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There are many clinical projects which makes the patient registry. However, there is no guideline or standard for
registry in Japan or in the world. It is important to have some common structure and concept for the registry, so
that it can be integrated in future. Also, most registries are made by medical side, and hard to get the outcome to

evaluate the treatment or opinion.

We made a standard format for the 110 Japanese Intractable disease registration application form. We have also
investigated world-wide standardization activity for the patient registry, and integrated them to establish Japanese
standard guideline. This guideline is now under adjustment with related associations and groups in Japan.

Keywords: Patient Registry, Guideline, Standard, Minimum Data Set.
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