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he surge in genetic research and technology, fueled
in large part by the Human Genome Project, has
resulted in the continuing expansion of the range
of genetic tests and other genetic information available to
physicians, insurance companies, employers, and the gen-
eral public.! Genetic tests can provide presymptomatic
medical information about an individual, including infor-
mation about an individual’s increased risk of future dis-
ease, disability, or early death. These tests can reveal infor-
mation about an individual’s carrier status, that is, the like-
lihood of parents passing on to their children a genetic
condition, and about the health of the individual’s family
members. Although genetic information provides the prom-
ise of early detection and treatment of certain illnesses and
disorders, it also poses risks. As a result of the increase in
genetic testing and information, legal issues regarding em-
ployment discrimination on the basis of genetic informa-
tion are emerging. These issues are important to all work-
ing Americans because genetic testing is becoming more
prevalent. If employers are permitted to base personnel
decisions on genetic information, people will be unfairly
barred or removed from working for reasons that are unre-
lated to their ability to perform their jobs. In addition, people
will be reluctant to take advantage of the growing array of
genetic tests that can identify their vulnerability to specific
diseases and possibly permit early treatment because of a
fear that the information, or inferences drawn from the
fact that an individual has sought to be tested, will be mis-
used.
This article outlines the growing concerns about ge-
netic discrimination in the workplace and suggests pos-
sible methods for addressing such discrimination. The first
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section outlines worker fears and the reality of genetic dis-
crimination in employment; the next discusses the appli-
cation of existing federal statutes, particularly the Ameri-
cans with Disabilities Act (ADA), to genetic disctimina-
tion; the third discusses the very limited case law in this
area; and the last provides an overview of current state
laws enacted to protect workers from genetic discrimina-
tion, as well as of recently proposed federal legislation to
address the current gaps in protection from genetic dis-
crimination in the workplace.

Workers’ fears and the reality of genetic
discrimination

Although little systematic data gauging the extent of ac-
tual genetic discrimination in the workplace are available,
workers clearly fear that employers will use genetic infor-
mation to lower their insurance and sick leave costs by
weeding out individuals who have traits linked to inher-
ited medical conditions. A 1997 national survey of 1,000
people conducted by the federally funded National Center
for Genome Resources found that nearly two-thirds of re-
spondents would not take a genetic test if employers and
health insurers could see the results, and 85 percent felt
that employers should be prohibited from obtaining infor-
mation about an individual’s genetic conditions and pre-
dispositions.? Similarly, a 1995 poll of the general public
found that over 85 percent of survey respondents were
very concerned or somewhat concerned about access to
and use of genetic information by insurers and employers.?
Researchers at Georgetown University conducted a survey
of 332 individuals with one or more family members with
a genetic disorder who were affiliated with genetic support
groups.* The vast majority, 87 percent, said that they would
not want their employers to know if they were tested and
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found to be at high risk for a genetic disorder with serious
complications.’ Seventeen percent of respondents said that
they have not revealed known genetic information to their
employers for fear of losing their jobs or insurance coverage.®

Individuals’ fears of workplace discrimination could
keep them from being tested and learning whether they
have genetic traits linked to breast cancer, cystic fibrosis
(CF),” Huntington disease,? colon cancer, or other condi-
tions, even though early detection and treatment could
extend their lives. The Georgetown study (cited above) also
revealed that, as a result of fears of discrimination, nearly
one in ten persons surveyed chose not to undergo genetic
tests.” The Clinton administration has noted findings that
many women have refused to take advantage of genetic
screening to determine the likelihood of breast cancer be-
cause they fear that the information might be made avail-
able to employers or insurers.'® Individuals’ refusals to get
genetic tests because they fear genetic discrimination have
negative consequences not just for those individuals, but
also for scientific research in this area.!! Some medical re-
searchers have voiced concerns because individuals are re-
fusing to participate in long-term medical studies to assess
their risk of developing genetically linked diseases, such as
various forms of cancer, because these individuals believe
that involvement in such studies would be a red flag on
their medical records that could subject them to genetic
discrimination.?

