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MAFKOZMIOX MHNAZ ENHMEPQXHZ A TH NQTIAIA MYIKH ATPO®IA (SMA)

O AuyouoTog cival aQIiEpWPEVOG TTAYKOOMIWG oTnv evnuépwon yia TN Nwrtiaia Muikn
Atpoeia (Spinal Muscular Atrophy — SMA), ue kopuwaon Tnv Maykdéopia Huépa SMA oTIg
7 AuyouoTou.

Me agoppun Tov lMNaykéouio Mriva Evnuépwong yia 1n SMA, 10 Zwparteio AcBevwv pe
NwrTiaia Muikry Atpogia EAANGS0¢ — SMA HELLAS ulotroigi o€ipd TTaveAAadIKWV dpAoewv
EVNUEPWONG PE KEVTPIKO PRVUUQ:

«KdBe yévvnon agigel va wrTieTal amrd TRV TPOANYn.»

H @eTIvi) ekoTpateia EpxeTal va eVIOXUOEI TIG ONUAVTIKEG TTPWTOROUAIES TTOU BpioKovTal o€
eCENIEN OTN XWpa Pag yia TNV TPOANWn kai TV éykaipn didyvwon Tng NwTiaiag MuikAg
ATpopiag. 2uykekpiuéva oTo,TTAdiolo Tou EBvikou Mpoypduuatog MNpdAnwng Anuooiag
Yyeiag «Zmmupog Aogiadng» Kal pe xpnuaTodotnon amd 1o Tapcio Avakauywng Kal
AvBekTIKOTNTAG TOU YTToupyEiou Yyeiag, uhotTolouvTal atro 1o IvoTitouTo Yyeiag MNaidiou
(I.LY.IT) 1O TMAOTIKO TTPOYPAUMA TTPOYEVVNTIKOU EAEyxou popeiag TNG SMA otnv KpATtn Kai
TNV IKapia Kal 70 TTAOTIKO TTPOYPAPUO VEOYVIKOU €AEYXOU YIa TNV EyKaipn O1ayvwon
veoyvwy pe SMA.

H SMA atroTeAei éva atTd Ta oUXVOTEPQ YEVETIKA VOO UATA. ZAPEPQ, XAPN OTIS CUYXPOVEG
EVKEKPIMEVEG BEPATTEIES, N TTOPEIa TNG vOoOU PTToPEi va aAAAEEI oUOIaaoTIKA, IBIaiTEPa OTAV
n d1dyvwon yiveTal €ykaipa.

Baoikd oToixeia yia 1n SMA:

* 1:40 aropa eival popéag TG SMA, Xwpic va TTapouciadel CUPTITWPATA.
* 8—12 TTaudié yevviouvTail K&Be xpdvo otnv EAAGSa ue SMA.

* H SMA kAnpovoueital ug aUTOCWHMIKO UTTOAEITTOMEVO TPOTTO.

» O1av kai o1 dU0 yoveig gival popeig, uttdpxel 25% mlavoTtnTa va yevvnOei Taudi ue SMA
o€ KABe gykupoouvn.

H yvwaon 1Tpiv a1rd TNV KUNOoN TTPO0QPEPEI TTEPICOOTEPES ETTIAOYEG, EVW N £yKaipn diIdyvwon
META TN yévvnon eCaoc@aAilel TaxuTepn TTPOCRACN 0Tn Bepartreia, EKEi OTTOU 0 XPOVOC KAVEI
TTPAYUATIKG TN diagopd.

2710 TTAQICIO TNG QPETIVAG EKOTPATEIAG Ba TTPAYHATOTTOINOOUY, NETAEU GAAWV:
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* [MaveANadIKEG QWTAYWYNOEIG DEKAdWY EUPANUATIKWY KTIPIWV KAl UVNPEIWY, PE TN

Beopiky utrootpin TG Kevipikig ‘Evwong Anuwv EAGdag (KEAE), kaBwg kal
OUMBOAIKA @wTaywynon Tou KTipiou TNG BouAng Twv EAAAVWV.

* MaveAAadIKr} TTPOBOAN] TOU KOIVWVIKOU OTITIKOOKOUGOTIKOU PNVUPOTOG «MIAGUE yia Tn
SMA... TA£€ov &€peigy, To 0TToI0 TEAEI UTTO TNV alyida Tou YTroupyeiou KoIvwvikAG ZUuvoxXAg
kal Oikoyévelag, péoa atmmd TNAEOTITIKOUG OTABPOUG €OVIKAG eUBEAEING, WnOIOKES
TAaTQOopueg, 10 Video Wall 1ng MAateiog Zuvtdypartog, TIC Wn@IakEG 0BOveEG OTIG
amoBdapeg Twv MNpappwyv 2 kal 3 Tou MeTpd Tng 2TA.ZY. A.E., kaBwg kal dAAa péoa
TTPOROANG, e€ao@alifovTag TTaveAAadIKA EPPBEAEIO KAl EUPEIa EVNUEPWON TOU KOIVOU.

