EAAHNIKH OMOZXIIONAIA 2YAAOT' QN -
LITANIQN NOXHMATQN ITAOHXEQN

= (E.O.Z. - ZIIA.NO.IIA.)
S HELLENIC FEDERATION OF ASSOCIATIONS
> FOR RADE DISEASES
(H.F.A.-R.D.)

vt apOp. 461/8-12-2016 Sratayt) Tov Eipnvodikeiov ABnvoy,
ne avéovta aplOpo eyypa@ic 841 oto BiAio opoomovdiwv tov Mpwtodikeiov AONVwV

ANAKOINQYXH

01 Nogpuppiov 2021

H ELvikn Opoomovoio Xoiloyov — Xraviov Noonpatov [ladfocsmy
(E.O.X. - ZITA.NO.IIA.)
owpyavavel Tov Tpito (I') Kokio Awwdiktvokov Eviipepotikov Ekonlooceov, pe 0&pa:

«XITANIEX ITAOHXEIX - OEMATA AIAXEIPIXHX,
EYKAIPIEX ANAIITYZEHX YIIHPEXIQN,
XYNEPI'AXIEX ME AXOENEIX»

Aeayoy otic: 10,24 Nogufpiov, 01,15 Askeuppiov 2021 & 12,26 Iavovapiov 2022
Qpa:18.30 - 20.30

H exdnioon angubovetonr e 10tpode ko emayyelpatieg vyeiag, 610 gupOTEPO KOWO, GE
OTEAEYT] VLMNPECIDY, OPYOVIGUOV KOl QOPEWV, GE GLAAOYOVLS OVATPOV Kol YPOVIMC
TacYOVTIOV, o€ opeic acBevav pe Znavieg [Tadnoeig - Noonuata, kabdc Kot 6g Aowmd péAn
NG EMOTNUOVIKNG KOWVOTNTOG.

>10yx0¢ €ivor M egvaucOntomoinon kol m evnuépwon oe Bépota Zmaviov Ilabnoewv, oe
mowkida B€pata mov apopobv ot Atoua oL TAcyovv amd Xmavieg [Madnoeig — Nooruata
KOl GTIG OLKOYEVEIEC TOVG, Om®G M a&lomoinon evalhaktikov Oepameidv, 1 Oepamevtikn
OlOEIPIOT, M QTOKATAGTOON, 1| TPMOTOYEVH] KOl OELTEPOYEVN TPOANYN, TapaKoiovOno,
kB¢ Kot 0 1d1aitEPOg POAOG TV 0GOEVOV KOl TV GLALOY®V TOVG.

v ekdnimon mapéyetar diepunveia oty Nonuatikny I'looca yio Koeovg kot Baprkoovg.

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



AKO0LOVOEL 0 HLUOIKTVOKOG GUVOEGNOG Y10 VO, GOUUETEYETE Y0 OAES TIC OLUOIKTVOKES
eKoniwoels néom Tne TAUTEOPRES Z00Mm:

https://us02web.zoom.us/}/88462000993

O ekdonrooels emiong 0o Tapovsralovral pe LOVTAVI] TOVTOYPOVI] HETAOOCT GTO
Facebook tng Opocmovdiog

https://www.facebook.com/fed.rarediseases.qr

O1 Ogpatikég evotnteg Tov I KHKAOL EVIUEPOTIKMVY SIOOIKTLOKADV EKONADGEMY Elval:

o) 10/11/2021 - «Beghoviopog, pio evoALOKTIKN 7PocEyywon ot Ogpamevtikn
owyeipron ko amokatdotaocn Xraviov Noonpatov — lladfoewv»

B) 24/11/2021 - «Opownadntiki latpukr). Mio gvoilokTiKy TpocEyyion 6T dudyvoon
Kol ot Ogpamevtiky) owysipion Xmaviov Noonpatov — lladfoeowv»

v) 01/12/2021 - «<H ovpforn ™S AL0TPOPNS KOl TOV OLUTPOPIKAOV cuvi|fsiov otV
apoinyn ko dwayeipion Xraviov Noonpartov — [adnccov»

0) 15/12/2021 - «Awotacelg Puvowkic kot latpiki)c ATOKATAGTAGNS GE KOTYOPIES
Yraviov Noonpudatov — Hodqoeowv. [lpopinnatiopoi, Ilpocavatoiicpol ko AE€odor
OTNV GUYYPOVI] TPUYLOTIKOTTO

g) 12/01/2022 - «Xmavieg Kinpovopkéc lMadoeis e Kaporwag, £ykvpn swayveon Kot
avTIHETOMION. Xoppoin ot Pfertiooon ¢ mowdTNTOS LONS TOV 0.60EvOV»

ot) 26/01/2022 — «Xmavie. Avtoavoco. Peopatoerdon Noofqjpota — o106TaAGELS d1dyvmong,
Oepamevtikég e€ehilerg, soppoin oty morotnTe LO1S»

AVOADTIKOTEPT TOPOVGINGT] TOV EICNYNCE®V KOl TOV OpUANTOV, Oa yivel AMyeg nuépeg mpv
N JlEVEPYELD TNG EKONAMOTC.

