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“The global applicability of genomic 

knowledge, fair and even access to 

genomic services such as testing and 

counseling, and unbiased implementation 

of genomic medicine.” NHGRI 

Equity in Genomics and 

Precision Public Health 



health  
precision  



Why does equity in genomics 

and PPH matter? 





Enrollment of racially and ethnically diverse 

participants is essential for promoting health 

equity in genomics-informed preventive 

services and clinical care. 

81% of European ancestry

• Limits the benefits of newly developed tools for assessing 

risk, prognosis, and therapeutic benefit

• Inadequate risk models

• Issues estimating population prevalence (high rates of 

uncertain significance and novel deleterious mutations) 



Disparities in Implementation 
of Genomics 
Disparities documented in BRCA1/2 testing for:

• Awareness of testing discussion with health care provider

• Referrals to genetics 

• Specialists and centers 

• Rates of testing

• Time to surgery and chemotherapy

• Rates of risk-reducing mastectomy

• Adherence to endocrine therapy 
 



“What is the value of modernizing technologies to 

pinpoint the next big outbreak or genomic marker if 

individuals who are the most vulnerable to its 

potential impact are wary of getting screened—or 

unable to do so—because of systemic barriers to 

care?” Choate, 2023



What are best approaches for 

improving equity in genomics 

and PPH?



Shifting to a Strengths-

based Approach
• Recruitment strategies do not adequately address engagement 

preferences of diverse populations

• Require more robust stakeholder engagement and high-touch, 

relationship centered efforts

• Community capacity building and equipping already 

established, trusted groups 

“…many African Americans don’t take 

part because they just aren’t asked.”



KEEP IT (Keeping Each Other Engaged via IT): 
Training for Community Health Workers about 
Hereditary Breast and Ovarian Cancer among 
Black Women 

Three days with four-hour sessions each date
26 total participants 

Modules included:
• Hereditary breast and ovarian cancer 
• Family history, family history collection tools 
• Communicating about hereditary breast and ovarian cancer 
• Genetics 101 
• Genetic Testing and Counseling 
• HIT (Telehealth and Telegenetic Platforms/EHR/Patient Portals) 
• Ethical, Legal, and Social Issues 
• The CHWs Role in cancer care and prevention 
• Supportive Resources 
• Locating Resources and Making Referrals



HBOC Knowledge Score: 11 HBOC knowledge questions 

(correct/incorrect) 

GLAC Measure of Word Familiarity: 8 words (7-point Likert scale)

GLAC Measure of Comprehension: 8 words (correct/incorrect)

Health IT Competencies: 4 questions about self-rated abilities (5-

point Likert scale) 

Attitudes Toward Genetic Testing: 5 questions about perceived 

importance (4-point Likert scale) 

All measured at pre-course, post-course, and three-month follow-up 

 



Pre-

Training

Post-

Training

Three-

Months

HBOC Knowledge Score 62% 

correct
72% 

correct

67% correct

GLAC Measure of Word 
Familiarity

5.8 6.5 5.9

GLAC Measure of 
Comprehension

84% 

correct

88% 

correct

85% correct 

Health IT Competencies 3.9 4.5 4.5

Attitudes Toward 
Genetic Testing

3.7 3.9 3.7

Discussed HBOC with 17 individuals at three-months follow-up 



Stakeholder 
Engagement NEW

FASHION

Stakeholder 
Engagement 

• Formative work

• Developing engaging, 
culturally and literacy-
appropriate strategies 
and materials

• Addressing problems 
that arise

Study Branding

• Build study buzz and 
recognition

• Facilitate participant 
outreach to study team 

Efficient Participant 
Identification

• Variety of settings and 
multi-channel 
opportunities to meet 
people where they are 

• Identify broad and 
diverse patient 
phenotypes 

Horowitz (2019)

“A Good Invitation to a Great Party” 



What role does 

implementation science 

have in advancing equity in 

genomics and PPH?



Implementation science comprises the 
key methodologies for implementing and 
sustaining genomic and precision public 
health interventions. 

Selecting frameworks, methods, and 

interventions that are agnostic to the 

impacts of structural issues can 

inadvertently exacerbate inequities.



Extending an Antiracism Lens to 
the Implementation of Precision 
Public Health Interventions
1. Stakeholder engagement

2. Conceptual frameworks and models

3. Development, selection, or adaptations of evidence-based 
interventions

4. Evaluation approaches

5. Implementation strategies

6. Individual research and research contexts 





Selection of 
Conceptual 
Frameworks 
and Models



Use of Implementation Strategies 

• Test the influence of implementation strategies 
on health disparities to understand which 
strategies will be most effective at improving 
health equity

 

• Selection and adaptation of implementation 
strategies with community members





“If we want more evidence-based practice, 
we need more practice-based evidence.”

LW Green (2006), American Journal of Public Health 

@CaitlinAllenPhD

allencat@musc.edu
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