NMAMATKA MO yxoay
NO3AHAS HEAMBYJTATOPHAS CTAUS
MOTEPS CIOCOBHOCTU XOOUTb

[daHHasa namdATka npegHasHayeHa Ans UCNoNb30BaHWS NauMeHTaMm C MblLLey-
Hou gucTtpoduen OioweHHa (MAA), 4TOObI NOMOYL MM KOHTPONMPOBATL MNpe-
JoctaensieMmyto M yxog. He scem 6onbHeiM ¢ M HeobGxoauma KOHCyrnbTa-
LMs CO CneumanucToM B KaXKOoW U3 MeQULUHCKMX cpep, NPUBEAEHHBIX HUXKE.
[MoroBopuTe ¢ BalMM HEBPOMOrom O npobnemax n HeobxoaumbIX Hanpasne-
HUSX K Apyrum cneunanuctaMm. Ha atom atane y Bac 6yaer CHmxeHa yHK-
LS BEPXHUX KOHEYHOCTEWN 1 BO3HUKHYT TPYAHOCTU C NoadepXaHnemM XopoLuen
ocaHkun. OcnoxHeHus [iolweHHa, B TOM Ynicre npobnemsl ¢ cepguem unm ner-
KMMU, CTaHOBATCS 6onee BEPOSATHBIMU.

Parent Project
Muscular Dystrophy

LEADING THE FIGHT TO END DUCHENNE

3AMETKN

HenpombiweyHas nomoLlb

Hesponor (crneunanuct no HEMPOMbILWEYHOMY yXoAy) SIBNSETCS OCHOBHbIM

Bpa4oM, OH crneunanmnanpyeTtcqa Ha Mbllllax. Ero Heo6X0,D,VIMO noceLwiatb pas3

B nonroaa.

O Hesponor namepsaeT yHKUMKW, CUny, Anana3oH ABWXEHWWA, NO3ULMOHMPOBaHME
PYK 1 HOI, OCaHKy, MCNoNb3yA OAHU U Te XXe TeCTbl Npu KaXaoM noceLleHnn. OT1a
OLUeHKa NpoBOAUTCA KaXXable 6 mMecsaueB Unu no HeO6XO,lJ,VIMOCTI/1.

O TlMpogomxanTe npuem pekoMeHAOBaHHbIX KOPTUKOCTEPOUOOB U APYrMX Ha3HaY4eH-
HbIX NNeKapCTB, UX NpuemMm pekomMeHAoBaH Ha NPOTAXEeHUn BCEN XU3HW. HMKOF,IJ,a
PE3KOo He OTMEHANTE Npuem ctepongos!

O HeBponor 6yp,eT npeaocTaBnATb BbIMUCKY O KaXO0M noceleHnn Bam, nevawemy
Bpayy NepBUYHOM MEAULIMHCKON NOMOLLM 1 00LaThCs ¢ ApYrMU crieLmanvcTamu.

Kapauonornyeckasa nomolb

Kapguonor cneunanunanpyeTcs Ha rneyeHne cepaua. Bel Bygete nocewartb ero

eXerofHo.

O 3poposbe cepaua crnenyeT exerogHo oueHmatb ¢ nomowbto KT, Y3 nnn MPT
cepaua. OHM NOKaXyT YaCcTOTy cepAeYHbIX COKPALLEHUIA, PUTM, CTPYKTYPY M (DYHK-
uun cepaua.

O Kapavonor MOXeT HasHaunTb XonTepoBCKOoe MOHUTOpUpoBaHue (24 4). OHo peru-
CTPUPYET YaCTOTYy CEPAEYHbIX COKPALLEHUA U PUTM B TEYEHWNE CYTOK.

O MpopomkaiTe NpueM cepeyHbIX npenapatoB. VX cregyeT npuHUMMaTb Ha npo-
TSOKEHUM BCEW XKUSHU

PecnupartopHasa nomMmouwb

MynbMoHOMOr cneumnannanpyeTcs Ha neveHumn nerkux, Bbl Oygere nocewaTb
ero 2 pasa B rog.

