BAFBREMEEME (BIAMRERIRMAEE)
SHEMEEERTRES

T)BRIXELTHEL TV,

SIP/ALS-19 i, &< ALS BF (5§ AR AR
ICRITHE AL Bl TEEREZREL- SIP ©
05, AFEERIT, 136 HEO@FE D SIP Tii, ALS
HBED QOL 2HI%E 3P ML . BEERKBRICIH W THNS
WIEHIEABRRE 2D, VD2 THD, ALS SVH%E
BUICEICEE T2 19T B X, ALS BE O H Kigie D
il OfE EE L X B Tufts Quantitative
Neuromuscular Exam (TQNE) & OB Iz K-S0
THEHENTWS, SIP D% 7 24— TQNE CM &
DBARORIEICE->T33HB L 19 EHBICAIEEE %
Y. ZO =50 Mini-SIP HBEICLABIER R,
HDOFHE ALS BED QOL LD EIZB4 % SIP £
FIC LD R LB T, BAMIC 19 HE OFSENE
HEhTuwaT,

ALSAQ-40 iZ. TALS BHH D\ I ESh bR &
BERFOWEICANDD DK B R A/ HEEE
QOL instrument| T 58, R F TS Jenkinson
et allCfhiE, EREBIXTALS BEF ~DR &AL
FEa—lESNTTHFA L 1 ENTHD, /12—
ZELTETONELOBEMIEE OIS, YT
78 HOEMEE ~, BRI BREORLEEH
FOHRBEOE | EREL TOWDEENS 40 H B~
B TUAY,

40 THB I, EHREEICRE T 25 2O fEIK (areas) 72
VLR IT (dimensions) (2B 43 EN TV 5, BEEEIREEIC
B35 5 fEikEIT. & 8% e 8 (Physical
Mobility) . ADL & H 3.4 (ADL/Independence) , &
~THkEeZ & (Eating and Drinking) , 23a2=4—33
v ( Communication ) . & 1§ ¥ A ( Emotional
Functioning) THY ., BRIL, [B_THKTeZLiz>W
T3HE, [F3la=lr—Tay |IZ7THAB ., O =>DHE
HMizEhEN 10 HE $2EVIRLATVBI0,

HEANEIZ. 1 BAEEZRVWTETOHEB AT
...... 785 TE (1 have) JEVHERBEDSAVOLNTEY,
40IHBADILO 1TH B ... AR > T& )
NS ERBEAHNGRTWAIL, ZNENOEBIZR
LT, Me<i#&> (Never) |, [#iZ (Rarely) J, &b &

7 Mcguire et al.(1997: 19).

8 Jenkinson et al.(1999: 33), Jenkinson et al.
(2000: 94).

9 Jenkinson et al. (2000).

10 Jenkinson et al. (2000) Table 3.

W SIP DFRICEALTER, HBEOXHT 4 7k
By, EEOBMICKEELEZD DLV I AIXO0
TN H 2 (Neudert et al. (2001: 107)),

(Sometimes) |, TLIZLIE (Often) |, IRz, /2%
T&722v (Always/cannot do at all) | 5 > %
BHEEN TV,

ALSSQOL 3. & keIl Lt —»D
ALS R BF R QOL 21 LT, EH KR [lE
2EHTALS BED QOL L AEE2RIELIBIEELLT
BRI T3, FAHE D Simmons et al.(2006)(=&
UL, TERD 5 R REIC AL L 7= SIP/ALS-19 B4
U ALSAQ-40 Tid ALS B2H ® QOL 2% 45
TLETERY, MG T, T EHE FICEEL-
SEIQoL T, £EDOHLEICHL THELITIZLEN
HEEThsd, ALSSQOL iF, ThoDREAEEEZ T,
ALS BEDAETERKD QOL OFFMict > TEHEERMKE
HEHBRRFICERL 2D, KEOMRER TOLE
AIREMEZ{H 2 7= QOL 8L L TRREN TS,

