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ABSTRACT

Objectives: The European Alliance of Associations for Rheumatology (EULAR) supports patient
involvement in research through its People with Arthritis and Rheumatism in Europe (PARE)
network. Updated 2023 recommendations promote inclusion of Patient Research Partners
(PRPs) in research; however, implementation remains inconsistent. Key challenges include
unclear PRP roles, limited researcher preparedness, insufficient support, and a lack of systematic
feedback on impact. We describe how the EULAR PARE community of practice used cocreation
to develop practical, implementation-focused solutions.

Methods: The 2024 EULAR PARE conference used a World Café format to explore stakeholder
experiences and identify barriers to collaborative research. Building on these findings, the 2025
conference centred on 4 multistakeholder Hackathon workshops to codevelop solutions. Partici-
pant experience in 2025 was evaluated using the Patient Engagement In Research Scale (PEIRS-
22).

Results: The 2024 conference identified 4 priority challenges: unclear PRP roles, variation in
uptake across Europe, limited researcher training, and uncertainty about PRP impact due to
insufficient feedback. In 2025, Hackathons generated actionable outputs, including concepts for
a PRP toolkit and role descriptions, profiles for national PRP coordinators and ambassadors, a
Supporting Patient Research Collaboration hub, a draft researcher training course, and a frame-
work for evaluating PRP involvement. Fifty-four participants (46% response rate) completed
PEIRS-22; the mean score was 88, indicating high, meaningful engagement.

Conclusions: From 2024 to 2025, the EULAR PARE community identified key challenges and
translated them through Hackathon workshops into feasible solutions to strengthen collabora-
tive research. The ongoing next steps will be to refine, pilot, and scale these solutions across

Europe.

WHAT IS ALREADY KNOWN ON THIS TOPIC

» European Alliance of Associations for Rheumatology (EULAR)
developed recommendations for involving Patient Research
Partners (PRPs) in research, updated in 2023.

» Uptake of PRP recommendations across Europe remains incon-
sistent, with challenges in role clarity, support structures, and
researcher preparedness.

* Evaluation of PRP contribution and feedback from researchers
is often limited, increasing the risk of tokenistic involvement.

WHAT THIS STUDY ADDS

* The 2024 EULAR People with Arthritis and Rheumatism in

Europe (PARE) conference identified key challenges that were

turned into feasible solutions (tools, roles, training, evaluation)

through Hackathon workshops at the 2025 EULAR PARE con-
ference.

Using time-bound Hackathons as part of a wider strategy of

long-term cocreation resulted in high scores of perceived mean-

ingful engagements at the 2025 EULAR PARE conference.

* The EULAR-funded Implementing New Strategies for PRP
Involvement in Research at EULAR project provides a platform
to implement and scale these cocreated solutions while
strengthening the EULAR PARE community of practice in col-
laborative research.

HOW THIS STUDY MIGHT AFFECT RESEARCH, PRACTICE OR
POLICY

» These findings support more consistent PRP involvement
through clearer roles, structured support, and targeted
researcher training.

* The next steps will promote implementation of EULAR recom-
mendations for PRP involvement across Europe.

» Implementation of routine monitoring and evaluation of both
impact and process quality will enhance PRP involvement in
rheumatology research.

INTRODUCTION

Over the last 2 decades, the European Alliance of Associa-
tions for Rheumatology (EULAR) has built a distinctive model of
collaboration between academia, healthcare professionals, and
the patient community. Involvement of patients and caregivers
is embedded within EULAR’s vision, strategy, and organisa-
tional culture [1] through the People with Arthritis and Rheu-
matism in Europe (PARE) pillar [2], ensuring that the
perspectives of people living with rheumatic and musculoskele-
tal diseases (RMDs) are integrated across all activities, including
research, education, and advocacy. People with RMDs are repre-
sented at all organisational levels within EULAR, actively con-
tributing to all task forces developing recommendations, and
have equal voting rights alongside other members.

