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Purpose
In a scries of our studies. the information, such as clinical, epidemiological, health and welfare information. on

mdividual patients suffering from intractable discascs. as well as the information on the actual state of the
recipients of welfare services have been collected and made mio a databasc, and a cohort analysis of them has
been carried out. In this vear, a follow-up survey was carried oult.  The obtained results are reported here.
Subjects

The subjects were new and continuing recipients of medical care for specified discases within the catchment
area of 35 public health centers throughout Japan (patients who were recognized as eligible recipients as of April
1, 1999 and those who became eligible subsequently). Patients with subacute myelo-opticoncuropathy (SMON),
fulminant hepatitis, severe acute pancreatitis, and Creutzfeldt-Jakob discase were excluded.
Methods

1. Follow-up survey items:1) Basic Information - Application Form, 2) Clinical Information - Personal Clinical
Survey Sheet.3) Epidemiology and Welfare Information Survey Sheet: Activitics of daily living (ADL) . status of
utilization of public health, medical care, and welfare services, etc.), 4) QOL (A scale of the subjective QOL
common {o patients with intractable diseases{a subjective QOL scale), SF-36) . 3)Vital and moving-out
information.
2. The data were analyzed by analysis of odds ratios (95% confidence intervals) of subjective QOL scale
changing scorcs adjusted by a multiple logistic regression model (input according to cach of the discases).
including control variables, such as ADL, sex and age. and the results were compared according to discasc.
3. The data were analvzed by analysis of variance and calculation of mecan values (95% confidence intervals) of
SF-36 subscale changing scorcs adjusted by an analvsis model (input according to cach of the diseases). including
contro] variables. such as ADL, scx and age, and the results were compared according to discasec.
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Results and conclusions

We reported that the whole follow-up rate was about 70%. Odds ratios on subjective QOL scale changing
scores adjusting sex. age cohort, and ADL according to discase were asssociated with changing utility of public
services and changing ADL. Especially, thcy were associated with changing utility of public services and change
of eating actions in common between all analyzing discases patients. Means on SF-36 subscale (social
functioning) changing scores adjusting sex, age cohort, and ADL according to disease were only asssociated with
chaging ADL. Especially, thcy werc associated with a change of eating actions and changing clothes in
Parkinson's discase patients.

Key words : intractable discases, a cohort study, QOL
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Purpose
In a senies of our studics, the information, such as clinical, epidemiological. health and welfarc information. on

individual paticnts suffering from intractable discases, as well as the mformation on the actual state of the
recipients of welfare services have been collected and made into a database. and a cohort analysis of them has
been carricd out.  In this report, we analyzed using personal clinical survey sheet (clinical information) of
Parkison's discasc as an example.
Subjects

The subjects were new and continuing recipients of medical care for specified diseases within the catchment
arca of 35 public health centers throughout Japan (paticnts who were recognized as eligible recipients as of April
1. 1999 and those who became cligible subsequently). Patients with subacute mye¢lo-opticoneuropathy (SMON),
fulminant hepatitis, severe acute pancreatitis, and Creutzfeldt-Jakob discasc were excluded.
Methods

I. Survey items:1) Basic Information - Application Form. 2) Clinical Information - Personal Clinical Sunvey
Sheet.3) Epidemiology and Welfare Information Survey Sheet: Activitics of daily living (ADL) . status of
utilization of public health, medical care, and wellare services, ctc.), 4) QOL (A scale of the subjective QOL
common to patients with intractablc diseases(a subjective QOL scale). SF-36) , 5)Vital and moving-out
information.
2. We used sex. age. the Yahr's stage of chinical severity and the stage of social functions in personal clinical
survey sheet of Parkinson's disease. we analvzed associations between the Yahr's stage of clinical severity, the
stage of social function and drugs treated for Parkionson's disease patients, further analyzed between stages and
subjective QOL scorcs according 1o scx and age-class.
Results and conclusions

Valid replies were obtained from 657 patients (a valid reply rate was 65.8%) and the whole follow-up ratc was
about 70%. There were statistically differences between effects of anti-chorine drug, L-DOPA and dopamine
receplor stimulator and a degree of severity. As to only L-DOPA, there were differences between QOL scores and
a degrec of seventy, but these were statistically no differences. It is possible that we cvalualc QOL scores and
trend of them about effect of drugs by adding prognosis. related information and QOL scale to clinical
information.

