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decade ago, Adrienne Asch asked: “Is it pos-
Asible for the same society to espouse the goals

of including people with disabilities as fully
equal and participating members and simultaneously
promoting the use of embryo selection and selective
abortion to prevent the births of those who would
live with disabilities?” She concluded that informed
reproductive choice, including the use of pre-implan-
tation genetic screening and selective abortion, could
potentially coexist with respect for current and future
people with disabilities, but that achieving such a bal-
ance would require substantial clinical and cultural
changes in light of the social context in which deci-
sions about disability-based selection are made.

This essay picks up where Asch left off, taking the
position that renewed attention to the disability cri-
tique of both pre-implantation genetic selection and
selective abortion is timely given new technologies
that make detection of genetic traits common practice
before and during pregnancy. It further urges that the
increasing willingness of states to enact laws to con-
strain certain forms of pre-birth sex and race-based
selection,? bring new urgency to issues raised by the
disability community around disability-based selec-
tion. Although the laws against trait-based selection
may be part of an agenda more broadly aimed at chip-
ping away at the right to abortion generally, trait-based
limitations are particularly troubling from a disabil-
ity perspective, especially when considered together
with new evidence that people with disabilities face
significant barriers to exercising their own reproduc-
tive rights. This essay examines that connection and
argues that although the disability critique suggests
problems with the widespread use of disability-based
selection, the answer is not to increase restrictions on
reproductive and familial liberty. Societal and clinical
reforms that improve decisionmaking, educate par-
ents and providers, and expand access to reproductive
healthcare will better promote respect for persons liv-
ing with disabilities and otherwise mitigate the poten-
tial harm of disability-based selection.

A. Deciding against Future Children:
Screening to Prevent Disability

For at least 40 years, potential parents have been able
to use various forms of medical testing to investigate
the health status, genetic makeup, or possible exis-
tence of a disability in a developing embryo or fetus.?
Assisted reproductive technologies allow some pro-

Alicia Ouellette, J.D., is Dean and Professor of Law at Al-
bany Law School, and a Professor of Bioethics in the Union
Graduate College/Icahn School of Medicine at Mount Sinas.
She earned her A.B. at Hamilton College in Clinton, NY, and
her J.D. from Albany Law School in Albany, NY.

211



SYMPOSIUM

spective parents to screen embryos before a woman
even becomes pregnant. When embryos are created
through in vitro fertilization (IVF), some genetic
conditions can be diagnosed through embryo biopsy,
allowing prospective parents to select which embryos
to transfer, and which to discard, based upon traits
identified through genetic testing.* Once a woman is
pregnant, ultrasound, blood serum tests, amniocen-
tesis, and chorionic villus sampling all give prospec-
tive parents information about the health and genetic
status of their developing fetuses.? Current technology
can identify a number of traits including sex, neural

Prenatal and pre-implantation screening gives
physicians and prospective parents information that
allows them to make decisions about whether a par-
ticular embryo or fetus should be brought to term.
The information is powerful. Although exact statis-
tics are not kept, some reports suggest that a posi-
tive test for Down syndrome results in an abortion in
85-90% of cases.? When genetic screening is used with
IVF, embryos identified as carrying disabling genetic
conditions are routinely discarded. As genetic test-
ing becomes more available, less invasive, and more
robust, questions arise about “which conditions can

Although the laws against trait-based selection may be part of an agenda
more broadly aimed at chipping away at the right to abortion generally, trait-
based limitations are particularly troubling from a disability perspective,
especially when considered together with new evidence that people with
disabilities face significant barriers to exercising their own reproductive
rights. This essay examines that connection and argues that although the
disability critique suggests problems with the widespread use of disability-
based selection, the answer is not to increase restrictions on reproductive and
familial liberty. Societal and clinical reforms that improve decisionmaking,
educate parents and providers, and expand access to reproductive health care
will better promote respect for persons living with disabilities and otherwise
mitigate the potential harm of disability-based selection.

