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AEATIO TYNOY

«19 Iouviou: Maykoopia nHépa ApenavokuTTapikng Nogou.
Evnpépmon, n KAAUTEPN NPOANYN>»

H 19n Iouviou £xel opioTel WC N Nnaykoopia nuépa ApenavokuTtTapikng Nooou, anoé Ta Hvwpéva ‘Eévn.
>1nv Eupwnaikn ‘Evwon n Apenavokuttapikn Nooog (AN) ouykaTaAéyeTal oTIC onavieg nabnoeic (rare
diseases) kai ekTipaTal 6T vooouv nepinou 103.000 dtopa (oToixeia Tng Eurostat 2016).

H ApenovokuTTapikn vooog, dnAadr n opdluyoc dpenavoKUTTApPIKN KAl N HIKPOOPENAVOKUTTAPIKN
avaiyia (ouvduaopog e PETOYEIAKN avaipia) gival KAnpovouIKn algoopaipivondeela kai unopei va
dlayvwaTei Ye €101k aipaToloyikn EETaon (nNAekTpopopnon aigoogaipivng) n Hopiakn avaiuon.
MpOKeITal yia XpOvIo VOoNUa Je coRapEC Un avaoTPEWIPEG BAABEC OTNV UYEia TWV NACXOVTWY.

To voonua nipe To Gvoud Tou and Tn dpenavoeidr] JopPoAoyia Twv epubpwv aidoopaipinv. Ta
naboAoyikd auTtda KUTTapa nou {ouv AIiyOTEPO XPOVO 0 GUYKPION KE TA (PUOIOAOYIKA, OTEPOUVTAI
nAQoTIKOTNTAC, PE ANOTEAECKA va PNAOKAPOUV OTA AIOPOPA ayyeia kal va Unv oEuyovwvovTal
owoTd ol 10Toi. H vOoog NpokaAei JepIKES anod TIG akOAouBeC NaBoAOYIKEG KATAOTACEIG I Kal
ouvOUAdOoNO QUTWV: XPOvIa O&sia aIOAUTIKN avaiyia, Xpovio 1 o€l novo, anAacia JueAoU TV 00TwV,
0&U BwpPakikd oUVOPOWOo, oNANVIKO eYKAWBIOUO £puBpwv, KapdIaKEG, NNATIKEG, VEQPPIKEC BAABEC,
ayYEIaKA-eyKEPAAIKA €MEI0O0dIA, KATAOTPOPI-VEKPWON 00TWV Kal apOPWOEWY.

Tn dekaeTia Tou 1970 Eekivnoe otnv EAANGDa npoypappa npdAnyng aigoo@aipivonadsimv Kal
dnuioupynBnkav Movadeg Meooyelaknc Avaidiac kal ApenavokuTTapikng NOoou o€ Peyaha
VOOOKOWEIQ TNG XWPAG, Ol ONoieC onuepa avépxovTtal oTic 38 naveAAadikd. ‘EKTOTE, £XEl NEPIOPIOTEI O
ap1BuoC Twv NaoxovTwv e Apenavokuttapikn Nooo kai onuepa exTigdaral 0T {ouv otn EAMGda
1.000-1.500 aTopa.

370 nAdiglo TG NpOANWNG, ONUAVTIKOG €ival 0 NPOYEVVNTIKOG EAeyXoG Edv kal o1 dUo YOVEIC ival
(opeic Tou naBoAoyikou yovidiou, TOTE unapyel nibavoTnTa 25% va yevvnBei naidi Y AN. 3 auTn
TNV NEPINTWON, Ol HEANOVTIKOI YOVEiG Npénel va aneuBuvBoUv o€ KaTAAANAO IaTPIKO KEVTPO
MPOKEIYEVOU VA AVTIHETWMIOTE TO eVOEXOUEVO YEVvNOoNG naidioU Pe Tn vOoo.

TEAOC, €nikalipo NApapével To BEUA TOU KOIVWVIKOU OTIYHATIOWOU, KaBwe apKETOI NACYXOVTEG AKOMA
Kal anuepa kpUBouv T NOCO anod Tov KOIVWVIKO TOUG NEPiyUpo £EAITIAG TOU KOIVWVIKOU aNOKAEIGHOU
nou iow¢ unoaTolV e TNV Pavépwaon TNG. uvnlwc, aiobnuaTa evoxnc, GoBouU Kal XaunAngG
QUTOEKTIKNNONG XapakTnpilouv Toug NAGXOVTEC auToUG Ol OMoiol anoQEUYoUV TNV TAKTIKN IATPIKN
napakoAouBnaon e O,TI eMBApUVON UNOPEi va EMNIPEPEI AUTO OTNV UYEIQ TOUG.

O MaveAArviog ZUAoyog MpooTaciag MacxovTwy and ApenavokuTTapikr kai MIKpOdPENAVOKUTTAPIKN
Avaiyia, nou 19pUBnkKe To 2005, £xel WG BACIKEG OPATEIC TOU TNV NPOANYN, TNV EVNUEPWOT TNG KOIVNG
yvoung, Tn diopydvwan nuepidwv-ouvedpinv, TNV evioxuon Tng ave&aptnTng SiaBiwong Kai Tn
BeATiwan TG nNoldTNTAG (WG TWV NACKOVTWV.

O ZYNMAAPEMIA eival péhog Tng EAnvikng Opoonovdiag @alacoapiag (E.0.0.A), Tng EANVIKAG
>uvopoanovdiag ATopwy Je Avannpia (E.Z.A.pe.A), kaBwg kai Tng MaveAAnviag ‘Evwong Znaviwv
Mabnoswv (M.E.Z.MA).
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