m

EimX

HENZBIT S ALSHY 20§ 2Rz o T

—RIBOBPUZ X 2% FHI—

73 # W

(SLATER R R BT A & A 7E FF)

ARWFFETIE, ALS HEORBEN#EZOPTHREOWREINY FIF T, RESOBRISN#EEZITOB, B
H 5 NH R EOREEZOWTHN Lo LATHIZETIE, WBEOAERBICET 20%E0% <
ALS HORIEOWUZHE H L 2WFRI T, L2 L ALS EOTIZHONEIITRESNT 52 &
W% 2720 FDRWTORBESH S LETH L. MIEOTEEL LTHERLS, 1 v a—oild
U TS EPN LRI E, ZORTREET 2 0M# ORI Z 50T Lize S ofEE, ALS Z ok
o, B, MoRE, W, ERONELEE L OANMBHRCTHEZ R LT, BROPTH
BHONHFIENPND Z L Z MR Lz BARGIZ, 20 ~ 30 O REEOIAEED ALS DFO/rik %
HHYZ i, HAMBEBROANRICL > TR LTRE ZWEEL LT 2 X ) RET 20085
EEHELMC L7 LT, HOMNEITOANEICKRELLEEL52C, Z0BDTOIA4 73—

A HAGOBEBY ITEINTE LW ZZA TV T, ALSEHZIT TH RIS

LT EHMHENMTE %o

F—T—FALS, KBSk, REOW, HRIPER

Vi fEN B FHAGE, No.35, 17-32, 2017,

ECIC

1 HRER

ALS 3B =2 — 0 v OZHEICE Y, B
TaHM L, B RBEE - P EE - SEEREE DS
IR AEAT I IS HEDT LT KBS D, Mo
WG AREEL L BRT, BHERNTFT 2 &

1) VaEMREEIZALS &% (D LT ALS #,
ALS i) Tid7 <, TALSOA] w9 &RH
2D (L7 2002: 248) o ALS O NI RS
TIHHRALIFIEN LS, FRICEEAETLHY,
FERDOWRIZTTIRERVWEEZZONLENSTDH
bo ZDI, AWFETH [ALSOAN] LML
Twb [ALS#H] L W) EHEEE

2) EEZHEOYE, BEHENTTIZOWT [72AD
WE15 ] EHBL TV ARREREREDGEN
% (http://www.mext.go.jp/b_menu/shingi/
chousa/shotou/087/houkoku/1314048 htm 2016
4E3H 28 HIUR) o —MeMICIZAdERIC & » THT
bNDEHAT A ETET

72OV ENEP B L MR TH Ho ALS 1,
HETAADHEGE 2 IHEEShTBY, @EO
flEHEPR B AR Al BE D ARRTC £ % & 2008 4FE DI
HT244 ADSALS ICRELTWwA LI RTw
B Vo WEET ALS #3, R B SO B,
W S AT Bl B SRR E (H AR D R — A~ v o3 —
HIREICAE Y, &, SEali% & oibE % #l)
%) LBARMBEERBHIE (HAROER

3) & (2013) 12 & % & MEETIE HAROHR ICH Y5
LHFEE LT A #mtigdt (rare intractable
disorder) ] LW HIFEAMEH S T3, Zhid
HE TR O ERZOPI, HEIHLV L L
LB, BABP2HAUTTHD & DEMI
AoTWb7ThHb (4 2013).

4) fEREPRBRRATPE L, I O PRAERHL T O 45 T Y
T, fEHERBZ 0 U CTiTb N Cwv 5 BB % A
L CRHili 247\, BRI 27— AR L
Twb (2014 4 8 A 21 HHU%, http//www.hira.
or.kr/dummy.do?pgmid=HIRA A020041000000&c
msurl=/cms/inform/02/1195086_27116.html) o
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B2 LA M, 65 D L E % NICHI A iR
MR T LR e LR ) B OXEE T
bMb, Z0H 5, #ESEBERE (LT,
ISR BE) VR T B Al B SR A &
R RBHIEN D 1, Flx LM wTh
D=2 DHIEDOARFHIHETH S (% 2013),

