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Introduction: African American/Black adults are severely underrepresented in basic,

L . (ADRD). Innovative, evidence-based, and culturally salient strategies can maximize the
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Methods: We conducted and analyzed semi-structured interviews to capture the
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research participation stories of African American/Black participants and study part-
ners from the University of Pittsburgh’s Alzheimer’s Disease Research Center. The
themes and messaging principles generated through this process informed the devel-
opment of video- and text-based materials that were evaluated for community mem-
ber acceptance using focus groups.

Results: Focus group individuals (N = 36) generally favorably rated the video and text

”«

materials, characterizing them as “interesting,” “realistic,” and “convincing.”
Discussion: Capturing the narratives of African American/Black research participants

is a critical component to developing culturally relevant materials for broader dissemi-
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1 | INTRODUCTION

Despite experiencing Alzheimer’s disease-related health problems
at a disproportionate rate, African American/Black adults are con-
sistently and severely underrepresented in Alzheimer’s disease and
related disorders (ADRD) clinical and behavioral research projects.!?
For example, research shows that the prevalence of cognitive impair-
ment is higher,3* diagnoses are assigned later,> and Food and Drug
Administration-approved treatments are instituted less frequently in
this population as compared to non-Hispanic Whites.®8 African Amer-
ican adults spend a greater proportion, over double, of their house-
hold income on out-of-pocket dementia care’ when compared to non-
Hispanic Whites. While the need to understand and address these
health and economic disparities is receiving unprecedented atten-
tion, both basic and clinical research in this area are hampered by
a critical, nationwide shortfall of African American/Black research
participants.1©

Research involving persons from underrepresented minority groups
is crucial to advancing understanding of, and ultimately combating,
health disparities in ADRD. Research indicates that African Ameri-
can/Black adults are willing to participate in research when recruited
using high-level engagement through community outreach and other
creative strategies (e.g., lay educators).!* Additionally, developing rela-
tionships with research participants and with key stakeholders in their
communities is paramount.'213 However, the field of ADRD research
continues to fall drastically short of the goals of recruiting representa-
tive samples of African American/Black adults into ADRD clinical trials.
For example, African American/Black adults make up less than 5% of
clinical trials for ADRD and autopsies in brain banks, and less than 15%
of participant assessments for ADRD.14-16

Given the clear need for innovative approaches to bolster recruit-
ment of African American/Black adults, our overall goal was to
design an effective health promotion intervention using a story-
telling approach for ADRD research recruitment. Storytelling has been
effective in studies designed to increase health access among Latino
adults,’ increase recruitment of rural Americans for type 2 diabetes

studies,18-20

improve blood pressure among African American/Black
adults,2! improve disparities in mental and physical health among
Native American elders,?? provide diabetes education to Somali and
Latino adults,2® and in other health studies.?4-28 Regardless of the dis-
ease context, what is most critical for success in a storytelling cam-
paign is the cultural relevance of the messaging materials that are

deployed.??

nation and is essential to advancing beyond information-only recruitment approaches,

which tend to rely disproportionately on negative messages.

African American, Alzheimer’s disease, Black, disparities, narrative, recruitment, research, story-

This article describes the development of a set of storytelling mate-
rials to be used in a sequential cohort investigation of the impact of a
culturally informed narrative campaign on the recruitment of African
American/Black adults into ADRD research (also known as the Recruit-

ment Innovations for Diversity Enhancement [RIDE] study).

2 | MATERIAL DEVELOPMENT PROTOCOL

We used a multi-step, iterative approach for the development and eval-
uation of community members’ acceptance of narrative materials to
promote ADRD research recruitment among African American/Black
adults (Figure 1).

2.1 | Semi-structured interviews

Semi-structured (culturally focused) qualitative interviews were con-
ducted with African American/Black adults currently participating
in ADRD research at the University of Pittsburgh Alzheimer’s Dis-
ease Research Center (ADRC; P50AG05133). Our sample size of
14 African American/Black ADRD research participants was deter-
mined by the qualitative research principle of data saturation.?°
Data saturation refers to the point at which coding suggests that
no additional data collection would change the study findings. Par-
ticipation in most ADRD research requires that participants be
accompanied by a “study partner,” typically a family member or
close friend. To ensure the validity of self-report information on
cognition,?! we also interviewed 11 study partners of current ADRC
participants.

