deficits; the appro-
priate response would be to change
society so that the person could live a
full life with a range of talents, capaci-
ties, and difficulties that exist for
everyone. In a society that welcomed
the disabled as well as the nondis-
abled, there would be no reason to
prevent the births of people with traits
now called disabling.

In this project, those sympathetic
to at least some forms of prenatal test-
ing were struck by the fact that, for
reasons that seem to be complex,
members of the disability community
speak at different times in different
modes about the nature of disability.
Sometimes, members of that commu-
nity are clear about the fact that dis-
abling traits have a “biological reality”
or are not neutral. Adrienne Asch
writes, “The inability to move with-
out mechanical aid, to see, to hear, or
to learn is not inherently neutral. Dis-
ability itself limits some options.”* At
other times, however, and this is the
mode usually emphasized in critiques

continued on page S13
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The Context continued from page 10

clans perform prenatal testing with minimal pretest
counseling.

Board-certified genetic counselors emphasize the
likelihood of carrying a fetus with a disabling trait,
based on the age and family history of the prospective
parents. The counseling often includes discussion of
how testing is performed, what it
can detect (including descriptions
of chromosomes and genes), and
what the information may mean
for an affected child. Currently, the
ideal process entails an exploration
of the prospective parents’ views
about family and children, a dis-
cussion of available economic and
social resources, and an exploration
of any experience prospective par-
ents may have of people who live
with the conditions being tested
for. Anecdotal evidence and the
few studies that have evaluated
prenatal counseling suggest, how-
ever, this sort of in-depth discus-
sion is rare.'s

Most genetic counseling takes place (if it does) be-
fore an invasive test like amniocentesis. The presump-
tion is that most people who attend prenatal counsel-
ing sessions will choose to undergo testing. Those who
decline testing are typically not challenged by the
counselor on that decision—although the setting lends
itself to the assumption that individuals are there to get
tests rather than to make decisions about whether to
get tested. Often patients have been referred by physi-
cians and do not understand that prenatal testing is an
option that, in light of their values, beliefs, and needs,
they may not want to use. Unfortunately, a health care
system that emphasizes cutting costs more than truly
informed decisionmaking would likely encourage test-
ing and discourage counseling. The latter is time-con-
suming, not readily reimbursable by third-party pay-
ers, and can lead to fewer procedures and more births
of children with costly medical needs.

In the future, computer-assisted education tech-
nologies and videos should be very helpful in commu-
nicating information—especially about predisposition
or presymptomatic testing—that once was communi-
cated by counselors. But again, in a health care delivery
system ever more intent on keeping down costs, things
are likely to get worse rather than better when it comes
to fostering the dialogue and the counselor-patient re-

A health care
system that
emphasizes cutting
costs more than
truly informed
decisionmaking
would likely
encourage testing
and discourage
counseling.

lationship that ideally accompany prenatal testing. Im-
proved access to prenatal counseling will compete with
other demands on resources, and probably will lose
out. It is likely, however, that the need for counselors
who help people think through what to do with pre-
natal information will continue to grow. No one
should rest easy with the hope that either alternative
educational methods or alternative providers (physi-
cians, nurses, or social workers)
alone will be sufficient to meet the
need on the horizon.

Reproductive Liberty. The pro-
liferation of prenatal genetic test-
ing has also occurred against the
background of the controversy
about abortion. Prenatal testing
for genetic disability elicits unex-
pected responses from both sides
of the abortion debate: many of
those who are uneasy with abor-
tion based on a prenatal finding of
a disabling trait are prochoice. And
many who in general are against
the right to abortion nonetheless
approve of abortions performed on
a fetus carrying a disabling trait.

Virtually all the major work in the disability cri-
tique of prenatal testing emerges from those who are
also committed to a prochoice, feminist agenda: Adri-
enne Asch, Marsha Saxton, Anne Finger, and Deborah
Kaplan, for example.”” Other pro-choice feminists, in-
cluding Ruth Hubbard, Abby Lippman, Carole
Browner, and Nancy Press, draw on the disability cri-
tique to question the impact of prenatal testing.'® Like
these scholars, our working group’s reflections proceed
from the premise that women (and men) have the
right to determine when and how many children they
will have; within the first two trimesters of pregnancy,
abortion is a legally and morally defensible means of
exercising that right.

What is new about prenatal testing is that it enables
prospective parents to some extent to determine not
only when and how many but also what kind of chil-
dren they will have. With the exception of revealing
the sex of the fetus, current prenatal testing is used to
detect traits considered medically disabling—charac-
teristics deemed undesirable or departures from
species-typical functioning. In the future it may be in-
creasingly possible to select for traits we do value. That,
however, is not the possibility that has motivated the

continued on page 14
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of prenatal testing, those in the dis-
ability rights movement speak as if
those traits indeed are inherently neu-
tral. Thus Deborah Kent writes: “I
premised my life on the conviction
that blindness was a neutral character-
istic.”” In this other mode, the dis-
ability community argument often is
that, different from what prospective
parents imagine, these so-called dis-
abling traits are not, to coin a term,
“disvaluable” in themselves; they are
disvaluable because of the way they
are socially constructed.

