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Abstract 

Advances in musculoskeletal (MSK) research have been successfully curated into widely endorsed evidence-based 
recommendations and guidelines. However, there continues to exist significant variations in care and quality of care, 
and the global health and socio-economic burdens associated with MSK conditions continues to increase. Limited 
accessibility, and applicability of guideline recommendations have been suggested as contributory factors to less 
than adequate guideline implementation. Since patient and public involvement (PPI) is being credited with increas-
ing relevance, dissemination and uptake of MSK research, the success of guidelines implementation strategies 
may also be maximised through increasing opportunities for PPI input. We therefore conducted a scoping review 
of literature to explore PPI in implementation of evidence-based guidance for MSK conditions. A comprehensive 
search was used to identify relevant literature in three databases (Medline, Embase, Cinahl) and two large repositories 
(WHO, G-IN), supplemented by grey literature search. Eligibility was determined with criteria established a priori and 
narrative synthesis was used to summarise PPI activities, contexts, and impact on implementation of MSK related 
evidence-based guidance across ten eligible studies (one from a low-and middle-income country LMIC). A prevalence 
of low-level PPI (mainly consultative activities) was found in the current literature and may partly account for current 
experiences of significant variations and quality of care for MSK patients. The success of PPI in MSK research may be 
lessened by the oversight of PPI in implementation. This has implications for both high- and low-resource healthcare 
systems, especially in LMICs where evidence is limited. Patient and public partnership for mobilising knowledge, max-
imising guideline uptake, and bridging the research-practice gap particularly in low resource settings remain impor-
tant and should extend beyond PPI in research and guideline dissemination activities only. This review is a clarion call 
to stakeholders, and all involved, to transform PPI in MSK research into real world benefits through implementation 
approaches underpinned by patient and public partnerships. We anticipate that this will enhance and drive quality 
improvements in MSK care with patients and for patients across health and care settings.
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Introduction
Over the past two decades, musculoskeletal (MSK) 
conditions including back pain and arthritis have 
remained the leading cause of disability worldwide 
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[1–3]. Coupled with an ageing population and mul-
timorbidity clusters, the burden of musculoskeletal 
pain is increasing in high- and also in Low- and Mid-
dle-income countries (LMICs) [1–6]. Despite recent 
advances in rheumatology and MSK research, manage-
ment of most patients with MSK conditions is yet to 
be at par with current best evidence especially in low 
resource settings [5, 6]. The substantial health [1–4, 6] 
and socioeconomic costs [1, 3, 4] attributable to MSK 
conditions contribute to the growing need to improve 
care quality and minimise significant variations in care 
using current best evidence [1, 5].

Evidence-based recommendations provide clinical 
guidance and advice and have the potential to improve 
health and social care for people with MSK conditions. 
Such guidance, usually produced by internationally rec-
ognised organisations (e.g., National Institute for Health 
and Care Excellence (NICE), Osteoarthritis Research 
Society International (OARSI), the European League 
Against Rheumatism (EULAR), and American College of 
Rheumatology (ACR), is often underpinned by collabora-
tive efforts of researchers, healthcare professionals, and 
patients and public involvement (PPI). However, there is 
evidence to suggest low uptake, application [7], and poor 
adherence [8] to these guidelines, and that recommenda-
tions do not always influence patient care and practice in 
real world settings [8].

Numerous strategies [7, 8] including clinician educa-
tional meetings, barrier analysis studies, dissemination 
of printed guidelines and patient brochures have been 
proposed and are being used to introduce guideline rec-
ommendations in clinical practice. In spite of improved 
methodological process, wide endorsements, and dis-
semination of guidelines; MSK practice is still being 
fraught by limited accessibility, and applicability of guide-
line recommendations. This may be due to failings in the 
way they have been conceptualised for use, implemented 
and/or translated into real world practice.

Historically, and in response to several shortcom-
ings, citizen science and models for public participation 
has led to maximizing public assets, competencies, and 
knowledge for improving health research and delivery in 
developed health systems [9]. Specifically, PPI in research 
have led to several advances in the field of MSK research 
e.g., the establishment of the Cochrane musculoskeletal 
consumer group, patient involvement with outcomes 
research and establishment of patient research partner 
groups [10]. However, inconsistencies in processes versus 
impact evaluation, failure to distinguish between PPI in 
research versus PPI in evidence-based knowledge mobi-
lisation, and PPI in healthcare delivery, may have led to 
an oversight of the need for PPI in implementation and 
healthcare delivery.

For patients and careers who bear the health implica-
tions and socio-economic burden of living with MSK 
pain conditions, overcoming everyday challenges associ-
ated with MSK pain is an evolving task. Though evidence 
is always evolving, and guideline recommendations tend 
to be relatively stable over a period of time, yet, in reality, 
two days are guaranteed to be the same for MSK patients. 
Interpreting and applying guideline recommendations 
by people with lived experience is therefore an impor-
tant consideration for implementation. Consequently, 
if the research-to-practice gap in MSK is to be closed, 
and evidence-based recommendations from guidelines 
successfully implemented to improve quality of care for 
MSK patients, a holistic approach to PPI is warranted. 
Such approach needs to be centred on true partnership 
throughout the continuum of evidence-based guideline 
production and implementation into practice, policy and 
service planning (i.e., patients as citizens and partners) 
[11, 12].

The aim of this article therefore is to explore and sum-
marise PPI in evidence-based guidance implementation 
for MSK conditions. Beyond development and publica-
tion of evidence-based guidelines, we sought to map and 
examine PPI activities in guideline implementation, sup-
porting adoption into practice and health care planning 
for people with MSK conditions.

Specific questions that guided our review were, across 
MSK conditions:

1.	 How have patients and public been involved with 
evidence-based guidance implementation activities 
beyond initial development, and dissemination of 
guidelines?

2.	 What strategies and contextual factors have enabled 
PPI in evidence-based guidance contextualisation 
and implementation?

3.	 What are the outcomes of PPI in guideline contextu-
alisation and implementation on quality of care for 
MSK services and patients?

4.	 What are the current gaps in this field and what evi-
dence is there in the literature regarding PPI contri-
butions to MSK guideline implementation in LMICs?

Methods
The review was guided by published methods for con-
ducting scoping reviews [13] and the Scale for the Assess-
ment of Narrative Review Articles [14].

Search strategy and information sources
A search strategy using a combination of MeSH and 
free text terms from three categories i.e., musculo-
skeletal AND patient involvement AND guidelines/ 
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implementation was developed to identify relevant pub-
lications in databases: MEDLINE, Embase and CINAHL-
Plus from their inception until July 28th, 2021 (see 
“Appendix 1”). No restrictions were applied for lan-
guage or date of publication. In addition, searches (with 
keywords e.g., patient/public involvement, guideline 
implementation/adoption) of NICE, WHO and Guide-
lines International Network (G-IN) repositories were 
conducted to identify other relevant reports that may 
not have been profiled in bibliographic databases. Ref-
erences of relevant literature were hand-searched, and 
citation tracking of index reports and articles through 
google scholar were conducted to supplement database 
searches.

Study selection
Eligible for consideration for this review were articles of 
any design reporting on PPI for the purpose of guideline 
contextualisation and/or implementation for any MSK 
condition in any health settings globally. We defined 
PPI in guidelines implementation as any activity involv-
ing patients, public contributors, and public partner-
ships to improve adoption, sustainment, and scale-up 
of evidence-based recommendations [15]. Such activi-
ties should not be limited to dissemination and language 
translations of guidelines only but may also include adap-
tation of guidelines to local or organisational contexts, 
training and use of evidence-based recommendations 
in clinical consultations, planning or commissioning of 
care [16]. However, brief commentaries of PPI in studies 

without specific application to evidence-based guideline 
implementation activities were excluded.

Study selection was managed using a systematic review 
software (COVIDENCE https://​www.​covid​ence.​org/). 
Eligibility criteria were discussed and agreed prior to 
screening. Titles and abstracts were subsequently single 
screened using an inclusive approach—where there were 
uncertainties regarding eligibility, they were included 
for full text screening. On the other hand, full texts were 
double screened for eligibility independently by review-
ers (OB & SD). Disagreements regarding eligibility were 
resolved by discussion. Eligibility criteria for included 
studies is presented in Box 1 below.

Extraction of data
A data collection proforma designed and tested a priori 
(by reviewers with a sample article) was used to extract 
data including each study’s location (country) of PPI 
activity, aims, study design, methods, target settings for 
implementation of evidence-based recommendations, 
specific MSK conditions being addressed and records 
of PPI contributors and recruitment. Included articles 
were explored for critical information regarding the con-
text for PPI, levels of PPI (based on adaptations of Bate 
and Robert’s [17] continuum of patient involvement) 
[17], outcomes/impact of such involvement and pos-
sible mechanisms for success of PPI in guidelines con-
textualisation and implementation. As the focus of this 
review was to provide an overview on the current state 
of evidence regarding PPI in guidelines implementation, 
articles fully satisfying our pre-defined eligibility criteria 

Box 1  Eligibility criteria

The criteria are used to screen for eligible studies sequentially, in the following order:

MSK Conditions y/n; PPI participants y/n; Purpose of involvement y/n; Outcomes y/n;

A NO at any stage in the process leads to exclusion of the article

No restrictions on study design /settings or language

Inclusion criteria Exclusion criteria

Conditions Population: Guideline related to adults, 18 years and older 
with any MSK conditions

Studies among paediatric populations
Studies for other conditions or for which over 50% of patients 
were non-MSK

PPI participants Studies reporting PPI recruitment, and involvement activi-
ties

Studies mentioning PPI but without any details of actual 
recruitment or PPI activities

Purpose (PPI) involvement Guideline contextualisation to local/practice settings
PPI in guideline implementation
Consideration for health service planning/care organisation 
policy developments/
Monitoring and evaluation of guideline impact

Predominantly research
Predominantly guideline development process (e.g., mention 
of PPI as part of “stakeholder consensus” at development 
stage)
Articles evaluating the quality of guidelines with AGREE or 
any other instrument were not eligible

Outcomes of interest Patient health related outcomes (e.g., Quality of life, shared 
decision making, acceptability)
Sustained adoption and use of guidelines in practice
Impact evaluation after guideline uptake (including impact 
on service delivery)

https://www.covidence.org/
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were only subjected to data extraction and not qual-
ity appraised [13]. Data were extracted by one reviewer 
using the customised data collection proforma and inde-
pendently checked for consistency and completeness by 
a second reviewer. Where required, clarifications were 
sought and disagreements between reviewers (OB, SD) 
were resolved by discussion.

Evidence synthesis
The narrative synthesis framework [18] and the contin-
uum of patient involvement proposed by Bate and Rob-
ert [17] was used to guide synthesis. Firstly, the synthesis 
process involved tabulation, groupings, and classification 
of PPI involvement for implementation across included 
studies. Tabulated data were then interrogated indepen-
dently by two authors (OB, SD) for patterns within the 
evidence base, exploring relationships (similarities and 
differences) and describing PPI implementation activi-
ties and outcomes between studies. Data were analysed 
to broadly address the first three questions, mainly to (i) 
identify and profile PPI activities in relation to the design, 
delivery, and evaluation of evidence-based guidance 
implementation; (ii) highlight strategies and contextual 
factors, particularly levels of PPI enabling evidence-based 
guidance implementation; and (iii) outcomes of PPI in 
guideline contextualisation and implementation on MSK 
services and patients. Outcomes of PPI were consid-
ered as either patient health related (e.g., quality of life, 
shared decision making, self-efficacy) or service-related 
(e.g., guideline uptake/adherence, informing policy or 
care commissioning). Groupings of PPI activities, con-
texts, and outcomes of PPI were validated in discussions 
among the review author team (OB, SD, OA, KD) and 
also with PPI co-authors (JB, LP). The robustness of the 
synthesis in line with tabulated evidence were reflected 
upon and discussed. Preliminary synthesis and review 
findings were further discussed and gaps in current evi-
dence identified across the first three review questions 
were highlighted in review team meetings. Implications 
for further research and practice were then co-devel-
oped on the basis of highlighted gaps in evidence. One 
reviewer (OB) conducted an initial conceptual mapping 
of the data and created a visual representation of PPI in 
evidence-based guideline implementation process. These 
were further discussed among the author team, subse-
quent refinement led to the development of a conceptual 
framework for PPI in guideline implementation.

Patient and public involvement and author team
Two members of Keele’s Lay Involvement in knowledge 
mobilisation (LINK) group contributed to and provided 
patient perspective to this review (JB, LP). The LINK 
group is made up of patient and public contributors who 

bring personal and volunteering networks and experi-
ences from national charities, local community groups, 
patient support groups, and NHS organisations, to help 
support implementation activity, facilitate transfer of 
knowledge and innovations derived from research pro-
jects into real life practice. As PPI co-authors, JB and LP 
participated in meetings where PPI activities, processes, 
and guidelines implementation outcomes from included 
studies were discussed. JB and LP provided insights into 
what these findings might mean in real life, drafted PPI 
perspectives, and commented on draft manuscripts. LP 
also co-drafted the plain English summary of the review 
with OB (Additional file 1). Review authors have profes-
sional backgrounds in social science, evidence synthesis, 
applied health research, knowledge mobilisation, imple-
mentation science, physiotherapy, and general practice. 
All authors contributed to critical interpretation of study 
findings.

