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Genetic Information Nondiscrimination Act of 2008 (GINA)

Genetic Information Nondiscrimination Act of 2008 (GINA)
Reference Number: MTAS-1242
Purpose of GINA: To prohibit discrimination on the basis of genetic information with respect to health
insurance and employment
Employers: Applies to employers with 15 or more employees 180 days to file a charge
Federal Employees: 45 days to contact EEOC
Covered Entities: Employers such as employment agencies, labor organizations, and joint
labor-management training and apprenticeship programs
Effective Dates: GINA is not retroactive.
Law passed: May 21, 2008
Effective for health insurers: May 21, 2009
Effective for employers: November 21, 2009
EEOC’s final regulations effective: January 10, 2011
On May 21, 2008, President George W. Bush signed the Genetic Information Nondiscrimination Act
(GINA) into law. GINA at 42 U.S.C. 2000(ff) et seq., is an important bill because it protects employees
and applicants from discrimination based on their genetic information as it pertains to health insurance
coverage and employment in all 50 states. The late Senator Ted Kennedy called it “the fi rst major new
civil rights bill of the new century. (Public Law 110-233, 122 Stat. 881, codified at 42 U.S.C. § 2000(ff) et
seq.)
GINA was enacted by Congress after the scientific community celebrated several critical successes in
the field of genetics (notably, the decoding of the human genome and the creation and increased use of
genomic medicine). With science advancing, so did the likelihood of a misuse of genetic information
resulting in discrimination based on one’s genetic status, or the genetic health of one’s family. GINA
was created to address concerns of the public about whether they may be at risk for losing employment
opportunities, or being denied health insurance coverage when a genetic condition is known or
determined during the course of employment or insurance coverage.
The intent of GINA was to limit the ability of employers and insurers to request, require, or purchase
genetic information of individuals or their family members. GINA prohibits employers from using genetic
information on applicants and employees (current and former) to make employment decisions. This
includes labor union members and apprentices, and trainees.
GINA amends the Employee Retirement Income Security Act (ERISA), the Public Health Services Act
(PHSA), the Health Insurance Portability and Accountability Act (HIPAA), and the Internal Revenue
Code. GINA provisions were written with consideration of the named laws and final regulations are
developed and enforced by Health and Human Services (HHS), the Department of Labor (DOL) and the
Equal Employment Opportunity Commission (EEOC).
The ramifications for GINA violations are available under Title VII. GINA does not supersede state or
local laws that may provide greater protection. Often times, GINA works concurrently with other federal
laws such as HIPAA, and the Americans with Disabilities Act (ADA), and the Affordable Care Act (ACA).

GINA and HIPAA, Employment, Genetic Information
Reference Number: MTAS-1243

HIPAA
In 1996, HIPAA was passed to address concerns about discrimination based on a person’s health
information. According to medscape.com, “HIPAA was the first step toward restricting the use of genetic
information by limiting its use in setting insurance premiums and determining a person’s eligibility for
health insurance coverage.” However, HIPAA did not prevent health insurers from charging a higher
rate for a group by raising the premium when it learned that covered employees had a genetic disease
or disorder. HIPAA did limit insurance companies from collecting genetic information, or requiring that a
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person take a genetic test before issuing health coverage. (Dale Halsey Lea, “The Genetic Information
Nondiscrimination Act (GINA): What it Means for Your Patients and Families: Before GINA: The Need.”)
What is genetic discrimination?
Genetic discrimination is similar to other forms of discrimination - where people are treated unfairly
because of their DNA (likelihood of getting certain diseases) or family history of a disease.
What does GINA consider family?
For purposes of GINA, consider any family members who are dependents of the primary individual
(employee or applicant) as a result of marriage, birth adoption, or placement for adoption and through
fourth-degree blood relatives. If the degree of blood is unknown, it is safest to assume they are
protected under GINA.

