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Abstract

The use of broad consent to store human biospecimens to be used in future research studies has increased over the years.
However, it is currently unknown how young sexual minority men (YSMM) perceive broad consent in these specific types
of studies. Therefore, in this study we aimed to determine the extent to which YSMM are comfortable with providing broad
consent concerning their identifiable biological specimens to a variety of entities, including external researchers and phar-
maceutical companies and to examine the relationship between mistrust based on racial/ethnic identity or sexual orientation
and attitudes toward broad consent. YSMM (N =239) ages 24-27 years were recruited from a prospective cohort study in
New York City in 2018 to complete a survey assessing attitudes about the use of broad consent concerning biospecimens for
secondary research. We found that YSMM were most willing to provide broad consent to the researcher from the study they
were enrolled in (85.3%), other researchers within the same university (82.4%), and researchers at other universities (74.5%).
Participants were least willing to provide broad consent to government organizations (64.4%) and pharmaceutical companies
(53.8%). Further, we found that medical mistrust based on racial/ethnic identity or sexual orientation was associated with
attitudes toward the use of broad consent. Research institutions should consider modifying consent procedures around the use
of broad consent in order to maximize recruitment and retention, especially among minority populations.
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Introduction

Research involving the use of stored human biospecimens
(e.g., saliva, blood) from biobanks has grown consider-
ably over the past 30 years (De Souza & Greenspan, 2013).
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Although originally created to be used only within the scope
of a specific research focus, biobanks are increasingly being
used in studies that differ in terms of the original research
question and/or investigators due to factors such as biotechno-
logical advances and more readily available and reliable col-
lection techniques (Fisher & Layman, 2018). In turn, research
using stored human biospecimens has elicited unique ethical
considerations in relation to informed consent from human
donors. In 2017, the Office of Human Research Protections
(OHRP) updated federal regulations for the protection of
human subjects who participate in studies that may collect
and store biospecimens (Department of Homeland Security,
2017). The rule went into effect in January 2019. This rule,
known as the Common Rule, states that researchers may col-
lect general informed consent for the storage and future use
of human biospecimens in secondary research regardless
of whether the potential study differs from the focus of the
original study or if being conducted by different research-
ers, if broad consent was properly documented and storage
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provisions to protect confidentiality are adequate (Grady
et al., 2015; A Notice of Proposed Rule Making [NPRM],
2016).

Policy surrounding the use of broad consent for secondary
research with stored biospecimens continues to be nebulous,
and consequently, is applied inconsistently across institu-
tions (Fisher & Layman, 2018; Rothstein et al., 2016). For
instance, the revised Common Rule relies on the assessment
of individual Institutional Review Boards (IRB) to define
what information should be included on the consent form
with respect to storage and future research with stored bio-
specimens if it meets the informed consent criteria set forth
by the OHRP (Fisher & Layman, 2018). In addition, the
updated Common Rule includes a provision for convening
a committee for periodic review of the definition of broad
consent. Thus, researchers will need to continuously be
aware of and adapt to changing definitions of identifiable
biospecimens in human subjects research in order to properly
utilize broad consent (Fisher & Layman, 2018). Lastly, the
Common Rule stipulates that secondary research with stored
biospecimens obtained under the use of broad consent may
require only limited IRB review. Nevertheless, the updated
Common Rule allows future researchers to be able to use par-
ticipants’ identifiable biospecimens for unspecified research
purposes that may not relate to the original study (Menikoff
etal.,2017).

