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MaveMivia Evwon Znaviwv MNabroewy
Greek Alliance for Rare Diseases

H Hoevediiqvia 'Evoon Xanoaviov Hedcsov (ILE.Z.ITA.) sivar o kivinon, éva un
KEPOOGKOTIKO COUATEID, TOL GTOYO YL VO avOdEiEEL KO VO avamTOEEL TAVD GE KOWA
Oépata tov omaviov Tabfoewv, YEVETIKNG TPoEAevong M WUn, OAES TIG OPAGCELG
EVNUEPMOTG, EPEVVAG, CLYKEVIPMONG TANPOPOPLOV Kol aAinioBonBelag.

H IoaverAlqvia 'Evoon Zraviov [Hadnosmv 18pvdnke to 2003, pe toug €1g otdy0LS:

= TNV EVUEPMOT] TNG EMGTNUOVIKNG KOWVOTNTAG KOl TOL KOWVOU

= 11 fertioon g mo1dTNTag Kot TG dtapkelag ¢ {ong Tov acbevov

= TNV gvioyvon g eATidag Yo T Ogpameio TV oMAVIOV TOONCEOV UEGH TNG
EMOTNUOVIKNG Kol KAMVIKNG EPEVVOG

" TNV EMAVON KOOV 00QOUAGTIK®Y TPOoPANUATOV

Me v wépodo tov etdv, 1 IToveldqvia ‘Evoon Eroviov [Hobnoewv dievpuve tovg
Touelc otovg oOmoiovg dpaocTtnplomoieitan, pe TN Oeoywyn TOV  aKoAoVO®V
TPOYPOUULATOV:

Kotaypaen Znaviov [Tabncewv omnv EALGSa
Ipoppnr Bonbeiag

Toapeio Apmyng

Yoyoroyikn vrootnpién

Qo 0éhope va Cntioovpue amd TNV ETOpEic 0OG VO pOC TIPOCPEPETE 000
KMpoTieTikd (WoEng/0éppavenc).

Ewdkd avti v mepiodo mov dexdpacte acheveic yio TNV YuyoAOYIKN TOVG VITOGTHPIEN
o€ &va YOPOo TOL dev VILAPYEL KMUATIGUOG, €lval amapaitnTo va vmdpéel o {nToduevog
eEOMAMGONOG, TPOKELUEVOL 01 GUVONKEG TOPAUOVIG TV AGHEVOV GTO YDPO oG va. gival
01 100VIKEG,.

I'vopilovtag 10 KOw®VIKO TPOG®TO NG eToUpEiag cag, eAmilovue otn ompién tov
acBevav pog kot tov Popéa. pog, dedopévov OtL gipaocte Mn Kepdookomikd Tmpateio
LE EAY10TO £5000 KO AOVVALLI, 0yOPAS TOV TOPATAVED KALUATICTIKOV.

Xapw avtomodoTiKOTNTAG, TO AOYOTUTO 1TNg etoipeiog cag Bo eppovifetor otnv
10TOGEAIdO. TOL @QOpEn pog (Www.pespa.gr), otn OeAMda HE TOvg yopnyovs /
vrootpwktég g ILE.Z.ITA.

20G EVYUPICTOVLE EK TV TPOTEPMV KO TIGTEVOVUE GTN OBETIKTN GO AVTATOKPION.

Mg extipnon,
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Moapravva Aapmpov
Mpéedpog g [Maverinviag 'Evoong Xraviov [adnosmv



