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Applying the Americans with Disabilities Act (ADA) to denials of treat-
ment by assisted reproductive technology (ART) practitioners raises particularly
challenging legal and ethical issues. On the one hand, the danger that physicians
will inappropriately deny trearment to patients with disabilities is especially wor-
risome in the context of ARTS, given the widespread stigma associated with
reproduction by individuals with disabilities. On the other hand, patients’ disa-
bilities may sometimes have potentially devastating implications for any child
resulting from treatment, including the possibility that the child will be born with
life-threatening or seriously debilitating impairments. Some physicians have
strong ethical objections to helping patients become pregnant in the face of such
risks. In this Article, Professor Coleman develops a framework for applying the
ADA to disability-based denials of ARTs that addresses these competing consid-
erations. In recognizing risks to the future child as a potential defense to a
disability discrimination claim, Professor Coleman rejects the view of some com-
mentators that such risks are relevant to reproductive decisions only if the child
is likely to suffer so much that he or she would prefer not to exist. Instead, he
proposes that, when a patient’s disabilities create significant risks to the future
child, the question should not be whether the child’s life is likely to be so awful
that nonexistence would be preferable, but how the risks and benefits of the
requested treatment compare to those associated with other available reproduc-
tive and parenting options. Professor Coleman provides a theoretical justifica-
tion for adopting this comparative framework, and examines how ADA
precedents developed in other contexts should be applied to decisions about
ARTs.
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INTRODUCTION

Applying the concept of disability discrimination to decisions about
medical treatment poses profound challenges for both civil rights law and
bioethics. On the one hand, individuals with disabilities have long faced
unjustified discrimination in the provision of medical services,' and promot-
ing equitable access to treatment for people with disabilities is therefore an
important function of disability rights laws. On the other hand, physicians
cannot simply ignore patients’ disabilities when making treatment decisions,
as some disabilities will alter the risks and benefits of otherwise appropriate
medical care.> The challenge is to distinguish between appropriate and in-
appropriate considerations of disability in the context of health care deci-
sions, taking into account the underlying goals of both medical treatment
and civil rights law.

To the extent this challenge has been examined in the legal literature,
the focus has largely been limited to the application of disability discrimina-
tion laws to decisions about life-sustaining medical treatment.> Treatment
decisions for disabled newborns have generated significant attention among

1. See Mary Crossley, Becoming Visible: The ADA’s Impact on Health Care for Persons with
Disabilities, 52 ALa. L. Rev. 51, 51 (2000) (noting that the legislative history of the Americans
with Disabilities Act (ADA) “includes ample testimony regarding the barriers that people with
disabilities faced in obtaining health care”).

2. See Lesley v. Chie, 250 F.3d 47, 53 (1st Cir. 2001) (“It would be nonsensical, and down-
right contrary to the purposes of the statute, to read the statute . . . to prohibit medical treatment
that is appropriate ‘solely because of a patient’s disability.”); Crossley, supra note 1, at 64 (“[I]t
seems nonsensical to say that a physician cannot take a patient’s disability into account at all in
deciding how to treat a disability-related condition. Undoubtedly, the existence of a disability and
its medical effects can be a legitimate factor in choosing appropriate medical treatment.”).

3. Outside the area of trearment decisions, health law scholars also have examined the
implications of disability discrimination law for decisions about the allocation of health care re-
sources. See, e.g., David Orentlicher, Destructuring Disability: Rationing of Health Care and Unfair
Discrimination Against the Sick, 31 Harv. CR.-C.L. L. Rev. 49 (1996) [hereinafter Destructuring
Disability]; David Orentlicher, Rationing and the Americans with Disabilities Act, 271 JAMA 308
(1994); Philip G. Peters, Jr., Health Care Rationing and Disability Rights, 70 INp. L.J. 491 (1995).
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disability scholars, following a series of highly publicized incidents in which
potentially life-saving operations were withheld from babies with Down's
Syndrome.* Building on the disabled newborn literature, scholars have
raised more general questions about the application of the Americans with
Disabilities Act (ADA)5 to the debate over medical futility, which asks
whether physicians may deny treatment requested by patients or their surro-
gates if, in light of the patient’s medical condition, the treatment is unlikely
to be effective or to produce an outcome the physician regards as medically
beneficial .6

Yet, at the other end of life’s continuum—decisions about the use of
medical procedures to help individuals conceive a child (collectively known
as “assisted reproductive technologies,” or ARTs)—the legal implications of
disability-related eligibility criteria remain largely unexplored.” This is sur-
prising, as some ART practitioners take a variety of disability-related factors
into account in patient selection decisions.® For example, some physicians
refuse to provide ARTs to patients who are HIV-positive, to patients with
other chronic medical conditions, or to patients with certain genetic dis-
eases.? The extent of disability-related denials of ARTs is impossible to de-
termine, but it is undoubtedly significant. Indeed, until February 2002, the
American Society for Reproductive Medicine (ASRM), the primary profes-
sional society for ART practitioners, expressly supported the exclusion of
HIV-positive patients from ART programs.!°

4. See, e.g., Mary A. Crossley, Of Diagnosis and Discrimination: Discriminatory Nontreatment
of Infants with HIV Infection, 93 Corum. L. Rev. 1581 (1993).

5. Pub. L. No. 101-336, 104 Stat. 327 (1990) (codified as amended in scattered sections of
42 US.C)).

6. See, e.g., Mary A. Crossley, Medical Futility and Disability Discrimination, 81 lowa L. Rev.
179 (1995); Maxwell J. Mehlman et al., When Do Health Care Decisions Discriminate Against Persons
with Disabilities?, 22 ]. HEALTH PoL., PoL’y & L. 1385, 1393-1402 (1997); E. Haavi Morreim,
Futilitarianism, Exoticare, and Coerced Altruism: The ADA Meets Its Limits, 25 SeToN HatL L. Rev.
883 (1995); Philip G. Peters, Jr., When Physicians Balk at Futile Care: Implications of the Disability
Rights Laws, 91 Nw. U. L. Rev. 798 (1997).

7. A few law review articles discuss the issue briefly. See, e.g., Taunya Lovell Banks, The
Americans with Disabilities Act and the Reproductive Rights of HIV-Infected Women, 3 TEx. J. WOMEN
& L. 57, 92-95 (1994); Dave Shade, Empowerment for the Pursuit of Happiness: Parents with Disabili-
ties and the Americans with Disabilities Act, 16 Law & INEQ. 153, 168-82 (1998). There is also one
reported case involving an ADA challenge to a denial of assisted reproductive technologies
(ARTs), but the case was dismissed on procedural grounds without reaching the merits. See Sheils
v. Univ. of Pa. Med. Crr., No. 97-5510, 1998 U.S. Dist. LEXIS 3918, at *8 (E.D. Pa. Mar. 23,
1998) (dismissing an ADA claim against an ART program because the complaint failed to allege
that plaintiffs were disabled or that the program’s eligibility criteria impermissibly screened out
persons with disabilities).

8.  Of course, all ART practitioners take disability into account if infertility is considered a
disability. See infra note 89. The focus of this Article, however, is the denial of ARTs to patients
who have disabilities other than (or, in many cases, in addition to) infertility.

9.  See infra Part L.C.

10.  See infra note 64-68 and accompanying text.
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Applying the ADA to denials of treatment by ART practitioners raises
particularly challenging legal and ethical issues. On the one hand, the dan-
ger that physicians will inappropriately deny treatment to patients with disa-
bilities—a serious concern in all areas of medicine—is especially worrisome
in the context of ARTs. Our society has a long history of efforts to prevent
people with disabilities from having children, a history in which the medical
profession played an especially prominent role.!! While we no longer em-
brace the coercive eugenics policies of the early twentieth century, the per-
ception that some individuals with disabilities are inherently incapable of
being parents remains common in our society.!2 Hence, there is a real dan-
ger that disability-related denials of ARTs will be based on ignorance or bias
against people with disabilities, even more so than when physicians deny
individuals with disabilities other types of medical care.

On the other hand, ARTs are fundamentally different from other medi-
cal treatments because their goal is the conception and birth of a child. In
some cases, patients’ disabilities may have potentially devastating implica-
tions for any child born to the patient, including the possibility that the
child will be born with life-threatening or seriously debilitating impair-
ments.'> Some physicians may have strong ethical objections to helping pa-
tients become pregnant in the face of such risks.1 Physicians also may be
concerned about indirect risks to the child from patients’ disabilities, such as
the possibility that patients with life-threatening disabilities will die while
the child is still young.'> To the extent physicians’ objections to providing
ART: to patients with disabilities are based on the disability’s implications
for the future child’s welfare,!¢ they raise unique considerations that do not

11, See infra notes 35-45 and accompanying text.
12.  See infra notes 47-49 and accompanying text.
13.  See infra note 70 and accompanying text.

14.  See infra note 202 and accompanying text.
15.  See infra note 57 and accompanying text.

16.  Physicians also might deny ARTs to individuals with disabilities because treatment
would pose risks to the individual’s own health. See N.Y. STATE TAsk FORCE ON LiFe & THE Law,
AssISTED REPRODUCTIVE TECHNOLOGIES: ANALYSIS AND RECOMMENDATIONS FOR PubLIC PoLicy
190 (1998) [hereinafter AssisTED REPRODUCTIVE TECHNOLOGIES]. This Article does not consider
whether risks to the patient are a permissible reason to deny treatment to individuals with disabili-
ties, as this question is not unique to decisions about ARTs. See, ¢.g., Jairath v. Dyer, 972 F. Supp.
1461, 1470 (N.D. Ga. 1997) (granting summary judgment to a physician who refused to perform
cosmetic surgery on an HIV-positive patient because the treatment would pose a risk to the pa-
tient’s health); Glanz v. Vernick, 756 F. Supp. 632, 638 (D. Mass. 1991) (suggesting that the
increased risks associated with surgery might constitute a valid defense to a disability discrimina-
tion claim against a surgeon who refused to perform ear surgery on a patient with HIV infection);
¢f. Chevron U.S.A,, Inc. v. Echazabal, 122 S. Ct. 2045 (2002) (upholding employer’s refusal to
hire an individual with disabilities because of risks the workplace would pose to the individual’s
own health).



Conceiving Harm 21

apply to the use of disability-related eligibility criteria for other types of med-
ical care.

The goal of this Article is to develop a framework for applying the
ADA to disability-related denials of ARTs that takes into account both the
heightened risk of disability discrimination in the context of reproduction
and the fact that some disabilities pose serious risks to the future child’s well-
being. In recognizing risks to the future child as a legitimate factor to con-
sider, this Article rejects the view of some commentators that such risks are
relevant to reproductive decisions only if the child is likely to suffer so much
that she would prefer not to exist.!” Drawing on the philosophical literature
concerning the implications for future children of reproductive decisions,
this Article proposes a comparative framework for evaluating the potential
impact of ARTs on the children who result. Under this approach, when
patients’ disabilities create significant risks to the future child, the question
would not be whether the child’s life is likely to be so awful that nonexis-
tence would be preferable, but how the risks and benefits of the treatment
requested by the patient compare to those associated with other available
reproductive and parenting options. This comparative analysis would be re-
quired only when the patient’s disability creates a significant risk that the
child’s health will fall below a minimum threshold; indirect risks to the child
resulting from the patient’s disability would not be taken into account.

While the approach recommended in this Article would permit physi-
cians to deny ARTs to patients with disabilities in some circumstances, it
also would invalidate many disability-based selection criteria currently in
use. For example, depending on the particular circumstances, the approach
might support a physician’s refusal to provide ARTs to patients with uncon-
trolled diabetes or hypertension, given the danger that pregnancy complica-
tions will result in the birth of a severely premature child with life-
threatening or seriously debilitating physical impairments.'® However, it
would not support the denial of ARTs to patients who are HIV-positive, as
the risk of transmitting the virus during pregnancy or childbirth can now be
reduced to extremely low levels.!® In any given case, the consequences of
the patient’s requested treatment for the future child’s welfare would have to
be compared with the benefits and burdens of the alternatives available to
the patient, including other means of achieving biological reproduction
(such as gamete donation,? if applicable) or the adoption of an existing

child.

17.  See infra notes 156-157 and accompanying text.

18.  See infra note 70.

19.  See infra note 59 and accompanying text.

20. The term “gamete” includes both sperm and eggs. THOMAS LATHROP STEDMAN,
STEDMAN’S MEDICAL DicTIONARY 725 (27th ed. 2000). ’
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Part I of this Article provides a brief overview of the process of ARTs
and discusses the types of disability-related factors physicians consider in
making patient selection decisions. To provide a context for this discussion,
it also examines other efforts in our society to limit the ability of people with
disabilities to have and raise children. Part II considers the standards for
establishing a prima facie case of disability discrimination under the ADA.
Proposing an expansive interpretation of the applicable statutory language,
this part emphasizes the importance of subjecting disability-related denials of
ART: to judicial review. The remainder of the Article turns to an evalua-
tion of the future child’s interests in decisions about the provision of ARTs,
concluding that, in exceptional circumstances, physicians should be permit-
ted to deny ARTs to patients with disabilities that pose significant risks to
the future child’s health. Part III sets forth an analytical framework for con-
sidering the future child’s interests in treatment decisions. This framework
focuses on both the likelihood and the severity of the risks to the potential
child and the risks and benefits associated with alternative reproductive and
parenting options available to the patient. Next, Part [V evaluates the na-
ture of physicians’ stake in decisions about the use of ARTs. Finally, Part V
distinguishes situations in which physicians are inappropriately imposing
their preferences on patients from those in which they have legitimate ob-
jections that deserve the law’s respect. Part V also responds to a likely ob-
jection to the framework proposed in this Article—that legitimizing a
physician’s desire to avoid the birth of children with disabilities is inconsis-
tent with the underlying spirit of the ADA.

I. BAcCkGrROUND
A. Assisted Reproductive Technologies: A Brief Overview
ARTs comprise a variety of procedures designed to achieve pregnancy
without sexual intercourse.2! They are used by persons physically incapable

of reproducing through sexual intercourse, as well as by women who seek to
have children without partners of the opposite sex.?2 The most commonly

21.  See generally AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 37-93 (outlin-
ing the medical options available to people with infertility). The New York State Task Force on
Life and the Law defined ARTs as techniques “that do not correct the underlying problem leading
to infertility but instead bypass it, allowing the individual to achieve pregnancy in a specific treat-
ment cycle.” Id. at 1.

22.  Although such women may not be infertile, they may seek medical assistance in repro-
duction to gain access to sperm banks, some of which will release donor sperm only to licensed
physicians. See, e.g., OKLA. STAT. tit. 10, § 553 (2000) (providing that only licensed physicians
may perform artificial insemination with donor sperm); see also Daniel Wikler & Norma J. Wikler,

Turkey-baster Babies: The Demedicalization of Artificial Insemination, 69 MiLBANK Q. 5, 20-24 (1991)
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used ARTSs are assisted insemination, assisted ovulation, and in vitro fertili-
zation (IVF).23

Assisted insemination involves the insertion of semen into the vagina,
the cervical opening, or the back of the uterus.¢ It is used to overcome
problems interfering with the passage of sperm through the reproductive
tract, to improve the chances of fertilization for men with low sperm counts,
and to facilitate fertilization in other situations in which the causes of infer-
tility may be unclear.?’ Assisted insemination also is used for women with-
out fertility problems who want to conceive a child with donor sperm, that
is, sperm from someone other than the woman’s sexual partner. Intracervi-
cal and intrauterine insemination must be performed by a physician, but
intravaginal insemination is a simple procedure that can be performed by
women at home.26

For women who do not ovulate regularly or who have other hormonal
problems that impair their ability to conceive, various drugs may be pre-
scribed in a process known as assisted ovulation.2’” Some women undergoing
assisted ovulation attempt to conceive through sexual intercourse, while
others combine the drugs with assisted insemination. The drugs used in as-
sisted ovulation are also an integral component of IVF.28

IVF, the most widely publicized type of ART, is a multistage process
that involves the stimulation of the woman’s ovaries, surgical retrieval of the
developing eggs, fertilization of the eggs in a petri dish, and transfer of the
resulting embryos into the woman’s uterus.?? An expensive procedure® gen-
erally not covered by health insurance,?! IVF is usually a treatment of last
resort. Success rates for IVF vary considerably, depending on factors such as
the patient’s age and the cause of infertility.??

(questioning the appropriateness of laws that require physician involvement in assisted
insemination).

23.  See AssISTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 43-60.
24.  Seeid. at 49-51.

25.  Id. at 49-50.

26.  See Wikler & Wikler, supra note 22, at 8.

27.  See AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 43-49.
28.  Id. at 43.

29.  See id. at 51-60.

30.  The average cost of an IVF cycle is between $8000 and $10,000. Thomas D. Flanigan,
Assisted Reproductive Technologies and Insurance Under the Americans with Disabilities Act of 1990, 38
Branpeis L.J. 777, 780 (2000).

31.  Asof 1999, over 80 percent of private insurance companies in the United States did not
cover IVE. See Lisa M. Kerr, Can Money Buy Happiness? An Examination of the Coverage of Infertility
Services Under HMO Contracts, 49 Case W. Res. L. Rev. 599, 606 (1999).

32.  See AssISTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 59.
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According to data from the Centers for Disease Control and Prevention
(CDC), 86,822 cycles of IVF and related procedures®* were performed in
1999, the most recent year for which statistics are available.>* The preva-
lence of assisted insemination and assisted ovulation (other than assisted
ovulation combined with IVF) is more difficult to determine, as such proce-
dures need not be reported to a central authority and are more likely to be
performed by general practitioners, rather than by physicians in specialty
programs devoted to ARTs.

B. Disability and Reproduction in Historical Context

Despite the prevalence of parents with disabilities,® individuals with
disabilities still “encounter substantial legal, medical, and familial resistance”
to their decision to have a child.3¢ This resistance has deep historical roots.
In the early part of the twentieth century, many states passed laws requiring
the sterilization of certain categories of persons, a primary goal of which was
to prevent people with disabilities from having children.3? The constitu-
tionality of these laws was upheld in Buck v. Bell,?® in which Justice Holmes,
upholding the involuntary sterilization of an allegedly “feeble minded white
woman,” famously declared that “three generations of imbeciles are
enough.”™® While Buck v. Bell has been criticized extensively,* the U.S.
Supreme Court has never expressly overruled it.4!

33.  These statistics also include data on gamete intrafallopian transfer (GIFT) and zygote
intrafallopian transfer (ZIFT). GIFT and ZIFT, like IVF, begin with ovulation stimulation and egg
retrieval. Unlike IVF, GIFT involves the transfer of unfertilized gametes into the fallopian tubes,
while with ZIFT the eggs are fertilized in a petri dish and the resulting embryos are transferred into
the fallopian tubes. These procedures were developed as potentially more effective alternatives to
IVF, but as success rates with IVF have improved, both GIFT and ZIFT have fallen out of favor.
See AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 60-63.

