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Abstract.

Background: Study participants, patients, and care partners are key stakeholders in research and have asked for greater
inclusion in the dissemination of scientific learning. However, the participation of general audiences in scientific conferences
dedicated to Alzheimer’s disease and Alzheimer’s disease related dementias (AD/ADRD) is not widely supported or studied.
Objective: Our objectives were to evaluate the interest, level of engagement, and impact of including general audiences in a
virtual dementia conference.

Methods: A diverse group of lay participants, identified via community-based health advocacy groups and research cen-
ters, were invited to attend the 2021 Alzheimer’s Association International Conference (AAIC), with optional small-group
discussions. Participants received complimentary access to all scientific sessions and were supported via navigation tips,
recommended sessions, and a glossary of frequently used terms and acronyms.

Results: Lay participants demonstrated a high level of engagement, even among those that were research-naive, attending
virtual sessions for an average of 11.7 hours across the five days and recommending a variety of sessions to each other
on topics extending from prevention of dementia to new therapies and care. Most participants said they would attend the
conference again and rated the quality of interaction as high, while requesting more opportunities to engage directly with
researchers.

Conclusion: General audiences, in particular research participants, are advocating for greater participation in scientific
conferences. This program can serve as a model to accomplish inclusion; thereby acknowledging their invaluable contribution
to science.
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are discussed, collaborations are built, and new direc-
tions for research are discussed. Often overlooked,
however, is the importance of including patients and
care partners in these forums. Patients and care part-
ners are valuable members of the research enterprise,
and their participation in scientific conferences not
only provides them with the information they are
seeking, but also benefits science by broadening the
perspective of medical research and even diversify-
ing the dissemination of new information [1-3]. The
inclusion of patient and care partners in scientific con-
ferences has been practiced in some disease areas,
such as AIDS [4], rheumatology, and breast cancer,
resulting in recommendations to achieve meaning-
ful inclusion for in-person events [5, 6]. Despite this,
the practice of inclusion is far from standard, and the
participation of patients and care partners in virtual
conferences dedicated to Alzheimer’s disease and
Alzheimer’s disease related dementias (AD/ADRD)
has not been studied in any meaningful way.

Current AD/ADRD research spans the disease con-
tinuum; therefore, the inclusion of general audiences
must be broad and include individuals with elevated
risk, defined by either genetic or biomarker status [7],
those with a diagnosis of mild cognitive impairment
(MCI) or dementia, and individuals providing care
and support for people with dementia; who are critical
partners in AD/ADRD research. Equally important is
understanding how to accomplish meaningful inclu-
sion of general audiences from diverse racial, ethnic,
geographic, and socioeconomic backgrounds.

In 2018 and again in 2019 two research partici-
pants asked their local researcher to help them attend
a scientific conference. They attended in person,
checking in occasionally with the researcher. Both
participants valued the experience and reported that
attending the conference had increased their com-
mitment to research. We expanded in 2020 to a
small group of research participants who attended the
Virtual Alzheimer’s Association International Con-
ference (AAIC) and learned that participants valued
unrestricted access to virtual scientific conferences,
when supported with small group discussions [8].
Participants expressed satisfaction with the experi-
ence, learned information they viewed as helpful,
and reported feeling “encouraged” and ‘“hopeful”
by being able to witness the depth and breadth
of research work underway. The 2020 program
did not adequately represent the diverse popula-
tions impacted by AD/ADRD, leading us to ask
whether we could broaden inclusivity by expanding
our recruitment approach, and whether individuals

with no research experience would also find benefit
in attending a scientific conference.

The focus of this study was to evaluate the fea-
sibility of engaging a general audience in attending
a scientific conference, with the goal of making the
public feel more engaged and included in research.
To support this engagement, individuals working in
research or other health professionals (e.g., study
coordinators, community outreach staff, or health
advocacy staff) hereafter “professional participants”
met with attendees and answered questions and
guided discussion groups. These professional par-
ticipants were comparable to people who would
regularly attend AAIC.

Our objectives for lay participants were to 1) recruit
racial/ethnically diverse individuals, including those
naive to research, 2) assess the level of engagement in
the virtual conference, 3) identify topics of interest,
and 4) evaluate impact of attending the virtual con-
ference. The objective for professional participants
was to assess whether participating in this program,
particularly the small group discussions, would be
viewed as beneficial in broadening their perspectives.

