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Mek= dloll Z4o] glek. A4 0= 01 RS FA)TA AASRE ole) Fhe] A A7
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9= A8 dohriial gk Al WA Fololl A AFHOR A AHAN AwE QA
FAR Aok Baste] AFA PASHe A AL A FH BAZ HAs AAeNFA 2
ST} EF UNESCOS] 71 w0l A7 EBAolul, OECD 7holselel g 7isom
A HlolEulo) o] 2 T glon), QIzk Al AT Aute] A olAe] e elg 3
Aol Qi AV} rka weltk b @ FEN ATAEY] ARANDE RESHL 1
olo}e ujiEkE AAH FHHS Lohis] Fai, HAIR o F Awe] BEFL Y= F

AR Fo ATEHATE AR AL ok Bast gk
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FAlol: ATHGAADT, 07 HlolElmlol 2, dlolE A A, AT Ase) £k AA, AT
Ao 53 4, e 47

* o] A AAFE] ALH015, FA AN F2A SR A A AT, MALSIS=E, Ay
S 99 E U F UHE AxEsiel, RARAY wasl s EaTAAlel AN S
HI13C2175)°l w2} 2015. 9. International Workshop for Human Genomics and ELSI Research in South

Korea(ELSI Center)°l| 4] ‘Intellectual Property Rights and Human Genome Research’Z 33l W8-S <=
e A9,
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O
L A&
I AR ATl AZAaAe) o2) Ffol that L =A AZFHAATH A A4 B A
TAHA 7]nk 1 34 g9 Z2AE
L 24 ok B8 oo T4 e =4 2. 1000 A4 Z2AE
2. YEFAE S FAAdY o] Ik 3. FARJNLFAFAAA LAY
3. A-AAEE o] 4, dx=
4. frolz=ze} AZF A AT o] T 5. FrAAA =2 A E
5. F A o= Fore] A At #e OECDY 6. Al AAALAY
A IV, 2% 9 4=
6. 24
[. A&

2003 QIZHAIEZ Z A E(Human Genome Project, ©]3} HGP)9] F& ©]% AZF -4 A+

theFetAl ke ek 1 o) HGPOlA ©hdstar agste 34 Ad ARE gl o]
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9A AmsEloba JEAE dohus A
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Zhe-Hl AT A
oi ned
A1 WEdS dolry] 9 Wikte]l H 4 Stk
= 2

A Ate] A A AL A

Jo

Deteh 44 A Sh(Epigenomics) $3 A 7F o2 Zxdol] ofate] Al 1F AolaiAl fdAk H

A s S AAA SR Avtehe golth 5, SAFAATS] B st QIA QhellA e x4,

3 AR A oplet 2 A Gyl whet teksiAl A7) whaetal Edteke freds Wl

= Aoty 53] o= AT b 33 o] Ao] Ao =8 RIS Algshs Hlow

Hal Ao ok v, SAFAAY gAREA TR, T3 3 AYATE A14), 2% AW
) EE 2014, pp. 289-296.

2) 919 =1, p. 296.

1) $4r3 4 (epigenome) A4 % DNA 4714 LD AHA7F ofl A= & d o] walol] vhofsh= =4
o
o]
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Abas / =A AZE FAA dolElo] o] dadstel A A A=) WE 105

A 3 7P, ARFAADT S FAA T2

2 7edTE FHEste] AR FAs EA sk
A} gt o] & Fate] Ak wAl A FY ATelA AX AR BE Al ek
o

orobr a1} gk

Iz AA TN A AL olo] Fhol et FAWA 7]y

h B

7, A8, A el o S et ole) B Ade] =9

=

oo} FH) AL A2 AA T o F AL W] Sk g WA o] T

o Tr

ruim

Aagt
A= 1966' United Nations®] Al AF3], Z3H4 Aol theh =A fHK(International
Covenant on Economic, Social and Cultural Rights, ©|3} AFS]A 119, o2 U529 &S WA

Skl itk

1. o] ok @AlEe mE Ao the AeE AR (L)

(b) #hehe] 2w g SgowRE ojols FHT AL ()

O

%o geis by 9 ssta 2ok bl Ao
AT} D

_Tl
. 1
Hejow iy ololo] g

-

o7|of|\ A k= «3ele] B W o]9)(benefits of scientific progress)’< F-7dkstal ¥
¢l 3ol7]= b, #ehe] R 2R WAE = BE o]l 5 ek A4l Akl &
©

% of el LE AREAA A 7159 B BE Gk A 2 E clolg
F% AL D& WSk Ak et o) WEE HIg LKl Mol A AT
449 4 gl woh FAH o] asih
A ol
ARAIAORHE PolAt oloje =l A olojs} BAH olofor TRAkY ANk

3) UN General Assembly, “International Covenant on Economic, Social and Cultural Rights”

, Treaty Series,
United Nations; 1966;(993), p. 3.
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B 17: ARple] ARRR] = ek, Foh4, oA AREo R V)= AAlH, =24 o]ele
He2HY FEs s 25 A9 H2](General Comment No. 17: The Right of Everyone to
Benefit from the Protection of the Moral and Material Interests Resulting from any Scientific,
Literary or Artistic Production of Which He or She is the Author, ©]3} ¥¥te=4 173%), of =1,
A2 k= AR 71 (personality)©] EFITES) HIEY oF Alexl2:= A% 1A dis) A
rgatal l=dl, ofol wEw AxRE QJIARES Ay APLle] AEo] SR WMAENA] ¥ A
2]7} 9144 o]9)e HEWS Peld EghEvia B 4= gtk welA] A% dels AHGAE B

