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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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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.

Keywords Lived experience expertise, Clinical expertise, Public involvement, Collaboration and coproduction,
Embedded consultation, Dupuytren’s fasciectomy, Preoperative therapy

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 Dupuytrens 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
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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
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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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Fig. 1 Study phases and associated activities

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



Page 5 of 15

22

(2026) 12

Babiker-Moore et al. Research Involvement and Engagement

‘Apnis auy Jo saseyd

1uanbasgns ur1oedwi pue Juswsbebus Buiusypbuans
‘sleuoissajoid

pue sjusied WOl UoNNGLIUOD [enba INSUS 0} PIPa3U
318 S1ewo) pa1n1onas anduj Jspjoyayels buidueleg

'SNDOJ pue AdUIDLS UOISSNISIP aroidwl

p|Nod epuabe painidniis i lepusby Bunssi Jo yoe]
uawanoidwj Joj sDaiy )9 sabuajioyD)

‘sanndadsiad Juaned asiaAIp BuLNdas ‘Yoeas Apnis paus
-peoiq }Iomiau sag 3y Buisiinn :yoeay Juaied papuedxy
‘uoiejuasaldai Juaned susyibuans pue

JuBA3|2I SUlRWI AB31eAS 3D/3T 73U S2INSUS A121D0G S U}
paiD g Loddns sag
SaLIODINQ AISO4
“1oedwil

pue Juswabebus buiroiduwi ‘saibaiens 35/337 auniny
auyal |im pauteb siybisu| ‘ydiessal panuad-juaied bul
-2I0juIR) ‘uondaulp s,ApN1s syl padeys ANAnde 35/337 SIYL

S3IPNIS PajWI-aWR

19bpnq 1o} [eonoeidudl 1am sajduiexa AAeay-22inosay
‘s1alleq

Buipuny pue swin BuIWO2I3A0 UO duePING paWI
“UaWAA0IdW) IO SDRIY %9 SabU3|IDY D)

RIVEVIEYYeYle [WV]]

SNONUIUOY IO} UONEN|EAS PRINIDNIIS PADIOJUIDY
‘leuad

sad1oA Juaned buidaay ABa1ens 35/337 dnewberd ‘S|qixal4
1SWO02INO dNIISO4

JuawWaA0Idl 10 SDAID

pawybijybiy osjp 1nq s3ybisul [p2112 papiroid ainpow Ay |

*Apnis ay1 1noybnoiyy

1uaWabebUD 35IWIdO 01 SULIO) 3DeqPI3)

Aq pavoddns quswanjoaul Juaned buiobuo
5121504 Yoeoudde aanessl ay] yoeoidde uon
-UaAIIUI paliUdd-1uaned e buideys ‘Apnis
ay3 pasuanpul Apuedyiubis AuAnde 35/337 syl
2oodwy ||pidanO

‘Buibuajjeyd aq Aew sjeuoissajoid

pue siusied usamiaq Juswsabebus s|geinbs
Hupnsug anduj Jspjoysyels bupueleg -
"S9IIAIIDE SUyal pue Juawabebua

ulelUIeW 01 SULIOY YDeqpas) bunasui-isod
PRONPOAU| SWISIUBLDD YDBCPID4 PAINIINAS -
‘uonejuasaidal pue yoeal

Apn1s paUSPLOIQ }I0MIBU §,A191206 SuanAnd
-ng ay1 buibesana anduj uaneq buipuedxd -
“Indul Jusied plIom-[eal aINsua 01 A131D0S
suaiAndng 3y eiA ASAIns e aINqLAsIp 03
pa216y usWdojaAS( IUSIUOD) UOHUBAIRIUI -
“Juswabeuew Jeds 1 ol

-e2NpPa pue ‘suone1dadxe A19A0dal [pUONOUN
‘sabueyp A1osuas [edibins-1sod paziseydwig
:sanlolld Adesay] aanesadoald buluyaq -
saw02INQ A2y

“JUS)UOD UONUSAIRIUL

uo 1ndul jusiied Jepeoiq ainyded 01 Jusuw
-dojanap Aanins pauiojur pue uonisoduwiod
2311WWod Bulals Y3 padeys suoissndsiq
:ubisaq Apnis ul pappaquug sa2adsiad 1Ualog

“S1UIRIISUOD
92IN0S31/3WI1} 01 NP 3|GISEJUN IIM S[PPOUI
uonoNpoId-03/p3j-iasn (N4 A|IqISes) Yim
Juawabebua [njbuiuesw buueeq - paidope
3q 01 sem Yoeoidde UoNe)NSUOd PaIn1oNis v
“JUSWSUYSI pue BuLolUOW snonun.

