Core Ethics Vol. 16 (2020)
i
< s —¥] &R T

—— R B KIIE K DX DL
P S B = N £y
&I

BRIE M H 2R L EZDOTICH LI, ETHED 3PSO TETWS, AN (Epidermolysis
Bullosa Y\F, EB) 13, #E L EEZHMIEL 5 7 HOBETICRERDH ). HHEGOBEMENIITEZ
BREICAKIER D AZE LSS, TG TIIIRBMAME ZRI L2), DERAE R ORI E TREE )&
2372 SIERIB SIS D725 B THEBE R 2V, EBIX 1987 £ X ) EAED 2@ HRICEE SR TEB D,
P 2 ) —FRB) 0 T ZE DS HE D S TV 5 232, HARICB U 5 BEEKIIHR 300 443 & A7 &0 6 EB OfEHE
WEERE 7 7 I3 SN TES T, EBELBLIIHARDY) DR VEFIHIREMEGoTWw5D 5,

EB L FIBRICAKHER OO AERE L SE2 HERMWNIRE L THENH T OND05, BEOSE L@ 2 iEHIC L - T
R EPHETLZ S, BB RERGE WA L6, FUSKH L EB I, HEZOL O TH ) KE
ROHAZAEERY BT V) HTEBGLRIREL R LD, T—HT, BUNLREZN EHERERE VW) T
HBPOLDIZT NE R ERH Y, EREEIIHA OBy 7 LkE 2 v bu— VT 57D 0B
%57, EBbHADKETr TIZR PRV, KEINHZ 3 Y ba—v§ 2720 08YHREIT %RV,

EB IZB5 2 AT 830 S O Rt H i 2 EEFIIZES R P2 HOTE D 8, bI0Ilh 2 GFH#IEICHE VT
. AERNAEOROENIZTA TAT—VIIB T BT THIZRICEET > TS 10, EELRAMES ZAE LR TN
FAEMIZERT2WIRTIE RV EV ) TERDS, BHSEHEISGEEZL EBELDLOAGEE ML TE iR,
EBEHLIEMDY) DLW TR MEER L 220 R DY - TE 7,

ZO L) BEREOM, EB ZRLOLHRL GRS ZE T2 HI L LT, 2007 £ AEELDOE (BT, KOR)
A UFEFTHLEAETIC (LT, HAESE) 2H0ICdiEE TR SN 20 1ERICT TREOWEZ KD
TELWGE) L LB E~OBIEICHRET 5,

ZIT, ARTIEAZREANDA Y ¥ ¥ a—F =5 2T, KOXVHL SNz 2007 4E0 5 7 7T BREOLEH X
KO TIEE 247572 2010 4E F TOFRBZ W SIS LK DRV O L RLE 1ETH TREOYH M2 KD,
EDL) I ZAT 1O EERTLIEZHNET 5,

AEOWBEIZIKRDOEBY TH Do H 1 HTIIMEOMEIZOWT, F2HTIKDOEXZILLUATIO EB #7725 3E
PN TELBEEICOWTERYT %, RIZH 3HiTId 2007 EICRL S NIZ KO RO L Filz % r THECTH B A E
Ly 7274 FPEDHEVIZOWT, FAFMTRT TEREOYGEIIMEZ RO LD X 5 ([TFERIGE) & LG HE~D
BEIEZ AT o 72D DOV T, ZLTREICE L OEZRRD,

F—T— 8 REOKIEEE. B, 7 78RS BER 777
® LA B AR S AT ZE R, 20184EBEA Y LRI

133



Core Ethics Vol. 16 (2020)

1. HROBE

1.1 WARBHE

W h % ThrEAKEZ. CHEEAEED 60 R LM TH 5, EB F#EEER L KBRS D EMIZL D,
AR, B, REEEMO 3IANIKGI S ND L, HARRIIKERVOS APHEERNETH % KEFMERND EB X4
FHTHD, EHR3IPH LY EHITKESHIA L BEETRIESE LT\ wd, OERCAERIIC S KEEMDEL,
Ll % )5 5 TR EB O G PHETH % B8O T4l b 5> T %,

1.2 REFE

KOEWED LX) Rl E R CTHVACE 720D, BRVE 1FETT THREOWEZ RO HIGEHSED X 9 IZEH
ENTODERIRDOICEAREIEENA ~ 7 ¥ 2 —% 20184 10 H A5 20194E 7 AICH T T4 %EHi L 72,
1ol H & 5 W 35 45 2 101 H i 2 Ref 20 4, 3T H & 3WERI 20 40, 4HIZ 54 53 CTH o720 4 Y I Ea—idny
NLBWETHBEEINDI KOEZD AL XY MZHbETIT> 72,

1.3 AEBERE

PESEARBRBIEEIC B 2 BN E T SN A HEEE LT F—ERufiiSEoreig MEme ). EASEE o
TR & ST 7R RO TR ek S | B2 ¥ AU R 0 M BR e & R 3 5 7 LRMB IR 5 B & [RGB
(e B BIGHBEM (LR S TN D) RSO P CTREBEER T S N BB % I8 PRI EE AR
EOBIEND, ARTIE, BAEMEL EHRESE. FERRERME 2 b, EBEHEO T 7Mbb MEEMR 2R
THEE [ 7R L) BBEH Wz, BIALZEED R, KOSSHWEEF TRBRS N TV 2 SHHM LTk
ENTVARVWHREE, 20T F5IH LA,

GIAH L7580 &, MR B L oRINIA L, () IZEIEROXRS DL L) IHR L. /20 Koz
DFATT D RHEEF D HAEON G L LTz,

1.4 {GIBMECE

AR VAR FIIBIT L AN E WG T L MAMEER A ROKRER TER L2 (WEHRERT « K8 -
A= 2018 = 17)c HAZEDP LMRSNM~OFEL LB, XHEB LIS L DAFEHMRNE, R 7—
FIETT B, FENOARSML @RI L D AFRIE L2V L, 7= ONFIIHEDI O B3R L
BWZEIZOWTHHA L, DLEIZOWTXHETHEEZBE T2 O8E LEBRREER L7z, RIEMICRAZZA V¥
Y a—Tld, HARAGRICAHEI DD LRV E ) K#E AN & &+ R BB Z LS 72,

