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Resources for Engaging in Community-Led Health Research

Principles of Community Engagement

Articles and Papers

● CDC Guide: What Is Community Engagement?
● National Equity Project: The Lens of Systemic Oppression
● CCPH Principles of Partnership
● CDC/ATSDR: Principles of Community Engagement

Community-Based Participatory Research

● Tufts CTSI Community and Stakeholder Engagement
● Community Strategies for Culturally Responsive Research
● Progress in Community Health Partnerships: Research, Education, and Action
● Center for Community Health and Development: Community Tool Box
● Chicago Beyond: Why Am I Always Being Researched
● Research Across the Walls: A Guide to Participatory Research Projects &

Partnerships to Free Criminalized Survivors (Survived and Punished)
● Decolonizing Community-Based Research
● Research Justice Worksheet
● Promising Practices Guide for community-based participatory research
● Facilitators and barriers to community-led monitoring of health programs:

Qualitative evidence from the global implementation landscape
● The Power of Community-Generated Research in our Work for Justice
● 2022 Survey: A Focus on Racial Equity

History of North Carolina

Articles and Papers

● History of the Immigrant & Refugee Rights Project
● Carolina Demography
● North Carolina History Project
● About the NC History Digital Textbook

2

https://www.cdc.gov/violenceprevention/pdf/phl_communityengagement_guide.pdf
https://projects.iq.harvard.edu/files/deib-explorer/files/lens-of-systemic-oppression.pdf
https://ccphealth.org/partnering/principles-of-partnering/
https://www.atsdr.cdc.gov/communityengagement/pce.html
https://www.tuftsctsi.org/research-services/stakeholder-community-engagement/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://doi.org/10.1353/cpr.2015.0031
https://ctb.ku.edu/en/table-of-contents/evaluate/evaluation/intervention-research/main
https://chicagobeyond.org/researchequity/
https://survivedandpunished.org/research-across-the-walls-guide/
https://survivedandpunished.org/research-across-the-walls-guide/
https://www.communitybasedresearch.ca/post/decolonizing-community-based-research
https://freerads.org/wp-content/uploads/2020/06/research-justice-worksheet.pdf
https://engageforequity.org/tool_kit/promising-practices/
https://journals.plos.org/globalpublichealth/article?id=10.1371/journal.pgph.0003293
https://journals.plos.org/globalpublichealth/article?id=10.1371/journal.pgph.0003293
https://www.youtube.com/watch?v=gdOOsPz5048
https://nff.org/2022-survey-focus-racial-equity#:~:text=69%25%20primarily%20or%20exclusively%20serve
https://www.ncjustice.org/projects/immigrant-refugee-rights/overview/history-of-the-immigrant-refugee-rights-project/
https://carolinademography.org/
https://northcarolinahistory.org/
https://www.ncanchor.org/


● Wyatt Outlaw and the white men who put a monument where they lynched him
● North Carolina Fast Facts and Timelines
● Economy of North Carolina
● Robeson County, NC
● Public Schools of Robeson County
● 2021 Forsyth County Community Health Assessment (CHA) Report

Panel Discussion

● History Hour: Refugees and Resettlement in WNC, a panel discussion

Overcoming Systems of Oppression in Research

Articles and Papers

● Beyond Systems of Oppression: The Syndemic Affecting Black Youth in the US
● Improving Health Equity: Eliminate Racism and Other Forms of Oppression
● Intersectionality as Critical Social Theory

Bias in Philanthropic Funding

● Overcoming the Racial Bias in Philanthropic Funding
● No Strings Attached: Philanthropy, Race, and Donor Control From Black Power

to Black Lives Matter
● The 6 Grantmaking Practices of Trust-Based Philanthropy

Videos

● Black Storytelling from Margin to Center
● Study Reveals Black Americans as Hidden Native Original People
● Research Justice: Decolonizing Knowledge, Building Power
● Fitting in the Food System
● Creative Aging Network of NC
● Social Identities and Systems of Oppression: How to understand power

