4. tHZEE7] - 3 H?EOD $£

MERD - EEEEHT DI ENRESS, ROBERTOCAESEICLTEHL TVLWEEL &£ 5,

- MEZEUMEEFNICITEEbEZECHEWVWEL LS
°ﬁ%mvif’8@$5ﬁﬁ5ﬁ\ﬁnﬁ&&(ﬂBAbﬁib;5oﬁn%@ﬂi%iéh?
WREELZEEAR GBEAVPHEARY) | BENSDELRSSICEAEHN. BEEORE
%%@t%ﬁ%biﬁoﬁﬁﬁwﬁﬁﬁ%ﬁﬁmx\Iﬁ%ﬁtAbﬁT%#T%%%wﬂ%n
EEEVWOFHEERZFSTENTEET,

o MWEDLENH >LBEDROBLEEEL, EFAOEENBRPHEBEICOVWTHEEETHE
FUL &S,

o BEBILDWTHBREILEL &5, BIZREY T — MREZEDOIEEEIRER. ZFPIYIEa
—OREE, RBERLGE, PELGREBZMAMNCBEROEESNEIBI N HAWTEZ
ESTEINREZMHERBLEL &5,

o BHROMDFEWICDOWTERLEL &S5,
o SEDER (BH. BE. EFZOM) EESHESHMOBDEDELEL & S. LEEMEER
[CIREITBEICT DD, BBEFESNEBELU TCHREICHERG D EZEKEBEIT DFEICTEIH. BEKCD

WTHELEWEL LD
o FEICL > TELBHREESEHDIESI M OWTIE, OELITTHELXEDOFKTE D EHEITL
FL &S5,

o BEOBERELDSHREMLI TR, 7 - EHT 2BEMCLIREBIRELET, F
WEBONE, SEEEMICHRICL T, BEEE> THERD - ESERBLEL £ 5,
. BESANRENTPZLEL &S,

o READGBEFHEEETIERICIE. FRICEGADIENEETY, WEEAICHELZGZRIC
1T~2RlcFEHTWEE, ZOBRKEZAALU TSEICHALLD, KEFCHERKE —E
[CESTEDTBERBWVWTL & D

o WRZRET BHBAICIE. TDEHBECDODVWTHHDOETEHUEIL &5,
o FEBADMATIE. HBRIDEDRRICIHUTRIALEL &5, (WEAFAZFEE BESX—
YIUZARBEENR, BERLBEORSZHA, BE)

- RRICHRRS - EEZRBLELLS

o BNDRDFRAT I a—IVIcHE> T, REOMERD - EEZEBL T, BDEICISU TR, o
FHEDBRRBADIZZED. RENS DR, BEE, HBEFCIETEBRITHRRICHLTES
KO ULEL &S,

- BZEHSELELELS
o FIBOMEDHFICIE, MEREEOBMATINE. NLBRE TORELHREBERA L BA R

129



FENHDET, MAEBAEHEKRL THREDHETZRHDEL & So

o BESUI YA MNRETHRETDRICIE. EFIICHRERAICHNBOERZLTESVWEL &
S, [6] LGS - EBECODWTEEDIFZIEDERL T E L,

E D)

FERRZw 7 OX Y MM, ERICEBEEZRS B >TEBRENEHINTWET, CHEHEROHDZHIETE
SEMEELIEEIV, '

130



5. MR - ETE%MHTLK

WEOHABICEL > TIFERB CHEN TR EIIRDFtA, BEIABEICES>TIF—HEELERDHD
ENEFELWVWDTIN, REFBEDOMHER S - EEOMEICL > TEIDRWHERZEDHEENH D £9, HEH
1 BEOBMBEICIXEDI SR ENRETL LD, BIADBTOEZTAHATLLIZET L,

