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Emotional Conflicts of Patients with Amytrophic Lateral Sclerosis on Wearing Invasive Ventilators.
Yayoi KITAMURA*

This study is aimed to reveal emotional conflicts of patients with ALS before and after wearing invasive
ventilators. Semi-structural interviews were conducted with 12 subjects (11 patients and 9 family
members) in three areas in Japan. The following results were obtained; 1) most patients felt strong shock
when they were told about the successive respiratory dysfunction, 2) patients wondered whether they
should use ventilators or not, and it took them up to 4 years to make the decision, 3) five of 6 ventilator
users felt a strong resistance after wearing ventilators, but four of them accepted to use it later with the
support of their families and care providers. These results suggest that various emotional conflicts on the

decision making whether wearing ventilators or not is one step of the natural stress coping process of ALS

patients, and adequate supports by families and care providers are required for patients' smooth decision

making process.

F—7— R HH., EAMEBEFEFR informed consent. patient-doctor relationship

1. (IU®IC

AR TIIHEMERBELE CLF. ALS) B
ERRELUTREMATIEERSE (CIF. FKE) 0%
EZEODLENERETOMRGEEZHSMNIITS
ZEEEMETS, Z2TIR. LEMNEEE, EET
DMLV EERRRETIHMEORN EREEDE
LT3, BERsE. 7AUBDALSHE[1 1R=4F
EE 2Tk, ALSICBWTITERBEZEET S0
BEMOREIZEBENBINT 5 Z ENWITNS DI,
MR 2253 12 RIS % BB O LA E OB 2L & 7
RAEEEHDZ &R, BECIZERREEZETS
EHERECRKRICESOTHREATHEINSTH S, -

AT, ALSEEICFRBEZDOHMICE LI RICEX
MBIzl EEbhNERHERECKKIL. BF
ANDHUFEIZER L0, HENRRE EEED
ZEMBBIEMFRIINTIDBEETNTNWS, 72
ol BENEREZEETLIONHETH /20
BN MB 72012, TICEEOLENERZHT
BAMBTHSB, ALSEEIIHT HITFRIBEFEDZIE
T O RIREFRERECEEOREEZMRICL =
HONEL, HMENEATZEEZNHRE L ZHRITH
Hloln, BERSIE, MEOEALEENSEE
EEDICPERGEEECEVWRHNLETH LS55
MELSFAANHRETHS-DTH5, TI T, BURK

* EBAEEEIUNEYF—2 3 b2y —HER

* Research InstituteNational Rehabilitation Center for
the Disabled



TIRIEHSBEEEZED-ALSEEICH T H2HEEMD
FABEICIOREHEENE IS Z E2H > 2B0.0E.
Wk EERETINEDNEBERET HHIEZOEKND
FERINE. EZRORBOAEIANR. KNDO%E
ORRFEEHSMI L. ALSEFIT X DIFHKEER
DOEBERE LBEOFRELEREBBREICL DR
FTHRIZETAZIEE2EHMNET S,

2. MREAE

ERN 3k (A, B. C) KBWNT, ALSEE124
WDOWTEFLLA TOXREKEIF 94 (EEH 7 4.
BRALEFED 24 1A, E1H, RALETE
H1EANFABELEZEROH /) ITEEREICKDE
BREZTo . ABIFERIIEI AN S FERI2E
SHDOMIZIT> 7z, 2#ik (A, B) OHEES AL,
MIND DT OEEMEMNSHETIN., 1HiE O @
B 4 L3 HIB O B ARALSH S S S S 256
DZFETHD, BEEFERIILBIZIOWEOHY -
Bk EEREFHLURABICHHTEZ ECEEZE-.
BEAANSIFERBIIONTEEZHL DI, WHE
U= BFIXT TIZALSIZ K B IEKEE & IRRIRIZD N
THFEMNDD, EETEINENIODONWTEERREL T
Wiz,
BEEIFEICHTI2HRBENEFL. (1) HREFORE
# (ER B JEER. (2) BRE1HS ORKE.
(3) M - K& - BRKBITOWTOERM S BHEAN
DOFHANE LR, (4) WRBICETIEMNS D
MBI T 2 BEICK DM, (5) MWkIRES IE
LEOHE, (6) BEAREAMBPIVEEROLE
Tholk. AT (6) IKDWTENIT 5,