KeN
=
oohs AR Aol
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%0,
0

of A1zxo1elA Aot LS 7 de=FH, B4, AEA, 54 A 9193
(Committee on Economic, Social, and Cultural Rights, ©]3} A}3]H9113])e] Tduk=y 175, ol
weh qxle] 244 oloje A AR +E AT ARl wAH T A 4 A
o] Zla1e) wehr] MEAH QA AAA Aok dul, AR B2H o] A gl
5ol ek AAIE A =tk A A A 23] B2 A o]l
v B gled], 7FE AA sl digk ik e 2As s A
o], & (Philippe Cullet)> A AA L 232 AN 22 24814
[e]

3|
| -1
dlol] & AAAR] H|&ol gtk 7|24 244 HAds BAskal, #+

syl
rlo
W 1o
v =
o
i L
) )
2 o
o, 19
T o
Hd
ol

yo [l

R

Sk =4, "THIAIQIAAA(Universal Declaration of Human Rights); #1731

2, AR AR B2 olele FEAlel Raael Aeld U, ol&S 2715 Hate] A
[e]
)

[e)
Azke] AR ojefol vk WA|A AlgoR Gk A, ASH Fok AE@)e] 4

4) F3)4, AREZSAI AR F7R1E993] BAR R 2011, 7. 20.

5) UN Committee on Economic, Social and Cultural Rights (CESCR). General Comment No. 17: The Right
of Everyone to Benefit from the Protection of the Moral and Material Interests Resulting from any
Scientific, Literary or Artistic Production of Which He or She is the Author (Art. 15, Para. 1 (c) of the
Covenant), 12 January 2006, E/C.12/GC/17. 7-A1AQ1 W-8-2 AW=% 175.9] paragraph 12 FalL.

6) UN CESCR, 91| A&, paragraph 15 i,

7) Mary W. S. Wong, “Toward an Alternative Normative Framework for Copyright: From Private Property
to Human Rights”, ExpressO; 2008.

8) Peter K. Yu., “Introduction—Intellectual Property at a Crossroads: Why History Matters”, Loyola of Los
Angeles Law Review, 2004:38(1);1-18.

9) Philippe Cullet, “Human Rights and Intellectual Property Protection in the TRIPS Era”, Human Rights
Quarterly, 2007;29(2):403-430.

10) AIAIRJIAMAA A7F= “BE AbS dEo2s 58 Rl 3508 A9 Akks A8 dgE 7
AT (AR sfol, Aol Te 277 A7 PAs, <ol trm Aae] Ak Aol o B
GahA] ohfatk (2@ stel AIS ERA Q43 3
UN General Assembly, "Universal Declaration of Human Rights, 10 December 1948, 217 A (III); Mary

-
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AR WE el el wmslel, A2l £ olef 08 Ao B olol o 2
v7h ohlck A7t e AR ERE A B

S WA @9 ARAE AEAA s e Pe
o 278 RS At BF Axe] BAH oo wgE "at ok

3. SRR oz BEAEE o]

72+ (genetic resource)®] ©]¢] Ffref IHE ] TPY FAF A R 19921 A AE

FA)= 193 3 K Convention on Biological Diversity, ©]3} CBD); % CBD<] ©|d& 913l 2002
A e FRART A 2 o]e] Ffol ok 7Fo]=2}2l(Bonn Guidelines on Access to Genetic
Resources and Fair and Equitable Sharing of the Benefits Arising out of their Utilization, ©]&} Bonn
Ztel=glel), A Aolth A% FAAAE LI A=ro] BRI tiet 94 A E A=
A& AAE CBDO A4 54 F sk FAde] o] &0 E AN = o]o)S et Fr
Sz Zlolth AR Bonn 7ho]=21Q12 AE Ak o] tidelH, lAlelE B IZE A wle]

B 5o QA A wiAlskaity. elut A A &l e A4 5 ariAbdolA g5
= olols TAIF R WA §“E}E oA T8 vhelth
Bonn 7}e]=gkele] HEMoM = FRRIdeA AojR| &= o]e)S F44] o] (monetary benefit)
3} H]5 4 ©]9)(non-monetary benefit) ©. % T-Eal3ITE12) o] Zho]=alo] whEH thetet FE 9
A AR R FAAAE Fo) Dol ZaE Bo) THE 4 A olejo] Hrk. T A
[e] S

- o] holeiele: ZAAH ole] ¥ ohlet AUEYT] ARSI A Haccess) HANE Az
FLb 1% A 59 olo] Bf 5 uIAAA ol oloj o EFAIhE Holtk. ol
2 oRAel G4 o]oje] FHE F4eHAH, Bonn Ztol=e}
A 3.

bl Fo) A9 5 UnS Fk Teht o)) T
F23

of ]
o

s 8

Aoz iy WAsh= o]efe] B9 ¥
B WA Ao A Ao RRE SEEE o]o®
iﬂfzv}. w}ﬂw iﬁ} ! 01 %ﬁiﬂ oj gt ddE A HAAL] o]efiA el el Lol 7] $3)

W. S. Wong. 9]¢} &<,

11) UN CESCR. #1¢} 5. A4 W82 Ank=9 175.9] paragraph 10 Zil.

