EAAHNIKH OMOXIONAIA £YAAOTON -
XIIANIQN NOZTHMATQN NAOHZEQN
(E.0.X. - ZMIA.NO.IIA.)

HELLENIC FEDERATION OF ASSOCIATIONS

FOR RARE DISEASES

(HF.A.-RD.)

v aplOp. 130/28-03-2022 Sratayn tov Elpnvodikeiov ABnvwyv,pue avéovta aplOpo
gyypa@ng 841 oto BLAlo oposTovdiwy Tov llpwtodikeiov AONVwVY

AOnva, 24/02/2026

Ol SMANIOI EINAI
MTOAAOL, DYNATOI
MTEPHPANO]

MANQ ATO 300.000.000 ATOMA
MArKOXMIQ% ZOYN
ME MIA ZTTANIA MAGHZH

AEATIO TYIIOY
Hpépa Xraviov Hadoewv (Rare Disease Day)

28 defpovapiov 2026

H Hpépa tov Emaviov Iobnoewv goptaleton otig 28 defpovapiov 2026, davdovtag pio peto-
covid-19 mepiodo, mov £xel oALAEEL TIG cLVONKEC 6TO TESIO TS KAMVIKY épevvag, TG TepiBaiyng Kot
™G PPOVTIONS VYELNG Y10 TOVG TAGYOVTEG UE OTAVIES TOONGELS KO TIG OTKOYEVELEG TOVG.

Tnv nuépa avtn elvarl 6€ GLVTOVIGUO TO TAYKOGUO Kivrua Yo TIg ondvies Tabnoel, mov epydleTot
YL TNV 10OTNTO GTIG KOWMVIKEG EVKALPIES, 0TV VYEOVopIKY TtepiBalym, KaBdS kot oty TpdcPfoon
vy ddtyveon Kot Tig Oepaneieg yio dtopo wov {ovv pe pia omhvie Tabnon.

Amd ™ Inpovpyio g, o 2008, 1 Huépa Zmaviov Tadncemv €xel dwdpapatiost kpicio poro
otV owodounon g debvodg kovdttag popémv kol atdpwv pe Xravieg [Hobnoelg mov etvon
TOADTAOKES, £XOVV TOYKOGUIN TOIKIAOHOPPia, 0AAG OV GAOL Elval EVOUEVOL GE VO KOWVO GKOTO.

Kafeponke xor ocvvroviCetaw amd 1 EURORDIS (Evpornaixkn Evoon ®opéov Emaviov
[MoBnoewv) kot and 65 kol mAéov etaipovg TG oe dapopes xwpes ™G Evpdnng. Amotehel éva
€0TIOKO onpeio avanTLENG evePYEIDV TOL GLUPBAAAOVY GTO £€PYO TNG LIEPACTIONG TOV ATOU®V TOV
ndoyovv and omdvia Voo pata, Tpomdviag oyeTikd Oépata og Tomkod, £8vikd kot 01e6vég enimedo.

Yrg 28 dePpovapiov 2026 m EURORDIS opyavover Evpomaikd Xuvédplo yuo Tig Xmavieg
[ToBnoelg, TPOoyPAUUATO ETUOPPMOONG CTEAEYDV OOPOP®V POPEMY KOl OPYOVICUDV GE EVPMITOIKO
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eminedo, emapég pe apuddleg emrponés kot 6pyava 610 mAaicto tov Evpomaikov KowoBoviiov kot
¢ Evponaikng Emtponng, kabmg kot dpdoelg evaichntonoinong tov Kool 0nwg 0 eoTIoHOg
JPOpOV KTNpimv.

Xapaxtypiotikd Ty Zravioy Ilabicswy sivai:

Yrévio Noonua givar avtd mov 1 cvuyvotnta tov eivar €va mdoyov dtopo ota £wg 2.000
dropa (5/10.000)

Yrdpyovv taveo and 7.000 katayeypappéva Endvia Noonuata AeBvac (svpomaixn mOAn
Orphanet)

E&attiag tov yevetikmv petoalAdéemv tov yovidiov epugavitovior kat’ étog mepimov 20 — 40
véa Xravio Noonuoto

