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ABSTRACT
Objectives  Organisations that develop clinical practice 
guidelines (CPGs) encourage involvement of patients and 
the publics in their development, however, there are no 
standard methodologies for doing so. To examine how 
CPGs report patient and public involvement (PPI), we 
conducted a scoping review of the evidence addressing 
the following four questions: (1) who are the patients 
and publics involved in developing the CPG?; (2) from 
where and how are the patients and publics recruited?; 
(3) at what stage in the CPG development process are the 
patients and publics involved? and (4) how do the patients 
and publics contribute their views? We also extracted 
data on the use of PPI reporting checklists by the included 
studies.
Design  We used the methodology developed by Arksey 
and O’Malley and refined by the Joanna Briggs Institute. 
We searched PubMed, Embase, CINAHL and PsycINFO, 
websites of national guideline bodies from the UK, Canada, 
Australia and the USA, and conducted a forward citation 
search. No language, date or participant demographics 
restrictions were applied. Data were synthesised 
narratively.
Results  We included 47 studies addressing 1 or more 
of the 4 questions. All included studies reported who the 
patient and publics involved (PPI members) were, and 
several studies reported PPI members from different groups. 
Patients were reported in 43/47 studies, advocates were 
reported in 22/47 studies, patients and advocates reported 
in 17/47 studies, and general public reported in 2/47 
studies. Thirty-four studies reported from where the patients 
and publics were recruited, with patient groups being the 
most common (20/34). Stage of involvement was reported 
by 42/47 studies, most commonly at question identification 
(26/42) and draft review (18/42) stages. Forty-two studies 
reported how the patients contributed, most commonly via 
group meetings (18/42) or individual interviews. Ten studies 
cited or used a reporting checklist to report findings.
Conclusions  Our scoping review has revealed knowledge 
gaps to inform future research in several ways: replication, 
terminology and inclusion. First, no standard approach 
to PPI in CPG development could be inferred from the 
research. Second, inconsistent terminology to describe 
patients and publics reduces clarity around which patients 
and publics have been involved in developing CPGs. Finally, 
the under-representation of research describing PPI in the 
development of screening, as opposed to treatment, CPGs 
warrants further attention.

INTRODUCTION
Clinical practice guidelines (CPGs) are 
recommendations on how to diagnose and 
treat a medical condition and are intended 
to facilitate informed decision making and 
optimise patient care.1 They should be based 
on the best available research evidence and 
practice experience and be responsive to 
patient preferences and needs.2 3 Patient 
and public involvement (PPI) in healthcare, 
whether in research or to inform policy deci-
sions, is recommended based on ethical prin-
ciples and the expectation that it will improve 
the relevance of the outcomes and quality 
of the decisions.2 While medical practice is 
grounded in clinical science, patient manage-
ment decisions are often influenced by the 
individual patient’s circumstances.4 CPGs 
developed in the absence of meaningful 
involvement of healthcare consumers in 
the guideline development group therefore 
cannot meet the needs of the population.5 
The word ‘involvement’ is used intention-
ally instead of participation, engagement or 
contribution because PPI can be considered 

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ We adhered to a robust scoping review methodology 
that deliberately included a very broad, comprehen-
sive search strategy, which resulted in a sizeable 
scoping review that included 47 studies.

	⇒ The search strategy had no restrictions on language, 
demographics of patients and publics, study design 
or date of publication.

	⇒ Although our search strategy was broad, inconsis-
tent patient and public involvement terminology 
may have limited our ability to identify all relevant 
studies.

	⇒ We deviated from our published protocol in our 
search strategy. Forward and backward citation 
searches were proposed but due to the large num-
ber of identified studies, we chose to conduct for-
ward citation searches of included studies only.
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as decision making with or by patients and publics rather 
than for them.6

International guideline standards include PPI as a core 
principle for developing high-quality evidence-based 
CPGs7 but PPI has not been widely adopted in Australian8 
or the US guidelines.9 The number of CPGs has increased 
over several decades10 and guideline development organ-
isations need effective and efficient methods of involving 
patients and public in the development process.11

