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ADRIENNE ASCH

Wh)f I Haven't Changed My Mind
about Prenatal Diagnosis:

Rfj‘]ections and Reﬁnemen ts
ot

,\.;}7

\ﬁ_wcb\ ‘\o) o

The arguments raised by collcagues and ‘rion(k during this Hastings
Center project an the disability rights critique of “prenatal genetic testing
are nnpmlanl serious, and mphxxtunrul They are ma(]o by scholars
and health professionals with deep commitments Lo creating a more
just, caring, and inclusive socicty for every child and family. The argu-
ments raised against the fhxab}hl\ rights critique and in support t for the
social practice of prenatal dlagmms are put forward by those who
support the legal victories and \r)cmlal Lhangca that the dl\ﬂhll]t) rights
movement has struggled to attain.” In what follows I will trv to explain
why, despite the challenges to this critique, 1 and others still believe
that support for pr. (‘natal diagnosis and sclective abortion contravenes
the goals of people with disabilities for full acceptance and inclusion in
our society, and why it also threatens cherished values in the parent-
child I(‘I?ll]()ﬂ\h![ I continue to view the practice of prenatal ({mg‘nmn
followed by selective abortion as both misinformed about the true
naturc of (llxahllm and as problematic in what it connotes s about societal
and parental willingness to-appreciate the many forms of human
variation.’ -
I will not here review in detail the components of the disability
rights critique, disc ussed in the opening ¢hapter and in several uthu
((mtnhulmnx to this volume. I am aware that many of my vicws are
shared by others who espouse similar eritiques; T do not present what
follows as Cndm sed by all those with disability-based objections to
prenatal tcslmg
Throughout this pm]ml we have discussed the contentions that
pmnala] diagnosis is “morally problematic” and “misinformed.” T take
u]) these arguments as they are discussed in the opening of this volume,
Misinformation and misinterpretation about disability pervade the con-
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struction of some moral arguments, Consequently, T address moral
problems and misinterpretation throughout this discussion,
§

The “Message” of Prenatal Diagnosis and
Selective Abortion

You arc a professor in a philosophy department at a large urban
university. In your class of fifty students, vou notice that fi\v“\m(l« nis
have pmu‘(l tongues and lips and that a few others have dved their hair
in unnatural colors. You have difhculty cven looking at these students
because of their slyi(" and vou ignore their raised hands when thes
want to participate in class discussion. Midway through the semester,
a man with (Iw(] hair comes to vour office to raise questions about the
work in the course, and you realize that he actuallv has some inte resting
observations to make about the <L~m and find vour ol chagrined at vour
avoidance of his raised hand, of which you were only half aware until
he appears at your door. The characteristics of Down syndrome, spina
hifida, cystic fibrosis, or hemophilia, you say, are not as trivial as piercings
and dyed hair, and perhaps vou are right, but recognize that prvmttﬂ
testing gives only one picce of information about the embryvo or fetus,
that it carrics a particular characteristic thought worthy of note by the
medical profession. Prenatal testing s a clear case of st imprm‘.sinn,
and as with any such impn‘s.‘;imm it is an inrumpictv imprv«inn; when
lollowed by selective abortion or by discarding an otherwise implantable
émbr\‘n that first impression includes a dedision never 1o learn about
the rest of who that embr vo or fetus could become after its birth, Mar v
Johnson, the longtime ¢ ditor of a major disability movement publication,
writes in a similar vein when she says:

A decision to abort based on the fact that the child is going to have
specibic individual characteristics such as mental rmardati}m‘ ‘\«'u' in the
case of cystic fibrosis, a l)lli](]-ll]‘! of mucus in the lungs, save that those
characteristics take precedence over ]i\'ing itself, that th;\' are S0 important
and so negative, that they overpower any positive (ltm’litim' there might
be in b(‘ing alive * )

Writing in 1987, another woman with a disability underscores how
incomplete is the information provided by prenatal testing when she savs;
) £ )

I know that amniocentesis can't tell any parents what kind of child
thev will have. It can only tell what (]Mlﬂln\ might exist in that child
Amniocentesis eould never have told mv mnlhu that I would have artistic



o~

236 Part Three: The Messages and Meanings Qf Testing

talent, a high intelectual capacity, a sharp wit and an outgoing pe reonality.
The last lhmé amniocentesis wauld tell her is that T eould be physicall Iy
attractive.’

No matter how much we may find the previous self-description
immodest, it is the dcwripti(m of someone who feels that she must
justify the right of peop le with her disability to exist because she
recognizes that its presence alone makes others ignore evervthing else
about her and could make future parents reject a ¢ hild they wanted once
thev learned of this unexpected characteristic through a prenatal test.
" Those who objuct to the
prospective parents who terminate a pregnancy after a diagnosis of a

expressivist argumcnl““ contend that

cisability may do so for many reasons that are not overtly pw;ud;ced

hmuh‘ to people with disahilitics. The prospective mother and her
partner may feel that they haven't the financial or emotional resources
to “cope’ " with the “extra” demands that a child with a disal sility would
entail. Or they may already have a child with the same or another
disability and f(‘el stretched to their imit and want a child whose needs
and lcmands will not be “special” Or, it is arguec d, the prospective
parent may herself have a disability identical to the onc <hasom)sc(l and
mav feel that o transmit that disability is to pass along a harsh and
pamful part of life to her child. Al these claims do not refute the view
that this one characteristic of the embryo or fetus is the basis for the
decision not to continue the pregnancy or to implant the embryo. That
decision still concludes that one picee of information about a potentia
child suffices to predict whether the experience of raising that child
will meet ;mrcntal expectations. Inmost cases of preimp Iantan(m genetic
diagnosis or prenatal diagnosis, the woman or couple desires to be
pregnant at this time; the termination of the process only occurs because

of something learned about rhis child.

