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Abstract 

Background:  The Translating Research in Elder Care (TREC) program is a partnered health services research team 
that aims to improve the quality of care and quality of life for residents and quality of worklife for staff in nursing 
homes. This team includes academic researchers, trainees, research staff, citizens (persons living with dementia and 
family/friend caregivers of persons living in nursing homes), and decision-makers (ministries of health, health authori-
ties, operators of nursing homes). The TREC team has experience working with health system partners but wanted to 
undertake activities to enhance the collaboration between the academic researchers and citizen members. The aim 
of this paper is to describe the TREC team members’ experiences and perceptions of citizen engagement and identify 
necessary supports to promote meaningful engagement in health research teams.

Methods:  We administered two online surveys (May 2018, July 2019) to all TREC team members (researchers, 
trainees, staff, decision-makers, citizens). The surveys included closed and open-ended questions guided by regional 
and international measures of engagement and related to respondents’ experience with citizen engagement, their 
perceptions of the benefits and challenges of citizen engagement, and their needs for training and other tools to sup-
port engagement. We analyzed the closed-ended responses using descriptive statistics.

Results:  We had a 78% response rate (68/87) to the baseline survey, and 27% response rate (21/77) to the follow-up 
survey. At baseline, 30 (44%) of respondents reported they were currently engaged in a research project with citizen 
partners compared to 11(52%) in the follow-up survey. Nearly half (10(48%)) of the respondents in the follow-up 
reported an increase in citizen engagement over the previous year. Respondents identified many benefits to citizen 
engagement (unique perspectives, assistance with dissemination) and challenges (the need for specific communica-
tion skills, meeting organizing and facilitation, and financial/budget support), with little change between the two 
time points. Respondents reported that the amount of citizen engagement in their research (or related projects) had 
increased or stayed the same.

Conclusions:  Despite increasing recognition of the benefits of including persons with lived experience and large-
scale promotion efforts, the research team still lack sufficient training and resources to engage non-academic 
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Introduction
Engagement science encompasses the methods, frame-
works, and resources necessary to support and advance 
research conducted in partnership with non-academic 
stakeholders [1, 2]. Its emergence as a distinct scientific 
discipline illustrates how the various forms of partnered 
research, including action research, patient-oriented 
research, and community-engaged research, have been 
formalized in the larger health research ecosystem [3]. 
While the engagement of non-academics, such as clini-
cians or policy makers, is not new, the past decade has 
seen a substantial emphasis on the purposeful engage-
ment of individuals with lived experience, be it patients, 
clients, caregivers, or others [4–6]. Major interna-
tional initiatives including the Patient Centered Out-
comes Research Institute (PCORI) in the United States, 
INVOLVE in the United Kingdom, and the Strategy for 
Patient-Oriented Research (SPOR) in Canada, have 
served as the foundation for this movement and have 
promoted engagement from a unique selling point to an 
expectation of health research [1, 7–9].

Engagement has benefits and challenges [10–12]. 
Engagement is thought to lead to better, more rel-
evant research questions, increased recruitment, 
broader and more direct dissemination, and better 
alignment of research and end-user needs [2, 11, 12]. 
Health researchers, in particular those in clinical and 
applied fields, report generally positive perceptions of 

engagement despite concerns about their own under-
standing of the methods of engagement and its imple-
mentation [13]. Others have raised concerns about 
engagement being a trend, identified challenges in 
recruitment, cited the limited evidence on benefits of 
engagement to the research process, and highlighted 
the lack of research on the influence of engagement on 
research outcomes [2, 14]. Much of this research on the 
attitudes and perceptions of engagement in research 
has been cross-sectional. While these reports have 
helped to characterize the perceived benefits and con-
cerns held by researchers and other research partners, 
none have yet described how these perceptions may 
change with greater exposure to engagement in their 
research activities.

The Translating Research in Elder Care (TREC) pro-
gram, established in 2007, is a multi-disciplinary team 
of researchers and non-academic stakeholders work-
ing to improve the care of older adults living in nurs-
ing homes [15–17]. In 2016, TREC established a citizen 
(preferred by members to the word “patient” that is 
more closely associated with acute care/hospital set-
tings) advisory committee called VOICES, comprised 
of anywhere between 10 and 12 persons living with 
dementia and/or family/friend caregivers to someone 
living in a nursing home [16]. The TREC research team 
(researchers, trainees, staff ) were accustomed to work-
ing with health system decision makers (e.g., provincial 

partners. Our research identified specific areas that could be addressed to improve the engagement of citizens in 
health research.

Plain English Summary 

Engaging non-academic research partners is becoming an expectation for Canadian health research teams. Research 
specifically on citizen (patient) engagement has identified benefits and challenges of partnered research; however, 
most research has only examined one time point. Less is known about how the perception of engagement may 
change with exposure to engagement in research activities. Translating Research in Elder Care (TREC) is a research 
program that aims to improve the quality of care and quality of life for residents, and quality of work life of staff in 
nursing homes. The team includes academic researchers, citizens (the term preferred by our members to reflect per-
sons with dementia, family/friend caregivers of individuals living in nursing homes), decision-maker stakeholders (e.g., 
ministries of health, operators of nursing homes), trainees (Masters, PhD, postdoctoral fellows), and staff. The TREC 
team initiated several activities to deepen the partnerships with our citizen members. This paper describes the teams’ 
perceptions of engagement and the benefits and challenges of citizen engagement in an established health research 
team. We invited the TREC team to complete an online survey (May 2018) before undertaking engagement activities 
(e.g., training, priority setting) and after 15 months of activities (July 2019). We asked respondents questions about 
their experience with citizen engagement, their perceptions of the potential research activities citizens could be 
engaged in, and the benefits and challenges of citizen engagement. Research team respondents reported an increase 
in citizen engagement in their research but that needs for support persisted. We identify specific areas where research 
teams need more training and support to ensure that engaged research is possible and sustainable.

