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i. 7RV A DR OBEREN A

TAVAD 2001 EEOHIEEFETFERETHoLLE B INAHLDOD—2(Z, NIH(National
Institutes of Health; E L&A IERT) O FREEMAZET 5%, NIH i, FDA (Food and
Drug Administration ; & d&nE K M E4/F) . CDC (Center for Disease Control; RJIR‘E B H)
LIz KIE A (Department of Health and Human Service ; DHHS or HHS) IZFT)@
THBUNERE TH D,

2001 FEEDOTBRE CTIIRTEELL 5.6%H T, £ 10 ER/LOEEE, #HEH 1,88 (RO
FHE L o7, MBAWVWIEIZ, NIH fIBERL FREAZ KEBADOHLD Thotz, T H
KOZEOFEE D, 1998 b0 5 FEMIC NIH FEEZEFHETHILEEL TR, ZOME
Iz NobiE<E RHD, NIH 13, KEAEDOTHEDOIFRE L5 (2001 FEDOT
BT,99.4%),

HERBURFIC LD FEB R X HIZBIL T, NIH X, B IRV TELDTFELEET
LB THY, D 22%% 505 (ERFHAE DS 45.2% NASA 28 11.8%), £ HDK)
NENELS TR ZONAHFE 71 =7~ (Research Project Grants) #iX. 3 /7 1 T 500 L4
bz b5, REOAFIEBAFREINE SRV EFEIEDEA TODHLITINZ NIH (3, 72D
DT HTIXLFFFRD 60% % BRI KX DLEERZE A ZOBRADK 80%73,
REFZDOHNRBOFHERN IR E S L. TE I, K 10%23, BB L NIH
WZETIR T o BRI SRR B L AL S S35,

BRI, BN LEHENCIE, £<OBIREL T, ER2ER LV OFERE R EZHN TS
(15 /T, BEHIB0ER L), ZOERMAET BV = /MIL> T, BE OEBET -4
FERIZEND Y TONOMEE & HIGN TIRDRWEEEINTOZETHS,

NSF (National Science Foundation; 2 XM H) OFHS, £MFIFICEETIHDL
LT, fidLCahRid7en7gvy, U-oid NSF i, NIH O PRIV oL k&L AIELL
17.3%1H. 6 {& 7500 FRLOEERLR>TRY, Zhb2RVIEB 25D o, Zhb
DFREOEHELIT R, T/ R7r—LVOLERE BREOCHEGHAERE
(Biocomplexity in the Environmnet) 72 IRV AT HND T EE/2- TOBMN, AFFEX 5D
— 2L T, ARE (BIO) IZh, BT 23.3%DIEEE T, 5 (& 1100 FRABHHEH

VBRI T AU TILEBERAE T %O 1980 ELIE, BEIOTIEE &5 BB FEHELZBZ. 1999
AT, TAIDOMERFEIHO =50 —.(68.5%) & 5D,
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"The Hottest Research of 1998", ScienceWatch (1999), March/April, pp.1-2.

Name 'Institution .‘Field No. of Hot
. Papers
1 |John C. Reed Burnham Institute Cell Biology 1 9
2 |Hans-Joachim Gabius ; University of Munich Biochemistry | 8
3 |Bert Vogelstein HHMI, Johns Hopkins University |Molecular Biology X' 7
Kenneth W. Kinzler |Johns Hopkins University ‘Molecular Biology 7
4 |J. Craig Venter Institute for Genomic Research Genomics | 6
Ronald M. Evans HHMI, Salk Institute Genetics 6
5 |Xiaodong Wang UT Southweastern Medical Center |Cell Biology 5
Mark D. Adams Institute for Genomic Research Genomics 5
Scott M. Hammer Harvard University IVirology 5
Hamilton O. Smith | Johns Hopkins University ;Genomics 5
Granger G. Sutton Institute for Genomic Research | Genomics 5
Christopher K.Glass U.Calif., San Diego Cell Biology 5
Douglas D. Richman ;U.Calif., San Diego Virology 5
Richard A. Flavell HHMI, Yale University Immunology 5
Laszlo Nagy Salk Institute Genetics 5
Gillan P.Bates Guys Hospital Molecular Genetics 5
Stephen W. Davies | University College London Molecular Genetics 5
Guy S. Salvensen Burnham Institute Cell Biology 5
Sharon L. Rogers Eisai Inc. Phamacology 5
Lawrence T.Friedhoff |Eisai Inc. Phamacology 5
"Superstars of Biomedicine, 1990-97", ScienceWatch (1998), May/June, pp.1-2.
Name Institution Papers Citations
1  |Bert Vogelstein HHM]I, Johns Hopkins University 190 | 27,901
2 {Salvador Moncada University College London 1 342 ! 20,354
3 |Solomon H. Snyder  Johns Hopkins University | 251 19,793
4 [Joseph Schlessinger |NYU Medical Center 228 18,315
5 |Pierre Chambon Inst. Genetics/Molec.Cell.Biology 328 15,035
6  |Kenneth W. Kinzler |Johns Hopkins University 117 14,008
7 David P. Lane University of Dundee 184 13,955
8  |Tadamitsu Kishimoto |Osaka University 1 349 13,513
9 |Neal G. Copeland National Cancer Institute ‘ 398 13,313
10 |Nancy A. Jenkins National Cancer Institute 395 13,190
11 |David Baltimore Caltech 170 12,723
12 |Michael Karin UC San Diego 125 ‘ 12,550
13 {Axel Ullrich Max Plank Inst. Biochemistry 226 | 12,144
14 |Tony Pawson Mt. Sinai Hospital, Tronto 164 11,940
15 |Timothy A. Springer |Harvard University 186 11,936
16 |David S. Bredt UC San Francisco 84 11,622
17 |Peter H. Seeburg University of Heidelberg 129 11,111
18 |Robert J. Lefkowitz |HHMI, Duke Univ. Med. Center 221 10,913
19 |Ronald M. Evans jHHMI, Salk Institute i 171 10,797
20 |Jeffrey A. Ledbetter |Bristol-Myers Squibb 198 10,761
21 |Frank McCormick Onyx Pharmaceuticals 150 10,215
22 |Tony Hunter ‘Salk Institute l 203 10,189
23 [Stanley J. Korsmeyer ,HHMI, Washington University 118 10,130
24 [Charles A. Dinarello ‘U. Colorado Health Sci. Ctr. ‘ 292 10,069
25 |Richard M.J. Palmer |Alizyme J 60 10,010
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53D,

1 I35 5 METORFEE 20 AOFEMSEIL, MIREDFE, EWLE 5 TEDE,
7R BB MRREYE, T LNFE UANVRE T RE T NF e, T
ANVAE RIEE BRFE, 5 TEREF 5 TEEE. MRAYSE KEE EKRFL o
T3, 2055, 7AY B LSO RSB R 358 21X, 34 LA, Lot
ROV 77720 AR FEOSE R, TAVHDORFEEFEN HDHI LA [(RF1-2: &
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HEETIIIELXRHHEL ALNAO T, EY-ERFFICBRES N, BHIZbRS
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3) FHREFFROHEAE
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T, BISTI(the Biomedical Information Science and Technology Initiative) &V 57125 A
NESTRY, BEFHFERREB XK T —FNBEITHBERBETOREZLR T EEBIT,
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Fi% B48ULT-. TAV D O ERELE] ot REIKES EHT 5L RTh, 2T KBR
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) 1 2E0b0, 2he, EMEIerEEFIREL MBEERTIREL BT ERIOT
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WU EOBFEEERBL TODIERRINTND, $io, M ELE S 0BG ERF
FRICBIL T, BRI, EEMICR T, ZUEEBVMLBIZH D DT TR WZELRER
T3,

TAVADOFEFEEL L, B BOMRHEREILIT TEEDONIMmIIN8EIL 5, AARY
LEBT DL ME O FEIEENI T T HRFERIMENZELEH TES (AFVRE, ZOF
MHY),

FEBERMEICRBOTIE, AFXVR, BAR, RAVREBLFEFFEELERTAHFELL
T?%U:‘ak%ﬂ@tm— I WPFNL5EIERB RS (TF AT, ZOBEBEERV) . BERD
A EfINDEBEILFEFFEOFIN, TAU L DS F&Eﬁ&ﬁ‘ﬂ/uh%djfﬁ)é_&bm*é
NTCWD, TAY A EBRS EESHE T, £5XH. B EOHEHEZTIcLoTENNE
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NBAC i, fABIHFFE T 0 =7 FOFHRLFR AL TEEZ W S SWEF 720,
IR~V OIS ORTEZ, ROISRbDTH D,

T AT CRANERL~NNVOEREBSNEINZOL, Il zX00, HBREER
&%EE’J&L?‘_ 1974 FEOEFRMFRFNEICLD, k- T, [EY-ERFFRTER

BIAHBREREBICETIERZES | VELEE O TIZENNT (The National

U Z0Of, 1972 FICHESNERBHEESENERENS QETHNG), T/ — TR AR
BT T, EWEHIRE (OTA) BENNZO, 19726 THY, 2k, 1995FIZEIEEh -,



Commission for the Protection of Human Subjects of Biomedical and Behavioral Research:
1974 -8 ), ZOZER/ AT 10 OREFRHLZ, ZOEFEERIT, INETL L
(2 BRI, AT — AR - arerh BEEREBEOMBEICIVE A, 2O O FEfmE
JRAIE IRB ORI ERRBEMZHEILLIZEESND, BRI Th, BEFIEOEREEL TELD
HIT-TERRIF I BIT D FDIRE D7D D EARRAET AR T A ] @R~V 'R
WEL, TAVVDEMRERBO L EZRTHDOLEDND,

Wiz, s ZE A% | 3D 7= (The Ethics Advisory Board:1978 £-80 4F) 2%, Z
i, AR OERE T4, FEBL, ZOMBFMEZEERIL. —HOEEM IR
EEMICGRDONHELT | RFOBHEOBIRHRE RbdH - T, hitoMELERE
BT HLDEI., EMEMFFE~DOBIEIIRO bR 2T,

BEEILL o TRESNETEZBLIUEY-EE - TR FEHFRICB T D mEEARE
DOZEICETLIRERER ST BRFENDOER — BRI EZ%Z IR T 72 (The
President’s Commission for the Study of Ethical Problems in Medicine and Biomedical and
Behavioral Research:1978 4£-83 4F), ZOKMELZEERIT 11 OMEELERH L, L
LIEBIROAT 2V T ERZY)—=0 7 J PSS, AFEEATIC B LR R/l
72, #EHE X DNA BFFEIC B0 E & (Splicing Life) iX, NIH @ RAC IZ, Bi=FIAEIZEE
THETV—F LTI N—TwRTHDRE Lol Ebid, Z2FE T, EARBUFEBIL, 1TE
Bl SR FEN LAY -EEMEEZE T, EMEBRE T T S COMRIEENCE A X
ND—RBIRBERZAEAD LU TE2M3, 1981 EOKEAEOFLD-HAEIZ LA,
AW -ERFREILL TROZ L7201 3ND (RAR T ) MFFRIT, STl R ORE
ZEY LT HZEITRDDITHEEEROND),

1985 &5 89 £ F T, [EW-ERGIEEE S ) (The Biomedical Ethics Commission) 73
B, DB FERIE, 2) tMEFFE, 3) REIEE ~DOBEELRBMIE. IOV TRETS
HZEE7poT, LnL NLIERFIEOME T, RBBVRESRZ B LoEMm ORI, Bls
B AT A X —BRI L E VAL LR > TSR E/NEIZRY, —o0HEEL
HERNERLFEEILT, ZHUTEoT, U227 B0 1995 41T NBAC MBESN
LE T, ERBIFL NV DOEBESPHEBLSNAZLITR RO ZRERS IO
fFLinote, PREREIL. MIETHL 7 AV OBIER IS 2 LGN 2 ROV EEO— 2 &
S, TRV DA mGEREOS DLW B —EZ DX EDH, —RIZ. ZAMOER
ZBEL3FHOKRKBEZ AR OFMA T,

NBAC 23 NI (LD -k EEIT, th-ro—REIZET5Y D (Cloning Human Beings,
1997) THY ., BT T, ERRES I SV TIREEA T L2072, NBAC 13, ITEDE M
BEOSFEDERIHIGL G MESN-HBZ RS THY, 1970FERICHSILSNTET
AT OEMBFLEROBBIT AT 205, Fil-RB R FHEmE B TWATEE RIS



LHDTHD,

2)NIH RAC &3 A3 72 /ay—EE R (OBA)

HAE NIH @ RAC iX. A2 T2/ —1E8 B (Office of Biotechnology Activities) . 18
#r OBA O TFICHLBIN TS, ZOFEHIL, BB LWSDTHS,

OBA 1, fREERY - L0 - HSREEZ S0, B2 DNA, B 72, EEMERSEHE
7R ¥ OEREBERTFFICIB T DR OE S LD T 5720 kMELRFEHROR FRIE
HEE=L—T 5, THIIKHEL T, OBA i1, KEAE TICEPND3SOHHEZEERD
EEEZELLY, ENOOMEMEOFHESHITEEDOMBIZITI,

A S REIZEE T A E B S0 —21d. NIH OfE# 2 DNA #6412 B4 (Recombinant
DNA Advisory Committee) T&HY, @FF RAC, > — 2. kEEAR OB FZHEERZE
B4 (Secretary’s Advisory Committee on Genetic Testing) . fhd>—-2i%. RIULEAE D
BIERIRISBMEZE B2 (Secretary’s Advisory Committee on Xenotransplantation) T3,

ZZ T, EKIZRAC IZHEBR T3,

RAC DFEREIL, B FEIEOEREEARD, 1973 £ 6 AIZIPDIEHTENTED, B
GFBAEOL S fERMEZ G T AR FEELOEEN, TN 2EION—7EFE R T,
1974 £ 10 H ® RAC DR E~ETE o7, 1976 FFIZ A2 DNA 28 LD @ NIH
HARTGA U | BEEDBIL, g RAC IE, BIFEHBAEDOEIUIZEIL THAR T A %38
B HZEERIZLTND, Wb LT AVIDITARTA L =-FEEEHIOTERIZALEL T,
EBEOBRERIFFRICEDY, B FHEBRABEFROLZ2H - HHREZREFTT2EEE
BEMLB ST oND, TARTAARRI LI, KRB FIEIE, OFARTAZHB IR,
QINZERLBEERBELEZTOFREZER, Q2 OERFBELTANFA Y TIX
DEBRTHIEMFEREOER R, O3 DDOERNORDL, TAUATiX, EEFIEEICEL
T Eh TR, (1) M#2 DNA Z2ETHZEOZ9 O NIH TARZA2 (2NIH RAC,
(3IRB(or IBOIZHRHINT 5, Yk, BFEEORNSHHZO B BICHKNE ST T28=
BEEZDH—F., BRI B EH AL TH5ERZ EOLEERNEML-2EHHY, 1970
FERICHESLLIZATARTAAERNT, BEBEEME RO —EDORBOEDIZLED
ZENTED,

HEELTEe TIRLRN DI, 20 NIH HARFA03, NIH 280 XkEEELEOE
SR EIZI S TITONAMEFENI R L COLBRAIN., REAEEOHFCHE TEMRS
NAMFRIZITEAEIN2NZETHD, TAVAOBHERO, 2oL —@EIE, HHAMICR
THRVRER T EEREREL D, LVODY | B HEZDPUBXASOVOMEE S
B NAAFT RN F Y —REBT T UDEER TRAINTWDINLTHD (TAVHTIL,
1980 £.25 70 #7207 AT BB Fv—Id, FEE 1 A OEFRT 1500 #2827 L



=Ehihvd),
FERELTT AU Tk, BT E O FNEMIZ LD BB R E N LM A <4 &
EIEER L5,

NBAC & NIH RAC X, EARBUFL~WZHLHFEM - BB THY, DI B REL
DI L A ERREICELo TIEFICEERERZ R4, TNHEAL LD
BAEBREORBIZEL UL BEPRA =T T4 2 RETIZELEN TG
WEEREAS (T #EEICRL T, BT BRIEOMHEBMBZEICEAL THOEEBIRHED Albert
Gore DZAMZETHND), FL T, TNOHBUFHERE CEIE SN DIEFHESH AR A DIE
IE. $EOLNHIRECHBEOLIEL | InKAERHNIK X DD, LT D42 0| EHM
1. FFRIEECTHY, TRVD DA T2 AAE BRI ZHLS 72 R R O T T,
BURBIXH S SARI R 52 B x LG DA G mBENEZ ERT5—F., HDH%
FIZIHL, ARSI M OS5 TVD,

3) b7 AEHE ELSI BFFE 7 117 5 A

ENT LETEIIERF IR TR ESE R s T 408, Whwd, mER-I1E
A4 -+ A 35 RS 8 (Bthical, Legal, and Social Issues, or Implications) 54 5828 71/
T LTHD, LT ELSI e ms I 0892, Zhid, e/ AFRO FEO—EH 5 &
&9 ELSIBFRICEID S THEN OB D THD, 1991 F2>05 1995 £ ETORIT, #7 40 EH
BRASNTZ, —8EiTV 2 BRERE oY 27 D FEZ U RE~DOBREHIIRY [
FHZEE, T AV ORFBOR LRI AMORFER T 0V = N E> TET VLR
HERFFIC, ENT ) MO BRRMER T R T DLEN5, LN LFHEZES NIH &
DOE (Department of Energy ; =T ®/L¥—4) Tit. £ROFMEZEE S BIEI LTS,

ELSI #3070 5 LD KOS, b LHEAS OIFS ERMBEIZ OV TE
DEENE FHEE—RICELUR LW RBRZEITHiILD, RAEENGEMRBIFN T, —ERFR
TOERHARTABEEDLNRITIITRGRNEL TS, BN LA DA REIC
DNTEZAEFNZOAKERIZ ST AHIET, BELE X DS/ NREERL EiF5
TENIRIL TBE RRTTRBRVWTEAS,

7L CHENAFEMRIL. HDEVNCT I TIvITHY, BIRKREITE LB IZNE
DORLAIDI T FHTHNTHUA,

4)IRB ] (Institutional Review Board System)

BETIEFRRE ZRICBRMEZITOMARE TRESNOERANFEZAR. HDHW
(IR SRR KRS N TR SR b L OB AATO ML R OF M, 22Tl REE



B2 —#% (Ethics Committee) R9REEN R EEZE B4 (Hospital Ethics Committee) & 972
IRBOERTREWD, BT, WhddaEr oLb— L LT, KEEE EH AL 45
CFR part 46] (1991 E)NIZELDBNIHEIREIZLER-> TS (A 7pK Y, 1959 4EIZiT
KEEERNE AL 74— bR a B NOEBEEORER =27 ARELD LN T
LEDbID),

IRB #IEEIT, EREITELA, BHEFRICBIT AR EREL BRI L IO EH]
(AW HIF E DT T H B Th D, BRIRIF A BT 2ICH Y, FNE THEMRB
¥ FOEMBELBEREICHEOME 4 OB RE ORI H & ZHEEX LN TN
DIZKIL T, #BRE OHERLERIASEDT-0IC, A T4 — bR a B D EfE Fipx 0
MEDIAZEBEOFBLN 7 HIZ DN T, SMUANSER T RE 2B DI TN,
HARGAARFIDOERIBIALE T D05, BEIICR TH 0055912, IRB #lIEX, HART
A ANEHI D EESRE T HEDO—DTHHD,

TAVAD IRB HilE L, BHEMED, SEJERMEAPEENICRESNTECQS, A
ATIHEOREL, 1982 FILESRFEERIHREZELSVENLN., HFREOEZEIC
MBELZERERETLIEIEPIMESNT,

5) Btk 95 R EEE - B PR AR & O PR E]

TAVAIEES (AAAS) | £2XKEME KB FaEES, Bt a, SERE
M{&7: L OEMFEMPIMEGMEBEL TELDD, HARTALHBRGHEBE, —ErF
BIZBTAARXBMIRNIVEETH D, 62T 2 TS5 T2EMMERIC KL I
AT, BHEFEINOATREELVR 7 EFH ML O DI LD RSV X BTE5), ZHHE
M- EFFREANOEET LD MIT, EMHFEMONT TOIFIERE RO
SNEEGATODEL T, ERBUFEERE OB BIREC RS IIMSL e T D2y
RAVRE RSN (XTI KB 725 82 & O TEN) , Zhbid, BROER BRI AL
BERE R TILELLIC, HBAICI> THRENLOTRELEHEHEIL | BArs RAER NI
BARLTREHSEH -FIEHETH D,

LT AV ERMRZ2EOHTIE, TNOREST LT 7zyia) N - T)—F LDt
HIBEEZ IR T 2% ML EE T D, 7 AV CEREHRBEHESHRSLL2WERRERE, —2
ZiX, TRV ERME DR ARENHAEEL TEET LD EL b,

6) NAF Lol AT (B DV T E iR ZE)
REFERXLBERHBEERE TITON TV D ERBEMFE—RE E L, A4 v/ A

7. BLRRSE, A TaEiR e, fEIRAFSE. ENERE 2 D<A MERH - IE8 - AL SRR E R R

TR ENE END, LR DELSIFFZE 71/ 5 AENAEITEDRVE RAHRETHAMH,



ELSI Bt 7" 0 7 LEIX R D6 EREE TITONO IR — Aol Lz,
ELSI HFFE 7025 ML > TEARBFINL DO K ERE &R EE2ZIFDURTIND, (4
VI ARG BIESFHERHNATON TEOR, TAV I THS, NPO R NGO #ZEDIHEE
ENZ I > TITONL85 D, Z2ICEbid,

iii. &1 R - il B D ARFI

BB OO0, FHET-FIEOREE, IR1-TEL TELDT,

ZZCRIBEMR T o MR EFARERM NITEKR L,

B ZEMAHS0CHAETTAERELLT, O&ET, A) BFiIckda ra—/L, B)
(FI2Ee0) ERFREMHICK D2 tr—)L, O FRICEDa br—  BMSICE X b &,
NBAC, NIH RAC, ELSI #3712 A, IRB HlE X, TNFNOELX DT HELRDEITN
z., Bl EEE BEOEWFETHIAN—ERK, BEETIERAORT, ZTH3201T5
FEEPNANERDTE TaIy M DRI E R OB TED,

T AV Tt 2o OMB - HEZ ML T, M EEERICEOAMER SR E
R AN, TELIDEVRHABICRHSNDGRAEBEINDLELIL, SEXFEREEEM
D RIGH, STV IR TRBEINDIORERRA L Z—T A ZABELN TN D ZE
2, ONETHBL XD,



f1&1-A. SCIT—2D 2], - BRAR (WA RLESL, 1999)

O FA
s X BEOHEHEA EHix X R
j (MARR) XM R RN FAINDH | TAHERGE M
FAYH 544 403 444 317 100 86 |
BA 129 119 104 98 25 21 | 12 11 17 108
YEDP 147 127 107 94 40 33! 14 10 133 17
IR 110 87 77 61 33 26 ‘ 15 14 95 73
Ry 120 102 81 67 39 35 ! 19 16 101 86
v 81 56 56 40 25 16 [ 20 12 61 44
457 52 39 (MARE %) (MARER) (MARS ) (MARRR)
54 49 37
A—RRSY7 41 33 FS57A) ERORIMO LR
(BARABMEESE MARRERLEE)
(#8) 1,432 1,102
hF+4
|
‘1
|
\
|
J
!
|
1 |
\ N
@ %B
VA wagla | BEOHE | SRXCETIERARHROLE [EEXEHEICHTS
- S BX | BRI TAHDH FAYHDLE
FAYH 141 2592%| 81.62%  78.66% 18.38%  21.34%
BE 10 775%| 8062% 82.35%| 19.38%  1765%  930% 9.24% 48.00%  5238%
AFYR 20 1361% 72.79%  7402% 27.21%  2598%;  9.52% 7.87% 35 00% 30 30%
ISR 23 20.91%| 70.00%  70.11%| 30.00% 29.89% 1364%  16.09% 4545% 53 85%
KAy 18 1500% 67.50%  6569% 3250%  3431% 1583%  15.69% 4872%  45.71%
HFE 25 30.86% 6914%  71.43% 30.86%  28.57% 24.69%  21.43% 80.00% 75.00%
ARIJ7 13 25.00% (MAREZ) (MAREZ) (MAEER) (MARER)
A4 12 24.49% { D
— = |
A—2L5U7 8 1951% g 557B) E8; HEFEMEICLDRXOLE |
|
(#8) 330 ‘ l
| |
|
70.00% |
7279% |
80.62% \
81.62% i
0.00% 20.00% 40.00% 60.00% 80.00% 100 00% "
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EFE1-7. TAUDDNAFIIOYI R RAT L B R4 - 5 B D4

ELSI BIRTRT 5L g S %
NBAC NIH RAC ELS B | ELSi Eows IRB INF TV AHRE
A OSTP-IRB/R Y | HIFRO AR 2% S i = .
B DB (NIHZAFF.() | ELSLOFSL-BRORE | ERFFEORE | ELSIBFEOXNE
AR B8 KiefEsw | AR Ehy ) LEHE ESHF SR ]
HEEE ERBFLORRF BRI - EHERE s madiile s kL) ]
EFOCERAG| ERBUF-EAE NIH NIH, DOE B Ak BE RECEBAKAD
&R RHRERE RAC Hb (ELSIEC) | EC Hb EHT AR H O A5
s TOROBES | AR AR | A R | BRI
£ (i) ERMEOEMR| O 9 - © © A S
—fTHE O X A A O O
FHERO LR O O RO | HEEOIRH A BESFNE
DEMTZEMFOERMLHEINTEHE  DEABHERRELDS 3ELSI #F{fiZ B £ (Evaluation Committee) %2

ERPEGODZ & (4Z-ChEh5)






2. TAVADNAF Ty R 27 (1) :NBAC & NIH RAC

2-1. NBAC

i. NBAC O E

NBAC %, 1989 LA, EARBAFL -~V CTEBORER TAHHEBRITON TR o727 A
UH T, ALSOIZIBESN-BRZEES THY, #HEmIlSESRERINI DL M
DREEARCEREOALEINRL T, ZO A TORBEORIGREELD, EHFHES R
BURFHES. IRB 72 IR LEI PR E %17,

NBAC OB EXIX, LT DL,

OsTP

NSTC
P8 & S OB
g ju s ERES
NBAC
IR AT 8RR
L= NIH, FDA, OHRP(OPRR)
I An—&m
N OV IRB
LEICXE |EZDNM ¥ o
Ty g0tk

ii. NBAC D st

TRV RMEREHBRETD NBAC 37tk kO R zBETFHLL TR 2ZBSL
L, 1995 £ 10 Bk EXINT,

O ANEEEBRBTZE (human research subjects) {2 B0 A FEHER LB AL DR E

ObMELGFORT b LRGIEROEREHLF HOMER
DORRFITHD, HRERBLVOESTH LW BEZH OO TR EiF5LEb12, EMNER
THEROHZOEHEVOBFLOWEBELETY L 5Z8E o Tz, LILREIFRFRORF



B OXEBLHY, bh-ru— B R EEREL & TRV - fm BRI R EZ RS
RGRETHIELIR 0T, 1999 £ 9 BIZEBEOREN 2 LI HzeERry, Dl
% 2001 4E 10 A £ TR T D28 LT,

NBAC Ol I-#MEZFIT, TTHRFEEITFIERRIC. RI. BEOZEEESZOMIZEH
b, BISE O RELIBIFERE a4 T&, 180 B LLINIZEIEFICH L GRETHL9.,
ZOBFEBICERTHIENTED, BE TEAME~DRERB LN THLWDS,
NBAC i, EARMIITEEROIERHEI CII72<, HSETHIEMMBI tH 5, NBAC i, £
ZEMETZR S NL DS REIHFIZLAE R Tl BE R HEZE (the public) 235
R _REBBRIC OV TRBE ZITHIENTED,

NBAC 2MELEANCRRRTTABEA I ETHICHT->TE, L T4 oD ENRZEBEN
A

1) AREE L -BOR EOF0A M HERMENBREME

2) Z DA miGEREIEH B ORI ZHEMTERED BRLEET S

3) F A MHERMBEICEAL TR - b CEEICEH CEXAMOEER2N

4) FORED 5| X3 E B L OEE A, %’E%ﬁk@&ﬁ%ff%&ﬁ ¥ oY)