34.  CenTeRs FOR DisEasE CONTROL & PREVENTION ET AL., 1999 AsSISTED REPRODUCTIVE
TeCHNOLOGY Success RATEs 14 (2001), available at htep://www.cdc.gov/ncedphp/drh/art.html.

35.  While data on the number of parents with disabilities are difficult to obtain, see Shade,
supra note 7, at 158, one disability rights organization estimates that “10.9 percent of all American
families with children include at least one parent who has a disability.” Through the Looking
Glass, Parents with Disabilities, at http://www.lookingglass.org/parent.php (last modified July 26,
2002).

36. Adrienne Asch, Reproductive Technology and Disability, in REPRODUCTIVE LAWS FOR THE
1990s, at 69, 79 (Sherrill Cohen & Nadine Taub eds., 1989).

37.  See Philip R. Reilly, Eugenics, Ethics, Sterilization Laws, in 1 ENCYCLOPEDIA OF ETHICAL,
LeGAL, aND Poticy Issues IN BioTEcHNoLOGY 204, 204-08 (Thomas H. Murray & Maxwell J.
Mehiman eds., 2000).

38. 274 U.S. 200 (1927).

39. I at 207.

40.  See, e.g., Paul A. Lombardo, Three Generations, No Imbeciles: New Light on Buck v. Bell,
60 N.Y.U. L. Rev. 30 (1985).

41.  See Chris Watkins, Beyond Status: The Americans with Disabilities Act and the Parental
Rights of People Labeled Developmentally Disabled or Mentally Retarded, 83 CaL. L. Rev. 1415, 1425
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Involuntary sterilization laws were a product of the eugenics movement,
which sought to improve humanity by ensuring that only the “right” people
reproduced.*? Physicians played a significant role in the eugenics move-
ment, often justifying coercive legislation in public health terms.#* Eugenics
policies in this country had a significant influence on the Nazis,* who cited
legislation in California and other states “not only as precedents but also as
models.”45

While coercive eugenics laws fell out of favor after World War 11,4 the
perception that individuals with disabilities cannot be good parents has re-
mained widespread. In many states, laws governing the termination of pa-
rental rights specify a parent’s disability as a factor to consider in terminating
the parent’s rights.#” Courts sometimes interpret these statutes as creating a
presumption that individuals with disabilities are unable to parent:#® “[D]eaf
parents are thought to be incapable of effectively stimulating language skills;
blind parents cannot provide adequate attention or discipline; and parents
with spinal cord injuries cannot adequately supervise their children.”®

(1995). While the Supreme Court has not overruled Buck v. Bell, the continued vitality of its
holding was called into question by the Court’s subsequent decision in Skinner v. Oklahoma, 316
U.S. 535 (1942). In Skinner, the Court held that an Oklahoma statute requiring the sterilization of
persons convicted of larceny, but not persons convicted of embezzlement, violated the Equal Pro-
tection Clause. Id. at 541-42. In reaching its decision, the Court found that “strict scrutiny of the
classification which a State makes in a sterilization law is essential.” Id. at 541.

42.  See DaNIEL J. KevLEs, IN THE NAME OF EUGENICS: GENETICS AND THE Uses oF HuMAN
HerepiTy 47 (1985). Eugenics policies in this country appealed to several motivations, including
nationalism, class bias, and a “virulent racism.” ALLEN BUCHANAN ET AL., FRoM CHANCE TO
CHoice: GENETICS AND JUSTICE 34 (2000).

43.  See Paul A. Lombardo, Medicine, Eugenics, and the Supreme Court: From Coercive Sterili-
zation to Reproductive Freedom, 13 J. ConTeMP. HEALTH L. & Por’y 1 (1996).

44, Lor! B. ANDREWS ET AL., GENETICS: ETHICS, LAW, AND PoLicy 57 (2002).

45. BUCHANAN ET AL., supra note 42, at 38.

46. N.Y. STATE Task Force oN LiFe & THE Law, GENETIC TESTING AND SCREENING IN
THE AGE oF Genomic MEepicINe 83 (2000) [hereinafter GENETIC TESTING AND SCREENING].
Some involuntary sterilization laws remain on the books. See, e.g., N.C. Gen. StaT. §§ 35-36
(2000) (authorizing petitions for sterilization of any “mentally ill or retarded person” based on the
person’s best interests “or for the public good”); see also Joe Zumpano-Canto, Nonconsensual Sterili-
zation of the Mentally Disabled in North Carolina: An Ethics Critique of the Statutory Standard and Its
Judicial Interpretation, 13 J. ConTEMP. HEALTH L. & PoL'y 79, 79 & nn.1-2, 80 (1996) (arguing
that North Carolina’s sterilization law unethically infringes on the autonomy of individuals with
mental disabilities).

47.  Susan Kerr, The Application of the Americans with Disabilities Act to the Termination of the
Parental Rights of Individuals with Mental Disabilities, 16 ]. ConTEMp. HeaLTH L. & PoL’y 387, 401
(2000).

48.  See, e.g., In e Amie M., 225 Cal. Rptr. 645, 648 (1986) (interpreting a statute gov-
erning the termination of parental rights as requiring only proof of the parent’s “mental incapacity
or disorder,” regardless of whether there is evidence of a need for “supervision, treatment, care or
restraint, or . . . that the parent is dangerous to himself or to others”).

49. Michael Ashley Stein, Mommy Has a Blue Wheelchair: Recognizing the Parental Rights of
Individuals with Disabilities, 60 Brook. L. Rev. 1069, 1083 (1994) (reviewing JAY MATTHEWS, A
MoTHER’s ToucH: THE TiFFANY CALLO STORY (1992)); see also Kerr, supra note 47, at 403 (sug-
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These beliefs, as Dave Shade notes, reflect the “all-too-familiar picture of
the parent with a disability: unable to provide care, unable to provide love,
unable to be a parent.”s°

As the following part suggests, physicians who deny ARTs to patients
with disabilities may be motivated by a variety of considerations, not all of
which can be dismissed as obviously improper. However, it is important not
to lose sight of the context in which disability-based denials of treatment are
made. " While some considerations of disability by ART practitioners may be
legitimate, the stigma associated with reproduction by persons with disabili-
ties makes the danger of inappropriate discrimination a very real concern.

C. Disability-Based Screening by ART Practitioners-

ART practitioners consider a variety of factors in determining which
patients to accept for treatment.5* This part examines the extent to which
practitioners rely on prospective patients’ medical conditions (other than
infertility) in determining whom to accept for treatment. Part Il considers
whether these medical conditions constitute disabilities under the ADA.

I. HIV

The medical condition most often used as a basis for denying individu-
als access to ARTs is HIV infection. Until recently, most medical societies
supported the denial of ARTs to HIV-positive patients.2 In a 1994 policy

gesting that some courts assume that “the mere label of mental disability constitutes grounds for
parental rights termination”).

50.  Shade, supra note 7, at 159; see also Barbara Faye Waxman, Up Against Eugenics: Disabled
Women's Challenge to Receive Reproductive Health Services, 12 SExuauTy & DisaBiLTY 155, 156
(1994) (arguing that “the very nature of a disabled woman’s biological and social bond with a child
results in the societal fear of that child becoming physically, socially, psychically, and morally
defective”).

51.  See generally AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 177-213 (sur-
veying ART practitioners’ patient screening and selection criteria); Frank Bruni, The Gods of Fertil-
ity: For Reproduction Doctors, The Science Is the Easy Part, N.Y. TiMes, July 8, 1997, at Bl
(describing ethical dilemmas faced by ART practitioners who “must ultimately decide which fami-
lies they will help create and which they will not™).

52.  While there are no recent data indicating the extent to which physicians in the United
States deny ARTs to HIV-positive patients, studies in the United Kingdom reveal substantial phy-
sician opposition to helping HIV-infected individuals reproduce. See R. Balet et al., Attitudes To-
wards Routine Human Immunodeficiency Virus (HIV) Screening and Fertility Treatment in HIV Positive
Patients—A UK Survey, 13 HumMAN ReprRODUCTION 1085, 1086-87 (1998) (finding that, out of
fifty-eight ART programs that responded to a questionnaire, thirty-eight would not treat couples in
which the woman was HIV-positive, and nineteen would not treat couples in which either partner
was HIV-positive); IVF Clinics ‘Shun’ HIV Patients, BBC News, Dec. 2, 2001, at http://
news.bbc.co.uk/1/hi/health/1682749.stm (reporting that ART programs “were unlikely to offer
treatment to couples where only the woman or both partners were infected”).
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statement, the ASRM described HIV infection as a “serious contraindica-
tion” to the use of ARTs.5 In 1997, the International Federation of Gyne-
cology and Obstetrics issued a more strongly worded statement, providing
that “only seronegative individuals should be allowed to participate”. in
ARTs.5 : :
The most frequently cited concern about providing ARTs to HIV-posi-
tive patients is that the virus will be transmitted to the child during preg-
nancy or delivery (a process known as perinatal transmission).>> When the
ASRM'’s 1994 policy was developed, the risk of perinatal transmission was
estimated at about 25 percent.’¢ Given the limited treatments available for
HIV/AIDS at that time, most of the children born HIV-positive were ex-
pected to die within the first few years of life. The limited life expectancy
for people with AIDS also meant that children who lived longer (including
those who were born uninfected) “were likely to be orphaned in their
youth.”57? '

In the past few years, however, both the risk of perinatal transmission
and the prognosis for persons infected with HIV have changed dramatically.
In 1994, researchers demonstrated that treating women with zidovudine
(AZT) during pregnancy reduced the risk of perinatal transmission to ap-

53.  Ethics Committee of the American Fertility Society, Ethical Considerations of Assisted
Reproductive Technologies, 62 FERTILITY & STERILITY 1S, 858 (Supp. 1 1994). The American Fertil-
ity Society is the former name of the American Society for Reproductive Medicine (ASRM).

54.  Joseph G. Schenker, FIGO Committee for the Study of Ethical Aspects of Human Reproduc-
tion: Guidelines on the Study of AIDS and Human Reproduction, 12 HuMAN REPRODUCTION 1619,
1619 (1997); see also AssiSTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 209-10 & n.197
(concluding that “[p]hysicians may legitimately decline to provide assisted reproductive services to
individuals with medical conditions that make pregnancy dangerous or that are otherwise likely to
cause harm to the resulting child” and commenting that “it is arguable that HIV would constitute
such a condition at the present time”); Jeffrey Spike & Jane Greenlaw, Case Study: Ethics Consulta-
tion, 22 J.L. Mep. & EtHics 347, 348 (1994) (defending a hospital ethics committee’s decision to
deny ARTs to a couple in which the woman was HIV-positive, based on the Hippocratic obliga-
tion to “do no harm”).

55.  See Anne Drapkin Lyerly & Jean Anderson, Human Immunodeficiency Virus and Assisted
Reproduction: Reconsidering Evidence, Reframing Ethics, 75 FERTILITY & STERILITY 843, 850 (2001)
(also noting other concerns raised by ART practitioners, including the risk of transmitting the
virus between partners and to the staff, and the safety of other embryos and other couples using the
facilities).

56. R.S. Spetling et al., Maternal Viral Load, Zidovudine Treatment, and the Risk of Transmis-
sion of Human Immunodeficiency Virus Type 1 from Mother to Infant, 335 NEw ENG. ]. Meb. 1621,
1621-23 (1996).

57.  Howard Minkoff & Nanette Santoro, Ethical Considerations in the Treatment of Infertility
in Women with Human Immunodeficiency Virus Infection, 342 New ENG. J. MEp. 1748, 1748 (2000);
cf. Dena Towner & Roberta Springer Loewy, Ethics of Preimplantation Diagnosis for a Woman Des-
tined to Develop Early-Onset Alzheimer Disease, 287 JAMA 1038, 1039 (2002) (questioning “the
purposive choice of bringing into the world a child for whom the mother will, with near certainty,
be unable to provide care”).
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proximately 8 percent.’® More recent studies have shown that, when AZT is
combined with other drugs and cesarean delivery, the risk of transmission
can be lowered to less than 2 percent.® At the same time, the development
of protease inhibitors and other therapies has significantly increased the life
expectancy and the quality of life for both children and adults living with
HIV, leading some commentators to characterize HIV as a chronic illness
rather than an invariably fatal disease.®

These developments have led to a reconsideration of policies discourag-
ing the provision of ARTs to HIV-positive patients. For example, in a June
2000 article in The New England Journal of Medicine, two physicians argued
that practitioners should “provide full and frank counseling about treatment
for infertility” to HIV-positive patients and then “respect the wishes of the
couple.”! While acknowledging that physicians might appropriately dis-
courage ARTs for patients with other medical conditions,? they argued that
HIV should no longer be treated as a contraindication to treatment in all
cases.®

In February 2002, the ASRM reexamined its policy on providing ARTs
to HIV-positive patients.* In a revised policy statement, the ASRM noted
the dramatic reduction in the rate of HIV transmission from infected women

58. Sperling et al., supra note 56, at 1621.

59.  See The International Perinatal HIV Group, The Mode of Delivery and the Risk of Vertical
Transmission of Human Immunodeficiency Virus Type 1, 340 New Enc. J. Mep. 977, 984 ¢bl.3
(1999).

60. See Kent A. Sepkowitz, AIDS—The First 20 Years, 344 New Enc. ]. Mep. 1764, 1770
(2001); see also Linda Villarosa, Women Now Look Beyond H.1.V., to Children and Grandchildren,
N.Y. Times, Aug. 7, 2001, at F7 (noting that improvements in the life expectancy and quality of
life for people with AIDS are leading more HIV-positive women to attempt to have children).

61. Minkoff & Santoro, supra note 57, at 1750.

62.  Seeid. at 1749 (giving the example of “a woman with poorly controlled type 1 diabetes
and renal disease”).

63.  See id. (suggesting, however, that it might be appropriate to exclude “women with
AIDS-associated lymphoma that does not respond to a highly active antiretroviral therapy”); see
also Carole Gilling-Smith et al., HIV and Infertility: Time to Treat, 322 BruT. MeD. J. 566, 567
(2001) (arguing that “couples in whom one or both partners are infected should have access to the
same fertility advice and treatment as non-infected individuals to allow them to conceive with the
minimum of risk to their partners or children”); Lyerly & Anderson, supra note 55, at 855 (con-
cluding that “the exclusion of HIV-infected couples from infertility services may no longer be
morally or legally defensible”). Even before the development of treatments to reduce the risk of
perinatal transmission, some commentators questioned the appropriateness of excluding HIV-posi-
tive individuals from ART programs in all cases. Writing in 1994, Taunya Banks argued that “any
blanket policy of refusing to provide . . . infertility services constitutes separate, different, unequal,
and less effective medical treatment based on a protected physical disability in violation of the
ADA.” Banks, supra note 7, at 64. In reaching this conclusion, she assumed that the risk of
perinatal transmission was “no more than thirty-six percent and . . . possibly as low as thirteen
percent.” Id. at 63.

64.  See Ethics Committee of the American Society for Reproductive Medicine, Human Im-
munodeficiency Virus and Infertility Treatment, 77 FErTILITY & STERILITY 218 (2002).
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to their offspring, as well as the potential for “specific methods for sperm
preparation and testing” to reduce the risk of transmission from infected men
to uninfected women.®> As long as the provider has the clinical and labora-
tory facilities necessary to care for HIV-positive patients, the new policy
states, “one can argue that health care providers are not acting unethically if
they have taken all reasonable precautions to limit the risk of transmitting
HIV to offspring or to an uninfected partner.”s Citing the ADA, the report
concludes that, “[ulnless health care workers can show that they lack the
skill and facilities to treat HIV-positive patients safely or that the patient
refused reasonable testing and treatment, they may be legally as well as ethi-
cally obligated to provide requested reproductive assistance.”®

2. Other Medical Conditions

Much less attention has been devoted to the use of ARTs by patients
with medical conditions other than HIV, even when those conditions pose
comparable or even greater risks to the potential child. Indeed, some com-
mentators object to the denial of ARTs to HIV-positive patients in part
because of their perception that people with HIV are being singled out,
while patients with equally serious conditions are offered ARTs without any
consideration of the risks.®8

However, there is evidence that at least some ART programs take a
broad range of medical conditions into account in deciding whom to treat.

65. Id. at 219 (noting that, in one study involving almost 1600 inseminations of 513 HIV-
negative women, no cases of transmission to the women or children were reported). Some physi-
cians who offer this procedure report that they “do not publicize their work to avoid accusations
that they place women at risk of HIV infection and opinions that men with the potentially fatal
disease do not have a right to father children.” Press Release, Kaiser Family Foundation, Facilities
Performing HIV Risk-Reducing IVF Technique Try to Stay “Low Profile,” Apr. 11, 2001, at hep://
www.kaisernetwork.org/Daily_reports/rep_index.cfm?hint=2&DR_ID=3980. Other physicians re-
gard couples in which the man is HIV-positive as an attractive “market niche” in the highly com-
petitive fertility industry. Gina Kolata, Fertility Inc.: Clinics Race to Lure Clients, N.Y. TIMES, Jan.
1, 2002, at F1.

66. Ethics Committee of the American Society for Reproductive Medicine, supra note 64, at
220.

67. Id. at 221. But cf. Press Release, Kaiser Family Foundation, Australian Fertility Special-
ists Agree to Grant HIV-Positive Women Access to IVF, Aug. 14, 2001, at http:/fwww.
kaisernetwork.org/Daily_reports/rep_index.cfm’hint=1&DR_ID=6367 (quoting Helen Szoke, the
head of Victoria’s Infertility Treatment Authority, who opined that providing ARTs to HIV-posi-
tive patients might violate state laws in Australia that prohibit the use of ARTs by “people who
run the risk of a genetic abnormality, or a disease being transmitted to the unborn child”).

68.  Minkoff & Santoro, supra note 57, at 1748-49; ¢f. Carol Levine & Nancy N. Dubler,
Uncertain Risks and Bitter Realities: The Reproductive Choices of HIV Infected Women, 68 MiLBANK Q.
321, 328-29 (1990) (observing, in response to calls for HIV-positive women to refrain from repro-
ducing, that “[m]any HIV-infected babies are no worse off than babies born with other severe and
life-threatening birth conditions, yet there are no comparable claims that all such babies should
have been aborted”).
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According to a 1998 study by the New York State Task Force on Life and
the Law, ART practitioners in New York State have denied treatment to
prospective patients who had severe lupus with limited kidney function, un-
controlled diabetes, and uncontrolled hypertension, based on both the risk
to the woman’s own health and the risk to the potential child resulting from
pregnancy complications.®® The risks to the child are primarily those related
to prematurity and low birth weight, which substantially increase the risk of
neonatal death and lifelong disability.?

