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Abstract

Aims of this study are 1) to construct patient registry system and to create evidence to improve management in
intractable adrenal disease, 2) to construct biomaterial registry (biobank) system, and 3) to organize research
system and groupd for intractable adrenal diseases. Intractable adrenal disease includes several adrenal tumorous
diseases with incompletely understood pathogenesis and unestablished specific treatments. Adrenal tumors are
rare and therefore progress with regard to their diagnosis and treatment can only be achieved by combining the
efforts of researchers and clinicians from several institutes and constructing patient registry.

A target of this study of the first year was constructing patient registry system and collecting patients’ data.
We investigated patients’ data from medial record retrospectively in National Center for Global Health and
Medicine (NCGM) hospital and collaborative institutes. Twelve patients with adrenocortical cancer (ACC), 7
patients with Cushing syndrome (CS) and 24 patients with subclinical Cushing syndrome (SCS) were registerd
by the end of March 2016 by paper-based data collection. We analyzed regarding patients’ characteristics,
hormonal data, metabolic complications and surgical treatment using those data.

An Electronic Data Capture (EDC) system is a computerized system designed for the collection of clinical
data in electronic format for use mainly in human clinical trials. EDC can increase the data accuracy and
decrease the time to collect data for studies. We constructed EDC system and created patient registry WEB-site
for this study. We also planned to transfer data from Pheochromocyte database (PHEO-J), which was established
for Research on Measures for Intractable Diseases of The Ministry of Health Labour and Welfare in Japan by
Mitsuhide Naruse, who is one of our collaborator, to our database.

Regarding an analysis using biomaterial from adrenal disease, we obtained blood sample for DNA analysis
from 2 patients with primary aldosteronism and 2 patients with pheochromocytoma, and 1 tumor sample with
pheochromocytoma through Medical genome center in our institute. We have been analyzing germline mutations
as well as somatic mutations.
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