W TIE, ALS #2865 i LRl 72 & B % i
BB SR HIE x5, 65 Ll 7z & B
PRI BE DR AT % 1), SR RE O [ 25 3CHE
END o Il SIEMIE (BEEE S, Ml 5)
(&, 2007 fEDARRIC M S 720, ENLLETT
I ETIRE RO T o7z, BIED,
ETRZ L oRmkiTcHNOEINE Y FEWH (ICU
R <) AR LE IR T3,

B, HETIE, HAD [LAS1 FAR] 9
WCH72HHESN RN L, EEHENNLIFWLED
EHEOBEZHENT 5270 AN 020,
ALS #FASIF H TR PEICAT < &, bR E
YEZROTEALLELL, REOHEEFEL D
5o CALWNWEDOEZEZIT) MAHARL R
o TWh Oy 72721, ALS HH PS5 305
LEHEPTERL B> TH, BEREEE O
RHER R —F, HARTIE [EEREESH
FIMAEEE | 23567 2 HENFIEL, FK
WRIIC & o TREMRERBE L PFHTE 5,

Eds, @EOALSEORELHARD
ALS OF L Y E iR 2 - T 55
TEERBLTWS, bAoA, MEELD
ALS HOAEIC WA K U 2R, HA L @
EETidRk&ERZTLVWERDNLL, LaL,
Il H OWHMENA % L, EEXZ ok

5) 7TAV N ALSHEDF—LR=VICXhHEL X
A b EIE, RIEMERICHE CTEL 2R
POERFHTHIRTONLEETHL EEHRL T
W5 (http://www.alsa.org/als-care/caregivers/
respite-care.html, 2016 4 8 H 26 H )., = 2
TEHRBENELEPNEEIRA T DI ALS &
WABET AT L 2T,

6) HADWAIZ ALS LB & etk AL
DOV T ALS H L RKIEDERT 5 2 L As
T& %,
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MBS HITRANEEZ SND,

WEOMET 7IZIRE S NN HELET D
HARFEIC B 2 B ECE 1 120 K o v 2 IRE R
THY, WHIRBES ) FEHFITHLE LTHh#EL
BHEDPITH) L ERBEESNTVWE 20, HES
Nev, 72, BEEREHE GERAL DR
WEME )] THaHw) baIia=r—vs
YURE R AN ERIFEE LTWA (237 4l 2009:
132-3) Vo Z D728, BURO i 33R OYE AL
T ALS B2 /il T 2 AMOBEBITHEE L Vv,
ZDIZOITHERE, ALS HIIHHE T & Az
TR LICC VRIS H b, SEEMIE L, /il
KRB LREHARIE I N THTD, €D
Mz ETlinwEs2LidEFNTH S,

2013 412 [ ALS s As9 0 L 7= @ 15 ALS
BEEEREICB VT, AR H I -
TWa»ew) vz TR>] EER7ANG,
4R 80.4% (46 N[ & T 130 A —65.2%, [#5
Tl 7AN=-152%) THolo L2L, MNilEXE
HIEE G LT d A, 286% (46 A 12 A)
2T &%\, SRR TRERE 2 5 IRiE % 4H
KahiwBEoH LN (20 N) ICBHERH L &,
HECTEMMRER O 7 & OGO WA
MBI RINEE XA 1Y NE57:
(@ E ALS & 2013)e 2 F 0, HIEAD -
T ALS FOERIRIEAH - T 2550 H3%
WwWiwz b,

HATHIE LIZ W ORA, 2 Th%
FANTH ST, RIRICEOMNHEI»RHEIIC
b5, Bfrifse i, #E ALS HEORE
EAEZIRBEILCERLTEY, » E4h
HH L LTHIZER S & oo CTE 2D ER O
WETEN#EZTHLDHIRBETH 572, L

7) I L7287 58 Tid 120 B [H T d - 7293,
7Y DRI AL, FBONEIRE R DI
13 60 [ M OB I 25 T, BN ICBIT 2%
Fldzw (7> 2011:12),

8) AEMZRMEE WA, 4 (2014) X5 &,
151 Ko, WMFELT100 A (66.2%), T5%38
N (252%) TH o7z



HWENZBIT 5 ALS # & T8

L., ALS HEORBE#Z, FsEETdH 5 EE
BHPAEFT R AT L72) SARIICHEZ R L
DT 2L, FHLHBEIINENSNT S (%
2006; = 2005; 4 2003). MZ T, HofEE Ik
BERIRA T ETHEDPSHERLT 2 2 &2 ) 14
Th, TRERBERBEVD L7720, N#E»LOH
AR ST H %

