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Abstract
Background  There are increasing publications on meaningful collaboration between researchers and patient 
research partners (PRPs), but fewer publications of such work from the PRP perspective using an evaluation 
framework. Our aim is to present our own perspectives and reflections on meaningful collaboration as PRPs working 
on a qualitative research study.

Main body  We were part of a study team that comprised of PRPs, clinicians and academic researchers, and was 
led by a PRP. The team designed and conducted a qualitative study aimed at understanding how patients make 
decisions around tapering of biologics for inflammatory bowel disease. The study was conducted online. The PRP 
lead was trained in qualitative methodology through a one-year certificate program called Patient and Community 
Engagement Research offered through the University of Calgary Continuing Education. We had received patient-
oriented research training and qualitative research training prior to this project. Team members were assigned tasks 
by our group lead based on member interests and willingness. Some group members were part of the Strategy for 
Patient-Oriented Research, Inflammation, Microbiome, and Alimentation: Gastro-Intestinal and Neuropsychiatric 
Effects Network, one of five chronic disease networks in the Strategy for Patient Oriented Research initiative of the 
Canadian Institutes of Health Research. We describe the five key ingredients to successful collaboration based on 
our experiences and reflections utilizing the Experience-Reflection-Action Cycle as our framework. The five key 
ingredients that we identified were: inclusiveness, goal and role clarity, multi-level training and capacity building, 
shared decision making, and a supportive team lead.

Conclusion  Overall, our experience was positive. With successful collaboration came an increased level of trust, 
commitment and performance. There is a need for more studies with diverse PRPs in different settings to validate 
and/or identify additional factors to improve collaboration in patient-oriented research.

Plain English Summary
There are an increasing number of publications on collaborative research work between researchers and patient 
research partners but fewer publications of such work from the patient research partner perspective. We share 
our experiences, reflections and the key factors for successful collaboration as two patient research partners 
on a research team led by a patient research partner trained in qualitative methodology through a one-year 
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Background
Including patients in health research can help to ensure 
that research activities, and the research findings 
and recommendations that are generated, are better 
aligned with the needs of the patient community [1]. 
The Canadian Institutes of Health Research (CIHR) 
describes patient engagement as meaningful and active 
collaboration in governance, priority setting, conduct-
ing research and knowledge translation [2]. Patient 
research partners (PRPs) can: (i) be involved as advi-
sors on certain aspects of the project; (ii) take on oper-
ational roles and conduct some parts of the research; 
and, (iii) lead or co-lead projects.

We, the first two authors of this paper, had a unique 
opportunity to collaborate as patient research part-
ners in a qualitative research study aimed at under-
standing how patients make decisions about tapering 
of biologics for inflammatory bowel disease (IBD). 
This study was part of an overarching investigation 
aimed at exploring the impact of patient engagement 
on research design, approach and outputs in the con-
text of qualitative research [3–5]. The research team 
for the overarching investigation formed two distinct 
research groups to study patient engagement, one 
group that was led by a PRP and one that was led by an 
academic researcher (see Fig. 1) - we were part of the 
PRP-led group.

Our seven-member group was comprised of three 
PRPs, two gastroenterologists, and two academic 
researchers. The PRP who led our group was trained in 
qualitative methodology through a one-year certificate 
program called Patient and Community Engagement 
Research (PaCER) offered through the University of 
Calgary Continuing Education [6, 7]. Both PRP authors 
had completed an internship-style qualitative research 
project as part of our training and education, with one 
of us being trained under the PaCER program and the 
other having qualitative research training through her 
master’s degree.

All team members were familiar with IBD to some 
degree, whether through lived experience, previous IBD 
research knowledge, or through providing clinical care to 
patients with IBD. Some team members were part of the 

Inflammation, Microbiome, and Alimentation: Gastro-
Intestinal and Neuropsychiatric Effects (IMAGINE) Net-
work, one of five chronic disease networks in the Strategy 
for Patient Oriented Research (SPOR) initiative of CIHR 
[8].

Our aim is to present our own perspectives and reflec-
tions on meaningful collaboration as PRPs working on a 
qualitative research study.

Main body
According to Riches et al. [9], including people with 
lived experience on project teams is foundational and 
important throughout the research cycle. But often, 
as PRPs on research teams, we are left feeling that 
our expertise as people with lived experience, and our 
other skills and professional expertise that we bring to 
the team is undervalued. This was the first research 
team where we felt that we were experts in our own 
way and that we were able to meaningfully contribute 
throughout the entire research cycle. In this paper, we 
use the Experience-Reflection-Action (ERA) frame-
work [10] to identify the key factors, or ingredients 
that contributed to our positive experience and satis-
faction. The ERA framework is a simple, straightfor-
ward model grounded in reflexive actions where one:

1)	 Considers their experiences (whether good or bad),
2)	 Reflects on lessons learned from those experiences, 

and
3)	 Implements changes or actions based on those 

learnings.