Keywords:  Citizen engagement, Health services research, Engagement science, Integrated knowledge translation
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policy makers, owner-operators of nursing homes), 
but the inclusion of citizens—and the different knowl-
edge that they brought to the team—was new. Over 
the course of 15-months (May 2018–July 2019), TREC 
senior leadership, based on input from VOICES mem-
bers, decided to undertake several activities intended 
to deepen team engagement and collaboration. Activi-
ties were decided in collaboration between VOICES 
and TREC leadership, some of which were directly 
funded through an external grant [16]. Activities aimed 
to provide basic training on engagement, integration 
of VOICES at meetings and on other committees, and 
identify their priorities for analysis. Specific activi-
ties we undertook included (1) a full team (including 
researchers, trainees, staff, decision-makers, citizens) 
day-long training workshop on citizen engagement, (2) 
the introduction of internal TREC policies to include 
VOICES members on individual research projects, 
(3) increasing the presence of VOICES members at all 
TREC researcher meetings and purposeful inclusion on 
these meeting agendas, and (4) an internal priority set-
ting project to guide the secondary analysis of TREC’s 
data resources [16]. The full team day-long training was 
facilitated by the Alberta SPOR Support Unit Patient 
Engagement Platform [8]. The training provided an 
overview of citizen-oriented research, the research 
cycle and related research activities, and a number of 
small and large group activities and discussions about 
engaging citizens in the team. We sought to understand 
TREC team members’ experiences with and percep-
tions of engagement both before and after these activi-
ties that were intended to promote more meaningful 
engagement.

Methods
We administered two online surveys using a secure 
Canadian survey provider (https://​simpl​esurv​ey.​com/) to 
all members of the TREC team. The TREC team includes 
researchers, trainees (Masters and PhD students, 

postdoctoral fellows), staff (e.g., project managers, data 
analysts), collectively identified as the “research team”, 
and non-academic partners which includes decision 
makers (e.g., regional health authority, provincial minis-
try, nursing home operator) and citizens (VOICES). The 
surveys were distributed at two time points. The first 
survey was sent prior to the team engagement training 
(May 2018). The second survey was sent after the con-
clusion of the various engagement activities (July 2019). 
Each survey was followed by two reminder emails. Due 
to fluctuation in the team composition over the year (e.g., 
trainees graduating, decision-makers/staff leaving their 
positions), the total number of team members changed 
slightly between timepoints (see Table 1).

The online surveys included closed and open-ended 
questions. The questions were informed by existing 
measures of engagement (e.g., IAP2), SPOR training 
related to the research process, and team interest in gen-
eral benefits and challenges [8, 18]. The specific ques-
tions related to respondents’ experiences with citizen 
engagement, perceptions about the potential for citizen 
engagement at each stage of the research process (iden-
tifying the research question, designing the study, col-
lecting the data, analyzing the data, disseminating the 
findings), perceptions of the benefits and challenges of 
citizen engagement, and need for training and tools to 
support engagement (see Supplementary File 1 for copies 
of each survey). We asked respondents about the depth 
of their experience with citizen engagement, asking them 
to identify current and previous level of engagement 
using the International Association of Public Participa-
tion (IAP2) spectrum of best practices in public engage-
ment. The IAP2 spectrum ranges from the lowest level 
of engagement “inform” (which includes activities like 
letting patients/public know about the research findings) 
to “involve” (where patients/public work with researchers 
as partners) and “empower” (the highest level of engage-
ment where patients/public actively control and direct 
the research process) [18]. Survey topics were decided 

Table 1  Respondent roles

Role Baseline, n (%) Follow-up, n (%)

Sent to n = 87 Responded n = 68 Sent to n = 77 Responded 
n = 21

Researchers 34 17 (25) 31 8 (38)

Trainees 8 6 (9) 7 3 (14)

Staff 18 14 (21) 16 2 (10)

Decision-makers 16 7 (10) 14 3 (14)

VOICES 11 7 (10) 9 5 (24)

Missing role – 17 (25) – 0

https://simplesurvey.com/
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upon by the team (including VOICES) but the final sur-
vey design and implementation was led by 3 members 
of the research team (AG, SC, CB), who did not respond 
to the surveys. Surveys were also piloted by a number of 
research team members (investigators, staff, trainees) to 
ensure usability and comprehension.

Analysis
We used descriptive summary statistics to analyze the 
quantitative responses. Given the small sample size, we 
could not conduct more robust quantitative analyses of 
change over time. Where possible, we present results that 
are disaggregated by respondent type (i.e., research team, 
decision-maker, VOICES). Questions about the benefits, 
challenges, and need for support to conduct research 
with citizens had particular relevance to the research 
team and therefore only responses from this group are 
presented. Open-ended survey responses are presented 
to illustrate the quantitative findings. The quantitative 
analysis of the survey results was completed by the aca-
demic research team.