Purposive sampling was used to ensure representation from a broad
range of African American/Black research participants.>2 To under-
stand a broad range of experiences, we closely monitored recruitment
to ensure that we included individuals of varying ages (from mid-life to
late life) with a diverse range of educational levels, living arrangements,
and experience with participation in different types of ADRC ancillary
studies (brain imaging, genetic testing, clinical trials). As Table 1 shows,
we included healthy controls as well as individuals with diagnoses of
mild cognitive impairment or early stage dementia. We excluded those
with Montreal Cognitive Assessment (MoCA)3 scores of 18 or lower
as more advanced cognitive impairment may have precluded partici-
pants from providing accurate accounts of their research participation
experiences.
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Semi-structured interviews were conducted separately with par-
ticipants and their study partners. Each lead question began broadly,
for example, “Tell me about how you learned about the Alzheimer’s

» o«

Research Center,” “Thinking back, what led you to consider partici-
pating in Alzheimer’s research?” and “What has it been like to par-
ticipate in Alzheimer’s research?” Such lead questions were followed
by probes to ensure the richest possible account of the enrollment
process, including cultural considerations. Example probes included,
“Who, if anyone, did you discuss your decision with?” “Have there been
any drawbacks to volunteering for Alzheimer’s research?” and “How
has the experience of participating in research differed from what you
expected?”

Qualitative interviews were audio-recorded and transcripts were
analyzed using standard line-by-line coding and theme generation.3*
Themes characterized participants’ motivations and barriers to
research participation, as well as perceptions of the benefits and
burdens of participating in ADRD research (Table 2).

Findings from the thematic analysis were integrated with messag-
ing principles by communication scientists at the FrameWorks Institute
(www.frameworksinstitute.org), culminating in recommendations for
communicating stories of ADRD research participation among African
American/Black adults (Table 3).

Selected participant interviews were then used to derive “per-
sonas,” which mostly reflect the narratives and verbatim language of
the participant with modifications to adhere to messaging recommen-
dations (as noted above). Names were given to the personas and only
when consent was included do the names of the personas match those
of actual participants.

2.2 | Drafting of narrative-informed recruitment
materials

FrameWorks recommendations (Table 3) guided the development of
three types of recruitment materials: (1) videos, (2) profiles, and (3)
question and answer (Q&A) sheets on ADRD research participation.
Drafts of the video scripts and text for the profile and Q&A sheets
(a total of six materials) were reviewed by consultants in the fields of
health disparities, community engagement, and by communication sci-
entists from FrameWorks. Materials were then refined before produc-

tion of the videos and evaluation by community members.

2.3 | Evaluating community members’ acceptance
of recruitment materials

Four focus groups of 7-12 individuals (N = 36) each were conducted.
All groups were comprised of individuals from our target audience of
African American/Black adults in mid to late life (mean age of 69 years)
with no memory complaints (Table 2).

The focus group guide consisted of semi-structured questions with
cue prompts that addressed the acceptability and perceived value of

each material, as a recruitment tool. A brief survey (ie, eight items

Clinical Interventions

RESEARCH IN CONTEXT

1. Systematic Review: A PubMed search yields descriptive
studies of facilitators and barriers to African Amer-
ican/Black enrollment in Alzheimer's disease (AD)
research, revealing a need to systematically develop and
rigorously test new strategies.

2. Interpretation: The current study provides a rational
framework for using culturally relevant narratives to
develop a testable and replicable set of tools for African
American/Black recruitment into AD research.

