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Abstract 

Background  There are a myriad of ways patient partners can enact their roles on research teams. International 
guidelines emphasize the need for a collaborative approach to determining these roles to try to improve research 
impact and positive patient partner experience. The aims of this review were to: (1) describe how patient partners’ 
roles as co-researchers in health research are determined; and (2) identify factors that influence how these decisions 
are made.

Methods  A scoping review was conducted. Four databases were searched plus citation searching occurred. 
Descriptions of English language studies of any design and commentaries of studies that report on patient part-
ners’ or researchers’ reflections on their decision-making processes for engagement were included. Two reviewers 
completed screening and data extraction, with a third to resolve disagreements. Results were summarized and then 
content analysis was undertaken to synthesize the findings. Two patient partners contributed to the protocol devel-
opment, screening, data interpretation, and manuscript writing at varying times during the process.

Results  A total of 45 papers (25 commentaries, 19 studies and 1 both a study and commentary) were included in this 
review. Most papers were from the United Kingdom (n = 15) and Canada (n = 12). Most patient partners had experi-
ences related to chronic conditions rather than acute or time-limited illnesses. The synthesis yielded two categories. 
The first category, the research and research team attributes shape patient partner roles, encompassed patient 
partner, researcher and activity related factors that influenced patient partner engagement in activities. The second 
category, shared and ongoing decision-making, described the decision-making process to determine patient partner 
engagement, timing of these decisions, and tools to support these decisions.

Conclusion  A dynamic, systematic and shared decision-making approach to determining patient partners’ roles 
in the research process has the potential to support meaningful engagement and maximize benefits. Because 
the research process may evolve over time and patient partners situations can change, there may be a need to rene-
gotiate the patient partner’s role.

Keywords  Decision making, Patient engagement, Patient participation, Research methods, Review, Stakeholder 
participation
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Introduction
Engaging patients and the public as co-researchers can 
reduce research waste, increase research value, and 
improve health outcomes and systems [1, 2]. ‘Patient 
and public engagement’ is known by many terms includ-
ing ‘patient and public involvement’ and ‘consumer 
and community involvement’ and will be referred to as 
‘engagement’ in this manuscript [3]. It is characterized 
by carrying out research ‘with’ or ‘by’ patients and the 
public [4], where they contribute to study activities at 
discrete points during the research, or from study con-
ception through to dissemination [3]. Consistent with 
several international organizations [5, 6] the term ‘patient 
partner’ is used to describe patients, their caregivers, and 
members of the public [7], who partner in the research 
process, with shared power and responsibility for deci-
sions about research activities [2, 8].

Engagement, the deliberate interactions between 
patient partners and researchers, is often researcher-led. 
For example, in a study of Patient Centered Outcomes 
Research Institute (PCORI) funded projects, only 6% 
engaged patients as leaders, where it is the patient who 
initiates, designs, and undertakes the research process, 
while in other projects more superficial and tick-box 
approaches were used [9]. Ultimately, the benefits of 
engagement in research may not be realized if patients 
are not legitimate partners in the process. General guid-
ance for making decisions about engagement including 
a focus on joint decision-making are available [10, 11], 
but an understanding of how these broad principles are 
operationalized into specific roles and activities is lacking 
[12].

Determining patient partners’ role in research projects 
is challenging because there are a multitude of activities 
they can become involved in [13]. For example, during 
the research planning phase, patient partners may be 
involved in determining the research focus, the meth-
ods such as how participants are recruited, the develop-
ment of surveys and interview guides and how and what 

data is collected [14, 15]. During execution phase, they 
may assist with recruitment, data collection and analy-
sis [14, 15]. During the dissemination process patient 
partners may help with interpretation of the findings, 
writing of the paper and plain language statements and 
presenting results at conferences and other events [15, 
16]. Their level of engagement in these activities can 
range from passive to more engaged roles [17]. If power 
dynamics between the patient partner and researcher 
are not considered, it is likely the researchers will shape 
and control the research and the patient partners’ role in 
it [18]. Without transparent discussions between patient 
partners and researchers, each may become dissatisfied, 
either wanting more or less engagement. This can lead 
to patient partners resigning from the research study 
[19], and might leave researchers unconvinced of the 
appropriateness and value of engagement [20]. Given the 
emerging evidence that engagement can enhance out-
comes by making research more rigorous, ethical, and 
understandable [1, 21], there is an imperative to unveil 
how best to engage patient partners in discrete research 
activities. Therefore, the aims of this review were to: (1) 
describe how patient partners’ roles as co-researchers in 
health research are determined; and (2) identify factors 
that influence how these decisions are made. By provid-
ing a clear and transparent description of this process, 
our review may act as a guide for others in their planning 
and enacting the patient partner role in health research 
and ultimately improve practice resulting in more benefi-
cial research.

