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Regional Cohort Study of Intractable Diseases

Patients - Report on Progress

Masumi Minowa (Division of Epidemiology, National Institute of Public H
ealth), Masaki Shinjo (Public Healh/ Epidemiology. Okinawa Nursing Schoeo
1), Kivomi Sakata (Department of Public Health, Wakavama Medical Schoo
1), Naoko Masaki (Kurume PHC), Sectsuko Taira (Mivake PHC)., Kazuko M
itoku (Faculty of Medical Welfare, Kawasaki University of Medical Welfar
¢). Tomohiro Matsuda (Division of Epidemiology, National Institute of Pub
lic Health), Masaki Nagai (Department of Epidemiology, Saitama Medical
School)

We have realized an analysis by collecting patients individual clinical information of intractable
disease. and the epidemiology and welfare questionnaire based on the intractable disease information
system since 1999. The database helps the construction of the information system in the public health
center. and investigating concerning the state of QOL, ADL, and the public health welfare service and
needs for the improvement of the care for patients. 3275 patients in total were in the database at
current year: the base line investigation (2059 patients). the 1st follow-up survey (1552 patients) and
the 2nd a follow-up survey (3202 patients). The analysis as a longitudinal research will be advanced

while repeating the reconfirmation and the loss data supplementation of the existing database.

Keywords: Intractable disease, Cohort study, database, QOL
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Research on the Use of Public
Health and Welfare Services
by the Patients with the Intractable Diseases
— Longitudinal Study

Naoko Masaki (Kurume PHC), Kiyomi Sakata (Department of Public Health,
Wakayama Medical School), Masaki Shinjo (Public Healh/ Epidemiclogy,
Okinawa Nursing School), Tomohire Matsuda (Division of Epidemiology, N
ational Institute of Public Health), Masumi Minowa (Division of Epidemiol
ogy, National Institute of Public Health)

[t is a priority problem in researchs on chronic intractable diseases to investigate how we can improve
patient's QOL (Quality of Life) in daily life. The way to use the “public health and welfare service” was
related to the type of the disease: 18.2% of user was observed in the digestive organs system diseases
while 68.8% in the nerve and muscle diseases. We found that patients with an improved ADL had
been stopped the use of public service in the follow-up survey. In the opposite way, deterioration of
ADL was observed in the patients who began to use the service in the follow-up survey. It will be
indispensible to investigate on quality of the service, accessibility to the service and diffusion of
information on the service. The effect of the service use on QOL of the patients should be investigated

under intervention study setting in the future

Keywords: Intractable disease, Public service, QOL
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Modifying factors of QOL of the patients

with Parkinson’s disease

Tomohiro Matsuda (Division of Epidemiology, National Institute of Public
Health), Masaki Nagai (Department of Epidemiology, Saitama Medical Scho
0l), Masaki Shinjo (Public Healh/ Epidemiology, Okinawa Nursing School),
Kazuko Mitoku (Faculty of Medical Welfare, Kawasaki University of Med
ical Welfare), Masumi Minowa {(Division of Epidemiology. National Institut
e of Public Health),

Tt is very important to measure and quantify QOL (Quality of Life) of the patient with a chronic
intractable disease: the Parkinson's disease. The objective of this research was verification of the
factor that influenced QOL of Parkinson's disease patient's in a large-scale cohort by using SF-36
(general measurement scale). We observed severe symptoms of the Parkinson's disease causing a
functional disorder that was typical for a nervous system disease., The QOL scale scores were low by
large, and especially low in Physical Function sub-scale of SF-36. QOL was related to the {actor: age.
sex, Hoehn-Yahr Stage, and ADL. We have to continue the research on other factors in relation with

mental status of patients.

