TH-oT hofws (BP) . 4TI 46.9+27.4
(n=793) T, PD:43.9+25.8 (n=539), SCD:
£6.3+30.1 (n=201), A1S:41.5+24.1 {(n=53)
Thot., &hH (VT) : 24&TIiT 365+225
(n=761) T, PD:35.1+£21.6 (n=515), SCD :
4214239 (n=196), ALS:29,5+22 .4 (n=50)
THh-lz., EMEER (GH) : 264 TiF 30.9
+18.3 (n=743) T, PD:30.31+18.2 (n=501),
SCD:33.9+19.1 (n=191), ALS:254+15.4

(n=51) TH-oi-.

REAS . —HEECbREVES L SEOE
BT DREFSERIRUAE (R D).
1EBORBTRERSE 12 FEBAE 13 £
BES T HHEEEBLEY, FERERRDR
ol

KRIIREBAELI0 SEXTEREEESZ, R
EHHA 10 SE2BALEKTE2EL, FEE45 10
HEHEAD LRERESLEENIERELE. &
DHET, kEBLCELENEEBRBE AT
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ERLULEFAORBEEEICED 2% E R,
PD & SCD Tid 8 FuUREMIIIBNWTHHE
FE{EOFANSH - DR L, ALS Ti, B
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THREFAVNEDH SR, B, HEER
ETEABRAED O ENICHEE ETHE
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D. #&
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SEOERIZ, 1 £ E2BWTERREE (FX
IZRMAL, FERETIZER) CEELE.
72, response shift OFEEMRHR LA —))
B, Bt SR TRHNTSC &0
HYUEISREIIL TRk, UL, ke
HREERIAr— I OREE2NTEENRE %
#Biz< ., 40, BREEEEORESSEE
EAEEORBREORMESETH, REB/AT
D10 REBAZELORNSPEERETY,
FINOEBIZEVWTHHRAENEEREERTREN
7z -, response shift @RI FEHR IR
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B, 2001: 81-89,

2) Lyall RA, Dopaldson N, Fleming T, et al. A
prospective study of quality of life in ALS patients treated
with noninvasive ventilation. Neurology 57(1) 153-6, 2001
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REHS 3KB2H# (n=388) , _
PF-132zs | :‘RP-13zs |“BP-132s .| GH-V3zs:|.VT-13zs | SF-132s. | RE-13zs | MH-13zs
12.6 32.6 37.0 32.7 359 30.2 35.1 35.6
17.2 10.3 11.8 9.3 10.9 16.3 10.1 12.3
FEBs 3EBEE (n=388)
PF-12zs | RP-12zs | BP-122s | GH-122s | VT-12zs | SF-12zs | RE-122s | MH-12zs
14.7 33.5 37.7 33.4 37.0 31.1 36.4 37.3
17.4 10.7 11.9 9.3 10.5 16.3 10.8 11.6
fRE\/S ALS (n=29)
PF-13zs | RP-13zs | BP-13zs | GH-13zs | VT-132zs | SF-13zs | RE-13zs | MH-13zs
12.0 29.7 32.7 29.8 33.6 29.2 34.5 36.8
20.9 11.3 9.8 8.7 11.9 19.7 11.7 13.2
BE@SA  ALS (n=29)
,PF-122s | RP-122s_ | BP-12zs. | GH-12zs | VT-12zs | SF-12zs | RE-12zs | MH-12zs
15.6 28.5 36.7 31.9 37.5 28.7 33.0 36.6
22.4 10.5 12.0 10.2 10.3 18.3 11.5 12.5
EBE2#84A PD (n=254)
“PF-132zs |- RP<132s [ BP-132s | .GH-132s { -VT-132s: {SF-13zs | RE-13zs | MH-13zs
14.9 32.5 35.7 32.4 354 30.7 34.9 34.8
17.2 9.7 11.2 9.5 10.7 16.0 9.7 12.1
FE\Bs PD (n=254)
PF-12zs | RP-12zs | BP-12zs | GH-12zs | VT-12zs | SF-12zs | RE-12zs | MH-12zs
16.7 33.2 36.2 33.0 35.8 31.6 35.7 36.7
17.3 10.3 11.4 9.2 10.4 15.4 10.4 11.0
BE#@s SCD (n=105)
PF-13zs | RP-13zs | BP-13zs | GH-13zs | VT-13zs | SF-132zs | RE-13zs | MH-13zs
7.4 336 41.3 341 37.7 29.1 35.8 37.3
15.3 11.2 12.6 8.8 11.1 16.3 10.9 12.5
REM@A SCD (n=105)
PF-12zs | RP-12zs | BP-122s | GH-12zs | VI-12zs..| SF-12zs | RE-12zs | MH-12zs
9.4 35.8 41.7 34.7 40.0 30.4 39.0 39.0
14.8 11.2 12.2 8.2 10.4 17.7 11.4 12.6
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MAEE
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EBROETICHN BE - BTRSOHEERES/ERICHIRT . BETIOEGERE
NEZCNDE. BENRDTDIA MV AIKEL, AZSNEEBRNICZD, £EBR
BETID. TX10F 11 A0S, KIRFATREER 10 FENSSEBRELICED
8 ST &&E ST IE8BHEE o /2. BSHTFEDNRI ST [ 1 REFR. 4HTH2
. ZOBRERICIENL. TX 14 FE (10 AIRE) TS 6 REEFR. 24 HEWRD
[CEOL, FLHEEOREMATII 1 FIC 6 0. ERINSER ST 88TRBL TND.
SERETICLIFBEECRIEEE. 85 FRICKBERDOEE. FL&ER. £
BERADRAL. QOL DS - QLB EICED HECHRBRENE, ETOBIEMHMRT
BICN T IEERELOMENDVIEEREPINBOVEDTHD,