Findings
Characteristics of included studies
A total of 1586 titles and abstracts were screened as 
they potentially reported on PPI in the implementation 
(design, delivery, or evaluation) of evidence-based guid-
ance for MSK conditions. Of these, 58 full texts were 
assessed for eligibility. Studies were excluded mostly 
because they did not report specific patient contribution 
apart from single statements that mentioned patients 
as part of stakeholder meeting(s); were reports of initial 
guideline development process (not implementation), 
related to non-specific guidelines or non-specific mus-
culoskeletal condition (i.e., general patient involvement) 
or were related to guideline methodology evaluation. A 
summary of the review process outlining study selection 
is presented in Fig. 1.

Our final sample of studies included ten articles 
[19–30] published between 2009 and 2020 [27, 30] and 
involving patients and public, researchers and healthcare 
professionals in evidence-based guidance implementa-
tion processes. Three studies [19, 23–25, 30] (all related) 
specified the profile of public contributors involving: 
commissioners of care, healthcare managers, and public 
administrators in their implementation activities. Activi-
ties relating to PPI in the implementation evidence-based 
guidance for MSK conditions originated in Europe, most 
deriving from the UK and involving other European 
counties (Netherlands, Norway, Denmark, Portugal, Bel-
gium, Cyprus, Czech Republic, Ireland, and Romania—
n = 8, some studies were multi-sites) [19–26, 28, 30], 
with 1 from Asia (Turkey) [29], and 1 from Africa (South 
Africa) [27]. All were qualitative in design, but two were 
mixed methods studies (including consensus meth-
ods, interviews and focus groups from a nested cluster 
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randomised controlled trials) [25, 30]. MSK conditions 
for which studies reported PPI in evidence-based guid-
ance implementation were osteoarthritis (OA) [19, 20, 
23–25, 30], rheumatoid arthritis [21, 22, 29], ankylosing 
spondylitis [26], chronic musculoskeletal pain [27] and 
psoriatic arthritis [28]. All included studies involved PPI 
contributors who had lived experiences of the MSK con-
ditions (Table 1).

Review objective 1: PPI activities in evidence‑based 
guidance implementation
PPI activities were nested within both design and deliv-
ery [19, 28], or delivery only [20–22, 26, 27, 29] phases 
of guidance implementation. Two studies (both related) 
[23–25, 30] embedded PPI activity inclusive of design, 
delivery, and evaluation phases of guideline implementa-
tion. PPI activities involved patient contributors in user 
panels or advisory meetings for: (i) steering associated 
evidence-based guidance implementation projects, (ii) 
planning evaluation of guidelines implementation, (iii) 
language translation, (iv) development of patient ver-
sion of recommendations, and (v) cultural adaptations 
and contextualisation of original version of guidance and 
recommendations.

As successful implementation of evidence-based guid-
ance into practice often requires dissemination as a key 
step, unsurprisingly, many of the PPI activities reported 

were related to guideline dissemination and develop-
ment of guideline dissemination products. Intended 
target audience for MSK guidelines dissemination prod-
ucts for which PPI related involvement were reported 
were mostly patients themselves [21, 22, 26, 28, 29]. For 
many of the PPI language translation activities, high-
level agreement on content, acceptability, and acces-
sibility of MSK guideline dissemination products were 
often reported between PPI contributors and healthcare 
professionals (HCPs) who took part [22, 26, 28, 29]. Two 
projects [20, 23–25] adopted a more creative stance, tar-
geting resources for dual use by patients and healthcare 
providers in primary care and community settings.

Review objective 2: Levels of patient and public 
involvement
More than half of the articles (n = 6: Involvement process 
n = 2, Consultation, n = 4) included consultative activi-
ties typical of low-level involvement (i.e., where depth 
of involvement was not spelt out in detail, was difficult 
to unpick or simply required patients input at late stages 
of implementation activities (e.g., one day meeting/con-
ferences to suggest wordings or vote agreement to pre-
viously developed implementation products. Other four 
articles (3 of these concerned related projects) demon-
strated higher-level involvement with PPI (i.e., Shared 
partnership and leadership n = 4). These often engage 

Fig. 1  Flow chart of the review process
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patient and public contributors in co-design (includ-
ing planning, deliberation, reflective processes) where 
PPI worked together with researchers/HCPs to create 
solutions for mobilising knowledge and were actively 
involved in steering the planning, delivery, and evalua-
tion of implementation activities (Table 2).

PPI efforts were mostly (n = 9 studies) targeted at 
primary health care settings. No study formally evalu-
ated or reported patient and public experiences of the 
process of being involved in evidence-based guidance 
implementation.

Contextual factors for PPI in evidence‑based guidance 
implementation
Context for PPI activities as part of evidence-based guid-
ance implementation across the studies included (i) sup-
port of well-established/funded organisations, (ii) patient 
leadership and involvement in implementation planning 
/design phase, and (iii) country, culture, and training. 
Except for the one study from Africa, included studies 
worked on implementation of recommendations that 
were developed or supported by well-established organi-
sations (e.g., EULAR- 4 studies, NICE/NIHR -3 studies, 
and the Group for research and assessment of psoriasis 
and psoriatic arthritis (GRAPPA -1 study). Links to these 
organisations aided funding, recruitment and selec-
tion of PPI contributors, access to a wide pool of patient 
research partners often with previous experience of 
PPI in research (“patient research partners”), as well as 
extended networks and avenues for further dissemina-
tion and implementation activities. Patient involvement 
activities in such studies also followed similar process of 
conduct and reporting [21, 22, 26, 29].

An important example of the influence of patient lead-
ership and involvement in implementation planning /
design phase can be seen in the study by Campbell 2018 
where patient and public contributors involved in the 
implementation activities subsequently formed a “Com-
munity of Practice” and then started to engage with other 
networks of OA patient organisations across all the Euro-
pean countries involved [20]. This demonstrated con-
tinuity of PPI in implementation where newly formed 
OA research user groups were able to work in partner-
ship with researchers throughout a five-year programme 
of implementation and research. In this review, this was 
the only reported example of guideline implementation 
evaluation planned a priori and nested within implemen-
tation delivery with active patient involvement.

Review objective 3: Outcomes of PPI in MSK 
evidence‑based guidance implementation
In terms of patient health related outcomes (i.e., Qual-
ity of life, shared decision making), only one study 

[23–25] carried out post implementation evaluation to 
report patient health related outcome following PPI in 
evidence-based guidance implementation. A process 
which had earlier resulted in the development of a set of 
quality indicators of primary care consultations for OA 
from a patient’s perspective. The study however reports 
no statistically significant differences in quality of life 
of patients (including those who participated in “model 
consultations” and those who did not) as assessed using 
SF-12 PCS: mean difference at the 6-month primary end-
point was − 0.37 (95% CI − 2.32, 1.57).

There was no direct evidence, or reports of sustained 
adoption and use of guidelines in practice across most of 
the included studies beyond short term PPI involvement 
in implementation activities. In relation to impact on 
service delivery, one study [23–25] led to PPI supported 
OA quality indictor (patient’s perspective) complement-
ing the NICE Quality Standards of Care for OA that were 
well received/used in practice and was later conceptual-
ised for use in another care setting (Norway). There were 
no further organisational or service-related outcomes 
reported across studies.

Review objective 4: Review highlights and current gaps 
in literature
Low-level PPI involvement limited to basic involvement 
and consultative activities relating guideline dissemina-
tion products mainly, highlight a significant knowledge 
and implementation gap for MSK guidelines and evi-
dence-based recommendations. This was also evident 
in LMICs (based on a single report from South Africa) 
with limitations and uncertainties around actual PPI con-
tributions [16]. Many reports lacked information about 
recruitment and demographics of PPI contributors. PPI 
activities were not included in the guideline implemen-
tation design phase, neither was there evidence of equal 
partnership and stake in the consultative activities.

Based on currently, available literature, guideline 
uptake strategies appear to be focussed on dissemination 
and initial acceptance and may have resulted in limited 
evidence of sustained use, and adherence. Little is known 
about optimal implementation strategy by which sus-
tained use can be achieved for improving care and mini-
mising variations in practice.

From this review, the level of PPI in implementa-
tion work reflects the level of training, country specific 
over-representation (specifically the UK) and cultural 
influences on practice in different care settings. Train-
ing, development, and practice of PPI in implementation 
has not spread much beyond Europe- though it is pos-
sible that these activities may be occurring at low levels 
in some form but are not yet well reported in literature. 
This is important for future reporting so that guideline 



Page 10 of 23Babatunde et al. BMC Rheumatology            (2022) 6:84 

Ta
bl

e 
2 

Co
nt

ex
ts

, p
os

si
bl

e 
m

ec
ha

ni
sm

s 
an

d 
ou

tc
om

es
 o

f P
PI

E 
in

 im
pl

em
en

ta
tio

n 
of

 e
vi

de
nc

e-
ba

se
d 

gu
id

an
ce

 fo
r M

SK
 c

on
di

tio
ns

Fi
rs

t A
ut

ho
r /

Ye
ar

 o
f 

pu
bl

ic
at

io
n

PP
IE

 a
ct

iv
iti

es
Co

nt
ex

t f
or

 P
PI

E 
in

vo
lv

em
en

t
Le

ve
ls

 o
f P

PI
E

O
ut

co
m

es
 o

f P
PI

E 
in

vo
lv

em
en

t
Pr

ob
ab

le
 m

ec
ha

ni
sm

s 
fo

r e
ffe

ct
iv

en
es

s 
of

 P
PI

E 
in

 c
on

te
xt

ua
lis

at
io

n 
an

d 
im

pl
em

en
ta

tio
n

A
dd

iti
on

al
 n

ot
es

/ O
th

er
 

re
le

va
nt

 fi
nd

in
gs

Bl
ac

kb
ur

n 
20

17
 [1

9]
D

es
ig

n/
pl

an
ni

ng
: 1

. s
te

er
in

g 
gu

id
el

in
e 

im
pl

em
en

ta
tio

n 
pr

oj
ec

t
2.

 e
va

lu
at

io
n 

of
 g

ui
de

lin
e 

im
pl

em
en

ta
tio

n

Im
pl

em
en

ta
tio

n 
in

 c
lin

ic
al

 
pr

ac
tic

e
G

ui
de

lin
e 

m
on

ito
rin

g/
qu

al
ity

 im
pr

ov
em

en
t, 

an
d 

im
pl

em
en

ta
tio

n 
fo

r s
ha

re
d 

de
ci

si
on

 m
ak

in
g,

 p
at

ie
nt

 
ed

uc
at

io
n 

an
d 

em
po

w
er

-
m

en
t

Sh
ar

ed
 p

ar
tn

er
sh

ip
 a

nd
 

le
ad

er
sh

ip
Pa

tie
nt

 H
ea

lth
 o

ut
co

m
es

: N
R

Em
po

w
er

m
en

t/
en

ab
le

m
en

t/
se

lf-
effi

ca
cy

: N
R

G
ui

de
lin

e 
up

ta
ke

/a
dh

er
en

ce
: 

N
R

he
al

th
ca

re
 o

rg
an

is
at

io
n/

pr
ac

tic
al

 is
su

es
: i

nt
er

na
tio

na
l 

co
lla

bo
ra

tio
n 

of
 P

PI
E 

w
ith

in
 

im
pl

em
en

ta
tio

n 
pr

oj
ec

ts

Co
nt

ex
tu

al
is

at
io

n
1.

 P
at

ie
nt

 C
ha

m
pi

on
 a

s 
pa

rt
 

of
 g

ui
de

lin
e 

im
pl

em
en

ta
tio

n 
pr

oj
ec

t s
te

er
in

g 
co

m
m

itt
ee

2.
 P

PI
E 

su
pp

or
t a

lo
ng

si
de

 
in

vo
lv

em
en

t e
.g

., 
in

 d
ev

el
op

-
m

en
t o

f a
 s

et
 o

f g
lo

ss
ar

y 
of

 
te

rm
s 

to
 s

up
po

rt
 th

e 
in

vo
lv

e-
m

en
t o

f p
at

ie
nt

 p
an

el
 m

em
-

be
rs

 th
ro

ug
ho

ut
 th

e 
pr

oj
ec

t
Im

pl
em

en
ta

tio
n

Em
ph

as
is

 n
ot

 o
nl

y 
on

 
la

ng
ua

ge
 tr

an
sl

at
io

n 
bu

t a
ls

o 
cu

ltu
ra

l a
da

pt
at

io
n 

of
 p

at
ie

nt
 

in
fo

rm
at

io
n 

re
so

ur
ce

s

A
bs

tr
ac

t o
nl

y-
 la

ck
in

g 
ac

tu
al

 
de

ta
ils

 a
nd

 d
es

cr
ip

tio
n 

of
 P

PI
 in

 
ev

er
y 

st
ag

e
A

n 
ex

am
pl

e 
of

 P
PI

 in
 p

la
nn

in
g 

gu
id

el
in

e 
im

pl
em

en
ta

tio
n 

st
ra

te
gy

Re
po

rt
s 

co
ns

id
er

at
io

n 
fo

r 
fa

ct
or

s 
th

at
 m

ay
 a

ffe
ct

 c
on

te
xt

 
su

ch
 a

s 
se

tt
in

gs
, v

ie
w

s 
of

 
ta

rg
et

 u
se

rs
 a

nd
 s

om
e 

sh
ar

ed
 

le
ar

ni
ng

s 
w

ith
 re

le
va

nt
 h

ea
lth

 
ca

re
 o

rg
an

is
at

io
n

Ca
m

pb
el

l 2
01

8 
[2

0]
D

el
iv

er
y 

ph
as

e:
 c

ul
tu

ra
l 

ad
ap

ta
tio

ns
 a

nd
 c

on
te

xt
ua

li-
sa

tio
n 

of
 a

 la
y 

ve
rs

io
n 

of
 O

A
 

gu
id

an
ce

 a
nd

 re
co

m
m

en
da

-
tio

ns

Im
pl

em
en

ta
tio

n 
fo

r s
ha

re
d 

de
ci

si
on

 m
ak

in
g/

pa
tie

nt
 

ed
uc

at
io

n/
em

po
w

er
m

en
t 

im
pl

em
en

ta
tio

n 
in

 c
lin

ic
al

 
pr

ac
tic

e

Sh
ar

ed
 p

ar
tn

er
sh

ip
 a

nd
 

le
ad

er
sh

ip
Pa

tie
nt

 H
ea

lth
 o

ut
co

m
es

: N
R

Em
po

w
er

m
en

t/
en

ab
le

m
en

t/
se

lf-
effi

ca
cy

: f
ea

si
bi

lit
y 

an
d 

eff
ec

tiv
en

es
s 

of
 p

at
ie

nt
 C

oP
s

G
ui

de
lin

e 
up

ta
ke

/a
dh

er
en

ce
: 

