AAHNIKH OMOXITIONAIA XYAAOT QN -
XITANIQN NOXHMATQN ITAOHXEQN

(E.0.X. - £IA.NO.IIA.)
HELLENIC FEDERATION OF ASSOCIATIONS
FOR RADE DISEASES

(H.F.A. - R.D.)
vt aplOp. 461/8-12-2016 Swatayt) Tov Eipnvodikeiov ABnvoy,
ne av€ovta apldOpo eyypa@nc 841 oto BiAio opoomovdiwv tov Mpwtodikeiov
Adnvov

Uil

ANAKOINQXH

17 PEBPOYAPIOY 2022

Hpépa Xraviov Hadoemv (Rare Disease Day)

28 Pefpovapiov 2022

H Hpépa tov EZnaviov [Tabncewv mov goptdletar otig 28 Defpovapiov kdbe £tovg, ivar apketd
drapopeTikn 1o 2022 Aoyw ¢ mavonpiog e vésov COVID-19 kot Tov EKTAKTOV VYEIOVOUIK®Y KOl
KOWV®OVIKOOIKOVOLUK®MY GUVONK®OV TTov €YEL EMPEPEL TAYKOOUIMG. MEC® TG OVATTUENS YNOLOUKOV
EKOTPATEIDMV KOl TG OPYAVMOTG VEOV SLOOIKTLOK®V EKONADCEWYV, Elvarl duvatdv va evaobel n v
Kot 1 SUVOUN TOV acOEVOV e OTAVIO VOGTLOTO KOl TOV GLAAOYIK®V TOVG OPYOAVACE®DY, eKQpdlo-
vtag wepimov 30 exotoppvplo avBpdmovg mov {ovv pe o ordvio achévela oty Evpdnn kot yio

move ard 300 ekatoppvplo ATOUO TAYKOGUIMG.

Yopemva pe to Orphanet, Tov givor ) avayvopiopévn kot ond v EALada, Evpomraikn [ToAn yo ta
Yravia Noonuata — IMabnoelg (Yrovpyeio Yvyeiog NoArag), ot omdvieg mabnoeig eivor acHé-
veleg/voonuato mov ennpedlovy Kpod aplfpd avlpdnwv ce GOYKPIoN HE TOV YEVIKO TANBuoUO Kot
Bétouv cvykekpipéva (nTHOTO 68 oXEON LE TN GTOVIOTNTO TOVS. XtV Evpdnn, pia acBéveln Oew-

peitat omdvia 6tav mposPariet 1 dtopo ava 2.000.
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Mo acBévela pumopet va eivar omdvia oe pia TEPLOYY], 0ALL GLYVN 6€ GAAN. YThpyovv y1Mdodeg omd-

vieg acBéveleg. Méypt onuepa Exovv avakoivedel Tavo and entd yiiadeg (7.000) ondviec mabncels.

Evd oyeddv Odeg o1 yevetikég aoBéveleg elval omavieg, 0V elval OAEC 01 OTAVIEG TOONGELS YEVETIKNG
TPoéAevons. YApYouv €miong TOAD OmAvVIEG HOPPES LOAVGUOTIKMY OCHEVEIDV, OTMG VTOAVOGES
acBéveleg kot omdvior kapkivol. Méypt onuepa, n artio Tapapével dyvootn yio TOAAEG amd TG To-

Onoeig avtég. Ot omavieg mabNoelg eivar GoPapéc, cuyva ¥POVIES KOl TPOOOELTIKES, aGHEVELES.

"o moAAég ombivieg TaBNGELS, EKONAMOELS Umopel va TapotnpnOovv Kotd T yEvvnon 1 TV Todikn
nikia. Qot660, Tave amd 10 50% Tev ondviev acbevetdv pugaviovtot katd v evnikioon (mn-

yn Orphanet).

H Eurordis diapdéppwoe 10 2021 éva véo mAaiG10 EVPOTOIKNG TOAITIKNG Y10 TO GTLAVIO VOGTLLOTOL, LE

OKT(M GUOTAGELS Y10 VO UMV 0PN CETE TIGM KAVEVO ATOHO TTov (el L pia omavia acOEveta.

