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Abstract
Background: Research partnership approaches are becoming popular within spinal cord injury (SCI) health research 
system, providing opportunities to explore experiences of and learn from SCI research partnership champions. This 
study aimed to explore and describe SCI researchers’ and research users’ (RU’) experiences with and reasons for 
conducting and/or disseminating (health) research in partnership in order to gain more insight into potentially ways to 
build capacity for and foster change to support research partnerships within a health research system. 
Methods: Underpinned by a pragmatic perspective, ten semi-structured timeline interviews were conducted with 
researchers and RU who have experiences with SCI research partnerships. Interviews focused on experiences in 
participants’ lives that have led them to become a person who conducts and/or disseminates research in partnership. 
Data were analysed using narrative thematic analysis.  
Results: We identified three threads from participants’ stories: (1) seeing and valuing different perspectives, (2) 
inspirational role models, and (3) relational and personal aspect of research partnerships. We identified sub-threads 
related to experiences that participants draw on how they came to be a person who engage in (health) research 
partnerships, and sub-threads related to participants’ reasons for engaging in research partnerships. While most sub-
threads were identified from both researchers’ and RU’ perspectives (eg, partnership successes and failures), some were 
unique for researchers (morally the right thing to do) or RU (advocating). 
Conclusion: Using a narrative and pragmatic approach, this study provided a new understanding of SCI researchers’ and 
RU’ partnership experiences over time. We found that participants’ research partnership experiences and motivations 
align with components of leadership theories. The findings from this study may be used to inform strategies and policy 
programs to build capacity for conducting and disseminating (health) research in partnership, within and beyond SCI 
research.
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Implications for policy makers
• Policy-makers may use components of leadership theories to build capacity for research partnership approaches within a health research system. 
• Promoting an attitude shift on how knowledge should or could be produced may be needed to successfully build capacity. 
• Inspirational “role models” may be an effective research partnership capacity building approach. 
• Capacity building strategies may focus on encouraging person’s intrinsic motivators rather than extrinsic motivators (eg, rewards). 

Implications for the public
Conducting and disseminating research in partnership with research users (eg, policy-makers, health practitioners, patients), is a promising approach 
to improve the use of (health) research in practice. These research partnership approaches are popular within the spinal cord injury (SCI) research 
system, providing new opportunities to explore experiences of and learn from SCI research partnership champions. We explored and described 
experiences from SCI researchers’ and research users’ with conducting and/or disseminating (health) research in partnership. We conducted ten 
timeline interviews with SCI research partnership champions. From participants’ stories, we identified three potential strategies to build capacity 
for research partnership approaches within an (SCI) health research system. Our findings may be used by policy-makers and other research users to 
promote and improve research partnership approaches within a health research system. 
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Background
To address the well-described gap between research and 
practice or policy,1,2 researchers, research users (RU), and 
funders have increasingly been focusing on ways to enhance 
the translation of health research to practice or policy 
settings.3-6 Improving knowledge translation (KT) processes 
is important to ensure that research findings are accessible for 
people in society (eg, policy-makers, people with disabilities, 
healthcare professionals). Moreover, improving KT processes 
may also help ensure research efforts are not wasted (ie, 
invested time and money).7

A promising approach to enhance KT of health research 
findings is conducting and disseminating research in 
partnership with individuals or groups that will use or 
benefit from the research (ie, RU).8,9 Depending on the 
research, RU may include individuals with lived experiences, 
clinicians, health and/or social service providers, community 
organizations, and/or industry partners.8,10 Such research 
partnerships are increasingly being adopted within and 
outside the health domain as illustrated by the growing body of 
literature published on different types of research partnership 
approaches11,12 (eg, integrated knowledge translation 
[IKT],8,13,14 community-based participatory research,15 patient 
and public involvement16,17) in different areas (eg, public 
health, social sciences).9,18 Because of the many potential 
benefits that research partnerships can have on the research, 
community/society and partnership,9,17,19 organizations and 
funding agencies are increasingly promoting this approach.3,6,20 
However, researchers and RU can perceive many barriers to 
conducting research in partnership.14,21-24 Barriers have been 
reported on different levels, including the individual-level 
(eg, lack of understanding about partnership process, lack of 
partnership skills14), the partnership (eg, power imbalances21), 
the research process (eg, required time commitment22), and 
the research system (eg, lack of resources25). 

While some guidance for establishing and maintaining 
effective research partnerships is available in terms of 
facilitating factors,13,14,23,25 tools,26,27 guiding principles,15,28 
mechanisms,29 and guidelines,30 limited evidence is still 
available on how, when and why research partnerships can 
be successfully adopted (or not),19 and how to build capacity 
for research partnerships within a health research system. 
Furthermore, this raises the questions why and how someone 
would become a research partnership champion or leader 
despite the many barriers they may face and limited specific 
available guidance. 

In response to the lack of specific guidance for health 
research partnerships,31 Bowen et al32 explored partnership 
experiences from senior health personnel. Based on their 
findings, the authors called for a radical change in how we 
think about ‘research’ and proposed a ‘multi-system approach’ 
to address the various barriers and promote effective research 
partnerships. Following this call, authors from various 
fields provided additional ideas to promote and support 
effective research partnerships (eg, principles,33,34 strategies,35 
interventions,36 models,37 calls to actions38-40). While these 
and other studies28 provide some guidance to promoting 
research partnerships29 with specific groups of RU (eg, health 

personnel, patients, policy-makers), less is known about 
guidance and capacity building strategies to promote research 
partnership with different RU (eg, policy-makers, clinicians, 
patients) in a specific research system. To develop optimal 
capacity building strategies we need to understand how 
champions of research partnerships fostered radical change 
in their own work and in the research system. 