2. EBEOER

21 BRXE L EB

EB 3. [#RROBE W T 2 EBFSEICHT L3 (DT, 895 ICBT 2 BEEmICREIN T L2, b)s
[ O $ERR R L 1972 4RI HIE S N MR R ER A S5 1 U E Do MR IEO & o 23, 1960 4RI HARK T
EEELLATYOMBTH o720 RIZK ) RNV LHANZ L ZIETH - 2 L HW L7225 BRI R AT TH
BWIERBEEZ RTBERRTH > 2 D OERHETE RV LN SNz, UHETHIAETVEELDRE L
TEZEMBOICE Y ATy OBBEINFVDS LIPS, UREOIEAEZ I UK ZEH o 72 D IFFE AR o B 7 S 5
WEORNBYR A RDTo FEH 1972 4\ HERR ST AT S, 58 Bl (2 R0E S N7 BT ZE A5 0O
L, EHELO—HARWE G S iz 12,

— I CIREHRICRE SN TR WEBZHRALEBEZD DV E, WADETIZE ) S OB EST 5720,
4 B O I AR LIRS 2 AT LR RHE SRR EE  (Fibrodysplasia Ossificans Progressiva DL F. FOP)
. 2015 FFF TREHRICREIEN TV AR 728, FOP BHMELNA Y7 —% vy F2HELTHY AV, WEAD

134



FH [l anwh—+¥] 2RkDT

RAEOR S R EHRICEE SN TR &b, 2004 FE1HA v —Fy b TOFY yu— FEAXAZRIBL
2005 AEIZIFR 3T HADBEAD»ET ). T2 RICEBRIRILIN TS M

SIS L EB &, B0 SRS ] 52 R (335 HER Tl 2> o 7225, 1983 AF (2 AR 4 R e 5 FEA A B R
AR HEDFE R L. EB OEZFFZEREFTHADNE L £ o728, 1987 I3 HRa #wi 1B S, #ev T 2015 4F
IR X 0 D SN HREED E D B R EHN IS b RE SNz Tz, RFANIZEICE VTS 1990 4EALIC I
(REARIRAT 2SS A BB DB L HIREZE D D 5T w5 1

AT Y OBHERI LY IEMEDE S W72 HE e IR & LT 40 E LU EREE SN o 72 FOP 1, 5%
HER ORE 2 RO THARIGE Z# Y KT 720 TS LTEB #id. A€ Y OBEAXIDBEL 7283 K12 B
FHIREHIRICHEM P SRESINTBEY, FOPERELLD L) RiEH 2 1Th % < TH —HERE LR G HRITIE I
EICX O LN TE e Sz iU, EBIZT CICHEE S NAHIEDOBRBENICH 0 EFRE ISR G H I JE &
2RO B 12D D BB RNWEILED TR o720

22 A—tLa®

B EERIC X ) EB IBHEDEMTONTWwA & kw2, EB BICIZMEHE RS 22 W2 HORNICH 5,
BEHEEY ZTEM 7 713, ZOROEEHRISCTREZRY . F—ETCEVWEN CHEEZ TS LI bDOTH 5,
— NI — AR TR LT T CTHEEE T 5139 DM HTEH 55 EBEOLET — 7 % B I 5
EHIDTREICHEII R B D —HICH AN T L E ) 2D, T— 7 TRELSUFCTHEET 5 LBk d - 72 KR
PEHFIZRATOULGAEI IO TI22 ~3MAZEL, F72#HI ZHEOAML KE Vv, EHITH—E¥TOr
TIIKRE LB D o 720 WEHIARET 2 L BRHAMGIMLE F— 2R LEAELTLE 9. R KEAIG
AL & — ML L 7oA — ¥ 2 38T B 7201208, FIPHOMEES % B & 3EICHANTL FviRviiAaxEL 5, EB#H7:
HLIZVBEHOT 7O ZORAIZINZ 5 L o7ze F2RAZT TRV BG5S %8R T,
SEEZPWAREEL D, FRCEYX, F—P LU TEDLDNTWALZITTLEESTHrRADH T, 2Bh2. #<
CLTH—ELUFRIAEZH TN TLEY, TO-NICEHELBEEE R TR ELLEV, F—¥LUHTr 7%
To TV UREOMT %, HAZRIRD X H TR KD,

(2T AHITNTHT—ELITNTEIHTT, ZIIXTFENRL 52 ATT L, FHFE-- F72HAT,
PAR/NE>Y R~ SEREEE FZORADROECDT (YT 7235 5B L) [HixtdhienwI LTkl s Tw) &,
KRBT NITNVEETT IR 34 TKRE ZhLLI0I0nTobhbhEliorh, ETHLHIRoThA MY
MNZH /) —R)=TET [bdH!|] oTnIH, TIH0IH)FINZE I LTEREOAFHTRIEIHZ VDT, 1FLAL,
[1HEA 7 Ea—]

HEAEGTHRZEHPTIEICI), F—LEEWRAEDIIITNTLE ). TORE, RIFEIEGIAL A% L &8
EFEALTLI, KRBT I ETAZELTLE ) TNOZTHTAH0I2IE, Wiz [FIV7VEE ]
WL T34 70K8] 28IRT 2 LK EE G072 EBELDIIEL D OLVAKERNHA L LFHALLOHD
ARG MAT [I4 F7RE] OMEEREEH M TWDL I LIlh b,

23 MIATBEBHE

EB # L CIL S EHESBATE I, KOXWH V. END FTRE»o72, ZOHHE LT, FEIT W
FVBRBTHLLE V) TEDFR Do KOBXWHNSISNLLUNOEFOKT %2, BAREZRIIKOSEHIES TRD
EIIFE- T 5,

[HbVZEI T, KD ? | [HAHHEL AL BV ? | [RELEG] T X b Oh 5 i ADis

FTLBRED LA TT, WOobEHZECHH5E, WHPRKEEER, HORESRZWTFRAZER
WAEIZIE, TR ESET L,

135



Core Ethics Vol. 16 (2020)

EB B3AAMERIHRETH . £ O HRABELDET LR EMETT S EBREELINE) ZLRATDH
%o EB HELAHEEDIR L ETHID G LW BRI, 2WIE L o7 WRICEBHEZLIZH D7 77k,
HEEGO TR EOWHHECHRR, WS 22 RAZEG ORI TR hF L ATHI LI BAHA
XL DRI EERIRIC L o TUHICEDN T2 AFOHERZ THFEEII VT L LTZITARS LA
Tk e h o7z

