OUNATHOCTUKA U JIEMEHUE
MbILWEYHOWU OUCTPO®UN OIOWEHHA
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7

MHbopmauus v pekoMeHaaunm, ony6aMKOBaHHbIe MW CAeNaHHble B 3TON 6poLutope, He 3aMeHs 0T cO60M yCnyru MeuLMHCKOro nepcoHana (Bpaya, MefcecTpbl, CUAEKN
UT.A.) N HE ABNSIOTCS HaCTbio OTHOLWEHU MeX/y BPaioM U NauMeHTOM. [laHHble COBETbI CnefyeT NPUHUMATb B CO4ETaHUN C MEAULMHCKUMU PEKOMEHAALUAMU, K KOTOPbIM
Bbl JO/DKHbI NPNUCAYLWINBATLCA NO BCEM BONPOCaM, KacarolWmMMcs Bawero 340poBba; B 4aCTHOCTU, B OTHOWEHUN CUMIMTOMOB, KOTOpPbIe MOTYT norpe6osa‘rb AnarHosa unun
MeAuLMHCKO nomolLuu. /lloboe AeiicTBME C Balleil CTOPOHbI B OTBET Ha MHBOPMaLMIo, NPeACTaBAEHHYIO B 3TOM BykneTe, NPOU3BOANTCSA NOA Ballly OTBETCTBEHHOCTb.
HECMOTpSl HaToO,4TO 6611 npeanpuHATbI BCe yCnnua ans o6ecrneyeHns TOYHOCTU U MOJTHOTbI I/IHdJOpMaLU/WI, COﬂEp)KaLLlEl\/‘ICR B3TOW 6pOLLIK)pE, TOYHOCTb HE MOXET 6bITb

rapaHTUpoBaHa, U NeYeHune B KaX o CUTyaLum LOMKHO BbITb UHANBUAYANbHbIM.
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1. BBEOEHUWE

[IoLLIEeHH - CTOXHbIW, KOMMJIEKCHbIN B
MOHUMaHUW U NeYeHMM gnarHos. B aToT MUp He
BXOAAT A06POBOAbHO. Accoumaumsa MbllLleyHoM
OuncTtpodunn, Pogutenbcknm MNMpoekT
MbiweyHow Ounctpodunm (PPMD), Treat NMD m
BceMumpHaa OpraHmsaumna dioweHHa (UPPMD)
MOHMMAIOT CTPafdaHUa U TPEBOrY, KOTOPble
poaUTENM YyBCTBYIOT MPW 3TOM AMarHo3e, 1
OCO3HaT HEOBXOAMMOCTb NoceayoLLen
nogaep»ku. No mepe Balero “nyTtewecteng”
Mo 3TOMY AMarHo3y BCEM HaM Ba)kKHO, YTOObI

Bbl 1 Ball pebeHOK nony4danu camble nydiime
yXof, MoOAeP>KKY U pecypchl. [103TOMY Mbl

BCe BMecTe paboTanu Hag coCcTaBNeHMEM
OBHOB/IEHHOIO CEMEeMHOro pyKoBOoaCTBa Mo
OoweHny 2018 roga.

MO/ asnaeTca o4HUM U3 CrieKkTpa

MblLLEYHbIX 3a60/1eBaHMIN, U3BECTHbIX Kak
«gncTpodUHoONaTUM». JUcTpodmuHonaTUm
obBycnoBfieHbl OTCYTCTBMEM MbILLEYHOIO

b6enka «gUCTPoPUH» 1 BapbupytoTca OT bonee
TaXkenoro ¢eHoTMna (CMMNTOMBbI, KOTOPbIE

Bbl HabtoAaeTe) MbllLeYHOW ANCTPOdUIM
[toleHHa K 6onee MArkomy, Ho MepeMeHHoOMy
deHOoTMNY MblluedHon anctpodumm bekkepa.

B 3TOM ceMeMHOM pyKOBOACTBE A5 MPOCTOThI

«3TO PYKOBOACTBO NO
‘MEOULUHCKUM' ACMEKTAM
OIOLWEHHA, HO BCEFOA UMEWUTE
B BUAOY, UTO MEOULIMHCKAS
CTOPOHA - 3TO HE BCE.

MOES COCTOUT B TOM, YTO,
MUHUMU3UNPYA MEOULIMHCKUE
NMPOBJIEMbDI, BALU PEBEHOK
MOXET NMPOOOJIXXATb CBOIO
YXU3Hb, 1 Bbl MOXXETE
NPOOOMKATb OCTABATbCSH
CEMbBEW. BAYXHO MOMHMUTD,
YTO BOJIbLUMHCTBO OETEN C
OIOLEHHOM - CYACT/IUBDIE
OETU, U BONTIbLULMHCTBO CEMEU
OYEHb XOPOLLO CMPAB/AIOTCA
C NMEPBOHAYAJIbHbIM

LLOKOM OAUATHO3A».

Snmn3abeT BpyM, BceMupHasd
OpraHmzauma dioweHHa (UPPMD)

MN3MOXKEHMS Mbl B MepBYyIo odepedb paccMaTpuBaeM MbllleuHyo AMcTpoduio diolleHHa.

B aTOM pykoBOACTBE Mbl 06palllaeMca K poauTenaM nauveHTa ¢ MO, a TakyKe K caMoMy
UesnoBeKY, XMBylLleMy ¢ [ioleHHOM. B HacTodalleM AOKYMeHTe «Bbl» obpalleHne K

YesoBeKyY, XXMByLLeMy C JioLeHHOM.

PEKOMEHOALMA MO MbILLEYHOW OAUCTPODUU OIOWLEHHA. UCTOPUA

PekoMeHOaUuu (rangnanuHbl) No MuogmncTpodum droweHHa O6binn pa3paboTaHbl Mpu
nogaepyke LIeHTpoB Mno KOHTPOI 1 NpodunakTrke 3abonesaHmnii CLLUA (CDC) u
M3BECTHbI B cOObLecTBe KaK «PekoMeHaaumm no yxony». M opurnHanboHble (2010 roa), u
obHoBMeHHble (2018) «<PeKoMeHOAaLMM Mo yXo4y» OCHOBaHbl Ha pe3ynbTaTax 0bLMPHOro
nccrnenoBaHma MynsTUANCUMINIMHAPHOM KOMaHAObl, € y4YacTunemM 84 akcneptos no MO
M3 pa3sHbix cTpaH. OHM NPOBEN HE3aBUCKMYIO OLLEHKY METOLOB YXO4a, NCMOMb3yeMblX
B eveHnn (BeoeHmu) naumeHTa ¢ JioweHHOM, 4Tobbl onpenenmTb HAaCKObKO
«HEeo6xoaAUM», <MPUMEHUM» U «<HEMPUMEHUM» KaXKOblN U3 HMX Ha Pa3HbIX CTaamax
3aboneBaHUa. B obLeln CNoX)XHOCTU KCcrepTbl paccMoTpenu 6onee 70 000 pas3nnydHbIX
CLleHapwWeB. 2TO NO3BOMUIO ONpeaeninTb OCHOBOMOMaratoLme rnpUHLKMbI, KOTOPble
npencTaBngioT «kHAUAYULLYIO MPaKTUKY» 014 yxo4a 3a nauymeHTom ¢ MO,
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1. BBED,EH UE (Mpogo/mkeHme)

«PyKoBOACTBO A/19 ceMel» 2018 roga cooep)XmT BCe M3MEeHEeHUS U OOMONHEHUS, B
COOTBETCTBME C OOGHOBIEHHbIMKM PekoMeHaaumMamMm (Mo oKaszaHMio MeanLIMHCKOW
MOMOLLM) MO MblleyHon gncTpodum LdioweHHa. Kak mepBoHavaibHbIM JOKYMEHT, TaK U
obHoOB/eHHble PekoMeHOaUmMM noanepkaHbl LLleHTpOM Mo KOHTPOM 1 NpodunakTuke
3aboneBaHuM (CDC) CLUA B coTpyaHUYeCTBe C NaLMEeHTCKUMKM OpraHmn3aLMaMmm m
eBponenckon opraHmsaumen TREAT NMD. JJokyMeHTbl onybnmnkoBaHbl B XXypHane “Lancet
Neurology” v AOCTYMHbl Ha Beb-canTax PoauTtenbckoro MpoekTa MblledHon Ouctpodum,
Accoumaumnm MbliweyHowm Odmnctpodummn, BcemmpHom OpranHmsaumnm dioweHHa (UPPMD) n
TREAT NMD. KpoMme Toro, 6narogapsa TREAT NMD 1 BceMupHon OpraHmsaumm JoleHHa
(UPPMD), «PykoBoACTBO ANF ceMen» NpeAcTaBeHO Ha MHOIMMX A3blkax Ha canTe TREAT
NMD.

MOMKMMO 3TOro, ONA KaxKOow cneumanmsaumnm bina paspaboTaHa oToeNbHada cTaTbsa C
6onee “rnyboKMM Morpy)xeHmem” B npeaMeTHYIO YacTb. DT CTaTbk ByayT onybnMKoBaHbI
B 2018 rogoy B HECKOJbKMX BbIMyCKax YXypHana «[Negmnatpua», odnLmManbHOro ypHana
AMepuKaHckon AkageMun MNeguatpun, n 6yayT OOCTYMHbI Yepes NepeYmncrieHHble HMxKe
CanTbl.

CCblIJIKU K OOKYMEHTY:
NMAUMEHTCKUE OPTAHU3ALUU
www.mda.org

www.ParentProjectMD.org
www.treat-nmd.eu

www.WorldDuchenne.org

OonybBJINKOBAHHbIE PEKOMEHOALIUM MO MO

Diagnosis and management of Duchenne muscular dystrophy, an update, part
1. Diagnosis, neuromuscular, rehabilitation, endocrine, and gastrointestinal and
nutritional management

Diagnosis and management of Duchenne muscular dystrophy, an update, part 2:
Respiratory, cardiac, bone health, and orthopaedic management

Diagnosis and management of Duchenne muscular dystrophy, an update, part 3:
Primary care, emergency management, psychosocial care, and transitions of care
across the lifespan

MOJIE3HbIE CTPAHULLbI

LLleHTp No KOHTposio u npodunakTuke 3abonesaHmin: www.cdc.gov/ncbddd/
musculardystrophy/care-considerations.html

PoauTtenbckui MpoekT: www.ParentProjectMD.org/CareGuidelines

Accoumaumsa MbiweuHou Auctpodum: www.mda.org/disease/duchenne-muscular-
dystrophy/medical-management

BcemupHasa OpraHusauuma JoweHHa: www.WorldDuchenne.org

TREAT NMD: treatnmd.ncl.ac.uk/care/dmd/diagnosis-management-DMD
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PEABUJTUTALNA

OVATHO3 HEBPOJIOTUS

OPTOMEAUA

OHOOKPUHOIOIrUA

YENOBEK
cMan

OCHOBHOW/

3KCTPEHHbIA
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KAPOUMOJI0Ing

NMCUXOCOLMAJIbHOE

NEPEXOAbI MO YXUBSHEHHOMY NMYTU

PucyHok 1
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2. KAK NMOJIb3OBATbCH 3TUM
AJOKYMEHTOM

Bbl MOXXETE NOJ1Ib3OBATbCA PYKOBOACTBOM ABYMA CIMMOCOBAMM::
1. O6paTnTbhCa K MHDOPMaLMK MO CTaanm 3aboneBaHnd, KoTopada MHTepecyeT

2. CocpeaoTounTbCa Ha ornpeaeneHHomn obnactu — Hesponoruga/nynbMoHonorms/
Kapaovonorma u T.o.

Hanpumep, cnenytolmin pasaen, Bkatodada Tabnuuy 1, onmucbiBaeT NporpeccnpoBaHme
MO/ no ctagmnam 3aboneBaHna. DTO NO3BOMAET NIErKO HaXoAMUTb HEOOXOO MY
MHPOPMaLMIO MPUMEHUTENTbHO K CTaaumn, B KOTOPOW HaxogmTca Yenosexk ¢ MO .

KpoMe Toro, ecfim Bbl XOTUTE MPOYNTaTb 06 onpegenneHHbIX aCrekKTax, KOToOpble MOy T
MMeTb K BaM OTHOLLEHWE B AaHHbI MOMEHT, Bbl MOXXETEe JIerKO HaMTU MX B OrflaBnleHnN.

OPTAHU3ALIMA MOMOLLUU - OPFTAHU3ZALNA KOMAHADbI

Ona nydwero BeaeHMa nauneHTa ¢ MO0 TpebyeTca MHoronpodunbHbIA Noaxo[, C
npuvBneYeHmneM creLmnanmMcToB 13 pasHbix obacTeln, KoTopble CMOryT o6ecneynTb
BCeCTOpOHHee fiedeHmne. HepBHO-MbILeYHbIX cneuuanucTt (HMC) 6yoeT BbiCTyrnaTtbh

B Ka4yecCTBe «BeayLLEero Bpa4a» Ballen HepPBHO-MbILLEYHOW KOMaHObl, MpUHMManqa
OTBETCTBEHHOCTb 33 0O6beM MOMOLLM Ha MPOTAXKEHMIM BCeM Ballel Xn3HW. o Mepe
BalLlero B3pocseHua, aToT cneumanmct (HMC) MoyKeT CMeHUTbCA C MegmaTpMYecKoro Ha
B3POC/0rro, HO OH OCTaHeTCca BeAlyLLMM BpadoM Balle KOoMaHabl. KoopamHaTop no yxoay
ABNAETCH Ba)KHbIM UIeHOM KOMaHdbl, KOTOPbIY MOMOXeT obecrneunTb KOOPAUHALLMIO
0BLLEHUNA MeXay YNeHaMM KOMaHObl, Mexay BaMU U KOMaHOoM, a TakXKe Mexay Ballen
HEPBHO-MbILLEYHOM KOMaHOOM 1 BalLMMKM MECTHbIMU / MepPBUYHBIMU MeapaboTHUKaMM
(meonaTpoM, ceMerHbIM BpadoM 1 T.4.) Ecin Bala HepBHO-MblLLe4YHasa KoMaHaa

He BKJTIOYaeT KoopaMHaTopa Mo yxoay, 0643aTeNbHO CMPOCUTE, KOO Bbl JOKHbI
Bbl3biBaTb 415 BOMPOCOB / MpobneM / Ype3BblualHbIX CUTYaL MM, BO3SHUKAIOLLMX MEX Ay
noceLieHMamMm cneumnanmncTos.

