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Abstract

Genomic medicine, also called “personalized medicine” or “precision medicine”, is a very new medical concept
that uses personal genomic information for medical care such as diagnosis and medication. Genomic medicine has
been promoted in many countries including Japan and for that purpose large-scale collection of personal genomic
information has been performed. At the same time, safer and easier mechanisms for the researchers to access those
massive collections of the personal genomic information have been attempted. In this workshop, speakers will
present and discuss the current situation of the collection and access of personal genomic information in Japan. First,
Y. Okada will estimate how many and what kind of personal genomic data are statistically required for promoting
genomic medicine, specifically in order to understand the diseases such as cancer and rare diseases. M. Kawashima
then reports on which and how large genomic data is actually shared among researchers via public databases in
Japan and around the world. From S. Ogishima, he will introduce the emerging mechanisms for the access to the
large collection of personal genomic and omics information in the world. N. Yamamoto will report on efforts to
improve the regulatory environment to establish rules in this field, including new legislation proposed in Japan.
Finally, a panel discussion by the speakers will be held to discuss the future direction.

Keywords: Genomic Data, Omics Data, Genomic medicine.

s W, BB SRV REDMERINE SN L EHIZ, ERE
1980 Iz k&G o-TehTF A7z h D0, F DR LI TINAT ) KNERE BT D720 AT /A&
FUTHRLT1000 7/ 57 0P =7 M DI LA AR OREEEL | FRILSIR BN TR E S, DAT ) AEFE = —
2000 FROWEIEESIRFEANTORRBIZLD, 550, B T LOREFEHED TS (K 1),
TRTIELBAADHE, NFEFEMIE, BIZEMFTE, THHEFEIE,
if:\ @fﬁﬁ%g:%”éﬂﬁ]%mtgfﬁ@g\ ﬁﬁ/\, fcﬂﬁ”ﬁfc\vy‘/ BAS ) AERKED Y-S PABEEE TM31EETFE () :53.260
LRI A TONB LT/ >TVD, DRk A DI B ; A R AR RS SV R G

KD —5 a0 I, BT D5 MR, + VU O aaimamte,. ©
U SADPINS JIt I LA R INE B2 LY : , wnas . #m-mm )
BAd 2 LiGREEE > 5— 19 5{AF J

LRSI Tfui&ﬂ:k% 179, - § TIOERL e Su-up =
(’T/Al:fﬁijk [E AN+ R =8 /el | e [ g R o . T

bEAZETRELEILL, FEOBFIZASTIREELT i

BIETDHHDITHY D EHIHLERCREBEEREGLIEIND,
TIAERIT, TEOEZNT I a—FThY 4, REEE
BRI ER CBRBEM B R OM AMEHANGHEELIO -T2, B
BERILT ) LEBRND, BREAERE EOFBAERIZOWT
X, =7 A "IV AIVT A T a7 A — A AR —
DIRED (77 ) WL D) 37 ZE R - TS, R
BAES T LIV ORAERT | WEBERT LR 8ICL- T,

RAE72 BTN A IR T 5% B AL TS, B A BRI ST A

5 ) NEROHEREC I FATIL, AL ) BEE u: BARBE S2ENAY ) LEREEDY—T
WAL (11 G50 oS 5 A S B (156 H) 75 BEH(EE TER | AAY/ LERKEEIZFE -
AENCEBENTEY ., BAY / LEHRE Y Z— (C-CAT) HOEW 1 (2019F 3 B8 H)

SNDWBAT ) DIERINER D B TWD, EHIZ, 2019 4F

25390 R E AL H A A2 39th JCMI (Nov., 2019) -138-
FIVOEHRBFRFESAS (B200BAEEBERFZSEZMAR)



39 EEE A

4-B-2/4-B-2: NET =0 ay T8 ) L - & I AFROWE & FITERIZ M) T

EU T, D7 EBI 1000 J57 A 55, KERERN 100 77
NGFOT I 5T —2IEE BT eRINH7pE | HRH
T, T /LT — 2O RBBREE L R E D~DT Y
AR LNTND,

2013 FELIE, A —7 A T AORE A Z0H 2 FE BRI
WZIRED— T, BTG SR-OHMIE RE 2 < S e M x5
LLUTMIZE0 R B CIEE SN D IE A I T 5720121,
NHERST TA N — DR , i BN B E -2 4 A3
BB, FRZ, 77 MERITHEIEDREL T I3 — RS
DOBENFEAELTBY, 7AVD OB G 225028 1k ik
(GINA) D XS, 7/ MEBICEE S W 220 2R 1§57
EETO QOB EBEEAFIEL TVD,

