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Abstract 

Background  The re-conceptualization of patients’ and caregivers’ roles in research from study participants to co-
researchers (“patient partners”) has led to growing pains within and outside the research community, such as how to 
effectively engage patients in research and as part of interdisciplinary teams. To support the growth of more success-
ful research partnerships by developing a shared understanding of how patient partners conceptualize and contrib-
ute to their role, this study aimed to explore patient partners’ motivations for engagement and understanding of their 
role.

Methods  We conducted semi-structured interviews with participants (n = 13) of an online survey of activities 
and impacts of patient engagement in Strategy for Patient-Oriented Research projects. Eligibility criteria included 
being a patient partner that indicated interest in interview participation upon survey completion, the ability to read/
write in English and provide informed consent. Data were analyzed thematically using an inductive, codebook the-
matic analysis.

Results  Illuminating the lived/living patient and caregiver experience was central to how most patient partners 
conceptualized the role in terms of its definition, purpose, value, and responsibilities. Participants also identified four 
additional categories of motivations for becoming a patient partner and contributions that patient partners make 
to research that build upon and are in addition to sharing their lived/living experiences. Lastly, participants high-
lighted important connotations of the term patient partner, including temporal and context-specific considerations 
for the term “patient” and what “partner” may imply about the nature of the research relationship.

Conclusions  At the onset of partnership, academic researchers and patient partners must create the space necessary 
to discuss and understand each other’s underlying motivations for partnering and their perspectives on the purpose, 
value, and responsibilities of the patient partner role. These early conversations should help unearth what research 
partners hope to get out of and feel that they are able to contribute to engaging, and in such contribute to the devel-
opment of reciprocal relationships that work towards shared and valued goals.
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Plain English summary 

Developing a shared understanding and respect for each other’s motivations, experiences, and expectations 
is an important step toward successful academic researcher-patient partnerships. Therefore, this study aimed 
to explore patient partners’ motivations for engagement and understanding of their role. We met this aim by inter-
viewing 13 English-speaking individuals with lived/living experience of being patient partners on Strategy for Patient-
Oriented Research projects. These individuals were identified through our database of previous study participants 
interested in future research opportunities. We analyzed the information gathered through interviews by identifying 
themes that arose among sets of interview questions. Our findings revealed that illuminating (i.e., sharing and draw-
ing attention to) the lived/living patient and caregiver experience was central to how most participants defined 
the patient partner role and its purpose, value, and responsibilities. We also identified four other categories of moti-
vations for becoming a patient partner and contributions that patient partners make to research other than shar-
ing their lived/living experiences. Finally, interviews highlighted different types of meanings that could be attached 
to the title of “patient partner.” Based on our findings, we suggest that it is very important that academic researchers 
and patient partners take the time to discuss and understand each other’s underlying motivations for partnering 
and their thoughts on the purpose, value, and responsibilities of the patient partner role. These early conversations 
should help unearth what research partners hope to get out of and feel that they can contribute to engaging and, 
through this, help establish two-way relationships focused on shared and valued goals.

Background
The Canadian Institutes of Health Research (CIHR) 
states that health researchers aim to increase “… knowl-
edge of health, disease, and health services, and to then 
apply that knowledge to help people lead healthier lives” 
[1]. Patients and their unpaid caregivers (e.g., family or 
friends) have direct [lived/living] experience of health, 
illness, and accessing health care services. Thus, they 
are well positioned to be important allies in researchers’ 
pursuit of health-related knowledge and its applications 
to wellness and the betterment of the healthcare sys-
tem. Despite significant investments in initiatives such as 
CIHR’s Strategy for Patient-Oriented Research (SPOR) 
and the Patient-Centered Outcomes Research Institute in 
the United States, patients’ and caregivers’ contributions 
to health research have been, for the most part, underu-
tilized and limited to the role of research subject. While 
there is no doubt that without human participants, much 
of health research would not function, with the develop-
ment of these initiatives came formal acknowledgment 
of the other significant roles that patients and caregivers 
can and should play in health research. Namely, as co-
researchers (“patient partners”), helping to drive research 
processes and ensuring a focus on patient and caregiver-
identified priorities and outcomes [2] – ideally through 
engagement from the outset of the study (when ideas are 
being generated and the research question defined) and 
into knowledge translation and dissemination. Within 
Canada, this patient-centered research approach is 
referred to as patient engagement in research.

As with any change, the re-conceptualization of the 
patient’s and caregiver’s role in research has led to 
growing pains within and outside the health research 

community. Specifically, one notable challenge pertains 
to teamwork among interdisciplinary and cross-discipli-
nary teams [3–5], which is compounded by the fact that 
many patients and caregivers are external and likely new 
to the research environment. As well, research suggests 
that many academic researchers are uncertain about how 
to effectively include patient partners in the research 
team [6, 7]. Careful consideration of how research collab-
orations are developed and maintained with patient part-
ners is imperative to successful teamwork (e.g., engage 
a diversity of perspectives, obtain meaningful input, 
achieve desired outcomes). One defining characteristic 
of teamwork is collective cooperation toward shared and 
valued goals [8]. Thus, successful research collaborations 
require team members to learn how to work together 
while representing their own perspective as they work 
to co-create and achieve a shared vision. To this end, an 
important step towards developing and maintaining suc-
cessful academic researcher-patient partnerships is a 
shared understanding of, and respect for, the motivations 
and expectations of different partners and the unique 
experiences, skillsets, and knowledge they contribute to 
reaching the team’s goals.

