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Abstract
Aims: This study sought to explore the decision to partici-
pate in genomics research for African American individuals. 
Our overall goal was to explore (1) the attributes that sig-
nificantly contribute to willingness to participate in genom-
ics research; (2) how these attributes are interpreted (what is 
their meaning?); (3) how trustworthiness is estimated in the 
decision to participate in research (i.e., what are the symbol-
ic representations or heuristics of trustworthiness in deci-
sion-making?); and (4) how participants see factors to coun-
terweigh each other. Methods: We sought a methodology 
that would afford exploration of the compensatory nature of 
decision-making where some choice attributes may be 

weighed differently than others as well as the use of heuris-
tics (shortcuts to estimate key concepts in the mentally tax-
ing task of decision-making) for concepts such as trustwor-
thiness. We used a qualitative story deck to create hypothet-
ical research scenarios with variable attributes (i.e., 
researcher race/ethnicity; institutional affiliation; research 
goal; and biospecimen requested) to determine how indi-
viduals find and interpret information to make decisions 
about research participation. These semi-structured inter-
views (n = 82) were conducted in African American barber-
shops in Baltimore City and Prince George’s County, Mary-
land. Results: Quantitative and qualitative analysis was com-
pleted. Findings include that, even in the absence of 
interpersonal connection, trustworthiness can be communi-
cated through multiple factors, such as (1) shared values 
with researchers and (2) familiarity. Conversely, (1) ambigu-
ity, especially regarding the use of biospecimens, (2) nega-
tive reputations, and (3) perceptions of “hidden agendas” 
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were associated with a lower willingness to participate. How-
ever, the alignment of participant and research goals was 
weighed more heavily in decisions than other factors. Con-
clusion: This study finds that negatively assessed character-
istics in research design do not result in automatic rejections 
of participation. Negative assessments can be mitigated by 
emphasizing the multiple factors that communicate trust-
worthiness in the consent process, which may improve rates 
of research participation. © 2020 S. Karger AG, Basel

Introduction

Despite the > 2 decades that have passed since the Na-
tional Institutes of Health (NIH) Revitalization Act out-
lined the urgent need for the involvement of women and 
minorities in research, there continues to be a lack of di-
versity in both domestic and international health research 
[1, 2]. Participant diversity has specific importance in ge-
nomics research as it is the key to understanding genetic 
variation in health [3, 4]. Unfortunately, not only do bar-
riers to the engagement of underrepresented groups, es-
pecially African Americans, persist, there is evidence for 
specific distrust around the collection of biospecimens 
and the use of biobanking [5–8]. As these research proce-
dures are imperative to genomics research, there is an 
equivalent imperative to explore ways to create research 
protocols that are acceptable to typically underrepresent-
ed groups. Our approach in this task was to employ a 
unique data collection method, the qualitative story deck, 
to explore perceptions relative to research participation 
using hypothetical research scenarios with variable attri-
butes among African American individuals in Baltimore 
City, Maryland, and Prince George’s County, Maryland. 

Our approach in this project was informed by previous 
research on the decision to participate in genomics re-
search coupled with a design borrowed from the science 
of decision-making [9]. Overall, we were interested in 
how African American individuals use bits of informa-
tion, like what might be afforded through recruitment 
materials or a recruitment encounter, to reach decisions 
about research participation. From decision science, our 
design incorporated explorations of (1) the compensa-
tory nature of decision-making (the weighing of multiple 
factors which interact and may offset each other) and (2) 
how participants use heuristics or clues to estimate key 
concepts in the decision to participate in genomics re-
search [9]. So, while previous research on willingness to 
participate has determined barriers (e.g., lack of trust in 

researchers, invasiveness for biospecimen data collection, 
suspicions about biobanking) and facilitators (e.g., racial 
concordance of research team and participant, altruism, 
interpersonal trust) [6, 7, 10–14], we were interested in an 
exploration of the importance or value of these barriers 
and facilitators relative to each other and how they might 
interact in the decision-making process. 

