EAAHNIKH OMOXZITIONAIA XYAAOT' QN -
LITANIOQON NOXHMATQN ITAOHXEQN

(E.0.Z. - ZIA.NO.ITA.)
HELLENIC FEDERATION OF ASSOCIATIONS
FOR RADE DISEASES

(H.FA. -R.D.)

vt aplOp. 461/8-12-2016 Swxtayn tov Elpnvodikeiov AOnvwy,
ne avéovta aplOpo eyypa@nc 841 oto BipAio opoomovdiwv tov lpwtodikeiov AGnvwv

QU

AEATIO TYNOY

2 MaprTiou 2021

H EAAnvikl Opootrovdia ZuAAdywv — Zmaviwv Noonudrwv Madnoswv (E.0.Z. - ZMA.NO.MA)),
Siopyavwvel KukAo AladikTuakwyv EvnuepwTikwv EKdnAwoswy, pe 0€pa:

«MIZTOMOIHZHTQN ZMNANIQN NMAGHZEQN - AZIOMNOIHZH TOY ORPHANET,
KENTPA EMIMEIPOINQMOZYNHZ ZTHN EYPQINH KAI ZTHN EAAAAA.
H AYNAMIKH, Ol MPOKAHZEIZ KAI Ol MTPOONTIKEZ»

Aiggaywyn oTig: 10,17,23,31 Mapriou & 7,14 AmrpiAiou 2021
0Qpa:17.00 — 19.00

H ekdnAwon diopyavwveTal e Tnv aryida tng EBvIKAG ZuvouooTtrovdiag ATopwy pe Avatrnpia (EXAueA) kal
atreuBuveTal o€ 1I0TPOUC Kal ETTAYYEAUATIEG UyEiag, OTO EUPUTEPO KOIVO, O GTEAEXN UTTNPECIWY, OPYAVICHWY
Kal QOPEWYV, 0€ CUAAOYOUG avaTTipwV KAl XPOViwg TTaoXOVIWY, 0¢ QOpPEiG aoBevwv Pe ZTravieg Mabnoeig -
Noonuara, KaBwg Kal o€ AOITTA PEAN TNG ETTICTNPOVIKAG KOIVOTNTAG.

210X0G €ival n euaioBnToTTOINON KAl N evnuépwon o€ Béuara Zmaviwv MNabnocwy, yia TNV UPICTAPEVN
KatdoTtaon otnv EAAGSQ, o€ TToikiAa B€uaTa TTou agpopouv aTa ATOUA TTOU TTACXOUV atrd 2travieg Mabnoeig
— NoonuaTa Kal OTIG OIKOYEVEIEG TOUG, OTTWG N TTIOTOTTOINCON TNG avaTTnpiag Twv TTaBnoewv auTwy, N
aglommoinong Tou Orphanet w¢ avayvwpiopévng TTUANG KATAYPAQPNG TwV VOONUATWY, ToV PpOAO Kal TNV
Olacuvdeon de Ta Kévipa Epmeipoyvwpoouvng KA., yia Tnv Olaxeipion autwv Kal va Béoel
TTPOBANUATIONOUG yIa TNV BEATIWON TWV UTTNPECIWY KAl TNV AVATITUEN CUVEPYAOIWY.

21NV ekdRAwon TTapéxetal diepunveia otnv Nonuartikr) Nwooa yia Kweoug kal Baprikooug.

AkoAoubBti 0 S108IKTUOKOG OUVBEOHOG YIO VA CUMMETEXETE YIa OAEC TIC S108IKTUAKEG EKONAWOEIG
Héow TNG TTAATPOPUOG ZOOM:

https://us02web.zoom.us/j/864062543707?pwd=SzhYKOxFMVFHQmpQbktMZIIJcHdIZz09

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


https://us02web.zoom.us/j/86406254370?pwd=SzhYK0xFMVFHQmpQbktMZllJcHdlZz09

H E.O.Z. - Z[NIA.NO.NA., éxovTag wg KEVTPIKO HAVUMA « H ZraviéTnTa... gival To Xapiopga GAAa Kal n
dUvaun pag», oag TPooKaAei 6Aoug oTov KUkAo AladikTuakwy EvnuepwTikwv EKSnAwoewyv, He
Oéua: «MIZTOMOIHZHTQN ZMANIQN MNMAGHZEQN - AZIOMOIHIH TOY ORPHANET, KENTPA
EMMNEIPOFNQMOZYNHZ ZTHN EYPQIMH KAI ZTHN EAAAAA. H AYNAMIKH, Ol MPOKAHZEIZ KAI Ol
MPOOMTIKEZ», rou 0a rpayuaroTtroinfouv otig 10,17,23,31 MapTtiou & 7,14 AtrpiAiou 2021 ka1 wpa
17.00 — 19.00 ka1 uTtéoXEeTAI OTI O €ival KOVTA 0aG JE ETTOUEVES BIOBIKTUAKEG I ME QUOIKIK) TTOPOUTia
EVNUEPWOEIG, TTOU Ba oxeTifovTal Pe OepaTIK TTapouciaon Twy Zraviwv MNadRoewv Kal TTpooéyyion
AUTWV PEOW TWV ISINITEPOTATWY TOUG KaI TNG ETTiISPAONG TOUG OTNV TTPOCWITIKN KAl KOIVWVIKA {wn
TWV ao0eVWV.

