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AMOMNOIHZH EYOYNQN

OLmAnpodoplec kat cupBoUAEG oL omoleg £xouv dnuoateutei 1 Slatebel péow tou 0dnyou autol Sev okomelouv va
OVTLKOTAOTAOOUV TLC UTINPECLEG TWV LATPWVY AAAA OUTE KL Tn OXECN TTOU UTTAPXEL HeTaEU aoBevn Kat Llatpou. Ot
OUMPBOUAEG oL eumeplEXovTal 0To £yypado auTd TIPETEL VO XPNOLLOTIOLOUVTOL OE CUVEPYAGCLO e EKELVEG TTOU
AauBAveTe amo tov LaTpo oag, Tov omolo kot Ba mpémel va cupBouleleote yia OAa ta Bépata yupw amod tTnhv vysia
00 KAl ELOIKA 600V 0PpOopd OTA CULMTWHATO Ta omoia Xprlouv LaTPLKNG TapakoAolBnong. H onoladnmote xprion
TWV MANPodopLWV MPOTEIVETAL VA YIVEL KATA TNV amdAutn kpion cag. Mapdho mou €xel yivel kaBe duvartn
npoomndBela yia tn dtachaALon tng MANPOTNTAG TwV MANpodopLWV Tou TieplapBdavovtal otov 08nyo, n akpifela
Sev umopetl va Sltaopaiiobei kal n dpovtida oe KABe meplnmtwon MpEMEeL va elvat EATOULKEULEVD.
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1. EIZArQrd

AUTOC 0 08NYOG yLA OLKOYEVELECG TTEPIAAUPBAVEL TA AMOTEAECHOTA (LA S1EBVOUC ouVALVESNC OXETLKA LLE TNV LOTPLKNA
dpovtida Tng puikng duotpodiag tumou Duchenne (DMD). AutA n mpoomnaBela untootnpixBnke anod ta Kévipa
EA€yxou kat MpoAnying Twv Hvwpévwy NoAttelwy og ocuvepyaoia pe opadeg ouvnyopwy Tou acBevn Kal to SikTuo
TREAT-NMD. To kupLo éyypado sival dnpooteupévo oto “Lancet Neurology”.

Bi A1 oypagia yra 10 KUpPpLO apbpo:

Bushby K, et al. The Diagnosis and Management of Duchenne Muscular Dystrophy, part 1: diagnosis, and
pharmacological and psychosocial management, Lancet Neurology 2010, 9(1) 77-93.

Bushby K, et al. The Diagnosis and Management of Duchenne Muscular Dystrophy, part 2: implementation of
multidisciplinary care, Lancet Neurology 2010, 9(2) 177-189.
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http://www.treat-nmd.eu/diagnosis-and-management-of-DMD

Ot ouotaoslc Baoilovtal o pla peyaAn peAétn and 84 SleBvwe avayvwplopévoug el8IkoUg otn HUikn duotpodia
tumou Duchenne oL omoioL Kal EKTPOooWIoUV £va HeyAaAo eUpog elSIKOTATWY. Autol “BaBuoidynocav”’ avetaptnta
pebodoug avtipetwriong tng DMD wote va Tig Staywpioouv os “avaykaieg”, “katdAAnAeg” | “akatdAAnAeg”,
avaloya pe To KaBe otddlo TnG aoBEvelag. SUVoAkd peetOnkav mavw and 70.000 oevapla. AuTto Toug enétpeie
va kaBopioouv KaTeuBUVTNPLEC YPAUUES, VLA TIC OTtoleC N TTAsOPNdia TWV EBKWY CUUPWVNOE TWE ATTOTEAOUV TNV
KoAUTepPN Suvath avileTwrion ooov adopd otn Huikn duatpodia timou Duchenne.

Ot 18Kkol TOVIoav TO YEYOVOG OTL yLa TNV KAAUTEPN avTIPETWITLON TG DMD eival avaykaio po SLEMLOTNOVLKA
opada Stapopwv eLSLIKOTATWY, N omoia Ba cuvtovileTal amod £vayv yLatpo 1 KATIOLOV oo TOV LATPLKO Xwpo. Emeldn
KGBe avBpwrog SLadEPEL, TO ATOMO TToU IAoXEL artd DMD alAd Kot n OLKOYEVELA Tou Ba mpémel va cuvdeBouv
EVEPYA LIE TOV LATPO AUTO, 0 omolog Kat Ba eival uteUBUVOG YLOL TO CUVTOVIOUO TNG EENTOULKEU LEVNG KALVLKAC
dpovrtidag.

AUTO TO €yypado oag apéxel BaotkéG TANPOodOPLEG yLa TNV ATIOTEAECUATLKA CUMLLETOXH 0O OE QUTH TN
Stadkaoia. O urteBUVOC YLOTPOG TIPEMEL VAL £lval EVALEPOG YLt OAa Tal BEpaTa OXETIKA e TV DMD Kot mpémet va
EXELPOOPBaoN OTLG TOPEUPATIKEG LeBOSOUG oV amoteAoUV Ta BepéAla yla Tn owoth ¢povtida, KaBwg Kat va €XEL
umootnplEn anod dtadopeg eldikotntes. H éudaon mou Sivetal oe kaBe mapéppaon Ba aAAleL e TO MEPACHA TOU
XPOVOU Kal avaioya e TNV nAtkia. To €yypado autd Ba oag KateuBUvel yUpw amd SLadpopeTkA BELATA OXETIKA LE
™ Ppovtida tou acBevr) pe DMD (BA. Zx. 1) H avaykn yla OAeg Tig SladopeTikeg eldIkOTNTEG dev elval n (Sl og 6Aa
Ta otadla NG acBévelag, aAAd oAU onpavtikd elvat va pnopel kaBepia va Bonbroet 6tav autod xpelaotel, KaBwWC
KOLL VOL TTOLPEXOEL UTIOOTAPLEN OTOV LATPO TTOU CUVTOVIZEL TN PppovTida Tou matdlou.
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2. NQ% NA XPHZIMOMNOIHZETE TON OAHIO

0 08nyo6¢ autdg mepléxet ToAEG Anpodopieg Kat pmopeite va tov bir .~ A~ T oo
Xpnotomnoloete e Suo SLadopPETLKOUC TPOTIOUG. KATIOLEG OLKOYEVELEG ' h - Lo *‘ : - Q‘kh‘e”""e-
TPOTLHOUV va eTUKEVTPpWOOUV oTo otddlo Tng DMD oto onoio Kat v : h ;:\ Bon Y >h : ,
Bploketal To matdi Touc, evw AAAEG POTLHOUV va KaTaAdBouv 6oa n z hfA h_{v . A_ h "
TEPLOOOTEPA UMOPOUV yLa KABE TITUXA TNG AoBEVELOC Ao TV apxh. vy e _;Ch ) hhotoy h
Y€ QUTH TNV EVOTNTA KOl 0TO O)X. 1 mapoKAatw pnopeite va deite e moLo chers “ RrtAam_ ot e "
TPOTO avtipeTwnilouv ol eldikol ta dtadopetikd otadia Tng DMD kot : A B ' By ,B - hB , AR ) ¢ ‘
TIOLEG ELOLKOTNTEG XpELdlovTal, Kabwg n acbévela peTafarAeTal oto f y < Coe e /; - h@Ah PR
TIEPACLLO TOU Xpovou. Eav emiBupeite, pnopeite aneuBeiag va Bpeite pe u o~ Zwah deneEn eh C
gUKOALQ Ta PEPN TOU eyYpAdOU TIOU £(VOL TILO OXETIKA YLt ECAG. 2TO TEAOG S R v
TOU gyypadou umdpxouv SUO EVOTNTEG TLG OTIOLEG UTOpE(TE va Sh h,w '-_W<‘ A " cho<h
XPNOLUOTIOLNOETE oav €va eUKOAO ohuelo avadopdc: MPAayUoTa Tou hooov o CYC -
TpENeL va Bupdaote v oxeSLATETE KATIOLO XELPOUPYELO KAl TTPAYHATA L T -

TIOU TIPETIEL VAL EXETE UTIOYPN OOC OE LA KOTAOTOON EKTAKTNG avayknc. Ot
SLaPOPETLKEC EVOTNTEC ELVOL £TOL XPWHATIOUEVEG WOTE Va TaPLAlouV Ue
TO XpWHATA 0TO oxfAua. Emiong, oto t€Aog Tou 08nyoU UTAPXEL KAl Eval

Elizabeth Vroom, United Parent
Projects Muscular Dystrophy

YAwoodpl yla va oag BonBrosl va katavornoste SUGKOAOUG OpOUC TOUC
OTIOlOUG UIMOPEL VOl CUVAVTAOETE N VAL AKOUCETE VO XPNOLLOTOLOUVTAL OO
TNV LOTPLKNA o0 opada.

Ta otadia tng puikng duotpodiog tumouv Duchenne (oxnua 1)

H DMD eival plo aoBévela n omoiol oAAGLEL LE TNV TTAPOSO0 TOU XpOVoU. YIIAPXOUV KATIOLA aVayVWPLOUEVA OTASLA
TOL OTtola ElvaLl XAPAKTNELOTIKA TNG TPpoodou TnG a.obévelag. Ta oTddla aUTd, OV Kal armoTeAOUV [La TEXVNTH
SLakpLon, xpnoomnololvTal amod ylatpoug Kot GAAEG ELSIKOTNTEG YLAL TNV TOPOXI) CUCTOCEWY OXETLKA HE TN
dpovtida Twv nadlwy pe duotpodia Duchenne. Tuyxpdvwe ival xprRoLua yLa TNV avayvwpLon Kal TAoyr Twv
KOTAAMNAWY TapepBacswy, KaBwWCE Kal oTo va yvwpllete TL Ba mpémel va avapévete amod thv opada neplBaidng
Tou matdlol oag o KABe Xpoviko otadlo.

MPOCUUTTTWLATIKO OTASL0

To HeyaAUTEPO TTOGOGOTO TWV AyopLWY LE HUTKR Suotpodia Sev Staylyvwokovtol kotd to MPOZYMMNTQMATIKO
OTASLO EKTOG KOL OV UTIAPXEL OXETLKO LOTOPLKO OTNV OLKOYEVELA. YTO OTASLO AUTO, TO. BACLKA CUUMTWHOTA ELVaL N
kaBuotépnon tng Badiong kot Tng opdiog aAd cuvnBwe autd sivat avenaiobnta kal moAl cuxva epvouv
omapatnpnta.

Mpwo MEPUTATNTIKO OTASL10

YTO TPWLUO TEPUTATNTLKO OTASLO, TUTILKA XOPOKTNPLOTLKA TNG aoBEVELOG elval 0 TPOTIOC TTOU Ta ayopLa CNKWVOVTaL
Qo TO MATWHA, TO AeyOUEVO ONUASL Tou “Gowers” (n TomoBETNoN TWV XEPLWV OTA TTOSLA KABWE oNKWVOVTaL aro
TO MATWA, TO TOTIOELSEG BASIOUA-UIKPA BrILOTO LETAKLIVWVTAG TOV KOPUO amtd Tnv pia Aeupd otnv GAAn) Kabwg
Kol N utnmomnodia. & aUTO To 0TASLO T AyOPLO UTTOPOUV aKOWN va aveBoUv oKAAeg aAAG cuvnBwG Eva- éva
OKOAOTIATL avTi yLa eVAaAAGE.

Tig meploootepeg popéG N Sldyvwon Tpaypatonoleital ota mpwta Suo otadia (Kepaiato 3).

AIATNQIH: JUYKEKPLUEVEG EEETAOELC CUOTAVOVTOL YLO TNV avoyvwplon alaywv n petaAldéewv oto DNA mou
TipoKAAeoayv tnv acBvela. Oa XpelaoTtolV eEELOLKEUUEVOL ETILOTHLOVEG WOTE VO EPUNVEUCOUV TA SLOYVWOTIKA TECT
KaL va ountoouv poli oag yLa To TWE Ta ATTOTEAECHATA UITOPOUV VO ETINPEACOUV TOV YLO oo aAAA Kot AANa pEAN
TNG OLKOYEVELAG OOLC.

SYMMEPIOOPA KAl MAGHZH: Ta ayopla pe DMD €xouv peyaAUtepeg mBavotnteg va epdavicouv mpopAnua o
KATTOLEG aTto TG SUO AUTEG EPLOXEG. OpLOUEVA OO AUTA Ta PO BARaTa odelAovTal OTIG CUVETIELEG TIOU €XEL N
aoBévela otov eykEDaho, eVw GAAX GTOUC KLVNTIKOUC TIEPLOPLOOUC TTOU QVTLUETWIT{oUV Ta ayopla kabnuepva. H

H Atdyvwon kat Avtietwnion tng Muikng Auotpodiag TUmou Duchenne: 08nydg yia tnv Owkoyévela 3



OLKOYEVELQKN UTIOOTNPLEN €ival peyaAng onuaciog kot ToAAEG GOPEG YLO VA AVTLUETWITICOUUE TA TIPOPBANUATA TNG
ouuneplpopag Kal TnG Labnong xpelaletal vo KatapUYoUpEe o€ oUUPBOUAECG e€ELEIKEVUEVWV ETILOTNUOVWY
(Kedpahato 10).

OYZIKOOEPATMEIA: H évapén kamolou ¢pucloBepameuTtikol TPOYPAUMOTOC O aUTO To oTddlo (Keddhalo 5) yivetal
oTadLlaKkd e oTo)o va SlatnpnBel N EAACTIKOTATO TWV HUWV Kal va ipoAndBolv oL cuykauelg otic apbpwoslg. H
duoloBepamneutiky opada pnopet eniong va mapéxel cUPBoUAEG 6oov adopd o KATAAANAEC AOKNOELS YLa TO
oXoAsilo pe otoxo va mpowBnoet TNV aAAnAenidpaon e ta GAAa matdlad.

STEPOEIAH: 2 auto to otddlo KaAo sival va dtepeuvnBolv ol eTAoYEG yLa otepoeldn) (Keddhato 4) ta omola
Aappavouyv ta aldLd 6tav ol KLNTIkES §e€LoTNTeG pTavouv ot éva uinedo. Mpwv Tnv Evapen xprnong oteposldwy,
glval onpavtikd va £€xouv oAokAnpwBei oAa ta epPoALa kal va €xel Ppebel edv kamoleg amod Ti¢ mBaveg
TIAPEVEPYELG TWV OTEPOELSWYV UIMOPOUV va eAaylotonolnBouv. MNa mapadelypa, eival mbavo va xpelaotel
KaBobnynon otov €Aeyxo pocAndng Bapouc.

KAPAIA KAl ANATINEYZTIKOI MYEZ: ZuvnBwg mpoPArpota mou apopolv otnv KapSLld Kal 6TouG LUEG TNG OVOTTVONG
Sev mapouolalovial o AUTO TO OTASLO, TAPOAA AUTA TIPETIEL VAL TIPAY LATOTIOLE(TAL cUXVA TtapakoAoUBNnon oTLg
KAWLIKEG follow-up wote va kataypddovral oL apXLKEG TIHES (To “duatohoyikd” yia Tov yLo aag). EAsyxog tng
KapSLOKAG AstTtoupylag ouviotatal katd tn Sldyvwon Kot KaBe SUo xpovia pHeExpL tnv nAwio twv 10 xpovwv. Eival
eniong onNUavTko og autod To onpeio va mpaypatononBouv Ta epBOALN TNE YPLTNG KAL TOU TIVEUOVIOKOKOU
(Kedbarato 7).

QPO TTEPLITATNTLKO OTASL0

210 QPIMO NEPIMATHTIKO otddio n Badion yivetal otadtakd 6Ao kot 1o SUoKoAN evw £miong umapxel SuckoAia
KOTA TNV avapacn oKAAAg OTIwE Kal 0To va onkwBel to matdi amoé to natwya.

MAGOHZH KAl ZYMMNEPIDOPA: XpeldleTal vo. CUVEXLOTEL N UTTOOTAPLEN TIOU TTAPEXETAL A ELOLKOUG YLaL TRV
OVTLUETWTTLON TIPOBARUATWY cuTEPLDOPAC Kal LdBnong. Mo e€etdikevpévn BonBela propei BERata va sivat
ovaykoia og ouTo To 0TAdL0 WoTe va e€eupeBOUV OTPATNYLKES YLOL VO OVTLUETWTTLOTEL N SUCKOALX TTOU UTIAPXEL OTN
Basdion (KedaAaio 10).

OYZIKOOEPATEIA: H amokatdaotacn cuvexi{el va EMIKEVTIPWVETAL OTO EUPOG KivnaNng Kol TV aveéaptnola Tou
naldol (Kedbdhato 5). Eav ol cUYKAUPELS TwV apBpwoewv OTEKOVTAL EUMOSL0 0T PUCLOBEPATEVTIKY TtapEpBacn
TOTE ival avaykaia n aflohoynon amod €eldikeuévo opBomedikd LOTPd. INUAVTKO emiong sival va
emPefalwooupe WG To apaidlo mapexetl TNV KOTAANAN UTTOOTHPLEN YL HEYLoTN avelapTnola Kal dveon.

STEPOEIAH: H cuvéxela tng Bepareiag pe otepoeldN ival onuavtikr o€ auto To otddlo Sivovrag nmavra Wblaitepn
npocoyn otn docoloyia (Kedpdaio 4) kabwg kat otnv mapoucia mbavwyv mopevepyelwv. O €heyxoc Bapoug
ouveyiletal, pe W8laitepn mpoooxr otnv Tdon ya avénon tou Bapoug (Kedpaiato 9).

KAPAIA KAl ANATINEYZTIKOI MYEZ: O kivéuvog yia epdavion mpoBAnpdatwy o autolg Toug SUo Topeis (Kedaata
7 Kal 8 avtiotoa) mapapével xapnAog, mapoha autd sivat avaykaia n cuvexng mapakoAoubnon tng KapdLag Kot
TWV QVOTIVEUOTLKWY HUWV. MNPEMEL va TpayUoTomoLloUVTaL ETNOLWE NYokapdloypddnpa oAAA Kat AAAEG EETACELG
EeklvwvTag amo tnv nAkia twv 10 xpovwv. Avaloya e To av mapatnpouvtal alayEg oto kopSloypddnua i 0xL, o
yLatpog Ba 0a¢ cuoTAOEL Kol KATAAANAEG tapepBACELC.

MNpwWaUOo UN-EPUTATNTIKO O0TASL0

Yto MPQIMO MH MEPINATHTIKO otddio ta ayopla xpeltalovtal tpoxiAato apaidio yia tn Hetakivnor Toug.
ApXLKA pmopetl va ival Lkava va To XpnoLUoToLoouV Hova Toug Kat cuvnBwg n otdcon toug otnv kablotr Béon
eivat akopn kaAn (KeddAato 5).

JYMMEPIOOPA KAl MAGHZH: Mopd tnv mpoodeuTikn endelvwaon tng acBévelag, mpénet va §o0el éudacn otnv
aveaptnola e OKOTIO TNV Mpoaywyn tTng GUGCLOAOYIKAG CUUUETOXNG OTO OXO0AEl0 KABWG KAl o PUXaYWYLKEC
SpactnploTnTES KOtd TtV ednPeia.

OYZIKOOEPATEIA: g autd to otadlo Wolaitepn npoooxn MpEMeL va 500l 0TI CUYKAUPELS TWV AVw AKpwY (wHoL,
QYKWVEG, Kapmol kat dayxtula) onwce kat otov Bonbntiko e€omALopo mou Ba untootnpiéel tnv 6pOLa otdon Tou
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Itadio 1: Itadio 2: Ztdéio 3: Itadio 4: 2tdéio 5:
APOZYMNTQMATIKO npPoQrPo QPIMO NPOQPO MH- QPIMO MH-NEPINATHTIKO
, , MNEPINATHTIKO MEPINATHTIKO NEPINATHTIKO , , ,
H 8dyvwon pmopet va H Aettoupyia Twv Gvw GKPWV Kat
yivel og autd to otddilo Mropei va wBrioet n dlatipnon KahAg otdong eivat
€AV N KPEATOKIVAON MavouBpa tou H Badion yivetat uovog tou 1o apaiblo | mAéov SUokoAn
Bpebei tuxaia augnpévn “Gowers” KOUPOOTIKA yla K&roto Staotnpa
1 o TO LOTOPLKO TNG ; ; , Mropei va Slatnprost
. MNarmoelbég Xavetat n tkavotnto .
OLKOYEVELAG . g . Ko otdon tou
Badiopa va avePBaivel okAAeg OOpATOC
Mropet va umdpxet Mo trtonodia :g;{\gi:)n zwvatm ano Mropei v avartigel
(IV(IT['I.'U%I.C(KI’] o it okoMwan
kaBuotépnon aAd OxL Mropei va avéBet
Swatapayég otn Basdion OKBAEC

naldlol. Me tnv eupeia MAEov Xpron oTepoeldwy N okoAlwon Sev mapatnpeitatl cuxvad, aAld xpelaletal
TmapakoAouBnaon ava TaKTd XPoViKA SlacThpata, LOALS Ta maldLd YAoouy Thy Lkavotnta yla Badlon. e HePLKES
TIEPUTTWOELG N oKOAlwon gpdavilel TOAU cUVTOUN TPO0S0o, cUXVA PHECO O SLACTNUA LEPLKWY UNVWYV (Keddhalo 6).
Mropel va elval avaykaia n mpaypatomnoinon opBomnedikwy MapeUPACEWV YLA TNV QVTLLETWITLON TIPORANUATWY
OTa TEAOTA, TO OTIOLAL UMOPEL VA ATTOTEAECOUV QULTLO TTOVOU Kall VA TIEPLOPLooUV TNV EMAOYH UTIOSNUATWV.

STEPOEIAH: H Beparela pe oTeEPOELSN cuVeEXITEL va EXEL ONUAVTIKO pOAO 0€ auTO To otddlo (Kepahalo 4), elte €xel
apxioel vwplitepa i akopa Kat av apxilel twpa.

