2017 2020

Constructing a new_governance model for medical research with active involvement
of patients and citizens
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There is a growing interest in the active patient involvement in the medical
research to better reflect needs of patients. In this project, we have constructed a new Web-based
system for medical research called RUDY JAPAN with researchers of University of Oxford. Patients of
rare neuromuscular disease, Hereditary Angioedema (HAE), Epidermolysis bullosa registered to the
system and recorded their health conditions.

Through the work of the RUDY JAPAN project in collaboration with patients, we have shown that
active involvement of patients in medical research is feasible in Japan, and that benefits for
patients can be diverse such as the patient forum in which patients can meet those of the same
disease as well as discuss with clinical researchers.
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