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Résumé

La COVID-19 a affecté les personnes âgées de façon disproportionnée et a mis en lumière de
nombreux problèmes, notamment les défaillances extrêmes des centres de soins de longue durée
canadiens et les lacunes dans les services de soins à domicile et en milieu communautaire pour
les personnes âgées. Au cours des dernières années, des efforts ont été faits pour améliorer
l’engagement des patients et des familles dans la recherche sur le système de santé, et avec le
début de la pandémie, l’engagement des personnes âgées dans la recherche et la planification des
politiques est plus important que jamais. Dans cet article, nous décrivons l’approche SHARP de
l’engagement avec les adultes âgés comme un exemple illustrant comment les partenariats qui
engagent les adultes âgés dans le développement des objectifs et des processus de recherche
peuvent aider à ce que la recherche future réponde aux besoins des personnes âgées. Les
membres du SHARP ont mis en évidence un certain nombre de domaines pour les recherches
futures sur la COVID-19, tels que l’amélioration des soins de longue durée, l’amélioration de
l’accès aux soins à domicile et aux soins communautaires, et l’emphase mise sur le vieillissement
et l’isolement social.

Abstract

COVID-19 has disproportionally impacted older adults, and has highlighted many issues,
including extreme deficiencies in Canadian long-term care homes and gaps in home and
community care services for older adults. In recent years, there has been a push towards better
patient and family engagement in health system research, and with the onset of the pandemic,
engaging older adults in research and policy planning is more important than ever. In this
article, we describe the Seniors Helping as Research Partners (SHARP) approach to engagement
with older adults as an example of how partnerships that engage older adults in the development
of research aims and processes can help to ensure that future research meets the needs of older
adults. SHARP members highlighted a number of areas for future COVID-19 research such as
improvements to long-term care, enhancing access to home and community care, and a focus on
aging and social isolation.

Introduction

On March 11, 2020, the World Health Organization declared SARS-CoV-2 a global pandemic.
To date (March 22, 2021), over 123,000,000 people have been infected worldwide, with 2,700,000
cases resulting in death (Johns Hopkins University, 2021). In Canada, over 22,000 people have
died as a result of COVID-19, and 88% of these individuals were 70 years of age or older
(Government of Canada, 2021). The risk of severe illness with COVID-19, hospitalizations, and
death increases with age (Centers for Disease Control and Prevention, 2021).

The pandemic has highlighted extreme deficiencies in Canadian long-term care homes and
gaps in home and community care services for older adults (Ireland & Kalata, 2021). Health
system resources urgently shifted to emergency response, and many health services, including
surgeries, routine health testing, and home and community care programming were cancelled or
postponed (Ministry of Health, 2020). Not only has the pandemic impacted health care services,
but due to “stay-at-home" orders issued across Canada,many older adults are feeling isolated and
alone (Frangou, 2020). It is evident that COVID-19 has disproportionally impacted older adults,
and research and policy priorities need to shift to reflect their concerns. Engaging older adults in
research and policy planning is more important than ever to ensure that post-pandemic health
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care is designed with those that are high users of the system.
COVID-19 has created a unique opportunity to redesign health
care for older adults to optimize experiences.

Patient and Family Engagement in Research

In recent years, there has been increased emphasis on “user”
(patient and family caregiver) involvement in aging research
(Canadian Institutes of Health Research, n.d.b). There is increasing
involvement of community members, patients, and family care-
givers in all stages of research development; patients have evolved
in their roles from being participants in research to an engaged role
as research partners (Phoenix et al., 2018). Engaging patients in
health research has a number of benefits, including increased
relevance of research outcomes, meaningful relationships, and
patient empowerment (McNeil et al., 2016; Phoenix et al., 2018).