-U0D pajgeu — uonen|ea3 37/337 paInionig
‘indul Jspjoy

-9YE1S SSIAIP PRINISS — 33NWWIOD) BULIRIS
‘saseyd Apnas ||e ssoide Jusw

-abebus painsug — Aba1ens 37/337 papualg
:01 buippa) 'yapoIddp y2ipasal painuad

-Jua1pd b buidpys uj [pioAId SbM 3jNpoW Ay |

“(uonouny 1By “yoeqpasy bunsaw

-150d/21d) suondo uoneIIUNUILOD 3|gIX3|) JAPO -
‘uopesedaid

ple 01 3 ueApe Ul sepuabe bunaaw aleys -

“Wio4 HoYS ZddiD

Buisn sbunesw-150d 3oeqpas) Pain1dNAs Jayes -
“uoneNuIo) A3AINS

1 01 9INQLIUOD 0} JIeYd Sg( -
sa1bajons [puonippy
'S9U01S3|IW A19A0331 pue ‘uoleledaid

abessew Jeds 'sas|pIaxa ‘suofieidadxa aaieladoisod
UO UoNedINPa BUIpN|DUI ‘JUSIUOD PaLIdfaId -
“uonewloyul aAnesadoaid Jo 1ewo) pue buiu] -
:u0 buIsN0j ‘sadusRdXe Pan|

Uo paseq uonuaAIRIUl Y1 adeys [im ndul usned -
:ubIsa@ UONUBAIRIUJ 2AIDIS))

‘uonnquasip

ASMINS Japim 31e|e) 01 A19100S suanAndng -
'suonsanb Asy suyaJ 01 991IWWOD BuLERIS -
Juawidojana@ Aanins

‘aneIuasaIdal Sg e pue ‘syusned sAneld
-doisod/aAnesadoaid quelnsuod puey ‘esinu sbul
-ssaIp 1s1delay) puey e apnpul siaquus paaiby
:UOIDWIOS da)IWWO)) bulaa)S

Joj dnoib snooy |

“JUSWIAA0IA UL PUB JUSUISSISSE DIJRUIISAS 10}
MOMIWERY 7ddIdD PasN — SNd04 uonen|eA3 35/331
Jleyd Sag 9yl pue ‘sasinu

sbuissaip ‘s1sidesayy ‘suoabins ‘susned Jo wieay
Aleundidsipin|y — UONEWIOS 99IWWOD) BuLiaals
“JUSWaAJ0AU| 210]dXD

011y 5gg pue JosiniRdns qud 4aydieasal pes)
31 Yum Bueaw auluQ — Sag Yim uswabebul
"uonONPOoId-0d pue ‘UoIIRIOGE||0D ‘U0 NSUOD
PapPaquIs pauiquio) — [SPOW 35/337 papualg
:5aw01n0 A3y yam Abaipiis 37/3373|qIxal
‘painaNIIs b Jo JuaLIdojaAap ayl papinb ajnpow ay |

‘SKaAINS auljuo bueuiuwas

~SIp Ul 92UE)SISSe Sg :uoinguisid AAING -
“Ajunuiwiod Juaned [eqolb ‘asIsAIp

© 0] 530Dy :UOIRIUSSIdaY [PUONRUISIU| -
“9dUBAD[2I pue UbISIp

Apnis uo 1ndul sag :2An03dsiad 1uaned -
‘syuedpiued buibebus pue Hul

-Ajnuapl Ul poddns 5ag UaUAINIDRY JUNed -
SJUIO4 UOISSNISI A3y

(SSW) ieyd Sag

pue ‘(D) Josiaiadns ‘(gL ) Jaydieasal peaj ayl
UIM P2y sem Bunaaw [enuin y :dnias bunaspyy
“UOI1eIOCR||0D

lenuaiod Joj payoeoidde sem (Jieyd

S@g) Ja1nyds aMnofls euuy 1o0Ju0D [oNIU]

‘suolssndsIp 1adxa ybnoiyy

ubisap Apnis buluyal uo acuepinb papinoig
“1oedwi 357337 Bulinseaws 1oy (4vid

'7ddI¥D “63) $|001 UoneN[eAs PadNpPOIU|
"S9a1IWWI0D AJosIApe pue sdnoib

SNJ0J 3| SpoLIaW uononpoid-0d pasojdxy
“uoneuswa|dwl pue ‘suoniuysp

‘sa1ba1e.)s Juswabebua 33)/337 paianod)
‘s1ybisul 9|gen|ea Bulayo ‘adus

-112dXa PIAI| YIM S[enpIAIpUI AG palel|iDe)-0)
‘papnjoul ssasoid bujuipa) ay |

“SybIsul I0INqQLIU0 0/377 3]qon|pA buipinoid
'SUOLPUOD {3y SNOLIDA JO 22UalIadXa pani|
Y2m S|PNPINIPUI AQ PalDlijIdb}-03 SOM 3[npoLu 3L |

ndul sgg a1elb

-a1u1 01 sAem [eandeld Ajnusp) (sag)

