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1. GAAGH AW 8 ('25.10.5.(¢) 2184, ©14 &, Yann Joly)

- =4 Biobank projectoll tHsllA, ©lo|E Ffr(Data Sharing) ##
o

sIH KNIH A8l thah =0 Q3. tlole] T4 Hoko] glo} A=
ko] AAE W o} oldl ti@ W o) We

do] Aol F7F BF ulole wEoly TEAY] FHHTL Y
om 41%40?& 1002 Blol & MEolHE RonA ¥ FA7A
gutrd ool mAE oM, WGS T3 94 o4k BAE.

rlr

o] ZEAEAE CDM 422 (OMOP-CDM) Th¥3 23 7]# 9
Holg 3= dATel Aoy, Holee] 3ol M= o2 7HA
ofH & EA. E=F Holy AFe AT ZYUF I Fag} F

A AR AA A
o] FaH L
WFAE B ooty 7L FAARY 584 =T FasA o
713 . A raw data®] A FHe= ATE AS=Z Holy v
/9T AUFoE FARE S R e, v AFHA #E
< A= =9 dHolE EHE, T AH 5 AE =9 I8

AIZIRE 4 A28 E=3F F83F F8<, Al agent 5= &8&3 =4
A, AlE A A7) A7 22 At 2d AA 9 oo
B 4] ¥ H% AxE A



2. GAAGH 1¥% 2 EE 3¢](25106. 2%, Patrick Tan, Binay Panda)

- (B4 FA) Global and regional perspectives on data sharing

- (A7HEE) AtExE I Ados TR IAYNPM)Ol tid &) 2
o8 & 4% A%, =9 7|#34= 78 dlo]E(Individual-level
A=y, 8°F FA(Aggregated data) FEHS I

e
£ A 52 (Tiered) A W21S Ad

(=) 19 ® 52 WGS HiolH = AR Az @A =, dolH
A A AL Open-Managed-Controlled-No Access® &3}t &
& Algolw, gAE 7)< dlolH EER(DPDP Act)' ol <, ©l°]
TE A} (Data Fiduciary)e] 9 stoll 5, A7 549 ©HolE &

9 g F

- (@) =7 TF vhole WulolE 7% A, KBN(Z= whol 2=
U E 9] =), CODA(Clinical & Omics Data Archive)), =< FA &
T2AE IE Ay A HE 2 ZAA A3 So7 ZA Ho]E
TH(Data Sovereignty)¥ Fr{z} A= H
A% 4 (Federated Analysis) E@o] 8

f

- (FY EE) vy ¥

Ko, oA J_Ii}(Harmomzatlon)TE: o] & 7/4\?_]1]
o M & =d HAde w4
o S48 GAAGHAAA <A
WEFom & Zojy, 7=



L (ZYRAATY FAEE BENE BA)

Korea Biobank Project

Currently operating more than 30 cohorts of registries.
Global and Regional Perspectives on n/ Special Group Cohorts  Disease-f focused Cohorts 0.76
Data Sharing I n
KNIH’s Experiences and Vision
National Institute fH Ih R pu
in Kore

NIH’s Cohort or Registry

Sharing Research Data with Health Information
Legal and Regulatory Framework in Korea
S0 ignty: Korea's right to control its citizens’ data

iosthics and Safety Act + Trust of participants: clarity on how data will be used abroad
+ Reuse control: difficult to monitor secondary/tertiary use overseas

rsonal Information Protection

« Strict consent requirement for cross-border transfer (PIPA)

+ Must ensure same level of data protection abroad (PIPA)

+ IRB review mandatory for research involving human subjects,
including projects where data are sent or accessed outside the

country.

In practice — overseas data transfer is legally challenging

- (FF&A) GWAS A+E 9

lolHHlolH & T3t
Uzt 523 vlo]eatd &
Iz 9o o]zld dol¥
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sty A7 B PR s S
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Sl 123822 AA A
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ZFZ2FAAR] B2 F(Pangenome) ZEAHEo) I 0w o] F
X 20258 77FX| 100, 2029E77kX| 1,000 0] CHSH Telomere to Telomere &2
SN HEE MAMSIAX; &

)& 53
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- (HEAE) =9 MJAAEEBEITHoA = ATl ojA BlolE A&
WHY HYE FASIstY Y E WHEE st Jlow, HolE FHaA
slo] A we} 4] AET &8 ¢ JEF }_1_ A= "g
HaEHS A g ATl thaliA IRB s0= w
AZ7E AT 54, Ax, Aol e x| olof g “37\]'3]'57— /\l
on, doly FfFA 43 AH Aol deiAE HASL U
(o8 &) HlolH &3, =4 et ddsfiAe S84 -AE4 oL
2 "a 53] Tholy Fd ¢ Ay “Hole
AlE YHolE QA mUE P o]Ee To] F23 1eAEe] 2 A
(T FFA -2y (Federated Analysis) *-21¢] dlo|g 7\ 117
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S AFAE x} o BE glol o FYs, ddyne
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xc-)] o] 70111%

of{
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gaol a5 A vEe] A7 Z A Ao tiarR T Hl°lH
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HE A 7|eo] 283, 483 HelH &7 Z9 /Hdo] IxA<d A
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31 sharing is legally challenging in
hallenges and how could