Keywords: Parkinson's disease. QOL, ADL



N—F YV R BE O ADL OBFELT(LR
QOL iZ RITTEEBIZ DUV T DOEEYT

& H
¥ H
X H
ok
E

LICEESRB L EBAL R E R T,

HIEE S

BWHEEENEE L A% YV - ROBED QOL
{Activity of Daily Living) OBREICAELEIND Z L HEL ORTHRICEBWVTHIEERT
WA, RFRICENTE, A—F Y REEO QOL I ADL OE{LAR ED L S ILEE2 &
X BN R RICB O TEALNITAZ EEFBAE Lz, ADL X QOL TS LTRSS
BELTEY, ADLOE{k (T, Bk L, b)) 12> T QOL ITH W TREROZE LA
BEanh, £, ADL 0oRKELELIZ, QOL ORELENMIC 222D TH—RICBERF)
BRONF. ADL OIETIE QOL OEITEE U< 25, ¥ ADL g+l QOL oM

EERRLERKRE - AREEFHE).
BR(ELRBEERMFER - ZFH).
ER(BEERKE - LRBEFHE),
ER(MFERIEFFERF ARHFEF -EF).
RE(EZREERMFER - ZFH)

(Quality of Life) X, E& LT ADL

DI

— I, EME ORERES TILOH OKRE
DEEBREETHHL ERIEHEIIh DL, BHRAD
BEHEBIMMEST o, BERENEHE R/ -
X/ EOBEO QOL (Quality of Life) 1,
ADL (Activity of Daily Living) OEEIZEA X
B EMREL ORITHERICBVWTHREIN TS,
Lanl, 9 LEBRIZE THE AN & MIT3E
£HHLDT, ADL Z{b% QOL 2 EHF7T 2ER &
WriEd 52 LIXTELRV, AHRIZBTE,
KL OFENRERE QOL REOUGEDTHD -
SF-36 #fAWT/\—%0 YV EBEDO QOL i
ADL BB ED XS ICBEE X D000 %
1 FEOBBREL VWHIWTITo 7,

Ik

£ E 37 FATOREETNI % o/ CEERR L
LTEHEINRTWAREICEVLT 1999 F~—2R
7 A CRE L 2000 0OBBEEED 2RO 21T 25
7o 709 AEREL Lin. =2 T 4 LHEEOY

O ERERIT 704 RGELERE 9.3 5. B
Wik 302 407 Th oo, HE., HHERE.

Hoehn&Yarh D ESEE 72 & % 5csk L /- BRRAZNE
ANES HBEHHVPECTEALEADL RE, 245
A9 QOL REE (SF-36 L4 EHFERBIZHEHBD QOL R
fE N, Ay T H— B RICETAEB A S0 ER
o 2f@EOT—FE#FA Lz, ADLE, BR
Feoe, G5, BEE. EFTSE AV, B, FRIT.

HEOTHAZZETHAEHESAEFETOADL &,
A X L% e, ERBE). RIT. R, HEit,

AR, BEEZLOVOEEEERL LEZERAEE
L7=7HEHBOREH 4IEEOT A FEEER L=, &F
MRITEED 1 5E2B L, 2 M LE 32T
BB, O 3EETESAL. & ADLITHW T
AME 7, FxKAE 21 T, 7 AEEMIE A TOEAe R I,

21 WELKAF 27T, ADL FliE. #EHEE LB
ERRAE ORI 1 MR EDENRRDL L
PENHY, E LT, SF-36 BLTIE, v==27
MCHEVWERARRE L, BEOEE - I E 58
HEREEECL > THEL TROETFARE
ORERAL T, KEMRHENXE Ao~ —
22T (BIERYIEEE, FERROARLEE) M.



R

ADL., QOL OB ERICEE Lt 296 & (B
i 131 : 165, #EIAZEFF LR - 68.2 BEGE
#{FZE 8.3 KV T, Hoern&Yahr EHEAED AR
B, 27— 11T H R 54%, ZA7F—J1 T IV A
81.7%. A7 VIR 68%THy, jamfaiss
LHAEE COYMIIPRETSL + A (FHE 1-306)
Tholo, EREFEEIL., BEEEN 96.0%IC
A UASIEE 4.0% Th -7,

