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HE[E] ALS BB O RBEMEE 2 D < A IR0 & i

3 E &

ECBHIC

iz E M = LAE (Amyotrophic Lateral Sclerosis: ALS: Lou Gehrig Disease) I ADFIHAE L, BBl
FROBITHEDOLZA X o T, EEMIFIHEE LT, B E HEM, SHEELREPRIZEEE SN,
ZWith, ROHER TEDNIOERT 22D, SHICREZE)ORBICR S, ALS BHIE, BRI 7R HHEE
HONHELRE, BEALTRTOFHEHZ NHNESNLRITNE RO L WIRIIC 2255 TH S (Young et al 1995;
Hunter et al. 1993; Thomson et al. 2001) . F&[ETi& 2008 EHIAE, %9 2300 AT OFEBICHEA L TV 5D & v ) i
KERDD B (R PR R AT A BE 2009) 0 2

% { O ALS BEIIFEFHIED S B HERERBIT T2 4T, B#ILo2h L LTwd, HEWNREEZ 2T
7201203, NEEHL I 2=y —2a Y EARICT 2 LRVLEIC RS, MR E I 2= —T a3 v 2/
2B LT, HIHD=—A% LWL, BOOEGEZMAWICHIET A2 LB TELLHITh 5, T, HillHs
L OBRE IS MCHERT AL TE 5, £ LT ALS 3D S K £ THA IR OBENFEAET 570, 85
WOBATICA DR CHY AR ZEH L TIRT22L10E - T BEE DB LA AL Ai#lED QOL 0l kb
FC& %o METE, BAMRELMIT AR LTl [RGB v ) HEZ - T e
BORAATON TV D, AL TIIERMZEZHBI T2 FEE LT SHEEICENA#EZOMR, X7 F—
A=V EBW/H bOD, TSV IR EOMAREGRICEA L T [BESERE] L) AiEd).

AWFFED BIiE, #EO ALS BEIC X 2 BEAEREOFMAEREZMHLMIL, TOEAEEROBRZ AT
528l H B, WIROETIZEDLE T, BELEREOEITIIZALL, TOWMEORY) LIHREOBEADH ) b % b
TL %o ELWCHEHBALLIZAD, RIERNHELERSZOMOHEWBRORT, EDEHRaIa=zr—aryoF
BEMAGDHLETVLD0, LD L) ZEAGERKBEOEAOH T ZFATHRL TE 200, Lo EROENR
NOBEABBIZOVWTIRIEFEAEMON TV RV, ZOBEABBEPHLLIIRLE2WE, ERIBELHTIERV, &
HO BB L XD T2 - B HASELEZITIET 2D TE2OTIE R, AL L OB RN 2
ANEBERO LR EEDDH D )7 S BB AN OUED D 5, & CIZHENZBW T, EBTIEDS < SEY -
TEEMBI 5 ALS BB OB L 2 I 2 =7 — 3 3 Y LBROHMMOME 2 EH T 2 HEA50 & v ) FERD
5o

HATIZALS BBFOBBMAER I I 227 — ¥ 3 VIZHT 2647019813 1970 SEERP LEF RSN TV L H 00,
ALS BADEIMBED TEM LWL, TOEHE KO TWDo KFROT —~ L HENICHRT 281705 L L
Tt ALSBHED I 2= — v a Y PREA DL AIZHT A% (ARE 2001). ALS FOaI2a=r—Y 3>
TEAERIZH T 078 (ABE 2007) X 72 BB 2 M L 72 ALS BF D3I a=F—2 3 ¥ -F K- bobfzE (H
B RH by RIE 2007) EVATV - TR 774 =W ALS BEDII 22— 3 Y ORI

F—7— N HEMEHEBLE (ALS). WE ALS &, BEE
® LB AR B oM e R 20104 BEA S LA
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B3 2078 (%% -4 by - HE 2011) REDH b, HATIEII 2=/ —3 a Y XEMNHIEALSATEBY . #E
0L RVEREN OIS ERSNTE L, LAL, a3 a=r—Y a3 v FEZBEOMP BN 2 ETHIEAT
LR - 2T E A EHFEL BV,

