IWITES:  4562% $H47 199H~204H, 20134F

B =

199

v b AREUEL 2 AUH L 72 BREAEFE O FEER IR ity

L Z

HIETR AR B LR REFERE B2 R 7200 (B2 FH)

FENEAE T TH1 - 1 (F755-8505)

Key words : & b ERGUR, AFJERIR, ah BB M EMEORE, N> 7 Jisg

Mg

WA hoMia% 7T oD ERE OlE, £KEK
Fadhe, JoRVEMBRRERRL R [FEAHEIY S Kk £ 9%
WAL RE ], MREVEGZME, AhRiElEE (1 - 1),
O FRVE B, R PRI o 7 B 0 A RER
(MR DOBIR T, MG X AR OIE
AR R M ST RO —BR & L T2009
RIS T L7z, 2 DA 25 P B ] o4 5
WCINTC, FOBZRTIEE S v iEN 2 5%
L7z, ZofE, (1) EERREHE—KiED D D h,
(2) WEIERCARY O R EHE DR IR BT & 2 A,
V) ZERMEEE L TR ELTE ., 2R
LT, Biffo4 v 7+ —2F-arvey bzl
STLTOHOARTHTHY, B ~OREEILO N K
T 5L, TLTRSMIERICHKD S IIES
M TOFRESE O BHOBEADLEEZ Fik L7,

L &I

W SR O 72 DI B X O RE DR 2 kit L
TV ZET, ThETICHLZW - BB LT
DM TEELZ L DEREIGONTEL L2 LEDD,
W wH M AR N B T H 2 B K E
(Epidermolysis bullosa) 7 &, K725 7 EK#
LORBPTETORVEFHRED DL VR
DOVEOBIRTH 5.

ARTIE, WP oWEREEEE OOEE, &

P25 7 H22H 2Bl

BEAKHHE, S RVEF R RRE  [FE KA S R
FOBERERRALBZAE ] ©, MRAGVERZRE, ol e et A M i
(1 - 1), faRVEazizhe, REEvERILIE 2 &E 7 3%
BoODUF, T785E] LT 2) Zifextguii e
LT, EAEZERAEERMSFE (HnrkRE
Wik S ) O—BRELCTHEDTE L [7HE]
BB AR AGRE (MR H SR OB R T, il 3 X OB
JEHLER) DUEOZEOHIRE /AT 5. 2L T, 4
PRRBHIUERTZE D & 0 Fifoe v Bl 2 85 PR 5 IAd0] & L
T 201, ZIiCRtciEmzMmbL, chy
S OMIEREY - RROFRICET, EDXHITH
BT REPICOVTIRAEZRRS.

[75RE] (CR2EGHAPUNERROEDH

iV EBYE R R B R D 7200 [ 735B] 12H
B MR E OB T A2 W7EE (BUF, AAF7E8E
LW %) %2009 CP2IAEEE) IC&LL, &
HIZEZ2 EFCTHBZRITTETND2, [ 7HR]
BB ARERE OISR R, ARFZEPEC IR 3 5 LR
WCHRBZ LT S, MEERGARICHTEREE T
DI PLH AR B R TORBE R LU BICH
THEMRBOIEMAREICEF LTI )L EL
7o, TN T, RFRIEOWRNREL DR
TAHEM (WEOKY) <, [7#HB] CowTok
AAELOUUE 247 ) WFZEERE I LT, fMBlFAZR
A&aToRBEzZTIHZ L L.



200 INETE:  4562% #5475 (2013)

MAMEADKER L SERORE

I WARETEEDIER

(1) FRARWIZEICEE % M B4R St o8y
HREMALYVHERZAVY Y FESONEE
AL, & FOBEIHORK - IHREOMI B X OB
BOYE - FBUER L O % O ICBZ DAL
Hom bz HmE UTHERS N5 BRI %
faPREE (20014F, 200444 FB8E, 201344 #Rd
W, SCERHEE - RATHEE - REHEES) ZEST
Laghudh o, KRR RREBAZHH$ 5
ZIITHHDT, BEOBHEHNOERITATD
> THEMILESE O 217 ) I TR VDT,
ARIEERFZEIC B SN 5.