“uoNANPOId-02 PUE JUSWSA|OAU! JSCTblely

120w JO ANIGIsea) $sassy suanAndng

“Apnis sy bui ysnug aya

-ubisap-02 ul1sa1R1ul Sgg abnen JoJieyd yum

:0] SoM bunssw A1

bunaawi siyy jo wip Aiowiudayy  €z/z1  -oiedojdx3 g
'SS9USANDAYS JD/337 Suyal pue
ssasse 0} el Bulysqeisy g
1oedwl
pue dueAS|2I Jo) ADBa1ens 3D
/331 paiojiey e buidojanaq
‘s9bus|jeyd pue ‘s1ysusq Jisyl
‘slapow 357337 bunenjens ¢
“Y21e3531 01Ul 3)/337 1eib1ul 01
sAem [njbulueaw buiknuap 7
‘3D/331 8
-29)J 10} sa1621RAS PUB ‘SIS

‘sonoeld 1saq Bulpueisiapun °| 3|npow

£932/491 Yosessay Ul

01 Yopouddo [njbuupaw pup JUSWISA|OAU|

PaIN12NJIS D YSIjQDISa 01 SOM ajn 2ljgnd ay1 uo

-pow siy3 jo aAalqo Aipwiud 3y €7/#0 1USW|oIUT *|

ABa1eas 30/977 e bulysijgelss - | aseyd

@>uaadX® SIYy3} WOl uJes| ued sI8Y30 Os ‘Jou pIp

1eY) 9s0Y) pue [|am JudM Jey) sbulyl ayy uo Bundapyas
‘Apms ay3 uo Ajjednud Juswwod—anndadsiad jesn)
SuonddYaY S

s1oay3 aAnebau pue aaiisod aqudsaq
*|[e43A0 Apn3s aY3 pasuanpyul 35/337 Yd1ym
0] JU3)X3 3Y} UO JUBWIWOD—SIWOdINO
uolssndsiq i

sawodIno
aAnebau pue aanisod yloq buipnpui ‘Apnis
U3 Ul 33/33740 S)|nsa. Y3 Jioday—sawonno
s}nsayY €

Apms a3 u1 35/337 403 pasn
spoyIaw ayj 4o uondudsap 1e3|> e APINOId
SPOYISIN T

Apmis ayy Jo ayj yiodsy

wiy <L

1sipPayYd buniodai zdduo  gyeq

ABa1e11s 3)/397 e bulysi|geisy - | 9Seyd - Uolien|eAy | ajqeL



Page 6 of 15

22

(2026) 12

Babiker-Moore et al. Research Involvement and Engagement

"UONBUIPIO0D 3|qIX3YY
paiinbai sjeuoissajoid Asng yum sabusjieyd buinpayds -
‘ssaualeme 1210316 10 pasu

e bunesipul ‘syusned annesadoaid bunininas Aynoyd -
RELETTpY.EN

‘sueRIUD pue syusied

annesadoisod woiy wiseisnyiua pue Juswabebus buons -

“Aduinof juaned sy Jo 96.IS SIY3 18 dURAS|RI
3D/371 40 Ssaualeme payiull| 01 anp AjaY)|
‘syuaned aanesadoald buninioal Anoyiq -
‘Aujenb

yoieasal bupueyua ul 35/337 40 anjea ayy
padiojulai JusWRbebuS Jueddned Buons -
“ubisap Apnis ul saybisur jusned pagquia

03 931D AleudidsIpiNU e paysigelss -
saw00IN0 A3y

A13120G suanAndn( ysiug auya Jo Jieyd -
uoabins puey | —

asinu sbuissaip | —

sisidessuyy puey 7 —

juaned

suanAndng aanesadoald | pue aanesadolsod f—

'SI9QUIBY 211" BULIBAIS PAULIYUOD)
‘bujuueld sainbas dnoib

nw e ssoude A1ljigejieAe Buieulpioo) -
‘Buibus|ieyd

2J0W sem Juawabebua Juaned aanesadoald =
'S9WO0DIN0 YdJeasal buideys ul 35/337 40 anjea
3U1 padJojulal wiseisnyius Juedpnied buons -

*SUOISSNISIP

paJn1dNAs S1eniul 01 Pa|NPayds sem Buesw
dn-moj|oj e pue ‘Pays!|geIsa Sem IsI| 321U
W02 pawyuod v :diysiaquisiy buisijeury -
‘papinoid suondo

3|qIX3l UM ‘SA1S 1X3U PUB JUSWISAJOAUL
SSN2sIP 01 BUNSaW SUI|UO [BIIUI UB O] PIIAUL
2I9M PIIS2IR1UI 350U | (UOIENAU| BUnSa -
*salIuN1oddo JUSWSAJ0AUL pUB SIAIIDS(GO
Apnis Bulule|dxe yoed uonewojul e paniedal
syueddinied paisalaiul :buieyS uonewIoju| -
‘s3UaNb passaippe pue suoneidadxs

payLIe|d s||ed auoyd 1uswabebul dn-mojjo4 -
JUSUIRA|OAUL JO

[9AS] PUE ‘3]0J 991IWWIOD ‘APNIS U1 pauljino
|leWS/150d BIA SUONRLIAU| 1DRIUOD [BINU] -
'SI0INQLAUOD

£33 se paynuap! 1M saAneIUSsaidal sag pue
'S)UBYINSUOD puUBY ‘sasinu Buissaip ‘sisidesayy
puey ‘syuaned suanAndng aanessdoisod