Nora Groce’s work illustrates the
point about how social arrangements
shape whether a characteristic is dis-
abling.” In Martha’s Vineyard in the
19th century, Groce argues, being un-
able to hear was not disabling because
everyone spoke sign language. Groce's
work establishes that much of what is
difficult about having a disability
stems from manifold facets of society,
from architecture to education to aes-
thetic preferences. In choosing how to
construct our societies, we do, as Allen
Buchanan puts it, “choose who will be
disabled.” We could choose differ-
ently than we have, and if we were to
choose differently, what’s disabling
about what we now call disabilities
would be largely eliminated. Plainly,
then, the social constructionist argu-
ment is powerful. The objection con-
cerns, rather, what appears to be a cor-
relative claim of the disability posi-
tion: that so-called disabling traits are
neither disabling nor “disvaluable,”
but neutral.

Trying to delineate, understand,
and come to consensus over this claim
is perhaps the most contentious and
difficult part of thinking about prena-
tal testing in the context of the dis-
ability critique. It is worth restating
what Asch, Saxton, Lipsky, and others
do and do not mean by the “neutrali-
ty” of disability. Adherents of the dis-
ability critique acknowledge that some
characteristics now labeled disabilities
are easier to incorporate into today’s
society, or into a reconstructed society,
than are others. Thus, no one would
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deny that disabling traits—departures
from species-typical functioning—
foreclose some options, or that some
disabilities foreclose more options
than others. A child with Down syn-
drome may never climb Mount
Rainier because his strength, agility,
and stamina may preclude it; he may
also never read philosophy because he
does not have the skills to decipher
abstract material. Granting that peo-
ple who can climb mountains and
read abstract papers derive enjoyment
and meaning from such activities,
then being foreclosed from them, not
by one’s own choice, is regrettable.
The lack of possibility is widely seen
as disvaluable. In addition, these lacks
of capacity stem from the characteris-
tics of the individual who is not strong
enough or agile enough to climb, or
who is unable by any teaching now
known to us to grasp complex abstract
discourse. In that sense, disability
community critics acknowledge that
these facets of some disabilities are
“real,” inherent in the characteristic it-
self and not an artifact of any interac-
tion with the environment. Even if all
traits are to some extent “socially con-
structed,” that is irrelevant to the fact
that the existence of these traits fore-
closes for those who have them the
opportunity to engage in some highly
desirable and valuable activities; not
being able to engage in those activities
is disvaluable.

Disability community critics of the
medical model of disability acknowl-
edge that they would be going too far
if they claimed that society should not
value activities that some of its mem-
bers cannot engage in; it is harmless to
value the capacity of sight that permits
people to behold Rembrandt’s master-
pieces, sunsets, or the faces of family
members and friends. It is not offen-
sive to prize intellectual accomplish-
ment, athletic prowess, or the ability
to appreciate visual beauty and to re-
gret that not everyone we know can
enjoy them. To the extent that spina
bifida, Down syndrome, blindness, or
cystic fibrosis currently preclude peo-

ple from undertaking some parts of
life that people who do not have those
traits might experience, the disability
critique acknowledges that disability
puts some limits on the “open fu-
ture” people seek for themselves and
their children.

As Bonnie Steinbock argues, if we
really thought disability “neutral,” we
would not work as we do to maintain,
restore, and promote health in our-
selves and others. We use medicine in
the hope that it will cure or ameliorate
illness and disability. We urge preg-
nant women to refrain from activities
that risk harming the fetus. If we
thought that disabilities were “neu-
tral,” then we could tell women who
smoke or drink during pregnancy to
rest easy, for developmental delay, low
birth weight, and fetal alcohol syn-
drome would all be just “neutral vari-
ations,” of no consequence to the fu-
ture child.”

While disability community critics
acknowledge that some disabilities
foreclose some opportunities, they also
hold that calling attention to the fore-
closure obscures two important points.
The first is that rather than dwell on
the extent to which opportunities to
engage in some activities are truncated,
we should concentrate on finding ways
for people with disabilities to enjoy al-
ternative modes of those same activi-
ties. Philip Ferguson puts it this way:

The point is not so much whether

. a blind person cannot enjoy a
Rembrandt. . . but whether social
arrangements can be imagined that
allow blind people to have intense
aesthetic experiences. . . . People in
wheelchairs may not be able to
climb mountains, but how hard is
it to create a society where the bar-
riers are removed to their experi-
ences of physical exhilaration? . . .
Someone with Down syndrome
may not be able to experience the
exquisite joy of reading bioethics
papers and debating ethical theory,
but . . . that person can experience

the joy of thinking hard about
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The Context continued from page 12

disability critique; the motivation for the disability cri-
tique is the reality of using prenatal testing and selective
abortion to avoid bringing to term fetuses that carry
disabling traits. Thus the issue we examined concerns a
special way of using abortion: namely, to select against
disabling traits.
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something and reflecting on what
. The
challenge is to create the society
that will allow as many different
paths as possible to the qualides of
life that make us all part of the
human community.

he or she really believes. . .
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The second fundamental point is
that rather than concentrate on the
truncation or loss of some opportu-
nities, our society generally—and
prospective parents in particular—
should concentrate on the nearly infi-
nite range of remaining opportunities.

Indeed, every life course necessarily
closes off some opportunities in the
pursuit of others. Thus while the dis-
ability critics of prenatal diagnosis ac-
knowledge that disability is likely to
entail some amount of physical, psy-
chological, social, and economic hard-
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ship, they hold that when viewed
alongside any other life, on balance,
life is no worse for people who have
disabilities than it is for people who
do not. No parent should assume that
disability assures a worse life for a
child, one with more suffering and
less quality, than will be had by those
children with whom she or he will
grow up.

The claim then is that overall,
there is no more stress in raising a
child with a disability than in raising
any other child, even if at some times
there is more stress, or different stress.
In that sense the disability communi-
ty claims that disability is on balance
neutral. Even here, however, many
find that the terms “neutral” and
“normal” are either inaccurate charac-
terizations of disability or are being
used in confusing ways. Specifically,
some worry that these terms are used
sometimes only to describe or evalu-
ate traits and at other times to de-
scribe or evaluate persons.

Evaluations of Traits versus Evalu -
ations of Persons. As already men-
tioned, the disability community itself
sometimes speaks about the descrip-
tive and evaluative senses in which dis-
abling traits are not neutral, not nor-
mal. Legislation like the ADA could
not exist without a recognition that in
some sense disabling traits are neither
neutral nor normal. Indeed, the soci-
etal provision of special resources and
services to people with disabilities de-
pends on noticing the descriptive and
evaluative senses in which disabling
traits are not neutral, and how the
needs of the people who live with
them are, descriptively speaking, not
normal. Yet the recognition of the
obligation to provide those special re-
sources is rooted in a commitment to
the fundamental idea that the people
living with those traits are, morally
speaking, “normal”; the people bear-
ing the traits are evaluatively normal in
the sense of deserving the normal re-
spect due equally to all persons. Un-
equal or special funding expresses a
commitment to moral equality. Rec-
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ognizing the non-neutrality of the trait
and the “ab-normality” of the person’s
needs is necessary for expressing the
commitment to moral equality and
equal opportunity. There is nothing
paradoxical about appreciating the de-
scriptive sense in which people with

and evaluative claims about the trait
do not bear a necessary logical rela-
tion to evaluative claims about the
person who bears it. As an evaluative
or moral claim about the person, it
makes perfect sense to say that a per-
son who is blind is normal; she is nor-

Families that include disabled children fare on

average no better or worse than families in

general. Some families founder, others flourish.

disabling traits are abnormal while also
appreciating the evaluative or moral
sense in which they are normal.

Some who are sympathetic to pre-
natal testing worry that people in the
disability community (as well as oth-
ers) often conflate descriptive claims
about traits and evaluative or moral
claims about persons, as for example
when Deborah Kent, who is blind,

writes:

When 1 was growing up people
called my parents “wonderful.”
They were praised for raising me
“like a normal child.” As far as I
could tell, they were like most of
the other parents in my neighbor-
hood, sometimes wonderful and
sometimes very annoying. And
from my point of view I wasn’t like
a normal child—I was normal.

What does Kent mean when she says
that she “was normal” As a descrip-
tive claim, it is not reasonable to say
that the trait of blindness is normal.
Statistically speaking, it is not. Also, as
an evaluative claim, insofar as the trait
can make it impossible to enjoy some
wonderful opportunities, it does not
seem reasonable to say that the trait is
neutral. The trait may indeed seem
neutral and insignificant when viewed
in the context of the whole person;
but that is a claim about the person,
not the trait. On the view of those
sympathetic to testing, the descriptive

mal in the sense that she deserves the
normal, usual, equal respect that all
human beings deserve.