(MR — D> OB REINHHEEITIE, NBAC iXFHE L2V

T*M)o

BTV O DA E RE AT % (the public) IZABESND, £ 12 B TEELE
ENTE NEESIT, LBIUGUTREIND, BFE NBAC 1213, ##BRENEES
(Human Subjects Subcommittee) Lt MN&fnF/NE B2 (Human Genetics Subcommittee) 3
BN TS, EMFEIL, 300 FRVLUNEENS,

iii. NBAC L#EFFEMZE B S

NBAC 1%, 1972 FZHIEEN - B RFE R ZE B =15 (the Federal Advisory Committee
Act; FACA) DI EIZL 1223 »> T, IEKIEBANEZ AL TEKH DL TS, NIH O
RAC b, ZOIEIZLIZMBIBDERLIND,

BAMHEESET. EHOTEHMPAOIEENI X THERLa fa— L E HEN
&%@‘57‘: WHIESNTEETHD, 2L, BRI B ot X E AL
7o R DT, BB IZ X 2B FMERZ BB I EL— L EEDTLOTHS,
ZOENL, %Fmﬁ%é%ﬁ\ DI EG LT OB BEZ M- ZR2T RN EER el
7

O BHY, #iRE. {4 (mission objectives) #BAEEL - TR A2~ T5

1 PAToFEuRIL, Josephine Anne Stein & Ortwin Renn(1998), “Transparency and Openness in Scientific
Advisory Committees: The American Experience”|ZD A& > TWBD T, EEAH W L2 HT > TH<,



OFEEE TOEMBFHERL DFVEVEE XL TRRESND

O— ADEHROE FI ko THESH, HRIESNS

O£ A1 BIHESNDREND) HEN LD EMEIND

OREDBINERNT(ZND., ABFSNRITHIERLRN) . 281 ARShEZE

ObLNLHFHEEL AR THLELIZ, TRTOLEDHEEFL AR TH(BNHEIN -

~2=E1)

OFIZ—EIIBAIIEBHRELIT

ORI EIERITOZE B UM ERLER R OKIFR), ZELAOHERE TRKHRE
EEMNTTH OB EIITHEEHETHHTHD)

1997 41 FACA IZ DWW TEIEBATONIN, £Z CEmINZMEIL. 2o FERIZ
DOLDODFEHETITRL, EOBAF - EERICET LD o780, EITIERIER
D 25 FEMORBREZBRTHILL, BREWOERICHISTHLERDHDEENZ, B
BT OB R OFBRAMEL) H T, I—ay OB EFRE-LLEEL TV,

iv. NBAC DA /N —1E Rk

NBAC OERIZ. BEEED 18 ADA—nbled, HEORHIT, KBTI,
ZEIT. AamE LOMBEZEUNICRADFEDERLEN Z R T-BFICETELZ2W
HRR, HONNIAI2=T A ORENPLRITNLIEIT 2> TND,

UTOEEEEMETLIRREEN TN, DPRKEB 1L T EDINERDHHEIND, 1)
W g 2)HEERZ - TER R, 3) Ik, 4) BE¥ - BET SR EEFMF (Health
Professions) . 5) EMFAFE, TH5H, 6D 7A<EL 3 41X, — M #E£ (the general
public) HRH A &L TS, BIFEF LR FZENHEIZRDINC, . 2ME
OIS A AT, HERNCEAL TNT VARSI EBE B ONRTIERBRRNEX
o,

BFED NBAC DA AN—1F, HK2-1D IR >TN5,

WDRABINRNAF Ty AOEMFEIT, TABZIMLTW5D, IR TIESZPIRLTWEI, £
NENIC@EIZ AT 7~ (Backlar, Capron, Charo, Childress, Kramer, Lo, Murray) , ZMDF&
MEELD =S 0—8RIFT NAA T v/ AOEMFTHOONDHIE LD, BT HE
L THEBRDBZVOED, BARDOEMMGEIZEOLIBIFRDOE DEEROERKE B T
tH, INHLHEMAFEDO AL EDLEIE1T, O TRERLDTHDHIENFHND?, BIZEIE,
BT EDERDILERTEDDH LI, RENPIESDBE T FHZ R THD,

2 WEAETHRVS, AY-EREOHRE, BEERICHTIAESEDERW, "My vl A2
BB AV T FTANG I F % —12E | T AV IO TR BIZSIS>DOT, ThbEDENEZFOEE, A
AOEERZKREFERL TUI LR, Z2HOLEZIZEAL THESMIZTEW LT, BEIZTERWVIZL TS,
ThD,



E%&2-1. NBAC DA /N—1) R}

4 Al

P I AL - Hi%s

Harold T. Shapiro
Ph.D., Chairman

TR KRE FR

Patricia Backlar

R—bFU PN RE HRFEFER AGmENERRO
FUAARBRERSE ~NATT 52— BIFik

Arturo Brito
M.D.

<ATIRE EFE BR/NIBBER

Alexander M. Capron
LL.B.

AT AN=T KE BEES— B2 BEZTZO
RGBSR - B Y K EFE 7 — Pk

Eric J. Cassell
M.D.

I—RVKFE BRIV AREEZER

R. Alta Charo
J.D.

VARIL T RE BEEER K ERAGEARO

James F. Childress
Ph.D.

N—=U =T KF Kyle REFEZ EFHFHZO
N = TR 2 —

David R. Cox R TH—RKRFE BEFE BEFE/NERZEER
M.D., Ph.D.

Rhetaugh G. Dumas IVHURFE AFBFR- Lucille ColeF 4 & H IR
Ph.D., R.N.

Laurie M. Flynn 2K Mentally Il #E HEEE

Carol W. Greider
Ph.D.

Val AR TXRURARE EFEH HFEDE - B EE

Steven H. Holtzman

=T LRSS FHEECRR AT 4 —

Bette O. Kramer

VoFEUoREMGHa Y —3 T A BINEE@®

Bernard Lo HVTHN=T KE o700 Aakg EZHEE@
M.D. EFEmE T 0T LB

Lawrence H. Miike NTIAMN Kaneohe

M.D., J.D.

Thomas H. Murray
Ph.D.

NAFAL T AT E— FTRO
Rz AW —T R EMGE YA —FE
Susan E.Watson Efp {78

William C. Oldaker
LL.B.

Za—hINVART b NAFREH LERNE B

Diane Scott—jones
Ph.D.

TUTNKE LEEH B

) EMREERTICEDY A ML, AR2-AE L THEFKRRBICHRM L.




Capron 1%, BEFAICEETIHEE TIIRE, B FR2EaFaEdgRel ., KICEO#E
CF2MICETOmEN - ERRBEICELY, BIINAF o7 A=K T, FEOER
RRERFEAR L ICEAL TRSCAE BTV A, Charo 1. BPAEE Law, Medicine, and Health
Care DREZEBDO— ANTHHY, NAMF Ly AORBITIEE L&D D, Ju—rihbe
NERFZE, B2l FrUWAEERBIROMRE Z2E OREICELERL D>, BREAT
THADEHEDI AN, 7 DR ORI AR T 2B BREICKITTEERL
IZDOWTERLEEV TS, Childress 13, REZFEDOEIR THHERIRRZ, ERHEET OHEZ
TbdHD, BHIZERGELZPOIZELEFBENTRY, FELLTERGHEOFE] E
BAGEICRITHBAEFEL [HERRDDRED ~NATTIZBITBE—F UL el %
Hh, B OBEBRBHEEZER S DA N—bBDD, Lo 1T, AMHERFNT AIZOWTOEEBR
. BERERAIP 7 TRWEEICHTIEERE., 7 TICBITSEM-BEBRRE
WRBLER O, BRI EHERIZOWTEIEEL LD LK KRIAERZEZ B2 (the End of
Life Committee) DEEREHE DD, TAVN  N"AF T v/ AZL DR ERLEIND
Murray 1%, BDASIBIES S 0725, HiL, IRERRAL, RBEOR, Bl L2y ORI
BLES DEINDN, 7 L% - BIEFOL>MERE, HAERZENIC OV THIRmE
VTS, TROHDOEMFEEHR, PRLKOWHEARICRYRERARRTED), UL E
THREBINRTEROR2VWELTH, ZRODOFEHREEMEL2W AL B TR, #iie7e
B IC AR - GEAOBBEICOWT, —BVD RSP TR CTEXALIIRRES
7259,

#HE D H.T.Shapiro X, 7V AR REZER TREFE L THY AT vI (T
BLTE IZEEMRIEEN TRV Q2 ROEFITENTND) , — S0 0SM
F T, 2LOFRANE-FEANERLNDAL/N—X. 2D Shapiro 25 %, 54 A (Holztman,
Miike, Scott—Jones) & o5,

INHEEAN—IIPANBAC [ZRBEHBREL T, HE), = MAL KT TAT
ZEOE 18 ADAZ Y7 BEUESNTVD,

v. EZEDOER G

BEEOERCENI ST, ERROANN—Z2HLELTEEDLNDD, TOIWVIZIE, &6
W2, AN LERRRC— DO ANEZ A TIES 2 1TOED, FlxiX, 1996 4 10 AXb
1997 £ 12 B £ TIZ NBAC IZFHEN A BEMAFIL, 74 LI LD, —RRD AL, 59 £&IiCDiE
5o o, RITZREBICHHMERIT, Vv LTRSS, N7 Y7 -3 MROLN
Do —MEE D REEBBIIANZHBL, BMFE LB —EOHICETELDH T bD%,
SHICER —RARITRL T, IKEREZBINTHLEVIVRAT A2 >TD,

NBAC BZNFETICELD - HEEIT, LT THD,



Fek-27m—0(1997 € 06 A)
[BEERERNIEELEXHERONOBEESEE T5E N0
(1998 % 12 A)

Fe N RS VBT M EERIRE R BUR VAR (1999 45 8 A)
PR AR Ze I BT 2 M ERAFE RIRE] (1999 &£ 9 B)

INBITT T L TOTRVRINAFTED,

Ohttp://www.bioethics.gov/pubs.html

TAVAERN T, &EiZfeh-ra—r e[ MRS MmO EEN/RKLIE B 2E
B, AT, Ehra— izl Tii~Aa3nE B 2B O, IEFL OB & A A —75
bR BB ITIZ OV TR, SR ORFBIRPDBEZEIDHIERL, TOHERRESN
eI ROEND, LOLT AVHTIL, eherm— 7207 TR, e MRS AT o U VETE
IR B SRR ERT S EEZTHRBETH D, 2, e MEDOT A#&44 (personhood) | %
DT, SO AN TIIRPHOBEEL DR D70 Th D,

v-i. MEEOBRICRONAHRE R DEIX

NBAC MEEREFTT 5005 RO, BRAIOBEETHAEh-va— 1 Jo—EkE
FerpttspfalomEELBNT5,

B> CTRPRITFIVUIREIRNA, — DOREEIZEHDA ABOESCEMMRE N RS
7o, BAZ, BARTELDDNAREERLLHEL Th, a8 EIHIERITRDA
WIS BT RETHD, 22T, TRV BICHAX DL RO AEA S 5L L
HiZ. NBAC DR T HREIZARIZT 5700, ZNOOHREEICER T 5,

F—EII, ZEESOFEOEWMEETHY, B &1L, TFEHR L (commissioned papers) &5 8
T2 DEIRSTND, BEOBESLTIE, ROIINTR>TD,

B—F =Y
1. F 4. REIZBDIELR
2. ya—=7 ORFLA 5. ik BEIC b E
3. FHEPLOERA 6. ZBE0EE
BITHE ERX

Janet Rossant/ @470 —=1 7 DF} %]
Elisa Eisenman [t MEBHE S 0 —  Hiff 2 AW FRIZOWTOR 2O RS - EME Ao BAE)



Courtney S. Campbelllb k71— AZ DWW TOFRENLDOE R

Dan W. Brock [ A& I E 2 0D M EEHFERBE~DTEAA )
Lori B. Andrewsl 77— =7 DiEHINLEDBIR & FFK

Bartha M. Knoppers/ 7o —=27Z B89 % [E BRaY bk )
Robert Mullan Cook-Deegan[#FZEDET N 7 LidHRET 25752)

wROE2HE T, AHREBHEO/0—= SRR LB EOREICOWTE
&8, BB EE D/ —  EIROBTERRATEEEIC OV TR T TV, B
SE T, bh- I — =0 I RREBIC I o TR 2 2 1T DSV O E AR 22 fiRE A 2 Y
D EIFTERY, FBAETIL., AHREBHEIZEAENIa—= VR RRICRAZE TIRES
A~ GBI OV THEEL 5, flZiE, e a—=0 730 b3 BEE
RTEHME~DOEE FREXCTFEL~ORBHNREEBLVSEETHD, FESET
X, NBAC BV E R ELDBIIH T > TERICANT, B8 BURRIRIE R 23wl Tk,
BHROECET, BG4l TWD, B EOREHR LT T, ZOEERICELT—
EDFMEFZERAROFICLLbDLEEND, FE DT TH NBAC DAL /N—H05
BITHTWA, ZOLR— M EE2HBHITHT2-> T, RN 15 ABFETH, —#&RD A 20
ANBRESN T ESREDLI, '
F— 116 =V F A 312 N—TUT, £ 400 R—INZhTed, BMEFE T 60 4D
AR boT, ZOHEEN, 3 7 H,90 HEWOEBBICELDOLNIZEIE, TAUI DN
AF LI ARG DB AR DO E L E WL DL R B,

Fek-rzu—r ok, Te R EARRFFEIL FiR2D DLl o T DD, H%E T,
EHBRARENLDBREBMILTH0 o) T, FZRIZEEDOLN TS, HSETHHEE
7203, Tebspiipaaf el sE, LT DX TS,

BE—F =W
1. F 4. BRI I 1T A IR ERAYFE TR
2. hERAR AT ZE SRR PR RS A 5. fame s
3. bR BRI OE BT OB OB (£ 139 ~—)

BE Zith
Lori B. Andrews (MR HBRGRT FED M DA )
Robert P. Brady fth [t N2 REMEEHIRR 241975 FDA OIERIEAE)
Elisa Eiseman[ 3BV B O XTI A RICIIT DL ME VAR O )
Ellen J. Flannery i [t N2 REMEERHIIRAF 0% STHE 3 DML D 47



John C. Fretcher/ b M REMEERHIRQAF B2 L -<VE X D)

J. Kyle Kinner fi 1= Mg R AR St MR ATEND A M i BE_E ORI IR A7 288 L 5547 )
J. Kyle Kinner fl 't Mg HERAAF 722 B 95 ; L MED AW EIRAF 58 )

Lori P. Knowls e MR AR R HEARARF 780D EBRAYZ2 1R A )

Eric Parens! K#EfHIZ NBAC IZ{A[Z 3R TWHDH 2 -t M HIFIAF RO B B )
Andrew W. Siegel XK ZRK® 5 ; iR LA ILEUEE . L MRHMRTZE ) (£ 189 ~=—)

FE=8 mEDLOBRK
A) Ronald Cole—-Turner, M.Div.Ph.D. (Pittsburgh Theological Seminary) D3iE =
B) Father Demetrios Demopulos (Holy Trinity Greek Orthodox Church) DEES
C) Rabbi Elliot N. Dorff, Ph.D. (University of Judaism)DEES
D) 2b ) £TIES (£ 66 ~—)

T AV T, =PRI AFHARL TN AEEORMBEEL TEHRL 22022
L3035, BRI, TeMEWMEE BV -aFZe ] Cld. REAVRR SO OB SHIRL TR
NR=ARENDIVTNRNDS, 2RV RSN T ABER RS-0 TH D,

v-ii. TAVAHEDOZ T[] 78

NBAC 13, BEBZEEDLOREEZEELLOLAIE ST TS, NBAC A7 YN E
MIZHZ DFBUTR L TAIZL TODRBEL, IROEIRLDTHD, 172 2 B FER08
WL ORREMENE - Th, Eh 70— ZZk T D RZEAE O OB EICH S [l E
BUIEDLT, Zbb T2 A0ERICE - TLBIEL TV,

B BDESRLEE BOEIELHE T 5,

B3R L TR TWDFRH, HOIWVIIFHEWEHOHEEIL, TI7VIRT AV EE,
L e R—8 ARTLE, 2F Y RAT 4T - TAVHN, FURNKEHS, TaT R
FoNARSFHIEE E], 0T AZ UM EFYR Mainline) . FUANEIo—~< AR o7 (2
12D, HDAA—TROBEDOHERE | TNENDORHTERER> WKI5mEZEY LS T,
ra— iFEEeh s 7a—C DRIFIZONT, R I <EREFICET LT, F- 8
& ROIEFHE DT TND, BIZIE, TIZVART AVHEE TIE, 70— 838 ST 55k,
thDra—= 7 iR ALBC T, 7u— U5 R T DR, Ehosu—=0 7 e
IRoTCWNB,

BB EIETIL, HERNLS, 1970 FERFDEORERLEY EiFbh g, 4

3B BAANIITIHE—B MABL DL ORI LR A0 E 50 FURMRICHRDIEWE RONA B =)
28 ALBOIEIERZIREDNZD A ADLIL, BRI RETHIENTELITAY,



ZIE Paul Ramsey 2. A FHEDODB T/~ TIZRFL TS, 1)/ —=7 1285
AL, BEF A Oarha— L EVIOBRFEH BERORLHIC, REEZEE - EHE T 5
DTPHH, 2)r7a—=7 X 18 BBELRW, BIRICRT2ERTHS, 3)/n—=
TIEoTIAEFE ST 20 R RBO BN THLIB ROBE V> (BEOEE,
RBEL T, TSI ED) LEFESTIVBESNLEN, Bl FBEROERSFRETD, )t
hru—=UZ13E B0 ., I TOIRBREETHD, 5) ra—=71k, ARBRTA
A HIETHBECAIEDETHD, LVIRTHD, EUITHRED 2 i, ZHALE

RINDRENTWBZEN G E0, 2L TEEX HEEICERTHHSEABT AV DIZIL
T ETAZEEHERL TRERLW, 15, 70T RE N THY, WHO DEELRDA/R—T
H o7z Fletcher %, £FEICE T ARIOBBHZRYD, HIREHEM T R&ELEERE L, =
ABFEREDRY URINRBDEE R D,

ZOINIWEE TR, IBERERZOMOBRFlIC LA Ta—r DX AZIEEZ TETDIHN
VI DEFRPIBIEINDLEBIC, 7u—= 7 O RITET 2T TSN EL Do,
BEIREIRERIT 7O COREM AL RO I - T 24 ORI EFbn<
WA TAV I OFRBM BTN O DR EEL KT INRLR > TNDIENRS
B3, TS TH, ZRHDMRHIRREICRE DD NBAC OHRHICEERREIZRE
L0 %,

A ZIKE’VI BB RHE,NBAC i, [CARRBEI ZLEH TEEL KT R IERb%
WDTHY, HIZEZIE, BABRIOLZMBET, BRI E HeEoiky, il u_%ﬁ
THRR(ZZ TR a— R RE LV T REIT o TODDIT TIE W) #1TH7201i,
HOREOL BRI CEO MM BB FF O ERH LD RFBEY D,

v=iil. 7AV A& OS5 (2] B E - FEPRRE

B2 EFABREESL, bh o —=0 ZWCBL T, SESERABRMRHENT
W5, BT F25RSC T, SR HEIZ LAt s —=0 R D<o T 36 OFME
& BRAREEICHL TRONZT 7 — O RBIBNEN TS (2770, AR 0L

¢ TRAUHT, ehera—  BERHWNEZZ2H TR ELTARNELTA B ERB L TRLIREL DX, Rt
FHOIFEL %Y B B -HEF| (procreative liberty) | THY, BT TII NN —U =T N T, RSSO M5 2
EMNCRDONBBNENH -T2, ZOTCivil Union] EWVHIEH BT, BMBRIZIBESN-FZER L. R
BAIRICE TR 720D THY, Bt S ~OEBR LW ZAMEEL 2, TTHIEEZIZIE. TAVL
T, ZLOHROBAHERIZL ST, KiF, BEFICBEOLTHRIZE > TFELELITIZENEAADER
AIAKE, [BAEEMEL DD 1T DN BENVER] | LU CRESL SN TETHEY, ERIZES T, D EVH LW A TE AT
ZARER DT VEREL , WETHIVITHE T, O1, ORBASCRER %ZEU&#B?&%%%WT%:&%\ T
L OHHOEER ECHROLNRITZRERWIEER> TS, EREEWNT LR 2MEDORIE, eho I8t 4
FERIREDO R IENFZ DD, BMBRICBEINTEL - FEEDS AR OEROREIZY 5LV IFRBEIT, T7A
VAR EAEZEOT TR, HENICERIZET TAZLITERVWLDOERLNS, BIERL LA, 5Hb.,
KEEI—mo DEER - BER BEIZ RSB IF5 B AN, T ERRAENRHYRADSBE AR TH
Do



HF2-2. BBHEI/O—— 7 1209 28 2K - EMBHAO R 47
(NBACTER-7O— JEE =% kL)

MEEE-ZMEAORZ(EER)

B

iy —EOFHBER
ZENCRE o

BHIZITAS REBRRE

1 ERARF—DE%E

ZRBI4E UNETOHBIZ

AR BT 2 BB R A AN FMFTEDOT-DIT
BB/ a—= 775

;‘:7‘:“1/\ BRI AR, TR, HAEZBHEL
20

2) BIRFF—D%E

ZH&R 148 LINETOHIMIZ

HIIRIZ B 9 D MR A E MR SED T DI
BB/ a—=792%

;‘:fib\ B ABIREIR, iR, tHAEZ HIEL
20

14 7

14 7

WA —DEE

AL~ L DOIRPE R EEME DRSO T2 DI
HEENIZRBIT ML EdT 28T
BB/ a—= 715

IR —o%E

FMEL L OVR IR AT REME DRE R D721
ARENICKIT oM L2 E 5 BAT
MBI/ u—=79%

5) IR —D%

RIEIRIRRC, MO BIE 55 EDFERND
78— ENTF FREAEDT-DIZ

MBI/ o—=74%

6) AR F—DiE%

FAERESC, tOBE T 24 M OB BN
Ju— T FREEDTZDIZ
Mghisn—=7%%

13 1

14 1

12 7

11 7

) BRI1-6~DEIZD4/19T8 A RAZ
S5OOAENLEBIZ>TARICEZESNT-

EM1-6~DEZED15/1NIAKXRAETHAIMN, ZHOOERICEBEREL DI Ty

RARFREORIEDT X TUIARRAMTHD



{8 ANB72% DT D)

C-12 DREMIRLIZL O, KFK2-2THD,

KF2-2001) 1354) DEBIZRALND I, ZLOFED, AP —EDOFRHDO TIZE
DINBNED R EEYFOHBROEELE LML~V DIGRDOBEFE DT D7
0 — < DIFFEEZITIOIE, BRERLDOEEZ WA, B BEFBEIEO RAETIX, Z
OFEOFRIET-5TBEITVAZ &350 LRV, BZ2LERICHL TELOE#E R
72T ATBEME RS BT IEHLENDL DT D, El-TNEITR AT, NIRRT OAh,
DOATE FOBERTHAYE, Ju—=r SN AR HTIECEL X, KEHOR
FEA - ERRREES, EEPIZZELLNLRELDEER TWD, TOEBEDIZTEALIL,
BN - EBFFEELL TDERE (well-being) (IZ B DA ERA R REICIKAL 20 b ThHES
. ZFOMDOELDEL T, BBE/ a—= T OHROES, BERFELNEENH A
PERENZENR BT EN TS, 3R RE TIE, 2O, TAVHIOT X TORZEF -
EFRFEIC OV TORERBE TRV I L2 B> TRY, IR EITH2E T, &
SICEBERRASCERSH TLAFREELfEf ST D,

72T, TRTOREN, ehru—=U Z IR LT DT TN EIE, T4
U ORIMEL THERL TEIREEHZTHA),

U b, H<ETHLBBCHLP, TAVIOEMGRICBEOAESWEBRER, FOX
RIS RIRIENVERFLEZDE R0, HAREREN >KLDEE XD, ZI T,
NBAC DFELDDHMEEN, B—OBIRRRICETFE T DIOBNH T, TAY It
DAHDEFRBREERLIDETHEEN AL, EWOFEITHEFR TESH, NBAC
DHEEIT, OEOMBECRABR TRIZDOLNALDLO TR LA +0Rb0
TIHRNELThH, FAEMFRELL T, OEETHEHREEELZ BRELILLDLER->TND,

vi. NBAC 2354 5 &5H

thrm—=27 2895 NBAC OEIE TiL, TOEIET, KBS AR FLRD % b
T REPERITADO BREBD T, FHEOBEBHEEIFICED FEbZ OB AL,
EEIZERO LNV EL TN D, BEMEPHELIILTORWEL T, ER-AFEE DD
LEBEMEROWTFELEAIETADI, BB LORBITHTLIEREREE X DL
LTz, T&57251E Tk, BIRTEXOEFEOHIESLHIEOHIELREL . RELFH
2, ST UMRER - 2R EITI LR LT, NBAC 1X, BIEED 7 a—HiffidE
ERBZRLOTHY), BEBROTELERERIAIIZELTHDEEZ DD, /a—HiF



THFEGLEDKBIERFEINDD, KAIZEBIEINDENIE, FDOEZAEERE TERN
LT, —EDOHIM., 7u—= T CHELE BRI —UITHIRE TRV WO R
EHUZ, —EHIM S O EORD | ZNHOMEIC OW RSB OGNSR 2
L. ZOFEM AL OMEA MR B ROBMBERODVLENHDHLEL T, BHEEFD
BB PSR B E - HIORMEZZETHDER->TND,

ZDRIET NBAC 1%, E—IEFERIZ /o —=U i Fshiane Lz BT, B Lo
REICR TOLDOLIEDITIBDIEERBL, BHIEOH EERELL,

O EETII NBAC 1T, LB AR ERZREFHEL TS,

b MY EER AR FEIC B35 NBAC DO#)E CTid, FIEBEROERIEOE TR RO
DI MREBETORL, N0 ERTAHRLE KB TH2 80T, RHEES
WWEWEES 522U T, WH ORI L TEMOMFTEEE 52D LE2FRTHL
YEVE LT (RBFSEIC BT 2 EORE L H B ICBRAE B Z R ETDLO0EE) , ZOHE
ERFLOBEOF THoLLER T RELOIT, RESRMRICE T 2E ML~ LD
BB RETHILE KEARITIRS L4128 5 (National Stem Cell Oversight and
Review Panel: ZZ CiX SCORP LBg97) .

