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ol A5 FAlA AR o T4 oR dejriqle] Wskgk Flojth o] Bxioge] 4l
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Burrill)<> 20091 H}o] @ F2]oKBioKorea) X oAl “#A A2 sickness systemol|A] wellnessE 2]+
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2015).
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T8 QAfFHE 23oli= Biobank Japan(¥+%), National Clinical Specimen Biobank(Z =),
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Biobank(%3 =), Latvian Genome Project(ZFEH]o}), Singapore Tissue Network(’d7}E2E), Medical
Biobank(Z=91%l) 5-©] Atk ERk ofg} T4 wlo] e A E $Fshes A7 WA B A
T8 7AAYFl= ICGC(International Cancer Genome Corsortium), BBMRI(Biobanking and
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Biomolecular Resources Research Infrastructure), P3G(Public Population Project in Genomics and
Society), ISBER(International Society for Biological and Environmental Repositories),
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H-8o] A% ol or oskedat gl oJokEe] ATl JH7i%l DNA AlES A% fFAA)
(whole-genome) Z=7io] UWEs}E 1 ¢l o njo] @ ¥i=9} Ao|et L2 A Eo||A tiytE t|o|Ee} 4
=5 o T A HATE 22y F Sk obpEs vFUSES ok T Tl glom 2=
dolg Ffc A AAXez s FfE QtiKaye J. 2012).13) F3H~(Bartha Maria
Knoppers) 514 Q1+ f-714] dlo]EJHo]2x(human genomic databases)2] &-1-2F 52| 71421
7EA] el el fhliehe f= 3 2g ] oS Awslith ols AT ARES HAIAR] Hioly
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of dloly /5 18k thdst 71 X (open access) =217} o]olA gt} x4 o2 19961 ‘W
ot grel(Bermuda Agreement)’ 2} 20031 ¥EE 2 U|Y §H2](Fort Lauderdale Agreement)’©l ©]
o], 2008 8¢ YEH|E2HA A AT oy I/ D FF A4 A 3| FH(International
Summit on Proteomics Data Release and Sharing Policy)’ ¥} 200913 S¥‘EZE =#]| dlo|g I7|
=K Toronto International Data Release Workshop)’ollA] A&l %At} o] ¥ olyz} o]&f3t A
AL N =7k e FEkE A, 2003 M5 5 HE. 1 (National Institute of Health) 2 2005
Genome Canada, 2006\ 3= ©]8A-9)(Medical Research Council)ol| X% dloE 7 45 3%

Hapgih1e) oA 2003 Hlw SHEAY dolE T FF 2 Ao #3 XF(U.S. NIH
Data Sharing Policy and Implementation Guidance’ll W}, B2 1F 7179 FX1& flste] A5+
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I % 2k oA I fAA] ZZ A EENCODEY TCGA, Human Epigenome Project, HapMap
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13) Jane K, “The tension between data sharing and the protection of privacy in genomics research.” 4nn Rev
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14) Bartha K, Jennifer H, Anne T, Isabelle BL, Jane K, Mylene D, et al, “Towards a data sharing Code of
Conduct for international genomic research.” Genome Med., 2011;3(7):46.

15) A, A AFA G094 R olste] A 12, olmuaelskl Ty Tes) e[ LE Au].
2014. 06.

16) Jane K, &9 =3(F 8).
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[ABSTRACT]

Problems on Applying Right to Privacy and International Data
Sharing Principles to Human Genomic Research in South Korea-

Kim, Hannah**-Jeong, ChangRok***-Kim, SoYoon¥

This article aims to demonstrate and harmonize the conflicting issues of individual’s right to
privacy protected by current laws in Korea and application of the principle of sharing that is
commonly accepted principle in international human genomic consortium. The article organizes
characteristics of human genomics focusing on the development of genome sequencing technology,
as well as biobanks and the genomic data sharing in the international cooperation. Current laws in
Korea that are applicable to human genome research are mainly ‘Bioethics and Safety Act’ that
discuss the legal and ethical principles on human research, and ‘Personal Information Protection
Act’ that provides the basis of protective policy on personal information. Then, this article further
demonstrates the conflicts between international research ethics and the laws in Korea. Also, we
have organized these issues in regard to research review process, consent, sample/data collection,
sample donation, sample/data transfer, and discarding and withdrawal sample/data. Through these
processes, we seek how to harmonize the right to privacy and the principle of data sharing in

human genomics.

Key words : Genomic Research, Right to Privacy, International Principle of Genomic Data

Sharing, Bioethics and Safety Act, Personal Information Protection Act
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