METHODS

We began by identifying community-based health
advocacy (including: Rememoirs, 2CEERIAS, San-
jeevani, Caregiver Action Network) and research
organizations (Mt. Sinai Alzheimer’s Research Cen-
ter and the Glenn Biggs Institute for Alzheimer’s
and Neurodegenerative Diseases at University of
Texas Health San Antonio), selecting organizations
with established relationships with individuals from
groups not well-represented in AD/ADRD research.
Lay participants were also invited from two advi-
sory groups: the Advisory Group on Risk Evidence
Education for Dementia (AGREED): Stakeholder
Subcommittee [9] and the Alzheimer’s Clinical Trials
Consortium (ACTC) Research Participant Advisory
Board [10]. A few lay participants learned about
the program through word-of-mouth from those who
attended the prior year. Inclusion criteria were: Over
18 years of age, able to complete consent electroni-
cally, have an email address and internet access. The
total number of individuals invited to participate were
not tracked by the recruiting organizations.

Each organization was asked to identify a facili-
tator who would recruit local participants and host
small-group discussions during the conference. The
protocol, consent, and pre- and post-conference sur-
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veys were reviewed and approved by the University
of Southern California Institutional Review Board
(IRB). Where needed, partner organizations obtained
IRB approval. The facilitators were trained on the
program goals, given a quick-start guide and template
email language to recruit participants, and a glos-
sary of acronyms, abbreviations, and terms frequently
used in AD/ADRD research (see Supplementary
Table 1). On each day of the conference, a list of
recommended sessions was provided to facilitators
to share with the participants. Registration fees and
technical support were provided by the Alzheimer’s
Association and conference organizers. Each orga-
nization was asked to hold between one to five
small-group discussions, during the same week as the
live conference, with participants and share feedback
with the program leads.

Data was collected by survey, emailed to par-
ticipants both before and after the conference.
Pre-conference surveys collected demographics,
research experience, and topics of interest. Post-
conference surveys collected estimates of time
spent in conference and small group discussion
and included open-ended questions for qualitative
feedback. Surveys were reviewed with some partic-
ipant feedback shared in our results. Where feasible
and allowed by IRB, small group discussions were
recorded and transcribed, allowing the authors to
compile additional feedback from participants. Ses-
sions recommended by participants were compiled
from both post-conference surveys, notes from small
group discussions, and emails from participants.
Feedback was compiled and shared with the con-
ference organizers to take into consideration for
promoting inclusivity in future conferences and vir-
tual programs.

The Research Attitude Questionnaire (RAQ) is a
seven-question survey validated and used to assess
community-dwelling volunteers’ attitudes toward
research [11], to understand barriers to research par-
ticipation in poor urban minority populations [12,
13], to estimate the likelihood of enrolling in a clinical
trial [14], and to predict research drop-outs [15]. The
RAQ utilizes a five-point Likert scale (strongly dis-
agree to strongly agree) to collect responses (range:
7-35). Higher scores represent a more favorable atti-
tude toward research.

The 2021 Alzheimer’s Association International
Conference (AAIC) was held as a hybrid confer-
ence with on-demand and live sessions between July
26-30. Registration for participants and care part-
ners was provided by the Alzheimer’s Association

free of charge. Over 11,900 people from over 110
countries registered to attend AAIC 2021, either in
person in Denver or remotely around the world.
The conference included hybrid and virtual scien-
tific sessions reporting the latest research discoveries,
spanning basic science, biomarkers, clinical man-
ifestations, drug development, public health, and
dementia care. AAIC 2021 featured 300 + in-person
posters and 2,500 + posters on the virtual platform.
The virtual conference was smart-phone accessible
and required the use of an internet browser to join;
Chrome and Firefox were recommended. All sessions
were recorded and available for an additional 30 days.