12) Secretariat of the Convention on Biological Diversity. Bonn Guidelines on Access to Genetic Resources
and Fair and Equitable Sharing of the Benefits Arising out of their Utilization, 2002, Montreal:
Secretariat of the Convention on Biological Diversity.
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1, Fizasl Qb S4A] Qe olo] B

-U]2~F(United Nations Educational, Scientific and Cultural Organization, UNESCO)2] QIZF
Al el g B3 A, o mEW <X Alsgoll #ek A&, 148 2 oJske] JR=E <l
gk o]o)2 Zt JHR1e] 1| F EFAol 7IQlete] Bl A o] & ThsafoF gk 13 HEg =AY
o A ARl AT Fx=E ddl o AHEES o] /NEEd=e] ojelo=m Folgho gy =7t
= 1 I3 #A ¢
thi4) Aejaiapd, o] Mo = ALeld qreft vz A &= o]ele] By
1, CBD®| =2¢ oo} Axl=a} /= 11e] 2% o] viit-& 88t :

o] yolzh,  RIZE f-2; vlolgdl] gt Al dd, & =7FE Tl 17 - A) dlojg ) {1kt
X817 S8t “Hlo]y o] AHTER: fres FE ekl o] 5 vl
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= oA QDA AL D
A A A= g T BEITE AR o] Alo] F87k o] «of gyt
Hetdrre] B $E 17 A} diolEy IZE Wil dlolH, BESH] AlRE o]§sto]
L2 o]o)S =l f

TEGElel oY BEM, & wul FHFHog «od) yal 7)% whd] tigt
o g e A Hgke] - ASE 4y, a1 olo)e] T &
A, ARS] A R A SsAA Aol A T =t reloF sk olele] HH

o elolA] WHEA O R BolFa ki

5. 14l & ok AAARel #Rk OECDE] 9%

A o5 AHAH 7P #EE AAE 7] Organization  for  Economic
Co-operation and Development, ©|3} OECD) 7}Fo] =212 20061 A -1}k g o] 2ol
A& 18 7hel=eRl(ela), gtelAld 7hol=elRly 18)o|tt. OECD= 2002 A4 Al xk o] A 2}
g} 7)o S FX 52 Aflsh=Aol digh 55 ARt AR @A  diagnostic genetic
tes)©] R 7 S S A9t & A fltka 28-S WY B gitk @A OECDE

13) A7HAIE} Q1] &8k B A A12% a

14) QIZHAIs=} <1dol] T3k B A A19% a. 3, 4
15) CIZHAIE3} oldol] #3lk WA A A18% c.

16) AZHAIET} Q1A sk B AA A19= a.

17) A7 ARET Aol g B A Az (vi).

18) OECD, Guidelines for the Licensing of Genetic Inventions, 2006.
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A AT QIZF HALEE 918k HAo® o] &5 = A}t W] Sils HXshal ARE
P A7)E 5 ZAHA 0T Prelglth9) g s B sla, B SR Al st Aea)
ole} #hedEl EA wolol thek 217} A7]EAT) OECD 3] Y=t5-2 Agafel 7]%0] gF |47}
Sk o] sEo] J Aojgk 3k sfoll, B SR A 25 2T oS Qs
Atk F, 2006 7rol=Rele] Al wiAol= A AAIF R A7F Hios S-S s et
I A Atell -] Mgk Tt o] Fol A A WAEE EAI B tigk s A S
AAE el JAk 1 Ay, B-95 549 §312F W(invention)d] A4 AL TF

(licensing)°ll ¥+t %%Jﬂr Hao] FgE Aok Thol=eels 7H‘ﬂe"6}°4 200613 H :6}9,1‘3}.

E a/\ rcﬂx%oﬂ/ﬂglr

Eilo] =8 ASISTHE Aolth. JjQlozyE %w A0 s Aol Solsl 5414
WS olgahs Ao 9l B JRE Be) AQLoRRE FalF gk fA% el o)
ssaxje] B2 A AusiE e ST, SHAL AARE B o] Fhsl
o). ole @ Ar Qe Agolut Ae] Wizt Aol tiek Fad 432 AT 7] vzl
o] ARt BHAAN} SHA R BN o H5 AFAEA FoAFolek Bk Angch
oleist Bl ARl ol FoiH i ekl AN PolAe B f1A doleel B
Agksiey, T el oleld Aui dAe] ARS sl SalAxel AxTxe] GHAsl A}
o ’ = B7ela, Ege An shio]

= JFO
-
il
ofje
AN
>
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o|e} o] FFH+= %Zﬂzégi Qlato] QI7ke] FHAAE F #d vlojero] 2o ti3l], OECD+=

21 AR A Hlolg o]zl gk Zho] =gkl 2hE A saitt. 75t
E2EAE Altlo A= dhl A (proteomics), E W2~ 7 EW| Z(transcriptomies) 5] TFsh <91
Z~(omics)’” #to] AjZo] FFFTE o] e TEo] W E AAE = AAd S AAE av
2 o]g3tHH, ZtzAe] A1} HolHE gk H Rol tlojEuo]~E FFh= Ao wS-

P

22
o 15

ofy
ko

19) OECD, Guidelines for the Licensing of Genetic Inventions, 2006.
A9 VgL OECD7} o] 91z#re] el Aaah AR fesle] Wekeh <04 whg, A Ak,
o4l el :LHS&]- 4 2(Genetic Inventions, Intellectual Property Rights and Llcensmg Guidelines:
Evidence and Policies, OECD, Paris, 2002)' H.iAE Fa1gk 4= 9l

20) OECD, Guidelines for the Licensing of Genetic Inventions, 2006.

