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Learning Objectives

 Define community engagement and community-based 
participatory research (CBPR)

 Describe the role of community engagement in addressing 
cardiometabolic disease impacted by social determinants of 
health

 Illustrate the role of community-engaged research and CBPR in 
addressing clinical trial diversity



Obesity Trends are Worsening in the U.S. (2011 to 2021)

2011 2021

Prevalence of Self-Reported Obesity Among U.S. Adults (BRFSS, CDC, 9/2022)



Obesity, Diabetes, and Social Determinants of Health Impact 
CVD Premature Mortality in U.S. (Data from 2000-2015)

• Highest CVD mortality rates remain among NH Blacks
• Increasing CVD mortality for Native Americans/Alaska Natives
• Stagnant CVD mortality rates for young NH White women (age 25-49)
• Counties with higher rates of obesity, diabetes and lowest levels of 

education with highest premature CVD mortality

Chen Y et al. JAMA Cardiology 2019



Syndemic of Obesity, Diabetes, and Cardiovascular Disease

 Several pandemics acting 
synergistically

 Influenced by social 
determinants of health (SDoH) 
and structural inequalities

 Biologic pathways connecting 
social factors to diseases

 Need for cross-cutting solutions 
to promote health equity

Diseases are:
• Intersectional
• All influenced by SDoH

Rizzo M. Curr Med Chem 2024
Al Mahmeed W et al. Frontiers CV Med 2021
Mendenhall E et al. Curr Opin HIV AIDS 2020 Figure courtesy of: Mario Pita



Obesity as a Complex, Multi-factorial Disease

“Obesity is a multifactorial disease with a complex pathogenesis 
related to biological, psychosocial, socioeconomic and 
environmental factors and heterogeneity in the pathways and 
mechanisms by which it leads to adverse health outcomes.”

Powell-Wiley TM et al. Circulation 2021Social Determinants of Health



Equity-Focused Framework for Social Determinants of Health

Powell-Wiley 
TM et al. Circ 
Research 2022



Equity-Focused Framework for Social Determinants of Health

Modified from Powell-Wiley 
TM et al. Circ Research 2022Altimetric Score



Community-Engaged Research as a 
Syndemic Approach



Definitions of Community 

 Populations defined by geography, race/ethnicity,  
gender, sexual orientation, disability, or health 
condition

 Groups with common interest or cause

• Healthcare or service agencies/organizations

• Healthcare or public health providers

• Community-based groups with public health concerns

 State, local, and tribal leaders and policy-makers

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, M. (Eds.). (2018). Community-based participatory 
research for health: Advancing social and health equity (3rd ed.). Jossey-Bass.



Community Engagement can Overcome Mistrust of the 
Healthcare System and Research

 Historical events contribute to mistrust

 Bias and mistreatment in healthcare system 
also play role

 Mistrust determined by factors at patient, 
family, community, and societal levels 

 Community engagement for input from 
those most impacted by health disparities

Moore de Peralta et al. Health Promotion Practice 2022; Stevens 
EM et al. AJPM 2016; Townsent CKM et al. IJERPH 2015 



Continuum of Community-Engaged Research

Less Community Engagement Complete Community Engagement

Researchers design 
study and questions

Community answers 
questions

Researchers conduct 
research, analysis, 
dissemination, design, 
intervention

Community helps 
identify issues and 
research questions and 
provides some 
responses

Researchers collect and 
analyze data, 
disseminate findings, 
develop interventions 
based on suggestions

Community helps 
identify research 
question, provides 
responses, helps 
generate solutions based 
on findings

Researchers are 
collaborators.

Community defines the 
issues and research 
questions, creates data 
collection tools, recruits  
participants and collects 
data, analyzes data, 
disseminates findings 
and carries out action 
plan.  Full collaborator at 
all stages. 

www.healthycity.org/toolbox; Israel BA et al. AJPH 2010; Israel 
BA et al. Ann Rev Public Health 1998

http://www.healthycity.org/toolbox


Community Engagement vs. Patient Engagement

- Community Engagement Patient Engagement

Trust Built on relationship with academic 
researcher, academic team, or 
clinician whose work impacts 
community

Built on mutual respect and 
relationship with a clinician 
or care setting

Source of 
Common Interest

Interest based on health issue 
experienced by community

Interest based on personal 
or family health issue

Perspective or 
Point of View

Commitment based on public health 
concerns

Commitment based on 
experience of medical care

Research Team 
Stakeholders

Diverse group of community leaders 
(faith-based organizations, schools, 
local government)

Primarily clinicians

Kimminau KS et al Medical Care 2018



Community Engagement Can Increase Representation of 
Underrepresented Populations in Biomedical Research

