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QOL of spinocerebellar diseases patients

Naoko Masaki (Kurume PHC), Tomohiro Matsuda (Division of Epidemiolog
y, National Institute of Public Health), Kazuko Mitoku (Faculty of Medical
Welfare, Kawasaki University of Medical Welfare), Masaki Shinjo (Public
Hecalh/ Epidemiolegy, Okinawa Nursing School), Kiyvomi Sakata (Departme
nt of Public Hecalth, Wakayama Medical School), Masaki Nagai (Departmen
t of Epidemiology, Saitama Medical School), Setsuko Taira (Miyako PHC),
Takuya Sugie (Division of Epidemiclogy, National Institute of Public Healt
h), Masumi Minowa (Division of Epidemiology, National Institute of Publi
¢ Health)

The sample population is recruited among the intractable disease financial aid recipients with the
spinocerebellar disease in 37 public health centers in the country Clinical and epidemiological
information. the use state of the health-wellare service and ADL/QOL information were collected and
analyzed. The number of recipients registered in the database was 515. In SF-36, low Physical
Functioning subscale score stood out compared with the general population. The visit of nurse and
home helper were the most popularly used health welfare services. The patients rated "Satisfied” or
"Somewhat Satisfied" for satisfaction of treatment and public welfare service. The least needed was
home helper. the highest needed was an emergency call system. We found low score of SF-36.
especially in Physical Functioning subscale. certainly due to functional disorder which is common for
neural diseases. However, it can be said that low physical QOL is reversible and poor psychological
status is not remarkable compared with extremely low physical status, seeing the moderate score in
the mental health subscale of SF-36 score and the score for the QOL scale for intractable diseases. The
public health center should improve the quality of the overall service, and user's satisfaction in order
to improve QOL of the patients.

Keywords: Intractable disease. spinocerebellar disease, QOL, ADL

— 227 —



FASBB AR MBS LM RD AR FE)
SRRt FE G

PR EER BE IRV CTAER QOL 2
ERCRBEAL Y — BRI T 5
WREICLE X DEBDEL

el B K (E L REEE SR R0 R,

A B (R SRR RGBT .

i ERGIPRRIBBRFE -ARBETF EE).,
TR v+ (AR EERER),

= MFONBERBARTE - EFEAEEE) .
LI et (A REEREFR - EFEE),

WH EEFRIUERKE - ARFAFHE),
RIt ERBEEBRE ARGAFHER),
fE8 HE(AIRBERBZRE-ZFEE)

MREE

ZAVEUMRBORMERTHERBTIE, AFEAFEIIBVT, WHKEFO QOL
(Quality of Life) @& Bp 2 00 5 Z L BRI TH S, Hlfi~—R aFk— MFEDF—
FAR— 2B G EN TR R ERBBE RO 2355 (59.6%) 23, ITE 5 A DRI
HH—ERZFALTEY ., HLFA ST =028 HRMEMOHR] (30.1%) & 544
TH—E2R] (17.6%) P2 2TH-o7=. —HAYZ ADL DRV EE N — & 2 2 %ISR
THHMMH o7, SF-36 Tk, HEEFHRIELZIRO MO FTAREICIBVWT, Ra 70k
W DORIBFERRIEEME S — AT 2HEELRVE WO BES B ORE, EROH
., FHRYE. @, %), FIHEY—CROEEEMEE L OBICRAEELEETIR A
Mol Z Enb, HNOFERIL 2 SOEREHLHRBPTH LB TEX S, 1) BITOREEAE
Y- AT QOL OFEWVVEBFITIZE L Tuviel, 2) i« ke (RSB — v 2
DO|EFRLZE, V- AEZZIENEC TS, FRELY—CRFELEELEELT

WDt AFMCBLTERINNBLETH D EEZXD,

HIk

1999 F3k, BEHRBFER AT LEHEAL LO),
FERBBEMADRRE - EFZEHOUE LG
BT B1E WM T — &7 ~— A4, 4T, QOL,
ADL, 2R EEAY— 2 ORAIcE+T 20/ E
BETHIETHREOCTTOREDEHORTETT
-2T&E,

