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ABOUT JACKSON LEWIS 

 
Founded in 1958, Jackson Lewis, dedicated to representing management exclusively in workplace law, is 
one of the fastest growing workplace law firms in the U.S., with almost 700 attorneys practicing in 48 
cities nationwide. We have a wide-range of specialized practice areas, including: Affirmative Action and 
OFCCP Planning and Counseling; Disability, Leave and Health Management; Employee Benefits, including 
Complex ERISA Litigation and Executive Compensation; Global Immigration; Labor, including Preventive 
Practices; Litigation, including Class Actions, Complex Litigation and e-Discovery; Trade Secrets, Non-
Competes and Workplace Technology; Wage and Hour Compliance; Workplace Safety Compliance and 
Corporate Diversity Counseling.  In addition, Jackson Lewis provides advice nationally in other workplace 
law areas, including: Reductions in Force, WARN Act; Corporate Governance and Internal Investigations; 
Drug Testing and Substance Abuse Management; International Employment Issues; Management 
Education, including e-Based Training; Alternative Dispute Resolution; Public Sector Issues; Government 
Relations; Collegiate and Professional Sports; and Privacy, Social Media and Information Management. 
 
For the 10th consecutive year, Jackson Lewis has been recognized for delivering client service excellence 
to the world’s largest corporations.  Representing a decade of excellence, we have once again earned a 
spot on the BTI Client Service A-Team.  Jackson Lewis has also been recognized by in-house counsel of 
Fortune 1000 companies after a comprehensive survey, as “the single highest-ranked firm clients want 
by their side in employment battles.”  In addition, Jackson Lewis is ranked in the First Tier nationally in 
the categories of both Employment Law and Labor Law on behalf of Management in the U.S. News – 
Best Lawyers ® “Best Law Firms.”  Jackson Lewis has one of the most active employment litigation 
practices in the United States, with a current caseload of over 5000 litigations and approximately 300 
class actions; over 2100 litigations were brought to the firm in 2010 alone. And finally, Jackson Lewis is 
affiliated with L & E Global Employers’ Counsel Worldwide. 
 
Additional information about Jackson Lewis can be found at www.jacksonlewis.com.  
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1635.1 PURPOSE. 

 

Q-1. What is GINA? 
 
GINA is a federal law that aims to eliminate the potential abuses relating to the use and disclosure of 
“genetic information,” made more likely due to advancements in genetics. GINA’s primary objective is to 
prohibit discrimination on the basis of “genetic information” in employment and health insurance plans.  
GINA also restricts the use of, access to and disclosure of “genetic information” based on the idea that 
doing so will reduce discrimination.   
 

Q-2. Why did Congress enact GINA? 
 
Congress recognized that the decoding of the human genome and the creation and increased use of 
genomic medicine “give rise to the potential misuse of genetic information to discriminate in health 
insurance and employment.''  
 

Q-3. What does Title I of GINA prohibit? 
 
Title I prohibits discrimination in group health plan premiums based on genetic information and  
prohibits using genetic information to determine eligibility for underwriting purposes or to set 
premiums in the individual and Medigap insurance markets, and limits genetic testing and collecting 
genetic information in group health plan coverage, the individual insurance market, and the Medigap 
insurance market. Title I's health coverage provisions apply to group health plans sponsored by private 
employers, unions, and state and local government employers; issuers in the group and individual health 
insurance markets; and issuers of Medicare supplemental (Medigap) insurance.  
 

Q-4. What does Title II of GINA prohibit or restrict? 
 
Title II:  
 

 Prohibits use of genetic information in employment decision-making; 
 

 Restricts employers and other covered entities from requesting, requiring, or purchasing genetic 
information; 

 

 Requires that genetic information be maintained as a confidential medical record, and places 
strict limits on disclosure of genetic information; and 

 

 Provides remedies for individuals whose genetic information is acquired, used, or disclosed in 
violation of its protections. 

 

Q-5. To what conduct does Title II of GINA not apply?  
 
Title II does not apply to actions that do not pertain to an individual's status as an employee, member of 
a labor organization, or participant in an apprenticeship program.  
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For example, Title II would not apply to a medical examination for the purpose of diagnosis and 
treatment unrelated to employment, conducted by a health care professional at the health care facility 
where the individual is an employee; or to a covered entity’s activities carried on in its capacity as a law 
enforcement agency investigating criminal conduct, even where the subject of the investigation is an 
employee of the entity. 
 

Q-6. What are the key dates for GINA?  
 
President George W. Bush signed GINA on May 21, 2008.  Title I became effective for plan years 
beginning after May 21, 2009 while final Title I regulations became effective for plan years beginning on 
and after December 7, 2009. 

 
Title II became effective on November 21, 2009. The EEOC issued a proposed rule to implement Title II 
on March 2, 2009 and issued its final rule to implement Title II on November 9, 2010, which became 
effective January 10, 2011.  

 
 

1635.4 PROHIBITED PRACTICES--IN GENERAL. 

 

Q-7. What conduct does Title II prohibit? 
 
GINA makes it unlawful:  
 

 for an employer to discriminate against an individual on the basis of the genetic information of 
the individual in regard to hiring, discharge, compensation, terms, conditions, or privileges of 
employment. 
 

 for an employment agency to fail or refuse to refer any individual for employment or otherwise 
discriminate against any individual because of genetic information of the individual. 
 

 for a labor organization to exclude or to expel from the membership of the organization, or 
otherwise to discriminate against, any member because of genetic information with respect to 
the member. 

 

 for any employer, labor organization, or joint labor-management committee controlling  
apprenticeship or other training or retraining programs, including on-the-job training programs, 
to discriminate against any individual because of the individual's genetic information in 
admission to, or employment in, any program established to provide apprenticeship or other 
training or retraining. 

 
The EEOC also noted GINA prohibits harassment based on genetic information, although harassment is 
not mentioned specifically in the statute. 
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1635.5 LIMITING, SEGREGATING, AND CLASSIFYING. 

 

Q-8. What is “limiting segregating and classifying”? 
 
An employer may not limit, segregate, or classify an individual, or fail or refuse to refer for employment 
any individual, in any way that would deprive or tend to deprive the individual of  
employment opportunities or otherwise affect the status of the individual as an employee, because of 
genetic information with respect to the individual.  
 