Workers’ fears of genetic discrimination are not base-
less. Although no statistically representative studies mea-
suring the extent of actual genetic discrimination have been
conducted to date, and those studies that have been con-
ducted rely in large part on individuals’ perceptions of dis-
crimination,' anecdotal evidence of genetic discrimination
in employment has been compiled.’ A 1996 study con-
ducted by a team of medical researchers documented more
than 200 cases of individuals with a genetic predisposition
to certain diseases, but who were asymptomatic at the time,
who reported a range of discriminatory actions, made on
the basis of genetic information, by insurance companies,
employers, and others." A 1989 survey of 400 employers
by Northwest Life Insurance found that, by the year 2000,
15 percent of employers plan to check the genetic status of
prospective employees and their dependents before mak-
ing job offers.'® In the Georgetown study, 15 percent of
respondents said that they or affected family members had
been asked questions about genetic diseases or disabilities
on job applications (although it is not clear how often this
information was used subsequently to deny jobs to appli-
cants).'” Thirteen percent of respondents reported that they
or another family member had been denied a job or termi-
nated from a job because of a genetic condition in the fam-
ily."® In a recent survey that attempted to assess the extent
of discrimination against individuals with genetic abnor-
malities who were otherwise healthy, genetic services pro-
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viders and primary care physicians who were surveyed re-
ported knowing of 582 people who were refused employ-
ment or insurance based on a genetic predisposition.!” Al-
though the study’s authors regarded this number as small
in relation to the total number of patients seen by the sur-
veyed professionals, they concluded that genetic discrimi-
nation does in fact exist.?°

Protection against genetic discrimination under
existing federal legislation

No current federal statute explicitly addresses genetic dis-
crimination by employers. However, existing federal laws,
which are designed to prohibit discrimination in employ-
ment based on certain disability characteristics that may
be linked to genetic traits, provide protections against ge-
netic discrimination. In particular, the ADA should be in-
terpreted to prohibit discrimination in employment based
on genetic characteristics.

The ADA and genetic discrimination

Title I of the ADA,?! the federal law that protects individu-
als employed in the private sector from discrimination on
the basis of disability, makes no explicit mention of genetic
discrimination. However, the ADA does not explicitly iden-
tify any single medical condition for protection. Rather,
the ADA contains broad language prohibiting discrimina-
tion against a qualified “individual with a disability” in
hiring, promotion, discharge, compensation, and other
terms and conditions of employment.”? An individual with
a disability is defined by the ADA as a person with one or
more physical or mental impairments that substantially lim-
its him/her in performing a major life activity; a person
with a record of such an impairment; or a person who is
regarded as having such an impairment.?> The ADA re-
quires that an employer make reasonable accommodations
for qualified individuals with disabilities if such accommo-
dations do not impose an undue hardship on the employer.?*
The ADA covers private employers with fifteen or more
employees.*

It is clear that the ADA covers individuals who have a
genetically related illness or disability once it becomes
manifest and substantially limits a major life activity.?¢
Moreover, little debate exists over the fact that the ADA
covers individuals who have a prior record of a genetically
related disability, for example, someone who has recov-
ered from cancer.?” And yet, courts have not yet determined
whether the ADA should be understood to restrict discrimi-
nation on the basis of a diagnosed, but asymptomatic, ge-
netic condition or trait.?®

In 1995, the U.S. Equal Employment Opportunity
Commission (EEOC) adopted the view that the ADA pro-
hibits discrimination against workers based on their ge-
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netic make-up. This view was contained in an EEOC policy
guidance that clarifies the definition of disability under the
ADA.? This policy guidance explicitly states that the third
part of the definition of disability, the “regarded as” prong,
covers individuals who are subjected to discrimination on
the basis of genetic information relating to illness, disease,
or other disorders—employers that discriminate against
individuals on the basis of such information are regarding
the individuals as having impairments that substantially
limit a major life activity.®® In the hypothetical example
described in the EEOC guidance, an employer makes a
conditional offer of employment and then learns that the
candidate harbors a gene that increases her risk of colon
cancer. Although the woman is healthy and may never get
cancer, the job offer is withdrawn because of concerns about
the possibility that she may contract the disease, which
would impact on her future productivity and insurance
costs. That woman, in the eyes of EEOC, would be cov-
ered under the antidiscrimination protections of the ADA.3!
A person who has a genetic predisposition to a disease,
disorder, or disability is exactly the kind of person who
Congress must have intended to be covered by the “re-
garded as” prong.

