FH OFEF QA S ELE

HOEDFH) R ERLBELDEICKECED, 7/ 2EHRIIRENTHY, 7/ LHRIEE
RaOENL, BEABMLTLZESVEERLTH I LR b, TOEIITLT, BE
HoeED, B LTY/ AR OBMEEENTETCVS, 2LTC, 20L& 2T8IE, &k
ICHTEEFROER 2 RESEATRIEEZZEALDVLITON TV b

0 [RIZED]) EV ) BRBIEFET 2EBOBREI, OREDY ) AIRIPLELT S
BWRLZEENOHBIFEBZINTWAEIZ L L, OKRICERZEFNREIL L 531 FHEigE
HEOEBFEGELTVWAEESE, @FRICARIGEMECRH DT TEERHEDFEIZLD
CEICEDTEERA IO, L0 SHAAERFOMETH S LARELTY
bo

b S EOEREY E LTRBLTERL V) BEE, BELVCIAEOHIILLES
Vv, NOFBALOMBEE LTORESNG, /N4 4 - 7/ LAFFED, EE - BFEME K
L, NADIVBETEEZE LAVEV I BVERTOWT, KEZHHEEHRL, &
BHORISZTERICT A &V ) BRI RN, COBEREHIIEMILTW A, 7/ LT
WBLT, 2o [®E] 2R L LABREOSHEZ N LTI LIEELE)THE, £
LT, AEoERZzZEZNE, T0EE BOROANLTERIITEZOTHS, LAL
BELEBYRELTEZL2VWIELIITEVRTIRETIEEZVES I 2P, BEI3
VLRI FLEBBTLILDTHIDMUIIKRDERANLEIS ZEMNTEL, LL, BRI
FORMPICEELT, ROBEZREDLELDTH S,

ERERE EX0ORBIIBVT, AMIBITAIZERIATRTHLD, 21T, TOZ &
2EZAHEEI, BRLEZSITTRIFTAZ LICL 2T, TOME—ANDOEREML -
SHRICOME—%BRL T, KWERTOEZEME, EF  £YEMEOMEEZzHERTE
Bk, BRICRBEX RV, w0l BREEEE D E (EVRIT R LEE - EYFET
EMREBENTVWEIRERZR TV B2 575, fl2E, HIEREILOEBEREHLE, [Th
REBTT] Lv, EESLOBEERSRES HE, [ThIFFFETT] fuw, bu
5%@@%60%EE%&W%%%Mifﬁﬁbtﬁﬁfd,%n%%ﬂ%%%itbf%
HEETH), COZODEBOBAREIHOBELEX L I LVUETHERWESL ) e E
BEIEEFI BT LT, BRVETFN, L 0EREHROERD, ERTOLETHLZ
(o TLEDo BV, HALILEEIIODHEICLR-oTLE). BEFIE, HEDOE
BEFFRLIERNT A LI I ABROFEHEIE, KOLVEVEREESE - EWFEIEEZX
AHLBETFIRVEEL TS, BOLEVEKRTOERD Integrity (RIEH, EE—EE,
A OFI, AD&WEE L TOEERMESITHULENH LD TIERWIESL ) b £
LT, TORAPHEZD L, WEVPEADER OO BELTRENWTY, TORY
b, KD, ROBEIEDLEINELDELRLIIENEELRRA VIV eRDEEZT VD,

EFEEEOEZ—EIL, [FIZEBICE->TlE, BoDone of one & LTHOERE Y ERE

102



7 LR EXZHHEERY BIEL T ()

ERT AL EHIT, vObone of them 72522 BEL, HMOBELDERORTH
COREELDLRET, ZOZLIETMRHEEOPOBEICEINLLBALZLELTY
Bl EBRTw2®, ZoBgir, ERLEE  EYNEFROSHORILH CEF DL
DT V7E5 9 22 one of them & one of one &, BELHFEORETH L, [AAEE
WHEADIZL] & [hzLidb7: L] ERTENFTELHNEREIIEL TS, TIT,
[DizL) LRLAZDE, COBOMELAPLE=ZBELLTHRLEAZLIZLIBEL T
Bl ThH 5,

