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I.  Genesis of the Law 
 
 Biotechnology developments now make possible genetic testing, that is, “examination of 
human genetic composition to determine [such things as] predisposition to certain traits or 
medical conditions.”1  With the increased availability and popularity of such testing, concerns 
have arisen that insurers and employers will use such information in a discriminatory fashion.2  
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1 WILLIAM L. KELLER & TIMOTHY J. DARBY, INTERNATIONAL LABOR & EMPLOYMENT LAWS, § I.C.1.b. (BNA 
2015).   

 
2 Joan E. Flaherty, Toxicogenomics and Workers’ Compensation: A Reworking of the “Bargain”?, 12 JOURNAL OF 
HEALTH CARE LAW & POLICY 267 (2009); see also Pub. L. 110-233, Sec. 2(1), May 21, 2008 (congressional finding 
that “[t]hese advances give rise to the potential misuse of genetic information to discriminate in health insurance and 
employment.”).   
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 Congress recognized four main bases for the creation of “GINA,” a federal genetic non-
discrimination law3: (1) U.S. history of sterilization laws; (2) genetic conditions associated with 
racial and ethnic groups and gender; (3) prior examples of genetic discrimination in the 
workplace; and (4) the lack of federal law adequately addressing genetic discrimination.4 
 
 Regarding sterilization laws, as early as 1907, genetic testing “became the basis of state 
laws that provided for the sterilization of persons having presumed genetic ‘defects’ such as 
mental retardation, mental disease, epilepsy, blindness, and hearing loss, among other 
conditions.”5 By 1981, several states adopted their own sterilization laws to “correct” apparent 
genetic traits.6 Many states have since either repealed these laws or have at least provided 
essential constitutional requirements of due process and equal protection.7 However, the “current 
explosion” of the use of genetic testing, coupled with U.S.’s history of these early sterilization 
laws, “compel[led] Congressional action in this area.”8 
 
 Although genetics are facially neutral markers, many genetic conditions are associated 
with particular racial and ethnic groups and genders.9 Since some genetic traits are more 
prevalent in particular groups or genders than others, members of these groups may be 
discriminated against because of that genetic information.10 Early examples of genetic 
discrimination occurred in the 1970s, when programs where developed to screen and identify 
carriers of sickle cell anemia, a disease which mostly afflicts African-Americans.11 States began 
developing laws mandating genetic screening of all African-Americans for sickle cell anemia, 
which inevitably led to discrimination and overall stigmatization of African-Americans.12  
  
 One example of genetic discrimination in the workplace occurred in Norman-Bloodsaw v. 
Lawrence Berkley Laboratory,13 where use of pre-employment genetic screening at the 
Lawrence Berkeley Laboratory led to a court decision in favor of the employees.14 As a result of 

                                                           
3 42 U.S.C. § 2000ff et seq. 
 
4 Pub. L. 110-233, Sec. 2(2)-(5), May 21, 2008. 
 
5 Id. at Sec. 2(2). 
 
6 Id.  
 
7 Id.  
 
8 Id.  
 
9 Id. at Sec. (2)(3).  
 
10 Id.  
 
11 Id.  
 
12 Id. To alleviate some of this stigma, Congress in 1972 passed the national Sickle Cell Anemia Control Act, which 
withholds federal funding from states unless sickle cell testing is voluntary.  
 
13 Norman-Bloodsaw v. Lawrence Berkley Laboratory, 135 F.3d 1260 (9th Cir. 1998). 
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this and similar cases, Congress felt “a compelling public interest in relieving the fear of 
discrimination and in prohibiting its actual practice in employment and health insurance.”15  
 
 Lastly, Congress recognized that “[f]ederal law addressing genetic discrimination in 
health insurance and employment [was] incomplete in both the scope and depth of its 
protection.”16 In particular, although the Americans with Disabilities Act of 1990 (“ADA”) is 
intended to protect against discrimination on the basis of disability, the ADA does not 
specifically address discrimination based on genetic information, and the ADA was drafted at a 
time when Congress’ understanding of genetics and its potential use of discrimination was 
limited.17 Furthermore, while some states have enacted their own genetic non-discrimination 
laws, Congress has recognized that the laws vary drastically between the states. Ultimately, 
Congress found “the existing patchwork of State and Federal laws to be confusing and 
inadequate to protect from discrimination.18  
 
 With all this in mind, in 2008, Congress enacted the Genetic Information Non-
Discrimination Act (“GINA”), to (1) protect the privacy of employees with respect to genetic 
information; and (2) prohibit discrimination on the basis of such information.    
 
