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The analysis of the differences in names used for national registry of
designated intractable diseases across a number of disease name
masters used for receipt computer
Kanno Saho™, Kubo Shinichiro™, Nishioka Yuichi*

Noda Tatsuya™, Imamura Tomoaki™
*1 Department of Pabulic Health, Health Management and Policy, Nara Medical University

[Objective] In terms of the insured medical treatment, doctors have to diagnose diseases appropriately which means
the evidence (of the medical treatment) as well as the record of the medical treatment, and it’s linked to insurance
claims of individual patients. We have some databases and sources about disease names as follows. There are ICD-
10, the national registry of designated intractable diseases, and another name associated with them (Non-designated
intractable diseases). In addition, there are “disease name masters” related to the medical insurance claims which are
provided by the Ministry of Health, Labour, and Welfare (MHLW), and “MEDIS standardized disease masters
(MEDIS masters)” provided by Medical Information System Development Center (MEDIS-DC). Our previous study
found that disease names were different among them. Therefore, we reinvestigate them focusing once again on the
Intractable disease.

[Methods] We retrieved the latest list of the Intractable disease name from the MHLW website, and Non-designated
intractable diseases from the intractable disease information center. The MEDIS masters were retrieved from the
website of “Standard Disease-Code Master working group”, then we made the table which describes the Intractable
disease name and disease name masters and annalysed the difference between the previous research.

[Results] In May 2020, the number of intractable disease name was 333, and non-designated intractable diseases
was 1259. As for each disease code masters, some intractable diseases were not registered in the both masters, MEDIS
masters and disease name masters. About disease name, the number of intractable diseases and non-designated
intractable diseases which were totally different or one character different from each master was 198. For example,
“Andersen disease” which is also known as “glycogen storage disease type IV” is described “Anda-son disease” or
“Anda-sun disease” in each master. Also, “Hutchinson-Gilford syndrome” was described “Progeroid syndromes”. In
addition, some disease name is only in the search table (we can search the disease name in another name, if its
registered in this table), and some disease name was registered as another disease.

[Conclusion] This study revealed that the change of the disease names and masters due to be added or deleted them
from the previous study. We found that we could look up disease names more widely because some new disease names
were added in search table. On the other hand, some disease names were not registered and were different among each
master, therefore those should be standardized for the insured medical treatment.
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