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ARTICLE INFO ABSTRACT
Keywords: Background: OMERACT (Outcome Measures in Rheumatology) is an international initiative focused on improving
Patient engagement outcome measurement in rheumatology research, fostering collaboration among PRPs, clinicians, and re-
PEIRS-22 searchers to develop Core Outcome Sets. The 22-item Patient Engagement In Research Scale (PEIRS-22) is a tool
Psychometrics designed to measure the level of meaningful patient engagement and guide efforts towards improvement.
OMERACT 8 gtul p gag g p
Aim: 1) To describe the current profile of patient engagement at OMERACT using the scores generated by the
PEIRS-22 and 2) to assess the validity of the PEIRS-22 within the OMERACT group of PRPs.
Methods: We administered the PEIRS-22 to assess the level of meaningful engagement of PRPs with OMERACT.
We compared the scores with self-rated participant engagement, and asked open ended questions to investigate
the validity of the tool in the OMERACT PRP population.
Results: Overall engagement was meaningful and correlated to self-reported level of engagement. However, there
were components and items that were flagged as priorities for improvement (Convenience, Benefits and Team
Environment, and specifically items PR11: I participated in making decisions about the project, T2: I was an
equal partner in the research project team, and SU1: I received sufficient support to contribute to the project.
Conclusion: This study highlights the validity of the PEIRS-22 within OMERACT and reveals satisfactory levels of
meaningful PRP engagement. As OMERACT continues to learn and evolve, the PEIRS-22 will be integral in
developing a structured and consistent approach to patient engagement.
Introduction OMERACT (Outcome Measures in Rheumatology) is an international
initiative focused on improving outcome measurement in rheumatology
Background research, fostering collaboration among PRPs, clinicians, and re-
searchers to develop Core Outcome Sets [1]. OMERACT, a leader in
Engagement of people with lived and living experience of health patient-centred research, recognizes the need for continuous assessment
conditions and service needs, as patient research partners (PRPs) in and improvement to ensure meaningful engagement with PRPs. Sys-
health research, is critical to enhancing research relevance and impact. tematic reviews have identified promising tools for evaluating patient
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engagement [2,3]. These tools provide a foundation for better under-
standing and improving the engagement process. To realize the value of
patient engagement to advance research and care, it must be done well.
While it is commonly understood that patient engagement should be
meaningful rather than tokenistic, there was previously limited explicit
conceptualization of what PRPs perceived as meaningful engagement.
Given the variability in approaches to engaging PRPs by research leads
and co-researchers, a validated framework is needed to optimize the
impact of adopting patient engagement in research.

To address this gap, Hamilton and colleagues developed the Patient
Engagement In Research (PEIR) Framework and 22-item Patient
Engagement In Research Scale (PEIRS-22) to illustrate the aspects of
patient engagement that make it meaningful to PRPs. The PEIR
Framework and PEIRS-22 were empirically designed through critical
analysis of scientific articles and interviews with experienced PRPs
[4-7] It includes a workbook that consists of a comprehensive set of
eight organizing themes covering the key elements of meaningful pa-
tient engagement [8]. The PEIR Framework is accompanied by the
PEIRS-22 scale that can be used to evaluate meaningful patient
engagement and identify areas for improvement. OMERACT has part-
nered with the PEIR team to study current PRP engagement across
OMERACT and to develop an implementation plan of the PEIR Frame-
work, guided by the PEIRS-22, to evaluate and enhance PRP engage-
ment at OMERACT.
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Aims

1) To describe the current profile of patient engagement at OMERACT
using the scores generated by the PEIRS-22.

2) To assess the validity of the PEIRS-22 within the OMERACT group of
PRPs.

