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Ayartntol pog ¢ilot kot cuvepydrec,

H Awoiknon tng ENnvikiig Opoonovsiag SuMdywy — Sraviwy Noonpdtwv Nabricewv (E.0.%. - ENA.NO.MA.) oTo
TAQLOLO TOU £0pTAOHOU TG MAYKOGLOG Hpépag Iraviwv Nabioewy ot 28 GePpouapiou, Sopyavivel
dlabiktuakn evnuepwtkn ekSAAWON yio T STdvial Noorjpata pe Bépa: « IZndavie Noofpora — NabAceLg kot
EAAnvikn mpaypatikétnta. Néegg SLaotdoels — PoKAfoELS, EUKALIIES YL ouvépyelan» - 24 QeBpovapiov 2021 kat
wpa 17.00 - 19.00.

20G EMOVVATTOUE TO aXeTIKO AgATio TUTTOU Kal v TpockAnon e ekdAwang, orou Ba Bpeite Kot Tov olVbEDLO
YL TNV OULHETOXT 0aG, pe tapdkAnon va evpepwBoly ot obovtiatpkot cUAoyoL pHEAN oag.

Me extipnon,
EAnvur Opoomovio SuMSywy — Iraviov Noonpdtwy NMaBroewy (E.0.%. - SNA.NO.MNA.)

TnA.: 210 5238389
E-mail: eos-spanopa@outlook.com
lotooeAiba: www.federationrarediseases.gr



MPOXKAHZH

H EAAnvik Opootrovdia ZuAéywv — Straviwy Noonuarwyv MabAoswv (E.0.X. -
2lA.NO.MA.), Siopyavivel pe Thv alyida tng EBvikii¢ Zuvopoatrovaioc ATOpWY peg Ava-
Tnpia (EXAugA), S1a8IKTUAKI EVINHEPWTIKA £KSAwON yia Ta ZTrdvia NoofpaTa — Madn-
O€Ig, ME BEpa:

« Zrravia Noorfpara — Mabnoeig kan EAAnvIkn rpaypartikéTnTa.
Néeg Slaordosic — TIPOKANOEIS, EVKAIPIES Yia GUVEPYEION
Hpepopnvia Sie§aywyric: TerdpTn 24 ®¢Bpouapiou 2021 kot wpa 17.00 — 19.00

TNV ekdNAwaon Trapéyeral dieppnveia otnv Nonuariki Mwooa yia Kweoig kai Bapn-
KOOUG

Mpoéypappa rapouciaong OMIANTWYV KAl EICNYACEWY

ZUVTOVIOTAC:

Euorpdrioc Xarln XapaAauimrouc,
KoivwvioAdyog, Mpéedpog MaveAAqviag ‘Evwonc Ap@iBAnoTposidotraby (M.E.A.) ka
™¢ E.O.Z. — ZMA.NO.MA.

XaipeTiopoi:

lwavvng Bapdakaordvic,
MNpdedpog EBvikig ZuvopoaoTrovdiag ATépwy ME Avarrnpia, E.Z.A.ugA. kai European
Disability Forum (EDF).

Apioreidnc A Vaoraoaknc,

KapdioAdyoc, AtgubuvTig Movadag KAnpovopikav kai Eraviwy Kap&ioAoyikwy Madij-
otwv, Qvaoeio KapdioAoyikéd Kévrpo, Mpéedpoc E6vikniig Emitporriic Iraviwv kai Mo-
AUmrAokwv Noonudrwy (EEZTIN).




OpiAnrég:

Adapavria EyyAelorroUiou,
AvarrAnpwrpia AloikATpia TNA "AAIKO", AvTiTrpdedpog Ebvikic EmitpomrAg Zrrdviwy
Kai MoAUmAokwv Noonudrwy.

«Avayvwpion EBvikwv Kévrpwy Eptreipoyvwpooivng
Zraviwyv Kai MoAdmrAokwv Noonudrwv»

EAévn dpuoipa,

Kaénynrpia KAivikig/larpikig MeveTikiic larpiki ZxoAn, EKMNA, Takriké Méhog Tng
UEMS, Taktiké Méhog tnc EEXTIN, Mpo6edpog Tng OE yia tnv larpikA MeveTiki, MNpdedpog
TG EAAnvIKAG ETaipeiag latpikig levenikig.

«H larpikni Fevetikig otnv KAivikA Trpdén»

EAévn MiysAakdkn,

Bioxnuikég, Alpia AiebBuvong Eviupoloyiag kai Kutrapikiig Agitoupyiag, Ivotitotro
Yyeiag Tou Maid100, Mpdéedpog EAAnvikAg ETaipsiog MeAérng EvSoyeviov MetafoAikwv
Noonpdrwy, Takriké pélog tng EESTIN.

«ORPHANE, pia povadiki TNy TANPOYopRiag yia TI¢ ZTrdviec Madnoeig»

Oso@dvnc Pnydroc,

latpog QPA, AiguBuvTig ETpaTnyikod Lyediaopou Tou EOMMY.