 GINA defines “genetic information” in a wide manner.  “Genetic information” includes 
the results of an individual’s genetic tests and those of the individual’s family members, as well 
as “the manifestation of a disease or disorder” in members of that individual’s family.  “Family 
members,” meanwhile, include first-degree relatives, including “parents, siblings, and children,” 
through fourth-degree relatives, including great-great-grandparents and -grandchildren.  Genetic 
testing includes screening for various genetic abnormalities or genetic variants indicating a 
predisposition to certain diseases, such as (for example) genetic variants evidencing a 
predisposition to breast cancer. 
 
II.  Applicability  

 A. In General  
 
 1. Title I – Insurance 

Title I of GINA amended a variety of existing federal legislation, including the Employee 
Retirement Income Security Act (“ERISA”), the Public Health Service Act, and the Social 
Security Act, to prohibit discrimination by group health plans and health insurance issuers 
against individuals based on genetic information.  It prohibits, for example, requiring genetic 
                                                           
14 Id. at Sec. (2)(4).  The plaintiffs had sued alleging, among other theories, breach of the right of privacy under the 
U.S. and California constitutions.  Claims under the ADA were dismissed.     
 
15 Id.  
 
16 Id. at Sec. (2)(5).  
 
17 William J. McDevitt, I Dream of Gina: Understanding the Employment Provisions of the Genetic Information 
Nondiscrimination Act of 2008, 54 VILLANOVA LAW REVIEW 91, 92 (2009).  
 
18 Pub. L. 110-233, Sec. 2(5), May 21, 2008. 
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tests.  Further, insurers “may not adjust premiums based on genetic information, require an 
individual or family member undergo a genetic test (with limited exceptions), or request, require, 
or purchase genetic information for underwriting purposes or in advance of an individual’s 
enrollment in a plan.”19  It is notable that the law does not, under Title I, purport to regulate 
workers’ compensation and other casualty insurance carriers.  As will be seen, however, Title II 
regulates employers, and under compensation laws the carrier is the employer’s alter ego.    
 
 2.  Title II – Employment  

 Title II, meanwhile, precludes employers from discharging, refusing to hire, or otherwise 
discriminating against employees or applicants in the terms, conditions, or privileges of 
employment on the basis of genetic information.  For example, an employer violates GINA if it 
refuses to hire someone based on genetic tests showing a predisposition to a disease like cancer.   
 

Employers are precluded from any act to “limit, segregate, or classify employees” in 
ways that would tend to deprive employees of opportunities or adversely affect their status 
because of genetic information.  Other entities such as labor unions and temporary agencies are 
also subject to these prohibitions.   
 

Employers are specifically prohibited from inquiring not only as to genetic tests, but also 
as to the medical history of the employee’s family.  

 
 Employers are required, under GINA, to treat genetic information as confidential medical 
information.  Under the law, an enterprise may “follow the confidential medical file provisions 
under the ADA to ensure compliance with GINA.”  The law also places strict limits on 
disclosure of an employee’s genetic information. 
 
 Importantly, employers are, under certain conditions, permitted to acquire genetic 
information as part of a voluntary wellness program.20       
 
III.  Regulations Under GINA 
 
 On November 9, 2010, the EEOC released regulations implementing GINA.21 Effective 
January 10, 2011, a key feature of the regulations was clarifying when an employer may 
legitimately obtain genetic information about its employees without violating GINA.22  In 
general, an employer does not violate GINA if: 
 

(1) The genetic information is obtained during the Family and Medical Leave Act 
(“FMLA”) certification process; 
 

                                                           
19 KELLER & DARBY, 1B INTERNATIONAL LABOR & EMPLOYMENT LAWS, § I.C.1.b. (BNA 2015).   
 
20 KELLER & DARBY, 1B INTERNATIONAL LABOR & EMPLOYMENT LAWS, § I.C.1.b. (BNA 2015).   
 
21 29 C.F.R. §§ 1635.1 to 1635.12.  
 