et 55 6 O HHEEIZHEDO S LHITK 54
V74 —AFK-avky bORBELELLY, K
B AKHSE 7 & RERET) & K AR 0 2K A% <
HEhLEETIE, REE GLEBHES £ 721 3% N
N) BOOMBEILEE RS, Tz, MREMEIEE
e EREMO/NBINRE R HuEBOYAIC
X, EHRERTRERSN T2 b (assent) A%
VEERL, TOBIZ, COERBICHENER- T
W GEERZERTRE I Vo, HPMO-5 %
oD L) BELET L. AETIE, Rk
EREICOVTIE, T M7 A - His TR
BT A BRER S | ITHEVy, 163D EORBAEH T
DVTRAADP SO ERMAZ b EETLZEEL
2. ATV FRAXY AT, 16K HEHFHICHET
ELEMEEDONTEDY, HAERECTHHEED
WRE AR5 (JRiE961%) LEdvHbhTwa
CLEEETLHE, 16K EICOVWTHOREHEE
BHTLLRBIRUTH L. B, REIEHDI L,
6~ 7R T IZREMRRZ LAR IR TnE Y.
RBUEFIIIESIMCEE L T 525, LR B
BZHRRRBORERE, WAVLALRREIEESh
1425, FRCEENRATH BHE, WL DA
WTFEPEL R 0T, fHRE LTREIHENZ
EIXNY, ARREHEL LV RVE IR
T i 7% il L 7.

(2) BEAFOARRBORLY o

WEAR 3R 2 2 BRRIEZE D412 D, AFZExt 4
FoDAL 7+ —A K-y VBT ER
FHIE 32205, &9 LTHHRNEENLLDL V7

A=A F a2y RS ENTERZVEAIC
B, RMERLIPBHAZLTVDEE =2 XR=
(http://www.bsbank jp/) FIZWFZEFEHiIZ O W T
DNz AR L, WIS RE LIS U TREO
RMEEERTLIRE2RTFLIEELE (K1),
(3) M7 & - BAZTFWHBIZEC BT 5 fa B4R
FINOBU S H
AZETIEE FEIET AR /S 72012, =4
CCEFHAA, EAEGBR, RFEXES) »oMS
NTwa [ b7 A - BIE TR % MW
PESH] 2 AL & Lz, Mgk 2t
R O, JLFSEERTH HEH N 7 (L
TBAEN TR IEIT EERT e N> 7 1 N
WCRE) ICHBELTH ) 2h72h, OO
BICiE, BHEEBIIZT T L IEEREZ) TR
<, WREURCHTR T Mo BIE BT B AH L7z w
BHARE 2T 208055 2 L, @YEARD
FHCHY, W% EERT 572010, BT
%R, A~ —h — 15, R AT
LCTw3 Ik, @G DT YERE OIS
BbTELHI L, OREIRLTCHEIzAY YY) VT
DMINTELI L, R EHFMICKHLTLYHEHTHE
FENDZREGHWNEEZMER - AELTBL. b
HENZ BT 2 BIZTFOWY FHiZo>WTIE, BUED
L2h, BEREHENLVOT, $REHIED
HHHA IR THID LT L kwns o,

HERRDOAE

(http://www.bsbank.jp/)

i

ERBEHIET T SRE
ﬁﬁﬁi?—y 'dei%‘xtﬂﬂﬂﬁ'rﬁﬁ

HREN HBmNY) [ BREVIS
EfmE | < _ DHREE
R
EFEARATRE

EftunE

B 1 AR R RSk D 7230 O A AR L2 BY
5 B EAGRE L o



v MEREEZ AU L 72 EAiTgE 201

I =SRELEAEBORE - BEEEHHOBE
AL DO THE O R KORBIE, [ 7 HE]
WOV THFERFORE 2 BEHRIRER (ZHRR
DA, WHHEME, THRELE) LM LZETITD
LZAIDHAH. TAHA, EERERZZD X )
WREESAL L 727 — & R=ZA~ND T 7 & A7 OB
¥, HWIZMTA (Material transfer agreement)
PR 2R LIMRIRENZTOLDOTHS-T, 7Y
—XT7 7 AT BWEHT2HHREE RN Y 7
P OMERIE I NS & & ITI3ER AT REE A LB
L-gcitizshs (K1), 2okE, b LI
YD B B WFERR R D N5 52 Z O W e
FEEICRIBT A2 9 0. COMEIIOWTIE, #
SN R

AEARERE R LCFZE L72BER IS, SRR
BB O 72RO R A 2 B ISR 2 R
b LY HETRIK SN AR RIICHET A2 L
BT, AWFZEPE T — o B ISFFE R &
¥ L ®Owebsite LTRHAL, Thzbllo THEaNE
LT B TFECLTNS.

