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Whereas, the United States has a history of denying people’s rights based on inherited genetics, 
such as imposing involuntary sterilization on those deemed unfit (See Buck v. Bell, 274 US 200 
(1927))i; and 

Whereas, genetic modification technology is being developed at a rapid rate (See WHO 
publication “Human genome editing: recommendations,” July 12, 2021)ii; and 

Whereas, genetic privacy and genetic integrity are basic human rights (See United Nations’ 
Universal Declaration on the Human Genome and Human Rights, General Conference of the 
United Nations Educational, Scientific and Cultural Organization 29th session, November 11, 
1997)iii; and 

Whereas, genetic modification technology poses a current and future risk of misuse (See 
“Playing with genes: The good, the bad and the ugly,” United Nations Frontier Technology 
Quarterly, May 2019)iv; and 

Whereas, protecting the public from both unwanted genetic modification technology and 
procedures and changes to the human germline are important goals given both current 
technology and expected advances in genetics and gene editing (See “Ethics of Genome 
Editing,” European Commission, European Group on Ethics in Science and New Technologies, 
March 2021)v; and 

Whereas, mRNA vaccines introduce synthetic genetic material and thereby genetically program 
RNA-containing ribosomes to produce spike protein (See “Understanding COVID-19 mRNA 
Vaccines,” NIH’s National Human Genome Research Institute Fact Sheet, updated August, 
2021)vi; and 

https://www.law.cornell.edu/supremecourt/text/274/200
https://www.law.cornell.edu/supremecourt/text/274/200
https://www.who.int/publications/i/item/9789240030381
http://portal.unesco.org/en/ev.php-URL_ID=13177&URL_DO=DO_TOPIC&URL_SECTION=201.html
https://www.un.org/development/desa/dpad/publication/frontier-technology-quarterly-may-2019/
https://op.europa.eu/en/publication-detail/-/publication/6d9879f7-8c55-11eb-b85c-01aa75ed71a1
https://op.europa.eu/en/publication-detail/-/publication/6d9879f7-8c55-11eb-b85c-01aa75ed71a1
https://www.genome.gov/about-genomics/fact-sheets/Understanding-COVID-19-mRNA-Vaccines
https://www.genome.gov/about-genomics/fact-sheets/Understanding-COVID-19-mRNA-Vaccines


Whereas, the federal Genetic Information Nondiscrimination Act of 2008 (GINA), offers 
protection from employers and insurers requesting genetic information and further prohibits 
the discriminatory use of such information, but it does not preclude unwanted genetic 
procedures (Public Law 110–233, 42 U.S.C. § 2000ff et seq.)vii ; and 

Whereas, under the Health Insurance Portability and Accountability Act of 1996 (HIPAA) genetic 
information is considered Protected Health Information (Public Law 104–191, 42 U.S.C. § 1320d 
et seq)viii ; and 

Whereas, many states also offer protection for the privacy of genetic information, such as 
California’s Genetic Information Privacy Act which applies to consumer genetic testing 
companies, but does not preclude mandated genetic procedures (California Civil Code  §§ 
56.18-56.186)ix; and 

Whereas, Utah is the only state with a Genetic Testing and Procedure Act which, as amended in 
2022 precludes unwanted genetic procedures (Utah Health Code, Title 26 Chapter 45 § 102 et 
seq)x,  

 

THEREFORE, BE IT RESOLVED that the following Voting Members of the US Health Freedom 
Congress do endorse the appended Model Genetic Privacy and Integrity Act legislative draft. 

 

************************** 

Model Legislation for a Genetic Privacy and Integrity Act 

 

  

[Section]Definitions. 

 As used in this chapter: 

(1) "Blood relative" means an individual's biologically related: 

(a) parent; 

(b) grandparent; 

(c) child; 

(d) grandchild; 

(e) sibling; 

(f) uncle; 

https://www.eeoc.gov/statutes/genetic-information-nondiscrimination-act-2008
https://www.govinfo.gov/content/pkg/PLAW-104publ191/pdf/PLAW-104publ191.pdf
https://leginfo.legislature.ca.gov/faces/codes_displayText.xhtml?lawCode=CIV&division=1.&title=&part=2.6.&chapter=2.6.&article=
https://le.utah.gov/xcode/Title26/Chapter45/C26-45_2022050420220504.pdf


(g) aunt; 

(h) nephew; 

(i) niece; or 

(j) first cousin. 