Patient and family engagement in research is key to trans-
forming health systems for older adults; however, meaningful
engagement is hard to establish (Stolee, MacNeil, Elliott, Tong,
& Kernoghan, 2020). Best methods for meaningful engagement
remain a gap in understanding, including best methods for com-
pensation and training, maintaining and reflecting diverse per-
spectives, and reducing tokenism (Stolee et al., 2020). McNeil et al.
(2016) provide some insight, highlighting the importance of build-
ing a relationship and setting up clear expectations when engaging
older adults in health care research. Black et al. (2018) found that
meaningful engagement involves a research environment in which
the team is welcoming and all partners’ voices are valued, expec-
tations of the role and follow-up on research directives are pro-
vided, support in the patients’ roles and external expenses are
accounted for, and values of co-learning/health system improve-
ment are fostered.

Development of Seniors Helping as Research Partners
(SHARP)

Our research team, the Geriatric Health Systems (GHS) Research
Group, is committed to understanding and solving health system
challenges that affect the quality of care and quality of life of older
adults. To ensure that our work is relevant and important, we
regularly consult with older adults, their caregivers, and health care
providers to develop research questions, establish methods, and
interpret and disseminate findings.

In 2013, we worked with interested, local older adults to form
the SHARP group in southwestern Ontario. To date, there are
over 70 registered SHARP members and recruitment is ongoing,
with a current focus on including more diverse voices from older
adults and caregivers in the community. SHARP aims to recruit
older adults (65 years of age and older) and family caregivers who
provide support to older adults.

Through SHARP, older adults and family caregivers in the
community meet regularly (six to eight times per year, typically
for ~90 minutes), with peers and researchers to lend their voices
through telephone, online, and face-to-face discussions (Elliott,
Mairs, & McNeil, 2013). SHARP members share their experiences
in health and aging and participate in a variety of research-related
activities as research partners. The research team and SHARP
members have built a strong partnership, and members want to
engage in discussions to provide their input and experiences in the
hope that it contributes to the program of research. Members also
participate in other research activities such as supporting the

development of interview guides and surveys, reviewing and
interpreting research results, co-designing knowledge translation
resources, and discussing future research topics. Some members
have co-presented at academic conferences, advised on grants and
student projects, co-authored manuscripts (e.g., Elliott et al., 2016;
Elliott, Stolee, Heckman, & Boscart, 2018; McNeil et al., 2016),
and guest-lectured at university courses. GHS also routinely shares
information, cultivates new connections, and invites SHARP to
participate in other education and networking opportunities; for
example, guest lectures through the University of Waterloo Net-
work for Aging Research. As a result of this strong partnership, we
have developed a successful model for the ongoing engagement of
older adults and caregivers in our research. In addition to regular
engagement opportunities, SHARP members consistently respond
when there are specific research proposals or projects to discuss,
and when time-sensitive issues or opportunities arise. For example,
on March 25, 2020, two weeks after the pandemic was announced,
we met with SHARP to discuss their experiences during the initial
COVID-19 lockdown.

In this article, we describe how we engaged members of the
SHARP group to understand their health care experiences during
the pandemic and to co-develop research aims related to COVID-
19 and aging.

Methods

A qualitative approach was used to connect with and learn from
older adults who are members of our SHARP group. For this study,
we used the qualitative descriptive approach described by Sande-
lowski (2000), as our aim was to obtain straightforward answers to
questions of concern to older adults, in the everyday language of the
participants, with minimal interpretation or theory development.

Ethics clearance for members’ participation in the SHARP
group was obtained through the University of Waterloo Office of
Research Ethics (ORE #30278). In 2013, when SHARP was estab-
lished, members of our research team met with the university’s
research ethics office to develop a letter of information and consent
form that aligned with goals of SHARP so that we could be partners
in research. Upon joining SHARP, members review the letter that
describes an ongoing partnership approach, different opportunities
to get involved, potential risks and benefits involved in participation,
and how personal information and developed research products are
stored. Members consent to participate in the SHARP group as
ongoing members and provide consent to be audio-recorded during
meetings, discussions, and focus-group-style interviews. This pro-
cess allows members of the SHARP group to work with the research
team as research partners (e.g., grant proposal development), but
also to participate in research activities, such as interviews, as
participants.

