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Black/African American populations are un-
derrepresented as participants in dementia
research. A major barrier to participation of
African American older adults in dementia
research is a tendency to distrust research
institutions owing to both historical and
contemporary racism. Building on the Ford
framework, the objective of our study was
to examine factors that influence participa-
tion in dementia research among African
American older adults and caregivers, with
an emphasis on understanding factors
related to trust. Data were collected during
January 2019 and March 2020 from 10
focus groups with African American older
adults (n=91), 5 focus groups with caregiv-
ers (n=44), and interviews with adminis-
trators of community-based organizations
(n=11), and meetings with our Community
Advisory Board. Inductive/deductive con-
tent analysis was used to identify themes.
The results identified an overall tension be-
tween distrust of researchers and a compel-
ling desire to engage in dementia research.
This overarching theme was supported by
six themes that provided insights about

the multiple layers of distrust, as well as
expectations about the appropriate conduct
of researchers and academic institutions.
Strong commitment to the community was
identified as a priority. The findings suggest
that a paradigm shift is needed to increase
the representation of African Americans in
dementia research. In this new paradigm,
earning the trust of African American com-
munities becomes a systemic endeavor, with
academic, state, and national institutions
deeply committed to earning the trust of
African American communities and guiding
researchers in this endeavor. The findings
also generated actionable recommendations
to help improve representation of African
American older adults in dementia research.
Ethn Dis. 2020;30(Suppl 2):719-734;
doi:10.18865/ed.30.52.719

After all these years, why this study
now? It didn’t just happen. Black
people always get the worst diseases
and go through the worst changes
before anybody else. Now, where
did this come from, this interest in
our well-being?

Focus group participant

Trust is everything, and it takes
time. It’s not easily given.
It’s something that is earned.
Administrator of community-based
organization

INTRODUCTION

Black/African American popula-
tions are underrepresented as partic-
ipants in dementia research.'” This

is a highly significant public health
concern because African Americans
are twice as likely as Whites to have
Alzheimer’s disease and related de-
mentias (ADRD).*'* A recent sys-
tematic review of 49 randomized
controlled trials developed to treat
Alzheimer’s disease reported that
only 59% of studies disclosed par-
ticipants’ race/ethnicity, and only
4.4% of participants were African
American or Latino.* This under-
representation reduces the gener-
alizability of research findings and
hinders the understanding of dis-
ease mechanisms,>*” further widen-
ing health disparities.”” Given that
there are currently 200 clinical trials
on dementia with a goal of recruit-
ing >70,000 study participants,”'
most of them older adults, there is

Keywords: Trust; Caregivers; Focus Groups;
African Americans; Dementia; Aged

" Institute for Health & Aging; University of
California San Francisco, CA

2 Division of General Internal Medicine at
Zuckerberg San Francisco General Hospital,
University of California San Francisco, San
Francisco, CA

* Department of Psychology, Institute of
Gerontology, Michigan Center for Urban
African American Research, Wayne State
University, Detroit, Ml

Ethnicity & Disease, Volume 30, Supplement 2, 2020

* School of Nursing, University of California
San Francisco, San Francisco, CA

5 Alzheimer’s Association, Chicago, IL

6 Maloof & Associates, San Francisco, CA

Address correspondence to Elena
Portacolone, PhD, MPH, MBA, Institute for
Health & Aging; University of California San
Francisco, 3333 California Street, Suite 340,
Box 0646, San Francisco, CA 94118; elena.
portacolone@ucsf.edu

719



Increasing African American Participation in Dementia Research - Portacolone et al

an urgent need to increase represen-
tation of African Americans in clini-
cal research about ADRD to protect
public health in the United States.

A major barrier to participation
of African American older adults in
dementia research is a tendency to
distrust research and medical insti-
tutions owing to historical and con-
temporary racism and abuse."?!
Because earning the trust of po-
tential study participants is essen-
tial for considering participation
in dementia research, the goal of
this study was to gain an in-depth
understanding of expectations as-
sociated with trust in general, and
in specific regard to participa-
tion in dementia research among
African

Trustworthiness is

communities.
defined as

“the capacity to commit oneself to

American

fulfilling the legitimate expecta-
tions of others.”** Thus, knowing the
subjective expectations associated
with trust, as well as fulfilling such
expectations, might increase the
likelihood of being trusted. A focus
on building trust specifically from
the perspectives of African Ameri-
can older adults is one strategy that
could help increase participation
in clinical research about ADRD.

To earn the trust of African
American communities, research-
ers have often partnered with ad-
ministrators of community-based
organizations (CBOs), including
which

typically are culturally relevant and

faith-based organizations,

trusted in their communities. Such
community-engaged strategies have
had some success recruiting African
American older adults for specific
studies.??? However, because these
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strategies have typically been only
ad-hoc, principal-investigator spe-
cific, and lacking organization at
the institutional (academic) level,
very little is known about the spe-
cific mechanisms that contribute to
developing trust over time toward
researchers and academic institu-
tions. Moreover, the construct of
trust has seldom been analyzed in
depth in recruitment science,*”?!
even though trust toward research-
ers is usually a key factor in deci-
sion-making about research partici-
pation. A better understanding of
the construct of trust and its related
expectations will facilitate the de-
velopment of structured and scal-
able approaches to accelerate the
engagement of African American
older adults in dementia research.