Some practitioners also have expressed an unwillingness to treat pa-
tients because of their risk of transmitting genetic diseases to their offspring.
A 1987 survey by the federal Office of Technology Assessment found that
79 percent of practitioners would deny ARTs to patients at risk of transmit-
ting a “serious genetic disorder[ ]” to their offspring.”! Some commentators
have supported such exclusions, arguing that physicians should not provide
ARTS to carriers of serious disorders like Tay-Sachs, a seriously debilitating
and ultimately fatal neurological condition, if they will not use pre-implan-
tation or prenatal diagnosis to avoid the birth of affected children.”? In prac-
tice, however, most physicians do not suggest genetic testing for couples who
do not raise the issue on their own.™

Patients with mental disabilities also may experience difficulties ob-
taining ARTs. Some physicians attempt to screen out patients who are ex-
pected to have difficulties complying with the difficult treatment regimen
required of IVF patients,’ based partly on evaluations of the patient’s overall
mental health. Depending on how this type of screening is applied, it may
disproportionately exclude patients with diagnosable mental disorders. In

69.  AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 190.

70.  See Geoffrey Chamberlain, Medical Problems in Pregnancy—I, 302 BriT. MeD. J. 1262,
1262 (1991) (describing pregnancy complications experienced by women with chronic diseases,
including heart disease, diabetes, thyroid disease, jaundice, anemia, and urinary tract infections);
Chang-Ryul Kim et al., Effects of Maternal Hypertension in Very-Low-Birth-Weight Infants, 150
ARCHIVES PEDIATRICS & ADOLESCENT MED. 686, 686 (1996) (stating that mothers with hyperten-
sion have an increased incidence of low-birth-weight infants); Kristine Y. Lain & James M. Rob-
erts, Contemporary Concepts of the Pathogenesis and Management of Preeclampsia, 287 JAMA 3183,
3183 (2002) (identifying chronic hypertension and diabetes as risk factors for preeclampsia, and
noting that “[ilnfants of women with preeclampsia have a 5-fold increase in mortality compared
with infants of mothers without the disorder”); Joseph ]. Volpe, Neurologic Outcome of Prematurity,
55 ArcHIVEs NEUROLOGY 297, 297 (1998) (noting that 15 percent of very-low-birth-weight in-
fants do not survive, and that those who survive often experience neurological problems).

71.  U.S. CONGRESSIONAL OFFICE OF TECHNOLOGY ASSESSMENT, ARTIFICIAL INSEMINA-
TION: PRACTICE IN THE UNITED STATES: SUMMARY OF A 1987 SURVEY—BACKGROUND PAPER
29-30 (1988), available at htrp:/fwww.wws.princeton.edu/~ota/disk2/1988/8804_n.html.

72.  See Spike & Greenlaw, supra note 54, at 349.

73.  See AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 191.

74.  Seeid. at 195. The IVF process, which involves frequent office visits and regular, self-
administered injections, is both time-consuming and emotionally difficult. See id. at 120-24 (not-
ing that infertility treatment is often described as “an emotional roller-coaster”).
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addition, some physicians will not treat patients who appear incapable of
providing stable home environments for their children.” In some cases, pre-
dictions about parenting ability may be based on formal or informal evalua-
tions of prospective patients’ mental health.?

Because denials of treatment take place in private and may not be re-
ported, it is likely that the extent of medically based treatment denials is
greater than the few cases reported in the literature. For practitioners con-
cerned about the impact of treatment on the potential child’s welfare, nu-
merous medical conditions in addition to those discussed above might be
considered contraindications to the provision of ARTs. For example, chil-
dren born to women with phenylketonuria (PKU), an enzyme disorder, face
a greater than 90 percent risk of mental retardation and a 12 to 15 percent
risk of other congenital birth defects.”? While these risks can be minimized
if the woman follows a special diet during pregnancy, compliance with the
diet is extremely difficult, and most pregnancies among women with PKU
are not well controlled.”

[I. THeE ADA AND ARTSs: ESTABLISHING A PrRIMA FACIE CASE

The general rule in this country is that physicians are under no obliga-
tion to treat persons seeking medical treatment. Even in emergencies, physi-
cians are free to walk away from individuals in need of medical attention,
unless they have a preexisting physician-patient relationship with the indi-
vidual or have assumed a contractual duty to accept new patients under par-
ticular circumstances.” Like employers making decisions about hiring and
firing, however, physicians may not exercise their discretion to pick and
choose patients in a manner that violates applicable civil rights laws. Aside
from laws prohibiting discrimination on the basis of race, religion, and na-
tional origin®—factors that ART practitioners do not claim any right to

75.  Seeid. at 181; see also National Advisory Board on Ethics in Reproduction, Ethical and
Policy Issues Related to Qocyte Recipients in the Clinical Setting, in NEw WAys OF MAKING BABIES:
Tre Case OoF EGG DONATION 248, 257-58 (Cynthia B. Cohen ed., 1996) (endorsing the limited
use of psychological screening to identify individuals likely to be unfit parents).

76.  See AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 192,

77.  See D.B. Paul, The History of Newborn Phenylketonuria Screening in the U.S., in PROMOT-
ING SAFE AND EFFecTIVE GENETIC TESTING IN THE UNITED STATES: FINAL REPORT OF THE Task
ForcE ON GENETIC TESTING 137, 146 (Neil A. Holtzman & Michael S. Watson eds., 1998).

78.  See GENETIC TESTING AND SCREENING, supra note 46, at 163.

79.  See Maxwell ]. Mehlman, The Patient-Physician Relationship in an Era of Scarce Resources:
Is There a Duty to Treat? 25 Conn. L. Rev. 349, 360 (1993) (“[T]he physician must agree to enter
into a relationship with a patient before he is required to treat the patient and to fulfill the other
duties externally imposed upon him. He cannot be forced to assume these obligations against his
will.”).

80.  See, e.g., 42 U.S.C. §§ 2000a, 2000d (2000).
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consider in determining eligibility criteria8’—the most important constraint
on physicians’ discretion over patient selection decisions is Title III of the
ADA, which prohibits disability discrimination in places of public accom-
modation, including private physicians’ offices.8

To establish a prima facie case of disability discrimination under the
ADA, an individual denied ARTs because of one of the medical conditions
discussed in Part I would have to make two showings. First, she would have
to establish that she was denied ARTs because of a condition that consti-
tutes a “disability” under the statute.8> Second, she would have to establish
that the decision amounted to “discrimination on the basis of disability”
within the meaning of Title I11.8¢

Both of these elements present significant hurdles for ADA plaintiffs.
Indeed, as discussed below, courts seeking to avoid reaching the merits of
these cases could interpret the statutory language in a manner that excludes
many of the medically based screening criteria discussed in Part I. Interpret-
ing the ADA in this fashion, however, would frustrate the goals of the stat-
ute. The fact that patients’ disabilities often will be relevant to medical
decisions may actually increase the likelihood of inappropriate disability dis-

81.  Although physicians do not claim the right to consider race in determining eligibility for
ARTSs, some commentators have found “evidence that some physicians and fertility clinics may
deliberately steer Black patients away from reproductive technologies.” Dorothy E. Roberts, Race
and the New Reproduction, 47 HasTings L.J. 935, 940 (1996). In addition, physicians who deny
ART: to couples at risk of transmitting recessive genetic disorders might disproportionately exclude
members of certain racial groups; for example, African Americans are more likely than Caucasians
to be carriers of sickle cell disease. See INSTITUTE OF MEDICINE COMMITTEE ON ASSESSING GE-
NETIC Risks, AsSESSING GENETIC Risks: IMPLICATIONS FOR HEALTH AND SociaL PoLicy 41 (Lori
B. Andrews et al. eds., 1994). However, few ART practitioners require genetic testing for patients
who do not request it themselves. See supra text accompanying note 73.

82. 42 US.C. § 12181(7)(F) (2000). Title III also requires physicians to make reasonable
accommodations to their physical facilities so that they are accessible to individuals with disabili-
ties. See id. at § 12182(b)(2)(A)(iv). In addition to the ADA, all states have their own laws
against disability discrimination, some of which provide broader protections to individuals with
disabilities than the ADA. See David W. Webber & Lawrence O. Gostin, Discrimination Based on
HIV/AIDS and Other Health Conditions: “Disability” as Defined Under Federal and State Law, 3 ].
HearLtH Care L. & PoL'y 266, 286-87 (2000). Many states and localities have additional civil
rights laws that apply to patient selection decisions by health care practitioners, such as laws bar-
ring discrimination on the basis of marital status or sexual orientation. See, e.g., New Jersey Law
Against Discrimination, N.J. STAT. ANN. § 10:5 (West 1993). However, the application of these
laws to denials of treatment by ART practitioners remains unclear. See AssiSTED REPRODUCTIVE
TECHNOLOGIES, supra note 16, at 186 (suggesting that, in jurisdictions that prohibit discrimination
against unmarried persons, “it is possible that [ART] programs could limit their services to cases of
diagnosed infertility, thereby excluding single women who wish to reproduce with donor semen
solely because they do not have partners of the opposite sex”); Julien S. Murphy, Should Lesbians
Count as Infertile Couples? Antilesbian Discrimination in Assisted Reproduction, in EMBODYING
BioeTHics: RECENT FemiNnisT ADVANCES 103, 105-10 (Anne Donchin & Laura M. Purdy eds.,
1999) (discussing strategies for promoting access to ARTs by lesbian couples).

83.  See infra Part ILA.

84.  See infra Part IL.B.
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crimination in the context of health care. Unlike, for example, a store
owner, who has no reason to think that any disability-based denial of ser-
vices would ever be permissible, physicians are likely to view patients’ disa-
bilities as a legitimate factor to take into account—and, in some cases, they
may be correct. The danger is that physicians will become accustomed to
making decisions based on their patients’ disabilities, without recognizing
when they have crossed the line between appropriate medical considerations
and inappropriate social judgments.

This danger is particularly pronounced in the area of ARTs, given the
stigma associated with reproduction and parenting by individuals with disa-
bilities.85 This stigma is particularly pronounced for individuals with disabil-
ities that may be transmitted to offspring, or that create risks of pregnancy
complications that endanger the future child’s health.% Even when physi-
cians sincerely believe they are basing their decisions on legitimate medical
factors, they may be motivated by ignorance about the parenting ability of
people with disabilities, or by unconscious biases that affect their evaluation
of the medical facts.

Accordingly, this part argues that courts should interpret “disability”
and “discrimination on the basis of disability” broadly in the context of ART
decisions, in order to facilitate patients’ ability to establish a prima facie
case. Such an approach would not necessarily lead to a finding of unlawful
discrimination, but it would ensure that the physician’s reasons for denying
the patient treatment are subject to judicial review.

A. Definition of Disability

The ADA defines a “person with a disability” as an individual who (1)
has “a physical or mental impairment that substantially limits one or more of
the major life activities of such individual,” (2) has “a record of such an
impairment,” or (3) is “regarded as having such an impairment.”s The Su-

85. Cf. Samuel R. Bagenstos, Subordination, Stigma, and “Disability,” 86 Va. L. Rev. 397,
445 (2000) (arguing that “[t]he statutory ‘disability’ category should embrace those actual, past, and
perceived impairments that subject people to systematic disadvantages in society,” and that
“[{lmpairments that are stigmatized—that type people who have them as ‘abnormal or defective in
mind or body'—are particularly likely to meet the systematic disadvantage standard”} (quoting
Carol J. Gill, Questioning Continuum, in THE RAGGED EDGE: THE DISABILITY EXPERIENCE FROM THE
PacEs OF THE FirsT FIFTEEN YEARS OF THE DISABILITY RAG 42, 44 (Barrett Shaw ed., 1994)).

86. See id. at 486 n.334 (arguing that “even exposing one’s unborn child to the risk of a
relatively minor physical condition can be quite stigmatizing”). As an example, Samuel Bagenstos
tefers to the “public outcry” that occurred when Bree Walker Lampley, a newscaster in Los Ange-
les, became pregnant. Ms. Lampley had ectrodactylism, a genetic condition in which the bones of
the hands and feet are fused. See id.

87. 42 US.C. §12102(2) (2000).
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preme Court’s 1998 decision in Bragdon v. Abbott®s s likely to be the starting
point for a court applying this definition to individuals denied ARTs because
of impairments associated with reproductive risks.

In Bragdon, a woman who was infected with HIV but who had not vet
developed symptoms of AIDS sued a dentist who refused to fill her cavity
outside a hospital. Rejecting the defendant’s contention that the plaintiff
was not disabled because she remained asymptomatic, the Court held that
HIV infection is a physical impairment that substantially limited the plain-
tiff's ability to reproduce, which the Court characterized as a major life activ-
ity.® The Court reasoned that, if an HIV-positive woman attempts to have
a child, she risks infecting her partner and transmitting the virus to her off-
spring during pregnancy and childbirth.® Although the Court recognized
that the risk of perinatal transmission could be substantially reduced through
antiretroviral therapy, it was unwilling to rule “that an 8% risk of transmit-
ting a dread and fatal disease to one’s child does not represent a substantial
limitation on reproduction.”! Rejecting the dissent’s effort to limit the defi-
nition of disability to conditions that make it impossible to engage in major
life activities, the Court concluded that “[w]hen significant limitations result
from the impairment, the definition [of disability] is met even if the difficul-
ties are not insurmountable.”? Moreover, the Court noted, while
“[clonception and childbirth are not impossible for an HIV vic-
tim, . . . without doubt, [they] are dangerous to the public health.”

The Court’s recognition of reproduction as a “major life activity,” and
its finding that risks to offspring can constitute a “substantial limitation” on
reproduction, are potentially applicable to a broad range of medical condi-
tions associated with reproductive risks. For example, diabetes, hyperten-
sion, and certain cancers can make pregnancy dangerous to both the woman

88. 524 U.S. 624 (1998).

89.  Id. at 638. Bragdon’s finding that reproduction is a major life activity suggests that infer-
tility constitutes a disability, as infertility is by definition a substantial limitation on the ability to
reproduce. See Kimberly Horvath, Does Bragdon v. Abbott Provide the Missing Link for Infertile
Couples Seeking Protection Under the ADA?, 2 DePauL J. HEaLTH Care L. 819, 839 (1999). For
purposes of the issues addressed in this Article, however, whether infertility constitutes a disability
is largely irrelevant. Even if most individuals denied ARTS are disabled because they are infertile,
their infertility would not be the basis of the denial of treatment. The population of prospective
ART patients is overwhelmingly infertile; physicians who deny ARTs to persons who are infertile
do so despite their infertility, not because of it.

90.  See Bragdon, 524 U.S. at 639-40. The Court’s assumption that reproduction by an HIV-
positive woman would require exposing the woman’s partner to HIV was incorrect, as the risk of
female-to-male transmission easily could be eliminated by using artificial insemination.

91.  Id. at 641. The risk of perinatal transmission is now thought to be lower than 2 percent.
See supra note 59 and accompanying text.

92.  Bragdon, 524 U.S. at 641.
93. Id.
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and the potential child.®* Under Bragdon, if the risks associated with these
conditions are found to “substantially limit” reproduction, persons with
these conditions might be considered individuals with disabilities under the

ADA.%

It is possible, however, that courts might find the logic of Bragdon inap-
plicable to persons denied ARTs, even if they have medical conditions asso-
ciated with significant reproductive risks. Unlike the plaintiff in Bragdon,
whose HIV infection led her to forego having children,® individuals who
seek ARTs are actively attempting to reproduce. Under a narrow reading of
Bragdon, a court might find that a medical condition “substantially limits”
reproduction for a particular individual only if the condition’s reproductive
risks lead that person to refrain from having children. If proof of the specific
plaintiffs unwillingness to reproduce is necessary to establish a reproductive
disability under Bragdon, persons seeking to have children through ARTs
could not claim they are disabled because they have medical conditions asso-
ciated with reproductive risks.9?

Such a narrow interpretation of Bragdon would significantly reduce the
scope of ADA protection for persons denied ARTs on the basis of medical
conditions. Nonetheless, even with this narrow interpretation some people
would still fit within the statute’s definition of disability because they are
substantially limited in major life activities unrelated to reproduction. For
example, the statute would clearly apply to persons denied ARTs because
they are blind or deaf.8

Moreover, there is no reason to assume that courts will choose to inter-
pret Bragdon so narrowly. While Bragdon did not establish that HIV infec-
tion is a per se disability,” it made clear that “the disability definition does

94.  See supra notes 69-70 and accompanying text.

95.  See Berk v. Bates Adver. USA, Inc., 25 F. Supp. 2d 265, 268 (S.D.N.Y. 1998) (finding
that a woman with breast cancer was disabled in part because the cancer made pregnancy unduly
risky).

96.  In Bragdon, the plaintiff testified that “her HIV infection controlled her decision not to
have a child.” Bragdon, 524 U.S. at 641. Because the case was decided on cross-motions for sum-
mary judgment, the Court assumed for purposes of its decision that this unchallenged testimony
was true. See id.

97.  See Webber & Gostin, supra note 82, at 285 (suggesting that the plaintiff in Bragdon
might not have been considered disabled if she “had not asserted that HIV was the reason for her
declining to bear children,” but concluding that “[ilf this is indeed the intention of the Court, it
makes little sense”).

98.  See Bryant v. Better Bus. Bureau, 923 F. Supp. 720, 743 (D. Md. 1996) (recognizing that
deafness is a disability under the ADA); Anderson v. Gus Mayer Boston Store, 924 F. Supp. 763,
77415 (E.D. Tex. 1996) (finding that blindness constitutes an ADA disability). Other conditions
that also might remain covered include cystic fibrosis, which has been held to substantially limit
the major life activity of breathing. See Emery v. Caravan of Dreams, Inc., 879 F. Supp. 640, 643
(N.D. Tex. 1995), affd, 85 F.3d 622 (5th Cir. 1996).

99.  See Bragdon, 524 U.S. at 642.



36 50 UCLA Law Review 17 (2002)

not turn on personal choice.”® In addition, in Sutton v. United Airlines, !
the Court noted that persons may be substantially limited in a major life
activity even if they have overcome a disability’s primary burdens.’? This
may be the case for persons who seek to reproduce despite medical condi-
tions involving reproductive risks. As the Court recognized in Bragdon,
HIV-positive persons who choose to reproduce face “economic and legal
consequences” that other people need not confront.!®® In addition, some
medical conditions may make pregnancy especially dangerous,!® or they
may require the woman to stop taking her usual medications to minimize
" risks to the fetus.'® For individuals willing to reproduce despite these conse-
quences, the additional burdens associated with having a child might consti-
tute substantial limitations on reproduction in and of themselves.!o

If courts adopt this broader perspective, individuals denied access to
ARTSs because of medical conditions that make reproduction more danger-
ous, costly, or otherwise burdensome might be considered substantially lim-
ited in their ability to reproduce, even though those limitations have not led
them to forego reproduction entirely. Presumably, this would mean that per-
sons denied ARTs because they are HIV-positive would be considered dis-
abled.'” Even though the risk of perinatal transmission has been reduced

100. Id. at 641.
101, 527 U.S. 471 (1999).
102.  Id. at 488; ¢f. Christian v. St. Anthony Med. Ctr., 117 F.3d 1051, 1052 (7th Cir. 1997)
(“[lif a medical condition that is not itself disabling nevertheless requires, in the prudent judgment
of the medical profession, treatment that is disabling, then the individual has a disability within
the meaning of the Act, even though the disability is, as it were, at one remove from the
condition.”).
103.  Bragdon, 524 U.S. at 641.
104.  See supra note 70.
105.  See Mohammad M. Igbal et al., The Effects of Lithium, Valproic Acid, and Carbamazepine
During Pregnancy and Lactation, 4 ]. ToxicoLocy: CLinicaL ToxicoLocy 381, 388 (2001) (con-
cluding that women treated with drugs for manic depression are at high risk for fetal complications
during pregnancy); Cheryl H. Waters et al., Outcomes of Pregnancy Associated with Antiepileptic
Drugs, 51 ArcHives NEuroLoGY 250, 250 (1994) (noting that all three major antiepileptic drugs
are associated with an increased risk of fetal death and anomalies).
106.  Samuel Bagenstos makes a similar point when explaining why some infertile individuals
should be considered disabled even if they are able to reproduce through ARTs. Bagenstos argues
that even though
[m]edical treatments may allow a person with infertility to have a child, . . . that fact alone
does not necessarily relieve the substantial limitation in the major life activity of reproduc-
tion. When gestation can occur only through a burdensome and stigmatizing course of
treatment, a person’s medically generated ability to reproduce will not eliminate the sub-
stantial limitation on reproduction.

