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ABSTRACT
Objectives  The objectives of this scoping review are 
to: (1) identify the distribution of and context of the 
recruitment strategies used, (2) explore the facilitators, 
benefits, barriers and ethical issues of the identified 
recruitment strategies, (3) distinguish the varying 
terminology for involvement (ie, panels, boards, 
individual) and (4) determine if the individual recruitment 
strategies used were to address issues of representation 
or bias.
Design  A scoping review.
Setting  This scoping review follows the framework by 
Peters et al. Seven electronic databases were explored 
including Scopus, Medline, PubMed, Web of Science, 
CINAHL, Cochrane Library and PsycINFO (conducted July 
2021). The search strategy was codeveloped among the 
research team, PPI research experts and a faculty librarian. 
Two independent reviewers screened articles by title and 
abstract and then at full text based on predetermined 
criteria.
Primary and secondary outcome measures  Explore 
recruitment strategies used, facilitators, benefits, barriers 
and ethical issues of the identified recruitment strategies. 
Identify terminology for involvement. Explore recruitment 
strategies used to address issues of representation or 
bias.
Results  The final sample was from 51 sources. A large 
portion of the extracted empirical literature had a clinical 
focus (37%, n=13) but was not a randomised control 
trial. The most common recruitment strategies used were 
human networks (78%, n=40), such as word of mouth, 
foundation affiliation, existing networks, clinics or personal 
contacts. Within the reviewed literature, there was a lack 
of discussion pertaining to facilitators, benefits, barriers 
and ethical considerations of recruitment strategies was 
apparent. Finally, 41% (n=21) of studies employed or 
proposed recruitment strategies or considerations to 
address issues of representation or bias.
Conclusion  We conclude with four key recommendations 
that researchers can use to better understand appropriate 
routes to meaningfully involve patients, carers and 
members of the public to cocreate the evidence informing 
their care.

BACKGROUND
Public and patient involvement (PPI) is an 
important approach in health and social care 
research. PPI is recognised as a moral, meth-
odological and policy imperative, and has 
become mandated across many jurisdictions 
and funding bodies globally, driving a rich, 
diverse and international evidence base.1–4 
Specifically, evidence shows that involving 
patients and the public throughout the 
research process (ie, from research concep-
tualisation to dissemination) improves the 
research process and outcomes, such as the 
relevancy, credibility and effectiveness of 
knowledge being produced.5–8 For example, 
a systematic review by Baldwin et al7 evaluated 
the impact of involving older adults in health 
and social care research as coresearchers 
and found an array of benefits for the 
academic researchers (eg, new learning from 

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ This review addresses a knowledge gap of im-
mediate relevance to patient and public involved 
research.

	⇒ The methodology follows the most up-to-date scop-
ing review guidance.

	⇒ A scoping review protocol for this review has been 
published.

	⇒ This review excludes discussion of recruitment 
within vulnerable populations such as children or 
refugees. These cases are contextually different and 
often have very specific recruitment strategies that 
fall outside the scope of this review.

	⇒ Reporting limitations and sparse uptake of stan-
dardised reporting guidelines (such as Guidance for 
Reporting Involvement of Patients and the Public 2) 
means that much of the evidence for best recruit-
ment practices is absent from mainstream publica-
tion. Future studies should directly contact research 
teams to collate unpublished insights.
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coresearchers experiences and perspectives), older adult 
coresearchers (eg, gaining new knowledge and skills), 
as well as benefits for the research quality and impact 
(eg, richer data). Another systematic review and meta-
analysis by Crocker et al9 found that PPI in clinical trials 
was beneficial for both enrolment and retention rates in 
the trial.9 This influx of evidence has underscored the 
impact of meaningful PPI as an approach that enhances 
the research quality and applications while also ensuring 
heterogeneity in study designs and practices for public 
and patient care.2 4 10

Given the heterogeneity in study design and practice, 
as well as the context-specific nature of PPI, a variety of 
approaches to PPI exist. Common approaches include 
advisory boards, stakeholder groups or patient panels 
that are active, ideally, throughout all stages of research. 
However, this involvement process is not easily achievable 
when recruitment strategies are neither effectively carried 
out nor well understood.11 12 As described by Morgan et 
al,11 variation exists pertaining to how PPI representa-
tives are selected, including the characteristics of these 
individuals. For example, those who are members of 
ethnic minorities, or have a lower socioeconomic status 
are deemed ‘harder to reach’ populations and thus may 
not be represented.11 13 This is especially problematic for 
research in health prevention where health inequalities 
are often identified, and therefore, ‘harder to reach’ 
populations are a primary target for interventions.11 
Indeed, more creative approaches that may require addi-
tional time and resources to recruit such populations 
proactively may be required, which in itself can act as a 
barrier to meaningful involvement.11 14

There is a lack of comprehensive guidance available 
for the recruitment of patients, carers and members of 
the public for advisory boards, groups and panels across 
study designs and contexts.12 For example, Conneely et 
al15 proposed and comprehensively described the use of a 
partnership-focused framework to establish a stakeholder 
panel, but within the context of older adults and health 
services research. Additionally, Arkind et al16 described 
the challenges and lessons learnt in recruiting individuals 
to their Oregon Community Health Information Network 
patient engagement panel (PEP).

