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NPOZ : YNOYPTEIO YFEIAZ & KOINQNIKF Z AAAHAEIMTYHE

Yrioupyo xo. AoBépbo AvSpéa

KOINONMOIHMEH :
1. Makapurarto Apxiemniokono ABn wv kat Ndong EAAGSoC tepivy HO
2. ZePacpdtaro MntponoAitn Meocyaioag kat Aaupewrtikric NikOAao
3. Kipwtog tou Koopou, Ratépa AVTOVO
4. BouAguteg tow EAMAnvikoU KowoBouliou ko EupwBouleutéc
5. TMpoedpol Koppdrwy tng BouArg Tiuv EAAVIWY
6. Ynoupyo Awawocivng, AMaddveiag kot AvBpwhivwy AwauwpaTwy, K.

MnAtiadn MNanawavvou

EtoayyeAia Apeiou Mayou

8. Tpoedpo tng OhopéAewas twv Liknyopikwv SUuMOYWY Ko, ASapomnoulo
lwavvn

-

9. Anuapxo A8nvaiwv ko. Kapivn Med pyLo
10. ®opeig



ALoTIUE KUPLE YtoupyE |,

Me duoapeatn éknAngn mAnpodopriBnka tov kivBuvo tng mMAfpouc anaiwong Tou
KOLVWVLKOU KOl ENMLOTRMOVIKOU £pyou Tou IvoTitoltou Yyewag tou Noablol, sfarttiag
NG HELWONG TNG KPATLKAG ETUXOPAYNON Kat TNV Eviafn Twv EWSIKGHY EMLOTAUOVWY
tou LY.M oto kaBestwe tng epyaciakric epedpeiag, onwe avéntufe to Mpoedpeio

tou L.Y.T1 kata t Suapkera cuvévteu§ng tinou oto BifAtonwAeio lavaoc.

H Aewtoupyia kot o Boowd €pyo tou LY. Xpnuatodotolvial and TOV TAKTLKO
npounoAoylopud tou Yroupyeiou Yyeluc kan MpovoLag KoL Yol GUYKEKPLUEVQ
npoypappata to LY.N efaodarilel npdoIetous ndpouc and Vv Evpwnaikn Evwon
kar aMoug eBvikolg 1y SieBveic opyav opolc KaBwg kar and ouvepyaldusvouc

bopeic N Swpeéc.

Zvpbwva pe v Sidcaln tou dpBpou 5 rou Zuvtaypatos , kafévag éxel Sikaiwpo
OINv Mpootadia NG UYElaC Ko TG VEVETIKAC Tou tautotntasg, Sudtafn mou

£PapUGoTNKE otn S1KK pou Lwn pe TV ap wyn tou Ivotrtoltou Yyeiog tou Nalso.

To nmoudt pou yevwwnBnke otc 22.06.20:.1 kat otig 08.08.2011 ewonybn otnv A’
Nawbwatpiky KA./ Noookopeio MNaidwv Ayia logla. AneBiwoe otig 30.08.2011 adou
OLayvWotnke and tnv duecn EPYACTNPLAKN RapakoAodBnon kat afloAoynon 1o
evloyeveg petafolikd vdonua Pompe. H voooG Pompe amoteAel a onawia,
eCEALOOOUEVN KaL ouxvd Bavatnddpo MU Kl vO00, n onola eival AMOTEAECUA THC
UTLOKELMEVNG OVEMApPKELAC T duvoAetroupylag tnc Aucocowpakig ofivne  a-
YAukoatdaaong ( lysosomal acid alpha —glucosidase- GAA). O kKAwvikéc EKONAWOELS TNG

VOoou xapaktnpifovtar omd peydro el POC CUUMTWHATWY Kai n SlayvwoTikA



npogeyylon duvatat va rapBei and (yofAdotec dépuarog, Aspdokitrapa , Boio

LUOG kat amoénpapévn otaydva alpordc,

H katavornon tng véoou tou Pompe |, n napakoAoubnon twv aoBevwv kol Tnc
QVTATIOKPLONG Toug otn Bspaneia eviuipkrc unoxatdotaong ( e to Myozyme) , n
MEAETN TWV YOVOTUNWY WC ENEKTEIVET(IL KL OTO EUPUTEPO OLKOYEVELAKO SEVTPO yia
v avelpeon ¢opéwv Kat Kat engé aocn T XOPNynon Yevetikic oupBouAnc
npounoBétouv ev  yével edapuoyr Kot aftohoynon oand efslbikevpévouc

ETLOTRLOVEC.

EWbiko epeuvvnuikd evbradépov napouot@ler n AlevBuvon tnc Evivpoloyiac kat
Kuttapikng Aewtoupyiag tou Ivotitodiov Yyeiac tou Naisiod kabBweg ko n A’
Nandatpikny KA. tou Noocokopeiov MitiSwv Avia Zodia omou amaprtileton ond
E§aupeTikolG LaTPOUG KAl voonAEUTEC Tiou N XWPa HaG Toug éxel Apecn avdykn,
kaBooov to L.Y.M. eivan o povasdixkde $op :ag otnv EAAGSa nou aoyoleital HE QUTO TO

QVTLKELULEVO.

Ke. Ynioupye , étav ¢pépvw oto vou Hou "0 Bavato nou natdiol pou efattiac QUTAC
e onaviag vooou ( TeAikd 61 Téo0 ORAVLEC, kaBws adopoliv oto 6-8% tou
MAnBuopol) , Bupdon byt HOVO UE TO UaAd aAAd Ka HE TNV Kapdid wou otL péoa
ano 1o §wod Tov Bdvato OUVTAOOOVIOG QUITH T MLKPH ENMLOTOAN B8a MoTéPw nwe Lw
Ka eyw we éva Babd otnv auwvidTnTA MmTOU EKElV KOTOLKEL, OV UROPW UE QUTOV TOV
TPONOo and tn Sk pou Beon va avad:pdw otny EOWTEPLK KOAALEPYELD, oTNV
LKaVOTNTA va KATopBwou MANPWS kat oAc KAnpwpéva tnv QUTOTIPAYUATWON MOU OF

KABE Bedopgvn otiyun.
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