SCORP O###EIL, LT DI/ EZN TS (B)E8),

1)ES #if8-EG Ml IRAESEIHE T ahaL 2 FEL, ZOREBICEHINZERIC
HHLDEERTH

2) ARBENTAFFE T bz k35 ES M -EG MR D RINEZFEET D

3) ARBINTHFE S bV EFRES T ES Ml -EG MO RFIZOWT, AR B E
HIEZEETD

4) N B GRFRELY I LT T —H X —Z (ES #IfE-EG HIREZESG-ERT5TTo
T ahan Rl OFEREE L) ZHEETD

5) ZDF —H R— AL ZF DMMOFEENRY) Y — 2% FV T, SRES NI ML R 5 ORI L 22 b
B2 fE R G iEZ BB 228 T, 83 FHImC/ER O X BICAVWS

6) ES #fa-EG Mf% BSR4 2 a bl OFERFICERBLRITIERS W
SH) - BRI DWW, BRI T O MBI T A Y R EITV, BEREN T
%)

7)eh ES #fa-EG MROBISLEERICE TR FOBMREZFML T, KEAEEFICEK
KE—EREESLRETD, I, SRRSO RGO LTI —IC BT 55T
DOREBIZETHIHRE . ZOMRICEEL TRESN > OHHMMEM - A RBIRER.O O
. ZORETOEGEDO+HIEBUISOSBREEND, LE3N5,



NBAC 1X&H12, MR oL L, SCORP OHEEAZITHRNC, IRB £
ORI LDEBREZITDIEEZEEL TS, FITHEI AT L EE T RELTD
NBAC O#1EIX. EAMIZ, B FIRREMR T abaVOERT 0w XD kiRt Bk
BB RIZ M L CHOBAL L LT 2B DERLND, NIH THERFOTART A ThH,
NOREFEBEZITOLOOEGTHRET I ZREERMRERE S LV — 7 (Human
Pluripotent Stem Cell Review Group:HPSCRG) MFRBENE 25 TEY, itz DNA 25
LR FENCBE T DT AR TAARFNZIIT D RAC ERICAESITFIZHD, 72721 RAC 12E,
REGEBMBE DI THS,

ERRMEERAEBR ORI RRIZBIL Tk NBAC i, 72 EBIFRKI S 2T L& 1R E L=,

ENMESARRICEITS NBAC O#EEORIE TIL, B REIC T o EMBUT S
(Federal Policy for the Protection of Human Subjects:45 CFR [Codes of Federal
Regulation: B #RFHAIEE] part 46) 23, ENMEWKERRA R 3 28F3EICBEL T, AF3EE . B
BUFAERE. [RB 28 IZxt U TR+ fRLrE220b oL, [RRIOM B 2 Ak
Bz, EMEMMMBE RO DR T o bV OEMERPEE T K, (V74— bR arkUb
DB, IR OWBRE ~DOWMERT. [CEL T, HF%EE . OPRR, IRB DI ~&/L—
N DWT RN RE 52 T2,

UL EDEDIZ NBAC 13, EHESITEFECERIEOEEL RS T2 b1, £FHH
BECA (A PR IO L E MR - 22 FOREIC—EDORBRE 5 X | SHICEEHIC,
FFEE R IRB OWEIREHIEANBEHEIE TR THET TR KEALITHL, B2l
B OERIZ IS LT F 7272 Ml S 2T 22 R ET D, NBAC OITHEIEIE. WTAb A
BRI 7B - BB IS T O AR E LD OIMRE R OZEIR, OLETHEREL
TEIDLERHD,

NBAC D#YE DL DREERMEZL DDH, #EHbH5H,

FlziE, b om—20 5 FEIOFETN T LG EBRLZIITRWEO R RIEIND, 2
I%. NBAC 25, M&EmGRFBHEERLVIAZFF O LTIV, MERZRBEIC OV T—
Bx RoNn T, BEMEOBBEZITULN—EE RDTENTERD STV TEL§ X | FEHL
TR NFEAERIEE LNAAFT vV RORFIEE T EDBND NBAC DAL —HERL
3. ERBEESOF S BIRMEE KRR 2L 0TIV, Z0EIEITECDICTZITE

> Draft National Institute of Health Guidelines for Research Involving Human Pluripotent Stem Cells,

December 2000

6 A — Thomas Murray C:J:?}'Wi‘ NBAC %, {fﬁ——@%ﬁfzkﬁﬂﬁz‘@{f@&ﬂ’i’%%bfm \ﬁ:é\)géfﬁié
HEREL B TVBEND, BHLTRV TN R OB LR ELRA 5, NBAC DAL/ =3, F7-7281
IR UWEREH EL LBELLRV, FEITRARERIRBO R E TELLEITRETTHIIZL TN BEWIEETIED
5E5THB,

7 Eugene Russo(1999), “A Look Back At NBAC”, The Scientist, 13(20):4, Oct.11, 1999



BNARNETIHEEDND, BABIFOBIRIZXL T NBAC MA 37 e 5250385

P, FHOBTE N EBRBHEIN T D DT THD, SIS R BEE LI T LEFW
% NBAC X, H<ETHHERIMBELL T, #E2pE BREICEAL T2 BRI AL B
WEPNTNWALRAZELTEAD, ZHICEAL T, 6725 REMES R ORETENNEL
Rohbd,

vii. NBAC Ot HoRERE

p7pd &b NBAC DFEEENC R THEENI DUV T, IROIITITE R DS,

NBAC 1, BEDNAF TV o7 ADOFERRIZ DWW TBIBHIRRETE1TOZL T, TAV It
ENBZHEXIZRRD R TNFNOLDOLL THEILL ., ThbaENMITRTT5
ERIBFIZ, —EDOHESBF#E2 QIR R TS5, NBAC O#)EIT, FrEOHRIZH 5
OPRR =% IRB OFEDFERIRHEND, EMEERRHIIRIC B T2 HIC AT LAOREET
LEATLLOTHY, ZOENERLES T, BEFOEMBUFHEMBES IRB HIERELEHTD
ZETHRE T AL DERS TG, D 7abb S DEZA NBAC 1L, FFEDQFEEIHORED
ZEMENZ DOV TIHEFIINTURILKEEBE MR ALV KT, DI OBREE RBEL T
BHERLIND, ZHE, EENLOZ R BREREZ AL DIZIRRTHE0)5, OAND
(B RENE R CODEL RAZENTES,



2-2. NIH RAC

i. RAC O E

NIH RAC iZ, #i#iz DNA |ZB8 T 2R FMii e IR OBURICBOL 58 NIH AR
AANZUT B35 TE 2 OO FEELFRAZITV, EXIT, HARTAL OSETREICEL
T NIH FrRICK L TEIE %179, RAC 13X, 7. EFZBSLL T, MA#x DNA ZHu
HEF R 7 b LR ES N R . BRI OAKICRETT A EBEBE THY, 2o Lk
T.NIH HARFGAL ZEETHRELED, NBAC LHET 5L, RAC i3, IV EEE
BREICHIVH O THD,

RAC OBERIT, ROIHIT/25,

NiH NIH HARS 1>

OBA ‘%IE
igsF ||

I RAC 3 TOPN:|
BEROLH
INTYyP-aAk

HROBE- H1E

#EJoraL

RAC @, b9 —>OEERKEREIL, BB FIAEE# 53 & (Gene Therapy Policy
Conferences) ZREL T, IR DOERN S HEL 26T ZEICRDBFH - mEEREE R
JERICRETT 528125, ZNETRETESNZ BRI,

OB E D% — (lentiviral vector) DfE FIZ B 5F Fi - HEAIRE

O RBEFIEEZOOIBFR - B - B S

OrhDRESERD T HOITHAEE X DNA e AV D Z &Iz b IRH BRI FE RIRE
WBHY, FERENT R T, DRV IR BB 2R > TREPBITON TWLIEB L5,
2%V RAC 1%, BfHYZ RO ZHNT O Eimiy2Bima B L 72 LT, B2
ZeFab)LDFHE LT, 72 TARTAVDIEERRETDH, —RICTARTA LA
BLEHIZ, ZOHR| ERZERI - LLEELE 250, RAC 1L, ZOFIERREIIHD,



HF2-3. BT AEMREIOMrILOERETOER

IRB

(2000 E7HET)
®
[ | "
REEES ReEHE -
L | il IBC
PR 5T 4l @
I
HMEBEOATLLTHEE ?
I + I NIH
5
FDA(BRMAC) RAC(OBA), OPRR
£

[

|

::: ®
v

EER DA




i. BFgerura)L0EH T ot R

B FIER ORI/ Y| fB#2 DNA 2O T b REEINS TR,
BAEDLIA, HR2-3DIHT/2>TNA,

il # OFFE T bz oONWT, BREREEMERIERIND,

HENERINDMFEBEONT TIL, ThEh IBCHERNLTEZEERS) L IRB(HiR
NREZER) ICL- TERMTON, £0%, BFFEREEE DS T, FDAENIH D RAC (b
AL OPRR)IZE > THEFHEN TS, IBC & IRB TERREZ T T abaL 3, E5]
FFCH R CEMEINAMELL THEINDZEBRESNZOL, BE 70 VRADHZ T
EfLizdH5, RAC R FDA 7 OEFMBUFKERE THEEIND DT THD, FDA 1T, R
SIRBEH B CTRVGEEICH, T X TORKME b 2B ., BEREIFFE aha
NI ERESNHIRERHTZE (Investigational New Drug:IND) DMFFEA BRIESE 2HERREZD D,
FDA DOE#HiT. RAC &1IMSLIZITHN5, IRB 1L, EIMBUFL -~V TEHEBITHONDLL
BIDOERM CHEELITOIMBIZHY., Lb, TR L > THAEOSMNEFE STbN
TWAD, — RS0 RBPHAAENDIEBERFIEEB LR S TOBIERTND,
RAC IZk > TIEERMLEBLEEIN-HFE T ahaid, BE IRB OFEIIMHTOENIZLITR
S>TWSRBIZDWTIL, 4ETHR ),

FDA @ BRMAC &id, AW ER ISR A M Z B 2 (Biological Response Modifiers
Advisory Committee) DZ&THY, /2. NIH @ OPRR ki, #F3eY 27183 /5 (Office for
Protection from Research Risks) DZ& CTh B,

NIH HARZA L DIRE TS RAC DFENL. ROIH b D THAD,

REDHF T uhan i3 RAC DEELZITHIENREENDE, NIH @ ORDA (3772
BT EEE IO L GRAEITY (ORDA &3, ASAFT 7 /0 —E8)E :OBA DRl
H¥B9) . RAC DA —3, FZREELEE I T, ORDA #EBLTHIE 7 bV iciEE
TOEHREIOICERTDHIENTED, BRIV FHRL DT RAC OEFERHIIHTH
NHRELOEEINDE (T TITONFRIL, B SEEIND) . RAC DA N—F #
Z EOZYESREHNE, AV 74— bR ar U hCE, ., FRiOZEMICET5
T —EPBEYVRETADPLHRLNTLDTHY, +52bDTHLHNEI D, bz, kT
AL BRI EIC R T 2R MBS MBR I TWEE 90, 2FET 5, RAC X, B
BT OBERE L IRIBFEDERIZOWVT, flx i, #82b0lL T NIH BrE., 5
BILE . FFREEE . 2 OO R E AL OBBIIC KL THEZTT),

RAC O£ &L, & 4 BEILMBEINRD, WLOPDFINERWT, ZEESOE AT,
— % (the public) \ZABEND, BEFEAIL. REyT7 5% RN T, 34 TR FRESND, Z
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X, NBAC LV—H/hEWFETHS,

iii. RAC DA /S —HERK,

RAC DHERUT. R %Z 5<T 156 ADREHELZ S DAL N —RHILERD, ZOA R —0D
DipkEL 8 &l I FBIRE. fFAEWMF. iz DNA BHREZ OO 5 BHCEELNWE
FAENORSEZEIIRo TS, o, D7<Et 4 A, 1, BRI, ARME A, BFRAT
#HLEBROBRERE D EIGELOADNALRITRITNIERDRNEL TS, ZRHD XA
N— DT, EF BTN LR EFEBEIEN TEDN, HOHITITREENEZ LN
VY, RAC &, NIH (IZEIVIEMBUAF O30, IREMHENOEE T, AAEOEMFIC
HHZEEAREICUEERBE Lo TOBIER DD,

WAED RAC DA AN—iF, BIR2-4DIHZ72->T5B,

NBAC L2720 RAC DA N—L, BER, BRE, BEFREOFEMFEH.LLEL
TWBRZERDDD, BEELETNLRLE N AT v/ XCEOAEMFIL, 34T T
55 (@FN, Juengst, King, Macklin) , 3&& ?® Mickelson &%, FLALNN—DIFIE =4
D—N, FERFEF LB > TD, 72721, Friedmann &, /A A o7 ZIZELT
VODFRS EEEEEN TS (AR BEDLZA, OB A BT, =% L
X—4 ., RERER. NSFREND 10 4, TOME DR TE 13 L DA A—=03015,

RAC OEETIX, ZOLIARKAN—LISNT, TRFy 7728 &% L 55 RETRHEE (Ad Hoc
Consultants and Speaker) M5, 21X, 19994 12 A 8 HA>5 10 B £ T8I~ RAC
DR 2B T, § 30 ABHOHEIN TIEEEBED LI (ZDLED—R SN
Fix, 91D BETH 450 AMZDiEo77),

iv. NIH #ARZ A& RAC

[¥A# %2 DNA Z& T FFED72D D NIH TARTAL |P(LLT, ZZ TR EITE DA &
D NIH HARTAL &3 5) X, #i#i 2 DNA, BLOENZE 0HBEERE - VAV AEZ VR
IR LR OHEBANCERSELOICRESNIfEITH 5, BERFEIZBMT
WEREREDTD | EIESSHTARTAUNORDV AT ARMELRDO, EEBRIFZEIC
HRETDVAZIIZRITII T TERWY, 2F) | BRI EELLTHILIIFERE AR
D ThHDH, LD,

8 Bioethicsline \Z&¥uiX. Friedmann i 7 ADOF /WL 52 FE. Gordon %, 1 AEWTND, ZOHTiL,
Macklin 73, 114 &&£<, Juengst 7% 31 A, King #% 23 A&7 H T3,

®  NIH Guidelines for Research Involving Recombinant DNA Molecules

10 “Statement of Amy Patterson, M.D., Directore, Office of Biotechnology Activities, NIH, DHHS Before
Subcommittee on Public Health Committee on Health, Education, Labor and Pensions, United States Senate”,
February 2, 2000



NIH HARZA B ERAESNDEEHIT, H<ETHEMRBUFNOLESRHUEZZIT LIS
b REENDTZ0, Wb BT A2 127 o T FEE BHI T 2 EHE TH AR
., BEOHMBHEAESCEMESPMBIZEDDTARTA L b BApDH b THEMIC
FRAZL T,

"NIH HARTA2 (1999 & 5 A) i, ROIIREEL /2> TS, ZOHARTA 1L, LT
DT RV RED AFETESD, Ohttp://www4.od.nih.gov/oba/guidelines.html

Ervar 1 NIHTARTA D5
A) BH. B) ##22 DNA DEZE. C) —RAREAME, D) HARF A DIRSF, E)
vrvar 1l BEROBRE
AV VR - TEAAAR
aDUART TN~ aQURT 7 )L —T DHLE, ad)EFERLVRT « T EAA B
B) #UTiA®
¥ 7var 1l NIH AARTA TROERS EBR
A) EBRBASAE T IBC OARR, RAC OFE#H. NIH fik DREGEH L EREER
B) EBRBA#AE T NIH/ORDA & IBC DFR [ DML B2 FER
C) EBRBHAEET IBC, IRB D7&FRE, NIH/ORDA ~D B #H3H FI2 KR
D) EBB#AFE T IBC DARLE/R KRR
E) ZBRBALA L RIFFIZ, IBC O@AN L B2 FTER
®riar IV &EERE
A) F &t
B) {ARIHRI D FAL  IBC, BIZ FIRRDOEME, HEEEERL
C)NIH O FE{E:NIH T, RAC, ORDA 72¥
Y riar Vo LI
(f18%03 A DD Q £THY . WERIE LIAD | AWHE CiAHRE fif7)

NIH HART A 27 a1 TiE, 2N, iz DNA 28 D FRICE > TRb LA
DERF THDHEHEIIL TS, BBLETED, 2EOERKLEILZLDIZ2>TNWAIE
VARG R WIRVAN

HTARGA L TlE, R T mhaL OZE‘mE R 2 FNECH ER R4 00, BikD
a7 abar O, FFREEDO A N —IZB84 5 E. NIH Ar&ks*H RAC, ORDA (3
OBA). IBC REDEMLOHHHEHE T, AICHEIN TS, A/ 74 —LRartroh
ANDTFAN —EROBERFF, REOEHOBMERLEITOVTL, (8 M THb
T3, OBA BE®D Amy Patterson [ZEFUX, HARTA 0L, T _XTOWRIME RIAATE



HOTIHHY LN T, BBERFEEITOEANOHITA, HBREREICL>TORLEET
BB, LEND, Elo, HARTFAF, BEXMREZH DIV, FREBEE . @RI,
IBC, BSO (the Biological Safety Officer) . IRB Z#X#ETA/-0I1ZH5, LbEnb,

RAC %3 NIH HARZAICBEL T, NIH FTRICHL TBIE 21T 28 LENDEIHIT, RD
FORBDTHD,

ONIH HARTGAL TRESNAIERFEICEL THLADDL NV EEE TS, ONIH
HARGA L THBIZEESN TORWNWER 7O /UIH L THEUAD DL VAR ET
5. OB LWRAI-RIE— AT DEFRFET D, ONIH TARTAhHERAE 72 DNA
X IRDOYRNE AR MEETD, ONIH HARTAL DEIvay -A THESN-FER
7ara)VERE TS, ONIH HARIAL DEDMOEZICONWTERERA TS, LT
55, RAC 1. B EDRIEAMEHATA-0OIZ, V—0ay T ORELIRETES, RAC ©
S TIRL CTREAIZ2E DO TrE7e<, NIH OB #HIBIL Tid, OBA BT HEREZITHIL
Elp o TN,

NIH HARZA %, ZNETRIELSRETEIN TE T,

NIH HARFA LT A HAHRZ DNA D30 720fERIRE D EE X DRI ESL T, L
DL HARGA L DFIEBPBB NI LINEE | #HZ DNA BEXONIFEERMEE R
TelRWNZERBABDE Ao T, 1979 5D 1983 EETHETHED L. HEHI DR AT
DEEDLIT, 1985 FiZ, BRRE G FIRRM I THTAY L A E e e b CHETS
., 1991 2T, BERSRELRZ I AMEORBE~OBEKIZ OV TOEBHEL,
NIH 2>5 4% B4 (Department of Agriculture) | Beim{%-# 5 (the Environmental Protection
Agency) ~EBENTL, ZORH | BEFIBRI R, (IEFHRBRERME ThH o720,
RAC 1%, 4 OFsE T aba)L OFEHFE T X TTHITLEEIN TV, IR BhaL DX
IZEH 7o T, 2HOLIEEREKHINBRON2/2DD A 1995 EDZLTHY, TOBRIZEI
FEERTMZEER Lo T BRBE FIREHRIIZE TH ot T 8 200, RAC 1T
{& % DR T aba OFEERITHOIR /o7, FDA OEFHLEKICEBELRVELS, RAC
i, FRARZEE T a b L LIRS L OTETIC oW T H SR B#E L THIZ L SN,

NIH HARTAANZBE Tl D724 0% 1994 4Eh5 1999 4E 5 A £ T11EKETSA T
Bo WETDOINNIIX, V=7 T EEESNDSBRIED T ARTA L H 53 LIEIER O XE B3R
ENTAREH, EEX° FAX TONRTVy7-aA MR ROLND (ERTHLARIND),
INBOIAANE, B2EDTH RAC DA N—IZEENSET TR, — M ICHEE
TELIIFBERTARBEINDIZ LTS,

B2 NIH Tl BAISN72EMNE#E X DNA ORFFR 7 bV ZB 455 —2 %, WD
Th— NS T 7 A TEAINCT =y 7 ETARLTEY, T, LT oh=
N HERND, BESNTHRIAN, REOESREETEEN TS, NIH T,



BFEE T TR, — D A % (the general public) IZHFHEIC T 72X KA TEAIOIRE
FHINY —ZDOBRRFELED TEY, IS —RIERLDOBI LR OB N DTS,

v. NIH RAC ODFE T atr ROKE

1999 €8 12 AT NIH i3, MEEAREEFIRRmAIFED NIH OBEARIZBI 5 NIH Friic
x4 HERE B S | 28V 7~ (Advisory Committee to the Director Working Group on NIH
Oversight of Clinical Gene Transfer Research;V 43 ACD U —F 7 « 7 )V—7)  WELE
9 BICBIZFIRHERFFET 18 MOBEHE N LEL/Ro7 8T NIH & FDA OEE ] - #i
VAT LBHLI O TRIEINDUERHDHEBMSNTT2D ThH D,

RAC (12X 2AM728 31T, F 4 EILOMTOIRND ., 1995 LI, RAC 23ARIZREE
MZATO LT DO BRFE T, FRERIRAF 3 RS, TR R0 b TLEI FERER AL
ERBND (ZDOHETH, FDA I[ZL5FHEIIITONTND), NIH OBE&HICETY
—X TN —T (LT NOCGTR U —F 7« ) —F LG IZRODITNDI LI,
RAC DARIREFERPITONDLUANI FERE R FIBRMENBE I L HThnian
ZEETIRIET DS, RAC DFRENSOWCHEYIBREE 2T T2 TH 2,

NOCGTR U—x>7 « 7/ —71%, LT DA OREZ AT DI LEMoT,

1)RAC & NIH HARFAL DENENDOEEING R T, KRB FIEEM IS 28
BAITVN, — R OEBREFEUSA T NIH OBRIEOHAE L DSE L DDE D0

2)BED NIH Ob ol E#EIL, EMNEEFIERMELZERE 3512570, FDA, OHRP
(OPRR 233 BAYICARIELT-, 425) | IRB, IBC 22X LOHE#E A 43T ERNDE DHEH D)

) ENERFIREM ROV R /MU 572012, NIH 233 DI R A 03~ &)

4) (ERRBFFIZRT5) A e REOBHICBE T 284G 2004, U OV TOAK
IR DUV T NIH IZED WO R EIZ B ~&)»

THHOBEORENT Y- T . NOCGTR V—F%2 7+ —71% . L FD4->DOFEER
HIZ@&\ 7z,

1) B EFIERICRIT MR, R\EOMER B EZRREIREINETHS

2) RIRRIn FIERAN RSB D8R E 13, BFFEE . HFIeHRs. BB BRI Lo TR K
PRATRER R #EE RITHETHD

3) BIETFIERF L ZITOEBRE L, +RRAL T4 — DR a2 B MITIRETHD,



2FY, HOWHBEMLTFIER EDOFECFRERIGRIENS BILEBTERRFIIR LI R
WTORERE ., BReh7-b TREESNLIRETHD

4) R BRFIREHREICBITD, TXTOIRT REDOHRE, IFFHEDS, BIED RiA A
HHEFE (current and prospective subjects) . —f% 14 (the public) . BF%E#E . IRB. #F3EE&
SIRAE I, BICE - 7200 T, BE=F —3h, SBIRS L, BAESNDHRETHD

IhHDBER, BE -EBVAT AN LT, THAVAE )T OBHEZSLIZAMT A
HZET, JNEGERSNDE, STz,

NOCGTR U —% 7 « I N—T DERRREZ L, RDIIREDTHD, [EFDEA
IRAEIBIZ BT BER R DR Ih | BFFEE A FEAR L — R DL o A —F &,
BFE. THV L ZEVT AL TWD, EDIZ, BRIRPFFEE OB EX (integrity) 13, FEAZ
EEEHENZ > Ci{bEi b, B FIREMIEIIN T 5 — Mt 2 (the public) DfFE%1E
FEEELNDDE, TRTOSMEREOEECEAL TT AV EZTATHLEI R, ALE
T A =T VIRV AT AL D, LDLY—F T T N—T1F, EARN—NRHTART A
b, SEERRIESFC, AR Z WA RIETHHOLITRV RN EORRHEL D, EFHY
IR FRIIARERNC, HOBREDIAY | RABRERZEA TS, VAT H2IZEHIR
ENT, FHTERWEENELDIHH, BEEHIN, ARicah, BHIC#-7-H 0
T THVAEV T B RT RGN D TH D, |

NOCGTRU—F 7« J A —TBR_ESLEZDIE, LTFO4OOEBIZOWTTH- T2,

OmFZE S ubha L DF#
OBRANZAREDOHKE
OFEMEE - —K~DHF
ORI RERICE T8 EFA

NOCGTR U—F 7 7 N—T%, ZNHDOIRE T, RAC (L&D —T VR BEEHLT
HDTHESTEL T, RAC OFERICHSHREEMLY 52 DLRIFFHI, REOHKRFO
HREIZ OV TEROBAMERCHITRENEZEHHIEL, BEBRSOWEL RO,

UT. TR abaL DR | OEE42FMNHEISENT5,

DA akaLOBE

OLLMENZEBON-HETFLNADIL, RAC NWEEZITV ., RAC OV EIZHFEE 23kt
JETAHET, WRED, FHRLBETFIREMEICRZINLRNINITHILTHD
OBEFIBHEIFFD RAC, IRB, IBC, FDA IZLDBEDZAIL 1L, RAC 23, ZHHH



7% -IRB-IBC-FDA IZxf 45 RMRFBRER L THRE TELHIOIERINH X
ThD,

OfFZEE A OBA/RAC DAEAGELIBNIZ IRB OARRESRTIIERERNEWVI B, B
DR RETHD, ZOEFIZL- T, FIFRE L, FEETabar 2 EL B OERET RAC
DAL TR FHE - HB - R IRV ANDLIER TEDLEAD,

ORAC DFEHVIKDDHET, IBC OFGRIIRBEINDAIRETHD, Fef 7 ahar
TROWEA. IBC X, IR T O bV B EHRL O TRV EHIB S B A T9<IZ, IBC
DIERBBRBOONLIINTT D,

OF eI Tabar DA, RAC DEFHEL, TOFEB~DIFRE OXISH2IND
F T, IBC OARIFELIZEZ LN TRMRITIIT L2V, RAC OFEZBUIANT, BFEB A
DoNDDERITH THD,

ORAC 1, TH#2 | BB FIERHROEROTMMEAEE, RT3 THH ) M E
IMRETHDOT AR EREEL M T I&ETHD, AT Vv - aAMNZEDORDY
ABD, KOLNHRIETHD,

ONIH HARGAANGED REFFRDZA T Z AR 5720, RAC 1L, Bl FIRENR
DEBOFBEEEEITIZET, BEFBEORAVW DN, BH7e3 X CORFIEERL,
EEEARRI LT E v RTINS NERETH D, (£30)

2) A RIE DO H K FEORE

OFANBZREBOHKEIZONWTL, =T iCEmTH2L0, BB v A2k 1 %
BERBRERD

ONIH/OBA %, #1788 &0, IRAVe N EO R FO B E 2K TRD & THD,
OFAN T EOHKEIT, F¥ LOWE COMETHHELEXDLNDHE T, RAC
s SR IUER DR,

O—BAZIRI A TEAIIEDONT —F M, SIS, FRIRESNARETHD,
OREOHKREDT — 2 GEHNI O T2 H R ER T HRETH D,

72 E9IE B

HEMHE - —K~DHEF

ONIH/OBA X, BfaFIERF AN ERmIIL, FRE DI TICERASNHEF ORISR
B H—TOHE LOBHEATINETHD, PixiX, CF R 2 —M KR =7
728 ThHD,

OOHRP R°FDMOBEE T 57 N —7" L)L T, OBA 1, IRB % IBC IZxtL T, BT
BRI T AT — 23 ay T DI DA =3 7T 47 2k L TRHRETH S,



72 FATE B

4) BE R £ IC BRI A E A
ONIH i, IRB OMRAH 0T~ 010 SEXERHIEHELB T RETHD
7Y 3IEB

ZOMOBDEL T, HH7-H T, NIH & FDA OEH#IEENRFFI NI,

BREINEHERBE v RiL, NE2-50L9%LDTHD, RAC IZXDAM2EZE
B, BERMEZ 526N THDIENRG DD,

HIE. ZhOOREICHEL T, ##iz DNA IZBT 5 NIH TARIA U BIEESNAZEL
2o TS (NIH 13, Z0oBEE2ZBLEN, EEOWETIIEZITOITWRWERL
5)o

BRI, 12 ADDERRENTZ NOCGTR U—F 27« Z)v—F12id, SADONRAF Ty
IADERIRES, A= T T 7= (@EN 1,

Christine K. Cassel (ERBER) VT ANUERE7—O
Stuart H. Orkin (FERFER) N——FERAT -V
Victor J. Dzau TUH e AR

David R. Parkinson INTARER R

Debra Lappin TNV YR

Robertson Parkman = LY S VIN 15

Ruth Macklin TNIS—h T A28 AVERIL V@
Rosemary Quigley T e T —N—

Claudia Mickelson v Fa—tyV THKF

Robert Roehr Uy bDC

Kathryn Zoon FDA X%

Thomas Murray INAT AT 2 Z—@

2413, 2000 4E 2 AxD 5 A T4EIFEIN., NIH S ERBDOBES OPRR OJF
E. BIRAC A AN—1EH T, 1I0ADOTLELT—ar (OB3ANRNOCGTRY —F 7 -
T N—"7" A 3—) BTl

U Bicethicsline \ZE AT, Cassel 75 88 A<, Macklin 7% 114 A<, Murray 2% 79 KDL e EE2EV TS
T &85 TB,



MEJFaral

HREEER REREL
| A ST |
IRB T IBC
OBA FCEHOF Iy
FREDFVY
RAC
FHTROHR
FIRGHER 10% 90%
Public RAC Review
DHGESR
ARE
+' RAC ~D ¢t
[ |
mEEES TeERE
IRB I l IBC

HE2-5. REDOEGFABEARIOrrILOESRTOLER

v

FDA

BRMAC

HRMBEDHARELTER

EEROFE

(2000 7 A)




vi. NIH RAC Dt AotRE

PLED I, RAC 1, 1995 SR BN I OHAL I STt DBRIL T DL LbIT,
AT | BRI ZEA B ST ML =5 — T DI EEELR T DB REL,
TR, T2l A IO RET ObOLLTLOMKEELANEL T, UAKAKICEE T a2
BRIRBFSEDIE A A — T NS TODEY MG, € OMEET 22 R /L, S84
HIEDTEDLIRFI AT LLipo THNBZER, AL THD, RAC 1T, TR TOMBEAR
BN OKENDREF THHLRAT LI TERVA, BRMICEL T, FM80Ic—
EORBOMNHELL THEESNTOSODOERLND, #H#X DNA ZE 1A JEIBE 7
% NIH HARTAL [1F, JIEMOM L KL L LT DT AL O FEE OB I BARH]
IZHRIST D RAC LB Z LB T THEFNTETICEEE T b0 THY, F
72, TOLIb OLLU THIERICRES N O 25500 Th D,






3. TAVADNAF Ty I RV AT 1 (2) :ELSLBF R T 07 5 1

i. ELSI #fZ2 715 L E

ELSI #9272 5 2 (The Ethical, Legal, and Social Implications Research Program) I,
1990 FEIZBRtAS NIz, £D BB, BN ARERRT ) DHFR— 0SS DB - {5/ -
HEREREEZBEL., o T5Z81bx, ZNODORMBEIZ DWW TASHRITRL TE
HARMEITHIZLICH D, IR T BT /NIRRT xa— 2y 7 & LA G B 721 TR<.
EN-EEREESFEOBESCHE~DHBEHNOZORMADFIZASTND, FFEDHEM
FEMCEADORLIIBEIERVDNZE T, BFEFEM OB NIt A RAE
HY FNEBRICKBRSE LT 1S T LEL T, BKEN—FITH D, 77T, ELSI #F
Ty T I EIRESFL AT, TAIADNAAF Ty 7 AT E RESK A Db DER
STV,

ELSI #2270 T LOBREIL, IRD IDIZ72>TD,

RIRED AL - £EY. BERD ARSI

A ]
HEERS RO BRI+
TN
"2V

ELSI BFRTAT 5S4

HE-BRER

AU IR—£n HEE ERERELED

WMRERD A

ELSI #3275 ik, NIH 0 NHGRI (National Human Genome Research Institute;[E
SLERNA ) BAFFERT) & DOE @ OBER(Office of Biological and Environmental Research;ZE
) BREEMTER) LD, ZoOE BT RO T CEAIN TS, HHNITIERT —F

U iz 1. NIH @ WGM EERFE o 7 — B A A L7 ZERPH (Department of Clinical Bioethics of
the Warren Grant Maguson Clinical Center) TiX, WA R74—  FL RIZ—DT7 0 — 7T BEIND,



RFE3-1. ELSIIRTOTSLOMRES DR

ELSHFET0YS5L HRESOHD
100A/KIIL
12.0

—&—NHGRI ELSI /.