An important consideration for researchers and IRBs
to take into account is that attitudes that participants have
regarding the use of their stored biospecimens in secondary
research studies are likely to be impacted by the nature of the
study, the type of researchers utilizing their samples, and the
characteristics of the participants themselves (De Vries et al.,
2016; Grady et al., 2015; Hiratsuka et al., 2012; Sanderson
et al., 2017). Moreover, a recent systematic review of broad
consent found that many potential participants did not feel
that the broad consent procedure was ethically adequate (De
Vries et al., 2016). Other studies have further found that per-
ceptions and motivations to participate in research involving
the collection of biospecimens differ across populations (Ker-
ath et al., 2013; Michie et al., 2011; Sanderson et al., 2017).
Thus, the adoption of broad consent may not be appropriate
for every research setting involving the collection and stor-
age of human biospecimens. In particular, racial and ethnic
minority populations may hold reservations regarding the
use of their biological samples in research due to mistrust
of the medical community (Eaton et al., 2015; Hiratsuka
et al., 2012). Indeed, there is a longstanding history of rac-
ism embedded within medical institutions and research in
the U.S. (e.g., the U.S. Public Health Service Syphilis Study
at Tuskegee) that has, in turn, negatively influenced willing-
ness to participate in research among minority populations
(Katz et al., 2006).
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Moreover, the increasing collection and storage of bio-
specimens from sexual minority men (SMM) for HIV-
related research (e.g., research involving pre-exposure
prophylaxis [PrEP]) has increased considerably in recent
years (De Souza & Greenspan, 2013). Research also shows
that SMM, especially SMM of color, may also harbor feel-
ings of mistrust in the medical community, which may,
in turn, influence willingness to participate in biomedical
research (Eaton et al., 2015; Hoyt et al., 2012). Neverthe-
less, there is a paucity of research that seeks to understand
how SMM in general and SMM of color in particular feel
regarding the use of broad consent for secondary research
using their stored biological data.

Although several studies have found that most individu-
als would give broad consent for the storage and future use
of their biological samples (De Vries et al., 2016; Richter
et al., 2018; Sanderson et al., 2017), the current litera-
ture consists of sample populations that are predominately
white and/or heterosexual and of a wide age range. Thus, it
is important that research addresses the ethical concerns in
relation to the use of broad consent among diverse popula-
tions, including young sexual minority men (YSMM). The
current study had two overarching aims in order to address
these limitations. The first aim was to examine attitudes
about the use of broad consent concerning biospecimens
for secondary research among YSMM. More specifically,
we sought to explore whether there were differences in
attitudes toward broad consent for samples used by differ-
ent institutions (e.g., university researchers versus phar-
maceutical researchers) and/or types of secondary research
(e.g., HIV-related research versus cancer research). Sec-
ond, we sought to understand how mistrust in the medical
community based on one’s racial/ethnic identity or sexual
orientation influences one’s attitudes toward providing
broad consent. The goal of the study was to gain empirical
insight into the views that YSMM hold about the use of
broad consent for the use of their stored biospecimens in
secondary research.

Method
Community Advisory Board

The Principal Investigator (PI; Cook) of the study con-
sulted The Center for Drug Use and HIV Research commu-
nity advisory board (CAB) in the development of the study
and in the interpretation of the study results. The CAB
was comprised of 12 members of the research, service,
and other community-based organizations that serve LGBT
communities. The PI met with the CAB to receive input
on the overarching research questions and study design to
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ensure that the study design was culturally relevant. After
completion of data collection, the PI met again with the
CAB to discuss study findings and implications.

Participants

Participants were recruited from the P18 Cohort Study, an
ongoing prospective cohort study that seeks to examine
the biological, psychological, and social underpinnings of
health and health behaviors among a cohort of YSMM in the
greater New York City area as they emerge into adulthood.
P18 participants provided biological samples for HIV testing,
but samples were immediately destroyed after testing. P18
Cohort participants were recruited for their baseline visits
between 2009 and2011 when they were between the ages of
18-19 years old and have been followed up semi-annually
ever since. As of 2018, participants were between the ages of
24-27 years. Full study details of the P18 Cohort Study have
been described elsewhere (Halkitis et al., 2013).

Participants for the current study were recruited at one
of their regularly scheduled visits in the P18 Cohort Study.
A member of the research team read the script introducing
the study and, if the participant indicated interest, took them
through the informed consent process. The participant then
provided written informed consent and took an online survey
via Qualtrics® that took an average of 15 min to complete.
All participants were provided with $5 as compensation for
the completion of the survey. Of the n =385 young men in
the P18 Cohort who were invited to participate in the cur-
rent study, 63% (241) agreed to participate. The study was
approved by the New York University IRB. Because two
young men were missing data pertaining to race/ethnicity, the
final study sample consisted of N=239 YSMM. The mean
age of the sample was 25.8 years (SD=0.83, range 24-27).
The vast majority (80.8%) of the sample identified as gay,
while 10.5% identified as bisexual, 6.7% identified as “other,”
and the remaining 2.1% identified as heterosexual. In terms of
education, most participants had at least some college (66%)
while the remaining reported having a high school diploma
or GED (34%). See Table 1 for sociodemographics of the
study sample.