3. RDSWIAEFH =BT T7HHEDHSZL

31 KOSHRE

KOKHNLDE oWIFIE 2006 FFICIF L F 50 U, EFEZBKRLAT 71 TilHE 2 LW ieHARZRIE, T
[ZCd % i KPR 8 B B2 W KB (BUT, {EKER) 25 BEXEES LW EFENTONS,
HEARERNE EB MK E L CRBERCHEBIIEZ 175 Tz, EBEHMEWZICHA D7 TIZoWTH ks s 2
VLol k) ThHD, BAZRIE, HAREMABERZIZITTHENT T HRE I )T 5,

HHRUSN D, EFIEDS O (HAx 07 7OBT %) MESE»EEICEro720 L, kKR ETEB OF
#50) HAMLCDRIKEZI VI ZETLE Yo ZhLBESARETHEILE L7213 ) 220 0vo T ) DI,
MOPLE S TIEEVWA LRV, ThER, BROWT (EBE2SBERHVON) IHTIhdro7, T
NG holzAZERe ZVTWVAALNIFEZNT 2o TV ) DIFHEDR S B2,

[AmBEA v ¥ a—]

EERTZ TR BN IE 5 EPHEMFIRTH S, L Ly THHLE 2% EB ORED L H A OB Y Tld, EB
BHRRIED O OMHKET TICHT 2NENE Doz £ 2 TiEAKERMIZEB HHLTr 712 2 MR TE,
RMTEDLYGE LTHRERORLEHEZ TV, L2 LEBHHLBEEXRVIADOFIZ LSO Lh o270, K
PRI E AR S RAIHE 22T 5 DTS, 840 EB HFXRRKEISHE 2 0 TW72 &) AWM 5 T 7ze HiKERID 5
2P ONTZBREOEAZEOLED, AT RN o70

(EKREMPSBESZEES RO LEFEEPT NN [BEIMESL S LI RL, WaTTIFE, TH,
L TEFTHAL, AZ] o T0aoTHIHWERLL, &RPHA% Lo
[AmBEA v 2—]

[ERRBR L] TlEdHo/zbod, BAE2007F5 AICEAZEOBRICH 2 HEE2HBEAT L L. KOS
SL7ze MEFITENTRKOARLWEE I, [—ATHEZLOANLLEMBOR Yy YT =2 2051, fEH#scit e
Rima ) =00, HmLMEEIBRENLATBEATVETT | LEOSOHENREINTVES, BASEKHS
bIEES % B 2 — AN TR 2L E . HMATEE LR WER 2RI L T& 7L, ThH OB KOKH KO HEE L
Bl

ROKHIIEE L WKERM O TEAXRIIHITHELOHFIZIE T T Wb S S IZAGHEE R 7w B B E R
DE—=LR=TVTHRDEXZMANOIF-U T 247 o 72k 8. BETEED EB B L COREP HMWEDEDN AL
% ERAVRDY) & ATz,

KOEF, HAKERMIZE 2B E NPT E 2D EARARRICE )R EINTz, RIEBRDRKOKXZIRT 572012,
AL DI R AR — A R=VIZROXOEME/E S 5 2 & WKERMIAKOXOEEIHEL Tz, Th
SO LD, WHAKEMOEE NPTV RITFTNEKOKOENRIENY I ozl ) T LNV B,

32 HLWITHHEEDOHSW
ROZAE MK HARASRBWEKREME ) =2 — =7 ¥ FIEED 20 fLBH, KEREFEL EB YHED NS 71) —-

136



FH [ hwh—+¥] 2RDT
A=K (BT A7) =) ZRASNA—NVERET LX) 1245,

WAREME N 7 ) —ROMEWIE, KOKEATO 2006 4E12# 5 17, EEY7Z EB Z3%N/A DEBRA &, 1978
FIZAFVATEBEDTEL R B OBOI NV —TI12 L > T b EiF bz, HifEld. DEBRA International & L
TS50 22E DL E2SIMBEEA L L TEE N TS 8, 20 DEBRA International 72°5. HA® EB YK TH
BIEKRERMICINT 2 KD B X —H 2006 FICA B, A—VOHEIZ, =NV TL Yy RIZEILDIEH LNV T
V=KD L THo7zo HADT TIZRPERVWKEDON L) I Y HFEROTr THRERB LNV 7)) =K
AL BHZE BRI FIE R ISR B L Cu A LR H 5 L L. HERNOFRLRAARZFIT LT R nEWn
VT L Thoteo A—NEZIFIEKEMZT CIORHZZERMITTEEICER 2 L. EB#HICL > TRELR T TR
THbHIEEFHLZAEE BHICIZARNORLIAARNTFN SNz, Z0MK, HAREMIZT A VT ¥ TN
72 EB EEEY v RV AT, DEBRA NewZealand fXEDOT7 v F - v 7N - vz VvF K (LUF, 7¥FK) L
DEV, TYFROBTFPNT 7)) —RTHHIERMY, WEKREMET > FK, Ny 7)) —ROBZIZEE 5720
FONYT) KA 2008 FFHFICHARNAFTH 2L LD, ROWKHOEE I MEOXKREDTNY 7 ) —KEH
LA LTl Sz,

RO A CTHME S N72E 1 HRHA I, TTEBRLZAARKDOED R -2 XR=V 2 /A TENL7ZEB#
REHEHSIEENIE ST TRERZFER2S BB, 9 K53 HAEE o 7o WHKERR, KRR O/
THIIEHHMLD A, BIHZRSIAFTELE 572 BHEINY 7Y -ROBTHET v FRILHLTED,
DEBRA NewZealand Dft#E E L TRHAIBML TV D, TOXRFEALLNY 7Y —KREHGEE L TAaES
NH, FARICEKOEE LTHO TORBETHo7228 00, EBERLORKHD FELHME LTwi, LA L,
ZMML7-HAD EB HRREIEH LEV0E, HADOEBHHLTHONLHERTIE A0 o7z, ZHIE, N>
7)) — KOG REEICEEE SN TWAE AT 2 —F VAR B LA L) 9 FNVAFTHOXAE L Yy 7 254
FOFHETH o729 ALY 7 AT 4 MIBUGHEM O 1HTH Y, BHEESEZRE, HEET 7+ —aHIcy
) 2 UREEAIA KIS R o 2B TH Do HEEO HARIZIZK 30 FEE O AV BB A DS RS & L CEINGAN & 21
TWzh, AL 27 254 PEEXAARCIZTEASR TV AR, Ny 7 —KRIZZDAEL Y 2 254 b %
L. HAO EBEHEWMEHL T2 A —E @i i3 LT ad oz, BRORTEEARIRIIZ IS,

