NMAMATKA MO yXoay
PAHHSAS1 HEAMBYNATOPHAS CTAQUS
MOTEPS CIOCOBHOCTU XOAUTb

[aHHas namaTka npegHasHaveHa Ansi UCNoNb30BaHWs NaumMeHTaMm ¢ Mbilley-
How auctpodmen doweHHa (MAO), nx pogutensamm n nuuamu, okasblBaroLLm-
MM yxof, YTOObl NOMOYb UM KOHTPONMPOBaTb NPeAOCTaBASEMYI0 UM MOMOLLb.
He Bcem 6onbHbiM ¢ MO HeobxoouMma KOHCynbTauusi CO CneumanmcToMm
B KaXXgou 13 MeauuMHCKNX cdep, NpuBeaeHHbIX Huxke. MNMoroBopuTte ¢ HEBPO-
NOrom o npobnemax 1 HeobXoANMbIX HaNpPaBNeHNsIX K ApyruM cneLmanmcTam.
Ha aTom atane Bam Ans nepeaBmkeHust NoHagobutcs, ckopee BCero, UHBa-
nuaHas Konsicka.

Parent Project
Muscular Dystrophy

LEADING THE FIGHT TO END DUCHENNE

3AMETKW

HenpombiweyHas nomoLlb

Heponor siensieTcst ocHoBHbIM Bpadom no M. OH 3HaeT 6onesHb 1 onpeae-

nNsieT npaBunbHLIA yxod. Ero Heobxogumo nocelats pas B nonroaa.

O Hesponor namepsiet yHKLNUM, CUIY, AMaNa30H OBWKEHUNA, NO3ULMOHMPOBAHUE PYK
N HOT, OCaHKy, UCMONb3ysi OOHM U Te Xe TeCTbl NPy KaXJoM MoceLleHnn, 4YToObI
oTCnexuBaTb AMHaMUKy 3aboneBaHus.

[0 3rtaoueHka npoBoaunTcs kaxable 6 Mmecsaues Unu no HeobxoaumocTu. Mpogorka-
Te NPUEM HasHaYeHHbIX KOPTUKOCTEPOUAOB U APYrUX NeKapcTB, UX NMPUEM pEKo-
MEHZO0BaH Ha NPOTSXKEHUN BCEWN KU3HU.

O Hwukorga pesko He OTMeHsITe Npuem ctepouos! HeBponor 6yaeT npenoctaensaTb
BbIMMCKY O KaXXOOM MOCELLEHUN BaM, fnevallemy Bpady nepBUYHON MeOULMHCKON
NoMOoLLKM 1 00LLaTbCsA C APYrMMK creumanucTamu.

Kapauonorunyeckasa nomouwb

Kapguonor cneunanunanpyeTcs Ha nedeHue cepgua. Bel 6yaeTte nocewarb ero

exerogHo.

O 3popoBbe Bawero cepaua cnegyert exerogHo oueHuBaTtb ¢ nomoubto KT, Y3U
unn MPT cepgua. OHM NOKaXyT 4YacToTy CepAeYHbIX COKpaLLEeHWUA, pUTM, CTPYK-
Typy v doyHKUMM cepAaLa.

O Kapawvonor MoXeT HazHaunTb XONTEPOBCKOE MOHUTOPMPOBaHue (24 4). OHo peru-
CTPUPYETYACTOTY CepAEYHbIX COKpaLLEHWIN 1 PUTM B TEYEHUE CYTOK.

O HayHuTe npuHMMaTb cepaedqHble Mnpenaparbl, €CN TECTbl MOKaXyT CHDKEHMWE
dyHKUMMMNN brbpo3 cepaeyHON MbILLLbl, UK Mo AocTvkeHun 10 neT (oaxe ecnu
aHanu3bl B Hopme). CepaeyHble npenapartbl cnegyeT NPYHUMAaTh Ha NPOTSXEHNM
BCEW XXNU3HW.

PechpaTOpHaﬂ nomMoLlb

[MynbMoHOMOr cneumMannanpyeTcs Ha nevyeHun nerkux, Bobl Gyaete nocelwlatb

ero 2 pasa B rog.

O Bpay kaxgble 6 MecsdueB onpegensieT, kak paboTalT AbixaTefbHble MbILLbI
C MOMOLLIbIO TECTOB OLEHKM PyHKUMIA nerkux. ExxerogHo npoxoauTe BakuMHaUMIO
OT rpunna n MHEBMOHMUU, KaK PEKOMEHAYETCS.

O TNynbmMoOHONOr MOXET MPEANOXWUTb PYYHOM WM MEXaHUYeCKM OTKalunuBaTenb
npu ocnabneHny cunbl Kawnsg. MynsMOHONOr MOXET NPeasnioX1Tb nccnegoBaHme
CHa, ecnv ecTb NPU3HaKM U CUMMTOMbI MOBEPXHOCTHOIO AbIXaHWsi, Ha3biBaeMoro
MMNOBEHTUIALMEN, BO BPEMS CHa.

O B 3aBMCUMOCTM OT pe3ynesTaToB MCCNEeAOBaHUSA CHa NMyrnbMOHOMNOr MOXET nNpeano-
XWUTb UCMONb30BaHNE HEVHBA3VBHOWN BEHTUNSALMUN NETKMX BO BPEMS CHa.

Peabunurauunsn

KomaHoa peabunutaumm MOXeT BkNovaTb peabunutonora, uanyeckoro-
1 aprotepanesTa, noronega. Heeponor 6yaeT coTpygHuyaTtb C KOMaHOow pea-
ovnuTauuu ans oueHkn Balero coctossHus

O Tocewante dusnyeckoro TepanesTa Kaxable 4-6 MecsueB ANA OLEHKM COCTOs-
HUS.

MpopomkaiTe Aenatb exXeAHEBHbIE PACTSIKKM U UCMONb30BaTh TYTOPbI UK Apyrue
KOPPEKTUPYHOLLIME YCTPOMCTBA, TakKe U3BECTHbIE Kak OpTe3bl.

O6ecneybTe NpaBunbHOE 1 yOoOHOEe pa3MellieHe/No3NLMOHNPOBaHNE B KOMSICKE.
HauyHuTe unu npopormkanTe NCnonb3oBaTh BCNIOMOraTeNbHble YCTPOWUCTBA MO He-
0b6xoanmocTH.

Mpu kaxgom nocelleHun obcyxaante co cBoen komaHaowm Bonpockl 6onu u npo-
UNaKkTUKN NepenomMoB.

Mo Bonpocam npo6nem ¢ peybio obpalyanTeck K oroneny
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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.

O O6cyagute co cneumanncTamm BO3MOXHbIE MEpPbI MO YNYYLIEHWUIO MONOXEHNUS HOT

B KONSICKe.

MoroBopuTe ¢ KapAMOMNOrom 1 nyrbMOHOMOIOM, ECINN NIaHMPYyeTe ornepaLmio.

Mepen onepaunert NpoMHgOpMUpYNTE aHecTeanonora o6 onacHor/6e3onacHon

oagd

aHecTe3un. Cnucok npenapatos Ha: ParentProjectMD.org/Surgery

3AMETKWN

3H,qOKpVIHOJ10rVI$I n 30opoBbe KocTen

OHOOKPMHOIMOr cneumnanm3npyeTcs Ha ropMoHax, XMMUYECKNX BeLLeCTBax op-
raHM3mMa, BNUSOLLMX Ha NONoBOe CO3peBaHNe, POCT, 300POBbE KOCTEN.