tube defects, deafness, trisomy 13, anencephaly, adult-
onset genetic disorders (e.g., Huntington’s), Down
syndrome, and an increased likelihood to develop cer-
tain cancers.® Advances in genetic and other prenatal
testing appear likely to reveal even more information
about developing fetuses, such as hair and eye color,
skin pigmentation, and autism spectrum disorder.”
Armed with such information, prospective parents
can elect to terminate a pregnancy when it is discov-
ered that a developing fetus has an unwanted trait, so
long as the trait is detected prior to fetal viability, or
earlier if so required by state law. New noninvasive
maternal blood tests may give prospective parents
genetic information about their developing fetus as
early as five weeks into pregnancies when medical
abortion, abortion caused by ingestion of prescrip-
tion drugs mifepristone and misoprostol, remains an
option, potentially expanding opportunities and feasi-
bility of disability-based screening.?
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and should be tested for [before implantation and]
prenatally...And as science evolves, we need to ask:
should prenatal testing include autism, breast cancer
risk genes, or even one’s sexual orientation?”1°

This is not to say that decisions to terminate a
wanted pregnancy are easy, or even that prospective
parents always elect to select against or terminate a
pregnancy in which a disabling trait is detected in an
embryo or fetus. Some prospective parents decline
to seek the information in the first place and forgo
prenatal screening and diagnosis. Others receive the
information about the existence of a disability, and
simply prepare to parent the child who is developing.
In a handful of cases, prospective parents have sought
to use technology to ensure the birth of a baby with
traits such as deafness, Down syndrome, or achondro-
plasia.” Decisions to avoid screening or to give birth
to a child with disabilities may meet some resistance,
especially in the healthcare setting, where a princi-
pal goal is the birth of a healthy baby (a goal shared
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by most parents). Scholar Joan Rothschild explains,
“[R]eproductive medicine characterizes the birth of a
child with ‘defects’ as a tragedy, to be avoided by every
means that science and technology can muster.”? As a
result, prospective parents report experiencing strong
pressure by their healthcare providers to employ every
means possible — including selective abortion — to
avoid the birth of children with disabilities.’> While
many people follow that advice, some do not. Those
parents who allow a disabled child to come to term
report negative consequences for themselves and
their children. Despite that these children are beloved

on whether to adopt laws or policies that define as
unacceptable other criteria for preimplantation and
prenatal selection.

B. The Disability Perspective on
Pre-Implantation and Prenatal Screening,
Selective Abortion, and the Pressure to
Avoid the Birth of Children with Disabilities
Many, even most, prospective parents do everything
in their power to investigate and ensure the health
of a future child.’® Pregnant women take folic acid
to avoid neural tube defects; they avoid alcohol and

Acknowledging that physical, developmental, and emotional impairments
can limit life activities, disability scholars maintain that many of the
limitations faced by individuals with impairments are socially constructed.
In other words, it is often socially constructed barriers — in architecture,
communication, education, attitudes, transportation, employment, and other
social constructions — that make impairments disabling. Where such barriers
are removed — through universal design in buildings and transportation,
accommodating various means of communication, and accepting a wide
range of human variation — many impairments are hardly limiting. Life with
disability can be, and is, meaningful, productive, and worthwhile.

members of the family, and children of choice, they are
referred to and treated by others as “mistakes,” “trag-
edies,” and “burdens.”*

Unlike parents who feel pressure to select against
disability, parents seeking to terminate pregnancies
or select against embryos based on other traits — sex
is the most common example — sometimes experi-
ence pressure in the opposite direction. Many pro-
viders refuse to participate in sex-based selection.’
Professional organizations distinguish sex-based
selection from selection against disabling traits,
or using sex selection to avoid sex-linked diseases.
Increasingly, state and international laws reflect
this divide.’® While many scholars, lawmakers, and
advocates oppose selection based on traits such as
race, sex, or eye color, all but the most committed
to the preservation of all embryonic and fetal life
would allow selection against “serious conditions”
or for “medical reasons,” categories that include a
wide range of conditions.”” On a practical level, then,
disability-based selection appears to be here to stay
(assuming abortion remains legal in the U.S.). The
more immediate legal and ethical debate focuses
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other substances that can cause problems for devel-
oping fetuses. Within medicine, prenatal screening
during pregnancy is part of the standard of care, and
pre-implantation genetic screening is an increas-
ingly accepted part of the IVF practice, at least when
the screening is for genetically linked disease or dis-
ability.? Despite its widespread use, debate contin-
ues about whether any legal limitations should be
placed on the use of such screenings. For example,
should prospective parents be given all available
genetic information about embryos and fetuses, or
should the information be limited? Should potential
parents be allowed to abort a fetus for any reason at
all, or should legal restrictions be placed on abortion
chosen because of the sex or race or eye color of the
developing fetus? Should the law treat trait-based
screening through abortion differently from trait-
based screening through IVF and PGD? Debates
around these questions emphasize competing inter-
ests, including the importance of procreative liberty;
individual choice; parental obligations to ensure
the health of developing children; the prevention of
pain, suffering, or fatal illness in future children; the
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unknown risks of creating designer babies; the loss of
fetal life; the state’s interest in prospective life; and
the effect on family relationships.2° To the extent they
factor in the debate, disability-related issues are just
one factor.

