SUVEVTEVEN ME TOV AnuATpr o
AGavaciov

Amopayvntopwvnon

OvoudCoupatl AnuAtproc ABavaciov. Eilpatl yovéac €vég maidirov pe
uvikf duvotpopia Duchenne. E{patl mAApoug amaox6Anong ouvvhyopog
TWV 0acBeviv yia tn vocoo Duchenne Kal yEVIKA yla T1G OTMAV1ECQ
acBéverec. 0 ylog pov dlayvwoTnKe mplv amnd Téooepa YXPOviA ME
avt TN omdvia acBévela, TN MLIKA dvotpopia Duchenne. Eva,
tpla, onuetio, €.. TpeloAulol Y1Awdadbeg maidid, kal emnpedlet
Kvpiwg Tta aydépra. Etol, a@ol mnApape tTn d1dyvwon, ATV
MPoPavEC, mpoepxOuevol amd tnv EAAADa, 6Tl 0ol yvWoelg ATav O€
KaAG emimnedo, aAAd n ovvnyopia dev Ntav oe kaAd esnimedo. Etot,
TO TPWTO POV KABAKOV MNTAV Vo 0PYAVWOW TOLG YOveig pE mopbéuola
ndénon, ME mMa1dld pe mopdépola mddnon otnv EAAGDa, kal amd ekel
Eekivnoa.

Kabwg mpoyxwpovoa HmMpooTd, ATAV MPOPAVEC OT1 ETMPEME vaA
eknaldevtw. Empemne va HABw TEPLOCOTEPA Yyla TNV ooBEvela.
Npémel va PABW TMEPLOOOTEPA Y1 T1C PULOUICTIKEC apXéC. Mpémetr
va yvwpillw kKaAltepa tn dlradbikacla avamtvEng ¢apudkwv. Etot
npoomnaenoca voa amnokTtAow Kdmola ekmnaidevon yia va pe BondRoet
otn dovAgld pov. Eiya tnv T10YN v CLUMETAOYXW OE €va amd TA
@epiva oyxoAetla EURORDIS. Etol €XWw QAMOKTACEl T1GC PACLKEC MOV
yvwoelg amndé ekei. Huouvv akdéun mio TLYEPOHC TMOL OCLPMUETEIXA OTO
npdypauua tn¢ EUPATI, to0 omoio Atav peyaAvtepng dHldpkelag.
Htav 18 unveg, kat ATav, oC¢ mMovue, PBAMA TpPo¢ PBAMa amd €vav
AQPEA} OUVAYOPO OOCBEVWV OE €VOV EUTIELPOYVWHOVA AOBEVRV, NTAV
TMPAYUOATIKA XPACLUO Yl TO €PYO0 MOV.

Metd tnv eknaidevon, e€iya pia moAD KaAf 16€&a yla TO TMOlO1
eivalt ot evdiagepduevor. Moira e€ival n 11ooppomnia KAl T«
ovuPEpOVTA Kal TG ouvvepydlovtal A dev ouvvepydlovtal yia TNV
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enitevén Kolvwv otoxwv. Kol mG, wG ouvAyopog Twv acBevwv, n
bovAeld ocag eivatr va dievkoAvvete tn ouvvepyaoia OAwv WOTE va
KUKAOQOPHOOUY 0TNV ayopd véa @AapuoKka yia OAEC T1C ACOEVELEC.

Mov €dwoe mpoomtikA yla to moU Bpilokopyalt 6€ OA0 TO QACHA TNG
dlradikaoiag avdmTvENG QOPUAKWY. XTN OLVEXELN, OWC TIPOOPEPEL
Tnv evkalpia va egviomiceTte MOl KEVA KAl TMOl1OUG TOMElg
uropeite va €E€101KEVOETE KAl TWC UMOPELTE va EMNPEACETE TN
6radikaocia. Mbéoo ypnyopa Hpolv TaA @EAPHOKA KAl TWOC va TO
gemnpedoovy yla va TO KAvOLY amoTeEAEcpaTliKOTEpPpa. Kol va
ovykevipwoete otolxela amd tnv eknaidevon EUPATI katl va
gEMmikevTpwdeite o€ avtd Kal va KAveETE TNV €pyacia ocag. Xag
6lvel ta epyaAeia yia va drampaypatevteite o€ atoulkf Bdon ME
OAOUC TOUG EUMAEKOMEVOUC QOPEiC KAl va EXETE Ml 1o0TiUn B€o0n
oto tTpamEltl, H6160T1 ovvABWC O acBevAC TOv E£€xEl avaAdBel TN
ovvnyopila, Adyw EAAEYNC YVWOEWY KAl HEPLKEC QPOPEC Adyw
avtiAnyng, 6ev eivat 1oétipog etaipocg.