Comparable patient involvement initiatives exist in Europe,
particularly through patient organisations, European Union
—funded research consortia, and patient engagement platforms
[3]. However, EULAR appears distinctive among European med-
ical speciality societies in the extent to which people with RMDs
are structurally embedded through PARE and the Patient
Research Partner (PRP) network, supported by dedicated train-
ing, recommendations, and routine involvement in scientific
projects [4]. EULAR PARE brings together a network of national
patient organisations and supports the involvement of people
with lived experience of RMDs. Through PARE, EULAR
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facilitates a wide range of patient-centred activities, including a
dedicated programme at the annual EULAR Congress, an annual
patient-led EULAR PARE conference, and initiatives such as the
essay competition Edgar Stene Prize and the knowledge transfer
programme. PARE also plays a central role in advocacy, aware-
ness-raising (eg, World Arthritis Day) and capacity-building
efforts, strengthening patient organisations and contributing to
policy discussions at the European level.

In 2009, EULAR approved a PARE proposal to develop rec-
ommendations for collaboration with patient representatives in
scientific research [5]. The recommendations published in 2011
led to the establishment of a network of trained PRPs [6], fol-
lowed by the appointment of a dedicated staff member in
EULAR to support the network. With the growing demand for
involvement of patient representatives in research, the need for
education of PRPs has also increased. In 2017, PARE initiated an
EULAR study group for collaborative research [7], and in 2019,
PARE started the development of a comprehensive e-learning
course for PRPs as part of EULAR’s educational offering [8].
Reflections on good examples of patient involvement in research
became more important with the arrival of international
research consortia in which EULAR actively participates [9]. A

Table 1
Chronological overview of EULAR activities to support the network of
PRPs

2009  Approval for the development of recommendations for the inclu-
sion of patient representatives in scientific projects
2010  Publication of the EULAR recommendations for patient—researcher
collaboration
First EULAR training for PRPs, Brussels (n=18)
2011  Establishment of the EULAR network of PRPs
2012  First PRP Network meeting, Berlin (n=14)
2013  Brochure ‘Patient involvement in research. A way to success’, and
the first set of 8 reference cards was published
Second EULAR Training for PRPs, Brussels (n=18)
2014  Appointment of dedicated PRP coordinator
PRP involvement in the development of lay summaries of EULAR
management recommendations
2015  Second PRP Network meeting, Amsterdam (October) (n=31)
Start PRP involvement in the assessment of FOREUM grant appli-
cations from a patient perspective and as members of the scien-
tific committee
2016  Establishment of the PARE PRP working group
First PRP coordinators meeting, London (June) (n=16)
2017  Establishment of the EULAR Study Group for Collaborative
Research
EULAR PRP involvement in EMA committees and in European IMI-
funded research consortium (HarmonicSS)
Third PRP Network meeting, Amsterdam (n=45)
Launch of the virtual PRP newsletter
2019  Approval of development of an online training course for PRPs
Fourth PRP Network meeting, Prague (n=>50)
2020 EULAR PRP Network strategy for 2020-2025—support national
PRP networks
2021  EULAR research committee includes 3 PRPs
2022  Launch of 1st EULAR online PRP course (n=47) in conjunction
with the EULAR PRP glossary and the new PRP reference cards
First Meeting for national PRP coordinators
2023  Introduction of PRP bursaries for the EULAR Congress
2024  Publication of the updated EULAR recommendations for patient
—researcher collaboration
PRP involvement main topic of the PARE conferences in 2024 and
2025 (Brussels)
2025  Approval EULAR-funded implementation project INSPIRE
2026  Recruitment of national PRP ambassadors

EMA, European Medicine Agency; EULAR, European Alliance of Associations
for Rheumatology; FOREUM, Foundation for Research in Rheumatology;
INSPIRE, Implementing New Strategies for PRP Involvement in Research at
EULAR; PARE, People with Arthritis and Rheumatism in Europe; PRP, Patient
Research Partner.
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chronological overview of EULAR activities to support the net-
work of PRPs is shown in Table 1. In this context, and in con-
junction with the publication of the updated EULAR PRP
recommendations [10], the PARE leadership decided to focus 2
EULAR PARE conferences in November 2024 and November
2025 on the challenges surrounding collaborative research.