Methods
Aim
In this study–which was co-designed, co-led, and co-
authored with a patient partner and engaged other 
patient partners as members of the research team and 
as advisors–we explored the experiences of patient part-
ners. Specifically, we aimed to explore patient partners’ 
motivations for engaging in research and their under-
standing of the role. Our underlying research question 
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was, “What motivates patient partners to engage in 
research and what meanings do they attach to the 
role?” Our study adds data from the Canadian context 
to the growing international body of literature examin-
ing patient partners’ motivations and role expectations 
for engagement [9–15]. Novelly, not only did we engage 
patient partners across this study’s research cycle, we also 
involved study participants (all of whom represented the 
patient partner perspective) in helping guide its analy-
sis and write-up. Creating this space for patient part-
ners to share their ideas and experiences of engagement 
is offered as a mechanism to shape shared understand-
ings of patient engagement in research and help dis-
rupt the dominance of the academic researcher voice in 
patient engagement and health research. Also unique to 
our work is the creation of an accompanying lay version 
of our paper (Additional file 1) that aims to broaden the 
reach of our findings to a non-academic audience, and 
an editable document (Additional file  2) aimed at guid-
ing academic researchers and patient partners in directly 
applying our findings to their own partnerships. As such, 
our findings should help enrich the understanding of how 
patient partners conceptualize and contribute to their 
role and more directly support the development of more 
meaningful relationships between academic researchers 
and patient partners.

Study design and setting
This qualitative study was part two of a sequential 
explanatory mixed-methods project (i.e., cross-sectional 
survey [16], followed by semi-structured interviews 
(current study), and finally, a national workshop (under 
review)) that aimed to describe the enactment of patient 
engagement in projects funded through SPOR initiatives 
and identify future directions for the field. The research 
team included two patient partners (RS, SH), a patient-
oriented researcher (AMC), two senior scientists (ASHS, 
TAD), an implementation scientist (NMC), and a patient 
engagement specialist (CS). The conceptualization for 
this current study emerged from a patient partner (RS), 
and the intention was to explore the experiences of 
patient partners involved in SPOR-funded research [17]. 
Thus, this study was guided by a constructivist standpoint 
where the research team endorsed a relativist ontology 
(i.e., all people experience a different reality; each patient 
partner has their own perception of being engaged in 
research) and a subjectivist epistemology (i.e., knowledge 
is co-created; academic researchers, patient partners, and 
research participants will co-create knowledge in the pre-
sent study) [18, 19]. Therefore, it was important for us to 
center the voices of patient partners when co-generating 
knowledge through this study. The Guidance for Report-
ing Involvement of Patients and the Public (GRIPP-2) 

short-form checklist informed our reporting (Additional 
file 3) [20]. Ethics approval was obtained from the Educa-
tion Nursing Research Ethics Board at the University of 
Manitoba (certificate number E2019:082(HS23180)).

Sample and recruitment
In 2020, we conducted a Pan-Canadian cross-sectional 
survey of patient engagement activities and impacts of 
SPOR-funded projects [16]. At the end of the survey, we 
invited respondents that represented the patient partner 
perspective to indicate if they were interested in par-
ticipating in the current qualitative interview study. The 
lead author (AMC) contacted the 15 respondents who 
expressed interest in participating in interviews via an 
email that contained a study overview and consent form. 
As interviews were conducted virtually, participation was 
not limited to any specific province. The lead author then 
followed up with those who confirmed interest in study 
participation to ensure they met study eligibility criteria 
and to answer any of their questions. In addition to being 
a patient partner that completed our cross-sectional 
survey and indicated interest in participating in subse-
quent qualitative interviews, individuals needed to be 
able to read and or write in English and provide written 
informed consent to be eligible to participate. Individu-
als were compensated $75 for participating in the study 
(interview and member check activities).

Data collection and tools
Semi-structured interviews were co-conducted virtu-
ally (via Microsoft Teams) by a patient partner (RS) and 
academic researcher (AMC). Three of the co-authors 
(AMC, ASHS, RS) co-developed a semi-structured inter-
view guide, as guided by the literature, preliminary cross-
sectional survey findings, and their collective experiences 
with patient engagement in research, and then shared 
with the rest of the research team for feedback. Two co-
authors (AMC and RS) piloted the interview guide with 
four individuals with experience of being patient partners 
(none of whom were eligible to participate in the study) 
to further refine its content, including editing the order 
and structure of the questions for clarity. Study inter-
views took place February–April 2021, were recorded, 
and lasted approximately 60–90  min each. They began 
with an overview of the study, which was followed by a 
set of closed-ended sociodemographic questions, and 
then moved into a series of open-ended questions [Addi-
tional file 4]. These open-ended questions probed partic-
ipants’: (a) reasons for becoming a patient partner; and 
their perceptions of (b) how to define the term patient 
partner, (c) the purpose and/or value of patient partners, 
and (d) the roles and/or responsibilities of patient part-
ners in research. Following the interviews, recordings 
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were sent to a professional service for transcription. All 
participants provided written, informed consent prior to 
study participation.

