
Comments

“I Don’t Like Those Genes”: How
Modern Medical Marketing Informs
Reproductive Decision-Making and
Creates Harmful Effects for People
with Disabilities

By MARQUES J. DELACRUZ*

Introduction

THE EMERGENCE of direct-to-consumer (“DTC”) genetic testing
has become all the rage for the millennial generation whose ambi-
tions are rooted in innovation and altruism.1 Human genome and bio-
technology start-ups such as 23andMe and Gene by Gene are
increasingly popular due to their touted missions of unifying individu-
als through their genealogy and advancing health sciences.2 By creat-
ing a user account, spitting into a tube, mailing the sample to a lab,
and paying a fee, the consumer can receive and access their specific
genetic information via the company’s mobile app or website.3 More
significantly, the accessible data obtained through DTC genetic test-
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1. Wes Gay, Millennials Are Effecting Change with Social Responsibility, FORBES (Aug. 11,
2017, 7:30 AM), https://www.forbes.com/sites/wesgay/2017/08/11/millennials-social-re-
sponsibility/#263a88d817d8 [https://perma.cc/SKB8-QX4X].

2. Learn About 23andMe’s Research, Its Mission, Business and Core Values, 23ANDME,
https://mediacenter.23andme.com [https://perma.cc/DBM3-QYMX].

3. DNA Health Ancestry, 23ANDME, https://www.23andme.com/dna-health-ancestry/
[https://perma.cc/CL8S-K7WL].
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ing can be used by millennials as a fertility guideline4 to consider if,
when, how, and with whom they wish to procreate. Uniquely, standard
ethical guidelines and regulations designed to ensure medical data
accuracy and recipient comprehension are not guaranteed for DTC
genetic testing.5 On the surface, the immediate access to one’s genetic
information seems enticing. However, convenience may not necessa-
rily be the initial objective for someone with a disability. Individuals
with disabilities face discrimination based on their health conditions
and diagnoses—an unintentional effect of DTC genetic testing.

The purpose of this Comment is two-fold. First, I wish to contrib-
ute to the understanding that reproductive autonomy intersects with
able-based microaggressions. There are various ways individuals know-
ingly and unknowingly express reproduction microaggressions. Inno-
vations in science and technology have made genealogical
information readily available to consumers, but they have also perpet-
uated ableist notions. Second, I seek to raise awareness of the bioethi-
cal implications of considering abled-ness in genetic research.
Scientists and corporations approach disability in a reductive manner
by perpetuating the notion that there is an inherent problem with
categorizing individuals by certain abilities, including their reproduc-
tive capacity. In closing, this Comment is a call to arms for Congress to
exercise and implement stricter and safer health disclosure laws to
protect marginalized communities in the United States from the
harms of data misuse.

I. Consumers Can Receive Unregulated, Instantaneous
Health Information and Diagnoses

Innovation has fundamentally impacted the institutional, social,
and cultural landscapes of American society.6 How we communicate
and access medical information is drastically different from just a few
decades ago, and regulation has failed to keep up.7 Historically, ge-

4. Megan Molteni, This Company Wants Your Fertility Data, WIRED (Jul. 13, 2018, 1:54
PM), https://www.wired.com/story/this-company-wants-your-fertility-data/ [https://
perma.cc/N5C3-BKF2].

5. Megan A. Allyse et al., Direct-to-Consumer Testing 2.0: Emerging Models of Direct-to-
Consumer Genetic Testing, 93 MAYO CLINIC PROCEEDINGS 113, 119 (2018).

6. Marina Gorbis, Innovation Is Happening Faster than We Can Adapt, N.Y. TIMES (Jul.
22, 2015), https://www.nytimes.com/roomfordebate/2015/07/22/is-silicon-valley-saving-
the-world-or-just-making-money/innovation-is-happening-faster-than-we-can-adapt [https:/
/perma.cc/FJG9-MJ5R].

7. See Health Communication and Health Technology, OFF. OF DISEASE PREVENTION

& HEALTH PROMOTION, https://www.healthypeople.gov/2020/topics-objectives/topic/
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netic testing was not publicly marketed and was available only upon
the authorization of a healthcare professional. But even though medi-
cal testing can be done without involving healthcare professionals,
does that mean it should be?

A. Traditional Genetic Testing v. DTC Genetic Testing

Genetic testing is a form of medical testing that identifies changes
or mutations in an individual’s genes, proteins, or chromosomes.8
The results from a genetic test are useful because they can confirm or
dismiss the possibility of a genetic condition or help determine an in-
dividual’s likelihood of passing on or developing genetic disorders
such as diabetes, lupus, Down syndrome, Parkinson’s disease, or
cancer.9

Traditionally in the United States, genetic testing was only availa-
ble to individuals with access to healthcare professionals. Though now
publicly available, genetic counselors, physicians, and nurse practi-
tioners can still administer this testing upon a patient’s request, which
triggers the “pre-analytic phase.”10 In this phase, counselling is admin-
istered to inform the patient of the range of options and possible out-
comes where “consent must be obtained to conduct the test.”11 After
the genetic test, during “the post-analytic phase,” the test results must
be interpreted by clinicians, and the patient “must be appropriately
counselled regarding available interventions and existing support
structures, even in cases where there is no possible cure or therapy.”12

This counseling is important because major life decisions, such as de-
ciding whether or not to carry a fetus to term, often depend on ge-
netic test results.13 The traditional genetic testing model is dependent

health-communication-and-health-information-technology [https://perma.cc/9MH3-
946V].

