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EPQTH2H

MPOZ TON YNTOYPIO NAIAEIAZ

OEMA: “IYIZTHMA METATPADOQN ZTHN TPITOBAOMIA EKMAIAEYIH NOY BAXIANIZE]
112 OIKOTENEIEZ ME TPO2TATEYOMENG ANAMHPO TEKNO n TONEA”

MAnpodopnbnkape oto Xptotiavodbnuokpatiko Koppa EAAGdoc o6tL n “E.Z.ApueA”
EXEL exdpacgel TRV €vrovn Stapaptupia tnNg yta T pubBpioelc TOUu CUCTHUATOC
ueteyypapwv twv doittntwy, S10tL and to érog¢ 2004 £wcg kot ofupepe oubepia
vopoBetikn puBuion bdev €xer AdPet unodn TNC TLC MPAYHUATIKEC OVIYKEC TWV
dottnTwv nou eite maoyouv and avannpia f idlot, eite éxouv yovéa pe avannpia.
To dlkato TOU alTAUATOC TOUG KaL N avaykatdtnta tpornonoinone tne Sidtafnc tou
apBpou 53, tou v. 4264/2014, nhnpodopnBrikape dtL avayvwploe kol 0 YRoupyoc
Nawbeiag k. Av. AoBépdoc.

Me exmAnén pag Opwe SLAMLOTWONME OTL 08 OXETIKY Tpomoloyia pue ap. 1549/82/4-
7-2014, movu katateBnke oto vopooxedLo Tou Ynoupyeiou Atkatoovvng: «PuBpuioele
TOU TOLVIKOU Kot cwdpoviotikol kwdika» Sev umdpxel oudepia tpomonoinon-
guunAnpwan tng meP. yy, Tou apbpou 53, tou v. 4264/2014.

H mep. yy tou apbpou 53 tou v. 4264/2014 anotelel mioth aviiypadn eAdinolc
dLatagng mov avanapayetal cuvexwe anod to 2004 éwg kat ofpepa. H Stataén £yet
wg e&NG: «y.y.: He yovelg, tékva, adeéAdia, cullyoug nou eivatl tudAol 4 kwoddAalot
n vedponabeig, mou vumoParhovrar oe aipokdBapon 1 maoyouv amd pUIKA
dbuotpodila Duchenne i aviikouv otnv Katnyopia atdpwv eLlSIKWYV avaykwyv enetdn
EXOUV KLvATLKA mpoBAnuata odpelAopeva e avannpia avw tou 67%»

H 6tatafn b6ev mpootatelel gxedov o cUVOAO TwWV GOLTNTWYV NMOU OL OLKOYEVELEC
TouG €xouv otn dpovrida toug eva pélog (yovéa, avluyo | abeddd) pe avaanpia.
Etéikotepa, Toviloupe OtL 0 vopoBETne nMoté Sev pePiUVNOE yLa TOUC GOLTNTEC TIOU
OTNV OLKOYEVELQ TOUG Umapxet, eite daAAo maidi pe Bapia avannpia {(oUvépouo
down, vontikn avannpia, autiopd, eykedaiiky mapdiuon Bapléc KLVNTLKEC Kol
noAAanAeg avannpieg), eite yoveag pe ta npoavadepBévra npofAnpata.



Enetdn n mep. yy €xeL oofapec eAAeiderc aAda kat cofapa Aabn otnv opoloyla mou
XPNOLYUOTMOLELTAL yia TNV avannpla otn guyxpovn €moxn, evw n opoloyia tn¢ dev
ouvadel HE TNV oOpoAoyia mou YpnoitponotoUv Ta KEMA OTIC YyVWUATEUOELC
avannpLac.

Enetdn n oyxetikn Staraén mpooratevel GOLTNTEC MOU OL YOVEIC TOUC AVIKOUV OF
eEQLPETIKA TMEPLOPLOPEVO aplBUO katnyoplwv avamnnpiag [ xpovia¢ madnoncg,
SNULOUPYWVTAC AVIGOTNTEC HETAEU TWV HEAWV TNC eEUTTABOUC KOLVWVLKA opadac Twy
QTOUWV UE avamnpla.