A synthesis of research on how best to identify, incorpo-
rate and report patient preferences and needs published 
before12 and after 2010,13 highlighted the paucity of 
substantial information about the methods employed 
and/or recommended. Reviewing guidance documents 
and methodological handbooks on incorporating patients 
and their views when developing CPGs confirmed that 
most institutions recommend the practice but provided 
little detail on the process.1 The AGREE (Appraisal of 
Guidelines, Research and Evaluation) Instrument, first 
published in 200314 and then refined in 2010,15 was devel-
oped to assess the methodological rigour of CPG devel-
opment and act as a guide for development. In 2016, the 
AGREE Reporting Checklist was published16 as a tool to 
improve the completeness and transparency of reporting 
in practice guidelines. In 2017, the RIGHT (Reporting 
Items for practice Guidelines in HealThcare) Reporting 
Checklist was developed17 and built on the items included 
in the 2016 AGREE Reporting Checklist. Both checklists 
include items for reporting the guideline development 
group members’ name, role16 17 and the strategy used to 
capture the patients’ and publics’ views and preferences16 
but neither offer guidance or address standardised 
reporting of PPI in CPG development.

A previously published study which considered some of 
our research questions, did not explain their methods for 
study selection and had not examined studies post-2015.18 
The authors suggested that despite governments, funding 
bodies and guideline developers world-wide seeking to 
involve patients and the broader public in development 
of CPGs, there are no standardised methodologies to 
achieve meaningful PPI in guideline development. It is 
not surprising then, that 5 years after the IOM3 released 
standards for development of healthcare guidelines, only 
8% of guideline developers in the USA required PPI in 
guideline development groups and only 20% of guideline 
developers in the USA created patient-targeted guideline 
versions.9 This is despite research literature suggesting 
that PPI has a positive impact on guideline development 
through augmenting clinical care recommendations with 
patient-focused issues, thus helping to realise the aim of 
the guidelines: to optimise patient care and outcomes.12 19 
For example, involving infertile couples when developing 
a multidisciplinary guideline on infertility broadened the 
scope of the guideline by including patient-identified 
clinical issues.12

In the absence of consistent methodology for PPI in the 
development of CPGs, we aimed to focus on the specifics 
of the process and synthesise the available research 

to answer four questions: (1) who are the patients and 
publics involved in developing the CPG; (2) from where, 
and how are the patients and publics recruited; (3) at what 
stage in the CPG development process are the patients 
and publics involved, and (4) how do the patients and 
publics contribute their views.

METHODS
Approach
We conducted a systematic scoping review to identify when 
and how publications report the involvement of patients 
and public in developing CPGs. The scoping review was 
conducted based on the methodological framework 
developed20 and refined by the Joanna Briggs Institute.21 
Results are reported using Preferred Reporting Items 
for Systematic Reviews and Meta-Analyses Extension for 
Scoping Reviews guidelines.22 The protocol for this study 
has been published.23

Search strategy
The reference list of a previously published study that 
considered some of our research questions9 yielded seven 
published studies which were used as a validation set 
for our search strategy. A search strategy was created in 
collaboration with a research information specialist and 
by using Word Frequency Analyser24 to identify key words 
and phrases from the validation set. Search terms were 
deliberately broad so as not to unduly limit articles.25 
The search strategy constructed for PubMed is shown in 
online supplemental appendix 1.

The search was conducted in PubMed, Embase, 
CINAHL and PsycINFO on 1 October 2019. Targeted 
internet searches were also conducted to identify 
published national standards for developing CPGs from 
countries with a similar social and economic environ-
ment to Australia, that is, UK, Canada and the USA, and 
were searched for additional primary studies. Finally, on 
17 August 2020, we conducted forward (citing) citation 
searches for the included studies.

Inclusion criteria
We included published primary studies that report the 
involvement of PPI in CPG development specifically 
addressing one or more of our four research questions:
1.	 Who are patients and publics involved in developing 

the CPG.
2.	 From where, and how, are the patients and publics re-

cruited.
3.	 At what stage in the CPG development process are the 

patients and publics involved.
4.	 How do the patients and publics contribute their views.

