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Various tools to spread clinical research information for
intractable disease patients: A survey on needs of appropriate
information about clinical research/trials
for neuromuscular disease patients

En Kimura, Shin'ichi TAKEDA

National Center of Neurology and Psychiatry
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Abstract

The National Center of Neurology and Psychiatry uniquely promotes clinical research and trials for
psychiatric and neurological disorders, muscular diseases, and developmental disorders. Specifically, we
have successfully developed an infrastructure for clinical research in the rare disease field. Remudy, the
national patient registry of neuromuscular diseases, is as important structural element and useful tool to
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communicate crucial information regarding clinical research/trials, such as feasibility and recruitment,
to registrants, families, medical providers, researchers, pharmaceutical industries, and regulatory
agencies. Here, we present results of a survey from our hospital and a national registry on how patients,
families, and medical workers obtain appropriate information about clinical research/trials. This survey
was carried out as a part of a study conducted by Hajime Sato, the National Institute of Public Health, to
understand the demands of those who need information regarding clinical research. Our data suggested
that clinical trial information is strongly needed on the web, especially for those patients and families
with rare and intractable diseases. The availability of correct and timely information of clinical research/
trials by reliable public organizations is extremely important and necessary for this nation. This survey
supplied useful information for the planning and renewal of the portal site for clinical research in Japan.
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