Employment and GINA
Title II of GINA prohibits covered entities from improper use of genetic information in employment
including the application process. Employers are prohibited from using individuals’ genetic information
when making employment decisions such as: hiring, promotion, termination, or placement
determinations. GINA sends the message that an employee or applicant’s genetic information is off
limits and can in no way impact an employment decision.
The law was designed to help ease concerns and encourage people to pursue genetic testing without
fear of discrimination or retaliation. Prior to GINA, many Americans were simply afraid to get a genetic
test for fear that their insurance would be canceled or that the results would be released to their
employer, who would use it against them in the workplace. More specifically, GINA prohibits employers
and covered entities from:
• Using genetic information to make decisions regarding employment, hiring, promotion, terms
or conditions of employment, privileges of employment, compensation, or termination.
• Segregating, classifying, or depriving an individual of employment opportunities on the basis of
genetic information.
• Requesting requiring or purchasing genetic information on an individual or family member with
rare exceptions.
• Failing or refusing to refer an individual for employment on the basis of genetic information nor
can the covered entity attempt to cause an employer from discriminating against an individual
on the basis of genetic information.
• Using genetic information in making decisions regarding admission to or employment in any
program for apprenticeship or training and retraining, including on the job training.
• Excluding or expelling from membership, or otherwise discriminate against an individual because of genetic information.

Covered Genetic Information
According to EEOC, genetic information includes information about an individual’s genetic tests and the
genetic tests of an individual’s family members, as well as family history and information about the
manifestation of a disease or disorder that pertains to a person’s family members such as family
medical history. Family history is included in the definition of genetic information because risk factors
are often determined based on family history of diseases. Genetic information may also include a
person’s request for, or receipt of, genetic services, or the participation in clinical research that includes
genetic services by the individual or family member of the individual, and the genetic information of a
fetus carried by an individual or by a pregnant woman who is a family member of the individual and the
genetic information of any embryo legally held by the individual or family member using assisted
reproductive methods. (eeoc.gov; http://www.eeoc.gov/laws/types/genetic.cfm [1])

Genetic Testing
Reference Number: MTAS-1244
Genetic tests typically look at an individual’s DNA/RNA. Genetic tests look for changes in a person’s
genes or changes in the level of structure of key proteins coded by specific genes. Some types of
genetic testing may be: gene tests, chromosomal tests, or biochemical tests.
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Genetic tests can include, but may not be limited to:
• Gene tests look for signs of a disease or disorder in DNA or RNA taken from a person’s bodily
fluids or tissues. The tests can look for changes in gene patterns or altered chemical bases,
excess copies, activity level of genes, inactive genes, or missing genes.
• Chromosomal tests apply to the large DNA containing structures in the nucleus of the cell.
Humans are supposed to have 23 pairs of chromosomes; 22 pairs of autosomes, and one pair
of sex cell chromosomes. Chromosomal tests look at features of an individual’s chromosomes
including structure, number, and arrangement. The tests may look for a chromosome missing,
expanded, or being switched to a different chromosomal location. Karyotype’s and fluorescent
in situ hybridization (FISH) analysis may be types of tests used for chromosomal purposes.
• Biochemical tests generally look at the amounts or activities of key proteins. These types of
tests are commonly used in newborn screenings. The diagnosis of Phenylketonuria (PKU) is
made by using a biochemical test.
Examples of Tests Covered by GINA:
• BRCA1/BRCA2 or HNPCC mutilations for hereditary cancers
• Carrier screening for disorders such as cystic fibrosis and fragile X syndrome
• Newborn screenings for genetic conditions
• Classifications of genetic properties of tumors to help determine therapy
Genetic testing is generally used to:
• Diagnose a person who may have symptoms of a disease or illness.
• Determine if an individual is a carrier of a genetic disease. Some carriers will not get the disease, but may be able to pass the gene to children. Conversely, some carriers may get the disease but may not be able to pass the gene to children.
• Diagnose unborn fetuses with genetic conditions before birth.
• Screen newborns for genetic diseases or conditions.
• Indicate if a person is pre-disposed to or inherited disposition prior to a disease starting.
• Assist health care providers with determining the best course of treatment.
While genetic testing can be a stressor, it often provides a measure of relief because individuals no
longer have to live with the uncertainty that comes with not knowing if they are gene positive.
Additionally, it may allow for a longer, healthier life span due to experimental medical treatments, and
healthy living behaviors that may lead a person to taking steps to lower his or her chance of developing
a disease.
Predictive testing can show which individuals have a higher chance of developing a disease or
condition before symptoms appear. This is commonly being used for breast cancer and diabetes.
Predictive testing does not conclusively provide answers, but simply looks at genetic risk factors that
make one more likely to inherit a disease.