i E ALS % O PTG IE 502 %K Th 5
(NN REREE 2010) BAYALS HIZR D,
POBBA DB 2 ETHETE RV
TNl xS TR &k b,
ALS OV RFHEFERMEZ 2 5 & 10 AH 5 30 K
DTDRERRT Lo X v ) T, #sh e
DIATARY P2 HEIIZ LT ARBS5nilER
FEL L SNDWHEEEDSE V. ZOREIZDOW
TIE S X ALS OFE WA FEFIZOWTHED R
MichblnEEs GO NEE K& SELESE
TLEHILICARBE|MLA UIFHR 2006
91),

%P, Ao RE LR ME AT S
LHETIE [HRIEML] offdbd by (K
2009), TOAELIHES R WITHEES 2B 5,

L7205> T, AREFFED M % MBI K EA
TS T T O DR N BIARIEICEH 2
Z LT & o THRBAH#EME I3 2 5 2 AT
HLZTAHIIH D,

2 BIEOFRE—ALS EDROBERK

AW T, RENEEO L THICENE
BTk, FOMEOFEBIE L THETRE i
BINZdONDHY, 2205, ALS OHOH
R BT, T L T L BIROREIC
DWTH->TW L,

201143 H, 7H Y TALSHZH#ELTW

9) % (2006) Oty FH#EETH o 72FMHE DN
ATHIEL, 4 (2003) D7 — ARZENFELTH -
7B E AR I T /5 & b ALS % X 0 JGICsE
T L7 F3 (2005) OWAEIZTENEETHLHE
AP L VB R o2 EEF VTV,

NET2RRED o T (%)

72 (DUF, W) 2ES@xiHio7ze W ORI
2005 4EICEERS L, Ml WESATHELT L)
W% o 72e D%, 2008 4E125AHY ALS % FIE
L7z72®, fiERFTOELZHOFLELRY, @
EREELZEPVOW (HRE19m%) X FEi#
HIZ o720 2011 4F 3 H 28 H, ACHSIT-Wk Rl e
THTLZEHZRICWIikarziio. 29 H, &)
BIIRE L 2MiAFA L, BRI mI i, B
HOPAT, WoiH L HEOLEE, KT
FTLRDRERZ ENDODOLNT NS 3=V
EOJ = IR EINS, 2008 SENHENNT
W =Mk, WHARENETDEEZ00E
MEPNT W2,

------ HELHRL BT TRELRVWTHE TS T IR
D7z, —REH S EACADIFA T P L E
T, WETT o LBV, T2, ABIIBVWLY
LD, WWHDEAENRTZV, KOAPFEDTWES &
i, BN LARLNEV, BLARGWVL,
HILbDEAERLDIZ L BV ERST,
WD EBVTAENT, B I2EICHTHART, &
10 FEICRDED & Z DI THiAE %, KEiD
FIABILARTLVWDHDE ARV, Y r T —b K
PELEEIZTEH, —EREHLTHL, A8
IPATH WP E) PHERTHL, A—28=1247¢
Ko TBbND X IIHT->TL B FlE, Y
AR S EFERITIERD O, Eh0AN
LAY 2 EH E DITD MK, ISR
LATWS, e TSN A AL FE A RA TR T &
7oo —r ARDIH Lze oo ¥/,
Bl LTRSM WloRss) —#icizv,
THREESN AW (HE MBC [4R%4H], L&
—HIIEATHEETT, 23 IO & %] 2011 4F
3 1 31 HBGE ),

o

WO Hh A

LD LM

W XK DON#EDT2D, HooHEOED - HEIR -

10) FEF VLR O BFEFHFH L — 2= T OBYMFAE
P—EAZHMH L Ttk L7z
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WS FFE RS %0072 WLAE- 72EHO
AL, FNODPEHRLLLTELILTH
720 T2, WO/ = bRTARAT A THEDND
IESERE 2R L2 2w e b b,
EHIC, HEICIUTOL ) itk d d o7z