We set out with a specific interest in understanding 
how people use concepts like social trustworthiness in the 
decision-making process. While much of the discussion 
about distrust of research and researchers has focused on 
social (race/ethnicity, class, etc.) rather than personal fac-
tors, proposed solutions have focused on interpersonal 
trust built through repeated, long-term, personal interac-
tion such as that created through community-based, par-
ticipatory approaches. This study sought potential solu-
tions along social trust, such as those built on concepts 
like reputation that can exist without personal interaction 
[15, 16]. The difference between interpersonal trust and 
social trust can be illustrated in the factors influencing the 
decision to select a person with whom to share a secret 
and the decision to select an institution with which to 
start a savings account, respectively. 

Our overall goal was to explore (1) what the attributes 
are that significantly contribute to willingness to partici-
pate in genomics research for African American individ-
uals; (2) how those attributes are interpreted (what is their 
meaning?); (3) how trustworthiness is estimated in the 
decision to participate in research (i.e., what are the sym-
bolic representations or heuristics of trustworthiness in 
decision-making?); and (4) how factors are weighed dif-
ferentially in the process of decision-making.

Methods

Procedure
This project represents a collaboration between 2 research 

teams at the School of Pharmacy, University of Maryland, Balti-
more, MD, and the Maryland Center for Health Equity based in 
the School of Public Health at the University of Maryland, College 
Park, MD. Each team conducted qualitative research in local Afri-
can American barbershops in their respective area. We chose to 
conduct research in barbershops as these settings have been de-
scribed as a space for frank, even controversial discussion of many 
topics [17] and have increasingly been sites for health discussion 
and promotion [18]. Both teams had previously conducted re-
search in black barbershops, and our familiarity with the shops 
contributed to participant/interviewer comfort and rapport. 

Those interested in participation in the study were provided 
with detailed information about research goals and procedures as 
well as their rights as participants. They then completed a brief in-
take survey to gather self-reported demographic information, in-
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cluding race, age, education level, and household income. We then 
conducted semi-structured interviews built around a novel elicita-
tion technique called a qualitative story deck (QSD). The QSD is a 
qualitative adaptation of a factorial survey design commonly used 
in decision research, sometimes called a “choice experiment,” that 
was used to randomly create hypothetical research project scenar-
ios including a range of alternating attributes. Participants were 
asked to respond to each scenario with a “decision” to participate 
or not. Once a decision was reached, interviewers explored par-
ticipant views of each attribute and the relative contribution each 
made to the final decision. 

Participants created research scenarios by randomly choosing 
cards from 4 piles representing different categories of attributes of 
the hypothetical research (Fig. 1). These categories were: (1) Who 
are you?! – race/ethnicity of the researcher; (2) From where?! – in-
stitutional affiliation of the researcher; (3) You want what?! – spe-
cific biospecimen request; and (4) What for?! – research goal. Un-
der “Who are you?” researchers could be white, African American, 
or of another race/ethnicity. Institutional affiliations included lo-
cal schools conducting medical or health research including an 
elite private university (Johns Hopkins University [JHU]), a state 
university (University of Maryland), and a local Historically Black 
College and University (HBCU; Howard University or Morgan 
State University). Biological sample requests included a tube of 
blood, a drop of blood, or spit/saliva. Finally, research goals could 
be “to help people with or at risk for a disease I care about”; “to 
specifically help people in Prince George’s County or Baltimore 
City (local community)”; or “to go to a ‘bank’ for future studies.” 
By randomly drawing a card from each pile, participants created 3 
hypothetical research projects in which they could choose to par-
ticipate or not. Each card could only be selected once. For each 
hypothetical research scenario, participants were asked to explain 
their answers relative to each card chosen. 

Once participants responded to the 3 randomly chosen re-
search scenarios, they were asked to use the cards to create their 
idea of an “ideal” project in which they would be most likely to 

participate and explain their reasoning. At the conclusion of this 
discussion, the interviewer replaced the “From where?!” card cho-
sen by the participant in the ideal scenario with a wild card repre-
senting “the government” as an institutional affiliation. Partici-
pants were then asked about how this change impacted their deci-
sion to participate in the final hypothetical scenario. 

Interviews averaged 20–30 min. Participants received a gift 
card incentive of USD 30 for their participation. All data were dig-
itally recorded and transcribed. All procedures were approved by 
the Institutional Review Boards of the Universities of Maryland in 
Baltimore and College Park (#1143589). 