Methods
Overview of approach

We conducted an online, anonymous survey to establish a baseline
measurement of OMERACT’s status of engagement with PRPs across
March and April 2024. The PEIRS-22 scores, along with the PEIR
Framework, were used to identify areas where OMERACT resources
could be directed to further improve how OMERACT engage PRPs. The
participants were PRPs are currently or previously involved with
OMERACT working groups. The survey had two parts. The first part used
the PEIRS-22 to assess the meaningful PRP engagement in OMERACT
working groups. All involved PRPs were asked to share their basic de-
mographics and OMERACT involvement information (type of disease,
age, gender, self-rated level of participation in OMERACT, number of
years with OMERACT, self-rating of personal engagement in OMERACT
working group or OMERACT Community processes and decisions), and
to complete the PEIRS-22.
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Fig. 1. Components of meaningful engagement according to the PEIRS framework. Source: Hamilton, C. Workbook to guide the development of a Patient

Engagement In Research (PEIR) Plan. Used with permission from C.Hamilton.
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The second part of the survey asked respondents to reflect on each of
the eight components of the PEIR Framework (see Fig. 1). Participants
were asked to elaborate on their responses on the seven subdomains of
the PEIRS-22 by providing context and examples in a free-text format.
Note the two components of the Framework are collapsed into one
subdomain in the scale, resulting in seven subdomains [9]. We also
asked participants to reflect on how comprehensive PEIRS-22 is at
capturing all the feedback they wished to provide and what, if anything,
needed to be added. Additional analysis was done by comparing
OMERACT involvement ratings versus the PEIRS-22 ratings to obtain
more insights on the validity of these tools for implementation at
OMERACT.

Criteria for Participation

The criteria for participation in phase 1 were to be a PRP member of
OMERACT, and currently or previously involved with at least one
working group. OMERACT retains a database of active members,
including its PRPs. We invited PRPs listed in the database, updated in
2023, to participate in this study.

Sample size

Given that this was a descriptive rather than analytic study, our goal
was to gain a comprehensive view of patient engagement in OMERACT.
We, therefore, invited all PRPs to consider participating. 172 PRPs in the
OMERACT database met the criteria. The survey was only available in
English, the language used in OMERACT meetings, ensuring consistency
in communications.

Recruitment methods

Invitations to complete the PEIR-22 were sent via email from the
Chair of OMERACT and co-signed by the Chair of the PRP Support Team,
to all the PRPs who met the criteria for participation. The email included
a participant information statement and a survey link.

Personal identifiers

All survey data were de-identified. We used SurveyMonkey (pre-
mium) and set the settings to prevent retention of any identifying in-
formation, including IP addresses. This ensured participant anonymity
and protected personal data. This approach was used to maintain
confidentiality and foster an environment where participants could
provide honest, unfiltered feedback without concern for their privacy
being compromised. The names and emails used for the mailout were
not linkable to the survey responses and were kept separate from them.

Safeguards to protect confidentiality

Survey responses were gathered anonymously. Our research team
did not know who responded; no personally identifying information was
gathered or retained. Some broad descriptive information was collected,
such as years of involvement in OMERACT, type of rheumatic disease,
disease duration, etc. We worded descriptors of their participation in
OMERACT in such a way as to avoid identifying the specific working
group or groups they are involved in, as many working groups currently
have only 2-4 PRPs. We avoided presenting information where there
were less than five persons in a response category by censoring or
collapsing data in response categories with fewer than five participants.

Data analysis
Patient Engagement in OMERACT

The responses to the online PEIRS-22 were scored according to the
developers’ instructions. The developers describe that the threshold for
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low meaningfulness is 70 [9]. For the overall PEIRS-22 score, we report
non-parametric descriptive statistics, including the median [IQR],
min-max, and proportion of PRPs achieving scores above the threshold.
We also present overall scores by gender, number of face-to-face con-
ferences, and self-rated participation. We investigated whether there
were substantive and statistically significant differences between
groups.