The primary aim of this article is to provide a practice-based
perspective on PRP involvement in rheumatology research,
focusing on how challenges identified at the 2024 conference
[11] were translated into cocreated solutions at the 2025 confer-
ence [12]. In addition, the article describes the use of a Hacka-
thon approach during the 2025 conference as an example of
cocreation methodology to support PRP involvement in rheuma-
tology research.

2024 and 2025 EULAR PARE conferences

The EULAR PARE conference is an annual patient-led meet-
ing dedicated to a specific theme, featuring keynote speakers,
debates, a best practice fair, and workshops over 3 days, with
preconference sessions focused on volunteer training and tar-
geted group meetings. What started in 1998 as a single-pharma-
sponsored event called ‘Arthritis Patients On the Move’ (APOM)
became, 10 years later, a fully EULAR-facilitated PARE confer-
ence. Nowadays, the conference is organised by a dedicated
core group, comprising PARE leadership (Chair, Chair-Elect/
Past Chair, and Vice-President PARE), subject matter experts
with specific interests in the conference topic, and EULAR PARE
staff members. The 2024 and 2025 conferences were held in
Brussels, Belgium, and each attracted over 120 participants,
including PRPs and other patient representatives (including
young people, parents, and carers), researchers, rheumatolo-
gists, health professionals in rheumatology (HPR), the Emerging
EULAR Network (EMEUNET), and other stakeholders (Table 2).

The 2024 conference featured a 3-hour World Café format
[13,14], during which participants engaged in small-group

Table 2
Stakeholder groups represented at the EULAR PARE conference in 2024
and 2025

Participants PARE conference 2024 PARE conference 2025
EULAR PARE internal

stakeholders
EULAR and PARE lead- 27 33

ership members
(board, council, and
committee members)

National PARE member 66 55
representatives
EMEUNET members 4 8
YoungPARE 7 9
Patient research 65 61
partners
Researchers 13 26
EULAR staff members 8 8
EULAR PARE external
stakeholders
Researchers 3 5
EMA, EU 1 0
representatives
Personal assistants 9 14
Others 1 0

EMA, European Medicine Agency; EMEUNET, Emerging EULAR Network;
EU, European Union; EULAR, European Alliance of Associations for Rheu-
matology; PARE, People with Arthritis and Rheumatism in Europe.

Some conference participants belong to >1 stakeholder group and have been
counted multiple times.
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Table 3
Hackathon workshops: an example of cocreation

EULAR Rheumatology Open 2 (2026) 100220

Team Activities

Members of the PARE leadership or conference core group

concept.
Hackathon workshop team members
Conference delegates

Ongoing development via the INSPIRE project”

Designed broad topic headings and gave examples of possible outputs; introduced the Hackathon

Developed topics and designed Hackathon sessions to address questions.

Added wide-ranging experience and knowledge in Hackathon sessions to create concrete outcomes
and deliverables.

Further development of Hackathon topics, possible grant applications, etc.

EULAR, European Alliance of Associations for Rheumatology; INSPIRE, Implementing New Strategies for PRP Involvement in Research at EULAR; PARE, People

with Arthritis and Rheumatism in Europe; PRP, Patient Research Partner.

# INSPIRE project is a EULAR-funded project focusing on implementation of EULAR recommendations for the involvement of patient research partners in rheu-

matology research: 2023 update [10].

discussions on 12 tables across 3 rounds to explore experiences
and perspectives on collaborative research. This format ensured
broad engagement and facilitated the development of shared
understanding and language [15]. Although several examples of
good practice were identified, 4 key challenges emerged [11]:

1. Lack of clear role descriptions for PRPs, leading to mis-
aligned expectations between PRPs and researchers and
limited access to guidance and support.

