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BACKGROUND: Potential research participants, particu-
larly those from racial and ethnic groups underrepresent-
ed in medical research, often decide to participate based
on how they judge people, places, and study protocols as
trustworthy. And yet, few studies have explored notions of
trustworthiness or determinants of trustworthiness from
the perspective of potentialmedical research participants.
OBJECTIVE: This paper describes how racially and eth-
nically diverse potential medical research participants
conceptualizewhatmakes researchers, research settings,
and research protocols seem trustworthy.
DESIGN: Using a criterion sampling strategy, we
recruited African American, Latinx, and White adults for
participation in focus groups conducted at a community
center servings the Latinx community and at a health
clinic that primarily serves the African American
community.
PARTICIPANTS: A total of 57 African American, Latinx,
and White adults
APPROACH: We conducted seven focus groups that ex-
plored perceptions and determinants of research, trust, pri-
vacy, confidentiality, and research participation. We used a
phenomenological thematic analytic approach to explore the
determinants of trustworthiness to conduct medical
research.
RESULTS: In our effort to identify the factors that affect
potential research participants’ perspectives on the trust-
worthiness of medical research, we found three themes:
Who is trustworthy to conduct medical research? What
influences perceptions of trustworthiness in medical re-
search? And what institutions or settings are trustworthy
to conduct medical research?
CONCLUSIONS: These findings highlight that one’swilling-
ness to participate in research is driven in part by their
perception of the trustworthiness of researchers, research
institutions, and the information they are given about po-
tential research opportunities. There are important and
modifiable determinants of trustworthiness that may facili-
tate minority participation in research. We found that re-
search, researchers, and research institutions each have
things that can be done to increase trustworthiness and
minority participation in research.
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L ack of trust is often framed as something to change
among potential research participants rather than high-

lighting the need for researchers and research institutions to
demonstrate that they are trustworthy1, 2. Trustworthy is the
notion that the research, researchers, or research environments
are deserving of trust. When research, researchers, or the
research environment is worthy or deserving of trust, partic-
ipants, or potential research participants, are more likely to feel
confident that the study is designed to achieve the greatest
benefit for society and that the benefits of conducting the
research outweigh the potential harms for participants. Con-
sistent with the Belmont Report and other principles of ethical
research, trustworthy research does not expose participants to
unnecessary risks and includes a clear process to make sure
that participants are making informed and voluntary decisions
to be part of the study and that the burdens and benefits of the
research are distributed fairly across the population3. Unfortu-
nately, unethical medical research has been concentrated in
marginalized populations such as African American and Lat-
inx populations, and potential research participants who come
from these populations may not operate from the assumption
that research, researchers, or research environments are trust-
worthy1, 4.
More than 50 years ago, Grier and Cobbs5 argued that

African Americans’ suspicions and fears that many sectors
of American society are not trustworthy were logical and
accurate interpretations of their perceptions and experiences6.
African Americans, Latinx, and other racial or ethnic minority
groups have a long history of receiving inferior quality of
medical care even when they have the same level and type
of insurance and access to care7–10. Scholars also have
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documented numerous incidents of unethical medical research
on African Americans, Hispanic-Latinos, and other groups4,
11, 12. The United States Public Health Service Study of
Untreated Syphilis in the Negro Male is often mentioned as
proof that concerns about unethical research are justified, but a
number of examples of unethical medical research have oc-
curred well after this study ended and even after the historic
Belmont Report set standards for human research protections
in 19793. Given numerous and well-documented instances of
unethical research conducted on racial and ethnic minority
populations and other historically marginalized groups4, 11–

13, it is important to reframe notions of trust to recognize that it
is in fact logical and rational for members of these populations
to approach medical research with some level of skepticism. In
addition, increasing numbers of financial relationships be-
tween university scientists and industry and other events that
cast doubt on the objectivity of individual scientists, their
institutions, and the larger system of academic research have
fueled skepticism about research trustworthiness14.
While there have been considerable efforts to understand

and measure trust and mistrust15–17, the research exploring
how and why potential research participants question the
transparency, motives, completeness, goals, and potential
harms of research has been limited. Better understanding the
factors that influence participants’ perceptions of whom they
should trust to conduct ethical research would enhance our
ability to overcome the complex ways that lack of trust
impedes medical research participation. The primary research
question guiding this study is what determines trustworthiness
to conduct medical research?