ALSSQOL o ~—x{x MQOL T&Y, ALS EH ~
DAV FE2—ITE SN TEUIAEY F a7 Ve filEmE
RBCHEDIEENMAGATVS, HAKIL. B4
WTiE 59 AT, ZRENITOVT 0~10 DR2T RS
H(EE 0 5~590 =), 59 THEDRND 46 THHE T, 6
DDEF (factors) (AL Sy S D, 6 DR FEF D
YHEBHEEIZELEN, [FEMRKE (Negative
emotion) | (13 HHH) . A4 BLUHESEOHEER
(Interaction with people and the environment) |
(11 HH) . % ¥ (Intimacy) | (7 HE) ., IF#&M%
(Religiosity) | (4 HH) . [ & (K8 JE & (Physical
symptoms) ] (6 HHH) . [Ek#EE (Bulbar function) J
(5 HH) TH5(Simmons et al. 2006: 1660), ZiLb
46 HE DN\ —Var e BREL TRV L AIRET
EEN TS,

¥ R, KFKH72 HRQL TH2 SF-36, EuroQol,
MQOL., £L TFIREL B A TE O E &A% % M
LEHET2R-ATHD SEIQoL, &5 ALS Zxt4 5
B RWBIE RE Tha ALSSQOL & ALSAQ-40
IZOWTEEL TN,

C—2. ALS B2H D QOL FFEDEKTHE

PUBMED LETIALS QOL] CHZEL TELN
(38 A) LAt REL T, ALS BE D QOL i f5 ik
WEIZE SEL -G EAIL-FE R, LT 19 &
BEOLNTZ (BITENR),
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¥ AEEICVE 2 —RRELE OB EIL, K21
<L,

ThbEHIERITHETHE (B R A ERDICEK
LHHD T R EOHIE T R)  TAIAEGMNED 6
B AXVAR 4, TANVTURERAY R 2T A
FUEMW 2 AZITH 3 THD,

LLTFiZ, QOL O HERMNBER~OFERBERKST
{2{it & (Family caregivers) ® QOL ~D3& B LvH
DOB ML, TONFEHBEIZELDD,

C—2—1. FIFMARMER~NDEE—IHH QOL &
EEOEEELOBMERY |

QOL FHl 5 i S L L= SCUC IR E L T2 2 LD
HTLHEN, EFENLAECES(ELTRED
QOL %L LH5& A 3CHkA, M A D QOL HEEDH
EErBHBEBEL-EZERLEDDE 10 BTHD
(@DOE®BBWBB #FBITKEDFEHIIHZ
Y45),

@® (De Groot et al.) #Er< 9 43, HIEBREP LD
HRQL #1E&135ic. MQOL % SEIQoL /& DI
{KE972 8 A8 QOL #52% v T QOL FElE AT
AN

INBOMEDTRTH, BEOEHH QOL Za7
(De Groot et al. (2002 BV Tix SF-12 DI A Z L
~ANVANCEATAEB) L BBREDEEDEITLLL
WA TLBIE T LR, EHERELTWA,

BEDHH KR QOL M La b >EMEL Tibk
EREINADIT. EBIZ ALS BE DT H R QOL
WX B kERE .00 QOL fEiE TN AF &I R
B, VI ETHD, F-, ALS EVVIHORBIZH T HER
BN ABI T T OB DML > TS KE 2Bl
MHD QOL SR FIRI7Z VD AU E R T
VBI12, .

FHERHERLERTIMEDOZIA, FHEXRIC
RHEEDO RO EEM (Religiosity) LAY F 27
F 4% B ST TV, &<I2, ALSSQOL BRI L —
FDAN—ILEHRAE(Q@DO) Tid, —BL TREM
LAEYF 2T VT A DERZRPBRFASNTND,

12 Clarke et al. (2001), Neudert et al.(2001).

i SR — MR E T DDMIIORES
AWTZOEEHZBARL B0 (Chid et al.)
DB o108, LHHH—RH% ALS BFD QOL [
FDOEBEDO—2THHEVI RITHEEOP I TRES
(M QAYIEN

C—2—2 BELT7REEED QOL DLEHE

S BIOXEOENTHFEMRBERICEB LI
FLWATENoToDIX, BELFTHRIED QOL %
HBBRHFHLEZHRETHD, ZNITZETDHOE,
DOO@OBRD 7 Thd, £D4enT, @(Van
den Berg et al.) (XL RIRHFMB, TR ELEE
HREL TR, D 6 (FIZFRIEY 7 #24# (family
caregivers) Zxt&EL TV,

12, A7 R EE T RICUTHIER Eh o128
SEIOFERIT. HTLH, ALS ® QOL FFH i HiEEH<
DO R EMIEM A KL TOD 0T TIERW, 7
THREE (VDT RESTHREE) O QOL ICHELE
FFEIX, IULSEER 2 225505, @ (Lo Coco et
al.) @ (Trail et al.) BEITHFEELL TBRT DI
DESHEBL THBIINT, WEREIZEUTRY, 2D
AUZBIL T, Lo Coco et al.(2005) (XKD ISz~ T
WD,