21) OECD, Guidelines for Human Biobanks and Genetic Research Databases, 2009.
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I 24 AFAADTALA] A G 2A
S 1 017F G4 A= Al AXAAL FEF ] AFAE] HolE S HA|How S
3l o2 AR Yo7 L= o FHE Tl EA|A o7 =25 9= tleksl 017k
SAAITHAAS L A F oz FE3 07 GAA Ho|EH|o] A2 B3 &4 AR Sy} B
o), 28l Qo] 71l Tl F1FEo] AN VAL nrt FAHI] FANADE I 3)
o} oAl FARIHFAAATEH A= Human Genome Project}i-E] International Human

Epigenome Project, International HapMap Project, 1000 Genomes Project, ENCODE(Encyclopedia
of DNA Elements), TCGA(The Cancer Genome Atlas), ICGC(International Cancer Genome
Consortium) 5°] ATt

OBl A ARl FAALFAALTA Fole A AR A3} DAz} i)
of & Abgg 2 v AR o] BAlskaa skl (1) 9% APARse) dlolel el B

F odloly At A H(data access policy), (2) A7+ Aol k=] AR dHE 3 A
(publication policy), (3) HIoJEHE &3+ A4 Ao AH2l E3|e} S 53 AP (patent policy),
(4) A delge] #A1} AAE o] AFAEY ATE

1. =A) 9 Z2AE (International HapMap Project)

HapMap= Q17Fe] Ar 3} oFz whgofl #de 732 B =es & 55 = DNA A &Ho]

o] FF EE YaEehs AS HAoE Ay A|dTE A o]th22) HapMap ©FZ2] 711,
Hel, kAol TF DNA &S 43l AE WHol W NIE, Aad 55 ZARIo=ZA, ofH
Ao Mete Ao AAE st FHA 715 ATl 48 5 A= EF=EA] haplotype A =&

FE gh23) HapMap W=, 9, =7, 9=, /Huch, velx|gloprt &5 71w
W Fe Q719 % QT4 el Pelska dlrka

ZHd|Y 3]9|(Fort Lauderdale meeting), 252] #atol whe} Q1-8-3lo] Hlo]H]
WAL FRE ARHAAE dolE] ALBAE O] Aapl dolEle] Hie 4 G 44T 7

HapMap> X E

22) The International HapMap Consortium, “The International HapMap Project”, Nature, 2003;426:789-796.

23) 919 =i

24) 919 =i

25) X E = tﬂo‘ 3]e= 2003 o] 9 EPAE(Wellcome Trust)e] A el divf i 2R3 stz
ZAES] 3 A ]Ei(pre-pubhcatlon data)ol] thal =2Js7] $18F HH o= My} X E 2™
3]eje] Aol e FIARSE 1 F- HapMap 24 e] 3915 40}04 dolegdz ez 525
A=, o5 oM XE 2Hdd —?_J_Z}O]E]-_TLE gt E 29ud 3ol «Hol§ o] Al A
2} 9 715 AEA IF A5 (tripartite responsibility)”oll T $F 1A} o] 7]?‘HQ°1 A
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go] §A7F "eshtta woprhe) FAHOoR «AYA}-E(Responsible Use)”2] o] wiel,
HapMap-> tlo]g] AibaolA] -2 02 vlo]y o] ks =A% FFollA A8kl 1 AdE
=IO AR 71315 AlEah) 3 HapMap> Ad HES 915t 7lQloly 33 o]
Hlo] 2ol AALAIA S HolE7} A4E = s alelehA] ¥R web A HolHE o
2 ATAPL) o] &3ttt vloly A= olF FAH o2 A A dHolHE g2 Egt
HapMap<  HlolH  AREA}EC] w=is AAE 49 HapMap Aol 7RAES] 3EA]
(ackonwledgement)E 3}, Nature v—-o <1831, vol#|glo}, U, W] & dlo]El7} fafgh
- Fwkell sl WAl =S kAl QUTh30)

A7AEe] FEE HOHE ol8T & =T ATtk QY f+H¥E &

HapMap o8] HAE](Data Coordination Center, DCC)ol| 4] ©]-87}53}al, o] w AFAE F
5 oAl o] WA E g <SY-H 5 (click-wrap)’ o] e HIE ARFE o]-&F F Ik 1
21} HapMap> Al &5 += dlo|H 9 Htshs A WallshA g2 534 A 4A1tas

Sushs glol wjsh Qeths FE F5 weho

2. 1000 44 ZZAE(1000 Genomes Project)

1000 Genomes Project(©]3}, 1000 Genomes)© T3 2152 A7+ F-HA}
9205 Aok As BAoE 7570 7Y R AR FAE A A Aol o] R A
Ex el 1%9] RIE=E zte 7P As 734 Hol& dasille Ao=, AE7HA &
147) =712 5E solrlo}, goprlol, ofxxel7) 1, Hl=ro] A el ik BE fRol
99%E X3z dlojEjHlo] 25 4HEeivh. vloEi= EBI % NCBIE &3l <& 4 vk =g
| =3

1000 Genomes2] 314 H|o1E]7} 1,700 ©]/442] DNA 714 E ARE E3H3le] 2008 2ol =

‘

.

26) The International HapMap Project, “The Responsible Use and Publication of HapMap Data”, Last updated
: 2007. 02. 20, <http://hapmap.ncbi.nlm.nih.gov/guidelines hapmap data.html.en> (2016.1.20. H-%).

27) $19] A&

28) 91| A=,

29) 919] A=,

30) ?19] A=

31) “AGAAATZAEE 7| RAQ F-g40] FUAG A3H AGAEZ 915 A ol A, Aok
WA e 249 FEe] gt SWa nokd AT wedes HojHd,
National Human Genome Research Institute, “Reaffirmation and Extension of NHGRI Rapid Data
Release Policies: Large-scale Sequencing and Other Community Resource Projects”, 2003.
<http://www.genome.gov/10506537> (2016.1.20. ).

