o sk oy SJTU Law Review
RREF ™ No. 5 (2020)

N

BN REH FRER R H
s R EHERNTE

WA KT E

Bk

— ANREFF R X 5 i B R oL ST REARAEBNHSEE
£ 124 M, KHEAXFWERERE

ZLBERELES P AMREE ETANE-

WE CREWEFFE N IR R BRI F LT A AL EE TR AR R RS TR K
ARk E AEFRERE AERRAAZRREAS. ETHAERPEEARREFHES. &
FREFAENZTEREN Y EE: £ BRFUMANFRAEEZER REFTEOFRALER LA
RAEELHR URMEEF AR ERAET RO HERAERLRA. &= . REEERARMEREU
FZ B A A G 5 A F B A G 0 e B RO R R R R SRR BRI R A R BRI
B, F=. Ao REARBH MHRAER AR MHNE BT EE R EFERA . a2 H 5 p
FOKHET RN R REE A,

KR AXEEFRE HREEAE EEARX £WEFAR

— A KA E A ke B R 8 3L Bk

NZRFEN TR B i 25 P AL 58 O 4 0E A5 2 TR ) 2 O (20 AR AL . 4Pk [
PR G S 7 P | 93 22 S Gl s (e =X 7/ P | -9 25 B DB S e a G R i L A /Y P S Uik (X EP s
O FH PRSI 28 A P PR R R 5 o DU L A ) 22 5 TR A ) i e 5 RR 0 | A 3t 1% 26 5

TS B ARBOE K2 A S DA TR B 58 R O 3082 T s B Bl AR AR B K2 i i e il o 2
ARICH 2022 4F B HAL S RHEIE AT BF AR 3 AR B GRBTRF5E 28 330 H * B 5K A 36 T A R 2058 R R 9k
AL (T H 45 . 22STA026) 2022 4F[EI R H SR B4 56 4 5 AT H I BRI MR B T~ I B R B i iy S5 1=
TG KU RS (I H 45 : 72293583) )1 BE 85 AR BRATTFE Tl 2022 4F RIS AR 000 B “ NIRRT 5%
HR A R [ TR A (T 2 5. YF22 - QLD A B BEPE IR

08'10



RAR®EH 2024 5 3 H)

HEBCAR B BT TR BE Rl A HE S B R L A B . T ISR IR W ST b UK AT T AN FE I BTk
WSEE Al AE AL B RAEA R B, ©1 [ 1994 47 A i 2k 40 %R £ 57 7 G FR Bk TNk
PGB i e . COVID — 19 AT 9 H B RS HED 5 1) A JiE 1A DR Y R5T AR P Ao %
ARSI LA S 25 T DR ) 20 S5 AR S PR ORI T 3t SRt — 2B . =2

I CALAR B 12 3 ) AR S [ 58 A 2B ) B~ I 1 B VR D7 £ 8 A 2 1) 25 Je S A
17 ) T BN S A5 B PR B — B A U0 o N2 EE D BRI BF 1 0 A ) R~ E 5 AAS A5 B
PRI Rl 45 008K o 0 SR KT R [ S RN B e e (GRS EE 1034 20K AR Wy ilU50) L A R A5 S
AN NGB O NAF BRI LD E 28 A50E— 208 Wt O SO AR B s CAR s AL B A
PV PN S YA A ESEL VNN S i L e P/ el abric SN S N L DS PP e VA
ESCAE R . BARCAG BRI ) A5 ik A ik HUAY SRS AR B AR BEALIN O 2 DR F 5 Y
R () T BE SR M T SRR L (EA T 25 & AR W R A WE 5T A0 5 OB L AR AL B S35 0 . A A=
W) 2B ST AR, (AR BT T S B R0 )50 32 2% (Nt AL W U5 B AR ] )5 9 4% LA X
(B BN B0 A= 2 I 5 A8 B A I )G S A A i Bk 1 R 22 B S48 BRI 05 ) 2 1 A
PLFE MR AL GELE W =~ W S5 A% Co R S 1T ) T8 1 B2 L 1 Ik PR B 2 5 11 4
DR P A RS0l R Pk DG I A A0 ) 3 DR B0 R S B R P S FH P I A B 74 0 4 e 1 R
175 [ T DK