Bagenstos, supra note 85, at 498-99.

107.  Even if persons seeking ARTs cannot establish that they have been substantially limited
in their ability to reproduce, it is possible that HIV-positive individuals would be considered dis-
abled for reasons unrelated to reproduction. See Bragdon, 524 U.S. at 637 (“Given the pervasive,
and invariably fatal, course of the disease, its effect on major life activities of many sorts might have
been relevant to our inquiry.”).
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significantly since Bragdon was decided,!®8 having a child while HIV-positive
still entails significant medical, economic, and social burdens, including
those directly associated with efforts to reduce the risk of perinatal transmis-
sion.'® Prospective ART patients with other conditions that make preg-
nancy dangerous''® also might be able to claim that they are disabled
because they can reproduce only by assuming significant medical risks to
themselves and their offspring.

Yet, even under this broader interpretation of Bragdon, individuals de-
nied ARTs for medical reasons would not necessarily satisfy the definition of
disability under the ADA. One category of prospective patients that would
probably fall outside the scope of ADA protection would be persons denied
treatment because of genetic mutations that do not affect their own health,
but that nonetheless create risks to the health of their future children. For
example, persons with one copy of the genetic mutation associated with
Tay-Sachs disease do not and never will have Tay-Sachs themselves, but if
two Tay-Sachs carriers reproduce, their children face a 25 percent chance of
being born with the disease.!!! While a 25 percent chance of transmitting
Tay-Sachs is clearly significant, it is unlikely that Tay-Sachs carriers would
be considered disabled under the ADA. First, it is doubtful that genetic
mutations that do not affect an individual’s own health would constitute
“physical impairments” under the ADA’s definition of disability.!'? Second,

108.  See supra text accompanying note 59.

109. The additional reproductive burdens associated with efforts to avoid HIV transmission
also suggest that HIV-positive men are substantially limited in their ability to reproduce, even if the
risk of transmission to their partners or offspring can be eliminated entirely. See Ethics Committee
of the American Society for Reproductive Medicine, supra note 64, at 219 (concluding that, for
couples in which only the male partner is HIV-positive, attempting to reproduce through sexual
intercourse is “unsafe and . . . not recommended,” and suggesting that such couples consider under-
going ARTSs using “specific methods for sperm preparation and testing that can substantially reduce
the chance of HIV transmission to the female partner and child”); ¢f. Rollf v. Interim Pers., Inc.,
No. 2:99CV44, 1999 U.S. Dist. LEXIS 18096, at *10 (E.D. Mo. Nov. 4, 1999) (finding that a man
with Hepatitis C was substantially limited in his ability to reproduce even if he could reproduce
safely through artificial insemination). But see Cruz Carrillo v. AMR Eagle, Inc., 148 F. Supp. 2d
142, 145 (D.P.R. 2001) (declining to find an HIV-positive man disabled under the ADA because
the man “failed to introduce into evidence any medical evidence from which a reasonable jury
could find that HIV substantially limits a man’s ability to reproduce”).

110.  See supra text accompanying notes 69-70.

111.  See GENETIC TESTING AND SCREENING, supra note 46, at 16.

112.  See Mary Crossley, The Disability Kaleidoscope, 74 NoTRE Dame L. Rev. 621, 707 (1999)
{(“Unless the mutation is currently causing some impact on bodily systems, it does not seem to fit
within the definition of ‘impairment.””); Laura F. Rothstein, Genetic Discrimination: Why Bragdon
Does Not Ensure Protection, 3 ]. HEaLTH CARE L. & PoL’y 330, 342 (2000) (“Individuals who are
unaffected carriers of recessive disorders . . . would not be covered under even the most expansive
reading of Bragdon.”). Because asymptomatic genetic mutations do not adversely affect individuals’
bodily systems, they are distinguishable from asymptomatic HIV infection, which, as the Supreme
Court noted in Bragdon, has a “constant and detrimental effect on the infected person’s hemic and
lymphatic systems from the moment of infection.” Bragdon, 524 U.S. at 637. But see Joseph S.
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the risks associated with recessive disorders exist only when both partners
are carriers; if a carrier reproduces with a noncarrier, it is impossible for their
child to be born with the disease. Courts might be unwilling to recognize a
disability that exists only in the context of particular relationships.!3
Nonetheless, there is a third possible way to interpret Bragdon’s applica-
tion to decisions by ART practitioners, one that would subject most of the
screening criteria discussed in Part I to the scrutiny of the ADA. This inter-
pretation would combine Bragdon’s finding that reproduction is a major life
activity with the ADA’s inclusion of individuals who are “regarded as” dis-
abled in the statutory definition of disability."'* Under the “regarded as”
definition, individuals are considered disabled if the “covered entity”—in
this case, the ART practitioner—mistakenly believes that (1) the individual
“has a physical impairment that substantially limits one or more [of the indi-
vidual’s] major life activities,” or (2) “an actual, nonlimiting impairment
substantially limits one or more major life activities.”! In light of Bragdon,
a court might conclude that whenever a physician refuses to provide ARTs
based on his or her judgment that an individual’s medical condition makes
reproduction inadvisable, the physician is expressing the belief that the con-
dition substantially limits the individual’s ability to reproduce. In these
cases, the denial of treatment itself would be evidence that the physician
“regards” the person as someone who, like the plaintiff in Bragdon, is unable
to reproduce safely.!’¢ If this interpretation is correct, the ADA would ex-
tend to any situation in which a physician refuses to provide ARTs based on
the reproductive risks associated with a medical condition, even if those
conditions would not be considered disabilities in situations not involving

Alper, Does the ADA Provide Protection Against Discrimination on the Basis of Genotype?, 23 ].L. MeD.
& EtHics 167, 168 (1995) (arguing that “[a] carrier of a recessive trait . . . suffers from an impair-
ment,” because “it is the function of the reproductive system of an organism to produce healthy
offspring”).

113. See George ]. Annas, Protecting Patients from Discrimination—The Americans with Disabili-
ties Act and HIV Infection, 339 New Enc. ]. Mep. 1255, 1257 (1998) (suggesting that the ADA
would not offer protection if “only the couple as a couple . . . is disabled”).

114, See supra text accompanying note 87.
[15.  Sutton v. United Airlines, 527 U.S. 471, 489 (1999).

116.  This argument is different from the “regarded as” claim rejected by the Supreme Court in
Sutton. In that case, an airline refused to hire twin sisters because of their visual impairments, even
though their vision could be fully corrected with glasses. Id. at 475-76. The Court rejected the
women’s argument that the employer had “regarded” them as disabled, as the evidence showed only
that the employer regarded them as incapable of working as global airline pilots. Id. at 490. “Be-
cause the position of global airline pilot is a single job,” the Court held, “this allegation does not
support the claim that respondent regards petitioners as having a substantially limiting impair-
ment.” Id. at 493. By contrast, when a physician refuses to provide ARTs to an individual who
has an impairment associated with reproductive risks, the physician is regarding the individual as
incapable of reproducing safely, which, under Bragdon, constitutes a substantial limitation on a
major life activity. See supra text accompanying notes 88-93.
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ARTs.117 This logic might even extend to individuals with recessive genetic
mutations for conditions like Tay-Sachs, as long as the physician regards the
mutation as a physical impairment that substantially limits the ability to
reproduce.!!®

B. Disability Discrimination Under Title III

Title III of the ADA prohibits discrimination “on the basis of disabil-
ity” in places of public accommodation."’® In addition, the definition of
“discrimination” under Title III encompasses “eligibility criteria that screen
out or tend to screen out an individual with a disability or any class of indi-
viduals with disabilities,” unless those criteria are “necessary” for the services
being offered.’?® Most commentators agree that, in light of this language,
facially neutral eligibility criteria with a disparate impact on people with
disabilities also can constitute discrimination “on the basis of disability” in
violation of Title 1I1.12!

117.  For example, most courts have concluded that obesity is not a disability. See, e.g.,
Hazeldine v. Beverage Media, Ltd., 954 F. Supp. 697, 704-05 (S.D.N.Y. 1997). However, if a
physician refuses to provide ARTs to an obese woman because of the risk to the future child, see
generally Florence Galtier-Dereure et al., Obesity and Pregnancy: Complications and Cost, 71 Am. J.
CuimnicaL NUTRITION 12428 (2000), which describes pregnancy-related risks associated with obes-
ity, arguably the physician “regards” the woman as substantially limited in the major life activity of
reproduction.

118.  Even if genetic carriers are not considered disabled under the ADA, they might fit
within the definition of disability under some state antidiscrimination laws. For example, a “disa-
bility” under New York’s disability discrimination law includes “[a] genetic . . . condition[ ] which
prevents the exercise of a normal bodily function or is demonstrable by medically accepted clinical
or laboratory diagnostic techniques.” N.Y. Exec. Law § 292(21) (McKinney 2001) (emphasis ad-
ded). Under this definition, a genetic mutation might be considered a disability even if it has no
impact on an individual’s bodily functions, as long as the mutation is “demonstrable” through
scientific testing.

119. 42 US.C. § 12182(a) (2000).

120.  Id. at § 12182(b)(Z)(A)(i).

121.  See, e.g., Crossley, supra note 1, at 68 (“The ADA clearly contemplates reaching at least
some forms of disparate impact discrimination . . . ."); Wendy E. Parmet, Discrimination and Disabil-
ity: The Challenges of the ADA, 18 L. Mep. & HeaLTH CaRE 331, 336 (1990) (noting “the ADA’s
open embrace of disparate impact analysis”). It is true that, in other contexts involving health
care, courts have upheld facially neutral policies despite significant burdens on people with disabili-
ties. For example, in Alexander v. Choate, 469 U.S. 287 (1985), the Supreme Court upheld a state
policy limiting Medicaid coverage for inpatient care to fourteen days, despite the fact that the
policy “affected three persons with a disability for every nondisabled person who was affected.”
Mehlman et al., supra note 6, at 1400 (suggesting that, in light of Alexander, “the protection af-
forded by the prohibition against disparate impact is very limited”). Alexander, however, involved
a challenge to the scope of benefits offered by a program, not a determination as to whether indi-
viduals with disabilities are eligible to receive the benefits the program makes available to individu-
als who are not disabled. Moreover, in Alexander, the Court emphasized that the state’s policy did
not have the effect of denying individuals with disabilities “meaningful access” to the services in

question. Alexander, 469 U.S. at 302.
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In the context of ARTs, a straightforward application of Title III sug-
gests that a refusal to treat patients because of medical conditions that con-
stitute disabilities, such as a refusal to provide ARTs to patients who are
HIV-positive or who have certain types of cancers, would be presumptively
unlawful. In addition, facially neutral eligibility criteria that disproportion-
ately burden people with disabilities, such as policies denying treatment to
patients at high risk of developing pregnancy complications, or patients
likely to die before their children reach adulthood, also might implicate the
statute, despite the fact that those criteria might be applied to some patients
who would not be considered disabled under the statutory definition.!22

Because disability-related considerations are often an unavoidable com-
ponent of medical judgment, however, some courts have held that disability
discrimination laws should be construed more narrowly in cases involving
medical treatment decisions. For example, in United States v. University Hos-
pital,'3 the U.S. Court of Appeals for the Second Circuit observed that
“where medical treatment is at issue, it is typically the handicap itself that
gives rise to, or at least contributes to, the need for services.”'?* Finding that
unlawful discrimination occurs “only where the individual’s handicap is un-
related to, and thus improper to consideration of, the services in ques-
tion,”125 the court concluded that physicians may legitimately consider
disabilities that are related to the patient’s need for care.'26 On this basis,
the court rejected the application of federal disability discrimination law to a
hospital’s decision not to perform corrective surgery on a baby born with
spina bifida, microcephaly, and hydrocephalus. Other courts have endorsed
the Second Circuit’s focus on relatedness, finding that unlawful disability

122.  For example, such policies might be applied to older women seeking to reproduce with
donor eggs. See, e.g., Tony Hope et al., Should Older Women Be Offered In Vitro Fertilisation? The
Interests of the Potential Child, 310 BriT. MED. ]. 1455, 1456 (1995). Some policies that have a
disparate impact on individuals with disabilities, however, might be considered “necessary” for the
effective provision of services. For example, even if denying ARTs to individuals likely to have
difficulty complying with the treatment regimen has a disparate impact on individuals with mental
disabilities, see supra text accompanying note 74, it might be considered necessary for physicians to
limit their services to patients with a reasonable chance of completing treatment. Cf. Peters, supra
note 6, at 833 n.174 (suggesting that a patient's “[clapacity to benefit is presumably a permissible
eligibility criterion”).

123. 729 F.2d 144 (2d Cir. 1984). Although University Hospital was decided under Section
504 of the Rehabilitation Act of 1973, 29 U.S.C. 794 (2000), not the ADA, “the basic application
of both statutes to medical treatment decisions that take disability into account is the same.” Pe-
ters, supra note 6, at 807-08.

124.  Univ. Hosp., 729 F.2d at 156.
125. M.

126.  The court’s rationale was that such individuals cannot be considered “otherwise quali-
q
fied” for the treatment. See id. While Title III of the ADA does not contain the Rehabilitation
Act’s “qualifications” language, it “achieves the same result by permitting the exclusion of disabled
persons who cannot meet ‘necessary’ eligibility criteria.” Peters, supra note 6, at 809.
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discrimination occurs only when the patient’s disability is unrelated to the
condition for which treatment was denied.!??

If courts follow the University Hospital approach, it is possible that at
least some disability-related denials of ARTs would not be covered by the
ADA. For example, both spinal cord injuries and HIV infection are associ-
ated with higher rates of infertility,!28 suggesting that these conditions
“give[ ] rise to, or at least contribute[ ] to, the need for services”?° for at least
some patients seeking ARTs. If courts focus solely on the relationship be-
tween the patient’s disability and her need for medical treatment, denials of
ARTs to patients with these conditions might not constitute disability dis-
crimination under Title III.

It would be unwise, however, for courts to permit physicians to deny
ARTSs to certain disabled patients simply because their disabilities are caus-
ally connected to infertility, while subjecting treatment denials based on
other disabilities to the scrutiny of the ADA. While the University Hospital
opinion emphasized the causal relationship between the patient’s disability
and the condition requiring medical treatment, the court appeared to be
thinking primarily of situations involving treatment for the disability it-
self.130 In those situations, it would be difficult for plaintiffs to show that
they were denied treatment that would have been given to patients without
the disability, as patients without the disability would have no need for the
particular treatment at issue.’*’ This concern does not apply when physi-
cians deny ARTs to patients with disabilities that are causally connected to
infertility, such as HIV infection or spinal cord injury, as the patient can
prove discrimination by showing that the physician has treated patients with
comparable types of infertility who did not have the disabilities in question.

Moreover, the Second Circuit’s focus on the relationship between
treatment decisions and the patient’s disability has not enjoyed universal

127.  See Grzan v. Charter Hosp., 104 F.3d 116, 121 (7th Cir. 1997); Johnson v. Thompson,
971 F.2d 1487, 1493-94 (10th Cir. 1992).

128.  See U.S. CoNGRESSIONAL OFFICE OF TECHNOLOGY ASSESSMENT, INFERTILITY: MEDICAL
AND SociAL CHoices 71 (1988) (spinal cord injury); Minkoff & Santoro, supra note 57, at 1748
(HIV).

129.  Univ. Hosp., 729 F.2d at 156.

130. The government tried to avoid this outcome by identifying the “handicapping condi-
tion” as the baby’s microcephaly, which was allegedly the reason the baby was not treated for the
separate conditions of spina bifida and hydrocephalus. See id. at 150 (noting the government’s
effort to compare the baby’s nontreatment to the hospital’s usual practice in cases of babies “suffer-
ing from spina bifida and hydrocephalus, but not microcephaly”). However, the court did not
accept the government’s view “that Baby Jane Doe can be viewed as suffering from not one, but
multiple handicaps.” Id. at 156.

131.  See Peters, supra note 6, at 813 (suggesting that the court was concerned that “plaintiffs
in these cases would not be able to prove their discrimination claims in the classic style of civil
rights litigation”).
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acceptance. Some courts have dispensed entirely with the relatedness analy-
sis,32 while others have focused on the relationship between the disability
and the patient’s ability to benefit from treatment, as opposed to the disabil-
ity’s impact on the patient’s need for care.3* If the patient’s capacity to
benefit is the issue, the fact that a disability is causally related to the pa-
tient’s need for ARTs would not mean that denials of ARTs on the basis of
the disability are exempt from the coverage of Title III.134

As an alternative to the Second Circuit’s relatedness analysis, Mary
Crossley has argued that courts should distinguish between differential treat-
ment “based simply on the disability’s existence” and “consideration of any
relevant medical effects a disability produces.”’*> According to Crossley, dis-
ability discrimination in the medical context occurs when physicians use
disability “as a proxy for an individualized, factual assessment of the disabled
person’s condition.”13¢ When, by contrast, physicians consider patients’ dis-
abilities in order to make “a thorough assessment of their individual condi-
tions and prognoses,” reliance on disability should not be considered
discrimination under the ADA.!13” Under this approach, courts might pro-
hibit ART practitioners from making blanket judgments about the impact of
a patient’s disability on the outcome of treatment—for example, assuming
that all patients with diabetes will experience dangerous pregnancy compli-
cations, ignoring the fact that many patients with diabetes do not face such
risks. However, they might permit physicians to deny treatment based on an
individualized assessment of the potential impact of the disability in the par-
ticular patient’s case.!38

While this approach represents a significant improvement over the Sec-
ond Circuit’s relatedness analysis, it would still leave patients with disabili-
~ ties vulnerable to potentially inappropriate denials of treatment. The

132.  See In re Baby K., 832 F. Supp. 1022, 1028 (E.D. Va. 1993), affd on other grounds, 16
F.3d 590 (4th Cir. 1994).

133.  See Glanz v. Vernick, 750 F. Supp. 39, 46 (D. Mass. 1990).

134.  Possible exceptions would be when an individual’s disability reduces the likelihood that
she will become pregnant or carry the pregnancy to term.