HE ALS BEIH§ 2170581213, BB E B#EF OB T U 57z ALS BH OFEREIRGE & P8R IC B 3
BHFFE (F 2003), BEAFRHEOARICHET 5058 (X2 2005), ALS ED -0 DEFEIFE T T 75 L30T R
O (£ 2007). 2 LT\ ALS A% i3 2 KIEN#H O QOL & T O BEN (22 2010) B EXH b, Tz,
RS BEAEECHME L e LTI, BELA#ELEOQOL 21 L3 54 MM LmERS LA
(2007) & HRMERICE Z2BEESEREZDOII 2 =r—3a VIRV AT L% - 7237 (2008) BTSN 5,
A4 (2007) OEFFETIE. ALS BED/IY I v e L& o THA DA 2T 2 KIBEN SNl Ll &
O BAKIY 72 B RSB O TR B AT B2 EICo0nTid, SHEOETEOAPEMNENL LB R, il X
NTHVhV, HLETHMIMWLMMICE L F ), BAHHCHEHBREANETH D, (350 ALS AN L
THMMREREZEAT 2 IERADSD 5720 F720 TOEGIM 7T 77 2287z ALS BFiE 787 J 498
FERENLWbE T TR RRALZETH o720 D4 OWFZIE. KR EOMIEE RN ELEOED 2N
WCRE SN 72720, AETATIRIEFZEALEHS LR TELRVWERE ALS BFICIE#EHTE 2L o
72olze F720 N7 (2008) OWFFEIL ALS BADOBIEREY AT A ORI T 2 b DT, FEEEOBHEOE A #f
IZowTifith S Twrn,

e DVEE ALS AR THIY 2 7232 SHEN T UL, EEALS BHEH A 04 I bAA, B RES AW
WEC 2 ), M R A BB TEAMNEEN L 2ALPELLRVEVHIRASEH S LBbNhEY, COREREZDO=—
ZICHTH2HEEMETL2D0E LT, BHZFOA vy =% v b I 22T 110K TTbN T v — MiAE
MH Y. FIUTH L TEAL TNV,

AWFFEOHWIZ, HEO ALS BE5IC X 2 BIMAERBEOFHERLASNICL, Z0EA L E R OB LGB
T5ILIH D, WEDORATHETHY EIFLNTHRVEE ALS BEOEBZZEORNEZ LIRS 5 2 LT, SHhiE
EALS B#HD QOL D FA %25 Z L # HIFL 72 TH 5, L CICHE2HETIE, BEIZBWTREZEIfibh
TWATEOTTY, XM, F—Xa—), "V ar DV 7+ 7275 EEME->TEWET 5 ALS BEORRZ L
LT, ST ZHEMPEEOFIZICL & F 57, HE ALS BHEDPVHRIZ L TENDS OB PR iE & L%
ELTWZRE W) EHERATHEVTVWE 2V, ZRICE - T, BEO ALS B# 05 B 5ERE O FREZ R L,
IROVEREZRTEDTH 5,

REGLTHITT 5 EFHE. MEHREICH 7 25H L ALS BEOFE (037 2003, 2009; 4 2005; 7 > 2006). 1 ¥
YCa—, i, W A ¥ =%y POEHRETH D, T3, ALS BETHLEHORORLE, S, B REE
BOLEER FHICHET 2 BIHEREE1T). 72, BE ALS & ALS % (ALSHAORIAR) »EE T 5
A% =%y PEDAI 2T 4 TR ETHRIZBERNHEBROLSE . BRUZERE OSERICHED 5 BHEEE D 1 >~
¥ ¥ a—itfkx VT ALS BE O BRUZERBE ORI Z MR T 2. SO DOUFF L NERORBREZZE LT,
FRMAERE A T 2 8 E ALS BH OBV T, . #lEER, 4 v 7 —% v PR &ETHR L 228
LELZRRDIZ,