Nonetheless, practices that promote the intentional
destruction of embryos and fetuses with disabilities
raise serious concerns for the disability community
that merit consideration in debates concerning limita-
tions on the use of trait-based selection. Much work
has been done by disability scholars, activists, and
supporters to contest the myth that life with disabil-
ity is inherently tragic. Indeed, a principal teaching of
the disability community is that inclusion of people of
different abilities in fundamental social institutions is
not only possible, but valuable. Acknowledging that
physical, developmental, and emotional impairments
can limit life activities, disability scholars maintain
that many of the limitations faced by individuals with
impairments are socially constructed. In other words,
it is often socially constructed barriers — in architec-
ture, communication, education, attitudes, transpor-
tation, employment, and other social constructions
— that make impairments disabling. Where such
barriers are removed — through universal design in
buildings and transportation, accommodating various
means of communication, and accepting a wide range
of human variation — many impairments are hardly
limiting. Life with disability can be, and is, meaning-
ful, productive, and worthwhile. Moreover, disability
scholars emphasize the many rich contributions that
human variation provides in society. From the work of
blind and deaf artists, to the various contributions of
people with autism, to the joy brought to an individual
family by the presence of a child with disabilities, the
contributions are many. Even on a genetic level, traits
thought to be disabling are sometimes found to come
with profound advantages for those who carry them.
For example, it was recently discovered that the same
genetic condition that causes sickle cell disease also
provides carriers with immunity against malaria.>2

As such, disability scholars critique the use of repro-
ductive technologies to prevent the birth of babies
with disabling traits. They make four related argu-
ments. First, the purposeful use of technology to pre-
vent the birth of a disabled child expresses discrimina-
tory negative attitudes about disabling traits and those
who carry them.?? Second, disability-based selection
signals intolerance of human variation, which causes
harm to parental relationships with children.2* Third,
selection against disability through pre-implantation
screening and selective abortion is based on, and
perpetuates, misinformation about the lived experi-
ences of children with disabilities and their families.?
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Finally, selection reduces individuals with disabilities
to a single trait, diminishing and eliminating their
value as full human beings.2¢

The first claim, sometimes deemed the “expres-
sivist argument,”’ focuses on what selection against
disability says about and means for persons living
with disability. Explains one disability advocate, “The
message...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 equality — we are indeed worthy
of being born, worth the help and expense, and we
know it!”28 This critique starts with recognition that
“[c]ontinuing, persistent, and pervasive discrimina-
tion constitutes the major problem of having a disabil-
ity for people themselves and for their families and
communities.”? Disability-based screening perpetu-
ates that discrimination by broadcasting a potent mes-
sage about life with disability: “the message implicit in
the practice of abortion based on genetic characteris-
tics is, ‘It is better not to exist than to have a disability.
Your birth was a mistake. Your family and the world
would be better off without you alive.”2° Because the
message is received and accepted by society — by
policy makers, educators, employers, healthcare pro-
viders, and the public at large — prenatal screening
perpetuates and validates existing discrimination.

The second claim against disability-based selec-
tion, that it signals intolerance of human varia-
tion that causes harm to parental relationships with
children, is part of a broader critique of any form of
genetic selection. The notion is that the world is made
richer by human variation — whether the variation is
in diversity of races, sexual orientations, or physical
and mental abilities. The child with Down syndrome
or autism adds to the rich tapestry of human experi-
ence as does the child with athletic prowess, superior
intelligence, a unique racial background, or a minority
sexual orientation. Selection allows parents to reject
as inferior elements of human variation and reject an
otherwise wanted child simply because of an expec-
tation that the child’s deviation from what the parent
expected or hoped for will diminish their parental
experience. Proponents of the disability critique argue
that a familial construct that allows parents to assert
their expectations to determine the very existence of a
future child corrupts the parent-child relationship to
one that resembles custom manufacture. The critique
is similar to one Michael Sandel has aimed at genetic
manipulation and sex selection.?! Sandel explains that
when parenting takes on the role of manufacture, “the
problem lies in the hubris of the designing parents....
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Even if this disposition did not make parents tyrants to
their children, it would disfigure the relation between
parent and child.”s> Sandel reflects on the teaching
of theologian William May that parenthood, more
than any other human relationship, teaches an “open-
ness to the unbidden.’? May’s construct, says Sandel,
“appreciate[s] children as gifts...as they come, not as
objects of our design or products of our will or instru-
ments of our ambition.”?* It recognizes that “[ pJaren-
tal love is not contingent on the talents and attributes
a child happens to have...[but on] acceptance of the
child as he is.”#3

