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A study on how to use clinical data of patients with intractable diseases
that are provided from the patients.

Nakamura Yosikazu (Department of Health Science, Division of Epidemiology and Community
Health, Jichi Medical School}, Tamakoshi Akiko (Department of Preventive Medicine, Nagovya
University School of Medicine ), Inaba Yutaka (Department of Epidemiology, Juntendo University
School of Medicine )

In this study, we discussed how to use clinical data of patients with so-called intractable diseases that were
provided from the patients when they applied the financial aid for the diseases. First, as a security control of the
data, the electronic file should be divided to two parts: one is a file with patients’ identification data, and the other
is a file with clinical data but without the identification data. If a rescarcher use the clinical data, (1)
epidemiologic figures of the intractable diseases, (2) clinical epidemiologic figures, and {3) their
chronological trends will be revealed. The file with the identification data will be used as a database of patients
with the diseases. If a researcher links the two files, prognosis of the diseases will be observed. Besides,
advantages and disadvantages to use these data were discussed.

key words : intractable diseases, financial aid, clinical data.
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Needs Survey of Intractable Disease Patients in Health,
Medical-care and Welfare Services

Yamaji Yoshio {Department of Public Health, Juntendo University School of Medicing), Inaba
Yutaka, Kurosawa Michiko ( Department of Epidemiology, Juntendo University School of Medicine ),
Matsushita Shoko (Tokyo Metropolitan Institute for Neuroscience), Katahira Kiyohiko (Medical
Research Institute, Tokyo Medical and Dental University )

The purpose of this study is to elucidate the situation regarding the offering and utilization of health,

medical-care and welfare services in intractable diseases.
questionnaire of all health centers (641) and some patients associations.

survey was staried on January 21st,

We are planning to conduct a mail survey
For the health centers, a preliminary

The preliminary questionnaire was distributed to 51 public health nurse
attendants of several health centers at intractable disease care training program in Tokyo.

For patients

associations, we have approached the patients group for Behcet disease, Parkinson disease and inflammatory

diseases of the intestinal tract.

We arc gomg to carry out the survey within the year AD 2000.
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