An employer will not be deemed to have “impermissibly limited, restricted or classified an individual 
under GINA” if it limits or restricts an employee's job duties based on genetic information because it was 
required to do so by a law or regulation mandating genetic monitoring, such as regulations administered 
by the Occupational and Safety Health Administration (OSHA).  
 
For example, an employer could not reassign someone whom it learned had a family medical history of 
heart disease from a job it believed would be too stressful and might eventually lead to heart-related 
problems for the employee.  

 

 

1635.6 CAUSING A COVERED ENTITY TO DISCRIMINATE. 

 

Q-9. What does it mean to cause an employer to discriminate? 
 
An employer may not cause or attempt to cause another covered entity, or its agent, to discriminate 
against an individual in violation of Title II, including with respect to the individual's participation in an 
apprenticeship or other training or retraining program, or with respect to a member's participation in a 
labor organization. 
 
For example, an employer that directed an employment agency to ask applicants for genetic information 
or told the employment agency not to send candidates with a family medical history for certain 
conditions would violate GINA. An employment agency that acted pursuant to the employer's direction 
would violate GINA either directly because the law applies to employment agencies, or as an agent of 
the employer. Similarly, an employer would violate GINA if it used a labor organization's hiring hall to 
obtain genetic information in making job referrals, and the labor union would be liable under GINA 
either directly or as the employer's agent.  

 
 

1635.7 RETALIATION. 

 

Q-10. What are GINA’s retaliation provisions? 
 
An employer may not discriminate against any individual because such individual has opposed any act or 
practice made unlawful by Title II or because such individual made a charge, testified, assisted, or 
participated in any manner in an investigation, proceeding, or hearing under this title. 
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Because the anti-retaliation provision in GINA mirrors the Title VII language, the EEOC opined that the 
Title II guidance for determining retaliatory conduct would apply to GINA. The primary “retaliatory 
conduct” guidance for Title VII is the Supreme Court’s decision in Burlington Northern & Santa Fe Ry. v. 
White, 548 U.S. 53 (2006), where the court held that retaliatory conduct includes conduct that a 
reasonable person would have found ``materially adverse,'' meaning that the action ``well might have 
`dissuaded a reasonable worker from making or supporting a charge of discrimination.' '' Id. at 57-58. 

 
 

1635.8 ACQUISITION OF GENETIC INFORMATION. 

 

Q-11. What is GINA’s general rule concerning acquisition of genetic information?  
 
An employer may not request, require, or purchase genetic information of an individual or family 
member of the individual, unless there is a specific exception to do so.   
 

Q-12. What are the exceptions to GINA’s general prohibition against an employer’s acquiring 
genetic information?  

 
The specific exceptions to the general prohibition against requesting, requiring, or purchasing genetic 
information are: 
 

 Where an employer inadvertently requests or requires genetic information of the individual or 
family member of the individual. 
 

 Where an employer requests medical information from an individual as required, authorized, or 
permitted by Federal, State, or local law, such as where an employee requests leave under the 
Family and Medical Leave Act (FMLA) to attend to the employee's own serious health condition 
or where an employee complies with the FMLA's employee return to work certification 
requirements.  
 

 Where an employer requests documentation to support a request for leave not governed by 
Federal, State, or local laws requiring leave, as long as the documentation required otherwise 
complies with the Americans with Disabilities Act and other laws limiting an employer's access 
to medical information. 
 

 Where an employer offers health or genetic services, including such services offered as part of a 
voluntary wellness program. 
 

 Where an employer acquires genetic information from documents that are commercially and 
publicly available for review or purchase, including newspapers, magazines, periodicals, or 
books, or through electronic media, such as information communicated through television, 
movies, or the Internet. 
   

 Where an employer acquires genetic information for use in the genetic monitoring of the 
biological effects of toxic substances in the workplace. 
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 Where an employer conducts DNA analysis for law enforcement purposes as a forensic 
laboratory or for purposes of human remains identification and requests or requires genetic 
information of its employees, apprentices, or trainees, but only to the extent that the genetic 
information is used for analysis of DNA identification markers for quality control to detect 
sample contamination and is maintained and disclosed in a manner consistent with such use. 
 

Q-13. How does the inadvertent acquisition exception apply to requests for medical 
information?  

 
If an employer acquires genetic information in response to a lawful request for medical information 
(other than through a medical examination, as discussed below), the acquisition of genetic information 
will not generally be considered inadvertent unless the covered entity directs the individual and/or 
health care provider from whom it requested medical information (in writing, or verbally, where the 
covered entity does not typically make requests for medical information in writing) not to provide 
genetic information. 
 

Q-14. Is there any suggested “safe harbor” notice language to use when requesting 
medication information?  

  
The EEOC has suggested a notice an employer may use. If an employer uses the EEOC’s language, or 
similar language, any receipt of genetic information in response to the request for medical information 
will be deemed inadvertent. The EEOC’s suggested notice is:  
 

The Genetic Information Nondiscrimination Act of 2008 (GINA) prohibits employers and 
other entities covered by GINA Title II from requesting or requiring genetic information of 
an individual or family member of the individual, except as specifically allowed by this law. 
To comply with this law, we are asking that you not provide any genetic information when 
responding to this request for medical information. `Genetic information' as defined by 
GINA, includes an individual's family medical history, the results of an individual's or family 
member's genetic tests, the fact that an individual or an individual's family member 
sought or received genetic services, and genetic information of a fetus carried by an 
individual or an individual's family member or an embryo lawfully held by an individual or 
family member receiving assistive reproductive services.' 

 
Alternative language may be used as long as it informs the individuals and health care providers that 
genetic information should not be provided. 
 

Q-15. What if the employer does not provide the “safe harbor” notice?  
 
An employer's failure to give an appropriate notice will not prevent it from establishing that a particular 
receipt of genetic information in response to a request for medical information (other than a medical 
examination, as discussed below) was inadvertent if its request for medical information was not ``likely 
to result in an employer obtaining genetic information'' (for example, where an overly broad response is 
received in response to a tailored request for medical information). 
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Q-16. In what situations must an employer provide the “safe harbor” notice?  
 
