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Abstract 

Context  Implicating patients in research is gaining popularity around the world and is now the reference of many 
funding agencies. Understanding these partnerships is necessary to grasp this new reality. The experiences of 
researchers who have involved patient-partners (PPs) in health research are important for a better understanding of 
these practices.

Objective  This study aimed to identify and analyze the existing qualitative scientific literature on the experiences of 
academic researchers involved in health research with patient engagement (PE).

Design  A scoping review of the available literature with an inductive thematic synthesis, guided by the methodo‑
logical framework of Arksey and O’Malley.

Data collection  A search strategy was developed to include keywords relating to researchers, patient-partners, expe‑
riences, and the qualitative methodologies of the targeted studies. Five databases were searched using the EBSCO-
host engine. The search results were screened by four reviewers to only include articles written in English on the topic 
of the experience of academic researchers having worked with PPs in health research based on qualitative studies or 
mixed-methods studies with a distinct qualitative section.

Analysis  Articles included were charted for general information. All “results” sections were coded line by line. These 
codes were organized inductively to form descriptive and analytical themes. This led to the synthesis of the ideas 
found in the selected articles.

Results  The search strategy yielded 7616 results, of which 2468 duplicates were removed. The remaining 5148 
articles were screened, resulting in the exclusion of 5114 off-topic studies. The remaining 29 full-text articles were 
evaluated for inclusion from which 5 additional studies were identified. The final selection consisted of 11 articles that 
met all the criteria. These articles were published between 2009 and 2019. Five general themes inductively emerged 
from the analysis: the understanding of PE, motivations, contexts, attitudes, and practical aspects of PE that are central 
to researchers.

Conclusion  This scoping review provides a better understanding of the experiences of researchers who have 
implemented patient partnerships in health research projects. Our findings reveal many positive elements central to 
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health researchers’ discourses about PE, but they provide insights into the challenges and postures of resistance. This 
knowledge can support the development of empirically sound improvements in PE practices.

Keywords  Patient and public involvement, Researcher, Patient engagement, Experience, Qualitative research, 
Scoping review, Thematic synthesis, Health

Plain English summary 

The practice of involving patients in research is gaining popularity around the world and is now the reference for 
many institutions and funding agencies. The individual experiences of researchers who have involved patient-partners 
in health research are essential for a better understanding of how these relationships unfold within research teams, 
and allows for identifying the challenges and best practices. This review’s objective is to identify and analyze the exist‑
ing scientific literature focused on the experiences of academic researchers involved in health research with patient 
engagement (PE). A close screen of 7616 search results yielded 11 scientific peer-reviewed articles corresponding to 
all inclusion criteria for further analysis. Five general themes emerged from the analysis: (1) the understanding of PE, 
(2) the motivations for PE, (3) the contexts of PE, (4) the attitudes toward PE, and (5) the practical aspects of PE that are 
central to health researchers. This analysis provides a novel summary of the current knowledge on the in-depth expe‑
riences of researchers who have implemented patient-partnerships in health research projects. Beyond many positive 
elements central to health researchers, our analysis also revealed the challenges and postures of resistance. Both posi‑
tive and negative perspectives on PE help to draw a better understanding of these collaborations. This knowledge can 
support the development of empirically sound improvements in PE.

Background
Existing literature has well established the positive 
benefits and impacts associated with patient partici-
pation in research [1, 2]. For example, patient partici-
pation has lead to developing projects and innovations 
focused on patient needs [1, 3–5]. It has also facilitated 
the implementation of innovations and the acceptability 
of scientific data [3, 6]. In health research, where patient 
participation has become the gold standard, it has been 
associated with an increased quality of care and research 
[7–10]. Renowned international leaders on this topic 
include INVOLVE a program by the National Institute 
for Health Research in the United Kingdom (UK) and the 
Patient‐Centered Outcomes Research Institute (PCORI) 
in the United States. PCORI-affiliated authors, Forsythe 
et al. [3], concluded that patient engagement (PE) is asso-
ciated with improved acceptability, feasibility, rigor, and 
better data quality, as well as projects that are globally 
more relevant. The literature suggests that efforts should 
be invested in understanding how partnerships with 
patients can produce positive impacts in health research 
and how to facilitate the engagement of patient-partners 
(PP) in health research [9, 11]. Although we know a lot 
about the experience of PPs in health research [12], our 
understanding of the experience of researchers collabo-
rating with PPs in health research is limited.

PE in health research occurs when PPs are involved 
in research co-production [5, 6, 13]. In this context, the 
word “patient” is understood as any person having expe-
rienced health issues, either personally or as a caregiver 

[5]. PE is meant to build to partnerships between patients 
and academic researchers with the objective of con-
structing a “meaningful and active collaboration in 
governance, priority setting, conducting research and 
knowledge translation” [5], rather than participating in 
health research projects only as research subjects [5]. Dif-
ferent terminology is used internationally to refer to what 
this review calls PE, such as the term “patient and public 
involvement” (PPI) or “expert by experience”, which are 
common in the United Kingdom. As this scoping review 
is based in a Canadian university, the expression “patient 
engagement” (PE) is used and is considered a synonym 
for the same expression.

This scoping review aims to produce a qualitative sum-
mary of the current knowledge on the experiences of 
researchers who involve PPs in health research projects.

Methods
Study design
A scoping review of the peer-reviewed published litera-
ture with an inductive thematic synthesis was performed, 
guided by the methodological framework of Arksey and 
O’Malley [14], and enhanced by the perspectives of Levac 
et al. [15] and Peters et al. [16]. The Enhancing transpar-
ency in reporting the synthesis of qualitative research 
(Additional file  1: ENTREQ) statement checklist by 
the Enhancing the Quality and transparency Of health 
Research (EQUATOR) network was also used to safe-
guard the quality of our reporting.
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Research question
The research question guiding this review is: “What are 
the experiences of researchers with PE in health-related 
research?”.

Eligibility criteria
Studies were screened for eligibility according to the fol-
lowing inclusion criteria: study participants who are aca-
demic researchers experienced with PE in health research 
projects, articles in which one of the main objectives was 
to study the experience of the researchers, articles that 
used qualitative methods, and articles written in English. 
To increase useful data, mixed-method studies were also 
included if a qualitative section could be independently 
analyzed. No limits were applied regarding the year of 
publication of the articles. The studies eligibility was 
lastly screen for the following exclusion criteria: articles 
not reporting first level data and articles that were not 
peer reviewed.

