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Fig. 1 Activities of daily living (ADLs), and the states of life support and mutual understanding
of ALS patients in Aichi prefecture. a: distribution of patients with each ADL level (n=131), b:
number of patients receiving each partial support, c: distribution of patients receiving each num-
ber of support items per patient, d: number of patients receiving each life support assistance, e:
distribution of patients receiving each respiratory assistance (n=132), f: distribution of patients
receiving each nutritional assistance (n=132), g: distribution of patients with each communica-
tion ability level (n=128), h: number of patients with speaking difficulties using each mean of
communication (n=41).
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Fig. 2 The supporting states by neurologists and primary care doctors for ALS patients in Aichi
prefecture. a: treatment by a neurologist (n=132), treatment status (n=117) and regularity of
treatment, b: frequency of regular examinations by a neurologist (n=104), ¢: treatment by a pri-
mary care doctor (n=132), treatment status (n=89) and regularity of treatment, d: frequency of
regular examinations by a primary care doctor (n=80).
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Fig. 3 The state of application for long-term care insurance and the state of application for physi-
cally disabled person certificate by ALS patients in Aichi prefecture. a: physical disability certifi-
cate application (n=130), b: disability classification of physical disability certificate (n=103), c: dis-
ability grade (n=103), d: long-term care insurance application (n=104), e: ADL of long-term care
insurance applicants without physical disability certificate, (n=15), f: ADL of physical disabled
certificate applicants without application for long-term care insure (n=14), g: distribution of ADL
levels in patients who have no physical disability certificate nor long-term care insurance (n=12).
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Fig. 4 Relation between caregivers and patient, and utilizing status of home services by ALS pa-

tients in Aichi prefecture. a: relation between caregivers and patient, b: variation of home service

usage, c: patients reasons for not using home services’ (n=29).

E T ERBMTRES - 7275, 3B EABTHY (Fig
3e), WPIRAHEBD 3 F1B & OVSASBIUHIBY 4 Bl 7 &, iRt
BBl 5 < FNT Wz 05, ARk B 26 Bl o &
B 14B8ITH Y (Fig.3a), 45 AL TEMBS
Bl% 5 < A (Fig. 3f), FPURAE) 6 51, SREHHB S5 HITH - 7.
Lyl AR BICRHEEIZ 126D Y, JE 3£ D10
B, 5 4ELL LAY 3 B L, BHIT ADL #EEERSERI A%\ —F T,
By 261, A1 BIAsL TR T (Fig3g). 20
A4 B3 REE 7 45T NIPPV, BFE 24572 §F 570 ) DI &
DHKRT, LAINA b ABERERD 2o 7.

(4) i L fmEy—¥ AfH

MEFNTDWTE, AE, ABED 2 1% B < 130 BlCo B
WY DA EFERITEY 12 AT, BUEE A 109 6 & A IS
%<, WOTTHD 3561 TH - 72 (Fig. 4a). FEIH—E 2D
FIHE 127 Bl 98 9, HBE L) OFHFAKIL 23 TH Y
B 6ABIE b oL %L, K THITIE, i
YY), S AT EDE Do 12K LT, S AT, s
B, @AY NI R o 72 (Fig.4b). —J, ¥—E X%
FHLTWRWERFIZ2FTSH Y, FAIZHY, BERPRIE
DFELE LR ET, HFENBEHIZ 1 HloRTH- 72 (Fig. 4c).

(5) VAL b ABEB L OZ I ANGHER

L A28 b ABIZOWTIE, RERA D 13 128 i 29 BT

o7z (Fig.ba). F e HIIEE QB E M 19 #1, B
- LE W 16 BT, ABHIHN 2 BB LI 15§l
TdH -7z (Fig.5b). ABHEZINHEE 1861, BH I BT
M IRBEDRID A5 B, r T A=Y v =1 Bl o 72—,
L A8 4 b ABeRREE 99 fl & EBIIIc % < (Fig.5a), A
T HEAPHLEL WV, MEEPHLL 2V, O 3HEDNITL
AEEED, ZIFANFERZ, 13 3HOATH 7 (Fig.
5¢).

