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To yvwpilarte;
YTIC EpYACiEC yia TIG ONAVIEG VOOOUG CUHHETEXOUV MOAAEG Mevikég AieuBuvaelg (FA) kal unnpeaieg TNG

@ Enitponng, ol onoieg ouvtovidouv and Kolvou To €pyo Kal TNV EUMEIpoyvVwWaia e aToxo TNy npowbnon
Twv dpaotnpiotntwy tnG EE oxetikd pe tig ondvieg véooug e MOAUENIOTNHOVIKG Kal GUVEPYATIKO

Tpono.

NMAaiciwon tou épyou tng EE yia tig onavieg véooug

, ., H MOAITIKA OTOV TOEA TNG UYEiag Kal N opydvwaon TNG Napoxng UNNPECIWY UYEIAg Kal 1atpikng
nepiBaAyng anoteAei eBvikA appodidtnta. Qotdoo, n Enitponn cupnANPWVEI TIG €BVIKEG MOAITIKEG,

evBappuvovtag tyv aviaAayn BEATIOTWY NPAKIIKWY Kal TN ouvepyacia petagl Twv Kpatwyv HEAWV.

H Enitponn evepyei oto nAaioio Twv £§Ng:

¢ Avakoivwon tn¢ Enitponng OXETIKA UE TIC ONAVIEC
olo[o]U[§

¢ YUotaon Tou YupuBouliou otov Touéa TwV onaviwy
vOowV

e 0b6nvia via tn laguvoplakh uyElovouikn nepiBaAwn

To nAaioio autd kaBopidel TIC NapaPETPOUG TWV EPYACIWYV OF
oAdkAnpn tnv EE yia ti¢ andvieg voogoug uno Tto npiopa tg
dnpoaoiag uyeiag. ‘Ogov agopd tnv €peuva, n EE éxel 6wael
npotepaldtnta £6w Kal kaipd atnv Napoxn otnpIng yia T onavieg
vOOooUG Héow B1adoxikwv npoypappdtwyv-nAaigiwy yia tnv épeuva
Kal TNV Kaivotopia, Je th duvapikh oguppetoxn twy EAA og diapopa
£€pvya Kal KAIVIKEG SOKILEG.



https://eur-lex.europa.eu/legal-content/EL/TXT/?uri=celex%3A52008DC0679
https://eur-lex.europa.eu/legal-content/EL/TXT/?uri=celex%3A52008DC0679
https://eur-lex.europa.eu/legal-content/EL/TXT/?uri=CELEX%3A32009H0703(02)
https://eur-lex.europa.eu/legal-content/EL/TXT/?uri=CELEX%3A32009H0703(02)
https://eur-lex.europa.eu/legal-content/EL/TXT/?uri=celex%3A32011L0024
https://research-and-innovation.ec.europa.eu/research-area/health/rare-diseases_en?prefLang=el

Oppava pappaka Kai
Z© 1atpotexvoloyikd npoidvta

H EE AapBaver pétpa yia t BeAtiwon tng npdoPacng
0€ ao(aAn kal anoteAeopatikdtepa oppava eappaxka
Kal latpotexvoAoyikd npoidvta. ‘0Ocov agopd 1a
oppava gpappaka, n Enitponn avabewpnaoe th OXETIKA
vopoBeaia kal npdtelve aAhayég yia TNV aviipeTtwnion
OAWV TWV NPOKANCEWV MoU evIonioTnKayv ta
teAeutaia 20 €tn.

01 aA\ay€g anookonoUv otnv NpowBnaon tng
avantuéng oppavwy QAapudaxkwy yia ti§ avenapkwe
avTipetwniopeves ondvieg voooug PHEow
OTOXEUWEVWV KIVATPWY, EVIOXULEVNG PUBUIOTIKAG
otpIEng kal BeAtiwpévng 1I06TIUNG Npdofaong o€
oppava pappaka.

To 2024 napaoxébnkav KateubuviNpieg ypaupég
OXETIKA PE TNV KAIVIKNA afloAdynan oppavwv
IATPOTEXVOAOYIKWYV NPOTIOVIWY, 0TOX0G TWV 0Moiwv
ATav va GuvOPARoUV TOUG KOTAOKEUAOTEG NPOKEINEVOU
va EKNANPWOOUV TIG pUBUIOTIKEG anaItNoEIG TOU
kavovigpou tng EE yia ta iatpotexvoloyikd npoidvia.
Me Bdon T ev Adyw KateuBuvthpleg YpappES, o
Eupwnaikdg Opyaviopog appdkwy dpopoAdynoe
nmAoTIké npdypappa yia tn otnpi§n tng avantugng
Kal Tng agloAdynong oppavwy 1atpoTEXVOAOYIKWY
NpPOoIGVIWYV PETW TNG CUHPETOXNG OPAdWY
EUNEIPOYVWHOVWV.

