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In large measure, the history of eugenics is a history of brutality against the disabled.
People who were mentally disabled wete involuntarily sterilized in the United States by the
thousands at the turn of the century. In Nazi Germany, people with disabilities were sys-
tematically exterminated. Even today, much of the writing about genetic discoveries
includes economic analyses about the cost of care for people with a particular genetic
mutation, implying that society would be better off had they not been born.!

Genetic technologies have a major impact on people with disabilities. Indecd, genetic
testing changes the very categories of “disabled.” As bioethicist Paul Ramsey pointed out
when amniocentesis was first introduced, “the concept of ‘normality’ sufficient to make life
worth living is bound to be ‘upgraded™? as testing is increasingly offered for less and less
setious disorders. Currently, some parents chogse to abort for reasons that seem trivial
o inappropriate to other people. Some parents abort fetuses with an XYY chromosomal
complement, for example, even though research has disproven the hypothesis that this is
2 “criminal” gene. People with dwarfism “are incensed that by the idea that 2 woman or
couple would choose to abort simply because the fetus would become a dwarf.” As time

asses, an increasing number of women abort based on particular types of genetic informa-
tion, which also changes the boundaries of normality. The percentage of women in Scotland
who aborted fetuses with spina bifida rose from 21 percent in 1976 to 74 percent in 1985.4

Newer genetic technologies provide the opportunity for users to choose to avoid very
minor deviations from some perceived normality. Consider the use of preimplantation
screening, which Marsha Saxton refers to as “admission standards” for fetuses.” A couple
undergoes in vitro fertilization, produces multiple embryos, and each one is genetically
tested. Ifa couple has ten embryos in peuri dishes, they might use different criteria to deter-
mine the “genetic worth” of the embryos to be implanted than they would in determining
whether a single in usero fetus at four months of development should be aborted. While a
couple may not be likely to abort a fetus based on its sex or based on being an unaffected
arrier of a recessive disorder, they may, when faced with a high volume of embryos, only a
few of which can be safely implanted in the woman, decide to implant only noncartier
embryos or embryos of a particular sex. With ten embryos, the couple must refuse implan-
tation of some of the embryos for the safety of the woman and any resulting fetuses. If a
couple chooses to move from randomly selecting the embryos to be implanted to doing so
on genetic grounds, this may seem less morally problematic to them than aborting a par-
ticular fetus. The decision may be viewed differently for several reasons. The woman is not
physically pregnant, so there has not been attachment to a particular fetus. She has not felt
the fetus move or begun to bond with it. In addition, the process may be viewed less as
choosing against a particular individual (the developing fetus) than choosing for a set of

individuals (the embryos to be implanted).

Some genetic testing programs go even further than reporting known conditions; they
also report any unusual genetic pattern, even where there is no clear indication about
whether the genetic deviation has any health implications whatsoever. Thus couples may
choose not to implant embryos and not to carry to term fetuses that do not meet some
gold standard of normality, even in instances where the fetus would face absolutely no
healh risk.

In addition to possibly making even less-serious departures from the model genome
seem like a disabilicy, genetic predispositional testing s creating a new form of disability in
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vide funds for research to help combat the medical problems for existing people with that
fisorder and not to continue social services for such individuals. Once genetic disease is no
longer seen as a random characteristic, this may reduce our communal commitment to
people with genetic disabilities.'2 This may be especially true in the coming years as
wealthier women get access to prenatal diagnosis and abortion and poorer women do
not."? If a disproportionate number of disadvantaged women have children with disabili-
ties, their lack of clout in state legislatures may make it less likely that legal protections such
s educational opportunities for people with disabilities will be continued.

Couples may be made to feel guilty by relatives, health care providers, insurers and
other social institutions if they give birch to a child whose departure from “normality”
could have been determined prenatally. This is particularly true in the case of mothers who
already have children with a genetic disorder and who give birth fo additional children
with the same disorder.'* Couples may be the subject of hostility for carrying a child with
even a slight disabiliry to term, as occurred with broadcaster Bree Watker-Lampley's deci-
sion to give birth to a child with ectrodactyly, a mild genetic condition which fuses the
bones in the hands.!”