% 1 E §I§\EE§E®M‘E1‘E

ALS HEZIZ LD LI L CTHEEEEDREN 0o TV D FNITED LD RSB Od. ELHORSIT,
TR E Lo T I OEREZ D XD X H 12T 5,

il

RANIEDRADBIHIHE T RDFEL L) Lo/ BAFEEAEET 2 LEL ) ELAOEN L LV
TRERD D bbbz FBERL L, METFEZUNHEE LA 221380172 LL kol BFEMFIET, R’
RO o T Moo L AD X ) IZHEL LT ORPC) FSEZH ) DAVDI LR ol Thp
LRDEEER E)FRI L0 0nohrbh bR, (7 ¥ 2006: 30)
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ALS AR 2 A B LHBRIC, 79477 Y=dFOND P, BAZT TR /2w e TEL LN
IBRBEOUETH D, Lo L, HETILALS BEOENG A LR TE ZHALIIRIEN D20, BEALD
ALS BHABRIE R & OMN##H D 24 R SR, il AN LA A L TEETW S,

ZICHMEIRET D, N#FELDII 2=y —2a VOMETH D, BEOALS £ v 7= L w) &8HIO
AvF =%y b23I2=5F4T2054E8H 17 A5 20114£12 H 31 HOMM CE_EINzT7 ¥ r— o2k b L,
[ & AHEDETEDOH TIRDEHT L TnDEETAIR?] LWHHHDE IR oD, [HIEOAM & REFN
B THY, “FHD [BELNELEOMOAI 2=y —2 2 VOME] Thb, ALSHARHEZEII 2 =71
T, BEREEEREZMEHL V20, B CEELZBALLZVEELLY TE2-HOBELZITHLLED
NTWb, F72, ROUBRTOREEZTTIEL L, TR #ER L OHEREICONELGD 5,

FRTRUTTL Y BAIIC, ALS BZICE > TOBEREEDO TR E BRI L THV,

1-1. £ OHRF RS

ALS IZ A OBEEDS TR 4 ICE DL TO KRB TH 50 AHEEB 2 ETRAEDVP LIS 220 L Lidfe
D, ALS BEOYE T L ELHADPE» % BV RHZOL OB TE R b,

HEEENHEL L 252 LT ALS BREBHGORORREIZZ S LN TERL %D, ALS BHIIITHEF DR
EH LB RV, HOTE (ZA) ZHRT 22 LT Rz, IFREEOREICTIC L2225 24 B O/ A3 0
P bo % HIEALS BFICIIORICHIEE 2 AL A RBOBRNEDH B, 2D LX) RYE BERIA#EEC
BRAOBBIIRRIZADOWT | OLEER ERORBEIEZ THh#EEZT R TEER SRV, EEREENHEICAR S
RV R ENZTONT, L ECEROERICERTLZE DS,

e kb, BRMEESHEEC 22 LSS MAHIRS N, ZNE TERCTEMIBHAETORT Vg Y &22%
IYENL V. ALS BEEIHOORREIEZZ A LN TERWVE, ALS BB 04T OUEELERP, HEIMEZICL
&R QOL # X M85 2 Lilh b,

1-2. NEEIBOSE

PEDXHC, ALSEHICE sTaIayr— Y a VIEGHE AR R 23D TH b, 22 0vb
59, BETIE ALS BH O EHBYMIE 2GR S U CRFEICBEO BT L, KRR & L ITHaAmzE s
72D AM TS RMBTENTE L, BEALS HEOHICIE. 20X ) A28 EO ALS BEOFHEITK X
A E PSR EEAB LI E W) ERYED S,

FRROA Yy =2y T3 2=74 JALS Ay b7 =2 T, BHEL SAR TRZEBELZOD, BEHLZ DD
LELLEEEHE TN S,

FITBEH RO, BEEEH LD

HOoZBEZE LTZTANTQOL DI L #4251 ZI3BENH TV ICLBETYT. bHAARBEDYZ
BEEIBIONL LNFRAN, BBIICERERONRICE L) LT LEENLZ VO RLE, BED
BEHEZTLLTOQOLEZHZERXTWVARWVWE)TY, (i) BHELLTHEEEZITONDL LI THEN, 4H%
fif 2 5NBNTREBVREBNEF, 1©

