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Ofpa: EAAeIyn eTapkolUs BondnTikou TTPOCWTTIKOU OTO 6° Anportiké ZxoAeio ApyupoUTToAng.

210 6° Anporik6 ZxoAcio ApyupoUTroAng @oitouv dUo HaBnTéC TTou €Xouv avaykn €1d1kou
BonBou, cupPwva Kal PE OXETIKR YVwpodoTRon Twv KEAAY. O1 OUYKEKPIYEVOI HaBNTES QOITOUV
ot JIaPOPETIKEG TAEEIG.

O1 duo auroi padnTég, Taoxouv Ao pia goBapr, oTdvia acBévela, T Muikry AuocTtpogia
Duchenne (DMD).

H aocBéveia auth emnpeddel TpwTapyIKG Toug OKEAETIKOUG WUEC Kal KGBe aruxnua Oa
EMOEIVWOEI BPAUATIKG TNV TTopEia TNG A0BEVEIaS Kal TRS WAC TWV TTAIBIWV.

ZUPQWVa pe TNV OXETIKA €yKUKAIO Tou YTroupyeiou Maideiag (141529/E43182018) cixav,
TEPUaI, To Kabéva, To Bik6 Tou EIBIKG BondNTIKG TPOCWITIKG, PETOC, BHWC, utripge povo dia
ToTroBéTNoN €181koU BonenTikoU TTPOCWTTIKOU OTO OUYKEKPINEVO OXOAEIO HE atmoTéAeoua va
UTTdpxel pEYAAn mlavétnta yia Kkdmoio cofapd atuxnua, Tou Ba  emBaplvel aKOua
TTEPICCOTEPO TNV UYEIQ TWV TTAIDILV.

O1 yoveig Twv 800 Traidiwv, PeTd atmd aAAETTAAANAEG TNAEQUVIKEG ETTIKOIVWVIEC TTOU gixav e
™ AleuBuvaon MNpwroBdBuiag Exmaideuong A’ ABrivag, Tnv Mepipepeiakny AiciBuvon ATTIKAS Kal
10 TUAMA EIBIKAG Aywyng Tou Ymoupyeiou Maideiag, Bétovtag autd 1o coBapd JATNMA Kal
¢NTwvTag va 10X00El To KABEOTWS TToU UTTMPXE TTEPUDT aTo oXOAsio, dnAadr To K&Be Taidi va
Exel OIKO Tou e€eidikeupévo BonB6, TapaTéu@dnkav va WARCOUV pE Tov Kuplo Kaoaiavo,
AieuBuvty Eidikng Aywyng tou Ymoupyeiou MaiSeiag, o omoiog Toug TéVIoE pntd OTI dev
TPOKEITAl va uTTApEel Kal BeUTEPN TOTTOBETNON, BI6TI BEV UTTAPXE! GAAN XPNUATOBOTNGN, KAl £XEI
KaAu@Bei o TTpolTToAOYIoNOC.

Mpokahei opyrj o 1oxupiopds NG KuBépvnong, om dvoifav Ta oxoAeia Kavovikd, OTav
UTTAPXOUV TEPAOTIEG EAAEIYPEIG EKTTAIBEUTIKWY, EISIKOU  ETIOTNHOVIKOU TTPOCWTTIKOU KAl
BonBnTikoU TpoowTTIKOU oTnv EISIKA Aywyn Kal €XEI TN CUYKEKPIMEVN ETTIKIVEUVR €KQPacT, Yia
v idia T Gwny Twv Taidivy 610 6° Anuotikd Zxoheio ApyupoutroAng. To uTroupyeio @£pel
aképaia TNV euBuvn yia Tig OTTOIEG CUVETIEIEG auThg TG BdpBapng TOAITIKAS TTou BAlel ot
Kivduvo akéun kai v idia Ty wr) Twv TTaidiwv.

AuTd gival Ta atmoteAéopaTa piag TOMTIKAG TToU OTO Ovoud TG £EA0PANICNC «HATWHEVWVY
TTAEOVACHATWY, TWV PVNHOVIOKWY 3NUOCIOVOMIKWY OTOXWY, TNV £§a0¢@dNion TG oTAPIENS TNG
EMIXEIPNPATIKAG OpAang, oTepei KOVOUAIQ KAl TTPOOWTTIKG HE TETOIOUC KIVOUVOUG Yia Ta TTaIdId e
avarmnpia kai coBapég xpovieg TTaBACEIG.

EPQTATAI o k. Ymoupydg T pétpa TpoTiBetal va Tdpel woTe va AuBsi dueca 1o ooBapd
auté CATNUa TTou €xel TTPOKUWEl OTo 6° AnuoTikG ZxoAeio ApyupoUtoAng, ue Tov Slopiopd
akopa evog €101koU BondnTikoU TTpoowTTIKoU, aAAG Kal TV TTPOCANYnN 6AoU Tou aTTaPAITATOU
BonBnrikoU kai GAAou eTIOTNUOVIKOU Kal eKTTAIBEUTIKOU TTPOOWTTIKOU, yia va KaAu@pBouv ol
avaykeg NG EBIKAG Aywyng kai Twv oxoAgiwv OAwvV Twv Baduidwyv, TTaveAAadIKJ.
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