S D EIRGE D o TNBEDPSOE 5 THoTo ALY ZAFL FoTWIDELZDHT ) R o THDT
RETLINT GEK) BEDMS Lotz [Z—22—=2 ] TIR[HEDPEVZ]>TWIHFEIR > To
[WEHE, BOEPZVEPOMEL 2B THALEZTA Ao TV IDORTIVEEI LRV TTA] o Tw
Vil o To [FEoTIN (5 Y FIEAEOKREES) 1TSS THZL, BRSASTHEL] oTo 25
ZIVIEEZDLAALOFIZEH T, LIDZIFETIA, oD, HEDICHEH &, HREAELE,
[1HEA 7 ¥ a—]

LE, RMSIWCBML72 EBERKIRIIEZZEETRIIE IOV, INEFTH—ERUHTOTr 7 HEL
PHIO Lo HADEB#H-BIE, =2 -V —F YV FRLRALINAY 7)) —KAMHLTWEAEL Yy 7 X T
A MIEHDPETE 5720 ZORMATEALEKIZ DEBRA NewZealand 725 A L v 7 A5 4 b & BMGED 1) 72
A AEL Y 7 AT PERERICHEHT S E CTRZE L, YRFROLHEEHARRIIZIRY KD,

ABICEEM 2 D00 TWWAZAIN? ] Lo ol BWIEERLZES, THRLLE%V. HS
Tl TATEORE %R, RoIE) (KOKT) BDBELWITRWDITENL ZER TV EWVITRVbIFERrG,
[HSTHE) Lazw] EB-To HATHE) O, ZOKR (%), B (AELYy 7254 M) EdHo721F &
(9L &) I LIEBLK AT R ZNIEFFEFTVAEEESTINHASOWEKS TR D L,
HrobMARZSTHRIEDH, IDEHL Lo & VOB 5T,

[1HEA 7 ¥ a—]

137



Core Ethics Vol. 16 (2020)

HARERIE, AV I AT PEEBIMHEHTZ2ETCHIPHORMEE L, REZELZERIEZ i
TOH—EBEUWICIBr T HELEFECBRY, ALY 2254 b [HEBICEZEES ] 220D 50nEs
720 L LEAEGEZBP LD, KOKEELLTAEL Y Z7 254 FORMHBEEHRL, L) Xwr7hk
ZEREIERLZITNREILRS2VEV) BnTH o7z, S, EBYHHEZLLTOLDLWE, ROKEREE
LCofiarEk, WEOBCICHEINEBRIHEHICEL I TR I 2AORMZELZLEbRL, IOTAEL Y Z
ATA PERFHLEYEORN T2, HARRIIZHHES.

