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Abstract

The coronavirus disease 19 (COVID-19) pandemic has created significant and

new challenges for the conduct of clinical research involving older adults with

Alzheimer's disease and related dementias (ADRD). It has also stimulated pos-

itive adaptations in methods for engaging older adults with ADRD in research,

particularly through the increased availability of virtual platforms. In this

paper, we describe how we adapted standard in-person participant recruitment

and qualitative data collection methods for virtual use in a study of decision-

making experiences in older adults with ADRD. We describe key considerations

for the use of technology and virtual platforms and discuss our experience with

using recommended strategies to recruit a diverse sample of older adults. We

highlight the need for research funding that supports the community-based

organizations on which improving equity in ADRD research participation often

depends.
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INTRODUCTION

Over the last 2 years, governmental and institutional
policies1–3 to mitigate the spread of COVID-19 have dra-
matically affected clinical research. A key change has

been the transition from in-person to remote recruitment
methods in accordance with physical distancing require-
ments. For research involving older adults with
Alzheimer's disease and related dementias (ADRD), this
change has introduced new challenges to reaching,
engaging, and recruiting participants. Moreover, for qual-
itative studies with older adults with ADRD, the transi-
tion to virtual technologies poses additional challenges in
light of participants' cognitive impairment and potential
difficulties with comprehension and expression.
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As the pandemic was hitting Washington State in
Spring 2020, we were beginning a five-year R01 study
funded by the National Institute on Aging to explore
decision-making regarding transitions to more supportive
care (e.g., moving to a residential facility, hiring care-
givers) among older adults with ADRD. The first phase of
the study called for in-person interviews with older adults
with ADRD, their caregivers, and staff in clinical, resi-
dential, and community settings, with the goal of includ-
ing participants across a range of cognitive abilities and
sociodemographic characteristics. The second phase of
the study aims to develop, design, and test a novel tool,
based on discrete choice experiments, to identify the pref-
erences of individuals with ADRD. This research seeks to
find ways to foster the inclusion of individuals with
ADRD in decision-making about their own future care as
their dementia progresses.

In this paper, we describe our experience navigating
established approaches to research with older adults with
ADRD within the context of the uncertain and unstable
research environment that resulted from COVID, and the
ways in which we adapted recruitment strategies, study
protocols, and data collection procedures. Our goal is to
reflect on lessons learned for engaging individuals with
dementia and their caregivers in future research using
virtual technologies and to share strategies that were
effective and those that were less so. These insights may
help inform the development of effective and robust
research approaches for this population.

Recruiting and enrolling older adults with
ADRD in the context of COVID-19

General strategies

Given the increasing prevalence of dementia in the
U.S. (estimated 18 million people by 2060)4 – there is a critical
need for research that incorporates the perspectives and expe-
riences of individuals with ADRD to improve person-centered
care. Although the 2011 National Alzheimer Project Act
fueled a dramatic increase in funding for research to address
gaps in dementia care, few affected individuals are included or
choose to participate in this research.5 This is particularly true
for racial and ethnic minorities.6–8 Diverse representation is
especially relevant for research on care decisions, as all
populations affected byADRD face similar primary challenges
(e.g., increasing functional impairment and caregiving needs)
but differ in the care they receive, reflecting the influences of
race, ethnicity, income, access, and other social factors in addi-
tion to personal preferences.9,10

Current recommendations to facilitate recruitment of
older adults with ADRD in clinical research emphasize

the need to leverage and improve existing ADRD registry
infrastructure and to further develop community partner-
ships.11,12 Additional strategies have been proposed to
improve the recruitment of study participants from racial
and ethnic minority groups and include: building trust
through long-term community partnerships; communicat-
ing information through trusted community partners;
developing study initiatives that focus on community
empowerment, needs, and priorities; minimizing barriers
to participation (e.g., free transportation); and tailoring
approaches to different groups and recognizing the hetero-
geneity within groups (e.g., Latinx, Asian American).13–17

Outreach and recruitment challenges

Informed by the recommended strategies described
above, our original recruitment plan involved recruiting
older adults with ADRD through clinical and non-clinical
settings such as outpatient clinics, senior centers, com-
munity organizations, nursing facilities, and memory
care settings; places where we had pre-existing relation-
ships within the healthcare system and the community.
Additionally, we had planned to recruit from venues that
were located in more diverse neighborhoods, utilize

Key Points

• COVID-19 related restrictions on in-person
interactions with vulnerable populations,
including older adults, create special chal-
lenges for reaching, engaging, and recruiting
older adults with ADRD for clinical research
studies.