[Tepinov 700 Zmdvia Noonpata epgoviCoviot 6tnv mondikn nikio

1 otovg 5 Kapkivoug givon Emdviog

To 5% tov maykocsuov TAnbvcpov Exet kdmowo Xmdvio Noonua (300.000.000 dropa)

e To 75% tov Zraviov Noonudtomv £€govv YEVETIKN a1TloAoyia

e H mepuételn duyvmong evdg Zndviov Nooruatog umopel va dwapkécel and 5 €mg 15 ko
A0V €1 (TOAAG PLEVOLVY a0 yVOGTO)

¢ H ocvvrputikn| mhetoynmoeio tov Znaviov [Tadnoewv dev £xovv Bepaneio

o Ot ovyypoveg Bepameieg pe opeava edppoako mov e&edkevovrol Yo kdbe Xmavia [16d6non,

€XYOVV VYNAO KOGTOG, EMPaPLVOVTOS OTUAVTIKAE TNV 160TIUN TPdSPacn ot Oepomeia

Evd oyedov 0heg o1 yevetikég achéveleg ivor omaviec, dev ivar OAEg 01 GTAVIEG TAONOELS YEVETIKNG
poéhevonc. Ymapyovv emiong moAD OmAVIEG HOPPEG LOAVCUATIK®OV acOeVEIDV, OTMG OVTOAVOCEG
nafnoelg Ko omdviol Kapkivol. Méypt onuepa, N o1tion TOPAREVEL AYVOOTN Y. TOAAEG OO TIC
nafnoelg autéc. Ot omaviec mabnoelg eivan coPapéc, cuyva YPOVIES KOl TPOOOEVTIKEC.

[Ma moAAég ombvieg madnoels, ekdNADGEIS umopel va tapatnpnBody Katd T yEvvnon i TV TodIKY|
niia. Qot6c0, mhve and 1o 50% Tov ondviev vocov gppavifovior katd v evniikioon (mnyn
Orphanet).

Evo n Huépa Zndviov Habncemv gunvéetor kot tpowbeitor amd gopeilg atopmv mov mdoyovy and
OomAvio. VOOHLOTo, OAOL GUUTEPIAAUPAVOUEVOV OTOUMY, OIKOYEVEIDV, PPOVIICTOV, EMOYYEALATIOV
vyelog, €peLVNTOV, KAWVIK®OV 1aTpdv, LIeLBivav Yapacng TOMTIKNG, EKTPOCHTMOV TAPOY®OV
VINPECLOV KOl QOPUOKEVTIKOV ETOPUOV, KOODG KOl TO €upl KOwo, £Youv TN duvatdTNTe. Vo
GLUUETAGYOVV GTNV gvaicOnTomoinoT Kot T ANyn HETP®V TV NUEPO AVTN Yo VTV TOV EVAAWTO
mAnBuopd, mov ypeldleton Auecn Kot Erelyovod TPOGEAKLGT EVOLOPEPOVTOG.

Mowalovrog to ypopote tov Xmoviov Hedfcsov (pol, yoralio, mpacivo, pof) ko to
pvopaTe g Npépog:

» H ermiopaon tov craviov rnabfcswv: llepicootepo ano é6o pavrdaleorey («Impact of Rare
Diseases: More than you can imagine») (EURORDIS)

» Ot oravieg naOfcels eival 6ravies, aild o1 mAcYovTeS amd avtég eival molvdpifuor («Rare
diseases are rare, but rare disease patients are numerous») (Evponaixy IIviy ORPHANET)
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» H Zraviotyra eivar to Xdpiocuo alid kar n Avvaun uag (upvope tns E.0.2.-ZITA.NO.ITIA.)

pe v oaélomoinon Tev HEC®MV KOWMOVIKNG SIKTOMONGS, TNG 0pYAvmong eKOMADGEwY, oTilovtag
YOPOLS, popalovtog eumelpieg 6to S1adiKTLO Kot pe PIAoVG, KOADVTOG TOVg VIELOLVOLS YdpaEng
TOMTIKQOV, TpoPdAloviag avBpmmove mov ovv pe pio omavio Tanon, GVAAOYIKE EMOUDKETOL M
aAdayn kot 1 Bertioon g mowwtag (mng oe 300 ekatoppdpla Tdoyovteg debvac.