Testing is being offered for such a wide range of conditions and disorders that the
women being offered prenatal testing—and even some of the obstetricians ordering the
rests—have no idea wha the life of a child with sucha genetic makeup would be like. They
must increasingly depend on the people marketing the tests, such as biotechnology compa-
nies, for information about how serious the disorder being tested for might be. In the con-
rext of breast cancer genetic testing, a biotechnology company exaggerated the risk of
cancer that women with che genetic mutation faced. Such tactics can push people into
undergoing testing who otherwise would not have. Moreover, decisions may be made
about terminating fetuses based on certain stereotypes about disability. Adrienne Asch. a
disability rights activist and professor at Wellesley College, points to rescarch studies which
show that “whites and middle-class people in general showed more discomfort with Down
syndrome and retardation, whereas people of color and those of lower socioeconomic sta-
tus expressed more fear of physical vulnerabiliry.” !¢

Relying on physicians’ assessments of disability can be problematic. Even those physi-

cians who treat people with disabilities may have inaccurate impressions of the lives of such
ividuals only in a medical setting.

people if the physicians interact with such ind

Physicians have very different views of particular disabilities from those of people with
those disabilities. When asked to evaluate the quality of their lives, 80 percent of doctors
said pretry good,'” but 82 percent indicated that their life quality would be pretty low if
they had quadriplegia. In contrast, 80 percent of people with quadriplegia rated the quality
of their lives as pretty good. Consequently, as Adrienne Asch indicates, “those wishing to
use the [genetic] technology should receive substantially more information abou life with

disability than they now do. . ..”
Laura Hershey is a poet and newspaper columnist.
tion,” she says. I rely on a motorized wheelchair for mobility. a voice-activated computer

and the assistance of Medicaid-funded attendants for daily needs—dress:
18

“I have a rare neuromuscular condi-

for my writing,
ing, bathing, eating, going to the bathroom.

“My life of disability has not been easy or carefree.” she continues. “But in measuring
the quality of my life, other factors—education, friends, and meaningful work, for ex-
ample—have been decisive. 1f I were asked for an opinion on whether to bringa child into
the world, knowing she would have the same limitations and opportunities I have had. 1

would not hesitate to say, ‘Yes.”"’
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Jso on who is reading the results of the tests.
However, because hundreds or even thousands of genetic risks may become predictable,

it may be unreasonable to assume that physicians will be able to warn each patient of all the
potential risks and tests available to determine those risks. Thus courts have already begun
to limit the types of genetic risks that physicians must disclose. Most states recognize

wrongful birth cases only if the disorder is “serious.” One court indicated, for example,

that deafness was not sufficiently serious. However, parents have won cases in which the re-
sulting child had Down syndrome, cystic fibrosis and polycystic kidney disease (which. to
most people, would certainly not be considered so serious as to make life not worth living).

WRONGFUL LIFE

Courts have been much less willing to recognize wrongful life suits on behalf of the child,
rather than on behalf of the parents. The claim of the child in a wrongful life case is that he
or she would rather not have been born than be born with a particular disorder—and most
courts have believed that was a matter for philosophers, rather than judges, to decide.”

Only three states—California, New Jersey and Washington—currently recognize
wrongful life claims, and nine states statutorily bar such claims.3? Jurisdictions that have
refused to recognize the validity of wrongful life actions justify the decision by simply stat-
ing that they refuse to grapple with the philosophical and ethical implications of such an
allegation. In a wrongful life action, “the child does not allege that the physicians negli-
gence caused the child’s deformity. Rather, the claim is that the physician’s negligence—his
failure to adequately inform the parents of the risk—has caused the birth of the deformed
child. The child argues that but for the inadequate advice, it would not have been born to
experience the pain and suffering attributable o the deformity.”»