135.  Crossley, supra note 4, at 1651.

136.  Id. at 1654. Mary Crossley acknowledges that it would be appropriate to rely on the
existence of a disability as a proxy for an individualized determination when “the simple fact of a
certain disability is proven to have a high statistical correlation with certain medical effects.” Id. at
1654 n.279.

137, Id. at 1655. The U.S. Court of Appeals for the First Circuit has indicated its support for
this approach. See Lesley v. Chie, 250 F.3d 47, 55 (1st Cir. 2001) (suggesting that a patient denied
treatment because of a disability “may argue that her physician’s decision was discriminatory on its
face, because it rested on stereotypes of the disabled rather than an individualized inquiry into the
patient’s condition”).

138.  Because this approach focuses on the “medical effects” of a disability, it would probably
not permit physicians to deny ARTs to patients with disabilities because of concerns about the
disability’s impact on the patient’s parenting ability or life expectancy.
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problem is that physicians can make an accurate, individualized judgment
about the medical effects of patients’ disabilities but then rely on those med-
ical effects in a manner that has a discriminatory effect. For example, a
physician may accurately determine that a particular HIV-positive patient
has a 1 to 2 percent chance of transmitting the virus to her child, and then
rely on that risk as a basis for denying the patient ARTs. Such a decision
would be discriminatory if the physician does not deny ARTs to patients
with comparable risks of transmitting different, but equally serious, condi-
tions to their offspring.’*® Even if there are no equivalent medical condi-
tions against which to compare a particular denial of treatment, denying
ARTs based on medical risks experienced solely by patients with disabilities
would “tend to screen out” patients with disabilities, and it would therefore
constitute discrimination on the basis of disability under Title III.!4

Whether a treatment denial is appropriate should be based on the na-
ture of the particular medical effect at issue, not simply on whether the phy-
sician has engaged in an individualized determination. The best way to
determine appropriateness would be to consider any decision based on a dis-
ability presumptively unlawful, and then determine whether the medical
considerations constitute a legitimate defense. The next part therefore ex-
amines the defenses to disability discrimination under Title III.

[II. THE DiRecT THREAT DEFENSE
AND THE FUTURE CHILD’S INTERESTS

Even if denying ARTs to patients with disabilities constitutes disability
discrimination under Title III, it would be permissible if it is necessary to
avoid “a direct threat to the health or safety of others.”'4! In Bragdon, the
Supreme Court explained that the direct threat defense is designed to recon-
cile the “importance of prohibiting discrimination against individuals with
disabilities” with the need to “protect[] others from significant health and

139.  See Minkoff & Santoro, supra note 57, at 1748 (noting that some physicians unwilling to
provide ARTs to HIV-positive patients are willing to treat patients at greater risk of transmitting
equally serious genetic diseases to their offspring).

140.  See supra text accompanying note 120. As David Orentlicher argues, one of the reasons
some individuals with disabilities face increased risks from medical treatment is that society has
devoted insufficient resources to addressing their medical needs. Because “even meaningful medi-
cal differences” may be the result of “past invidious bias or other unfair biases in social structure,”
he argues, those differences should not be used to justify a disability-related denial of treatment
unless the differences in expected benefits are substantial. See Destructuring Disability, supra note 3,
at 69-72.

141. 42 U.S.C. § 12182(b)(3) (2000). See generally Ann Hubbard, Understanding and Imple-
menting the ADA’s Direct Threat Defense, 95 Nw. U. L. Rev. 1279 (2001).
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safety risks, resulting, for instance, from a contagious disease.”#> This part
considers whether the direct threat defense can be invoked when a physician
refuses to provide ARTs based on concerns about the impact of an individ-
ual’s disability on the future child.'#* It begins by considering, and then
rejecting, an interpretation of the direct threat defense based on the ap-
proach courts have adopted in the context of “wrongful life” cases. It then
proposes an alternative framework for evaluating the impact of ARTs on the
resulting child’s interests, based on a comparative evaluation of the risks and
benefits of the treatment requested by the patient versus those associated
with alternative reproductive and family-building options.'*4

A. The Wrongful Life Analogy

One way to determine whether a patient’s disabilities pose a “direct
threat” to the future child would be to analyze the question from the per-
spective of a hypothetical child born following the provision of ARTs in
particular circumstances. Thus, we might assume that a physician agrees to
provide ARTs to a patient with a certain disability and that, as a result of
the disability, the resulting child is born severely impaired. If it is possible to
say that this child has been “harmed” by being born under these circum-
stances, risking such an outcome might be considered a “direct threat” to the
future child’s health.

Such an approach, however, would make the direct threat defense all
but irrelevant to cases involving the refusal to provide ARTs. Once the
perspective of a particular child is assumed, it becomes virtually impossible
to say that ARTs have “harmed” that child, even if the child is born severely
impaired. Withholding ARTs would not have led to the birth of the child
without the impairments; instead, if ARTs were withheld, the child would

142.  Bragdon, 524 U.S. at 649. The direct threat defense has been used to justify a number of
actions that would otherwise have violated the ADA’s prohibitions. See, e.g., Montalvo v. Rad-
cliffe, 167 F.3d 873, 879 (4th Cir. 1999) (excluding a person with AIDS from a group karate class);
Breece v. Alliance Tractor-Trailer Training II, 824 F. Supp. 576, 580 (E.D. Va. 1993) (excluding a
hearing-impaired applicant from a tractor trailer training school).

143.  Whether the direct threat defense would apply when treatment poses risks to the pa-
tient’s own health is beyond the scope of this Article. See supra note 16.

144.  While this part focuses on the ADA's “direct threat” defense, the definition of discrimi-
nation under Title III provides another possible basis for taking the future child’s interests into
account. As discussed above, see supra text accompanying note 120, Title III includes in its defini-
tion of discrimination “eligibility criteria that screen out or tend to screen out an individual with a
disability or any class of individuals with disabilities,” unless those criteria are “necessary” for the
services being offered. 42 U.S.C. § 12182(b)(2)(A)(i) (2000). Based on this language, if a physi-
cian could demonstrate that the comparative risk-benefit analysis proposed in this part is a “neces-
sary” component of ethical decisionmaking, relying on that analysis would not constitute
discrimination under Title 1.
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never have existed at all.1¥> The only situation in which it would make
sense to say that a particular child has been harmed by being born with
significant impairments is when the burdens of life with the impairments are
so severe that existence itself is a net disadvantage—that is, if the child,
once alive, would prefer that she had never been born.146

Whether being born under particularly disadvantageous circumstances
can be considered harmful to the child is the issue in cases alleging the tort
of “wrongful life.” In these cases, children born with severe impairments
have claimed that they were harmed by the negligent failure of the physi-
cians providing prenatal care to detect the impairments in time for the par-
ents to abort. While a few jurisdictions have recognized the tort of wrongful
life,147 the majority of courts to confront the issue have rejected the claim.!4®

145. Thus, these situations are different from cases like Renslow v. Mennonite Hosp., 367
N.E.2d 1250 (I1l. 1977), in which the court permitted a child to sue for injuries resulting from the
preconception transfusion of its Rh-negative mother with Rh-positive blood. See id. at 1251, 1255.
In that case, the plaintiff's theory was that the transfusion harmed the child by causing prenatal
injuries and leading to the child’s premature birth. See id. at 1251. Had the transfusions not been
performed, the same child could have been born uninjured.

146.  See Joel Feinberg, Wrongful Life and the Counterfactual Element in Harming, 4 Soc. PHIL.
& Pov’y 145, 159 (1986) (“If nonexistence in a given case would have been objectively preferable
to existence, as judged for example by the law’s convenient ‘reasonable person,’ then any wrongful
act or omission that caused (permitted) the child to be born can be judged to have harmed the
child.”). This understanding of “harming” differs from Feinberg’s usual definition of the concept,
which focuses on whether an individual has been made “worse off than she would have been” had a
particular action not been taken. See id. at 149. According to Feinberg, the usual definition of
harming cannot logically be applied to actions that result in a person’s existence: “If A had pre-
vented B's birth . . . B would not have been better off as a result, for B would not have been as a
result.” Id. at 158. Nonetheless, he argues, when a person has been brought into the world in
unbearable circumstances, it makes sense to say that the person has been harmed. Properly under-
stood, the claim is not that the person has been made worse off than she would have been had she
never been born (a logical impossibility), but that, once she is dlive, she would prefer that she did
not exist. See id. at 158-59. “Whether true or not,” Feinberg concludes, “this is an intelligible
claim without contradiction or paradox.” Id. at 159.

147.  See Turpin v. Sortini, 643 P.2d 954, 966 (Cal. 1982); Procanik v. Cillo, 478 A.2d 755,
764 (N.J. 1984); Harbeson v. Parke-Davis, Inc., 656 P.2d 483, 497 (Wash. 1983). In 2001, the
French Cour de Cassation, the highest court in the country, held that children born with severe
disabilities may bring actions for wrongful life against the physicians who failed to detect their
abnormalities prenatally. Elizabeth Bryant, Lawmakers Limit Wrongful Birth Suits, UPI, Jan. 10,
2002, LexisNexis UPI File. However, the decision sparked a widespread public outcry, and it was
reversed by the legislature in 2002. See id.

148.  See, e.g., Siemieniec v. Lutheran Gen. Hosp., 512 N.E.2d 691, 702 (Ill. 1987); Miller v.
Dubhart, 637 S.W.2d 183 (Mo. Ct. App. 1982); Smith v. Cote, 513 A.2d 341, 355 (N.H. 1986);
Becker v. Schwartz, 386 N.E.2d 807, 811-12 (N.Y. 1978); Ellis v. Sherman, 515 A.2d 1327,
1329-30 (Pa. 1986). Although most courts have rejected wrongful life claims, many courts have
upheld claims for wrongful birth, which allege that a physician’s failure to diagnose fetal abnormali-
ties harmed the child’s parents. See generally Mark Strasser, Wrongful Life, Wrongful Birth, Wrongful
Death, and the Right to Refuse Treatment: Can Reasonable Jurisdictions Recognize All But One? 64 Mo.
L. Rev. 29 (1999) (summarizing the state of the law and criticizing the distinctions courts use in
cases alleging negligent prenatal diagnosis).
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Many of these courts have concluded that courts cannot rationally deter-
mine whether the burdens of a particular existence outweigh the benefits of
life itself.14°

As many commentators have noted, the claim that existence can never
constitute a net disadvantage seems overly broad.!® While it is probably
true that most persons are glad to be alive even under extremely difficult
circumstances, some situations involve such unqualified suffering that, given
a choice, it might be better not to have been born at all.!'! If a child is born
with a condition that imposes such significant suffering that the burdens of
being alive are disproportionate to the benefits, it might be said to have
been better for the child not to have been conceived—ijust as it becomes
appropriate at some point not to forestall death for someone who is suffering
at the end of life.’s> When a child’s existence is, and always has been, exces-
sively burdensome to her, it is not unreasonable to say that the child was
harmed by the technologies that enabled her to be born.!3

Nonetheless, even recognizing that conception can sometimes harm
the resulting child, it still would be difficult for physicians to show that such
an outcome is likely at the time ARTSs are provided. As Bonnie Steinbock
points out, the number of situations in which children can be considered
harmed by being brought into existence “appears vanishingly small. Only
for conditions which combine excruciating and unrelievable physical pain
and such a brief life span that the child is unable to develop any compensat-

149.  See, e.g., Becker, 386 N.E.2d at 812 (“Whether it is better never to have been born at all
than to have been born with even gross deficiencies is a mystery more properly to be left to the
philosophers and the theologians.”); Ellis, 515 A.2d at 1329 (“[W]e regard the assertion that the

child has been injured by its existence as too speculative for us to determine.”).

150.  See, e.g., Philip G. Peters, Jr., Protecting the Unconceived: Nonexistence, Avoidability, and
Reproductive Technology, 31 Ariz. L. Rev. 487, 502-03 (1989); Strasser, supra note 148, at 57-58.

151.  As examples, Philip Peters suggests Tay-Sachs disease (“a genetically based enzyme defi-
ciency that is characterized by self-mutilation and severe motor defects and leads to death in child-
hood”), Lesch-Nyhan syndrome (“a disease which involves uncontrollable spasms, mental
retardation, compulsive self-mutilation, and early death”), polycystic kidney disease (“invariably
fatal in infancy”), and “the more severe forms of spina bifida, brain malformation or severe retarda-
tion, especially if combined with chronic pain, paralysis, incontinence, deafness or blindness.” Pe-
ters, supra note 150, at 502-03.

152.  Most state laws on surrogate decisionmaking recognize that, in some cases, the withhold-
ing or withdrawal of life-sustaining treatment can be in the best interests of dying patients. See
generally Charles P. Sabatino, The Legal and Functional Status of the Medical Proxy: Suggestions for
Statutory Reform, 27 J.L. Mep. & ETHics 52 (1999) (surveying state laws).

153.  For Feinberg, the wrongful life standard would be satisfied if a “proxy chooser” would
find that “whatever interests the impaired party might have, or come to have, they would already be
doomed to defeat by his present incurable condition.” Feinberg, supra note 146, at 164. In such
circumstances, he concludes, “it would be irrational—contrary to what reason decrees—for a repre-
sentative and protector of those interests to prefer the continuance of that condition to nonexis-
tence.” Id.
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ing abilities could we assert the claim with any confidence.”*5* Even when
such situations occur, it may not have been possible to predict them at the
time of conception. Because the significance of a risk depends on both its
severity and the likelihood it will materialize, a remote possibility of harm to
the child probably would not satisfy the direct threat defense.!5

The difficulty of showing that children are harmed by being born with
even severe impairments has led some commentators to conclude that the
interests of future children will rarely provide a sufficient reason to object to
the use of ARTs. According to John Robertson, for example, even if the
children resulting from ARTs are likely to suffer tremendous disadvantages,
“[r)isking damage to offspring would not seem to wrong the offspring if it
were not possible for them to be conceived or born without undergoing the
risk of damage.”’5¢ The only exception Robertson would recognize is when
the risks to the child are so significant that the child’s birth would satisfy the
wrongful life standard—in other words, if “any life at all with the conditions
of [the child’s] birth would be so harmful to him that from his perspective he
would prefer not to live.”'s” Given the rarity of such circumstances, if the
wrongful life standard were applied to the ADA’s direct threat defense, the
defense might never be available to ART practitioners, even when patients’
disabilities pose substantial reproductive risks.

154.  Bonnie Steinbock, Harm and Future Persons (2000) {manuscript at 18-19, on file with
the author); see also Bonnie Steinbock & Ron McClamrock, When Is Birth Unfair to the Child? 24
HasTiNnGs CENTER ReP., Nov.~Dec. 1994, at 15, 16 (noting the “highly limited applicability” of
the wrongful life standard).

155.  Cf. Hubbard, supra note 141, at 1322 (arguing that, under Title I of the ADA, “the fact
that the potential harm is severe, or even fatal, does not justify an employment decision based on a
risk that is speculative or remote, particularly if the risk is of a magnitude the employer routinely
tolerates”).

156.  John A. Robertson, Embryos, Families, and Procreative Liberty: The Legal Structure of the
New Reproduction, 59 S. CaL. L. REv. 939, 988 (1986); see also JoHN A. ROBERTSON, CHILDREN OF
CHoICE: FREEDOM AND THE NEW REPRODUCTIVE TECHNOLOGIES 75 (1994) (“[A] child’s interests
are hardly protected by preventing the child’s existence.”).

157. ROBERTSON, supra note 156, at 75; see also Ruth Macklin, Splitting Embryos on the Slip-
pery Slope: Ethics and Public Policy, 4 KenNEDY INsT. ETHICS ]. 209, 219-21 (1994) (agreeing with
John Robertson that the interests of future children are relevant only when the burdens of exis-
tence will outweigh the benefits). The claim that reproduction is inconsistent with the interests of
the resulting child only when the child is likely to suffer so much she would prefer not to exist has
been used to justify a variety of controversial reproductive decisions. See, e.g., Hope et al., supra
note 122, at 1456 (arguing that to consider a fifty-nine-year-old woman's limited life expectancy
“as a sufficient reason for denying fertility treatment is tantamount to claiming that it is better
never to have existed than for one’s mother to have died when one is still quite young”); Richard
A. Posner, The Ethics and Economics of Enforcing Contracts of Surrogate Motherhood, 5 ]. CONTEMP.
HeavLth L. & Pov’y 21, 23 (1989) (defending surrogate parenting contracts in part because “with-
out the contract the baby probably wouldn’t be born at all,” and doubting that “there is any evi-
dence that such babies, when they become adults, decide they'd rather not have been born”).
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B. Problems with the Wrongful Life Analogy

The mistake in applying the wrongful life standard to decisions about
the provision of ARTs is that it starts by assuming the very question at is-
sue—the birth of the child.’®® Once a person exists, her life has significant
benefits that outweigh even the worst of disadvantages; thus, if we start by
assuming the child’s existence it will be virtually impossible to justify taking
that existence away. At the time decisions about ARTs are made, however,
there is not yet a child with an interest in existing.!>® From the preconception
perspective, the question is whether it makes sense to bring a person into the
world with a particular set of benefits and burdens, not whether a specific
child, once born, would prefer to have her existence taken away. The fal-
lacy of the wrongful life analogy is the assumption that the standard for
resolving these questions is necessarily symmetrical. As Philip Peters puts it,
“the instinct of self-preservation, along with other related feelings like hope
and faith, may explain the conclusion that a miserable life is worth continu-
ing, but not worth receiving.”!6°

Failure to recognize this distinction produces results that, from an intui-
tive perspective, are extremely difficult to defend.'! For example, the
wrongful life analogy implies that there would be nothing wrong with two
cystic fibrosis carriers undergoing IVF, screening their embryos prior to im-
plantation, and then deliberately selecting the embryo with cystic fibrosis to
bring to term. Although cystic fibrosis can lead to serious health problems,
and individuals with the disease have a median survival age of only thirty
years,'s? it would be hard to say that life with cystic fibrosis is worse than not
existing. Under the wrongful life standard, then, deliberately selecting the
embryo with cystic fibrosis would be perfectly acceptable because it would
not harm the interests of anyone at all.163

158.  AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 210 (arguing that relying on
the wrongful life standard to evaluate the consequences of ARTs “‘assumes the very factor under
deliberation—the child’s conception and birth’” (quoting N.Y. STATE TAsk FORCE ON LiFE & THE
LAw, SURROGATE PARENTING: ANALYSIS AND RECOMMENDATIONS FOR PupLic PoLicy 120
(1988))).

159.  See Cynthia B. Cohen, “Give Me Children or I Shall Die!” New Reproductive Technologies
and Harm to Children, HasTINGs CENTER REP., Mar.~Apr. 1996, at 19, 21 (criticizing the assump-
tion “that children with an interest in existing are waiting in a spectral world of nonexistence
where their situation is less desirable than it would be were they released into this world”).