To be protected under the ADA, people who have an
asymptomatic genetic trait must show not only that they
were “regarded as disabled” by an employer, but also that
the employer discriminated against them based on that
perception.’? Some have argued that the ADA may not cover
individuals with genetic conditions that are not yet mani-
fest, because to fall within the Act’s definition, an employer
who regards an employee as having an impairment that
substantially limits a major life activity must regard that
individual as presently disabled.** However, EEOC’s Inter-
pretive Guidance as well as several court decisions support
the view that an employer’s concerns for an employee’s
future productivity, health insurance costs, and attendance
fall within the “regarded as” prong of the ADA.** For ex-
ample, at least one court has held that an employer re-
garded an employee as disabled where the employer was
concerned about the employee’s future performance be-
cause of sickle cell disease.> Other courts have held that
an employee has standing to sue under the “regarded as”
prong of the ADA based on employer concerns about fu-
ture health insurance costs.’

EEQC’s position is clear that the ADA protects indi-
viduals with asymptomatic genetic conditions from dis-
crimination in employment, and EEOC’s Interpretive Guid-
ance is used to interpret the law and can be used as persua-
sive authority. However, these policies do not have the force
of law, as does a state or federal statute. EEOC’s position
regarding discrimination based on genetic information has
yet to be tested in the courts, and not all observers agree
that the ADA applies to people who may not presently
have a disease such as breast cancer, CF, and certain types
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of colon cancer, but who have “unexpressed genetic condi-
tions” that predispose them to those diseases.’” Some ob-
servers argue that the ADA can be read to cover genetic
carriers,*® while others state that the ADA may not suffi-
ciently protect all employees from genetic discrimination
and that the advent of new genetic technologies requires
new legislation regulating employer use of such technolo-
gies to close the coverage gaps.”

Although the ADA should be interpreted to prohibit
employment discrimination based on genetic disorders, it
does not prevent employers from using genetic testing in
all circumstances.* The ADA generally prohibits preemploy-
ment medical examinations or inquiries designed to reveal
information about disabilities,*! although the ADA permits
other types of inquiries related to an applicant’s ability to
perform the essential functions of the job, such as driving
or lifting heavy objects.*> Once a conditional offer of em-
ployment has been made, the ADA permits medical exami-
nations as long as the examinations are given to all pro-
spective employees and do not single out persons with dis-
abilities.** Under the ADA, once the employment relation-
ship is formed, an employer may not require further medi-
cal tests unless they are demonstrated to be “job-related
and consistent with business necessity.”** Employers are
required to keep medical information confidential and to
maintain such information separate from general person-
nel records.® Thus, under the ADA, employers are not pro-
hibited from genetic testing of job candidates who have
been given conditional offers of employment and may even
test current employees if they can demonstrate that the
testing is job-related and consistent with business neces-
sity. Such employer access to genetic information may cre-
ate opportunities for abuse.*

Title V1I of the Civil Rights Act

Title VII of the Civil Rights Act of 1964% also may inci-
dentally provide protection against some forms of genetic
discrimination, because genetic discrimination may have a
disparate impact based on race, color, religion, sex, or na-
tional origin.*® For example, an employer may violate Title
VII by engaging in discrimination based on a genetic trait
that disproportionately impacts a particular protected
group, such as sickle cell disease (individuals of African
descent) or Tay-Sachs disease (Ashkenazi Jews).* Because
genetic screening is a facially neutral policy, claims under
Title VII would most likely be brought on a disparate im-
pact theory.*® Although some courts have implied that
employment decisions based on genetic profiles associated
with a particular protected class would violate Title VII,
thus far, no successful lawsuits have been brought under
this theory.”! Also, many, if not most, genetically related
diseases and disorders do not disproportionately affect one
of Title VII’s protected classes; thus, Title VII does not
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provide comprehensive protection against genetic discrimi-
nation in employment.’?

