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Abstract
Background  Harnessing Lived Experience Expertise (LEE) and Clinical Expertise (CE) is essential for patient-centred 
research. Yet transparent reporting and critical reflection on their impact remain limited. This study details an iterative 
approach to integrating LEE and CE in the development of a preoperative therapy intervention for Dupuytren’s 
fasciectomy, evaluating their influence on study design and implementation.

Objective  To assess how LEE and CE shape intervention development, influence research decisions, and to identify 
associated challenges, successes, and best practice for integration into clinical research.

Methods  A structured, multi-phase approach is implemented using the GRIPP2 short-form, a validated Patient and 
Public Involvement reporting framework. Activities include forming a steering committee, engaging patients and 
clinicians in intervention development, co-creating study materials, and refining trial protocols. Feedback is gathered 
through online meetings, surveys, and direct consultations. A LEE contributor co-authors this study, ensuring patient 
perspectives were embedded throughout.

Results  Integrating LEE and CE leads to significant refinements in study design, including development of 
intervention content aligned LEE/CE priorities, clearer and more accessible patient-facing materials and outcome 
measures that reflect real-world patient concerns. Challenges include sustaining contributor engagement over time 
and balancing patient and clinician priorities.

Conclusion  Embedding LEE and CE strengthens feasibility, and acceptability of intervention and research processes. 
Lessons learned emphasise the need for flexible, iterative engagement strategies and structured reporting to 
optimise involvement and enhance impact. Future work should explore how reporting frameworks support sustained 
contributor engagement and how LEE and CE shape accessibility, relevance and implementation of clinical research.

Patient and public contribution
This study details how people with lived experience of Dupuytren’s disease, alongside clinicians, contribute to the 
design of a preoperative therapy intervention to improve Dupuytren’s fasciectomy outcomes. They help shape 
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Introduction
As part of an ongoing PhD research collaboration 
between Dorset County Hospital NHS Foundation 
Trust and Bournemouth University, this study explores 
the role of Lived Experience Expertise (LEE) and Clini-
cal Expertise (CE) in developing a preoperative therapy 
intervention for Dupuytren’s fasciectomy, a surgery 
designed to remove the tight tissue in the palm so the fin-
gers can straighten and move more freely. LEE refers to 
the knowledge gained through first-hand experience of 
a health condition [1]. While various terms are used to 
describe this concept, including Public Involvement (PI), 
Patient and Public Involvement (PPI), Patient and Public 
Involvement and Engagement (PPIE), and Community 
Engagement and Involvement (CEI), many of these terms 
do not explicitly reference patients or the value of lived 
experience. In parallel, we draw on the clinical expertise 
of surgeons, hand therapists, nurses and wound care spe-
cialists involved in the assessment, treatment, and reha-
bilitation of individuals with Dupuytren’s disease (DD). 
Their contributions ensure appropriate consideration of 
clinical safety and feasibility, alongside practice-informed 
and scientific evidence [2]. We therefore use the terms 
LEE and CE to emphasise the value of individuals with 
personal and clinical experience of DD in shaping a more 
relevant intervention.

Research shows patients develop practical, experi-
ence-based knowledge, helping them translate medical 
information into meaningful life strategies [3, 4]. This 
knowledge is neither wholly separate from, nor identi-
cal to, clinical knowledge, positioning LEE and CE as 
mutually informative and essential for effective interven-
tion development. This conceptual stance underpins the 
multifaceted, iterative design of the preoperative therapy 
intervention described in this study.

DD is a prevalent and progressive fibroprolifera-
tive condition affecting over two million people in the 
UK [5, 6]. Build-up of nodules and cords beneath the 
palmer skin can lead to fixed flexion contractures [7, 8]. 
The presurgical disease course often spans months to 
years, during which progressive contracture can affect 
hand function and limit activities of daily living. Patients 
become eligible for surgery only if a fixed flexion con-
tracture significantly impacts function [9]. Dupuytren’s 
fasciectomy, remains the most widely used and effective 
surgical treatment [10], with postoperative therapy play-
ing a crucial role in optimising functional recovery [11].

A 2024 systematic review and subsequent survey, iden-
tify a clear lack of evidence for preoperative interventions 
in hand surgery [12, 13]. The survey highlighted Dupuy-
tren’s fasciectomy as a procedure that may particularly 
benefit from structured preoperative therapy, with clini-
cians noting that it is not routinely offered due to limited 
evidence and absent pathways, rather than lack of per-
ceived value. Respondents also indicate a clinically fea-
sible, structured intervention would be welcomed.

While postoperative therapy is well established within 
hand surgery generally, preoperative therapy remains 
underexplored, despite evidence of benefit in other mus-
culoskeletal (MSK) specialisms [14]. Although DD differs 
pathologically, key therapeutic components used in post-
operative hand rehabilitation share core principles with 
wider MSK practice. Preoperative interventions in other 
MSK contexts therefore remain informative, as mecha-
nisms such as preparing tissues and enhancing surgical 
readiness are likely transferable.

Together, these findings demonstrate both a gap in 
evidence and clinical interest in developing a preopera-
tive approach for Dupuytren’s fasciectomy. The absence 
of any established pathway reinforces the need for co-
designed intervention development that incorporates 
both LEE and CE to ensure relevance, acceptability, and 
feasibility. This is further supported by evidence of suc-
cessful LEE/CE integration in other orthopaedic studies 
[15, 16].

To ensure transparent and systematic reporting of 
involvement activities, this study is underpinned by the 
Guidance for Reporting Involvement of Patients and the 
Public (GRIPP2) framework [17]. This is the first vali-
dated and internationally recognised tool for evaluat-
ing and documenting LEE/CE in health research and 
provides structured domains for planning, undertaking, 
and assessing involvement. Introducing GRIPP2 at the 
development stage ensures that LEE and CE activities 
are clearly defined, consistently recorded, and critically 
reflected upon throughout.

The need for structured LEE/CE involvement is par-
ticularly relevant when developing complex interven-
tions, defined by the Medical Research Council (MRC) 
as interventions with multiple interacting components, 
variable implementation pathways, and context-depen-
dent outcomes [18]. Preoperative therapy for Dupuytren’s 
fasciectomy fits this definition, involving behavioural, 
educational, and therapeutic elements that require coor-
dination within clinical settings. In line with the updated 

study materials, refine the intervention, and prioritise outcome measures. A patient advocate co-authors this study, 
with reflections from both clinician and patient perspectives included.
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MRC Framework for Developing and Evaluating Com-
plex Interventions, this study represents the development 
phase of a new intervention that will undergo feasibility 
testing before progressing to a future randomised con-
trolled trial (RCT). At this stage, the framework empha-
sises understanding how an intervention interacts with 
its context, articulating an initial programme theory, 
incorporating diverse stakeholder perspectives, identify-
ing key uncertainties, and using iterative refinement to 
strengthen design [18]. The structured integration of LEE 
and CE in this study addresses these elements, embed-
ding patient priorities, clinical feasibility, and real-world 
delivery considerations from the outset and producing an 
intervention ready for formal feasibility evaluation.

Study aim and objectives
The broader PhD research aims to design and evaluate 
a preoperative therapy intervention for Dupuytren’s fas-
ciectomy, using LEE and CE to ensure its relevance and 
acceptability. This study seeks to evaluate the use of LEE 
and CE within this research. The GRIPP2 short-form [17] 
is used to assess impact of LEE and CE on research deci-
sions, intervention development, and refinement of study 
protocol. The findings provide insight into best practice 
and lessons learned, informing ongoing use of LEE and 
CE in this study and other research endeavours.

