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Segolene Ayme (Emeritus director of research, Orphanet, France) (%. Orphanet O#7
fr#& ¥ 27 >72, Orphanet &, i - BHAVERBICE T 2 2SR HHREZ 2 - iR
AREIC LIZIFHRT — 2 _XR—ATH D, BERITOEHRE LTI, EIZEL T4 - b
4. FEENERAL BRI (ATC A7 FY) —)  KEA ., BEGTTBUKREUSHE 72 0 bR
INFIRET o D, BRARRERTG M b REL . BinF4 . ROGFHROVIERE . R OAFT, 16
RO T AV =T ENBRETE D, WHEELREERRER T, MR b A0, <
=7y M A X GIRE, BIERERE, BFIZESWET 27— a v ER, HUsE
REDHFEHRBEBMLTND, bR AXRGE, PEFEICOHISTET, S6R25% 5k
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DO DR %R T 5, Jin Shiomura (CEO, Nobelpharma Company Ltd., Japan)
I%. Nobelpharma O R — k7 #+ U A3 & | AIEEEEORE D)6 A HEICONT
#ii#H L7, Nobelpharma O — F 7 4 U AI2&H DAL, BEESOHBRMLIZ L - TEEMN
HD LT b O, BUF R (NIBIO) ICXk2&&AR—MILDbD, F-RFEE

(Pfizer) DA 7T A U InDATSROBEE THNTZ DD T A B AZEA LIS DR H
%o AEFEHIMIC X DWTERATE T1Iam < BESCMAER ERRA R AT — 7 SN Z— D5
WHHZLIZL->T, fid - BIpHRBORIFEZED D Z LN TE 5, AARTIIADRE
DEFAABRZAT 9 12O DT HODRENHETHD (7 A Y D 10~100 77D 1), BUFA
BERELZIETLOITETHD, Lnottiab b o2, BEKIIDRL, Efigoify
I3 D IR WIS 2 BIE TIRBUR O SRS W EBRFITEE LV, £ 0720izh | i
im O HfiE (Public Understanding) MM ETH D & AT, Charles Cho (Palo Alto
investors, USA) " old, A—7 7 > KT v ZHGBICRT 5 BEFE 5 DR SIZ OV TEE
nic, BROA—7 7 BT » 713, ERED EE, BRI BT L - TERY
ABER B v . R TT A0 D FRFIC L > TMEIRGER ATRE, BAHFN RV, T
VA == ADRES, LWV ol ke AT, ERGRE L TR RENWTISLTH D,
FIRFORIEREZES | Blockbuster OFFFFNTIIL TV T, 5% OISR E LTHER L
TW5D, SIEHERE LN TE TORWIEBBZ WA, SR%RITZEEE L IBREN T +—h
ALY TN D125 5, BEORMRER LRI T DERMRERITRE S, £ 7 4F
IO EHIE (FPERBITKTT 23 THRANC FDA OEGREST-ABZET, 7THEB O SRR
FTHEDFHND) I ~DOEEREINE VWS K TH T+ Th b &ik<7-, Ron Bartek

(President, Friedreich's Ataxia Research Foundation, USA) 7>5 1. Friedeirich Ataxia

(FA) O#pdr & FAIZHHT 20EME & LC 13 M TR 572/ U TIZ oW TR b
o7, FATIEHI har FUTHEENSHEERFR L 0D, I har R TEENRBELT L%
BUTMIC B EZ < D72, FATRRIEE U THIKREHICA > To 31 77 A VI OEE T
DR L STV D, FARA T, BHEOHHREZEN L, OO DA > 7 7 Befiohk
FEEORULTZT TRV IPS bEO M bR L TS, £l A F~—h—FF b B
LTWb, =77 R7 v 7HiGaiEH bS50, HEITKH L TRHERE H LT
VIRIBIZT A — AT HZEHMETHY , 2T, WSS KL FFo,
FEER R AIFERI PR R S E L7201, EliiEns D7 +— 23 %, FARA ©
FCEDERIZ, WF5EE . BUFHRR, BEFERE Dy F AL XU ZIZRAILTNDLZ ETh
%o Fio, BEESHORR E TR S FARA L OB CTHN TE 5 L@l Lz,

By aT
International Health Policies for Rare Diseases and Orphan Drugs
FORBLA—T 7 FT v 7T 5 EERENREBOR
AKewvvarTid, EU, KEH, HE, 7 AV D, AX2V T, A=A Z VT Ok %