ZOFHIE, 33 22T A4 IBMLTWA A4 OIEEHICD o T b, BEOBEH TSGR RIEIRE
Lo RTH L L) HEE#E L o TWnbo ZOEWTHERDEE LzREER & LCARIRIC L -
T QOL %I L& 2 W2 T 2B H 5. ZDL D LRERIZIIENY O ALS BE L RKikh 5 X L Hrh
52b5DThHb, Lol BEMRENTELRVWEE ALS BHEEAEELELZ IO LT A EEEZATED,
RENPSDIIa=r—2a VICHTAEMPHENREZ XS v, ZRICHEDLLT, BEZLEERICHDLZ

52 LT, ALS BEORMMEZELROLERIIAB T I TV 5,
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COLERICELT, MEALSHAROBIAETH LA - v v Fa L Zy vy vt Ity —nt3IF—7T
BB RS THREL %

D & ) IS ERE & YRR E RIS > TWAMEZ ISR DLELR DDA ? I ELR
Zrlo—or LTHEEBNEZ EH S M TEBEOMMEEZ VW zv, (hE) 22T, 7 A ADORAERT
SMADT =TV 72T AF—=1E [H L. Ao T A TRTOFT—2R TR L TERBELNLDTH
L, RIIEBZICHATESL 0L LTEABMETE 22 HES, 2842613, BUBHEORET7ZTH- T
WILE, ZA0 DR T CICHERTEZNLTHL] LRI LI EDHY T3, (1 2009)

FECHEEESHEEC 2 > T, AN ZBEO 2 v ALS BEIERMEEICHET 2 EMIEHm 35, 42 Eid
DREREELIZOLERRDS 1L ERTH S, HEALS 23 225 4 TIHBISIEH L TV 2 BE WP EEZEZ L
FEERAICLELILRIEBEALEREIN TRV, TOME, EEBFICHT 2R ER M EEOMREZE LT
MIF20RERD, II 22— a3 YHRTELNEZORDL Vv, HE ALS BEOBY) 2 AGTIRO 72012,
BHREDH LA 2L Z2WHICT 2 BEAMZEOHEREBES KPR VET DR, TOLERS 2w
PHEICIERH SN TR VWD TH D,

$25 BEALS BEORRMGEICETIRRLETE

HE T ALS B OBMRPERFIEM LD V720, KRG OBEIEETEEL TV b, EETRERCA#ES
LTI 2=r—varrLDRAFLEEEE S TR T E L%V, ZZTALS BEPYME L TLEL LT
5D EBURED R EETH 5,

ARWFZETIE HE ALS R O AR — AR — P %5 U Tl S 7z ALS B OB IEURE 2 ko 8 TR HH L 72,
IS D BB ORI AE DA L HENFAET 205 RE WL HELZIY FF 5, Ok BhiEr 4 -
728y Ay oF —FK— FgE, QOB & TORB, ON#EA DR LTI LT yes/no THEL, @37, 6©F—
Ad—)v, ®WfEF—F—F27 1) F*—, @ SmartNav, @lEfLl~7 A B TH 5,

INSDOFFERIHMTHEDONLZYLE L HNE, WObDHELZFIFIZME ) BEDH L. TIITBEOKRFIEN
RANEHEORINSAEIND, BEOBE (B Pewv) 2iftliAL L, 332=7r—Y 3 OFK (A
) 2B BICLC. SRS ESHLAZOMFUTRA THh S,

A(ZEW)
[©)]

®

)

B(ARI) (BEAR)