22 Id. at § 1635.8(b). 
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(2) The genetic information is obtained as part of an employer-sponsored 
voluntary wellness program; 
 

(3) The genetic information is available through publicly-available information; 
 

(4) The genetic information is obtained when the employer conducts genetic 
monitoring of the biological effects of toxic substances in the workplace; 
 

(5) An employer requires its employees to provide genetic information as a 
quality control marker [to detect sample contamination], but only for an 
employer who conducts genetic testing for law enforcement purposes; and 
 

(6) Inadvertently obtaining genetic information.23  
 

 The regulations also feature “form” (boilerplate) “safe harbor” language to utilize when 
an employer is requesting medical information.24  If the employer uses this language with its 
requests, it “will insulate an employer from liability associated with an employee’s volunteering 
of genetic information” to providers.   
 
 According to one observer: “One word of caution: even if the employer uses the safe 
harbor language, it still cannot use acquired genetic information in making employment 
decisions and must take reasonable steps – such as storing the information in a separate medical 
file – to preserve the confidentiality of inadvertently-obtained genetic information….”25  
 
IV.   Interaction with Other Laws  
 
 An article published in 2018 succinctly explains the relation of GINA to other laws 
protecting the rights of employee privacy: 

a. GINA and ADA 
 
 Although the protections of GINA and the ADA are closely related, they 
are distinct. As explained by the EEOC, GINA prohibits discrimination based on 
genetic information, not on the basis of a manifested condition. 
 
 The ADA, on the other hand, prohibits discrimination on the basis of a 
manifested condition that meets the definition of a disability. In other words, for 
example, GINA [protects] a woman … who has been diagnosed with the “breast 
cancer gene” or whose mother or sister suffered from breast cancer. The 

                                                           
 
23 Id.  
 
24 Id. at § 1635.8(b)(1)(i)(B).  
 
25 https://www.barley.com/employment-law-update-2011. 
 
 

https://www.barley.com/employment-law-update-2011
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employee in that case is protected from being discriminated against due to her 
carrying the gene, i.e. her increased likelihood of developing breast cancer. The 
ADA, on the other hand, protects a woman who is actually diagnosed with breast 
cancer, which is a disability….  
 
 [G]INA also provides that it is not to be construed to diminish in any way 
any protections under the ADA or the Rehabilitation Act.  
 
b. GINA and HIPAA 
 
 GINA specifically provides that regulations promulgated under the Health 
Insurance Portability and Accountability Act (“HIPAA”) trump GINA for 
purposes of use or disclosure of health information by a covered entity (as defined 
by HIPAA). Thus, if there is a conflict between HIPAA and GINA as to whether 
a covered entity may use or disclose health information, HIPAA prevails.  
 
c. GINA and State Law 
 
 Like other federal anti-discrimination laws, GINA provides that it does not 
preempt a state law or other federal law that provides greater protection than 
GINA.26  
 

 With regard to the ADA, noted above, “Genetic tests fall within the definition of ‘medical 
examination’ under the ADA … and are therefore subject to the same limitations as other types 
of medical tests….  Thus, employers that require employees or candidates for employment to 
undergo genetic testing are potentially liable under the ADA if the tests are not justified by 
legitimate business reasons.”27   
 
V.  GINA and Workers’ Compensation  
 
 The same article quoted above states, “GINA provides that nothing in the statute shall be 
construed to limit or expand the protections, rights, or obligations of employees or employers 
under applicable workers compensation laws.”  This proposition is found at 42 U.S.C. § 2000ff-
8(a)(4).  
 
 Beyond this proposition, “GINA and its regulations are silent as to how GINA applies to 
employers and their attorneys or other agents when requesting and reviewing medical 
information in the context of a workers’ compensation claim.” 
 

                                                           
26 Catherine E. Shuck & Ashley R. Griffith, The Genetic Information Nondiscrimination Act, 
https://www.lorman.com/resources/the-genetic-information-non-discrimination-act-gina-17056 
(July 30, 2018). 
  