3To PyKOBOACTBO NpefocTaBuT BaM 6a30BYy0 MHOOPMALMIO, KOTOpada MO3BOSINT BaM
3OPEeKTUBHO y4aCTBOBATb B MNpoLecce nosly4yeHma BCeCTOpoHHeM nomoulm. Baw HMC
OO/MKEH 3HaTb BCe MNoTeHLUManbHble npobnembl npy MO 1 0onXeH ObiTb OCBEOOMSIEH O
HeobxoOMMbIX BMellaTeNbCTBaX, KOTOpble ABAAKTCA OCHOBOM ONA Haalexxallero yxoaa,
C BO3MOXHOCTbIO MPUB/IeYeHUsa Bpaden Opyrmx cneumanbsHocTen. Mo Mepe Ballero
B3pocieHuns, HeobXoOMMOCTb BMeLLaTeNbCTB, TakK e KaK M HeOBXOAMMOCTb y4acTua
TOrFO MM MHOFO CneumanmcTa MoryT MeHaTbes. [JaHHoe PyKoBOACTBO MPOBEAET Bac Mo
pasnn4YHbiM obnacTam yxoda rnpu MO (puc. 1). He Bce M3 NpeacTaBNeHHbIX Ha PUCYHKe
creumanmcToB NoTpeboBaTbCH Ha TOW UMM MHOW CTaamm 3aboneBaHnd, HO BayKHO, YTOObI
OHWM BbINN OOCTYMHbI B C/ly4Yae HEOBXOAMMOCTM M YTOObI YeTOBEK, KOOPAMHMPYIOLLMM
yxo[a, UMen noaaepkKy cneumanmncToB BO BCEX 3TUX 0BNACTAX.

Bbl HaxoguTech B LieHTpe Ballen MynbTUANCLUMMIMHAPHOM KOMaHabl - BayKHO, YTOObI Bbl
M Ballla CeEMbA aKTUBHO COTPYAHMYANM C MEOAULIMHCKMM CleLmanmMcToM, KoTopbl byaoeT
KOOPOMHMPOBaTb OKa3aHMe MoMoLLK BaM (PUcyHoK 1).

MAOAO - MbILLEYHAA ANCTPOD®UA OOLWIEHHA. (TABJTULLA 1)

OcCHOBHble MNOTPEBHOCTY MOMOAbIX NOAEN, KOTOPble HEOBXOAMMO YUMTbIBATbL NPU
MNIaHUPOBaHUKM MepPexogHOro nepmoaa y NnauMeHToOB C MbllleYHOoW gncTpoduren
[ioweHHa
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1. IPECUMINTOMATUYECKAYA CTAOUA

B HacTodllee BpeMa 6oMNblUMHCTBO AeTen ¢ MO He AMarHocTupytoTca B
npeaAcUMNTOMaTUYECKOM CTaduM (OeTU NpoaBiaoT Mano v BoobLLe He MpoaBiatoT
CUMMTOMOB), ecniv HeT cnydaeB M/ B ceMbe 1nun He Bbin MpoBeaeHbl aHanm3bl
KPOBWM MO APYIrMM MpUYMHaM. 3adepXKKa PpeyeBOro M MOTOPHOIO Pa3BUTUSA (MO3QHO
nonons/mowén/3arosBopun) MPUCYTCTBYIOT, HO 06bIUYHO C/1abo BblpaXKeHbl 1 YacTo He
pacrno3HarTca Kak cumnToM M.

PoouTenu 4acTo NepBbIMM 3aMeYatoT 0COBEHHOCTU B PasBUTUM CBOEro pebeHKa,
NepBbIMUM 3a4at0T BOMPOChHI, M OHU - T€, KTO MPOCAT MPOLO/MKNTb TECTUPOBaAHME, YTOObI
06BACHUTb 3aMeUeHHble 3afePXKKKM Pa3BUTUA. AMepUKaHckaa Akagemusa Meanatpum
paspaboTana MHCTPYMeHT, MOMOraloLWmMM poamuTenam oLeHMBaTb PasBUTME CBOEIro
pebeHka, onpenenMTb BO3MOXHbIE 3a0€PXKKW U afpecoBaTb 3TV NPo6eMbl CrneumanmcTy.
DTOT MHCTPYMEHT MOXXHO HanTK Mo agpecy: motordelay.aap.org.

HoBooMarHOCTMPOBaHHOM ceMbe (CeMbs, MoyYmMBLLAA MOATBEPXKAEHME OMArHO3a)
Ype3BblYaMHO Ba)kHa MCcMXonormnyeckasa 1 columanbHaa nogaoepxxka. NpuHaTmMe amarHosa
MO/ 4ype3Bbld4anHO CNoXHO. [MoaBngeTca Tak MHOIro BOMPOCOB 6e3 OTBETOB, U CEMbM
4aCTO YYBCTBYIOT cebs OOMHOKMMU 1 OLLENOMEHHbIMU, He 3Had, K KOMY 06paTUTbCSA.
MNpeacTaBUTENM MEPBOro 3BEHA MeAMLMHCKOM MOMOLLM U HEPBHO-MbILLEYHbIE
creumnanmcTbl MOTyT BbiTb OCOBGEHHO MOSIE3HbIMU B TeYEHME 3TOro BPeMeHM, NMoMoras
HaNaAuTb CBA3M CEMbM C OpPraHmM3auUMaMm (MaLmMeHTCKMMM, 61aroTBOpUTEIbHbIMM)

09 NONYyYeHUs pecypcoB, MHPoPMaLMK 1 NoaOEePKKM poanuTensaM 1 cembam. B CLLA
opraHmsauma PPMD pa3paboTana creunanbHyo CTPaHULLY C pecypcamMm, KOTOPYHo
poaUTENV MOIYT UCMO/b30BaTb B Ka4YeCcTBe NMOMOLLM B Te4eHMe MepBbIX 3 MecsaLeB rnocre
MOCTaHOBKM AMarHosa (www.ParentProjectMD.org/Diagnosis). MoMumo 3toro, y PPMD 1
MDA ecTb MHbOPMALMOHHbIE pecypcbl 0 3aboneBaHnm, paspaboTaHHble cneLnasnibHo ANs
cUBNMHroB (BpaTbs, CecTpbl) M OPYTrMX POACTBEHHWKOB pebéHka ¢ MO,

CB#A3b C NALUMEHTCKMMM OpPraHmM3aumMamMm (paboTatolWmMMm ¢ peakMMmy 3a6o1eBaHNAaAMM UK
MMeHHO ¢ AnarHoszom M [), 6narotBopuTesibHbIMU GOHOAMM, OpPraHM3aLMaMmM Mo 3aLmTe
MpaB MauMeHTOB MOMOXET BaM y3HaTb O pecypcax, MOMOoralLLMX nogaepxaTb CEMbIO.
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2. PAHHAY9 AMBYJIATOPHAA CTAOUA

Ha paHHen aM6ynaTopHOM cTaaumn 0et OyayT 0EMOHCTPUMPOBATbL TO, UTO Ha3biBatloT

«KJTACCNYECKNMU» MPU3HaKaMmn [doeHHa. 9T NpU3HaKuM MOTryT ObITb HeABHbIMA,
BKJTKOHalOT!

3aTpyaHeHMa B NOOAHATUM FrOSOBbI

He xoouT K15 Mecauam

3aTpyaHeHua B xoabbe, 6ere nnm nogbeéme no necTHmue
CnoTbIKaHUSA M YacTble NageHma

TpyQHOCTU C NPbIXXKaMW U NOAMPbIFMBAHUAMM

He Takaa xopollas KaK y gpyrmx geTen B 3TOM BO3pacTe peyb

Heo6xooMMOCTb B MOMOLLM, YTOObI BCTaTb C MO, UK nepebrpaHme pyKamMm rno nosy
ana obpeteHmna pasHoBecKs (cM. «Mpuém FoeBepca», PUCYHOK 2 HUKE)

PucyHok 2
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- YBenumYeHHble MKPOHOXHbIe MbILLLbI (MceBaornnepTpodms)

- Xoobba ¢ LUMPOKOPACCTaBNEHHbIMU HOraMM

- Xopbba Ha HOCOYKax U Bpa3BasloyKy

- Xopobba ¢ BbINgYeHHOM rpyabto (MM COrHYTOM, CropBAeHHOM MW BbIFHYTOM CMIMHOW)

- [NoBbllWeHHasa KpeaTUHKMHa3a (HasbiBaeMaa «CK» nnm «CPK» - depMeHT,
BblCBOOOXJaeMbl MblLLLIEV MPU €€ noBpexaeHnu; yposeHb CK namMepsaeTcs
aHanmsoMm Kposwu; ecnm CK npeBsbilaeT 200, HeobxoanMo OoMNoHUTENbHOE
TecTupoBaHMe Ha M)

- [NloBbllWeHHble depMeHTbl NedeHn (noBbileHre AST nnun ALT TakXXe NPU3HaAK TOro, 4YTo
HeobxoaVMbl OOMOMHUTE NbHbIE MPOBEPKM; AasibHeNLLMe 06cneqoBaHMNA MedYeHn H
B KOEM CJlyYae He OOSHKHbI BbIMOMHATLCA OO TEX MOp, MOKa TecTMpoBaHue Ha MO He
OyoeT 3aBepLUeHo).

ONAITHO3:

MNpw nopgo3peHun Ha MO, NnepBbIM TECTOM HACTO ABNAETCA aHanM3 KpoBU Ha KOK,

4TOObI YBMAOETH, MOBbILLUEH TM YPOBEHb KpeaTUHKMHAa3bl («<kpeaTUHPOCHOKMHA3a» UMK
«KpPeaTUHKMHa3a» - 3TO GepPMeHT, 0BblYHO HAaXOOALLMNCA BHYTPW MblLLLLbl U MonagatoL i

B KPOBb Mpu eé paspyLleHunmn). Jltogmn ¢ MO0 yacTto nmetoT ypoBeHb CK B 10-100 pa3 Bbille
0b6bl4yHOTO. ECNM 2TO 06Hapy»KeHo, ByayT peKoOMeHO0BaHbl AabHeNLlMe TeCTbl, YToObI
OBOHapPYXUTb M3MeHeHMe B [HK («reHeTuyeckaa MyTaumMa»), KOTOPOe Bbi3biBaeT MblLLEYHYO
anctpooduto OoweHHa. Ong Takow AMarHoCTUKM HeobxoanMo NpuBedeHmne cneumanmcTos
- reHeTuKoB. C HUMU TaKXKe MOXXHO ByaeT 06CcyanTb pe3ynbTaThl TECTUPOBAHMUSA, KaK OHM
MOryT MOBMMATb Ha Ballero pebeHkKa 1, BO3MOXHO, Ha ApYrMxX YneHoB ceMbu. OunarHos MO
4aCTo CTaBUTCH BO BpeMs paHHel aMbynaTopHOM cTaauun.

NCUXOCOLIMATIbHbIN ACMEKT, OBYYEHUE U MOBEOEHME:

Moawu, xmeylime ¢ JiolWeHHOM, MMEKT BbICOKMI LWaHC Ha Npob6reMbl B 06ydeHnn 1
noBedeHMn. HekoTopble NpobreMbl CBA3aHbl C OTCYTCTBMEM AUCTPOdDUHA B MO3re,

apyrue MoryT 6biTb CBA3aHbl C GU3NYECKMMUM OrpaHMYeHNAMK. HeKoTopble NeKapcTaa,
TakMe KaK CTepouabl, MPUEM KOTOPbIX HacTO HaYMHaeTCa Ha paHHen UK No3aHen
aMbynaTopHOW CTaduM (CM. HMXKE), TaKyKe MOTryT UrpaTb onpeaeneHHyto ponb. HekoTopble
OeTu, NpUHKMaoLLIMe CTePOoUabl, MOTYT UCMbITbIBaTh TRYAHOCTU C KOHTPOMEM UMMYMbCOB,
FHEBOM, M3MEHEHUAMM HAaCTPOEHUA, BHUMAHMEM U MaMATbio, B TO BpeM§ Kak Apyrme -

HeT. Ecnn obHapy>KeHbl 3aePXKK1 B Pa3BUTUM U/unun yuebe, ob6criefioBaHMe NCUxonorom
WU HEWPOMCUXONOTOM MOMOXKET BbIABUTb KOHKPETHbIe MPo6eMbl, a Take OaTb
pekoMeHaaLMm, YTobbl MOMOUb AOCTUYb MOMHOIro NoTeHUMana. SMoLUMoHalbHble U
nosegeH4Yeckme NpobremMbl He ABNAKTCH YEM-TO HEOBbIYHbIM M peLlatoTca Nydlle BCero Ha
paHHeM aTarne. JlepeKToNnor u NCUXonor MoryT 6biTb OUEeHb MoJIe3Hbl B 3TOM crly4ae. Peub
M A3bIK TaKyKe JO/MKHbI 6bITb OLeHEHbI, 1, eClIM 3TO HeoBX0aMMO, Tepanua Oo/KHa HavyaTbca
KaK MOXXHO ckopee. Ecnu Ballla ceMbda UCMbITbIBaeT TPYAHOCTU C AOCTYMOM K pecypcam,
colmanbHble PaBoTHMKM MOTYT MOMOUb BaM B HaXOXOeHWM TakMx cBa3el. Moaaepykka
ceMbM NepBoOCTeneHHa, a 414 peLlleHNa KOHKPETHbIX MCUXOCOoLManbHbIX, y4ebHbIX U
noBegeH4YeckMx NpobnemM MoxeT NoTpeboBaTbCA MOMOLLb crelnanncTos (Pasgen 14).