12. 7/ LIFAROWF

B E0Y ) ABIFEAS AWK, KE (I TERARERRIZ & 2k — MR T A s

EERREHRCTFERET A0, EFAMBEOMEN LV, TORRIIMFE
HBEHETOLMRERELE L, BENEZLHD, Lirl, CICRESNRERERERE

ZF2, —BEFOEETREETIREEOBVEERRETHLIREIL, BILBEETH5,
—BEFOERIZIAERTY, BEEFHOREZRHOAOETHRET 2RBITBI L,
OB, BERLVWDN, TOREFEZzEOANIZLD, HLEEVREETHDOTDH
b, ZLT, BES/ ABFROBPLLERZ 0TV, ZLOEGETFLRRELOMEERICL o
TRETHLEZONDIAEFDER (CROLEEBESCHERKE 2 L) &, TRENOREFR
BEFUNOEFOFSIINTHEELRTMEET, HOTERTOERLE S 2 R
BEELTHEOPITAZIENTELDTH S,

FDHICIE, —CEFOBRERECELEY, EFTECEERFLEDICRMICEST
BIFRAETS [/ L3k — M) L VWb AMSERENEE2RE %2 R T EFNE
METHIzY) kO REEHEGTOEERIE, —REFAOBHREL L THESRMIIFTL
F)hIR— ML o TEHFMEINIUNENH L. H5Y ./ LERIIL NVEEOHEBILR
ZHADLIN, BEROBVERTEETRAOMERRE, EAOLUIHER 5%
BhHbo TNUK L, BEFRORY, ZL{0EGFLEFNUNDOERERFIHELHEFEE
ROBEIE, 7/ AHEORRITERETR SN, BOoNEREROLERGEIZ»PDH
HORBEEECEERERY LD, LT, 7/ AWEF—REFEELLBEL, A
BROBELHELTBATT 21013, ZETERREOT/ AFRIZERY - RBR2FORER
—Mi@%%%%&%@A@%%uo&ﬁéﬁ%—éi5i<@§Tw&wKMTﬁéo%
CEERETOV YR TLFERE(EVTWS L, BEMROBEBICE A ETORELVREZ
ENb, BEFEGFEBROEZFAVHEVICORDZIND, o0 5WEEZFDZHI,
SEFREROFEBIIBNTD, HAENDLWE I AT, BEFRETFEEORMELIIE)H
PoTLEIENVHI I ELELDIEA D,

BN e, 7/ LAFFROMEE, INFEF THERTELLIICAHMBRCET M ED

103



8 BB & FL3B

FE R FrEDL, AMTHLILULHELANLEZLDOTELZVHETH S, SHIT,

70 LR L1ERR, £ LTRE, £EEERRR EOMBENRE L ORAN ZEEI
EELT, % R, BEMR TR EEEZAALMEL LT EANIZERL TV
U NER bR WEEEET S LICBRILHICARE VD b DO~DRFIZHE D L EIED
oL FOBHIEIBROLVWEETOIH L, A —A L F7 ) TOERERESOIREEN
o) LBROB D T TLO0EEMA B R— TV 0FEED LM L2 L ICKEBE NG,
ZOWMEEE, FRENOBELRENIESF LA LE o BETIER (, MERLTIZEL
72l bDTHb, TNTH, FOR M/ AFETFT— 5 X~ %FEEL L7z OECD @
WS TOFEIEE P,

13. BIEREHESMERANTSESZZ E—FMR?

RBRICERICBTBREO—FUIDOWTRNV, ZhiE, ThETHETCE/-BEAD
—DDHERN, TOMBEORIIELLELLPLTH b,

EMEOFEADA Y2V F 4 TEBEDDL LV BIR, TFETHP o722 13T I
LE T zwne v B, SIEERATMN B OEPoEMESMY 72
WiEA S L) Bk, FIREEOT ) AERETRSMEEANCELT 2 2 E2FTH S
NBEEDRHD, LPL, TREED L) RERNEDH D DD b