5

The Any/Particular Distinction

jamc sLi ndunann Nelson argues that this “any/partic ular” distinction
as applied to the case o i disat nht} could be used to call any abortion
into question, He claims that the fetus who would be the fourth-barn
child is also a “partic ular” fetus, and that any decision to almrl is alwas
a decision to abort a parmu/ur fetus at a pamu:z‘m time.  However,
Nelson errs in cquating the fetus diagnosed with a disabling trait and
the fetus that would become the fourth-born ¢hild in a family. As Nanc
Press points out, the property of “fourth-bornness” does not inhere in
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Why I Haven't Changed My Mind about Prenatal Diagnosis 237

the fetus/child in the same wayv that disability docs; the fourth-born
child could just as mx!l have lu enn the first or (;n]\ child i adopted
into another family. S Moreove r, being a fourth chile l\ or even a family
with four children, does not sub sject the child or the family (o the
invidious treatment that has marked the lives of people with disabilitios.
Fourth-born children have not been kept out of schools because of that
trait; nor have thev heen subject 1o institutionalization, denied access
toworship services with their families, or rejected by potential plavmares
for the characteristic of fourth-hornness.

What of other possible nny/partiru]ar distinctions in prenatal test-
ing? At Teast three other types of “selective abortion” present themselves
for discussion: selecting for or against a fetus based on its sex: veducing
the number of fetuses; or aborting a fetus il it is determined that Tvdh‘
rather than Jack, is the genetic father. Like most members of our project
croup, I am uncomfortable with using technologies o determine and
select for or against a future child based on its sex, since i, oo, uses
one characteristic as determinative, Selective reductions, from r 1} Slets
to twing or from twins to one for example, that are not undertaken
to preserve the health or life of the mother or fetus/fetuses, pose some
of the same moral dilemmas surrounding what prospective parents
should be open to in undertaking a family that T will discuss shortly
with regard to raising a child \\lll a d Mluhl\ )

Abortion arising from uncertain or undesired paternity. poses
:‘haﬂcng(‘ to those of us who distinguish hetween abortions based on
fetal characteristics and thase responsive to a woman s life circumstances,
Ending a pregnancy hecause Ted, rather than Jack, is the genetic father
of the b aby a woman is carrying surely is a decision about a “particular”
fetus and not “any” fetus; lml the decision results from the woman's
evaluation of the nature of the relationship with cach of the men and what
itmcans to her to imagine raising a child created sut of s velationship with
Ted or Jack. Tt mav have little or nothing to do with anv sense she has
of wanting to carry on one man’s genetic legacy but not the genetic
characteristios of another, If she bears the (]11]( her circumstances and
thase in which the child ives may be very much influenece ‘o by whether
Ted, rather than Jack, is its fa he -r, but those intimate Tamilial circum-
stances do not equate with membership in the category of “women™ or

“peaple with disabilities.” Outside the circle of people who are aware
of the child's or Jf_fmx the child will not constantly have the badge “child
of Jack™ or “child of Ted™ for cvery dav of the child’s lile, innmumerable
small and targe occurrences will not be due to the workd's regard for
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“children of juk r “children of Ted” as they will be due to the worlds
evaluation of *how girls should behave™ or “if' T talk to the man in the
wheelchair T might say the wrong thing and offend him " The child of
Ted or of Jack is not a member of a historically discriminated-against
class, such as people with disabilities have been. The mother may have
ditferent feelings about having become pregnant with Ted's child rather
than Jack’s, and her feclings may influence her relationship with and
treatment of the child cither positively or negatively; but the feelings
arc about hcr rclatinmhipa with Jack and Ted and the meanings of }aa\'ing
A wonan
but that
love a child whe
Rather, it
it those same

the child of one or the other in her hody and for her life,

might sav to hersell, “F could never ull\ 10\0 a child of Ted)”
S )

statement s not the same as saying, “I could never

has brown hair, or is fomale, or has Turner's syndrome.”
is a statement about the child as a reminder of Ted;
characteristics ——hrosn hair, being female, or having Turner's swi-
drome - - occurred in the child resulting from her refationship with Jack,
&
thev would not necessarily pose a problem for her. A woman planning
to raise a child on her own may be less concerned with knowing who
the genetic father is than would someone planning to raise a child in
an ongoing relationship with Jack or Ted; thus, the paternity qucstmn
might resolve into *Do T want to be a mother at all at this time?"
changing the question from “Do Twant a particalar child with o particular
Loy i
o .
to “Dao fwant a child?” |

father? Largue that the An\'/parli(*uhn‘ distinetion

is important onlv when someone knows that she wants a child at 2
PGI‘U(UI"U time, am] that a conce ptum or pu‘z‘nam\ s dosirui hut only
if testing determines a particular characteristic (heing femaley or rules
out a fetus or embryo based on one characteristic or property inherent,
intrinsic, inevitable in the cmbry()/fctus/chifd-to—bc,

Although Nelson contends that the any/particular distinction col
lapses because all abortions are abortions about particular fetuses a
particular times in women's {or couples”) lives, the reports of rescarchers
who have studied women's experiences af these abortions following
prenatal detection of disability indicate that the women view them as
very diff mcm from previous abortions or from abortions for other
reasons.’

' Women who undergo prenatal testing t\,pua]l;‘ arc ending

;Lilh(‘ a planned-for or very much desired pregnancy, based on their
conviction that the disability in a futurce child will be gravely destructive
for themselves and their familics. Women are reported to think of the
fetus as a baby they look forward to raising, and when they decide to

end the pregnancy, they do so because they believe that the birth of a baby
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fiflicult, <
not the jovtul experience thev had anticipated in accepting this pregnancy.
o’ . « i -

with this characteristic will be hearthre akmg disappointing, and

The Selection/ Prevention Distinction
In her contribution to this volume, Bonnie Steinbock argues that
preventing the birth of a child who would have spina bifida is no “diffore nt
from taking folic acid to trv to ensure the health of the d(ulopnw
fetus.” For Steinbock, dmmdmg the affected embrvo or aborting the
tetus determined to have spina bifida, Tike taking folic acid 1o protect
the letus against developing it, prevents someone from being born who

will have ihl\ dhisal )\lm To Steinbock or to Nelson, anvone \\hu is pro
Jml “on abortion should not be troubled by the method of abortion
it one accepts the act of prevention by mking medication,
Steinbock, 1

actions must (‘ith(‘f’ hd"(‘ more coneerns about the !n()l"&]il\‘ of abortion

/*\('(‘rn‘(!mg

o Nelson and and others who dilferentiate amang these

than we are acknowledging, or we must believe that disabilities are
ging
central, and desirable, aspects ol identity. T reject both claims, Susan

Wendell expresses views resembling mine when she writes:

Fwould be terribly SOPTY 10 fearn that a friend’s iL-m\' was very likelv (o
<abs ll‘\