For each of the seven subdomains of the PEIRS-22, we present non-
parametric descriptive statistics for the entire sample’s scores as me-
dian [IQR], min-max, the median as a percentage of the maximum
possible score (e.g. standardised to a 0-100 scale). We report whether
the group’s median was above the threshold for meaningfulness and the
proportion of participants who were individually above the threshold
for low meaningfulness, as set by the scale developers. We also present
scores for each component by the level of self-rated engagement (1.
None/tokenistic engagement, 2. Somewhat engaged, 3. Very engaged)
and the same descriptive statistics as listed above.

As per the scale’s scoring instructions, individual items can be
considered as ‘bronze’ (easiest to achieve), ‘silver’ (more difficult to
achieve), or ‘gold’ (hardest to achieve). Bronze items are CN4, CT4,
PR14, CT2, BE1, and CT1. Silver items are PR2, PR12, PR9, BE2, FV1,
T5, SU2, and BE4. Gold items are FV3, T2, PR13, PR11, CN1, PR10, SU1,
and CN3. We examined whether 80 % or more PRPs were scoring above
the cutoff for low meaningfulness for each item and qualitatively
assessed whether OMERACT was achieving meaningful engagement at a
bronze, silver or gold level.

Validation Testing and Qualitative Analysis of the PEIRS-22 Responses

To test for floor and ceiling effects, we report the number (%) of
people scoring the lowest or highest possible score per subdomain. We
considered <15 % of participants per subgroup scoring at the floor or
ceiling acceptable.

Correlations between PEIRS-22 scores and self-rated level of
engagement were calculated to evaluate the scale’s criterion validity.
We hypothesised that those people who identify as being less engaged
should have lower PEIRS-22 scale scores. In this context we would hope
to see at least a moderate correlation (Spearman-ranked correlation of
0.50 or more) to provide evidence of validity in our setting.

We conducted qualitative analysis on the open-text field question,
“Was this survey comprehensive enough for you to give us all the
feedback you wanted to give?”. We used inductive open coding aiming
to get at the main theme of the person’s answer, followed by deductive
coding to link these themes to the eight domains of the PEIR Framework
[10]. One coder (CJ) mapped responses to the eight components, where
possible, to be left with a list of responses that could not be mapped to an
existing component of the PEIRS-22, which could signal that important
perspectives were not addressed by the scale. A second coder (AH)
checked the first coder’s work, and they reached a consensus on any
disagreements. We did not conduct a complete qualitative analysis on
the open text response fields that asked participants to elaborate on the
reason for their PEIRS-22 scores.

Results
Baseline characteristics

Of the 172 PRPs invited, 68 completed the survey (39.5 %)—eight of
those provided only demographic details and did not complete further
questions. See Table 1 for participant characteristics. The sample is
comparable to the entire OMERACT PRP population in that the majority
are from the US followed by the UK, followed by Canada. We are not
able to compare other demographic details as we do not have other
demographic data from the entire OMERACT PRP besides country of
residence.



C. Jones et al.

Seminars in Arthritis and Rheumatism 72 (2025) 152704

Table 2
Overall results and subgroups.

Table 1
Participant characteristics.

N= %

68
Gender
Female 48 71
Male 19 28
Non-binary/uses a different term 1 1
Country (current)
Australia 5 7
Austria 1 1
Canada 12 18
Cyprus 1 1
France 2 3
Germany 1 1
Ireland 1 1
Italy 2 3
Malta 1 1
Netherlands 3 4
New Zealand 1 1
Serbia 1 1
Spain 1 1
Tiirkiye 1 1
United Kingdom of Great Britain and Northern Ireland 16 24
United States of America 19 28
Age in years
18 to 25 0 0
26 to 40 7 10
41 to 65 27 40
66+ 34 50
Years of involvement
0to3 22 32
4t06 27 40
7t09 6 9
10+ 13 19
Number of face-to-face conferences attended
0 34 50
l1to3 24 35
4t06 3 4
7+ 7 10
Self-rated level of engagement
Not engaged at all. Don’t hear from them. 1 1
Engaged in tokenistic manner 10 15
Somewhat engaged (e.g., participate in calls, but don’t do anything 33 49

in between)