& 4

Home care service including medical care, nursing care, and physical
therapy by visit of specialists is offered for patients at home with incurable
neurological diseases. Mino-o public health center, of Osaka prefecture
conducted home service by speech therapist for neurological patients with
disturbances of speech and swallowing in November 1998. The content is
included speech therapy and assessment of swallowing function. Group
consultation and education concerned with speech and swallowing was also
started next year for patients, their families, and caregivers in Mino-o public
health center.

There was a steady increase in number of public health center conducted
home visiting speech therapy, from 1 in 1998 to 6 in 2002. The number of
visiting times also increased from 4 in 1998 to 24 in 2002. Qur trials is
suggestive that visiting speech therapy contributes to promote
understanding about disease and complications of patients and their families,
and may be one of significant home care services by specialists.
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Abstract
Current status of patients with intractable neurological diseases and organization of medical network

for those patients in Hyogo prefecture

Keiji Ichikawa ", Keiichi Takahashi 2, Kiyohiko Kondoh ¥, Masanao Imai ¥,
Misako Tanaka ¥, Shuuko Murakami ¥ , Hirokazu Nishisaka * , Kaori Nishida ¥,

Masako Ikushima ®, Chisato Takeda ¥

Department of Neurology, Hyogo Prefecturai Amagasaki Hospital "
Honorary Director, National Hyogo Chuo Hospital ?
Department of Neurology, Yoka Hospital ¥
Department of Health and Welfare, Hyogo Prefectural Government ¥

Hyogo Prefectural Consultation Center for Intractable Neurological Diseases
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In Hyogo Prefecture, there are several high-prevalence regions of amyotrophic lateral sclerosis
and spinocerebellar degeneration than other regions. These areas are also poorer in neurological
service and we should treat these areas more vigorously using medical network for intractable
neurological diseases. We have just started this medical network in September in 2002. The aim
for this network is to secure beds in hospitals for seriously diseased-patients and to support them in

home care for better quality of their lives.

B FRICBEVTHREFERRY bIO—VEWMRTIHIC
1) IEREHFEZORNK. IFERKEANOBEBLSVICHIRRENREYT
.
2) BMREMTHrY PO RBOLEREHFLL. TORE., BEAZEERH
L22, #y FI—IXBERBMEEIE LTS,

Hik

) 14 £ 3 ALRNHOBEEBEHRBEMLNT ALS. SCD. ¥—JL Il BLLED/A—F>
VURPD)DBEARELHHEL. TOMBHECOVLWTRITT S,

2) BT 357 £FRAOFr—rREICKY Ry F7—2BMEE. BHKE. AR
AHEMG L #RIBT 5.

