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OMERACT Filter 2.0: Developing a Core Domain Set
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Gladman D, et al. J Rheum 2006



Why updating
the PsA COS?
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Methods of involvement

Patient participation — following OMERACT recommendations*

The patient voice was sought through

1. Active partnership of five patient research partners (PRPs) in
the working group and one PRP in the Steering Group

2. International focus group study representing five continents
and including seven countries

Delphi study

4. Consensus meeting

* Cheung PP ea Recommendations for the Involvement of Patient Research Partners (PRP) in
OMERACT Working Groups. The Journal of rheumatology 2016;43(1):187-93)

* De Wit M ea, Successful Stepwise Development of Patient Research Partnership: 14 Years’
Experience of Actions and Consequences in OMERACT, The Patient 2016,



Trying to ensure representativeness
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What about PRPs Tasks?
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What about PRPs’ recognition?
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Extended PRP involvement
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New domains identified
through SLR and the
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What were challenges of involving patients in the
COS update process?

1. Unanticipated Work Load for PRPs and researchers
2. Communication and equal collaboration
How to enhance new approaches and attitudes

3. Ensuring broad representativeness of patients’
perspectives

In demography, geography, disease severity and in
numbers

4. Keeping PRPs and researchers motivated to
collaborate

5. Preserving the patient perspective throughout the
research process



Preserving the patients’ perspectives

e Core domain sets should be short and
feasible to measure, and based on
stakeholder input and consensus.

 But how can we guarantee that consensus is
obtained without losing important domains
for patients and hence content validity of
the core set?



PRP participation as integral part of

the consensus building

89
patients

Focus Groups
Patients with
PsA: Domains

Systematic
Literature
Review
Domains

2006 PsA Core
Domain Set

Working
Group
Meetings
to
discuss

50
patients

12
PRPs

49
patients




First patient and physician survey
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What has been the impact of patient and PRP
involvement?

* PRP involvement in coding focus group transcripts
ensured domains important to patients were captured.

 PRP involvement in developing the domain Delphi list
ensured that domain descriptions were phrased in a
manner understandable to patients.

* Integration of the patient perspective in a meaningful and
representative manner provided face validity to the COS

* PRPinvolvement in the consensus process resulted in
new domains on the research agenda and in the middle
core. No patient relevant domains were added to the
inner core.



How can this be explained?

Potential factors to look at....

* Risk of patient representatives aligning
with physicians views and priorities?

* Influence of existing power imbalances?
* Influence of clinical relationships?

* Lack of proportional representation in
numbers?



Conclusion

* PRP involvement is needed to ensure face validity of a
core domain set.

e Attributes for an effective consensus meeting are:
— Equal numbers of patients and other stakeholders
— An independent facilitator
— Open dialogue

— Inclusion of opinions of all participants via
consensus techniques (Nominal Group Technique).

 More research is needed to explore strategies to
preserve the patients’ perspectives in the consensus
building process and final core domain set.



OMERACT meeting
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Orbai, A. et al. Annals of Rheum
Diseases 2016
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