METHODS

This paper presents analyses of data from a larger study
designed to explore how African Americans and
Latinxs—two groups that have been subject to unethical med-
ical research and who are historically underrepresented in
medical research—understand trust in relation to medical re-
search and how that affects their willingness to participate in
medical research. The study included focus groups to gather
participants’ perspectives and forums to educate the lay com-
munity about medical research. This study was conducted in
collaboration with a community center that specializes in
serving the health and social needs of the local Latinx com-
munity and with a comprehensive community health center
that specializes in serving the local African American com-
munity. Neither organization serves exclusively their popula-
tion of expertise, so people of all racial and ethnic back-
grounds are welcome to utilize their services.

Recruitment Strategy and Participants

This study was conducted in Nashville, TN. Nashville is the
state capital and most populous city in the state of Tennessee
with approximately 690,000 people. In Nashville, 55.6% of

residents are non-Hispanic White, 27.8% are Black or African
American, 10.4% are Hispanic or Latino, and 6.2% identify as
being of a different race or ethnicity18. Study participants were
recruited using a criterion sampling strategy from community
sites in metropolitan Nashville via on-site flyers, word of
mouth, email listservs, and newsletters. Individuals were eli-
gible to participate if they were (1) 18 years of age or older, (2)
able to give informed consent, (3) able to complete a demo-
graphic questionnaire, (4) fluent in English or Spanish, and (5)
not institutionalized. While the goal was to explore the per-
spectives of African Americans and Latinxs, if participants
who were not members of either of these groups expressed
interest, we also allowed them to participate in the groups.
The mean age of the 57 participants was 44 years old, and

ages ranged from 18 to 76 years old. Three-fourths of the
participants were women, and there were no Latino/Hispanic
male participants. Sixty-eight percent of study participants had
no prior research involvement (Table 1).

Study Design, Setting, and Data Collection

The study protocol was approved by the university’s Institu-
tional Review Board. Prior to the start of the focus group
discussion, we obtained written informed consent and partic-
ipants were asked to complete a demographic survey. Study
staff facilitated the focus groups in community-based sites that
were convenient for the participants. Table 2 includes the
focus group questions. A total of seven focus groups were
completed in order to capture unique and common determi-
nants of trust in research. Each focus group lasted approxi-
mately 90 min and was audio-recorded. Each participant was
compensated $25 for focus group participation.

Table 1 Demographic Characteristics of Study Participants

Demographic characteristics n (%)

Participants 57 (100%)
Gender
Male 14 (24.6%)
Female 43 (75.4%)
Race/ethnicity
African American 24 (42.1%)
White 11 (19.3%)
Hispanic/Latino 21 (36.8%)
Other 1 (1.8%)
Age range
18–35 17 (29.8%)
36–55 24 (42.1%)
56–75 14 (24.6%)
> 76 2 (3.5%)
Educational attainment
8th Grade or less 2 (3.5%)
Some high school, but did not graduate 2 (3.5%)
High school diploma/GED 18 (31.6%)
Some college or 2-yr degree 12 (21.0%)
College graduate 14 (24.6%)
> college degree 9 (15.8%)
Past research participation
No—have not participated in research 39 (68.4%)

For education, one participant reported both ‘Some college or 2-year
degree’ and ‘College graduate’ and one participant preferred not to
answer
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Focus groups were conducted in the participant’s preferred
language of English or Spanish. Five focus groups were con-
ducted in English. Of the five groups conducted in English,
two focus groups were conducted with African Americans,
and three focus groups were comprised of racially and ethni-
cally diverse participants. In the three racially and ethnically
mixed groups, participants were predominantly White in two
groups and most participants were African American in the
third group. Two focus groups were conducted with 100%
Latinx participants. These focus groups were conducted in
Spanish by a Latina who was a native Spanish speaker and
trained focus group moderator.

