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WILLINGNESS OF LATINX AND AFRICAN
AMERICANS TO PARTICIPATE IN
NONTHERAPEUTIC TRIALS: IT DEPENDS
ON WHO RuUNS THE RESEARCH

Background: Inclusion of racial/ethnic mi-
norities in cancer-related research remains
inadequate, continuing to impact disparate
health outcomes. Data regarding enrollment
of racial/ethnic minorities in nontherapeu-
tic, health-related research is sparse, and
even less is known about enrollment of
those with a double disparity of racial/ethnic
minorities in rural settings.

Objective: To examine perspectives of Latinx
and African American (AA) healthy volun-
teers from rural and urban settings in five
southern US states and Puerto Rico regarding
their trust in research and their willingness to
participate in nontherapeutic research trials
based on who conducts the research.

Methods: This study was conducted in
2013 in rural and urban communities
across Alabama, Florida, Georgia, Missis-
sippi, Louisiana, and Puerto Rico. A 38-item
questionnaire based on the Tuskegee Legacy
Project Questionnaire assessed willingness,
motivators, and barriers to participation in
nontherapeutic cancer-related research. The
sample was segmented into four subgroups
by urban/rural location and race/ethnicity.

Results: Of 553 participants (rural
Latinx=151, urban Latinx=158, rural
AA=122, urban AA=122), more than 90%
had never been asked to participate in
research, yet 75% of those asked agreed to
participate. Most had positive views regard-
ing health-related research. Trust in who
conducted research varied by subgroup.
Personal doctors and university hospitals
were most trusted by all subgroups; for-
profit and tobacco companies were least
trusted. Both Latinx subgroups trusted
pharmaceutical companies more than AAs;
local hospitals and for-profit businesses were
more trusted by AAs. Both rural subgroups
trusted research by insurance companies
more than their urban counterparts.
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INTRODUCTION

Twenty-five years after the 1993
NIH Revitalization Act mandating
inclusion of participants that ade-
quately represent the US population,’
it is apparent that researchers have not
met this challenge successfully, with
race/ethnic minority participation at
<2% in clinical research trials funded
by the National Cancer Institute.?
This is particularly worrisome given
the expected 25% and 40% increase
in the Latinx and African American
(AA) populations respectively over
the next four decades.” When these
populations are under-represented
in research trials, the generalizabil-
ity of conclusions on a national or
global scale are hindered.* Therefore,
the health applications to racial/eth-
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nic minority individuals will remain
inadequate, perpetuating continued
disparate health outcomes. While
therapeutic trials focus on treatments,
and thus patients may directly benefit
from their participation, non-thera-
peutic trials are not likely to provide
direct benefits to participants. Also,
non-therapeutic trials can range from
completing health assessments or par-
ticipating in behavioral interventions,
which involve minimal risk, to Phase 1
trials, which may involve greater risk.

While inclusion of racial/ethnic
minorities in therapeutic cancer tri-
als is vital because some malignancies
having a higher predominance and
mortality among AA or Latinx com-
pared with Whites,” it is important
for them to be included in nonthera-
peutic trials as well.” Significant dis-

Conclusions: If asked, rural and urban AA
and Latinx healthy volunteers were willing
to participate in health-related research,
with personal doctors and university hos-
pitals considered the most trusted sources
to encourage/conduct research. Ethn
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parities occur in cancer morbidity and
mortality rates for these populations,
often explained by varying educa-
tion levels, income, and place of resi-
dence.®” For instance, infection-relat-
ed cancers (cervix, liver, or stomach),
prostate, and breast cancer have high-
er incidence among Latinx, with cost-
related factors and place of residence
driving these disparities.® Increased
diversity in participants for behavior-

1he primary aim of our
research was to examine
differences in levels of trust
of urban and rural Latinx
and AA healthy volunteers
and their willingness to
participate in cancer-
related nontherapeutic
research based on who

conducts the research.

al interventions, preventive screening,
or Phase I studies could identify the
social factors associated with disparate
risk, early detection, and treatment.