Reflecting on our experiences on this patient-led proj-
ect, we identified five key ingredients that contrib-
uted to our successful collaboration: inclusiveness, 
goal and role clarity, multi-level training and capacity 
building, shared decision making, and a supportive 
team lead. Refer to Table 1 for a summary of these key 
ingredients.
 
1) Inclusiveness
It is often challenging as PRPs to share our unique per-
spectives, especially at the beginning of a project, and it 

certificate program called Patient and Community Engagement Research offered through the University of Calgary 
Continuing Education. We had a positive overall experience and contributed as equal partners on the project, 
influencing many of the project decisions. Inclusiveness, goal and role clarity, multi-level training and capacity 
building, shared decision making, and a supportive team lead contributed to the feeling of empowerment and 
satisfaction. Our results indicate that with successful collaboration comes an increased level of trust, commitment 
and performance. There is a need for more studies with diverse patient research partners in different settings to 
validate and/or identify additional factors to improve collaboration in patient-oriented research.

Keywords  Patient-oriented research, Patient engagement, Patient involvement, Qualitative methodology, Patient 
experiences
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can be even more challenging if you are the only PRP on 
the team. On this project, we had the right mix and num-
ber of patients, researchers and clinicians to accomplish 
the study objective. We really appreciated having other 
PRPs on the team as it was less intimidating than when 
you are the only patient on a team full of academics and 
clinicians.

We were both experienced PRPs and had research 
knowledge and collaboration skills. We adopted a broad 
patient perspective when sharing our opinions during the 
discussions and tried to include ideas from other patients 
that we have interacted with to share more than just our 
own opinions. We wonder if the experience would have 
been the same for PRPs who are not as well trained or as 
knowledgeable about research practices as us.

It would be helpful for teams to consider having rep-
resentation of at least two patient research partners 
with diverse backgrounds and experiences on research 
project teams. This number has been recommended by 
other researchers [11, 12] and also takes into consider-
ation attrition over the course of the project due to health 
reasons or personal reasons such as travel. Martineau et 
al. suggest that projects include a mix of new and more 
experienced patient partners to bring in fresh perspective 
and aid in capacity building [13].
 
2) Goal and role clarity

Role clarity is another key ingredient to the success of a 
collaborative team [14, 15]. There should be transparency 
and clarity on the purpose of the study, the work that will 
be required and full disclosure about the time commitment 
and availability. Our group leader had a vision, a clear plan 
for the project, and set us up for success by providing suf-
ficient opportunities for all team members to discuss our 
goals, and how the team was going to achieve the project 
objectives.

All team members discussed the project goal and research 
question at the beginning of the study. There was some con-
fusion about the research question, but the team was able 
to use our collective knowledge to help finalize a concrete 
question. All team members also discussed their personal 
goals, how they would like to engage on the project as well 
as time commitments and availability. The team leader 
divided the work according to the individual strengths, will-
ingness and availability of team members. There were no 
unreasonable demands on any group members, and every-
one seemed happy with their roles.

We liked that our own personal project goals were dis-
cussed and our time commitments were taken into consid-
eration before the start of the project work. We felt a shared 
sense of purpose and commitment to the collective goal. 
We were happy and clear about our role on this project. 
Discussions about the research goal and question helped 
us understand what the project was about and gave us an 

Fig. 1  Study design
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Category Our Experiences (what we did) Our Reflections (our feelings and 
thoughts based on the experience and 
how we were impacted)

Our Recommendations (actions 
that might help and what could 
be done differently)

Inclusiveness The team had the right mix of patients, 
researchers and clinicians, with all three 
stakeholder groups equally represented. 
Team members had diverse backgrounds and 
brought their own set of skills and knowledge 
to contribute to the team, and accomplish the 
study objectives.
We adopted a broad perspective when sharing 
our opinions during discussions and tried to 
include ideas that we heard over time.

We really appreciated having other PRPs 
on the team as it was less intimidating 
than when you are the only patient on a 
team full of academics and clinicians.
We were both experienced PRPs and 
had research knowledge and skills to col-
laborate. We wondered if the experience 
on the team would have been the same 
for PRPs who were not as knowledgeable 
about research practices.