 Investigators searched ClinicalTrials.gov for NIH-sponsored 
cardiovascular disease intervention trials completed between 
January 1, 2000 and Dec 31, 2019 with ≥1 clinical site in US

Prasanna A et al. JAHA 2021



Community Engagement Can Increase Representation of 
Underrepresented Populations in Biomedical Research

Defining recruitment targets associated with higher enrollment of Black participants

21% of Studies

RECRUITMENT STRATEGIES FOR REACHING 
UNDERREPRESENTED POPULATIONS

COMMUNITY-BASED RECRUITMENT 
STRATAGIES

13% of studies

ENGAGING W ITH COMMUNITY MEMBERS IN 
STUDY DESIGN EFFORTS

5% of studies

Prasanna A et al. JAHA 2021



Definition of Community-Based Participatory Research

 A partnership approach to research

 Equitably involves community members, organizations, and 
academic researchers in all aspects of the research process 

 Enables all partners to contribute

 Enhances a common understanding

 Integrates knowledge gained with interventions and policy 
change

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, M. (Eds.). (2018). Community-based participatory 
research for health: Advancing social and health equity (3rd ed.). Jossey-Bass.



CBPR Role in Promoting Health Equity

 Communities most affected by health disparities 

 Tailor outcomes to specific community needs

 Develop partnerships with trusted community 
members

 Identify assets of community to improve health 
outcomes, reduce disparities, and promote equity

 Mobilize community resources towards targeting 
health disparities



Key Principles of Community Engagement in CBPR

 Be clear about 
purposes/goals of effort

 Become knowledgeable 
about community

 Go into community and build 
trust/seek commitment 
among formal and informal 
leadership

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, M. (Eds.). (2018). Community-based participatory 
research for health: Advancing social and health equity (3rd ed.). Jossey-Bass.



Key Principles of Community Engagement in CBPR

 Accept that self-
determination is right and 
responsibility of all people 
who constitute community

 Partner to create change and 
improve health

 Recognize and respect 
community diversity

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, 
M. (Eds.). (2018). Community-based 
participatory research for health: Advancing 
social and health equity (3rd ed.). Jossey-Bass.



Key Principles of Community Engagement in CBPR

 Identify and mobilize 
community assets

 Release control of 
actions/interventions to 
community; be flexible to 
meet changing community 
needs

 Requires long-term process 
and commitment

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, M. (Eds.). (2018). Community-based participatory 
research for health: Advancing social and health equity (3rd ed.). Jossey-Bass.



Core Values of Community Based Participatory Research

 Trust 
 Respect
 Self-determination
 Mutuality of interests
 Perspective taking

 Full participation
 Reciprocity
 Collective benefit
 Long-term commitment

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, M. (Eds.). (2018). Community-based participatory 
research for health: Advancing social and health equity (3rd ed.). Jossey-Bass.



CBPR: What it is and isn’t

 CBPR is an approach to research 

• Changes the role of researcher/agency and researched

 CBPR is not a specific method or set of methods

• Can involve qualitative and quantitative methods

• Can involve multiple research designs (observational 
studies and/or randomized trials)

 CBPR goal is to influence change in community health, 
norms, systems, programs/policies 

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, M. (Eds.). (2018). Community-based participatory 
research for health: Advancing social and health equity (3rd ed.). Jossey-Bass.



Core Components and Phases in Conducting CBPR

Maintaining, 
Sustaining, & 

Evaluating CBPR 
Partnership

Forming a 
CBPR 

Partnership

Assessing 
Community 
Strengths & 
Dynamics

Identifying 
Priority Public 

Health Issues & 
Research 
Questions

Designing & 
Conducting 

Etiologic, 
Intervention 
and/or Policy 

ResearchFeeding Back & 
Interpreting 

Research Findings

Disseminating & 
Translating 

Research Findings

https://detroiturc.org/about-cbpr/what-is-cbpr

https://detroiturc.org/about-cbpr/what-is-cbpr


Challenges in Academia-Community Relationships

 Nuances of participation and community consent 
(who is participating/who is not) 

 Power and privilege: Who sets the research question? 
Who has power of knowledge?

 Historical research abuse/stereotyping/racism

 Be willing to face the reality of negative history 

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, M. (Eds.). (2018). Community-based participatory 
research for health: Advancing social and health equity (3rd ed.). Jossey-Bass.



