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CrnunasnHa myckysiHa atpoduja (CMA) e peTka reHeTcka 60s1ecT Koja I' 3acera
HEPBUTE KOU 'l KOHTPOJIMPAAT MYCKYJINTE U BJIMjaaT HA MOTOpPHaTa (pyHKIMja Ha
JleceTUHa WIja/iv JIyI'e BO CBETOT.

Hexkou 3abosienu og CMA He MOKaT /ia ceJiaT, a APYTH TEIIKo ojat. Hekou jyre
MMaaT MOTENIKOTUH CO JUIIIEbE, jaJiehe U U3BPIIyBabe Ha CEKOjITHEBHU aKTUBHOCTH.
Ox CMA Mozkat /1a 3a60J1aT HOBOPOJIEHUYHbA, JIela, THHE]IIEPU U BO3PACHU — U CEKO]J
01 HUB MOK€ /A ja UCKYCH TeXKWHaTa Ha OoJsiecTa Ha MIOMHAKOB HAaUWH. MeryToa,
CMA, He BiIMjae HA CIIOCOOHOCTA 32 yUEHhe.

CnukoBHunara /[en 3a uepa Ha Ilemap npetcraByBa UCKyCTBO IIOBP3aHO CO JieTe Koe
>)kuBee co CMA u He Ty ITpeTcTaByBa UCKyCTBaTa Ha ceKoj Koj »kuBee co CMA.

ITesiTa Ha OBaa MpUKa3Ha € Jia IOMOTHE BO eyKallfja U CBECHOCT Ha JiyreTo 3a CMA,
Jla TIOMOTHE BO 00jacHyBarbe Ha BUCTHHCKHUOT JKHUBOT CO Taa 60J1eCT, BKIYIYBajKU TH
OTpaHUYyBamaTa ¥ MOXKHOCTHUTE CO KOU JIMI[aTa MOJKe J]a Ce CPeTHAT.

Co 2opdocm ja noceemysame 06aa CAUKOSHUYA HA 3aboaeHume 00 CMA,
HUGHUMe cemejecmea, cmapamenu, MeOUYUHCKU Cneyujaaucmu u op2aHu3ayuu
xou ja s3acmanyeaam CMA Hu3 ceemom.




3a copaboTHUIIUTE

CnukoBHuiiata /[eH 3a uepa Ha Ilemap (Bo opuruHasl, Ha aHIJIMCKH ja3uk Zac’s Play Day) Bu ja
00e30emyBa pupmara Biogen Bo copaboTka co marueHTcKuTe opranusanuu Cure SMA u SMA
Europe u cienmjanucrure 3a CMA, dr. Robertom Grahamom u dr.Crystal Proud. ITpeBozaor 3a
MaKeIOHCKH ja3uK ro oBo3aMoxku ¢pupmara Meauc Makenonuja JIOOEJI Ckorje.

BiaromapHOCT 10 CHTE KOU MIOMOTHAaa BO M3pab0TKa HA COAPIKUHATA HA OBaa CJIMKOBHUIIA U
HUBHATA 3aeJHNUYKa rnocBeTeHocT 3a CMA 3aeqHunata. AKO cakaTe IIOBEKe /1a I03BHAaeTe 3a
CMA mocerete ru: www.TogetherinSMA.com, www.CureSMA.com, www.sma-europe.eu u
www.stopsma.mk.
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3a uiIycrpaTopor

Charls Santoso caka a npTa Maii HellITa BO CBOjOT JJHEBHUK U J]a COHYBa 3a yOaBU IPUKAa3HH.
MHcnupalija mpoHaora BO CIIOMEHUTE OJ IETCTBOTO U MPeKpacH! pabOTH KOU TH OTKPUBA Ha
CEKOj/IHEBHUTE NaTyBama. JKuBee u pabotu Bo Cuinej, ABcTpanuja. MoxkeTe /1a To OCETUTE Ha:
CharlesSantoso.com.

Menuc Maxkenonuja JJOOEJI Ckomje
¥Yn. Haym HaymoBcku Bopue 50/2-6, 1000 Ckorije

JlaTyMm Ha OATOTOBKA: Maj, 2021
MK-SMA-0521-001






~,CTaHeTe, feunbal“ m3BUKa 0/ XOAHUKOT Majka My Ha [letap.

[Terap rvi OTBOPH OUMTE U 37I0TJIEZa COHUEB, HOB JIeH. Jlo/ieka JieKelle YeKajKu
ja Majka My Jia To IIOZUTHE, TO TJie/ale cBojoT moctap opat CredaH Kako CKOKa
Ol KPEBETOT U UyKa 110 cobaTa cupeMajku ce. [leHec OpaT My Ke T'o HOCH HA
UTPAJTHIIITE.



