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Editorial

The Accuracy of Self-report in
Rheumatic Diseases

Determining knowledge of accurate population prevalence
of rheumatic diseases is important in assessing the burden of
the illness in the community and provides a basis for
healthcare provision, policy, and workforce planning. The use
of self-report is an integral part of determining the population
prevalence of many chronic and non-registry–based diseases.
Indeed, this is often the only way to obtain prevalence infor-
mation for these conditions because definitive diagnostic tests
may not exist or may be impractical to administer across a
large number of people. Both prevalent and incident disease
can be determined in this manner; however, there is evidence
of a difference in the sensitivity of self-reporting prevalent
and incident disease, and differences according to the disease
examined. Oksanen, et al1 determined that the identification
of true negatives was equally high for both prevalent and
incident disease when compared with national registry data,
but the sensitivity of incident ranged from 55% to 63%
compared with prevalent disease (78%–96%) for hyper-
tension, diabetes, asthma, coronary heart disease, and
rheumatoid arthritis (RA). Both prevalent and incident
self-reported diabetes have also been shown over time by
Schneider, et al2 to have 84%–97% specificity and 55%–80%
sensitivity when compared with reference definitions
(glucose and medication criteria).

The prevalence and incidence of inflammatory rheumatic
conditions, in particular, is also often only measured using
self-reported information, and because of the heterogeneity
of diseases within this group, the information may or may
not be supplemented and validated by medication data or
other relevant clinical tests. A combination of self-report and
other forms of validation has been used in various studies and
has been demonstrated as a reliable means of determining
disease prevalence, although the results can vary between
different conditions. Broadly, self-reported arthritis has been
demonstrated to have variable reliability, sensitivity, and
specificity. In an older population, Bombard, et al compared
self-reported arthritis using telephone and written surveys to

rheumatological assessment. There was high reliability and
moderate sensitivity and specificity of self-reported,
doctor-diagnosed arthritis3. However, Lo, et al suggested
caution with self-reported arthritis to determine prevalence
because these authors demonstrated only moderate
agreement between the self-report and the reference standard
of musculoskeletal (MSK) signs or symptoms, and a sensi-
tivity of 66.7% and specificity of 75.5%4. Other studies have
demonstrated good to excellent recall of self-reported,
doctor-diagnosed arthritis using population surveys5,6.

More specifically, RA is one condition often examined in
terms of the validity of self-report7,8,9, using self-report
and/or validation. In African American women, self-reported
RA along with the use of disease-modifying antirheumatic
drugs demonstrated a high positive predictive value for RA7.
However, Kvien, et al8 in 1996 suggested that patient
self-report (whether diagnosed by a doctor and/or patient
opinion) was unreliable when compared to clinical exami-
nation and advised caution in its use. More recently, Peeters,
et al9 conducted a systematic review to determine the
accuracy of self-reported RA [in addition to osteoarthritis
(OA) and arthritis in general] in the population. Pooled
results for RA demonstrated high specificity and sensitivity
(as did those for OA), with the gold standard being the
American College of Rheumatology/European League
Against Rheumatism recommendations, although other less
optimal standards were also included in the review9. RA and
systemic lupus erythematosus (SLE) have been examined by
Walitt, et al10. While the accuracy levels of self-report alone
for both RA and SLE were low (14.7% and 11.8%, respec-
tively), they were improved by the addition of medication
data for both conditions, with the positive predictive value
increasing to 62.2% for RA and 40% for SLE. The authors
concluded that self-report coupled with medication infor-
mation was an effective means of confirming the presence
of disease.

Gout is another form of inflammatory arthritis where
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doctor-diagnosed self-report has been found to be reliable.
The gold standard definition of gout is the presence of
monosodium urate crystals in synovial fluid analysis, or
tophi11. However, this cannot be practically applied to large
population-based studies, and in 2011, McAdams, et al12
examined the sensitivity and reliability of self-reported,
physician-diagnosed gout in 2 population-based cohort
studies. The self-report was examined against a standard of
hospital discharge diagnosis of gout or the use of gout
medication. The sensitivity, or proportion of true positives,
was 84% and the reliability of self-report between question-
naires over time was high. The authors concluded that
self-reported, doctor-diagnosed gout was appropriate to use
to determine prevalence in epidemiological-based studies12.

All these issues around self-reporting the prevalence of
inflammatory arthritis are highlighted in this issue of The
Journal by Videm, et al, who report that the self-reported
diagnosis of RA and ankylosing spondylitis (AS) in a
Norwegian population often revealed false positives when
validated against hospital case records, with verification in
only 19.1% and 15.8%, respectively13. The authors consider
that the self-reported conditions are often false-positive and
that validation requires using specialist case files or registry
data. This represents one of the few studies to validate
self-reported AS diagnosis. It is likely that the addition of
self-reported medication data would have increased the sensi-
tivity of this data.

However, there are other issues that need to be taken into
consideration when obtaining self-reported information.
Inaccuracy of self-report may be influenced by factors such
as lack of communication by a medical professional to a
patient regarding their diagnosis. Our previous work from a
population-based survey demonstrated that over 50% of
respondents with arthritis or gout had at risk/inadequate
Functional Health Literacy (FHL), increasing to 70% of those
self-reporting osteoporosis. After adjustment for age and sex,
respondents in the arthritis subgroup of “don’t know type of
arthritis” and self-reported osteoporosis were significantly
more likely to have inadequate FHL than the general
population. This burden of low health literacy among these
patients with arthritis, gout, and osteoporosis will affect
responses to self-reported questions and influence the
population estimates of these disorders14.

Another significant issue is question wording. Lack of
consistency in case definition and variations across studies
examining the prevalence of MSK disorders has been a
longstanding issue for researchers and policymakers alike in
this area15, as have issues related to response options. The
provision of a response option that indicates, for example,
that a study participant has arthritis, but does not know what
type it is, may be valid in light of issues such as FHL, as
described above. However, we have previously demonstrated
that about 6%–10% of respondents may not know the type
of arthritis that they have14,16. While this is a valid response,

the inclusion of this option is not useful in determining the
population prevalence of specific MSK conditions. This is
supported by Krosnick, et al17, who suggest that these types
of “no opinion” or “don’t know” responses do not enhance
data quality and may hamper meaningful measurements.

Self-report alone is generally a valid and reliable means
of determining the prevalence of MSK disorders within the
population when used appropriately within the acknowledged
limitations. While it appears that some MSK diseases are
more amenable to self-report than others, on a population
level and within epidemiological studies, this may be the only
means of obtaining any kind of prevalence data. Self-report
can be improved by validating the information against other
data collections (registries, medical records, or medications);
however, this is not always practical or even appropriate for
some MSK disorders (e.g., OA does not have specific
medication regimens). The questions used, case definition,
study population, and even FHL may all be involved in the
responses obtained. But on the whole, self-report remains an
integral component of determining the prevalence and
incidence of MSK disorders in the community.
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