We did not include evaluation of PPI models as a 
research question in this review because (1) our aim was 
to identify specific characteristics of PPI in CPG devel-
opment, and (2) we were aware of a registered system-
atic review protocol specifically focused on this research 
question.26
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No language, date or participant demographics (eg, 
gender, age, health history) restrictions were applied. 
We excluded letters, opinion pieces, commentaries, 
reports and studies focused on PPI in health technology 
assessments.

Screening
Two reviewers (AB and HG) independently screened 
titles and abstracts in multiples of 100 against the inclu-
sion/exclusion criteria until we achieved 90% consistency 
(ie, agreement for inclusion was achieved 9/10 times). 
This occurred after screening titles and abstracts of 400 
search results. Discrepancies were discussed and dispute 
resolution occurred via consensus or a third reviewer if 
required. Full text screening was conducted by the same 
two reviewers except in multiples of 10 not 100. Full text 
were also screened to 90% consistency, which occurred 
after 26 search results.

Data extraction
Data extraction templates were designed and piloted inde-
pendently by two authors (AB and HG) on 10 randomly 
selected studies. Data extraction forms were amended for 
suitability and consistency. We continued extracting inde-
pendently until data extraction consistency between the 
two authors reached 90% (ie, agreement for extracted 
data was achieved 9/10 times). All subsequent studies 
were extracted by AB. Extracted data included study 
details such as, author and date of publication, study 
title, study location, population and type of clinical guide-
line. Extracted study outcomes were focused on our four 
research questions.

Data analysis
Q1: Who are the patients and publics involved in developing the 
CPG?
We modified the framework suggested by Degeling et 
al27 and classified which publics were involved in the 
CPG development process as: general public—citi-
zens/community who are unfamiliar or only broadly 
familiar with the health condition; affected public from 
a screening population (ie, those eligible to be screened 
from a screening CPG) but without any experience of the 
health condition; an affected public from a treatment 
population/patients (ie, those with experience of being 
treated for the health condition); and advocates—who 
are representatives of groups interest or engaged in the 
health condition and/or political organisations.

Q2: From where, and how, are the patients and publics recruited?
Data were extracted on three dimensions (sampling 
frame, source and approach). Sampling frame refers to 
how patients and publics were recruited (ie, convenience, 
purposive, random). Where the patients and publics were 
recruited from was extracted as the recruitment source 
(ie, patient groups, patient records from healthcare 
providers, individual patients, contacts of researcher or 
guideline developer). Finally, we also extracted how these 
patients and publics were approached to be involved in 

the development of the CPG development (ie, in person, 
email, telephone, letter, website, newsletter, clinic notices, 
social media).

Q3: At what stage in the CPG development process are the patients 
and publics involved?
The classification terminology described in the National 
Institute for Health and Care Excellence (NICE) 
manual28 was common to many included studies. There-
fore, we extracted data for this question using these 
categories (ie, topic selection, scoping, identifying the 
questions, identifying/reviewing the evidence, reviewing 
the draft CPG, revising the draft CPG and assisting with 
the patient version). We expanded the classification to 
include ‘throughout the process’ to capture how some 
studies reported the data.

Q4: How do the patients and publics contribute their views?
Data were extracted across three different styles of contri-
bution (1) in-person—individual interviews or group 
settings; (2) online—surveys or Delphi process and (3) 
multimodal—combination of in-person and online 
contributions.

An emerging theme which was not anticipated in the 
study protocol was the inconsistent reporting of PPI in 
CPG development and we considered it important to 
identify whether reporting checklists were used in our 
included studies. To identify whether a study used a 
reporting checklist (eg, AGREE, AGREE II), we exam-
ined each study’s list of references.

RESULTS
Search results
The database searches identified 2015 studies. A further 
797 studies were identified in the published National 
standards from Australia, UK, Canada and USA. A 
forward citation search identified 15 studies. Of the 2367 
unique items, 2258 were excluded based on title and 
abstract screening. Among the 109 full-text articles that 
were screened, 62 were excluded because they were not 
primary studies (11/62), did not relate to developing a 
CPG (30/62), did not include PPI (7/62), were abstracts 
only (11/62) or were a duplicate publication (3/62). 
Forty-seven studies were included in references 29–75 
(see figure 1).