Thus, although studies that discuss varying strategies 
for recruiting patients, carers and members of the public 
for advisory boards, groups and panels exist, the breadth 
of and optimal strategies for recruiting for such have not 
yet been extensively explored.12

Purpose of conducting the scoping review
As described in the protocol,12 this scoping review 
sought to explore the breadth of approaches employed 
for involving patients, carers and members of the public 
as partners on health research advisory boards, groups 
or panels within the context of health and social care 
services research. Preliminary searches identified papers 
discussing selection and engagement strategies in PPI 
specific to stakeholder groups and advisory groups, but 

did not reveal any literature reviews outlining the breadth 
of, and optimal strategies used for such recruitment.17–19 
Therefore, the objectives of this scoping review were to:
1.	 Identify the distribution of and context of the recruit-

ment strategies used.
2.	 Distinguish the varying terminology for involvement 

(ie, panels, boards, individual).
3.	 Explore the benefits, facilitators, barriers and ethical 

issues of the identified recruitment strategies.
4.	 Determine if the individual recruitment strategies used 

were to address issues of representation or bias.

Review question

What strategies are used to recruit patients, carers, 
and other members of the public as co-researchers, 
peer-researchers, steering committee members, or 
research advisors, to advisory boards, groups, or pan-
els within participatory, public, and patient involved 
health research?
For the purpose of this review, we defined ‘recruitment’ 

as the identification of and invitation to join boards, 
panels and committees as project partners or advisors, 
not as study participants, enrollees or subjects. Research 
partners include but are not limited to, ‘knowledge users, 
decision-makers, stakeholders, end-users, service-users, 
consumers, community members, community of interest, 
citizens, industry, groups, funders engaged in the research 
process.’20

METHODS
This scoping review followed the guidance and frame-
work of Peters et al.21 A published protocol is also avail-
able for this scoping review.12 We have also provided the 
Preferred Reporting Items for Systematic Reviews and 
Meta-Analyses extension for Scoping Reviews (PRISMA) 
Checklist in online supplemental file 1.

Eligibility criteria
The eligibility criteria for this scoping review were drafted 
and iteratively revised at the commencement of the 
screening process. Table  1 provides an overview of the 
eligibility criteria for this scoping review.

Search strategy
We began by conducting a preliminary search in 
MEDLINE (PubMed) to ensure the search terms that 
would be used across all databases adequately captured 
the keywords and subheadings. Iteratively, we searched 
and revised our search terms to capture the most appro-
priate body of literature. Next, we sought input from a 
broad community of experts via formal and informal 
conversations. This was important for framing our search 
criteria and helped to identify additional keywords for 
consideration. These search terms were then applied 
across all of the databases explored, including Scopus, 
Medline, PubMed, Web of Science, CINAHL, Cochrane 
Library and PsycINFO. We also included grey literature 
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captured via Scopus, such as theses/dissertations and 
reports. Finally, we reviewed the references from articles 
selected for the review and extracted any relevant arti-
cles.12 The search strategy for all databases is outlined in 
online supplemental file 2. The searches for each data-
base were conducted in July 2021 and were limited to 
articles between 1995 and 2021 (described in the eligi-
bility criteria above). For the purposes of this scoping 
review, we reproduced terms used in the source material, 
as defined by the authors. This was done to ensure we 
captured the authors’ intention of using the term without 

imposing our overarching definitions, particularly given 
the conceptual variability.

Source of evidence screening and selection
The resulting literature from the seven databases 
explored was uploaded to the systematic review soft-
ware ‘DistillerSR’ (https://www.evidencepartners.com/​
products/distillersr-systematic-review-software/), where 
duplicates were removed. Following this step, two inde-
pendent reviewers screened the articles by title and 
abstract (MG and EK) and then at full-text (MG and CM) 

Table 1  Eligibility criteria

Criterion Inclusion Exclusion Justification

Population 
and sample

Humans
Adults, who are 
patients, carers or 
members of the 
public

Study populations other 
than humans (animals)
Clinicians, managers and 
other decision-makers
Children and youth

Objective is to determine how patients, carers or the public 
are recruited as co-researchers and partners in health 
research.
The identified recruitment challenges for clinicians, 
managers and other decision-makers differ from those of 
the identified recruitment population or interest.
Ethical differences in recruiting and engaging with children 
and youth in research. As children and youth are defined 
differently across the literature, mention of either as the 
population of interest will result in exclusion.

Language Written in English Written in another 
language that is not 
English

Reviewers are only able to confidently screen in English.

Time period 1995–2021 Years not included in this 
time period

Able to capture extensive literature within the time that PPI 
and other participatory health research approaches gained 
momentum and became more prevalent.

Study focus Articles that discuss 
recruitment, 
retainment, or 
identification of 
patients, carers, 
or members of the 
public as advisory 
boards, committees, 
panels, groups, 
councils, etc for 
participatory health 
research.
Primary study.

Other forms of 
participatory research 
outside of health and 
social care;
AND
Recruitment of patients, 
carers, and public as 
direct coresearchers, 
not to boards, panels or 
committees;
AND
Patients, carers and 
members of the public 
simply as focus group 
respondents;
AND
Not reviews or protocols.

The area of interest is health and social care research;
AND
May be different processes for recruitment of patients, 
carers, and public as coresearchers and not to boards, 
panels, or committees. We intend to cover this in a future 
review. Recruitment to PPI boards, panels, and groups is a 
common way to involve patients, carers, and members of 
the public. Guidance on optimal strategies is lacking in the 
literature;
AND
We want to ensure active involvement as partners in 
research, not as research participants or sources of data;
AND
Reviews or protocols are excluded as we are looking for 
evidence of PPI in primary studies as the involvement 
tends to be more intensive and longer duration.

Type of article Peer-reviewed journal 
articles and grey 
literature.

Any other literature that is 
not listed in the inclusion 
criteria, such as websites 
and poster presentations/
conference abstracts.