Methods
Design
We conducted a scoping review, reflecting the semi-
nal methodological guidance by Arksey and O’Malley 
[22] and updated guidance by Peters et  al. [23]. Scop-
ing reviews, which can incorporate stakeholder engage-
ment [24], are used to broadly map the breadth of the 
evidence. They are systematic and include a wide range 

Plain English summary 

Patient partners can undertake various roles in the research process. International guidelines recommend patient 
partners and researchers work together to decide how patient partners will be involved in the research and there 
are many activities patient partners can do to enact their role. This review describes how these decisions are made 
and what shapes them. We reviewed 45 English-language research studies and commentaries on the views of patient 
partners and researchers that described patient partners’ and researchers’ approaches to determining patient partners’ 
roles in the research process. Most of these studies were from the United Kingdom and Canada, with patient part-
ners generally having chronic illness experience. We found that patient partner roles evolved throughout the study, 
with many factors affecting this process. Determining the patient partner role was dynamic, with reflection, discussion 
and negotiation occurring throughout the research process. The review suggests the need for both patient partners 
and researchers to together make decisions about their respective roles.
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of study designs but do not generally assess the quality 
of these studies [22–24]. The review protocol was reg-
istered a priori on Figshare (https://​figsh​are.​com/​artic​
les/​prepr​int/​MAKING_​DECIS​IONS_​FOR_​PATIE​NT_​
ENGAG​EMENT_​IN_​HEALTH_​RESEA​RCH_A_​SCOPI​
NG_​REVIEW_​PROTO​COL/​21569​025). The Preferred 
Reporting Items for Systematic reviews and Meta-Analy-
ses extension for Scoping Reviews (PRISMA-ScR) Check-
list was used to guide reporting [25]. This scoping review 
had six stages.

Stage 1: Identification of research questions
We used the Population, Phenomenon of Interest, and 
Context (PICo) framework to develop the research 
questions. This review focused on patient partner and 
researcher perspectives (P) on decision making pro-
cesses and factors influencing this (I) in health research 
projects (Co). We defined health research as being stud-
ies where the goal was to improve health treatment, 
practices and outcomes across any discipline. As per 
the Canadian Institutes of Health Research, the follow-
ing types of health research were included: biomedical, 
clinical, and health services research were included but 
social, cultural, environmental, and population research 
studies were excluded to keep the review manageable [6]. 
Commentaries focused on reporting health research with 
patient partners were also included.

Thus, the research questions guiding this scoping 
review were:

1.	 How are decisions made about roles and activities 
patient partners undertake in health research?

2.	 What factors influence decisions about roles and 
activities patient partners undertake in health 
research?

Stage 2: Identification of relevant studies
Four biomedical citation databases, MEDLNE, Embase, 
CINAHL and Scopus, were searched from 2011 to 2024. 
An expert health librarian helped devise the search strat-
egy. We used a systematic literature search approach 
guided by the PICo framework. Examples of terms for 
‘population’ included patient, public and consumer to 
reflect international differences. For ‘phenomenon of 
interest’ examples included participate, involve, engage 
and partner. Finally, examples of terms for ‘context’ 
included health and research. The search strategy is avail-
able in Supplementary File 1.

The reference lists of included studies were checked, 
and the studies were searched in Scopus for additional 
studies which cited the included studies. One reviewer 

searched, and the search results were transferred to Covi-
dence where duplicates were removed.

Stage 3: Study selection
Study selection was based on the following inclusion 
criteria:

•	 Published studies with any type of design, including 
commentaries of previous empirical health research;

•	 Study reports on patient partner engagement at the 
International Association for Public Participation 
(IAP2) Public Participation Spectrum level of involve, 
collaborate or empower [26];

•	 Study reports data about researchers’ or patient part-
ners’ reflections/perceptions of the decision-making 
process of how patient partners engaged in research 
activities OR factors that influenced decisions for 
how patient partners engaged in research activities;

•	 Studies published in English only, because translation 
resources were limited and there are limitations such 
as potential inaccuracies when freely available trans-
lation services when technical terms are used.

The exclusion criteria were:

•	 Reviews, quality improvement projects, protocols, 
conference abstracts and theses;

•	 Studies reporting a list of research activities patient 
partners were engaged in, without details of the deci-
sion-making process or factors influencing decisions;

•	 Studies published before 2011, when the first GRIPP 
reporting tool was released [27].

Two reviewers used the selection criteria to indepen-
dently screen titles and abstracts to identify potentially 
relevant studies. Full texts were retrieved where exclusion 
could not be determined from the study’s title/abstract. 
Full texts were screened against the selection criteria by 
two reviewers. Any discrepancies were resolved through 
discussion. A third reviewer was available if agreement 
could not be met through discussion, however, this was 
not required.