Search strategy
The search strategy was developed by MMP in collabora-
tion with an academic health librarian and the ongoing 
teamwork, validation, and discussions with SAC, AMA, 
and MB. We also integrated many of the keywords sug-
gested by Rogers et al. [17] and added those found during 
preliminary database tests. The key concepts grounding 
the search strategy were researcher, experience, patient-
partner, and qualitative research. Our search strategy 
was developed with free-form keywords and controlled 
keywords (MeSH) adapted for each database.

On August 18, 2022, the following five databases were 
searched by MMP via the EBSCOhost search engine: 
American Psychological Association (APA) PsycInfo, 
Cumulative Index to Nursing and Allied Health Litera-
ture (CINAHL) Plus with Full Text, Education Resources 
Information Center (ERIC), Medical Literature Analysis 
and Retrieval System Online (MEDLINE) with Full Text, 
and SocIndex with Full Text. Google Scholar was also 
searched on August 19, 2022, limited to the first 10 pages 
of results. The search strategy is presented in Fig. 1.

Study selection
All found articles were extracted and imported into 
ReadCube Papers reference management software 
(v4.34.2142). First, duplicates were removed. Second, the 
titles and abstracts were screened to determine eligibil-
ity for a full-text review by MMP. Full-text screening of 
all remaining articles was completed by MMP and cross-
validated by SAC, MB, and AMA. Following the same 
process, the references cited in each included article were 
scanned for other studies that could be included in the 

review. The final selection was agreed upon by consen-
sus of all team members after discussion on the eligibility 
of specific articles, when relevant. A quality assessment 
of the 11 selected articles was not conducted since there 
are no appropriate standardized criteria for assessing 
qualitative research with a range of designs [18] and since 
quality assessment is often described as outside of the 
framework of scoping reviews [14, 15].

Data extraction and analysis
A charting form was used to assist team discussion and 
approbation as a support to the full-text screening and 
for the descriptive analysis. For each article, the informa-
tion extracted in a charting form, inspired by the chart-
ing forms developed by Joanna Briggs Institute [19], 
Lauzon-Schnittka et al. [12] and Arnstein et al. [20], were: 
authors, year of publication, country of origin, title, aim, 
type of evidence source, participant number and demo-
graphics, whether a specific population was targeted, 
definitions of PPs and PE, whether PPs were engaged 
in the study, whether PPs were coauthors or otherwise 
acknowledged, interview guide subjects, and main find-
ings. If the data items were not specified, the field was left 
blank. The extraction was completed by MMP and vali-
dated by team members.

The Results/Findings section of each article was coded 
line by line in Microsoft Word (v.16.70) [21]. The other 
sections of the articles provided a better understanding of 
the studies but were not used for the line-by-line analysis. 
The line-by-line coding and theme identification followed 
the thematic synthesis described by Thomas and Harden 
[21]. Codes were inductively created during the coding 
process, as new ideas were identified, and previous ideas 
entered in relevant existing codes. After all line-by-line 
coding, codes related to each other were congregated 
into descriptive themes and subthemes, and then into 
analytical themes [21]. The aim of the analytical themes 
was to synthesize all the main ideas found in the selection 
of articles. After the articles were fully coded and themes 
identified, the coded data were verified and, if necessary, 
recoded to increase data representativity. To increase the 
analysis depth and validate the coding process, counter-
examples of the identified themes were explicitly sought.

Results
Study selection and screening process
The search strategy yielded a total of 7616 results in 
selected databases, and no further results were found 
via Google Scholar. A total of 2468 duplicates were 
removed, either automatically by the referencing tool, or 
manually. A total of 5114 articles were found to be off-
topic through the screening of titles and abstracts. The 
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references and the “Cited by” list of the 29 remaining arti-
cles were screened, and 5 additional studies were identi-
fied. We excluded 23 articles after the full-text screening. 
The remaining 11 articles were included, as they met all 
the inclusion criteria (Fig. 2).

Characteristics of the included studies
Most of the studies were conducted in the United King-
dom (n = 7) [11, 22–27] followed by Australia and New 
Zealand (n = 2) [28, 29], Canada (n = 1) [30] and Singa-
pore (n = 1) [31]. They were published from 2009 to 2019, 
with a majority after 2014 (n = 9) [11, 24–31] which could 

be and indicator of the relative novelty of reporting on 
health researchers’ experience with PE.

Most of the studies used interview verbatims as evi-
dence sources (n = 10) [11, 22–26, 28–31], and one used 
excerpts from reports of funding use [27]. The studies 
included between 10 and 36 participants [11, 22–31]. Of 
the 11 studies, 4 reported the engagement of PPs in their 
study [25, 27–29].

In the selected articles, two pairs of articles present 
different analyses from the same series of interviews: 
Thompson et  al. [22] explored the purpose, the reasons 
for and against, the experiences, and the impacts of PE 

Fig. 1  Summary of the search strategy
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in health research, whereas Ward et  al. [23] studied the 
scope, limitations, key purpose, experiences, and argu-
ments for and against PE while adding a critical perspec-
tive to their analysis. In 2018, Happell et al. [29] analyzed 
data through the lens of allyship, and in 2019 [28], they 
explored the reported experiences and divided them into 
barriers and strategies for overcoming them. A compara-
tive summary of the main characteristics of the included 
studies can be found in Table 1.

Thematic synthesis
The analytical syntheses that emerged from the selected 
studies were classified into five central themes: (1) the 
understanding of PE, (2) the motivations for PE, (3) the 
contexts of PE, (4) the attitudes toward PE, and (5) the 
practical aspects of PE that are of central importance to 
researchers. We recognized that experiences cannot be 
separated into unique distinct categories, and that many 
statements lie at the intersections of those categories.

Fig. 2  Flowchart of study selection and screening process
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How is PE understood by health researchers?
A starting point that allowed comparison between par-
ticipants’ experiences was how they defined what PE 
was and how they conceptualized the forms it could take 
(Fig. 3).

Defining PE  All authors—except Staley et  al. [11], 
who did not offer a definition—defined PE similarly as 
“research conducted with or by members of the pub-
lic rather than to, about or for them” [22–31]. Although 
most of the participants agreed with this definition of PE, 
some also expressed uncertainty about the purpose of PE 
[22, 26, 31]. Participants in one study perceived involving 
patients or the public as having participants in their clini-
cal trial [22].

Roles of  PP  Typical roles of PPs described by partici-
pants included advisors to the research team or part of 
an advisory group [22, 24, 26, 27, 30], giving feedback 
on research design and materials [11, 22, 27, 30], or co-
researchers [24, 26, 30]. Roles that were described less 
frequently were overseers of the research conduct [27] or 
members of formal and stable research team in academic 
organizations [29].

