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In Celebration of 
Public Health Genetics and Genomics Week

May 15-19, 2023

Public Health Genetics and Genomics Week seeks to raise 
awareness, and to celebrate, the field of public health genetics 

and genomics! 

Public health genetics and genomics applies genetic and genomic 
information to improve public health and prevent disease.



Learning 
Objectives

− Describe the importance of genetics privacy
− Identify current policies related to genetics 

privacy



Webinar
Outline

− Basics of Genetics Privacy
− Genetics Privacy Policy Information in GPH 

(NCC)
− Overview of NCC and GPH
− Genetics Privacy Specific Information

− Speaker Perspective on Genetics Privacy
− Q&A



Definition 
of Genetics 

Privacy

Genetic privacy is the protection of genetic 
information from unauthorized disclosure to third 
parties, such as family members, employers, 
insurers, law enforcement, and the government. 
Genetic information can include DNA test results, 
biochemical tests, and diagnoses made from 
physical examination or family histories.



Why is 
genetics 
privacy a 

policy
concern?

Genetic information is: 
— Inherently sensitive;
— Can convey information that an individual may not 

want to share with anyone else;
— Could be used by outside individuals and 

stakeholders to discriminate against an individual
— Which is why genetics privacy is often discussed 

in the policy landscape. 

This webinar will: 
— Highlight what protections currently exist;
— Discuss what states are proposing to clarify 

protections;
— Hold an interview with someone who has 

contemplated genetics privacy in their own life.
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Genetics Policy 
Information in 

GPH



Mission

Funded by the Health Resources and Services Administration 
(HRSA), the Regional Genetics Networks (RGNs), the National 
Coordinating Center for the Regional Genetics Networks (NCC), 
and the National Genetics Education and Family Support Center 
(NGEFSC or Family Center) mission is to improve access to genetic 
services for underserved populations.



Core Focus Areas

Genetics and 
Genomics 
Education

Family 
Engagement 
and 
Partnership

Telegenetics

Genetics 
Policy Hub



Genetics 
Policy Hub

Background

With the passage of the Affordable Care Act, the NCC and 
regional system began to develop specific resources to help 
support the genetic service delivery system through the lens 
of policy.

Since 2017, NCC has been tasked by HRSA to accomplish the 
following related to genetics policy:

• Monitor, analyze, track, and report on national policy issues related 
to the genetics care service delivery system with a focus on finance 
and insurance coverage; genetics workforce; and emerging issues 
in the use of genetic testing and technologies. 

• Disseminate information on practices, policies, and resources 
related to the genetics care delivery system to states and 
stakeholders.



Genetics 
Policy Hub

Background

NCC has developed multiple resources over the years to 
meet this goal and recently compiled all resources in a new 
policy website, called the Genetics Policy Hub.

geneticspolicy.
nccrcg.org



Genetics 
Privacy 

Policy Area

geneticspolicy.nccrcg.org/
policy-area/genetic-privacy



Basics of 
Genetics 
Privacy in 
the GPH 

Policy Area

− The Health Insurance Portability and 
Accountability Act (HIPAA) 

− The Genetic Information Nondiscrimination Act 
(GINA)
− Benefits/Limitations of statutes

− Regulations have been written to protect 
research subject’s genetic information



Basics of 
Genetics 
Privacy in 
the GPH 

Policy Area 



There are 28 proposed and enacted legislation 
related to genetics privacy in 11 states:

− Florida – 3
− Hawaii – 1
− Massachusetts – 6
− Minnesota – 3
− New Hampshire – 1
− New Jersey – 2
− New York – 4
− Pennsylvania – 1
− South Carolina – 1
− Tennessee – 2 (enacted)
− Texas – 4

Proposed
And Enacted 

Legislation and 
Regulation 
Related to 
Genetics 
Privacy

geneticspolicy.nccrcg.org/
legislative-policies/



Sample
Enacted 

Legislation 
Related to 
Genetics 
Privacy

— Enacted May 3, 2023
— Similar bills proposed in Florida (FL SB 312), South 

Carolina (SC H 4218), New Jersey (NJ A 1235)bit.ly/TNGeneticsPrivacy



Sample
Proposed  

Legislation 
Related to 
Genetics 
Privacy

— PA HB 812 (Proposed) - An Act Providing for privacy, 
transparency and compensation regarding the 
disclosure of information collected by genetic material 
testing entities

— HI SB 1471 (Proposed) - An Act Relating to Privacy 
— “It shall be unlawful for the Department of Health or any 

person who receives individually identifiable health 
information of a newborn child obtained through a newborn 
screening test to disclose said information to any person 
other than the newborn child's parents or guardians”

— NJ  A 4642 (Proposed) - An Act concerning genetic 
testing
— Limits the purposes for which genetic testing may be 

conducted on DNA samples for newborn screening



Download 
Our 

Genetics 
Privacy 

Policy Brief

bit.ly/GeneticsPrivacyPolicy



Karen Volle and Angela 
Shepard Conversation on 

Genetics Privacy 
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Question and 
Answer



Connect With Us

www.nccrcg.org

www.geneticspolicy.nccrcg.org

www.phgw.org

@nccrcg

@nccrcg

@nccrcg

@nccrcg

@nccrcg
@geneticspolicy

Connect With Us
mcaisse@nccrcg.org
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