HAiHIKO-AilarHOCTUYHI KpUTEpPIi M'A30

BOI AUCTpogil JroLeHHa

04/2014 HepiBHMUTBO A/14 cneuianicTiB

JAiarHocTuKa ° Npu 3aTpmMLi po3BUTKY abo MiABULLLEHOMY PiBHI NEYiHKOBUX (PepMeHTIB NepesipTe piBeHb KpeaTuH
KiHaaun (KK). ChildMuscleWeakness.org  AKwo piBeHb KK B KpoBu nepesuLLye 800 0gMHULL/NITP, NPOBEAITb MOBHE
reHeTUYHEe AOCNIAKEHHA ANA AiarHOCTUKM M'A30B01 AMCTpodii JioweHHa ® O6roBopiTb FrEHETUYHE TECTYBAHHA MaTepi
Ta iHWKWX YNEeHIB POAMHU, a TaKOX nojasiblue naaHyBaHHA Cim’i

MiaTpuMmKa Ta gonomora ° Hagante NnoCwWIaHHA NepeBipeHMX Ta BApTHX AOBIpW OHAMH PECYpPCiB; 3anponoHymTe
3B'A3aTUCA 3 opraHisauiamm nauieHTiB (ParentProjectMD.org, TREAT-NMD.eu, UPPMD.org) e OpraHisymTte perynspHi
OrnAaM nauieHTa B creuianisoBaHoOMy LeHTPi HEMPOM'A30BUX 3aXBOPHOBaHb 3 AOCBIAOM pO60TH 3 NaLiEHTaMM 3i
M'A30B0Ot0 AncTpodieto JoweHHa

HopTurocTepoigu e lNMpusHavante Akomora paHiwe! O6roBopiTe nepesaru Ta MOMHJ/IMBI MOBGIYHI edeKTH
KOPTUKOCTEPOIAiB y NaLiEHTIB A0 TPMPIYHOro BiKy abo we paHiwe ° OuiHiTb epeKTMBHICTb Npenapary Ta nogbanTe npo
KOpPEKL,ito NoBiYHMX edeKTIB KOPTUKOCTEPOIAiB MPOTArOM KOXKHOro ornagy nauieHta ® O6roBopiTb AOUIMIBHICTb
[OBroTPMBAa/IOro 3aCTOCYyBaHHA KOPTUKOCTEPOIAiB

Cepue ° Ornag Kapgiosiora 3 npoBefeHHAM exo-Kapgiorpadii abo MPT cepus npv nigTBepaeHHi giarHody abo o
LUEeCTMUPIYHOrO BiKY; Aasli KOXHI ABa POKKU A0 AOoCArHEeHHA 10-piyHOro BiKy 3 NoAasiblMM Nepexoiom A0 LWOPIYHUX
KOHCy/IbTawiM (abo yacTiwe y pasi noTpebu) © O6roBopiTb NPU3HAYEHHA KapAioa0riyHMX Nnpenaparis 3a yMOB
BMABAEHHA dibpo3y Ha MPT cepus, a TaKOX NMPW 3HUHKEHHI cepLeBoi MYHKLii NOPIBHAHO 3 NOYATKOBMM piBHEM ab0o
cepueBin HepoCTaTHOCTI (hpaKLis BKOPOUYEHHA <28%, PpaKuia BUKMay <55%)

MpoTArom KOMHOro ornaay nauieHta © 3saryBaHHA © [1poaHanisyiTe Ta 06roBopiTh AIETY (340POBE XapyyBaHHA,
Kanbuin. BitamiH [) © OuiHiTb dyHKUit0 KOBTaHHA Ta HEOOXiAHICTb BTPYYaHHA © Y pasi noTpebu npusHayTe NiKyBaHHA
LL/TYHKOBO-KULLKOBOro pedsItoKCy i 3aKpenis

He omuHaiiTe npuaHavyeHHA disioTepanii, cCnOpTUBHY MeauLUHY Ta peabiniTauito ¢ CneujanisoBaHui ornag
KOMHi 4-6 micAuiB ® O6roBopiTb NonepeaeHHA KOHTPaKTYP (LUMHKU, BUTAXKKK), BignosigHi di3nyHi Bnpasu, 4ONOMIXKHI
3acobm nepecyBaHHA (KOMACKWU, CKYTEPW,iHBasTiAHI Bi3KM) Ta iHLWWi NPUCTOCYBaHHA (NiXKa, AOMOMIXHI MPUCTPOT ANA PYK,
NiZAOMHWKM TOLLLO)

