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AnarHoctuka e Npu 3amepneHnn pasBUTUS, MOBbILLEHWW YPOBHS NEYEHOYHbIX PEPMEHTOB- NPOBEPLTE YPOBEHD
KpeaTtuHuH kuHa3sbl (KK). ChildMuscleWeakness.org ¢ Ecaun yposeHb KK B KpoBu npesbiwaet 800 eanHAL/ANTP,
NpOBeANTE NOJIHOE FrEHETUYECKOE 06C/Ief0BaHNE Ha MbieYHyYo anctpoduio JioweHHa © O6cyamTe TeCTMpoBaHue
NOTEHLMANbHBIX HOCUTENEN MyTaLMI, fanbHENLEeEe NIaHNPOBaHUE CEMbW C MaTePbO TECTUPOBAHWE APYIUX YJIEHOB
ceMbu

MoapepKa 1 noMmoLb * PekomeHayTe noceLlleHne NPoBEPEHHbIX OHIaMH PeCypCOB, KOTOPbIM MOMXHO JOBEPATD;
npeasioxunTe cBA3aThCA C OpraHmMsauunamu naumeHTos (ParentProjectMD.org, TREAT-NMD.eu, UPPMD.org)

e OpraHusymnTe peryasapHble BU3UTbI MALMEHTA B LLEHTP CMELNASIUSMPYIOLLMINCA HA HEMPOMbILWEYHbIX 3a60/1€BaHUAX C
OMbITOM paboThbl C NAUMEHTaMM C MblLLeYHON anucTpodmen [oweHHa

HopTuKcTepoupbl ¢ HaszHavanTe Kak MOXHO paHbLue. O6CcyauTe BCe «3a» U «MPOTUB» Ha3HaAYeHUsA
KOPTUKOCTEPOUAO0B A0 3-X IETHEro Bo3pacTta, Uiu Kak MOXHO paHblue © OueHnTe ahpdeKTUBHOCTL Npenapara v
no3aboTbTECh O KyNnUpoBaHUM NOBOYHbIX 9HEKTOB KOPTUKOCTEPOUAOB NPU KaXKAOM BU3MTE naumeHta ¢ Obecyamrte
Les1ecoobpasHOCTb AOArOCPOYHOIO MPUMEHEHUA KOPTUKOCTEPOULOB

Ceppaue ° HoHcynbTauma Kapanosora c npoBegeHneM ¢ axo-Kapamorpadpum nnn MPT cepgua npy NnoATBEPHKAEHUM
AnarHosa mbo o 6-Ty IeTHEro Bo3pacTa; ganee o4uH pas B 2 roga Ao Bo3pacta 10 /1eT, Nocne Yero exeroaHble
KOHCynbTaumm (Npm HeobxogMmocTm Yawe 1 pasa B rog) © O6cyauTe HasHaYeHWe KapanoaorMyecKmMx npenaparos,
ecnv Ha MPT cepaua o6HapyreH Grnbpos, a TaKKe Npu JIKOOM YMEHbLLEHWN CEPAEYHON PYHKLMM MO CPaBHEHMIO C
MCXOAHbIM YPOBHEM MM NPU CEPAEYHOM HEAOCTATOYHOCTHM (PpaKuma yropodeHusa <28%, dppaKkuna Bbibpoca <55%)

Mpu Kampom BU3UTE naumneHTa ¢ [NpoBeauTe B3BellMBaHWe © [poaHannsmpyiTe 1 o6cyaute ameTy (34opoBoe
nuTaHue, KanbLuii, BUTamuH 1) ® OueHuTe GYHKLMIO rI0TaHUs U NPY Heo6X04MMOCTM NPpUMMTE Mepbl ® HasHaubTe
NleyeHune Henyao4HO-NMLLEBOAHOro pedJtoKca M 3anopoB Npu HeOBX0ANMMOCTH

HuKorpa He 3abbiBaiiTe 0 Ha3Ha4YeHUU pUsnoTepanuu, COPTUBHYIO MeAULMHY U peabuauTayuio

* [lopgpo6HbIM OCMOTP CNeuuanMcToM (Kamable 4-6 mecsAues) © O6CyamTe NpegynperaeHne NoABAEHNUA KOHTPaKTyp
(WMHbI, BbITAMEHMA), HEOOXOAUMBIE YNPAKHEHWSA, BCIOMOraTe/ibHble YyCTPOMCTBA A1 NepeaBuHeHua ( KONACKM,
CKyTepbl, MHBA/IMAHbIE KOSICKW) a TaKkKe Apyrie npmucnocobsieHns (KpoBaTu, BCOMOraTe/ibHble YCTPOMCTBA A1 PYK,
NOABEMHWKK U T.4.)

