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ABnva, 5 NoepuBpiou 2024

«MpoaodEpovtag motdtnTa otV KAbnUePLVOTNTA TWV ACOEVWYV
Ttou Jouv pe Inavia Nooquata»

Yroypagn Zuugpwvou Zuvepyaaiac uetaéu O.ALTLY. kat E.Z.A.E., kat EKKivnan Tou
gpyou avdmrtuéncg tn¢ muAnc ORPHANET ota EAAnvika

2e pla onpavtikn €€EALEN yla TNV UYELOVOMLKN KOWOTNTA KAl TOug acBeveig pe Zmavia
Noonpata otnv EAAada mpoxwpnoav o Opyavicuog AtachdaAiong Mowotntag otnv Yyeia
(0.AlLI.Y.) kat n ‘Evwon Imaviwv AcBevwv EAAAdocg (E.Z.A.E.), umtoypdadovtag tnv
Mapaokeun 25 Oktwppiov «Zuudpwvo Zuvepyaaoiacg yla tn yetadpacon Kat mpooapuoyn
¢ mUAng ORPHANET otnv eAAnvikn yYAwaoa».

To €pyo AuToO avapeveTalvatpoodEPEL CNUAVTIKNA UTTOOTAPLEN Kal EVIHEPWON TOCGO GTOUC
EmtayyeApartieg Yyeilag, 600 kat otoug AcBeveig Kal otoug olkeioug toug, divovtag toug
eAelBepn Kal LOOTIUN TPOCBACN O ETMIKALPOTIOINPEVEG TIANPOdOPIEC yia TIG ZTTAVIEG
Mabnoelg kat tic E€edikevpéveg Oeparmeieg.

To ORPHANET, to omoio onuepa sival n avayvwplopevn Bdon dedopevwy otnv Eupwrn
yla ta 2Zmavia Noonuata kat ta Opdavda dappaka, OxL HOVO TTAPEXEL TEKPUNPLWHEVN Kal
€ykupn TmAnpoodopia, BeAtiwvovtag tn dldyvwon kat Bepamneia twyv Znaviwv Mabnoswy,
aAAG Jlacdaiidel kat tnv ovopatoAoyia Zmaviwv Noocwv Orphanet (ORPHAcode),
arapaitnn ywa tn BeAtiwon TN MPOROANC TWV eV AOYW voonuAtwy ota TIAnpodoplakd
cuoTAPaTa Lyeiag Kal €peuvag.

Me tn petadpacr) touv ota EAAnvikd, to ORPHANET oxtL povo Ba kataotel o mpootto ya
TNV eyXwpla Kowotnta, dleUKOAUVOVTAC TNV KATAvONnon KAl QVIIHETWTILCN TWV ZTTAvVIWY
Noonudtwy, aAAd TauTtdxpova 6a CUHBAAEL OTNV LXVNAQCLIHOTNTA TWV ZTTAVIWY AcBevVELWV
oto EBvikd ZVotnua Yyeiag, otn BeAtiwon tng mapexoPevNg LYELOVOULKNCG dpovTidacg, Kal,
ETOHEVWC, OTNV acdhdAela TwV acBevwy, evw Ba TIPowBACEL TNV KOWWVIKA &vtaén Twyv
atopwy Tou Jouv pe Zmavieg Nabnoelg.

Me adopun avthiv tn ocuvepyaoia, o AleuBuvwy ZUPBouAog tou O.ALTLY., kog XprRotog
NEotopag, dnAwoe: «H urroypagn autou Tou Zupupuwvou amoteAel Eva anuavtiko Brua yia
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n dtaopdaiion Tn¢ motdtnTag tng mAnpodopnaong yita taZravia Noonuata otnv EAAada,
Katnc¢lootunc npooBacng os autnv. Eiuaote evBouaotacugvol yia tn ouvepyaaoia uac e
v E.2.A.E., kaBwc¢ pdviuoc atoxoc tou O.ALTLY. givat n mpoomtikn Tr¢ OUCLATTIKAC
BeAtiwonc t™¢ lwhi¢ twv aocbevwv otnv EAAAda, kat ot ouvdvBpwmol pacg mou
avtiuetwmidouv TI¢ mpokAnoeilc twyv 2rnaviwv MNabnoswyv ivat akdua pyia mpokAnon yta tov
Opyaviouod pac, kat autn eivat n ekkivnon placg dtadpactikng emkowvwyviag uetaév O.ALTLY.
kat acBevwyv pe Zrraviec MNabrosic».