3. Future Directions: The materials developed herein will
be deployed in the Recruitment Innovations for Diver-
sity Enhancement (RIDE) study to address the impor-
tant question, “Are storytelling strategies effective at
increasing research participationinto Alzheimer’s disease
and related disorders research amongst African Amer-
ican/Black adults?” a critical step in moving the field
toward evidence-based best practices for recruitment.
This approach can be broadly adapted to develop and test
recruitment tools in other underrepresented populations
and diseases.

for the video and seven items for the profiles and Q&A, respectively)
was administered to assess the degree to which the material con-
tent conceptually aligned with the Model of Culture Centric Health
Promotion.®> This model asserts that health-related messages are
most effective when they are grounded from within a culture mem-
ber’s view (Figure 2). Survey items (Table 3) were rated on a five-point
scale with higher ratings indicating a more positive impression of the
material. Focus groups viewed up to three recruitment materials, pro-
vided feedback independently, and then reported out within a facili-
tated group discussion (that was audio-recorded) about the materials.
Content analysis of the focus groups led to recommendations for fur-
ther editing the set of materials (Table 4).

3 | RESULTS

3.1 | Focus group survey results

Survey results (shown in Table 4) from the focus groups demonstrated
the participant profile format to be most interesting whereas video and
Q&A were perceived as equally interesting or appealing.

3.1.1 | Profiles

Profiles represent informational narratives that provide information

about the research participant’s (i.e., persona) perspective on ADRD
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RIDE Study Procedures

—.[ Development of ethnographic interview guide

Ethnographic
interviews of
ADRD research

(" 29 individuals from the ADRC were identified for participation
(n=15 PT, 14 SP)

.

‘ ——————————— » 4 declined, not interested

25 consented and participated in qualitative interview
(n=14 PT, 11 SP)

J

J/

RIDE products

. participants v
community ducted &
advisory board conl “Cde Qualitative analysis from transcribed ethnographic interviews
analyze L

* FrameWorks

Framing brief

Institute —; Story curation & narrative material first drafts were produced: Je—
2 video scripts 2 story profiles, 2 Q & As )
) v v
Narrative . - . - N
materials Video production: Participants (whose stories were featured)
2 video drafts reviewed & provided permission
drafted 7 J
f 4 focus groups of community members reviewed drafted materials ]
\ ¥ (n=36) y Example narrative
materials:
NI Analysis of focus group data (surveys & transcript of discussion) i .
A S J Video: Doris
EIEETE| G Profile: Annie
reviewed FrameCheck® and final edits to drafted materials »
- Q & A: George
& finalized ‘ /
FIGURE 1 Flowchart of study protocol. Abbreviations: ADRC, Alzheimer’s Disease Research Center; PT, patient; RIDE, Recruitment

Innovations for Diversity Enhancement study; SP, study partner. Example narrative materials available in supporting information

research. The focus groups evaluated male and female versions for
each profile. Table 4 highlights the main findings from the evaluation
of the profile materials for two personas “Annie” and “Carl.” The eval-
uations for the profiles were very similar for both Annie and Carl and
did not appear to display sex-specific differences. However, Carl did
appear slightly more likeable with regard to his persona and his story.

3.1.2 | Videos

Focus groups viewed videos for the personas of “Doris” and “Paul”
that were approximately 2 minutes in length. The videos in gen-
eral were well received by the focus groups and had a positive
impact. Paul’'s video was deemed slightly more likeable from the
focus group. His persona was also more realistic and less confusing
than Doris’s. Paul’s video also came through as “saying something
more important” to the participants and being more convincing than

Doris’s.

3.1.3 | Q&A data

Q&A responses were packaged into an interview of a potential AD

researcher with an AD research participant for the personas of “Sylvia”

and “George.” The Q&A data (Table 4) were generally deemed “inter-

» o«

esting,” “realistic,” and “said something important” for both Sylvia
and George. However, George was deemed as saying things of more
importance than Sylvia. There was a larger difference between the
two personas when it came to how convincing, confusing, and like-
able they were. George’s Q&A was more convincing and less confus-
ing than Sylvia’s. Ultimately, George’s Q&A was more likeable than

Sylvia’s.

3.2 | Focus group evaluations

FrameWorks provided an evaluation of focus group discussions and
generated messaging recommendations (Table S1 in supporting infor-
mation), which are discussed below. It should be noted that there were
general findings across the various formats (participant profile, video,
or Q&A), and then specific feedback given to each persona within each

format.