Aim
To document and evaluate LEE and CE’s contribution to 
this research process, including their impact on interven-
tion development and study design.

Objectives

 	• To describe the combined LEE and CE process in 
developing a preoperative therapy intervention.

 	• To assess the influence of LEE and CE on study 
design and trial protocol.

 	• To identify successes, challenges, and areas for 
refinement of LEE and CE integration.

Methods
This exploratory mixed methods study was undertaken 
as an exploration of LEE and CE impart on intervention 
development. In line with National Institute for Health 
and Care Research (NIHR) and Health Research Author-
ity (HRA) guidance, the activities described in this paper 
are undertaken as LEE/CE endeavours and as such do not 
require NHS or university ethical approval. Formal ethi-
cal approval for the subsequent feasibility study has since 
been obtained (IRAS project ID: 349520).

To structure and report the involvement of LEE and CE 
in this study, the Methods and Results are organised in 
alignment with the GRIPP2 framework. This informed 

the three study phases and their associated activities 
(Fig.  1), enabling transparent reporting of LEE and CE 
integration and their effect on subsequent stage of inter-
vention development (Tables 1, 2 and 3).

Phase 1: Establishing a LEE/CE strategy (Table 1)
Phase 1 focuses on establishing a clear and feasible strat-
egy for integrating LEE and CE throughout the feasibility 
study. Due to Dupuytren’s fasciectomy’s lack of exist-
ing preoperative guidance, early, meaningful LEE/CE 
involvement is necessary to ensure genuine impact on 
study design and conduct. This requires moving beyond 
the tokenistic to a purposeful and achievable approach.

Phase 1 - activity 1: enrolment on the public involvement in 
research module
Why? To ensure the lead researcher has the skills and 
knowledge required to implement meaningful, non-
tokenistic involvement.

What? The lead researcher’s enrolment on a postgrad-
uate Public Involvement education module covering best 
practice, ethics, and models of involvement. Learnings 
informed the decision to adopt an iterative and phased 
approach, using established operational definitions to 
develop an achievable and impactful LEE/CE strategy 
[19].

Phase 1 - activity 2: exploratory meeting with chair of the 
British dupuytren’s society
Why? To secure early partnership with the main UK 
patient organisation and ensure the research reflected 
patient priorities.

What? An online meeting with the British Dupuytren’s 
Society (BDS) chair, the lead researcher and the primary 
PhD supervisor, exploring interest in co-developing the 
research and identifying effective contribution strategies.

Phase 1 - activity 3: engaging potential members for the 
steering committee
Why? To establish a multidisciplinary committee capable 
of providing diverse perspectives from patients, clini-
cians, and the patient organisation.

What? Purposeful sampling to contact pre and postop-
erative Dupuytren’s patients, hand therapists, dressings 
nurses, hand surgeons, and BDS representatives. Invita-
tions, information pack (appendix 4) and follow-up calls 
outline expectations and confirm involvement.

Phase 1 - activity 4: first steering committee meeting
Why? To gather early LEE/CE insight into experiences 
of DD, information needs, and priorities for preopera-
tive therapy, and to guide development of the LEE sur-
vey capable of capturing opinions from a wider group of 
people with lived experience.
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What? A facilitated online meeting clarifying the com-
mittee’s role, meeting objectives, and key definitions, 
alongside preliminary intervention concepts and an ini-
tial draft survey. Participants to share experiences and 
provide feedback on the proposed intervention and sur-
vey content.

Phase 2: development of intervention content (Table 2)
Phase 2 focuses on translating the LEE/CE output into 
concrete intervention content, the aim being to ensure 
the preoperative therapy intervention is relevant, feasible, 
and aligned with patient and clinician priorities through 
structured stakeholder involvement.

Phase 2 - activity 1: steering committee feedback on 
preliminary LEE survey
Why? To ensure the first draft of the LEE survey was 
clear, accessible and capable of capturing meaningful LEE 
insight.

What? Distribution of the draft survey to steering com-
mittee members, accompanied by instruction for review. 
Mechanisms for gathering review feedback include 
online, face-to-face, telephone or email to support inclu-
sive participation, and follow-up calls to address any con-
fusion and gather additional suggestions.

Phase 2 - activity 2: dissemination of survey via BDS
Why? To broaden LEE input and ensure that the perspec-
tives of a wider group of people with lived experience 
informed the design of the subsequent research study.

What? Design a mixed methods survey using estab-
lished survey principles to support clarity and ease of 

Fig. 1  Study phases and associated activities
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completion [20, 21]. Include closed and open-ended 
questions capturing both structured data and qualitative 
experiences. The BDS distributes the survey via website, 
social media channels, and email newsletters (appendix 
2), with additional promotion via the US-based Dupuy-
tren’s Research Group. Survey runs from 11th March 
2024 to 1st April 2024 on the JISC online survey platform.

Phase 2 - activity 3: dissemination of survey results
Why? To ensure transparency, maintain contribu-
tor engagement, and acknowledge the value of LEE 
contributions.

What? Creation of a visually engaging summary poster 
presenting key findings (appendix 3). The BDS and the 
Dupuytren’s Research Group to share the poster on 
websites and social media channels. Steering committee 
members to receive emails update.

Phase 3: refinement and optimisation of intervention 
(Table 3)
Building on the strong preference for splinting expressed 
by patients in Phase 2, Phase 3 focuses on testing, evalu-
ating, and optimising this patient proposed intervention 
to enhance feasibility, acceptability and alignment with 
patient and clinician needs. This primarily involves pilot-
ing the preoperative splinting intervention with patients 
nearing surgery, enabling real-time assessment of its 
practicality and tolerability, capturing lived experience 
specific to the surgical pathway. Additionally, review of 
trial protocol and patient-facing materials ensures clarity 
and alignment with patient expectations.

Phase 3 - activity 1: assessing willingness of patients to 
participate in preoperative splinting pilot
Why? To determine whether patients awaiting surgery 
are willing and able to take part in a preoperative splint-
ing pilot, and to understand any practical barriers to 
participation.

What? Contact via letter up to six patients scheduled 
for Dupuytren’s surgery within the upcoming eight weeks 
and follow up with a phone call to ascertain willingness 
to participate. The activity to be explicitly framed as a 
LEE activity, aimed at assessing acceptability and prac-
ticality, not a formal research study. Interested patients 
to receive an information pack and attend two preopera-
tive appointments to trial the splinting intervention and 
gather feedback on comfort and feasibility.

Phase 3 - activity 2: pilot evaluation of preoperative splinting 
intervention
Why? To evaluate the feasibility, tolerance, and practi-
cality of the intervention prior to incorporating it into a 
clinical trial.