The North American spinal cord injury (SCI) research 
system is an interesting example of a research system in 
which a multi-system approach has been used to improve 
and promote change that can foster meaningful SCI 
research partnership. In this context, a multidisciplinary 
team including SCI researchers, RU (eg, people with SCI, 
representatives from community organizations, clinicians, 
decision-makers), and funders have been working together 
to co-develop IKT guiding principles for conducting and 
disseminating SCI research in partnership using a rigorous 
and systematic approach.10 This initiative was a response to 
the many poorly implemented SCI research partnerships, in 
which SCI researchers used a tokenistic approach.41 Exploring 
life experiences or stories from researchers and RU who have 
been involved in different SCI research partnerships, have 
advocated for change despite the many barriers to partnership, 
and value this research approach (ie, “champions”) may 
provide new insights into ways to build capacity for research 
partnerships within and outside the SCI research system. Life 
experiences as well as underlying partnership motivations 
from champions may be of particular interest as these 
individuals may have found ways to create radical change and 
overcome the many barriers they may have faced to adopting 
a research partnership approach. While (qualitative) research 
have been carried out focusing on partnership experiences 
of specific groups (eg, researchers, patients,42 healthcare 
providers, organizations), we are not aware of any research 
focusing of life experiences or stories from a diverse group 
of partnership champions (researchers and RU) within a 
particular research system (ie, SCI) to inform ways to build 
research partnership capacity across various research areas 
(eg, health research, social sciences, engineering). Such 
insights can then be used to develop tailored resources and 
tools to support and improve (SCI) research partnerships. The 
aim of this study was to explore and describe SCI researchers’ 
and RU’ experiences with and reasons for conducting and/or 
disseminating research in partnership in order to gain more 
insight into potential ways to build capacity for and foster 
change to support (SCI) research partnerships within a health 
research system. The underlying research questions were: 
•	 How and why do researchers and RU become champions/

leaders of SCI research partnerships, despite the many 
barriers they may face? 

•	 What are researchers’ and RU’ experiences/approaches of 
becoming a SCI research partnership champion?

Methods 
Study Overview and Research Perspective 
This qualitative study was based on interviews with SCI 
researchers and RU. This paper includes a short overview of 
the methods. Additional information on our study procedures 
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including the COREQ reporting checklist43 are available in 
Supplementary files 1 and 2 and on Open Science Framework 
(OSF, https://osf.io/n5r4h/). We approached this study from 
a pragmatic perspective.44 When adopting a pragmatic 
approach, the primary aim of the research is to use research to 
solve practical “real-world” problems. Pragmatism follows an 
ontological relativist paradigm (ie, truth is uncertain, is based 
on context and based on what works in certain contexts) 
and emphasizes the practical outcomes of the knowledge 
within a particular situation (ie, outcomes are not necessarily 
generalizable) rather than seeking a single truth. In line with 
a pragmatic perspective,45 we adopted an IKT approach to 
enhance the relevance and usefulness of our findings.46 A 
multidisciplinary panel including SCI researchers, people 
with SCI, and other SCI RU (eg, clinicians, organizations, 
funders) was established to co-create the first IKT guiding 
principles for the SCI research system. The panel defined IKT 
as “the meaningful engagement of the right RU at the right time 
throughout the SCI research process.” The panel recommended 
that the IKT guiding principles and dissemination efforts 
should be informed by interviews with partnership champions 
(researchers and RU). Panel members were engaged in design 
of the study, recruitment procedures, data interpretation, and 
dissemination of the findings. Supplementary files 3 and 4 
include details on panel members’ names, organizations and 
roles and the collaborative research activities. 

Participants and Sampling 
Participants were recruited via purposive sampling using 
maximum variation and criterion-based sampling strategies.47 
To include a variety of partnership experiences we looked for 
variation in the following characteristics: gender, age, research 
area, and roles in the partnership (researcher and RU). While 
maximum variation sampling contributed to including a 
variety of SCI research partnership experiences, criterion-
based sampling contributed to including participants who 
share common inclusion criteria based on certain experiences 
and characteristics. The inclusion criteria for participants 
were: (1) being 18 years and older, (2) having experiences 
with conducting and/or disseminating research within an SCI 
research partnership, and (3) having positive attitude towards 
engaging SCI community members in the research process.

Panel members’ personal networks were used to identify 
potential participants. Interested participants completed 
a short online survey including general demographic 
information. 

Data Collection 
After participants completed the survey, the first author (FH) 
contacted the participants to schedule one semi-structured 
interview. Prior to the interview, participants were asked 
to create a timeline of moments or experiences in their life 
that have led them to become a person who conducts and/or 
disseminates research in partnership. From this information, 
the first author (FH) created a personalized timeline. 

