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AELOTIUE KUPLE YITOUPYE ,

Me SUOQAPECTN EXTTANEN riAnpodopriBnka Tov kivdéuvo Tng nARpouc amnagiwong Tou
KOLVLIVLKOU Kal ETILOTNOVIKOU £pyou Tou IvoTitouTou Yyerdc tov Nawdoy, efantiag
TNC HEIWONC TNG KPOTLKNG ETLLXOPNYNONG KAL TNV EVIAELN TWV ELSIKWY ETUTTNHLOVWV
tou LY.M oto kaBeoTwe TNC epyaciaxkng ededpelas, omwe avéntute to Mpoedpelo

tou L.Y.MN kotd tn S1dpketa cUVEVTELENE TUTIOL OTO BLBALomwAE L0 lavog.

H Aetoupyla kat to Boowo €pyo tou LY.[ XPNUATOSOTOUVIAL AMd TOV TOKTLKO
nPOUTOAOYLOHG TOU YToupyElou Yveiac kou MMpovolag xon ywd OUYKEKPLUEVA
npoypappora to 1.Y.MN e§acdolilel nMpOCBETOUC TOPOUG A0 TNV Eupwmnaikn Evwon
kaL dAhouc £Bvikouc R SleBveig opyaviopoug KOBWEC Kol oo CUVEPYQ{OHEVOUS

dopeic 1] bwpeeg,.

sUpdwvae pe v Staragn tov apbpou 5 tou TuvTayuaroc , KaBévag EXeEL Sikaiwla
oTnV TPOOTACIO. TNG UYELAG KAl TNG VEVETIKAC TOU Tautotntag, dwatagn mou

ebapudoTnKe ot Sikr Hou Jwr) HE TNV apwyn Tou lvotitoutou Yyeiag tou MawbLov.

To maubi pou yewnBnke ot 22.06.2011 kav ot 08.08.2011 gewonybn omnv A
Nawdiorpikry KA./ Nogokopeio Naidwv Ayia Zopia. AneBiwoe otic 30.08.2011 adou
SLOYVWOTNKE MO TNV QUECH EPYQOTNPLAKN napakoAouBnon kair agloAoynon 1o
evboyevéc petaPoAiké voonpa Pompe. H vooog Pompe amoteAel pwa omavia,
eEeALOOOHEVN KOL ouxva Bavatndopo LUK vaoo, n omola Eival AMOTEAECUQ TNG
urokeluevne avemdpkelag | duoAettoupylag TG AVCOCOWMLAKAG oflvng a-
vAukooidaaonc ( lysosomal acid alpha —glucosidase- GAA). Ot KALVIKEC EKONAWOELS TNG

vooou yapakxtnpiloviol and HEYAAO EUPOG OUUMTWHATWY KAl i SlayvwoTikAi



npoceyylon duvatal va napBel omd (voBAACTEC Sépparog, Aepdokuttapa , Bobia

HUOC KOt AIOSNPAKEVN oTayova olLpaToG.

H katavénon th¢ vécou Tou Pompe , N nopakoAouBnon Twv aogBevwv Kat TNG
QvTatoKpLonE Toug otn Bepanela eVIUMLKAC UTtOKaTaotaong { HE 10 Myozyme) , N
LEAETN TWV YOVOTUTHWY (WG ETEKTELVETOL KOl OTO EUPUTEPOD OLKOYEVELAKO BEVTPO yia
tny avelpeon ¢OPEWV K KOT EMEKTOION TN XOPHynon VEVETIKAC OULUBOULANG
POUTOBETOUV  EV  YEVEL ebappoyl kai afloAoynon e £EELBIKEVEVOUG

ETILOTN LOVEG.

EiS1kG epsuvnrikd evdiadepov napouotalel n AeuBuvon NG EvIUpOAOYLOG KOl
Kuttaplkig Aetoupyiag Tou lvatitoutou Yyeiac tou MNawdot kaBwg kal n A’
Nawbiacpikrp KA. tou Nogokopeiou Naiswv Ayia Zodia omouv amaptiletal Qo
eEALPETIKOUC LATPOVE Kt VOONAEUTEC TIOU N XWwpo HOC TOUG EXEL QUEON OVAyKN,
«aBodoov To L.Y.M. eival o povadikog popeag otnv EAAGSQ TTou aoXOAE(TAL PE QUTO TO

QVTLKELUEVO.

Ke. Yrtoupye , otav depvw OTO VOU WOU TO 8GvaTo MoU Tadlol Hou e6QTiag auTng
NG OMAVLOG VOOOU | teAk@ Oxt tooo omnavieg, kabwg adopovv oto 6-8% TOU
rAnBuopol) , Bupdpal OXL HOVO HE TO HUOASG aAAd KaL PE TV Kapdia Hou OTL JEOCQ
aTt6 To S1KO Tou BdVaTo CUVTAOCOoVTAG auTr TN LiKpr eTiotoAn Ba TotePw nwe (u
Ko EVW W Eva Babuo otnv QUWVLOTNTA TIOU EKELVO KATOLKEL, QV LTLOPW HE AUTOV TOV
tpomo amod TN Sk pouv Beon va avadepB) OTNY ECWTIEPIKN KOAALEPYELD, OTNV
KavoTNTA va KatopBwow TARPWE Ka OAOKANPWHEVA TNV QUTOTIPOYHATWON HOY OE

kaBe Sedopévn OTLYN.



H BonBewa ek ¢ BegewC OQQ elvol TTOAUTILN yla OO0UG TPOYHLATLKA TUOTEVOUV

“adevog otny ERoTRUN , Vv Epeuva Ko Toug GUNAELTOUPYOUEC QUTHG QdETEPOU OTL «

ot vopoL Sia TNV cuvtopiay ou §515akouot oAN emtdtroucty o SeL TLOLELVY®.
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