1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuey Joyiny

Author manuscript
J Immigr Minor Health. Author manuscript; available in PMC 2021 February 01.

-, HHS Public Access
«

Published in final edited form as:
J Immigr Minor Health. 2021 February ; 23(1): 19-25. doi:10.1007/s10903-020-01015-4.

Sex Differences in Willingness to Participate in Research Based
on Study Risk Level Among a Community Sample of African
Americans in North Central Florida

Ayodeji Otufowora?l, Yiyang Liul, Henry Young 112, Kathleen L. Egan3, Deepthi S. Varmal,
Catherine W. Strileyl, Linda B. Cottler®

1Department of Epidemiology, College of Public Health and Health Professions, College of
Medicine, University of Florida, 2004 Mowry Rd, Gainesville, FL 32610, USA

2Department of Emergency Medicine, College of Medicine, University of Florida, Gainesville, FL,
USA

3Department of Health Education and Promotion, College of Health and Human Sciences, East
Carolina University, Greenville, NC, USA

Abstract

This study examined the association between sex, study risks and willingness to participate in
research among a community sample of African Americans. We hypothesized that African
American males would be more willing to participate in studies involving both minimal and
greater-than-minimal risk. The study sample was recruited through a community engagement
program (HealthStreet). Interviewers obtained information on socio-demographic variables and
willingness to participate in various research types. We categorized research types into minimal
risk and greater-than-minimal risk based on the IRB classification. The study sample comprised
6544 African-Americans; 58.4% were females. About 92.6% of the participants were willing to
participate in surveys and 58.1% in research requiring medication use. More males would
participate in minimal risk studies requiring review of medical records (males 87.0% vs. females
84.2%, p = 0.0021) and studies involving giving a blood sample (males 84.2% vs. females 81.7%,
p = 0.0083). Also, more males would participate in greater than minimal risk studies involving the
use of medication (60.5% v. 56.3% p = 0.0007). More males were willing to participate in minimal
risk studies (studies involving the review of medical records and giving blood samples) and
greater-than-minimal risk study involving the use of medication.
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Introduction

There have been several studies in the literature with mixed results regarding race and
willingness to participate in research. While some studies [1, 2] found no found no racial
differences in research participation, some studies [3—7] found higher willingness to
participate in research among whites and some other studies [8, 9] found higher willingness
to participate among blacks. More studies are needed to understand the research
participation and perception among African Americans. The implication of differential
willingness to participate in research among races may also be noticed in the healthcare
system as a perception of bias in the healthcare system and erosion of trust among specific
subpopulations [10].

Among African Americans, potential research participants often consider the risk associated
with research before making a decision on whether to participate or not. Studies [11, 12]
have shown African Americans would rather participate in low/minimal risk studies (e.g.
surveys), than high/greater than minimal risk (e.g. new medication trial). Males and females
have different perceptions of risks regarding clinical trials [13]. Trust is an essential
component of research participation [5, 14-16]. There are many dimensions of trust to be
considered in the researcher-participant relationship and these various aspects of trust either
enhance or impede the decision to take part in a research. For example, at the initial phase of
the research process, dispositional trust (a human characteristic of having the tendency to
trust another) [17] and the propensity to trust [18] will influence the researcher-participant
relationship as different individuals have varying propensities to trust someone they just met
including a researcher. Hurd and colleagues [19] described various stages of trust, from
“swift trust” to more “traditional trust.” Swift trust is like Cooper’s [20] perception of
trustworthiness that occurs at the initial phase of the relationship where participants assess if
the researcher is trustworthy and can deliver on what he/she is saying about the research.
Swift trust is a necessary stage of trust starting at study recruitment before the more
traditional trust is developed as the research/clinical trial progresses; it exists even in the
absence of a strong long-lasting interpersonal relationship [19]. When trust is central to a
relationship, there’s reciprocal sharing of information [21] that is rooted in the shared
experiences during the research process, thus gradually building a traditional trust and laying
the foundation for study retention. The concept of trust and research is particularly important
among African Americans given a history of mistrust of researchers and health care
providers in this community [22, 23]. African Americans have lower trust in research and
researchers compared to Whites [5]. Lang and colleagues [24] showed that lack of trust is
the primary reason why African American males are unwilling to participate in research.
Current research suggests that the willingness to participate in research is significantly
affected by sex and the direction of these findings are mixed [13, 25-36]. While some
studies showed that females were more likely to participate in health research than males
[25-30], others found females to be less interested than males [13, 31-36]. In general,
females are more averse to engage in risk-taking behavior, whereas males take risks
detrimental to health in many communities [36-39].

