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Mia évwon ouAAOywv aoBevwv n otroia 3PaCTNPIOTIOIEITAI OTO XWPO TWV OTAVIWV TTAOACEWV HE ETIKEVIPO TOUG aOBEevEig,
EVEPYOTTOINMEVN CTNV UTTOOTHPIEN TWV aTOPWYV Trou Jouv JE TETolEG TTABNOEIG Kal oTN BEATIWON TNG TTOI6TNTAG WIS TOUG.

H EURORDIS cival évag opyavioudg OTOV OTTOIOV GUPHETEXOUV, WG eVEPYA PEAN, GUAoyol aoBevwv agiepwuévol oTnv BeATiwon TnNg TToIGTNTAG
CwnG AWV TwV aTOUWY TTOU €XOUV OX£0n YE OTTAvVIEG TTABAROEIS 0TV EupwTrn.

H EURORDIS 18p06nke 10 1997 pe mpwtofoulia Tou AFM- MaAAikég ZUAAoyog katd Twv MuotraBeiwv ), KatamoAéunon tng Mucoviscidose
(FTaANIk6G ZUANoyog KuoTikig Tvwong), LNCC (EBvikr) 'Evwon katd Tou Kapkivou) kai AIDES (FTaAAikiy Opootrovdia yia 1o AIDS), oUpgwva e To
uttédelypa Tou NORD (Apepikavikdg EBvikdg Opyavioudg Zmaviwv MabAcewv) yia Tnv uTrooTApIEn TnG dnuioupyiag Tou EupwTraikoU Kavoviopuou
yia Ta Oppava ddpuaka Kal TnG TTOAITIKAG TNG Eupwaikig ‘Evwongyia Tnv Anuooia Yyeia kai Tnv BiogappakeuTikn ‘Epeguva.

H EURORDIS cival onpepa évag ouvaoTriopog amd mepIcooTepous Twv 270 cuAOywv aaBevwyv, ammd 31 xwpeg, kai  gival éva MaveupwTraiko
ZupBouAio EBvikwv ZuAoywyv Ztraviwv MNabrioewy.

H EURORDIS e€ival 0 eupwTraikog opyavioudg Tou avTimmpoowTrelel Ta 30 ekaToppupia aoBevWV TTOU TTACKOUV 1T OTTAviEG TTaBNaEIg otV
Eupwtn.

H EURORDIS eivai évag pn KuBepvnTikdg, Un KEPOOOKOTTIKOG Opyavioudg, PE auaTtner] TTOAITIKA Sla@dveia TTOpwY Kal KaAR SlayeIpIoTIKN
TTPAKTIKH.

AmrooT1oAn Tng EURORDIS Ti gival o1 oTrdvieg TTABNOEIS;

Na Snuioupynoer pia 10xup Traveupwaiki KoIvoTnTa . Ol OTIGVIEG TIABHCEIC  EiVaI XPOVIEG, ECEAIKTIKES, KATABGAOUY
(LI WElD e RN Chid @uidiiis T'I'GGHIUE'G- Kal ETMIQEPOUV aVATINPIEG, Eival OBaPES WG TTOAU ToRapég.

Na givai n PWVI TOUG GE EUPWITAIKO 5,“'"""550- i » O1 omdvieg TTABAOEIS TTPOKOAOUV QVIKAVOTNTEG — QUOIKEG Kal

Nu’ TroAepnoei RO WOV EIT I O VR OVEROIAV I COY WUXOAOYIKEG, Kal PTTOpPOUV va TTPOKAAETOUV EOWTEPIKEG r/Kal
Tabioewyv otn Jwi Toug. £EWTEPIKEG DUTHOPWPIEG.

+ O1 omdvieg madnoeig empBaplvouv coBapd Tnv ToIdTNTA TNG

 MNa Tov okomd autév, n Eurordis avahauBdvel dpdoeic  yia KaBnuepIvig {wng Adyw NG EAAEIWNG auTovopiag.

Aoyapiacpo Twv HEAWV TG, WOTE: « H ouxvémnta kdBe omaviag TABNoNng eival WIKPOTEPN Tou
* Na evOUVaUWOEl TIG OPADEG TWV ACBEVWV OTTAVIWY TTABRoEWY, 1/2.000.
* Na vopipotroinBoulv or otrdavieg Tadnoeig wg Béua Tng Anudaiag - MBavév va utrdpyouy 8.000 GTravieg TABATEIS.

Yyeiag
Na avamtiéelr 10 Koivé aiobnua OXETIKA MPE TIG OTTAVIEG
Tabroelg, kal va a@mvioel Toug €Bvikoug Kal  Olebveig

80% eival YEVETIKNAG TTPOEAEUONG.
Mrtropei va egpavioTouv oTToIadNTIOTE OTIYURA 0Tn wH.
30% Twv acBevwyv TeBaivouv TTpIvV aTrd TNV NAIKIa Twv 5 ETWV.