Stage 4: Charting the data
The purpose of the data extraction tool was to provide 
contextual details about studies. Throughout the review 
process, types of data that were extracted evolved based 
on elements that the research team identified as impor-
tant, which is common in scoping reviews. The final tool 
included author and year, country, purpose of study, 
setting, sample, patient partner experience. For com-
mentaries, details about the primary results papers 
being reflected upon were also extracted including the 

https://figshare.com/articles/preprint/MAKING_DECISIONS_FOR_PATIENT_ENGAGEMENT_IN_HEALTH_RESEARCH_A_SCOPING_REVIEW_PROTOCOL/21569025
https://figshare.com/articles/preprint/MAKING_DECISIONS_FOR_PATIENT_ENGAGEMENT_IN_HEALTH_RESEARCH_A_SCOPING_REVIEW_PROTOCOL/21569025
https://figshare.com/articles/preprint/MAKING_DECISIONS_FOR_PATIENT_ENGAGEMENT_IN_HEALTH_RESEARCH_A_SCOPING_REVIEW_PROTOCOL/21569025
https://figshare.com/articles/preprint/MAKING_DECISIONS_FOR_PATIENT_ENGAGEMENT_IN_HEALTH_RESEARCH_A_SCOPING_REVIEW_PROTOCOL/21569025
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study design, aim and number of patient partners. One 
reviewer extracted data, and a second reviewer checked 
its accuracy. Reviewers met to discuss discrepancies. A 
third reviewer was available to judge any discrepancies 
that could not be resolved. As part of quality control, 
the reviewers met with the project lead for data checks 
if required.

Stage 5: Collating, summarising and reporting the results
Data extraction was presented in a table. Data in the table 
were used to develop a descriptive summary and bar 
graph of the contextual details extracted from studies to 
highlight patterns across study characteristics (see Find-
ings section).

Next, both inductive and deductive qualitative con-
tent analysis was undertaken by the lead researcher to 
provide a summary of data that addressed each research 
question [28]. First, a deductive analytic matrix was cre-
ated in NVivo 11, where two categories were created, 
one for each research question. Next, the included stud-
ies were uploaded in NVivo 11 where line by line coding 
occurred (i.e. inductive analysis). For example, sentences 
that addressed the research questions (i.e. information 
on factors that influence decisions, and how decisions 
were made) in the methods, findings/results sections, 
or appendices/supplementary files of studies, were 
given codes, which described the topic of the sentence. 
Data from quantitative studies were converted from 
numbers into written descriptions prior to coding, and 
these written descriptions were coded [29]. Codes were 
then placed into the deductive analytic matrix, and later 
grouped inductively into sub-categories based on simi-
lar characteristics. The entire research team scrutinized 
and confirmed the generated sub-categories. Finally, the 
relationships between sub-categories and categories were 
examined. One researcher deliberated over the categories 
and drew many versions of mind maps until reaching a 
diagram that made sense (see Findings section). The dia-
gram was scrutinized by the research team.

To recognize that our individual experiences can 
influence the research, we identified that as researchers 
we had varying experiences and expertise in involving 
patient partners in our research. We also acknowledged 
we were from two countries whose research funding bod-
ies prioritize patient partners’ authentic contribution to 
the grants and we were motivated to learn how to do this 
better, meaning we were really engaged in answering our 
review questions. While we did not explicitly document 
our individual assumptions and experiences a priori, our 
approach may have helped our reflexivity. That is, we had 
a diverse team develop the review protocol and scrutinize 
the sub-categories, categories and diagram, questioning 
assumptions about the emerging findings, both during 

team meetings and individually via email. As a team we 
discussed how this feedback would be incorporated into 
our written work. Taking this approach reflects ‘collective 
reflexivity’, which has been described as the group reflect-
ing on and interacting to shape the research outcomes 
[30].

Stage 6: Consult with experts
Despite Arksey and O’Malley [22] terming Stage 6 ‘con-
sultation with experts’, we aimed for higher levels of 
engagement as per the IAP2 Public Participation Spec-
trum [17]. A patient partner was invited to participate in 
this review at the level ‘collaborate’ or ‘involve’ on each 
activity for this scoping review, as per the IAP2 Pub-
lic Participation Spectrum [17]. Then after they had to 
withdraw because of personal circumstances a second 
patient partner was invited into the team who partnered 
at a similar level as the first patient partner. Both patient 
partners were identified through our research team’s net-
works. The lead researcher had an initial meeting with 
each patient partner and discussed factors like their 
skills, previous research experiences, time available, and 
health experiences. We also discussed the methodology 
of the current research, and briefly outlined some possi-
ble activities patient partners could take part in. As we 
did with other members of the research team, we negoti-
ated patient partner engagement in each research activity 
as the timing of the activity drew closer, providing details 
of what the activity entailed and the time commitment 
via email or in meetings. Patient partners were provided 
time to consider their engagement in each activity before 
informing us of their decision. Our patient partners had 
the same status as all other members of the research team 
irrespective of the specific activities they chose to be 
part of. This negotiation process and other details about 
patient partner backgrounds and training are provided in 
more depth in Supplementary File 2 as per the GRIPP2 
reporting checklist [31].