Challenges in Researcher-Community Relationships

 Academic vs. community time: publishing versus taking 
action

 CBPR cyclical and iterative process: research goals are 
not always known at the beginning of work 

 Research team having necessary skills (cultural humility, 
listening, sharing decision-making)

Wallerstein, N., Duran, B., Oetzel, J., & Minkler, M. (Eds.). (2018). Community-based participatory 
research for health: Advancing social and health equity (3rd ed.). Jossey-Bass.



Benefits of CBPR

 Enhances relevance of research questions to the 
communities at highest risk 

 Enhances reliability and validity of measurement 
instruments

 Improves response rates

 Enhances recruitment and retention

 Strengthens intervention by incorporating cultural  
beliefs into scientifically valid approaches



A Framework for 
Community Engagement





The C.A.R.E. Model Builds Trust

Ceasar et al IJERPH 2017



Novel Integration 
of Emerging 
Technology into 
Community-
Engaged Research

Community-
Engaged 
Research

Digital Health 
Technology
Geospatial 

Tools
-Omics

Bioinformatics

Biomarkers as 
Community-Based 
Intervention Targets

DC Metro Area

Urban Cities



DC Cardiovascular Health and Obesity Collaborative (DC CHOC) 
Community Advisory Board Evolution of Impact

DC CHOC Co-Chairs: 
Rev. Patricia Fears and Mrs. Mary Douglas-Brown

Established in 2012
Church leaders
NHLBI staff
Community leaders
Howard University partners

Present
Church leaders
NHLBI and other NIH staff
Community leaders
Previous study participants
American Heart Association

Healthcare providers
Hope Center partners
Local non-profits
Academic leaders 
(Howard, GWU, AU)

Embedded lived experience of community members
Greater collaboration across local institutions
Broader reach

Powell-Wiley TM et 
al. Circulation 2023



DC CHOC Community Advisory Board as First Step in 
Community-Engaged Research

2012

DC CHOC 
Community 

Advisory Board

Step It Up Technology-
Enabled Physical Activity 

Intervention

Collaborations between DC Cardiovascular 
Health and Needs 

Assessment

NHLBI, NIH Clinical 
Center, NIMHD, NIAMS, 

Howard University

2020

Ortiz-Whittingham LR et al. Psychoneuroendocrinology 2023*
Powell-Wiley TM et al. Frontiers CV Med 2021*
Claudel SE et al. J Aging Phys Act 2021*
Claudel SE et al. BMJ Health Care Informatics 2020*
Ceasar J et al. JMIR Formative Research 2019*

Tamura K, Vijayakumar N et al, BMJ 
Open 2020 *Powell-Wiley TM as 
senior author

Farmer N et al.  Nutrients 2024
Farmer N et al. BMJ Health Care Informatics 2022*
Farmer N et al. Frontiers Nutrition 2022



Step It Up Community-Engaged Physical Activity 
Intervention

• Adaptive Randomized Trial
• Involves Digital Health Technology 

(wearables, apps)
• Testing the effects of tailored-to-place 

messaging about physical activity

Phases of Intervention Design (Revised ORBIT Model) 

Phase I: Design 
and Refine 

Metrics

Phase II: Pilot 
Testing Phase III: Efficacy Trial

Ceasar JN, Claudel S et al. JMIR Formative Research 2019 ; Tamura K, Vijayakumar N et al. BMJ Open 
2020 ; Vijayakumar N, Neally S, et al. Circulation CV Quality and Outcomes 2022 ;

Czajkowski SM et al. Health Psychology 2015 
**

*

*Powell-Wiley TM as senior author



Howard University Partnership with the 
National Institutes of Health for Equitable 
Clinical Trial Participation for Racial/Ethnic 
Communities Under-represented in Research

2020 Genentech Health Equity Innovations Fund Award



N=50 researchers and 
community members

Unstructured and structured data + Qualitative data                    Training machine learning tool 
to model barriers and facilitators to clinical trial participation

Farmer N et al. BMJ Health & Care Informatics 2022



Development of Community-Engaged Research in 
NHLBI Division of Intramural Research

2012 2023

DC CHOC 
Community 

Advisory Board

DC CV Health and 
Needs Assessment
Step It Up Physical 

Activity Intervention

Collaborations between 
NHLBI, NIH Clinical Center, 
NIMHD, NIAMS, Howard 

University

NHLBI Hope Center, A 
Community-based 

Clinical Research Hub

Wells A et al. AJPH 2024 (Aceepted)*
*Powell-Wiley TM as senior author



Community-Engaged Research Hub: 
NHLBI Hope Center

 Paradigm shift for NIH intramural 
research enterprise

 Accessible location for clinical 
research engagement and outreach

 Embedded in an affordable housing 
development in DC

 Opened in January 2023

CHD Prevalence

Wells A et al. AJPH 2024 (Accepted)