O Bpau kaxgple 6 MmecsueB onpeaensieT, kak paboTatoT gbixaTenbHble MbillLbl C MO-
MOLLIbIO TECTOB OLIEHKM (PYHKLMIA NErkmx.

ExxerogHo npoxoguTe BaKLMHALMIO OT rpunna u NHEBMOHWUM, KaK peKoMeHOYyeTCs.
MynbMOHOMOr MOXET MPEANOXUTb PYYHOW MMM MEXaHWYECKUIA OTKalunuMBaTenb
npu ocnabnexnmn cunbl KaLuns.

MynsMOHOMOr MOXET NPeanoXnTb NCCcrneqoBaHne CHa, eCnm eCTb NPU3HaKN U CUM-
NTOMbI MOBEPXHOCTHOIO AblXaHWsl, HA3bIBAEMOTO MMNOBEHTUMSLMEN, BO BPEMS CHA
B 3aBMCMMOCTM OT pe3ynsTaTtoB UCCNEA0BaHNS CHa NyrNbMOHOMOr MOXET nNpeano-
XWTb UCMOMNb30BaHNE HEMHBA3VIBHOW BEHTUMSALMU NETKUX BO BPEMS CHa.
MynbMOHOMOr MOXET NMOCOBETOBATb HEMHBA3WBHYH BEHTUMNSALMIO NErkux B OHEB-
HOe BpeMsi, ecnv Bbl WUCMbITbIBAETE 3aTPyAHEHUSI C OblxaHMeM BO Bpemsi 6ogp-
CTBOBaHWs.

Oo o o oo

Peabunurauusa

KomaHoa peabunutaumm MOXET BKMoYaTb peabunurtonora, U3n4eckoro-
1 aproTepanesTa, noronega. Hesponor 6yaeT coTpygHu4aTh ¢ KOMaH4ON pea-
ounuTauum ansa oueHkn Ballero coctosHus.

O TMocewante dusnyeckoro TepanesTa kaxable 4-6 MecsLeB ANS OLEHKN COCTOSI-
Hus.

MpopomkanTe genatb eXXeqHEBHbIE PACTSKKM Y UCMONb30BaTh TyTOpa Unu apyrue
KOPPEKTUPYHOLLIME YCTPOMCTBA, TakKe U3BECTHbIE Kak OpTe3bl.

Mpu HeobxoanMMOCTH NpodoKanTe NCMONb30BaTb BCOMOraTeribHble TEXHONOMUN.
OueHuBanTe NoONOXeHWe Tena M OCaHKy, a Takke HeobxoAMMOCTb MOoAAEPXKKM
Npv KaXxgoMm NoceLLeHnn cneunanmncTos, YTobbl NpegoTBpaTUTb CKONMOS.

Mpu kaxxgom noceleHun obcyxaanTe co CBOe KoMaHAOoW BOMPOCk! Npodunak-
THKM 6051 1 Nnepernomos.

Mo Bonpocam npo6nem ¢ peybio 1 A3bIKOM obpalyanTeck K noroneay

Oo o oo O
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OpTonep,quCKaﬂ n Xxumpyprnyeckas nomMmoLlb

Xvpypr-optones creuuanM3mpyeTcs Ha nevyeHun OonesHer KOCTeW, MbILLL,
CyCTaBOB, CYXOXMUINA N CBA3OK.

O Bpay exerogHo KOHTPONMPYET UCKPUBIEHUE NMO3BOHOYHMKA (CKOMMO3) C MOMOLLbIO
PEHTreHa nnm BuayanbHOro ocMotpa. Ecnv n3rnb no3soHouHMka 6onblie 20°, Mmo-
XKET NoHaJobuTbCa onepauusi.

OGCyﬂI/ITe BO3MOXXHbl€ Mepbl NO yny4LleHNo NO3NLMOHNPOBAHUA HOT B KOJACKE.
Ob6cyauTte ¢ KapaMonorom v nynbMOHOMOIOM MPEACTOSILLY0 OnepaLuto.

