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Abstract

Increasing demand of patients with neurological incurable disease is prominent in Akita Prefecture in
these years, However, we have some problems in regional difference of medical and social services for
patients. Survey for the requirements was performed by mailing of the questionnaire to home care patients
with the amyotrophic lateral sclerosis (ALS). It revealed found that they felt very uneasy their emergency
admissions, respite-hospitalization, and long-term medical treatment at home. Additionary, patients were
frustrated by the small activity in socia! life. In Akita Prefecture, the "Akita medical network for incurable
diseases" was launched in 2002 for a better medical treatment and a good care of home care patients.
However, the system was revealed not to work fully especially in respite-hospitalization, because stuft
caring ALS patients dose not know the necessity of the respite-hospitalization.

To solve the uneasiness to medical treatment and care at home, we started a homepage for the
consultation window for hospitalization introduction to the sites of neurological incurable disease
information, medical consultation for general practitioners, introduction to a Japanese ALS association of
Akita branch, information on social welfare services, etc. By starting a homepage we think that we are
able to help a patient to find out the hospital for respite.

A. BIREM ERIISE 1 IS ERBEREMAFHL T

TRk B REERERE R o b7 — o FH ] 1, RO
FUERBRAEN L VRECEERENTED LI
FERRIAEIZRE Uiz, T hiddk i RIERTE LT e
HERABGL LA 0, IKERHEFRRIE S o
THY, FIZ, BAANRE, LA P AREETE
HARDOHELIT) ZENHEHMTH D,

FOXSEBIT, Y@mOM, ALSE L& T HFH
BEERLE LTWE, xil, BRTiTofctry b7—
IBBEOT o r— bR LI BITALSBE OIEE
REOBROMBES TR L,

o, FUCBEES A5 v BT — 2 OBERKRE
PETDH LT, SHEOKARICKT HEREE B
L7,

B. AR AE

1. BROEESRERITEERSBEROER
o S

2. B1@BFy—+RAE
(& B : ERKI6E1 A)

-80-

BH59LDALSBEITH L, RS, AR, EEH
BIZOWTETHBNICEEIC L DT »o— bR
HHITWREOCHBES MM Lz,

i, EEATEYZHMER OALSBE0AICH L
Tid, (REBENOIFRTREIEIC X 2 RBAEEENH
EEITo7,

. E2RB7 5 — LRE

(AL B : ERISELLA)

WRRISELOH IS ERBTREMEAFTRL T
HALSEETIR I L. EORRSLFH v b
— 7 OFFRIRICDONT, EEIC LD T ir—
FREOHEERELY D LITHF L,

(REEA~OER)
T — MR, ERERL Y U OR
REICENT, HRE RUGFHENHET HEREAE
FE L. SEHEREOESRESISELR
FT2EEETHEE DT, TREBIZBED
LOFRRELLICLTWS28, REMIZRIE
ARR S |-



1. AEHHESREYONE

B OME TR A ST E < BN L T3,
ALS BT ER 4 EITIE 22 £ Th- 7275, ik 14
FEILII8T AT I0FEFIZEE L4 5L LT
(E1) .

2. RHEBHRERRY F7—0FFE 1221VT
KEETIE, BEAR, LAY CABROTEEL
REETTEL L) RHREREREAY FU—2
¥ BRI ECRE L, Jhici, e
B Sh, MR GKEFRHERED &R
(REMRBLEIE Led & 45 R 17 [EREEET) | FkE
RERFS, B’ (REET - @R | KATERE
FrEORFRES L > TS T3,

Fro, BREFRMERENSHE Sh, AR &5
HEHE & 0, ARSI ANAOERRES 1T
oUW, EREIC L 5B AU E
e, EHARE (rBAHOKTIE AEhdn
IV AL BASE) OAEFEO AT LAEK 21T
T

3. E1EB77— FAEER

1) ALS B#E 594 (PR 154 1 BHIE) (oxtd
BT r— hER (E3)
ALS BE 59 47 27T & L Y RIZEA4G (B1EsE
46%) . AT HEREROBREARR] |
(L ARA DARR] IR AEENEL, TR
AR RRRR OFEST) . [EPREBEOMIT) OF
Hybhol, BRUCH LTI, TERPEL
FEECABRR A b OIRENE L EERE
Tid., HEEH— R TR AR F A A
fAEE L 0 EES Tz,

2) EENTHEIMFER SO ALS BE 104 (Ehk
1581 RIRE) Ioxtd 27 47— bR (X 4)
BE
TESE A LIRSS I > ALS B3 104 TR
HHEL, 60RkRM4 4, 61U LA THIH2
& D T0 R EL_ BT o Te, AR E F RN
WESELINTA. L0EDRN 14, 10FLER2
&, FHERUTERREARBOHRLTH T,

-8l -

FADOBRKIZONT .