160.  Peters, supra note 150, at 541.

161.  Cf. Cohen, supra note 159, at 19 (characterizing as “startling” the claim that the inter-
ests of the children resulting from ARTs are irrelevant to an ethical analysis).

162.  See Trisha Brown & Elinor Langfelder Schwind, Update and Review: Cystic Fibrosis, 8 .
GENETIC COUNSELING 137, 151 (1999).

163.  While this example may seem far-fetched, efforts to increase the likelihood of having
offspring with a specific disability are not unknown. See, e.g., Liza Mundy, A World of Their Oun,
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Yet, the conclusion that the two persons in the above hypothetical did
nothing wrong seems implausible. Even if it is impossible to say that the
child resulting from the couple’s actions has been “harmed,” deliberately se-
lecting the embryo with cystic fibrosis is no more defensible than imposing
cystic fibrosis on an otherwise healthy child. Joel Feinberg, for example,
argues that “behavior that brings a human being and its unhappiness-en-
gendering impairment into existence at one stroke” is wrong even if the
action does not technically cause anyone harm.!$* What makes such behav-
ior wrong, he suggests, is that it causes individuals to suffer without their
consent. While a liberal society must defer to individuals’ autonomous
choices to injure their own well-being, Feinberg argues, “in the case of
wrongly conceived infants, the infants’ autonomy is not an issue.”'¢> Thus,
even in a society committed to respect for individual autonomy, no one has
a right to “wantonly introduce . . . avoidable human suffering into the
world."166

Requiring physicians to provide ARTs except in situations that satisfy
the wrongful life standard also would be difficult to reconcile with the Su-
preme Court’s analysis of the definition of disability in Bragdon. Under
Bragdon, the reason certain medical conditions are considered disabilities is
that they are associated with such significant risks to potential offspring that
people with such conditions are likely to refrain from reproducing.!¢? Unless
the risks to the child also are considered in evaluating the direct threat de-
fense, however, physicians might have to help affected individuals attempt
to become pregnant—even though it was the risks associated with preg-
nancy that triggered coverage of the condition under the ADA in the first
place. Moreover, in Bragdon, the Court’s statement that “conception and

WasH. PosT MAG., Mar. 31, 2002, at W22 (describing a deaf couple’s efforts to have a deaf child
by seeking out a deaf sperm donor).

164.  JoeL FEINBERG, HARMLESS WRONGDOING 328 (1988); see also Dan W. Brock, Procreative
Liberty, 74 Tex. L. Rev. 187, 205 (1995) (reviewing ROBERTSON, supra note 156) (suggesting that,
“in wrongful handicap cases the action is wrong, although the person who suffers the handicap is
not harmed,” and that “such nonharmful wrongs could justify limitation of or interference with
procreative liberty”).

165.  FEINBERG, supra note 164, at 328.

166. Id. Building on Feinberg’s analysis, Dena Davis argues that having a child likely to suffer
considerably is wrong because it violates the Kantian maxim that people should be treated as ends
in themselves. Dena S. Davis, Genetic Dilemmas and the Child’s Right to an Open Future, 28
RUTGERS L.J. 549, 569~70 (1997). Thus, she concludes that it is wrong for deaf parents to use pre-
implantation genetic diagnosis to ensure that their children will also be deaf, because
“[dJeliberately creating a child who will be forced irreversibly into the parents’ notion of ‘the good
life’ violates the Kantian principle of treating each person as an end in herself and never as a means
only.” Id. at 569. Acknowledging that people often have children for self-interested reasons, Da-
vis argues that “[glood parenthood requires a balance between having a child for our own sakes and
being open to the moral reality that the child will exist for her own sake.” Id. at 570.

167.  See supra text accompanying notes 90-93.
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childbirth” by persons with HIV are “dangerous to the public health” imme-
diately followed its observations about the risk of perinatal transmission.!68
If a particular risk constitutes a public health danger, it is reasonable to as-
sume that it constitutes a direct threat to somebody’s health.!®

Furthermore, characterizing ARTs as a direct threat to the future child’s
health or safety would raise few of the policy concerns that arise in wrongful
life cases. Because ADA cases would arise before any particular child has
been conceived, courts would not be characterizing any particular person’s
life as a net disadvantage; prior to conception, no particular person can be
said to exist. Thus, unlike in wrongful life cases, a court would not need to
worty that its decision might disparage the worth of an existing person: In
addition, the court would not be required to quantify the extent to which
the child’s life is worse than nonexistence, as there would be no need to
award damages based on the amount the child has been harmed.

C. An Alternative Framework

This part argues that, instead of interpreting the direct threat defense
according to the wrongful life standard, courts should evaluate the risks and
benefits of ARTS in relation to the other reproductive and parenting options
available under the circumstances. Thus, rather than looking at the impact
of reproductive decisions on a particular child in isolation, the analysis
would consist of a comparative assessment of a broad range of future scena-
rios involving hypothetical children. Under this framework, even if it is
impossible say that a particular reproductive decision will harm a specific
child, a decision might be objectionable because it would result in unneces-
sary suffering, given the option of having a different child who would suffer
less. 17

168.  Bragdon v. Abbortt, 524 U.S. 624, 641 (1998).

169. It is possible that the Court was referring to the danger that the plaintiff would expose
her partner to HIV if the couple attempted to reproduce through unprotected sexual intercourse.
However, as noted above, the Court’s assumption that taking such a risk was necessary for the
plaintiff to reproduce was incorrect. See supra note 90.

170.  Cf. Philip G. Peters, Jr., Harming Future Persons: Obligations to the Children of Reproduc-
tive Technology, 8 S. CaL. INTERDISC. L.J. 375, 383-84 (1999) (arguing that a fertility clinic that
implants a large number of embryos in order to maximize its pregnancy rates, despite the risk of
dangerous multiple pregnancies, acts wrongfully by “tak[ing] a risky route to reproduction when a
safer one was available”). Jeffrey Gaba relies on an analysis grounded in virtue ethics to reach a
similar conclusion in the context of environmental policy. Jeffrey M. Gaba, Environmental Ethics
and Our Moral Relationship to Future Generations: Future Rights and Present Virtue, 24 CoLum. J.
EnvrL. L. 249, 283-87 (1999). Instead of focusing on our moral relationship to future generations
in terms of rights and obligations, Gaba claims, we should ask whether particular actions “represent
an expression of our best moral character.” Id. at 287. Thus, even if an action will not harm a
specific future person, it may be wrong because it is inconsistent with “the virtue of benevolence
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The comparative approach rests on a fundamentally different set of
moral assumptions than the wrongful life analogy. In focusing on the per-
spective of a particular child resulting from the provision of ARTs under
specific circumstances, the wrongful life analogy is an example of a “person-
affecting” theory of moral reasoning. Such theories evaluate the morality of
actions by asking whether those actions would result in better or worse cit-
cumstances for specific persons.!”? Under a person-affecting approach, the
interests of future children are largely irrelevant to individuals’ reproductive
choices because, in the vast majority of circumstances, no particular person
is harmed by being brought into the world. If the disadvantages likely to be
experienced by future children have any bearing on reproductive decisions,
it is only insofar as they impose burdens on the rights and interests of al-
ready-existing people, such as those of the prospective parents, the parents’
other children, or society at large.!”

The comparative approach, by contrast, looks not only at an action’s
consequences for specific persons, but also at the legitimacy of causing those
consequences in light of the other options that exist. Derek Parfit offers the
example of a situation in which risks to one child easily can be avoided by
having a different child a few months later. In the example, a woman is told
by her physician that she should delay pregnancy for two months because
she has a condition that is likely to cause any child she conceives to be born
with a birth defect. If she waits to conceive until her condition disappears,
she can avoid this risk completely.!”> While most people would undoubtedly
wait to become pregnant under those circumstances, and would justify the
decision with reference to the future child’s best interests, person-affecting
principles cannot explain why it makes sense to wait.’’* If the woman disre-

which expresses the rightness of promoting the well-being and quality of life of humanity.” Id. at
285.

171.  See MeLINDA A. ROBERTS, CHILD VERSUS CHILDMAKER: FUTURE PERSONS AND PRESENT
Durties IN ETHics AND THE Law 2 (1998) (“[W]here other forms of consequentialism identify
conduct that is wrong simpliciter, the person-affecting intuition takes the view that to do something
wrong is always a matter of, and ultimately explicable in terms of, wronging some person.”).

172.  David Heyd, for example, argues that “genesis choices can and should be guided exclu-
sively by reference to the interests, welfare, ideals, rights, and duties of those making the choice,
the ‘generators,’ the creators, or the procreators.” Davip Heyp, GENETHICS: MORAL ISSUES IN THE
CREATION OF PEOPLE 96 (1992). Thus, Heyd argues that it might be inappropriate for a woman
with rubella to intentionally conceive a child, given the risk the child will be born deaf, but the
reason “relat|es] to the extra burden of the existence of a deaf person on the parents, on society, or
on existing siblings in the family,” not to the impact of deafness on the future child herself. Id. at
105-06.

173.  Derek Parfit, On Doing the Best for Our Children, in ETHics & PopuraTiON 100-01
(Michael D. Bayles ed., 1976). See generally DEREk PARFIT, REASONS AND PERSONS 351-79 (1984)
(discussing the “non-identity problem”).

174.  That is, unless waiting would benefit persons other than the potential child, such as the
mother’s other children. See supra note 172 and accompanying text.
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gards the physician’s advice and becomes pregnant immediately, no harm is
done to the resulting child. Despite being born with an impairment, the
child will probably value its existence, and if the woman had waited that
particular child would not exist at all. While the woman could have had a
child without the impairment by simply waiting two months, waiting would
have given rise to a different child, formed by the union of a different egg
and different sperm. Thus, if the woman should wait, it is not because doing
so will benefit a specific person; it is because waiting provides an alternative
means of achieving the woman’s reproductive aspirations while creating less
overall suffering in the world.

The most straightforward cases for applying the comparative approach
are situations similar to Parfit’s example, in which a reproductive risk can be
avoided without changing the number of persons brought into the world.!?
This possibility exists in many situations in which patients’ disabilities pose
reproductive risks. Some genetic risks, for example, can be avoided by using
pre-implantation genetic diagnosis and transferring only those embryos
found not to be affected with the relevant disorder.'”® Genetic risks for
which screening is unavailable can be avoided by using donor sperm, eggs, or
embryos in place of one or both partners’ gametes. For women at risk of
developing serious pregnancy complications because of hypertension or dia-
betes, medical treatments before or during pregnancy may reduce the risks.
Gestational surrogacy'?? also may be an option in some situations. In all of
these cases, even if the risks associated with ARTs do not threaten to
“harm” the resulting child, other means of reproducing may result in a differ-
ent child likely to suffer less.

Of course, the availability of less-risky reproductive alternatives cannot
be the only consideration. If every reproductive decision had to be weighed
against the full range of alternatives that are theoretically available, almost
every decision to have a child could be criticized as ethically problematic.

175: For such cases, Derek Parfit proposed what he called the “same number quality claim,” or
principle “Q”: “If in either of two outcomes the same number of people would ever live, it would be
bad if those who live are worse off, or have a lower quality of life, than those who would have
lived.” PARFIT, supra note 173, at 360; see also Peters, supra note 170, at 399 (arguing that the
failure to choose the safest procreative option harms “future children as a class,” even if it does not
harm any individual child); Peters, supra note 150, at 488 (“When injuries are avoidable by substi-
tution, the nonexistence test should be replaced by direct consideration of the relative safety of the
procreative options.”).

176.  See generally Y. Verlinsky et al., Preimplantation Genetic Diagnosis—An Integral Part of
Assisted Reproduction, Report of the 9th Annual Meeting of the International Working Group on Preim-
plantation Genetics, in Association with the 11th IVF Congress, Sydney, Australia, May 10, 1999, 17].
AssisTeD ReproD. & GeNETICS 75 (2000).

177.  In gestational surrogacy, embryos are created with the gametes of the intended parents
{or with the gametes of one of the intended parents and donor gametes) and then implanted in a
woman who agrees to carry the embryos to term and then relinquish the resulting child to the
intended parents. AssiSTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 84-85.
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As Madison Powers has argued, “[w]e would be forced to conclude that any
child is harmed by virtue of being born, at least any child born short of
perfection (whatever that is), simply because there always would be some
causal factors we could point to as reducing an actual child’s quality of life
below what is hypothetically possible.”?® Thus, there must be some thresh-
old level of risk to offspring below which consideration of reproductive alter-
natives is not required at all. Ronald Green suggests that concerns about
offspring welfare become significant when reproductive choices will likely
lead to the birth of children unable to enjoy the “expected health condition
and the level of life prospects of others in the child’s birth cohort.”!” Simi-
larly, Laura Purdy argues that reproductive decisions should seek to give
children “minimally satisfying lives,” evaluated in terms of a particular cul-
ture’s understanding of “normal health.”!8

In addition, the burdens of alternative reproductive strategies on the
prospective parents must be taken into account.'®! Undergoing medical

178. Madison Powers, The Moral Right to Have Children, in HIV, AIDS anD CHILDBEARING:
PusLic PoLicy, PrivaTe Lives 320, 333 (Ruth R. Faden & Nancy E. Kass eds., 1996).

179. Ronald M. Green, Parental Autonomy and the Obligation Not to Harm One’s Child Geneti-
cally, 25 J.L. Mep. & Ethics 5, 10 (1997). Green further argues that

parents (and, by extension, those who assist them in effecting their reproductive

choices) . . . have a prima facie obligation not to bring a child into being deliberately or
negligently with a health status likely to result in significantly greater disability or suffering,
or significantly reduced life options relative to the other children with whom he/she will
grow up.

Id. According to Green, this standard is . :
one that rational persons would select in order to fashion a public rule of reproductive
conduct most likely to protect the vital interests of real persons. Hence, whether an identi-
fiable person is made worse off by our reproductive decision is beside the point. What is
important is the public rule of conduct meant to shape people’s reproductive behavior in
ways that reduce likely harm to born persons.

Id. ac 9.

180. LAURA M. PurDY, Genetics and Reproductive Risk: Can Having Children Be Immoral?, in
REPRODUCING PERSONS: IssUES IN FEMINIST BIOETHICS 39, 45-46 (1996); see also John D. Arras &
Jeffrey Blustein, Reproductive Responsibility and Long-Term Contraceptives, in COERCED CONTRACEP-
Tton? MORAL AND PoLicy CHALLENGES OF LONG-AcTING BirTr ConTroOL 108, 114 (Ellen H.
Moskowitz & Bruce Jennings eds., 1996) (arguing that reproduction is irresponsible if the child is
likely to suffer “grievous burdens,” even if those burdens would be outweighed by the benefit of
life): Steinbock & McClamrock, supra note 154, at 17 (arguing that “the decision to have children
when a decent minimum cannot be provided can be criticized on moral grounds”).

181.  See Peters, supra note 150, at 518 (“The significance of treating failure to substitute as a
prima facie basis for state action is not that it requires intervention, but that it requires justifica-
tion. The interests of the children must still be balanced against those of the parents or provid-
ers.”). Dan Brock’s reformulation of Parfit's “same number quality claim” reflects these additional
considerations:

Individuals are morally required not to let any possible child or other dependent person for
whose welfare they are responsible experience serious suffering or limited opportunity if
they can act so that, without imposing substantial burdens or costs on themselves or others, any
alternative possible child or other dependent person for whose welfare they would be re-
sponsible will not experience serious suffering or limited opportunity.
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treatment to reduce a reproductive risk may pose risks to the woman’s own
health. Pre-implantation genetic diagnosis is expensive and, because it re-
quires the use of IVF, it poses particular burdens for people who otherwise
could reproduce with less extensive ARTs.182 Alternatives that require one
or both parents to forego genetic or gestational connections with their off-
spring entail considerable sacrifices. For some people, using a gamete donor
or gestational surrogate may take away one of the most important aspects of
having a child. These procedures also raise significant religious and ethical
concerns for many individuals,'®? and, in some states, legal considerations
may make the option of gestational surrogacy effectively unavailable.'8
The most difficult cases are those in which the only way to avoid a
reproductive risk is to forego reproduction entirely. This would be the case
for HIV-positive women, who cannot eliminate the risk of exposing their
future children to the virus even with gestational surrogacy.'8 In other situ-
ations, pre-implantation diagnosis, gamete donation, or gestational surrogacy
may be theoretical alternatives, but the patient may be unable to afford
them or may be opposed to them for religious, ethical, or other reasons. In
the absence of any reasonably available reproductive alternatives, some com-
mentators maintain that proceeding with ARTs would be ethically accept-
able unless the resulting child is likely to suffer so much he or she would
prefer not to exist.!® Yet, when ARTs entail serious risks to the future
child’s well-being, the alternative of adopting an existing child will often be

Dan W. Brock, The Non-ldentity Problem and Genetic Harms—The Case of Wrongful Handicaps, 9
BioeTrics 269, 273 (1995) (emphasis added): see also BUCHANAN ET AL., supra note 42, at 250
(noting the importance of weighing both the “seriousness of suffering and loss of opportunity, or
loss of happiness and good that could be prevented” by having a different child, and the burdens
such alternatives would impose on the parents, including “moral objections . . . financial costs or
medical risks”).

182.  In addition, it is available in only about forty institutions worldwide. See Joe Leigh
Simpson, Book Review, 76 FERTILITY & STERILITY 219, 219 (2001) (reviewing AN ATLAS OF
PREIMPLANTATION GENETIC DiaGNOSsIS (Yury Verlinsky & Anver Kuliev eds. 2000)).

183.  See generally AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 95-115 (dis-
cussing ethical and religious perspectives on ARTs).

184.  While no state prohibits gestational surrogacy, many states render surrogacy contracts
unenforceable. See, e.g., N.Y. Dom. ReL. Law §§ 121-124 (McKinney 2001). See generally As.
SISTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 33439 (surveying state laws).

185.  See Nathan Rojansky & Joseph G. Schenker, Ethical Aspects of Assisted Reproduction in
AIDS Patients, 12 ]. AssisTEb Reprobp. & GENETICS 537, 537 (1995) (“While oocytes are not
attacked by the HIV virus, associated lymphocytes and monocytes, aspirated during retrieval, may
be infected and transmit the virus through ovum donation to the recipient woman or even to a
surrogate mother.”),

186.  See, e.g., Jonathan Glover, Future People, Disability, and Screening, in JusTICE BETWEEN
Ace Groups AND GENERATIONS 127, 143 (Peter Laslett & James S. Fishkin eds., 1992); ¢f. Greg-
ory S. Kavka, The Paradox of Future Individuals, 11 PHiL. & PUB. AfF. 93, 105 n.24 (1982) (relying
on the “moral right to ‘have’ (some) children” to justify reproduction by slaves even though the
resulting children will be born into slavery).
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available. While adoption is not a means of reproduction, it enables people
to become parents and sometimes is pursued as an alternative family-build-
ing strategy by people undergoing ARTs.'87 Adoption does not result in the
creation of a new person,!88 but it provides an enormous benefit to an ex-
isting child in need of a home. Indeed, adoption is arguably a more compel-
ling alternative than having a different child, as “the children who will
benefit are actually living, unlike Parfit’s unconceived healthy child.”'#

While it is true that adoption, like gamete donation, would require the
prospective parents to forego a genetic connection with their child, a desire
for biological reproduction should not justify unlimited risks to the future
child’s well-being.!% Instead, when a serious reproductive risk can be
avoided through adoption, the burden on the prospective parents of pursuing
adoption instead of reproduction should be factored into the comparative
assessment of the available alternatives. Because the burdens to the prospec-
tive parents of foregoing biological reproduction are likely to be considera-
ble, the risk to the child would have to be particularly significant to justify a
refusal to provide ARTs.