BTE, 2OL77 / AR OWEFRITE I Z T, =7/
LIEREED T AIZ AEROINE - FTE AR HED ST
TEY, FOT=H DN — VIR L7 > TN,

2. KJ)—4923vF 12D\ T

ko doiz, 7 AEEREE T, AP S AT
—Z D KBIIRNEEL | HFIEBRREE H~D T 72 ARG
BHITND, KT —7ay 7 Tk, ZHLTA ) LEH A3
I ARG A R ELSBURZB E L. BARIZBWT M ASD
T = HIEIZL, EBEZNEEDIHICIETLZENTE
B0, Flo FNERICEL COBBEII T THLH, IZBT 5
HREITOTD 7 ) b A IV AR OINLE - FITE ICF
ZHONE TG L TOAHENDLIREEIT O, BRI, R
ANOBEIZETAELE D, AV —T v ay T TIEHAD
BURICEIL - BRI 853m o L L S THE I L D80T
A1 awIT, A DB &S P BIL g
179, LT, B IZBEL TR 5,

2.1 BBEHKETST /LEMMEEEREZEYECIRIK
[I2DUNVT

WY — 7 = — IR FEND T AERS s BT
DFELWERIZID, KREEDF )57 ) AR (=43
I AEW) A ENDH Lo T2, AANEMIZB VT
PNAF N F R TR I AERPHEEIN T
WHR, ZHEDAITAFRIZIEDNT, BADST /25 #
WS E A LSRR O FEEIZ SN T, GE
IXTHD, B, FEICEL TEREIN e T U AL
DNWC, EOREDT TNV T, EOIHRMEEDOT —H
DILBRZIR DD RETDE TN D,

BB EREOIERE CTH/LNTZBE HRD T ) LEFROTE
RS, EERETHD, — ., BEh AN E
(ERFICBIT AT R OB LY., AR ERT T4
N — RIS 5 205 EN BT RS hba T Eb
BV, EOMEOFAZH A Z I Fe i kNS EE L 725 TC
W5, RIECIE, 7 AMEBHEERE LD £ BURIC OV T
HamaRD T,

2.2 NIGIRET AT —ER—RENLIHART
—3DOERMGEHFICONT]

National Bioscience Database Center (NBDC) T3, Z4LE
TIAT AT 253 B O HRIA A TH D [E - ALY
7 — & ~X— Z [ International Nucleotide Sequence Database
(INSD) | ®i#E % K [E National Institutes of Health (NIH) ¢
National Center for Biotechnology Information (NIH-NCBI) 35
JU¥RIN European Molecular Biology Laboratory ¢ European

k#£x 39th JCMI (Nov., 2019)
BILERIERFPES

-139-
A& (B20OAAERBERFIZMAR)

Bioinformatics Institute (EMBL-EBI) & = fa#E#£ D T T
TE7Z[E B R FHFEAT O DNA Data Bank of Japan (DDBJ)
BN [T =S | LT TAN Y — (R A T W SL
L. BRI DIES S F LI T —ZOBFE A HEIC T
ZINBDC bh T —4_—2 0% AL T D,

G T, A =T A AR ITE ST — 4
HHORE S E X, FEOHIRAHT —2X—2ThD
database of Genotypes and Phenotypes (dbGaP) 7> European
Genome-phenome Archive (EGA) ¥% /L., E A ILA X
NCQNDT —HZOWTHEETT),

2.3 REMETERNNDYT / LEEDHAERFE
[ZHBITET /L ASOREHRDUNEEF)ER

ATk, BRSNS AEFROFERIEICIIT D5/
eI AEROUEEFNE RO TRIT 5,

&<1Z, "Data Sharing”7)>5 " Data Visiting” ~D /375 A L/
TR DI TO . GAAGH N BT D E BT ) L
A AEROFNE A OHIFRAF I DWW THEI 175,

777 R OF N EBFEHOMEE, " Data Transfer” 75”
Data Access” ~D 7 MII1T 5, WFFEE OFRFERAR DO
L. AFZERNZIC DU T Data Access Committee (Z&D A T
1372<, Data Use Term (ZEDHETHOT —HT 7B AF A&
VI ESTHT LT —ZOFFEFIZ DWW TN T 5,