LE
E/

CE
 

A
ct

iv
ity

D
at

e
G

rip
p2

 re
po

rt
in

g 
ch

ec
kl

is
t

1:
 A

im
Re

po
rt

 th
e 

ai
m

 o
f t

he
 st

ud
y

2:
 M

et
ho

ds
Pr

ov
id

e 
a 

cl
ea

r d
es

cr
ip

tio
n 

of
 th

e 
m

et
ho

ds
 

us
ed

 fo
r L

EE
/C

E 
in

 th
e 

st
ud

y

3:
 R

es
ul

ts
O

ut
co

m
es

—
Re

po
rt

 th
e 

re
su

lts
 o

f 
LE

E/
CE

 in
 th

e 
st

ud
y,

 in
cl

ud
in

g 
bo

th
 

po
si

tiv
e 

an
d 

ne
ga

tiv
e 

ou
tc

om
es

4:
 D

is
cu

ss
io

n
O

ut
co

m
es

—
Co

m
m

en
t o

n 
th

e 
ex

te
nt

 to
 

w
hi

ch
 L

EE
/C

E 
in

flu
en

ce
d 

th
e 

st
ud

y 
ov

er
al

l. 
D

es
cr

ib
e 

po
si

tiv
e 

an
d 

ne
ga

tiv
e 

eff
ec

ts

5:
 R

efl
ec

tio
ns

Cr
iti

ca
l p

er
sp

ec
tiv

e—
Co

m
m

en
t c

rit
ic

al
ly

 o
n 

th
e 

st
ud

y,
 re

fle
ct

-
in

g 
on

 th
e 

th
in

gs
 th

at
 w

en
t w

el
l a

nd
 th

os
e 

th
at

 d
id

 n
ot

, s
o 

ot
he

rs
 c

an
 le

ar
n 

fr
om

 th
is

 e
xp

er
ie

nc
e

3. D
iss

em
in

a-
tio

n 
of

 
su

rv
ey

 
re

su
lts

Th
e 

ai
m

 w
ith

 th
is 

ac
tiv

ity
 w

as
 to

 
co

m
m

un
ic

at
e 

su
rv

ey
 re

su
lts

 to
 k

ey
 

st
ak

eh
ol

de
rs

, i
nc

lu
di

ng
 p

at
ie

nt
s, 

cl
i-

ni
ci

an
s, 

an
d 

re
se

ar
ch

er
s, 

hi
gh

lig
ht

in
g 

th
e 

im
pa

ct
 o

f p
at

ie
nt

 c
on

tr
ib

ut
io

ns
.

Ke
y 

ob
je

ct
iv

es
 in

cl
ud

e:
- S

ha
re

 fi
nd

in
gs

 w
ith

 s
ur

ve
y 

re
sp

on
de

nt
s 

an
d 

th
e 

br
oa

de
r p

at
ie

nt
 

co
m

m
un

ity
.

- S
ho

w
 h

ow
 p

at
ie

nt
 in

pu
t h

as
 

in
flu

en
ce

d 
th

e 
st

ud
y 

an
d 

sh
ap

ed
 

in
te

rv
en

tio
n 

de
ve

lo
pm

en
t t

o 
en

co
ur

ag
e 

fu
tu

re
 e

ng
ag

em
en

t.

A
 v

isu
al

ly
 e

ng
ag

in
g 

po
st

er
 w

as
 c

re
at

ed
 to

 
su

m
m

ar
ise

 k
ey

 fi
nd

in
gs

 u
sin

g 
bu

lle
t p

oi
nt

s, 
gr

ap
hi

cs
, a

nd
 p

er
ce

nt
ag

es
 fo

r c
la

rit
y 

an
d 

ac
-

ce
ss

ib
ili

ty
. D

ist
rib

ut
io

n 
m

et
ho

ds
 in

cl
ud

ed
:

- O
nl

in
e 

Sh
ar

in
g:

 T
he

 B
D

S 
an

d 
D

up
uy

tr
en

’s 
Re

se
ar

ch
 G

ro
up

 p
os

te
d 

th
e 

su
m

m
ar

y 
on

 th
ei

r 
w

eb
sit

es
 a

nd
 s

oc
ia

l m
ed

ia
, r

ea
ch

in
g 

bo
th

 
pa

tie
nt

s 
an

d 
pr

of
es

sio
na

ls.
- D

ire
ct

 C
om

m
un

ic
at

io
n:

 S
te

er
in

g 
co

m
m

itt
ee

 
m

em
be

rs
 re

ce
iv

ed
 a

n 
em

ai
l s

um
m

ar
y 

of
 th

e 
fin

di
ng

s, 
al

on
g 

w
ith

 a
pp

re
ci

at
io

n 
fo

r t
he

ir 
co

nt
rib

ut
io

ns
.

- P
os

iti
ve

 P
at

ie
nt

 E
ng

ag
em

en
t: 

Pa
tie

nt
s 

ap
pr

ec
ia

te
d 

se
ei

ng
 h

ow
 th

ei
r i

np
ut

 
di

re
ct

ly
 s

ha
pe

d 
th

e 
st

ud
y.

- I
nc

re
as

ed
 A

w
ar

en
es

s &
 D

isc
us

sio
n:

 T
he

 
BD

S 
an

d 
D

up
uy

tr
en

’s 
Re

se
ar

ch
 G

ro
up

’s 
on

lin
e 

sh
ar

in
g 

le
d 

to
 in

cr
ea

se
d 

aw
ar

e-
ne

ss
 a

m
on

g 
pa

tie
nt

s 
ab

ou
t p

ot
en

tia
l 

fo
r p

re
op

er
at

iv
e 

th
er

ap
y 

fo
r D

up
uy

tr
en

’s 
Fa

sc
ie

ct
om

y.
- S

tre
ng

th
en

ed
 S

ta
ke

ho
ld

er
 R

el
at

io
ns

hi
ps

: 
Cl

in
ic

ia
ns

 a
nd

 re
se

ar
ch

er
s 

ac
kn

ow
l-

ed
ge

d 
th

e 
va

lu
e 

of
 L

EE
, e

nc
ou

ra
gi

ng
 

st
ro

ng
er

 c
ol

la
bo

ra
tio

n 
be

tw
ee

n 
pa

tie
nt

s, 
he

al
th

ca
re

 p
ro

fe
ss

io
na

ls,
 a

nd
 

re
se

ar
ch

er
s.

D
iss

em
in

at
io

n 
of

 s
ur

ve
y 

fin
di

ng
s 

ha
d 

se
ve

ra
l 

ke
y 

ou
tc

om
es

, i
nc

lu
di

ng
:

- V
al

id
at

io
n 

fro
m

 P
at

ie
nt

s &
 S

ta
ke

ho
ld

er
s: 

Po
sit

iv
e 

fe
ed

ba
ck

 fr
om

 L
EE

/C
E 

co
nt

rib
ut

or
s 

co
nfi

rm
ed

 
al

ig
nm

en
t w

ith
 p

at
ie

nt
 p

rio
rit

ie
s, 

en
ha

nc
in

g 
st

ud
y 

cr
ed

ib
ili

ty
.

- E
nc

ou
ra

ge
d 

O
ng

oi
ng

 P
ar

tic
ip

at
io

n:
 D

em
on

-
st

ra
tin

g 
th

e 
im

pa
ct

 o
f p

at
ie

nt
 c

on
tr

ib
ut

io
ns

 
m

ot
iv

at
ed

 fu
rt

he
r e

ng
ag

em
en

t i
n 

re
se

ar
ch

 a
nd

 
fu

tu
re

 L
EE

/C
E 

ac
tiv

iti
es

.
- E

xp
an

de
d 

Re
se

ar
ch

 R
ea

ch
: D

iss
em

in
at

io
n 

vi
a 

BD
S 

an
d 

th
e 

D
up

uy
tr

en
’s 

Re
se

ar
ch

 G
ro

up
 

in
cr

ea
se

d 
aw

ar
en

es
s 

of
 p

re
op

er
at

iv
e 

th
er

ap
y 

in
te

rv
en

tio
ns

 D
up

uy
tr

en
’s 

fa
sc

ie
ct

om
y.