Emeldn n ev Aoyw Siataén xpnotponolel opoAoyilec mou £pyovralL o€ aviiBeson pe
cUYXpPOVOoUC Kal OOKLHOUC OpOoUC, OL omotol £xouv uloBetnBel kalL amo 1ov Loxuov
Nivaka [Npoocdloptopoy TwV NOCOCTWY avannplac.

Enetdn n ev Aoyw Orataén Odnuioupyel avion petayeiplton petaél tnc idioac
Katnyoplac avannplac gtnv NEPLNTWON TWV VEPponabwvy.

Emetdn n ev Aoyw OLataln 6ev mpooTATEVEL HOLTNTEC MOU Ol YOVELC TOUS MACYXOUV
ano ocofapec maBnoetc ( onweg: Qalacoatpia, ouoluyoC HECOYVELAKN avatpia,
OPEMAVOKUTTAPLKN Ovalpia, piKpodpemavoKuTTAPLK avatpia, kapkivo, Bapléc
DUXLKEC maBnoetg, HeETAUOOXEVBEVTEC cuunmaywy opyavwy KAT) aAlld npootartel et
LOVO TOUC GOLTNTEC MOV OL YyoVveLC Toug madoyouv and tn vooo Duchenne!

Emetébry dev mnpofAénovtal euvoikég puBuicelc yia ¢oltntec Ttwv Oomoiwv ot
OLKOYEVELEG EXouv otn ¢poviidba Ttou¢ atopa ME avamnplec kot TOANATAEC
avannpleg, Onw¢ vontiky votepnon, ouvépopo down, QUTLOPO, EeyKEDAALKA
napaAuon BapLleg KLVNTLKECG Kol MOAAAnAEC avannpiec, mapoAo nov £lvat yvwoto OE
OAn TNV Kolvwvia OTL AUTEC oL OolKoyEévelec emtBapuvovtal pe SvoBaoctakta £€oda
yia va kKaAvPpouv TIC AVAYKEC TAC avannpiac tou matdlov 1 Tou yovéa.

Emeldn Tw¢ wWC AVW OLKOYEVELEC O VOMOBETne oubdénote TLC npootatede, U
ANOTEAEOHA OL OLTNTEC MOU €xouv abdéAdla 1 yovéa pe avannpia va Ppiokovral
ouxva eunpog oto SiAAnpa va sykataleipouv tic omoudEc Touc.

Me ta avw debopeva, epwtaobe Kiple Ymoupye:

1. IKOMEVETE VAL TPOTMOMOLNCGETE TRV TEP. Yy, TNC map. 1, tou apBpou 53, tou V.
4264/2014 wq¢ €€ncg: “Qoitntéc mov eilval ol idLol atopa peE avamnpla i xpovia
nafnon pe mooooto avannploag 50% avefaptitw¢ sdav n avannpia sudavioTnke
MPO N MHETA TO XPOVO ELCAYWYNC TOUC OTNn OXOANn mou elonxlnoav, GoLTntéc ue
YOVELG, ouluyoug MOU EXOUV MOCOCTO avamnpiac touAdaxtotov 67% avzéaptritou
Katnyoplag avamnnpiag Kat GoLTNTEC MOU N OLKOYEVELA TOUC £XEL TIPOOTUTEUOHUEVO
HEAOG QTOpO ME vonTikn avannpia, ouvbpopo «down», auTLOpO, eykedalikih
noapoAvon Bapteg xalL MOAAAMAEC aVvaAMNEPLEC KOL XPOVIEC MABACELC HE MOGOOCTO
avannplag tovAaylotov 67%”;



!

2. IKOTMEUeTe va OWOETE OtV 4Avw Tpomomoinon oavadpoulkn oYU, WITE vad
enwoeAnBoulv, TOOO OL OLKOVEVELEC HE YOVEM EVIOC TNC WC AVW MEpinTWOnNC, 600
KAl EKELVEC OL OLKOYEVELEC MOU €YOuV TeEKva doltnteEC nalaldtepng stoodou otnv
tplttofabuia ekmaildbevuon amo TNV XPOVLKA OTiypn YadLonc tnc MPOTELVOUEVNC
tponmoAoyiag aAAd 6ev £xouv TUXEL KOl OTLC SUO WC AVW EKSOYEC MEPLNTWOEWY TWV
EUEPYETNHATWYV TNE POTELVOUEVNC SLOPpBWTLKAC pUBULONRC;

O epwitwyv BouAeutnc
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