27 KELLER & DARBY, 1B INTERNATIONAL LABOR & EMPLOYMENT LAWS, § I.C.1.b. (BNA 2015).   
 

https://www.lorman.com/resources/the-genetic-information-non-discrimination-act-gina-17056
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 Shuck and Griffith counsel, “the safe harbor language requesting exclusion of family 
medical history should be used in all workers’ compensation-related medical records requests. 
Likewise, be sure to keep workers’ compensation information, which may contain genetic 
information, separate from employee personnel files.” 
 
 Some thus suggest that employers and carriers, when collecting medical information, 
should avoid seeking out family history information.  This is so even with the law’s proviso that 
the rights of employers under workers’ compensation laws are not diminished under GINA.28     
 
 The Pennsylvania Workers’ Compensation Act does not make specific reference to 
genetic information.  Notably, reformers in California sought to amend the compensation law to 
prohibit the denial of a claim based solely on “immutable characteristics” of the employee.29  
Specifically, the bill “would prohibit race, religious creed, color, national origin, age, gender, 
marital status, sex, sexual orientation, or genetic characteristics from being considered a cause or 
other factor of disability considered in any determination made pursuant to …. provisions” of the 
workers’ compensation law, particularly those surrounding permanent partial disability.  Both 
houses of the legislature passed the bill, but the Governor vetoed the same.30   
 
VI.  Pennsylvania Law 
 
 The Pennsylvania Workers’ Compensation Act does not make reference to genetic 
information in any context.  Meanwhile, repeated efforts by reformers to add genetics as a basis 
for illicit discrimination to the Pennsylvania Human Relations Act have failed.  See 
https://www.genome.gov/policyethics/legdatabase/pubsearchresult.cfm. 
 
 Regulations under the Insurance Department do echo GINA in prohibiting writers of 
Medicare Supplemental Policies to rely on genetic information.  The regulation provides, in part, 
as follows:  
 

An issuer of a Medicare supplement policy or certificate may not: 

(1) Use an individual’s genetic information to deny or condition the issuance or 
effectiveness of a policy or certificate to that individual, including the imposition 
of an exclusion of benefits based on a preexisting condition. 
 
(2) Use an individual’s genetic information to discriminate in the pricing of the 
policy or certificate, including the adjustment of premium rates. 

                                                           
28 See Celia Collins, Workers’ Compensation: Meet Your New Friend GINA, https://www.johnstoneadams.com/wp-
content/uploads/2019/01/IntroducingGINA1352433x7AF8E.pdf. 
 
29 See Cal. 2009 S.B. 145.  
 
30 See http://leginfo.legislature.ca.gov/faces/billHistoryClient.xhtml?bill_id=200920100SB145. 
 

https://www.genome.gov/policyethics/legdatabase/pubsearchresult.cfm
https://www.johnstoneadams.com/wp-content/uploads/2019/01/IntroducingGINA1352433x7AF8E.pdf
https://www.johnstoneadams.com/wp-content/uploads/2019/01/IntroducingGINA1352433x7AF8E.pdf
http://leginfo.legislature.ca.gov/faces/billHistoryClient.xhtml?bill_id=200920100SB145
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(3) Request or require an individual or an individual's family member to undergo 
a genetic test, except [for certain processing and payment purposes] ….31 

 
VII.  Practical Import of GINA for Health & Safety/Workers’ Compensation   
 
A.  Can employers demand genetic testing and other information in order to screen out 
purportedly unsuitable candidates for employment?  No.   
 
B.    Can an employer require post-offer and continuing “Employee Health Assessments” 
inquiring after genetic information?  No.  See EEOC v. BNV Home Care Agency, Inc., 2016 WL 
6995436 (E.D. N.Y. 2014) (employer which, post-offer, and thereafter annually, required 
“Employee Health Assessments,” inquiring after 29 conditions, including diabetes, heart disease, 
and cancer, and whether employee or family suffered from same, prosecuted by EEOC for GINA 
violation; case settled for $125,000.00).    
 