These situations include, but are not limited to:  
 

 Where an employer requests documentation to support a request for reasonable 
accommodation under Federal, State, or local law, as long as the employer’s request for such 
documentation is lawful. Such a request is lawful only when the disability and/or the need for 
accommodation is not obvious; the documentation is no more than is sufficient to establish that 
an individual has a disability and needs a reasonable accommodation; and the documentation 
relates only to the impairment that the individual claims to be a disability that requires 
reasonable accommodation; 
 

 Where an employer requests medical information from an individual as required, authorized, or 
permitted by Federal, State, or local law, such as where an employee requests leave under the 
Family and Medical Leave Act (FMLA) to attend to the employee's own serious health condition 
or where an employee complies with the FMLA's employee return to work certification 
requirements; or 
 

 Where an employer requests documentation to support a request for leave not governed by 
Federal, State, or local laws requiring leave, as long as the documentation required to support 
the request otherwise complies with the requirements of the Americans with Disabilities Act 
and other laws limiting an employer's access to medical information. 

 

Q-17. How does GINA apply to a request for information related to administration of an 
employer’s leave policy? 

 
Where the leave is for the employee’s own medical condition, acquisition of genetic information in 
these circumstances, like the acquisition of genetic information where leave is requested pursuant to 
the FMLA or a state or local leave law, will be considered inadvertent if the employer affirmatively warns 
individuals and health care providers from whom they are seeking medical documentation not to 
provide genetic information, using “safe harbor” or similar language, or in the absence of such a warning, 
where the request for medical information was not made in a way that was likely to result in the 
employer’s obtaining genetic information. 

 

Q-18. Must an employer provide the safe harbor notice when requesting certification from a  
health care provider for leave under federal, state or local law to care for a family 
member with a serious health condition? 

 
No. Where the employer requests family medical history to comply with the certification provisions of 
the Family and Medical Leave Act or State or local family and medical leave laws, or pursuant to an 
employer policy (even if not required by a Federal, State, or local leave law) that permits the use of 
leave to care for a sick family member and that requires all employees to provide information about the 
health condition of the family member to substantiate the need for leave, such request does not violate 
Title II. Thus, an employer need not, indeed should not, provide the “safe harbor” notice to an employee 
seeking leave for this purpose.  
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Q-19. Must an employer provide the safe harbor notice when providing an employee with 
an application for “sickness and accident” or  short term disability benefits?  

 
Neither the statute nor the regulations address this issue.  It would be prudent to include such a notice 
with the application to notify the employee’s health care provider not to provide genetic information on 
the application . 
 

Q-20. How does the inadvertent acquisition exception apply to medical examinations 
related to employment? 

 
The prohibition on acquisition of genetic information, including family medical history, applies to all 
medical examinations related to employment, such as post-offer, pre-employment physicals and fitness 
for duty examinations.  The EEOC believes employers should know that the receipt of genetic 
information is likely in the absence of a warning to the health care provider conducting the examination.  
For this reason, an employer must tell health care providers not to collect genetic information, including 
family medical history, as part of a medical examination. If the health care provider obtains genetic 
information from the applicant/employee, and the employer had not given the “safe harbor” notice, the 
employer’s receipt of genetic information likely violates GINA.  
 
Also, if it learns that the health care provider is requesting or requiring genetic information, an employer 
must take additional reasonable measures within its control to have the health care provider stop doing 
so. Such reasonable measures may depend on the facts and circumstances under which a request for 
genetic information was made, and may include no longer using the services of a health care 
professional who continues to request or require genetic information during medical examinations after 
being informed not to do so. 
 

Q-21. How does the inadvertent acquisition exception apply when an employer overhears a 
conversation which involving genetic information?  

 
The exception applies when a manager or supervisor learns genetic information about an individual by 
overhearing a conversation between the individual and others.  The EEOC noted that Congress did not 
want casual conversation among co-workers regarding health to trigger federal litigation whenever 
someone mentioned something that might be protected family medical history. 

 

Q-22. Does the inadvertent exception apply when a manager participates in a “water cooler” 
discussion?  

 
The exception applies when a manager or supervisor receives genetic information about an individual 
from either the individual or third-parties during casual conversation, i.e., a “water cooler” discussion, 
including in response to an ordinary expression of concern that is the subject of the conversation.  
 
For example, the exception applies when a supervisor or manager receives family medical history 
directly from an individual following a general health inquiry (e.g., ``How are you?'' or ``Did they catch it 
early?'' asked of an employee who was just diagnosed with cancer) or a question as to whether the 
individual has a manifested condition. Similarly, a casual question between colleagues or between a 
supervisor and subordinate concerning the general well-being of a parent or child would not violate 
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GINA (e.g., ``How's your son feeling today?'', ``Did they catch it early?'' asked of an employee whose 
family member was just diagnosed with cancer, or ``Will your daughter be OK?'').  
 
However, this exception does not apply where an employer follows up a question concerning a family 
member's general health with questions that are probing in nature, such as whether other family members 
have the condition, or whether the individual has been tested for the condition, because the manager or 
supervisor should know that these questions are likely to result in the acquisition of genetic information.   
 

Q-23. Does the inadvertent acquisition exception apply to genetic information acquired 
through unsolicited means, such as emails? 

 
The exception applies when a manager or supervisor learns genetic information from the individual or a 
third-party without having solicited or sought the information (e.g., where a manager or supervisor 
receives an unsolicited email about the health of an employee's family member from a co-worker). 
 

Q-24. What about genetic information acquired through social media platforms? 
 
The inadvertent acquisition exception of genetic information applies where a manager or supervisor 
inadvertently learns genetic information that is publically available on a social media platform (e.g., a 
supervisor and employee are connected on a social networking site and the employee provides family 
medical history on his page), or when the manager or supervisor accesses a private space on a social 
media platform to which he was given permission to access. 
 

Q-25. What are the parameters of the exception when genetic information is obtained as 
part of a “health and wellness” program?  

 
This exception applies only where the provision of genetic information by the individual is voluntary, 
meaning the covered entity neither requires the individual to provide genetic information nor penalizes 
those who choose not to provide it, and the individual provides prior knowing, voluntary, and written 
authorization, which may include authorization in electronic format.  
 
The authorization form must: 
 

 be written so that the individual from whom the genetic information is being obtained is 
reasonably likely to understand it; 
 

 describe the type of genetic information that will be obtained and the general purposes for 
which it will be used; and 
 

 describe the restrictions on disclosure of genetic information; 
 

Q-26. Are there any other conditions on obtaining genetic information as part of a voluntary 
wellness program? 