SEMAENEL LSO LVEELH D T L2DS,
Kosmbwvnl, BELWEDEKLF L7z, ARYITHE
DEIBREHBICR &b H oL, AFSET,
hE5E ABIIVWHALGRHLTELE LA, X
BATH, WETHEIEHTIREESONT A,
HFOT—HRETFTH VALK R LILAEELVE D
g Lz, ZARICKICELLLOHEEIELT (U
L725), BBV DILES), A7) TE
FHA o T SIRAB RIS LTI REILT S
b, BICTET, BLVWTT, KE—H#ITl
BRDHIENTE, Lotz y (HAE, Hvaid
FEHOTHI) o

WOXEZTERLEWOEENRED) o7z
DOPYFEIZEETE 2 VANEL T IR TV S,
L2L, W2HLOAFERNHBHIZL TV
5 b 7o DB/ B VT, I LT [9;
L] EEZ TV EIFHNTESL W
BEHWIROERE I ICHEN 5 2 213 TE
WS, LIRS ERIEHRATHELATY
LEOIHBTETERIEYESDT LT Lad
ELTHRBLTCWATREEH 2, 2D720,
Ken#ELBHITE) LD ENLOHRINL D
EyAEEoNAw, EFRLTW, RIE—A
TRENETH0T, HEAEELZIEELTH
HFEBVED SN TV DTH b, WENE
WX EIZHELS EFTEBE L Tnizzo,
AEIIIFRESMET, W KOS % 2N
WCHIEZTF T, TORMIINEEZRBTE
BN R WEREIOER T 2 L FHE N,

WHBZD XD BRI Two25iRE L
THEW T E B5EH W LHGEICH 720 EHIE W
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ORXZHY L - Hot&Ematol vy
a—ThHs (FHlIFEHIILS).

A5 (W) OEFRESH) FRATLR 2
52% ), ARG 72D T,
(i) (BUS) Wwob THICLET, ELTT (H
1o

COFENS WIERIEDAOFE L b 2hb b 2
LWL, —ATROMEHEP LTV L
EMRTE S, T THEELZIVAWEIIE ALS
BOFHB20MRAFICH#ELILEV) ZLETH
%o HEL L ENEAVHIBBROL % NTT
B GG I LR LR HERE TV
RWcE»N, a2 oHfRINE Tz
1) MEEEDSEH WA S TH D,

kB, BEOSZAXT4TIX, ZOHEFEM
NIIERI 2 Lid W O RGRi FE ([9 1y 25
KIS W & LTORRLEZ, LaL, ZOHH
1213 1T 24 W[ 365 HAMREDSILEEZ 7 5 ALS &
DAHEZITL AL ANTHS TV B RIEIZHE
TL2HEREALTEY, MAWZHEEE LT
L% DE#YTlid v,

COHFMT, Wi PRl B & FUH &
—ANTALS DN FTHolze TDF7
B, W OFfE Lt o #E ALS B3 e A
MPOMER L7z & 5 CRKIRMNEB DN HEREZ D
IV LTV WA 2FHE L LT
P Y (W

—ANTHOWENRLZW ALS F0i#%, frii

11) FHEFSMEIERER CH 5 71E R REBERS] 12
DVTKRDEIICERL T WD, BAFELL, 1
~2EPRSTHELAL ST SNV,
HEUHTE RV ERYREBBN L F 2 5. IE
2 WO R IAGHER) 2, TEI2SEL 25 7%
WS, R 7 B O RS E BN 1T B ANE <
LEEND D SBEBLHEOSHOEL D,
HBEEHZE LD 535 (7 2009 25). HAR
TR AERE RS (pathological grief reactions),
R M ME 7 4B (complicated grief), &4 7 2B
(abnormal grief) & ETHI SN TW A (FKEh
2004: 53) o



HWENZBIT 5 ALS # & T8

BHErH2125MbLF—ATHSs T2
RIS, AEZO o AMBEROTR T
RKDIZ W AR OBEDE A TV S &
T& 5%, 7272L, WIEHKL, 3 CIZR3Nh7
a2 & 721 T2 ORE B R b 2 5
%\,

PLEARS, RIFZEIEREOBRHzHE (ALS #)
DA HED B P TREBRT 5 AT BIAR 1 o> R
WKCOWTHMTHIERHINET B, ZFDHHF
WL ELT, WIRADONERMIZE? NI T A~
DAV FEa—%Hiz,