Some participants stated that PE should occur at every 
step of a health research project [30]. More precisely, 
they could participate in developing research design [11, 
22, 24, 26, 27, 30, 31], writing grants proposal [27, 30] or 
ethics applications [24, 27], validating the relevance of 
researchers’ work and acceptability of research [22, 23, 
25–27, 30], engaging with patients [30], analyzing and 
interpreting data [27], writing findings [27], promoting 
public awareness of research [24], and disseminating and 
translating the research in practice [27, 30].

Tasks involved  For health researchers, engaging PPs in 
their research project came with administrative labor [24, 
25] that was mainly described as the recruitment of PP, 
securing contracts, and obtaining ethical approval [24]. 

This administrative labor was referred to as a barrier to 
engagement, as the time to obtain necessary documents 
could exceed the time window for involving the PPs [24].

“I was doing a project where we were trying to get 
service users on board, and we had employed two, 
from the [local patient group], so we had gotten 
them on board, got honorary contracts for them 
through [the Trust], and then, of course, recruitment 
stopped. So, I was kind of left at a loose end of what 
to do with them.” [24]

Emotional labor was another task described in PE [25]. 
Participants described having to manage their feelings 
and emotional responses because of the presence of PPs. 
The illness of the PPs was a factor that could increase the 
emotional labor needed. Some participants explained 
that it was a rewarding experience for them despite the 
emotional cost [25].

“…emotion is the power that they bring to the situa-
tion.” [25]
“…It ceases to be an academic exercise, you’re work-
ing with real people…and something seemingly 
innocuous can just trigger something for somebody… 
You have responsibility as such to take care of the 
people you’re working with. And I think that’s a very 
personal emotional cost because these aren’t other 
researchers; these are patients and members of the 
public.” [25]

However, some health researchers were less enthusias-
tic about the emotional labor involved and felt less moti-
vated to engage PPs in their research as a result [25].

“Mm, about sixty percent, I want to do it. The bits 
of me that don’t want to do it are the kind of, ‘Oh 
god I’ve got to be polite to people when I’m not in the 
mood to be’ [laughs] – all that kind of stuff.” [25]

What are PE motivations for health researchers?
In discussing their experiences, participants mentioned 
different motivating factors: producing better research, 
ethical and moral principles, personal gain, perceived 
gain for PPs from the experience, requirements from 
institutions, improving the social acceptability of science, 
and having more compliant participants (Fig. 4).

To do  “better research”  The participants shared how 
having PE in their health research led to improvements 
in many aspects of their projects. The improvements were 
mentioned as a general statement [23, 31] as well as pre-
cise descriptions of what PE brought to the researchers’ 
work [11, 22–27, 30, 31].

Fig. 3  Researchers’ understanding of PE
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“If I don’t do this [PE], it might also lead to a lot 
more problems later … you know, you do it very 
quickly and then you come up with a design that 
is not good. Then, you actually have to do a lot of 
patchwork to try and solve the problems.” [31]

The presence of PPs was key to obtaining new perspec-
tives [11, 27, 30] and new knowledge or perceptions [26, 
30, 31] of their projects.

“They felt that research attempting to understand 
what people can do to maintain wellbeing would be 
very beneficial to patients.” [27]
“Comments were made that it [the research topic] 
resonated very strongly with their own experiences.” 
[27]

Participants reported that the engagement of PPs 
improved various aspects of their health research pro-
jects: research relevance [22–25], writing the research 
proposal [25, 27], setting research priorities [26, 30, 31], 
recruitment process [23–25, 27, 30, 31], increasing long-
term participation [27, 31], research design (methods, 
intervention, collection tools, outcomes [11, 22, 24, 26, 
27, 30, 31], ensuring research accessibility [26], ensur-
ing accessibility of communication materials destined to 
patient participants [11, 25–27], raising potential ethi-
cal or patient safety issues [27] and dissemination of the 
search as well as translation in practice [23, 24, 27, 30, 
31].

Health researchers perceived that PE led to bet-
ter research quality in many ways, such as improving 
research proposals [27], improving the accessibility of 
communication materials [11, 22, 25–27], improving 
research priorities [26, 30, 31], improving recruitment 
[23–25, 27, 30, 31], leading to more long-term participa-
tion [27, 31], improving research design [11, 22–27, 31], 

and creating more empirically useful research [11, 23–25, 
31].

For ethical and moral reasons  Participants also evoked 
ethical and moral principles as a motivation for choosing 
to engage PPs in health research [22–27, 30, 31]. A major 
argument in this category was the patients’ right to have 
their voices heard [11, 22, 26, 30], even more in public-
funded health research [26].

“…if we’re doing publicly funded research, then the 
public have a right to steer that, I think.” [26]
“I’m not sure how to sum it up in one sentence, but I 
think the key purpose is to take the viewpoint of the 
people you are researching, and to not use them as 
subjects but as equal partners in the research, as far 
as you can, because I think there’s far too many times 
when research is done to people and they haven’t 
been able to inform it, and their views should be 
taken on board and are very valid. So essentially, 
I think it’s about power relations in research; it’s 
about respecting the people that you’re researching 
because I don’t think you can just come at it from 
one angle when you’re not in the shoes of the people 
that you’re researching.” [22]

Similarly, they explained that the context of resource 
scarcity [30, 31] further highlights the need to focus 
health research efforts on what is relevant to patients and 
the public [30].

“We should be using [the] scarce research dollars to 
study and understand questions that are relevant to 
our patients.” [30]
“And [PE would] probably save a lot of money for the 
grant bodies.” [31]

The need to represent different individual experiences 
of health care [27] was also mentioned, as was the neces-
sity to ensure the accountability of studies conducted 
[23–25, 27]. The argument that the presence of PPs 
humanizes health research was also made [25, 30].

“[It’s] my work – to someone else it’s their everyday, 
it’s really emotional, a big issue for them.” [25]

To fulfil institutional obligations and/or funding require-
ments  The requirement of PE by funding guidelines was 
cited by participants as a motivation to engage PPs in their 
health research [22–24, 26, 30, 31]. This requirement was 
experienced by some health researchers as another hurdle 
in their funding process [24], increasing the risk of their 
participation lacking meaningful engagement [22–24, 30].