Reasons for low participation
rates remain unclear. Despite evi-
dence from Katz and colleagues that
Latinx and AAs have the same will-
ingness to participate in research as
their White counterparts,” low levels
of participation could stem from ap-
prehension about how they might
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be treated based on the lived experi-
ence of being a racial/ethnic minority
in the United States' or skepticism
and distrust of medical procedures
generally.!! For some AAs, the sense
of distrust can be traced back to in-
cidents of medical maltreatment such
as medical experimentation during
slavery and the Tuskegee Syphilis
Study.'""? Some Latinx report similar
fears of mistreatment" and it appears
that higher rates of language accul-
turation is correlated with increased
reluctance to participate in clinical
trials, possibly reflecting more nega-
tive experiences with the US health
care system.'* Results from previous
studies have suggested incorporating
trust-building strategies into recruit-
ment strategies such as clearly ex-
plaining trial procedures, using race/
ethnicity matched study coordinators,
acknowledging past mistreatment of
racial/ethnic minorities, and assur-
ing participants that safeguards are
in place to prevent malfeasance.'>'>'¢

In addition to belonging to a ra-
cial or ethnic minority group, living
in a rural area can result in a double
disparity when it comes to participat-
ing in research trials. Rurality intro-
duces unique challenges in recruit-
ment; less than 10% of US physicians
practice medicine in rural communi-
ties and access to adequate treatment
can be challenging for the more than
20% of the US population residing in
low-population areas.'” On an indi-
vidual level, low income and the pro-
hibitive cost of traveling to research
sites impact participation decisions.'®
On a hospital systems level, access to
research is often determined by the
quality and quantity of health care ac-
cess and most research hospitals and
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academic centers are located in urban
areas.” An internally reliant health
care system with functional resources
is necessary for research recruitment
success, especially in enrolling racial/
ethnic minority patients, and dispari-
ties in insurance coverage, inadequate
staffing, and fewer resources can in-
hibit their likelihood of receiving care
in rural settings.* For participants
with lower levels of educational at-
tainment and/or limited English
proficiency, participation in a rural
community cancer center can be par-
ticularly difficult,”® highlighting the
need for culturally relevant study de-
signs. Evidence has shown that par-
ticipant recruitment in these areas is
most successful with involvement by
trusted and familiar community and
faith leaders and word-of-mouth pro-
motion at barbershops, beauty shops,
churches, and community centers.'”*

The primary aim of our research
was to examine differences in levels
of trust of urban and rural Latinx
and AA healthy volunteers and their
willingness to participate in cancer-
research

related  nontherapeutic

based on who conducts the research.

MATERIALS AND METHODS

Conceptual Framework

We applied elements of Ford and
colleagues’ conceptual framework?! in
our study. This model demonstrates
the factors leading to acceptance or
refusal to participate in a clinical trial,
which require that, in order to make
a decision of agreeing or refusing par-
ticipation, individuals must be aware
that the study is being conducted as
well as have an opportunity to be a



participant. Barriers are categorized
by whether they stem from lack of
awareness or lack of opportunity
and how they affect an individual’s
agreement to enroll. Specifically, we
examined barriers related to aware-
ness of benefits of research on popu-
lation health, previous exposure to
health research, living in a rural vs
urban community, and levels of trust
in research and the medical system.

Geographic Setting

We felt it was important to in-
clude rural areas to identify location-
based differences in recruitment strat-
egies for potential interventions, as
the majority of studies regarding trust
and participation in medical research
among racial and ethnic minorities
were conducted in urban areas.”?*%
As well, the one rural locale included
in the two previous Tuskegee Legacy
Project (TLP) studies was the only
site with a significant association be-
tween mistrust and participation.”

