QOL of Patients with SLE
(Systemic Lupus Erythematosus)
— Relationship with Clinical Symptoms

Setsuko Taira (Miyake PHC), Masaki Shinjo (Public Healh/ Epidemiology.
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Various changes to a health state are observed in a whole body of SLE (Systemic Lupus
Erythematosus) patients. and it is thought that they have a big influence on patient's QOL. Early
diagnose and the treatment with an appropriate steroid drug in recent years contribute to
improvement. of the survival greatly, which is estimated 90% of 5-years survival rate. Various clinical
conditions were confirmed by the patient as a result of the analysis of the 136 patient data. and the
most frequent symptoms were the cutaneous lupus (including 'butterfly' rash) and arthritiss. The
neurological symptom influenced in a lot of dimensions of QOL though the frequency was
comparatively low. The regular support is also necessary for the mental influence in arthritis and the
cutaneous lupus though it tends to be seemed that the lifestyle just like a healthy person can be

maintained because symptom control with the medicine is also possible.
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Epidemiological Study on ALS Patients

— a Research Using Clinical Information

Kazuko Mitoku (Faculty of Medical Welfare, Kawasaki University of Med:
cal Welfare), Masaki Nagai (Department of Epidemiology, Saitama Medical
School), Masaki Shinjo (Public Healh/ Epidemiology, Okinawa Nursing Sc
hool}, Naokoe Masaki (Kurume PHC), Setsuko Taira (Miyake PHC), Tomohi
ro (Division of Epidemiology, National Institute of Public Health), Matsud
a Masumi Minowa {(Division of Epidemiology, National Institute of Public
Health)

It is timportant, for the health care worker to grasp ALS patient’s symptom, ADL, and QOL. because
the disease is progressive and the prognosis is generally poor. The objectives of the present study were
to describe the symptoms the complications and QOL of the 129 ALS patients. The overall ADL and
the QOL score, were extremely low, especially in physical function and social fuction. Moreover, poor
mental health was remarkable along with limited physical function. The score of the QOL
measurement was associated with ADL, and we confirmed ADL was one of the important deciding
factors of QOL as it has been reported. Whole the patient, the family. and the health care worker need

to cooperate for improvement of ALS patients QOL.

Keywords: Intractable disease. ALS, ADL, QOL, Epidemiology
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Monitoring system for idiopathic osteonecrosis of the femoral head

Tanaka Takashi, Hirota Yoshio {Department of Public Health, Osaka Cily University Medical School}),
Takeshita Setsuko (Information and Management Sciences, Tokai University Fukuoka College)

In order to monitor trends of the numbers of patients with idiopathic osteonecrosis for the femoral head,
the cooperative study of the Research Committee on Epidemiology of Intractable Diseases and the the
Research Committee on the disease was conducted from January 1997.  The cases reported from January
2002 up to November 2003 included 348 cases of new patients, and 185 cases of operated patients from 13
hospitals. The age distribution at the time disagnosed showed a peak in 30 - 40s irrespective of the presence
or absence of the history of steroid administration. For females with the history of steroid administration, its
accumulation was noted from 20s and was distributed widely up to 60s. ‘

The background factors for new patients consisted of the steroid administration history 46%, habitual
alcohol drinking history 37%, presence of both 6%, and absence of both 11%. With the "presence of both”
included, in males the results broke down to the steroid administrartion 38% and habitual alcohol drinking
59% , in females 73% and 17%, respectively.

While this monitoring is not suitable for estimating the number of all patients, it was considerd to be
effective for examining changes by vear in epidemiological features including the distribution of background

factors.

Key words: idiopathic osteonecrosis for the femoral head, monitoring svstem, epidemiological feature
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The study of point monitoring in 2003 of NF1 (neurofibromatosis 1)
in Japan.

Agata Toshihiko, Shimizu Hidesuke, Matsudaira Toru, Sano Hironari, Nakamura Koji, Nishioka
Makiko (Department of Public Health, Jikei University School of Medicine), Takagi Hirofumi
(School of Health Sciences, Niigata University), Kawa Masako (Dept. of Terminal Care, Faculty
of Medicine, The University of Tokyo)}, Ryuu Shuhei(School of Health Sciences, Kawasaki
Medical and Welfare University) , Inaba Yutaka, Kurosawa Michiko ( Department of
Epidemiology, Juntendo University School of Medicine), Nakayama Juichiro, Furumura Minao
(Department of Dermatology, Fukuoka University School of Medicine), Miyake Yoshihiro
(Department of Public Health, Fukuoka University School of Medicine), Kinjo Yoshihide {School
of Health Sciences, Okinawa Prefectural University)

In order to grasp clinical epidemiological trends of neurofibromatosis 1 (NF1) patients until recently
in Japan , we did point monitoring (PM) survey of NF1 to 72 divisions in 2003. And we did these
surveys in 1997, 1998, 2000. And our survey plan was under consideration by independent ethics
committee of Fukuoka University and Juntendo University in 6 months. We obtained approval of 2
committees for this study plan. So we stated the study in November 2003. We stated this survey in
Autumn 2003, '

We will collect informed consent from all individual patients by their doctors taking charge of their
health problems. The items of informed consents are analysis of their carte, report to the committee of
their carte, study objecrive and design, protection of personal infromation and so on.

We needed long term as 6 months so our prject should proceed slowly and deliberately. And many
patients of NF] consult a doctor once a year or less, we need one year or more to collect the
informations of NF1 patients who are treated in hospitals.

If this PM 1s finished, the characters of 4 PM surveys patients and 2 nation-wide epidemiological
surveys were in comparable situations. So we can judge the clinical and epidemiological status of NF1
patients in these 4 PM and 2 nation-wide surveys. And we can do clinical epidemiology of NF1 in
Japan.

Key words:

point monttoring , NF1 (neurofibromatosis 1), nation-wide survey  clinical epidemiology.
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