 
Individually identifiable genetic information may only be provided to the individual (or family member if 
the family member is receiving genetic services) and the licensed health care professionals or board 
certified genetic counselors involved in providing such services, and may not be accessible to managers, 
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supervisors, or others who make employment decisions, or to anyone else in the workplace; and any 
individually identifiable genetic information provided must only be available for purposes of such 
services and may not be disclosed to the employer  except in aggregate terms that do not disclose the 
identity of specific individuals. 
 
An employer will not violate the requirement that it receive information only in aggregate terms if it 
receives information that, for reasons outside the control of the provider or the employer  (such as the 
small number of participants), makes the genetic information of a particular individual readily 
identifiable with no effort on the covered entity's part. 
 

Q-27. May an employer offer a financial inducement to provide genetic information on HRA 
as part of wellness program? 

 
An employer may not offer a financial inducement for individuals to provide genetic information, but 
may offer financial inducements for completion of  health risk assessments that include questions about 
family medical history or other genetic information provided the employer makes clear, in language 
reasonably likely to be understood by those completing the health risk assessment, that the inducement 
will be made available whether or not the participant answers questions regarding genetic information.  
 
For example, an employer offers $150 to employees who complete a health risk assessment with 100 
questions, the last 20 of which concern family medical history and other genetic information. The 
instructions for completing the health risk assessment make clear that the inducement will be provided 
to all employees who respond to the first 80 questions, whether or not the remaining 20 questions 
concerning family medical history and other genetic information are answered. This health risk 
assessment does not violate Title II of GINA. 
 
However, with the same facts as above except that the instructions do not indicate which questions 
request genetic information and the assessment does not otherwise make clear which questions must 
be answered to obtain the inducement, the health risk assessment violates Title II.  
 

Q-28. May an employer offer a financial inducement to participate in a disease management 
program? 

 
An employer may offer financial inducements to encourage individuals who have voluntarily provided 
genetic information (e.g., family medical history) that indicates that they are at increased risk of 
acquiring a health condition to participate in disease management programs or other programs that 
promote healthy lifestyles and/or to meet particular health goals as part of a health or genetic service. 
However, these programs must also be offered to individuals with current health conditions and/or to 
individuals whose lifestyle choices put them at increased risk of developing a condition.  
 
For example, it would not violate GINA if employees who voluntarily disclose a family medical history of 
diabetes, heart disease, or high blood pressure on a lawful health risk assessment and employees who 
have a current diagnosis of one or more of these conditions are offered $150 to participate in a wellness 
program designed to encourage weight loss and a healthy lifestyle.  
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Also, assume the employer with the above  program allows participants to earn points toward ``prizes'' 
for lowering blood pressure, glucose, and cholesterol levels, or for losing weight. This inducement would 
not violate Title II. 
 

Q-29. How does GINA’s restrictions concerning health and wellness programs affect other 
laws on wellness programs? 

 
Title II does not limit the rights or protections of an individual under the ADA or other applicable civil 
rights laws, or under the HIPAA, as amended by GINA.  
 
For example, if an employer offers a financial inducement for participation in disease management 
programs or other programs that promote healthy lifestyles and/or require individuals to meet 
particular health goals, the employer must make reasonable accommodations to the extent required by 
the ADA, that is, the employer must make modifications or adjustments that enable an employee with a 
disability to enjoy equal benefits and privileges of employment as are enjoyed by other similarly situated 
employees without disabilities unless the employer can demonstrate that the accommodation would 
impose an undue hardship on the operation of its business.  
 
Also, if the employer's wellness program provides (directly, through reimbursement, or otherwise) 
medical care (including genetic counseling), the program may be a group health plan and must comply 
with the special requirements for wellness programs that condition rewards on an individual satisfying a 
standard related to a health factor, including the requirement to provide an individual with a 
``reasonable alternative (or waiver of the otherwise applicable standard)'') under HIPAA, when ``it is 
unreasonably difficult due to a medical condition to satisfy'' or ``medically inadvisable to attempt to 
satisfy'' the otherwise applicable standard.  
 

Q-30. How does the inadvertent acquisition exception apply to genetic information acquired 
through commercially and publicly available information? 

 
Where the employer acquires genetic information from documents that are commercially and publicly 
available for review or purchase, including newspapers, magazines, periodicals or books, or through 
electronic media, such as television, movies, or the Internet, the exception generally applies.  
 
For example, an employer would not violate GINA if it learned that an employee had the breast cancer 
gene by reading a newspaper article profiling several women living with the knowledge that they have 
the gene. 
 
However, the exception does not apply— 
 

 To medical databases, court records, or research databases available to scientists on a 
restricted basis; 
 

 To genetic information acquired through sources with limited access, such as social 
networking sites and other media sources which require permission to access from a specific 
individual or where access is conditioned on membership in a particular group, unless the 
covered entity can show that access is routinely granted to all who request it; 
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 To genetic information obtained through commercially and publicly available sources if the 
covered entity sought access to those sources with the intent of obtaining genetic 
information; or 

 

 To genetic information obtained through media sources, whether or not commercially and 
publicly available, if the covered entity is likely to acquire genetic information by accessing 
those sources, such as Web sites and on-line discussion groups that focus on issues such as 
genetic testing of individuals and genetic discrimination. 

 
For example, many Facebook, Linked In, My Space profiles and other social networking platforms 
require permission from the creator of the profile to gain access to anything beyond basic information 
such as name and profession and would not be considered commercially and publicly available, although 
the exception would still apply to any genetic information  obtained inadvertently from such sources.  
 
The determining factor in deciding whether a media source is commercially and publicly  available is 
whether access requires permission of an individual or is limited to individuals in a particular group, not 
whether the source is categorized as a social networking site, personal web site, or blog. Some websites 
and blogs do not limit access while others simply require users to obtain a username and/or password. 
These would generally be considered commercially and publicly available. Also, parts of a profile on 
social networking sites that do not require permission to access, or where permission is granted 
routinely might also be considered publicly available.  
     
Also, the exception does not apply to genetic information acquired by employers that access 
commercially and publicly available sources with the intent of obtaining genetic information. 
 