This study was conducted in
2013 in rural and urban communi-
ties across Alabama, Florida, Georgia,
Mississippi, Louisiana, and Puerto
Rico as a collaborative effort between
eight academic institutions: O’Neal
Comprehensive Cancer Center at the
University of Alabama at Birming-
ham; H. Lee Mofhitt Cancer Cen-
ter; University of Mississippi Can-
cer Center and Research Institute;
Winship Cancer Institute of Emory
University; Morehouse School of
Medicine; Tuskegee University; Tu-
lane University; and Ponce School
of Medicine. These institutions are
part of Region 3 of the Geographic
Management Program (GMaP),*® an
NCI initiative established in 2011
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to specifically focus on advancing
research in cancer health disparities.

Study Design

Using the TLP** as a foundation,
a review team consisting of members
from all participating institutions de-
veloped a 38-item questionnaire, writ-
ten at a 4th grade reading level; the
questionnaire was pilot tested among
40 rural and urban AAs and Latinx.

Questionnaires were interviewer-
administered via iPad, matched by
race/ethnicity to the participants, with
the goal of reaching 100 participants
per state (50 in rural counties/parish-
es and 50 in urban counties/parishes)
and 60 Latinx in Puerto Rico (30 ru-
ral and 30 urban residents). Latinx
were given the option of completing
the questionnaire in either Spanish
or English. Participants were com-
pensated US$20 cash for their time.

Eligibility criteria were: 1) aged
219 years (age of consent required
to participate in research in Alabama
at the time of the study); and 2) no
personal history of cancer. Ten per-
cent of interviews were flagged ran-
domly by the computer for a re-test
option to assess overall reliability.

Data Collection

Counties/parishes in each state
were identified as rural or urban us-
ing 2010 US government geographic
data.”

chose two rural and two urban coun-

classification Interviewers
ties/parishes per state/territory based
on population for potential recruit-
ment, ie, percentage of AAs or Latinx
living within the counties and po-
tential recruitment sites within each.
Teams of interviewers were provided
iPads programmed with the survey
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in both English and Spanish and
travelled in groups of two to four. To
promote uniformity in data collec-
tion, recruitment sites were divided
into three segments where adults
gather: leisure (eg, church, social
gatherings, and homes); work/school;
and shopping. Post interview, par-
ticipants who were flagged for retest
were asked to provide a telephone
number and address where they
could be reached within two weeks.
Participants who consented to retest
were given an additional US$20 cash.

Measures

The 38-item survey instrument was
divided into several sections: 1) demo-
graphics; 2) general health; 3) health
care access; 4) past exposure to research
studies; 5) opinions about research;
and 06) trust and willingness to partici-
pate in research on health and illness
based on who would be conducting
the research.® In addition, we assessed
willingness to participate in cancer-
related research based on the level of
involvement (eg, blood draw, comple-
tion of the survey); those findings are
not addressed in this article. Items were
adapted from the TLP’ a valid and re-
liable measure of willingness to partici-
pate and levels of trust in medical re-
search.”»”® The original questionnaire
was translated to Spanish by a bilin-
gual native Spanish speaker and inde-
pendently back-translated to English
by a bilingual native English speaker.

Adaptations were made to the
TLP to update language and for clar-
ity. Throughout the questionnaire we
replaced the original phrase, medi-
cal research, with the phrase, research
studies about health and illness, to
clarify that our topic was nonthera-
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peutic research among healthy volun-
teers. Questions regarding past expo-
sure to research studies were reworded
slightly from the TLP and presented in
a different order by ascertaining first if
they had ever been asked to participate
in research about health and illness
before asking what type of study and
how positive/negative the experience
was. To assess participants’ research
views on the benefits of research on
population health, rather than ask the
TLP question, “How much do you
think medical research has improved
the quality of medical care today?”
we asked three questions, examining
their perceptions of benefits to the
general population, AAs, and Latinx.
Response choices ranged from not
at all to 100%. As a dont know re-
sponse might have indicated lack of
knowledge rather than response am-
bivalence,” we elected to include the
response as a separate choice in order
to inform possible interventions. In
cancer research, choosing a don’t know
response can be accounted for by level
of education and the lack of knowl-
edge might be addressed in interven-
tions with an educational component
thereby reducing health disparities.**?!