The third argument against disability-based selec-
tion is that PGS and selective abortion are based
on, and perpetuate, misinformation about the lived
experiences of children with disabilities and their
families.?¢ The critique addresses head-on the wide-
spread belief that preventing the birth of babies with
disabilities makes sense to ensure all children start
life with open opportunities and full capacities. Pro-
ponents counter this assumption with studies that
demonstrate the richness of life with difference, and
the appreciation individuals who live with disabili-
ties have for their own lives and their own methods of
experiencing the world. Adrienne Asch, for example,
acknowledged that disability limits some options, “rel-
ishing bird songs, experiencing the interaction of body
and nature in a hike through the woods,” but argued
that

[while] [h]aving capacities is good,...[no]
capacity is an ‘intrinsic’ good. If typical capaci-
ties and health achieve value because they enable
people to participate in facets of life, it is crucial
to note how much of life is open, in today’s soci-
ety, to people with disabilities. Brief acquain-
tance with people who have disabilities and

who work, play, study, love, and enjoy the world
should demonstrate that very few conditions
preclude participating in the basic activities of
life, even if some conditions limit some classes of
them, or methods of engaging them.37

Proponents of this argument tend often to support
parental choice, even through genetic screening or
selective abortion, but propose major changes in the
delivery of test results, the training of health pro-
viders, and the culture in which such information is
delivered.ss

The final critique of disability-based selection, that
selection reduces individuals with disabilities to a
single trait, diminishing and eliminating their value
as full human beings, is sometimes subsumed in the
expressivist argument, and is equally applicable to
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selection based on traits other than disability, such as
sex, race, or sexual orientation.?® With respect to sex
selection, for example, the argument is that it is “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.”+°
Such overt sex-based decisionmaking defeats sex-
equality, diminishes inherent value in each sex, and
denies the contributions the developing fetus could
make to a family and society. The same critique applies
to a fetus carrying a gene for deafness, autism, or other
disabling characteristics. Such overt trait-based dis-
crimination raises the specter of diminishment of the
population of persons with valuable traits, such as is
seen in some countries in which sex selection is com-
mon. Disability advocates point to the steep reduction
in number of children with Down syndrome as proof
that genetic screening can indeed have a population-
wide impact.*!

Although several threads of the disability critique
apply to selection based on any trait, the specific con-
cern in the disability community is what disability-
based screening means for current and future people
living with disabilities. Outside the disability commu-
nity, screening against disability is widely accepted as
self-evidently a good thing.*2 To the extent it is consid-
ered, the disability critique is sometimes dismissed in
favor of individual autonomy and procreative liberty.
Moreover, the disability critique is subject to strong
counter arguments. The expressivist argument loses
force, for example, when considered from the perspec-
tive of an individual making a decision about his or
her own reproductive destiny; individual reproductive
choices express nothing about the degree to which the
person making choices respects persons living with
disabilities. They are complex and personal, and “it
is impossible to conclude just what ‘message’ is being
sent by any one decision to obtain prenatal testing.™3
That is, it is perfectly possible for an individual to
fully respect individuals living with disabilities while
simultaneously deciding that he or she is not pre-
pared to parent to a particular embryo or fetus. And
the critique as a whole is itself subject to criticism for
overbreadth to the extent it fails to acknowledge that
not all disabilities are the same. Some disabilities are
compatible with meaningful life, but others are uni-
formly fatal, or marked by a lifetime of extreme pain
and deterioration.