H EAMnvik OpooTtrovdia uAoywv — Ztraviwv Noonudtwyv MabAoswv (E.O.Z. - 2MA.NO.MA.), civai
AgutepofdaBuia Opydvwon ,KOIVWVIKOU Kal OGUVOIKOAIGTIKOU XAPOKTHPQ, TTOU €EKTTPOCWTTEI GUAAGYOUG
acBevwyv pe Ztmdvia Nooruarta — Mabnoe€ig Kal TIG 0IKOYEVEIEG TOUG.

HE.O.Z. - Z[TA.NO.NA. civai péhog Tng EBvIkAG ZuvopooTrovdiog ATopwy pe Avarmnpia (E.Z.A.pg.A.).

H OuooTtrovdia dioikeital atrd emmTapeAés AloiknTikO ZupBoUAIo PE TPIETA BNTEia evd TO £€pyo TNG UTTOOTNPICE!
OupBouAeuTIKA ETTiIoTnpovik ETTITPoTTA TTOoU atrapTifeTal atmd £YKPITOUG ETTIOTHHOVEG — EPEUVNTEG BIAPOPWY
Tediwv.

Etriong ouppetéxel amoé 1o 2017 cUpewva Pe To I0XUoV Beauikd TTAaicio atnv EBvikr Emrpot) Zmaviwy
Noonudértwv Mabnoswv Tou KevtpikoU ZupupBouliou Yyeiag (KEZY).

ZUuewva pe 1o Orphanet, TTou gival n avayvwpiopévn Kal atmo Tnv EAAGda, EupwTraiki MUAN yia 1a Z1ravia
Noonuata — MabAoeig (Ymoupyeio Yyeiag MaAAiag), o1 omravieg TTabnoeig cival acBéveieg/vooruaTa TTou
ETTNPEACOUV MIKPO apIBPO avBpwTTwV 0€ OUYKPION HE TOV YEVIKO TTANBUCHO KAl TIOETAI OUYKEKPIPEVA
{nTPaTa o€ oxéon PE TN oTravioTNTa Toug. TNV Eupwtrn, pia acBéveia Bewpeital otravia 6tav TTPooRAAAE
1 dtopo avd 2000. Mia aoBéveia PTTopEi va gival oTravia o€ Pia TEPIOXH, aAAG cuxvh o€ GAAN. YTTdpyouv
XINGdeG oTTdvieg aoBéveieg. Méxpl ouepa éxouv avakaAu@Bei £€1 £wg eTTTd XIANIGdEG OTTAVIEG TTABACEIG.

Evw oxedov OAec ol yeveTIkEG aoBéveleg cival otrdvieg, dev e€ival OAeg o1 OTTAvIEC TTABAOEIS YEVETIKNAG
TTpoéAeuong. YTTApXouv €TTionNg TTOAU OTTAVIEG HOPYEC WOAUCHATIKWY 0oBeveIwY, OTTWG AUTOAVOOEG
aoBéveleg Kal oTTaviol Kapkivol. Méxpl onuepa, n aitia TTapapével ayvwoTn yia TTOAAEG atTd TIG TTABACEIG
autég. O1 atrdvieg TTaBNOoEIg ival oRapEG, ouxva XPOVIEG Kal TTPOOOEUTIKEG, aagBévelec. INa TTOAAEG oTTAvIEG
TTadnoeig, onuddia ptropei va TrapatnpnBouv katd Tn yévvnon f Tnv TaidikA nAIkia. Qotoéco, TTévw atd To
50% Twv oTraviwy acBevelwy gu@avifovtal Katd Tnv evnAikiwon.

MNa mepiocdTepeg TTANPoQopicg yia Ta Ztdvia Noonuata — MNabroeig kal 1o KabeoTwg atnv EAANGSQ,
evnUEPWOEiTE atTd Tov 1I0TOTOTTO TNG OpooTTovdiag www.federationrarediseases.qar.

MapakaAoupe yia TRV dIEUKOAUVON TWV dIAdIKACIWY TTapakoAouBnong, va eTTIXEIPHOETE TNV OUVOEC OdAg,
TTePITTOU 15 AETITA TTPIV TNV Wpa £vapéng.

2uv/vn n TTPOGoKANGN TNG ekOAAWONG.

Me Tiun,
MNa 1o AloiknTiKG ZupBoUAio

O Mpoéedpog TG E.O.Z. - ZMANO.MA.
EuoTtpdTtiog Xar¢nxapaAduTToug

H MevikA Mpappatéag
Mapiavva AecUTTpn

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


http://www.federationrarediseases.gr/

