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Mia epBAnpatikn dpacn tnhe EE

yia th otnpi§n acbevwyv Nou nacxou

ano onavia, xapgnAou gninoAacpou
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 nacxouv and ondvia xapnAou eninoAacpou

kal noAUnAoka voonpata.

Ta Eupwnaika Aiktua Avagpopdc CUYKEVIPWVOUV yvaon,
€QneIpia Kal EPNEIpoyvwaeia, Kal npoc@épouv unootnpi§n oe
ENIPEPOUC ENAYYEAHATIES UYEIaG, NPOKEIPEVOU Va NapEéXOUV
opBdtepn Sidyvwon, kKabBwg kai thv KaAutepn Siabécipn
Oepancia.
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Nepioodtepa ans 6.000
onavia voohpata
duoxepaivouv tnv kabnpepivotnta
£€WG Kal 36 eKATOHHUPIWY NOAITWV
otnv EE.

rtnv EE, wg ondvio véonpa
opiZetal autd nou NPooBAarAel
ANiyétepa ané 5 ota
10.000 atopa.

=
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Méow piag e€e1dikeupiévng, acpaholg
NAQTeOPHAg TEXVOAOYIag NMANPOpOpPIWV
(TM), Ta nepiotatikd aoBevwv pnopolv va
agloAoynBouv and pia opdda eupwnaiwy
€181KWV, XwpI¢ va avaykaotolv ol acBeveig
va tagibéyouv o AN xwpa.

H yvaon ta§idevel,
€101 Wote va pn xpeialetal
va petakivnBoulv o1 acBeveic.



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 Avapopag:

o E€etddouv pepovwpéva nepiotatika asBevav (ndvw and 3.800 péxpl onpepa) ouyKaAwvtag SIadIKTUakéG OUVOUIAIEG
OTIG 0Moieg OUMIETEXOUV €10IKOI unaydpEevol O NapOXoUS UYEIOVOUIKNG MePIBaAyng, kal XpNaoIHonoIwvTag yI' autov Tov oKono
uia g181kn, ac@ain nAat@oppa texvoroyiag nAnpogopiwv (TM) nou xpnpatodoteital and v Eupwndikn Enitponn. O1 e1dikoi
oudntolv yia KAIVIKA NEPIOTATIKA, NPOKEILEVOU va anopacioouv anod Kolvou oxeTkd pe T didyvwon kai T Bepaneia.

« Avanticoouv KateuBuvtipieg odnyieg KAIVIKNG Npaktiking, KaBwe ke AAAa unootnpiktika epyaieia Anyng
KAIVIKGOV anopacewv €151ka yia Kanoio ondvio véonya, NPoKeIHéVoU va npoopépouv Kabodnynon otoug yiatpoug.
Eniong, oxediaJouv pabrpata Katdptiong yia Toug Napoxoug UYEIOVOUIKAG NepiBaAyng.

o AigukoAUvouv th Siktuwon Kai th Sie§aywyn KAIVIKWV SoKIH®V LeyaAng KAipakag, ol onoieg diapopetika Ba ftav
abuvarov va dievepynBouv, ouykevipwvovtag debopéva and 0An v EE, npokeipévou va katavonoouv o Babog ta ondvia
Voonpata kai Tig NoAUNAOKES vOooug, kal va cupBaAouv otnv avantugn Bepaneiwy.

o Avanticoouv Kai ThpoUv HNTp@a ondviwv voonpdtwy e ta dedopgva twv acBeviov nou éxouv napanep@Bei og autouc,

o Alac@palifouv Th GUPPETOXN TWV AGBEVOV LE0W TWV EUPWNCIKWY opAdwY unootipigng acBevv (ePAG), Bétovtag étol
TN PWVA TOUG OTO ENIKEVTPO TwV Spastnpiotintwy twv EAA.