MEFOBEBTFALEDL ) LEXREFOLZHHFATH I LITE LV, BRI, b8
[ZOMBz LCEBLTWAW] TEEZFRIITONLIILETHY), ZOBEFOEREDOE
HIE—BOFESIMEIZ L > TEHFMTE R VHETH 5. 2510, HRELHEICHD S
EEOBBEEZ L LT, FASREORRI L 52 WEENE . L) 0k, £<
DGEICHIEICE DL 2EPRIGEFVENT L2 BEFOEERELZ MO DL OO LT
HIEMWTERV, £NULIE, 200BAMPEZ LWL OB OMEDMELZ [EL] %
AL, BRI AREARBTAZLEB LW L, QEROEFANEADEE R, L,
ZRICHVWONIRER, BEFREFACHR LN T NEBETHSI L, IMTICESLH
HETHoTH, —ATRDALZIEVTELHBETIERV,

ZOWEEROBHRIT Z2ERIITOREE, BARICET S [&EFHRE] & [&ETF
T L) HEORELICRIATWS, [HiE] o—&RE LT [BRE] $2B6L, HR
BRr EE L LR R TCEMROE CHEFMATFEL L [RE] &, F60E
WMeWEMICHBLTEEL T8E] 35, V) ENFhORBIZIBRBLRo72ERERED,
ETNETNOBHETHOIENDEIRELTICEELXFFLTELI LY, RELBHOE
ZoZ D EBRTAILL LIERTAREZBVTVEOTRRZWES D 2 BRI,
[EWEE] L WA EER, BEL BRICE > TRBOBRZAERES 25, BHERILELR
2% BEREEIZLODVWTHALOERTW S, —F, KT [EEF DU (genetic

104



T AR E XA A SEE T BIEL T (EH)

diagnosis) | &9 & [Z2i2Eh] LI RIGHHTL %o [BIZFHRE (genetic test) ] &
BEVWETE, WEs, Zo [BE] & T8 288 LTRAML2wE VI BEIE, BE
OERBEHRECES - EVEMRBEORREIRL T2, LT, ZOBEKRIBS ) L
HOBAMPTIOVTOERIC, REZREAZEATVRILEZ TN, EBRIZ, ZL0F
J MZHEELLRE, i, BARERET TR, HSREROMEEDL 2020
DEEZRETHVTV 2, 5 IE [REFEH] 202 HEVAHRENS CFET %0
2T, NDEFHABAEROKEIZT ) LERHESL W) 2 LD, L EMAFR
WCHEMSNDLENH D,

AT, MEIMEEOBAMAETH S L) BEHITEC, L Mg 0L
BETHLEN) I EIZOVWTORBIFT - Tk, MIEOEFWES L L TOEBRONR
B3, EMFEROMESNEHOBEIFTOILEEEL TS,

L2L, EfROMTOERDEVE, TROBRAZRELHFET 2. flaid, HiRESR
WsEicB b A EROBANHE 2 £ E LT, 7/ ABRICOVWTOHBAF SN EITE,
UTD L) RBEAEZ bND, FIESMENFOEREFH > TLa v FH¥=F ik
THD ) DT OERMICHEE - BRI LA-LT 2L, BERREAOSHSNZHERICET W IH
WEESHEELRZVWOT, EMOKSIEHALTHY, BEEHRL . EMOBTOERDEN
&, BB SNECBVDLO N TV RIEREILOTFET %, Lo, BIRFObO0HEIE, &
bizkah, FERRIEZBE . T, BEFEHETZ I EBEEICHTLIHEL SRR
R OE D EREND 50675,

14, BHYIZ  FHEEOEHRE

FADSZ ONE, AEHRDE . LIEROMEFE L XL AHEAEBOMBIFEDLY T LD
THBLUEIE Do BMIESDHRICHET 2BEEFICANLOK, HENWiET
BEBLZEVIBWETTHotz, £I5D, MOBATHSLE TAEL M| ORFELHL
WD, BENLYEEICETIN b0 ERY, INREE (BENZTTIRRY) OF
WHER BT DILRAT, B AWSEHROREN Lo THEDIE LIRS ICEE &
Nnize