2. Variation across Europe in the acceptance and implemen-
tation of collaborative research.

3. Limited training opportunities for researchers to collabo-
rate effectively with PRPs.

4. Uncertainty among PRPs regarding their added value,
compounded by insufficient feedback and a lack of struc-
tured evaluation mechanisms.

The 2025 conference was designed to build on these findings
through a cocreation approach involving representatives from
all EULAR communities (Table 3). The primary objective of this
conference was to develop solutions to the challenges identified
in 2024 [11]. To support this, the programme included 4 Hacka-
thon workshops focused on implementation-oriented collabora-
tion [16]. The Hackathon topics were decided by the PARE
conference core group before the conference, with each Hacka-
thon assigned to workshop teams of 5 to 8 people, including
PRPs, researchers, rheumatologists/HPRs, and dedicated EULAR

Design and conduct of the EULAR
PARE conference 2025 and
Hackathon workshops

staff members. The teams held several preparatory online meet-
ings and formulated objectives and deliverables for their Hacka-
thons, aligned to the overall aims of the 2025 conference (Fig 1).

Conference participants were invited to indicate their pre-
ferred Hackathon topic and were subsequently allocated across
the 4 groups. Each Hackathon workshop was supported by a pre-
paratory online meeting before the conference to introduce team
members to each other and outline objectives. Preconference
materials were made available via the virtual PARE conference
platform, supporting participants in familiarising themselves
with the workshop topics and establishing a shared understand-
ing across groups, thereby facilitating informed and productive
discussions during the Hackathons.

During the Hackathons, all participants contributed to differ-
ent parts of the creation of content and organised their own
working procedures, division of tasks, and reporting of progress
and outcomes. Time limitations prevented some workshops
from achieving all their objectives, but allowed them to present
consensus on their ideas and practical next steps. The Imple-
menting New Strategies for PRP Involvement in Research at
EULAR (INSPIRE) project ensures that these ideas will be taken
forward for concrete implementation.

Cocreation through Hackathon workshops

An additional objective of the 2025 conference was to familiarise
participants with the principles of cocreation and provide first-hand

FRIDAY
9.00 Plenaryintro
11.00 1stHackathon session
14.00 Plenary presentations
15.00 2nd Hackathon session
SATURDAY

9.00 34 Hackathon session

11.10 Final Hackathon pitches

October Early March
21 July August September 2nd Workshop November 20-21 Nov PEIRS-22
Kick-off 1stWorkshop Core team FullWorkshop | Conference survey
meeting Coreteam meetings team meetings
meetings INSPIRE
Optional: follow-up
3 meeting project
2025 2026

Figure 1. Flow chart 2025 EULAR PARE conference program development. EULAR, European Alliance of Associations for Rheumatology; PARE, Peo-

ple with Arthritis and Rheumatism in Europe; PEIRS-22, Patient Engagement In Research Scale.
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Hackathon workshop:

Practical tips for effective co-creation

Essential co-creation behaviors
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Figure 2. Hackathon workshop: practical tips for effective co-creation. ‘Figure 2 includes influences from Knowles [19], Coproduction collective [18],

Laidlaw [21], and Stevens [26].’

experience of its application through the Hackathon workshops. In
the EULAR PARE strategy, cocreation is defined as ‘a hands-on col-
laborative approach where delegates from dll pillars of EULAR share
ideas, shape content and make decisions collectively to achieve concrete
outcomes/deliverables’ [2]. Although cocreation is often used inter-
changeably with terms such as codesign and coproduction, partici-
pants were encouraged to focus on the broader values and
characteristics underpinning cocreation rather than adhering to
rigid definitions. Drawing on selected literature [17—21], cocreation
can be understood as a set of guiding principles rather than a strictly
defined methodology. Key characteristics include the importance of
relationship-building and the recognition that both the collaborative
process and its outputs are equally valuable. Authenticity is central,
particularly the need to avoid tokenistic involvement of PRPs.