O PekomeHaytoTcs BM3yanuaupylowmne UCCNeaoBaHUs MO3BOHOYHUKA M KOCTEMN.
Bpay MOXeT HasHauuTb peHTreH No3BOHOYHMKa COOKY/B GOKOBOWM MpoeKkuun pas
B 1-2 roga n DEXA ckaHupoBaHve (OByxaHepretTudeckas peHTreHoBckas abcopb-
LMoMeTpus), KoTopas onpenenseT noTHOCTb KOCTeN, Kaxable 2-3 roga.
ObcyauTe ncnonb3oBaHne 6ucocdoHaToB AN NeYeHns ocTeonoposa.
O6paTnTech K XvMpypry npuv nepBbIxX Npr3Hakax neperomos.

Bpay namepsieT pocT He B MOMOXEHUW CTOS, U3MEPSAS ONNHY PYKU/HOTW Kaxable
6 mecsiLeB.

Bpau oTcnexumBaeT nonoBoe pasBuTue Kaxable 6 Mecsaues, MOXeT NoHagobuTbes
Tepanus TECTOCTEPOHOM, ecrnun K 14 rogam He Ha4yHeTCs NornoBoe Co3peBaHue.

O oOoog

I'Iomou.u: racTpol3HTeposnora n guertornora

[acTpoaHTeponor cneumanuanpyeTcs Ha nevYeHun oonesHen nuleBapuTenb-

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

HuA. NMaumeHT HanpaBnseTcs K 3TUM cneuManucTam Onis pelleHust npobrnem

c Habopom/noTepen Beca, MMTAHNEM U NULLEBAPEHNEM.

O KoHcynbraums guetonora no HEOOXOAMMOCTM NPU NMOCELLEHWUMN KITUHUKN.

O TMpoaHanuanpyiTe CBOK UCTOPUIO NOTPEBNEHNS XMOKOCTU U ANETY U pa3paboTaii-
Te NnaH NUTaHus BMeCcTe C ANETONOroM, ecrnm 3To Heobxoanmo.

O KoHTponupyiTe BEC 1 MHOEKC MACChl TeNna npv Kaxaom noceLleHnm.

O ExerogHo coaBaviTe aHanv3bl KpOBU AN U3MEPEHMS YpoBHSA BUTammnHa D 1 kanb-

ums. Mpr HeoBXoAMMOCTM NPUHUMaTE NULEeBble 4o6aBKK ¢ BUTaMUHOM D 1 karnb-

Lumem.

MpoBeauTe oueHKy NPo6neM C rmoTaHWeM, U3XKOron, N1LLEBapeHNEM 1 3anopamu

npuv Kaxxgom BusmTe. 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
6bITb HEOOXOAUMO, eCN Y BAaC BO3HUKHYT NPOGeMbI € rloTaHMeM Unm nogaepxa-
HMeM Beca.

O Tlocelwante ctomaTtosora Kkaxable 6 MmecsiLieB

O

NMcuxocoumanbHaa nomMolb

[NcuxocounanbHoe 340poBbe (ncmxmquKoe 30opoBbe U coumanbHoe

Gnaronony4yne) Tak xe BaxHO, Kak 1 dusmyeckoe 3goposbe. B Bawy mynstu-

OUCLMNITMHAPHYIO KOMaHAY OOMMKHbI BXOAUTb MCUXOSON, CoLManbHbii paboT-

HUK 1 / v ncuxuarp.

O O6cyxpanTte Bawe ncnxmyeckoe 300poBbe M 300POBbE CEMbU MPU KaXaoM noce-
LeHWN.

O Creunannct MOXeT MpoBecTu ¢opmarnbHyt/HedopMarnbHY0 OLEHKY NCuxumye-
CKOTO 3[10POBbS.

O Ob6partuTeck K NCMXONOry Npu HEOBXOANMOCTM NPOBEAEHNS BCECTOPOHHEN OLEHKM
Bawero pa3sutus, oby4yeHnsi 1 noBeaeHnsi. 3TO Ha3bIBAETCs HEMNPOMNCUXonormye-
CKOW OLIEHKOW.

O TMepecmaTtpuBarite n obHoBNANTEe Bawwm cneunanbHble nNnaHbl 00y4YeHns unm He-
obxogumble NpucnocobneHns, BO3MOXHO WHAMBMAYasNbHbBIM MnaH o0yyeHwus,
no mepe HeobxoaumMocTn

MamsaTtka
PAHHAA HEAMBYNATOPHAA CTAOUA
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Mepexon BO B3pocnoe 3apaBooxpaHeHue

MnaHnpoBaHne BygyLwiero n obydeHne ToMy, YToObl CaMOCTOATENBHO KOHTPO-

NiMpoBarb noryyaemyro MeQULIMHCKYIO NOMOLLbL — BaKHad 3agada B npoecce

CTa@HOBMEHMS HE3AaBMCUMOrO B3pocroro Yyenoseka ¢ M. 3ta ¢asa Ha3sbiBa-

€TCA TPaH3UTOM.

O OcraBavitecb c Bpadamu 6e3 pogutenen 1 oneKyHOB Npu KaX4oM BM3UTE MO BO-
npocamM Hempo-MbILLEYHOrO yxoaa.

O Mpwu kaxxgoM BU3MTE OLEHUBATE CTENeHb CBOEW HE3aBUCUMOCTMU.

O O6cyouTe nnaHbl Ha Gygyllee CO CBOMMU YYUTENAMU, POOUTENSMU U KOMaHAON

no HeypoMbILLEeYHOMY yxofy. YbeauTechb, UTO y Bac €CTb 3HAHWUSI U MOATOTOBKA

AN JOCTWMKEHWS BaLLUMX Lenen.

MpopomkanTe yyactue B MEPONPUATUSIX B LLKONE U OBLLEHNE C APY3bsSMU.

B Bospacte 13-14 neTt HayHWUTE C MeanMkamu paspabaTbiBaTb MUCbMEHHbIV MiaH

TpaHsuTa.

O ExerogHo nepecmaTtpuBaiTe n 06HOBNANTe 3TOT nnaH. OH JOMKeH BKYaThb Cnu-
COK TOro, YTO NOHaZobWTCs ANsi HE3aBMCUMOCTU, NepeYveHb NOCTaBLUMKOB YCIYT,
MHGOPMaLMIO O TOM, Kak OHWM MOTyT ObITb onnayeHsl. Mpn HeobxognmocTn obpa-
TUTECH K COLManbHOMY paboTHMKY U KoopamMHaTopy yxoaa.

O Bawm cnegyet opopmnTb JOBEPEHHOCTb, ONPedennTbL AOBEPEHHOE NULI0 U 0BCy-
OnTb 3abnaroBpemMeHHble pacrnopsxeHus k 18 rogam. Bawum Bpaum unm koopgmHa-
TOp yxo4a MoryT BaM B 3TOM MOMOYb.