Data Analysis

All focus groups were audio-recorded, transcribed verbatim,
and when appropriate, translated into English for analysis.
Transcribed focus groups were imported into the qualitative
data software package NVivo11. Two researchers reviewed
the transcripts to check for accuracy, familiarized themselves
with the transcripts, and developed an initial codebook from
an existing model of conceptions of trust19 that informed the
larger study and was used to guide the development of the
focus group questions and codebook. After developing the
codebook, two coders analyzed the same transcript indepen-
dently to identify additional codes and then convened to
develop, refine, and reach consensus on code definitions and
rules for applying them. A second focus group was then
independently coded by both analysts using the refined

codebook and an inter-rater reliability of 78.8% was achieved.
The five remaining focus groups were then divided up among
the researchers and coded independently.
A phenomenological, thematic approach was used for anal-

ysis20. This approach is appropriate when the goal is to use the
words of participants to identify, analyze, and report findings
that emerge from the data21. The data analysis process includ-
ed five steps: (1) organizing focus group responses into quotes
that could be accurately understood outside of the context of
the interview; (2) double-checking the quotes and notes; (3)
assigning codes to quotes; (4) combining coded restatements
across focus groups and participants to form one consolidated
document; and (5) analyzing the consolidated document to
identify similarities and differences across codes that clustered
to classify emerging themes. This analytic approach has been
used previously by members of this research team22–25.

RESULTS

In our effort to identify the factors that affect potential research
participants’ perspectives on the trustworthiness of medical
research, we identified three themes (see Table 3):

a. Who is trustworthy to conduct medical research?
b. What influences perceptions of trustworthiness in med-

ical research?
c. What institutions or settings are trustworthy to conduct

medical research?

Table 2 Focus Group Questions

Trust in privacy in underrepresented groups facilitator guide

Topic and questions Optional probes

Research
1. When you hear the word “research” what comes to mind? a. If familiar with health studies, what types of health studies are you

familiar with?
b. Please explain more on __________?
c. Could you please provide an example of ______________?
d. Why do you think so?

Trust
2. When you hear the word “trust” what comes to mind?
3. What would make you more likely to trust researchers?
4. What would make you less likely to trust researchers?

Privacy
5. When you hear the word “privacy” what comes to mind? a. In general, how do you feel about private health information

being collected and stored?
b. In your opinion, what are researchers doing to protect collected
health information?
c. In your opinion, what are researchers not doing to protect
collected health information?
d. What else can researchers do to protect private health information?

Confidentiality
6. In general, what concerns do you have about health research

and what concerns, if any, about researchers?
Research participation
7. In your opinion, what do you think are the benefits of participating

in health studies?
8. Are there harms?
9. What would make you more likely to participate in research?

a. Where would you go to participate in health research?

Concluding question
10. We covered a lot during this session. Is there something that you

wanted to say earlier but did not get a chance to?
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In the remainder of this section, we briefly describe these
themes in more detail and use select representative quotes and
subthemes to highlight the key points within each theme.

Who Is Trustworthy to Conduct Medical
Research?

Participants noted that trust is influenced not only by the
scientific expertise of the researchers, but also by the research-
ers’ knowledge of the history, context, and experience of the
study populations. For example, one participant said, “How
knowledgeable people around the project are about the people
that they’re serving and what they’re doing. If they present it
as though [they have] – I guess the cultural competency, so to
speak.” In addition, participants noted that the enthusiasm,
commitment, or passion of the researcher to help the popula-
tion of interest and to study the topic of interest influenced
how trustworthy the researcher appeared to be. As one partic-
ipant described, “Passion…. when I talk to you about it
[research],… you should make me feel like it’s something I
should wanna be involved in.”
In addition to knowledge about the population and passion

for the work, participants noted that just because a researcher
has a degree does not mean that the researcher is worthy of
trust. The researcher must develop rapport and demonstrate a
depth of understanding of the topic of interest and expertise in
relevant areas of research to gain the trust of potential research
participants. A focus group participant explained, I want “A
researcher or an institution that I believe in.” Another focus

Table 3 Summary of Results by Theme and Subtheme

Determinants of perceptions of trustworthiness in medical research

Theme Subtheme*

Who is trustworthy to conduct
medical research?