100
—@—DOE ELSI /

80

6.0

4.0

20

0.0 s . . ) . : n . )
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ELSIER FO5' 5. NHGRIEDOED H.HE
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1990 1991 1992 1993 1994 1995 1996 1997 1998 1999

NHGR! ELSI DOE ELSI £ 8t INHGRI kb3 DOE L
1990 15 0 15 100% 0%
1991 39 14 5.3 74% 26%
1992 5.1 18 6.9 74% 26%
1993 5.3 19 7.2 74% 26%
1994 5.1 19 7.0 73% 27%
1995 5.3 2.1 74 72% 28%
1996 6.2 20 8.2 76% 24%
1997 7.0! 23 9.3 75% 25%
1998 8.3 25 108 77% 23%
1999 10.6 26 132 80% 20%
&t 58.3 185/ 76.8|
INEH 26.2 91| 353 (19954F*T)
INgt2 32.1 94! 415 (19964FEEMNLBNE)

(100BF L)




v 7«7 V—7(the Joint NIH-DOE ELSI Working Group)?25, 1997 4 7 A 2513, ELSI
wrFEEtE - 5EAfi2 v — " (ELSI Planing and Evaluation Group;ERPEG) 23744 C. ELSI
R Tas I LA TEMINOFREEDH DT MEIT o7,

1999 #EFTIT ELSI #FR T 0/ I AR A& FIL. NHGRI THRE+5,800 5K /L,
DOE T1,8005 KV, THD, EhF ) AFBEOEBMFEOZTNEI., 5%, 3S%/BAIND
ZLElpo TN, ES-UTRENDINT, 1990 LIk, AT LFI TR T34,
INET, DRICHIEEOE A% ERIZ075 THMERIT 5, BIE, £[81,0005 K
N EOEEREITOIN TS, NIH FEOHEEEDOEIX L, SLIIEE& B ALEY K&
LTV bHDERLND,

ELSI BFE 7 0/ Z hid, EEITHOLOEE D, 7p<Ed 284 LLEL O ELSI BFZE - #
FiEBN(REOREELET) XA T, REL T, HEfFfR . B, —a—XL¥—,
Va7 (www), PBS TLE LU —X SUFEM, BTRE. ETFE, WIF2505 5D,
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| 1995 99.2 98.4 982 991 88.4 71.2]  80.1

(%)
ERAMMERAT 78 N—FERI(BECEFTARDRFAERILY) KU
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13. REt D BB R HB I HOMER

(B 108M) (FHR2EFHRE) XH

H&kz-5. SRLI-BHT 3

& 5 - BE 1455 [E[ PR 1504 FE | RR AUS62F [ | BA A6 04F FE| . B2 %% FE | P Ak T B B FEROFE
1970 1975 1980 1985 1990 1995 1997

1. B RH-BE REH 31,6721 38,1094 41,1798 435831 4645/8 468065 448345
I RE KE-HFB RE KE- 8 18,0279 252153 32,5686 38,3673 475250 58,7950 62,687.6
5. |- @ REER 77069 13,1353 17,6072 21,1302 235322 284855 28,770.8
4 RE-FERE-RIHE RXE-REALRK 6,763.2 71115 86312 115497 13,7363 159408 15,617.6
2. KER-3ZE2D AR - B 8,830.5 11,1504 13,0885 14,3972 16,5399 145711 13,1155
6.3 @@ & L BE-3KE 93453 139557 16,1670 183894 29,0306 31,845.1 33,851.4
7. UI-03y 1R & - HE - UEY-E'A  HE-HEe s 10,1369 125122 153007 19,7739 31,2138 355433 37,7435
8.% O fh T Ot 16,4654 20,4070 256687 315946 367370 381887 38,809.7
ERATOZKEEXH 108,9481 141596.8 170211.7 1987855 2447724 270,176.0 275,430.5
1089482 141,596.8 170,211.7 1987854 2447726 270,176.0 275,430.6

1970] 1975] 1980] 1985] 1990] 1995] 1997

B%REH 29.07% 26.91% 24.19% 21.92% 18.98% 17.32% 16.28%

RE-JKE- 5 16.55% 17.81% 19.13% 19.30% 19.42% 21.76% 22.76%

FE-REAL | 621% 5.02% 5.07% 5.81% 5.61% 5.90%  567%

A - ¥ 8.11% 7.87% 7.69% 7.24% 6.76% 5.39% 4.76%

BIE-RdE 8.58% 9.86% 9.50% 9.25% 11.86% 11.79% 12.29%

HE-HEPX 9.30% 8.84% 8.99% 9.95% 12.75% 13.16% 13.70%

REBEER 7.07% 9.28% 10.34% 10.63% 9.61% 10.54% 10.45%

FDith 15.11% 14.41% 15.08% 15.89% 15.01% 14.13% 14.09%

1970] 1975] 1980] 1985] 1990] 1995] 1997

M%EE 51.83% 49.74% 48.40% 47.04% 44.01% 44.99% 44.71%

RBIREE 48.17% 50.26% 51.60% 52.96% 55.99% 55.01% 55.29%
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Links of Bioethics Webs

. [(America](Japan][Europe][international I[Misc]

America
e NIH related [HSS]
00])Bioethics Portal of NIH

http://www.nih.gov/sigs/bioethics/

[(NH)/AAF Ty o XY S RN DR EHEY A1,

Special Interested Group/SIG @ Bioethics Interested Group/BIG IZ&£2EDD &L
So TZWWANAKLTETWET, BIEF,

00INBAC 4 %') Xl NBAC Reports

http://bioethics.gov/pubs.html

[National Bioethics Advisory Committee ] Kk KEHFAD aHIZL> THRBE{L, OSTP D
Special Project: Science Division IZFF[RT 5. TDHEF) R,

OFREEIL. LI, http://bioethics.gov/cgi—hin/bioeth_counter.pl

00]Recombinant DNA Advisory Committee, OBA

http://www4.od.nih.gov/oba/rdna.htm

[OBA, NIH]K - \AATH/00 —F8R(RMBEILZE5/0d/oba/) DEIEFIRME
ER1E B £ (Office of Recombinant DNA Activities) ,

@ Secretary's Advisory Committee on Genetic Testing
RIZFZWHICEATH5ERL., /oba/sacgthtm

00JOBAEA#H A Related Sites of Office of Biotechnology Activities
http://wwwi.od.nih.gov/oba/related.html

[NH]IXK -\ AFT0/00—F8B., TAINOEERNLZEES AHZERTEET,
00INIH News

http://www.nih.gov/news/

INH]&H#H=21—X,

@ Office of Extramura! Research D —1—X[&. ZH 5,
http://grants.nih.gov/grants/news.htm

@ Office of Intramural Research D =1—X [, ZH 5, /news/innews

00tk /LA  Human Genome Project/DOE

00 ERLET /ZVIR
http://www.ornl.gov/TechResources/Human_Genome/resource/elsi.html

EbT/ LABFHEOERET /2SI REHRERE. EL\R—DTT,

00]ELSI
http://www.ornl.gov/TechResources/Human_Genome/resource/elsi.html

t FE/A%*EE"’@@ELSIH*&o EL \/\o_:)—e-g-o

00]Information
http://www.ornl.gov/hgmis/resource/medicine.html

N/ ABIEED R, B A—STT.
00]ELSI at NHGRI

http://www.nhgri.nih.gov/ELSI/

{NHGRI, NIH] {3289 - %A - 1t EHBEIZ DLV TD Y 1k,
O=a—Al&. T, /Policy_and _public_affairs/Elsi/elsi_home.html
OREFEFED=2—RIL. ZZ. /NEWS/news.html
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00)ELSI at NIEHS

http://dir.niehs.nih.gov/ethics

[Nationa! Institute of Environmental Health Sciences, NIH] @I i - £ 89 - 11 S8R5
BIZOWTOREY AR,

OHAKIE. 22, /ethics/web.htm

00)- i EREfR# )R . OHRP Office of Human Research Protection

http://ohrp.osophs.dhhd.gov/index_t.htm
[OHRP, HHS]OPRR(ERAR RV 1R&R) A&k #fl, NIH, Office of Extramural
Research M5, HHSIZE{TL-(20005E6 A ),

00)HAEIYR S HEF.~OPRR Office for Protection from Research Risks

http://grants.nih.gov/grants/oprr/oprr_t.htm

[OER, NIH)#FZR AV {R#EE ., Office of Extramural Research D FE#A& (F31T7L
T: ? ) °

@Human Subjects Protection . LLF,

/grants/oprr/library/human.htm

00]INCBI National Center for Biotechnology Information

http://www.nal.nlm.nih.gov/
INHIX-EiN1ATFHo/00 -8Rt 52—,

00):KbER4 / LTHREFT.NHGR! National Human Genome Research Institute

http://www.nhgri.nih.gov/
(NH]ERS / LB D %,

00] BIEFZM DHE Promoting Safe and Effective Genetic Testing in the
United States

http://www.nhgri.nih.gov/ELSI/TFGT final/

[Task Force on Genetic Testing ]

00]PubMed National Library of Medicine

http://www.ncbi.nlm.nih.gov/PubMedOld/
[(NCBI NH]IKEIIEXREE L. HRAREOA L SIUEXKBETT, BEHT
MXOBREMNTES,

00]JIGM  Internet Grateful Med v2.63

http://igm.nim.nih.gov/
(NH]ZLDBRFES AT LIZP VX TES, 225, BIOETHICSLINE X>MEDLINE
22 YFES,

00]NIH MDWeb#®F NIH Web Search

http://search.nih.gov/
(NIHINHO v T %% —7—FTRET 2,

e Federal Agencies
00k B MEZESE./FDA Food & Drug Administration

http://www fda.gov/
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BRPCEELKDIVRVEBETS,
@®IRBOI7IL-—bkE R,

http://www fda.gov/oc/oha/IRB/toc.html
OLrELREFABOBMERT. LT,
http://www .fda.gov/cber/gdIns/somgene.pdf
@—1—XI[&. R, /opacom/hpnews.html

0] XEBFHEBEtS¥—./CDC Center for Disease Control and Prevention

http://www.cdc.gov/cde.html

@®[Genetics]iE. LI T,

http://www.cdc.gov/genetics/courses/public_health .htm

OELSIDY 9% EL) ) —REIL. T2, /genetics/resources/resources.htm
@Human Subjects Research Page [ADS=Associate Directore for Science] (.
R, http://www.cdc.gov/od/ods/hsr2.htm

@/ 1AL 21X, Office of Health and Safety Information System ., /od/ohs/

00)KEY /LB R4 —/NCGR National Center for Genome Resources

http://www.ncgr.org/gpi/index.htmi
BEPEAXNME, (BELER]I[HEBBEIARY LTS ATNS, [/ 14T
wOABE L, TR T HBPEHAEFRIZOEMNBET YA,

00] = P S BRI 24—~ CBER Center for Biologics Evaluation and Research

http://www fda.gov/cber/index.html
[FDA)EMFERRDFEMEITI.

00) K F 44 “HHS Department of Health & Human Services

http://www.hhs.gov/

KIEE A, NIH, FDA, CDC £, FERASE.

@ RBIZRi9 A1F$RJR (L. Office of Inspector General ~,
http://www.hhs.gov/proporg/oig/

ORIEFEWICBBTIBEHMA—21F LT,
http://www.accessexcellence.org/ae/AE/AEPC/NIH/

O KERBIKRAER (FEAKIZIE 2. Agency for Healthcare Research and Quality)
= Q.

http://www.ahcpr.gov/

001K FEEHHTBER.~OSTP Office of S&T Policy

http://www whitehouse.gov/WH/EOP/OSTP/html/OSTP_Home .html
ROBZRBERERDDHECH, CCOTEBHEBICNBACH H S,

00]~NJLAEwWHR—  Health Hippo

http://hippo.findlaw.com/
FA)VDDANRTFPREAGROZEBLELOHTHYET,

e Associations for Gene Therapy
00)IHGT Institute for Human Gene Therapy
http://www.med.upenn.edu/ihgt/index.html
[Pennsylvania X% ]k -t MBIETFABREBE,

ClE. SOECHBRGFARICEALT—FBEN-F AL TLEM 199ERDER
I2&Y, RBHENTCELAGYELE,

00]KEM<.”AMA American Medical Association
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http://www.ama—assn.org/

[AMAIE X E ARk EEBEN D,
@ Council on Ethical and Judicial Affairs
RBEEMBIRAICOVLWTOFERIE, R, /ethic/cejahtm
MBa—KFRHYET,

00K BIEFAWMP S ASGT American Society of Gene Therapy

http://asgt.org/index.html
X BIEFABRER, TOMLOBEBFARBROYIFEECRB(URERTL
AP, GEMEZLWEDOAE L), RITTHEMEEX. Molecular Therapy .

00]JPhRMA %' /3w% R The Pharmaceutical Research and Manufactures of America

http://209.52.56.28/
[Genomics; A Global Resource] 7 A1) A8 £ MK,

00):KBE T2 T L. /NSGC National Society of Genetic Counselors

http://www.nsgc.org/
KX BEFEHETEOY A MEI—FAHYET,

00):KBIEFHI ) ERE  American Board of Genetic Counseling
http://www faseb.org/genetics/abgc/abgcmenu.htm
0)ZEDSFRIGFEMMEWMS Molecular Genetics & Cell Biology of Cancer

http://www.oncolink.upenn.edu/specialty/mol_bio/

[Pennsylvania X% ]Oncolink D& {EF & &I 5 — &P,
001kKEFERBIITZE UCLA Human Germline Engineering

http://research.mednet.ucla.edu/pmts/germline/

[UCLAY®IZYZ AAIL, BBRTT, CTOAVNA—IPRFYEFETLLD,
00)}Z Gene Medicine Website

http://www.wiley.co.uk/genetherapy
AXYRDBILEFEB=1—R, BERAELELRETES,
UTDOBERAREZTEDT 2L BEIZLEYET, /wileychi/genmed/clinical

¢ Associations for Bio ~Medical
00] k4. ~AAAS American Association for the Advancement of Science

http://www.aaas.org/

FAINERETHHPZOHREEE,

(BMLBEITOTSL HPEOBREFRFELEZTOY S L] (Scinece & Policy
Program/SFR&L) (&, =, /spp/dspp/sfrl/mission.htm

00)KRIEHFE S /ASHG American Society for Human Genome

http://www faseb.org/genetics/ashg/ashg/menu.htm

QASHGO KL B|IL. T2, /genetics/ashg/policy/pol-00.htm
OREAXRTIX. EHEBFIAZHLICHRTIOP I EDLLNTVVET,
http://square.umin.ac jp/ mtamai/ashg.html

O7 A ADEDMDBEGBFERBBRD YA DA E T —[Genetic Societies ],
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0)EBRBEPIHE.ACMG American College of Medical Genetics

http://www faseb.org/genetics/acmg/
QOACMGOBIEREE(L, 22, /acmg/pol-menu.htm

00)REFM AL YIS AAMC  Association of American Medical Colleges

http://www.aamc.org/
FA)VAOEHHL YD DOESHKE,

001N EWMS-MBEWSE The American College of Physicians ~American Society of
Internal Medicine

http://www.acponline.org/
OB Y27 LIEmER(1998) BHYET,

00) K/ A A RS ABSA American Biological Safety Association

http://www.absa.org/

AT /a0—DREHUFRET 5K, COCERFBITEMRLERT S,
Ok LDEBIZEDIEASB, 2, /resources/resource.htm

00)kEWMFEE The American Institute of Biological Sciences

http://www.aibis.org/core/index.html
@ AHIBEIZDOULTIL, T2, /latitude/latpublicpolicy .html

00);@{=EEME.FGM Foundation for Genetic Medicine, Inc.

http://www genetic.medicine.org/

M IEMBRAELESTT, EEERIEREAHAL,
00}~/ LiEE S The Genome Action Coalition

http://www.tgac.org
BEAK, HEFHEK. B2 7/ LAAROEMARMNSLLH8E.

00BN IEFAAES Alliance of Genetic Support Groups

http://www.geneticalliance.org/

BEERICETIEERE?
00] CentralWatch

http://www.CentralWatch.com/main.htm
FA)NDEERRBRARERFKTED, FDA. NHOFERIZHith 5.

00)ZEBEBEKRAAFF1Y

http://medicine.ucsf.edu/resources/guidelines/

[Californa K )R EERDBRIDOHTAFSAEMBDIZFEF,
00)/8A A AF4HJL- vl BioMedNet

http://www.biomednet.com/home

INATATLAOLERET HRUET—0,
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00)K/3A4A T v A%E S The American Society of Bioethics and Humanities

http://www.asbh.org/

FA)NERFRT B/ AMA T VIADER,

EKIZ(ZL. the Society for Health and Human Values(SHHV) & the Society for
Bioethics Consultation(SBC) & the American Association of Bioethics(AAB)AYE %
LT::E,O)D

BRDNAFTOVIRERRT DRI DEN S,

00]03—TU AR K R TARBEMER  Kennedy Institute of Ethics

00]~R>

http://www.georgetown.edu/research/kie/

[GerogeTown K] ZZIE  NIHDR—TEEUL Y, AAYTDOREAYMRT I,
@ __ O BIOETHICSLINE IZ, LT,

http://bioethics.georgetown.edu/bioline.htm

@National Reference Center for Bioethics Literture

E A g I §°4 ) & calZe Lol i s

http://www.georgetown.edu/research/nrcbl/
DIIRZT KR I’LFT YU R4 8— Center for Bioethics

http://www.med.upenn.edu/" bioethic
[Pennsylvania K% ]Bioethics Net LRIL, ®MT—21—REL,HY. (T-oI5%ESht-
AR—I T, Virtual Library (I EYDED,

001V xvJ vk WebGET

http://www.med.upenn.edu/bioethic/webget/
[Pennsylvania KB EFERBEDOYY—RAEELTOAT IR, RBECAH, HE
YFEANSHTUWEWESIEN NMFATOvIRDOXEERF TES,

00)h X K BIEPEHFtA— Genetics Education Center

http://www.kumc.edu/gec/

[Kansas X%¥ E@tz>#—]Medical Center, BB AMICEL T, hMiEY K TEI-
HYALTY,

OFEFEHH=EBHYL9R—=D1F, 22, /gec/prof/geneelsi.html,
OBEBEFEWICONTD) &L, 22, /gec/prof/ge.htmi,
OxBDYLIEIL. 22, /gec/prof/legal html

OIFAYTCAMK LA Ty X))~  Web Directory of Bioethics Resources

http://www.smu.edu/ tmayo/bioweb.htm

[Southern Methodist University]Mayo 3iRI- k54 1+, EBRGEMNDILELTLVE
T CEDIAVMIZVORIEN Y ENEDTY, EHICBIT 2 RYEEE
=)o RLEBBINTHET . /tmayo/legweb.htm

00)IN—C =P K NRAAATF4hIGE 2 R2—  Center for Biomedical Ethics

http://hsc.virginia.edu/medicine/inter—dis/bio—ethics/
[Virginia X% ]John Fletcher & James F. Childress A% #ix &5 K3,

00} X-HRTF XK NRAATYIXBER

http://www.med jhu.edu/bioethics_institute/

[Johns Hopkins K] 7 AUID YT HSADEZE R THAI (ScienceWatchS
B,

00]r—AW{YF—T K EREMHEtELSR— Center for Biomedical Ethics
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http://www.cwru.edu/med/bioethics/bioethics.html
[Case Western Reserve X2F]

00)F YL R K IRATHEHENAV /1D

http://www.molbio.princeton.edu/courses/mb427
[Princeton K ]1ME Y RFM reading list AZICTBEET, Chhs KELYF
SY AT,

007 bR ERBEME  Dept. of Medical History and Ethics

http://depts.washington.edu/mhedept/

[Washington X2

[Medical Schools]ERIZH T HME: ERMEICEAT HENLIEEHAMNHYA
1=, http://eduserv.hscer.washington.edu/bioethics/topics/index.html
@GeneClinics [X. X, http://www.geneclinics.org/public/aboutge/aboutge.html

00]=2H K NHBERXHS—JL  School of Public Health

[Michigan X%]
BIESP B % (Genetics Policy Projects ) I, http://www.sph.umich.edu/genpolicy/
Ff-. EHRXI—ILDIRBIZDULTIL., ELF, http://www.med.umich.edu/irbmed/

00)]7Y-anvE7Xk KRGEP L S— Centre for Applied Ethics

http://www.ethics.ubc.ca/brynw/

[Bryn Williams/British Columbia KZFEIR¥DFEIEHICHYE
9, /resources/biomed/

OGenetics Literture Onlineld. ZZ, /brynw/genlit.html
OFf-. U 2%(3%. TH 5, /resources/resources.htmi,

00]RAVTH+—F K EEMGEY>S2— Center for Biomedical Ethics

http://www.stanford.edu/dept/scbe/

[Stanford K]%'/2vH R, RBEHEODTOTSLAHYE

9, /dept/scbe/pges.htm

OHEMBDOR—THHYET . /dept/DoR/RPH.html

Q@ £IZH 1T HMMIE(Ethics in Society) EWVHSTOD Y EHSTE
94, /dept/EIS/elaine ray_senate.htm

IFA)/AEHRD—I INMMATIVIR

http://www.siumed.edu/lib/hw/Bioethics.html
[Southern llinois School of Medicine KEFEIMAEY RIS >T=/ 1A T VI ADR—
DA

00]EA—L YR -IN\—I L A REBHEFELS! Lawrence Berkley National Lab’ ELSI

http://www.Ibl.gov/Education/ELSI/ELSI.html
FHRBLALL ENGBVRIZIIDOH, FBAEN, KK I9ZNTWSA Y AT,

00]3—U K BRIERE/NLMFITI YU X Genetics and Bioethics

" http://www.yorku.ca/faculty/academic/jlibman/geneticslinks .htm
[F—OKZIENLBYIZEEE IV IETT,

00} \—/—F X EETFEMBIBOR— Program on Ethical Issues in International Health

http://www.hsph.harvard.edu/bioethics/
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[Harvard School of Public Health]} &> T£9,
0094 RAVI VK IAA T VIR -A>S5412 Bioethics Online Service

http://www.mcw.edu/bioethics/
[Wisconsin X2)
OEMIL Y DMCWIRBIZ. LLF T,
http://www.mcwirb.org/
ONAFATOVIRABRODEHRNHYET,

00]EYYIR—T K NAFATLyI X%k Center for Bioethics and Health Law

http://www.pitt.edu/ bioethic/
[Pittsburgh X%¢]

00]3RVAK /L ATIYIX-t24— Center for Bioethics

http://www.med.umn.edu/bioethics/
[Minnesota X% ]Bioethics Center,

00]Y > T4 K HEPFYIST—F Ethics Update

http://ethics.acusd.ed/
[San Diego X%)

00]EFva K NAATIVIREGHAME Philosophy in Cyberspace [Sec.1]

http://www—personal.monash.edu.au/"dey/phil/ethics.htm
[Dey Alexander/Monash X2] 44/ \—ZERIZH T HEEI1D1+o a0 T BB
RIEFREDY (b, (ToI5%EIN - IKERLN S, ABCIE,

00]>254/8—t>,%— Eunice Kennedy Shriver Center

http://www.shriver.org/
19694 BIiL, L HEBLBRNODFAEFERZERETICAHIT LA HE,

00)N\RFA4 T X422~ The Hastings Center

http://www.thehastingscenter.org/
1969 F B DRMOMIL/NAA T vI RAREIR, LNAWALLR—FEHARLT
AN

00)E FYI4—IF-IRAATI v XFE#HES Nuffield Council on Bioethics

http://www.nuffield.org/bioethics/
[Nuffield Foundation]A> 4 SR DF v 74— IR D —5E# L,
OfREBE LEBICETIEEARDBBIDLWTOLR—FARHYET,

00)kpAE/RAA T YIX -t 22— Midwest Center for Bioethics

http://www.midbio.com/
[Kansas MO]

00]Roger Rigterink DRy THD BB Listing of on-line bioethics readings

http://www.uwc.edu/fonddulac/facaulty/rrigteri/biomed .htm
[Wisconsin KEFEJLKSAERAWLGRAMNRHYET,

00)/S M ATy IR EDN—  Bioethics Discussion Pages
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http://www—hsc.usc.edu/ mbernste/
WOMDT—TITDNWT, UM THREITOTLNS,

00]MedWebPlus : Bioethics

http://www.medwebplus.com/subject/Bioethics.html

HADNAFA T vI XY AMMZDHUMYZFET, ABCIE.
@Medweb (. HEYFLWLI-ZEEHWTT A, HITTEEET,
http://www.medweb.emory.edu/MedWeb/

00]BioEthics Links by Boardman

http://www.lawrence.edu/fac/boardmaw/BioEthics links.html
[Lawrence K% ]William Boardman [Z&k&/NAA Ty I AD ) 7%, (1546 %
B FH>TNET,

00)/3H—E IR KE EZPtH4— Vanderbilt University Medical Center

http://www.mc.vanderbilt.edu/gcre/gene/inttext.htm
CREEFARAPIIREFARETOEMNBEAELL T, IRBZRTHLDA LN,
BIEFREOR—UIE, 6FEMSRBETEMN. AP AREL TR OERTLY
Bo

° —M—iSC
0]k AATHo/nS—EEHR BIO

http://www.bio.org/welcome.html
[Biotechnokogy Industry Organization )

ONAATIOVIRADEBEHLHYET. LT,
http://www.bio.org/bioethics/bioethics_intro.html
00]1KFEF7HT3I— National Academy of Sciences

http://www.nas.edu/
OHEETHLI L MRICETHREHDHTENL. LI,
http://www.nap.edu/readingroom/books/obas/

001kt oFE . EFERPIBM  Medical Sociology Section

http://www kent.edu/sociology/asamedsoc/
[American Sociological Association: Kent KEIJZAUHDEBELSZOHHEIZDOLY
THRHEIZOMNDODI(FEERLE),

0]k EFEHDHREFTHRS Council for Responsible Genetics

http://www.gene~watch.org/
MR,

00]Medscape : MolecularMedicine

http://MolecularMedicine.medscape.com/Home/Topics/MolecularMedicine/MolecularMedicine .html
(P FERIFELCEFHEREDRA YOV LD, Y—ERFHDOLIENS
W BTN BREOEAHYET,

00]Health Gate pro

http://www.healthgate.com/pro/index.shtml
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[for pro]l BB EFREEMRAEDLE T AL, 1LY —ERBHOEIAHAZL, B
*ﬁ':l—xljk uTo
/gate/mg/mednews/index.html

0]/ T47 K REBMNEMBEMEIZSE  Association for Practical and Professional
Ethics

http://www.php.ucs.indiana.edu/ " appe/home.html
[Indiana X%¢]

00779 T 4% ~77—Ab Founding First

http://www.laskerfoundation.org/fundingfirst/
EHAMBOERARIERY (.