Measures
Sociodemographics

Participants self-reported all sociodemographic character-
istics. Age was calculated by subtracting self-reported date
of birth from the date of their survey. Race/ethnicity was
ascertained by asking participants if they identified as White,
Black, Asian/Pacific Islander, American Indian/Alaska
Native, Other, and/or Hispanic/Latino. We collapsed the
race/ethnicity variable into the following categories: White,
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Table 1 Descriptive statistics (N=237)

M(SD) / %(N)
Age 25.86(.83)
Race/Ethnicity
White, non-Hispanic 26.58(63)
Non-White, non-Hispanic 44.73(106)
Other, Hispanic 28.69(68)
Education
High school diploma/GED 33.33(79)
Some college or more 66.67(158)
Sexual orientation
Gay 80.59(191)
Bisexual 10.55(25)
Other 8.86(21)
Broad Consent Institution Types®
Current researchers 3.39(.86)
Other researchers within this university 3.31(.91)
Researchers at other universities 3.10(1.02)
Government organizations 2.82(1.13)
Pharmaceutical companies 2.61(1.14)
Broad Consent Research Scenarios®
High blood pressure research 3.03(.95)
Cancer research 3.09(.91)
Vaccination for a common disease 3.01(.96)
Vaccination for a less common disease 3.08(.93)
Racial/ethnic differences in HIV progression 3.08(.91)
Sexual behavior differences in HIV progression 3.04(.94)
Genetic differences between people 2.97(.98)
GBMMP—Race/ethnicity 2.24(.78)
GBMM®—Sexual orientation 2.39(.80)

*Variables range from 1-4, with higher scores denoting greater trust
Group-based Medical Mistrust Scale

non-Hispanic; non-White, non-Hispanic, and Hispanic due
to a small number of respondents identifying as Black, His-
panic (n=6), Multi-Racial, Hispanic (n=5), and American
Indian/Alaska Native (n=6). Respondents self-reported
sexual orientation by asking participants if they considered
themselves to be 1 =Heterosexual or straight, 2 = Gay or les-
bian, 3 =Bisexual, or 4 = Other. Highest level of education
attained was collapsed into 1 = High school or less versus
2 =Some college or more categories.

Attitudes Toward Broad Consent

We developed a set of questions related to attitudes toward the
use of broad consent in collaboration with the CAB involving
research with stored biospecimens (see supplement for ques-
tionnaire). The questions were preceded with a brief description
of broad consent, along with a list of institutions and scenarios
in which their biospecimens may be used in secondary research.
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They were asked to indicate how willing they were to provide
broad consent for several research scenarios among several
institution types (1) the researcher from the current study they
were enrolled in, (2) other researchers within this university, (3)
researchers at other universities, (4) pharmaceutical companies,
and (5) government organizations. The scenarios for secondary
research included (1) high blood pressure research; (2) cancer
research; (3) vaccination development for common diseases
(e.g., the flu); (4) vaccination development for less common
diseases (e.g., HIV); (5) for studying racial/ethnic differences;
(6) for understanding sexual behavioral differences in disease
progression; and (7) for studying genetic differences among
populations. Answers fell on a 4-point Likert-scale, ranging
from 1 “Not At All Willing” to 4 “Very Willing.” We dichoto-
mized this variable to 0="“Not At All Willing” vs. 1 =“Will-
ing” due to the small amount of variation among the “Willing”
groups. The scale showed excellent internal consistency among
each of the seven scenarios (a > 0.96 for each scenario). Table 1
displays average willingness to provide broad consent for each
institution type and each scenario.

Medical Mistrust: Race/Ethnicity

The Group-Based Medical Mistrust (GBMM) scale (Thomp-
son et al., 2004) was used to assess mistrust in the medi-
cal community due to one’s race and/or ethnicity. The scale
consists of 12 items that fall on a 5-point Likert scale from 1
“Strongly Disagree” to 5 “Strongly Agree.” Example items
include “People of my ethnic group cannot trust doctors and
health care workers” and “I have personally been treated
poorly or unfairly by doctors or health care workers based
on my ethnicity.” The scale showed high internal consist-
ency with our study sample (a=0.89). Higher scores on the
GBMM scale denote greater mistrust in the medical com-
munity because of one’s race/ethnicity.

