EAAHNIKH OMOZXIONAIA YAAOTON -
EIIANIQN NOZTHMATQN TAOHZEQN
(E.0.X. - ZMIA.NO.IIA.)

HELLENIC FEDERATION OF ASSOCIATIONS

FOR RARE DISEASES

(HF.A.-RD.)

v apOp. 130/28-03-2022 Statayn tov Eipnvodikeiov AOnvawv,pe avéovta aplopo
gyypa@ng 841 oto BiAio opoomovdiwv tov llpwtodikeiov ABnvwy

AOnva 21/02/2024

Ol SMANIOI EINAI
MTOAAOL, DYNATOI
MMEPHPANO]

MANQ ATO 300.000.000 ATOMA
MArKOXMIQ% ZOYN
ME MIA ZTTANIA MAGHZH

AEATIO TYIIOY
Hpépa Xraviov Hodjoemv (Rare Disease Day)

29 ®defpovapiov 2024

H Huépa tov Zravieov [adncemv pétog coptdletar otic 29 @efpovapiov g 6icekto €10 (evD 0TI
28/02 yw kdBe dALO £10C), dVOOVTOG [0l SPOPETIKT| TEPIOO0 OVAKAUYNG omd TNV TTovonpia g
vosov COVID-19 kot TV eKTAKTOV VYEWOVOUKAOV KOl KOWVOVIKOOTKOVOUK®OV GLUVONKAOV Tov £)YEL

EMPEPEL TOYKOGHIOG.

Tnv nuépa avtr ivol 6€ GLVTOVIGHO TO TOYKOGLIO KIVILLaL Y10 TIG GTLAVIEG TOBNGELS, Tov gpydleTon
Y10 TNV 1GOTNTO GTIG KOWMVIKEG EVKAIPIES, GTNV VYEWOVOKT TTepiBaAyT, KaO®OG Kot otV TpoOGfoot

vy ddtyveon Kot Tig Oepaneieg yio dtopo mov {ouv pe pie omivie Taonon.

Amo ™) onpovpyia g to 2008, n Huépa Zmdviwv [obnoewv €xet dwudpapatiost kpicyo poro oty
owodounon oG oebvoig kowdtTag Qopiéwv kot atopwv pe Xmavieg Ilabnoeig mov elvan

TOAOTTAOKEG, £XOVV TOYKOG IO TOIKIAOLOPOia, OALE TOV OAOL Elval EVOUEVOL GE VO KOWVO GKOTO.

Tayxudpoukn AteBuvon: T.0. 8159, T.K. 10210 — thA.: 6972 550577
e-mail: eos-spanopa@outlook.com



Kofeponke xor ocvvroviCetaw andé ™ EURORDIS (Evpomnaixky Evoon ®opéov Zmaviov
[MoBnoewv) Kot amd 65 kol mAéov etaipovg g oe dapopeg yopes g Evpdnng.

Amotedel éva eoTiokd onpeio avanTuéng evepyeldY OV GLUPBAAAOVY GTO £PYO TNG LIEPAUCTIONG TMV
ATOU®V OV TAGYOLV OO GTAVIO VOSHHOT, TPomBmvTag oyxetikd Oéuata oe Tomiko, €Bvikd kot
debvég emimedo.

Xapaxtypiotikd Ty Zravioy Illalncswy givai:

e Xmavio Noonua sivor avtd mov n ocvyvotnta Tov givarl évo macyov atopo ota £mg 2.000
dropa (5/10.000)

e Ymndpyovv mive ond 7.000 katayeypoppéva Xmavio Noorjpata Aebvog (svpomaikn moAn
Orphanet)

o E&outiog tov yevetikmv petaAldemv tov yovidiov sugavifovtar kat étog mepimov 20 — 40
véa Xmavio Noonuoto

e Tlepimov 700 Emdvia Noonpata epeaviCovtatl otn modkn nikio

e 1 otovug 5 Kapxivoug givor Xmaviog

e To 5% tov maykocuov TAnBvGHoL £yl Kdmolo Xndvio Noonua (300.000.000 dropa)

e To 75% tov Znaviov Noonudtwv £(0vv YEVETIKY o1TloA0Yio

e H mepumétein dudyvmong evog Zmdviov Noonpatog umopel va dtopkécel amd 5 émog 15 ko
A0V 11 (TOAAG LEVOLV a0 YVOGTO)

¢ H ocvvrpurtikn mhetoynoeio tov Znaviov [Tadnoewv dev £xovv Bepaneio

o Ot ovyypoveg Bepamneieg pe opeavd edppoko mov e&edikevovtol Yo Kafe Xmdvia [1abnon,
£xouv VYNAO KOGTOG, EMPaPVVOVTOG OTUAVTIKE TNV 160TIUN TpdSPacn otn Bepomeia