To facilitate the translation of
our results into actionable strate-
gies for researchers and academic
institutions, we applied the Ford
et al (Ford) conceptual framework
that identifies barriers and facilita-
tors to enrollment into research.?>3?
Initially developed to accelerate the
recruitment of underrepresented
populations in cancer research, this
framework identifies three factors
related to increasing representation
of diverse individuals in research.
The first factor is Awareness, which
focuses on general knowledge about
a study (eg, knowing about the
study, knowing that someone may
qualify, having a general under-
standing about research). The sec-
ond factor is Opportunity, which
focuses on having access to research
procedures (eg, having financial
resources and the time to travel
to study visits). The final factor is
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Acceptance, which focuses on the
process of decision-making (eg, de-
ciding to participate after weighing
risks and benefits). This factor, in
particular, is linked to trust because
a decision to participate in research
that
the study and the research team.

requires participants  trust

Building on prior work done
with the Ford framework,?>% the ob-
jective of our study was to examine
factors that influence participation
in dementia research among African
American older adults and caregiv-
ers of African American older adults
with dementia, with an emphasis
on understanding factors related to
trust. Because distrust is a major bar-

n’35-42

rier to research participatio we

examined expectations associated
with trust overall, as well as expec-
tations associated with trust toward
researchers and CBOs. The ulti-
mate goal of our study was to pro-
vide actionable strategies to increase
representation of African American

older adults in dementia research.

METHODS

Study Design

We wused qualitative methods
with focus groups and interviews
as the primary mode of data col-
lection to identify factors that in-
fluence participation in dementia
rescarch among African American
older adults and caregivers. To bet-
ter understand our findings, we sup-
plemented data from focus groups
administra-
tors of CBOs that were identified as

with interviews with

trusted by focus group participants.
Finally, to add further depth to the
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analysis, we presented our find-
ings to our Community Advisory
Board (CAB) of African American
stakeholders to elicit their perspec-
tives. This iterative process allowed
us to validate and expand our pre-
liminary findings by comparing and
contrasting the perspectives of four
stakeholder groups: African Ameri-
can older adults, caregivers, CBO
administrators, and CAB members.

Study Participants

We recruited three stakeholder
groups with purposive sampling.
Inclusion criteria for older adults
included being aged >50 years and
self-reporting as Black or African
American. Inclusion criteria for
caregivers included being aged >18
years, and being a family member or
friend who had primary responsibili-
ty for providing or coordinating care
without financial compensation®
to at least one African American
individual with diagnosed or undi-
agnosed cognitive impairment over
the last year. The inclusion criterion
for CBO administrators was work-
ing as an administrator in an orga-
nization that was identified as being

trusted by focus group participants.

Recruitment

We recruited participants in two
ways. First, we recruited African
American older adults and care-
givers through the support of lo-
cal CBOs serving primarily African
American communities in two sites
with a high representation (= 25%)
of African American residents: De-
troit, MI, and the San Francisco Bay
Area, CA. Local CBOs assisted with

recruitment. In particular, the re-

search project managers in each site
provided recruitment flyers, and the
CBO administrators solicited partic-
ipation to their clients by endorsing
our study and sharing recruitment
flyers showing university logos and
the name and address of their CBO.
Second, we recruited CBO adminis-
trators from CBOs that focus group
participants said that they trusted.

Data Collection

Data were collected from focus
groups, interviews, CAB meetings,
and interviews with CAB members.
As preliminary activities to refine
questions and procedures, we orga-
nized two mock focus groups and in-
terviewed six African American older
adults. Data collection then started
in January 2019 and ended in March
2020. The Committee of Human
Research of the University of Cali-
fornia, San Francisco approved the
study (approval number 17-23278).

Focus Groups Methods

The overall goal of the focus
groups was to understand, in depth,
participants’ expectations associated
to trust overall, as well as trust to-
ward specific CBOs and researchers.
Focus groups were: facilitated by Af-
rican American researchers; designed
to last about 90 minutes; and audio
recorded and professionally tran-
scribed. Focus groups were held in
local community centers and CBO
facilities. Participants received a $20
gift card for their time and participa-
tion. In each focus group, facilitators
shared statistics on the low partici-
pation of African American com-
munities in dementia research and
explained one reason why it is impor-
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tant to increase the number of study
participants in dementia research
(eg, it is impossible for researchers
to understand the reason why de-
mentia is more prevalent in African
American populations if most study
participants are White). They added
that the first step is to learn from the
community about their perspective.
To elicit perspectives on overall trust,
facilitators asked the same question:
“What makes you trust someone?”
These unstructured reflections on
trust were followed by questions that
asked participants to identify CBOs
that they trusted and to explain the
reasons that make them trust specific
CBO:s. Participants were then asked
whether an invitation from specific
CBOs would lead them to consider
participating in research, and wheth-
er other factors had to be weighed
before doing so, and why. Finally, fa-
cilitators asked about ways by which
researchers and CBO administrators
could work together to increase the
representation of African American
communities in dementia research.