• We describe how we successfully transitioned
to virtual technologies to recruit participants
during the pandemic and conduct qualitative
interviews with older adults with ADRD; these
strategies hold promise for future research with
this population.

Why does this matter?

Virtual approaches can be used effectively to reach,
engage, and recruit older adults with ADRD for
clinical research, but may require certain adapta-
tions to standard practices. Community engage-
ment and efforts to address disparities in access to
technology will be especially important to ensure
equitable participation in research.
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partnerships with community-based organizations, and
build new relationships with organizations and senior
centers that served local Black, Latinx, and Asian Ameri-
can communities, approaches that have been used suc-
cessfully by ourselves and others18 pre-COVID.

However, restrictions on in-person contact, particu-
larly with older adults who were at especially high risk
for illness and death from COVID-19,19,20 significantly
limited access to our planned recruitment sites. The
decline in outpatient clinical volumes, coupled with visi-
tor restrictions at clinics, decreased the number of older
adults and caregivers coming in for clinical visits and
therefore opportunities to recruit from clinical settings.
Senior centers and community organizations that serve
adults with ADRD were either closed or had greatly reduced
their services. Similarly, nursing facilities, assisted living
facilities, memory care settings, and retirement communities
restricted in-person access.

While these challenges affected the recruitment of our
study sample in general, additional challenges emerged
related to the recruitment of participants from racial and eth-
nic minority groups in the context of disproportionately high
rates of COVID-19 related morbidity and mortality within
these groups,21 community organization staff layoffs, and
economic hardship. Leaders of several community-based
organizations we had worked with previously described fac-
ing new financial and staffing challenges during the pan-
demic, while also experiencing increased requests to assist
with study recruitment as a byproduct of increased federal
funding for ADRD-related research. Those serving minority
communities also described being overwhelmed with
requests to address transmission of COVID-19 and, after vac-
cines were developed, access to vaccination. Additionally,
the closure of community centers, faith centers, and day pro-
grams resulted in decreased access tomany venues that serve
larger racial and ethnicminority populations.

Strategies for recruitment: Engaging
recruitment partners

To address these challenges to in-person recruitment, we
shifted focus from our proposed clinical and community
settings to pre-existing relationships (Figure 1). The Uni-
versity of Washington's Alzheimer's Disease Research
Center (ADRC) was critical to providing access to older
adults with ADRD and their caregivers who had already
shown interest in participating in research and could be
reached via phone or electronic means. Over half of older
adults (17/33) and their caregivers (16/28) who were
approached through the ADRC registry enrolled in the
study and this comprised 70% of our older adult and 48%
of our caregiver study sample.

We utilized relationships with the Alzheimer's Associ-
ation and other local organizations that had connections
with individuals with ADRD and their caregivers through
prior workshops and service provision. We also drew on
prior relationships with staff from retirement communi-
ties with graduated levels of care to identify potential par-
ticipants, disseminate information about the study, and
promote snowball recruitment.

Heavy reliance on the ADRC registry had limitations
in terms of racial, ethnic, and socioeconomic diversity.
Participants in the ADRC registry are primarily white
(84.5%), well-educated (98.5% with at least a high school
education), and required to be English-speaking. Of the
strategies to enhance recruitment of people from racial
and ethnic minority groups that have been described
previously,18 the three that were at least partially success-
ful for our study were: (1) accessing established relation-
ships with community partners, (2) diversifying the study
team, and (3) targeted outreach to personal networks
(Figure 1).

