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TZ2EE)
B A7 vle] QM IE AR Sl SFE dTAlEe] AEH o R ofd ofglg-g AL SieA
sk 2 AYE ABtAL aRdek. 1 A, tiFte] TAES vesla Begk Y - &
758 AshaM s 253 Ao A3 F2o(informed consent) Y& A7]a A} 7]
Hho| oM Aofe]| vlFolE uf, ulo]QHiIE Ble] Heg FE3] thakA] R, i
Ae Ze Ao 273 Fof 939 d4% 8oz lF & ofgles AL AUk
53] o3} AFAEA AFARE - TR AT B AN TGE ofd ZEd Fa8 offE 2l
A=t oA A5 AlTAL] gk s ol tiaiAle 3T gl 9ol TESIE
A= vle]lenlme] AFH 9 AxslE AAsk= vl ols f3 A v blelema A
Aol Fyatke FHlg Wake] AAHolof akar, EA TAIA Heo R nlolowia *]*%4 ],
o AT =, sl 2ol et AR =o], AFAte] WA - &y Fes Fol7] g
=8 5ol a7t AR, FRA)E TS AFAE, IR AREA Freje} /\]ﬂa o
A2 7} whEE ool kol YA, uloleMla AH FQolnE FEeE SHAEE nfAge
2A A7AEe] Fagk wEF - A - ARA FELSDE Q1S Qlojof gt

)

e N
(o3
O

—lJ

ZAlo}: wloloMla, FRa Hel AR o, ART4, A, A ol 1 Az

ol =g 2011dE BPARsl la AREEATAIR M) S8 S AT AITHNRE-2011-330-B00129)
3} 2012\d% Eﬁ’&??ﬂﬁ A A SOl S A AAL TR (A111218-11-5C0D 9] AE Wgom, & =79
Z30= 2014 S=337)E8s] ArIsketh 3l oM SR EIS.

A oGt

RAAZE 738(120-749 A& AMAET AA= 250 NS =& 7Y)

A 3k 02-2228-1520 / e-mail: sanghyun723@naver,com

*
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264 B A8 A|353 (2014)

[.ME

LN

FZ vpoleias Ao S detstal O XS Jdely] fIgk gt
g ofst Aol dFETFESE A AAE Qlwo] HHStE gliohD o] A
AAH SR nlo] Q)T 9] 44= 1948 m]=9] 44l 2|8t Framingham Heart
Study o] #F3] F7I8td, dA Al T8 wlo| oA it striEk oF 100974
o] @l g} tjE 2o g ofo]&Tr o] DeCode Genetics, =¢] UK Biobank, o
2EYo}l] National Biobank, w]=ro] National Children's Study, 2¢1dle] Blood
BiobankE & 4 $ithHansson, 2005). -2lyzte] Aol S7EkelA 1A1A- ]
AAA Hele] dao] thiFEwA 20089 gh=lAA A2 AY (Korea  Biobank
project)o] FHEo] Aeji AAAFTYB I g2 o] ML, 2010
d o] Aol T 177H(FEd P82 12704, AR 7124071 294
I QEHEAE, 2011). o] AkdE S8l 20121 EA 60uk o] QJIAAA (TS 357
8, @918 25vk)o] SR Eo] 63371 ATAlel EFEHATHEH AT, 2013).

& 2003 XAl ZRAE o] AFEA IIMHAE e & A7t
A A, SR EE TR A7Gize)7t AR T W= dFAL Sk S
F20] A7t 245 SA oldE THAIWMA ARt - 7R AmEfTt 71

1oz, =W e D (blood), 22 (tssues)Z 22 &2 (materials) S Hoj A Y&
E_
[e) 1=
1]

i<

F(

{1

O

FH(lifestyle) T3 22 7)91e] PFHE7bA] =L gl= Aot} o]9f 22
Auel P 2 Bk ol e Ae elH,

A% Glet. 2 vol9 W Bes) BHET 24

e} oot i7Aeh EHell A2 d3e aTehs 3A4 ZedEe
(Hoeyer, 2012),

A7 volews) lstel thiold Fe] el FAE vlo]ouae)
A ¢](Hewitt and Watson, 2013; Tibben, 2014), 23+ Ao 243} %2](informed
consent)(Hansson, 2005; Sheehan, 2011; o]&, 2012), Z&}o|v]A](privacy), &€
4l (benefits sharing)(Foster and Sharp, 2007; o)L - 22.3], 2005), A5 3(data

