REASONS TO PARTICIPATE IN ALZHEIMER’S RESEARCH: VARYING PERSPECTIVES OF
PARTICIPANTS FROM THE WISCONSIN REGISTRY FOR ALZHEIMER’S PREVENTION
Kimberly Diggle Mueller, MS CCC-SLP, Rebecca L. Koscik, PhD, Asenath La Rue, PhD, Erin M. Jonaitis, PhD, Sarah K. Riedeman, Bruce P. Hermann, PhD & Mark A. Sager, MD
University of Wisconsin School of Medicine and Public Health, Madison, WI, USA

BACKGROUND
●

●

Longitudinal studies are essential to developing effective Alzheimer’s disease (AD)
interventions, yet participation requires long-term commitment. Evidence from several
longitudinal studies suggests varying reasons for participation in research, such as societal/
altruistic reasons1 and personal benefit.2
By investigating motivation for particular subgroups, recruitment and retention strategies can
be tailored more specifically to participant needs.3,4

OBJECTIVE
●

●

To identify themes for participating in longitudinal research provided by people enrolled
in the Wisconsin Registry for Alzheimer’s Prevention (WRAP) using qualitative content
analysis of speech sample narratives.
To investigate whether themes varied across subgroups such as gender or AD family
history status.

TABLES & FIGURES

19 content categories representing three broad themes emerged (Figure 1):

FIGURE 1. Why Participate in Alzheimer’s Research?
Quotes from WRAP Participants

Materials: At the third and fourth wave visits, participants are asked, “Why is being involved in
the WRAP study important to you?” Responses are digitally recorded.

FIGURE 2. Frequency of Response Categories
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“To have my memory
monitored over time.”

“For my children and
grandchildren.”

“For scientific advancement.”

“To find a cure that may
someday help me.”

“To find a way to prevent
my kids from having to
take care of me.”

“The fifty bucks.”

“In memory of my father.”

“The tests are fun.”
“It feels like I am helping in
my own small way.”

“To provide moral
support to my wife.”

METHODS
Participants: The Wisconsin Registry for Alzheimer’s Prevention (WRAP) is a longitudinal
study of a cohort (n > 1500) enriched with positive family history of AD (FH+). We used multistage sampling to obtain a set of 32 speech samples that balanced representation across
gender (16 male, 16 female), FH status (15 FH+, 17 FH-) and site (19 Madison, 13 La Crosse).

“It may do someone
some good.”
“Anything we can do to
make it better, make it
easier for people.”
“As the Baby Boomers age,
more people are getting
Alzheimer’s.”
“To reduce the financial
burden on society.”

FIGURE 3. Most Common Response Categories,
by Family History
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We explored subgroup differences in reasons for participation. In this small sample, no
differences were statistically significant, but we observed the following trends:
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The Venn diagram represents participants’ response categories overall, scaled by frequency. Each
speech sample is represented in one section of the diagram. The “centermost” blob (n=3) represents
speech samples that cited at least one reason in each theme.

FIGURE 4. Most Common Response Categories,
by Gender
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● FH+ participants were no more likely than their FH- counterparts to cite categories within the
Family theme (20% vs.18%), and surprisingly, a higher percentage of FH- participants cited a
desire to help their own children or grandchildren (18% vs 7%). A few specific categories within
the Societal theme tended to show up more often in FH- responses, such as an enjoyment of
volunteering in general (12% vs 0%) and the sense that “it feels like I am helping in my own
way” (35% vs 13%) (Figure 3).
● The most common responses for women and men are shown in Figure 4. More women listed
at least one category within the Personal themes (69% vs 44%) and fewer listed a Societal
reason (81% vs 100%). More women than men expressed desire to participate for their
children or grandchildren (25% vs 0%).
● More Madison participants cited a desire to learn more about AD (21% vs 0%) or a sense that
AD is becoming a big social problem (21% vs 0%). These site differences were not explained
by education level.

CONCLUSIONS
Preliminary analyses indicate diverse reasons for participating in time-consuming longitudinal
research studies, and that motivations vary based on participant characteristics. Providing
educational information and feedback to address these diverse motivations may enhance
recruitment and retention efforts. As samples representing minority groups will soon be available,
content analysis of reasons to participate will be further explored and compared across groups
and retention strategies may be further identified.
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● Personal (9 Categories)
● Family (3 Categories)
● Societal (7 Categories)
The median sample listed 3 reasons (range: 1-8) representing 2 of the 3 broad themes. 56%,
19%, and 91%, respectively, cited at least one personal, family, and societal reason for
participating (Figure 2).
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Qualitative Analysis: Participant samples were transcribed and analyzed according to
qualitative research methods5,6. Process notes were recorded during the analysis and 19
categories emerged, which fell into three broad themes: Personal, Family, and Societal. For
each of the 32 speech samples, two independent coders assigned yes/no ratings to the 19
identified categories. Inter-rater reliability was calculated at 91% agreement (Cohen’s κ = 0.60).
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