Interviews Methods

To supplement findings from
the focus groups, administrators of
CBOs that were indicated as trusted
by older adults and caregivers were
interviewed in person. Using an in-
terview guide designed to last for 60
minutes to limit participant burden,
we elicited administrators’ perspec-
tives about barriers and facilitators
to accelerate the engagement of
African American communities into
dementia research, with an empha-
sis on the role of trust. Most inter-
views were administered by the lead
author and were audio recorded

721



Increasing African American Participation in Dementia Research - Portacolone et al

and professionally transcribed. In-
terviewees received a $20 gift card
for their time and participation.

Eliciting CAB’s Feedback

The project manager and the
lead author presented the prelimi-
nary findings in person to the CAB
with the goal of eliciting their over-
all reaction. The six members of
the CAB (2 men and 4 women; all
African American) included an ad-
ministrator of dementia services,
an administrator of city aging ser-
vices, a county public health officer,
a publisher, a clergy, and a leader
of an African American non-profit
organization. Two were previously
involved in prior research projects.
After the meeting, we gave them the
option of reviewing an earlier ver-
sion of this manuscript. One CAB
member agreed to review the manu-
script in detail, and she was then
interviewed over the phone by the
lead author to gather her detailed
feedback. CAB members received
an honorarium of $100 per hour.

Analysis

Transcripts of focus groups and
interviews were entered into Atlas.ti
software for data analysis. Transcripts
were then analyzed with inductive
and deductive qualitative content
analysis,* a commonly used method
of qualitative data analysis.®* Three
independent coders analyzed the
transcripts. One coder had not been
involved previously in the study.
Transcripts were analyzed line by
line,*®° to understand what factors
might influence the decision to par-
ticipate, or not in dementia research.
The deductive analysis was guided
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by the Ford framework?* whereby
coders identified barriers and facili-
tators for each factor of the model,
paying particular attention to the
construct of trust. The framework
was useful to organize our analysis
because its wide scope allowed us to
examine the perspective of different
stakeholders’ groups. The inductive
portion of analyses ensured that the
coders captured unexpected themes
such as the generalized distrust and
the desire for health-related informa-
tion and engagement. The lead au-
thor identified these themes through
making connections among codes,
writing memos, and having itera-
tive discussions with coders, facilita-
tors, and the project manager. The
overarching theme was identified by
making connections among themes,
as with prior research.”® In the first
stage of analysis, we focused on iden-
tifying themes and subthemes. In the
second stage of analysis, we com-
pared and contrasted narratives from
each stakeholder group to assess
whether they corroborated, negated,
or expanded on one another, which
adds depth and rigor to the analysis.

Data Validation

For rigor, reproducibility, and
transparency, we used four ap-
proaches to validate the data. First,
during data collection, we searched
for disconfirming evidence.’* This
standard technique in qualitative
research allows researchers to test
the strength of observed patterns.
Second, we triangulated data from
stakeholders

paying particular attention to dis-

groups across sites,
crepancies in the data.”** Third,

collaborative coding was used dur-
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ing data analysis. Three indepen-
dent coders coded the data, and
the researchers who conducted the
interview did not code the cor-
responding transcript. Finally, we
used the Consolidated Framework
for Reporting Qualitative Research
(COREQ).” Developed to pro-
mote explicit and comprehensive
reporting of qualitative studies,
this framework enhances validity
because it provides 32 items that
researchers need to consider when

conducting qualitative research.

RESULTS

We conducted 15 focus groups:
10 with African American older
adults (n=91) and 5 with caregiv-
ers (n=44) of African American
older adults with cognitive impair-
ment. Focus group participants were
mostly African American (92%) and
women (80%) with a range of edu-
cation levels. We also interviewed
11 CBO
details participants’ characteristics.

The that

emerged from the data was iden-

administrators. Table 1

overarching theme
tification of a tension between dis-

trust toward researchers/institu-
tions and the compelling desire
to engage in dementia research.
In addition, six themes and re-

identified.

lated sub-themes were

A “Wall” of Distrust

Opening questions about trust
(“What

one?”) often led to spontaneous

makes you trust some-
and unprompted accounts of dis-
trust, with participants explaining

their unease with trusting others.
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Table 1. Participant characteristics

Administrators of

Older adults Caregivers community-based Total
organizations

Total # of participants 91 44 11 146
Age, mean, (range) 69 years (51 - 93) 66 years (37 - 87) 60 years (38-76) 65 years (37-93)
Sex, Female 72 (79%) 35 (80%) 9 (82%) 116 (79%)
Race/ethnicity
Non-Latino African 82 (90%) 42 (95%) 10 (91%) 134 (92%)
Hispanic or Latino 3 (3%) 1(2%) 0 4 (3%)
More than one race 5 (5%) 0 0 5 (3%)
Not provided/other 1(1%) 1(2%) 0 2 (1%)
Education
<High school 9 (10%) 3 (7%) 0 12 (8%)
High school graduate 11 (12%) 6 (14%) 0 17 (11%)
Some college 21 (23%) 8 (18%) 0 29 (20%)
College graduate 36 (40%) 15 (34%) 1 (9%) 52 (36%)
Graduate degree 14 (15%) 9 (20%) 9 (82%) 32 (22%)
Not provided 0 3 (7%) 1(9%) 4 (3%)

“I am very distrustful of ev-
erything and everybody,”

explained an older adult.
A caregiver reflected:

“Because they [beloved ones
with dementia] are so vul-
nerable, you dont really
want nobody around them.
You don’t really trust nobody
with them. You are scared.”

