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NPOZ : YNOYPIEIO YIEIAZ & KOINQNIKHZ AAAHAEITYHZ

Yrioupyo ko. NoBépbdo Avépéa

KOINOMOIHZH :
1. Makapuwtato ApxLemtiokormo ABnvwv kat Naong EAAado¢g lepwvupo
2. ZePBaouotato MntpomoAitn Meooyaiag kat AaupewTtikng NikoAao
3. KiBwtog tou Koopou, matépa Avtwvlo
4. Bouleutég tou EAANVIkoU KowvoBouAiou kot EupwBouAgUTEC
5. Mpoedpot Koppatwv tng BouAng twv EAARvVwyY
6. Ymoupyd Awaloolvng, Awaddvelag kat AvBpwrmivwv AKOLWUATWY, K.

MnAtladn Namoalwdavvou

7. EwoayyeAio Apeiou Nayou

8. Mpoedpo TG OAOpEAELOG TWV ALKNYOPWKWV JUAOYwWV Ko. Adauomoulo
lwavvn

9. Anuapyo ABnvaiwv ko. Kapivn Frewpylo

10. Dopeig


mailto:george.feretzakis@gmail.com

Aéotiue kupte Yrioupye ,

Me duoapeotn €knmAnén mAnpodopnbnka tov kivbuvo tng mMAnpoug anaiwong Tou
KOLVWVLKOU KOl ETILOTNOVIKOU €pyou Tou lvotitoutou Yyeldag tou Maldlov, efattiag
NG MELWONG TNG KPATLKNG ETILXOPNYNONG KOL TNV EVTOEN TWV EBIKWVY ETUOTNUOVWV
tou LY.M oto kaBeotwg tng epyaciakng edpedpeiag, onwe avéntuée to MNpoedpeio

Tou L.Y.M katd tn Stdpkela cuvEVTELENG TUTIOU 0TOo BLBALoTIWAELO lavocg.

H Aewtoupyia kat to Baocikd £€pyo tou LY.M xpnuatodotouvtal amd TOV TOKTIKO
npoUmoAoylopd Tou Ymoupyeiou Yyelag kat MpovolaG Kol ylo OUYKEKPLUEVA
npoypappata to LY.M eaocdalilel npoéobetoug mopoug amnd tnv Evpwrnaikn Evwon
Kal aAAoug €BvikoUg 1 SleBveic opyaviopoug KaBwe Kal amd cuvepyalOUEVOUC

dopeic ) Swpeég.

Zupdwva e v dtdtaén tou dpBpou 5 Tou Zuvtdypatog , KaBévag Exel dkailwua
oTnV Tmpootacia TNG UYElog KAl TNG YEVETIKAG TOU Ttautotntag, O&idtaén mou

epapudotnke otn SikA pou {wn HE TNV apwyn Tou Ivotitoutou Yyeiag tou Maldlou.

To matdl pou yevvnOnke ot 22.06.2011 kat ot 08.08.2011 ewonxdn otnv A’
MNawslatpkn) KA./ Noookopeio Maidwv Ayia Todia. AneBiwoe otic 30.08.2011 adou
Slayvwotnke amo TNV AUECn €pyootnplakn mapakoAoubnon kot afloAdynon to
evboyevég petafoAikd voonua Pompe. H véoog Pompe amoteAel pla omavia,
e€ellooopevn Kal ouxva Bavatndopo HULKA vOoo, N omola €ival AmOTEAECUA TNG
UTIOKELUEVNG OVETIAPKELAG N SuoAeltoupylag TG AUCOOCWHLOKNAG OfvNG a-
vAukooldaong ( lysosomal acid alpha —glucosidase- GAA). Ot KAWVIKEG EKONAWOCELG TNG

vooou xapaktnpilovtal amd HeyAAo €UPOGC CUUMTWHATWY KoL N SLoyvVWwOoTKNA



npooéyylon duvatal va rapbel anod woPAdoteg dépuatoc, Aspdokutrapa , BloPia

HUOG KOl amognpapévn otayova aipatog.

H katavénon tng voéoou tou Pompe , n mapakoAoUBnon twv aobsvwv Kol Tng
QVTaTOKPLONG Toug otn Bepameia ev{UULKAG uTtokataotaong ( ue To Myozyme) , n
HEAETN TWV YOVOTUTIWV WC ETMEKTELVETAL KOL OTO EUPUTEPO OLKOYEVELAKO SEVTPO yLla
TNV avevpeon GopEwV KOL KAT EMEKTOON TN XOPNynon YEVETKNG OUKBOUANG
npountoBétouv ev  yével edappoyn Kot afloAdynon amd  e€ELOIKEUUEVOUG

ETULOTI LOVEG.

ElWdikd epeuvntikd evbladépov mapouotdlel n AlevBuvon tng Eviupoloyiag kat
Kuttapikng Aewtoupyiag tou Ivotitoutou Yyeiag tou Mawdol kabwg kat n A’
MNawdlatpik) KA. tou Noookopeiou Maidwv Ayia Zodia omou amaptiletal amo
€€ALPETIKOUG LATPOUC KAl VOONAEUTEG TIOU N XWPA HAG TOUG €XEL AUECN QVAyKN,
kaBooov to I.Y.M. eivatl o povadikog popéag otnv EANGSa ou acyxoAeital pe autod To

OVTIKELLEVO.

Ke. Yroupye , 6tav pépvw oto vou pou to Bdavato mou mawdlol pou e€attiag autng
™G omaviag vooou ( TeAlkd OxL tooo omavieg, kabwg adopolv oto 6-8% ToUu
mAnBuopov) , Bupdpal oxL LOVo PE TO HUAAG aAAd Kal PE TNV Kapdld pou OTL péoa
oo 1o 81k6 Tou BAvVaTo CUVTACCOVTOG AUTH TN HKPN €MLOToAN Ba motéPw nwg lw
KOl EYW WC Eéva Babpod otnV aLwVLIOTNTA TTOU EKELVO KOTOLKEL, OV UTIOPW UE AUTOV TOV
TPOMO amo tn Okn pou Bfon va avadepbBw oTtnV €0WTEPLKN KOAALEPYELD, OTNV
LKavOTNTA Vo KOATOPBWOow TANPWE Kol OAOKANPWHEVA TNV OLUTOTPAYUATWON OV OF

KaBOe Sedopévn otyun.



H BonBeswa ek tng B€oewg oag ival MOAUTIUN YyLOL OCOUC TIPAYUATIKA TILOTEVOUV
adevog otnv Emotiun , tnv Epguva kot Toug cUAAELTOUPYOUG AUTAG adeTEPOU OTL «

oL vopoL dla tnv cuvtopiav ou S16AKoUGCL AAN ETUTATTOUGCLV O SEL TTOLELV».

Me Tun

lewpylog Kwv.Mepetlakng

MapakaAw OMwWE To AVWTEPO Eyypado MPwToKoAANBEel koL AdBw OXETIKA amdvinon

ooG.



