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COMMENT

The realities and expectations of community 
involvement in COVID‑19 research: a Consumer 
Reference Group perspective
Claire Adams1,2†, Paul Albert3†, Tim Benson3†, Anne Cordingley3†, Barbara Daniels3†, Noreen Fynn3†, 
Mary Gurgone3†, Chris Jeffery3,4†, Ann White3† and Natalie Strobel1* 

Abstract 

Background:  Older adults have been disproportionately impacted by the COVID-19 pandemic. COVID-19 restrictions 
such as stay at home orders and physical distancing measures have been implemented to reduce older adults’ risk of 
infection, however, such measures can have negative effects on older adults’ mental health and social wellbeing. In 
2020, the research team received funding as part of an Australian COVID-19 research grants program to investigate 
how services can better meet the mental health and social support needs of older adults during COVID-19. A Con-
sumer Reference Group (CRG) was established to provide a community perspective on all research activities.

Main body:  The CRG comprised of eight older adults aged 65 years and older living in Western Australia. Two 
members of the CRG were involved in the initial grant proposal, and one member worked for a not-for-profit organi-
sation that provides support and advocacy for older adults. The CRGs role was to provide consumer and community 
perspectives on the research design, advise on study materials, facilitate links between consumers, the community, 
and researchers, and advocate on behalf of consumers and the community. The CRG was encouraged to reflect on 
the research project, their contributions, and the outcomes obtained. In this commentary, we document the CRGs 
contributions to the project, and record their reflections, including what went well, what were some challenges, the 
realities of conducting research during COVID-19, and lessons learnt.

Conclusion:  The CRG were active participants in the research process. They shared their perspectives and made 
important contributions to the project. Through collaboration with the CRG, we were able to reach four key messages, 
underpinned by consumers lived experiences, that were used to co-develop knowledge translation products. These 
were disseminated to service providers and older adults.
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Background
Older adults (aged > 60  years) have been significantly 
impacted by the COVID-19 pandemic. The risk of seri-
ous illness from COVID-19 increases with age and/or 
having a chronic medical condition [1, 2]. As a result, 
older adults and those with underlying health condi-
tions were told to stay at home, avoid social activities, 
and physically distance themselves from others [3]. These 
important international public health messages were 
implemented to ensure the health, wellbeing and safety 
of older adults was secured, to reduce the number of 
COVID-19 cases, and to protect over-burdened health-
systems. However, with self-isolation comes other health 
and social issues such as social isolation. Social isolation 
can lead to a range of well-evidenced health and social 
issues including loneliness, poor mental health and well-
being, lack of community connectedness, and increased 
complications of already existing health problems [4–6]. 
Indeed, the consequences of social isolation as a result of 
COVID-19, and the impact on mental health, wellbeing, 
and loneliness, have already been highlighted as affecting 
older adults [7, 8].

During COVID-19 many community-based and non-
government organisations as well as small local councils 
were supporting older adults by amending their service 
delivery and providing support and resources to ensure 
older people had access to the help they needed [9–12]. 
However, there were and still are large numbers of older 
adults who have been isolated from their communities, 
who have no family to support them, and who were not 
receiving the information they needed to access services, 
or worse, were receiving the wrong information [13].

Having mechanisms in place for older adults to access 
mental and social support during periods of social isola-
tion is important to reduce stress and mitigate the poten-
tial longer term negative ramifications of social isolation 

to older people’s health and wellbeing. Understanding 
what support older adults accessed during COVID-19, 
and how services can provide more effective support in 
the future, is fundamental to making sure older adults 
receive high quality care, both now and in future periods 
of self-isolation.

Patient and public engagement in health services 
research has been recognised as important to improv-
ing researchers understanding of community needs, 
improving trust and confidence in the research find-
ings, building relationships with communities and 
improving translation of research outcomes [14, 15]. 
We consider patient and consumer engagement to be 
“The active, meaningful, and collaborative interaction 
between patients and researchers across all stages of 
the research process, where research decision mak-
ing is guided by patients’ contributions as partners, 
recognizing their specific experiences, values, and 
expertise”. [16]. However, patient engagement is rarely 
reported in much depth, and there is little evidence 
regarding the best patient engagement practices [15, 
17]. This is particularly the case for older adults, who 
are rarely the target of patient engagement strategies 
[18]. Engaging older people as research partners is 
particularly important as healthcare systems are gen-
erally not designed to meet the needs of older people, 
thus working with patients on research to improve ser-
vices for older adults can help ensure findings and rec-
ommendations meet their preferences and needs [18]. 
During COVID-19 engaging patients and the public 
in research has been particularly challenging due to 
lockdowns and social isolation measures [19]. Never-
theless, the pandemic has highlighted the importance 
of public cooperation in health care, and the value of 
public trust in health research methods and findings, 
which can be fostered through patient engagement 

