Navigating the Genetic Information
Nondiscrimination Act of 2008

By Stephen E. Trimboli and Marissa Becker Ruggiero

_I_he Genetic Information Nondiscrimination Act of 2008
(GINA) was passed by a nearly unanimous Congress
in May 2008 and was signed into law by President George
W. Bush on May 21, 2008.! Public Law 110-233, 122 Stat.
881, codified at 42 U.S.C. 2000ff et seq. Title I of GINA,
which prohibits employment discrimination based on
“genetic information,” took effect on Nov. 21, 2009. The
Equal Opportunity Employment Commission issued its
final GINA regulations, found at 29 CFR § 1635, on Nov.
10, 2010.

GINA includes three titles: Title I, which prohibits
genetic information discrimination by health insurers; Title
II, which prohibits genetic information discrimination in
employment; and Title III, which contains miscellaneous
provisions, including provisions on severability and child
labor.

Even though this discusses all three titles, the primary
focus is Title II. We will outline the central provisions of
Title II, examine the background to its passage, review the
arguments raised in opposition to the proposed statute,
discuss what employers need to know, and determine
what GINA may mean in the future for labor and employ-
ment attorneys.

Introduction to GINA

Title I: Health Insurance

In order to understand the full scope of GINA and how
it affects employers, a brief introduction to Title T is war-
ranted. Title I applies to employer-sponsored group health
plans, health insurance issuers in the group and individual
markets, Medigap insurance, and state and local nonfed-
eral governmental plans. Title I prohibits a health insur-
ance issuer offering health coverage in connection with a
group health plan from adjusting premium or contribution
amounts for a covered group on the basis of genetic infor-
mation concerning an individual in the group or a family
member of the individual. In addition, “[glroup health
plans, health insurance issuers in the group and individual
market, and issuers of Medicare supplemental policies
covered under this title are prohibited from requesting or
requiring an individual to take a genetic test.” The Senate
report, which was based on the 2007 version of the bill,
stated that one purpose of the legislation was to clarify that
genetic information includes “information about a request
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for or a receipt of genetic services by an individual or fam-
ily member of such individual.” The Senate report also stat-
ed that, “by building these protections into existing statutes
(e.g., ERISA, PHSA, and the Social Security Act), this title
generally uses the same mechanisms to enforce the pro-
tections established under this legislation as apply to other
violations of these underlying statutes.” In addition, “with
regard to the privacy provisions established by this legisla-
tion, the same enforcement structure and penalties created
by the Social Security Act for the HHS privacy standards
apply with regard to the privacy protections established for
genetic information by this legislation.”

Out of fear that individuals could sue under both Title
I and Title II if their employers provided their own health
insurance, a “firewall” was put into the bill. This “firewall”
ensures that individuals cannot sue under both provisions
in such circumstances.’

Title II: Employment Provisions

Like other federal antidiscrimination statutes, such as
Title VII of the Civil Rights Act of 1964 (Title VID, the Age
Discrimination in Employment Act (ADEA), and Title I of
the Americans with Disabilities Act (ADA), the aim of Title
II of GINA is to prohibit discrimination in employment
practices.* The underlying purpose of Title II is to prevent
discrimination in employment based on one’s genetic
information. In furtherance of this purpose, Title II also
prohibits employers from requiring genetic testing as a
condition of employment. Title II also requires employers
who already have access to genetic information to ensure
that the information is not disseminated to others.

Title II makes it an unlawful employment practice for a
covered employer to discriminate on the basis of genetic
information when it comes to any aspect of employment,
including hiring, firing, pay, job assignments, promotions,
layoffs, training, fringe benefits, or any other term or con-
dition of employment.

In addition to prohibiting explicit discrimination based
on genetic information, Title II also prohibits harassment
and retaliation because of a person’s genetic information.
In addition, it is illegal to retaliate against an applicant or
employee for filing a charge of discrimination under GINA.
Retaliation encompasses firing, demoting, and harassing an
employee for participating in a discrimination proceeding
or otherwise opposing genetic discrimination.