Although vulnerable to counterargument, the dis-
ability critique of disability-based selection raises
important concerns about the degree to which people
living with disabilities and their families struggle for
respect. Those concerns are heightened when one
understands the context in which and the information
upon which decisions about disability-based selection
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are made.** Laws that would define when prenatal
selection is acceptable or not, such as state laws that
prohibit abortions for sex selection but allow them to
select against disability, compound these concerns.*
“[Bly developing and offering tests to detect some
characteristics and not others, the professional com-
munity is expressing the view that some characteris-
tics, but not all, warrant the attention of prospective
parents.”¢ Disability-based concerns about line draw-
ing take on additional weight when considered in the

With the abolition of eugenics laws, and adoption
of the civil rights statutes that protect persons with
disabilities from discrimination in housing, health-
care, education, and other public accommodations,?>?
the lives of people with disabilities have dramatically
improved. Nonetheless, disparities continue, includ-
ing in the provision of healthcare services. A report
published in 2009 by the National Council on Dis-
abilities confirmed that people with disabilities expe-
rience significant healthcare disparities and barriers

to care.’® Specifically, the report

Among other things, negative attitudes toward
people with disabilities by health care providers
contribute to disability-based disparities in

health care.Studies demonstrate that providers
consistently underestimate the quality of life
experienced by people with disabilities as compared
with assessments made by the people who live with
disabilities, largely because they make negative
assumptions about the possible quality of life with

disability that are simply inaccurate.

indicates that people with disabil-
ities are more likely to go without
needed care; have more prevent-
able emergency room visits and
hospitalizations; experience a
significantly higher prevalence
of secondary conditions; and get
less preventive care (e.g., pel-
vic exams, pap smears, prostate
exams, weigh measures, prenatal
care).’* The statistics reveal a dis-
parity issue similar to the dispar-
ity that is well recognized with
respect to race and healthcare.5
Among other things,’¢ negative

broader context of the barriers faced by adults with
disabilities who wish to exercise their procreative lib-
erty to become parents.

C. The Context for Medical Selection

against Disability

Historically, legal and medical forces worked together
to prevent both the birth of and reproduction by
people with disabilities. 47 Indeed, the two were often
linked. Based on the belief that disabling traits were
heritable, eugenics laws allowed physicians to invol-
untarily sterilize those individuals deemed “defective”
in order to prevent the birth of babies deemed “defec-
tive.”s8 Justice Holmes’s infamous pronouncement in
defense of state-sponsored eugenics that “three gen-
erations of imbeciles are enough™® reflected ques-
tionable science, but accurately reflected the policies
behind involuntary sterilization laws: if we can use
science to prevent the birth of people with defective
genes, we should. Of course, involuntary sterilization
laws did not prevent the birth of all babies with dis-
abilities, and history was not kind to survivors. Some
babies with disabilities, including babies with cor-
rectable conditions, were simply left to die.”® Others
were taken from their families, institutionalized, and
denied education, employment, and housing.5
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attitudes toward people with dis-
abilities by healthcare providers
contribute to disability-based disparities in health-
care.”” Studies demonstrate that providers consis-
tently underestimate the quality of life experienced by
people with disabilities as compared with assessments
made by the people who live with disabilities, largely
because they make negative assumptions about the
possible quality of life with disability that are simply
inaccurate.’®® A May 2012 report by the National Dis-
ability Rights Network details the ways in which the
U.S. healthcare system fails to recognize the value of
life with disability.?® The report describes conversa-
tions between doctors and persons with disabilities
and their families in which people with disabilities
are “viewed as having little value as they are,” and not
“endowed with inalienable rights of liberty, privacy
and the right to be left alone — solely because they
were born with a disability.”¢® Similar reports about
the treatment of people with disabilities in the U.S.
healthcare system feature prominently in disability
studies scholarship.s! The research documenting the
barriers to healthcare encountered by people with dis-
abilities explains the larger context in which specific
decisions about disability and reproductive health are
currently made.
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D. Deciding against Future Parents: The
Effect of Disability on Accessing Fertility and
Other Reproductive Services

The problems faced by people with disabilities in
accessing the healthcare system are especially acute
when it comes to reproductive health. Despite legal
requirements for accessibility, inaccessible medical
equipment makes it difficult for women with mobil-
ity disabilities to get basic women’s health services,
such as pap smears, mammographic screening, and
pelvic exams. Worse, providers often assume that
people with disabilities are not sexually active and
therefore do not need reproductive healthcare. As one
scholar with physical disabilities explains, “There is an

center fairly close to my home. Recently, though,
when I requested a gynecology referral there, I
was told that I would not be seen unless I could
bring my own assistants to help me get on the
examining table. This is a huge world-renowned
hospital. This is the era of [the] ADA. Still I am
treated as though I don’t belong with the other
women who seek services in OB/GYN unless I
can make my disability issues go away. This news
makes me weary. I know it means once again
that I can’t simply pursue what I need as an ordi-
nary citizen. I can’t be just a woman who needs a
pelvic exam; I must be a trailblazer.