Analysis
Quantitative
To determine the most relevant factor to the decision to par-

ticipate in research overall, respondents’ multiple scenario re-
sponses were treated as separate cases, and classification and re-
gression tree (CART) analysis [19, 20] was applied to all data using 
the SPSS 25 software (IBM, Chicago, IL, USA). CART recursively 
partitions the entire sample (parent node) into smaller subgroups 
(child nodes) based on the binary outcome variable. At each parti-
tion, this method identifies the factor that best separates data into 
subgroups related to the outcome, repeating the process until the 
sample is divided into homogenous groups and resulting in a clas-
sification tree. The benefit of this strategy, relative to other ana-
lytical techniques, is that it automatically yields combinations of 
factors that statistically significantly separate the data based on the 
outcome variable, in this case, willingness to participate in the re-
search.

Qualitative
We used NVivo 12 software to facilitate qualitative data man-

agement and analysis. The primary goal of our analysis was to re-
veal “on the ground” experiences and knowledge of participants 
that contributed to the decision to participate in research. Coding 
was guided by an iterative, adapted grounded theory approach [21, 

Who are you?!

Researcher
race/ethnicity

From where?!

Institutional
affiliation

You want what?!

Biospecimen request

What for?!

Researcher goal

White
researcher

Black or African
American researcher

Researcher from
another

race/ethnicity

University of
Maryland

Howard
University

Johns Hopkins
University

A tube of blood

A drop of blood

Spit or saliva

To go to a “bank”
for future studies

To help people
with disease I

care about

To specifically
help people in

Prince George‘s
County/Baltimore

Fig. 1. Methods for this study included the use of a qualitative story deck composed of 4 sets of 3 cards represent-
ing hypothetical genomics research scenario characteristics, including researcher race/ethnicity; institutional af-
filiation; requested biospecimen; and research goal. 
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22]. The stages of the coding process included initial open coding 
followed by axial coding to express connections between themes 
and concepts. Emergent themes were discussed with the research 
team for interpretation. 

Results

Sample
We interviewed 82 participants, 41 in Prince George’s 

County (College Park team) and 41 in Baltimore City 
(Baltimore team). Participants were predominantly male 
(78%), African American (92.7%), and non-Hispanic 
(92.6%), with 78.3% between the ages of 25 and 64 years. 

Overall, participants reported good to excellent health 
(96.3%). Roughly two-thirds (66.7%) reported at least 
some college and another 24.7% finished High School or 
equivalency. In terms of income, participants were more 
or less evenly spread among the ranges (Table 1).

Quantitative Findings
Because each participant responded to multiple re-

search scenarios (although not every participant respond-
ed to all 5), there was a total of 404 scenarios each associ-
ated with a decision to participate or not. Of these, 80 
were “ideal” scenarios chosen by participants; 80 were 
scenarios in which the ideal institution was replaced with 
the “government” institution card; and 244 were ran-
domly selected scenarios. Of the randomly selected sce-
narios, a slight majority (130, or 53.3%) resulted in a deci-
sion of willingness to participate while the rest (114, or 
46.7%) were rejected. 

Figure 2 presents the percentage of “yes” responses re-
sulting from the scenarios in which each characteristic 
(alternate forms of “attributes”) appeared. The differenc-
es between characteristics were more marked in some at-
tribute categories than others. Scenarios in which the re-
search goal was to address a disease or condition with 
which the participant had a personal connection were 
considerably more popular (76.3% of scenarios with 
“care” as characteristic were found acceptable) than those 
in which a biobank was proposed (only 28.9% of scenar-
ios with “bank” as characteristic were found acceptable). 
There was less marked variability in the categories of bio-
specimen and ethnicity/race of the researcher. There was 
little variability in the attribute category of institution 
without the addition of the government “wild card.” Only 
22.8% of scenarios in which government appeared as the 
institution were found to be acceptable, making it the 
least popular characteristic in research scenarios, despite 
its placement in otherwise “ideal” scenarios chosen by 
participants.