00)ZE#£ S>> Oncolink

http://oncolink.upenn.edu/
[Pennsylvania K22 - ARt 2—1L NG EEREBIFERY (L,

00]EHDRIR Physician’s Choice

http://www.mdchoice.com/

EEXHMRRAGTEEEERITR—CHY, TBEFRDv—FHILIZEDLMNS,
00}k B H AW E.“ACLU American Civil Liberties Union

http://www.aclu.org/
ERTAIIHTHRRLAMEEDERBN—BTRLAET, BEL\R—D,

00]—>7 594 Gene Browser

http://www.natx.com/
BEFHRRICETLBENGEYMRESNE, IRERITTT,

00)cmesearch Com

http://www.cmesearch.com/Default.asp?
KOEERARLFERY M. A S10DHEBEI—RbH5, BROAIZITHEY
BEROELS Ak,

00)/8A4F-1)> O % Links of Biotechnology Web
http://www.gdb.org/biolinks.html
[John's Hopkins KEB)NNAAFH /DS —- Lo &, kEDDIZHREEOHTH
B8 Web IZD%: /35, ABCIE,

00)/\J—Fba—XBIEM Blazing a Genetic Trail

http://www.hhmi.org/GeneticTrail/
(B AXOEBEZHEE the Haward Huges Medical Institute D ZIzEB O BB L

,\o_:)o

- Japan

¢ Governmental

00]H B £MMEERS STA SeimeiRinri Commission
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http://www.sta.go.jp/shimon/cst/RINRIL.htm]
[(HEHFTEERIHERATFOEMHMEBEZMZE R, BBRUEMALFEASATS
Y. Y AT,

00]F4£4 BIREESHABE MHW proceedings

http://www.mhw.go jp/shingi/kouseika.html

B BEL£HEROBERESH. BERFARBRLIC<

OFEHDERMBEIL. X, http://www.mhw.go.jp/index.html
O|’iﬁé_{:z§¥ﬁ7|ﬁﬁﬁ%lH‘ﬂﬁﬁ@"éfﬁﬂﬁ:ﬁlﬁﬁﬁ;‘ﬁl:?ﬂlﬁ'rﬁ'""@1*:451)(J)I‘Eﬁ’rl.‘.’al.\‘CJlis LA
TTT,

00)E T SA7-/ (A HE. STA Life Science Policy

http://www.sta.go.p/life/life.html
(SATYATURIBBTDINATI 54T ATV RIGEDBEE .
Otr/LHAEICEET HEEKRA
http://www.sta.go.jp/shimon/cst/rinri/gensoku00614.html
Ottt smER LELIEZENEREIZONT
http://www.sta.go.jp/shimon/cst/rinri/ken00313.html
OVO— FHFIZkDABKRDEEFICDONT
http://www.sta.go jp/shimon/cst/rinri/clo00215.html
Ora—V HMZLIANBROELESICHATIEANERLS
http://www.sta.go.jp/shimon/cst/rinri/clo91227_1 html
ORAATH /A —E R DBIEIZF - ERFEHZ DT
http://www.sta.go jp/life/life/90201 .html

O/ LHZICET IR ARAEICODLWTORMHBZAS
http://www.sta.go.jp/life/life/80701 HTM

OF47H MU RIZET S RMBR AR E
http://www.sta.go.jp/life/life/90419 _1.html

O#R#4 1% Z DNARERIEEHZDULVT
http://www.sta.go.jp/life/life/DNA99/

ORI HEDHELHERMEZEZDIBHE)E. LT, PHHESHYFET.
http://www.sta.go jp/shimon/cst/kondan21/main.htm

00 )M R M EMAM
http://www.nistep.go.jp/index—j.html
T EGMBICHTAHBRERAHINTLET,

00132 &R SAT-/3AAEBE Monbu Life Science Policy

[EMBHERINBED/NNATY - SATHATRGEEDBKIES.
OXRBHIZBHIZNAAY AT AHEDOHEIZ DN T(PHEIFEEDN)
http://www.monbu.go jp/singt/gaksin/00000231/
OXZFIZHEITEY / LARRDHEIZOVTERS)
http://www.monbu.go jp/singi/gaksin/00000232/
OXZEZFIZHTEHVO0—CHRRIZTDONT

http://www.monbu.go.jp/ singi/gaksin/00000212/
OEGEFREDVORFLHERUVBARICONT
http://www.monbu.go.jp/singi/gaksin/00000092/

00} BEE SA47-/ 414 BEE MITI Biotechnology Policy

BEEADNAAATH/AO—LEDBEIESH.
ONAATFTo/Ro—EXBEICAIT-EXA§
http://www.miti.go.jp/science/x90129¢2 html
OO\ EXIEBHRRIBRESE
http://www.miti.go.jp/press—j/industry/r81023al .html
OfA M Z DNABIHT T 2L i85t
http://www.miti.go.jp/topic—j/€985dnaj.html
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OfiA#a Z DNARKHT SR &

http://www.miti.go jp/kohosys/summary/#007

OB &R F I 27 v 71998 http://www jpo-
miti.go.jp/ryutu/map/kagakul0/frame .htm

OlFHFT Mo R/ (A EEDEK

http://www jpo—miti.go.jp/info/vaio.htm

00)RBIFT £WMEHIEBIEDER - FH

http://www.biodic.go.jp/biolaw/law _f.html

(M2 HMEE 1SS HREBREDENEZHRD S,
Ot A—DRIMBEIL. LT~ http://www.biodic.go.jp,
QE-BIEF(X. b5, http://www.eic.gojp/eanet

e Universities
00]JFK WTARVMHERREEREERNA)

http://www kuhp.kyoto—u.ac.jp/idennet/
[RBXRZ]IEEERICEATIRERVYMIGEER(IEH,

VEGEF HEGERICETEIHNIESIU5 DRNET,

QLU ERFEZHATAFSAUIEUT,

http://www.kuhp.kyoto—u.ac jp/idennet/idensoudan/07 .html

O[RIWHOI BIEEFOHBBMNEMBESLVBEEY —EADRHIZEATEH (K
A4 HELUT,

http://www .kuhp.kyoto—u.ac jp/idennet/idensoudan/WHO.htm!

00):B{EFAMGTNet

http://member.nifty.ne jp/gt—net/
[(RREBEESEXNHE-IHEYFALIN TV,

) EEFABMRHEEEREE

http://www.kum.kagoshima—-u.ac jp/" genether/
[BERBXREEFH]T->-ISEHALVERHY.,

00]EK BEFZRPBEHLEAYFI— GENETOPIA

http://genetopia.md.shinshu-u.ac jp/
[EMKE]IEGEFEHICAEATEIE YA LOALERBAREIZBONZR—D
MBUN, BETLLS?

0WImEXK+EK /Ly GenomeNet

http://www.genome.ad jp/Japanese
[ﬁﬁ‘??ﬁ?ﬁﬁ?ﬂﬁﬁ'iﬁi*l’éﬂﬁﬁﬁ?{.ﬁld)ﬂ"fh LS RO HE NG Y
A1+TY,

00} X EREMEMRCL/LRH 25— CLUE, Japan

http://clue.genome.ad.jp/
[(RERXZIENT /LB 2—D) %, C28. BENETE,

« Associations for Bio ~Medical
00) A A B FAMPL Japan Soiciety for Gene Therapy

http://bizweb justnet.ne jp/ " jsgt/JAPANESE/index—j.html
EITHRIZFABRT. ARZRRLET.
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0)EZ/NEmEE /N EERRR 24— EXEERRLD
http://genetics.nch.go jp/default.htm
00 Kt BEARE
http://jsft.bcasj.or.jp/index.htm
W]AFERERFR

http://wwwsoc.nacsis.ac jp/jtca/

QEERDFICHITHENAR - BREORYZNZOVLTIE, LT,
http://cellbank.nihs.go.jp/jtea/ethics/e_index.htm

00}t 7/ LHFREMELZ—
http://www.gsc.riken.go jp/j/indexJ.html
00]EiMNA Y 2—

http://wwwinfo.ncc.go jo/Osj/indexj.html
BARZRRLEL T BEERROENAHTETVET,

0]REBETFIFHRE

http://japsam.orjp/jsget/title.html
BEFOBHEMAERICOLWTOR—, BEIRIGEWLWVTSO—F2

007K &£MBFREIVIR

http://www.ipc.shizuoka.ac jp/” sbhtake/HAT-link—J.html
[BRAXZITREBIZCEZIATHAIURBEY (b, Z2HLENWTTA, ETF,

00}/ XA F - AT4HINBHEEZRIER Bio Medical Links

http://www.milab.is.tsukuba.ac.jp/research/me/gakkai_medical .html

[(REXZ]IBXRDEFRFSO—RIANMER £k,

e ELSI
0] A Ethih Edi- AR-$1% Tateiwa &his fellows’ Site

http://ehrlich.shinshu—-u.ac jp/tateiwa/1.htm

[EMRKZFIRFE. EHEEBETFSALORREE, £HMEBRAOBEDERY A+
EESTLNWERWVWET, COY A R OMAETHN LBV BEFIZBYET,
WXOEBLRHTTS?

O[ChhoHBE)E. RAATYIABEDFTEEZTEDHTLTE

#|, /tateiwa/1s.htm

O NMFTI I XAHE 1£](X, LLF, /TATEIWA/0b/97090101.htm

O] EHEBFOHPHE

http://square.umin.ac jp/ mtamai
[EMXEEAEFTEHAXEOE2HMEE]

Q7 AN ABREFEOERBOBRIOS /ML, 22,
/"“tamai/ashg.html

00JUCRB #ifa/3>% JCRB Cell Bank
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http://cellbank.nihs.go jp/indextop.htmi

(EXEESBERHEFRM @R I]IBEROFTEF-ERBER—SHHY
T, IRFOFEBNSEILIMhELAER A,
OEBAEEEDTFAMIBYET (ChiiL, eNiftyD[ELHETH—S L
FMEDSOC)&Va#iah -+ M), INLOUXBESITEEDEREMITBEDE
FICEATAVARVES e /LAEAEIZEAT HHRES I(UNESCO) 12 &,

/information/ethics/ethicspage.htm
00]A I /I\AARBEHES Eubios Ethics Institute

http://www.biol tsukuba.ac jp/ macer/indexJ.html

[57E K% ]Darryl MacerlZ& Bl eubios=good life | £ pfRE~R—,
OEH—a1—ADR—=TUHRLWHAE(F-ELHEE).,
http://www.biol tsukuba.ac jp/ macer/NBB.html

00]RK XEBMEFPHE

http://www.ethics.bun.kyoto—u.ac jp/
[FREKRZEIENY /LGB OBREBEMNE@ORRDI—F—HY,

00)ZEM & dy 2 k—L~R— Morioka's Life Studies HP

http://member.nifty.ne.jp/lifestudies/
[ KIRFFIZIARPIHREEOESGER—D, ST TY,

00)BEA/NMA Ty IR -S5R Waseda Bioethics Lab

http://kenko.human.waseda.ac jp/rihito/bios—j.html
[RFEHAXKZIARFRADR—2, YR T RBEERRFANSU RTINS, i
g_U)'J‘/’J%E%o‘CL\i?‘fJ‘I EFBEIZLIKWVMEE T, WOOMBIXAZENHE

W]EEHEDITA—F L

http://www.nifty.com/forum/fmedsoc/
E;_\liftyserve] ERLHESOBREZZADS74—7L, BEEZREHLELRONE

00INHK iﬂﬁki:‘iiﬁflntemet Forum]

http://www.nhk.or jp/forum/life/index.htm!
INHK) DU ENT Uy I GRBOBRA TEET, BADEE Y IHZHYIL
TET BEUERICAHEIR—VIZHLOLEANET,

0] A X4 aifmIR¥E S Japan Associations for Bioethics

http://wwwsoc.nacsis.ac jp/jab2/index.html
EYHATHERERXRT IELOBHBERENS,

00)EMIFEBATYI R HEH

http://fleamarket.shohyo.co jp/index/cgi-bin/acasort.cgi?field=f11
B2LBEMICBALTSEIZLIR-UNEITLATINS,

e Misc

00] GenomicPort
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http://member.nifty.ne jp/fumi_ka/

[SeCerak ] —EMICBhAEBEIN-FR—2IL Y1,
O[EZEA D Door to Medicine lIZ. L.
http://www.biwa.ne jp/ fumika/index.htm
OEEBEDXE-HF-HALESAUIZOLVTIH, RAEFR,
http://www.biwa.ne jp/ fumika/law.htm

00)JATF«AIFJE 21— Medical Tribune

http://www.medical—tribune.co jp/
ERROLEBRIMOVED, KOBRYACADVIENRBRTT (Qr b
1),

W]BAEMHE

http://med.or jp/

gi[f_’“%“ ERFAMVEOAIC]IOIGEEOERIC. BIEER. RGEROBRHENH
.BE{%'?‘%;'J‘JO%(;"{E*I]‘GTO /japanese/igaku_iryou/hp/index.html
OLEMMBEBMELLVSEDOAHY. [BEEREMETOFHE . [EMIZKOON
HHESHBEIORENHYET,

00] BXREF - ARFER

OBFAEHBEFER

http://www.yamanashi—med.ac jp/"jshg98/98home.html
OBXERER

http://www.cib.nig.ac jp/dda/tgojobor/GSJ/index—j.htm!
OBXATESR

http://wwwsoc.nacsis.ac. jp/jinrui/
00)]A & /1T 12 F AM)—1iE& Japan Bioindustry Association

http://www jba.or jp/
. BERNMAEEASFTNEMTWET,
INAAEEBTHEEEA, FEHOLNTIVET,

0] KEFREEEFIFHR R YT —2 UMIN Links

http://130.69.92.40/edu.htm
[UMIN]JDYR L, EZRZEED—EHY. LT,
/index/gakkai.htm

0] EEEBFERERRYFI—I AT L

http://www.sunet.or jp/link/
L ko EELY,

vOO] EXBEFEH Info from JAPIC

http://www japic.or.jp/jyoho/index.html
[BXREEFHE2I—]bLoEELY,

0] BN EHREREZ— IMCJ
http://www.imcj.go.jp/imcjhome.htm

ER—BEMN. CCORER-ERBRUVIEL. FEIhELALGL, LITES
fB, /inte/Linksimc.htm
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00]BEDFELE Links of NACSIS

http://wwwsoc.nacsis.ac jp

[NACSIS]IDY X,

@ E M FBFHAER(NI) IZZHS, http://www.nii.ac jp/index—j.html
OEX RXDOFREMN D H BWebcat (X, X, http://webcat.nacsis.ac jp/

00]HEHT~DTHTESMEEZSHE AJCOST

http://www.ccs.dendai.ac jp/ consensc/ajcost~temp/
BATRYIIOVE Y RLEERBELIENGOTY, 7o/A5— 7HAAVMER
TFLTULET, KFIT. REABEHKP-BIMES.

16/19

Europe

00]3—Ov/EIEFABP L European Society of Gene Therapy

http://www.biosci ki.se/esgt
BEINZUIORHYET M, BLUITAVIDOZEDEMULE--YLET, £%
Hh DR,

00]3—0Ov/\FEEBE /(AT YIRX  Council of Europe : Bioethics

http://www.coe fr/eng/legaltxt/e—bio.htm
I—AYNFEERDNMFIIVIAR-R=T,

00]3—Ov/ R TAELEVERICETIEN
http://www.coe.fr/eng/legaltxt/164e.htm

@ IE R A L. Convention for the Protection of Human Rights and Dignity of the
Human Being with Regard to the Application of Biology and Medcicine,

O /n—VIZBY AEmITOraLE UTF,
http://www.coe.fr/eng/legaltxt/168e.htm

kERIZENIE, AFURERAVIZEBRLTULEL, Chid, (WBEBEZOBEM
BNOHEREND,

00]3—Ow/R-IAF AT 1AL - —a—~A L2~

http://www.uni-tueebingen.de/zew/bme/index.htmi
[Biomedical Ethics: Newsletter of the European Network for Biomedical Ethics)

00JEUROETHICS European Database on Medical Ethics

http://www.gwdg.de/ uelsner/euroeth.htm
[ Information and Documentation Center Ethics in Medicine 5@ IDEM{Z kAR VR
—5FaszHk,

00]XRAY Borja/SAA T YT XBZRT Institute Borja De Bioetica

00)H L EHB D MEBIZEAT S53—0v/8-7)IL—T European Group on Ethics in Science

http://www bioinsbor.org/ang/default.htm
ARAVIABOMRLENAA T VIZARARMLLLD, R—DEFTELTETL
%7,

and New Technologies

http://europa.eu.int/comm/secretariat_general/sgc/ethics/en/index.htm

EMEBILE B R EELCOMNLTINSELSTT,
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00)3—0Ow/s-AFA R 2EWE European Biosafty Associations

http://www.ebsa.be/
A—OYNDNA(FDREHERETT S,

00]RILF—- /1AL EMEY—/— Belgian Biosafety Server

http://biosafety.ihe.be/
NAFREHDA—, [Biosafty Resouce] S LB EIZH D,

00)FoVv— 7 {REEEERS The Danish Council of Ethics

http://www.etiskraad.dk/english/english.htm
(Foe—ONTAMSILEZRES, LOMLR—FERBLTULET,
@ The Danish Board of Technology
ToR—VHEMTRR: . T0/00—-FRAAV DB A EHYET,

17/19

international

00JWHO BEERFOMBMEETFS1>

http://www.who.int/ncd/hgn/hgnethic.htm

(WHOIT B EZDMEBMERBR S S UEEY —EXDREICBETEH ARSI
#RE. BRI RERVLWTARVLESBOIE,
FOMOEMEEFRFEOHRYIE. 22, /ned/hgn/publications.htm

00JUNESCO Eft4&mimEEA S

http://www.unesco.org/ibc/uk/index.html
[UNESCO)EMERIZZ /A AT IAD Y A b, TERT / LENEIZET IHARSE
BINHYET, BRI, JCRB M/ HDR—DUESRBDIL,

00]tr4/ LR$T#8EE . ~HUGO The Human Genome Organization

http://www.gene.ucl.ac.uk/hugo/

HUGODFEENID—RELTHBEESEL D, EMNEEMAORA. Y0—CHRA
DHREEEMPOEEE LR, 197FORBEOREICLI>T. FRETELEED
BANFILEof= A /=2 PE, A/UR AY—2 AXDaADEENSINT B
EEL D,

00JOECD /SAA38%I

http://www.oecd.org//ehs/counrty.htm
[OECD)IHAD/NAA TV /0O —DOBRFONWTHRETES,
OF#FEIL. ZB5, http://www.oecd.org/

00 A EGS . WMA  World Medical Association

http://www.wma.net/e/home.html
(WMA)ERRHGERME DYk,

00JHUM-MOLGEN

http://www.hum—molgen.de/
[international communication forum in human genetics]ESBIL /AL AT IR D
HAk,

00]BINAS  The Biosafty Information Network and Advisory Service
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http://www.binas.unido.org/binas/
NATOIZET HRABEBI OV THRMIZE=29 %, UNIDO[United Nations
Industrial Development Organization] M TR A&,

Misc

00)&EMFBEARDEF O +—F/LELE Electronic Journals in Biology

http://golgi.harvard.edu/Admin_Res/Library/ejbioart.htm
[Harvard K% ]Web IZHIEMEMED—BEUR L PEBREDLOEZSET,

EREERPDMES Genetic Medicine

http://www tokyo—med.ac.jp/genet/index—j.html
(EREHXKR]IBGHEBGEDRHDY.

00)BIGFABEMEYMA Gene Therapy etc.

http://www.imasy.or.jp/ hsdl/mnd/gene/index/htm!
BEFABRLGEDRSHY,

00] SRR~ DF5|EF introduction to Bioethics

http://www biol tsukuba.ac jp/ “macer/TMJ.html
[5ABK2#E]IDMaceriZ &5 &G REFEERN,

00]/O0—2 MR Clone World

http://library.thinkquest.org/20015/index—jn.html
PA—=2IZDVWTORRFRR—,

OJHRD/INAA IV DR YL HE

http://platon.ee.duth.gr/ xirot/Bioethics/BIOE1 Usefullinks.html
t[:b\<—%a—éﬁ1‘:b\o

00]Ov592x5—K%¥  The Rockefeller University

http://www.rockefeller.edu/
BAYII715—EEMEM. EXRRTIE. T ISRESh BB - KERKS,

00]EILEDERY A+ Bil's Net World

http://www.evansville .net/ wbbebout/

[Bill Bebout}EERE VI RADLEAND, BIABEHL TLVELIAT=0,
00)rOVPK BEFAESR YT —S Toronto Gene Therapy Network

http://www library.utoronto.ca/medicine/gene—therapy/default.htmi
[Tronto KR)AFFTTN BERABRETITANSHIDIERY A+, FRLL,

00)HhdK T)— EKESRMBIEtEUS— MaclLean Clinical Medical Ethics Center

http://ccme-mac4.bsd.uchicago.edu/CCME .html
[Chicago KE)HZLBMILMRZALLNDTIT M, thD A ML) oENT
WET (BRI REM>1-7?),

— 148 —



Links of Bioethics Webs 19/19

0] vHR-1) 9% Massachusetts Corporation for Educational Telecommunications

http://www.mcnet.edu/genome/resources/links/links.html

HAFYRIZIIEESITHL,
00]A42—FYRBI &AL F v X Librarians' Index to the Internet

http://lii.org/
BAAYDANKED Mayo BIRTHER, ENISULVMRIZIION,

00 BIEFE R YT —S Gene Med Network

http://genemed.org/
QRO FEREEIBTHY AL, EATETY,

00 ) Bt 2Rk~ LR— GS Home Page

http://www.nowhere.org/ gene/underC.html
EFEPOHMFTFOR—UTHHE=M Bk dEhintiliiotz,

00)H D BIZFRY A+ the Heredity Hearing Impairment Resource Registry

http://www.boystown.org/hhirr
BEHTEOBFTECEEOEMELHRICEHT HEEMERE, >asniz,

VIERXRALSAIOHFE eMedicine Online Textbooks

http://www.emedicine.com/cgi—shi/foxweb.exe/onlinebooks@d:/em/ga

EXRDA LTI BHBOIBFEY 1,
00] (Bf) ERREPEH/ 42— IMIC

http://www .imic.or jp/
[HULHSIEVSTRIFEEHRIT. A DHFBRIRHZEITO>TWLS,

This pages were made Copyright (C) 2000 hayano All Rights Reserved
by hayano ZOR—LR—VICBHIATWIEE-EREEDRFERERCES.
BLAISZEI IV,
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{1#& 1-B. WHOEUNESCONFEB & A N—) AN

Professor 0.0. Aklnyan_]u

Professor K. Berg{Chairman)

‘ngerla

E)

the WHO Human Genetics Programme List of Experts

———

" 'College of Medicine, Umversnty of Lagos, P.M.B. 12003,
_ilagos

Dlrector Institute of Medical Genetlcs Umversuty of Oslo
kand Director, Department of Medical Genetics, Ulleval

Dr JM. Cant Garza

Mexico

iUniversity Hospital, P.O. Box 1036 Biindern, N~0315 Oslo |

|Chief, Genetics Division, Centro de Investigaciun Biomedica
de Occidente, Instituto Mexicana de! Seguro Social, Siena
No. 1068 Lomas de Providencia, Guadalajara, Jalisco

]
|
|
|
|

Professor MAA.F. El-Hazmi

Saudi Arabia

Department of Medical Biochemistry, College of Medicine
and King Khalid University Hospital, P.O. Box 2925, Riyadh
1460

Professor D.D. Farhud

of Iran

Islamic Republic

Head, Unit of Human Genetics & Anthropology, University of |
Teheran, School of Public Health & Institute of Public
Health Research, P.O. Box 1310, Teheran !