O O6cyoute ¢ cBOMMU BpavyamMum BO3MOXHOCTM NansimaTMBHON NOMOLLM.

ogd

HeoTnoxHasa nomoub

[MepcoHan oTaeneHusi HEOTNIOXHOW MOMOLLUM MOXET He WMETb OnbiTa YXO-

ha 3a nauueHtamm ¢ MO, nosTtomy nonesHo MMeTb ¢ cobol MHdopma-

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

Kncnopopn, CTpeccoBoe [A03MpoBaHWE CTepouMaoB M Ap. CMOTpUTe canT

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

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

O Bcerga umenTe ¢ coboi BbINUCKY O NOCMeQHEM MOCEeLLEeHNN HeBPOrora, BKYako-
Lyt I/IHd)OpMaLI,VHO O AnarHose, npuMHMMaemblxX riekapcreax, nocnegHune pesynb-
TaTbl aHaNM30B (BKNoYas PYHKUMIO NErknx u cepaua), a tTakke nepedyeHb Nobbix
NOBTOPSIOLLMXCS MEQULMHCKMX Npobrem.

O Bosbmute c cobori B oTAENEHNE HEOTNOXHOM NomoLLy nioboe obopygoBaHue u ne-
KapcTBa, KOTopbiMu Bbl nonb3yeTecs.

O Cssxutecb ¢ Bawmm HEBpOnorom, ecrim Hy>XHO obpaTuTbCsl B OTAENEHNE HeoT-
TNIOXHOW NOMOLLUM unu B 60nbHMLLY No nobomy nosoay.

O Ecnu Bbl npuHumaeTe cTepouabl, umenTe konuto npotokonos PJ  Nicholoff
(ParentProjectMD.org/PJ) ¢ nHcdopmaumer o npegoTepaLleHn HegoCTaTOMHOCTH
Haano4e4YHNKOB M NOKa3aHUAM ONA CTpeCcCoBOro 4o3npoBaHnUA CTteponaos.

O Bosbmute ¢ cobort goBepeHHOCTb, ecn Bam 6onee 18 net

MepBUYHaA nomoLlb

CneumanuncTbl NEPBUYHOM MEOULMHCKON NOMOLLM — 3TO Bpayu nNeamatpsbl, Te-

paneBTbl HEBpOMor1, opToneabl, xupypru. OHM Bce AOMKHbI paboTaTk BMecTe

¢ Bawwnm HeBposorom.

O PerynspHo nocelianTe Bawero NOMNKIMHAYECKOro Bpaya Ans NPOBEPKN 300-
POBbS, NPU HE3HAYMTENbHbBIX 3aboneBaHnAX, ANa BakUunMHaLMM

3AMETKN

UHdopmauua n nopgaepxka

Ecnu BbI eLle aTOro He caenanu, Bam OyaeT None3Ho CBA3aTbCA C OpraHusa-
Lumen, 3aHuMmatrLLencss NoMoLlbo noaam ¢ [JioweHHOM n ux cembsm: Parent
Project Muscular Dystrophy (PPMD): ParentProjectMD.org

BonbLlue nHopmaLumn Ha pycCcKoMm si3blke Bbl HaAeTe Ha canTe hoHAa PasBUTUSE CUCTEMHOM
nomMoLuy naumeHTam ¢ muoguctpoduen JiowerHHa «fopaen» www.dmd-russia.ru.

NHdopmauwmsa B 3TMX NamsiTkax OCHOBLIBAETCA Ha pekoMeHAauMsaX no MuoamMcTpodum
[ioweHHa, onybnukosaHHon B 2018 r. B Tpex yacTtsAx B Lancet Neurology, dvHaHcuposaHune
paboTbl ocyLecTsun LieHTp no koHTponto 3a 3a6onesaHusimn. Bonblie nHgopmaLuumn 3aecs:
https://www.cdc.gov/ncbddd/musculardystrophy/care-considerations.html

MEPEBO[ 1 BEPCTKA BbIMNOJIHEHbI
®OHOM «OPOEN»

:\/'\
rOPAEN

MamsaTtka
PAHHAA HEAMBYNATOPHAA CTAOUA
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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

MamsaTtka
NMo3a0HAA HEAMBYINTATOPHAA CTAOUA
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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

MamsaTtka
No3a0HAA HEAMBYINTATOPHAA CTAOUA
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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
®OHOOM «TOPOEW»

:\/\
rOPOEWN

MamsaTtka
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NMAMATKA MO yXoay
NO3AHAA AMBYITATOPHASI CTAMS

C COXPAHEHUEM CNMNOCOBHOCTU XOOAUTb
OETCKUW BO3PACT

[aHHas namaTka npeaHasHavyeHa Ans UCMNonb30BaHUSA POAMTENSMU U ONeEKy-
HaMK1 Manb4nKoB C MbllevHon anctpodumen OdowenHa (MOO), 4Tobbl NOMOYb
UM CrnpaBuUTbCA C YXoaoMm 3a pebéHkoM. He BceM 6onbHbiM ¢ MO Heobxoaun-
Ma KOHCynbTaLuMs CO CneunanucToM B Kaxaow U3 MeguuMHCKuX cdep, npu-
BedEeHHbIX HUxe. [loroBopmnte ¢ HEBPOOroM, KOTOpbI HabnoaaeT Ballero pe-
BeHka, 0 npobriemax 1 HeoBXOAMMbIX HanNpPaBeHUAX K ApyruM cneyuanuctam.
Ha atom aTane BalwiemMy pebeHky, BeposTHO, OyaeT TpyaHee XOO4uTb, BCTaBaTb
C nona n NogHMMaTbCs Mo NEeCTHULLE.

Parent Project
Muscular Dystrophy

LEADING THE FIGHT TO END DUCHENNE

3AMETKN

HenpombiweyHas nomolLlb

Hespornor (cneuvanucT no HeMpOMbILLEYHOMY YXOAY) SIBMSIETCS OCHOBHbIM

Bpayom B nedeHun pebeHka. OH NOMOXET BaM M Balle ceMbe MOoHATb 60-

ne3Hb 1 oNpeaenuTb NPaBuUIbHbIA yxo4 3a BawmmM pedbeHkoM. Ero Heobxogumo

nocetllaTb pas B nonroga.

O Hesponor namepsiet yHKLMM, CUNY, AMana3oH OBUKEHWI, NO3ULMOHNPOBaHNE PYK
N HOT, OCaHKY, UCMOMNb30BaTb OHU U Te Xe TECTbI NPU KaXXAO0M NOCeLLeHNM, YToObI
oTCrnexunBaTb AnHamunky 3aboneBaHus. OTa OLEeHKa NPOBOAUTCS Kaxable 6 mecs-
LieB U1 No HeobxoauMocTHu.

O Y6egutecb, 4TOo pebeHKy caenaHbl Bce Heobxoaumble npuBMBKM. Ha 3ToMm
canTe ecTb WHdopmauusa o npusuBkax ans geten ¢ MOLO: ParentProjectMD.
org/Vaccinations.

O PaccmoTpuTe Havano npuema CTepouaoB Ha CTaguy «nnaTo» — A0 Toro, Kak pe-
OEHOK HaYyHET TepsATb MbILLEYHbIA (DYHKLUN, UCNbITbIBATE NPO6neMbl ¢ xoabL60M.
VX npvem pekomMeHOoBaH Ha MPOTSBKEHUWU BCeln Xu3Hu. CoobLuanTe HeBposory
0 NoBOoYHBIX adhheKTax, KOTopble UCMbITLIBAET Ball peGeHOK Npy Npueme CTepou-
[OB.