C.  Can employers demand genetic testing and other information, as part of the conditional job 
offer testing, in order to ascertain whether the proposed work would be a danger to the worker 
or others?   Likely yes, if structured in a manner compliant with the ADA: “Genetic tests fall 
within the definition of ‘medical examination’ under the ADA … and are therefore subject to the 
same limitations as other types of medical tests….  Thus, employers that require employees or 
candidates for employment to undergo genetic testing are potentially liable under the ADA if the 
tests are not justified by legitimate business reasons.”      
 
D.  Can an employer oblige a worker to take a genetic test – for example, for carpal tunnel 
syndrome, in the wake of a claim for such condition?  No, though in a leading case which so 
indicated (in a publicized settlement), this rule is derived from the ADA.32   
 
 In that case, EEOC v. Burlington Northern Santa Fe Railway, an employer faced with 
employee carpal tunnel claims would oblige workers to have genetic testing.  The EEOC sued to 
stop the practice.  According to the EEOC, the employer would require workers to give blood for 
testing, which was “then used for a genetic DNA test for Chromosome 17 deletion – which is 
claimed to cause carpal tunnel syndrome in rare cases.”     
 
E.  When an employer requests medical records from providers as part of discovery in a disputed 
claim, should employer be cautioning such providers not to tender genetic information?  No.  
GINA states that HIPAA supersedes GINA, and HIPAA provides that its strictures do not apply 
to workers’ compensation.   
 
F. Can an IME or other physician utilize genetic information in rendering opinions with regard 
to causation and disability?  Yes and no.  The physician cannot, and should not, order genetic 
tests.  Still, GINA provides that the law does not detract from rights an employer possesses under 

                                                           
31 31 Pa. Code § 89.791. 
 
32 See Press Release, “EEOC Settle ADA Suit Against BNSF for Genetic Bias,” 
https://www.eeoc.gov/eeoc/newsroom/release/4-18-01.cfm.  
 

https://www.eeoc.gov/eeoc/newsroom/release/4-18-01.cfm
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the workers’ compensation laws.  One such right is that it is not responsible for medical 
conditions which are not medically “related thereto.”  Section 301(c)(1) of the Act, 77 P.S.  
§ 411(1).       
 
 The practice in Pennsylvania is that physicians, seeking to address work causation, take 
such genetic information into account in rendering opinions as to the contribution of pre-existing 
factors.  See, e.g., Hutz v. WCAB (City of Philadelphia), 147 A.3d 35 (Pa. Commw. 2016) (court, 
in rejecting claimant’s claim for prostate cancer, remarked, “Employer’s Expert also testified 
regarding the specific issue of prostate cancer. … Age is the primary risk factor for prostate 
cancer. …During the late 40s and early 50s, the risk increases and accelerates quickly. … Family 
history is the next risk factor. … An individual with a male parent with prostate cancer is a first-
degree risk. … If several men in the family have prostate cancer, it suggests the gene is running 
in the family.”). See also City of Wilkes-Barre v. WCAB (Zuczek), 664 A.2d 90 (Pa. 2005) (court, 
holding that employer effectively rebutted presumption that firefighter’s heart attack was work-
related, credited employer medical expert: “Dr. RuDusky obviously did not reject the idea that 
the peculiar stresses of fire-fighting may trigger a heart attack. It was his opinion, however, that 
in this case Zuczek’s heart attack was not induced by his fire-fighting activities and that Zuczek 
had exhibited multiple risk factors for the development of coronary artery disease prior to the 
heart attack. Dr. RuDusky’s opinion was consistent with the personal and family history given to 
him by Zuczek and the fact that Zuczek was not engaged in fire-fighting activities when he 
suffered the heart attack….”).     
 
 This issue has arisen in California and Colorado cases addressing permanent partial 
disability (PPD) awards, a type of benefit not recognized under the Pennsylvania Act.  
 
 In a California case, City of Jackson v. WCAB (Rice), 216 Cal. Rptr.3d 911 (Cal. Ct. App. 
2017), the claimant’s PPD award was reduced based on the controlling physician’s opinion that a 
significant percentage of the young (29-year-old) claimant’s symptomatic, degenerative cervical 
spine was caused by genetic factors, not any repetitive motion.  That opinion was accepted even 
though the physician had no knowledge of any family history.  In another case, Hutchison v. 
Indus. Appeals Claims Office, 405 P.3d 458 (Colo. Ct. App. 2017), the Colorado court opined 
that genetic factors were permissibly taken into account in assessing the percentage of non-work 
causation in the worker’s knee injury.  The concurring opinion, however, stressed that such 
apportionment cannot be undertaken “when the genetic predisposition has not actually resulted in 
the disease ….”    
 