Plain English summary 

Since the start of the COVID-19 pandemic, health and social measures have been introduced to reduce the spread of 
the virus, including lockdowns, physical distancing, and mask mandates. Older adults (aged 60 years and older) are 
considered particularly vulnerable to COVID-19 and have therefore faced some of the greatest restrictions to reduce 
their risk of infection. These restrictions can have a negative effect on older adults social and emotional wellbeing. In 
2020 the research team received funding to investigate how services could better meet the mental health and social 
support needs of older Australians during the pandemic. To enable a community perspective on all research activities, 
a Consumer Reference Group (CRG) of eight older adults living in Western Australia was established. Two of the eight 
CRG members were involved in the initial grant proposal. The CRG’s role was to share their thoughts on the research 
design, study materials, and to provide links to and advocate for consumers and the community. This commentary 
reports reflections from the CRC on what went well, what some of the challenges were, the realities of conducting 
this research during COVID-19, and what lessons were learnt. Through collaboration with the CRG key messages for 
the research project were reached and used to inform infographics, which were then disseminated to inform service 
delivery providers and older adults of the research outcomes.
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[19]. Whilst there is a lack of evidence on the best 
ways to engage patients and the public in health 
research, involving a group or team of patients as col-
laborators on projects, who work with researchers 
to make decisions on research activities, is the most 
active approach to patient and public engagement 
[14]. Indeed, national research funding bodies (e.g., 
National Health and Medical Research Council in Aus-
tralia, Canadian Institutes of Health Research) adopt 
and recommend this approach to ensure patients and 
the public have a voice in research [20, 21].

The present commentary is a collaboration between 
two academics and eight members of a consumer ref-
erence group (CRG) established in 2020 to advise on 
a research project entitled ‘Enhancing mental health 
and social care services for older adults during periods 
of long-term social isolation’. Our aim for this com-
mentary was for CRG members to reflect on the posi-
tives and challenges of being involved in this research 
during COVID-19 and how CRG members played an 
important role in the translation of project findings. 
The commentary was divided into two parts:

•	 Part A: provides a brief background of the research 
project including recruitment and role of CRG mem-
bers to provide context to the participation of CRG 
members in the research

•	 Part B: provides reflections of CRG members on their 
participation in the research.

Part A
The present project
Throughout 2020–21 in Western Australia (WA), Aus-
tralia, older adults were encouraged to self-isolate both at 
the start of the pandemic and during smaller outbreaks 
to reduce their risk of infection [22]. The period in which 
Western Australians were most affected by COVID-
19 restrictions was from mid-March 2020 to early June 
2020. During this time, stay-at-home orders were issued 
to older adults and social and work restrictions were 
implemented in the wider community [23]. In 2020, 
the research team received funding as part of a state-
wide COVID-19 research grants program to conduct 
research investigating how services can better meet the 
mental health and social support needs of older adults 
during COVID-19 in WA. Three projects and transla-
tion activities were completed to inform the research 
(Fig.  1). Extensive details of the three projects have not 
been provided as the purpose of this paper is to report 
on the involvement of the CRG in the overall program of 
research. Primary articles of the three projects have been 
submitted to journals and are currently under review 
[24–26].

Consumer involvement: The Consumer Reference Group 
(CRG)
As part of this research project a Consumer Reference 
Group (CRG) was established. Two CRG members, CJ 
and AW, were already engaged in the initial grant pro-
posal. They provided feedback on the proposal and 

Fig. 1  Outline of research project
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offered strategies for translation activities that were 
incorporated into the project. When the grant was suc-
cessful, they became founding members of the CRG, 
and provided names of potential candidates who they 
thought may be interested in joining. Other CRG mem-
bers were recruited through the research team mem-
bers networks.

The final CRG comprised of eight older adults aged 
65  years or older living in Perth, WA. CRG members 
have between 15 and 40 years’ experience as consumers 
on research projects. Their experience includes provid-
ing consumer representation in research and policy, as 
members of research teams, managing committees, and 
advisory committees for universities, government, and 
not-for-profit organisations. Additionally, one member 
of the reference group works for a not-for-profit organi-
sation, Council on the Ageing (COTA), which provides 
support and advocacy for older West Australians. Refer-
ence group members were appointed for the length of the 
project, from September 2020 to mid-2022.

The role of CRG members was to provide a community 
perspective on all research activities conducted as part of 
this project. At the initial CRG meeting, members were 
asked to sign a Terms of Reference document, which out-
lined their expected contributions. These were:

•	 Provide consumer and community perspectives 
around the research design and what should/should 
not be included in the study’s online questionnaire 
and qualitative interviews

•	 Advise on the language used in all study documents, 
including any lay summaries

•	 Facilitate links between consumers, the community, 
and researchers at the administering university

•	 Advocate on behalf of consumers and the commu-
nity, where appropriate

Initially members were asked to participate in four 
meetings, although in practice five meetings were held. 
Each meeting lasted approximately two hours and mem-
bers were remunerated per hour for their time.

Consumers contributions to the project
The CRG was pivotal to the success of research activi-
ties delivered for this project. Through working with 
CRG members, several changes were made to the pro-
ject, including edits to key study documents (study infor-
mation letters and consent forms, interview schedules, 
survey questions, resources for dissemination), revised 
interpretations of the study results, and revisions to 
research manuscripts. Figure  2 outlines the process of 
working with CRG members and how such changes 
occurred.