“You have to be careful not to use patients […], that’s 

Fig. 4  Researchers’ motivations toward PE
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the risk. I think you have to be extremely vigilant 
about that, because it’s a fine line, I think, between 
honestly involving patients, having them truly par-
ticipating […]. I believe you have to really be vigilant 
and attentive.” [30]

However, other participants highlighted that these 
requirements could also be a positive motivation to 
include PPs in their health research [22, 26, 31].

“…so those nudges and those requirements…make 
sure you have thought about it.” [26]

Others mentioned that they viewed this requirement 
as advantageous for receiving funding for the type of 
research they are already working on [31].

“Because if we are talking about translational 
research and that’s your area of study, showing that 
your study is centered around your patient is the 
number one criterion.” [31]

For personal gain  Although not described as a motiva-
tion for initially engaging with PPs, the knowledge and 
skills gained by the health researchers during these part-
nerships seemed to motivate them to maintain the rela-
tionship. Participants highlighted that the PPs helped 
remind them of what was important in their work [30] 
and that the partnership gave their work meaning [11, 25, 
30].

“There is a personal aspect that must not be under-
stated. You realize that the work that you’re doing 
is very important to people… sometimes when you 
work, things don’t go your way, there’s problems. It 
gets really frustrating, and you think, ‘What’s the 
point?’ The pay isn’t great, the funding is hard to 
come by, the job security is sometimes difficult… but 
then I realize… there is actually quite a lot of impor-
tance behind the stuff that I do for people – that is of 
value to me – it makes me feel good about what I’m 
doing.” [11]

The presence of PPs enriched the research process by 
making it more fun, giving the health researchers enthu-
siasm, or leaving them energized [25].

“…It raises my enthusiasm to battle the challenges of 
getting research funding.” [25]

Lastly, the health researchers mentioned that having 
better research helped with their career development 
[25].

For the perceived gain for PPs  The researchers also spoke 
of PE in health research as rewarding for PPs. This also 

motivated researchers to continue involving PP. It was per-
ceived as empowering for the patients through acknowl-
edgements of their experiences and opinions [28, 30], or 
the contribution of new knowledge to health research [26, 
30]. Paul et  al. [26], who focused on mental health and 
learning disability researchers, also reported that partici-
pants thought it could help PPs in their personal recovery 
by providing a new perspective on their experiences [26].

“It can almost be a beneficial part of recovery as well 
because it’s turning what was probably something 
quite negative about their lives into something quite 
positive because they feel like actually this is some-
thing that’s valuable about me, you know, this expe-
rience is worthwhile sharing and does mean that I 
can bring something. It’s not a part of their life they 
have to write off.” [26]

To enhance the social acceptability of  science and health 
research  Participants evoked an interest in promoting a 
better understanding of health research and medicine to 
the general public, and PPs were recognized as advocates 
who could get engaged in ways researchers could not [22, 
24, 30, 31].

“the lay public also becomes [a] tremendous [advo-
cate] both in the media and among the larger com-
munity for research, because they become invested 
in it in a way that the medical health professionals 
and professional researchers [cannot, being] a little 
bit more divorced from directly accessing that com-
munity other than as guests in the community.” [30]

To facilitate participants’ compliance  A motivator 
shared by one health researcher in the sister articles by 
Thompson et  al. [22] and Ward et  al. [23] was that PE 
could make participants more compliant if they knew and 
understood more about the research process [22, 23].

What is the context of PE for health researchers?
Although we focused on health researchers with an aca-
demic background, having a variety of studies meant that 
the participants were engaging PPs in their own differ-
ent contexts, as defined by their own culture and power 
dynamics (Fig. 5).

Cultural background  Health researchers need to navi-
gate the culture in which they work. These cultures can be 
either barriers [22–26, 28–31] or facilitators [25, 26, 29] to 
PE. Different societal cultural norms will also impact the 
dynamic between the patient and health researcher. For 
the participants based in Singapore, PE was seen as a bar-
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rier compared to the perspectives of health researchers in 
countries outside Asia [31].

“It’s just cultural. I think it’s like that student‐
teacher, doctor‐patient type hierarchy relationship. 
So, a student will never argue with their teacher. So, 
the teacher can never be wrong. In the same way, the 
doctor can never be wrong. Whereas, I think in juris-
dictions maybe outside Asia…it’s quite common for 
patients to verbalize what they feel […] Because of 
the culture [in Singapore], patients just don’t speak 
up about what they need… [they] rarely question 
doctors.” [31]

Cultural barriers can also emerge from the organiza-
tions employing health researchers’ [22–26, 28–30] as a 
lack of support for PE from senior colleagues [22].

“… Don’t underestimate how tricky it can be when 
a more senior person has … more set views on what 
PPI can and can’t do … If someone in a more sen-
ior position isn’t willing to open their mind and be 
receptive to genuine change, isn’t willing to accept 
differences to what they want to do, then there’s kind 
of no point in you trying really because I think eve-
ryone needs to be working to the same goal for it be 
effective.” [25]

The value that organizations place on PE was some-
times perceived by participants through many lenses. PE 
was seen as a requirement that could be satisfied by mini-
mal effort from the research teams [23–26].

“There’s no pressure to do an amazing job on it 
because people aren’t expecting a lot from it…” [25]

Participants also mentioned organizational cultural 
barriers that made health researchers question the value 
organizations placed on PE, including the accepted and 
unchanging overwhelming workload to which PE is 
added [22, 25, 26, 30], the publish or perish culture [25], 
or the lack of resources available to them [25].

“I don’t get any extra allowance to do PPI… it’s just 
something extra that I’m having to fit on top of eve-
rything else.” [25]

The health researchers’ roles and responsibilities are 
shaped by each organization’s culture. The nature of con-
tractual employment in health research teams was seen 

in tension with the task of establishing a partnership with 
PP [25].

“…if you’re on a fixed‐term contract of twelve months 
or six months, it can be quite hard to build a rela-
tionship that’s meaningful.” [25]

The health research community culture and identity 
also had an impact on PE because the specialized lan-
guage, which is a common practice, was also outlined 
as a barrier that can exclude PPs [26, 30]. The partici-
pants expressed that no consensus was reached about PE 
among the health research community, and the divide 
was more important depending on the type of research 
conducted [22, 24–26, 30].

“[P]atient engagement isn’t going to apply in every 
setting and situation. […] I could see how a basic 
scientist is going to see very little use for this. So 
again, it depends on the perspective and the type of 
research.” [30]

However, many participants saw no limit to PE [24, 26, 
29, 30].