- D
em

on
st

ra
te

d 
LE

E/
CE

 im
pa

ct
: S

ha
rin

g 
re

su
lts

 
ke

pt
 c

on
tr

ib
ut

or
s 

in
fo

rm
ed

, r
ei

nf
or

ci
ng

 th
ei

r 
ro

le
 in

 s
ha

pi
ng

 fu
tu

re
 re

se
ar

ch
.

W
ha

t W
or

ke
d 

W
el

l:
- V

isu
al

 P
os

te
r: 

M
ad

e 
co

m
pl

ex
 fi

nd
in

gs
 c

le
ar

 a
nd

 e
ng

ag
in

g.
- W

or
ki

ng
 w

ith
 P

at
ie

nt
 O

rg
an

isa
tio

ns
: D

iss
em

in
at

io
n 

th
ro

ug
h 

BD
S 

an
d 

D
up

uy
tr

en
’s 

Re
se

ar
ch

 G
ro

up
 e

ns
ur

ed
 fi

nd
in

gs
 re

ac
he

d 
th

e 
rig

ht
 a

ud
ie

nc
e.

- D
ire

ct
 C

on
tr

ib
ut

or
 F

ee
db

ac
k:

 S
tr

en
gt

he
ne

d 
co

lla
bo

ra
tio

n 
an

d 
ac

kn
ow

le
dg

ed
 s

te
er

in
g 

co
m

m
itt

ee
 in

pu
t.

Ch
al

le
ng

es
 &

 A
re

as
 fo

r I
m

pr
ov

em
en

t:
- L

im
ite

d 
Fe

ed
ba

ck
: W

hi
le

 fi
nd

in
gs

 w
er

e 
w

el
l r

ec
ei

ve
d,

 n
o 

di
re

ct
 

fe
ed

ba
ck

 w
as

 c
ol

le
ct

ed
 o

n 
ho

w
 o

r i
f s

ur
ve

y 
re

su
lts

 in
flu

en
ce

d 
pa

tie
nt

 p
er

sp
ec

tiv
es

.

Ta
bl

e 
2 

(c
on

tin
ue

d)
 



Page 10 of 15Babiker-Moore et al. Research Involvement and Engagement           (2026) 12:22 

LE
E/

CE
 

A
ct

iv
ity

D
at

e
G

rip
p2

 re
po

rt
in

g 
ch

ec
kl

is
t

1:
 A

im
Re

po
rt

 th
e 

ai
m

 o
f t

he
 

st
ud

y

2:
 M

et
ho

ds
Pr

ov
id

e 
a 

cl
ea

r d
es

cr
ip

tio
n 

of
 th

e 
m

et
ho

ds
 u

se
d 

fo
r 

LE
E/

CE
 in

 th
e 

st
ud

y

3:
 R

es
ul

ts
O

ut
co

m
es

—
Re

po
rt

 th
e 

re
su

lts
 o

f 
LE

E/
CE

 in
 th

e 
st

ud
y,

 in
cl

ud
in

g 
bo

th
 

po
si

tiv
e 

an
d 

ne
ga

tiv
e 

ou
tc

om
es

4:
 D

is
cu

ss
io

n
O

ut
co

m
es

—
Co

m
m

en
t o

n 
th

e 
ex

te
nt

 to
 

w
hi

ch
 L

EE
/C

E 
in

flu
en

ce
d 

th
e 

st
ud

y 
ov

er
al

l. 
D

es
cr

ib
e 

po
si

tiv
e 

an
d 

ne
ga

tiv
e 

eff
ec

ts

5:
 R

efl
ec

tio
ns

Cr
iti

ca
l p

er
sp

ec
tiv

e—
Co

m
m

en
t c

rit
ic

al
ly

 o
n 

th
e 

st
ud

y,
 

re
fle

ct
in

g 
on

 th
e 

th
in

gs
 th

at
 w

en
t w

el
l a

nd
 th

os
e 

th
at

 d
id

 
no

t, 
so

 o
th

er
s c

an
 le

ar
n 

fr
om

 th
is

 e
xp

er
ie

nc
e

Ph
as

e 
3 

- R
efi

ne
m

en
t a

nd
 O

pt
im

isa
tio

n 
of

 In
te

rv
en

tio
n

1. A
ss

es
sin

g 
W

ill
in

gn
es

s 
of

 P
at

ie
nt

s 
to

 
Pa

rt
ic

ip
at

e 
in

 
Pr

eo
pe

ra
tiv

e 
Sp

lin
tin

g 
Tr

ia
l

06
/2

4
Th

e 
ai

m
 o

f t
hi

s 
ac

tiv
ity

 w
as

 
to

 e
va

lu
at

e 
pa

tie
nt

 in
te

re
st

 
in

 tr
ia

lli
ng

 a
 p

re
op

er
at

iv
e 

sp
lin

tin
g 

in
te

rv
en

tio
n.

Ke
y 

ob
je

ct
iv

e:
- R

ec
ru

it 
3–

4 
pa

tie
nt

s 
sc

he
du

le
d 

fo
r u

pc
om

in
g 

D
up

uy
tr

en
’s 

su
rg

er
y 

to
 

as
se

ss
 th

e 
fe

as
ib

ili
ty

 o
f 

im
pl

em
en

tin
g 

pr
eo

pe
ra

-
tiv

e 
sp

lin
tin

g.
-

Re
cr

ui
tin

g 
pa

tie
nt

s 
fo

r t
hi

s 
LE

E 
ac

tiv
ity

 re
qu

ire
d 

re
ac

hi
ng

 
be

yo
nd

 th
e 

st
ee

rin
g 

gr
ou

p 
an

d 
en

ga
gi

ng
 u

p-
co

m
in

g 
fa

sc
ie

ct
om

y 
pa

tie
nt

s 
at

 D
or

se
t C

ou
nt

y 
H

os
pi

ta
l N

H
S 

Fo
un

da
tio

n 
Tr

us
t. 

Th
e 

st
ra

te
gy

 in
vo

lv
ed

:
- P

at
ie

nt
 Id

en
tifi

ca
tio

n 
& 

In
vi

ta
tio

n:
 L

et
te

rs
 w

er
e 

se
nt

 to
 s

ix
 

pa
tie

nt
s 

sc
he

du
le

d 
fo

r D
up

uy
tr

en
’s 

su
rg

er
y 

w
ith

in
 e

ig
ht

 
w

ee
ks

, i
nv

iti
ng

 th
em

 to
 p

ar
tic

ip
at

e.
- F

ol
lo

w
-U

p 
Co

m
m

un
ic

at
io

n:
 E

ac
h 

pa
tie

nt
 re

ce
iv

ed
 a

 p
ho

ne
 

ca
ll 

to
 d

isc
us

s 
th

e 
tr

ia
l, a

dd
re

ss
 q

ue
st

io
ns

, a
nd

 c
on

fir
m

 
w

ill
in

gn
es

s 
to

 p
ar

tic
ip

at
e.