Findings
The search was conducted in December 2023. In total, 
13,257 papers were found through database and citation 
searching (See Fig. 1). In total, 187 full-text papers were 
reviewed, of which 39 met eligibility criteria. Six full-text 
papers were reviewed during citation searching; all were 
included. Thus, 45 papers were included in the review.

Summary of study characteristics
Figure  2 provides a summary of key characteristics 
of the papers. Of the 45 papers, 17 were from North 
America (12 from Canada; 4 from the USA; 1 from both 
Canada and the USA), 15 were from the UK, 6 from 
Europe excluding the UK (1 each from Denmark, The 



Page 5 of 14Tobiano et al. Research Involvement and Engagement          (2024) 10:129 	

Netherlands, Norway, Ireland, Germany and 1 from both 
Norway and the Netherlands), 2 from the Western Pacific 
(both from Australia) and one from Africa (South Africa). 
Four papers were from ≥ 2 countries in ≥ 2 regions of the 
world. The study methodology of over half the papers 
were commentary in nature (n = 25), whereby authors 
reflected on a study or studies they had conducted in 
the past, providing an account of and reflections on the 
engagement process. A total of 19 papers were empiri-
cal research studies, of which the most common study 
design was qualitative (n = 14). One paper [32] was both 
a commentary and qualitative study. There were no 
instances where a commentary and study presented data 
about the same study. Finally, across all types of studies, 
patient partners most often had experience with an adult 
or youth chronic condition (n = 27; n = 17 adult; n = 10 
youth) or previous research experience (n = 11). More 
detailed data extraction is available in Supplementary 
Files 3 and 4.

Synthesis of findings
The deductive and inductive analysis yielded two cat-
egories including: The research and research team 
attributes shape patient partner roles; and Shared and 
ongoing decision-making. A total of six sub-categories 

were inductively identified (See Table  1). Some stud-
ies included both patient partner and researcher 
reflections; when we were unable to attribute verba-
tim quotes to either a patient partner or researcher 
we labelled the quotes as coming from ‘patient partner 
and researcher’.

Category 1: The research and research team attributes 
shape patient partner roles
Many factors facilitated or hindered patient partner 
roles, which were related to the individuals involved in 
the decision (patient partner and researcher), and the 
activity they were deciding upon.

Understanding patient partners’ characteristics 
when making decisions about engagement
Many unique patient partner factors influenced the activ-
ities patient partners engaged in, including their previous 
professional career experience [33–37], research experi-
ences [34, 38–42], lived experiences [40, 43–45], and per-
ceived skills [33, 36, 38, 46, 47]:

“The public advisor really took to NVivo (qualitative 
data analysis software package)…It’s moving people 
out from just seeing a patient as a generalised sta-

Records identified from:
Databases (n = 11649):
Scopus (n = 3883)
MEDLINE (n = 2613)
Embase (n = 3237)
CINAHL (n = 1916)

Records removed before 
screening: 

Duplicate records removed  
(n = 906)

Records screeneda

(n = 10743)
Records excluded
(n = 10556)

Reports sought for retrievalb
(n = 187)

Reports not retrieved
(n = 0)

Reports assessed for eligibilityb 

(n = 187)
Reports excluded (n=148):
No data about researcher or 
patient partner perceptions of 
process for deciding how patient 
partner engaged in research 
activities OR factors that 
influenced decisions (n=107)
No patient partner engagement 
in a health research project
(n=38)
Reviews, quality improvement, 
protocols, conferences abstracts,
theses (n=3)
3: 

Records identified from:
Citation searching (n =
1608) 

Reports excluded: n=0

cPapers included in review
(n=45): 
� (n = 39 from databases)
� (n = 6 from citation 

searching)

Identification of studies via databases Identification of studies via other methods
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(n = 6)
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Fig. 1  PRISMA flowchart. aRefers to titles and abstracts screened; bRefers to full-text papers retrieved and screened; of the 45 papers, c19 were 
studies, 25 were commentaries and 1 was both a study and commentary
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tistic of a person to individuals who have their own 
skills and experiences” (Researcher, United King-
dom) [36].