3.2.1 | Evaluation of persona profiles and Q&A

Finding 1: Focus groups respond differently to communications fea-

turing men in comparison to those featuring women.
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TABLE 1 Semi-structured interview sample characteristics

Participant Study partner
n=14 n=11
Age, mean years (range) 77 (64-100) 73 (54-85)
Education, mean years 16 (12-19) 15(12-20)
(range)
Mean years at ADRC 7.67 (1-20) 6.31(1-16)
(range)
Sex
Female n (%) 8(57.1) 7 (63.6)
Male n (%) 6(42.9) 4(36.4)
Race, Black n (%) 14 (100) 11(100)
Place of residence’
Urban, n (%) 10(71.4) 5(45.5)
Suburban, n (%) 4(28.6) 6(54.5)
Relationship, patient/study partner
Spouse 6(43) 6(55)
Friend 3(21) 2(18)
Sibling 2(14) 1(9)
Other’ 3(21) 2(18)
Diagnosis
No cognitive diagnosis 8(57) n/a
MCI 3(21)
Alzheimer’s disease 3(21)
Referral source to ADRC
Qutreach 4(29) 2(18)
Doctor’s office 3(21) 4(36)
Family 2(14) 0(0)
Other research studies 2(14) 1(9)
Unknown by participant 2(14) 3(27)
Other 1(7) 1(9)

Abbreviations: ADRC, Alzheimer’s Disease Research Center; MCI, mild cog-
nitive impairment.

"Distance from the ADRC ranged from 4 to 157 miles.

'Other relationships include one uncle, one adult child, two cousins, and one
grandmother.

From the discussions and survey results (Table 4) it was clear that
focus groups had more positive responses overall to the male per-
sonas in comparison to the female personas. For example, focus groups
openly commended males for their participation in AD research argu-
ing that it made the research more inclusive and was calming. On the
contrary, the materials from the female personas were met with more
skepticism and the inclusion of women into AD research was not men-
tioned.

Finding 2: Focus groups expressed uncertainty about “targeting”
African American/Black adults.

The double-edged sword of inclusion versus targeting also arose in
discussions with the focus groups; albeit not with these direct terms.

The focus groups felt that while it was clear African American/Black

Translational Research 50f10
Clinical Interventions
TABLE 2 Focus group sample characteristics
Full
Groupl Group2 Group3 Group4 sample
n=12 n=10 n=7 n=7 n=36
Age, range 62-74 62-74 65-83 63-76 62-83
Age, mean 67(2.98) 69(3.99) 72(6.08) 68(4.07) 69 (4.45)
(SD)
Sex: female, 4(33) 8(80) 4(57) 4(57) 20 (56)
n (%)
Ethnicity: 12(100) 10(100) 7(100) 7(100)  36(100)
African
American,
n (%)
Education: 6 (50) 7 (70) 5(71) 5(71) 23(64)
>4-year
college,
n (%)
Relationship 4 (33) 7 (70) 4(57) 3(43) 18 (50)
with AD', n
(%)

Abbreviations: AD, Alzheimer’s disease; SD, standard deviation.
“Endorsed having a friend or family member who has been affected by
Alzheimer’s disease or another dementia.

older adults were the focus of this research, it was unclear why they
should be targets for this research.

Finding 3: Older adults and caregivers are seen as possible audi-
ences for the promotional materials, and therefore, participants
suggested promotional materials be shared on and off of social
media.

The focus groups were consistent and clear on the targeted audi-
ence for these materials: older adults at risk for AD and their poten-
tial caregivers or loved ones. Their suggestions about dissemination of
these materials to reach these target audiences included for example,
providing materials to Elks clubs and churches highly attended by older
adults.

3.2.2 | Evaluation of video materials

Focus groups had overall positive feedback and response to the videos
for both “Paul” and “Doris.” These videos challenged focus groups to
think in new ways about AD and about participation in research. Simi-
lar to the profile and Q&A print materials, the focus groups believed the
videos to be targeted to the older African American/Black adult pop-
ulation. Focus groups acknowledged two clear goals that arose from
watching the videos: (1) increase research participation in AD among
African American/Black adults and (2) educate everyone about AD.
Because of the focus on African American/Black adults in these videos,
there were concerns about patient privacy and lack of trust in medi-
cal professionals that are well-recognized barriers in AD research par-
ticipation for this population. Thus, the groups discussed the “need
for African American communities to have more information" about

research and to have a better understanding of “what is expected of
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TABLE 3 List of FrameWorks’ recommendations from
semi-structured interviews

1. Avoid “us versus them” perceptions of the researcher/participant
relationship by recognizing people’s existing knowledge about
AD.