The interview session included two parts. Part 1 focused 
on describing and understanding participants’ experiences 
with SCI research partnerships, which is the focus of the 

current paper. Part 2 focused on principles and strategies of 
SCI research partnerships, which was described in a separate 
paper. The first part of the interview included questions about 
participants’ general experiences with (SCI) research and 
partnerships. Participants’ personalized timeline, focusing on 
their temporal experiences, was used as an artefact to guide 
the interview session.48 Two separate interview guides were 
constructed, each tailored towards participants’ primary role 
(researcher or RU). The interviewer invited the participants to 
elaborate on how they came to be a person who conducts and/
or disseminates research in SCI research partnerships. The 
interview guides are available on OSF (https://osf.io/n5r4h/). 
Interviews were conducted using an online videoconference 
interface and lasted on average 74 minutes (range: 39-107 
minutes). 

Data Analysis 
Interviews were audio recorded and transcribed verbatim. 
Names and organizations were anonymized and participants 
were given pseudonyms. A narrative thematic analysis was 
conducted using steps described by.49,50 Narrative thematic 
analysis differs from other analyses because it focuses on 
themes or threads within a story instead of across stories. 
After transcribing and organizing the data, the first author 
(FH) started the analysis with a period of narrative indwelling, 
which included listening to the audio-recordings, reading 
the transcripts and timelines, and making notes. Next, FH 
identified narrative threads (ie, “patterns that run through 
each story”) within each transcript by identifying fragments 
of the story, highlighting key phrases in the transcript, and 
summarizing data in a search for underlying meaning. For 
each participant, a short narrative account was written that 
illustrated participants’ key experiences to help identify 
threads. Next, FH identified threads related to participants’ SCI 
research partnerships experiences by reviewing the complete 
data set (transcripts, timelines, notes, and summaries). In 
addition, we identified narrative sub-threads focusing on 
participants’ SCI research partnership experiences and their 
reasons to engage in research partnerships. The narrative 
threads were then linked to existing literature to enhance the 
usefulness of our findings. The threads and sub-threads were 
finalized after several discussions with co-authors (LS, PA, 
HLG), who acted as “critical friends” throughout the analyses 
process.47 Further information on these reflective discussions 
is described in Supplementary file  5. Analyses were supported 
by NVivo 12. 

Methodological Rigour 
Different strategies were used to enhance the quality and 
methodological rigour of our study.51 First, we used a 
narrative approach, in which the interviews were guided by 
participants’ timelines and personal stories. The timelines 
allowed us to gather data connected to how participants 
made meaning of becoming involved in research partnership 
projects, which contributed to a rich understanding. We 
also linked the threads to existing literature, which further 
enriched our findings. This study was also conducted in 
collaboration with RU (ie, SCI IKT Guiding Principles Panel) 

https://osf.io/n5r4h/
https://osf.io/n5r4h/
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using an IKT approach which contributed to the worthiness 
of the topic. The worthiness of the topic is further illustrated 
by the fact that the research question underlying this study (ie, 
development of IKT Guiding Principles for the SCI research 
system) came from the SCI community members itself. Third, 
LS, PA, and HLG acted as a “critical friends” throughout data 
analyses, allowing for alternative interpretations and further 
reflection, which contributed to meaningful coherence of 
the study findings. Panel members had the opportunity to 
provide feedback on the findings contributing to further 
enhanced coherence and relevance of the study.

Results
Ten participants (gender: 7 women and 3 men) with ages 
ranging between 34 and 57 years (mean ± SD: 46 ± 7) were 
included. Five participants were primarily working as 
academic researchers in different fields (eg, social sciences, 
health sciences, health promotion, engineering) at North 
American universities. Four participants (researchers or 
RU) had a clinical background (eg, physiotherapist, nurse, 
occupational therapist). Five participants were affiliated 
with an SCI community or advocacy organization and three 
participants had lived experiences with SCI. Seven participants 
provided views from different perspectives (eg, researcher 
and clinician, representative of community organization and 
person with SCI, researcher and person with SCI). To protect 
participants’ identities further demographic details are not 
provided. 

From participants’ stories, we identified the following three 
narrative threads: 
1. Seeing and valuing different perspectives 
2. Inspirational role models for RU engagement in SCI 

research
3. Relational and personal aspects of research partnerships 

and its evolvement over time 
Within each thread, we identified sub-threads related 

to experiences that participants drew on how they came to 
be a person who conducts and/or disseminates research 
in SCI research partnerships, and sub-threads related to 
participants’ reasons engage in SCI research partnerships. 
Figure summarizes the identified threads and sub-threads. 
Threads are described below and illustrated with quotations 
from participants.

Seeing and Valuing Different Perspectives 
The first thread relates to seeing and valuing different 
perspectives. Within this thread we identified two sub-threads 
related to participants’ experiences (experiences in both 
research and community or clinical settings, understanding of 
living with SCI) and two sub-threads to participants’ reasons 
(people with SCI are “experts,” supporting people with SCI). 

Understanding of Lived Experiences of Spinal Cord Injury 
“It became really important to me to understand it [research] 
better through people’s lived experience.” 