OPVGV'UPQUC’ . . ’ * 50% Twv acBevwyv TTeBaivouv TTpIv aTrd TNV NAIKia Twy 30 ETWV.
* Na BeAnwoel v mpéoBacn oTnv mAnpoedpnan, Bepareia, « Agv UTIGPYEl BepaTrsia, yia S& TNV GUVTEITITIKE TTAEIOYN@ia Sev

@povTida, Kal uTTooTAPIEn OTa dTopa TTou {OUV ME OTTAVIEG UTTGPXE! OUTE KAV BEPATTEUTIKT QYWY

mabnoelg, « H mAnpogdpnaon eival Aiyn Kai aTTOCTIOCHATIKY f N TTPdcRacn
* Na evBappuvel TNV KOAf TIPOKTIK O€ OXéOn ME TIG OTTAVIEG gival SUTKOAN.

mabroeg, ) o « H épeuva gival aveTTapKng Kal Xwpic GUVTOVIOUO.
* Na 1’Tp0w9nC’I£I TNV EMOTNPOVIKA Kol KAIVIKA) €peuva  Twv « T€ VEVIKEG YPOPUEG, O OTIGVIEC TTABHOEIS TTPOORAAOUY TO 6-

oTaviwy Tadhoewy, 8% Tou TTAnBuopoU, dnAadn TTavw até 30 ekaToupUpia AToua
* Na avarTigel Bepatreieg kal op@avd GAPHAKA yia TIG OTTAVIEG oty Eupmm.

madnoelg » 2mv Eupwmaiki ‘Evwon kd0e omdvia madlnon mpoofBdAel éwg
* Na BeAtiwoer Tnv TmoidTNTa {wrig WE TNV UTTOCTAPIEN TwV kal 220.000 aoBeveic.

aoBevwy, MPE TNV KOIVWVIKA TIpdvold, Kal TIG EKTTAIOEUTIKESG

UTTNPETIEG.

www.eurordis.org




WwWww.eurordis.org

Tpéxouoeg rpotepaidoTnTEG TNG EURORDIS

Mepikég dpaoTnpioTnTeg Tng EURORDIS

» Emiyvwon Twv omraviwv radnoswv.

» MpéaoBaaon otnv TTANPoPSGPENON.

» MpoéaoBaon oTnv didyvwan.

» MpdéoRaon oTnV BEPATTEUTIKN aywyr Kal PovTida.

» Aikain ka1 dueon Tpdoacn oTIG VEEG BepaTTEieg.

* Avelpeon TTOPWV yia EPEuva yia TIG OTTAVIEG TTOBNOEIG.

* E@apuoyn Tou:

» KavoviopouU tng Eupwraikng ‘Evwong yia Ta Opgavd
dappaka,

» ®appuokeuTikng NopoBeaiag Tng Eupwraikig ‘Evwong.

* BeATiwpévn dla@dveia oTnv TTANPOQOpNon yia Ta @APHAKA.

» Ammodoxn Tou Kavoviouou tng Eupwrrdikrg ‘Evwong yia ta
MaidiaTpikd Pdpuaka.

» Kavoviopdg yia 1atpikd eE0TTAIONO XPNOIUOTTOIOUPEVO OTHV
BepaTreia Twv oTTAVIWY TTABACEWV.

» EupwTraikd OiKTUO YyIa TIG UTTNPETIEG UTTOOTAPIENG TWV

aoBevwv.

* MpdTUTTa KEVTPA.

* 2uppouAio EBvikwyv Evwoewv:

* 'Eva gupwraiké dikTuo yia Tnv apoifaia evouvapwaon Twv

EBvikwv Evwoewv Ztraviwv MNabAoeswv.

* EKTTQIBEUTIKEG GUVAVTAOEIG,

» o€ dIAQPOpPES XWPEG, TTou Ba BonBolv Toug aoBeveic:
—0TnNV KATavonon Tou TTPWTOKOAAOU KAIVIKWY SOKIPWY,
—gTnV EVIOTION AgIGTNIOTNG IATPIKAG TTANPOPOPNONG
oTo AladikTuo,

—oTnv KaAn MpakTIKA yia TNV TTapoxr) TTANPoQopIwyV
yIa TIG OTTAvIEG TTABNOEIG.

* Eupwtraikd Zuvédpia yia Tig Zmrdvieg MadRoeig
—Kortrevyxdyn 2001,

—Mapiol 2003,

—N\ougeppoupyo 2005

* E-Newsletter: H Eurordis ekdidel €va nAektpovikd QuUAAAdIO, o€
5 yAwooeg, pe TAnpogopics yia didpopa BEPaTa TTou agopouv
TIG OTTAVIEG TTAONOEIG.