“I see very few studies where it wouldn’t be helpful.” 
[30]

Cultural aspects could also facilitate health researchers’ 
activities with PPs. Colleagues’ buy-in and experiences 
with PE could also offer unique support that helped the 
health researcher’s experience [25, 26, 29, 30].

“…There’s a cultural support for involving various 
patients and members of the public in the organiza-
tion, and I think that’s very helpful to be part of. And 
even kettle conversations whilst making a cup of tea 
and you’re sharing challenges and experiences with 
people who understand that, are a great resource, 
so I do think the culture of the organization is an 
important support for being able to do this prop-
erly… It would be much more difficult if you were on 
your own doing this without a supportive commu-
nity of people.” [25]

Organizations’ and funding bodies’ support of PE also 
played a role in encouraging health researchers’ engage-
ment with PPs [25, 26, 29].

Power dynamics  Power dynamics on different levels 
were a recurring theme described by participants [25, 26, 
28, 30, 31]. They occurred between the health research-
ers and the PPs [26, 28, 30, 31] or between the research 
team members [25, 28]. The different values and impor-
tance attributed to academic knowledge and experiential 
knowledge were reported as barriers to implementing or 
valuing PPs’ contributions [26, 28, 30].

Fig. 5  Researchers’ PE contexts
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“I think that some research teams are very hierar-
chical, quite outside of anything to do with health … 
just have a very hierarchical process, and so they are 
more likely just to notice the seniority of who’s in the 
room. And often the consumer researchers are pretty 
junior, so they’ll get pushed to the research assistant 
status, or the junior researcher position.” [28]

Participants also talked about this power dynamic from 
the PPs’ point of view, reflecting that they could feel infe-
rior to health researchers and clinicians [30].

“I think, on the one hand, […] the academic peo-
ple—so the clinicians and the scientists by virtue of 
[…] what we do and who we are—there might have 
been a bit of a power dynamic in the room. And […] 
for myself, I would certainly feel very free to speak, 
whereas […] the patient participant might feel more 
intimidated to speak.” [30]

Some health researchers still saw patients as vulnerable 
[30], while others were critical of how colleagues would 
consider them passive subjects [31].

“[T]here is obviously a power difference, power dis-
tribution issues, especially if you involve patients; 
they are vulnerable and, of course, physicians have 
the relevant power in the health care, so that’s some-
what unequal, so that has to be somehow balanced 
out. [sic]” [30]
“In taking part in research, they feel very much like 
experiments or they feel like a laboratory rat or a 
guinea pig… that disempowers them.” [31]

Among team members, the power dynamics could be 
influenced by the hierarchical status between profes-
sional disciplines [22, 25] or seniority [25, 28]. The social 
and interpersonal skills needed for successful PE were 
described as soft skills by participants and could lead 
to unequal distribution of added responsibilities. These 
could be given to women or newer team members. Par-
ticipants reflected on men being supportive of PE in 
health research but not doing the actual work needed for 
the engagement of PPs [25].

“I find it interesting that so much of the researchers 
who are involved are female. You go to [academic] 
meetings about public involvement and you get one 
man and 20 women, and is that because…. they’re 
[sic] softer skills about communication and listening 
and empathy?” [25]

Although PPs were often described as simply subjects 
to the power dynamics in play, PE and the empower-
ment it brought to PPs were seen as a counterpart [22]. 
These power dynamics and cultural contexts that health 

researchers need to navigate while learning to include PP 
in their research can influence their attitudes toward PE.

What are health researchers’ attitudes toward PE?
Health researchers have different reactions to PE. 
Whereas some are very supportive, others question the 
value of such collaborations, and some are resistant to 
changing their usual way of thinking and doing health 
research (Fig. 6).

Supportive of  PE  Health researchers expressed general 
support for the concept of PE and its benefits [24] while 
reflecting on their own personal experiences [11, 24, 30]. 
Researchers who were supportive of PE also believed 
that sharing control with PPs was possible [24] and that 
PE could bring necessary changes to health research 
[28]. Support for PE was also put into action by a health 
researcher who helped a PP to secure a long-term research 
position so they could continue their work [29].

“I was very impressed with the work that she had 
done on her PhD…And it seemed that it would be 
a great shame if this work came to an end, and I 
managed to find a bit of money to support her hav-
ing a role [research and teaching] and eventually I 
managed to persuade our dean [for a] permanent 
appointment rather than a year by year arrange-
ment…There was a bit of resistance to some of her 
initial fairly forthright views about what we weren’t 
doing right…I think that was fairly important that 
I’d been around the department a long time and … 
it was quite clear that I was supporting the line she 
was taking if not necessarily every element of it. And 
people were willing to take a bit of a lead from that 
and not want to be seen as rejecting.” [29]

Another concrete way a health researcher supported 
PE was by taking the responsibility of providing funding 
through consultancy work to inject into PE projects [29].

“…what I try to do is squirrel as much resource 
together as I possibly can … sometimes a little bit 

Fig. 6  Researchers’ attitudes toward PE
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of consultancy work which gives me some money, 
or I do projects, which I know at the end of the day 
… have a little bit of money surplus at the end … I 
can have a little bit of control over that resource, so 
then I take it back to the [consumer] groups that I’m 
negotiating, that I’m working with and say to them, 
“Okay. What is it that you want us to have a look 
at, and here’s a pot of money that can assist it?” It 
might not get us completely there, but it can start the 
process.” [29]

Acts of support were also obvious among health 
researchers who shared their knowledge of the new 
organizations in which PPs ended up, helped organize PP 
networks [29], and advocated for PE [28, 29].

“So the notion of co-production in service user led 
research is essentially in its infancy … And so what 
you need are some people who just stand out there 
and say not only this is important, but this is the 
absolutely most important thing ever …it’s a chal-
lenge of doing any work that’s in its infancy, as that 
you may need to take a more radical position than 
you may otherwise, simply to garner traction …the 
problem with caution with research in any area that 
appears to be in its infancy is it just goes nowhere.” 
[28]

One of the attitudes of PE-supporting health research-
ers reported in many studies was the expressed acknowl-
edgment of the added value PPs bring to projects. They 
recognized PPs as having valuable knowledge to share, an 
expertise considered complementary to health research-
ers’ knowledge [11, 24, 27, 30, 31].

“Because researchers themselves, you don’t know 
everything. You don’t know what’s on the ground 
level; the daily operations, challenges and things like 
that.” [31]
“In my view, it is a mistake that we just look at the 
evidence…sometimes, as researchers… you no longer 
hear right what people are saying… We think we 
know because we read what our peers publish in the 
journals, but do we really know?” [31]

This value was also acknowledged by actions from 
health researchers, such as providing them with feedback 
on how their contributions influenced the researchers’ 
work [27] or involving them even more [24].

