Where can | go for more information
regarding genetic information and
discrimination?

e Department of Health and Human Services has information
on health insurance privacy and the HIPAA Privacy Rule,
including how to file a complaint: www.hhs.gov,/ocr/hipaa

or call (866) 627-7748

¢ Equal Employment Opportunity Commission has information
on employment discrimination, including information on how
to file a complaint: www.eeoc.gov

e National Society of Genetic Counselors
"Find a Counselor” resource: www.nsgc.org

e National Human Genome Research Institute has several
pages on genetic discrimination: www.nhgri.nih.gov,/ 1151022/

+information on the executive order against discrimination
for federal employees: www.genome.gov,/ 10002084

«information on HIPAA www.genome.gov,/ 11510216

¢ National Association of Insurance Commissioners has links
fo each state’s insurance department’s website:
www.naic.org/state_contacts/sid_websites. htm

¢ National Conference of State legislatures has resources on
where to go for sfafe laws on genetic information:
www.ncsl.org/programs/health/genetics,/charts. him
or call: {202) 624-5400 or (303) 364-7700

Where can | go for support or advocacy?

e FORCE: Facing Our Risk of Cancer Empowered:
www.facingourrisk.org or call (866) 288-7475, extension 1

e Cenetic Alliance: www.geneticalliance.org

or call (202) 966-5557

e National Partnership for Women and Families:
www.nationalpartnership.org

o Faces of Discrimination publication can be downloaded at:

www.nationalparnership.org,/library,/ facesofgeneticdiscrimination. pdf

e Patient Advocate Foundation: www. patienfadvocate.org
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What is genetic information? Genetic information
can refer to family history of a disease, a genetic test result, or
the genetic test result of a family member. Every state defines
genetic information differently. You may want to research and
understand how your state defines genetic information.

What is genetic discrimination? Genetic
discrimination occurs when a person is treated differently
because he or she has an inherited disorder or is at risk to
develop an inherited disorder. This brochure focuses on
genetic discrimination in employment and health insurance.

Are there laws to protect against genetic

discrimination? Yes. Most states have some laws 1o
prevent insurance companies and employers from
discriminating based on a hereditary risk for

disease. However, not every state offers

the same protections, and some states
have not yet passed laws prohibiting
genetic discrimination. Because
laws are consfantly changing, you

may want fo research the most
current laws in your sfate. There

are also federal laws that offer
some profection against genetic
discrimination. The Health Insurance
Portability and Accountability Act
[HIPAA) profects people with group
health insurance against being denied
insurance, having their insurance canceled,

or having their rafes individually increased due

fo any preexisting condifion. For HIPAA profection to
apply, an individual must have had health insurance for at least
12 months without a lapse of 63 consecutive days or longer.
Although HIPAA prohibits discrimination against an individual
with group insurance coverage based on any medical condition,
it does not prohibit the insurance company from denying coverage
fo or increasing the rafes of the enfire group based on the
medical records of one member of the group. HIPAA does not
prevent insurance companies from requiring applicants o
reveal whether they have had genetic festing in order to enroll
in their group plans, even though the insurance companies
are not allowed to use this information. Further, HIPAA laws
do not provide profection to people covered by individual
health insurance plans.

Federal employees have additional protection. An executive
order enacted in 2000 prohibits discrimination in federal
employment based on genetfic information.

There are currently no federal laws providing adequate pro-
fection against life or disability insurance discrimination based
on hereditary disease risk.

Genetic tests - like
other medical tests - can
provide important, even

life-saving information. The
benefits of testing need to
be weighed against the
concern about genetic
discrimination.

Is genetic discrimination a widespread

prob|em? Documented cases of genetic discrimination
are rare. In a study published in the American Journal of
Medical Genetics, the authors found that people with
inherited disorders or inherited risk were very concerned
about genetic discrimination, even though documented
cases were rare. They also found that there were some
gaps. in protection despite laws to profect individuals from
workplace and insurance discrimination.[1]

Some health care providers and advocacy groups believe
that genetic discriminafion could become more common if
more federal laws are not enacted. In addition, there is a
perception on the part of the public and some health care
providers that there is a significant risk of genetic dis-
crimination, particularly in health insurance. This
perception is keeping many people from tak-
ing advantage of genetic tests that could
make a significant difference in their
healthcare decisions and outcomes. This
fear also prevents many people from
becoming involved in the medical
research that could provide better infor-
mation and choices for those affected
by hereditary diseases in the future. In
one study, researchers found that 39% of
those surveyed listed fear of genetic dis-
criminafion as the most important reason for
not pursuing genetic festing.[?]

Who is at risk for genetic discrimination?
According fo Dr. Francis Collins, director of the National
Human Genome Research Institute, all diseases are affected
by hereditary factors. “The study of the genome will reveal
over the next decade the hereditary factors that contribute
to virtually all common diseases, including diabetes, cancer,
heart disease, mental illness, hypertension, and many others. "]
Therefore, anyone could be af risk for genetic discrimination.
Family medical history could be considered "genetic
information” and could be the basis for genetic discrimina-
fion even if you have never had genetic festing. It is impor-
tant to weigh the potential bene%t of a genetic test against
the fear of discrimination, and it is important to base the
decision whether or not to have genetic testing on credible
and up-to-date information received from a specialist. To
find a genetic counselor, visit the National Society of
Genetic Counselors’ website at www.nsgc.org.

Who can have access to my genetic

information? HIPAA has a privacy rule that requires
health care professionals fo nofify you about your privacy

rights and how your information can be used. The privacy
rule provides for the release of your medical information
[including genetic fest results) for certain specified purposes,
including the release to insurance companies for payment.
However, in most instances, the privacy rule requires your
permission before your health information can be shared
with individuals or organizations. It is important to read
and understand your health care providers’ policies and
any medical release forms before signing them.

Some states have genefic privacy laws which offer more
protection. The laws vary on what information is profected,
whether a separate release must be signed before information
can be shared with certain third parties and what pendlfies
(if any] apply for violations. Because laws are constantly
changing, you may want fo research the most current laws
in your state.

Where can | go if | feel | have been

the victim of genetic discrimination?

If you feel that you have been subjected to discrimination by an
insurance company based on genetic information, you can
contact your sfafe insurance commissioner’s office. If you
feel you have been the victim of genetic discrimination in
the workplace, you can contact the Equal Employment
Opportunity Commission (EEOC] which is the organization
responsible for enforcing the Americans with Disabilities
Act. The EEOC may be able fo help some, but not dll,
applicants and employees who believe they have been
subjected fo genetic discrimination. Individuals who believe
that they have faced discrimination on this basis should
contact their local EEOC office. local EEOC offices

can be identified by consulting the Commission’s websife
[www.eeoc.gov), the federal government listings in the
telephone directory, or by calling a toll free information
number af {800) 669-4000 or (800) 669-6820 (TDD). Be
aware that sfrict ime frames control the filing of charges of
employment discrimination. Private sector employees may
have as litfle as 180 days from the date of the alleged
discriminatory act fo initiate a claim. Federal government
employees must contact an EEO counselor af their agency
within 45 days of the act of alleged discrimination.
(Source: Communication with the EEOC)
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