Enopévwg, n eknaidbevon eival moAd onuavtikf yrati ylveote
166T1Ho¢ €taipog. Katl 6tav 6Aol ol dAAOl oau@ilBAaAAovv yi' autd,
0tav €10TE KOAQ EKMALOEVHEVOL KOl KAVETE TA MOBAMOTA OQAC KOl
HEAETATE, TOTE delyvete o611 unopeite olyouvpa va yivete €vag
MOAU KaAOGC ocvvepydTng.

naz YMMETEIXATE ZTHN ZYNHIOPIA TQN
AZOENQN;

Apx1kKd aoxoARGnka HE TNV €6vikA ovvnyopla. Xtn ouvvéxela,
ovgueTteiya o0TOV TAYKOOM10 OpPYyavioud TmMovu €XOUVUE amd TO
Duchenne, to United Parent Project. Xto mAaiocio tov pdAov pov
0T0 A101KNT1KO ZUVMPOVAI0 TOU Maykdopiov OpyavicGuoU, EMPEME VA
QAANAETOPW ME T1C PLOUIOTIKEC apXEC. Empeme va aAAnAemidpdow
ME TOMIKEC KOl EVPWNATKEC PLOUIOTIKEC OapYXEC, ME HTAs, pue
QOUPUAKEVTIKEG e€Talpeieg, ME akadnuaikoUC @opeic, TPOKELUEVOU
va mopax0ovv, a¢ MOUVME, KAADTEPA Kol @ONVOTEPA QAPMAKON Y10 TO
Duchenne. Etol, pde oaut tTnv eknaidevon, kot emeldn
npoepyéuacte amnd omnmdviec acbeévereg, €iyxya tnv evkalpia va yivw



EUTIELPOYVWPOVOC acBeviv otov Evpwnaikd Opyavioud dapudkwv. Kot
ME oauTh TNV eKknaidevon, ATav €va MOAV 1oYvpd epyaAeio TOUL MHE
Bonbnoe va KAvw KaAvTtepa TN OovAeld pouv e€kel. Etol, Oa
MTTopovoa va a&10AoyAow KAAVDTEPA TO KA1V1KO TPWTOKOAAO. Oa
umopovoa va a&l1oAoyfow KAADTEPQ, VA KOTAVONOW KAADTEPQ TA
edpuoka Tiow amé avto.

ODtav eiya aueiBoAieg, €tpeya mavta miocw otnv €véTNTA KOl
Eyayxva va Bpw 6,Tt1 Yperalduovy ekel amd TNV €PYAAE100AKN UOV.
Etol, Ntav éva epedpikd péco mov Atav TOOO amopaiTnTo yla va
KAvw Tn 60VAELd POV, TOUAAY10TOV OT1C EMIOTNUOVIKEC OULUPBOVAEC
OTO KA1V1KA MOVTEAQX, TOULAAY10TOV yla Tn 61K pov acbEvetra, TmoOv
bev Ba umopovoa va TO YpnoitpomolAow diragopeTikd. Elvatl moAv
60U0oKoAO Kol dev E€pw T1 GAAO B UMOPOVOE v TO OVTIKATHOTACET,
TOVAdY1oTtov o€ avutd Tto cvpwnaikd enimnebdo.

Otav dpyloa va yivopatl ovvAyopoC Twv acBevv, dev yvwplrla
Timota yla T1¢ KA1V1KEC OOoKlpEG. MEow tng ekmaidevong, 1TNg
OKANPAC O0oVAE1dC KOl TNC QAVIXAAAYAC oamOYewv HPE AAAOUG
aobeveig, uMOpECA VA KATAVONOW KOAVTEPA T1GC KALVIKEG OOKMEC
KXl TQ MOVTEAQ TOU XPNOLMOMO100VTAl YEVIKA KAl TMWC OQUTA T
MOVTEAQ UMOPOUV va TPOCOPUOOTOUY otn PLikA duvotpogia Duchenne.