H  EMnvikn Opoomovdio ZvAdoyov — Xmaviov Noonudtov Iladnceov (E.OX. -
YITANO.ITA.),  elvon AevtepoPdOuia Opydvmon ,KOVOVIKOD Kol GUVOIKOAIGTIKOD
YOPOKTAPO, TOL EKTPOSHOTEL GLAAOYOVS acBevav e Zmdvio Nooruato — [Tabnoelg ko tic
O1KOYEVEIEC TOVG.

H E.O.XZ. - ZITIA.NO.ITA. e&ivon pérog g EOviknc Zvvopoonovdiog Atopmy pe Avamnpio
(E.X.A.pe.A).

Taxudpopkr AtevBuvon: T.0. 8159, T.K. 10210 — tnA.: 6972 550577
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https://us02web.zoom.us/j/88462000993
https://www.facebook.com/fed.rarediseases.gr

H Opoonovdia otowceitar amd entaperéc Atowntikd ZopufovAto pe tpet Onteia evod 1o €pyo
g vrootnpilel cvppovievtikd Emomuovikn Emitpony| mov amaptiletar amd £ykpitovg
EMOTNLOVEG — EPELVNTES SLOPOP®VY TTEOTWV.

Eniong ocvupetéyer and 1o 2017 ocovueova pe 1o oydov Beocuikd miaicio otnv EOvikn
Emitponn Zraviov Noonudatov [abncemv tov Kevrpucov Zvppoviiov Yyeiog (KEXY).

Soueova pe to Orphanet, mov eival n avayvopiouévn kot ard v EALGda, Evpomoikn
[TOoAn ywo ta Zméviee Noonpota — IHadnoeigc (Ymovpyeio Yyelag I'oaAriag), ot omdvieg
nabnoelg etvan acbéveleg/voonuata mov ennpedlovv ukpod aplud avlpodnwv ce chykpion
pe tov yevikd minbououd kou tifetor cvykekpiuévo {ntnuato ce ox€om HE TN oTaviOTNTO
touc. XtV Evponn, po acBévela Bempeiton omdvio étav mposPfairet 1 dropo ava 2000.
Muw acBéveln umopel va givor omdviae o€ o mePLoyn, AL cuyvny o GAAN. Ymdpyovv
Y0 eg omhvies acBévelec. Méypt onjuepa €xovv avokalvEdel £E1 £mg ENTA YIAAOEG GTTAVIES
nafnoceic.

Ev®d oyeddv Oheg ot yevetikég achéveleg stvar omdvie, dgv givar OAeg ol omdvieg madNoelg
YEVETIKNG TPOEAELOTG. YTAPYOLV €MIONC TOAD GMAVIEG LOPPEG LOAVGLATIKMOV 0COEVELDY,
Omw¢ avtodvooeg acbéveleg kol omdvior kapkivol. Méxpt ofuepa, m ottion wOPAUEVEL
dyvoot vy ToAAéG amd Tig mabnoelg avtés. Ot onmdvieg madnoelg eival cofapég, cuyvad
YPOVIEG KOl TTPOOOEVTIKES, achévelec. Mo moAAég omdviec mabnoelg, onuddia umopel vo
mopatnpnOovv Katd T yévvnon N v madikn nAkio. Qotoéco, mdve and 10 50% Twv
omdvimV acheveldv epeavilovtol Katd TNV eVMKIno.

[Ma meprocotepeg TANpoopiec Yo Ta Xrdvia Noouata — [Tabroelg ko to kafectdg 6Ty
EALGSa, evnuepmbeite amd tov 1ototomo g Opoomovdiog www.federationrarediseases.qgr.

[Tapoakadlovpe Yo TNV G1ELKOAVVGT] TOV OAIIKAGLDV TOPOKOAOVONGNG, VO EXLYEPNGETE TNV
ovvdeon 6ag, mepimov 15 Aemtd mpv v dpa EvapEng.

Me T,
[Ma o AoiknTtikd Xvppfovito

O IIpoedpog ¢ E.O.X. - ZTTA.NO.ITA.
Evotpartiog Xatinyapaidpumoovg

H I'evuc T'poppatéag
Maoapiavva Aecvmpn

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


http://www.federationrarediseases.gr/