For example, an employer who acquires genetic information by conducting an Internet search for the 
name of an employee and a particular genetic marker will not be protected by this exception, even if the 
information the employer ultimately obtained was from a source that is commercially  
and publicly available. Conversely, an employer who inadvertently acquires genetic information while 
conducting an Internet search of an employee without reference to a genetic marker will be protected 
by this exception. 
 
Finally, the exception does not apply to the acquisition of genetic information through a media source, 
whether or not it is commercially and publicly available, if the employer is likely to acquire genetic 
information by accessing that source. Thus, an employer that acquires genetic information after 
accessing a website that focuses on issues such as genetic testing of individuals or a commercial 
database containing individually identifiable health information will not be able to take advantage of this 
exception. 
 

Q-31. Are there any limitations on an employer’s use of genetic information that was 
acquired inadvertently?  

 
Yes, an employer may not use genetic information obtained inadvertently to discriminate against an 
individual and must keep such information confidential.  
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Q-32. What are the limitations for the “genetic monitoring” exception? 
 
Where the covered entity acquires genetic information for use in the genetic monitoring of the 
biological effects of toxic substances in the workplace, for the exception to apply, the employer  must 
provide written notice of the monitoring to the individual and the individual must be informed of the 
monitoring results. The covered entity may not retaliate or otherwise discriminate against an individual 
due to his or her refusal to participate in genetic monitoring that is not required by federal or state law.  
 
This exception is available when such monitoring: 
 

 Is either required by federal or state law or regulation, or is conducted only where the individual 
gives prior knowing, voluntary and written authorization. The requirement for individual 
authorization is only met if the covered entity uses an authorization form that: 
 

o Is written so that the individual from whom the genetic information is being obtained is 
reasonably likely to understand the form; 
 

o Describes the genetic information that will be obtained; and 
 

o Describes the restrictions on disclosure of genetic information; 
 

 Is conducted in compliance with any Federal genetic monitoring regulations, including any 
regulations that may be promulgated by the Secretary of Labor pursuant to the Occupational 
Safety and Health Act of 1970, the Federal Mine Safety and Health Act of 1977, or the Atomic 
Energy Act of 1954; or State genetic monitoring regulations, in the case of a State that is 
implementing genetic monitoring regulations under the authority of the Occupational Safety 
and Health Act of 1970; and 
 

 Provides for reporting of the results of the monitoring to the employer, excluding any licensed 
health care professional or board certified genetic counselor involved in the genetic monitoring 
program, only in aggregate terms that do not disclose the identity of specific individuals. 

 
The EEOC noted that an individual who refuses to participate in a voluntary genetic monitoring program 
should be informed of the potential dangers (e.g., the consequences that might result if the effects of 
certain toxins in the workplace are not identified), but the employer may not take any adverse 
employment action against the individual. 
 

Q-33. How does having relatives at work affect the “unlawful acquisition” analysis?  
 
An employer does not violate Title II when it requests, requires, or purchases information about a 
manifested disease, disorder, or pathological condition of an employee whose family member is an 
employee for the same employer. For example, an employer will not violate Title II by asking someone 
whose sister also works for the employer to take a post-offer medical examination that does not include 
requests for genetic information. 
     
An employer does not violate this section when it requests, requires, or purchases genetic information 
or information about the manifestation of a disease, disorder, or pathological condition of an 
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individual's family member who is receiving health or genetic services on a voluntary basis. For example, 
an employer does not unlawfully acquire genetic information about an employee when it asks the 
employee's family member who is receiving health services from the employer if her diabetes is under 
control. 
 

Q-34. How does GINA apply to an employer’s request for information related to an 
employee’s request for a reasonable accommodation under the ADA?  

 
To be considered a lawful request for documentation made in response to an individual seeking a 
reasonable accommodation under the ADA or state or local law, the request for medical documentation 
can be made only when the disability and/or the need for accommodation is not obvious. Then, the 
employer may ask the individual for reasonable documentation about his/her disability and/or need for 
accommodation. “Reasonable documentation” means that the employer may require only the 
documentation that is needed to establish that a person has a disability within the meaning of the ADA 
and that the disability necessitates a reasonable accommodation.  
 
For example, an employer cannot request a person's complete medical records because it is likely to 
contain information unrelated to the disability at issue and the need for accommodation. If an individual 
has more than one disability, an employer can request information pertaining only to the disability that 
requires a reasonable accommodation. Like any request for medical documentation, the employer 
should provide a “safe harbor” notice to inform the individual or entity from whom the documentation 
is sought that genetic information should not be provided. 

 
 

SEC.  1635.9  CONFIDENTIALITY. 

 

Q-35. What is the general rule concerning an employer’s treatment of genetic information?  
 
An employer that has genetic information in writing about an employee must maintain such information 
on forms and in medical files (including where the information exists in electronic forms and files) that 
are separate from personnel files and treat such information as a confidential medical record. 
 
An employer may maintain genetic information about an employee in the same file in which it maintains 
confidential medical information subject to the Americans with Disabilities Act. 
  
Genetic information an employer receives orally need not be reduced to writing, but may not be 
disclosed, except as permitted by this section.   
 
Genetic information placed in personnel files prior to November 21, 2009 need not be removed from 
the file. However, the prohibitions on use and disclosure of genetic information apply to all genetic 
information, regardless of when obtained.  
 
Genetic information an employer acquires through commercially and publicly available sources is not 
considered confidential genetic information, but may not be used to discriminate against an individual. 
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Q-36. Does GINA have any exceptions to the limitations on disclosure of confidential 
medical information? 

 
An employer that possesses any genetic information, regardless of how obtained (except for genetic 
information acquired through commercially and publicly available sources), may not disclose it except: 
 

 To the employee or member (or family member if the family member is receiving the genetic 
services) about whom the information pertains upon receipt of the employee's or member's 
written request; 
 

 To an occupational or other health researcher if the research is conducted in compliance with 
the regulations and protections provided for under 45 CFR part 46, which applies to  research 
involving human subjects conducted, supported or otherwise subject to regulation by any 
federal department. 
 