WE, PRJBOHFERBORFENSE L LT,
(REEFT, MXATH 2.l & U Tk 2 R\
—EADNEBINBEO R HARBEIZIEZH T

5 (& 1. SETIZ, HEHTIToTE~YS
EEBEBEEFOZ S LI-REREY—ERFBED
BEEDSATHER T, FROOXBICHH L HIC
ETH—IZ, Y- AFAOFEEROME L
BEL T, ERENICANY—E20HME S
ZHD EHMEFEREERAIREESRLEL, DWW T
PRV IR FRRE NN MIE, RIERSEE,
EHMT Y F2 b—F A, UM KBEOIA &
WO T EARHBIL TV DD,

FOM, EEEETOMRICBNTLUTFTOD &
MG - THDHE, BERICBOTIE, 1)

— 228 —



ADL o b odRig@mutr— e 2 25/, 2)
FAV—EROMBIRBOMF L BE, 3) I
LTWARWLRHLELE LRI TWSBENBVFIA
LTWARY—EARFTHLELRE LTV ARN
B, O3 HTHY., HERIZEWTHE, FIAIE
ADL oZ b LB (AET IR, ST
HEFIASIE) LTWDEWIBEMRELN,

IOEIICERENRTWARRELEY—EAD
P72 FBAEMITE LS. T Ticio
RS Clh e - b ZEARERICEE -
TWa, AFETI, RITOREBEHY—E 2D
FUTRI & . ZOMREIZRIT 20350 QOL 0o
ik, HIEMEEREET, FRbLOXMIZE
THH—E2AFABEOR VI RRORERLE
RELTWABHE2NRICANTHEI L2 HBE
L7,

Fiik

mFEBGVACEA L ADL RE . 24519 QOL
RE (SF-36 & BT Bcdmn QOL REW),
N T AT AR A E TESE &
AT RAAET I T, M) - EmEotayE
EOTS R, FEBSCHRFIC T A EERIEHR, TR
FIOEMET AR EELY— 2R AICT 515
H|EFR L THT 2T,

SF-36 iT==a TNIZEWEESR L, [BHEOEH -
MR E AT 5 EREMSMEICL > THAELTRD
& TEREORASAZA W, RERC, XE
WMEFRREAWEY~ U —2237 (FARESRS
Z B URRGORHE, FSHAVMERED oIt L i ?)
ZRe7-. ADL FFMfiik. RAWAGEME (73EB).
HE4E (THE) O/H 14EENLRY, TR
THSL), --#A8h), T2mETBh) © 3 EREFEE
BEhBb.

BIEZIT TV AEEREBECREERY— 2D
SHEIL, (AR OmREII YW TEEZL &N

BIEZTOAIERICHOVWT, L R 2. 2%
MR 3. Tl 4 ARG 5 FTmn, RIEZY
TWEB—ERIZONT, 1. {HE 2. O R
3. %@ 4 R b AN WD 5 iR
A—PFRED2ERICE - ThEn T,

iR

X & T o7- 1707 L OEBRONEIL, S—F
Y 95 (53.8%) . FFRE/MMZEMIE (25.3%). &EIE

HEENIE (6.6%) ., MHERMEMIREILE (5.9%),
Z D (8.3%) T. HRBEOLIHERIL 63.4 5%
(EEfRE 14.088) T, B&lbiz 46 : 54 ThH-
F il

Y= E X DA

SED 2355 (59.6%) 238, IRAEAT 52 DAREE
wH—2EFALTEY., EbFAEATWE
DR HREEAOFHR) (30.1%) & [FA4 4574 —
A1 (17.6%) ®2-2Th-7- (E2).

YR & OEH L OBEEOSHT TI,
—iREIZ ADL OV BE AR — B A 2 BRI
THEMMBH o7 (£ 2),

Y E XD E QOL & DELFE

REEBAEY— Y A RUEHRICET 2 HBIER 3
DB TH5H, MAERPRB/BHLEZFAL LS A2
A% LTEY . Spearman OHEFHIT r=0.58
THol.

