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
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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.
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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

NMEPEBO[M M BEPCTKA BbIMOJIHEHbI
®OHOOM «TOPOEW»
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