Participant Recruitment

In the second week of March 2020 (Focus Group 1), GHS
researchers sent e-mail invitations to all SHARP members on the
e-mail distribution list (n = 47) with proposed topics of discussion
and three meeting date options. Interested members signed up for
an online virtual meeting (telephone access was also available)
on one of the proposed dates based on their availability. A second
invitation was sent to all SHARP members in early February 2021
(Focus Group 2) and interested members were asked to sign up
for one of two online meeting dates. Research staff created and
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distributed detailed instructions to support SHARP members in
accessing the online platform for both meetings.

Data Collection

Data were collected through in-depth focus group interviews. For
this specific project, we used a focus group approach which we felt
was warranted because we wanted to gain older adults’ insights on
the pandemic in a timely and efficient way. A semi-structured
interview guide was developed to guide the discussion.

We conducted a total of five focus groups over the two time
periods: Focus Group 1a (n = 5), Focus Group 1b (n = 4), Focus
Group 1c (n = 4), Focus Group 2a (n = 4), and Focus Group 2b
(n = 7). Because six SHARP members attended a focus group in
both rounds, there was a total of 18 individual SHARP members
who participated. These sessions explored COVID-19 and how
health care had changed for older adults since the start of the
pandemic, what mattered the most to them, and important chal-
lenges for consideration in future research initiatives. The first
interview focused on the immediate impact of COVID-19 on daily
life, accessing health care services, and considerations for future
research. At the time of this interview, the Ontario government
had declared a provincial emergency across the province and had
closed many facilities including schools, recreation centres, and
non-essential businesses, and had restricted all visitors from enter-
ing long-term care homes. The second interview explored how
people were continuing to manage in daily life and aimed to
identify research priorities both through questions that explicitly
asked about research priorities, and through members’ consider-
ation of their own experiences through the pandemic. At the time
of the second interview, Ontario was in the second province-wide
lockdown, which included a stay-at-home order for all residents
and the closure of all non-essential businesses and schools, with
access to long-term care homes restricted to those who met strin-
gent COVID-19 testing requirements. All sessions were audio-
recorded and transcribed verbatim. Identifying information was
removed and pseudonyms were used for each SHARP member in
the final transcript. Focus group interviews lasted between 45 and
60minutes. Data were collected byMaster’s and PhD-trained team
members who had developed strong relationships with members
of SHARP.

Data Analysis

Qualitative data were analyzed using line-by-line emergent cod-
ing techniques (Braun & Clarke, 2006; Saldana, 2016). Data were
uploaded to NVivo 12 and reviewed independently by two
researchers. Each researcher reviewed the transcripts in detail,
applying codes to ideas throughout. After the list of initial codes
was created, similar codes were grouped together to create themes.
The researchers then met to review the individual coding and
create a final common list of themes, each with a description and
supporting data.

Trustworthiness in Qualitative Research

Several techniques were used to promote trustworthiness of data
collected. Credibility was established through triangulation. Data
were collected and analyzed by at least two researchers and data were
collected from individuals with different perspectives (e.g., older
adults living in urban and rural locations, those living indepen-
dently vs. living in assisted living, those seeking care themselves

from the health care system vs. those providing caregiver support
to an older adult). Transferability was established through field
notes describing the COVID-19 environmental context and
observations of the SHARP members during the focus group
discussions. Lastly, the researchers reflected on their own expe-
riences and assumptions throughout the interview and data anal-
ysis process.

Results

A total of 18 older adults participated in two rounds of focus group
interviews (March 2020 and February 2021). Twelve of these older
adults identified as female, and six identified asmale. These SHARP
members are all community-dwelling older adults, living in their
own homes or in a retirement village (independent living apart-
ments), and representing both urban and rural perspectives. In
the wake of COVID-19, SHARP members reflected on their own
personal experiences through COVID-19 and provided several
suggestions of where they would like to see both health system
researchers and policy makers focus future efforts. These sugges-
tions have been grouped into research themes and presented in the
following sections.

Cancelled Health Care Appointments

Although some participants did have in-person appointments,
much of the discussion focused on the appointments that were
not happening, or those that were happening virtually. Many
participants reported that they had had health care appointments
canceled because of the pandemic. The most commonly reported
type of appointments in the first focus group were routine health
appointments with dentists, optometrists, and audiologists.