32) k9] A=,

33) 9] A=

34) <ke] #=.
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(TB)= 571l ua}, v =2 59 (National Institutes of Health, ©]3} NIH)& olrlEA H] 2~
(Amazon Web Service, AWS)2] S¢}-=0l 1000 Genome®] H|oJEE F7l5te], AF-AE0] HE
thezs 9 48 4 Q=S s3Itk

1000 Genomes+i= NIHOA] 11783+ 2} & 7l &l(resource sharing plans)ol e} dlo]HE 7
Sk AS gAo g i) o] AlEe A7 "ol ¥ A& (Data Sharing Plan, DSP),36) & =&
A& (Sharing Model Organisms, SMO),37) 274721 A7(Genome Wide Association Studies,
GWAS) Al 72 538 1 T XA A2 ] F-fef e 802 DSPF GWASE A
HE a7} itk WA DSPOA “HlolE= HUigh 7]5Ake] sZefo|A] B 714, Afdo] e
tlole & Basks AollA 24 o8 7Fsalof b= 93e Axdh39) 3k GWASO)A
= NIH7}F 333 AAAA A=E Boh ApAlekA] dole o+ Atk NIH+= “NIH7F A%
GWAS do|HAlS Fal ¥ %l - 21-32 ¢ 3 (genotype-phenotype) 2 71 3HolE A4 A2k A
T2 QI Wl glo] o] 8 Vs stA frAlskaiA} gtk FFAA S = NIHE genotype-phenotype 7k
£ FRE ol&sH dtaL, Aok X & AEE A ePle wely] 918 v (markers) Foll
siA e oju gl glolald 9% EX] etk B8 NIHE “a32 87l ue} Al5S 7Esh=

UZE FAR Qe 7= 55 S92 Al xRt “dE Wi ¢ s AR R

of

AFE-S AAEt7] 9ol

3. FA A F-d A A A D (International Human Epigenome Consortium, THEC)

IHEC-2 73743} Ao djgt aaldee] 13 FAF-HA A 2E Algslr] skl Ay WA
Aol Aty Aolt). [HECS E3E k5 108 ol Q17F Al 2500100 thall 4 1,00071<]

O:

35) Amazon Web Service. 1000 A3 ZZAEL AWS. <http://aws.amazon.com/ko/1000genomes>
(2016.1.20. <), AWS FREE o HlolB Al AstH, A dgakEe] oy ] #4e] & aale
F7H 0= AWSE] S o] &3 Hfell= F7EARdel tleiM Rt H-8-S AlEehes wo] vk

36) <http://grants.nih.gov/grants/policy/data_sharing/data_sharing guidance.htm> (2016.1.20. W-%).

37) <http://grants.nih.gov/grants/guide/notice-files/NOT-OD-04-042 html> (2016.1.20. BHT).

38) <http://grants.nih.gov/grants/guide/rfa-files/RFA-HG-09-002. html> (2016.1.20. 3.

39) TAH o RE a3t Pt
A BHog HF AGd|o]E ] F(To the sharing of final research data for research purposes)

NIH| &3l == 712A, 35, ALZA} (To basic research, clinical studies, surveys, and
other types of research supported by NIH)

500 2ef ol o] AdAF B ARy AH ek, Aokl whet T o]ide] Hlg-S AIjRE TRAE
(To applicants seeking $500,000 or more in direct costs in any year of the proposed project period
through grants, cooperative agreements, or contracts.)

AT A2 2003 10€ 195E 7HA8H(To research applications submitted beginning October 1, 2003)

40) <http://grants.nih.gov/grants/guide/notice-files/NOT-OD-07-088.htmI> (2016.1.20. ).
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HEET T A A (Reference epigenome) S 243U Hlo|th4n

IHEC®] tl|o]E] 77 @ (Data Release Policy)®] U= AT A=A AH5A dlolgel e
T UEF dolHE 7Weks Alo|th4) E3k Wellcome Trust Intellectual Property Policy©l e},
W HolHE A4 FAom ARSEA] Bloldlde SEehE AE 5AgEA) HlojE =
A vERA A7t BHomT AR = itk JPE = vlolH s SATAA HolEl Y] A A

A7 ¥l =(reads)e} #HAE wE} dlo]Efo|t}. dHlo]Ei= BLUEPRINT, CREST/IHEC(Team Japan),
McGill EMC, DEEP, NIH Roadmap®l] EHj=|o] #4-git)44)

4. 7= (ENCyclopedia Of DNA Elements, ENCODE)

ENCODEE QIZF FAlAle] 7164 248} 1Al 845 Iashs g2EE F5317] flste] 75
H A AaAGolt), 7154 84 WAy RNA FFolAe] 282 7H71H, A4 840
Az27E ddsle el 379 A4S Weth ENCODE W=t NHGRIS] A4S wom, 3
2 vz A= 2 919 Wellcome Trust Sanger Institute”} Zrodskar Qi)

ENCODE: A7AS50] AF5-27] Ho]EE Uz dlolr] BEAsle] =S ulgsl= 718 913
© 2 $k}45) ENCODEZ} USCS Genome Browserol| A A|&-8li= dlo]Efoll= pilot 23} H o] &5 A=
% 1 3}(bioinformatics) 2] WP T8k 015 KA AlR4 dlelElell vl*8(mapping) 3t Az}
42} ¢ 5(Gene predictions), 3£ &3 (phenotype), mRNA, EST, Expression, Regulation 5= >33+

Tha A O S RelA TheRE Wold] ATsH: QA AACk R ohdlsh ek

41) THECS FAA o2 HRE AlFshs 3|~ WA sl A&, DNA HEdolde] maidt A&,
RE o 5 ko] b AE Ao gk dEwka A ?JJ A7 Aol Adg 2dl f77]

AEe] $AFAA Ame] vy F& Artstaat ok afA, kel =i, 289-296.

42) THEC, Data Release Policy, <http://www.epigenome.org/index.php?page=release> (2016.1.20. o).

43) THEC, 91¢] A=

44) Jae-Bum Bae, Perspectives of International Human Epigenome Consortium. Genomics Inform, 2013 Mar;
11(1):7-14.

