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AIAKHPY=H
A TOYZ ZMNANIOYZ OIrKOYZ

H Etaipeia OykoAéywv MaBoAdywv EAAGSag (E.O.MN.E.) og ouvepyacia pye EMOTNHOVIKEG
Eraipeieg, 10 Ymoupyeio Yyeiag kai Koivwvikrig AAAnAeyying (Y.Y.K.A.) kai Tov KaBnynri
Koivwvikng & MpoAnmTikig larpiknig Mavemiotnpiov ABnvay, Mpdedpo Tou E.O.P. kiplo
lwavvn Toldvra yneifouv Tnv TTapouoa Aiakfpugn, PE TNV OTTOIA Ol CUVUTTOYPAPOVTEG EXOUV
w¢ OTOX0 TO6CO va euaicBnToTToijoouv T0 €upl Koivd 600 kal va 8oBei Auon ota €dika
TTPoRAfUATa TTOU avTINETWTTICouv oI acBeveig pe Zravieg Néooug kal e10IkOTEPA UE ZTTAVIOUG
‘Oykoug.

H E.O.N.E. kai o1 cuvutroypdgpovTteg dnAwvouv Tn BECUEUOT| TOUG OTnV KATeUBuvon auTr Kal
ETMONUAiVOUV TOUG KPIOIHOUG TTUAWVEG SpacTnPIOTATWY yia TNV ETTTEUEN TOUu OTOXOU TNG
Alaxknpugng, o otroiog dev eival GAAOG aTré TN BEATIWON TNG Avayvwpiong Kai TG TPoBoAig
TWv Imaviwv Néowv:

OPIZMOZ TQN ZNANIQN NOZQN

ZUuQwva Pe Tov IoxUovTa opiopd Twv oTraviwy voowv otnv E.E., o omoiog eykpibnke amd 10
KoIVOTIKO TTpdypappa dpdong yia TIg oTTavieg voooug yia Tnv Tepiodo 1999-2003, otrdvieg eival
ol véooI TTou ep@avifouv eTTITTOAAoH6 6xI HeyaAuTepo atmd 5 avd 10.000 dropa otnv Eupwraikr)
‘Evwon.

OPIZMOZ TQN ZMNMANIQN OI'KQN

Qg oTtdviol opifovTal oI KAPKIVOI PE ETTITTTWON MWIKPOTEPN Twv 6 (OPIOPOG TOU TTPOYPAUHATOS
rarecare) 1] 15 (opiop6g Tou NCI) repimrrwoewv avd 100.000 TAnBuopoU (EVOAAQKTIKOG OpIoHOG
yia 1ig HMA: Aiyotepeg Twv 40.000 vEwv TTEPITTTWOEWV avd €106). To oUvoAo Twv oTraviwv
KAPKivwy avTITTpoowTTelEl To 27% Twv Kapkivwy TTou SiaylyviokovTal avd €10¢ Kal euBUveTal
yia 10 25% Twv Bavdrtwy, TTou oxeTiCovTal PE kapkivo. H voonpdtnTa kai n 8vnrétnta amé Toug
oTravioug Kapkivoug Baivouv auEavoueveg.

EPEYNA KAI H EZEAI=ZH

H €peuva kai n €€ENIEN TNG BepatreuTikAG f/kal TNG TTPOANYNG TOU KAPKIVOU YEVIKE, Kal Twv
omaviwv oykwv €i1dikéTEPa Paciletal, ouv TOIG GAAOIG, kal oTnV UTTapgn TOPWV Kal UAIKWY
HEAETNG. To TTPog HEAETN UAIKG TTEpIAQUBAVE! Kal Tnv Utrapén BIOBECTUWY TTPOG £PEUVA I0TIKWVY
Oelyudtwy. Q¢ ek ToUTOU, N CUAAOYN Kai N QUAGEN JEIYHATWY Kal OXETIKWY KAIVIKWY 1| GAAWV
ouvaQwy TTANPOPOPIWLY Eival OUOIWBEIS yia TNV TIpoaywyr Tng €peuvag. Me Bdon ta
mapamavw, n E.O.N.E. dpouoioyei tn dnuioupyia «Apyxeiou Zmaviwv Oykwv» (A.Z.0.). To
A.Z.0. @iAodo&el va atroteAEoEl To QaATrpIo yia Tn SpopoAdynon Tng ouvepyaoiag, opydvwong
Kal ouvtoviopoU Tng EPEUVNTIKAG TTPOCTTABEIQG OTOV EAANVIKO XWPO, N OTToia ouxvd givai un
atrodoTIKA AOyw TOU KATAKEPUATIOUOU A TNG EAAEIWYNG Opyavwuévng TTPOCTTABEIag KaTay pagng.