The optometrist had rescheduled twice, and then the message came that
only emergencies- Oh, the dentist, same thing, postponed twice and
then canceled. Osteopath had completely shut down. And the hearing
aid was quite new and so I haven’t had the second adjustment. And I’m
just letting that go until all this is over because it hasn’t handicapped me,
especially home alone in the house. -Kathy [Focus Group 1]

Others reported cancellations of tests, including prostate-related
tests, mammograms, and blood work. Some expressed uncertainty
about upcoming procedures that had been booked; they were
concerned about their own missed appointments, and about those
of their friends and loved ones. There was also uncertainty about
the status or importance of upcoming appointments. One partic-
ipant explained:

My concern is my husband has quite a few medical things and he has a
medical procedure at the hospital, which is supposed to be the beginning
of May, and there has to be blood tests before that. So, our concern is,
okay, how urgent is this? -Nancy [Focus Group 1]

Participants were looking to the future for both themselves and
others, expressing fear and uncertainty about how missed or post-
poned appointments might affect them in the long term.

I would like to go and see some people that are qualified medical
people and have some checks-ups and have some conversations and,
once again, knowing that some of these things have to be postponed
and how is that going to affect me in the future? -Stuart [Focus
Group 1]
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Another participant empathized with the fear that some older
adults were feeling as a result of the possible postponement of
surgeries for cancer.

I hear people who literally were going to have surgery, you know, for
breast cancer and they’re being delayed to get their surgeries, and I think
that must be a very frightening thing to be planning to have a surgery
and knowing you have this and then being told ‘oh we can’t deal with
you.’ So, I think some of those people I fear- I worry for, cause they know
they have a problem, and they can’t start dealing with it. -Susan [Focus
Group 1]

During the follow up interviews in February 2021, the concern for
cancelled appointments was amplified. Many expressed their fear
for those who were unable to access care throughout the past year,
“But don’t forget also, the statistics we don’t see, the number of
people who are going to be lost because of undiagnosed conditions,
cancers- like there’s people who-who are not going to the doctor,
they’re not getting diagnosed” -Mitchell [Focus Group 2].

Shifting to Virtual Care

Many participants had positive experiences with their telephone
appointments and appreciated that it exposed them to less risk than
sitting in a waiting room.

We’ve been contacting our doctors- my husband has some specialists he
has to deal with. They’ve been doing it on the telephone, setting up a
time beforehand, saying when they will call […] So, it has worked out
reasonably well with the telephone. -Nancy [Focus Group 2]

Participants also acknowledged the convenience of not having to
travel to the clinic for appointments that can take place over the
phone. They suggested that these alternatives could be useful
beyond COVID-19, both for the convenience of patients, and as
a cost savings to the health care system

To be able to get to health care easier because it’s not easy for me to get
appointments and then also get my mom to the appointments […] it’s
actually improved things for a lot of people to allow telephone calls and
things like that from home rather than always maybe going to the
doctor’s office […] it might even save some money long term and still
have the improvements. -Gail [Focus Group 1]

Inclement weather and mobility concerns were also cited as ben-
efits of virtual care.

And for a lot of people that was a big help, instead of getting in a car,
finding a ride, and driving, and parking, and being out in the ice and
snow. So, I would think that even though when this is over, there’ll be a
lot more of that type of thing will continue to take place. So, the options
will be there. -Susan [Focus Group 2]

These responses reflect an overall positive response to virtual care
among these participants, andmembers suggested that they wish to
see these changes sustained after the pandemic as part of usual care
practices.

Finding Ways to Combat Social Isolation

Themost prominent theme for future research was related to social
isolation. Finding ways to combat the effects of social isolation was
mentioned as the top priority for research and policy going

forward. Participants stressed the urgency of developing ways to
mitigate the negative effects of social isolation,

“People that are in their homes, especially seniors, a lot of them are on
their own, they might not have anyone to talk to […] they need
somebody to talk to and that’s the big thing” -Debbie [Focus Group 1].