- ARECEDERFRE : BEVWDOEEBEFRZEELTVSESIZALELLS

o REAICOICD® - EEZ S 5T, EH%TCHCD'&H% WTEB <, BESDEH
ZILDOWTHEBU TWEKBENHD XY, ZDLHICIEIMEEZBERORRICHEF L
D, BRXBRPHMMEZRELD. &EmwuméfﬁmFH%;&%ﬁ@T?o

o BERPHSHNSRETEBEINPTVWEEICHGNIE. E2AHENSDHNHEPI<RSET
U&So MIRANCT L TR T TGS, HRIEW U TRE BE2ADL S5 OBERIEMHEERAIC
To22&iCED BEVWDBERIELDABICEIDRIBDIEZEZISNKT,

o MREMNSDEBERICNT 2HARBERZEHNICEORBEL TWLLEEXL &S, HIREA
ICIRTERBELT 2D TERL T, MROEBRLZBERAS HHERIFERLRITHIE
RPBOWA - EEEFEANZRLK>TLIRVWET,

o MARER & DEFEBERIEEEVDAFERZRDZ LT THIERTEIEA. HRICIEHDI—TE
DHBMIL—IDEFELE T, —Fle LT, AREROER. SRR, ABRFICOVWTT
To COHARTAYTHEBNLTVWERTDT, BOIIL—ILZERBUTEEIL & Do

- BESNBOREMTEEICKRFLELELS
o WA - BHEHHE > L SN EANRTEONBE TREERAGDN ST, BERKED
SOBRELT EFRHUOTHESS EVWSRRLEISNET, LnL. %@E@%%ﬁ?
2ERBE, HERD  EEOLEMIC OV TRERNBOREMOREORBNBEICR > T
SES

o ZNTIF. MRS - EEZRRKT BHICIF. EOLSBHMEENHZTL &5 —Hl&
LT, BERANOHEDAY Y b HROIERME, ELDBEANDOHRDET. HEADIED
EDlcrvterTa7 EEDIT) BENEILSNET,

o LML, BESRMEITTIRARDA U Yy MOFREZELSERT 2 EBRHETT, BHICK
S TEAREBAUD S OHBANBEICZD I EHHDEXT, HRAEOBEREEZRDZIE %T%
BERPESERICEVWT, MRANSORBAZRITEIEHEREITIDENHD ZT,

o WIFEWHA - EEIEA TN &\ 57< @Eﬁn1ﬁﬂ7’3\b®$ VDK 2AEEEBHTERT, INT
DIRRICH AN TEZRRTRBWGEIC, BUERROICHDOHMEELDEICREZTLELED, L
b\b%%%?@%ﬁfiﬁ@%%ﬁ'ﬂi%ﬁbb\i%é\titi\ BEEORER EE=ZFNREMRDERLSE
BB UNEEA

%E«@@UHH%%%%"@M%b&%
o Fyu—hoOEE EEREOKE. WASR AROHARE, WEHS - EEICIELOR

131



BOBHEBEBILB>TEET ., AMCL>TRERDT—INARMBUCR DI EZHOIADH
BM%Tb&?o BABHRDOREIEEDADI & HREHH - BEOMEICIFZEDEES TR
AIRICIRDET,

B Z (L, BRRRERER CRER) [HBEEOHEDLDICIERARBRIETT, BEDOHHELULTE
BORRBIIEDHETA, UHUL., AEOLHEMEE m&bnb\b%é%twﬁébb [CDWTIEFETH
BEWEETHD I EFENITT, IROEEFERELZSBIMEATVW ZEHEBERDREITIER
WTUL & SD%

KEANOUHENT ITIIHEBEFEP A —I)LOERIPEZASNEIH, ZHEDETE R PRERBIIG
BENOBMARME DEEERZSDDIRYBERTIT, TDLHICIE. T—IR—RICXBBEBRD
%EE%M\% CBBENEUNERA. MREALTTEGRLS, BROT—IN—ZALEBRERICES
TRYVGHEICRD EEZSNETT,

