VR AR PN

AERUERZERBOIGEEREGITESE)

HAXERWEFFERE
HER R W

FRB0F10A28 F3EME-REFER EH



EP/Y

1. FRBICEOKHHFEDORES

AHED TREE - EREIK (FR26E7B22BEERE) D—EHERICDNT
ann P‘]

AlEQ@ AMEDHRHFBEDEEITDOLNT =+ P3

2. T=RLIT )T Dt
RS RBERREA=27FT DHURERESE BB (RUD Beyond) 5

R#D EEFOEREARIV—TT LA -+ P6
A#E® IRDIRC Consortium Assembly (EIfE &AM EEMEIL Y —2 7 LNEE#E
MRS BMERS e PY
BHG EEFHDERBHEIY—2 7 L0NETE) -+ P8
R|D 72TV O .-~ P9

3. ERMARSTFDOAMER
A#E® Interstellar Initiative (f Y A—RT5— A =T T47) ..+ P10
RO BREHAREHFA=LTT47 (J-PRIDE) -+ P11

4. EETHTARRAREREDRE
(BI#R1-3&EHR7%L)

5. TEMTAISE X - EEOHE (AN DED)

AIRD ERRARDHEEDT-ODHAREET K -+ P12
RO EEMEMAREHFEBEDIREE (CICLE) .-+ P13
A#EA CICLERIRFEBDHEEXE RUFr—XEF—L(E) o5
ARG BEEEROEZEICHAIT-FHmEBRRMEREE =+ P16

AI#RAD Eﬁ%ﬂﬁﬁl:@?’é'fﬁ#&%ﬁt@ RIBREDHEE (7 / LFFZR) Hﬂf‘ﬁ%ﬂ);f
= e

ARG 7/ LAEBRRERFITHMNSHRBAREXE - HHEHNFDOUNE- #EJE% g

ARG PRABRBEZES TRGEEEZESEBEBHEE -+ P19
AFRAD FENARAEIZEFEEU SV GEEZES~DOEBEHFIZDOINT

- P20
FIFRB® 2)=hI A/ R—a0 -2y T—DIEE e+ P21
AR AEFCHITHAREORME .i: P22
BIFKQ #BEXZE OTAMED Research Compass(AReC) | D BE% o P25
RO BEERLEL—FTDEA .es P26

6. KBRS LR B RO HE

AIRQ EHHUNAERERIEAREEY R—MEE .-+ P28
BB RECTADREXERRIASIIN s P29
AR REZWEREA = T7FIIRUD .-+ P30

BHED EMESARERT, HOMAMREBEQERLSEF2 T v
PNEERD B HEEHEEE RS —2) £ I8 L. P31



EP/Y

7. EEbIZRIT=XiE 8. EFRERE D HEHE
BED RBEBHICET SXPSUNMERBELEAGHELS — | A0 FROFE WRIERREERAEOLOOTRER - PaS

AED BR BRASOESTIFLY OBEERLLRRELTIE
-+ P33
D Al AT B ECAPFREE (E2ERAAEFR IO L) | O HROBEEMNOABERITOH DI
... P34 | MEQ FHIEE FINERSHOFEMRMEOREHORSIOLT(I

16D REREES—X54T AZx I3 $Pas
D A a5 "I | B0 FRNEEOMEROBANHLS - P50
M BRALIANTARTLAT BAED FEETERICRIMELOREERE .o P51
RFE@ WIZEAIECET2EMEDHEAED «+: P53
A ;HZ vy , —_ p— A ;HZ 7 ‘“ - vl _L\E
D BIRXBEEEL= VNS IBERER YN T— XIS oy | B FEAEIET AREORED o4
ARG Eu,?;%742\#4:/;@}%&ﬁggﬁ$sﬁ/au%%ﬁimmz;ﬁgw AR® HMELESEEETILRARIIEER »++ P55
YN+ —
A4 AMED EEMBEHXOHYSIHTIRAZEL I ORHER o3
AFEG) EEMEBEARIIERVNT—Y “ee P42
B EBERBERTIERVNI—) EREMETATTRYIR
-+ P43
FEGD ERMBERTIERVNT— METFES—EX e P44
ARG EZibICRAF-ER-—XERRUVUBHETOI S L «e: P45
RIAEGD EEAcIzmIT-R{HREEEDHRAH «v P46




2R - EREES | roer7mpeamare D—APEBIZDUNT

AEEET, BITOBRBODEERETHIEND, BRNGERZEHFLOD. CNFTORMBREPCHIFZOXLSFZE
BFEA-REMNERELET.