BEEERC, 7y THREOKRBROER~DFH.O
EEE-TETHY. WHO BFREFIES TiRME
(family caregivers) D=—XZxtiL$ B L% 1%
My TOEERBOVEDELTERLTND, 0
(7. ALS 7 TICHRWT, FES THRAE (38 E 5
THHR—bOXKEmERHEL, FLEFHR2ERE
RECBNTHLROREEEZRTO. RIES
THREFIL ALS FTIEBIEEAYTHD, IZH
Db 5h T, ALS B3 THREORERICEER T
% QOL DLW T-HF eI, A DIZFE LT
FEL7R N,

INETDLE 22— RTYH, F7HR#E O QOL Iz
BELEMEIL, 2OLBEHOEIEERDERL TS
iAW E A B8,

13 Goldstein et al.(2002), Lo Coco et al. (2005: 17),
Simmons et al. (2006: 1663).

14 Lo Coco et al.(2005: 15). . ’

15 Lo Coco et al. (2005) % & O} Trail et al.(2003) 53

FiR7 TIRMED QOL #H < HEEX#E LT

TV AERITHEOR T, SEIOVE2—IZEEh
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Ky 7 #iE O QOL LB FE D QOL LM B REF%
LTI ATRRBEFOFEIII»DLT. O
(Lo Coco et al.) #Br< 5 DOBFFE T, BMHIIZAL A
FETAIENEREIN TV, ZOXL LT, BELS
THREHFD QOL DRa7H, FEMFEHHIZEDLS
QOL ¢ M2 QOL THIIRBGEDBHD, &WVHTE
Thd,

BEETHLINENIDOIDLT, ATFRERESESE
BEIZF LU, O (Gelinas et al.) BLU®@
(Kaub-Wittemer et al.) D 2 {72172 -7, N IR
RIS THMEEICEL T, WThoOHETH, &b
WEREOIDHIN T TREELVGERZENIRWV., LBE
I T3,

F7-. ALS OHEITHAE AN QOLIZE 25 < AT A%
Iz 5T, @ (Bromberg et al.) 8L U (Gauthier
et al.) X, BFLVL T TIREEE DO FBBEFITREV,
ERELTND,

@ (Trail et al.)ix, BEMNRSTEMEED QOL X
BEVLELSFML TWBDICH LT, 7 TR E TR
# D QOL 2 EREIVB IR T oEm A Rond e
HL., ALIZIBRFEHIK T D E O REOMHELHL
MMILTWB, 12, NIV AL TE, BF XYY
T RHEE OB NE ERIRAT L R L DEIEREEE)
IEWIEEHREL TV (BIPAP I[CEEHREEIT
3%ITIBE DT DIZK LT, 32% D7 7 1R UELE 138
EWTE-T2),

BELFTIRMEFO BN/ K QOL HME
FIZAL T, @ (Lo Coco et al. ) 1ZZb 5 ARLIT RS
BRERELTWD, EHICEiLT ALS O#EITEIC
HHIL T, BE LS TREIER S D SEIQoL R=7id
ETFL, fiFEOHWEIITBEERERIIRAONZW, &
OFERDOFEIZOUWT, Lo Coco et al.iX. [HFFEX 5%
HEECTOBEORE . 1 2HNBLOUEHMBREIZLT
DEWE, EFHY R —FOTEAREMICBITE
VST BHOEBORREMEERHL TV,

@ (Van den Berg et al.) id, K/ THREE LN D
T REEEERRELT, ZES T EMETF — L0
TETSTUIOINBE LT THRBEENFIE>TIVEE
L\ QOL Ao, EVIHBEREHEL TS,

b 02X, Krivickas et al. (1997). Ganzini et
al. (1998), Rabkin etal. (2000) #& Y. @&
NEET TV R WEFFE L Chiod et al. (2005) & 5,
ZHRHIZHWTHE, Andoetal. (2007) 3B XUOUEH
(2007) IZBWTHRE LTS,

C-2-3 #0fb

EEOZoDEMICE ENBRVEFEEL TL, IR
ShARBERICES<SG REAHWTQOL DM MR
FREBELEOQBLVCO(ZALDOEREF LR —) .
ALSAQ-40 DR E 7V —712&5, ALSAQ-40 D
FHERNZ UM IR RLI-QDHD,