Genetic discrimination case law

To this point, virtually no case law exists regarding genetic
discrimination in the workplace. However, one recent de-
cision of the Ninth Circuit Court of Appeals provides an
interesting example of how existing federal and state law
can be used to challenge genetic and other medical testing
by an employer. In Norman-Bloodsaw v. Lawrence Berke-
ley Laboratory,*® the plaintiffs sued the Lawrence Berkeley
Laboratory, a research institution jointly operated by state
and federal agencies, challenging the lab’s practice of test-
ing some employees for syphilis, pregnancy, and the sickle
cell trait. The plaintiffs alleged that the genetic testing was
conducted during routine mandatory medical exams with-
out the employees’ knowledge or consent, and that the
conditions for which testing was performed bore no rela-
tionship to the clerical and administrative jobs the employ-
ees had been hired to perform. These practices were chal-
lenged under federal and state laws on the grounds that the
practice constituted discrimination on the basis of sex, race,
and disability as well as violated federal and state constitu-
tional rights to privacy. In this case, the plaintiffs did not
allege that the defendants took any subsequent employ-
ment-related action on the basis of their test results or that
the results had been disclosed to third parties.

The appellate court reversed the district court’s dis-
missal of these claims and allowed the case to go to trial on
the following grounds: the court of appeals found suffi-
cient evidence in the record to conclude that testing for
syphilis, sickle cell trait, and pregnancy is not an appropri-
ate part of an occupational medical examination, that the
employer lacked any reasonable basis for performing these
tests on clerical and administrative employees such as the
plaintiffs, and that the performance of these tests, without
explicit notice and informed consent, violates prevailing
medical standards.** The court also found that the consti-
tutional right to privacy clearly encompasses confidential-
ity of medical information, that unauthorized testing con-
stitutes one of the most basic violations possible, and that,
if such tests were unauthorized, the employer selectively
unconstitutionally invaded the privacy of women (preg-
nancy tests) and blacks (tests for sickle cell trait).”* The
plaintiffs’ Title VII claim also was permitted to go forward,
based on their claim that different medical examinations
were administered to African Americans (sickle cell trait)
and women (pregnancy test), finding that such differential
examinations constituted an “adverse effect” sufficient to
support a Title VII claim.’

The Ninth Circuit upheld dismissal of the ADA claims
on the following grounds: no job-related action was taken
against the plaintiffs as a result of the testing; safeguards to
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protect the confidentiality of the medical information were
not proven to be inadequate; and the scope of the exams
did not violate the statute.’” The court reasoned that the
scope of the employer’s genetic testing did not violate the
ADA, because the Act does not restrict the scope of medi-
cal testing to job-related functions after an initial offer of
employment has been extended.*® What is not clear is why
the Ninth Circuit, which recognized a Title VII claim be-
cause different medical examinations (consisting of addi-
tional genetic screening tests) were given to African Ameri-
cans and women who had been given conditional offers of
employment, did not find this procedure to violate the
ADA’s requirements that conditional post-offer medical tests
must be given to all potential employees.

In another case, Mayfield v. Dalton,*® two active duty
U.S. Marines filed a class action suit opposing a require-
ment that they provide DNA samples to the armed forces.
Rather than bringing suit under the ADA, the plaintiffs
claimed that requiring them to provide DNA samples vio-
lated their right against unreasonable searches and seizures
under the Fourth Amendment to the U.S. Constitution.
The district court held that the DNA sampling did not con-
stitute an unreasonable search and seizure because the DNA
repository served the legitimate function of identifying the
remains of soldiers killed in combat.’ The Ninth Circuit
did not address the constitutional issue on appeal, holding
instead that the claim had become moot when the plain-
tiffs were discharged from the Marines.*!

Genetic discrimination legislation

Some existing state and federal laws do explicitly prohibit
genetic discrimination under certain circumstances, and yet
these laws do not provide comprehensive coverage for work-
ers. For example, although the ADA prohibits genetic test-
ing of current employees unless it is job-related and consis-
tent with business necessity, employers in most jurisdic-
tions are not prohibited from requiring prospective em-
ployees to undergo genetic testing once a conditional offer
of employment has been extended. Although a 1996 fed-
eral law, the Health Insurance Portability and Accountabil-
ity Act (HIPAA),*? prohibits group health plans from using
genetic or other health-related information to deny or limit
coverage, or to charge higher premiums, it does not address
the larger problem of gathering or using genetic information
in the workplace outside the health insurance context.5?