Furthermore, Title II makes it unlawful for a covered
employer to request, require, or purchase genetic infor-
mation about an applicant or employee. This prohibition
is broader than it may appear. An advisory on Title II
issued by the Equal Employment Opportunity Commission
(EEOC) warns: “Accessing an individual’s medical records
directly is no different from asking an individual for infor-
mation about current health status, which the Commission
considers a request for genetic information where it is
likely to result in the acquisition of such information, par-
ticularly family medical history.” Thus, at least in the eyes
of the EEOC, a mere medical inquiry—already unlawful
under the Americans with Disabilities Act—may also trig-
ger liability under Title 1T of GINA.

There are six exceptions to this general prohibition
against inquiries about genetic information. An employer is
not liable for an alleged violation of this provision if—

e the employer obtained the information inadvertently;

e the information was obtained, on a voluntary basis, as
part of a health or genetic service;

e the information was obtained in the form of medical
history provided for purposes of complying with the
federal Family and Medical Leave Act (FMLA), state or
local leave laws, or certain leave policies;

e the information is already public;

e the information is required by law to be provided or is
provided on a voluntary basis; and

e the information is obtained by employers who conduct
DNA testing for law enforcement purposes or for the
identification of human remains.

Title 1T also prohibits a covered employer from dis-
seminating any genetic information that may have been
obtained about its applicants, employees, or members.
If an employer has access to this information, it must be
kept in a separate file to prevent dissemination. This latter
requirement mirrors the requirement under the ADA that
employees’ medical information must be stored in files
separate from regular personnel files.

Title II borrows from existing federal employment
laws. It defines “employee” and “employer” according to
Title VII, “state employee” and “state employer” accord-
ing to the Government Employee Rights Act, and “cov-
ered employee” and “employing office” according to the
Congressional Accountability Act. Title I defines covered
employers as private and public employers with 15 or
more employees; employment agencies; labor unions; and
joint labor-management training programs, among other
entities. GINA does not create individual liability or permit
causes of action against individuals, because the defini-
tion of “employer” under Title VII does not permit such
individual liability. Commentary to 29 CFR § 1635.2 states,
“as the statute makes clear, GINA’s definition of ‘employer’
includes employers as defined by Title VII at 42 U.S.C.
§ 2000(e)b. Numerous courts have held that this definition
was not intended to permit individual liability.” See Lane
v. Lucent Tech. Inc., 388 F. Supp. 2d 590 (M.D.N.C. 2005).
And, as with Title VII, claimants under Title II of GINA

must file a charge with the EEOC and exhaust their admin-
istrative remedies before bringing suit in court. It should
be noted that currently Title II claimants under GINA may
allege only “disparate treatment” discrimination claims
and are expressly barred from bringing claims under a
“disparate impact” theory. However, Congress is required
to revisit this issue in 2013 and may amend Title II at that
time to allow for “disparate impact” claims if Congress
deems such an amendment to be appropriate.’

Title II of GINA incorporates the remedies provided
for successful plaintiffs under Title VII of the Civil Rights
Act. Claimants may seek reinstatement, hiring, promotion,
back pay, injunctive relief, pecuniary and nonpecuniary
damages (including compensatory and punitive damages)
and attorneys’ fees and costs. Title VII's cap on com-
bined compensatory and punitive damages also applies
to actions under Title II of GINA. The cap on combined
compensatory and punitive damages ranges from $50,000
for employers with 15-100 employees, to $300,000 for
employers with more than 500 employees.®

Genetic Information and Genetic Tests

With respect to individuals, genetic information is
defined as information about (1) the individual’s genetic
tests, (2) the genetic tests of family members of the indi-
vidual, and (3) the manifestation of a disease or disorder in
family members of the individual. See 29 U.S.C. § 1191b(d)
(6)(A). EEOC regulations, found at 29 CFR § 1635.2, define
the term “family members” as follows:

GINA includes as family members persons related
from the first to the fourth degree of an individual.
The degree of relationship reflects the average
proportion of genes in common between two indi-
viduals. The GINA provisions thus include the indi-
vidual’s children, siblings, and parents (first degree),
grandparents, grandchildren, uncles, aunts, neph-
ews, nieces, and half-siblings (second degree), great-
grandparents, great grandchildren, great uncles, great
aunts, and first cousins (third degree), and great-
great grandparents and first cousins once removed
(the children of a first cousin) (fourth degree).