Wellness Programs
Reference Number: MTAS-1245
On May 17, 2016, the U.S. Equal Employment Opportunity Commission (EEOC or the Commission)
issued a final rule to amend the regulations implementing Title II of the Genetic Information
Nondiscrimination Act (GINA) as they relate to employer wellness programs. A notice of proposed
rulemaking (NPRM) was previously issued on October 30, 2015. The final rule says employers may
provide limited financial and other inducements (also called incentives) in exchange for an employee's
spouse providing information about his or her current or past health status as part of a wellness
program, whether or not the program is part of a group health plan.
The term "wellness program" generally refers to health promotion and disease prevention programs and
activities offered to employees. Some wellness programs are part of an employer-sponsored group
health plan, and other wellness programs are not tied to group health plans.
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EEOC's GINA regulations say that "genetic information" includes, among other things, information about
the "manifestation of a disease or disorder in family members of an individual." (The term "past or
current health status" is used in these questions and answers, rather than the term "manifestation of
disease or disorder.") Family members include certain blood relatives, like parents, grandparents, and
children, but also include spouses and adopted children.
There is an exception to GINA's general prohibition against acquiring genetic information of applicants
or employees where employers offer voluntary health or genetic services to employees or their family
members. Some employers want to offer inducements for employees and their family members to
answer questions about their health or to take medical examinations as part of a wellness program. This
rule clarifies that an employer may offer a limited incentive for an employee's spouse to provide
information about the spouse's current or past health status as part of a voluntary wellness program.
This rule applies only where a portion of the inducement offered within a wellness program is for an
employee's spouse to answer questions about his or her current or past health status or to take a
medical examination. GINA does not apply to inducements made available in exchange for an
employee's spouse engaging in certain activities that do not require obtaining information about current
or past health status, such as attending a weight loss or nutrition program or exercising a certain
amount each week.
(Excerpted from: https://www.eeoc.gov/laws/regulations/qanda-gina-wellness-final-rule.cfm [2])

Not Included in GINA
Reference Number: MTAS-1939
Not Included
GINA does not include protection from genetic discrimination in life insurance, disability policies, or
long-term care coverage. GINA does not cover an individual’s manifested disease or condition from
which an individual is experiencing symptoms, has been diagnosed or for which the individual is being
treated.
GINA Does Not Apply
GINA does not apply to members of the United States military, veterans receiving health care through
the Veteran’s Administration, or to the Indian Health Service. GINA does not apply to Federal
Employees Health Benefit Plans.

Laws and Retaliation
Reference Number: MTAS-1940
Interaction with State Laws
The federal law sets a minimum standard of protection that must be met. Some states may have
additional laws granting them protection, and this federal law does not weaken the state laws.
Harassment
The law makes it clear that a covered entity may not discriminate on the basis of genetic information
regarding any aspect of employment. Additionally, the law forbids harassment based on a person’s
genetic information or the person’s family genetic information. Similar to other types of harassment, the
law does not prohibit light hearted teasing or off-hand comments, or isolated incidents that are not
serious in nature. Harassment is illegal when it is so severe and pervasive that it creates a hostile or
offensive work environment or when the harassment results in adverse employment decisions. A
harasser may be a colleague, supervisor, client, customer, or vendor.
Retaliation
Covered entities must be careful about retaliation in the workplace. GINA makes it illegal to retaliate
against any applicant or employee for filing a charge of discrimination or participating in a discrimination
investigation or lawsuit.
Labor Organizations
A labor organization may not exclude or expel from membership, or otherwise discriminate against a
person because of genetic information.
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Exceptions to Acquiring Genetic Information
Reference Number: MTAS-1941
It is generally unlawful for a covered entity to get genetic information. There are six exceptions to the
law:
1. Inadvertent acquisitions do not violate GINA. This includes circumstances where a manager or
supervisor overhears someone talking about an individual or family member’s illness.
2. Obtaining genetic information as part of health services such as wellness programs offered on
a voluntary basis, if certain requirements are met.
3. Family medical history acquired in the course of Family Medical Leave Act (FMLA) administration or similar leave statutes pursuant to employer policy. However, the employer may not disclose the information.
4. Genetic information acquired through commercially and publicly available resources such as
newspapers and the internet as long as the employer is not seeking the information out or pursuing sources from which they are likely to acquire genetic information.
5. Genetic information may be acquired through a genetic monitoring program that monitors the
biological effects of harmful substances in the workplace where monitoring is required by law
or, under carefully defi ned conditions where the program is voluntary.
6. Genetic information may be acquired by employers who engage in DNA testing for public safety purposes or as a forensic lab for purposes of human remains identification, but the genetic
information may only be used for analysis of DNA markers for quality control to detect sample
contamination (i.e., police departments, FBI etc.).

