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• Adults of African Ancestry (AAA) are nearly twice as likely to develop 

Alzheimer’s disease (AD) as non-Hispanic White adults yet are 

underrepresented in brain tissue donation (BTD) and AD research.

• Health Literacy Education is a primary strategy for increasing research 

participation; however, most approaches focus on improving factual 

knowledge rather than understanding how individuals evaluate the 

credibility of research information received and how this process 

influences decisions about research participation.

• Prior research shows that individuals rely on multiple information 

sources to navigate concerns about trust and misinformation. 

• Understanding how research information is evaluated is critical for 

designing communication strategies that support informed engagement 

in BTD and AD research.

• To explore perceptions of AD research and BTD among AAA, 12 in-

person focus groups were conducted in four US locations, hosted by 

regional universities in North Carolina, Ohio, Florida, and New York 

(three focus groups per location) . 

• Focus groups section lasted approximately 83 minutes on average and 

were audio-recorded and transcribed verbatim using a professional 

transcription service. 

• Participants were de-identified during transcription. Illustrative quotes 

are labeled using specific study identifiers (e.g., P1FG1 = Participant 1, 

Focus Group 1) to maintain confidentiality. 

• Transcripts were analyzed using thematic analysis. A codebook was 

developed using both inductive and deductive approaches and applied 

using Atlas.ti (version 24). 

• Two analysts independently coded transcripts and met regularly to 

resolve discrepancies and refine themes through consensus.

• The focus groups yielded a total of 81 AAA participants with a mean 

age of 66.13 years (30 – 98 years old) ; 80.72% identified as female, 

with an average of 13.88 years of education (2 – 24 years).

• All participants were recruited from community settings and reported no 

prior involvement in  AD research or BTD education.

• The study identified four key themes  related to how participants 

evaluate the credibility of BTD information: (1) multi-source 

verification, (2) conditional trust in clinicians, (3) platform 

skepticism and institutional preference, and (4) experiential and 

community-based interpretation.
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CONCLUSION

Theme How Participants Evaluate 

Information

Illustrative Quotes What Signals Credibility

Multi-Source Verification 

Participants actively cross-checked 

information across clinicians, internet 

sources, and family or peer networks. 

Information was rarely accepted 

without comparison.

“Checking multiple places and seeing if it's repeating.” 

(P1FG3)

“If you see the information in more than one spot, more than 

one location, usually an indication of whether it’s valid or not.” 

(P3FG2)

Consistency across multiple sources 

validated accuracy

Conditional Trust in 

Clinicians

Clinicians were viewed as important 

and trusted sources, particularly when 

long-standing relationships existed. 

However, participants frequently 

verified clinician information 

independently.

“Well, I believe in my primary care doctor. I been with her for 

‘bout 12 years. Yeah, I have a lotta faith in her.” (P2FG8)

“I go to the doctor a lot. A lotta times, I check on what the 

doctor said. At the end of the day, I go by how my body feels 

’cause I know my body better than the doctor.” (P4FG4)

Trust built through relationship and 

reinforced through confirmation

Platform Skepticism and 

Institutional Preference

Online platforms were commonly used 

to access information; however, 

participants expressed concerns 

about misinformation and unreliable 

content. Institutional sources (e.g., 

universities, healthcare systems) were 

preferred to confirm and validate 

information credibility.

“— ‘cause you can’t trust everything that you see on the 

internet ‘cause a lot of that stuff just ain’t happenin’ ‘cause it 

ain’t real.” (P2FG1)

“I'll look at more medical universities, like John Hopkins—

places like that. I figure that the information's more viable.” 

(P4FG9)

Credibility linked to institutional 

authority and perceived expertise

Experiential and 

Community-based 

Interpretation

Participants interpreted information 

through personal and family 

experiences with AD and validated 

understanding through discussions in 

trusted community spaces such as 

churches and senior centers.

“My church has a health group and they periodically have 

quite a few meetings in reference to health issues.” (P7FG1)

“We get a lotta information here at [Center]. We have 

speakers that comes in—medical, pharmacy, banks and 

different places that give us a lot of information.” (P1FG9)

Lived experience and collective 

discussion confirmed relevance and 

trustworthiness

Key Themes and Credibility Drivers

These findings highlight the complexity of navigating research information amid abundant and often inconsistent sources that could influence AAA to, or not to, 

participate in AD and BTD research. Trusted sources such as family, friends, physician knowledge, respected institutions and lived experiences are all relied upon to 

assess the credibility of  health and research information. Future directions include the development of decision‐making tools and community-anchored educational 

materials to be provided to trusted sources such as community-based organizations and clinicians to support informed engagement in BTD and AD research for AAAs. 
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