To enable us to capture extensive literature to answer our 
broad research question as part of the scoping review, grey 
literature must be included along with peer-reviewed and 
published literature.
Acknowledging feasibility and time constraints, we feel the 
literature criteria listed would be sufficient in capturing the 
necessary literature to inform our review.

Geographical 
location

Any location None Public and patient involved health research is a leading 
research priority worldwide.

PPI, public and patient involvement.
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based on the predetermined eligibility criteria outlined 
in table 1.

The reviewers (MG, EK and CM) met at multiple stages 
throughout the reviewing process to discuss any discrep-
ancies and changes in eligibility criteria that emerged. 
Any existing discrepancies regarding which articles to 
include or exclude, or why were deemed a ‘conflict’ 
and were sent to a third independent reviewer (JS) for 
arbitration. See figure 1 in the Results section below for 
the PRISMA22 flow diagram, which includes the finalised 
numbers of what was included and excluded at each stage 
of the review process.

Data extraction
The data extraction form was developed following the 
guidance of Peters et al,23 with additional context and 
concept-specific questions aligning with our research 
objectives and from informal discussions with other 
researchers in the field. The form was then piloted by 
three researchers (MG, CM and EK) to ensure it was suffi-
cient in capturing the necessary information. The form 
captured publication details, general study details, demo-
graphic details of the panel, board or group members 
discussed and key findings that relate to the recruitment 
of patients, carers and members of the public to boards, 
groups and panels (see full form in online supplemental 
file 3).

Analysis and presentation of results
The extracted data were analysed quantitatively, with 
frequency counts reported for the chosen recruitment 
strategies for each of the research objectives. Further, we 
have provided a narrative summary of the findings in the 
Results section below and text excerpts relevant to the 
associated objectives (found in online supplemental files 
4 and 5).

Patient and public involvement
Before developing the protocol, informal consultations 
took place with community, organisational and other 
expert partners to guide the development of the research 
objectives, research question and the selection of search 
terms used in preliminary searches. However, patients 
and/or members of the public were subsequently not 
directly involved in the execution of this review.

RESULTS
Search results
The search strategy used generated a total of 7439 refer-
ences, with 3190 duplicates identified. A total of 4249 
references were eligible for screening at the title and 
abstract stage, 4035 references were removed as they did 
not meet our eligibility criteria described in table 1. This 
left 214 articles to be screened at full text. A total of 163 

Figure 1  PRISMA 2009 flow diagram.91 PRISMA, Preferred Reporting Items for Systematic Reviews and Meta-Analyses. 
CBPR, Community-based Participatory Research.
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articles were excluded after being reviewed at full text. 
The reasons for excluded articles can be found in figure 1, 
with the most common reason for exclusion being that it 
was a poster presentation or abstract (35%). We extracted 
data from the remaining 51 sources.

Inclusion of sources of evidence
The literature was predominantly based in the UK (35%, 
n=18),24–41 USA (24%, n=12)16 42–52 and Canada (20%, 
n=10).53–62 The remaining studies (22%, n=11) were 
based in multiple countries (8%, n=4),63–66 Australia (4%, 
n=2),67 68 Denmark (4%, n=2), Ireland (2%, n=1),69 Japan 
(2%, n=1)70 and Norway (2%, n=1).71 Almost all the liter-
ature were published since 2015 (96%, n=49), while the 
remaining 4%, n=2 were published in 201239 and 2006.37 
Of the extracted literature, 69% (n=35) were empirical, 
and the remaining 31% (n=16) were non-empirical. Of the 
empirical studies, the majority were qualitative in nature 
(54%, n=19),28 30 34 35 37 38 44 47 49 56 59 60 64 67–69 71–73 followed 
by mixed methods (29%, n=10),26 31 32 40 51 52 54 58 62 66 and 
then quantitative (17%, n=6)42 46 53 55 65 70 study designs. We 
will now explore findings based on the specific research 
objectives of this review.

Review of findings
Objective #1: identify the distribution of and context of the 
recruitment strategies used
Distribution
Fifty-three per cent (n=27) of the extracted literature 
used multiple recruitment strategies. Figure 2 depicts the 
count of studies by each number of recruitment strate-
gies reported. The most common recruitment strategy 
used was human networks (78%, n=40), which included 
strategies like word of mouth,45 foundation affiliation,47 
existing networks,37 58 clinics51 64 or personal contacts.65

Context
The majority of the extracted literature that was empir-
ical in nature (69%, n=35) had a clinical study focus 
(37%, n=13) which was not a randomised controlled 
trial (RCT). These studies employed qualitative (23%, 
n=8),28 37 38 47 49 56 64 69 quantitative (6%, n=2)65 70 or 
mixed-methods (9%, n=3)26 51 54 study designs. This was 

followed by community/public health non-trial study 
focus (34%, n=12).30–32 34 35 40 53 58–60 67 68 The remaining 
empirical studies were RCTs with a clinical focus (20%, 
n=7),42 44 46 55 66 72 73 trials with a community/public health 
focus (6%, n=2),62 71 and 3% n=1 secondary data anal-
ysis.52 Online supplemental file 6 stratifies recruitment 
strategies by study focus for both empirical and non-
empirical literature.