45) ENCODE. Data Use Policy for External Users. Updated 24 March 2014,

<https://www.encodeproject.org/about/data-use-policy> (2016.1.20. o).

46) UCSC Genome Bioinformatics. UCSC Genome Browser on Human Feb 2009 (GRCh37/hgl19) Assembly.
Updated at 2009. 02.
<https://genome.ucsc.edu/cgi-bin/hgTracks?db=hg19&position=chr21%3A33031597-33041570&hgsid=432
010729 VPr7AvA2kv1HIZddPSwFwgvbXXbx> (2016.1.20. HHT).
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1. AXALY HIE =5E5 <gs Z. 40 (PMID: 22955616; PMC:
PMC3439153)

2. ENCODEY] tlolEl & & AlE] (Data Coordination Center, DCC)1} Hlo] €] Al €]
GEO #H& 4= a438 7. (DCC accession: ENCSR037HRJ; GEO
accession: GSE30567);

3. ENCODE #HAA9 2 ENCODES E74 dolg AAa dAie] A}
(acknowledge) & X%7|8 7.

o TEEE FAA| o) HARE-F K Toronto Genomic Data Use Agreement); oA #|A] S+ 2]
o we}, ENCODE AAA|H2 dlo|E AJrFRKdata producers)ll Z] o] HRE B4 9] =75 Wit

sh7] ¥ 749 971 o] AAIdA](moratorium)E 4830 2H A = AAY HElE Fofghr)4s)

dlolel o] FEE 2710l Hlole] bAoAl $HAL Bl geks AL A ERAES} HA))
th49) o] 7|7bo] TR H A HolH AL =S ARG o]Foll= e - AdE AAE
/\ Ohj—SO)

5. SHrAAA =2 AIE (The Cancer Genome Atlas, TCGA)

y

A A A ASAAR] TCGAY Az 14 WHolE o2 o] WAlsh=
AEEA YR1e Zroll= FAAFEHAoltE TCGAY] HxT EAw BAlA el ols)&
FEr71aL, HEAoE ke o B ek, X 5e] TES T8k = Alolthsh TCGAS] Al
2006358 317 vl=r B vler 7RI A 5 2x(National Genome Research Institute,
NHGRDIA #¢k, =<k, dagtel oisf &gt sd5l 2 A Eoltr}, o] o] Yo wl= =9
B 2009958 TCGA ARiell A& Adste] &gkl ok

TCGAT & 297H4 ¢holl thet Hlo|B & H7s o A dlolEs dEkrke] oF Aol

:‘o
ol
=
= 30

Fore Sgstel $AE Ao, TCGAE 2% #707) dlole] % ohlel Bbe] S|algn, ¢17:5}
A AR7RA L AF3)52) Ho|E= TCGAZ} S5A4 .2 153k Data Portal, Cancer Genomics

47) The ENCODE Project Consortium (2011), A User's Guide to the Encyclopedia of DNA FElements
(ENCODE), PLoS Biol, 2011;9(4).

48) 1] =t

49) 1] =t

50) 919 =i

51) The Cancer Genome Atlas, <http://cancergenome.nih.gov/abouttcga> (2016.1.20. "W).

52) AFAEC] AlFS 4 Q= A H]O]E = 42k W& o], copy number alterations in regions
of the genome, $/Julo]E, to]E & °Kgenotype frequencies, compiled across individuals), <783}
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Hub(CGHub)E §3dle] theZ =1} #4]o] 7F53lt) Data Portaloll A= 29714 949] case Bt
control S A|F35HH, CGHubol A= A2~} alignment$} 72 THA|9] A2 dHlo|HE A43skal &
sy

TCGAT HHH o= A A BE A=l HelHE Ad o =S Fo=A, HlolE ¢
HAro] tigh S1AES PAketar oA vkl & ¢ Utk T3 TCGAS] A A kel gk
oML, TCGAE Al 7H A& 53 4% A = S AlokehA] =ty A,
ofw FF Tl gk Ak 74 e AJEjolof ghth EA, dlolE] Aakal= <]l
A}-8(Responsible Use)” =]l < AAAo R S38 A E 2
ok AR, AR A A S AEhekal TCGA = e f19le
o

S QT Aal el oje +ol

4

E o A A A4 A A9 ICGCE TCGASRE ThEAl Al Ate] AlAIA]
ATAEe] FAFHE S dote] 279 G5 Algshs A A HA AL B 4 9tk 2008
=g ICGCE AHa5-4 4 =
Al 25,000 TF FHAAE AFshs 71 ZRAES 2Pl 9

ICGC= & 18 74 oF 24 4ol w3k HolHE Hfstal 3low, 7]152K10,068), #7334t
(54,903), mutation(4,120,685)%2 T3% o] Qlth ICGCE 7R AHARI} AAE 7|2 AR,
A ¥ olg} /M, histology, normalized gene expression values, epigenetic data, somatic
mutations, summaries of germline data, study protocolsE A&t} ICGCY Hlo|H T2 &
N A& dlele el A 34 vlolBl2 HEETh A2 A A& ol Hatr] fleiM =
Data Access Compliance Office Z5-E HgHS F-ojulolof i},

ICGCE &3 ol HuslstaL IAlfrelE Aleate] #4l3 Aes Bealr] flste] volHE
SE A7 AR 54 Ak mutation B HIOJHE AleFglo] Hod 4= ik 5ol A
ICGCE 34 vlolHE Al83 ICGC 3] LEelA ke dlolefol] thgh Hnh 248 WA s}

BS Frhe st o] & 918l ICGCE 3]9E5o] WA g w7k o ARA7} Hiold

S AAIBHEE Al A -oll(publication moratorium)’ Z&-S 7RIt

1o
N —1
)
)
ML
ot
ihd
~{
al
T
L,
d
P‘L
rir
N

single amplicon DNA sequencing data, germline variant data, exon array data, primary sequence data®
wl$- tered.