F, BRICBN T — I T REND S ) b A I AE R
DB, KE DO EBE RO EFIEELHIAR HLT, &
fEEFE RO E B HA 1SO/TC215, ZL T GA4GH
EESN RS Y 7 DS SN E Y JINE =Y
AE RO L FEENHERL TS,

AARICBNCL, Zo®zxichbbEd CENEZBESORE
DEATEY, HDREBEDOZE, DAY I AERRE DT )
AEROERFIELZ X2 D0 LOEIZIZOWTHRATL, R
ANDOBEOHY THE D THREETT,

2.4 ILARETAl BRERFEA-BE-EES
FTOEAT—E2FAD=HDIL—ILIEY ]

B EEE B R L T RS E T b A7 AE SIS
Ho-» 0N RREINL T BAETHAREI AL, B
Tole T — H A VA E TR NI ES I, AERETITL,
27 AMEROIEDOKAME B % 5=, BRI E1T5
HAEDHNDZEE T2, 7 NEROEAE B FZIZ SN T
%, JEE D 100 A SV T KRB 2 5 Z 12T Db~
B, IESPFITE I OW T, ] A DS mitRE Lzt
FH (PHR) &, Al OB AZHEMET DLV HEHHI e NF DA
£xnhiz,

PERIDT TA S —0fl NFROMEE H &L TE A
DEBEZHFLELIZ—AEI R TN TERZD, Al 275
THRRTIEZNTINZ T, Ta7 7 AV 7RRaT o
LISl R SR ORI A OLED J7=2, 2245 B D Tk
EA SO ER H O R E O LFEZEICH DD ER BT
RE BT R B A A AR ~ O RIS M I T
A%

ARG Cld, fR R =y B B L7 7= e B L A &
LT, KIRKRZETEML TWDT —Z D WA ARSI
T 58— F )T A7 La—FR (PLR) K, Wb D 1E#
SRAT=0, Al RAL XLV HEIZBEL T, ENSA O S H
RTTGAN— LRI, Al BIET AR T A F OB AR
Tp |2 A7z, BUG TR - il B 2 B B R oL — L
TEODRIA DN THETD,



4-B-2/4-B-2: NET =2 ay T8 b - A I 7 AEHRDOUNE & FIEHIZ T

2.5 NRITARAY 3y

W BRI F LD SRV T ARy ar w79, 7/
LA IV ATEHROIE -FTERIZBEL, SZDOMNIRES
MIMEIZEILC, 2% EEbIC#EmEI T,

3. HiEE

AU =T ay 7L, BHFE & FO9EB)NEF%E ID 2 4
WCT ) AERE T O EIRE Y 7T — 2% T- DIRBL
KOWE) B LU KDDI M H R A ZE B Al [ 1 O F|
T AR DIERI T B3 D98 O—BREL CHEM T2,

SEXH

1) National Human Genome Research Institute. The Human Genome
Project. NHGRI, NIH. [https://www.genome.gov/human—
genome—project (cited 2019-Sep—10)]

2) IGSR. 1000 Genomes Project
[https://www.internationalgenome.org/ (cited 2019-Sep—10)].

3) AR YT RS - AP RA S EHIE
FREEEGWT ) LR NRE, BRETFZEAREIRY /5
EFNHE, BREFZEERMEZZANRE, BRIEFES
SIEE GRS, BT T AER - REIEROZBN AN
7RHEE. PR, 2019.
[http://www.scj.go.jp/ja/info/kohyo/kohyo—24-t278-1~
abstract.htm 1(cited 2019-Sep-10)].

4) National Human Genome Research Institute (NHGRI). Genomics
and Medicine. NHGRI, NIH.
[https://www.genome.gov/health/Genomics—and-Medicine
(cited 2019-Sep—10)].

5) DDBJ &> #—. [https://www.ddbj.nig.ac.jp/ (cited 2019-Sep~
10)].

6) NBDC b5 —#X—Z, [https://humandbs.biosciencedbce.jp/
(cited 2019-Sep—10)].

7) database of Genotypes and Phenotypes (dbGaP).
[https://www.ncbi.nlm.nih.gov/gap/ (cited 2019-Sep—10)].

8) European Genome—phenome Archive (EGA). [https://ega—
archive.org/ (cited 2019-Sep—10)].

9) GA4GH. [https://www.ga4gh.org/ (cited 2019-Sep—10)].

25390 R E AL H A A2 39th JCMI (Nov., 2019) -140 -
FEIOERERFESAR (F20EHAERFRFRIFMAR)