Objective #2: distinguish the varying terminology for involvement 
(ie, panels, boards, individual)
The terms used for involvement varied across the 
extracted literature with only four terms being used 
more than once. Specifically, ‘advisory group’25 46 51 and 
‘patient and public involvement group’35 66 74 were each 
used in three studies, respectively, ‘patient engagement 
panel’ was used in two studies,16 43 and ‘public and patient 
involvement panel’ in two studies.27 39 All other terms were 
distinct, although slightly, such as ‘advisory group’25 46 51 
or ‘research advisory group’.24

Objective #3: explore the benefits, facilitators, barriers and ethical 
issues of the identified recruitment strategies
Below we present a summary of the findings for objective 
#3 with further details of the benefits, facilitators, barriers 
and ethical issues illustrated via extracted quotes from 
sources mentioned found in online supplemental file 4.

Benefits
Of the included studies (n=51), 25% n=13 
sources16 24 27 37 38 44 47 49 50 61 63 65 73 reported benefits from 
their chosen recruitment strategies specifically in refer-
ence to human networks (16%, n=8)16 37 44 49 50 61 63 65 or 
previously involved in work (12%, n=6).24 27 38 44 47 73 One 
source44 discussed benefits for both human networks 
and those previously involved in work. When individuals 
were recruited because they were previously involved in 
the work, listed benefits surrounded familiarity with the 
research process. Individuals drew on this when contrib-
uting to research development and planning24 and this 
helped to ensure the appropriate representation of both 
the condition as well as diversity of panel members being 
explored.44

When individuals were recruited from human networks, 
benefits discussed were surrounding the ability to purpo-
sively sample. This ensured diversity in experience37 and 
opinions,50 while recruiting highlight motivated individ-
uals who were already engaged in their communities, 
enhancing the collaborative process.49

Facilitators
Fourteen per cent (n=7) of sources26 27 36 38 48 61 72 discussed 
facilitators of their chosen recruitment strategies. The 
most common facilitators discussed were pertaining to 
human networks (6%, n=3),26 36 61 and previously involved 
in work (4%, n=2).27 38 Some of the networks included 
clinic contacts26 61 or patients from a clinic with a specific 
condition (ie, spinal inflection clinic patients).36 In addi-
tion, Grier et al36 circulated emails to a specific network 

Figure 2  Frequency of recruitment strategies used by 
extracted item count.
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(ie, the foundation trust members), which they noted 
had the biggest numerical response compared with 
other recruitment strategies used. For instance, Grier et 
al36 also used ‘other’ recruitment strategies, including 
a letter to clinic patients with spinal infection. Høeg et 
al,72 circulated flyers, which were useful for explaining 
the role of the patient panel. Finally, Portalupi et al48 
discussed the phone and a phone guide as a recruitment 
facilitator, where ‘the (phone) guide (when recruiting) 
was designed to introduce the concept of the research 
advisory panel, learn about candidates’ experience with 
and illness, gauge interest in helping to steer the nascent 
programme and identify individuals who are authentic 
and empowered rather than advocates in order to avoid 
conflict of interest.’48

Barriers
Within sources (18%, n=9)24 26 33 40 48 50 54 66 72 that discussed 
barriers of their chosen recruitment strategies, the most 
common recruitment strategy referenced was human 
networks (14%, n=7).26 33 40 48 50 54 72 One source54 discussed 
the difficulties with recruiting from certain networks for 
a specific health condition. In this instance, people living 
with HIV were recruited and some candidates withdrew 
due to their challenges with mental health. Another 
source72 underscored barriers to recruitment from the 
clinical network setting (ie, patients in the practice). 
Specifically, the barriers in recruitment with conflicting 
nurse schedules and ability to approach patients before 
they left the practice,72 as well as the lack of infrastructure 
to support recruitment, especially for certain medical 
conditions (ie, pressure ulcers) that do not neatly fit into 
existing charitable or national structures.26

Another study highlighted issues with inviting people 
from a network without a formal recruitment process,33 or 
being very selective of criteria to take part in the panel, such 
as needing panel members who had relevant experience 
across diverse contexts.50 Salmon et al40 discussed issues of 
recruiting from certain networks, where managers acted 
as gatekeepers to recruiting women through existing 
community groups. Further, two sources26 66 considered 
barriers to recruit those who were previously involved in 
work/research. These barriers included not being able to 
participate given the nature of their health condition26, 
or where previous involvement may have impacted how 
people report their understanding in a trial, that is, rating 
their understanding as higher because of their investment 
in it, which could impact the findings, such as minimising 
differences between those in the intervention and control 
groups.66 Finally, one study24 considered the barriers of 
recruiting through flyers, including time to recruit, 
noting recruitment in this way took too much time.

Ethical issues
Six per cent (n=3) of sources26 72 73 reported ethical consid-
erations/issues from their chosen recruitment strategies. 
Two studies26 72 discussed ethical issues/considerations 
regarding recruiting from human networks. Specifically, 

Nixon et al26 noted issues with clinical teams approaching 
their own patients to recruit, potentially blurring bound-
aries between clinician and researcher roles which they 
attempted to mitigate by involving a recruitment officer 
to act as a neutral party.

In addition, Høeg et al72 discussed recruiting those who 
may be vulnerable from their networks, such as those with 
poor hearing, who may not have fully understood the 
implications of participating which was realised and then 
addressed by the nurse doing the recruitment. Høeg et 
al72 also highlighted the issue of breaching study protocol 
when recruiting patients, specifically when the nurse was 
carrying out the recruitment process. Further, Nissen et 
al73 discussed ethical concerns with recruiting from those 
previously involved in work/research who could only be 
contacted as part of that study/work and not afterwards. 
Nissen et al73 also highlighted the need to recruit relevant 
individuals as ethically challenging given only assigned 
doctors are granted access to patient medical records to 
identify potentially relevant patients for recruitment.

A summary of the above, specifically the number of 
sources that discussed a benefit, facilitator, barrier and/or 
ethical issue/consideration for each recruitment strategy 
can be found in table 2.