State legislation

At least thirteen states have enacted laws providing addi-
tional protections against discrimination in the workplace
on the basis of genetic information.5* The form and cover-
age of these statutes varies considerably. The earliest state
legislation addressing genetic discrimination in the work-
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place prohibited employers from discriminating against
individuals possessing particular genetic traits or disorders.
For example, Florida prohibits entities from denying or
refusing employment to any person or discharging any
person from employment based on sickle cell trait.® A
North Carolina statute has nearly identical prohibitions
and also covers individuals with hemoglobin C trait.® Loui-
siana prohibits employers from refusing to hire, discharg-
ing, classifying, segregating, or discriminating with respect
to the terms, conditions, and privileges of employment
against individuals with sickle cell trait.*” New Jersey pro-
hibits employment discrimination based on sickle cell trait,
hemoglobin C trait, thalassemia trait, Tay-Sachs trait, and
CF trait.®® New York prohibits discrimination based on
sickle cell trait, Tay-Sachs trait, or §-thalassemia trait.®

In the 1990s, a number of states passed more compre-
hensive statutes that either prohibit employers from re-
quiring genetic testing as a condition of employment or
prohibit the use of genetic information in employment
decisions. Arizona, lowa, New Hampshire, Oregon, Rhode
Island, Texas, and Wisconsin prohibit employers and, in
some cases, labor organizations, employment agencies, and
licensing agencies, from discriminating against any indi-
vidual in hiring or discharging or in the terms and condi-
tions of employment based on the results of a genetic test.”
lowa, New Hampshire, Oregon, Rhode Island, Texas, and
Wisconsin prohibit employers from soliciting, requiring,
or administering a genetic test to individuals as a condition
of employment or as part of the job application process.”
Iowa, New Hampshire, and Wisconsin prohibit offering
inducements such as employment, membership, licensure,
pay, or benefits in return for taking a genetic test;”> and
lowa, Rhode Island, and Wisconsin further prohibit dis-
criminating with regard to hiring and to the terms and
conditions of employment against people because they have
obtained genetic tests on their own.” Some state statutes
carve out exceptions to permit genetic testing, if the em-
ployee consents, for the purposes of investigating workers’
compensation claims or determining and monitoring the
worker’s susceptibility to potentially toxic substances in
the workplace.”

The coverage of these statutes is potentially anyone
who is subjected to genetic testing by his/her employer.
The statutory definition for “genetic testing” for lowa is
representative of the other state statutes:

a test of a person’s genes, gene products, or chromo-
somes, for abnormalities or deficiencies, including
carrier status, that are linked to physical or mental
disorders or impairments, or that indicate a suscepti-
bility to illness, disease, impairment, or other disor-
ders, whether physical or mental, or that demonstrate
genetic or chromosomal damage due to environmen-
tal factors.”
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Because coverage under most of these statutes revolves
around who is or may be subject to genetic testing, cover-
age is both over- and underinclusive. Individuals who do
not have any genetic abnormalities are protected from be-
ing subjected to testing while, at the same time, most of
the statutes do not prohibit employers from genetic dis-
crimination based on information obtained from sources
other than testing.

New Jersey’s law, the most comprehensive of state stat-
utes regarding workplace genetic discrimination, avoids this
problem by prohibiting employment discrimination based
on categories including “genetic information,” “atypical
hereditary cellular or blood trait,” or “because of the re-
fusal to submit to a genetic test or make available the re-
sults of a genetic test to an employer.””® Rather than focus-
ing on results of genetic testing, “genetic information” is
defined broadly to include “information about genes, gene
products or inherited characteristics that may derive from
an individual or family member.””” New York and North
Carolina also prohibit employment discrimination based
on genetic information, regardless of the source from which
such information is obtained.”® Although most state stat-
utes do not distinguish between genetic disorders that have
become manifest and those that are as yet unexpressed, the
New York and North Carolina statutes prohibiting discrimi-
nation by employers based on genetic characteristics or
genetic predisposition define these terms generally as those
identifiable chromosomal traits associated with an increased
statistical risk of developing a disease or disorder that cur-
rently are asymptomatic of any disease or disorder.”

Beyond these laws specifically aimed at workplace dis-
crimination, other states have enacted statutes that more
generally limit genetic testing, require consent by the indi-
vidual prior to testing, and require confidentiality with re-
gard to results.®® These general statutes place some limits
on an employer’s ability to require employees to take ge-
netic tests or to get access to genetic test results of current
or potential employees. For example, Florida regulates
genetic testing and prohibits genetic testing except with
the informed consent of the individual to be tested and
provides that the results of such tests must not be disclosed
without that individual’s consent.®!