8. What Is Genetic Testing?, U.S. NAT’L LIBR. MED. (Jan. 21, 2020), https://
ghr.nlm.nih.gov/primer/testing/genetictesting [https://perma.cc/FW2T-NVXR].

9. Genetic Testing FAQ, NAT’L HUM. GENOME RES. INST. (Feb. 13 2019), https://
www.genome.gov/19516567/faq-about-genetic-testing/ [https://perma.cc/HY5W-S8ZY].

10. See generally Quality & Safety in Genetic Testing: An Emerging Concern, WORLD HEALTH

ORG., https://www.who.int/genomics/policy/quality_safety/en/index1.html [https://
perma.cc/PRK5-FFSJ] (describing the process of quality control in genetic testing, includ-
ing the importance of providing patients with genetic counseling during both the pre-
analytic and post-analytic phases).

11. Id.
12. Id.
13. Id.
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on “expert knowledge and the structural elements of the healthcare
system.”14

In contrast, DTC genetic tests are directly marketed to consum-
ers, unchecked, via social media apps (i.e., Facebook and Instagram),
television, print, and the Internet.15 This marketing provides these
bio-tech companies with access to communities that are unaware of
the procedures and risks associated with this product, thus creating a
blind encounter. Any consumer enticed by these advertisements can
directly purchase a genetic test, receive a DNA kit in the mail, ship a
saliva sample to the company, and have their genetic information and
statistical ancestral data unlocked via the company website or mobile
app16 without guidance or interpretation from a healthcare
professional.17

DTC genetic testing companies promote the illusion of personal-
ized and private medical information under the pretense of empower-
ment.18 However, scholars argue that the “truthfulness and utility of
these tests are not obvious.”19

B. Uncoordinated Federal Regulation Schemes for DTC Genetic
Testing: HIPPA, CLIA, and the FDA

Generally, all health-related testing performed in laboratories—
including genetic tests—are subject to federal regulatory standards
such as the Health Insurance Portability and Accountability Act
(“HIPAA”), which regulates the medical information of health-related
entities,20 and Clinical Laboratory Improvement Amendments

14. Allyse et al., supra note 5, at 114.
15. What Is Direct-To-Consumer Genetic Testing?, U.S. NAT’L LIBR. OF MED. (Jan. 21,

2020), https://ghr.nlm.nih.gov/primer/dtcgenetictesting/directtoconsumer [https://
perma.cc/H8QE-AFJZ].

16. See How 23andMe Personal Genetic Service Works, 23ANDME, https://customer-
care.23andme.com/hc/en-us/articles/115003342928-Carrier-Status-Reports [https://
perma.cc/U4R9-WLZP].

17. See generally Carrier Status Report, 23ANDME, https://customercare.23andme.com/
hc/en-us/articles/115003342928-Carrier-Status-Reports [https://perma.cc/PL2Z-N88R]
(providing 23andMe customers who receive results with general information regarding var-
iants to aid working with “your doctor to prepare for the health of your future family”).

18. John D. Loike, Opinion: Consumer DNA Testing Is Crossing into Unethical Territories,
SCIENTIST (Aug. 16, 2018), https://www.the-scientist.com/news-opinion/opinion—con-
sumer-dna-testing-is-crossing-into-unethical-territories-64650/ [https://perma.cc/NUA9-
K2B2].

19. Id.
20. See generally IEUAN JOLLY, DATA PROTECTION IN THE UNITED STATES: OVERVIEW

(2018), Westlaw: Pratical Law Country Q&A 6-502-0467.
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(“CLIA”),21 which requires that the Food and Drug Administration
(“FDA”) ensures the safety and efficacy of medical tests and interven-
tions.22 As with all medical care, traditional genetic tests are regulated
and structured to maximize a patient’s benefits and encourage in-
formed clinical decision-making that minimizes potential risks, such
as privacy breaches and inaccurate data, and ensures that a board-
certified medical genetic professional interprets and delivers the re-
sults to the patient.23 This approach provides the opportunity to ad-
dress post-results fears or questions.

However, not every private DTC genetic testing company is regu-
lated by HIPAA24 or uses CLIA certified labs.25 In fact, the United
States has no comprehensive federal law to regulate DTC genetic test-
ing.26 What exists is a patchwork system comprised of federal and state
regulations and laws attempting to regulate what the legislature and
federal agencies prioritize in the public’s interest.27

HIPAA only has oversight on information handled by entities
such as medical doctors, hospitals, and insurance companies.28 Be-
cause DTC genetic testing does not use such entities and programs, it
is not regulated in the same way as the traditional genetic testing
model.29 DTC genetic testing packages a consumer’s genetic risk in-
formation by showing the presence of certain genetic variances—with-
out determining a person’s overall risk of developing a disease or
condition. Since DTC genetic testing reports genetic propensity for
certain genetic variances without directly diagnosing a consumer,
DTC may not be subject to CLIA regulations.

CLIA, “which regulates the procedural aspects of laboratories
that process medical samples,”30 provides an exemption for laborato-
ries if they are “research laboratories that test human specimens but

21. Allyse et al., supra note 5, at 116.
22. Id.
23. Id.
24. See generally JOLLY, supra note 20, at 2 (describing HIPPA as regulating medical

information—thus applying “broadly to heath care providers, data processors, pharmacies
and other entities that come into contact with medical information”—without specifying
whether HIPAA applies to DTC genetic testing companies).