Objective #4: determine if the individual recruitment strategies 
used were to address issues of representation or bias
Forty-one per cent (n=21) of studies discussed recruit-
ment strategies or considerations to address issues of 
representation or bias. The recruitment strategies and 
discussed strategies for addressing issues of representation 
or bias are explored below. Further details from sources 
discussing recruitment strategies used to address issues of 
representation or bias, specifically extracted quotes from 
sources, can be found in online supplemental file 5.

Human networks
Issues of representation or bias were most frequently 
discussed (25%, n=13) regarding recruitment via human 
networks. Given the breadth of discussion in this area, we 
organised findings into categories outlined below.

Purposefully recruiting
Sixteen per cent (n=8) of the sources16 27 37 40 45 49 50 65 
discussed recruiting in a purposeful way to reach popula-
tions that were representative, including difficult to reach 
populations. Such populations could include those living 
in a rural area, for example, where Brys et al45 focused 
their recruitment to ensure those who do not typically 
engage with researchers had the opportunity to take part 
regardless of their geography.

Arkind et al16 also highlighted that those who self-
selected to take part in their PEP had the motivation and 
direction which provided the necessary momentum for 
them to lead on recruitment and purposefully recruit, for 
example, identifying recruitment outlets. Although these 
strategies were helpful in diversifying the PEP, authors16 
noted the persistent challenges in recruiting specific 
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groups like those experiencing homelessness, who are 
single parents, who are living with a disability, or who have 
a low socioeconomic status.16

Six sources27 37 40 49 50 65 also recruited in a purposeful way 
with particular attention given to diversity in perspective 
and/or inclusion of marginalised groups. For instance, 
Wright et al37 contacted patient forums from 40 cancer 
networks in the UK, yet noted their struggles to recruit 
representatives from ethnic minoritised backgrounds 
or in the palliative stage of their illness.37 Meanwhile, 
Salmon et al40 purposefully liaised with local children 
centres in specific areas of Exeter and Bristol in the South 
West of England that served diverse ethnic and socioeco-
nomic populations to seek broader involvement from 
women with different perspectives.40 Further, Brunsdon et 
al65 found through feedback of the steering group that a 
gap in representation existed and sought to purposefully 
recruit to fill these gaps via Twitter adverts and personal 
networks (eg, direct contacts).65

Evans et al27 also considered the challenges with 
recruiting what they termed ‘service users’ in their study 
who were recruited from ‘two Welsh networks: one 
supporting public involvement in research (Involving 
People) (and) the other coordinating support for people 
with experience of chronic conditions (the Long Terms 
Conditions Alliance-Cymru)’.27 Interested individuals 

self-selected, which authors27 discussed as challenging as 
they tend to be those who seek involvement opportuni-
ties, and thus, ‘may not be representative of the average 
patient or carer, even when their diagnosis or care experi-
ence is commonly shared’.27

Evette et al50 mentioned purposefully recruiting patients 
from three groups including; the American Chronic Pain 
Association (ACPA), Advocates for the Reform of Prescrip-
tion Opioids (ARPO), and Group Health to ensure 
experiences were reflected on their advisory committee, 
especially those with diverse opinions pertaining to opioid 
management for chronic musculoskeletal pain. Authors50 
also selected members ‘who could: work effectively in a 
group context (and) voice their opinions and concerns’.50 
For ACPA and ARPO, the organisation’s director nomi-
nated patients based on the aforementioned criteria, 
while Group Health patients completed questionnaires 
pertaining to the desired criteria.50 The project manager 
then selected five individuals for an interview to learn 
more about their interest and group work experiences.50

Finally, Bridges et al49 recruited patient advocates for 
their patient action committee from a network called 
LUNGevity—‘a patient advocacy organisation in the USA 
that is committed to increasing quality of life and survi-
vorship of patients with lung cancer’.49 Bridges et al49 also 
mentioned that they included only the patient perspective 

Table 2  Summary of counts of benefits, facilitators, barriers and ethical issues/considerations

Benefits Facilitators Barriers
Ethical issues/
considerations

Recruitment 
strategy

# of 
sources

Citations # of 
sources

Citations # of 
sources

Citations # of 
sources

Citations

Human 
networks

8 Arkind et al16

de Wit et al63

Young et al44

Brunsdon et al65

Wright et al37 
Garnett et al61

Bridges et al49 
Evette et al50

3 Nixon et al26

Grier et al36

Garnett et al61

7 Nixon et al26

Høeg et al72

Lessard et al54

Slade et al33

Portalupi et al48

Salmon et al40

Evette et al50

2 Nixon et al26

Høeg et al72

Previously 
involved in 
work

6 Absolom et al24

Evans et al27

Young et al44

Byham-Grey et al47

Nissen et al73

Troya et al38

2 Evans et al27

Troya et al38
2 Racine et al66

Nixon et al26
1 Nissen et al73

Flyer 0 DND 1 Høeg et al72 1 Absolom et al24 0 DND

Poster 0 DND 0 DND 0 DND 0 DND

Email 0 DND 1 Grier et al36 0 DND 0 DND

Information 
cards

0 DND 0 DND 0 DND 0 DND

Social media 0 DND 0 DND 0 DND 0 DND

Other 0 DND 2 Grier et al36 
(letter)
Portalupi et al48 
(phone)

0 DND 0 DND

DND, did not describe.
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of those who survived lung cancer, highlighting that 
‘engaging family members of deceased individuals could 
have provided (them) with a proxy for the perspective 
of patients for whom treatment might not have been as 
successful and whose experiences might therefore have 
been very different’.49