Mepen onepaunert NpouMHgOpMUpYNTE aHecTeanonora o6 onacHor/6e3onacHon
aHecTtesun. Cnmcok npenapatoB Ha: ParentProjectMD.org/Surgery.

ooag

3H,E|OKpVIHOJ10rVI$I n 3gopoBbe KOoCcTen

OHAOKPUHOMOT CNeumanm3npyeTca Ha ropMoHax, XMMUYECKUX BeLeCcTBax opraHnsma,

BMUSIIOLLMX Ha NOMOBOE CO3peBaHue, pocCT, 340POBbE KOCTEN.

O PekomeHaytoTca obcneaoBaHus 4ns KOHTPOMS 300POBbs MO3BOHOYHMKA U KOCTEN.
Bpay MoxeT Ha3HaunTb peHTreH NMo3BOHOYHMKA COOKy/B OOKOBOW npoekuun pas
B 1-2 roga n DEXA ckaHupoBaHue (OByxaHepretTudeckas peHTreHoBckas abcopb-
LMoMeTpus), KoTopas onpenenseT NoTHOCTb KOCTeN, Kaxable 2-3 roga.

O ExerogHo coasavite aHanm3bl KpOBU ANA U3MepPeHUs ypoBHSA BUTammnHa D n kanb-

ums. MNpr HeobxoaMMOCTU NpUHUMaNTE NuLeBble 4o6aBky ¢ BUTaMUHOM D u karnb-

umem.

ObcyaunTe ncnonb3oBaHne 6ucocdoHaToB AN NeveHns ocTeonoposa.

O6paTtuTech Kk XMpypry npu nepsbix Npu3aHakax nepenomos/6onu B cnvHe.

Bpau nsamepsieT pocT He B MOMOXEHUWN CTOS, U3MepAA ANUHY PYKU/HOTU Kaxable

6 mecsLeB.

Bpau oTcnexmBaeT nonoBoe pasBuTue Kaxable 6 Mecsaues, MOXeT NoHagobuTbes

TepanuaTecToCTEPOHOM, ecnn K 14 rogam He Havyanoch NOMOBOE CO3PEBAHNE.

O oOoog

I'Iomou.u: racTpol3HTeposnora n guertornora

[acTpoaHTeponor cneumanuanpyeTcs Ha nevYeHun donesHen nulieBapuTenb-

HoW cucTeMbl. uetonor cneunannct B 06nacTy NULLEBbLIX MPOAYKTOB U NuTa-

HuA. NMaumeHT HanpaBnseTcs K 3TUM cneuManucTam Onis pelleHust npobnem

c HabopoMm/noTepen Beca, MMTAHNEM U NULLEBAPEHNEM.

O KoHcynbTaums gmetonora no HEOOXOAMMOCTM NPU KaX40M MOCELLEHUN KITUHUKK.

O TMpoaHanuaupyiTe CBOK MCTOPUIO NOTPEBNEHNS XKNAKOCTU U ANETY M pa3paboTaiite
nnaH NuTaHus BMecTe C ANETONOroM, ecrnn 3To Heobxoanmo.

O KoHTponupyiTte BeC Npu KaXxkgom NoceLLeHNN.

O TpoBeguTe oueHKY NPobnem c rmoTaHneM, UIKOrom, NULLEBAPEHMEM U 3anopamu
npuv Kaxxgom BusnTe. Bac MoryT HanpaBuTb K racTpo3HTeposory npu Heobxoaumo-
cTun.

O O6cyoute C BpavyoM BO3MOXHOCTb YCTaHOBKM TacTPOCTOMUYECKON TpyOku
unn G-Tpybkn, kKoTopasi MOXET [IOCTaBUTb MUTAHWE NPSIMO B XENy4oK. OTO MOXET
NoHagobuTLCS NpY NosIBNEHUM Npobnem ¢ rmoTaHnem Unu nogaepkaHmem Beca.