The

among older adults and caregiv-

narratives were similar
ers, as well as CBO administrators.
Building blocks of this generalized
unease were long—standing experi-
ences of disrespect and discrimina-
tion. A participant explained that
trusting for him was like being open
to vulnerability; and because of the
abuse that he witnessed over the
years, it was hard for him to trust.

This generalized distrust mani-

fested on multiple levels. For ex-
ample, the government and cor-
porations were often distrusted
because of the long-standing legacy
of discrimination against the Af-
rican American community. One
CBO  administrator  reflected:
“People do not trust the sys-
tems  because the  systems
have been oppressive  for

years and years and years.”

At an institutional level, aca-
demic researchers were often dis-
trusted because they usually did
not take enough time to prop-
erly explain their procedures and
they rarely shared their findings.

“Once they found out the in-
Sformation about my hair fol-
licle, I would be the last per-
son that they would help,”

said older adult.

an
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Participants also were wary that

their information and accounts
would be used against them. Spe-
cifically, participants worried that
the information that they provided
could be used to perpetuate negative
stereotypes — for example, a partici-

pantasked her son to dismiss a survey:

“Theyre going to say youre
from a single parent Black
Jfamily. No father in the home,
so this is what we expect of
you. By the time you are 25,
you will be in jail, on drugs,
house full of babies, or dead.”

The reasons for conducting this
study, as well as other studies, were
questioned. Participants often won-
dered about the motivations un-
derlying the research. In particu-
lar, they were concerned that the
researchers were mostly driven by
profit and career advancements.
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Spontaneous references to Tuske-
gee and Henrietta Lacks abounded.

“I know it was a long time
ago,” a CBO administra-
tor noted, and added,
“But that trust has never
been regained or gained.”

Community members were also
sometimes distrusted. Participants
were particularly concerned about lo-
cal organizations claiming to support
their communities but having poor
follow-throughs. A caregiver said,

“I don’t trust people as far as
professionals go, because they
have a different agenda”

A few participants questioned
the motives of pastors and phy-
sicians. In general participants
agreed that having a professional
title (eg, professor, doctor) was not
enough to foster trust. Finally, at
the micro level, despite some ac-
counts of participants who made
an effort to trust acquaintances as
a default, a few participants said
that they distrusted their spouses
or family members, suggesting that
trusting others was a major effort.
Taken together, the findings point
to the existence of a multilevel wall
of distrust as a major barrier to all
types of engagement in research,
including  dementia  research.
Expectations Associated with
Trust

After acknowledging accounts
of distrust, facilitators elicited ex-
pectations associated with trusting
someone, which included people in
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their personal life as well as profes-
sionals. Overall, having someone’s
best interest at heart led to trust.

“I think trustis a form of love,”
an older adult reflected.

Most  participants  explained
that they trusted people who
showed evidence of integrity:

“Just be really honest with
people,” one CBO  ad-

ministrator suggested.

Being “loving, “caring,” “kind,”
“heartfelt” usually led to trust. A care-
giver explained:

“I got to feel they have heart.
If they got heart and I feel
that they are to be good to me

.., then I can trust them.

Participants often placed particu-
lar attention on whether they felt
“comfortable” while interacting with

“I think trust is a form
of love,” an older adult
reflected.

someone, paying attention to their
intuition. At a practical level, trust-
worthy people were expected to con-
sistently act according to their word;
they were dependable and “walked
the walk.” Type of actions also mat-
tered. Providing practical help usually
led to trust. Examples of help includ-
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ed checking regularly on one’s health,
giving toys to children who were vic-
tim of violence, and help with paying
bills. Providing helpful and truthful
information led to trust as well. Ex-
amples ranged from information on
low-interest mortgages to better un-
derstanding of cholesterol levels. Fol-
low-ups and going the extra mile were
particularly valued. A caregiver said:

“I expect follow through on
promises and commitments.”

Additionally, to trust someone, it
was important to know them for a
long time because it was an oppor-
tunity to observe the consistency of
their behaviors. A caregiver reflected,

“By the amount of time
I Fknow them, I can
prety  much  tell  what
kind of person they are”

Finally, trust could be transferred
onto others. Participants explained
that they could trust someone who
was introduced by a trustworthy
person or organization. For ex-
ample, in one focus group, caregiv-
ers explained that they decided to
participate in our study only be-
cause they were invited by a trusted
CBO administrator. One partici-

pant of that group also specified,

“I'll come back as long as
[administrator  of  trust-
ed CBOJ is hosting it”

If the invitation only came from
the academic institution, most of
them would not have attended,
which leads to the next theme.
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Referral by Trusted CBOs
Increases Trust in Academic
Researchers

CBO

that, to recruit participants into de-

administrators  explained
mentia research, “trust is everything.”
When systematically asked whether
they would participate in generic “stud-
ies on dementia,” older adults and care-
givers were usually hesitant. Caregivers
were particularly protective of their
loved ones. For example, reflecting on
dementia research, one caregiver asked,

“If you're touching my mom,
can 1 be in the room? [ want to
see everything youre doing.”