KAPAIA KAI ANATINEYZTIKOI MYEZ: H eTtiola mapakoAoUBnon tng KapdLlakng AIToupyiag mMapapteéVeL onNUAVTLK Kol
omoladnmorte emdeivwon MPEMEL va avTIPeTwILoTeL eykaipwg (KeddaAato 8). Otav xabei n ikavotnta ylo
avetaptntn Badion, n avamveuotikh Aettoupyia eival miBavo va emtdevwOel. & auto To onueio ival GNUAVTIKO
va apyloouv oL mapepPAcel yia avanveuotikn BonBeta kat amoPfoln Twv ekkploswv (Kepahalo 7).

‘QpYo YN MEPUTATNTIKO OTASL0

Y10 QPIMO MH MEPINATHTIKO otddto n Asttoupyia Twv dvw akpwv Kat n dtatipnon KaAng otaong ivat moAl
SUokoAn KaBw¢ o Kivbuvog yLa eMUTAOKEG elval TiLO LEYAAOG.

OYZIKOOEPATEIA: Xpelaletal va oulntroete e Tov puoloBepamneutr) oag yla ta £6n Bondnuatwy mou Ba
napéxouv TNV KoAUTepn duvatr avefaptnoio Ko CUHUETOXH. ALadOPETIKEC TPOTAPOYEG UITOPEL VA XPELOLOTOUV
yla va BonBricouv to natdi oe SpaoctnploTnTEG OMWC oltion, Mdon Kol LETAKIVAOELG Ao KAl TIPOG TO KPEPATL.

STEPOEIAH: Ao AOELG OXETIKA e TN BEpATTEUTIKA aywyr oTtePoeLdwy, Tn Slatpodn Kot Tov EAeyxo Bapoug mpémel
va enaveetalovral Kat va oulnTouvtol e T BepameuTiky opada.

KAPAIA KAl ANATINEYZTIKOI MYEZ: H mapakoAoUBnon tng kKapSLag Kat tng Aeltoupyiag Twv MVEUUOVWY cuviotatol
va yivetal 0o popeg etnoiwg, ald cuxva pnopel va elvat avaykaiol o evtatikol EAeyxol Kal tapepBATELC.

MoAAol veapol pe DMD katadEpvouv va £xouv pia oAokAnpwipevn Lwn wg evAAKeg. M’ autd to Aoyo ival
ONUOVTLKO VA TIPOOoXESLACETE pLla UTtooTNPLlOUEVN aAAA Kal aveEdptntn {wr, Le OAEG TG EUKALPLEG OAAQ KL TLG
T(POKANOELG TIOU UIOPEL QUTH VOl EUTIEPLEXEL.

O untddouneg tapdypadot npaypatelovral Toug SEka SLadopeTikoU( TOUELG 0TOUC OTtoiouG TPEMEL val
ETUKEVTPWVETOL N ppovtida tou natdiol e DMD, 6nwg teptypdadetal oto oxfua 1.
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XpeLaZetal SLayvwoTikog EAEYXOG Ka

JuvrBwg og auTtd To oTASLO £XL OAOKANPWOEL N SLdyvwan, eKTAG Kat av EXeL

AIATNQZH

GUMPBOUAEUTIKA OO YEVETIOTH kaBuoteprioet ya dAoug Adyoug (m.x. cuvakdlouBn maboloyia)
MNpoPAendpeva oxéda Juveyilovtal ot eEETACELG KOL TA SLOYVWOTIKA TEOT yia va eTBeBatwBel mwg n aoBévela mpoodevel OTwG
VL0l TLG LEAAOVTIKEG elvat avapevouevo B
e€eligels ‘E€L TouldxLoTov afloloynoelg pnviaiwg mPEMeL va payatonotouvtal 660 adopd otn AELToupyLlkoTNTaA, TN NEYPOMYIKO
BeBaiwon nmwg éxouv MUIKA LoxV Ko To eUPOG Kivhong wote va kaBopLotel To oTtddLo tng vooou, va SLEUKPVLOTEL Edv xpeLdleTtal ZYZTHMA
oAokAnpwBOei ot QVTLUETWITILON LE OTEPOELSH Kat TEAOG va yivel EAeyyog TG apouoag Socoloyiog KaBwes Ko AVTLUETWITLON
epBoAaopol TWV AVEMBUUNTWV avTLSpAoEwy.
Emuudpdwaon kot urootrhpién
MpoAnmrtikd pétpa yia tn dtatrpnon tng
eAaoTkOTNTOG TV pUwv/ENaylotomnoinon JUVEYELQ TIPONYOULEVWVY HETPWY
OUYKAUPEWY Napoxr katdAMnAwy apafidiwy, Kaboudtwy, BondnpdTtwy KaBWG KoL TPOCAPHOYLV | AMOKATASTASH
EvBdppuvon yla GUMHETOXT O KATAAANAES yla LEYLOTN ave&aptnoia oTig KaBnUePVEG SpaoTnPLOTNTES, HEYLOTN AELTOUPYLKOTNTA
QOKAOELG/EpactnELOTNTEG KO CUPLUETOXN.
YrootrpLén yLot AELTOUPYIKOTNTA KAl CUUETOXN
Napoxn katdAAnAwv Bondnudtwv

Egéroon ev{Sexc’)p.gvnq MapakoAoUBnon yLa OKOAWON: & CUYKEKPLUEVEG
OpBomnedikés emepPdoelc omdvio eivat XELpOUlean TEPUTTWOELG YiVETAL QVTIUETWTTLON PE oTtovulodeaia OPOONEAIKH

QVTLHETWTLONG ANTIMETQNIZH

avaykoieg

MBOavn aVILLETWTTLON LE OKOTIO TN owaoTth kabloth B€an Kot

OUYKAUYEWY TOU ) e
TomoB£TNoN TWV KATW GKPWV.

AxiMelou tévovta

Quotoloyikn
QVOIVEUOTLK AELToupyia

ET[I.BEB’Cli.U)Ur] Av&dvetal o kivduvog
ohokAripwang OVOTIVEUOTLKOU Augnuévog kivbuvog
ouvnBLopévwy suB'onv Mikpdg kivduvog yla apoucia TPOoBAAATOC avamveuoTtikol TPoBARuATOC ANAMNEYSTIKO
UUWEP?““BO‘VW&VO” QVOMVEUOTIKWY TIPOBANUATWY Evauoua ya ‘Evouopa ylo eEETA0ELG TOU SYSTHMA
:::;\ 3(3(;K;\(;(;llléotlliol') MNapakololBnon mpoddou efetdoelg QVOUITVEUOTLKOU CUCTALOTOG Kalt

, . OVATIVEUOTLKOU KATAAANAEG tapeBACELS
epuBoAiov lKata Tou GUOTALATOC
TIVEUPOVLOKOKOU KOlL TOU
epuBoAiou katd NG
ypinng

MéV“’T? Bld“fm H& | Egetdioelg yivovtal Katd Tov (510 TpOTo OTWwE oTa HIKPOTEPD Tt

Yrepnxoveddnpa ot | 2o ftedonu pigp. | MEYaNbVOVIas unidoyer augniévos KivBuvos via npoBiuaTel oty KepSid. Avaykai CAPaIA

™ Sdyvwon f uéxpLta 6

ypovia ta 10 xpovia, ano

ekel Ko méEpa
eTnoL

n nopéuPBacn akopa Kal xwpig cupMmTwatoloyia
Xpnolomnoleiote KABLEPWHEVO LECO AVTLLETWITLONG TNG KAPSLAKNG QVETTAPKELAS
otav undpéet emubeivwaon tng Kapdlakng Aettoupyiag

MNapakoAovBnon tou Bapoug Kat av autd Bpioketal ota GucLoAoyLkA Yo Thv NAkia emtineda
A€loAOYNon Slatpodrc/BpenTikwY CUCTATIKWY Yo UTEPRapa fi eNtoBapr matdid

MNpoooyn ya mbavn Suodayia

FTAZTPENTEPIKO
ZYITHMA

YrootpEn tng
OLKOYEVELOG, TIPWLN
aglohdynon/napéppacn
yla pabnon kat
ouunepipopd

AfloAoynon/mapeuBaon, mpoaywyn aveéaptnoiag Kat avantuéng Metafaon og UTtNPECiES yLa
KOWWVIKOU TtepLBAAAovTog

EVNALKEG

WYXOKOINQNIKH
YNOZTHPIZH

IxAna 1. Ou Stadopetikol topeic ppovtidac os k&Os otddio tng DMD.
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3. AIArNQZH

NEPIGAAWH

KATA TH AIATNQZH Mpdypata TMOUL TIpPETE
To ouykekpLpEVo aitio piag maboloyiog ovopdietal Stdyvwon. Ze 1L "0y A oo {\h '
nepinTwon mou o tpog oag urtoPLadetal Tn puikn duotpodia Tumou JA h > h ‘ e : . : " Z 7
Duchenne, tote €xelL peyaAn onuacia To va tekunplwbei n Stayvwon . oo - }

outn.

O oT10)06 TNG LaTPLKAC epBaAPng o autd To otadlo Ba mpénel va 2. & A Duchepne B, noz

gival n mapoxn plag akpLBouc Stayvwaong To ypnyopotepo Suvatov. i _ h J \/N\{ A ’ o - :h " v ¢
Mta dpeon ldyvwaon ival amapaitntn, WoTe Vo UIMOPECOUV OAa T K- - &L h h o
MEAN TNG OlkoyEVELag va TTAnpodopnBouv yla Tnv mopeia tng A
aoBévelag, va avalntrioouVv cUUBOUAEUTIKH OO YEVETLOTN 1| va LB AE G s < w1,

napouv Anpodoplec yla mbaveg emIAOYEG OXETIKA e TN Bepareia.
Movo edv yvwpiloupe Tn SLdyvwon Umopel va Eekvroel N KATAAANAN
niepiBaAdn, va 600l n avaykaia umootnpEn alld kat va tpoaxOei
owoTtn eMUOpdWON TNG OLKOYEVELAG. 18avika n SLayvwon MPEMeL va S Y e Kk ¢
T(PAYLLOTOTIOLELTOL OO YLATPO EEELBIKEUUEVO OTLC VEUPOUUIKEG ‘ ) s

nabnoelg o omnolog prnopel va e€eTdoel To aLSL KALWVIKA, va eTUAEEEL TIG 4 _ A: v ' >0 T ! >:
anapaitnteg e€eTdoelg kabwg Kot va TG epunvevoel. Ta follow-up tng oL " A. C A ?B .-
OLKOY£VELAG KOLL N UTTOOTAPLEN TIOU TTAPEXETOL KATOTILV TNE Sldyvwaong o h A s sy
CUXVA CUUTIANPWVOVTAL Ao CUUBOUAEUTIKA UTIOOTHPLEN KATIOLOU “ L th’ & °h no )
VEVETLOTH. s s < hos o
MOTE NA YNONTEYEZTE TH NO2O DUCHENNE s wwwitrea¥

nmd.eu/dmdpatientorganisations
010 TéAOG auToU Tou gyypadou.

OL pwtec utoPieg cUXVA TIPOEPYOVTAL ATIO £Va A0 TA TPLA TOPOKATW
CUUMTWHOTA (0KOUA Kol OTav §gV UTIAPYEL LOTOPLKO TNG VOCOU OTNV
OLKOYEVELQ):

e [poPAnuata pe Tn Aettoupyia TwV LUWV. ZUXVA KATIOLO aTtd TaL LEAN TNG OLKOYEVELAG Elval EKELVO TTOU TPWTO
napatnpel mwg umapxel kamoto tpoPAnua. Ta ayopla pe DMD kaBuotepolv va Badloouv og oxéon e Ta UTIOAOUTa
matdLd TN nALkiag Toug. ZuvnBwe oL YAUTEG Toug eival peyeBupéveg Kat Ta aldld mapouotalouv SuckoAia oe
SpaoTNPLOTNTEG OMWG TO TPEELMO, Ta AAMATA Kal N avaBaocn okdAag. Emiong médtouv cuxva Kal £Xouv TNV TACH Va
Badilouv otig pUTEC TwWV OSLWV. Eva amo ta KAAookd onpadia tng vooou ivat n yvwaotr pavouBpa r} onuadt tou
"Gowers” Omou to aldi xpnoLuomnolel Ta xépla Tou yla va onkwBel otnv 0pBia B€on. H kivnon autr) odeiletal otnv
aduvapio Twv LUWV TWV LNPWV Kat Twv oxlwv (BA. Zxnua 2).

e YynAa enineba kpeatokivaong (CK) oto aipa. To elpnua auto Ba mPEMEL va 06NYNOEL O QUECH TIOPATIOWTTI) OF
yLatpo e€elSIKEVEVO OE VEUPOMUTKA voonpoata yia thv emBeBaiwon tng dayvwong. YPnAd emineda Kpotokvaong
€xouv mapatnpnBei kal og GAAEG MABNOELG TWV LUWV KoL YU QUTO TO AGy0o amod OVO ToU To EUpnUa auTo Sev lval
OPKETO yla TNV emiBeBaiwon tng vooou Duchenne.

e YPnAa eninedoa twv evlUpwv AST kat ALT tou cukwTtloU oto aipa. YPnAd enimeda twv eviUUwy oUTWY cUXVA
oxetilovral pe aoB€veleg TOU oUKWTLOU aANG Uropel kat va odeilovtal o KAmolo £160¢ pUiknAg duotpodiag. Mn
avapevopeva VPnAad enineda autwv Twv evIUUWV XWPLG KATolo dAAo aitio Ba mpénel va Kvoouy Tig urtoPieg yla
uPnAa entineda CK Kol eMopEVWCE yLa mapouaoia puikng Suotpodiag. Asv cuatrvetal n BloYia cukwtloU.

e Noudld pe vooo Duchenne cuyva mapouotalouv kamolo kabuotépnaon otnv avarntuén tou Adyou (BA. Evotnta 10).
EMIBEBAIQNONTAZ THN NAPOYZIA THZ NOZOY DMD

H DMD eivat pia yovidlakn acBévela n omola mpokaAeitatl anod tn petdAAaén n alayr evog yovidiou, To onoio
ovoualetal yovidlo tng duatpodivng f yovidio DMD. H emiBeBaiwon tng Stdyvwong yivetal cuvibwg Héow
yoviSLakwv e€eTdoewv amnod delypa aiparoc, aAAG UTIApXOUV Kal AAAEG e€eTAOELS TTOU TTOANEG dOpPEC XpeLdleTal
emniong va npaypotomnownBolv. Kamoteg mAnpodopieg yia yoviSlakég e€etaoelc pnopeite va Bpeite oto Kouti 1
TIOPAKATW.
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Figure 2. Gowers’ Manoeuvre.
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Ol EZETAZEIZ

1) FTENETIKOZ EAEMXOz

Akopa kat av n puikn duotpodia tumou Duchenne e€akplBwOel péow PloPiag,
0 YEVETIKOG EAEYXOG Elval mAVTA avayKaiog. AlapopeTikol TUTIOL YEVETIKOU
€AEyXOU UTIOPOUV VA TPOOHEPOUV GUYKEKPLUEVEC Kal TILo codelc mAnpodopieg
OXETKA HE TNV aAhayn 1 tnv pet@AAaén tou DNA. Eival onpaviiko va €Xete
yeveTikn enBePaiwon tng Sldyvwong yLa apketoug Adyous. H emuPBeBaiwon
autn Ba BonBricel oto va kaboplotel eav to matdi eivat urtoPndLo yLa KALWVIKEG
SOKIUEC e€€LOIKEVUEVWV YoVIOLOKWY PeTaANGEewyY, Ba BonbrosL Tnv olkoyévela
o€ MO ACELC OXETIKEG LE TIPOYEVVETIKN SLayvwon KaBwg Kal o€ amopAoELg
OXETLKEC e TIOavr) LEAAOVTLKN EyKUHOOUVN.

Otav n akpfng petallagn i kamota LeT@AAagn Tou yovidiouv tng
Suotpodivng emiPePatlwOdel Oa MPENEL HECW YEVETLKOU EAEYXOU VO
NPochEPETAL OTLE UNTEPEG N EVKALpia va paBouv gdv ival ¢popeic. H
nAnpodopnon auth sivat eniong TOAU onLAVTLKE KoL yLa Ta UTtOAoura LEAN
TNG OKOYEVELNG aIO TNV MAEUPA TNG UNTEPAG (adepdE, KOPEC, Beieg,
Eadépdec) wote va yivel yvwoto eav Kat autd sivon popeig.

IxAua 3. Bopia puog

Mavw: GUCLOAOYLKEG UUTKES
veg pe duotpoodivn yupw toug
Katw: pug pe amouoia
Sduotpodivng.

O yeVETIKOG EAeYXOC KL N TIOPOTTOUTT) OE KATOLo cUUPBoUA0-yeveTLoTh Ba
BonBrosL tnv olkoyEvela va KATaAdPeL TIC MBAVEC EMUMTWOELG KAL 0T
umolouta péAn tng (kouti 1).

2) ANAAYZH MYIKHZ BIOWIAE

Elval miBavo o ylatpoc oag va cuothoel Blodia puog (Likpo deiypa puog yia avaluaon). H yevetikn petdAAagn tng
npwrteivng Suotpodivng onuaivel Tw 0 opyaviopog dev umopei va mapayet Suotpodivn r OTL dev mapayel
apketh. H BoPia puog pag Sivel mAnpodopieg OXETKA He TNV MocoTnTa SuoTtpodivng IOV UTTAPXEL OTA LUTKA
kuTtapa (BA. Zxnua 3).

Eav n dldyvwon €xel eruPefalwdel péow yeveTIKoU eAéyxou ToOTe n Blodia puog pnopel va pn xpetaotel. Mapdia

QUTA, O€ KAmoLa KEVTpa N Sldyvwon Tng Kuikng duotpodiag tumou Duchenne npayuatonoleital péow Blogiag. O
YEVETLKOG EAEYXOC TMAPAUEVEL OLWE avaykaiog yia tnv e€akpiBwaon g aAAayng i LETAANAENG N omola eival Kat n

attia tng vooou.

Ol e€eTdoelg QUTEG yivovtal yla Tov kKaBoplopo tng napouciag r anouvciag duotpodivng kat fonbouv va
Slaxwplotel n véoog DMD amod GAAeG Tio ATILEG LoPdEC TNG.
3) AOIMNEZ EZETAZEIZ

O e€etaoelc yvwoTECG WG NAektpopuoypadnua (HMT) kol oL eEETACELG VEUPLKNG YWYLHOTNTAS (€EETAOELG UE
BeAoveg), oto mapeABoOV amotéAecav KAAGGOLKO KOMUATL TNG afloAdynong Twv maldLwv pe Tbavr) VEUPOUUIKNA
vO0oO0. Zrpepa oL el8IKol cUPPWVOUV TIWG oL eEETACELG AUTEG AEN elval A€oV KATAAANAEG 1] AvayKaleg yla Tnv
aflohoynon tg DMD.
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Koutti 1. Narti eival onRAvTKOg 0 YEVETIKOG EAEYXOG
ZYMBOYAEYTIKH ANO FENETIZTH KAI EZETAZEIZ ®OPEQN THZ NOZOY:

o OpLOPEVEC YEVETIKEC LETOAAAEELG TTOU TtpokaAoUV thv DMD ota ayopla eivat Tuxaies. To dpavopevo auto
OVOUATETAL «OUTOYEVNG LETAANNAEN». 2T AAAEG TIEPUTTWOELG LETADEPETAL ATIO TN UNTEPA OTO YLO.

e Eav n untépa €xeL tn petalhaén ovopaletal “dopgac” Kal n LETAANAEN QUTH UTTOPEL va TEPATEL OTA
umoAouna aldla tng. Movo ta ayopla pe tn LetaAagn Ba €xouv tnv vooo DMD evw ta kopitola Ba yivouv
dopeic. Eav n pntépa nou e€etaotel Bpebel va €xel tn petalhaén tote Ba pmopel va mapeL kat
EVNUEPWUEVEG AMODACELC OXETIKA e TILOavr) LeAAOVTLKY eyKupooLvn. Emtiong ot cuyyeveic BnAukoul
vévouc (abepdéc, Beleg, kOpeg) Ba mpémel va e€sTaoTolv wate va Souv v elvat kat avtol dopeig pe
Kivéuvo va amoktricouv ayopt pe DMD.

e AkoOpa Kal av pla yuvaika dev eival popEag, UTIAPXEL TTAVTO £Vag UIKPOG Kivbuvog 6aov adopd o€ Kamola
HUEAAOVTIKI eyKUHOOUVN KaBwG n LeTAAAaEN pmopel va cupBel ota wapta tng. Auto ovopaletal
CUWOATKLOMOG BAAOTLKAG OELPAGH.

o OLdopeic Tng aoBEvelag KlvdUVEUOUV ETIIONG VA ATTOKTHGOUV aldUVOUN KAPpSLA ] KOO KAl KATToLaL
aduvapio oto KATW AKPA KAToLO OTLYUN apyotepa otn {wh Tout. M'vwpillovtog edv pla yuvaika sivat
dopag BonbBael oto va evtomioTouy ot kKivéuvol autoi al\d Kat oto va tng §060el cwoTth cUUPBOUAEUTIKN.

o [pénelva €pBete ot emkovwvia Pe YeVETLOTN 0 omolog Ba cag e€nynosl kat Ba cag cupBouleloet yia OAa
TOL TTOPOTTAVW LE TIEPLOCOTEPN AETITOUEPELQL.