Majka my Ha Iletap Becesio 3ab6pedTa Kora Biie3e Bo codaTa
1 BU/ie Koja Mauiia ja oosiexos Credas. ,,/{y1io, mro cym Tu
peKJIa 3a CIojyBame Ha TOYKU U JIMHUHU? Ce HacMea.




I'm 3aBjieue konuTara 1oz rpbot Ha Iletap u
My IIOMOTHA /Jja ceJHe BO KOJIMYKarTa.

IToToa 3rpabu YMCTH YOopamnu U My TH
HaBJIeye.

,He cMeeMe 1a 3a00paBUMe Jla TH ja HcUellIaMe
rpuBara “, peue Majka My CMeIIKajKU ce.

~JLeHec HampaBu Mu ppusypa, mamo!“ Ilerap ce
HaBeJHA J0/eKa Majka My My ja JellljIallle IPHUBaTa.



sJajiere, Muau Mou!“ um peue majka um Ha Ilerap u Credas. ,,JIa He Bu
nsbera crazoro!”




ITerap nako Oellle BO KOJIMUKA, Oellle CUTYpPeH JeKa CO
PEIIUTETHOCT MOKe Jla IT00eI1 IMMOJIOBHUHA CTa/IO.
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.~ Vmue He ce cBPTe, a Beke Gelle IIPB peT BpaTaTa.




Ilerap u Credan ykuBaar 1a urpaaTt KpueHKa.
Ho zenec, cakaa Jja mpaBat HeIlITO HOBO.

[leTap ce mparryBailiie Iajiu Ja ce IPUAPYyKaT Ha
CJIOHOBHUTE KOU UT'PaaT KapTH Ha MacaTa, Ujin
Ha ’KMBOTHHUTE KOU UTpaaT OpKaHUIIA BO KPYT
okosy OoHTaHaTa, WX Ha rpylaTta ra3dejau Kou
UrpaaT HajHOBa BU/IE0 UTPA.



Bo enen momeHnT, [letap mmouycTByBa
JleKka HEKOJ My 'O JIOIIPe PaMoTO.
Ja CBPTH IJ1aBaTa U ro 370IJIe/ia Ipe
cebe CTOMAaKOT Ha BHCOKaTa ;kupada
Kpucrujas.

~LaJIU Ce TIOBpear?“ mmparia
Kpucrtujan o BUCOKO,
ITOKA’KyBajKU HA KOJIMYKATa Ha
ITerap.

»1e pazoupam! U jac mman
He3roj|a MUHaTaTa Hejiesia“, peue
Kpucrujan 1 mokaka Ha CBOjOT
Bpar.

,»,BCYIITHOCT, HE CyM IIOBpeeH",
peue Ilerap. ,Mmam CMA.“

»,C-M-11T0?“ ipama Kpucrujas.



ITetap 3a06esnexa ieka Hemy 1 Ha CTedaH um ce
pUOIMKyBaaT HEKOJIKY JKUBOTHH U CUTE U3TJjiefaa
JbyOONTUTHO Kako kupadara Kpucrujas.

Credan my Hamursa oxpabpysauku Ha [letap gomeka

TOj TO IIPOYMCTYBAIIIE TPJIOTO ¥ CAMOYBEPEHO I peue Ha
rpymnara Koja 6p3o ce cobupariiie okosty Hero: ,Jimam
CIIMHa/IHA MyCKyJiHa aTpoduja.”

,11ITo 3HA4YM TOa?“ mparra HojoT Urop.

. byl
Ilerap ja moryiegHa rpynara. '



W 3Hauu gexa MO€eTo TeJIo ce
pa3BUBa IOMHAKY O OCTaHATUTE.

OOHMYHO MYCKYJIUTE CO TEK Ha BpeMe
3anBpcryBaart, Ho kaj CMA ocsabyBaar.




»,Kako cu ja mobua Taa 6osiect?” mparma coHoT Jbymyo. ,,Ce poaus
co CMA*®, onrosopu Ilerap. ,,Kora 6eB 6ebe, MouTe poguTEIN
3abesiexkasie ieka cyM MaJiky cjiab. Jlosro Bpeme mu Tpebasio 3a
Jla ceTHaM ITPaBO M HO3eTe He MU OuJie MHOTY IIBPCTH Ia Me
OJIHEJIE Kaj JOKTOP KOj UM peKoJi jieka umam CMA.“



Sanu cute kou umaaT CMA ce BO KOJTMUKH?“ IIpaliia HUICKUOT Ko ['o11e.