Information not Considered "Genetic"
Reference Number: MTAS-1942
Genetic information does not include information about gender or age. Routine tests such as cholesterol
tests, liver function tests, CBC panels, and HIV tests are not covered. HIV is not itself human DNA and
measuring its presence does not constitute a genetic test under the law. Additional items not protected
are: DNA analysis of infectious agents such as bacteria, viruses and fungi.
Per EEOC, an employer, employment agency, labor organization, or joint labor-management committee
shall not be considered to be in violation of this title based on the use, acquisition, or disclosure of
medical information that is not genetic information about a manifested disease, disorder, or pathological
condition of an employee or member, including a manifested disease, disorder, or pathological condition
that has or may have a genetic basis.

What GINA Does Not Do
Reference Number: MTAS-1943
These provisions do not:
• Prohibit medical underwriting based on current health status.
• Mandate coverage for any medical tests or treatments.
• Subject employers to remedies and procedures that are any different from those in other civil
rights laws such as Title VII.
• Apply to employers with fewer than 15 employees.
• Apply to members of the military.
• Cover an individual’s manifested disease or condition from which an individual. is experiencing
symptoms; however, it does protect information about disease in an individual’s family members such as family history.
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• Interfere with an employee’s ability to qualify for FMLA or similar leave statues.Hinder an
employer-sponsored wellness program or other genetic services offered by an employer.
• Interfere with an employer’s ability to offer a safe and hazard free workplace.
• Preempt state law; therefore, some state’s discrimination laws provide greater protection.
• Prevent a health insurer from using information about an existing condition, even if that condition has a genetic basis (i.e., breast cancer diagnosis). The insurer may need family history to
approve certain procedures and testing but the information cannot be used against the individual for purposes of rate increases or cancellations/reductions in coverage.
• Restrict the practice of medicine or the authority of healthcare professionals, whether or not
they are affi liated with a health plan, issuer, or employer.

GINA and ADA, FMLA, & Workers' Compensation
Reference Number: MTAS-1246
FMLA, ADA and Workers’ Compensation commonly intersect with GINA because employers frequently
handle medical information in the course of administering FMLA, ADA and Workers’ Compensation.
When employers requests medical information in the course of administering ADA and FMLA, there is a
potential to obtain information that could be protected by GINA, including genetic information such as:
results of genetic tests for cancer genes, hereditary diseases, and other disorders.
Results of genetic information on family members are also protected under GINA. GINA protections
include requests for genetic information by an employer about an employee or his family member as
well as genetic information regarding a fetus or embryo. It also includes the manifestation of a disease
or disorder of that may pertain to an employee or his family member. As a general rule when employers
specifically ask for pertinent medical information for purposes of FMLA/ADA, the employer is acting in
good faith for business and will likely fall under the GINA exception protection provision that will cover
them in cases of inadvertent acquisition.
When using ADA/FMLA forms, or requesting medical information, be sure to provide a disclaimer
stating you are not soliciting genetic test results from employees or their family members or any
information that may not be applicable to the ADA/FMLA/Workers’ Compensation statutes. Under
FMLA, if an employee is seeking leave to care for a family member an employer will have access to a
family member’s health information that may be protected under GINA (family history of medical
information specifi cally). This is a limited exception and only applies to an employee’s family member
which may include family history information. So in this case, under FMLA; an employer could legally
receive information on a family member’s medical history information. Note: This exception does not
apply to the employee’s request for their own serious health condition.
The regulations make it clear that the employer is required to take certain steps to make sure employee
medical requests do not seek genetic information.
GINA makes clear that if a covered entity acquires genetic information in response to a lawful request
for medical information the acquisition of that medical information will not generally be considered a
violation of GINA unless the individual directs the employer in writing or verbally not to request genetic
information. In other words, the employer needs to explicitly state that genetic information on health
care certification forms is not needed. Otherwise the employer may be creating a situation where it is
likely to acquire genetic information under GINA, and this information may not be protected under the
inadvertent acquisition clause. Regarding Workers’ Compensation, the EEOC states that “genetic
information” does not include the fact that an individual has a diagnosed disease, disorder, or
pathological condition therefore it is not likely that an employer dealing with workers’ compensation
injuries would need genetic information to assist in defense of a claim.
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Pre-Employment, Post-Offer Health Exams and Fit for Duty Exams
Reference Number: MTAS-1944
Employers have the right to ask applicants and employees to undergo job-related physical and mental
evaluations to determine fitness for duty. At a health exam a physician will often ask about family
history. While this is important for the health provider in making assessments and recommendations,
this information does not need to be shared with employers and is not relevant to fit for duty exams. In
fact, employers should state upfront that they do not want to receive any information that may be
protected under GINA, unless otherwise lawfully allowed and applicable under a federal, state, or local
law or in the course of voluntary wellness programs. It is not relevant to employers that an employee
has a family history of breast cancer, genetic diseases, or diabetes.
What is relevant is whether the employee can perform the essential functions of the job either with or
without accommodation. Employers should instruct health provider offices to not include family history
or genetic information on the forms that are returned to the employer. In the event that the employer
handles a large quantity of these medical forms, the employer should consider having someone, who is
well versed in GINA, screen all forms when they come in to the employer prior to distribution to the
appropriate department. This may apply to ADA, FMLA and other health forms as well.