YNOWHOIOTHTA TIA KAINIKEZ AOKIMEZ:

o Evag peydhog aptBuog KAVIKWY SOKLUWVY OL OTIOLEC OTOXEVOUV OE CUYKEKPLUEVEC YOVISLAKEC LETAANAEELG
yla tn vooo DMD Bpioketal ev evepyeia auth Tn otiypun. O YeVETIKOG EAey)oG sival amapaitntog yla va
vivel yvwoto gav to matdi oag pmopet va eivat urmtoPridLo yla GUHHETOXH O KAmola amo autec. Emiong, yla
va BonBnoete Toug yLlatpoug va evtonicouv ta uroPndla maldla, eivatl anapaitntn n eyypadn cag o
KATIOLO UNTPWO acBevwVv.

e oAU onuavtiké eivat va eTPePALWOETE OTL O YEVETLKOG EAEYXOG £YLVE CUUPWVA LLE TA TPEXOVTA ATOSEKTA
TPOTUTIA, ETUTPETIOVTAC £TOL VAL EVIOTILOTEL N akPLBAG LETAANAEN. € avTiBEeTN MePLMTWON, MEPALTEPW
€\eyxog unopet va elvat avaykaiog aAld auto Ba npénel va culntnBel pe Tov ylatpd oag. O EVIOTLOUOG
™G aKPLBOUC LETAANAENG lval eMiong avayKailog yLa tnv eyypadn o KATIOLO amo Ta LNTpwa acBevwy yLa
™ voco DMD. MAnpodopleg OXETIKEC [E TLG AETTTOUEPELEG OAAQ KOLL TO TTO0O aKPLPAC elval n KABE pa
€€€taon OTO VA eVTOTILOEL AETITOPEPWG TNV HETAAAOEN Unopeite va Bpeite oTo KUpilwg Eyypado.

OAa ta €Bvika untpwa acBevwy yla tn vooo DMD avd Tov KOGUO lval KATAYEYPOAUEVA OTNV NAEKTPOVLKN
SlevBuvon www.treat-nmd.eu/patientregistries. MapakaAoULE yLo TEPLOCOTEPEG AETTTOUEPELEG VAL
emokepBelte TNV nAektpovikn oeAida.
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4. NEYPOMYIKH AZIONOTHZH KAI ANTIMETONIZH - Swaeipnon s [ Mo gy pata mou Tp é mi
SUVOUNG KoL TNG AELTOUPYLKOTNTOG . - ' L .

-t - .
TI NPENEI NA ESETAZETAI KAI MATI S T h o tth o heps b

hi Ah>'ho

JuyVEg e€etdoelg (checkups) Ba mpémnel va yivovtal amno yLatpo
€€eLOIKEVPEVO, OAAA KO LKAVO VoL avTIANGOEL Qv UTIAPYXEL KATL 2. B " T >waAh s h
aouvnBLoTo To omolo xpelaleTal MeEpALTEPW EAEYX0. AUTO glval cr T > T AN
ONUOVTLIKO WOTE va tapBouv TNV KATAAANAN XPOVLKN OTLYUNA > 0T ot h o> h T >
anodaoelc yla véeg Bepareieg aA\d Kal yla va elpaoTte mavra 3. g 1 °h ;o “h i
T(POETOLLOOUEVOL VO OVTLLETWTTLOOUE e ToV KOAUTEPO Suvato ' S oS hy AL
TPOTO KATmoLo pOoPAnUa mou pnopei va mapouctlaotel. H eniokedn Ah e A
oToV yLoTpO cuviotatal kaBe 6 pAveg, evw av eivatl Suvato otov K- ' SEAY " >h ED
e€elbikevpévo puoloBepareutr f/koL epyoBeparmeuth KAOe 4 UAVeG.

4, 1" >h A _ "¢ 5> Ah
Ta agLoAoynTiKd TECT TTOU XPNOLLOTIOLOUVTAL OTLG SLAdOopEG KALVLKEG ) . y 5 - <
yla tnv napakoAovBOnon madiwv pe DMD pmopel va Stadepouv. Ta - T h
TEOT QUTA TIPETEL VAL ELVOL KATAAANAQ yLa va TtapakoAouBeitat n hoo Kt ¢ h R
€&€ALEN TN aoBEvelag kat Ba mpéemel va ephapfdvouv agloAoynon 0 Ah oA A
TWV MOPAKATW: - ) B -

MYTKH 12XY2: H e€étaon tTnG MUIKAC LoXVOC UMOPEL val yivel pe
TIOAAOUG S10pOPETIKOUC TPOTIOUC WOTE Vol SOUUE av n SUvon n omoia MaPAYETOL OE CUYKEKPLUEVEG ApOPWOELS
oANGLEL pe T Ttapodo Tou xpovou.

EYPOZ KINHZHZ: To gUpocg kivnong e€etaletal wote va yvwpll{oupe edv SnuloupyolVTaL CUYKAUELS KoL val
ovalntrooU e TIC KATAAANAeG Slatdoelg 1 mapeBACELC.

XPONOMETPHMENA TEZT: MoAAEG KALVIKEG yLa TNV 0LOAOYNON TNG AELTOUPYLIKOTNTOC XPNOLLOTIOLOUY
XPOVOLETPNUEVEG SpACTNPLOTNTEG OTIWG TO XPOVO TOU KAVEL éva ol val onkwOeL amo To MATWUA, VO TIEPTIOTHOEL
LLOL CUYKEKPLUEVN omdoTacn R va aVEBEL €va GUYKEKPLUEVO aplBud okahomatiwy. OL mAnpodopleg Tou pog
TIAPEXOUV TA TECT AUTA OXETIKA UE TN TIPO0S0 TNG VOoOoU, dAAA KoL OXETIKA LE TO TIWGE N TopEPPacn emnpedlel Tn
VOO0 elvol TIOAU ONUOVTLKEG.

KAIMAKEZ KINHTIKHZ AEITOYPTIAZ: YItapxeL €évag HeyaAog aplOpuog StadopeTikwv KALLAKWY 0ELOAOYNOoNG, aAAd yLa
Vv mapakoAouBOnon tng mopeiag Tng vooou Tou motdlol UE CUCTNUATLKO TPOTIO, TIPETEL TTAVTA VA XPNOLLOTIOLE(TaL
n 6o kKAlpoka. AtadopeTIKEG KALHLAKES PUITOPEL OPWG VA XPELAOTOUV avAaAoya e TO 6TASLOo TNG vOoOoU.

APASTHPIOTHTEZ KAOHMEPINHZ ZOHZ: H afloAdynon Twv dpaoctnplotitwy kabnuepwvng {wng (AKZ) Bonbdet tnv
opada amokatdotaong va anodacioel eav xpeldletal Bonbela yla Tn peylotonoinon g avefaptnoiag tou
niadLou.

H épeuva mavw o€ véa pApUaKa yLa TNV avIeTwriion tng DMD eival ouvexng. OL CUCTAOELG TTOU TTAPEXOVTAL OTO
€yypado auto peAlovtikd Ba avtikataotabolv amno véa Sedopéva (OMwWE Ta AMOTEAECUATA KATIOLOG KALVLKIG
MeAETNG) kal Ba avaBewpnBoulv, HOALS Ta dedopéva auTd yvwatomolnBouv.

MapoAo 1tou oTo PEANOV OVAUEVETAL VA UTTAPXEL UL EUPEia yKAUO 600V adopd oTLG EMAOYEG GAPUAKEUTIKAG
Bepareiag, oUTH TN OTLYUN N LOVN Beparmeia YL TA LUOOKEAETIKA CUUMTWHATO TS VOOOU e anodeSelypévn
anoteAeopatikotnta eivat n Oepamnsia pe oteposldn. MAnpodopieg oxetikd pe tn Bepansia pe otepoetdn divovrol
OVOAUTIKA OE QUTH TNV eVOTNTA, EVW N GAPLOKEUTIKI QVTILETWITLON AAAWVY TIPOPANUATWY TNS acBEévelag OmwG
nipoBAfuata tng kapdiag, Ba culntnOouliv apyotepa.
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H xprion otepoeldwv ival eupeia OxL povo otn DMD aAld kat o€
QAANEC LOTPLKEC TIEPUTTWOELG KOIL N EUTELPLO TTOU UTIAPXEL YUPW ATTO TN
xpnon toug eivat d1eBvwg moAL peydn. AvoaudiBola, ta otepoeldn
prtopouv va. wdeAnoouv moAd adid mou ndoyouv armd tn voaoo, Thow, st h = "4
oA elval oNUAvVTIKO To 0ENOC AUTO Vo CUVOSEVETAL QIO TIPWLHN BT ht  sBAVwW ' v oA
OVTLUETWTTLON TWV TILOAVWV TTAPEVEPYELWY TOUC. H xprion oteposldwv hi Ah>"h o

elval peyaing onpoaotag otn DMD kat Ba mpénel va culnteital anod 2.
VWPLG LE ONEC TLG OLKOYEVELEG.

OVTI KA mpaAypdataa
A0TE:
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Ta otepoeldn (emiong yvwotd wg YAUKOKOPTIKOELSN R < | .
KOPTLKOOTEPOELSN) €ival Ta pova pappaka Ta onoia eivol yvwoto Sk o N
otL KaBuotepolV TNV §aaBEvnon TG LUTKAG LoXVOG KoL Ta - h " wsi
npoBAfpata adprg Kivntikotntag otn vooo Duchenne. I1oxog tng " h
Bepamneiog pe otepoeldN eival apxLka n apdtacn tg aveEdaptnTng ¢ h hoo
Badilong pe TNV KOAUTEPN SuvaTH CUUUETOXN, EVW apyoTeEpa N . . !
e\aylotonoinon twv opBonedikwy MpoPAnUATWY KaBwe Kat ’ ] .
ETIUTAOKWVY TOU QVATIVEUOTIKOU KOl KOAPSLAKOU cuoThpatog. Emiong 3. EE ] ‘ f h -
€xeL amodelxOel OTL T oTEPOELSH KOBUGTEPOUV TNV €EEALEN TNG -
oKOAlWONG (KOUMUAGTNTA TNG OTIOVOUALKA G OTAANG). -
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H QVTLHETWILON TWV ITAPEVEPYELWV TIOU TtPOoKaAoUvTaL oo T 4, [~ w
oTEPOELSN MPEMEL va ival mavta TPOANTTkA. Ol AIMALTOULEVES )
napepPfaocelg npénel va yivovrat NQPIZ wote va mpoAdou e Ta >
npoBARuaTa Kal va elpacte olyoupol mwg Sev Ba xelpotepeloouVv. g
OL mapeVvEPYELEG OL OTtoleg oxeTi{ovTal LLE TN XPrON TWV OTEPOELSWV ‘
motkiAAouv. AvaAutikr Alota UTtapXEL oTov Ttivaka 1.

H kaAUtepn XPOVIKN OTLYHN yla Thv évapén tng Oepansiog pe
oTEPOELSN Elval OTavV N KVNTLKN Kataotaon eival otabepn— otav dnAadn ol kKntikég 6e€L0TNTEG Tou maLdlol maouy va
BeAtiwvovtat, ald akoun dev £xouv apxloeL va xelpotepeliouv. ZuvnBwg autd cupPaivel LeTafd Twv 4-6 Xpovwv. Aev
ouviotatal n évapén Bepamnelag e oTEPOELS O TALSLA TTOU AKOMN BEATLWVOUV TLG KIVNTIKEG TOUG SELOTNTEG Kal ELOIKA O€
NALKiQ KATW Twv 2 XpOVWwV.

MNpw ano tnv évapén Bepanciag e otepoeldn NPEmnel va oAokAnpwOoUV Ta cUVICTWHEVA EUBOALA KABWE KAl AUTO TNG
aveoBAOYLAG.

H évapén tng Bepaneiag pe oTEPOELS O€ MALSLA KAl VEOUG O OTtOioL £X0UV XAOEL TNV LKAVOTNTA avefdptnTng Basdiong
glval O£pa ntpoowrnikng anddaong Ko MPEMNEL va oulntnOel e Tov ylatpo oag. Mavra npénet va Aappdavovral unoyn
OAoL oL MPOUTAPXOVTEG MAPAYOVTEG KLVSUVOU. ITa ayopLa ou £(6n xpnotomnololoayv oTePOELSH) OTav akoun unopoloav
va Badloouv oL mepLooOTEPOL ELSLKOL GUVLOTOUV TN CUVEXLON TNG aywyn¢ Kat adou xabel n tkavotnta autr. Ita ayopLa mou
€XOUV XAOEL TNV LKAVOTNTA yla BASLON, 0TOXO0G TNG Aywyng Le OTEPOELSN lval n SLatrpnon TN LUIKAG LoxUog oTa avw
akpa, n kaBuotépnon tng okoAlwong Kabwg Kat n Slatnenon Tng KapdLaKAG KOL OVATIVEUOTLKAG AELTOUpYLaG.

To yeyovog ot dladopetikol ylatpol kot SLadopeTIKES KALVIKEG CUVLOTOUV SLPOPETIKN aywyn LE OTEPOELST Umopel va
Snuloupynoel olyxuaon, kabBwg Ba cuvavtrioete dladopa eidn bapudkwy Kot aywyEs. OL odnyleg autég mpoomabolv va
Sltacdaiicouv Tnv amotehecpatiki kat achain xprion otepoeldwy, Bactopévn otn owaotr aloAdynan Tng AELTOUPYLIKOTNTOG
KalL TV mapakoAolBnon mibavwv napevepyelwv (BA. Koutt 2).

H npedvilovn (npedviloAdvn) kat to deflazacort sivat oL U0 TUTIOL TWV OTEPOELSWY TIOU XPNOLLOTIOLOUVTOL KUPLWE OTN
DMD kot Bswpeital mwg AettoupyolV LLE TapOpoLo Tpomo. Kavéva amo ta Suo dev ival kaAltepo amod o dAlo. OL
€AEYXOUEVEC HEAETEC TWV DAPUAKWY QUTWV EVAL ONUAVTIKEG Kal Ba pog BonBrjocouv va KOTavornooupe KAAUTEPQ TN
XPNOLUOTNTA TOUG OTO MEANOV.

H emloyr oXeTIKA e TN Xprion Tou KABe eidoug otepoeldwy e€aptdtal amo tn SLabeoiudTNTA TOoU 0 KABE WP, TO KOOTOG
TOU, ToV TPOMO ANYPNG KaL TG AVEMLBUUNTEC EVEPYELEG TOU. H tpedvilovn €XeL To TAEOVEKTN A OTL Sev elval akpLpn kat
SlatiBetal oe popodr TapumAétag Kat olpormiol. To papuako deflazacort amd tnv AN pepld pmopel va mpotipdatatl Aoyw Tou
HKpOTEPOU plokou mou SLabétel 6oov adopd otnv mpocAnn Bapoug.
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Kouti 2. Aocoloyia yia th Oepaneia e ZtepoeLdn

H cuvictwpevn apxtk 8don tng pedvilovng sivan 0.75 mg/kg/nuépa ko autr] tou deflazacort sivat
0.9 mg/kg/nuépa, xopnyoupeva to mpwi. Oplopéva matdLd mapouotdlouV KRG SLAPKELAG TIOPEVEPYELEC
Tou ennpealouv tn cupnepldpopd (UTEPKLVNTIKOTNTA, AAAAYEC SLABEONG) YLIO OPLOUEVEG WPEC UETA TN
Xopnynon tou ¢pappaKkou. & aUTA Ta TaLSLd n xopriynon Tou GpopUAKOU KATA TIG AMOYEUMOTIVEG WPEG
MIOPEL VAl KATEUVAOCEL KATIOLO OO OLUTA TOL CUUTTTWHLATAL.

e [ T MEPUATNTIKA TTOLSLA N SO0 AVEAVETOL OGO TO TLoLSL PEYAAWVEL Ko HEXPL va GTAOEL MEPLMoOU
ta 40 KWAG. H péylotn 86on mpedvilovng sival mepinou 30 mg/nuépa evw autr tou deflazacort ota 36
mg/nuepa.

e OLpun neputatntikoi £dnpol oL onoiol ival og xpovia Bepaneia pe otepoeldn Luyilouv cuvhBwe Mavw
and 40 kA& Kal n 66on mMPedvilovng avd KIAO cuxva emITpEnetol va pewwBel ota 0.3 pe 0.6
mg/kg/nuépa. Mapolo mou n 86on autr sivat Aydtepn amnod tn péylotn déon twv 30 mg, spdavilel
ONUAVTLKO OPeNOC.

e H évapén nuepnolog xprnong oteposldwv PEXPL OTLYUNG TTPOTIUATAL Ao Toug el6lkouc. Asdopéva amd
ouveXL{OpeveC Kal LEANOVTIKEG PHeAETeC pumopel va aAAGEouv auTh Tn cuotaon.

e H amddaon ywa ™ datrpnon thg 860ng Twv otepoeldwy eEAPTATOL ATIO TNV LOOPPOTILA TIOU UTTAPXEL
QVAUECO OTNV avamtuén, to MOco KaAd avildpd O OPYAVIOUOG OTA OTEPOELSN Kol TG TIOOVEG
TapevEPYeELEC. AuTh n anodaon mPEMEeL va emavetetaletal os KABe emiokePn otn KAWVIKN Kol Baoiletal
oTa AMoTEAECUOTA EEETACEWY, OTO AV UTIAPXOUV TIAPEVEPYELEG KAOWG KAl OTO OV QUTEG UTTOPOUV 1 OXL
VQ QVTLUETWIILOTOUV.

e N ekeiva ta Toudid ou Ppiokovral og oXeTikA XaunArn doocoloyia oteposidwv (Alyotepn anod thv
apxK 6ocoloyia ava KIAG) Kal Xouv ap)ioel va napovotalouv ¢pBivouca nopeia 6cov adopd otn
A£LTOUPYLKOTNTA TOUG, eival avaykaio va SiepeuvnBel n mpocappoyn thg ocoloyiag, He oTOXO TN
"Sidowon” tng Aettoupykotntag. H Socoloyia otepostdwv avédavetal kal to maldi emavaglohoyeital
yla ta mboava odp£AN HETA amo nepimou dU0 e TPEIC U VEC.

e Avadopika pE TNV EVapén OTEPOELSWV OTA [N TIEPLITATNTLKA TLOLSLA SEV UTLAPYEL KATIOLA YEVLKN
ouvaiveon oxXeTikd e TRV mBavn BEAtiotn Socoloyia. Eniong dev eival yvwotd To MOCO TA OTEPOELSH
elval amotedeopatikda otnv poAnyn tng okoAiwaong ) otn otabepomnoinon Tng KopSLOKAG Kal
QVATIVEUOTIKN G Aettoupylag. AuTo sival éva Bpa mou xpnlel mepaltépw EpPeuvac.

OEPANEIA ME XTEPOEIAH KAI NIGANEZ MAPENEPTEIEZ (Koutia 3, 4 kou Nivakag 1)

Otav kamnoto natdi Bploketal o pakpoxpovia Bepamneia, TOAU ONUOVTIKI €LVAL N TIPOCEKTIKI AVTLLETWIILON TWV
TIAPEVEPYELWV TIOU €lval oUVOESEUEVEG e TO 0TEPOELST). MapOAO TIOU Ta OTEPOELST) ATOTEAOUV T POXOKOKOALA TNG
dapuakeuTIKnG Bepamneiag oe ayopla pe DMD, Sev Mpémel va avTeTwi{ovtal aneploKeNMTa and TOV OLKOYEVELOKO
yLatpo Kal tn Bepamneia Ba mpénel va avalapBAavel LOvo yLaTpog ou SLaBETeL TNV KATAAANAN eumelpla.

Kouti 3. ®appaKeUTLKA AVILLETWTLON UE ZTEPOELSH)

MNpoteivetal peiwon tng Socoloyiag ion nepinmou pe % £wg % og mepinTtwon nov oL AveNLOUUNTEG EVEPYELEG
glvaw avunodopeg, kabwg kal pa afloAdynon péow tTNAedwvou N LEow eMIoKEPNG OE HLa KALVIKI €va URva LETA.

e  Edv n nuepnotla Socoloyia pokahel aveEENEYKTEG i} AVUTIOPOPEC TTOPEVEPYELEG OL OTIOLEG SEV BEATLLIVOVTOL
otav LeEwwOel n 660N, TOTE gival n KATAAARAN oty ya va yivet aAAayr) TG GOapHAKEUTIKNG OlywYrG.

e AkOMa Ko av oL tapevEPyeLeg AEN giva eEAeyXOUEVES ) UtodEPTEG, N Oeparmeia pe otePOELSA SV MPEMEL vaL
eykatalerdrel npLv yivel tovAdyiotov pia ¢popad peiwon tng SocoAoyiag r} SOKLULAOTEL KATOLo EVAAAOKTIKI
aywyn. H cuotaon autr LoyVEL yLo Ta TodLd mou ivat TepUtatnTIKA oAAQ KL LN TTEPUTATATIKA.

e  Edv ol mpooappoyEg otn Socoloyia f} 0To TPOYPAUUA TNS AyWYHG UE OTEPOELSH eV €lval AMOTEAECATIKEG
OTO VO KAVOUV TLG TIPEVEPYELEC EAEYXOUEVEG KOl UTTIODEPTEC, TOTE ELvalL avoyKalo va Yivel mavon thg
Beparneiag. Ol anodAcelg AUTEC IPEMEL O KABOE TepimTwon va yivovtal e€ATOULKEVEVA KAl O cuVeEpyaoia e
To TalLSi KaL tnv olkoyévela. H Bepaneia e oTeEPOELSK) SEV MPEMEL MOTE VO SLOKOTITETAL ATOTOAL.
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Kouti 4. AMNa ¢pappoka Kat Alatpodikd ZUNTANpwHATA

Ot el8kol Siepelivnoayv pLa ykapa StadopeTikwv GapUakwy Kot SLatpod LKWV CUUMANPWHATWY, TO omola
glval yvwoto nwg £xouv cupunepAndOel og KATIOLEG TEPUMTWOELG OTN BEPATTEVTIKNA AyWYr) TG VOoOU
Duchenne. Emtiong, yla va umopoUv va KAvouv TIG OVAAOYEG CUOTACELC, OL ELOLKOL TpaypaTonoinoav
ETILOKOTINON TWV SNUOCLEVUEVWY ApBpwV Ta oTtoia LEAETOUV TN XPrioN TWV OUCLWY OUTWV, £TCL WOTE Val
SLEPELVINOOUV EAV UTIAPXOUV APKETA SE60UEVA TIOU VA ATTOSELKVUOUV TNV ONTOTEAECUATIKOTNTA TOUC.

