PRIP Tokyo

HR-IEHEETA—D L
TEYEY 3 BRHE

2011411 A12H

BEIEEFFENEN MR ENTHEE#E (PRIP Tokyo)

R - STEIR 2 74— 0, 2011




B ENEEEAKRES

m EFEEEREREMT

B FEHAKREXNLORZTKESROFELE R

B DIA: Rare Diseases and Orphan Products MeetingZS IN#x &

B PEICETIRADE A E SUBEHEMRBOFEINR

Copyright (C) 2011 PRIP Tokyo. All Rights Reserved.

p3-10

p11-13

pld

pl5

pl6



PRIP 7oky0 FHE- NORD

National Organization for Rare Disorders

National Organization for Rare Disorders

mORREE. TOXBERKROYR—D=H. 45 . BFRIRS. IR, FLEHZRELT
FOERDREE. AR BEICEERT S

K=Y A EBLRDERR. EEFK. HRPRE. BERIESICET HFERORME
ERLZEOHFDERBEBEIBERAREORIET—IDIFE

K= Peter Saltonstall

NIVRTTHHETER, EFEFMEARETDI0FEL LDREERLH
Y, BHOEELI—TODEEREHEDHD, 2008FENSIRE,

EHRZENO: orphan@rarediseases.org

m NEIBN AR - AT &Hﬂ

A SHe ) n BELREADY—
20104F (1355 K)L) n SEFHHEER 20104 (133 AFK/L) Ex
11 =l N|
- = B nEE
" HREE = BE. TOMh—
= RARA n EEE
" A
m EFHE
o MERALE
oM (S S

Shn- 5 A EK: 163K
BEREEE 59K

20084 :
B TR AL - HIA
REOH Yk

19834 : A—2J7 K
S99 =D HITE

SYAE AV

20024F : NIHIZ&F D fR EB J

19874 : 2002482003 20084F : 20094 : 20114

19834 : E& 31

BEMELHET, F - FKERRF Peterhi{t HRFED- E—EUSFLD

EEXEIOTSL F ) T4—H RIZFHE HAMKRE KE-F—T7

#Gih AR Z 10012 D B BifE VESERME
) 3

Copyright (C) 2011 PRIP Tokyo. All Rights Reserved.



o |
PRIPokyo EURORDIS @@ EvRorols
(The European Organisation for Rare Diseases)
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(Group of Linking, Investigation and Support in Rare Diseases)

FDREICHE T 2ER - 3 - X EFE

Mission: & /DEEA ALK DQOLIZEZARE(ZDIVTRYMET &,
Vision: ST 7 A AMBICH 5/ VEBBEEC X BERFNEZRZ L,

3 AR, TRER. FM. BB LTORESFELEVAFHTEHETS.
ISV . TIEUFY FY, OAAVET  INFR, DT TA,. FTIT)LR)a, THTFFIL.
RIV=E¢ESTUOTAIDEZLDOEDEEHBOHEEHEZZIELTIVS,

EAX A& R
BEZRTOOHNAYD®RIE BELEEDHOREEREORE i
REERBEOBRIOHE BEELZOREOBRIUYR—F T= - ==
W>T7U7A)JATORD/ODD MHEVEEDLZDMOEERFED e

HEAZEDE R PRI —IHEEDRE My =
BAEDREEE~DAR,. XE BLOMEMAEDEELEE 5

ZF0EHRIEH W>7> 7 A)HTHE—DEURODISED b &=

TBEETOHAKZA EE

{3 : Dr.Virginia Alejandra Llera
20025 RN E

FERIE, ICORDD AV N—THH D,

E & 22 O :contacto@fundationgeiser.org
+054 261 4291987

AVE3—F Vb ETOHEEFEZITOTLS

Hacer una Donacién

IR HEREDEE

Geiser[F LA T DERB DR IRE. BIEF{ToTCE-(FELH)