Ta 24 EAA nou €xouv )
ouotabei €wg Twpa LYMBOYAEZ ) )
KG)\'UI'I'[OUV rjoAAd @ OEPAMEIA Ta 24 EAA apxioav va
tlJnavm voonyqta, ____________ .@. EIAIKA Aeitoupyouyv 1o 2017,
onwg, petagl aAwy, oo nepiAapBavoviag navw
onavieg diatapaxeg twv % —{ 0 O = EAA anod 900 e€e1bikeupéva
00TWV, ONAVIEG HOPPES KAIVIKA KévTpa,
KapKivou, onavieg ALOENEIX I_I £YKATEOTNPEVA OE
€VOOKPIVIKEG NaBnoeIg, nepioootepa and
ondavia vEUpoAoyIKa Kai EONIKOI 300 voooKopiia o€
VEUPOUUIKA voonpata. MAPOXOI 26 Kkpdtn pEAN.
YFEIONOMIKHZ Ev éte1 2024,
MEPIGAANWHL nepidapBavouv
O O O O 1.619 e€eibikeupéva
KAINIKEX 'NQZH ANO NAPAIQrH KATAPTIZH KAI KAIVIKG KévTpa ta
KATEYOYNTHPIEL EPEYNA KAI KAl ANTAAAATH HAEKTPONIKH onoia edpevouv oe
OAHIIEX KAINOTOMIA  XITOIXEIQN MAOHZH 382 voookopeia ota
27 kpdtn péAn g EE
kal atn NopBnyia.

) Me notoug TPONou¢g anoktouv npocPacn ol acBeveic ota EAA;

Me tn ypanth ouvaiveon Toug Kal o€ CUPUOPPWON LE TOoUG kavoveg nou epappddel To €Bvikd clotnpa uyeiag toug,
pnopoUv va napancp@BoUv ané tov Ndpoxo UYEIOVOHIKAG NEPiOAAYNG TOUG 0To OXETIKO péAog evog EAA otn
XWpa toug, To onoio Ba toug napdoxel auPBoUAEG oe 6,11 agopd T didyvwaon kal Tn Bepaneia.

@ Me noiov Tpéno o1 NAPOXoI UYEIOVOHIKAG NEPiBaApng npowBoulv
,_@ , , ,
2 | tn 8ie€aywyh €1IKOVIKAC cuUTATNONG;

01 ndpoxol uyelovopikng nepiBaAyng pnopei va npoteivouv tnv avadntnon BonBeiag and 1o oxeTikd EAA, apou
diepeuvnaoouy TI¢ duvatdtnteg Bepaneiag Nnou unNdpxouv ot XwpPa TouG.

MnopoUv va eniKoIvwvNoouv Pe PEAN Twv EAA oTn xwpa Toug, NPOoKEINEVOU va Napanépyouyv O€ autd To NeEPIoTATIKO
aoBevoug, al\a pévo epdoov o/n acBevng napdaoxel Tn pnth €yypadn cuvaiveon Tou yia TNV napanopnn, kar epécov
KOIVOMOINGEI TOV 1aTpIKO PAkeAS Tou/Ing.

ApoU AdBouv 1o aitnpa, ol cUVTOVIOTEG TwV EAA ouykaAoUv Hia «EIKOVIKA» CUPBOUAEUTIKA €nitponn yiatpwy diapopwyv
€161KOTNTWY, XpNalpgonolwvtag pia 181kn, aspain NAatoppa texvoloyiag nAnpogopiwy (TM) —to Aeydpevo auotnpa diaxeipiong
TV KAIVIKWV dedopiévwyv twv acBevwyv (CPMS)— n onoia toug napéxel T duvatdétnta va koivoroinaouy ta dedopéva tou/tng
aoBevoug, va cudnTNoouy yia To NePIoTAtiko, va kataAngouv ae pia Sidyvwaon, kal va cuotnoouy pia Bepaneia (epdoov undapxel).