Participants gave suggestions of how different groups can be
mobilized to help maintain connection in older people’s lives.

I think a better job has to be done in terms of seniors that are isolated and
keeping them connected. I know in some communities, it’s been a
wonderful program through the public libraries where the staff have
been actually phoning – weekly phone calls to their senior customers
[…] that kind of thing is just an excellent what- use of public funds and
an excellent idea. -Peggy [Focus Group 2]

One participant shared her thoughts about the role of the younger
generation in combating social isolation both now and in the future,
noting that technology can facilitate these important interactions.

And I think, well, social isolation, like seniors, their emotional wellbeing
and psychological wellbeing is really affected by that […]as younger
people maybe really should think more of […] or more communication
with older seniors, any older seniors that they knowof, like grandparents
and those people, to stay in touch, stay connected.And socialmedia in this
pandemic, it’s been a good way of doing that. -Nancy [Focus Group 2]

COVID-19 has both heightened the awareness of isolation issues,
and increased the number of older adults who are socially isolated
and could benefit from support. Innovative solutions to combat
social isolation could include, partnerships with volunteers,
increase in funding for community support services, and connect-
ing individuals through virtual technology.

Improving Mental Health Services for Older Adults

Participants expressed that the pandemic has brought the mental
health of older adults to the forefront. Across all focus group
interviews, participants stressed the importance of access to mental
health supports and resources and suggested that new mental
health services should be made accessible for all older adults.

So, I believe in future, doctor or healthcare teams should employ […]
someone who has been taught school in, shall we say, the lay practice of
dealing with emotional and psychological issues […] this directly relates
to loss in people’s lives, change in people’s lifestyles and so on […] The
only other alternative is the medication alternative, which I don’t think
is a good one. So, I think that there’s an area here that really, in my
opinion, is significant and needs to be discussed and filled in with new
services that aren’t available in sufficient quality or quantity at this time.
- Bob [Focus Group 1]

Another participant highlighted the urgency of mental health
supports for those that are socially isolated.

I still got X number of seniors sitting in a very critical situation. So, what
do we do?…

we need to take action that moves the needle forward. We don’t need to
sit around for the next six months and discuss policy, we can…get the
funding somewhere, and move forward. -Mitchell [Focus Group 2]

SHARPmembers also discussed feelings of grief and loss over those
who lost their lives to COVID-19. There has always been a need for
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more mental health services for older adults, COVID-19 has only
heightened the importance of these types of services. These quotes
reflect research directions, but also a desire for an urgent policy and
funding response.

Increasing Accessibility to Care for Older Adults

Participants were eager to share their thoughts on how the health
care system could be improved beyond the pandemic to be more
accessible to older adults. Participants were interested in finding
innovative ways to deal with the expected backlog of usual care.

Participants also suggested the importance of bringing care into
the community and having a greater focus on providing specialized
care to older adults. One participant suggested that mobile clinics
were one way that care could be made more accessible.

Maybe whatwe need is each city to havemobile units that have diagnostic
cubicles within the unit and the thing that they use for wheelchair mobile,
so that the seniors can get up and get into that thing. And diagnostic, and
disinfecting, and all of those things, those mobile units that could go
around to the various senior groups. -Sharon [Focus Group 1]

Another participant agreed, adding

I think just generally for seniors, the mobile units would be just a
blessing […] Having the mobile units going out to… Well, I guess it’s
coming to your house or coming to your farm or coming to your
apartment building, or whatever […] for special things like testing
and, yeah, for healthcare for people who can’t really get out. - Eleanor
[Focus Group 1]

These suggestions highlight the need for services to be mobile and
flexible to meet older adults where they are, with a goal of keeping
older adults in the community. Although these ideas might have
been proposed in “normal” times, participants were now seeing the
pandemic as a catalyst for system change and innovation.

Long-Term Care and Alternative Housing Options

Participants were eager to discuss the future of long-term care and
the need for initiatives that improve care in long-term care homes
or provide alternative housing options.