RESULTS

Participant characteristics

Thirty-one lay participants registered for the con-
ference and completed a preconference survey, with
one participant declining to provide demograph-
ics. The participants’ ages ranged from 44 to 77
(mean=60.9, SD=10.1) (Table 1). All participants
had at least some college education, 80.6% were
women, 54.8% self-identified their race as White,
22.5% as Asian, and 12.9% as Black. Among the lay
participants, 12.9% self-identified as Latino/Hispanic
ethnicity. Two participants (6.5%) identified as Les-
bian, Gay, Bisexual, Transgender or Queer (LGBTQ),
a majority (64.5%) had a parent or sibling diagnosed
with early AD or dementia, 12.9% had been diag-
nosed with AD or dementia themselves, and 61.2%
were current or former care partners for someone with
AD or dementia. In total, 13 (41.9%) lay participants
had taken part in a research study or clinical trial.

The average total RAQ for lay participants was
27.88, in groups defined by research experience, the
average RAQ score was 29.71 for participants with
research experience and 26.94 for research-naive.
Across all lay participants, the two items with the
most neutral or negative responses (33%) were: “If I
volunteer for medical research, I know my personal
information will be kept private and confidential” and
“Medical research will find cures for many major
diseases during my lifetime.”

Professional participants that completed the pre-
conference survey (N =10) were all college educated
women. Professional participants were on aver-
age younger than the lay participants (mean=238.0,
SD=14.1) (Table 1). Professional participants self-
reported their race as Asian (30.0%) Black/African
American (20.0%), and White (50.0%). One profes-
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Table 1
Demographics of Participants

Demographics

Lay Participants Professional Participants

(proportion) (proportion)
N=41 31 (73.1%) 10 (24.4%)
Mean Age (SD) 60.9 (SD=10.1) 38.0 (SD=14.1)
Women 25 (80.6%) 10 (100.0%)
College or advanced degree 31 (100.0%) 10 (100.0%)
Retired/not working 16 (51.6%) 2 (20.0%)
Self-identified Race
Asian 7 (22.5%) 3 (30.0%)
Black 4 (12.9%) 2 (20.0%)
White 17 (54.8%) 5 (50.0%)
Prefer not to answer 2 (6.5%) 0 (0.0%)
Self-identified Ethnicity
Latino/Hispanic 4 (12.9%) 1 (10.0%)
African 3 (9.7%) 1 (10.0%)
South Asian 4 (12.9%) 2 (20.0%)
East Asian 2 (6.5%) 1 (10.0%)
Caucasian 14 (45.2%) 4 (40.0%)
Prefer not to answer 2 (6.5%) 1(10.0%)
Self-identify as Lesbian, Gay, Bisexual, Transgender or Queer (LGBTQ) 2 (6.5%) 0 (0.0%)
Other Characteristics
Family history of AD/dementia 20 (64.5%) 2 (20.0%)
Current/former dementia care partner 19 (61.2%) 1 (10.0%)
Dementia diagnosis 4 (12.9%) 0 (0.0%)
Previously taken part in research 13 (45.1%) 5 (50.0%)

sional participant (10.0%) self-reported ethnicity as
Latino/Hispanic. 20.0% of professional participants
had a family history of AD or dementia, with one
either providing care for a person with dementia. All
professional participants work in research except for
one that is a clinical counselor and one working in
health advocacy and outreach.

Level of engagement

Level of engagement was collected by the post-
conference surveys, and from notes from small-group
discussions. Fourteen lay participants attended day
one, thirteen attended day two, thirteen attended day
three, fourteen attended day four, and eight attended
day five. Just under half of the participants attended
virtual conference sessions after the end of the live
event. One organization offered five small group dis-
cussions, and three organizations offered two small
group discussions during the conference, with 29 par-
ticipants attending at least one of the small-group
discussions.

Lay participants spent an average of 11.7 hours on
the virtual conference platform. Seven participants
spent between 1-5 hours, three between 6—10 hours,
five between 11-15 hours, and four spent between
20-40 hours. Participants with research experience
spent a longer time on average (13.9 hours) com-

pared to research naive participants (9.1 hours). The
participants appreciated full access to the confer-
ence program, being able to select topics of interest,
without the burden of traveling or taking time off
work, which was only possible with a hybrid or vir-
tual conference. Many participants highlighted a key
advantage of virtual conference—being able to pause,
rewind, or watch a session for a second time. Despite
the convenience of a virtual conference, eight lay
participants stated they wished they had more time
to attend the conference or small groups, but were
unable to do so due to caregiving or work responsibili-
ties. A few lay participants saw conference attendance
as an important benefit to being a research participant
and providing information they need to advocate par-
ticipation to others: “As a clinical trial participant,
I don’t expect to understand everything, but as an
advocate who supports people often dealing with mis-
conceptions about both cognitive impairments and
the role of researchers, this is invaluable as a means
to supporting them and recommending trust in ‘main-
stream’ science.”