However, when asked whether
they would consider participating in
studies endorsed by administrators
of trusted CBOs or trusted profes-
sionals (eg, physicians, nurses, nuns,
pastors), older adults and caregiv-
ers were more open to considering
participation. A few participants
even said that such referrals would
have been enough to persuade them
to participate. An older adult said,

“I am already willing
[to participating in a de-
mentia  study] just hear-
ing the [CBO] name”

In general, participants explained
that, while a referral from someone
trusted made them more inclined to
participate, they still needed to have
a good understanding of the “whole
picture.” Some participants specified
that they would be more inclined to
consider the referral if the trusted
CBO had some expertise broadly re-
lated to the study (eg, health, old age,

dementia). Participants also agreed
that the referral of multdple trusted
CBOs would increase their likeli-
hood of participating in dementia
research. One caregiver reflected,

“I think it needs to be a col-
laboration of maybe more
than two or even three or-
ganizations to push past
that [wall of distrust].”

According to one CBO admin-
istrator, this openness to participa-
tion was rooted in the communi-
ty’s assumption that trusted CBOs
carefully evaluated the proposed
study before endorsing it. Anoth-
er CBO administrator explained
that it was hard for her to endorse
studies because the reputation of
her organization might be tar-
nished if these studies reveal them-
selves to be harmful to participants.

Expectations Associated with
Trusting Academic Researchers

To earn the trust of African
American communities, researchers
need to show their tangible invest-
ment in furthering the wellbeing of
these communities, and they need
to be transparent. In particular,
most participants explained that,
to increase trust of researchers and
their institutions, it would be ben-
eficial to interact with racially/eth-
nically concordant researchers, ie,
“someone who looks like me.” Af-
rican American researchers should
be a critical component of research
teams. One caregiver explained,
“lwant to look for people [re-
searchers] of color with hopes

Ethnicity & Disease, Volume 30, Supplement 2, 2020

that theyre going to have more
concern because theyre going
to see theres potentially their
grandmother, their mother.”

In addition, participants often
emphasized that researchers must
find the time and the way to pa-
tiently “break down” the informa-
tion about their research study, with
patience and clarity, so that the de-
tails and overall purpose of the study
are understandable and transparent.

<« You
give me all the details”
adult

would  have  to

an  older said.

A caregiver echoed,

“I got to read the whole
consent form and find out
exactly what you're doing”

It is important that research-
ers explain, in detail, what par-
ticipants will undergo and why.
Researchers also must take the
time to explain the purpose of
the project in “simple language.”
furcher
that they must understand how

Participants explained
their information will be used and
how confidentiality will be ensured.

“The privacy for me is the
big issue,” a caregiver noted.

As altruism was a key motivator
to participating in research, partici-
pants wanted to understand how par-
ticipating in specific studies would
help others. For example, during
our focus groups, participants often
were interested to learn that African
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American adults are twice as likely
as White adults to develop demen-
tia, which made them realize that
participating in dementia research
was important to prevent dementia
in African American communities.

Finally, participants added that
the flow of information from re-
searchers to participants and their
communities must be consistent
and deeply interwoven. “Don’t study
[my beloved one] and just walk away
with what you found out” a care-
giver said. Specifically, research-
ers should keep these communities
abreast of their activities and find-
ings throughout the process. An
older adult explained, “If you bring
it [the findings] to us, then we can be
educated on what we need to know
for our Black communities.” Par-
ticipants encouraged researchers to
organize discussion groups like our
focus groups to discuss future re-
search projects before submission to
funding agencies. Communications
should continue during recruitment
and dissemination of the findings.
Researchers should not only explain
their findings, but also think of
ways the findings can support local
community issues. A CBO adminis-
trator suggested to use as a reference
the ongoing Black Women’s Health
Study at Boston University’® be-
cause of its commitment to improve

the health

women and its consistent dissemi-

of African American

nation of findings to participants
and African American communities.

Desire for Health-related
Information and Engagement

Participants expressed a strong
desire to acquire new knowledge
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about dementia and other top-
ics. An older adult explained,
“[Researchers  should]  ex-

plain  what  the concept
is of dementia, because a

lot of people don’t know.”
Another participant added,

“The only way that were
going to move forward and
elevate ourselves is to have
a  better  understanding.”
Participants often expressed their
concerns about not knowing whether
they or their loved ones had dementia:

“I'm afraid thatr I might have
inherited it. When I forget
something it really upsets
me,” an older adult said.