: \\nh disabilition

be born sith MF {mwiﬂh enephalomeveditis the o but [vonld

not urge her to abort it In other words, many peapli

while we understand ([ml(’ well the personal Dordens of £odisabality, are

nerd willing to make the judgment that Bives like oves are not waorth fiving,
£ £ ¢

Every life has burdens, come of them far worse than disabilite,”

Ending an otherwise desired pregnaney after learning of o diagnosis
of spina bifida or cvstic fibrosis savs that this one fact tr ump\ «\u\th ng
hild-to-be .

annot accept into her intimate lite a child with this character-

M one could discover about the ¢ and savs that the woman
ror couple) ¢
istic when she planned to accept a child. A health report card becomes
precursor to membership in the family, making the tamily racher like
“the cub™Leo Kittav deseribesin the discussion sith his mother captured
in her chapter in this volume,”

Fatll return to this matter of “family as club” and 1o the effeets of
prenatal testing upon . concepts of paronthood later. Por now, et me
g
restate my conviction that women or couples should be free to reject
becoming parents for whatever reasons they wish, and thus thev should
g1
£ ) )
be able to use techniques like abortion to fulthll their familial goals,

The conviction that a life with a disabling trait is so distressing that it
should not be undertaken if it can be avoided is quite different from
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saying that, i pmslb]o onc will try to aid the child one is now creating

to hc disability-free. Ending the process of becoming a parent because

of a luture childs likelv disability, when one wished to become

parent at the time that the disability was discovered, in the network of

ili
relationships and amidst the life plans in which the disability was discox-

ered, s \awm that the disability is inimical to t}n life one wants for

,
oneself, one’s family, and one’s child. The idea of a child’s H\alnht\ i
86 (hxlul)mﬁ that it is best to delav parenthood ar ch ange the methods
of pare nthood (adnptmn, assisted i(pm(h ction with pm\ ided gametes)
to avoid the child with the disability. Better to end any fantasy relationship

begun with the child being created and to bcgn anew hnpmn for a
different child at a different moment than to continue to nurture
the life begun. (There is more on “parenthood,” “nurturance,” and
“life” later.)

Undoubtedly, the pmspccti\'e parents (whether with prior knowl-
cdge of disability or virtual ignorance of life with disability) sincerely
believe that (h.sablht} is best avoided by discarding affected embryos or
delaying pregnancy after terminating the one with an affected fetus
Nelson, Steinbock, and others contend that this motive need expres
no devaluing of existing people swith disabilities and no insolt to anyone
who might in the future he horn with ones similar to those that an
now be prenatally detected. Perhaps peaple who perceive insult do so
hecause by expending substantial resources o determine the genes
for some characteristics but not others, health prolessionals reinforce
society’s negative views about what disability means for a lite. Ther
cndorse the idea that these traits are not aucptal[ i theyv can be
avoided and that people should not be born with these traits if women
and couples have the means to prevent their births, People with jus
the disabilities that can now be diagnosed have struggle od against g
inhospitable, often unwelcoming, diseriminatory, and or uel society e
fashion lives of richness, of social relationships, of economic productivie.
lor p(‘npl(' with disabilities 1o work cac hodav against the societalh
imposcd havdships can be exhausting; lear ning th at the world one live
it better

detection and abortion,

in considers 1o “solve” pmhhms nf disability by prenau!
rather than 1)}' (‘xpcn(ling those vresources in
improving socicty so that cveryone-—including those people who hav
disabilitics - - could participate more casily, is d«:momiizing. It invalidate:
the effort to fead a life in an inhospitable world,
Urging abortion it an otherwise wanted child is found o have th

trait of hemophilia suggests that having hemophilia could destrov a go
R g YA
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life for a child and his family, rather than recognizing that hemophilia
could occur to some people and that the society should consequently
design its institutions to ensure that all members can }m'titipam Prenatal
testing and abortion suggest that pm haps it would be hutu il people

“Daon’t participate at al il vou will

with hcmnphul a didn’t participate.
have a disability” differs markediv

make sure that all our future children avoid disability, but we will expeat

vom “lot’s do the best we can to

that peo }ic are born with and acquire disabilities, and we will include
evervone no matter the (li&ahilil):” The first statement rejects potential
pmﬁic ift they have the undesirable trait; the second acknowledges that
the trait may he undesirable but rejects no existing or lmtcntia] person

who bears it,

Traits, Persons, and Disability Identity

Do people in the disability ll(Th'f\ movement go bevond asserting
the humanity of peaple who have disabilities, o auuaH\ valuing the
trait of disability? Where docs disability At into a sense of ])m'mna]
identity? In a Fecent paper, Nelson suggests that the eritique of prenatal
testing springs {rom the place of disability in a sense of personal identity,

bility studies have helped make plain, many

Asscholars and activists in disab
conditions re mldvd as dixabling ave also identity constructing i this social
world, Thic is so, 1 think, in the sense that di alnht\ s a dee p fact about
a person’s identity that does much 1o fuel the sentiments behind th

[expressivist argument], the sense that some disability scholars and Jetivisis
threatens “our

have  that prf‘nala] diagnosis and  selective abortion

children ™

Reportediy some 1 Dreaf community members and some people \\’bn
have ac hnmhup asia would like to use the technology to w}u't for
fetuses who would be deal” or who would have mhm1<impla~m

I, pu']mps Wendell as quoted carlivr, and others in the Flimhiht}‘
Lommunity would disagree with some or all of the ideas in h(‘ 1<>r(-gwmg
paragraph. | Disability is not, andl need not, be cither a “decp™ ora valued
part of wdentity for cveryone w ho shares the (h\ah:]lt\ (xlhquv And,
a | will dmms it is just as problematic to se Ject for a disabling trait,
thinking it guarantees some ‘thing important about family Tife, asitis to
select against it for the same reasons. Disability is not, and need not, be
ummI for evervone who shares this viewpoint about prenatal testing,

Same people with disabilitics clearly see themselves as part of a

frability commumity and subscribe to the notion of a disability culta
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Increasingly surveys of people with disabilities learn that respondents
&1 3 v
identify themselves as belonging to a disadvantaged social minority”
v ™ e " *
Recognizing membership in a numerical and disadvantaged minorite
group need not lead to assuming that the fact of disability is cither
& § ]
central or positive, although it should be pointed out that a person
could construct a sense of personal identity with disability central and
positive, central and negative, or other combinations. During cveryda
lite, people with disabilitics do not think constantly about having a
5

disability, but rather take necessary medications, use whatever methods

they need to move, read, communicate, and get on with their lives of

plawn xtudvmg, and working. A Chicago attorney lives with a woman
who is one of the partners in their small law firm; together they travel
to scenic parts of the world and enjoy exotic restaurants and lorelgn
films. When the attorney is at home, h@ is involved in her local Episcopal
parish and an urban neuj borhood garden project. Muscular ¢ f}-'stmph}
affects her mobility, so that she must choose restaurants, theaters, and
projects at her parish and with the garden group that she can negotiate
on crutches or using a wheelchair. When the logistics work, she is
more involved in thinking about the project or the next trip and what
she wants to experience and learn; she factors in the crutches and the
wheelchair as people who use glasses must factor them in.