 In response to an order of a court, except that the employer may disclose only the genetic 
information expressly authorized by such order; and if the court order was secured without the 
knowledge of the employee to whom the information refers, the employer shall inform the 
employee of the court order and any genetic information that was disclosed pursuant to such order; 
 

 To government officials investigating compliance with this title if the information is relevant to 
the investigation; 
 

 To the extent that such disclosure is made in support of an employee's compliance with the 
certification provisions of the Family and Medical Leave Act of 1993 or such requirements under 
State family and medical leave laws; or 
 

 To a Federal, State, or local public health agency only with regard to information about the 
manifestation of a disease or disorder that concerns a contagious disease that presents an 
imminent hazard of death or life-threatening illness, provided that the individual whose family 
member is the subject of the disclosure is notified of such disclosure. 

 
For example, an employer that purchased a newspaper with an obituary about a family member of an 
employee indicating that the employee's relative died of a disease or disorder that has a genetic 
component would not violate GINA. Similarly, a labor organization may lawfully acquire a magazine or 
periodical with an article about a member that includes family medical history about the member's 
parent, sibling, or child. In neither instance must the covered entity  
place the information into a confidential medical file. 
 
In another example, an employee's supervisor who receives a request for FMLA leave from an employee 
who wants to care for a child with a serious health condition may forward this request to persons with a 
need to know the information because of responsibilities relating to the handling of FMLA requests.  
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Q-37. How does GINA affect an employer’s ability to respond to a discovery request in 
litigation or subpoena seeking genetic information? 

 
Title II is very clear that an employer may not provide such information either voluntarily in response to 
a discovery request or pursuant to a subpoena. An employer can only provide such information 
pursuant to a court order and may disclose only the genetic information expressly authorized by such 
order. Also, if the employee is unaware of the court order, the employer must inform the employee of 
the court order and any genetic information disclosed pursuant to such order.  
 
The regulations note specifically that an employer's refusal to provide genetic information in response 
to a discovery order, subpoena, or court order that does not specify that genetic information must be 
disclosed is consistent with the requirements of GINA. 
 

Q-38. What should an employer do if employees are talking about a co-workers genetic 
information?  

 
The EEOC noted that it did “not think this has been a significant problem under the ADA, which has a 
similar confidentiality rule pertaining to employee medical information in general, and therefore do not 
think that many charges will be filed alleging that an employer violated GINA by allowing co-workers to 
share genetic information about another individual.”  
 
However, the EEOC noted that an employer has a responsibility to prevent harassment and that an 
employer is liable for harassment of an employee by co-workers if it knew or should have known of the 
misconduct, unless it can show that it took immediate and appropriate corrective action. The EEOC 
stated that a similar standard “would work well” in the case of an employer's responsibility to prevent 
individuals from discussing the genetic information of co-workers. 
 

Q-39. May an employer communicate an employee’s genetic information to the employer’s 
attorney or a contractor performing relevant business functions without violated 
GINA’s confidentiality prohibition?  

 
The EEOC stated that an employer's attorney or a business with whom it has contracted to store medical 
information on its behalf is an agent of the employer and would therefore be permitted access to 
relevant genetic information. The EEOC also noted that GINA uses the  confidentiality regime required 
by the ADA generally for medical records and that the ADA regime does not include specific exceptions 
for communications to attorneys for the purposes of litigation or to contractors performing relevant 
business functions, but there have not been charges challenging these types of communications. 

 
 

1635.10 ENFORCEMENT AND REMEDIES. 

 

Q-40. How do employees learn of their rights under GINA?  
 
An employer must post in conspicuous places upon its premises where notices to employees, applicants 
for employment are customarily posted a notice to be prepared or approved by the EEOC setting forth 
excerpts from or, summaries of, the pertinent provisions of this regulation and information pertinent to 
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the filing of a complaint. The EEOC notice  is available to order or print on the EEOC's website at 
http://www1.eeoc.gov/employers/poster.cfm. An employer who willfully fails to post the notice is 
subject to a fine of up to $100 for each separate offense. 
 

Q-41. Are “disparate impact” claims available under GINA?  
 
No. However, GINA establishes the Genetic Nondiscrimination Study Commission, to examine ``the 
developing science of genetics'' and recommend to Congress ``whether to provide a disparate impact 
cause of action under this Act.'' The final regulation does not address the establishment of this 
Commission, which is scheduled to begin its work on May 21, 2014. 

 

Q-42. What damages are available to a successful GINA plaintiff?  
 
The damages available to a successful plaintiff in a GINA case are the same as those available to a 
successful Title VII plaintiff. These include compensatory and punitive damages, capped by the Civil 
Rights Act of 1991; reasonable attorney's fees, including expert fees, and injunctive relief, including 
reinstatement and hiring, back pay, and other equitable remedies. Punitive damages are not available in 
actions against the federal government, or against state or local government employers. 

  
 

SEC.  1635.11  CONSTRUCTION. 

 

Q-43. How does Title II of GINA interact with other laws generally?  
 
Title II does not 
 

 Limit the rights or protections of an individual under any other Federal, State, or local law that 
provides equal or greater protection than under Title II, including the Americans with Disabilities 
Act, the Rehabilitation Act, and State and local laws prohibiting genetic discrimination or 
discrimination on the basis of disability; 
 

 Limit or expand the protections, rights, or obligations of employees or employers under 
applicable workers' compensation laws; 
 

 Limit the authority of a Federal department or agency to conduct or sponsor occupational or 
other health research in compliance with the regulations and protections provided for under 45 
CFR part 46, which applies to  research involving human subjects conducted, supported or 
otherwise subject to regulation by any federal department; 
 

 Limit the statutory or regulatory authority of the Occupational Safety and Health Administration 
or the Mine Safety and Health Administration to promulgate or enforce workplace safety and 
health laws and regulations; or 
 

 Require any specific benefit for an employee or a family member of an employee (such as 
additional coverage for a particular health condition that may have a genetic basis) under any 

http://frwebgate.access.gpo.gov/cgi-bin/leaving.cgi?from=leavingFR.html&log=linklog&to=http://www1.eeoc.gov/employers/poster.cfm
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group health plan or health insurance issuer offering group health insurance coverage in 
connection with a group health plan. 

 

Q-44. How will “protections, rights or obligations” with regard to workers’ compensation 
law be interpreted?  

 
It is unclear how broadly that provision will be interpreted. To the extent a state workers compensation 
law requires that an employer be provided certain information, including genetic information (e.g., an 
IME report) that acquisition will not likely violate GINA. However, many practices which are not 
specifically required by a workers compensation law have developed. It is unclear whether an employer 
who acquires genetic information as a result of one of these practices will be able to rely on the 
“protections, rights or obligations” language to avoid liability under GINA. 
  