O Tlocelwante ctomaTtosora Kaxable 6 MmecsiLieB

NMcuxocoumnanbHas NOMOLWb

McuxocoumanbHoe 300poBbe (MCUXMYECKOE 340POBbE M couManbHoe Gnaro-

nomnyyme) Tak e BaXHO, Kak 1 cduanyeckoe 3goposbe. B Bawy mynstuamc-

UUNIIMHAPHYI0 KOMaHZy LOIDKHblI BXOAWUTb MCUXOSON, coumnanbHbI paboTHMK

n/vinu ncuxuartp.

O O6cyxpaniTe cBOE NCUXMYECKOE 300POBLE U 300POBbE CEMbM MPU KAKAOM Noce-
weHun. CneumanmnucTt MOXET NPOBECTU hopMarbHyt0/HedopMarbHYt OLEHKY NCU-
XUYECKOro 3,0POBbS.

O Ob6partuTeck K NCMXONOry Npu HEOBXOANMOCTM NPOBEAEHUS BCECTOPOHHEN OLEHKM
Bawero pa3sutus, obyyeHus n noeegeHus. 3T0 Ha3bIBAeTCS HENPOMNCUXonormye-
CKOW OLIEHKOW.

O TMepecmaTtpuBarite n obHoBNANTe Bawwm cneuynanbHble nnaHbl 00y4YeHns unm He-
obxogumble MPUCNOCOBMEeHNsi, BO3MOXHO WHAMBUAYANbHbIA MraH obyyeHus,
no mepe HeobxoauMoCTH.

3AMETKWN
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Mepexon BO B3pocnoe 3apaBooxpaHeHue

MnaHnpoBaHne BygyLwiero n obydeHne ToMy, YToObl CaMOCTOATENBHO KOHTPO-

nupoBaTb MNofyvYaemMyto MeauLMHCKYH MOMOLLb — BaXHas 3agadva dopmu-

poBaHUs He3aBMCUMOroO B3pocroro yenoseka ¢ M. 3T1a ¢dasa HasbiBaeTcA

TPaH3nUTOM.

O MpoBoguTe Bpems ¢ Bpadyamu CaMoCTOSTENbHO, 6€3 poauTenen n oneKkyHoB.

O Mpwu kaxxgoM BU3MTE OLEHUBATE CTENeHb CBOEW HE3aBUCUMOCTMW.

O O6cyxpante nnaHbl Ha Oygyliee ¢ yyiTenamu, pogutensmu, megukamu. Yoeoum-
Tecb, YTO Y Bac ecTb 3HaHWS 1 NOArOTOBKA ANS JOCTUXEHMUS Lienen.

O MNpopgomxkanTe y4acTBOBaTb B MEPOMPUATUSIX B LUKOSE M MO MECTY XUTENbCTBA,
obLwarbcs ¢ Apy3bAMU.

O ExerogHo nepecmaTtpuBaiite 1 06HOBNANTE nnaH TpaH3uTa. OH JomKeH BKMYaTb
CNMUCOK YCNyr accUCTUpOBaHus, koTopble Bam noHapgobatcs ans camocTosiTenb-
HOW >XM3HW, NepeyeHb Tex, KTo ByaeT okasbiBaTb 3TW YCryru, MHopMaLuuo 06 nx
onnate. O6paTuTecb 3a MOMOLLBK K CouManbHOMY pPabOTHMKY, KOOpAWHATOPY
yxona.

O O6cyoute ¢ Bpayamu BO3MOXHOCTU NanvaTMBHOWM MOMOLLN.

O O6cyaouTe ¢ Bpayamu ycryrm xocnuca (npyv Heo6XoaMMocTn).

HeoTnoxHasa nomoub

[MepcoHan oTaeneHusi HEOTNIOXHOW MOMOLLUM MOXET He WUMETb OnbiTa YXO-

ha 3a nauveHtamm ¢ MO, nostomy nonesHo MMeTb C cobol MHdopma-

LMo No HeoTnoxHon nomown npy MOL: aHecTesus, nedyeHve nepenomos,

Kucnopopn, CTpeccoBoe [A03MpoBaHWE CTepouMaoB M Ap. CMOTpUTe canT

ParentProjectMD.org/Emergency 1 pacnevartante HeoOXoaMMoe, Takke WH-

q)opmau,wﬂ poctynHa Ha Apple nnu Android App (ParentProjectMD.org/App).
Bcerga umeiTe npu cebe nHopmMaLmio 0 HEOTNOXHON NOMOLLM B pacnevaTaHHOM
Buge unn B MOBUBHOM NpUNoXeHnu.