BB VBB, FIITLEREIED LD ETARBRORVEEE b0, &5,
AOERIFEFUCTH D, 2BIMETZEVIRIRIED Y 2%, Lad, HERES
NEBEEIC Lo GEEENT WD, 20T, EIWT, ExEoT [o——] LA
VENRH D, BRTIE, LRIZERO LIS, TREL, SEOBCRELLTOA V
TH—AF-aveY MIRZLND (KETH) BT, EY¥ - EPEFE~OEFBEHIN
2o LpL, —AT, BEFLSEABETILTEAV. [OXb LBENE, BE%
END] ZERBFSNE G, BEOH ) L R RENIOE VT S8, S0k 2B

105



FEHROBE B e $B18%

DL WERIZIERD LB,

BEONER (£ LIER) OMERBEICET VAT AL, 2 OGEITRIEEY2HT
*HORELMBFERESNLWER, 2L T, TMo 2T 2EAEROREICL T,
R EiTd) N TELET L, LL, 7/ LAHEOHEIZIE, FOSBREEEYEL
b, BERETIAYNZVEELZHT 5. 2012, RENTERL LTORINE AR
BOZWMAE, ZRAAEEZZAVATLALLETHD, £ LT, NERHIKA»LREN
KR THBINLEER bD, /2, £ABBERDOS /) AHRIE I V—TEHRE L TITH
N, BONIEELEFTIHERT ROV, BAKL o TOBERMFITIREEL Y, IR R
REZEOBVERTEGCFREEOREZKRITIE, BL40EEOROEKREZ, BAIIBNT
assess THZ LR TH B, FDLIIZ, F/ AEROEHIMFIFIZONTIR, FEICE
BB, INLOMEIR, ETEMARKFOEFL L TELETI2EBEORKELEREIE
& LT responsibility # £727 2 ENSHEDLLENDH B,

BIEDY ) LAFFEED, FIRSBMEDROA V7 +—ALF - Iy MILoTELONA
L) HFEER, TFEE OB D responsibility # BT A LARKEE) LEZTVD, L)
D, [FTROEBEYEETLH] EWIREIE, ol b LIRRZBDEDN, [FET
ToTh, WiFEE  HIRELBOHMBEERLED, £)AMEFOLLTHS, Tia, BT
TERDIFFEDIIEEBEFE 2 EZTVWHIRTE RV TNFTTHRRTELL T, RiTTLEo
CIEbDoTWBEDTE,

BE, IR EDLBS, 7 AERVERSENELTLIRRERELT, [S£ET
WhHbhiLo@E] ICBTARICEDITIEDTELY ) MCHTLIMEL R, TR
NEEBEADTENUEE o TWD, 2 LT, 2hUd, SRy AFEOEB S %1515
ZETY, FOLAREORRTERLTLL) LT R, [EEEZFoTEDDAER
Bl RAORMEEZ250E%0 555 LCBETAMBEAMEL IMZOP», £LT,
EFNZEDLHER LI EHRTE LD, FHEREENST/ LAFEICR SN SRR L IT5]
WA TWwBDE, [7F AR e X2 51HaEE] OREICCNLORMENEZ bhD
EMEETHD, £7, BEFE - EWZEOEMRD, FOEELHLLEFDH 5,

Wl v Thid, Rt RS BEEELD, Lw)H T kiz, RENPEIESNT
WRVOTHE, ZLT, BIRLVIERIRL, BRI TXALWIWEERDOLOK
A, FhUL, BEEWVI I DD, BB SOIEICEWRLTHY, E61, FL
HEob LHROREE, —BNCERINLEEOLOTRE VIS ERT. KENES L
LTOBRETEET L Ea—S0EE %R B, FRICBRAEFEMFKIZL LT/ LAEROELT
T, A& BEEFEBLAYT L2 -0—FHETHL, DL RFEESHOFEOR
FHERRZ, BRIIZBWTH VAT AL LTREELTWLERD L, FiZ, 7/ LAHED
L)L OHRO—F R OB WIHAVLETHY), FORBRIATHIY EENLZ D