- P
ar

tic
ip

an
t I

nf
or

m
at

io
n:

 T
ho

se
 w

ho
 a

gr
ee

d 
w

er
e 

em
ai

le
d 

de
ta

ile
d 

gu
id

an
ce

 o
n 

th
ei

r i
nv

ol
ve

m
en

t a
nd

 e
xp

ec
ta

tio
ns

.
- S

ch
ed

ul
in

g:
 E

ac
h 

pa
rt

ic
ip

an
t h

ad
 tw

o 
pr

eo
pe

ra
tiv

e 
ap

-
po

in
tm

en
ts

 to
 re

ce
iv

e 
an

d 
tr

ia
l t

he
 s

pl
in

tin
g 

in
te

rv
en

tio
n 

be
fo

re
 s

ur
ge

ry
.

O
ut

 o
f t

he
 s

ix
 p

at
ie

nt
s 

co
nt

ac
te

d,
 th

re
e 

ag
re

ed
 to

 p
ar

tic
ip

at
e 

in
 th

e 
pr

eo
pe

ra
tiv

e 
sp

lin
tin

g 
in

te
rv

en
tio

n 
tr

ia
l. T

he
 re

m
ai

n-
in

g 
th

re
e 

w
er

e 
in

te
re

st
ed

 b
ut

 u
na

bl
e 

to
 

co
m

m
it 

du
e 

to
 p

rio
r c

om
m

itm
en

ts
.

Re
sp

on
se

 to
 th

is 
LE

E 
ac

tiv
ity

 d
em

on
st

ra
te

d:
- P

at
ie

nt
 in

te
re

st
 in

 e
xp

lo
rin

g 
pr

eo
pe

ra
tiv

e 
sp

lin
tin

g 
as

 a
 p

ot
en

tia
l i

nt
er

ve
nt

io
n.

- W
ill

in
gn

es
s 

of
 p

at
ie

nt
s 

to
 p

ar
tic

ip
at

e 
su

gg
es

ts
 

fe
as

ib
ili

ty
 in

 re
cr

ui
tin

g 
fo

r f
ut

ur
e 

st
ud

ie
s, 

th
ou

gh
 th

e 
in

ab
ili

ty
 o

f t
he

 o
th

er
 th

re
e 

to
 

co
m

m
it 

hi
gh

lig
ht

s 
po

te
nt

ia
l b

ar
rie

rs
 re

la
te

d 
to

 
sc

he
du

lin
g 

an
d 

av
ai

la
bi

lit
y.

- S
ch

ed
ul

in
g 

co
nfl

ic
ts

 p
re

ve
nt

ed
 th

re
e 

in
te

r-
es

te
d 

pa
tie

nt
s 

fro
m

 c
om

m
itt

in
g,

 h
ig

hl
ig

ht
in

g 
th

e 
ne

ed
 fo

r e
ar

ly
 re

cr
ui

tm
en

t t
o 

m
ax

im
ise

 
pa

rt
ic

ip
at

io
n.

W
ha

t W
or

ke
d 

W
el

l:
- S

tr
on

g 
pa

tie
nt

 in
te

re
st

, e
ve

n 
am

on
g 

th
os

e 
w

ho
 d

ec
lin

ed
, 

su
gg

es
tin

g 
br

oa
de

r r
ec

ru
itm

en
t c

ou
ld

 s
uc

ce
ed

 w
ith

 m
or

e 
fle

xi
bl

e 
sc

he
du

lin
g.

- P
ar

tic
ip

an
ts

 w
ho

 a
gr

ee
d 

to
 ta

ke
 p

ar
t w

er
e 

en
ga

ge
d 

an
d 

m
ot

iv
at

ed
, r

ei
nf

or
ci

ng
 fe

as
ib

ili
ty

 fo
r f

ut
ur

e 
tr

ia
ls.

Ch
al

le
ng

es
 &

 A
re

as
 fo

r I
m

pr
ov

em
en

t:
- L

im
ite

d 
le

ad
 ti

m
e 

re
st

ric
te

d 
pa

rt
ic

ip
at

io
n 

du
e 

to
 s

ch
ed

ul
in

g 
co

nfl
ic

ts
. E

xt
en

di
ng

 th
e 

re
cr

ui
tm

en
t p

er
io

d 
w

ou
ld

 a
llo

w
 fo

r 
be

tt
er

 p
la

nn
in

g 
an

d 
gr

ea
te

r p
at

ie
nt

 a
va

ila
bi

lit
y.

N
ex

t S
te

ps
:

- C
on

du
ct

 th
e 

sp
lin

tin
g 

tr
ia

l w
ith

 th
e 

th
re

e 
re

cr
ui

te
d 

pa
rt

ic
ip

an
ts

.
- G

at
he

r p
at

ie
nt

 fe
ed

ba
ck

 to
 re

fin
e 

th
e 

in
te

rv
en

tio
n 

an
d 

as
se

ss
 

fe
as

ib
ili

ty
 fo

r f
ut

ur
e 

im
pl

em
en

ta
tio

n.

2. Pi
lo

t 
Ev

al
ua

tio
n 

of
 

Pr
eo

pe
ra

tiv
e 

Sp
lin

tin
g 

In
te

rv
en

tio
n

Th
e 

ai
m

 o
f t

hi
s 

ac
tiv

ity
 

w
as

 to
 e

va
lu

at
e 

th
e 

fe
a-

sib
ili

ty
, a

cc
ep

ta
bi

lit
y, 

an
d 

pr
ac

tic
al

ity
 o

f p
re

op
er

at
iv

e 
sp

lin
tin

g 
fo

r b
ot

h 
pa

tie
nt

s 
an

d 
cl

in
ic

ia
ns

.
Ke

y 
ob

je
ct

iv
es

 in
cl

ud
ed

:
- A

ss
es

s 
pa

tie
nt

 a
dh

er
en

ce
 

an
d 

co
m

fo
rt

 w
he

n 
us

in
g 

th
e 

sp
lin

t.
- I

de
nt

ify
 c

ha
lle

ng
es

 in
 

fit
tin

g 
an

d 
tim

e 
re

qu
ire

d 
fo

r a
pp

lic
at

io
n.

- G
at

he
r p

at
ie

nt
 fe

ed
ba

ck
 

on
 in

st
ru

ct
io

ns
, e

as
e 

of
 

us
e,

 a
nd

 im
pa

ct
 o

n 
da

ily
 

ac
tiv

iti
es

.

Ea
ch

 p
ar

tic
ip

an
t a

tt
en

de
d 

tw
o 

pr
eo

pe
ra

tiv
e 

ho
sp

ita
l v

isi
ts

.
Fi

rs
t A

pp
oi

nt
m

en
t:

- B
as

el
in

e 
jo

in
t m

ea
su

re
m

en
ts

 re
co

rd
ed

.
- M

as
sa

ge
 a

nd
 s

tr
et

ch
in

g 
te

ch
ni

qu
es

 p
er

fo
rm

ed
 o

n 
th

e 
aff

ec
te

d 
jo

in
t.

- F
ul

l-t
im

e 
ci

rc
um

fe
re

nt
ia

l c
as

t a
pp

lie
d 

to
 b

e 
w

or
n 

un
til

 th
e 

se
co

nd
 a

pp
oi

nt
m

en
t.