Barriers and Lessons Learned in Community-Led Research

Articles and Papers
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https://www.yesweekly.com/education/wyatt-outlaw-and-the-white-men-who-put-a-monument-where-they-lynched-him/article_7ef182a0-dc2b-11ea-a508-ab7d42bfc93b.html
https://www.ncmuseumofhistory.org/learn/classroom/north-carolina-fast-facts-and-timelines
https://www.britannica.com/place/North-Carolina-state/Economy
https://www.robesoncountync.gov
https://www.robeson.k12.nc.us
https://www.co.forsyth.nc.us/Publichealth/assets/documents/CHA_Report_2021.pdf
https://www.youtube.com/watch?v=XXXXXX
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8127482/
https://ssir.org/articles/entry/overcoming_the_racial_bias_in_philanthropic_funding
https://doi.org/10.1177/08997640211057390
https://doi.org/10.1177/08997640211057390
https://static1.squarespace.com/static/607452f8ad01dc4dd54fc41f/t/629e7f6e63704d64040cc554/1654554478550/6+Grantmaking+Practices+of+TBP_June+2022.pdf
https://www.youtube.com/watch?v=ROBByvDohS0
https://www.youtube.com/watch?v=fAerwSnZ9ZM&t=50s
https://www.youtube.com/watch?v=Sx9O2NNEWP8
https://youtu.be/Q0lMqEz2op4?si=bSzAIt8ud380HK9Y
https://www.youtube.com/@creativeagingnc
https://nmaahc.si.edu/learn/talking-about-race/topics/social-identities-and-systems-oppression


● Barriers And Facilitators To Community-Based Participatory Mental Health Care
Research For Racial And Ethnic Minorities

● Relational community engagement within health interventions at varied outcome
scales

● IIED Resource
● Community Partner Perspectives on Benefits, Challenges, Facilitating Factors,

and Lessons Learned from Community-Based Participatory Research
Partnerships in Detroit

● Studying Breast Cancer Risk in Asian American Communities with Dr. Scarlett
Gomez

● Improving Health Equity: Eliminate Racism and Other Forms of Oppression

Webinar

● ASHE CIHE March 2022 Research Webinar

Practitioner and Researcher Positionality

Articles and Papers

● To Hell with Good Intentions by Ivan Illich
● Positionality Statements as a Function of Coloniality: Interrogating Reflexive

Methodologies
● R-Words: Refusing Research

Diverse Ways of Knowing
Articles and Papers

● What healing looks like for Asian American Communities
● Rap Music
● Britannica on Hip-Hop
● Read Poetry on Spoken Word
● Ways of Knowing: The Diversity of Knowledge

Websites
● NCSU Therapeutic Horticulture
● Facebook Page - Robeson County Community Bi-Lingual Teaching Garden
● The Conservation Fund: Resourceful Communities
● Center for Justice Innovation
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://journals.plos.org/globalpublichealth/article?id=10.1371/journal.pgph.0003193
https://journals.plos.org/globalpublichealth/article?id=10.1371/journal.pgph.0003193
https://www.iied.org/
https://doi.org/10.1353/cpr.2015.0031
https://doi.org/10.1353/cpr.2015.0031
https://doi.org/10.1353/cpr.2015.0031
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://www.ihi.org/sites/default/files/IHI_ImprovingHealthEquity_EliminateRacismOppressionGuide.pdf
https://www.youtube.com/watch?v=IAeWeQ7wEdM
https://www.uvm.edu/~jashman/CDAE195_ESCI375/To%20Hell%20with%20Good%20Intentions.pdf
https://academic.oup.com/isq/article/68/2/sqae038/7642608
https://academic.oup.com/isq/article/68/2/sqae038/7642608
https://static1.squarespace.com/static/557744ffe4b013bae3b7af63/t/557f2ee5e4b0220eff4ae4b5/1434398437409/Tuck+and+Yang+R+Words_Refusing+Research.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://en.wikipedia.org/wiki/Rap_music
https://www.britannica.com/art/hip-hop
https://www.readpoetry.com/a-brief-history-of-spoken-word-poetry/
https://www.healthyheadwaterslab.ca/hhl-news/waysofknowing#:~:text=There%20are%20many%20ways%20to,above%20passed%20down%20over%20generations
https://therapeutic-hort.ces.ncsu.edu/therapeutic-hort-programs/
https://www.facebook.com/RobCoGarden/
https://www.conservationfund.org/our-work/resourceful-communities
https://www.innovatingjustice.org/