ELHITNE

BE-ERSBOHRBROEE |

>

>

- ERNE-RECETATOALEICTEDRE ] ,

> ERESHORHEEALLAECAROMEREORE AT ABPRE NEEOT—4%EUEL.
ZL|CEB-EAEFTV, MBICORFTUNI-ODH-GEBLL T, IEQET L OHEEFEO-HIELTHEE,

- REShFEV) T —AEEICATHEEEEAL. BEXIEOH-UEER - EREMOAIMCE T MRMAREHLE,

| RE-ERICETAHELAIN ]

> SELIBAPRIELLT, BB ROREREEREL TL OB ERCEREIAFENRELL:

- ERICETIERERDRE |
> T7OTREMBISATERS G (FRBETAERIRE) ERF X, BEICHILAELT ST O
BAANEOREETOTICHEITHEELGLE R E I,

XHEEBDIE R, KPIDHIR D BARELSF

KPIDHARR A 20204F EE T INH2020F 3 ETICBAEILTHEEEIC. NERZREL(EREMN, STMEA£REILE),
HHE T KPIOHEZMYRAL -6, HIERO SR EAMA 1 ERIIER,

g AR | 2014845 BT (SER) 2019438 | =EE(+14) 2020438 |
2020 HET
KPI | KPI > 202053 £ T




[EES SRR R ER I | (EResE7 A22aRE ERSREERDBRE)D—EEE([ZDUVT

%453 > BEIEL. MERREHAEILT HEITKY.

— B E’mﬂ%ﬂﬁ&ﬁy%ﬂ( §§Hé

> AMEDH 4 &= (EMREEFALE-EEETERENDRIE. AEEARIRCAVNIETEZT—AR—X
DIEE, E’E%E%%Fﬁ%%m LT:EII‘%—E?EIEE)‘P?%%@?EJE EFEEICLOIMERFEDORESE),

> BRITOKPIX, D2016F3A FEFTE, @2020FEE TH 2P TERE,
SERIZQDKPIZDWTERYMBL &M KPINEARR A 202038 £ TILRAEILT HEEEIZ,
NAZRELCEBEMN. SFMELEREILLSE)., HhhHhET. KPIOKREEZIMYAL -6, STE O ZEAMZ 1 FREE.,

. [(ZEEER GRS IO o] A
([ pA ] (WecSr ) (BREE ) ( @5 )
R © 28 _@ i pHEE @ —
B 1) = JHE f < % R : y
EEFRHETOSTIN D~ | [ e s EE zg iy 2 =
©)-FxX & WA ik FE ;{f}}g 1 = %
KERERGEHATO ) BT T 3 s 2K 5B 2 W g i
UHO~0)-BxEEESE o T B2 £, bR QpR 7 %t
AMEDAB%TEMERR, 1) T ct® 5. & 2 o0W % 2
he 7] - U L z
¥ 5 B3 g k x

Ern . Epms | OF—ILDr U COERRBIHTODT M @I AR OREE 5Q0L D
{ BASE~ DA ] @A —IL s & TCOESMIEBASE IO TN (55 - NAROMIEE £ QO Lo b
| ERRREIZ AR | QEEMERRERAIBLS OO (L HRO R C 5 PR B SO

R B S i B g () } @OBEEEERIODIIN (i PSHll - ESHIFESTOR T RERR U S~ DR

{ SHIZAGTEIRE | G fmERIcAI =S LEEERTOSTON (52 L= X bl EREH)

[FEEREIEEZE] (1 C TRISBFIEEARMELE - FFZCBRRE 00 | BB scusifi e Bass . PE2 I sE c
T ARIZEBR%E - DI MRS R . EER ) )

EBE (KPI1) 2REL., 1 A\OPDO T TCHEEOFELHEANHETINERNHDL DR HE7ey=7 b (D~©Q@) | LLTW5D,
¥ (i - EEWIKHEEART O T ORMARER [ C TERHHS TOBRRNSE 2 E X D,