Insurers, Exceptions, and Confidentiality
Reference Number: MTAS-1945

Health Insurers
Health insurers may not require individuals to provide their genetic information or the genetic
information of a family member to the insurer for eligibility, coverage, underwriting, or premium setting
standards. Health insurers may not request or require that an individual or an individual’s family
member undergo a genetic test.

Research Exception
There is a research exception. For joint research activities covered by health insurers and other external
research entities, a health insurer in either the group or individual market may request, but not require,
in writing that an individual undergo a genetic test. The individual may voluntarily elect to participate in
such a genetic test, but noncompliance must have no negative affect on the premium or enrollment
status of the individual. Genetic information may only be used for research. Genetic information may not
be used for underwriting purposes.

Confidentiality
An individual’s medical information must be maintained in separate files and be kept confidential.
Genetic information may not be disclosed except at the individual’s written request or in response to a
court order. In addition an employer may be required to provide information to federal, state or local
authorities.

Examples of Potential Discrimination Prohibited by GINA
Reference Number: MTAS-1247
Jane Doe, a senior accountant with Company X was fired after her employer learned she was the
primary caregiver of a mother with Huntington’s disease. Huntington’s disease carries a 50 percent
chance of developing the disease when one parent is gene positive. Because of her family history, Jane
has a 50 percent chance of developing the disease. Shortly after she filed FMLA papers to care for her
ill mother, Jane was terminated.
John Brow, a radiologist tech at Community Hospital was diagnosed with colon cancer and took leave
from work to receive treatment and recover. When John returned to work, he was told he would have to
undergo a medical examination. John was told that if he refused to submit to the examination he would
be terminated. John later learned that his employer was administering genetic tests to employees
without their consent to identify a possible genetic predisposition to cancers as a defense to workers’
compensation claims.
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Sara Jones, a receptionist at a corporate headquarters for a sports company was undergoing genetic
testing to see if she had a high risk of inheriting breast cancer, a disease which took her mother and
aunt last year. Sara tested positive for a mutation in her genes showing she would likely inherit this form
of cancer. Her employer then drastically increased her health insurance premiums in response to the
genetic tests results.
Mitch Evans, a firefighter with the local fire department carries a gene for a rare syndrome that can
cause sudden cardiac death. At open enrollment the following year Mitch switched group insurance
companies. His new plan found out about the genetic syndrome and refused to cover him.
These are all examples of a covered entity acting in such a way that appears to be a violation of GINA.

Enforcement
GINA is enforced by several federal agencies. These agencies include: HHS, DOL, the Department of
the Treasury (DOT), and EEOC. Corrective actions could potentially be taken, and financial penalties
may apply for those who violate GINA.