Results
See Table 1 for the number of respondents to each sur-
vey. A total of 68 individuals responded to the baseline 
survey in May 2018 for a response rate of 78% (68/87). Of 
these 17 (25%) identified as researchers, 6 (9%) as train-
ees, 14 (21%) as TREC staff, 7 (10%) as decision mak-
ers, and 7 (10%) as VOICES members; 17 (25%) did not 
report their role on the team. We did not include those 
that did not report their role in subsequent analyses. For 
the follow-up survey, there were a total of 21 respond-
ents, for a response rate of 27% (21/77), of whom 8 (38%) 
were researchers, 3 (14%) were trainees, 5 (24%) were 
VOICES members and the remainder were decision 
makers and TREC staff. For the purposes of our analy-
sis, we combined the responses from researchers, staff, 
and trainees and described them as the “research team” 
because their primary role is the management and con-
duct of research activities. We present open-text survey 
responses from the research team to illustrate the survey 
findings. We did not have open-text responses from our 
citizen members because either none were provided, or 
the responses were single words.
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Experience with engagement
Figure  1 illustrates how the respondent types (research 
team, decision-makers, VOICES members) reported 
their activity on the IAP2 spectrum of engagement [18]. 
Many respondents reported their that the activity was on 
the lower end of the spectrum with a greater proportion 
engaging in learn/inform/consult compared to collabo-
rate/empower/lead (Fig. 1). At baseline, 44% (30/68) of all 
respondents reported that they were currently engaged 
in a research project with citizen partners.

When asked about the potential for citizens to play 
a role in each stage of the research process, Table  2 
demonstrates that of the three respondent groups, the 
research team (investigators, staff, trainees) primarily 
saw a role for citizen partners in identifying the research 
questions and objectives (baseline: 30(83%), follow-up: 
12(92%)) and dissemination (baseline: 28(78%), follow-
up: 11(85%)) (Table  2). Respondents in the open-text 
described the importance of engaging citizen partners 
and soliciting their expertise before a grant is proposed 
to ensure that their interests shape the research ques-
tions. Decision-makers described how citizens are often 
well-connected advocates in the community and that 
their roles outside the research program could help to 
spread findings to non-academic audiences. There was 

greater uncertainty around citizen roles in areas such 
as study design, data collection or data analysis. The 
research team indicated concerns with incorporating 
citizens into roles that would require training or spe-
cific skills, such as data collection or analysis. Decision-
maker respondents and VOICES also reported a role for 
citizens in identifying research questions and dissemina-
tion although there were few respondents who answered 
at follow-up.

Benefits and challenges
At both time points (baseline and follow-up), the 
research team reported benefits for citizen engagement 
in their research by highly rating the importance of citi-
zens’ “unique perspective” (81% and 100%, respectively) 
and ability to help the team “generate new ideas” (86% 
and 100%, respectively). A single respondent reported no 
benefit to citizen partnered research at follow-up. At fol-
low-up, the research team respondents reported a higher 
rating in each of the categories of benefits of engagement. 
When asked about other benefits of citizen engagement, 
respondents’ comments focused on improving research 
relevance and usability and adding meaning to the work, 
exemplified by statements such as:

Table 2  Roles for citizens in different stages of research

Research Team Decision Makers VOICES Members

Baseline (n = 36)
n, %

Follow-up 
(n = 13)
n, %

Baseline (n = 7)
n, %

Follow-up (n = 3)
n, %

Baseline
(n = 7)
n, %

Follow-up
(n = 5)
n, %

Identifying the research question(s) and objective(s)

Yes 30 (83) 12 (92) 6 (86) 3 (100) 6 (86) 5 (100)

No/don’t know 3 (8) 0 0 0 1 (14) 0

Missing 4 (11) 1 (8) 1 (14) 0 0 0

Designing the study

Yes 25 (69) 9 (69) 5 (71) 2 (67) 2 (29) 1 (20)

No/don’t know 8 (22) 0 1 (14) 0 4 (57) 0

Missing 3 (8) 4 (31) 1 (14) 1 (33) 1 (14) 4 (80)

Collecting the data

Yes 22 (61) 7 (54) 4 (57) 2 (67) 1 (14) 2 (40)

No/don’t know 10 (28) 0 2 (29) 0 5 (71) 0

Missing 4 (11) 6 (46) 1 (14) 1 (33) 1 (14) 3 (60)

Analyzing the data

Yes 13 (36) 6 (46) 5 (71) 3 (100) 2 (29) 2 (40)

No/don’t know 18 (50) 0 1 (14) 0 4 (57) 0

Missing 5 (14) 7 (54) 1 (14) 0 1 (14) 3 (60)

Disseminating the findings

Yes 28 (78) 11 (85) 5 (71) 3 (100) 4 (57) 4 (80)

No/don’t know 5 (14) 0 1 (14) 0 2 (29) 0

Missing 3 (8) 2 (15) 1 (14) 0 1 (14) 1 (20)
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“They remind researchers of the reasons why we do 
the work we do.” (Researcher, baseline)
“They make research more meaningful” (Researcher, 
baseline)

We asked the research team to identify the benefits, 
challenges, support needs, and skills to conduct citizen 
oriented research (Table  3). The challenges reported 
by the research team of citizen engagement in research 
related to practical concerns, namely: identifying citizen 
partners (64% baseline and 77% follow-up), time (58% 
and 77%, respectively), and cost (50% and 54%, respec-
tively) (Table  3). Approximately one-quarter (22% and 
23%, respectively) of the research team indicated they 
were unclear what activities citizen partners could be 
engaged in. Other concerns, such as loss of control or 
impact on scientific rigour were infrequently described at 
either time point. Other challenges noted by respondents 

included the skills and readiness for researchers to take 
on meaningful engagement:

“Current attitude/aptitude of many researchers is a 
major barrier” (Staff, baseline)

As well, the research team raised concerns about the 
potential overuse/overexposure of citizen members who 
are participating in multiple projects and programs of 
research:

“Concern when a small group of citizen partners are 
key consultants on multiple projects, both in terms 
of fatigue and rigor” (Researcher, baseline)

After a little over a year of engagement activities, 
respondent comments about the challenges of citi-
zen engagement evolved to include a focus on better 

Table 3  Research team perception on the benefits, challenges, support needs, and skills to conduct citizen engaged research

Baseline (n = 36) Follow-up (n = 13)

Benefits of citizen engaged research

Satisfy requirements for funding agencies (e.g., Canadian Institutes of Health Research) 23 (64) 12 (92)

