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Epwtnon
[pog tov K. Yroupyo Yyelac

OEMA: Anelkeitat n Aswtoupyia tou lvotitovtou Yysiag tou Mawdiol Adyw twv
LVNUOVLOKWY MEPLKOTIWV

To Ivatitouto Yyetag tou Matdiov 16puOnke to 1965 amoé to kabnyntA Kat peTéneLta
urtoupyo uyeiag Inmupo Ao&ladn, eivar Nouikéd Mpoowno ISwtikoy Awkaiov pn
KEPOOOKOTUKOU Xapaktripa kot oteydaletal oto Noookopeio Naidwv «H Ayia Iodiar.
Enontevetal ko xpnuatrodoteital anod to Yroupyeio Yyeiac.

Yninpée navta npwtonopo otnv EAAada og 6Ao 10 daopa TG cwHATIKAC Kot PUXLKAC
UYELOG Kal TNG KOWWVIKNAG mpootaciag tou maitdiol. Ifpepa mapéxel eEQLPETIKA
e¢elOIKEVEVO £pyo MPOANYNC Kat dnuooiac uyeiac yia To ocUVoAo Tou Tatdikou

nmAnBuopou NG xwpag, evw MAPAAANAQ AVAMTUOCEL €Viovn EKMALSEUTIKN Kal
EpeuvNTIKN dpaotnplotnta

Ano to 1973 1o LY.N. epapuodlel 1o EOvikd Mpoypappa MpoAnmrikol EAZyyou
Neoyvwv 10 omoio npoodepel dwpedv oe kabe nadl mov yevviétan otn xwpa. To
lvotitouto  aoxoAeitaw  emiong pe  tov  Zuyyevry YmoBupeoelSiopd, tnv
DawuAketovoupia, tTnv Fadaktolapia kat Tnv EAAewn tou evivpov adudpoyovdon
™G 6 — pwadopikng yAukolng (G6PD). MNa to 2012 e€etdoBnkav 102.000 naidid
nepinou kat gvtonioBnkav 177 naidida ta onoia avtipetwniodnkav pe KatdAAnAn

Oepaneutikn npootyyion. Mn éykapn didyvwon twv napandvw acBevelwv odnyet
OE VONTLKN VOTEPNON, KTEPO-ALMOAUON K.QL.

E§aupetika onuavrikeg dpaoctnpidtnteg tou IYM amnotsdolv n Siepedvnon, KAWLIKN
QVTIMETWILION KOl Yevetknl oupPouleuvtiky ot mARBo¢ onaviwv nabnoswv,
VEVETIKWV KOl KANPOVOULKWV HETABOAIKWY VOONUATWY KAl  OVORTUELAKWV
oatapaxwv tou petaBoAopol Twv ootwv. Ol MEeEPLOCOTEPEC MO QUTEC TIC
OpacTNPLOTNTEG Eivar povadikég otn xwpa pag (Hovadikd kévipo Siayvwonc kat
avtipetwriuong g Qawulketovoupiag, kévipo avadopdc yia tn voco Gaucher,
eknpoownog tng EAAGadacg oto Orphanet k.a.)




NapaAAnAa ota nedia ¢ Avantudtaknig kat Kowwviknic maidtatpikic epapudloveat
nANBo¢ kalvotopwyv dpdoewv kal MAOTIKWY MapeEUPAoewy pHéow TNC AslTovpyiac
npotumnou Kévrpou Yyeiag Maidiov. Toueis Onwe n mpoaywyr uysiac ota oxoAeia, n
npowdbnon Twv dikatwpdatwy tou natdlol, N AVIUETWRLON Twv popdwv Bilac katd
TwV avnAlkwyv avantuxonkav npwtonoplakd Héow tou KEvrpou yia tn HEAETN Kat
tnv MpoAnyn tng Kakonoinong — NapapéAnong twv rtaudwwv. Enione to IYN eivat
PopEag VAOTIOLNONC TECOAP WYV TPOYPOUHATWY 0TO MAdiclo tov EXMA.

Znpuepa to Ivotitouto Yyeiag tou MNaibol avtipetwnilet coPapd OLKOVOMIKA
npoPAnpata AOyw Twv MEPKOMWV OTH XpNUatodotnor tou and to Yrmoupyeio
Yyelag. Auti TNV OTLYHN OL EYYEVPOAUUEVEG TOTWOELS yio To 2013 éxouv pewwPel
kata 35% o€ oxéon pe to 2011 kat to lvotitoUto aduvatel va avraneSéABel otic
OLKOVOULKEG  UTIOXPEWOELS MPOG TOUG TPOMNOEUTEC TOU, ME QMOTEAECUQ VO
kaBlotatal opatn n Stakormn Twv napexOUeEVWY eEELSIKEU HEVWV UTINPECLWY Tou. Exel
kataBeoel ano g 18/4/2013 aitnpa €ktaktng enxopriynonc vpouc 700.000 eupw
TLPOKELUEVOU VO CUVEXIOEL VO TAPEXEL TIG UTtNPEDieg Tou. Enionc otig 6/6/2013 éyive
EK VEOU ailtnupa TnG EKTAKTNG emxopriynone, dedouévou 6t and 1/7/2013 Ba eival

advvatn n mnpounBewa avidpaotnpiwv Kol katd Cuvénela kat n Slevépyela
ONUAVTIKWY EEETACEWV.

Epwtatal o k. Ymoupyoc,

1. Eivai otig npoBéaelg tou Yroupyeiou va evioxUoeL apeoa tn xpnuatodotnon
Tou Ivotitoutou Yyeiag tou Mowdlou, MPOKEMEVOU VA QVILHETWIIGEL TIC
opeleg Tou kat va e§aodaliotel n anpdokontn Asttoupyia tou; Eival oTic
MPODEGELG TOU N EYKPLON TOU QLT ATOCG EKTOKTNC XPNHATOSATNONC;

2. Tvwpilel moleg Ba eival oL cuvéneieg yia t dnuoola vyeia and tn Siakonn
Aettoupyiag tou Ivotitoutou Yyeiag tou Maidiov:

3. Ynapxouv dnuooiot popeic mou Ba pnopovoav anpdokomnTa, pe Touc iSlouc
OpoUG Kat TNV idla EMAPKELA VA AVTIKATACTHOOUV TS UNtNPEGiec Tou 1Y os
neputtwon dLakomn ¢ Asttovpyiac;

OL epwtwVvTeC BOUAEUTEC
Avbpeac ZavOoc
Eipivn AyaBomnouAou
Niko¢ My aAaxknc

BaoiAng Kuplakdxnc