 

https://1.next.westlaw.com/Link/Document/FullText?entityType=disease&entityId=Ib9c08b34475411db9765f9243f53508a&originationContext=document&transitionType=DocumentItem&contextData=(sc.Default)
https://1.next.westlaw.com/Link/Document/FullText?entityType=disease&entityId=Ib9c08b34475411db9765f9243f53508a&originationContext=document&transitionType=DocumentItem&contextData=(sc.Default)
https://1.next.westlaw.com/Link/Document/FullText?entityType=disease&entityId=I05df828eff5111dc84008c7818c06073&originationContext=document&transitionType=DocumentItem&contextData=(sc.Default)
https://1.next.westlaw.com/Link/Document/FullText?entityType=disease&entityId=Ib9c08b34475411db9765f9243f53508a&originationContext=document&transitionType=DocumentItem&contextData=(sc.Default)
https://1.next.westlaw.com/Link/Document/FullText?entityType=disease&entityId=Ib9c08b34475411db9765f9243f53508a&originationContext=document&transitionType=DocumentItem&contextData=(sc.Default)
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THE GENETIC INFORMATION NONDISCRIMINATION ACT (“GINA”) OF 2008  
 

SELECT PROVISIONS 

 An Act… [t]o prohibit discrimination on the basis of genetic information with respect to 
health insurance and employment…. 

 

SECTION 2.  Findings  

Congress makes the following findings: 

(1) Deciphering the sequence of the human genome and other advances in genetics open major 
new opportunities for medical progress. New knowledge about the genetic basis of illness will 
allow for earlier detection of illnesses, often before symptoms have begun. Genetic testing can 
allow individuals to take steps to reduce the likelihood that they will contract a particular 
disorder. New knowledge about genetics may allow for the development of better therapies that 
are more effective against disease or have fewer side effects than current treatments. These 
advances give rise to the potential misuse of genetic information to discriminate in health 
insurance and employment. 

(2) The early science of genetics became the basis of State laws that provided for the sterilization 
of persons having presumed genetic “defects” such as mental retardation, mental disease, 
epilepsy, blindness, and hearing loss, among other conditions. The first sterilization law was 
enacted in the State of Indiana in 1907. By 1981, a majority of States adopted sterilization laws 
to “correct” apparent genetic traits or tendencies. Many of these State laws have since been 
repealed, and many have been modified to include essential constitutional requirements of due 
process and equal protection. However, the current explosion in the science of genetics, and the 
history of sterilization laws by the States based on early genetic science, compels Congressional 
action in this area. 

(3) Although genes are facially neutral markers, many genetic conditions and disorders are 
associated with particular racial and ethnic groups and gender. Because some genetic traits are 
most prevalent in particular groups, members of a particular group may be stigmatized or 
discriminated against as a result of that genetic information. This form of discrimination was 
evident in the 1970s, which saw the advent of programs to screen and identify carriers of sickle 
cell anemia, a disease which afflicts African-Americans. Once again, State legislatures began to 
enact discriminatory laws in the area, and in the early 1970s began mandating genetic screening 
of all African Americans for sickle cell anemia, leading to discrimination and unnecessary fear. 
To alleviate some of this stigma, Congress in 1972 passed the National Sickle Cell Anemia 
Control Act, which withholds Federal funding from States unless sickle cell testing is voluntary. 