DUSUYECKASA TEPANUSA / DUSUNOTEPAMNMUS:

3HAKOMCTBO C dM3MYEeCKMM TepaneBToM (Pazgen 10) Ha 3ToM paHHeW CTagmy MO3BOAUT
nocTeneHHo npuydaTb pebeHKa K GU3UYECKOMY PEXMMY, YIIPaXKHEHUAM / pacTaykkam. Bcé
3TO HEOBXOAMMO, UTODbBI MoAAePIKMBATb TMOKOCTb MblLLUL, M NPeaoTBPaLLaTb UM CBOAUTb K
MUHWUMYMY CKOBaHHOCTb CyCTaBOB. KOMaHaa Mo peabunmTaumm TakXKe MOXXeT NocoBeToBaTh
COOTBETCTBYOLLME YMPaXKHEHWS BO BPEMS UIPOBOro BpeMeHu / MepepbiBOB, a TakKe
ajanTMBHoe dU3MYecKoe BoCrmTaHMe, YTobbl o6ecrneumnTb 6e30nacHOCTb Ballero pebeHka
B LLUKOSIbHOM aKTUBHOCTW. [MporpaMmmMa pursmnyeckom Tepanmm gokHa GoKycmpoBaTbca
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Ha pacTskKe 1 noaaepXKaHuy aranasoHa ABMXKEHMA, @ He Ha HapaLUMBaHUK CUSTbI.
HouHble TyTopa (4acTo Ha3biBaeMble «opTe3bl» MK «AFO») MOryT 6biTb PEKOMEHOOBAHDI
Ha 3TOM 3Tane, YTobbl MPEeOoTBPATUTL MOTEPIO MOABMYKHOCTK rofieHocTona. MNporpamMmmMa
OOMaLLHUX PACcTaKeK, peKoMeHOoBaHHasg GU3NUECKMM TeparneBToM, O0/KHa CTaTb
YacTblo Ballel MoBCeAHEBHOM MU3HU

CTEPOUODI:

KopTukocTepouabl (Mn MpocTo «CTePOUAbI») OOMKHbI BblTb 06CYKOEHbI;
MpennoYTUTeNIbHO 3TO caenaTb NPW NOoCTaHOBKE AMArHo3a, U UX MpUMeHeHne MoyeT 6biTb
HayaTo y)Ke Ha 3ToM cTaaum (Pasgen 6). MNpu NNaHUPOBaHWKM UCMONb30BaHUA CTEPOMOOB
Ba)XHO 06CYANTb MX MPEUMYLLECTBA, M03aboTUTbCHA O 3aBepPLUEHMM Mi1aHa BakuMHaL MM

1 0bcyanTb NMobble GakTopbl prcka MOBGOYHbIX 3bDEKTOB CTEPOUOOB, @ TaKXKe TO, Kak
npenBuaoeTb 3TM 3ddeKTbl M CBOAUTb X K MUHUMYMY. HeobxoamMMa pekoMeHaauma B
061acTu NMTaHKWe (KenaTenbHO OT 3aPEernMcTPUPOBAHHOMO AMETONOora 1 Tak 4acTo, KaK
HeobXoaMMO), UTOBbI M36eXKaTb TaKMX MOBOUHbIX 9P PEKTOB, Kak yBenmdeHre Beca 1
M3MeHeHWe 300P0Bbs KOCTEN.

310POBbE KOCTEW U FTOPMOHDbI:

MpUHATUE CTEPOUO0B MOXET MPUBECTU K CNTabbiM KOCTAM U MOBAUATb Ha YPOBEHb
HECKO/TbKMX MOPMOHOB, TaKMX KaK FOPMOH POCTa U TECTOCTEPOH (MYXXCKOWM MO/0BOMN
ropmMoH) (Pasgen 7). NMTaHue BaykHO A4 NogaepaHnsa cTabuibHOCTU KOCTEW, a AMETbI,
cogepykalime BuTamMmH D 1 Kanbumm, cnegyeT noowpsaTh (pasgensl 8 1 13). O64a3aTenbHO
rnocellanTe gmMeToniora npu KaXxaomM HepBHO-MbILLIEYHOM BU3NTE, YTOObI OLLEHUTb

CBOW paLMoOH 1 NULLEeBble 4O06aBKK. POCT U BeC OOMYKHbI MPOBEPATLCA MPW KaXKA0oM
rnoceuleHnmn cneymanmncTta m nx crenyeTt HaHOCUTb Ha rpaduK ON9 OTCeXXMBaHMS
M3MEHEHWMM C TeyeHneM BpeMeHU (Pasaen 7). amepeHune anmHbl KOCTKM B Npeanaieybe
(«aAnMHa NOKTEBOrO CyCTaBay), UMM FoNeHn («anHa 6onbluebepLoBON KOCTU»), MU CYyMMa
ONVH NfeYa v Npeanfieybs («cerMeHTHasa AsinHa PYKU») ABAF0TCS aflbTepPHaTUBHbIMM
crnocobamMm 3anmcK TOYHOMO «POCTa», U MX TaKXKe criefyeT OTCNeXXMBaTb B KayecTBe
6a30BbIX M3MepeHU. HeobXxoaMMO KOHTPOMMPOBATb YPOBEHb MMIOTHOCTM KOCTHOM TKaHM
(Mcnonb3yeTca MeTod ABOMHOIO MOTMOLWLEHUNS PEHTIEHOBCKOIO U3ny4YeHmnsa «DEXAY),
NPOBOAMTb AEHCUTOMETPMIO MOC/Ie Hadana Npréma cteponaos (cM. Pasgen 8).
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CEPAOLE U ObIXATEJIbHbIE MbILLUbI:

Kak npaBunio, npobnemMbl ¢ cepauemM 1 ObixaTeNbHbIMU MbllULL@MU Bpad v 6yayT
obHapy»KeHbl Ha JaHHOW CTagMmn, HO HabtogeHWe OOMKHO HauMHaTbCa C MOMeHTa
MOCTaHOBKM AMArHo3a, YTobbl YCTaHOBUTb MCXOAHbIN YPOBEHb (UTO ABNAeTCA ANd

BaC «HOPMarsibHbIM»), U MOCNeayoLLmne BU3UTbI ByOyT OTCAEXMBATb pe3ynsraThl/
M3MeHeHna. HayanbHoe TecTupoBaHMe GYyHKLUMK NTEFKMX B MOTOOOM BO3pacTe NMOMOXKeET
BalLleMy pebeHKY MPUBbLIKHYTb K 060pYA0BaHMIO U MO3BONMUT eMY «TPEHMPOBATbCH»

K mocnenyrowmm noceuleHmnam. MoHntTopumHr cepgua (KT n cepaedvHasd MPT mnum
3XOKapAamorpamMmma) peKkoMeHayeTca Npomn3BOAMTb BO BPeEMS MOCTAaHOBKM AMArHoO3a

M oanee exxerogHo 0o 10 neT, a 3aTeM Yalle (1 pa3 B 6 Mec. M ganee, Tak 4acTo Kak
Heobxoammo) (Pazgen 12). Takyke BaXKHO MNoay4YnTb MHEBMOKOKKOBYHO BaKLMHALIMIO (OT
MHEBMOHMK) U AenaTb exXXerogHble MPUBUBKK OT rpumnmna, YTobbl n3bexxaTb 60Ne3Hn
(Pazgen ).

3. No3AHA9 AMBYJIATOPHAA CTAAUA

Ha nosgHeM ambBynaTopHOM 3Tarne xoabba AaéTca BCé TpyaHee, yBeM4mBaTCa
CMOXHOCTM B MOTOPHOM AEATENbHOCTM, TaKOWM KaK MOAbEM MO NeCTHULE M BCTaBaHMe C
nona.

NCUXOCOLMATIbHbIN ACMEKT, OBYYEHUE U MOBEOEHME:

Ha JaHHOM CTaguKM BaXkKHaA MOCTOAHHAsA OLeHKa OTCTaBaHWs B y4ébe nnm npobnem

B 00y4eHUU. MCUXONOrn N HEMPOTCUXONOr MOTYT MOMOYb MNoao6paTh cnocobbl,
crnocobCTByOLME NyYlleMy YCBOeHUIo obpa3oBaTeibHOW NporpamMMmbl. MocTogHHasA
noanepyka co CTOPOHbI NpodeccroHanoB byoeT HeobxoamMma ONa peLleHna Nobbix
npob6neMm, CBA3aHHbIX C 0bydeHMeM 1 NoBefeHUeM, a ANa pelleHna Npobnem, CBA3aHHbIX
c noTepen GUsnYeckom cubl U onpefenéxHHbIX GyHKLUMIM MOryT noTpeboBaTbCcs ocobble
BMellaTenbcTBa (Pasoen 14). Ha 3ToM 3Tamne Bbl AO/MKHbI Ha4aTb NiaHMpoBaTb byayliee,
4YTOGbI Bbl M Ballla CeEMbS MO Pa3paboTaTb CO LLKOMOM HeobXoaMMble YyCNToBUS AN
opraHuMsaunm obydyeHmna HECMOTPS Ha M3MEHEHMS B COCTOAHMM 300P0BbsA. HeEKOTOPbIM
YUYEHMKaM MOXKeT OblTb Mpon3BeaeHa HENPOMCUXONIOrMyeckas oLEeHKa, KOTopasa MoOMOXeT
BbIIBUTb BO3MOXXHbl€ KOFTHUTUBHbIE HapyLUeHMAa U NPedoCTaBUTb cTpaTernm Ang
PYHKLUMOHMPOBAHMA Ha MaKCMMyMe B AOMaLLUHMX U LKOSbHbIX YC/TOBUAX.

PoOuTensaM U ceMbaM BaKHO MOAOEPXKMBATb CBA3b APYr C APYroM. YCnyra BpeMeHHOoro
yxo[a Yepes areHTCTBa, coLmanbHble Cry»6bl, Apy3€en UK POACTBEHHUKOB MOXET
6bITb O4YEHb MOMIe3HOM, MPEeaoCTaBASa POAMUTENAM /MLLAaM, OCYLLIECTBNAIOLMM YXO[
BO3MOMHOCTb MepeablllKM, BpeMeHu A9 OTAbiXa M BOCCTaHOBMNEHUS SHEPrmun.

DOUSUYECKA4A TEPANUA / DUSUOTEPANUS:

PeabunmtauMoHHble BBOOHbIE MPOAOMKAOT KOHLUEHTPMPOBATbCA Ha NoaaepKaHum
AmanasoHa ABWMKeHUs, cune 1 GyHKLMOHAIbHOCTM paaun MnoaaepyKM He3aBUCUMOCTH
(Pazgen 10). Ecnv dusmMdecKom Tepanmm HegocTaTouHO A9 Noade Py aHnsa NoaBMKHOCTU
CYCTaBOB, TpebyeTca oLeHKa U MHeHKe opTorneamnyeckmnx cneumanmcTos. Y Gusmnmyeckoro
TepaneBTa MHOMO 3aa4, BK/oUaa KOHTPOSb 33 PeXMMaMy PacTaXKM 1M peKoMeHOdaumm
rno obopynoBaHMo — Byab TO KONACKM ANF HE3AaBUCKMOro NepeaBuMeHuns nim
“BepTUKanmsaTop» (onopa An9 CTOAHMS), KOTopble CNOCOBCTBYIOT yOepyKaHMIO
COBCTBEHHOrO BECa M BEPTUKANM3aUMmM (3TO Moaaep>XK1T TakKe 340PO0Bbe KOCTEMN U
nuLeBapeHna). BaxkHo cregmTb 3a TeM, YToObl cpeAcTBa NepeaBMXKeHnd, Takme Kak
Kpecna-KonacKu, 6bifin CHabXKeHbl CUAEHbAMMU C MoAAePXKKOM ANa obecrneveHns

MPaBUMbHOIO MOMOYXEHWSA TeNna, MU3MeHeHWd NoMoXXeHWd Tena, MPaBUbHOro
MO3MLMOHMPOBaHMA U KOMOPTa. ExxeHeBHbIE PACTAXKKM MMEIOT BayKHOEe 3HaYeHue.
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CTEPOUADI:

Ha gaHHOM cTaauuy Ba)KHO MPoOo/XKaTb NledeHne cTeponaamMu, yaenasa ocoboe BHUMaHMe
peXxxnmy U 0o3npoBKe (Pasgen 6), a Takyke NpeaoTBpaLleHMNIo MOBOUYHbIX 2P PEKTOB,
HabnoOgeHUIO 1 yrpaBieHnio UMK, Kaykable nonroga HeobxoanMo MpoBOAUTb KOHTPO/b
CUNbl U GYHKLMU CKENETHbIX MbillL,. OcobeHHOe BHMMaHKe 3a KOHTposeM Beca, noboe
OTKJ/TOHEHME B CTOPOHY, HEJOCTAaTOUHbIN UK M3BbITOUYHbIM BEC AO/KHO BbiTb OLeHEHO
cneumanucTom (Pasgen 13).

310POBbE KOCTEX U FOPMOHDbI:

MNocToaHHOe HabntoaeHre 3a 300P0BbeEM KOCTEW, A1 CHUXKEHWS PUCKa MepesioMOB BaXKHO
BO BpeMd NMpuémMa CTepomnaoB, 0CO6EHHO No Mepe yTpaThl ABUraTeIbHbIX BO3MOXHOCTEN.
BaykHO, 4UTo6bI Ball HMC KOHTpOMMpoBan pUCK NeperioMoB C MOMOLLLbIO aHaIM30B KPOBU,
KOTOpble MPOBEPSAOT YpOBeHb BUTaMMHa D («25 OH BMTaMKH D»), @ Tak)Ke CKaHMPOBaHMA
DEXA UNu peHTreHa rno3BoHOUYHMKA, KOTOPbIM MOXET OLIeHMBaTb MNMOTHOCTL / 300p0Bbe
KocTen (Pasgen 8). Npn KaxKaoM BU3UTE K crieumanncTtamM gO/MKHA NMPOU3BOAMTLCH OLEHKA
BalLero nMTaHms, YTobbl yOOCTOBEPUTHLCH, UTO Bbl MoTpebgeTe 0OCTaTOUYHOE KOMMYECTBO
BMUTaMMHa D 1 Kanbuus. POCT, A/IMHbI KOHEYHOCTEW M BeC cnefyeT NpoaoxKaTb
OTCNeXMBaTb Ha MpeaMeT MPUM3HaKOB 3a4ePXXKW pocTa (Pa3gen 7).

CEPALE U ObIXATEJIbHbIE MbILULbI:

HeobxoarMbl MOCTOAHHbIE 06CIefoBaHMeA cepaLa 1 AblxaTeNbHbIX MbiLLLL. DK, MPT
cepnla 1N axokapguorpamma v gpyrme nccnefoBaHung OOMXKHbl MPOBOOUTbCA He
peXke ogHOro pasa B rof nocsjie NoCTaHoBKM AMarHo3a, a nocsie 10 net -2 pasa B rog Uimn
yalle, Mo Mepe HeobxogmMmocTu. Kapgnonor 6yoeT pekoMeHaoBaTb BMeLlaTe1bCTBa,
ecnu Ha IKI, MPT cepaua 1nm axoKapanorpaMmme byayT BUAHbI Kakne-nnbo MaMeHeHnda
(Pazgen 12).

4. PAHHAY HEAMBYJTATOPHAA CTAOUA

B paHHen HeaMbBynaToOpHOM CTaMM Bbl MOXKETe HauyMHaTb YyCTaBaTb Nocse xoabbbl Ha
6osnblliMe paccToaHus. Korga 3To Mpomn30MaeT, CKYyTepP UMM KPeC10-KoaCcKa MCMNOob3yoTCH
ana nogaep»aHusa MmobunbHocTh (Pasgen 10).