‘EtoL Bynkav ta akdAouBa cupnepdopoTa:
e Agv ouviotataw n xprion tou avoBoAilkol otepoeldoucg oxandrolone.

e Haodalng xprion tou Botox yLo TNV QVTLLETWITLON TWV LOVIUWVY MUKWV TTopapopdWoEWV O ATOUA
JE Tn vooo Duchenne Sev £xel pehetnBel kot yla auto eniong & ocuvictatal.

e Aev Bp£Bnkav otolyeia mou unootnpilouv TN XpHon KPeATIVNG. TUXQLOTIOLNUEVN EAEYXOUEVN LEAETN
TIAVW oTn XprHon Kpeativng otn voco Duchenne dev £6¢e1€e EekaBapa odEAN. Eniong oe mepintwon
Tou uTtapéouv evdeielg kamoLlou POoPARUATOC oTa VedPPQA, TOTE N XPHON KPEATIVNG TIPETIEL VAL
Slokomel apéowc.

¢ Kapia ovotaon Sev pUmopel va yivel qutr T oTyun avadopikd pe GAAo cuumAnpwpata 1 pappoka
cupnepAapBavopévwy Twv: cuvEVIuou Q10, kapvitivng, aptvoféwv (yAoutapivn, apywivn),
avtipAeypovwdwv/avtiofldotikwy (bBuéAato, Brtapivn E, ekyUAlopa mpacilvou Toaylou,
mievtofudAAivn), kot GAAWY GUUIEPAAUBOVOUEVWY TWV EKXUALOUATWY Sladopwy Botavwy. OL eldikol
KOTEANEQY 0TO cuUTEpaopa OTL Sev UTIAPXOUV aKOUN apkeTd Sedopéva otn BLBAloypadia.

e TéMNog ol elSikol ocupdwvnoav WG OUTOG elval £vag ToUEAG o XpnleL mepaltépw £peuvag. EmumAéoy,
TLOPOTPUVOUV TLC OLKOYEVELEC YLOL EVEPYN CUULETOXH O€ KALWVLKEG LEAETEC 1) eyypadr O pnNTpwa
a0Beveiag, WOTE LE AUTOV TOV TPOTIO VA TIPoohEpouV vEa Sedopéva Kal yvwan.

Ta otepoeldn eival ta pova GAappoKo Tou GUCTHVOVTOL AtO TOUG £L8IKOUG. MapdAo Tou KAmoLa amno ta ¢pappaka
nou avadEpovtal oto Koutl 4 €xouv eupeia xprion, Sev UTIAPXOUV OPKETA ATIOSELKTIKA OTOLXELO WOTE VA TIOUE [UE
OlyoUpLA EQV OUTA T CUMMANPWLOTO £XOUV KATIOLO ATIOTEAECATLKOTNTA 1 OXL. ZNUAVTIKO elval va culntdte mavta
E TO YLATPO 0aG TN GOPUAKEUTIKA aywyn TPLV okedteite va mpooBéoete N va adalpéoete KAmolo GAPAKO.

Ytov MNivaka 1 cuvoilovtal oL KUPLEG TTOPEVEPYELEG TWV OTEPOELSWV OL OTIOLEC Kol Oa tpEmeL va
napakolouBouvral, evw mopdAAnia cuvolilovtal Kot oL avaAoyeg MAPEUPACELS YL TNV AVTLLETWITLOT TOUG.
Mapayovteg mou TpEmeL va Aappavovtatl urmodn otn Statrpnon f avénon tng docoloyiag mephappavouy thv
ovTiSpaon Tou opyaviopoU oth Bepareia, To BAPOC KAl TV OVATTUEN, TNV UTIAPEN TIAPEVEPYELWY KOIL TO OV QLUTEG
elval avtlpeTwioeg A OXL.
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ESw avadEpovtal HePLKES aTd TIC TILO CUVNOLOUEVES LOKPOTIPOBEOEC MapevEPYELEG AOYW UNANG SO0NG
otepoeldwv Ppapudkwy o maldld ov Bpiokovtal otnv avamntuén. Eival onuaviikod va avadepbel mwg kabe
avBpwrog napouotalel SltadopeTikn avtidpacn ota otepoeldr). To KAeLSL oty emttuyn Bepamnela elval n emlyvwon
TWV TILOAVWV TIAPEVEPYELWV KAL N AVTLLETWTTILON TOUC KAl 0TOXO0G MOC ival n poAndin f n eAATTWor) Toug Omou
elvat Suvato. Xpelaletal peiwon tng Soooloylog eav oL avemBUUNTES mapevEPYELEG BV elval EAeYXOUEVEG N
unodepTeG. EAv autr) n AUon dev emLTUXEL, TOTE MEPALTEPW Pelwon i aAAayr TNG aywyng elval avaykaio mpwv tnv

TAN PN eykataAewdn tng Beparneiag.

Napevépyeleg oTEPOELS WV

ZIXOALAL KOl GUVLOTWHEVN
napoakoAouOnon

Ti Oa oulnTAOETE HE TO YLATPO OOC

FevikEG Kal aloONTIKEG

NpdécAnyn Bapoug

Naxvoapkia

ZUUBOUAEG OXETIKA LE TN
Slatpodn mpénel va mapExovTal
0g OAEC TLG OLKOYEVELEG TIPLV ATIO
v évapén Bepaneiog pe
oTepOoELSN. MNpéneL va yvwpilete
OTL TO OTEPOELSH AUEAVOUV TV
opeén yla daynto.

InUavtiko eivat 6An n olkoyévela
va oLtiletal pe cUVECN WOTE va
anodeuxOei n mpdoAndn Bapouc.
Avalntiote SLatpodLkeEg
GUPBOUAEG TTOU va KaAUTITOUV OAN
TNV OLKOYEVELQL.

XapaKTNPLOTIKA TAPOOLO LE
OLUTA TIOU GUVAVTAE 0T VOGO TOU
Cushing (ntpécwno o€ oxfua
deyyapiov)

FEpdto MPOoWTTO KOl LAYoUAa Ta
omoia yivovtal mo atodntd pe to
TEPOTLA TOU XPOVOU.

Jtnv mpoAnyn Ba BonbrosL n
T(POCEKTIKA TtopakoAouBnaon g
Slatpodng kabwg kat o
TLEPLOPLOKOG {AXapNG Kal aAaTLoU,
KATL TO omoio Ba pmopel va pelwoet
KaL TNV ELPAVLON XAPAKTNPLOTIKWY
TAPOUOLWVY HE QUTA TNG VOOOU TOU
Cushing.

YriepBoAkn avantuén tpyyoduiog
OTO CWHA

KAwwkr) E¢€taon

Autr ouviBwg Sev eival t6oo
coPapn wote va SikaloAoyet
aAAayn TG GAPUOKEUTIKAG
aywyn.

Akpn, mtupida, kKpeatoeMES

MapatnpouvTal MTEPLOCOTEPO KATA
v ednPeia.

AVTULETWTTLON UE XpNoN
OUYKEKPLUEVNG AyWYNG (TOTILKN
xprion). AMayr TG GapUOaKEVTIKAG
QYWYNG LOVO €AV UTIAPXEL LEYAAN
ouVaALOBNUATIKA 0VACTATWON.

KaBuaotépnon tng avantuéng

MapakoAouBnaon tou UYPoug
TouAdLoToV KABe 6 Unveg (To
UYog ota maldLd pe Tn vooo
Duchenne teivel va mopapevel
XOUNAO akopa Kal Xwplig tn xpron
oteposldwy).

Eav avnouxeite yla to XapnAo
U0oG TOU YLoU 0ag TOTe oUINTrOTE
E TO YLoTpO mBavo €Aeyxo Tou
erunédou evbopdvwy.

KaBuotepnuévn edpnpPeia

MapakoAouBnoTe TNV avamtuén
tou matdlov oag. EAEéyEte yla
muBavn kabuotépnon tng
0£E0UVAALKAG WPLUOTNTAC OTO
OLKOYEVELOKO 0OG SEVTpO.

Mapakivelote pla culntnon Ue
B€pa tnv ednPeia KoL pwWTNOTE TO
YLO 00G £V £XEL AVNOUXLEC yLa
mBavn kabuotépnaon otnv
avamntuén Tou.

Julnteiote Pe TOV yLATPO yla
TOavo evbokpLvikd Eleyxo eav
UTLAPXEL avhouyia.
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Avopeveig alAayEg Tng
cupnepipopdg

(©a Bpetite neplocodTEpEC
nmAnpodopieg 6oov adopd oth
ocuumnepldopd oto kedbdhato 10)

Mapatnpnote tnv apxLkn dtabeson,
16loocuykpaaoia kat mbava
XOpaKTNPLOTIKA AENY. Autd
ouVNBWC XELPOTEPEVOUV KATA TLG
TPWTEC £€L eBSopadeg Bepameiag
LE OTEPOELSN.

AdBete umodn oag dv UTTAPYOLV
B£parta mou mpENEL va
QVTLUETWIILOTOUV TIpLV TNV évapén
Bepamneiog pe oteposldn, m.y.
OUUBOUAEUTIKA 1 cuvtayoAoynon
yla ubavn AEMY.

H ANdn twv otepeoeldwy Mo apyd
KOTA TN SLAPKELD TNG NUEPOG
umnopet va BonBnoet — culntrote
emni autou tou B£partog pe to
ylatpd oag o onoiog pumopei va oag
napané el o€ KATIOLOV ELSIKO,
£4v aUTO XpelaoTEL.

Avooornowntiko / emwvedpidia
KOTOLOTOAN.

Mpoooxn o coBapég LOAUVOELG
KOl OTNV avaykn yla €ykapn
OVTLUETWTTILON.

MAnpodopeiote 6AO TO LATPLKO
TIPOOWTTILKO TWG To TaLdi oag
TalpveL OTEPOELSH).

Jlyoupeuteite mwg n Beparmneia pe
otepoeldn 6ev Ba Slakometl
andtoua.

Eivol onuavtikd ta dtopa mou
Bpiokovrtal og xpovia Bepaneia pe
OTEPOELSH va N xAvouv Tn 860N
TOUG yLa TAVW amo €va 24wpo To
TIOAL.

Mpw to Eekivnua tng Bepamneiog pe
oTeEPOELSH Xopnyeiote To euPOALO
™G avepoPAOYLAC. Z€ epimTwon
Tou aUTO Sev £XEL Yivel Kal UTtApEeL
enadr) L€ KATIOLOV TTOU TTACXEL Ao
avepofAoyld, tote avalntiote
LOTPLKN) CUPBOUAR.

Eav umdpxet Tomkd mpoPAnua
dupatiwong tote xpeldletal e8Ik
napakoAolOnaon.

JulNTAOTE LE TO YLATPO COC TTWE
UTIOPELTE VA AVTLUETWTTLOETE
TuOavr SLOKOT TWV OTEPOELS WV,
OTWG yLa TAPASELYMA TNV
avtikataotaon tou deflazacort pe
npedvilovn, eav to deflazacort dev
elval dtaBaipo mpoowpLva, 1 tnv
avayKn yLo xprion opou Kata tThv
nepiodo aoBévelag ) vnoteiag.

Julntiote tn xprion evéodAEPLag
xopnynong (‘stress dose’)
UeBUATIPESVILOAOVNC O TEpLITTWON
00DEVELAG I KATIOLAC XELPOUPYLKAG
enéupaong.

KaAUPTe TIg avAyKeg e opod eav
XPELOOTEL vaL vNOoTEPETE.

Ynéptaon.

Na rnapakoAouBeite tnv
apTNPLaKN TIECN KATA TLG
€MIOKEPELC 0OC OTO VOOOKOLELO.

Edv n aptnplakn niieon eival
au€NUEVN, O TIEPLOPLOUOG TNG
npooAnPng aAatiol Kal n Heiwon
Tou Bapoug popetl va elval ta
TPWTA XpRoLa BHuota.

Eav auto &g dépel anoteréopara,
0 YLaTpoG oag Ba xpelaotel va
e€etdoel To evbexouevo MEA 1 ™
dbappoakeuTIKA aywyn He BrRta-
QVOOTOAE(C.

Avoaveéia otn yYAukoln.

E€€taon olpwv yLa yAuKoln Ue
paBéo.

PWTNOTE TO yLATPO GXETIKA LE TNV

Mropel va eival amapaitnteg
e€etdoelg alpartog Qv Ta TECT
oUpwV elval BeTKA.
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5. ANOKATAZTAZH- dpucLoBepancia Kal epyoBepansia

Ta atopa pe puikn Suotpodia Duchenne €xouv avaykn S1ahpOPETIKOU TUTIOU ATTOKATACTACH KATA TN SLAPKELA TNG

{wn¢ touc. To peyaAUTEPO HEPOG TNG avayKalag evioxuaong Ba xopnynBel péow duokoBepameiag Kal

gpyoBeparmneiag aAAd Urmopouv emiong va ¢oavolv XpAOLUEG Kol AAAEC ELOLKOTNTEG, CUUTEPIAAUBOVOUEVWY TWV
EL6LIKWV QTTOKATACTAONG, TWV 0POOTIKWY KO TWV TIOPOXWV AVATINPLKWY ARaEdiwy Kot Aoutwy KoBLopdtwy.

XelpoUpyolL opBomnedikol umopel eniong va xpelactouv.

‘Eva BaoKO OTOLXELO TNG amoKatactacng eival n Slatrpnon TG EANCTIKOTNTAC TWV HUWV KAl TwV apOpwoswv .

0 o10X0G TWV Slatdocswv gival n dtatripnon Tng Aettoupyiag Kat thg aveong. To mpoypappa Statdoswv Oa
napakoAouBeital and tov pucioBeparnsuth, aAAA XPELATETAL VA YIVEL KOl LEPOG TNG KAONLEPLVOTNTOG TNG

OLKOYEVELOLC.
Yniapyxouv moAAol mapdyovteg otnv DMD mou cupBdarlouv otnv Taoh yla SnuLloupyila cuykapPewy Twv

opBpwoewv. OL HUEC XAVoUuV OAO KOlL TIEPLOCOTEPO TNV EAACTIKOTNTA TOUG AOYW TNG TMEPLOPLOUEVNC XPHONG KAL TNG

TIAPALOVIG OE CUYKEKPLUEVEC BEOELG 1] eMeLSN oL HUeg yUpw amod pio apBpwon eival ektog Loopportiag (otav pia

MUTKN opdda sival .oxupotepn amd pia GAAN). MoAl onuavtiki sivat n dtatipnaon tou KaAlou eVpoug Kivnong Kot

NG cuppEeTplag o Sladopeg apBpwaoselg. Auto Bonba otn Statrpnon Tng KaAuTtepng Suvatnc Aettoupylag, otnv
POANYPN TG AVATTTUENC LOVILWY TTAPAUOPPWOEWY Kol aTtnVv TPOAnYn mPoBANUATWY Ao MIECELS 0TO SEPUAL.

Kouti 5. AVTLHETWTILON MUKWV TIapapopd oWV Kal SLathpnon KnTikotntog Twv apbpwoswv

O Baolkog avBpwrtog yia T Slaxelplon Twy LUiKwV cuykappewv sival o pucloBepameuTi oag.
16avikd o TomLKOG ducLoBepameUTH G oag Ba TIPEMEL va TTalpVEL 08NYieg amo evav €ELOIKEVEVO
duoloBepameutr) nepimou kKABe 4 pnvec. Alatdoelg Ba PEMEeL va eKTEAOUVTAL TOUAAXLOTOV 4-6 POopEG
kaOe eBdopada kat Ba mpEMeL va gival LEPOC TNEG KABNUEPLVAE pouTivag.

OL aMOTEAECUATLKEC SLATACELG YLat TNV TIPOANYN TNG OVATITUENG CUYKAUY EWV UITOPEL va amattouv
SLapOPETIKEG TEXVIKEG TIG OTtoleg Ba oag Sel€el 0 puoLoBepamEUTHC 0AG, OTWC TLG TTABNTIKEC SLATAOELS,
TOUG vAapBONKeC Kal Toug 0pBoOTATEG.

OL TAKTIKEG SLATACELG OTA TTEAMATA, TA yovaTa Kol Ta oxia eival onuavilkés. Apyotepa kabiotavral
QvayKaLeG OL TAKTIKEG SLATACELG OTA XEPLA KL LSLaitepa ota SAKTUAQ, TOV KAPTIO, TOV AYKWVA KoL TOV
WHO. Katd tnv atopikn e€€taon unopolv va evtomioBoUv Kal AAAEG TIEPLOXEG TIOU VA ATOLTOUV
Slatdoelg.

NapBnkeg vukTog (kvnpomodikoi vapBbnkeg 1 AFOS) pmopolv va xpnotlpomnotnBouv yia va Bonbrnoouv
oToV £Aey)0 TwV ouYKApPewV oTo TEApa/modokvnukr apBpwaorn. Autol pémet va dTLdyvovTal Katd
mapayyeAia katl va pnv givat €touol. Metd tnv anmwAela the Badlong, oL nuepnaotol vapdnkeg pumopei va
glvatl mpotipdtepol, aAAA 8V cuvioTwVTOL KOTA TN SLAPKELD TNEG NUEPAG YLa TO TTaLSLA TTou
g€akoAouBoUlv va eival mepuTaTNTIKA.

Ot pakploi vapBnkec modlwv (unpo-kvnuo-rtodikoi j KAFOs) umopei va pavouv xpriotpot 6tav n Basdion
apxloel va yivetat oAU SUckoAn ) kat advvatn. Ot pnpokvnpomosikol vapOnkeg umopouv TOTE va
BonBroouv otnv mapdtoon Tou xpovou Badiong, otn Slatipnon Tou eVPOUS TWV APBPWOEWVY KAl oTNV
KaBuotépnaon TNC oKoAlwong. SUPUETOXA og mpdypappa opbootdtnong (os opBootdtn A NAEKTPLKO
apaiblo mou va petatpenetal os opbootdrn) cuviotatal dtav n Badion apyiosl va yivetatl advvarn.

NapBnkeg akivnTomnoinong tou dvw akpou Uropel va eivat katdAAnAotl yla matdLd mou €xouv
OUYKAUELG OTOUG KAUTITAPES TWV SAKTUAWV.

Kapla dopd nmpoteivetal xelpoupylkn mapepPacn Le oKomo thv mapatacn tng Badiong. Mapdia autd
elvat pla kaBapa s€atoptkevpévn anodaon. MNeplocdtepeg mAnpodopieg Ba Bpeite oto KUPLO Eyypado.
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AMAZIAIA, KAGIZMATA KAI AOINOZ EZOMNAIZMOZ

270 OPXLKO AN TIEPLITATNTLKO OTASL0, £V OKOUTEP, KAPOTOAKL | apa§islo Umopei va xpnoLpomnoleitol yia
LEYAAEG OUIMOOTACELS LE OKOTIO TN Slatipnon tn¢ Suvapng. Otav o ylog oag apyilel va xpnotomnolel to
opaidlo yla peyoAUtepeg meplodoug, lval TTOAU GNUOVTLKOC O TIPOOEKTLKOC EAEYXOC TNG OTAGCNE TOU CWUOTOG
KOlL N Tpoaappoyh TNG KapékAag yivetal cuvnBwe amapaitntn.

MoALg mapatnpnBet avénon tng duokoAiog tng Padlong, ToTe N Xprion nAektpokivntou apaéLdiov cuviotatal
000 To SuvaTtov vwpltepa. 16avikd, To NAEKTpOKivNTo apagiblo MPEMEL Vo MPOCAPHOOTEL TAVW GTO CWLLA TOU
naldLo yia tn PeAtioTonoinon Tng Aveong, TG 0TAONG TOU CWHATOC KAl TNG CUMMETplag. Oplopévol eldikol
GUVLOTOUV KATTOLo apagidlo mou va Umopel va petatpanel kat oe opBootatn.

Me to xpovo, apyilel va ennpealetal kat n Suvapn ota dvw akpa. Ot GpuUCLKOBEPATIEUTEC KalL oL
gpyoBeparmneutég, unopolv va Bonbroouv otn clotacn Bondnudtwy Ta onoia Ba BeATwoouv T
avetaptnota. Elval kaho va okedTOUAOTE TPOANTITIKA YLa TO €160¢ Tou e€omALopoU Ttou Ba utooThpiéet
KoAUTEPQ TNV aveEaptnaoia Kal Tn CUMUETOXH Kal vo Tipoypappatiloupe yio To HEAAOV e OGO TO SuvaTov TILo
£YKOLPO TPOTIO.

Katd To wpLUo MEPUTATNTLKO KOL LN TIEPLTTATNTLKO 0TASL0, TIPOCHETEG TIPOCAPOYEC UTITOPEL va elval
amopaltnTeg yla tn petadopa, tn oltion, tn LETAKIVNon 0To KPEPRATL KOL TO UITAVLO.

Kouti 6. AVTIHETWTLON TOU TTOVOU

Elval onpavtikd vo pwtdrte Ta maldld Kol Toug véoug e DMD gdv movave woTte va UTtapEeL n KatdAAnAn
QVTLUETWTTLON. AUCGTUXWC XPELALETOL TIEPLOCOTEPN £pEuva yUpw amod To BEua Tou movou otn voso DMD. 3e
TEPLMTWON TOU 0 YLOG 00.¢ aloBAvEeTaL TOVO TOTE MPEMEL va armeuBuvBeite oTo yloTpd 00O¢ Kal va Tou
e€nynoete to mpoPAnUa.