That the desire for a genetic connection with one’s offspring does not
justify unlimited reproductive risks is a widely shared premise in our society.
If this were not the case, it would be difficult to explain the widespread
support for efforts to ban human reproductive cloning, an option that could
provide an alternative to gamete donation for persons unable to have geneti-
cally related children using available ARTs. As the National Bioethics Ad-
visory Commission concluded, the danger that cloning would lead to serious
birth defects is so significant that attempting to have a child through clon-

187.  See AssisTED REPRODUCTIVE TECHNOLOGIES, supra note 16, at 120 (noting that “[a]
minority of people explore adoption prior to, or simultaneously with, infertility treatment”).

188.  As such, Parfit’s “same number quality claim,” see supra note 175, does not apply when
adoption is used instead of reproduction, as substituting adoption for reproduction changes the
total number of people who will exist. Of course, it has this effect only when viewed in terms of
the prospective parent’s actions. If the situation is analyzed from the physician’s perspective, it may
be possible to show that denying ARTs to patient A enables the physician to provide ARTs to
patient B, thereby leaving the total number of future persons the same. Whether this in fact is the
case would depend on a variety of factors, including whether the physician is practicing at full
capacity, and whether individuals unable to begin treatment with the physician wait until an open-
ing is available or instead seek ARTs from a different practitioner.

189.  Peters, supra note 170, at 400 n.84 (1999). In a related context—disputes over the
disposition of frozen embryos—courts have suggested that the alternative of adoption should be
considered in determining whether the party who wishes to have a child would be able to do so
without using the embryos. See Davis v. Davis, 842 S.W.2d 588, 604 (Tenn. 1992).

190.  Cf. Julian Savulescu, Should Doctors Intentionally Do Less Than the Best? 25 J. Mep. ETH-
1cs 121, 124 (1999) (arguing that “[wlhile genetic relatedness may have some instrumental value,
it has very little intrinsic value,” and that physicians should therefore not provide ARTs to individ-
uals likely to have children with serious genetic diseases when the option of using donor gametes is
available).
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ing would be ethically unacceptable, even if it represents the only possible
means for some people to have genetically related children.!®! Risks to off-
spring would probably lead to a similarly cautious approach to other, less
novel reproductive methods. As Philip Peters observes, “Is there any doubt
that the Food and Drug Administration (FDA) would disapprove a fertility
drug that produced birth defects similar to those associated with thalidomide
even if the alternative for the affected children was nonexistence?”!? In
both of these examples, the fact that gamete donation or adoption may be
the only available alternatives to a risky reproductive strategy does not pre-
clude a judgment that the risks are unacceptably high and therefore should
not be taken.

Ultimately, the comparative risk/benefit approach described above is
simply an analytical framework; weighing the risks and benefits of a re-
quested ART and comparing them to the available alternatives depends on
subjective factors about which reasonable people can disagree. In contrast
to the wrongful life standard, however, the approach would expand the cit-
cumstances in which the future child’s welfare could be factored into the
analysis. It makes it possible to object to efforts to bring about the birth of a
child likely to suffer considerably even if the child, once born, would not
consider her life a net disadvantage. The objection would not be to the
harm caused to a specific individual, but to the imposition of gratuitous suf-
fering, defined as suffering that is unnecessary in light of the alternatives
available for achieving the patient’s parenting goals.

IV. THE RoLE OF PHysICIaNS IN THE ART PROCESS

The discussion above suggests that concerns about the well-being of the
children resulting from reproductive decisions are relevant, even when the
children are not likely to suffer so much as to wish they had never been
born. It might be argued, however, that the welfare of future children is a
factor for the prospective parents to consider, not the ART practitioner.
When patients and physicians disagree about the implications of reproduc-
tion for the future child’s well-being, why is the physician’s assessment of the
situation entitled to legal respect?

Determining the appropriate role for physicians in decisions about the
use of ARTs requires a closer examination of physicians’ stake in medical
treatment generally, particularly regarding requests to provide what a physi-
cian regards as inappropriate or unethical medical care. This issue is central
to the debate over medical futility, which asks whether physicians may deny

191.  NaTioNAL BioETHICS ADVISORY Commission, 1 CLoninG HUMAN BEiNGs 61 (1997).
192.  Peters, supra note 150, at 519.
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treatment requested by patients or their surrogates when the treatment is
unlikely to be effective or to produce an outcome the physician regards as
medically beneficial.’* While the few judicial decisions in this area have
generally rejected physicians’ objections to providing disputed medical treat-
ments in the context of existing physician-patient relationships,'* the law is
still in its infancy, and many commentators have called for greater attention
to physicians’ independent interests in making decisions about disputed
questions of medical care. As stated by one group of physicians, “The ideals
of medical professionals include respect for patients’ wishes, to be sure, but
they also include other values, such as compassionate action and the mini-
mization of suffering.”1> To ignore this perspective, they suggest, “is to deny
an essential part of what it means to practice medicine.”’% Physicians are
moral agents, not “medical vending machines,”%” Judith Daar reminds us,
and “both courts and legislatures have historically regarded a physician’s
comfort with his or her actions as a high priority.”'% For example, states
generally permit physicians to assert “conscience objections” to the with-
drawal of life-sustaining treatment or to participation in abortion, even if
they would otherwise be required to participate in those activities based on a
contract of employment or an ongoing physician-patient relationship.!®
Haavi Morreim argues that situations involving “irresolvable value conflict”
require particular sensitivity to physicians’ beliefs.2®© “Where the dispute
concerns fundamental values rather than facts,” she argues, “neither side can
rationally command the moral high ground, nor should they coercively grab
it.”ZOI

The point is not that physicians’ values should trump patients’ choices
whenever disputes over sensitive medical treatments arise. Rather, it is that
physicians have an independent moral stake in the consequences of their
actions; they are not simply disinterested parties attempting to produce a
desired physiological effect. While patients’ preferences regarding treatment

193.  For a general discussion of futility, see sources cited supra note 6. See also Kathleen M.
Boozang, Death Wish: Resuscitating Self-Determination for the Critically Ill, 35 Ariz. L. Rev. 23, 62-79
(1993); Judith F. Daar, A Clash at the Bedside: Patient Autonomy v. a Physician’s Professional Con-
science, 44 HasTinGs L.J. 1241, 1248-59 (1993) thereinafter A Clash at the Bedside]; Judith F. Daar,
Medical Futility and Implications for Physician Autonomy, 21 AM. J.L. & Mep. 221 (1995).

194.  See Boozang, supra note 193, at 72.

195.  Robert D. Truog et al., The Problem with Futlity, 326 New EnG. J. Mep. 1560, 1562
(1992).

196. Id.

197. A Clash at the Bedside, supra note 193, at 1245.

198. Id. at 1260.

199.  Id. at 1274-80; see also Bruce G. Davis, Defining the Employment Rights of Medical Person-
nel Within the Parameters of Personal Conscience, 1986 DeTroIT C.L. Rev. 847, 862-66.

200. E. Haavi Morreim, Profoundly Diminished Life: The Casualties of Coercion, HASTINGS
CENTER REP., Jan.—Feb. 1994, at 33, 34.

201. Morreim, supra note 6, at 906.
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generally should be controlling, this does not mean that physicians lack
standing to raise their own ethical concerns.

Recognizing physicians’ standing to consider the ethical implications of
treatment decisions is especially appropriate in the context of ARTs. ARTs
are fundamentally different from other medical procedures because the result
of treatment is the conception and birth of a child, an independent person
with interests of her own. In addition, physicians are not simply passive
participants in the ART process. On the contrary, they are engaged in what
can be viewed as a unique form of quasi-procreative activity. While the
physicians are not themselves reproducing, their actions directly bring about
the existence of persons who otherwise would never be born. Given their
critical role in the procreative endeavor, it is understandable that ART prac-
titioners feel some responsibility for the well-being of the children who re-
sult from their efforts.202

The ART physician’s direct participation in the child’s conception dis-
tinguishes these situations from U.A.W. v. Johnson Controls.2 That case
involved an employer’s refusal to hire fertile women for jobs involving expo-
sure to lead, given the possibility of fetal harm if the women became preg-
nant. Striking down the policy, the Supreme Court held that decisions
about the appropriateness of taking reproductive risks should be left “to the
woman as hers to make.”?¢ The employer in Johnson Controls, however, was
not forced to help women become pregnant while exposed to the toxins; it
was simply prevented from denying them jobs.25 The situation is also not
equivalent to efforts to compel pregnant women to undergo cesareans or
other interventions for the sake of their fetuses.26 While those situations

202.  See Bruni, supra note 51 (quoting one ART physician as stating “‘] have two ethical
obligations. One to the patient and one to the child.””). Guido de Wert argues that
A doctor assisting in reproduction shares the responsibility for creating a new human being.
Assisting in reproduction is as little morally neutral as is reproducing. From a moral point
of view the physician is in some sort of triangle: he should consider the wishes and interests
of his patients as well as the interests of the prospective children . . . .
Guido de Wert, The Post-Menopause: Playground for Reproductive Technology? Some Ethical Reflec-
tions, in THE FUTURE OF HUMAN REPRODUCTION 221, 231 (John Harris & Sgren Holm eds., 1998).

203. 499 U.S. 187 (1991).

204. Id. at 211.

205.  Furthermore, what made the employer’s policy in Johnson Controls unlawful was that it
discriminated on the basis of sex. See id. at 198 (noting that the policy was concerned only with
reproductive risks that affected female workers, even though workplace hazards also affected male
workers” reproductive systems). In the ART context, differential treatment of male and female
reproductive risks also would be inappropriate.

206.  See, e.g., Inre A.C,, 573 A.2d 1235, 1252-53 (D.C. 1990) (en banc) (setting aside a
court-ordered cesarean section for a dying woman who was pregnant with a viable fetus, on the
ground that the decision should have been based on the patient’s wishes, not on the state’s interest
in preserving the potential life of the fetus); In re Baby Boy Doe, 632 N.E.2d 326, 326 (lil. App. Ct.
1994) (holding that a woman’s right to refuse a cesarean section must be honored even if doing so
would be harmful to a viable fetus); see also Radhika Rao, Property, Privacy, and the Human Body,
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also may be motivated by concern for the prospective child, overriding the
woman’s wishes in those cases would require invading her bodily integrity.
That issue does not arise when a physician declines to provide ARTs.297

At the same time, the claim for absolute deference to patients’ choices
is weaker in the context of ARTs than in many other situations in which
conflicts between patients and physicians have arisen. For example, in deci-
sions about life-sustaining treatment by competent patients, it is the patient
requesting treatment who will experience the primary benefits and burdens
of the decision; in addition, the decision is particularly weighty because it
may affect whether the patient lives or dies.2® When patients request
ARTs, by contrast, the decision has direct implications not only for the pa-
tient but also for the potential offspring. In this respect, decisions about
ARTs combine elements of medical decisionmaking by competent patients
with surrogate decisions by parents or other third parties regarding treatment
of another person.2?® While the law is generally reluctant to interfere with
treatment decisions by competent individuals, decisions by parents or other
surrogates are subject to more extensive review.2!0

The appropriate question, therefore, is not whether physicians have a
stake in decisions about the provision of ARTs, but when—if ever—that
stake justifies a decision to withhold care. Authorizing physicians to assert
“conscience objections” to the provision of ARTs whenever they have con-
cerns about the prospective child’s welfare would be overly broad, as it would

80 B.U. L. Rev. 359, 393-95 (2000) (discussing forced cesarean cases as an example of the right to
bodily integrity).

207.  See Spike & Greenlaw, supra note 54, at 349. The importance of bodily integrity also
explains why the impact of individuals' disabilities on their future children would not justify efforts
to restrict the reproductive capacity of fertile individuals, as any such restrictions would require
forcible physical invasions, such as mandatory sterilizations.

208.  See Boozang, supra note 193, at 66 (“Because the conflict between physician and patient
autonomy implicates whether the patient will live or die, the patient’s autonomy must supersede.”).
Moreover, for patients who are dying, the option of finding another physician is often not feasible.
See A Clash at the Bedside, supra note 193, at 1273 (“Forcing a dying patient to leave a setting that
has become familiar, if not comforting, seems nonsensical at best; such a change would likely be
emotionally and psychologically devastating to patients and their families.”).

209. Cf. Arras & Blustein, supra note 180, at 127 (arguing that the impact of reproductive
decisions on other persons, including the potential children, “moves reproduction out of the pri-
vate domain and into the sphere of what John Stuart Mill referred to as ‘other regarding behav-
jor—that is, conduct that can affect the morally significant interests of others in profoundly
detrimental ways” {citation omitted)).

210.  See generally Jennifer L. Rosato, Using Bioethics Discourse to Determine When Parents
Should Make Health Care Decisions for Their Children: Is Deference Justified? 73 Temp. L. Rev. 1
(2000) (examining parents’ authority to make treatment decisions for children); Sabatino, supra
note 152 (surveying state laws on surrogate decisionmaking); cf. Peters, supra note 6, at 841 (sug-
gesting that physicians should have greater freedom to deny treatment requested by surrogate deci-
sionmakers than treatment requested by patients themselves, as conflicts between physicians and
surrogates “are not about paternalism, but about the allocation of power between third parties who
disagree about the patient’s welfare”).
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allow physicians to trump patients’ decisions in virtually all cases. Given the
importance of promoting access to treatment for patients with disabilities,
the scope of the physician’s decisionmaking authority must remain narrower
than that of the patient. Accordingly, the next part seeks to distinguish
situations in which physicians are inappropriately imposing their preferences
on patients from cases in which physicians have legitimate objections that
deserve respect.

V. DISTINGUISHING APPROPRIATE AND INAPPROPRIATE DECISIONS

The fact that physicians may reasonably take into account the implica-
tions of ARTs for the resulting children does not mean they should be per-
mitted to consider the full range of factors that prospective parents consider
in deciding whether to reproduce. Individuals making reproductive deci-
sions for themselves are free to act on virtually any idiosyncratic reproduc-
tive preference, including those that are irrational or biased. For example, it
is perfectly legal for individuals to engage in race discrimination in their
choice of reproductive partners; indeed, gamete donation programs com-
monly attempt to facilitate prospective parents’ desire to have children of a
particular race.2't When ART physicians cite the interests of children in
making patient selection decisions, however, they should not expect to en-
joy such broad discretion. As licensed professionals, they should be limited
to rational considerations that society is prepared to recognize as fair.212
Moreover, if the basis of the physician’s concern is the avoidance of gratui-
tous suffering, the physician’s objections should be defensible under the
comparative risk/benefit framework set forth above.?!3 Thus, there should be
a significant likelihood that the child’s quality of life will fall below a mini-
mally adequate threshold. In addition, the balance between the benefits and
burdens of an alternative parenting option should be more favorable than
that associated with providing ARTs.

Concerns about the impact of a patient’s disabilities on her ability to
care for a child will rarely be sufficient to satisfy these principles. Predic-
tions about the parenting ability of patients with disabilities are especially

211, See Lori B. Andrews & Lisa Douglass, Altemative Reproduction, 65 S. CaL. L. Rev. 623,
663-64 (1991) (noting that gamete donation programs typically match donors and recipients on
the basis of race); see also Jonathan M. Berkowitz & Jack W. Snyder, Racism and Sexism in Medically
Assisted Conception, 12 BIoETHICS 25, 25 (1998) (describing cases in which couples used gamete
donation to have children with different racial backgrounds than those of the couples themselves).

212.  Cf. Lois Shepherd, HIV, the ADA, and the Duty to Treat, 37 Hous. L. Rev. 1055, 1090
(2000) (arguing that “we might seek an undertaking from physicians to treat all those who seek
their care (unless there is a good reason to refuse) in exchange for their self-regulated monopoly”).

213.  See supra text accompanying notes 170-192.
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prone to error and bias.2* Even when patients’ disabilities affect their ability
to parent effectively, they may be able to compensate for any deficiencies
with the assistance of family members, friends, or other support networks.
The same is true for patients who have limited life expectancies as a result of
a disability. While the death of a parent is undeniably a terrible experience
for a child, it is not the sort of experience that precludes a decent quality of
life. The relevant question should not be whether the patient will be able to
raise the child single-handedly, but whether the child’s need for care has
been adequately addressed.?!5

Under the comparative risk/benefit framework discussed above, the im-
plications of a patient’s inability to care for a child would have to be truly
extraordinary to justify a decision to withhold ARTs. Unlike a determina-
tion that an alternative parenting option would produce a more favorable
balance of benefits and burdens than proceeding with ARTs, a denial of
treatment based on concerns about a patient’s parenting ability or life expec-
tancy presumes that it would be better if the patient refrained from raising
any children. Because the alternative of remaining childless would impose
significant burdens on the patient without any benefit to an existing or fu-
ture child, it will almost always yield a less favorable risk/benefit ratio than
proceeding with treatment.2!6

In many cases, concerns about the impact of patients’ disabilities on the
health of a future child also will be an insufficient basis for refusing to pro-
vide ARTs.217 Physiological limitations, even those that might constitute
disabilities under the ADA, are not necessarily inconsistent with a decent
quality of life. In addition, many of the disadvantages associated with disa-
bilities are the result of societal practices that ignore the needs of persons
with disabilities, rather than inherent limitations of a disability itself.2!8 For
example, most of the limitations associated with conditions like achondro-

214.  See Watkins, supra note 41, at 1454 (noting that, for parents with disabilities, “the avail-
able research suggests that factors unrelated to disability often have a more significant impact on
parental fitness than does disability itself”).

215.  Cf. Marcia Angell, Pregnant at 637 Why Not? N.Y. TiMmes, April 25, 1997, at A27 (argu-
ing, in response to critics of the use of egg donation by postmenopausal women, that “any responsi-
ble mother, young or old, should make provisions for the care of her baby should she die before her
child is grown”).

216.  Indeed, the only circumstance in which this would not be true is when proceeding with
ARTs would violate the wrongful life standard. See supra note 146 and accompanying text.

217.  As Ann Hubbard has argued in the context of employment decisions, the “seductive
appeal” of concerns about risks to others makes it particularly important for courts to be skeptical
about any assertion of the direct threat defense. Hubbard, supra note 141, at 1279-80.