B Amonymour
Er rauna: “in
Fe oL
practice” - what are
GAAGH help overco :
Q& - —_—
10¢
..}?‘7"'?»!; & Ancoymous e
B oA Hyun c!P%LUDAAM cess to both academic researchners
b S o7
i as well as industry/startup researchers?

oin at Hyvun: to facilitate use ot aata by J!
slid0.cOM  considered Federated Learning appros(
#GAA4AGH

O (GA4GH =AEEY) dlolely ol thgt M- & olarel BATF
ol ot =% =97t d8. O GA4GHS 22 =A #AwUH
oA =A FFEo] A F IO FAG VEoE HE JHF

@ (7doly 4dEZ &8) 2AdsANE FHoZ AT e
3tH, CODAS] dHlolE I/ -282d3]9 Aejdd wet sy
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Q@ (AFEA YHE) IAE A5 BE glo] B4 FAE YoM £
Aol 7hed ¥z Jid 2 HolH e ofHAAR, 29 FAFS
T 7HsstER o] 83 A% B4 WHE A82 tse A

O AAHAX: Y&
1. GA4GH 193+ 2 W-§('25.10.6.)

- 1=EL) AVIEE I7F AYos T2 IWNPM) A8 2 A

% Patrick Tan, Precision Health Research, Singapore

(EEX-JE ML) 1P3 SHS 93 A A= ARdmE 9l
FAA HolB= F2 AZ AFL oAl AT FHA To]E

b A @71 "Rl AVtEEAME =7 Al

"PRECISE(Precision Health Research, Singapore) Z=AHEE W=,

Phase 1~39] 39AIZ % F

- Phase 1 (2017-2020): 15k & F=9] Hio]g ol 5 48

- Phase 2 (2020-2025): 105+ W 2= & X3 F

- Phase 3 (&7] &3): *017};* 1721 10% HlolH 4= J3%

: (Oq TAA) H3FH ZIZE AT (Prospective Cohort Study) T =}QI
A &l st -IT—-%(‘IQI‘;S. /e 2 e AW A o] AAE

%L7] Ao g FAS
(QAAR) ARl
-yeard| @38lE WHE 32 ol Fusu @ o=
A4 AT 5 F
(@743 7154 I1ZU2HEYS(FH), ¢XE S5 (Alport
Syndrome) & A7 TE FHF

- (FEUA) AHEols AEA(PM Ecosystem) 7-=°| F23IH, 573
& 3-"%t 3 E 4 (Public-Private Partnership)©] & 8.3}

- (AA) = AldE(Long-read sequencing) 3EU 4], Telomere
-to-Telomere Z4AIY 5 A4HE HolEH o FAAT vl T2



- (Z1ErARR) HolH Rl Aol &3 uAde] wie FaskH, H
& A7 =3 7ted AeE HS, A Proof of Concept(ZNE 5)

o]% Proof of Value(7F# T%) BAZE Uopies Fo=, A
2313l Thoksl oAk 29 Holz shael A3

- (712E2) ¢ R dlolE FIHEHDS) +5 dF
¥ Annemieke Alenius, Swedish eHealth Network

- (BRA) HElY A FH W B dHolErt £dEo 9lo]
A 71 &l AEH s AU F@ol EHDSTFY F4

offt ol
ﬂ% O{N

R, AAF A3, 5 7=

- (F8ARY rHE, APE T ARleA B o
ol & 43| SR, AvdAE AR (Optout)y & EA.
EHR Al2Hl b 3588/ (Interoperability) SEE FH-5A4A A=
14, Hlole Al tig 3= olEe A
(@)

- (FY ES) E W oS 33 E(UK Biobank, Finngen
5)71 EASAD, dolE T RAg BAR Azdew s A
AZE HolE Ffrolle AAs FAVE A+
- (ZF2) "4 Z(Trust), 7]1<(Technology), ¥ (Transformation)’ ] 3TE
Zz38tM, GDPR & ZH3 1Al &HolA dlolg il o] F7] ¢
=8 &)