If there could be some-some other options in between, because maybe
someone doesn’t need that intense care of a long-term care facility. And
it may be more of almost like a retirement, assisted living, maybe just a
little more than assisted living, but not quite long-term care home.
Where there’s more like, affordable options for-for seniors like that.
-Debbie [Focus Group 2]

Many participants spoke with passion when describing their con-
cern for long-term care homes.

I don’t believe we’ll ever get out of the problem with long-term care […]
that would bemy biggest concern, I would rather drop dead on the street
than go into a long-term care. My wife was in for a year and hated every
minute of it and I couldn’t do anything about it, because I physically
couldn’t look after her. -Bram [Focus Group 2]

Participants also suggested that researchers and policy makers
should develop new practices to facilitate visiting of family care-
givers and combat social isolation in long-term care.

They should perhaps have rooms in long-term care and even in retire-
ment homes when people are not well, where they’re sort of glassed in
but there are speakers and their family can sit in like a viewing area
where they can see each other and make that contact and maybe even
have places where you can reach through, a glove situation, and hold
hands. If they have one of those in each facility, even if it didn’t get
used very often, in these times that would be so useful. -Eleanor [Focus
Group 1]

Participants expressed the urgent nature of the issues with long-
term care and their fear that although it currently seems that long-
term care homes are in the spotlight, they may be forgotten before
any issues are resolved.

I guessmy biggest fear is that it’ll, once it’s over, all this stuff will just drift
away, and we’ll just carry on doing what we’re doing. You know, they
won’t- there won’t be a concerted effort to fix the problem. -James
[Focus Group 2]

Now people are living a lot longer, so I think this is something that we
really have to look at, or the government has to look at- is the standard of
care. They have to be held accountable for the lack of care. -Debbie
[Focus Group 2]

Keeping the pressure on the policymakers to ensure that the homes
found to be lacking during the pandemic are held accountable was
emphasized by participants. Furthermore, these comments rein-
force that something different needs to be done when it comes to
older adult care in Canada. People are living longer and good
quality housing options and community services for older adults
are needed.

Calls for Increased Funding and Appropriate Care
for Older Adults

Participants stressed the importance of increased funding for
health care for older adults. They suggested that the funding for
health care for older adults has not matched the need, as people are
living longer.

But at the macro level, funding for health in general in Ontario has been
going down for 15, 20 years on a per-capita basis. And we need to turn
that around- older adults, as has been said, are living longer- for many,
they’re living better. And for many, they’re living not well, physically
or-or mental health wise. So, we need to be able to invest in the older
adults in the community….so that we can get the right kinds of support
across the province for older adults, no matter where they fall on the
spectrum, and whether it’s health, or mental health, or nutrition, or
whatever. -Earl [Focus Group 2]

This participant continued, suggesting that health care spending
could be better focussed on keeping people in their homes for
longer. The concept of “aging-in-place” emerged as a theme for
future research.

Now we’re talking I guess about you know, either staying in their home
and aging in-in place, which is what I- my mom had initially requested.
But now she’s become overwhelmed, so we are looking for options
versus long term […] if there could be some-some other options in
between, because maybe someone doesn’t need that intense care of a
long-term care facility. And it may be more of almost like a retirement,
assisted living, maybe just a little more than assisted living, but not quite
long-term care home. Where there’s more like, affordable options for-
for seniors like that. -Debbie [ Focus Group 2]
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Related to funding issues were concerns around the compensation
for those caring for older adults. Participants cited low salaries and
a lack of interest in the workers who care for older adults as being
among the main reasons why health care for older adults is not as
accessible as it needs to be.