Other factors were patient partner interest in engaging 
in the activity [17, 35, 39–44, 46–55] and their motiva-
tions and goals [48, 49, 55], such as skill-building [37, 40, 
46, 49, 56]:

Fig. 2  Characteristics of included papers. aOne study was conducted in two different countries in the same region. Methodologies and patient 
partner experiences add up to > n = 45 because: some papers were both a commentary and study; and more than one experience was reported 
for patient partners in some studies

Table 1  Categories and sub-categories

Categories Sub-categories

The research and research team attributes shape patient 
partner roles

Understanding patient partners’ characteristics when making decisions about engagement

Examining possible research activities when making decisions about engagement

Accounting for researcher circumstances in patient partner engagement decisions

Shared and ongoing decision-making Undertaking the negotiation process

Making timely decisions when determining patient partner engagement

Using tools to facilitate the agreement
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“I was looking to add things to my professional 
résumé… it was professional development, but 
also, if anything, I thought I would be able to help 
more patients and if I were going to go to work on 
digital-related things, I could use those for later 
jobs.” (Patient partner, United States)”.

Patient partner availability was another factor [33, 
38, 46, 48, 51, 52, 55, 57–59] including consideration of 
their other life responsibilities that were competing pri-
orities [38, 42, 45, 48, 55]. Finally, patients’ health status 
[33, 42, 49, 52, 59], including their physical [46, 55, 59], 
emotional [55] and mental health [33, 46, 55, 60, 61] 
influenced decisions about engagement in activities.

Examining possible research activities when making 
decisions about engagement
The nature of the research activity also affected patient 
partner engagement. Projects had different methodolo-
gies with distinct activities for patient partners [33, 46, 
51, 52, 56, 62], views on each activity could influence 
decisions about how patient partners were involved. 
For example, in some cases analysis [35] and dissemina-
tion of findings [45], were perceived as appropriate and 
desirable activities for patient partners, while in other 
studies, they were viewed by participants as too tech-
nical, stressful, not expected practices for patient part-
ners or too time-intensive [33, 47, 62, 63]:

“…we were not able to identify a patient part-
ner role throughout conduct of the retrospective 
study…due to the highly technical nature of the 
…cell product development, it was challenging to 
ensure all members of our multidisciplinary team 
understood the complex process involved…engage-
ment throughout this component primarily focused 
on informing and information sharing…” (Patient 
partner and researcher, Canada) [51].

Ethical considerations and study site regulations pre-
cluded some activities such as data collection, or made 
them more challenging for participants [38, 46, 53, 61]:

“During our study, carer co‐researchers reported 
that at times they wanted to step away from the 
constraints of the interviewer role and offer advice 
to the people they were interviewing. The urge to 
alleviate participants’ anxiety raised specific ten-
sions for carer co‐researcher D, who struggled to 
balance the objective researcher stance with their 
experience of empathy as a fellow carer. This 
case raised moral and methodological questions.” 
(Researcher, United Kingdom) [46].

Accounting for researcher circumstances in patient partner 
engagement decisions
The circumstances surrounding the individual researcher 
also influenced decisions about patient engagement, 
those with higher skills and abilities were more likely 
to engage patient partners in more activities [36, 47]: 
“Knowledge was highlighted as a barrier to involving 
public and patient partners in numerical aspects of tri-
als…”(Patient partner and researcher, United Kingdom) 
[47]. Researchers’ time and budget to support and train 
patient partners [17, 33, 38, 43, 46, 48, 52, 55, 57–59], and 
budget to remunerate patient partners to engage in each 
activity [42, 61] could also influence activities patient 
partners engage in:

“…it was often necessary to limit the involvement of 
the ‘Research Buddies’ due to resources and time con-
straints. For example, one ‘Research Buddy’ was keen 
to involve other sites and extend recruitment to include 
patients, which was not feasible for this doctoral study.” 
(Researcher, United Kingdom) [64].

Category 2: Shared and ongoing decision‑making
A shared decision-making approach was generally 
described when negotiating what activities patient 
partners took part in, which could occur at the start or 
throughout the project. Tools could be used to facili-
tate a shared decision-making process. This process 
was dynamic, with the patient partners and research-
ers negotiating the patient partner role iteratively. Thus, 
reflection, new discussions and negotiation were used 
to determine the patient role occurred throughout the 
project.

Undertaking the negotiation process
In most studies, a shared decision-making approach was 
described where patient partners were offered an array of 
activities they could choose from [17, 36, 38, 42, 43, 54, 
61, 65–67] and add to [17, 57], which differed based on 
the research methodology [33, 46, 51, 52, 56, 62]. Patient 
partners were provided clear details about what each 
activity entailed [59, 64], including the time commitment 
[17, 38, 41, 43, 55, 59, 61, 68, 69]:

“In another example, a P2P awardee laid out all 
of the tasks that needed to be accomplished on the 
project – outreach and recruitment, communica-
tion, a literature review, and data collection- and 
asked partners, “Where do you see yourself in this?” 
(Researcher, United States) [54].