Recruitment in clinics
Another area of human network recruitment was via 
clinics (6%, n=3).54 56 61 This presented challenges for 
bias, such as a bias towards including those that are more 
highly educated or have a favourable attitude toward 
the clinic.56 Haesebaert et al56 recognised these issues of 
bias in the limitations of their pilot study underscoring 
the need for a more diversified sample in a future study. 
Meanwhile, Garnett et al61 discussed the benefits of a 
patient advisory council to ensure a formal mechanism 
for patients to provide feedback on clinic initiatives 
and quality improvement. Garnett et al61 further under-
scored how the focus for recruitment was on expertise 
and experience as opposed to representational diversity 
(eg, culture or sex) given ‘the priority (was) that (the) 
small group serve an advisory role for clinic leadership 
regarding clinic processes and innovation, rather than a 
purely representational or advocacy role’.61 Furthermore, 
Lessard et al54 recruited 10 individuals with HIV from 
community and clinical settings in Montreal (eg, AIDS 
Community Care Montreal and McGill University Health 
Centre) and noted that ‘more could (have been) done 
to reach and include marginalised individuals, especially 
recently diagnosed, young or disengaged people living 
with HIV, given that studies show marginalised people 
living with HIV are often willing to participate when 
asked’.54

Recruiting broadly
Eight per cent (n=4) of sources33 55 62 69 discussed ensuring 
broadness in recruitment strategies to help establish 
inclusiveness and representation. For instance, O’Don-
nell et al69 ‘aimed for an inclusive and wide representation 
of patient and public collaborators’69, which was done via 
advocacy and non-govermental organisations (NGOs) 
representing older adults living with a disability in the 
Irish health and social policy setting.69

Ogourtsova et al62 used purposeful recruitment tech-
niques, including word of mouth and snow ball sampling, 
for recruiting patient advisory group members (ie, 
parents of children with disabilities). For addressing 
issues of lack of diversity in the patient advisory group, 
authors62 proposed ‘recruiting additional members with 
diverse characteristics’, which could be done by “broad-
ening (their) current recruitment strategies to reach and 
attract fathers of disabled children.62”

A technique used by Needham et al55 was to recruit 
broadly across Canadian patient communities, ensuring 
diversity in professional backgrounds and personal expe-
riences for their Canadian Cancer Trials Group network.55 
The recruitment process was formal, including a position 

posting with specified role attributes, followed by a panel 
interview process.55

Finally, Slade et al33 discussed challenges to represen-
tation within their ‘Lived Experience Advisory Group’, 
which composed of individuals who were predominantly 
well educated and confident speaking in groups. Slade 
et al33 suggested a more representative approach would 
have been to advertise the role more publicly specifically 
to less represented groups by using a formal process, 
rather than approaching and inviting people.33

Previously involved in research
Similar categories were noted for 4% (n=2) of 
sources38 73 that recruited from individuals previously 
involved in research.

Nissen et al’s study was built on previous projects and 
recruited patient representatives that were participants in 
prior projects or from a local patient association.73 They 
highlighted the importance of finding patient represen-
tatives who were willing to engage in collaboration on the 
project and were selected. They also noted challenges in 
recruiting from marginalised populations, such as those 
from low-income and low socioeconomic status groups.73

Troya et al38 recruited patient public involve and 
engagement members from a previous study who had 
suggested the topic for the current study. Challenges were 
also mentioned in regard to recruiting minority groups, 
such as ‘people from ethnic minorities and lesbian, gay, 
bisexual and transsexual (LGBT) groups’38 whose voices 
were not captured in their study, yet also engage in self-
harm behaviour, the topic of their research.38

Social media
Two sources35 65 explored using social media, specifically 
Facebook35 and Twitter,65 for recruiting to ensure a more 
diverse sample was reached. For instance, McMillan et 
al35 noted that they ‘attempted to obtain a more diverse 
sample by advertising the workshop through Face-
book and posters around the local area’.35 Meanwhile, 
Brunsdon et al65 discussed Twitter as a way to fill a gap 
of representation in their recruitment approach for their 
Steering Group.

Other
Lastly, Grier et al36 touched on the challenges of the panel 
reflecting the true diversity of the local population in 
regard to ethnicity and socioeconomic status.

However, they did note the usefulness of an expression 
of interest form to ensure representativeness in the panel 
in terms of experience, age and background for the PPI 
panel.36

Summary of findings
In summary, the majority of the extracted literature that 
was empirical in nature had a clinical study focus (39%, 
n=14) which was not an RCT. This is not surprising as a 
lack of formal guidance exists pertaining to involvement 
in trials,75 as well as a lack of flexibility once the trial has 
begun.76 Further, just over half of the literature used 
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more than one recruitment strategy, with the predomi-
nant recruitment strategy being human networks such 
as word of mouth,45 foundation affiliation,47 existing 
networks,37 58 clinics51 64 or personal contacts.65 This, as 
the dominant recruitment strategy, could be due to the 
broad nature of what was deemed appropriate for this 
category, creating a higher count of applicable studies.