(2) "DNA" means: 

(a) deoxyribonucleic acid, ribonucleic acid, chromosomes, and genes which may be 
analyzed to detect heritable diseases or conditions, including the identification of 
carriers, predicting risk of disease, or establishing a clinical diagnosis; or 

(b) proteins, enzymes, or other molecules associated with a genetic process, which may 
be modified, replaced in part or whole, superseded, or bypassed in function by a health 
or medical procedure. 

(3) "DNA sample" means any human biological specimen from which DNA can be extracted, or 
DNA extracted from such specimen. 

(4) "Employer" includes any person or business entity defined in [Section of State Law and 
including any labor union, internship provider, government entities, or educational or academic 
institutions. 

(5) 

(a) "Genetic analysis" or "genetic test" means the testing, detection, or analysis of an 
identifiable individual's DNA that results in information that is derived from the 
presence, absence, alteration, or mutation of the person’s gene or genes, or the 
presence or absence of a specific DNA marker or markers. 

(b) "Genetic analysis" or "genetic test" does not mean: 

(i) a routine physical examination; 

(ii) a routine chemical, blood, or urine analysis; 

(iii) a test to identify the presence of drugs or HIV infection; or 

(iv) a test performed due to the presence of signs, symptoms, or other 
manifestations of a disease, illness, impairment, or other disorder. 

(6) "Genetic procedure" means any therapy, treatment, or medical procedure that is intended 
to: 

(a) add, remove, alter, activate, change, or cause mutation in an individual's DNA; or 

(b) replace, supersede, or bypass a normal DNA function. 



(7) "Health care insurance" means the same as that term is defined in [Section]. 

(8) 

(a) "Private genetic information" means any information about an identifiable individual 
that: 

(i) is derived from: 

(A) the presence, absence, alteration, or mutation of an inherited gene or 
genes; or 

(B) the presence or absence of a specific DNA marker or markers; and 

   (ii) has been obtained: 

(A) from a genetic test or analysis of the individual's DNA; 

(B) from a genetic test or analysis of the DNA of a blood relative of the 
individual; or 

(C) from a genetic procedure. 

(b) "Private genetic information" does not include information that is derived from: 

(i) a routine physical examination; 

(ii) a routine chemical, blood, or urine analysis; 

(iii) a test to identify the presence of drugs or HIV infection; or 

(iv) a test performed due to the presence of signs, symptoms, or other 
manifestations of a disease, illness, impairment, or other disorder. 

  

[Section] Restrictions on Government Entities  

(1) No state entity or other government entity may require or coerce any person to undergo a 
genetic analysis or test, or a genetic procedure, for any reason. 

 

[Section} Restrictions on Educational Entities 

No primary school, secondary school, college, or university may require or coerce any person to 
undergo a genetic analysis or test, or a genetic procedure, as a condition of enrollment or 
attendance. 

 



[Section] Restrictions on Employers. 

(1) Except as provided in Subsection (2), an employer may not in connection with a hiring, 

promotion, retention, or other related decision: 

(a) access or otherwise take into consideration private genetic information about an 
individual; 

(b) request or require an individual to consent to a release for the purpose of accessing 
private genetic information about the individual; 

(c) request or require an individual or the individual's blood relative to submit to: 

(i) a genetic test; or 

(ii) a genetic procedure; or 

(d) inquire into or otherwise take into consideration the fact that an individual or the 
individual's blood relative has: 

(i) taken or refused to take a genetic test; or 

(ii) undergone or refused to undergo a genetic procedure. 

(2) 

(a) Notwithstanding Subsection (1), an employer may seek an order compelling the 
disclosure of private genetic information held by an individual or third party pursuant to 
Subsection (2)(b) in connection with: 

(i) an employment-related judicial or administrative proceeding in which the 
individual has placed his health at issue; or 

(ii) an employment-related decision in which the employer has a reasonable 
basis to believe that the individual's health condition poses a real and 
unjustifiable safety risk requiring the change or denial of an assignment. 

(b) 

(i) An order compelling the disclosure of private genetic information pursuant to 
this Subsection (2) may only be entered upon a finding that: 

(A) other ways of obtaining the private information are not available or 
would not be effective; and 

(B) there is a compelling need for the private genetic information which 
substantially outweighs the potential harm to the privacy interests of the 
individual. 



(ii) An order compelling the disclosure of private genetic information pursuant to 
this Subsection(2) shall: 

(A) limit disclosure to those parts of the record containing information 
essential to fulfill the objective of the order; 

(B) limit disclosure to those persons whose need for the information is 
the basis of the order; and 

(C) include such other measures as may be necessary to limit disclosure 
for the protection of the individual. 

  

[Section] Restrictions on Health Insurers. 