Equally important is the ability to acknowledge and construc-
tively manage disagreement within cocreation spaces. Such
‘productive tensions’ can be understood as constructive frictions
between different forms of knowledge and perspectives [19].
Rather than being resolved, these tensions may act as supportive
and generative forces within collaborative research processes
[22,23], enabling participants to discuss differences and adapt
collectively [19].

A Hackathon is an innovative, time-bound method that pro-
vides a structured framework for collaborative problem-solving
and the development of practical solutions [16]. It aligns closely
with cocreation principles by fostering equitable, multistake-
holder collaboration towards clearly defined and tangible out-
comes [24,25]. Hackathons rely on intense teamwork, drawing
on diverse expertise, knowledge, and networks (including online
resources), and emphasise implementation to ensure that outputs
are feasible, actionable, and transferable beyond the event itself.

During the keynote lecture at the 2025 conference, Martin
Stevens provided practical tips for effective cocreation during
the Hackathon workshops, depicted in Figure 2. They include
openness to change, transparent discussion of challenges and
frustrations, and the use of active ‘check-ins’ to support align-
ment. Although cocreation processes may initially progress
slowly, momentum typically increases as teams begin to work

synergistically and develop trust, reducing the need for major
adjustments at later stages.

Hackathon workshop 1: developing resources for PRPs and
researchers

Participants at the 2024 conference identified an implemen-
tation gap between EULAR PRP recommendation #4 (Recruit-
ment of PRPs should be based on a clear and agreed-upon
description of mutual roles and responsibilities and should aim for
diversity and inclusivity) and #5 (the research team must provide a
supportive environment and facilitate the contribution of PRPs to
research) [10] and current research practice. PRPs often lack
access to clear, consolidated information regarding their roles,
expectations, and available support. Although EULAR has devel-
oped a range of resources, including a PRP glossary, reference
cards and comprehensive e-learning courses, these are often
fragmented across platforms and difficult to access. In addition,
language barriers across Europe limit involvement, and PRPs
may feel uncertain about asking questions or contributing
actively [27,28].

In response, Hackathon workshop 1 aimed to develop a prac-
tical toolkit for both experienced PRPs and other people with
RMDs considering involvement in research. The toolkit is
designed from a PRP perspective and prioritised clarity,

Table 4
Topics prioritised to include in the toolkit

Meaningful participation®

The role of a PRP*

Communication in research

Peer support

How research projects work

How to get involved

What to do when things go wrong®

A set of key questions PRPs can ask researchers

e o o o o o o o

PRP, Patient Research Partner.
@ Topics voted at the plenary session to priori-
tise for development during the conference.
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accessibility, and engagement. A short preworkshop survey
informed the prioritisation of key topics for inclusion in the tool-
kit (Table 4), which were further refined during the workshop.

Outputs included an infographic illustrating the diversity of
PRP roles and contributions (Supplementary File S1), alongside
a framework for describing these roles in more detail. Proposed
elements include standardised operational procedures (SOPs), a
code of conduct, role descriptions, guidance on aligning expecta-
tions, and frequently asked questions. The topic ‘What to do
when things go wrong’ was explored through a narrative video
format supported by a matrix of common challenges and poten-
tial solutions. Meaningful patient involvement in research was
structured into 5 practical areas: communicating research objec-
tives in accessible language, agreeing on timelines and deliver-
ables, defining roles clearly, providing timely feedback, and
recognising PRP contributions.

Hackathon workshop 2: enhancing collaboration between
national PRP ambassadors/networks and the EULAR PRP
network

Across Europe, countries are at different stages of patient
involvement in rheumatology research. Some countries have
well-established national PRP networks connected to EULAR,
whereas others are at an early stage of development or are with-
out formal structures [29]. This variation highlights the need for
stronger collaboration between existing and emerging national
PRP networks and the EULAR PRP network.