Q-45. How does Title II interact with other federal laws governing health coverage, including 
Title I of GINA? 

 
Title II has a provision intended to prevent Title II causes of action from being asserted regarding 
matters subject to enforcement under Title I or the other genetic information provisions for group 
coverage in ERISA, the Public Health Service Act, and the Internal Revenue Code. This “firewall” seeks to 
ensure that health plan or issuer provisions or actions are addressed and remedied through ERISA, the 
Public Health Service Act, or the Internal Revenue Code, while actions taken by employers and other 
GINA Title II covered entities are remedied through GINA Title II.   
 
Employers and other GINA Title II covered entities would remain liable for any of their actions that 
violate Title II, even where those actions involve access to health benefits, because such benefits are 
within the definition of compensation, terms, conditions, or privileges of employment.  
 
For example, an employer that fires an employee because of anticipated high health claims based on 
genetic information remains subject to liability under Title II. But health plan or issuer provisions or 
actions related to the imposition of a preexisting condition exclusion; a health plan's or issuer's 
discrimination in health plan eligibility, benefits, or premiums based on genetic information; a health 
plan's or issuer's request that an individual undergo a genetic test; and/or a health plan's or issuer's 
collection of genetic information remain subject to enforcement under Title I exclusively.  
 
The following examples help to clarify further this interaction between Title I and Title II: (i) if an 
employer contracts with a health insurance issuer to request genetic information, the employer has 
committed a Title II violation. In addition, the issuer may have violated Title I of GINA;  (ii) if an employer 
directs his employees to undergo mandatory genetic testing to be eligible for health benefits, the 
employer has committed a Title II violation;  (iii) if an employer amends a health plan to require an 
individual to undergo a genetic test, then the employer is liable for a violation of Title II. In addition, the 
health plan's implementation of the requirement may subject the health plan to liability under Title I. 

 

Q-46. What is the relationship between Title II of GINA and the HIPAA Privacy Regulations? 
 
Title II does not apply to genetic information that is protected health information subject to the 
regulations issued by the Secretary of Health and Human Services pursuant to section 264(c) of the 
Health Insurance Portability and Accountability Act of 1996. 
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Thus, entities subject to the HIPAA Privacy Rule must continue to apply the requirements of the that rule, 
and not the requirements of Title II of GINA and these implementing regulations to genetic information 
that is protected health information.  
 
For example, if a hospital subject to the HIPAA Privacy Rule treats a patient who is also an employee of the 
hospital, any genetic information that is obtained or created by the hospital in its role as a health care 
provider is protected health information and is subject to the requirements of the HIPAA Privacy Rule and 
not those of Title II of GINA. In contrast, any genetic information obtained by the hospital in its role as 
employer, for example, as part of a request for leave by the employee, would be subject to Title II of GINA 
and its regulations. Similarly, a health care provider may share genetic information, consistent with the 
HIPAA Privacy Rule, in the course of providing genetic services as part of a voluntary wellness program. 

 
 

1635.12 MEDICAL INFORMATION THAT IS NOT GENETIC INFORMATION. 

 

Q-47. What medical information is not genetic information? 
 

An employer shall not be considered to be in violation of Title II 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, even if the disease, disorder, or pathological 
condition has or may have a genetic basis or component.    

 
 

1635.2 DEFINITIONS--GENERAL. 

 

Q-48. What entities are covered by Title II of GINA? 
 
“Covered entity” means an employer, employing office, employment agency, labor organization, or joint 
labor-management committee. 
 

Q-49. What is GINA’s definition of “employer”? 
 

Title II applies to the same group of employers covered by Title VII of the Civil Rights Act: those “persons” 
with fifteen or more employees for each working day in each of twenty or more calendar weeks in the 
current or preceding calendar year and any agent of an employer.  
 
As with Title VII, an employer does not include an Indian tribe, or a bona fide private club (other than a labor 
organization) that is exempt from taxation under section 501(c) of the Internal Revenue Code of 1986. 
 

Q-50. How is a “person” defined? 
 
A “person” means one or more individuals, governments, governmental agencies, political subdivisions, 
labor unions, partnerships, associations, corporations, legal representatives, mutual companies, joint-stock 
companies, trusts, unincorporated organizations, trustees, trustees in cases under title 11, or receivers.  
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Q-51. What is GINA’s definition of “employee”? 
 
“Employee” means an individual employed by a covered entity as well as an applicant for employment 
and a former employee. In private sector employment, an “employee” has the same definition as in Title 
VII of the Civil Rights Act of 1964.  
 
For public sector employment, GINA borrows definitions of “employee” from the various laws and 
regulations defining that term for employees of the various categories of public and quasi-public 
employees covered by Title II.  
 

Q-52. How does Title II apply to former employees? 
 
An example would be where a former employer disclosed to a prospective employer an individual's 
genetic information in connection with the prospective employer’s employment verification procedures. 
 

Q-53. What is an “employment agency”? 
 

“Employment agency” means any person regularly undertaking, with or without compensation, to 
procure employees for an employer or to procure for employees opportunities to work for an employer 
and includes an agent of such a person. 
 

Q-54. What is a “joint labor management committee”? 
 
A “joint labor-management committee” is an entity that controls apprenticeship or other training or 
retraining programs, including on-the-job training programs. 
 

Q-55. What is a “labor organization”? 
 

A “labor organization” is an organization with fifteen or more members engaged in an industry affecting 
commerce, and any agent of such an organization in which employees participate and which exists for the 
purpose, in whole or in part, of dealing with employers concerning grievances, labor disputes, wages, rates of 
pay, hours, or other terms or conditions of employment. A “member” includes an applicant for membership. 

 

Q-56. How is State defined? 
 
The definition of “State” includes a State of the United States, the District of Columbia, Puerto Rico, the 
Virgin Islands, American Samoa, Guam, Wake Island, the Canal Zone, and Outer Continental Shelf lands 
defined in the Outer Continental Shelf Lands Act. 
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1635.3 TERMS SPECIFIC TO GINA. 

 

Q-57. Who is a “family member”? 
 