Talking about dementia was of-
ten perceived as a “taboo.” For ex-
ample, an older adult explained,

“Usually people dont want
to talk about their mem-
bers  having  Alzheimers
or dementin. It5 almost

like its a forbidden thing”

She then stressed the impor-
tance of learning about larger trends
in the epidemiology of dementia:

“We come to grips of rec-

...that its
spread
acknowledge.”

ognizing
wider than  we
want  to
longed for

Participants also

more information on how to navi-
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gate dementia services, pointing
out that public services only served
a fraction of all people with de-
mentia. Information on healthy
behaviors was also sought after, as
well as information on how to ac-
cess housing. In general, partici-
pants enjoyed participating in the
discussions, voicing their concerns,
exchanging perspectives, and get-
ting to know each other, as well as
the members of our research team,
all women of color. At the end of
a focus group, one caregiver said,

“If you can do more of
these coming together... This
has really educated me”

Another caregiver echoed:

“We need to be in-

volved — more  and  we

need to be studied more”

Facilitators also observed that par-
ticipants stayed in the room af-
ter the end of discussion, eager
to talk more about the topics,
thus displaying a strong inter-
est in being involved and contrib-
uting  their

unique perspectives.

Commitment to the
Community Must Come First

As described in the methods, we
took the above findings to our CAB
and asked them to review. After our
presentation of the findings, mem-
bers of the CAB expressed their un-
ease about our initial framing of the
results. In particular, CAB members
were uncomfortable with our atten-
tion on supporting researchers in
order to ultimately support African
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American communities. Instead,
the CAB invited us to commit to
African

first in order to ultimately support

American communities
the scientific community. The CAB
expressed that this perspective is
critical because of the limited sup-
port that African American com-
munities have historically received
from academia, compounded with
a legacy of systematic discrimina-
tion. Reflecting on research con-
ducted in African American com-
munities, a CAB member asked,

“Do you [as researchers] meet
the expectations associated
with trust? Historical data
would suggest, not so.” She
added, “Our stories are not

Jfor sale to the highest bidder.”

To earn trust that was broken
many times, the research commu-
nity must provide strong evidence
of a “serious investment” in African

The first

step is to self-reflect and “listen be-

American communities.

yond listening,” a mode in which
researchers deeply listen to the
voices of the community in order
to understand their perspectives. In
this receptive mode, learning takes
over the development of interven-
tions. A CAB member explained,

“Going with ears open,
eyes ready to receive and
mouths  closed and not
fixed on solutions, will pro-

vide the greatest rewards.”

Thus, the return to our commu-
nity advisors was critical in both in-
terpreting and framing our research.

DiscussioN

The results of this study identi-
fied an overall tension between dis-
trust of researchers and academic
institutions and a compelling desire
to engage in dementia research. This
overarching theme was supported by
six themes that provided additional
insights about the multiple layers of
distrust and expectations about how
researchers and academic institu-
tions can earn the trust of African
American communities to increase
representation of African American
participants in dementia research.
Strong and transparent commitment
to the community was identified as
a critical priority, and collaborations
with trusted CBOs could help facili-
tate the building of trust and assur-
ing that researchers and academic
institutions understand the neces-
sary commitments. A unique aspect
of our study was the involvement
of multiple stakeholders represent-
ing different interests, educational
levels, and geographies, including
a CAB that provided a transforma-
tive reframing of the results. While
the involvement of CABs in research
is not new, our study identified the
central value of the CAB in inte-
grating perspectives from multiple
stakeholders into actionable steps
and the need for a paradigm shift
in recruitment

science, particu-

larly related to dementia research.’®

Similar to other studies,>*

our
study found that distrust is a major
barrier affecting participation among
African American adults in dementia
research. Specifically, our study cor-
roborates the findings of other studies

on recruitment of African American

Ethnicity & Disease, Volume 30, Supplement 2, 2020

16,30,59 60-62

communities, vaccination
and health care utilization®*® that
have investigated, in-depth, the con-
struct of distrust in African American
communities. Interestingly, some
participants’ quotes in other stud-

ies are almost identical to ours, eg,

“It is because of the history
of the medical industry and
its distrust on how they treat-
ed African Americans... 1
haven't seen where they have
tried to build the trust”®

A unique finding from our
study is an emphasis on an
untapped desire of African
American communities to
be engaged in dementia

research.

The construct of historical trau-
ma, defined as a “cumulative and
psychological wounding over the life
span and across generations ema-
nating from massive group trauma

% is sometimes used to

experiences,”
provide insights into the suffering
that stems from decades of racism
and discrimination toward African
American communities. In the con-
text of research, multiple harmful
experiences associated with research

studies perpetuate the cumulative
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Table 2. Actionable recommendations for researchers and academic institutions to facilitate representation of African
American older adults in dementia research based on the Ford framework?%*3* (Part 1 of 2: Awareness)

Factors Recommendations for researchers and academic Theme(s) that inspired the recommendation
institutions
Awareness Be aware of the challenges that African American A wall of distrust

communities have had to contend with at a local and

national level

Commitment to the community must come first

Be aware of the specific priorities and concerns of the

African American residents of studies sites. Identify
as much as possible ways by which the activities of
researchers and their institutions can address, at least

partially, these concerns.

Commitment to the community must come first

Take the time to clearly explain protocols and purpose

of their study. Embed these procedures in study

protocols.