Medical Mistrust: Sexual Orientation

Participants took a modified version of the GBMM scale
(Thompson et al., 2004) to assess mistrust in the medical
community based on one’s sexual orientation. In line with
previous research (Owens et al., 2007), the word “ethnic
group” was reworded to “sexual orientation.” The response
categories were the same as the GBMM scale for race/ethnic-
ity. An example item for the revised scale includes “People
of my sexual orientation cannot trust doctors and health care
workers.” Cronbach’s alpha for the scale among our study
sample indicated high internal consistency (a=0.90). Higher
scores on the revised GBMM scale indicated greater mistrust
in the medical community based on one’s sexual orientation.
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Analytic Strategy

We first performed descriptive statistics on all study vari-
ables. In order to examine attitudes toward broad consent
among each scenario and institution, we dichotomized the
broad consent questions such that those who indicated they
were “Not At All Willing” to provide broad consent were
coded as 0 and those who were any other response category
were coded as 1 (“Willing”). We then examined frequencies
among each scenario and institution to assess general atti-
tudes toward broad consent among YSMM.

Next, we conducted linear regression models to examine
whether GBMM based on race/ethnicity or sexual orientation
was associated with willingness to provide broad consent for
each type of institution. We then averaged the willingness
to provide broad consent among each scenario to create an
average broad consent score for each institution, with higher
scores denoting greater willingness to provide broad consent
for that institution. Next, we ran two linear regression models
among each institution, one for the GBMM scale based on
race/ethnicity and one for the GBMM scale based on sexual
orientation for a total of 10 models. Further, to examine if
the association between GBMM and willingness to provide
broad consent was more pronounced among YSMM of color
we ran an additional 10 models that included an interaction
term between race/ethnicity and the GBMM scales. Age, sex-
ual orientation, race, highest level of education attained, and
sexual orientation were included as covariates in all models.
All statistical analyses were conducted using Stata statistical
software version 15 (StataCorp, 2015).

Results

Attitudes Toward Broad Consent Among Scenarios
and Institutions

Among the scenarios within each institution, willingness
versus unwillingness to provide broad consent remained
relatively consistent (e.g., around 82-85% willing in each
category among current researchers). However, as one moved
further away from university researchers toward pharmaceu-
tical companies and government organizations, the less likely
the participants would be willing to provide broad consent
for any research scenario (see Table 1 for average willing-
ness to provide consent for each institution type and scenario
type). Participants were least likely to endorse willingness to
provide broad consent for secondary research to pharmaceu-
tical companies. Figure 1 displays the average percentages
of willingness versus unwillingness that YSMM had toward
providing broad consent to each of the research institutions.
On average, YSMM were most willing to provide broad
consent to the researcher from the study they were enrolled
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in (85.3%), other researchers within the same university
(82.4%), and researchers at other universities (74.5%). In
contrast, YSMM were least willing to provide broad consent
to government organizations (64.4%) and pharmaceutical
companies (53.8%).

Medical Mistrust and Attitudes Toward Broad
Consent

The linear regression models indicated that medical mistrust
based on one’s racial/ethnic identity or sexual orientation
was associated with attitudes toward the use of broad consent
among current researchers, researchers at other universities,
government organizations, and pharmaceutical companies.
The models for other researchers within the same university
did not reach significance. Moreover, the interaction terms
between GBMM and medical mistrust did not approach sig-
nificance in any of the models. Thus, we present the results of
the main effects models. See Tables 2, 3, 4, and 5 for results
of the models for current researchers, researchers at other
universities, government organizations, and pharmaceutical
companies, respectively.