ABESEHERRIZ, 275 19 4, WHE 3461, R 758 TH > 72
(Fig.5d). ABefkBr B % B 29 Tl 11 I %S T, B
ROEFHT 2B L OEBTr 7T A Y v 7 & OO Ep IR
WARITH-o7z, 2 L CTHEZ 156H Y, ZOEH
FABEI L IOV THEERREOTR LMo & L
OIFBEAIZL AL TH Y, 2T ANIIREED R WEE T 1B
DHRTH o7z, M5, L ASS b RBRBRO v 99 Flo,
ABEEHRCET 2R Z SNz0X 28BIH Y, BHDSS
B, REEDS 20 BITH -7z, FERKEETH 2 HHIZOWTIZAE
BIFBED IR S DOHEMASIT L A ET, L ASA b EWTEIC
WioNTWBEBREI2BOATHY, I b 1HAIGEHEUIO
BEND L A8 b AR RETH - 7.

(6) HAFAENE L oM I 2 32

ARG O RSOV T, 131 Bt 119 Bl oo B



FHL T B2 PSR LA A D AE TR J2RE I B 5 2 ey 52 : 325

Has received
respite care
29 (23%)

c In hospital

No hospital to 1 (1%) Death
accept patient 1 (1%)
3 (3%)

No necessary
36 (36%)

No response
4 (14%)

More than

1 month 2 (7%) Within 1 week

9 (31%)

Within 2 week
6 (21%)

Easy to find
19 (15%)

Not easy to find
34 (26%)

Fig. 5 Experience of respite admission for the purposes of caregiver’s relief, following examina-
tions, brief treatments and so on, and difficulty in finding hospital for respite care with ALS pa-
tients in Aichi prefecture. a: experience of admission to hospital for respite care (n=128), b: dura-
tion of hospitalization for respite care (n=29), c: patients reasons for not admitting for respite (n
=99), d: difficulty in finding a hospital for respite care (n=128).
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Fig. 6 Variation of problems in ALS patients living with receiving at-home care support, and
their recognition by the patient or each relating person. a: degree of patients or related persons,
recognizing problems occurring in the daily life receiving at-home care support (n=131), b: varia-
tion of recognizing problems by them. (1) Difficulty finding specialist, (2) Difficulty finding prima-
ry care doctor, (3) Difficulty finding respite care hospital, (4) Patient acceptance of disease, (5)
Family acceptance of disease, (6) Patient acceptance of his physical condition, (7) Family accep-
tance of patient’s physical condition, (8) Lack of positivity toward life, (9) Patient feeding of men-
tal burden, (10) Family feeling of mental burden, (11) Large physical burden of care, (12) Commu-
nication impairment, (13) Insufficient coordination with specialist, (14) Insufficient coordination
with care doctor, (15) Insufficient coordination with nurse, (16) Insufficient coordination with pub-
lic health nurse, (17) Insufficient coordination with care manager, (18) Insufficient coordination
with helper , (19) Large financial burden, (20) Problem with establishment of support system , (21)
Problem with disaster support system.
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Abstract

Living situation of the at-home patients suffering from amyotrophic lateral sclerosis
in Aichi prefecture, Japan

Yuko Ichikawa, M.D.”, Yuka Tsunoda, M.D.", Tomoko Nishikawa, M.D.", Akifumi Fujikake, M.D.",
Taka-aki Fukuoka, M.D.", Keisuke Tokui, M.D.", Jun-ichi Niwa, M.D.", Masayuki Izumi, M.D.",
Naoki Nakao, M.D.” and Manabu Doyu, M.D."”

"Division of Neurology, Department of Internal Medicine, Aichi Medical University
? Aichi Prefecture Association for the Treatment of Intractable Diseases

It is essential that we know the real situation of at-home patients with amyotrophic lateral sclerosis (ALS) in
order to improve their medical support system. We indirectly investigated the daily living status of ALS patients
and their families at home by conducting on individual questionnaires survey for nurses working at public health
centers in Aichi prefecture, Japan. Detailed information about 136 cases was obtained, and we could clarify the
need for variety of communication methods, plasticity of medical interrelations and care between neurologists and
home doctors, incomplete utilization of social resources including various official support, overwork among single
caregivers, and underdeveloped immature individual medical care support programs for them. Thus it might be
important that we should promote the sure utilization of social resources and programming the individual medical
care support in their earlier stages. And moreover, we should also consider constructing a general support system
for at-home patients with ALS, in which each professional would owe the dividing responsibility, without role du-
plications. These strategies would lead to overall the better quality of life among ALS patients, and their families.

(Clin Neurol 2012;52:320-328)
Key words: amyotrophic lateral sclerosis, at-home patient, social resources, official support, individual medical care sup-

port program