* [aveAAadIKA EVNUEPWTIKI) EKOTPATEIQ MPE TN CUMMETOXN ETTIOTNUOVIKWY ETAIPEIWV,
TTAVETTIOTAMIOKWY KAIVIKWYV, VOOOKOUEIWY, ETTAYYEAUATIWV UYEIAS, BECUIKWY QOPEWV.

» Apdoeig evnuépwong Kal euaiodnTotroinong HECW TWV PECWV KOIVWVIKAG BIKTUWONG,
TOU BIadIKTUOU KaI TwV ETTIONUWY WYnelakwyv kKavaAiwyv Tou SMA HELLAS.

To SMA HELLAS utroypappicel Tn onuacia TG ouvéxiong Kal TNG KABOAIKNG EQAapPoYAS
TOOO TOU TTPOYEVVNTIKOU €AEYXOU QOopEiag 0O Kal TOU VEOYVIKOU eAEyxou yia Tn SMA,
WOTE KABE oikoyévela va €xel TTPOoBaon oTNV EVvNUEPWON, OTIG ETTIAOYEG TTOU TTPOCPEPEI
n TTEOANWN Kal oTnV £yKaipn BEpaTTEUTIKNA TTapEUBaan.

" autd pIAGue yia Tn SMA.

lMNa va yvwpidoupe TTEPIcCOTEPO.

[Na va JTToOPOUNE va ETTIAEYOUUE TTEPICCOTEPO.

Mo va ytropoupue va TTpoAapBavoupue TTEPICTOTEPO.
lNa va PIropoupe va eATTICOUNE TTEPIOOOTEPO.

MNaTti KA yévvnon agiCel va ewriCeTal aTtrd Tn yvwan, TNV TeoAnywn Kai TIg duvatoTnTeG
TTOU TTPOCPEPEI N OUYXPOVN ETTICTAMN.

MNaTi N Tpd0d0o¢ aTrokTd TTPayHaTIKA agia uévo otav @ravel ae GAOUG.

ARAwon Tng MNMpoédpou Tou Zwpareiou AoBevwyv pe Nwtiaia Muikl Atpogia
EAAGS0g — SMA HELLAS, BaolAIkiig Z1aABépa

«O Maykoopiog Mrvag Evnuépwaong yia Tn NwTiaia Muikr) Atpogia gival yia eukaipia va
QVOAOYIOTOUME TTOOO MOKPIA €XOUdEe @TACEl, OAAG Kal TTOOO onpavtikd €ival va
OUVEXIOOUME TNV TTPOCTTABEIQ.

Eyw kal n adeA@r) pgou yevvnOnkape o€ pia €TToXr OTTOU €V UTTIPXAV OUVOTOTNTEG
TTPOANYNG, TTPOYEVVNTIKOU [l VEOYVIKOU E€AEYXOU, OUTE OI OUYXPOVEG BepPaTTEiEG TTOU
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d1aBétoupe onuepa. MNvwpifoupe, AOITTOV, ATTO TTPOCWTTIKA EPTTEIPIA TI ONUaAivel va CEIg

XWPIG TIG dUVATOTNTES TTOU TTPOCQEPEI TTAEOV N ETTIOTAUN.

2AMEPA Coupe opoonua TTou TPV atmo Aiya xpovia dev @avrtalopacTtav Ot Ba
MTTOpOoUCapeE va ¢ooupe. H TTpdodog TG ETTIOTAUNG, N APOCiWon TWV EPEUVNTWY KOl TWV
ETTAyYEAUATIWV UyEiag, aAAd kal n duvaun Tng KovotnTag TN SMA €xouv aAAGEE
OUCIOOTIKA TNV TTOPEIQ TNG VOOOU Kal £XOUV AVOIGEl VEEG TTPOOTITIKES IO TA TTAIOIA KAl TOUG
evAAIKEG TTOU Couv e SMA.

QoT1600, n ammooToAl pag dev éxel ohokAnpwbei. Ogeiloupe va ouveyiooupe va
€TEVOUOUNE OTNV EVNUEPWON, OTNV TTPOANWN, oTnV £yKaipn didyvwaon, oTnV £€peuva Kal
otn d1Iao@AANIon 100TIUNG TTPOoRaoNS OAWV OTIC BIABECINEG BEPATTEIEG KAl UTTNPETIES
@povTidag.

To gAVUPA TNG QETIVAG Jag ekoTpaTeiag eival EekdBapo: «KAabe yévvnon agidel va gwTiCeTal
atré TNV TTPOANWN.»

MNati n yvwon divel emAoyég. H éykaipn didyvwon divel xpdvo. Kai o xpdvog otn SMA
MTTOPEl va aAAGEEl TNV TTopEia piag 0AOkANpNnG (wNG.

2TOX0G MOG €ival Kapia OIKOYEVEIQ va Jn oTEPNBOEI TRV evnuEépWaon Kal TIG duUVATOTNTES TTOU
TTPOOQEPEI CAMEPQ N oUYXPOVN ETICTAKN. [NaTi N TpayuaTikn agia TG Tpoddou BpiokeTal
OTO va QTAvEl 0€ OAOUG.

Me ektipnon,
Ek puépouc tnc Atoiknong “SMA HELLAS”

Bao ZwoABepa
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