NCUXOCOLUMATIbHbIA ACMEKT, OBYYEHUE U MOBEOEHMUE:

Korpa Bbl mepexoamTe BO B3POC/YH XXM3Hb, Balla HE3aBMCKMMOCTb MOCTEMEHHO
yBenmumBaeTcd, U oHa TpebyeT TWaTeNbHOro M NOCTOAHHOIO NIaHMpPoBaHMA. BaykHO

eé noanep)XmMBaTb, UTOObI Bbl MOMIM MPOAOXKATb MOMy4YaTh YOOBObCTBME OT 3aHATMIN
OoMa, B LIKOMe U C ApY3bsaMK. PellieHKs Mo BbIGOpY CTpaTermm yxoaa OoMKHbl OTpaXKaTb
BalUM SIMYHble Lenun Ha byayllee v OONMXKHbI 6biTb caenaHbl B KOHTEKCTe C TeM, rae Bbl
OyneTe XXn1Tb, y4nTbcs, paboTaTb U MoslydaTb MeAMLUMHCKYO MoMOLLLb. Takme o6cy»aeHus
OOMKHbI HAUMHaTbCA € 13-14 neT. B To BpeMg, Kak OeTCKUM U B3POC b MeanLUMHCKMeE
nepcoHanbl, counanbHble PaboTHUKM, LUKOMbHbIE U OpyTrMe CreunanmcTbl, KOTopble
OOM>KHbl MPUHKMMATbL ydacTue B 06Cy K aeHun, ByayT mnoMoraTb BaM CriflaHMpoBaTb
MAaBHbIN Nepexon, oTAebHble NMLA B KOMaHAe A0MKHbl OblTb BbiGpaHbl 419 PyKOBOACTBA
onpenefieHHbIMM acrneKTaMm 3TOro NMaaHMpoBaHWA. B 3TKW roabl coumanmsaumsa CTaHOBUTCH
Bcé 6oee BayxkHoM. CriefyeT Mool pSaTh B3aMMOAEeNCTBME C APY3bSMU U ydacTme B
MeponpuaTuax. Hekotopble ntoau, XXmeyLume ¢ [JIoWeHHOM, HE UMEKOT MCUXOCOLLMaIbHbIX
npob6nem, ay gpyrmx oHM NpPUcyTCTBYIOT. CKOUHWHI TPEBOMM 1 Aenpeccuu, KoTopble
MOryT 6bITb pacnpocTpaHeHbl B A4aHHOM CTaauu, OOIKEH NPOM3BOAUTLCSA MNPU KaXKA40oM
nocelweHMn HMC. Ecnin BbIgBNAIOTCA TpeBOra Uim Aenpeccus, Ux cnenyet neyvymTb
COOTBETCTBYIOLIMM 06pa30M Ha paHHeM cTagum.
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DPU3NYECKASA TEPAMUSA:

B nononHeHre K TeKyLLen nporpamMme pacTsa)ek Ha AoMY, BHUMaHMe K CKOBaHHOCTM
B BalLMX BEPXHMX KOHEUYHOCTAX (Mneyax, TOKTAX, 3arnsacTbaxX U nasblax) CTaHOBUTCH
OueHb BaXKHbIM, PAaBHO Kak M HEOBXOAMMOCTb CTOAHUSA/BEPTUKaNM3aLU MK (C NoaaepIKKoM,
ecnv HeobxoaMMo). ICKpUBEHME CMMHbI (CKOMMO3) BCTpeYaeTcd ropasao pexke npu
MCMOMb30BaHUM CTEPOUOOB, HO KOHTPO/Ib 33 3TUM MO-TMPEXXHEMY OYEeHb BaykeH nocrie
noTepm MOBUIBbHOCTU. B HEKOTOPbIX Cy4YasxX CKOTMO3 MOXKET Pa3BMBaTbCA JOBOSIbHO
ObICTPO, HacTO B TeUeHMe HeCKOMbKUX MecaleB (Pasaen 9). MHeHMe opTorena Takxe
MOXeT noTpeboBaTbCa 419 pelleHUs NPobnemM C NonoXxxeHmneM Hor, KOTopble MOoryT
BbI3biBaTb 60/b UM OUCKOMDOPT M OrpaHnyYmMBaTh BbIOOp 00yBU. XMpyprudecKkme
BapWaHTbl OKa3aHMA MOMOLLW (€C/TIM 3TO BO3MOXKHO) MPU CKOBAHHOCTK CYCTaBOB
rofleHOCTOMa U CTYMHU, OONMXKHbl 06CY»KAaTbCA.

CTEPOUODbI:

BefeHue cTepongHom Tepanum rnpoaoixKaeT OCTaBaThbCa BaXKHOM UaCTbIO JTeUeHUd Ha
3ToM 3Tane (Pa3sgen 6), He3aBUCUMO OT TOTrO, KOT4a OHa Hayasloch - paHee WM Ha 3Ton
cTagunun.

300POBbE KOCTEX U FOPMOHDbI:

HeobxoaonMo cnegmTb 3a 300pP0BbeM KOCTeN, yaenaa ocoboe BHMMaHMe CUMMMNTOMaMm
KOMMPEeCCUOHHbIX NMepesioMOB MO3BOHOYHKKa (Pa3gen 8). MNocToaHHoe HabnogeHme

3a POCTOM, O/IMHAMU KOHEYHOCTEN M BECOM BaXXHO AJ19 MOHUTOPUHIA Pa3BUTUA.
AnNbTepPHATUBHbIE M3MEPEHUSA POCTA, TakKMe KaK OT npeansiedba (4IMHa TOKTEBOIo
CyCTaBa), HM3a HOIM (O/IMHA rofleHun), CyMMa ONIMH BallMX BEPXHUMX U HMMKHUX KOHEYHOCTEN
(«cermeHTapHasa anmMHa») OOMKHbI MPUMEHATHCA, KOrda 3aHATb BEepTMKalbHOE

MOSTOXKeHWe CTaHOBUTCA 3aTPYOHUTENbHbIM. HaunHaa ¢ 9 neT Ba)KHO cnefunTb 3a

MoSIOBbIM co3peBaHMeM. ECnmM nonoBoe co3peBaHMe He Hadvanoch B Bo3pacTe 14 fieT, BaM
crnepyeT 06paTUTbCA K 3HOOKPUHOMOTY. ECnv ypoBeHb TECTOCTEPOHA HU3KUIA, MOXKET
noTpeboBaTbca Tepanua (Pasoen 7).

CEPALE N ObIXATEJIbHbIE MbILULLbI:

MOHUTOPUHI cepaeyYHOM QYHKLMM MO MEHbLLEN Mepe pa3 B rof No-npexxHemy
HeobxoauM, U Ntobble N3MeHeHUs B GYHKLMM UK NpU3Hakn ¢rnbposa (pybLeBaHms)

B cepaeyYHoM MbilwLe (BuanMble ToNbko Ha MPT cepfua) Hy>XHO OMepaTMBHO NIeYnTb
(Pazpen 12). ObixaTenbHaa QYHKLMA OO/MKHA KOHTPOMMPOBaTbCA KaXkable 6 MecaLeB
MocCpeadcTBOM TECTUPOBaAHMA QYHKUMKM nerkmx. Ecim pecnmpatopHaa GyHKUMA HauMHaeT
nerpagunpoBaThb, cnenyeT o6CcyanTb U BBECTU Mepbl BMeLlaTeIbCTBa A/19 MOMOLLM C
OblXaHMeM 1 Npu Kawne (Pasgen 1).

NAJINTMATUBHA4A NMOMOLLb:

KomMaHpga nanimaTMBHOM MOMOLLM BKIItOYaeT MeaUUMHCKUX PabOTHMKOB, KOTOPbIe
cocpenoToYeHbl Ha TOM, YTOBbl MOMOYb BaM JOCTUYb HAMBbLICLLIEro KAaueCcTBa XMU3HM,
obnerynTb 60Mb U AMCKOMPOPT M MOMOYb, YTOObI BalLW YXU3HEHHbIE Lies cCoBMaganm

C BbIOpPaHHbIM BaMU feyeHreM. HecMoTpsa Ha TO, UTO NanMaTUBHYIO MOMOLLb MHOrAa
rMyTatoT C 32a60TOM O «KOHLLE YKU3HU», KOMaHOa NananaTUBHOM NMOMOLLM NMOMOXKET BaM
crnpaBuUTbca C NpobneMaMuy Ha BCexX CTagMax Ballero aMarHo3a 1 byaeT BCrnoMoraTesbHbIM
pecypcoM A9 Bac U Ballen ceMbM Mpu Nepexodax Yepes pasindHble M3MEHEHMS Ha
MPOTIHIKEHUNIM BCEM KMU3HW.

Bce ntoau, ¢ 6onesHbto [oleHHa Unm 6e3 Heé, AoMKHbI MPUHMMAaTb peLleHus, CBA3aHHble
C DKCTPEHHOM MOMOLLLbIO, - YTO C UX TENTOM MOXKET ObITb CAEMAHO B Ype3Bbl4alHOM

CUTyaL NN, Yero oHW He xoTenu 6bl, KTo ByaeT UX «<MeaAnNLMHCKUM OOBEPEHHbIM TMLOMD,
KOTOPbIN BO3bMET Ha ceba MpUHATME MeAULMHCKUX PeLUeHUM, eC/ii caM YeroBeK
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He MOYXeT 2Toro caenaTb. KoMaHada nannimaTtMBHOM MOMOLLM OCOBGEHHO rnofesHa B
COCTaBJieHWW TJ1aHa 3KCTpeHHOl7I nomMoLn, onpegerieHmMm Toro, 4To OH AOJIKeH BK/1IOYaTb U
rge ero crienyet XpaHUTb.

5. NO3AHA9 HEAMBYJIATOPHAA CTAOUA

B no3gHei HeaMbynaTOpHOM CTaaMM CUla TOpCa M BEPXHUX KOHEYHOCTEW MOXKET
ocnabeBaTb, YTO 3aTpyOHAET GYHKLIMOHUPOBaHME U NOAAEPKaHMNE XOPOLLEN OCaHKM.

DOUBNYECKASA TEPAMUSA:

Ba)kHO 06CcyauUTb C BallM GU3MOTEPaNeBTOM, KaKMe BUObI PAaCTIKEK, YINParKHEHUN

M obopynoBaHMa ByayT Hauy4dllM obpa3oM Noaaep)KMBaTb Ball ernaeMbli
YPOBEHb HE3AaBUCUMOCTU U GYHKLIMOHMPOBaHMA. BktoueHMe aprotTepanesTa B Bally
peabunMTaLMoHHYIO rPYMny MOXeT MOMOYb B TaKMX OeWNCTBUAX, KaK MUTaHUe, MUTbE,
rocelleHue TyaneTa, nepexo B KpoBaTb 1 NMoBopadMBaHMe B MOCTeNN, eCliv 3TO
HeobxoarMo. TakXKe HY>KHO PacCMOTPEeTb BCroMoraTeibHble TeXHOMOMrMK (CpeacTsa
abunuTaumm) Ona coxpaHeHua 1 pacllMpeHnsa CaMOCTOATENbHOCTU (He3aBUCUMOCTIU) U
6e30MnacHoOCTU.

CTEPOUODbI:

Bbl [OMKHbBI MPOO0NYKaTb 06CY»KAaTb CTEPOUAHbIE PEXUMBbI, MATaHKME, MONoBOe
CO3peBaHMe M KOHTPOSb Beca C Ballle HePBHO-MbILLEYHOM KOMaHOoM (CneumnanmcToB).
TekylUMe peKoMeHaaUMM MoaoePKMBAOT MOXKM3HEHHOE MCMNO/b30BaHWe CTEPOMOOB
(Pasgen 6) ong coxpaHeHMsa cusibl U GYHKLUMM ObIXaHNS 1 BEPXHMX KOHEUYHOCTEN.

300POBbE KOCTEN U TOPMOHDI:

MpwcTanbHoe HabntoaeHWe 3a 300POBbEM KOCTEN crieflyeT NpoaoXKaTb Ha MPOTSAXKeHMM
BCeW YKM3HW. [1pobnemMbl ¢ KOCTAMKM MOTryT NPUBOOAUTb K BO3HUKHOBEHMIO 6OMEBOro
CUHOPOMA, U UX CiefyeT peLllaTb C MOMOLLbK CNeLManInMcTOB HEPBHO-MbILLEYHOW KOMaHAbI
(Pazgen 8).
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CEPALUE U AbIXATEJIbHbIE MbiLULbl:

PekoMeHaOyeTCca NPOBOANTb MOHUTOPUHI GYHKLIMK CepaLLa U NErkKux rno KpanHen
Mepe KaXkable 6 MecaLeB, M YacTo TpebytoTca 6onee cepbé3Hble McCreaoBaHMs M
BMewaTenbcTBa (Pasgensi 11 1 12).

NAJTNTMATUBHA4A MOMOLLb:

Moynna manivMaTUMBHOM MOMOLLM MPOAOO/HKAET OCTaBaTbCA BAaXXHOW COCTaBMatoOLEN Ha

5TOM 3Tane. Kak ynoMuHanoch Bbllle, B 3Ty rpynny BXOAAT MeANLMHCKME paboTHMKM,
KOTOpble cocpenoToYeHbl Ha TOM, YTOBbl MOMOYb BaM AOCTUYb HaMBbICLLEro KayecTBa
YKU3HU, 061erymTb 60b U AUMCKOMMOPT M MOMOYb 06ecrneyYmTb COOTBETCTBUE KUSHEHHbIX
Lienen v BbiIbpaHHOro BaMu fiedeHna. HecMoTpa Ha To, YTO MasifIMaTUBHYHO MOMOLLLb MHOTOa
MyTaloT C 3a00TOM O «KOHLLE YKM3HW», KOMaHOa NaniMaTUMBHOM MOMOLLM NMOMOXET BaM
crnpaBUTbCca C MpobreMaMy Ha BCex 3Tamnax Ballero gMarHo3a M cTaHeT BCrnoMoraTesibHbIM
pecypcoM And Bac 1 Ballel CeMbM MpU Nnepexofax yepes pasfinyHble MU3MeHEeHUs Ha
MPOTAXEHUU BCEW XKN3HW. Bce nioaun, ¢ 6onesnbto [oleHHa nnm 6e3 Heé, AoMKHbI
MPUHMMAaTb pelLleHus, CBA3aHHble C SKCTPEHHOM MOMOLLLbIO, - UTO C UX TENTOM MOXKET ObITb
cOenaHo B Ype3BblYaHOM CUTYaALMK, YEro OHM He XOTesnun 6bl, KTO ByaeT UX «<MeaUNLMHCKNM
[OBEPEHHbIM NTMLOM», KOTOPbIM BO3bMET Ha cebsa MpUHATUE MeOMNLMHCKNX peLleHni, ecnu
caM YesioBeK He MOXKeT 3Toro caenaTb.