fioZzbd IRdbNTLEAR, TN, 7o T, ZRLZ T TVWARE A, T AWLERVWLT—7
DEZ WL, REELWINT 20 T) BERITENR LV TWI DRI T, W, (XE¥Ly 2254
FEHDPTHEOR ML) S BVoThIT L RVAZITE, BROEE TV & 90% 134 < v, T
W) DORHFE N HVATT IR, s s, FIZIEZIVISIICEOHVEOETH H 2w, 725
LEBLRNDTE D, HLIRITT DL EITHMBID R B0l T0IDEDH B, L, Thhv, F—Ye
~~~~~~ VIREBRSTH -, G L. WHEDKRoTHHL LM ITNLED, TIPS THFHETHI VI, 72
POZOEDLLE, 4 T4 T EhOBMNRA) y P RKREVEES, Ao TREHAMIADVIITNE,
FTTAHENHIZE 5 THIRH,

[1mBEA 7 a—]

FEBIHEH L2 ZAMAEEZD LD ORERDH LI ERbIrD, BEAGEICE-T [HrRdbhiwn]
FTHEE o720 1 MBI KIRIFICHE ) HADOKIELRMATH S, EBHICE > THHOA —E L @I X
BT TIERPELCHETATHY), TODOEEL LML EB HIZE > TR TXBENZWIERTH o720 L
LAEL Y Z 254 MEIZORAD KBRS E230THY., 7 THOGERNER 2 ST, 245013, 77
FEDEHE NI T ETHD, FTRMIEMHIN, r7TE2HIRHEICL>TORELR A Y b TH Do 3 mHI,
R EZTINT 2720 KBRER LT T I LMoz, TREFTHLI LMD, INFTOF—ERLEHICLD
FTHETRELLI LSRR P57, BLeNAHERE L) ko7, EHIC4MHELT, BfETAE L Y
JATA MR TNEVEN)TETHE, ALY 7 AT MIEKOBXIBHET S720, HEAGTINSLZ &
7o ABRRIY 2 BB I o 726

NT)—REDHBEVHPLRAEL Y 7 AT 4 POHFLEZH) . KOKOWEH B TOHRECH L Ko
MFaEaRaRZZHRY L,

HEVICHE) Lo HREAEE, T, EB BEROV.BAE D &RED Lo HARTIRA, DS TV,
TAELZBIZHALN TR VD ViR shE enithn] o TR RS ATT X,
[1mEA 7 a—]

KOEWAEL Y 72 A4 b EHADBEoDTERS7Z2DEF, N 7)) —REDHEVTH o720 a2 —V—F ¥
FEHADEBH L TIE, HHTEL Ty THEOMBELZTONIHENRLL I L2 M7, HASRIIINS
DERZY %, [EB BADVHME] BREZBLEFEILTVDE, —a—YV =S FOEB A 7TEREZMAZ LIZLD,
HA®D [EB HROV HALE | 2SFEW VIR o720 LoTo KORIWCESTAEL Y 7254 FEDOHEWIZ, &
NFTOF 7TERBEIC L CRMAZRPELMHICL o T, S5, WHOT THEZ EOHBRISEmMZ 13 L
DETLERMEREDLOHOND EEZTOIZKORIE, Ei7ZZER ALy 2 254 POFERZS o722
EWCHEMERLE TV, HAREMIZZNETHNY 7Y —KBT—ERLTH IO T THEZHHL WS Z LI
MoTWA, ALY 2 254 bOFEKLOCARECOWTEZRDS Loz Bbh b, ZOEEICIE. WK
PERlih EB BMPE & UCHEEs 2 B2 2 0§ % L) BEllcE M2 B &, EB #H72b OBESCEEMNEICH 25 T
22 THIEEZOND, MAT, UHAATHH ST AGBHREM D EETH Y, EBEL LD HEMIMHE
HATE2bD0TIEAVEVIRH#DD o7 BbNb,

138



FH [ hwh—+¥] 2RDT
ALy 7 AT74 POFFAERN LT, HHEHNE LHEO T 7TICHEMNEZ LTI b o L ERMH L. HHND
BEROTIIVAEDODHDHOKIEIZWNT L7 TICESZEHNTW/ZEB &L, TNEFNEBOED L H %
CAHREEZZEVTOVLOPRTTOECHEWIEIC o720 KOBRIZINSOBEENS, EMi7zH0 507 7H#
BT 2R EFFODOTIE %R, EBHEAOLY Y THRBEWEHEZ RO ZWEHOLEERZEL, [THERH L & WwiT
] L) RBUTEL L 72,

3.3 EBEDF7IREOHEK

2 HORKH AL, FHOBMEDBET DTV EH 2008 4 10 AICHE TR S Nz & ORI T AKE il
O LR & BEIZL D Y VR Y Y ADBIE SN, FEERIC X ) ERBO—MITABRIETIEH 555 EB#H
72bill o THADT TIIRDPT ZENTELWT—ERUWIIHCAHETH 2HIRDER SNz, BIFOEE 7
TEBEICH LT, Efis EBE#FRICER LEAPZENLZDEIORBENNOTTH o7z, INEZITF. BEAR
KRELME 1 PABED 11 2, KOKKBEANBUEMH LT 27 7RO, AR, £o B Ca#eE,
IOWTHIRIAEZ L 720 ZOME, 41 40 EB &5 &L S5z,

T THEOMEIZ. 23T —ERUH THo72A Au) v h—Eens 28R b b Tz, A1)
VA=, BICEE LIS WEIERY ZAF V7 4 VA, Ty by ERY) T AF VKOG, HEAULEE R
VI ZAF VAT D 3 THRZBETH o205 =X I )L EHTH VIKIZ LA —EH30 L F % 30+
VFOREETIMHTHICHL, 20) =i 10trF X200ty FORELTIHH60ME 10 5L D
S Tholzo AU Y H—EREOREEL T THEOHMENTHL720BHMZ 21T TIE AR, BUREAED 2
A Y MHEIZETZ 22 OB EAMEAAZ 220 B 2 7 7R R BUSIIICHE L T 2 R FAsiti S T wniz, $72,
B @M 5 100 I — o JE&iTlfEtiod 5 42 v MU ZBA L, MELELZ L CHAMN%Z LTWw5 EB
BbWize —HT, r TR R CTEY LT A RED Wz TSN TS 7 7HECIZAIE AL & #
HELTLIE ) -DMADPUHELT, REXTHROT—EEZS TV Ty 7TUR, ZTOLELSEHTEEREZHIT, £
NZRGIRICHTH E V) I T et o T\,

PRI K FIHRBEN O TN R, BB DR R & B2t TREBAL CTW2#H, H—EEOMRTEILH S
A 24T VTR O WM & VBB TAT LTV A EBE b W, EMOHCABHE TR BEZ>72013 10
RRWGEBEZED 72 HMTHY, FHTH 30 THTH -7,

2008 4 10 HICH R THME S N2 A T, MO TEME EB B3I 7ICH T 2 m 21T o 720 BHRE1TH
TR EREHE T HEMEEREN LV EBEHZLD, R TE R 7TIZow L ILg L s v
CLE KORHPREENTZAS CZEBTELLEZ D, TV RY Y ABICER SN2 7 ICB$ 2 3L
HTIE HCBEHESEEATH 5 &) FEZTTH L HRMIE THATE % &9 EREE & BREELENTHRZD,
LIRS X DKW EFTIHEATE 2 LW o BHEBEAZ LTz &, EB A TN TN REFNEME % 8T
3%l5k$w—F%%%watlkﬁ%%#ﬂ&otoit$%5@@%%ﬁ§@@ﬁﬁ%@éhé&%f%

W L. EBEORBENERICE > Tr 7 HEPRL LI WO R o720 INOHNSLHAD EB 7 7 5%
i@k@%ﬁ IERLN, BFEHTRICL > T 7RENRL D v ) K& R MESSHAE S L,

4. TTREOHEEKRDT

41 TIKRELELE

