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Eupwnaika Aiktua Avagopacizal\
Mia epBAnpatikn dpaon tng EE | 7 ¢
yia th otnpi§n agBevwyv-AOU NAoXou
ano onavia, xapynAou eninoAacy

Kal noAUnAoka voonparta.

Ti eival ta Eupwnaika Aiktua
Avagpopac (EAA);

Ta Eupwnaika Aiktua Avapopdg (EAA) dnpioupynbnkav Baoel
¢ odnyiag 2011/24/EE nepi epappoyng Twv dikaiwpatwy
Twv acBevwv oto nAaicio tng §1acuUVopPIaKNG UYEIOVOHIKNAG
nepiBaAyng. AnoteAoUv €1KoVIKA SiKTua NApOXwV UYEIOVOHIKNG
nepiBaAyng, ta onoia éxouv cuotabei otnv Eupwnaikn’Evwon
(EE) kaun atn NopBnyia, kai e§€181keUovtal atnv nepiBaiyn
acBevwv nou naoxouv and ondvia, xapnAoU eminoAacpou

kal noAUnAoka voonpata.

Ta Eupwnaikd Aiktua Ava@opd¢ GUYKEVIPWVOUV yVvwon,
€QneIpia Kal EPNEIpoyvwaeia, Kal npoc@épouv unootnpi§n oe
€ENIPEPOUG ENayyeEAPATIEG UyEiag, NPOKEIPEVOU va napéxXouv
opBdtepn Sidyvwon, kKabBwg kai thv KaAutepn Siabécipn
Oepancia.
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Méow piag e€e1bikeupévng, acpalols
nAateoppag texvoloyiag mMANpopopIwV

Mepioodtepa ané 6.000 (TM), Ta nepiotatikd acBevv pnopolv va

rtnv EE, wg ondvio véonpa

, , . : , alohoynBouv and pia opada eupwnaiwv
orllavm voonpata’ gpitasuliatioiiclinpgorainsl €181KWV, XWwpig va avaykactolv ol acBeveig
duoxepaivouv tnv kabnpepivotnta Ayétepa ané 5 ata 10.000 T T

£€WG Kal 36 eKATOHHUPIWY NOAITWV , p ;
otnv EE. atopa. H yvaon ta§ibeoel,

€101 Wote va pn xpeialetal
va petakivnBoulv o1 acOeveic.


https://eur-lex.europa.eu/legal-content/EL/TXT/?uri=celex:32011L0024
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_el
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_el

Eupwnaika Aiktua Avagopdag:

o E€etadouv pepovwpéva nepIcTatikG acBevav (navw anod 3.800 péxpl onpepa) ouyKaAwviag S1adIKTuakeéG GUVOLINIES OTIG
0noieg GUUHETEXOUV €181KOI UNayOPEVOI GE NAPOXoUG UYEIOVOUIKNAG NEPIBaAPNG, Kal XpNoIHONoIWVTAS yi' autdv ToV oKono pia €18IKA,
aopain natgdppa texvoloyiag nAnpogopiwv (TIM) nou xpnpatodorteital and v Eupwndikn Enitponi. O1 e1dikoi oudntolv yia KAIVIKG
NEPIOTATIKA, NMPOKEILEVOU va anogaacioouv and Koivou OXeTIKA pe T didyvwon kail tn Bepaneia.

« Avantiocouv kateuBuvtnpieg odnyieg KAIVIKNG Npaktikng, KaBw¢ Kai AAAa unootnpiktika epyaleia ANPng KAIVIKGV
ano@acswv 151K yia Kanoio onavio véonpa, NPoKeIHEVOU va npoogpépouv kabodinynon otoug yiatpoug. Eniong,
oxediadouv pabnpata Kataptiong yia Toug NapoXoug UYEIOVOHIKAG NEPIBaAyng.

o AigukoAUvouv th Siktiwaon Kai th Sie§aywyn KAIVIK®V 8oKIp®V LeyaAng KAiLakag, ol oroieg dlagopetikd Ba Atav aduvarov
va dievepynBouyv, cuykevipwvovtag debopéva and éAn tnv EE, npokeipévou va katavonoouv oe Babog ta ondvia voonpata kai Tig
NMOAUNAOKES vOooug, Kal va oupBdlouv atnv avantugn Bepaneiwv.

¢ Avantiooouv Kai TnpoUV HNTPWa onaviwv voonpdtwy Lie ta debopéva twv acBevwv nou éxouv napansp@Bei o autous,.

o Alao@palifouv Tn GUPHETOXN TWV ACOEVV LECW TWV EUPWNAIKWY OPAdwy unoatpIgng acBevv (ePAG), Bétovtag étol tn
(PWVN TOUG 0TO EMNIKEVTPO TwWV Spactnpiotitwy twv EAA.