11
Copyright (C) 2012 NPO PRIP Tokyo. All Rights Reserved.



ICORD2012 BHfeiks

ITORMEDSIIE DD, AP HREE T & < FEORBIZ OV TR S,

Stefan Schreck (Head of the Health Information Unit in DG SANCO, European
Commission) (%, 27 OMYEEZFF> EU (28T 2 A5 DEBORE~DOEE & I OW
THRIT Lz, MRERCOBERZRE, B L LT EDETIHRZ 2T 528D,
WL DO R > N T — 7 R O EEAME 2 3F 2. 72, Marcelo Cheresky (Vice President,
Rare Diseases JAPAC & LATAM Regions, Genzyme Corp., USA) (X, #—7 7> K7 v
ok EBEL LT, AREOLE (2000 FLIATO 10 K5, 2011 #1237 AU A
T 400 59, EU T 70 55(CFE) 280 Uiz, RN, BEZESE S, IELWVIRK
e EOEEM AR 272, Steve Groft (Director, Office of Rare Diseases, NIH, USA) |
NIH D7 DR E OB REE 2 B0 flA O fFpl 25 L, 2020 412 200 0)‘7@#@% .

2L OF/VIRBIZZWNEZ LT 2 BEEZ R LT, STmVBEBEA—T 7 KT v 7~
ORELOEED 258 | [EEEM S & O LR O EE M2 FF 2 72, Duan Ma  (Professor,
Shanghai Medical College Fudan University, China) (%, /¥ BIZEBRIIIZEY fHTe
i COTEBFEFHZGED | ADEE~OBLAEE Y - FER B OFDEEDESR - [Rare,
But Fare!] &\ %ﬁ’)‘ﬁ%k MEICBET 2 =7 A bR ST, HETORDEE
BT EMOEEENEAZDHEHE TH -T2, Vlrgma Llera (President, GEISER
Foundation, Argentina) 1A/ B OMBME ELEIZ OV TOELRLFE T AU I TO
ICORD PBRfER{T#E DEALIZ DWW THBIZFEIT L ﬁéﬂ%ﬁt@%ﬁk (EIBRH) - B—DE 1L -
L~V EREROBIMRIZOW TR, MRS K RETN R 5720, EFRA 218X
Hitg L~V LA RO D & TR RBIR P HIfF TE 5 2 Ll AR O E
% 3F 272, Domenica Taruscio (President of ICORD / Director National Centre for
Rare Diseases, Istituto Superiore di Sanita, Italy) %, « % U 7IZBIT DA EEZ LY
BRI E ENLADERE  Z— (CNMR) 0).55\{!3’]726 EHEIEE G AR L, 2 OEE
P Z3f 272, EUROPLAN (2 & filifv, BRIR - FREDEICRKITD Y Y —AL Xy NU—2 D
WS, F7-Froir 705t BE o Hif ) EOBEEM: 23872, Hugh Dawkins (A/Director,
Office of Population Health Genomics Public Health Division, Health Department of
Western Australia) X, ERNTOFRDERBIZONWT, EEROHIRE L EEIZOWNTOHEH %
BT 5T, ICORD 2 aa=7 4 —06E OV R— 2Tl 2@l A
Ry b U — 27 OEBEHEICOWTIHFAT,

By a8:
The value of and promotion of basic research in RD -The future for international
research collaboration-
FrORBICE T 5 ANt OfffE & %@1}@5@—E|¥u‘—‘iﬁﬂﬁ§:ﬁ0)4‘5f§'@-