Expectations associated with trusting academic researchers

Leverage any opportunity to timely disseminate findings
through local educational presentations, flyers, and

social media.

Expectations associated with trusting academic researchers
Desire for health-related information and engagement

Commitment to the community must come first

Identify educational topics that are pressing to African
American residents in specific sites.

Desire for health-related information and engagement
Commitment to the community must come first

trauma associated with research
participation. In fact, institutional
review boards and informed con-
sent procedures for the protection
of human research participants,
among other strategies, were cre-
ated to address these research in-
justices. However, further work is
needed to earn the trust of histori-
cally marginalized communities.

Findings from our study also
provided insights into the concept
of trust. Trust is a “voluntary action
based on expectations of how others
will behave in relation to yourself in
the future,” explains Gilson,” to the
point that trusting is comparable to
a leap of faith.®® Thus, trust involves
uncertainty because it is unknown
how others will behave. The higher
the uncertainty, the harder it is to
trust, and the more vulnerable we
feel if we do trust, as our participants

explained. For African American

728

communities, abuse, discrimination,
and cultural insensitivity from re-
searchers and academic institutions
have heightened this uncertainty.®
This, in turn, makes African Ameri-
can communities wary of engaging

in research,!>21:69-71

60-62

as well as taking
vaccines, receiving antiretrovi-
ral therapy,”” or considering kidney
transplants.”>”* To make matters
worse, broader systemic issues are
cast in the background, including
limited access to health care”” and
timely dementia diagnoses® for Afri-
can Americans, high costs,”® and bias
on behalf of medical providers (spe-
cifically in the area of who is eligible
for transplantation),” which cre-
ates and sustains health disparities.

In our study, African American
older adults and caregivers of persons
with dementia provided concrete ex-
pectations needed to gain trust of

their communities. Expectations as-

Ethnicity & Disease, Volume 30, Supplement 2, 2020

sociated with trust included being
caring, reliable, useful, and known
for a long time. These expectations
also have been documented in other
studies.’”® For example, a study of
African American men found that
trust in health care providers depend-
ed on sharing of information, active
listening, length of relationship, and
expertise.”” A study of African Amer-
ican parents noted that their trust of
their child’s primary care physicians
was positively associated with physi-
cians who created partnerships with
them.®® The use of easy-to-compre-
hend research materials and consis-
tency of involvement in and support
of the community were also identi-
fied as expectations for gaining trust
of African American older adults in
the context of research. Another ex-
pectation was that African American
people should be integral members
of research teams and be leaders of
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Table 3. Actionable recommendations for researchers and academic institutions to facilitate representation of African
American older adults in dementia research based on the Ford framework®?** (Part 2 of 2: Opportunity and Acceptance)

Factors Recommendations for researchers and academic Theme(s) that inspired the recommendation
institutions

Opportunity Organize discussions in African American communities Expectation associated with trusting academic researchers
in order to design studies aligned with their priorities and  Desire for health-related information and engagement
concerns Commitment to the community must come first
Provide educational sessions on topic that are relevantto  Desire for health-related information and engagement
community members, either alone or in partnership with  Commitment to the community must come first
administrators of trusted CBO

Acceptance Be aware of specific expectations associated with trust Expectations associated with trust

in African American communities (ie, being honest,
dependable, helpful, caring, known for a long time)

Self-reflect on past studies (eg, in prior research, did you
meet the expectations associated with trust?)

Expectations associated with trust
Expectations associated with trusting academic researchers

Have African American researchers leading the study in
multiple roles and being key decision-makers

Expectations associated with trusting academic researchers
Commitment to the community must come first

Design studies specifically aimed at furthering African
American’s health

Expectations associated with trusting academic researchers
Commitment to the community must come first

Find ways to leverage findings to support local issues

Commitment to the community must come first

Identify community-based organizations (CBOs) that are
deeply trusted

Referral by trusted CBOs increases trust in academic
researchers

Involve administrators of trusted CBOs as team members
or consultants

Referral by trusted CBOs increases trust in academic
researchers

Ensure that involved administrators of trusted CBOs
understand the protocols, requirements, and purposes of

Referral by trusted CBOs increases trust in academic
researchers

research studies

the science. Targeted attention on
this expectation is needed given re-
cent data documenting that African
American researchers remain under-
represented in academic research in-
stitutions®' and receive significantly
lower research funding from the
National Institutes of Health com-
pared with White counterparts.®

A unique finding from our study
is an emphasis on an untapped de-
sire of African American communi-
ties to be engaged in dementia re-
search. “We have so much to offer,”
a CAB member noted. All stake-
holder groups in our study shared
that they want to be involved in

the whole process, from the plan-
ning stages to dissemination of the
findings. The findings also indicated
the conditions needed to facilitate
this engagement: researchers and
academic institutions need to be in-
vested in the health and wellbeing
of African American communities;
research teams need to include Afri-
can American researchers and be led
by African American researchers; re-
searchers need to adopt trustworthy
behaviors; and increase information
exchange between the academia and
African American communities.

