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NPOZ:

TON YNOYPTO YFEIAZ KAl KOINQNIKHZ ANAHAETTYHZ k. A. AOBEPAO
THN YIMOYPrO EPFAZIAZ KAl KOINQNIKHZ AZQAAIZHZ k. I. KOYTPOYMANH

OEMA: «Znuavtikd npoBAduata and NV €8aipeon tTwv AUCOCWULKWV VOO UATWY
ano tov Kavovioud Avannplag kat tnv napoxn dapudkwv and Ta bapuakeio Twv
onuéowwv Nocokopeiwv»
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Ta Avcocwuika voorpuata — VOO HaTa OTIAVIAL KAl XPOVLIa TToU apopolv eVIUUIKEC
eEMeieLg kau emiBapivouv cgoBapd dAa ta dpyava Tou OCWHATOG — eivat repinou 45,
EK TWV OMolwv Uovo 6 éxouv Oepaneieg eviupiknic UTIOKOTAOTAONG, OL OMOIEC, Adyw
uPnAov kéoTouC NpéneL va Xopnyouvtal e Snpdoia voookoueia.

-

H avtipetwnion twv Avcoowuikiv voonpatwv eivat pakpdxpovn, apopd moAAd
cuotnuata (xpetdletal napakoAovBnon anod e§edikeupévoug atpolc  and
oladopeg edikdtnTeC) KO adopa kotd kUpO Adyo TN OCUUNTWHATIKA Kot
UTOOTNPIKTIKA  avakoudon Twv aoBeviv, evd Tta teAevtaia xpovia Adyw e
e§€ALENG ¢ Brotexvoloyiac, avantuxdnkav oL Oepaneiec EviuuiknG Yrokatdotaonc
Tou mpoopiloviat Kupiwg yia T vOoouc Gaucher, Fabry, Pompe, MPS I, MPS I kat
MPS VI. Ou evlupikéc UTIOKQTAOTAOELG YivoviaL o€ voookoueio avd 15nuepo.

Yotepa and undpvnua mnou Katatebnke amd tov I0AAoyo AcBeviv HE Xmavia
Avooowpikd Noorhuatra «H AAAnAeyyin», to éroc 2001 evtaxOnke otov TtotTE
Kavovioud extipnonc Babuou Avannplag n voococ Gaucher (mraBoyévera, enineda
Bapitntag, epyaoctnplaké EUPNUATA KAL TOOOOTA avannplag-aptOpdc
(DEKB/379/31-3-2003). Napad TG mpoonabeleg tou ouAddyou TPOKELUEVOU v
unapxet avadopd tnc véoou Kat va 6levkoAuvovtal oo ot Latpoi Twv ETUTPONWY
000 kat oL acBeveic otnv QMOVoun mogootwv avamnnpiac, otov Eviaio Mivaka
lNpoodloplopol Mooootol Avannpiac (. 11321/01k.26012/1718) rnou EYKPLONKE
TG 31-10-2011 dev cupneprapBdvovral ol acOeveic pe Avowoouikd VOooHuata.
AileL ¢ va avadepBei 6t HE Ttponyouuevn unoupyikr anddacn n voooc¢ Gaucher
ouunepilapBavotav otov kavovioud avarnnpioc.

H e&€An autri, mov Ba onuoupyrioet npoPAfiuata tdco OTLG KOLVWVLKEG TAPOYEC
000 Kat akoun otnv St tnv npounBeia twv avaykaiwv papudkwy oTou¢ aoBeveic,
npokaAeoe v évrovn Stapaptupia tou 2UAAOYoU AdBsvwv pe Indvia AUCOGWULKA
Noonuata «H AAAnAeyyUn», ot omnoiot noén mAnpodopriBnkav ot Bynkav extéc
KAEWOTOU voonAeiou kat 6Tl Ta dbappaka Sev Ba npounBslovrat AoV and Ta T
dappakeia Twv Anudoiwy VOOOKOMEIWwV aAAd arnd Ta bappakeia Tou IKA - kat yia
ta aAa aodaiotikd tapsia and WSwTkd dbappakeia - ta onoia dpwe aduvatolyv
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va Kavouv napayyeiec dbapuakwv 1660 uPniol KOOTOUC.

H e§eAdién auti unoyxpediver ToUG aoBeveiq pe Avooowuikd — 1 avd 30.000
mMAnBuopol — oL onoiot onuepa, Adyw 1nc kpiong emBapivovral HE aKOun
HeyaAutepa npofAriuata owafiwong va tafidetouv and ta XWPLA Kat TG MOAELS TOUC
WOoTE va npopnBslovral Ta PapHOKA QMO KEVTPIKA dapuakeia tou IKA.

Katomwv avtwy,

EPQTOYNTAI Ol YNOYProl:

HMEPOMHNIA O EPQTQN BOYAEYTHSZ
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