“Family member” means with respect to any individual: 
 

 A person who is a dependent of that individual as the result of  marriage, birth, adoption, or 
placement for adoption; NOTE:”Placement for adoption'' or “being placed for adoption” means 
the assumption and retention of a legal obligation for total or partial support of a child by a 
person with whom the child has been placed in anticipation of the child's adoption. The child's 
placement for adoption with such person ends upon the termination of such legal obligation; or 
 

 A first-degree, second-degree, third-degree, or fourth-degree relative of the individual, or of a 
dependent of the individual.  
 

o First-degree relatives include parents, siblings, and children. 
 

o Second-degree relatives include grandparents, grandchildren, uncles, aunts, nephews, 
nieces, and half-siblings. 

 

o Third-degree relatives include great-grandparents, great grandchildren, great 
uncles/aunts, and first cousins 

 

o Fourth-degree relatives include great-great-grandparents, great-great-grandchildren, 
and first cousins once-removed (i.e., the children of the individual's first cousins). 

 

Q-58. What is “family medical history”? 
 
“Family medical history” means information about the manifestation of disease or disorder in family 
members of the individual. 
 

Q-59. What is “genetic information”? 
 
Genetic information means information about: 
 

 An individual's genetic tests; 
 

 The genetic tests of that individual's family members; 
 

 The manifestation of disease or disorder in family members of the individual (family medical 
history); 

 

 An individual's request for, or receipt of, genetic services, or the participation in clinical research 
that includes genetic services by the individual or a family member of the individual; or 
 

 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 an assisted reproductive technology. 
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“Genetic information” does not include information about the sex or age of the individual, the sex or 
age of family members, or information about the race or ethnicity of the individual or family members 
that is not derived from a genetic test. 
 

Q-60. What is “genetic monitoring”? 
 
“Genetic monitoring” means the periodic examination of employees to evaluate acquired modifications 
to their genetic material, such as chromosomal damage or evidence of increased occurrence of 
mutations, caused by the toxic substances they use or are exposed to in performing  
their jobs, in order to identify, evaluate, and respond to the effects of, or to control adverse 
environmental exposures in the workplace. 
 

Q-61. What are “genetic services”? 
 
“Genetic services” means a genetic test, genetic counseling (including obtaining, interpreting, or 
assessing genetic information), or genetic education. 
 

Q-62.  What is a “genetic test”? 
 
``Genetic test'' means an analysis of human DNA, RNA, chromosomes, proteins, or metabolites that 
detects genotypes, mutations, or chromosomal changes.  
     

Q-63. What are examples of genetic test? 
 
Genetic tests include, but are not limited to: 
 

 A test to determine whether someone has the BRCA1 or BRCA2 variant evidencing a 
predisposition to breast cancer, a test to determine whether someone has a genetic variant 
associated with hereditary nonpolyposis colon cancer, and a test for a genetic variant for 
Huntington's Disease; 
 

 Carrier screening for adults using genetic analysis to determine the risk of conditions such as cystic 
fibrosis, sickle cell anemia, spinal muscular atrophy, or fragile X syndrome in future offspring; 

 

 Amniocentesis and other evaluations used to determine the presence of genetic abnormalities 
in a fetus during pregnancy; 

 

 Newborn screening analysis that uses DNA, RNA, protein, or metabolite analysis to detect or 
indicate genotypes, mutations, or chromosomal changes, such as a test for PKU performed so 
that treatment can begin before a disease manifests; 

 

 Preimplantation genetic diagnosis performed on embryos created using invitro fertilization; 
 

 Pharmacogenetic tests that detect genotypes, mutations, or chromosomal changes that indicate 
how an individual will react to a drug or a particular dosage of a drug; 
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 DNA testing to detect genetic markers that are associated with information about ancestry; and 
 

 DNA testing that reveals family relationships, such as paternity. 
  
Examples of tests that are not “genetic tests” include:  
 

 An analysis of proteins or metabolites that does not detect genotypes, mutations, or 
chromosomal changes; 

 

 A medical examination that tests for the presence of a virus that is not composed of human DNA, 
RNA, chromosomes, proteins, or metabolites; 

 

 A test for infectious and communicable diseases that may be transmitted through food handling; 
 

 Complete blood counts, cholesterol tests, and liver-function tests. 
 

Q-64. Are alcohol and drug tests “genetic tests”?  
 
A test for the presence of alcohol or illegal drugs is not a genetic test but a test to determine whether an 
individual has a genetic predisposition for alcoholism or drug use is a genetic test. 
 

Q-65. What does “manifestation” or “manifested” mean? 
 
“Manifestation” or “manifested” means, with respect to a disease, disorder, or pathological condition, 
that an individual has been or could reasonably be diagnosed with the disease, disorder, or pathological 
condition by a health care professional with appropriate training and expertise in the field of medicine 
involved. For purposes of Title II, a disease, disorder, or pathological condition is not manifested if the 
diagnosis is based principally on genetic information. 
 
The EEOC explained that Title II protects people with manifested conditions when genetic information 
played a role in diagnosing them. The fact that an individual has the diagnosed disease, disorder, or 
pathological condition, and signs or symptoms the individual has are not  considered genetic 
information. 

 

Q-66. What steps should an employer take to comply with GINA? 
 
Employers should consider taking the following steps to comply with Title II of GINA: 
 

 Include a policy statement in the employee handbook, stating that the employer does not want 
employee genetic information under any circumstances.  
 

 Broaden the EEO statement in the employee handbook to include no discrimination based on 
genetic information.  

 

 Add GINA to the agenda for EEO training for supervisors and managers. 
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 Include “safe harbor” language in the FMLA paperwork sent to coworkers who request leave 
due to their own serious health condition 

 

 Include “safe harbor” language when requesting medical documentation to support a request 
for leave under the employer’s non-FMLA medical leave policy. 

 

 Review the information typically requested by the employer’s third party medical examiners (or 
Occupational/Employee Health Department) to determine whether “genetic information” is 
being requested or required. 

 

 Notify third party medical examiners (and/or Occupational/Employee Health Department) the 
employer retains or uses regularly that the employer does not want genetic information and, in 
fact, the health care provider is prohibited from asking for such information from its 
applicants/employees for all employment related examinations. 

 

 If third party medical examiners (and/or Occupational/Employee Health Department) are 
requesting “genetic information” take appropriate remedial measures depending on the 
circumstances to ensure that such requests stop.  
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