Benefits, facilitators, barriers and ethical issues 
were almost always pertaining to recruiting via human 
networks or previous involvement in the work. This is 
not surprising as these were the predominant recruit-
ment strategies used. Some key benefits when individuals 
were recruited because they were previously involved in 
the work were surrounding familiarity with the research 
process. Evans et al27 suggested this provided a sense of 
‘confidence, research awareness and experience to enable 
them to effectively contribute to research activities’.27 
Meanwhile, when individuals were recruited from human 
networks, benefits discussed were: (1) surrounding ability 
to purposively sample, ensuring diversity in both experi-
ence,37 opinions50 and (2) individuals who were already 
highly engaged in their community, and thus motivated, 
enhancing the engagement process.49

Barriers for recruitment predominantly via human 
networks were discussed in four ways. First, managers can 
act as community gatekeepers, especially when seeking 
individuals from different ethnic backgrounds or those 
who are socially diverse.40 Second, a lack of a formal 
recruitment process has been discussed as a barrier.33 
Although guides do exist77–79 to aid in the recruitment 
process, a gap remains regarding the persisting barriers 
and challenges highlighted in this review, such as a lack 
of demographic diversity.50 73 Specifically, Evette et al50 
recruited panel members reflecting their diversity of opin-
ions and clinical experience and not about demographic 
diversity. Third, one’s clinical condition was deemed a 
barrier for both human networks and previously involved 
in work.26 54 In particular, a clinical condition could make 
it challenging for individuals to participate and could 
lead to attrition.54 Finally, although considered to be both 
a benefit and facilitator (as described above), recruit-
ment via a clinical network can create barriers for recruit-
ment. Notably, barriers involve scheduling conflicts with 
clinical staff schedules, and patients not turning up for 
appointments.72

The terms used for involvement varied across the 
extracted literature with only four terms being used 
more than once. Furthermore, considerations to address 
issues of representation or bias were commonly discussed 
in the literature (n=21, 41%), with human networks as 
the most predominant recruitment strategies explored 
when discussing issues of representation or bias. Recruit-
ment via clinics was mentioned as an issue, inherently 
selecting the ‘usual-suspects’,80 most of which were highly 
educated.56 These individuals are often selected as they 
have more experience and expertise, and not for repre-
sentational diversity.61 There were some suggestions 
made throughout the literature to combat this issue, 

often involving purposeful sampling specifically targeting 
select groups, for example, through specific advocacy 
organisations69 or specific centres relevant to the popula-
tion of interest.37 40 Other suggestions included recruiting 
broadly, such as publicly, and not limiting recruitment 
geographically.16 45

Furthermore, important ethical challenges were 
also presented, specifically when recruiting via clinical 
networks. The issue of blurring of professional bound-
aries when clinicians or nurses recruited patients was 
discussed. Nixon et al26 highlighted that ‘clinical members 
of the team recruiting and supporting their own patients 
could potentially blur these boundaries and create 
unequal relationships within the team’.26

DISCUSSION
Understanding the breadth of and optimal strategies for 
recruiting patients, carers and members of the public for 
advisory boards, groups and panels addresses an overt 
gap in the collaborative research space. This gap has left 
research teams grasping at straws when recruiting for such 
boards, groups and panels, ultimately hindering progress 
in the commencement and development of their PPI 
objectives. The intention of this review has been to begin 
bridging this gap. Indeed we explored the various strate-
gies used to recruit patients, carers and other members 
of the public as coresearchers, peer-researchers, steering 
committee members or research advisors, to advisory 
boards, groups or panels within participatory and public 
and patient involved health research. Across the four 
research objectives, a few commonalities were presented 
along with considerations/recommendations for future 
research.

Commonalities across the different study contexts were 
seemingly more obvious across the noted barriers, ethical 
issues, recruitment strategies and challenges of repre-
sentation or bias. Specifically, who was being recruited/
volunteering for the panels, boards, and groups. It was 
evident that a lack of individuals from minority and 
often marginalised groups (eg, LGBTQI+, low socioeco-
nomic status and/or ethnic minorities 38 73) existed. As 
highlighted by Reynolds et al80 those recruited/who get 
involved are often ‘the ‘usual suspects’ typically come 
from more advantaged groups in society, usually white 
and of higher socioeconomic status, often retired and 
from professional backgrounds, and thus have more 
capacity to become involved and articulate their views’. 
In turn, this has prompted a larger question of ‘why’? 
Although not the predominant focus of this review and 
an important area for future research, we can speculate.

Articulated in the seminal text by Wallerstein et al,81 
we still work within contextual realities where health 
and social care inequities are on the rise, where struc-
tural racism exists at an institutional level (eg, health-
care82), and ultimately where years of research ‘abuse or 
misuse all too often hav(e) fostered mistrust of research 
within communities who faced ‘helicopter’ or ‘drive-by’ 
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research when data is solicited, taken and not returned to 
the community’.83 Indeed, recruiting a truly diverse and 
representative patient and public panel, group or board 
will require more than just recruiting broadly62, more 
publicly33 or using several methods of recruitment.26

In addition to the challenges with ‘who’ has been 
recruited/getting involved, we also reflected on the chal-
lenges of the ‘how’ people are being recruited. Particu-
larly, the ethical challenges presented when recruiting 
within the context of collaborative research approaches. 
For instance, when considering ethical principles and 
guidelines in participatory approaches to research there 
has been ‘specific challenges and opportunities that 
may not be adequately addressed by traditional institu-
tional frameworks for ethical conduct in research’.84 For 
example, the blurring roles between researchers and those 
who contribute data.84 The issue of blurring of profes-
sional boundaries when clinicians or nurses recruited 
patients was discussed26, which presented potential issues 
in regard to the power dynamics between providers and 
patients, that can impede the participatory process.85 86 
For instance, the inherent power statuses that exist within 
various healthcare structures can reinforce power imbal-
ances between patients and paid professionals (eg, clini-
cians).87 Nixon et al26 sought to overcome these barriers 
by including a neutral PPI officer where the patient could 
go to for further information and discussion about the 
study, similar to the institutional ombudsperson regularly 
assigned by institutional review boards (IRBs). When 
discussing power dynamics in community-based partici-
patory research (PR), Wallerstein et al86 highlighted that 
‘core relational practices for challenging power inequi-
ties were identified as those that fostered deliberative 
process of reflection and bidirectional communication 
that fostered respect and mutual trust based on their 
actions with each other’.86