Aligned with EULAR PRP recommendation #6 (A designated
coordinator should support the collaboration of researchers and
PRPs), Hackathon workshop 2 developed role profiles for
national PRP coordinators (in countries with an established PRP
network) and PRP ambassadors (in countries without a PRP net-
work), outlining key tasks, skills, and competencies. The group
also proposed the hypothetical EULAR Supporting PAtient
Research Collaboration (SPARC) support hub (Supplementary
File S2), designed as a practical resource platform.

This SPARC concept includes 2 complementary components:
one supporting emerging networks by providing guidance, train-
ing opportunities, templates, and key messaging on the added
value of PRPs (‘sparking the flames’), and another supporting
established networks (including PRP coordinators) through
knowledge exchange and collaboration (‘keeping the fire
going’). In addition, the group recommended updating and
improving the accessibility of the PARE guide for establishing
national PRP networks [30].

Hackathon workshop 3: developing an educational course for
researchers on collaborative research

The increasing requirement for patient involvement in
research funding applications has accelerated collaboration
between researchers and PRPs. However, findings from the
EULAR-funded Implementing Patient Research Partner Engage-
ment in Research (iPRePaRe) study [26], presented at the 2024
PARE conference, highlighted a clear need for training research-
ers to collaborate effectively with PRPs, a need recognised by
both PRPs and researchers. Notably, 63% of surveyed research-
ers (n=59) reported having received no prior training in this
area.

In line with EULAR PRP recommendation #7 (Researchers
should have access to training and support, to achieve effective com-
munication and collaboration with PRPs as equal partners) and #8
(PRPs should have access to training relevant to their roles) [10],

EULAR Rheumatology Open 2 (2026) 100220

Table 5
Potential modules of the educational course for
researchers

1. Introduction

2. Assessment of baseline knowledge

3. Why involve PRPs in research?

4. Working together: best and bad practices

5. Matchmaking between PRPs and research projects
6. Communication: speaking the same language

7. Evaluation of knowledge and learning outcomes

PRP, Patient Research Partner.

the Hackathon workshop 3 focused on the development of an
educational course for researchers. A key challenge identified
was designing content and using formats that are attractive, rel-
evant, and feasible (time constraints) for a diverse audience of
RMD professionals with varying professional backgrounds and
different levels of experience in collaborative research.

The proposed course includes core topics such as the rationale
for collaboration, matchmaking between researchers and PRPs,
communication, expectation management, and examples of best
practice (Table 5). It is intended for a broad audience to encour-
age widespread uptake, including researchers at different career
stages, students, and pharmaceutical industry representatives.

A blended learning approach was recommended, combining
traditional materials (eg, text-based content) with digital for-
mats, such as videos, infographics, and slides. Participants
emphasised the importance of ongoing support beyond course
completion, leading to the proposal of a chatbot-based tool
(‘facilitAlIt’) to provide tailored feedback on PRP involvement
strategies. Flexibility and adaptability were identified as key
principles, with modular pathways for different levels of experi-
ence and research contexts (eg, mandatory and optional mod-
ules, beginner and advanced tracks, content tailored to basic,
translational, and clinical research contexts).

Hackathon workshop 4: monitoring and evaluating PRP
involvement

The iPRePaRe study also identified discrepancies between
PRP and researcher perceptions of collaboration quality [26],
partly linked to a lack of structured feedback. This has been con-
sistently identified as a barrier to meaningful collaboration and
may reduce motivation among PRPs for continued involvement
[31,32].

In response, EULAR introduced recommendation #9, stating
that ‘Researchers and PRPs should regularly evaluate their collabo-
ration and adjust their way of working when needed’ [10]. How-
ever, implementation remains challenging due to the absence of
standardised, validated tools and procedures.