106



7/ LRI SHEEEEY BiE LT ()

TELRNEVWHIBETEOMESFIZBVWTIE, EEABFTTTWLI EELIZIZIFOETIE
&9 v,

2

AR O6E ORATEERTRRABICHE T 2R 2P0 s LT RRICh2Z VTR LTS
BoTVWABHATFRICEHT 5, M, COMRIREESE s —<v 14 2V 2AREHEE
# (b MESOBEFEERLICET MR R, EESOHNEMERENE vy
L BARREMREX [BEFRITIIE BEERESFICBVWTHAVLGNS FEKE
FHIB Y 2 R RERABISE— T OERID ) T o BERRBOME L T) A& o THHE
nizo

Bt

(1) JNEEER DEREZORNEE] BKEE 1977

(2) NEHEZER, [BEXorzr0oE0RE] [EomE], BEF HRFERE 1987, 578, JIZEER
i TAOENEL LTOES] ERBL, [ES - E9%] v BErAVTVD, EERE0EL
IZERLTWS,

(3) HHH [EREESE - £WEMIICEIT 5 one of them), TADEEED/EL, E104, 2004,
653-681.

(4) H#ME, [/ sWForR] [ER] 1185, 2003, 199-208.

(5) HHE, [EENAINVIOENRTLLO) [P X M), 1247, 2003, 29-36.

C(6) HHM, [/ 2HRETIR, TORREENTIEOTE 2T &E&R] [SRL @], 27, 2003,
170-177.

(7) #HBE [NEZ2EBRL, BEEBLI)LTHIEFORTOY /) AHEOMEMT] TAGHHF= 2 —
AL =], 9 2003 36

(8) ¥WH#E, SHETF [/ 20ECHEY, ER, HENAE—F LYY ARISHEL2 CEAE
HOFBEAL S LIS Y /-2 v, [EESMEER) 123, 2003, 107-119..

(9) HWHM [HFLVY ) LHEIEACKELRELABTEIHLERO EIKF D], [Medical
Tribune) 200315285, 74.

(10) HHE, 4, EERE2XZ2 5 ANEEEOE . LIiER], [FEEE I 4 —] 578 2003, 58-63.

(11) #EHE, [AoZeide bTewv)RAohT], [RRREFME 30, 2002, 71-82.

(12) JI=H%ER, DEREFORRER), SWEEE, 1977, 398-399H.

(13) Department of Health UK, Our inheritance and our future, 2002.

(14) ZasHr- o7, F%ﬁﬂ@ﬂﬂ%%ﬁ‘?‘%@j, AHIIETE, 1996.

(15) #ILERRE, (b FEORIRVOED FICHET2E], T8 H 304 # S5 B % BT 8877 Discussion
Paper), 33, 2004.

(16) ENZEH® : http//wwwlmhlw.gojp/shingi/s9812/s1216-2_10html, 384 —#% : http//www.mext.go.
jp/a_menu/shinkou/seimei/mainhtm, BEERAFZEH5 4t  http://www.mhlw.go.jp/topics/2003/07 /tp0730-
2.html

(17) BAREHESHE - STHRE, EEMRLLALBAMERORECE T 2EROED Fizowd],
2001

(18) JEBEER, [vwhbwd [N14xvy s A OfuHT2 b0l [REEERIE] 17, 1985, 128

(19) Watson, J. and Crick, F., Molecular structure of nucleic acids-A structure for deoxyribose nucleic
acid., Nature 171 (4356) 1953, 737-738.