Mo TNV MOTEAEGHATLKA OVTLLETWITLON TOU TTOVOU ONLOVTLKO £ival vol KaBopLoTEL TO alitlo Tov MOVoU woTe
oL ylatpol va mpoodépouv TNV KAatdAAnAn Bepaneia.

e Emeldn moAEG dopEG To LoXUPO AAyog pmopel va elvat amoTtéAeopa Twv MPORANUATWY TNG 0TAONG, Ol
napeUPAceL; mePAAUPBAVOUV TNV MAPOX TWV KATAAANAWVY Kol E§ATOUKEVHEVWY 0pOoTIKWY
BonOnuatwv (vapOnkeg), kabopdtwv, KpeBatiwv Kot apagldiwv, aAAd Kal Kadlepwpévn
dbappakeuTK aywyn (T.Y. LUOXAAQPWTIKA, avtidAeypovwdn ddapuaka). Ot aAANAeTUdpAOELS e A
dappaka (1m.x. otepoeldn Kat pun otepoetdn avtipAeypovwsdn dappaka [MIAD]) kabwe kat ot cuvadeig
avemBU UNTEG eVEPYELEG, LOLWG EKEIVEC TTOU EVEEXETAL VAL EMNPEACOUV TNV KOPSLOKA 1] AVOTTVEUOTLKNA
Aewtoupyla, mpénel va Aappavovtal mavto umodn kat va afloAoyouvtal.

e Inmoaviwg, 0tav o nOvog Sev UMOpPEL va aVTLHETWTILOOEL e Kavéva AANO TPOTO, TOTE UIOPEL VoL
evdeikvutan opBonedikr mapéupaon. Otav undpxel oodpualyia kat ISlaitepa oto ATopa eKElva TTOU
XPNOLUOTIOLOUV OTEPOELSK], TOTE MPETEL VA TPOLYLATOTIOLNOEL TPOOCEKTIKOG EAEYXOG YLOL OTIOVOUALKA
KOTAypata, To onoia avranokpivovrol KaAd otn Bepansio pe Sipwodovikd ofa.
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6. OPOONEAIKH ANTIMETQMNIZH — BonBsia ota mpofArLaTa TWV - -
HUWV KoL TwV apBpwoswv z””‘?‘” LKka Tmpaypart
Bupaort e

Ta dtopa pe DMD ta ontoia §gv akoAouBoUv Bepaneia e oTEPOELSN o .

£€xouv 90% miBavotnta va avantuéouv mPoodeuTikr okoAiwon (uLa . [N . h oh (DMD'V

TIAGQYLO. KOUTTUAN 0T omovOUALKA OTAAN N omoia XElpOoTEPEVEL OGO W SN - AN ‘> h . -

TLEPVAEL O KaLpOg). H Bepaneia pe otepoeldr| og kabnuepivr Baon - h A . B AN ¢

£xel Seifel MW HELWVEL TIG TIIOAVOTNTEG YLl OKOALWON 1) TOUAGXLOTOV S f BT O

kaBuotepel TNV Evapén TnG. H TPOANTITIKY QVTLLETWIILON TNG 2.’ AhsSh A _ o I

okoAlwong amattet: <h >j h AB " o ¢ h

- v ! [ B h

NapoakoAovdnon it hpooA's  hY

¢ H ouotnuatikr mapakoAouOnon gival CNUOVTIKO KOMUATL TNG Lo LA P
Ppovtidag tng oovSUAKAG 6TAANG. ZTO MEPLTATATIKO OTASLO 3.s_hnA 2t h
auth yivetou péow kKAwikwv follow-up. Aktivoypadia s~ h Aty h' ¥
TPAYUOTOTOLETAL HOVOo €AV TtapatnpnBel kAmola amokALon. 2To T oow T o Ah = h 7 hg
LN TEEPLITATNTIKO 0TASL0 N KAWIKY £E£TAON TNG OTIOVOUALKNAG R S
otAANG MpéneL va yivetal og kKGOs oag enioken oto yLatpo. ot <! ¢ h: B4 €

A h h Ah ~ o B h *

e M adetnplakn aktwoypadia tng onovouAikig otiAng Oa O Y <, >" 7 T8
TLPETEL VOL TP OLYLOTOTIOLELTOLL T GTLYJ TTOU TO ToLSi XAoEL TNV I Y h
KavotnTa yio Basdion. ELSIKEG akTiveg X oL omolieg maipvouv SUo 4. [ S<w oy ' u
oYelg TNG omovSUALKN G oTAANG elval anapaitnteg. Otav 5 Koo Ceon hoA
UTTAPXOUV XPOVIKA KEVA LEYOAUTEPO TOU EVOC £TOUG METAED TWV oY <, " s hoa h
aktwoypadlwv urmtapxel kivbuvog va xaoste mibavr emdeivwaon B AhC v oE oM T
¢ okoAiwong. Adol oTapathosL n avartuén, xpetdlovtat Bve 'Lt CE  >WAT
aktwoypadiec novo edv eviomioBei kdmota KAwikr oAAayr. 2 ) 2 chot A o

A A
n . P A ¢ 1 Yo (0}
podUAan (mpoAnmuka pEtpa) -

e JTO ayOpLO TIOU OKOUN TIEPTIOTAVE QTALTELTAL TTPOCOXT OTN 5 n " 2 I Jh: . " B
OTAOHN TOU CWHOTOG KABE OTLYUN LE OKOTIO TNV TPOANYN K - c B<- T T T
OCUUUETPWY HUTKWV CUYKAUPEWVY. AUuTO ylveTal e KAmoLo B B

KatdAAnAo kaBlopa oto apagidlo e oKomo TV mpoaywyn Tng

OTMOVOUALKAG KAl TTUEALKAG CUMMETPLaG KaBwE Kal TNV €ktaon tng omovSUALKNG otNANG. H xprion vapbnka ya tn

omovSuAikn oTAAn Sev elval anoteAsopatik 6oov adopd otnv KABUGTEPNGCN TNG XELPOUPYLKNG EMEUPRAONG
oAAQ pmopel va xpnoupomnolnBei eav n emépupaon dev umopet yla Kamolo AOyo va yivel, i av Sev anotelel tnv
KataAnAn smhoyn.

AVTLLETWTON

¢ H xepoupyikn mapéppoon pe ortovSulodeoia evdeikvuTal ota ayopLa mou Sev £X0UV AKOWN OTAUATOEL va

HeyOAWVOUV Kot Ta orola 6ev AapBdavouv otepoeldr], 6tav o Babuog tng KapmuAng (yvwotn we n ywvio Cobb)

glvat peyaAltepn amod 20°. ITdX0C Tou XELPpOUPYELOU ival n Slatrpnon Tne kKaAutepng Suvatnic otaong n omola

Ba mpoodEpel aveon Kal AeltoupyLkoTnTa. Tor ayOpLo TTOU TaipvouV OTEPOELSH £XOUV LLKPOTEPO ploko yLa
eTSEivWon KaL N XELPOUPYLKN TTopEUPBAON UITOpEi va yivel otav n ywvia Cobb sivat peyahvtepn oo 40 .

e Elval onpavtikd va ounTHOoETE LE TO yLaTPO oag To £(60¢ TN eyxelpnong mou Oa mpaypatonotnOet Kot va
ekdpaoete onoladnmote avnouyia.
H vysia Twv ootwv

e Huyeia Twv 00TWV Elval ONUOVTLKI OTO TIEPUTATNTIKO AN KOl OTO LN TIEPLITOTATLKO 0TAdL0 TG vooou. Ta

ayopta e DMD napoucidlouv aduvapa ootd avefaptnTwe nAtkiag Kat etdikd dtav Bpiokovtal oe Oepameutiki

aywyn LE oTtePOELdh. X& ocUYKPLON UE ToV eUpL MANBUOUO £XOUV ULKPOTEPN OCTLKI TTUKVOTNTA KOl AUENUEVO
KlvSuvo yla Kataypata.
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AVTIHETWITLON KOTOYUATWY TWV HOKPLWV 0CTWV

‘Eva KATAyUo 0TO OSL UIMopEel val IMOTEAECEL TV aLTia yla TV mavon tng aveéaptntng Badiong. Mo autd to
AOYO n xelpoupyLkn mapepupacn Ba npémnet va AndOel umdPn wote Ta madLd va UmopECouV Va TIEPTIATHCOUV
TO YpNyopotepo Suvato. e meplmtwaon KoTAyUatog GpovIioTe Va EVNUEPWOETE OXETIKA TOV pUOLKOBEPATEUTH
oag.

Eav £va maldi mou BpLoKETAL OTO TTEPUTATNTIKO OTASL0 UTTOOTEL KATaypa oto odL, TOTE eival amapaitntn n
TOMoBETNON E0WTEPLKNG 00TEOCUVOEDNG (eYXElPNON VLA CUVTOUOTEPN OTABEPOTIOINON TOU KOTAYUATOC) WOTE
Va TIEPTIATACEL OG0 TO SUVOTOV GUVTOUOTEPQ KOL VAL N XAOEL TNV LKAVOTNTA yia Badion.

21a oL mou £xouv RdN XAOEL TNV LKAVOTNTA yLa BASLON TO KATOYHO UMTOPEL VA OVTLUETWITLOOEL e
aklvntomoinon f epappoyr vapbnka pe cwoTh TAVTA AELTOUPYLKA TOTOOETNON TOU KATW AKPOU, WOTE va
arnodpevxBolv MBaAVEG HUTKEC TapAUOPDWOELC.

Yyeia twv ootwv

Eival yvwoto otL n Bepareia pe oTepoeldn) aufAVeL TOV KivOUVO yLa LELWGT TNG OOTLKAG TIUKVOTNTOG TWV 00TWVY
KaBwg KoL Tov KIvBUVo yla KaTayuata otoucg ortovSUAoug. Ita maldid mou dev akolouBoulv Bepameia pe
OTEPOELSN SV MOPATNPOUVTAL KATAYUATA TNEG OTIOVOUALKNG 0TNANC. H 00TIKA TIUKVOTNTO UIMOPEL val XpeLaoTEL
va afloAoynOel pe e€etdoelg aipatog, ormvOnpoypadiuato 0otwv Kat GAAEC aktiveg-X (BA. Kouti 7). Autog
elval évag TOPENG OTIOU ATMALTEITAL TIEPALTEPW EPEUVA IE OKOTIO VAL KABOPLOTOUV OL TAPAUETPOL YL BEATLOTN
TUPOKTLKN.

Kourti 7. ®povrida tng Yysiag twv Ootwv
MapAyoVTEG yLO TNV KOKA LYELD TwV 00TWV elval:
e H pewwpévn Kntikotnta

e Howpatikn aduvapia

e HOBepamneia pe otepoeldn

MBaveg MNapeppaocelc:

e Butopivn D — xpetaletal edv umtapxel aAnBLvr avenmapKeLa, yLo Ta matSLd GUUTANPWHOTO TIPETIEL VO
Aappavovrtat umoyn.

o AcBéotio — n mpdoAnPn givat mpoTiuoTepn HEow TG Slatpodnc, aAAd os iepimtwon mou autr dgv
elval apketn, MPEMeL va AapBAvovtal CUUIMANPWHATA EMELTA ard GUUPBOUAN StattoAoyou.

o Apwodovikd oféa — Ta evbodAéBLa (1V) Sipwaodovikd oféa cuvicTtavtal OTav UTIAPXOUV
OMOVSOUALKA KaTaypata.
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7. ANAMNEYZTIKH ANTIMETQMNIZH — ¢ppovrilovtog Toug

QVOTVEUGTIKOUG HUEG ZNPAVTI KA WP Ayl arE
BupaoTe
‘Ooco ta ayopla Bpiokovtal oTo MePUMATNTIKO oTtadlo cuvhBwg Sev 2. " h_"" _ ¥ wAah hoA
€Xouv MPOPANUA va avarveUooUV Kal va tapdyouv Brixo. Emewdn s < o _h A s VvE N
ol MUEC TNG avamvon emnpealovtal amno tnv acBévela, kabwg ta T h ptheoah T
TaLdLd peyahwvouy Kat cuvnBwe Adyw tng SuckoAiag yia . S L '
apaywyn PAxa, UTTAPXEL KIvOUVOG ylo LOAUVOELG TWV TIVEU LOVWV. S
Apyotepa gpdavitouv SuokoAia oTnv avarmvor] Katd tn SlapKela 2 ps At h 7wt T
Tou Umvou. KaBwg ta madid peyahwvouy Umopel va XpeLaotolv hah o> o " h " h oy
QVATIVEUOTLKN UTIOOTAPLEN KATA TN SLAPKELA TNG NHEPQAS. . 7 > BoUkivuloxohivn.
Aedopévou OTL TPOKeLTaL yLa pLo otadlakr) eEEALEN Twv 3 E " AB ST ATC" <t
TIPOPBANUATWY, ULO TIPOYPAULOTIOUEVN KAL EVEPYI TIPOCEYYLON YLa *h “h -~ w-s* A
TNV avamveuotikn ¢povtida eivat Suvartr) dtav auth Baciletal otn h = Ch= > h BT
npodUAagn, Ta katdAAnAa pétpa EMITAPNONG, KAt TIG KATAAANAES ThowsphTt e o N_
napepPaocels. H opada npémnet va meplhapBavet ylatpd Kot i ) V h f‘h : o< ?h -
Beparmeutn e yvwaon oth Xpnon KN eMePBATIKOU UNXavikou hoA J S s ¢ i A ¢ S

OEPLOUOU KOl CUVOPWV TEXVIKWY, YLa TNV aU€non TG mocoTnTag - - -
TOU 0€pQa TIOU UTopEel va eloéNBeL 0ToUC MVEUMOVEG KaBWGE Kal vol 4. nhaA e , h )

£XEL YVWOELG YLO TPOTIOUC Iapaywyng umoBonBoulpevou Brxa. J A “ . B>V ;\\_‘ hj . J> J< /
, ¢ h ¢ _° Sk " h -8’ h
NapakoAouBnon ha it teno g
e Otav ta ayopla pe DMD Bplokovtal akOun 0To MEPLTATNTLKO 5. 1 S _sh - v h W
otadlo, Pl EAAXLOTN EKTINGCN TN TIVEULIOVLKAG AELTOUpylag R AR S " . h ¢n
(6mwg N HETPNON TNE KATAVOYKOOTIKAG {WTIKAG XWPNTIKOTNTOC “h~”h©¢~Y <> Ch* pmhh'
(FVC) TouAdyiotov og eTroLa BAon), EMITPEMEL OTA TTALSLA VoL Ah  w-”~ he - T~

=

A
g€olkelwBoUV e tov e€OMALOUO KoL TV opada eKTIUNONG TNC T ¢ X oow
B

UEYLOTNC AVATIVEUOTIKAG AsLToupyiac. ve oA ' ' ¢h A
¢ [Mpoooxn otnv agLoAdynon tnG MVEVMOVLKN G AELToupyiog 6 nh A ho s =7 T
Sivetan petda tnv anwAsia Tng ave{aptntng Badiong kot Ba Ch e ! oA ' _5
TPEMEL va TTEPAAUBAVEL LETPNON TNG KATAVAYKAOTLKAG {WTIKAG Sy > A>: A . hZ - W -
XWPNTIKOTNTAG KOBWG KAl LETPNON TNG LEYLOTNG PONG Brxa. DN ho- o .
AMN\EC LETPNOELS OTIWG Ta eMimeda 0EUYOVOU KATA TN SLapKeLa h o S- Y s> aAh 4
ToU Unvou Ba pooBETOVTAL LE TO TIEPACLLA TOU XPOVOU Kall ¢h A h>o I '
UmopoUV emiong va poavolv XpACLUES. H cuxvotnta Twv hah - AY" >8° _ A8 N

e€etdoswv Oa e€aptnOel amd to otddlo tng vooou alld to
Alyotepo pia pétpnon FVC Ba mpémel va yivetal TOuAAXLoToV KAOE 6 URVEG.

Eiva oAU oNavTLKO VoL TTPOCEXETE YLOL CUITTWHLOTO TTOU UTTOSNAWVOUV OTL 0 YLOG GOLG UITOPEL VO OLVTLUETWTIITEL
npofAfpata otnv avanvor Kabwg peyaAwvel. EGv vouilete otL PAEmeTe KATOLO OO AUTA Ba MPEMEL va
arneuBuvBeite otov ylotpo o0c. EMKOWVWVAOTE LE TO yLatpd 0a¢ OV O YLOG OaG:

e Buwvel mapatetapévn acBévela pe GpavoUEVIKA KPS Onpaoiog AOLUWEELS TOU AVWTEPOU avaTVeUoTLKoU. MNa
MapAadeLlya, N avappwaon armod To Koo KpuoAdynua sival apyn, e To KpuoAoynua va eéeAlooetal o
oupdopnaon oto otBog kal Bpoyxitda, cuxva Ke avaykn yla avtiBlotikr Bepareia.

e Elvol meploootepo KoupaopEVOC amod OTL cuVHBwWG.

e ‘ExeL duokolia otnv avamvon, ¢aivetal cav va NV UMopel va mdpel avaoa r} SUCKOAEVETAL VA OAOKANPWOEL
T(POTACELC.

e Tdoxel amnod movokepaloug OAN TNV WA f To MPWL.
e Eival cuvnBwg vuotayuévog xwpig Aoyo.

e AvuokoAegUetal va kowunBei, Eumvael cuxva, SuokoAeletal va Eumvrost ) BAEMEeL epLAATEG.
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Zunvael €xovtag SuokoAia va avamveUoel 1 avadEpeL TwG VIWOEL TNV KapSLd Tou va XTUTtdel Suvatd.

‘Exel mpOBAnUO CUYKEVTPWONC.

NpAAnYn twv pofANUATWV

H avooomnoinon e to euPOAL0 TG Mveupoviag evoeikvuTal yla dtopa nAtkiag SUo €TwV Kal Avw Kal iowg
xpelaotel va emavaindBel cuudwva e TNV TOTKA TIOALTIKN. ETolog epBoAlacpog cuviotatal pe To EUBOALo
™G ypinng. Kat ta Vo gufoAia prnopolv va §oBouv oe dtopa rou Bpiokovtal os Bepamneia pe otepoeldn,
TLAPOAQ QUTA N OVTLISPACT TOU OVOCOTIOLNTLKOU TOUG CUOTHHOTOC UMOPEL va lval HeELWHEVN. EvVAHEPWIEVES Ko
Aenttopepeic mAnpodopieg oXETIKA pe evOeifelc epBOALOOUOU, AVTEVOEIEELG KAL OYETLKA XPOVOSLOYPAUOTA
propoUv va AndBouv amno Siadpopoug eBvikoug popeic- BAEne «mAnpodopiec» 0To TEAOC AUTAC TNG EYKUKALOU.
Eivall ONUAVTLKO VO TLOPALHEVETE EVNLEPWHEVOL YLOL TLG TIOALTIKEG ELBOALACOV, SE50LEVOU OTL UIOpOUV va

aAAalouv cuxva avaAoya HE TIG VEEG AMELAEG, OTIWCE N e AvLoN Tou Lov TG ypinng HIN1 to 2009.

Z€ MepMTWOon avamveuoTIKAG AoLLwENG, EKTOG aTtd TLG TEXVLKEG TIAPOXETELONG KoL avamapaywyns Brixa, n Angn
avtiplotikwv Oa npénel va AndOei cofapd unoyn.

Kouti 8. ZHMANTIKO-MPOZOXH

Jto mpoxwpnuéva otadia tng DMD n mapoxn BonBntikol ofuyodvou Ba MPEMEL va YIVETAL UE TIPOCOXN.
Mapolho Tou n xprion ofuyovoBepamneiag pmopet va BeATlwoel ta xapnAd emnineda ofuydvou, n xprion tng
Ba cuykaAUPEeL TO BaOLKO QTLO, OTIWE ULA KATAPPEUCN TOU Vel Hova 1) GTwXI AVaTvon.

H Bepamneia pe 0§uyovo UMopEL Vol LELWOEL TO KLVNTPO YL QVATIVOR KOlL VOL 08Ny OEL O KATOKPATNON TOU
Sloelbiou tou avBpaka.

Elval miBavo va xpelaotel xprion umofonBolpevou Prixo Kot N EMEUPATIKAC AVATIVEUOTLKIAC UTTOOTNPLENG.
H xprion ofuyovoBepaneiog dev cuviotatal eVaANAKTIKA OTa TTapandavw Kobwc puropsei va eivat
emikivéuvn.

Eav 600l o€uyovo, omwe pnopel kamoleg Gpopég va XpeLAleTal, TOTE AMALTEITAL TIPOOEKTIKN
napakohoUBnon Twv aepiwv oto aipa kat/f eav xpelaotel, tnv idla otyur va 500&i avarmveuoTtiki
BonBela.

NoapepBaoslg (Amattel LOKES YVWOELS)

OLnapepfaocelg e€aptwvral anod to otadlo tng vooou. Mpwta am’ 6Aa, nopel va eivat XpAoLo yla T
BeAtiwon Tou agpLOUOU TWV MVEUROVWY va xpnotuomnotnBolv Bablég elomvoés. KaBwg n DMD npoodelel, o
BAxoag Oa yivetal Alyotepo amoteAeCHATIKOG. AUTO umopel va BeATiwBel pe dtadopoug TpOToUC, OTWG UE
TEXVIKEC/XELPLOMOUC uTtoBonBouevou Brxa. ITo mépaopa Tou Xpovou, kabwes Ba epdavilovral Ta
OUUTITTWHATA TIou avadEpovTal oTny evotnta “napakolouBbnon”, Ba xpelaotel apylkd avamveuoTLKi
UTIOOTAPLEN KOTA TN SLAPKELA TOU UTIVOU Kal 0 SEUTEPO OTASLO EMIONG KATA TN SLAPKELA TNG NUEPOC (N
EMEPPATIKA VUXTEPLVA/NUEPNOLA AVATIVEUOTLKA UTTOOTAPLEN). H QVOIVEUOTIKN UTOOTAPLEN HEOW N
enepupatikwv neBodwv eivar évag moAl kKaAog Tpomnog yia tn diatripnon thg vyeiag. H umootipén tng
OLVOLIIVONG UTTOPEL EMioNG VL YIVEL XELPOUPYIKA HECW TOMOOETNLEVOU cWARVA 0TO Ao (TpayelooTopia)
aVOAOYWG HE TIC TOTIKEG HEOOSoUC (auTd gival ywwotd wg eMeUPATIKA AVATVEUCTIKA UTOOTAPLEN). OAEC QUTEC
oL mapeppaocelg Bonboulv otn SloTrpPNoN TNC UYELAC Kot TNV amoduyn acBevelwy.