Is muscular dystrophy central, positive, negative, or neutral to her
sense of identity, and how (Inc‘i that influence her thinking about selective
abortion to prevent others from having her dzsabzht\f Like Wendell,
she need not ignore the burdens imposed by tryving to function in a
world that is still not wheelchair-fric ndly, o hc mwhl sometimes work
with others tnterested in dlsabrht}» issues to promote ar cater aceess i
city Parks Knowing that she enjovs wheelchair sports, she suspects that

she might have become an avid hiker if she could walk Tonger and maore

casily. She cansay, if asked, that having muscular dystrophy has sometimes
lmpcdcd her because it has reduced her encrgy; neither has she enjoved
the intermittent hospitalizations. She may hope that any child xhc has
will be free of the condition of muscular dystrophy so that her child
might forego the hospitalizations and have the chance to enjov hiking:
however, she is confident that just as she has enjoved her life, anv child
who had muscalar dvstrophy would similarly recognize the condition
as a frustration or complication that could be manwod a!nng with other
life complications. The attorney can acknowl cdm “might-have-beens”

for hersell and hope for them lor anv future (]HM‘ just as [, a serious

ot e e oo

e
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amateur musician, might wish that perfect pitch would preclude me
from singing sharp. She, or I, or anvone clse can recognize that we
lack capacities that others have (mH them disabilities or trattsy and
al)pr(’c‘ia({‘ the lives we have even without those enjovable traits. Singing

sharp keeps me out ol certain music groups, and vears of study and
voice lessons haven't cured my musical problems. Tmust content myse Y

with singing where and with whom I can, even though better pmh
mlght give me MOre access to a much-loved activity,

Inlike the nonmusical Mary in Mar a}a Saxton's chaprer in this
\'ﬁlumo, [ needn't worry that “pe 0])1(* like me” (without good intonation)
will be told
people like us, when T am doing the best T ean with the equipment |

that the world would be better off if there weren't more

have in the world as it is.” 1 can try to change mi\'er‘ to be a betier
musician; [ can find places that will accept me with mv mix of talents
and problems as a musiciang and Tcan enjoy the rest of life that includes
many activitics and people having nothing to do with music, | do not
need to have an emotional investment in the fate of nonmusical people
because it is not vet a characteristic that carrvies social stigma andl
occasions discrimination; prenatal testing does not vet announce 1o
prospective parents that they might wish to learn of the musicality of
their next child and prevent the birth of anvone with impaired intonation,
Disahility becomes central, or salient, when circumstances in the world
around us ('ampoi us to make it salient or central. Put another wav:

those people within the disability rights movement who ¢ hallenge prena-

tal testing do <o in much the same spirit as they challenge other practices
that have h!\tntl(&“\’ ke Pl p(nplv with (h\alﬂh ties from heing .u(vfmﬂ

?'

a~ customers, ude nts, coworkers, Triends, and Toved o They do

s beeatse they needn't celebrate nor even like cortain iaut\ of their

ane al

i“})\‘!l SINTUIIEN \(1 1}]( \ re (U“H}/(‘ } at ih( " “\'(\\ nPCl rrents

are respecta 1!(‘, acce pmbl(' wavs 1o live.”
I have amuvr that (hkahihl\ maoves from ben ng one (‘mm] onent of

identity to b ing mmtmm”x (]mur( d, and pe |impx centr 1\‘ heoause it

}

,
has been so umal.\é(mf the oecasion [or institutional and persona

rejection or segregation. Al of these practices are ]mrl of what the
RCE
“the social construction of disability,

movement adherents term Com -

trasted with the medical model that Tocates all problems of peaple
with impairments in the impairments themselves and not in the saoial
Fortunately,

arrangements that impose needless hardships upon them,

cervone inour project Ahrms that muoch ol disabiliny i< \ru‘mHy



N

244  Part Three: The Messages and Meanings of Testing

constructed; what has remained a contentious and painfui divide has
concerned just how much is “social,” how much is irremediable, and

how negative for child, family, or society those irremediable facets of

disabifity turn out to be.

Challenges to the Social Construction of Disability
Australian philosopher Christopher Newell upposes prenatal diagne-
s
sis for much the same reasons as Saxton, Wendell, Kaplan, and 1 do:

that it reifies disabilil}‘ as medical rather than social in its !n‘nbicmx

He has a rich understanding of the social constructivist account of
£

disability when he argues for the

social nature ol disability, proposing that prenatal diagnusix and termination
is a ll’t‘}}l](')]()g}‘ of rupprvssinn andd contral which serves 1o devalue the
lives of people identified as having disabilitics. I suggest a socil
constructivist account, but this does not dnn\ a l)l\\ wnlmm a{ component,
Fhave spent vears of nmy lite in msl)lta amf the x\ml)mm\ wWere not just
social! Rat hvr it i the social meanings given to “difference.” “the disabled
]md) and the “disabled mind”™ which are important in terms of “ocial
construction.” Genetic conditions occur in a soctal context, and their

. . » - i
meaning and impact arc inherently social.”