Courts have recognized a wrongful life cause of action in a few states when dactors
failed to advise prospective parents of genetic risks* or provided erroneous information.”
In such cases, the child may even be allowed to recover damages for “diminished child-
hood.” In 1984, in Procanik v. Cillo, the New Jersey Supreme Court let the child recover
damages for “diminished childhood” where the child sued her doctor for negligently deny-
ing her parents information regarding her health in utero. This court found wrongful life
damages appropriate because it assumed that a child would rather not have been born than
1o have been born disabled and born to parents whose ability to care for her would be neg-
atively impacted because of her disability.*®

At least one court in dicta suggested that children may bring wrongful life actions
against their parents in addition to, or instead of, against the negligent health care provider.
A California court stated: “If a case arose where, despite due care by the medical profession
in transmitting the necessary warnings, parents made a conscious choice to proceed with a
ledge that a seriously impaired infant would be born . . . we see

pregnancy, with full know!
from being answerable for the pain,

no sound policy which should protect those parents
suffering and misery which they have wrought upon their offspring.””’

Thus far, no court has recognized 2 wrongful life suit by a child against a parent.
Indeed, after the California decision, that state’s legislature passed a law stating: “No cause
of action arises against a parent of the child based upon the claim that the child should not
have been conceived or, if conceived, should not have been allowed to have been born

alive.”®
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The courts recognizing wrongful life claims have done so mainly because they find that
the focus should not be on whether an impaired life is better than no life at all—which has

been historically cited as justification for refusing to recognize wrongful life causes of

action; instead these courts have focused on awarding damages for the child with the dis-
ability. In Curlender v. Bio-Science Laboratories, the court allowed a child born with Tay-
Sachs disease to bring a wrongful life suit against a medical testing facility and a physician
for negligently telling the child’s parents that they were not carriers of the Tay-Sachs gene.
The court stated: “the reality of the ‘wrongful life’ concept is that such a plaintiff both
exists and suffers, due to the negligence of others. . . . The certainty of genetic impairment
is no longer a mystery.”® Similarly, a New Jersey court allowed a child to bring a claim
of wrongful life and stated that a wrongful life claim “is not premised on the concept that
non-life is preferable to an impaired life, but it’s predicated on the needs of the living."#

Damages recoverable under causes of action for wrongful birth and wrongful life claims
differ between jurisdictions. As a general rule, either the parents or the child—but not
both—may recover the extraordinary costs associated with the child’s illnesses. Further-
more, some jurisdictions allow the recovery of emotional-distress damages in wrongful
birth or wrongful life cases and may award damages for “diminished parental capacity” or
“diminished childhood.”

The New Jersey supreme court allows damages for “diminished parental capacity” based
on the theory that “[plarents can suffer diminished parental capacity as a result of . ..
being excluded from perhaps the most important decision in their lives—whether to give
birth to a congenitally defective child. ... Thus, parents victimized by negligent genetic
counseling bear a multiple burden.”#! Another court allowed parents to recover for wrong-
ful birth under the theory that such a holding would enhance, rather than disparage, the
emotional well-being of the entire family.*2

The legal cases view a child with a disability as a tragedy for the whole family. In some
jurisdictions, siblings of a child with a disability may bring wrongful birth claims againsta
negligent doctor and may also be permitted to recover damages for “loss of parental ser-
vices.” In 1994, in Batson v. U.S., the court held that the sister of a child born with neural
tube defects could recover for loss of parental services. The court believed that the extra
financial and emotional burden placed on parents by virtue of having a child whose doctor
negligently failed to prenatally diagnose the disorder would cause the “healthy” sibling nec-
essarily to lose out on “care, counsel, and training and education which a child might . ..
have reasonably received otherwise.”#> An earlier court, however, refused to recognize a
wrongful birch claim brought by parents and a child’s siblings in part because the court felt
the life of their sister did not constitute an actionable injury.#4