After the conference, 78% of lay participants
said they would attend the conference again, with
a higher rate of research naive participants (70%)
either disagreeing or neutral. When asked to explain,
participants described dissatisfaction with the virtual
platform, including searchability and other technical
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Fig. 1. Lay Participants topics of interest prior to virtual conference.

issues, with a few expressing dissatisfaction with the
content and style of presentations.

The majority of lay participants (66%) rated the
quality of interaction with researchers as excellent
or good. Comments from those rating quality of
interaction as low included limitations of a virtual
platform to support interactions, as well as not feeling
comfortable speaking up in the scientific venue, and
recommending researchers be invited to join small
group discussions instead.

Topics of interest

Prior to the conference, lay participants expressed
interest in sessions across a broad set of topics (see
Fig. 1): 78.6% indicated an interest in prevention
of dementia, 66.7% in clinical trials, 59% in care-
giving, 54.8% in brain imaging, 52.4% in genetic
risks, 50% in blood-based biomarkers, and 50% in
underrepresented populations. Other topics of inter-
est included Lewy body dementia, frontotemporal
dementia, vascular dementia, medications being stud-
ied, markers of presymptomatic disease, and legal
protections for the elderly. Sessions recommended
by participants after attending the conference are
listed in Table 2. Because participants were able
to search the program for topics of interest, many
of the sessions they attended were related to topics

they expressed interest in prior to the conference.
However, participants also recommended sessions for
each other at the small group discussions where they
found the content interesting and especially when
the presenter was able to ‘tell the story’. Conference
sessions that were recommended in small group dis-
cussions ranged from a study on dance therapy, to
presentations of new amyloid-removing drugs, and
the development of innovative cognitive tests that
don’t require individuals to be literate to diagnose
dementia.

Impact of attending a virtual scientific conference

Attending this virtual scientific conference opened
neurological research to communities and energized
participants to share this information with others.
One lay participant who cares for her mother with
dementia and works as a health advocate with
African American communities shared, “I didn’t
know this side of Alzheimer’s and dementia world
existed...Black and Brown communities that I engage
with don’t know much about this either. This got me
really excited to bring this into the masses! They
could benefit from this information.” (Caregiver from
Houston Texas, age 44).

Two clinical trial participants expressed that inclu-
sion in the conference and small group discussions
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Table 2

Dementia conference sessions recommended by lay participants

Aligning Towards Action in Social Determinants Research on Brain Health
Association between Birth in the Stroke Belt and Late-life Cognition with Assessment of Socioeconomic and Cardiovascular Risk

Factors (START study)
Blood-based Biomarkers
Clinical Care Pathway for Alzheimer’s Disease

Clinical Trials (results and designs for new studies). Specifically, Aducanumab and Donanemab, BACE Inhibitors.

Cognitive Reserve (impact on lifespan, role in prevention)
COVID-19 and Dementia

Dancing to Slow Cognitive Decline

Decentralized Trials and Virtual Assessments

Dementia Care Research: Person-Centered Care and Characteristics Of Care

Dementia Care Practice (Supporting Communities)
Dementia Nomenclature Initiative (DeNoMi)
Diagnostic Criteria

Disclosure of AD Biomarker and Neuroimaging Results in Symptomatic Populations
Disparities in Dementia Care (globally, racial and ethnic excluded groups)
Drivers and Barriers to participation of Black and Hispanic groups in clinical trials

Early Diagnosis
Epidemiology: Cardiovascular Risk

Evaluation of Dementia in Low Educated and Indigenous Populations

First Manifestations of AD Before MCI

Frontotemporal Dementia (all sessions)

Global Perspectives (risk factors, access to care)

Impact of COVID-19 Pandemic on Reserve and Resilience
Ketones and Improved Cognition in MCI

Links to ApoE and White Matter Energetics

Longitudinal Cascades of Alzheimer’s Biomarkers in Cognitively Normal Adults
Metabolic Syndrome in Relation to Cognitive Function and White Matter Integrity in Midlife