Z =

AL S 72 AR AREURL 2 R U 7 BRRWE 78 0 3%
TTZH720, WOPDFEY B RITFELE SRV
HEN D B,

B, AR O D DR, vy T L
TH5. “My body is mine.” E\WR 575 H?
WFZExt e ich LCid, BEABGER I, 119
¥, TRV 227K RAE W7D 5K
& BRSO N A M EMEAVE U 2 W RENED B
D ETH, ZOHEFNZIE - 7R - REe¥E2 &
LIFFEREB L OB R LR T S LICh
D, BHIARITREICEHENZ BLINT S
CLRTRESNTEY TRA. ] LIS E I
B LEZVWEZIRLTWAS. LaL, EMELN
oD, TIICMEIZLWDRES S .

(7) &~ oARREFE Eod iz sl L <
Kb, —OUk, AREBHIIT AL RO ERE LT
% WERT, Mo—2 1 NMEHER AL 2 5 2 5 W
Hb. KT, TIAHERTD L, IifEOBEE B
BT HILD, 2o TEREMEZ X UDEEDR
BICETH2D0TIEEVWALVIDTHSL. LIL,

WO & F URICAERRE 2 i T2 2
LN EE L DAL DR BVOTIERNS S
A F e, RIS ARSI 2L LT, il
WIREFMICBIE LA TH, W ORE Y L&
o> THREICE—EDHAI[RINDEIRELE X
v, BEERofCE, Ao GEfET, Mg B
X ORI, GErOoEINIDDOTHLZ L0
5, TOEMRFHIIW Y SN NIRRT 261Kk
W (RiE85%) L LCOFAMED, Rt HRER
BRI LAWY T2 (RE20645) &l
REZIIHH B .

(4) ) —2>DANMEM IO L & DR Y
EEIMD. AEHEEZET H AR S0 B S 724
WA AL D B LT REZH I . T2,
—HHRI BN A% BIEAATHT 2 2 L1
BEELHBVWET2AMIHES.

(7) YO Zo0%FBIcx LT, WE - fER3
FiET 2 X912, MEHNOFMOLEIE, B
RO R R TR T 2 HEERNE TR S
TELTAMEDERIAKVLERDLRETHD LT
LEEDVH L. YHAEOMTOWMGHENICLL L
ZHEAETRETH S LHL. Aot 4 Ko —
DThbHHCHE (autonomy) ZIEIITFHAL V7
F—AF-arey MEAEZRYIZT S ZORMR
2, RRIZBTH 5. AR L EBEIRSTE R
WHEN MR L R YA, BRSO
GEPRARENRTE V. BB, YEAARADIAERR
FHEBL RIS LT L% o 725 0B 4R oIy
P BEREITERZ E0) 13K L OW A LT
GE S TTL 5%, EROARANOEE (165%2L 1)
MHRFVERINLIRELEEZ D, ZOBOKHED
PR B ETHEE SN @M b DI
2. L, ERor— by s o 58 m
DEEDEBHBRIH NI EITIE, BEICE Y
FERRBOBERFEREIBD SR TEI W

() BEMOMEFNIE LT, ANAKHLEE Ok b
B3 51990EH ) 74 V=T N THRELZL—T
(Moore) A} (Hairy cell leukemialZ i 8 L 72 8
Fr DA S 72 W & O e C ISR R R % 1
D, ERiAFEKLEZHETREN»SHFAOhSH
) T, AV 74V TN SR
5RO F BT RD 7225, BEMOTA
MEVZ D S HEF ORI T TIEED Ao 7210,



202 INETE:  4562% #5475 (2013)

() HFREMEN TR S NEEREE2 S, AH
D HE & FAET A 2 R TR R 03 S
2, EOX) BB THANRILTRED (Thbb,
OIS E D, QiREZFZE LRE TP
DI=DOEZFEEGE 2179 2 L) 1220w Tk, Ko
MUY o 72 B RIBOFHN TN S A 742
M DB Y2 BT LTV RS B LB,