“1oedwi pue

‘AujiqIssadde ‘9dueAs|al Apnis
BuidueyuS 19510 aY) WOy
JUSWA|0AUL Dlignd pue Juaned
[njBuluesW 3INSUS 01 SeM 331
-WWIOD BuLa1s U1 JO Wie ay |
“SOAIRIUSSIdRI

dnoub 1oddns 1usned pue ‘sje
-uolssajoid aledyyfeay ‘syuaied
BulpnpUl ‘sIapjoyNeIS Ay

291IWIWO0D
bupsais ayy
10} SIaqUIBWI

Y1buans A3y "sanndadsiad “Asuinof uaned ayy pue -aid :uonedynuap| Japjoyaxes - buibebus Aq seniwwod bulals [enuaiod

‘Indul Japjoyaxels pue juaiied BUIOBUO I0j oML |euoissajoid pue 1uaned Jo uoneibalul Ajes  Ssoide UoNeIUSSIdal JSP|OYSNeIS SSISAIP PAINISS - 'siaquia [plualod abobua e YsI|ge1ss 01 paudie AUAIDR SIU | Buibebuy

SAI1RIOGR||0D B PaYSI|qe1sa A|nyssa0ons ANANDe 35/337 SIYL PaINsus 391IWWoD) BuLIaRS JO Uohew.od :52w021n0 Aoy 01 pasn som yapoiddp ya0a1no palabipl v UoNDUWIOS 3ajuiwioD) bulizals  #2/10 €
92ua1IadXD SIY3 WOJ) UIed| U SIBYI0 OS ‘JoU pIp s31099 aAnE6AU pue dAlIsod aqudsaq sawodIno

1ey) 35041 pue [|am Judam Jey) sbuiyl aya uo Hundapa
‘Apnis 3y uo Ajjesnud Juswwo)—andadsiad [eonud
suonddY3Y :§

‘||eaan0 Apnis ay3 pasuanpyul 35/337 YoIym
0] JU3)X3 3Y} UO JUBWIWOD—SIWOOINO
uolssndsiq i

aAnebau pue aanisod yloq buipnpui ‘Apnys

3Y3 u1 357337 40 SNsaJ 3y} Joday—sswodnQ

s)nsay ¢

Apmis 3y ur 35/337 40} pasn
spoyiaw ay3 jo uondLdsap Jes|d e 3pInoId
SPOYIBN :T

Apnis ayy jo wie ay) 1ioday
wiy L

sIpPayYd buniodai zdduo  gyeq

(Ponunuod) | 3)qelL



Page 7 of 15

22

(2026) 12

Babiker-Moore et al. Research Involvement and Engagement

‘sbunaaw aininy sroidwl

01 32eqPa3) Juedpdiied Bunen|eA] :MaIASY yDeqpaa -
‘saAndadsiad syuedpied

1uasqge ainded [Im sbunssw [enpiApy| :sdn-mojjo4 -
isda)s XN

nduj bupiwi

‘DUSIE LUP|NOD S3UAUI DWOS SIDIPJUOD) BulNpayds -
‘s3uaned aanessdoisod osje aiem

150 "UBLWIOM 3UO AJUO YlIM ‘USW pa1ednpa ‘pabe-a|ppiw
Apsow a1om syuedipied :soiydeibowsp Jusned payuwi -
:sabuajjpy) A3y

*SUOISSNISIP PaYDLIUS SUeD

-lul pue syuaned Yo woyy Indu| :saAndadsiad asiaAIq -
"PRISA0D 2Jam $1d0] Aoy painsua

pue Pasn0j sUOIsSNIsIp 1day :epuaby painIaNAs -
*SUOISSNISIP PaPIOdal JO) PAMO|[e pue ‘ASusidLya
‘Aujigissanoe panoidwl sbunaaw [enwiA :AisAllRQ auljuQ -
sy3buaAs A3y

'sjeob ypieasal pue saandadsiad jusied
$9SS2IPPE 1l BuLNSUS ‘UoNQLISIP J9PLOIq
210§2q 1eIp ASAINS 3Y1 BUYSI PUB MIIAI [|IM
991UWIWOD 3y Juawidojaraq Aorins anpia) -
"spasu Juaned 11oddns 159q 01 paziuoud aq
pInoys s12adse yaiym AJuapl ||Im ASAINS 3y |
‘[ePNID 3le HuMas-uoneldsdxs pue UoNeINPs
annesadoald :buias uonpIdadx3 p uopINp3 -
'S9WO02IN0

JeuonouNy buiziseydwa Ajay1| ‘sainseaus
1URAS|R1 150W 31 9zoud [jim ASAINS By | 'san
-poud yuaned Buikiea 0} anp ssa00Ns [e2161NS
10 SS9UBAIIDDYD JUSUIILDI] SS9SSR URD 2INsealu
3|BuIs ON :sanspayy awo2INQ a|dinyy -
:9pN|AUl SSW0INO