MNOTHOCTb KOCTHOM TKaHU * Ec/iun nauneHT npuHMMmaeT CTeponbl, NpoBepbTe YPOBEHb BUTaMUHaA ,D, B Nnjiasame KpoBH
00 TOro Kak npuctynmTe K Tepanmnmn cteponagamm 1 satem I'IOBTOpHﬁTe TECT eerogHo ° HasHaubTe JONOJHUTENBHO
BUTAMUH ,U, npu H606XO,D,VIMOCTM ° O6cyp,V|Te npasuibHOE NUTaHWe An4a nogaepxaHna ageKBaTHOro ypoBHA KaJibLLMA U
BUTaAMUHa ,D, ° O6cyp,V|Te namepeHna nJ10THOCTU KOCTHOM TKaHW 1 HasHa4yeHue 6M¢OC¢OH&TOB b OLl,eHVITe MCKpuB/iIEeHNE
NO3BOHO4YHMKA, NOKa NauneHT HaxoanTCA Ha aM6y}'IaTOpHOM NevHeHnn U Npnu3HaKkn CKo1mMo3a

OueHuTe abixaHue ° [1poBOAMTE OLEHKY PaboTbl IEMKMX KaK MMHUMYM OAMH pas, NOKa HaxoAMTCA Ha amOy1laTOPHOM
JIEYEHUN U KaXKObIM rog, nocsie noTepm ambynatopHoro ctatyca © O6cyauTe KawaeBylo NOMOLb KOrAa NMKoBas
ckopocTb HE gocTturaet 270 1/MUH nan eCnm Kallesib CTaHOBUTCA ciabee (MCnoJib3yrTe Npu pecnupaTopHbIX
3a60/1eBaHMAX MOKA NaLMEHT MOKET XOANTb U EXELHEBHO WM MO HEOOXOAUMOCTH NOC/E NOTEPU aMBy1aTOPHOMO
cratyca)  O6cyguTe NPUMEHEHNE AbIXaTe/IbHbIX MACOK NOJIOKUTENBHOIO AaB/EHNA NPU HEOGXOAUMOCTU UM KOraa
KU3HEHHbIM 06beM nerkmx nagaet HuKe 30% ¢ CBOEBPEMEHHO NPOBOANTE NPUBMBKM (BKIKOYAA MHEBMOHMIO M FPUMM).
* [lpoBOAMTE OLICTPYIO M arpeCCUBHYIO TEPANMIO PECMIMPATOPHBIX 3a60/1eBaHUM

McuxuyecKoe 3g0poBbe © [py KA A0M BUSUTE OLLEHWUTE, HACKO/IbKO NaLUMEHT NCUXOJIOMMYECKU U SMOLMOHA/IBHO
CnpaBAAeTCs C CUTyaLMen, a TaKKe Ha/lnume coumasbHOM U30NALUK NaLMeHTa U CeMbM B LE/IOM © BbISICHUTE, MMELOTCA
N1 Npo61embl ¢ 06y4HeHWeM, pacCTPOMCTBA PeYM U A3bIKOBbIE NPOBGIEeMbl, 4ePULMUT BHUMaHWA, U KOMOUHALUK deduuuta
BHUMaHWSA M FTMNEepPaKTUBHOCTH, ayTU3M M 06CECCUMBHO KOMMY/IbCUBHOMO PaccTponcTBa © HeMpoKOrHUTUBHOE
uccnegoBaHve Heo6X0AMMO NPOBECTM Ha aTarne AMarHoCTUKKU W NPU NOATOTOBKE K LLKO/E; NoCaeaytolmne
uccnefoBaH1e 1 NPUHATUE COOTBETCTBYIOLLMX Mep Npu HeobxoamnmocTu ¢ O6cyanTe MHANBUAYAbHBIN M1aH 3aHATUIA K
cneunanbHoe o6y4yeHue Npu Heo6Xo0AUMOCTH

HactauBaiite, 4To6bl NaLUEHTbI UX POAUTE/IU U ONMEKYHbl BCeraa MMesin npyu ce6e KONUIo BbIMUCKK O NOcaegHeM
BU3UTe (BKJ/II0Yas CMIMCOK JIEKAPCTB, M KOHTAKTHbIe AeTa/lM HeBporaTosiora Hab/oAatoLWwero nauueHTa), a TaKKe
9KCTPEHHyIo KapTy [toleHHa ¢ [pefenibHas 0CTOPOKHOCTb MPW UCMO0/Ib30BaHUM NI0ObLIX BUAOB aHecTeauu ¢ He

MCMOJIL3YUTE CYKUMHWIIXO/IMH Bbl MOMeTe Noy4nTb 60/1bLLe UHGOPMALMM:

Center for Disease Control and Prevention Care Considerations
\‘ ParentProjectMD.org/CareGuidelines

Family Friendly Version of the Care Considerations

w TREHT NN\D ParentProjectMD.org/CareGuidelinesFamilyPF
= Care for Duchenne

Neuromuscular Network ParentProjectMD.org/Care

Parent Project
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