Codebook thematic analysis
We implemented an inductive codebook thematic analy-
sis as recently described by Braun and Clarke to analyze 
the qualitative dataset (i.e., interview transcripts) [21]. 
This method of analysis supported our aim to explore 
patient partners’ motivations for engaging in research 
and their understanding of the role. Codebook thematic 
analysis aligns with our constructivist approach that 
positions data analysis as a subjective practice [21], but is 
more pragmatic than reflexive thematic analysis as it can 
accommodate multiple researchers working together on 
the analysis in a more efficient timeline. Thus, codebook 
thematic analysis is an optimal method when engaging 
patient partners with less time and less research train-
ing in a qualitative data analysis [21]. The extent to which 
RS and SH were engaged in data analysis was decided 
through discussion and based upon their preferences for 
involvement in the study.

Anonymized data (i.e., interview transcripts) were 
uploaded into NVivo Version 12 (QSR International). 
As our intention was to listen to the voices of patient 
partners, our analysis process aimed to maximize input 
from our patient partner team members and those who 
participated in an interview [17, 18]. Our approach to 
thematic analysis began with three study team mem-
bers (AMC, ASHS, RS) independently reviewing two 
randomly chosen interview transcripts, and inductively 
generating plausible codes under each set of interview 
questions. They then met to discuss and agree upon a 
codebook used to conduct the remainder of the analysis. 
The codebook was iteratively refined by the lead author 
(AMC) while coding the remaining transcripts. When 
alternate plausible codes were generated, the lead author 
(AMC) consulted with the other two co-authors co-lead-
ing the initial analysis (RS, ASHS). Once a preliminary 
analysis of all the transcriptions was completed, the lead 
author (AMC) sorted the codes and their correspond-
ing data excerpts into potential sub-themes under each 
of the four main interview questions (themes) that were 
used to explore participants’ motivations for becoming 
patient partners and their understanding of the role. The 
lead author (AMC) discussed the development of sub-
themes with RS and ASHS until agreement on interpre-
tation was achieved. A list of themes, sub-themes, and 
corresponding codes and data excerpts was shared with 
the entire study team for feedback and refinement. Next 
the revised themes, sub-themes and corresponding codes 
and data excerpts were shared with all study participants, 
who were invited to help member-check the accuracy 

of and build upon the findings during focus groups held 
August–September 2021.

A paper describing our interactive approach to engag-
ing participants in member-check activities will be pub-
lished as a stand-alone paper. Briefly, the member-check 
activities were informed by our research team’s previous 
qualitative research and patient engagement experiences 
and conceptualized by the first and senior authors (AMC, 
ASHS) and RS. Participants were first sent a fillable pdf 
document that contained the revised themes, sub-themes 
and corresponding codes and data excerpts. For each set 
of respective sub-themes, codes, and data excerpts, the 
document instructed participants to describe whether: 
they saw themselves reflected in was presented; there 
was anything missing or that they would like to add; any-
thing stood out; or they had any other comments they 
would like to make. Participants had the option of meet-
ing with the first author virtually if they preferred to give 
verbal responses and all questions were optional. Partici-
pants each then attended one follow-up member-check 
focus group (n = 2 were held to accommodate everyone’s 
schedule) to discuss their feedback (so as to arrive at a 
final set of themes, sub-themes, and excerpts) and what 
they viewed as the most important findings. All partici-
pants took part in the member-check activities and were 
provided with an individualized participant report at 
the end of the study that summarized how we incorpo-
rated their input in the activities into shaping the study’s 
findings.

Patient engagement in the study
This study relied on emails, phone calls, and small and 
full team meetings to engage two patient partners across 
its research cycle at the levels of collaborate (RS) and 
involve (SH) [22, 23]. Specifically, RS co-led the study, 
meaning he played an active role in designing and execut-
ing all of its activities and had an equal say in its decision-
making (along with academic researcher co-leads AMC 
and ASHS). SH (along with the remaining members of 
the research team – CS, NMC, TAD) was engaged at 
major milestones throughout the study (e.g., grant writ-
ing, study planning, data analysis and synthesis) to help 
guide and elicit feedback on study directions, materials, 
and outputs, and to inform study-related decisions that 
were ultimately made by the study co-leads. The study 
also consulted [22, 23] participants to help ensure the 
accuracy, and make sense of, its findings and write-up 
through member-check focus groups and sharing study 
documents to gather written and verbal feedback. Both 
RS and SH co-authored this article, as did study par-
ticipants that engaged in the consultation activities and 
expressed written interest in group authorship. Individu-
als that chose to contribute to the group authorship were 
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given the option to not have their name included on the 
authorship list to preserve their participant confidenti-
ality and were only presented with anonymized data as 
presented in the member-check focus groups. To help 
support patient partners’ co-authorship, we provided a 
lay summary of the paper (similar to Additional file  1) 
along with the paper formatted for submission to a jour-
nal and gave individuals the option of meeting with the 
first author virtually to go through the paper and discuss 
revisions together. Although there are no concrete next 
steps for engaging this group of patient partners in fol-
low-up research, all were asked whether they would like 
to be notified by the team about future research and/or 
patient engagement related opportunities.