N
R

H
ea

lth
ca

re
 o

rg
an

is
at

io
n/

Pr
ac

tic
al

 is
su

es
: I

m
pl

em
en

ta
-

tio
n 

of
 O

A
 g

ui
de

lin
es

—
Th

e 
pr

od
uc

tio
n 

an
d 

di
ss

em
in

at
io

n 
of

 a
 n

ew
 re

so
ur

ce
: c

ul
tu

r-
al

ly
 a

da
pt

ed
, c

on
si

st
en

t a
nd

 
ac

cu
ra

te
 p

at
ie

nt
 in

fo
rm

at
io

n 
bo

ok
le

t t
o 

ai
d 

cl
in

ic
al

 p
ra

ct
ic

e 
an

d 
co

ns
eq

ue
nt

ly
 p

at
ie

nt
 

ou
tc

om
es

Co
nt

ex
tu

al
is

at
io

n
Pa

tie
nt

 v
oi

ce
 in

 la
ng

ua
ge

, 
im

ag
es

, c
on

te
nt

Im
pl

em
en

ta
tio

n
1.

 P
PI

E 
le

ad
er

sh
ip

 a
nd

 o
w

ne
r-

sh
ip

 th
ro

ug
h 

Co
Ps

 a
nd

 w
id

er
 

en
ga

ge
m

en
t w

ith
 lo

ca
l p

at
ie

nt
 

or
ga

ni
sa

tio
ns

. 2
. W

id
er

 e
ng

ag
e-

m
en

t w
ith

 o
th

er
 s

ta
ke

ho
ld

er
s 

co
ul

d 
ha

ve
 e

nh
an

ce
d 

up
ta

ke
 

an
d 

im
pl

em
en

ta
tio

n 
in

 p
ra

c-
tic

e.
 3

. C
ul

tu
ra

l a
da

pt
at

io
ns

 a
nd

 
co

ns
id

er
at

io
ns

 fo
r h

ow
 lo

ca
l 

he
al

th
 s

ys
te

m
s 

w
or

ks
. N

b:
 o

ut
-

pu
t w

as
 ta

rg
et

ed
 a

nd
 lo

ca
lis

ed
 

to
 th

e 
di

ffe
re

nt
 h

ea
lth

 s
ys

te
m

s 
in

 th
e 

co
un

tr
ie

s 
in

vo
lv

ed

El
em

en
ts

 o
f s

uc
ce

ss
fu

l P
PI

E:
 

co
ns

is
te

nc
y 

ch
ec

k 
w

ith
 

na
tio

na
l g

ui
de

lin
es

; s
ha

re
d 

le
ar

ni
ng

 a
cr

os
s 

co
un

tr
ie

s; 
fre

ed
om

 o
f e

ac
h 

Co
P 

to
 a

do
pt

 
a 

pr
oc

es
s 

ap
pr

op
ria

te
 to

 th
ei

r 
sp

ec
ifi

c 
co

nt
ex

t
O

ffe
rs

 o
pp

or
tu

ni
ty

 fo
r P

PI
 to

 
ch

al
le

ng
e 

an
d 

ev
al

ua
te

In
cl

ud
es

 d
riv

e 
to

 s
ca

le
 u

p 
an

d 
sh

ar
e 

le
ar

ni
ng

s 
ar

ou
nd

 g
ui

de
-

lin
e 

im
pl

em
en

ta
tio

n



Page 11 of 23Babatunde et al. BMC Rheumatology            (2022) 6:84 	

Ta
bl

e 
2 

(c
on

tin
ue

d)

Fi
rs

t A
ut

ho
r /

Ye
ar

 o
f 

pu
bl

ic
at

io
n

PP
IE

 a
ct

iv
iti

es
Co

nt
ex

t f
or

 P
PI

E 
in

vo
lv

em
en

t
Le

ve
ls

 o
f P

PI
E

O
ut

co
m

es
 o

f P
PI

E 
in

vo
lv

em
en

t
Pr

ob
ab

le
 m

ec
ha

ni
sm

s 
fo

r e
ffe

ct
iv

en
es

s 
of

 P
PI

E 
in

 c
on

te
xt

ua
lis

at
io

n 
an

d 
im

pl
em

en
ta

tio
n

A
dd

iti
on

al
 n

ot
es

/ O
th

er
 

re
le

va
nt

 fi
nd

in
gs

D
e 

Ke
ys

er
 2

01
5 

[2
1]

D
el

iv
er

y 
ph

as
e:

 d
ev

el
op

m
en

t 
of

 p
at

ie
nt

 v
er

si
on

Im
pl

em
en

ta
tio

n 
fo

r s
ha

re
d 

de
ci

si
on

 m
ak

in
g/

pa
tie

nt
 

ed
uc

at
io

n/
em

po
w

er
m

en
t

In
vo

lv
em

en
t (

pr
oc

es
s)

Pa
tie

nt
 H

ea
lth

 o
ut

co
m

es
: N

R
Em

po
w

er
m

en
t/

en
ab

le
m

en
t/

se
lf-

effi
ca

cy
: N

R
G

ui
de

lin
e 

up
ta

ke
/a

dh
er

en
ce

: 
N

R
he

al
th

ca
re

 o
rg

an
is

at
io

n/
Pr

ac
ti-

ca
l i

ss
ue

s: 
N

R

Co
nt

ex
tu

al
is

at
io

n
1.

 T
ra

in
in

g 
of

 P
PI

E 
pa

rt
ic

ip
an

ts
 

an
d 

pa
rt

ne
rs

 to
 a

sc
er

ta
in

 
un

de
rs

ta
nd

in
g 

an
d 

fa
m

ili
ar

ity
 

w
ith

 o
rig

in
al

 E
U

LA
R 

re
co

m
-

m
en

da
tio

ns
2.

 C
ol

la
bo

ra
tio

n 
w

ith
 h

ea
lth

-
ca

re
 p

ro
fe

ss
io

na
ls

 to
 g

ua
ra

nt
ee

 
qu

al
ity

 a
nd

 e
ns

ur
e 

tr
an

sl
at

io
ns

 
ar

e 
a 

co
rr

ec
t r

efl
ec

tio
n 

of
 th

e 
or

ig
in

al
 d

oc
um

en
ts

Im
pl

em
en

ta
tio

n
A

va
ila

bl
e 

re
so

ur
ce

s 
su

ch
 a

s: 
Li

nk
 w

ith
 E

U
LA

R,
 e

xp
er

t a
ca

-
de

m
ic

s 
an

d 
re

se
ar

ch
er

s?

A
bs

tr
ac

t o
nl

y-
 la

ck
in

g 
ac

tu
al

 
de

ta
ils

 a
nd

 d
es

cr
ip

tio
n 

of
 P

PI
 in

 
ev

er
y 

st
ag

e
Po

ss
ib

le
 li

nk
 to

 d
ev

el
op

m
en

t 
of

 g
ui

de
lin

e 
im

pl
em

en
ta

tio
n 

st
ra

te
gy

D
e 

W
it 

20
11

 [2
2]

D
el

iv
er

y 
ph

as
e:

 d
ev

el
op

m
en

t 
of

 p
at

ie
nt

 v
er

si
on

Im
pl

em
en

ta
tio

n 
fo

r s
ha

re
d 

de
ci

si
on

 m
ak

in
g/

pa
tie

nt
 

ed
uc

at
io

n/
em

po
w

er
m

en
t

In
vo

lv
em

en
t (

pr
oc

es
s)

Pa
tie

nt
 H

ea
lth

 o
ut

co
m

es
: N

R
Em

po
w

er
m

en
t/

en
ab

le
m

en
t/

se
lf-

effi
ca

cy
: N

R
G

ui
de

lin
e 

up
ta

ke
/a

dh
er

‑
en

ce
: A

n 
ea

sy
 to

ol
 to

 fa
ci

lit
at

e 
up

ta
ke

 o
f T

2T
 re

co
m

m
en

da
-

tio
ns

 in
 p

ra
ct

ic
e 

(a
m

on
g 

H
C

Ps
)

he
al

th
ca

re
 o

rg
an

is
at

io
n/

Pr
ac

tic
al

 is
su

es
: e

nh
an

ce
 

sh
ar

ed
 u

nd
er

st
an

di
ng

 a
nd

 
en

su
re

 s
m

oo
th

 p
ro

ce
ss

es
 

or
ga

ni
sa

tio
n 

of
 R

A
 tr

ea
tm

en
t 

an
d 

m
on

ito
rin

g 
ac

co
rd

-
in

g 
to

 re
co

m
m

en
da

tio
ns

. 
O

ut
co

m
e 

of
 c

ur
re

nt
 p

ro
ce

ss
: 

“P
ar

tic
ip

an
ts

 n
ot

ic
ed

 th
at

 th
e 

T2
T 

re
co

m
m

en
da

tio
ns

, l
ik

e 
th

e 
EU

LA
R/

A
SA

S 
re

co
m

m
en

da
-

tio
ns

, h
av

e 
a 

st
ro

ng
 fo

cu
s 

on
 

bo
dy

 fu
nc

tio
ns

 a
nd

 s
tr

uc
tu

re
s, 

w
hi

le
 p

at
ie

nt
-c

en
tr

ed
 c

ar
e 

in
 

rh
eu

m
at

ol
og

y 
al

so
 re

qu
ire

s, 
be

si
de

s 
m

ed
ic

al
 e

xp
er

tis
e 

an
d 

m
on

ito
rin

g,
 n

on
-p

ha
r-

m
ac

ol
og

ic
al

 a
nd

 p
sy

ch
os

oc
ia

l 
su

pp
or

t”

Co
nt

ex
tu

al
is

at
io

n
PP

IE
 in

vo
lv

em
en

t h
ad

 b
ee

n 
pr

ec
ed

ed
 b

y 
pr

e-
w

or
k 

am
on

g 
a 

co
re

 g
ro

up
:—

fo
ur

 m
em

be
rs

 
of

 th
e 

in
te

rn
at

io
na

l T
2T

 
St

ee
rin

g 
G

ro
up

, i
nc

lu
di

ng
 

on
e 

pa
tie

nt
 re

pr
es

en
ta

tiv
e)

, 
pr

od
uc

ed
 a

 d
ra

ft
 v

er
si

on
 o

f t
he

 
T2

T 
re

co
m

m
en

da
tio

ns
 in

 la
y 

la
ng

ua
ge

 w
hi

ch
 w

as
 d

is
cu

ss
ed

, 
am

en
de

d 
an

d 
re

w
or

de
d 

du
rin

g 
a 

1-
da

y 
co

ns
en

su
s 

m
ee

tin
g 

w
ith

 n
in

e 
RA

 p
at

ie
nt

s 
an

d 
m

od
er

at
ed

 b
y 

tw
o 

m
em

be
rs

 o
f t

he
 c

or
e 

gr
ou

p 
(a

 
pa

tie
nt

 a
nd

 re
se

ar
ch

er
). 

A
ls

o,
 

5 
of

 9
 p

ar
tic

ip
an

ts
 h

ad
 b

ee
n 

pr
ev

io
us

ly
 in

vo
lv

ed
 in

 th
e 

co
ns

en
su

s 
m

ee
tin

g 
le

ad
in

g 
to

 
th

e 
de

ve
lo

pm
en

t o
f T

2T
 re

c-
om

m
en

da
tio

ns
.—

Co
nt

in
ui

ty
 

or
 o

ve
rf

am
ili

ar
ity

 w
ith

 c
on

te
nt

 
aff

ec
t o

ut
pu

t?
Im

pl
em

en
ta

tio
n 

gl
os

sa
ry

 o
f 

te
rm

s 
in

 la
y 

la
ng

ua
ge

 w
as

 
al

so
 d

ev
el

op
ed

 to
 a

cc
om

pa
ny

 
pa

tie
nt

 v
er

si
on

 re
co

m
m

en
da

-
tio

ns

Pr
od

uc
t d

ev
el

op
ed

 b
y 

ex
pe

ri-
en

ce
d 

pa
tie

nt
 re

pr
es

en
ta

tiv
es

 
flu

en
t i

n 
En

gl
is

h.
 N

o 
re

po
rt

 o
f 

va
lid

at
io

n 
am

on
g 

la
y 

pa
tie

nt
s. 

