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Objectives: This paper describes the evolution and impact of Patient Research Partners (PRPs) in shaping research
within OMERACT and provides a framework to enhance their engagement. This session explored one component
of a validated framework to evaluate meaningful patient engagement. It provides insights, identifies opportu-
nities for improvement, and recommends using the Patient Engagement in Research (PEIR) Framework, PEIR
Plan Guide (workbook), and PEIRS-22 (scale) to guide and measure PRPs’ engagement.

Methods: Before the conference, the team held planning sessions and selected the Feel-Valued component of the
PEIR Workbook for exploration. During OMERACT 2023, we discussed this topic using the PEIR Plan Guide in an
interactive plenary session.

Results: The plenary session produced 72 items from 14 breakout tables addressing PEIR Framework themes.
Conclusions: This paper highlights the role and evolution of PRPs in shaping research within OMERACT. It
emphasizes enhancing and accurately measuring PRP engagement through the PEIR Framework, PEIR Plan
Guide, and PEIRS-22. The insights and methodologies presented aim to fortify future PRP engagement, ensuring
it aligns with OMERACT’s principles of patient-centred research.

Introduction

Patients in the arthritis community have been actively engaged in
OMERACT research for more than 20 years [1]. Until that time, patients
were mainly involved as participants in clinical trials. As patients
became more involved in their care, they sought opportunities to lend
their voices and perspectives to ensure that patient priorities and out-
comes were identified and included in the research agenda.

OMERACT, a global, volunteer-driven, not-for-profit organization, is
dedicated to improving outcomes for patients with rheumatic and
musculoskeletal diseases by advancing the design and quality of clinical
studies and supporting the development of Core Outcome Sets (COS) by
identifying areas to be measured (domains) and the corresponding ways
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to measure them (instruments) [2].

Though OMERACT was formed in 1992 [3], it became apparent that
to honestly know and understand the ‘what to measure’ in a COS, PRP
voices of their lived experience was critical. This led to the attendance of
11 PRPs at the OMERACT 6 conference in 2002 [4]. PRPs have been
integrated into the biennial conferences over the next 21 years. PRPs
within OMERACT are required members in all active working groups
and integral to various committees, bringing invaluable lived experi-
ences and perspective to the development of COS. The extensive
OMERACT PRP Network Fig. 1 [5], coordinated by the OMERACT PRP
Support Team, represents actively engaged PRPs across numerous
working groups, necessitating planning, continuous assessment, and
prompt responses to ensure meaningful, sustainable involvement,
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Fig. 1. OMERACT PRP Network.

thereby preserving the quality of the engagement process, and retaining
informed PRPs in the working groups.

In OMERACT’s ongoing effort to enhance PRP engagement, a
reflective process began to assess the state of PRP engagement, gaining
valuable insights into both achievements and areas for improvement.
This initiative was prompted by a suggestion from one of our PRPs (AH),
who introduced the PEIR Framework during a task force exercise.

Hamilton et al. addressed this need by developing: (1) the PEIR
Framework - a conceptual framework capturing the key components of
patient engagement and how it evolves in research teams [6]; (2) The
PEIR Plan Guide [7] - a workbook designed to facilitate discussion
within research teams and (3) the PEIRS-22 - an instrument (scale) for
assessing effective patient engagement (the PEIRS) [8,9].

This paper illustrates how the PEIR Framework, workbook and scale
can enhance and measure the meaningful engagement of PRPs in
OMERACT’s activities.

Methods

A session on PRP engagement in research was organized for the
OMERACT community at the 2023 meeting and led by OMERACT PRPs.
The planning team was made up of a group of OMERACT members,
including PRPs and the developers of the PEIR Framework. This session
started with a presentation emphasizing the role and evolution of PRP
involvement in OMERACT, highlighting their contributions to devel-
oping COS and participating in various organizational activities.
Following the initial presentation, an introduction to the PEIR Plan
Guide (workbook for interpreting scores and next steps to improve
engagement) and the PEIRS-22 scale were provided. The planning team
chose a single component, Feeling Valued, because of its ease of un-
derstanding and use in an introductory exercise for the OMERACT
community.

