Editorial

Patient Reported
Outcomes for
Rheumatoid Arthritis:
Where Are We and
Where Are We Going?
An increasing number of reports emphasize the importance
of patient reported outcome (PRO) measures of health status
and health-related quality of life (HRQOL) in rheumatoid
arthritis (RA). The study by Linde, et al in this issue of The
Journal examines a range of HRQOL instruments in
patients with RA with the aim of assessing reliability, validity, and responsiveness1.
The authors compared the measurement properties of the
Medical Outcome Study Short-Form 36 (SF-36), the
EuroQol (EQ-5D), the 15D, Rheumatoid Arthritis Quality of
Life (RAQoL) questionnaire, Health Assessment Questionnaire (HAQ), and visual analog scales for pain, fatigue, and
global RA. The main findings were that all instruments were
able to discriminate between low, moderate, and severe RA
activity as measured by the Disease Activity Score 28. Also,
the authors found that while the RAQoL and the HAQ had
the highest test-retest reliability, the SF-36 bodily pain and
vitality subscales were the most responsive to improvement
(and the HAQ had low responsiveness).
This study joins a number of articles that in recent years
have compared HRQOL instruments directly2-5 or reviewed
them from separate studies6. With new instruments emerging for use in RA such as the CSHQ-RA (Cedars-Sinai
Health-Related Quality of Life for Rheumatoid Arthritis
Instrument)7, PROMIS (Patient-Reported-Outcomes
Measurement Information System)8, and the computerized
adaptive testing in back pain (CAT-5D-QOL)9, the question
remains for a researcher: which instrument to use in future
studies?
The most important starting point is to carefully consider the question that you would like to answer with your
study and then choose a questionnaire that meets this objective. For example, if one wants to compare the burden of a
disease with other diseases or even population norms, then a
generic questionnaire might be appropriate. Alternatively, if
a specific attribute is the focus of the study, then a disease-

specific instrument may be a better choice. If one wants to
assess health utilities for use in calculations of cost per
quality-adjusted life-year, then using a preference-based
measure would be necessary.
Once the objective is defined, studies such as that presented by Linde, et al can be particularly useful, since they
review the psychometric properties of many available
instruments. However, it is important that only instruments
meeting the defined objective are compared together. For
example, to compare the responsiveness of the SF-36
directly to the EQ-5D is unlikely to be appropriate if the
study objective is to assess general HRQOL. (The EQ-5D is
purposely short to allow health utilities to be estimated.)
When looking at studies assessing the psychometric
properties of instruments, some issues are worthy of consideration. First, any concept of validity or responsiveness
is predominant on the reliability of a measure. The study by
Linde, et al does include reliability but the conclusions of
which measure to use should incorporate all these aspects.
Second, there are numerous methods for assessing reliability, validity, and responsiveness, and then even more definitions and techniques used to derive results. For example,
Linde, et al used the standardized response mean to assess
responsiveness, but other distributional-based estimates
such as the effect size or standard error of measurement are
often utilized, along with minimal important difference calculations based on anchor calculations. The use of different
methods can give different results10. Third, while a majority of the literature to date has focused on reliability, validity, and responsiveness, more recent techniques based on
item-response theory can be applied to further assess the
psychometric properties of instruments that derive an outcome on the interval scale11. Whether instruments meet
these criteria should be equally considered. Last, the external validity of results should be considered since the results
might be limited to only the population within the study. In
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this respect, the study by Linde, et al has the unique result
in finding the HAQ to be relatively nonresponsive to patientreported changes in RA, whereas the majority of other studies find the opposite4.
In summary, the study by Linde, et al adds to the evidence base for helping researchers decide on appropriate
questionnaires for research studies.
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