25. Allyse et al., supra note 5, at 116.
26. Andrew S. Robertson, Taking Responsibility: Regulations and Protections in Direct-to-

Consumer Genetic Testing, 24 BERKELEY TECH. L.J. 213, 220 (2009) (“Critics of the industry
focus on the lack of comprehensive regulatory oversight of genetic tests . . . . ”).

27. Id. at 221.
28. Id.
29. Allyse et al., supra note 5, at 115.
30. Id. at 116.
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do not report patient specific results for the diagnosis, prevention or
treatment of any disease or impairment of, or the assessment of the
health of individual patients.”31 Since DTC genetic testing provides
general information without providing results for specific diagnoses,
DTC genetic testing is not subject to CLIA requirements. Thus, DTC
genetic testing emerged into and is subject to a more “ambiguous reg-
ulatory setting.”32

The FDA considers genetic testing to be a “special type of medical
device” that “fall[s] within FDA’s regulatory purview.”33 Under this
categorization, the agency has “‘enforcement discretion’ to the vast
majority of genetic tests.”34 “Enforcement discretion” exists when the
FDA has the authority to regulate tests but chooses not to.35

Whether the FDA regulates a test is determined by how the test
comes to market.36 A test may be marketed as a commercial test “kit,”
a group of reagents used in the processing of genetic samples that are
packaged together and sold to multiple labs. Test kit manufacturers
must receive approval from the FDA before selling their products on
the market.37 More commonly, a test comes to market as a laboratory-
developed test (“LDT”), where the test is both developed and per-
formed by a single laboratory. The FDA has utilized “enforcement dis-
cretion” with respect to LDTs,38 meaning that LDTs are being used in
the clinic without the FDA’s assessment of their analytical and clinical
validity.39

Though the FDA retains the ability to exercise discretion with re-
spect to these products, the FDA’s discretionary approach is risky be-
cause it may result in consumer access to medical technology that
could turn out to be harmful.

31. 42 C.F.R. § 493.3(b)(2) (2003).
32. Allyse et al., supra note 5, at 116.
33. Regulation of Genetic Tests, NAT. HUM. GENOME RES. INST., https://www.genome.gov

/about-genomics/policy-issues/Regulation-of-Genetic-Tests [https://perma.cc/2X5E-
J7GE].

34. Id.
35. Id.
36. Id.
37. Id.
38. Id.
39. Id.
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C. The FTC and Commercial Speech Protected by the First
Amendment

Notably, however, the Federal Trade Commission (“FTC”), which
prosecutes companies that contribute to “unfair and deceptive prac-
tices in the marketplace,” has made strides in investigating various
DTC genetic testing companies and raising awareness of the falsities
and inaccuracies of the tests on their websites.40 Though these strides
are promising, the FTC has limited power, particularly in light of First
Amendment protections.41

“Truthful” commercial speech is afforded protection under the
First Amendment; however, the Supreme Court has provided little
guidance for establishing what constitutes “misleading commercial
speech.”42 When the Court has identified commercial speech as po-
tentially misleading, the remedy has been additional disclosure (e.g.,
warning labels), rather than an entire ban on the marketed speech.43

This broad protection for commercial speech in court would force the
FTC to prove that the speech in DTC genetic testing marketing is mis-
leading and therefore harmful,44 which is a high burden. For exam-
ple, harmful and misleading commercial speech would be to suggest
that using a specific product will “cure” a disease.45

D. State Efforts

In response to growing concern, states have passed regulations
ranging from a complete prohibition on the practice of DTC genetic
testing to narrow proscriptions that require testing performed
through a physician.46 For example, the California Department of
Public Health authored cease-and-desist letters to thirteen DTC ge-
netic testing companies requesting that the process mirror the tradi-
tional genetic testing model.47 To address potential harms induced by
the use of genetic information from DTC genetic testing, several states

40. FED. TRADE COMM’N, AT-HOME GENETIC TESTS: A HEALTHY DOSE OF SKEPTICISM

MAY BE THE BEST PRESCRIPTION (2006), https://osp.od.nih.gov/wp-content/uploads/
2013/11/DTC_Consumer_Alert_Jul06.pdf [https://perma.cc/4GG9-75ME].

41. Robertson, supra note 26, at 229.
42. See 44 Liquormart, Inc. v. Rhode Island, 517 U.S. 484 (1996); Florida Bar v. Went

For It, Inc., 515 U.S. 618 (1995); Rubin v. Coors Brewing Co., 514 U.S. 476 (1995).
43. Robertson, supra note 26, at 229.
44. Id.
45. FED. TRADE COMM’N, FTC FACT SHEET: IT’S THE LAW, https://www.consumer.ftc.

gov/sites/default/files/games/off-site/youarehere/pages/pdf/FTC-Ad-Marketing_The-
Law.pdf [https://perma.cc/SQ2E-JYF4].

46. Robertson, supra note 26, at 224–25.
47. Id.
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have enacted statutes and regulations prohibiting genetic information
discrimination in emergency medical services, education, housing,
mortgage lending, and other state-funded programs.48

Despite steps in the right direction, there are no federal or state
regulations that assure the acquisition or presentation of genetic in-
formation is done accurately so as to not promote discrimination
against individuals of specific groups, including individuals with
disabilities.