- (EEYo} odxEgols #x IS AMESHAL ke Zo] & A
O I¢] 20% °l(1T W)o] FHAT ol 2EL o} Hio]er A TolH
=7F dAzED et T A5 E=F
3 o3 AR Felo] 7HsE

rsﬂ

7

MinuGeenivaramu’ X8
sk T dolHrt T8

of i o
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H
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- (712E3) HiolH ¥ WEYA H 7& B+

% Nara Sobreira, Johns Hopkins University

- (F8UYE) R HIAA fAHel 2 FRAVE AT o
Gene-Phenotype #A E3F FSA|FA|E, Global Data Sharing
NetworkE %34 novel genes =T T U=

- (71€A+8) GeneMatcher, VariantMatcher: Blo]E o] 2~7} gle A
TAY A= A @A HolHE st A AAL wAE
Aol 2ot v, A e Adet= ZHEF L7 (YAl E:
genematcher.org, variantmatcher.org)

C(TREE) BF gAY o e EE 2ES AT/ I @A
AA 2 ARSHAl WHE= Zl(Adoption)©] T a3 FA|olH, o] £
& AAE B e} FR A o] Aol &3
- (HDR UK) €= Hlgg B dHolg dA77|#SE, Open AP
Open source = H|o|HHZo| 7t + A=

=
o, vt dele, AZHolH, 2224 §)= g A4S AN

- (BE3 Q) G HolH AElE A= A HolH e
&0 & EF3s= OMOP-CDM< ©|&, FHIR 943 =3 F23 &

o =2, HFH O EE Cohort discovery toole] 7N'd O & wolEH < LA/
A/ AT/ A o) 2 vt 2X AZE o] Jdo] o] Fojx ok g

- (°lBEY EZ) UE5HE HolH T &34 =3
¥ Mercury Shitindo, Africa Bioethics Network
¢ Tazro Ohta, Graduate School of Medicine at Chiba University
% Tiffany Boughtwood, Genome Australia

- (oFzET7H =M Aol wig- Aolste] ddH Hloly ¥
THol oHw. oW HolHE o HEVA HT 3
Aol ek a1H7F astH, 53] ofZItk A FTLA
o] Mz EojoF g HlolE FH ZSHoA H HolE I}
OAl 375 A g+ FE(Benefit sharing)®, A&7 & F&
T7F o] FAAA & FHol M= AFTF o] FAAA

= oo
ook o

O

¢

3
T

2 r
&8 _‘Tﬂ, >’_\1|_4 O_(N_,
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Zol EAY. AFA-AATE Abold] AlEdA I FashH,
GA4GH¢®} 22 =4 92 &8 steAm/rtolediklsS &7
FH B2 =90 # F IS

C(BF) AR & o] Bxsla g do] BAEo] glon,
ofz 7} o] F3 HolE H
oy Ff &4 W& 2 H
S|4 f9k Apgro] AT Ao g oA nhd =3 Bad

- (CHAIOL-YR) Tk FEO| UE B A ZeAEs
e vzba, vlelema AMBB) 5 /lwE ZzaA
MEAoz S99 B FU FHE AR AseAw, 7B
7 @ ool =4 7 woleaMz 2AL Wiy 3
of o & 7.

2. GA4GH 2¥3 8 W§('25.10.7.)

- (229) GA4GH : 4091 =rellA] 58071 o) del =2 w1, 450% o]
3 MRl 71AxT ke 22 ARUEE AR T8 9ot —
A a4 - ZF A& AHFH ==q AA £F3e] HE(1
(implementation)= 34+ SNOMED, ODISI®} #2 t& =43
o] ¥¥o] A& FastH, ZA HolHE RO, &FstH, towt
E 7} O]%Q’ T UEE s+ Zlo] 7|& 43

- (lxEd4) B2 BHAA ElolE TH

% Carolina Vitaback, Barncancerfonden Sodra

- (AE) MEH e GAUuY B FFe vt eR "HolH= 3Wolnt
(Data means hope)"2t= W AR A&

+ (Brainchild) Z=oltat & FHAEEL ATE S doly FH7}

_10_



ol Hlole ExE 2 FA By} BLAYL BEsie, 29we)
Zopek Hloly EFHF ‘Brainchild” o|UME|E A7l AHFXITe] 3}
3t 7ilEkd A&/, 49 Ha B A A AU 719 e

- (F8UYE) "HolH Ff+ 3 Ffrolth(Shared data = Shared
hope)", “HlolE+= AWy 37 } 19] AgE F379l e A

ru (<=

ste wgow Mg wwow AA, 7=, U4, AT HolE Y
T84 FTHE T

 (FYESR) dolE F# A : HolE
1%, vlg A7 e dold 7, A9, 4 5 GIw 9
&

o Wj§- olel e PEo

(BAEH #H) AVFEEY AHEE A E St inplementation?]]