It would be helpful for research 
teams to consider including at 
least two patient research partners 
with diverse backgrounds and 
experiences on research teams
Researchers could recruit a mix of 
new and more experienced patient 
partners to bring in fresh perspec-
tive and aid in capacity building.
PRPs should be encouraged to 
discuss broad concerns of interest 
that would be representative of 
others, not just themselves.

Goal and role 
clarity

All team members discussed the project goal 
and research question prior to start of the proj-
ect. There was confusion about the research 
question. The team worked together to finalize 
a concrete question.
All team members discussed personal goals, 
how they would like to engage on the project, 
and time commitment prior to the start of the 
project. The team leader divided the work ac-
cording to individual strengths, willingness and 
time availability of team members.
We took on responsibilities and
executed tasks with confidence once we 
agreed to our roles.

Discussions about the research goal and 
question helped us understand what the 
project was about. We felt motivated to be 
involved and think about patient-centric 
ways to achieve the goal.
It was easier for us to operate with a set 
goal and plan. Dividing the project work 
was an efficient way to move the project 
forward within the given timeframe.
There were no misunderstandings as we 
discussed our expectations and roles 
upfront.
We liked that our own personal project 
goals were discussed and our time com-
mitments were taken into consideration 
before the start of the project work. We felt 
a shared sense of purpose and commit-
ment to the collective goal.

There should be transparency and 
clarity regarding the purpose of 
the study, goals and roles.
Roles should be defined in conver-
sations with each PRP about their 
skills, interests, and willingness 
to contribute. No role should be 
undervalued or overlooked when it 
comes to collaborative research.
Full disclosure of time commit-
ment and availability is required for 
successful collaboration.
As the project progresses new 
interests or challenges may arise, 
so there should be regular check-
ins with PRPs to see if roles need to 
be adjusted.

Multi-level train-
ing and capacity 
building

We both had POR training and had completed 
an internship-style qualitative research project 
as part of our training and education.
We were provided minimal formal training: a 
video on patient preference and qualitative 
research. The researchers and clinicians on the 
team received the same video.
There was a wealth of opportunities to learn 
new skills from each other and gain valuable 
insights. Informal training happened during the 
meetings (e.g. NVivo software overview).

Our qualitative and patient-oriented 
research training gave us credibility and 
prepared us to be productive and com-
petent contributors to all aspects of the 
project from the start. We think that the 
researchers felt confident in our ability to 
execute our tasks.
Our training and experience in patient-ori-
ented research also helped us understand 
the different roles, biases, and challenges 
that could potentially generate conflict or 
distrust.

PRPs should be provided training 
on research cycles and relevant 
methodologies.
Training can be either more or 
less intensive depending on the 
willingness, interest, and roles of 
PRPs on a project.
Training could be provided prior, 
and/or ongoing throughout the 
project.
Academic researchers and other 
team members should also receive 
training on engaging and working 
with PRPs.

Table 1  Five key ingredients for successful collaboration using the ERA Framework
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opportunity to think about patient-centric ways to achieve 
the goal. It was easier for us to operate with a set goal and 
plan. Dividing the project work was an efficient way for 
moving the project forward within the given timeframe.

As PRPs continue to be involved in health research, 
research teams must try to make sure that more people 
understand the role of PRPs on research teams so that 
patient research partners can achieve positive, meaningful 
experiences. Reflecting on our experiences with this proj-
ect, we recommend that roles for PRPs should be defined 
in conversations with each PRP about their skills, interests, 
availability, and willingness to contribute. No role should 
be undervalued or overlooked when it comes to collabora-
tive research. Also, as the project progresses and PRPs are 
exposed to other areas of the project, new interests or chal-
lenges may arise, so there should be regular check-ins to see 
if roles need to be adjusted.
 
3) Multi-level training and capacity building

When patients join research teams without proper train-
ing and experience there is a risk of tokenism. Tokenism 
[1, 11, 16] is a concept that many patients who have been 
involved in health research for a while are familiar with. 
As PRPs, we have both experienced tokenism; where 
our responsibilities and roles on the team were reduced 
compared to the roles for which we were recruited. That 
did not happen with this team, we felt like our opinions 
mattered throughout the project. We took on roles and 
responsibilities that exceeded our initial expectations, 
which was critical to our engagement and commitment. 
We were provided minimal formal training, however, we 
had many opportunities for informal training and learn-
ing during our frequent team meetings discussing vari-
ous aspects of the project, such as an overview of NVivo 
software and strategies for analysis.