. EELOEBEHIOEEERDPDELLS

o ERDOEEDLDICEBEENEDLSICEMTESDE. BEROFEESRE UL THERBICEET

Yo 1lEU. MEHD - EENBESOREIOINTTRHDETA. ABIC. BENIIC, &
i, R - EEICEDREDHNZEZ 2N EEZ R ITNIE. REBICESMRIIRAIRET
ER

BIZIE, Zor—hOEEPEERBEOMMENZTH, ERICEHANRTNIETHTCEEE
ho BFICIGRBEZEDESICIE. MERAICESENEOERENETY, BESOEBEKIOD
TERIEDETITHN, BESNSOFEH UL T TIEREIERETY,

BESOERGNNDOVWT NG, BERITEOMANAEICLRZDDULNEE A, %%‘%@E
TR Z—ZXDRBEDHICBEEESDBEERZW>TET, EFIRCEHFMRITZIEHHDE
EWSZETY, FIZIE, EEFEEBRBICOVWTHREZEZAATITARE., KDIEELL ”ibb\
AERRzZEEHESTLEL D,

- B, BHORIEAZANDELLS

o BADEERTIE. ERMEBRENMHRIL THUWERCZEIEEZ/E> TOW KD BEIEHUEN

ULTWET, BADHIST, HERICEWTHHERG D - EEORIIEFZHEIZIET, £
DEVWHEZHT IENTEDLSICERDTL & D0

o Tfc, MIRHBH - BEOHERPREZRRT 2/HIc. BERRALOBRRRBOLBEREEAS

nNEd, 7rvor—hOREBEEEHGEEFHNBEDICOVWTS, HOBESDFFIZIFBICSEIC
BDERT, HHEFZEPTIHICD, BERALTOEREZRHD TN ZEHXRYITT,

- BERMRER TRRL TY. BBATEHATWBSHARENVWDIRD,. BRY) HICRALTVSEADRE

TEZAD.

BDED) IeDICTED I EE—BICEZTWEFL & S,

132



6. WA - EBEICOWTKZDITIR

RUSRODELD by

ﬁnﬂﬁ%@%%AEﬁ?%&%wAﬁ ﬁﬁﬁﬁﬁT?ﬂ MR T 3 M ERBESAIC S TUEB M-S
AHBBEVSERIAETT, XBAIL> T, %&i?mTéﬁwT%Emgt%%%tub

niﬁoEEM@EE%%%@BE#b\ﬁm&%%fﬁﬂgﬁﬁﬁh cid. HRICET 2O TE R

BEARAIR TS

HICBERADPRERERRT D @AZHARL TLWD, Fe@Z U TERBUNTDOWT, BEEICHRETT
DHENHD XT,

. BADIBREZEMITIZEEDEES  FIZIE. ESVW-SBRERHITION. HNFNERDZDOH.
fAICEREINZOL (AREFEAN. HER) . KDETHNTHIBRERENHE 200, RENBD £T,
B - FEEOEMEIC K > TIEFHREAICHERX L. Fild U EEREPEFRICE EH TR ENKEIT
ERS

o MEAIDBHIEWERDFRSIBEEDEER ( HIZIE WRBETOEREZECETEESLR—bED
IC AN TV, M%%E:i?kthMﬁ(?%t@@iéi) BRENFEINDIBRETRTY,
ZESEOBREHREEV., ARIEMUICEZSHERLHLE W e ABUANIICIEFRBZHES MU E
Th, FiIcNRE CHEINDS %r@%ﬁmagomri BFICEBEATHRUTRAELTLES &
BARKEREBREBDET, £, REXPHEINZIBRZH TS5 VWL T, RRZFENICTEZ
TULES EBARBAICEKBEDOND £T, EOLSBAR - BNADETH., ARERICHEREZE >
THFELLD, BELAEELTE, ARBATY T Ny TEINEARBIRY VI %R > TR
N5, BEAETHASREZER LU TWeEEZFNEBN TS, BRENHD X,