3 HEED ALS RIEN#EE BT 5 kITHR
FHNZABHIZ, KFEA#EH I L TR
WKCEDX SN LR INTE -0 % HERL
TBELWV, HlEE B2 ALS EOAEEIZER,
ALS & & Kl FA#H O G HIRE R BRI B
A5, Ay L <1k QOL & vk 5 Bk %
bOoOREHWLTWDE UNESR 2001, X2
2005; ¥ 24t 2011; > 2010). Ari#EEHIC X B
ALS # & REMRICE L TIE, &~ O%ENdH
5o 71 21E ALS B OBIRFEEROIZET, SR
AR IR CRIEH OEESRIN 2 5 2 & & W]
LML, TORMEIRFENLEAHORL ST,
ALS 76 H Y OMIS R RIEWM A Z 5 S 2§
HELENTH S LML (7~ 2008),
TIZEBAEIZOWTIE, HET, BEEo0
FhEZEZPLE LEMENZINTE L, B
S B & AT 2 IS O B\ O B HH R R
R EF LD D, ThE, REEIRTCTH
AR L 230 ri# 3 % (FH 2010) 77— A%
ABE, AFiL7: ECTiibh b EANi#E (Vv
2010) T, WMABEEE SN ET B 75— AD% 0,
ALS DG, FERAEmRPENL D AL VIGE D
ETEDLID, TORETHETE»ITONS
FAIVITBRAF LY B, Ladi> THRA
T OBEIE AL LE ) RRCEPN TS &
FHENS,

NET2RRED o T (%)

FATHEZEIE Y 72 & ALS # O BRSMoridis
OAESSE (R, R, PR E) CTRME
HRFEDLETEINTVDEY, NEZEDTA 7
= AN EAT R EE RITL, AR DE
I L > TRHEEZEDPZ DL WRED H 2.
SF ), ArEOBAHORE (Bl TiEk<,
& U 2 AR OB AGE 5 W REME % 5 U 72w, Bl
ZIEHARTIE, ALSHEOTICHT L3805, A
OIS 2078 (=0l 2012) 2, ALS
FHOTEHoRE (1&E 200600 7= b3 hkns
ST b0 FFIC, ARWFZEL R DI RAE VD
HrEOETH S (LE 20060, LRI, 18
WUTOT%EBaNL e L, LRI, %
Bsor 7 R FH 2D 2 & TR 2 1% R k57
BEROERERB L 2BZHBNL, 77 oHn
FLBRDTIVPLTIm->TEY, AERE~D
Mz 7Ly v x = LTZITIEOTWAE I L
ERBL TV D,

TAZBT 72 W OHBIH S BO B/ ¥ %
Ho W, AMBEROPCHE D >72EE 2D
M, LEICH ML L TL ) REICH-> TWw
72OTIE VW END) T EERBL, ALS®
BOMNHEZRH S TA5, 29 L7zRRANE BV
HDONTLEIDITE) LThe ZOFHND
BEDLIZOIA I —ilEZ MU THRAEL
TV 72n,

4 WRF*

ARFZE T, FORRICHELZ YT, ALSD
BEAEL T T OFHBIZIY LT 5,

T OHRTHBUTHE N 2 M CTTHGEET 2 B I,
TE (2006) OWZEICdH o7z k91, HED
ALS HOF s 2 ETF LR FATH T 7
DWPNF LB LT RILTREZTEST2HTH

12) ALS HOFIZH3 209812, ZilEfiT - &%
O (2012) DB, ZhE, LD ML AN
ISR DA B8 T, NROTIIRHEEL
7240 R OLHETH 5
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58, LaL, TEOWMIEISIE ALS HEDOTF D
FTH 10 TH Y BONELDPNAFET B
r—RA7Eolz. ZOWETIE, WIFENRE TN
EAOWMEZ T Ly v - LTRZITIED D L
WRT W7z, —F, ABIZEOHLITEE D ALS
FZOFT 3B01%) THY, FoMbicBoi#ER
bBHT, HEX ) AMEEHRE»ES Tni
WIRPL T, NMENOZRIFESITHEATH D,
MHEEHTON L VIEIC R > T b ppT R
ToTWh,

AV Ca—WRBHETHL T ORI, ALS &
WS NARBICKREBEL, BRI A0F, T,
HEVTIVTHES LTWwWh, Tid ALS lRE o
2274 — (BEXITHY) WITHTE L T,
M3 a2=7 4 —ChhhoBRENEHOTR
D—ANTHb, a3 2=5 1 —TCTHEEHIALS
DRGENEIZOWTHRE LT 25
ML, MRz BEVLLEZA, THH
WD 5720 TNEE SIS, 2 H DA
WAL vy e —PEEERL (201143 H &
20124E6 Ho Wb 1 ERIALE), 561
BB 2 HIZOWT A — IV THEM L 72,

