48 : 958

<V VRV DL 6—3I>MREAIZ BT B WP

ALS %8 < 5 [lE—{mEE A & Bl 7\
B F

(ERER##E, 48 :958—960, 2008)

Key words : #iJ5, ALS, #&filr 7, AEdEMH, QOL, SEIQoL

BUHIC—EHKEEDHEBE L
BERIERICEZ777O0—-FA

B BE % 1345 3142 19 22 endpoint #HT % #£123 5 EBM %
BRI RZHEETE 20T A ANNSAPEEMTH L.
SEHSRIHE 22 B 0B 1E, S0 XD BRI T ST
Whnwbh, BRESREERE, SHEMARICBVTH T
BRPADV R EINTW RV, BERERENZE &1 2 UCIE#E 2
L7 7u—F55b0TH5. HERELRHLACERL, [E
SHRVWELEETVLDIEOLWVWL, BEXSLRW] EEBEH
B, KR, ERHEEE R BRI oMEIC &0 X ) I n
B ONIFEELFRIEETDH 5. FREHEEFIIZOME
WCRELLZZFF T 7 72BIT A2 LI TERWV. 20X )
G, R E ORI X o THIROAR 2L Z &
BH 2, L, BYITEOMELRIT S LIZTETS,
F72, EGEFMHH (biomedical ethics) RMHBEHXIZ, A
e ME S = D& JFAL (human resourcifying) O [jE % fi#
W HILIIITETD, WREBOERRr 7 OHE %210 LT
LI LIETE RV,

B O RWIRREICE 3 5 15M (breaking the news) 1331,
PR R LB TB I %) O TIE R\, K3k, 20 AWK &
TR, EETVLDICLEEEZZ ZRET, BED
QOL 28 L 20 E) A HEL L L. ZO0H, LDLH
WCEBFE/FHRICBMER, EDX) By T7F—2%ED, D
&I BB D grief work (FEMVESE) 2 2 5 DS EHE R A
v b4 5. Grief work O HLAY 72 LG (X On death and dy-
ing GBI, ¥2—75—0 1969 4E) 7525, » 7 HiZ%
[EDOZH L EZDDIIKELFHRTH L. Grief work W7
i, BATIRRELSERLTEY, BEIZACOAMER A%
HICHIE L TWEOh e ) iEmicimes iy umZid i <,
ANERHCDBROFAEEE LTTIREL, ZOADNEIL
BT BHEMK - AR E LTRES, [BICWz5KE & b
WCHEEZHGREETAIBHETERVIRAL L ICAE S
ANEFBETD] EVIBMEDTTHrT2BI %) 2 ENT
& 5. TSR (construct theory) b HWizF 55 41
TTTa—FRF 5T 4 TS EHE (NBM) 06 LT
Wh . IDEZFIEIBLDE LT, BRWER 2007 TET

VBB L. KEDOD DY) =) ¥ — AWK LI T T
7N (1967 %) & HAROHN 7 77N (1972 4F) TH 5.
WIS T BTV S BUGREE R IR L A ERKIKD
QOL Dl & AL LTw 5.

QOL B DR

ZOFIZ, QOL (HiEFEDHE) LIZEIMTH L0 b - &
LEELZHP BRI NPTV, TOEME I, QOL ik
ADL O EBUNHREE, AR S L SORER AL LTAES ZHK
DIREE, NHTH B L L DEMEZRIIHRE [ABS LS 0
JRELZ2TLEIZETHS. QOL #UETEXLHFIZRN
A, WETET, QOL A RIFIA 74 SIE N34 & 5 Ek)s
HTWEEZDLBEMREDL VR DL ZOERROFENIEZQOL %
Sanctity of Life (SOL, fydEg) ORBIFIEEE £ 2 5L
Hoer—BRE—F— - LU H - EOHREE T 5 AR
(person theory) \ZEKNT 5. #5113, ARG E IR
Hl% respect for person & # 2, ATldRWFfE & 2L, H
CHERNO R HERIRER S, R E,IND 2 & bMWY
LT LB BW]EEZD. —HT, E=Fx AL F)I
R LU 2 AESEFAGE O 4 5], respect for autonomy, be-
neficence, non-maleficence, justice ZJEM8 L Zi 5 % x& (12
HBMERAXTL HBWDH I LT, Wil slippery slope argu-
ment (3NY FWiwik) 1SS 2VWBRICTE S L% 5. QOL
BEAIIZERR S RELDD 0, ZORAIIIRO 72012, ERRL
FAfZ%EE 74 VT Y FOL - RANVFIREB I o7z

QOL #IZ (3 A DR EEZ

QOL Ik X 9 7 248k & (entity) Tk 7 £, LoHIC
TEL N DM (construct) TH D, QOLIFAMDE 212
IoTESN/ZH D, MHEPOFEDICL > THEEINZDD
Thb. 72k ziF, HAOBEEMEE (personal construct) @
RFEZ, [FHWITH 5. FRIE, FBNRERE LTERTE
Twhs, MAOHE S E LTERTHIENTES. KIE,
B, QOL, #EKM, I aTMNFIAAY bR EBAFE
MBS TH 5. QOL RMAKINIBBBES72205, FEAM
aE BB LT 5 2 & CEBBIY R RHRECE FoRELE O

L S2% BEAS AR e (T 945-8585 ik WA INRS Tl AR3K T 3 7 52 ¥5)

(ZA+H 2008 4:5 J 16 H)