LTI INERZXTEHE U, BRNCHAMAEFE LE>THBLEIIKLEL &S,

o HARMEROEDFEWZEEDEWARICDOVNT, —EDIL—ILZED B,

o BESBILZFDIL—ILICAID, HEBREEZIOES,

o MERROBECTUREZTZSANICHEICLTE L,

o BEMEMEICSIMUTVNREVWSERBERKICLDBEERTHNVDETT,

BERLUTEDLZD. BAEULTEDSD, ZEBRBLELLS
- BEREULTEDZBAR. BE @) SULTHA - EECLIOT, URERICH L TEENED
Y. SETBAERIBICE, ﬁ%tb?@ﬁﬁﬁ%ﬁ%?%%%#%bi?@T FRCRI LT

BEXEL&LD, e, HEDORICKK, FEUVUTORETHBIEZTRICEBL TRIBVEIL & S,
%%%@$Tﬁ%%%%ibk%%\%@Atﬁkﬁﬁ%@fi@<\ﬁﬁW§\%EW@E%&bT
K[ELDEL £ 56

o FAAELTHALZESIF. INTHEADEEEG > TUERSARELBD XITOTEEICHIGLEL
£D. PSRN tb\&@n . ARERAICSEFIICAVWEDESZEDBRETT ., BEIDBEICHZIR
RTEAEUTEDRBEICE. BEREUVTBDLIGREEEONMEYLNZEZERL. BEICINUTE
ERRCHERZWND LS LEL &S,

BEFRADEDLBCEICAET 3. BERESERESAZTT 50

133



o NEBEPERRENRELRBEDIZE. FATRBIREIHRICHAILICWERSHZEENH D F
T, BEEBERKORREDITUBE—TIRBANWIEZRHEICEZ DD, BELONEICEHEL &

Do
MEZXTICERELIDODBEWVWS &, REHINEFTESKMOTEEDHB &
ZTRICEBRLEL & So

o FEIF., RLWIFIRHEHREZ NI THULERSOEMNE - eI BRI NE. BOEARRZEZ(T T
HDTHERFTEINET. MRARD SIRFEHBE TCOEBIFI0FELBI5FEEHEDLNTED., ETERWVE
BEREELET, | o

o HFRICKD &, E NTORRKREERRICI0EDEFEEMNA> TERELTH, FREMIT T<FDH, I
BRBDDEFLITHNSEICTEET Ao £, BAHRBRIIICIEZ < OFIRASER CEREYEFV\ /zin vivost
BRY. BEREDOH (invitro) DFER) MThNTRD. EHLEYNEIEN 2HEXIE1/300012ETT,
SEIFERT—IOEMITICEDVWTHEEED TLWBICHELIIDST, 8% UM ULAVWDHEES
HEDOTIRTT,

(FIEEFREBRETH Z FEL TWERT)

SE

EILE—KEE TRRPICE T2 EMEAIERITORR ERK, BB
BEBI LTI NKH
http://www.jpma.or.jp/event_media/forum/repo_32.html
(http://www.jpma.or.jp/event_media/forum/repo_32.html)

FEDIEFZU

BEHY TN
http://www.jpma.or.jp/event_media/campaign/campaign2006/cont01.html
(http://www.jpma.or.jp/event_media/campaign/campaign2006/cont01.html)

134



=L\ T

EHARTA Vi BERLCBEBRBETHBERY L — THHERIC bz > T8
BTREMS L CEEMERL. FRLEEDTT,
ZDHARTA VRERLTWER A, £fo, —BMORHRIERTEENDS LhEEA. LHL, FHA
RS VEHATES, BEANENEDERDILDICHEIEERTEEECRELLETHESEY
%, BRICOLEBLTHS SR CREVALES DTRAVIEBVET., ASOHSAVEEREED
AMBEDE, A A—TRFTEEZARFNEVWFIRNC EEBRTZCET, HRELDOIZI 2=~V 3
VB R D, SEMBLA DT ENTESESICRZNE LNETA, ZORBE. WHDEER
FHEEED. BENORAI RGN - EEATESTEMELERDET,