53) The Cancer Genome Atlas Program. Human Subjects Protection and Data Access Policies, Revised at
2014-01-16.
<http://cancergenome.nih.gov/PublishedContent/Files/pdfs/TCGA%20Human%20Subjects%20Protection%2
0and%20Data%20Access%20Policies%20Rev 2014-01-16.pdf> (2016.1.20. 7).
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ICGC 3]l ofaf w=ito] WRH A ICGC HlelHHlo] =5 F3 542 dole7F s7he A
4 do] Aupd, = wHlofE] AT ks = 2ol QoA ARl 2ol Aok A Stk
ICGC= 53]¢] Alee] glo] HlolHE s7ighe =M Hthx]9] & s=E 7|ta}7] wliiol somatic
mutations ZEE A2} Hlo[HRHE U A AAS F36kA] @=th ICGCEN-E Al et
HolH &2 =8 Hishs A7 Ahs dloly WdE 2P 288 =il J8skes It

A, GPJ 24 o]F 7PE kAR EAgHATE
A7 FAA AFARENA HolEe] AfEA A
2 AFs AFAS A dlo]E Al Auks

A F e ?j:,LX}-—O] dlolEol]l thgk #1214
X T ArAEel PR A4 Sy
2 Ausielct ow o A ANE Bao] 458 AL ANAS YAl T2 QATAES)
o] 87sAdS Abdsk= “7|AA A A AN A H(parasitic intellectual property claims)’34)-S W4] 3}
4 ol oA AL 5 57 o, 35 ) o oleolle @ 2

F e Aol
U595 g QA Al AFEle) GAEA HGPRE @A) 18 9 ICGC Sl o2k 77}

F

sk
=
Z

54) HGP7} £ F $4 AT 5 27] 972 HapMap®] A0 213} whisle] o5t 2912197991 Colling
7h QA AR HTE 2299 Arkae] 54 ATA50] AP olojolu} vjet 2o
A V1ol o AR J1e] ALgel AT Jlohs A% Uit ) sNpsel B8] Gl
SHAE WU A ol 87k i) AR G Al SeE sgeelt e 404 volo)
3k A 2ol 2ol whel, F-3A S fl5ko] haplotypeJ— S37Fs e mrreA S58le el o)
et AAZ vjE = tjske] A(Lawrence Sung) 15~ “Haplotype®] SNPsHE.UF U 531715l 7P
aL g7k mt itk whebA] HapMap Hllo|Ef|o] 29 /\F&XP* HlolEE o881 &l vier dels At
A 5 s e FogtowH] olefglk FAh8-S Abdol WA|skalal sk31t). Carina Dennis, “Special
section on human genetics: The rough guide to the genome”, Nature, 2003;(425):758-759.

55) wek flA] vlolEllel vk B AR Bk, AL A% D AABS PARKE 719 Al

v, ge) 1% 2 RS O AR AR 9H K0 AAALE WAl A 1
ool gl ﬂeﬂ 71ES A em e Z1d 9 AR ol digk Al A E A
A Aok R A A ATl wRE A= oY V)E o] WS Fal ABAPE &FE 5 daL, AHAT
A2 NS A-F2 Bl Fed e gk 2ey el v SAdEATES o9k 22 ddE B4t
ks e dddew Sdstaat salvlel, Axbs AT T 27 Ade AAEIH.
?ﬂ*‘ﬂoi AR A Aol AA AL g5 Ay RS -] vig- otk ofel] thal €0
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AT HHAES 2007 o) ol2gh HlelE o] T, & AHA Vs dHHA A

sto 2y o]5 AWk F3l(general practice of states)3} Al TIaL H7}ste}

AR, A A3ke] Z3F A (publication policy)d} ¥ sk, Ho|HE A&t A42= v A
TAREET 1A A4 o AT 7|3E Fofvks ool sd A7 ARE Shex|o] WA
Z A HE A

33 o e RebEg R (moratorium) ] 7|7k Frofi=th o] 73R
k)

T A2 7R ol 11 Ateloltk HolH & Aled A Aks thE A=

.

f
O
=)
)

rr poh
o2
1o
:?L_‘;

_?r
e Aol ARl B, 5 AsE AEE W) Asks 49

5T A9 919819 AE Salalel sk geld gAE THer

olelat FAYLATES AT A A vhe} o] 7|Ee] FA|TEe] Furt 45
4e) 2ot} FAIFEE FANA F)wk slol] AGANACR SR T olol5e] T
A

=
A3 SgEe) e oldlR Qs Aadel i WAl Rel FHel gelahd %o
W, FAH O FAH T Y tFE e ATEO] ANHOR TEHT A FAA] vlelel)

Zke] H97F B gttt A =7k gk QIZE A Aol Axks AT e flE Blojth
dlolg ] Ftdo] EUiAH 1 o2 e AT ool =7 1F YUl ¥ T Q1Eete]
zpol7} e om Fzbd SRkl gl] wiEolt.
g 7HA B dojof & A

A0 F Qlste] JPHA o2 wiREE= JHRIF Fwe] FAAR R #g SAHS WAketr] o H
s 2 ofd Al 1) 220] A FAHE W, A

Aol ZEey. AR AlFA7} 2 AlR1A(biological citizenship)S @olA Het

Q.

