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ZOMATEIC ®PONTIAAS ATOMON ME NEYPOMYTKEE MAGHEEIE e e
7 sept

Avakoivwon ToTtrou:

7 ZemrreuBpiou: Maykéouia Huépa EvaioBnrotroinong yia 1n Muikl Auotpo@ia Duchenne

Y10 mAaiolo tou goptacpou ¢ MNaykooulog Huépag Evaltobntomnoinong yia tn Muikn Auctpodia Duchenne (WDAD),
7 ZemtepPpiou, To MDA EAAAZ, Zwpateio Ppovtidag Atopwv pe Neupopuikég Nadrioslg kat n Opada Novéwv
nadwwv pe Duchenne MDA EAAAZ (Parent Project MDA HELLAS) Stopyavwvouv eKSAAWGN 0VOLKTH TIPOg TO Kowo. H
ekbnAwon Oa mpaypotonowindei tnv NMapaockeun, 7 ZerceuPpiov otnv TexvomoAn Anpou ABnvaiwv. Oa Eekivroel
OTLG 5UY pe opthieg ermotnuévwy, Gpovtotwy, acbevwy Kal yovéwy, evw ot 7:30up Ba eAevBepwBoulv otov
oupavo 500 kKOKkwa pnaAovia cuppolilovrag kaBe éva anod ta 500 ayopla Kot avépeg mou {ouv ME UUIKN
duoctpodia Duchenne otnv EAAGSA. Itoxo¢ tng ekdrdwong tou MDA EAAAI eival n evnuépwon Ko
gualcOntonoinon yla autr Tthv omavia Kot aBspdrmeutn HéExpL onpepa popdn Huikng duotpodiag.

H Muikr} Avotpodia Duchenne (DMD) eivat ploe amd TG MO OTAVLEG YEVETIKEG Kot Bavatngdopeg aoOEveLeG ToU
ennpealouv Katd péco Opo 1 ota 3.500 veoyévvnta ayopia o OAo tov KOopo. Mpokaleital and opalpato oto
yovidlo tng Suotpodivng, to pakpltepo yoviblo oto avBpwrnivo cwpa. Ta ayopla pe DMD xavouv otadlakd tnv
KLVNTIKOTNTA TOug, evw otnv ednPeia, n acBévela emnpedlel Toug MUEC TNC KOPSLAC KAl TOU QVOTTVEUOTLKOU
ocuotiuatoc. To npoodokipo {wng onavia enepva ta 25 pe 30 £tn. Ta tedeutaio xpovia, n EpEUVa £XEL TIPOXWPHOEL
TOAU, Silvovtag eAmiSec ota ayopla Kol TLC OLKOYEVELEC TOUG, WOTO00 Oev €xel avokKaAudOel akOpa pLa OALOTIKN
Bepareia.

H detvi exdnAwon €xeL wg otdXo TNV evnuépwon yia ta Aebvi Npotuna Ppovtidag 2018. ArtoteAoUv TNV VEOTEPN
£€kdoon ¢ OALOTIKAG KAWIKAG dpovTidag, n omola elval amapaitntn yia tn BEATIOTN SLAXELPLON TWV OPXLKWV
EKONAWOEWV KOl TWV SEUTEPEVOVIWY ETUTAOKWVY NG Muikn¢ Auotpodiag Duchenne. Ta Awebviy Mpdtuna
®Dpovtidag 2018 £xouv SlapopdwBei pe Baon TG SLaBoipeg, evaicONTEG SLOYVWOTIKEG TEXVIKEG Kal TV
éykaupn edappoyr OepaNEVTIKWY NAPEUBACEWY, TTOU £XOUV TN Suvatotnta va BEATLWCGOUV TNV TOLOTNTA KOl
TO P0G SOKLUO {WN G TwV AoOEVWV.