e AHElE FFsklen, oldd RES ZAFH /\]Egﬂo]/\ﬂ(/\]

d-toly dAA)e T8l &S F e A=x I=7Y BF A4
FFEHRA A 7YY "Hi—?— A

o} ~3E|Y(NBS) A7+ AHEHE T3,
2 7to] Hlg x}o]E EAslE= ‘Difference in Costs’ WHES 3
&3kl dole Ffel AAA HNE Brsee A a7 oY)

dE RE, 2w A A AR B
&

(P4 #H) AAude FARE Fhe G- R FFE vA=

F2o thall o] FoA|H, 14K o] AlE 7|6k HolE Ff U
EYIrt A THEHE HolHE FF(Level 1, 1.5, 2, A¥/A%/
AE5Y A=+ level 1.59 '6‘11%)011 w}ﬂ} A A, nFd 34
Hel 8|7 HRE moy] 9% . o8 U ESQA DBolA

E HOo7
gold & 4 A= Aol FT85MH, ?rﬂﬂol/‘ﬂ H dolHE FfolH
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C (PlwE5) 2ohE £ 4% U A A
¥ Richard Rosenquist Brandell, Genomic Medicine Sweden -5

- (2919l) Genomic medicine sweden< 29| Wle =7} FHAA F2H
£ 02 EHR ¥ Data Science Node®l| A= o] 5. 20243 7]+
OS2 1REA o] disiA EAe SEIoem e oF 40% 7}
Fol HAw. AR e T AAEAY BT Ay S
g AE G4 WEBe Ay o=l g "o
Zo o A9 DNA ES n#Hst A= T
T 9GA &z U+
(ZF2) 2015958 A& oew, 20258 Genomic Medicine
InitiativeE MEZ L3 =7 RAYE A 2Ho| @Y {FHdA &
Ao aid AlFEA, WGS 58 5347+ Aol =83, ZF 43
g o e v A HolEH e 23 ol &S faiAE
I7F B IT =gt E T35t en, HolA R FAl o AA-AA
E FystarA & EUS Wk Als o|UMEH LY AAE FaTh
Fid. sAASY ol tiafixe o= Ax =7 BAYE Al
o F3etatta & 5 AT o} AVE U=

- (A=) =2 FEotAlobe FAA FoF BTyt HaA & Blm
o 7]Fo 2 57, JAE Il EE 5050l E5te ThFdk dFol
A=. HoolAe= sAds, mxiads, oF, A4 -dS(NCD), °oF&
q3l, AFIE Aol T 6t 53 I HFstax g AA 54
ks

el fAA BN AYSEom, $F O e KA 24
o
=

_IO

&
- (F™E) ICAN HAd A ¢ o5 FHEFS S8l XA oy et
A HolHE T, A7 AA A Alos ddste Aeg 7=
T3 #ET AW 8. AR} AR S|l Fasiy,
OMOP-CDM+< ©]83te] FH3E Ho|El & &R 351%. tolE Z=9}
APl thsix= =71 A do] Host, dA Hd B o]io] &EFdte
Z1972H). T=A o2 AT Aovt SdEoF & Ao=E A
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% Ewan Birney, European Molecular Biology Laboratory (EMBL)
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Byl ofxels}, B, JdRE Ao YT AFL AT F
AL, o7 YAAR} FAAARS] 5L 7|Ro7 1, Y
FAR tsAE EHR 9% B8 944 71 3E, fa4R o
s WGSel Hjste] 2ml2 BAol e A4 5 4 7&e
SQshe wAR AP g AT FIFHORE olHF A 4
3} 27} mAelg Azl Sl P& BRE HAFH 3o
W, A7 99z 8 o] FYo| o]FojAoF & Ao ®I 9L
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(FAA A dlolele] =42 7 2 &2 f& Ve EFH WA
/A AMdx 237 Al GAACGHS 22 =4 o

= RTe AANT Zart o, olF fdiAe tE ®FE AN
Ao Az Bed AR HQ HACE&

H O35t +He GDPR, "=9 AEHIW, =9
AR EEH s 22 =9 Heoly #AE o211 &85

g HsiME A 24 (Federated Analysis)s ¥ #o]
A

b ek EF m ool & A

(88 1) BARATHR e, AAPRRES dolE B
§ Qe 2 kA Bl ¥ & S FFAAY AVHIATE
Sl Felnte] Feoloh RB ele] WHAol, HARRRTE Y



I 7%

o]
=
<)

o] Foj7] ¢

=

=

Lol zpo] o

=

o
3 EAR, A2 Holy
; e

H

s
20

o] o] .