Aay| "uondallp sApnis ey padusn|ul Apued
-yubis aney Ananoe siyy woyy pauleb siybisul

‘suoepuawiwodal Adesayy aanesadoaid

Hunseduwi deb yoieasal e se paynuspl sem asessip

suanAndn( Joj sauljepinb Juswabeuew aAl

-eAJSSUOD 1B3|D JO 9DUISA dU|| SaUIaPIND JO YO -

“UOLIBN|BAS 3|qIXY J0j Pa3U U}

Bunybiybiy 2ndyjip swodino ey ajbuls e buluysp
spew sanuoud uaned Bulkie sainspayy awoinQ -

‘siaquisw dnoib AIOSIADe SB PIAJOAUI Ulewa) 0}
U2y alam syuediied ||y uawabobu3 buiobuQ -
‘Aujiqissade Joj suondo [enbip

~UOU UM 'PIPUSUILIODSI SeA S32IN0SaI [UBIP pue
‘|ENSIA “USTIIM JO XIW / “UORDULIOJUJ IDULIOS-NA -

‘Juawabebua Adessyy abeinodus
pue A1aixue a3npai 01 sanjunuioddo gD pue

1oddns 1aad pan|ea syuslied :1/0ddns aAnpIad02I -

“uonoejsnes
pue ssaupaledaid 1usned Joj [eRUSSSI S| A19A0DI
pue ‘suoido JusWIeaI] ‘UONIPUOD SY1 UO Lo
-eULIOJUI 3]qI559228 B3| :U0IDINPT 2AIDISA03 -
:sapnpoul 1ybisul A3y Aanains Buiwoddn

SU1 JO UBISSP U1 PSWIOJUl pUB UORUSAISIUI
annesadoaid e Jo Juswidojersp sy Joj senuoud

pa1ybiybiy Bunss|y 83NIWW0D BULSNS 1S4 3Y L

*32UepING YHIN YUM SUI| Ul ISUDNOA |y RUQ
G73F e paAldal sluedidiueg :uonesuadwo)) -
“sjuswanoidwl pa1sabbns

PUE SS9UDAIIIDYD UOISSS PASSISSe SULIO) 3oeq
-pa3} BUNDIW-ISO ‘WSIUBYII| 3DeqPIR -
'suolisanb paiabiel Aq papinb “Adelsuy
aAneladoaid uo saandadsiad pue saouauadxe
paJeys syuedidiied :UOISSNDSI pajel|ied -
'SwIR) Apnis Aoy pue ‘saandafgo bul

199w ‘950dind $931/WWIOD 3Y1 PaUIINO UOH
-eluasaid Jauq v eulio4 bunasyy painionis -
‘panqLisip osje

2JaMm (suoissndsip buidods eniul pue ‘9bpa
-imouy 9onoeid [ediul]d ‘ainesal| Bunsixs uo
paseq) suoiisanb A3AINS Yeld 'SuoNNGLIU0D
INAYBNOY1 JOJ MO|[e 01 SDURAPE Ul Yoam e
syulod uolssnsip A3y pue ‘epusabe ue paAiedal
sjuedidnueg :uonesedald bunasyy-aid -
“AW|1qIss32€ 10} #202/20/0 1 UO Pl3Y Sem
BupsaWw swes| auljuo ue pue ‘passyied alam
saoualajaid Alljige|ieny :bulinpayds bunaapy -
papnjoul KIADY SIY| 21DX1DD4 01 Pasy) SPOYIdN

“uonNQUISIP JapIM 21049 AdAINS
3y auyal padjay dnoib bur
-19315 DU WO} 3oegPas) 19alI0
"JusWdojaA3p UoNUAIIUL
adeys 01 eep |nybuiuesw
bunsyien :esoding 1o 114 -
'syuaned |[e Aq pools

-13pun AJisea si buipiom Aaains
Bunsu3 :A)jiqIssaddy 1B Qe -
1SaA112210

awauyay Aarins 35/377
‘K1an0d31

aniesadoisod pue uonesedaid
aAneiadoald yioq bupueyus
‘spaau Juaned 01 palojiel s uon
-UanJRUl Y1 Buunsug wubissq
UONUSAIRIU| PRAURD-IUSIE] -
uawabebus peoiq

104 A131005 suanAndng sy

eIA pa1NqLIsIp ‘AaAIns Juaiied

e ubisap 03 Indul 31w
buisn uswdojanag Asnns -
‘spoyiaw A1anijop

pauajaid pue ‘sawo2Ino [ed1bins
A3 ‘suonuaniaul aAnesadoaid
JeIpyauaq bulkjnusp ;spasN
1uaned buipueisiapun -
“Adeiayr aanesadolsod pue