II. Able-Based Microaggressions

Before discussing the ways in which medical research and innova-
tion influence reproductive decision-making and thus promote injus-
tice, it is important to first identify able-based microaggressions,
examine their dangers, the issues they present, and how the Repro-
ductive Justice movement is fighting against them.

Microaggressions are subtle daily verbal or behavioral indignities
that communicate insults or invalidations toward individuals.49 They
are often unconsciously delivered as subtle snubs or dismissive looks,
gestures, or tones.50 These subtle exchanges are “so pervasive and au-
tomatic in daily conversations and interactions that they are fre-
quently dismissed and validated as being innocent and innocuous.”51

Thus, the only way to mitigate their menacing impact is to bring
greater awareness to how they manifest.

Ableism is a term used to describe the notion that “able-bodied”
people are superior to individuals suffering from a disability and are
thus more valued.52 Scholars David J. Connor and Beth A. Ferri iden-
tify ableism as:

discrimination and social marginalization resulting from main-
stream or majority notions of ‘‘ability’’ that are pervasively pro-
jected (in blatant and subtle ways) upon those deemed ‘‘disabled.’’
Like racism, ageism, sexism, etc., the term calls attention to the
taken for granted ways that one side of a binary exerts power over

48. Genome Statute and Legislation Database, NAT’L HUM. GENOME RES. INST., https://
www.genome.gov/about-genomics/policy-issues/Genome-Statute-Legislation-Database
[https://perma.cc/5XQP-XFKA].

49. Derald Wing Sue et al., Racial Microaggressions in Everyday Life: Implications for
Clinical Practice, 62 AM. PSYCHOLOGIST 271, 271 (2007).

50. Id. at 273.
51. Id.
52. Beth A. Ferri & David Connor, Integration and Inclusion: A Troubling Nexus: Race,

Disability, and Special Education, 90 THE J. OF AFR. AM. HIST.107, 107–27 (2015).
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the other, controlling interactions and representations in ways that
the dominant is elevated at the expense of the marginal.53

The Supreme Court endorsed ableist views in its 1927 decision
Buck v. Bell54 when it upheld forced sterilization on the notion that
people with mental disabilities are “unfit.” This case is notable in the
disability community55 because it codified ableism by validating scien-
tific misuse56 during the eugenics movement.57 Such practices and
policies designed under eugenics promote the reproduction of peo-
ple with “desired” attributes rather than the reproduction of people
with undesired attributes (e.g., people with disabilities).58

Able-based microaggressions are subtle daily verbal or behavioral
indignities that communicate insults or invalidations toward individu-
als with disabilities.59 They can be either intentional or unintentional.
As typical of microaggressions, these messages send hidden insults
that are generally unknown to the perpetrator but are glaring to the
recipient. In the context of reproductive autonomy, able-based
microaggressions can occur in casual conversations about the qualities
that an individual wants to promote or avoid promoting. For example,
an able-based microaggression occurs when an able-bodied individual
tells another: “I need to marry someone with a clean family history of
mental adeptness, because my family has a history of retardation and I
do not want my child to have those kinds of genes.” Another example
would be someone telling a Type 1 Diabetic: “Wow, you have diabetes,
but you are skinny! You are a credit to your own kind. I thought all
Type 1 Diabetics were overweight.” In these examples, the underlying
messages suggest that people with disabilities are not as articulable or
intelligent as able-bodied people, and people with disabilities are not

53. Beth A. Ferri & David Connor, Tools of Exclusion: Race, Disability, and (Re)segregated
Education, 107 TCHRS C. REC. 453, 471 (2005).

54. Buck v. Bell, 274 U.S. 200, 208 (1927).
55. See generally Paul Steven Miller & Rebecca Leah Levine, Avoiding Genetic Genocide:

Understanding Good Intentions and Eugenics in the Complex Dialogue Between the Medical and
Disability Communities, 15 GENETICS IN MED. 95, 96 (2012) (“[F]or many in the disability
community, [Buck v. Bell] is viewed as a prophetic vision of a future that threatens their
existence.”).

56. See generally Buck, 274 U.S. at 207 (Justice Holmes stated: “[I]t is better for all the
world, if instead of waiting to execute degenerate offspring for crime, or let them starve for
their imbecility, society can prevent those who are manifestly unfit from breeding their
kind. The principle that sustains compulsory vaccination is broad enough to cover cutting
Fallopian tubes . . . . Three generations of imbeciles are enough.”).

57. Gareth M. Thomas & Barbara Katz Rothman, Keeping the Backdoor to Eugenics Ajar?:
Disability and the Future of Prenatal Screening, 18 AM. MED. ASS’N J. ETHICS 406, 406 (2016).

58. Id. at 406–11.
59. Anti-Oppression: Anti-Ableism, SIMMONS UNIV. LIBR. (Dec. 9 2019), https://sim-

mons.libguides.com/anti-oppression/anti-ableism/ [https://perma.cc/7VJJ-9XY7].
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as attractive as able-bodied people. While it can be expressed in all
forms of communication, these examples provide a glimpse into
microaggressions as a discriminatory tool used against individuals with
disabilities.