SHLMEL TREDRET - BREBIR->TVEET, Fo. MREEANDRE, DHDPTLHRE
DI TOEEWEZBZTVET, HSANSOBRERBEALACMRSIAVIELTOELNEEZTOET

DT, SEDBKXBULIBEVELET,

SHE - MTET 218

135



HARZAVERAY v 788N - BWEb
(S

HARZAMERTIL—T
o REZT (—MEEAN BHARER - EREGHESs, —REEEA 2EBREREKOS)
o KFHEM (—REEEA BHRER - wHAimzEs, BEFREFEEEAN ERER Y MuEE)
o HRET (—REEA BAER - ERMGmESs, —REEEA 2EBRRERROS, )
o ANEET (—REEEA BAER - mRHEhES, BFEFREFNEENEAN MM EMTHEERE
(PRIP Tokyo), EHWEKAX) *HA R4 VEREFEH
o Special Thanks to; ZHIFEZH(PRIP Tokyo) * 7 = 7 MEREXY

BKAARZAICDWNT
BHA RSy (B—h) & "TBEIXEAFESENETENICERITEIEZERT 70 DEHIBEICHE T

e RAERE . FEREE (BEFERIEMREERE (FRH24-25FE) ) O—RE U TERWUE
Lo

BETEMEENEANICHRMRZIEZENT 5O DAFFHIBEICH T R (SR JPATFRIT)
http://www.nanbyo.jp/kenkyu/index.html (http://www.nanbyo.jp/kenkyu/index.html)

g - HEMERE (1. BER CHRR)

(1) BERNEBESCHRARICET 2HERSE €01
http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/3-6.pdf
(http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/3-6.pdf)

(2) ERBERCHRMAICET 25/EFRE €02
http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/7-12.pdf
(http://www.nanbyo.jp/kenkyu/hokoku/H24siryo/7-12.pdf)

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

SER—ITI, HFHEENCIVETOT, TES5HTHERIEEN,
http://www.nanbyo.jp/kenkyu/hokoku/h1.html (http://www.nanbyo.jp/kenkyu/hokoku/h1.html)

136



HEWEDLEEL

— M EEAN BARER - RREGGESs (B8R JPA)
T162-0822

HRHFEX TELE2-28 HREF/N\M YT 6105
TEL. 03-6280-7734

FAX. 03-6280-7735

E-mail: jpa-kenkyu@nanbyo.jp

© —fFENIEA BAHRRME AR

137

2=
=

= & PRIP Tokyo, 2013-2014



EURORDIS|

EURORDISE B A% - AAM KGNS (JPA) FiBMERE

JPALRR M F L BB R (EURORDIS) i3, EFERER D HLCHII3H D
EBEEROERICAT-EAMEEXIETHEMEL. 2013FIC5B26 B (EER
2(MOU)[CBLLE, AHEBEXEEDORKCHETIERERETTELELC,
AEOF P ESEE RE2MOBRELUEEERETS.,

TEURORDISEJPABI TMOUICE B TERCERETHRAEICBRNET, IJPAR
REETHIFBEBBEOBTIAV M, (REBEEERBLURMICEETS
FOERBEREBDEFRERETICLEEMNELTELE LB ALEVNERMET, |
[FA7=5EURORDISIZ, § BIJPALHEICNS— b=y THEBRERBAREIEELTE
MEHD CLLeniTNET JIEURORDISOCEOTHBYann Le CamEIdik AL,
ICOBER. FLEBREESO0EREDZRBSE. FEOFERBHELHER
BICFTIDATOEEN DFHF LWE—HERBITLLI, ] = -
(B #ERTH Tateo ltoh]

EURORDISE . HVEENHOBERSIUVBAACIIBETTHREARTHD, RIT BB MNTHELEREBERD
B FETEIARBICBIZBRERRYMNI—DEBE RRMLALTOEOHK—Ib. BLUFDEBICETIER - Y-
AR -TREESAO7ILARBLIZIFLERBEOBIMTOBIKRICHTIERE -BENLGEETHD.
EURORDISIZ1997E(C I N . £ B HLUAFM-Telethon (EILFYAEER) . EC. BMBERKRFCINKELTE,
EURORDISO& BIZRES2ME - 5T BICEN>TH., 1930005 ADEER/LLIFTS., EURORDISIZEE(C20094
[CNORD (US National Organization for Rare Disorders) &, 20122 [{CCORD ( the Canadian Organization of Rare
Disorders) LRIk DEMEMBELTHD, BN —db XEOEREEREZRBIBLTNS,