But if it is easy to notice the differ-
ence between the descriptive and eval-
uative claims about traits and the eval-
uative claims about persons, why do
people in the disability community
(and others) keep slipping between
the two? Erik Parens suggests that
there may be an important reason for
this seemingly imprecise slipping.
Discrimination against people with
disabilities often involves a tendency
to allow the part to stand in for the
whole; Parens’s suggestion is that
members of the disability community
sometimes succumb to a similar,
equally problematic error. The major-
ity community sometimes uses the
trait to deny the moral significance of
the person; the disability community
sometimes uses the moral significance
of the person to deny the significance
of the trait. The majority community
slips from an observation about a trait
to a claim about a person; the disabil-
ity community slips from an observa-
tion about a person to a claim about a
trait. At important moments, both
groups fail to distinguish evaluations
of traits from evaluations of persons.
While such slippage may be easily
committed in both communities, and
particularly understandable on the
part of the disability community, it
may be equally counterproductive in

both.
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In the end, for all of the project
group’s disagreements about the ap-
propriateness of employing selective
abortion to avoid raising a child with
a so-called disabling trait, and about
the aptness of the distinction between
aborting any fetus versus aborting a
particular fetus with a disability, at
least these disagreements forced the
group to grapple with what many
think is disvaluable or undesirable
about these traits. Albeit uneasily, the
majority of the working group seems
to think that disabling traits are dis-
valuable insofar as they constrain or
limit some opportunities. To say thata
disability is disvaluable is only to say
that, in the world we now inhabit and
in the world we can imagine living in
any time soon, to have a given trait
would make it impossible or very dif-
ficult to engage in some activities that
most people would want themselves
or their children to have the option of
engaging in. For this reason, then, the
majority seems uneasily to think that
traits are disvaluable insofar as they
preclude what many find precious.
This view was held “uneasily” because
many are keenly aware of how limited
our ability is to imagine alternative so-
cial constructions—as well as of the
extent to which traits once thought
unreconstructable are now thought to
be nearly infinitely plastic. We are
keenly aware of the extent to which
the trait that is sex was constructed in
the past in arbitrary and pernicious
ways, as well as of past arguments that
sex could not be constructed much
differently. And we recognize how pal-
try our ability is to imagine what the
experience of others is like. Few of us
would have believed before the project
meetings began that conjoined twins
would report feeling about their lives
pretty much like people with “nor-
mal” bodies report feeling about
theirs.*

It is important to remember that
the disability community arguments
are not intended to justify wholesale
restrictions on prenatal testing for ge-
netic disability. Rather, they are in-
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tended to make prospective parents
pause and think about what they are
doing, and to challenge professionals
to help parents better examine their
decisions. They are intended to help
make our decisions thoughtful and in-
formed, not thoughtless and automat-
ic. In his book about his son who has
Down syndrome, Michael Bérubé at-
tempts to steer a path much like the
one ultimately adopted here. He
writes:

I'm ... not sure whether I can have
any advice for prospective parents
who are contemplating what
course of action to take when they
discover they will bear a ‘disabled’
child. Obviously I cant and dont
advocate abortion of fetuses with
Down syndrome; indeed, the only
argument I have is that such deci-

sions should not be automatic.”

To some, the advice that such deci-
sions shouldn’t be automatic may
seem wishy-washy and disheartening.
But to those who, like Hannah
Arendt, think that evil can arise from
thoughtlessness, it seems neither.

Recommendations to Professional
Providers

hese reflections lead to a question

that defied our efforts at consen-
sus: is there a helpful and rational way
to distinguish, in light of the needs
and interests of families, between tests
that providers should routinely offer
and those they should not?

From the beginning of this project,
it was agreed that using tests for con-
ditions like Tay Sachs is reasonable.
Families have a morally defensible in-
terest in avoiding the stress and sorrow
associated with having a child who has
a uniformly fatal condition such as
this. And at least in the beginning,
many also agreed that it would be un-
reasonable for medical professionals to
offer tests for non-health related traits
such as, say, eye color. Many agreed
that medical resources should not be
used to help individuals satisfy narcis-

sism or gain advantage. Further, many
agreed, at least initially, that whereas
prenatal testing to avoid disability ar-
guably is consistent with the goals of
medicine, prenatal testing to produce
advantage is not. As James Linde-
mann Nelson points out, just as most
reject what might be called the uncon-
ditional demand to welcome the
prospect of a child with Tay Sachs, so
most reject what might be called the
unconditional demand for the so-
called perfect child.*® A desire for what
has no conditions or constraints seems
to be at work in both, and in both
seems unreasonable.

If one thinks there are reasons to
draw lines between reasonable and
unreasonable tests, then the question
becomes, How many and how clearly
can and should such lines be drawn?
Jeff Botkin has made one of the most
sophisticated attempts to draw lines.”
To undergird that attempt, Botkin of-
fers the general principle that when
inquiring about the traits of the fetus,
parents should be able to get informa-
tion “designed to prevent harms to
parents that are approximately the
same magnitude as the harms of an
unwanted pregnancy” (p. 36). The
reasoning goes something like this:
we assume that the prospective parent’s
conception of the harm associated
with an unwanted pregnancy is realis-
tic and appropriate. And we recognize
that beyond the abortion itself no
other scarce medical resources, such as
prenatal testing and genetic counsel-
ing, are required. However, according
to Botkin, we should worry that the
prospective parent’s conception of the
harm associated with some disabling
traits is neither realistic nor appropri-
ate. “The disappointment parents
may feel [in circumstances where the
condition is minor] is real, but disap-
pointment from unrealistic or inap-
propriate expectations need not be
considered a harm worth preventing”
(p. 37). That is, we should develop
criteria to help determine when the
harm associated with a disabling trait
is realistic and appropriate enough to
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warrant using medicine’s resources to
prevent it.