At va T, FRARE S 5 72 DI B2 R O FERR I T T #keE
Bz R~

12
Copyright (C) 2012 NPO PRIP Tokyo. All Rights Reserved.



ICORD2012 BHfeiks

ks (Professor and Director, Department of Genetics & Genome Science,, Tokyo
Jikei University School of Medicine, Japan) (X, 74 Y YV —AHOME (T A1 Y — L0
(IHERENICERT D2 ETRIET D22 L0, T4 Y Y —LHOF TR, 777U —HO
BEHDPROEL L, R, 3= =l 2L E) A=A JER, BEIEIC
ODWNWTHR, FITH T 7 7 U —IRICKIT DEERM L Z TOIOR A~ T, BERMFRRED
MR R L, BT 7R IR E & DR Z iR~ FRISIAEES LT % ips MIIBIC K 216 FRICE
WTITEBEB DL ETH L Z L k4 7-, WHifkls (President, National Institute of
Public Health, Japan) (%, feEHEE EBIRAIZET 2 2 & 2 F0ITHRI LTz, FREEED
I BB DORIR L 2> TV HBRBIZ 56 R DH Y . 70 TADBENRND &Rk~ BEHN
ZUBRIEERBRLEEMT ) T~ h—F A, R—=F Y URITIERE A BEE S5 2
ENRRETH D L7z, —F, BEEBDRVEB T, KRR LEMEZ IR~ [EH
B M TH D Z L &FF 272, Steve Groft (Director, Office of Rare Diseases, NIH,
USA) I, NIH (28135 F 7 A L—a Fui%E (B TS) OFHEITE L Tk,
NIH Tix TS #fEt o ¥ —%s e L, R¥ELWH LT, i B CIFEEE AR 7 = —
X2 DEMEIZFF > T DTV A TS LR <7 iz s, TRND F'2 77 AL\ 9|
FiDRB LA DN WVEROIREIEDO T v 7T LaSi b BT, BHrEEoRal 22 BRI
WA TS L7z, Yann le Com (Executive Director, EURORDIS, France) (&
EURORDIS OMEE & ffify 2B L CTik<7=, EURORDIS TiXZ i E TP 10 Fff T~ 72
HFBREZ R — L, BORBREOM — 2 K> TE 722 &2k, 4% 10 /] T, WFEL 1%
(ZENTWS 7o, F7o, BHERDRBHIE Y Y =T AERL L, MDREDT
D OIRFIEDRFREC, HREH, BEFBLOMDO AT — 7 RV F—Z T D Z &
iR Te, AARIZH, ERFETLADREITKSTEHERBEO T 0 =7 NRKLETH
52 LRI,

By al9:
It’s All about the Patients
TRTITBED-DIC

AREyva Tk, TRTUIBEOLDIZ, BIERHE COBEOFEOILT, A -
HEVAME B O BE HRORRAL, %\%/ﬁ\@‘/ﬁ@\ T DR EBIRIEIED 7 a — L 7 BAFEIT O
THY EFbsni,

Yann Le Cam (Executive Director, EURORDIS, France) (%. ZEMIERGHERE 2 38)E L 7=
IR EFED 20 FH AR Lz, 23U O/NRIEEE CRIMERMEE & 2k S, v a R F
VARZERBED CF 7V = v 7 TRiEZ %17, NORD X° Genetic Alliance & D /) {10 T
F=T 7 BTy T ORFICETF L, BRMERHHEDHEDOT=DIC, FMOEMO T
&—%%&Lkozﬁﬁ@%\%ﬁi%% CEIK KO Lﬁfhi&%@wo%%ﬁbw
RO TEEEZGEE L ED -, BARICL o TUE, METZRZ LEEFRZERRE N Y
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D%, PUTWETIL 21D | IBEROWEEL L TWD, SRIZFEDOL IICASL L TES
TATIT A INKR&E T —~< 1272 > T\ 5, Mark Krueger (Mark Krueger and Associates,
USA) X, A - BHAMR B O BFEFUROBNIC DWW TRz, BFEFEIRIE (D) BE R

(2 #F - HRoE, 3) BIREEIZIT O bO T, $%IW®747%4ﬁw&7

RART =2 oW TBRTe, HPEBOBEIIFELLTIZADOLERDD, TODITI
HHRELAETLO2MNERD L, BERRITIET., ZOOITKLTLIMLERDD, LrL,
T TIE AL, BEMKTI e B —IFER I KV ERBORZIZR L 9 5 Z & &2k,
Barbara Wuebbels ( Director Global Patient Advocacy Programs, BioMarin
Pharmaceuticals, USA) (%, BEESDOIEENTHOW T, HENEEFED? [N EBEHEN? &
CIZBERIEDR O 20?7 WOBEHENEENT 50?2 [ZOoVWTHhRANe, =T 7 KT v
DR CIIRPDOEN D BEDNETRE L Lic, BESOT RARAD T —DAX NV EHT
LM EAHE . EURRODIS Mg+ 22 D7 1 7T A&/ L7z, Ginny Beakes Read
(Executive Director, Global Regulatory Policy and Intelligence, Eisai, Inc, USA/Japan)
(X, A BRBIGHIED 7 0 — S LR BRI OV TR e, 7 A U T 1980 4E IS A D E SR
BEDT 07T KEiGd, BANENDT, ZORDEZT T, =77  FT v 7RO
077 ANEENENRY, Za—Ub LTS, =77 Y K7 v ZRBICONTO%
(TAVA, BAR, g—wy/, =X T7VT7 A4, BB, @E, aorv7, A
Fra, TARCFr 2T R b= NTR T TN uyT) OFa ST A
IZDWTHAIT LT,