OQa mpaypotononolvv BOepatikéG opAieg amd acBeveic Kot TOUG PPOVIIOTEG TOUG, EMLOTNHOVIKOUG
ouvepydteg tou MDA EAAAZ, eMLOTAMOVEG LYELOG Kol BEPATIOVTEG LATPO UG,

Npoypappa OpALWV

17:00 Xoupetiopog
Bava AaBiba, Mpoedpoc MDA EANAZ

17:10 Zwvtag pe tn Duchenne
MNavaywwtne Nélog, uéAdogc MDA EANAS

17:20 Zwvtag pe tn Duchenne wg yovéag
Xpniotog NE{og, yovéac uéAougc MDA EANAZ

17:30 Kowwvikég emektaoelg kot n YuxoAoyikr diaxeipion tng nabnong
lewpyia Mwpaitn, Kowvwvikn Asttoupyos MDA EANAZ
Ewprivn Kapakaoibou, YuyoAdyoc /YuyoSepamneutpla, Ap. KAwvikric Wuyxodoyiag MNavteiou
Maveniotnuiov

17:40 H diayvwon kot n mpwtn enadn Ke Thv nadnon
Eutépnn MoavAidou, M.D, Ph.D Mauwbiatpog-aidoveupodoyog, EmueAntpia A'E.Z.Y.
B' Nawdiatpikn KAwikn, A.M.0 Noookouegio A.X.E.M.A

17:50 H Bepamneutiki avtipetwnion nodtwv nAwkiog 4 — 10 etwv
Moapiva KatoadovAn, A/vtpia E.5.Y. Nevpodoyikou Tunuato¢ — NevupoAoyog, Noookopeio Maidwv
«n Ayia Zopia»



18:00 H Bepamneutiki avtipetwnion nodtwv epnpkig kat tpoednPikig nAtkiog (10-16 etwv) anod tnv
OKOTILA TOU KopSLOAGyou
Atkatepivn MNavvakomovAou, KapdioAoyoc — MatbokapdioAoyog, A/vipia E.5.Y. Noookouegiou
Naidwv "n Ayia Zopia", Mevikog MNpauuatéag EAAnvikng MatdokapdioAoyikng Etaipeiag

18:10 H BeparmeuTIKr AVTLHETWTILON ToSLwv NAKIAG 16 ETWV Kal Avw
Xapa Mrapunapéoou, - Afvtpla EZY, A/vtpla Suvtoviotpla tng MEO , Nogokoueio lMaibwv
«n Ayla Zopia»

18:20 O BéATIoTEG TPAKTIKEG oTh Slaxeiplon acBevwv pe Duchenne

EAlodaBet Xpovn, KaBnyrtpta tng NeupoAoyikig KAwvikr¢ tou Mavemotnpiov Natpwy, A/vipla tng
NeupoAoyikng KAwvikng tou Mavemotnuiakou Nocokopeiou Matpwv

18:30 O poAog tou voonAeuth otn Alemotnpovikn opdda ¢ppovrtidag madwwv pe Duchenne
Kwvotavtiva lepaciuou, NoonAsutpia T.E. Movabag Neupouvikwv Madrnoswv Nocokoueiou
MNaidwv «n Ayia Zopia»

18:40 0 poAog ¢ puoikoBepaneiog

Kwotag KatoouAdkng, Quotkodepameutric MSc, Noookoueio Maidwv «n Ayio Sopio»

18:50 Nebdia épeuvag Kot KAWVIKEG SOKLUEG PaApUAKWVY O €EEALEN
Evyevia Otkovouibéou, Bioxnuikog MSc, Emiotnuovikn Zuvepyatns MDA EANAZ

Zuvtovioudg optAlwy: Anpntplog ABavaociou
Exnpoowmnog tng Opadag Novéwv tou MDA EAAAZ, MéMog tng MNaykooptag Evwong Novéwv (UPPMD), MEAog Tng
Matdtatpikng Emtponr¢ Eupwrnaikol Opyavicpol Qapudakwy (EMA)

Me 1o népag Twv optAtwy, Ba eAeuBepwBoUV otov oupavo Kat Pp£tog 500 KOKKLVA UnaAovia yio KABe éva anod
ta 500 ayopla kat avdpeg mou Jouv pe puikn ductpodia Duchenne otnv EAAGSa, umd toug rixoug Live
LOUGIKNAG.

H elcodo¢ eivar eAeUBOepn.