RMEDFERRT v r — NHEORERD? S, KROKIEEFBHE N Ly 7THREOUELZ RO 22179 2 &
L ole KOSTREEGHENOEAHEONEI B EIN, F—XLAHFORBRY L, ALYy 7 ZXF4 b
DR WENE P EEFICHBMEIND 2 Ll o7, BEFEL|ITF UGB Z L LD UROKTEERASZREIEZI)
SR

(AL v 7 274 bORBEPEERD ) TTCHELZEEEL, (F—LLWHOREIDS) I

139



Core Ethics Vol. 16 (2020)

PReo B H—EORUZoTHERLRATIEAL B S Thh ol 100 A0 () JoEAv725 100 Ak b
ZAGROERIZS TEDLNTRALZP L, (EHiLD) [EAZSA oTo F—ERATEITHHISLTLES T
HATDANAALIEZTVE L DERBEISIC R 726 E) 25D 5To 2 I THGmEOIZENT, 9
N—oTo REZLIR—oT,

[AmBEA > 2—]

KOEWIREFZBENDELEIIN - AT ORBYNEE ) AALZZ LI L, ZL0ERIHIE, KD
PESRARBR I E IS BTy A — B R W owf%@@ﬁ%ﬁwé‘tirmﬁjf%éa%ifwto’<®EB
HIZE 5T, R T 2 FELRMBRLREMTH L. Lo THEAMiZHEDZ ORI EBEZHICOREEEL
Wizk#EZ bNb, EBEREED. HCAMTHA LV —CEWFHICL 27 7T HEL2 R wE woaﬁ#m<ﬁ
fF&, rrEEOUEG ] LRI TV Bbhd, CORBIMIKICH-72209@ 212, EBEHLHICL-T
KOEDWIEEL FIF oML o720 TEEvwrtEzbhb, KOKIL Ziuolits, EBEALICI>TKOED
BVAZEL Lo 72 ER/AORE, ELOJEMLBMbo TV F 2 5,

—Ji. AEVL Y 7 AT MZOWTRIBAGBHENOELE AR Z RO TIEIB LT, FHENGZET %KD

W ES>TWD, ZOHHIZOWTEAREIIZ)ES,

FIERE R FNAMRBEIS > TV IHICIE FI ROV L 2o To (HARICER) FHESZRVDIZE,
[AmBEA > a—]

W72 r TR THZAE Ly 7 A5 4 M, ERMEHENCTEL N — YL WHFELRTEBHELLDEFTOH
RREBIC LT OND UMD D 2 L EARRIIMEL TV LALEMAY LYy 2 254 MIELARIEAS
NTnhhofzleh b, REPEEZRDL L BRVPHETH 2 LHML Tz, ZOORKOEIE, KBEIIK

Tl S RWENRR 2 BWEEICERT L L o7z,

L2l ALY 7254 V&R EDH2 EBHIL, BIFHATIEASREZILDOBAOZELEICHE >
TWieo T TEARRIFH-2THLES T,

2009 4F 4 AICKB & BOXCRAE S BB T 2 EHE I F—%2BfEL. A¥L Yy 27254 FE2SALBICHAMLTY
5o MG, HARTRN %2 788 EM L, R 2 ETHICHER, B2E& DR8Ik THBIT 2RI
LEDT TIbNTHzA, ThHDE CIIMFEN» M EBEOEFIIEEDLR o/ & BB E
Tl BHABROERI L > THZ 2B EM PR E > TBY, MHTEZ HBUCOHIRYEH - 720 72, Al
BHBEM 2 ECOBEIBEHMEHTEBMMACD o TV Rdo T,

HFALGEIR, H#LIF—TAEL Y2 A5 b2 RZIENLZVEBHE LA, HEVZTIZAELY 7 X541
RS LN E LTV, INHDEIF—%2R T, KRAEZLOAFLZEH» LS. BRI O #A b FIE
T THED

42 ERFHEREFBHENOKREF

2009 4 6 HIZK DR, HEEL S LIZELITHZHG L7z 2O A Y — MIACHEE R AR T KRNI X
HEMHHE ML, RPEELDICEXNEZROHR, BHZTT00 LU EFET o7, Tk, ZEOEH
HETELTEH 21T 0720 THH OFBXEH ORI AAB BT B BAH LS SR & Rz,
CNFECTMEE L 2RO HADr T2 LT Lk o7z EBELA, HOBAEHR I AT IDHIILDL
WH I Lo,

FXAGE 2 AP THMA» S, [REENEZARICKRELREHONI L 2T R00n] Lo 72K 7z,
SN THDRTEEWHRZMEERH TS GV, 7 7EREOYEEE [ 7222 TEZEBHLBILLE ST,
JEHPAA & [ RG] &) BUBA RS TE72Z L3 BAEHZ L2 ETELOTHIL Z Lol £72[EB
EMOTHIo72] L) RIEDE L, BO72bh AT TRE L T LEREZ K T2,

140



FH [l anwh—+¥] 2RkDT

BAZIEND ZHE, BLEH 1 2HTUWOHE 10 T AEZBZ, 8 H25 HIZ 1175 5,045 ADE4 L BHHESL
B, BEASHENE LHHOBFBICN?») 2 kol BROKT 2HALRIROSTERE 2 125
L TWwD,

COHIE, BELRIE6H, AF v T738/LLEBIT. KOKE L THO TELEFBHE~NOB L V) ZEOH
ZMZEL. T L, BHERMROE S K, 747 10:00 20 5 OMEEIEFR 40 75 Y AT I X A2 AR ELEH L
B 1177 5,045 EORR M 2 Hgth. BB ORERRLHEHLHEE LB L - BEEEL RS, KRS oHY
BB EREI a2 2 HE WK EE 2 8D 5 iERLHHE T 7 09, i RGN O LEN L2 £ L7,
EIT, HERE (EEER) ThO ahs, BHRME WA — ¥R AN ED BN 294 M 20 ~ 30 15
MboHCHAHE > TR L, MY RERICRKEEHREETHEHENLTVEZ IV Iy Ly P v I (¥
) a UREER OBIBEWER) BATTER VI & 5125 H QR LE R BTGB D F UM S v,
L) fEHEY — € ZADBLRICO W T ORI 2 KD F L7

KO DIRATF BB 25 72 Hid, TEHERROE S Wit ] T -7z, 2009 4 7 A 21 HREPEF U
PEVE4E 8 H 18 HICAR, 8 A 30 HICHUAT S 7245 45 MRk ek AR B R Th - 70 BEH, BHEIIRER L
) KOS 24T o 72 AR REREAGMHRE (LT, BERKE) IE8bo7z, BIEUH, JEAE
B OFHIGE TREHE R PR R, IRBR AR, EEAGRER SR L 3RITbl o MR BUTIRMEEEHE ]
JEOHTED X9 HEHED D RED BRSO RE it 510 EB 3% X #&H1#& DEBRA International,
ALY 7 A7 4 POWBRBMT— 9 %M FE 2, —HIRCBHFLRIENRD L7 7AFEBTE 2 X 9w & 120
M, LI HETH S,

KOEINY 7Y —KEDMBVDHH 1AEPERIC, 11 F2BR 5 BX 2RO L HE~OBIE 2 9Bl 72,
HAZRE B LN HOMNE A2 BE L REOELERZLHE R TH L L KORFERELORKTOFTEIIL TV 5,

1 [0 H ©EAS BB ~OBE % b BTG 35 X 558, 44 5 756 FEOBAIWET o720 KOKIZ, EFEREAE 1
WA EE~OBIE LRI T > 2B e, BEOBUIRZ EHR 72w & 2 [ HOBUE 2 HEE L Twiz, 2010 4
2HICRFERABEL VEARZRICERDSAY, REEOSHRFEBFE (DT, SHEIBHFR) & RIEFATEAE
KR (LT, RiEAIKE) SOHKPRA& xEBTLIL L7,

EALRRIZAXEAEAN 2 HOMERTOMMKZ AN, 2 H 9 BB, HE, HE, fiF» 5B 2a85