Table 2 Linear regression models for current researchers (N =237)

Model 1 Model 2
b(SE) b(SE)
Age —.02(.07) .02(.07)
Race
White, non-Hispanic Ref Ref
Non-White, non-Hispanic .09(.14) -.01(.14)
Hispanic .18(.16) .10(.51)
Education
High School Diploma/GED  Ref Ref
Some College or More .01(.94) .04(.13)
Sexual orientation
Gay Ref Ref
Bisexual —.30(.18) —.25(.18)
Other — 47(.20)* —.47(.20)*
GBMM?*—Race/Ethnicity —.30(.07)*** -
GBMM?®—Sexual Orienta- — —.24(.07)**
tion
Intercept 4.50(1.76)* 4.38(1.78)*

Model fit statistics
F(7,229)=4.06%* F(7,229)=3.28%%*
R =11 R*=.09

Table 3 Linear regression models for researchers at different univer-
sities (N=237)

Model 1 Model 2
b(SE) b(SE)
Age —.03(.08) —.03(.08)
Race
White, non-Hispanic Ref Ref
Non-White, non-Hispanic —.03(.17) —.10(.17)
Hispanic —.02(.19) —.08(.19)
Education
High School Diploma/GED Ref Ref
Some College or More —.02(.15) .00(.15)
Sexual orientation
Gay Ref Ref
Bisexual —.12(.22) —.08(.21)
Other —.45(.24) —.43(.24)
GBMM?*—Race/Ethnicity —.25(.09)%** -
GBMM?®—Sexual Orientation — -.27(.08)**
Intercept 4.50(2.12)* 4.68(2.11)*
Model fit statistics

F(7,229)=2.09*
R*=.06

F(7,229)=2.55*
R*=.07

“p<.05; #¥p < .01
4Group-based Medical Mistrust Scale

Table4 Linear regression models for government organizations
(N=237)

Model 1 Model 2
b(SE) b(SE)
Age .02(.09) .02(.09)
Race
White, non-Hispanic Ref Ref
Non-White, non-Hispanic ~ —.08(.19) —.18(.18)
Hispanic —.06(.21) —.15(.20)
Education
High School Diploma/ Ref Ref
GED
Some College or more .06(.17) .08(.16)
Sexual orientation
Gay Ref Ref
Bisexual —.08(.24) —.04(.23)
Other —.21(.26) —.115(.26)
GBMM?*—Race/Ethnicity  —.36(.10)*** -
GBMM®*—Sexual Orienta- — — . 47(.09)%**
tion
Intercept 2.91(2.33) 3.46(2.27)

Model fit statistics
F(7,229)=2.81%*% F(7,229)=4.90%*%*
R*=.08 R*=.13

“p<.05; #¥p < .01; #+¥p <0001
2Group-based Medical Mistrust Scale

*p<.05; #¥p < .01; #+¥p < 0001
2Group-based Medical Mistrust Scale
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Table5 Linear regression models for pharmaceutical companies
(N=237)

Model 1 Model 2
b(SE) b(SE)
Age —.02(.09) —.02(.09)
Race
White, non-Hispanic Ref Ref
Non-White, non-Hispanic ~ .11(.19) —.02(.18)
Hispanic —.01(.21) —.12(.20)
Education
High School Diploma/ Ref Ref
GED
Some College or More —.32(.17) —.29(.17)
Sexual orientation
Gay Ref Ref
Bisexual —.20(.24) —.15(.23)
Other —.35(.26) —.32(.26)
GBMM®—Race/Ethnicity = —.42(.10)*** -
GBMM"—Sexual Orienta- — — 47(.09)***
tion
Intercept 4.32(2.34) 4.66(2.30)*

Model fit statistics
F(7,229)=3.52%*% F(7,229)=4.74%**
R*=.10 R*=.13

*p<.05; #¥p < .01; ##¥p < 0001
2Group-based Medical Mistrust Scale

Current Researchers

Results indicated that both medical mistrust based on race/
ethnicity (Table 2, Model 1) and sexual orientation (Table 2,

Fig.1 Average Percentages for 100%

Broad Consent by Institution
90%
80%
70%
60%
50%
40%
30%
20%
10%

0%
Current researchers
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Other researchers
within this university

Model 2) were associated with willingness to provide broad
consent for secondary research among current researchers.
Controlling for age, race, education, and sexual orienta-
tion, those with more medical mistrust based on race/eth-
nicity were less willing to provide broad consent to their
current researchers (b =—-0.30, p <0.0001; Table 2, Model
1). Similar results were found for those with more medi-
cal mistrust based on one’s sexual orientation (b= —0.24,
p<0.01; Table 2, Model 2). In addition, we found evidence
to suggest that, as compared to young men who identify as
gay, those who identify as a sexual orientation other than
gay or bisexual were less willing to provide broad consent to
their current researchers in models controlling for medical
mistrust based on race/ethnicity (b=—-0.47, p <0.05; Table 2,
Model 1) and medical mistrust based on sexual orientation
(b=-0.47, p<0.05; Table 2, Model 2).