O Hwvkorga pesko He oTMeHsINTe npuem ctepougos! HeBponor 6yaet npenocTasnsTh
BbIMWCKY O KaXXOO0M MOCELLEHNM BaM, fevallemy Bpady nepBUYHON MEAULUHCKOWN
nomoLuy 1 obLwatbea ¢ ApyruMu cneuranucTamu.

KapnuonoruquKaﬂ noMoulb

Kapauonor cneunanusmpyeTcs Ha nedeHne cepgua. Bel 6yaete nocewars ero

exerogHo.

[0 3popoBbe cepgua Ballero pebeHka criefyeT eXerogHo OLeHMBaTb C MOMOLLbH
OKT, Y3/ unn MPT cepaua. TeCTbl NMOKaXyT 4acTOTy CEPAEYHbIX COKpaLLEeHWUN,
pUTM, CTPYKTYPY U cpyHKUMN cepaua pebeHka.

O Kapavonor MoXeT HasHaunTb XONTepOBCKOE MOHUTOpMpoBaHue (24 4). OHo peru-
CTPUPYET YaCTOTy CepAeYHbIX COKPALLEHUA U PUTM B TEYEHMNE CYTOK.

0 HayHuTe npuvHMMaTbL CepAevHble npenapartbl, Korga TecTbl MOKaXYT CHWXKeHWe
YHKUMM nn prmbpo3 cepaeyHOor MbiLlLbl, MY Mo AocTmxkeHun 10 neT (aaxe ecnm
aHanusbl B HopMme). CepaeyHble npenapaThbl criegyeT NpMHUMaTh Ha NPOTSKEHUN
BCEWN XUBHW.

PecnupatopHas nomolb

[MynsMoHOMOr cneunanmuanMpyeTcsa Ha nevyeHun nerknx, Bol ByaeTte nocellatb
ero exxerogHo.

O TecTupoBaHue (hyHKLMU NETKUX CrieqyeT NPOBOAUTL KaK MUHUMYM €XerofHo, YTo-
Gbl NYyNbMOHOIOr MOT OTCNEXWBATb U3MEHEHUE CUTTbl AblXaTemNbHbIX MbILUL, C TeYe-
HMEM BPEeMeHM.

Cnegute 3a TeM, 4ToGbl peBEHOK EXErogHO NMPOXOAUN BaKUMHAUMIO OT rpunna
1 NMHEBMOHUM, KaK PEKOMEHIYeTCS.

MynbMOHOMOr MOXET NOCOBETOBATL OTKALLMUBATENb NPU OCNabneHnn cunbl Kal-
ns.

MMynbMOHOMOr MOXET NPEANOXUTL UCCIEQOBaHNE CHa NPY NMOSIBMEHWUM MPU3HAKOB
1 CUMMTOMOB NMOBEPXHOCTHOTO AbIXaHWs! (TMMOBEHTUMSALMM) BO CHE.

B 3aBMCUMOCTU OT pe3ynsTaToB UCCIeA0BaHNUS CHA MyNbMOHOMOr MOXET Npeasio-
XXUTb UCMOJIb30BaHNE HEVHBA3VBHOWM BEHTUIISILMU BO BPEMS CHa.

o o o o
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Peabunurauunn

KomaHga peabunutaumm MOXeT BkNovaTb peabunutonora, usmyeckoro-
N sprotepaneBTa, noronega. Hesponor 6yaeTt coTpygHU4aTh C KOMaHOoM pea-
ounuTauumn pebeHka Anst OLEHKN ero COCTOSIHUSA.

O TMMocewawte dumsmyeckoro TepaneBTa Kaxaple 4-6 MecsUeB AJ1S OLEHKU COCTOSI-
HUA.

MpogomkanTe Aenatb eXXeQHEBHbIE PACTHAXKM U UCMONb30BaHUK TYTOPOB UIN ApY-
rMX KOPPEKTUPYIOLLMX YCTPOWCTB (Hanpumep opTesbl, crneuvansHas o0yBb).

I'Ipm HGOGXO}J,I/IMOCTVI Ha4YHUTE UCMNOJS1Ib30BaTb BCMOMOraTesibHble TEXHONOrnn.

Mpu kaxxgom noceleHnn o0bcyxaanTe Co CBOE KOMaHAoM peabunuraumm Bonpo-
Cbl NpodunakTkn 60nm n Nepenomos.

O
O
O
O Mo Bonpocam nNpobGnem ¢ peybio 1 13bIKOM ObpaLLanTechk K noroneay.

OpTone.queCKaﬂ n Xupyprmyeckas nomMmoulb

Xvipypr-optones crneunanuampyeTcs Ha NledeHun GonesHer KOCTeW, MbILLL,

CYCTaBOB, CYXOXWINA U CBA3OK.

O Bpay exerogHo KOHTPONMPYET UCKPUBMEHNE NO3BOHOYHMKA (CKOMMO3) C MOMOLLIbIO
peHTreHa unu BnsyansHoro ocMoTpa.

O Ecnu dopMupytoTcst KOHTPaKTypbl (YyKopodeHue AXunnosa cyxoxunus) obeyaute
XMPYpPruYeckme peLleHns UM runcoBaHme Ans coxpaHeHns NoaBUXHOCTY CycTasa.

O O6cyaute c kapaMonNorom v NyribMOHOSIOrOM MPEACTOSILLYIO Onepaumio.

O Tepen onepauven npovHdOpPMUPYNTE aHecTesnornora o6 onacHon/6esonacHomn
aHecTte3un ans pebeHka. Cnmcok npenapartoB Ha: ParentProjectMD.org/Surgery.

OHAOKPMHOMOIMA U 340POBbLE KOCTEN

OHOOKPMHOMNOT CNneunanma3npyeTcsa Ha ropMOHax, XMMUYECKUX BeLecTBax op-

raHn3ama, BIiMSIIOLLMX Ha NONOBOE CO3pEBaHME, POCT, 340POBbE KOCTEN.

O ExerogHo npoBepsiiTe ypoBeHb BUTammnHa D/kanbuns nepes Ha4anom u Bo Bpe-
MS1 NpYemMa CTeponaoB, KOPPEKTUPYTE YypoBeHb BUTammnHa D/kanbuus 4O HOPMBI.

O PekomeHaylTCa BU3yanusupylolmMe WCCefoBaHMs MO3BOHOYHMKA W KOCTEN.

Bpay MOXeT HasHauuTb PEHTreH No3BOHOYHMKA COOKY/B GOKOBOWM MpoeKkuun pas

B 1-2 roga n DEXA ckaHupoBaHue (OByxaHepreTuieckas peHTreHoBckas abcopb-

LIMOMETpUS), KOTopas onpenenseT NoTHOCTb KOCTEN, Kaxable 2-3 roga.

O6cyauTe ncnonb3oBaHue brcdochoHaToB AN NeYeHNs 0CTeONopo3a.

O6paTnTech K XMpypry npuv nepBbIX NpU3Hakax nepernomos.

Bpay namepsiet pocTt 1 Bec cTos kaxable 6 mecsLes.