GINA: Frequently Asked Questions
Reference Number: MTAS-1248
(Primary source: http://www.dol.gov [3])
Q: Genetic information includes information about an individual’s genetic services and tests.
What do these include?
Genetic services mean genetic tests, genetic counseling, or genetic education. Genetic test means an
analysis of human DNA, RNA, chromosomes, proteins, or metabolites, if the analysis detects
genotypes, mutations, or chromosomal changes. A genetic test does not include an analysis of proteins
or metabolites directly related to a manifested disease, disorder, or pathological condition. Therefore,
some examples of genetic tests are tests to determine whether an individual has a BRCA1, BRCA2, or
colorectal cancer genetic variant. In contrast, an HIV test, complete blood count, cholesterol test, liver
function test, or test for the presence of alcohol or drugs is not a genetic test.
Q: Genetic information includes an individual’s genetic tests and information about the
manifestation of a disease or disorder in an individual’s family member. A genetic test does not
include an analysis of proteins or metabolites that is directly related to a manifested disease,
disorder, or pathological condition. What is a manifested disease?
A manifested disease is a disease, disorder, or pathological condition for which an individual has been
or could reasonably be diagnosed by a health care professional (with appropriate training and expertise
in the fi eld of medicine involved). A disease is not manifested if a diagnosis is based principally on
genetic information. For example, an individual whose genetic tests indicate a genetic variant
associated with colorectal cancer and another that indicates an increased risk of developing cancer, but
who has no signs or symptoms of disease and has not and could not reasonably be diagnosed with a
disease does not have a manifested disease.
While plans and issuers are prohibited from adjusting group premiums or contributions based on
genetic information, plans and issuers can increase the premium or contribution based on the
manifested disease or disorder of an individual enrolled in the plan. This is becauseinformation about an
individual’s manifested disease or disorder is not genetic information with respect to that individual.
Q: Can an individual’s doctor or other health care provider request that the individual undergo a
genetic test?
Generally, yes. GINA prohibits a group health plan from requesting or requiring an individual or a family
member of an individual undergo genetic tests. Nonetheless, under GINA, a health care professional
who is providing health care services to an individual can request that an individual undergo a genetic
test. A health care professional includes but is not limited to a physician, nurse, physician’s assistant, or
technicians that provide health care services to patients. For example, if during the course of a routine
physical exam, a physician learns that an individual has family medical history indicating a potential risk
for Huntington’s disease, the physician can recommend that the individual undergo a related genetic
test. This would not violate GINA. This would be true even if the doctor were employed by an HMO, so
long as the physician was providing health care services to the individual for whom the genetic test was
recommended.
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Q: Can a health plan obtain the results of a genetic test to make a determination regarding
payment of a claim for benefi ts under the plan?
Generally, yes. If a plan conditions payment for an item or service based on medical appropriateness
and the medical appropriateness depends on the genetic makeup of the patient, then the plan is
permitted to condition payment for the item or service on the outcome of a genetic test. The plan may
also refuse payment in that situation if the patient does not undergo the genetic test. The plan may
request only the minimum amount of information necessary to make a determination regarding
payment.
Q: If a plan normally covers mammograms for participants and benefi ciaries starting at age 40,
but covers them at age 30 for individuals with a high risk of breast cancer, may the plan require
that an individual under 40 submit genetic test results or family medical history as evidence of
high risk of breast cancer, in order to have a claim for a mammogram paid?
Generally, yes. Under GINA, a plan may request and use the results of a genetic test to make a
determination regarding payment, as long as the plan requests only the minimum amount of information
necessary. Plans may also request genetic information for the purpose of determining the medical
appropriateness of a treatment or service. Because the medical appropriateness of the mammogram
depends on the patient’s genetic makeup, the minimum amount of information necessary for
determining payment of the claim may include the results of a genetic test or the individual’s family
medical history.
Q: Can a plan request that a participant or beneficiary undergo a genetic test for research
purposes?
Under GINA, a plan is permitted to request, but not to require, that a participant or beneficiary undergo
a genetic test for research purposes if the following four requirements are met:
• The plan makes the request pursuant to research. (Research is defi ned in 45 CFR 46.102(d)).
The research must comply with 45 CFR Part 46 or equivalent Federal regulations and any applicable State or local law or regulation for the protection of human subjects in research.
• The plan must make the request for the genetic test in writing and clearly indicate to each participant and benefi ciary that the request is voluntary and will have no effect on eligibility.
• No genetic information collected pursuant to this research exception can be used for underwriting purposes.
• The plan must complete a copy of the Notice of Research Exception under GINA and provide
