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AnarHocTtuka. AKO ABUraTesIHOTO pa3B1THE e 3a6aBEHO UM HEPHOAPOGHUTE EH3UMM Ca NOBULLEHU, U3C/IeaBanTe
KpeaTuHkuHasa (KK). ChildMuscleWeakness.org. Ako KK e nosuwera (KK>800), HanpaBeTe Mb/IHO rEeHETUYHO
nscnepBaHe 3a MycKynHa guctpodus Tun JioweH. O6cbaeTe UscnesBaHe 3a HOCUTENW/ PenpPoAYKTUBHM
Bb3MOMHOCTW 32 ManKaTta 1 TeCTBaHe Ha APYrv Y1EHOBE HA CEMENCTBOTO.

M3nonsBaiiTe nogKpena. HacoyeTe ce KbM JOBEPEH, CUIYPEH OHMAMH U3TOYHMK. [peanomeTe KOHTaKT ¢
nauueHTcKm opraHmsaumu (ParentProjectMD.org, TREAT-NMD.eu, UPPMD.org). OpraHusnpanTe npocneassaHe oT
ZOKa3aH HEBPOMYCKY/IEH LLEHTBP C OMNUT B FPUKMTE 3a Xopa, CTpagallim OT MyCKyHa AuCcTpodua Tmn JdoweH.

HopTurocTtepounam. 3anoyHete paHo! O6¢cbaeTe NON3UTE U Bb3MOKHUTE HEHENAHN eDEKTU OT
KOpPTUKOCTEpouaHaTa Tepanus 4o 3 roamiiHa Bb3pacT UM KOJIKOTO € Bb3MOXHO no-paHo. OueHABanTe edeKTa un
HaJIMYHUTE HEXENaHW peaKL My OT KOPTUKOCTepOMaHaTa Tepanus nNpy BCAKa BU3UTa, CBbp3aHa C HEBPOMYCKYJTHOTO
3abonsasaHe. O6CcbAETE OCHOBHATA NMpUYMHA 3a AbJIrOTpanHaTa CTepoMgHa Tepanus.

Coupue. HoHcynTaumsa ¢ Kapanonor n obpasHu uscnegpaHms (exokapguorpadua nam MPT Ha cbpue) npu
nocTaBAHETO Ha gMarHosarta Wiv Ha 6 roguilHa Bb3pacT, Cej, ToBa Ha BCEKU 2 rOAWHM 0 HaBbpLluBaHe Ha 10
roAmLIHa Bb3pacT (MM KaKTo € He06X04MMO), Cnel ToBa BEAH B MOAMLLHO (MM NO-4YECTO, aKo € HE06XO4MMO).
O6cbaeTe KapanoaornyHa Tepanuya npy Haanuue Ha drnbposa Ha MPT, 3a BCAKO 3acAraHe Ha cbpaedHata pyHKLmA,
HamansBaHe OT M3XOAHOTO HMBO WUJIM NPU CbPAEYHA HEAOCTATBbYHOCT (PpaKuma Ha CKbcABaHe <28%, hpaKuma Ha
naTnackBaHe <55%).

Ha BcAKa BU3uTa npocnepnasanite TeniecHata maca. Onpegenante/obcbxaanTe agvetarta(3gpaBoCc/10BHO XpaHeHe,
Kanumn, ButamuH ). OueHeTe npernbluaHeTo/HyKaaTa oT nHTepBeHums. Jlekysante NEPB 1 KoHCcTMNaumATa, ako e
Heobxo4MMO.

HuKora He 3a6paBsaiTe pu3nKanHaTa, TpyaoBarTa Tepanua U pexabunurauuarta. Heo6xoamMmo e oueHsiBaHe Ha
BCEKM 4-6 meceLa oT crneumanmct. ObcbaeTe NpoduaaKTUKaTa Ha KOHTPaKTypuTe (LUMHK, pasTaraHe), NOAX04ALLM
yrparHeHusA, NOMOLLHWM CpeaCcTBa 3a NpUABUIKBaHE (AETCKN KOIMYKU, CKYTEPU, MHBAIMAHU KOJIMYKK) U ApYTY
MOMOLLHM CpeacTBa (nerna, CpeacTsa 3a pblie, MOBAMIradn 1 ap.)