Professor J.C. Fletcher

eur)

USA(CoRapport

Professor of Biomedical Ethics, The Center for Biomedical |
Ethics, Box 348, Health Sciences Center, University of
Virginia, Charlottesville, VA 22908

‘Professor N. Fujiki

fJapan

Professor Emeritus, Fukui Medical School Shimoaizuki, 7/
Matsuoka—cho, Fukui Prefecture, 910-11

b

%Professor H. Hamamy

Irag

Professor of Medical Genetics, Mustansiriya Colléée of
Medicine, Baghdad

!
‘Professor V.l lvanov

}
gThe Russian
|Federation

Director, National Research Centre for Medical Genetics,

Moskvorechie str., Moscow 115478 ﬂ‘.

i
j‘Professor B.M. Knoppers

{Canada

Centre de recherche en droit public, Facult de droit,
Universit de Montreal, C.P. 6128, succursale A, Montreal,
Quebec, H3C 3J7

Dr Xin Mao

Division of Genetics, Department of Psychiatry, West China
iUniversity of Medical Sciences, Chengdu 610041, China and
“Section of Molecular Carcinogenesis, Haddow Laboratories,
ilnstitute of Cancer Research, 15 Cotswold Road, Sutton,
ISurrey SM2 5NG

Professord ~F. Mattei

‘Professor V.B. Penchaszadeh

L — ——— _

iCentre de Genetique Medicale, Hupital d’Enfants de la

Tlmone F-13385 Marseille Cedex, 5

'Director, Division of Medical Genetics, Beth Israel Medical '
|Center, First Avenue at 16th Street, New York, NY 10003

Professor |.C. Verma

’;Professor D.C. Wertz

eur)

\Head Department of Medical Genetics, Sir Ganga Ram
‘Hospntal Rajinder Nagar, New Delhi, 110060 !

| USA(CoRapport J

Division of Social Science, Ethics and Law, Eunice Kennedy%
Shriver Center for Mental Retardation, Inc., 200 Trapelo

‘Professor R. Williamson
L -

lAustralia

Road, Waltham, MA 02254 N
}Director, The Murdoch Institute, Royal Children’s Hospital, |

'Flemington Road, Parkville, Melbourne, VC 3052 ]

UNESCO The Legal Commission of the IBC W

H. Exc. Mr Hector GROS
ESPIELL(PRESIDENT)

Mr Mohammed BEDJAOUI

;,,M e
i
|

IMr Ernst BENDA

|
O R

|Uruguay
|

'Professor of International Law, Former Minister of Foreign
| Affairs, Former President of the Inter—American Court of

iHuman Rights, Extraordinary and Plenipotentiary i
wAmbassador of Uruguay in France, Permanent Delegate of |
{Uruguay to UNESCO B 4‘

e
|
|

\
1
jAIgerla
|
|

S S

Germany

'Former Dean of the Faculty of Law and Economics,
‘University of Algiers, Former Minister of Justice, Former
{Ambassador of Algeria in France, to UNESCO and to the
iUnited Nations, President of the International Court of
l.Jugthg (The Hague) o
‘Professor of Public Law 'Former Federal Minister of the ‘
\Interlor Former President of the Federal Constitutional

Trlbunal (Karlsruhe)
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‘Mr Mohammed BENNOUNA

‘Mr ngl CONDORELLI

‘Mr Harold EDGAR

~ Professor and former Dean, Faculty of Law of Rabat,

Morocco

‘Member of the United Nations International Law

”~Comm|ssmn Director of the Arab World Institute (Paris)

‘Professor of Public International Law, Umver31ty of Geneva,
Professor at the Faculty of Law, University of Florence

United States
of America

Professor of Law, Columbia University School of Law (New i
York) , Director of the Julius Silver Program in Law, Smence\
|and Technology

Mr Guido GERIN

ltaly

Former Professor of Public and Administrative Law,
University of Trieste, President of the International Institute
for the Study of Human Rights (Trieste), President of the
International Bioethics Centre (Trieste)

Mr Ryuichi IDA

Japan

Professor of International Law, Kyoto University.
Rapporteur of the Committee of Regional Economic
Development Law of the International Law Association

Mr Awn al-KHASAWNEH

Jordan

Member of the United Nations International Law
Commission, Chief of the Royal Hashemite Court

KIRBY, AC CMG

The Honorable Justice Michael

Australia

Former Judge of the Federal Court of Australia, Former
President of the Courts of Appeal of New South Wales and
Solomon Islands, President of the International Commission
of Jurists, Justice of High Court of Australia

Mrs Bartha Maria KNOPPERS

Canada

Professor of Law, University of Montreal, President of the
Ethics Committee of the Human Genome Organization
(HUGO)

Mr Martti KOSKENNIEM]

Finland

Professor of International Law, University of Helsinki,
Former Legal Adviser to the Ministry of Foreign Affairs

Mrs Noelle LENOIR

France

Member of the “Conseil Constitutionnel” of the French
Republic, President of the Group of Advisers on the Ethical
Aspects of Biotechnology of the European Commission,
President of the International Bioethics Committee of
UNESCO (IBC)

Mr Keba MBAYE

Senegal

Former President of the United Nations Commission on
Human Rights, Former Vice—President of the International
Court of Justice, First Honorary President of the Supreme
Court of Senegal

IMrs Marie-Madeleine

'Gabon

Former Professor of Law, Finances and Fiscal Systems,
President of the Constitutional Court of Gabon

'MBORANTSUO
f

1
l Mr Otakar MOTEJL

Czech Republic

Former Adviser to the Committee for the Protection of
Human Rights, President of the Supreme Court of the
Czech Republic (Brno)

Mrs Elisabeth K. POGNON

Former President of the “Tribunal de Premiere Instance”

Mr Patrick ROBINSON

Benin (Cotonou), President of the Constitutional Court of Benin
' Former President of the Inter—American Commission on "
Jamaica Human Rights, Member of the United Nations International |

Law Commission, Deputy Solicitor General, Attorney
General's Department

Mr Albie SACHS

South Africa

Honorary Professor of the Faculty of Law, University of
Cape Town, Justice of the Constitutional Court of South
Africa

Professor of International Law and International

YANEZ(Adviser)

Mr Yasuhito SAITO [deid] Japan Organizations, Asia University
Russian President of the International Association of Legal
Mr Vladimir TOUMANOV ussian Sciences, President of the Constitutional Court of the
Federation . .
- Russian Federation o ) -
Former Executive Secretary of the Latin—American Council
of Law and Development, Former Ambassador and
Mr Gonzalo FIGUEROA Chile Permanent Delegate of Chile to UNESCO, Professor of Civil !

Law, Director of the “Escuela de Graduados”, University of

Chile

o
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fT&R2-A. NBACD 4 /3—V) A (HKEF
{National Bioethics Advisory Commission)

Member

Title & Organization

Harold T. Shapiro
Ph.D., Chairman

President
Princeton University

[Patricia Backlar

Research Professor of Bioethics
Departments of Sociology and Philosophy
Portland State University

Assistant Director

Center for Ethics in Health Care

Oregon Health Sciences University

Arturo Brito
M.D.

Assistant Professor of Clinical Pediatrics
University of Miami School of Medicine

Alexander M. Capron
LL.B.

Henry W. Bruce Professor of Law

University Professor of Law and Medicine
Co-Director,

Pacific Center for Health Policy and Ethics
University of Southern California Law Center

Eric J. Cassell

Professor of Public Health

M.D. Cornell Medical College
R. Alta Charo Professor of Law and Medical Ethics
J.D. Schools of Law and Medicine

University of Wisconsin

Uz;mes F. Childress
Ph.D.

Kyle Professor of Religious Studies and Professor of Medical Education
University of Virginia
Co—Director

'David R. Cox
M.D., Ph.D.

Professor of Genetics and Pediatrics
Stanford University School of Medicine

X‘Rhetaugh G. Dumas
\Ph.D., RN.

f
|
Virginia Health Policy Center |
|
|
|
|
|
|

Vice Provost Emerita and Dean Emerita
Lucille Cole Professor of Nursing |
The University of Michigan

jtgurie M. Flynn
i

{Executive Director |
|National Alliance for the Mentally Il

Carol W. Greider 'Professor of Molecular Biology and Genetics A‘
|Ph.D. JfThe Johns Hopkins University School of Medicine - '77*74_“%
Steven H. Holtzman |Chief Business Officer

__|Millennium Pharmaceuticals Inc.

'Bette O. Kramer

_|Richmond Bioethics Consortium

Founding President

Bernard Lo
M.D.

Director
Program in Medical Ethics
|University of California, San Francisco

Tawre?ﬁ:e H. Miike
M.D., J.D.

Kaneohe, Hawaii

Thomas H. Murray
Ph.D.

President
The Hastings Center

William C. Oldaker
ILL.B.

Senior Partner

|Oldaker and Harris, LLP

Co-Founder and General Counsel
NeuralStem Biopharmaceuticals Ltd.

E Diane Scott-Jones
Ph.D.

Professor
Department of Psychology
Temple University ~  _
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f+#&2-B. RACOD A /N—1) R FEEE
(Recombinant DNA Advisory Committee)

Title & Organization

'MICKELSON, CLAUDIA A.
PHD.

|
——— —- N —
|

BIOSAFETY OFFICER |
ENVIRONMENTAL MEDICAL SERVICE |
MASSACHUSETTS INSTITUTE OF TECHNOLOGY

AGUILAR-CORDOVA, C. ESTUARDO

DIRECTOR, GENE THERAPY LABORATORIES

PH.D. TEXAS CHILDRENS HOSPITAL

: BAYLOR COLLEGE OF MEDICINE -
|ANDO, DALE G. |VICE PRESIDENT

M.D. 'CLINICAL DEPARTMENT

CELL GENESYS, INC.

'BREAKEFIELD, XANDRA O.
PH.D.

GENETICIST, NEUROLOGY
MOLECULAR NEUROGENETICS UNIT 1
MASSACHUSETTS GENERAL HOSPITAL

3
GHOW, LOUISE
iPH.D.

PROFESSOR
BIOCHEMISTRY AND MOLECULAR GENETICS
UNIVERSITY OF ALABAMA AT BIRMINGHAM

[FRIEDMANN, THEODORE
MD.

PROFESSOR

DEPARTMENT OF PEDIATRICS

CENTER FOR MOLECULAR GENETICS
UNIVERSITY OF CALIFORNIA, SAN DIEGO

'GORDON, JON W.
M.D., PHD.

PROFESSOR
DEPARTMENTS OF NEUROBIOLOGY AND OB/GYN |
MT. SINAI SCHOOL OF MEDICINE j

GREENBLATT, JAY J.
|PH.D.

'HEAD, DRUG REGULATORY AFFAIRS SEGTION
DIV. OF CANCER TREATMENT, DIAGNOSIS, AND CENTERS)|
~ NATIONAL CANGER INSTITUTE, NIH

'JUENGST, ERIC T.
PH.D.

~ CASE WESTERN RESERVE UNIVERSITY

/ASSOCIATE PROFESSOR
'CENTER FOR BIOMEDICAL ETHICS

KING, NANCY M.P.
JD. ‘

iLEVI—PEARL, SUE L.

|
I

'MACKLIN, RUTH
PH.D.

~_'UNIVERSITY OF NORTH CAROLINA

_|ALBERT EINSTEIN COLLEGE OF MEDICINE

iASSOCIATE PROFESSOR
‘DEPARTMENT OF SOCIAL MEDIGINE

:DIRECTOR - - e
IMEDIGAL AND SCIENTIFIC PROGRAMS

. .TOURETTE SYNDROME ASSOCIATION, INC. |

PROFESSOR OF BIOETHICS
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Name Institute | Subject i
~ 1 JANDERSON, Gwen __ |Eunice Kennedy Shriver Center _ \Genetlcs in Nursing Literature and Continuing Education
2 |ANDREWS, L LoriB  [Chicago-Kent College of Law Qppggpg_ual Frameworks for Genetics Policy -
3 Annas, George Boston University !Guidelines for Protectlng Privacy of Information Stored in Genetic  |DOE |
_ __|DatzBanks i
i 4 |Apsell, Paula ~~  |WGBH Educational Foundatwn The Secret of Life o DOE
| 5 |ARAR, Nedal Cellular and Structural qulggx ___|Beliefs and Attitudes Towards Hereditary Prostate 7Cancer __WW

6 ARONOWITZ, Robert |Cooper Hospital/University History of Breast Cancer Risk, 1900-Present R
- Medical Center

7 ASCH, David University of Pennsylvania How Much Information about the Risk of Cystic Fibrosis Do Couples

Want to Know?
8 |JASCH, David University of Pennsylvania Prescriptive Decision Modeling for Cystic Fibrosis Screening ]
9 Baker, Diane Genome Technology and lts Implications' Hands—On Workshops for DOE
Educators
10 BASSETT, Susan Johns Hopkins Univ School of Perceptions of Risk and Genetic Testing for AD
Medicine
Beckwith, Jonathan Center for Study of Public Policy |Science and Journalism Conference lll, Genes and Human Behavior: A|DOE
1
New Era? held October 1991
12 Beckwith, Jonathan Harvard University Genes That Make News News That Makes Genes: The Genetics of DOE
~ Complex Traits; held December 1994
BIESECKER, Barbara |National Society of Genetic A Conference on Human Genome Research Implications
13 |Bowl Gounselors (NSGC)
owles ounselors
14 BIESECKER, Barbara (Medical Genetics Branch, NCHGR |Outcomes of Education and Counseling for BRCA1 Testing
Bowles |
15 Bjornstad, David An Economic Analysis of Intellectual Property Rights Issues DOE
Concerning the Human Genome Program '

16 |BLACKER, Deborah Massachusetts General Hospital !Genetic Knowledge and Attitudes in Alzheimer's Disease N
| 17 |BLUMENTHAL, David M husetts General Hospital 'Data-Sharing and Data—Withholding in Genetics Research ]
| 18 |BLUMENTHAL, David |Massachusetts General Hospital 1'Academlc—lndustry Relationships in Genetics

19 |BOTKIN, Jeffrey R. University of Utah 'Genetic Testing and Screening for Mental Health Disorders A
| 20 |BOTKIN, Jeffrey R. University of Utah Behavioral and Psychosocial Effects of BRCA1 Testing

21 |BOTKIN, Jeffrey R. University of Utah Ensuring Confidentiality in the Publication of Pedigrees.
| 22 |BOTKIN, Jeffrey R. University of Utah Prenatal Diagnosis and the Selection of Children

23 BOWEN, Deborah Fred Hutchinson Cancer Research |Counseling Strategies for Breast Cancer Risk |

o ~_ iCenter |
BOWEN, Deborah IFred Hutchinson Cancer Research |Counseling Strategies for Breast Cancer Risk

24 |(former PI-Burke, Center

Wylie) i

25 BROWN, R. Steven lThe Council of State Governments|State Governments and the Human Genome Project T
| 26 |BROWNER, Carole University of California :Use of Amniocentesis by Mexicans and Mexican Americans - |
| 27 |BROWNER, Carole _|University of California __ |Genetic Counseling Strategies with Mexican—Origin Women __"‘;J

28 |BUCHANAN, Allen EUniversity of Wlsconsm The Human Genome Initiative and Limits of Ethical Theory |

29 Bulger, Ruth 'Natlona| Academy of ‘Sciences Predicting Future Disease. Issues in the Development Application and DOE
R ,,,i B - ‘Use of Tests for Genetic Disorders L

30 BULGER, Ruth ‘National Academy of Sciences Predicting Future Disease Issues in the Development, Application, ‘

o i and Use of Tests for Genetic Disorders o
i 31 BURHANSSTIPANOV, |Native American Cancer !Genetic Education for Native Americans
Linda _|Inttiatives, Inc i

32 [BURKE, Wylie _{University of Washlngton Genetic Susceptibility Testing for Breast Cancer ! |

33 |BURKE, Wylie ~ 'Unwversity of Washington Guiding Clinicians in Genetic Assessment of Cancer Risk !

24 BURNS, Joan and Alliance of Genetic Support ‘Partnershlp for Genetic Services '

Mary DAVIDSON Groups o 1

35 |CALLAHAN, Daniel The Hastings Center iEthical Priorities in for Clinical Uses of Genome Research [

36 |CALLAHAN, Daniel The Hastings Center _|The Genetic Prism Understandmg Health and Responsub»llty ‘
| gligl\L*LﬁlH&AN "Daniel _ | The Hastings Center Genetic Dilemmas in Primary Care. An Educational Program ]

38 |CAPLAN, Arthur University of Minnesota Ethics, Values, Professional Responsibilities !

39 |Capron, Alexander University of Southern California | Planning Process for HUGO International Yearbook (GELS) lD_O_I_Eﬁ

40 CAPRON, Alexander !University of Southern California [Genome Mapping. Implications for Health and Life Insurance !

Morgan Law Center '
Carlson, Charles Exploratorium The Human Genome. Science and the Social Consequences. 'DOE

41 Interactive Exhibits and Programs on Genetics and the Human !

1. Genome L !

42 C/’ISKEY, C. Thomas |Baylor College of Medicine National Study Conference on Genetics, Religion, and Ethics __3
| 43 |Caskey, C. Thomas Baylor College of Medicine National Study Conference on Genetics, Religion and Ethics LD,QE,

44 CASSIDY, Suzanne Case Western Reserve University |[Novel Approaches to the Treatment of Genetic Disorders
[ [Caulfieid, Tmothy ~|Unversity of Aberta ~‘Second Intemnational Conferance on DNA Sampling. The "DOE |

45 ) |Commercialization of Genetic Research: Ethical, Legal and Policy |

! llssues J_
u w0 EAUMARTIN, Suzanne |University of Michigan ‘Pubhc Health Genetics: An Education Model.
47 Chavkin, Wendy American Medical Women's ‘LSpecial Issue on Genetics and Women's Health for Journal of the TDOE
o ~ |Association American Medical Women's Association L
48 |CHEDD, Graham 'WGBH Educational Foundation | The Secret of Life |
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Chedd, Graham and | Oregon Public Broadcasting \A Question of Genes: Inherited Risks DOE
49 Schwerin, Noel . o o e |
[ CF{E)— Mildred K. !University of Pennsylvania School |BRCA1/2 Testing: Patient Uptake and Treatment Choices. - T
50 of Medicine - - ~
CHURCHILL, Larry R. [University of North Carolina at Research, Treatment and Informed Consent in Gene Therapy
51 Chapel Hil B -
| 52 [CITRIN, Toby University of Michigan Genome Technology & Reproduction — values & public policy
53 |CITRIN, Toby University of Michigan Engaging Minority Communities in Genetics Policy Making
54 CLAYTON, Ellen Vanderbilt University Families and Carrier Testing for Hemophilia A
Wright
[ CLAYTON, Ellen Vanderbilt University Public Health and Genetics
55 twright
CODORI, Anne-Marie |Johns Hopkins University Gene Tests for Colon Cancer Risk' Psychosocial Studies
56 |(former Pl Gloria
Petersen)
57 |COLEMAN, Carl H. Health Research, Inc. A Model for State Policy on Genetic Testing/Screening
58 |Collins, Debra University of Kansas Human Genome Teacher Networking Project DOE
59 |CONDIT, Celeste M. |University of Georgia An Empirical Study of Change in Public Genetic Discourse
Conn, Lane and Myers, | Stanford University Stanford Human Genome Education Program DOE
60 Richard
61 |CONRAD, Peter Brandeis University Genetics and Behavior in the News Media——1945-1995
62 |COWAN, Ruth State University of New York History of Prenatal Diagnosis
Croatti, Robert D. Northeastern University Conference on Genetics, Criminal Justice and the Minority DOE
63 Community: An Introduction for Professionals in Criminal Justice; held
September 1994 !
64 Daffron, Sandra American Judicature Society Meeting on Whose Genes are They—-Will the Courts Know? The DOE
Ratcliff Impact of Genetics on Justice
65 |DALY, Mary B. Fox Chase Cancer Center Coping with Genetic Risk for Breast and Ovarian Cancer
’>66 Davidson, Jeff Pennsylvania Biotech Association |Your World, Our World: Exploring the Human Genome Teacher DOE
Resource Materials
67 Davis, Sharon The Arc of the United States The Human Genome Project and Mental Retardation An Educational |DOE
Program
68 |DESNICK, Robert J Mount Sinai School of Medicine Genetic Testing in the Ashkenazi Jewish Population
69 Dillingham, Clay Self Reliance Foundation Hispanic Role Model and Science Education Outreach Project: Human {DOE
Genome Project Component
70 Duster, Troy University of California Pathways to Genetic Screening' Patient Knowledges—Patient DOE
Practices |
7 DUSTER, Troy University of California Pathways to Genetic Screening: Patient Knowledge — Patient ;
| {Practices N R
72 Eisenberg, Rebecca University of Michigan Private Appropriation, Public Dissemination and Commercial Product |DOE
___|Development in Genomics
73 |ELGIN, Sarah Washington University Two Units: Molecular Genetics and Environmental Chemistry
74 |ELIAS, Sherman iUniv. of Tennessee B Human Genome Workshop' Ethics, Law and Social Policy ]
| 75 |EUNPU, Deborah 'Albert Einstein Medical Center The Human Genome Project. a Public Forum N
| 76 |FADEN, Ruth R. Johns Hopkins University Confidentiality, Privacy & Insurance
77 Fader, Betsy Student Pugwash USA |Week-Long Educational Forum Focusing on Science, Technology and DOE
.Ethical Responsibility, held June 1992 ‘
78 Fader, Betsy Student Pugwash Publish Proceedings of Human Genome Project Conference: Shaplng \DOE
Scientific Public Policy; held November 1994 \
| |FADER, Betsy (Sandra |Student PugwasF USA "~ |Visions for a Sustainable World. Science, Technology, and Social 1
79 |lonno, new Executive ! Responsibility |
Director) I
80 {FANOS, Joanna California Pacific Medical Center |Perception of Carrier Status by Cyst|c Fibrosis Siblings ]
81 |Field, Hyman H. National Science Foundation Medicine at the Crossroads o __|DOE
Field, Thomas G., Jr.  |Franklin Pierce Law Center Maximizing the Return from Genome Research. A Conference DOE
82 Concerning the Effect of Patent Scope on Commercial Incentives;
held May 1993 "
83 Field, Thomas G, Jr. |Frankiin Pierce Law Center Which Scientist Do You Believe? Process Alternatives in DOE
| Technological Controversies conference; held October 1994
84 Field, Thomas, Jr.” Franklin Pierce Law Center Conference on Promoting and Managing the Application of Genome DOE
Research,
85 |FINE, Beth A. Northwestern University Genetic Counselors as Educators on Human Genome lssues
86 Fischer, Eric National Academy of Sciences Funding of Young Investigators in the Biological and Biomedical DOE
Sciences
87 [Fischer, Eric National Academy of Sciences Estimating Gene Frequencies in DNA Forensic Typing B DOE
88 |FLETCHER, John C. |University of Virginia Preparing for the New Genetics: Education of Professionals ]
89 FLICK, Bonnie Primary Children’s Medical Center |Psychological Impact of Parental Genetic Testing on Adolescent Girls | !
90 |FOSTER, Morris W. University of Oklahoma _____|ELSI Research in Two Native American Communities i ) +‘ ]
Fowler, Gregory and  |American Association for the The Human Genome PrOJect What's the Public Got to do With It? A %OE
91 |Alexander Advancement of Science Symposium at the 1997 AAAS Annual Meeting and Scientific E
Innovation Exposition; held February 1997
92 Frankel, Mark American Association for the Series of Congressional Seminars on the Human Genome Project TDOE
Advancement of Science }
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93 |GARBER, Judy E. JDangiEairgeir_pancgi Institute |A£r9glgllve Testing Program for P53 Mutations in LFS |
| 94 |GARBER, Judy E. _Dana Farber Cancer Institute  Dissemination of a BRCA1 Predisposition I‘?ﬂ‘i @E\JL T ]
Fﬁi |GARBER, Judy E. ‘Dana Farber Cancer Institute |D|sserrunat|on of a BRCA1 Predisposition Testing Program L_”i 74 o
96 GELLER, Gail [Johns Hopkins Medical Institutions|Minors At-Risk of Future Disease: Their Role in Research.
97 GELLER, Gail Johns Hopkins Medical Institutions |Publicizing Genetic Discoveries: The Impact of the Media
98 GELLER, Gail Johns Hopkins Medical Institutions |Prenatal Genetic Testing——Provider-Patient Communication
h_g—-g GELLER, Gail Johns Hopkins Medical institutions|A Model Informed Consent Process for BRCAY Testing
100 GERT, Bernard Dartmouth College Ethical and Legal Studies Relating to the Program to Map and N
Sequence The Human Genome
GESTELAND, University of Utah Utah Center for Human Genome Research Genesis/ELSI Core N
101 |Raymond F. and
Jeffrey BOTKIN
—'102 Gilman, Paul National Academy of Sciences Collaboration Among the Health Effects, Life Sciences and Energy DOE
Biosciences Research Programs
103 Gilman, Paul and National Academy of Science Forum on Biotechnology DOE
Fischer, Eric
| 104 |GLANZ, Karen University of Hawaii Genetic Testing for Colon Cancer in Multiethnic Hawaii ]
105 |GLANZ, Karen University of Hawaii Colon Cancer Risk Counseling for At—Risk Relatives
106 |GOLDSTEIN, Doris Georgetown University Strategies for Documentation of Research on the Human Genome
107 Golub, Edward Pacific Center for Ethics Teaching Ethics in the Biomedical and Biological Sciences: A DOE
| Workshop for Research Faculty; held June 1993
108 |GOSTIN, Lawrence Georgetown University Genetics Legislation' Syntax, Science and Policy
109 |GRABER, Glenn University of Tennessee Societal Impact of Human Genetic Engineering
110 |Grad, Frank Columbia University iLawful Uses of Knowledge from the Human Genome Praject DOE
11 Greely, Henry T. Stanford University Workshop on Individualizing Medicine Through Genomics: DOE
. ELSChallenges
?; GREEN, Michael J. Pennsylvania State University Breast Cancer Gene Education——Computer vs Practitioner
Hershey Medical Center ]
13 GREEN, Michael J. Pennsylvania State University :Computer Education for Breast Cancer Genetic Testing
B Hershey Medical Center
114 GREEN, Robert Georgia State University Memory {Genetic Risk Assessment and Counseling for Alzheimers Disease”
Castleman Assessment
115 |GREEN, Ronald M. Dartmouth College Implications of Genome Research: A Model College Course
16 GREGG, Robin Shriver Center for Mental Genetics, Ethics, and Choice: A Qualitative Study
Retardation
117 |GRIBBLE, James Research Triangle Institute Evaluating Informed Consent in BRCA1/2 Screening.
| 118 |GRITZ, Ellen |[UTMD Anderson Cancer Center |Psychosocial Aspects of Genetic Testing for HNPCC
| 119 |GRITZ,Ellen ~ |UTMD Anderson Cancer Center |Psychosocial Aspects of Genetic Testing for HNPCC ]
120 {GRODY, Wayne UCLA "School of Medicine Cystic Fibrosis Mutation Screening and Counseling. N
121 [HADDOW, Paula Foundation for Blood Research Update and Dramatization of a Genetics Curriculum
EADLEY, Don National Center for Human Outcomes for Education and Counseling for HNPCC Testing
122 Genome Research and National
!Cancer Institute, NIH
1‘23 Hale, Rosalind Zeta Phi Beta Sorority Conference on the Human Genome Project for ﬁlnority Communities |DOE
in the State of Louisiana, held April 1999
iﬁi HALL, Mark A, _Bowman Gray School of Medicine |Effects of Restricting Insurers’ Use of Genetic Info. B ]
'HAMMOND, Keith B. |University of Colorado National Institute of Diabetes and Digestive and Kidney Diseases 4th
125 -International Conference on Newborn Screening for C.F
— g tor L.I. I
Handelin, Barbara Prim&R i The Responsibility of Oversight in Genetic Research: How to Enable |DOE
126 Effective Human Subject Review of Public and Privately Funded
I Research Programs |
127 |HEATH, Deborah A. Lewis and Clark College Mapping Genetic Knowledge. An Anthropological Study.
| 128 |HENDERSON, Gail University of North Carolina Social Construction of Benefit in Gene Transfer Research N
129 HILGARTNER, Columbia University Agenda—Setting in the Human Genome Initiative
| Stephen
130 HILGARTNER, Columbia University Organizing the HGI: Social Impact and Technology Design
i Stephen B 1
121 Hoffman, Lance George Washington University IS;;;nd Conference on Computers, Freedom and Privacy; held March |DOE
132 |HOFFMAN, Lance |George Washington University 2nd Annual Conference on Gomputers, Freedom, and Privacy N
| 133 {HOLMES, Helen B. Ferre Institute, Inc. B Impact of the HGI on Society: A Women’s Studies Approach ]
134 HOLTZMAN, Neil A Johns Hopkins Medical InstitutionsEthical and Policy Issues in Cystic Fibrosis Screening
135 HOLTZMAN, Neil A. (.Johns Hopkins Medical Institutions |[Ethical and Legal Issues in the Diffusion of Genetic Tests ;
| f
136_ HOLTZMAN, Neil A. [Johns Hopkins‘ Medical Institutions|Ethical and Legal Issues in the Diffusion of Genetic Tests (
_1-37_— HONDA, Sandra Baylor College of Medlc_lr)g _____|The ELSI Electronic Case Book Project B o jji .
138 |INONNO, Sandra J. Student Pugwash USA SPUSA 1999 International Conference Genetic Portions :
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139 Jasanoff, Sheila }Cornell University ‘Workshop on Between Design and Choice. The Social Shaping of DOE
|Genetic and Reproductive Technologies; held April 1993
B JAYARATNE, Toby ‘lnstltute for Research on Women IBellefs among Whites and African— -Americans about Genetic Causes |
140 & Gender (University of Michigan) ‘for Gender, Class and Race Differences. Social-Political Educational i
‘Implications X
7 41 Jefferson, Margaret California State University 'A Hispanic Educational Program for Scientific, ELS Aspects of the 'DOE
and Sesma, Mary Ann Human Genome Project ]
_];2 JONSEN, Albert University of Washington School of| A Paradigm Approach to Ethical Problems in Genetics
Medicine
143 |JONSEN, Albert University of Washington Short Course in Ethics and Genomic Analysis
144 JUENGST, Eric T. Case Western Reserve University |Anticipating Enhancement: Ethical, Legal and Social Issues
145 JUENGST, Eric T. Case Western Reserve University |Enhancement: Professional Ethical and Pubiic Policy Issues o
146 |KARJALA, Dennis 'Arizona State University A Legal Research Agenda for the Human Genome Initiative
147 KAY, Lily Massachusetts Institute of Information and the Transformation of Molecular Biology
Technology
KELEHER, Cynthia Stanford University Human Genome Project Education and Outreach
148 |(also see MYERS,
Richard) ‘
749 KEVLES, Daniel J and !California Institute of Technology |Seminar on Ethical and Policy Issues Arising from the Project to Map ‘
" |HOOD, Leroy : and Sequence the Human Genome !
| 150 |KING, Mary Claire University of California Sequencing mtDNA for Human ldentification ! ]
151 KNOPPERS, Bartha University of Montreal The First International Conference on DNA Sampling & Human
Genetic Research. Ethical, Legal and Policy Aspects
Knoppers, Bartha M. |University of Montreal First International Conference on DNA Sampling and Human Genetic |DOE
152 Research. Ethical, Legal and Policy Aspects; held September 1996
4175_3_ Kodish, Eric Case Western Reserve University Conference on Conflict of Interest in Biomedicine, held spring of 1995 |DOE
|
Koemg,  Barbara _ |Stanford University Dilemmas in Commercializing Human Genome and Biotechnology DOE
154 Products; Developing a Case—Based Business Ethics Curriculum for
Industry
~1 55 Kotval, Jeroo State University of New York Confidentiality Concerns Raised by DNA-Based Tests in the Market— |DOE
Driven Managed Care Setting . i
156 KUPPERMANN, Miriam |University of California Optimizing Prenatal Testing Decision-Making
157 |LADEN, Vicki A. Stanford University ‘Legal Issues in Genetic Discrimination T . L __
1568 |LAPHAM, E. Virginia  [Georgetown University ;Human Genome Education Model Program R
159 |LAPHAM, E. Virginia _Georgetown University |Human _Genome Education Model Program
160 Lapp&eacute, Mark ,Universmy of lllinois "Conference on Justice and the Human Genome; held November 1991 |DOE
161 JLEA, Dale Foundatlon for Blood Research 'Aifrgcit]ceﬁﬁés/ed Genetlcs Qgrrg%rnfgr]}lgﬁse Educratorsﬁﬂ ]
| 162 |LERMAN, Caryn wGeorgetown University ___ 'Comparing Models of Pre- T35E Education for BRCA1 Testing N ﬁ |
163 [LERMAN, Caryn ~ Georgetown University __-Comparing Models of Pre~Test Educatlon_ for BRCA1 Testng i o
164 |LERMAN, Caryn Georgetown University .Decnsnons and Outcomes of BRCA1/2 Test for Breast Pat:ents e
165 |LESTER, Helen  |WNET Thirteen o |Med|cme at the Crossroads o -
| 166 |[MAGYARI, Trish 'MACRO Internatlonal Ine. Cystlc Fibrosis Carrier Screening Educatlonal Maternals ) Lo
167 Mahowald, Mary ‘UmverSIty of Chicago Implications of the Geneticization of Healthcare for anary ‘Care DOE
L i Practitioners o o L
168 |MAHOWALD, Mary .University of Chicago ___!The Human Genome Project and Women - j o
169 Main, Peter {International Federation of Symposmm on Human Genome Research Impllcatlons for Health in }DOE
| - In_etltghﬂs for Advanced Study  |Latin America, held November 1997 o o
_<_1A7_(_) MALEY Julie TUmverslty of Virginia An Educational Ethics Casepgql_(_f_qr GﬂQ(}&@ylmg ol
[Mark A. Rothstein "University of Houston Measuring the Effects of a Unique Law Limiting Employee Medical IDOE
171 'E
___[Examinations to Job—Related Matters ]
| 172 IMARKEL, Howard Johns Hopkins University The Stigma of Disease’ Implications of Genetic Testlng R
173 Mclinerney, Joseph ‘Biological Sciences Curriculum Information Management, Access and Regulation. Educational ‘DOE
Study __|Materials for High School Biology N o J, -
174 Mclnerney, Joseph Biological Sciences Curriculum  |Nontraditional Inheritance Genetics and the Nature of Science }DOE
| Study o Instructional Materials for High School Biology o o
Mcinerney, Joseph Biological Sciences Curriculum Mapping and Sequencing the Human Genome: Science, Ethics and \DOE
175 Study Public Policy Development and Distribution of Educational Materials }
for Use in High School Biology Classes !
176 Mclnerney, Joseph P. |Biological Sciences Curriculum Genes, Environment and Human Behavior- Development of }BOAEi
Study __Educational Materials for High School Biology ]
| 177 [MEHLMAN, Maxwell  'Case Western University ~ |Access to the Genome: Justice at the Frontier of ! Sclence I
178 |[MEISLER, Miriam {University of Michigan _____ |Genome Center Education Program o
179 Merges, ‘Robert P. EUniversity of California Conference on Blotechnology and the Law: New Perspectlves on 'DOE
. _|Public Access and Proprietary Rights, held February 1998 ;
180 MERZ, Jon F. Umversuty of Pennsylvama ‘Center | Informed Consent to DNA Banking for Research |
o N for Bioethics | _____ L
181 |MICKLOS, David Cold Spring Harbor L Laboratory IDlgltaI Image Archive on the American Eugemcs , Movement T
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Micklos, David Cold Spring Harbor Laboratory 'Science and lssues of Human DNA Polymorphisms. An ELSI Training ‘DOE
182 Program for High School Biology Teach
| I L gram gy Teachers o e
183 MIESFELDT, Susan University of Virginia Health Attitudes About Heredltary Breast Cancer. |
77777 Sciences Center o o ) - JL
184 MII:LER Su;anne M. [Fox Chase Cancer Center Facilitating Well-Informed Decisions for BRCA Testing. __W;t ? _‘::_7_
| 185 |[MOSELEY, Ray University of Florida Insurance Impllcat|ons of a Complete Human Genome Map !
186 MOUNTCASTLE- Johns Hopkins Univ School of Social and Policy Issues in Genetic Technology Transfer R
B SHAH, Elizabeth Medicine
187 Murphy, Declan Library of Congress Pilot Resident Fellow Program in Science and Technology: Bioethics |DOE
Issues in Molecular Genetics
MURRAY, Jeff and University of lowa ELSI Core for the Cooperative Human Linkage Center (CHLC)
188 |Robert WEIR ‘
Robe !
T&; MURRAY, Thomas Case Western Reserve University iThe Human Genome Initiative and Access to Health Care
190 MYERS, Richard and |Stanford University Human Genome Education Program
Cynthia KELEHER
191 [Natowicz, Marvin Shriver Center ) Studies of Genetic Discrimination DOE
192 Needham, Cynthia American Society for Microbiology I\E/licrzbial Literacy Coilaboration: Intimate Strangers: Unseen Life on DOE |
artl J
193 |NELKIN, Dorothy New York University Human Heredity in American Popular Culture o |
194 OFFIT, Kenneth gemorial Sloan Kettering Cancer |lmpact of Genetic Counseling and Testing for Breast Cancer N
enter
195 Olson, Maynard and University of Washington High School Students as Partners in Sequencing the Human Genome |DOE |
Hood, Leroy )
196 |PAGE, David _|Whitehead Institute Human Genome Project’ Science, Law, and Social Change. N
Page, David C. Whitehead Institute for Biomedical | The Human Genome Project: Science and Social Change in the 21st DOE
197 R h Century; held April 1998 f
_ N esearch entury; held Apri |
}7198 PAGON, Roberta University of Washington Genline An Electronic Clinical Genetics Knowledge Base T
| 199 |PARENS, Erik The Hastings Center Prenatal Testing for Genetic Disability
200 |PARENS, Erik | The Hastings Center Tools for Public Conversation about Behavioral Genetics
| 201 |PETERS, Theodore Graduate Theological Union Theological Questions Raised by the Human Genome Initiative |
| 202 [PETERSEN, Gloria __|Johns Hopkins University Gene Tests for Colon Cancer Risk: Psychosocial Studies
| 203 [PHELAN, Jo C Columbia University fGenes, Disease and Stigma: A Study of Public Attitudes and Beliefs ]
204 |PHILLIPS, John Vanderbilt University !Cystic Fibrosis Screening: An Alternative Paradigm ]
205 POST, Stephen G Case Western Reserve University |Ethics, Genetics and Alzheimer Disease :
) | ]
—zcgiﬁRESS, NaFcy A. }Oregon Health Sciences University|Family Disclosure of Cancer Risk: An Ethnographic Study '
207 [PROCTOR, Robert Penn State University Cancer and the Human Genome: Ethical Implications B
208 PROWS, Cynthia A. Children’s Hospital Research ‘Summer Genetics Program for Nursing Faculty
Foundation \