Olivia and other participants (researchers and RU) drew on 
their experiences with working alongside people with SCI or 
living with an SCI. Researchers mentioned that by working 
closely with people with SCI as a clinician and/or volunteer, 
they have learned more about what it is like to live with an 
SCI, and in turn better understand the challenges people with 
SCI face in life. It also helped them see and value different 
perspectives, which transferred into their SCI research 
projects. While researchers acknowledged the importance 

Figure. An Overview of the Three Narrative Threads and Related Sub-threads Identified From Participants’ Stories on SCI Research Partnership Experiences. R or 
RU indicates that the sub-thread was unique for researchers (R) or RU. Abbreviations: SCI, spinal cord injury; RU, research users. 
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of interacting with people with SCI, for Tyler and Audrey, it 
was initially very uncomfortable. Audrey told a story about 
her first experience working alongside people with SCI. She 
had the opportunity to do an internship at the local university 
in which she assisted with data collection of a SCI research. 
This internship was an overwhelming experience for her and 
concluded that she did not want to do SCI research: 

“At that time it was completely overwhelming, because 
I had never seen a person in a wheelchair and now I was 
helping a person with a wheelchair get into an MRI machine. 
I remember at the end of the internship, the PhD-student 
said “what is the biggest lesson you are going to take from 
this experience?” And do you want to know what I said? “I 
am uncomfortable with people with SCI.” That is what I told 
him, and I never wanted to do research, it is too hard, and is 
kind of boring.”
However, later in her training, she volunteered alongside 

people with disabilities and decided to do a PhD in SCI 
research: 

“I think I just needed to feel out of my comfort zone. I 
think that experience stayed with me and as I gained more 
confidence in research and more confidence in the population 
by working with them, I felt better about that. It’s just ironic 
that what I ended up doing what I said I didn’t want to do, is 
actually what I did.” 
Samantha, a RU with SCI and academic background, 

emphasized throughout the interview her unique skills of 
being able to see things from different perspectives. 

“Because I’ve got that research background I can wear 
multiple hats. I can sit at a meeting and see things from 
the perspective of a researcher as well as the perspective 
of someone living with an SCI. Plus I can see it from the 
perspective of the participant in the study and I can see 
things from the perspective of the funder.” 
Samantha recognized that with her background, she has a 

unique skill set that she can bring to the table, which motivates 
her to engage in SCI research partnership projects that are 
meaningful to her. 

Experiences in Both Research and Community or Clinical 
Settings
“It would be a fun way for us [researchers and people with 
disabilities] to spend time together and I went to volunteer and 
it was like a huge transformational experience because prior to 
that I did not have much experience with working with people 
with disabilities.”

As described in the previous section, Audrey emphasized 
how her volunteer work has shaped her as a researcher who 
wants to learn from people with disabilities and who wants 
to see the practical application of her research findings in 
the community. Audrey and other participants (researchers 
and RU) talked about their career-related experiences, within 
and outside academia, that have helped them to see and value 
things from different perspectives. To illustrate, participants 
in our study included researchers with clinical backgrounds 
(eg, physiotherapist, nurse) and SCI RU with academic 
backgrounds (bachelor, master or PhD). Participants 
mentioned that being able to “wear multiple hats” facilitated 

the collaborative research activities. For example, Charlotte 
started a job in research after she has worked as a clinician 
with people with SCI for many years. When she started her 
research job, she was very naïve about the research process: 

“I would say I was fairly naïve about research particularly, 
how it gets disseminated was the most surprising thing to 
me when I moved into more of a research role. […] I guess 
that was somewhat of an “ah-ha” moment like this [research 
findings] is going to just sit in a journal somewhere? So that 
was frustrating to me.” 
Through her knowledge and understanding of living with 

an SCI, as well as her clinical experience, she was able to feel 
like she improved the dissemination of research findings. 

People With Spinal Cord Injury Are “Experts” 
“I remember being at this meeting and learning so much from 
the people on the team that had an SCI, so the majority of 
the presenters were either healthcare professionals who work 
with people with a disability, or they were individuals with a 
disability and it just so happened that they were people with 
SCI.” 

In this quote, Audrey drew upon her first research partnership 
project. Audrey and other participants (researchers and RU) 
valued the knowledge and lived experiences of people with 
SCI. They see people with SCI and those who work alongside 
people with SCI (eg, clinicians) as “experts,” who can provide 
valuable input to the research process. Participants perceived 
that by engaging these “experts” in the research process, it 
improved the quality of the research. 

Olivia, who became introduced into SCI research later 
in her research career, realized that she never really had an 
understanding of what it meant for people to live with an SCI 
or how they conceptualized the impact of research outcomes. 

“It became really important to me to understand it better 
through people’s lived experience. […] If you don’t have 
the person’s perspective, how do you know what it is you’re 
developing is going to be something that they actually want?”
In her transition to an SCI researcher, it became important 

for her to better understand SCI through people’s lived 
experiences. She felt she was able to do better research and 
create better interventions by engaging people with SCI 
throughout the entire research process. 

Supporting People With Spinal Cord Injury
“So usually when you do research you don’t have very much of 
a social benefit to society. [By hiring people with SCI], we were 
actually able to give back to the community.” 

Olivia, as a senior researcher, felt that she was able to give 
something back to the SCI community by hiring people 
with SCI as part of the research team because of their 
unique expertise. Similarly, the majority of the participants 
(researchers and RU) mentioned that an important reason 
to engage in SCI research partnerships is that they wanted to 
support or help people with SCI. Participants explained it as 
important, because “helping people with SCI” was often the 
common goal/vision of the research partnership. This “caring” 
aspect was especially highlighted by participants with clinical 
backgrounds. For example, researcher Audrey mentioned that 
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she always had a passion to help people with SCI and improve 
their quality of life. Conducting research in partnership with 
community members was the type of research in which she 
could incorporate her passions. 