Very engaged in decision-making and processes 24 35
Type of participation (participants could select more than 1 option)
I am informed about OMERACT activities 48 71
1 engage with OMERACT education opportunities 24 35
I am consulted during OMERACT activities 27 40
I am involved in OMERACT processes 29 43
I am a co-designer of OMERACT research/activities 9 13
I am a co-producer of OMERACT research/activities 4 6
I lead OMERACT research/activities 1 1

Patient Engagement in OMERACT

Overall PEIRS-22 scale results

Overall, the median PEIRS-22 score was 72.7 out of 100 (IQR = 62.5
to 88.6). Fifty-eight percent of individual participants scored above the
low meaningfulness threshold of 70.1. See Table 2 for the overall scores
and scores broken down by key characteristics.

PEIRS-22 results by subdomain — overall

Scores for the entire group are presented per component in Table 3.
The group’s median score was above the threshold of meaningfulness for
each component.

PEIRS-22 scale results by component, split by self-rated level of engagement

When the component scores were broken down by the participant’s
self-rated level of engagement, there was a consistent pattern of lower
PEIRS-22 scores for people with lower self-rated engagement. See
Table 4.

Median Min - P value of % of PRPs above
PEIRS-22 Max difference low
scores between meaningfulness
[IQR] groups threshold
All (n = 60) 72.7 19.3 - 58
[62.5 - 100.0
88.6]
Gender* 0.765
Women* (n = 42) 72.7 19.3 - 60
[62.5 - 100.0
88.6]
Men* (n = 18) 72.7 50.0 - 55
[64.5 - 93.2
84.7]
Number of face-to-face conferences 0.347
0 (n=29) 70.5 48.9 — 55
[62.5 - 96.6
78.4
1to3 (n=22) 79.0 19.3 - 59
[62.8 - 100.0
90.3]
4+ n=9) 79.6 48.9 — 67
[69.3 - 94.3
88.6]
Self-rated participation <0.001
Participants who 54.0 19.3 - 13
said they were [47.7 - 88.6
not engaged, or 56.8]
only engaged in a
tokenistic
manner (n = 8)
Participants who 69.3 50.0 - 46
said they were [62.5 — 96.6
somewhat 74.2]
engaged (n = 28)
Participants who 88.6 63.6 — 88
said they were [77.6 — 100
very engaged (n 91.2]

=24)

Excludes 8/68 people who did not complete the PEIRS-22
" Did not include 1 participant who identified as non-binary to prevent their
answers from being identifiable

Table 3

Entire groups scores by subdomain.

Subdomain Cut-point score Median Min- % of PRPs above
(maximum for [IQR] Max threshold for
score) meaningfulness ( meaningfulness
PR (31.8) 22.3 23.9 5.7-31.8 62
[19.3-26.4]
CN (13.6) 9.6 10.2 0.0-13.6 62
[8.0-11.4]
CT (13.6) 9.6 10.2 3.4-13.6 79
[10.0-13.0]
T(9.1) 6.4 6.8 2.3-9.1 62
[5.7-8.0]
SU (9.1) 6.4 6.8 0.0-9.1 63
[5.7-8.0]
FV (9.1) 6.4 6.8 2.3-9.1 53
[5.7-8.0]
BE (13.6) 9.6 10.2 1.1-13.6 55
[8.0-13.0]

PR - Procedural requirements

CN - Convenience
CT - Contributions

T — Team environment and interaction

SU - Support
FV - Feeling valued
BE — Benefits
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Table 4
Scores per component split by self-rated level of engagement.
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Level of Median [IQR] Min-Max Position relative to low meaningfulness ~ Median as a percentage of maximum % of PRPs above threshold for low

engagement cut point possible score meaningfulness

PR (maximum score is 31.8, low meaningfulness cut point is 22.3)

Not/Tokenistic 159 [13.4 - 5.7-26.1 Below 50 13
19.6]