Key words: personal clinical survey sheet, Parkinson's disease, a degree of severity, QOL
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Follow-up results on cohort study about the subjective QOL of
patients suffering from neuro-intractable diseases
-A cohort study of intractable diseases patients for public health centers-

Ilduka Toshiko (Jyouetsu PHC, Niigata Prefecture), Kawaminami Katsuhiko, Minowa Masumi
(Epidemiology, National Institute of Public Health), Nagai Masaki (Public Health, Saitama Medical
School), Sakata Kivomi (Public Health, Wakayama Medical School), Shinjo Masaki (Public Health,
Okinawa Nursing School), Hirota Youko (lwamizawa PHC, Hokkaido Prefecture), Sadamoto Kouichi
(Obihiro PHC, Hokkaido Prefecture), Sato Sectsuko (Kurihara PHC, Mivagi Prefecture). Ishige
Kvouko (Kennan PHC, Fukushima Prefecture), Heckii Takeshi (Mobara PHC. Chiba Prefccture).
QOgura Keiichi (Funabashi PHC, Chiba Prefecture), Inoue Takao (Ichikawa PHC, Chiba Prefecture),
Kitamura Akiko (Kouenji PHC, Suginami-ku), Mori Hiroko (Asahi PHC, Asahi-ku, Yokohama City),
Hannda Kvouke {Takaoka PHC. Toyama Prefecture), Takeuchi Suguo {Fukui PHC. Fukui
Prefecture). Mivagawa Yukiaki (Kiso PHC, Nagano Prefecture), Shirai Yuji (Ina PHC, Nagano
Prefccture) . Mitoku Kazuko {Inaba PHC, Gifu Prefecture), Havashi Takashi (Hokuen PHC, Shizuoka
Prefecture), Hashitani Tsuvoshi (Nishio PHC, Aichi Prefecture), Shibuva Idumi {Inazawa PHC, Aichi
Prefecture). Kuma Michiko (Ichinomiya PHC, Aichi Prefecture}, Simamura Kivoshi (Minaguchi PHC,
Shiga Prefectuer), Ohshima Hidctoshi (Yashiro PHC, Hyougo Prefecture), Yasumoto Tyou
(Kakogawa PHC, Hvougo Prefecture). Nakagawa Akio {Unnan PHC. Shimane Prefecture), Shigeta
Sctsuko (Okayama PHC. Okavama City), Kaneda Tomiko (Okyavam PHC., Okyama Prefecture),
Ogata Yukiko (former Tagawa PHC, Fukuoka Prefecture), Masaki Nacko (Menatal Health and
Welfare Center, Fukuoka Prefecture), Ogata Katsumi (Amakusa PHC, Kumamoio Prefecture), Qgami
Takashi (Usatakada PHC, Oita Prefecture), Fukumori Jyunko {Shibushi PHC, Prefecture). Nakamata
Kazuvuki {Kava PHC, Kagoshima Prefecture), Omine Etsuko (Nanbu PHC, Okinawa Prefecture).
Taira Setsuko (Miyako PHC. Okinawa Prefecture)

In Jvouctsu PHC, Niigata Prefecture. the information, such as clinical, epidemiological, health and welfare
information, on individual paticnis suffering from neuro-intractable discases, as well as the mformation on the
actual state of recipients of welfare services have been collected and made into a database, and a cohort analvsis
of them has been carned out. Obtamed results are reporied here.

We reported that the whole follow-up patients were 73. Mcans on subjective QOL scale changing scores
adjusting sex. age cohort, and ADL according {o discase wcre asssociated with chaging ADL. recieved therapy
and service and satification of life. Their asssocialions were positive trends.