Ta 24 EAA apxioav va
LAY Aeitoupyouyv 1o 2017,
® . nepiAapBavoviag navw
YYMBOYAEZ P ..:: anod 900 ee1bikeupéva
. .. ° KAIVIKA KévTpa,

@ OEPAIEIA EYKATETTNHEVA OE
'@' : EIAIKA

"""""" oo nepioootepa and
1o ol- EAA 300 voookopeia o€
I_I 26 kpdtn péAn.
AZOENEIX Ev éte1 2024,
nepiAapBavouv
a> EONIKOI 1.619 e€eibikeupéva
NAPOXOI KAIVIKA KévTpa ta
Ta 24 EAA Mo £Xouv YITEIONOMIKHZ oroia Eﬁpsuou,v o€
OUOTaBE £WC TPa MNEPIOAAWHE 382 voookopeia ota
O 27 kpdtn péAn ng EE

O O O
FNQIH ANO  MAPATQrH

KaAuntouv nNoAAa
onavia voonpara, KAINIKEZ
onwg, Hetagl aAwy,

Onavieg Hiatapaxeg twv OAHTIEZ KAINOTOMIA  ITOIXEIQN

o
KATAPTIZH KAI

KATEYOYNTHPIEZ  EPEYNA KAI KAI ANTAAAATH  HAEKTPONIKH

MAOHZH

kai otn NopBnyia.

00TWYV, ONAVIEG HOPPES
KapKivou, onavieg
€VOOKPIVIKEG NaBATEIG,
ondavia veupoAoyika kai
VEUPOUUIKA voonparta.

Nwg eykpivovtal kai nwg a§ioAoyouvtal ta EAA;

Mpokeipévou va eviaxBouv oe €va undpxov EAA, ol ndpoxol uyelovopikng nepiBaAyng avianokpivovial o npdaokAnon unoBoAng
aitoewv g Eupwnaikng Enitponng. Itn ouvéxela, évag ave§aptntog popéag afloAdynong eA€yxel TNV aitnon Toug Kal GUVIAOGCEl
¢€kBeon n onoia e€etddetal and 1o LupBouAio eknpoownwy Twv Kpatwv MeAdwv (BoMS).

To XupBouUAio Eknpoownwyv twv Kpatwv MeAwv anopagailel av Ba eykpivel n 6xi tnv npotacn yia ocuotacn Aiktuou, kabuwg Kai Tig
enakdAoubeg aitnoelg ekeivwyv nou eniBupolv va yivouv péAn Tou diktUou.

Ta EAA unoBdaAovial o afloAdynon katd diactnpata. O npwtog yupog efwrepikwy aflodoynoewy twv 24 EAA kal Twv 836 peAwv
ToUG 0AOKANPWONKe to 2022, pia nevtastia petd tnv idpuon twv EAA. Ta anoteAéoparta €dei§av 6t n enidoon Atav IkavonoinTikn
yia to 100% twv EAA kai yia o 88% twv peAwv Toug. Eva pikp6 nocooto tng Tagng tou 8% twv peAwv Toug xpeladotav BeAtiwaon,
€V and to unoAoino 4% agaipédnke n 161dTNTa Tou péAous. Ta anoteAéopata g agloAdynong eniBeBaiwvouy 0t ta EAA guvioTouv
€va enituxnpévo eyxeipnua tng EE, kar 611 Ba e€akoAoubnoouv va anoteAolv 1I0xupd pyaAeio oTov aywva yid TNV KatanoAéunon Twy
onaviwv voonpdatwy ato pHEAoV.



https://health.ec.europa.eu/rare-diseases-and-european-reference-networks/european-reference-networks/governance-structure_en

Ta EAA npéner:
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va AapBavouv unootnpign kai
€yKpIon ano TG eBVIKEG apXxEg

Me nolov tpono n EE unootnpilel ta EAA;

H Enitponn enevbuel onpavtikd ke@dAaia yia tnv nepatépw evioxuon twv EAA. Ektog and tn xpnpatoddtnon
nou napeixe katd ta nponyoupeva €, n Enitponn otnpidel autd ta Aiktua pe véeg AUeES ENIXOPNYNOEIG, UYPOoUG
77 exatoppupiwy €Upw, NPOKEIUEVOU va ta edpaiwael péoa ota endpeva xpovia (péxpl tig 30 ZentepPpiou 2027).

EninA€ov, n Enitponn xopnyei dMa 15 ekatoppupia eupw (18 ekatoppUpia ouvolikda) Héow piag koivig dpaong nou
anoogkonei otnv evowpdrwon Twv EAA ota eBvikd cuothpata uyeiag.

Xpnaoipol ouvdeopol

DuAAdSio EAA
(Ynnpeoia Ekbooewv
¢ EE, 2023)

Eupwnaika Aiktua
Ava@opdg (iotétonog
Europa)



https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_el
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_el
https://op.europa.eu/el/publication-detail/-/publication/cc54431e-77a4-11ee-99ba-01aa75ed71a1
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