Hackathon workshop 4 aimed to address this gap by review-
ing existing tools and developing a set of quality indicators for
the implementation of the EULAR PRP recommendations,
including a structured evaluation process. The group discussed
and defined guiding principles (Supplementary File S3) and pro-
posed a monitoring and evaluation process based on the Plan
—Do—Study—Act cycle [33] (Supplementary File S4). This
approach supports continuous improvement by ensuring that
PRP involvement is planned, implemented, evaluated, and
adapted iteratively.

Evaluation of the 2025 EULAR PARE conference

In line with the same recommendation #9, the conference
organisers evaluated participant experiences using the validated
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Table 6
Results from Patient Engagement in Research Scale (PEIRS-22) survey

Respondent role Number PEIRS-score mean (SD)*
Member of the PARE leadership or con- N=10 87(13.3)
ference core group
Hackathon workshop team members N=11 92 (9.4)
Conference delegate N=33 87(9.5)
Total N=54 88 (10.2)

PARE, People with Arthritis and Rheumatism in Europe.
@ Higher scores indicating a higher level of meaningful engagement.

Patient Engagement In Research Scale (PEIRS-22) [34]. This
instrument assesses 22 items covering 8 dimensions of meaning-
ful involvement using a 5-point Likert scale from ‘strongly dis-
agree’ to ‘strongly agree’. PEIRS-22 has been previously used to
evaluate patient and researcher experiences in several RMD
studies [26,35,36]. Benchmarking thresholds for meaningful
participation scores, as calculated by the PEIRS-22 developers,
are 73 (from not to moderately meaningful), 84 (very meaning-
ful), and 94 (extremely meaningful) [37]. PARE conference
respondents provided informed consent to use their data for this
publication when they filled in the anonymous PEIRS-22 ques-
tionnaire sent 3 months after the PARE conference (February
2026).

A total of 54 participants of 118 (response rate 46%) com-
pleted the PEIRS-22 questionnaire, including conference dele-
gates (n=33), Hackathon workshop team members (n=11),
and members of the PARE leadership or conference core group
(n=10). The overall PEIRS-22 score was 88 (Table 6), indicating
a high level of perceived meaningful engagement across all
groups. Although participants involved from earlier stages were
expected to report higher satisfaction, scores were consistently
high across groups. These findings suggest that the conference
format, including preparatory activities and Hackathon work-
shops, may support meaningful cocreation.

INSPIRE project

In 2025, EULAR funded an implementation project called
‘INSPIRE’.

INSPIRE provides a unique opportunity to advance the imple-
mentation of the updated EULAR PRP recommendations across

Table 7
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Europe and beyond, building directly on the workshop outcomes
and implementation plans presented at the 2025 EULAR PARE
conference. The steering group includes an implementation
methodologist and a research fellow and follows the EULAR
SOPs for implementation research [38]. The group meets
monthly and will, in accordance with recent implementation
principles [39], define internal and external stakeholders, con-
duct contextual analyses, identify barriers and facilitators,
develop implementation strategies, and formulate quality indi-
cators. The project is structured as a 3-year implementation task-
force (2026-2028) and is organised into 4 interconnected work
packages aligned with the Hackathon themes from the PARE
conference (Table 7). The project aims to translate the confer-
ence outputs into sustainable implementation strategies, sup-
porting the uptake of updated EULAR PRP recommendations
across the life course for different audiences. The wider EULAR
PARE community, together with HPRs and researchers, will
play a central role in this process.

DISCUSSION

By bringing together all pillars and communities of EULAR
across 2 PARE conferences, and supported by sustained leader-
ship commitment, a community of practice (CoP) for cocreation
and collaborative research has emerged. This community is
characterised by a shared commitment to enhancing opportuni-
ties for people with RMDs to influence and improve research
and health policy. A broad representation of EULAR engaged at
the 2024 and 2025 PARE conferences with a common purpose
—to learn from one another and to exchange good and bad prac-
tices in collaborative research.