Ty a rAEREBELT, TRUBFEOLDIC, BEBLOEOFEE, £ L CEEH
ROIFEEZ ST, £ LTAHD - BHAMEREIGRED 7 v — L 7RBIRIC SV TR Y B
GIVIze WANT 4 ATy va TR, WPKBORERORIE LIRR, 7/ Ly —7 >
ALY =T xRy U —F 2 T OB ONTE RN ST,

ATy ar:
Discussion / Workshop Summary / ICORD Position statement / Closing
T4 Ay vavy | V—svaylEe® | B

KeyarTlE, /7a—vr 7L LT, V=27 va vy iZOoNTE T V—7 Tk
NIENBEOE LD, KEERARDE &, BfRE ~OHFE, RIEBIEIZ T 72 B0 #71
DWTEE LA DL,

John Forman, (Board of ICORD, New Zealand) 2>51%, ICORD KR>3 v A7 —
KA FO#EN M B -7-, ICORD @ Position Statement OERLD HAGIX, A/ EHEIZHE
LTCMARETWENTIERLS, MAEE WAy ETR L, AERICET 5k
DTL—=LT=7ZL TN ZETHD, LEETEIE LA LVETIIELVO T
RN, ETEREADEBICRN R Z L2 LN ENWTRVONE NI FERH DM, B
FHIAMEIZH L CTEELH Y, T XTOANCHYRERLZ T LUEERNH D LB Z T
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%, Position Statement (Z1% 6 DDJFHAIE 12 DA X2 AR A > b EFEHEH L, BUFAILIE
(D7D ZE 2 T RE)NER L2, Statement DA AT H ARAOAD CEHERIEIZ
572/ C [The Yukiwariso Declaration| & L7z,

D—=% T N—=TDELOTIE, T —F I N—T THimn SNZNEOREN &
-7z, [Research Collaboration] 7 /L —>7"CiX, ICORD (2% - & WFSEHE NS 5 M5
DoV, ZOTDITIIMNEI =T 4 VT ~OBMRV RV T LORBENRMLETE EE L
72.  TObtaining the diagnosis of rare diseases] 7 /L — 7" CiL, ZWiiEEIXI TH%IZH5 25
HEPRRESKERBOELEZZTVWET, 7AITYRXLLY 7 by =7 OIGHANEET,
DT 7y F 7+ —LREME Ry NV OEELEETHDH, T LT -FEHERD
FEMOETFR—2a 0 ZEBXTWHEE LD, [Access to Therapy in Countries
with or without Orphan Drug Legislation| 7 /L —7"Tlx, fREREIOEREOREITIEE A
EOETHEER->TEY, EREEB X D720, IS L TERH 2 3 EE &
mHZ e, OB LT OBFEBEEH L TWETR, BXETHRAICHD Z
EDFEI ST, BERICEBNTE L ED TR TCOREFELEZRE LT, fFRTHZ ENEHE
Th ., SBITET VEAES TRIEMRFISHE O T & E &7z, [Bioethics in Rare
Diseases] Z/V—7Tlx,. A v 74— Farty MIPDOFERF.LTH-T-, BEDOKRIK
ZRWIERETHERT 25 EICIT IF BLEER, ZOXSIESETRR 2 H0, H
ARIFAVNIAZ L E—RRIF BB ThHLEE LD, TBE RBELAGDER 7V
— 7T, FEAIORWERARBE, RS L Wo B OREEICEAT 2 EEME, IO
SeImAFFE D LBEMEIZ DWW T & & Tz,

Wz, AEBRfED F & o KEIFHEICAT72H Y #i74 & LT ICORD OBk & kR
HEER L N—=INEDA =V RH o7, £72, KO ICORD K4 B TITOILD & D
HRND T,

foeld T, Ao FEMEF 2 RF L CTHEA H A F (Chief secretariat of ICORD2012, Japan)
nh, ZOEOBMEDORIER KOMEENR D o7z, AENE, 21 22E S 268 AOBINE ., 72
HTNT 83 DRAZ —NbolcZ L BRESNT, £/, SEHDOAR—HTH2 C3
(C3:Connection + Collaboration = Creation) Z s Tt L. 4% connection D A7 —
Toh - T, IEVREE collaboration X creation # Hf5 L TIEEIZ W Z L2 EHE LT,

wZIC, WERIEOFEEFEAREL T, Li ER16, 7VTOREKE LTHEAR, BB%
B LT EETHEIES TWETWD, EWIH Ayt —URbolz,

ICORD # 7. Extrasession & LC, ¥V I —7 4 7 &ML,
Dealing with the Natural Disasters "Earthquake
WHAREBRDPLFS, BREERITBITS L LVWBEIEICONT
RI =T 47 TiE, 20114 3 H 11 FIT HARDERER L7 s B A KRR K ICRB W TR L
BB L ZOXEAEKNE AR A M 2L, TORBREMELTHHS 2 LT, “H
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IRRERFCEBIT D REEE ICHOWTEINE L& Oikim L7,

