
Background
Trust is essential to mutually respectful relationships, 
especially in community-engaged research. A lot is at 
stake. The critical role that trust plays continues to be 
documented and highlights the gap in understanding 
the extent to which initiatives such as All IN for Health 
from the Indiana Clinical and Translational Institute 
(I-CTSI)—a well-established community-academic 
partnership dedicated to helping improve the lives of 
Indiana residents by increasing its health research 
literacy and promoting health resources, as well as 
opportunities to participate in research and clinical 
studies—can improve trust between the community and 
researchers, and rea�irm the responsibility of 
healthcare professionals and researchers to become 
more trustworthy. The study’s purpose was to measure 
trust in biomedical research and healthcare 
organizations, and evaluate how we may improve 
recruitment as an organization

Methods

Survey ResultsTotal Survey Participants: 663

60 and over

Under 60

AGE

RACE

GENDER

EDUCATION

INCOME

Men or other

more than $75k/yr

Women

 At least a
Bachelor’s
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We invited over 13,000 volunteers from the All IN for Health 
research participant registry. Six hundred and sixty-three 
respondents participated in the survey. The Relationship of 
Trust and Research Engagement Survey included three validated 
surveys: Distrust in Healthcare Organizations, the Trust in 
Medical Researchers scale by Hall et. al, and  Patient Trust in 
Medical Researchers by Mainous et al. 

The 36-item survey also included open-text questions:

We conducted cognitive interviews with 3 focus groups with a 
total of 24 individuals to confirm the final survey fulfilled its 
intended purpose.

Results of the Relationship of 
Trust and Research Engagement 
Survey of the Indiana CTSI and 
All IN for Health Initiative.
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74%

1.5%

1.5%

2.6%
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0.3%

12.2%

4.7%

67%

65.3%

60%

Agreed that healthcare 
organizations (HCO) cover up 
their mistakes.

Agreed that HCOs put money 
above patients’ needs.

Agreed doctors do medical research 
for selfish reasons. 

Disagreed that patients get the 
same medical treatment regardless 
of race and/or ethnicity.

Agreed it is safe to participate in 
medical research, yet 79% had never 
been asked to participate in medical 
research by their doctor.

Think that medical researchers act 
di�erently toward minority participants.

Agreed that medical researchers select 
minorities for their most dangerous studies.

Agreed some medical research projects are 
secretly designed to expose minoritized 
groups to diseases.

Lastly, participants suggested what would 
make them most comfortable in participating 
in medical research: 
(1) if they were asked by their doctor, and 
(2) if the institutions involved had be�er 
education programs & public messaging 
about medical research.

“DO THEY 
REALLY 
TRUST US?”

While we concur that the utilization of valid tools to measure 
trustworthiness will facilitate strategies to improve 
recruitment and engagement with the communities we serve, 
we are alarmed by the results of this study.  This population 
has willingly engaged in a research recruitment registry 
making their lack of trust in the systems such as healthcare 
organizations and medical research quite concerning. 
Amongst the general population, trust in scientists is now 
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below pre-pandemic levels. In addition, this study confirms 
what appeared to be a decline in trust, especially pronounced 
among White adults. We conclude with a rea�irmation of the 
importance of understanding our communities’ trust in 
medical research, how we must critically assess our own 
trustworthiness, and critically reflect on the authenticity of 
our e�orts.
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“Are there any previous experiences that made you distrust 
medical research?”

“What would make you more comfortable to participate in 
research?”

“How do you feel that Indiana University/ School of 
Medicine, Purdue University, and University of Notre 
Dame should connect with the public when it comes to 
medical research?” 