2. Acknowledge potential participants’ personal experience with or
concerns about AD.

3. Normalize the experience of AD among many groups of color and
of research participation.

4, Tell stories that emphasize both the “big picture” collective
benefits and the personal benefits of participation in the
research.

5. Leverage the positive experiences past research participants
have had with the ADRC staff.

6. Avoid medical and scientific jargon when talking with research
recruits and participants.

7. Use strong explanatory chains to build understanding of the
research process.

8. Make data meaningful to non-experts through social math.

9. Choose visuals and stories that represent equity in all aspects of
the research.

10. Find appropriate ways to use past research participants as
messengers.

Abbreviation: AD, Alzheimer’s disease; ADRC, Alzheimer’s Disease
Research Center.

research participants.” Throughout and at the conclusion of the focus
group, many individuals wanted to know where to find out more spe-
cific information about aspects of AD or about participating in AD

3.3 | Final storytelling materials

Focus group evaluations (Table S1) along with messaging recommen-
dations from FrameWorks Institute were used to generate final exam-
ple profile materials shared in Figure S1 in supporting information for
“Sylvia,” example Q&A materials (Figure S2 in supporting information)
for “George,” and research videos for “Doris” (Data S1 and S2 in sup-
porting information) edited for different lengths (i.e., 2 minutes or 45
seconds). Major factors that were helpful in finalizing these materials

are discussed below.

4 | DISCUSSION

This work details a framework which the ADRD and other research
communities can use to capture authentic narratives from ADRD
research participants and their study partners and use these stories
to generate culturally informed recruitment materials. Overall, a multi-
step iterative approach was used to conduct semi-structured inter-
views, theme generation, focus groups, and material development and
feedback. This iterative process resulted in the generation of recruit-
ment materials in the form of profiles, videos, and Q&A for male and
female personas (representative of the ADRD research participants)
that will serve as the basis for a narrative campaign to be evaluated in
the RIDE study. Generally, the focus groups felt the personas created

were realistic and likeable and that they were convincing in encourag-

research.

Narrative Characteristics
Personally Engaging Elements:

Q&A: George is an Engaging Characters

African American Realistic

adult who reflects | Likeable

gemflr.'nely on‘ why he Hnmuphily (like self) Story Proflle: Annl'e s

participates in U —— devotion to honoring

Alzheimer’s research. E inq St ey her grandmother and
_ngggl._ng_ury. commitment to
Appealing storyline research participation
Dramatu: sequencing to stop Alzheimer’s

disease.

Culturally Engaging Elements:

Vide‘l’o’ D°:cis ils‘ d Cultural Embeddedness

et Culturally familiar/similar characters

community. Her | Cultural i

motivation to | RO S

participate comes \Eulturally resonant language

from them.

FIGURE 2 Example story material applications to the Larkey & Hecht>® culture-centric model
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TABLE 4 Focus group survey responses by story type and persona

Profile

The story is
interesting

The persona seemed
realistic

The persona was
unlikeable’

The story said
something
important to me

The story is
convincing

The story is
confusing’

1 did not like the story”

Video
The video is appealing

The main persona
seemed realistic

The main persona was
unlikeable’

The story was

interesting to me

The video said
something
important to me

The video is
convincing

The video is
confusing’

| did not like the
video'

Q&A
The Q&Ais

interesting

The answers provided
seemed realistic

The Q&A said
something
important to me

The Q&Ais
convincing

The Q&A is confusing
| did not like the Q&A

Item scales ranged from one (strongly disagree) to five (strongly agree).