[T\THYCD\LUPS@EE’E%]

Ve




AMEDH RERZHEBIDZEEIZDUNT

[EﬂUﬁd) (2R - ERREEE ] RO [EERDEMFRRFAERESTE] O—8ZEAMEDRRMBZEO—EIZEE (JZESZJ
29%F2H) Z% (. AMEDHEHIGTE(CDWT, ROEMEZEDADEEZE. (Fk29%3H)

7274 DI [RBIRT AT hMEADERICE T DRFEFFET —FRX—RXDIEE

EVPRETTRE D7 IE

EENCEEMT . JO0—/ULRT =52 177 2O N\DEBEH T35 %E EhE

BN T 72T« OB EDHRIBEDT . BHEBEER ULEREEMFTEDIE, [BIRINE - REE

AT A N7 =Y (EEROBE. BEMERUHREOHRESNSERICEEZEIZS I LD AT L) ORFE - HRIC
B9 AT DOAIRR /I HEE

O DOMFMIGE. 5 DD [HEEMRET O TI N (EHOKBBRRICES T IAROERNXME B I IHRMAETHD
TR CAERRRYREE) &4 DD NEBEEEAEREETO T O b (a8 - BRNICHEY - EEMNSVVERMERICETS
HyfH) (CRR%RIE

RIBFEEDNRIPEEDEDHN— 2R3 2B E UCRRGREEERES S - PREIEEEEE ST HE I SAHIDE(H

A S XOSRANAE (C B 9 B EBREHE Dt

o - REZERR(CH F SEERIEDZEHAT T 15T DICHDIAFTOHEE

EREIR (KPI) DHERBRDBARE(L (20204 tE—20204F) RUABDREL (IHEDEN. EERHEIE)

BRIREY I -7 &EME - L. ATHERMEERIT D E(CLD. SEIIBCHLLERR - EREREMIEORIHICETSD
MRAFEOHEE

BRIRIRS CRIE UTESRBEERMARK(ICR I U/N—XR - bS5 AL —23F) - VY —FEF(CKIDIEFEEEDORREATHFED
mttE F




B

TEA VT FIOMEBEEZREIET S
RUD Beyond) 4B

IRUD Beyond

BIHES

Beyond diagnosis !
SENZFANOSERE — ZENSAEZ ADEEL

4| Beyond genotyping !

PRS- T O —F S0 EHNBEOHER
— BHRINEO=S5ASMEE

4| Beyond borders |

B CHBERRRRERT — 9 ADEL
= ESREBTAVITFULIECLZEERES




IRUD- IRUD BeyondE £
—ETILEYA—T AR —T 42T F YT —4 J-RDMM—

(7 :

g gaso®

IRUDEZ B &1

40— = ol P o
Ty

! i\
BInEET BETA

IRUDZMriEse
B T IRUDRL S s RR e .

Y SIRUDI A R ECE L.
SEEFHFERET

IRUDHL = f5f5

BHUDITER

clinic

ﬂ !.“ =i

R
BT

clinie

e
T g " =
=

RUDREHT &>/ RUDBIFERS

HIEREIEOUTTY | g | SWBOBEHOETCA

3 i SRR IR EEREEMEERLELT [
32 BN Lo A R F=&

ik oy s o ¥k i 1 Tl

SEHE Ltk F T HRUAETS

BEOATLOME-EY
| e FomA- Ao
| o By b= o

|e R o
FEAROBRAN Teae T BTN

IRUD Beyond “Beyond Genotyping”

0 (“RDMM” D 2 FRlEH 73 DRare Diseases:
Models & Mechanisms (RDMM) NetworklZ

3k, )

@
|RUD75\61E,\J);
FELLTSE |
ETILVEYI—T+R—3—FREEMN
Ef-ERRIRELET LEVHARED
RYFUTEHEL, ARF—LZRIL
o BREHEET AN |

: IRUD Exchange
N-of-1fEHIZ 0 Z HERN - ERER AR E N

 ERE EGTAEER )