Avtéc eivan:

ovotaon 1: 'Eva gvponaikd mlaiclo moirtikng mov kabodnyel TV €Qaproyn GLVEKTIKOV £OVIKOV
oxedlV Kol GTPATNYIK®V, TO 0moio mapakolovdeitar kot a&loloyeitor omd Evav Tolvpepn Popéa G€
ToKTIKY Pdon, cvetaon 2: [podun, toydtepn kot akpiBéotepn ddyvmon ondviov ntadncemv HEcw
KOADTEPNG KO TO GLUVETOVG YPNONG EVAPUOVIGUEVOV TPOTLTTMV KOl TPOYPOUUATOV GE OAOKANPM
mv Evpann, véwv teqvoloyldv Kot Kavotopmy mpoceyyicemv mov Pacilovial 6Ti¢ avayKeg TV o-
oBevav, cvotacn 3: 'Eva eEaipetikd £E€101KELIEVO OIKOGVGTN O VYELOVOIKNG TTepiBoiyng, pe mo-
MTIKY], OIKOVOLIKT] KOl TEXVIKT VTOGTNPIEN GE EVPOTATIKO Kol €0ViKO eminedo, Tov deV APNVEL KOVEVQL
dropo mov (et pe po omdvia acBévela oe afePordtnra GYeETIKA Le TN Odyveon, T @povTida 1 ™
Oepancio tov, ovotaon 4: Eyydnon g évrtaéng tov atopwv mov {ovv e po omavia Tdbnon oe
KOW®VIES KOl OIKOVOUIEG e TNV EQUPLOYN EVPOTAIKMV Kot BVIKOV dpAce®V mov avayvopilovv ta
KOW®VIKA TOVG dtKodpata, 6vetact S: Edpainon pog KovAtohpag mov evhappivel TV OLGLOGTL-
K1 GUUUETOYN, TN OEGLELON Kot TNV MNYesia TV avOpdrwv mov (ouv pe pia ordvio Tadnon téco
oTOV ONUOG10 66O Kot 6ToV WIOTIKO Topéa, cvatacn 6: H épsvva yia tic omdvieg mabnoeig olatn-
peiTal OG TPOTEPUOTNTA - 0 POCIKN, KAMVIKY, LETAPPACTIKT Kol KOWMOVIKT épguva, ovetactn 7: Ta
JEOOUEVOL YPNCLULOTOLOVVTAL GTO UEYIGTO Yo TN Bertion tng vyeiag Kot TG evnuepiog TV avlpo-
v Tov {ovv e o ordvio Tanon, evetaon 8: Beltiowon g dwbeoipuodtntoc, e TposPactpudtn-
TOG KOl TNG OLKOVOUIKNG TPOCITOTNTAG TOV OEPUmMEIDV GMAVIOV 0CHEVEIDY, TPOCEAKDOVTOS
enevovoELS, eVOaPPLVOVTOG TNV KOVOTOWI KOl T CLVEPYOTTO LETAED TV YOPDOV, Y10 TNV OVTILET®-

TG TOV AVIGOTNTOV.
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AwBdote Tnv TAnpn ékbson

AwBdote To dehtio ToOmov Tov Final Rare 2030 Xvotdosic

H Evponaixn ‘Evoon Zrnaviov [afncewv (EURORDIS-Rare Diseases Europe), diopyavovel ekon-
ADGELS KO OPAOELS TOV ATOTEAODV 0pOON L0, DGTE VO EVIGYLOEL 1| TapovGin TV 0cOEVOVY LE OTAVIES

nanoelg otnv Evpdnn 610 mhaicio tov eoptacpol e Huépag tov Xnaviwv [abnoewv tov 2022.

210 mAaiol0 avTO, £xel OAUOPP®OEL Evag VEOS 1GTOTOTOC WYNOLOKOV VAIKOV TtpofoAng 6Tov 0moio

petald aAlov mapovstdlovtal ot 000 KeVIpKEG dpdoelg mov wpoteivovtal ond v Eurordis mavev-

POTATKA:

[ Tapovoioon mpocomk®V 1otoptdv 16 acbevev  mov mdoyovv amd Xmdvia Noorpato ord
OA0 TOV KOGLO KOt 6TOYEHOVV GTO Vo, avadeiEovv 0Tt evd KdOe pio amd Tig Tabnoelg avtég ei-
Vo 6mavie, o¢ Kowotnta achevav givatl Suvatdv vo avayvopioTovy Kot Vo LOPOGTOVY TOA-
Ad kowvé Bépata.