Bpay namepsier pocT He B MOMOXEHUW CTOS, UBMEPSIS ANVHY PYKU/HOTU Kaxable

6 mecsLeB.

Bpau oTcniexvBaeT nonoBoe pasBuTue kaxable 6 mecsaueB, Ha4YMHas ¢ 9 ner.

MoxxeT noHagobuTbCa Tepanms TECTOCTEPOHOM, ECIN NMPOLIECC NMOOBOro Co3peBa-

HUS He Ha4yHeTCd K 14 rogam.

OO oOoooo

Momouwb racTpo3HTeposfiora n guertosiora

[lacTposHTeponor cneunanuanpyeTcs Ha nedvyeHnn 6onesHen nuweBapuTenb-

HOW cucTtembl. [lnetonor — cneumanncT B 06nactu NuULLEBbIX NMPOAYKTOB U MU-

TaHus. PeGeHok HanpaBnseTca K 3TMM cneumanucTam ans peleHns npobnem

¢ Habopom/noTepen Beca, MMTAHNEM U NULLEBAPEHNEM.

O KOHCyJ'IbTaLLVIﬂ auneTtornora XenatenbHa Npu KaXXaom noceLleHnn KNMHNKA.

O PaccmoTpuTe ncTopuio NoTpebneHuns xuakoct n agnety pebeHka n paspaboraiTte
nfaH ero NnTaHnga BMecTe C ANEeTONI0roMm.

O KoHTponupywTte BEC M MHOEKC MACChl TeNa Npu KaXXaoM NoCeLLEeHUN.

O T[MpoBeguTe oueHKy NpoGrem ¢ rmoTaHNeEM, U3KOTOM, MULLIEBAPEHUEM U 3arnopamMu
npv Kaxgom BusnTe. Bac MoryT HanpaBuTb Kk racTpoaHTeporsiory npu Heobxoanmo-
CTWN.

O Mocelwante ctomaTonora kaxable 6 MecsLeB.

NMcuxocounanbHaa NoMoLWb

NcmnxocoumansHoe 300poBbe (ncmqueCKoe 300pOBbE N coumnarbHoe onaro-

nony4me) Tak e BaXKHO, Kak 1 husmyeckoe 30opoBbe. B MynstuavcumnnnHap-

Hyl0 KOMaHZy, BedyLLyto Bawero pebeHka, JOMKHbl BXOAUTb MCUXOSON, CoLu-

anbHbIN paboTHMK U/Unn NcuxmaTp.

O O6cyxpante ncuxmyeckoe 300poBbe pebeHKka U CeEMbM MPU KaXKOOM NOCELLEHUN.
Creumanuct MoxeT npoBecTu opMarnbHyto/HedopManbHY0 OLEHKY NCuxuye-
CKOro 340poBbs. NcMxonor MoXeT MPOBECTM BCECTOPOHHIO OLEHKY pasBUTUS,
obyyeHus, noBegeHus pebeHka, Npu HeobxoaMMOCTU. DTO Ha3biBAeTCs HeEWpo-
NCUXONOrMYeCcKon OLEHKON.

O TMepecmatpuBarite u obcyxpanTe BalM chneuuanbHble nnaHbl 00ydYeHus unu
Heobxooumble NPUCNOCOBNeHnsi, BO3MOXHO WHOUBMAYaNbHbIA NaH obyvyeHus,
no mepe Heo6xoaMMOCTH.

3AMETKWN
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Mepexon BO B3pocnoe 3apaBooxpaHeHue

MnaHnpoBaHne Byayuiero n obydeHne geten Tomy, YToObl OHUM CaMu KOHTPO-

niMpoBanu nosiydaemMyo UMM MeOuUUHCKYH MOMOLLbL — BaXkHad 3agjadva, 370

NMOMOXET UM CTaTb HE3aBUCMMbIMK B3pOCbiMU. OTa ha3a Ha3bIBAeTCs TpaH-

3UTOM.

[0 Bbl AOmMKHBbI HAa4YMHATL CaMOCTOSATENBHO Mocelatb Bpaven, 6e3 conpoBoXaeHWs
poauTener onekyHoB, Mo BONPOCaM HENpPO-MbILLEYHOTO yxoAa, HauvHas ¢ 12 neT.

O O6cyoute nnaHbl Ha Oyaylwiee ¢ poouTenamMu, yYuTenamu U megvkamu. Yoeau-
Tecb, YTO Y Bac. ECTb 3HaHWs 1 NOAroTOBKa AN JOCTUXKEHUS BaLLUX Lienew

O MpopgomxanTe yyacTBOBaTb B LLUKOMbHBIX MEPONPUATUSX U 06LATLCS C APY3bAMU.
B Bospacte 13-14 neT HayHWUTE C MeaMkamun paspabaTbiBaTb MUCbMEHHbIV MnaH
TpaHsuTa.

O ExerogHo nepecmaTtpuBaiTe n 06HOBNANTe 3TOT nnaH. OH AOMKeH BKYaThb Cnu-
COK TOro, YTO NOHaZobWTCs ANsi HE3aBMCUMOCTU, NepeYveHb NMOCTaBLUMKOB YCIYT,
MHGOPMaLMIO O TOM, Kak OHWM MOTyT ObITb onnayeHsl. Mpn HeobxognmocTn obpa-
TUTECH K COLManbHOMY paboTHMKY U KoopamMHaTopy yxoaa.

HeoTnoxHasa nomolb

lMepcoHan oTAeneHus HEeOoTNOXHOW MOMOLLM MOXET He WMETb onblTa yxoaa

3a nauyweHtamm ¢ ML, nostomy nonesHo MMeTb C cobor MHGOopMauuto

no HeotnoxHom nomowwn npu MOMO: aHecTeans, rneyeHve neperioMos,

KMCNopoAd, CTpeccoBoe [03WpoBaHWe CTepouaoB M Ap. CMOTpUTe  cauT

ParentProjectMD.org/Emergency wun pacnevyatante Heobxogumoe, Takke

nHdpopmaumsa goctynHa Ha Apple unu Android App (ParentProjectMD.org/App).

O Bcerga nmente npu cebe nHMOpMaLMIO O HEOTIIOXHON NOMOLLM B pacrnevyaTtaHHOM
BMOE NV B MOBUITBHOM MPUIOXEHUN.

O Bcerga umenTe c coboi BbINUCKY O NOcrnegHeM rnocelleHnn pebeHkoM HeBposora,
BKITIOHAIOLLYI0 MHAOPMaLMIO O AnarHo3e, NpUHMMaeMblx fekapcTeax, nocrnegHue
pesynstaTtbl aHanu3oB (BkYas MYHKUMIO NErknx U cepaua), a Takke nepeyeHs
NoBbIX NOBTOPHBLIX MEANLMHCKNX Npobnem pebeHka.

O Bosbmute ¢ coboi B oTAENEHNE HEOTMNOXHON NomoLm noboe obopynoBaHue, KO-
TOpbIM MONb3yeTcst pebeHoK 1 ero nekapcTaa.

O Csskutech ¢ Bawmm HeBponorom, ecnv pebeHKy Hy>HO o0bpaTuTbCcs B oTAeneHve
HEOTNOXHON NOMOLLM MK B 6OMbHMLY No fitoboMy nosoay.