AIAAOIH TQN 'NQZEQN KAI TQN NAHPO®OPIQN

KaBopioTiké oTtoixeio yia tn BeAtiwon tng didyvwong kal Tng Beparreiag oTov TOpED TWV
omdviwv éykwv eival n Tapox kKai &iddoon E£MAKPIBWY TTANPOPOPILV HE HOP®R TTOU va
TTPOCAPHOZETAI OTIG AVAYKEG TWV ETTAYYEANATILWV Kal Twv aoBevwwv. H kataption evog duvauikou
eupetnpiou NG E.E. yia Toug otrdvioug dykoug 8a cuuBAAEl 0TV QVTIMETWITION OPICHEVWY aTTd
ToUG BaoikoUg Adyoug yia Toug otroioug e Bivetal n déouca TTPOCOXA OTO BEUA TWV OTTAVIWY
vOowv, cupTrEpIAauBavopévng Tng dyvolag YUpw atrd To TTolEg VOO oI Eival OTTAVIEG.

AIKTYA ENHMEPQZXHZX A TIZ NOZOYZ

O1 TTpoTEPAIBTNTES Yia dpdon 600V apopd Ta UQPIOTAUEVA (A HEAAOVTIKA) ouykekpipéva SikTua
EVNHEPWONG Yia TIG VOOOUG Eival:

— va e£ao@alioTEl N avraAAayr] TTANPOQOPIWY HECW TWV UQPIOTAUEVWY EUPWTTAIKWY BIKTUWV
EVNHEPWONG:

— va TTpowBneei n KaAUTePN TAgIVOLNGN CUYKEKPINEVWV VOT V-

— va avamtuxBolv oTparnyikég Kal pnxaviopol yia tnv avraAAayr] TTANPOQOpIWY PETAEU Twv
eVOIQQEPOUEVIV LEPLIV!

— va avatrTuxBouv ouykpioipa emdnuioAoyikd otoixeia o€ emimedo EE:



— Kal va utrooTnpiXeei n avtaAAayr opbuwv TTPAKTIKWY Kal n avdamrTuén péTpwv yia opddeg
aoBEVWV.

OEPATIIEIA

- EmapkAg evnuépwon 6Awv Twv aoBeviov Pe Zravieg NOooug yia TNV aoBEVEId TouG.

— TlpoéoBacn ot e€eidikeupéva KEVTPA OAWYV Twv acBevvv pe Zrdvieg Noéooug.

- Axdiwua péoBaong 6Awv Twv acBeviv pe Zravieg N6ooug o€ VEEG BepaTTEieg.

- H Tapox WuxXOokoIVWVIKAG OTAPIENG Twv QaOBEVWV KAl TWV OIKOYEVEIWY TOuG Eival
arrapaitntn Kai emREBANUEVN Kal Eival XpEOG TNG TTOAITEIAS.

— H opydvwon 1atpikig, KOIVWVIKAS Kal ac@alIoTIKAG KAAUWNG aTtopwy TTou €Xouv 1a6ei amd
Imavieg NoOooug, KaBw¢ Kkal n 100TIUN epyaciakh emavévragn, ammoTeAolv  Gpeon
TTPOTEPAIOTNTA TNG TTONITEIQG.

EPEYNA

— Mpoaywyr TG £peuvag yia TNV karavonon Tng TTaBoyEVEIag Kai TNG BioAoyiag Twv ZTTAviwv
Néowv

- TMpoaywyn TG £pEUVAs yIa TNV OPBOAOYIKY QVTIMETWTTION TWV WYUXOKOIVWVIKWY TTAPAyoOvVTwY
TWV ZTTAvVIWwV Noowv

- [poaywyn TG avatrTuéng VEWV KaIVOTOUWY BEPATTEIV KAl TNG CUMMETOXHG TWV AOBEVOV HE
ZTTavieg NOOoOUG O€ KAIVIKEG HEAETEG.

YHOYPEFIO YIFIAX

H Youtroupyég Yyeiag

EALBNIKD
ETAIPETLA

KaénynTri¢ Koivwviknig & MpoAnTrTikig laTpikig

NEIPOYPTTREE
OFROAOTTS L

Maverrivia Evwon Lnaviwy MNaBlocwy
Greek Alliance of Rare Diseases

H MNpbedpog

s



	Untitled
	Untitled1