(')ppnsing ;n-onai‘ai testing docs not commit us to trying to avoid
physical pain or to deny the hinlogim} realities of less energy, shortened
fife span, difficulty in hwa%lmm, need for mechanical devices and human
assistance that mx;ht accompany impairments like ¢ ystic ibrosis, muscu-
lar dystrophy, or sickle cell anemia. Newell ar tuulatcs that how people
understand and interpret biological realities is crucial.” Thase vealitics
can be viewed as onlyv negative, destructive, and defeating of lifes
possibilities, or instead can be understood as an unenjovable, but singular,
part of a life that also contains many riches,

Although medicine, biocthics, and science imagine that physicl
pain, reduced life span, and other disability sequelac are the enemy and
the problem, many pcnpl(‘ who live ¥ith the conditions themselves or
as intimates o pcnp!c affected by these conditions are able to incorporate
them into the whaole of a life, neither celebrating them nor having those
difficultics overwhelm the rest of what life brings. To the surprise of
social scientists, people with and familics affected by cvstic hibrosis and
sickle cell anemia often veframed the experience of living with the
condition, Describing one twenty-nine-year-old aspiring academic, the
authors write:

D T o ———
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Her biggest concern about health care s paving for her treatment. she
L A
told us she wanted o have free health care, *F want 1that cven meore than

I want not to have CE™

Some project group members have less trouble understanding a
wocial-constructivist account of disability when that account is Timited
10 conditions without « mﬂmliu /e mntmnal component CAMoast o mu?wiing
to anvone who prizes iiu* intellectual dife is an impanrment such as
Down svndrome that precludes people from engaging m divenssion of
abstract ideas, or perhaps from discussion at all rl«*pvndinu H]‘m i
w\{nt\ Pavents of vouny pvnp ¢ and adults with s c‘mfu.m! Lo Hive
communicative/ phvsical impairments partic ipated in our e liherations
and tricd to indicate that although some conditions Timited Hife exper
ences in many wavs, skillful teaching and care in-creating supportive
social arrangements provided plnp!v with multiple imparments no
verbal communication skills, hard-to-measure intetligence Hmited phys
ical mwhiliﬁ‘\" with life oppaortunities that lhc}’ and those around them
found rewarding, o

Nhustrative is Dianne Ferguson's deseription of the lite of her twenty

cight-vear-old son, lan:

The latest interpretation of self-determination {for mv hushand and me
came \vrappcd in a Christmas Fye invitation, Our son lan mvited us e
his house for Christmas Eve. Although fan has lived in his ovvn home Tor
almost 2 vears, we have still spent holidavs \rygt‘l}m' i our home, At 28,
pt" aps | ;m and we have reached the age when our children é‘mé.m' that
shift in relationship that sends parents o their chifdeens homes for Lanih
colebratory ritvals, What is hard 1o sav s how this particular cvem
occurred. Did Tan somchow arvive at the determination that it swas time
to shift our holiday celehrations 1o his own home? Did his housemates,
Robin and Fvn, who had been helping him can {raits and veget tables,
make jam and hreads, and decovate and arrange haskets for weeks Suppart
his choice™ to invite us over or shape his choice on his hehall? Did they
somchow teach him how and \\*}1}' he msght WANT 10 Tequest ot presence
at this holiday celebration?

. The f‘hal]t‘ngc of lan, and others with even more signitican
cognitive (and physical, and sensory, and medicaly disabifitios, is how close
ﬁw\" scem to come to the absence of agency in L‘v\‘ parts of their lift

M is not just that people’s veal and aplmu at passivity s enforeed lw
Iunb~ that do not move, or envivonmental and service barriers that
trap them cither physically, socially, unolmnaH\ or politicallv. L [Wle
cannnt really conceive the social world of someone whose experience of

coneepts gml conununication is so uncertain and seems all too woce in”}‘
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inadequate to warrant . . . characteristics of autonamy, self-regulation,
empawerment, and self-realization.

. T do not know what lan realizes about himself, alt houg} 1 would
dearly love to know, . Yex, we are all interdependent, but the truth
of the matter is that Ihc !an( o of interdependence in lan's relationships
is clxsivmpmtmnatv i most matters compar ed to my own, He is more
dependent. He requires more care. He determines fewer things in the
course of a day, weck, or vear than I do. Yet he does contribute in some
very important ways to w hat oceurs in his Life. Does he choose? Sometimes,
But mare often, he sort of indircetly influences events to end up lwmg
more okay than not okay from his point of view, .. . We want lan to
have a Ilic that is more nkav than not uLax’ rom his poml ol view most
of the time.

. His contributions on this occasion were his chullient renditions

of carals, his energetic opening of gifts, his enthusiastic greeting when we

W
K

arrived, and his just-controlled erabbiness about the hn;( v -lrmd supper.

I have quoted extensively because here we have a description of a
life event imagined zmpmsl]) ¢ by most in medicine and bioethics for
someane with his array of cognitive, physical, and communicative impair-
ments. His mother does not deny that his life differs in somce important
ways from that of adults his age without impairments; she deseribes
him as a “co-author” of parts ol his life, being more atfected by his
rclationships with others than adults who can express and move more
than he without others® help. Yet Ferguson emphasizes what makes lan
more like, than unlike, other people inviting their parents to their home
for a holiday.

People with the impairments of Tan (and Sesha described in Ev
Kittay's chapter in this volume) represent the largest challenges to the
Steinbock, Rud lul\ Botkin,
argue that these forms of human variation

“sacial construction n!‘di.\'ahihl}n"f‘R Nelson,
Baily, and scveral others
cannot be “constructed” <o as ta be neutral.”™ The heart of a “sodial
construction of disability™ is, parhaps, to apprediate what's more similar
than different in the lives ol people with the most significant departures
from species typicality and to affirm the ways thc benefit from and
contribute to the world and the people ar ound tmm. Increasingly, there
are scholarly and personal accounts of people with these disabilities
who live lives they and their loved ones consider more guml than bad
most of the time, and lives that enrich those they know. These writings

also reveal stress and difficulty in trying to achicve the mix of indepen-

= e e e . A~ —__—
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dence and support that leads to interdependence, and the complex
imaginative ]c‘aps roquir(*(l for pcnp]o with these disabilities to succeed

in home, school, work, and conwnunity.“"

Philip M. Ferguson captures the social constructionist understanding
of disability when he reminds as that under the right circumstances
people with sensory impairments can enjoy beauty: those with mobiliry
impairments can experience physical exhilaration: and people with cog-
nitive disabilitics can think and communicate about mm«thmn thev
consider impm*tanl.‘78 That some people with *maoderate™ or wrmh( ant”
impairments Hlourish does not mean that everyone does or \\IH, any
more than it indicates that every nondisabled child will grow into a
productive, contributing adult. It does, however, demonstrate that peo-
ple whao de cpart in radical wavs from s‘pm‘x(\‘ l}'pi(‘.ﬂit}' can participate
in what those of us whoe are t\pl(al define as “the human community”
We can agree that our disabilitiex impose limitations we might sometimes
wish were not there, and in that sense the trait of « h.\alwht} mav not
he neutral.