Ytov otoétomo g Eurordis ywo v Huépo tev Ymaviov IMoBncewv, Ppiokovior oyeTikég
TANPoeopieg Kol VAKO, mOL givor duvatdév va  aflomombBovv amd KAbe  evolapePOUEVO
(https://www.rarediseaseday.org/).

Ymv EAGda onpepa mpomBovvtal, pe T cuvepyasio TG ETICTNUOVIKNG KOWOTNTOS, TOV POPEWV-
0PYOVACEWV TOV TOCYOVIOV Omd omdvia voonuoto — Kot wwitepo pe t ovpupoin me E.O.X. —
YITANO.ITA. — xobnc ko pe 10 Ymovpyeio Yyelag, onuavtikég pvOuioelg mov eykabiopvovv pia
véo TPAYUATIKOTNTO, OIVOVTOG TPOOTTIKY] OTNV avATTLEN VEOV TOMTIKOV Kol TOpEUPACEDV GTO
nedio TV oTavimv voonudtov-tabncemy.

YuyKeEKPUEVOL:

e ’‘Eyxel ekdobel ota EAAnvikd pe oyxetkn Ymovpyikny AmOQOcN O KOTAAOYOS T®V Zmavimv
[Modnoewv g Evponaikig [TvAng ORPHANET pe toug avtictoyovg kmdikovg ORPHACODE
ko ICD-10 (2023), o omoiog givor o dadikacio avabedpnong Ki entkaiponoinong to 2026.
Emriong, oloxAnpmbnke n ynoeronoinon v péow mmg HAYKA vy va aomombeil oy doin
GLVTAYOYPAPNOT KOl GTO GOVTOUO 16TOPIKO TOV TAcyovTtog pécw tov EOIIYY, mpokepévou va
apyIcEL Lo TPMOTN KATOYPAPT TOV TAo)OVIOV/ovcmv otnv EALGS.

e ’‘Eyovv ekdobel ol tpeic mpdteg Ymovpywkée AmoQAcel ywo. T Swpopemon tov Efvikdv
Mntpoov AcBevav pe Emavia Noonpota — I[Habnoeg (E.M.A. — ZITA.NO.ITA.), mov apopotdv
OTAVIO AUATOAOYIKG VEOTAAGLOTO, TAONGELS TOV 0POUALOD KoL TG OpOoNS, KOOMDE KOl GTAVIDV
VOOTUAT®V TOV NTOTOG, Kot akoAovBohv v Katnyoplomoinon tov madnocewv 6mmg yivetol ot
Evponaikd Aiktvo Avagopds (ERN), evd éxer evepyomombei péow e HAIKA 1 kataypagn
OYETIKMOV TEPIGTUTIKMV At TOVS aprdo1ovg latpodg ota ev AOY® pUnTpma.

e 'Eyxet amlovotevbel 10 Beopikd mAaiclo yioo TV emovoSloAdyNon TV MON VOYVOPICUEVOV
Kévrpov Epnepoyvopocsivng Zroviov kot [olvmiokov [Hobncewv mov égovv avartvybet otnv
EAAGOa (43 K.E.) kou €xet Egxtvnoet 1 dadikacio avavEémong tov Tpdéemv avoyvapiong autov.

o 'Eyet avatebel otov Opyavicpd Awcediong yio myv [owwmta oty Yyeia (OAIITY) n avarntoén
tov ORPHANET oty EAAnvikn YAdoca, kot tpomBodviorl evEPYELES Yo TNV KOTAYPAPT OA®V
TOV  OTOTOVUEVOV  TIANpoeopudy mov Oa  evoopatmbodv oe avtd, oOmwg ta Kévipa
Epmepoyvopocsivng, Oepamevtikd mpotoéxoria kor véeg Oepomeieg, KAviKEG peAéteg Kot
€PEVVEC, EMONUOAOYIKA JEJOUEV, Ol GUAAOYOL TTAGYOVIMV, KOTUYPOPN EWIKOV EMGTUOVOV
KAT.

o 'Eyel mpoyopnoet n dwpdpewon tov EBvikod Zyediov Apdong vy ta X.N.-IL., 10 omoio Ba
ocuoupdrer otn Peitioon tov Beopikod mAoiciov kot otV avamntvln kot Pedtioon TV
TOPEYOUEVOV VINPEGUDY GTOVG TAGYOVTEG.