S — IR BTRCR AR AR AR T K R [R] BRI 8. 3 R BSR4 375 3l 19 4R 1A o B W 7
T > — 7 TR R X R AR A . NI [RGB A2 14 3 2y 25 DR S 418 116 8 DR o o 0o
AU 5 78 N AR A 35 DR AR B A B G0 R 0 25 A8 0T 8 7 A o 7 DA DR A 1 0 258 ) AL
I & L TR A S B SE S AL B QR T A8 TR EEXT R AT U AT KRB K R AR R R R
ANBEHR . 55— 7 TR SR B RIS Fy R A 2 e DR 5 S A 2 i B+ AN S 2 oo o B R 9
BB AN S IEBUAR - 32 B 55 1 U P 0 DA [ SRR BE 3R 7 52 W) e Ak 5 AL 30 1 53 ) sl
T RREDR IS 45, L 2P A 5 BE TR B RS 24 AL VR TR 36 AR PR i 52 40 20 BE PR W RER
BRI R PE TR A LEEZE B NBIANE [F) B 30 F BB A R A £ . g R B2 —Fh ge
B PRSP AL A A 3] AL DU 8 Dy 2 S IR ok i 48t e B A . TG RIE )5 1008 2% (3 I
NH AP B A WF AR B A I 10 )56 34 25 S Kb S ARy A i B2 & 2 F S48 B AR A5 00 125 ) 56
34 A HE R EORARMG WIS 5 8 A NS/ A A [R5 B AAS AR [R) AL AL
AR AAENIE N GOR B TR F9 50T BERS A 2 75 DL 24 0 A DR B L7 0 [R) RS ) 244
A DL 5K BREAR? 2 FEAARBRT A A ) 55 13 8 S A ek B2 S feg P NS HE IR Z
[ P 7] i A I 5 2

C13 NZRHHGORHETE S b S A W ARAT AR WA AR A R IR P 5 R B P L N 80 P L A o i
PRPES . RE SV X AR ORI 7], (A AL BT IR LR R DS 4% B R O B # Y
FRALIERET- & AIHLAIFR A “ CRIREAL” , BRRAS SCIT R B SR RGOk . AR SO AN SRR SRR 8 S 2 LU
NBERWFFEXS R SR NI R B AT R S5 A AL B2 R . AL HE R B AR 2L FEAS DNA #iR L gERE £ 8 &%
FAEARDE » BT RTAFEAS 537 RS2 B aoh 2 7 A A Al

(23 ZWFEZE E (Mordor Intelligence) : (A=WIFEAETTIHHUEL iy #i 4% K ANEH (2022—2027) ), https: //
www. mordorintelligence.com/zh-CN/industry-reports/global-biobank-market, 2023 4% 9 H 18 Hijilf],

(33 See Nita A. Farahany, Roderick T. Kennedy & Brandon L. Garrett, Genetic Evidence , MAOA , and State
v. Yepez, 50 New Mexico Law Review 469 — 487 (2020). B 8 . (S “ 2 Jy FL 7 B9, R 88 R = ) 2010 4R 55
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(41 Amy L. McGuire & Laura M. Beskow, Informed Consent in Genomics and Genetic Research » 11 Annual
Review of Genomics and Human Genetics 361, 361 - 363(2010).

(531 MYBLIMIAFRYE (Havasupai Tribe) UV A & A8 M 37 K 2% (Arizona State University) 2, Leslie E. Wolf,
Adwvancing Research on Stored Biological Materials: Reconciling Law, Ethics, and Practice, 11 Minnesota
Journal of Law, Science &. Technology 99, 118 -123(2010).
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Ett e R ED2018 4R 6 .4 127 B,

0830



RAR®EH 2024 5 3 H)

DL ABHERDL R KIS AR O B NEBES 5 AR GO 5T, Y 1 Bk ok JE
PRIFSE P AR BV A XURS: R 4 — s AR BE B T MR AT DL S e S s 7 224 2 ~F- 5 >
NHNGERE FLIX RSB I 45 5 5 FER IR 2 55, Tk s fiF IR [ e 8 T AN £ 2
Fo BAR HETHHA S 5H0A N 047 U B A DR 5 P R R 25 0 e 5 =X S8 B P 2
fifk o ]