Title II excludes from this definition any “medical infor-
mation that is not genetic information about a manifested
disease, disorder, or pathological condition of an employ-
ee or [labor union] member,” including such a condition
that has or may have a genetic basis.” Thus, such medi-
cal information about the employees themselves does not
constitute protected “genetic information.” However, such
information pertaining to the employees’ family members
is protected.

Title II defines a “genetic test” as “an analysis of human
DNA, RNA, chromosomes, proteins, or metabolites that
detects genotypes, mutations, or chromosomal changes.”
The term “genetic test” does not mean an analysis of
proteins or metabolites that does not detect genotypes,
mutations, or chromosomal changes, or an analysis of pro-
teins or metabolites that is directly related to a manifested
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disease, disorder, or pathological condition that could
reasonably be detected by a health care professional with
appropriate training and expertise in the field of medicine
involved.®

The EEOC regulations identify additional forms of
“genetic information”: an individual’s request for or receipt
of genetic services; the individual’s participation in clinical
research that includes genetic services by the individual
or family member; genetic information of a fetus being
carried by an individual or family member; and genetic
information of an embryo held legally by an individual
or family member using assisted reproduction techniques.
29 CFR § 1635.3 (o).

Why was Legislation Needed?

Genetic discrimination in the workplace had become a
concern many years before GINA was enacted, especially
given the rapid pace of advancement in genetic science
and medicine which, in turn, led to an increasing number
of persons obtaining genetic testing. The EEOC explains
in its regulations, found at 29 CFR § 1635, why Congress
believed it necessary to take legislative action on this
subject:

Many genetic tests now exist that can inform indi-
viduals whether they may be at risk for developing
a specific disease or disorder. But just as the number
of genetic tests increases, so do the concerns of the
general public about whether they may be at risk of
losing access to health coverage or employment if
insurers or employers have their genetic information.
Congress enacted GINA to address these concerns,
by prohibiting discrimination based on genetic infor-
mation and restricting acquisition and disclosure of
such information, so that the general public would
not fear adverse employment- or health coverage-
related consequences for having a genetic test or
participating in research studies that examine genetic
information. Scientific advances require significant
cooperation and participation from members of the
general public. In the absence of such participation,
geneticists and other scientists would be hampered
in their research, and efforts to develop new medi-
cines and treatments for genetic diseases and disor-
ders would be slowed or stymied.

Proponents of protection of genetic information believed
that a safeguard had to be in place to prevent employers
from seeking this information unnecessarily and to protect
the information when it was necessary for employers to
obtain it.

Prior to the enactment of GINA, 34 states and the
District of Columbia had promulgated their own genetic
discrimination laws.” Even though all these laws prohibited
discrimination based on the results of genetic testing, not
all of them protected against discrimination from inherited
characteristics and family histories or restricted all employ-
er access to genetic information. Many of the laws were
inconsistent and were considered noncomprehensive. In
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the 2007 Senate Report, S. Rep. No. 110-48, at 10-15, Sen.
Edward M. Kennedy (D-Mass.) wrote that the existing laws
did not adequately address the topic of potential genetic
discrimination. Moreover, no matter how comprehensive
the state laws were, they would be ineffective with respect
to health insurance programs, as the pre-emption provi-
sion of the federal Employee Retirement Income Security
Act, 29 U.S.C. § 1144 (2006), pre-empts state regulation of
self-funded, employer-provided private health insurance
plans.

Proponents of GINA also believed that there was no
adequate federal law addressing the concern over genetic
discrimination and asserted that the ADA did not ade-
quately protect genetic information. Supporters of GINA
feared that the Supreme Court’s limited interpretation of
what constituted a “disability” under the ADA at the time
would not adequately protect genetic information. In the
seminal case at the time, Sutton v. United Air Lines, the
U.S. Supreme Court held that being “regarded as” having a
disability would apply only to two specific circumstances:
(1 a mistaken belief that a person has a limiting impair-
ment or (2) a mistaken belief that a nonlimiting impair-
ment substantially limits major life activities.'® Similarly,
although Title VII may also extend protection against
discrimination based on genetic information, it would do
so only when that information can be linked to a category
protected under Title TV, such as sickle-cell anemia in
African-Americans.