Unique perspectives 29 (81) 13 (100)

Support for knowledge translation 26 (72) 13 (100)

Generate new ideas 31 (86) 13 (100)

Provide connections to other relevant groups (other citizen groups, decision-makers, front line staff ) 30 (83) 12 (92)

Access/support for data collection (e.g., connection to new sites, assist in recruiting participants) 25 (69) 8 (62)

I do not see a benefit to partnered research 0 1 (8)

Other 4 (11) 2 (15)

Challenges of citizen engaged research

Time 21 (58) 10 (77)

Cost 18 (50) 7 (54)

Identifying citizen partners 23 (64) 10 (77)

Loss of control 5 (14) 1 (8)

Impact on scientific rigor 4 (11) 1 (8)

Unclear what activities partner could be engaged in 8 (22) 3 (23)

I do not see any barriers or challenges to partnered research 4 (11) 1 (8)

Other 7 (19) 2 (15)

Support needed to conduct citizen engaged research

Communication with non-academic audiences (written materials) 17 (47) 4 (31)

Communication with non-academic audiences (verbal/presentation skills) 16 (44) 4 (31)

Meeting facilitation 14 (39) 5 (38)

Budget supports (how to budget for citizen partners) 18 (50) 9 (69)

Staff support 15 (42) 6 (46)

Other 7 (19) 0

Skills to conduct citizen engaged research

Yes 14 (39) 10 (77)

No 3 (8) 0

Unsure 13 (36) 2 (15)

Missing 6 (16) 1 (8)
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integrating partners and expectation management, exem-
plified by the following statement in the open-ended 
section.

“Managing expectations, avoiding tokenism, ade-
quately identifying and accommodating citizens’ 
needs” (Researcher, follow-up)

Need for support
When asked about support needed to conduct citizen 
engaged research, respondents to both the baseline and 
follow-up survey identified the need for communication 
skills (written and verbal), meeting facilitation, and staff 
support. Budget support was frequently cited in both 
surveys and included guidance on how to budget appro-
priately in grant proposals (e.g., remuneration standards, 
additional costs for non-academic partners).

When asked for other support needs, open-text 
responses focused on obtaining training (“could always 
use more training”) with multiple comments specifically 
coming back to the need for development in communi-
cation skills (“better communication skills and maintain-
ing connections”) and ways to identify suitable citizen 
partners (“awareness of citizen groups and recruitment 
strategies”). In the follow-up survey, comments included 
the need for better training for researchers in study 
design (“how to involve citizen partners from the design/
idea generation stage of a project”) as well as comments 
reflecting concerns about expectation management and 
the differing needs of partners (“colliding academic and 
non-academic worlds.”). One researcher noted needing 
specific strategies for communicating with citizens about 
the research process:

“[Need skills in the] best ways to keep them informed 
when the pace of research is slow (e.g., delays in 
getting funding, parts of the project where not all 
team members need to be active in the process” 
(Researcher, follow-up)

At follow-up, a higher proportion of research team 
members felt they had the skills to conduct citizen 
engaged research, compared to baseline (39% baseline, 
77% follow-up). After a year of activities, two thirds 
(62%, n = 8) of the research team (researchers, trainees, 
staff) felt that their engagement with citizens had stayed 
the same and 38% (n = 5) said it increased. None of the 
respondents (n = 21) (research team, decision-makers, 
VOICES) indicated that the amount of citizen engage-
ment in their research (or related projects/activities) had 
decreased.

VOICES members at follow-up reported that they “felt 
more a part of the larger TREC family”. Decision-mak-
ers and the research team stated that there was greater 

visibility and presence of VOICES members at team 
meetings. Numerous respondents indicated that the pri-
ority setting exercise was an important and useful strat-
egy to engage VOICES members to provide direction for 
the research team. A trainee noted that even though sev-
eral activities had occurred to integrate VOICES to the 
team, there were still opportunities for more meaningful 
engagement from an early stage of research training.

“From a trainee perspective, I don’t see much of 
VOICES outside of the major meetings. I wonder if 
there is an opportunity to connect specific trainees to 
VOICES members that are relevant to their project 
and have an interest in the topic? A sort of citizen 
mentorship program” (Trainee, follow-up).

Discussion
Over 15-months, the TREC research team undertook 
activities to strengthen engagement with its citizen 
members. We administered one survey at baseline and 
one follow-up survey with the intention of capturing 
changes in the use and perceptions of citizen engagement 
in health research. Between baseline and follow-up, we 
found that a greater proportion of respondents reported 
being engaged in research, perceiving that the team had 
the skills to conduct citizen engaged research, and being 
able to identify roles for citizens in the most stages of 
the research process. Despite the perceived benefits of 
citizen engagement at each time point, which were many, 
challenges persisted, many specifically related to the 
practical methods of building citizen engagement into 
regular research practice.