Inspirational Role Models for RU Engagement in SCI Research 
The second thread relates to inspirational role models for 
RU engagement in SCI research and beyond. Within this 
thread we identified two sub-threads related to participants’ 
experiences (seeing it happening, advocating) and three sub-
threads related to participants’ reasons (morally the right 
thing to do, creating change, ensuring that voices from people 
with SCI are heard). 

Seeing It Happening
“That’s where I got to see the importance of how much insight 
community members have and how much they can drive 
research questions and the value of really integrating them into 
the research process. It’s still in my memory, it’s still very vivid 
to me that experience and seeing how it works and how to see 
it live.” 

Tyler and other researchers and RU drew upon stories 
in which they felt inspired by other leaders in SCI research 
partnerships through attending SCI collaborative conferences, 
partnership meetings, and/or lectures about research 
partnership approaches. Participants drew “attending a joint 
SCI collaborative conference” as key experiences on their 
timelines. They mentioned that they felt inspired by seeing 
how SCI researchers, people with SCI, and other RU were 
jointly attending similar sessions and discussions.

Researchers, in particular, talked about the value of their 
supervisors or peer-researchers and how they acted as role 
models. Their stories showed how attending collaborative 
conferences or meetings changed how participants thought 
about the research process. To illustrate, Tyler attended a 
research partnership meeting for the first time during his 
postdoctoral research. In this meeting, led by his supervisor, 
SCI researchers and RU were collaboratively discussing the 
findings of a research project. By attending that meeting, he 
was able to see how a research partnership could work, and 
became excited about doing this type of research. In that same 
year, Tyler attended a collaborative conference, which inspired 
him because it gave him the opportunity to meet and talk to 
people with SCI and get a better understanding of what it is 
like to live with an SCI. He remembered that attending this 
conference “was not so much about the conference, but more 
about getting introduced to people with SCI and understanding 
more about what it’s like to experience a SCI.” 

Audrey highlighted the value of the mentorship and 
training she received throughout her academic traineeship. 
She was able to see how her supervisors, who acted as role 
models, involved people from the SCI community in their 
research. As such, doing research in partnership was for her 
the “default:”

“It was never really, like doing a research project without 
asking a person with SCI what they thought was almost like: 
“Does that exist? People do that? People don’t engage the 
community? Like how do you know what they need or what 

they want, if they don’t have a say, or if you don’t ask them?” 
Because I came from a practical stand point, there was no 
other way [for me] of doing research.” 
RU also drew strongly on attending collaborative 

conferences. Valerie and Samantha, who both have an SCI, 
mentioned that attending these conferences was both inspiring 
and empowering. Valerie explained that attending one of 
these conferences has changed the way she thought about 
equitable and meaningful RU engagement. She mentioned 
that the conference was fruitful for her because it changed 
her mindset about how to engage people, participants and 
communities, in research projects. She learned about how 
people with disabilities could be engaged in research projects 
in a scientific way that also ensures that their voices are being 
heard. Besides being inspired by other role models, Valerie 
and Samantha’s stories illustrated how they acted as role 
models for other researchers and RU. For example, Samantha 
stated: 

“I’ve been involved for so many years, as a participant, 
as a research assistant, then doing my Masters degree. The 
research community knows me, they see me. I’ve been visible 
and over the years it’s almost like experience shows, you 
know. I mean when you sit on meetings and you actually 
contribute in a meaningful way they [researchers] can see 
that I was the RU that contributed, it’s a snowball effect. They 
know you the next time, because you might have something 
very interesting to say, to contribute, to the project that they 
may not have thought of.” 

Advocating 
“I was involved with creating peer advocacy materials and 
workshops and encouraging kids with spinal cord paralysis to 
learn how to take on advocating for themselves and their health 
conditions.” 

Valerie and other RU talked about their own advocating 
experiences for RU engagement in SCI research. Participants 
fulfilled advocacy roles as part of their jobs, both within and 
beyond research. For example, Valerie worked as an advocate 
to encourage kids/youths with different kinds of conditions 
to be (more) involved in their own healthcare. From her own 
experiences with receiving medical care as a person with SCI, 
Valerie has noticed the value of being engaged as a patient in 
your own care. 

“That was a really formative experience for me, because 
I think I realized the value of being a really engaged patient 
versus someone who wasn’t, the value for the person, the 
value for their care, the value for those who love them, and 
the people who treat them.”
While Valerie started her career as an advocate for patient 

engagement in healthcare, she is currently fulfilling an 
advocating role for RU engagement in SCI research. With 
her academic background and her interests in participating 
and conducting (health) research, the shift from patient/RU 
engagement in healthcare to research, was a natural transition. 

Morally the Right Thing to Do
“Maybe it’s around axiology. I guess to me there is a moral 
dimension to why we do this. You really believe that we shouldn’t 
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do research on people, we should do research with people.” 
Thomas and other researchers believe that research should 

be done “with participants not just on them.” Adhering 
to a pragmatic process, Thomas sees this morally driven 
process as a way to support research that is more effective for 
participants and communities. 

“Every choice is a compromise, yes it adds complexity, but 
by the same token I think it is more moral and I do think you 
get better outcomes. I think you do a better job, if you are 
involving people throughout the process.” 
Like other participants, Thomas denotes the complexities 

and compromises that come from including RU in the 
research process. While the feeling of being the expert and 
prescribing research agendas on communities is lost, the 
feeling of purpose and making a difference seems to be worth 
the while. 