Peaple with disabilities can also agree that to have their impairments
is that thetr
“Tess than human™

is not to be “specics-typical”; what they cannot agree to

impairments make them in Frving Gollman's words

or, to think again in terms of prenatal testing, lexs worthy than others

of entering the world of humankind. ™
Parenting and Disability: Nakhes, Tsuris, and Abortion™
Our Hastings Center project analyvzed the disabilitv eritique of
g ) ;

pronata

S ‘mmmmu‘x people interpret the (h\ﬂh}]li\ rig ohts critics as

diagnosis }n‘im‘i] satly interms of the implications for family
EXI . ALl
siding
with the disabled ferus against unthinking, un nlair parents, The critique
rather

i focused princip sallv on the pm‘vwinna < who advise paveats,

than on the parents ‘themselves. Like Bruce Jennings, T am concerned
ahout how genetic science suggests that pvnplv reimagine pregnancy,
parenthood, and thetr future children; like Nancey Press, the eritique i\‘

not so much with the choices made ]ml with the choices made available !

! share much with those swho lnw written cloquently almul pavental
Along with Ste mlm(i\
tht‘} du not feel

like Ruddick,

can have hnlnfs and dreams for

responsibilities and parental hopes. Jieve that

parents should not hnnu children into the world |

Hm can hel Ip their (hlidx(n have ;c\\ardmg Hees, ™

believe  that parents legitimately
£ )
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themselves, as well as for their children, in o cating families, and thes
can try to influence their children to adopt interests, goals, and valugs
they hold dear,”

We differ primarily in whether we believe that a child’s disabilits
will deprive child or parent of a rew arrhné life. 161 believed that dnsaln]m
in itself, now or in the future, thwarted parental dreams for themselves
and their children, T would not be a critic, Sinee almost all people who
have disabilities can give and receive love, contribute to others, appreci-
ate the world around them, and make a social contribution, 1 am
convineed that children and adults can have lives they and others wil
value without depriving parents of what they seck in family life,

Most project members belicve that people with significant disabilities
can have lives they experience as rmvarding hut worry that life witha
disabled child would be more difficult than life with a child without
disabilities. On this view, parents could or should not be expected to
envision the family ife that included a child swith a disability as cquivalent
to family life \\hmc no children had disabilities. Skeptics about the
rescarch fmdmgx and interpretations summarized in this book by Fergu-
son, Gartner, and Lipsky suspeet that the rescarch reviewed does not
tell the whole story and that a child with a disability poscs substantial
heartache, (hfuull\ and burden to families that far exceed in kind and
degree the stresses modern parents typically face.” v

Some members of the project recoil at unfettered parental selection
because they share the tenet of the disability critique that urges parents
to recognize the uniqueness of cach individual child and to value the
child for what that child is, rather than famenting what a child is not,
The parents’ love and imagination should encompass people who wil

he tall or short, tane deaf,

color blind, girls or bovs, gav or straight,
' , M8 g

risk-takers or risk-averse. I)!m[nhtx' strikes them as qualitatively different
from all these other forms of human variation. T ¢ that even
il the ¢hild can manage to have an acceptable life in this society with

its inadequate set of supports for parents raising ordinary children,
] Pl pd 8 h

Y e
h(} argu

raising a child with a disability who requires an‘\'lhing “oxtra” is more
than harried, frantic parents will or should want to do, Disability critics
assert only that i socicty, and prospective parents, recognized how lives
of pmph‘ with disabilitics and their families resembled other lives, tho
might decide that they could love, ¢ njoy, welcome, and raise such a child.

The question for disability critics is what to make of the “extra

burden”™ or “negative family impact claim.” Families are indeed stressed
Pl .

o

t
p
i
?
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as It is raising or dinary children. The sodiety is not set up ltor disabled
financial or otherwise: -for extra cx-

Kitta\' cchoes this m(\\am when

children; there is no support- -
penses disability entails for families.
she points out how fortunate she is that her annl\ has the financial,
p(rmnal, and social resources to help their daughter.™ She asks whe ther
the disability rights eritics of s¢ Jective abortion shouldn™t concentrate
mstead on dnngﬁmw health care, the educational svstemy, and other social
institutions so that existing dxsa bled children and adults will tive more
casily and demand less parental sacrifice.

Dmablht\ rights critics, or at least this one, entively support her
sodial goals. The United States in the new millennium is !mxd!\ aperteat
world fm anyonc regar dless of (Il%ahllll\, and the hcht for social change
that the
to include the

must go on, Tt must be a hght that savs, ]m\\(\u social

arrangements for “ordinary” children Jhould I change
“special needs™ of f disabled chil Iren; since all children have special needs,
but some of them don’t have labels, some needs get met and others
don't. All too often the children who have needs labeled by disability
are mﬂ told that their necds are not ordinary and that ovdinar voRC hool

school groups hah\ -sitters, “and daveare centers can't

:hnd]u them. ()nl'
complex and ongoing medical needs that those who care for them

programs, after-
} a Imdmn of children with disabilitics have such

m[uuc xpumh/(d training. In manifold wavs, the “extra burden” of

raising a ¢hild who has a dzxalnht\ falls on fami fv because the society

il won't accept that children with disabilitics arc part of the human
race and must be expected and planned for w hen we collectively create
transportation, schools, housing, workplaces, or familics,

Iam heartened by data demonstrating that more familics Hourish
than founder il they are vaising disabled children, just as more fomilics
fourish than !nl nder raising nondisabled children: vet Fknow that some
tmilies of both groups experience treme nddous i H seulty, upheaval, and
wress, There are moving accounts of familial jov in disabled members,
andd \\um]unn stories of sorrow, anguish, rejection, and famils dissolu-
non. - But he data showing family pmlwl( mis when there is a child with

disability should not be s against families trving to do their et
used ta convinee

av more than data about dnmu Fates should be

;)«"r)pla' to eschew marriage. The information is at least as valuable for
lesons e can Tearn about how to do things better, just as we e data
That manv

sbaut divorce to trv to avoid pilf'alls in our marriages.

marriages fail does nat make us abandon the institution hut rather oy
£
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to find ways to help people survive and thrive. What does it say about

cour society that we are interested in abortion for disability, but w
“don't support divoree?