In light of the perceived limitations of existing laws and
testimony before various committees of the House and
Senate, the Senate Committee on Health Education, Labor,
and Pensions concluded in its report that new federal leg-
islation was needed to protect individuals from potential
genetic discrimination in health insurance and employ-
ment. The 2007 Senate Report on GINA, S. Rep. No. 110-
48, at 10-15 stated the following:

[Elmployers may come to rely on genetic testing to
“weed out” those employees who carry genes associ-
ated with diseases. Similarly, genetic traits may come
to be used by health insurance companies to deny
coverage to those who are seen as “bad genetic
risks.” Enabling employers, health insurers and oth-
ers to base decisions about individuals on the charac-
teristics that are assumed to be their genetic destiny
would be an undesirable outcome of our national
investment in genetic research, and may significantly
diminish the benefits that this research offers.

The Senate approved GINA unanimously, and the House
of Representatives passed it by a vote of 414 to 1, with
only Rep. Ron Paul (R-Texas) voting against.'”? The stated
goal of the statute was to protect individuals against dispa-
rate treatment in health insurance coverage and employ-
ment on the basis of genetic information. Congress stated,
“Establishing these protections will allay concerns about
the potential for discrimination and encourage individuals
to participate in genetic research and to take advantage
of genetic testing, new technologies, and new therapies.”



Congtress sought to provide protection to those individuals
who may suffer from actual genetic discrimination now
and in the future. “Because of this legislation, Americans
will be free to undergo genetic testing for diseases such
as cancer, heart disease, diabetes, and Alzheimer’s without
fearing for their job or health insurance,” said Speaker of
the House Nancy Pelosi (D-Calif) in a statement."

As these statements make clear, one of the critical
concerns that motivated Congress was to encourage
Americans to participate in the emerging field of genetic
research. Congress was aware of the promise such
research offers in the war against illness. For example,
the Human Genome Project, a 13-year project coordi-
nated by the U.S. Department of Energy and the National
Institutes of Health, had the following goals: “to identify
all the approximately 20,000-25,000 genes in human DNA,
determine the sequences of the 3 billion chemical base
pairs that make up human DNA, store this information in
databases, improve tools for data analysis, transfer related
technologies to the private sector, and address the ethi-
cal, legal, and social issues (ELSD that may arise from the
project.”

The Human Genome Project was completed in 2003,
and genome research is still being conducted. Scientists
believe that by studying the human genome, medical
science can cure or eradicate many illnesses, such as
diabetes, heart disease, bipolar disorder, and Parkinson’s
disease.’ Congress viewed GINA as playing a critical role
in allowing Americans to benefit from the fruits of this
research. GINA should be interpreted and applied with this
underlying policy goal in mind.

Cases Applying Title IT of GINA

Since genetic information is not apparent, and genetic
testing is not yet widespread, GINA has seen relatively
little action since it was enacted in 2008. Litigation has
been rare, and the cases that do exist were brought by pro
se plaintiffs.

In a recent case in the Western District of North
Carolina, Bullock v. Spherion, 2011 WL 1869933, *5-6
(W.D.N.C. May 16, 2011), a pro se plaintiff filed claims
under Title IT of GINA, Title VII of the Civil Rights Act, the
Americans with Disabilities Act, and the Age Discrimination
in Employment Act against a temporary agency and one
of the businesses it served. The plaintiff’s claim related
to his rejection from employment because of his failure
to pass initial screening tests. Beyond listing the Genetic
Information Nondiscrimination Act as one of his claims,
the plaintiff did not allege any facts in support of a GINA
claim. Accordingly, his claim was dismissed.