In the first suit of its kind, a New Jersey appellate court held that a grandfather cannot
bring a wrongful birth suit on his behalf to recover emotional distress arising from the
birth of his grandson. The grandfather alleged that a grandparent is a “filament of family
life” and thar the birth of the child affected the entire family. Thus, he argued, he should
also be entitled to recover damages for the emotional distress he suffered when the defen-
dants failed to inform the mother of his grandson of fetal abnormalities.*> The appellate

court held that only the parents of the child may recover for pain and suffering resulting
from the birth of the child.#

KOW DO JUDGES VIEW DISABILITY? N
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are grim."*> A child with a disability is seen as having “to bear the frightful weight of his
abnormality throughout life.”%!

WHAT WOULD BE A DISABILITY-CENTERED APPROACH R
TO WRONGFUL BIRTH AND WRONGFUL LIFE SUITS?

What might an ADA-type approach to wrongful birth and wrongful life cases look like?
One approach might be to eliminate such causes of action entirely. Courts recognize, for
example, that a child cannot sue his father for being born illegitimate.*® The California
Court of Appeals, in the wrongful life suit, Curlender v. Bio-Science, said “it cannot be dis-
puted that in present society such a circumstance [illegitimacy], both socially and legally,
. no longer need present an overwhelming obstacle.”*® It could be argued that, similarly,
being born with a disability should no longer be actionable since the ADA and related laws
remove many social and legal obstacles previously encountered by people with disabilities,

Even if wrongful birth and wrongful life cases were not eliminated entirely, people con-.

cerned about disability rights could try to ensure that they are not applied to less serious
disabilities. Drawing such a line is obviously a sensitive and troubling matter. Perhaps it is
hubris even to try. But there may be some disorders—painful, serious, causing early death,
such as Tay-Sachs disease—where there may be faitly widespread support for parents’
uncoerced and private decisions to undergo testing and abort to avert their child’s pain and
suffering. In all other instances, then, such legal actions could be forbidden.

There is at least some legal precedent for this second approach of line-drawing. Some
. early courts that entertained wrongful birth or wrongful life causes of action presumed that
only children “born with gross deficiencies”” or “invidious and incurable” diseases would
bring such suits.’® For example, in Turpin v. Sortini, a wrongful birth case, the California
Supreme Court asserted: “[i]n this case, in which the plaintiff s only affliction is deafness, it
seems quite unlikely that a jury would ever conclude that life with such a condition is
worse than not being born at all.”*

Such line-drawing is appropriate if we do not want to require children to come with a
genetic warranty. It seems totally inappropriate, for example, to screen a fetus for late-onset
disorders, such as Huntington’s disease or Alzheimer’s.

The push to test—even for trivial o treatable conditions—is strong, in part because
there is a financial benefit to the companies, patent holders and physicians who offer test-
ing for less serious disorders. Yet certain tests should not be offered——because the condition
is so trivial or is treatable after birth, or because the existence of the test seems to demean
already-existing individuals with that condition. We discourage prenatal sex selection,
because it is assumed that fetuses should not be aborted just because the individual will be
discriminated against later in life. As we are flooded with new genetic tests, we need a soci-
etywide assessment about where to draw the line on the use of genetic setvices.

A third approach would focus not on limiting the legal claims but on trying to better
inform potential parents about the nature of various disabilities so that they will not equate
the birth of a child with a legal wrong. Disability rights activist Lisa Blumberg notes: “[tJoo
often counselors do lictle mote than provide future parents with a dreary laundry list of
problems their child could have and express sympathy.”® Before testing, an individual
should be told about the genetic conditions for which he or she or the fetus is being tested,
whether they are treatable, and about whether, in the prenatal context, the parents will be
faced with a decision about whether to abort the fetus. He or she should have the opportu-
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CONCLUSION
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