“[We] have become very aware of the need to involve 
users and participants, and we’ve sought their advice 
and help to design better studies, to help with the 
recruitment, to help understand the experience of 
the subject of research, so we’ve been involving them 
all the way along.” [24]

A way health researchers’ supportive attitudes were 
developed was through having a positive experience of 
PE. Health researchers who had a positive experience 
with various PP activities expressed more support for 
PE than before [11, 24, 30]. This was clearly exemplified 
in Allard et  al. [30] interviews with health researchers 
before and after a workshop involving PP.

“… being [a] basic scientist, I’m very far away from 
patients, so usually I don’t see patients, I don’t inter-
act with them. It was really nice to hear their sto-
ries and to hear what they thought was important. 
And I think it definitely opened my eyes as well 
from a basic science point of view and in […] how 
can we further engage patients in what we’re doing 
and [have] their opinions, but also […] inform them 
better about what we’re doing and how much time 
things cost, and, you know, that it’s a better under-
standing from both sides.” [30]

Such positive experiences allowed them to gain first-
hand experience of the value PPs bring to health research 
and how it was possible to put it in place [11, 30].

“It was a bit of an eye-opener for me, and it brought 
me more in line with what [patients] would deal 
with on a daily basis… It was really small things 
that I would have taken for granted… things that 
you would almost ignore, really, in the design of the 
trial.” [11]

Some participants had their views and assumptions 
challenged by PPs, which were positively experienced as 
well as perceived as a powerful experience [11].

Questioning PE value  Although many of the partici-
pants were supportive of PE, some researchers were not 
convinced of the value of engaging PPs in their health 
research [22, 23, 26, 30]. They questioned the amount of 
work that needs to be accomplished to engage PPs in con-
trast to its perceived benefits, citing a lack of data [30].

“I think it’s a lot of work to bring patients up to speed 
on the process and the content; it takes a lot of work. 
And it’s unclear whether the benefits of putting that 
much time and effort in are going to add value.” [30]

The possible ethical or impractical implications of PE 
lead health researchers to have hesitations. However, the 
following participant did not see this as a reason not to 
engage PPs, but to be cautious in setting it up [26]:

“…there are a lot of questions that the public and 
patients would like to ask and it’s very difficult to do 
that methodologically or operationally… on the one 
hand you want to encourage people to take up the 
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opportunity of talking and developing their idea… 
but then, you know, there are things that are actu-
ally very impractical, may be unethical… so we don’t 
want to give people unrealistic expectations, I sup-
pose.” [26]

A participant who is a clinician evoked having daily 
contact with patients and therefore didn’t feel the need to 
engage PPs in their health research [22].

“Well, I mean I’m a GP, so I am sitting and listen-
ing to what patients are telling me every day. So 
it is less relevant, I think to me. I think it is much 
more relevant to the non-clinical researchers actu-
ally. And especially the non-qualitative, non-clinical 
researchers, you know, some of our epidemiologists 
and perhaps statisticians and health care service 
people.” [22]

Other participants did not negate PPs’ experiential 
knowledge but felt that “their experiences cannot out-
weigh my academic qualifications or knowledge” [23]. 
Some participants reported discomfort in involving PPs 
because they could bring their own agendas and be a 
threat to the health researchers’ work [23, 30].

“I mean, of course, they’re coming to the table 
because you want to know, you want the benefit of 
their experience, but if people have an agenda going 
into those conversations […] it can become all about 
their agenda rather than about the actual research 
program that is being developed, right? So that’s def-
initely something that needs to be avoided, because 
that can be very destructive and frankly time-con-
suming, again, when it comes to the scientist.” [30]

Researchers who questioned the value of PE also per-
ceived engaging PPs in health research as inappropri-
ate. Sometimes, this emerged from perceiving PPs as a 
vulnerable party that needs to be protected [28, 30], not 
having the capacity to participate significantly in health 
research [23, 24, 26, 30], or not being representative of 
patient and public realities [23].

“Absolutely not necessary… It’s your paper, not their 
paper… They are subjects.” [31]

The possibility of PPs not being representative was 
expressed by some participants as a concern about pre-
senting PE as a homogeneous voice, while some groups 
could be excluded. Some health researchers questioned 
the validity of PPs while raising the issue that when PPs 
acquired research experience and sometimes profes-
sionalized themselves, it made them less able to be a 
representative of PP experiential knowledge [23]. Ethics 

committees could also perceive PPs as vulnerable, and 
health researchers reported an instance in which they 
had to advocate against what they viewed as a paternalis-
tic view of PPs [28].

“[…] the Committee needed to be convinced to look 
past their narrow view of mental health consumers 
in terms of vulnerability and symptoms: … we had 
quite a battle with ethics. I think we’ve got a super 
conservative ethics committee… they couldn’t cri-
tique the idea of people with lived experience hav-
ing expertise to do the role, but came at it in another 
way… So it was clear they were uncomfortable with 
lived experience researchers, yet it was a very tight 
presentation that was referenced and theorized, 
and all the rest of it, so then they … picked up other 
things which were totally ridiculous, like you cannot 
give these participants who have got drug and alco-
hol problems and other things vouchers that they 
can buy alcohol with – it’s like, yeah, okay.” [28]

Some researchers justified that PE significantly 
depended on which type of health research was done 
[24].

“I guess, I’m also a bit scared of this idea of hand-
ing over some of the power and control to the pub-
lic so they can influence how research is conducted, 
because, I feel like the decisions would be quite 
naive. It may not necessarily be in the best interests 
of research progress or, you know, getting a new drug 
or something like that.” [24]

The value of PE activities was questioned by health 
researchers who sometimes felt diverted from their usual 
activities and could put them at a disadvantage compared 
to their colleagues [25]. Having to engage with PPs was 
perceived by some participants as another obstacle to 
research approval [22].