_|rAU, Richard (PEfﬁiE National Institute of Justice DNA Forensics Science. An Updéte——Supplemeth T ]
209 1car0L) :
210 Rgub W|Ij|am liapona! Instltggeis_ tes of | Health Natlonal Bloethlcs Advnsory Qg@mlsswn 777 ‘:DOjli
211 | Re||ly, Philip ]Shrlver Center o _|DNA Bankmg and DNA Databanking: Ethical and Public Policy Issues DOE |
212 Reilly, Philip | R o JShnver Center (Genetnc Privacy: A Search for Model Legislation %E
213 Rinchik, Eugene |Sarah Lawrence College “Workshop on Molecular Methods for Genetic Diagnosis; held . July 1995, DOE

;i4 Ritter, Don |National Environmental Policy Bioavailability Pollcy Project DOE |
o Institute L o ! o N o
21~5 Robbins, Robert J., Jr igred Hutchinson Cancer Research |Electronic Scholarly Publishing: Foundation of Genetics DOE
enter
2; 6 ROBERTSON, John A. |University of Texas The Use of Genetic Information in Reproductive Decisions
217 | ROTHMAN, David J. Columbia Unlver5|ty B IThe Genome Project and Technologies of Enhancement |

217 ROTHSCHILD, Joan

University of Massachusetts

Science, Technology and the Perfect Child: An Ethics and Values
Critique

Rothstem Mark

Conference on Legal and Ethical Issues Raised by the Human Genome

DOE

Documentary for National PBS

219 _|Project; held March 7-9, 1991
ﬁo ROTHSTEIN, Mark University of Houston Legal and Ethical Issues Raised by the Human Genome Project |
221 |Rothstein, Mark A. |University of Houston Privacy, Confidentiality and New Genetic Technology DOE
| 222 |ROWLEY, Peter  |University of Rochester Testing and Counseling for Cystic Fibrosis Mutations o
293 SAMUELS, Sheldon W. ,Workplace Health Fund Labor Conference on the Workplace and the Human Genome
)—224 SARKAR, Sahotra o Dibner Institute o B Genetic Reductionism—lts Sources and Implications ] ]
295 SAXTON, Marsha Project on Women and Disability |Seeking Common Ground* A Forum for People with Disabilities and
1 o Genetics Professionals ]

k2;26__ Saxton, Marsha Project on Women and Disability [Conference on Seeking Common Ground: A Forum for People ‘with  |DOE
s o ___|Disabilities and Genetic Professionals, held November 1994 ]
227 SCANLON,_M&IIeen Amerlcan Nurses Assomatlon ~__ {Managing Genetic Information. PghcjslfgriHSVNuirsi - o
228 |SCHNEIDER, William glnglana University Research and Application of Genetics Blood Group: 1900- 1950 o

999 Schwerin, Noe! Backbone Media ‘Truth and Justice: Science and lts Appeals: A Three—Hour Television [DOE

i
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Scott, Barinetta, Matt | Soundvision Productions Genome Radio Project \DOE
230 |Binder and Jude : ] !
Thilman
231 |Scott, Barinetta Soundvision Productions Science Training Initiative - DOE
| Sharpe, Elizabeth Smithsonian Institution Mechanical interactive Exhibits on Biotechnology for Science in DOE
232 American Life Exhibition |
233 |SHORT, M. Priscilla American Medical Association Genetic Medicine and the Practicing Physician. i
234 |SIDERS, Jane Z. University of Southern Mississippi |Genetic Education for Southeastern States (GenESES)
SIKELA, James M. University of Colorado Health Ethical Implications of Genetic Enhancement Technologies
235 Science Center
SINGER, Eleanor Columbia University Technology and Social Change: The Impact of Genetic Forecasting on
236 Attitudes -and Values
Sloan, Philip University of Notre Dame Conference on Controlling Our Destinies: Philosophical, Historical and |DOE
237 Ethical Perspectives on the Human Genome Project; held October
1995
238 |SMITH, David H. Indiana University Ethical Guidance for Family Studies in Human Genetics
Smith, Edward J. Tuskegee University Tuskegee Genome Conference: The Human Genome Project and Iits |DOE
239 Relevance to the African-American Community; held September 1996
240 |SMITH, Edward J. Tuskegee University Tuskegee Genome Conference
241 |SORENSON, James University of North Carolina An Evaluation of Testing and Counseling for CF Carriers
242 SORENSON, James R. |University of North Carolinia Hemophilia ‘A’ Carrier Testing——Acceptance and Reactions
243 SORENSON, James R. {University of North Carolinia An Experimental Study to Improve Risk/Benefit Appraisal
244 SORKIN, Donna 'S)elf I;lelp for Hard of Hearing Consumer Conference on Genetics and Hearing Loss Research
eople
245 Sosa, Mana American Association for the Science + Literacy for Health. Human Genome Project DOE
Advancement of Science
246 Spengler, Sylvia Lawrence Berkeley National Community College Initiative and Genome Educators DOE
Laboratory
Stormo, Gary University of Colorado Symposium; The Human Genome Some Assembly Required. The DOE
247 Methods, Goals and Implications of the Human Genome Project; held
April 1994
Strass, Elaine and American Society of Human Congressional Fellowship in Human Genetics DOE
248 |Goodman, Stephen | Geneti
oodman, Stephel enetics
249 |TAYLOR, Kathryn Princes Margaret Hospital International ELS! Cancer Research Workshop
250 |TAYLOR, Kathryn Princes Margaret Hospital Practice Guidelines — Cancer Risk Information Providers L
251 |TAYLOR, Kathryn Princes Margaret Hospital Cancer Risk Information Providers (CRIP): Phase Ill
252 TEICH, Albert American Association for the Ethical and Legal Implications of Genetic Testing
Advancement of Science
TEXTER, Cardie Massachusetts Corporation for The Human Genome Project: Human and Scientific Dimensions
253 Educational Telecommunications
(MCET)
254 Tobin, Sara L. ) Stanford University Getting the Word Out on the Human Genome Project: A Course for |DOE
Physicians
Torrey, Rubye Tennessee Technological Conference on Informed Consent in Human Subject Research; held DOE
255 [py; Universit October 1998
- rigmore niversity ctobe o -
Trottier, Ralph Morehouse School of Medicine Impact of Human Genome Initiative—Derived Technology on Genetic DOE
256 Testing, Screening and Counseling: Cultural, Ethical and Legal Issues
TROTTIER, Ralph Morehouse School of Medicine Impact of HGP Derived Technology on Genetic Testing, Screening and
251 Counseling' Cultural, Ethical, and Legal Issue
ounseling' Cultural, , g s
958 Venter, J Craig The Institute for Genemic Distinguished Speakers, Genomic Science Series " " |DOE
Research
259 |WACHBROIT, Robert |University of Maryland Reassessing Health, Normality, and Confidentiality
260 |WALTERS, Leroy Georgetown University National Information Resource on Ethics and Human Genetics
261 |WALTERS, Leroy Georgetown University National Information Resource on Ethics and Human Genetics
262 Washington, J. and American Bar Association Genetics in the Courtroom issue of Judges’ Journal DOE
Melcher, Frederic G.
263 | WASSERMAN, David T|University of Maryland The Impact of DNA Typing on Criminal Investigations T
264 WASSERMAN, David T.|University of Maryland Genetic Testing, Disabilities, and the Quality of Life
265 WASSERMAN, David T.|University of Maryland Genetic Factors in Crime——Findings, Uses & Implications T
266 |WEINBERG, Armin D. |Baylor College of Medicine 7th Biennial Symposium on Minorities and Cancer - 7771 o]
267 Weiss, Joan O. Alliance of Genetic Support Workshop on ELSImplications of the Human Genome Project: DOE
Groups {now Genetic Alliance) Education of Interdisciplinary Professionals; held June 1996
268 [Weiss, Mark National Science Foundation Human Genetic Diversity o ': 'DOE |
Wertz, Dorothy and Shriver Center The Gene Letter: An Online Newsletter on ELSI in Genetics for DOE
269 | peilly, Phil Interested Professionals and G j
<<<<<<< eilly, Philip B L nterested Professionals and Consumers e
270 WERTZ, Dorothy C. ighrivetir C?enter for Mental Ethics and Genetics. A Survey of Approaches in the US and Canada
etardation
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Institute

Subject

1

WERTZ, Dorothy C

Shriver Center for Mental

Geneticists Approach Ethics. An International Survey

1

i [Retardation 4
- Westin, Alan Center for Social and Legal Social Science Concepts and Studies of Privacy. A bg&ipréhéngl\“/é N ‘DOE |
272 Research Inventory and Analysis for Use in Consideration of Privacy, ;
Confidentiality and Access Issues
273 |WIKLER, Daniel University of Wisconsin Human Genome Research in an Interdependent World T - -
274 |WILKINSON, Susann  |Georgetown University Biotechnology and the Diagnosis of Genetic Disease T
275 Witkowski, Jan Cold Spring Harbor Laboratory Workshop on DNA Sequence Acquisition and Interpretation; held DOE
October 1991
276 Witkowski, Jan Cold Spring Harbor Laboratory Discussion Meeting: Human Population Genetics with Special DOE
Reference to DNA Sample Matches and Forensic DNA Typing
YANDELL, David W. University of Vermont Community Genetics and Ethics Projects
277 {(formerly
GUTTMACHER, Alan)
278 |Yesley, Michael Los Alamos National Laboratory |Assistance for ELSI Program and ELSI DOE
279 |Zaborsky, Oskar National Academy of Sciences Committee on Biotechnology DOE
280 ZABORSKY, Oskar R. |National Research Council gn.EvaIuation of the Application of DNA Technology in Forensic
cience
281 |ZALLEN, Doris Virginia Polytechnic Institute The Human Genome Project: A Choices and Challenges Forum
282 Zilinskas, Raymond University of Maryland The Human Genome Project: Reaching the Minority Communities in  [DOE
Maryland; held June 1997
283 ZILINSKAS, Raymond |University of Maryland The Human Genome Project. Reaching the Minority Communities of
A, Maryland
| 284 Zweig, Franklin M Einstein Institute for Science Genetics Adjudication Resource Project DOE
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Albert Einstein Medical Center ! 75 | The Human Genome Project: a Public Forum _ __ICtr_ 'RO1(R13) HGOO401
1 34 Partnership for Genetic Services ! R25 HG01692
é:gﬁgi::tiegiit;f;pport Groups ‘L Workshop on ELSImpI|cat|ons of the Human Genome PrOJect 4!DOE T
267 |Education of Interdisciplinary Professionals; held June 1996 !
|
I
952 'Ethical and Legal Implications of Genetic Testing gAS ‘R13 HGO00119
i |
;The Human Genome Project What's the Public Got to do AS [DOE
American Association for the 91 ;With t? A Symposium at the 1997 AAAS Annual Meeting and
Advancement of Science Scientific Innovation Exposition; held February 1997
92 Series of Congressional Seminars on the Human Genome AS |DOE o
Project
245 | Science + Literacy for Health- Human Genome Project IAS !DOE S
| American Bar Association 262 |Genetics in the Courtroom issue of Judges' Journal [AS |DOE L
American Judicature Society 64 Meeting on Whose Genes are They—Will the Courts Know? IAS jDOE
The Impact of Genetics on Justice :
American Medical Association 233 |Genetic Medicine and the Practicing Physician. IAS |R13 HGO1817
American Medical Women's 47 Special Issue on Genetics and Women’s Health for Journal of jAS DOE
Association the American Medical Women's Association i N
[ American Nurses Association 227 |Managing Genetic Information: Policies for US Nurses 'AS |RO1 HG00545
American Society for Microbiology 192 Microbial Literacy Collaboration Intimate Strangers: Unseen |AS |DOE
Life on Earth .
American Sdaety of Human Genetics 248 Congressional Fellowship in Human Genetics :AS ‘EDOE
Arizona State University 146 |A Legal Research Agenda for the Human Genome Initiative |U .R13 HG00265
Backbone Media " 999 Truth and Justice. Science and Its Appeals. A Three—Hour {DOE
I Television Documentary for National PBS | !
42 ‘National Study Conference on Genetics, Religion, and Ethics |Col lAgreement # YO1 HG20003
o {Co-funded with DOE)
Baylor College of Medicine 43 National Study Conference on Genetics, Religion and Ethics |Col |DOE
137 |The ELSI Electronic Case Book Project Col |Grant # R25 HG01082
266 ,7th Biennial Symposium on Minorities and Cancer Col |R13 CA82166
‘Mappmg and Sequencing the Human Genome: Science, DOE
{Ethics and Public Policy Development and Distribution of
175 Educatlonal Materials for Use in High School Biology Classes
Biological Sciences Curriculum Study ; 173 ‘:\;Il{;i;::ltslofrwom-al;igg::gsl Sﬁj:;; and Regulation. Educational DOE
! 174 Nontraditional Inheritance: Genetics and the Nature of pce ]
: Science Instructional Materials for High School Biology
’ o Tde'nés, Environment and Human Behavior Development of T DOE -
! 176 Educational Materials for High School Biology .
Boston University 3 iGuidelines for Protecting Privacy of Information Stored in iU DOE
Genetic Data Banks N
[Bowman Gray School of Medicine 124 |Effects of Restrlctlng Insurers’ Use of Genetic Info - Col RO1 Ii(}()ﬁ1§§2 o
Bﬁrandels University 61 Genetics and Behavior in the News Media——1945— 1995 U R55 HG00849
California Institute of Technology 149 Semlnar on Ethical and Policy Issues Arising from the Pro;ect‘U Agreement # Y01 HG00002 |
- to Map and Sequence the Human Genome \ {Co—funded with NSF) |
California Pacific Medical Center 80 Perceptlon “of Carrier Status by Cystic Fibrosis Slblmgs }Ctr ‘R01 H)G00639 {Member of
! . 'CFSC
California State University 141 770\ Hispanic Educational Program for Scientific, ELS Aspects vU 'DOE
of the Human Genome Project ]
! Novel Approaches to the Treatment of Genetic Disorders U R13 HD32568 (Co~funded
44 )
e with NICHD)
144 |Anticipating Enhancement: Ethical, Legal and Social Issues  |U (R55) RO1 HGO1446
' 145 Enhancement: Professional Ethical and Public Policy Issues ;U VROI HG01446
. i
Case Western Reserve University 189 |The Human Genome Initiative and Access to Health Care “*U> |RO1 HG00593_ ) ,,;
205 |Ethics, Genetics and Alzheimer Disease U 'ROT HGO1092 o
Conference on Conflict of Interest in Biomedicine, held spring|tU DOE
153 | !
| of 1995 o o 1 X
177 Access to the Genome Justice at the Frontier of Science U 'RO1 HG00683
Cellular and Structural Biology . 5 |Beliefs and Attitudes Towards Hereditary Prostate Cancer 1 F32 HGOO191 N
Center for Social and Legal Research | ! Social Science Concepts and Studies of Privacy: A Ctr |DOE
1 272 |Comprehensive Inventory and Analysis for Use in
| _ L - Conaderat:onﬁgf f‘nvacy Conf'dentlallty and Access Issues )
Center for Study of Public Policy ; 1" Science and Journalism Conference lIl, Genes and Human ‘Ctr DOE
| . o . Behavior: A New Era? held October 1991 R R
ChicagoKent College of Law | 2 |Conceptual Frameworks for Genetics Policy JQQ,JB%HEMU, ]
Children’s Hospital Research i 208 Summer Genetics Program for Nursing Faculty 1Fd R25 HG01516
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i 181 pig)th Image Archive on the American Eugenics Movement |Ctr R25 HG0O1551
| 275 Workshop on DNA Sequence Acqulsntlon and Interpretatlon Ctr \DOE
|77 |held October 1991 1o
. 'Science and Issues of Human DNA Polymorphlsms ‘An ELS{ |Ctr |DOE
Cold Spring Harbor Laboratory 182 Training Program for High School Biology Teachers
Discussion Meeting: Human Population Genetics with Speclal Ctr |DOE
276 |Reference to DNA Sample Matches and Forensic DNA
( Typing
129 Agenda-Setting in the Human Genome Initiative u Agreement # Y02 HG00009
|~ (Co-funded with NSF)
130 |Organizing the HGI: Social Impact and Technology Design U RO1 HG00417
203 Ger)es, Disease and Stigma: A Study of Public Attitudes and |U RO1 HG01859
Columbia University | |Beliefs -+
217 | The Genome Project and Technologies of Enhancement U RO1 HG01505
936 Technology and Social Change The Impact of Genetic U Agreement # YO1 HG10002
Forecasting on Attitudes -and Values (Co—funded with NSF)
110 Lawful Uses of Knowledge from the Human Genome Project |U DOE
Cooper Hospital/University Medical 6 History of Breast Cancer Risk, 1900-Present u 1 RO1 HGO1837
Center
Cornell University Workshop on Between Design and Choice' The Social u DOE
139 |Shaping of Genetic and Reproductive Technologies; held April :
1993 ! !
94 Dissemination of a BRCAt1 Predisposition Testing Program EI §R01 HG/CAO01244 (Member
| of CGSC)
. Dissemination of a BRCA1 Predisposition Testing Program |1 R0O1 HG/CAQ1244 (Co~
Dana Farber Cancer Institute 95 funded with NCL. Member of
CGSC)
| . 93 |A Predictive Testing Program for P53 Mutations in LFS | R0O1 HG00725
" 100 Ethical and Legal Studies Relating to the Program to Map Col |RO1 HG00130
Dartmouth College . |and Sequence The Human Genome
| W |Implications of Genome Research: A Model College Course |Col [R25 HGO01276
Dibner Institute o | 224 'Genetic Reductionism——Its Sources and Implications H 1RO1 HG00912
|Einstein Institute for Science 284 1Genetics Adjudication Resource Project :l ‘DOE V:
Exploratorium ﬁhe Human Genome' Science and the Social Consequences. i ;DOE
41 |Interactive Exhibits and Programs on Genetics and the | |
| 'Human Genome ‘
Ferre Institute, Inc 133 Impact of the HGI on Socnety A Women'’s Studies Approach i "‘R13 HG00793 ]
|
| 121 EUpdate and Dramatization of a Genetics Curriculum Fd \R25 HGO01110 ;7:
Foundation for Blood Research 161 [A Practice-Based Genetics Curriculum for Nurse Educators “Fd %R25 HG01686 -
- L . _ - — | | _
- o ' 65 |Coping with Genetic Risk for Breast and Ovarian Cancer ICtr |RO1 HGO1189 (Member of |
Fox Chase Cancer Center — - — - —— f;\LCGSC) ———
184 Facilitating Well-Informed Decisions for BRCA Testing JCtr Grant #. RO1 HG0O1766

Franklin Pierce Law Center

}(lnformed Consent RFA) _

[o]
N

4\7“ AAW

m;x1mizing the Return from Genome Research: AEonferencelCtr

Concerning the Effect of Patent Scope on Commercial
Incentives, held May 1993

IDOE

Fred Hutchinson Cancer Research
Center

Which Scientist Do You Believe? Process Alternatives in Ctr |DOE
83 .Technological Controversies conference; held October 1994 ' J
i
‘\F84 Conference on Promoting and Managing the Application of |Ctr |DOE
| Genome Research, B B
B Counselmg Strategies for Breast Cancer Risk Ctr !R01 CA79654 (Co—funded
with NCI. Member of CGSC)
Counseling Strategies for Breast Cancer Risk Ctr |RO1 HG/CA01190 (Co-
24 funded with NCI. Member of
CGSC)
215 |Electronic Scholarly Publishing: Foundation of Genetics Ctr |DOE

2nd Annual Conference on Computers, Freedom, and Privacy (U

|Agreement # Y01 HG20002

Georgetown University

i 132 i )
. N (Co—funded with NSF)
George Washington University " . [Second Conference on Computers, Freedom and Privacy; T u DOE
131 held March 1992
106 Strategies for Documentation of Research on the Human U Agreement # Y02 HG00110
Genome L ]
}LOS Genetics Leglslatlonﬁ§1_nt_a_x Science and Policy U |1 RO1 HGO1889
158 |Human Genome Education Model Program U RO1(R25) HG00786