[ Apbon eoOTIoHod Pvnueiov g TOAEIS KOl QOTIGHOD KATOIKIOV TV ac0evav, pHe Ta (PpOpa-
ta g Hpépag Znaviov Mabfccov (tpdoivo, pop, yordlio) otic 28 @efpovapiov 2022,

610 Thaioo TG kopmavweg #LightUpForRare.

H EURORDIS nwpotpénel, ka0e popéa onaviov tabficewv otnv Evponn va mpofdiel v moAvpop-
ol Kot v moAvypwio g oraviotnToag 6to TAdiclo ™ Huépag tov Znaviov Iadnocsov otig 28

dePpovapiov 2022.

H EAMnmvic Opoomovdio ZuArkdywv — Znaviov Noonudtov [Hobncewv (E.O.Z. - ZITA.NO.ITA.),
etvar Agvtepofaba Opydvmor, Kowvmvikoh Kol GUVIIKOAIGTIKOD YUPOKTAPO, TOL EKTPOCMTEL
ovALOYovg acBevov pe Emdvia Noonuota — IlaBnceic ko tic owoyévelég toug. H E.O.Z. -
YITANO.ITA. elvon péhog g EOvikng Zvvopoonovoiog Atopmv pe Avamnpio (E.X.A.pe.Al)., 10
épyo g vrootpiler ovpPovievtikd Emotpovikr Ertponn mov amaptietonr and £ykpirovg emt-
OTNUOVEG — €PELVNTEG JPOpwV Ttedimv. Emiong cvppetéyet and to 2017 cvppwva e 10 1oyvov Oe-
o6 mhaiclo oty EBvik Emitponn Eraviov Noonpdrov Iabncemv tov Kevrpikov Zvufoviiov
Yyetog (KEXY) kou cuopPdAiet pe to €pyo e otV €0paimon cuvepyasiog TV cLAAGY®V TV ache-
vov, pe ta avayvopiopéva Kévipa Epnsipoyvopocsivng Znaviov [abnocwv, kabdg kot oty gouat-
oOntomoinon kol EMUOPPMOOT) EMAYYEALATIOV VYEING KOl GTEAEYMV QOPEMV KOl LANPECIOV Y10,

oyetkd BEpara.
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https://www.rare2030.eu/recommendations/
https://www.eurordis.org/content/better-future-design-call-new-european-policy-framework-rare-diseases
https://www.rarediseaseday.org/downloads/
https://www.rarediseaseday.org/heroes/

H E.O.X. - ZITA.NO.ITA., ovppetéyel otov eoptoopnd e Hpépog tov Znaviov [adnocwv, £xo-

VTOG MG KEVTPLKO pijvopa
«H Xroviotnta... gival To yapioua diia Kal 1 SUVoun pagh.

H 1otocelida g E.O.Z.-XITA.NO.ITA eivau https://www.federationrarediseases.gr/

210 mAaioto Tov goptacuov g Huépag tov Zrnaviov [Tadnoewv oty EALGS d1opyavadvovTad:

e  Kown opdon QPIQN «Zmdvia {on kot EKQpaoT) — TOATIGTIKT Wwotepotnta Kot Aaikr| [la-
paooony -Oefpovdapilog 2022 ( cvvepyacio g E.O.Z.-ZITA.NO.ITA pe to Kévipo Epedhivng
g EAMvic g Aaoypagiog tg Akadnuiog AOnvav kot ZuAhdyovs acOevov

e Awdwrtvakn exkdiwon pe titho «Xmavieg [Hobnoeig: Xovvdéoelg pog povadikottag oty
éxppaon g {ong Tov achevdv, [l TOMTICTIKES 10TEPOTNTES Kot TN AOTKT Tapdoocn»,
23/02/2022, opo 18.30 — 20.30 2022 ( ovvepyasio ¢ E.O.Z.-ZITA.NO.ITA pe 10 Kévtpo
Epetdvne e EAAnvikng Aaoypagiog tng Axadnuiog ABnvov kot XvAloyovg aclevav