¥/, SF-36 12 &5 QOL il & B TiL,
SATEREEABR WO FAREICEBWT, A2
7 OEWE DO IRIGFECERRELY—ERIIH TS
FRELENEWIFBRBIELNE (K1),

P—EA~DOREE 2 MOEBERE LIZSE
BEROTEIT272E A, F—E2A~DFRH &
FEATESICHEICAME L TV =Dt SF-36 D<= Y
—HEEFEMOLTHY | B OB, AWERM,

PRI, FIAY—E2AOMEHEMEE L ORTICIZA

ERMERIR O (R 3),

SF-36 A3 ARt L IRGAHIC 2 LT (BAg
fEREY~ Y — A2 TRESA 40 Kk - LB, %
hERICBWTY -V ATZEEOEMOEB 1%
A (MML, BlRIGET V) Z#E LB LT
HIc& 1A, 2EMTHROThARRZIN: (K

5).
552

hizhsd M@ LD BRIKRICIB ¥ EomE
HEWEPLEGHAERD L, TTE-ICZ0HERM
X BIBHERIRRBEAY — 20 BE O BILEY
IZITHONTWRWEREE R H B,

F7-, QOL LR EDBEOSERIT 2 >0
FERNLEATA I ENTES, 1) BITORRE
fEY— B A3 QOL DRV VEH I L TV L,

— 229 —



2) Sk - WA R, (REEHEY—ERAOHE
Brizi-t, —bERAEZIIFNLEL TS,

K& 1 @, QOL DKW D (=ADL D&V H D)
O=—ZiE, BITOY—ERTIXAAA—1LUNT
Wit o, RENREWE WD Z NIRRT
HiL, 4%iT, FER - Bae - HSicEE

DEEEFOHICHT LR EFEY— EADTHE
PULETHDIEEZLND,

ZO—F, R#E 2 OFFH—ECRAOFETET
A=l RON-EMTHD [hi- ol m
I OWTREELZLSFEW - BERITTWA Y —E
ZIZOWT ) OEEERR, TEREF (2L£-T
BHLRTWLIOTRLW, ST EMREL
wEThid, dRFOHTEICE - T, £0MHEO
MHREE] MRAICEETE LW 2 ENEZLSL
h, ZEMEFOHERABBREZ UTRIERELEY—
EAOBEXIEMTADICEYI Th otz ns 2
EMEMRER S, &Y AR TIFMIcAE 4
ERALRT, REFEAFLHEHLEGEIBRLR
fEmut - — 2O EAMBE L TR, 862
BHMMBROThRBRRETELI 6L, &
REAFHAL THBHAIREVEEZLND,

WLES, HRFOTBEEFHETILIXES
TiXew, FREEs— Y A% IE L < F/l U2
LT F=oizid, AFEBEICEALTERL oA
VETHDHLEELS,

3R

1. RFIFFER, HBARE M. NF2E KT
Bz, BEAENERBEINTRI AT LOE
. FAE0EE0452-6104), 1998:3-7.

2. FORIESR, NmkEE, ERET REEE K
HER. BEFBEICBSITAREELY— A
OFFRMEFODL Y FICHET /I E4E
DI5EE(0452-6104), 2001:17-25.

3. RFEF, &R IEEEZ SHRE B

Bt T, BRREOHE—2 » a—F— b
b5 #ﬁﬁﬁ%ﬁ@QOL@%mk&%Em
Y- RAO=—X, § 61 @A AAXRGEES
2002 10 H: HE. ¥ 618 B ALARBERS w
§%4E; 2002. p.255.

4. JIIFEREE, BHEFNE ERET, HHENE. @
RBEICHBEBOEEA QOL REDOME. AX
INIRAE A ME2E(0546-1766), 2000:990-1003.

R

Wy (tiEs AR HO). HAR— (bihiE
#IK HC) ., (ki (SRR HC), ATHET
(B&R AR HC), BHE (THRIVERHC), /)
- (FERME HO), HEFK (RS
HC). 4bAEF (Y K@M =erids-), 58
B (BURMHIEKAR HC), iRy (St it
HC), fREAF (BLR&EE HC). THES (8
HREH HC) . =R (REFRAT HC), A
42 (RFRFI HC). #a (BpMIALEERE
fkbtvh-) | A (BB ERE HC) . a4 (3
MRFRR HC) . AMEEF (BaR—g HC)

WHES (ERERT) . REFK (KRR HC).
sk (RERINE) HC). HIEAE (BREE
™ HC), BEf 7+ (Lt HC), &mET (R
R HC), BEmE @RRE)IHC., RS
RE (BEARXKE HC), KEE (RoRTER
B HC), EHAAT (BESRSEME HC)., P
%ﬂﬁmuEﬁEHC\kﬁ%¥%ﬁﬂﬁﬁ%H©

BREESE R
L

HIeRA

FRRF
I EER, AL, "SET, FREYF,
TRRANTIR. /S—F 2 Y B O ADL OREE
L33 QOL (CRIF TR OWT ORI, F 14
[\ B AJEF2F T 4. Jounal of Epidemiology
2004; 14(1 Suppl): 73.