O napoxog UYEIOVOHIKNG Nepi@alyng tou/tng acBevolg otn xwpa NpoéAeucng napapével Tto povadiké onpeio
ena@ng tou/tng acBevouc, cudntwvrag padi Tou/Tng TIG NANPoPOpPIeC TwV €ISIKWV o€ 6Aa ta otadia tng Sidyvwong
Kail Tng Oepanciac.



https://cpms2.ern-net.eu/screen/public

H 1otopia tou‘Ovvi — emIAnYieg onaviag Hopgpng

‘Otav éva tetpaxpovo ayodpl atn @ivAavdia pe 20-30 eMIANMTIKEG KPIOEIG NUEPNCIWG Napanép@dnke
ano Tov yiatpd Tou o€ €181KO OTO NavenioTnUIako Voookopeio Tou EAaivki, 0 €éAeyxog Twv
nNAeKTpoeykeE@aloypanpdatwy (HE) kal twv e€eTdoewy payvntikng Topoypagiag (MRI) eykepdiou
obnynage otn didyvwaon piag ondaviag Popeng eniAnwiag n onoia ogeildtav os eyke@aAikn duanAaaia.
ApXIK@, ol YoVeiG avakou®iotnkav nou to naidi toug 6ev diayvwatnke pe dyko. QoTO00, N VOOOKOUEIAKN
opdada dev yvwpile MoAAa yia tov tuno emAnyiag tou ayopioU. Htav évag and toug eAAxioToug
avBpwnoug otn @ivAavdia nou énacxav anoé auto to voonpa. EmnAgov, noAU Alya 1atpikd kKévipa atov
KOopo dlaBétouv oxeTikn epnelpia.

H voookopeiakn opada npoogyyioe 1o eupwndikd diktuo avagopag EpiCARE, {ntwvtag BonBeia. Me

Tn ouvaiveon tou ‘Ovvi Kal TwV Yoviwy Tou, avéBacav ta apxeia tou naidiot oto clotnua diaxeipiong
KAIVIKWV 6ebopévwv acBevwv (CPMS). Mia opdda idikwv and tnv ItaAia, 1o Hvwpévo BagiAelo,

™ MaAAiq, Tnv lonavia, tn Poupavia, tn Youndia kal tig Katw Xwpeg HEAETNOE TO MEPIOTATIKG Kal TN
di1aBéaiun épeuva. 01 €181Koi cuvéatnaayv unepoUyxpovn akTivoxelpoupyikn GammakKnife®, wg Bepansia
nou ouvbuade tov xapnAotepo Kivduvo pe tn peyaAutepn mbavotnta enituxiag. H npoteivopevn
Bepaneia ntav 61aB€aiun pévo og dUo Kévtpa.

‘Etal, 0 ‘Ovvi Kai n olkoyéveld tou tagidbeyav otn MaoaoaAia, dnou n opdda emAnyiag oto Maveniotipio
™G MaaooaAiag diabétel peydAn epneipia o€ autdv Tov TUMNO XEIPOUPYIKNG. META TO XEIPoUpYEio, N
kataotaon tou ‘Ovvi BeAtinBnke onpavtika. Map’ 6Ao nou egakoAouBei va nabaivel EMIANMTIKEG KPITEIG,
0 ap1BRAG Toug éxel PeIwBEl onpavTika.

YnoBetiko napdbelya, Baoiopévo ae npayuatiko nepiotatiké aobevous EAA

NMw¢ enw@elouvtal ol NAPOXol UYEIOVOUIKNG NEPIOaAyng
anod ta EAA;

01 n@poxol UyelovopIKNG NepiBaAyng pnopouv va enw@eAnBolv and Tig d1adbIKTuakég ouVopIAIES yia NEPIOTATIKA MoU
oxetifovtal pe ondvia voonpara.

ErinAéov, éxouv npdoBacn otig kateuBuvtnpieg odnyieg KAIVIKNG MNPAKTIKAG Nou avantuooouy ta EAA, og ulikd eknaideuong
Kal katdptiong, kabwg kai oe diadiktuakd pabnparta.

TéAog, Toug divetal n eUKalpia va CUPPETACXOUY g MPOYPAPHATa aviaAAaywy yia EPpEUVNTEG, KABWG Kal € EPEUVNTIKEG
HEAETEG PEYAANG KAIJaKag.

Xpnoipol cuvdeopol

®uAAadio EAA T
(Ynnpeoia Ekddoewv
¢ EE, 2023)

Eupwnaikd Aiktua

Ava@opdg (iotdétonog
Europa)



https://audiovisual.ec.europa.eu/en/media/video/I-191812
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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