Perceptions of participants’ trust
in the researchers themselves and
trust in research results were nearly
identical to the TLP with our ask-
ing, “How much trust do you have
in the people who carry out (results
that come from) research studies on
health and illness?” with response cat-
egories the same as for the three ques-
tions regarding benefits to population
health. Items regarding likelihood to
participate based on who is carrying
out the research (eg, personal doctor, a
university research center, institutions)
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were also nearly identical; although,
we added two response choices: lo-
cal hospital/clinic not affiliated with
a university and for-profit business.
Response categories for these ranged
from very unlikely to very likely.

Statistical Analysis

Statistical analyses were performed
to determine if levels of trust and will-
ingness to participate are different
among urban and rural Latinx and
AA healthy volunteers with results
segmented into four subgroups (urban
and rural Latinx, urban and rural AAs).
Demographic characteristics of study
participants were summarized by de-
scriptive statistics such as proportions
and means with standard deviations.
Chi-square tests compared character-
istics between subgroups. ANOVA
compared age and number of people
supported by participants’ household
income. Previous exposure experience
and participants’ views on improved
population health and trust levels of
research among the subgroups were
evaluated by presenting proportions
and compared. Finally, distributions of
participants’ trust levels by subgroups
were evaluated and presented by plot-
ting proportions of trust by who was
conducting the research. All statistical
analyses were performed using SAS
software, version 9.4.2 Results were
determined to be statistically signifi-
cant when the accompanying statisti-
cal test yielded a probability of <.05.

RESULTS

The sample consisted of 553 par-
ticipants: rural Latinx (n=151), rural

AA (n=122), urban Latinx (n=158),

Ethnicity & Disease, Volume 31, Number 2, Spring 2021

and urban AA (n=122). Just over
30% were recruited at their work/
school, 47.5% through leisure activi-
ties (home, church, social gatherings),
and 22.3% at commercial establish-
ments. More than 90% of Latinx an-
swered the survey in Spanish. Num-
ber of participants per state were:
Louisiana, 90; Alabama, 105; Mis-
sissippi, 102; Florida, 97; Georgia,
98; and Puerto Rico, 59. There were
statistically significant differences be-
tween subgroups in most demograph-
ic variables (Table 1). For instance,
while only 34% of participants were
aged <30 years and the mean age for
the entire sample was 37.9 (+14.6),
rural and urban AAs were older than
rural and urban Latinx. Most par-
ticipants within all four sub-groups
were between the ages of 30 and 50.

More than 90% of participants
had never been asked to participate in
research (2.0% rural Latinx, 12.4%
rural AAs, 8.3% urban Latinx, and
10.8% urban AA; P=.008). Yet, 75%
of those asked had agreed to par-
ticipate (66.7% rural Latinx, 80%
rural AAs, 8.384.6% urban Latinx,
and 61.5% urban AAs; P=.53), and
more than 90% had a positive ex-
perience. With regard to awareness
of benefits of research on popula-
tion health, respondents’ views were
largely positive. Rural and urban AAs
agreed that research has improved the
health of Americans overall and AAs
health, while fewer felt research im-
proved Latinx health to the same de-
gree. More urban Latinx felt research
improved American’s health than
their rural counterparts. (Table 2).

With regard to trust in research,
urban Latinx placed the most trust
in the people who carry out research
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Table 1. Participant demographics by race/ethnicity and rural/urban locale (N=553)