1) 2009 Times #%E A 3 HSAA A 71A] Hd(idea) F g 7HAE vlolHlaE FV|= o
AH(Times, 2009).
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vlloriz godel oAt WY 265

sharing)(Colledge et als, 2013; Colledge et als, 2014), A}3]% <] @ AlZ](social
consent and trust) (Hansson, 2005; Hawkins and O'Doherty, 2010; ZA7A « 22
8-, 20105 olAb% - 22E), 2011 2 - 228, 2009), Hhol e Bl
Ho)lAd - HAA, 2008; oA - vleld 2010) To| Ut} o] FAESL F=2 ufo)
o= £l oP Felalol & A A2 eahical), WAegal), A3
(social) ToIE EHHOZ ThEoeM vlolowa AY 27]0 daeiA ZaY 3
2% A2 2ol A TR gk

AR o ATEL T2 AFH DA Ak FA Fe vl oz gt

24 AR, 454 A7ew stiehs Avk FH(public) S o R 3

Aol T2 slo] 44 SRt s ABAEe] 2 ae %MM s
Ik, wiolem=el v A elE olohiy] AalNE YurEviRe ohe)
PN 9 Sl ARATA A0S Dok T D) ok, 59l St
ATAZE vlo WA ARE A A8els BAAoIT Hlo M £gol 4EH
Q) £4E F & ol E shbe) FARA o5 e v Hejsolol d

B QoA vlo]eMag olgeh ATAkEe] AA oW ARL L 9w,
wloloml £odol sl ol oJ7g 2 AT Ao A wolewT o
o W13 ) A8 s B ol e A volenash e
ololl that AE7kel Az} ARE B ¥,
wlolema g7 BAE wolsh WPE ANSTA A,

o
Ho
2,

N
N
3
n
to
=
i
=
o
i)
mlo
o
frl
ol
ol
“H

£ AFoM e vho| oA 2ol tiek A7Ate] Q1XE ZAKE] 8) 2012 10
4 F A2 g gFstelx JHHE FAA s dd AFAEuel A8t
A 13189 A7 o s HdExAE S Asrde 7ol o
T EARNA 7128 1AW gyjeta aEY e FE8] =71 Hs HE
AE A (open-ended questionnaires)E T3 o]FojXt}, ulo]| i gk FA|=
A AR YL ZF FAl] tiEE A7k SHUES sk § Rleso R
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266 B ARS8 A|353 (2014)

Helsheirt.
AEA FLNGS R AN AHAR, 2%, o

A
Aol AR BB, WA, &eld 2, w28 AT E

HIO| W39 F9|

Hho] @ Hl el §-olE 1996 A5 AR o] %, FE AT 7[WH(population-
based) Hlo] QWA Z ALEEQETE Hol o I Be kst HeojEo] Ay o]
AREETL QoH(Hewitt and Watson, 2013), d¥bdo g nlo] oWzt ‘A&t AZ
I g9} AFHE xgo F23tH $3E(Organized collections of biological samples
and associated data)2 2] THOECD, 2006).

A2 whol oMt PIE oSG A 365S oz vhelomas] elol] el
SIE H38k Tibben(2014)2] Aol o8} H, o]a AR} (stake-holders) ol whe} n}o] Q=Y
ol ek vhekek Aorh okl 7hgskar, upo] o] 7o w §ojakg, H&d
R, A, 2], AFREA, BHE AN ok WA BoLEeIN slolewa

= A&t A (biospecimens) 9} AF& (data)7}A] E3H| o} sith= Aol A5 E Z¢
9l ke VLJ/:(reposimry)L} F3E(collections)¥= th2rhar & & v} &
& A e FES Aeln Aol TaEtkE d, 21 BabgaelA AAH

¢l(systematic) H=x FE3Hstructured)® EAS 7FAL QUoh2 3l vlo|omla=
g A7]e gk A 71EdS flod @=dk A 7ie = (collections)
= FEEH, AEY AREAE ©eA] A8HAo|al YA AFE fIgk Zlo]ofof
st FoEG AR5 S48k o] ofugl Ffr(sharing)sfof b= A& HoF
3L Slot. 2y Tibben(2014)0] ofstd A7t F FEek Aol <73 59