(—) Bk R

B FEREAR P B RGEA T BRI B . B BR AN SE L9 40 2% B 2% 1996 4R (T
BRI IE 247 S 09 R B 4 M 2 35t 1% B 5 B 01 ) 3 ke T DL A N KRR S B0 BE IR
(community) \ A (populations) , &% T J5 € & FF1) 25 43 52 1 75 B HE—25 XA BER 9 28501 RIJEF
FWEFZ MU X I 50 1 ) B AR (communities of origin) FI3E T & BEE B AR 232508 il 1y 455
AR (communities of circumstance), 1 BHAKITE B 14312 » community f58—E i AR TE
I PR SC R X AEARE AR AT P ot A5 AR [, 11

T A R GEORHZERIE I R EBORT LA PSS s — IR WF 58 UL 14 B AR 2 s 1 0 A A JR AR
O IR PR i SR il DX R 3t DALt A% 1 L AR S N 0 L R R 5 53 — R W 9 RO
SRR 1 ZR I35 A5 PR D] o T DA 380 905 A DG 193845 0 6 TH R 25 W0 B80T 16 97 T B i
LR R . 12 NS HE DR BB R B 9 rh OB AA AT REAR R L 5T B AR IR B AR —
FEAAIE B 5 A A I (R ) 5 R S o AT RE AR T 5% 3 1R e 2% 2 Bt B 4 1 2 B
T B, B A B (R Rl sl RS PR A A SO RIS . 3R B 7 i b TR WA B A 11
A (H QN 38 1% 6 A5 B 2% 9] ) R L S it 2400 ) . et (R A 6 6] 0380 1 50 AR AR A b DX 118 3t
FLGE IR NBOR T 500 45 1) i PRI ZH 00 5 2 W R A5 B » ST 3] 1 REAR M N st A5 BT I ) SR 4R
PRACFIRI A . 256 NZRIEHEGORHE DT 5T A0 S BRI 5 L JRUBS: SRR fb AR 28 5 XTI g F 2
s AN B BE DRI 2R b Ao e [R5 1 R 801 7 25 PRI 9 2 AR ) R S AR FEAR ] JXURS: 7Y
Rl S ] 4

e 2 WA O 2 s BRSO AN 2 R v ) B oA il AV R A 1 1 [m) R A A B AE ANk
A AL T HITHE T PR B A 01 B RBCR] B 25 A DA Sy [8) 2 F2 44, 5 D) 2 7 A B hy ™ 1 (19 AL
Flehge . CRPFFAI A 25 52 5T F ORA 0 A S A A e e B A0 ) i o LR S iR R R AR R 5 T AR A
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(93 Hugo Ethics Committee, Statement on the Principled Conduct o f Genetics Research , 6 Eubios Journal of
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(121 Martin Asslaber & Kurt Zatloukal, Biobanks: Transnational, European and Global Networks, 6
Briefings in Functional Genomics and Proteomics 193, 194 — 195(2007).
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(181 FRE & XA ARBIFFE R 9 B D R ) 5 15 2 7 7 M R i R JHC I I 75 4 2 BE « R
fERREEBEVR IR RFEHIX Z & GH T O 257, B 3CE & 2y A3 R AR RO AT 5] A5 29 5 ik F
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213 Amy L. McGuire & Laura M. Beskow, supra note (4], at 361 - 363.
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Abstract Informed consent is an important principle for biobank research, but the institution is
also challenged by the collectiveness, openness and chronicity of biobank research. The
institution of informed consent for biobank research can be improved from the following three
aspects: First, insist the individual as the subject of informed consent and treat community
consent differently according to the different subjects of the research, so as to deal with the
problem of multiple subjects brought about by the collectiveness of genetic data collection.
Second, rely on information technology to construct a model of informed consent what based on
broad consent and combined with dynamic consent, in order to cope with the problem of regrant
brought about by the openness of genetic data application. Third, consider changes in research
participants’ consent when the capacity of informed consent changes and the effect of withdrawing
consent, to solve the problem of consent change which caused by the long-term storage of genetic
data.
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