Zuptrapoucdiaon ITrupidwv FoUAag, MpoioTapevog TuRparog 2xediaopol, Alwon Lrpa-
TNYIKOU Xyediaopol Tou EOMMY.

«AVTIOTOIXION KWSIKWY GTraviwy VOONHATWY pe Trapoxéc EKIMY»

Evorpdrio¢ XardnyapaAdumouc,
MNpéedpocg MN.E.A. kai E.O.X. — 2MA.NO.MA., AvarTA/ké MéAog EEXZTIN, MNpoioTduevog TuR-
HarTog Avarrrugng Mpoypappdrwy Aywyng Yyeiag kai MpéAnwng Alvon MpwroBdduiag
®povTidag Yysiog Ytroupysio Yysiag

«O poAog kai n Suvapiki Twy OUAAOYIKWYV 0pyav@oewy Twy aoBevioy M€ oTTdvia vo-
ofnpara. Néeg eukaipisg xai TTPOKANCEIG yIa ouvEpyaTia Kal aAAnAgyyuon»

Me TipnR,
To AZ. Tng E.O.X. — 5MA.NO.MA.



EAAHNIKH OMOXIONAIA £YAAOTQN -
IIIANION NOSHMATQN [MAOHEZEQN
(E.0.2. - X[IA.NO.TIA.)
HELLENIC FEDERATION OF ASSOCIATIONS
FOR RADE DISEASES

(HF.A.-RD.)

LT apBp. 461/8-12-2016 Swarayy Tov Elpnvodikeiov AOnvay,
He av¥ovta aplpd £YYPa@1i¢ 841 6o BLBAio opoomovsidhv Tov [lpwToduceiov ABnvav

AEATIO TYNOY

3 ®eBpouapiou 2021

H EAAnviki Opooctrovdia ZUAAOYWV - Erraviwy Noonudrwv MMabhoswv (E.O0.5. -
2[1A.NO.MNA.), oto TrAaioio Tou g0opTaopol Tng Maykéopiag Huépac Srmraviwy Noonparwv
Mabnoewv ou givai n 28n DeBpouapiou kabs £Toug. Slopyavwvel SIaBIKTUOK EVIHEPWTIKI
€kONAwon yia Ta Emdvia Noorpara — Nadiosig, e 8épa:

« Zrravia NooApara — Maénosig kar EAAnvIkA TTPAYHATIKOTNTA.
Néeg Slaordoeic — TPOKANOEIG, sUKaIpisg yia OUVEPYEIOR
24 ®eBpouapiou 2021 kai wpa 17.00 - 19.00

H ekdrAwon diopyaviveral HE TNV atyida TnG EBvIkrc ZuvopoaTovdiag AToHwy Me Avarrnpia (E-
2APEA) Kal aTreuBUVETAl OTO EUPUTZPO KOIVO, OF OTEAEXN UTINPETIWV, OPYAVICHWV KAl Poptwy, ot
OUAAGYOUS avatripwy Kal XPOVIWG TTaoyovTwyY, ot Ppopeig aoBevwv Je 2Tavieg Madrjoeig - Noon-
HaTa, KABWS Kal o PEAN TN EMOTNHOVIKAG KOIVOTNTAS {IaTpouc, emayyeAparies uyeiac kai kovw-
VIKOUG ETTIOTIHOVEC) KATT.

210X0G €ival guaioBnrotroinon kai n EVNHEPWON YIa TNV UQIOTANEVN KaTdoTaon otnv EAAGOa o¢
TToIKiAa Bépara Twv ATOPWY TTOU TTdoYoUV aTrd Zmavieg MNadroeic — Noorjpara kai Tig OIKOYEVEIES
TOUG, YIa Tnv diayeipion autwv kal vo B4oe| TPORBANUATIONOUS yia TV BeAtiwon Twv utrnpeoitv ka
TNV avdrrTuén ouvepyaoiwy.,

HE.Q.L. - 2TA.NO.MA., EXOVTAG WC KEVTPIKG pAvupa « H LravioTnTa... gival To XApiopa dA-
Aa kar n 8dvapn HAaG», oag TpooKahei 6Aoug OTNV TIPWTN SIA8IKTUAKNA EVNHUEPWTIKN OUVQ-
vTnon mou 8a TrpayparoTroifosi TV TeTdpTn 24 OcBpouapiou 2021 ko wpa 17.00 — 19.00
Kar utréoyeTal 6T Ba gival KovTd oag oluvropa (Mdpriog — Arrpihiog) pe éva kikAo Siadi-
KTUOKWYV EVMEPWTIKWYV EKONAwoswy, TTou Ba agopoulv oTnv TTapouTiaon Twv avayvwpi-
OHEVWY oTRV EAAGSa EBVIK(@Y Kévrpwy Epwslpovapocovng Lraviwy Madioewvy.