9} 5B A = R L AT
D AREROEREE

HREL DR, o 3
BEET T 5~ 7 0

WEERITICARGETIVEMZE T AHRED
EYE.BEEFAR.NNRAVIA BIRNZEEER o



BI#E@

@ IRORC  ERREDEBHRIL Y-S T L4

International Rare Diseases Research Consortium

MR MNEFT DY — 7 LTIEAL, SEBTIOMSLL LS H
9 5funding agencyF M EFY, HDEEMRHECHLELGER,
%*UE&%%O)%*@H%EE‘&OL\TH” n_.l-_d-%)

i D& B R TiomS /s LU E X H 9 S funding agency RELCT—5-BHOHFHE

7 VR B DS FFR - BRERRIRAT

/R BEETIOMS/5E L ETHT 5%

FERRER > AR~ DIREL R HEAE

BLWEDEREBEZRRONSBEEK MIE/BRHICETIFEREDBERIL

2017411810, 118, Consortium Assembly (INIEE#EE#AE) DER
B8 5% B Z Ric T J_j:*é PMDAZ&E#D £, BARDEMEHAELEN,

=R o ; :'A,- é—»’;ﬁ NR e i o /g;ethon H « ’

commission AMED

g DRI D BB .,
54 =H{& ioe. UL NHGRI NICHD et IRV sawor = o




AMEDR—LR— kU AR

‘T

IRDIRC IRDIRC Consortium Assembly (EfR&HAEEH R Y- 7 LINBHERE) RS

ERNATIONAL
ssssssssssssssssssss
SORTILM

CONSORT:

AMEDIZ. IRDIRCO = & B iR E#EE T HConsortium Assembly (M BHEE R E) DRESZRICT 7 THIHTHRINL.
FER29F11A108 (&) MB(X)DMB. RR-AFEOASICMBEERROSZBET B ZMMBELEL

- —_
BHSMERRYA BARDHRBAEADEHEHT=IC R HIEEEAAMEDD EBEHRE

AR TITHNSIRDIRCOMBHERE T, FVEENHFTEEOLMEE  REAAXZIETOIARRAEORREXET
BEELIZ, EBICREBERARIZTOVWTIELGEREXOLET . #FE R TO I E#ET HAMEDE , FR27ETA DINE
LIBE. B FR295E8 A ICAR SN T-IRDIRCO FH 10/ E B 1Z (IRDIRC Goals 2017-2027) [ZHRETEXFEMNSEEET B4 E.
IRDIRCEZEEDHIAR NIFHRINENIHZEL THEBHIERALTWET,

SEOERMBEREHREIE. LR 10MFEROERICAIT TAREHICERERODIEELI(IVJ TL, dEREBTE
1~2ELMEMNERE AL, IMBLEDAMEDD BN RBHLN ., TOT THH THRRODAMEDAE A REMISEENEEKE
[2HhIMYELT=,

#MBEGEAHTR295F11 A108 (&) FE&IC[E. AMEDA HIL EAR> THARITHE L=ty 32T Strengths and Challenges in
Rare Diseases Research in Japan (B ARIZHITHFDEEMEDRALRRE) 1ZEEL. BATOHFDEE ., FHICE#REICETS
MERESMESMEMTEELELZ, BV ar TRREBAT ZFEEFBRERFE DEHIREDE. AMEDD N ELEF
BE. M TEBGEAEEREEEIZLEHIE (PMDA) . S CABCHRELCHREZZE T COAMEENZEL., BER-EX.
EEHEH, ERED. T2V T7I T PMERRELGEICEATARREERTIBICEAEL-,
EEM EEBRORAETHRIIKREELIZZBEGUVHEINET  MMBEMICHTE, TOTICMET SERIIKELEAFF
FEEOTWSEEADTLLI TDHAFICTI-ABICIE ARARBMREEFEEICEAERSEITTHE I5LIaVY— 7 A
BENDEBRELETHERZEAL. ILEVREED . AMEDEAYEMBRBEIEICENBOTEETY,, EEEEN LA
DEREN B TOREZRIIYIZ, AMEDIZCN MO MOD @ -~ EiRRHEHELF R >TIVEE T, 7



BI#E©

@ RORC  ERFLORBHRILY—IT L

International Rare Diseases Research Consortium

F /DB IZxL . IRDIRCIZHELNT10 N4 BHZ (IRDIRC Goals 2017-2027) NERESN . &
BERVARIIA—RETINLDREIRZBIET EFEAEENIZH EINTINS,
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