«Me 40 gvepy£G KAMVLKEG SOKLMEG, 4 YEVETIKEG Oeparmeieg UTIO £peuva Ko TG SU0 TPWTEC EYKEKPLUEVESG Oepameieg
1oV kaBuotepolv TNV €EEALEN TG VOOOU 0t POPEiG CUYKEKPLUEVWY HETOANGEEWY, [a otnv Eupwrn Kat o otV
AUEPIKN, ELMOOTE MO KOVTA OO TMOTE OTNV QVATUEN ETTUXNHEVWVY OEPAMELWV YLl TNV OVTLLETWILON TNG
Duchenne. o to Adyo auto, n éykalpn Sldyvwon gival EALPETIKA ONUAVTLKY), adol EMLTPEMEL OTIG OLKOYEVELEG Val
npoodEpouv oto matdi Toug Apeon umoothplen, onwg ¢uactobepareia, ubpobepaneia, GAPUAKEUTIKA aywyrn Kot
owotn dlatpoodr), mou cUVSUOCTIKA MAPATEIVOUV TO TIPOoaSOKIUo {wNG. TOUTOXPOVA, OL OLKOYEVELEG SEV XAVOUV TNV
eAnida Toug Kol cuveyilouv TOV aywva TOUG VO KPATAOOUV T ayoplal UYL KoL EUTUXLOUEVA, EVW OF TIOYKOGULO
eninedo, poll He TIG UTIONOUTEC OPYAVWOELG YOVEWVY KOL ETILOTNUOVWY, Ttpoomofolpe va BpoUpe pia Bgpaneia kot
TeAkd va vikiooupe t Duchenne», 6nAwoe o K. AnpuAtpLog ABavaoiou, ekmpoowmog thg Opadag fovéwv tov MDA
EAANAZ, péhog tng Naykooptog Evwong Movéwv (UPPMD) kat matépoag tou Epun, evog e€ayxpovou ayoplol Pe UUTKNA
Suotpodia Duchenne.

«To MDA EAAAZ €xeL va erubeifel éva onpavtiko £pyo ota 18 xpovia Asttoupyiag Tou, poodEpovtag ayoyyuota
oToUC avBpwIouC Pe VEUPOUUTKEG mabroslg. Ot tpelg Movadeg Neupopuikwv MabRoswv os ABrva, Oecoalovikn
kat Mdtpa, to «Znitt tou MDA EAAAZ», n nOWKA Kot UALKOTEXVIKA UTTOOTAPLEN TWV 0.0OEVWV KOL TWV OLKOYEVELWY
TOUG, KOOWCE KOl OL CUVEXELG TIPOOTIAOELEC EVOWUATWONE TWV A0OEVWV LA OE OAOUG TOUG TOMELG TNG KOWWVLKAG {WH§
glval povo pepka amo ta mapadslypato Tou MOAUETOUG £pyou HOC. 2Tou¢ SUOKOAOUG KOpoUg mou SlavUoUE,
XPeLal{OpaoTe 000 TOTE TN ot PLEN OAwWV cag. Av OAoL pall EVWOOULE TG SUVAELS LOG, TOTE TO aKATOPOwTo Hropstl
va HoLalel Kal paypatiko !y, emionpove n ka Bava AaBida, Mpdedpog tou Az, MDA EANAZL. «Aev uTtapyeL aoBévela
mou dev Begpamevetol mapd pOvo acBévela mou Sev €xel avamtuxBel akopa n Oepamela TNC» KAl OE QUTO
T(POOPBAEMOU UE pe OAN pag T SUvoun.

Xopnyog: Lavipharm

Yriootnpiktég: Mnieyvig Catering, Coca-Cola Tpiot EYthov, Palco
Xwpog Ate€aywyng: TexvonoAn Afpou AdBnvaiwv

Xopnyog Emkowvwviag: IQVIA



MNa nepattépw TAnpodopieg oxetikd pe T detvry Slopydavwon EuvawoBntomoinong, pmopeite va emokedBeite v
LotoceAiba  Ttou Jwuatelou MDA  EAAAS, tng Maykoouag — Evwong fovéwv  Matdlwyv UE Muikn
Avotpodia Duchenne (WDO) kat tnv ceAiba tng 5n¢ Naykoouiag Huépag Evailobntomoinong yia tn Muikn Auotpodia
Duchenne (WDAD).