Next, discussions occurred between the patient part-
ner and researcher to help patient partners decide on 
their roles [17, 33–35, 39, 56]. For example, “adjusting” 
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engagement in activities to higher or lower levels based 
on factors like current health status [33, 35, 42, 49, 52, 
59, 62, 63]; determining the resources needed to engage 
a patient partner on an activity and comparing this to the 
value added to the activity and project overall [17, 38, 43, 
45, 46, 54, 57, 70, 71], and ‘matching’ patient factors like 
skills to fitting activities [17, 33, 34, 36, 38–41, 43, 44, 47, 
49, 52–56, 59, 61, 63, 65, 70–72]:

“[Just] giving us the freedom to get involved with 
the bits we want to and feel able to and allowing us 
to avoid those things we are less comfortable with 
or able to be involved with due to clashes, mental 
health or other reasons [and therefore it has] not 
being overly demanding or making the co-research-
ers feel they are individually ‘responsible’ for a whole 
project.” (Patient partner, United Kingdom) [61].

Ultimately, the shared decision-making approach ena-
bled patient partners to exercise power in making final 
decisions about what activities they engaged in [17, 36, 
38, 39, 42, 43, 46, 53, 54, 59, 66, 73–77].

However, a smaller number of studies showed diver-
gence in this sub-category. There were instances where 
researchers did not engage patient partners in the deci-
sion-making process, made assumptions about patient 
partner factors [46, 60, 62], or invited patient partners 
onto activities that were decided by the researcher [32, 
53, 64]:

“One of the things that has surprised me that most is 
how much is depends on my own abilities. Do I know 
how to frame what I want from them and help them 
get involved? I make many decisions about when to 
involve them…”(Researcher, Denmark) [32].

However, researchers were often reflective, and realised 
the importance of not making assumptions about what 
activities patients could undertake in future research 
[55, 63], as patient partners had surprised researchers in 
terms of the range of activities they were able to mean-
ingfully contribute to [36].

Making timely decisions when determining patient partner 
engagement
There was tension between the need to define patient 
partner activities early versus organic decisions that 
evolved over time about these activities. Decisions 
were made early due to the need to detail patient part-
ner activities in grants [38, 42, 56] or ethics applications 
[61], which precluded patient partners from activities 
like setting the research question when no funding was 
available [38, 53, 61]. Decisions were also set early due 
to the general principle that patient partners should be 
engaged in all study activities from the start [38, 59, 70, 

77]. However, there was a lack of clarity for both patient 
partners and researchers about what this meant [36] and 
this standardised approach could result in tokenism [56]:

“Potentially, we do a bit of a disservice sometimes 
when we just include them, without thinking about 
why, and I’ve definitely been in a room before, 
including on my own project, when there have been 
PPI [patient and public involvement] people in the 
room but I’m not really sure what the purpose is...
it really hasn’t been beneficial.” (Researcher, United 
Kingdom) [56].

Yet, having structure from the start was viewed as 
important [17, 48], as patient partners wanted a sense of 
how they would be involved [38, 56].

On the other hand, it was highlighted that the activi-
ties patient partners took part in changed throughout the 
study [32, 33, 36, 38–40, 44, 48, 55, 63, 71, 76]: “My role 
evolved over the period of the study. I was given the oppor-
tunity to opt in or out of involvement with each activity, 
but took on more of the workload and responsibilities as 
time went on.” (Patient partner, United Kingdom) [38]. 
Agreed-upon patient partner activities were discussed 
regularly and adjusted as needed [32, 41, 55, 59]; at least 
annually [17, 76] and after grants were won and patient 
partners were on board [38, 50, 52, 76]. Additionally, it 
was suggested that researchers should seek and be open 
to new opportunities for patient partner activities that 
arise [17, 40, 44, 50, 55].

Using tools to facilitate the agreement
Tools from the INVOLVE organisation [51], the Involve-
ment Matrix [59, 67], or frameworks [66], were identified 
as aids for decision-making between patient partners and 
researchers:

“The Involvement Matrix could be used as a con-
versation tool to discuss the roles that young peo-
ple would like to have in research (e.g., listener, 
co-thinker, advisor, partner, or decision-maker) 
for tasks in different stages of preparation, execu-
tion and implementation in the research project.” 
(Patient partner and researcher, South Africa) [67].

In some cases, activity planning sheets [46] or tem-
plates were given to patient partners to complete, so they 
could self-disclose factors such as interests: “The tem-
plate itself functioned as a survey to allow patient part-
ners an organized and formal method of identifying the 
project activities they were most interested in and at what 
level they wished to engage with those activities.” (Patient 
partner and researcher, Canada) [17].