Neuroimaging: Imaging Linking with Genetics and Racial Differences

Nutrition For Dementia Prevention
Patient Engagement and Practice Considerations
Population Diversity in Clinical Trials

Prevention of Dementia (precision nutrition, physical activity, cognitive reserve, healthy lifestyle)
Psychosocial Factors & Environmental Design: environments, communities, & technology

Sex and Gender Differences
Tau Therapies and Tau in Blood, CSF as markers of disease
Therapeutic Approaches Targeting Innate Immunity in AD

increased their satisfaction in research participation:
“It was an honor to have researchers show interest in
the opinions of trial participants. I came away feel-
ing that my participation in a trial and my feedback
were genuinely appreciated and valued.” (Clinical
Trial Participant from Illinois — age 75) “As a partic-
ipant in a trial, I appreciated the opportunity to hear
the science behind trials and to hear the future for
finding solutions to cognitive impairments ... Being
acog in awheel is one component, but understanding
how the cog works and where it is going is enlighten-
ment.” (Clinical Trial Participant from New England
—age 69)

About half of the participants asked for more
opportunities to interact directly with researchers,
due to not feeling comfortable asking questions in
the larger conference setting. “I did not partici-
pate in any interactions or group discussions with
the researchers because I didn’t feel I was in the

same academic language level.” (Caregiver from
South Texas — age 65) “It would be nice to have
more researchers in the small-group discussions to
facilitate further connection with the research partic-
ipants.” (Former research participant from Southern
California — age 60).

One participant with early-stage AD recom-
mended small groups be less than ten people, to
ensure balance, or to hold dedicated small groups
for individuals living with dementia. “I think I might
have been the only person on the call living with
dementia ... It wasn’t a safe place (for me) to ask
my questions. I left because the discussion made me
feel worse about myself and my diagnosis.” (Research
Participant from Upstate New York - age 60).

Having access to all sessions promoted lay par-
ticipants to explore topics they are interested in and
offered an opportunity to hear about progress in
research less widely discussed outside of scientific
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arenas: “I learned new things every day of the confer-
ence. I am also encouraged by research on the social
and lifestyle factors that influence AD outcomes. |
feel that it is important to have interventions that are
available to everyone and not just the privileged few.”
(Clinical Trial Participant from New England — age
69) “Iwas unaware of all the studies and research that
are being conducted around the world. Participat-
ing in this year’s conference was a great experience.
I hope this becomes open to Caregivers to attend.”
(Caregiver from South Texas — age 65).

Some lay participants expressed concern with the
conference’s focus on AD: “It would be good to
have assessment tools that are not so Alzheimer’s
heavy so that FTD and Lewy body disease would
not be screened out.” (Dementia advocate — age 24)
“All in all, I was very impressed by the progress in
the field of Alzheimer’s disease, and disappointed in
the paucity of information on less common related
dementias, such as Progressive Supranuclear Palsy,
Corticobasal Degeneration, and Lewy body demen-
tias.” (Research participant and Lewy body Dementia
advocate from Minnesota - aged 63).

Prompted by the conference sessions, participants
used the small group discussion to relate where
their lived experience either countered or echoed the
results of research. These experiences included chal-
lenges in obtaining a dementia diagnose, providing
care, and experiences in learning risk information as
part of a research study.

Impact on professional participants

Each of the six professional participants who
responded to the post-conference survey shared that
the small group discussions allowed them to learn
about lay participant’s lived experiences. Having a
better understanding of what information lay par-
ticipants are seeking can help researchers develop
better outreach programs that meet these interests:
“I learned that participants are eager to know more
about current science and research advancements in
the areas of dementia and are eager to know spe-
cific research that applies to their own lives (i.e.,
caregiving, prevention, treatment).”

One researcher who works in drug studies was
interested to learn that lay participants are also
interested in other research: “Interest seemed to grav-
itate towards practical, lifestyle changes that could
assist in preventing onset or worsening of cognitive
decline.”

Another research assistant shared how she was
impacted by participants sharing their lived expe-
rience: “What was most memorable for me was
listening to stories about disclosure. When peo-
ple were told about their amyloid burden or
results/data about their brain health by their
researchers/physicians, I did not realize how much
of an emotional toll there would be for the partic-
ipant because there is generally little conversation
about this topic outside of this small community.”