(1) Except as provided in Subsection (2), an insurer offering health care insurance may not 

in connection with the offer or renewal of an insurance product or in the determination of 

premiums, coverage, renewal, cancellation, or any other underwriting decision that pertains 

directly to the individual or any group of which the individual is a member that purchases 

insurance jointly: 

(a) access or otherwise take into consideration private genetic information about an 

asymptomatic individual; 

(b) request or require an asymptomatic individual to consent to a release for the 
purpose of accessing private genetic information about the individual; 

(c) request or require an asymptomatic individual or the individual's blood relative to 
submit to a genetic test; 

(d) inquire into or otherwise take into consideration the fact that an asymptomatic 
individual or the individual's blood relative has taken or refused to take a genetic test; 

(e) request or require an individual or the individual's blood relative to submit to a 
genetic procedure; or 

(f) inquire into the results of a genetic procedure that an individual or the individual's 
blood relative undergoes. 

(2) An insurer offering health care insurance: 

(a) may request information regarding the necessity of a genetic test, but not the results 
of the test, if a claim for payment for the test has been made against an individual's 
health insurance policy; 



(b) may request information regarding the necessity of a genetic procedure, including 
the results of the procedure, if a claim for payment for the procedure has been made 
against an individual's health insurance policy; 

(c) may request that portion of private genetic information that is necessary to 
determine the insurer's obligation to pay for health care services where: 

(i) the primary basis for rendering such services to an individual is the result of a 
genetic test; and 

(ii) a claim for payment for such services has been made against the individual's 
health insurance policy; 

(d) may only store information obtained under this Subsection (2) in accordance with 
the provisions of the Health Insurance Portability and Accountability Act of 1996; and 

(e) may only use or otherwise disclose the information obtained under this Subsection 
(2) in connection with a proceeding to determine the obligation of an insurer to pay for 
a genetic test or health care services, provided that, in accordance with the provisions of 
the Health Insurance Portability and Accountability Act of 1996, the insurer makes a 
reasonable effort to limit disclosure to the minimum necessary to carry out the 
purposes of the disclosure. 

(3) 

(a) An insurer may, to the extent permitted by Subsection (2), seek an order compelling 
the disclosure of private genetic information held by an individual or third party. 

(b) An order authorizing the disclosure of private genetic information pursuant to this 
Subsection (2) shall:  

(i) limit disclosure to those parts of the record containing information essential 
to fulfill the objectives of the order; 

(ii) limit disclosure to those persons whose need for the information is the basis 
for the order; and 

(iii) include such other measures as may be necessary to limit disclosure for the 
protection of the individual. 

(4) Nothing in this section may be construed as restricting the ability of an insurer to use 

information other than private genetic information to take into account the health status of 

an individual, group, or population in determining premiums or making other underwriting 

decisions. 



(5) Nothing in this section may be construed as: 

(a) requiring an insurer to pay for genetic testing or a genetic procedure; or 

(b) prohibiting the use of step-therapy protocols. 

(6) Information maintained by an insurer about an individual under this section may be 
redisclosed: 

(a) to protect the interests of the insurer in detecting, prosecuting, or taking legal action 
against criminal activity, fraud, material misrepresentations, and material omissions; 

(b) to enable business decisions to be made about the purchase, transfer, merger, 
reinsurance, or sale of all or part of the insurer's business; and 

(c) to the commissioner of insurance upon formal request. 

  

[Section] Private Right of Action. 

(1) 

(a) An individual whose legal rights arising under this chapter have been violated may 
recover damages and be granted equitable relief in a civil action. 

(b) Subsection (1)(a) does not create a legal right prior to the Legislature enacting the 
right under this chapter. 

(2) Any insurance company or employer who violates the legal rights of an individual arising 
from this chapter shall be liable to the individual for each separate violation in an amount equal 
to: 

(a) actual damages sustained as a result of the violation; 

(b) 

(i) $100,000 if the violation is the result of an intentional and willful act; or 

(ii) punitive damages if the violation is the result of a malicious act; and 

(c) reasonable attorneys' fees.  

 

[Section] Enforcement. 

(1) Whenever the attorney general has reason to believe that any person is using or is about to 
use any method, act, or practice in violation of the provisions of this chapter, and that 



proceedings would be in the public interest, the attorney general may bring an action against 
the person to restrain or enjoin the use of such method, act, or practice. 

(2) In addition to restraining or enjoining the use of a method, act, or practice, the court may, 
after June 30, 2003, require the payment of: 

(a) a civil fine of not more than $25,000 for each separate intentional violation; and 

(b) reasonable costs of investigation and litigation, including reasonable attorneys' fees. 
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