As determined by CART analysis (Fig. 3) using CHAID 
(with minimum parent size of 10, minimum child size of 
5, and Bonferroni probability adjustments), the most rel-
evant factor partitioning the parent node (which started 
with 53.3% yes overall) was the goal of the research, yield-
ing 3 statistically significantly different child nodes: goal 
of the research as benefitting the geographically commu-
nity (Prince George’s County or Baltimore City or pg) 
with percentages comparable to the parent node (56.1% 
yes), goal of the research as “to help people with a disease 
I care about” (care) with a greatly increased willingness to 
participate (75.9% yes), and bank with a greatly decreased 

Table 1. Frequency distribution of study participants by demo-
graphic characteristics

Frequency
(n = 81)

Percentage

Gender
Female 17 22
Male 64 78

Age
18–24 years 12 14.8
25–44 years 46 56.7
45–64 years 19 23.5
65+ years 2 2.5
No response 2 2.5

Health status
Fair 3 3.7
Good 43 53.1
Very good 22 27.2
Excellent 13 16.0

Education
Did not graduate high school 7 8.6
High school graduate or equivalent 20 24.7
Some college 38 46.9
Bachelor’s degree 11 13.6
Postgraduate degree

(Master’s, MD, PhD, etc.)
5 6.2

Income
<20 k 20 24.7

20–40 k 19 23.5
40–60 k 16 19.7
60–80 k 8 9.9
80–100 k 16 19.7

No response 2 2.5
Ethnic identitity

Hispanic 6 7.4
Non-hispanic 75 92.6

Racial identity (check all that apply)
Black/African American 76 93.8
American Indian/Alaska native 1 1.2
Other (includes multiracial) 5 6.2
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willingness to participate (28.9% yes). Researcher race 
split the bank nodes further, and split fairly dramatically 
based on race, increasing willingness to participate some-
what (from 28.9 to 45.2% yes) if the researcher is black, 
while minimizing willingness if the researcher is not black 
(down to 19.2% yes). In sum, willingness to participate 
was maximized in this sample if the goal is care. Mean-
while, willingness to participate was minimized when the 
goal is bank and the researcher race is not black (i.e., 
white, other). This is another finding that was illustrated 
qualitatively. The overall correct classification rate, ob-
tained by aggregating across all terminal nodes, is 67.6%.

Qualitative Findings
Qualitatively, we found themes associated with both 

positive and negative assessments of research opportuni-
ties. Positive themes included: familiarity/reputation (as-
sociated with JHU and HBCU as institution; tube of blood 
as biospecimen) and shared goals (associated with aligned 
research goal; African American researcher; and HBCU 

as institution). Negative themes were closely related and 
may be viewed as somewhat reflecting the “flip side” of 
positive themes. These included lack of familiarity/sense 
(associated with saliva and drop of blood as biospecimen) 
and hidden agendas (associated with use of biobanking; 
and government as institution).

Themes Contributing to the Decision to Participate
Familiarity and Reputation
References to personal experiences were raised by par-

ticipants in support of their decision to participate in re-
search scenarios. This was clearest in relation to the at-
tribute categories of institution and biospecimen where 
participants framed their acceptance of scenarios with 
reference to existing knowledge or experience. Partici-
pants favored institutions they felt had a good reputation 
or with which they had positive experiences (Table 2). 
Interestingly, these assessments did not always relate to 
research specifically but also included experiences in 
healthcare encounters or as employers. Overall, all 3 uni-

80
%

70

60

50

40

30

20

10

0
Research goal Biospecimen Ethnicity/

race of the researcher
Institution

% of acceptable research scenarios where characteristic appeared

Care

Tube Black

JHU HBCU

UMD

Government

Other

White

Drop

Spit

pg

Bank

Fig. 2. Descriptive analysis determined the relative percentage of willingness to participate in a given research 
scenario for each characteristic or alternate form of “attributes” (“yes” responses resulting from the scenarios in 
which each characteristic appeared). Of all characteristics, a research goal in line with participant values resulted 
in the highest percentage of willingness to participate. Use of a biobank and government-sponsored research were 
among the least favorable characteristics. pg, Prince George’s County or Baltimore City; JHU, Johns Hopkins 
University; HBCU, Historically Black College and University; UMD, University of Maryland.
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versities were seen as comparable, with Howard Univer-
sity and JHU recognized as more well known. Regarding 
biospecimen collection, participants preferred techniques 
with which they were familiar. Frequently, this took the 
form of an association between providing a tube of blood 
for research and for a blood bank. 