Taken together, the findings
from our study and mounting evi-
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dence from other studies!7”3%00:64

suggest that a paradigm shift is
needed to increase the represen-
tation of African American older
adults in dementia research. This
shift involves expanding the ef-
forts of individual researchers in-
volved in recruitment to engaging
academic research institutions in a
more systematic and coordinated
way. In particular, research institu-
tions need a more intentional com-
mitment to improving the health
and well-being of local communi-
ties. Specifically, researchers should
work collaboratively with African
American communities, by gaug-
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ing their perspectives and working
in tandem toward solutions. Thus,
commitment to the community
needs to come first. This shift is
needed because the distrust toward
researchers and research institutions
is so deeply rooted that a coordinat-
ed and systematic effort is needed.
Importantly, a commitment to pri-
oritize the health of African Ameri-
can communities, as well as to make
amends for the legacy of racism and
mistreatment in research, can only
be accomplished at a systemic level
rather at the level of individual re-
searchers. For example, the Health-
ier Black Elders Center was estab-
lished at Wayne State University to
engage African American commu-
nities in research through educa-
tion, exercise classes, concerts, and
social events.®> As another example,
anchor institution strategies are in-
creasingly being used by universities
and other government agencies to
improve the health and social wel-
fare of local communities and ul-
timately advance health equity.®*
It is likely that systemic strategies
like this will have the added ben-
efit of improving trust and, thereby,
improving engagement of minor-
ity communities in health research
overall. The city of San Francisco
and the University of California,
San Francisco, for example, recently
convened an Anchor Institution
Task Force.®¢ In addition, the Na-
tional Institutes of Health and oth-
er government agencies should con-
sider supporting institutions in key
Black American communities that
monitor and evaluate engagement
among researchers to provide assur-
ance, a key aspect of public health.
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Recommendations to
Improve African American
Representation in Dementia
Research

Guided by the Ford frame-
work,** the findings from our
study also generated preliminary
actionable recommendations for re-
searchers and academic institutions
to help improve representation of
African American older adults in de-
mentia research (Tables 2, 3).These
recommendations in three domains,
awareness, opportunity, and ac-
ceptance, are particularly useful to
research teams who are led by non-
African American principal investi-
gators who are invested in addressing
unmet needs of African American

communities in dementia research.

Awareness

Participants in our study empha-
sized expectations associated with
trusting researchers and academic
institutions. For example, partici-
pants recommended that researchers
be aware of current and historical
challenges experienced by African
American communities. They also
recommended that researchers clear-
ly explain the purpose and proce-
dures associated with a study to help
improve transparency. Other recom-
mendations are listed in Tables 2, 3.

Opportunity

The findings from our study sug-
gested that African American com-
munities want to be involved in all
stages of research. For example, par-
ticipants recommended organizing
discussions about research design and
how the research addresses the health
and wellbeing of African American

Ethnicity & Disease, Volume 30, Supplement 2, 2020

communities. Participants also sug-
gested that researchers could deliver
educational topics that interest local
communities (eg, managing choles-
terol, obtaining low-interest loans).

Acceptance

Participants in our study recom-
mended that researchers be aware of
expectations associated with trust,
including having African American
researchers function as leaders for
studies and ensuring input from
trusted community organizations.
African American stakeholders must
be involved in decision-making be-
cause the ability to influence the
course of events reduces uncertainty,
which in turn fosters trust.” Impor-
tantly, studies need to be designed
so that they improve the health
and wellbeing of African Ameri-
can communities. While many of
the recommendations apply to in-
dividual researchers, the findings
also suggested that a more system-
atic approach to standardizing these
recommendations, which can only
happen on university, state, and na-
tional levels to provide assurance.

Limitations

There are several limitations to
our study. Having only two sites and
a limited sample of CBO adminis-
trators limits the generalizability of
our findings. The fact that our sam-
ple included predominantly women
also limits generalizability. Addi-
tional strategies to increase gender
diversity, including the perspective
of men, are needed. For example,
recruitment channels could include
outreach to organizations where men
are over-represented, such as frater-
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nities and barbershops. Another lim-
itation is that we did not organize
focus groups with African American
adults aged <50 years who may have
different perspectives on dementia
research. For example, one study on
vaccinations® suggested that young-
er generations are more trusting of re-
search than older generations, which
warrants  further  investigations.

CONCLUSION

In summary, the findings from
our research involving multiple
stakeholder groups, including a CAB
who helped transform our results,
indicate that, in order to increase
representation of African American
older adults in dementia research, a
commitment to the health of a com-
munity must come first. In addition,
addressing issues related to distrust
and trust should be central to cre-
ating strategies that aim to increase
representation of African American
participants in dementia research.
In particular, academic institu-
tions must earn and keep the trust
of African American communities
in order to increase representation
of African American participants in
dementia research, and ultimately to
eliminate health disparities. Interdis-
ciplinary collaborations with stake-
holders from diverse racial/ethnic
backgrounds and organizations are
critical, using the words of a CAB
member, to “help the history elevate
itself” In this new paradigm, earn-
ing the trust of African American
communities becomes a systemic
endeavor, with academic, state, and
national institutions deeply com-

mitted to earning the trust of Af-
rican American communities and
guiding researchers in this endeavor.
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