2. REEK, KHEHR, FMERL =@ERhT, 5T
BRI, KB 2 R— MIBW T AA—F 2 Y iR
$%®@Ek%bé§®®@& 5 14 [7] A A%

£ ¥ 2. Joumnal of Epidemiology 2004; 14(1
Suppl): 84

S PEME O I - FERIL (FEZET)

FFETERAG L
EHFIERE 2L
D 2L

— 230 —



®1. apEdY—EROESR (151

e RN A (el 35, o b §
METRHERTEELST, ALSA—EBECREL. B,
58, BhEREEITSHIE,

REHI~LDH—ERX
EEOEEIIHL, BEMEASELT. BELTELTOH
E.

REBHIZLHY—ER
Ea, AECRAL T, REFORBAEESHMLTIRET
BHIE.

o
FFIESA, BRI ELERIEN, EEEIFET
.

235:23: bl
FFE, RI267, WEREL L LHIBH,

MiEZMm
EENBHCHL, EME, EOINYSHELN, BEED
AL TR E AT ORI,

HETAIREERREREBE—FAR
R EEDFBIZKY, —BHINBEBH SN A ofIEE
DATIRBEREEDARREL R T DHE.
HEEDWE
FFYORYMIT  REORN. UIPDRE. RYDH L5
BOMBLLEOHORROEE, MALLERFER LY
~OEROMYBLEOEEREEROREETDHE.

Ef#EERE
EENBE, ERRBERSTILTARETOREE
Ll

RAE#EATL
RENTHRICEYLLORBEMISEorLE, R2HUH
B RBBLLCORERTE, BEHHBIBRIN,
HEBELHIZ, HHOLHHDKBEL TOEHEOHH B
HETBHE,

Gl RE XA
EEOEHIHL. ERENFBRIL TRRETIHE,

a—bATA
EENELTUIRE ISV THENR UM ERIZE-T
NEEARK I SN RSB ERLETTT
T 2HE.

BROTA(H—ER
EEOBRENMBURRCAR—VRRILE~BFRLT, A
B BEEdlE. BRI, RR-VEEETIHE.

ABH—EX
MEAGEEIZIVAEIZTARVIONEDLEABR TS, 1L
iZ. BEASOERTHERASOBE L FEERALT. AR
ST BHIE,

AIMFEBREHE mRRWNS
EEDATIHYRZFEABED, ATHFREEGE - ARE
RAOmBESHE,

®2. Y—EAFRAORERE

WM MERkEesR £ BEE ST
HEROEN = SRR "HEELL
(FERMRARBILE. SN
TR, N—F VL, AV F Uk
SRIZHNT)
i3 ERES SR SRECSHE
31 HEELL HEELL
A% ADL KEELNSWNESEER REEMNENESEHEE
& ADL EREEASNEESIEE KEENBSNELYSHE

— 231 —



®3 Y—EAOAMNARE

ARE
FIm# 1RE 20PRE 3IEHE 40PFHR 5FNR
M
R—L~bn—Ic kDB —ER 154 24.7% 23.4% 39.6% 9.7% 2.6%
RHESI~kdY—ER 189 22.2% 21.7% 46.6% 7.9% 1.6%
BRI~ RS —ER 371 19.7% 16.7% 51.2% 8.9% 3.5%
TOROLMY—ER 480 20.4% 18.1% 48.1% 9.4% 4.0%
(F—-EROEFAHIBL TL D EODAER) 221 22.6% 17.6% 46.2% 12.7% 0.9%
Ltk ¥ 15 13.3% 20.0% 60.0% 6.7% 0.0%
(= grA8 20 20.0% 15.0% 30.0% 30.0% 5.0%
BADES 22 36.4% 9.1% 40.9% 13.6% 0.0%
HEEAINBRERAFEREEE AR 1 0.0% 100.0% 0.0% 0.0% 0.0%
ERiMEES 19 21.1% 10.5% 52.6% 15.8% 0.0%
ATIPRERHE SRBEEME 1 0.0% 0.0% 100.0% 0.0% 0.0%
ST 10 30.0% 10.0% 50.0% 10.0% 0.0%
a—+ATA 21 28.6% 19.0% 38.1% 14.3% 0.0%
BEREOFAH—ER 47 23.4% 17.0% 46.8% 10.6% 2.1%
ABY—EX 33 21.2% 18.2% 48.5% 12.1% 0.0%
BERBEVATLA 5 20.0% 60.0% 20.0% 0.0% 0.0%
FEOHIS 27 14.8% 22.2% 55.6% 7.4% 0.0%