A lot of times, see (paid) caregivers are-have multitasks, and because
they don’t get the proper salary that they should in each unit that they go
to, they have to move on to somewhere else to build up their-their
income- that I think has to stop. Look at the caregivers, give them proper
education, give them proper salaries so that they can proceed in a caring
way for the elderly. The conditions of work is I would say, now I’ve-I’ve
seen a few, and some of them are- and you can’t say this for every long
term care area, but in some areas, there aren’t enough employees to
match the number of people with various ailments or disabilities, I think
that really has to be looked at as well. -Debbie [Focus Group 2]

The salaries are so low, there’s actually a shortage of workers who will
come into the home to give you care. So, we have an absolute shortage,
even if you’re willing to pay them, there’s a shortage of people who are
doing that work. So again, whether the person is going towork in a home
or work in your own personal- I think you have to look at the wages so
that more people can be taken care of in their home. -Susan [Focus
Group 2]

According to the SHARP member participants, improving access
to appropriate care, enhancing home and community care services,
and exploring work environments for health care providers should
be priorities for future research, and for policy and funding
reforms.

Discussion

In this article, we have described the development of our part-
nership group of older adults – SHARP – with whom we have
collaborated since 2013. We have also described our engagement
with this group of older adults to understand their experiences
during the COVID-19 pandemic, and the research and policy
priorities that emerged through this engagement.

At universities and research institutes across Canada, the
COVID-19 pandemic put a stop to most primary research and
field work, and to the recruitment of new research participants. Our
long-standing partnership with SHARP, supported by ethics clear-
ance from our university, allowed us a rare opportunity to engage
with older adults about their experiences during the pandemic,
both in the very early days of the pandemic and in a later follow-up.
Without the strong relationship between SHARPmembers and our
research group, our interviews – now shifted to an online format –
would not have been possible.

McNeil et al. (2016) developed a best practices framework for
patient and family engagement in research which highlights the
importance of taking time to build a relationship. Our relationship
with SHARP, guided by this framework, enabled us the opportu-
nity to engage SHARP members in open and honest conversations
about their experiences during the pandemic, including their frus-
trations with the health care system, isolation and loneliness, and
access to health care services. Consistent with the work of McNeil
et al. (2016), Black et al. (2018) have also highlighted the impor-
tance of a welcoming environment and trusting relationship in
engaging patients and families in research.

For the SHARP members, the COVID-19 pandemic has
highlighted a number of areas requiring research and policy atten-
tion. Many of these are consistent with the challenges noted in a

joint statement of the Canadian Association on Gerontology
(CAG) and the Canadian Journal on Aging (CJA) on COVID-19
and older adults (Meisner et al., 2020). These include the challenges
in long-term care, supports for home and community care and
aging-in place, access to health care and other services, and social
isolation and mental health. The mental health implications of
COVID-19 and associated policy responses (e.g., social distancing)
have been raised by many scholars and clinicians as areas of
particular concern (Flint, Bingham, & Iaboni, 2020; Holmes
et al., 2020). We agree with the CAG/CJA joint statement that
interdisciplinary and collaborative approaches will be needed to
respond to the challenges and impacts of COVID-19 for older
adults (Meisner et al., 2020).

Partnerships that engage older adults in the development of
research aims and processes can help to ensure that research meets
the needs of older adults. However, there is a need for honesty and
transparency about the limitations of what can be achieved through
a research program. Researchers must ensure that they set appro-
priate expectations with their partners and that they balance the
suggestions from older adult research partners with what can be
achieved through research, given the constraints of the current
health system. For example, in a previous meeting, members dis-
cussed the need for an amalgamated electronic medical chart.
Although GHS researchers agree and can conduct research to
support communication between health care providers through
electronic communications, it was important to explain the current
set-up of medical record systems so that expectations were man-
aged about what might be achieved in a research project.

Further to the preceding discussion about managing expecta-
tions, we should note that whereas researchers are interested in
receiving guidance from older adults about their research priorities,
the interests of the older adults are not limited to setting a research
agenda. The interviews generated potential research topics, but also
identified health system challenges and priorities and suggestions
for health system reform and innovation. Although researchers
may be limited in their capacity to address these goals, our consul-
tation with the SHARP group reinforced the importance of keeping
in mind the ultimate aims of improvements in health and health
care that are important to older adults.