Shared Goals
Table 3 presents the theme of shared goals with related 

subthemes and categories. This theme consists of partici-
pant interpretations of scenario characteristics as evi-
dence of alignment with personal goals. This connection 
is relatively obvious when the research goal was “to help 
people with or at risk for a disease I care about” (care). 

Node 1
Category % n

■ No 43.9 36
■ Yes 56.1 46

Total 33.6 82

Node 2
Category % n

■ No 24.1 19
■ Yes 75.9 60

Total 32.4 79

Node 0
Category % n

■ No 46.7 114
■ Yes 53.3 130

Total 100.0 244

Node 3
Category % n

■ No 71.1 59
■ Yes 28.9 24

Total 34.0 83

Node 6
Category % n

■ No 80.8 42
■ Yes 19.2 10

Total 21.3 52

Node 7
Category % n

■ No 54.8 17
■ Yes 45.2 14

Total 12.7 31

Decision

Goal
Adj. p value = 0.000, χ2 = 36.364

df = 2

Researcher race
Adj. p value = 0.035, χ2 = 6.353

df = 1

pg Care Bank

BlackWhite; other

Fig. 3. Regression tree analysis determined that the most relevant factor partitioning the parent node was the goal 
of the research. Goal of the research such as “to help people with a disease I care about” (care) was associated with 
a greatly increased willingness to participate and bank (use of biobank) with a greatly decreased willingness to 
participate. Researcher race split the bank nodes further increasing willingness to participate somewhat if the 
researcher is black, while minimizing willingness if the researcher is not black. 
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The shared goals theme also ran through evaluations of 
the race of the researcher and institution. In these cases, 
participants saw alignment relating to the support of the 
African American community or African American indi-
viduals. In these cases, participants’ willingness to par-
ticipate rested on, among other things, a desire to “be a 
big supporter of black people” or provide “opportunity” 
(Table 3). 

Themes Associated with Refusal to Participate
Lack of Familiarity and Sense
These themes were associated with negative assess-

ments. For example, saliva collection was seen by some as 
“just weird,” “awkward,” and “nasty.” They were also fre-
quently associated with suspicion (Table 4). However, these 
suspicions did not rise to the level of “hidden agendas.” 

Hidden Agendas
The theme of “hidden agendas” covers the majority of 

motivations for the decision not to participate in research. 
The characteristics discussed in these terms were associ-

ated with more than “weirdness.” They were associated 
with suspicion and a fear of harmful intent based on rep-
utation (JHU, white researcher), ambiguity (biobanking), 
or perceptions of outright opposition (government). The 
theme of hidden agendas was found in discussions of the 
2 least popular characteristics – biobanking as research 
goal and government as institution – where participants 
also brought up specific fears about cloning and other 
feared abuses of science. Table 5 presents this theme with 
selected participant quotations. 

Discussion

Our findings affirm the complexity of the decision to 
participate in research and have implications for both 
genomics research and health research more broadly de-
fined. Overall, we find support for previous observations 
of altruism as a strong motivator for research participa-
tion among African Americans [13, 23]. Findings also 
confirm the importance of trust in the decision to par-

Table 2. Familiarity and reputation theme, subthemes, and selected participant quotations

Theme Characteristic Selected quotes

Familiarity 
and 
reputation

Institutions Reputation 
as  university

So, my sister went to University of Maryland, she graduated there. I know a lot of 
people from University of Maryland. So, I think just the environment, I’m a little 
more trusting.

… John Hopkins is actually the best nursing school, the number one nursing school 
right now. So, I would go with that, because I am in the field of nursing. Yeah, I 
would go with this.

I chose Howard University because Howard University is a very reputable school. 
They have a great medical program. And I know a few people who have graduated 
from Howard, from their medical program, who are flourishing right now.