o] Wz
HA = 2 A

™ oJo T

=
T
o
) U
%
=
E

o °
‘EEOOE
?1.&@ g
,%OMr7 QOP@O W%%WM% -
04_6 ug O)A‘.XJIJ- R il
Mm%ﬁ qaanmm %ge@}?xﬁ Mnﬁa,/ogﬂuﬁﬁ
N Ty X0 = oo 9 4 oy
JIL r W B _w
; _— = 0 o o
.M%mowm_m@ﬂon@;oa% }ﬂHE%ﬂ?
= o U oR vl o ™ G o Mo @
7A;._.§| = T ;o,_m_.k.ﬂdn :._,ﬂ41e T
J— (o Jl ~ [ ZAU Jl
_ﬂa,ﬂoﬂ_ OE‘AIU tm]L_._ Of WU EOO o o ﬁrl ﬂo,lm‘OI‘#‘m,.._
o] .1.x.x_|_ﬂ._oo] R .dlMﬂE._ Lt@NZW@;._uo
L BN g K 0 o#.]_l r N ~ BK
Z.o oR OT_ ﬂAl,._ <0 ‘_ﬂmu.._ < BI =) ‘ID lo )C _.i R T jan !
}gwmroz;o@ i i
7ma;o_u TR :ﬁ}}ztﬁ @uxﬂﬁiiﬂi
1y ~ Y X o N — A o <
%Mmog N oo s 3 o:_e_/T Aamﬂmﬂ_ﬂ%?m
2 XX <5 R rE PP
mﬂﬂloﬂwfago? ﬂ@.aa:.uﬂmw ?Mm&oztzvnﬂe:_‘
o Bl x5 BT SN N éﬁmuﬂ_/%17ofﬁ1£@
imrwo%ﬂ%w@r o W 1#4 wmuu_szWdA
B ™ W o o O o) o oW =Zo o~ <0 m_ull o)
iaET%mﬂEa% ?_ﬂ%%%mx MA1E@%R
mog%gamﬂ: @%@ﬂ;:g Ep Oy
) ol 0 — X
= H_Aul AL wjr ol T o A @e < ‘.ml/ o ol J:M ‘OI,# M_ull T ol of %
1x_,mavo Mm%wowmx,_@ﬂanuoy wrmﬁﬂﬁ%gjﬂ_/
u%ﬁlﬁl ) 7z_ox_mo4£]ﬁa Ho,#‘mﬂéeﬁ_.w_.i_.
o T O P gl e G ﬂla,w%og
—_ _#oﬂ_ulla \./o e o ! = -
Ewwag EZ ke aﬁwﬂgmﬁ%@ %m%ﬂu@w&
zﬁ%ﬂeﬂﬂmﬂﬂg @ﬂd%mﬂlﬁﬂﬁ:ﬁ%@mﬂmﬁr -
W%QIA%@qgaa EESEE B
< ;rmm::muﬂﬁ wwmmﬂ%_/l% i
AﬂZlillYll.lX]RMMwﬂ ﬂo.&.
= HXUEWH 7_::; NrA_.
L RS >
E_ﬁﬁ

- 16 -

BotH =2

2 Lo



V. 35FAE
O TFIAESF AYA
1. 3718
Global Alliance for Genomics and Health (GA4GH)
2RE A 13th Plenary Meeting 34
SO - gues =203 gl dojE 3, dEegAdl h
wofsl] 918 A B 8 FA EEUE FY
= '25. 10. 4.(8) ~ ’25. 10. 9.(%)" (44} 62
SR7I | smxe maol = &0 ?
=32 29 d (&2
WE71# | Global Alliance for Genomics and Health(GA4GH)
PR =373
E =] 3 J
=5 g | °% P gaa)| runw
TR A sygaaaTy) 9% sy | o | 12571 | AR
HloleREeERt HAATH | o] g d | 47% A