ALS % & < % BE—f B S 8% o 7~

48 1 959

BT T 7 L — AANOZEE 2 8EHL

MEAIGEREA RS ] 7 L — A

A

o WP AR I A TG ¢
o PEG IZHLA IR HE

\ J

| wmrrs—a ensT R - ’

B 2 B SR A LIE O WA I o 7 Fadt (H19 4R EE)

Fig. 1

| - | [#fr7] 7V =24

e NPPV, TPPV, PEG O 4: %
MR H % B £ 72 Palliation
(REF3EE)

L 8

% BARIC & B I
W4 75— 2 +NST

BERTER e g3 [HE s BB O AT O W olh) EIZB S 058 BE

EBILTWD. BEMEE LTo QOL IZEELEHEDH
59577 b A2 (patient reported outcome) TH Y, AR
5L EORETIE RV, 20 QOL D Jh)_EATHENG 7 7 %Al
T OBHOE—~HETH D, D QOL &R FHI 3
% 72® 12, SEIQoL (The schedule for the evaluation of indi-
vidual Quality of Life) b7z, ok Tld, BEHY
WCAEGOREELRSBHZ2520EFTHW, Zhod) L
Vo TWEH/MELTWA 2%, FEIWIZ VAS(visual ana-
log scale) CRHiliL, 512, BEHFICEAFITITH 59 P
W bk cdh 5. + - BANVEIZ S DHE L WHO b
FLTWD QOL FHIiNETH 5.

BT 7 EBIRT 7 EIZRRAD

AR 2 EF 0T % QOL I LDz 7 7EF N &
LCHR T 7 &l 7 OEBRN 2 LR E B 2 2o 7.
KA 7L HAROBIHIRMAR Tld, 25A & AIDS O#KH]
e LTERSNARESEMBINTEBY, — 77, B 713
FEBRRZIE, BN T EINT WS Z ED5b Ao 72,1967
FIHEMTr 72V LERE O YY) — Y v F— R
(Dame Cicely Saunders) &, HH#REEZRIRC [HF] 293X
EM B RERE OB, BHEEBI 2T, BF
12 o THORIBERERMUEFRICE o THHIMLMEZETDH
LEEZDLEANPSHRE L. S0, B Db Y 18
Y77, #F (palliation) fE&E2 iz XL weEx7 ZL
T, BHELREOGARIER - BEED S0 - #4072 B R
HEDEROMWE T% total pain & LT, Z D% % EHb,
FEMOAL ST, LEMEFES 75— 2 (inter- and multi-
disciplinary care team) 238 Z 7% 21, QOL i L35 &%
A7z HARICBT 2H 7 7IZERRNICIE Z O 7 7125
CENBIDOLBRENS.

BHYIC—ALS EEICH T H2EMTr 7 I L —LAD
BT REHL SEMT T A

ALS 7 7 Tld PEG 7 & D a2 L2 N TR % i 4y
EHRELTEL 2D LRE  RIERERIEHEZEOEHEL O &
BITMEPET S, ZOT7L—20%RDT, BF - FIKIC
E o TUETHY BB EEZB IR IERVEEZD L fH
PN < 3R SN, QOL 2SH E$ 5. oz HI2Hk
D&, WA TER BRI TS R B R FE OO H ol
B A EFGE ) BECIE TR 19 4F BRI [ 25 I 22 WA Lo
DUERN A TIREE] 2R L7z, ALS D X9 %, GHEKREEZ
BB A EHE - 7 7 T, (BB ] O HIR—
2 NEORINEE 2, fRIH S HEEEICT DB 2 08
R BENTF 7T 7L =22 AL TCr 7O LEL, B
ERBED QOL 2% &+ A2 EHWRETH S (Fig. 1)

R ARWFZEI H17~H19 55 B2 AR 57 8) 24 e i JB vl IR 2%
¥ [ EREBZOEEOEON LICHT 2% cBwTB 2
bhi:.

X

D) =4, BalsEi, Haseks | MiENREREEE O
TENHEBIIHT 2 MENLS 7 2EADEQOLR
J#¥ ] SEIQoL-DW oilllsE. JEADOFREE 2008 ; 55 : 9—14

2) hE F:QOL L&Ay 7o FACEE 2008 ;
36 1 148—173

3) Wk F OGHEEEE KRR T L IAKM R Do R E
572000 7T, EwEfEEsr 7 20085 13 19—
13

4) HE  F AR O QOL Bl SRR TIZ oW T,
TFEEER O30T, FEREE M, BrPLESAAE, B, 2007

5) W F, JIEIEFE, GHEEE] © ALS ~D NPPV DEA.
Journal of clinical rehabilitation 2007 ; 16 : 243—250



48 : 960 FRERHRIES  48%11% (2008 : 11)

6) HEEEEI, Wi F o RNEOREE - ME—IBIRE R 9) Nakajima T: Individual ALS care in the Japanese ‘nan-
iR s B o QOL. MIENF 2006 ; 65 : byo'care model: comparison with palliative care ap-
542—548 proaches in achieving best quality of life. Amyotrophic

7) WE  #:QOL L &ix, #Eo QOL F:-M & &&H 7 7. Lateral Sclerosis 2006; 7 (Suppl 1): 45—47
Jis & i 2006 5 58 : 661—669 10) Wl #:E=TO0HET 7. B ALS (&M mi

8) Wk #:ALSIIBU 2 I E LR MENE fE) rT 7y, HAALS & M, JIISENE, BT

2006 ; 64 : 330—386 2005, pp 25—39