the notice to the address specified in the instructions.
Q: Can a plan require an individual to complete a health risk assessment (HRA) prior to or as
part of the enrollment process for the plan?
GINA prohibits a plan from collecting genetic information (including family medical history) prior to or in
connection with enrollment. Thus, under GINA, plans and issuers must ensure that any HRA conducted
prior to or in connection with enrollment does not collect genetic information, including family medical
history.
Under GINA, there is an exception for genetic information that is obtained incidental to the collection of
other information, if 1) the genetic information that is obtained is not used for underwriting purposes and
2) if it is reasonable to anticipate that the collection will result in the plan receiving health information,
the plan explicitly notifies the person providing the information that genetic information should not be
provided. Therefore, a plan conducting an HRA prior to or in connection with enrollment, should ensure
that the HRA explicitly states that genetic information should not be provided.
Q: Can a plan require that an individual complete a health risk assessment (HRA) that requests
family medical history in order to receive a wellness program reward, such as a financial
incentive, in return for the completion of the HRA?
GINA prohibits a plan from collecting genetic information (including family medical history) prior to or in
connection with enrollment; or at any time for underwriting purposes. Because completing the HRA
results in a reward, the request is for underwriting purposes and is prohibited. A plan may use an HRA
that requests family medical history, if it is requested to be completed after and unrelated to enrollment
and if there is no premium reduction or any other reward for completing the HRA.
A plan may offer a premium discount or other reward for completion of an HRA that does not request
family medical history or other genetic information, such as information about any genetic tests the
individual has undergone. The plan should ensure that the HRA explicitly states that genetic information
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should not be provided. This is because GINA provides an exception for genetic information that is
obtained incidental to the collection of other information, if 1) the genetic information that is obtained is
not used for underwriting purposes and 2) if in connection with any collection it is reasonable to
anticipate that health information will be received, the collection explicitly states that genetic information
should not be provided. Plans may use two separate HRAs; one that collects genetic information, such
as family medical history, which is conducted after and unrelated to enrollment and is not tied to a
reward, and another HRA that does not request genetic information, which can be tied to a reward. In
addition, under GINA group health plans may also reward
1. Participation in an annual physical examination with a physician (or other health care professional) who is providing health care services to the individual, even if the physician may ask for
family medical history as part of the examination
2. More favorable cost-sharing for preventive services, including genetic screening; and
3. Participation in certain disease management or prevention programs. The incentives to participate in such programs must also be available to individuals who qualify for the program but
have not volunteered family medical history information through an HRA.
Q: Is there an exception to GINA for small plans?
No. There is no exception for very small health plans or those less than two participants.
Q: How many employees does an employer have to employ to be covered under GINA?
Employers who have 15 or more employees working for at least 20 or more calendar weeks in the
current or preceding calendar year.
Q: Who is considered a covered family member under GINA?
Any person who is within a fourth-degree relation of the individual. The EEOC’s proposed regulations
further define “family member” as a person who is or becomes related through marriage, birth,adoption,
or placement for adoption.
Q: When can an employer, employment agency, labor organization or training program have
access to genetic information?
When the information is publicly available or when the information is provided inadvertently as part of
the person’s medical history or the medical history of a family member. Another possibility is when the
person’s written authorization is obtained as part of an employer-sponsored genetic monitoring program
concerning toxic substances in the workplace. In addition, when the employer offers health or genetic
services, including services offered as part of a wellness program which includes the person’s written
authorization. Lastly, where the employer operates as law enforcement and requires the person’s DNA
for quality control purposes in the forensic lab or human remains identification settings.
For more information on GINA, visit http://www.eeoc.gov/laws/types/genetic.cfm [1].

Links:
[1] http://www.eeoc.gov/laws/types/genetic.cfm
[2] https://www.eeoc.gov/laws/regulations/qanda-gina-wellness-final-rule.cfm
[3] http://www.dol.gov
DISCLAIMER: The letters and publications written by the MTAS consultants were written based upon the law at the time and/or a specific
sets of facts. The laws referenced in the letters and publications may have changed and/or the technical advice provided may not be
applicable to your city or circumstances. Always consult with your city attorney or an MTAS consultant before taking any action based on
information contained in this website.

Source URL (retrieved on 11/21/2019 - 12:13am): https://www.mtas.tennessee.edu/reference/genetic-information-nondiscrimination-act-2008-gina
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