_17_



2. Z2AAA

o B
= 5
) o1 = WENR | Hsg) 8-
il b 3 =
. ] T AeRE A 5 | (AL
104 | el | nEEE =2 g BAZH)
S EDE ol SX| Tk
= = u w X — (_LL 1O
(B) |(AF1462/2045) (AF1462/23:20) X SYHAERD) ég G
AW |orrE=g
(KL856,/22:25)| (KL856 -
: /05:20
= i%g%) =32 0l 8K Cxhoagz
o =% AftaE 2 g
(KL1215/06:55)| (KL1215/08:50) X EEOIZA) 238 &
105 O GA4GH 13th Plenary & Yann Joly
. A 0|El6 enary =H (Strategic Leadershi
@) | wEE | e GAIGH | - 96| HOH 2% Commites menber
a4kt (U - QB 4O &9 7|& G irector, Centre of
20 ppsala o|x SR 712 enomics and Poli
(——-rﬂr{'ﬂ) -0 _'L'I—!(GDPR, McGill Uni Policy,
(z=9ldl) | Konsert& | 3389  FAR) 5 OIS oye oo
K o Alx{diol gl Oxx | Deron
ongres)| HEBE M w8 T e
- C H .
= _.__l HIO|2 EIH|O|H = Obs:r\r?;?atlon
T R e fsenior ol
ul & énalyst_, Cerzltre of
O GAd enomics and Policy,
Ml é*%qH 13th Plenary 12X} MGil Universty)
Patrick T
- (9:20-9:50) A7t= (Executi oD
106, | 2 | &% GA4GH | =21 )A?Hjtﬁ seel= 5:55.35??*0?7'13—32“
Ko O — Al HEolg &= -
(@) | (=9 o 2 | (Uppsala | - (350-1100) 22 HOJE T
= (—-T‘" I%—ﬂ) Konsert& -}F-”O-IEI X‘il:l}- -I ;\Zrodfessor, Precision
. ZXF edicine Program,
Kongress) SRR =X EE A U Qatar Foundation
QZOO 1500) OE-I E”olE-I _T'_ EDOb AAﬂnan
{5} 9l SFK| IZ1|O|E1 20 ST Gerﬁgfnzntcgggdc)m
- (15:00-17:30 Annemi °
g g DIE?{ (73:\3? H ii—’-t- | é%eqfé?%fﬁesﬁv'iﬁiiﬁ
S ealth Network)
O GA4GH 13
th Plenary 22X Carolina Vi
10.7. oabe} . GA4GH A& & ry 285 giora? am\élr?vk?fk'
O A m !
G | sy | go | Uppsala | - Coot100) HOM B R<l 7P Sadra)
(-——'r-" r{—ﬂ)) (./_\_%ﬂ ol - (12:00-13:00) AQ|Elo R | James Buch
dl) | Konsert& Xajo|=o} GA;:I(;HO_HO genior Lectorer
= S| ueen M !
Kongress) QA 01 MK A Univi:?sityaz London)
- (14:30-16:00) &2 Ewan Bimne
- : — 1 y
e8| v (14301600 WO 78 Iorecy Eyone
J,]_]—_L] LSS M , European
10 (AF1L olecular Biolog
8. ;4463;406:00) (AF1463/08:45) Laboratory (EMBL)
2= 2 .
) oy n Tl 38
:25)| (KE5902/06:30) x 242109
: ol
(AF264/11:25) | (AF264/06:30) )

- 18 -




_19_

3. 373 H|
(9 ¥, B81$=W1386.2 , '25.9.9. 893] 2})
N e
A B
Piges A A = | = | "eEA
A L0 H S 9= =] i
01:5] 7"" Ly 1:] . _:1 ;‘%‘ %61]573} ]_L.
d H] 2] Bl S = A& B
OX)
Hh& o 332,688 | 823,403 | 1,147,774 74492 | s}3)
-3 1L O % / 7 7 =
9,840,400 80,000 | - o
(s | 12708 (0625240 | (9626504 | (4R x | 5=
oldd 249,516 | 490,715%) | 569,728 10,046 | 3t3)
el 4,795,909 | 3,059,400 5180 (DY | GBI 80,000 | - < ==
¥ AH| - mA I Soz ZdE = Qs
w b Ab| Al
¥ FH|Z : Ad| X F o™ ({H X2 E(82tel) )
w AMEIE A AR 2T AE W BB WS wel ZHE + US
¥ S5 T3 T FHAM J|F ghA st 2 ™M HE Jls(=3 LA 9. 9)
% SFE2IAME (KEBsHLI2H)
* EAAHHUSEA, o|HE) sl SEH| $250 (346,550%) X[= ol &
S LRE=E g URES UifEP
712 | 20253 092 09 TALA D 2025 092 082 0BAM 412 00:E (4T X)) T AL 20255 092 082! DBAARERAIE
TEr &3
2|=t "
=1 A T o av | L =m | TR
ggn wsy wEU - -
EE Spread EE Spread
0= UsD 1.413.81 1.78 1,365, 19 1.75 1,403.10  1,375.90 1,373.56 1,385,580 B.0ETZ23 1.0000
LU= APy (100 952,54 1.75 919,78 .79 945,33 926,99 926, 40 93616 257682 0LET3T
A F2dA HA Y HEo4k S RaE
FE@ANGARAL-ZAD)| A | AEZ(@AN-ARAL-ZAZ) [ A
BE RS EER K
12204264 8 HE = 12204264
(6631-301-220-02)
A A A7 A
346,550 © 346,550
(6631-301-210-01)
ZrRAe BTl mel T
6,000,000 R HTS 6,000,000
(6634-312-210-13)
¥ ESXAd] T of ™ AEY 2 of ARpS(0f: 7011-251-220-02) HFEA| HA|
w Ehx ol E&2 ) ZHAEE of Atnl=8E0t ot 2l S RIEE0{H|TE @le A Eb o Mol A
Ol M8 S2 SaiA B A2 “CHRIAIR-MEAR-2-N2"H2 PHEHR B