In their article Reproductive Justice, scholars Zakiya Luna and Kris-
tin Luker use the phrase “Reproductive Justice” (“RJ”) to address how
the history of reproductive rights is deeply intertwined with social
identities.60 RJ focuses on the subtle ways an individual loses their
power during the reproductive decision-making process.61 It is appro-
priate to apply the RJ framework to identify the effects of ableism on
individuals with disabilities and their reproductive decisions.62 Until a
woman with cerebral palsy can consult a medical provider about preg-
nancy options without a disappointed stare, or a mother with lupus
can confidently allow her child to read about her condition on any
health-ancestry site without fear of biased information, able-based
microaggressions is a RJ issue.

III. Historical Connection Between Medicine and Able-Based
Microaggressions

There are two primary frameworks representing the concept of
disability: the “medical model” and the “social model.”63

A. The Medical Model: Disability as a Medical Problem

The medical model “conceptualizes disability as an illness or dis-
ease that requires intervention.”64 The relationship between the medi-
cal and disability communities is complex, and the medical model
largely stems from systemic, historical, and societal oppression.65

“Eugenics campaigns, legal restrictions on reproductive and other
freedoms, and prenatal testing recommendations predicated on the
lesser worth of persons with disabilities have all contributed to the
historic trauma experienced by the disability community, particularly

60. Zakiya Luna & Kristin Luker, Reproductive Justice, 9 ANN. REV. LAW SOC. SCI 327,
327 (2013).

61. Id. at 327–29.
62. Id.
63. Miller & Levine, supra note 55, at 99.
64. Id.
65. See generally Thomas & Rothman, supra note 57, at 410 (“[T]he practices of repro-

ductive medicine and the context under which reproductive decisions are made, particu-
larly with respect to problematic cultural attitudes toward disability, can undermine the
capacity for free choice and can promote ‘eugenic outcomes.’”).
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with respect to medical genetics.”66 These movements are centered on
inherent biases and misrepresentations about living with a disability.67

The medical model remains the prevailing view of disability in
our society.68 Under this framework, disability is merely a “medical
term used to denote an incapacity whose consequence was functional
limitations assumed to result from physical or mental impairment.”69

From this perspective, many health professionals and researchers un-
derstand the concept of disability as something that “must be cured or
prevented through therapy, treatment, or selective termination of
pregnancy.”70

Charles Davenport, a notable leader in the early United States
eugenics movement, once stated: “Working intelligently and wisely to
see that good genes—not bad ones—dominate as many lives as possi-
ble is the truly moral way for us to proceed.”71 This language demon-
strates the creation and development of the medical model
approach—conceptualizing disability as an illness or disease that
needs to be stopped entirely.72

To further illustrate, prenatal screenings73 are regarded as “con-
temporary eugenics”74 by disability advocates because the “race for a
diagnosis for Down syndrome and other genetic conditions—often in
the absence of a cure—can be seen as a commentary on which lives
are valued or not.”75 Innovations in accessibility to prenatal screening
technology only furthers the negative portrayals of disability by pres-
suring the pregnant person to make the decision of whether to con-
tinue pregnancy or not. A healthcare provider’s use of the ambiguous
or expressive medical model viewpoint of disability can significantly
impact the pregnant person’s decision regarding if and how they want
to proceed with their pregnancy.76

If the medical model remains the predominant approach in
medicine and science, people with disabilities will never truly achieve

66. Miller & Levine, supra note 55, at 96.
67. Id.
68. Id. at 99.
69. Id.
70. Id.
71. Id. at 96.
72. Id. at 99.
73. See generally Thomas & Rothman, supra note 57, at 406 (describing prenatal

screenings as non-diagnostic tests that provide information about the chance of a fetus
having a condition or disease).

74. Thomas & Rothman, supra note 57, at 407.
75. Id. at 410.
76. Miller & Levine, supra note 55, at 100.
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equality because they will always be viewed as people who need to be
cured. Acceptance of the medical model creates a slippery slope in
favor of eugenics.

B. The Social Model: Disability as a Problem Because of Societal
Norms

While the medical model is intent “on providing medical solu-
tions to fit the individual into mainstream society,”77 “the social model
is intent on changing society to embrace the individual.”78

Under the social model, disability is viewed as a social construct
where society defines those with developmental impairments as “not
normal.”79 Under this perspective, “the experience of disability is not in-
herent or inevitable given a particular medical condition; it depends
upon the particular social context in which one lives and functions.”80

This includes structural, institutional, and “attitudinal barriers” estab-
lished by society.81 An able-bodied person can readily identify the dif-
ferences between themselves and a person with a disability based on
how “various economic and social processes accommodate the differ-
ence of disability.”82 For example, when a Type 1 Diabetic injects
themselves with insulin at a restaurant, the mere fact that needles are
synonymous with treating diseases allows the able-bodied person to
construct the opinion that the diabetic is less healthy and fit than they
are.

The social lens highlights that the concept of disability itself is a
social construct.83 Recognizing this will allow society to shift away from
shaming individuals with disabilities into embracing individuals with
disabilities. Recently, medical schools and hospitals have begun em-
bracing this philosophy by explicitly implementing programs to com-
bat implicit biases against commonly discriminated social groups,
including people with disabilities. These programs provide employees

77. Id. at 99.
78. Id.
79. Id.
80. Id.
81. Id.
82. MARIA BERGHS ET AL., IMPLICATIONS FOR PUBLIC HEALTH RESEARCH OF MODELS AND

THEORIES OF DISABILITY: A SCOPING STUDY AND EVIDENCE SYNTHESIS 33 (2016)
83. Miller & Levine, supra note 55, at 99.
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with trainings and exams that assist them in identifying the root of the
biases and teach how to quash them.84