-aid ul sdeb Aynuspi 01 suepul
pue syusied aanessdolsod pue
annesadoaid woiy syybisul bul
-Inde?) :saAndadsiad bunayien - EEIN[V[VVen)
:SaA11221q0 A3y — Bupaais 1sil4

bunaayy saniwwiod bulaals isid  $7/20 R

bunsaw

9>udLIadXa SIY) WOl uIes| ued SI9Y10 Os ‘Jou pIp

1ey) S0} pue [[3M JuaMm ey sbuiyl ayy uo Hundayaa
‘Apmis ay3 uo Ajjesnid Juswwod—anndadsiad jeon)
Suo3YIY :§

s129)49 aAnebau pue aanisod aqudsag
*[leaano Apnis ay3 pacuanyui 35/337 YaIym
0} JU31X3 Y} UO JUBWWOD—S3WO0dINO
uolssnasiq iy

Sawodno
aAnebau pue aanisod yyoq Huipnpul ‘Apnys

3Y3 Ul 37/3317 40 S}NS3 9Y3 Moday—sawodnQ

synsay :¢

Apn3s ay3 ur 35/337 40} pasn
spoyiaw ay) Jo uofdidsap 1e3|d e 3PIAoId

SPOYIdI T

Apnis ay3 jo wie ayy 1ioday
wiy L

(Panunuod) | 3)qelL



Page 8 of 15

22

(2026) 12

Babiker-Moore et al. Research Involvement and Engagement

‘uonejusWwa|dul [N} 310j2q

Aujigeadadde pue Ajiqiseay SSasse 03 UOUIAIIUI 93 1531 10|Id -
*saluoud Juaned uo paseq uonuaAIUL 3y} dojaas( -

'sda1s XN

'sa1631e11S [BUOIIBAIIOW PUE SISLLIE]

210|dxa 01 psau e $15366NS SUONUSAISIUI SR Ul 1S3IS1UI ISMOT -
Indul 3)/337 484Ny 1) pasu a1 bunybiybiy qusiuod

£33 U0 PaBIRWI SNSUSSUOD OU ‘PIN[EA SEM UOIEINP S|IYA -
JuawWaA0dwW) J0j SDRIY %9 sbU3JIDY D)

"UONUAAIRIUI B3

adeys A[1Da11p [|ImM S2INSeIUW SWODINO pue ‘saibaels Juswabebus
'KISAI[9P UOIBLUIOJUI JO SPOLISW UO saluioud Juaned Jes|) -
‘Indurusned asiaAp

pue uonedidiuied peoiq paInsus Sag Y1 Yim UONRIOge||oD -
“JUSWIAAJOAUI JUSNEd Jo SourLIOdWI

3y bupiojuial ‘eep a|gen|ea papiroid sajel asuodsal YoiH -

loM PIOM IDYM

‘Aunisnpul

pue Juawabebus 35/337 a1nny droiduwl 01 pauses| suosss| Alddy -

'5ag eiA sualied suanAndng a1ou 03 A&9AINs pauyal ayi 3INgusid -

5da15 1XaN

‘uonnqasip o1 Joud Bunsay joid yum Ajgissod ‘@duejeq

SIY3 Uyl PINOYs suoness)l ainng :jeisq 3 Aliduwis Bupueleg -
“Peqpes)

apinoid 01 SispullaI pue swi) aJow Ajqissod — uonedidnied
uaned 35eaIDUI 0} PIPIIU DI SHOYS IO INdU| JUSNEY PIUWIT -
“JuaLA0IdW 104 SDAIY ' SabUB|IDYD

‘A|pusiij-1asn 10w ASAINS aU1 apew Libud)

pue ‘21n1ons ‘Alue paacidul] :SJUSWISUYSY PR1IUSD)-IUNE] -
ASAINS SUY UIYUM PRUSSDI

9 01 JUSWISSISSE JOJ SWODINO paliajRid suedIul pue Jusled Joy
POMO]| S2INSEA SUIODINO SNOLIEA 10} W1SAS Bujues e BulpInold -
oM PXIOM IPYM

'$5920NS
[e2161NS DINSEAW SO} SIWODINO [BUOIIDUNS JIAO
PaIN0OARY 33 SEM NOY 1SaILIOLY dUW02INO) -
*AISS9DaU JI 9dUIaYpe 3sDIRxa 1oddns

01 sa1barens bunuawajdwi 3jiym pasnuond aqg
pINoys 3531 BunsaboNS ‘s351219%2 SANE JaA0
(9bessew pue bunuiids) suonuaRIUl SAIsSed
pa1IagaId SIUBIRY [S9IUISJAU UOHUIAIAIUY -
‘S|eus1ew a|qeldepe 1o pazijeuosiad

1o} paau ay1 buiziseydwa qu21u0d A3y UO
PabISLS SNSUSUOD Je3|> OU ‘pan|eA Sem UoN
-ednpa aAneladoaid 3|y spaap jouonponp -
"AJIqissadDe Joj yoeoidde

|epow-nnw e buiioddns ‘sjelisiew usium
pue [ensiA AQ PamoJ|0} ‘UONeINPS 8D.)-01-3084
AIanifa@ uonpuLIOU| JO POYIdY PaLIdald -

