AAHNIKH OMOXITIONAIA XYAAOT QN -
XITANIQN NOXHMATQN ITAOHXEQN

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

(H.F.A. -RD.)

vt aplOp. 461/8-12-2016 Swatayt) Tov Eipnvodikeiov ABnvoy,
ne av€ovta apldOpo eyypa@nc 841 oto BLAlo opoomovdiwv tov llpwtodikeiov
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, mov givor n avayvopiopévn kot omd v EALGda, Evporaikn [ToAn yia ta
Yravia Noonuata — IMabnoelg (Yrovpyeio Yvyeiog NoArag), ot omdvieg mabnoeig eivor acHé-
veleg/voonuato tov ennpedlovy Kpo aplud avlpdnwv ce cOyKpion e tov Yevikd TAnfooud Kou
Bétouv cvykekpipéva (nTHOTO 6 oXEoM UE TN GToviOTNTO TOVS. XtV Evpdnn, o 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 €xovv avakoAiveel tavo and entd yiiadeg (7.000) ondviec mabnoels.

Evd oyeddv Odeg o1 yevetikég aoBéveleg elval omavieg, 0V elval OAEC 01 OTAVIEG TOONGELS YEVETIKNG
TPoéAevonG. YTOapYovv emiong MO OmAvieg HOPPES LOAVGUOTIK®V OGHEVEIDV, OTMG AVTOUVOGES
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 moAAEg ombivieg TabNoELS, EKONAMOELS Umopel va mapatnpndodyv katd T YEvvnon 1 TV Taldikn
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 GLOTAGELS Y10 VO UMV 0PN GETE TIG® KavEVO ATOUO Tov (el LE P omavia acHEveLo.

Avtéc eivan:

ovotaon 1: 'Eva gvponaikd mlaiclo moirtikng mov kabodnyel TV €Qaproyn GLVEKTIKOV £OVIKOV
oxedlV Kol GTPATNYIK®V, TO 0moio Tapakorlovdeitar kot a&loloyeitor amd Evav ToAvpep Popéa G
ToKTIKY Bdor, cvetaon 2: [podun, toydtepn kot akpiBéotepn ddyvmon ondviov tadncemv 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 WNOLOKOV VAIKOD TtpofoANg 6Tov 0moio

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

POTATKA:

[ Tapovoioon mpocomk®V 16toptdv 16 achevav  mov mdoyovv amd Xmdvia Noorpato ord
OA0 TOV KOGLO KOt 6TOYEHOVV GTO Vo, avadeiEovv 0Tt evd KdOe pio amd Tig Tabnoelg avtég ei-
vou 6mavie, o¢ Kowvotnta achevav givatl duvatodv va avayvopieTovy Kot VO LOPUGTOVY 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 Thaiolo 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.  eivar péhog g EOvikng Zvvopoomovoiog Atopmv pe Avamnpio (E.Z.A.pe.A.)., 1o
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 otnv EBvikn Emitponn Eraviov Noonudtov Iabncewv 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 EMAYYEAUATIOV VYEIOG KOl GTEAEY®DV QPOPEMV 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 eivoau https://www.federationrarediseases.gr/

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

Kown dpdon QPIQN ,«Emavia (o1 Kot Ek@pocn — ToMTIoTIKN Wioantepdtnta kot Adikn [o-
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

Awdiktvokn ekdnimon pe titho «Xmbvieg [labnoeig: Zuvoéoelg og HovadikoOTnTag GtV
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
Epeovng g EAAnvicng Aaoypagiog g Akadnpiog AOnvov kot ZuArldyoug achevav

A’ KOKAOG SLodIKTLOK®OV EVNUEPOTIKOV ekdNAmcemv pe Bépa «H onpaciog ™g mpowung
aviyvevong ko owayvoong Xraviov Noonpatov — [Madnoeov péow ekonrocsomv, on-
RELOV KOl GOUTTOUATOV TOV EVTOTILOVTUL GTO TTEGI0 OLHPOPMV GLOTNUATOV TOV 0PY-
viepov» mov dopyovavel n E.O.Z-EITANO.ITA pe ) cuvepyacio EMGTUOVIKOV L0TPIKOV
Qopémv kol GLALOYOV acBevav, EBvikov Kévipov Epneipoyvopocsivng Zrnaviov Iadncewv
g xopoag (Mdaptiog- Mdiog 2022)

Awopybvoon Zepuvapiov pe 0épo «H oopPoin g lapatikng latpuaig ko TV copmin-
POURATIKAOV Ogpamet@dv otn Swayeipion Ypoviov Tad1oEMV Kol 6TavVIiOV VOSRHATOV. A-
VOKOVQLoN SVUTTORATOV, Bertioon mowdtntos Cong aclevav kot avantvln eveliog
TOVS», mov dlopyavavel 1 E.O.Z-XITA.NO.ITA pe ™ ovvepyasio tng EAAnvikg Axadnpiog
Tapatuenc latpkng, didpkelag mepimov 25 wpav, (Mdptiog- Mdiog 2022) mov amevbiveTon o€

Ytedéym Awoiknong ZvAloywv AcBevav kot Atopmv pe Avamnpio.

H EAMvic Opoomovdia ZvAddymv Eraviov Noonpdtov Iadncewv oto mAaicio g Huépag Zma-

viov [Mabnoewv, coppdiel ot Tpofoin Kot oTnV avadelln TG orovddTTaS, NG W0UTEPOTNTIGS,

NG OMUOVTIKOTNTAG OAAG KOl TNG LOVOSIKOTNTOS TOV OVOPOT®V oVT®V, OTOL Lo oTdvia Tabnon

&xet yiver Blopa kot tpodmog {ong Yo Tovg 1010V¢ Kot TIG OTKOYEVELEG TOVG.
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https://www.federationrarediseases.gr/

210006 TV OpACE®V MOV AVATTOGCOVTOL Eivol vo eviuepmBel kal va evoucOntomomBel 1 koivn
yvoun og Béuata mwov oyetilovion pe ta Zmdvia Noonpato - ITabnoeig, va yiver yvoot n vmapén
TOVG, TO. WO10ATEPA YOPAKTNPIOTIKA TOVS, Ol OLCKOAIEG 6T d1dyvmon Kot 6T Bepameia Tovg, KOOMG
KOl TO TPOPANUATO TOL GUVOEOVTOL LE TNV KOONUEPIVY TOLG (M1 Kol TPOKAAOVY GUYVA PALVOUEVOL

OTOKAEIGLOV Kol TEPLOPLOTOINOTG.

To AX ™ EAMvikiig Opocmovoiog ZvAroymv

Xraviov Noonpatov lHodosov (E.O.Z-ZITA.NO.ITA)
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