Evd oyedov Oheg o1 yevetikég achéveleg ivor omaviec, dev ivar OAeg 01 OTAVIEG TAONCELS YEVETIKNG
npoérevons. YTapyovv emiong moAD GIAVIEC LOPPEG LOAVGUATIKOV 0COEVEIDY, OTMC AVTOAVOGES

nafnoelg Ko omdviol Kapkivol. Méyxpt onuepa, 1 aition Topapével AyvmoTtn Yo TOAAEG amd TIC

nafnoelg autéc. Ot omaviec mabnoelg etvan coPapic, cuyva ¥pPOVIES KOl TPOOOEVTIKEC.

Mo ToAAEG ombvieg mabNoelc, ekONADCELS HTopel va Tapatnpnbovv Katd tn yévvnon 1 TV Toudikn
niia. Qot6c0, mhve and to 50% TV ondviev vocov eppavioviar katd v evniikioon (mnyn

Orphanet).

Evo n Huépa Zndviov Iabncemv gunvéetor kor tpombeital amd @opeig atdpmv mov ndoyovv and
OTAVI0. VOOT|LLOTEL, OAOL GUUTEPIAAUPOVOUEVOV OTOU®MY, OIKOYEVEIDY, PPOVTICTMV, ETAYYEALATIOV
vyelog, €PELVNTAOV, KAIWVIKOV 10TpdV, LIELOOIVOV YApacnNG TOMTIKNG, EKTPOCOT®V TAPOYDV
VINPECLOV KOl QOPUOKEVTIKOV ETOPUOV, KOODG KOl TO €upv KOowo, £xovv N dvvatdtnrta vo
GLUUETAGYOVV GTNV gvaicOnTomoinon Kot T ANyn HETP®V TNV NUEPO AVTN Y10 VTOV TOV EVLAAWTO

mAnBuopd, mov ypeldletor Auecn Kot ETEIYOVGO TPOGEAKVOT EVOLOPEPOVTOG

Toyudpouikr) AlebBuvon: T.0. 8159, T.K. 10210 — tnA.: 6972 550577
e-mail: eos-spanopa@outlook.com



Mowdlovtag ta ypopatd tov Znaviov Hadncewv (pod, yordllo, tpdoivo, udP) Kot To pnvopoto

™G NUEPOS

» Eiuaocte molloi, dvvaroi kot mepipavor
» H Xroviotyta eivar to Xdpiouo aild ka1 n Abvouij pag
(unpvoua tns EOX-XTIANOIIA)

HECH TOV HEGMY KOWMVIKNG SIKTOMONC, 0pYdvmong ekdNAdcewny, eoTtilovtag ydpovg, popalovtag
eunepieg oto dwdiktvo kol pe @IAOVG, KOADVTAG TOLG VLIELOUVVOVLS YAPUENS TOMTIK®V,
nwpofdiiovtag avBpdmovg mov (ovv pe po omavia TdONoT, GLAAOYIKA EMOUOKETAL 1] AAAXYT] KOt M

Behtimon g moidtntog Cong oe 300 exotoppidplo mioyovieg Oedvmg.

Ytov 1otoétomo ¢ Eurordis ywo tv Hpépo tov Xmoviov TloBncewv, Ppiokovtor oyetikég

TANPOPOPIES KOl VAIKO, Tov glval duvatov vo allomomBovv and kdbe evolopepOUEVO.

H EAvikn Opoomovdio XvAloyov — Zmaviov Noonudtov Iladncewv (E.O.X. - ZITA.NO.ITA.)
ovppetéyel otov eoptacpd g Huépag Xmaviov [abnocewv pe v opydvwon g dpdong «QPIQN,
nov yia 10 2024 £xel og 0épa «ZIMANIEX TTAGHXEIZ: ZYNAEZEIX MIAYX MONAAIKOTHTAZX
YTHN EK®PAXH THXE ZOHY TON AXOENQN ME ZITANIA ATIOAIOQMENA EYPHMATA
QY MAPTYPIA THXE OYZIKHE IXTOPIAY THX THZ» xou pe tn d10pydvwon d00 S1od1KTLOK®V

EVIUEPOTIKOV EKONADCEDV

1. Tpitn 27/02/2024 — dpa 18:00 ¢ 20:00 «/lopovoioon facikwy 0onyiaov kot kotevddveewmv

owayeipions 2raviwv Noaonuatwv — Iabnoewv oty Hpwtofabuia @poviioa Yyeias (11.D.Y.)»
OVOEGHOG Y10 TOPOKOA0VON o nécm Zzoom:
https://us02web.zoom.us/j/89986407966?pwd=Zkd Y TkdXcEIpPSEtoQ3VEbkVXK1Y177z09