FHORERM, (FOKREBARIDESICOVWTDI I/ RATAL AT DEE
‘ERK|SECOEKEITOS I
TFILEVFUDYARTO-TIT/RATALR-IUM YA ZAD B D EE
OAVET O LRSS T HEE
ISUITHOERIREDE=ODOFVESREICEHTIXE

2003 7IL¥ 2005 ER M ICORD 2007 2007 &4 2009 E£4) ICORD 20103 {&
2002452 | LFLTOY) FLOESER (=50 R BB DEREE (FT/RFTALR)
NEVKRSE EICSm (T2 R) SHEITS EEDJS
SHE(ZBM mRL SIIZT /
- BifE 5

HADEHAR

Copyright (C) 2011 PRIP Tokyo. All Rights Reserved.




PRIP 7010

New Zealand Organisation for Rare Disorders
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Taiwan Foundation of Rare Disorders
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Korean Organization for Rare Diseases
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DIA (Drug Information Association) iX, 4 -C 18,000 AL LD B
9D, RIS, EAKEEE, K A% BIXOREK, ~—0 7 0 7o
EIEFEMEDO L ODOMETE, DIA TSI T kT —~<icB3 5235 %
LTWET,

AE=H (LUF DIA Meeting &9 %) 1%, BCkoW@Es L~ 1O EHETH
% NORD (National Organization for Rare Disorders) 7 & ONZ EURORDIS

(The European Organization for Rare Diseases) 3¢ CHAE & L T4 &3l
FFE UTe, KEAMEE Cdh 5 FDANIH, BAFFECH D5 NORD, EURORDIS
Z UTBEMEREDS I/ L, A PBEE S OMMFER R OBUR & B R LT
SBOFECHONWTERLWEI T, HERESRERVE LR,

O HREITN 300 AChY ., £OL XA R REEBERE T L,
KENNOLOSZMENZEAETCLED, AP LOMEFRIZ. VT4, 4%
YA, 77 A, Yo7 o7, @E, RAE, ZRICHbIDELE,

3 HBICHT- 58Tk, FDA- ¥ - BB D3 2Z T ENELFRELE
By UPWATERME S dv. A D e BB, A e KL PR Av AR
MEHBFE SR LV ESRE, Vo P Y ZIZOWVWTHEENLERLID Y
o WP 8

A ST v g Tk NORD 145
T & 5 Peter Saltonstall K =
EURORDIS X & T & % Yann
LeCAM K63 REZITVWE LTz,

Saltonstall IGix, T—ADBH, —
DOMEE. — ANDOSE T, Rare
Disease # It ¥ B BRIEZ50kd 50
FIEE LWy, FRIC, B EORRFRRDL T,
SLIZELLS Iz TS (FriTkH. NORD 1%# Peter Saltonstall %

MR DOREFIRFBIZ N2 D BRATH D) |

EHE L. FDA, NIH, EURODIS 0¥l - #HiroERZHMA L E L,

F72. LeCAM I, EURORDIS #H OB R EFR~_T1%., A OAERERE

BTG/ NBELIE DS, 2ARTHIGER 7 a— BB THL 2 L. OO EH

~AOT 7 AFHRAMGBTHLIMNERLLZ LM LE L, ¥, HE%E

F oW EEE T e < BilRY R EEER AR IZ OV T H R A R F

Ule, BRUSZTHE. DREL. 8RN - 7 U7 I e TR sems MBS
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K, FDA @ Regulatory Flexibility CGREARLHIOZFlkeE) ~DH Y FA A%}
LT, ZL0EMLHfSFRZFELNE L, LTy i, HiZ"Flexibility"7Zi) %
PARLTH, %< ® Unmet Needs (FIZIBEIEDNHESL L TR WATDEBR) 2
W7 SN DT TR RII VIR Y 4 RGPS Mk, kAR —4 2 R &)
DEWMBE T VA 7 AN—BETHD, LOLEFEENEENLE L, £,
FDHIZiE. NIH ER Y — RT3 L8R oRBIREETHDHZ L. 4
HOROLIWERFTHEHOP T, CTEXHEHEEMND = — X% B LI~
XEPROONDZED, SHLPLOFRELTENRD ELE, HEILLIX, X
D BRI E LT, B OFEEEHR Registry) X F—=— A& BT LT
5 AT ADOKES, Natural History Study ~® X Y B 7o 248, #h b4
X415 FDA ° NORD #{X U8 & Lz ES - B EHE ok
DIRFERHY . BEBWITEY BB E L,