H EAAnvikiy Opootrovsia ZUNOYWY — Zmraviwy Noonudtwy Mabroswy (EQ.E, - 2[MTA.NO.TA.),
gival AguTtepoBdabuia Opydavwon koivwvikol kai OUVOIKAAIOTIKOU XOapaKTApPA, TTou EKTTPOCWTTE]
OUAAGYOUG 0oBeviv e STTdvia Noonpara - MabAoeic kal TIC OIKOYEVEIEC TOUC.

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



H E.O.Z. - ZMNANO.MA. civa HEAog NG EBviknAg ZuvopooTrovdiog Atopwyv pe  Avarrnpia
(E.Z.A.pe.A).

H OpooTrovdia dioikeital amd EMTAPEAEG AIOIKNTIKG ZUPBOUAIO PE TPIETH Bnreia evw 1o €pyo ¢
uTrooTNpicel oupBouleuTikd Emorquoviki Etmitporrs) Trou aTrapTiCETal ATTO £YKPITOUG ETIOTHUOVEC —
EPEUVNTES BIAPOPWV TrESIWV.

Emiong ouppetéxel amo to 2017 OUpQWVa HE TO 10YU0V BeopIKO TTAQiCIO otnv EBvikr) Emitporn
2rraviwv Noonpdrwy Madhoswy tou KevtpikoU ZupBouhiou Yyeiag (KEZY).

20pewva pe 1o Orphanet, Trou gival N avayvwpiopevn kar ammo Tnv EAAGSa, Eupwrraikn [MUAn yia
Ta 2mavia NooAuara — MabRoeic (Ytroupyeio Yyeiag ~aAhiac), o OTAvIEG TTaBNOEIC gival aoBé-
VEIEG/VOOaTa Trou TN peddouy HIKPO apIBUO avBpWTTwy o oUYKPIoN WE TOov YEVIKO TTANBUCUO
Kail TiBETal oUYKEKPIPEVA INTAPATO OF OX€on pe TN omavidTnTa TOUC. STV Eupwtn, pia aoBéveia
Bewpeital oravia 6tav TpooRdie 1 dropo avd 2000. Mia aoBéveia utropei va sival oTrdvia og Mia
TTEPIOXT), AAAG OUXVI OE GAAN. YTdpyouv XINGOEC OTrdvIEC aoBéveieg. Méxpr orjuepa £éxouv avaka-
AUQBET £€1 £wG eTTTd YINIGBEC OTavieg TTadRoEIC.

Evw oxedov dAeg ol yeveTikéc aoBeveleg eival oTrdvieg, dev eival OAeg o1 oTrdvIEG TTABAOEIC YEVETI-
KNG TrpoéAeucng. Ymdpyouv €TINS TOAU OTTAVIEG HOPPES LOAUGHATIKDV QaoBeveIwyY, OTTWE aUTod-
VOOEG aaBEveieg kal oTrdviol kapkivol. MExpl anpepa, n arria Tapapével AyvwoTn yIa TTOAEC aTrod
TIG TTabroeig auréc. Ol oTrdvieg TaBAoEIg gival copapéc, QUXVA XPOVIEG KAl TTPOOBEUTIKES, AoBE-
Veleg. [a ToANéG ordvieg Tadnoeig, onudadia pTropei va mapatpnBouv kard T yévvnon 1 Tnv
TAIOIKA NAIKia. QoTd6G0, TAVW ato 10 50% Twy OTIAVIWV aoBeVEIlV eupavilovTal KaTd TNV €vnAI-
Kiwan.

la eploooTepeg TANpoQopiec yia Ta ETrdvia Noonuara — MNabroeic kal To KaBeoTwg atnv EAAG-
0a, evnuepwOEiTe ard Tov IGTOTOTTO ¢ OpooTrovdiag www.federationrarediseases.ar.

AKOAOUBET 0 BIadIKTUAKAC OUVOETHOG VIO VO GUUETEXETE LETW G TAATPOPUAC zoom::
tmps://uso2web.zoom.us/i/828779§6806?pwd=L01 YZGVWNIpvUkJ2RKkR6dUdtNXVDUT09

MapakahoUpe yia Ty OIEUKOAUVON TwV BIABIKAGIWY TApakoAoudnong, va emixeipioeTe v ouv-
0g0n oag, Tepirou 20 AeTrTd TPV TV Wpa Evapénc.

2uv/vn n pdokAnon NG EKONAWaONC

Me Tiun,
-1a 10 AIoIKNTIKG ZupBoUAI0

O Mpoedpog g E.O.Z. - STIA.NO.MA.
EuoTtpdriog Xargnxapardutroug

H Cevikn Mpapparéag
Mapidvva AeoUtrpn

Taxubpopikr Atev3duvon: T.0. 8159, T.K. 10210 — tnA.: 6972 550577
e-mail: eos-spanopa@outlcok.com