Botkin offers four criteria to help
distinguish conditions serious enough
to warrant using those resources: the
severity of condition, the age of onset,

the probability that the genotype will

On the other hand, proponents of dis-
ability rights may object to attempting
such precise distinctions, for several
reasons. First, enlisting medical pro-
fessionals to list the conditions
approved for tests and exclude others
as “not serious enough or burdensome

prospective parents to think carefully
about testing for any traits that might
be covered under the first part of the
ADA, but unreasonable for them to
test for traits that are not covered? The
first or “functional” part of the defini-
tion would state that a disability is a

Recent studies suggest that many members of the health professions view

childhood disability as predominantly negative for children and their families,

in contrast to what research on the life satisfaction of people with disabilities

and their families has actually shown.

manifest as disease, and the probabili-
ty that the condition will occur in
those without specific risk factors. For
example, on Botkin’s account, condi-
tions such as hemophilia, Down syn-
drome, cystic fibrosis, and muscular
dystrophy produce enough harm or
burden for the family to warrant the
use of the resources and the act of
abortion. Among the conditions that
are not serious enough to warrant the
use and act are most cases of asthma
(which can be effectively treated),
Marfan syndrome (which has “limited
impact on the life of the child and
family in terms of effort, time, and
financial resources” [p. 38]), Hunting-
ton disease (since “adult onset condi-
tions do not constitute a burden to
parents on the same magnitude as an
unwanted child” [p. 38]), and schizo-
phrenia (where a genotype may be a
necessary but not sufficient cause for
the disease).

Yet however sophisticated Botkins
attempt may be to distinguish for
policy purposes between serious and
minor disabling traits, at least two
sorts of objection can be raised to any
such attempt. On the one hand,
Dorothy WertzZs research shows that
even among genetic professionals,
there is deep disagreement about what
constitutes a “serious” genetic trait.”*
In her view, therefore, Botkin’s first
and arguably most important criterion
won't work for public policy purposes.
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enough” turns individual, private, par-
ental decisions into socially supported
ones. Also, it increases the likelihood
that an explicitly devaluing message
will be sent about people whose con-
ditions are listed as “serious enough to
avoid.” Indeed, disability critics are
horrified at the thought of officially
identifying “bad” and “less bad” dis-
abilities. Such lines would pit some
members of the disability community
against others. Some members of the
community would end up on the
right side of the tracks, others on the
wrong,.

To convey that disability is one
characteristic—one normal, neutral
form of human variation—the dis-
ability community may tolerate con-
siderable parental autonomy to select
against traits—in fact, more than it
would like. In this project, at least, in
rejecting the idea of drawing lines,
members of the disability community
came to occupy a position quite like
the one occupied by proponents of
parental autonomy. Ultimately, this
preference that the decision be parent-
al, not medical, prevented a consensus
about one form of line-drawing.

In the absence of a line between
serious and minor disabling traits,
perhaps there could be a line between
disabling traits and other sorts of
non-health-related traits. For example,
would it work, as a public policy com-
promise, to say that it is reasonable for

physical or mental impairment that
substantially limits one or more of the
major life activities of an individual.
The strength of this possibility is that
such traits are associated with stresses
that families might reasonably at-
tempt to avoid. Thus the distinction
might be serviceable, in spite of the
contestability of the phrases “substan-
tially limits” and “major life activity.”

Several features of this approach to
determining the difference between
reasonable and unreasonable tests are
worth noting. First, it allows the peo-
ple who will bear the consequences of
the decision (that is, the prospective
parents) to determine what disabling
traits are sufficiently serious to war-
rant abortion. Second, it retains a
clear connection between medical re-
sources and health status. Third, it is
not consistent with testing for non-
health-related traits such as sex, sexual
orientation, eye color, height, or simi-
lar traits.

However, our working group did
not reach a consensus that it would be
reasonable to offer tests only for traits
covered under the ADA, for roughly
the same reasons that it resisted distin-
guishing among disabling traits of dif-
ferent severity. At least three reasons
were given. First, those representing a
disability rights perspective argue that
while in the best of all possible worlds
it perhaps would not be harmful to
draw such a line, it would be in this
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world of rampant discrimination
against people with disabilities. Un-
persuaded by the critiques of the ex-
pressivist argument, and wanting to
characterize disability as a form of
human variation as acceptable as any
other, they believe that drawing lines,
whether among disabling traits or be-
tween disabling traits and nondisabl-
ing traits, will send a hurtful message

beneficial for their children. But our
project did not systematically take up
what is at stake in selecting for traits;
thus a response to that argument
would be out of place here.””