B oMEE LT, AREREA LIRS RO
MigZ ED X I ITRETREZESL ) ». EEARE
AL 720588 L, Zh 2R UCBn L 2=
Je & OWIT b A He X OVAI I BEHE D Jit IR 4 s
TS, URHARERZ R L CH R 2%
foNZE, OXRERFE LTHETS, H5
WIZ@E SR RIFICIZ LN E R L LTREZ T 5,
OWFFERL A D A FIRFITFZE B IR PR AL 2 1 2 kW)
T5, FLAVLOPOMIEDEZONL. KIFFEHE
WTHIERIIDZ Y Bk Z R LR, AW
DZHEMHERD DO LT 520Kk TOmE
PR R L2 BT, FHEOPEZL2INOR
%) RO AR B B 2 AT I E & A
H2WHT 52 & i - Rl ZHIRTEHH DI
L7z (M2). wFhicLTy, YHEZEETOHY
Wik (GARPREZNBIOCWZMILTE N
R ORFEFHEC BT 2 328) 3RS, 2L
T, Wi SOIHMICT 20, FREMA L 4%
WIZEAHPrE 3 S 2eR8 B & DT, FlizDBLs
RZ2D o THMT 2kt z o Tnwsr 2 LT
5.

FEENT, B Lo IE & BEBURTH O RESL I 72
FHIE E ) FTREES 9. 20104E10H IR S h
72 BIZEIRE L 02 OIRED 2 05 & LRI R 5
DH Y Ji vikim SN EMOL RIS % 5848
10mIfE R E 253k (Bl ERES) [CXiud, #es
LA L OMITBIT B FRD RO R EL S
DEFEARD HNTWBY, EHNIZBWTYH, JFiF
HE S5 00 S0 1 Tk PE ME D JLBRLZ IS L 72 A DR EH DSR2
WCIRRENLZEDPET L.

B LR & O TOREOEBEBRICKIRL 7
ARWFFED & 9 e SRR OB ARGRRH 2 PR L 72 BRRIE5E
b, ANHORHE & AL T & 2 A 3 FFE g3k
ELTARINTWDLIFRERS, Efld2Tok
B (BFOAMEERZ NE 7201 TTiELw
E D) ITHE, BRI T I LT

REOEEZ ) (RiE6445) LEMZ,
ik, MRIIHDELEMIRETHD. 2Lz, 1999
A FYRATRELIZA VT — - ~ AN
BUFBEEHS SHY WL 22l Ar: (BUkO R
L) MECHZRL, TheEe LOR L
L34 F) 20 AMEAMFEE (Human Tissue
Act 2004 : 20065 9 H 1 H2 S Hifr) o X 92w,
FEZIEARFE LTWTD, FIMBEIC X )M
ZHEERTEAMEZHER LA L T
X, BHTAAD S ORFAREEZFRE LT
AL D S e A T& 5. OB, GEICH
bhbZebdhwh, MADOUEBALZTHNITS
CLIFFFI N E V. BVIEER, b MERREIUED
WFFEISENC R & R S R WEREO D &, Mtk
WH 5 WIEERL XNV TOMBEEEB X AT
PEDOPE - WA T 2 W HB R R X 5 B MR
OWEIEE S, Frikbe 2 GOAEEY) EEND.

B - RBIFRER (EABB) MTA RO HAERE

CWNRY () BRFEBICRE % RIEEZ A
- EHILARRET (ihik) - 0000 K RFBRIEERIR
- BRI y—' N RGBSR
- ERERRREE : 0000 KR / - ERRIBIIEEA ARG B

1, 4

2, Hit
« EAHIFTEREIR (ZEMRERD 3., A%

4, WApHE

5., FEtdeE

1, B FROOFEOOH OO H AMBLF
- ALY 2, HIF/E

1. ®MTA BaERH (5) A4AMXOK
* WRAFRERE B ORI
- AERRUBHH TR I R FERROOEOOHAOOH
- EEHE GREVSE - 2Rsn)| B9S2 2 HREmBlZ B FRiER) Hror R T*

) R BEOZA - R TS 7 BIRHEERROERTKR] KEA TS ODENHERT S0,

BRI (EARBORY AT S
-SRI () RERERS 2 fEE 0000  H
- ERILARRAET (k) TR - KSR ERR
RIS 7 [_J N, KRB
B v Selelele) / o

FOMEY TRROBEFIAHE I LN HE S
AERREHICRE L L7, 2. BRAKK
+ OOKRZERFBEE LR 3. Eli%H FROOHFOOAOCOR
- BRI TEEE 4, B AR FROOEOOA OO A AMIEZIN
* ANBER BR5E 5. Fraldri| MmERELC Tl
1. ®MTAFRERE () ZM
* URAFRERER ORI
* R Oy« B/ > 7 ~BFJERHEFET & PG 2
GREFZ « /3R OMERR) | @ ARE @ M/ 7 WF 7B B2 O KGR 2