Tr
an

sl
at

io
n 

in
to

 d
iff

er
en

t l
an

-
gu

ag
es

, t
es

tin
g,

 a
nd

 p
ro

ce
ss

es
 

fo
r d

is
se

m
in

at
io

n 
in

 d
iff

er
en

t 
co

un
tr

ie
s 

w
er

e 
ag

re
ed

 a
s 

su
bs

eq
ue

nt
 n

ex
t s

te
ps

st
ud

y 
de

sc
rib

ed
 d

et
ai

ls
 o

f P
PI

 
pa

rt
ic

ip
an

ts
 re

cr
ui

tm
en

t a
nd

 
se

le
ct

io
n 

as
 w

el
l a

s 
de

ta
ile

d 
le

ve
l/p

ro
ce

ss
 o

f i
nv

ol
ve

m
en

t. 
M

is
si

ng
 d

et
ai

l o
n 

de
ve

lo
p-

m
en

t s
ta

ge
 h

ig
hl

ig
ht

ed
 d

ur
in

g 
co

nt
ex

tu
al

is
at

io
n

Ex
am

pl
es

 o
f s

ca
le

 u
p 

an
d 

sh
ar

ed
 le

ar
ni

ng
s 

bu
t m

ay
 h

av
e 

m
is

se
d 

op
po

rt
un

ity
 fo

r P
PI

 
co

nt
rib

ut
io

ns
 to

 d
efi

ne
 a

nd
 

co
nfi

rm
 w

ha
t i

m
pl

em
en

ta
tio

n 
sh

ou
ld

 b
e



Page 12 of 23Babatunde et al. BMC Rheumatology            (2022) 6:84 

Ta
bl

e 
2 

(c
on

tin
ue

d)

Fi
rs

t A
ut

ho
r /

Ye
ar

 o
f 

pu
bl

ic
at

io
n

PP
IE

 a
ct

iv
iti

es
Co

nt
ex

t f
or

 P
PI

E 
in

vo
lv

em
en

t
Le

ve
ls

 o
f P

PI
E

O
ut

co
m

es
 o

f P
PI

E 
in

vo
lv

em
en

t
Pr

ob
ab

le
 m

ec
ha

ni
sm

s 
fo

r e
ffe

ct
iv

en
es

s 
of

 P
PI

E 
in

 c
on

te
xt

ua
lis

at
io

n 
an

d 
im

pl
em

en
ta

tio
n

A
dd

iti
on

al
 n

ot
es

/ O
th

er
 

re
le

va
nt

 fi
nd

in
gs

D
zi

ed
zi

c 
et

 a
l. 

20
18

, 
20

14
 [2

3,
 2

4]
, B

la
ck

-
bu

rn
 2

01
6 

[2
5]

D
es

ig
n,

 d
el

iv
er

y,
 a

nd
 e

va
lu

-
at

io
n

Im
pl

em
en

ta
tio

n 
in

 c
lin

ic
al

 
pr

ac
tic

e
A

ls
o 

im
pl

em
en

ta
tio

n 
fo

r 
sh

ar
ed

 d
ec

is
io

n 
m

ak
in

g/
pa

tie
nt

 e
du

ca
tio

n/
em

po
w

er
-

m
en

t; 
Re

fe
re

nc
e 

to
 a

no
th

er
 

qu
al

ity
 in

di
ca

to
r (

cl
in

ic
ia

n/
re

se
ar

ch
 le

d)
 in

 N
or

w
ay

 a
s 

a 
ba

si
s 

fo
r c

om
pa

ris
on

 a
nd

 
co

nt
en

t v
al

id
ity

Sh
ar

ed
 p

ar
tn

er
sh

ip
 a

nd
 

le
ad

er
sh

ip
Pa

tie
nt

 H
ea

lth
 o

ut
co

m
es

: 
Th

er
e 

w
er

e 
no

 s
ta

tis
tic

al
ly

 
si

gn
ifi

ca
nt

 d
iff

er
en

ce
s 

in
 S

F-
12

 
PC

S:
 m

ea
n 

di
ffe

re
nc

e 
at

 th
e 

6-
m

on
th

 p
rim

ar
y 

en
dp

oi
nt

 
w

as
 −

 0
.3

7 
(9

5%
 C

I −
 2

.3
2,

 
1.

57
)

Em
po

w
er

m
en

t/
en

ab
le

m
en

t/
se

lf-
effi

ca
cy

:
im

pr
ov

em
en

t i
n 

pa
tie

nt
 e

na
-

bl
em

en
t s

ug
ge

st
s 

a 
be

ne
fic

ia
l 

eff
ec

t o
f t

he
 in

te
rv

en
tio

n 
on

 
th

e 
ca

pa
ci

ty
 o

f p
at

ie
nt

s 
fo

r 
se

lf-
m

an
ag

em
en

t—
on

e 
of

 th
e 

ta
rg

et
s 

of
 N

IC
E 

co
re

 g
ui

da
nc

e
G

ui
de

lin
e 

up
ta

ke
/a

dh
er

‑
en

ce
: U

pt
ak

e 
of

 c
or

e 
N

IC
E 

re
c-

om
m

en
da

tio
ns

 b
y 

6 
m

on
th

s 
w

as
 s

ta
tis

tic
al

ly
 s

ig
ni

fic
an

tly
 

hi
gh

er
 in

 th
e 

in
te

rv
en

tio
n 

ar
m

 
co

m
pa

re
d 

w
ith

 c
on

tr
ol

: e
.g

., 
in

cr
ea

se
d 

w
rit

te
n 

ex
er

ci
se

 
in

fo
rm

at
io

n,
 2

0.
5%

 (7
.9

, 2
8.

3)
he

al
th

ca
re

 o
rg

an
is

at
io

n/
Pr

ac
tic

al
 is

su
es

: I
de

nt
ify

in
g 

im
po

rt
an

t a
nd

 re
le

va
nt

 q
ua

lit
y 

in
di

ca
to

rs
 o

f O
A

 in
 p

rim
ar

y 
ca

re
 c

on
su

lta
tio

ns
 fr

om
 a

 
pa

tie
nt

’s 
pe

rs
pe

ct
iv

e.
 T

he
 O

A
 

Q
I (

U
K)

 w
as

 d
ev

el
op

ed
 to

 
as

se
ss

 th
e 

up
ta

ke
 o

f t
re

at
m

en
t 

re
co

m
m

en
de

d 
by

 N
IC

E 
an

d 
co

m
pl

em
en

ts
 th

e 
ne

w
 N

IC
E 

Q
ua

lit
y 

St
an

da
rd

s 
of

 C
ar

e 
fo

r 
O

A
. T

he
 d

ev
el

op
m

en
t o

f t
w

o 
O

A
 in

di
ca

to
r q

ue
st

io
nn

ai
re

s 
(q

ua
lit

y 
in

di
ca

to
rs

 v
al

id
at

ed
 fo

r 
N

or
w

eg
ia

n 
O

A
 a

nd
 U

K 
co

ns
ul

-
ta

tio
ns

) c
oi

nc
id

en
ta

l b
ut

 le
d 

to
 fu

rt
he

r r
es

ea
rc

h 
to

 c
om

pa
re

 
pa

tie
nt

 re
po

rt
ed

 O
A

 Q
Is

 a
cr

os
s 

Eu
ro

pe
an

 c
ou

nt
rie

s

Co
nt

ex
tu

al
is

at
io

n
re

se
ar

ch
 te

am
 m

et
 w

ith
 R

U
G

 
m

em
be

rs
 to

 c
o-

pr
od

uc
e 

th
e 

O
A

 Q
I (

U
K)

 q
ue

st
io

nn
ai

re
. 

D
is

cu
ss

io
n 

m
ee

tin
gs

 w
er

e 
fa

ci
lit

at
ed

 b
y 

th
e 

Ce
nt

re
’s 

PP
I 

Su
pp

or
t W

or
ke

r/
Co

or
di

na
to

r, 
th

e 
M

O
SA

IC
S 

st
ud

y 
C

hi
ef

 In
ve

s-
tig

at
or

 a
nd

 a
 tr

ia
l c

oo
rd

in
at

or
. 

Th
e 

PP
I S

up
po

rt
 W

or
ke

r/
Co

or
-

di
na

to
r p

ro
vi

de
d 

a 
ke

y 
ro

le
 b

y 
at

te
nd

 th
e 

m
ee

tin
gs

 w
ith

 R
U

G
 

m
em

be
rs

 to
 p

ro
vi

de
 a

ss
is

ta
nc

e 
an

d 
su

pp
or

t, 
pr

io
r, 

du
rin

g 
an

d 
af

te
r m

ee
tin

gs
. D

is
cu

ss
io

n 
no

te
s 

fro
m

 th
e 

m
ee

tin
gs

 w
er

e 
re

co
rd

ed
 o

n 
fli

p 
ch

ar
ts

 a
nd

 in
 

m
ee

tin
g 

m
in

ut
es

. F
ol

lo
w

in
g 

ea
ch

 m
ee

tin
g,

 a
 s

um
m

ar
y 

of
 

th
e 

ou
tc

om
es

 a
nd

 d
ec

is
io

ns
 

w
rit

te
n 

in
 p

la
in

 E
ng

lis
h 

w
as

 
se

nt
 to

 th
e 

RU
G

 m
em

be
rs

 to
 

ac
kn

ow
le

dg
e 

th
ei

r c
on

tr
ib

u-
tio

n 
an

d 
ve

rif
y 

th
at

 a
ll 

vi
ew

s 
ha

d 
be

en
 c

ap
tu

re
d.

 R
U

G
 

m
em

be
rs

 w
er

e 
al

so
 g

iv
en

 th
e 

op
po

rt
un

ity
 fo

r f
ur

th
er

 c
om

-
m

en
t a

t t
he

 s
ta

rt
 o

f t
he

 n
ex

t 
m

ee
tin

g
Im

pl
em

en
ta

tio
n

Th
e 

di
sc

us
si

on
 g

ro
up

s 
to

ok
 

pl
ac

e 
ov

er
 a

 th
re

e-
ye

ar
 p

er
io

d 
fro

m
 2

00
9–

20
12

. e
xt

en
de

d 
ga

ps
 b

et
w

ee
n 

m
ee

tin
gs

 
re

ga
rd

in
g 

th
e 

O
A

 Q
I (

U
K)

 
de

ve
lo

pm
en

t, 
th

e 
tim

in
gs

 o
f 

th
e 

m
ee

tin
gs

 w
er

e 
go

ve
rn

ed
 

by
 th

e 
st

ud
y 

tim
el

in
e.

 H
ow

ev
er

, 
RU

G
 m

em
be

rs
 w

er
e 

pr
ov

id
ed

 
w

ith
 fe

ed
ba

ck
 o

f t
he

 m
ee

tin
g 

an
d 

gi
ve

n 
th

e 
op

po
rt

un
ity

 to
 

co
m

m
en

t. 
Th

is
 p

ro
ce

ss
 b

ui
lt 

up
on

 e
xi

st
in

g 
w

or
ki

ng
 re

la
tio

n-
sh

ip
s 

an
d 

tr
us

t b
et

w
ee

n 
th

e 
RU

G
 a

nd
 re

se
ar

ch
er

s

N
B:

 R
U

G
 m

em
be

rs
hi

p 
w

as
 n

ot
 

gr
ea

tly
 d

iv
er

se
, i

n 
te

rm
s 

of
 a

ge
, 

et
hn

ic
ity

, a
nd

 p
hy

si
ca

l a
bi

lit
ie

s. 
W

hi
le

 o
bt

ai
ni

ng
 a

 ra
ng

e 
of

 
pe

rs
pe

ct
iv

es
 is

 th
e 

ob
je

ct
iv

e 
of

 P
PI

 in
 re

se
ar

ch
 a

nd
 n

ot
 

ne
ce

ss
ar

ily
 ‘r

ep
re

se
nt

at
iv

en
es

s’,
 

it 
is

 p
os

si
bl

e 
ho

w
ev

er
 th

at
 th

e 
O

A
 Q

I (
U

K)
 d

oe
s 

no
t c

ov
er

 th
e 

fu
ll 

ra
ng

e 
of

 q
ua

lit
y 

in
di

ca
to

rs
 

re
le

va
nt

 to
 th

e 
po

pu
la

tio
n 

of
 

pa
tie

nt
s 

w
ith

 O
A

. N
ev

er
th

el
es

s, 
th

e 
se

qu
en

tia
l a

nd
 it

er
at

iv
e 

de
ve

lo
pm

en
t o

f t
he

 O
A

 Q
I (

U
K)

 
al

lo
w

ed
 th

e 
re

se
ar

ch
er

s 
an

d 
RU

G
 m

em
be

rs
 to

 re
vi

ew
 a

nd
 

cr
iti

qu
e 

ea
rli

er
 s

ug
ge

st
io

ns
 

m
ad

e 
by

 th
e 

RU
G

​
Ta

rg
et

ed
 a

pp
ro

ac
h 

to
 g

ui
de

-
lin

e 
im

pl
em

en
ta

tio
n.