O Ecnu pebeHok npvHuUmaeT crepoufpbl, umenTte konuto npotokonos PJ Nicholoff
(ParentProjectMD.org/PJ) ¢ nHdopmaumer o npegoTeBpaLleHn HeoCTaTOMHOCTH
HaANoYe4YHUKOB 1 NOKa3aHWAM A CTPeCCOBOro 403MPOBaHUsi CTEpouaoB

3AMETKM

MepBUYHaA nomoLlb

CneumanncTbl NepBUYHON MEAMLIMHCKONM NOMOLLIM — 3TO Bpayu neguaTpsbl, OeT-

CKne Hespornoru, optonenbl, XMpypru. OHu BCe OOJ1KHbI pa6OTaTb BMeCTe C

HEBPOJIOrom BalLlero pe6eH|<a.

O PerynﬂpHo I'IOCGIJ.I,aI7ITe Ballero NonunkiMHM4YeCcKoro Bpava c pe6eHKOM ana npo-
BE€pPKM 300p0BbA, NPUN HESHAYUTENbHbIX 3a6oneBaHm;|x, anga BakunHauun.

UHdopmauua n nopgaepxka

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

Bonblie nHpopmaummn Ha pycckoM a3blke Bbl HaWAeTe Ha cante oHaa pa3BuUTUS CUCTEMHOM No-
MOLUM nNaumeHTam ¢ muogmctpoduent OioweHHa «fopaen» www.dmd-russia.ru.

NHdopmauumsa B aTMX NaMATKax OCHOBbLIBAETCS Ha peKOMeHAaumnsax no MuoancTpodumn JioleHHa,
onybnukosaHHow B 2018 1. B Tpex YacTax B Lancet Neurology, dvHaHcnpoBaHune paboTbl ocyLue-
ctBuUn LieHTp no koHTponto 3a 3aboneBaHuamn. bonblue nHopmaummn 3aecs:
https://www.cdc.gov/ncbddd/musculardystrophy/care-considerations.html
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NMAMATKA MO yXoay

PAHHSIS1 AMBYTIATOPHAS CTAMS

C COXPAHEHWEM CMOCOBHOCTW K MEPEABUXUIO
DETCKUA BO3PACT

HaHHasa namsTka npegHasHaveHa Anst UCMoNb30BaHUSA POAUTENSIMU U OMEKY-
HaMKW Marnb4YnKoOB C MbllievHor anctpodumen OiowenHa (MOL), 4ToObl NOMOYb
MM CNpaBUTbLCA C yXo40M 3a pebéHkom. He Bcem 6omnbHbIM ¢ M Heobxoanma
KOHCyNbTaUmMs CO CMeLManncToM B KaX4on N3 MeguumnHCKux cagep, NnpuBeaeH-
HbIX HUXe. [loroBopuTe ¢ HEBPOMNOroM, KOTOpLIN HabnogaeTt Ballero pebeHka,
0 npobnemax 1 Heobxo4MMbIX HanpaBnNeHMaX K ApYrMM cneunanmctam.

Ha sTom aTane y geter 0b6bl4HO NPosABRAOTCA Takne npuaHaku MO, kak «yTu-
Hasi» noxoaka, xoabba Ha «Ublnoykax» U HeobxoanMMocTb nomoraTb cebe py-
Kamu, Korga OHW BCTaoT € nona (Tak HasbiBaeMbili cumnTom [oBepca). Y aeten
¢ [ioweHHOM Takke MOryT HabnogaTbCs 3afepXkka pedn 1 gpyrve 3agepXku
pa3BUTKS.

Parent Project
Muscular Dystrophy

LEADING THE FIGHT TO END DUCHENNE

3AMETKW

HenpombiweyHas nomolulb

Hespornor (cneuvanuct no HeMpPOMbILLEYHOMY YXOAY) SIBASIETCS OCHOBHbIM

BpayoMm B neveHun pebeHka. OH MOMOXET Bam M Ballen cemMbe MOHATb 6o-

ne3Hb ¥ onpeaenuTb NpPaBuIibHbIA yxop 3a Bawmm pebeHkomM. Ero Heobxogumo

nocewaTb pa3 B Nomnroaa.

O Hesponor BmecTe B peabunutonorom namepset QyHKUUM 1 cuny Mol pebeHka,
OH MOMOXET NOHATbL GonesHb 1 onpeaenuTb yxon 3a pebeHkom. HeBpornora Heo6-
XOAMMO noceLatb pa3 B nonroaa.

O Y6egutecs,yTo pebeHky caenaHbl Bce HeobxoavmMble NpuBmBKN. Ha aToM carite ecTb
nHdpopmauusa o npmemekax anst geten ¢ MOO: ParentProjectMD.org/Vaccinations.

O O6cyaute npenmyLlecTa 1 Nob6oYHbIe 3G EKTHI KOPTUKOCTEPOUAOB (CTEPONOOB)

— NpeaHn300H/ AenasakopT 1 APYr1X BUAOB NIEYEHNS C HEBPOSIOTOM Kak MOXHO

paHbwe. Obcyaute Havano npuema CTepomgoB Ha CTagun «nnato» — A0 Toro,

Kak pebeHOK Ha4YHET TepATb MbILLEYHBIV PYHKLMM, UCNbITbIBATL MPOBNEeMbI C X04b-

6oun.

Hwvkorga pesko He OTMeHsITe npuem cTepouaos!

Hesponor 6yaeT npefocTaensATh BbINMCKY O KaXAOM MOCELLeHN Bam, nevatlemMy

Bpayy nepB1YHOM MEAMLMHCKOM MOMOLLM 1 06LaTbCsA C APYrMMn cneymanuctTamm.

oo

Kapaunonornyeckasa nomouwb

Kapavonor cneuynanunsmpyetcs Ha nedexve cepaua. Bel 6yaeTte nocelats ero

exxerogHo.

O 3popoBbe cepgua Ballero pebeHka creayeT eXerogHo OLeHMBaTb C MOMOLLLHO
OKT, Y3 nnu MPT cepgua. OHM NoKaxyT 4acToTy CcepaeYHbIX COKpaLLEHUA, pUTM,
CTPYKTYpPY ¥ (PyHKUMM cepaLa pebeHka.

O HayHuTe npuHMMaTbL cepaedHble Mnpenapatbl, eCnv TECTbl MOKaXyT CHWDKEHMWE
yHKUMM Unu pmbpo3 cepaedHON MbILLLbI, UK Mo gocTukeHun 10 neT (ecnu aHa-
Nn3bl B HOPME).

PecnupatopHas nomouwb

[MynbMOHOMOr cneumMannanpyeTcs Ha NieYeHun nerkux, Bbl byaeTe nocelwlatb

€ero eXerogHo.

O Pe6eHKy cnenyert peryndapHo npoBepATb beHKLl,VIVI Nerknx HavymHaga ¢ noCctaHOBKU
auarHosa unu c 6 ner. PebeHok NPUBBLIKHET BbINONHATbL TECT, a NyrbMOHOOI CMO-
XEeT OTCIIeXnBaTb JUNHAMUKY COCTOAHUA OblXaTEefIbHbIX MbILLL.

