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HTHRFTEINET, AEFBDSIRFCEHAE COBBIFI0FEELHI5ELEEEDNTED., ETHRVW
FMENBEEUET,

o BFRICK D&, b NTOREREBRICIOOENEMBIEEWNA->TERLELTH, |EMIC T<TD, T
BREDEHLIHSEICTEETA, Fic. BARRIICITZ < ORIERKRRE (EREZ LV in vivoi
D, SRERE DA (invitro) OHER) MNfTbhhTE D, BELEYHIRITN ZHEERIL1/30002E T,
FFEIFELRT YV OEMFICEIVWTHEEED TVWBICEIDDST, 8% UL AWVDNERER
HFEDOTIRTT,

(FREBERBETTEHEZ FELTWETY)

& R

PILE—KEE "TX2CH T 5EMNARRIMOFA TR B
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http://www.jpma.or.jp/event_media/forum/repo_32.html
(http://www.jpma.or.jp/event_media/forum/repo_32.html)

MEDIE L
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http://www.jpma.or.jp/event_media/campaign/campaign2006/cont01.html
(http://www.jpma.or.jp/event_media/campaign/campaign2006/cont01.html)
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AHARSAICDONT
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BEXENARENEANICERARTIEZERT 27O OEFIBRICHEIT R (B8R JPARTRIL)
http://www.nanbyo.jp/kenkyu/index.html (http://www.nanbyo.jp/kenkyu/index.html)
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(1) EREESEERMRICATIRAERS 201
http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/3-6.pdf
(http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/3-6.pdf)

(2) ENBEREHRMRICEAT 2RE®RSE €02
http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/7-12.pdf
(http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/7-12.pdf)

(3) BARESFAEL L EIEICET RS
http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/13-28.pdf
(http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/13-28.pdf)

BER—-VYTIC, HERENTTVETOT, ZE5HTHRILEI W,
http://www.nanbyo.jp/kenkyu/hokoku/h1.html (http://www.nanbyo.jp/kenkyu/hokoku/n1.html)
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EURORDI

Rarn Diseases Europe

EURORDISEHAMFH - RFHAKIREBE (VPANFREERR

JPALBR M D E B2 (EURORDIS) (I, BEERES S HCHITdHED
HEEALOERICATEEMBERIZEEEMEL. 2013F(C5A26 A ICERE
E(MOU) B LE, AKX B EHORRICETIFBRERATILLLIC,
HROFZVESREE - BESMOERSIVEEEREETS,

TEURORDISEJPABITMOUICE B TERCERLETHRRICBNET, JUPAK
REETHIFREIMEOBTIAV I, RSB RBLUMIMICEETS
FOBEBRBEBEOEEERETIEEEMELTELLHALENEBNET,
Ff,%=5EURORDISIE, S EJPALHEIC/ = b=y T BBREHARECEEETE
i{EHBLEEBRATNET IEURORDISDHCEOTH S Yann Le CamK (iR 7z,
TCOERR . FVEBBECOEREFDHERARIE. ERORARAZLHR
BICATIIATOEENM M LVE—FHEBBTLLD, |

({RH&ETTH Tateo Itoh]

EURORDISE . H#LVEB P HORESHIUVEACLIIBETHEEEAARTHS RIAIBMB M THIOERBERS
BRbEFETIHELEBICHBIBRBERRY IR BMLANTOBEOH—b., BLUFDERCHTIHER -Y—-EA-
W AR MREEEANOFIELARELCIZIFLVERBROSMNTNIRRICHITIERE - MENLEHTHS.
EURORDIS(Z19974E L8N, & BB LUAFM-Telethon (FELFFYABER) . EC. HBIFAEICINERLTE,
EURORDISO& B3 RS20 E  5THRBICIA M HTHN, #9300075 ADEEH IV LIFTIVS . EURORDISIEBEIC20094
[CNORD (US National Organization for Rare Disorders) &, 20124E(ZCORD ( the Canadian Organization of Rare
Disorders) EE DM EMHIELTH ., B —IL K OE BB REERIBLTNS,

JPA$20134E1 BICNORDERI# OB ERIFELTHN. BFRA—REMOEMREE FTEERCHBLTNS, SEOEE
EZ, BHESHICHII2EBHETOEHERTETERLILRLLLIC, ERBERCHTIBARRICEATIMNR
DRFEEFBEAICH R TIN,

* KMOURKEHE (G, JPAIZE R T, EURORDISIF/IWICTENEN KRBV LELE,
FHECEATIMLEDE R

JPA :http//www.nanbvo jp/ (BY FEHHEF)

EURORDIS: http://www.eurordis.org/ (8% Zoe Alahouzou)
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EURORDIS & H R & - IR H AR 3RS (JPA) BNIREEZ R K

EURORDIS and Japan Patients Association join forces

EURORDIS and the Japan Patients Association (JPA) signed a Memorandum
of Understanding on 26 May 2013, bringing patient advocates from Europe
and Japan together to promote rare diseases as an international health
priority. The two organisations will share information on advocacy initiative
and seek ways to increase understanding and communication between rare

disease patients and organisations in Europe and Japan.

“It's a great pleasure and honor to sign this Memorandum of Understanding
with EURORDIS and the JPA,” said JPA President Tateo [toh. “We *** com

together to improve the lives of patients affected by rare diseases living in

Japan or Europe.”

“We, at EURORDIS, very much value our relationship with JPA and this new |
partnership,” added EURORDIS Chief Executive Officer Yann Le Cam. “Thi

is an important new step in creating a global movement of rare disease

patient organisations and in promoting the cause of people living with rare [Yann Le Cam ’\"‘J-b-?)]

diseases internationally.”

JPA, a non-profit umbrella organisation established in 2005, focuses on rare and intractable diseases
(“Nanbyo” in Japanese), and has approximately 300,000 members from 72 organisations. The JPA signed a
Memorandum of Understanding with the US National Organization for Rare Disorders (NORD) in January 2013,
EURORDIS signed a Memorandum of Understanding with NORD in 2009 and with the Canadian Organization of
Rare Disorders (CORD) in 2012,

This latest agreement between the JPA and EURORDIS reiterates the significant global benefits gained by

collaboration.

PE B8 # (Memorandum of Understanding) (PDF)

(CBHE)

MOUM, BMBLEELBD, ABMOSRT - THREELZELVAXETH). AEEMORTERATILOLIEERSVTHENNSBS
EN—RRITT,

B/ -EREROY. KBOMMARBICEILINEXRGRHE. AT RBAERTHECENET. COoM. o nRHES:
WMORHTIKIELBDET,

MOUIR, RS DRIETERMICRI->TIKRYEHESEVCRETSXETY,

2FEN (SEORS TR ENBATIORICOVWTERBLELEILIOH TRACHELTB(XBTT, 2L, —BAICE EHREDL
BOARTHIVETZT—AN B SELENCHENET. SRR FTEEEBENERX L BELTIPALEURORDISHEHELET
LTEVWRERBESILOEIAT. A BHOEYTEANBHICHTIRUEMETI. LVITNICENET,

2013%7A10H

EURORDIS

Rara Disaases furope
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