218.  See Bagenstos, supra note 85, at 431 (describing the position of disability rights advo-
cates that disability “must be understood as the result of an interaction between biological restric-
tions and the broader physical and social environment—and that the greater part of the
disadvantage attached to ‘disability’ is best addressed through attempts to change the
environment”).
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plasia (a recessive genetic condition that causes dwarfism) or deafness are
due to the fact that our society is designed around the needs of average-sized
persons who are capable of hearing. One of the ADA’s goals is to instigate
societal changes to accommodate the needs of persons who are different.
The failure to achieve these goals should not be used to justify physicians’
denial of care.

However, it would be a mistake to conclude that, whenever a physician
objects to providing ARTs because of the consequences of a disability for the
future child’s health, the physician’s concerns reflect nothing more than
prejudice against people with disabilities or ignorance about the impact of
disabilities on the child’s quality of life.2? Some medical conditions impose
serious disadvantages under even the best of circumstances. Even if children
born with these conditions are not “harmed,” in the sense that the burdens
of the condition do not outweigh the benefits of existence, the inherent
physiological consequences of the condition may foreclose “important op-
tions and experiences” that preclude a minimally decent quality of life.220 If
that were not the case—if all biological differences were simply “forms of
variation"??! that are inherently neither good nor bad—there would be no
reason to attempt to prevent or treat medical conditions that are potentially
disabling. Instead, the appropriate response would be to change the social
practices that make a particular condition disabling, rather than attempting
to eliminate the condition itself.

While some disability rights advocates might support such an ap-
proach,??? the premise of our health care system is just the opposite. Indeed,
a variety of social practices, professional norms, and public policies have as

219.  As Peter Singer argues:

It is one thing to argue that people with disabilities who want to live their lives to the full
should be given every possible assistance in doing so. It is another, and quite different
thing, to argue that if we are in a position to choose, for our next child, whether that child
shall begin life with or without a disability, it is mere prejudice or bias that leads us to
choose to have a child without a disability.

PeTER SINGER, PRACTICAL ETHICS 54 (2d ed. 1993).

220.  John Harris, Is There a Coherent Social Conception of Disability? 26 J. Mep. ETHics 95, 98
(2000).

221.  Bonnie Steinbock, Disability, Prenatal Testing, and Selective Abortion, in PRENATAL TEST-
ING AND DisaBiLITY RichTs 108, 108 (Erik Parens & Adrienne Asch eds., 2000) (describing the
position of some disability rights advocates).

222.  For example, Solveig Magnus Reindal argues that

The very idea of “curing” disability is the core element in the discrimination of disabled
people because the “curing ideal” resides in conformity and normalcy. . . .

To continue to persist with individual models of disability, equating the problem of
disability to impairments and individual conditions, is itself a discrimination against dis-
abled people.

Solveig Magnus Reindal, Disability, Gene Therapy, and Eugenics—A Challenge to John Harris, 26
J. Mep. EtHics 89, 92-93 (2000).
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their goal the creation of a world in which serious disease and disability no
longer exist. For example, carrier testing for recessive genetic conditions
like Tay-Sachs and sickle-cell disease is routinely offered to at-risk individu-
als considering having a child,??® in order to reduce the future prevalence of
these debilitating diseases. Genetic testing during pregnancy is also a com-
mon practice.??* In California, physicians are legally required to offer prena-
tal testing to pregnant women in time for the women to consider
terminating their pregnancies.??’> Reducing the prevalence of disability in
future generations also is the goal of a broad range of federal public health
activities, ranging from campaigns to encourage women to take folic acid
supplements??6 to surveillance and research activities to reduce birth
defects.22?

In this regard, disability is fundamentally different from other charac-
teristics that have historically been the basis of societal discrimination, such
as race or gender.2?8 Even if it were possible to eliminate racial differences in
future generations, most people would be appalled if such methods were pro-
posed as a means to avoid problems resulting from racial prejudice. The
reason is that the disadvantages experienced by people of particular races are
due solely to individual attitudes and social conditions; racial differences in
and of themselves are inherently neither good nor bad.?? Some disabilities,
however, entail real physiological limitations. In addition to problems of

223.  See GENETIC TESTING AND SCREENING, supra note 46, at 112-16. In 1997, a National
Institutes of Health (NIH) consensus conference recommended that cystic fibrosis carrier testing
should be offered to couples planning to become pregnant. See id. at 117.

224.  See id. at 51-53.

225.  See CaL. CopE REeGs. tit. 17, § 6527(a) (2002). Specifically, the regulations provide:
Clinicians shall provide or cause to be provided to all pregnant women in their care before
the 140th day of gestation, or before the 126th day from conception, as estimated by medi-
cal history or clinical testing, information regarding the use and availability of prenatal
screening for birth defects of the fetus.

d.

226.  See Lorenzo D. Botto et al., Neural Tube Defects, 341 New Enc. J. Mep. 1509, 1509,
1517 n.6 (1999) (discussing Food and Drug Administration standards for fortifying cereal products
with folic acid and recommendations by the Institute of Medicine and the Public Health Service
that women who could become pregnant supplement their diet with folic acid).

227.  See National Center on Birth Defects and Developmental Disabilities, Birth Defects,
hetp://www.cdc.gov/ncbddd/bd/default.htm (last visited May 27, 2002) (describing federal efforts to
reduce birth defects).

228.  Butcf. Asch, supra note 36, at 85-86 (questioning why some people consider it inappro-
priate to have children likely to be seriously disabled while no one challenges the right of women
of color to “bring children into the world even knowing that their children will grow up in a racist
society, and may suffer economically, socially, emotionally, and psychologically as a result”).

229.  Indeed, the very concept of “race” is largely a social construction. See Robert S.
Schwartz, Racial Profiling in Medical Research, 344 New Enc. J. Mep. 1392, 1392 (2001) {(calling
race “a social construct, not a scientific classification”); see also lan F. Haney Lépez, The Social
Construction of Race: Some Observations on Hlusion, Fabrication, and Choice, 29 Harv. CR.-C.L. L.
Rev. 1, 5 (1994) (criticizing “the fallacies and fictions on which ideas of race depend”).
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ignorance and prejudice, people with disabilities suffer from real disadvan-
tages that reasonable people legitimately can seek to avoid.

Admittedly, there are many disability scholars who would find this dis-
tinction objectionable. It is sometimes argued that all efforts to avoid the
birth of children with disabilities are a form of disability discrimination, as
they contain an implicit message that people with disabilities do not deserve
to exist.2* For example, David King argues that the growing interest in pre-
natal testing reflects a widespread bias against people with disabilities: “[I]n a
society which had overcome its fears of disability and truly considered dis-
abled people as equal members of the community,” he argues, interest in
techniques to avoid the birth of children with disabilities would be far less
widespread.??! Many in the disability rights community also believe that
societal pressure to avoid the birth of children with disabilities will lead to
increased discrimination against people with disabilities who are already
alive. Deborah Kaplan, for example, worries that “women and couples who
go through prenatal screening may become less accepting of disabilities and
disabled people.”?3? Some commentators also suggest that society would be
worse off if all disabilities somehow could be eradicated. While persons with
serious disabilities may suffer certain disadvantages, it is argued, they also
contribute to a more diverse and culturally rich society in which individual
differences are respected and valued.?33

The danger that efforts to reduce the prevalence of disability in society
might undermine respect for existing persons with disabilities deserves to be
taken seriously. However, it is possible to be concerned about the impact of

230.  See, e.g., Banks, supra note 7, at 78 (arguing that attempting to avoid the birth of chil-
dren with disabilities “denigrates the personal worth of people with disabilities and runs counter to
the objectives of the ADA”); Kathleen O. Steel, The Road That I See: Implications of New Reproduc-
tive Technologies, 4 CAMBRIDGE Q. HEALTHCARE ETHICs 351, 351 (1995) (“It is difficult to feel that
discrimination does not exist when a branch of medicine is intent on eradicating disabled peo-
ple.”). See generally Erik Parens & Adrienne Asch, The Disability Rights Critique of Prenatal Genetic
Testing: Reflections and Recommendations, HAsTINGS CENTER REP., Sept.~Oct. 1999, at S1 (survey-
ing positions on the issue).

231.  David S. King, Preimplantation Genetic Diagnosis and the ‘New' Eugenics, 25 J. Mep. ETH-
Ics 176, 181 (1999); see also Asch, supra note 36, at 86 (arguing that, “[ilf we believed that the
world was a problem to the child and not the child a problem to the world,” the fact that a child
might be born with a disability would not be viewed as a reason to avoid the child’s birth).

232.  Deborah Kaplan, Disability Rights Perspectives on Reproductive Technologies and Public Pol-
icy, in REPRODUCTIVE LAWS FOR THE 1990s, supra note 36, at 241, 245.

233.  For example, Jonathan Drimmer argues that:

Disabled culture should be encouraged, celebrated, and given room to flourish; credence
should be given to the experiences of people with disabilities as a minority group. The
alternative perspectives offered by the disabled culture will raise the national consciousness,
and should be supported and encouraged by society at large . . . . From a diversity of culture
and experience comes national strength, tolerance, and understanding.
Jonathan C. Drimmer, Cripples, Overcomers, and Civil Rights: Tracing the Evolution of Federal Legisla-
tion and Social Policy for People with Disabilities, 40 UCLA L. Rev. 1341, 1408 (1993).
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serious disabilities on future children without denigrating the value of people
with disabilities who are already alive.2¢ As James Lindemann Nelson ar-
gues, people often make reproductive choices based on their assessment of a
future child’s best interests, yet these assessments are generally not viewed as
comments on the value of existing people in society. For example, a strug-
gling couple that decides not to have a child because it will be born into
poverty is not seen as disparaging the inherent worth of children who are
poor.235 While it may be true that the existence of disabilities contributes to
a more diverse and tolerant society, this does not mean that physicians
should be forced to help bring more people with serious disabilities into the
world. There are many situations in life in which adversity ultimately pro-
duces positive benefits, but most people still seek to avoid adversity. There
also are important differences between assuming burdens for oneself in order
to promote diversity and tolerance and imposing those burdens on children
without their consent.?36

The difficult question, of course, is determining when a physician’s ob-
jections to providing ARTs based on concerns about a future child’s welfare
become sufficiently compelling to justify a disability-related denial of care.
While it is impossible to delineate a precise boundary between appropriate
and inappropriate disability-related considerations, several general principles
seem to be appropriate starting points. First, it is worth emphasizing that
reproduction is always a risky endeavor; any physician unwilling to accept
some degree of uncertainty clearly is not suited to the practice of ARTs.
Before a physician denies ARTs to an individual seeking treatment, it
should be clear that there is a significant likelihood the child’s health status
will fall below a minimally decent threshold.3? Some conditions are far too

234.  As Jonathan Glover argues:
Aiming for the conception and birth of normal people, for instance, is perfectly compatible
with insisting that the rights of disabled people be fully respected and with seeing them as
equals. . . . [I]t is true of all of us that someone better in some ways could have been
conceived instead. Accepting this about a particular person does not mean that one feels
contempt or condescension toward him or her.
Glover, supra note 186, at 134; see also Green, supra note 179, at 12 (“It is possible for us to hold
that it is not wise or ethical deliberately to add to the normal risks of disability or suffering a child
may face, while also insisting that a child actually born with problems deserves all the support we
can give it.”).

235.  James Lindemann Nelson, The Meaning of the Act: Reflections on the Expressive Force of
Reproductive Decision Making and Policies, in PRENATAL TESTING AND DisaBILiTY RiGHTs 196, 204
(Erik Parens & Adrienne Asch eds., 2000).

236. Cf. FEINBERG, supra note 164, at 328 (arguing that “wrongly conceived infants . . . did
not consent to the risks in their being born”).

237.  See supra text accompanying notes 178-180. In the context of prenatal testing, how-
ever, some disability rights advocates oppose efforts to identify such a “minimally decent thresh-
old.” For example, Adrienne Asch believes that

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 condi-
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inconsequential to justify a denial of treatment, while others are more signif-
icant but less likely to occur. An example of the former might be genetic
conditions associated with minor disfigurement, such as ectrodactylism.238
An example of the latter might be HIV infection. While it may have been
appropriate for physicians to deny ARTs to HIV-positive patients in 1994,
when the risk of perinatal transmission was approximately 25 percent, now
that the risk of transmission is less than 2 percent—Ilower than the general
risk of serious congenital abnormalities in a typical pregnancy?*—it is diffi-
cult to justify turning patients away.

The consistency of the physician’s determinations also is a critical fac-
tor. Even when the risk of perinatal HIV transmission was higher than it is
today, some physicians categorically denied ARTs to HIV-positive women
but were willing to provide treatment to patients with other medical condi-
tions posing even greater reproductive risks.2 The “selective application of
ethical principles”24! suggests that appeals to the interests of the future child
may simply be pretexts for decisions motivated by illegitimate considera-
tions, such as bias against people with particular disabilities.2#2

Because the physician’s standing to raise objections is grounded in con-
cern for the prospective child’s welfare, it also is important to consider how
particular health conditions are likely to be experienced by the child her-
self.2* Some conditions, such as mental retardation, may be perceived as
seriously disabling by the general public but are not experienced as burden-
some by persons who are affected with them, as they do not entail pain or
suffering or any perception of a diminished quality of life. The issue is not
whether the child will have a condition that satisfies the ADA’s definition
of disability, but whether the child is likely to experience a minimally decent
quality of life.

tions. . . . Saying that color blindness and tone deafness are too trivial, but that blindness
and deafness are serious enough to warrant testing and abortion, will not increase recogni-
tion of the humanity of people who are blind or deaf.
Adrienne Asch, Why I Haven't Changed My Mind About Prenatal Diagnosis: Reflections and Refine-
ments, in PRENATAL TESTING AND DiSABILITY RIGHTS, supra note 235, at 234, 252-53.

238.  See supra note 86.

239.  See Minkoff & Santoro, supra note 57, at 1748.

240.  Seeid. (suggesting that most physicians unwilling to provide ARTs to HIV-positive pa-
tients would nor deny treatment to couples at risk of transmitting Tay-Sachs to their offspring).

241, Id.

242.  Cf. McDonnell Douglas Corp. v. Green, 411 U.S. 792, 807 (1973) (giving employees the
opportunity to show that an employer’s asserted reason for an adverse employment decision was a
pretext for unlawful discrimination).

243.  Cf. PReSIDENT’S COMMISSION FOR THE STUDY OF ETHICAL PROBLEMS IN MEDICINE AND
BiomepicaL AND BEHAVIORAL RESEARCH, DECIDING TO FOREGO LiFE-SUSTAINING TREATMENT
219 (1983) (providing that a parent making treatment decisions for a disabled newborn “is obli-
gated to try to evaluate benefits and burdens from the infant’s own perspective”).
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In all cases, physicians’ views about a potential child’s welfare must be
balanced against the burden of alternative options on the person seeking
treatment. Thus, physicians’ objections are entitled to the greatest defer-
ence when there are alternative practitioners readily available to provide the
patient’s requested treatment, as the burden to the patient is simply the in-
convenience of using a different physician. The burdens to the future child
should be greater before a physician conditions treatment on the use of pre-
implantation genetic diagnosis or other medical interventions, and greater
still if the physician refuses to provide ARTs unless the patient uses donor
gametes.

Denials of treatment are most problematic when the risks to a future
child are avoidable only by foregoing reproduction entirely. To justify a re-
fusal to provide ARTs in such circumstances, the likelihood and magnitude
of the burdens to the expected child would have to be considerable. The 25
percent risk of perinatal HIV transmission in 1994 was arguably such a situa-
tion, particularly because no effective treatments then existed for infected
children. Today, denying ARTs to HIV-positive patients no longer seems
appropriate, but other medical conditions, such as poorly controlled diabetes
and renal failure,# may entail such significant risks that a physician would
be justified in turning a patient away.

The need to engage in an individualized assessment of each patient’s
particular circumstances makes it difficult to set forth any categorical rules.
Ultimately, the comparative risk/benefit approach requires a fact-specific
analysis of the risks, benefits, and alternatives on a case-by-case basis. The
goal should be to determine whether, on balance, more good and less bad
will result from choosing an available reproductive or parenting alternative
as compared to proceeding with the patient’s requested treatment in the face
of serious reproductive risks.

CONCLUSION

Ensuring equitable access to medical treatment for individuals with dis-
abilities is a critically important societal value, but so too is avoiding unnec-
essary suffering in future generations and recognizing physicians’ standing as
moral agents. In some cases, it will be impossible to reconcile all of these
values. When such cases arise, a court must reach a resolution, knowing
that whichever values it favors will have both advantages and costs.

The framework proposed in this Article seeks to balance the competing
factors on a case-by-case basis, comparing the risks and benefits of the pa-
tient’s requested treatment with the other available reproductive and parent-

244.  See Minkoff & Santoro, supra note 57, at 1749.
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ing options. The advantage of this approach is that it recognizes each of the
considerations as important values, and it prioritizes them based on an indi-
vidualized assessment of a particular case. The drawback, however, is the
difficulty of line-drawing. The line between appropriate and inappropriate
denials of treatment is far from bright, and undoubtedly it will prove difficult
to determine when that line has been crossed. There is a real danger that
seemingly objective determinations about a future child’s best interests will
be influenced by pervasive, and often unconscious, biases and stereotypes
about people with disabilities. To the extent that consistency and predict-
ability are important legal values, an argument can be made for a bright-line
solution—either treating ART practitioners like common carriers, with an
obligation to accept any patient who is willing to pay, or giving them unbri-
dled discretion to select patients as they please.

But, while any system that requires drawing distinctions is prone to er-
ror, the tolerable margin of error depends on the purpose of the distinctions.
It would be one thing if the law sought to specify circumstances in which
physicians would be prohibited from providing ARTs to particular patients.
In such a system, the tolerable margin of error would be extremely narrow, as
the ability of individuals with disabilities to use ARTs would depend exclu-
sively on how those circumstances were defined. The framework proposed
in this Article, by contrast, seeks only to identify circumstances in which
concerns about the future child should be accepted as a reasonable justifica-
tion for withholding treatment—if a physician chooses to assert those con-
cerns. Physicians would still be permitted to provide treatment in such
situations if doing so were consistent with their own ethical views, and it
can be expected that many physicians will do s0.245 Thus, the tolerable mar-
gin of error is greater, because the consequences of drawing the line in a
particular place are far less severe.

Moreover, while consistency and predictability are important consider-
ations, they are not the only values the law must consider. Attempting to
accommodate competing considerations is unlikely to yield a simple solu-
tion, but in ethically charged contexts simplicity is rarely an attainable goal.
Courts confronted with ADA challenges to decisions about ARTs should
avoid the temptation to find an easy way out of the ethical thicket. The
comparative framework proposed in this Article provides an approach to
resolving these dilemmas that takes seriously the risk of disability discrimina-
tion in the context of reproduction, while acknowledging physicians’ legiti-
mate desire to avoid serious risks to the future child’s well-being.

245.  Cf. Kolata, supra note 65 (noting that some ART practitioners see a competitive advan-
tage in accepting patients other physicians might be unwilling to treat).