®

(i)
K1 ALS BEOERGEHEDHE
BETIZ, ALS BB EN#ELEZ MM CEAHIERIZEA LRV, BBENTVLEZEI LV DD,

ALS BEOEREZBICH T AEmITIZEAE LR INT I hh ol IR o TALS E W) EEPH S UKD, &=
BREOEEZ BT A ESHTE 2, LA L, FEBICIZ ALS BEDVE NI/ E TR 2 AL HlEL T
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JALTWBDOTHY, FRd—#d ALS BEICESNTWE, BEREEREBEZFH L T WEE L ZKRIZEED
N8 & 2 HAN-> TEEL FULAZD ., HE ALS Tl Lz T #asflio/z) LTala=r—arzl
TWwb, 332/ —7a ryPEREBWKITE, BEDPYES/NO 272 ANT 5 [0l O X)) nldi. /87
(2008) DIFE % BISLE L CTHETIZH T D MSN TV, W AR TIZME O ALS BEDFEIM-> Tw b il
FEBZ—FOBZEPEH L T B EEREEOHNZ T 5,

2. XFEEEF—XO-)

ALS #59E L7 BB ED L) I L TEMEEDOTEZEA L TV DA FEZORE 1998 412 ALS % 5695 L.
BEOMBBERETIIRA L T B Ty =702 ML, CEXERL TV, WHEHOS 13, FERIEITL
TV L HROWEIEA DR o TL %o REBABIHT LB TERLHAICII NV I TLHEEHES, BHT
BANb VD, ZOLEIFEZOBDPFIEN ORI H N LETH 5,

FIIHRE, D A0 ED N EZBIL 21T MER S v L B o Twh, BOKRD S o L L o Triva
YHMA R BBHENC, LR EMTOIF—AKT O T, NPEASTMEIL A>T LEIHKEZMIT L%
o, FToTnb, WORINEZHTELRLSLDHII, HOPIZ—HIZRsTWEEZEZEIMLZL, b
MBI D L), FELVWZEDR L VL, EXTWVWAILELLVDIC, TNEZTERVE, RAlFR
ALERLLTHRATLEI NS L, (7 ¥ 2006: 53)

FEPPLERFETHRE, EHEPTFEENEEZHA LT L, BPETEZE» LT TOAREZZITTLTEAH
AREDLREEVBORFE Lze TNIEBETHEEIFAULZ 7. XFHEMEI DL H 505 RO TR OHN
W WIRR R, XFHEFHT L2 LB TERWNEBOYG R L, BAEORGEZEEL THOH) &2 SR FHNE
ZHEW L CRe B2 05, BESTIRIAA - Tz,

EHHTEE ALS HEORSPEESZICSML TR LR Y T, HETALS B L MEZOBTIL L fibh
TWwbIIazr—varyhFER DOBHE2SOREGNEOHNE, LFRTH L, NMEFEVPOOH E ZHT D
CIEBGR DS LT, RIBATEIT T2 & CT A ) BREDTR - TL %o BBERBIERICHF ORI EL o TW
CIERBEPLEZREL, ALTHIRERTZVEWVIEEE LD B, ZO720RMIE. M#EFICOOH) & %5
RIS & 5 Jiidi % IS 2 1A 55

ZORDBEFEI LT %0 B2 DLFHIIEL THROKTIESL, HRATIKAONZEWDT I AF v 7 K—
FEFH L7278l v, MOLTRTIE, MEAPFIH > THEZOHOZIZIRFEFEL T, BHEOH L
FTHELHIA LS, BEOHANIEE - 720X TR RS 5,

LEEELPIHZEZICL > TRL 2725 ALSHEAT

L o = A LT B MR T Th b.
IERseS S ®mE E YT DLBES2OKOS b, FHICHzbENL =DM
= ol=x == @ A|— NH. —DOON & ER

QOTREAZ LEED—2DOHDHIZH D 5 DD L FEH

YES e NO B R, FEEMESED. ShE FROS5

H B H B DEORPL—ODTmERRL, LEO5OOFH TR
DRI L72H OAEIREN S,

1 2 3 45 6 7 8 9 0 BLDO550K0I L, HO"D () »b—o%

X2 #BEALS HaThA L TV 3XFE &5
(EBD 52080, %5 2D FEHD 5. DR THEAZ—DODOHDOHIZH 2 5 2DLThEH—D
INLOUFESBHD 5 O0ER—DOFD RO, BEEHEESEL, TN, TEOS 2O
WIELTWS, B, 8, =, b, o= B, s —2o0zERE, LEO S DO THF TOhfit