Results
Of the 15 individuals contacted, 13 agreed to participate. 
Table  1 presents participants’ select self-reported soci-
odemographic characteristics.

As summarized in Fig. 1, we next present a summary 
of findings generated from the interview data. The four 
main interview questions that were used to explore 
participants’ motivations for becoming patient part-
ners and their understanding of the role are presented 
as overarching themes. Subthemes are used to provide 
topic summaries of patient partners’ responses to each 
question. Presenting qualitative findings as summaries 
of responses to interview questions is consistent with 
codebook thematic analysis [24]. We have assigned 
pseudonyms to participant quotes, including pseudo-
nyms that could be considered gender-neutral, to pre-
serve participant anonymity within the SPOR-funded 
patient partner community and to also contribute to 
the humanizing of patients engaged in research. A sim-
pler and more accessible overview of our findings, and 
their applications, is found in Additional file 1.

Table 1  Participants’ select sociodemographic characteristics (n = 13)
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Reasons for becoming a patient partner
Participants’ experiences of a health condition and/
or accessing health care services provided them with 
the prerequisite lived/living experience needed to be 
a patient partner. However, as illustrated by the select 
quotes presented in Fig.  2, they also had personal driv-
ers that motivated them to engage in research and influ-
enced what they hoped to achieve from partnering. These 
included altruism, professional background, desire for 
personal growth and expression, and personal history.

Altruism
Participants’ experiences with the complexities involved 
in navigating the healthcare system and with their or 
their loved one’s conditions made them want to apply 
their learnings to the benefit and learning of oth-
ers navigating similar waters. Others spoke of a more 
general desire to “give back” and devote themselves to 
tasks greater than themselves, like breaking down silos 

between the research and healthcare systems and raising 
awareness of what it is like living with a health condition.

Professional background
Participants’ professional backgrounds, be it in health-
care, academia, research, or creating surveys, contrib-
uted to their wanting to engage in research since they 
felt that they had the education, skills, and/or experience 
to meaningfully contribute and/or they saw partnering 
as a natural extension of their professional roles. These 
professional backgrounds were also related to interests 
they had for the research, such as the opportunity to be 
involved in asking and solving questions, and shaping 
projects at the formative level.

Desire for personal development and expression
Participants also discussed viewing engagement as an 
opportunity for personal growth and development. For 
example, some stated that they were interested in engag-
ing and challenging themselves cognitively, especially 

Fig. 1  Summary of study findings
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Fig. 2  Illustrative quotes for reasons for becoming a patient partner
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after retirement, and learning new things, including from 
different perspectives and other patients’ experiences. 
Others identified that they saw partnering as an oppor-
tunity to apply their creativity and ingenuity, expand their 
social and professional circle, and feel good about them-
selves through their involvement. One participant dis-
cussed how their motivations evolved over time. That is, 
they initially became a patient partner for the opportu-
nity to connect with the healthcare system and hopefully 
improve their condition. Then, with time, their motiva-
tion shifted to focus more on helping others through the 
role.

Personal history
Some participants stated that their own personal history 
of being involved as a research participant, being asked to 
share their lived/living experiences of a health condition 
to different groups of medical professionals and students 
and pharmaceutical representatives, and/or growing up 
seeing their parent being asked to share their healthcare 
experiences with medical students piqued their interest 
in research and led to opportunities to become patient 
partners.

Definition of patient partner
In defining the term patient partner, participants spoke 
of the meaning they attached to each individual word 
as well as of both words considered together. What also 
arose was a sort of divide between participants as to 
whether they liked the term. Specifically, some partici-
pants’ definitions of the term patient partner focused on 
the viewpoint or experiences they brought to the table–
be it a client or consumer of the healthcare system or 
of someone that could speak to their own or their loved 
ones’ health/medical lived/living experiences. Others 
took this one step further to also consider the connota-
tions of the word partner within the context of research. 
To them, this could mean someone who not only had a 
viewpoint, but a viewpoint that was heard by the other 
members of the research team and that had a meaning-
ful say in the decision-making that was occurring, ideally 
across the entire research cycle. As summarized by one 
participant:

“I define the patient partner role as one of equal-
ity and inclusion all along the entire continuum of 
a research process. A ‘partner’ role means you are 
there at the initial concept planning and decision-
making stage of a project. Otherwise, you are techni-
cally only an advisor to someone else’s research. This 
difference needs much more defining and refining 
with researchers. They do not appreciate our role as 
such.” Jess.

Some participants also highlighted the context-specific 
and temporal dimension of the term patient. These par-
ticipants only considered themselves a patient when at 
the doctor’s office or having a test done or did not really 
consider themselves to be a patient anymore due to 
recovering from the condition responsible for their lived/
living experience. These participants felt that perhaps 
the terms “lay person”, “advisor,” “consultant”, “person 
with lived/living experience” were more appropriate than 
patient partner.

“I had [a condition]… and then I became cured… 
and I was so grateful that when I was approached 
asking if I’d like to become involved in some medical 
research I said, yeah, I’ll try and give back if I can… 
I did not consider myself a patient at the time of 
introduction to the study, but I guess I was.” Spinner.