Our previous training prepared us to be productive and 
effective contributors to all aspects of the project and also 
provided knowledge exchange opportunities between 

Category Our Experiences (what we did) Our Reflections (our feelings and 
thoughts based on the experience and 
how we were impacted)

Our Recommendations (actions 
that might help and what could 
be done differently)

Shared decision 
making

We did not have a lot of time to get to know 
each other.
We were a part of the decision-making process 
from the preparatory phase to the knowledge 
translation phase of the study. There was two-
way communication.
We faced scheduling challenges since team 
members were living in different parts of 
Canada and had competing priorities. The 
team discussed mechanisms for continuous 
communication and feedback and came to 
a consensus to use multiple modes such as 
OneDrive to share documents and weekly 
videoconference team meetings.
We proposed a study design and approach 
that was patient-centric without compromis-
ing the scientific rigor of the study.
We were heavily involved in creating patient-
centric focus group and interview guides, and 
subsequently conducting the focus groups 
and interviews independently with patient 
participants.

We did not feel insecure or uncomfort-
able. There was mutual respect. We felt like 
equal members of the group. It did not feel 
as though there was a formal hierarchy. We 
felt trusted and valued, like our opinions 
mattered at every stage of the project, 
which was critical to our engagement and 
commitment.
Having different ways to communicate, 
especially asynchronously, became a 
strength of the team as it created flexibility 
by accommodating different communi-
cation styles. There was transparency in 
real-time.
The team worked cohesively, understand-
ing problems and finding the solutions. 
Responsive dialogues allowed for active 
participation in the co-learning process 
with a broad range of perspectives and 
expertise utilized in guiding the project’s 
direction. Individually, we both were satis-
fied and motivated.

Projects should include more time 
and, if possible, flexible timelines 
so that teams can build a trust-
based relationship.
There should be shared leadership 
and decision-making processes 
at all levels and phases of the 
research.
Inclusive mechanisms and pro-
cesses should be set up at the start 
of the project.
PRPs should be provided oppor-
tunities to co-lead projects with 
researchers.

Supportive team 
lead

The team lead promoted interactions between 
team members and ensured every team mem-
ber contributed to the discussions and deci-
sions made during meetings. If a team member 
was not able to attend the meetings, they were 
informed through weekly update emails.
The team lead provided the same resources to 
all members regardless of whether they were 
PRPs, clinicians or researchers.
All team members participated in a reflexiv-
ity exercise to discuss potential unconscious 
biases and conflicts of interest.

We felt we were in a safe and inclusive 
environment that bolstered our contribu-
tions to the discussions and decisions. We 
spoke our mind when we had concerns 
about the research design, approach or 
any of the study documents during all 
project phases.

It is important that the team lead 
create a diverse and inclusive envi-
ronment so that all team members 
can feel welcomed, have honest 
conversations and continue partici-
pation on the project.
Study team leads should have 
excellent communication, organi-
zational, and relationship building 
skills. Someone who actively listens 
to each team member, asks for 
advice, ideas and feedback. They 
should also be able to manage 
meetings effectively.

Table 1  (continued) 
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members of the group because we were familiar with the 
research cycle, methodologies and terminology used dur-
ing the discussions throughout the project. Our training 
and experience in patient-oriented research also helped 
us understand the different roles, biases, and challenges 
that could arise and create conflict or an environment of 
distrust that would be detrimental to the success of our 
collaboration. We also think that the researchers felt con-
fident in our ability to execute and accomplish our tasks.

To help them prepare, and have confidence in their 
roles, PRPs should be provided training on research 
cycles and relevant methodologies, especially if they do 
not have prior training. Training can be either compre-
hensive, like the University of Calgary’s PaCER program 
[6], or less intensive like the Partners in Research (PiR) 
2-month online course run by the IMAGINE Network 
[17], depending on the willingness, interest, and roles of 
PRPs. Preferably the training would be completed prior 
to a study commencing, but some research teams might 
not have enough resources (money and time) to train 
PRPs at the preparatory phases of projects. If PRPs can-
not be trained before the study begins, training oppor-
tunities should be made available as soon as possible, 
and accessible throughout the duration of the project. 
The training provided should be based on the roles that 
the PRPs will play on the team and the skills that will be 
required for them to be successful (e.g., software train-
ing, or training in the relevant methodologies). Academic 
researchers should also receive training on engaging and 
working with PRPs.

We would appreciate it if researchers who may not 
understand the full scope of patient-engaged research 
turn to trained PRPs to guide them or to organizations 
such as the CIHR Strategy for Patient Oriented Research 
[18], Patient-Centered Outcomes Research Institute [19] 
and National Institute for Health and Care Research [20] 
who all have mandates to improve patient partnership in 
health research.
 