● Interdisciplinary Research Leaders
● See Your Words
● Thriving Together

Organizations and Initiatives
● NCSU Therapeutic Horticulture
● Facebook Page - Robeson County Community Bi-Lingual Teaching Garden
● The Conservation Fund: Resourceful Communities
● Center for Justice Innovation
● Interdisciplinary Research Leaders

Research Tools and Frameworks
● Community-Based Systems Dynamics
● Ageing among Black and non-Hispanic White older adults: A community-based

system dynamics approach to examining quality of life
● ABLe Change Process: Tools and Resources for Community Systems Change
● Able Pocket Guide for Community Systems Change
● Trial Innovation Network Toolkit
● A Toolkit for Centering Racial Equity Throughout Data Integration
● Research Tools for Organizers Training Series (Map the Power)
● Community-Centered Dissemination Toolkit
● The Community-Engaged Research Framework

Community Initiatives and Reports
● Full Frame Initiative - Community Bill of Rights
● Shifting the Power Balance: Creating Health System Accountability through

Trusted Community Partnerships
● How Racism Can Affect Child Development
● Do No Harm Guide: Applying Equity Awareness in Data Visualization
● Sabbaticals for BIPOC Leaders
● A Growing Movement of Sabbaticals for BIPOC Leaders
● BIPOC ED Coalition Launches Sabbatical Program, Prioritizing Well-Being Of

Black, Indigenous And People Of Color Nonprofit Leaders
● BIPOC ED Coalition Grants $1.37M to Nonprofit Leaders for Sabbaticals and

Respites
● Update: 246 Cities, Counties, Leaders Declare Racism a Public Health Crisis!
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https://www.irleaders.org/
https://seeyourwords.com/
https://thriving.us/explore-the-springboard/
https://therapeutic-hort.ces.ncsu.edu/therapeutic-hort-programs/
https://www.facebook.com/p/Robeson-County-Community-Bi-Lingual-Teaching-Garden-100090287933262/
https://www.conservationfund.org/our-work/resourceful-communities
https://www.innovatingjustice.org/about
https://irleaders.org/
https://www.systemdynamics.org/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMCXXXXXX/
https://systemexchange.org/application/files/4515/9111/1141/ABLe_Change_Process_for_Community_Systems_Change_Tools_and_Resources.pdf
https://www.michirlearning.org/application/files/1715/8075/4248/ABle_Pocket_Guide_2020.pdf
https://trialinnovationnetwork.org/tin-toolbox/?key-element=18344
https://aisp.upenn.edu/centering-equity/
https://mapthepower.net/trainingseries2024/
https://med.umn.edu/healthdisparities/community-engagement/dissemination-toolkit
https://www.norc.org/research/library/community-engaged-research-framework.html
https://www.fullframeinitiative.org/resources/the-community-bill-of-rights/
https://www.chcs.org/resource/shifting-the-power-balance-creating-health-system-accountability-through-trusted-community-partnerships/
https://www.chcs.org/resource/shifting-the-power-balance-creating-health-system-accountability-through-trusted-community-partnerships/
https://developingchild.harvard.edu/resources/racism-and-ecd/
https://www.urban.org/research/publication/do-no-harm-guide-applying-equity-awareness-data-visualization
https://bipocedcoalitionwa.org/wp-content/uploads/2022/01/Sabbaticals-for-BIPOC-Leaders.pdf
https://nonprofitquarterly.org/a-growing-movement-of-sabbaticals-for-bipoc-leaders/
https://seattlemedium.com/bipoc-ed-coalition-launches-sabbatical-program-prioritizing-well-being-of-black-indigenous-and-people-of-color-nonprofit-leaders/
https://seattlemedium.com/bipoc-ed-coalition-launches-sabbatical-program-prioritizing-well-being-of-black-indigenous-and-people-of-color-nonprofit-leaders/
https://southseattleemerald.com/2022/11/12/bipoc-ed-coalition-grants-1-37m-to-nonprofit-leaders-for-sabbaticals-and-respites/
https://southseattleemerald.com/2022/11/12/bipoc-ed-coalition-grants-1-37m-to-nonprofit-leaders-for-sabbaticals-and-respites/
https://salud-america.org/rising-number-of-cities-counties-are-declaring-racism-a-public-health-crisis/