O wloleuulolEl o] FrhM A S FAo B 2o Hio] o]

golg 7% 2 4UoE 4AL W BE AFL B4
B PR = IS = D S R[S SARNERY
MEolE 7% Age F2 Fold,
Auolm A P21 e 3
MR Fel 3 GAIGHSIS] A3 FA e o 2

¥ GAAGH= w0 A

Je2|n EFE Jeste =36 ARUEIR OolH GA4GH 13th
_g_ 7 |

pY

Y,
[©)
S
)
<
2

- B3, SUKNIH)IA FAstes Fa dolE Al Rdos
ATAUARAEL S 2715 ol LUIFOIE FEAYS B3,

1)

Holy 7=-&7 " =4 274 Wt d<

% CHEZXCl Ho|HHO|HAIE 22 o|=2| Al of Us, @=2| UK Biobank,
HEt=9| Finngen S0l A=20i, 7|E} 7&-ofA|otol = Z=2| Apgol &

H Hio|2H|H[O|E{E F=SI1AL 5t 30| 0|0 XL UZ

% TYHAGTHS Ciyst IS E-Hlo[2Wa AlES Su = =Hof
SZol BACRARKIUS BRI U0 0/F BARATSH
oz MYstnxt stm Uof, B ETS Sl el AlRIE sastn

] —
U e| ooy &&s8 s7sts ot &= oM HHES 2T Key



A& 9 FAo) B3 vEold e 3 w28 wel AT T &
| AIZ HE, Holg B84 Ao A
A2 A4 7ol UE FAA AA2 I

Zol Y RAFIA TR ol wuolE] Agle] 43
FEE DAY #d, T FE vhol HE ok
73 A 5

3-’:—11'?_—3]'—1——7- o]% ;—_ILEF@' ’/F })\1_ ngxﬂﬁl

_21_



O 3o-PYA T =F AV BE N8 A=
- GA4GH 13th Plenary 23 2 <& #d

On Thu, Apr 17, 2025 at 4:50 PM Peter Goodhand <peter goodhand@gadgh.org= wrote:
Dear Dr. Park,

| would like to invite you to be a speaker at the Global Alliance for Genomics and
Health (GA4GH) 13th Plenary Meeting, taking place from October 6 to 10, 2025 in
Uppsala, Sweden.

Please see the attached letter for more details.
| hope you will be able to join us.

Best regards,
Peter

Peter Goodhand
Chief Executive Officer, Global Alliance for Genomics and Health
President GA4GH Inc.

o sl Alliane
g% !EIDLalI .ﬂ-.lllarlt..l._-

peter.goodhand@agadgh.org
T 416 720 7934
www gadgh. org

On Thu, Apr 24, 2025 at 6:13 PM "218 3" <hypark65@korea kr> wrote:
Dear Arwa,

Thank you for your kind fallow-up.

| wanted to confirm that | have already accepted the invitation and shared my positive
response with Peter.

| am looking forward to participating in the GA4GH 13th Plenary this October and
contributing to the important discussions on global genomic data sharing.

I will forward the email | sent earlier to Peter.

Please don't hesitate to reach out If any further information is needed from my side.

Warm Regards,

Hyun-Young Park, MD,. PhD

Director General

National Institute of Health, Republic of Korea
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9:00 am - :
920 am Opening Remarks
Keynote presentation: The Singapore National Precision Medicine programme —
9:20 am - | from local impact to global dialogue
9:50 am
Patrick Tan, Precision Health Research, Singapore
Panel: Global and regional perspectives on data sharing
Learn how international and regional efforts are shaping the future of genomic
data sharing through diverse collaboration models.
950 am -
11:00 am Said Ismail, Qatar Precision Health Institute, Qatar Foundation
Binay Panda, Jawaharlal Nehru University
Hyun-Young Park, National Institute of Health, Republic of Korea
Rob Annan, Genome Canada
1100 am -1 \15ming Break
11:30 am 9
11:30 am - | Keynote presentation
1200 g Annemieke Alenius, Swedish eHealth Network
Panel: European health data sharing
Gain insights into how European initiatives are aligning to overcome barriers
and enable seamless health data sharing across the continent.
1%80 rgm " | Sandrine Richard, Ethik-IA
Sy Kjetil Taskén, Institute for Cancer Research, Oslo University Hospital and University of
Oslo
Raili Sillart, Estonian Ministry of Social Affairs
Samuli Ripatti, University of Helsinki
1:00 pm -
230 pm Lunch
Keynote presentation: Phenotypic and genomic data sharing to facilitate variant
2:30 pm - | classification and disease gene discovery
3:00 pm
Nara Sobreira, Johns Hopkins University
Panel: Real-world implementation of GA4GH standards
Explore real-world examples where GA4GH tools and frameworks are powering
interoperability and transforming data sharing into action.
288 Enm " | Marko Malenic, The University of Melbourne
By Mamana Mbiyavanga, elLwazi, University of Cape Town
Frederik Otzen Bagger, Center for Genomic Medicine, Rigshospitalet
Wendi Bacon, HDR UK
Mallory Freeberg, EMBL-EBI
4:00 pm -
430 pm Afternoon Break
Evening talk show: Future landscape of genomic data sharing
Tune in to this lively, talk-show-style discussion on where genomic data sharing
is headed — and what it will take to get there.
430 pm - 0ng ' ' '
5:30 pm Mercury Shitindo, Africa Bioethics Network