• Scientific expertise of the
researcher
• Researcher passion and
enthusiasm for the population of
interest and for the research
• Participants agreeing to
participate in research is an
indication of trust
• White researchers conducting
research in African American or
Latino communities

What influences perceptions of
trustworthiness in medical
research?

• Experiences with medical care
can influence medical research
participation
• Informed consent processes
• History of unethical research on
African Americans in particular

What institutions or settings are
trustworthy to conduct medical
research?

• Institutions with a stronger
reputation and relationship with
the community
• Prestige or credibility of the
institution where the research is
being conducted
• Institutions being visible and
active in the community

*Representative quotes for each subtheme appear in the “RESULTS”
section
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group participant elaborated further on this point and said, “If
someone’s coming to me with a research [study], you gotta
show me some depth. You gotta show me that you’ve done
your own research before you bring it to people. You can’t just
say, ‘Well, I have a PhD in blah, blah, blah.’ That doesn’t
mean anything. You could have cheated in your classes.
”Another participant talked about his perception of clinical
trials and the perceived lack of caring from the researcher
about the larger cause indicating, “A clinical trial, I don’t think
is safe…Because they’re researching, trying to get something,
numbers. I feel like they’re trying to get number[s] instead of
actually getting a cause taken care of.”
Some participants noted that it is important to recognize that

simply agreeing to participate in research is an indication of
trust in the researcher. For example, one participant said, “I
think that is a big indicator of where that trust is because if you
don’t have to, but you still choose to, then that would indicate
a high level of trust between you and whoever you’re doing
those things for or whoever is presenting you with an oppor-
tunity to be a part of the research or a study or something like
that.” These issues appeared to be relevant regardless of the
race or ethnicity of the researcher; however, there were par-
ticular ways that race played an important role in shaping
whom some participants viewed as trustworthy.
The issue of the race of the researcher only came up in the

groups that were comprised exclusively of African Americans.
Some African American focus group participants expressed
skepticism of White researchers. As one participant described,
“I don’t have a lot of trust in these folks [White people] just
across the board. I generally don’t so that transfers into re-
search…” African American focus group participants also
were particularly skeptical of the motives of White researchers
who were recruiting participants of other racial or ethnic
groups. For example, one participant noted, “So if they’re
doing research [White researchers], that will makeme not trust
the research. If it was a room full of white people doing the
research, then I’m not rocking with it…period.”

What Influences Perceptions of Trustworthiness
in Medical Research?

While medical care is separate from medical research, partic-
ipants sometimes discussed how experiences with care affect-
ed their trust in medical research. For example, this exchange
illustrates some of participants’ concerns with medical re-
search that resulted from their health care experiences:

Facilitator: Okay. Tell me from that experience how
your trust in researchers is affected by that experience.
Participant: I’m neutral about my trust in research and
I’m very neutral in what doctors know and what they
actually tell patients.
Facilitator: Okay. So the situation with the type of
medicine that they were giving him, did that make
you more or less likely to trust researchers?
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Participant: It made me most likely to not trust. Be-
cause it did not improve his condition.

Because medical providers often are the ones who also are
conducting research and medical research may take place in
the same settings as people receive care, it is important to
realize how negative experiences with care can adversely
affect trust in research and researchers.
In addition to discussing the relationship between medical

care and medical research, participants also discussed aspects
of the research process that influenced whether they viewed a
research study as trustworthy. For example, one focus group
participant said, “The consent forms they send are like nine
pages long with anything that can go wrong, so I just really
don’t know what else would make me trust themmore.” Some
felt that the length and legal language included in the consent
forms raised concerns about the study focus and goals. Others
were skeptical that the research might be taking place for the
wrong reasons, such as for profit. Participants expressed con-
cerns that researchers or research institutions receiving mone-
tary incentive to conduct specific types of research may influ-
ence the scientific rigor and results. As one focus group
participant explained, “Corporations and different things
who can have other interests aside from just finding cures
and finding ways to improve health. They have interest in
what money’s getting made, what they already have devel-
oped that they’re selling…it kind of hurts the process a little bit
when on the researching level, whatever they do once it gets to
a certain other level, the conversation changes and it isn’t
always just in the same best interest of public health.” The
process and perceived motives that were thought to possibly
influence the research adversely affected the amount of faith or
confidence participants had in medical research.
Furthermore yet unsurprisingly, participants indicated that

