
The passage of the Genetic Information

Nondiscrimination Act (GINA) in May of 2008,

signals a new era in the field of genetic counseling

and testing. It is the first and only federal law that

provides broad protection of an individual’s genetic

information against health insurance and employ-

ment discrimination. Healthcare providers can

now confidently reassure their patients that

genetic counseling and testing will not put them at

risk of losing group or individual health insurance.

Before GINA, both the federal government and

individual states have tried to address genetic dis-

crimination through legislation.The Health Insurance

Portability and Accountability Act (HIPAA) of 1996

took large strides to protect genetic information,

forbid exclusion, prohibit higher premiums, and ban

the use of genetic information as a preexisting con-

dition. However,HIPAA and other state laws did not

fully define genetic information, protect predictive

information, apply to individual health plans, or

address employment.

GINA specifically prohibits issuers of health

insurance (including group, individual and

Medicare supplement policies) from using genetic

information to:

It is well known that mutations in the genes BRCA1 and

BRCA2 account for the majority of autosomal dominant

hereditary breast and ovarian cancer.Although BRCA testing

has been heavily advertised by the company that sells the test,

these are not the only genes associated with hereditary

breast cancer. In fact, BRCA1 and BRCA2 genetic testing is

not the most appropriate test for every patient with a person-

al and/or family history of breast cancer. A detailed family

history, including at least three generations, and a thorough

cancer and genetic history, is necessary to determine which

genetic testing is the most appropriate.

This article will provide a summary of the unique features of
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What GINA does:
Prohibits use of an individual’s genetic informa-
tion in setting eligibility or premium or
contribution amounts by group and individual
health insurers.

Prohibits health insurers from requesting or
requiring an individual to take a genetic test

Prohibits use of an individual’s genetic informa-
tion by employers in employment decisions
such as hiring, firing, job assignments, and pro-
motions.

Prohibits employers from requesting, requiring,
or purchasing genetic information about an indi-
vidual employee or family member.

What GINA does NOT do:
Does not prohibit medical underwriting based
on current health status.

Does not mandate coverage for any
particular medical tests or treatments.

Does not interfere with the ability of a treating
health care professional to request that an individ-
ual or family member undergo a genetic test.Nor
does it limit the authority of a health care profes-
sional who is employed by or affiliated with a
health plan or issuer from notifying an individual
about genetic tests or providing information
about a genetic test as part of a wellness program.

Does not subject employers to remedies and
procedures that are any different from those in
other civil rights laws such as Title VII and the
Americans with Disabilities Act.

Does not prohibit workplace collection of genet-
ic information for toxic monitoring programs,
employer-sponsored wellness program, adminis-
tration of federal and state Family and Medical
Leave laws, and in certain cases of inadvertent
acquisition of information. However, the employ-
er may not use or disclose the information.

Source: Genetics and Public Policy Center, Johns Hopkins University, dnapolicy.org (1)

Information on the Genetic Information Nondiscrimination Act (GINA)
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Please visit our new website to learn the facts about genetic testing

and to refer a patient for counseling at yalecancercenter.org/genetics.