Benefits of engagement
Respondents were generally positive about including citi-
zens in their research and they reported actively doing so 
in various capacities. At follow-up, a larger percentage 
of respondents reported participating in citizen engage-
ment activities and reported positive perceptions of 
engagement relative to baseline. In the time between the 
baseline and follow-up survey, several strategies within 
TREC were introduced to improve engagement (includ-
ing ‘patient engagement’ training and normalizing the 
presence of citizen partners at research meetings). Per-
haps the most notable strategy that was referenced by 
respondents in the survey was their positive perception 
of the priority setting exercise that was used to engage 
citizens and stakeholders to identify research questions 
and priorities for secondary data analysis [16]. Respond-
ents valued this activity as a way to engage citizens in the 
research and this could have contributed to the higher 
proportion of respondents indicating that a role for citi-
zens in research was to identify research questions.
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One of the most frequently cited benefits of citi-
zen engagement was how they made the research more 
meaningful and relevant. Respondents commented on 
how engagement gave research greater authenticity or 
relevance to real world issues, like the perceived “valida-
tion effect” reported by Thompson et  al. [19]. However, 
research on the impact of engagement on research qual-
ity or outcomes and evidence in this area continues to be 
sparse. To date, there has been little study of the extent 
to which engagement leads to more relevant research to 
end-user needs or quicker uptake of findings in practice 
and what engagement activities are most relevant to the 
uptake of research. This points to a consistent dilemma 
with the proliferation of citizen engaged research. Includ-
ing citizens can make the work more enjoyable and 
meaningful and the fact that it feels good has become 
an increasing justification for engaging citizen partners; 
however, this must be considered alongside the concerns 
from respondents about, often unintentionally, per-
petuating tokenism and overextending partners. Citizen 
inclusion in research must be balanced with continued 
education, training, and critical reflection. Even after a 
year of intentional integration efforts, respondents still 
noted that they required guidance on communication 
and other basic operational areas to carry out studies that 
meaningfully include citizens.

Need for support
We found that respondents’ perceptions of challenges 
primarily related to the practical aspects of engagement 
and these perceptions persisted after over a year of activi-
ties. While the team training provided a preliminary 
overview of citizen-oriented research and the ways in 
which citizens can be engaged, the training did not truly 
address the structural challenges expressed by many of 
the research team members in our survey results. Engage-
ment, as well reported [20], requires a significant invest-
ment of both researcher and citizen time. This phase of 
relationship building and integrating citizens in the early 
stages of research often occurs before a researcher has 
obtained grant funds [21]. Activities related to identify-
ing citizen partners, establishing roles and expectations, 
and building a meaningful collaborative relationship are 
not considered in traditional academic merit systems 
(i.e., CV, tenure applications). This could make engaging 
in partnered research particularly challenging for earlier 
career researchers. Identifying and recruiting potential 
new partners, building meaningful and trusting relation-
ships, and carving out time to identify common research 
priorities all take resources that are limited. In a system-
atic review of the impact of engagement on research-
ers, community members, and others, Brett et  al. [22] 
found similar challenges. Researchers reported difficulty 

undertaking meaningful engagement due to lack of fund-
ing and time; while non-academic (citizen) partners felt 
a lack of preparation and training for research and some 
felt overburdened by the demands of research [23].

As with others [24], our findings revealed that 
researcher respondents required more guidance on 
how to manage the basic administrative aspects of citi-
zen engagement including allocating financial resources, 
remuneration, and staff support. Practical guides and 
frameworks that fit within the university administra-
tive context are needed to assist researchers in initiating 
or expanding their engagement efforts. Developing and 
maintaining a meaningful relationship with citizen part-
ners requires that academic teams have resources and 
support to adapt to the needs of their citizen partners 
in their research and team activities. After 15  months 
of activities, research team responses about challenges 
included the need for training and assistance with issues 
of accessibility and accommodations for citizen mem-
bers. Researchers must be cognizant of issues of acces-
sibility such as meeting locations, timing, materials, 
language, and food. Citizen partners need to be able to 
fully participate and not be unnecessarily challenged by 
the research environment. In our case, this has meant 
considering physical accessibility of meeting locations, 
covering the costs of family/friend caregivers to accom-
pany citizen members, adjusting meeting length, and 
menu considerations (e.g., avoiding food items that can 
be dangerous for people with swallowing challenges). 
Such considerations often come with additional costs 
and require staff support to organize and implement. 
Researchers also need guidance and institutional support 
to provide sufficient renumeration to partners that recog-
nizes the value of their time and reimbursement for ser-
vices that enable citizens to engage in research.

One of the challenges noted by researchers in both sur-
veys was identifying citizen partners. Databases devel-
oped by organizations like the provincial SPOR Patient 
Engagement Platforms [8] and the Alzheimer Society 
of Canada [25] are important resources for researchers 
to identity potential citizen partners. Resources like the 
SPOR platform are important to assist in recruitment 
but challenges remain if you are trying to recruit from 
a marginalized or stigmatized group. In our case, we 
initially recruited from our existing networks and ask-
ing local organizations however we quickly realized that 
given the national reach of the research team we needed 
greater representation from regions across the country. 
Our attempts to have representation from multiple per-
spectives and regions have brought diversity of experi-
ences however it does bring challenges with different 
provincial health systems, diverging goals, and logistical 
coordination.
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Once a core group of citizens are engaged, our 
respondents raised concerns about over-using or over-
extending our VOICES members since they are known 
to the team and easy to connect with. Many VOICES 
members engage with other research teams and advocacy 
organizations alongside their work with TREC meaning 
that the potential for over-exertion is amplified further. 
To address the concerns about citizen fatigue, we need 
to continue to develop mechanisms to identify new part-
ners and give our citizen partners the opportunity and 
confidence to say “no” when needed. Although not raised 
directly by our respondents, over-use of citizen/patient 
partners relates to broader concerns about “profession-
alization” of partners, a situation where the more citizen 
partners gain exposure to research and are embedded 
in research teams, the less they are representative of the 
“average” experience [24]. A study examining researcher 
preparedness to conduct ethical patient oriented research 
considered the emergence of “professional patients” the 
most pressing ethical issue, explaining that this occurs 
when a select few patients are continuously engaged in 
patient/citizen projects and over time these individuals 
begin to more closely resemble researchers rather than 
the patient/citizen community [24]. Continuously using 
the same partners may ease the job of researchers but 
ultimately limits diversity of citizen experience. Ives et al. 
[26] echo this concern and add that the benefits of patient 
engagement depend on the ability of the patient to bring 
the “outsider” perspective rather than being immersed in 
the research world. The ability to recruit new members, 
while sustaining the relationships, and capacity that we 
have built with the existing team is an ongoing opera-
tional and ethical challenge.