I8Laitepn MPOCOXN ATALTEITAL OTO AVATIVEUOTLKO GUCTNOL KOVTA OTH XPOVLKN OTLYUN tou Ba ipaypatornotnOei
KATIOLQ TIPOYPOULATIOUEVN XELPOUPYIKN emépBaon (BAEme mapdypado 11 “IXeTIKA LE aVaVEUOTIKSO”).
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8. KAPAIOAOTIKH ANTIMETQNIZH — ¢ppovrtilovrag tnv KapdLd

NUAVTII KA TTPpAYy AT
O o16)0¢ TNG KAPSLAKNC AVTIUETWILONG oth DMD eival n €ykatpn BuvpaoTte:
Slayvwon kal Beparneia tng umofabuLopévng Aettoupyiag Tou 1. n  Ah" h* A .0 &% *Shh -
KapSLaKoU HUOG (cUVHBWE LUOKAPSLOTIADELA-TIEPLOPLOUEVN “h " h¢~ <> 1 h -
CUMUETOXN Tou puokapdiou r mpoPAnpata tou Kapdlakol pubuou oot >t v . L " ho A
TIOU ylo TP AdEeLyo UTTopEl va mpokaA£éaouv aloBnpa maApwy) 2. 1 _ DMD' Sh’ 1 h >-
TIOU 6UVOSEUEL oUXVA TN oUVOALKN e€EAIEN TG vOoou. AsSopévou W -~ K> | <h
OTL oUXVA aUTO cupBaivel olwmnAd (SnAadn xwplc tnv avamtuén K>, h A" ' LA >
ONUOVTLIKWV CUUMTWHATWY) Ba IpEMEL va UTIAPXEL TTapakoAouBnaon 3. K s h A Ak
£T0L WOTE VO UNopel va avtlpetwrniotel apeoa. OL Bacikol ' h o 7

TIAPAYOVTEC TTIOU TIPETEL Vo AdBete uTOYN oag Katd tn dpovtida

h 1 L n - t A ~ )\ ~
™G KapSLlakng Aettoupylag eivat n emtipnon Kot n mPOANTTLKA - Y j <" sh o~ '
6po'Lor] KOLL’VL ouTo npsngtva BePalwBeite O6TL oTNV LaTPIKA OpAda a. A h Ch o< Al g
uTtapxeL mavta kopdLoAdyog. S e h ho

, h A ' > =y YA h
NapakoAouBOnon - - -
5. J’ h A h A h , < h B
¢ H apxikn a§loAdynon tng kopSlakng Asttoupyiag Ba mpenel va A B <s h ' . A 8
exteheital pe tnv emPBePaiwon g Stdyvwong ) To apyotepo T i P , T S oh o

N =

©

MEXPL TNV NAKia Twv €§L eTwV. H agloAdynon Ba mpenel
TouAdylotov va nephappavel nAektpokapdioypadnua (HK)
KoL ultepnxokapdloypadpnua.

Qa mpémnel va yivetal aflohdynon tng kapdlakng Aettoupylog TouAdytotov pia dopd kaBe Vo xpovia LEXPL TNV
nAkia Twv 8éka eTwv. MAAPNG eTnoLla afloAdynon Ba mpmel va apylosl mepimou amo tnv nAkio twv déka
XPOVWV N KOTA TNV €vapén KapSLaKWV CULMTWHATWY, 0V OUTA E(VOL TIPOYEVESTEPA. AV OL [N EMEUPATIKEG
KOPSLOAOYIKEG e€eTAOELG SelXVOUV avwHaAieC xpeldleTal auEnpuévn emLTRPNON TOUAAGXLOTOV KABE £€L LAVEC,
KaBw¢ Kot évapén GapraKeEUTLKAE OYWYAC.

O¢gpansia

H xprRon avaoToA£wv Tou LETATPENTIKOU eVIUOL TNG ayyelotevoivng (MEA) iipémel va OswpnBei wg
Oepamneia npwtng ypappng. AAa papuoka, OTwe oL B-avacToAeis kol ta SloupnTika gival emiong KatdAAnAa
KL N xpnon toug Ba mpémel va. akoAouBel Tig dnuoaoteupéveg odnyleg yia tn Slaxeiplon TG KAPSLAKAC
avendpkelag. MéxpL orjpuepa untdpxouv Alya SeSopéva amod KALWVIKEG SOKLUEC Ta omtola uTtootnpilouv TV
npoAnmuikr) Bepaneia TG Kapdlopvonddeiag e avaotoleic tov MEA, nplv and onolodRmote cnuasdt
avwpaAng Aettoupyiag. Nepaltépw PEAETEG OVAUEVETAL VA ETUTPEYPYOUV CUYKEKPLUEVEC OUOTACELG OTOV TOEQ

oUTO.

AvwHalieg Tou KopSLakol puBpoU MPEMEL Vol SLEPEUVIVTAL KOl VO AVTLLETWTI{ovTaL dpeoa. Evag ypriyopoc
KapSLokdc pubudc xapaktnpiletal cuviBwe we eva afAopec xapaktnplotikd tng DMD, aA\& propei eniong va
ouvbéetal pe kapdlakd mpofAnuata. Edv auto e€elixbel og £va vEo HOVLIHO elpnpa TOTE Ba PEMEL va
SlepeuvnBei nepattépw.

Ta atopa to omoio utoBaAAovtol os Oepaneia pe otepoeldn xperalovran Wiaitepn npocoxn écov adopd
07O KapSlayyelako cuotnua kot xpetalovral iwg mapakoAoBnon ya tibavr unéptacn (VPnAn aptnplakn
niieon). MBavo sival va xpelacBel mpooappoyn tng 660n¢ oTePOELSWV 1 KoL va TipooTebel mepattépw
Beparneia (BAEne mivaka 1).
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9. ANTIMETQMIZH FTASTPENTEPIKON MPOBAHMATQN - &iatpodn,
KoTtarnoon Kat AN O£LaTa TOU YOLOTPEVTEPLKOU

OVTI KO TPAEUOATD I
aoTe:

H emkolwvwvia e TouG aKOAOUBOUG EUTTELPOYVWILOVES UTTOPEL VL . j Ao >
arnoutnBet oe Stadopetikad otadia: dlattoloyo 1 StatpodoAoyo, “h T 7w Ah B <w
AoyoBeparneuth €elSIKEUEVO OTNV KATATTOON KoL -0 s .7 o4 th
yaotpevtepoAdyo. 2.
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AIATPOOH

e Héwatipnon t™¢ kKaAng Bpédng kat n mpoAnyn téco tou . P
UTTOOLTIOOU 000 Kat TnG ARYP NG untepBoAikou Bapoug siva
anapaitnto va EKWVAEL ano tn Slayvwon Kot va cuveyifetal 3. B
o€ 0An tn Stapkela tng {wnG. Elval onpaviko to Bapog os
ox€an e TNV nAlkia i o deiktng palog owuatog ya tnv nAkia . T
va Statnpeital petal tng 10n¢ kat 85n¢ ekatootiaiag B€ong . ! ¢ h
oUpPwWVA HE TO KpaTLKa Slaypappota (Seite To TUAUA ) K
mAnpodoplwv). NPETEL va TTOPEXETE Lo KAAG LOOPPOTINUEVN
Slatpodn e éva mAnpeg daocpa payntwv. NMAnpodopieg yia 6An
TNV OLKOYEVELN OXETLKA HE L0 LOOPPOTINHUEVN SLatpodn Umopet
va Bpebouv amnod diadopeg mnyEC.
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e To Bapog kat To UYPOG TwV ayopLwV Ba TPEMEL va
TIOPOKOAOUBEITAL TOKTIKA (OTA LN-TIEPUTATATIKA ayopLo UmopEl ‘ B >'h - ¢ hoav"
Vol UTEOAOYLOTEL artd tn pétpnon tou Bpaxiova). Naparmopurnr| o€ ” ’ )
£vay gunelpoyvwpova SlattoAoyo/Slatpodoldyo mpeEmeL va
vivel edv éva ayopl sivat urtépPapo 1 AutoBapéc, Blwvel akovola anwAeLa 1 avénon Bapoug 1 twxn avénon
TOU CWHATLKOU BAPOUG KATA TNV AVATTTUEN, O EPIMTWON HEYAANG XELPOUPYLKNG ETMEUBACNC, XPOVLAG
Suokol\lotnTocg Kal / i o mepinmtwon SuokoAlag otnv katanoon (duadayia). Mapamournr os e€elSIKEVEVO
SLattoAoyo/SLatpodoAdyo TIPETEL EMIONG va YIVEL KATA T Stdyvwon Kot Kotd tnv évapén tng Beparmeiag pe
otepoeldn. H Statpodr] tou mawdiol mpemnel va afloloyeital yia Oepuidec, mpwreiveg, uypd aoPéotio, BLrapivn
D, kot GAAEG BPEMTIKEG OUOIEG.

e Jto Atopa pe puikn duotpodia Duchenne cuviotdral va maipvouv koOnueptva moAuBLtapiveg pe Brrapivn D
KaL yvootolxeia.

e Eav umndpyel anwAeta Bapouc, xpeldletal va eAEyEete yia Bava npofAnpata katdnoong. Qotoco sivatl
ONUAVTLKO va oNUELWBEL TL oTnVv anwAela Bapoug punopei va cUBAAOUV Kal ETULITAOKEG 0 GAAQ CUOTAUATA,
OTIWG TO KOPSLAKO ) TO AVATIVEUOTLKO CUOTN . AV TTOPATNPHOETE AMPOCUEVN anwAela Bapouc, unopei va
xpelaletal va eAéyEete Kal AANOUG TOMELS.

KATANOzH

I1a petayevéotepa otadla tng acbévelag, n aduvauia Twv HUWY Tou AdLoU Unopel va odnynoeL o€ mpofAnata
katamnoong (duodayia), evteivovtag ta Statpodikd mpofAnuata. Auté cuvnBwg cupBaivel oAU otadlaka,
TPAYMO TIOU onpaivel OTL Umopel va eivat SUOKOAO Kal va EVTOTILOTEL.

e KAWLKG TEOT KOl AKTIVOAOYIKEG EEETAOELG TNG KATATIOONG E(VaL aVaYKALEG OTAV UTIAPYXOUV onuadia mbavng
avappodnong (elcodog Tpodng otnv Tpaxeia) Kot HELWHEVNE KIVNTIKOTNTAC TWV HUWV TNG KOTAToonG (to
daynto divel tnv aloBnon cav va £xetL KOARoeL oto Aatpd). Ta onuadio autd nephopBdavouv akoloLo
anwAela Bapoug 10% 1 tepLOOOTEPO, AVETAPKA AUENCN TOU CWHATLKOU BAPOUG KATA TNV avamtuén,
TAPATETAUEVN SLAPKELA TWV YEUATWV (> 30 Aemtd) i yevpota to omoio cuvodelovtal amd KOmwaon,
olehdppola, BAxa f mvi€lpo.

e [vevpovia n onola pokaAeitat and vypd To omnoio KatePaivel oToug MVeUOVEG (mveupovia amd elopodnon),
ove€yntn MTWon TS MVEULOVLKNAC AELTOUPYLAC ) TTUPETOC AyvwaoTng MPoéAeuong umopst va eivat évdeién
SuokoAiag otn katdamoon kat Oa sival avaykaio oxetikn aflohdynon.
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Y& mepintwon mpoPANUATWY KATAooNnc, o AoyoBepamneutng Ba mpemel vo oXeSLACEL Eva EENTOULKEU LEVO
pOypappa Bepaneiag pe oToOXo TN dLathpnaon TN KaAng Aettoupylag TG KATATOoNG.

Oa mpEmnel va Tonobeteltal yooTplkog cwAnvag 0Tav oL Tpoomabeleg yla Slatrpnon tou Bdpoug kot AnYn
uypwv amod to otopa Sev BonBouv apketd. OL mBavol kivouvol kal ta odEAn tng Stadikaciag Ba mpénel va
oulntnBouv pe mpoooyxn. H yaotpootopio pnopel va tonoBetnOel e evOOOKOTILKI 1 OVOLKTH XELPOUPYLKNA
enéuPaon, Aappavovtag untoyn tnv avalodnoia aAAd Kol TG OLKOYEVELAKES KOlL TIPOCWTILKEG TIPOTLUNOELG. H
TOMoBETNON EVOC CWANVA GITIONG TN CWOTH OTLYUI Hnopel va avakoudlosl and peydin mieon otnv
npoomnadela va oLTloTel To Tadi. Yo tnv mpolndBeon otL dev unapyetl TPOBANUA UE TOUC HUEG TNC
KATAToOoNG, £vaG cwAnvag oltiong dev onuaivel otL to maldi oag Sev pmopel va pdel mia to daynto mou BEAeL.
Movo mou mAéov Sev xpeldletal va Bacileote otnv wpa Tou dayntol yla va AABEL TI avayKaieg Bepuideg kot
TO OPEMTIKA CUOTATIKA, ETULTPEMOVTAG TOU £TOL VA armoAaUoeL To paynto MeEPLOCOTEPO.

NOIMNA OEMATA TOY TAZTPENTEPOAOTIIKOY

H Suokol\ldtnTa Kot n yaotpoolocodayikr) mailvépopnon (n onoia mpokaAsi kaolpa) eivat ta Vo mLo Kowd
YOOTPEVTEPLKA TTpoBARATO oTa dTtopa e HUikh duotpodioa Duchenne. H Suckolotnta epdaviletal
ouvnBwg oe peyadUtepn nAio Kot LeTd amno enéppaocn. Me tnv avénon Twv nocootwy enipiwonc,
avadpEpovtal Kot GAAEG EMUTAOKEC, CUUTEPIAAUBOVOUEVOU TOU TIPNEILATOC TOU OTOUAXOU KOl TOU EVIEPOU.
AUTa oxetiovtal pe KATAmoon aépa, KATL ToU odpelAETAL OTN XPrON AVOTVEUOTHPA.

KaBaptika kat GAAa dapuaKa PUITOPEL va eival Xpriolo Kol XpeLAETalL VoL UTTAPXEL ETTAPKNE TTPOCANYN UYPWV.
H al&non tTwv vwv Umopel va EMISEIVWOEL TOL CUMMTWHATA ELSLIKA €AV TA LYPA Sev £xouv auénBel.

H yaotpooloodayiki maAlvépounon cuvnBwg aviueTwriletal pe Ta Turika dpappoka. Ot 6&Llvol avaoToAElg
ouvtayoypadouvtal cuxva os TadLd ou Bplokovtal os Bepareia pe otepoeldn i o€ Beparmeia pe
S1dwodovIKA SL0 TOU OTOUATOC, £TOL WOTE va amodpeuxBouv EMUTAOKEG.

H otopatikh UYLELVA £lval EVaG CNUAVTLKOG TOMENG Kol LOAOVOTL ev mephapBavetal otn SnUocteupévn Slebvn
ouvaiveon oxetka Ue tn ppovtida kal tnv avtipetwrion tng DMD, to TREAT-NMD £xel avamnmtUEel GUOTAOELS
yla tn otopatiki dpovtida oL omoieg kat meplypadovral oto Kouti 9.

Kouti 9. Zuotdaoelg yia ZTopatikr YyLEWVA

Ta ayopla pe puikn duotpodia Duchenne Ba mpénel va mapakolouBouvtal and évav odovtiotpo ue
EKTETOUEVN EUMELPLA AN KOl YWWOELG 000V 0popd 0T VOCOo. ATTOGTOAN Tou 08ovTLaTpou Ba mpémnel
va gival n embiwén vPnAng mowdtntag Beparmeiag, n otopaTikn uyeia kal evefio aAAQ KaL N Tapoxn
TAnpodopLwy Kot KaBodAynong oTLG OLKOYEVELEG KL TOV TOTILKO 080VTLOTPO TOU ayopLlol €av n
olkoyévela Slapével otnv emapyia. O odovriatpog Ba mpémnel va yvwpilel Tig dtadopég atnv 060vTIKNA
Kol OKEAETIKN avamntuén ota madld pe puikn Suotpodia Duchenne kal va cuvepydletal Le évav KoAd
EVNUEPWUEVO Kal EUTELPO 0pBOSOVTIKOS.

H otopatikn kat odovtikn ppovtida Ba npémnet va Baoiletal otnv mpoAnyn pe otdxo TNV KAAR 080VTLKA
KOLL OTOLLOTLKN) UYLELVY).

H xprion mpoocapUooUEVWY BonBNUATWY KL GUGKEUWV YLA. T OTOMOTLKI UYLELVN €lval TTOAD ONUAVTLKH
OTAV N MUTKA LoYUG TWV XEPLWV KoL TOU Adtpol eAattwOeL.
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10. WYXOKOINONIKH ANTIMETQMIZH — BorOsla otn
ocupunepldpopd Kat T padnon

Ta atopa pe DMD pmopetl va €xouv augnuévo Kivouvo yla epgavion
PUXOKOWWVIKWV TIPOPANUATWY, Otwe tpoBARUaTa oL UepLdOopAg
KOl LaBnong yU auto Kat n atplkn meplBaAdn dev eival mAnpng
XwpLg TNV PUXOKOLWVWVLKN oTAPLEN. AUGKOALEG OTO KOWVWVLKO emtinedo
prnopet va odpeilovral o aduvapio CUYKEKPLUEVWY KOLVWVIKWY
LKOWVOTATWY, OTIWG N CUCYXETLON UE TOUG YUPW, N KPLTLKNA LKAVOTNTO
OXETIKA UE SLAPOPEC KOWVWVLKES KATAOTAOELG KOLL TUPOOTITIKEG, EVW OL
ouveneleg tng DMD (6nwg ol puaoikol meploplopol), pmopet va
08NyrooUV 0€ KOWVWVIKI MOUOVWaN, KOWWVLKH omocupaon Kat
HLELWHEVN TIPOCBOON O€ KOWVWVIKEG SpaaTnPLOTNTEC. Mo TToAAOUG
YOVELG, TO AyX0G MouU MPOoKaAE(TAL oo Ta PUXOKOWVWVIKA
nipoBARuata tou matdtol ald Kot TLG SUCKOALEG va Tal
ovayvwploouv Kal va To QVTLHETWITIO0UV E ToV KATAAANAO TpoTo
umepBaivel To Ayxog mou GUVSEETAL LE TG GUGCLKEC TTAEUPEG TNG
ooBEvelag.

Av vopilete OtL To moudi o0 £XEL AVNOUXLEC yLOL TNV KOTAOTAON TOU, N
g\KpiveLla Kal n mPoBu LA va. ATOVTHOETE OTIC EPWTIOELS TOU UTopEl
va BonBnoel og peyalo Babuod otnv mpoAnyn mepattépw
npoBAnuatwv. Ta ayopta pe DMD moANEG popég katalapaivouv
TIEPLOCOTEPQ YLOL TNV KATAOTOON TOUG oo O, TL OL YOVELG TOUG
miioteVouv. MNautd elval GNUOVTLKO VO QITAVTATE OTLC EPWTIOELG
ovoLXTA, GAAQ OL AMAVTAOELG 0ag Vo elval KATAAANAEG yla Thv nALkia
TOUG KoL val TIEPLOPLTEDTE 0€ AUTO TIOU {NTOUV XWPLG TIEPALTEPW
oavaAuon. Auto pnopet va eivat oAb 8UoKoAo, AAAG TO TIPOCWTILKO
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otnv KAWLIKN pnopel va mpoodepel BonBeta kat kaBodrynon yla To TL £xel SOUAEPEL 0 AANEG OLKOYEVELEG, EVW

BonBeLa pumopouv va mpoadépouv Kot SLadpopeg opuades otrpLEnc.

Aev €xouv OAa ta matdid pe DMD uxokolvwvikeC SUGKOALEG, aANG OL OLKOYEVELEG Ba TTPETEL VAL TIPOCEXOUV YLat:
e Abuvapiec otnv avamtuén tTng oAlag Kal TG KOTavonong Kot otn BpaxumpoBeoun pvnun.

e Mabnolwoka rpoBAfuata.

e AuokoMia oTIg KOWWVIKEG aAANAeTEpACELS 1 / Kal aTnV avamTuén dAKwY oxEoswv (6nAabdr Kowwvikn
QVWPLLOTNTA, PTWXEG KOLVWVIKEG SEELOTNTEG, AMOCUPOH I ATIOUOVWOT Ao TOUG CUVOUNALKOUG).

e Ayxoc/ avnouyio.

e Juyvouc kaPyadeg kal Esomaopara.

*  Yndpxel emiong auvénuévog kivéuvog yla ouumepLdopLKES KAl VEUPOAVATTTUELOKEG SLATAPAXEG, OTTWE SLATAPAXES TTOU
QVAKOUV 0TO GACHA TOU QUTLOMOU, Slatapayr Ipoooxng Kat urmepkvntikotntag (ADHD) kat PuxavaykaoTikn

Slatapayn.

e [poPAnuota mou propei va mpokUPouv Ue Tt cuvalodnuaTtiky pooapuoyn Kot thv katabAwpn. To dyxog unopetl
eniong va amoteA€éoel INTnUa Kal uropet va emibewvwBel pe eAeippata otnv Puxikn eveliia kat
npocapuooTikotnTa (dnAadn unepBoAikd Suokaumtn Sladikacio Tng okEYNC).

e  AuTO umopel eniong va odnynost o avtlBeTikh oupnepidopd/Sladwvies kal pofAiuata dlocuykpaaciag.

e EmumAéov, n avénon Twv mooootwyv KatabAwng og yoveic madiwy pe DMD smBaAAeL tnv afloAdynon Kat

uTooTrPLEN OANG TNC OLKOYEVELAG.