Somewhat 22.7 [19.0 - 13.6 - Above 71 57
24.1] 30.7

Very 27.8 [23.9 - 18.2 - Above 87 83
29.5] 31.8

CN (maximum score is 13.6, low meaningfulness cut point is 9.6)

Not/Tokenistic 7.4 [6.5 - 8.5] 2.3-11.4  Below 50 25

Somewhat 9.1 [8.0 - 3.4-13.6  Below 67 43
10.2]

Very 11.4 [10.2 - 8.0 - Above 84 96
12.8] 13.6

CT (maximum score is 13.6, low meaningfulness cut point is 9.6)

Not/Tokenistic 8.5[7.4-9.1] 3.4-13.6 Below 63 13

Somewhat 10.2 [9.1 - 6.8-13.6  Above 75 71
10.5]

Very 12.5[11.1 - 10.2 - Above 92 100
13.6] 13.6

T (maximum score 9.1, low meaningfulness cut point is 6.4)

Not/Tokenistic 4.0 [3.1-6.0] 2.3-9.1 Below 44 25

Somewhat 6.3 [4.6 - 6.8] 34-9.1 Below 75 50

Very 8.0 [6.8 - 8.2] 5.7-9.1 Above 88 88

SU (maximum score 9.1, low meaningfulness cut point is 6.4)

Not/Tokenistic 4.6 [4.3-6.3] 2.3-80 Below 51 25

Somewhat 6.8 [5.7 - 6.8] 2.3-9.1 Above 75 57

Very 8.0 [6.8 -9.1] 4.6 -9.1 Above 88 83

FV (maximum score 9.1, low meaningfulness cut point is 6.4)

Not/Tokenistic 4.6 [4.3-5.7] 2.3-9.1 Below 51 13

Somewhat 6.3 [5.7 - 6.8] 3.4-8.0 Below 75 59

Very 8.0 [5.7 - 9.1] 4.6 -9.1 Above 88 71

BE (maximum score 13.6 low meaningfulness cut point is 9.6)

Not/Tokenistic 7.4 [4.3-8.2] 1.1-11.4  Below 54 13

Somewhat 9.1 [8.0 — 6.8-13.6 Below 75 39
10.2]

Very 11.4 [10.2 - 8.0 - Above 84 88
13.6] 13.6

PR - Procedural requirements

CN - Convenience

CT - Contributions

T — Team environment and interaction
SU - Support

FV - Feeling valued

BE — Benefits

Bronze, silver and gold levels

We looked at the proportion of PRPs affirming a positive experience
on each item of the PEIRS-22. The results show that above 90 %, above
80 %, and between 87-79 % of PRPs affirmed a positive experience on
items of the bronze, silver, and gold level of meaningful engagement,
respectively. This suggests that OMERACT is performing well in the
most easily achieved items, less well in the silver items, and with mixed
results in some gold items.

This suggests that OMERACT is performing well in the most easily
achieved items, less well but still above the threshold for meaningfulness
in the silver items, and that there is room for improvement in some gold
items. Three items in particular had only 79 % of PRPs reporting
meaningful engagement; PR11: I participated in making decisions about
the project, T2: I was an equal partner in the research project team, and
SU1: I received sufficient support to contribute to the project (for
example, orientation, readings, training workshops, webinars. Other
items that were close to the cut point with 81 % of respondents affirming
positive experiences were PR13: Communication within the research
team was clear throughout the project, CN1: I had the opportunity to
provide input into selecting my tasks for the project, FV3: I was offered
sufficient recognition for my contributions (for example, payment,
authorship, or gifts), BE2: I made an impact on the decisions in the
project, and BE4: My involvement had positive impacts on my life.