¥ QOLEELELIZAWVEN T QOL BER F D
fERIFRE OB ZEIILL T Th D,

B (ke B Fa A
The ALS Functional Rating Scale (ALSFRS)

10 JH B T 40 500 RE CTERigRE, BB ITFRR
URERE | IPIRESRES S, O (RANCEEZE SN TV D) ~
40 (IEEITHRE) TRaT,

The Appel ALS Rating Scale (AALS)

ALS OB REMEE LR B OEITE BMIZHIE T 54
12, BRI (SEELHET) . k& E. B . LR E
UTK%%®%W%%%E@hE@%/@@%L
{bEh -5 B EE E O,

| B 0 5 e ) B
Idler Index of Religiosity (IIR)

FEMICET AR, AR KT (IIR-Pu) &3
B 774 <—FpR T (IR-Pr) Zi¥ i, IIR-Pu X
2~10, IIR-Pr X 2~7 TAI7 b—4/L 4(IZLALF
HHEN2V) ~17 (Beb R B &) TRk,
Hospital Anxiety and Depression Scale (HADS)

14 HHOH 2 DAa7 TR E (anxiety) & B
(depression) Z#F i, b—4#/Li% 0~21 =, &FAD
A3 LB distress B3V, 7T RLATIXREIBERL. 8
~10 SIXEEREC distress DRTEEMESHY, 11 /UL E
TSR BHFES distress 27777,

Short Inventory of Minor Lapses (SIML)

15 HA T, ABEALER HCEIT A FHEESE
B 2 7. '

Beck Depression Inventory- 11 (BDI-1T)

21 HE OB SBERT — LTI ORLE 27
5,

Beck Hopelessness Scale (BHS)
8~13 (IR E, 14 UL EIZRAIRHEE,
Mini-Mental Status Examination (MMSE)
A BN KBTI D4R,
Pathological Laughing and Crying Scale (PLACS)
ANV BRI § 24654 (&<IZ ALS (28135
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RITEA{I8A = (frontotemporale) BIEIE (& THARKAF k&
B3 51EE)
Zung Depression Scalede (ZDS)

1~4 SUICT 78N~ 20 AEEDHCEBAS— VT
Mm% M, h—#/11% 20 5~80 5, 50 LL LD Ra7
DHIBOFELRT, 50~59 SIiXE/ RSN
B, 60~69 RUIZEHLMB. 70 AL LITERA 28
&,

4R - HE2s Ml 35|
Social Withdrawal Scale (SWS)

4 SOI5|&ZHY (withdrawal) | IR (ERIE B L
IDEWIHANS, RIEBLUBELRE AL, EIEH.
B ZEIL T, 6 AT D45 24 HBIZHOWT,
L(2RZFAIRZ LT/ none at all) ~6 (£<FDEY
completely agree) TiF{fli.

Psychological Questionnaire (PSQ)
WAL~ 4 THEH D5,

7 EBtE R — MEH B T iR
Close Persons Questionnaire (CPQ)

BIEHEREDZANM 4 ZLETIZOE HHR—bOFEMN
2 BE45IE B TR, VAR —rOBEEIZEU T, &R
AT REL IOV R— 2R T, ARSI
WCOLKEHERRE L OREMAE S © B H I
KRNI — I DR EERT,

Social Support Questionnaire (SSQ)

BED () EBEBHIENTEOAK, (b)EHTS
AL TRI DT TOMREL, 1GEFITHZE) ~6
(2N R) TRIETHZEEFIRRIC T HIEE,
Self-Perceived Burden Scale (SPBS)

25~125 DL T, BORTTIREFOABIT-
TWBEREIL S WTORE B & OREL T M, X277
TEEENTTODRIDOESERT,
r7 it o a
The ALS Patient Caregiver Form (ALSPCF)

Caregiver Burden Scale ®—# 50 20 fADOEH,
FTREEORE. ERR, RE~OE(L, L8
GBS 5, 7 T REES O EE M, £-, 20
BT T REEORELRE,

Caregiver Burden Inbentory (CBI)