We also considered the lack of consistency in termi-
nology used and the potential challenges this creates 
in terms of reporting and understanding the nature of 
involvement. As described by Macaulay88 ‘the termi-
nology is vast and confusing and arising from the long 
evolution of PR from different countries, disciplines and 
with different research goals’. Although choice of terms 
is not necessarily crucial, the diversity of terms has impli-
cations for comprehensively searching and accessing the 
literature, as well as in practice for avoiding confusion 
among teams and PPI contributors. The term used should 
reflect the needs and values of the project and team and 
be culturally and contextually appropriate. For example, 
use of the term patient or user or community, etc, may 
vary based on culture, context, setting or need. Like-
wise, the use of panel, group, board or committee, etc, 
may also be a reflection of how the group self-identifies. 
Thus, as previously proposed by Macauley,88 partner-
ships should consider discussion surrounding termi-
nology to help with clarity and agreement about which 
to use and when. Further, it would be useful to report 
the rationale for the terminology used when discussing 

and disseminating collaborative research. A lack of and 
consistency in reporting more generally is also warranted, 
underscored in this review by a clear lack of discussion 
pertaining to facilitators, benefits, barriers and ethical 
issues to be extracted from the captured literature. This 
is not a new issue, and a call for researchers to consider 
reporting in a consistent way was highlighted by Gilfoyle et 
al.5 Researchers should strongly consider utilising frame-
works like the ‘Guidance for Reporting Involvement of 
Patients and the Public 2’ (GRIPP2),89 which would help 
address this gap.

Finally, the lack of reported use of social media as a 
recruitment strategy was surprising. Only 6 (12%) of 
studies25–27 35 36 65 used it, and only two sources35 65 explic-
itly discussed its use to reach a broader and more diverse 
sample. This was surprising given the uptake of social 
media by adults across age ranges in the last 17 years.90 
A study in the USA found that 84% ages 18–29, 81% 
ages 30–49, 73% ages 50–64 and 45% ages 65 and older 
reported using at least one social media site in 2021.90 
Thus, in the extracted literature, almost all of which was 
published since 2015 (96%, n=49), social media seemed 
to be an untapped resource for recruitment, presenting 
opportunities for future research.

Recommendations
Based on the findings from this review, the authors 
propose the following recommendations:

Although recruiting via clinics can be a tremendous 
resource, we recommend carefully considering who is 
doing the recruiting to avoid personal and/or profes-
sional biases and to ensure that professional boundaries 
are not being blurred. A third-party recruiter might be 
considered.
1.	 Think creatively about how to recruit. Reaching those 

who do not typically engage in research remains an is-
sue. The use of social media outlets appears to be un-
derused (or underreported) and we recommend their 
use for recruitment.

2.	 Work with your existing research partners with the es-
sential lived experience to strategise and recruit indi-
viduals for boards, groups and panels.

3.	 It is essential that researchers report and describe their 
recruitment process when publishing their research. 
This will help provide more concrete recommenda-
tions and guidance for the future, as well as help in 
future evidence synthesis.

Strengths and limitations
This review addressed an important gap in the literature 
as the first review exploring the breadth of and optimal 
strategies used for recruiting patients, carers and members 
of the public to panels, boards and groups. Although 
various guides and tools exist to help in such recruit-
ment,77–79 most of these are based on local experiences 
or strategies, and do not attempt to systematically identify 
and address commonly encountered barriers and diffi-
culties. In addressing this gap, we have highlighted some 
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important considerations and suggestions for current 
and future research in this space, while underscoring the 
need for further discussion and reporting surrounding 
recruitment strategies, particularly in addressing the most 
commonly encountered issues.

There are also some important limitations to discuss. 
First, recommendations are based on a limited sample of 
literature, and thus, may not be applicable to a wide range 
of contexts. Second, we excluded papers that did not 
discuss recruitment in title/abstract/keywords. However, 
if not mentioned in the abstract it is likely it was not a 
predominant focus of the paper. Further, we excluded 
studies discussing the recruitment of patients, carers and 
public as direct coresearchers, not to boards, panels or 
committees. This is because the extracted data contained 
few substantive examples of this type of involvement. We 
propose future research expand on this review to include 
patients, carers and public as coresearchers. Further, we 
recognise that the category ‘human networks’ may exhibit 
variation when considering different types of human 
networks (ie, professional, patient or carer networks). 
This could be further extrapolated in future study but was 
beyond the scope and resources of this review.

CONCLUSION
In conclusion, human networks and individuals previously 
involved in research were the most applied and discussed 
strategies of recruitment. A general lack of discussion 
pertaining to facilitators, benefits, barriers and ethical 
considerations of recruitment strategies was apparent. 
Still, the use of multiple strategies of recruitment was 
present in the majority of the literature. The issue of 
representation and bias, specifically involving vulnerable 
groups and more diverse groups, persists. Nevertheless, 
recruiting broadly and purposefully were strategies to 
help address this issue. The use of social media appeared 
to be an underused resource for recruitment and should 
be explored in future research. We also proposed that 
researchers consider reporting their recruitment strate-
gies more explicitly to strengthen our understanding of 
optimal recruitment strategies in this space, leading to 
more guidance and concrete recommendations.
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