Purpose of being a patient partner
Participants’ perceptions of the purpose of patient part-
ners resided at the study and systems levels.

Study level
According to study participants, a fundamental purpose 
of patient partners is to illuminate (i.e., share and draw 
attention to) what is important to persons living with, 
or caring for someone living with, a health condition. To 
this end, some patient partners also have deep-rooted 
networks of other patients and caregivers that they can 
draw on to ensure that their perspectives also reflect the 
experiences of the broader community. Ideally, this per-
spective is what drives the research. However, as illus-
trated by the quote below, for this to occur, lived/living 
experience needs to be valued and recognized as a valid 
form of expertise by the other members of the research 
team.

“Just the ability to be able to use lived experience, 
lived expertise, and bring that, and also have it be 
recognized – not just bringing it to the table but hav-
ing it be recognized as expertise.” Alex.

The perspectives that patient partners bring also serve 
other purposes, such as the contribution of practical 
ideas and answers to strategizing research problems, 
pushing academic researchers to consider and explain 
what the research is going to lead to and how it will ulti-
mately affect patient lives, giving the study more credibil-
ity, and enhancing patient, caregiver, and patient partner 
experiences with research. As explained by a participant:

“Being a patient partner brings a completely differ-
ent perspective to the research question. I know that 
the study that I chose involved a patient population. 
I know some of them were basic science studies, and 
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it’s challenging I think to be a patient partner to a 
basic science study, but I think it’s still very impor-
tant. Even if one doesn’t understand all of the biology 
that’s being looked at, I think it’s important to have a 
patient perspective and have that researcher be able 
to – kind of turn the tables on the researcher and 
have them be able to explain what their research is 
going to lead to. What their hypothesis is, what – 
you know, it may be very basic science right now but 
it might be the beginning of a new mechanism and, 
once we know a mechanism, then one can start look-
ing at interventions or drug therapies for it.” Isla.

Systems level
According to study participants, another key purpose of 
patient partners is to ensure that the focus of the under-
lying research is not only the production of academic 
deliverable such as manuscripts, but also the application 
of research findings to enhance patient and caregiver 
experiences and outcomes within the healthcare system. 
This includes pushing the research team to use a broader 
lens to explore the potential avenues through which the 
study can impact the system and the system’s impact 
on patient outcomes. It also includes melding with the 
perspectives of everyone at the research table so as to 
holistically reflect the realities, experiences, and possibili-
ties of the large healthcare ecosystem and come up with 
approaches and solutions that are only possible through 
this type of synergy.

“Many clinicians/researchers seem to have too nar-
row a focus on a finite project with a finite deliver-
able—publish a paper. I see lots of lost opportunities 
to use a broader lens exploring the ripples: how does 
a study impact the system, and how does the system 
impact patient outcomes.” John.

Value of being a patient partner
Participants’ discussion of the value of patient partners 
focused on the personal values that they derived from 
and brought to the role, as well and the overall value of 
patient partners to health research.

Personal value(s)
These reflect the personal value that being a patient part-
ner brought to participants’ lives, which may be related 
to their reasons for becoming patient partners discussed 
above (e.g., desire for personal growth, altruism). As 
explained by one participant:

“This is something that keeps me engaged mentally 
and I get a great deal of satisfaction out of doing it. 
So that’s the sort of thing that I’m involved with.” Jo.

Personal values also reflect the principles (e.g., respect, 
mutual learning, authenticity) that patient partners bring 
to the role and shape their expectations for how they and 
others should be treated and the nature of engagement 
activities. As stated by another participant:

“If I’m playing that role of bringing other patients to 
the table, my values would be that they’re brought to 
the table in a respectful, meaningful, you know not 
tokenistic way and that they have all the tools that 
they need to participate as partners in that research. 
That was of vital importance to me. So everything 
that went to them came through us we saw every 
piece of correspondence, every document. Everything 
came through us, either written by us or with feed-
back from us.” Margo.

Value to health research
According to participants, a major value of patient part-
ners to health research stems from illuminating their per-
sonal and networks’ experiences of being a patient and/
or caregiver. This sharing of experiences is important 
because it gives others an idea of what is important to a 
person, or the caregiver of a person, living with a con-
dition or accessing healthcare services and may in turn 
affect research directions and outcomes in many ways. 
For example, this information may lead the research 
team to expand their focus beyond their initial concep-
tualization of the research problem by presenting novel 
ideas or perspectives to the framing of the research ques-
tions, as well as influence the direction of the research 
by bringing forward other questions and ideas that the 
research team may not have thought of on their own. Of 
course, in order for this to occur patient partners need 
to be engaged early in the study’s research cycle. Further-
more, this giving voice also helps humanize the research 
through sharing personal stories (that move the research 
from abstract scientific concepts to the experiences of 
someone in front of you) and contributing pragmatic and 
practical perspectives to scientific points of view. Down-
stream, this giving voice will also hopefully help ensure 
that the research will generate information that is impor-
tant to a person, or a caregiver of a person, living with the 
condition. Lastly, as illustrated by the quote below, even 
if members of the research team have shared some simi-
lar healthcare experiences, they may not necessarily be 
able to bring them into the research to the same degree 
as patient partners because that’s not their primary focus:

“Well, when I first started in this type of role, I 
was questioning what kind of value I could bring, 
because many of the clinicians are also parents and 
caregivers themselves…. What I’ve learned … is 
that, yeah, some of them might have the same lived 
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experience as a parent and as a caregiver, but for 
some reason, they’re not able to incorporate that 
into their work. And that’s been a big, big surprise 
to me… I’m reminding these folks of things from that 
patient perspective that they’ve probably already 
lived themselves, but they’re not incorporating … so, 
that’s one of the values – reminding them of some of 
those lenses and some of the input that they them-
selves might have given if that was their focus in the 
moment.” John.