T T L7=b OSBRSS NS,
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CHTHEET— TR T 50 LFICLoTIR, DE@OZBVBETEERTELIDLH 5,

C O THEE 2003 4ED HEE ALS A DR — A R=VIZ, #HETHLT 7L ATEL L) ICHET7 74 VELTT v
TENTW5, 2003 4RI - TR D Sz,

COXFHUNTH L FT TR FEIMEDLNRT WD, & 21, KERMERBEZE > THEICH ) AMENE T H
WTBL HER, WO LTENEAVBEOGHN > TANT 2 H AEEP LT et L BANT 2L
THERT2HERENDH D, Lol LFREMH I BHATFTH LN LTI T E R S RS, K
TICE D AR EZ IRV > T DS TH L, T THHEINLDONF ATV THb,

F— 2T = VDO PIAH L THWEHMAHIUE, WOTHBENNEZZIERT LT S, OB Bt
FEICAAL v F2EBE LT AL v F2MFTIETCa—V2B5, L2l F—RAI3—= V723 TIEARICIEE D,
BHEOBERW LR EIMEZ SNV, HETIEF—2T3—VE [IFH LNV LIFATHS, BEDL V5 —
v b TI =T 4T BEREN PO LAV Z2HI0EL 2R8I RENTW 22, EBRICHEON VR
AL TWAEERIL RV, BEORERIOENIEDET, IVDAL v F2ELIEDPHLVNASTH S,
Z07, HEO ALS BAXTREIPFTHLAVEH T I ERL TRV, 2ORb)ICELR TV L 0IE, il
NTVLEFHZEREZIEHT2HETH L, 72L 21X WEBLEEVHEI A T7OBLELRHNITfi) Gk L%
OWEFRFICMOFT b B 5,

HE ALS ot BEE 6 12Xk 2 & £ OBAWREVHOFMEIS, KENLIERH O/EE WA TH KT
ANBVOTIELVDR LW RNMZD B, RIRIEICZ 2EAAH B E V). K, NEREEZRIRSEKICON
TIEBE TR L HEPELEERFEN TRV,

SO TMAML RS2 L T, BREAOEFVHMT 5. HOBELELTL 3 LENRTWARGHOETH
HXFHOMM S WM ), BEDAELZDII 2= r—2a Vil VRERAILZAZE LS, HLvwaIa
== a VOB EREELCHAGDEL T T, I3 —2a UBNRETAEELH . SO LD HERET,
HETECAONTVLIELY Y AR EOBBMEEREILEE SNb, A V5 =%y b 332251 [ALS # v
b7 =2 QRIS Y AT AU T O X D BRLELRH - 72,

REHETRS T4 72 LT0ET, RDBD2DDboTWAADHFIZIE ALS BHEIVE T, Hhi e T
AR TEEd, Lol EEER APPSO FRTOII 2 =r—Y a VICAHZEUED T Lz, wE
WA —F T b DI~ 7 A TTo il §iz L7z ZICE AT 1 7 CEAFEN LV E VST E
L7zo WAL~ 22T 2GR 2T 2021 T L ALK BEVLET Y,

DIFTidy BF08y a2 X B 5E 2 /¥ 2 BRREREIIOW TR %,

22, 7)F%—

ERIRL T2, Lo L EEDALO ECHIMES N2 B T 5 720 EEFEICHIG L2 B F — R — FALEIT R -
720 TOWRIMHELNIZON [7 ) F— (Clickey) ] LW IHM{§EF—KR—FT0rIn/is72, 18

2001 SEH DT T T ADMEICET L0, jiBEMZEFTHIZEER CHEV. ) NE Y BEFFEROF A - v
VENTH ol 7)F 3R TR ST ATHTHLY Y vy a—FTE& 5,

SmartNav RBEfL~ 7 A 7 EOREEA R VRIS, 270 F =2 FH L TR 272 ALS BE IS ALS
MEFIEEA - 7+ v Fad b, FIRD L HITHRRTW 5,

FAAT1999 4EIZ ALS 12 o THH M 1. 24FEDMIZ. AL BHICHOD T LAZL, F—FR—FLWFTHHIC

HTE L7 L L, RFBROW G #0 LT 7z 2003 SRS IEMFNT LA LMR 2 %0 iR
NESZELMEHRORIETTBENT, METAROR=V 2D ) A5 E2 MFTHREG A EORIIE -