Reputation 
as  healthcare  
setting or other

My father was diagnosed 3 years ago with glioblastoma which was a brain tumor. 
Unfortunately, it was stage 4, so he went through some extensive surgery and 
 chemotherapy as well as radiation. And he passed 2 years ago. … So, I think in this 
situation, because it’s more of an intimate, because I see Johns Hopkins, I think I 
would be okay with it.

I used to go to that hospital a lot. It’s nice, yeah.

But Johns Hopkins, I really don’t like Johns Hopkins. Call it a good hospital but 
yeah …
I don’t like the way they treat their employees. They don’t pay them.

Biospecimens Familiarity I guess this one is pretty straightforward. Donating blood, helping others, I think 
that is pretty self-explanatory. I’ve donated blood in the past, so this area I would be 
familiar with.

I chose a tube of blood again because I’m just into helping people. I give blood all 
the time. So one tube, I give a bag of blood. So one tube wouldn’t hurt anybody. 
And if I can save a life.
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ticipate [24–26]. They also go on to identify the factors 
that contribute to estimations of trustworthiness, which 
can be understood with reference to conceptions of so-
cial trust as previously described [16, 27]. Qualitative 
themes appear to align with the components of social or 
institutional trust described as trust in motive and trust 
in competence, which have been shown to influence risk 
perception and decision-making [15, 16, 28, 29]. As Fig-
ure 4 illustrates, trustworthiness regarding motive was 
expressed both positively (shared goals) and negatively 
(hidden agendas and bad reputation). Trustworthiness 
regarding competence was also expressed positively (fa-
miliarity and good reputation) and negatively (lack of 
familiarity). 

At the level of research scenario characteristics, trust-
worthiness in motive was signified as the presence of a 
research goal aligned with one’s personal values; an Afri-
can American researcher; and an affiliation with an 
HBCU. It is important to note that these characteristics 
were interpreted to be aligned with personal goals of 
health research and support of the African American 
community, indicating that participants are influenced 
by the ability of research activities to advance careers in 
the African American community, a finding supported 
by previous research [30]. Trustworthiness in competence 
was signified by the presence of a positive institutional 
reputation as a distinguished research university and car-
ing healthcare facility. In both cases, we note that estima-

Table 3. Shared goals theme, subthemes, and selected participant quotations

Theme Category Subtheme Selected quotes

Shared 
goals 

Goal of the 
research 

Personal   
connection with 
research goal

So I’ll be – I mean because now it’s more personal. … Once that you indicate that it’s a 
disease that I care about, it’s now more personal for me. And I’ll be more inclined to give a 
tube or 2 or 3 or 4, doesn’t matter, because now I know that this is a disease that I’m aware 
of, I care about, and I’m willing to help with.
No, I’m a big believer in medical research, so and the good things that it brings about, 
because I have a handicapped son, born handicapped with birth defects, so I am a big,  
I’m into research.

Race of the 
researcher 

Support of the  
black community

And so it’ll help my race, why not? It’s just domino effect when it comes to black people. 
Because I’m a big supporter of black people, black business. The reason, I like the reason, 
to help people, and it’s even better, a Black or African American researchers, black food, 
black carry-outs, I do it all.
I picked a black or African American researcher because I am black myself. And I’m all  
for black empowerment, seeing my people rise to the top and do something for the better 
of the community, and for themselves.

Institution Support of the  
black community

A lot of times, if all things are equal, I would like to give a person of my color the 
 opportunity. So Howard University, African American researcher. But at the end of the 
day, this is more important to me than “the who,” “the how,” “where’s it going,” “what’s 
the cause for”?
HBCU, I think we had the same mantra, we had the same reason why we’re doing what 
we’re doing to help people out. I’m not saying anything against white people, because I 
know Caucasians and other races that you definitely want to help everybody. But that 
would just be my comfort level.

Table 4. Lack of familiarity theme, subthemes, and selected participant quotations

Theme Category Subtheme Selected quotes

Lack of 
 familiarity 

Biospecimen: spit,  
drop of blood

Lack of familiarity/ 
making sense

Why wouldn’t she use a tube or half? Why would she use a drop? 
That’s suspicious to me. … That creates suspicion. A drop? No, 
thank you. It doesn’t make sense.