AiaBecipétnTa Kai
5000 avtaAhayh Sebopéveov

0 enikeipevog eupwndikdg xwpog dedopévwy

uyeiag Ba BeAtiwoel Tn ouvéxela g ppovtidag

Twv acBevwv oe €BvIKG Kal eupwndikod eningdo,
kabw¢ Ba kataogtoel duvatn v ac@ain npdoPBaacn
Kal aviaAAayn nAEKTPOVIKWY LUNTPWWY UYEiag o€
oAdkANnpn tnv EE. O eupwndikdg xwpog dedopévwy
uyeiag Ba otnpi€el tn beutepoyevn xpnon dedopévwy,
kabiotwvtag diaBéaipa nepioodtepa dedopéva
OXETIKA WE TIG ONAVIEG VOOOUG yia okonoUg €peuvag
Kal kaivotopiac. H BeAtiwpévn npdoPBaon oe dedopéva
avapéveral va enitaxivel Tnv avantuén véwv
Bepansiwv Kal papudkwy yia acBeveic nou ndoxouv
and ondvieg voooug.

-:-.'.?.\. Eupwnaika diktua
o svy avagopdc (EAA)

H Enitponi evioxUel To €pyo TwV 24 upwndikwyv
diktuwv avaeopdg (EAA), ta onoia eivar diacuvopiaka
dikTua ota onoia CUPPETEXOUV EUpWNAIKA KEVTPA
EUNeIpoyvwaiag kar ava@opdag e otdxo v
QVTIHETWNIoON onaviwy, XxapgnAou eninoAacpou Kai
noAUNAoKwV voowv kal nadhoewv nou xpndouv
akpwg e€eldikeupévng Bepaneutikng aywyng. Ta EAA
anoteAolv Baagikd atoixeio Tng Eupwnaikng Evwaong
Yyeiag atov Topéa Twv ondviwy voowyv, kabwg
KAvoUuV NpoondBeleg yia ToV oUVIOVIOUO TwVv SIKTUwWY,
Ta pntpwa acbevwy, Tnv Katdption, Tn Béonion
KateuBuvtNpiwy Ypaupwy KAIVIKAG NPAKTIKAG Kal Tnv
ENIKoIVWVia pe atdxo TNV euaiobntonoinon oxeTika pe
TIG ONAvIeG VOooUG Kal TIG 6pactnpIdTnNTeS Twv EAA.



https://health.ec.europa.eu/medical-devices-sector/new-regulations/guidance-mdcg-endorsed-documents-and-other-guidance_en?prefLang=el
https://health.ec.europa.eu/ehealth-digital-health-and-care/european-health-data-space_el
https://health.ec.europa.eu/ehealth-digital-health-and-care/european-health-data-space_el
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_el
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_el

Mwc¢ opyavwvetal n diakuBépvnon twv
EUPpWNAIKWV dIKTUWV avagopdag;
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. ! Euvepyaoia tng EE pe ta
Kpatn pHéAN

To oupBoUAI0 EKMPOCWNWY TWYV KPATWY UEAWV €ival
Hia opada €BvIKwY EKNPOCWNWY EMNIPOPTIOUEVWY LIE
TNV €NOMTEIa TWV UPpWNAIKWY SIKTUWY avapopdag.

TG epyacieg Toug nepiAapBavovtal, petafl alwy, n
£yKpIon Twv SIKTUWV Kal TwV aitnoswy yid tnv 1diétnta
HéAouG, kaBwg kal n didhuon twv dIKTUWVY kal N AMyn
anoPAcEewy OXETIKA PE TNV dnwAgia g 1810tntag
HéAouG. AUo @opéEg Tov xpdvo, N Enitponn Slopyavwvel
ouvedpIACEIC e TO CUMPBOUAIO EKMPOCWNWY TWV KPATWY
HEAWV LIE OTOXO0 TOV GUVIOVIOHUO TWY EPYACIWV TWY
EAA kai, 6tav sival avaykaio, tv eniteugn ouvaiveong
OXETIKA L€ Ta OToIXEla AnYng ano@dcswy. Mnopei va
dlopyavwvovtal kal AAeG ouvedpIAcelg yia