Tazro Ohta, Institute for Advanced Academic Research / Graduate
School of Medicine at Chiba University

Paul Franks, Lund University

Bogi Eliasen, Copenhagen Institute for Futures Studies

_24_




3) 2025 d 10€ 7 Al €A

3(2)8 aranm " | Opening Remarks
Keynote presentation: When data means hope: a personal perspective on
9:20 am - | sharing responsibly
9:50 am
Carolina Vitabéck, Barncancerfonden Sédra
Panel: Making the case for data sharing to advance genomics
Beginning with a patient advocate perspective, this session asks, “is data
sharing worth it?” From both personal and economic viewpoints, the answer is
increasingly "yes."
950 am -
11:00 am James Buchanan, Queen Mary University of London
Christian Marshall, The Hospital for Sick Children and the University of Toronto
Lauren Maxwell, Heidelberg Institute of Global Health, University of Heidelberg
Wee Hwee Lin, National University of Singapore
Kenneth Baillie, University of Edinburgh
1128 aanr1n " | Morning Break
Keynote presentation: Genomic Medicine Sweden: advancing precision medicine
11:30 am - | at the national level
12:00 pm
Richard Rosenquist Brandell, Karolinska University / Genomic Medicine Sweden
Panel: GA4AGH supporting genomics in clinical practice at the national level
Learn how GA4GH standards can support national programmes as they
integrate genomics into clinical care and strive to deliver population-scale
health benefits.
12:.00 pm -
1:00 pm Frédérique Nowak, Inserm
Jakris Eu-ahsunthornwattana, Genomics Thailand
Tomi P. Makeld, Finnish Cancer Center FICAN
Sergi Beltran, Centre Nacional d'Analisi Genomica (CNAG)
Sue Hill, NHS England
1:00 pm -
250 o Lunch
Keynote presentation: Genomics, Imaging, and Al — three technologies
2:30 pm - | spanning research to healthcare delivery
3:00 pm
Ewan Birney, European Molecular Biology Laboratory (EMBL)
Panel: Applications of artificial intelligence (Al) and machine learning (ML) for
genomics and global health
Learn how experts are applying artificial intelligence (Al) and machine learning
(ML) to unlock new possibilities in genomic research and global health
3:00 pm - | initiatives.
4:00 pm
Ma'n H. Zawati, McGill University, Centre of Genomics and Policy
Mathias Ekman, Microsoft, World Wide Health and Life Science team
Joep de Ligt, Hartwig Medical Foundation
Nevenka Dimitrova, Memorial Sloan Kettering Cancer Center
jgg p?nm ~ | Afternoon Break
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KNIH’s Central Role in Biomedical Data Production and Sharing

W g 2 ®

Large-scale Korea Biobank Korean Genome Data sharing

Cohort Studies Project Analysis CODA (Central
Projects data repository)
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Join at
slido.com
#GAAGH

Hyun: does CODA allow access to both academic researchers
as well as industry/startup researchers?

10 &

£ Ancnymous

patrick PRECISE is moving towards working with industry. How
do you navigate this from a data sharing aspect and how do
you see this helping in healthcare innovation in Singapore

Latest questior

& Anonymous 2 ¢

Thanks Binay for expressing so clearly what many in the global
south feel. Indonesia is also late to the discussion but keen to
be involved

|
o8
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GA4GH timeline GA4GH
X 13"PLENARY

Formal launch of GASGH

Genomic Medicine Sweden -

from project to national infraskructure

«. . ”
S At

Healthcare Academia Palients Indlustry

< seilfelabse

How do you hope these madels will expand into other agnostic
areas on a large scale basis?

Ananyrmous

Join at What guidelines are needed for sharing data models
oin a =

slido.com
#GAAGH

mi e

i

explainable ransparent is your muitimadal Al
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