ITetap ce ceTn Ha cBouTe mpujaTeau kou umaat CMA, maggara becuuke u
keHTypoT Mapmo. ,He, He cute“, um oarosopu. ,,CMA e monHaKBa Kaj pa3/InuHU
suna. Hekou ce mocrapu, HEKOHW IIOMJIAAU U HA HEKOU UM Tpeba IMmoBeKke MOMOIII
3a JIBUKEHe OTKOJIKY Ha APYyTH. "




»,IlOHEKOTaIll H1 Tpeba IMMOMOIII U CO JPYTH
pabotu, a 3a Toa UMaMe CeKaKBU IoMarasia’,
nposioyku Iletap, ,Ha mpuMep mocebHa 1eBKa
KOja IloMara 3a XxpaHele WIHN allapaTH KOu
roMaraat Ipu JIUIemhe U Kalllame.

3a Toa BpeMe okouty Ilerap u CtedaH ce cobpa
II0roJieMa rpylia ¥ CUTe BHUMATEJHO CIIylaa.
[leTap ce mmouycTByBa ropA, 1 MPOAOJIKY /1A ja
packakyBa cBojaTa IpUKa3Ha.



~Mam siypu u mocebeH Tum“, peue. ,,I'u Bukam mojata CMA ekuria.
TyKka e JIOKTOPOT KOj MU T'tl TPOBEPYBA MYCKYJIUTE 1 HEPBUTE. 11
YIIITE €JIeH YIeH Ha eKUIlaTa KOj MU I'0 HCTETHyBa TeJIOTO 3a /ia Ou/ie
direkcubuHO. EfleH ApYyT 4ieH Ha eKuIara ce TPHKH Jla Ce XpaHaM
IIPaBUJIHO. A UMaM H JJOKTOP 3a JUIIEIbE KOj TH OAPKyBa MYCKYJIUTE
OKOJIy MOUTe Oesiu IPOOOBH IIITO € MOXKHO MO3/IpaBU.



Toram :KMBOTHUTE CIYIIIHAA BpEeBa HA
Zipyrara cTpaHa OJf UTPaIUIITETO.

,Halata Tonka!“ Bukaiie MepkatoT Jycyd.



EnHO 110 eiHO, cuTe *KUBOTHU KOU
MOKaT J]a CKOKaaT ce 00m10a J1a ja
CITIyIIITAT TOITKATA.

»Karraeto ['opru ce obuse IpBso ...
HU IPUOJIMIKHO.

I"'azesraTa Bepa ce 3asieTa U CKOKHA
BO Bo3/lyX. Hemarire cpeka.



Cure ce cBpTea koH Kpucrujas. ,IIpocrere ApyiiTBo, ama He MOKaM Jja BU
rmomMoraHam. J[OKTOpOT He MU 103BoIyBa!®




,He rprkere ce, HHE Ke 0 PellIriMe
Toa “, peue cyioHOT Jbymuo u ja
CITyIIITH Ha 3eMja cypJjiaTa 3a Jja ce
KauM MepkaToT Jycyd Ha Hea.

Ja mozgMryaa cypJiara BO BO3/1yX KOH )
TOIKaTa HaJMHOTY IIITO MOJKeIIIE.

Jlypu u oTKako Jycyd ja ucupyxu
pakara, cenak MM HeJJOCTUTraa yITe

HEKOJIKY CAHTUMETPHU.




Cure Oea 3aryieflaHu Harope mna HUKOj He BuUJie fieka Iletap ce
3ajieTa KOH Apyrara cTpaHa oji ¢oHTaHaTa. Toj umailie ujeja.




OpnenHan BojiaTa ce CIyIllITA U TOIKaTa
3acraHa.

Cure KMBOTHH IOTTIEIHAA HATOPE U Ce I/ISHeHaI[I/IJa

Kora ja Bu/10a pakara Ha [lerap Ha Konquq sa

I/ICKJIytIyBarhe Ha (bOHTa;&éTa.,TOJ ce gme K e
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Ciionot Jbynuo ce gosyeuka fo Ilerap. ,,Hue ogume 110
IIOMJIOTO 1ocsie oBa. Cakal s1a gojaen co Hac?









