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COMMENTARY

Patients as Partners: Building on the Experience of Outcome Measures

in Rheumatology
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Advising patients about managing and living with
their conditions and explaining the risks and benefits of
treatment choices are integral aspects of a clinician’s med-
ical practice. However, if descriptions of the potential out-
comes are framed in terms patients do not understand or
do not consider relevant, they may not be able to make
informed decisions, and treating clinicians may fail to
achieve these goals. When designing clinical trials, we
must therefore include outcome measures that are mean-
ingful to patients and correspond to their life experiences.

For the past 2 decades, the driving force for
addressing issues regarding outcome measures in rheuma-
tology has been Outcome Measures in Rheumatology
(OMERACT), which is involved in the development and
validation of core outcome measure sets in theumatic dis-
eases (1). OMERACT began as an informal gathering of
researchers who were interested in outcome measures in
rheumatology but evolved into a biennial 5-day working
conference including a wide range of clinicians and clinical
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research methodologists. Since 2002, patients have also
been actively involved in order to incorporate their views
regarding which outcome measures should be used to
assess the benefits of treatment (2). Patient involvement
has made a significant difference in terms of the issues tak-
en up by research working groups, with fatigue measure-
ment in theumatoid arthritis (RA) being, perhaps, the best
example (3). The importance of fatigue, which now is con-
sidered to be central to our understanding of the effects of
inflammatory arthritis (4), had been effectively ignored by
this group of committed researchers.

The call by patient participants to look more
closely at fatigue as a component of RA resulted in a 10-
year program of international research culminating in
the incorporation of fatigue into the “core set” of meas-
ures for RA clinical trials. This would not have happened
without the prolonged involvement of patient partici-
pants in OMERACT (5). Furthermore, the manner in
which patients have subsequently contributed to the
development of a new measurement of fatigue in RA
has been described in detail (6). Following this lead,
researchers developing the Rheumatoid Arthritis
Impact of Disease (RAID) score (7) and the Psoriatic
Arthritis Impact of Disease score (8) have done so in
close partnership with patients. Important domains
directly derived from the experience of patients were for-
mulated using language that is understood by patients.
In addition, patient research partners provided advice
regarding the feasibility of the research protocols, the
number of items to be included in questionnaires, the
length of the recall periods, and methods for scoring.

Patient involvement in health care research has
been advocated by national institutions for some time, per-
haps most notably by the UK National Health Service
through the INVOLVE program (9). In the US, the
Patient-Centered Outcomes Research Institute (PCORI)
was established in 2014 to “identify critical research ques-
tions, fund patient-centered comparative clinical effective-
ness research ... and disseminate the results in ways that
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the end-users ... will find useful and valuable” when mak-
ing health care—related decisions (10). An increasing body
of literature has demonstrated that involving patients as
partners in research design, study implementation, and dis-
semination of results is worthwhile (11).

A collaboration with patients as research partners
does not happen spontaneously. It has to be actively pur-
sued and embedded in research planning. The way in
which OMERACT has included patients as partners in its
activities has become more sophisticated and fully inte-
grated in the OMERACT filter (12). Initially, “10 ner-
vous, bewildered individuals with one thing in common,
rheumatoid arthritis” (13) came from 5 countries and
contributed to ~15% of the programmed activities. Now,
every aspect of its activities automatically requires the
participation of patient partners, as described and
explained in detail in the OMERACT handbook (14).
This approach changes aspects of both the overall strate-
gy and day-to-day procedures (15). For example, all (non-
technical) research groups must include and provide
financial support for patient partner involvement. This
process of growth and development is likely to occur with
other organizations that embrace patient participation.

Thus far, 64 different patients from 13 countries
participated in 1 or more OMERACT conferences (aver-
age of 2 conferences). Their conditions have ranged from
RA (the most common) to gout, Behcet’s syndrome, and
vasculitis-associated interstitial lung disease. At times,
patient participants have required an accompanying per-
son, portable oxygen supplies, or other special arrange-
ments. With accumulating experience, a number of
innovations have been introduced to support patient part-
ners at and between conferences. These include allocation
of funding for patient support, production (by patient part-
ners) of a glossary of research terms (1), an introductory
session for patient participants before the start of conferen-
ces and daily briefing sessions from the coordinators of the
different sections of the meeting, and a “buddy” system for
new patient participants (16).

An in-depth analysis of how this support helps
OMERACT to work (17) identified 3 key messages.
First, making patient participation an integral part of the
conference vision, structure, and program ensures that
the patient perspective is captured effectively and effi-
ciently. Second, tailored introductions and personalized
training and support for patients are important condi-
tions for successful engagement with patients. Third,
chairs and moderators of small group discussions play a
pivotal role in enabling patients to contribute to research
and fostering the mutual learning processes for all
participants.
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Funding bodies (such as Arthritis Research UK and
PCORI) are increasingly requiring grant applicants to
include patients as partners in the research team and to
show how those partners will be supported and empowered.
Other professional organizations (such as the European
League Against Rheumatism) and research collaborations
(such as the Group for Research and Assessment of Psoria-
sis and Psoriatic Arthritis) have established networks of
patient research partners (18) and have made the participa-
tion of patients a common feature at their annual meet-
ings (19). National rheumatology societies (such as the
American College of Rheumatology) may also be consid-
ering the development of such links.

The experience with patient involvement over many
years (20) offers some guidance and pointers to others
wishing to develop similar types of collaborative partner-
ships with patients in research. Inevitably, new challenges
emerge as old ones are overcome. For OMERACT, these
currently include the following: ensuring that patient part-
nership between meetings is an almost automatic occur-
rence; widening representation of patient participants of
different regional, cultural, and social backgrounds; and
organizing education about collaboration for both
researchers and patient research partners. However, it is
clear that with appropriate commitment of will and resour-
ces, patients can be effective partners across the research
continuum and in all forms of research endeavors.
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APPENDIX A : THE OMERACT EXECUTIVE
COMMITTEE

Members of the OMERACT Executive Committee are as
follows: Dorcas Beaton, BscOT, PhD (University of Toronto, Toron-
to, Ontario, Canada), Maarten Boers, MSc, MD, PhD (VU Univer-
sity Medical Center, Amsterdam, The Netherlands), Peter Brooks,
MD, FRACP (University of Melbourne, Melbourne, Australia),
Philip Conaghan, MD, PhD (University of Leeds, Leeds, UK), Marie
Antonietta d’Agostino, MD, PhD (Universite Versailles-Saint
Quentin en Yvelines and Ambroise Pare Hospital, Boulogne-Billan-
court, France), Lyn March, PhD, FRACP (University of Sydney,
Sydney and Royal North Shore Hospital, St. Leonards, New South
Wales, Australia), Lee S. Simon, MD (SDG LLC, Cambridge, MA),
Jasvinder A. Singh, MBBS, MPH (University of Alabama at Birming-
ham and Veterans Affairs Medical Center, Birmingham, AL), Vibeke
Strand, MD (Stanford University School of Medicine (Palo Alto,
CA), George A. Wells, MD, PhD (University of Ottawa, Ottawa,
Ontario, Canada).
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