In
te

rim
 F

ol
lo

w
-U

p 
(1

–2
 D

ay
s L

at
er

):
- P

at
ie

nt
s 

re
ce

iv
ed

 a
 p

ho
ne

 c
al

l t
o 

m
on

ito
r c

om
fo

rt
 a

nd
 

ad
he

re
nc

e.
Se

co
nd

 A
pp

oi
nt

m
en

t (
3–

7 
D

ay
s L

at
er

):
- C

as
t r

em
ov

ed
 a

nd
 jo

in
t r

e-
m

ea
su

re
d 

to
 a

ss
es

s 
ra

ng
e 

of
 

m
ot

io
n 

ch
an

ge
s.

- P
at

ie
nt

s 
pr

ov
id

ed
 fe

ed
ba

ck
 o

n 
co

m
fo

rt
, a

dh
er

en
ce

, a
nd

 
pe

rc
ei

ve
d 

be
ne

fit
s.

D
at

a 
Co

lle
ct

io
n:

- O
bj

ec
tiv

e 
Ev

al
ua

tio
n:

 Jo
in

t m
ea

su
re

m
en

ts
 ta

ke
n 

be
fo

re
 

an
d 

af
te

r t
he

 in
te

rv
en

tio
n.

- P
at

ie
nt

 E
va

lu
at

io
n:

 D
ai

ly
 d

ia
ry

 tr
ac

ke
d 

pa
in

 le
ve

ls,
 c

om
-

fo
rt

, a
nd

 fu
nc

tio
na

l l
im

ita
tio

ns
.

- T
he

ra
pi

st
 E

va
lu

at
io

n:
 A

ss
es

sm
en

t f
or

m
s 

do
cu

m
en

te
d 

se
s-

sio
n 

du
ra

tio
n 

an
d 

ch
al

le
ng

es
 in

 a
pp

ly
in

g 
th

e 
ca

st
.

Th
e 

pi
lo

t t
ria

l o
f p

re
op

er
at

iv
e 

sp
lin

tin
g 

sh
ow

ed
:

- G
oo

d 
pa

tie
nt

 a
dh

er
en

ce
.

- M
in

or
 c

om
fo

rt
 c

ha
lle

ng
es

 a
nd

 a
dj

us
t-

m
en

ts
 to

 d
ai

ly
 a

ct
iv

iti
es

 w
er

e 
ne

ed
ed

.
- I

ni
tia

l d
isc

om
fo

rt
 a

nd
 m

ild
 s

ki
n 

m
ac

er
at

io
n 

oc
cu

rre
d 

bu
t i

m
pr

ov
ed

 
ov

er
 ti

m
e.

- A
ll 

pa
tie

nt
s 

sh
ow

ed
 s

om
e 

im
pr

ov
e-

m
en

t i
n 

RO
M

.
- R

ed
uc

tio
n 

in
 jo

in
t c

irc
um

fe
re

nc
e 

ch
an

ge
s 

w
as

 o
bs

er
ve

d.
- S

tr
et

ch
in

g 
to

le
ra

nc
e 

an
d 

ea
se

 o
f s

pl
in

t 
ap

pl
ic

at
io

n 
de

pe
nd

ed
 o

n 
co

nt
ra

ct
ur

e 
se

ve
rit

y.
- P

at
ie

nt
s 

fo
un

d 
th

e 
pr

ot
oc

ol
 

m
an

ag
ea

bl
e.

Th
e 

tr
ia

l d
em

on
st

ra
te

d 
go

od
 a

dh
er

en
ce

 
le

ve
ls,

 d
es

pi
te

 s
om

e 
m

in
or

 c
ha

lle
ng

es
. A

ll 
pa

rt
ic

ip
an

ts
 e

xp
er

ie
nc

ed
 im

pr
ov

em
en

ts
 in

 
ac

tiv
e 

RO
M

, r
ei

nf
or

ci
ng

 th
e 

po
te

nt
ia

l b
en

efi
ts

 
of

 p
re

op
er

at
iv

e 
sp

lin
tin

g.
 H

ow
ev

er
, c

ha
ng

es
 in

 
jo

in
t c

irc
um

fe
re

nc
e 

w
er

e 
in

co
ns

ist
en

t.
A

 k
ey

 fi
nd

in
g 

w
as

 th
e 

va
ria

tio
n 

in
 s

pl
in

t 
ap

pl
ic

at
io

n 
ea

se
 a

nd
 in

iti
al

 d
isc

om
fo

rt
, w

hi
ch

 
ap

pe
ar

ed
 to

 c
or

re
la

te
 w

ith
 th

e 
se

ve
rit

y 
of

 c
on

-
tr

ac
tu

re
. A

dd
iti

on
al

ly
, o

ne
 p

at
ie

nt
 e

xp
er

ie
nc

ed
 

m
ild

 s
ki

n 
m

ac
er

at
io

n,
 e

m
ph

as
isi

ng
 th

e 
im

po
r-

ta
nc

e 
of

 o
ng

oi
ng

 s
ki

n 
in

te
gr

ity
 m

on
ito

rin
g 

to
 

pr
ev

en
t c

om
pl

ic
at

io
ns

.
Pa

tie
nt

 fe
ed

ba
ck

 w
as

 la
rg

el
y 

po
sit

iv
e,

 w
ith

 
pa

rt
ic

ip
an

ts
 fi

nd
in

g 
th

e 
pr

ot
oc

ol
 m

an
ag

ea
bl

e.
 

Th
is 

su
pp

or
ts

 th
e 

fe
as

ib
ili

ty
 o

f i
m

pl
em

en
tin

g 
pr

eo
pe

ra
tiv

e 
sp

lin
tin

g 
as

 p
ar

t o
f a

 s
tr

uc
tu

re
d 

in
te

rv
en

tio
n.

W
ha

t W
or

ke
d 

W
el

l:
- H

ig
h 

Pa
tie

nt
 A

dh
er

en
ce

: D
es

pi
te

 in
iti

al
 d

isc
om

fo
rt

, a
ll 

pa
rt

ic
i-

pa
nt

s 
fo

llo
w

ed
 th

e 
pr

ot
oc

ol
, s

up
po

rt
in

g 
its

 fe
as

ib
ili

ty
.

- F
un

ct
io

na
l G

ai
ns

: P
at

ie
nt

s 
re

po
rt

ed
 im

pr
ov

ed
 fu

nc
tio

n 
ev

en
 

w
hi

le
 w

ea
rin

g 
th

e 
sp

lin
t, 

hi
gh

lig
ht

in
g 

its
 p

ot
en

tia
l c

lin
ic

al
 

be
ne

fit
.

- P
ro

to
co

l S
im

pl
ic

ity
: T

he
 in

te
rv

en
tio

n 
w

as
 w

el
l t

ol
er

at
ed

, w
ith

 
no

 m
aj

or
 c

om
pl

ic
at

io
ns

 re
po

rt
ed

.
Ch

al
le

ng
es

 &
 A

re
as

 fo
r I

m
pr

ov
em

en
t:

- S
ki

n 
In

te
gr

ity
 M

an
ag

em
en

t: 
M

ild
 m

ac
er

at
io

n 
in

 o
ne

 c
as

e 
hi

gh
lig

ht
s 

th
e 

ne
ed

 fo
r b

et
te

r m
on

ito
rin

g 
an

d 
pa

tie
nt

 e
du

ca
-

tio
n 

on
 s

ki
n 

ca
re

.
- S

tr
et

ch
in

g 
To

le
ra

nc
e:

 P
at

ie
nt

s 
w

ith
 s

ev
er

e 
co

nt
ra

ct
ur

es
 fo

un
d 

pr
ol

on
ge

d 
st

re
tc

hi
ng

 d
iffi

cu
lt,

 s
ug

ge
st

in
g 

a 
ne

ed
 fo

r i
nd

iv
id

u-
al

ise
d 

ad
ju

st
m

en
t s

ch
ed

ul
es

 o
r e

xt
en

de
d 

ca
st

in
g 

du
ra

tio
n.