In our research we found that the available train-
ing programs and guiding frameworks for partnered 
research still appear to be lacking even as the amount of 
engagement has increased. The need for training for both 
researchers and non-academic partners—with different 
goals for each—was raised several times, in particular the 
need to understand each other’s roles, agendas, manag-
ing power imbalances, and expectations for timelines and 
research impacts. For researchers training on communi-
cation, strategies to keep partners feeling engaged while 
awaiting funding and over the course of a study, and ideas 
on when, if and how to incorporate partners into the 
more technical phases of the research were needed. Even 
with the training programs provided by SPOR and other 
organizations, there continues to be a lack of clear practi-
cal information on the steps to making engagement suc-
cessful [8]. The team training that we received from our 
SPOR support unit was led by trained external facilitators 
and did not meaningfully integrate the citizen members. 
Future iterations of the training program should consider 

a co-created training experience that involves citizens in 
the training and offers more practical strategies for teams 
wherever they are in their engagement process. To some 
extent, this is like the challenges in the field of knowledge 
translation (KT). McLean et al. [21] found that while KT 
efforts increased due to incentives from research funders, 
there were no standard approaches or mechanisms to 
evaluate or support these efforts. Citizen engagement is 
at risk of being one in the same. Funders express their 
interest and then requirement for engagement; yet, the 
support for the implementation and evaluation of these 
efforts is piecemeal at best. If we are to include citizen 
partners on our teams, taking their time and intellec-
tual and emotional resources, we must do more to apply 
evidence based approaches and monitor these efforts so 
that the benefits of engagement can be realized in health 
research.

Limitations
Our study focused on a single research team that has a 
history of engagement with non-academic stakehold-
ers. Therefore, the team may be more open and/or pre-
pared to engage with citizen partners than other research 
teams. We had a good response rate to our baseline sur-
vey, but our response rate declined for the follow-up sur-
vey. We had respondents in the baseline survey who did 
not report their role and we were unable to attribute their 
results to a specific group. Since surveys were anony-
mous, we could not assess non-response bias nor could 
we determine how many people completed both a base-
line and follow-up survey. It is possible that any increase 
in reported engagement activity and/or perceived ben-
efits resulted from fewer responses to the follow-up sur-
vey from team members with less interest or investment 
in engagement. Therefore, our results to the follow-up 
survey may reflect only those with a deeper interest in 
engagement. In that case, the reported challenges and 
needs for support would likely be stronger among non-
respondents who require even more guidance to con-
duct engaged research. Finally, while our study assessed 
a single research team’s experiences with and perceptions 
of engagement, we are unable to generalize beyond this 
teams experience and were unable to evaluate the impact 
of engagement on the team’s research or its uptake. This 
is an area that continues to lack guidance and research.

Conclusion
Engaging people with lived experience has come to be an 
expectation in health research. While engagement is gen-
erally received positively, challenges related to adequate 
training, funding, and other organizational supports are 
common and persist even as researcher and non-aca-
demic team members gain exposure to different aspects 
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of engagement. Our survey results indicate that research-
ers remain unsure if and how citizens can be engaged in 
various research activities. This, combined with a lack of 
evidence on the impact of engagement on research qual-
ity and the potential outcomes, suggests that work is still 
needed to understand how to gain the most from citizen 
engaged research.

Abbreviations
TREC: Translating research in elder care; VOICES: Voices Of Individuals, family 
and friend Caregivers Educating uS; SPOR: Strategy for patient-oriented 
research; PCORI: Patient centered outcomes research institute.

Supplementary Information
The online version contains supplementary material available at https://​doi.​
org/​10.​1186/​s40900-​021-​00314-w.

Additional file 1. “Baseline survey” and “Followup survey”.

Acknowledgements
We would like to thank the other members of the VOICES committee, Lee 
Cardwell, Angela Inchrist, Ruth Murphy, and Michelle Smook for their con-
tributions to the committee. We would also like to thank previous members 
of VOICES, Alvin Schrader, Ken Chipeniuk, Linda Young, and Phyllis Fehr who 
committed their time and energy to improving the lives of people living with 
dementia and residents living in nursing homes.

Authors’ contributions
SC, AG, JK, CE, RB, GB, FF, JM, BK, designed the project. All authors assisted in 
the design of the survey. CB and KC assisted in the survey distribution and 
collecting the survey results. SC and AG led the analysis and interpretation of 
the data. RB, GB, FF, JM, BK, and CT contributed to revising the manuscript. All 
authors read and approved the final manuscript.

Funding
This work was funded by a Canadian Institutes of Health Research Strategy 
for Patient-Oriented Research: Patient-Oriented Research Collaboration Grant 
(RES346050). We received partner funding from Interior Health Authority, 
CapitalCare, College of Licensed Practical Nurses of Alberta, the Alberta SPOR 
SUPPORT Unit, and the Nova Scotia Health Research Foundation. None of 
these funding agencies had any role in the data collection, analysis, interpreta-
tion of the data, or writing of the manuscript.

Availability of data and materials
The data generated during this study are available from the corresponding 
author on reasonable request.

Declarations

Ethics approval and consent to participate
We received ethics approval from the University of Alberta Research Ethics 
Board (Pro00082254).

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details
1 Department of Family Medicine, Faculty of Medicine and Dentistry, 
University of Alberta, Edmonton, Alberta, Canada. 2 Department of Fam-
ily Studies and Gerontology, Mount Saint Vincent University, Halifax, Nova 
Scotia, Canada. 3 Faculty of Nursing, University of Alberta, Edmonton, Alberta, 

Canada. 4 Department of Medicine, Faculty of Medicine and Dentistry, Uni-
versity of Alberta, Edmonton, Alberta, Canada. 5 Voices Of Individuals, family 
and friend Caregivers Educating uS (VOICES), University of Alberta, Edmonton, 
Alberta, Canada. 