18



% IE ALS BEOBEMREE © AR & NE

TERZHVWTR=V 2D o T NFE LT

W LTI S ABRRITN SRR ZHWTINE L, 28 2RO L) ZHETIIRWIZLTD, XV a
YOWEIZZ Y F—L V) EEF—K—FEZREL, 2259 LTHGOPEEZMo THATLREEZHE TS &
BN FEL —ARDIBTY T AZBEL AL WEF—FR— F2ERL L9 & L2, EREZD105T
FHI2EEZEFELDIC, T2 SRMELEETZEIIICRDE LA, LALeMS, Zhd7720B)E THEE
FTOEHRLVIDIITEDY) FHATL, BZELRS, TOR)HTHERLEZERSE, RIZZ Yy L EKD
FTT 2%, TARRIZEZAON o7l L LA [WEROMBI] ICHLADLNH L T2
DLo7zh BT (4 2005:9)

HIEL, A34 v —%vbb-a3a=54 [ALS v b7 —2 | 2ALEH L TE Y, BEOLERTHS [
M) 37 A EMWERLTVE, bTHTIEH B2 A TLELZEWTNEZETWS, KIEKE
ELTORERIESME —EBFEIHL TV EH LV 5D TRV,

2-3. SmartNav

SmartNav (&, 2 —#— L& Tl [ REEEED S 5 F7%. ALS % EORELY BRH OF HHEER Z O %
v, 2 ¥a—F 2T N TES, EMTHEEESEVNY X7 =7 ATY] W LI TS,
P SRR ONTFIRE NS R Ky P — VTR SEBHEE2MAT 2L ) Hikxk &> TEBY, B,
FHVEMHZRVOT, BOEEEGED % B T ALS BEMHBMICMH T2 2 L1138 L v, SmartNav 3
T8I+ v (643 TM) THRENTWD, BfE, Ll 7f vy =ty b-a332=2F71OKRATHS
ALS BHEW DB ZOWEREH->TA v & —% v M RICHGO 70 7 %85 L T\\wb, WId 2005 412 ALS &% L.
B A Z @ U T A R EREBTEELTWALATH 5,

24, EBA~YIR

WIEREIL~Y T A TH B0 WAL~ 7 AFHOBF L LTREHE LTI T - AV A NV ODYDONH Do /37 ETENAT v
FR=NVF—2Da—=FTHY, 7A)DRHEDPSIREL72H0 2002 4E20 5 ALS #FiE L. 4D L T b,
FIENI NI B REDEEDT L o7z NI IIHBRMPIT, DTOXEEZEZEFIZEEMFIT WL,

B EE O 72D D54, LR EZ D20 05E (hlg) TASDOIFURTIEEY TECHAD, vk
D35, BRFEZTR— P T 2EERHEKELL V. E2ICTOUHSIONE, ERRLA L) 2EEEIBBLZ
ERIRETH b0 A4 IXWEMTAELR Z L ICBL A RO, WEHRFBICRZ 2BEZT2LEL T, ELT
LIRS Z R VALS O X ) BEBIIEE L TSNV, 100% LRDEN 51T > TBWTH IWw (2E2
TW5)o ALSHEZYR—FLEIBRATELMOAEZZ ED R0 DTS5 LWIHRICZ>TWA A AN S
LSEEONDIINICHREZ L LTLZE 0, ZLTALBICHIEDLDOHIRO X 5 ICHOLZR - T2 30w,
(£« 2%2 2009: 100)

OISR EN TR W EE Z 728713, ALS 4 TILHEH Y 2 BB 72, B S ALS Ofh#H
EHRIRDLZ IR AN, LAL S QREIHEITL T ET AR AV I VL 2o 72,
NRZIZLESKIEHZIRIET B Ldhdolze TORE N7 OREEH 5 HEEE S ORFEDPEL~ Y A 2o
TWwbEWnI) iz, EORPADERILBAENDDMA L72b D2 o720 737 ORIETZ DR O A
HH O THAL,