The 119 conference attendees, including PRPs, researchers, fellows,
clinicians and industry representatives, were seated at tables, which
became the breakout groups for the session. Each table included at least
one PRP with researchers, clinicians, and other OMERACT collaborators
to ensure the opportunity to share diverse perspectives. During the
interactive session, members at each table functioned as collaborative
teams. The activity revolved around an exercise utilizing the PEIR Plan
Guide, wherein teams developed items to enhance the Feel-Valued
component of PRP engagement within their respective tables.

The screen displayed an excerpt from the PEIR Plan Guide, providing
ongoing reference during the session. Additionally, hard copies of a
specific page from the workbook, designed to accommodate up to seven
items, were available on each table (Figs. 2-4).

Conference attendees engaged in a 15-minute discussion at their
respective tables, articulating their suggested items, focussing on those
that would be useable in an OMERACT context. These were recorded on
a worksheet. During this activity, tables were asked to focus on the
Feeling Valued component of PEIRS. Panel members actively circulated
among the tables, lending their expertise and addressing any inquiries
posed by participants.

After the activity, the completed worksheets were collected from
each table, scanned, and transcribed into an Excel file. Responses were
reviewed by a single team member (CH) for content, spelling (corrected
as needed), and deciphering of handwritten content.

Once cleaned, the PEIR Framework developer (CBH) began looking
for common themes and suggestions across the text fields. The results
were collated into items that OMERACT could implement to improve
PRPs’ Feelings of Value in their work together. All analysis was done in
Excel.

Results

The recorded items were diverse and showed a variety of insights.
These items spanned from succinct single words like “co-author” to
comprehensive sentences such as “Give equal time at meetings/work-
groups for opinions, questions, and discussion.” Notably, an entry stat-
ing “PEIRS” was also included, suggesting that using this framework
could make PRPs feel more valued.

Although the task was to focus on Feeling Valued, items were iden-
tified that could related to all eight components found in PEIR. Among
these, items coded as relating to Feel-Valued were most prevalent (n =
24), followed by “Procedural Requirements” (n = 19) and “Contribu-
tions” (n = 15). Notably, five items traversed two themes. The identified
items within Feel-Valued spanned a spectrum, encompassing co-
authorship of papers, conference presentations, monetary compensa-
tion for participation, acknowledgment during presentations, and
charitable contributions. Similarly, “Procedural Requirements” entailed
setting expectations, offering feedback to PRPs, and fostering their
engagement from project initiation through its entirety.

A tabulated representation of the frequency of themes among the
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Focuses on ensuring that patients and researchers
feel equally valued on the research project team by
ensuring everyone receives appropriate recognition
and respect.

Discuss preferred options for recognizing patient partners’ contributions and showing that they are

appreciated and valued.

Recommended questions for discussion

e How could the contributions of patient partners be appropriately recognized? (For
example, acknowledgement of their involvement on printed media or publications—
including their being listed as co-authors or co-presenters—gifts, project business cards,
honoraria or fee for service, formal ways of thanking individuals or groups.)

e Atwhat point in the project should the team get together to revisit and discuss ways to
ensure that they all feel their perspectives and contributions are valued?

e Arethere any actions or behaviours that should be avoided because they could be inferred
as suggesting that any team member is less valued? For example, if researchers request
feedback within unrealistic timelines, this could be interpreted as suggesting that some
team members’ time and priorities are more important than others’.

* Arethere other ways to ensure that patient partners feel valued?

Fig. 2. Feel-Valued activity description and recommended questions for discussion.

recorded items is provided in Table 1, highlighting the diversity in
theme occurrence across the dataset. While the “Feel Valued” concept
guided the discussions, participants’ insights extended beyond this focal
point, encapsulating other dimensions of meaningful PRP engagement
captured by the PEIR Framework. Given their nascent exposure to the
framework and theme definitions and being presented with just one
component out of the context of the entire framework during the exer-
cise, participants embraced a broader exploration of PRPs’ engagement
rather than a singular focus on “Feel Valued.” This approach facilitated
an overlap of items across themes, culminating in a comprehensive plan
for harmonizing themes and fostering collaborative engagement.