Roles and/or responsibilities of patient partners
Ambassador for the patient and caregiver perspective
Participants generally stated that, first and foremost, the 
role and responsibility of patient partners was to be an 
ambassador for the patient and caregiver perspective 
during the research process and other related interac-
tions (e.g., with health service providers, students). This 
includes representing the patient and caregiver voice 
at the interdisciplinary research table while keeping in 
mind that the views expressed should not reflect personal 
agendas. To this end, some participants also spoke of the 
importance of drawing on networks to gather the feed-
back and perspectives of the broader patient/caregiver 
community, including voices traditionally less heard 
in research. Lastly, participants also spoke of the need 
to ensure that the voices of other patient partners, and 
patients and caregivers in general, were being respected 
and were informing research activities, such as engage-
ment advisory committees they were co-leading or oth-
ers’ research proposals that they were being asked to 
review as part of committee work.

“… I’ve been a researcher, but I’ve never stopped to 
think about it from the perspective of a patient to 
the depth that I did wearing the patient’s hat... And 
you don’t think of it in that depth if you’re not the 
patient. Because it’s you who’s going to be affected, 
not the people collecting the information.” Barbara

Contribute to the research process
Participants also stated patient partners’ roles and 
responsibilities included contributing to the research 
process. The specifics of how they did so, however, were 
“fluid,” meaning they varied across studies and patient 
partners. Figure 3 summarizes the provided examples of 
patient partner roles and responsibilities in contributing 
to the research process.

As expressed in the quote below, participants generally 
acknowledged that this variability in how patient part-
ners contribute to the research process was due to the 
fact that there is no “one size fits all” when it comes to 
engagement. Rather, the engagement approach should be 

tailored to meet the study’s needs and goals, and the roles 
and responsibilities that patient partners are comfortable 
with and capable of vary. They also shared differing expe-
riences with how their roles and responsibilities were 
assigned. Some participants stated these were decided 
through conversation and relationship building with the 
co-investigator and/or person overseeing engagement, 
with some even sharing that the way in which they con-
tributed to the research process evolved over time and 
hand-in-hand with their familiarity with the project and 
the depth of their relationship with the principal investi-
gator. Conversely, other participants stated that (in their 
experience) how patient partners could contribute to the 
research process was largely dictated and decided upon 
by the academic researcher members of the team.

“My responsibility is to represent people living with 
[my condition], because that’s my expertise. And my 
role depends very much on the project. Sometimes 
it’s to review the literature, the manuscript, some-
times it’s to collect data, sometimes it’s – it’s to do 
whatever the role is that’s decided upon once you 
become a patient partner.” Emma.

Two‑way communication (i.e., speaking and listening)
In discussing roles and responsibilities, a cross-cutting 
theme (i.e., pertaining to both being an ambassador for 
the patient/caregiver perspective and contributing to the 
research process) that emerged focused on two-way com-
munication between patient partners and the research 
team. Specifically, participants stated that patient part-
ners were responsible for sharing their healthcare expe-
riences openly with the research team and potentially in 
other related scenarios (e.g., presentations, stakeholder 
meetings) to the extent they are comfortable. It was also 
important they provided honest, objective, and con-
structive feedback to the research team that was specific 
to the research, as well as the general engagement pro-
cess and other factors relevant to the partnership. Lastly, 
open communication (including pertaining to needs) was 
also identified as a key responsibility of patient partners. 
According to some participants, this was best supported 
through the identification of a designated point-person 
(e.g., patient engagement facilitator) that patient partners 
could speak about sensitive (and any other) matters.

“So I think one of them is open communication – you 
make the researcher aware of your needs. It’s really 
helpful if the team assigns one person to you so that 
you don’t have to be bringing your concerns to a full 
meeting, you know that you can just address one 
person. And then if you have to bring it to the meet-
ing you do, but sometimes it’s just something you 
wish to discuss with somebody… It might be the PI 
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Fig. 3  Examples of patient partner roles and responsibilities in contributing to the research process
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[principal investigator], it might be one of the other 
co-PIs. It doesn’t have to be the person in charge, but 
knowing that you’ve got someone kind of has your 
back and that works really well.” Margo.

On the flip side of the coin, participants also discussed 
the importance of listening, being open to and respectful 
of others’ perspectives, and realizing that their viewpoint 
was not the only one at the research table. This opened 
the space for patient partner perspectives to interact syn-
chronistically with the other perspectives at the research 
table to enhance research directions and processes. In 
support of this, another role and responsibility of patient 
partners is to engage in mutually respectful discussions 
that help to build a more dynamic research team, break 
down walls between patient partners and the other 
members of the research team, and raise the profile of 
patient partners through true partnership with academic 
researchers.