LinbHIiCTb KICTKOBOI TKAHMHKM ° Y pasi NpU3HaYeHHs CTepOoiAiB Nepes No4YaTKOM Tepanii NnepeBipTe piBeHb BiTaMiHy /[l B
naasmi KpoBi. Hagani npoBoAbTe JOCAIAKEHHS WOPIYHO © Y pasu NnoTpebu npusHayTe BiTamiH [ sogatkoBo © O6roeopiTb
npaBW/IbHE Xap4yyBaHHA 4/1A NiATPUMKM afjeKBaTHMX PiBHIB KanbLijto Ta BiTaMiHy [l © O6roBopiTb BUSHAYEHHS Li/IbHOCTI
KICTKOBOIi TKaHMHM Ta Npu3HaveHHsA bihochoHaTiB © OUiHITb BUKPEBIEHHS XpebTa naujieHTa nig yac ambynaTopHOro
NiKyBaHHA Ta 3 03HaKamu CKoio3y

OuiHiTh guxaHHA ° [NpoBoabTe PyHKLiOHA/bHI AOCNIAKEHHA IereHb K MiHIMyM OAWMH pa3 Ha PiK NPOTArom
ambynaTopHOro NiKyBaHHA i gani WopiyHo nicna BTpaTy amGynaTopHoro ctatycy ® O6roBopiTb CTUMYJIALLIO
BigKaLLIOBaHHA AKLLO NikoBa WBKaKicTb HE gocarae 270 n/xe abo KoM BigKalULIlOBaHHA cabluae (3acToCOBYMTE Mpu
pecnipaTtopHUX 3aXBOPIOBAHHAX Nif Yac amBy/1laTOPHOro JliKyBaHHA Ta WOAEHHO Micasa BTpaTn ambynaTopHOro ctaTycy)
* O6roBopiTb 3aCTOCYBaHHA AMXabHUX MACOK NO3UTUBHOIO TUCKY Yy pasi NoTpe6u abo Npu SHUKEHHB MUTTEBOI
€MHOCTI ilereHb o 30% ° [loTpumyriTech rpadiky LwenaeHb (BKIYHO 3i LLOPIYHUMU LLENJIEHHAMKW NPOTU rpuUny Ta
NMHEBMOHIT) * MNpoBoAbTE WBUAKY Ta arpecuBHy Tepanito pecnipaTopHMX 3UXBOPIOBaHb

McuxivyHe 3p0poB'a * CnocTepirante 3a NPUCTOCYBaHHAMM, MCUXOIOMYHUMU Ta EMOLIMHUMK PO3najamm nauieHTa, a
TaKOX OLiHITb CoLjaibHy i30/Ib0BaHICTb XBOPOro Ta CiM'i 3arasioM nig 4ac KOXHoro ornagy © O6¢TexTe nayieHTa Ha
OBMEHEHHSA 30aTHOCTU A0 HaBYaHHA, NOPYLUEHHS MOBW, AediuuT yBarv Ta rinepakTMBHICTb, ayTU3M Ta
06CeCHMBHO-KOMMYJ/IbCUBHWUI po3nag, ® HEMPOKOrHITMBHE AOCANIAKEHHA HEOOXiAHO NPOBECTM NPY NOCTAHOBL AiarHO3y
Ta npu NigroToBLi A0 WKO/M; Y pasi NoTpedu nogasiblie AOCAIAKEHHA Ta KOPEKLiA noBeaiHkm © O6roeopiTb
iHOMBIAyaIbHWIM N1aH abo creujanrM3oBaHe HaBYaHHA npwy NoTpeoi

HanonsraiiTe Ha HAaABHOCTI KONii BUNUCKU 3 OCTAaHHbOIO OrAAAY Y 6aTbKiB Ta ONiKYHIB (BKJIHOYHO 3i CMIMCKOM JIiKiB
Ta KOHTaKTHO iHOpMaLied HeEBNPONAaTo/iora NaLieHTa) a TakoX eKCTpeHOoI KapTu JioweHHa © MakcumvanbHa
06EPEKHICTb NPM 3aCTOCYBaHHI 6yAb-AKMX BMUAiIB aHECTeSii ® He BUKOPUCTOBYMTE CYKLMHINXOIH
[Ana oTpumaHHA geTanbHiWoi iHbopmau,i:
Center for Disease Control and Prevention Care Considerations
ParentProjectMD.org/CareGuidelines

\\ Family Friendly Version of the Care Considerations
ParentProjectMD.org/CareGuidelinesFamilyPF

— TREAT- N N\ D Care for Duchenne

Neuromuscular Network ParentProjectMD.org/Care
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