Bl Y—EAAOFFA*ZHEREREL-Z2ERERIHT

AvAXH p

Fi 0.980 0.027
45

5 Ref.

X 0921 0.689
®=E
N—FJUE Ref.
SEmB N 1.092 0.854
BERMARELE 0934 0.877
BN 1.107 0.686
FOith 0.820 0.670

SF-36 R 0.944 0.000
SF-36 HmaRRER 0.960 0.000
=LAl A—OFIH 0978 0.951
FEMOFNA 0.642 0.217
REsiOFA 0.889 0.624
oY —EA0FA 0827 0.433

*HEE: AR, PR HE=0 PrFH. FE=1

— 232 —



{F-B2E%
TAH—EX
BHaD

AR LA L=
EfiEak

AR —EX
a—hkRTA
HilEiEz
TEDeE
BREH R
EfRERS
BESEHL AT A
— AR

A TR B

SR (%)
B1 #EKRAEL—ERAONAEE

60

H—ER

50

40

30

HRE(%)

20

10

| Ira)

AR OPPERE BE  PCTE TH
2 ARLRRELY~ERIHTIREEDOSH

0

— 233 —



B Yk EERE(PF)

BR
DO EEMH) AR p—
(F{E)RP) ' i"b'\bﬁ*@
S 505
A% REEE KOBAHEP) | OO
(RAXRE) \ \W\ S /| ==
T
V) j 2 KBIBERR(GH)
34 8 EHEE(SF)
4 SF-36 FHRELH—ERADHRE
o ELOLRI7E {ELQOLR7HE
o xR; a5 f
0.8¢ " E?E e
] t
@0.6: | E
0.4 /’ #
0.2
04

63 2 -1 0 1 2 3
S BEHAREYIY—Za7IIOIAREEMIOEB SR

— 234 —



Influence of the QOL status on the satisfaction for
treatments and health services in the patients with

chronic neural diseases

Tomohiro Matsuda (Division of Epidemiology, National Institute of Public

Health), Naoke Masaki (Kurume PHC), Masaki Shinjo (Public Healh/ Epide
miclogy, Okinawa Nursing School), Setsuko Taira (Miyako PHC), Kazuko

Mitoku (Faculty of Medical Welfare, Kawasaki University of Medical Welf
are), Takuya Sugie (Division of Epidemiology, National Institute of Public
Health), Kiyomi Sakata (Department of Public Health, Wakayama Medical
School), Masaki Nagai (Department of Epidemiology, Saitama Medical Sc
hool), Masumi Minowa (Division of Epidemiology, National Institute of Pu
blic Health) '

We collected the information on generic QOL (SF-36 and the disease-specific measure),
socio-demographic and pathological information, and the status of use of the health services. The
distribution of diseases among 1707 subjects were, Parkinson’s disease (53.8%) spinocellebelar disease
(25.3%), myasthenia gravis (6.6%), ALS (5.9%), and other diseases (8.3%). Little less than two-thirds
of the patients (59.6%) were the current users of at least one of the services, and the public health
nurse visit (30.1%) and the daycare service (17.6%) were most frequently used. The patients with low
Activity of Daily Living tended to use them more often. Among 1017 current users, the patients
showing low QOL in any sub-scales of SF-36 except SI' sub-scale and in the disease specific QOL
measure tended to be dissatisfied with the services and the treatments. None of the other factors, age,
sex. disease kind. service type, time interval from the first diagnostic was significantly related to
satisfaction. This effect of QOL status on the satisfaction of the service usage can be explained by two
hypothesis: the actual health services are not appropriate for low QOI: patients, or an emotional
distress may cause them not to accept any detailed fault of the services. Further studies are needed in

order to reflect growth on the health service policy.

Keywords' Neurodegenerative Diseases, Personal Satisfaction, Community Health Services, QOL
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