Rural Urban p
LX AA LX AA
Sex, n=536 % % % %
Male 37.4 36.8 40.3 46.6 381
Female 62.6 63.2 59.7 53.4 ’
Marital status, n=520 % % % %
Never married 23.7 45.6 28.0 59.8
Married/living with partner 66.9 27.2 56.0 20.5 007"
Divorced or separated 7.9 23.7 14.0 16.2 =
Widowed 1.4 3.5 2.0 3.4
Education level, n=520 % % % %
< High school 41.7 10.5 14.8 12.7
HS/GED 33.1 46.5 32.2 41.5 <.007b
Technical school/some college 10.8 28.1 28.9 31.4 ’
College degree 14.4 14.9 24.2 14.4
Employment status?, n=520 % % % %
Full-time 37.0 28.1 42.7 36.4
Part-time or self-employed 28.3 19.3 26.0 21.2
Unemployed 7.2 18.4 4.7 18.6 <.001®
Homemaker 21.0 4.4 11.3 0.8
Student/retired/disabled 6.5 29.8 15.3 22.9
Age, n=520 mean (SD) mean (SD) mean (SD) mean (SD)
33.96 (=11.76) 41.87 (£16.14) 37.25(x14.37) 39.68 (+=15.28) <.001°
Income?, n=503 % % % %
<25,000 48.6 62.4 40.1 62.4
25,000-49,999 14.5 18.3 26.5 14.7
50,000-74,999 0.7 5.5 7.5 11.0 <.001°
>75,000 0.7 8.3 7.5 1.8
Refused 35.5 5.5 18.4 10.1
f:PSe%)le supported by income, mean (SD) mean (SD) mean (SD) mean (SD)
3.67 (+£2.25) 2.41 (+=1.56) 3.59 (=1.71) 2.23 (x2.0) <.001°

LX, Latinx or people of Latin American descent; AA, African American.

a. Annual income in US$.
b. Statistical significance, two-tailed test.

while urban AAs had the least. In gen-
eral, the majority of all participants
trusted the results of research at least
some of the time (Table 3). We fur-
ther explored if the entity conducting
the study would impact participation
(Figure 1). All four subgroups had
the most trust in their own doctor,
followed by a university hospital. The
lowest percentage of trust overall was
in tobacco companies and for-profit
businesses. Both rural and urban

Latinx had a higher percentage of trust

in pharmaceutical companies when
compared to their AA counterparts.

DiscussioN

According to Ford et al, in order
to agree or refuse to participate in
research, individuals must both be
aware of a research study and have the
opportunity to enroll and barriers to
participation should fall within these
confines.”’ Although participants in
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our study generally had positive, trust-
ing views regarding research, they had
not been given the opportunity to
participate in health-related research
as healthy volunteers, particularly
rural and urban Latinx participants.

the

among providers and researchers that

Despite continued  belief
underrepresented racial/ethnic  mi-
norities are apprehensive of research
trials due to past traumas such as the

11,12

Tuskegee experiments,''? our study

confirms that a positive attitude to-
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Table 2. Participants’ views on improved population health?, N=553

Rural Urban P
LX, % AA, % LX, % AA, %

How much has health/illness research 100% 2.0 16.5 6.4 13.1 <.0012
improved the general health of people inthe A great deal 24.7 43.0 35.7 36.1
United States?, n=550 Some 20.0 24.8 274 295

A little 12.7 9.9 9.6 10.7

Not at all 2.0 0.8 4.5 8.2

DK/NS 38.7 5.0 16.6 2.5
How much has health/illness research 100% 1.3 14.9 5.1 6.6 <.0012
improved the health of AA in the United States A great deal 13.3 33.9 19.7 36.1
today?, =550 Some 18.7 32.2 19.1 32.0

A little 8.0 15.7 13.4 16.4

Not at all 3.3 2.5 3.2 5.7

DK/NS 55.3 0.8 39.5 3.3
How much has health/illness research 100% 0.7 6.6 3.8 4.9 .0012
improved the health of LX in the United States A great deal 15.3 17.4 24.8 16.4
today?, =550 Some 16.7 23.1 223 32.8

A little 26.0 19.0 24.2 17.2

Not at all 5.3 5.0 8.3 7.4

DK/NS 36.0 28.9 16.6 21.3

LX, Latinx or people of Latin American descent; AA, African Americans; DK/NS, Don’t know/Not sure.

a. statistical significance, two-tailed test.