Our existing partnership with the Community Advi-
sory Board (CAB) at the University of Washington Health
Promotion Research Center (https://depts.washington.
edu/hprc/about/partners/community-advisory-board/), a
CDC prevention research center established in 1986, pro-
vided an opportunity for us to engage with community
leaders from African American, Latinx, Asian American,
and Indigenous communities. This strategy for commu-
nity engagement was key as we experienced challenges
building new relationships with organizations that were
overburdened and understaffed due to COVID-19. Sec-
ond, we sought to hire study staff from specific racial and
ethnic minority communities with the goals of working
together to develop sensitive and culturally-appropriate
recruitment strategies, building relationships with
different communities, facilitating trust through racial
concordance between study staff and participants, and
increasing the diversity of perspectives within our study
team. Hiring freezes due to COVID-19 added further
complexity to navigating an already limited pool of Afri-
can American, Latinx, Asian American, and Indigenous
research staff and researchers, but we were able to tem-
porarily hire a bilingual Latinx research assistant, who
had existing relationships with Latinx older adults in the
context of a separate research study, to bolster our efforts
with the recruitment of Latinx study participants. This
approach was less successful in recruiting Asian Ameri-
can participants despite representation on our study
team. A missed opportunity with this group was that we
did not have the resources or expertise to conduct inter-
views in the languages spoken by many of the Asian
populations served by our community partners. Our
experience highlights the importance of designing studies
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with the resources needed to support the necessary work
of adapting and translating study materials to include
older adults with limited-English proficiency. Lastly, we
leveraged personal networks to identify eligible partici-
pants with diverse sociodemographic backgrounds,
including contacts in other parts of the country. Being
able to use these networks to recruit participants outside
our geographic location was an unexpected benefit of the
transition to virtual interviews.

Screening, consent, and conduct of interviews

Several changes needed to be made to the study protocol
to address physical distancing restrictions that made in-
person interviews infeasible (Figure 1). We transitioned
to conducting video interviews over Zoom, or to phone
interviews in cases where using Zoom was not possible.
We originally planned to begin our interviews with older
adults with ADRD to ensure we heard their stories first.
However, given the challenges to recruiting older adults
described above, we chose to start with interviews with
providers and staff (e.g., physicians, resident services
coordinators) from clinic sites and residential facilities as
they were more accessible. We were able to subsequently

use some of these connections to identify eligible older
adult and caregiver participants. This approach enabled
our research team to become comfortable with phone
and video consent and interview procedures with partici-
pants who were familiar with technology and without
cognitive impairments.

We made several adaptations to facilitate the consent
process for participants with ADRD for the virtual inter-
views. Input obtained from our CAB, and in particular
from an older adult with ADRD and his family member
who both serve on the CAB, were critical to informing
these changes. We first developed an electronic flyer that
supplemented the consent form but provided a simpler
explanation of the study's purpose, activities, risks, and
benefits in a more visual form; this flyer was reviewed by
CAB members and revised accordingly. CAB members
also suggested that we send written consent materials
(via mail or email), which was viewed to be particularly
important for those with hearing impairments in the con-
text of video interaction, to participants prior to the inter-
view. Next, after screening participants for eligibility over
the phone or Zoom, we arranged a separate meeting over
Zoom to review the consent form. During this meeting,
research staff shared their screen, displaying the consent
form in REDCap. Oftentimes, the participant would print

FIGURE 1 Strategies and study modifications to address COVID-19 related challenges
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out the consent form and flyer beforehand to have addi-
tional visual support during this process. Throughout the
consent process, research staff implemented the “teach-
back” method22 (i.e., after each section of the consent
form) to ensure participant understanding; this was par-
ticularly helpful given the potential to miss certain non-
verbal or emotional cues over video. After reviewing the
consent form and addressing all participant questions,
the research staff obtained verbal consent in lieu of a sig-
nature. The research staff then selected the “I consent”
option in REDCap and typed the participant's name into
the appropriate field on the REDCap consent form.

Because many cognitive function screening instru-
ments are designed for in-person administration and have
not yet been adequately validated in remote administra-
tion, we also had to reevaluate our choice of measures to
assess cognitive deficit. We used a single question from the
Behavioral Risk Factor Surveillance System (BRFSS) Sub-
jective Cognitive Decline module23 to identify awareness
of cognitive changes and the proxy-reported Dementia
Severity Rating Scale (DSRS) as a staging tool that can be
administered via the phone or web.24

Lastly, based on input from our CAB, we made modi-
fications to the protocol for video interviews. For exam-
ple, we typed our questions in a large font on slides that
we shared with the participant via Zoom (Figure 2),
enabling them to reread the question and reorient them-
selves if needed as they were talking.