For many in the project group, the
refusal to accept any line-drawing was
a frustrating and disappointing re-
sult—as it will be for others. It will
be disappointing to many in the

The majority community sometimes uses the trait to

Genetic Counseling and
Educating People about
Disabilities

While this document is the
record of disagreement over the
substantive question about what traits
may reasonably be tested for, on the
procedural question about how prena-
tal tests are ideally offered and how
the results of such tests
are ideally discussed,
there is considerable

deny the moral significance of the person; the disability

agreement.
Perhaps most im-

community sometimes uses the moral significance of

portant, in accordance
with the ethic of genet-

the person to deny the significance of the trait.

to and about people with disabilities.
Second, as explained by Dorothy
Wertz, even if our group could reach
consensus about how to draw such a
line, what happens in practice will be
determined by the desires of con-
sumers and the decisions of health
care delivery systems responding to
those desires. Third, drawing a line
between traits covered under the ADA
and those not covered would be pater-
nalistic; that is, doing so would be to
make decisions for prospective parents
that are rightly their own.

Each of these arguments has prob-
lems. Objections to the expressivist
argument were explored above. The
chief objection to the second argu-
ment is that it is really not so much a
moral case against drawing lines as a
prediction that such lines would fail.
While ethical analysis has to take ac-
count of the facts and imagine how
they will change, the point of such
analysis is not to predict the future but
to describe how the future ought to
be—how it would be if our practices
were more rational and just. An ade-
quate response to the argument from
paternalism would require analyzing
what is at stake in selecting for desired
traits, since the argument is rooted in
the thought that parents should be
free to choose whatever traits will be

sS18

mainsteam medical community who
would like to admit some but not all
kinds of prenatal testing. And it will
be disappointing to many proponents
of disability rights, who while worried
about increasing societal control over
the characteristics of children know
that failing to distinguish acceptable
from unacceptable testing will proba-
bly lead to more testing, to more at-
tempts to screen out all sorts of attrib-
utes, and possibly to increasing intol-
erance of diversity in the human pop-
ulation and devaluing of adaptability
to the unexpected in life.

Nonetheless, our project group
could not reach a consensus about
drawing lines between reasonable and
unreasonable tests—nor did we have
the opportunity to discuss alternatives
to line-drawing in the provision of
prenatal diagnostic services. Clearly,
additional discussion and research are
needed to achieve a balance between
competing visions of how best to use
this technology in clinical care. When
public policymakers explore these is-
sues in the future, we hope they will
benefit from knowing in advance just
how deep the disagreement can be
about the wisdom of “drawing lines”
in this context.

ic counseling, all genet-

ics professionals must

help prospective par-
ents give truly informed consent to re-
ceive testing and equally must help
patients reach truly informed deci-
sions about how to use test results.
Based on respect for persons, and as
articulated in the National Society of
Genetic Counselors Code of Ethics,®
genetic counselors are committed to
helping individuals understand genet-
ic information and to acting on that
information in accordance with their
own values. Respect for the equality of
persons and for the legitimate hetero-
geneity of their life projects is arguably
one of the most substantive values
available to us.

There are prenatal testing pro-
grams that help prospective parents
gather information about what life is
like for families with children who
have disabilities. Such programs have
begun to foster the sort of truly in-
formed consent that the disability
community is calling for and that the
ethic of genetic counselors aspires to.
Yet some evidence suggests that there
are still physicians and genetic coun-
selors who, for example, display sur-
prise or distress upon hearing that a
woman wants to bring to term a fetus
identified as having a disability. If ge-
netics professionals and obstetrical
providers are to help individuals make
truly informed decisions, then they,
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like everybody else in the “majority”
community, must identify and over-
come biases against people with dis-
abilities.

The first, crucial step in helping
patients achieve truly informed consent
and make truly informed decisions is
to give providers access to good infor-
mation about what disability is really
like for children with disabilities and
for their families. Education about life
with disabilicy—as it is viewed by peo-
ple who live with disabilities—is still
too rarely offered to those who deliver
genetic information. Indeed, accord-
ing to one recent survey, many recent
graduates of genetic counseling pro-
grams report that they think genetic
counseling programs should highlight
such education more than they do
now." Disability must become an im-
portant topic in the training of any-
one who offers prenatal genetic tests,
whether that person is a genetic coun-
selor, medical geneticist, an obstetri-
cian, a nurse, or some other health
care professional. For those who desire
to promote such education,” the re-
sources are already available, and in-
deed some programs in genetic coun-
seling and in medical genetics current-
ly avail themselves of those resources.
Increasingly, thanks to the work of
people like Marsha Saxton,” genetic
counselors receive education about
disability and thus can help prospec-
tive parents receive the same, whether
by visiting a family with a child who
has the identified trait, by meeting
adults with the trait, or by obtaining
information produced by support
groups for people with the trait.