Disability experts explain that

It is in the context of a medical system that makes
it difficult for women with disabilities to receive
even basic women’s health services, that adults
with disabilities find themselves seeking medical
assistance to become pregnant. Persons with
disabilities seek fertility treatment and IVF for all
the same reasons thousands of Americans seek
such services each year, and in some cases, they
have special needs for treatment specific to their
own disabilities. For these individuals, access to
reproductive technology is critical to biological
reproduction. Unfortunately, disability-based
discrimination is common in the fertility industry.

providers focus so intently on
their patients’ impairment that
they disregard the possibility
that their patients have more
global needs.

It is in the context of a medi-
cal system that makes it diffi-
cult for women with disabilities
to receive even basic women’s
health services, that adults with
disabilities find themselves
seeking medical assistance to
become pregnant. Persons with
disabilities seek fertility treat-
ment and IVF for all the same
reasons thousands of Americans
seek such services each year,
and in some cases, they have
special needs for treatment spe-

unfortunate stereotype that women with physical dis-
abilities are asexual; we have no interest in sex, nor
should we, heaven forbid, reproduce. This stereotype
plays out in the assumption of some physicians that
we are not sexually active and that if pelvic exams or
mammograms are too much trouble because of inac-
cessible exam tables, they can be overlooked.” Studies
confirm that doctors are far less likely to ask women
with mobility and other physical impairments rou-
tine questions about reproductive health than they
are other women. Even explicit requests for routine
reproductive health services like pap smears and
mammograms are sometimes denied. For example, a
woman with post-polio syndrome who uses a power
wheelchair reported:

My primary physician and several specialists I
respect all practice at a major university medical
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cific to their own disabilities.%
For these individuals, access to
reproductive technology is critical to biological repro-
duction.® Unfortunately, disability-based discrimi-
nation is common in the fertility industry. A recent
report by the National Council on Disability con-
cludes, “Many prospective parents with disabilities
encounter significant, and sometimes insurmount-
able, barriers to receiving assisted reproductive tech-
nologies (ART). Access to ART is often impeded by
discriminatory practices against people with disabili-
ties, as well as the growing costs of treatment com-
bined with limited coverage by health insurance.”?
The reasons for such discrimination are complex.
The physician-patient relationship is a voluntary
and personal one that the physician may choose to
enter, or not, for a variety of reasons, such as excessive
patient load, the person’s inability to pay, or because
the person is unlikable or uncooperative. Physicians
cannot, however, refuse care for reasons deemed ille-
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gitimate under the law, such as the race, ethnicity, or
disability status of a prospective patient. That is not to
say that disability plays no role in legitimate medical
screening. It is ethically and legally permissible for an
ART physician to refuse to treat a patient when the
ensuing pregnancy would compromise the health of
the patient, or would constitute a “direct threat” to a
third party, including an unborn baby that would not
exist without medical treatment sought.™

Using these criteria, fertility doctors screen patients
based on perceived ability to parent. The practice is
both common and legally and ethically fraught. Fertil-
ity specialists screen potential patients based on their
assessment of “both the welfare of the fertility patient
or patients and the welfare of a future child prior to
agreeing to help a patient achieve pregnancy.”” Stud-
ies show that in screening patients, ART providers
deny treatment to prospective parents with disabili-
ties on the basis of their perceived inability to care for
children, even when experience shows that parents
with similar disabilities are effective, loving, and fit
parents.” ART providers do not have special train-
ing in assessing parental fitness. Their judgments are
not subject to judicial review. And judgments based
upon biases against, or misunderstandings of, life
with disability are frowned upon by professional eth-
ics review boards.” Even so, they happen frequently
enough that some experts go so far as calling the dis-
crimination faced by persons with disabilities in their
quest to become parents a new eugenics. For example,
Judith Daar observed, “While the eugenicists of a cen-
tury ago coerced the ‘feeble minded’ into surrendering
their reproductive capacity through forced surgeries,
today’s practices act to deprive the disempowered of
their capacity to reproduce by withholding the means
necessary to produce a child.””s It is important to
remember that most individuals and couples without
infertility problems need not satisfy any social cri-
teria to implement a decision to have children. The
disabled, as a group, face presumptions that they are
incapable of parenting that have implications beyond
the fertility clinic.

