Noookopeio MNaidwv AOHNA 28/2/2022
"H Ayia Zogia"

“ENQNOYME TIZ AYNAMEIX MAZ T1A TA MAIAIA ME 2[TANIA NOXHMATA»

To Noookopeio Maidwv «H Ayia Yodia» cUUMETEXEL evepyd amo 1/1/2022 ota Eupwmaikd
Aiktua Avadopag yia Zrtavia Noonuata (European Reference Networks for Rare Diseases-ERNs)
UE Ta akoAouBa 4 Kévtpa:

Endo-ERN: Movada EvSokpivohoyiag MetafoAlopol & Atapritn tng A Mawdtatpikn¢ KAWLIKAG Tou
EKMNA, pe Emotnuovika YrneuBuvn tnv Kabnyntpla — AteuBovtpla tng A" Nawdiatpikng KAWLIKAG
MNaveniotnuiov ABnvwy ka Xplotiva Kavakda — Gantenbein

EurobloodNet: a) Movada Awpatoloyiag-Oykoloyiag (MOAWM) tng A’Matdlatpikng KAWVIKAC Tou
EKNA B) Tunua Nawdatpikng AtpatoAoyiag-Oykohoyiag (TAO) tou EXY, pe Emiotnuovika
YrevBuvo yla 1o 2022 tov KaBnyntr t¢ Movadag Awpatoloyiac-Oykoloyiag A" MatdLatpikng
KAWVIKNG Mavemiotnuiov ABnvwy K. Avtwviou Kattaun

Genturis: a) Movada Awpatoloyioc-OykoAoyiag (MOAWM) tng A’Natdiatpikng KAwikng tou EKMNA
B) Tunua Naidratpikng Alpatoloyiag-Oykoloyiag (TAO) tou EXY, pe Emotnuovika YrnevBuvo yla
o 2022 tov Kabnynt tng Movadag Awpatoloyiag-Oykoloyiag A’ MatSLatpikng KALWVLIKNAG
Maveruotnuiov ABnvwv K. Avtwviou Kattaun

PaedCan : a)Tunua MNawdiatpikng AwpatoAloyiag-Oykoloyiag (TAO) tou EZY B) Movada
AwpatoAoyiag-Oykohoyiag (MOAWM) tng A'NMaudtatpikng KAwikng tou EKMNA, pe Emiotnuovika
YrnievBuvn yla 1o 2022 tnv Zuvtoviotpla AleuBuvtpla tou Tunuatog MNaidtatpiking Alpatoloyliag
— Oykoloyiag toug EXY, Ap. Zodia MoAuxpovormoUAou

To Noookopeio pag Staxpovikd avalnTtd KAOe TL TPWTOMOPLAKO TIPOKELUEVOU ONoL oL aoBeveig
Kal olaitepa ol aoBevelg¢ pe omavieg madnoelg, va €xouv mpodcoPacn oe vPnlou emumédou
UTINPECLEG, APKETEC DOPEC LOVASLKEG OTN WP LOC.

ElblkOtepa yla tov Kapkivo tng matdikng nAkiag, Ye TNV apéPLOTn Kal MOAUETH otApLEn Tou
Zwpateiov «EAMIAA- Z0AMoyog Oidwv Noawdlwyv pe Kapkivo» kat mpoowrikd tng MNpogdpou kag

Mapiavvag B. Bapdivoyildvvn, n OykoAoyiki Movada MNaidwv «Mapidavva B. Bapdivoylavvn —



EANIAA» péoa amod ta TUAHOTA TOU €XeL va emLSeifel O,TL IO oUYXPOVO KAl KOLVOTOUO UTIAPXEL
OTNV QVTLUETWIILON Tou Ttaldlkol Kapkivou pe Toug acBeveic va AapfAvouv TPWTOTOPLAKES
Oepameie¢ OpOlEC PE QUTEC TOU aKoAouBouvtol o Kopudaio OYKOAOYLKA KEVTPA TOU
efwteplko.

To Noookopeio Maidwv «H Ayia Xodia» oTOXeVUEL OTN CWOTH KAl £YKALPN OVTLUETWIILON TWV
OTOHWV HUE OTIAVLEC OO OELC KOL TAUTOXPOVA 0TNV eVOLoBNTOMOiNoN OAWV LOG ATEVAVTL TOUG.

Me adopur tnv MNaykoopia Huepa Znaviwv Madnoswv, to Noookopeio pog BEAovtag va TLurost

TOUu¢ Zmavioug AcBeveic Tou, TPOKELTAL Vo TIPOPBEL O ULlaL OELPA EVEPYELWV HE TNV EUYEVIKN
UTIOOTNPLEN KL cuvepyacoia Tou Zwpateiov AcBevwyv «95, EAANVLKA Zuppaxiol yLol TouG ZTTAVIOUG

AcBeveic» 95 Rare Alliance Greece. JUYKeEKPLUEVAL:

o) Tnv dnutoupyia evog onort (Bivteo) pe touc Emotnuovika umeuBuvoug twv ERNs pe otdxo tnv
avadelén tng uPnAng e€edikevoncg tou Noookopeilou oTov TopEa aUTO, To omoio Ba tpoPAnOel
otnv enionun ogAida tng EURORDIS

B) tnv ouppetoxr otnv EBvikA Kapmdvia ywa tnv Maykoouia Huépa >naviwv Mabnoswyv 2022

y) Tov pwtlopo g Kevrpiknc MUAng tou Nocokopeiou to Bpadu tng 28n¢ OeBpouvapiou pe Ta

Xpwpata Twv Zraviwv Nabrnoswv.

H 6paon pwrtaywynonc:
https://www.rarediseaseday.org/event/lighting-up-the-childrens-hospital-h-agia-sophia/

Bivteo yla tnv Naykoouia Hpépa Inaviwv Mabrnoswv 2022:
https://youtube.com/watch?v=Q0Q740hlw7g&feature=share

Bivteo pe tnv mapouociaon twv ERN :
https://www.youtube.com/watch?v=EaywX6g0YvA&list=PLYc4rd7IdorY MGHkuAxSQDCu3kBAHgOvi
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