Response to ‘Correspondence on ‘Mining social
media data to investigate patient perceptions
regarding DMARD pharmacotherapy for
rheumatoid arthritis” by Reuter et a/

We would like to thank Reuter et al for their interest in our
study and the constructive spirit in which their comments were
offered.! > We agree with their concerns about inferring causality,
which we have not done. Our study was designed to help provide
coherence to the plethora of online discussions about disease-
modifying antirheumatic drugs (DMARDs) but was not intended
to imply causality. We also agree with their concerns regarding
the veracity of the data collected from social media forums and
have listed that as a limitation of our study.

Our search strategy was to include any discussions on DMARDs
(thus we searched for all available conventional synthetic,
biologic and targeted synthetic DMARD:s) in the context of rheu-
matoid arthritis. Treato’s patented algorithm (which is available
for review online—US8612455B2) is designed to detect a lived
experience as opposed to posts from bots/spam. Our manual
review of the data did not reveal any type of spam or advertising;
however, we agree that without going through each of the billion
posts that were screened, it would be impossible to ensure that
none of the data that were included/excluded were entirely user
generated.

We considered kappa values of 0.49 and 0.52 as ‘moderate
agreement’ based on well-established parameters, which are
widely used in clinical research.’ While a high kappa is desirable
in clinical studies, the same standards cannot be applied when
gauging online sentiment. Indeed, the kappa in such studies is
moderate at best even between human reviewers, thus achieving
a moderate kappa between human and algorithm is a strength
of the study.*

Patients’ concerns were estimated based on the most
commonly mentioned phrases/statements across thousands of
conversations. These, we felt, would be reflective of the under-
lying sentiment/beliefs of the patients.

We agree with Reuter et al that cautious interpretation of data,
innovation and an iterative approach to research methodology
in studies of this kind are important in the ongoing development
of this exciting new field of research.
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