Abnrva, 21/10/2024
Ayanntoi cuvadeidot,

Oa nbeha va oag evnuepWow yla TNV urmoPndLotntd pou otn B€on tou péEAOUG Tou
AloknTikoU ZupBouAiou tng EAAnvikn ¢ KapSlohoyikng Etatpeiag.

Ta nenpayuéva
H mopeia pou, 6Aa autd ta Xpovia, oav LEAOC TNE KapSLoAoyIKN G KowvoTnTag, Bswpw OTL
Xapaktnpiletal amno toug £€AG oNUAVILKOUG oTabuouc:

1. To npoypappa Oedunidng

To El8ko Kévtpo Kapdidag ABAnTwv kot Néwv (EKKAN)

3. Tn Movada KAnpovouikwv kat Znaviwv Kapdiayyelakwv Nabroswv oto
Quaoelo KapSloxelpoupylkd Kévtpo

4. H EBvikn Emutponn Inaviwv Nabrnoswv

5. To EBviko Aiktuo latpikng AkpiBelacg otnv Kapdioloyia

N

H oupBoAn pou OTIG MPOOTIABELEC AUTEC TILOTEVW OTL KPLONKE AMOTEAECUATLKA.

NapdAAnAa, w¢ eKAeyUEVOC MPOESPOG TNG opadag epyaoiag puokapSlomabsiwv Kot
KAnpovopuLkwyv nadrnoswv tng EAAnvikAG KapdloAoyikng Etatpeiog kabwc kol eKAEYpUEVO
MEAOG TOU Tupriva TG Oopadag epyaociag Huokapdiomabeiwv TG Eupwnaikng
Kapdlohoywkng Etatpeiag, epydotnka yla tn Stapudpdwaon Tou VOULKoU MAALGIoU oTh
Xwpa 60ov adopd OTOV MPOAYWVLOTLKO EAEYXO.

Juppeteiya otnv enutponn tou Ynoupyeiou uyeiag kot aBAntiopou yla tv eicodo tou
HKI otov éAeyxo Twv aBAoUUEVWY VEWV Kal oTNV TEALKA €VOUVN TWV KAPSLOAGYwWV yla TV
KApTa uyeiag tou abAntr) mpotdccovtag Tig enefepyacieg pag kal B€oels tng EKE oto
Béua.

Amo tn Béon, &g, Tou poESpou tn¢ EOvikAG Emtponr)¢ onaviwv nadrnoswv tou KEXY
ouvéBaAla otn Slapdpdwon Kal avamtuén Tou eMOTNHOVIKOU TESiou Twv omaviwv
MaBAoEwWV OTN Xwpa, TNV AVATTUEN TwV UTINPECLWVY UYELOG OTOV TOUEQ QUTO KOL TN
ouvdeon pe to Eupwrnaiko yiyveoBal (Centers of Excellence in rare diseases).

T€Aog, og otevr) cuvepyaoia pe tnv opada tou Ynoupyeiou Epeuvag kot Texvoloyiag padl
He tov Kabnynty kopdlohoylag Mavo BapSa opicape T OUYKeKpLUéEvn Soun,
AewTtoupylo KoL METUXAUE TN Xpnuoatodotnon tou EBvikoUu AktUou latplkig akpiBelag
otnv kapdloloyia pe ouvtovioti Tt  Movada KANPOVOUIKWV KOl  ITAVIWV
Kapdiayyslakwyv Mabrioewv tou Qvaceiov otnv onola mpoiloTapal.



H xpnuatodotnon ouveyiletal kal unmd tnv mapoloa KUPBEpvnon UE QMOTEAECUA TO
AIKTUO VO TTAPAEVEL EVEPYO.

To péNAov

H evioxuon kot cuvéxLon autou Tou KUKAoU Spacewv epAaUPBAVEL KOL TNV EvTagn TwV
YEVETIKWV EAEyXwV oto EBVIKO Zuotnua Yyelag.

OL yevetikol €AeyxolL TPEMEL, €0TW OTASLOKA, vo evtaxbouv OTIC UTNPECIEG TOU
KOLVWVLKOU KPATOUG KAl Vo TtapéXovtol SwPEAV | HE ULKPI CUUUETOXN. H OUyKEKPLUEVN
Sladikacio Oewpw OTLTIPETEL VA ATOTEAECEL VAV QIO TOUG 0TOXOUG Tou veéou AZ tng EKE.

Elval onuavtiko, emiong, n tpanela nAnpodopLlwv (KALVIKWY Kal YEVETIKWY) Tou EBvikoU
Awktuou AkpiBelag otnv Kapdloloyia va ouvdeBel pe tnv HAIKA pe otoxeuvon va
oUpBAAEL otV oAokApwon Tou HAekTpovikoU dakéAou Twv aoBEVWV otn xwpa.

H enéktoon twv mAnpodoplwv Kol n evioxuon tTwv SpAcewv Tou AIKTUOU UTOpPEL va
ouumAnpwOel pe tnv aflomoinon twv nAektpokapdioypadpnudtwv twv abAolupevwy
VEWV TIOU KATAYPADOUE OTOUG TPOAYWVLOTIKOUG EAEYXOUC OTN XWPA KOL VA ONUOVTIKO
HEPOC OLUTWV XAVOVTOL I] LEVOUV OTOL CUPTAPLO TWV SNUOCLWV 1) LOLWTLKWY UTINPECLWV TOU
OUOTNUATOG UYELOG.

TENOG, LEOW TNG TPOEUPUTEUTLIKAG SLAYVWONG KOL TEXVNTAG YOVILOTIONGNG UIMOPOU LUE Va
OTIACOUME TNV aAUGCISa TNG KANPOVOULIKOTNTAC OTA VOO AT aUuTd Kal va tajouv va
yevvioUvTalL matdLd pe Tétolou €i6oug mpoPAnuata.

H mapouoia pou oto Slokntikd cupPouAlo tng EKE Ba pou dwoel tn Beopikn Suvaun
TIoU artauteitol yia va oAokAnpwBel évag kUkAog Spdoewv mou ApxLoe T OeKaeTia
Tou ‘90 Kal otadlaKkd CUYKPOTEL TO VEO EMLOTNMOVIKO TESIO TNG KAPOLO-YEVETIKNG OTN

xwpa.

Oa ATav TLUA KoU Kot LeydAn euBUvn va Lou SWOETE TNV eukalpia vo CUUPBAAAW o€ auTo
arno tn B€on puéloug tou AZ tng EAANnVIKAC Kapdlodoyikng Etatpeiag.

Apn¢ Avaotacakng MD PhD



