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Patients’ Commitment in a Clinical Trial Program:
Examining Japanese Regenerative Medicine for Spinal Cord Injuries

SAKAI Megumi

Abstract:

Previous studies on research ethics in clinical trials have pointed out how important and difficult it is to
exchange scientific information between researchers and their subjects. This study aims to examine the active
commitment of an advocacy group of patients to clinical trial plans, and clarify problems in the patients’
involvement with the clinical trial plans. In particular, it focuses on activities of the Japan Spinal Cord
Foundation (JSCF), an advocacy group of patients with spinal cord injuries that has promoted regenerative
medicine and patients’ commitment to clinical trials. Based on archival research and interviews with members
of the JSCF, this study illustrates how scientific communications are negotiated and challenged by the local
knowledge of patients. Differences between patients’ local knowledge and researchers’ scientific knowledge are
evident in the former’s concerns about scientific feasibility, high risks and overall processes of clinical trials.
Though their commitment to clinical trial plans was not well organized, the case of the JSCF illuminates the
problems of patients’ involvement and how challenging it is for patients to take the initiative and make actions

regarding their clinical trials.

Keywords: patient advocacy group, spinal cord injury, regenerative medicine, clinical trial, STS
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