3) MERHERLTRIELETCEBAShSZ Ay PI—JRBRIZLY., AEMFER
2y FI—ONRERORE-EEARIZOVTERNT 5.

wsR
1) TEREMHREO NIRRT

REROLADIZ 550 FAT, 10 D RXERBIZHT5A TS, KIEE - #
FRAEBRICUEL, XBHBETOEBEWMRET S, #F. RAH. Eeld. X
R, DEEREOAQNLED 3 BE5HD. NEMICEBHE LTRK, L
B, BEEEA. MENBICIEHEY. BXBRICIEEREREIAGET 5.

12 ALS. SCD. ¥—JL 3 EULEDNA—F 2V UoRO_RXERBIBER L4
BFEEETL. RAALS 8813 272 A, IHEREIZ 10 FTAHIY 49 ATHD
AN BHBTEEYNTOIIHE LER, FHE, #EBTE 95 92, 82 LHEITEH,
272, SCD THIRATEY 15.1 [THL., BF 37.1. BK 252 L BRICHS. PD T}
BEE, BR. LEBTEERTH-z, 8L T, B8, AR, HBERTIHhED
HEEFORARENE . hEXBEHOTMEENB MR THEHILE A D,

—126—



£1 ZREFRBHNOTIENEHFETHLHEGRE *HBEEHY)
=R & %AI;Z AR|E %SCEIEIE) =g e
g4 5 = 85 % BEN | AARE
PR 66 44 169 11.2 753 50.0
(] 50 5.0 155 15.5 572 574
Bt 32 4.5 116 16.5 387 54.9
HEE 21 29 91 12.6 293 40.6
db i S 12 4.0 69 232 % 182 61.2
hiERE 33 5.7 86 14.9 250 433
ik 1. 15 5.1 34 11.6 160 54.8
B 19 9.5 * 74 37.1% 155 77.7 %
FHE 11 9.2 * 30 252% 62 52.1
BERE 13 82 * 20 12.7 138 87.5 %
HLJ/ ¥ 272 49 844 15.1 2,952 53.0

2) EERERERSY F7—2ICBATS7 o r— HEBR
SRR 357 FROS B 89 HRAFY I~ ~OBHEEEZRL, BNMERE
TCIRARIIOWTIZREABRG y BLlLOTHE 12 fRBE. BEEEH 36, ATHRE
HMBRE 0. EERBBANIE 28. BEH 48, LRSS T7 B HKRTHo (K

2)

LN R THRARESRES,

FH-EREES 34, BEES~OTE 14, WRR 15, DoRYIL8. B

£2 —XEEBIZHETHIARTTANLEH
S e oW | MBE Eﬁiiﬁ ¥
- = = LA\
(33 <6M | >6M £ o AEIB S X kRS
e 1 2 10 7 5 11 7
(L] 3 0 6 8 8 10 7
R AL 1 3 4 1 2 4 3
WIEEE 1 3 2 1 0 3 3
LB 0 3 3 4 3 3 4
o 1 1 6 5 5 7 5
G 3 0 1 1 2 2 1
BE 1 0 2 1 1 2 2
FHE 2 0 1 1 1 3 0
ot 2 0 1 1 1 3 1
if; 157 | 12(13) | 36(40) | 30(34) 28(31) 48(54) 33(37)
3) BERMEEN (K3)

ARANENYEISHTEEEARKICEPLTWD—F, KiEE. BRE. AR, %
BIZiEh HMERMGEMICHBREENRH -, CHOoDHMEIERICHERK
B BHEEMETHY, RRAHMNERMGENEZEMT SLELNRHLATL

—127




B, FPIRSREN ALS ARRBELE 56 AOXREMRMIL, BB, BRICSHLT
W3, ChiZCOEHILUBEOAREBENICRITALRTLSHERLAZ D 3 gz
HHEERLTVWD, BTETIITFRBER ALS BEOARLHL—-FEESRE
%5, MRBEE ALS BERARLVEEAL VT FLTWERERLTLNS,