Researchers at Different Universities

Linear regression results indicated that greater medical mis-
trust based on one’s race/ethnicity (Table 3, Model 1) and
sexual orientation (Table 3, Model 2) were associated with
willingness to provide broad consent to researchers at differ-
ent universities. Controlling for age, race, education, and sex-
ual orientation, those with more medical mistrust based on
race/ethnicity were less willing to provide broad consent to
their current researchers (b =—0.25, p <0.01; Table 3, Model
1). Similar results were found for those with more medi-
cal mistrust based on one’s sexual orientation (b=—-0.28,
p<0.01; Table 3, Model 2).

Government
organizations

Pharmaceutical
Companies

Researchers at other
universities

m% Willing = % Not Willing
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Government Organizations

For government organizations, results indicated that those
who indicated more medical mistrust based on one’s race/eth-
nicity were less willing to provide broad consent to govern-
ment organizations (b=—0.36, p <0.0001; Table 4, Model 1)
controlling for age, race, education, and sexual orientation.
The same trend was observed for medical mistrust based on
sexual orientation (b =—0.47, p <0.0001; Table 4, Model 2).

Pharmaceutical Companies

Results indicated that greater medical mistrust based on one’s
race/ethnicity (b=-0.42, p <0.0001; Table 5, Model 1) and
sexual orientation (b=-0.47, p <0.0001; Table 5, Model
2) was associated with a greater unwillingness to provide
broad consent for secondary research with biospecimens to
pharmaceutical companies.

Discussion

In this study, we sought to examine attitudes that YSMM hold
toward the use of broad consent across a variety of second-
ary research scenarios types and institutions. Broadly speak-
ing, we found that YSMM were generally willing to provide
broad consent across a variety of secondary research topics.
The majority of YSMM were likely to endorse providing
broad consent across a variety of research scenarios (e.g.,
vaccine development, HIV-related research) if it was given to
researchers that they trusted (i.e., the researchers of the study
they were currently enrolled in) or other university-associated
researchers. On the other hand, we found that YSMM were
split, on average, in their willingness to provide broad consent
to pharmaceutical companies and government organizations.
Across the different research scenarios, the largest percent-
ages of participants unwilling to provide broad consent were
in the “understanding genetic differences between people”
and “for finding a vaccination against common diseases”
categories. These findings are in line with previous research
on perspectives of broad consent in that the majority of the
individuals are willing to provide broad consent for the use
of their biospecimens in secondary research (Michie et al.,
2011; Richter et al., 2018). One finding that was in contradic-
tion to other research (Eaton et al., 2015) was that YSMM
were generally likely to endorse providing consent for the
use of their stored biospecimens in research related to HIV,
but this willingness decreased as one moved to institutions
farther away from their current researcher. These findings
suggest that further consideration should be given to setting
boundaries within the provision of broad consent to who can
use stored biospecimens from YSMM in secondary research.