XMN3Hb C AIOWLWEHHOM BO B3POCJIOM BO3PACTE:

Ba)KHO MOCTOAHHO OCO3HaHHO MNNaHMpPOBaTb CBOE Byaylllee, OCHOBbIBAACh Ha

NINYHbBIX OXKMAOAHUEX U Lendax. MnaHnpoBaHMe nepexona Bo B3POCAYO XM3Hb OOMKHO
BK/tOUaTb B ceba pelleHnd, Kacalollmecd obpa3oBaHNa U NIaHMPOBaHWE Kapbepbl,
YXWbd, TPAHCMOPTa U MOBUIbHOCTM B O6LLIECTBE, a Tak)Ke CoLLManbHbIX OTHOLLEHMM.
YXM3Hb YenoBeka ¢ [ioLLleHHOM BO B3pPOC/IOM Bo3pacTe TpebyeT 6orblie GrHAHCOB,
4YeM XKM3Hb YenoBeka 6e3 amnarHosa MO/, TpebyeT pecypcoB ANa nogaepxaHma

BaLLMX NTUYHbIX Lilenei. BaxHelLlee 3Ha4YeHne MMeeT 3HaHWe O NMpaBe Ha NbroTbl U
MNOAOAEPXKKY, COLIMANbHYIO MOMOLLb, YMEHMeE MOofTb30BaTbCA STUMU BO3ZMOMHOCTAMM.
Takyke BaXKHO Mpoao/KaTb HaxXoAMTb CNOCOobbl OCTaBaTbCA Ha CBA3M C APY3baAMU Ha
3TOM 3Tane, 0COBEHHO KOTAa XU3HU Moden HauynHalT MeHaTbcsd. B To Bpem4, Kak
MHOrMe Mam He UCMbITbIBaOT NCUXOCOLManbHbIX NpobneM, HEKOTopble B3POC/ible C
[oleHHOM MCMbITbiBalOT 6&€CNOKOMCTBO UMK Aenpeccuio, U UM ByaeT HeobXxoanmMo
nedeHme. CKPUHUHE Ha NMpeaMeT TPeBOr 1 Aenpecchi OOMKEH NPOoUCXoamTb Npu
KaYKJOM HEePBHO-MbILLEYHOM BU3nTE. EC/M Bbl YyBCTBYETE TPEBOrY UK AeMNpeccuio,
crefyeT HauaTb KaK MOYXHO paHblUe. MNepexom K COMPOBOXOEHMIO KOMaH40M B3POC/bIX
creumanmcToB (0T AETCKMX K B3POC/biIM MeAULMHCKMM paboTHMKaM) - 9To nMpoLecc,
KOTOPbIM OO/HKEeH HayaTbCa B paHHEM MoApPOCTKOBOM Bo3pacTe. He3aBMCKMMO OT TOro,
MeHAeTCa N Balle “MeAMLUMHCKOe yUpexaeHMe", pecypcbl U MPpUBUAErnMM NoaBEepPrHyTCA
M3MEHEeHWAM B MpoLecce rnepexoa U3 AeTCTBa BO B3POC/YIO XM3Hb, COOTBETCTBYOLLEe
MNAaHWMPOBaHKWeE OO/MKHO BK/IOUYaTb CaMOro YesioBeKa, MBYLLLEro ¢ [ioWeHHOM, ero CeMblo,
obpazoBaTesibHble U MeAULMHCKME KOMaHObl. DTOT MPOoL,ecC M BCE, UTO OH BMEYET 33
cobom, obeyxaatoTca B pasgene 17.




ACMEKTbI
BEAEHWA NALUEHTOB

HEMPOMBbILIEYHBIE
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CTAANA 1: CTALMA 2:
Ha MoMeHT ycTaHoBNeHUs AuarHosa PaHHsaa amMbynaTopHas (xoasyas)

BeneHue B MEXAUCLMNANHAPHOM KAMHUKE; PEKOMEHAALMM MO HOBBIM BApUaHTaM fleyenms; NpeaoCTaBieHue NaUmMeHTy U ceMbe
noAnepxKu, 06pa3oBaTeNbHON NOMOLLM M reHeTUYeCKoe KOHCYNbTUPOBaHKe
OueHka QyHKLMOHabHBIX BO3MOXHOCTEN, CHbl

W AManasoHa ABMKEHUI N0 MEHbLUEH Mepe Kaxable
6 MecsLeB C LieNbio YCTaHOBNEHUS CTaaum 3aboneBaHns

KoHTponb cobnofenns nnaHa MMyHU3aLUn

OBCysaeHne NpUMeHeHUs MIoKoKOPTMKOMAO0B

Hauano n KOHTPO/1b NPUMEHEeHUS IMIOKOKOPTUKONO 0B
HanpaeneHue KeHWH-HOCUTENbHAULL
MYTaHTHOrO reHa K Kapauonory

PEABUJIUTALMOHHBIE

MpoBeaeHne KOMNNEKCHOro MeXANCLUMNAMHAPHOTO 06Cea0BaHMs, BKIOYas CTaHAapTU30BaHHbIe 0bcneaoBaHms,
N0 MeHbLUIei Mepe Kaxable 6 Mecaues

npOBEAEHMe HenocpeaCTBEHHOrO neveHns q)MBI/NeCKMMM TepanesTaMu 1 3protepanesTamu, a Takxe noroneaamu
MCXOAS U3 Pe3ynLTaTos 06CNIeA0BaHMI U MHANBUAYaNbHbIX MOTPEBHOCTE NaumueHTa

oMok B NPeaoTBpaLLeHUM KOHTPAKTYPbl UK AedOpMaLIM, NePETPEHUPOBAHHOCTU U NafAeHMiA; CNOCOGCTBOBAHME IKOHOMUM
YCUAWIA 1 NOAXOAALLETO YPOBHS MHTEHCUBHOCTU YNPaKHEHUI MM aKTMBHOCTH; NPeaoc opTe308, 060p! "
noanepxku obyyenmns

DHOOKPUHHBIE

MBMEPEHME pOCTa B MOIOXKEHUU CTOS KaXKable 6 Mecsaues

OueHka pOCTa B MOJIOXKEHUWN HE CTOA KaXKable 6 MecsueB

OueHKa CTaTyca No/I0BOro CO3PeBaHNs Kaxable
6 Mecaues HaumHas ¢ Bo3pacta 9 net

MpepocTaBneHune o6pasoBaTenbHO-MHPOPMALMOHHO NOMOLLM
CeMbe U peuenToB Ha «CTpeccoBylo» A03Y CTeponaa,
B C1y4yae NnpuMeHeHus rioKOKOPTUKOMA0B

XENYAOYHO-KNWEYHbIE
MW HYTPULUOHHbBIE

Bxntountb 06cnesoBaHmue oduumanbHo cepTUGULMPOBAHHBIM AMETONIOTOM-HYTPULIMONIOTOM BO BPEMS BUSUTOB B KIMHMKY (KaXKable
6 MecsALeB); BHeAPATb CTpaTernu NPeAoTBPalLEHNs OXUPEHNs; NPOBOANTb MOHUTOPHUHT Ha NpeAMeT U3BbITOUHOM U HeAOCTaTOUHON
Macchl Tena, B 0C06EHHOCTM BO BPeMS KPUTUUYECKM BaXKHbIX NEPUOA0B NEPEXOAHOro BO3pacTa

Mpou3BoATL eXerofHble onpeaeneHus yposHs 25-ruapokcusutammuta D B CbiBOPOTKe 1 NoTpebneHms kanbums

OuenuBaTh HapyLieHUe GYHKUMM FMOTaHWS, Ha4mMe 3anopos,
ractpo3sodareansHoit pednioKcHo 6onesHu, a Takke
ractponapesa Kaxable 6 MecsLes

PECMUPATOPHbBIE

TMpoBoANTL 0ByUeHe NPOBEAEHHUIO CIUPOMETPUM
W UCCNef0BaHUAM CHA MPU HEOBXOAUMOCTHU (HU3KMI prUCK npobaem)

MpoKOHTPONNPOBATL CBOEBP CTb Lmi: )KKOBbIMMU BaKLMHAMM 1 EKETOIHO ~ MHAKTUBUPOBAHHOM
NpOTUBOrPUMMNO3HON BAaKLMHON

KAPOWOJIOTMYECKUE

ExceroaHas oueHka hpyHKUMM cepaua;
Hayano npumeHeHus uHrnbutopos AM® uam
6/10KaTOPOB PELENTOPOB aHTMOTEH3NHA K
Bo3zpacty 10 net

KoHcynbTauus kapavonora; o6cnenosaqme
C MCNONb30BaHMEM 3N1eKTPOKapaAnorpathum
1 3xokapavorpacdun® unm MPT cepaua”

ACNEKTbI BEAEHNA

06cnenoBaHme B BUAE peHTreHorpacumu NO3BOHOYHNKA
B 60KOBOW NPOEKLMM (NaLMEeHTbI, NONyYaloLLMe NeveHne
MIOKOKOPTUKOMAAMU: Kaxkable 1-2 ropa; naumeHTbl, He

MALMEHTOB, nonyyaroLLme NeyeH1e rIKOKOPTUKOMAAMM: Kaxaple 2-3 roaa)
CBA3AHHbIE CO 5
Clyyae paHHUX NPU3HAKOB CKIIOHHOCTM K NepenoMam
300PO BI.?E M HanpaenATh K CeupanicTy 8 061acTit 340pOBbS KOCTHOM TKaHu
KOCTHOWU TKAHU (nepenom no3goHKa crenenm | no Genant unm Beiwe 160
nepBbli Nepenom MHHON KOCTH)
OueHuBaTh 06bEM ABUKEHMIT He pexe YeM Kax/ble 6 Mecales
OPTONEAMYECKUE

EXXeroaHblii MOHUTOPUHT HaMuMA CKONMO3a

Mpy HEOBXOAMMOCTY HaNpaBeHMe Ha OPTONeaNYECKyio HanpaeuTb Ha onepaumio Ha CTone 1 axunosoM
onepauuio (TpebyeTcs pefko) [ ansy NOXOAKM B OT,
cuTyaumax

MCUXO-COUMANIbHBIE

[Mpy Kaxa0M BU3UTE B KNMHUKY OLEHMBATL NCUXMUECKOE 310POBbE NaLMEHTa U CEMbM

1 NPeaoCTaBAsTb HENPepPbIBHYI NOAAEPXKKY

TpoBoANTL Helponcuxonoruyeckie 06CIenoBaHus / BMELATENbCTBA B Cly4ae Npob/eM, CBA3aHHbIX
C 0ByueHMeM, SMOLIMOHaNbHbIX U MOBEAEHYECKUX NPoBaeM

OueHuTb 06pa3oBaTenbHble NOTPEGHOCTH U AOCTYMHbIE Pecypehl
[{ poBaHHas nporpamma,

nnaH 504); oueHuTb NOTPeGHOCTb B NOAAEPIKKE B NONYYEHUN
I'IPDQJECCMOHaanO-TEXHM"IECKOI'O DGDEEOBHNMH Y B3pOoUibIX
CnocobcTBOBaTH COOTEETCTEyK)IJ.leH BO3pacTy CaMOCTOATENbHOCTU
U COUManbHOMY pasBUTUIOD

MNEPEXOOHbIE NEPNOAbI

B ONTUMUCTYECKOM K/Ilo4e NPOBOANTB ANCKYCCUN MoowpaTb NOCTaHOBKY Lienei 1 oxuaaHus ot byaywero

0 GyayuieM, 06 0XMAAEMON XN3HM BO B3POCIOM nepuoae BO B3POC/ION XM3HW; OLIEHNTL FOTOBHOCTb K NEPeBOAly NOA,
H Ha cneny 3Tane ol neyebHoW
nomouuu (k Bospacty 12 ner)
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B B MEXANC pHOW ; PEKOMEH/1aUMK NO HOBbIM BapuaHTaM fleyeHus; NpefoCcTaBneHre naLuueHTy U CeMbe Noaaep kM, 06pa3oBaTenbHOM NOMOLM W reHETUYECKOoe KOHCYNbTMPOBaHKe
OueHka pyHKuMoO! Tel, Cunbl n Ha i no i Mepe Kaxzble 6 MecALes C LeNblo YCTaHOBNeHMS CTaanu 3abonesanmns

Havano u KOHTPOJIb NPUMEHEHUSA TMIOKOKOPTUKOMAOB
Momoub B NNaHNPOBaHNUM NaNMaTUBHOTO IEYEHNS

__J e on e

TpoBeaeHme KOMMNEKCHOrO MEXANUCLMMANHAPHOTO 06C C p 06 I

N0 MeHbLLIei Mepe Kaxable 6 Mecaues

TpoBEAEHHUE HENOCPEACTBEHHONO NIeYEHNS (U3UECKMM TEPANIeBTaMM U PTOTepanesTamy, a Takxe noroneaamu
MCXOAA U3 Pe3yNbTaTos 06¢ notpe6HocTel naumeHTa
Mpo, BCEX NpeaLec Mep; NpeaoCTaBaeHHe YCTPOICTB, 06eCeynBatoLLMX MOBUNLHOCTb, YCTPOMCTB ANS CUACHMS,

CTOSHMSA C NOAEPXKKOIA, @ TaKXKE TEXHUYECKMX CPeACTB peabunuraLuim; 3alumra MHTEPeCoB B NOYYeHUN GUHAHCOBOM NOMOLLM,
obecneyeHns paBHbIX Npas AOCTYNa, y4acTUs B 0BLIECTBEHHON XW3HM U CaMOpeanun3aumnm Bo B3POCION XNU3HN

I_—

OueHka CTaTyCa MoJIOBOro CO3pEBAHMA KaXable 6 MecaueB HaumMHas ¢ BO3pacTa 9 net

Mpenocraenetne 06pa3oBaTebHO-UHPOPMALMOHHOI NOMOLLLN CEMbE 1 PELIENTOB Ha KCTPECCOBYHO» 403y CTEPOUAA, B C/y4ae NPUMEHEHMS MIOKOKOPTUKOMAOB

b 06C ¢ 0 cepTUdUUMp M OM-HYTP OM BO BPEMSs BU3MTOB B KNMHMKY (Kax/able
6 MecsLeB); BHEAPSTL CTPaTernu NPeAoTBPaLLEHNs OXKMPEHMS; NPOBOAUTL MOHUTOPUHT Ha MPEAMET U3BbITOUHOM U HEOCTaTOYHOM

Macchl Tena, B 0C06EHHOCTM BO BPeMS KPUTUUYECKM BaXKHbIX NEPUOA0B NEPEXOAHOro BO3pacTa

Mpoun3BoAUTL exeroaHble onpeaeneHuns ypoBHs 25-ruapokcueutamuna D B CbiIBOPOTKe U NOTpebneHus Kanbuus

OuennBartb HapyweHue dy NOTaHus, 3anopos, ractp ‘eanbHoi p HOI1 6onesHu, a Takxe ractponapesa kax/aple 6 Mecaues

I EaHaTb eXeroaHoe oicy»(.u,eHme BOMPOCa O raCTPOCTOMUM B PaMKaX 0BbIYHOrO NPOLIECCa NIeYeHMst

TpoBoANTL 0ByueHe NPOBEAEHHUIO CIUPOMETPUM TpOBOAUTHL OLEHKY AbIXaTeNbHOM GYHKLMM MO MeHbLIEN Mepe Kaxble 6 MecsLeB
M UCC CHa npu CTU (HU3KK#1 pUCK NpoBnem)