2 EAGRE O M ICH 53R RE - i



v MEREEZ AU L 72 EAiTgE 203

BbHUI

P27 B 2 8 5 D Bt 6 1A oD e i 20+t L2 BT
ZLAAR T2 THL2DHBEICEBNT, Mok
e [ 79 2B 2 Fbe ] BE 245 BLE B AR 2 H 5
L 723 - ARR & v ) BARI 7 A pRRRHIUE O IR
IEDBE L & 2 ISR T HERICOWT, ROk
7z AREREAEMERE AR LIZEE, £
CATHEEY B RO BREE A O EAE & FIREIS, Y
VEELTEZ TR ZITRER L Rwb S E OB
Re@as L&, b MEWERRIGEEEROINE
77 e A0 L E ZTHhOHEAMSINIFRED R
EDDOWF 2 BL I B H el A 2 & & 9 ITHESE
TH0H, ENNOHLBKE L TRACR)#ME
NERETE L2591

AR D720, RIBTHREZE>TW5
Hi /D vV B2 5 R B 3 B A A ZE R BE R 0 A
T PR LR 2= 2 5 X ORI B I e L2 B3 %
AW FEIERTIE R O RIFWE I R0 S8, 2L
THEWG /N> 7 & OFHILFFIEDONL L HIFIZ TR
Wz 7R NATBAE N [ R 3E JEA 28 Ar i 0F 42
BNy 7] oBGE—W%A - Bk kAR s
WIMTAZK (UITRZESR) OMEH» SR T
BY) TSRV 7272 & F LI R A Se
iS4 794 = v 2Z0WFIARKEAIC S 2R
LCHBEZRLTT. AW, REA@HE O MG
Py BaIRWFFE T (H23 - HEdR — — i — 028) I
LMK EZ T 72D TH 5.

X 73

1) Oji V, Tadini G, Akiyama M, et al. Revised
nomenclature and classification of inherited
ichthyosis : results of the First Ichthyosis
Consensus Conference in Soréze 2009. ] Am
Acad Dermatol 2010 ; 63 : 607-641.

2) WIRIEE. MiAEERTER R E RO 720 D/
AR ORI B S 20158, TEA 7@ FLAE 58
P B MR P O IR FE 3, PR 214E BE
MHG - o AF e E, 2010

3) FHER £V 7+—2F - -avty 20
fi# - W% - EfF. NPOEEHEE Y I v Ak V¥
—. KB, 2006 ; 251-268.

4) WH B, RETRH - WM (554 M.
RO M. Bnt, 2008 ;5 126.

5) Tl &, EFEAM [(F3Mm]. HEETV
<. HE, 2011 5 174.

6) blITHEME. At - EREEAEEZE RS, HEE. W
L, 2008 ; 130-150.

7) FE OB BETIRERA (REH#FET), A%
HHE. G 2003 5 202.

8) WM. 8545 NEMREE (2)]. Wllfz
By, MR 2, BIEPE, RS THE TER
B, MR —ERA, A7ZEM. BT, 1974 ; 388-
389.

9) Ak, mREA. KRR (58], BA
X, 2010 ; 161-162.

10) Herring J, Chu P-L. My body, your body, our
bodies. Medical Law Review 2007 ; 15 : 34-61.

11) BEIRA. A REEEHICHT oM & NE.
Vay A+ 2011; 1417 : 8-15.

12) Jzu=h - A7)y a2, Al K, BH#
PR At BR & L L. BEITHERE, AH K,
BASCEE. BUHE, 2007 ; 147-170.
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SUMMARY

Our research project was to collect human
biomaterials, as a part of the Research on
Measures for Intractable Diseases of the Ministry
of Health, Labour and Welfare, Japan, including

human blood and skin tissue from the patients
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who are affected in 7 different intractable skin
diseases. The seven diseases consisted of
pemphigus, epidermolysis bullosa, congenital
ichthyosiform erythroderma, generalized pustular
psoriasis, neurofibromatosis (I * II), xeroderma
pigmentosum, and tuberous sclerosis
(Bourneville-Pringle diseases). We are trying to
develop bio bank for a continuous medical
research for the intractable skin diseases.

In order to carry out the study plan, we have

the two major problems ; first, who has the

property for the corresponding human bio
materials? Second, who has an official right based
on patent law?

To resolve the above problems, between
patients including their family members and
doctors, there should be fiducial qualities on
thinking informed consent, based on freedom of
choice from the patient side and fairness.
Moreover some practical laws including material

transfer agreement should be present in Japan.