“Well, I believe we need to present our experience 
and our perspectives, but be respective as we discuss 
around the table. My responsibility is to be true to 
my experience and which I am and not be fearful 
to share it … you know, you’re the expert… so, don’t 
ever worry about what you say because it’s your 
experience and no one else’s and so not to be nervous 
or anything. But also you need to understand that 
it’s not just about you and your experience. It’s about 
the system or trying to incorporate what is best for 
everybody. But in order to gain that understanding 
you as a patient also need to hear other perspec-
tives.” Jo.

Discussion
To further the conversation on establishing and main-
taining successful patient-academic researcher partner-
ships, this study examined patient partners’ underlying 
motivations for engaging and their understanding of their 
role in research. We found that illuminating (i.e., sharing 
and drawing attention to) the lived/living patient and car-
egiver experience was central to how most patient part-
ners conceptualized the role in terms of its definition, 
purpose, value, and responsibilities. In addition, we also 
identified other personal drivers of becoming a patient 
partner, and contributions that patient partners make to 
research that build upon and are in addition to sharing 
their lived/living experiences. Lastly, our findings high-
light important connotations of the term patient partner, 
including temporal and context-specific considerations 
related to the term “patient” and what the term “partner” 
may imply about the nature of the patient partner-aca-
demic researcher relationship. Additional file  2 applies 
these study findings to guiding academic researchers and 

patients partners in conversations aimed at arriving in a 
shared understanding of each others’ personal motiva-
tions for engagement and understanding of the patient 
partner role.

Each patient partner is a unique individual, with their 
own personal motivations for engaging in research. In 
this study, we found that patient partners’ reasons for 
engaging could be organized into four broad categories–
altruism, their professional backgrounds, desire for per-
sonal growth and expression, and personal history with 
research or sharing experiences. This is similar to the 
findings of other studies [9–15], which collectively iden-
tified social and personal categories of reasons underly-
ing patient partners’ desires to engage in research [25]. 
Importantly, we also found that these personal driv-
ers not only motivated patient partners to engage in 
research, but were also related to what they hoped to 
achieve from partnering and influenced what they could 
and were interested in contributing to a study. This indi-
cates that engaging patient partners in early and direct 
conversations about their motivations for engagement is 
a good approach towards establishing reciprocal relation-
ships centered around shared values and goals, because 
it may not only identify what patient partners are hop-
ing to achieve through partnering, but also what they feel 
they can contribute to the study. Our team’s collective 
experiences have also taught us that engaging in these 
upfront conversations helps build trust, mutual respect, 
and inclusivity and demonstrates the desire to work 
together to achieve co-created goals. These relational 
conversations also support moving away from the one-
sided (academic researcher-led) onboarding common at 
the beginning of engagement [26] and help prevent the 
development of preconceived notions about what patient 
partners can and should contribute to research. They 
also help safeguard against tokenism [27], especially if 
coupled with clearly defined accountability mechanisms 
that could be co-established through a terms of reference 
document or the example provided in Additional file  2. 
Lastly, a better understanding of what motivates patient 
partners to engage and what they are looking to obtain 
from the experience (obtained through direct conversa-
tions and research) can also be applied to help improve 
recruitment efforts (by helping to ensure messaging that 
encompasses potential benefits to engagement that touch 
upon the different potential motivations for engaging 
in research), the retention of patient partners in studies 
(through supporting the creation of desirable experiences 
that enhance interaction and potential for impact), and 
ultimately the sustainability and future of patient engage-
ment in research.

In support of other studies which reported diversity in 
the ways that patient partners are engaged in research 
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[28], our study found that patient partners’ roles and 
responsibilities vary based on study needs and patient 
partners’ preferences and capabilities. That said, we also 
identified different types of contributions that patient 
partners could make within a study, which were related 
to patients’ perceptions of the purpose (i.e., illuminate 
patient and caregiver experience, offer unique perspec-
tive, encourage research team to broaden its perspec-
tives beyond academic deliverables, identify approaches 
and solutions that holistically reflect the entire healthcare 
ecosystem) and value of patient engagement in research 
(i.e., desired and actualized personal benefits, personal 
values, illuminating their own and others’ experiences 
so as to identify priorities, humanizing the research and 
ensuring it generates useful information, and ensur-
ing patients have representation at the research table). 
Taken together, these findings indicate that although 
patient engagement in research is not a one-size-fits-all 
approach [16], there are specific considerations that can 
and should be applied to guide conversations, thinking, 
and planning about patient partners’ roles and responsi-
bilities and the potential multi-level influences of engage-
ment on the study. Again, engaging in these team-based 
conversations at the outset of partnership is vital, with 
the categories of purposes and values identified through 
this study serving as useful prompts during these conver-
sations–especially with patient partners that are new to 
the role. Studies have shown that there is a lack of con-
sensus among different stakeholder groups (e.g., patient 
partners, academic researchers, policymakers) about 
patient engagement goals, roles, and responsibilities [14, 
29–32] and disparities between patient partners expecta-
tions for and actual experiences with patient engagement 
in research [10]. Research on this topic is also very timely 
due to the increasing focus on establishing the impacts 
of patient engagement in research [33, 34]. Potential 
impacts of engagement are varied [16, 34] and multi-
level, potentially affecting the individual (i.e., patient 
partner, academic researcher), research processes, poli-
cies and decisions, health outcomes, and social change 
in health research [35]. Identifying and providing patient 
partners with the opportunity to realize the full range of 
roles and responsibilities they can and would like to take 
on within studies will help support them in maximizing 
their impact on the study, and thus maximize the impact 
of engagement on health research.