 S
tr

at
eg

y 
de

ve
lo

pe
d 

cl
os

e 
to

 g
ui

de
lin

e 
de

ve
lo

pm
en

t t
ho

ug
h 

no
t b

y 
th

e 
de

ve
lo

pm
en

t g
ro

up
. P

PI
 

co
nt

rib
ut

io
n 

al
on

g 
th

e 
co

n-
tin

uu
m

 in
cl

ud
ed

 c
on

te
xt

ua
lis

a-
tio

n,
 e

va
lu

at
io

n,
 re

fin
in

g,
 s

ca
le

 
up

 a
nd

 s
ha

re
d 

le
ar

ni
ng

s



Page 13 of 23Babatunde et al. BMC Rheumatology            (2022) 6:84 	

Ta
bl

e 
2 

(c
on

tin
ue

d)

Fi
rs

t A
ut

ho
r /

Ye
ar

 o
f 

pu
bl

ic
at

io
n

PP
IE

 a
ct

iv
iti

es
Co

nt
ex

t f
or

 P
PI

E 
in

vo
lv

em
en

t
Le

ve
ls

 o
f P

PI
E

O
ut

co
m

es
 o

f P
PI

E 
in

vo
lv

em
en

t
Pr

ob
ab

le
 m

ec
ha

ni
sm

s 
fo

r e
ffe

ct
iv

en
es

s 
of

 P
PI

E 
in

 c
on

te
xt

ua
lis

at
io

n 
an

d 
im

pl
em

en
ta

tio
n

A
dd

iti
on

al
 n

ot
es

/ O
th

er
 

re
le

va
nt

 fi
nd

in
gs

Ki
ltz

 2
01

0 
[2

6]
D

el
iv

er
y 

ph
as

e:
 T

ra
ns

la
tio

n 
an

d 
br

ie
f v

al
id

ity
 o

f t
ra

ns
la

-
tio

ns

G
ui

de
lin

e 
im

pa
ct

 e
va

lu
at

io
n

Sh
ar

ed
 p

ar
tn

er
sh

ip
 a

nd
 

le
ad

er
sh

ip
Pa

tie
nt

 H
ea

lth
 o

ut
co

m
es

: N
R

Em
po

w
er

m
en

t/
en

ab
le

m
en

t/
se

lf-
effi

ca
cy

: N
R

G
ui

de
lin

e 
up

ta
ke

/a
dh

er
en

ce
: 

N
R

he
al

th
ca

re
 o

rg
an

is
at

io
n/

Pr
ac

ti-
ca

l i
ss

ue
s: 

N
R

Co
nt

ex
tu

al
is

at
io

n
Pa

tie
nt

s 
di

sc
us

se
d 

la
ng

ua
ge

, 
co

nt
en

t a
nd

 e
va

lu
at

ed
 p

ro
-

po
se

d 
re

co
m

m
en

da
tio

ns
Im

pl
em

en
ta

tio
n 

N
R

Li
m

ite
d 

de
ta

il 
bu

t a
rt

ic
le

 p
re

-
se

nt
s 

a 
ca

se
 o

f P
PI

 in
 s

ca
le

 u
p 

of
 g

ui
de

lin
e 

im
pl

em
en

ta
tio

n 
pr

od
uc

ts
Th

e 
re

po
rt

 m
ay

 a
ls

o 
ha

ve
 

m
is

se
d 

op
po

rt
un

ity
 to

 c
ap

tu
re

 
PP

I c
on

tr
ib

ut
io

ns
 in

 d
efi

ni
ng

 
th

e 
sp

ec
ifi

c 
im

pl
em

en
ta

tio
n 

st
ra

te
gy

M
cC

au
l 2

02
0 

[2
7]

D
el

iv
er

y 
ph

as
e:

 c
ul

tu
ra

l 
ad

ap
ta

tio
ns

, c
on

te
xt

ua
lis

a-
tio

n 
of

 g
ui

de
lin

e 
re

co
m

m
en

-
da

tio
ns

G
ui

de
lin

e 
ad

ap
ta

tio
n 

an
d 

co
nt

ex
tu

al
is

at
io

n 
in

 a
 

re
so

ur
ce

-c
on

st
ra

in
ed

 s
et

tin
g

Co
ns

ul
ta

tio
n

Pa
tie

nt
 H

ea
lth

 o
ut

co
m

es
: N

R
Em

po
w

er
m

en
t/

en
ab

le
m

en
t/

se
lf-

effi
ca

cy
:

G
ui

de
lin

e 
up

ta
ke

/a
dh

er
‑

en
ce

: N
R

he
al

th
ca

re
 o

rg
an

is
at

io
n/

Pr
ac

tic
al

 is
su

es
: a

cc
es

s 
to

 
fu

nd
in

g 
an

d 
de

di
ca

te
d 

hu
m

an
 

re
so

ur
ce

s 
w

er
e 

a 
si

gn
ifi

ca
nt

 
ch

al
le

ng
e 

to
 a

da
pt

in
g 

co
nt

ex
-

tu
al

is
ed

 re
co

m
m

en
da

tio
ns

 in
 

in
te

nd
ed

 s
et

tin
g

Co
nt

ex
tu

al
is

at
io

n
St

ak
eh

ol
de

rs
 e

va
lu

at
ed

 p
ro

-
po

se
d 

re
co

m
m

en
da

tio
ns

Im
pl

em
en

ta
tio

n
A

n 
en

d-
us

er
 d

oc
um

en
t w

ith
 

an
 im

pl
em

en
ta

tio
n 

pl
an

 is
 c

ur
-

re
nt

ly
 b

ei
ng

 d
ev

el
op

ed

Ke
y 

le
ar

ni
ng

s 
re

vo
lv

ed
 a

ro
un

d 
na

vi
ga

tin
g 

fu
nd

in
g 

an
d 

hu
m

an
 

re
so

ur
ce

 c
ha

lle
ng

es
, w

he
re

as
 

op
po

rt
un

iti
es

 in
cl

ud
e 

ad
dr

es
s-

in
g 

gu
id

el
in

e 
tr

ai
ni

ng
 g

ap
s 

an
d 

in
ve

st
in

g 
in

 s
tr

en
gt

he
ni

ng
 

ad
ap

ta
tio

n 
an

d 
co

nt
ex

tu
al

is
a-

tio
n 

of
 g

ui
de

lin
e 

re
co

m
m

en
-

da
tio

ns
 th

ro
ug

h 
st

ak
eh

ol
de

r 
en

ga
ge

m
en

t f
or

 e
ffi

ci
en

t 
gu

id
el

in
e 

de
ve

lo
pm

en
t a

nd
 

en
ha

nc
ed

 u
pt

ak
e

PP
I c

on
tr

ib
ut

io
ns

 in
di

st
in

ct
 

th
ou

gh
 in

vo
lv

em
en

t w
as

 
ai

m
ed

 a
t a

dd
re

ss
in

g 
a 

m
ix

 o
f 

se
rv

ic
e 

de
liv

er
y 

(c
ar

e 
pa

th
w

ay
) 

an
d 

cl
in

ic
al

 c
on

te
nt

 to
o

Im
pa

ct
 o

f P
PI

 o
n 

gu
id

el
in

e 
co

nt
ex

tu
al

is
at

io
n 

co
ul

d 
no

t b
e 

as
se

ss
ed

. M
is

se
d 

op
po

rt
un

ity
 

fo
r P

PI
 c

on
tr

ib
ut

io
ns

 to
 d

efi
ne

 
an

d 
co

nfi
rm

 w
ha

t i
m

pl
em

en
-

ta
tio

n 
sh

ou
ld

 b
e



Page 14 of 23Babatunde et al. BMC Rheumatology            (2022) 6:84 

Ta
bl

e 
2 

(c
on

tin
ue

d)

Fi
rs

t A
ut

ho
r /

Ye
ar

 o
f 

pu
bl

ic
at

io
n

PP
IE

 a
ct

iv
iti

es
Co

nt
ex

t f
or

 P
PI

E 
in

vo
lv

em
en

t
Le

ve
ls

 o
f P

PI
E

O
ut

co
m

es
 o

f P
PI

E 
in

vo
lv

em
en

t
Pr

ob
ab

le
 m

ec
ha

ni
sm

s 
fo

r e
ffe

ct
iv

en
es

s 
of

 P
PI

E 
in

 c
on

te
xt

ua
lis

at
io

n 
an

d 
im

pl
em

en
ta

tio
n

A
dd

iti
on

al
 n

ot
es

/ O
th

er
 

re
le

va
nt

 fi
nd

in
gs

Ö
zg

öç
m

en
 2

00
9 

[2
9]

D
el

iv
er

y 
ph

as
e:

 T
ra

ns
la

tio
n 

an
d 

pa
tie

nt
 e

va
lu

at
io

n
G

ui
de

lin
e 

im
pa

ct
 e

va
lu

at
io

n
In

vo
lv

em
en

t (
pr

oc
es

s)
Pa

tie
nt

 H
ea

lth
 o

ut
co

m
es

: N
R

Em
po

w
er

m
en

t/
en

ab
le

m
en

t/
se

lf-
effi

ca
cy

: N
R

G
ui

de
lin

e 
up

ta
ke

/a
dh

er
‑

en
ce

: N
R

he
al

th
ca

re
 o

rg
an

is
at

io
n/

Pr
ac

tic
al

 is
su

es
: p

os
si

bl
e 

ch
an

ge
s 

in
 th

e 
ap

pl
ic

at
io

ns
 

of
 d

ru
g 

re
co

m
m

en
da

tio
ns

 
w

er
e 

re
fe

re
nc

ed
 fr

om
 a

 li
nk

ed
 

st
ud

y 
du

e 
to

 d
iff

er
en

ce
s 

in
 th

e 
le

gi
sl

at
io

n 
an

d 
re

im
bu

rs
em

en
t 

in
st

itu
tio

ns
 b

et
w

ee
n 

Eu
ro

pe
an

 
co

un
tr

ie
s

Co
nt

ex
tu

al
is

at
io

n
Pa

tie
nt

s 
di

sc
us

se
d 

la
ng

ua
ge

, 
co

nt
en

t a
nd

 e
va

lu
at

ed
 p

ro
-

po
se

d 
re

co
m

m
en

da
tio

ns
Im

pl
em

en
ta

tio
n 

N
R

PP
I c

en
tr

ed
 a

t l
at

te
r e

nd
 fo

r 
sc

al
in

g 
up

 g
ui

de
lin

e 
di

ss
em

i-
na

tio
n 

pr
od

uc
t

O
’S

ul
liv

an
 2

01
7 

[2
8]

D
es

ig
n 

an
d 

de
liv

er
y-

ph
as

es
G

ui
de

lin
es

 d
ev

el
op

m
en

t
Co

ns
ul

ta
tio

n
Pa

tie
nt

 H
ea

lth
 o

ut
co

m
es

: N
R

Em
po

w
er

m
en

t/
en

ab
le

m
en

t/
se

lf-
effi

ca
cy

: N
R

G
ui

de
lin

e 
up

ta
ke

/a
dh

er
en

ce
: 

N
R

he
al

th
ca

re
 o

rg
an

is
at

io
n/

Pr
ac

ti-
ca

l i
ss

ue
s: 

N
R

Co
nt

ex
tu

al
is

at
io

n
Pa

tie
nt

s 
in

vo
lv

ed
 in

 d
ev

el
op

-
m

en
t o

f g
ui

da
nc

e 
bu

t u
nc

le
ar

 
ho

w
 a

nd
 to

 w
ha

t e
xt

en
t

Im
pl

em
en

ta
tio

n 
N

R

Th
e 

pr
oj

ec
t t

ea
m

 u
se

d 
a 

pr
of

es
si

on
al

 g
ra

ph
ic

 d
es

ig
ne

r 
to

 h
el

p 
w

ith
 th

e 
gr

ap
hi

c 
an

d 
fo

rm
at

tin
g 

el
em

en
ts

 o
f t

he
 

pr
oj

ec
t b

ut
 fo

un
d 

th
is

 s
ta

ge
 

de
m

an
di

ng
 a

nd
 ti

m
e-

co
ns

um
-

in
g?