o [lavelhadwn exotpateio evnuépwong kol evoicOntonoinong ywo tig Xmhvieg AcBéveteg, ue
KEVIPIKO UNVLLO TG KOUTAVIOS «AVVOR®OVOUNE TIS Xravieg PmvEe», opydvwon dpdoewmv
KOl EVILEPOTIKAOV EKONADCEMVY Y10 EvAGONTOTOINGN TOL KOOV (LLE cLVEPYGi TOV ZVAAO-
YoV acBevov: «95, EAAnvikn Zoppayio yio tovg Zndviovg AcBeveioy kot ZoAAoyog AcBevav
ka1 @idov [Hoaoyoviov and Kinpovopikd Metafoiud Noonpata «Kpikog Zmnoy»

o A’ KOKAOG SLOOIKTLOK®V EVNUEPOTIK®OV ekOMAmcenv pe 0épua «H onpaciog g mpoung
aviyvevong ko owayvoong Xraviov Noonpatov — [Modnoeov péow ekonrocsov, on-
HEI®V KOl COUTTOUATOV TOV EVTOTILOVTOL GTO TTEGI0 OLHPOPMV CLOTNUATOV TOV 0Py~
viepov» mov dopyovavel n E.O.Z-EITANO.ITA pe ) cuvepyacio EMGTUOVIKOV 10TPIKOV
QOpPE®V Kol GLALOYOV acBevav, EBvikav Kévipov Euneipoyvopocivng Zraviov [abncemv
g xopog (Mdaptiog- Mdiog 2022)

e Awopyavoon Zepwvopiov pe 0épa «H ooppoin e lopatung latpikic kot T@vV cvopmin-
POUATIKAOV Ogpamet@v ot dwayeipion Ypoviov Tad1oEMV Kol 6TOVIOV VOSLATOV. A-
VOKOUQIOT] CUUTTORATOV, Beitioon morotntog (g aclevadv kor avamtuén gveliog
TOVS», mov dlopyavavel 1 E.O.Z-XITA.NO.ITA pe ™ ovvepyasio tng EAAnvikng Axadnpiog
Iapatikng latpikng, didpketog mepimov 25 wpav, (Mdaptiog- Mdiog 2022) mov angvbivetal o

Ytedéym Awoiknong ZvAloywv AcBevav kat Atopmv pe Avamnpio.
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https://www.federationrarediseases.gr/

H EXAnvikr Opoonovdio 2uArldymv Eraviov Noonudtwv [Hobnoemv oto miaicio g Huépag Xmo-
viov [Tobnocewv, couPdier omn TPoPoAn kot 6TV AvVASEEN TS GTOVIAIOTNTOS, TNG WOLUTEPOTNTOG,
NG OMUOVTIKOTNTOG OAAG KOl TNG LOVOIIKOTNTOS TOV OVOPOTOV oT®V, OTOL Lo oTdvia Taonon

&xel yiver Blopo kot Tpoémog Lmng Yo Tovg {01006 Kot TIG OIKOYEVELEG TOVG,.

210%0¢ TV dpAcE®MV TOL OVOTTLGGOVTOL Elval va eviuepmBbel kot va gvaicOnTomombel 1 ko
yvoun og Béuata mwov oyetilovion pe ta Zmdvia Noonparto - ITabnoeig, va yiver yvoot n vmapén
TOVG, TO. WO1AITEPA YOPOKTINPIOTIKA TOVG, 01 OLOKOAEC 0T ddyvwon kal otn Bepameio Tovg, KaOhg
KOl TO TPOPANUATO TTOL GLVOEOVTOL LE TNV KoONUEPIVT TOVG (M1 Kol TPOKOAOVY GUYVH QOVOUEVOL

OTOKAEIGLOV Ko TEPBPlomoinomg.

To AX ™ EAAqvikiig Opocmovoiog ZvAroymv

Xraviov Noonpdrov llodccov (E.O.2-ZITA.NO.ITA)
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