Validation of the PEIRS-22

Quantitative validation of the PEIRS-22 in this population

There was no evidence of floor or ceiling effects overall or in any
subgroup. The PEIRS-22 scores had a moderate positive correlation
(Spearman’s r = 0.60, p < 0.001). When one outlier was removed
(suspected error by participant, very high PEIRS-22 score combined
with the lowest possible self-rated engagement score), the correlation
was strong (Spearman’s r = 0.70, p = <0.001). One-way ANOVA
(Kruskal-Wallis) found a significant positive relationship (p < 0.001)
between total PEIRS-22 scores and self-rated level of engagement.

Responses to the question “Was this scale comprehensive enough for
you to give the feedback you wanted to give?” are shown in Table 5.

Table 5
Quantitative responses to comprehensiveness question.

Is this survey comprehensive enough to give us the feedback ~ Counts % of

you want to give? Total
Strongly disagree 2 3%

Disagree 9 15 %
Neutral 12 20 %
Agree 27 45 %
Strongly Agree 10 17 %
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Qualitative validation of the PEIRS-22 in this population

We received 35 free text responses elaborating on whether partici-
pants felt the PEIRS-22 was comprehensive enough to provide the
feedback they wanted to give. Eighteen were suggestions for more
questions that could be mapped back to subdomains of the PEIRS-22,
indicating they are not gaps in the scale.

Of the 15 responses that could not be mapped back to an existing
PEIRS-22 subdomains, 11 were suggestions that in the OMERACT
context respondents would have preferred to provide separate scores for
different working groups (e.g. some PRPs work across multiple groups
and would have preferred to provide different feedback for each) or the
same working groups across different periods of time (e.g. covid
impacted years, various stages of core outcome set development). Two
responses suggested an extra question could be asked about the PRP’s
plans for future involvement with OMERACT. One suggested that the
wording of some questions/descriptions might be beyond the reading
comprehension level of some PRPs. One was not applicable (irrelevant
to PRP engagement for the PEIRS-22).

Discussion
Patient Engagement in OMERACT

PEIRS-22 provided evidence that this sample of PRPs is generally
meaningfully engaged with OMERACT activities. The overall group
median was above the threshold for low meaningful participation for
both the overall scale score and subdomain scores. No subdomain stood
out as being scored notably better or worse than others when consid-
ering the group as a whole. When broken down by self-rated level of
engagement, there was a clear pattern of lower engagement scores
associated with lower PEIRS-22 scores. All the PRPs who self-identified
as not/tokenistically engaged where below the threshold in all compo-
nents, as expected. The lowest scored components for the ‘somewhat’
engaged subgroup were Convenience, Benefits and Team Environment.
These are the areas where OMERACT should focus on during future
efforts to increase meaningful patient engagement. Specific items that
will be priorities for interventions are those listed above in section 3.4.2
that had the lowest proportion of PRPs affirming a positive experience.

Validity of the PEIRS-22

The PEIRS-22 obtain validation for other populations and performed
well in measuring patient engagement in research activities in this group
of OMERACT PRPs. There were no floor or ceiling effects, and the scale
scores correlated as hypothesised with self-rated level of engagement
(not/tokenistically/somewhat/very engaged). More than 60 % of re-
spondents thought the scale was comprehensive enough, with a further
20 % being neutral and <20 % disagreed that the scale was compre-
hensive enough. The free-text feedback revealed that most of the con-
cerns in the free text could be mapped back to an existing PEIRS-22
subdomains and were, therefore, not areas where the PEIRS-22 was
lacking. Most free text feedback that could not be mapped back to the
PEIRS-22 subdomains were about how to administer the PEIRS-22.
Specifically, repeating the scale for each working group (and poten-
tially time period) the PRPs worked across. We considered this while
designing this research project; however, we decided not to ask PRPs to
identify their working group as that would forfeit their anonymity (most
working groups only have ~2 PRPs, so their responses would be
identifiable).

