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Development of Follow—up Database for Inherited Metabolic Diseases through a Network

Shiyu Aizawa, Yuji Yamanobe and Yoichi Matsubara®

Abstract | For inherited metabolic diseases, we generally do not have clear extended patient prognosis
due to the lack of continuously tracked clinical cases from infancy and adolescence to adulthood. The
goal of this research is to build an exclusive database over a secure network and establish an environ-
ment for collecting long—term clinical cases at the national level. This database consists of clinic informa-
tion, patient basic information, and disease-specific clinical information. The tracking data is accumu-
lated by registration and clinic dates. In order to ensure security and protect patient information, we
use SSL (Secure Socket Layer) and firewall functions and set up access control list (ACL) to limit logins
by IP address and domain.

Since April 2007, we have already registered 390 clinical cases in this system. The data is uniformly
administered by NCCHD (National Center for Child Health and Development) and fed back to researchers
and patients for search and retrieval. In building this system, we gave special focus to security and pro-
tecting personal information to prepare a secure environment for collecting patient data. The operation
of the system demonstrates the feasibility to collect inherited metabolic disease data over network for fol-
low—up studies. However, there are areas that require further investigation, such as standardization of
terminology, maintaining the quality and consistency of data over time, simplified entry method, and
so on. We will continue to evaluate the system and improve it in the future.
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