There are limited studies that investigated the association between sex, study risk and
willingness to participate in research among African Americans, an under-represented
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community in research. Given the inconsistencies in the literature on race, sex and
willingness to participate in research, we examined sex differences and the impact of study
risk level on the willingness to participate in various types of research among a large sample
of community dwelling African-Americans. Given that there are social and health-risk
behaviors common among African American males with negative health outcome
implications [40-43], we hypothesized that African American males would be more willing
to participate in both minimal risk and greater than minimal risk studies than African
American females. This study expands current knowledge by identifying the association
between sex, research risk and willingness to participate in research in a large study sample
of an ethnic minority population.

For this analysis, a subsample of people who self-identified as African American was drawn
from the overall sample of community members enrolled in HealthStreet’s [44] registry in
North Central Florida. HealthStreet is the University of Florida Clinical and Translational
Science Awards supported community engagement program. A total of 6544 African
Americans were interviewed by Community Health Workers (CHWSs) from November 2011
to December 2019. CHWSs conduct daily community outreach and gather community
member’s health information by administering a 20 to 25-min health intake. CHWs are
members of the community that share a common culture and language with the community
members giving them credibility and easy access to the community members [8, 44, 45].
Community members were approached at different locations in the community. Examples of
locations where members were contacted include laundromats, churches, recreational parks,
libraries, shopping centers, gas stations, barbershops, bus stops, public event gatherings and
community centers. CHWSs obtained informed consent from all participants before the intake
interviews were conducted. Research protocols and procedures were approved by the
University of Florida Institutional Review Board (IRB).

The HealthStreet Health Needs Assessment includes questions on socio-demographic
characteristics, research perceptions, health conditions and concerns of the participants. This
analysis focuses on the self-reported research perceptions of participants. The questions that
were analyzed include: “Have you ever been in a health research study?” with yes/no
responses and “How interested are you in being in a research study” with responses
categorized as “definitely/maybe” or “not at all.” To assess willingness to participate in
seven different types of studies, participants were asked if they would volunteer for various
study types with yes/no responses. Using the IRB classification of studies into minimal risks
and greater than minimal risks [46] as used by Slomka et al. [12], we grouped the study
types into two categories: minimal risk studies (surveys about participants’ health, review of
medical records, giving a blood sample) and greater than minimal risk studies (having to
take study medications, use of medical equipment, staying overnight in a hospital/clinic,
giving a sample for genetic studies). Based on these categorizations, we created three indices
of research risk as composite measures of risk consideration in willingness to participate in
research studies: minimal study risk index (score of 0-3), greater than minimal risk study
index (score of 0—4) and general study risk index (score of 0-7). Thus, if a respondent
answered “yes” to volunteering for two of the three research types in minimal risk study
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category, his or her index score would be 2, meaning that willingness to volunteer for
minimal risk study is high. If a respondent said he/she would not volunteer for any research,
his or her index score would be 0, indicating no interest in participating in minimal study
types. A similar interpretation applied to the greater than minimal risk index and the general
risk index involving both study categories.

We also further classified study participants into four broad categories: those willing to
participate in minimal risk studies only (minimal risk only), those willing to participate in
greater than minimal risk studies only (greater than minimal risk only), those willing to
participate in both minimal risk and greater than minimal risk studies (both) and those
unwilling to participate in any studies (none). Additionally, participants were also asked
about research compensation expectations: “how much money do you think is a fair amount
for participating in an hour and a half long study, which involves an interview and blood
test?” and “would you participate in a study with no monetary compensation?” with yes/no
answers.

Description of analyses

Results

The data was analyzed using SAS 9.4 (ref). Chi-square tests were conducted for all yes/no
and categorical answers. The t-test was used to examine the sex differences in age, research
compensation expectation and three risk indices. p-values < 0.05 were considered
statistically significant.

Among the 6544 African Americans in this analysis, 41.6% were male and the mean age
was 43.1 years. Nearly 80% had at least a high school education; 82.4% were unmarried and
65.0% were unemployed (Table 1). Nearly all the participants (92.4%) were definitely or
maybe interested in participating in a research study, only 15.2% had ever been in a health
research study. More females had ever participated in health research than males (17.3% v.
12.3%, p < 0.0001); they were generally more interested in participating (definitely/maybe)
than their male counterparts (93.0% v. 91.7%, p = 0.0469) (Table 2).

Furthermore, studies that only asked question about participants’ health, a minimal risk
study, had the highest percentage of respondents willing to participate (92.6%). In
comparison, research that required participants to take medication, a greater than minimal
risk study, had the lowest percentage of willingness to participate (58.1%). Sex differences
were observed in the willingness to participate in minimal risk studies that required the
review of medical records (males 87.0% vs. females 84.2%, p = 0.0021) and studies that
involved giving a blood sample (males 84.2% vs. females 81.7%, p = 0.0083) (Table 2). Our
study showed that minimal risk studies were more likely to be of interest to African
American males than females (2.63 v. 2.58, p > 0.0201). This was also seen in study
involving the use of medication, a greater-than-minimal risk study (60.5% v. 56.3%, p =
0.0007) (Table 2).