Yuvepyaaoia pe
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ﬁl{ﬁ opYavwoeI§ acOevwv
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EkT6¢ Twv dAAwY, N pwvn Twv acgbevwv Kal Twv
OIKOYEVEIWV TOUG €ival onuavtiké va diatnpnBei
0TO €NiKEVTPO TOU €pyou nou Kavel n EE otov topéa
Twv ondaviwyv véowv. Q¢ ek Toutou, n Enitponn
ouvepyadetal e opyavwoeig acBevwv Kal 18iwg e
tnv EURORDIS, tn pn kepdoakonikh guppaxia nou
eknpoownei nepioagdtepeg and 1.000 opyavwoelg
aoBevwv pe onavieg voooug. Na napadeiypa, ol
0pYavwoeI¢ acBevwy eival EVOWPATWHEVES OTO €pYO
TWV eupwnaikwy dIKtUwv avagopdg kal to EURORDIS
anoteAei onpavtiké €taipo oe NoAAa €pya rnou
xpnpatodotolvtal and tnv EE, 6nwg to ERDERA kai 1o
Screen4(Care.

<E> Orphanet

H Enitponn unoatnpidel eniong to Orphanet, pia
npwrtoBouAia Nou anookonei atn dlaxeipion T YNPIaKAg
NUANG yia ™ cUMoYN Kai T BEATIWON TWV YVWOEWV
OXETKA PE TIC oNnAvie VOoOUG e atdxo T BeAtiwon g
diayvwaong, g nepiBalyng kar g Bepaneiag acBevwv
He onavieg voooug. EminAgov, oto Orphanet tnpeital

N ovopatoAoyia Twv onaviwy VOowy, YWwoTh wg
ORPHAcode, n onoia kaBiotd duvath tnv evappoviguévn
KwIkomnoinaon twv onaviwy véowv e Naykoopio eninedo.

Tuvepyacia tng EE pe
1a eupwnaika diktua
avagpopag

H Emitponn ouvepyddetal eniong oteva pe ta diktua
oto nAaiolo ouvedbpidoewy nou dlopyavwvovtal duo
(POPEG TOV XPOVO HE TNV opada ouvtovioTwy twv EAA.
H opdda auth pépvel g€ enagn TOUG CUVIOVIOTES

and kabe EAA kai e€etadel kovd anpeia OAwv Twv
BIKTUWV WG NPOG TIG TEXVIKEG KAl 0PYAVWTIKEG NTUXEC.
Aebopévng Tng epneipoyvwaiag Toug, Ta HEAN TN eV
Adyw opdadag kaAouvtal eniong va cupBoulelouy ta
Kpdtn péAn kai tnv Enitponn.

rtnpi§n tng Oukpaviag
yitl TNV QVTIHETWNION TWV
onaviwv voowv

H Enitponn otéketal oto nAsupd g Oukpaviag,
petatl dA\wv, oTov TopEa Twv onaviwy voowv. Exel
Beoniotei éva nAaiolo nou napéxel tn duvatdtnta
otoug Oukpavoug Napdxoug UYEIOVORIKNAG NepiBaAyng
va ¢ntoUv oUPBOoUAEC oxeTikd pe Oukpavoug aaBeveic
nou ndaoxouv and ondvieg n NoAUNAoOKES voooug anod
HEAN TwV eupwndikwyv dIKTUwv avapopdg. EmnAéoy,
1a EAA avaAapBdvouv v avantugn Ikavotntwy Kai
TNV avtalhayn BEATIOTWY NPAKTIKWY yia TIG appodIeg
QPXEC Kal TIG HovAdEG UYEIOVOUIKNG NepIBaAWNg Tng
Oukpaviag.


https://health.ec.europa.eu/rare-diseases-and-european-reference-networks/european-reference-networks/governance-structure_el
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks/european-reference-networks/governance-structure_en?prefLang=el#%3A~%3Atext%3DEach%20ERN%20has%20a%20coordinator%2C%20and%20all%20coordinators%2Ctechnical%20and%20organisational%20aspects%20of%20the%252
https://www.eurordis.org/
https://erdera.org/
https://screen4care.eu/
https://www.orpha.net/fr
https://www.orpha.net/en/disease/classification