[0 Cnegute 3a Tem, 4ToObl pebEHOK €XEerogHo MPOXOAUNT BakUMHALUMIO OT rpunna

N NHEBMOHUU, KaK peKkoMeHOyeTCA.

ﬂyJ'IbMOHOJ'IOI' MOXXET MOCOBETOBATb OTKaLLInBaTerb Npu ocnabneHnn cunbl KaLwns.

ﬂyJ'IbMOHOJ'IOI' MOXEeT nNpeanoXuntb nccnegoBaHne CHa npun noaBneHnn Npmn3Hakos

N CUMINMTOMOB NOBEPXHOCTHOIO AbIXaHNA (FVII'IOBeHTVIJ'IHU,VIVI) BO CHe.

oo

MamaTtka
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Peabunurauunn

KomaHga peabunutaumm MOXeT BkNovaTb peabunutonora, usmyeckoro-

N sprotepaneBTa, noronega. Hesponor 6yaeTt coTpygHU4aTh C KOMaHOoM pea-

ounuTauumn pebeHka Anst OLEHKN ero COCTOSIHUSA.

O nMocewawTe donanyeckoro TepanesTa kaxable 4-6 MecsaLeB AN OLIEHKN COCTOSTHUS.

| I'IonquTe pekoMmeHpgaunnm no exegHeBHbIM pacTAXKaM U MCNONb30BaHUKD TYTO-
pPOB MNU APYrMX KOPPEKTUPYIOLWMUX YCTPOWCTB (HampuMmep opTesbl, crneuuanbHas
00yBb).

O O6cyaoute GesonacHble U3NYECKME 3aHATUSA, TakMe Kak MraBaHue Unn Berno-
cuneg. CBeouTte K MUHUMYMY PUCK MafeHUs B OKpyawllen pebeHka cpepge,
BKIO4Yada OoM, LWKony, TpaHCNOopPTHbIE cpeacTea 1 Ap.

O Mo Bonpocam npobnem c peybto obpallanTech k ioroneay.

3AMETKWN

OpTone.queCKa;l n Xnpyprudyeckas nomoulb

Xvipypr-optones crneunanuampyeTcs Ha NledeHun GonesHer KOCTeW, MbILLL,

CYCTaBOB, CYXOXWINA U CBA3OK.

O Bpay exerogHo KOHTPONMPYET UCKPUBMEHNE NO3BOHOYHMKA (CKOMMO3) C NOMOLLIbIO
peHTreHa unu BnsyansHoro ocMoTpa.

O Ecnu dopMupytoTcst KOHTPaKTypbl (YyKopodeHue AXunnosa cyxoxunus) obeyaute
XMPYpruYeckme peLleHns Unm runcoBaHme Ans coXpaHeHns NoABUXHOCTY CycTasa.

O O6cyaute c kapaMonNorom v NyribMOHOSIOrOM MPEACTOSILLYIO Onepaumio.

O Tepen onepauven npouHdopMupyrTe aHecTesnornora o6 onacHou/6e3onacHomn
aHecTe3uun ans pebeHka. Cnucok npenapaTos Ha: ParentProjectMD.org/Surgery.

OHAOKPMHOMOIMA U 340POBbLE KOCTEN

OHAOOKPMHOMNOT CNeunanm3npyeTcsa Ha ropMOHax, XMMUYECKUX BeLecTBax op-

raHn3ama, BIIMSHOLLMX Ha NOIOBOE CO3pEBaHUE, POCT, 340POBbE KOCTEN.

O ExeronHo npoBepsifiTe ypoBeHb BUTaMUHa D/kanbuus nepeg HavanoM 1 BO Bpe-
Msi pueMa CTeponaoB, KOPPEKTUPYINTE YpOBEHb BUTaMMHa D/KkanbLusi O HOPMbI.

O PekomeHZyOTCA BU3yanusnpyoLlme nccnenoBaHmns No3BOHOYHUKA U KOCTel. Bpay

MOXET Ha3Ha4YMTb PEHTIEH NO3BOHOYHMKa CBOKY/B GOKOBOW NpoekLmn pa3 B 1-2 roga

1 DEXA ckaHMpoBaHuWe (OByx3aHepreTuyeckasi peHTreHoBckasi abcopOumnomeTpust),

KOTOpasi onpeaensieT NoTHOCTb KOCTEN, kaxable 2-3 roga.

O6paTnTtech k aHOOKPMHOMOry/opToneay Npv NepBbIX NpM3Hakax nepernomos/6onu

B CMNUHe.

Bpay n3amepsieT pocT 1 Bec CTos Kaxable 6 MecsiLeB.

Bpay n3amepsieT pocT He B NMONOXEHUW CTOS!, M3MEPsst ASIMHY PYKU/HOMN Kaxable

6 mecsLeB.

O
O
O
O Bpau otcnexusaet nosnosoe passuTue Kaxible 6 mecaues, HaunHas ¢ 9 ner.

Momolb racTtpoaHTeporsiora u guetonora

[lacTposHTeponor cneunanuanpyeTcs Ha nedvyeHnn 6onesHen nuweBapuTenb-

HOW cucTeMbl. [neTtonor cneynanuct B 06nacTtu NULEBbLIX MPOAYKTOB U NuTa-

Hnga. PeBeHok HanpaBngaeTcs K 3TMM cneunanuctam ans pelueHus npobnem

¢ Habopom/noTepen Beca, MMTAaHNEM U NULLEBAPEHNEM.

| KOHCyJ'IbTaLLVIﬂ auneTtornora XenartenbHa Npu KaXXaom noceLleHnn KNMHNKA.

O PaccmoTpuTe ncTopuio noTpebneHuns xxuakoctv n anety pebeHka n paspaboravite
nfaH ero NnTaHnga BMecTe C ANEeTONIoroMm.

O KoHTponupywTte BEC U MHOEKC MACChl TeNa Npu KaXXaoM NOCeLLEHUN.

O T[MpoBeguTe oueHKy NpoGrem ¢ rmoTaHNeEM, U3KOIOMW, MULLIEBAPEHUEM U 3arnopamMu
npv Kaxxgom BmanTe. Bac moryT HanpaBuThb K racTpO3HTEPOIOry Npyn HEO6XOAUMOCTK.

O Mocewante ctomaTonora kaxable 6 MecsLeB.

NMcuxocounanbHaa NoMoLWb

NcuxocoumanbHoe 300poBbe (ncmqueCKoe 300pOBbE N coumnarbHoe onaro-

nony4me) Tak e BaXKHO, Kak 1 husmyeckoe 30opoBbe. B MynstuacumnnnHap-

Hyl0 KOMaHZy, BedyLLyto Bawero pebeHka, JOMKHbl BXOAUTb MCUXOSOrN, CoLu-

anbHbIN paboTHMK U/Unn NcuxmaTp.

O O6cyxpante ncuxmyeckoe 300poBbe pebeHKka U CeEMbM MPU KaXKOOM NOCELLEHUN.
Creumanuct MoxeT npoBecTu hopManbHyto/HedopManbHYH0 OLEHKY MNCuxuye-
CKOTO 3[J0POBbS.