Included study characteristics
A full list of included studies and extracted data is 
reported in online supplemental table 1 Studies were 
published between 2000 and 2020 and were conducted 
in Canada (10/47), The Netherlands (8/47), Australia 
(6/47), the USA (6/47), Germany (4/47), UK (3/47), 
Italy (3/47), Spain (2/47) and 1 study each in Belgium, 
Colombia, Ghana, Madagascar and Turkey. In 36/47 
studies the reported aim was to investigate PPI in the 
development of a CPG. In the other 11/47 studies 
the reported aim was to develop a CPG and PPI in the 

https://dx.doi.org/10.1136/bmjopen-2021-055428
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process was incidentally noted. Clinical topics varied and 
included arthritis and joint disease (8/47), mental health 
(8/47), pain management (7/47), cancer (5/47), infer-
tility (5/47), kidney disease (4/47), multiple sclerosis 
(2/47), vision impairment (2/47) and 1 each for fibromy-
algia, leg ulcers, resumption of work, sickle cell disease, 
systemic lupus erythematosus and ulcerative colitis. Forty 
studies described the development of a treatment guide-
line, three studies described development of a screening 
guideline and development of a diagnostic guideline was 
described in one study. Development of a screening and 
treatment/management guideline was described in three 
studies.

Q1: Who are the patients and publics involved in developing 
the CPG?
All included studies reported this outcome(online supple-
mental table 1) Most of the studies (43/47) included 
PPI members who had been diagnosed with the CPG 
condition and were therefore defined as members of a 
treated population, that is, patients. Included in those 
43/47 studies were the three screening CPGs. Fearns et 
al31 included members of the treated population in devel-
oping a patient version of an existing glaucoma screening 
CPG, while the other two29 30 involved the treated popula-
tion in the use of amyloid positron emission tomography 
imaging in patients with or at risk of dementia.

Three studies (3/47) provided details of the severity 
of symptoms experienced by the patients and publics 
at the time of involvement in developing the CPG. All 
three studies noted that the specificity of the patient and 
publics profile may have limited the applicability of the 
CPG. Rankin et al54 involved women who had a breast 
cancer diagnosis within 2 years and were physically and 

mentally able to complete the survey. Serrano-Aguilar et 
al56 involved people with a diagnosis of inherited retinal 
diseases but with enough sight to read and respond to the 
survey. Posada-Borrero et al53 involved major lower limb 
amputees in Colombia that were able to attend all meet-
ings in person.

Advocates were recruited as PPI members in 22/47 
studies. Three of these (3/22), included only advocates, 
another 17/22 studies included both advocates and 
patients, 1/22 studies included advocates and general 
public and 1/22 studies included advocates, patients and 
general public as PPI members. Wilson et al64 and Wolfe 
et al74 involved the parents of young children with acute 
respiratory infections and receiving life-altering informa-
tion respectively but the children were not involved.

Nine studies (9/47) specified that to be involved, 
patients and public were older than 18 years of age. The 
least frequently involved PPI members (2/47) were those 
from general public and always, as mentioned, in combi-
nation with another group.

Q2: From where, and how, are the patients and publics 
recruited?
Where PPI members are recruited from was reported in 
35/47 studies(online supplemental table 1) with three of 
those studies recruiting from more than one source that 
is, recruitment group. Two studies reported recruiting 
from patient groups and researcher/developer contacts 
while one study reported recruiting from patient groups 
and patient records from healthcare providers. Of the 32 
studies reporting only one recruitment group, patient 
groups were the most common (n=20) source of PPI 
members, followed by patient records from healthcare 
providers (n=7) and, direct contact with patients (n=5). 
Advocates were mostly identified through patient groups 
(77%), patients most often through patient groups 
(58%) and patient records (21%) and the general public 
through patient groups (100%).

Eighteen studies reported how PPI members are 
recruited. Multiple recruitment approaches (such as a 
combination of newsletters, website posts, emails, clinic 
notices, telephone contact, in-person and letters) were 
reported in nine studies. A singular approach to recruit-
ment of patients and public was reported in nine studies, 
newsletter (n=1), in-person (n=2), letter (n=2) and email 
(n=5).