Although CIHR provides a definition for the term 
“patient partner”[36], the work of our team and that of 
others [32, 37] suggests that this term is not universally 
accepted and may mean different things to different 
people. This suggests that when initiating partnerships, 
academic researchers should explain why they use the 
term and what it means to them, and then discuss what 

the patients they are partnering with think about the 
term and whether they have a preferred alternative. Of 
course, if engaging multiple patient partners in a study, 
these conversations will likely require some negotiation 
and compromise to ensure that everyone feels satisfied 
and represented in the path forward. Further participa-
tory research is needed to explore the suitability of the 
term “patient partner” in the research setting and iden-
tify potential alternatives, as informed by international 
discussions and the broader participatory action and 
community-based health research literature [32, 38–40]. 
Perhaps the term could be replaced by something more 
general and neutral, such as “patient and public co-
researcher”, which could serve as an umbrella term that 
refers to all individuals with lived/living experience of 
their or their loved one’s health condition or accessing 
the healthcare system that are involved in research out-
side of the role of a study participant. Or, perhaps as sug-
gested by a member of our patient and public advisory 
(KS) – moving away from language that implies a spe-
cific role, to languaging such as “patients and the public 
engaging in a research study” (PERs) which accommo-
dates the multitudes of ways patients can engage in 
research. Regardless of whether the term patient partner 
is replaced, the definition of the term for the role should 
also clearly include a standardized list of the different 
terms commonly used to classify patient partners based 
upon their role within the study and decisions that are 
made, such as those proposed by IAP2’s spectrum of 
engagement [22] and built upon by Manafo et  al. [23]. 
As indicated by an interview participant (Katina), such 
universal standardization of the meaning of the different 
terms used to refer to patient partners, could for example, 
then be applied to the development of a matrix to guide 
conversations between academic researchers and patient 
partners about their preferred roles and expectations in a 
project and promote more tangent and consistent infor-
mation being provided about how patient partners have 
or will be engaged in a study.

In reflecting upon our study findings, some limita-
tions warrant consideration. First, social desirability 
bias may have led respondents to answer interviewer 
questions in a way that cast them in a positive light. We 
attempted to minimize this bias through careful wording 
of our questions, introducing the study to and establish-
ing rapport with each participant, and interviewers tak-
ing the time to debrief with each other following each 
interview [41]. Second, the majority of our interview 
participants were older adult, well-educated, women. 
All were Caucasian and spoke English fluently. Thus, the 
perspectives presented in this study may not reflect the 
experiences of patient partners with more diverse back-
grounds, which should be explored in future work. This 
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lack of participant diversity is common in health research 
[42] and the health system [43] and also likely a reflec-
tion of the broader population of patient partners cur-
rently engaging in research. It is imperative that future 
studies actively recruit diverse groups of participants, 
including applying participatory approaches to identify-
ing and addressing systemic and personal barriers that 
hinder or prevent participation [44] and as supported by 
techniques such as maximum variation sampling, if any-
thing is to truly change. Similarly, the fact that study par-
ticipants were identified through a list of individuals that 
completed an online survey and interviews were con-
ducted virtually precluded individuals without access to 
a computer or smartphone and the internet from partici-
pating. While this online medium allowed us to interview 
participants from across Canada, it also likely decreased 
the likelihood of participation from certain subgroups of 
the population, such as individuals of low socioeconomic 
status and from rural and remote communities.

Conclusions
As patient engagement continues to evolve into a staple 
of health research, it is critically important that patient 
partners also have an active say in shaping its future. 
Otherwise, patient engagement is not truly reflective of 
the partnership it purports to be and the voices of the 
ones in power continue to dominate what it is and what 
it is to become. At the onset of research partnerships, it 
is the academic researcher’s responsibility to ensure the 
creation of the time and space necessary to meet with 
patient partners to discuss and understand each other’s 
underlying motivations for partnering and the purpose, 
value, and responsibilities of the patient partner role. 
These early conversations should help unearth what 
research partners hope to get out of and feel that they 
are able to contribute to engaging, and as such contrib-
ute to the development of reciprocal relationships that 
work towards shared and valued goals. Further, since 
the connotations of the term may vary among individu-
als, it is also essential that these conversations establish 
a shared understanding of what is meant and implied 
by the term patient partner, and that perhaps the term 
is one day replaced by something that more broadly 
encompasses the multitudes of lived/living experiences 
involved in and ways of partnering. Lastly, as the field 
of patient engagement in research continues to increase 
its focus on evaluating impacts of engagement, patient 
partners’ perceptions about the purpose and value of 
patient engagement in research need to be systemati-
cally incorporated to ensure an accurate and complete 

assessment of the impacts of engagement. It is only 
through relational and deliberate conversations such as 
these that patient partners and academic researchers 
can truly become research partners.
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