infamous unethical research studies influenced their level of
trust, particularly African Americans. As one participant in the
focus groups comprised of African Americans explained,
“We, as African Americans were always the pilot test... I know
because people have experienced it within my line, my family,
my bloodline in [city name]. Yeah.” He continued by saying,
“So I just think that we’ve been used and misused a lot of
times within the African American community and in the
lower parts of the devastation where the devastation
lies.” Another individual reflected, “I’m thinking about
horror stories like the Tuskegee experiment and things
like that. Like stuff that for me, were mentioned back in
school and were mentioned by my family members…”
These participants’ perspectives highlight how the histo-
ry of unethical research that are often discussed as
abstract events from a bygone era are actually quite
present and relevant to the lives and experiences of
many African Americans, particularly in the Southeast-
ern United States. The concerns that arise from these
unethical studies demonstrate why medical research
would not be blindly trusted, since the research may

have directly involved family members, loved ones, or
certainly acquaintances of people who are now being
asked to participate in medical research.

What Institutions or Settings Are Trustworthy to
Conduct Medical Research?

Lastly, participants talked about how the settings and institu-
tions where research was being conducted affected their inter-
est in participating in research. Participants described how an
institution’s credentials, reputation, and relationships within
the community influence trust in research. Some considered
centers such as those affiliated with medical schools or aca-
demic medical centers as trustworthy. Others expressed skep-
ticism if research institutions did not have a strong, positive
history of being trustworthy. As one African American partic-
ipant explained, “…the credibility when it comes from [names
of academic institutions], those all trustworthy universities.
But if it’s like a side clinic or a side company or something,…
then you won’t really trust what’s going on because you don’t
have anything to go off of.” Similarly, another focus group
participant elaborated, “It has to be a trusted center, a presti-
gious clinic, or a center that has been doing specific research.
We’re not going to go to the neighbor [hood clinic] to see how
it is.”
Participants, particularly those in the majority White focus

groups, explained that the credentials and history of research
of an institution enhanced the credibility of research conducted
at that institution. A participant said, “I trust the credentials of
the institution. I don’t know about anybody else, but I asked
my physician a million questions before I even let you draw
blood. It’s kind of like credentialing is number one important,
but also your history of research.” Another participant elabo-
rated, “I think that if it’s backed up by some – for example,
right now, that we’re with the University, a serious university
like that, that is prestigious, and not just any – I think that’s
important.”
In addition to the credibility of the institution and the

institution’s experience with conducting research, if a research
institution is visible and active in the community, it is viewed
as more trustworthy. One participant explained, “Like he was
saying, like building relationship with the community. Be-
cause [academic medical center] is everywhere. There’s no
way that you can miss [academic medical center]. So hence,
why so many people trust [academic medical center]…Build-
ing those relationships and really being in the community for
more than just research.” However, what negatively affected
how much focus group participants trusted a medical research
center was influenced by media reporting of bad medical care
outcomes from that institution. One participant explained,
“When I was in college, that’s where they were sending us
to. When I heard about a patient [inaudible] dying, I stopped
going.”Again, while this was not about research, these clinical
outcomes had implications for future clinical and research
participation.