163i

Human Genome Education Model Program o
Comparing Models of Pre-Test Education for BRCA1 Testing U

Grant #R25 HG00786

RO1 MH/HG54435 (Co—
funded with NIMH. Member
of CGSC)

Comparmg Models of Pre-Test Education for BRCAI Testing |U

RO1 HGO1846 (Member of
CGSC)
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1 164 Decisions and Outcomes of BRCA1/2 Test for Breast u 'RO1 CA74861 (Co-funded
| |Patents . i with NCI. Member of CGSC) |
‘!N National Information Resource on Ethics and Human ) R55 HG00543, James A.
| 260 |Genetics | Shannon NIH Director’s
} Award
;61 National Information Resource on Ethics and Human U P41 HGO1115
Genetics -
974 Biotechnology and the Diagnosis of Genetic Disease V) Agreement # Y02 HG10001
(Co—funded with FDA)
Georgia State University Memory 114 Genetic”Risk Assessment and Counseling for Alzheimers U RO1 HG02213
Assessment Disease
Graduate Theological Union 201 Theological Questions Raised by the Human Genome RO1 HG00487
Initiative
Harvard University 12 Genes That Make News News That Makes Genes: The U DOE
Genetics of Complex Traits; held December 1994
Health Research, Inc. 57 |A Model for State Policy on Genetic Testing/Screening RO1 HG01555
228 Research and Application of Genetics Blood Group: 1900- U Agreement # Y01 HG10004
Indiana University 1950
238 |Ethical Guidance for Family Studies in Human Genetics U RO1 HG00538
Institute for Research on Women & Beliefs among Whites and African—Americans about Genetic |U RO1 HG01881
Gender (University of Michigan) 140 |Causes for Gender, Class and Race Differences: Social—-
Political Educational implications
International Federation of 169 Symposium on Human Genome Research. implications for | DOE
Institutions for Advanced Study Health in Latin America; held November 1997
Minors At—Risk of Future Disease: Their Role in Research. Col |RO1 HD36189 (Informed
96 Consent RFA. Co—funded)
97 |Publicizing Genetic Discoveries' The Impact of the Media Col |1 RO1 HGO1871
98 Prenatal Genetic Testing——Provider—Patient Communication {Col |R01 HG00908
Johns Hopkins Medical Institutions 0 A Model Informed Consent Process for BRCA1 Testing Col 5&1 [\z\:sg‘.‘%?;fs::i:%gysc)
Ethical and Policy Issues in Cystic Fibrosis Screening Col |RO1 HG00481 (Member of
134 CFSC)
135 [Ethical and Legal Issues in the Diffusion of Genetic Tests Col |RO1 HG00026
136 |Ethical and Legal Issues in the Diffusion of Genetic Tests Col |RO1 HG00026
Johns Hopkins Univ School of 10 .Perceptions of Risk and Genetic Testing for AD U 1 RO1 HGO1655
Medicine 186 [Social and Policy Issues in Genetic Technology Transfer U 1 F32 HG00192
Gene Tests for Colon Cancer Risk: Psychosocial Studies U RO1 HG01197 (Co—funded
with NIH Office of Research
56 on Minority Health)
Johns Hopkins University ;. 76 :Confidentiality, Privacy & Insurance U R0O1 HG01086
172 | The Stigma of Disease. Implications of Genetic Testing 8] F32 HG00037
Gene Tests for Colon Cancer Risk' Psychosocial Studies U R0O1 HG01197 (Member of
202 CGSC)
Lawrence Berkeley National 246 Community College Initiative and Genome Educators G DOE
Laboratory !
LLewis and Clark College 127 |Mapping Genetic Knowledge: An Anthropological Study. Col 'RO1 HG01582
Library of Congress Pilot Resident Fellow Program in Science and Technology: G DOE
187 Bi . ,
ioethics Issues in Molecular Genetics L B
|Los Alamos National Laboratory 278 |Assistance for ELSI Program and ELSI G DOE o
MACRO International, Inc. Cystic Fibrosis Carrier Screening Educational Materials SBIR Phase | R43 DK44794
166 (Funded by NIDDK. Member
of CFSC)
Massachusetts Corporation for The Human Genome Project: Human and Scientific RO1(R25) HG00661
Educational Telecommunications 253 |Dimensions
(MCET)
16 |Genetic Knowledge and Attitudes in Alzheimer's Disease H RO1 HG(1831
17 |Data-Sharing and Data—-Withholding in Genetics Research H 1 R0O1 HG01789
Massachusetts General Hospital Academic~Industry Relationships in Genetics H ROt (R55) HG00724 (James
18 A. Shannon NIH Director's
Award)
Massachusetts Institute of 147 Information and the Transformation of Molecular Biology U RO1 HG00901
Technology
Medical Genetics Branch, NCHGR Outcomes of Education and Counseling for BRCA1 Testing |G Protocol # 95 HG0085
(Funded by NCHGR
Intramural Program. Member
14 of Cancer Genetic Studies
Consortium——CGSC)
Memorial Sloan Kettering Cancer Impact of Genetic Counseling and Testing for Breast Cancer 'Ctr [funded by the American
Center 194 Cancer Society grant PBR-
97 (Member of CGSC)
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“ [Impact of HGP Derived Technology on Genetic Testing, 'Col 'Agreement # YO1 HG20004
257 }Screening and Counseling' Cultural, Ethical, and Legal Issues ! (Co-funded with DOE)
Morehouse School of Medicine A, ]

Epagt of Human Genome Initiative-Derived TecAI'in'orl’b&\o; "68?"136E o
256 |Genetic Testing, Screening and Counseling' Cultural, Ethical
and Legal Issues

Mount Sinai School of Medicine 68 |Genetic Testing in the Ashkenazi Jewish Population Col 1R01T HG00644
103 |Forum on Biotechnology __|AS |DOE
29 Predicting Future Disease: Issues in the Development AS |DOE
Application and Use of Tests for Genetic Disorders
30 Predicting Future Disease: Issues in the Development, AS |Contract # NO1 HG02138
Application, and Use of Tests for Genetic Disorders (Co—funded with DOE)
National Academy of Science 86 Funding of Young Investigators in the Biological and AS |DOE
Biomedical Sciences
[J7 Estimating Gene Frequencies in DNA Forensic Typing AS |DOE
102 Collaboration Among the Health Effects, Life Sciences and |AS |DOE
Energy Biosciences Research Programs
279 |Committee on Biotechnology AS |DOE
National Center for Human Genome Outcomes for Education and Counseling for HNPCC Testing |G Protocol # 95HGO0165
Research and National Cancer 129 (Funded by NCHGR
Institute, NIH Intramural Program. Member
of CGSC)
National Environmental Policy 214 Bioavailability Policy Project G DOE
Institute
mnal Institute of Justice DNA Forensics Science' An Update——Supplement G Agreement # Y01 OD40065
209 (Co—funded with Justice et
al)
National Institutes of Health 210 |National Bicethics Advisory Commission G DOE
National Research Council 280 An Evaluation of the Application of DNA Technology in G Agreement # YO1 HG00101
Forensic Science
National Science Foundation 81 {Medicine at the Crossroads G DOE
268 Human Genetic Diversity G DOE
National Society of Genetic 13 A Conference on Human Genome Research Implications AS |R13 HG00738
Counselors (NSGC)
Native American Cancer Initiatives, 31 Genetic Education for Native Americans 1 R25 HG0O1866
Inc
New York Un|ver5|ty 193 |Human Heredity in American Popular Culture RO1 HGOG447

cic

Conference on Genetics, Criminal Justice and the Minority DOE
63 |Community: An Introduction for Professionals in Criminal

Northeastern University Justice, held September 1994

S
85 Genetic Counselors as Educators on Human Genome Issues U |RO1(R13) HG00411

Oreg:);H\ealg{H?éaérices University 206 (wFamily Disclosure of Cancer Risk: An Ethnographic Study U RO1 HG001885 (Member of
| CGSC)

Oregon Public Broadcasting 49 |A Question of Genes' Inherited Risks DOE

Pacific Center for Ethics 107 Teaching Ethics in the Biomedical and Biological Sciences. A |Ctr |DOE

o Workshop for Research Faculty; held June 1993
Penn State University | 207 |Cancer and the Human Genome: Ethical Implications U R01 HG00573

Pennsylvania Biotech Association Your World, Our World: Exploring the Human Genome AS |DOE

L 66 Teacher Resource Materials
112 Breast Cancer Gene Education——Computer vs Practitioner [U R03 CA70638 (Member of
Pennsylvania State University - CGSC. Funded by NCI)
Hershey Medical Center 13 Computer Education for Breast Cancer Genetic Testing U RO1 HG01960 (Member of
77777 - CGSC. Co-Funded by NCI)
Prim&R The Responsibility of Oversight in Genetic Research: How to DOE

126 |Enable Effective Human Subject Review of Public and
L Privately Funded Research Programs |

Primary7ChiIdren’s Medical Center 89 Psychological Impact of Parental Genetic Testing on Ctr (ROt HG/CA01213 (Member
Adolescent Girls of CGSC)
249 International ELS! Cancer Research Workshop H R13 CA65516 (Funded by
NCI)
Princes Margaret Hospital 250 Practice Guidelines — Cancer Risk Information Providers H 2(()3332?01245 (Member
| .. |Cancer Risk Information Providers (CRIP): Phase ll H  [R03 HGO1743 (Member of
251
R i o CGSC) N
295 Seeking Common Ground: A Forum for People with |Agreement # YO1 HG40013
““" Disabilities and Genetics Professionals ) B (Co—funded with DOE)
Project on Women and Disability iConference on Seeking Common Ground: A Forum for People DOE
' 226 |with Disabilities and Genetic Professionals; held November | i
11994 ? ‘
[Research Triangle Institute 17 Evaluating Informed Consent in BRCA1/2 Screening. || |RO1 CA76992 (Informed
o __ | ConsentRFA Cofunded)
Sarah Lawrence College 213 Workshop on Molecular Methods for Genetic Diagnosis; held |Col TEDOE
July 1995 |
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Self Help for Hard of Hearing People | Consumer Conference on Genetics and Hearing Loss ! "1 R13 DC03772 (Co~funded
244 | Research h NIDCD)
... |Research I with NIDCD) o
Self Reliance Foundation i Hispanic Role Model and Science Education Outreach 'Fd |DOE
© 69 P |
roject: Human Genome Project Component .
| 1 _'Genetics in Nursing Literature and Continuing Education ﬁlgjzr 1 R25 HG01685
212 |Genetic Privacy: A Search for Model Legislation Ctr |DOE o
191 |Studies of Genetic Discrimination _ Ctr IDOE
211 DNA Banking and DNA Databanking: Ethical and Public Policy | Ctr ZDOE |
|~ |lssues 3 o : ]
Shriver Center(for Mental Radiation) 269 The Gene Letter An Online Newsletter on ELSI in Genetics {Ctr |DOE
for Interested Professionals and Consumers
116 |Genetics, Ethics, and Choice. A Qualitative Study GCtr {F32 HG00076
270 Ethics and Genetics. A Survey of Approaches in the US and :Ctr |Contract # NO1 HD13136
Canada ) ]
271 !Geneticists Approach Ethics. An International Survey Ctr |RO1 HG00540
Smithsonian Institution {Mechanical Interactive Exhibits on Biotechnology for Science|l DOE
232 1. . . et
.in American Life Exhibition :
Soundvision Productions 230 :Genome Radio Project DOE ]
231 |Science Training Initiative DOE
148 {Human Genome Project Education and Outreach U RO1(R25) HG01003
157 |Legal Issues in Genetic Discrimination U F32 HG00086
190 ‘Human Genome Education Program U Education Core in GESTEC
P50 HG00206
60 iStanford Human Genome Education Program U DOE ]
Stanford University 11 !\é\lorkshop on Individualizing Medicine Through Genomics: U DOE
{ELSChallenges B L
'Dilemmas in Commercializing Human Genome and U DOE
154 :Biotechnology Products, Developing a Case-Based Business |
jEthics Curriculum for Industry N :
:Getting the Word Out on the Human Genome Project. A U DOE
254 . course for Physici
ourse for Physicians )
' 62 rHlstory of Prenatal Diagnosis U Agreement # YO1 HG10005 |

Confldentlallty Concerns Raised by DNA-Based Tests in the U
{Market—Driven Managed Care Setting

State University of New York

DOE

i
L 155

{Publish Proceedings of Human Genome Project Conference ;
78 ;Shaping Scientific Public Policy, held November 1994 |
i
T

V|5|ons for a Sustainable World Science, Technology, and

Student Pugwash, USA " ‘Somal Responsibility

‘Agreement # YO1 HG20007

i
.
!
:

138 \SPUSA A 1999 International Conference Genetnc Portions

| [
'R13 HG001962

The Genetic Prism Understandlng Health and Respon5|b|hty ‘Ctr

The Hastings Center

<77 Week-| Long Educational Forum Focusmg on Smence :DOE

! ‘Technology and Ethical Responsibility, held June 1992 o ﬁ‘ 77777 o |
Tennessee Technological University \ 255 ‘Conference on Informed Consent in Human Subject \U ‘DOE
o : 'Research; held October 1998 i I B
The Arc of the United States ‘ 67 The Human Genome PrOJect and Mental Retardation: An |DOE

1 Educational Program e
The Council of State Governments ' 25 'State Governments and the Human Genome | PI’OJeCt G \R13(R25) HG00270

|Ethical Priorities in for Clinical Uses of Genome Research  'Ctr |RO1 HG00418

R13 HG00432

*st HGOI510

' 37 'Genetic Dilemmas in anary Care: An Educatlonal Program C,tL R25 HGO1510 ]
199 {Prenatal Testing fqr@gg{cﬂlsablhtlﬁﬁ_rWﬁ o 1(}3 {RO1 HGO1168
| 200 |Tools for Public Conversation about Behavioral Genetics Ctr RO] HGO1873
The Institute for Genomic Research 258 Distinguished Speakers, Genomic Science Series 'G 1DOE
. —— ] R I R
“ Tuskegee Genome Conference. The Human Genome Project .U mE
| 239 ‘and Its Relevance to the African—American Community, held
. ! 'September 1996
Tuskegee University Tuskegee Genome Conference ) jUﬁ ‘Agreement #: YO1 HGO00019 |
240 j (Co-funded with DOE)
University of Alberta Second International Conference on DNA Sampling: The U W‘DiOEﬁv~ ]
45 |Commercialization of Genetic Research Ethical, Legal and ‘
Policy lssues
26 {Use of Amniocentesis by Mexicans and Mexican Americans o ‘Fﬂﬂggg@ﬂ o
27 Genetic Counseling Strategies with Mexican—Origin Women iU RO1 HG01384
70 Pathways to Genetic Screenlng “Patient KnowIedges-Patlent ‘LU DOE
" |Practices 4 e
University of California 7 Pathways to Genetic Screening. Patient Knowledge - Patient U Agreement # YO1 HG20005
Practices _____(Gofunded with DOE) _
150 Sequencmg mtDNA for Human Identification _LLJ ~ |[RO1 HG00263 ]
1Y)

| 156 Opt|m|zmg Prenatal Testmg Decision— Makmg

RO1 HG01255
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‘Conference on Biotechnology and the Law: New ‘U 'DOE
179 |Perspectives on Public Access and Proprietary Rights; held
}February 1998 ; |
University of California, LA, School f120 nystlc Fibrosis Mutation_ Screenlng and Counsehng TU ’ROI HD29337 (Funded by
of Medicine INICHD. Member of CFSC)
168 | The Human Genome Project and Women U RO1 HG00641
University of Chicago 1 167 Impllcatlons of the Geneticization of Healthcare for anary U DOE T
B | Care Practitioners
- [ National Institute of Diabetes and Digestive and Kidney U [R13 DK43295
125 |Diseases 4th -International Conference on Newborn
X . Screening for C.F.
University of Colorado I |Symposium; The Human Genome* Some Assembly Required |U DOE
247 1The Methods, Goals and Implications of the Human Genome
Project; held April 1994
Tvaersity of Colorado Health 235 Ethical Implications of Genetic Enhancement Technologies |U F33 HG00209
Science Center
University of Florida 185 |Insurance Implications of a Complete Human Genome Map U RO1 HG00402 T
University of Georgia 59 |An Empirical Study of Change in Public Genetic Discourse U R0O1 HG01362
Genetic Testing for Colon Cancer in Multiethnic Hawan U R0O1 HG01241 (Member of
Unvercity of Howai 104 CGSC)
niversity of Hawail Colon Cancer Risk Counseling for At-Risk Relatives U |ROT HGO1241 (Member of
105
CGSC)
290 Legal and Ethical Issues Raised by the Human Genome U R13 HG00160
g Project
University of Houston ‘, 171 Measuring the Effects of a Unique Law Limiting Employee U 'DOE
| Medical Examinations to Job—Related Matters f
N ' 221 |Privacy, Confidentiality and New Genetic Technology U |DOE T
University of lilinois Conference on Justice and the Human Genome, held u DOE
160
| . i November 1991 I
University of lowa i 188 ELSI Core for the Cooperatlve Human Linkage Center U ELSI Core in GESTEC P50
7777777777 L (CHLG) B i HG00835 ]
Umverstty of Kansas 58 |Human Genome Teacher Networking PrOJect v DOE
259 |Reassessing Health, Normality, and Confidentiality U RO1 HG(00419
263 | The Impact of DNA Typing on Criminal Investigations U RO1 HG01038 N
264 1Genetic Testing, Disabilities, and the Quality of Life U R0O1 HG01979 ]
University of Maryland 265 ' Genetic Factors in Cr|me——F|nd|ngs Uses & Implications U |R13 HGOO0703 )
‘ 283 | ‘The Human Genome Project: Reaching the Minority Y |Agreement # YO1 HG70003
|Communities of Maryland o ‘ ‘(Co—funded with DOE)
i 282 | | The Human Genome Prolect Reaching the Minority U }DOE
,Communities in Maryland; held June 1997 }
University of Massachusetts 218 | ‘Smence Technology and the Perfect Child. An Ethics and U ‘Agreement # Y02 HG00010
|Values Critigue : (Co-funded with NSF)
| 46 Publnﬂg@!thﬁ@g@gcg _An Education Model U |R25HGO1511 |
178 ‘Genome Center Education Program iU Education Core in GESTEC
! o o o P30 HG00209
University of Michigan J 52 Genome Technology & Reproduction ~ values & public policy ,‘U RO1 HGO01005
}@* Engaging Minority Communities in Genetics Policy Making U RO1 HGO1005 t
' 72 ‘Private Appropriation, Public Dissemination and Commercial U DOE
i [Product Development in Genomics
| University of Minnesota | 38 |Ethics, Values, Professional Responsihilities ‘U R13HG00433
ﬁ The First International Conference on DNA Sampling & U iAgreement # YO1 HG00020 |
‘ 151 'Human Genetic Research: Ethical, Legal and Policy Aspects (Co—funded with DOE)
University of Montreal " [First International Conference onwljf\liﬁﬁamphnrg~ and Human |U DOE T
( 152 |Genetic Research' Ethical, Legal and Policy Aspects, held | |
} ‘September 1996 ‘ ‘
| 128 |Social Construction of Benefit in Gene Transfer Research  |U | R01 HG02087 ]
241 An Evaluation of Testing and Counseling for CF Carriers U RO1 HG00643 (Member of
B CcfsSG) B
University of North Carolina 51 lResearch, Treatment and Informed Consent in Gene Therapy |U RO1 HGO1177
242 |Hemophilia ‘A’ Carrier Testing——Acceptance and Reactions (U  'RO1 HG01445 ]
| 243 An Experimental Study to Improve Risk/Benefit Appraisal. 1U {RO1 HGO1767 (Informed
| Consent RFA)
University of Notre Dame \Conference on Controlling Our Destinies: Philosophical, U DOE
237 ‘Historical and Ethical Perspectives on the Human Genome |
_|l PrOJect held October 1995 I
Ur;ir\;érys—ity of Oklahoma i 1 90 |ELSI Research in Two Native American Communities U 'RO1 HGO1302
7 How Much Information about the Risk of Cystic Fibrosis Do |U  'R01 HG00616 (Member of
" |Couples Want to Know? .t _jersC) ]
University of Pennsylvania Prescrlptlve Decision Modelmg “for Cystlc Fibrosis Screenmg v ‘RO1 HG00621 (Member of
8 .Cystic Fibrosis Studies

! 'Consortium-—CFSC)
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Institute ' Subject i i NIH grants/DOE
University of Pennsylvania Center for Informed Consent to DNA Banking for Research ‘U 'RO1 HGO1765 (Informed
Bioethics 180 | i 'Consent RFA. Co—funded
! ‘with DOE)
University ofagﬁ'ﬁsylvania School of 50 BRCA1/2 Testing: Patient Uptake and Treatment Choices. |U \TR01 HGO1576 (Co~funded |
Medicine with NCI. Member of CGSC)
University of Rochester Testing and Counseling for Cystic Fibrosis Mutations U RO1 NR03125 (Funded by
NINR; first 2 years co—
222 funded by NCHGR. Member
of CFSC)
University of Southern California 39 |Planning Process for HUGO Internationa! Yearbook (GELS) |U DOE
University of Southern California Law 40 Genome Mapping: Implications for Health and Life Insurance |U RO1 HG00551
Center
University of Southern Mississippi 234 |Genetic Education for Southeastern States (GenESES) U R25 HG01509
University of Tennessee 74 |Human Genome Workshop: Ethics, Law and Social Policy U R13 HG00421
109 |Societal Impact of Human Genetic Engineering U RO1(R25) HG00580
University of Texas 216 |The Use of Genetic Information in Reproductive Decisions U RO1 HG00S05
19 Genetic Testing and Screening for Mental Health Disorders |U R13 HG01285 (Co—funded
with NIMH #R13 MH52227)
20 Behavioral and Psychosocial Effects of BRCA1 Testing U RO1 CA63681 (Funded by
University of Utah NCI. Member of CGSC)
21 |Ensuring Confidentiality in the Publication of Pedigrees. U R0O1 HGO1651
22 |Prenatal Diagnosis and the Selection of Children U RO1 HG0966
101 Utah Center for Human Genome Research Genesis/ELSI U ELSI Core in GESTEC P50
Core HG00199
University of Vermont 277 |Community Genetics and Ethics Projects U R25 HG01680
88 Preparing for the New Genetics: Education of Professionals U R25 HG00911
University of Virginia
170 |An Educational Ethics Casebook for Genetic Counseling U F32 HGO0077
University of Virginia Health Sciences 183 Attitudes About Hereditary Breast Cancer. u R29 HG01554 (Co—funded
Center with NCI Member of CGSC)
Genetic Susceptibility Testing for Breast Cancer U RO1 HG01085 (Member of
32
CGSC)
13 Guiding Clinicians in Genetic Assessment of Cancer Risk U RO1 HG0O1085 (Co—funded
i with NC|. Member of CGSC)
University of Washington 195 High School Students as Partners in Sequencing the Human U DOE
! Genome
i Genline: An Electronic Clinical Genetics Knowledge Base U P41 LM06029 (Co-funded
198 .
with NLM)
| 143 ;Short Course in Ethics and Genomic Analysis o U T15 HG00009
University of Washington School of 142 A Paradigm Approach to Ethical Problems in Genetics V] RO1 HG00477
Medicine
University of Wisconsin 28 |The Human Genome Initiative and Limits of Ethical Theory U RO1 HG01023
7 o i 273 |Human Genome Research in an Interdependent World U R13 HG00431
118 2Psychosocial Aspects of Genetic Testing for HNPCC Ctr ;2(();1825301200 (Member of
UTMD Anderson Cancer Center Psychosocial Aspects of Genetic Testing for HNPCC Ctr |RO1 HGO1200 (Member of
19 - CGSC)
54 |Families and Carrier Testing for Hemophilia A U (R55) RO1 HGO1284
Vanderbilt University . 55 Publ|‘c Health.and Gem.atics . . U |RO1 HGO1974
Cystic Fibrosis Screening. An Alternative Paradigm U RO1 HG00638 (Member of
204 CFSC)
Virginia Polytechnic institute 281 'Frhe Human Genome Project. A Choices and Challenges | R13 HGO0584
orum
Washington University 73 Two Units: Molecular Genetics and Environmental Chemistry |U R25 RR/HG07573 (Co—
funded with NCRR)
, . 4 |The Secret of Life Fd |DOE
WGBH Educational Foundation 48 |The Secret of Life Fd_|R25 HG00712 ]
Whitehead Institute 196 {Human Genome Project: Science, Law, and Social Change. | R13 HG01838
Whitehead Institute for Biomedical 197 The Human Genome Project: Science and Social Change in |1 DOE
Research the 21st Century; held April 1998
WNET Thirteen 165 |Medicine at the Crossroads | Agreement # Y02 HG00008
Workplace Health Fund 293 Labor Conference on the Workplace and the Human Genome R13 HG00449
Zeta Phj Beta Sorority 123 Conference on the Human Genome Project for Minority DOE
Communities in the State of Louisiana; held April 1999
9 Genome Technology and Its Implications: Hands—On DOE
o Workshops for Educators ] ]
An Economic Analysis of Intellectual Property Rights Issues DOE
15 c .
oncerning the Human Genome Program ) A#A,,i,, -
219 Conference on Legal and Ethical Issues Raised by the Human |DOE
Genome Project; held March 7-9, 1991 X
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ELSI Research Evaluation Committee (1996/04-1996/12)

Name

Instituion

Mark A. Rothstein, J.D., Co—Chair

Hugh Roy and Lillie Cranz Cullen Distinguished Professor of Law, Director,
Health Law and Policy Institute, University of Houston Law Center

M. Anne Spence, Ph.D., Co—Chair

Professor, Department of Pediatrics, Division of Human Genetics, University of
California Medical Center

Patricia A. Buffler, Ph.D., M.P.H.

Dean, School of Public Health, University of California, Berkeley

James F. Childress, Ph.D.

Edwin B. Kyle Professor of Religion and Professor of Medical Education,
University of Virginia

Charles J. Epstein, M.D.

Professor of Pediatrics, Chief, Division of Medical Genetics, University of
California, San Francisco

Stephen Hilgartner, Ph.D.

Assistant Professor of Science and Technology Studies, Cornell University

Bartha Maria Knoppers, LL.D.

Professor , Senior Researcher (CRDP) , Faculty of Law, University of Montreal

Jayne Mackta

Executive Director , New Jersey Associationfor Biomedical Research

Marynard V. Olson, Ph.D.

Professor , Department of Molecular Biotechnology, University of Washington
School of Medicine

Kenneth |. Shine, M.D.

President, Institute of Medicine, National Academy of Sciences

Bailus Walker, Jr., Ph.D., M.P.H.

Professor, Environmental and Occupational Medicine, Associate Director,
Howard University Cancer Center

ELSI Research Planing and Evaluation Group (1997/07-2000/02)

Name

Instituion

Leroy B. WALTERS, Ph.D (Chair)

Director, Kennedy Institute of Ethics, Georgetown University

Ellen Wright CLAYTON, MD, JD

|Associate Professor of Pediatrics and Law, Vanderbilt University

Nancy L. FISHER, M.D., M.P.H.

Medical Director, Department of Social and Health Services, Medical
Assistance Administration

Associate Professor of Medicine, Lombardi Cancer Center, Georgetown
University, Medical Center

| Joseph D. MGINERNEY, MA, MS

Director, Biological Sciences Curriculum Study

William NEBO, M.Div.

Senior Pastor, First Presbyterian Church

Nancy PRESS, Ph.D.

Adjunct Associate Professor, Department of Public Health and Preventive
Medicine, Oregon Health Sciences University

David VALLE, M.D.

Professor of Pediatrics, John Hopkins University School of Medicine

NHGRI/DOE Staff

Elizabeth J. THOMSON, RN, MS

Director, Ethical, Legal, and Social Implications Research Program, National
Human Genome Research Institute

 Joy T. BOYER

Program Analyst, Ethical, Legal, and Social Implications Research Program,
National Human Genome Research Institute

[Daniel DRELL, Ph.D

ELSI Program Manager, Department of Energy

Susan L. ROSE, Ph.D.

Human Subjects Research Program Manager, Department of Ene;gy
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