IV. Reverse Eugenics?

There is a growing movement where prospective parents inten-
tionally choose malfunctioning genes that produce disabilities like
deafness or dwarfism.85 This has been referred to as “reverse eugen-
ics.”86 According to a 2006 fertility and sterility study published in The
New York Times, clinics around the country received a survey asking
what types of preimplantation genetic diagnoses (“PGD”) the clinics
offered.87 Most clinics provided testing to help parents avoid im-
planting embryos with debilitating diseases; however, the survey re-
vealed that three percent of clinics reported having intentionally used
PGD “to select an embryo for the presence of a disability.”88 The
choice to select malfunctioning genes for reproductive purposes ac-
knowledges the idea that some conditions are merely differences
“along the wide spectrum of human genetic variation”89 that can cre-
ate “bonds . . . parents hope their children will enjoy.”90

The reverse eugenics movement may be viewed as a form of re-
productive activism because it rejects the assumption of control that
medical industries and professionals believe they have over an individ-
ual’s body due to societal norms of what “healthy” genes are.

However, this movement is a microaggression. A microaggression
at this magnitude, no matter how well-intentioned the cause, can lead
to pseudoscientific arguments about biological differences similar to
those that justified previous eugenics movements such as the Holo-

84. Quinn Capers IV, Rooting Out Implicit Bias, AAMC (Feb. 5, 2019), https://
news.aamc.org/diversity/article/rooting-out-implicit-bias-admissions/ [https://perma.cc/
NVQ7-3CGG].

85. Darshak M. Sanghavi, Wanting Babies Like Themselves, Some Parents Choose Genetic
Defects, N.Y. TIMES (Dec. 5, 2006), https://www.nytimes.com/2006/12/05/health/
05essa.html [https://perma.cc/7SHT-VQR7].

86. Amos Zeeberg, Reverse Eugenics?, DISCOVER MAG. (Dec. 5, 2006), https://
www.discovermagazine.com/health/reverse-eugenics [https://perma.cc/P69K-7ZV7].

87. Sanghavi, supra note 85 (“[P]reimplantation genetic diagnosis, or P.G.D., a pro-
cess in which embryos are created in a test tube and their DNA is analyzed before being
transferred to a woman’s uterus. In this manner, embryos destined to have, for example,
cystic fibrosis or Huntington’s disease can be excluded, and only healthy embryos
implanted.”).

88. Zeeberg, supra note 86.
89. Id.
90. Id.
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caust.91 Simply adjusting the myth that abled bodies are superior with
“disabled” attributes does not create authentic equality. Authentic
equality is the certainty that no individual is prioritized over another.
What makes authentic equality nearly impossible to attain is due, in
part, to the irresponsibility of those who do not recognize the influen-
tial power of their actions, and who thereby normalize inequality.

V. The Invisible Harmful Effects of Data Presentation in
DTC Genetic Testing

Notions of ableism92 and stereotypes regarding reproductive deci-
sion-making have long informed the world of medicine.93 The DTC
genetic testing industry is the latest threat because it implicitly pro-
motes ableism. By applying RJ as an analytic framework94 for disability
rights, we can start conceptualizing the specific ways in which DTC
genetic testing companies abuse their powers with respect to consum-
ers interested in reproducing and disadvantage individuals with
disabilities.

A. DTC Genetic Testing Provides Inaccurate Health Information

The unique and unclear regulatory setting for DTC genetic test-
ing creates a pipeline for companies to unethically promote and ad-
vertise unsupported data as facts. For example, DTC genetic testing
company Gene by Gene specifically advertises itself as the leader in
providing “highly accurate results, giving . . . confidence while plan-
ning your growing family.”95 However, a research study performed by
Genetics in Medicine discovered that forty percent of DTC genetic

91. David Reich, How Genetics Is Changing Our Understanding of ‘Race’, N.Y. TIMES (Mar.
3, 2018), https://www.nytimes.com/2018/03/23/opinion/sunday/genetics-race.html
[https://perma.cc/BG3V-J7TQ].

92. See generally Miller & Levine, supra note 55, at 95–102 (discussing the historical,
social, and cultural factors that shape the relationship between medical and disability com-
munities, highlighting the importance of dialogue in understanding the effects of genetic
research on disability communities).

93. See Marina Koren, Why Men Thought Women Weren’t Made to Vote, THE ATLANTIC

(July 11, 2019), https://www.theatlantic.com/science/archive/2019/07/womens-suffrage-
nineteenth-amendment-pseudoscience/593710/ [https://perma.cc/UA5S-C768]
(describing how, before studies of exercise and metabolism, it was believed that the body
contained a finite amount of energy—thus women were discouraged from voting or think-
ing for fear of their ovaries atrophying).

94. Luna & Luker, supra note 60, at 328–29.
95. Carrier Screening, GENE BY GENE, https://genebygene.com/carrier-screening/

[https://perma.cc/MH5Z-ACMS].
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tests could generate false positive results.96 This is because DTC ge-
netic testing laboratories use a methodology that is “analogous to spot
checking an individual’s DNA, with coverage only at specific
preselected sites,”97 as compared to the comprehensive full-gene se-
quencing analysis performed in traditional clinical genetic testing.98

Therefore, to ensure complete accuracy, an individual may still need
additional clinical diagnostic genetic testing based on personal and/
or family history even after completing a DTC genetic test for
accuracy.99

Government agencies conduct research and publish findings re-
garding their lack of support for DTC genetic testing; however, merely
producing these articles does not rectify the harms created. For-profit
corporations heavily market DTC genetic testing directly to consum-
ers, as the moniker implies.100 However, federal agencies do not ad-
vertise their research articles, making it less likely that individuals
would receive information from government agencies, in the same
way that they would receive information from a trendy genealogy
corporation.