The wealth of empirical data about “the impact of the disabled child
on the family” shoakd not be used in the service of blaming the child
with the disability for all problems or for saving that social arrangement
are adequate because most families do well, Data about thriving or
struggling families will not solve the moral question of what kind «
socicty and family climate we want 1o create. I we learn enough
about disability to locate problems in the interaction of biolagy wit:
environment and not to view them as the inevitable consequence of
impairment, we should put our professional institutions behind strength:
ming familics; we should not use social resources to announce to
prospective parents that a child’s disability will ruin a family, becaust
the data do not support these conclusions. Medical professionals and
genetic counsclors should Tearn about what works and why, as well &
what is hard, and they should provide parents with the information.
Program designers and policymakers should learn from the succes
stories and redesign services and laws to ameliorate problems when we

can. We should \\ork for | unding and enforcement of a lttle-known

federal Jaw passcd in 1994 that would increase the supports for familie: |

raising children with disabilities and better integrate that service network
3 Bioethics, medicine, and
genetics must Tearn the lessons about the social nature of disabilitv if

. . 3
with the rest of the human service svstem.”

they are ever to give wise guidance to people struggling to make hard
decisions. Rather than giving up on socictal acceptance and famik
appreciation of people with disabilitics because some S()L'ia] instity-
tions reject and some families abandon disabled members, I urge us to
fearn cverything we can about what promotes inclusion and to stand
behind laws, services, and innovations that promote that inclusion
and enjoyment.

Mary Ann Baily argues that she gnd other decent parents expea
to Tove any child they have, disability or no, but that they want to aveid
whatever thm can with selective almrtlon il they ]carn of a dlsablhl'
before a child is horn. ™ She holds the view that if it is ac ceptable for
women to end a pregnancy for any reason or no reason, the deteced
impairment of a future child is an excellent reason. Paml)hrasing her
metaphor: Why climb the Mount E\'crcqt of parenthood with problems
I can predict and avoid if T have the chance to climb Mount Rainier

Mount Rainier sill have its own twists and surprises!

Ly
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I find the metaphor and attitude tempting but dangerons, It is

dangerous because it again assumes that only the twists of detectable
"11};1ir"mm1 are pmHv\ms\ that anvthing clse is aceeptable, but that
Bahiliey is different, worse, unacceptable It assumes that the attitude
chifd will ot

chifd

who acquires a disability at two or twelve, the partner at twenty, the

tward mrm?ingj 2 detectable disability in a once awanted
crey over into the attitude ol rejecting or not appreciating the

friend at i}n‘lx', and parents w hen thev are in their vightios, W hv should
plavmates” parents, the neighbors, or the schools dmnm to incorporate

b

existing children with <hsa!nht ies if families and profe \wmm}., govern-

PIONE, INSUranee companics, and science work as hard as lhv}' doy 1o
woid the hirths of people who will have these conditions? Where do
we first learn justice, sharing, and cooperation, but in the familve 1
familics are urgml by their p:'n(bssiona] advisors and by experts not to
aclcome wanted children because those once-wanted children witl now
arn out to have disabilitios, where will families Tearn for themselves
and teach their existing disabled and nondisabled children to cooperate,
o share, to respect difference, to see simi]aril_\' within differencer |1
helieve that disability is scen as a burden and onlv a burden hecause
people forget that Al(ng with that negative characteristic of hsability
come hosts ol other characteristics lhat arc positive and negative, that
enable people with very pmfound impairments to enrich 1ho lives of
those who discover the personality along with the impairment.

Let us grant that disability causes stress for parents and expense
far them and for society. So does raising childven with exceptional gifts.
In June 1999, a amzl\ moved from Florida to Virginia so that their
ren-vear-old son coule I Tive at home while he ginning his (reshman vear
of calle gc' This family has spent extra money in finding him tutoring,
1 college that wou 1d aucpt someone usuallv in filth grade, and in

f his education;

sake of that may be more monev and

moving for the
more disruption than disabi lity occasions for many families. Studies of
sifted d children show that their families revolve around the children with
thine gifts and can experience mar ital stress and sibling « dilthicultics
ruomhlm(r the ones Dlamed on the disabled childs presence in the
family.” Hmwxm siblings, and society olerate the stress he-
cause thev value the trait and tho person with the trait, seeing the gilt
» nfT\cHiﬂw the stress. The gitted child brings nakhes (jovy and makes

ap for the trouble (the ssuris). In raising a ty pical child,

p.:m nts,

awm,\ count

o jov and struggle and ¢ put them to balance out in 1hv vears of

Senily fife, With the child who has a disability, professionals eraphasize
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negatives and burdens and often suggest that there will be no joy (no
nakhes) and only trouble (tsuris).

It the majority continues to sec disability as a form ol human
difference that is worse than other types of difference, it is no wonder
that the majority swill resist social changes that would incorporate people
who have these negatively valued charvacteristics. The goal of the disability
rights movement is to persuade the majority (o recognize that people
with those disabilitics are not lesser than others because ol those varia-
tions; they are not lesser in what they have to offer and what they an
contribute to tamily and social hife. I we truly believed that it was
acceptable to have a disability, we would subsidize maore disability-
related expenses than we do as a society; even il parents paid some of
their own money to help with making life casier for their son or
daughter, professionals and the public would sce it as neither better
nor worse, nor different from the expenditures to help other chil
dren flourish,

Our sodicty, as exemplificd by medicine, science, education, and
government, should do more than it does to help parents. Tt takes s
vii}agv to raise every child, and perhaps that village needs to expand
and change to include one described as having a disability.