The use of disability as a proxy for parental fitness
does not end when people with disabilities become
pregnant and become parents. They face categori-
cal questions about their ability to parent that do not
apply to most potential parents.” Laura Rothstein has
convincingly argued that there is “a judicial presump-
tion of unfitness in many cases involving child custody
for handicapped parents.””” “Rothstein observes that
this judicial presumption of unfitness’ often mani-
fests itself in different guises for different types of dis-
abilities: deaf parents are thought to be incapable of
effectively stimulating language skills; blind parents
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cannot provide adequate attention or discipline; and
parents with spinal cord injuries cannot adequately
supervise their children.””s These assumptions do not
survive scrutiny. With reasonable accommodations,
many parents with disabilities can and do raise happy,
educated, and healthy children.” Yet the presumption
of parental unfitness is used, both in and outside the
fertility clinic, to deny prospective parents with dis-
abilities liberty and familial rights.s°

E. Reconsidering the Disability Critique

in Light of Selection against Parents:
(Re)sounding the Call against Disability
Exceptionalism in Reproductive Health
Policy

The disability critique of PGS and selective abortion
raises serious concerns about how selection against
disability as currently practiced negatively affects
equal treatment of and respect for current and future
persons living with disabling traits. Individuals liv-
ing with disabilities experience a healthcare system
rife with disability-based inequalities and negative
assumptions about life with disability. These affronts
infect the decisionmaking process for prospective par-
ents and affect the ability of adults with disabilities to
become parents. To the extent policies and practices
around disability-based selection have the effect of
perpetuating discriminatory attitudes and negative
experiences for people living with disabilities, the
policies and practices should be revisited. This section
explains the link.

Disability-based selection and disability-based
denials of access to fertility treatment are part of the
same culture of pernicious discrimination in medi-
cine. It is in that culture that families selecting to carry
to term an embryo with disabling traits face pressure
to terminate, and experience disapproval from their
medical providers if they do not. It is in that culture,
that women with mobility disabilities cannot obtain
reproductive services, and people with disabilities of
all kinds are subject to judgments that they do not
qualify for reproductive health services that would
enable them to exercise their own procreative rights.
It is that culture that needs changing.

It should be noted that the concern that disability-
based selection perpetuates discrimination against
persons currently living with disability is more acute
with respect to laws®! and professional policiess? that
distinguish disability-based selection from other
kinds of trait-based selection, such as laws banning
sex-based selection, than it is with individual choices.
As discussed above, pre-implantation and prenatal
screening gives potential parents information and
control in deciding whether and how to exercise their
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right to reproduce. Individual parents make selections
decisions based on their own values. Private decisions
about reproduction need not harm or show disrespect
to individuals living with disabilities. By contrast, laws
and policies that define as unacceptable selection based
on specific traits (sex or race, for example) differ from
individual family decisions. Such laws send an official
message that some forms of equality and respect have
priority over others. Proposals to prevent sex-based
selection in fertility treatment, for example, prioritize
“women’s equality at the expense of the equality of
individuals with genetic diseases, conditions, and char-
acteristics that are deemed ‘undesirable.”®? Likewise,
laws and policies that would deem selection accept-
able for certain genetic or disabling traits (i.e., those
that are especially serious or cause pain or reduce life
expectancy), but not others, necessarily make a value
judgment that some lives are valued over others.’* A
position statement by the American College of Obste-
tricians and Gynecologists implicitly makes this judg-
ment, by deeming sex-based selection unacceptable,
except when linked to disability status.®>

Judgments that some lives are more valuable than
others play out against adults with disabilities at the
entryway to the fertility clinic. There, access is denied
by the same providers who counsel patients that
they can discard embryos because of disabling traits.
These same providers have been shown, as a group,
to underestimate the capacities of and quality of life
experienced by their patients with disabilities, biases
surely reflected in conversations with potential par-
ents about the options for embryos and fetuses with
disabling traits.