Without regulations to guide either testing accuracy or the dis-
semination of genetic information, for-profit medical research and
health industries have the potential to abuse their public influence
and negatively affect individuals’ reproductive choices.101

B. DTC Genetic Testing Companies Express Ableism by Operating
with the Medical Model Viewpoint

DTC genetic testing companies have the freedom to communi-
cate generalizations about people with disabilities to consumers
through advertisements and data reports. Gene by Gene does so with

96. Stephany Tandy-Connor et al., False-Positive Results Released by Direct-to-Consumer Ge-
netic Tests Highlight the Importance of Clinical Confirmation Testing for Appropriate Patient Care,
20 GENETICS MED. 1515, 1519 (2018).

97. Id.
98. Id.
99. Id. at 1519–20.

100. What is Direct-to-Consumer Genetic Testing?, U.S. NAT’L LIB. OF MED. (Jan. 21, 2020),
https://ghr.nlm.nih.gov/primer/dtcgenetictesting/directtoconsumer [https://perma.cc/
H8QE-AFJZ].

101. See generally Heather Skirton, Direct to Consumer Testing in Reproductive Contexts—
Should Health Professionals Be Concerned?, 11 LIFE SCI., SOC’Y AND POL’Y, no. 4, 2015, at 1
(describing the effects of DTC genetic counseling on the reproductive choices of prospec-
tive parents and exploring the interplay of counseling by healthcare professionals, national
regulations, and international pressures with respect to following Codes of Practice).
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its free online Disease Reference Book.102 This book is riddled with able-
based views, as it presents disabilities through the medical model lens
by categorizing various genetic disabilities as an “illness”103 or “dis-
ease”104 and providing a blurb on the kind of treatment required for
intervention.105 For example, there are two distinct types of diabetes:
Type 1 and Type 2. However, the Gene to Gene Disease Reference Book
groups “diabetes” under “complications” to other listed genetic de-
fects without any further context.106 Diabetes is not a complication; it
is a standalone autoimmune disease.107 Similarly, 23andMe provides
consumers with a “carrier status”—a generalized disability report in-
forming individuals of their genetic risk for certain conditions, which
can be passed down to their children.108

Ableist microaggressions can occur on websites and databases
through language choice and term placement. For instance, individu-
als with a disability who are eager to start a family and desire easily-
accessible medical information may see inaccurate descriptions of
their disability in the Gene to Gene Disease Reference Book and conse-
quently manifest shame or a feeling of inadequacy and perhaps ques-
tion if they even want to pursue having children. A prospective parent
with pre-conceived ideas of what makes a “healthy” person may be
enticed by the alluring “What’s in your DNA?” marketing style. But
this ultimately reinforces a narrow view of disability and perpetuates
microaggressions because it provides genetic information that can be
used by a prospective parent to select against genes that indicate disa-
bilities in their prospective offspring. Ableist microaggressions further
materialize in the form of medical research, which is then packaged to
consumers through DTC genetic testing kits.  DTC genetic testing
companies provide resources to learn about genetic “wellness,” which
influences individuals’ decision-making with respect to starting a fam-

102. See generally GENE BY GENE, GENE BY GENE CARRIER SCREEN DISEASE REFERENCE

BOOK, https://genebygene.com/wp-content/uploads/2019/08/GeneByGene-Carrier-
Screen-Conditions.pdf [https://perma.cc/G42K-H6DG] (presenting disease information
ranging from summary, signs and symptoms, and treatment for over 200 conditions includ-
ing hearing loss and variations of epilepsy).
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105. Id.
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107. Diabetes, WORLD HEALTH ORG., https://www.who.int/topics/disabilities/en/

[https://perma.cc/ZX7M-7F37].
108. See Genetic Variant Carrier Status Reports, 23ANDME, https://customer-

care.23andme.com/hc/en-us/articles/115003342928-Carrier-Status-Reports [https://
perma.cc/PL2Z-N88R].
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ily and perpetuates the harmful effect of oppressing people with
disabilities.

VI. Paths to Mitigate Implicit Bias and Maximize Quality
Consumer Care in the Rapidly Changing Field of
Commercial Genetics

It has been argued that enforcing regulatory constraints may sti-
fle progress by affecting the genome biotech industry’s potential to
fortify human health and connectedness.109 However, a lack of regula-
tory oversight makes unsupported information available to consum-
ers, causing consumers to engage in ethical discernment of genetic
information that ultimately results in further discrimination. Regula-
tion in this area should guide consumers to use DTC genetic testing
information to make healthy reproductive decisions, such as consult-
ing with their own healthcare provider and genetic counselor and
cross-checking the data and advice given to them.110

Because discrimination against individuals with disabilities is
prevalent in reproductive decision-making, legislation should be en-
acted by either the FDA or FTC that comports with the DTC genetic
testing established New York.111 New York prohibits marketing genetic
tests directly to consumers and states that “clinical laboratory shall ex-
amine specimens only at the request of licensed physicians or other
persons authorized by law to use the findings of laboratory examina-
tions in their practice or the performance of their official duties.”112