* loTooeAida: TNV nAekTpovikr dleUBuvan www.eurordis.org
divovtal TTAnpogopieg yia Tnv Eurordis opgava @dpuaka &
oTravieg Tabnoeig e 5 YAWooeG.

* ETAoigg ZuvavTtioelg Twv MeAwv: Mevikég Zuveleloelg,
ouveédpla og Bépara KAeIdId, Kal CUVAVTHOEIG EpYaaiag yia TNV
uttoaThpIgn Twv acBevwv aTnv BapkeAwvn 2002, Napoup 2003,
Kopk 2004, kai Bevertia 2005.

 EurordisCare:

—'Epeuva oxeTiki ye TNV Tpdofacn o€ gpovTida yia 6 OTTAvIEG
TaBnRoeIg o€ 17 eUPWTTAIKEG XWPEG.

—'Epeuva yia Tnv kaBuoTépnaon didyvwong yia 8 oTravieg
TTaBRoeIG, o€ 16 EUPWTTAIKEG XWPES ME 69 Ouadeg aaBevwv Kal
6.000 aoBeveig & oikoyéveleg o€ 12 YAWOOEG.

—MeANoVTIKR €pEuva yIa TIG OIKOVOUIKEG ETTITITWOEIG TWV OTTAVIWY
TTaONoEwWV OTOUG AOBEVEIG KOl OTIG OIKOYEVEIEG TOUG OE OAN TNV
EupwTrn.

* H Eurordis €ival TapoUoa og ToAAd Eupwraikd I5pUpaTa
oTwg:

— O Eupwtraikég Opyaviopog Gapudkwv EMEA,

— To ®époup NG Eupwtraikig ‘Evwong yia tnv MoAmikA Yyeiag,
— DG Health Rare Disease Task Forum,

— To Eupwaiké ®époup AcBevwv EPF,

— To Eupwraiké ®époup yia v KaA KAvikr MpakTikA
EFGCP,

— European Platform for Patients’ Organisations, Science and
Industry EPPOSI.

Mepikég dSpaoTnpioTnteg Tng EURORDIS

Eupwtraikd Zuvédpia yia Tig Z1ravieg Madnoeig
-Kotrevyxayn 2001,

-Mapior 2003,

-Nou&epBoupyo 2005

E-Newsletter: H Eurordis €kdidel €va nAekTPovIKO QUAAGDIO, O€ 5 YAWOOEG, UeE TTANPOPOPIES yIa BIGPopa BEPATA TTOU APOPOUV TIG

OTTAvIEG TTOBNACEIG.

loTooeAida: 2Tnv nAekTpovikn dieuBuvaon www.eurordis.org divovTal TTAnpo@opieg yia Tnv Eurordis opavd @dppaka & oTravieg

Tabnoeig o€ 5 YAWOOEG.

ETtnoieg ZuvavTtioeig Twv MeAwv: Mevikég Zuveleloelg, ouvedpia og BépaTa KAEIdId, Kal CUVAVTHOEIG EPYaTiag yia TNV UTTOOTAPIEN
Twv acBevwv atnv BapkeAwvn 2002, Napoup 2003, Kopk 2004, kai Bevetia 2005.

EurordisCare:

-Epeuva OxeTIKN P TNV TTPOCRACN o€ PovTida yia 6 oTrdvieg TTabroeig o€ 17 eUpWTTAIKEG XWPEG.
-Epeuva yia Tnv kaBuaTépnon Sidyvwaong yia 8 otravieg TTabACEIG, € 16 UpWTTAIKEG XWPES e 69 ouddeg aabevv kal 6.000

aoBeveig & olkoyéveleg og 12 YAWOOEG.

-MeAAOVTIKA €peuva yia TIG OIKOVOUIKEG ETTITTTWOEIG TWV OTTAVIWVY TTABOEwWY 0TOUG AOBEVEIG KAl OTIG OIKOYEVEIEG TOUG OE OAN TNV

EupwTrn.

The Rare Disease Platform

e Alliance Maladies Rares

e GIS Institut des Maladies Rares
e Maladies Rares Info Service

e Orphanet

European Organisation for Rare Diseases - Plateforme Maladies Rares

102 rue Didot — Paris 75014 — France
Tel + 33156 535210 Fax + 33156535215

- Institut des .
==_maladies
' rares

ﬂ‘
Q & ?‘\\‘a”%
\. 3

E U RORD |S Maladies Rares
Rare Diseases Europe

Maladies Rares

Info Services O T’D hQﬂ et

N® Azur, prix appel local

Greek translation by

Brussels office: Tel/fax + 32 2 733 81 10 Myrto Antonopoulou