Annie (n=19) Carl(n=24)
M SD M SD
4.7 0.5 4.6 0.9
4.7 0.6 4.6 0.7
1.6 1.1 1.8 14
4.6 0.5 4.5 0.7
4.8 0.5 4.6 0.6
1.5 1.1 1.3 0.8
20 15 22 1.7
Doris (n = 23) Paul (n = 25)
M SD M SD
4.2 1.1 4.7 0.7
44 0.9 4.9 0.3
1.7 1.3 1.8 1.3
45 0.9 4.6 0.7
4.3 1.2 4.6 0.6
4.1 1.3 4.6 0.6
1.7 1.1 1.6 1.2
23 1.5 1.7 1.2
Sylvia (n=17) George (n=19)
M SD M SD
44 0.7 4.5 1.0
4.2 0.8 4.7 0.6
4.2 0.8 4.6 0.8
3.8 1.3 4.6 0.6
2.2 1.4 1.6 1.4
2.7 1.6 1.8 1.7

"Note this item’s value is reversed.

Clinical Interventions

ing the target audience of older African American/Black adults to par-
ticipate in ADRD research. Thus, these stories and this study’s goals are
in direct alignment with those of the ADRD research community.'011
Below we highlight important aspects of the study design strategy to
serve as best practices and recommendations for others interested in
developing storytelling materials for ADRD research.

AD research is unique as most studies require a study partner
who serves the role of accompanying the participant to visits, provid-
ing information about the participant, and assisting the participant in
meeting the research requirements.?¢37 Information from study part-
ners was collected so we could capture the study partner perspective
and incorporate these findings into the developed stories. Individuals
with early AD who are interested in participating in research often do
not become research participants because they do not have access to
a person who they feel comfortable imposing on in terms of time and
effort to serve in the role of a study partner. Thus, an important goal of
the recruitment products we produced was in the recruitment of family
members (ie, the most common study partners).3¢:37

Similar to many other focus groups and community-dwelling African
American/Black adults, there is a level of mistrust about research par-
ticipation. This mistrust has a long history and can contribute to feel-
ings of being targeted without proper justification from African Amer-
ican/Black adults in the community.1%38 The focus groups thus pro-
vided important feedback at an early stage of development in our com-
munication materials. This feedback was used to balance authenticity
of the exact language in the collected stories to promote understand-
ability of the stories. Initially, we were reticent to diverge from the
exact words used by interviewees to capture real stories and provide
positive inspiration to others. However, when members of the focus
groups had trouble discerning the point of a story, editing of the sto-
ries became necessary to ensure understandability by a broad audi-
ence. Focus group feedback was also important for creating messag-
ing that was believable to the targeted audiences. This notion became
important in the video messaging for “Doris.” Focus group participants
believed that “Doris” looked too perfect to be cognitively impaired (see
Data S1 or S2). Guidance from communication experts, however, sug-
gested we opt to leave “Doris” as-is to help with our team’s mission
to change the perspective that the public has about what early AD
looks like. Much of the research we recruit subjects for is aimed at
enrolling patients with early AD so presenting early AD patients who
look “normal” should help with recruitment. Focus groups also pro-
vided very positive feedback about showcasing men to encourage more
male enrollment in research. This could be impacted by unconscious
gender bias, which has been previously reported across disciplines and
research participants.3?4° Finally, focus groups had uniform dislike of
products that had a lot of uninterrupted text and thus our final materi-
als use a mix of images, text, bullet points, and graphics to convey our
message about research participation.

An important component of our design strategy for produc-

ing new storytelling materials to increase recruitment of African
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American/Black participants into ADRD research was to partner with
experts in developing and testing communication strategies aimed at
creating social change. Our partnership with FrameWorks Institute
was key with regard to providing expertise on how to frame our
stories to move our target audiences to take action and get involved
(www.frameworksinstitute.org). The cognitive and social scientists
at FrameWorks have a 20-year history of communication expertise
aimed at creating social change and this was not an area of expertise
of the clinicians, neuroscientists, and social workers within the ADRC.
For example, we wanted to use the power of storytelling to engage the
public in the topic of ADRD research. FrameWorks helped us to tell a
“thematic” story in which an individual becomes part of a community of

people working together to accomplish social change*42

as opposed
tojust anindividual story. This approach was used in creating the video
of “Doris” by telling her story but also having her connect to the larger

community who will benefit from AD research.

“My family and | are planning ahead for the future and
participating in the study has provided me with access to
important information and expertise. | feel good about that
because it’s given my husband and daughter some peace of
mind. But | also feel good about my participation because
what I'm doing will someday help other people—will some-
day lead to a prevention, or a cure. It may help my loved

ones. It may help yours.”