EEME | BENE | BERE | B3 788 | BE3AM | BEOEE
HHES | REH | FTARSEMS | ARRALSMV | ALSMV

il 20 180 113 5 3

i IEd] 14 139 93 i 3

A APk 12 170 49 2 1

iR 0 0 14 0 0

LB 4 80 21 13 2

kil 11 94 48 7 2

Cigidi] 0 8 5 1 0
85K 5 69 35 11 1
K 0 0 2 0
R 0 10 3 2 1
ay 66 750 383 42 13

£3 ZLXRERBTAHT-HPFERELES & ATTRFZER ALS BF (ALS/MV)

4) RERAEHBERSY F7—7XBER

XRICETIARMBRERRY F7—0ME~OFHIE. 1972 FEOKEEE LTE
URRFFEEDREREIFBFEEROPOE LTHEIITSN, 1990 FITITEERER
ARt - RIBHREEICHMBESh, ATMPEREHLHL. BB, #HAKRE~
DTHERBSEE o (PR 1 3 FEEABNEMIN 1500 &), —AAUNERRTIL
COFIZ ALS OEEATIMEREENRBESIAT, UEBEZOSBTIRAENIZEDL
Tvd, 1998 FChS 3 BEERERTBEAHEERSTY F7—OMBOLEE T B
LUBMBOEMED®k. XF 9 BER - fRE - TROBEN S LI BERFERT
yrT7—OZBRBERGBEHNB/IESH,. F1EHOBBLICEOVTTROBEIMNRKRS
hi-,

1. ¥Ry P70 XBEROAN
O EEMEHRBEOARERER
Q@ BREOHKPVBLEZELTEETRRIBICLHBE - REKED QOL NM.L
BT &.

2. EREFOBR
@ #HEMFERLTY FT—OXBEBMEERET S,
@ MREMROHESMECIYRARRRKREEE 1 BFLLREY 5.
Q@ ZRERBOMKROPEAERE LT, FMRAFREE-RERBRILI
1ERULRES D,

—128—



@ HBORBIIELToRERBEIC2GARUEO—RIBHRRERET D,

3. MEHBRERTY b2 ZERES

@ Rix. PEERE,. BUAKEKE. BHFER. R ER HLOBRERUVER
THMEAORFREEZEAAL L AEHFESRTY - XBIBESE (1
TiE#Es) *8ET 5.

@ MARRO—DIIHAEREMEAZEEL. SEOMAE. ARBHER. &
HEGRA~AONG. HRERMSSOME. AERRICEHT IHBRE#L LD
HB=OBEEZEITI.

@ HMBEORE
B THEAS L L THRBBORBLANOBYENILLELIEMNEER
BL. HlSEHORT. HEHFEROBRICET SR -HEBEITS.

@ *A—10)2T)ROEA
EFEAEBOXHR-RHOREL - FRIERUVBHRS EMBSBOMT-
Mitic& UBEHRERR Y PO XBERICHET S,

EH] . ARICEHESEARELCEAL)CHE/NREEESCD)OEERERFEIH
Y, ARIZCh oD CIImEhZRER %SO THMERRBARILERICERTHY.
BERFERLY FI—JICE3BEANTRFAVELUBETHIEVRZD. THEDOLER
o hI—=J12& 5, MEBEO—BRABREFICHETIER-RRE - SUBAREICIHT S
RENLAERATESOMELTA T, HEPEBR~AOZMAE HEANYHER) O
BB, IPRALEMERKBEHOBENROOND.

ABRZ I ALGEHTIE, 6 » BLULOEBMR T ARTHERRIIHTH 1 28Kk (1 3%)
THY., 1 0BEISEBETEENZHTALBRIIOLL>TVSE, —HEMABRZITA
NI E S 36 MBE@1%). ATFREHBAE 30 FHRGI%). TERBBAZIE 28
HBEEG1%). ST 48 F/RGa%). LAR/AA 477 33 @bt (37%)) L BRMARE YITR
FTARShOTINENZRD,