5 DDV T Ay — N (ENEFIIZ 0~20 R)DEF 0
~100 RIZEIVEBEZIMH, A2T70RIABORIE
=Y

D. ER ALSIIBEITS QOLHARDESHLRH

ALS {28115 QOL HFEDE &I, ALS FEEED
QOL [ EiZe->THERERN, FEREREOSELIT
AOKEFET DAL EICHD,

HRQL (CX> TRIEENIHFERIL, 7Lz —#%
2 QOL 0 BEE R Alm THHES 25, 7725 HRQL
THHMBRIETED ALS BED QOL i, EbHTHRL
5 ALS BEHD QOL [ Lict»Tid, EXEMICES
BN E CEBE RBREOUESL BEICL-ERHN
ALV, B EBREORELEGFHELZREL, Xbh
T EBEAHZE T2 (BESNELE L) r T DR R
REREBEEERT,

EED ALS @ QOL #FETIE. YADKETD
QOL /I, HRQL 5 #Z CiHAINBIZTE (KT b720 N,
EVHZEIIHBTRIZARYOOHD, FMIEB A (K%
BEBHP(RAEELORLVIRVOZRNT)ERL TV
SEIQoL ®. M BEFRLEHL MQOL 249,
ALS #B3¥F D QOL 2{#FenLm EXEA2ERNHS
DNZENTETNS,

SELE2—LXIRTiE, QOL ##EF4T2HE &
LTEHRIN T DIZBEMBADO T ) FZH,
MBETERST T OREITIERW=0H, QOL 3D
RENSEPNDITERHLIHIETHE, THIEH
—EMOIIT, RBOETELELIE T T2 EBE AR
FEIEERE N A L5707 &Y R — b2t
RBEBS, "

Tz RESTREEOABICE SE Y TRED
Ha T 2255, ZNHOMED %X, ALS &
FIXTARES T RIEFOABEEM T 520D
SV R—FDOUBEMEREL TS, ZH5LTTFEE
M. ALS BF I35 B BRI/ TIREED EICRKRIC
FoTABENTHBEWIBUREFEEEZ LD THY,
ZOFEBTOMROILL BRAMNFIND,

&1%IZ, QOL MEDREICHOWVWTHRLED, F—IZ,
#EDZ SEIQoL 72 E D FH LV QOL R EEx QOL 7
WHLWEEE2BLAAES, BADOTBARIRE
BHAOTIZESD QOL fHIZEFICE ST 7 oH0
ML, ST OREERETDHILITIIBA LD S,
BICHR RSO BIEE L3750 %2 8D, &

16 WERIFIUAL & 1T, BADEBRRFIIE DA
DK SNBEOF T, ZOBEICHEET 5B
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B, fEk o QOL FH-liL. HOREER TELH
HAFEENRRRE THDHEVIRAY v R >—F | FDFF
flE B PR 7LD IS It REOHSHETRE
FEEMICHIT TN EALS BFO
QOL (2, THELFESNEREDT T2 EYNIFT
T AETITIEE STV, - T, EBAEFBIEDE
BERSEZORDOHEN - NFEARTE ST TOHY
FESHICTHEMCELIRELEEETILERD
B

BT, ALS BEMNEETHRETIBRIET. FELN
FELFTEREFABETIEVOIES BARENDME
MAHY, ZHEOTTABELEELZREH, QOL
FHRORBENREEND,

E. &%

QOL %[ L& W3 HELITHI-HITIT QOL DRk
By ERICEETILERDD, 2. QOL DO
BRLZOBEEOHL SR, EEAISLTR
1B, ZHLEREICEEL S>>, MAF &R ET
BHOERELTER T —RiEEb> QOL
AR DM ST AR 2> T B,

Fio, FEEADRIFROBIIZ, FBEANELNA
ERERLTTHREZEO/ TICHTIEE. TALICE
SOTHERENDE T RDAA—CHECKEELSN
B, ZD AT, HilxiE SPBS. CPQ. SSQ #EDFT
BREFE O, 7 AHTEME, BEEA THERREL ST
SRR E B L OO FEH B S 2 RAE T 572 8L
T.BEDEBMERREDERICHIEMELHS
DML, T TIZEDE 2N ADOLEHNRE I
HEDONERIETILELDHHLEZLND,

QOL i35 T o (KA e TIai B2 52
FREHOFMAERINDISIC T iid, BE
REBEVNHDLLLIC—EDRRLHD, (ERDOHE 27
QOL FHli R EDEHLR R L EYICRMmL I~ LT,
HEMAEEY M2 DO BBNRMALEHEETS
ZEMABOBETHD, '

F. BEREIRIEHR
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TERENDILEDTHDHEWVWHIEZFTHY, T8
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