FEALEDBENEE BREFBET, 2iaz
F—a HEE UTIER, BT A,
BREGEEREL CEER LTV, SADBRE
MRS LT A B oA, B0 B AITIZE
A ELURVIRIBTIEE LT, 4, T8I
EHENRD ST,

KR —E Z O H AR

SRR — A TIIE & A EDNR— Lol i—
DIRE. BHRABTEA SERE LTV,
MHEORR . ELNBEIRBETHD . BE
L AEROBEE DB ESU LS LTz, ERE
BlETo TV ADERRBE LSO EEETH T,
HEFITIFTRE TS AN, ELMERORERE
bo T, Eio, MEEOSMLERR, AHERER

Lo,

EERHCHTIER

—HiRR 4 5 L ZRRHEMARICATHL 6 I ONHE
HTHD, RECHTHTRECHERB TERNEN
2T EDEREL o TN, ETz, hiEE~A
MT TR EEBREEDE L0k, a4
EICBMTERWEDERLHY . TS LRED
g & o T,

D. £&68

BRAITHHL LA T AU B v R aE iR D 72 <
{84 OFERSNZRIZ DWW T, B SE LAl & 01E
RTHERCTE D LDLE VN, BEANRE, LA
MBI D A, RN~ ORE LTI
FoThaI Ehbihat,

4. F2@E7 45— +AE
1) ALS BE 744 (Esk 154 10 AHE) Ox v
o — 2 FHRIRICET 27 o — hER
ALS BHE 74 & 54 4 LW EE RS (FER
72.9%) ,

BE .

EEREFII 29489, 55 ATHIRBEERET



128 =, 20 12 4 BR2EICHELTEY
(®5) . Fhidx v h7— 7 B#lERORTE
T IFE—F LT,

RABARIZONWT :

A HAMH 7 » ABICEERE O DB AR
FELLBEEIOABY, ZLAEDBERED
AR TER (M6) |

SHARIZDOWNT :
PERH- L BEoMEE 440V, 28
NEBECFODEE DA, 2EARFERY A
BRTEM, b9 241, [RABFELRZD
7] TEEBEICTTIDLRESTZ E0)
HATERTC&E M- (B7) ., 20 £
E| Gy U — 7 BBEESESEUAOE
fmThot,

E. £, ##H

mRERAE, HFICEESEZEPOREDZ, BiC
AR, L ARSA P AR~OTRE, REARE~
OAREERZ LR LHT LTS, BEARTEE
NEBBET 52 —20FE L LT [KERERER
Foy hU—sBE) AERESE, HEOTERR
Bl GBS L CTAROREEITI VAT LEEo
TR, s, FIZV AL AR
FELBEIL T A LTy, ThiZBRED
CCAMEERBEANTOFR y FU—2THY
BROTXCTOEREE, S2¥IEH5ERMA A
STWADRITTRANI L, F, BEDFEEN.
SHEVWHLICS W, MRABOEBED VAW
EFEBIC o T HEE, VAT LADFEES
BEBHEDH > T THNy FORFERSIEL N
MR, Fy hU=ZIOETH LR, EH
ABRO VB AL TV 5 EFBEREEST T A
Z 7 BERNESERY FT—Z I
WA HA— FhW (FBEEFBRERTERS
V) | BNy FU— 2 RENE D LTS

-82.