Books
● The Art of Community by Charles H. Vogl
● Decolonizing Methodologies: Research and Indigenous Peoples by Linda

Tuhiwai Smith
● Research as Resistance: Revisiting Critical, Indigenous, and Anti-oppressive

Approaches by Leslie Brown, Susan Strega
● Influencing Social Policy: Applied Psychology Serving the Public Interest
● Organize! Building from the Local for Global Justice by Aziz Choudry, Jill Hanley

& Eric Shragge
● Thicker Than Blood: How Racial Statistics Lie by Tukufu Zuberi
● Essentials of Critical Participatory Action Research by Michelle Fine, María Elena

Torre
● Black Feminism in Qualitative Inquiry A Mosaic for Writing Our Daughter's Body

By Venus E. Evans-Winters

Barriers to Practicing Community-led Health Research
Below are the key themes and barriers to community-led health research participants
identified:

Structural Barriers

● System designed to extract means of production from communities, limiting their
ability to live a healthy life

● Institutional policies that hinder applying resources to community needs
● Lack of validation in academic spaces, which can have a chilling effect on

pre-tenure scholars
● Lack of understanding and recognition of Indigenous knowledges, cultures, and

traditional medicines
● Lack of resources and stable funding for community-based organizations
● Competitive funding models and insufficient funding for long-term sustainability

Cultural and Linguistic Barriers

● Cultural and linguistic barriers prevent marginalized populations from
participating in community-based participatory research (CBPR)
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https://www.theartofcommunity.net/
https://www.bloomsbury.com/us/decolonizing-methodologies-9781786998125/
https://www.bloomsbury.com/us/decolonizing-methodologies-9781786998125/
https://canadianscholars.ca/book/research-as-resistance-2nd-edition/
https://canadianscholars.ca/book/research-as-resistance-2nd-edition/
https://global.oup.com/academic/product/influencing-social-policy-9780199989973?cc=us&lang=en&
https://pmpress.org/index.php?l=product_detail&p=422
https://pmpress.org/index.php?l=product_detail&p=422
https://www.jstor.org/stable/10.5749/j.cttttcnc
https://www.apa.org/pubs/books/essentials-critical-participatory-action-research
https://www.apa.org/pubs/books/essentials-critical-participatory-action-research
https://www.taylorfrancis.com/books/mono/10.4324/9781351046077/black-feminism-qualitative-inquiry-venus-evans-winters
https://www.taylorfrancis.com/books/mono/10.4324/9781351046077/black-feminism-qualitative-inquiry-venus-evans-winters


● Language and cultural barriers in working with Latino and African American
families in predominantly white/native communities

● Racism in the medical field, education, and justice system faced by African
Americans

● Misunderstandings and miscommunications due to lack of cultural competence
and understanding of community contexts

Organizational Barriers

● Obstacles in accessing resources and performing research to mitigate social
challenges

● Time constraints, lack of communication, and financial struggles
● Psychological barriers, objections, and reactions in incorporating social justice,

anti-racism, cultural competence, and reflection in engagement practices
● Fear of internal or public criticism and controversy in poorly executed community

engagement projects
● Bureaucratic processes and administrative burdens delaying or hindering project

implementation

Power Dynamics and Institutional Constraints

● Power imbalances between academic researchers and community members
hinder genuine partnership

● Institutional constraints and policies that do not support community-led research
approaches

● Academic reward structure focused on grant funding and high-impact journal
publications, undervaluing community engagement and dissemination of
research findings

● Ethical guidelines (IRB restrictions) that do not align with community needs, often
protecting institutions over people

● Disconnect between community-led initiatives and academic or institutional
priorities

Trust and Relationship Building

● Structural barriers such as systemic racism and discrimination create an
environment of mistrust between researchers and community members

● Lack of cultural competence and understanding of the cultural contexts of
communities can lead to misunderstandings and miscommunications
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● Historical and ongoing inequities leading to a lack of trust between researchers
and communities

