
Building on a Solid 
Foundation: Success 
Stories – Community 
Engagement & 
Evaluation

Community engagement in research 
and dissemination 



Objectives

Community engagement in research and dissemination that will: 

• Discuss strategies to engage Native American communities in cancer research, 
screening, and prevention; 

• Provide guidance about how to navigate tribal approval and cultural humility in 
research; and 

• Discuss experiences and best practices regarding challenges and how they were 
addressed. 
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Givens

Building on a Solid Foundation: Success Stories – Community 
Engagement & Evaluation

American Indians and Alaska Natives (AI/AN) 
are sovereign.

5.2M people identify as American Indian or 
Alaska Native, 1.7% of U.S. population

Median age is 29 years old, 38 for U.S.

Lower life expectancy and more years of 
potential life lost
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Cancer is the 
second leading 
cause of death
AI/AN tend to be diagnosed at younger 
ages and at later stages of cancer, with 
lower 5-year survival rates
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Social Determinants of Health 
and Institutionalized Racism 
important contributors.
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To engage Native American 
communities in cancer research, 
screening, and prevention, understand 
them

Build and 
Sustain Trust

Equal and 
Respectful 
Partnership

Harms & 
Benefits from 
Tribal 
Perspective
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Guidance
How to navigate tribal approval and cultural 
humility in research

 Community-based focus, priority

 Tribal ownership and control

 Transparency and ongoing frequent 
communications

 Capacity building and sustainability

 Community experiences and expectations
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Experiences

Individual 
Tribes

Joint Tribes Tribal 
Consortia

Urban 
Organizations

Descendants
Bryan Newland, a citizen of the 
Bay Mills Indian Community 
(Ojibwe) in Michigan, is the 
Assistant Secretary - Indian Affairs
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Best Practices regarding Challenges, 
How Addressed

No

Tribes have the 
right to say no

Conditions

No Tribal 
identification

No publications

No private or 
sacred 
information 
disclosed

No secondary 
uses

Different 
Priorities

Biospecimen 
use

Genetic testing

Clinical trials

Training

Primary data 
collection

Data entry and 
analysis

Dissemination 
and 
interpretation

Capacity 
Building

Involving 
trainees

Beyond the 
research
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Clinical Trial Issues and Considerations
• Multiple Systems of Care

• Indian Health Service
• Tribally-run Health Care
• Urban Health Care
• Salish, Tuba City Cancer Centers
• Referred Care 

• Continuity of care
• Communications between services
• Financial coverage
• Access: distance, scheduling, safety

• Trial Requirements
• Double-blind
• Research vs Treatment

• Informed Consent
• Long, technical documents

• Lack of advocate

• Biospecimen Use
• Storage
• Secondary Uses
• Destruction

• Burden of Trial Requirements

• Privacy
• Holistic Approaches
• Traditional Healing
• Traditional Medicines



Clinical Trial Issues and Considerations
• Personalized Care

• Oncologist availability
• Lay person advocate

• Beyond Treatment

• Trial Demystification
• Community-based engagement
• Ongoing

• Empowering patients beyond CT scope; 
not just about the research

• Access to chemotherapy medications, 
not contingent on trial

• More cancer centers regionally
• Partnerships with IHS, Tribes/Urban

• Investigators and funders invest in trust 
and care

• Collaborative partnerships
• Patient benefit

• Biospecimens in Tribally-owned banks
• Native BioData Consortium

• Training in clinical trial research
• Providers
• Review committees
• Potential participants and their families
• Advocates

• Secondary use approval



Funding:

 5U54CA143924

 1R01MD014127

 1R21 CA248361

Francine C. Gachupin, PhD, MPH, 
Jemez Pueblo Tribal Member,
Professor, University of Arizona

520-621-5072
fcgachupin@arizona.edu 

Website:
https://www.fcm.arizona.edu/research/research-
programs/partnership-native-american-cancer-prevention-nacp 

mailto:fcgachupin@email.arizona.edu
https://www.fcm.arizona.edu/research/research-programs/partnership-native-american-cancer-prevention-nacp
https://www.fcm.arizona.edu/research/research-programs/partnership-native-american-cancer-prevention-nacp

	Building on a Solid Foundation: Success Stories – Community Engagement & Evaluation
	Objectives
	Givens
	Cancer is the second leading cause of death
	Social Determinants of Health and Institutionalized Racism important contributors.
	To engage Native American communities in cancer research, screening, and prevention, understand them
	Guidance
	Experiences
	Best Practices regarding Challenges, How Addressed
	Clinical Trial Issues and Considerations