Received: 13 May 2021   Accepted: 24 September 2021

References
	1.	 Patient-Centered Outcomes Research Institute: 2021. http://​www.​pcori.​

org. Accessed 10 May 2021.
	2.	 Domecq JP, Prutsky G, Elraiyah T, Wang Z, Nabhan M, Shippee N, Brito JP, 

Boehmer K, Hasan R, Firwana B, et al. Patient engagement in research: a 
systematic review. BMC Health Serv Res. 2014;14(1):89. https://​doi.​org/​10.​
1186/​1472-​6963-​14-​89.

	3.	 Cope E, Angove R, Dungan R, Peay H. 2019 Title. https://​acade​myhea​lth.​
org/​blog/​2019-​01/​engag​ement-​scien​ce-​overv​iew-​lands​cape-​engag​ed-​
resea​rch

	4.	 Chu LF, Utengen A, Kadry B, Kucharski SE, Campos H, Crockett J, Dawson 
N, Clauson KA. “Nothing about us without us”-patient partnership in 
medical conferences. BMJ (Clinical Research ed). 2016;354: i3883. https://​
doi.​org/​10.​1136/​bmj.​i3883.

	5.	 Richards T, Snow R, Schroter S. Co-creating health: more than a dream. 
BMJ (Clinical Research ed). 2016;354: i4550. https://​doi.​org/​10.​1136/​bmj.​
i4550.

	6.	 Banner D, Bains M, Carroll S, Kandola DK, Rolfe DE, Wong C, Graham ID. 
Patient and public engagement in integrated knowledge translation 
research: are we there yet? Res Involv Engagem. 2019;5:8. https://​doi.​org/​
10.​1186/​s40900-​019-​0139-1.

	7.	 National Institutes for Health Research: INVOLVE 2017. http://​www.​invo.​
org.​uk. Accessed 13 May 2021.

	8.	 Alberta SPOR Unit: Patient Engagement Platform 2021. http://​www.​aihea​
lthso​lutio​ns.​ca/​initi​atives-​partn​ershi​ps/​spor/​patie​nt-​engag​ement-​platf​
orm/. Accessed 10 May 2021.

	9.	 Barello S, Graffigna G, Vegni E. Patient engagement as an emerging chal-
lenge for healthcare services: mapping the literature. J Nurs Res Pract. 
2012;2012:7. https://​doi.​org/​10.​1155/​2012/​905934.

	10.	 Baldwin JN, Napier S, Neville S, Wright-St Clair VA. Impacts of older peo-
ple’s patient and public involvement in health and social care research: 
a systematic review. Age Ageing. 2018;47(6):801–9. https://​doi.​org/​10.​
1093/​ageing/​afy092.

	11.	 Luna Puerta L, Bartlam B, Smith HE. Researchers’ perspectives on public 
involvement in health research in Singapore: the argument for a 
community-based approach. Health Expect Int J Public Particip Health 
Care Health Policy. 2019;22(4):666–75. https://​doi.​org/​10.​1111/​hex.​12915.

	12.	 Vroonland E, Schalkers I, Bloemkolk D, Dedding C. Patient involvement 
in cardiovascular research: a qualitative impact evaluation. Res Involve 
Engag. 2019;5(1):29. https://​doi.​org/​10.​1186/​s40900-​019-​0165-z.

	13.	 Snape D, Kirkham J, Preston J, Popay J, Britten N, Collins M, Froggatt K, 
Gibson A, Lobban F, Wyatt K, et al. Exploring areas of consensus and con-
flict around values underpinning public involvement in health and social 
care research: a modified Delphi study. BMJ Open. 2014;4(1): e004217. 
https://​doi.​org/​10.​1136/​bmjop​en-​2013-​004217.

	14.	 Carroll SL, Embuldeniya G, Abelson J, McGillion M, Berkesse A, Healey JS. 
Questioning patient engagement: research scientists’ perceptions of the 
challenges of patient engagement in a cardiovascular research network. 
Patient Preference Adherence. 2017;11:1573–83. https://​doi.​org/​10.​2147/​
ppa.​s1354​57.

	15.	 Estabrooks CA, Squires JE, Cummings GG, Teare GF, Norton PG. Study pro-
tocol for the Translating Research in Elder Care (TREC): Building context—
an organizational monitoring program in long-term care project (project 
one). Implement Sci. 2009;4:52. https://​doi.​org/​10.​1186/​1748-​5908-4-​52.

	16.	 Chamberlain SA, Estabrooks CA, Keefe JM, Hoben M, Berendonk C, 
Corbett K, Gruneir A. Citizen and stakeholder led priority setting for long-
term care research: identifying research priorities within the Translating 
Research in Elder Care (TREC) Program. Res Involv Engag. 2020;6(1):24. 
https://​doi.​org/​10.​1186/​s40900-​020-​00199-1.