Once decisions were made, they were formally docu-
mented. For example, at the start of projects, patient 
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partner activities were documented in grants [52, 71, 
76, 77] and recruitment documents [36, 49, 55]. In other 
studies, patient engagement plans, role description docu-
ments, or terms of reference were developed later to out-
line patient partner roles [17, 41, 44, 50–53, 75, 76].

Relationship between categories and sub‑categories
The conceptualised relationship between categories and 
sub-categories is shown in Fig. 3. Influencing factors can 
positively or negatively influence how decision-making 
occurs. The decision-making process is shared between 
the patient partner and researcher, whereby options for 
the patient partner role are discussed and negotiated. 
The process is dynamic, with reflection occurring and the 
patient partner role is re-negotiated when required.

Discussion
Our review of 45 papers identified the decision-making 
process regarding patient partners’ roles in research is 
ongoing and shared and that a myriad of factors related 
to the patient partner, the researcher, and the research 
activity influenced this process. This review is the first to 
provide a detailed description of this complex process; 
identifying factors that influence it, and showing nego-
tiating patient partner roles can occur throughout the 
research process. Over half of the papers in our review 
were commentaries, suggesting that for them to be pub-
lished, the authors had to reflect on their experiences, 
possibly providing more insights into how patient part-
ner engagement was enacted. However, this claim cannot 
be verified.

We found many patient partner factors can influence 
patient partner roles in the research. In a multinational 
study that involved people with lived experience in 
healthcare and health researchers across nine countries, 
a conversation during patient partner recruitment was 
viewed as the simplest way to explore factors influencing 
patient partner engagement [78]. Similar to our review, 
they recommended that patient factors, like skills, will-
ingness, time capacity, technical knowledge, lived expe-
riences, and training needs should be discussed. On 
the other hand, more formal methods could be used to 
assess these influencing factors. McCarron et al. [79] cre-
ated and tested a survey for patient partners to assess 
their underlying motivations for being patient partners 
on health research projects; a factor uncovered in our 
review. Ultimately, understanding patient factors appears 
to be a critical first step; with this knowledge decision-
making practices found in this review like ‘matching’ 
patient factors to activities will likely be facilitated.

Our review underscored researcher factors were criti-
cal when determining patient partner engagement in 
activities. Like other research, we found issues such as 
researchers’ resources and a lack of time influenced the 
type of activities patient partners took part in [80]. Oth-
ers found that time commitments for researchers include 
scheduling meetings, engaging patient partners in shared 
decision-making, incorporating patient partner feedback 
and communicating with patient partners for research 
training [81], can be difficult to manage against com-
peting academic priorities [16, 80]. In addition, the time 
required for training was a determining resource factor 
in our review. Consistent with previous research, lack 

Patient partner
� Career experience
� Research experience
� Lived experience
� Skills
� Interests
� Motivations
� Availability
� Health status

Factors influencing the patient 
partner’s role in research

Researcher
� Skills and abilities
� Resources 

Research activity
� Specific activities
� Ethics and site regulations
� Grant status

Shared and ongoing
decision-making process

Patient partners 
and researchers 

establish
relationships

Researchers offer 
an array

of activities

Discussion, aided 
by tools

Together patient 
partners and 
researchers 

determine patient 
partner role

Reflection

Negotiation

Fig. 3  The dynamic and negotiated decision making approach to determining patient partners’ roles in research
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of adequate funding was another resource implication 
that influenced engagement, which can include costs 
of staff time and patient partner remuneration [82, 83]. 
Researchers have shown that the United Kingdom and 
Europe have higher engagement, plus well-established 
organisations to provide funding [84]. This suggests 
resource availability is an important driver of engagement 
[84] and explains our findings related to early decisions 
being made without patient partner input, when no fund-
ing was available to remunerate patient partners. Over-
all, researchers need to consider the resources they have 
available including funding, time and their own expertise 
prior to embarking on engaging with patient partners in 
their research endeavors.

Creating a plan for patient engagement can be daunt-
ing, due to the multitude of options [85]; our review 
uncovered that tools may facilitate this process. In the 
clinical trials context, “usable” decision aids were devel-
oped to assist with patient partner engagement [86]. 
Decision aids were used for assessing priorities (i.e. 
where in the research process patient partners want to 
be engaged), understanding patient partner motivations, 
and determining time/costs of patient partner participa-
tion, which helped reach decisions [86]. Another resource 
to facilitate shared decision-making could be the use of 
matrices. Researchers have previously synthesised expert 
opinion and research resources from four countries into 
practical guidance; they suggested that a matrix that 
outlines all possible research activities for patient part-
ner engagement, with descriptions of the activities, can 
facilitate decisions [85]. Given that decision aids typically 
provide options, a matrix approach could enhance deci-
sion aids used for engagement. In summary, clearly docu-
menting the plan for patient partner engagement, using 
various tools in this process, may help to ensure patient 
partners are engaged in the most meaningful activities.