Another important lesson learned through our collaboration with
FrameWorks was making sure that the communications materials we
were developing did not make African American/Black adults feel “tar-
geted” but rather made them feel “included.” This strategy is evident in
how Doris ends her story.

“Here’s something I've learned: Alzheimer’s and other mem-
ory conditions affect every community, every race. For
research to benefit everyone, it has to reflect each of us. That
means every color, every gender, every ZIP code.”

These broader issues are important for promoting individuals to
take action to become a part of social change but are built on more
basic communication skills. These skills are critical for effectively con-
veying a message to a general audience, such as avoiding medical
and scientific jargon, using strong explanatory chains to build under-
standing of the research process, and making data meaningful to non-
experts through the use of social math (see Methods section and
www.frameworksinstitute.org). The six narratives developed herein
have aimed to counteract the negative perceptions and stereotypes

of older adults that are pervasive,*344

portraying them as vulnerable,
impaired, and dependent.*® Instead we have reframed the older adults
in our stories as partners in the fight against AD, by telling stories that
emphasize both the collective benefits of research and the personal
benefits to the individual. These stories also show the contribution of
the protagonists in our stories to society as recently recommended?*®

on how to reframe aging.

The recruitment materials (see Figures S1 and S2 and Data S1
and S2) produced are being used in a culturally informed nar-
rative campaign. This includes videos of different lengths being
released online and through social media, and use of profile and
Q&A materials at recruitment events and at general community
events.

The strengths of this study include the diversity of the research
team and personnel and focus groups. Additionally, it was a strength
to capture multiple narrative stories across male and female older
adults, although even more stories would ensure there is a message
to speak to everyone in our targeted audience. This approach uses a
positive messaging strategy that highlights perceived benefits of par-
ticipating in research by actual research participants and avoids focus-
ing negative messaging related to known barriers to participation. Neg-
ative messages, for example, might focus on a potential participant
avoiding a research study due to historical mistrust of medical pro-
fessionals. While negative messages are authentic and likely common,
they generally come from individuals who did not decide to partici-
pate in a research study. Future studies could include interviews from
community-dwelling individuals who have explicitly declined to par-
ticipate in research studies to better understand barriers to research
participation and to identify the type of positive messaging needed to
engage these individuals. The semi-structured interviews conducted
herein allowed for participants to share negative perceptions or expe-
riences about research and/or AD; however, a positive messaging strat-
egy provides better opportunity to engage future potential research
participants. A notable limitation of this study is that captured sto-
ries reflect some cultural and regional specificity from Western Penn-
sylvania that may not be directly translatable to other African Ameri-
can/Black adults from other geographic regions. Additionally, because
our participants self-identified as African American or Black this lim-
its our ability to generalize these particular stories to all subpopula-
tions of Black individuals such as those from Afro-Caribbean or other
immigrant backgrounds. Other subpopulations based on sexual prefer-
ence, education, and income status could be beneficial to capture addi-
tional narratives in future semi-structured interviews. Similar subpop-
ulation diversity adequately powered in larger focus group sizes would
also allow survey results and discussion to be evaluated on the basis of
variables such as sex, socioeconomic status, and education as well as
other social or environmental factors. Finally, this study focused exclu-
sively on African American/Black adults and thus other focus groups
and semi-structured interviews would need to be conducted on other

subpopulations to be culturally relevant to others.

5 | CONCLUSIONS

This is among the first of studies designed to create a rational frame-
work for using culturally relevant narratives to develop a testable and
replicable set of tools for recruitment of African American/Black adults
into ADRD research. This is a unique approach compared to conven-
tional ones that leverage community engagement through interviews

and focus groups and include an iterative feedback process to generate
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mixed media products. We created a mechanism by which other
ADRCs can easily incorporate narratives into existing materials and can
develop new materials tailored for their specific communities. Captur-
ing the narratives of African American/Black research participants is
critical to developing culturally relevant materials for broader dissemi-
nation and is essential to advancing beyond information-only recruit-
ment approaches, which tend to rely disproportionately on negative

messages.
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