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Development of an Inflammatory Bowel Disease Research Registry

Derived from Observational Electronic Health Record Data for

Comprehensive Clinical Phenotyping
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Discussion

This paper outlines the design, development, challenges,
and implementation of an IBD research registry at a tertiary
care center. We describe successful implementation of an
IBD research registry generated from the outpatient med-
ical record and linked surveys related to patient-reported
disease activity and quality of life. Given that the majority
of IBD patients are managed in the outpatient setting, the
outpatient registry allows for the examination of real-world
IBD subgroups, treatment patterns, disease trajectories, and
clinical effectiveness in a large IBD cohort.
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