2) ol AETH MIZF 19 AdE AEEo| AFrFsstal £ WAog HiEoe] 9IS vt
TH(Tibben, 2014).
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(informed consent)9} & THA| 7ho|=giels 3]9jst7] ffsf wmlo] Ml Aeh= 8o
S B|Tjshe AT AtE Stk Basted], A 1 @8-S HsiAE Hlole
Waol gk F2gk A Agort A Eeiof shpa Fai

S Sas1Ee 9, nuged meh 1 oo} 2 FRE/E SehHewit
and Watson, 2013), = vlo| Wl F+= FH 7] F38(type)o] Ek7|HH(disease-based),
H7 MK hospital based), B== A8 (clinical trial), 1% 7¥Hpopulation based)
QA wheh, T2jal Bk Ax(setting)7} 28, M, tie, vlde] 71aR1A el w2t
3 ot 23 FEEE Aotk fejuet WellMs vlolemaE dF FF ke
Foleh= gol2 AMgBIE 2ol oA RIAEE2 A e &o1E AREstaL Tkl
A AaE] 9 b A%t HE, 20139 3Y 1Y Al). o] HEAIAE JAFHES
& RMAEE T R 0k v e, R 55 Y - BEStY
olE A ol & BilelA AlEehs 71 oR Aofstal Sl vl I A8t S <

Afref ol A7 glovt Agaf ol e TAER] 71sS 84 &AL Slrk

2. =235t MH| 2H8t =9|(informed consent)

213t Ao 243 E2(informed consent)= 34} 2 A2 A FALe] ©EZ A9
Al gt 255 2nleh= T3t 1122 24 (Hansson, 2005) ALRAlEAe] A& d7}
E94l gk 255 BAstal 259 MR E P8-S Hedithe Mol ofn7t 9l
< 33l ABA 2l FE e B VA g 7RI & %
st Argel 278 sl ARt 7hal #eto] WSS 1o A/ 74271 Hol
A1, AR SIS bde Hod 4 glow, R 2 A o s Ay
SV, A, Sxbe] o BAlE B AT 4 §laL, FARRY e} HFel
sl defar skA] ek i1 olsfuAle} viA] ko, Al FolE whs uf o] 719 ¢
Agk 282 Sxto] tatedA] olsAlel| Fatsiths Zlo|ti(Hansson, 2005).

FolEnt of#st Ao YAgella Fgh Al 27g 5o Y3 AdAst A
£ ATAR dtola WA gl BABH gt oE =01, 712 FRE

S5 7T AZE IFE AIEE 1) oltd] 3leA BE ARATAE Zolfo]
AEeE wolol 3tal, HaA7|gto] At A5 A H7ISHAY thA] $Ake] ARE

molof 37] W] HFH o2 Fasn AFE ATE ok sHe ATl Yol

M
E-T

[‘
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268 B A8 A|35% (2014)

A &d 25E A T Sk

FHZ vlo|onl = ALEA] 83 Ao 243 EF9(informed consent)®] ATk
HeHrhs 23 Z9(broad consent)dE A3 O‘D}(O]/}}% 2012; Hansson,
2009; Sheehan, 2011). £3| Sheehan(2011)¢] ¢Jsld E&ZZF Fo+= ALA &%
(respect for autonomy) ¥ e ZAs}aL Q7] wjE %’E‘:} Ao 73 Fo7}
2 g Qokal Boh o, 3383 5o T 4 iR RS ool A
of AFthdAtet 18] 7hEo] TR QEf WS Aol AaL, AT Rt Al
T 5oE HIY & Qe AdE 7Y, 713 A3 (RS 2 A< Al
39| 71HE B3 FRlo] o]FolxitkeE 21 shollA 2BH w2 disl] sk 9l
TH(o)d, 2012; Hansson, 2014). TA] H3l|A] X&2 Fole RAHAoZE A4}

o Qg T Ao HolAw $iof A K £AE ZEThd AaA
%

vlo] oMl I= AP Hel gl oA FokollA AASHE Ak MERY] HIEE
Hsapl e £a8 AR 24 U LAbake] FBAL, ATRE D 4
59| WS 7FssHA gk 2y ATAke] oS AA| vle| oWl aE B8k Als
B0l Be PUEE AT oa 9