“And then hopefully you’re able to mobilize the findings 
better and cause change. So for me, I think it is worth that 
cost, that complexity and time right. So its complexity and 
time. Because you have to be willing to do both.” 
Thomas highlighted the importance of involving RU 

throughout the research process. As he described this is not 
always easy and often takes time, but for him worth it in 
regards to feeling like you are actually able to see research 
and results make change. Embracing the research partnership 
approach offers a better way to do research. It allows critical 
friends, in this case community members, to be involved in 
the entire research process. It also enables a closer, in depth 
interpretation of how individuals make meaning of having 
living with an SCI.
 
Create Change or Make Impact 
 “I was doing data entry from paper questionnaires. That’s where 
I start seeing that you can do research that can potentially have 
a direct impact on certain individuals.”

Tyler and other participants (researcher and RU) 
highlighted that they engage in SCI research partnerships 
because they want to do relevant and useful research, which 
can “make a difference” or “create change” on an individual, 
organization, and/or system. Especially participants with 
a clinical/health background (eg, physiotherapist, nurse, 
occupational therapist, exercise therapist) talked about 
the importance of implementing the research findings in 
community or clinical settings. For example, Naomi worked 
as a clinician and became interested in research because she 
wanted to better integrate evidence into her clinical practice. 
It shows her ability to transact with the research within a local 
context. 

“I think through being a clinician first [..]. My goal of 
going into research was to make sure I could better integrate 
evidence into clinical practice.” 
To be able to make a difference, participants mentioned that 

they wanted to ensure that the research they are involved in 
is relevant and useful. Participants provided examples from 
basic science and practical-focused research projects. While 
the majority of participants mentioned that they wanted to 
“create a change” or make an impact, Arthur emphasised 
his “curiosity, interest driven” as an important reason. 

Pragmatically, Arthur’s research interest is driven by his own 
lived experiences in SCI. 

Ensuring that Voices From People With SCI Are Heard 
“…bringing the power and the voice of the community to help 
us [people with SCI] define and address what the needs are, 
what the areas of focus for research should be, and advocacy. 
The power of taking that research and putting it into practice, 
fighting for policy changes. So it’s really important that we bring 
everyone together. Everyone has a particular skill set that they 
can bring to the table.” 

Samantha, a person with SCI, emphasized throughout her 
stories the importance to ensure that voices from people with 
SCI are heard throughout the research process. In this context, 
she also referred to the idea of “nothing about us, without us.” 
For Samantha and other participants (researchers and RU) 
this was one of the underlying reasons to engage in and/or 
advocate for SCI research partnerships. 

While participants highlighted the importance to 
incorporate voices from people with SCI in research, they also 
talked about associated challenges. For example, Samantha 
explained that people with SCI could feel intimidated when 
they are invited to join a research project: 

“They feel very intimidated and they feel that their voice 
doesn’t count or is not heard or not respected or not valued, 
but if we can give them some basic knowledge [on the 
research process], so they have a basic understanding, I think 
they would feel more empowered to be stronger participants 
in the decision-making process.” 
Samantha continued her story on her involvement in the 

development of tools aiming to educate and empower people 
in the SCI community to engage in research projects. She 
explained that these tools could address some of the challenges 
related to research partnership approaches. 

Relational and Personal Aspects of SCI Research Partnerships 
The third thread relates to relational and personal aspects 
of SCI research partnerships and its evolvement over time. 
Within this thread we identified one sub-thread related to 
participants’ experiences (successes and failures in research 
partnerships) and one sub-thread related to participants’ 
reasons (research partnerships can be fun). 

Successes and Failures in Research Partnerships 
“I think there is as much learning for researchers how to work 
with community members, as for community members how to 
work with researchers.” 

Although participants (researchers and RU) mainly talked 
about their successful partnership experiences, they also 
provided examples of ‘tokenism’, ‘less successful’ or ‘poor’ 
partnerships. For example, Tyler elaborated on challenges he 
experienced in his first SCI research partnership. To develop a 
relationship, he reached out to a community organization, who 
was very excited about the idea to collaborate. Although his 
community partners were engaged throughout the research 
process, he perceived that “They [community partner] became 
a little less collaborative for a few months [after the results were 
presented to them].”
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Throughout Tyler’s story, he provided examples of how he 
was able to learn from his previous partnership experiences. 
For example, in next projects he ensured that roles and 
responsibilities of all partners were clear from the start 
of the project. By reflecting on his collaborative research 
activities and learning from his previous research partnership 
challenges, he was able to improve his partnership skills. 
While researchers experienced several challenges (eg, it takes 
time, logistics and planning of meetings are complicated, 
dealing with different opinions) when conducting research 
in partnership, they also indicated that these “challenges are 
worth overcoming.” 

When sharing participants’ successes and failures, 
participants also indicated they were interested in figuring 
out what the best way is to engage RU in the research process. 
From researchers’ perspectives, participants seem to be very 
aware of how they work in partnership, how they build and 
maintain their relationship, and how they can do better. As 
illustrated, researcher Tyler was very reflective and wanted 
to learn from previous projects. RU talked about ways to 
encourage (other) people with SCI to participate in the 
research process. For example, Valerie, a RU with an SCI, 
stated: 

“Why would people come to the next meeting? What would 
make it worthwhile to give them the maximal opportunity 
to contribute? What is expedient for researchers is not as 
engaging or expedient for the general public. I still don’t have 
like brilliant solutions for it. [...] I think we’re still trying to 
learn.”