INRIZE E®D, BRLZRIIBD THREOERN
E&z#FEL. RELEZNBSEZMEERICKDRERL .
124F6 LIZRENTERMoED. FOUSIZE
T&E<L (148). V—70itANT3 (24). 3
FPORTIRETS (44) ZEiTkvEEERGE.
EAMICBFICE2EEEHER LN BESEEIC
I snhoBE FEH2) EXEORENES
DOEIZEMET D5 (FH 7. 11) KROIFEDHE
BHBFHKEELF, OEDH-DOEBIIZFNETN
1E, 3075 2B ThH oz, BEEZIIHETS
Z EIZFFR AR S N2 18 A D EENEILZRESK & MERR
Ll-. EFrmiifgoniano/-3% (BE 14, £E24)
DOEBEARIL. EEPOAEZTICEHEZELZADD B
WHBRLE, £, CHBORBREILETFED LA
ZHAALSH RO ZHRXMICFLE2HEETHD, 20
RELMAMRELE, I5I12. HERICCHEBOR
BERKBRERI AN EXBUERERT, TOLHD
TR TRTREL .
BELEBEORZIRFCTIZEEFOREZELT
RICEALUKMT Lz, FRBEEBENRETERL
DI THREENRESNRVWES S /-D. K
BENSDOEIZICEIVEBEDREEMHTETHEDTH D,
L. TRAIRBEFELREOREZEIRVWEDHE
MHDIEZMELTBY. ARAETH-HLLEZWE
BlddH-o/-. ERMOFHBAIZHNT 2 EBFICKDFFMITH
FECRHTL7[5],

3. BR
(1) MREDOEK
BEORMEZR1ITRT., BEIALI A, L3

HEOREAZEELL T, EEENSOHBBLER 4T, EQ/ERIIS0F~79F TH 7=, BEOREIL
x£1 MNREOHEE
EHES 1 2 3 4 5 6 7 8 9 10 1 12
ih 517 A A B B B B B B C C C C
F - %51 601K - Z2 |60t - % |60 - B |70t - B|70fL - B 5018 - B(50fL - BI70f% - B |60t - B|50% - B|50f% - &z 50t - B
MEOR R MEIRRRE | [EUIG RS EE PR S MR RS B Ok FERES R FEREIESE| BIPAP MIRSREE KEUIM | B MR

PZlilE S

REMS| & B 9 2 6 2 4 6 4 4 11 12 5
RBEET
R - {
REDLL| EED 3/—- | 1/1 5/5 0/0 | =/—{ 2/2 o/0 | -—/— | w0 | 7/—- | —-/—
KEYRY| 1 AIC
/SRR ES | RE
EELT
DEE
AR/EE | REBAR| #E |EHAR| #F “TE |RYAR| #®E iEE TEE T “TE “TE




WRHBEETH EES5H). [RETR2E (EE2 FAERIMARICESETDHIEIHMELEZD, 22
%), BiPAPER 14 (ER). BHHREK 24 (FEE1 TWHESEFEELTHELE, F66 IRAERICIR
%) Thol. HBESGHIEETHEEEILTS%. & REVRL <] SN2, EEORITERM
ABt#E 3#25% Tholz, HEEREEDOITNTIT1HA DEH TREVRLEFITTICRT L.

flic 1 B LOFFME#E LS 2 BBIC 1 B LOEMO A2 10T WARNLBEIT/RD I EZ2H D Ik
EHRRERZ. NUN—2FAL Tz, BRMASD MEFHPENBEEZH EHRNICZOROLMECEXTE
FRII2EMNS 12T, [JEVIL 729 I3 YRR 2 ElTavriEofkelriz, LEAE, TENEE
ENSI0ETH oz, EHITHERRENSH D, BT Slainolz. av ok, #Ek BIFToTEW
HETE/EI24 FEH9. 12) THD, ELD1 Feinotz. LI M olz. EDLTRBIDHR

0 BIXMMBAI CHEHEL /2. KRBT FE36A (I : KRB0 MEBok) (FHI1). [T=rEHERIZT T,
I~6 N) T, FENMEZFORIES KEUEKEZS HOPE-SHTLU. ) (FHI3) LEEL.
OTEH20N (fE: 0~4N) ThHol. BEI2LADIZITRBEZEETINENEZRD D

oizshhblahnkoz bRz, EEEHEBEIRL
(2) BRBEEBTINBNEERRRET BHI0DX FEREFIIIRREENKE IS EEH > THS 1EUN
WEZFDER WEBREL TV, EFE2RRLUZBENERR
ALSOEHILIBEOIERIZET HREREREEZFD ETHIZOHBIIOENSA4FETH o7z, Ebaho
HNEEEOEIEZX 112, IEHRIEDERE EKEVHE 7= 3 BN D W T Al L HFICIZ T TIC Pk fEE
BT 2RWEREEFORBRIIDNTOREDHE ERELTHO. 2413 MIEoREEEH U RS I EfTL
ER2ITR L. H5E124% 9 L 75%H LIk IS5k % TSI BEN > X, 141
DEBEXRRZLTHED, BMKBFE2EEL TWARNEE TS BLSEIZRO Moz £z,