Also, in 2011, in the Southern District of Florida, in
Citron v. Niche Media/Ocean Drive Magazine 2011 WL
381939, *1 (S.D. Fla. Feb. 2, 2011), a pro se plaintiff filed
a complaint alleging that the defendant had discriminated
against him due to his gender, in violation of Title VII of
the Civil Rights Act, and due to his genetic information, in
violation of Title I of GINA. The plaintiff alleged that he
was not employed by “Respondent due to my gender/male
and my genetic information.” The plaintiff’s complaint was

dismissed without prejudice because it failed to allege that
the defendant required him to take a genetic test, that the
defendant had otherwise obtained the plaintiff’s genetic
information, or that the defendant had discovered specific
genetic information that caused it to deny employment to
the plaintiff. There was also an issue as to the timing of the
alleged discrimination. Any alleged violations taking place
prior to Nov. 21, 2009 predate the effective date of Title II
and therefore are not actionable.

As employment attorneys become more familiar with
Title I of GINA—particularly its broad definition of “genet-
ic information”—the number of GINA-based lawsuits can
be expected to increase in coming years, probably in con-
junction with claims under the ADA and FMLA.

Criticism of GINA

Most commentators agree that GINA is actually a pre-
ventive law; it anticipates a form of discrimination that is
not currently a widespread reality in the American work-
place. GINA has been called the first law designed to
address harm pre-emptively, rather than retrospectively.
GINA’s opponents cited this lack of existing genetic
information discrimination as evidence that the law was
premature or unnecessary. They argued that Congress
was unable to predict whether such discrimination would
occur at all, and, if it did, what form it would take.
Critics also argued that developments in genetic science
and changing social norms could render GINA obsolete
from the outset. They expressed concern over possible
unintended consequences arising from Congress’ inability
to predict accurately what future results will flow from
GINA’s adoption at this early stage in the development
of genetic science.'

Another criticism was the belief that the statute was the
product of an unjustified fear that employers would misuse
their employees’ genetic information. Some argued that
such an unjustified fear is not a legitimate basis for legisla-
tion. For example, in his article, “Genetic Discrimination,”
Philip R. Reilly, M.D., J.D., a geneticist, writes: “Little
evidence supports the widespread fear that people who
undergo genetic tests to determine whether they are at
increased risk for developing a serious disorder face a
significant risk of genetic discrimination.” In addition, Gaia
Bernstein, a professor at Seton Hall University School of
Law, argues, “Genetic discrimination is rare and apparently
on the decline. Potential abusers, such as employers and
insurances, do not use genetic information.””

A major concern for both employers and insurers is
GINA’s definition of “genetic test.” Employers and the
health insurance industry considered the law to be overly
broad and vague and have expressed concern that it
would do little to reconcile the inconsistencies in the vari-
ous existing state laws. The health insurance industry rec-
ommended that the definition of “genetic test” be limited
to predictive testing performed on asymptomatic or undi-
agnosed individuals for the purposes of assessing the risk
of future disease, because the industry was concerned that
the definition contained in the law would force employ-
ers to offer health plan coverage for all treatments for
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genetically related conditions. However, Congress did not
adopt the industry’s recommendation.*®

One of the asserted purposes of GINA was to recon-
cile the various state laws that had been adopted on the
issue of genetic discrimination and to create a “national
and uniform basic standard for the prevention of genetic
discrimination.” If that truly was Congress’ intent, one
would expect Congress to have pre-empted the field of
legislation in this area, as was done with the regulation
of employee health, benefits, and retirement plans under
ERISA. Instead, Title II expressly states that its provisions
cannot be construed to “limit the rights or protections of
individuals under any other Federal or State statute that
provides equal or greater protection.”” Whatever the
general merit of such a provision may be, it hardly seems
consistent with the stated intention of creating a uniform
national standard. Employers and employees are still left
to struggle with a patchwork of varying state laws on this
subject.