ward health-related research has
emerged as an underlying theme over
the pastseveral years.”*® Previous stud-
ies concluded that race/ethnic minor-
ity participants felt positive about re-
search because of an awareness of the
positive impact results have on medi-
cal care™ and that their participation
might help their own health, as well
as the health of their families and oth-
ers.*® This sense of altruism was also
suggested in our study with both rural
and urban AAs believing that research
improves the health of other AAs in
the United States. However, results
were mixed for Latinx participants
with more than half feeling uncertain
whether overall population health
and, particularly, Latinx health, has
improved because of research. Addi-
tionally, urban Latinx had more neu-
tral responses regarding the impact
of research on the Latinx population.
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This neutrality may be due to a gap in
culturally translated information re-
garding research that may undermine
Latinx knowledge about research in
general, the purpose of a study, and/
or the availability of studies in which
they can participate." According to
London et al, in their study exam-
ining Latinas’ willingness to partici-
pate in nontherapeutic preventive
breast cancer research, only half had
ever heard of clinical trials before.'
With more than 90% of Latinx par-
ticipants in our study answering the
survey in Spanish, it is possible that
their uncertainty could be due to a
language barrier or a lack of aware-
ness that they were eligible to par-
ticipate in research. For immigrants,
this could be coupled with concern
over eligibility for studies due to their
legal status as only 33% of Latinx
participants indicated the United

States as their country of birth (in-
cluding participants in Puerto Rico).

It is interesting to note that, al-
though three-quarters of respondents
trusted research conducted by their
own doctors, less than one in 10
had ever been asked to participate.
This lack of exposure to research op-
portunities points to a double dis-
parity of rurality and minority race/
ethnicity. Our findings were similar
to Katz et al with regard to levels of
trust in who is conducting the re-
search, with research by one’s own
doctor the most trusted.” While the
TLP studies found no statistically
significant associations by race and
ethnicity when it came to trust in
medical research,”* it is important
to note that they were conducted in
urban areas, with the exception of
Tuskegee, Alabama. Our findings re-

flected significant variations in levels



Nontherapeutic Research Participation - Thetford et al

Table 3. Participants’ levels of trust in research studies, N=553

Rural Urban P
LX, % AA, % LX, % AA, %

How much do you trust the people who carry  100% 12.0 18.2 16.7 11.6 <.001?
out health/illness research?, n=548 A great deal 28.7 29.8 38.5 28.1

Some 26.0 33.1 21.2 43.8

A little 19.3 13.2 14.7 13.2

Not at all 2.0 4.1 1.3 2.5

DK/NS 12.0 1.7 7.7 0.8
How much do you trust the results from 100% 12.7 15.7 16.0 10.7 .069
health/illness research?, n=548 A great deal 31.3 28.1 44.9 36.4

Some 32.0 39.7 21.2 32.2

A little 12.0 11.6 9.0 12.4

Not at all 1.3 1.7 2.6 2.5

DK/NS 10.7 3.3 6.4 5.8
How often are research studies carried out 100% 4.0 14.0 2.6 8.2 .001°
today without people knowing they were part A great deal 20.7 273 23.7 37.7
of a research study?, n=549 Some 147 421 19.9 34.4

A little 24.7 3.3 26.9 13.9

Not at all 2.7 1.7 6.4 4.1

DK/NS 33.3 11.6 20.5 1.6

LX, Latinx or people of Latin American descent; AA, African Americans; DK/NS, Don’t know/Not sure.

a. statistical significance, two-tailed test.

of trust by race/ethnicity and between
rural and urban participants with ru-
ral participants reporting less trust.

Living in alow-population area can
be limiting as well. Our findings that
only 2% of rural Latinx participants
have ever been offered the opportuni-
ty to participate in a study magnifies
the continued need to recruit within
these populations in order to meet
the NIH mandate of representing the
US population accurately in research.
Of those reporting they had par-
ticipated, 88% found the experience
extremely positive and only a few in
the urban Latinx subgroup reported
it as a solely negative experience.