In our review shared decision-making did not always 
occur. Shared decision-making approaches may be 
advantageous for planning patient partner engage-
ment, because clear expectations are set and hier-
archical structures may be minimised [87]. Patient 
partners have identified that unconscious biases held 

by researchers can underestimate patient partner 
capabilities to engage in research, exacerbating power 
imbalances in the patient partner-researcher relation-
ship [88]. However, akin to the findings in our review, 
others have found that after reflection, researchers’ 
assumptions and their traditional scientific approaches 
to how patient partners are engaged were challenged 
[82]. Drawing on qualitative approaches like ‘reflexivity’, 
whereby researchers undertake exercises to make their 
own influence and biases explicit to themselves and 
others, could help develop awareness of power dynam-
ics and strengthen engagement practices [65]. Given 
our review showed that some decisions about patient 
partner engagement were not shared, reflexive prac-
tices could be used to consider how decisions about 
patient partners’ engagement in research activities were 
made [89]. Thus, to make the most out of patient part-
ners’ contribution to the research process, the whole 
research team may benefit from regular reflection and 
discussion about how their individual characteristics 
can better shape the research process.

Recommendations
Based on our findings, we suggest several recommenda-
tions, as described in Table 2. Generally, we recommend 
that patient partners and researchers who are work-
ing together discuss factors that influence patient part-
ner engagement in research activities and incorporate 
these learnings into a shared decision-making approach 
when determining patient partner roles. To enact this 
shared decision-making approach ongoing efforts may be 
needed to break down researchers’ paternalistic barriers. 
We propose that researcher reflexivity could be used to 
minimise paternalism but because time constraints are 
common, feasible reflexivity activities require further 
exploration. Furthermore, we recommend renegotiating 
patient partners’ roles throughout the research process. 
Tools could be used to aid the shared decision-making 
process although there is limited evidence on the effects 
of tool use on engagement.

Table 2  Challenges and recommendations for patient partners’ roles

Challenges Recommendations

Many factors influence patient partner research roles and activities, which 
can change throughout the research

Recognise, discuss and assess individual patient partner, researcher 
and activity factors to effectively negotiate patient partner contribution
Renegotiate this contribution as required

Making a plan for patient partner engagement can be daunting Various tools may assist in this planning
Co-creating new tools and approaches that are more context specific may 
help planning

Shared decision-making can be stymied when researchers choose to con-
trol the research process

Researchers could include various approaches to reflexivity to aid a more 
shared approach to decision-making
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Limitations and strengths
We deviated from the published protocol, deciding 
to present our categories in a figure, rather than the 
‘Patterns, Advances, Gaps, Evidence for practice and 
Research recommendations’ (PAGER) framework [90]. 
We believe this provided a deeper overview of pat-
terns than using the framework approach. In addi-
tion, we had intended to extract data about the level 
of IAP2 Public Participation Spectrum for each study, 
however, these data were not made explicit by many 
of the authors in original papers, and determining 
the level of engagement was too subjective. Addition-
ally, we did not search the grey literature and excluded 
non-English publications. Given the broad scope of 
the review, we quickly found there was potential to be 
overwhelmed by the large number of studies included 
through our search strategy; instead, we only included 
peer-reviewed literature, which ensured quick access 
to high-quality information. Further, during content 
analysis there were adequate data to develop categories, 
confirming that including peer-review literature was 
sufficient.

Because assessing the quality of research is not part 
of the scoping review process, the results of the review 
must be interpreted with caution as the methodo-
logical quality of included studies and accuracy of the 
commentaries are unknown. In addition, given most 
papers included in our review were from high income 
regions of the world such as North America, the UK 
and other parts of Europe, researchers must determine 
their applicability to other settings. Finally, although we 
included diverse study types, which could be seen as a 
limitation, content analysis aided in creating a cohesive 
overall picture of answers to the research questions.

Conclusions
In summary, our review showed that making decisions 
about patient partners’ roles in research is a dynamic 
and negotiated process. Patient partner engagement 
involves reflection and renegotiation throughout the 
research project. Factor such as patient partners’ lived 
experiences and motivation, researcher skills and abili-
ties and the types of research activities being under-
taken influence how patient partners are engaged 
during a research project. Overall, this sharing of deci-
sion making may lead to more meaningful engagement. 
However, our findings must be interpreted within their 
context. We included research primarily from high 
income, western regions of the world, and patient part-
ners often had lived experience of chronic illness and 
had been engaged in research projects.
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