TR HT2oTIE, 41 V7 2—DHEPS
IR HIZAHYS T 2 5522w T T2 (f v %
Ca—DB LR A= VDR )Y TTEH»S
HIWE L 72 E) ISR o 720 2 & i
L, ZoaxhrIafbL7z. fAkicdizo
THIZELIAL D BIIZIEMER L w2 & & 012,
T 57— FIHOFF 2157 19,

13) F 24t (2011) X 2 L ENEZOPTTHT LR
DX 6.7% TR —72%%, ALS E & i+ 5 01
WS 5 BRI 2 BRI RO Y Zedr o7z L
2L, EBEOREBORY  ALSHEI I 225 1 —
CBWT 20 DB A ALS OB E /il Tw»
AW, BERIAT»RINERS ZnwE OFERA
BRI ERTIMPZTDH S,

14) TAFIBLTCW/ZALSB# I I 2 =514 — &g,
BET, ®EALSHADFR—2 =T L) ALS
B, Y, XBEEPERICEEZRAAET LA
NCH DB, TDOD, FWH A MdiE ALS 1B
T BHERA—FL VA Lo Tna,

15) AT IO THMMWRETH 5 L1z, BF%t
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I ALSOHEEFHINETEH_LICOVT

1 ALSEDERLZ T ONTiE

1) TOBME

CIhLERTHEET OFEAZIRT S, T
1%, 2016 4EBUFE 35 &Mk T, WP OBEEE, T
MO EAFT M) Ve H#RRL 2 L
olze T OWIIEEATALS &3Sz & it
17T, HBICKFEEAEFEL, 2012 D 5 BUE
FRMAZICHRBRL TV S, B3, KFEEER
57 HERER 0 M O G I FE IS 1R & b -
TWwize T EROIRRINITELIDOLEBY TH S,

£1 BOALSKRE T OHEBOZEICDOWL

ThHES
iFA}E N Y
1 o | T O BRI
2003 (21) | KFHZE ALS ERFEAE

2004 (22) |Jibisiik (EALE) |ALS S

- ; TATT,
2005 (23) |siskityts (EALED |0l 7 T

IS AR AR

I 55 5 B Al B .58
il BE bl i — FIH

TIUINA b
(B8, FRIEHT)

V. 2R Bt )

2006 (24)

2007 ~3i
1 (25 ~)

R1IDobrb X2, HORADETT S
Ik oT, RoOWMBBEIIIEREMNDS
FEEHEH IS L L7z T ASRERFER, 14
BTHWTWzE, BHEFA 7 TS Tz,
L22L, 2005 4ELLRE, 74 7 7k 2> 5w o
HEAT 2 ISR W SN 7z720, 2006 455
TIZIEHEZBEBRLTT VNS M2 LA bR
AL 72,

T2 & HelF 2 72002, HE O A SR E
DHIHTH 5 [l BB RG] % 2006 4
DOFRBERICHF L, O % SR
ARBES %0 BRI 72 A0 SRR ) BE L2 A2

THAS 2B, 510 - SROEYSEF =y 7
LTW/eZ2Wnwe, TEDA—=VTIE, [ v I a—
THUDPARL TR ZEML, Z0ER%
FIHL T,




HWENZBIT 5 ALS # & T8

7L, oM ER % Mk LT, BEAS
ALS LBl a4k, T2H058L L Twe
BRI & B U C RS E AL — € AAH
ELTBY O FOFFIRDEEEAL L 721l %2 5 il
JEEFH L7z,

2011 4F (2006 4F 2 5) T T IXEGR#EZ
ZAE LT 7zAs, 2012 45 5 Ok7 & BRI %
Fohil ol O EIZAHETIZEOFH
FoHCAHEE XD ENL DL,

(2) THrEAL-HHE

T A3 L7z WEE K & S U210 b,
zhig, thFELEE TG REZR L TLRL
TEAESRWZ L, MELMAFLIITL CTiT R -
TVLIZb2hbod, TEAHR-PTELW
W RIHEL LB EDERE, HIELFHEL 228
SERBAERD NS EOBR Y, £ LT, Al