SRR Y A BT, SRMEE MS ILo2 (FH) OHAKRIER ST, EREE)
B x EEDS> TV BED=—X EREHOIELIGREETOED LIZET 534
M) DOiEWAE, KERF - ATBUCHEM L TH 6 O MEMLZF A7, Thicxt L, HAREE
95 - BIRHIA S (JPA) OKRBEFRIL, KET D850 S HIC T 5 BELED
A (BEZSOMRICE T5@A%$%£%@h%%%£%§%ﬁ@ﬁﬁl%)%%%
L. ZBEMEKE ZOXZERIEO SRR BERENLMETH D Z L&A iz, AT RE
JREIR R B ik O TR KO 1X, WENR7Z T2 TRl EBEOLOT
TOMBEENPEEVIRLFA LI, BRETIEIR, REBRMRESBRZIF A2,
PRIP-Tokyo/ I K7D PAT AT R BT M COBEFE D =—X & | ZIITIE 2 D R
EBHO—ENNETH o2 &R 82 @G L, BESEREROIA, HEL AE) LI
HTEL BEERFZ O,

SHIE, FENOOSMENERFOBEIEL VST ZNETHE D L < OHIHINR
RVEBIORER L EOXIED D RO THK 80 L DBMEBNEE o7, BHEEND
DFEF% . 2% 51X Orphanet (77 &) @ Segolene Ayme K0, 77 AIZEBT
HEMFIE LT, EREENTN TR T 2REERY — N & EICK 2 - ohBaEER
BHUATANEELTNDZ LMD, TO XD 2EFREH L | BRARFIZRIREF
MR ATREZR B DAL O TIER W E OB AR Sz,

=T AV ORBICHEETLEDDHICHIED, L0 B L THLOEME LT,

REENLE THOTHRE Lz, BAKOBRE T2 1E U7 U O LB
$%iﬁwﬁ—xﬂﬁ“#%®ﬁﬁfJb&wmbfw< &
ZOBEATHIE LB O - 0101%, B LTS ITHRAE) OMicEEX
%ﬂ%@ioﬁ\@b@:—z%ﬁ@_wwﬁf\%ﬁﬁéﬁ%ﬂﬁﬁf%é_&
WETIZ T TIERD, LDOTT b EDE RSB ETHDHZ &
REN, BMEFEOREOL EE LD BT BT,

ICORD %## 2T
DOV 7T —<iX, TC3 (C cube) : Connection + Collaboration = Creation] T

&%, ICORD2012 THAKEDRRE R NT o ZA L LW, HOGmWEREB I R-o722
ET, Kx ORPUCET 2MAEGD 2 ENTE T, Fio, ZLOEENRHSVWOER
R, E L TCHADOTDOFERNPEZ »7-, 2, Eikd “Connection”lZH7-0 ., Zi
CENREHBDORRKOEIRTH S, 5%, "Collaboration”, %L’C”Creatlon”@ﬁxfibb ZH|5E
T HIOITIE, REFHOMBAIBME - Iz, & A (k) oz L TEn b a2 X
ADYR—=MERINEETH D, FriZ, BEOARAFEZ R TDIcb, HLr~LTo
Wl BAfR O e & i,

BRIZ, ASBERET212H720 LARVEHIEZ L TWeZn = BEE B LU
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Zoy ZICRSEHHR L BT 5, ARRITEEOZES H Y WEHHIF K 2 4 L RHRICH
Teoles, ZOMbBREEZBUNSED Z L2 B - LK > T ES o7 ix 72
LIZIE, ARHEORNTH Y 2o lc 2 &z lET 5,

RIS oNT L LT, fd - BHAMER B B BENT TR S 2 £ 3 1Mk 5 &
&bz, ERSMMIRIT 2 BRE R OB et L O ED 2 & 2> TR LR,

ICORD2012 1%, #4 DX K —FThHY, T—I/LTILRY,

YE PEFHEA T (ICORD2012 HERE)

17
Copyright (C) 2012 NPO PRIP Tokyo. All Rights Reserved.



