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Development of a Patient-Reported Outcome Measurement System and Quality of Care
Validation in a Collagen Disease Registry
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We conducted a review of the ﬁaper—based questionnaire forms collected from
the systemic lupus erythematosus registry, in which the principal investigator participated.
Subsequently, we created an input form to facilitate the inclusion of additional measurement items,
such as quality of life, on an electronic terminal. A web-based registration and management system
was then developed to enable registration of both newly and previously registered patients at
multiple facilities, while also allowing for batch management of data. The system was designed to
permit batch downloading of the collected data in CSV format. To enhance the input system, a trial
was conducted utilizing the developed input system. Subsequently, the system was implemented in a
registry, and preparations were made to evaluate patients” intention to use the system and discuss
potential solutions.
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