- C
as

t M
ai

nt
en

an
ce

: O
ne

 p
ar

tic
ip

an
t s

tr
ug

gl
ed

 to
 k

ee
p 

th
e 

ca
st

 d
ry

, h
ig

hl
ig

ht
in

g 
th

e 
ne

ed
 fo

r c
le

ar
er

 c
ar

e 
in

st
ru

ct
io

ns
.

N
ex

t S
te

ps
:

- E
nh

an
ce

 P
at

ie
nt

 In
st

ru
ct

io
ns

: P
ro

vi
de

 c
le

ar
er

 g
ui

da
nc

e 
on

 
sp

lin
t m

ai
nt

en
an

ce
, s

ki
n 

ca
re

, a
nd

 a
ct

iv
ity

 a
dj

us
tm

en
ts

 a
s 

pa
rt

 
of

 th
e 

pa
tie

nt
 in

fo
rm

at
io

n 
le

afl
et

.
- D

ev
el

op
 a

 S
ta

nd
ar

di
se

d 
Pr

ot
oc

ol
: E

st
ab

lis
h 

a 
st

ru
ct

ur
ed

 
pr

ot
oc

ol
 to

 s
up

po
rt

 p
ro

gr
es

sio
n 

to
w

ar
d 

a 
la

rg
er

 c
lin

ic
al

 tr
ia

l.

Ta
bl

e 
3 

Ev
al

ua
tio

n 
- P

ha
se

 3
 - 

Re
fin

em
en

t a
nd

 o
pt

im
isa

tio
n 

of
 in

te
rv

en
tio

n



Page 11 of 15Babiker-Moore et al. Research Involvement and Engagement           (2026) 12:22 

What? Participants to attend two preoperative 
appointments. The first to include therapist-led mas-
sage and stretching to improve soft tissue mobility [22], 
followed by a full circumferential cast to maintain pro-
longed stretch and support range of movement (ROM) 
gains [22–24]. Participants to be instructed to wear cast 
continuously until the second appointment. An interim 
phone call 1–2 days later to monitor comfort, adher-
ence and concerns. At the second appointment, 3–7 days 
later, the cast to be removed, and ROM and skin integrity 
assessed. Patients to provide feedback on comfort, adher-
ence, and perceived effects.
Evaluation to include:

 	• The time and ability to assess pre and post-
intervention ROM measurements using a standard 
goniometer.

 	• Participants’ daily diaries documenting pain levels, 
comfort, and any limitations in daily activities.

 	• Therapist assessment forms documenting patient 
interactions, recording session duration and 
challenges encountered during splint application.

Phase 3 - activity 3: development of a trial protocol
Why? To assess readability, clarity, and relevance of inter-
vention material and alignment with patient and clinician 
expectation prior to ethics submission.

What? Steering committee members and pilot partici-
pants to review the draft protocol, information sheets, 
consent forms, and intervention instructions. Feedback 
to be gathered via phone/video discussion and email. 
Iterative revisions to be made with follow-up checks to 
confirm modifications and address concerns.

Results
Phase 1: establishing a LEE/CE strategy (Table 1)
Phase 1 - activity 1: enrolment on the public involvement in 
research module
Outcome: The preparatory module enabled the design 
of an involvement strategy grounded in established PPI 
definitions. The final approach combined two established 
operational definitions to guide the LEE/CE approach: 
Embedded Consultation and Collaboration/Co-produc-
tion, balancing meaningful involvement with the practi-
cal constraints of postgraduate research. The aim was 
to pursue Collaboration and Co-production whenever 
possible, while maintaining meaningful Embedded Con-
sultation that informed decisions and led to change. This 
multi-model approach has been used successfully in 
other postgraduate research [25].
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Phase 1 - activity 2: exploratory meeting with chair of the 
British dupuytren’s society
Outcome: Early engagement with the BDS highlighted 
the complementary value of both LEE and CE in deliver-
ing truly patient-centred research and confirmed strong 
patient interest in the research topic reinforcing the 
study’s relevance to the Dupuytren’s community. This 
informed two key decisions.

 	• Establishing a joint LEE/CE steering committee.
 	• Designing and disseminating a survey via BDS to 

increase patient reach.

Phase 1 - activity 3: engaging potential members for the 
steering committee
Outcome: A diverse steering committee was successfully 
assembled, comprising individuals with lived experience, 
clinical specialists, and patient-organisation representa-
tive. This ensured balanced expertise across the Dupuy-
tren’s care pathway.

Phase 1 - activity 4: first steering committee meeting
Outcome: Feedback from the meeting shaped both the 
intervention direction and survey content. Key insights 
included.

 	• LEE contributors prioritised clinical outcomes such 
as ROM.

 	• CE contributors emphasised functional recovery.
 	• All participants highlighted the importance of 

clear, accessible preoperative education, with LEE 
contributors requesting both digital and non-digital 
formats.

Differences between LEE and CE contributors high-
lighted the need for effective negotiation and informed 
the refinement of research priorities and survey design.

Phase 2: development of intervention content (Table 2)
Phase 2 - activity 1: steering committee feedback on 
preliminary LEE survey
Outcome: Steering committee feedback improved clar-
ity, structure, and accessibility of survey questions 
(appendix 1). Language was simplified, redundant ques-
tions removed, and both functional and ROM outcomes 
included to reflect differing priorities. Although patient 
feedback was limited, follow-up conversations confirmed 
the final version aligned with their preferences. Survey 
refinement involved balancing clinical assumptions with 
patient priorities, ensuring joint input.

Phase 2 - activity 2: dissemination of survey via BDS
Outcome: 235 international responses to the survey was 
an exceptional result, reflecting substantial engagement 

from the Dupuytren’s community (93% postoperative; 7% 
awaiting surgery). Key findings included.

 	• Strong willingness to undertake splinting and 
massage as apposed to exercise.

 	• Preference for face-to-face information delivery.
 	• Secondary preference for written/visual leaflets.
 	• Varied priorities for preoperative education content.
 	• ROM ranked as the most important outcome 

measure.

These insights directly informed intervention priorities 
and areas requiring refinement in Phase 3.

Phase 2 - activity 3: dissemination of survey results
Outcome: Dissemination of survey results to the steer-
ing committee and wider patient community reinforced 
the value of participant contributions. The summary 
poster was shared online and by email to support acces-
sible dissemination. Committee members felt the survey 
accurately captured concerns and priorities, confirm-
ing intervention development was guided by meaningful 
patient and clinician insight.

Phase 3: refinement and optimisation of intervention 
(Table 3)
Phase 3 - activity 1: assessing willingness of patients to 
participate in preoperative splinting trial
Outcome: Three of six contacted patients agreed to 
trial the preoperative splinting intervention. Non-par-
ticipation was due to scheduling conflicts rather than 
study burden, indicating acceptable feasibility for future 
recruitment.