To my knowledge, no cases have been reported, based
on these state statutes, prohibiting genetic discrimination
in the workplace.

Recent federal initiatives

Given the uncertainties and gaps in federal and state pro-
tections against genetic discrimination in employment de-
cisions, comprehensive federal legislation to establish mini-
mum protections may be needed to ensure that advances
in genetic technology and research, while being used to
address the health needs of Americans, are not used to deny
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individuals employment opportunities and benefits. Re-
cently, there have been proposals for federal legislation in
this area.®’ Senator Tom Daschle (D. S.D.), and Represen-
tatives Joe Kennedy (D. Mass.) and Nita Lowey (D. N.Y)
have each introduced bills that would amend civil rights or
labor laws to prohibit employment discrimination based
on genetic information, Senator Daschle’s bill (and the
companion bill in the House of Representatives sponsored
by Representative Lowey) prohibits employment discrimi-
nation, but permits employers to “collect” genetic infor-
mation after making an offer of employment or if the in-
formation is job-related and consistent with business ne-
cessity, once consent has been obtained from the employee. 3
Representative Kennedy’s bill would amend the Fair La-
bor Standards Act to prohibit the use of genetic informa-
tion by employers unless they receive authorization from
the employee.® In addition, Senator Pete Domenici (R.
N.M.) and Representative Cliff Stearns (R. Fla.) have spon-
sored bills that include protection from genetic discrimi-
nation in the workplace within broader protections of ge-
netic information.® Senator Domenici has proposed a far-
ranging bill that defines genetic information broadly, gives
individuals property rights over their DNA samples, pro-
hibits disclosure of genetic information absent informed
consent in most settings, and imposes strict limits on in-
surers” use of genetic information in their coverage deci-
sions. Representative Stearns’s bill also proposes to regu-
late genetic information broadly, but limits protection for
genetic testing to certain instances and does not explicitly
prohibit insurers from requiring people to disclose genetic
information or from varying premiums on the basis of ge-
netic information.

In January 1998, the Clinton administration called for
legislation banning genetic discrimination in the work-
place.* The guiding principles for the proposed legislation
would generally prohibit employers (1) from requiring
workers to take a genetic test or to provide genetic infor-
mation as a condition of employment or benefits; (2) from
using genetic information to discriminate against, limit,
segregate, or classify workers; and (3) from disclosing ge-
netic information. It would allow employers to monitor
employees for the effects of a particular substance found in
the workplace, exposure to which could cause genetic dam-
age, but only with the employee’s informed consent and
assurance of confidentiality. Test results could be used only
to identify and control adverse conditions in the work-
place and to prevent risk of harm. Genetic information
maintained under these circumstances also would have to
be kept in medical files separate from personnel files,

Conclusion

Although advances in genetic research and technology por-
tend tremendous benefits for humankind in medicine and
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science, adequate protections need to be in place to ensure
that such technology will not be used for the wrong rea-
sons. The use of genetic testing and/or genetic information
to exclude qualified individuals from the workplace should
be illegal. The ADA provides protection from workplace
discrimination against individuals with disabilities and
individuals who are regarded as disabled, including people
with genetic predispositions. And yet, to date, no court has
ruled on this issue. Moreover, genetic information is a very
powerful tool that can be used by employers to preclude
an otherwise qualified individual from getting or holding a
job.

Ajob action based on a genetic predisposition is rooted
in an employer’s fears, myths, and stereotypes, rather than
in an employee’s ability to do the job, and therefore consti-
tutes unlawful discrimination. As developing technology
is increasingly able to reveal individuals’ genetic predispo-
sition for mental and physical disabilities and disorders,
additional protections will be necessary to ensure that ge-
netic information is not misused in the workplace. In the
area of genetic technology, we are traveling down an un-
known road. As new situations are posed by the rapid de-
velopment of genetic technology, a flexible approach must
be adopted to ensure that civil rights will continue to be
protected. Courts will need to utilize the flexible structure
of the ADA to apply its protections to those who are de-
prived of employment opportunities and regarded as dis-
abled simply on the basis of genetic markers. In addition,
state and federal legislation should be adopted to provide
additional protections in this ever expanding area. In this
way, one’s genotype will not substitute for one’s qualifica-
tions.
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