O O6partuteck Kk ncuxornory, YTobbl MPOBECTU BCECTOPOHHIOK OLIEHKY PasBUTUS pe-
6eHka, obyyeHnst 1 NoBedeHNs B TEYEHWe NepBoro roga nocrne guarHosa (Henpo-
ncuxonornyeckasi oueHka). OTo NoMoxXeT pebeHKy ABUraTbCs Brneped; ee MOXHO
OyaeT NoBTOPATL MO Mepe HeobXoaANMOCTH.

O TlMepen Ttem, kak pebeHok nonaet B LIKOny, obcyaute HeobxogMMoCTb crneuunans-
HOro nnaHa oby4eHns nnm HeobxoaMMbIX NMPUCNOCOBNEHUI, BO3MOXHO MHONBUAY-
arnbHbIV NNaH 0by4YeHns, OH MOXeT BbITb pa3paboTaH C MOMOLLbIO Bpaven v LLKONbI.

MamaTtka
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Mepexon BO B3pocnoe 3apaBooxpaHeHue

MnaHupoBaHue Byayuiero n obyvyeHne geten Tomy, YTobbl OHM CamMy KOHTPO-

niMpoBanu nosiydaemMyo UMM MeOuUUHCKYH MOMOLLbL — BaXkHad 3agjadva, 370

NMOMOXET UM CTaTb HE3aBUCMMbIMK B3pOCbiMU. OTa ha3a Ha3bIBAeTCs TpaH-

3UTOM.

O MoolwpsinTe HE3ABUCMMOCTb Y OTBETCTBEHHOCTb pebeHKa, COOTBETCTBYHOLLYHO BO3-
pacry.

O O6cyxpante c pebeHkoM naHbl Ha byayuiee.

O nMoroeopute B NnevalyyM BpavyoMm O TOM, Kak NoarotoBUTb pebeHka K MpUHATUIO
peLleHnin, KacatoLLMXCa oKasbiBaeMon eMy MegULMHCKON NOMOLLN.

O TlopgpoepxmBante y4acTue M BOBMEYEHHOCTb pebeHka B cemblo, B obLieHue
C ApY3bsaMM.

3AMETKM

HeoTnoxHasa nomoub

[MepcoHan oTaeneHusi HEOTNIOXHOW MOMOLLUM MOXET He WMETb OnbiTa YXO-

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

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

Kncnopopn, 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 umeinte npu cebe nHopmMaLmio 0 HEOTNOXHON NOMOLLM B pacnevyaTaHHOM
BMOE UV B MOBUITBHOM MPUIOXEHNN.

O Bcerga umenTte ¢ coboi BbINUCKY O NocrnegHeM nocelueHnn pebeHkoM HeBposora,
BKITIOHAIOLLYI0 MHAOPMaLMIO O AnarHo3e, NpUHMMaeMblx fekapcTeax, nocrnegHue
pesynsraTtbl aHanu3oB (BkYas MYHKUMIO NErknx U cepaua), a Takke nepeyeHs
NOBbIX NOBTOPHBLIX MEANLMHCKNX Npobnem pebeHka.

O Bosbmute ¢ coboi B oTAENEHNE HEOTMNOXHON NomoLm noboe obopynoBaHue, KO-
TOpbIM MOMb3yeTcst pebeHoK 1 ero nekapcTaa.

O Csskuntech ¢ Bawmm HeBponorom, ecnv pebeHKy Hy>HO o0bpatuTbecs B oTAeneHve
HEOTNOXHON NOMOLLM MK B 6OMbHULY No fitoboMy NoBoay.

O Ecnu pebeHok npuvHumaeT crtepoufpbl, umenTte konuto npotokornos PJ Nicholoff
(ParentProjectMD.org/PJ) ¢ nHdopmaumer o npegoTepaLleHn HeoCTaTOMHOCTH
HaANoOYe4YHUKOB 1 NOKa3aHWAM A CTPeCCOBOro 403MPOBaHUsSi CTEPOUIOB.

MepBuYHaa nomoub

CI'IeLI,VIaJ'IVICTbI I'IepBVI‘-IHOVI MeLI,VILI,VIHCKOVI nomMouwin — 3TO Bpayu neagumaTtpbl,

LOETCKMe HeBPOJ1orn, opronenbl, XUpypru. OHu Bce OOJTKHbI pa6OTaTb BMeCTe

C HEBPOJ10romM BaLlero pe6eHKa.

O PerynﬂpHo I'IOCGIJ.I,aI7ITe Ballero NonunkiMHMYeCcKoro Bpava c pe6eHKOM ana npo-
BE€pPKM 300p0BbA, NPUN HESHAYUTENbHbIX 3a6oneBaHm;|x, anga BakunHauun.

UHdopmauua n nopgaepxka

Hannune pebexka ¢ MO moxeT 6bITb TPyAHBIM AN ceMmbu. O6 31O 60ne3Hn
HY>KHO MHOrO€e y3HaTb M Bbl MOXeTe ObiTb neperpyxeHbl nHdopmaumen. Ce-
MbM, KOTOpbIE NPOLUNN Yepe3 3TO, COBETYIOT AenaTb 370 B yAoOHOM Ansi Bac
Temrne, C UCMOMb30BaHMEM PECYPCOB U MOAAEPNKKM MO CTOPOHbLI coobLlecTBa
Parent Project Muscular Dystrophy (PPMD): ParentProjectMD.org.

leHemu4eckoe mecmupoeaHue 4JieHoe ceMbU

Mockonbky muogncTpodusa JioleHHa MOXeT NPUCYTCTBOBATb Y APYrMX YNEeHOB CEMbM,
Balu HeBponor unu reHeTuk gormkeH o6cyanTb C BaMu, Kakme YneHbl CeMbU HaXoaaTCs
B rpynne pucka u npeanoxutb TecTupoBaHue. Monogble MyXyuHbl B Ballel CemMbe
OOIMKHBI NMPOWTN TECTUPOBAaHWE, AaXe eCnNn y HUX HET CMMNTOMOB 3abonesaHus. XXek-
LUMHbI B CEMbE MOTYT OblTb HOCUTENSAMU U3MEHEHHOTO reHa — npudmHbl MOO. Hocu-
TenbHULbI 3a60MneBaHNsi UMEIT MOBbILLIEHHbIV PUCK 3a60neBaHns cepaeqHON MbILLLbI,
Ha3blBaeMon kapguomuonatus. Vx cnegyet HanpaBnsaTb K kapguorory, cnegyert npo-
XOAMUTb OCMOTP Kaxable 3-5 neT, Aaxe npu OTCYTCTBUM CUMMTOMOB KapAMOMUonaTum.

BonbLlie nHopmaumm Ha pycckoMm s3blke Bbl HaWgeTe Ha canTe hoHaa pa3BuUTUS CUCTEMHOM No-
MoLLM naumeHTam ¢ muogmctpoduen fioweHHa «fopaen» www.dmd-russia.ru.

MHdopmaumsa B 9TUX namsiTKax OCHOBLIBAETCS HA pekoMeHaauusx no muoauctpodum JioleHHa,
onybnvkoaHHo B 2018 1. B Tpex yacTsix B Lancet Neurology, hmHaHcMpoBaHue paboTbl ocyLue-
ctBun LieHTp no koHTponto 3a 3abonesaHusmu. bonblue nHgopmaummn 3gech:
https://www.cdc.gov/ncbddd/musculardystrophy/care-considerations.html
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