 
Research Partnerships Can Be Fun and Interesting 
“This is cool! And this is fun! And this is the type of research 
I want to do, and this is really fun! The bouncing of ideas 
and the interaction you have with other researchers and with 
other community members, the breadth of knowledge that gets 
derived from so many minds, brainstorming it, thinking about 
the next steps in the future I thought that was really… I guess 
excitement is a good emotion for that moment.” 

Tyler and other participants (researchers and RU) drew 
upon the fun and interesting aspects of engaging in SCI 
research partnerships. Researchers also mentioned that 
working in research partnerships is rewarding. While 
researchers highlighted the enjoyment of being part of a 
research partnership, RU indicated that they engage in 
research because they were interested in the research topic. 
It illustrates participants’ sense of autonomy related to their 
decisions to engage in research partnerships. Thomas talked 
about the relational and personal aspect of doing research in 
partnership and linked it to researchers’ personality types (see 
Box 1). 

Discussion 
This is the first study that explored life experiences from SCI 
research partnership champions in order to gain more insight 
into effective ways to build capacity for and foster change to 
support research partnerships. We identified three narrative 
threads related to (1) seeing and valuing different perspectives, 
(2) inspirational role models, and (3) personal and relational 

“Part of it is being open to collaboration. I do think it’s a different 
way of thinking, and you do have to relinquish control. For a lot of 
researchers that’s not the personality type they come from. I think a 
lot of researchers are more type A personalities. They like to bend the 
environment around them to their own wills. You can accomplish 
great things that way, but you can also become Voldemort. Being a 
participatory action researcher, I don’t know if it’s more type A, or 
type B. You have to be better able to handle uncertainty, because you 
don’t really know what’s going to happen. You need to find people 
you want to work with. [..] Its relationships that is what this type 
of research is all about. It’s all relational, in a system’s perspective 
and on individual level. And that’s a big challenge. Some people 
are not designed for that kind of social interaction, and many of us 
are researchers. A lot of people went into research so they wouldn’t 
have to do that. But I think it’s really interesting when you generate 
that kind of team. Because then it becomes, yes you don’t know 
what’s going to happen, but you are just happy to be part of the 
process. Because you trust these people, you like working with them. 
[...] These people are experts that you’re working with and they’re 
experts in ways you will never be an expert. Because they have 
those experiences in that condition.”

Box 1. Summarizing Quote From a Research Partnership Champion (Thomas)

aspects of research partnerships. While most sub-threads 
related to participants’ experiences and reasons were both 
identified from a researcher and RU perspective, some were 
unique for researchers (“people with SCI are experts”) or RU 
(“advocating”). By linking our findings to existing literature 
and (leadership) theories (eg, transformational leadership 
theory,52 self-determination theory53), we identified three 
potential approaches to build capacity for and foster radical 
change to support research partnerships within a (health) 
research system. 

Attitude Shift on How Knowledge Should or Could Be 
Produced 
The first approach relates to the attitude shift of valuing 
different perspectives and knowledge. Participants indicated 
that they see people with SCI as “experts,” who could add 
valuable knowledge and expertise to research projects. 
This finding indicates that engaging in successful research 
partnerships require a view around research in which 
knowledge is not simply produced by people with academic 
backgrounds (bachelor, master or PhD), but through 
interactions alongside people with lived experiences (eg, SCI 
or other disability or chronic disease) and/or other RU.54 As 
such, aligning with previous literature,32,55,56 building capacity 
for research partnerships within a research system may focus 
on promoting such an attitude shift. For SCI researchers, this 
may indicate that people with lived experiences in SCI are 
recognized as “experts” who are valued as co-researchers,42 not 
simply as participants. Introducing this constructivist notion, 
can bump with some scientific paradigms, and may therefore 
be introduced when people are early in their career. We see 
this as empowering individuals with SCI and those who have 
worked alongside people with SCI (eg, clinicians),57 which 
promotes meaningful contributions to SCI research projects 
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from those who have long been excluded. Pragmatically, 
offering workshops and/or training to researchers, trainees 
and RU about how and why research could be conducted and 
disseminated in partnership may be a way to promote such an 
attitude shift on how knowledge could be produced.32

Inspirational Role Models 
The second approach relates to inspirational role models 
for research partnerships. Participants provided several 
examples of how they were inspired by their supervisors or 
peers (“role models”) to meaningfully engage in research 
partnerships. They also provided illustrative examples of 
how these experiences inspired them to follow in their peers’ 
footsteps and become role models who inspire others. These 
findings resonate with transformational leadership theory,52 
particularly with the inspirational motivation (ie, inspire 
and motivate others with enthusiasm and positivity) and 
idealized influence (ie, leaders are admired and act as role 
models) components of the theory. Several participants’ 
stories, characterized them as “transformational leaders” 
with idealized influence that was driven by moral reasons to 
create change. The importance of inspirational “role models” 
and “leaders” in creating system-level changes has been 
described in previous literature58,59 and aligns with tenets of 
Roger’s diffusion of innovation60 theory and social cognitive 
theory.61 Based on our findings, we suggest that inspirational 
“role models” are key asset to adopting a research partnership 
approach, and could be a promising approach to build 
capacity among researchers and RU. The sharing of these 
powerful stories from inspirational role models may provide 
a novel approach to effective KT.62,63