K10 4L —#IS. SHABRFREOMRICOZAE, BAKELD ., SHOMEOBRE L HWZHH L2055 %
YERE L BEARI 4477 756 FO— 5,000 FAEHETIHE L. KED S b RKEAIENO EIFIED) O LIV 2
b7z 15O TFERMABR 225, SHEARFARLY 2 [LELREBHRE O EOREITHLT 2 & 95 EAFEHE~
LBIMLET R VI Ay IO N, ZO®BIEAFHEHKEE~EH LRIEAAR L OS2 E - 72,
BLO> FAZIE 58 1 IR A G ~ OB DRSO & M7= 84, 32 05 5,711 AT E N 7zo BRI Y H AR AEAL LS & &
2SI D 72 0o 72N E VAEE O L WEEO FHKE ., b D ICHIE L TV RXBMRE L72e FRONFIZLT T
5 M,

MXEH OB O — AR T IR DA, ETHHI T, BHE W TV I §o PRI & Tk T 5
Ihe, Bl enwh—E2fii7zs, o lHENI . 2w A —E2{728 v, BEVLIT,

COFHIZEINTVDS [ BWH—¥] Lid, AELY X534 PO ERIBELTWE, ALY 7 A5 4
FOFAE V) T YRERIOREREM &\ BETIE, SO AL B TE RV, BATEHOHFT, 2Ly
IATA PEFATE2OPIRTVWEEPLETH o7z, ZITERSIEDS[FH WA -] L) REZH W,
ZOFEININEVFEED EBEHETHUEZRTVEREL o T,

FHRUIZ D KB OBKRAEH RS, KB DOEAMEA OGNz, ZO/E, RIERMKELD 2 [HHOBR
FHIEZ H5N5E K9 EEARRE LA ~OWH M OPRBEH 2345 B O SRS E oI D A, B3k

141



Core Ethics Vol. 16 (2020)

BHRHM PR 2 &) ITREPED LN TWET, ALIADITHEHZIIHLTHIRIBICLLbDEEVET ] &
DARXAY EHFEELN, MOEPORRAIFTHHEND Z LAVRIRE NI,

ROZIZ X BHEXWE & 2 WIS D72 BIEAGFBE~OBIE ORI, AL 20104F4 1 HLDESS NS
SR O FE T D —HIE I b, [EBHA TR E S BALE R PR | 2 L 72 2

C114 {EE MR PR HE 8 9 B AL 1 48 355 IR

(1) ARG TR g P BALE FRE A BB E, REKE R Th o T, BEATED B IR 203 5 HF 5k 70 AL 2%
VEZ S OIK LTy A, 05 ASUITEEE O K H OIRREIZIS U 72 35 0 BIRK OB O BIREFIZO 0w
THAE LORREZ T o 725812 H1TINZRY HES 50

(2) HFERBREE BB LIS O 7 — B O A RN S R E RS E TR 5,

(3) MFAIREE IR 2 52 LT 2 BB T LTHT ) B OB GH) K OV @ IR A AR 5 B &2 & o)
BHNCHEETE %o

Z DAL HE R VE B 8 5 AL E GRS FLENC X 0. BERIDY EB F S0 LEE EORBE 247 o 2284, H 1 1E1 500 21
VLM E LTHETE S L) 1% o7 BHFMMOTEIR 110 E 2> Twa 720, 5000 FI25HHHRM & L
TR CTHETE LI Lol DF ), FREDHW CH—ERLWH 7 EOfEMEHE 5000 F LN T—E
BOTMPEI L ELICKOEN [ hwh—¥] L LTRUENETERDZAEL Y 7 254 b,
2010 4F 4 A 1 HEERICIZ F 72BN ST o 7245, B4E 2011 48 3 AICAIBMEM 0 1 2L L CENE 2B
D\ R IRBREE SR & U TR B A TR B W L B F A BOR & I3 IS L & EB HICRREE TG TE S
C &l otz MR, BBERIRTNECAGHREM A AT 2561, BORS LM TE 2 WHICHIBRASE T
SN TWzAS, EEHEATE R EESEE PRI AL v 2 254 MRS THMOAMGHEN L &0, Bo%
SHMHTEBHMOHENR L VEH L > TBY, KELZHYET EBHFOLEFGITH > =HIEE Lo T, £
D%, AESHETRVE R 8 2L FiE 8 R 2012 4F12 500 2570 5 1000 M2 L 2 0 wh gD EB 72210 T
AR R A B ARAL R E S BN S, S HICHELHIEL o7z B,

INFTHABEETH S EB 1d. HAITRAMINIWERIIHLVICE L1 o720 EB EMEDFHEKEMOE) X 21712
FVERERICE > TROEDPHVEN, MEEHLCEXZEBELZLNEL T o720 TOPFT, =2 —-V—35
RO TEREERNL I EICE ) HAD EB 7 7 REICEMAZEK T, EB EHH O T EREOUE & KO THEIZ
LEATEBEIT 5720 27 AT IZBUTHLOHIRSr THREEAZFED 72, TNHICL > THED A% 2 EB
MBI LR, KOSZOEHICOEMAVRENZ, LA LERGRIIEHZHED LT, L) BARWIZEB &
LR TREAHAD AL ICHFELTH 5 ) 7201213, EBE2LD LB TR L T» bR, FEWAE
TRIELLLRWVWI EFE Lz ZZTAEL Yy Z 254 FOFINIE, [ hwh—E] vy £
VT, BRAIEHCY AT IR, BAFBENOMIEEZIT 5720 TH %,

RKOFE, ZRRIIBIT B Y RYTATERME 7 7TERIZOWTHEm TV, TRETHLNISINTI Bdo
72EB #7: b0 7R A FHICRA L, WAL % BARIICHR L7z 8 BICEAIGEN IR A 57 )4 ~ 0 Bk
HETIE, HEDAAIZHB LR T WERETTY TRBEOUH LR A 2. TOMB, KREHZ % < Hi< EB OF
HICHD B Mgl R TIONL L Loz,

TED

AR TIEET D5 B S M2 7% o7z,

1 BERPFRBEICE-TE, HOWZHLHADT THRKOBEE b L LIGHREITH) T2 Bkl e
BLEMIZE 5T, F 7T 21EHRRILINEETH o720 £ 2 TEBHEHMEIL, BE L KR T TSR
T2 5. ROKRBNANOME T 2170720

2 ROFEFHVEMPEBEFTOXREZHE LTV, 22—V = FOFr7THEEZMDZEIZED, H

142



FH [l anwh—+¥] 2RkDT

Ko 7ERICHM 2 EWE LT RO HITE 2 1h0 72,

3 KOZRBEMZHL»OOH%r TICHT 21EHEFE>DOTIZZR . EBHHOLMT 7EREEUWE % KD HIHH O
DI ZIEL, EREHH LoD b MR b o A ENEZLL Tvo 72,

4 FTREGAEEZROLGEHENALC, BREREENELAFEOr TIENREZ LTI b o 2ERMH & B#A
DEERDTIIVELDOHAD T TICERMEZHE TV EB#H72H, B OBLEOMED WM % 5 72,

5 RORZEGHEBEM THHAEL Y7 274 bOFiHZ [ hwA—¥] L) FEICEZI|MAT, ¥ 7H
R 2 RO BB 21T 0720 #ik, tHLEROAAOMEE X VFH L &40, WEMBO—RATEBR 2T
T AGHBEM O R BN Z EBL S, EB OREICH D B2 TR 2 ES L7

SE 3

1 WIARHISER « i D HEGTER B BB B3 2 IR O Fi5 | & . Pp. 76-99, fi A Mk ie vk 52 i 52 (B B3 2 B AF e ME 55 5, 2011.