JPAIZ20134F1 BICNORDERIHDEZMEHELTHN. BEA—XEROEREEIHEERCEHBLTNS, SEOEE
B2, BELBICAI3EBELEESTOESEFTETERILSEZLELC. EREZSIIHTIENKRICETIMNE
DRBEFEMCEIE T

* ZAMOUME#E(L, JPAIRE R T, EURORDISIR/IVICTENENERBIVELELRE,
AEICETIBVEDEE

JPA http://wwwnanbvoin/ (3BY BHEFF)

EURORDIS: htto//www.eurordis.org/ (3B¥ Zoe Alahouzou)

139




EURORDISE B A &R - KR E AR ESE JPA) BNRIEEZ RS

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 initiatives
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 Itoh. “We *-* come
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. “This

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 ' ‘[kYanHLey Gam ‘\”V‘l/'L\] e

diseases internationally.”

JPA, a non-profit umbrélla 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.

BE EiEE S (Memorandum of Understanding) (PDF)

(ZB5)
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EURORDIS AND JAPANESE PATIENTS
ASSOCIATION (JPA)
MEMORANDUM OF UNDERSTANDING

EURORDIS and Japan Patients Association (JPA) recognize
that rare diseases are a global public health challenge and
share the common understanding that people living with rare
diseases and their families share similar challenges
irrespective of which part of the world they may live in both.
Disparities of access to information, diagnosis, care, and
support are huge and growingly unacceptable. Our goal is to
support policies and practices that would speed up scientific
discoveries and innovative treatments, provide access to the
highest standard of diagnosis and care, offer high quality
information, and help break the isolation of the people living
with rare or very extremely rare diseases.

People living with rare diseases are facing many challenges in
common that could be better addressed on an international
basis. Raising rare disease awareness, sharing family
experience on coping and caring for a child affected by a
complex rare disease, advocating for and promoting policies in
favor of research on rare and genetic diseases, collaborating on
National Plans, strategies and policies including orphan drug
policies, conducting clinical trials on very small patient
populations, promoting better standard of diagnosis and care
and easier access to cross-border care for patients affected by
rare diseases are obvious examples of where collaboration on
an international basis can be advantageous.

EURORDIS and JPA can be key facilitators to promote the
common interests of people with rare diseases and to empower
patient advocates. Social justice is required to help bridge the
gap between those regions of the world that have been more
advanced than others in their strategies to address the needs of
people living with rare diseases.
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EURORDIS and JPA have come together to collaborate to
improve the lives of patients affected by rare diseases and living
in Japan or the Europe and the partners listed below have agreed
to enter into a collaborative agreement to work together in areas
identified as of mutual interest.

Description of Partner Agencies

EURORDIS is a patient-driven alliance of Patient Organisations
and individuals active in the field of Rare Diseases. The
Objectives of EURORDIS are to build a strong pan-European
community of people living with rare diseases, to be this
community’s voice at the European level and directly or
indirectly to fight against the impact of rare diseases by
improving access to information, to services, to diagnosis, to
treatment and care, and by promoting research and the exchange
of good practices. It was founded in 1997 and is supported by its
members and by the AFM-Telethon, the European Commission,
and corporate foundations and the health industry EURORDIS
represents 571 patient organisations in 52 countries providing a
voice to the approximately 30 million people living with rare
diseases in Europe alone. EURORDIS has already signed a
Memorandum of Understanding with the US National
Organization for Rare Disorders (NORD) in 2009 and with the
Canadian Organization of Rare Disorders (CORD) in 2012 thus
continuing to strengthen an ongoing collaboration between
Europe and North America and promoting international
collaboration.