=] |
AYE PSP st oleldt BANEG ok BN Azt HAER D QAR

Z~(Charles Weiss)2} ©}o]2<U(Thomas Eisner)© “/d3-421 7fibel] st XA A1ES T 502 Afsla
A gl o AR Ashel 91%el Ulg S48 FAE ) s 27k slo] slolof wiek s
o3l WY A} gl ALAF TRl AT 5 Q= $EE Holuhs A9} v releka vl
itk T 8- obgll =% % X314 Zal Charles Weiss-Thomas Eisner, “Partnerships for value-added
through bioprospecting”, Technology in Society, 1998;(20):481-498.

Secretariat of the Convention on Biological Diversity. Access and Benefit-sharing in Practice: Trends In
Partnerships. Montreal: CBD Technical Series. 2008. (Zr BAEALH %7) FAAR A2 o]o)d
ARl A 1 SRR e v ddeF ZIs Ak, 2008, A38d, p. 93. AU

CIMICHEE L | 1P: 128,134, %% = 84 | Accessed 2017/07/06 17:03(KST)



AL [ SA A7 FAA diolefuo] o] drdstel A Atkd Ale] WSk 119

o 71Z3AE Bele] /)5S ABE AT AF FAARE 45 AAHES G 27T
Q= A7t AT e delH g el the vl ol AL ARG R Hele
SAEL shafstol, fAGRI} ofn] FHL Wol gl ol FFENL UEAD Aol Bk T
so] welw AR At BoRs Aok Hol gk A9le] fAHRE TR Holeluo] st
A ARE Holdls Aele 3

o

Aole A7 3t} o] MY AR e AAS Hod)
31,56) A-FRES 0] ARYE B ol 7dAe QlolA HEAR &2 7S #5475k, dlolEl o=

o, NFA FHP, w REe Gooks 22 S dolee] #Aol} fE et 3
1

Qe oJulgt oleld FAlUe FASE G5 el A= wetslol @

T2k 2016.11.14 A=} 2016.12.05. AASAH LA} 2016.12.27

56) H]=r2o] AEE-E AT 3](The Presidential Commission for the Study of Bioethical Issues)oll A 20121
HE7FSE ‘Privacy and Progress in Whole Genome Sequencing’ RO A & -3 AR QA2 7]
AL volemAe] 715 HEE A A4S FUARe] By % ) R E A A Wgow A4
F QEs Ansha o)

1) g Asle} 71 AAfFHE 2 dolE 9] Y|

2) 71E AEELS AVIHAT ol AESES 58

3) vlole A EREe] LE 2k Fean 7Ee) dolgt A8dng 58

The Presidential Commission for the Study of Bioethical Issues, Privacy and Progress in Whole Genome
Sequencing, <http://bioethics.gov/cms/sites/default/files/PrivacyProgress508_1.pdf> (2016.1.20. o).
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o

5

Ao

1A

A A, ARt SAREATFARAIY, T 1A AYATE A14%), 25 AR 2014,
pp. 289-296.
G314, ARESEFAR AAANE 571E9 Y3 BARFE. 2011, 7. 20.

UN General Assembly, International Covenant on Economic, Social and Cultural Rights, Treaty Series, United
Nations; 1966;(993), p. 3.

The International HapMap Consortium, The International HapMap Project, Nature, 2003;426:789-796.

Secretariat of the Convention on Biological Diversity. Bonn Guidelines on Access to Genetic Resources and
Fair and Equitable Sharing of the Benefits Arising out of their Utilization, 2002, Montreal: Secretariat
of the Convention on Biological Diversity.

Philippe Cullet, “Human Rights and Intellectual Property Protection in the TRIPS Era”, Human Rights
Quarterly, 2007:29(2);403-430.

Peter K. Yu., “Introduction—Intellectual Property at a Crossroads: Why History Matters”, Loyola of Los
Angeles Law Review, 2004:38(1);1-18.

OECD, Guidelines for the Licensing of Genetic Inventions. 2006.

OECD, Guidelines for Human Biobanks and Genetic Research Databases. 2009.

Mary W. S. Wong, “Toward an Alternative Normative Framework for Copyright: From Private Property to
Human Rights”, ExpressO; 2008.

Jae-Bum Bae, Perspectives of International Human Epigenome Consortium. Genomics Inform, 2013 Mar;
11(1):7-14.

Charles Weiss-Thomas Eisner, “Partnerships for value-added through bioprospecting”, Technology in Society,
1998;(20):481-498.

Carina Dennis, “Special section on human genetics: The rough guide to the genome”, Nature,

2003;(425):758-759.
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Korean Journal of Medicine and Law. Vol. 24, No. 2, December. 2016

[ABSTRACT]

Intellectual Property Rights in Transition

: International Laws and Challenges on Human Genome Research

Kim, Han-Nah*-Kim, So-Yoonf

This article aims to demonstrate recent tendency on the patent protection of human genome
research in international society. Specifically, this paper focuses on the concept of benefit-sharing
interpreted by international norms and guidelines in international government organizations and its
application in international human genomics consortium. Traditional discussion on intellectual
property rights(IPRs) in international health shows limitation to apply new international IPR issues.
Discussion for benefit-sharing at UNESCO are too comprehensive to resolve the new issues on
precision medicine. OECD guidelines primarily focus genome databases rather than dealing the
entire field of genomic medicine. Therefore, it is required to develop IPR system over current level
of the discussion and consensus.

In contrast to slow movement of international organizations, since Human Genome Project,
various international consortiums on human genome research have taken more active measures, for
example: open access policy; blocking parasitic intellectual property claims; granting preemptive
opportunity to data providers rather than approving exclusive rights; and obligation to pass the
review committee of the consortium to data users who want to download higher level of materials.
The consistent trend of the opening and sharing genomic data seems to be a general practice in

international research partnership.

Key words: Human Genomic Research, Genomic Database, Data Access Policy, Publication

Policy, Patent Policy, Review Policy
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