Key words : Nugata Prefecture, patients suffering from ncuro-intractable discascs. cohort studyv, QOL
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The subjective QOL of patients suffering from Parkinson's disease
-A cohort study of intractable diseases patients for public health centers-

Simamura Kiyoshi (Minaguchi PHC, Shiga Prefectucr), Kawaminami Katsuhiko, Minowa Masumi
(Epidemiology. National Institute of Public Health), Nagar Masaki (Public Health. Saitama Medical
School), Sakata Kivomi (Public Hcalth, Wakayama Medical School), Shinjo Masaki (Public Health,
Okinawa Nursing School). Hirota Youko (Iwamizawa PHC, Hokkaido Prcfecture). Sadamoto Kouichi
{Obihiro PHC, Hokkaido Prefecture), Sato Setsuko (Kurihara PHC, Miyagi Prefecture), Ishige Kvouko
(Kennan PHC, Fukushima Prefecturc). Hekii Takeshi (Mobara PHC, Chiba Prefecture), Ogura Keiichi
(Funabashi PHC, Chiba Prefecture), Inoue Takao (Ichikawa PHC, Chiba Prefecture), Kitamura Akiko
(Kouenji PHC, Suginami-ku), Mon Hiroko (Asahi PHC, Asahi-ku, Yokohama Cityv), IIduka Toshiko
(Jvouetsu PHC. Nigata Prefecturc), Hannda Kyouko (Takaoka PHC. Tovama Prefecture), Takeuchi
Suguo (Fukw PHC, Fuku Prefecture), Mivagawa Yukiaki (Kiso PHC, Nagano Prefecture), Shirai Yuji
(Ina PHC, Nagano Prefecture), Mitoku Kazuko (Inaba PHC. Gifu Prefecture), Havashi Takashi
(Hokuen PHC, Shizuoka Prefecture), Hashitami Tsuyoshi (Nishio PHC, Aichi Prefecture), Shibuva
Idumi (Inazawa PHC, Aschi Prefecture), Kuma Michiko (Ichinomiva PHC, Aichi Prefecture), Ohshima
Hidetoshi (Yashiro PHC, Hyvougo Prefecture), Yasumoto Tvou (Kakogawa PHC, Hvougo Prefecture).
Nakagawa Akio (Unnan PHC, Shimane Prefecturc), Shigeta Setsuko (Okavama PHC, Okavama City),
Kancda Tomiko (Okyayam PHC, Okvama Prefecture), Ogata Yukiko (former Tagawa PHC, Fukuoka
Prefecture), Masaki Nacko (Menatal Health and Welfare Center, Fukuoka Prefecture), Ogata Katsumi
(Amakusa PHC, Kumamoto Prefecture), Ogami Takashi (Usatakada PHC. Oita Prefecture), Fukumori
J~unko (Shibushi PHC, Prefecture), Nakamata Kazuyuki {Kava PHC, Kagoshima Prefecture), Omine
Etsuke (Nanbu PHC, Okinawa Prefecture), Taira Setsuko (Mivako PHC, Okinawa Prefecture)

In Ohtsu PHC, Shiga Prefecture, the information, such as clinical, epidemiological, health and welfare
information, on individual patients suffening from Parkinson's discasc, as well as the information on the actual
state of rccipients of welfare services have been collected and made into a database, and a cohort analvsis of them
has been camied out. Oblained results arc reported here.

As to paticnts as subjects of this study. means on subjective QOL scale scores of patients in Ohtsu PHC was
slightlv higher compared to their respective national average scores. Means on SF-36 scores of patients of 63
vears and over was lower compared to 64 yvears and under, but means on subjective QOL scale scores of paticnts
of 65 vears and over was higher compared to 64 years and under. We suggested that patients of 635 vears and
over accepled disease, actual life and had high morale.

Key waords @ Shiga Prefecture, patients suffering from Parkinson's disease, QOL
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