2. Tetdpmm 28/02/2024 — opa 18:00 éwc 20:00 «llopovciaon Pooikwv oonyidv Kol
koatevfovoewv oioyeipions Xraviov Noonudtwv — IlaBnoewv oe maidia oto wloioio ¢
E101kns Aywyng kou Exraiosvoncy

YOVOEGNOG Y10 TAPaKOLOVONGN péc® zoom:
https://us02web.zoom.us/j/83038478899?pwd=eHFOMWg1TmVaNmsvUktgNmRiY2d0dz09

Toyudpouikr) AlebBuvon: T.0. 8159, T.K. 10210 — tnA.: 6972 550577
e-mail: eos-spanopa@outlook.com


https://www.rarediseaseday.org/what-is-rare-disease-day/
https://us02web.zoom.us/j/89986407966?pwd=ZkdYTkdXcE9pSEtoQ3V6bkVXK1Y1Zz09
https://us02web.zoom.us/j/83038478899?pwd=eHFOMWg1TmVaNmsvUktqNmRiY2d0dz09

H EMnvir Opoocmovdio ZuAhdywv — Zraviov Noonudtov [Hobnocewv (E.O.Z. - XTTA.NO.ITA.),
etvar Agvtepofabo Opydvmor, KOWmVIKOD Kol GLVOIKAAGTIKOD YOPOKTAPO, TOL EKTPOCOTEL

oLALOYOVG acBevav pe Erdvia Noonpato — [Tabfoelg Kot Tig 01koyEVELEG TOVG.

Eivonr péhog g EBvikng Zvvopoomovdiog Atopmv pe Avommpioa (E.X.A.pe.Al)., t0 épyo g
vrootpilel cupPovievtikd Emomuoviky Emtpony mov amaptifetor amd £yKpitovg emoTnoveg —
gpeuvnTég dpopwv mediwv. Emiong ocvppetéyel amd to 2017 odppwva pe 1o 1o)vov Becuikod
miaiclo oty EOvikn Emupont| Zmaviov Noonudtov [Tabncewv tov Yrmovpysiov Yyesiog ko
ouuPaAlel pe To €pyo NG otV €dpOimoMN cuvEPYNSInG TV CLAAOYWV TV acbevdv pe To
avayvopwopéva Kévrpa Euneipoyvopociving Znoaviov Habncewv, kabog kot otnv evasOnronoinon

- EMUOPPOON EXAYYEAUATIOV VYEIOG KO CTEAEXDV POPEDV KL VIINPECUDY Y10 GYETIKA Opata.

H EAnvikn Opoomovoio ZvAdodyov Emaviov Noonudtov [Mabnoceov oto mAaicio tg Hpépog
Ynoviov IlaOnoewv, ovuPdier ot mpoPoAny kot otnv ovadeln 1Tng OomovdoOTNTAS, TNG
W01UTEPOTNTOC, TNG CNUOVTIKOTNTOS OAAG Kol TNG HOVASIKOTNTOG TOV avOpOT®V avTt®dv, OTov pio

omdvia Tadnon €xet yivel Piopa kot tpomog Cong Yo Tovg 101006 Kol TIC OIKOYEVEIEG TOVC.

210006 TV OpAGEMV MOV avOTTVOCOVTOL £ivol vor eviuepmBel kol va evoucOnromomBel n ko
yvoun o€ Bépata mov oyetiCovran pe ta Xmdvio Noofuata - [Mabnoeig, va yiver yvoot) n vmapén
TOVC, TO. WOOHTEPO YOPAKTPIOTIKG TOVG, 01 OLOKOAIEG 0T O1dyvewon kot ot Bepameio Tovg, KaBDg
Kol To TPOPANUOTA TOL cLVOEOVTAL PE TNV Kadnuepvy Toug {on Kot TPOKOAOVYV GLYVE QOIVOUEVOL

amTOKAEICHOV Kol TEpBmplomoinong.

Xy totooeAida g E.O.X. - XITA.NO.ITA. https://www.federationrarediseases.gr/ umopodv va

avalntOovv TAnpoopieg yia to £pyo kot T dpdon g Opoonovdiag, to Becuikd TAaiclo yuo Ta

Yravioa Noonpota, otoryeia yio ta Kévrpa Epneipoyvopocivig, kabog kot dAia Epato tov ydpov.

To AX tng EAAnviknig Opoonovdiog Zviroywv

YXraviov Noonpdtov Hedcsov (E.O.X-XITA.NO.ITA)
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https://www.federationrarediseases.gr/