(4) Congress has been informed of examples of genetic discrimination in the workplace. These 
include the use of pre-employment genetic screening at Lawrence Berkeley Laboratory, which 
led to a court decision in favor of the employees in that case Norman-Bloodsaw v. Lawrence 
Berkeley Laboratory (135 F.3d 1260, 1269 (9th Cir. 1998)). Congress clearly has a compelling 
public interest in relieving the fear of discrimination and in prohibiting its actual practice in 
employment and health insurance. 
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(5) Federal law addressing genetic discrimination in health insurance and employment is 
incomplete in both the scope and depth of its protections. Moreover, while many States have 
enacted some type of genetic non-discrimination law, these laws vary widely with respect to 
their approach, application, and level of protection. Congress has collected substantial evidence 
that the American public and the medical community find the existing patchwork of State and 
Federal laws to be confusing and inadequate to protect them from discrimination. Therefore 
Federal legislation establishing a national and uniform basic standard is necessary to fully protect 
the public from discrimination and allay their concerns about the potential for discrimination, 
thereby allowing individuals to take advantage of genetic testing, technologies, research, and 
new therapies. 
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SECTION 201.  Definitions 

 
(4) Genetic information.-- 

(A) In general.--The term “genetic information” means, with respect to any individual, 
information about-- 

(i) such individual’s genetic tests, 

(ii) the genetic tests of family members of such individual, and 

(iii) the manifestation of a disease or disorder in family members of such individual. 

(B) Inclusion of genetic services and participation in genetic research.--Such term includes, with 
respect to any individual, any request for, or receipt of, genetic services, or participation in 
clinical research which includes genetic services, by such individual or any family member of 
such individual. 

(C) Exclusions.--The term “genetic information” shall not include information about the sex or 
age of any individual. 

(5) Genetic monitoring.--The term “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, that may have developed in the course 
of employment due to exposure to toxic substances in the workplace, in order to identify, 
evaluate, and respond to the effects of or control adverse environmental exposures in the 
workplace. 

(6) Genetic services.--The term “genetic services” means-- 

(A) a genetic test; 

(B) genetic counseling (including obtaining, interpreting, or assessing genetic information); or 

(C) genetic education. 

(7) Genetic test.-- 

(A) In general.--The term “genetic test” means an analysis of human DNA, RNA, chromosomes, 
proteins, or metabolites, that detects genotypes, mutations, or chromosomal changes. 

(B) Exceptions.--The term “genetic test” does not mean an analysis of proteins or metabolites 
that does not detect genotypes, mutations, or chromosomal changes. 
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SECTION 202.  Employer Practices 

(a) Discrimination Based on Genetic Information.--It shall be an unlawful employment practice 
for an employer-- 

(1) to fail or refuse to hire, or to discharge, any employee, or otherwise to discriminate against 
any employee with respect to the compensation, terms, conditions, or privileges of employment 
of the employee, because of genetic information with respect to the employee; or 

(2) to limit, segregate, or classify the employees of the employer in any way that would deprive 
or tend to deprive any employee of employment opportunities or otherwise adversely affect the 
status of the employee as an employee, because of genetic information with respect to the 
employee. 

(b) Acquisition of Genetic Information.--It shall be an unlawful employment practice for an 
employer to request, require, or purchase genetic information with respect to an employee or a 
family member of the employee except-- 

(1) where an employer inadvertently requests or requires family medical history of the employee 
or family member of the employee; 

(2) where-- 

(A) health or genetic services are offered by the employer, including such services offered as part 
of a wellness program; 

(B) the employee provides prior, knowing, voluntary, and written authorization; 

(C) only the employee (or family member if the family member is receiving genetic services) 
and the licensed health care professional or board certified genetic counselor involved in 
providing such services receive individually identifiable information concerning the results of 
such services; and 

(D) any individually identifiable genetic information provided under subparagraph (C) in 
connection with the services provided under subparagraph (A) is only available for purposes of 
such services and shall not be disclosed to the employer except in aggregate terms that do not 
disclose the identity of specific employees; 

(3) where an employer requests or requires family medical history from the employee to comply 
with the certification provisions of section 103 of the Family and Medical Leave Act of 1993 (29 
U.S.C. 2613) or such requirements under State family and medical leave laws; 

(4) where an employer purchases documents that are commercially and publicly available 
(including newspapers, magazines, periodicals, and books, but not including medical databases 
or court records) that include family medical history; 

(5) where the information involved is to be used for genetic monitoring of the biological effects 
of toxic substances in the workplace, but only if-- 

(A) the employer provides written notice of the genetic monitoring to the employee; 

(B)(i) the employee provides prior, knowing, voluntary, and written authorization; or 
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(ii) the genetic monitoring is required by Federal or State law; 