Technological challenges and
opportunities

Access to technology and technologic
requirements for research using virtual
mediums

We also needed to consider some of the technological chal-
lenges that exist for older adults to participate in research
using virtual mediums. For example, many older adults
lack videoconferencing capable devices or experience using
them,25,26 and people from racial and ethnic minority
groups and those with lower socioeconomic status have

lower rates of internet access (i.e., the “digital divide”) .27

Even for those with internet access, manymay not have the
broadband speeds at home to utilize videoconferencing
applications without buffering28 and others may have
unreliable internet connections. Lastly, not all devices have
webcams, limiting the ability of the interviewer to see the
participant.

We experienced some of these challenges in con-
ducting video (Zoom) interviews. Participants who relied
on public computers in their residential building had dif-
ficulty accessing these devices and the internet because
COVID-19 restrictions had closed shared spaces. Addi-
tionally, for participants who resided in independent
retirement communities, staff who would normally step
in to help with access and use of technology were often
unable to assist due to staffing shortages and physical dis-
tancing requirements. Residents that had previously
relied on communal computers prior to the pandemic
were unable to access these shared spaces with com-
puters and internet access. Finally, there were a variety
of minor connectivity issues, for example, one participant
temporarily lost the Zoom connection during the inter-
view before realizing that the power cord was discon-
nected and reconnecting it. Issues of connectivity and
clarity of the video and audio were not reserved to partic-
ipants and occurred on occasion with the study staff who
were also dependent on their home internet. High ping
or lag times and network instability resulted in delays
and instances when the connection was suddenly
dropped. To address these challenges, we learned to dis-
cuss alternate plans ahead of time, including switching to
phone interviews and utilizing Wi-Fi hot spots to ensure
reliable internet connection.

Familiarity and comfort with technology

Because of the technical knowledge necessary to navigate
a videoconferencing platform in the home setting, we
often had to rely on caregivers to assist participants with
cognitive impairment. We thus had to weigh the tradeoffs
between the importance of privacy for free sharing of par-
ticipant experiences and the possible need for caregiver

FIGURE 2 Screenshot of interview

with question displayed
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assistance to resolve technology issues. For example, in
one interview, the caregiver stepped out of the room at
the start of the interview, but when a pop-up message
appeared indicating the meeting was being recorded,
the participant could not figure out how to close the
message. Since the pop-up remained on the screen dur-
ing the entire meeting, the presentation slides with the
interview questions could not be shared. Alternatively,
when caregivers remained in the room for the inter-
view, several participants turned to their caregivers to
answer interview questions or caregivers interjected
their own comments, altering participant responses. To
mitigate this issue, study staff reminded participants at
the beginning of the interview that the goal was to hear
the older adult's perspective and experiences. Still,
because caregiver interjections did occur, we employed
several methodologic approaches to deal with these
statements. Individual speakers were specified in inter-
view transcripts (i.e., older adult, caregiver) so those
caregiver interjections were marked as “caregiver” and
they were also coded as “caregiver interjection.”
Within the analysis of the interviews, then, we were
able to decipher which themes were expressed by the
older adult versus the caregiver, even if it was from an
older adult transcript.

Privacy and security considerations

There were several privacy and security issues that we
considered in the context of conducting remote inter-
views through Zoom. When we began our interviews in
September 2020, Zoom had weak security protocols in
place and did not offer end-to-end encryption for all
accounts. To decrease the risk of unauthorized access to
the interview session (i.e., “Zoom-bombing”), we had
research staff enable the “waiting room” feature on
Zoom to control who was admitted to the session. In
addition to considering the risk for these types of breaks
in security protocol, particularly when interacting with
participants who may share confidential information
during the interview, we also needed to consider how to
securely record interviews and store the recordings. A
key consideration was that because platforms such as
Zoom may retain recordings of the interview on their
cloud-based servers according to their terms of service,
and data can be stored on servers around the world,
these data could be subject to requests by government
authorities.29 We chose to save our interview recordings
to our University's secured server instead of using
cloud-based storage. This approach, though, required
that study staff, who were working remotely, be able to
access the secured server at the time of the interview.