To be sure, selection based on sex is arguably differ-
ent from selection based on disability. Some disabili-
ties necessarily limit life opportunities in a way that
sex need not. Some disabilities carry with them physi-
cal impairments and social and medical costs that can
burden families. Some disabilities are uniformly fatal.
Nonetheless, creating distinctions at law between sex
and disability-based selection is not worth the cost.
Laws and policies that carve out disability-based selec-
tion as appropriate (in contrast to other kinds of trait-
based selection) tend to legitimize the discrimination
and stigmatization that plagues adults with disabili-
ties in the healthcare setting by confirming the belief
that persons with disabilities are flawed, incapable,
and unworthy of equal treatment. Moreover, the simi-
larities between sex and disability-based selection are
more important than the differences. Much of what is
viewed as undesirable or unwanted about a child of a
given sex or with a particular disabling trait is socially
constructed. Indeed, some parents view sex as a kind
of disability. They might see female children as inferior
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for cultural or social reasons, and view their life options
and value to the family as more limited than males.
Like parents selecting based on disability status, par-
ents selecting for a particular sex, may make choices for
family or social reasons. If one such choice is accept-
able, similar choices should also be allowed. The law
should leave such decisions to prospective parents.

Supporting parental choice while ensuring that
individuals living with disabilities are afforded respect
and equal treatment will require cultural and clinical
changes. Cultural change is difficult. It takes work on
many fronts. Steps worth exploring include charging
health providers with taking a lead role in changing
medical culture and clinical practice to better respect,
understand, and include persons with disabilities as
fully human. Medical schools should initiate steps to
educate students about the value of life with disabil-
ity. Perhaps they could require cultural competency in
disability or other disability training by their gradu-
ates to ensure that all people, disabled or not, receive
the message that they are worthy of full respect and
equal treatment while under their care. Hospitals and
clinics should ensure their buildings, programs, and
equipment are accessible to persons with mobility
disabilities.

More specific to prenatal and pre-implantation
selection, changes should be made to clinical practice.
It is unacceptable for providers to pressure potential
parents to select for or against a potential child because
of the presence of a particular trait, even a disabling
one. Instead, the informed consent process should be
reformatted to ensure potential parents are educated
fully about all aspects, including the positives ones, of
having a child with disabilities. Non-directive coun-
selling should become the norm, and consideration
should also be given to other proposals for reforming
the informed consent process in reproductive medi-
cine, including proposals to disaggregate information
delivered at the time of screening from information
given at the time of results.®¢ More fundamentally,
persons of all abilities would benefit if reproductive
medicine in general reframed its goal from production
of the perfect baby, to a more patient centered one:
achieving the goals of the individual parent(s). Such
a change would make as much room for decisions to
parent a child with disabilities or any other trait, as
there is room for decisions to select against disability,
or any other trait. It could also translate, over time,
into a culture in which persons living with disabilities
could begin to achieve their own goals as potential
parents.
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Conclusion

In answering her own question, Adrienne Asch con-
cluded, “As currently practiced and justified, prena-
tal testing and embryo selection cannot comfortably
coexist with society’s professed goals of promoting
inclusion and equality for people with disabilities.
Nonetheless, revamped clinical practice and social
policy could permit informed reproductive choice
and respect for current and future people with dis-
abilities.”s” The statement holds true today. As cur-
rently practiced in the U.S., prospective parents have
wide latitude to control their reproductive destinies,
including by making decisions to select against vari-
ous traits. Advocates who are uncomfortable with
selection based on a particular trait often urge legal
or practical bans on selection based on that trait. This
paper argues that limitations on trait-based selection
do more harm than good by preferencing one form
of difference over another, in an arena in which such
preferences can have devastating effects on the adults
carrying those traits. They also limit reproductive lib-
erties, which are critical to full inclusion and respect
for adults living with disabilities.

From a disability perspective, the better approach
is to change the culture in which potential parents
make selection decisions by better educating health-
care providers and prospective parents, diminishing
pressure by providers and others involved with coun-
seling prospective parents to select against disability,
and supporting inclusion of people with disabilities
in all aspects of healthcare, including reproductive
health. As others have argued, educating providers,
disaggregating conversations about screening from
delivery of testing results, incorporating non-direc-
tive counseling as part of reproductive care, disability
training, and several other proposals for revamping
clinical practice and culture will go a long way toward
promoting choice and respect for people with disabili-
ties.’® Drawing lines between those traits serious or
problematic enough to merit pre-implantation or pre-
natal selection will not.

Disability experts teach that a culture that deval-
ues life with disability, devalues people with disabil-
ity. To the extent possible, law and medicine should
avoid taking positions that devalue life with disabil-
ity. Instead the focus should be on recognizing the
complexity of reproductive decisionmaking, educat-
ing parents and providers to understand and value all
forms of human variation, and supporting individuals
in achieving their own reproductive goals, whether
those goals involve becoming a parent, or choosing to
parent a child with a particular trait.
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