Colledge 59| $17-(2013)¢l &Jabd, upo] e =ol ArefE e Folaie
A WA 24, 94 A4, F2d EAR Um  JTHE 1 #FR). 914 A
(internal) ZAI= vlo] QWY=L 2HA| o] W F-2H-8-3 nlo] QW =7} 7hehe FAlofl EA) 8t
= AYo g EFAPHEXH(SOPs: Standards Operating Procedures), B]-&(fee), &
(governance), MZ9] F-&Al(availability) So] Qt}. thE A2l o= H]-O]E’_EEEL 2}
A W AAg BFABEAHSOPs)7F A8, AES] fr87d0] v B9 A&
TE7} Yol A5F/9 ofEsg AL & Uk A, 2l (external) TZJPE HA
A, AFAE 9SS, sl 2L o 947 s AmTHUt ol A
F2A, Al 249 Fo] WS S48 He 2 dE & Ao A, 284,

ujgel] AR Fe N2 ATl ATAL] AEe Qo] aB AA AFES F)
F 218 B0, 2012),

§ 2o
= 2o
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nfolema o] FeHT AT 269

(& 1) HIOIRYI0M XA2SFE U= 157HK EHO| Holet oS

A o % o AF35 o
SOPs 8
Hlol oMz AAe] U | AEe] -84 3 NEX RS EN B
Uz | 2eat wlelem=izt /b | 914 1 | uloloma Ao &
7Al | s Al 24 | vEsa 2 | WEEe A= g7
&4 Hlg 4 N
72 4
e 2
BRI 10
14 | o4 axel ola) o] | AAARA K3 | | Wl 2A) v 9
24| emze] e A | P = g
EiEl! 2
=34 2
B ) &9 4 . ) i
qop | BFY BAY AR | Loy , | @mEs fEw
g | TRl AR 1| g v A7)
A e maee gy | TIE U | 2 Aaee somy
oFdol%/ 71U A 1

A}&: Colledge, F., Elger, B., and Howard, H, C, 2013, “A review of the Barriers to sharing
in biobanking”, Biopreservation and biobanking, 11(6): 342,

Sajel A4 2ol AFEUD e BAH felH ehicl) A7 e,
F2o(consent), A (territoriality), A= (prioritization) Fo] FHo=z 2835t
4 ol ol BW Bel BANEE 93 YAIE AN AFAT WAL
ke arEE A8 4 9ok

2w @UAoE dlelomIe] ARIHE oA olEoN F AN
Demire} Murtagh(2013)= vlo] Q)T 9] AFFHE ASHH - ALFJsH 7 A
Z A3HA(spatial and temporal translatability) @} <1222 e}ld-A(epistemic adequacy)
o= ATElEA 1 Yeke ANSD otk 2 vlolemas Aue] 34 B
g 2AE WEA & ATFAE ARSI (re-usable)stal ThE X0 2% AL
7Fs(re-purposable)at7]  EHERE ofujel AAEF Bl ofs] Ao 7HHA
(mutability)#} B2k (incommensurability) o2} EA1E S8 5 A i
Aolt}, o]52 upo| oMWl ALSA ZAEA 7INkE 2k7] ffsiA adAolal F
gk vpo| o ae] 293 wto| oMl ] &4, TheA, SOl thek =] kA S

aE Fort dpolgtal Fx.

o ]

[
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270 RO ALE)HEE A3y (2014)

=9 Anefe 7R oR AsAETApE 29 HE ARl FoEtal lvk= A
S 7Fg38la Juk(Colledge et al, 2014). webd ARTHE 317] aiHe Al 7HA
I, & 35 A58 8 AeARTE AES 2] doll gt ARge] 7hedt 2
27 F9f(broad consent)E WA, o]Hd F53 WES 15f3H7] A AF
(reconsent)& W7, Algate] Foglo] &S IUHeR T/ 5 3= WY
T o 7HAE AdEsliol gt of WY F A WA el A 3 AsAREel del
AFE e A FAHoR Erbsd v, F A
A AeAte] Fo7t gl B 18R Ad3IRB) Y $90e ol ARE T

ek % 5 ol

rE
)
B
=]
£
off
o,
e
i3
Y
T
X
T,

e adon ua

4, HO|2H3 AL Z QI

rok

of Et =2 Y

U AT ARATA Bolstol FHE wol oz AE o) §3te] AT
shol ololg B w1 slge] Foprle sherk Ao ATy