The sampling method used to identify PPI members 
was reported in 14 studies. Purposive sampling was 
the most frequently reported sampling frame (n=10), 
followed by convenience sampling (n=3). Random 
sampling was only reported in one study. Reasons for 
purposively sampling PPI members included to ensure 
stakeholder representation (n=1), capture expertise 
(n=1) and a particular phase of a health condition 
trajectory (n=2), for demographic purposes only (n=3) 
and demographics in combination with clinical charac-
teristics (n=3).

Figure 1  PRISMA flow diagram. CPG, clinical practice 
guideline; PRISMA, Preferred Reporting Items for Systematic 
Reviews and Meta-Analyses.
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Q3: At what stage in the CPG development process are the 
patients and publics involved?
Forty-two studies reported this outcome (online supple-
mental table 1) . No involvement was reported at either 
topic selection or scoping the literature stages of the CPG. 
PPI was reported in the other five stages: identifying the 
questions (n=26), identify/review evidence (n=4), review 
draft of the CPG (n=18), revise the draft (n=2) and assist 
with the patient version of the CPG (n=9). Three studies 
reported patients and publics involved throughout 
the process of developing the CPG. Hatemi et al68 and 
Serrano-Aguilar et al55 reported an advocate as present 
throughout the CPG development process. Solari et al73 
reported a patient participating in all aspects of the CPG 
development.

Q4: How do the patients and publics contribute their views?
The majority of included studies (42/47) described the 
format in which the patients and publics contributed 
their views (online supplemental table 1) . An in-person 
format, either by individual semistructured interview 
(n=8) or in a group setting (n=18) was most reported. 
All group settings were facilitated by professionals or 
researchers except those reported by Tong et al59 which 
were peer-facilitated. Contributing in an online format was 
reported in seven studies either by a Delphi process (n=3) 
or survey (n=4). A multimodal approach to capturing the 
patient and public view (such as via surveys and in-person 
groups) was reported in a further seven studies.

Two studies reported alternative formats for patients 
and publics within the same study. Westby et al63 reported 
the option of a semistructured interview for those patients 
and publics unable to attend the facilitated focus group. 
In developing a CPG for spinal metastases,67 a patient 
advocate was included in the working group, but patients 
contributed separately by responding to a survey and, if 
invited, via a semistructured interview.

Reporting guideline use by the included studies
Very few studies reported using either a reporting check-
list or a developmental tool such as the AGREE14 or 
AGREE II Instrument15 in their methods (online supple-
mental table 1) . Of the 43 studies published post-2003 
(the year that the AGREE Instrument was first published) 
the AGREE or AGREE II Instrument was referenced but 
not reported in the methods by five studies and reported 
as used by only three studies. Two studies, van der Ham 
et al61 and Pittens et al52 developed their own monitoring 
framework for PPI in CPG.

DISCUSSION
What did we find
To determine who, how and when patients and publics 
are involved in published CPG development studies, 
we searched research literature and guideline devel-
oper standards and identified 47 research studies that 
addressed one or more of our 4 questions: question 1 

(n=47), question 2 (n=34), question 3 (n=42) and ques-
tion 4 (n=42). Most studies included in this review (n=36) 
stated they were specifically designed to investigate PPI in 
CPG development. It is encouraging to note the research 
investigating PPI but whether this translates to routine 
involvement in CPG development remains to be seen. 
Unfortunately, we searched CPG development guideline 
documents from Australia, Canada, the USA and the UK 
in the expectation that we would identify studies that 
address who to involve, how to recruit them, and when 
and how to involve them, but we found none. This concurs 
with Selva et al1 who reviewed guidance documents from 
56 institutions worldwide to find little detail on how to 
incorporate patients’ views in guideline development and 
Armstrong and Bloom76 who reported that 5 years after 
the 2011 release of the IOM standards for development of 
healthcare guidelines, only 8% of guideline developers in 
the USA, required PPI in guideline development groups.