 C
ha

lle
ng

es
 w

ith
 p

ro
ce

ss
es

 
an

d 
su

pp
or

tin
g 

PP
I w

er
e 

hi
gh

lig
ht

ed
Pa

tie
nt

 v
oi

ce
 in

di
st

in
ct

. P
PI

 
co

nt
rib

ut
io

ns
 w

er
e 

ta
rg

et
ed

 a
t 

la
te

r e
nd

 fo
r s

ca
lin

g 
up

 g
ui

de
-

lin
e 

di
ss

em
in

at
io

n 
pr

od
uc

t
Im

pa
ct

 o
f P

PI
 o

n 
gu

id
el

in
e 

co
nt

ex
tu

al
is

at
io

n 
co

ul
d 

no
t b

e 
as

se
ss

ed

Sw
ai

th
es

 2
02

0 
[3

0]
D

es
ig

n/
pl

an
ni

ng
: i

np
ut

 in
to

 
de

si
gn

 a
nd

 in
te

rp
re

ta
tio

n 
of

 
fin

di
ng

s

Im
pl

em
en

ta
tio

n 
in

 c
lin

ic
al

 
pr

ac
tic

e
In

vo
lv

em
en

t (
pr

oc
es

s)
A

id
ed

 fo
rm

at
iv

e 
ev

al
ua

tio
n 

an
d 

ca
pt

ur
in

g 
m

ec
ha

ni
sm

s 
in

vo
lv

ed
 in

 im
pl

em
en

ta
tio

n 
of

 
gu

id
el

in
e 

re
co

m
m

en
da

tio
ns

Co
nt

ex
tu

al
is

at
io

n
N

A
Im

pl
em

en
ta

tio
n

Ex
pe

rt
is

e 
an

d 
liv

ed
 e

xp
er

ie
nc

e 
m

ax
im

is
ed

 to
 in

fo
rm

 fo
rm

a-
tiv

e 
ev

al
ua

tio
n 

an
d 

ca
pt

ur
e 

nu
an

ce
s 

an
d 

co
nt

ex
t-

ba
se

d 
fa

ct
or

s 
in

flu
en

ci
ng

 O
A

 g
ui

de
-

lin
e 

im
pl

em
en

ta
tio

n

Fo
cu

ss
ed

 P
PI

 in
pu

t i
nt

o 
ca

pt
ur

-
in

g 
im

pl
em

en
ta

tio
n 

pr
oc

es
se

s 
an

d 
fu

tu
re

 le
ar

ni
ng

. P
ub

lic
 

co
nt

rib
ut

or
s 

w
er

e 
pa

rt
 o

f a
n 

es
ta

bl
is

he
d 

an
d 

ex
pe

rie
nc

ed
 

gr
ou

p 
fo

r l
ay

 in
vo

lv
em

en
t i

n 
kn

ow
le

dg
e 

m
ob

ili
sa

tio
n

Re
fin

in
g 

an
d 

ev
al

ua
tin

g 
PP

I i
n 

gu
id

el
in

e 
im

pl
em

en
ta

tio
n

PP
I P

at
ie

nt
 a

nd
 P

ub
lic

 In
vo

lv
em

en
t, 

PP
IE

 P
at

ie
nt

 a
nd

 P
ub

lic
 In

vo
lv

em
en

t a
nd

 E
ng

ag
em

en
t, 

Co
P 

Co
m

m
un

iti
es

 o
f P

ra
ct

ic
e,

 O
A 

O
st

eo
ar

th
rit

is
, N

IC
E 

N
at

io
na

l I
ns

tit
ut

e 
fo

r C
lin

ic
al

 E
xc

el
le

nc
e,

 A
SA

S 
A

ss
es

sm
en

t i
n 

Sp
on

dy
lo

ar
-

th
rit

is
 In

te
rn

at
io

na
l S

oc
ie

ty
, E

U
LA

R 
Eu

ro
pe

an
 L

ea
gu

e 
Ag

ai
ns

t R
he

um
at

is
m

, R
A 

Rh
eu

m
at

oi
d 

A
rt

hr
iti

s, 
H

CP
s H

ea
lth

 C
ar

e 
Pr

of
es

si
on

al
s, 

RU
G

​ R
es

ea
rc

h 
U

se
r G

ro
up

, Q
I Q

ua
lit

y 
In

di
ca

to
r, 

T2
T 

Tr
ea

t t
o 

ta
rg

et



Page 15 of 23Babatunde et al. BMC Rheumatology            (2022) 6:84 	

implementation activities and PPI involvement within 
these can be rightly accrued.

Eligible studies contributing to this review have all 
been published over the last twelve years (2009–2021). 
Though our search strategy was not restricted by date, 
findings show that in recent times, there has been an 
increase in the amount of lay and public versions of simi-
lar evidence-based recommendations being produced for 
use in different settings for different audiences. Concep-
tual understanding of guideline recommendations from 
such versions may differ for different audiences.

Our PPI co-authors considered the need to address 
practicalities of applying lay versions of guideline recom-
mendations in real life with PPI support as a necessary 
next step in MSK guideline implementation. In addition, 
the PPI co-authors also expressed concerns that discord-
ance between HCP-patient beliefs, different expectations 
about what the outcome of MSK consultations should be 
can jeopardise shared decision-making, guideline uptake 
and adherence. Therefore, an important focus for future 
implementation research for MSK conditions should 
involve a proactive, a priori plan for guidelines dissemi-
nation products that could be targeted for use by both 
lay and professional end-users. The G-IN toolkit is an 
example of such an initiative but has limited uptake in 
MSK field. Remarkably, the recently updated G-IN pub-
lic toolkit (https://g-​i-n.​net/​toolk​it/) [31] illustrate case 
studies of PPI in guideline implementation (including 
shared learning from a new rheumatoid arthritis guide-
line implementation) [32], and also includes practical 
advice for PPI in guideline activities. However, the G-IN 
toolkit and currently lacks reference and applications 
to guideline contextualisation and implementation in 
LMICs.

In addition to a palpable knowledge gap relevant to 
PPI in evidence-based guideline implementation, lack of 
skills, cultural influences such as paternalism in health-
care settings may also contribute to the limited evidence 
for patient and public partnership in evidence-base guid-
ance implementation for MSK conditions in LMICs. 
Increased funding and deliberate engagement, greater 
international collaboration, implementation research 
and trusts are needed to build capacity, collaboratively 
improve knowledge base, and partnerships for PPI in 
MSK guidelines implementation.

Irrespective of world region, there was an obvious 
lack of reported PPI activities in concurrent design, 
delivery and evaluation phases of guidelines imple-
mentation found in this review. Guideline producing 
organisations in collaboration with stakeholders should 
prioritise implementation design, delivery and evaluation 
that is ideally developed in parallel with the evidence-
based guidance recommendations and not in isolation.

PPI author perspectives on current evidence and way 
forward
In response to funding requirements and patient advo-
cacy initiatives, public contributors are increasingly 
invited to contribute to MSK research (e.g., grant appli-
cations, research reporting purposes). As a result, PPI 
in MSK research is more common for seeking opinion 
about what is ‘doable’ at the beginning of research cycle 
but without contributors hearing of when research (to 
which they contributed) has been incorporated into 
MSK guidelines. Patients who have contributed to 
research processes are often not aware of MSK guide-
line findings. There should be a process for linkage and 
continuity.

Notably, PPI has established relevance in issues relating 
to health literacy, translation activities and acceptability 
of the language or text used in guideline dissemination 
products but not so much about the actual practicalities 
of applying these recommendations in real life practice 
alongside HCPs. PPI in implementation and knowledge 
mobilisation should not be stopping short at produc-
ing materials. Community involvement should continue 
with implementation using new and existing links that 
were already created through PPI with research. Conti-
nuity from research through to implementation should 
be guaranteed with funding for implementation planned 
and ready subject to review, as we know that things 
evolve. Challenges also remain with limited distribu-
tion and awareness of guidance-based products and how 
best and when to use them. Full involvement of PPI from 
research to guideline recommendations and implementa-
tion is important for improving quality of care for MSK 
patients.

A conceptual framework for PPI in contextualising 
and implementing evidence‑based guidance in practice
PPI activity and evaluation has long been a subject of 
discussion for research and is an important issue to 
address in implementation. There is currently no frame-
work for conceptualising PPI contributions to guideline 
implementation activities. The team (with experience of 
PPI, knowledge mobilisation/implementation, and MSK 
research) used evidence from this review (Table  3) and 
expertise gained in the practical application of theory 
to explore key principles and consideration for PPI in 
evidence-based guidelines implementation in an “ideal 
world”. In doing so, we conceptualised a continuous 
loop of “creative thinking/co-production” and “strategic 
doing” with PPI as new evidence evolves and is contex-
tually translated into practice. We propose the “Alliance” 
framework (illustrated in Fig. 2) with the aim to under-
score the need to:

https://g-i-n.net/toolkit/)
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1.	 define and confirm with PPI, guideline implementa-
tion strategy at development stage,

2.	 contextualise, challenge, and assess real world 
impacts and implications of guideline recommenda-
tions with PPI

3.	 optimise as needed and embed the use of recommen-
dations in service designs, through coproduction

4.	 further amplify innovations through peer to peer, 
community-based and systems wide advocacy.

The Alliance framework comprises of four-continu-
ous loops that indicate:

•	 PPI as equal partners in guideline implementation 
process (not just in the development process). PPI 
voice and investment at every stage needs to be dis-
tinct and amplified.

•	 Context is important—services and care pathway 
design need to embrace real world perspectives, 
diversities of use, health systems, resources, and 
practicalities. PPI can help to factor context in. 
Guideline implementation is a journey that is better 
together with patient and public insights.

•	 Guideline contextualisation and dissemination for 
use by the public and HCPs goes beyond language 
translations, it also involves cultural adaptations. 
PPI can help to shape and facilitate this through 
community engagements.

•	 PPI can promote ownership of and engagement with 
service/care pathway improvement by individuals 
and communities.

This new framework complements known initiatives 
by the NICE patient experiences in guidelines and the 
PARE (People with Arthritis and Rheumatism) networks 
in EULAR to illustrate how PPI can influence interactions 
between research, policy and healthcare practice, and benefit 
diverse stakeholders. As it stands, the Alliance framework 
requires further input for development and validation. It is 
therefore being proposed in this first instance as a conceptual 
framework to further identify opportunities for PPI in care 
pathway development and also explore the need to increase 
diversity in PPI, sharing of new knowledge and intelligence 
across different health systems, and cross fertilization of 
ideas among local and international communities of practice.

Discussion
We conducted a review of PPI activities in evidence-
based MSK guidance implementation, explored strate-
gies and contextual factors that may have enabled PPI in 
evidence-based guidance contextualisation and imple-
mentation, as well as current gaps in literature. A preva-
lent consultative activity with low-level PPI was found in 
current literature on implementation of MSK guideline 
recommendations. For LMICs, the gap in published evi-
dence was found to be wider than envisaged.

Fig. 2  The Alliance Framework for conceptualising PPI in guideline implementation
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A common strategy for evidence-based guidance 
implementation was translation into different languages 
and producing lay versions with the intent that cultur-
ally adapted, consistent and accurate patient information 
might enable patient informed decisions about treat-
ment; and to facilitate patient-professional dialogue/
shared decision-making process. However, these assump-
tions are yet to be backed up by strong evidence due to a 
lack of robust evaluation of implementation and observed 
low levels of guideline uptake and adherence. Similar to 
the wider literature on PPI in research, findings from this 
review shows the lack of evidence for any comprehensive 
approach on how to translate guidelines into practice. 
Our findings highlight the need for research that evalu-
ate different implementation strategies in a local con-
text, and the need for future implementation agenda to 
include understanding of the true impact, costs and pos-
sible drawbacks of PPI on implementation processes and 
outcomes.

Other important roles for PPI activities in evidence-
based guidance implementation are largely missing or 
not visibly reported in current literature. This includes 
high level PPI and engagement in commissioning of care, 
and health policies. Our finding of limited PPI in health-
care implementation for MSK is in line with previous 
literature [5]. In their scoping review of reviews (though 
not specific to MSK), Modigh et  al. [5] found a larger 
number of studies reporting PPI in research in com-
parison to healthcare and implementation. According to 
Forbat and colleagues four models of involvement [33], 
current advancement in PPI for MSK care is overtly con-
centrated on one end of the spectrum involving patients 
and public as consumer (with choice to purchase ser-
vice). Our conceptual framework (“Alliance”) improves 
on this by conceptualising PPI in guideline implemen-
tation as an unending journey where PPI, and evolving 
evidence-based recommendations from guidelines can 
be innovatively integrated into service care pathways for 
better health outcomes. As such advances in PPI visibil-
ity in healthcare planning and policy may be important 
implementation next steps for MSK care.

An overwhelming gap for evidence-based guideline 
implementation and patient and public partnerships 
exists in LMICs. For instance, key initiatives to develop 
an international practice and research agenda on PPI 
in clinical guideline lacked specific involvement nor 
included focus on LMICs [34]. Given that research fund-
ing, dedicated human resources, and infrastructures to 
support new culturally sensitive clinical practice guide-
lines remains a significant challenge, guideline contextu-
alisation and adaptation becomes one of the most viable 
opportunities for health systems strengthening. How-
ever, decades of non-systematic approached, variable 

interpretations, and application originating from guide-
lines developed in high-income settings, may have led 
to limited uptake in resource-constrained settings. Ade-
quately supported (with training and capacity building) 
and implemented, contextualisation and adaptations of 
existing evidence-based recommendations may provide 
more cost-effective solutions to improving quality of care 
for people living with MSK conditions where the need is 
greatest. We therefore call on global health bodies, health 
ministry technical teams, professional societies, univer-
sity departments, and guideline producing bodies such as 
NICE, OARSI, EULAR, ACR and G-IN to prioritise well-
coordinated approaches to health systems strengthening 
in LMICs.

Though not specific to MSK, our findings corrobo-
rate that of a doctoral thesis including a comprehensive 
review of literature on PPI in clinical practice guidelines 
[35]. Beyond guideline development and dissemination, 
PPI and engagement in guideline implementation includ-
ing improvements in health service delivery and care 
pathways is yet in its infancy, especially in low resource 
settings. Our findings emphasise the need to move away 
from tokenistic approaches towards evidence-based 
guidance partnership and ownership with patients, carers 
and the public.

Failed reporting culture could be another challenge 
or setback in shared learning and informing stakehold-
ers’ communities about PPI in evidence-based guidance 
implementation activities. Articles reporting PPI imple-
mentation activities without specific reference to any 
MSK guideline or evidence-based recommendations 
were not included in this review. To this end we call for 
more targeted efforts to reporting in the literature, spe-
cific PPI activities in guideline implementation akin to 
the GRIPP2 recommendations.

Limitations
In the review process many studies were excluded as 
they reported PPI in guidelines development process and 
research rather than implementation. We acknowledge 
however, that there is sometimes a blurred line between 
guidelines related research dissemination and actual 
implementation. Some reports could have therefore been 
missed. We therefore call the attention of academics, 
knowledge mobilisation professionals, funders and jour-
nal editors for more accurate reporting and labelling of 
implementation reports in the future.