Dissemination of Study Findings Through Community Engagement

 Community Advisory Board meetings
 Community Heartbeats newsletter
 Community events
 Hope Center outreach events
 Website with publications for study participants

38



Important Strategies in Building Community-Based 
Partnerships For Reducing Chronic Disease Risk

Sustainable 
Community 
Partnerships

Recognize the resilience 
and assets of 
communities

Rely on community for 
cultural and context 
interpretation

Foster upward mobility 
of self-determined 
community leaders 

View community health 
more holistically

Multi-level research 
approach with community 
priorities and needs

Success factors: train the 
trainer models, superusers; 
staff from community

Mensah GA et al Circ Research 2018; Ceasar J et al IJERPH 2017



Community Engagement to Address the Cardiometabolic 
Syndemic Through the Healthcare System

Potential Healthcare System Interventions for Community Engagement

Expand clinical teams with more staff members that address social needs (i.e. social 
workers, patient navigators, community health workers)

Establish partnerships with community-based organizations to gain community input on 
new initiatives

Create social needs resource linkage tools for clinician use

Address barriers to coordination between clinical and social services

Invest in local social needs resources such as food and housing assistance programs

Powell-Wiley TM et al. Circ Research 2022; Palacio A et al. Am J Manag Care 2020; 
Hammond G et al. Circ CV Qual Outcomes 2020; DeVoe JE et al. Ann Fam Med 2016



Screen for Social Determinants of Health in Care of 
Cardiovascular-Kidney-Metabolic Syndrome

Ndumele CN et al. Circulation 2023Social Determinants of Health Screening



Community Engagement To Improve Cardiometabolic Health

Tiffany M. Powell-Wiley. Circulation. Centering Patient Voices 
Through Community Engagement in Cardiovascular Research, 
Volume: 147, Issue: 2, Pages: 105-107, DOI: 
(10.1161/CIRCULATIONAHA.122.061112) © 2023 American Heart Association, Inc.
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Phone: 301-594-3735
Twitter (X): @PowellWileyLab

44

mailto:tiffany.powell@nih.gov
https://x.com/PowellWileyLab

	Community-Engaged Research to Address Cardiometabolic Health Disparities
	Learning Objectives
	Obesity Trends are Worsening in the U.S. (2011 to 2021)
	Obesity, Diabetes, and Social Determinants of Health Impact CVD Premature Mortality in U.S. (Data from 2000-2015)
	Syndemic of Obesity, Diabetes, and Cardiovascular Disease
	Obesity as a Complex, Multi-factorial Disease
	Equity-Focused Framework for Social Determinants of Health
	Equity-Focused Framework for Social Determinants of Health
	Community-Engaged Research as a Syndemic Approach
	Definitions of Community 
	Community Engagement can Overcome Mistrust of the Healthcare System and Research
	Continuum of Community-Engaged Research
	Community Engagement vs. Patient Engagement
	Community Engagement Can Increase Representation of Underrepresented Populations in Biomedical Research
	Community Engagement Can Increase Representation of Underrepresented Populations in Biomedical Research
	Definition of Community-Based Participatory Research
	CBPR Role in Promoting Health Equity
	Key Principles of Community Engagement in CBPR
	Key Principles of Community Engagement in CBPR
	Key Principles of Community Engagement in CBPR
	Core Values of Community Based Participatory Research
	CBPR: What it is and isn’t
	Core Components and Phases in Conducting CBPR
	Challenges in Academia-Community Relationships
	Challenges in Researcher-Community Relationships
	Benefits of CBPR
	A Framework for �Community Engagement
	Slide Number 28
	The C.A.R.E. Model Builds Trust
	Novel Integration of Emerging Technology into Community-Engaged Research
	DC Cardiovascular Health and Obesity Collaborative (DC CHOC) Community Advisory Board Evolution of Impact
	DC CHOC Community Advisory Board as First Step in Community-Engaged Research
	Step It Up Community-Engaged Physical Activity Intervention
	Slide Number 34
	Slide Number 35
	Development of Community-Engaged Research in NHLBI Division of Intramural Research
	Community-Engaged Research Hub: NHLBI Hope Center
	Dissemination of Study Findings Through Community Engagement
	Important Strategies in Building Community-Based Partnerships For Reducing Chronic Disease Risk
	Community Engagement to Address the Cardiometabolic Syndemic Through the Healthcare System�
	Screen for Social Determinants of Health in Care of Cardiovascular-Kidney-Metabolic Syndrome
	Community Engagement To Improve Cardiometabolic Health
	Acknowledgements
	Slide Number 44
	Untitled