(C) the employee is informed of individual monitoring results; 

(D) the monitoring is in compliance with-- 

(i) any Federal genetic monitoring regulations, including any such regulations that may be 
promulgated by the Secretary of Labor pursuant to the Occupational Safety and Health Act of 
1970 (29 U.S.C. 651 et seq.), the Federal Mine Safety and Health Act of 1977 (30 U.S.C. 801 et 
seq.), or the Atomic Energy Act of 1954 (42 U.S.C. 2011 et seq.); or 

(ii) 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 
(29 U.S.C. 651 et seq.); and 

(E) the employer, excluding any licensed health care professional or board certified genetic 
counselor that is involved in the genetic monitoring program, receives the results of the 
monitoring only in aggregate terms that do not disclose the identity of specific employees; or 

(6) where the 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 such employer’s employees, but only to the extent that such genetic information 
is used for analysis of DNA identification markers for quality control to detect sample 
contamination. 

(c) Preservation of Protections.--In the case of information to which any of paragraphs (1) 
through (6) of subsection (b) applies, such information may not be used in violation of paragraph 
(1) or (2) of subsection (a) or treated or disclosed in a manner that violates section 206. 
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SECTION 206.  Confidentiality of Genetic Information  

(a) Treatment of Information as Part of Confidential Medical Record.--If an employer, 
employment agency, labor organization, or joint labor-management committee possesses genetic 
information about an employee or member, such information shall be maintained on separate 
forms and in separate medical files and be treated as a confidential medical record of the 
employee or member. An employer, employment agency, labor organization, or joint labor-
management committee shall be considered to be in compliance with the maintenance of 
information requirements of this subsection with respect to genetic information subject to this 
subsection that is maintained with and treated as a confidential medical record under section 
102(d)(3)(B) of the Americans With Disabilities Act (42 U.S.C. 12112(d)(3)(B)). 

(b) Limitation on Disclosure.--An employer, employment agency, labor organization, or joint 
labor-management committee shall not disclose genetic information concerning an employee or 
member except-- 

(1) to the employee or member of a labor organization (or family member if the family member 
is receiving the genetic services) at the written request of the employee or member of such 
organization; 

(2) to an occupational or other health researcher if the research is conducted in compliance with 
the regulations and protections provided for under part 46 of title 45, Code of Federal 
Regulations; 

(3) in response to an order of a court, except that-- 

(A) the employer, employment agency, labor organization, or joint labor-management committee 
may disclose only the genetic information expressly authorized by such order; and 

(B) if the court order was secured without the knowledge of the employee or member to whom 
the information refers, the employer, employment agency, labor organization, or joint labor-
management committee shall inform the employee or member of the court order and any genetic 
information that was disclosed pursuant to such order; 

(4) to government officials who are investigating compliance with this title if the information is 
relevant to the investigation; 

(5) to the extent that such disclosure is made in connection with the employee’s compliance with 
the certification provisions of section 103 of the Family and Medical Leave Act of 1993 (29 
U.S.C. 2613) or such requirements under State family and medical leave laws; or 

(6) to a Federal, State, or local public health agency only with regard to information that is 
described in section 201(4)(A)(iii) and that concerns a contagious disease that presents an 
imminent hazard of death or life-threatening illness, and that the employee whose family 
member or family members is or are the subject of a disclosure under this paragraph is notified 
of such disclosure. 

(c) Relationship to HIPAA Regulations.--With respect to the regulations promulgated by the 
Secretary of Health and Human Services under part C of title XI of the Social Security Act (42 
U.S.C. 1320d et seq.) and section 264 of the Health Insurance Portability and Accountability Act 
of 1996 (42 U.S.C. 1320d-2 note), this title does not prohibit a covered entity under such 
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regulations from any use or disclosure of health information that is authorized for the covered 
entity under such regulations. The previous sentence does not affect the authority of such 
Secretary to modify such regulations. 
 
 
SECTION 209.  Construction. 
 
 (a) In General.--Nothing in this title shall be construed to-- 

 (4) limit or expand the protections, rights, or obligations of employees or employers under 
applicable workers’ compensation laws …. 
 

SECTION 210.  Medical Information that is not Genetic Information  
 
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. 