H EMnvi Opocmovdio ZuAloywv — Xraviov Noonudtov [Mafnocsov (E.O.XZ. - XITA.NO.ITA.)
ovppetéyel otov goptacud e Huépag Znaviov [abnoewv pe v opydvoon g dpdong «QPIQNy,
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https://www.rarediseaseday.org/what-is-rare-disease-day/
https://www.rarediseaseday.org/

mov yia to 2026 &yl o¢ 0épa «Xmavia (o Ko EKQpaor) — Movadikd 16TOPIKA OpPyLTEKTOVIKA
Kol @uokd pvnpeio g EALddag o pikpoypagion. Xto mhaiclo avtig e Opaons GuVATTETL
ovvepyacio Tov Movoeiov «H EALGSa 6e Mikpoypagio» pe v E.O.X.-XITA.NO.ITA.

H EMnvikr Opoomovdio ZvAkdywv — Zraviov Noonpdtov [Tabnoeov (E.O.Z. - ZITANO.ITA)),
etvar Agvtepofadpia Opydvmoor, KOWmVIKOD Kol GUVOIKAAGTIKOD YOPOKTNPO, TOV EKTPOCHOTEL
oLALOYOVG acBevav pe Eravio Noonuota — [Tabfoelg Kot Tig 01koyEVELEG TOVG,.

Eivon péhog g EBvikng Zvvopoomovdiog Atopwv pe Avamnpio (E.X.A.ue.A.), t0 €pyo ¢
vrootpiler cvpPovievtikd Emotpovikny Emitponn mov araptileton omd £ykpirovg emoTHOVES —
epeuvntég Opopav mediomv. Emiong ovppetéyer ond to 2017 ovpepwva pe to oydov Beopkod
miaiclo oty EOvikn Emuponn Zmaviov Noonudtov [Mabrjoewv tov Ymovpysiov Yysiog wou
ovuPaAler pe To €pyo NG otV €0poimomn cuvepyasiog T®V CLAAOY®V TV acbevav pe To
avayvopopéva Kévipa Epneipoyvouociving Zroaviov Habncewv, kabog kot otnv evasOnronoinon
- EMUOPPOOT| EMAYYEALOTIOV VYELNG KOl GTEAEXDV POPEWMV KOl DINPECLOV Y10, OXETIKE OEpaTa.

H EMnvu Opoocmovoio ZvArdyov Zmaviov Noonpdtov-Iladncewv oto mhaicio g Huépoag
Ynoviov Ilobnoewv, ocvuPdrer ommv mpoPoAn] kot omv ovAdelEn NG OSmOLOMOTNTOS, TNG
W01UTEPOTNTOC, TNG CNUOVTIKOTNTOS OAAG Kol TG HOVASIIKOTNTAS TOV ovOpOT®OV aT®OV, OTOV Lo
omdvia Tabnon €xet yivel Biopa kot tpomog Cong Yo Toug 101006 Kot TIC OIKOYEVEIEG TOVC.

21000G TV OpAGEMY MOV AVOTTVGoOVTOL glval var eviuepmBel Kol va gvoucOnromombei n ko
yvoun o€ Bépata mov oyetiCovran pe ta Xmdvio Noonpota - [Mabnoeig, va yivel yvoot) n vmapén
TOVG, TO. WOOITEPO YOPAKTNPIOTIKA TOVG, 01 OLOKOAIEG 0T O1dyvewon kot ot Bepameio Tovg, KaODG
Kol To TPOPANHOTE TOV cLVOEOVTAL HE TNV KaOnuepvi] Toug LN Kot TPOKAAOVY cLyVE @avopeva
OTOKAEIGLOV Ko TEPOPLOTOINoNC.

Yy totocedida g E.O.X. - XITANO.ITA. https://www.federationrarediseases.gr/ umopodv va
avalntOovv TAnpoeopieg yia to £pyo kol T dpdon g Opoonovdiog, to Oecpikd mAaiclo ylo ta
Yravioa Noonuata, ototyeia yuo ta Kévrpa Epmeipoyvopocivng, kabog kot dAia 0Epato tov ydpov.

To AX tng EAAnvikig Opoonovdiog Zviroywv

Xraviov Noonpartov Hodoewv (E.O.2-ZITA.NO.ITA)
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