Relational Research Partnership Skills 
The third approach relates to the relational aspects of 
research partnerships. Participants’ stories revealed that 
those who engaged in research partnerships were highly 
motivated and willing to improve their relational research 
partnership skills (eg, building relationships). Participants 
were reflective and thoughtful on how they work alongside 
partners, which resonates with the intellectual stimulation 
(ie, stimulate to be creative and innovate) component of 
transformation leadership theory.52 Furthermore, they talked 
about the enjoyment of working in partnership suggesting 
that participants may be intrinsically motivated to engage 
in research partnerships. According to Self-Determination 
Theory,53 three psychological needs (autonomy, competence, 
relatedness) influence whether a person is intrinsically 
motivated to engage in a certain behaviour. This may 
suggest why researchers and RU who support these three 
needs may be more successful in research partnerships. To 
illustrate, participants were able to make their own decisions 
to engage in research partnerships (autonomy), participants 
felt socially connected to the SCI community (relatedness), 
and participants were trained in research partnership skills 
(competence). As such, building capacity for relational research 
partnerships may focus on encouraging intrinsic motivators 
to engage in research partnerships rather than extrinsic 
motivators (eg, reward systems or mandated partnerships). 

Relational approaches to research can bump with dominant 
research paradigms.64 It is therefore important to provide not 
only additional training, but also additional advocacy for an 
approach that values relationships as an important aspect of 
the research process, aligning with Bowen and colleagues’ call 
to reimagine research.32 Organizing collaborative meetings in 
which researchers and RU have opportunities to interact with 
each other may be a promising advocacy strategy. 

Scientific and Practical Implications 
This study has important scientific and practical implications. 
For the KT and research partnership literature, the findings 
provide new insights into ways to understand successful 
research partnership behaviours and explore potentially 
effective research partnerships capacity building approaches 
that can foster radical change in a research system. Our findings 
may suggest that effective research partnership behaviours, 
as described by SCI research partnership champions, align 
with components of transformational leadership theory 
(inspirational motivation, idealized influence, individualized 
consideration, intellectual stimulation). To further advance 
the science of KT and research partnerships, future research 
should focus on understanding effective research partnership 
behaviours by using leadership theories,52 implementation,65 
KT,66 and/or RU engagement frameworks.67

We found that participants’ reasons to engage in research 
partnerships were mainly related to moral and relational 
dimensions, which aligns with previous literature.30,68,69 This 
finding may suggest that groups and/or organizations that 
want to promote and support research partnership approaches 
may want to use a transformational leadership approach52. 
Conversely, this finding may suggest that a transactional 
leadership approach, which focuses on offering (financial) 
rewards or mandating practice, may not be an ideal way for 
research partnership capacity building. This finding may 
have important implications for funding agencies and other 
organizations (eg, universities, community organizations) 
that want to promote research partnership approaches and/or 
develop supporting resources. Our findings caution against 
mandating or incentivizing research partnership approaches. 
While our findings align with previous partnership guidance 
and call to actions,30,70 future research is needed to explore 
effective ways to build capacity for research partnership within 
and beyond the SCI research system, from a transformational 
perspective. 

Limitations 
Some limitations must be acknowledged. First, our sample 
did not include people who do not have experiences with 
research partnerships. While the focus on partnership 
champions’ experiences aligned with our research questions, 
we do provide suggestions in our discussion section for ways 
to build capacity for and foster radical change to support 
research partnerships. We do not know if these approaches 
are effective and if they resonate with people who do not have 
any experiences with research partnerships and who have not 
(yet) created radical change. As such, our suggestions should 
be applied with caution and more research on this topic is 
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needed. Second, our sample included only RU with university 
backgrounds. Although our sample did not represent people 
with SCI without a university background, participants talked 
about the importance to offer education and training to people 
with SCI who want to engage in research partnerships. Third, 
the interviews did not focus on co-creation of participants’ 
timelines, which is considered as a benefit of timeline 
interviews.48 Instead, the interviewer created personalized 
timelines prior to each interview based on participants’ 
responses, which were then used to guide the session. This 
approach allowed us to limit our interviews to one session, as 
a multi-session interview would be more time-consuming for 
participants. Despite these limitations, we were able to collect 
a rich data set from a diverse group of research partnership 
champions, which provided valuable practical insights on a 
variety of partnership experiences. Lastly, we were unable to 
describe and explore certain narrative types, because such an 
approach would breach participants’ confidentiality. 

Conclusion
Using a narrative and pragmatic approach, this study provided 
a new understanding of the experiences of SCI researchers’ 
and RU’ partnership experiences over time. The findings 
revealed that participants’ research partnership experiences 
align with leadership theories. We identified three potential 
ways to build capacity for and foster radical change to support 
research partnerships within a (health) research system: (1) 
promoting attitude shift on the value of co-production of 
knowledge, (2) using inspirational “role models,” and (3) 
encouraging intrinsic motivators for research partnership 
engagement. The findings from this study may be used 
to inform strategies and programs to build capacity for 
conducting and disseminating research in partnership, within 
and beyond SCI research.
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