Comparison to other research

Two other groups have used the PEIRS-22 alongside other measures
of patient engagement to investigate the validity of the tool in their
study population. A subgroup of Cochrane found high PEIRS-22 scores
in PRPs co-producing systematic reviews of patient decision aids for any
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condition, corroborated by qualitative data [11]. This study also
examined validity and found favourable metrics similar to ours. Another
group translated the PEIRS-22 into Danish and found high levels of
meaningful patient engagement in Danish patients working in the cancer
space, which focus groups also corroborated [12]. These studies, along
with ours, provide increasing evidence that the tool is likely valid in
various PRP populations.

Limitations

This project captured to views of ~40 % of the total population of
OMERACT PRPs, and therefore may not be representative. Aside from
country of residence, we were not able to compare sample and popu-
lation characteristics. Another limitation is many participants prefer-
ence for answering the PEIRS-22 per working group. Participants who
have experience from multiple working groups may have found it
difficult to answer in ways that reflected the breadth of their experience
with different OMERACT working groups.

Future directions

Within OMERACT, efforts will continue to attempt to improve
meaningful patient engagement. Priority areas will be the PEIRS-22
items with the lowest percentage of PRPs above the threshold for
meaningfulness. OMERACT will use the specific free-text feedback
provided alongside the scale responses to help guide actions. However, it
was beyond this project’s scope to report on systematic analysis of those
responses.

Other groups considering using the PEIRS-22 to assess their patient
engagement activities could ask respondents to identify which specific
project/working group they are reporting and whether the group has
enough PRPs to enable anonymity. PRPs’ desire to give different scores
for different projects/groups indicates that their experience is at least
partly dependent on the individuals they work with and the re-
quirements of the tasks.

Conclusion

This study highlights the successful application of the PEIRS-22
within OMERACT, revealing satisfactory levels of meaningful PRP
engagement. While most PRPs reported meaningful engagement, im-
provements are needed in areas such as Feeling Valued, and Benefits. As
OMERACT continues to learn and evolve, the PEIRS-22 will be integral
in developing a structured and consistent approach to patient engage-
ment. The lessons learned here will inform improvements within
OMERACT and provide a model for other research organizations aiming
to enhance PRP engagement.
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Appendix 1. Open-ended responses from comprehensiveness questions, mapped to a component of the PEIRS-22 where possible

Open-Ended Response (direct wording from PRP)

Component(s) of PEIRS-22

The survey encompasses all projects I am / have been involved in. Some WG might be better than others in effectively
engaging with PRPs. I'm not sure there are questions in the survey which will allow me to say "yes, most groups were
good / great, but one or two groups don’t adequately understand how to effectively work with PRPs’.

This survey should be conducted for EACH working group a PRP has participated in, not a combined score for all PRP
participations. Some WGs were very inclusive while others were NOT.

Iseemed to be missed out of communications about any projects. Ilive in a different country to the team am attached to -
nowhere in the survey is there an opportunity to say my responses relate to the fact I may well have missed some
communications

Perhaps an estimate of time spent on OMERACT activities?

No opportunity to distinguish between busy times involved in a project and part of a research study and other ones when
not in an action group and not much happening

At times I find the sessions go by very quickly and at times more time required on the presentation show of slides.

do not feel part of the process yet

A question regarding the drop off the email chain and the patient thinking where did that group go?

Greater clarification of the role/contribution of the patient and the role/contribution of the doctor

PRPs may feel they have a lack of understanding about research methodology, graph presentations etc.

It would be useful to be able to articulate what difference my engagement made from my point of view. We should also
ask our researchers about what difference they felt the PRPs made.

Difficult to decide on response when I've mainly done surveys and one zoom study meeting during Covid. I did enjoy
and value that

Discussion of [REDACTED FOR ANONYMITY] and its impact on patients experience and treatment choices

OMERACT is not a research project, it is a research initiative comprising the work of many working groups with strongly
varying characteristics of PRP involvement. I have varying experiences, good as well as poor experiences. They are not
captured (yet) by this survey.