2180

annesadoaid Buiroidwiy ur1sassiul Juaned s1ybi|
-ybiy 2184 asuodsal buons Juawabobu3 ybiH -
9PN DUl SSWOINO A3 “UOHUSAIRIUI
anleladoaid panusd-uaied e Jo Jusuw
-dojenap ay Bunusnyur Apdallp ‘sanndadsiad
1uaned ajgenjea papiaoid synsal AsAINs ay |
ubissq uon

-UaAIIU| dANeIRdoald buideys siybisul Aaning

"suondo Juswabebus a|qixa|y 210W I}
paau ay1 bunybiybiy yoeqpasy papiroid
sjuaned oml AJuQ :Induj Juaiog pajwiry -
*9dueodW] W00

pauyap-1usned 12531 01 Wi1sAS Bupjues
© PIPPY 52110l PaIU)-1USNDJ -

's91el dsuodsal pue

Aujigepeal 11130 Joj 21n1oNIIs pue abenb
-ue| paisnfpy Moy %9 A1oj> paroiduj -
PAPN[2UI SAUI0INO A3Y 'sueld

Ul pue siuaiied 410q 03 JueAS[aI puR
'9]q1ssa22e SeM A3AINS BY) 2INsud padjay
SISQUISW 3311WWIOD WO ¥2egpas

'$5320Ns [e216INS JO 2INSEAW pPanjea
150W 31 Sem (INOY) uonow Jo sbuey -
'sas1D1xa aAnesadoald Jano abes

-sew pue bunuiids ur abebus 03 ssau
-buljjim 1918316 passaidxe syuedpinied -
JU3U0D

A3 UO SNSUSSUOD JB3)D OU SeM 21941
“Jueniodwi paIspISUOD sem AIaAllep
uolewloyu| aanesadoaid ybnoyyy -
“UOIeULIOJUI [ePOW-NjNW

1oy a1uasajeid e bunedipul ‘s1a|jes|
UM pue [ensia Ag pajuswsjddns
‘KI9N[9P 928)-01-98) SEM 1eULI0}
uoleusiojul aniessdoaid pausjid -
*K13bIns Bunieme a19m 94/ ‘ALI01D31OSR)
auobiapun pey uediled Jo 96—

“SpIMpLIom sasuodsal Juedidnied Gz —

apnppul sbuipuy Aonng

0Tl

Judy 01 | | yo1eyy woly sasuodsai Joj uadQ -
‘uonedpied [euoleulaiul ‘8Indas

10§ W1SAS A3AINS SUIIUO DS][ 9Y3 UO PISOH -
:U0123/j0D) P

‘suiojied eIpaw [e120S JIY1

uo 11 bunieys Aq yoeas papuedxa (iyoiduou
paseq-5n) dnoio) Yoieasay suanindng -
“SI9NIS|SMBU [IPUIS PUP ‘BIPaU

[BIDOS ‘DUSCaM BIA ASAINS DY) Pateys 5ag -
QUBWIINIOAY 79 UOHNQLISI

sybisul

SAIEIIUEND pue aAleYenb Log ainded 0}
suonsanb papua-uado pue pasopd papnpu| -
‘uona|dwod Jo asea pue ‘Aljesnau ‘Aiep

10} sajdipund ASAINS Paysi|qeIss Pamo)|o4 -
*A)1|IqISS9D2R pUE 9DURAR|RI 9INSUD 01

Indur 9a11Wwod Bulaals Yim padojpasq -
Jquawidojanag g ubisaq

Jleys sag syi
pue SUBIUI WOl 3Wed Indul 150W ‘paingLiuod

‘e1ep Aoy bujuielal

syualzed om1 AJUQ 20qpaa- Juaipg pajiwl] -
“JUSWIAOW JO abuel

‘SA $9WODINO [BUONDUNY IO 32uala)aid 9bneb
01 Wia1sAs bupjuel e pappy :sailioLd buliayid -
1ym saiel uonas|dwod
92UPYUS 0] SUOINDSS PaUl|WIans MOl % Y1buaT -
'sndoy anosdull
01 SUOIISIND JUPPUNPAI PIAOWSY :20UDASJRY -
“Adeindoe buiuieuiew ajiym
SwiR) [eojuyda) bulkpiduis ‘Buipuelsispun 1a11aq
10} suonsanb papiomay Ajiqissaddy 9 Ao -
Buipnpul ‘ubisap
ASAINS Ul SJUSWISUYSI [RISASS O P3| 4DBqPIS4

*A1LIe[D PUB 2INJDNIS UO ¥0eqPa3) pUe
‘syusWIA0IdUI ‘SUORDYLIR)D J0) PAMO] e
sdn-mojjoy papasu UsYAA :dn-mojjo -
Iews Jo
‘suoyd ‘uosiad-ul ‘sues] eiA puodsai
PINOD SISQUIS U0 ¥20qpaa -
“SUONDNIISUI MIIARI Je[D

YUM |IBLIS BIA JUSS :U0NNQGLISI A2AINS -
‘pa1dope sem

yoeoidde xpegpss) s|qixaly e 1yeip ASAINS
337354 3Y) UO SI9QUISUI 931)IWWIOD
woy 1ndul SAISUSYRIAWIOD PaINsUs Of