As this article aims to present an overview of current 
evidence, restrictions to the design of primary stud-
ies as part of eligibility criteria for this review would 
have made it difficult to include any available evidence. 
Across included studies, there was a wide heterogene-
ity in the outcomes of PPI activities in MSK guideline 
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implementation, precluding any form of quantitative syn-
thesis. Consequently, we have taken a more cautious and 
descriptive approach to reporting of outcomes of PPI in 
guideline implementation.

Beyond the scope of this review, we acknowledge the 
need for a more detailed evaluation and review of evi-
dence which may be better served by more robust meth-
odological approach including data linkage, tracing and 
mapping. However, this could also be hampered by lim-
ited reporting of PPI activities. We call the attention of 
funding bodies to the need to invest more on implemen-
tation projects and research shaped by robust PPI, and 
PPI activities that are well reported.

Future perspectives
For many healthcare conditions, available international 
evidence-based guidance is generated based on high-
quality research with PPI, however, guideline impact 
varies widely and is highly contingent on successful 
transformation into practice. This review has been con-
ducted with MSK guidelines as an exemplar field for PPI 
in evidence-based guidelines implementation including 
a focus on LMICs. Given, the acceptance of meaning-
ful PPI in research, we propose that similar principles 
involving shared partnership and leadership may con-
tribute to and inform more meaningful engagement and 
development of innovative, patient-centred implemen-
tation of evidence-based guidance for MSK and other 
conditions.

It will be particularly important for stakeholders 
(researchers, HCPs and PPI) to come together to estab-
lish and agree what guideline implementation should be 
in practice. This will form a basis for the reporting, evalu-
ation of PPI in implementation. Communities of practice 
can then be formed to contextualise such standards in 
local settings.

Our PPI co-authors emphasise the need for a pathway 
to establishing and agreeing outcomes of consultations. 
They proposed “a preparing for your appointment type of 
meetings and leaflets” preferably lay-led, pre-clinical con-
sultations to make patients aware of guidelines but also 
assist them and HCPs to work together, maximising con-
sultation. This might also be helpful in low-resource set-
tings were cultural contexts, power imbalances between 
patients, health literacy issues impact quality of care. It is 
our hope that this review will initiate and/or contribute 
to:

1.	 discussions regarding development of practical solu-
tions for minimising the research-practice gap for 
MSK conditions globally,

2.	 highlight the need for maximising public partnership 
(beyond collaborations for health research) as a way 
to advance evidence-based guidance implementation

3.	 development of innovative models for advancing PPI 
in evidence-based guideline implementation and, 
consequently, enable swifter, broader uptake and 
more sustained use of best evidence in healthcare 
delivery.

Conclusion
Whilst many clinical guidelines provide recommendations 
regarding best practice (i.e., what to do) for the care of 
MSK conditions, they often fail to address how to opera-
tionalise these recommendations into clinical practice. 
Evidence-based management of chronic MSK conditions 
moves beyond clinical settings where context is key. This 
review highlights knowledge, skills and practice gap for 
PPI in implementation of evidence-based guidelines for 
MSK conditions. The ‘Alliance conceptual framework for 
PPI in guideline implementation’ though subject to more 
formal development and refinement, is applicable to vary-
ing services/care pathways and can be relevant even in low 
resource settings. We call on relevant stakeholders to pri-
oritise efforts to help to bridge the evidence-practice gap 
and to improve quality of care for musculoskeletal patients 
globally through novel partnerships together with PPI.

Appendix 1: Full Medline search strategy (adapted 
for other databases)

	 1.	 Musculoskeletal Diseases/
	 2.	 (musculoskeletal or MSK).ab,kf,ti.
	 3.	 (chronic adj3 pain).ab,kf,ti.
	 4.	 ((multisite or "multi site") adj3 pain).ab,kf,ti.
	 5.	 pain syndrome$.ab,kf,ti.
	 6.	 (back adj3 pain*).ab,kf,ti.
	 7.	 (neck adj3 pain*).ab,kf,ti.
	 8.	 (shoulder adj3 pain*).ab,kf,ti.
	 9.	 (knee adj3 pain*).ab,kf,ti.
	10.	 (joint adj3 pain*).ab,kf,ti.
	11.	 exp Musculoskeletal Pain/
	12.	 exp Back Pain/
	13.	 Neck Pain/
	14.	 knee pain.mp.
	15.	 arthriti$.ab,kf,ti.
	16.	 osteoarthr$.ab,kf,ti.
	17.	 arthralgi$.ab,kf,ti.
	18.	 Rheumatology/
	19.	 rheumat$.ab,kf,ti.
	20.	 (joint$ adj3 disease$).ab,kf,ti.
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	21.	 1 or 2 or 3 or 4 or 5 or 6 or 7 or 8 or 9 or 10 or 11 or 
12 or 13 or 14 or 15 or 16 or 17 or 18 or 19 or 20

	22.	 Community Participation/
	23.	 Patient Participation/
	24.	 22 or 23
	25.	 (patient* adj1 (participat* or involv* or engag* or 

partnership or partners or collaborat* or consult*)).
ab,ti.

	26.	 (public adj1 (participat* or involv* or engag* or 
partnership or partners or collaborat* or consult*)).
ab,ti.

	27.	 (user* adj1 (participat* or involv* or engag* or part-
nership or partners or collaborat* consult*)).ab,ti.

	28.	 (service user* adj1 (participat* or involv* or engag* 
or partnership or partners or collaborat* or con-
sult*)).ab,ti.

	29.	 (consumer* adj1 (participat* or involv* or engag* or 
partnership or partners or collaborat* or consult*)).
ab,ti.

	30.	 (lay adj1 (participat* or involv* or engag* or part-
nership or partners or collaborat* or consult*)).
ab,ti.

	31.	 (citizen* adj1 (participat* or involv* or engag* or 
partnership or partners or collaborat* or consult*)).
ab,ti.

	32.	 (carer* adj1 (participat* or involv* or engag* or 
partnership or partners or collaborat* or consult*)).
ab,ti.

	33.	 (caregiver* adj1 (participat* or involv* or engag* or 
partnership or partners or collaborat* or consult*)).
ab,ti.

	34.	 (customer* adj1 (participat* or involv* or engag* or 
partnership or partners or collaborat* or consult*)).
ab,ti.

	35.	 (client* adj1 (participat* or involv* or engag* or 
partnership or partners or collaborat* or consult*)).
ab,ti.

	36.	 (community* adj1 (participat* or involv* or engag* 
or partnership or partners or collaborat* or con-
sult*)).ab,ti.

	37.	 (stakeholder* adj1 (participat* or involv* or engag* 
or partnership or partners or collaborat* or con-
sult*)).ab,ti.

	38.	 ((patient* and public) adj1 (involv* or participat* or 
engag* or partnership or partners or collaborat* or 
consult*)).ab,ti.

	39.	 (user led or user-led or lay control or user control).
ab,ti.

	40.	 ((representative* or patient representative* or 
patient advocate* or expert by experience or famil* 
or relative* or survivor*) adj1 (participat* or involv* 
or engag* or partnership or partners or collaborat* 
or consult*)).ab,ti.

	41.	 ((patient* or consumer* or citizen* or advisory) 
adj1 board*).ab,ti.

	42.	 ((patient* or consumer* or citizen* or advisory) 
adj1 group*).ab,ti.

	43.	 ((patient* or consumer* or citizen* or advisory) 
adj1 panel*).ab,ti.

	44.	 (citizen* adj1 (jury or juries)).ab,ti.
	45.	 24 or 25 or 26 or 27 or 28 or 29 or 30 or 31 or 32 or 

33 or 34 or 35 or 36 or 37 or 38 or 39 or 40 or 41 or 
42 or 43 or 44

	46.	 Practice Guideline/
	47.	 exp Health Planning Guidelines/
	48.	 guideline$1.kf,ti.
	49.	 guidance.kf,ti.
	50.	 standards.kf,ti.
	51.	 ((practice or treatment$ or clinical) adj standard).

kf,ti.
	52.	 recommendation$1.kf,ti.
	53.	 ((practice or treatment$ or clinical) adj3 consen-

sus).kf,ti.
	54.	 (practice adj (guideline$1 or guidance or stand-

ard$1 or recommendation$1)).ab.
	55.	 (clinical adj (guideline$1 or guidance or standard$1 

or recommendation$1)).ab.
	56.	 (treatment$ adj3 (guideline$1 or guidance or 

standard$1 or recommendation$1)).ab.
	57.	 (CPG or CPGs).kw,ti.
	58.	 Critical Pathways/
	59.	 position statement$1.ab,kw,ti.
	60.	 position statement$1.ab,kw,ti.
	61.	 (practice adj3 parameter$1).ab,kw,ti.
	62.	 (((critical or clinical or practice) adj3 (path$1 or 

pathway$1 or protocol$1)) and (guideline$1 or 
guidance or standard$1 or recommendation$1)).
ab.

	63.	 ((care adj3 (path$1 or pathway$1 or map$1 or plan 
or plans)) and (guideline$1 or guidance or stand-
ard$1 or recommendation$1)).ab.

	64.	 ((care adj3 standard$1) and (guideline$1 or guid-
ance or recommendation$1)).ab.

	65.	 (("National Institute for Health and Care Excel-
lence" or NICE) and (guideline$1 or guidance or 
recommendation$1)).ab,ti.

	66.	 ((EULAR or "European League against Rheuma-
tism") and (guideline$1 or guidance or recommen-
dation$1)).ab,ti.

	67.	 ((OARSI or "Osteoarthritis Research Society Inter-
national") and (guideline$1 or guidance or recom-
mendation$1)).ab,ti.

	68.	 ((RCGP or "Royal College of General Practition-
ers") and (guideline$1 or guidance or recommenda-
tion$1)).ab,ti.
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	69.	 ((CSP or "Chartered Society of Physiotherapy") and 
(guideline$1 or guidance or recommendation$1)).
ab,ti.

	70.	 consensus development conference.pt.
	71.	 46 or 47 or 48 or 49 or 50 or 51 or 52 or 53 or 54 or 

55 or 56 or 57 or 58 or 59 or 60 or 61 or 62 or 63 or 
64 or 65 or 66 or 67 or 68 or 69 or 70

	72.	 21 and 45 and 71

Abbreviations
MSK: Musculoskeletal; PPI: Patient and public involvement; LMICs: Low- and 
middle-income countries; WHO: World Health Organization; G-IN: Guidelines 
International; NICE: National Institute for Health and Care Excellence; OARSI: 
Osteoarthritis Research Society International; EULAR: European League 
Against Rheumatism (EULAR); ACR​: American College of Rheumatology; OA: 
Osteoarthritis; HCPs: Healthcare professionals; NIHR: National Institute for 
Health Research; GRAPPA: Group for research and assessment of psoriasis and 
psoriatic arthritis.

Supplementary Information
The online version contains supplementary material available at https://​doi.​
org/​10.​1186/​s41927-​022-​00310-x.

Additional file 1: Plain English Summary.

Acknowledgements
We thank Dr Anne-Marie Boylan for their helpful comments on our manu-
script. We are grateful to peer reviewers for their friendly criticism and sugges-
tions for improving the manuscript.

Author contributions
OB, AAO and KD conceived the study concepts and design, OB and SD 
contributed to data accrual, and initial analysis, OB, SD, AAO, JB, LP, and KD 
contributed to data synthesis and interpretation of findings. OB drafted initial 
manuscript, with contributions from SD, AAO, and KD. All authors read and 
approved the final manuscript.

Funding
No specific funding was received for this work. KD is part funded by the 
National Institute for Health Research (NIHR) Applied Health Research Col-
laboration (ARC) West Midlands (NIHR 200165). KD was also part funded by an 
NIHR Knowledge Mobilisation Research Fellowship (KMRF-2014-03-002) and is 
an NIHR Senior Investigator (ID NIHR 200259). The views expressed are those 
of the author(s) and not necessarily those of the NIHR or the Department of 
Health and Social Care.

Availability of data and materials
All data generated or analysed during this study are included in this published 
article [and its supplementary information files].

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details
1 School of Medicine, Keele University, Keele, Staffordshire ST5 5BG, UK. 2 Centre 
for Academic Primary Care, Population Health Sciences, Bristol Medical School, 
University of Bristol, Bristol, UK. 3 Haywood Academic Rheumatology Centre, 
Midlands Partnership NHS Foundation Trust, Stoke on Trent ST6 7AG, UK. 4 Fac-
ulty of Medicine, Dentistry and Health, University of Sheffield, Sheffield, UK. 

Received: 20 October 2021   Accepted: 5 October 2022

References
	1.	 Briggs AM, Cross MJ, Hoy DG, Sanchez-Riera L, Blyth FM, Woolf AD, et al. 

Musculoskeletal health conditions represent a global threat to healthy 
aging: a report for the 2015 World Health Organization World Report on 
Ageing and Health. Gerontologist. 2016;56(Suppl. 2):S243–55. https://​doi.​
org/​10.​1093/​geront/​gnw002.

	2.	 Safiri S, Kolahi A-A, Smith E, et al. Global, regional and national burden of 
osteoarthritis 1990–2017: a systematic analysis of the Global Burden of 
Disease Study 2017. Ann Rheum Dis. 2020;79(6):819–28.

	3.	 Blyth FM, Briggs AM, Schneider CH, Hoy DG, March LM. The global bur-
den of musculoskeletal pain—where to from here? Am J Public Health. 
2019;109(1):35–40. https://​doi.​org/​10.​2105/​AJPH.​2018.​304747.