In addition to providing feedback on drafts, the CRG 
also:

•	 suggested the use of an abbreviated and full patient 
information and consent form; participants were 
provided with both so they could choose which one 
was easiest for them to complete

•	 provided names of organisations for participant 
recruitment for all three projects and translation 
activities

•	 forwarded the recruitment communications to their 
own networks, including individuals and organisa-
tions

•	 suggested communication and consultation strat-
egies to help reach older people who do not have 
access or who have limited access to electronic com-
munication

•	 worked collaboratively with the research team at all 
stages of the project to ensure the research was com-
munity focused

Note. PICF = Patient information and consent form

DR
AF

T Project team 
provided CRG 
members with 
drafts of PICFs, 
qualitative 
interview 
schedules, survey 
questions, and 
results and 
resources for 
dissemination

FE
ED
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CK CRG members 

provided:
•feedback or 
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project 
documents

•intepretation of 
results from each 
of the 3 projects
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Project team 
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Fig. 2  Process for working with CRG members. PICF patient information and consent form
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•	 contributed unique insights based on their lived 
experiences in relation to the projects aims and 
objectives.

Part B
Reflections from the consumer reference group
The following section has been written in first person 
by members of the CRG (PA; TB; AC; BD; NF; MG; CJ; 
AW), with support from members of the research team 
(CA; NS). CRG members met with members of the 
research team in January 2022 to reflect on the research 
project, their contributions, and the outcomes obtained. 
The information below documents CRG members reflec-
tions. Authors CA and NS supported members through 
structuring, phrasing, and adding references to the 
broader literature, where needed, to provide context to 
the arguments made.

CRG reflections: what went well
Our involvement in this project helped to shape the types 
of questions that were asked of participants, ensuring 
the research explored issues relevant to older people in 
the community. For example, we find that loneliness and 
social isolation among older adults is often overlooked by 
health and social service providers and think this should 
be a focus of research, particularly during COVID-19. 
Through our meetings with the researchers, we were 
able to raise our concerns and suggest that giving a 
voice to subgroups who are likely to be at risk of loneli-
ness and mental health declines helps to draw attention 
to their needs and potentially inform changes to ser-
vice provision to better meet their needs, which we feel 
is necessary. By working with the researchers to include 
questions on loneliness, the project was able to identify a 
group of older adults who were experiencing social isola-
tion during COVID-19 and needed support yet found it 
difficult to access services and get the help they require. 
This makes the results more relevant to the needs older 
people in the community.

We also find there is a growing reliance on digital 
technology to gain information and access services, par-
ticularly during COVID-19, and think this has had huge 
implications for the way older people use services. Our 
involvement in this project encouraged researchers to 
explore the role of digital technology on service access, 
which we find can facilitate access to care (e.g., less travel 
time), but for some older adults can also be a barrier. 
Many older adults can use technology and are motivated 
to learn [10, 27], however this research showed that some 
older people are unwilling or unable to use digital plat-
forms. We think this could be due to low digital literacy, 
fear of the unknown, or not having up-to-date phones, 

which are needed to use many online resources. We have 
already seen that the use of WA’s ServiceWA app (an app 
to store proof of vaccination status that was required to 
enter many shops and amenities) was proving difficult, as 
many older people do not have recent enough phones to 
download the app. Even though this has repeatedly been 
raised as a concern by older people’s advocacy groups 
it is not often seen as a major priority for government, 
and we think by including questions on digital technol-
ogy this study was able to explore a prominent issue for 
older people, which should continue to be attention in 
research.

We also worked with researchers to help interpret the 
results. For example, the project found 38.7% of partici-
pants had two or less people they felt able to chat with. 
As a group, we felt this showed that many older adults 
lack social support in the community, and we think 
there is a need to increase opportunities for community 
engagement to foster social wellbeing. This may help 
to protect against loneliness, irrespective of COVID-
19. People who did access social support groups during 
COVID-19 restrictions reported “feeling better”, which 
we think demonstrates the importance of engaging 
with local community groups to facilitate activities that 
may improve older adults’ wellbeing. Thus, we helped 
to shape the recommendations made from this project 
through emphasising the role of informal supports such 
as community groups in helping older adults cope during 
the pandemic.

We also recommended that older adults need to be 
provided with alternative ways to access services during 
the pandemic, such as face-to-face care. This is impor-
tant to facilitate older adults use of mental health and 
social support services. Whilst telehealth may increase 
access to mental health care during COVID-19, for older 
adults, an overreliance on digital technology may exclude 
them from being able to access services that meet their 
psychological and social needs. In addition, issues such 
as hearing loss, English as a second language and a lack 
of culturally appropriate services impact older adults’ 
capacity to access relevant and appropriate supports, 
and this needs to be considered when planning service 
delivery.

A major positive to come out of this research, based 
on the reports and results we read, is that older adults 
reported enjoying being interviewed and valued shar-
ing their lived experiences with researchers. We know of 
people who chose not to participate in the research due 
to stigma of mental illness and concerns their opinions 
will not be valued, however some people later reflected 
that they may have benefitted from being interviewed. 
This means participating in the study may have helped 
people process their emotions and feel part of their 
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