● Need for genuine, reciprocal relationships beyond formal agreements

Long-term Commitment and Sustainability

● Long-term commitment beyond funded grant projects and the need for resources
to sustain partnerships

● Focus on short-term returns on investment and lack of value attributed to
community-led research

● Insufficient funding, lack of resources, and opportunities for growth and
mentorship

● Financial difficulties impacting the ability to participate in research
● Individual needs conflicting with principles of partnership, such as the need for

income affecting the flow of resources to the community

Knowledge and Information Barrier

● Lack of access to information, resources, and authentic research
● Lack of understanding, awareness, and trust in community insights and

Indigenous knowledge
● Lack of language and communication that resonates with the scientific

community and validation in academic spaces
● Community insights often dismissed as anecdotal or less-than evidence

Barriers to Practicing Community-Led Health Research

● Lack of funding, recognition, and support for community partnerships
● Unwillingness to invest in partnerships that address root causes, focusing more

on short-term program-based solutions
● Bias, systemic racism, lack of accountability, security, and privilege mentalities
● Need for unlearning traditional research approaches and overcoming biases in

predominantly white institutions

Barriers to Applying Principles of Community-Led Health Research

● Complexity and underestimation of applying principles, especially by those
lacking respect and expertise in community-led research

● Lack of passion, commitment, and humility to honor the expertise of the
partnership and community members
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● Racism, lack of resources, and ongoing adversities that impede progress and
improvement

● Lack of training and support for both academic researchers and community
members

Additional Barriers

● Lack of sincerity, mutual respect, and humility in partnerships
● Lack of flexibility and dedicated time for community partnerships and research
● Lack of accountability measures to address biases and systemic racism
● Lack of dissemination of research findings directly to the community and

establishing trusting relationships

Community-Led Health Research Project Examples

● The Montagnard Hypertension Project
● Detroit Urban Research Center (Detroit URC)
● Pride Center San Antonio
● Oklahoma State University
● Queens Village Cincinnati
● Community Action to Promote Healthy Environments (CAPHE)
● Báa nnilah (Apsáalooke Nation/Crow)
● ACT Cincy
● Midwest Collaborative for Women's Health (MCWI)
● Indigenous Early Learning Collaborative:
● BIPOC-to-BIPOC Initiative
● West Atlanta Watershed Alliance
● Philly Thrive
● No Cop Academy
● Courtwatch DC
● Mapping Community Ecosystems of Collective Care
● Pitt County All-Stars 4-H Club
● Farmworker Association of Florida
● LEAP Health and Wellness Collaboration
● Asian Health Coalition
● Asian Women for Health
● Asian Media Access
● TikTok Cultures
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https://www.montagnardda.org/research-network/projects/health-healthcare/montagnard-hypertension-project
https://academyhealth.org/publications/2024-06/crhe-grantee-reflections-interview-pride-center-san-antonio
https://academyhealth.org/publications/2024-06/crhe-grantee-reflections-interview-pride-center-san-antonio
https://academyhealth.org/publications/2024-06/crhe-grantee-reflections-interview-oklahoma-state-university
https://www.blackwomenforthewin.com/
https://caphedetroit.sph.umich.edu/
https://www.youtube.com/watch?v=L6Jyf-acPso
https://actcincy.org/safe
https://www.mcwi.org/
https://www.brazeltontouchpoints.org/programs-services/indigenous-early-learning/
https://bipoctobipoc.dreamhosters.com/
https://www.wawa-online.org/about-2
https://www.phillythrive.org/
https://nocopacademy.com/report/
https://www.courtwatchdc.org/
https://www.interruptingcriminalization.com/resources-all/mapping-community-ecosystems-of-collective-care
https://pitt.ces.ncsu.edu/pitt-county-4-h-clubs/
https://floridafarmworkers.org/
https://communityengagement.uncg.edu/research_collabs/leap-health-wellness-collaboration/
https://www.asianhealth.org/arc
https://www.asianwomenforhealth.org/accesspd.html
https://ww1.amamedia.org/about/
https://tiktokcultures.com/projects/