HuKora He 3a6paBAiTe KOCTHaTa MJILTHOCT. AKO IeTeTo Np1ema ctepounau, nposepeTte 25-OH ButamuH [ npeam
3anoyBaHeTo Ha TepanuATa, c/ief ToBa BEAHBbK FoAMILHO. 3anoYyHeTe 3aMecTUTe/IHa Tepanusa ¢ BUTaMuH /1, ako e
HeobxoamMmo. O6cbaeTe HEOHXOAMMOCTTA OT afeKBaTeH NpMem Ha Kanuui 1 ButamuH . O6¢cbaeTe nscnesBaHeTo Ha
KOCTHaTa NIbTHOCT M M3nonaeanTe GuchochoHaTh. HanpaBeTe oueHKa Ha rpbOHAYHMA CTHIG 3a CKOMO3a, fOKaTO
[EeTeTOo BCe OLLE MOXE [1a XO4M U NMPU BCEKM MPU3HAK Ha CKOMO3a.

OueHeTe guliaHeTo. HanpaBeTe oueHKa Ha 6enogpobHaTa PyHKUMA NOHE BEAHBK AOKATO AETETO OLLEe MOXeE Aa
XOAM W BEOHBK FOAMLLHO, Clej KaTo 3arybu cnocobHocTTa 3a xogeHe. O6cbaeTe NognomMaraHeTo Ha OTKaLLIAHETO,
KOraTo BbPX0OBWA AEOUT Ha OTKaLLASHETO € noA 270 MTpa Ha MMHYTa WK KoraTo Kal/IAHETO cTaHe no-cnabo
(M3nonsBariTe No Bpeme Ha pecnupaTopHU 3a601ABaHMA LOKATO AETETO MOXE a XOAM U eXKeHEBHO M NPU HYHAa
cnep 3ary6arta Ha noxogkata). O6cbaeTe HoweH Bi-PAP (Bilevel positive airway pressure) npu HyxAa nav KoraTto
dopcupanus BuTasieH KanaunteT PBHK < 30. MpogbakeTe UMyHU3aLMUTE (BRIOYUTENHO MHEBMOHMS M CE30HEH
rpvn). JlekyBanTe pecnvpaTtopHUTe MHPEKLMM BeaHara 1 arpecuBHo.

McuxuyHo 3ppaBe. OueHeTe NPUCNOCOGSABAHETO, CMPABSAHETO, MOBEAEHYECKOTO M EMOLMOHAIHOTO ChCTOSHUE U
couuasHaTa M3onaums Ha nauveHTa U Y1eHOBETE Ha CEMEWCTBOTO NMPUW BCAKO MocelleHre. HanpaBeTe CKPpUHUHT 3a
HapyLLUEeHUs B 3ay4aBaHETO, peyTa U e31Ka, Pa3CTPOMCTBO Ha BHUMaHWETO, AeDULUT HA BHUMAHWETO U XUNEepaKTUBHO
noBeAeHWe, ayTU3bM M 06CECHBHO-KOMMYJICUBHO pa3cTPOMCTBO. HEBPOKOrHWUTMBHA OLEHKa TpsbBa fa ce Hanpasu
MpW NOCTaBAHETO Ha AMarHosaTa, Npeay Ha4asHOTO yunauLLe M Npu Hywaa. O6cbaeTe Heo6X0AMMOCTTa OT
WHAMBKMAYaneH/cneunaneH obpasoBartesieH niaH.

M3ucKBaiTe nauMeHTUTe/poaUTENNTE fa HOCAT KOMWe OT 3aK/II04eHMEeTO/06CbAAHETO OT TAXHATA NocieaHa BU3uTa
(BKIIOYBALLM TepanmaA 1 MHdOPMaLMA 3a nporpeca Ha 3ab601ABaHETO) U BUHArM ga HOCAT B cebe cv KapTa 3a cneLHn
CNy4au Ha cTpagalimTe OT MyCcKy/Ha aucTpobusa Tun JoweH. bbaeTe BHMMaTENHM NpY BCAKA aHecTeaus. M3barsante
CYKUMHUNXONINH.

MpeBoabT e ocbuecTseH oT BAHM3 For more information:
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