In addition to this general point,
we can offer some specific advice
about the opportunities for presenting
disability-relevant information to par-
ents. There are three junctures at
which health care providers could offer
such information. The first is before
a prenatal screening test. Increasingly,
pregnant women first encounter pre-
natal diagnosis in the office of their
obstetrician-gynecologist via the offer
of a screening test (for example, triple

SPECIAL SUPPLEMENT/ The Disability Rights Critique of Prenatal Genetic Testing

marker screening for neural tube de-
fects and Down syndrome or carrier
testing for cystic fibrosis). Currently,
prenatal screening is too often pre-
sented as a part of routine care, the
purpose of which is purportedly to in-
sure the health of the baby, rather than
as a test for potential disabilities that
parents might choose to avoid. As
more and more disabilities can be de-
tected prenatally, perhaps all that is
possible at this first, earliest juncture is
for prospective parents to receive accu-
rate information about the purposes
of screening, and brief but balanced
information about the disabilities
being tested for. Such a discussion,
aided by well-prepared educational
materials, need not take much time
and could begin to help prospective
parents ask the fundamental questions
they should be asking: Why do I want
a prenatal test? Do I understand what
I think I am trying to prevent? What
do I know about spina bifida, Down
syndrome, or whatever? Will having a
child with one of these conditions pre-
vent me from gaining what I want in
having a child? As new media are de-
veloped, particular attention should
be paid to helping prospective parents
grapple with those questions.

A second educational opportunity
is in genetic counseling prior to am-
niocentesis. This opportunity arises
for those women who requested a pre-
natal screening test (such as the triple
screen) and received a positive result,
and for those women (generally older
than 35) who may be referred directly
for amniocentesis. During this ses-
sion, the provider discusses with the
patient whether she wants to undergo
this invasive procedure.

The pretest sessions may not, how-
ever, be ideal times to explore what life
with disability is like. Project member
Barbara Biesecker put it this way:

To make an informed decision
about prenatal testing, clients need
to understand what can and cannot
be detected and what their options
are if a condition is found. They

also need to have their questions
addressed and, as Mary White sug-
gests, to engage in a dialogue about
their values and beliefs.

However, frequently in a prena-
tal setting there is limited time to
explore the meaning of a life with
disability. Further, most prospec-
tive parents defend themselves
emotionally against the anxiety-
provoking thought that a random,
unlikely condition could affect
their fetus. As this strategy for
coping with the normal anxiety of
pregnancy is healthy and largely
unconscious, it may not be effec-
tive for counselors to challenge it.
Parents may neither want nor be
able to explore their fears about
the future health of their fetus; in-
deed, they may resent being asked
to engage in such a threatening
exercise.*

However, if there is a positive result
on the amniocentesis, then a further,
post-test session should occur—a third
opportunity for counseling. About
the feasibility of providing disability-
relevant information in the post-test
genetic counseling, there is not yet a
consensus. Diana Bianchi observed
during one project meeting that “the
post-test genetic counseling session is
the ideal time to educate someone
about the nature of disability. Most of
the several hundred couples carrying a
fetus with a chromosome abnormality
that I have been involved with over
the past twelve years of my genetics
practice have welcomed informa-
tion—the more, the better—prior to
making any decisions.” Bianchi
thinks that only the reality of a posi-
tive test result can make most people
think hard about what it would mean
to welcome a child with disabilities
into their families. Others think, how-
ever, that the post-test session can be
“an unteachable moment.”* Many
prospective parents will be sufficiently
distressed by a positive test result that
they will not be able to absorb new
information about disability. As tests
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are performed earlier, it may be that
more time will be available to think
about the decision and thus that there
will be greater opportunity to get to a
teachable moment. But for now, the
time between receiving the test result
and making the decision whether to

honor both acceptances and refusals
of those offers.

As Nancy Press and Carole Brown-
er have argued, the offer of prenatal
genetic testing is not neutral;* in that
context it means that the one who of-
fers the test thinks that a reasonable

tion includes education about the na-
ture of disability, it may be that nei-
ther pre- nor post-test genetic coun-
seling sessions are the best places to
help prospective parents learn about
the nature of disabilities and think
about the meaning of parenthood. If

It is crucial that prospective parents are offered both information about

disability and the opportunity to explore the values and dreams that enter

into deciding what to do with prenatal genetic information. Equally crucial

is that professionals honor both acceptances and refusals of those offers.

abort is short—and fraught with anx-
iety for the woman or prospective par-
ents, even those who find that they are
able to learn.