JPA is a non-profit umbrella organization established in 2005. It
focuses on rare and intractable diseases (NANBYO in Japanese)
and has a membership of approximately 300,000 from 72
organizations, including individual patient groups and
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regional canters. All patient groups and regional canters are focusing
to “NANBYO” area, which include with rare diseases, intractable
diseases, and severe chronic diseases. JPA provides patient/family
services and advocacy on public policies. It also collaborates with
other organizations in Japan and organizes patients’ forums.

JPA has already signed a Memorandum of Understanding with the US
National Organization for Rare Disorders (NORD) in 2013 thus
continuing to strengthen an ongoing collaboration between Japan and
the United States and promoting international collaboration.

Roles and Responsibilities

The collaboration between EURORDIS and JPA will focus on general
activities designed to increase understanding and communication
between rare disease patients and patient organizations in Japan and
Europe. Such activities will include:

*Strengthen the common international voice of people living with rare
diseases and address rare diseases as a global challenge; promote rare
diseases as an international public health priority; develop worldwide
actions, frameworks and rules, through or in partnership with other
organizations;

*Address the major expectations that patient communities have in
common in Japan and EU and on a worldwide basis (a) to promote
rare disease research policy, support and funding (b) to enable earlier
and better diagnosis of diseases and promote equal access to the best
standard of care (c) to promote the development and availability of
safe and effective drugs and treatments, (d) to provide methods for
improving patients' quality of life when no treatment is available (e) to
provide easier and wider access to quality information and patient
generated knowledge on rare diseases.

*Share information about rare disease patient organizations in Europe
and Japan

*Share information about current advocacy initiatives in Europe and
Japan
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In time, the two organizations can discuss other more formal ways to
collaborate, such as:

*Rare Disease Day: The overall objective of Rare Disease Day (RDD)
is to raise international awareness of rare diseases as a public health
priority to policy makers, health care professionals and other
stakeholders, and the public at large. JPA already coordinates Rare
Disease Day in Japan and will continue to work with EURORDIS in
order to take RDD to a worldwide level and try to make it an official
Day recognized by WHO or UN.

*National Strategy/Plans on Rare Diseases: EURORDIS and JPA will
collaborate on sharing the experience of the European Union and its
Member States with Japan and receive feedback with respect to the
Japanese strategy.

°Advocacy coordination and possible co-signing of Joint Position
Papers: EURORDIS and JPA will share information about current
advocacy initiates in EU and Japan, and intend to take joint bilateral
positions on issues pertaining to rare diseases, when necessary.
*Promotion of rare diseases as an International Public Health Priority
through the creation of Rare Diseases International and the promotion
of rare diseases at the WHO and OECD.

°Collaboration on Conferences

*Seeking funding to make it possible to add Japanese as a language to
be supported on RareConnect™ global communities

*To investigate ways to work together on global patient registries

*To explore jointly applying for funding in support of international
activities

The JPA & EURORDIS MOU will be communicated in the following
manner:

°A special section will be dedicated to the MOU on both JPA and
EURORDIS websites including the display of the partner
organizations’ logo on each website.

*The Partnership will be broadly and regularly communicated to the
members of each organization and to their partners, in particular
through their Newsletters
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Commitment to Partnership W=~ =y FICEBT 58K

This Memorandum of Understanding between EURORDIS and JPAis | AMOUT. EURORDIS & JPAIZ A DR BB OB THE S
part of the continued effort to stress the International dimension of the NAEBIWNEEFHOIKRZELS FELE T, LB IL
Rare Disease movement and the global benefits to be gained by AMOUDHNEEZMHER L9 2 TRIEL., UTFIZEBALET,
collaboration in this field. We, the undersigned, have read and agree FL7- BIIKEB L ONEEIZETARES 2N LET, F
with this MOU. We approve this declaration of friendship and 2. R HORLEIRER OIZ L, MVRRIZS R D
collaboration, and declare our intent to investigate other, more formal AR FECLE > TEBIEHTAHIRELZZZICRALE

ways of working together in the future. 4,
YannLe Cam Y2 ¢ L« A R/~ TH Tateo Itoh
CEO, EURORDIS President, JPA
EURORDIS{tF JPARER

May 26, 2013 201345 H 26 A
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