107



EH OBE BT 1R #13%

(20)  emARES LRSI O P TiE, ] Neuroscience b o L b HELBRBRELETL. LT, L
TOHL)BEEAH S, "In science it is essential that other researchers be able to evaluate and, if
they wish, to replicate published observation. This enables researchers to build on the work of each |
other, thus permitting the efficient use of resources.” & V9. F 72 NIH o #§ & (1990) T “this
principle requires that any unique materials that are essential for repetition of the published

- experiments be available to other qualified scientists.”

(21) J. Neuroscience T ¥, LT ® L& 5 W R B & L T v 5. “unique and propagatable materials
(monoclonal antibodies, transgenic mice, and DNA probes and constructs) possible, nonpropagatable
materials (for example serum antibodies) . '

(22) Nature OIEHIZBOTICIL, “Microarray data should be made available to any interested reader on
the publication date from the authors directly.

(23) National Human Genetics Research Institute (USA) , NHGRI Institutional Review Board Consent
Form Template, 2000, pp. 10.

(24) OECD Workshop (Tokyo) . Human Genetic Research Databases, 2004.

(25) HEHM KR [70F4 32 AWEICBTAHEAE], Tea—<r% 4TV 2), march 2004,
16—20. '

(26) D. Melzer, A. Raven, D.E. Detmer, T. Ling. R.L. Zimmern, My Own Medicine, 2003. http://
www . phgu.org.uk/about_ phgu/pharmacogenetics.asp

(27) CCTO [BEEEE] IEERFROBETHL. 4 ¥ UTEHERLEBEDNDS, EBIZHY+E) £
EEHBL, TS, FOFEREEE, RANLESEEYED. LirLl, BB, Hred)
FCTholzledmhbh, TTETHHLEEVEZONLHBYERY. LREBRLTYVWS. 2L,
TO2ODETRLIERT A I L2 LI, BIREKI LRV, L) 0R [RFEo Tna DK
LIELW] S EENE X2, BBEILIPLTH S,

(28) HREME, [~V r2EF] 2000. http//www.wmanet/e/policy/b3.htm

(29) M#E— [4>7x—aFarery eEFE] [E-BEFEFSEHN L VRYU Y LLHE] 1994,
29H.

(30) Australia Law Reform Commission, ALRC 96 Essentially Yours: The Protection of Human Genetic
Information in Australia, 2003, http.//www.zustlii.edu.au/au/other/alrc/publications/reports/96/

108



T AR A HEEEE BIE LT ()

Social Infrastructure for Organizing Genome Research in Japan:
Autonomy of Researchers

by

Tohru Masui
(National Institute of Health Sciences)

The completion of the human genome project has introduced an attractive hypothesis; ie.
differences in common disease susceptibility of human individuals could be normalized by
the difference in individual genome nformation.

On this hypothesis genome research is based on stratification of human population by
genome information. Moreover, collection of health and environmental information and
construction of databases from the data might give us the other stratification mechanism.
With these grouping systems, human population can be studied based. on the concept of
experimental aﬁimals, l.e. experimental animais are genetically homogeneous and live
under the controlled environmental conditions.

Not only the application of results of genome research in health care but also planning
and execution of genome research itself have potential impacts on our society. Nobody
could escape from certain control integrity of his/her own genome. Therefore, these
processes need to be considerate. In this sense, genome research of common diseases
should be prepared as a social experiment and once it failed, it is very difficult to recover
from the negative motivation of citizens.

Genome information would be shared by different reasons. 1.Shared biologically. Genome
information is inheritable; we share our genome with many descendants and ancestors.
2.Shared among scientific domain. Science demands sharing genome research related
information for verification by peers. 3.Shared in society. The outcome of genome research
1s stochastic and it has value in a group of people. It is still not well established that how
we can utilize stochastic data to a personal decision.

Research deadly requires trust, because it has the nature of future, uncertainty, and
supposition. The autonomy of professionals who are taking parts of genome research is the
essential demand of enhancing trust of society in the due course. Unfortunately, 5 years of
discussion on ethics in biomedical research in Japan rips the appreciation of professional
autonomy. We have to change this culture to build the trust on genome research in our

society.
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