KopucHa tepmuHonoruja sa CMA

BiPaP (nosutuseH Bo3aylweH ABOHACOYEH MPUTUCOK):
nomara Aa ce oapxyeaat 6enmute Apobosu OTBOpeHU U
3apasu 0b6e3benyBajku ABe HUBOAG HA MO3UTUBEH BO3AYLUEH
MPUTUCOK LITO Ce UCMOpPaYyBa CO MOMOLL HAa MAcka. Anapatot
AABa NOBUCOK MPUTUCOK U O 3ronemyBa BOSTYyMeHOT Kora
Hekoj sauwyea. TTpu UsaULWYyBaHLETO, ANApaToT ro HAMAsyBa
NPUTUCOKOT 3G i OBO3MOXU MOHOPMASTHO AuLLeHse.

Anapat 3a NOMOW NpU Kalwnakwe: NOMAra Aa ce ucYMcTat
cexpeTute oA 6enute apobosu. TTpu Bavwwysarbe, BO3AYXOT
CWUITHO Hasnerysa Bo 6enuTe Apo6oBM 3a NOJSIeCHO Aa ce
npowwupat. Kora ce u3auwyea, anapatoT CO3AABA CUNG HA
BLUMYKYBQHE KOja FO U3BMeKyBa BO3AYXOT oA b6enute apobosu
W nomara Aa ce 3aCUNK KalnaweTo U Aa buae noeguUKacHo.

eHetcka 6onect: cocToj6a npeAU3BUKAHA OA NPOMEHA Ha
AHK kaj yosekoT. TToBekeTo reHeTCKU 3a60nyBarba Ce peTku U
3aceraaT efiHO Ha HEeKOMKY UNjaan MU MUSIMOHU NuLa.

lacTpoctomHa coHAaa: AOCTaBYBA Te4YHa XpaHa AUPEKTHO

BO XeJlyAHUKOT CO MOMOLL Ha LieBKa BMETHATa HU3 CTOMAKOT.
Ce NoOCTABYBA CO KPATKA XUPYPLUKA UHTEpBEHLMja U UM
OBO3MOXYBG Ha NyieTO KOU MMAaT Npobriemu co XpaHere Aa
BOCMOCTABAT MPABUITHA UCXPAHA, BHEC HA TEYHOCTU U NEKOBU.

Cneunjanuctu 3a CMA

Heeponor: yecto e NpBUOT NeKap Koj ce CpeTHyBa CO LA 3a
KOu ce cOMHeBa Aeka umaat CMA. Tue ce cneumjanusmpaHu 3a
AW jarHoCcTULMpatbe U NeKyBare Ha 601eCTU Ha HEpBHUOT CUCTEM
(Mmo30K, 'pbeTeH MO30K, HepBU, MYCKYIU).

HyTpuuMOoHUCT: BaxeH uneH Ha CMA TUMOT Koj obesbenyea
NPABUHU HACOKM 3a UCXPAHA U pacT, 3aToa WTO 3a60neHuTe Nmua
MOXe fa 06UBAAT NPEMHOTY UMY MPEManKy XpaHa, LWTo Moxe

AQ BN jae Ha LIBPCTUHATA HA KOCKMUTE, pacToT U LieSIoKynHata
NOABUXHOCT.

OpTonea: cneumjanusmpaH 3a XMpypLIKO U HEXUPYPLUKO neverbe
Ha cocTojbu Ha KockuTe, 3rnobosuTe U mekuTe TKMea. Jlnuuarta co
CMA moxe Aa umaart 3rofiemeH pUsuKk o4 oapeaeHU opToneackm
npobnemu 3a KoM OpTONEAOT MOXe Ad Npernopaya NoAApLIKG
(opToneacko nomarano) unu onepaumja.

FusuotepanesTt / pusnjatap / paboteH TepanesT: npoleHyeaat
WHAMBUAYANEH OMncer Ha ABUXere, MyCKYJIHG CUNa U NOABUXHOCT
3a Aa oApenat noTpeba oA UcTerHyeawe U ynoTpeba Ha cuna npu
Bex6u kaj naumeHTn co CMA. Tue UCTO Taka MOXaT Aa nNpenopayaat
BeX6U UM Nomarana 3a Aa My MOMOMHAT HA NULIETO AA ja OAPXKU
HajaobpaTta nosuuMja Ha TenoTOo 3a AULLEHE U XpaHetbe.

TTynmonor / MHTeH3UBUCT: neKkapu €O CneuLmPpUUHa ekcnepTusa
BO TPeTMaH Ha 6enoapobHu 3a6onysarba U ynpasyBarbe Co
pecnupaTopHW Hapyluyeara kou 6apaat ynoTpeba 3a nekosu unu
cneuu janusnpaHa onpema 3a NOAAPLUIKG.
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