O Bcerga umenTte c coboi BbINUCKY O NOCregHeM nocelleHnn pebeHkoM HeBposora,
BKIo4aroLyo VIH(bOpMaLl,I/IPO O AnarHose, NnpuHMMaeMblX fekapcTeax, nocrneaHue
pesynsTaTtbl aHanu3oB (BkYas MYHKUMIO NErknx U cepaua), a Takke nepeyeHs
NobbIX MOBTOPSKOLIMXCA MeaUUMHCKUX npobrnemax, koTopble MoryT y Bac Bos-
HUKaTb.

O Bosbmute ¢ coboi B oTAENEHNE HEOTMNOXHON NomoLm noboe obopynoBaHue, KO-
TopbIM Bbl nonb3yeteck 1 nekapcrea.

O Cssxutecb ¢ Bawmm HEBpONoOrom, ecrivm HyXHO obpaTuTbCsl B OTAENEHUE HeoT-
TNOXHOW NOMOLLUM unu B 60nbHMLY No nobomy nosoay.

O Ecnu Bbl npuHumaet ctepougpl, umenTte konuto npotokonos PJ Nicholoff
(ParentProjectMD.org/PJ) ¢ nHdopmaumer o npegoTBpaLleHn HeoCTaTOMHOCTH
Haano4e4HNKOB M NOKa3aHUAM ONA CTpecCoBOro 4o3npoBaHuUA CTeponaos.

O Ecnu Bam 6onee 18 net, Bo3bMuTe € CO60M JOBEPEHHOCTD.

MepBuyHaa nomoub

CI'IeLI,VIaJ'IVICTbI I'IepBI/ILlHOVI MeD,I/ILJ,I/IHCKOI7I NMOMOLLN — 3TO Bpa4u negnaTpbl, Te-

paneBTbl, HEBPOJ10OrK, opTonenbl, XMpypru. OHu Bce AOOJTKHbI pa6OTaTb BMeCTe

c Bawwum HEBPOJIOroMm.

O PerynﬂpHo I'IOCELIJ,aVITe Ballero nonumknnHuyeckoro Bpa4a Ona npoBepKkn 340po-
BbA, NPUN HE3HAYUTENbHbIX 3860ﬂeBaHVIF|X, Angd BakunHauuun.

3AMETKM

UHdopmauua n nopgaepxka

Ecnu BbI eLle aTOro He caenanu, Bam GyaeT None3Ho CBA3aTbCa C OpraHusa-
umen, 3aHMMmatrLLlencss NoMoLlbo noaam ¢ [JioweHHOM 1 ux cembsiMm: Parent
Project Muscular Dystrophy (PPMD): ParentProjectMD.org

BonbLlue nHopmaLumn Ha pycCcKoMm si3blke Bbl HaAeTe Ha canTe oHAa PasBUTUSE CUCTEMHOW
nomMoLuy naumeHTam ¢ muogunctpodpuen JiowerHHa «fopaen» www.dmd-russia.ru.

NHdopmaumsa B 3TMX NamsiTkax OCHOBLIBAETCA Ha pekoMeHAauMsaX No MuoamcTpodum
[ioweHHa, onybnukosaHHom B 2018 r. B Tpex yacTtsAx B Lancet Neurology, dunHaHcuposaHune
paboTbl ocyLecTsun LieHTp no koHTponto 3a 3a6onesaHusimu. Bonblie nHdopmaLummn 3aecs:
https://www.cdc.gov/ncbddd/musculardystrophy/care-considerations.html

NMEPEBO[M M BEPCTKA BbIMOJIHEHbI
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