SB/WBML, 2RO H 2B X o@EmcilEE 2T 5L L i, W
ADZEECBMTHEESL., HRENTOHLZO L 5ot e T 5 HEMN %
MK LCE L, £, A BESO LT, HARBES L o2 R 5708
ZL PN EBHY . SHIITFEBHICMITEZ N EERTHEEWEE LT
WET,

B Website
DIA : http//www.diahome.org/

US Conference on Rare Diseases and Orphan Products:
(http://fwww.diahome.org/DIAHome/FlagshipMeetings/home.aspx?meetingid=26189
WA - mfih (PRIP Tokyo, EMBL-EBI)

WfEH - AT HA 7 (PRIP Tokyo, RCAST UT)
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2o Tn, HEERSDL LER, {ORBRE~ORBRLOFB LR SO5H5, 200 953 HIZiL,
R, SORBEREOSAIZ, THEIEFHESG (China Charity Federation) (Z Rare Disease Office (RDO)
SV EAONERE SN, RO IFECHVEROEELNRE LTS, 200 941 2 AIZiImPRE
BEEE LD P b, FVRBOHEE S &, BE~OE, IBEFIEOMERBIZIVEA TS,

201045H, PEEFSERFIXDSNEETY O RY U L2700, FEOFHVERDER W
FEIZ U7z, RATCIHAESR 1/50 TR, FAEW TCRAR I/ TREORIZFEOMDERLEL, P THLE
BHEORDERBIELINCER T2 L EF &7, PEITMARNREZ S P REOKRBAELIEFIC
REBRBFIZHA D ERIAEFNL TN D,

—FH., BERESOFEHLEALILR>TND, 200 7THE5
AR SN AT 7 7 & X B2 (ChinaDolls Care
and Support Association) & W) BEMAEIEDBRESTIL. CHINA-DOLLS
FIE MR SIE (Osteogenesis Imperfecta, 0I) Z e/ DB 7 ﬁkﬁEAﬁsuppomfsiofmg
HE NP M E SN A SEEN RS LI hE ettt
ANTWD, TRIERWTRE, Hx OBITBEK,
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LR Lz, BEORBE COR BB L shiz,

*7-. U U NPREMEIE (Lymphangioleiomyomatosis, LAM) OBEESTHAH
E LAM ZE s LA HE) BeE#EOBERZZHE ., [LAMOK] L) FliTh
ZFAT L. —RERICHT LM ~DELET E—L L TWD, HOFDORERENH TV
EoXRLADRBESTIE, HOBBEIANT VEFBHICHE L, XA TEI Nl
EHOKFE L EZIAD, HER r—r bR b7,

FRZH b od, FETIHERE LT, £2< 08R, /b EBRBE S mY7
WRETTEZZIT TR, REFKE VW ESEEOLORELZ HAUREL TURET HIERE
OIERIZEIT 2R PEEAKETEE W IO HBICEA S, BRI ECTHEFICRER—FH LR
D, AhfEfEELS 25, IVE<OBENRLY B AAEZEZADIZ, BHERESE S ~OHIRF
DEE->TND,

BEMPT: 1 & 2 BB ARI T EXBHEA 7 4Ty
(http://blog. sina. com. cn/chinadol lscn)
3>HDOTDHEALT7 %A b (http://www. albinism. org. cn/)
YERk# : Ping Yan (PRIP Tokyo, UT)
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