MpokoHTponup [ 0CTb y i: NHeBM W @KEerofiHo ~ MHaKTUBMPOBAHHO
NPOTUBOIPUNNO3HOM BaKUMHO

HauaTb NpoBoAWTL PeKpyTUPOBaHHS 0BbeMa Nerkux

Mp1cTynUTL K MCNOMb30BaHMIO BCNOMOTaTeNbHOTO KaLWs U HOYHOW BEHTUNALMM NETKMX

[l06aB1Tb AHEBHYIO BEHTUNALMIO Nerknx

Mo MeHblueit Mepe exeroHas oueHka hyHKLMK Cepaua, Npyu HanuuMmM CUMNTOMOB UM NaTONOTUYECKUX pesy Ce 7 = yalie; MOHUTOPUHT
NaToNorMYecKnX U3MEHEHHI pUTMa

Mpy yxyaweHun GyHKUUM MCNONB3YIOTCA CT: P TBa N0 CepaeyYHOI HeaOCTaTOUHOCTH

06cnenoBaHue B BUAE peHTreHorpahum N03BOHOUHMKA B GOKOBOM NPOEKLMM (NaLMEHTbI, y neveHwe : Kaxaple 1-2 roaa; naumeHTsbl, He Nonyvatlme neyeHne
MIOKOKOPTUKOMAAMM: Kaxable 2-3 roaa)

B cnlyyae paHHMX NPU3HAKOB CKIOHHOCTM K NepeioMam Hanpasnsitb K CNeLManucTy B 061acTi 300pOBbs KOCTHOM TKaHM
(nepenom no3eoHka crenenu | No Genant unu Bbilwe NM60 NEPBbIN NEPENoM AIMHHOM KOCTH)

OueHnBaTb 0GbEM IBUKEHMIT He pexe YeM Kaxable 6 MecsilieB

EXEroAHblit MOHUTOPUHT HAaNMUMs CKONMO3a MOHUTOPHHT HaNK4Ms CKONMO3a Kaxable 6 MecsieB

HanpaeuTb Ha onepaumio Ha CTone 1 axunoBoM PaccMoTpeTh BO3MOXHOCTb BMeLWaTeNbCTBa A5l MO3UUMOHUPOBaHMUSA CTOMbI B Cly4ae NO3MUMOHMPOBAHMSA Ha Kpecne-Konscke;
& ans yny B 0T/ B ONpeneneHHbIX CUTYaUMsX HauaTb BMELIaTenbCcTso C np 3a[1Hero Cnc

cUTyaumsix

an KaXXAO0M BM3UTE B KNMHKUKY OLEHMBATL NCUXUYECKOE 340pOBbE NALMEHTA U CEMbU
1 NPe0CTaBASTb HENPEPLIBHYIO NOAAEPKKY
I'Iposonmb HEHPOI'ICMXOHOI'M‘CECKME OGUIEAOBBHMSI / BMelaTenbCTea B Clyyae I'IpOsﬂEM, CBAI3aHHbIX

c oby , SMOLIUC un KMX Nnp
OueHnTb 06pa3oBaTenbHbIe NOTPEGHOCTM U AOCTYMHbIE PeCypCh (| P nporpamma, niaH 504); oueHuTb NOTPeGHOCTb B NOAAEPXKKE B NONYYEHUU
npogecc -TEXHUYECKOTO HWS Y B3POC/bIX

CnocobcTBOBaTL COOTBETCTBYIOLLEN BO3PACTY CAMOCTOSTENLHOCTU M COLMAaNbHOMY PasBUTUIO

L. I E —
Hauatb nnaHupoBaHue Ha NepexoaHblit Mepuoz No BONPOCaM feyerus, 06pa3oBaHms, TPYA0YCTPOMCTBA M B3POUIOi XMU3HNM (K BO3pACTy 13-14 net); oTcNexXMnBaTh AMHAMUKY MO MEHbLIEH Mepe eXeroaHo;
BK/KOYATb B CNIUCKM KOOPAMHATOPOB NIEYEHNUS MM COLMANbHbIX PABOTHUKOB ANA NPEAOCTaBAEHNS UM PYKOBOACTBA U BO3MOXHOCTU HaBi0aeHMs

MpenocTasnsTs NOAAEPXKKY B NEPEXOAHBIX MEPUOAAX, AaBATH YNIPEXAAIOLIME PEKOMEHAALIUM, KACAIOUIMECS M3MEHEHUI COCTOSHMUS 340POBbS
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3. AMATHO3

MpUYKMHa pacCcTPOMCTBa 300PO0BbA B MeAULIMHE Ha3blBaeTCa «AMarHo3». MNpr noaospeHunmn
Ha M/, oueHb Ba)HO YyCTaHOBUTb TOUHbIN AMarHo3. B 3aBUCMMOCTM OT CUCTEMDbI
3[paBoOOXPaHEHNA B KOHKPETHOM CTpaHe, Balll /1evallii Bpady MOXET CTaTb MepPBbiM
MeOULMHCKMM CNeLnanmncToM, KOTOPbIN YCbILLUT Bally 06eCrMoKOeHHOCTb Mo NoBOAY
cnabocTu UMK 3aePy)KeK B pasBUTUM Ballero pebeHka. O6bIUHO 3TO BpadmM rNepBoro 3BeHa,
YyYacCTKOBble MeanaTpbl, HEBPOMOMM, Bpadn obLen NPakTUKN.

Llenbto B 3TO BpeMsa OOMKHO ObITh onpefeneHmne TOYHOro AMarHo3a Kak MoyXHO BbicTpee.
BbICTPbIN OMArHO3 MOMOYKeT KayKAOMY B CeMbe Mony4YnTb MHGopMaLumo o olweHHe, o
reHeTUYEeCKOM KOHCYNBTUPOBAHUM M O NilaHax nedvyeHunsa. Ha gaHHOM 3Tane HeobxoaMMbl
Hagnexawmm yxoa, NocToAHHaa NoadepyXKKa 1 obydeHune. B naeane, HePBHO-MbILLEYHbIN
cneumanucT (HMC) oLeHUT Ballero pebeHKa 1 MoMOXKeT MpPaBuibHO HadaTb 1/Min
MHTepnpeTHpoBaTb NabopaToOPHbIE U FreHeTUYeCK e TeCTbl, CNOCOBCTBYS TEM CaMbIM
yCTaHoBMNeHUo/BepudmKaLmm anarHosa. (Pasgen 4).

www.ChildMuscleWeakness.org - 3T0 MHCTPYMEHT, MOMOratLMI creLranmcTam
OLLEHUTb MALMEHTOB B YaCTW 3aePXKKU Pa3BUTUA U BO3IMOXKHbIX HEPBHO-MbILLIEYHbIX
AMarHo30B.

AMepurKaHcKkada akagemMma negmatpum (AAMM) NOHMMAaET, YTO POAUTENM Yallle BCEero
nepBbIMUM 3aMeYatoT 3afePXKKKM B pa3BUTUKM cBoero peberHka. AAl paspaboTana
«NHCTPYMEHT OAMarHOCTUKM MOTOPHOM 3a4ePXKU». DTOT AOKYMEHT MOMOraeT BaM cliednTb
3a pa3BUTMEM Ballero pebeHka, onpenenaTb, YTO eCTb HOPMa U 3a4epyKaHHoe pa3BUTUe, U
coobLlaeT BaM, Korfa criefyeT 6ecrnoKonTbCa. DTOT MHCTPYMEHT MOYKHO HaMTUK Mo agpecy:
www.HealthyChildren.org/MotorDelay

lNocne Toro Kak AMarHo3 NoaTBEPKAEH, O4EeHb BaXKHO BCTPETUTLCHA C (HEPBHO-MbILLEYHbIM
creumanmnctom) HMC, 3HakoMbIM ¢ gmnarHosom M. CAMCOK LEeHTPOB, B KOTOPbLIX Bbl
MOXKeTe MOoyUYnTb MOMOLLLb B CBOEN CTPAaHE:

LleHTpbl noMmowin MDA B CLLA:
www.mda.org/services/your-mda-care-center

CeptudunumpoBaHHble PPMD ueHTpbl noMowm npu OioweHHe B CLUA:
www.ParentProjectMD.org/CareCenters

TREAT-NMD:
www.treatn-md.eu

BcemMupHasga opraHmsauusa OoweHHa (UPPMD):
www.worldduchenne.org

®depepanbHble nevebHble yupexxaeHma Poccum

Hay4Ho-mnccnepoBaTenbCKUM MHCTUTYT KIIMHUYECKUM MHCTUTYT NeguaTpmm MMeHu
akapemuka 1O.E. BenbTuweBa ®rsoy BO PHUMY umMm. H.U. NMuporosa MmHsgpaBa
Poccumn

http://www.pedklin.ru/
Hay4HbIY LeHTp 3gopoBba aeten PAMH

http://nczd.ru/department/

3To BpeMs§, Korda KOHTaKT C opraHm3aumein no nogaepykKke naumMeHToB MOXeT oKa3aTb
0CObyto MOMOLLb. Bbl MOYKeTe HaTK opraHu3aLum NauMeHTOB B Ballen cTpaHe Mo agpecy
www.treatnmd.eu/dmdpatientorganisations.
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KOrgA C/EQAYET 3ANOAO03PUTb MAA (PUC.3)

Mpw cnegyoWmMX MpU3HaKax Hy>KHO 3aMogo3pUTb MUoAUCTPOGMIO [IolleHHa (daXke ecru
B ceMbe HeT cnydaeBs [olleHHa):

.

3afepykKka B pa3BUTUM U/MNK B peun

«
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MpobnemMbl ¢ pyHKLMEN MbiLL,. Mprném MoBepca (PUC.2) 9BNgeTca KNacCUUYecKmnm

npunsHakom [doweHHa

YBeMUYeHHble MKPOHOYHbIE MbILLLLbI (Ha3blBaeTCs «MceBaormnepTpodma)

MoBbIlWeHHbIM CK U/WnKn yBENMUYEeHWe TpaHCaMUHa3 UK GepMEHTOoB nedeHu (AT U

ACT) B aHanmM3ax KpoBU

MpuBeaeHHbIN HUXKE PUCYHOK OMUCbIBaeT MOCAe00BaTeNbHOCTb AnarHoctmkm MO,

KOrgA CNEAYET 3AN0003PUTb HAIMYUE MO A

HeobbsACHEHHOE NOBbILLIEHME B cnyyae Hanuuua MAJ B cemeitHOM
TPpaHCaMMHa3bl aHaMHese

Joboe nopo3peHue
Ha NaTon0rM4yeckoe M3MeHeHue
QYHKLMM MbILLILL

B cnyuae orcytctBua MA4

B CEMEIHOM aHaMHe3e

OtcyTtcTBMe xoab6bl K 16-18 Mecauam,
npu3Hak loeepca, imbo xonbba

Ha Hockax (B Nntobom BospacTe, B
ocobeHHOCTH B Bo3pacTe <5 ner)

l

YpoBeHb KpeaTUHKMHA3bI OnpeaeneHue ypoBHs [MoBblleH1e YPOBHS KpeaTUHKMHA3bI
HE NoBbIWEH < KpeaTUHKMHa3bl CbIBOPOTKMN —>
TecTupoBaHuWe Ha Aeneumio unmn
Aynavkaumio rena MAA
MyTaums He obHapyxeHa MyTaums obHapyxeHa
MyTauumn He obHapyxeHbl CekBeHUpOBaHue reHa

JMuardos M[, ManoBeposTeH; CIeAyeT paccMOTpeTb
BO3MOXHOCTb Ha/IM4MA aNIbTEPHATUBHBIX AUArHO30B

v

Buoncus Mbiwwbl JAuctpoduH oTcyTcTBYeT
—>

L l

[OuctpoduH npucytcTsyet MyTauus obHapyxeHa

AuarHos MO0

PucyHoK 3. lnarHocTMKa MbiLe4YHOU ancTtpogun [JroLweHHa
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POJ1b BPAYA NMEPBNYHOI'O 3BEHA

Mocne Toro, Kak AMarHo3 NoaTBepPyKAéH, MHbopMaumsa 1 pecypcbl no MO oormxHbl 6bITh
rmocfaHbl BalllMM OOKTOPaM Mo MeCTy X1TebcTBa. OBblUHO 3TO Bpaydu NepBOro 3BeHa,
nedyebHoe yupexwaeHue Mo MecTy XUTeNbCTBa. DTU Bpadl O0/MKHbI CTaTb MCTOUYHMKOM
MOMOLLM, CTAaBUIBHOCTM U NOAAEPIKKM, TaK HeobxoaMMoW ANA Bac.

0643aHHOCTM 3TOro Bpa4va BKJ1IO4alOT B cebsi:
- TepBUYHYIO MOMOLLb MPU OCTPbIX U XPOHUUYECKMX MeAULUMHCKMX Npobnemax
- COOTBETCTBYIOLLMIN BO3PACTy YXOM Ha BCeX CTaauax pa3Bmutmd
- KoopauHauma nedeHna C COoTBETCTBYIOLLIMMM cheumanmMcTaMmm
- EXXerofHbll CKPUHWHT Crlyxa U 3peHund

- EXXerogHbll CKPUHWHI PAcCTPOMCTB HAaCTPOeHMs, 3aBUCMMOCTEN M MPoUnX NpobriemM
MCUXNYECKOro 300P0BbSA

- KoHTponb un obecneyeHune CBOeBpeMeHHbIX BaKLMHALMM, BKOYAa exxerogHble
NMPMBUBKW OT r'purna (VICI'IO}'Ib3y|-OTCQ TOJTbKO MHaKTUBUNPOBaHHbIE BaKLI,IAHbI)

- ExkerogoHblv CKPUHUHI cepaeyHO-CoCyaMCTbIX GaKTOPOB PUCKA, TaKMX KakK
BbICOKOE KpPOBAHOE AaBrieHue («rMnepToHUSA») 1 BbICOKMIM YPOBEHb XoNiecTepmHa
(«rmnepxonecTepuUHEMMS»)




«
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4. ANATHOCTUKA

YTO ABNFETCH NPUYUHOU MO O?