We identified that patients were the most recruited 
group (91.4%) involved in developing CPGs, which is 
consistent with Légaré et al12 who reported that patients 
were recruited in 45 of their 71 (63.3%) included 
studies. However, because of inconsistencies in termi-
nology between our study and Légaré et al12 we cannot 
directly compare the recruitment rates of other partic-
ipant categories. For example, Légaré et al12 classified 
family and caregivers as ‘patient representatives’ whereas 
our taxonomy included family and caregivers in the 
treatment population, that is, affected public with treat-
ment experience. Only 2 of the 47 included studies 
addressing this question (question 1) involved the 
general public—a screening guideline and a treatment 
guideline. However, both studies also recruited either 
patients and/or advocates. Six of our included studies 
involved screening CPGs. Screening guidelines might 
benefit from the inclusion of an ‘affected public’27 (ie, 
those people who have the potential to be ‘consumers’ 
or ‘patients’ because they are within the demographics 
of the screening recommendations but have not been 
diagnosed with the health condition) rather than advo-
cates or patients. It is this group of people who are the 
most impacted by a screening CPG.

How the patients and publics were recruited for the 
guideline groups also varied. The sampling frame for 
recruiting patients and publics (eg, purposive, conve-
nience or random) was not reported in more than half the 
included studies and the method for recruiting was not 
described with enough detail to allow the sampling frame 
to be inferred. This was surprising given that diversity is 
important regarding recruiting individuals with different 
disease perspectives, ethnicities and roles.30 77 Khodyakov 
et al78 recommended recruiting demographically and 
geographically diverse patients and publics and those in 
different stages of disease progression. Using social media 
for recruitment into clinical studies is thought to facili-
tate contact with a broader pool of potential patients and 
publics79 but we only identified one study that reported 
using social media as a recruitment approach.

https://dx.doi.org/10.1136/bmjopen-2021-055428
https://dx.doi.org/10.1136/bmjopen-2021-055428
https://dx.doi.org/10.1136/bmjopen-2021-055428
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To categorise our results as to when in the guideline 
development process patients and publics were involved, 
we used the development stages reported in the NICE 
guidelines.28 Six of our included studies that were iden-
tified as focusing on PPI in developing CPGs did not 
report where in the guideline development process, they 
involved publics and patients. Most studies only included 
PPI in one stage of the CPG process with the most reported 
stages being identifying the question and reviewing the 
draft guideline. Only three studies55 68 73 involved patients 
and advocates throughout the CPG process. We consider 
this a wasted opportunity for PPI.

Most of the included studies involved patients and 
publics using a single method (eg, group or individual 
contributions, surveys or Delphis). A few studies enabled 
more inclusion by conducting multimodal methods of 
contributions. There was limited use of online methods 
of capturing the contributions of the patients and publics 
involved in developing the CPGs. This was surprising 
given the recency of the studies identified. Online surveys 
and the Delphi process offer opportunities to include 
patients and publics physically unable to attend face-to-
face sessions potentially reducing participant attrition59 
and increasing participant diversity.29 80

Where does this fit
This study contributes to the investigation of the involve-
ment of patients and publics in the development of CPGs 
but from the unique perspective of four specific ques-
tions. The questions were designed to gather details of 
the processes employed and identify any consistencies 
in methodology to infer best practice. Consistent with 
our results, previous reviews of primary research12 13 and 
guidance documents for developing CPGs1 reported little 
detail on how to identify, incorporate and report patient 
preferences in clinical guidelines and limited evidence of 
PPI in CPG development stages.

We identified inconsistencies in terminology that 
confuse discussion of which patients and publics are 
being involved. For example, Armstrong et al30 use the 
term ‘patient representatives’ to describe patient, care-
giver and advocates and Aziato and Adejumo35 use the 
term ‘patients’ to describe patients and patients’ rela-
tives. Using the same term to describe different partici-
pant groups hampers attempts to elucidate best practice 
methods from the research literature.

Strengths and limitations
We adhered to a robust scoping review methodology21 
that deliberately included a very broad, comprehensive 
search strategy resulting in a sizeable scoping review that 
included 47 studies. The included studies reported on 
PPI in screening, treatment, and diagnostic CPG develop-
ment, were from Europe, South America, North America, 
Africa, the UK and Australia, with CPG from a breadth of 
health conditions (eg, treatment for physical and mental 
health conditions, screening for dementia). We used 
NICE stages of CPG development criteria28 to structure 

our data extraction for when PPI occurred in the CPG 
process.