Per New York state law, genetic tests must be analyzed in CLIA-certi-
fied (or similar) laboratories, and all customers must review their test
results in a mandatory consultation and counseling session with a li-
censed healthcare professional.113 Mitigating implicit bias is more
achievable through human interaction as opposed to interaction with
a device.114 Thus, requiring genetic tests to be performed in conjunc-

109. Robert C. Green & Nita A. Farahany, The FDA Is Overcautious on Consumer Genomics,
505 NATURE 286, 286–87 (2014).

110. See generally Ike Swetlitz, Genetic Tests Ordered by Doctors Race to Market, While ‘Direct-
to-Consumer’ Tests Hinge on FDA Approval, STAT (Mar. 16, 2018), https://www.statnews
.com/2018/03/16/genetic-tests-fda-regulation/ [https://perma.cc/GXP8-2N3B] (describ-
ing the role of physicians in regulations of genetic testing).

111. See N.Y. COMP. CODES R. & REGS. tit. 10, § 58-1.7 (2019).
112. See id.
113. See id.
114. Linda R. Tropp & Rachel D. Godsil, Overcoming Implicit Bias and Racial Anxiety,

PSYCHOL. TODAY (Jan. 23, 2015), https://www.psychologytoday.com/us/blog/sound-sci-
ence-sound-policy/201501/overcoming-implicit-bias-and-racial-anxiety [https://perma.cc/
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tion with consulting a licensed healthcare professional will help miti-
gate this bias.

A. Redefining the Term “Disability”

For purposes of federal disability nondiscrimination laws, the
United States Code defines a person with a disability as someone who:
“(1) has a physical or mental impairment that substantially limits one
or more ‘major life activities,’ (2) has a record of such an impairment,
or (3) is regarded as having such an impairment.”115 This definition is
too vague. Because the language fails to explicitly address how disabil-
ity is determined based on a person’s health diagnosis and contextual
factors, a layperson is required to infer what a disability actually is. In
order to mitigate able-based microaggressions expressed in healthcare
and the health industry, this definition needs to evolve.

Disability advocates have already begun redefining the term, urg-
ing the World Health Organization (“WHO”) to incorporate the so-
cial model and consider the impacts of environmental barriers.116 The
WHO responded by revising its definition of disability in 2001 to unify
the medical understanding of impairment with the social model view
of disability. The definition states:

Disability and functioning are viewed as outcomes of interaction
between health conditions (diseases, disorders and injuries) and
contextual factors . . . . Among contextual factors are external envi-
ronmental factors (for example, social attitudes, architectural char-
acteristics, legal and social structures as well as climate, terrain and
so forth), and internal personal factors, which include gender, age,
coping styles, social background, education, profession, past and
current experience, overall behavior pattern, character and other
factors that influence how disability is experienced by the individ-
ual . . . . Disability is the umbrella term for impairments, activity
limitations, and participation restrictions, referring to the negative
aspects of the interaction between an individual (with a health con-
dition) and that individual’s contextual factors (environmental
and personal factors).117

The WHO’s definition integrates a more holistic approach. It al-
lows clinicians, healthcare researchers, and people with disabilities to
work with the unified intention of doing what is in the optimal inter-
est of individuals with disabilities, where “optimal” is often understood

115. 42 U.S.C. § 12102(1) (2008) (Enacted in 1990, the Americans with Disabilities Act
(“ADA”) was envisioned to ensure that people living with disabilities have access to all of
the same opportunities as those without disabilities.).

116. See BERGHS ET AL., supra note 82, at 28.
117. See id. at 28–30.



Issue 3] MEDICAL MARKETING INFORMING REPRODUCTIVE RIGHTS 555

quite differently among all persons involved.118 The United States
should consider adopting the WHO’s definition of “disability”119 and
requiring any mobile app or website that medically addresses a disabil-
ity to post that definition in its advertisements.

Conclusion

Technological progression is outpacing the laws which regulate
it. The regulatory standards and ethical guidelines do not minimize
the risks of testing inaccuracies and misguided medical data interpre-
tation at the consumer level with respect to DTC genetic testing.120

The DTC genetic testing model enhances people’s abilities to infer or
implicitly create characteristics about individuals with disabilities,
which significantly furthers discrimination in the manner of reproduc-
tive decision-making used by potential parents.

The responsibility to regulate the DTC genetic testing business
falls on individual states, and as illustrated, the current patchwork sys-
tem does not do enough to mitigate able-based microaggressions. As it
stands, consumers carry the burden to carefully read the advertise-
ments and medical data reports to determine whether to accept the
information as truth.

Shifting the conceptualization of how disability is defined, in the
social and regulatory sense, will require ongoing attention to health
consultation practices and online medical business models. Through
the application of the RJ framework on this issue, we can see the inter-
sectionality between disability rights and reproductive justice.121 The
goals of individuals with disabilities align with the goals of the RJ
movement. Thus, unification of these movements with the purpose of
bolstering awareness in health, science, and business will help curb
implicit bias, thereby achieving authentic equality and destroying the
myth that some people are genetically superior over others.

118. See Miller & Levine, supra note 55, at 100.
119. Disabilities, WORLD HEALTH ORG., https://www.who.int/topics/disabilities/en/

[https://perma.cc/PG2Z-K7PM].
120. See Allyse et al., supra note 5, at 115.
121. Luna & Luker, supra note 60, at 327–30.
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