If we want to create a socicty willing to include people with
disabilitics as well as accepting of parental decisions to avoid the births
of disabled children, we must radically changc how we offer prenatl
diagnosis and selective abortion. In addition to the recommendations
for a revamped counscling pr()cvw endorsed by our project, we should

change some other Professional htcralm ¢ should speak about

g “messages.”
the “possibility” or “likelihood™ of ] raving children with Down syndrome
or spina bifida, rather than insisting upon using the word “risk” i
discussions with prospective parents. Let parents themselves decide
whether the pmxlb:]m of having a child with one or another disabling
condition is a risk to their hopes for family lite. Similarly, spina bifida and
other nonlethal disabilitics should not still be descri )Cd as “devastatin
defects” in professional literature or in materials given to parents contem-
plating offers of prenatal tcsting.“ We should eschew the temptation
to accept some limits on testing for non-health-related characteristics, or
for only what professionals decide are severe and burdensome conditions
Offered carclul information about detected characteristics,
parents should decide what they believe is in accord with parental and

family goals. Saving that color blindness and tone dealness are too trivial,

balanced,

-

t
|
|
t
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but that blindness and deafness are serious enough 1o swarrant testing
and abortion, will not increase recognition of the hummm of I)(np!x
who are blind or deaf’
thmmh Feommit mvself to a trend toward much more selec tivity

han [ would wish by re xpo( ting parental autonomy, Tavoid the tendenc
o perceive ¢ l.sal)rht) as radica l} different from and worse than all other
human (IifT{“l't‘m’(' Because 1 oppose using selective abortion (o avoid
anv traits, Foppose offores of deal'p pavents or parents with achondr np]mm
o abort fetuses that would not share those particular traits, Peaple
with disabilities whe scek such likeness in a ¢hild make the same niistake
< those who reject children based on one characteristic b selieving that
the presence or absence of a trait predicts a satis fving Tile for a ;hihL
a fulfillin ng parent-child re Iamms]np, and a happy hmrl\ Fle, Rather than

wishing to make (hsalnht\ central 1o xri(ntit\ [ would like a world i
which it assumed the moral, social, and professional significance llmt
being fourth-horn or nonmusical assume in this world.

Fam convinced that professional timit setti ing based ona conmittee’s
list ol acceptable™ and unacceptable” disabilities or variations will erode
what cooperation exists among people across disabilitios, Tt will weaken
those alliances 3)(‘ing built lut\\((*n disa nht\ organizations and other
political groups pressing for ('hang(-x in how socicty andles new techno

logics, thinks about familics, or deals with human difference,

Fand others who take a eritical view of selective abortion have
been viewed as hard on parents and as hold; ing out <\1)umlnms that

re oo hwh My concerns are much more wi tl\ the professionals who
wt the tones that prospective parents hear than with prospective parents
themselves. Ruddick is correct in saving that I would preferall p parents
1 1magim‘ themselves able to welcome and nurture whatever childron
thev have, and to see that the extras perhaps occasioned ])\* SORTC m‘pu'(x

of a child’s

hours spent in {Iml\ physiother apy with a bov who has cvstic fihrosis

characteristics may vield extras in human whtmn\hap " The

could be viewed as only a tragedy and chore, or they could come 16
he a special time for famsh or {riend o help someone the v ocare about,
Lnr)\\mﬂ that in other wavs the bov gives (o lhtm in fun. love, and
I think the
parenting hegins when a woman (or she and her partners accepts the

comp amomhlp. Ruddick is also correct that process of
idea of 4 pregnancy as the iw(rinninw of are i&(i(n\hip with a child 1
b T odo agree with people who worry that maan acceptance of

pirent hood contingent on a child’s characteristios will 1 fundamentally
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change what is precious and unique in the love of parent for child and
in family life. [ recognize that prospective parents have their own limits
and differences (call them disabilities?). If parents can make their choices
about sclective abortion after information that helps them to imagine
a worthwhile life for child and family, I support parents in the decisions
they make. There has been much searching and struggling in our project
group. | have been moved and heartened by the words of Leo Kittay:

The argument vou're making draws a major line between normal and
retarded fsic} children, based on the difficulty of bringing them up. But
beware the slippvr\' s]opv Mom. Are not all children a burden?

If, mmvdny, we could determine that a fetus will develop intaa
hyperactive ¢h ild, or into one with recurring car infections, will these
children’s births alse have to be (‘\pwas)\ willed? Children are a burden,
But it is ncredibly important to kee p making then and tole xatmg them,
. No human child is fit for survival \.\(t}mm the help of elders. To
start dra\\‘mg the line about how much help they should need is extremels
problematic. Some groups of children will start vanishing. And we do
not even want a single species of animal to disappear, hO\ are all
intrinsically valuable. How do we show others how sonderful it can be
10 raise a wtank “d child, and how important and valuable her existence is?

. What kind of message does aborting the retarded send to would-
e ,\‘ihiings? ) )

- My parents wouldn't just Tove any child they might have, the
love me berause §possess the desirable praperties or characteristics that
make me who Tam,

What T am trving to sav is that the {amily starts to seem miore like
a club, and less like a !ami!\' In a club the members are selected based
on one characteristic or another, This leads one to believe that if, for
soime reason, that characteristic is no ]ongcr attributable to the individual,
or il anyone in the club comes to belicve that this characteristic never
that results can

2]

applicd, the membership in the group and the “love
vanish. ™

Thank vou, Leo! You confirm my helief that there can be appreciation
of people with disabilitics, and of the disability critique of selective

abortion,
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NOTLES

LT am profoundly indebted to Frik Parens for initiating the project,
for permitting me to callaborate ¢ nwl\' i its every stage, and for the conntlew
diccussions that have assisted me fo rethink and pe :hap\ clarvifs noe beliefs
would like 1o think that awr eallaboration has hu‘\mnuf e respect and

wmpassion for people trving 1o do their }n\t i difleult simuations.,

2, This project and this volume concentrate on pn'n.n.\l <imgnmiw becanse
itis the most frequent form of antenatal testing, Formy purposes in evaluating
the arguments for and againgt the merits of prenatal testing and abortion, !
aced not <h\1mum~h AMONg {vpes of procedures done on i‘!‘\(ll\[‘\ o embiryos
and whether the traits Tooked Tor are fgenetic™ in argin. Tam concerned with
the acti vity of «ce Lmt' {0 Use vy me thmi designe ot seleet against the hivths
ol pe ople with pre natd] v detectable disab hmv traits. My concern applies 1o
oreimplantation genctic di AgROSiS or o any other [»;mu’nn that conld be
devised, and 1t appl!(.\ to qupiv who seck testing to avoid the births of
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