‘Ooov adopd otn Staxeipion Puxokowwvikwv npoPAnudatwv épdoaon Oa npenet va divetat otnv tpoAnyn Kot otnv
£€yKalpn NapEUBacn LE OTOXO TO HEYLOTO SUVATO AMOTEAEGHAL. T € YEVIKEC YPOUUEG, TO PUXOKOWWVLIKA TipoBAARpaTa
TIPEMEL VA OVTIUETWTTI{OVTAL LE TIC AMOTEAECUATIKEG, TEKUNPLWUEVEG TAPEUPRACELC TTIOU XPNOLUOTIOLOUVTAL KAL OTO YEVLKO
TANOUOWO. AUTO CNUALVEL OTL OE TIEPUITTWON TIOU UTIAPXOUV TIPOPANALATO OTOV TOUEX QUTO EIVaL GNUAVTLKO val

availntnoeste Bondela.
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Kouti 10. Avtiyuetwriion MpofAnpdtwy AGyou-AENTOUEPELEG:

o YMApXeL éva KOAA TEKUNPLWHEVO HOTIBO TwV EANELUUATWY TNG ORALOC KL TOU AOYOU OE OpLOHEVA
maldLa pe puikn duotpodia Duchenne cuumnephapBavopuévwy Twv MPoPANUATWY TNG
BpaxumpoBeoung AeKTIKNG LVAUNG KAl dwVoAoyLKNG enefepyaciag, pelwpévou 1Q ald Kat eLlSIKwY
poBnotakwyv Slatapoywv. Autd Sev emnpealouv OAa ta adLd pe puikn duotpodia Duchenne, ala
Ba TIPETIEL VOL TIPOOEXETE KAL VAL TOL OVTLLETWTILOETE EPOCOV UTTAPYOUV.

e HkobBuotépnon otnv enitevén TWV MPWILWY YAWOCOLKWY 0pOCN LWV ELval KoLV Og ayopla TTou £XOUV
DMD og oUykplon pe ta matdLd tng dlag nAtkiag. Ot Stadopéc doov adopd oTnV avamTuén Kal t
BeAtiwon Tou Adyou elval KATL TOU propet va 8elL kavelg og 6An tnv matdikn nAtkia. Elval onpaviiko to
MPOBANUA auto va evtorioBel kat va avalntnOel Bepareia. TNV NEPIMTWON TTOU UTLAP)XEL
KaBuotépnon Kat tpoBAfpata otnv optAia kat oto Adyo avalntiote afloAoynon ko akoAouBeiote
Oepaneia.

e Napamnounn os AoyoBepamnsuth yia tnv afloAoynon kot Bspamneia tng opthiog kat tou Adyou gival
anapaitntn v UTIAPXOUV UTIOVOLEG YL TTPOBANLATA OTOV TOUEQ QUTO.

e AOKNOELG YL TOUG HUEG TTOU CUMUETEXOUV 0TV OtAla Kat BonBouv otnv apBpwon sival KAatdAANAeg
KOlL AVOYKOLLEG yLa Ta veEapd ayopla Ttou £xouv DMD aAAd Kal yia LeyoAUTEPA ATOUA e TLOEIVWON TNG
LoXV0G TWV OTOMOTIKWY HUWV Kot/ A Statapaxr] tng ophiag.

e [a Ta NALKIWHUEVO ATOUA, OL AVTLOTOOLLOTIKEG OTPATNYLKEG, Ol PWVOAOYLKEG LOKNOELG KOIL N XPrion
evioxutn dwvng sival katdAAnAa otav n katavonon yivetat SUokoAn Aoyw mpoBANUATWY otV
OVOTIVEUOTIKI UTIOOTNPLEN TOU AGYoU Kal TNV évtaon tn¢ dwvng. H afloAdynaon yla xprion
EVOAAOKTLIKWV BonBnuatwv pwvntikig emkolvwviog (Voice Output Communication Aid) eivat
KOTAAANAN 0 OA£C TG NALKIEC €dv N Ttapaywyn AOYoU elval mepLOPLOPEVD.

A§lohoynoeig

Mapad to yeyovoc OTL oL avayKeg Tou KABe matdlol TotkiAouy, pia Kplolun oty ylo Ty ipayatonoinon
£€eTA0EWV Elval KOVTA i) KATA TN OTLYUN TG Stdyvwong (éva mapdBupo 6 - 12 pnvwv ival KoAd vo UTIAPXEL YL
OPLOPEVEC a€LOAOYNOELC, TIPOKELUEVOU VA KATOOTEL SuvaTtr) N TPOcOpUOYN HETA TN SLdyvwan), TipLv amo thv évapén
TOU OXOA€lou Ko LETA amo KAmola aAAayn otn AELTOUPYLKOTNTA. AV KOl SEV €XOUV OAEG OL KALVIKEG QLEDN
MpoOcBaon Kol SuVaTOTNTA YL OAEG TIG EEETAOELG KAL TIG TTAPERBACELG TTOU avadEPOVTAL, OL CUCTAOELG QUTEG
MTTopEL va XpNOLUEUOOUV WG 08NYOG yLa TNV KAAUYN TWV KEVWV O€ LOTPLIKO TIPOCWTTILKO Kal TNV KaBodrynon yla
TUOAVEC TIAPATIOUTTEG OTIOU AUTO KPIVETOL OKOTILHO.

e Oa mpémnel va afLoAoyolVTaL TOUELG TNG OUVALOONUATLKIG TTPOCOPHUOYG KAL AVILLETWIILONG, N AVATTTUEN TNG
KavOTNTOC yla Labnon og oxéon Ke TNV nALkia, n avamntuén Tou Adyou Kal tng opAilag, n mbavn mapouvcia
Slatapaxwyv Tou GACHOTOG TOU AUTLOMOU KAl N KOWWVLKN uttootiplEn. (Evag Aettoupydg pmopel va fonbroel
oTnNV MPooPacn og XPNHAToSoTIKOUG TIOPOUG, TNV AVATTTUEN SLKTUWV KOLVWVLKIG UTIOOTHPLENG 1) AKOMOL KOl VOl
TapEXEL PUXOAOYLKA UTIOOTAPLEN OTNV OLKOYEVELQ).

e H uxokowwviki eunuepia Tou atopou pe DMD, ol yoveig kat ta adéddLla, Ba mpénel va eival LEPOG TNG
KaBnuepwng ppovtidag yla Ta matdld autd.

NapepBaoelg

DOpovtida Kal UTIOCTNPLKTIKESG TTOPEUPBACELS

¢ To kpiowo poowmo edw £ival 0 CUVTOVIOTAC PpovTidag o omoiog propel va xpnolpeloeL we onueio emadnc
YLOL TLG OLKOYEVELEC KOL VO YIVEL €val EUTILOTO GTOWO. AUTO TO TIPOCWTIIO TIPETIEL VAL EXEL ETIAPKELG YVWOELS KOLL TO
untoBaBpo o veupopuikeg SlatapaxEg oA Kal va ival oe B£on vo avTamokplOsl ot avAyKeg pouTivag Ttng
OLKOYEVELQG.

e HmpoAnmtikn mopéppacn cuUPBAAEL oTtnv amoduyn KOWWVLKWV TIPORANUATWY KOL OTNV KOWVWVLKN armopovwon
TIOU HrtopouVv va epdaviotolv oto mAaioclo tng vécou DMD. Napadeiypata xprioung napeupacng
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neplhappavouv tnv avénon Tng evalocOnTomoinong KoL NG EVNUEPWONG TWV CUUUABONTWY TOU OTO OXOAEi0
OXETIKA pe Th vooo DMD, e€aodalilovtog tn CUUHETOXN o€ KATAANAQ aBARATO KoL KATOOKNVWOELC, TNV
napoxn Bonéntikwyv okVAWV Kal tnv emadn pe AAAA TaLdLd HEow Tou SLadkTuou 1 Kal AAwv
SpacTNPLOTATWV.

Ma v avipetwnion movwv padnolakwv nPoBANHATWY PENEL VAL OXESLAOTEL Eval ELEIKO EEOTOLKEUMEVO
npoypoppa eknaibevong. Tpomomnoinon NPENEL ENioNG va YIVEL KAl 0TI SpaoTnpLOTNTEG Mou Ba pnopoucav va
anodeBolv emPAaPeic yia Toug LUEC TOU TtaLdLoU (T.X. CWHOTIKN aywyn). Emiong mpémnet va avtlpeTwniobouy
BEpata OMwWE N HELWPEVN eVEPYELA / KOTIWON (TL.X. TIEPTIATN LA LEYAAWYV ATMOOTACEWY TPOG / amd o yelua), N
aoddleta (m.y. 5pactnplOTNTEG, MaLSIKA Xapad), KABwC Kal BEUATA OYETIKA LE TNV TTPOCRACLUOTNTA.

*  INUOVTLKO elval va BeBalwBeite 0tL To oXoAelo glval MANPWG EVNUEPWHEVO OXETIKA e T DMD. Molpaoteite
poli Toug OAeg TIg MANpodopieg MOU €XETE Kal eVTOMIOTE TO KATAANAO GTOWO 0TO GXOA£(0 IOV €XEL GOV POAO Va
UTIOOTNPIEEL TO MALSLA e ETUIMAEOV QVAYKEG. ZNMAVTLKA £ival ULla TTPOANTITIKA TIPOCEyyLon wote va Pefalwbeite
otLTo aldi ue DMD €xeL mpooBoaon og 6o To pACHA TNC EKTIAISEVONG TTIOU XPELATETAL VLA VO AVATTTUEEL KAAEG
KOWWVIKEG AAANAETILOPACELC KOL VO TIPOETOLUOOTEL YLO TNV TIEPALTEPW eKTALSEVAN Kal LeEANOVTIKN gpyacia. To
oxoAeio Tpémnel va eival mavta oto mAsupd oag!

¢  HmnpowBnon tng avefaptnoiag Ko ThG CURKETOXNS ot dtadkacia AfPng anopacewv (L6iwg 6cov adopd
otnv aTpLkn mepiBaAdn) ival avaykaio Kot LeyadAng onuooiag ya tTnv mpowbnon tng autovopiag Kot tng
avefaptnoiag. Auto Ba pEnel va gival LEPOC EVOG TIPOOXESLAGUEVOU TIPOYPAUOTOC LETABaONG amd TV
natdlatpikn mepiBaAPn otnv nepiBaAPn evnAikwv.

¢ Hnapoxr Bondsiag yla TNV avantuén KoWwvIKWY Kot podnotakwyv Se§Lotntwv Ba KATtaoTHoeL EUKOAOTEPN
TNV eUPECH EPYACLAG KAL TN CUMUETOXN otn duoLoloyikr KaBnuepwvn eviAikn Lwr). To ayopla Pe HUIkN
Sduotpodia Duchenne enwdelolvtat amo pLo KA UTOOTAPLEN YL TNV EMITEVEN TWV MPOCWTILKWY TOUG
OTOXWV.

e HmnpodoBaon os unnpeoieg mpaivtikng ppovtidag sivat kKatdAAnAn yla tnv avakoudlon f thv mpoAnyn tou
Tovou Kabwg kat tn BeAtiwon tng moldtntog {wng, OTAV AUTO XPELAOTEL. EKTOC amod TNV AVILUETWIILON TOU
TOVou (KouTi 6), ouadeg mapnyopnTLKNC aywyng UIMopEL emiong va eival og B€on va apéxouv cuvalobnuaTikn
KOLL TIVEUULATLKA UTTOOTAPLEN, va BonBrAoouV TLG OLKOYEVELEG OTNV amooadAVLon TwV oTOXWV TN Bepameiag, otn
AN SuokoAwv LATPLKWVY amodacewv, otn SLleuKOAUVON TNG EMLKOWVWVING LETAEY TWV OLKOYEVELWVY KOLL TWV
LOTPLKWV OPASWV. TENOC OL OASEC AUTEC UImOopoUV Vo BonBrjoouv oTnv avtlpeTwion Oepdtwy mou oxetilovtal
pe tn OAWPN, TV amwAeLa Kal To mEvOog.

WuyxoBeparmneia kot papHOKEUTIKN TAPERPBach

YTApXOUV QAPKETEG YVWOTEG TEXVLKECG TTOU UITOPOUV va TapAoxouV BonBeLa og molkiAoug TopElS. AUTEG
MeEPAAUBAVOUV LaBAHATA KATAPTLONG YLO YOVELG OTNV TPOOTIABELA TOUG VO OVTLETWTTLOOUV TNV KOKNA
CUMTEPLPOPA KL TG CUYKPOUOELS, LEUOVWHEVN ) OLKOYEVELOKN Beparmeia kabBwg kal mapeUPAceLg oTo emninedo
cupuneplpopds. H epappoopévn avaiuon Tng cupumnepldopag umopet va Bonbnoel otig cupnepldpopEég ou
oxetilovtal pe auTLOUO.

H xprion ouvtayoypadoUpevwy Gopudkwy pnopet va enwdeArosl maldla kot eVvAALKEG Kat va BonBroeL oto va
OQVTLUETWTTLOTOUV ouVaLoONUATIKA TpoBAnata 1 tpoBARUATA CUUTEPLPOPAC. AUTA T GAPHUAKO UITOPOUV Va
XpnotuomnotnBouv Povo KATw amnod e¢elSikeupévn entiBAsPn kal mapakoAouBnon yla B€pata katabAupnc,
ermubetikotntag, IWA (1beouyavaykaotikng Statapoayng) i Atatapaxr EAAelupatikig Mpoooxng —
Yriepkivnuikotntag (AENY), 6tav ta ev Adyw mpoPAnpota €xouv Stoyvwobei and e€eldikeupévou Latpolc.
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11. XEIPOYPIIKH ANTIMETQMIZH

Mmopel va umapEouv MEPLTTWOELG TTOU oxeTilovtal Ue th vooo DMD va OBuvpdorte:
(.. Bloyia pudg, XeElpoUPYLKN EMEUPOON YL OVTLLETWTTLON
CUYKAUPEWV, XELPOUPYLKH EMEUBACT TNG OTTIOVOUALIKAG OTAANG R ¢ 5
yaotpootouia) kat dMeg mou &g oxetilovral (m.x. ofsla XelpoupyLkd S~ % A Ah - hooe~
yeyovoTta), omou pnopet va amattnBel yevikn avalodnoia. Yrnapyxouv ¢

CUYKEKPLUEVA {NTHUOTA TO oTola oxeTilovtal e TN VOOO Kl Tou

TPEMEL va AapBdavovtal umoyn yla pa aodalr XELPoUpyLKN avolLobnti Kwv Kal
enéppoon. XPNONGC COULUKK®»VUA
2. 0 B hy,"'A wh " hyv' Y d
, , , ; s ! Ch 7y “sBh €Y A TCChY
H XELpOUpYLKN ENEUPOON MPEMEL VA YIVETOL OE VOGOKOWELO OTIOU TO “Et v cach o
TPOCWTILKO MoV Ba eUIAOKEL 0TO XELPOUpPYEio AN Kal oTn Wi hc
MeTENELTA PppovTida ivar eOKELWIEVO UE TN HUIKA SuoTtpodia
. ‘o . . 3. ws j ht fE B -
Duchenne kat mtpdBupo va cuvepyactel wote 6Aa va de§oxOolv - .
. : . . ; ; B AhT EA' > > WA
opoaAd. EmutAéov, Katd tn SLApKeL TNG XELPOUPYLKAG EMEUPaong, Oa hs Cwag' h € )
npénel va 600st pappakeutiky KAAuyn (“stress dose”) yla ta dtopa h . .

auta ou AapBavouv Bepareia e oTEPOELST) OTO OTIITL.

SnNUavii KG Tmpayda
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AvaoOnoloAoyLlkd pEca Kot AAAOL TaPAyoVTEG yla TNV acdaln XELpoupyiki tepifaiyn

‘Ooov adopd otnv avalcOnaoia otn DMD mavta untapxouv Kivéuvol aAld Kot TipoBANUATIOUOL OXETIKA LE TNV
aodaln xoprynon ovalodnTkwy, CUUMEPAOUPBAVOUEVNC TNG XPRONG OALKWY eVEODAEBLWY avaloBnTIKwy aAAd
KOlL TNCG amodUYNG CUYKEKPLUEVWV OPUAKWV.

H ehaylotomoinon tng amwAELOC AlUOTOG VoL GNUAVTLKY, ELBIKA 08 UEl{OVEG XELPOUPYLKEC EMEUPATELG OTIWG N
onovbulobeaia. ITnv mepinmtwon autr o XElpoUPYOC € cuVepyOoia e Tov avaloBnoloAoyo pnopei va
XPNOLUOTIOLO0UV ELSLKEC TEXVLKEG YLla va fonBrnoouv og auTo.

Nemtopepn otolyeia eivat Stabéopa oto kUpLo £yypado.

IXETLKA ME TNV KAPSLA

‘Eva untepnyokapdloypadnua (nxokapdioypadnua) kot £va hAsktpokapdioypadnua Oa npénel va yivovral
TPV OUTTO TN YEVIKN avalcOnoia. Edv ol TeAeutaieg e€€TACELC €yLvay TIEPLOCOTEPO ATTO £Va XPOVO TIPLV 1) oV
UTNPXE Lo avwpaAia oto urtepnxokapsloypadnua toug mponyolevoug 7-12 univeg, tote ol e€etdoelg Ba
TPETEL VA TTpaypaTonotnBouv Eava mpLy TEpACOUV GE KATAOTOAR I ToTkn avalcBnoia.

‘Ocov adopa otnv ToTUKA avaloOnoia, Ba mpénel va yivel utepnyokapSloypadnpa LOVo €AV UTHPEE KATIOLO
ntaBoAoyLko eUpnua oTo TapeABov.

ZXETLKA JLE TO AVOATIVEUOTLKO

AKOpa Kal av KaroLog ue DMD £xeL 16n npoPARLaTA LE TOUG LUEG TNG OVOITVONG, UTIAPXOUV OPLOHEVA HETPOL
TIOU MMOPOUV va KAVOUV Tn Sladikacia tng XELPOoupyLKAG eMéuPaon o acdalr, av kat o kivéuvog Ba
g€akolouBel va elval auEnuévog. H mpoeyxelpnTiky aLoAdynon TNG aVATVEUOTIKAG AELToupylag elval oAU
ONUOVTLKO VO TIPAYOTOTIOLELTOL € KATIOLO KEVTPO £EOLKELWUEVO e TN vOoo DMD. Emtiong pnopel va xpelaotel
T(POEYXELPNTIKN EKTTAISEVON OTN XProN KN EMEUPATIKOU pNxavikol agplopol Kal urtofonBoupevou Brxa,
KOOWC Kol e€eLSLKEVUEVEG MOPEUPATELG.

Ot duoikoBepameuTég Ba mpénel mavtote va mapeppaivouy ota dtopa pe puikn Suotpodio Duchenne ta omoia
T(POYLLOTOTION oAV KATIOL XELPOUPYLKT EMEUBAON.

O oxebloopdc, n mpoAnmrikn aloAdynon Kat n avtlpeTtwron mbavwy KvdUvwy givat to KAeldi yia tnv a.odalin
XELPOUPYLKNA eMEPPaon ota dtopa pe DMD.
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12. KATAZTAZH EKTAKTHZ ANAIKHZ }
nNUoavIiliL KGO mpaypda
Av BpeBeite MOTE 0€ KATAOTAON EKTOKTNG QAVAYKNG KAl XpELAleTaL VAl va BupdorTe
Tdte 0T VOOOKOpElD, Tipénel va AGBete umoyn oog pLa osLpd Lo AN A A
TPAYMATWV. w o v w o .
¢ H&uayvwon tg DMD, n tpéxouca GpapaKeEUTIKN aywyn, ho- T
mOavr) MoPoUcia AVUMVEUOTIKWV KOl KOPSLOKWV EMLITAOKWV [ s ) ) h _ CCh @ ’
KOl oL yLatpoi mou oag napakoAouvBolv og otaBepn Baon, Oa 5 A s o
TPETEL VA yVWOTONONO0oUV 0TO VOOOKOUELD OTIoU Oat KAVETE LA <~ ST
gloaywyn. lho Ak S sy
¢  KaBwg moA\ol emayyeApatieg Tng uyeiag Sev yvwpilouv OAeC TIG 3. nha a1 *h
SuvaTtég SLaBEaLueg oTpaTNYLKESG avTLeTwTLoNG The DMD, Ba Sh his>h " s s
TPETIEL VA KAVETE YVWOTO TILO £lval TO TPEXOV MPOCTSOKLUO {WNG BT AL AT T A >
KoL N avapevopevn iotdtnta {wrg, cOpdwva Pe TOug ylatpoug R S
oag. 4 Bk A mh' L oAb _ " A A
I N | B
Ztepoeldin FVCS hLVEF.
H xpovia xpron otepoeldwv NPENEL va Yivel cadng. Evnuepwote 1o 5. nhA _h &° "6y h ~
TIPOOWTILKO Lot TTOGO SLACTNHA O YLOG O0G KAVEL XPON OTEPOELSWV hoo WY AT .’
KoL v €XEL XAoEL kK&motla 8on. Elvat emionc onuavtiko va A
EVNUEPWOETE TOUC YLATPOUC OXETLKA LLE TO OV O YLOC OOLC hoow.e VoA

XPNOLLOTIOLOUOE OTEPOELSH) OTO MaPEABOV.

e Ta otepoeldry pmopoLV va apBAUVOUV TNV avTidpach 0To OTPEC, £TOL OTOV KATIOLOG TTOU AapBAveL xpovia
Beparmeia eival adlabetog, pnopel va xpelacbel emumAéov otepoeldn.

e Ta otepoeldn umopouv va auéoouv Tov Kivuvo yLa EAKO¢ TOU GTOUAXOU.

e Jnaviwg mapouaotdlovral GAAEG 0€eieg eMITAOKEG.

