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Centers for Disease Control & Prevention (CDC):
Policy Implementation

• ‘Policy’ defined as law, regulation, 
procedure, administrative action, 
incentive, or voluntary practice of 
governments and other institutions

− Influence systems development, 
organizational change & individual 
behavior to promote health improvements

− Consider policies in different sectors and 
multiple levels

− Federal law prohibits lobbying by CDC

• CDC Policy Process 

− Policy Implementation: translate the 
enacted policy into action, monitor update, 
and ensure full implementation

− Example: build capacity of states, tribes 
and communities to implement policy https://www.cdc.gov/policy/paeo/p

rocess/index.html



• Investigating how state laws require 
health insurance plans to include 
fertility preservation benefits

•Mixed methods study of 
implementation of multiple levels 
including insurance regulators, 
insurers and clinics

− Guided by EPIS

− Develop implementation strategies to 
influence how policies facilitate uptake 
of fertility preservation care

Example of R21 Funded Grant in Policy Implementation for 
Young Cancer Survivors

https://cancercontrol.cancer.gov/is/funding/sa
mple-grant-applications



Precision Public Health & Policy Development: 
Core Public Health Function and Essential Services

• Policy Development: Formulation of 
standards and guidelines, in 
collaboration with stakeholders, 
which promote the appropriate use 
of genomic information and the 
effectiveness, accessibility, and 
quality of genetic tests and services





•Utilized modified implementation 
framework from Proctor et al & Silvey et al

− Access to services (implementation outcomes)

− Health care performance (service outcomes)

− Public health infrastructure (client outcomes)

•  Developed 38 proposed outcome 
measures for evidence-based approaches 
to delivery of genetic/genomics screening 
population level

− Lynch syndrome screening for all colorectal 
cancers

− HBOC family history screening 

•3 top priority outcomes for all states

Proposed Outcomes 
for State Public Health Cancer Genomics Programs



• Additional resource: Implementing Cancer Geonomics in State Health Agencies: 
Mapping Activities to an Implementation Science Framework, Green et al, Public Health 
Genomics, 2020



•Developed by National Coordinating 
Center for Regional Genetic 
Networks

− Supported by HRSA funding

• Includes policy statements from 
national organizations

• Includes legislation and regulation 
at state and federal level

• Includes Medicaid coverage policy 
information for each state

Helpful Resource:
Genetic Policy Hub (GPH)

https://geneticspolicy.nccrcg.org/



•Over 25 genetic policy areas

− Includes short briefs on each topic

− Links to relevant articles & resources

− Links to policy positions

− Summary of specific laws and 
regulations

•Policy positions from national 
professional organizations and 
advocacy organizations

− Such as ACMG, NSGC, ISONG, ASHG, etc

Genetics Policy Hub (continued):
Policy Positions 

https://geneticspolicy.nccrcg.org/policy-
area/diversity/ 



Genomics Policy Hub (continued):
State Genetic/Genomics Medicaid Policies & Legislation

https://geneticspolicy.nccrcg.org/legislative-
policies/

https://geneticspolicy.nccrcg.org/
medicaid-policy/michigan/



•Multiple up-to-date resources on policy 
issues related to ethical, legal and social 
(ELSI) aspect of genomics research

− Coverage & reimbursement of genetic tests

− Genetic discrimination

− Genome editing

− Health disparities

− Informed Consent

− Intellectual property in genomics

− Investigative genomics

− Population descriptors in genomics

− Privacy in genomics 

− Regulation of genetic tests

− Synthetic biology
https://www.genome.gov/about-
genomics/policy-issues 

Policy Issues in Genomics:
National Human Genome 

Research Institute (NHGRI) Resource



•Contains statues and bills introduced 
in 2002-2024 U.S. state legislative 
sessions

− Search by topic(s)
• AI & Genomic Data

• Biomarker testing

• Coverage and reimbursement

• Genetic data storage (medicine and industry)

• Genetic discrimination

• Gene patents

• Genetic data & law enforcement

• Neonatal sequencing

• Pharmacogenomics 

• Privacy

• Use of residual newborn screening specimens

− Search by state(s)

− Search by bill status
− Died

− Enacted

− Statute

− Introduced

− Pending

− Passed House

− Passed Senate

− Updated monthly

NHGRI Resource (continued):
Genome Statue and Legislation Database



International Public Health Genomic Policy Considerations:
Example of Genetic Discrimination

•Worldwide review of laws, policies and 
strategies to prevent genetic discrimination

• Significant variability among continents & 
countries

− North America & Europe- extensive policy-making 
activities 

− Australia, Asia, and South America- moderate 
policy-making activities

− Middle East & Africa- minimal policy-making 
activities 

• Four broad categories of countries:

− Broad human rights-based prohibition

− Specific legal prohibitions in specific domains

− Moratorium with government oversight in specific 
domains

− Traditional legal protection
https://gdo.global/



Questions?

Thank you!
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