KONWTH3ARBEEEZFEALL. AER2FOMIC RONDONBIZHRTHoTz, EETHILIILEE
2 GIASIER RIS E JEYIRICDOWTHEL 2. E61 FITRUTOLIR4B0ORNAESNT; 1)
NIIFAERHTIIK[E VI IR EREE O EE LA IR EREB I DV TOEMOEENBHALEE N

K2 WRBCETIMKREOLENEBREBRAE
EMES| 2 3 4 5 6 7 8 9 10 1 12
avo| Y | H Y | HY | BHY | FTH TR BHY | HY  BHY | DY | HY|H VY

BRRE| X 9 45 0% 0% 0F OF 25 0% 45 0F (0)-3 0F:3
ETOH
i
EETD| #o7T |[HoTR|EDOTIC| KoT |EKOBM|WBWB| XoT |RSHEM BEBIT|TILER|WAWS | HFLELE
PEMD| KE |EVHD | EE EE |Babho|BATH| &F |Baho|ENRGE| RO, | ZBX TIHRICH,

BRERTE H 7= EE 5 1z BEULENE 20K W EE WAWA
Bk EUREE EREEE(ANAAX Z2z25
£l &4 -
RO K B |REOX| KbT |RIEOR| #H7T | 1HHRE REOR| %07 |[1HRRE |E5505 | HHRIRE. |HHRIRE
ROA K Z-EE FL FL BEE - |OFRIE | REED|EHEE L
BafRE » EEBRIRE -EXE|FELED OES
5 D1ER BEOXZ |BREEDX
A

BERE| & Y |4 L RN~ & U Y. R X B | H Y | Y| X B |H Y| b Y |& Y
e J0k: 3 DARR N 2aN0)

%
BEOW| KER | - | K B RE-E| & B | F B | A B |BA/TH| £ 9 |[ROEEE|RECH| BERKE
5 % mEEE DHEL |I1F57&E
DREL
FE®R2 2 L (6HhB%| A L | & L [1ERIC|I6NARIC|2HABIERIC| &2 L | &2 L [28%1E) &2 L
FHFET IC3EE B |EHOBS| [T | FC S
(130 F TREVE.
ICE8E T 1 FRICTE
5% it T




1 RBREOCERREICAT S OEMEROBREZA

#1912 |
FER

) EHE SO THRITAER2E B ETIFEC LI L&Y,

HHIGITAERICEMOED IZIVHELR

7‘:.
—o

EWVWIBEOEEDOHITOERE (FHll . DOIFTE
TWSDIZHASNSED, E5T %M, Hhih/., &
NTHREWLWMEVWDRKES /=, MEHIERRE DT T
HEZEONDIMKRETKSZ.1). 2) RKIINH#EEH
MININDZEEFRREEFTLZN - EZ0EVDSFH
FEOMOERE (FEH 7 IREONEINKE TR
ZINTBEMS DTN ). BFIL2). 3) LEnwZE
BRESEEWIEWNE, FEDRORLAEZEND
LEVNSENOMOER (FFHI @ IREHIFTH-T
N, TNEWEEITT, 5. ERREZEEnELAE
N, ThE, FHXTERWRETHR, £X2TTES
EOEWRMBHDIAEENDIENLELZR. 4. DL

BYRZLIZ) O IChHEFIFESZRL

KO TR Th, BELEEENMENTENIESE
THENENREBDIATTL Y., 4) EE-NEN
SBNEEZLLABENODALZOMOERE (FH10.
12), BELABWIZIEIZLEEFATIEUTOLS 22
BOOXRWNRRENZ 1) BREENEI-ZS
EELBTNERESBVWEVWSEMOFHAE AT
HBZL TETEESEIBVEVNIBFEOEERDRET
OERE (FH 2 TATREHRIEIL N2> TV
S, ANILIEEEBRZDTFRERXLVITRVO>TVIEL
mizmol, FIETLTAHEEEL LWV D, 2) K
BEAFELEZW - EEFVEVNDIBENEEZTHFORT
DERE (FHI11)