[oleHH aBnaeTca reHeTUYeCKMM 3aboreBaHeM, BbI3BaHHbIM MyTaLMeEN UM N3MEHEHUEM
B reHe, OTBETCTBEHHOM 3a CUHTE3 ANCTPodUHA. ANCTPODUH - 3TO BeNoK, KOTOPbIM
MPUCYTCTBYET B KaXKOM MbILLIEYHOM BOSTOKHE B opraHmaMe. JMcTpodunH oencTByeT Kak
«aMOpPTU3aTOP», KOTOPbIM MO3BOMAET MbILUILLAM CKMMATbCA M paccabnatbed, He Byayun
noBpexXaeHHbIMU. Bes AncTpodrHa MbiLLLbl HE MOIYT HOPMabHO GYHKLIMOHMPOBATb

MM BOCCTaHaBNMBaTbCA. KpoMe Toro, MbllledHasd MeMbpaHa Nerko noppexgaeTcs
rMoBCceQHEeBHOM aKTMBHOCTbIO, CO3[aBas KPOoLLeYHble MUKPOPa3PbiBbl B KNETOYHOM
MeMbpaHe. Be3 oncTpodrHa MbillLbl HE B COCTOAHMM BOCCTAaHOBUTbL cebd. DT KpolleyHble
pPa3pbiBbl MO3BOAAOT MNPOHMKATb B KNETKY KalbLMIO, KOTOPbIN ABAAETCH TOKCUYHBbIM A1
MblLLL, BellecTBOM. KanbLmii MoBpexxaaeT M B KOHEYHOM UTore y6mMBaeT MbllUeYHble KIeTKK,
Mo3Boa9 MM OblTb 3aMeHEHHbIMW PY6LIOBOM TKAaHbIO U YKUPOM. [MoTepa MblLLEYHbIX KITeTOK
MPUBOOMUT C TEYEHMEM BPEMEHW K MoTepe CUIbl M GYHKLMOHANbHOCTH.

noaATBEPXXAEHUE OANATHO3A

Owartos MO gomkeH 6biTb MOATBEPXKAEH reHeTUYeCKMM TeCTUPOBaHMeEM. DTO, Kak
MpaBwWo, MPOBEPKM U3 0Bpa3LIa KPOBU, HO TakyKe MOryT 6biTb MPoBeAeHbl U Apyrie TecTbl.

1) FEHETUMECKOE TECTUPOBAHMUE (PUCYHOK 2)

leHeTUUYecKoe TeCcTUpOoOBaHKMe Bcerga HeobxoamMMo U JOMKHO MpeafiaraTbCa KaxkaoMmy
naumneHTy. PasnnuHble TUMbl FeHeTUYECKMX TeCTOB CMOCOBHbI MPeaoCTaBUTb TOUHYIO U
6onee NoapobHy MHGopMaLmio 06 naMeHeHn OHK, M3BECTHOM KakK «reHeTU4ecKas
MyTauma». Hanmume reHeTUYeCcKoro NoaATBEePXKAeHMA OMarHo3a o4eHb BaXKHO, 3TO B TOM
Yymcre MoOXKeT MoOMOYb onpeaenMTb COOTBETCTBME KPUTEPUAM ONF YHaCTUA B KITMHUYECKUX
MCMbITaHUAX Mod onpeneneHHblie MyTaLuun.

Kak To/bKO TOYHadA reHeTnyeckas MyTauma M3BeCcTHa, MaTepsaM AO0SXKHA ObiTb
npenocTaBfeHa BO3MOYXHOCTb 419 FTeHETUYECKOro TeCTUPOBaHMS, YTOObI MPOBEPUTD,
ABNAIOTCA TN OHU HOCUTENsaMK. DTa MHPoPMaLMA ByaeT BaykHa ON9 OPYrMX YleHoB
YKEHCKOTO MNosla Co CTOPOHbI MaTepu (CECTPbI, AoYepKr, TETU, OBOOPOAHbIE CECTPDI), YTOObI
MOHATb, MOTFYT /1M OHU BbITb HOCUTENAMU MONTIOMAHHOIO reHa. Hanu4yre aton MHGopMaLUmM
MOMOXKET CEMbe MONMYyYUTb 3HAHUA O PUCKE poXKOEHUS OPYrMx AeTen ¢ dtoleHHOM U
MPVHMMAaTb PeLeHNa OTHOCUTENBbHO NPEeHaTaIbHOM AMArHOCTUKM U MHbIX PEMPOLYKTUBHbBIX
MeTogax. CeMbaM OOMKHO MpenfiaraTbCa reHeTMYecKkoe KOHCYNbTUPOBaHMe nocne
MocCTaHOBKM AmMarHo3a (bnok 1).

Tunbl rEHETU4ECKOIO TECTUPOBAHUYA

« MynbTUNNeKcHaa NUruHrosaBucumas amnnudumkauma soHga (MLPA): MLPA
npoBepsaeT aeneumm 1 oynnmkaumm, cnocobeH naeHTndmumpoBaTb 4o 70%
reHeTu4YecKux myTtaumm MO0

« CeKBeHUpOBaHUE reHoB: Ec/i TecTupoBaHMe MLPA oTpuuaTtesibHOe, CEKBEHMPOBaHWE
reHOB MOXXET O6HaPYXXUTb MyTaL MU, OTNIMYHbIE OT yaaneHuin nnm oyenmposaHms (T. e.
ToYeuHble MyTaLWKM (HeYyBCTBUTENbHbIE UMK C HEMPAaBUIbHOM YyBCTBUTETbHOCTbHO)

1 HebonbluMe Oy6nMpoBaHUs / BCTaBKM); 3TOT TECT CMOCOBEH MOEHTUDULMPOBATD
ocTanbHble 25-30% reHeTUYecKkMx MyTaumm [doleHHa, KoTopble TecT MLPA He HaxoguT

2) Buoncua Mol

Ecnuny Bac BblIcOKMM ypoBeHb CK 1 NpusHakm [iolweHHa, HO reHeTudYeckme My Ttaumm
He 6bINTM OOHaPY»KEeHbl C UCMOMb30BaHMEM FreHETUYECKOro TECTUPOBAHKIA, BaM MOXET
noTpeboBaTbCa BMOMCUA MbILLL,. BMOMCUIO MbILLLL, MPOBOAAT MNyTEM XUPYPIMUYECKOro B3aTUSA
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HebonbLIOro ob6pasua MbllL, 419 aHanmsa. lreHeTnyecKkas
MyTaumMa npuv [JolweHHe 03Ha4YaeT, YTO OpraHmM3M He
MOXXEeT NPOoAYLMPOBaTb ANCTPOPUH MM HE MPOU3BOANT
ero B JOCTaTO4HOM KonmyecTBe. Mpoepka 6rmoncmm
MbILLLL, MOXKET NPefoCcTaBUTb MHPOPMaALMIO O KONMYeCcTBe
ONCTPOdUHA, MPUCYTCTBYIOLLEINO B MbILLEYHbIX KITeTKax
(eMm. Bnok 1).

Bo/bLUMHCTBY nioaen ¢ [oWeHHOM 6Moncus MbiluL,
He TpebyeTcs.

CylecTByeT ABa TWUMa TeCTOB, OObIUHO BbIMOTHAEMBbIX
npm BMONCUM MbILL: MUMMYHOTUCTOXMMUS U TECT
BecTepH-6/10T. 3TU TECTbl MPOBOAATCH ANF onpeaeneHma
HaNM4YMa NN OTCYTCTBUA ONCTPOPUHA B MblLLLLAX.

Bo BpeMa MMMYHOTMCTOXMMWNYEKOrO MCCNedoBaHUs
KPOLLUEYHbIM KYCOK MbILLLbI KMagyT Ha clani, Ha Hero
rMoMeLLatoT NATHO, M 3aTeM M3Y4aloT MblLLEeYHble KITeTKM
rnoa MMUKPOCKOMOM AN1F MOATBEPXKAEHNA HaIn4Yns
ancTpoduHa. BecTepH-6110T TECT - 3TO XMMUUECKU
nmpouecc, KOTopblv aHanmnsnpyeT xumMmyeckoe
npucyTCTBME ANCTPODUHA.

PYKOBO/ICTBO /1151 CEME

Duchenne

Bnok 1.

MbilweyHas 6uorcus; Boiie:
HOPMQAIbHAS MbILULQ,
MoKa3bIBAOLAT ANCTPODUH
B 6e/10M BOKPYI BO/TOKOH.
Huxe: anctpopuyeckas
MbILULIAQ C OTCYTCTBYROLNM
ANCTPOPUHOM.
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3) OPYTUE TECTbI

B npolunoM npoBepKu N3BECTHbIe KaK a/1eKTpoMunorpadmsa (Ml n nccnegoBaHma
HEepPBHOW MPOBOAUMOCTMU (TECTbI C UFMOM) BbINKU TPAAULIMOHHOM YaCTbio OLLEHKK NP
MoAO3PEHUN HEPBHO-MbILLEYHOrO 3ab0/1eBaHMNA. KCNepTbl COrMacHbl C TeM, UTo Ml n
TecT Ha HepBHYyIo nposoanMocTb HE noaxoaaT n He Heo6xoauMbI ANA TecTuposaHusa/
Bepudunkaumm Mana.

NMOYEMY BAXHO NIEEHETUHECKOE NOATBEPXXOEHUE
FTrEHETUYECKOE KOHCYJIbTUPOBAHUE U TECT HA HOCUTEJIbCTBO:
MHorgoa reHeTmyeckaa MyTauumg, Bbi3biBatolwas MO/, BO3HMKAET Cly4alHO. 3TO
Ha3bIBatOT «CMOHTAHHOW MyTalMen». B 3TUX Ciydaax HET CEMENHOM UCTOPUN
OioweHHa. 30% cnydaeB [iolleHHa Bbi3BaHbl CMIOHTAaHHOM MyTallMEN B FreHe,
KOTOpPbIM KoanpyeT OUCTPOPUH, @ HE CEMEMHOIM HaceACTBEHHOCTbIO.

Ecnuny matepu ecTb MyTauusa B ee [1IHK, KoTopyto oHa nepepaeT pebeHKy,
€& Ha3blBatoT «HOCUTeNeM». Y HocuTena 50% BepoaTHOCTb MpW KaXkaom
6epeMeHHOCTM NepenaTb reHeTUYECKYo MyTaL Mo CBOUM OeTAM. Y Mafib4YmMKOB,
KOTOpble Nosy4YatoT MyTUPOBAHHbLIN reH, byaeT [ioleHH, B TO BpeMsa Kak
[EBOYKMU, KOTOPbIE MOSTyHatoT MYyTUPOBAHHbBIN MEH, CaMW CTaHYT HOCUTENAMM.
Ecnv Bo BpeM§a TeCcTUpoBaHUA MaTepu oOHapy»KMBaeTCca MyTaLMs, oHa
MOXeT MPUHKMMaTb B3BelleHHble pelleHns o ByayLInx 6epeMeHHOCTaX, a eé
POACTBEHHUKM MO YKEHCKOM NMMHUKM (CECTPbI, TETU 1 JoYepn) TakyKe MOryT OblTb
MPOTEeCTMPOBaHbI, YTOObI y3HaTb, ABMAKTCA I OHU HOCUTENAMM.

- YXeHLWMHa, KoTopada aBNAeTCca HOCUTETeM M OEeMOHCTPUPYET HEKOTOpPbIE
npu3Haky dioweHHa (MbllledyHada cabocTb, yCTanocTb, 60/b U T. A.), Ha3biBaeTca
«MPOABMFIOLMM HOCUTENEM». HeT HMKaKOro TecTa, KOTOPbI Nokasan 6bl,
ABFETCH NN YeHUMHA-HOCUTE b MPOABNAOLNM HOCUTEEM.

arke Korga »eHuwmHa He aBngeTca HoCcUTeNnemMm, cyuiecTByeT HebonbLUOW PUCK
TOro, YTO Ha 6yJ:Lyu_u/1e 6epeMeHHOCTM MOXXeT NoBAMATb [toleHH. [eHeTnyecKad
MyTaLM4, Bbl3blBatkOLLad [olleHHa, MOXXeT BO3HMKATb TOSTIbKO B gMLEKNETKAX,
a He BO BCex KJ1eTKax. DTO Ha3blBaeTca «roHaaHbIM MO3anLM3M». HET HMKAKOro
aHalin3a KPOBW Ha roHagHbI MO3aULIN3M.

- Y XKeHLWUHbI-HOCUTENbHMLLbI TAK)Ke CyLLLeCTBYET MOBbILEHHbIM PUCK PAa3BUTUSA
cepaeyYHom 1M CKeNneTHOM MbllleYyHoM cnabocT U AMCHYHKUMK. Takme KeHLWMHbI
OOMKHbI MPOXOAUTb KapaMonormyeckmm MoHUTopumHr (KM, MPT cepaua
nnm axo-KrI) Kaxkable Tpw roga, ecnm NpoBepPKM B HOpMe (MM Yalle, ecnu
NpPeanmMcaHo Kapamonorom). 3HaHMe cTaTyca HOCUTeNda MoMoraeT onpeaennTb
3TOT PUCK U MOSYUUTb COOTBETCTBYIOLLME PEKOMEHOALMN U NeYeHne.

FeHeTUYECKMIM KOHCYIbTaHT MOXeT OBbACHMUTL BCE BblllleCKa3aHHoe B
noapobHoCTaX.

YYACTUE B KITUHUNYECKUX UCTbITAHUNAX:

B Mupe npoBoauTCca pan KINMHUYECKUX UCMbITaHUM NpenapaToB, HanpaB/ieHHbIX
Ha KOHKPETHble reHeTnJYeckmne MyTaLmm, BoisbiBatolwme MO, leHeTnUYeckoe
TECTUPOBAHME BaXKHO, YTOObI 3HaTb, €CTb /I BO3MOXXHOCTb Y4aCTBOBaTb B 9TUX
MCMbITaHMUAX. YTOBbI MOMOUb OPraHM3aTOPY KIMHUYECKUX UCMbITaHUI HalTK
MaLMeHTOoB, KOTOpPble MoAXoAAT ANF y4acTUa B UCMbITaHMAX, 06a3aTeNIbHO
3aperncTpupymTech B BalleM HalMOHabHOM perncTpe naymeHToB OioweHHa
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- CMMCOK MOYKHO HalTW 3gechb: http://www.treat-nmd.eu/resources/patient-
registries/list/DMD-BMD/.

- Ecnu paHee I'IpOBe,EI,éHHoe reHeTn4yecCcKoe TeCTnpoBaHMe He COOTBETCTBOBA10
MPUNHATBIM B HacTodllee BpeMd CTaHOapTaM, NMO3BOJIAIOLLIM onpenesdTb
TOYHYIO MyTaL MO, MOXXeET I'IOTpe6OBaTbCﬂ uaaneVlLuee/nosTopHoe
TeCTnpoBaHKe. Bbl gOMKHbI O6cy,EI,VITb 3TO C BallM HepPBHO-MblLLEeYHbIM
crneymnarimctom VI/VI)'IVI reHeTn4eCKMM KOHCYJ1bTaHTOM. ToYyHaa reHeTM4Yeckasn
MYyTalunNd TaK>Xe HeobxoavMa anga perncTtpaumm B peectpax LdoweHHa. Bbl
MOXKeTe HalTu I'IO,EI,pO6HyIO I/IHd)OpMaLI,VII'O O TUMaX TECTOB, KOTOPble MOy T ObITb
BbIMOJ/IHEHDbI, 1 O TOM, HAaCKOJ1bKO OHW 3de)eKTl/IBHbI B O6Hapy)+(eHl/II/l OaHHbIX O
MyTaulnKn, B OCHOBHOM OOKYMeHTe.

