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Background: Community Engagement in Health Research

• “The process of working collaboratively with and through groups of people 
affiliated by geographic proximity, special interest, or similar situations to 
address issues affecting the well-being of those people”

• Ongoing and meaningful community engagement is a widely accepted best 
practice in health research

• Benefits of community engagement:
• Increased and expanded recruitment and retention
• Improved research quality
• Enhanced research effectiveness
• Increases trust in research
• Demonstrates respect for community
• Increases uptake of research findings
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Background: Community Engagement at NIH

Intramural 
programs

Extramural 
programs

Community 
Advisory Boards

Community 
forums
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Background: Community Engagement at ORWH
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https://orwh.od.nih.gov/OADR-ORWH

Listening sessions 
and Roundtables

OAR-ORWH Listening Session at US 
Conference on HIV and AIDS, Sept. 2023

Request for 
Information (RFI)s



Objective

• To (1) meet the need for sustained community partnership and (2) 
ensure responsiveness to and input from the women ORWH serves, 
ORWH proposes the establishment of a standing ACRWH community 
engagement subcommittee.
• Subcommittee to be comprised of patients; community members

• This subcommittee of the ACRWH will elicit regular, ongoing, 
community- and patient-focused input into ORWH programs and 
priorities.
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Key Considerations

• Information-gathering meetings with existing NIH community 
engagement efforts to understand best practices and lessons learned 
(2023).
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Compensation Clarity Success



Approach and Outcomes

• Size: Onboard 8 members/year to serve 3-year terms; optional 4th year
• Membership: Self-nominations to reflect a diversity of perspectives 
• Meetings: Quarterly meetings (virtual & hybrid)
• Deliverables: ORWH to produce at least 2 public-facing resources 

annually, informed by the subcommittee’s input
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Potential Perspectives to Include
Disease/condition agnostic
Adolescent girls and young women
Disability
Diverse populations
Environmental justice
Non-English language preference
Older women
Rural women
Sexual and gender minority women
Substance use
Violence against women

Disease/condition specific
Autoimmune disease (e.g., Lupus)
Cancers
Chronic obstructive pulmonary disease/Lung 
disease
Chronic pain
Diabetes
Female-specific conditions (e.g., endometriosis)
Heart disease
HIV
Mental health
Neurologic disorders (e.g., Multiple Sclerosis)
Sexually transmitted infections (STIs)
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Planned Next Steps

April 2024
Charge subcommittee (60th Meeting of the Advisory Committee on 
Research on Women’s Health)

May 2024 Membership solicitation

June 2024
Membership committee (3-5 ORWH, CCRWH members) reviews 
statements of interest 

July 2024 Conversations with nominees
Aug. 2024 Invitations to first round of members
Sept. 2024 Finalize plans for first meeting

Oct. 2024
1st Meeting of the ORWH community engagement subcommittee
61st Meeting of the Advisory Committee on Research on Women’s Health
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Questions?
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