	4.	 DALYs GBD, Collaborators H. Global, regional, and national disability-
adjusted life-years (DALYs) for 333 diseases and injuries and healthy 
life expectancy (HALE) for 195 countries and territories, 1990–2016: a 
systematic analysis for the Global Burden of Disease Study 2016. Lancet 
(London, England). 2017;390(10100):1260–344.

	5.	 Eyles JP, Sharma S, Telles RW, Namane M, Hunter DJ, Bowden JL. Imple-
mentation of best-evidence osteoarthritis care: perspectives on chal-
lenges for, and opportunities from, low and middle-income countries. 
Front Rehabilit Sci. 2022;2:826765. https://​doi.​org/​10.​3389/​fresc.​2021.​
826765.

	6.	 Yahaya I, Wright T, Babatunde OO, et al. Prevalence of osteoarthritis 
in lower middle- and low-income countries: a systematic review and 
meta-analysis. Rheumatol Int. 2021;41:1221–31. https://​doi.​org/​10.​1007/​
s00296-​021-​04838-y.

	7.	 Sabharwal S, Patel NK, Gauher S, Holloway I, Athanasiou T. High methodo-
logic quality but poor applicability: assessment of the AAOS guidelines 
using the AGREE II instrument. Clin Orthop Relat Res. 2014;472(6):1982–8. 
https://​doi.​org/​10.​1007/​s11999-​014-​3530-0.

	8.	 Ostelo R, Croft P, van der Weijden T, van Tulder M. Challenges in using evi-
dence to inform your clinical practice in low back pain. Best Pract Res Clin 
Rheumatol. 2010;24(2):281–9. https://​doi.​org/​10.​1016/j.​berh.​2009.​12.​006.

	9.	 Modigh A, Sampaio F, Moberg L, Fredriksson M. The impact of patient 
and public involvement in health research versus healthcare: a scoping 
review of reviews. Health Policy. 2021. https://​doi.​org/​10.​1016/j.​healt​hpol.​
2021.​07.​008.

	10.	 de Wit M, Adebajo A. Unique role of rheumatology in establishing col-
laborative relationships in research. Past, present and future of patient 
engagement. Ann Rheum Dis. 2019;78:293–6.

	11.	 Forbat L, Hubbard G, Kearney N. Patient and public involvement: models 
and muddles. J Clin Nurs. 2009;18(18):2547–54.

	12.	 Tritter JQ. Revolution or evolution: the challenges of conceptualizing 
patient and public involvement in a consumerist world. Health Expect. 
2009;12(3):275–87.

	13.	 Tricco AC, Lillie E, Zarin W, et al. A scoping review on the conduct and 
reporting of scoping reviews. BMC Med Res Methodol. 2016;16:15. 
https://​doi.​org/​10.​1186/​s12874-​016-​0116-4.

	14.	 Baethge C, Goldbeck-Wood S, Mertens S. SANRA—a scale for the quality 
assessment of narrative review articles. Res Integr Peer Rev. 2019;4:5. 
https://​doi.​org/​10.​1186/​s41073-​019-​0064-8.

	15.	 Grol R, Grimshaw J. Evidence-based implementation of evidence-based 
medicine. Jt Comm J Qual Improv. 1999;25(10):503–13. https://​doi.​org/​
10.​1016/​s1070-​3241(16)​30464-3.

	16.	 Proctor EK, Powell BJ, McMillen JC. Implementation strategies: recom-
mendations for specifying and reporting. Implementation Sci. 2013;8:139. 
https://​doi.​org/​10.​1186/​1748-​5908-8-​139.

https://doi.org/10.1186/s41927-022-00310-x
https://doi.org/10.1186/s41927-022-00310-x
https://doi.org/10.1093/geront/gnw002
https://doi.org/10.1093/geront/gnw002
https://doi.org/10.2105/AJPH.2018.304747
https://doi.org/10.3389/fresc.2021.826765
https://doi.org/10.3389/fresc.2021.826765
https://doi.org/10.1007/s00296-021-04838-y
https://doi.org/10.1007/s00296-021-04838-y
https://doi.org/10.1007/s11999-014-3530-0
https://doi.org/10.1016/j.berh.2009.12.006
https://doi.org/10.1016/j.healthpol.2021.07.008
https://doi.org/10.1016/j.healthpol.2021.07.008
https://doi.org/10.1186/s12874-016-0116-4
https://doi.org/10.1186/s41073-019-0064-8
https://doi.org/10.1016/s1070-3241(16)30464-3
https://doi.org/10.1016/s1070-3241(16)30464-3
https://doi.org/10.1186/1748-5908-8-139


Page 23 of 23Babatunde et al. BMC Rheumatology            (2022) 6:84 	

•
 
fast, convenient online submission

 •
  

thorough peer review by experienced researchers in your field

• 
 
rapid publication on acceptance

• 
 
support for research data, including large and complex data types

•
  

gold Open Access which fosters wider collaboration and increased citations 

 
maximum visibility for your research: over 100M website views per year •

  At BMC, research is always in progress.

Learn more biomedcentral.com/submissions

Ready to submit your researchReady to submit your research  ?  Choose BMC and benefit from: ?  Choose BMC and benefit from: 

	17.	 Bate P, Robert G. Experience-based design: from redesigning the system 
around the patient to co-designing services with the patient. Qual Saf 
Health Care. 2006;15(5):307–10. https://​doi.​org/​10.​1136/​qshc.​2005.​
016527.

	18.	 Centre for Reviews and Dissemination (2008). CRD’s guidance for under-
taking reviews in health care. Centre for Reviews and Dissemination, 
University of York. https://​www.​york.​ac.​uk/​media/​crd/​Syste​matic_​Revie​
ws.​pdf. Accessed 4th August 2021.

	19.	 Blackburn S, Meesters J, Wit MD, et al. AB0817 Improving care for patients 
with osteoarthritis in five european countries: the jigsaw-e patient panel. 
Ann Rheum Dis. 2017;76:1343–4.

	20.	 Campbell L, Champions JP, Blackburn S, et al. OP0346-PARE A partner-
ship in implementation: adapting an osteoarthritis guidebook across 
european cultures—with patients, for patients. Ann Rheum Dis. 
2018;77:218–9.

	21.	 De Keyser I. SP0027 One for all—patient research partners involved in 
disseminating Eular recommendations among belgium patients. Ann 
Rheum Dis. 2015;74:7.

	22.	 de Wit MP, Smolen JS, Gossec L, van der Heijde DM. Treating rheumatoid 
arthritis to target: the patient version of the international recommenda-
tions. Ann Rheum Dis. 2011;70(6):891–5. https://​doi.​org/​10.​1136/​ard.​
2010.​146662.

	23.	 Dziedzic KS, Healey EL, Porcheret M, Afolabi EK, Lewis M, Morden A, Jinks 
C, McHugh GA, Ryan S, Finney A, Main C, Edwards JJ, Paskins Z, Pushpa-
Rajah A, Hay EM. Implementing core NICE guidelines for osteoarthritis in 
primary care with a model consultation (MOSAICS): a cluster randomised 
controlled trial. Osteoarthritis Cartilage. 2018;26(1):43–53. https://​doi.​org/​
10.​1016/j.​joca.​2017.​09.​010.

	24.	 Dziedzic et al. Implementing the NICE osteoarthritis guidelines: a mixed 
methods study and cluster randomised trial of a model osteoarthritis 
consultation in primary care - the Management of OsteoArthritis In Con-
sultations (MOSAICS) study protocol. Implement Sci 2014;9:95. https://​
doi.​org/​10.​1186/​s13012-​014-​0095-y.

	25.	 Blackburn S, Higginbottom A, Taylor R, et al. Patient-reported quality 
indicators for osteoarthritis: a patient and public generated self-report 
measure for primary care. Res Involv Engagem. 2016;2:5. https://​doi.​org/​
10.​1186/​s40900-​016-​0019-x.

	26.	 Kiltz U, Feldtkeller E, Braun J. Deutsche Patientenversion der Empfehlun-
gen für das Management des Morbus Bechterew gemäss ASAS/EULAR 
[German patient version of the ASAS/EULAR recommendations for the 
management of ankylosing spondylitis]. Z Rheumatol. 2010;69(2):171–4, 
176–9. German. https://​doi.​org/​10.​1007/​s00393-​009-​0428-4.

	27.	 McCaul M, Ernstzen D, Temmingh H, et al. Clinical practice guideline 
adaptation methods in resource-constrained settings: four case studies 
from South Africa. BMJ Evidence-Based Med. 2020;25:193–8.

	28.	 Osullivan D, Steinkoenig I, Brooke M. Treatments for psoriatic arthritis, a 
guide for patients written by fellow patients: a report from the GRAPPA 
2016 annual meeting. J Rheumatol. 2016;44:686–7. https://​doi.​org/​10.​
3899/​jrheum.​170145.

	29.	 Özgöçmen S, Duruöz MT. ASAS/EULAR recommendations for the treat-
ment of ankylosing spondylitis patients’ evaluation of the translation of 
the patient version into Turkish. Turk J Rheumatol. 2009;24:190–5.

	30.	 Swaithes L, Dziedzic K, Finney A, et al. Understanding the uptake of a 
clinical innovation for osteoarthritis in primary care: a qualitative study of 
knowledge mobilisation using the i-PARIHS framework. Implement Sci. 
2020;15(1):95. https://​doi.​org/​10.​1186/​s13012-​020-​01055-2.

	31.	 G-IN public toolkit. Patient and public involvement in guidelines. 
https://g-​i-n.​net/​toolk​it/. Accessed 6th Oct 2021.

	32.	 NICE 2020. The NRAS New2RA Right Start Service—a comprehensive and 
tailored support service for people newly diagnosed with rheumatoid 
arthritis. Shared learning database. Available at: https://​www.​nice.​org.​uk/​
share​dlear​ning/​the-​nras-​new2ra-​right-​start-​servi​ce-a-​compr​ehens​ive-​
and-​tailo​red-​suppo​rt-​servi​ce-​for-​people-​newly-​diagn​osed-​with-​rheum​
atoid-​arthr​itis. Accessed 6th Oct 2021.

	33.	 Morris ZS, Wooding S, Grant J. The answer is 17 years, what is the ques-
tion: understanding time lags in translational research. J R Soc Med. 
2011;104(12):510–20. https://​doi.​org/​10.​1258/​jrsm.​2011.​110180.

	34.	 Boivin A, Currie K, Fervers B on behalf of G-IN PUBLIC, et al. Patient and 
public involvement in clinical guidelines: international experiences and 
future perspectives. Quality and Safety in Health Care 2010;19:e22.

	35.	 Armstrong MJ, Bloom JA. Patient involvement in guidelines is poor 
five years after institute of medicine standards: review of guideline 
methodologies. Res Involv Engagem. 2017;3:19. https://​doi.​org/​10.​1186/​
s40900-​017-​0070-2.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://doi.org/10.1136/qshc.2005.016527
https://doi.org/10.1136/qshc.2005.016527
https://www.york.ac.uk/media/crd/Systematic_Reviews.pdf
https://www.york.ac.uk/media/crd/Systematic_Reviews.pdf
https://doi.org/10.1136/ard.2010.146662
https://doi.org/10.1136/ard.2010.146662
https://doi.org/10.1016/j.joca.2017.09.010
https://doi.org/10.1016/j.joca.2017.09.010
https://doi.org/10.1186/s13012-014-0095-y
https://doi.org/10.1186/s13012-014-0095-y
https://doi.org/10.1186/s40900-016-0019-x
https://doi.org/10.1186/s40900-016-0019-x
https://doi.org/10.1007/s00393-009-0428-4
https://doi.org/10.3899/jrheum.170145
https://doi.org/10.3899/jrheum.170145
https://doi.org/10.1186/s13012-020-01055-2
https://g-i-n.net/toolkit/
https://www.nice.org.uk/sharedlearning/the-nras-new2ra-right-start-service-a-comprehensive-and-tailored-support-service-for-people-newly-diagnosed-with-rheumatoid-arthritis
https://www.nice.org.uk/sharedlearning/the-nras-new2ra-right-start-service-a-comprehensive-and-tailored-support-service-for-people-newly-diagnosed-with-rheumatoid-arthritis
https://www.nice.org.uk/sharedlearning/the-nras-new2ra-right-start-service-a-comprehensive-and-tailored-support-service-for-people-newly-diagnosed-with-rheumatoid-arthritis
https://www.nice.org.uk/sharedlearning/the-nras-new2ra-right-start-service-a-comprehensive-and-tailored-support-service-for-people-newly-diagnosed-with-rheumatoid-arthritis
https://doi.org/10.1258/jrsm.2011.110180
https://doi.org/10.1186/s40900-017-0070-2
https://doi.org/10.1186/s40900-017-0070-2

	Patient and public involvement in implementation of evidence-based guidance for musculoskeletal conditions: a scoping review of current advances and gaps
	Abstract 
	Introduction
	Methods
	Search strategy and information sources
	Study selection
	Extraction of data
	Evidence synthesis
	Patient and public involvement and author team

	Findings
	Characteristics of included studies
	Review objective 1: PPI activities in evidence-based guidance implementation
	Review objective 2: Levels of patient and public involvement
	Contextual factors for PPI in evidence-based guidance implementation
	Review objective 3: Outcomes of PPI in MSK evidence-based guidance implementation
	Review objective 4: Review highlights and current gaps in literature
	PPI author perspectives on current evidence and way forward
	A conceptual framework for PPI in contextualising and implementing evidence-based guidance in practice

	Discussion
	Limitations
	Future perspectives

	Conclusion
	Acknowledgements
	References