— & OB E IZV T ADL 23488 LT uvi=
LI B9 (19.9%), ~—RABFORIERHEFF L T
b DiL 123 (41.6%) . BALL T LDt 114
(38.5%) TH-ot-,

3EMTHEE, HHNOFEERESLRT, 271
BLE BT OFESR. ADL it QOL o%{kic iy
LTEELRIFLTEY, ki 3 Bick\\T, #
nER. QOL Oifds, Eiki L, BERBEIR
7o E7. ADLOEL I BAE IS L, BL
WE ., Bk, Bl L, s, ELWMTED 5
BECLTOWMLIZE 25, REA%E . QOL @
REDREAIC 2205 R—RGGBEFR) RO
o (1, 2), LL2ns, FTHRREDS L,
BP (A7), GH (2ik8hi2emm) . SF (@
FOREDEALIC L D HEHIEDSIID. MCS (3#h
BYRRERE S~ U —) 13, ADL OB bz kel
T, LR 3 BBV THEBRRON -
7.

a
n

j=g
-

20 30

12

8F-38 H4TU—Za T (@)

LB =i, FIGL wE ELHE

ADL (£ZWIFIOR

[ kR [ wmiae
1. SF-36 H=U—2 T (S0 M) & ADL R {LOBR:E

30 40 50
H

§F-38 427 (ReNEE)

10

T B FiL s '

ADL (&£EMIE) DRI

B -ccsE [ amiay
2. SF-36 ¥ =27 (IR0 M) & ADL B iLDRE:E

# 4%

QOL HIEREOH T, RITHEOREEY
ADL L #E LTE Y., ADL DTz QOL 0 E{L
(LEEU 2T, LanL, Wiz ADL #&iE+ 1
i QOL ol EicEBESAND 2 LM L 2
o7, PR EEOE TIZ. ADL LAOER)
LVHBTHL EEZ LN, QOL 0L Lhyie kR
ERA LTS, RERTHE —F 2V
IR TIE I ADL S Icks o < e, &
TZBRLTW I EBBETHDL, 5H%IT. &
R, RIBER, TRBEDL I M AE LTL
ZETREDO ADL #8ETL LB TE B0 %,
BEHAFO=— A% FRICMELE ETRMLT
WS ZEBHBETHHLEZ D,

B

R B & LCERMEICR AL TN
PREEPT D Y3 (DR 5,

AL & RIRREERT, ACHE RREERT, EIRR
RIFREERT, BEREAERERN, TERZRIERR
P, TERMBRES. TERG)IRREAH. 1
XSZm M REE o ¥ —, BIRTBEABRGERR.
FBR LREERT, & LR E BRI, EHRE
HARERET. REFRAS R, RIFRGIRIEERT,
e B R EP ARG R T, sRERALERER L o 5
—= BIRAERRREE, BHRFRREN. B
R—BEHREFT. BERT, WERKERREFR, &
R AL R AR, LSRRG REERT, Rkl B g
FIGREEET, kLRI R, BIRREHREE



AT, BIRIRARGRERET. [MILTTORIERT, LR

HREERT, R B)IMREEET, BERAEKRE iR

. wERAERERT. BERREREN. B

REmREEL Y & — REARXEREF. X 1D JIEKBE SHHE, EHREE M #BRE

SRFIEGHRERN. BERSGREMERER, & FIZHBO QOL REDHS. BANRBAM
R RERIRER, HAREMAER. MBRE 2E. 2000 47(12) : 990-1003
TR EERR

Analysis on the Effect of ADL Transition on QOL of

the Parkinson’s Disease Patients

Kivoemi Sakata {Department of Public Health, Wakavama Medical School),
Tomohiro Matsuda (Division of Epidemiology, National Imstitute of Public
Health). Masaki Nagai (Department of Epidemiology, Saitama Medical Scho
ol). Masaki Shinjo (Public Healh/ Epidemiclogy, Okinawa Nursing School),
Masumi Minewa (Division of Epidemiology, National Institute of Public
Health)

QOL (Quality of Life) of the patient of the Parkinson's disease causing a serious functional disorder,
was found to be chiefly related to ADL (Activity of Daily Living) of the patients in a lot of early
researches. The aim of the present study was to clarify how changing ADL influenced Parkinson's
disease patient’s QOL under longitudinal setting. As was known, ADL independently influenced QOL,
and a change in QOL was observed according to the ADL changing groups {(improved, no change, and
deteriorated). Moreover, "Dose-response relationship" was seen: a big change in ADL resulted in a big
change in QOL. This finding canbe translated that improvement in patients’ ADL leads to the

improvement of patients’ QOL directly.

Keywords' Parkinson's disease, QOL, ADL, longitudinal study
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