4) Shared decision making
Collaborative work normally requires a level of personal 
familiarity, intimacy and trust. Our team worked under 
tight deadlines resulting in insufficient time for getting to 
know each other. However, this did not significantly hin-
der how we worked together because there was shared 
decision making at all levels and phases of the research 
that helped build trust over time. Unlike some of our 
previous experiences as PRPs, where our roles were lim-
ited to sharing our lived experience and helping with 
recruitment, in this project, we were a part of all of the 
decisions that were made. We took on responsibilities 
and executed our tasks with confidence once we agreed 
to our roles. We proposed a study design and approach 
that was patient-centric and included a range of diverse 

patients without compromising the scientific rigor of the 
study. We were heavily involved in creating patient-cen-
tric focus group and interview guides, and subsequently 
conducting the focus groups and interviews with patient 
participants. Once the data were collected and analyzed, 
we discussed the results of the literature review, focus 
groups and interviews, and we finalized the key findings 
with our other team members.

Shared decision making led to our team working cohe-
sively. We felt like equal members of the group. We felt 
trusted and valued, like our opinions mattered at every 
stage of the project. We wanted to ensure quality results 
were delivered to help validate that trained patients can 
contribute broadly to all aspects of the research process, 
not just in select project activities. In their study, Leese 
et al. found that patients partners valued environments 
where they were heard and their contributions were con-
sidered equally important as the rest of the team [21].

Our team faced a challenge with scheduling since team 
members were collaborating from different time zones 
and had competing priorities that limited the ability to 
meet in real-time. To overcome our scheduling chal-
lenges, all team interactions were virtually-based using 
videoconferencing or asynchronous using collaboration 
software where we left comments and questions for each 
other in shared documents. Even though we did not have 
a lot of time to get to know each other and prepare for 
the undertaking, everyone made time to discuss ways 
to communicate and acknowledge the different com-
munication preferences of members to maximize the 
team effectiveness. Having different ways to communi-
cate, especially asynchronously, became a strength of the 
team as it created flexibility by accommodating different 
communication styles. It also created transparency in 
real-time.

Reflecting on this experience, we recommend shared 
decision making processes at all levels and phases of the 
research. Teams should set up inclusive mechanisms 
and processes at the start of the project for successful 
collaboration.

We also propose that PRPs be provided with increased 
opportunities to co-lead projects with researchers. We 
think this strategy may reduce the power differentials 
between patients and researchers, and lead to more 
meaningful engagements with patient groups. Lau-
zon‑Schnittka et al.’s review paper [22] noted that when 
hierarchies are abolished, PRPs feel empowered to con-
tribute, leading to more positive experience and satisfac-
tion working on projects.
 
5) Supportive team lead
The leadership skills demonstrated on this project played 
a big role in the success of our group. For us as PRPs, hav-
ing a group leader who was also a PRP made her more 
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approachable and changed the working dynamics since 
we saw her as a peer. It did not feel as though there was 
a formal hierarchy, which contributed to everyone pitch-
ing in when their expertise was required. It felt easier to 
be vulnerable and speak our minds, which empowered 
us and increased our level of engagement throughout the 
study.

The team lead promoted interactions between team 
members and ensured that every team member con-
tributed to the discussions and decisions. Our leader 
spent a lot of time outside of group meetings prepar-
ing materials and drafting documents so that when 
we were able to meet as a team, the time together was 
productive and used to have generative discussions 
resulting in shared decision-making to move the work 
forward. If the member was not able to attend the 
meetings, they were informed through weekly update 
emails.

The team lead also provided the same resources to 
all members regardless of whether they were PRPs, cli-
nicians or researchers. All team members participated 
in a reflexivity exercise to discuss potential uncon-
scious biases and conflicts of interest.

The safe and inclusive environment created by our 
team leader bolstered our contributions to discussions 
and decisions. We spoke our mind when we had con-
cerns about the research design, approach, or any of the 
study documents during all project phases.

Some key qualities that leaders should have include 
relationship building to understand what roles the PRPs 
on their team would like to play, organization and the 
ability to manage meetings effectively to allow a safe 
space for patients to contribute, and excellent communi-
cation skills to ensure everyone on the project team is up 
to speed.

Conclusion
Patients can and should be embedded within health 
research teams to ensure that the research is aligned 
to meet the needs of the patients who are impacted 
by the research. With appropriate training in research 
methodology, patient research partners can be 
empowered to contribute to multidisciplinary health 
research teams beyond their traditional scope and can 
even co-lead those teams. Further research is required 
to understand the experiences of trained PRPs when 
participating, leading or co-leading research and the 
impact on the research outputs.
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