Ao} wolo M= Mo WA Aue AEF sEoN THAE AL wlole

o7 Wk o] upolowiaE 93 Adel AFEASAY, nEH o
Charitable trust 2dlol] ZAste] AESA A7 AFAtA B34S = Aol ofy
2 Qo) A T Tk AFAlA Hole] W2E TFsabA Beed ARE
oAl B, ofoled=gl o] o]&of RS TGl HEo AR 3
A5l oF, ARI7le e B4 wipsh Wl AAe) AFL 1w s, of
" Aol A9 HlolB & ARgshe tiAl AFUE el 4 HEY o)&S
A E3h= W So] 9 & Aukn A, 2011). 23y Cambon-Thomson(2004) o]
olabe, Al Al Aol Aslel Folol vlgk dele Woluc 53
432 7 Qekoh} Al PRl 2 HEg Wtk AL ojudtn Bt
ol wolola Ao gk dY Bl Bale AU olaAFA, o

E
29, AAE BIAT, ARUE A9, d7dsht 251 248 AT
o]

Fol Qa1 EHlRe] #A2 AT gk o] F Seltebel ofd Rupgo] o

el dolaln wek 4 gl shushd 1 A1Ele) AAA 4, B84 9%, 20
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GAo) wet 2] aholch A 5, 2013). 5 92 Ago] 4 nlolom=
Agom WA slgE Paol ve ol B9 A8E Felrt aTet,

A=Al nlojewla ¢ite] HHHS fEiME FOET AFEA FeojE TRl R
gk A= FEo] Aot FHALE] oA nlo] el o) tigh AFSA SolE o]Eo]
7] Sk Al=gA 20108 29 F9 277099 15,6505 tide g g A7t Aok
(Gaskell et al, 2013). o] $F-ollX= FHALS oA ulo] @i =1o] thgh =w1Z A|A|
= I vlolewia o, Zefo|wA|(privacy)9} AFESHA(data safety)ol] thgt &
Al A}8)A =] A|2~El (socio-political system)ol| th3F Al (trust)e] FF-S W] o
upo] oWl F 0] AJEA HAE fJalA] REEA] o] QRIES arefaljof dvhal FAggitt.

a8 file] ZAMEH A st IRle] Hlelowja ], mato|wAle}
MAFERS, ARs|A|=del gk AlZl= ghmAlSlolx] ofEA vehtal le7?
20006 491 70878E o R g T Aol ek ANIQIAZAL Aol ot
&A=, 2010), Fefust SRS AR gk A=} Ya1(13.9%), 7H
NFEE Aol AT Ak WA VERFARKE6,7%) F-8-fr A2 A 7ol thaiA
= 384 HE04.60005 HolFal ok w3k fAede] RAFARA AR
(35.5%), ZHA<] Al 39] FF7ITB0.6%) T2 7 Wol B Ag & u] I3
I FAs T3 7R AstaL o, ek fAede] = AP dgs
Aol 1skar itk o] ZAMATR= Syt IRIE nlo] el i & 4
FekaL, ARz Y vl 7Pt Fegitt Sxjghe IRle] Aylolsiito]
MAPEE AFE 23] Al it vk AHdS BolErt ol Ak ol vls)
eyt RIS nlolei=e) tigk ARSlA fol 9 AlFeo] WS HoE