The prevailing attitudes of trust
in our rural populations led us to
conclude that appropriate access to
research is the missing link in en-
rollment of racial/ethnic minorities.
These four subgroups have a will-

ingness to participate and a trust in
health-related research, but they are
simply not being asked to enroll.
Interestingly, despite high levels of

Our study confirms that
a positive attitude toward
health-related research has
emerged as an underlying
theme over the past several

years.”?

trust, more than a third of respon-
dents believed that research could be
carried out without an individual’s
knowledge. Education tailored to ra-
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cial/ethnic minorities that covers gen-
eral truths and misconceptions about
clinical research is likely necessary
to bolster reception and enrollment
in research.® Thus, it will be im-
portant for study designs to include
per-
haps during an informational meet-

an educational component,
ing prior to study commencement.

The entity conducting health/
illness research influenced the will-
ingness to participate across our
four subgroups, with local doc-
tors and academic hospitals being
the most trusted sources. Thus, it
is critical to engage local providers
when conducting non-therapeutic
trials in rural and urban settings.

Study Limitations

There are a few limitations to
note. Our four subgroups had signifi-
cant demographic differences dem-
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Figure 1. Likelihood of participation of urban and rural African American and Latinx patients in research studies about health
and illness based on who conducted the study, %

onstrating diversity; however, they
were representative of their respective
populations. Our study was subject
to selection and self-reporting biases
due to the cross-sectional nature and
use of surveys. However, we sought to
minimize external bias by recruiting
volunteers in comfortable places such
as leisure, work/school, or shopping
sites and utilizing surveys in Spanish
or English. Also, our study was com-
pleted in 2013 and we cannot be sure
how the intervening seven or so years
would change responses. We have
chosen to compare the findings across
race/ethnicity and urban/rural but
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given the demographic differences,
it is possible that age also may play a
role in the obtained findings as most
participants were aged between the
30 and 50 years, which represents an
age group who were unlikely to have
chronic illnesses. It is possible that
older or younger participants may
have different perceptions in terms of
participation in non-therapeutic tri-
als as well as trust in research. Future
studies with larger sample sizes and
representation across the lifespan are
needed, particularly to understand
barriers and facilitators to health-relat-
ed research among healthy volunteers.

Ethnicity & Disease, Volume 31, Number 2, Spring 2021

Study Contributions

Despite these limitations, our
study has two relevant contributions.
The results provide additional insight
into the motivations and attitudes of
trust among racial/ethnic minority
healthy volunteers toward participa-
tion in research. This is essential for in-
clusive enrollment in nontherapeutic
trials. Our study also examines the im-
pact of double disparities of racial/eth-
nic minorities in rural environments.
The inclusion of rural racial/ethnic
minorities provides relevant data that
can be used for the future direction
of research about health and illness.



Therefore, we conclude that inclusive
enrollment is an attainable goal regard-
less of locale, particularly if studies are
designed in a culturally relevant man-
ner, address barriers to participation,
and engage local health care providers.

CONCLUSION

Because of the shameful history
of mistreatment of racial/ethnic mi-
norities in medical research, it is not
surprising that many medical provid-
ers may believe that it is fruitless to
ask patients to volunteer for studies.
Consequently, they may feel reluc-
tant to offer research opportunities
to their AA and Latinx patients. The
primary reason why AA and Latinx
individuals, in both rural and urban
areas, did not previously participate
in biomedical research was identified
as not being invited to participate.
Thus, our study provides evidence that
trust in research, particularly trust in
physicians, is established among these
populations. Armed with this infor-
mation, researchers, both therapeutic
and non-therapeutic alike, should re-
double their efforts to recruit members
of underrepresented groups. This is es-
pecially true for those in rural areas as
they report higher levels of trust and
are more likely to agree to participate.
Designing studies to address the barri-
ers endemic to those impacted by the
double disparity of minority race/eth-
nicity and rurality can help enrollment
be more inclusive and, ultimately,
more representative of the US popula-
tion. In particular, reasons why provid-
ers fail to invite racial/ethnic minority
individuals to participate in research
studies should continue to be studied.
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