ALS 2Rzt > THDE, HEBERE ALS BFXARLTVWSERXSVMN, —HFEE
BELLECEOEEADH D, RFIERBEN ALS BEXRMARZTANLBER TORIT
ANBOBRYS QOL OMLZBE L -EEREEN-KHOES LY. BUARNICE
EAELT FLTWCHEANH D, COLIERRODTORERBEFEE ALS BFEOL
R FPARBEEERXBOPTIRLEELEHRTHY . FL-RBHEAHOCRTANLESR
FFhEFEEFEVELOTREVEVNSSEDT o r—LOERMD, Ry FT—JI2LD
RERFETFESLLICLY., HEo—BRABRAOTEMNTEREIL R /A PARIZK
ZEHEHEMHEARBERRICRNALADIEEIOND,

AR TIRER 2 FLYLBIAEBTHARRE 2 —2BEL. 3F - BE5FK. BR
BN LCOERASSURRFTRRMAEDOL LEMEMBRZT L. ChETENEEX
BEFNOBFETIIZBROEMNH L, —HTHFERRGES TRBEEAKE (. ER
2y b= ORENIERT I, TR 13 FFELUEI@OR Y b7~ EH2OMIK

— 128 —



FRIZ1 450 AHBRAERST Y PO XEBEBRHSHSUL LT oh, HENRE
EREXBO-—HLBESERRY F7—2FBHNP - LMBIIONEEZELETHD, T
bO—YEBEESEDRHIZ. SR 2y FT7-ISNKE BERABMTCOMERROD
£ELZEALT, B20RERECHLLMETOREXREHBEZRBENIERLT

W AHAMTH 5.



hE - PYENIC 3BT D S8R




BEHBHIRRBEDSREERTHERRRE BEREOHIETRAWNOMRICET IHRYU (XEHARE
Aft 18) | FRUFERABER mp133-135

LB X PPRE R R Y b7 — 2 OB DN T

W RCME R BILAERENEEGE
B I%  AS T, A LR, HBRE (FILAZMERE

EE UBHXMEEREAy P72 T, PR 3EEICTIERE, HEE SO
4 LoD, HEEEHRRLEESEIT o, FICHL SCD AP LT ESR
ANOEELIRELERNICIT 272, 3612, EMEVFTREL TWAH EERRBBEAH
KioBWT, ALS BEOEXMSEREREEE L TTo 2o 4%, LB X HiEER
Fou T — 2 HEEHICRBLTIT DL, S5IER, TH., BEHEEMOBE L&
WHEEIIRLEEZ SN,

This year’s activity of Sanyo Medical Network for seriously intractable neurological diseases
[sao Nagano, Tetsuro Murakami, Yasuhiro Manabe, Koji Abe
Department of Neurology, Graduate School of Medicine and Dentistry, Okayama University

ABSTRACT

We have continued to promote the activities of the Sanyo Medical Committee for intractable neurological
diseases. Committee had a hospital network consisted of a control hospital (Department of Neurology,
Okayama University Hospital), leading hospital, and cooperative hospitals. We published brochures to
inform of the activities of the Network. The activities of the patients’ organization were fully supported by
the Committee. The information on the available beds, the sick announcement, and the welfare service is
not still enough. The close cooperation with the local hospitals, patients, and the prefectural government is
badly needed.

L Caiz]

IR TOMZEEFREEOFEERIBEEMLHNE LTER 11 FEIZFLS W
PEHIX MRy P -2 S EET 4 EHENL. WEFEIISIEARVTRA L
EE R T o7 PR 14EEIE, Ry FF 4 % email IZ X D28HRMFL LM T,
BEA~OTHE*FEWAICHE L,

[H#:]
) vy r7—28-70y M

IR SRR Y P 7 — 2 EEEETE,. RAARKEOHR - TR, B
BMEADBS, HEHEMAERLTOMBRER, TRy - A L0EFRe HHYIES
N4 L, $72, Ay N7 —2EMBHEE/ Sy 7V y P ECBRAL. &
WAL 25 FEERCA & — F L72A%, F01% 26 WERICHEMLA, F—4AXR—=-TD7
FLA, igmty b4, BETLIHABRIAMLE, SO 7Ly b2
HES, BES. BRoONEECEG LEMER 5/,

2) EEMPEEAER

Ky oAy, emall, 77 v 7 A, FRELAL THESKEENERZT -7
oz, MUBHNOHRESESICH L TERIEHEIT-7-. £/2. EMEROAREL
TWARKREEZWX TH ALS BE~OFEHRTEML 720

—133—