LB L DBRTH B,
2 -1 WKDZw [HEFENHE] OIEATIRE

NIRRT E R VIR T, T IS
FHDEPR L, RIIIWHRIC R 572 TIRT IV
INA N Lo RoniEr — N TRl 5
BT, WITA#ETHEMICAHEZIEL 20T
B, EEZRLZLERETVPRME L&
WHENEZE LTz, LaL, £9 LTS
AL, MELAFHEWM L 2TE RS
ZWIRDLZENA LT W2,

T i3 2011 4RI RBRIRJAZ % o 72 IE, X — LT
BRFORM 2 HI LT iz,

KR DK 12 HAZ ORIk ->TL S
H5) KR ORBEORBR AT o 72X 2K
BAINT, B S o TIRN G2 o720 2I12HhL

16) v 7 VERRITT TS FIGHROM BRI L » TR T
CATSERM DR D E 0D %o

17) HEEREE 2 O 7 SR O B i R 2RI = BB
LA RFE DH, 40 U 5 50 fL kD
84% % dib Tz (J1 ¥ 2011: 39)

NET2RRED o T (%)

Ly rveoT, MLTHH- T, fhamidmbk
BRIEFESE, THRATL S W] 5T, BITIZiNH
D 2BV Tz, EOH, R4 E TREE
LT 5o TiioT&7, (ZOREIZHA S ERA
ET (WDl THZDN? | LHPNT, MiER
bolzbfid, L&Z75, [E5&fTo7201C,
ZEFLZRHELTEL->T0D0O0? | EEbh
7e)l R EoHE, (RIEoTHH/NA b
FITHEILC) B Lk, ZORMbBITHOAE
S R oY i ) B 11/ < AT SEREE AR o
HWniFewnl, WAL >THHROZWL, X
Ko ThHchanZwl, ®os < hikdivia
(2010 42 8 7 7 H 20:28) -

TRRATHEREZZ T TNLHTE 2, HBh
LEONERFRINT WD, I, B2
DA A AT L T iez0, Bo
iR P LTHERIGEE L) 55 EH
MANNL, TRICT AL B2/
LV EHL, BIhEETELNEVERS
TWwb, ZhWZ, TIIAEAHENERL, T
THEO R ERD LR 2 HRT L2255
HLWIRIIC R 5720 ZORMIENEE LT
ROWEDPORIEE OElEE LA, REM—AT
N#ZITH) 120, BNOAEOHELHELTLE
Jo

TSR EE 2 7 VN 4 b B R DR 12
FHL7-0T, WERIZ > THIKRE 5 R
Motze TNITMAT, RiEr#EHEORE LT
REM OB L [EoiiE] LR, Sk
R HRWEI DTV, TIEEEE OBR
WCOWTHKRDE D e A=V E %o TET,

FEAYRZDOESTT (HS) TERWI PR T
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Original Article
A Study Concerning the Care Situation of Young
Family Caregivers of ALS Patients in Korea: Focusing
on the Case of an (Adult) Daughter Family Caregiver

AHN Hyosuk

(Graduate School of Core Ethics and Frontier Sciences, Ritsumeikan University)

This research focuses on single daughters as care givers of ALS patients within the family and
clarifies their experiences. There have been many previous studies that have focused on the
spouse's caregiving experience, but only a few studies have focused on the experiences of single
daughters as the care giver of ALS patients. Since most of the children of ALS patient are taking
part in caring for their parents, it is clearly necessary to analyze the problems and situations they
encounter in their care giving. Through essays, newspaper articles and interviews, the author
tried to analyze the situations they experienced through the process of caregiving. As a result of
the analysis, it became clear that the single daughters of ALS patients show a tendency to feel
more difficulties in forming relationships with their parents, other members within the family, and
elderly caregiving supporters. They were put in the position of being an underdog. More
specifically in cases where single daughters are caring for parents with severe ALS, it became
clear that they have a tendency to be patient instead of trying to figure out the frustrating part of
their relationships due to their lack of social experience. Therefore it may be possible that these
ALS parents have so much influence on the lives of their daughters that it is highly possible these
young women are not making voluntary decisions for their life course. It can be inferred that both

the daughters and the ALS patients are experiencing social exclusion.
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