https://doi.org/10.1186/s40900-021-00314-w
https://doi.org/10.1186/s40900-021-00314-w
http://www.pcori.org
http://www.pcori.org
https://doi.org/10.1186/1472-6963-14-89
https://doi.org/10.1186/1472-6963-14-89
https://academyhealth.org/blog/2019-01/engagement-science-overview-landscape-engaged-research
https://academyhealth.org/blog/2019-01/engagement-science-overview-landscape-engaged-research
https://academyhealth.org/blog/2019-01/engagement-science-overview-landscape-engaged-research
https://doi.org/10.1136/bmj.i3883
https://doi.org/10.1136/bmj.i3883
https://doi.org/10.1136/bmj.i4550
https://doi.org/10.1136/bmj.i4550
https://doi.org/10.1186/s40900-019-0139-1
https://doi.org/10.1186/s40900-019-0139-1
http://www.invo.org.uk
http://www.invo.org.uk
http://www.aihealthsolutions.ca/initiatives-partnerships/spor/patient-engagement-platform/
http://www.aihealthsolutions.ca/initiatives-partnerships/spor/patient-engagement-platform/
http://www.aihealthsolutions.ca/initiatives-partnerships/spor/patient-engagement-platform/
https://doi.org/10.1155/2012/905934
https://doi.org/10.1093/ageing/afy092
https://doi.org/10.1093/ageing/afy092
https://doi.org/10.1111/hex.12915
https://doi.org/10.1186/s40900-019-0165-z
https://doi.org/10.1136/bmjopen-2013-004217
https://doi.org/10.2147/ppa.s135457
https://doi.org/10.2147/ppa.s135457
https://doi.org/10.1186/1748-5908-4-52
https://doi.org/10.1186/s40900-020-00199-1


Page 11 of 11Chamberlain et al. Res Involv Engagem            (2021) 7:71 	

•
 
fast, convenient online submission

 •
  

thorough peer review by experienced researchers in your field

• 
 
rapid publication on acceptance

• 
 
support for research data, including large and complex data types

•
  

gold Open Access which fosters wider collaboration and increased citations 

 
maximum visibility for your research: over 100M website views per year •

  At BMC, research is always in progress.

Learn more biomedcentral.com/submissions

Ready to submit your researchReady to submit your research  ?  Choose BMC and benefit from: ?  Choose BMC and benefit from: 

	17.	 Estabrooks CA, Hutchinson AM, Squires JE, Birdsell J, Cummings GG, 
Degner L, Morgan D, Norton PG. Translating research in elder care: an 
introduction to a study protocol series. Implement Sci. 2009;4:51.

	18.	 (IAP2) IAoPP. Spectrum of public participation 2007. https://​cdn.​ymaws.​
com/​www.​iap2.​org/​resou​rce/​resmgr/​pilla​rs/​Spect​rum_8.​5x11_​Print.​pdf. 
December 31.

	19.	 Thompson J, Barber R, Ward PR, Boote JD, Cooper CL, Armitage CJ, Jones 
G. Health researchers’ attitudes towards public involvement in health 
research. Health Expect Int J Public Particip Health Care Health Policy. 
2009;12(2):209–20. https://​doi.​org/​10.​1111/j.​1369-​7625.​2009.​00532.x.

	20.	 Crockett LK, Shimmin C, Wittmeier KDM, Sibley KM. Engaging patients 
and the public in Health Research: experiences, perceptions and 
training needs among Manitoba health researchers. Res Involv Engag. 
2019;5(1):28. https://​doi.​org/​10.​1186/​s40900-​019-​0162-2.

	21.	 McLean RKD, Graham ID, Tetroe JM, Volmink JA. Translating research into 
action: an international study of the role of research funders. Health Res 
Policy Syst. 2018;16(1):44. https://​doi.​org/​10.​1186/​s12961-​018-​0316-y.

	22.	 Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall C, 
Suleman R. A systematic review of the impact of patient and public 

involvement on service users, researchers and communities. The Patient. 
2014;7(4):387–95. https://​doi.​org/​10.​1007/​s40271-​014-​0065-0.

	23.	 Payne M. Everyday citizenship and people with dementia, Ann-Charlotte 
Nedlund, Ruth Bartlett and Charlotte L. Clarke (eds), Edinburgh, Dunedin 
Academic Press, 2019, pp. vii + 110, ISBN 9781780460826, £21.50 (p/b). Br 
J Soc Work. 2020;50(3):979–86. https://​doi.​org/​10.​1093/​bjsw/​bcaa0​12.

	24.	 Bélisle-Pipon J-C, Rouleau G, Birko S. Early-career researchers’ views on 
ethical dimensions of patient engagement in research. BMC Med Ethics. 
2018;19(1):21. https://​doi.​org/​10.​1186/​s12910-​018-​0260-y.

	25.	 Alzheimer Society of Canada: Information for researchers 2020. https://​
alzhe​imer.​ca/​en/​resea​rch/​infor​mation-​resea​rchers/​find-​parti​cipan​
ts-​your-​study.

	26.	 Ives J, Damery S, Redwod S. PPI, paradoxes and Plato: who’s sailing the 
ship? J Med Ethics. 2013;39(3):181–5.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://cdn.ymaws.com/www.iap2.org/resource/resmgr/pillars/Spectrum_8.5x11_Print.pdf
https://cdn.ymaws.com/www.iap2.org/resource/resmgr/pillars/Spectrum_8.5x11_Print.pdf
https://doi.org/10.1111/j.1369-7625.2009.00532.x
https://doi.org/10.1186/s40900-019-0162-2
https://doi.org/10.1186/s12961-018-0316-y
https://doi.org/10.1007/s40271-014-0065-0
https://doi.org/10.1093/bjsw/bcaa012
https://doi.org/10.1186/s12910-018-0260-y
https://alzheimer.ca/en/research/information-researchers/find-participants-your-study
https://alzheimer.ca/en/research/information-researchers/find-participants-your-study
https://alzheimer.ca/en/research/information-researchers/find-participants-your-study

	Evolving partnerships: engagement methods in an established health services research team
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusions: 

	Plain English Summary 
	Introduction
	Methods
	Analysis

	Results
	Experience with engagement
	Benefits and challenges
	Need for support

	Discussion
	Benefits of engagement
	Need for support

	Limitations
	Conclusion
	Acknowledgements
	References