The contribution of items that appear to belong to another

component of the PEIR framework was sometimes attributed to how
close the ideas of compensation and support are. In the PEIR Framework,
Feel-Valued pertains to monetary and non-monetary compensation,
underscoring the importance of valuing PRPs’ contributions. In contrast,
“Support” pertains to providing resources enabling engagement,
encompassing training, expense reimbursement, and childcare. Never-
theless, some literature has blurred distinct components, conflating
support and compensation. This observation underscores the necessity
for precise terminology to ensure effective implementation of the PEIR
Framework.

Focusing on the Feel-Valued component items, these results show
that a well-rounded approach is necessary to effectively engage PRPs in
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Items identified for Feel Valued

Seminars in Arthritis and Rheumatism 67 (2024) 152447

List two or more items identified for patient partners to feel valued on your project.

Example: Patient partners will be invited to join as co-authors on manuscripts. The team will col-
lectively decide on the degree of participation for all co-authors, including patient partners, in the

development of the manuscript.

Fig. 3. Feel-Valued worksheet.

a manner that makes them feel valued.

A dominant item was the concept of "co-author recognition," high-
lighting the psychological facets of feeling equal, validated, and
acknowledged for research contributions. Participants underscored the
importance of involving PRPs early in protocol development, study
design, and defining domains that matter to the PRP community.
Moreover, they expressed the need for authorship recognition and
honorariums to accompany this early involvement.

Table 2 presents the strategies identified by participants for
improving participation in the Feel-Valued component of the PEIR
Framework, organized by thematic categories.

In our subsequent analysis, we categorized all identified items into
themes to facilitate an understanding of the items. The themes identified
were: "Co-Author Recognition," "Compensation (travel, time)," "Praise
and Acknowledgment," and "PRP Led & Focused Presentations." Some
items identified by participants had more than one theme so that mul-
tiple themes may be attributed to one. This thematic organization aids in
understanding the varied items under the Feel-Valued component and

enables the identification of recurring themes,
Discussion

The session aimed to highlight the history of PRP engagement in
OMERACT and introduce the PEIR Framework, PEIR Plan Guide and
PEIRS-22 to the OMERACT community with a view toward imple-
mentation. Completing worksheets by all 14 table teams, generating 72
items, reflected the enthusiasm for and the depth and breadth of items
shared by the participants.

The session allowed for a comprehensive exploration of the Feel-
Valued component and facilitated direct engagement of attendees,
ensuring their active participation in generating action items.

However, the session has some limitations. The relatively small
sample size of PRPs, 15 % of total attendees (n = 18), might influence
the applicability of the findings across a broader context. While the
number of PRPs is small, it reflects a typical OMERACT face-to-face
meeting, where engaging our PRPs is essential. Additionally,
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m Co-Author Recognition

Compensation (travel, time)
= PRP Led & Focused Presentations m Praise and Acknowledgment

= Early Involvement

Fig. 4. Common themes identified by participants from “Feel Value” items.

Table 1
Frequency of recorded items across components of PEIR framework.

Component Of PEIR framework Number of items

Feel Valued 24
Procedural Requirements 19
Contributions 15
Support 5
Team Interactions 4
Research Environment 4
Benefits 4
Convenience 3

participants had restricted familiarity with the PEIR Framework and the
definitions of its components. Despite the instructions to participants to
focus on “Feel Valued,” the results show that they considered a full array
of themes from the PEIR Framework. This indicates an implicit under-
standing that these themes are interrelated and that effective engage-
ment requires a coordinated and comprehensive approach.