For many participants, the conferences provide not only a
platform for learning but also a sense of identity and shared
goals. This sense of belonging has become a key factor sustain-
ing the PARE community [40]. An inclusive conference design,
grounded in cocreation principles, can reduce barriers and
power imbalances, foster equity, and strengthen community
building [41]. The resulting CoP extends beyond a professional
network, evolving into a social community in which long-term
relationships and, in many cases, friendships are formed. This is
reflected in initiatives such as the EMEUNET meet PARE

Comparison of topics across the PARE Conference 2025 Hackathons and INSPIRE project”

Topic PARE conference 2025

INSPIRE project

Tools for PRPs Hackathon workshop 1

Work package 1

Development of a PRP role description and a toolkit of ~Dissemination of the EULAR PRP recommendations

resources for PRPs

Promoting the establishment of PRP networks  Hackathon workshop 2

Support for existing and emerging national PRP

networks

Education of researchers Hackathon workshop 3

Training course for researchers on collaborative

research
Monitoring and evaluation of PRP involvement Hackathon workshop 4

Strategy for monitoring and evaluating PRP involve-

ment in RMD research

Work package 1

PRP Ambassador Network

Researcher Ambassador Network

Work package 4

Pilot dissemination and implementation projects in 2
countries

Work package 3

Development training programme for researchers

Work package 2
Developing quality indicators for PRP involvement and
mapping implementation across Europe

EULAR, European Alliance of Associations for Rheumatology; INSPIRE, Implementing New Strategies for PRP Involvement in Research at EULAR; PARE, People
with Arthritis and Rheumatism in Europe; PRP, Patient Research Partner; RMD, rheumatic and musculoskeletal disease.
@ INSPIRE project is an EULAR-funded project focusing on implementation of EULAR recommendations for the involvement of patient research partners in

rheumatology research: 2023 update [10].



sessions at the EULAR Congress [42] and the meetings of the
EULAR PARE study group for collaborative research.

Over time, and facilitated by EULAR, this has led to the
development of a shared repertoire of resources, experiences,
tools, and language that both supports participants and strength-
ens the integration of the patient voice in research and beyond.
Learning within this community is embedded in practice, emerg-
ing through collaboration, shared experiences, and ongoing
reflection. At the PARE conferences, and particularly within the
Hackathon workshops, knowledge was codeveloped as partici-
pants engaged in real-world problem-solving.

This article illustrates the value of cocreation, operational-
ised through Hackathons, to bring together diverse stakeholders
and generate practical, implementation-oriented solutions to
preidentified challenges. The outputs presented include pro-
posals for a centralised repository of resources for collaborative
research, the development of a network of PRP ambassadors to
support countries with less established practices, and the crea-
tion of a virtual support hub to strengthen collaboration
between national and EULAR-level PRP networks. The guide for
the establishment of new PRP networks will be revised, and its
accessibility improved. Experience from initiatives such as the
patient-led virtual PxP conference (’For patients, by patients’)
further supports the value of accessible, shared resource plat-
forms for patient involvement [43].

The findings also highlight the need to strengthen
researchers’ preparedness for effective collaboration with PRPs,
an unmet need widely recognised in the literature [44,45]. In
addition, the lack of standardised approaches to monitoring and
evaluating PRP involvement remains a key challenge. The work
undertaken during the PARE conference represents an essential
first step towards addressing this gap, through the development
of quality indicators and a structured evaluation approach
aligned with EULAR recommendations.

Evaluation of PARE conference participants’ experiences
using the PEIRS-22 instrument indicated a high level of per-
ceived meaningful engagement across groups. Despite the mod-
erate response rate (46%), the findings suggest that the
hackathon conference design and cocreation approach may sup-
port meaningful patient involvement in rheumatology research.

Through the INSPIRE project, EULAR aims to ensure that the
outputs of the 2 PARE conferences extend beyond conceptual
discussions and are translated into practical tools, guidance, and
processes that can be implemented across diverse contexts. By
providing a structured framework for continuity, INSPIRE repre-
sents an important step towards embedding sustainable, mean-
ingful patient involvement in rheumatology research and
strengthening research cultures within and beyond EULAR.
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