2 WEREERIITZE S  BAIREL W O B I3 B BEIESFIC 5 2 B ki, 2015.
HERRTE R > & — ¢ K 29 AR EERBIfEREE R (FREHG) ok abprieE 2%, 2019 4F 8 A 10 HI4%. http://www.nanbyou.or.jp/

entry/5354

4 NPO #: ANFHKIEHE K D% DebRA Japan i : FHEAVEIE CTEENI2RD 2 ANDHT AL K54 ». NPO i AFRANENE K D4 DebRA
Japan, 2009.

5 NPO i AFE B KK D 4% DebRA Japa ffii : ZEAIIED Z & 725 D7D FRAGIIEA A ¥ T 4 ». NPO A ZEIRIERE K D
4% DebRA Japan, 2015.

6 HEPHE—BR, REPIEZ:, BAR—, L : Al - 1598 - BT A K4 0—6 : BB A ¥ T4 v HARRERH- MRS 127 (10): 2261-
2292, 2017.

7 EERIA, RIERL, WM B, . 7 ¥ — PR RSB A N7 4 >~ 2018. H AR FHAaHERs 128 (12): 2431-2502, 2018.

8 IR — BB : JE A A A HA PR BT AT R IENA R 58 AR BT 5. JE A R pE B Al A PR AR AT FE B, 1984.

9 FIH#E, FEEHEN, A, b NICU 2318725 ol LBAE R — 45 5 Il S RYEFR B AIEIE & W S 72 )2, Neonatal Care 21 (10):
91-97, 2008.

10 FIHIZH : Pz K W O R T8I BAR & I RER 2 & NPT X 27 7B 2 5Ll WFZE. INRLRFRAFEPER 7 T4 B8 5 2012
AR BB LR S, 2012.

11 REAEIE K DO EHEHR « R K DS A ¥ /3—ilf5 NO.1. Pp. 1, AR K D2, 2007.

12 JUAMERIT - 8l 20D Ml etk 7o B ey 7 oflE. SEH B, 1979.

13 EAGHE: FR27ET7TH L HBITOHBEHR (5RF S 111 ~ 306), 2019 4F 8 A 10 H HL4%. https://www.mhlw.go.jp/stf/
seisakunitsuite/bunya/0000079293. html

14 W45 HT, PEOGE : FOP BB ao [ [TES] [ER] B 24aE8i s L CoORE — Xy BEER L olx @ L T—. &
REXREHE 55 (2): 1-15, 2015

15 AAF H K AR g 5 A A TR PR AR AT ZE 9E T8 3 45 FEWF R s . TR AR A A e i JEA A ik v M e JEFR AS T 7230, 1992.

16 EARETME  FR AR K D% 43 NO.11. Pp. 3, NPO #: A KIEHE K D 45 DebRA Japan, 2014.

17 BRERHE #EKEL 74 ¥ 2 VA b2 2008 SEREKRIERE NV 7Y —FH EOHEW, 2019 4 3 H 31 HE4S . https:/shimizuderm.
com/essays/49/

18 DEBRA International: AboutDEBRAInternational. 2019 4 7 J§ 28 HHi#t. http:/www.debra-international.org/about-debra/about-
debra-international/history-vision-goals.html

19 AU v I~V AT T FEKEE (EB), 2019 45 8 A 10 HHUS . https:/www.molnlycke jp/our-knowledge/epidermolysis-bullosa/

20 FEPARIEHE K D2 DebRA Japan: F3EH 5 2009. Pp. 3, #HKIEHE K 9 4% DebRA Japan, 2009.

21 FPARHEIE K D% DebRA Japan: NEWSLETTER4 H. Pp. 2-3, B2 AKHEE K D% DebRA Japan, 2010.

22 JEAEGHEAE © PREEFE 0305 45 1 5 TRk 22 4F 3 1 5 H Wil o> 858 77 1 0 — S EE A 9 FE R o BPFIHIZO W T, 2019 45 8 [ 10
H 4%, https://www.mhlw.go.jp/bunya/iryouhoken/iryouhoken12/dl/index-029.pdf

23 TSI - ERSHERIN TR 9 5 35IH, 2019 4E 8 H 10 HINAY. https://www.mhlw.go.jp/bunya/iryouhoken/iryouhoken15/d1l/2-
25.pdf

143



Core Ethics Vol. 16 (2020)

Seeking a Painless Gauze:
The Development of the Epidermolysis Bullosa Patients” Association

TODA Mari

Abstract:

Epidermolysis Bullosa (EB) is a rare intractable disease with recurrent blister formation on the skin. The EB
Patients’ Association (DEBRA Japan) was founded in 2007, by a suggestion from a doctor. At first, the doctor and
the patients worked together, however, the patients soon took the initiative of the association and began
demanding the government for better care environment. This paper aims to reveal how and why the association
shifted its characteristics so soon. Interviews with the president and study of related documents finds that the
Japanese EB patients learned about the advanced care environment through exchanges with DEBRA New
Zealand, where care system existed separately from medical institute. The patients soon began to question the
poor care environment in Japan and the doctor’s limited knowledge on care. Thus they began demanding the
government to improve their care environment and to make the overseas prominent care materials available in
Japan. This study reveals that doctors focused on medical cure while EB patients also require better daily care,
and this different viewpoint affected the association to shift their focus once the patients learned from overseas

that they should independently and actively realize the proper care environment by themselves.

Keywords: epidermolysis bullosa, intractable disease, care environment, patients’ association, DEBRA
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