Child Labor Amendments

Section 302 of GINA amends the provisions of the Fair
Labor Standards Act of 1938 that fix penalties for violations
of the federal child labor laws. Under GINA, civil penalties
are increased to $11,000 per any violation, or $50,000 per
violation that causes death or serious injury to any employ-
ee under the age of 18. The penalties may be doubled in
cases of willful or repeated violations. An administrative
determination by the Secretary of Labor on the amount
of penalty shall be final unless the person charged files
exceptions by certified mail within 15 days of receipt of
notice of the penalty. Once exceptions are filed, the matter
will be set down for an administrative hearing in accor-
dance with the Administrative Procedures Act. 29 U.S.C.A.
§ 216(e); P.L. 110-233, § 302, 29 U.S.C.A. § 216(e).

Unlike Title II, GINA’s child labor provisions took effect
immediately upon enactment of the legislation.

What Employers Must Know to Comply with the Law

Because Title II prohibits the dissemination of anything
that can be construed as genetic information, a term that
includes family medical history, an employer must be
vigilant in reviewing an employee’s personnel files so
as to ascertain what information must be eliminated or
separated. Family histories and medical information can
be construed as “genetic information,” and employers must
take action to prevent the dissemination of such informa-
tion. The protected information contained in a personnel
file runs the gamut: anything from requests for FMLA leave
to care for an ill parent, to a request for accommodations
due to illness, to a death certificate provided for bereave-
ment leave purposes may contain protected “genetic infor-
mation” under GINA’s broad definition of the term.

FMLA certifications are a particular area of concern. If
an employee seeks leave to care for a seriously ill family
member, the employer is entitled to request a medical
certification that contains a “statement or description of
the appropriate medical facts regarding the patient’s health
condition,” which may include information such as “symp-
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toms, diagnosis, hospitalization, doctor’s visits, whether
medication has been prescribed, any referrals for evalua-
tion or treatment ... or any other regimen of continuing
treatment.” 29 C.F.R. § 825.306(a)(3). Many employers
request these certifications as a matter of course to verify
the need for leave. However, these “medical facts” are
considered “genetic information” under GINA, and the
employer’s receipt and possession of such “medical facts”
will now trigger potential liability under Title II. Although
Title II permits employees to request such information,
employers face potential liability if the information is
disclosed—even inadvertently.

On May 31, 2011, the EEOC published an opinion let-
ter addressing two issues: (1) whether an employer or its
agent should have access to an employee’s personal health
information without the employee’s consent; and (2) the
manner in which employers must safeguard employees’
medical information.

On the first issue, the EEOC distinguished between
personal and occupational health information: “Although
both the ADA’s and GINA’s confidentiality provisions pro-
vide limited exceptions under which information may be
disclosed, none of these exceptions specifically authorize
an employer to allow access to medical information related
to employment by individuals providing health services
unrelated to employment.” According to the EEOC, keep-
ing both personal and occupational health information in a
single medical record or file may violate both the ADA and
GINA. Accordingly, attorneys should counsel their clients
that they now need to incur the expense of creating a new
filing system—be it in paper or electronic form—in which
personal medical information is stored separately from any
medical information that may be needed for job-related
purposes allowed under the ADA.

On the second issue, the EEOC asserted that, even
though encryption programs and other security measures
for electronic records are not necessary, GINA’s confiden-
tiality provisions do apply to electronic records. Employers
are liable under Title II if they do not impose measures
that are sufficient to protect electronic records for inadver-
tent or unauthorized disclosure.

Employers must be counseled to avoid any inquiries,
information requests, or other conduct that could be
construed as a request or demand for “genetic informa-
tion.” Any inquiry into the “manifestation of a disease or
disorder” in an employee’s family member as distant as a
great-grandparent or child of a first cousin can be deemed
a prohibited request for “genetic information,” even if the
inquiry otherwise appears to be unrelated to genetics.
Supervisory and management personnel also need to be
trained to avoid such inquiries.

Finally, employer antiharassment policies must be updat-
ed to prohibit the harassment of employees due to their
genetic information as that term is defined in Title II.

Conclusion

In enacting GINA, Congress sought to encourage a
promising new area of medical science by prohibiting
what many feared could be its misuse. Only time will



tell whether GINA will serve its intended purpose. In the
meantime, employers need to assure compliance with the
provisions of Title II in order to avoid liability, and labor
and employment attorneys must familiarize themselves
with GINA in order to counsel their clients properly. TFL
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