Implementing the PEIR Framework, the PEIR Plan Guide as a
workbook and the PEIRS-22 as a measurement tool within the OMER-
ACT community marks a significant step towards enhancing and
measuring PRP engagement and guiding working group activities. The
PEIRS-22 will provide a standardized and quantitative approach to
assessing the meaningfulness of PRP engagement [10]. By incorporating
all three PEIR components (the framework, workbook, and scale),
OMERACT demonstrates its commitment to fostering a culture of
PRP-centered research, where PRPs’ voices and perspectives are
acknowledged and actively integrated into decision-making processes.
This implementation signifies a proactive step towards creating an
environment where working groups can effectively evaluate and refine
their engagement strategies. As OMERACT begins to implement these
three tools, it holds the potential to drive continuous improvements in
PRP engagement practices, resulting in more impactful research out-
comes and a strengthened partnership between PRPs and other
collaborators.

The session identified items that could be used within OMERACT to
ensure that PRPs feel valued. These insights provide a starting point for
the implementation of the tools.

Conclusion

This paper underscores the pivotal role of PRPs in OMERACT and the
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significance of measuring and enhancing their engagement. The evolu-
tion of PRP engagement from a limited clinical trial participation role to
an active voice shaping research is evident. However, the ongoing
enhancement of PRP engagement is essential for upholding the quality
of their involvement, the retention of experienced PRPs and the integrity
of OMERACT’s mission.

Introducing the PEIR Framework, PEIR Plan Guide, and PEIRS-22 to
the OMERACT community has provided valuable insights into
enhancing and measuring meaningful PRP engagement. The plenary
session exemplified a targeted approach to engaging conference at-
tendees using the PEIR Plan Guide, fostering collaborative item gener-
ation to enhance the Feel-Valued component. The next step for
OMERACT will be to survey the active PRPs (approximately 170) with
the PEIRS-22 to elicit their perspectives regarding their previous/cur-
rent engagement with OMERACT. The results will inform strategies to
enhance patient engagement within OMERACT.

This paper is a foundation for future efforts to enhance PRP
engagement within OMERACT. Implementing the PEIR Framework,
PEIR Plan Guide, and PEIRS-22 OMERACT can advance meaningful PRP
involvement that aligns with its mission. As OMERACT continues to
evolve, this work provides valuable guidance to optimize the engage-
ment process and uphold the principles of PRP-centered research.
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Table 2
All items from the Feel-Valued component.
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Co-Author Recognition

Co-Author Recognition "Recognition, feeling equal, validation"
part of the team -> (publications, 8pts? What type)
Co-Authorship in publications

co-authors

Patient-led publications

Attribution to patient contribution to the research
Co-Authorship- opportunity to write a paper from PRP perspective - patients could understand this paper
Active record of their contribution, publications, co-supervisor, giving responsibility

Recognition of PRPs at all presentations of work and allowing co-authorship and recognition

Patients/Parents as Co-Authors on manuscript

Involve patient early in protocol development, study design, what outcomes that matters. What is

Compensation (travel, time)

Involve patient early in protocol development, study design, what outcomes that matters. What is

Provision of travel costs & compensation for time commitment
Support travel funding
Provide support to develop and present findings/ abstracts

$-

attendance, need $ direct, indirect

Benefit in kind

Charitable donations as a form of compensation.
Considerations for channels of financial recognition via direct payment VS directed donations
Being treated well (valued, compensated for our time + work)
Co-PI on grants with equal compensation for time and effort
PRP Led & Focused Presentations

Provide support to develop and present findings/ abstracts
Presentations / voices heard

Patient presentations give them a voice

Presentations at conferences -> research from PRP perspectives
Praise and Acknowledgment

Being treated well (valued, compensated for our time + work)
Gratitude, parise (verbal)

Early Involvement

Involve patient early in protocol development, study design, what outcomes that matters. What is

AAAAAAA (remote or office visit), wearables. In addition, authorship and honorarium

....... (remote or office visit), wearables. In addition, authorship and honorarium

....... (remote or office visit), wearables. In addition, authorship and honorarium
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