Phase 3 - activity 2: pilot evaluation of preoperative splinting 
intervention
Outcome: The pilot demonstrated strong feasibility and 
acceptability, indicating.

 	• High adherence, with only minor discomfort or 
daily-activity limitations reported.

 	• Universal improvement in ROM, though swelling 
responses varied.

 	• Differences in stretch tolerance reflected baseline 
contracture severity.

 	• Patient diaries and clinician feedback indicated 
the intervention was practical, manageable, and 
perceived as beneficial.

These findings indicated successful intervention design.
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Phase 3 - activity 3: development of a trial protocol
Outcome: Review by LEE/CE contributors led to sub-
stantial improvement in patient-facing materials, 
including.

 	• Simplified language.
 	• Clearer explanation of expectations across the 

treatment pathway.
 	• Availability of large-print versions.

These refinements enhanced clarity, supported informed 
decision-making, and increased likelihood of effective 
recruitment and retention.

Discussion
This study demonstrates the value of integrating LEE 
and CE in developing a preoperative therapy interven-
tion for Dupuytren’s fasciectomy. Evidence generated 
across Phases 1–3 shows involvement activities produce 
tangible improvements to intervention design and mate-
rials. This is consistent with existing literature, indicat-
ing that collaborative involvement between researchers, 
clinicians, and people with lived experience strengthens 
intervention design [26, 27]. The structured, phased LEE/
CE approach, supported by transparent GRIPP2-report-
ing, aligns with evidence that multi-stage engagement 
enhances relevance, feasibility, and quality [17].

A key outcome is the development of an iterative 
involvement approach supporting engagement across 
multiple research stages. The steering committee pro-
vides a mechanism for integrating academic, clinical, 
and lived experience perspectives. Phase 1 steering com-
mittee discussions reveals differing preferences, patients 
prioritising ROM and clinicians emphasising functional 
recovery, necessitating the inclusion of both. This mul-
tidisciplinary collaboration ensures a balanced, practical 
approach to intervention development.

LEE/CE activities directly contribute to refining the 
research process and study materials, particularly dur-
ing survey development. Steering committee feedback 
improves clarity and relevance of survey questions, con-
sistent with wider literature showing co-designed tools 
better capture patient priorities and reduce response 
burden [28]. Dissemination through BDS enables wider 
participation demonstrating the value of close collabora-
tion with patient organisations [29]. The high response 
rate demonstrates strong patient interest in preoperative 
therapy, emphasising the importance of incorporating 
their perspectives.

In contrast to wider physiotherapy literature, where 
patients typically favour active, exercise-based inter-
ventions [30, 31], survey respondents express a strong 
preference for passive modalities, particularly splint-
ing and massage. This divergence may reflect the 

condition-specific context of DD, which many patients 
perceive as progressive and surgically managed, reducing 
expectations of active therapy. Importantly, this prefer-
ence for splinting is reinforced during the next phase of 
LEE activity, in which patients awaiting surgery trialled a 
preoperative splinting intervention. Participants remain 
highly positive about the approach, demonstrating excel-
lent adherence and reporting minimal disruption to daily 
function. As a result, the decision to centre the preop-
erative intervention around splinting is directly driven 
by LEE input. This provides a clear example of how lived 
experience shaped the direction, content, and practical 
design of the intervention, ensuring it aligns with patient 
priorities and real-world acceptability.

Another notable contrast is strong preference for face-
to-face education, despite post-COVID research often 
reporting growing acceptance of remote rehabilitation 
delivery amongst patient populations [32]. This may be 
influenced by the participants’ preference for passive 
interventions, many of which require in-person thera-
pist application. It may also reflect the older age profile 
of this population, and a related reluctance, or difficulty 
engaging with digital technology. These findings high-
light the value of incorporating condition-specific LEE/
CE in research design. The pilot testing of preoperative 
splinting further reinforces these insights. Patient vol-
unteers demonstrate willingness to engage, with their 
feedback informing refinement prior to trial implementa-
tion. Incorporating patient perspectives strengthens the 
clarity, accessibility, and acceptability of patient-facing 
materials.

Several enablers support the LEE/CE strategy, includ-
ing early planning, use of multiple engagement formats 
and collaboration with BDS. However, challenges also 
emerge, most notably balancing inclusion of differing 
perspectives. This highlights the need for negotiation 
and consensus building between different contributors. 
Additionally, patient feedback is sometimes less exten-
sive than that of clinicians and the BDS chair, consistent 
with literature noting confidence and perceived expertise 
can influence contributions [26]. Despite this, patients 
report their feedback has been well integrated, suggest-
ing satisfaction with the study’s direction. These obser-
vations emphasise the value of open communication, 
flexible involvement options and confidence building 
opportunities.

This study demonstrates how a phased, iterative LEE/
CE approach, supported by the GRIPP2 framework, can 
be applied pragmatically within clinical research. The 
documented influence of LEE and CE on survey devel-
opment, intervention refinement, and protocol design 
provides evidence of their equally valuable contributions. 
Given DD’s lack of existing preoperative therapy guid-
ance, implementation of complementary expertise was 
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pivotal in developing an effective intervention acceptable 
to all. By providing a transparent account of the planning 
and implementation of LEE and CE, this study offers a 
model supporting future involvement strategies in hand 
therapy, surgical rehabilitation, and other fields seeking 
to embed meaningful, multi-perspective involvement.

Reflexivity and positionality
In the interest of transparency, we provide a joint reflex-
ive account summarising the positionality of two main 
contributors who guided the involvement strategy: a 
clinical researcher, and a patient advocate. Positionality is 
recognised as an essential component of quality involve-
ment reporting helping to illuminate how personal 
experiences, motivations, and assumptions influence 
decision-making within the research process [33].

As a clinical researcher, the lead author brings profes-
sional expertise in hand therapy but does not have lived 
experience of DD. This requires conscious attention to 
the limits of clinical knowledge and a deliberate commit-
ment to embedding LEE throughout the project to ensure 
intervention development remains patient centred. From 
the perspective of the BDS chair as a patient representa-
tive, involvement carries different motivations, including 
ensuring the research address real patient needs, raising 
awareness of the condition, and enhancing the relevance 
of the emerging intervention.

These differing perspectives enrich the study offer-
ing complementary insight into feasibility, relevance 
and acceptability. A more detailed account of these two 
author’s reflections, covering motivations, influence on 
decisions, perceived impact, and the challenges and ben-
efits of the LEE/CE approach, is provided in Supplemen-
tary File 1.

Conclusion
This study demonstrates how integrating LEE and CE 
within a phased, iterative framework strengthens inter-
vention development for Dupuytren’s fasciectomy. Col-
laborative exchange between patients, clinicians, and 
researchers enable ongoing refinement, ensuring the 
intervention remains evidence-based, feasible, and genu-
inely reflective of real-world patient priorities. Key les-
sons for future research include the value of early and 
ongoing involvement, the need for structured yet adapt-
able involvement strategies, and the importance of clearly 
documenting how LEE and CE influence research deci-
sions to avoid tokenism and maximise impact. These les-
sons will continue to inform subsequent stages of this 
doctoral research, ensuring continued responsiveness 
to LEE/CE feedback. Future work should explore how 
structured reporting frameworks such as GRIPP2 influ-
ence contributor engagement, strengthen intervention 

design, and support wider adoption of LEE and CE as 
core components of clinical research.
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