E&A DAy, HFICERER DRV EfRe 7
AN H D, E-T, ZOFEFIDOF Ry T —
ZICTARTEEFLTHLHREBR 2D &R A
F, B, BEO=—XEVA FETHW ET
AibiliE, Ry FI—Z7FUOEDTEHAHST
HHEEZI,

FIT, BOEE, BFEOFEE~OTREORBL
DEDIIRT HERIRREE EVDOFE 2D, B
IR EIRGE, SHARRP LR MARE ST A
TAEOHRED ., HMAELS O E A~ BER
WMOEISLERED, BERLoHEEO®RE (B
A ALS Ak EREEHOBM) | Buktr—AD
fEap iRl KA BERICR— L= E RS
T WAROBEEFMELSDOERSS T AZ v
7. BE. FECARHEROBROZIKEEL,
FEBH-BESITEIR AN AIAETS 2D
AL EX ML THD, 5%, BEHDFR v b
T s kMR TALOIRRy P EERD L
HICTHEBEIC T 2 S FEBI L T &y, 207128
. BE, emkosaFEFEe LTS,

<BEXW>

1) FER 14 4 g IR R N EE AR A O TR B & BLIIC
DT AL NP TMIE S, BPR A BRART,
AW, RS B B IR BEAS @R
e G Rl MR SIS et TR R D M S R Pt D48
BT A 0PI CRTIFET R M) 1. k14 R
FgesiEE ¢ pb3-57

2 WHIRIIE T AR a - P AT A OB BA K,
AR weRe, BRRD Z L LA RSB ETSE
AR 4 R AR R PO IR Thp i S AR D R STAR () oot
ST HMRAE CEARORGEE AR ) 1. ERR 14 FE
gl ph8-61

3) BMOMEERA Y P -2 OB EEE. KK &
Modern Physician vol.22 (B), 637-643, 2002



R - B BB 55

3

A ARAHIDIFE




B A e AFSE A AT g T M AR T IR BTF SR 24
VR E S B D MU AT | o B IR D IFSERE)  (EAEOTZEE okkr 8 TRk 15 fEMEAFFeMa T, pp. 85- 86

FIEIEABIIRTD

IS AGEADT v — R

E%%

SHEHRE M FH (RRBIPRHR)
HEBHE OMBRE—. REFEK, HARER, \AKE— (RRBiIAEHER BERRD
IHERE (B i TIEE)

RES
LIRECHREETICH I [EYM L TALFERSEZ EH LT DI EMEERISEEE 22 A, KEVR
LTV A EREEGE 7 A REDHEL TSR 10 A, 839 Al ABRIC K5~ i—D T ERUWEI,
BRERBEAOIHHEEOFEEEL T o — MK Uiz, EIEE EHEE L. ALS9/17 A (53%) . MSA
36 A (50%). MR 16N (17%), 8813 A W5%) Thoi,
ALS & EHRIC MSA TLHENE L, R EDDLEN S D, £z, BHOIODAREREREE
NEL SEREETOHRBLED T,

A survey of request for training helper to reduce care burdens of
family of neurological diseases

Hideaki Havashi, Shuichi Kato, Mitsuaki Bando, Toshio Shimizu, Koichi Yagi. Ric Kobayashi

Abstract

This paper concerns the survey of the request for training helpers who work for home-care patients with
tracheostomy because of neurclogical diseases. We sent out questionnaires to 22 patients with amyotrophic
lateral sclerosts (ALS), 7 patients with multiple system atrophy (MSA), and 10 children with neurological
diseases including cerebral palsy, lissencephaly, or congenital myopathy. All the ALS patients were placed
on ventilators. The patients and families were asked whether and why they wanted us to train their helpers
to suction sputa from tracheal tubes and give tube-feeding. Fifty-three % of ALS patients, 50 % of MSA
patients and 17 % of children requested this training, These results suggest that the helper-training is
necessary for MSA patients as well as ALS to reduce burdens of families. Furthermore, we would provide
the home care nurses with a manual to describe the teaching methods so that the patients who do not want to
be in hospital for the helper training can undergo the training program at home.
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A trial to make a mannual
of home treatment and care for ALS patients

Zenji Shiozawa, M.D., Takamura Nagasaka, M.D. & Kazumasa Shindo, M.D.
Dept. of Neurology, University of Yamanashi

Summary

We draw up a handy mannual of home treatment and care for amyotrophic lateral scleresis {ALS)
patients who live in Yamanashi prefecture. After we analyzed the results of investigations which
were performed in the two years before and the last year, we made a handy mannual based on these
analysis. The mannual contributed for ALS patients to prepare and practice home treatments
comprehensively. By using this mannual, ALS patients living in Yamanashi prefecture are able to
stay in their home with relief. Moreover, each patients may live in the same quality of their lives.
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