Key opportunities and considerations for
future research

Our experiences navigating the challenges of COVID-19
highlight several important areas in which the rapid
increase in the use of technology and videoconferencing
can facilitate future research with older adults with
ADRD. Being able to conduct interviews virtually allows
researchers to recruit from larger geographic regions in a
more efficient and economical way, adding opportunities
for diversified inclusion of harder-to-reach populations
with low access to study sites, assuming a successful push
to widen internet access. Virtual platforms can also
remove some logistical barriers to recruitment and simplify
scheduling and conducting interviews, as accommodation
for transit time and access to and cost of transportation and
parking is no longer needed for the older adult, caregiver,
and interviewer. These efficiencies can facilitate the feasibil-
ity of conducting a larger number of interviews without sig-
nificant increases in cost.

Additionally, the use of virtual mediums eliminates
the need to travel to a clinical site and allows participa-
tion from home,30 the environment in which older adults
with ADRD are often most comfortable and familiar,
without requiring study staff to physically come into the
home which may be uncomfortable for some. This elimi-
nates potential impediments to participation that arise
from ADRD-related difficulty adjusting to unfamiliar sur-
roundings. In our study, several participants volunteered
that doing the interview over Zoom made it much easier
to participate and at least one stated that he would not
have been able to participate otherwise. Furthermore,
caregivers are able to help the older adults with ADRD
during the interview if needed, from the comfort of
home, though issues related to privacy and influence
need to be considered. The use of video technology also
overcomes some of the challenges to building rapport
and exchanging non-verbal communication that occurs
with telephone interviews. Finally, the use of videocon-
ferencing platforms has made it easier than ever to video-
record interviews. Compared to audio recordings, the use
of video recordings can provide the opportunity to ana-
lyze non-verbal behaviors in addition to verbal interview
responses.

CONCLUSION

Our experience applying and adapting previously
established research approaches to a qualitative study of
older adults with ADRD yielded multiple insights. We
found that virtual technologies could successfully be used
in light of physical distancing restrictions to conduct
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qualitative research with older adults with ADRD but
required careful planning and multiple modifications to
the study protocol. We used several strategies to address
the complexity of navigating videoconferencing technol-
ogy with this population including providing reminders
throughout the interview for how to navigate the technol-
ogy, using screen share to show questions, and partnering
with caregivers to assist if needed. Although we did
experience some challenges, we found that the major-
ity of interviews went smoothly and those older adults
with early to moderate ADRD were able to participate
successfully.

While the use of videoconferencing platforms poten-
tially enables researchers to reach more diverse populations
around the country in an efficient and economical way
compared to the traditional approach of multi-site stud-
ies, additional ways to overcome disparities in access to
technology will need to be addressed to improve equity
in research participation. Short-term solutions could
include budgeting for devices and data plans as part of
research expenses, as well as ensuring that study staff
has knowledge of local programs and services for low-
cost broadband and can assist participants with access
to these programs.

Our experience also illustrates ways in which the pan-
demic has created additional challenges to recruiting
diverse populations for research involving older adults
with ADRD, and highlights the critical role of having
strong pre-existing relationships with community part-
ners. Given the rapid growth of ADRD-related research,
explicit support by research funders is needed to develop
and sustain partnerships with community-based organi-
zations that serve diverse populations. Institutional
investment is needed for strong academic-community
partnerships and building and maintaining under-
utilized resources such as Community Advisory Boards
with funds to compensate people for their time. Finally,
opportunities remain for centers such as the ADRCs,
which are an especially important resource for advancing
ADRD research, to employ more robust strategies to
increase recruitment of participants from groups that are
underrepresented in research. While COVID-19 will
hopefully be in our rear-view mirror in the near future,
we believe the lessons learned during this time will have
important implications for approaches to advance
research with older adults with ADRD and their families.
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