KOORPRICH L THENTH o - EHET, %
EHETHIHADLAVEE D, HIRgMt & EREF
FOREDZATH o EEBERIEE L. =EZE
EH1913 1(BER) B8AMDD) EETIEMICE
LB 7= 455, RWBAFERICESEZRLLU. EH
I2I3EMICEEZMMINT MEETS) CAELAEM
AREEBRETD-DITHERIVEZFT. UTFTDOX DI
Bz, TABITIMNSI00%EELET, E\oTh,
5% B0, DENFEONHZU2LWTTH, Th
MHEBREBIToRED, EE EHBITOEL, WA
PWIBBEIALEF L TWSHT, BAEMEETES
miad., &, BATERELTHEELENS.) —
B HELUBWERARZEHITIR, BETIIRLIEK
IRERNSIFRIFICONVWTORHPELICEETINEG
NegoNEETHEMELLEN. FIOEMMN S
LWEBRZ BB TEREELREDFELAVDER. &
BYRETT2ZLICEE Lz, BEDOBREBICKIIU
TOXIITHX TIRKBIEDTERAI EOEEIT
—HLTWELEMN AMTYT, OhdnAEZEidd
DELRE.). BFI IBEIAELTOREZE-E
B RBEGTRL, BLHABZHONBEEICRS
DIEDENWZETLRE, UL, AEAMIZIZERE TH,
BRI, REZREZEDLDLZERL<BRIALEL
TED, ML T A TVWELE, FNAROTED
FRITRVDELE) EEEELE

(3) FRIREEREL/-ROREETORER
KEEOCLTPSEL EFIL, 4. 5. 7. 10) 1IF
W EEE LI EE2REBLEERREZN, F0OO
4% (FEHI4. 5. 7. 10) IFE - OIERIEHEE
E - EENREEOIBICIDEEZ2EENCELD X
SIhol iRz, BEIZODWTHENRRESZL
o B 113, FENEND+T D TRVWEDIZE
HABRZLTHD, RSOV TEZFIMNTERIA
BLTWEERNS EHIT, EMICX22HEA DS
HEEEFRBAREICLDIEFRONEIIDVWTAFHEZR
X7z,
HEERZEBLIEZIECDVWTOERZRBUTOLS T
Hotz: TGEROEE, WRKBOHMAIZ) HEREL
TWe, BBEICEXBETHE, « « « (FBY - - -
HEHAEMEWL, ABEDICEZZDIEDHW, @L3
ANEBURBWARNS] (BHI1), MEERSKFEZTL
T NEBHIAIMRABARAD NSz, FAITED
THAZIESTITNA (FEHI4)
BEORBRFEIDVWTOEZIIUTOLD TH -
7= [ZFh (8l ZHELELE - - - (FE) - -

cZONDZERXBIDOREINSRESTBE LN
¥9., TNTHERLTLSEID Le—WnERNET)
(BEH4), T EHFERIHOEEEZED) TBHTLES,
EMoR.l ENISFTENRLIZERD., [KEYRIN
R DEEEL AR EZTBONZ20E2BNE
ZLELRZ (FH10),

4, ER

KR EFICHET 5 BEREICBITZALSEFED.L
HUBHBIIDODWTI2ADBRIINT2HEMDAED
R, LToORENE N, B2, ZLOBEHEIT
MR DWTHI S ZBIZY 3y 7 22T/, ERMO
HEHOHELENARBEY TH o ENWIHIREEREN D S
FHBERE<BEORBIIER--TWAE, FIiIT. A
RET HREHIRBN DO EBFZIEETEINES
THW, BHZBI Do/, HEETDHIEICHR
HLETOHMIZ0OENSAETH o, /-, £
THIELEREBERRELTH, BEIEBICIETH
EECEDZETIIRITEND o, ZhH5DEKND
RPRIIIIER I & DU AEFIZ DN T O BRI ER
EREREEBREFICLIOEMNLRIENED TH-
oo BT, EERICHBEIEETLZIENBD.
T ORPRIIIRKIE - HBFH - BEERXEFICLDXAMN
BE#THoT=,

INSDHRNS, ZHEHNSIERFESFEE T,
ALSEBERI SR OENEHEZRERT 520, Mkl
Th Y TDEER DO EXENLETH S &
EZzo603, FEZE BEREENSKEISZEEHS
ImEEICREFTI av I EZTAHIEREMIEET
HZEMBETHD. iz, WRKBEFOHRIT MBI
W] EBRENNIDREIBLVWIETIRRNWI E, B
FICLDZBERENT I END S -DEMOFEKIL
BOBZLBEOEZA2HEBE2FREITIZI LN
HETH S,