DISCUSSION

In this paper, we explored the factors that influenced what
African American, Latinx, and White adults perceived as
trustworthy to conduct medical research. We found three main
themes: (a) that there were critical attributes of researchers that
influenced whether our focus group participants considered
them trustworthy; (b) that medical care, medical research
processes, and infamous unethical studies influenced the re-
search that participants considered trustworthy; and (c) that an
institution with a history and reputation for being a strong
research institution that conducts ethical research and is active
in the community was more likely to be viewed as trustworthy.
Researchers often are the reason that participants agree to

participate in medical research or not. Our focus group
participants noted that the knowledge, expertise, passion,
and perceived commitment of the researcher to the research
and to the population they are studying and ideally serving
by learning new information about them were all key fac-
tors that influenced whether or not study participants per-
ceived researchers as people they should trust to conduct
research on and with them. Participants noted how impor-
tant it was to acknowledge that agreeing to participate in
research is an important indication of trust in the researcher
that should not be overlooked. Furthermore, our findings
highlight the critical role that intrapersonal characteristics
and interpersonal communication play in fostering confi-
dence that research is being conducted with the highest
ethical standards and therefore is worthy of trust.
In addition to the characteristics of the researchers, we also

found that research processes and experiences with medical
care affected whether or not participants may view future
research opportunities as worthy of their trust. Because med-
ical care and medical research are often conducted in the same
settings and involve the same people, participants discussed
the spillover effects that negative medical care experiences had
for their willingness to participate in research. Based on these
findings, it is critical to recognize that negative personal expe-
riences with health care have important implications for
whether or not medical research is perceived to be worthy of
trust and whether or not participants should, therefore, partic-
ipate in medical research. Further, when the consent forms and
other processes seem to be particularly long and overly com-
prehensive, some participants became skeptical of the motives
and goals of the research. If there was some suggestion that
there could be a financial incentive, participants expressed
concern that these factors may adversely affect the research.
While our data were not designed to explore potential racial

or ethnic differences in ways that meet qualitative standards of
data trustworthiness26, 27, African American focus group par-
ticipants appeared to express more and qualitatively different
concerns than Latinx or White participants. African American
study participants expressed skepticism of White researchers
who recruit participants of other racial or ethnic groups. Some
African Americans suggested that if the research team was

comprised exclusively of White researchers that they were
wary of the motives and goals of the research, others were
similarly wary yet open to potentially participating in research.
This skepticism is situated squarely in a long and dubious
history of unethical research conducted on African Americans
where African Americans shared a disproportionate burden of
the research yet reaped less than their share of the benefits of
medical research1, 6, 8, 11, 16, 28. As was noted in the theme that
highlighted aspects of the research process and context, Afri-
can Americans connected the somewhat abstract history of
unethical research conducted on African Americans (e.g., the
“Tuskegee” Syphilis study) to their families and communities.
These were not events that appeared in history books but
injustices that may have affected them and their loved ones.
These negative experiences and evidence that all research is
not worthy of trust shapes whether or not African Americans
are willing to participate in future medical research. The
institutional history, reputation, and relationship with the com-
munity also played a critical role in whether or not a research
institution was considered credible and worthy of being
trusted to conduct medical research.

Limitations

This study provides a useful exploration of how potential
research participants view what makes research, researchers,
and research institutions trustworthy, but neither our sampling
strategy nor analytic approach was designed to achieve satu-
ration within racial or ethnic groups. Thus, the subtle differ-
ences noted by race and ethnicity should be viewed as starting
points for future research rather than enough data to assert
patterns by race or ethnicity. In addition, our study was not
designed to explore differences by age, gender, or educational
attainment, nor did we track speakers to allow analysis of
individual characteristics to facilitate analyses of individual
characteristics across groups. The study was conducted in one
site and findings may not be generalizable to other locations.
Lastly, we recognize that due to the focus group format, some
participants may not have elected to share viewpoints that may
have differed from others within the group. This limitation of
this data collection strategy is outweighed by the benefits of
accessing diverse and novel perspectives.

Implications

Researchers and research institutions should acknowledge and
embrace that potential research participants may approach
research from a place of trust based on positive individual
and collective experiences while others may approach research
from more of a place of healthy skepticism. The latter group
may still be open and willing to participate in research if their
skepticism, fears, and concerns are treated as though they are
genuine and honest. Researchers and research institutions that
ignore or dismiss these concerns—despite their being consis-
tent with a history of unethical research and researchers—will
continue to miss opportunities to achieve the larger aims of
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research because they do not take the effort required to ac-
knowledge and address the legitimacy of these perspectives
and concerns.
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