Limitations to this study must also be acknowledged. 
We did not include evaluation of PPI models as a research 
question in this review because (1) our aim was to iden-
tify specific characteristics of PPI in CPG development 
and (2) we were aware of a registered systematic review 
protocol specifically focused on this research question.26

Although our search strategy was broad, inconsistent 
PPI terminology may have limited our ability to iden-
tify all relevant studies. We deviated from our published 
protocol23 in our search strategy. Forward and backward 
citation searches were proposed but due to the large 
number of identified studies, we chose to conduct forward 
citation searches of included studies only. The forward 
citation searching expanded the data available for our 
four research questions by locating follow-up studies and 
identifying new findings and developments.

Implications
Our scoping review has revealed knowledge gaps to 
inform future research in a number of ways: replication, 
terminology and inclusion.

First, no standard approach to PPI in CPG develop-
ment could be inferred from the research literature 
because the level of detail regarding recruitment groups 
and approaches or when and how to gather the views of 
patients and publics was insufficient. In most cases the 
detail provided would not allow for the study to be repli-
cated even in studies with PPI in development of CPGs as 
the focus. There are valid and reliable tools available that 
can be applied to CPGs to assess developmental rigour 
and standardise reporting, for example, the AGREE 
Instrument,14 AGREE Reporting Checklist16 and the 
RIGHT Instrument.17 We recommend investigating the 
limited use of any of those tools in our included studies. 
A recently validated tool, PANELVIEW, was developed 
for guideline developers to involve clinicians, patients 
and other participants in evaluating their guideline 
processes.81 Assessing guideline panel members’ percep-
tion of the appropriateness of, and satisfaction with, 
the process, methods and outcome of the development 
of a health guideline will inform quality improvement 
of existing or new guideline programmes. Importantly 
though, none of the above-mentioned tools address stan-
dardised reporting of PPI in CPG development. Incon-
sistent and inadequate reporting hinders the synthesis of 
PPI not only in CPG development but in all areas of PPI 
and restricts elucidation of best-practice models.

Second, the lack of consistent terminology to classify 
who constitute patients and publics confuses perceptions 
of which patients and publics have been and should be 
involved in developing CPGs. Reviewing the evidence 
and establishing a model of best practice are hampered 
by this inconsistency. Consensus regarding standard clas-
sification terminology is required. We recommend devel-
opment of standard classification terminology to facilitate 
clear translation of research or perhaps the adoption (with 
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modifications as required) of the terminology developed 
for the health technology assessment space. Inconsistent 
terminology is indeed hindering development of best 
practice in PPI. However, consistent terminology without 
consistent and thorough reporting of PPI, in this case, in 
CPG development won't facilitate reviewing the evidence 
and developing best practice for PPI.

Finally, the under-representation of research describing 
PPI in the development of screening, as opposed to 
treatment, CPGs warrants further attention. There may 
be differences in recommended recruitment groups, 
recruitment approaches and when and how to involve 
patients and the publics. The target population of any 
CPG are the patients and publics most impacted. As early 
as 1990 the IOM3 made a strong recommendation ‘that 
the process of developing guidelines include representa-
tives of key affected groups and disciplines.’ People who 
have the potential to be ‘consumers’ or ‘patients’ because 
they are within the demographics of the screening recom-
mendations but have not been diagnosed with the health 
condition will be more impacted by a screening CPG than 
patients and/or advocates. Nevertheless, the growing 
number of studies in this area suggests that the issue of 
PPI in CPG is gaining traction with both researchers and 
policymakers, which may result in a closer alignment of 
CPGs and patient preferences and needs.

PATIENT AND PUBLIC INVOLVEMENT
Neither patients nor the public have been involved in 
the design or the conduct of the current review. As the 
study is a scoping review, there are no participants. We 
anticipate that the findings of this study will advance the 
synthesis of information for PPI in CPG development.
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