… but what are you going to do – how does my spit help them? 
What the hell are you going to do with it? Like just vagueness is 
what gets me.
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tions of trustworthiness extend beyond the borders of a 
single research opportunity [31]. 

Through quantitative analysis, we determined that some 
factors influenced decisions to participate in research more 
than others. The goal of the research was most important, 
influencing both positive (aligned with personal goals) and 

negative decisions (use of biobank). Overall, we found evi-
dence that characteristics associated with trust in motive, 
either positively (aligned research goal; African American 
researcher; and HBCU as institution) or negatively (use of 
biobanking; and government as institution) are most influ-
ential in the decision to participate in research. This finding 

Table 5. Hidden agendas theme, subthemes, and selected participant quotations

Theme Charactertic Selected quotes

Hidden 
agendas

Goal of 
research: 
biobanking

Ambiguity I don’t really like the bank, … because I don’t really know where it’s actually going, because 
they’re just holding it like a fund and they’re going to release it one day, but I’m not going to 
know if it actually gets released. I’m not really going to know …
And who knows what this study can be? But you got my DNA for this future study. And I 
just don’t know where it’s going – what’s the future?

Fear of ill 
intent

I just want to be most trustful of what is happening, what they be doing with my blood. What 
kind of tests they’d be doing, if they’d be looking for something or there’d be some kind of 
way to single me out or discriminate against me in any way based on what they find.
So, again, none of this matters to me, how prestigious the school is, that doesn’t affect me. 
Just having a bank for future what, I don’t know. Because I don’t know how it’s going to be 
used to hurt, to harm. I guess I watch a lot of movies, TV, apocalyptic type things. … I’m just 
not a trusting person [laughter].
They could steal my DNA. My DNA is mine and I don’t trust the system. There is too much 
going on. They could clone from your DNA, from your saliva, from blood. I just wouldn’t do 
it.
… what are you doing with it? You didn’t say I’m going to specifically dispose of your DNA 
and all that stuff. You still got it in the lab somewhere trying to create a new something. I 
don’t want to be a part of it.

Institution: 
government

Opposition The government is up to something. They ain’t trying to help nobody.

Opposition; 
fear of ill 
intent

To be honest, I feel like the government is against us. That’s why. … It’s too much going on. 
You can’t trust the government. You can’t trust people nowadays. They’re making robots to 
be humanized, I guess, so that is just another big issue for me. Myself personally, it’s just my 
DNA and I wouldn’t do it.
That probably would throw me for a loop, because it’s so much like, I don’t want to say 
 hidden agendas, but it’s so much going on government-wise, where the trust factor that I 
myself have for that branch, I probably wouldn’t do it.

Fear of ill 
intent 

Because, I mean, government got the reputation where they do a lot of shady shit and you 
don’t know exactly what they’re going to be doing. And obviously my trust for government’s 
at an all-time low so I wouldn’t know what they’re doing with my blood.

Institution: 
Johns Hopkins

Reputation But when you’re saying researchers just be wanting to – a sample of blood and you don’t 
know what it’s for, it’s kind of like just, how you say, like Hopkins is kind of known for doing 
stuff with people’s DNA that would probably make somebody say no.
Well, for one, because I really don’t trust Johns Hopkins because I remember they used to do 
research on people back in the day who are, you know – yeah, they was doing people dirty.

Race of the 
 researcher: 
white

Reputation But if you combine the race part, and then you combine the unknown element of what 
they’re going to do with it in the future, yeah, I think it’s just stereotype that white folks just 
like to do research even when it’s kind of maybe not. … You don’t know what’s going on. 
You know, they do a lot of – [laughter] I don’t know.
Well, my first thought is, being as though Prince George’s County is one of the wealthiest 
black – I guess you could say – yeah, black counties, you know, in Maryland, the reason for 
the white researcher wanting to kind of get information on a drop of my blood to specifically 
help those people, it just kind of – I’m just like, well why?
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adds weight to the negative assessments of biobanking and 
broad consent reported by other researchers [6, 7, 32] and 
assertions of goal alignment as fundamental to trust in the 
research enterprise [33, 34]. In addition, our findings indi-
cate that there are factors that can make “untrustworthy” 
factors more acceptable. In this case, race of the researcher 
minimized participant fears regarding biobanking. Poten-
tially, other characteristics expressing “shared goals” may 
have similar effects. 