Katayporta twv ootwv

To ayopla pe puikn duotpodio Duchenne Slatpéxouv Tov KivBUVO va GTTACOUV KATIOLO KOKKAAO KalL TO KATAY LA

£VOC 00TOU OTO MOSL pmopel va onpaivel OtL eival mbavo va punv nepnatioet Eavd, av n Badion ntav nén moAu

S8UokoAn. Evnuepwote Tov pucLkoBeparmeutr) oag KoL TV UTOAoUTn opdda GppovTtidag o meplmTwaon MoU UTAPXEL

KATTOLO KATAYUA, £TOL WOTE VA UTIAPEEL ETILKOLVWVIA PE TOUG XELpoUpyouc opBomedikoug, edv auto KpLBel

anapaitnro.

e Otav unapyeL KATOLO KATAYLA, N XELPOUPYLKA eMéUPaon eival cuxva kaAUtepn emtAoyn anod tnv tonoBétnon
yYOWou, edv to maldi dev £xeL XAOEL TNV LKAVOTNTA yLa Badion.

¢ H oupPoAn kanowou pucikoBepaneuth eival {WTIKAG onpaciag yia va Befatwdeite otL To madi Ba
ETIAVAKTHOEL TNV LKAVOTNTA yla BASLoN 660 To SUVATOV CUVTOUOTEPO.

¢ Av TO OTACUEVO 00TO €lval kAmolog omtdvSuAog (oTtovOUALKH OTAAN) KAl UTIAPXEL EVTOVOC TTOVOC GTNV TTAATN,
TOTE Xpelaletal n cupBoAn opBomedikou 1 ev6oKpLVOAOYOU yla TNV apoxn ThS owothg Bepamneiag (BA. Evotnta
6).

AvVOnVeUOTIKA TiPOoBAR AT

Mpoomnadnote va KpATATE CNUELWOELG I VA BULLACTE TIOLEG HTAV OL TILO TPOODATEC AVATIVEUOTLKES EEETATELC (TL.X.
OVOYKOOTIKE {WTLKN Ywpntikotnta, FVC). Ot mAnpodopieg autég umopet va pavoulv moAl XprioLUEC OTOUG YLOTPOUG
O£ TEPLMTWON TOU TO Ttadl 0O ApPWOTHOEL.

OL kUpLoL kivSuvol 6oov adopd OTa AVATIVEUOTLKA TIPOBANLOTA EMEPXOVTAL OTOV N AVOYKAOTIKA {WTLKA
XWPNTIKOTNTA KOL N LKOWOTNTA YLO TIOPOywYn Brxa LELWVOVTOL e ATTOTEAECHA VO XPELAETaL:

e BonBelo otnVv anopdkpuvon ekkploswv.
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e BonbBela pe to BAxa.
e Mmnopel va xpelacBolv avtiBLoTikd.
e Oplopéveg dpopEg lowg XpelaoBEel LNxXavLKn avamveUOTLKA UTTIOOTHPLEN.

e 3Ta ATOMO EKE(VA TWV OTOLWV N AVATIVEUOTLKN AelToupyia elvat oplakr), umtapxel uPnAog Kivbuvog ot
QVOTVEUOTIKOL HUEG val XpelaoTolV pdaBetn unootnplén katd tn Stdpkela pag Aolpwéng, . Amapaitntn sivat
n mpocoxn 6cov adopd oTn XPRon OMLOUXWV Kol GAAWV KATAOTOATLKWY GAPUOKEUTIKWY TTPoidvTwy. Eniong
XPELALETOL IPOCOXA OTN XProN 0EUYOVOU XWPLC AEPLOUO OE ATOUA TTOU £XOUV HELWHEV AVOTTVEUOTLKA UUTKA
SUvapun, Aoyw tou Kivduvou auénong tou dlofetdiou Tou avBpaka.

e Av 6N XpnOLUOTOLELTAL VUXTEPLVOC OEPLOUOC, TOTE Ba PEMEL VA UTTAPXEL AECT TPOCPAON OE AVATIVEUCTHPA.
Ma ta madld mou Bpiokovtal 6N o€ HNXAVIKO aepLopO, N opdda uTebBuvn yLa TNV AvVAVeUOTIKH dpovtida

TPENEL va TtapEPBeL 600 To duvatdv cuVToUOTEPQ.
Eav €xete kAmolo avanvevotnpa () mapopolo §onALoO) eival koA Wa va tov napete pall cog
OTO VOOOKOELO.
Kapdiakn Asttoupyia

MNpoomaBroTe va GNUELWVETE TTOLA ATOV TA ATTOTEAECUATA TWV TEAEUTALWY KAPSLOAOYLKWV EEETACEWV (TT.X. KAQCHOL
€€wOnong aplotepng Kothiag, LVEF) kal evoexopévwg moLd sival n GopUaKkeUTIKA oywyn Tou yol oag Kabwg Kat
ToLo¢ elval o KapSloAdyoc ou Tov rapakoAouBeil. Autd Ba BonBroel TOUG yLOTPOUG EKTAKTNG AVAYKNG VA
anodoacioouv eav eivat mBavo ta mpoPAnuarta mou BAEmouv va odeilovtal o KAmolo mpoPANUa T KapSLag.

e INUOVTLKO €ilval va yvwpllete mwe umtdpxel Kivéuvog g aviong mpoBAndTwy Tou Kapdiakol puBpoul Kat Tou
puokapéiou.

O kivéuvol mou oxetilovtal pe thv avalodnoia (BAéne napdypado 11) mpénel eniong va Aappavovtal umogn gav
KATTOLA XELPOUPYLKN eEMEUPOON 1 KATAOTOAN lval avaykaia.
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ZYNTOMEYZEIZ

MEA

AENY
AKZ

AFOs

ALT
AST
BP

CDC

CK

DEXA

DMD
HKT

FVC

GC

KAFOs

kg
Lt.

LVEF (KEAK)

mg
nmol

MzZAOD

wA
AT
B

VOCA

avaotoleic tou Metatpemntikol EviUpou tng Ayyelotevaoivng (oL avaotoleic MEA mou
XPNOLLOTIOLOUVTAL YLA TOV EAEYX0 TWV KapSLaKwY TPoBANUATWY Kal thg VP NAnRg

apTNPLAKAG Ttieonc)
Slatapayr eAAELLATLIKAG TTPOGOXNG-UTIEPKLVNTLKOTNTOG
SpaotnploTNTES KAONUEPLVAG WG

KvnuormnodSikol vapBnkeg (vapBnkeg oL omoiol xpnoLlomolouvTal yia thv npoAnn Huikwy
BpaxUVoewV OTLC KVNUOTIOSIKES apBpwoELg)

apwotpavodepdohn Tng AAavivng

0OTIOPTIKN AplvoTpavodepdcn

0pTNPLaKK TiiEon alpaTog

Kévtpa EAéyyou kat NpoAndng AcBevelwv (o peyohUtepog dopéag uyeiag otig HMA)

Kpeatokivaon (évlupo to omoio Bploketal og uPnAd enimeda otn pUikn dSuctpodia
Duchenne kot og GA\eg SuotpodLvomabeleq)

HETPNON TNEG OOTLKAG HAlag pe anoppodnolopeTpia Sumhoevepyelakwy dwtoviwy (pLa
e€€taon n omola eAEyXEL TO OGO yePA £lval Ta KOKaAa) — emiong avadEpetal oav DXA

Muikn Auvctpodia Duchenne
nAsktpokapdloypadnua (n kUpla e€€taon yla Tov EAeyxo tou Kapdlakol pubuou)

OVOYKQOTIKI {WTLKA XWPNTIKOTNTA (0 avwTaTtog OYKOG 0EPQ TTIOU UIMOPEL va armoBAAeL Eva
AQTOLO LETA OO HLOL LEYLOTN ELOTIVON, LETPNUEVO o€ Altpal)

YAUKOKOPTLKOELSN
evbodAEBLa (Léow tng dAEPAC)

HUNPoKvVNpomodIkol vapOnkeg (Lakplol vapOnKeg mou xpnoLUoTmoLlouvTal KaTd tnv nepiodo
Tou n Badion apyilet va yivetal SUOKOAN Kal o€ LETEMELTA OTASLO YLa TNV TapdTacn
auTrg)

KIAO
Altpo

KAGopa e€wbnong aplotepng Koiag (pia arnod tig Baoikég e€eTAOELS TG KOPSLAKAG
Aewtoupyiog)

XAALOYypap o
vavouopla

un otepoeldn avtibAeypovwdn dappaka (avaAlynTika Pe o cuvnBilopéva tnv
Boumpodévn, T vampoévn kat to diclofenac)

deoPuyavoykaoTikn dtatapaxn
axiMelog Tévovtag
dupatiwon

BondBrApata GwvnTLKAC EMIKOWVWVIAG
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AIZTA OPQN NOY MIMOPEI NA ZYNANTHZETE

BiPAP
DEXA

Holter

AicOnpa naApwv
Atrtioloyia

AvayKaoTtiki ZwTtiki Xwpntkotnta

Avocoanotunwon

AvoGOKUTTAPOXNHUELQ

Avtispaon kakonBoug unepBeppuiag

Apxwn T

Atelektaoio

Auénon €LOMVEOULEVOU OYKOU

BLVTEOOKTLVOOKOTINON

Faotpitida/yaotposiocodayiki maAvépopnon

Faotpootopia

fwvia touv Cobb

OEPLOUOC eVAANOOOOUEVNC BETIKAG Tiieong
BA£me ouvtopeVoELg

nEBodog HKT mtou xpnotlpomnoleital yio cuvexn 24 wpn syypodn

aloBnua pun pucLloAoykwv KapSLOKWVY TTAAUWY
aito

0 UEYLOTOG OYKOG OLEPQL TIOU UITOPOULIE VAL EKTTIVEUCOULIE UETA
oMo PEYLOTH ELOTIVON

TPOMOG LETPNONG TNG SUCTPOdivNG OTOUG HUG

pLa péBodog e€€TaonC TOU HUTKOU KUTTAPOU KATW aro TO
ULKPOOKOTILO YLO. TOV EAeyX0 Ttapouciag tng duotpodivng

avTidpacn Tou opyaviopoU PETA and avalobnaoia n onola
TiPOoKaAEL uPNAS TTUPETO KAl UMOPEL va elval armeANTIK yLo Tn
wn

OPXLKO ONUELO-TLUN LE TO OTIOLO CUYKpPivovTal GAAQ
TECT/UETPNOELS

KOTAOTOON OTNV OMola oL TIVEUOVEG SeV glval TIANPwWG
douOoKwWHEVOL

auénon NG mMoooTNTAG AEPA TTOU AQBAVETAL QIO TOUG
TIVEULOVEG LLE TN XPrON KOG CUCKEUNG Yl VOl GOUCKWVOUV OL
TVeUOVEG. TETOLEG OUOKEVEC TtepAapBavouy paockec Ambu kot
ouokeUEg utofonBnaong tou Bnxa (in-exsufflators). MNa tnv
aU€non Tou 0EPLOUOU TWV VEUOVWY UTtopel emiong va yivel
XPNON AVaTVEUOTHPA

epyaleio afloAoynong to omoio Sivel tnv lkdva Kat
npoaodlopilel TN dUoN KAl TNV EKTOON TOU OTOUATODAPUYYLKOU
npoBARATOC KOTA TV Katamoon. Kabwg to maldi katarmivel to
daynto éva Bivteo pe aktiveg X kataypadel tn Aettoupyia Tou
MNXAVIOUOU KOTATIOONG

ocupBaivel 6tav o pug rou KAsivel tn iodo petafl tou
OTOUAXOU KOl TOU 0Lo0dpAyoU avolyel LOVOG Tou N 8V KAELVEL
ETIAPKWCE E OIMOTEAECHO TA TIEPLEXOUEVA TOU OTOUAXOU VOl
aveBaivouv otov olcodayo. Eival emiong yvwotr cav
naAvépounon f moAvdpopncon ofEwv eMeldn ToL TIEMTLKA LYPA
Ta omoia ovopalovtat of€a avePaivouv avw padl Pe Ttnv tpodn

XELPOUPYLKN TotoBEtnon cwAnva oitiong-emniong ovopaletal
Stadeputkn evéookormikn yaotpootopia (AET)

TPOTOG LETPNONG TNC OKOALlWONC HEOW aKTvoypadlog TG
omovSUALKAG O0THANG
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Asiktng Malag Zwparog

Avoavegia yAukolng

Avotpodvonadeia

Avodayia

EKITOAWMEVO LUOXAAAPWTLKA

HAektpokapdioypadnua (ECG)

HAektpopvoypadnua (HMr)

Hxokapdoypadnua ("echo")

OpopBoAuTika enelcodila

Kapdlopuonadeia

KAlpakeg Kivntikng Asttovpyiag

KudookoAiwon

Muoodatpvoupia

MwOoKLOHOG BAQOTIKNG OELPAG

Ofuuetpia

Ooteonevia/ooteondpwon

UETPAEL TNV avadoyia UPouc kal Bapoug oag, dlalpwvtag To
Bdpog oag o€ KIAG |LE TO TETPAYWVO TOU UPOUC 00G OE HETPA

pLa tpo-6LaPNTLKN KATAOTOON ToU OXETI(ETAL LLE TNV avTioTaon
oTNV LVOOUALvN

0pO¢ TToU Xpnotuomoleital yia va KAAUPEL OAEC TIC A0BEVELEG
TIoU TpokaAoUvTaL amo KAmoLlo odpAaApa oTo yovislo Tng
duopodivng (puikn duotpodia Duchenne, puikn Suotpodia
Becker, dopeig twv aoBevelwv autwv Kat ondviol acbeveic ot
omolot mapouaolalouV Povo KapSlaka mpoBAnpata)

TPOPANUA KOTATIOONG

dappaKa Ta OToLa LELWVOUV TO HUTKO TOVO EVEPYWVTOC OTOUC
UTOS OXELG TWV HUWV UTLELBUVOUG OTNV EKTTOAWON

MEBOBSOG e€ETAONG TNG NAEKTPLKNG SpAOTNPLOTNTAG TOU
KapSlakou pu. 2to HKI autokOAANTa nAektpodia tomobetolvtal
oto 0tNB0¢ yla TNV Kataypadr TwV CNUATWY TG KapSLAG

g€€taon n omola HETPAEL TO NAEKTPLKO Gra oTtd KATTOLOV U Kall
Selyvel tnv mapouacia veupoloyLkig i LUTKAG dtatapaxng

UEB0BSOG yLa tnVv g€€taon Twv Sopwv TN Kapdldg. To
nxokapdloypadnua elval emiong yvwoto wg “unépnxog
KapSLacg” kot pag Sivel TNV elkOvVa TNC KapdLag mou mAAeTaL

OXNUOTLOMOG BpouPou o€ €va alodopo ayyeio o OTaEL Kal
Tiou eAeuBepwveTal oTo aipa yla va Gpacel Kamolo GAAO ayyeio.

ermudeivwon tng Asttoupylag Tou puokapsdiou

otaBulopéva TeoT Ta onoia afloAoyolv TNV KvNTIkr andodoon

ntaBoAoyikr KaurmuAdtnta tng ortovSUALKAC 0TNANG HE KUPTWHA
TPOG Ta AAyLa (OKoALwaon) Ko tpog Ta Unpog (kudwon)

mapouaia puoodalpivng ota oupa wg EveelEn PAABNG TWV LUWV
(ta oUpa €xouv xpwpa ou polalet pe coca-cola emeldn
TLEPLEXOUV TPOLOVTA LETAUPROALGUOU TWV HUTKWV TPWTEIVWVY

KATAOTOOoN KOTA TNV omola Ta KUTTopa Twv yovadwy Ta ornola
Ba e€eliyOouv og yevvnTika KUTTApa (WapLa Kat
omneppatolwapla), amoteAovy éva Pelypa amod U0 YeveTIKA
S10popETIKOUG TUTIOUG KUTTAPWV

UETPNON TOU 0UYOVOU OTO QO XPNOLUOTIOLWVTAG L0t CUOKEUN
EVTOTUOMOU HECW TOU SEPUATOG

pelwon TG 00TLKAG TTUKVOTNTOG
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MAELOUETPIKEG ALOKNOELG

Mveupovia ano ewlopodnon

Npooaywyol woxiwv
NpooOia otovéulodeoia
NpodUAagn

MueAwkA aviootnta

PaBdopuoAuon

PauBotnta

Inuadiy/kivnon tov Gowers

ZkoAiwon

Ztaéia tov Tanner

ZUYKAUYELG/PIKVWOELG

Tevovtotopun

Tpoayxslootopio

Tpwyodutiaon

Ynepkanvia

Yniéptaon

YNoaEPLONOG

Yrno§oupia

O0LOKNOELG OTIOU oL MUEG EVEPYOUV KABWC EMLUNKUVOVTAL TTAPA
K0Bw¢ cuoTéAAOVTAL, OTIWG KATA TO KATEBOOUA OKAAAC I} TO
TpOumoAivo

Tveupovia n omnola pokaAeital and evoxAnon f Baktipla Twv
OTOMOXIKWYV TIEPLEXOMEVWVY TA OTIOLO ELOEPYOVTOL OTOUG
TIVEUOVEG AOYW EAATTWHUATIKOU UNXAVICUOU KATATTOoNG

Ol LUEG TTOU 5pOoUV OTOV EVWVOULE Ta yovata

UEB0BS0G 8LOpOBwanNg TNC okoAlwaong

npoAnyn

neplypadel pio kataotaon O0mou n Aekavn glval avion, Ye tn
pia mAgupd o YnAd amo tnv aAAn

KOTOBOALOUOG TWV HUWV

otpodn Tou modLlov TPog T HEGA AOYW AVICOPPOTTLOG TWV HUWV
Tou nodlov

€va onuadt tng aduvapiog Twv puwv yupw amnod ta Loxia Kal to
AVW TUAUA TOU KATW TUAHATOC Tou Ttodto. Meplypddel tov
TPOTIO |LE TOV OTIOLO KATIOLOG HE aduvapio o€ auToUg TouG HUEG
ONKWVETAL QIO TO MATWHA, 0TNPLOUEVOC OTA XEPLA KOLL OTAL
nodia, kpatwvtag Ta modla StamAata avolytd kal Balovrag ta
XEPLOL OTOUC UNPOUC YLa VoL OTIPWEEL Kal va onkwBel. Elval katt
ouvnBlopévo ota motdid pe DMD, aAAG kot GAAEG KOTAOTAOELG
TIOU TIPOKAAOUV aduvapia oTig (5leg MUIKEG OpAbES
T(POKOAWVTAC €vav eALYO O omolog ovopdletal Gowers, oo Tov
avBpwro mou Tov neplEypale ya mpwtn dopa

KOUTTUAOTNTA TNG OTIOVEUALKNG OTAANG

XpilleL TtV edpnPikn avamntuén Baclopévn o eEWTEPLKA
npwtoBaduia kat SeutepoPaduLa XapakTnpLoTIKA Twy dU0
dUAWVY, 0w to PEyeBOG Tou 0TNBOUG, TWV YEVWNTIKWY OPYAVWV
KoL TNV avamntuén tng tpiyoduiag otnv NPk meployn

Suokapuia twv apBpwoewv n onola odnyel og poviun
TIAPALOVI) TOUG OE LA CUYKEKPLUEVN B€an 1 amAd otn pelwon
Tou elpoug kivnong

XELPOUPYLKI] KOTIH KATIOLOU TEVOVTA

XELPOUPYIKN EMEUBACN OTO Ao yLa vo ovoiEeL Evag AUECOG
OEPAYWYOC HECW LLOG TOWUNG OTNV TpaXELa

Aoipwén tou dépuartog mou mpokaAeitatl arnod poknTa
umepBoAwkn avgnon tou Slogeldiov Tou dvBpaka oto aipa
vPnAn aptnplakn mison

MELWUEVN amOoSOTIKOTNTA AVOTTVEUOTLKAG XWPNTLKOTNTAG

MEwwUEVa eTtimeda ofuydvou oTo ailua
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Xapaktnplotika tunou Cushing

Xpnowa links

Helping Jerry's Kids

Parent Project

(N
Muscular Dystrophy FIRGHT-

0pOG MoU TtepLYpAdEL TO GTPOYYUAO H oav oxrua GpeyyapLol
TPOCWTIIO TOU Uropel va epdavicouv avBpwroL Tou KAvouv
xpnon otepoeldwv. (Mmopetl va eivat epdaveg akopa Kal av dev
umapxeL mpoPAnua Bapouc Kat eival SUokoho va eAeyxBel xwpig
kamola aAAayr) otn 860N oTeEPOELSWV)

www.mdahellas.gr

www.pespa.gr

www.disabled.gr

www.physiokids.gr

A N

www.elepap.gr

MDA, PPMD, TREAT-NMD and UPPMD have all been directly involved in the
writing and production of this guide.

m

NVMD €&%

LEADING THE FIGHT TO END DUCHENNE From 200

ar Ni

f ':\ United Parent Projects
» | Muscular Dystrophy

ity |
and Biotechnology for Health)
Sixth Framework Programme.

(Life
af the
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http://www.mdahellas.gr/
http://www.pespa.gr/
http://www.disabled.gr/
http://www.physiokids.gr/
http://www.elepap.gr/

This guide was translated to Greek by Spiros Papagiannopoulos, PT, MSc (spplos@yahoo.com)
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