1 am on multiple projects. Some work better than others. Should have asked re frame of reference for OMERACT as a
whole, best working group, or worst working group

Perhaps include / acknowledge that the time and energy required by PRPs can come at a cost. We willingly give our time
and pace our energy. The cost is we have less energy for other important areas of our lives.

You now know that I didn’t feel that my participation was worth my time and that I didn’t feel that I had any impact on
the project. You don’t know why. I will explain briefly below.

The group I am involved in has been going a long time and whilst I still want to remain part of the group and participate
where I can contribute and be useful, most of the meetings are very technical and I don’t feel that I contribute
anything very much. I support a lot of research in [REDACTED FOR ANONYMITY] and am PPI lead in some studies so
it’s not that I don’t have ongoing contact & involvement with the rheumatology research community generally, but I
do find the OMERACT meetings difficult to keep up with the language used and don’t feel as if I'm contributing much.
It was a long time ago that I went to an OMERACT meeting and having [REDACTED FOR ANONYMITY] myself, found
the conference difficult to manage physically due to the hours and early start. I think that there needs to be an option
for free text to explain more that purely selecting an item on a Likert scale.

There could have been some questions about future involvement

Being in [REDACTED FOR ANONYMITY] the tyranny of distance applies with OMERACT teams and management very
orientated towards the US or Europe.

maybe a question on future involvement with OMERACT research?

When involved in many projects over the years answers had to be given as an overall judgement rather than for one
specific project as the survey seems to refer to .

1. Chance to explicitly identify how many OMERACT initiatives I've been involved in and role (e.g., Delphi respondent,
reader of draft publications).

2. Identify main arthritis confirmed diagnosis I have received/live with (e.g., RA, OA).

Not mapped to PEIRS-22

Not mapped to PEIRS-22

PR

CN

Not mapped to PEIRS-22

CN

PR, CN, T, FV, BE

PR

PR

suU

CT, BE, and potentially room for a survey for other team
members about the PRPs’ input
PR

Not mapped to PEIRS-22

Not mapped to PEIRS-22

Not mapped to PEIRS-22

FV

PR

PR, CN, CT, SU, BE

Not mapped to PEIRS-22
PR

Not mapped to PEIRS-22
Not mapped to PEIRS-22

Not mapped to PEIRS-22

Not mapped to PEIRS-22

(continued on next page)
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Open-Ended Response (direct wording from PRP)

Component(s) of PEIRS-22

3. Be more specific around what "support" was offered AND whether you chose to take advantage of it.

1 felt some of the questions were not applicable to me so I have inserted neutral in those questions. Perhaps a N/A
alternative would be useful?

Covid and distance limited my ability for face-to-face contact at OMERACT meetings. Zoom worked very well for group
activities.

probably need to spend more time with training modules

I was not always sure of what was expected of me. In reviewing the questions for the Delphi, I knew that I was able to

sU
Not mapped to PEIRS-22

PR

SU
PR

make them more understandable to the lay person but on the medical issues I was not sure of what I could contribute

beyond my own experience with [REDACTED FOR ANONYMITY] .

to what extent do some PRPs feel patronised by the professionals in the group especially in the area of clinical methods T

Where PRPs have multiple levels of involvement it is difficult to answer so possibly suggesting this is focused on a main

and clinical language.

working group (which I have done here)

Not mapped to PEIRS-22

I am a professional with degrees in [REDACTED FOR ANONYMITY]. Although I was asked about my experiencesasa  FV
patient, nobody was the least bit interested in hearing what I had to say about the science and about the procedures.
As I am retired, I was hoping to find some way of making a real contribution and I thought OMERACT would enable

me to do so. Perhaps that was naive of me.

I have increasing felt isolated from OMERACT and doubt my continuation.

As the Working Groups don’t always use a standardized approach to PRP Engagement, it’s difficult to generalize about

Some Qs and descriptions are probably well above the reading comprehension levels of some PPs.

experiences.

T
Not mapped to PEIRS-22

Not mapped to PEIRS-22
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