If and at whatever point in the
process clients indicate they want in-
formation about disability, they
should receive it. The question then is
what they need. According to the
Down Syndrome Congress, prospec-
tive parents who learn that their fetus
has a disabling trait need to receive:
“(a) information that seeks to dispel
common misconceptions about dis-
ability and present disability from the
perspective of a person with a disabili-
ty; (b) information on community-
based services for children with dis-
abilities and their families as well as on
financial assistance programs; (c) ma-
terials on special needs adoption; and
(d) a summary of major laws protect-
ing the civil rights of persons with dis-
abilities. [Also,] people with disabili-
ties and parents of people with disabil-
ities should be available to talk with
future parents.”™”

It is crucial that prospective parents
are offered both information about dis-
ability and the opportunity to explore
the values, desires, fears, and dreams
that enter into deciding what to do
with prenatal genetic information.
Equally crucial is that, in accordance
with the ethic of genetic counseling,
professionals who make such offers
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person might go down the path of
testing and selective abortion. Offer-
ing the post-test opportunity to ex-
plore information about disability, as
well as the feelings and values that
arise in the context of a positive test
result, would convey that such explo-
ration could be an important and
worthwhile activity. In particular it
would mean that the one who does
the offering thinks that a reasonable
person might not go down the path
of selective abortion—even though
when she accepted the test she tenta-
tively thought she would. Yet just as
providers in a pretest context must, in
accordance with the ethic of genetic
counseling, respect the decisions of
those who do not want to receive test-
ing at all, so must they respect the de-
cisions of those who do not want to
receive post-test counseling.

We strongly support providing such
information about life with disabili-
ty—although not because we think it
will convince prospective parents to
raise disabled children. It very well
may convince them that that path is
not the one they wish to travel. Much
more research is needed into the most
effective tools and counseling meth-
ods that will help prospective parents
achieve truly informed decisions.

Even though it is crucial to make
sure that the professional training of
those who provide genetic informa-

not, then when can individuals engage
in the sort of reflection about the na-
ture of disability and parenthood that
we think needs to take place if deci-
sions are to be truly informed? It may
be, as James Lindemann Nelson has
argued, that the best opportunities to
educate people about disability are
well upstream of the counseling ses-
sion. Perhaps our best hope is that
good information about disability will
permeate our culture more thorough-
ly—that there will be more television
and radio shows, more plays, more
newspaper articles that accurately por-
tray the lives of people with disabili-
ties, and more books like Bérubé’s Life
as We Know It. Programs in genetic
counseling, medical genetics, and ob-
stetrics should integrate education
about disability into their curricula.

Lives of Different Sorts

People with disabilities are a recent
contingent in the civil rights
march that is arguably the greatest
moral achievement of the twentieth
century. We fail our children if we do
not educate them about the nature of
disability and the history of the dis-
ability-rights movement.

In the end, one of the most impor-
tant points of agreement in this pro-
ject is that ignorance about the nature
of disability is widespread and that
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such ignorance is one of the pri-
mary sources of the discrimination
suffered by people with disabilities.
Our outrage at that discrimination is
rooted in our fundamental commit-
ment to the moral equality of all per-
sons. Out of that same respect for per-
sons grows our belief that prospective
parents should have the liberty to
make decisions about the uses to
which they will put prenatal informa-
tion about genetic disability. As those
in the disability community have ar-
gued since they first launched their
campaign to get medicine and bioeth-
ics to examine the assumptions be-
hind prenatal diagnosis, those deci-
sions will be truly informed—those
exercises of liberty will be authentic—
only when people in our society come
to learn what disability really does and
does not mean for individuals and
their families.

Although the group as a whole
does not accept every claim in the dis-
ability community’s critique of prena-
tal testing, we do wholeheartedly en-
dorse its central recommendation to
reform how prenatal genetic informa-
tion is communicated to prospective
parents. Even with the best informa-
tion about the meaning of disability to
various individuals and families, and
even if that information is made avail-
able to prospective parents many
weeks before they must make any de-
cisions about parenthood, many (per-
haps most) will choose to forego rais-
ing a child with a disability. But if
prospective parents comprehend what
is possible given a disability, if they
carefully ask themselves hard ques-
tions about what they want and will
appreciate in a future child, then they
and any future children they raise
have a better chance for fulfillment
and for mutual, rewarding family life.
And if genetics professionals learn
more about what raising disabled chil-
dren can mean, rethink their approach
to parents, and help those parents bet-
ter imagine what a childs disability
might mean for their family, then
some progress will be made in honor-
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ing the disability rights movement’s
central message that our society must
be able to value people and lives of
many different sorts. Only as we take
that message seriously can we be con-
fident that our prenatal decisions will
improve familial and communal life.
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