AoV KaTd@epa va KATAVOAOW T1G KALV1IKEG OOK1IMEC Kal peTd amd
TOAAN MEAETN, OLUMUETEXW oKOua oTnv e€mitTpomn kKaBodriynong &€voc
VEOL QaPUEKOL TOu TpooTadroaue va BydAovue otnv ayopd. Kot yla
VO QMOKTAGEL QaUTA N KAWvikf dokiuf vénua yla toug acbevelig
MOGC.. E{val moAD onuavtikd, 610T1 MOAAEC KALVIKEG OOKluEGQ
anotuyxdvouvv Adyw oxediaopov, omdte n avatpogoddtnon KAl n
EVTaEn Twv aocbevyv amd tnv oapxn €ivatl CwtlkAC onuaciag yla va
EYOVLHUE @QApUoKa DlaBéoilua ylia OAOULG.

H 6tadikacia ovykatdbeonc MeETA amd evnuépwon e€ivatl gl TOAD
nepinAokn dradikaocia kal mpémetl va BePaiwdovue 6Tl 01 AvOpwrol
MOV OUMMETEXOLVVY otn dokiuA, €1dikd O6tav mpdékeiltal yla naitdird,
KXTOVOOUV TMAAPWG Tl MPOKELTAL va KAVOULV. XTNV KO1vOTNTA& MaC
YEV1KA, n ovvnyopla twv acbevwv €ilval MOAV i1oxvpn o€ avtd TO
0cua, omdéte ¢@povitilovue va OULUPOVAELOPACTE T EVTUTA



ovykatdBeong META amd €vnuUEPWON KOl TPOOTAOOVPE va TA EXOVUE
o omA YAWOOO KOl va €XOUVUE OAEC T1C MAnpogopileg mouv BEAovvV
o1 dvBpwmol. AAAG Kol ylo €HAC, WG TMAAPOLC amacX6Anong, og
MoUUE, OULVAYOPOl Twv 0aoBevyv, €lval MOAD onUAVTIKO va £XOUVUE
KATOV v KO1TAEOVLPE KOl yla AAAEC OPYAVWOELG, £TOl yla AAAOULG
ovvadéApouc EUPATI va {ntAcovue meplroodtepn eunelpia, emneldi
bev umopovue va KAvovpe upoOvol poag, ovvepyoalduaote pall Kal ME
NV eunelpla tovg upmopeite eniong va amoktfoete eunelpia mPOC
0peAoC TnC O1KAC oac kKoilvdTnTaC.

zekivnoa mplv amd TPldulol Xpdévia w¢ yovéoag ME maldl pe omdvia
acBéverla o€ TEALKO oTtddlo Kal pEoa OE TPLAMLIGL XPOvViX KATAPEPQ
VO 0PYOVWOW, aC TOUPE, T1C opddec vmepdomiong otnv EAAdda.
E{ual twpa péEAOG TOLU H101KNT1KOU ovpBovAiov TOULU TOYKOOU1O0VL
oOpYyav1iouoy po¢. Emiotnuovikdg oUUBOVAOG, EUMELPOYVWHUOVAC,
EUTE1LPOYVOUOVOC acBevy yla Ttov Evpwnaikd Iatpikd Opyavioud,
Kl TOAAOT dAA0Ol pOAol Kal KamEAQ TOUL KATA KAlpoUG TPEMEL v
OVVELOQPEPETE TNV eunelpla ocag¢ A TO XpPOvOo o0AC Yyla va
MPOYWPHROOLY Ta TPAYyHOT.

Oa ABeAa va mpooBEéow 6Tl TO MOVO €umodro e€ivalr to eunddio mov
Badlovpue o0TO0 MLAAOG paC KOl OT1 TMPEMEL va ovveyxyioovue va
MmlECOVUE PEXPL va €XOVLPE Ta AMOTEALoPOTA TOL YXpelalduooTe yla
TouC acbeveig pog.