Ak o 2 AEE Aol thgh Alzjeh Algte] gk AR vs wf, HE =7t

52, AAZHA FohE HA5E Axe] e Aalsh Ee W Alge] tia

AHE1H o] % AE oA olZoPY 5 Yirh? whol ool thek ASIA el
S eke A Al HA, & FRE Aol 27

g F9|(informed consent), #32] HFH7|&e] 7HA|, Hod& Ad 2 (participatory
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272 RO ALE)HEE A3y (2014)

governance) & §%F AFHTEHE £ F vk o] Al 7HA] Wb 42 —’F—fr | %24
W 3EEro] o] FAIS] Alo] ZFsR. olF ol Andze Fua)
3)el 7“40}*‘ ﬁlﬂrﬂ"]’\%i npo] Q=0 theh =l grojot ’Lﬂg: olF o]
9 9l ¥EA Hleko 2 Holt} Burgess 9A] thE(publics)e] $he] W A4
= =o7] Sl B<ed] T w52 S8 Aot 2 g3l (governance)ol]
3 AEEAl sh= Alo] ol tiFo] 7leARE S8 olfd vHS 7o EM
A ARl Frofsfor dtta B Fold AwdAE FeFltH(Burgess, 2014).

r 1

V. 23

e ATATRE AT Aol 54, SR Aol AT Fo,
#0425, APARE TR AZTH, vhol A Ao WAF ol o),
Py olelgt Aws} Yoo w thro] Aungit

Ho JZi

o] ALY A dals A Es FAH11)7F oA EG Bken, ddd=
Soth7h 78 o® 7P Wekar, I thgol 30tH(31), 40tH(2'), 20tH(18) <ol Tt

(® 2) 72l

1A

EM
=

o
TR W T He
pere E1 11
o= 0% 2
ddelet 7
N EDL 1
== AT} 2
AF4 3
20t} 1
30th 3
a3 4ot) 2
50th 7
HAug Az 3
= oolm A8 6
‘[‘—g—g_l‘ L.L7]E]' 1
AHHEAA 2] 24 1
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slolonz g9gol FagA A% 27

oJEL Ao oFtste] AT 712(1Y), ITA2(31), ArgTet(2r)ol A
i, F8 #ﬁﬂ?j%% 2 2809), 9 B 2 AE(3W), Al5r"919), AR

2. 285t M™HY| 278t S9|(informed consent)

2 d7oMe S22 Aol 27 oo i AFdEes A4 Ak &
dd wpol el Acb e FHAL ofFA o] FolAeA], TR Al 2% F
d3] Agko]

YA, ATARIA F2l%

i = E‘ i al AN sy LD
Atk ofd Wo g o]foxol sheAE 2RI
(E 3) =25t MHo| 27{st Z2|(informed consent)
e = | =

H3Y so]dx} IRB %% — 83t AuAlE — 2R E By ok wks
Fojzle] JHIAHEES 3
3hxke] Ao tjgt Fgl o3 3
Informed 3ixte] GAIA AAE D)s), BAgE Hasl/rgd gE 1
Consent©l|A] Zhadzlol] o3t Sel(F7]17e, B2 1
aesfof & 7kx] | A Aol F8A, AlEA 1
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Eabstractm

The Principal Issues and Prospects of Biobank Management

Sang Hyun Kim*
* Asian Institute for Bioethics and Health Law in Yonsei University

This study aims to identify the principal issues and prospects of biobank
management based on a survey of 13 researchers. The survey was conducted in
October 2012 using questionnaires with open-ended questions. The main results
are as follows: Most respondents followed a procedure of informed consent
despite experiencing various (often ambiguous) legal and ethical difficulties.
Domestic biobanks are not satisfied with the definition of “biobank” proposed by
the existing research, Broad consent was considered indispensable if it could be
complementary to the principles of informed consent, Data sharing among
researchers or countries was perceived to be one of the most important aspects
of biobank management. It was similar to numbers between the support and the
opposite of distribution of benefits to donors. The institutionalization of biobanks
was left as a task to be worked out in the future, For a biobank to be successful,
it is necessary to establish a clear policy direction and to make concrete efforts
(reorganization of the biobank system, implementation of broad consent, social
discussion of benefit sharing, and efforts for reducing researchers’ legal and
ethical conflicts). Policies must be prepared using institutional strategies on the
basis of public consensus and trust among citizens, researchers, and the
government, Finally, it is necessary for researchers to recognize the social, legal,
and ethical implications of biobank management by setting up an integrative

channel to inform researchers of important issues regarding biobank policies.

Key Words: Biobank, Informed consent, Data sharing, Distribution of benefits,

Public consensus and trust
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