“I definitely would want PPI to be involved in all 
my studies, but I don’t want to be the sole person 
responsible for every time because that’s going to 
take away from research time and then I’ll be doing 
the PPI for my colleagues and they’ll be able to do 
more research and get more publications out of it…” 
[25]

Resistance to change  Some health researchers expressed 
resistance to the changes PE brings to their work [22, 
24–26, 28, 29]. One of the reactions was resistance to 
the idea of sharing control and power [22, 24], but some 
were comfortable if this was done for only parts of health 
research [24].
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“So I think for me, it’s absolutely fine for patients to 
have enormous power over the direction of research 
and what the questions are, but the technical sides 
of it are I don’t think appropriate for patients. And 
then you get confused about the sorts of patients 
you’re attracting, and what actually is a lay person if 
they’re someone that’s capable of carrying out a sci-
entific study. …So I think it’s just a mixing up of roles 
that isn’t terribly helpful to anyone.” [24]

Some participants expressed being uncomfortable or 
having apprehension about the process of PE because 
they felt it would lessen the value of health researchers 
and their knowledge [22, 24, 25].

“I’ve got to be really careful as to what I say and 
do … PPI’s really trendy at the minute … Patients 
should be researchers – why don’t we just [effing] 
bring a load of patients to come and sit round my 
desk? Why did I bother doing a PhD? Do you know 
what I mean? So it’s like really difficult because these 
people are quite capable people, but they’ve not had 
the training; they’ve not worked as a researcher.” [25]

Some participants experienced the requirements of 
involving PPs as a professional and personal insult [25].

“[There is] this idea that we need PPI because actu-
ally we’re all these kind of robotic, unfeeling people 
who don’t understand what patients go through 
…I’ve spoken to hundreds of patients; I spend all 
my time… exploring the impact on them, and you’re 
telling me that I don’t know anything about it… It’s 
almost a bit of a professional insult and a bit of a 
personal insult.” [25]

Other participants reflected that these types of reac-
tions could come from insecurities [28], and were open 
to receiving criticism [29].

“…if you’ve got an insecure group, they’ll say, “Well, 
what are these service users doing taking over. This is 
our job.” [28]
“…probably like a lot of people that are working in 
his space …we all believe in what we’re doing, we all 
probably come from a mutual set of values around 
supporting each other and working collaboratively… 
and valuing good relationships …I don’t think I’ve 
necessarily always got it right …what is missing from 
this space is really the negotiations where we, as 
researchers, are firmly embracing what …you [con-
sumers] tell us needs to be researched. I don’t think 
we’ve quite got there yet.” [29]

Certain participants were more critical of how the 
health scientific community conceived of their profession 
[24].

“I don’t think there is a lot of humility in the scien-
tific community about their own need to be exposed, 
to…, because there is a certain elitism that floats 
around these circles in which people think they know 
the truth… So it’s not that they’re dying to get input 
from others and widen their perspectives.” [24]
“I think there is very much a normative ideal that 
actually professionals are the only ones that really 
have the authority and knowledge to write research 
protocols and undertake it.” [24]

One participant felt that giving up their control was a 
positive experience [26].

“It’s, you lose control of some of it, really. I think it 
is probably quite an exciting, provoking process, and 
it is hard work if you’re going to do it meaningfully.” 
[26]

What practical aspects of PE are important to health 
researchers?
In discussing PE, health researchers often mentioned 
practical aspects that were important to them and were 
decisive in their comprehension of how they could or 
could not integrate PPs. Aspects such as PP recruitment 
and availability, (un)available resources, implementation 
capacities, and any gap perception between theory and 
reality are examples of recurrent researchers’ discourses 
(Fig. 7).

PP recruitment  Health researchers shared their expe-
rience with PP recruitment concerning the techniques 
they used and the challenges they faced. A highlighted 
challenge of the recruitment process was ensuring suit-
able representation [23, 26, 30], but some participants 
accepted potential inadequate representation, as these 
PPs were “more representative than nobody” [23]. Health 
researchers also reported recruitment difficulties [24, 27], 

Fig. 7  Important practical aspects of PE for researchers
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PPs dropping out during the process [27], and concerns 
about over-burdening the limited number of PPs involved 
[23].

PP availability  Difficulties with PP availability, since 
their engagement in the research project might not be 
their priority, were mentioned. Being unavailable can 
come from illness or other engagements, such as their 
full-time jobs [23, 27, 30]. This was experienced as a bar-
rier to PE.

Resources needed  Participants identified a lack of 
resources to successfully engage PPs in their health 
research as an important barrier. They pointed to a lack 
of administrative support [25], time within their research 
timelines [23, 25, 26, 31], additional dedicated funding 
[23, 25, 26, 31], infrastructures [23, 25–27, 29, 30], and 
knowledge and skill competencies of health researchers 
and PPs [25, 27, 30, 31].

Some participants felt that they lacked the skills and 
knowledge to meaningfully engage PPs in health research 
[25, 27, 30, 31]. Boylan et  al. [25] identified numerous 
skills relating, for example, to relationships, communi-
cation, and organization as necessary for a positive PE 
experience. Not knowing exactly what PE is was cited as 
a lack of knowledge on the health researchers’ part [30, 
31], as well as an indicator of missing guidelines and 
infrastructures in the responsible organizations [30].

Missing infrastructures were described by many partic-
ipants [23, 25–27, 29, 30]. Some health researchers called 
for more infrastructure in a general manner surrounding 
PE [22, 31] while others described what they desired in 
more detail. A need for clearer expectations of PE from 
organizations in the form of guidelines, guidance, or a 
framework for health researchers [25, 26, 30], as well as 
grant reviewers [30].

“I think that it needs to be […] focused, we need to 
have an idea of what specifically we’re hoping to 
achieve through PE and have […] a plan as to what 
stage in the research process it might be appropriate 
to bring patients in, and really have a sense of what 
we’re hoping to achieve with that level of engage-
ment.” [30]

Participants recognized a need to support PP engage-
ment and compensate for their time and travel expenses 
[27, 30].

“To facilitate time, I think these people need to be 
paid for their time. […] But figuring out a way of, 
first of all, a standard amount […] that everyone gets 
paid and some way of doing this easily… Because 
most of us don’t have extra research dollars for this. 

To figure [out] a way to facilitate their hours, travel 
for face to face.” [30]

Participants also made calls for organizational PP sup-
port that could take the form of scholarships and fellow-
ships for PPs [23], or committees formed by PPs that 
would support PP [30].

Participants expressed that training for health 
researchers was necessary [23, 25, 30]. Having dedicated 
team members, such as PE coordinators, facilitating the 
engagement of PPs could be key to PE success [25].

“There’s a particular skill in being able to span those 
two worlds, the academic research world and the lay 
world and to act as some kind of translator between 
the two and I think there is something there that’s a 
particular skill…” [25]

Many participants felt that the barriers they experi-
enced in engaging PPs could be addressed by providing 
them with training prior to or during research projects 
[24, 27, 30]. They saw that training sessions could help 
inform PPs about research processes, research methods, 
and scientific jargon, which would, in turn, empower PPs 
and make them feel more confident when they partici-
pate [27, 30].

