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To the Editor

There is a need to develop real-world evidence in Saudi
Arabia that will inform clinical and research agendas. The
Saudi Society for Rheumatology (SSR) has launched in
2018 the Saudi Arthritis Registry (SAR), a national prospec-
tive longitudinal registry. SAR covers different disease areas
with rheumatoid arthritis (RA) being the prototype.
Spondyloarthritis, systemic lupus erythematosus, systemic
vasculitides, juvenile idiopathic arthritides and scleroderma
spectrum diseases tracks are in progress and will be launched
soon. At the time of this writing, 525 RA patients were re-
cruited by 10 sites from 4 province, with 2420 visits. The
expected expansion over 3 years is 30 centres recruiting over
4000 patients.

Clinical care improvement agenda

The data entered will help SSR to explore the characteristics
of the Saudi/Arab population, observe practice, monitor syn-
thetic and biologics disease-modifying antitheumatic drugs
(DMARDs) outcome and adverse events and disease
complications/comorbidities and estimate mortality.
Previously most information were acquired through cross-
sectional studies and retrospective studies (1-4). The registry
output will be benchmarked to international data. This will
identify areas of improvement and features specific to our
patients. SAR will complement reported safety data from
post-marketing studies and local and international
pharmacovigilance databases.
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Research agenda

The registry will foster collaboration between investigators
around the country that will lead to higher research quality
and increase in the number of publications. Projects that eval-
uate rare diseases or complications would only succeed in the
setting of a large sample size provided by the registry. Finally,
fellows and residents will have more opportunities to partici-
pate in projects during their training that will enhance their
research skills and pave future academic career. As an active
member of the Asia Pacific League Against Rheumatism and
the Arab League Against Rheumatism, SSR aims at
expanding its efforts to the Middle East and Asia Pacific re-
gions through collaborative network with other registries and
cohorts.

Challenges

The development and preservation of the registry has passed
through many challenges including funding, recruitment and
maintaining quality of data. The SSR is supported by grants
and funds that are predominantly from pharmaceutical com-
panies. Financial sustainability is one of the society’s top pri-
ority strategies. Also, the number of rheumatologists with ac-
ademic interest is low, and most of them are running a clinical
practice in governmental or private setting. This has led to
paucity of research production from the Saudi rheumatology
community with even fewer being of high quality. Finally, the
busy practice and lack of incentives might be an obstacle in
recruiting patients and ensuring quality data. These issues
were managed by developing a user-friendly online system
that enables busy rheumatologists to participate and include
patients. Additionally, the SSR is supporting centres through
funding research assistants for data entry. SSR organised a
research committee to help in developing and analysing stud-
ies, which will relieve these burdens from collaborating
rheumatologists.
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