There was considerable discussion in these interviews around
the role of virtual care. Although barriers to virtual care and virtual
technology have been cited throughout the pandemic (Meisner
et al., 2020; Wong, Bhyat, Srivastava, Lomax, & Appireddy,
2021), the use of virtual technology to engage older adults across
the region has had clear benefits during the pandemic, both for the
older adults’ access to care, and for their engagement in a research
partnership. Throughout COVID-19, the SHARP group has
expanded its membership to include some rural participants,
who in the past could not attend in-person meetings because of
the location. The use of technology, including the telephone, allows
for broader participation. We recognize, however, thata our dis-
cussions were undertaken with older adults who had Internet
access and experience with online methods for communication.
This is not the case for all older adults, as has been pointed out by
Ebert and Loken Thornton in the Joint CAG/CJA statement
(Meisner et al., 2020).

Limitations and Future Direction

This study has limitations. This work took place in southwestern
Ontario and the experiences of SHARP members and suggestions
for future research are impacted by the local COVID-19
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environment, which included provincial and regional lockdowns,
stay-at-home orders, high numbers of COVID-19 cases, and facil-
ity outbreaks. The policy and research suggestions may not be
generalizable to other jurisdictions where COVID-19 experiences
differed. As such, it is important that regions work directly with
older adults to develop research and policy agendas.

The CAG/CJA statement highlighted the disproportionate
impact of the pandemic on visible and ethnocultural minorities
(Meisner et al., 2020), and we recognize the need for increased
diversity among the SHARP group participants; the current mem-
bership can be described as mainly white. We are working to
understand the needs of culturally diverse groups in our commu-
nity and will incorporate these learnings as we move forward with
our efforts to engage and partner with others.

There is growing recognition of the role of compensation of
research participants, and this is supported by Canada’s Strategy
for Patient-Oriented Research (SPOR) (Canadian Institutes of
Health Research, n.d.a). Whereas many benefits of patient partner
compensation have been noted (Richards, Jordan, Strain, & Press,
2018), some recent research suggests that although it is an impor-
tantmotivator for patients to participate in research, compensation
ranked below self-fulfillment and improving health care as moti-
vations (McCarron et al., 2019). Although our group is supportive
of compensation for patient and citizen partners in research (every-
one else at the table is usually getting paid), we have not been in a
position to provide monetary compensation for SHARP members.
We do not have funding to support SHARP, and as we have noted
elsewhere (Stolee et al., 2020) current research funding models do
not work well in supporting long-term relationships with those
who might inform or benefit from the research. To date, we have
benefited from the goodwill of ourmembers and their commitment
to participating in an activity that could have benefits for health
research. The ability to compensate SHARP participants would
likely be an aid to recruitment, particularly in recruiting participa-
tion from marginalized groups. Sustainable models to fund such
partnerships are needed.

A possible limitation of this work relates to the use of technology
because of COVID-19 restrictions. One of the benefits of the
SHARP group collaboration is in-person relationship building. It
is possible that relationship building was hindered by virtual par-
ticipation. However, an unexpected benefit of the change to virtual
participationwas that the group actually expanded during COVID-
19 through use of technology, as noted.

Engaging older adults as partners through all stages of the
research process helps to ensure that we are contributing to a body
of research that is well positioned tomeet the needs and priorities of
older adults. In this article, we have highlighted how our rela-
tionship with SHARP enabled us to respond quickly to the urgent
need for research to understand the experiences of older adults
during the COVID-19 pandemic. It is essential that responses
to the COVID-19 pandemic, and the issues it highlighted, draw
on the perspectives and voices of older adults and caregivers
(Meisner et al., 2020). Fraser et al. (2020) have described the
ageist public discourse, and its effect of devaluing older adults,
which has taken place during the pandemic. D’cruz and Banerjee
(2020) describe the marginalization of older adults during the
pandemic as a consequence of ageism and as “an invisible human
rights crisis”.

We continued to collaborate with SHARP members on this
work and have received funding to explore the theme that emerged,
“Call for increased funding and appropriate care for older adults”,
which includes considerations for aging at home. We look forward

to continuing these research and advocacy efforts in partnership
with SHARP andwe hope that this account will encourage others to
form sustainable research partnerships with older adults.
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