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3. STUDY DESIGN

The design will be a longitudinal observational prospective cohort study. All consecutive
patients with confirmed or probable SS before the age of 17 years, who visit the (outpatient)
clinic of the department of Pediatric Rheumatology in the UMCG are considered for this
study. Inclusion will take place during 10 years and all patients will be followed up for 10
years. Visits according to a fixed protocol will be performed at baseline and every year
thereafter, with more extensive evaluation after 1, 2, 5 and 10 years of follow up (Figure 1).
If indicated, additional visits may be scheduled as part of standard care, i.e. because of high
disease activity or treatment with systemic immunosuppressant drugs. These additional visits
can also take place in the referring hospital in a shared care construction. For patients with
probable pedSS, the clinical suspicion of pedSS might be lowered during follow-up, making
yearly visits unnecessary. From the moment yearly visits will be stopped, these patients will
be evaluated only in year 1, 2, 5 and 10. When patients reach the age of 18 the clinical care
will be transferred to the adult rheumatologist, but they will continue to participate in the
REPSULT cohort.
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Figure 1: Routine visits of the REPSULT cohort. The red line indicates the baseline visit
(study entry). Blue lines indicate visits during which an extensive evaluation takes place.
Black lines indicate yearly visits.
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