Conclusions

Initially, we found that trust can be determined by par-
ticipants even in the absence of interpersonal connections 
and that prospective participants estimate trustworthi-
ness through several heuristics. Chief among these is goal 
alignment such as that expressed by research studies that 
reflect the needs and interests of the African American 
community in terms of both health and diversity/inclu-
sion goals. Participants are interested in the potential of 
research activities to advance the careers of other African 

Americans and see this as an indication of researchers as 
“on their side.” The importance of shared goals/goal 
alignment may be greatest in the case of research per-
ceived as “high risk” for research abuse [8]. As such, re-
searchers should consider seeking community input to 
set research goals and guide recruitment approaches. 
This may be accomplished through the use of commu-
nity advisory boards [35].

Another way to express affinity with underserved pop-
ulations would be to ensure that research activities pro-
mote diversity and equity (i.e., explicitly seeking diversity 
in research teams particularly at leadership levels). The 
return of medically actionable findings to participants 
and healthcare providers may also produce similar results 
[35, 36].

Researchers should also be aware of the salience of in-
stitutional reputation and performance on the decision to 
participate and that participant assessment of institution-
al reputation/performance is based on a broad definition 
of the institution to perceptions of research, healthcare 
provision, and past research abuse. Researchers and re-
search team members should be aware of their institu-

Trust in motive

Shared goals

Hidden agendas
Bad reputation

Trust in competence

Familiarity
Good reputation

Lack of familiarity

Positive Negative

Fig. 4. Conceptual model of study findings emphasizing the alignment of qualitative themes (in both positive and 
negative expressions) with the concepts of “trust in motive” and “trust in competence,” 2 aspects of social trust.
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tional reputation and history. Although individuals may 
have little control over institutional policies, there have 
been suggestions that awareness and acknowledgement 
may serve to allay participant concerns [37, 38].

Factors that detract from trustworthiness include nega-
tive reputations but, even more importantly, ambiguity and 
the fear of the “hidden agendas” of researchers and institu-
tions perceived to be threats to the community. We find 
that vague or unfamiliar protocols or procedures can be 
interpreted as reasons for suspicion, especially when ambi-
guity extends to how biospecimens will be used. Research-
ers would do well to ensure that research protocols “make 
sense” to potential participants. This too suggests the value 
of community input. Like others [32, 39–42], we also found 
strong evidence to support the use of active consent ap-
proaches rather than broad consent. In this we add to an 
existing but growing body of literature that suggests alter-
natives such as dynamic or tiered consent for research with 
marginalized communities [32, 39, 40]. Overall, researchers 
should note that the existence of negatively assessed char-
acteristics in research design does not result in automatic 
rejections of participation but that these effects may be less-
ened through the incorporation of those factors that have 
the potential to communicate trustworthiness. 

Limitations
This study has several important limitations. Initially, 

this study was designed as a qualitative inquiry and, there-
fore, the quantitative data presented here was not collect-
ed as it would have been if our intentions were for a quan-
titative project. In the future, we hope to explore factor 
analytic approaches to the question of willingness to par-
ticipate in research. Such a direction may afford a larger 
sample size and, thus, greater representativeness of find-
ings. In addition, our participants provided insight only 
on the factors that we decided to include based on a review 
of the literature and feasibility concerns (i.e., number of 
variables that could be included in research scenarios). It 
would be interesting to include a variable regarding finan-
cial incentives, for example. Relatedly, due to the explor-
atory nature of this study and restrictions of format, we 
chose not to fully define some concepts. For example, the 
concept of “government” was left to participants to define. 
Further research might explore more specific entities such 
as the NIH or Centers for Disease Control and Prevention. 
Finally, it is important to note that while participants pro-
vided a rich understanding of their hypothetical decision 
to participate in research, our findings would be stronger 
had we been able to observe the actual decision to partici-
pate or not in reaction to genuine recruitment efforts. 
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