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

MamsaTtka
No30HAA AMBYINTATOPHAA CTAOUNA
2



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

NMEPEBO[M M BEPCTKA BbIMOJIHEHbI
®OHOOM «TOPOEW»
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