In this study sample, African American males were less willing to participate in research if
they did not get paid compared to their female counterpart (males 71.1% vs. females 76.8%,
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p < 0.0001). Furthermore, males expected a larger amount of money as fair reimbursement
for participating in a research study that lasted about 1.5 h, involved an interview and a
blood test than females (males $113 vs. females $106, p = 0.0073) (Table 2).

Discussion

Our study addressed gaps in the literature on African American’s willingness to participate
in research by analyzing the impact of study risk levels and sex, among a population of 6544
African Americans who completed a face-to-face interview. Our hypothesis that African
American males would be more willing to participate in both minimal risk as well as greater
than minimal risk research than African American females was supported. We found that
males were more willing to participate in minimal risk research (studies that review medical
records and ask for blood samples) and greater-than-minimal risk research (study that
requires the use of medication).

Among females, the reduced willingness to participate in research involving the review of
medical records is consistent with a previous study [47] that confirmed the same and
speculated that privacy concerns might be the reason behind it. This study also showed that
males were more willing than females to participate in studies that require the withdrawal of
blood. The reason for this disparity is not apparent and may indeed highlight a research need
to identify a potential differential perception of risks between study participants and
researchers. For example, while researchers (IRB) may have classified studies involving
venipuncture and blood draw as minimal risk study [48, 49], some participants may consider
the idea of needle stick insertion into their skin invasive and to them such study is a greater
than minimal risk study. It is possible that in our study some participants may have
considered the drawing of blood as greater than minimal risk instead of minimal risk as
classified by the IRB, especially since some studies have shown that males are more likely to
take risks than females [36—-39], hence higher willingness of African American male
participants in our study to participate in studies involving blood draw. Further, particularly
in underrepresented communities with a history of mistrust of research [22, 23, 50], they
may worry that the results from the blood test may further define their community in terms
of a particular health outcome. These explanations, though speculative, underscore the need
for future studies to examine the categorization of research risk levels from the perspectives
of both the participants’ and the researchers.

Our findings that African American male participants were more likely to volunteer for
greater than minimal risk study (study requiring the use of medication) is consistent with
Ding and colleagues [13] who showed that in a multiracial cardiovascular prevention clinical
trial, with a study sample of 783 participants (35% African Americans), females had a
higher perceived risk of cardiovascular trial participation than males and a lower willingness
to participate than males.

Findings from this study also showed that, overall, participants were more willing to
participate in minimal risk studies than greater than minimal risk, consistent with previous
studies [11, 31]. Although our study showed that males were more willing to participate in
some types of health research than females, interestingly, more females reported prior
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participation in research and expressed general interest in being in a study. We suspect this
may be because females participate more in community services than males [51-53], and
they are more likely to volunteer for research overall [25-30]. The result, however,
exemplifies a point made by Browne and colleagues [54] that analyzing behavioral
intentions, such as willingness to participate, may help our understanding of the likelihood
of research participation, but it may not predict actual enrollment. Future studies should
examine the disparity between willingness to participate and actual participation. Our study
also showed that male participants expected higher reimbursement for research compared to
females. It is possible that pay expectations are gender-based and could be the reason for
women suggesting lower pay than men. [55, 56].

Limitations and Strengths

Although the unemployment rate is disproportionately higher among African Americans
[57], the prevailing unemployment rate among participants does not reflect the
unemployment rate in the counties assessed and this may affect the generalizability of the
results. However, we believe that our large sample size of an ethnic minority, in Florida, the
third largest state in the USA, bolstered our results. Our careful study design and data
collection provided confidence in the integrity of the data. Our study’s main strength is that
the assessments were conducted by trained CHWSs, who were recruited from the same
community as participants, therefore, are culturally sensitive in their assessments,
engendering more trust [58] in intake interviews with community members.

Conclusions

Our finding that sex differences exist among African Americans in their willingness to
participate in minimal risk research and studies involving the use of medications, but not the
other greater than minimal risk studies, underscore the need for future research to examine
this topic further. Given the disparities that exist for research participation and trust in the
health care system among the minority population [10], an understanding of the factors that
influence research participation is of utmost importance. Given our finding that fewer
African American females would be willing to participate in minimal risk studies and
greater than minimal risk study involving the use of medication than male African
Americans, recruitment efforts should employ special enhancement strategies [59] that are
tailored towards engaging equally representative male and female samples to increase
willingness and, subsequent, actual participation in research studies. Future research should
also explore the influence of sex and study risks in a multiracial study population.
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