orphanet @EZHE

ENQIH ZMANION
AZOENQN EAAAAOL

O Mpolotdapevoc tng Mevikng Atevbuvong tou O.ALTLY. kat EBvikog Zuvepyatng Orphanet,
koc EAsuB€ploc Onpaiog, avadEpbnke otnv artddaon tou Yrioupyeiou Yyeiag omwg oplotei
o O.ALTLY. A.E. wg EBvikoc EktpdowTiog otnv sUpWTAiK dLAadLKTUAKN TIUAN Zrtaviwy
Mabnoswv Orphanet, mpokepeévou va avaAdBel tn dapopdwaon tng EANVIKAC TIUANG
Orphanet, oe cuvepyaoia pe TNV KEVIPLKN dloiknaon tou dopeEa, WOTE va avantuxBei kat va
alomolnBei n ev Adyw VAN otnv EAAADQ, TtpoC evnUEPWON TNG ETILOTNHOVLIKNAG KOWVOTNTAC,
TWV e€eldIKELPEVWYV KEVTpwYV Epmtelpoyvwoouvng Zraviwy MNadioswyv, Twy acBevwy, Kal
Twyv appodiwv Opydavwy kat Emtponwy motomnoinong avamnpiag kat kataypadpng oto
«EBVIKO Mntpwo Znaviwv Noonudtwv».

Avtiotolxa, o A' Avumpoedpog tng E.Z.A.E., ko¢ Anuntpng ABavaciou, oxoAiace: «H
pocBacn oe aflotmoteg MAnpodopieg otn UNTPLKA YAwooa sival avadaipeto dikaiwpa
K&Be aocBevoug. H ocuvepyaoia pag pe tov O.ALTLY. yua tn petadpaon tou Orphanet ota
EAANvika avtavakAd tn d€opevon tooco tou Opyavicpou, 6co Katl tng Evwong pag yua tnv
avantuén epyaAeiwy Kat UTINPECLWY TIOL Ba TTPOCTHEPOUV OUGLAGTIKI UTIOGTHPLEN OTOUG
EmayyeApatieg Yyeiag, aAAd kat ctoug avpwmoug ov {ouv pe Znavia Noonuarta,
duVapWVOoVTIAC TAUToXpova Tt $wvrhA TOUC GTO UYELOVOULKO cUCTNHO».

To £€pyo t™nG petadpaong Twv Mpwitwyv 500 mo cuxvwyv Znaviwv Noonudatwv mou
epdavidovral otnv EAAGASa avapévetal va oAokAnpwOel evtog tou 2025, evw Oa sival
OlaBEaIU0 o8 NAEKTPOVLKN Hopdn, Kal Ba emikatlpoToleital TakTikd. H mpwtoBouAia autn
elval HEPOC TWV eVPUTEPWYV CTPATNYLKWY OTOXWYV Twv dUo Opyaviopwy yla Tnv evioxuon
NG TTOLOTNTACG TNC VYELOVOULKNAG ppovtidag otnv EAAADQ, Kal Tnv avAdelén Twyv Zmaviwv
Mabnoswyv oe €BVIKN TpoTEPALOTNTA.

Meploodtepeg mMANpodopiec yia to €pyo Ba avakolvwBoUv otn oXeTIk EkdNAwaon Tou Ba
Tipaypatomolndei yia tnv evnUEPWON TWV dNUOGLOYPAPWY Kal TWV OXETIKWY GOPEWYV OTO
New Hotel, dA\eMivwy 16, ABrva, otig 29 NogpBpiov, otig 10.00 ...