BECLDIEETINENDKRNWEEEZZ DK EZ
RRT BI-DIZEN O, OEDId T aEltE
ERiicHDIEIEEELZSNDS, WFRBEFANITMS
MO TEREBIZDVWTH D TW-BHFIZ, FkIRESE
BICHEENICH2PFREBEDLD 2> TEELEE
WO MOIREL6 NEEAEDRER ZEMN TS, FRAE
TH, BENIFERZDUIEEFBIIDODVWTEREZ DD
EODOEBRCEREZEROEEENGED I ENEE
OLENEEEZRRTDZOICAEDEEVSEENH D
7= (FEHF10, 12), —F. BEDRENERZERE
BRBICIIERL TOWAWI ERBAFAEDOH D4 5]
THHLMITIES =, Thbb, BENTLRFEES



TOENENOBEEREDEDIIVNE LT HERIIES
BdH 5 WIEERENER TR EBEROAREEICD
NWTTHD0, EREGENSHOND LEBEPK
BRIZEBATICEEZEENSB/LD ETHEMAINS,
o CTRERLNERTRTE I ERETIZE
NEFBRFIRDOND EEZ 5,

EEEREDCRELOEEMBOBELBEDO.LE
MEBEERRTIEDIADTHDEERD., LS
HNTIEREEOHBEICRIT BEMOBEENEMICE
ERRBRICEFIIEMIIH LEMICED BHRiE2Z
LD EMHEINTHBO(5] BELEMOEIE
R EEL EDITIIEMICIIZ W - IBESEMNZTT
RS HEAFERMAVNETHE I ENRBINS, BE L
FIEDOENEHEERA D D0 EMIEICRIBTUUATOH
BTHHN., EFEERENIT L) TOHEEED
BERBFUBOBRELFEOBBREZET S Z LI3HR
ICEDEEANDRHUE L TENTHEEERD,
AAETHONIB>ZEEOLENERONEE
Z ORI B LI UBREFERIZHRTH D, FlibH D
BN HALSEE TR TIZEELT S I EIXTEAN,
ERMOBERCBRENFATEZIHEERICL->THR
BarEEZOND, HEALSHESORE[ 7 & ik
2L FREOHFEOHHBIIAHD. 1) 2EOD
ALS BEICHNTRBEELZHFETHESHNE N,
2) ERBEICLAZENEN, 3) FENE NG
WIETHD, /o T, EEREDEENEHN+H
TRWALSEE DB SR RBZ2EETI2RINE S
ICRDENTNBZENTFEINS, ALSEFITBT
LIFRIREEICETIHEN KN EEREB X TZED
RRFEEHD DI, BEOHELRFERN % HH
LU THIEEEOTHEND S,

i
HBECCHA EI oBEIAETFIEITESL
¥9. LtREREL BEBEBLTAY). HhEETFX
N (BELFRFERFER). EHERTFRE, IHE
Mt (EMREERESNEHRZSR) . MITESE
£ (ESLEEFRPERARE) . HKEREE GEdt
RFERFR) . REFREL EEKY). SASRS
A (GRS E R EK SR IZALSICET 5 E
BICDVWTOZFERZAEL TELDHMENEFEEL
Tzo WAEFIA BRILHRNRHFLR 1I213%< DX
BE ZBRWEEEE L, BN —EE, BRE
Z%E (EMNEREEEINEYSF— 3 b2y —
BHFERN) ITIEALSE B - FIEICOWTITEBRE W
EEELE, BHAFIA FIENHEEESZEINE

UF— 3>t —5E ITI3ERBETRED
HMEEIZ/ADELRE, TTICEBLET.

3k

1) 7 AU NALSHEH GERBEHR) ALSY =27
V. 127-130, HEAF s AN F—. EX
(1997)

2) ZWFIEXE  HEMMEMRBEE. CLINICAL
REHABILITATION 5iffit SEEUNGLFA., CKAEHR
=. AEEE. RLUE. 1 ) 108-114 (1996)
3) HHREK : HRERBEANOEHIER,. HAE
HHE. 3733:128-129 (1995)
4) +RE: 2EMHEEEDED IFKE) — TEEHH
K OEEMS —. FERERFRME. 111 59-
69 (1999)

5) dEAHRAE - il - ERED S RE I N A TIERERIC
B9 2 EHMIc T 2 HEMMERIRELE (ALS) 2
BT L DM, NREEERE. 49(9) (HIRIH)
6) HMFEH  RNEHREBREORMERITHED BHE—
ALSEFZH.LII—. HEAEEHHR. 3628 : 4347
(1993)

7) BHERALSHS : 7 >4 — bAEHRE. JALSA,
29:27-41 (1993)