One research professional, after hearing caregivers
share their daily challenges, was able to better under-
stand barriers people are dealing with that might
prevent them taking part in research: “There is nei-
ther a cure nor enough financial help for patients who
do not have the resources to even get through daily
life, let alone sign up for clinical trials. Providing
some sort of immediate support for these people may
increase diversity of participation.”

DISCUSSION

We were able to identify and include in this vir-
tual scientific conference a group of lay participants
with some racial and ethnic diversity, as well as indi-
viduals from sexual and gender minoritized groups. A
majority of the lay participants were naive to research.
The lay participants that took part represented the
broad experience of disease, including care partners,
those with elevated risk for disease, with two indi-
viduals living with a diagnosis of MCI or dementia
taking part. However, men and individuals with sec-
ondary education were not adequately represented
in our study. We do not have demographics or met-
rics of those invited to join versus those that agreed
to join, this imbalance may be due to the makeup
of the organizations used in recruitment. This limits
our ability to translate results to all general audi-
ences that may be interested in participating in virtual
conferences.

One key metric demonstrating the levels of inter-
est was the high rates (50% or greater) of participants
who expressed interest in every topical area offered at
the conference. We were unable to collect metrics on
conference session attendance, so our learnings are
limited to what was reported by participants. Based
on these reports, roughly a third of participants logged
on during each day of the five-day conference and
attended a staggering variety of sessions. Eight par-
ticipants expressed a desire to spend more time at the
conference, which points to the high levels of inter-
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est, and flexibility offered with a virtual conference,
especially for those that are working or providing
care.

Despite some lay participants expressing initial
concerns about their ability to understand the con-
tent of the conference, participants expressed feeling
“encouraged” after attending the conference, empha-
sized the progress being made, the quantity of work
being done, and new learnings in social and pre-
vention of disease. A common recommendation was
for small group discussions to include a researcher,
to allow for questions to be asked in a safe space.
The small group discussions were successful in
enhancing the conference experience for both lay
and professional participants, providing a platform
to triangulate, clarify individual understandings and
gain deeper knowledge. Lay participants naive to
research expressed less satisfaction with the confer-
ence than those that had previously taken part in
research. However, those same research naive par-
ticipants gave positive feedback on the small groups
and hearing directly from research participants and
research professionals. Training research participants
as ‘ambassadors’ to aid in the dissemination of
new scientific learnings and build trust in under-
represented communities should be explored in future
studies.

Feedback from the professional participants high-
light how these exchanges can help researchers
understand the lived experiences of people with a
diagnosis and care partners. However, more work is
needed to understand whether greater understanding
will lead to improvement in outreach approaches or
study design.

One key limitation for virtual conferences is that
in order to attend, participants had to have free
time to attend the sessions, excluding those who are
working or providing care. Digital conferences also
require access to the internet, with high bandwidth
requirements for video participation; although the
percentage of older adults in the United States who
access the internet is increasing, internet access can
still be a substantial barrier [16]. Finally, while some
aspects of this design could translate to supporting
general audiences for an in-person conference, there
would be a distinct set of accessibility and inclusion
issues, like financial or physical barriers to travel,
and navigating the physical setting of a scientific
conference (meeting rooms, audio and visual accom-
modations). General audiences that work and provide
care will also have challenges in attending in person
conferences, which should be considered.

Conclusion

This program has demonstrated that virtual con-
ferences offer unique opportunities for inclusion of
general audiences, when supported by small group
discussions. General audiences expressed an eager-
ness to learn the latest science, and to hear directly
from the scientists doing the work, even when infor-
mation is not being communicated in a ‘lay friendly’
manner. Lay participants utilized the small group dis-
cussions to share recommended sessions with each
other, to discuss their learnings with each other,
and connect with other individuals also interested in
research. Learning was enhanced when researchers
were available to answer questions, allowing for
deeper understanding of new concepts or infor-
mation. In the small groups, participants naive to
research embraced the opportunity to hear from peo-
ple like them about what it’s like to take part in a
study. Research professionals also benefited from the
exchanges, learning more about lived experience of
people that take part in research as well as those living
with a diagnosis and providing care and support. Gen-
eral audiences, in particular research participants,
are advocating for greater participation in scientific
conferences. This program can serve as a model to
accomplish inclusion; thereby acknowledging their
invaluable contribution to science.
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