‘1dedwi pue
3dueAs|al 5, Apnis Y1 Bupueyus
‘suonuUaAIIUI 24NNy Buideys ul
syuaned aAj0AU| JuaWabpbuT 15004 -
EEREIETEY o]
UOIIUSAISIUI PUE ‘S2INSES SUIODINO
‘Adeiayy anneladoaid uo smaln
uaned aimde) aybisujayipo -
'SaoUaadXa JusWIeal) pue sabeys
95835IP UIAYIP SS0.D. 3|dUes U
-ed aAneIUSSaIdRI ‘DpIM B 01 ASAINS
QU1 2INQLISIQ :YOD3Y ISILLIXD)Y -
:papN[oUl SAND3(CO A3
"uonuIAIUI
2y1 Jo ubisap ay1 wojul 01 SAg Y1
elA syuaied suanAndng o3 Asains
3} JO UOIRUILLSSSIP PROIG 3INSUS 0}
sem Auanoe siyy jo wie Alewud ay| /€0

‘Juawdolansp
uonusAISiUl UIOJUl O} Blep [N
-Bulueaw Jayieo :ssauanidayg -
'sandadsiad Juaned Aoy ainide)
1$S2URNISURY4AWIOD) 79 22UDABJBY -
‘pueISIOpUN
01 Asea aJ1e 31N1dNAIs pue Buipiom
aunsu3 A1yqissandy i Aup)) -
PapN|PUI $3AI13[GO A3 “UonNNGLISIP
19pIM 210490 ASAINS 337 Y1 dUYRI
01322QPa9) 99NIWWOD Buliaals
Jayeb 01 pawle Auande 35/3371SIUL +2/€0

A1apos
suanAndng
eI AaAIns
Jo uoneu
-wassIg T

Aanins

337 Areuiw
-aid uo
oeqpas)
991IWIWO0d
buusars

L

1USUOD) UOAURAIRNU| JO JusWdoPAR(Q - Z 9seyd

@dUdRdX3 SIY} WOJ) UIed]| Ued SIBYI0

0S “Jou pIp 1Y) 3SOY] pue [[9M JudM Jey) sbuiyl sy uo Hui
32321 ‘Apns ay3 uo Ajjednid Juswwod—anndadsiad [eonud
SuUOIBYSY :§

s193yy9 aAnebau pue aanisod aqudsaq
|esan0 Apnis aY3 pasuanyul 35/337 YdIym
0] JU31X3 3Y} UO JUSWWOD—SIWOINQ
uolssndsiq iy

SawodIno aAnebau pue aanisod
yioq Buipnpui “Apnis ay3 u135/331

Apn1s ay3 ur 35/337 404 pasn

40 s)Nsal 3y} Joday—sawodINO SPoOYIdW 3y} Jo uonduLdSIP Je3d e PIN0I]

S}Nsay ¢

SPOYId i

Apnis ay) jo wie ayj 1ioday
wiy:L

sipPayYd buniodai zdduo  53eq

Aoy
35/331

1US1UOD UORUAIIUL JO 1USWdO|RAS([ - 7 3SRYJ - UOliBN[eAT T 3jgeL



Page 9 of 15

(2026) 12:22

Babiker-Moore et al. Research Involvement and Engagement

dissemination of survey results

Why? To ensure transparency, maintain contribu-

completion [20, 21]. Include closed and open-ended
questions capturing both structured data and qualitative

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

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.
tor engagement, and acknowledge the value of LEE

Phase 2 - activity 3
contributions.

websites and social media channels. Steering committee

members to receive emails update.

refinement and optimisation of intervention

Phase 3
(Table 3)
Building on the strong preference for splinting expressed

ating, and optimising this patient proposed intervention
to enhance feasibility, acceptability and alignment with

by patients in Phase 2, Phase 3 focuses on testing, evalu-
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.
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pilot evaluation of preoperative splinting

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.

intervention

Why? To evaluate the feasibility, tolerance, and practi-
cality of the intervention prior to incorporating it into a

clinical trial.
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to attend two preoperative

appointments. The first to include therapist-led mas-

Participants

What?

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:

intervention ROM measurements using a standard

goniometer.
+ DParticipants’ 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.

+ The time and ability to assess pre and post-

enrolment on the public involvement in

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.

establishing a LEE/CE strategy (Table 1)

What? Steering committee members and pilot partici-
pants to review the draft protocol, information sheets,

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-

Phase 1
Phase 1 - activity 1

research module

consent forms, and intervention instructions. Feedback
Results

to be gathered via phone/video discussion and email.
Iterative revisions to be made with follow-up checks to

confirm modifications and address concerns.

Phase 3 - activity 3

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

(2026) 12:22
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from the Dupuytren’s community (93% postoperative; 7%
awaiting surgery). Key findings included.

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

+ DPreference 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.

« DPatient 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

(2026) 12:22

Page 13 of 15

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