2004 fEICEIL~Y 7 AR BEA L. B UOTALS OEHE )N 21582 G L7z 2O IZAFORFLEZ D L)
WZIRRT W5,

i Z S ORTIEIE S TH 140712 200 LRI o200 &, 3155 LFETHEN DL, LA LEZRY Y
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HRMFENDEICKRELRIOTH), ThE ENZ 301350V ER) 2ERD IR TELRORF, 225,
RIS T ERE, (4 - 2827 2009: 144)

N DEILY T A B o THEF LTV AT AT 4 7 2 ICHE SN T, £ < @ ALS BEDEIL~Y Y 2 29 &
I o7z BEALY T A7 OFBTIIHLO ALS BFEICLHDONL LI ICh 7B TH L, T~y A, ]
HOBEEVALOHAITHFRHBLT, YT ADOL I IZH LT, Wil EOF—FK—-FE2FHL, XTANTS
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Communication Tools for ALS Patients in the Republic of Korea:
Present Status and Problems

AHN HyoSuk

Abstract:

As their disease progresses, the bodily functions of patients with amyotrophic lateral sclerosis (ALS) atrophy,
but their consciousness remains clear. Therefore, they need to have better communication tools to get daily life
support from their supporters. However, there has been little research on communication support for ALS
patients in the Republic of Korea. This study focuses on the introduction and adoption of the Korean alphabet
board and the nurse call button as communication aids for ALS patients. The research is based on interviews
with policy makers of the Korea Disabled Peoples' Development Institute (KODDI) and executives of GyeongGi-
Do Assistive Technology and Assistive Center, as well as an analysis of a book by an ALS patient. The research
shows (1) that there are inadequate social systems and policies for communication aids in the Republic of
Korea, (2) that few agencies and experts can advise on the process of introducing communication aids to
patients, and (3) that there is little awareness that such communication tools are necessary for patients in
advanced stages of the disease. In conclusion, support systems for training professional care givers for ALS
patients should be established in the Republic of Korea.

Keywords: amyotrophic lateral sclerosis (ALS), the Korea ALS Association, communication

wE ALS BHOBRREZ © 5K & E

7S £

T

ALS BHE I FEEZ GO MRS LN T~ T, BANAMEIE L BRI LoD L LTWDE AN
%\ ALS BEDPRERNMIE R EDPSAFNRLIREZZT 5720123, 33227 —2a VEWRERIZT S TR
VBB LA L, HETIE ALS BHEOBIMZZICH T A8 T ICiZFER SN TV 2w,

AW Tld, BEO ALS BRI X 20T - F— 23— - FREGEEBEOF IR &8 AR, ¥ 73R
FEWAEE ALS BEIZHON TV o 2B Z MG Lize W EE ALS BB IS X 2FHR O, XK. Z L CImE:
AN B

ZORE, BETER S N T 5 EEEREE EEH I REDIHHT 213 AR 5 TH Y, 2HEOE MBI
DOVTHFTELWMEARLEMK AL, EEALLZEBEHICE > THREGECENILEL SNTWLFERS ZFM
ENTHIVRWI 2L L2, 4. E ALS B OB ZE I T 2 XRHERMe. BEMRE KR &
VETHDLEEZD,

26




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /CMYK
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments true
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages false
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 350
  /ColorImageDepth 8
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /FlateEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages false
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 1200
  /GrayImageDepth 8
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /FlateEncode
  /AutoFilterGrayImages false
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages false
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV (Za stvaranje Adobe PDF dokumenata najpogodnijih za visokokvalitetni ispis prije tiskanja koristite ove postavke.  Stvoreni PDF dokumenti mogu se otvoriti Acrobat i Adobe Reader 5.0 i kasnijim verzijama.)
    /HUN <>
    /ITA <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /ConvertColors /ConvertToCMYK
      /DestinationProfileName ()
      /DestinationProfileSelector /DocumentCMYK
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