Strategies for implementing PE  In describing their expe-
rience, participants suggested different strategies they 
used to facilitate PE implementation: fluid membership 
[27], local recruitment strategies [27], starting PE activities 
with the public before research proposal submission [27, 
31], building trust [31] and keeping them informed during 
the project [22], considering prior training and providing 
financial compensation [27], communicating reminders 
via text messages instead of only using email as a form 
of communication [27], and adapting their language [26]. 
They also identified two helpful skills to develop: facilita-
tion skills [27] and strategic leadership [31].

“Yeah, not using jargon all the time and fancy scien-
tific terms when there’s plain English to do the same 
job.” [26]

Theory versus  reality  Regarding PE implementation, 
several participants expressed a distinction between the 
theory and the reality of PE [22, 23, 25, 26, 28, 29]. Some 
participants suggested that the process of implementing 
PE should be done according to the level of participation 
available in their organization and then built to reach a 
higher level of participation [29]. They warned about the 
risk of tokenism at both ends of the participation level [29] 
and highlighted the gap between their aspirations regard-
ing the policies for PE and their practice [23, 26, 29]. This 
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gap was sometimes explained by the lack of resources they 
faced [26, 29] or the difference between what was mapped 
in the grant proposal and the real project [22].

“I don’t think we’re there [involving consumers fully 
in research], I think we are a million miles away 
from getting there at the moment, but I think that’s a 
nice utopia to aim for. But yes, I’m convinced by the 
hypothetical arguments. I just think we’re a long way 
from having any sort of infrastructure in place that 
would allow that to happen very easily.” [23]

Discussion
The objective of this scoping review was to analyze the 
existing qualitative literature on the experiences of 
researchers in health research who have involved PPs 
in their research projects. The 5 main themes, which 
were inductively extracted from the 11 studies, provide 
an original synthesis of the experiences of researchers 
involving PPs in health research.

This scoping review has indeed brought light on how 
many health researchers have positive experiences with 
PPs [11, 22–31] and find that they bring unique value 
[11, 24, 27, 30, 31]. That finding is in line with extensive 
reporting about the multiples benefits of PE in health 
research [1–10, 32]. Researchers first good experiences 
with PE also bring more enthusiasm toward PE in general 
[11, 24, 30] which underlines the importance of organi-
zations creating and supporting those first opportunities. 
However, the selected articles have also shown that some 
health researchers’ resistance to involving PPs is linked 
to the interpretation that PE would reduce their profes-
sional skills [25]. Part of this may be explained by a com-
mon dynamic of change resistance [22, 24–26, 28, 29].

Researchers are embedded in the health research cul-
ture in which they work. These are often structured with-
out any consideration for PPs in the daily business of 
what ‘doing research’ entails [22, 25, 26, 30]. Integrating 
PPs asks for a change of perspective, and in some con-
texts brings a whole paradigmatic shift, as this is not how 
“sound research” has been understood, shared, and con-
ceptualized in the past [22, 25]. From such a perspective, 
the mere idea of giving importance and carving space 
for the “mundane” in the “sacred” ivory tower of health 
research is easily perceived as counterintuitive, resulting 
in resistance. The top-down premise of “doing research 
to help patients” takes a toll when shifting the perspec-
tive to co-creating health research in a horizontal fashion 
with those directly concerned, not for them as experts in 
the field. This is an important change in self-identity and 
role definition. In some health research contexts, we can 

hypothesize that resistance to PE may be an unconscious 
effort by individual researchers to maintain cognitive bal-
ance. Further, given the common high workloads, high 
peer competition, and lack of resources (time, financial, 
and human) in research contexts [23, 25, 26, 31], it is 
unsurprising that taking the time to fully understand PEs, 
change one’s inner perspectives, rethink one’s profes-
sional identity, and adopt new practices may cause some 
degree of resistance. The testimonials of participants in 
this scoping review highlight organizational changes 
needed to support researchers working with PPs to allow 
for the sometimes invisible labor needed to address 
power dynamics, to create a supporting workplace and to 
engage in the emotional labor of redefining their profes-
sional identity.

There is a tension between the idea that PPs’ “experien-
tial knowledge” may be diminished by any research train-
ing or “professionalization,” as if their life experiences 
could not be pure, authentic, or valuable if they decide 
to increase their knowledge about health research [23]. 
However, training PPs is often seen as positive in reduc-
ing power imbalances and barriers, such as scientific jar-
gon and misunderstanding of research processes [24, 27, 
30]. The idea that increased research knowledge could 
lead to reducing the worth of past experiences or one’s 
capacity to bring forth such experiences does not seem to 
hold ground.

Strengths and limitations
The strengths of this scoping review include the rich data 
on researchers’ experiences with PE in health research 
settings, as well as the rigorous search strategy, extrac-
tion, and analysis of selected articles. This led to a rich 
summary of diverse experiences and perceptions on the 
topic, therefore providing a useful review for all inter-
ested in PE.

This scoping review also has a few limitations. The ter-
minology inherent to PE is not standardized; thus, an 
exhaustive search on the topic can be challenging. To 
mitigate this, we worked closely with an academic health 
librarian at Université de Sherbrooke to develop an 
extensive search strategy, and many tests were conducted 
before the official and final extraction of data. We also 
narrowed our review to peer-reviewed articles, which 
are common for scoping reviews. We believe that further 
complementary research on a broader or differently lim-
ited scope (for example, on peer researchers, community 
researchers, or consumer researchers) would be a great 
addition to the analyzed data [15, 21, 33] and would serve 
the advancement of understanding PE.
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Conclusion
This scoping review provides a better understanding of 
the in-depth experiences of researchers in health-related 
research who have engaged PPs in their research projects. 
Through the thematic synthesis of many different aspects 
of these experiences, this review sheds light on vari-
ous discourses relating to these experiences. The com-
mon advantages and difficulties relating to the unique 
perspectives of health researchers on this topic provide 
valuable information for a better understanding of how 
PE truly unfolds in different settings. Such insights could 
inform how PE can be supported and bring more posi-
tive experiences for all involved. The common hurdles 
to PE must be overcome if we are to adopt a conscious 
paradigmatic shift in research cultures to perceive non-
researchers as having knowledge that is as invaluable 
as that of renowned experts in the field, capturing both 
expertise as complementary for leading the best health 
research possible.
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