We also sought to explore the role that medical mistrust
plays in the willingness to provide broad consent to each
institution type. We found that medical mistrust played a
role in willingness to give broad consent to current research-
ers, researchers at different universities, pharmaceutical
companies, and government organizations, but not for other
researchers within the same university. Our findings sug-
gest that those with more medical mistrust based on one’s
racial/ethnic identity or sexual orientation are less willing
to provide broad consent, on average, to current researchers,
researchers at different organizations, pharmaceutical com-
panies, or government organizations. These findings align
with previous research that suggests that medical mistrust
influences how racial/ethnic and/or sexual minority indi-
viduals engage and utilize health care (Eaton et al., 2015;
Hoyt et al., 2012). It is important to note that the associa-
tion between medical mistrust and willingness to give broad
consent was stronger among pharmaceutical companies and
government organizations. This finding suggests that YSMM
who hold more medical mistrust based on their race/ethnicity
or sexual orientation may be more cynical about pharma-
ceutical company and government research with their stored
biospecimens. This finding has been prevalent among studies
with ethnic/racial minorities (Garrison et al., 2016; Hiratsuka
et al., 2012). For instance, a qualitative study with Alaska
Native participants found that history and past experiences
with the government and medical community led them to be
more critical of participating in research that includes the
storage of biospecimens (Hiratsuka et al., 2012). Further, in a
large experimental survey examining patient attitudes toward
participation in research involving stored human biospeci-
mens Sanderson et al. (2017) found ethnic/racial minorities
to be less likely to provide broad consent for the use of stored
biospecimens as compared to their white counterparts. How-
ever, we did not find evidence to suggest that race/ethnicity
moderated the association between medical mistrust and
concerns pertaining to broad consent. This indicates that, at
least in these data, overall medical mistrust may be salient for
YSMM independent of race. Some research exists in support
of this finding. For instance, in qualitative interviews with 56
SMM, Cahill et al. (2017) found that medical mistrust was
a strong factor in willingness to uptake PrEP among both
white YSMM and YSMM of color. Taken together, future
research should utilize qualitative methods in order to fur-
ther unpack and understand the attitudes that diverse samples
of YSMM hold toward the use of broad consent, especially
among specific entities that they may view as problematic
(e.g., pharmaceutical companies).

There were important study limitations to consider. First,
we recruited our participants from an ongoing cohort study
based out of New York City, in which the participants have
established a good relationship with the research team.
Thus, our study sample may be more willing to participate
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in research than the more general population of YSMM. In
addition, because participants were recruited from a wider
cohort study, we were unable to ascertain if differences exist
in willingness to provide broad consent across different
racial/ethnic groups (e.g., Black Hispanic vs. Black non-His-
panic). In addition, the sample size within each racial/ethnic
category was small and thus this study should be replicated
with a larger, more diverse sample size to examine potential
racial differences in the association between medical mistrust
and broad consent that we may not have been able to detect.
Moreover, our study was also limited in that we only assessed
willingness to provide broad consent among a young adult
sample. However, research suggests that generational dif-
ferences may exist with respect medical mistrust such that
older populations may harbor more mistrust than younger
populations (Ford et al., 2013). In spite of these limitations,
we are among the first to examine the ethical implications of
the use of broad consent with stored biospecimens among
YSMM and YSMM of color in particular. Future research
should explore attitudes toward broad consent using a more
diverse, research naive sample of YSMM.

Public Health Implications

Medical mistrust continues to be a pressing issue in public
health and medicine. Indeed, the legacy of mistrust, stem-
ming from historical abuses both within and beyond the
medical system, is reinforced and perpetuated in the form
of ongoing mistreatment, stigma, and discrimination. As
advances in biomedicine create opportunities to effect posi-
tive change, they also provide opportunities for research-
ers and IRBs to critically reflect on how new policies and
guidelines are perceived, and how they ultimately affect, the
populations that provide research data.

This study contributes to an increased awareness sur-
rounding concerns that YSMM have over the use of broad
consent for secondary research with their stored biological
data. These implications are particularly salient for research
conducted among populations that have experienced his-
torical and ongoing social and economic marginalization,
such as people of color and sexual minority people. This
study suggests that researchers and IRB members should
consider incorporating concerns of YSMM into study pro-
tocol surrounding the use of stored biospecimens in second-
ary research. Particularly, researchers may want to consider
adopting measures that increase participants’ comfort in
utilizing stored biospecimens for secondary research pur-
poses. For example, making specific efforts to ensure that
participants understand the nature of their contribution and
potential future contributions to science is one important
way that researchers can work to engender trust and enhance
participants’ ability to exercise agency and feel confident
in their decision to participate in research. Indeed, this may

@ Springer

be especially critical for participants in ongoing longitudi-
nal studies, for whom new applications or technologies may
emerge during the course of their participation. Such meas-
ures can increase recruitment and retention efforts for criti-
cally important research, such as HIV cure research studies.

In a rapidly changing technological environment, it may
be impossible to conceive of all the different ways data could
be used in the future; however, being cognizant of these
concerns and possible ramifications can help researchers to
reduce mistrust among communities that have experienced
stigma, discrimination and/or abuse in the medical establish-
ment. In this sense, we are able to uphold our responsibility to
protect participants while maximizing the ethical and innova-
tive use of collected data to advance science.
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