B3pocnbiM, y KOTOPbIX He Obl/10 reHeTUYECKOro TeCTUPOBaHMSA UM BblNo
B MPOLUMOM, HEOBXOAMMO TECTUPOBAHME C UCMOb30BaHWeM 6onee
COBpPEMEHHbIX MeTO0B (CMPOCUTE CBOEIo reHeTUYECKOrO KOHCY/IbTaHTa,
OO/MKHbI SV Bbl MOBTOPUTL TECTUPOBAHME), ClledyeT PacCMOTPETb BOMPOC O
nMpoBeaeHNN FrEHEeTUYECKOIro TECTUPOBAHMA, YTOObI 6GbITh PACCMOTPEHHbIM O/14
Y4YaCTUA B KITMHUYECKMX UCTbITaHUSX.
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5. HEMPOMBILUEYHbIE ACMNEKTbI

Mpu MO ckeneTHble MblLLLbl MOCTEMNeHHO oc/labeBatoT, MOTOMY UTO B HUX HeET
ancTpoduHa. Bbl 4ONMYKHbBI perynapHo NpoxoanTb obcrneaoBaHMe C NMOMOLLbIO HEPBHO-
MbllleYyHoro cneumnanmncta (HMC), 3HakomMoro ¢ gnarHosom MA4. HMC noHumaeT
MpoLLecc NpPorpeccmnpoBaHmsa MbllLedHOM cNaboCcTh M MOXKET MOMOYb BaM U Ballen ceMbe
NnoaroToBUTbCA K crieaytollen ctaann. Ina HMC BaXKHO 3HaTb, Kak paboTatoT BaLlm
MblLLLbI, YTOBbI KaK MOXHO paHblUe HadaTb MpaBU/bHYO Tepanuto.

HEPBHO-MbIWEYHOE OBCJIEAOBAHUE

PekoMeHOyeTcs, 4TobObl Bbl BCTpedanucb co cBoMM HMC kaxkable 6-12 MecsLeB, a C
PUSUYECKUM U/MIM 3PproTepaneBToM - Kayable 4 MecsLa. OTO BaXKHO 419 MPUHATUA
pPEeLLUEHMM O HOBbIX MeTodax fledeHMda U MU3MEeHEeHKWA CYLLLIECTBYOLLIMX BOBPEMS, @ TaKXKe
0719 MPOrHO3MPOBaHUA M MaKCUMaribHO BO3MOXKHOIO NpedoTBpaLlleHMna npobnem.

TecTbl, UCMOMb3yeMble ANF OLEHKM MporpeccrpoBaHmng 3aboneBaHnd, MoryT
BapbMpOBaTbCcs. HO KpaliHe BaXKHO, UTOObI Bbl PEryAPHO MPOXOAWIN Te e caMble TeCTbl
Kakabl pas, 4YToObl BbiIM BUAHbI NIOOble M3MeHeHUd. PeryndapHble MCcCriedoBaHMA OOMKHbI
BK/TtOUATb TECTbI, KOTOPbIE KOHTPOMMPYIOT NporpeccupoBaHme 3aboeBaHna U MoOMoratoT
onpenendaTb HeobxoaMMble BMellaTelbCTBa. DTW ob6CcriefoBaHUa OOMKHbI BKTHOYATb:

CUNA:

MbilleYHada cuna MoXeT BbITb M3MepeHa HECKOMbKUMK PasNYHbIMU crocobamMi, HToObI
NpoOBEPUTb, MEHAETCS NN yCUITNe, CO3[aBaeMOe KOHKPETHbLIMU MblLLLLaMM.
OUNANMA3O0OH NOABUMXHOCTU CYCTABOB:

OTOo oenaeTtcyd And MOHUTOPUHIA Pa3BUTUA TYyronoaBm>XHOCTK B CyCTaBaX, HalTlnM4mn4d
KOHTPAKTYpP - YTOObI MOMOYb onpenesinTb, Kakne PaCTAXKN l/I/I/U'II/I BMeLllaTe/1bCTBa 6y£l,yT
Hanbonee NonesHbIMM On4a Bac.

TECTbl HA CKOPOCTDb:

MHOrme KMMHUKKM perynapHo MNpoBoadaT 3aMepbl BpeMeHW Mpu BbIMONMHEHUN
onpeaeneHHbIX AeNCcTBMI. HanpuMep, BpeMa nogbéma C nosa, BpeMs NpoxoxKaeHus
onpeneneHHOro PaccToaAHMS, BpeMa Ha MogbEeM Mo CTyrneHbkaM (T.H. TecT CeBepHoOM
3Be3[bl). DTO AAET BaXKHYO MHDOPMALIMIO O TOM, KaK Bally MblLLLLbI MEHAIOTCA U pearupytoT
Ha pa3/fiMYHble BMellaTeNnbCcTaa.

LWKAJTA OLLEHKM MOTOPHOM ®YHKLUU:

CyLlecTByeT 60/bLLOE KOMMMYECTBO Pa3/IMYHbIX LLUKas, HO Balla KIIMHKMKa OO/MKHA
pPerynapHoO MCNoMb30BaTb OAHY WM TY e KaKOblM pas, Korga oHU Bac OLeHKMBatoT. B pasHoe
BpeMs MoryT noTpeboBaTbCs pa3finyHbIe LKabl.

MOHUTOPUHI NTOBCEAHEBHOU AKTUBHOCTM:

KoMaHOa MOoXeT paccKasaTb, Hy>KHa /1 Kakas-To OMNOoNHUTENbHas MOMOLLb, YTOObI MOMOYb
COXPaHUTb BaLly CaMOCTOATENIbHOCTH/CMOCOBHOCTD K CAMOOBCTY»KUBAHMIO.

MEOUKAMEHTO3HOE JNIEMEHUE

Ha paHHbIM MOMeHT B obnacTtu nedveHna MO/ nponcxoguT MHOIO MCCneaoBaHum.
O6HOBMEHHOE PYKOBOACTBO BK/IHOYAET TOMTbKO PeKoMeHdaL MM No Tepanumn, ANg KOToOpbIX
MMetoTCH O0CTaToUHble JoKa3aTeNbcTBa 3bdDEeKTUBHOCTU. DTU pekoMeHaaumm oyoyT
MeHATbCcA B ByayLleM, KOorda HoOBble MeTobl ledeHunsa nonydaT ogobpeHune. Takme gaHHble
OyayT pacCMOTPeHbl M fobaBeHbl B pekoMeHaaLmm no Mepe NocTynneHnsa HOBbIX
pe3ynbLTaToB.
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XoTa oxxumpaeTcd, UTo B byayuieM byaeT OocTyneH 6onee LWMPOKMIA CNeKTP BapMaHTOB
neyeHus, B HacTodlLlee BpeMsa OH orpaHuyeH. Ha cerogHa ctepoubl - 3TO € AUHCTBEHHbIN
PEeKOMEHOOBaHHbIM NpenapaT A9 NeYeHMs CKENETHO-MbILLIEYHbIX OCNOXHEHUM Npu MO
COM/1aCHO MHEHMUIO CMEeLManMcToB, KOTOPbIe CXOOATCA Ha TOM, YTO UMeeTCsH AoCTaTouHas
MHbopPMaLMa No gokasaTenbHoM addeKTUBHOCTM NpenapaTta. CTepounabl NOA4POOHO
obcyrkpatoTca B Pasgene 6.

JlekapcTBeHHble NpenapaTtbl 419 OPYTrMX OCNOXKHEH WM 3aboneBaHud, TakMX, Kak NpobnemMsbl
c cepauemMm, obecyxaatotca B Pasgene 12.

6. CTEPOUOHA{A TEPAINUA

KopTunkocTepouabl (MAm NpocTo “cTepounabl”’) MCMOMb3YTCH MPU MHOTMX OPYrMX
npobnemMax 340poBbA BO BCEM MUPE. HET HUKAKMX COMHEHUI B TOM, UTO CTepounabl MOryT
MpPUHeCTV NoNb3y MHOTUM Ntoasam ¢ M, HO 3Ta NoNb3a AOMYKHA OblTb cObanaHcMpPoBaHa
C yNnpexx4aloLlLmM yrpaBieHneM BO3MOXHbIMU MoBoYHbIMKW 3ddeKTamMu. Mcnonb3oBaHme
CTeponaoB o4eHb BayxHO Npu MO/ v A0MKHO 06Cy»K0aTbCa 00 TOro, Kak byaeT
HaboOATbCA CHUMXKEHME dranUYeckor GyHKUMK (00 da3bl «MiaTo»).

OCHOBDbI

13BECTHO, UTO CTepoudbl 3aMeaNAaoT Aerpagalmio MbllLeYHOM CUIbl 1 MOTOPHOWM
dyHKUMKM Npy MO, KopTUKocTepouabl OTAMYaoTca oT aHabonM4YecKMx CTeponaoB,
KOTOPbIMU MHOMAA 3M10YNOTPE6NA0T CMOPTCMEHbI, YXenatLMe CTaTb cUbHee. Lienbto
cTepouaHoOM Tepanum npu OdoleHHe aBigeTcs NoaaepyKaHme MbllledHoM CUmbl U
OYHKLUMM, 4TOBbI MOMOYb BaM XOAUTb A0MblUE, COXPaHATb QYHKLUM BEPXHMX KOHEUYHOCTEeMN
M ObIXaHMA U M36eXkaTb onepau i No nevyeHumto CKonmosa (MCKpUBAeHUS MO3BOHOYHMKA).

CTepowuabl cnenyet o6CyaAuTb yyKe B MOMEHT NOCTaHOBKM AMarHo3a. OnTuManbHoe
BpeMsa Hadasia MCMNosb30BaHWa CTEPOUAOB MPOUCXOANT Ha aMbynaTopHOM cTaaumm,
npexae, YeM NpounsonaeT 3HaunTebHada dmusmnyeckaa gerpagauma (CM. PUCYHOK 4).

- PekoMeHAyeMbl HalUMOHaNbHbIM rpadmK BakLMHaUMKM OOMKeH ObiTb 3aBepLUeH
[0 Hayana cCTepoMaHOM Tepanuun, TakXKe OO/KeH BblpaboTaTbCa MMMYHUTET
MPOTWB BETPAHOM OCrbl. PekoMeHaaumMm no BakMHaumMm oT LleHTpa mo KOHTpoto
M NnpodunakTnke 3abonesaHmm (CDC) ana CLUA MOXHO HAaMTM 30eCb; WWW.
ParentProjectMD.org/Vaccinations. [MPOKOHCYNBTUPYNTECH C PermoHanibHbIMM
B/1aCTSMM B OTHOLLUEHUU PEKOMEHALUM MO BaKLUMHALMK B Ballen CTpaHe.

MpepnoTBpalleHne 1 nedyeHmne nobouHbix 3GOEKTOB CTEPOUAOB OOMKHO ObITh
MPOaKTUBHbIM U yNpexaatomm (cM. Tabnuuy 1).

CXEMbI NPUEMA CTEPOUOOB

HMC MoryT npeanucbiBaTh PasfinyHble PEXXVMbl CTEPOUAOB. 34eChb Mbl MOMbITANINCh
YCTAHOBUTb YETKOE PYKOBOACTBO MO 3dPEeKTUBHOMY M Be30MacHOMY MCMOb30BaHUIO
CTepOMOO0B, OCHOBBIBAACH Ha PerynapHbIX oueHKax GYHKLUMOHUPOBAHMSA M MOBGOYHbIX
2dPeKTOB (CM. PUCYHOK 4).

- MpegHwn3oH 1 gednasakopT (TM Emflaza B CLLUA) - 3To ABa TMMa CTepOUOOB, KOTOPbIe B
OCHOBHOM Mcnonb3ytoTca Npun AdioweHHe. CYMTaeTcs, YTO OHU paboTatoT OQMHAKOBO.
MpogomKatoLmeca UCMbITaHMA 9TUX MPenapaToB BaXKHbl, M OHU JOMKHbI MOMOYb
HaM fydLle NOHATb NPEeMMYyLLIECTBA KaXXO0rO U3 HUX.

BbI60op TOro, KakKoM CTepoua, MCMNOMb30BaTb, 3aBUCUT OT NPeanoYTeHNS Ballen
ceMbu, NpennoytTeHmna Bawero HMC, 4OCTYNHOCTM CTepOoMaa B Ballen CTpaHe, ero
CTOMMOCTM U NpepanosiaraeMbix MOH6OYHbIX 3bdeKToB. [MpenMyLLIecTBO NpeaHM30Ha
3aKJllo4aeTCcs B TOM, YTO OH Hefoporon. dedna3akopT MoyKeT 6biTb NpeanoyYTuTesneH,
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MOTOMY KaK Y Hero MeHblle Nobo4YHbIX 3 beKToB - 6oree HU3KMIN PUCK YBETUYEHNS
Beca M BO3HMKHOBEHUA NoBeAeHYeCKMX NMpobrieM, HO UyTb 6o/1ee MoBbllleHa YacToTa

3a0epPXXKNM POCTa N Pa3BUTUAKATAPaAKTbI.

CTEPOUADbI: AO3UPOBKA, YINPABJIEHUE U MOBOYHDbIE 2DODEKTbDI

(PUCYHOK 4, TABJIULIA 2)

- BHuMaTenbHoe ynpasnieHmne nobo4YHbiMU 3ddeKTaMU, CBA3aHHbIMK CO CTEPOULAAMMU,
MMeeT pellatollee 3HadyeHMe. B To BpeMd, KaK cTepouaHad Tepanusa B HacToslee
BpeMda aBn9eTCca OCHOBOMW 1eKapCTBEHHOM Tepanuu npu MO, K Hel He cnenyeT
OTHOCUTbCH NErKOMbICIEHHO, U ee HEOBXOAMMO KOHTPOIMPOBATb TOMbKO C MOMOLLbIO

HMC ¢ cOOTBETCTBYIOLLMM OMbITOM.

MepeuuHoe o6cyxaeHue
O6cysaeHVe NPUMEHEHNS CTEPOMAOB C CEMbE

Hauano cxembi npuMeHeHusa ctTeponaos

«J10 CyLLECTBEHHOTO YXYALIEHNS
(U3MYECKOro COCTOAHMSA

e[Mocne obcyxaeHMs Nob6oYHbIX 3hdeKTOB
e[locne KOHCYNbTaLMKU HyTpULMonora

PekoMeHp0BaHHas cTapToBas fo3a
elpeaHn30oH unu npeauusonoH 0,75 mr/kr B cytkn U
 lednazakopt 0,9 Mr/Kr B CyTKM

U3MeHeHus AO3UPOBKKN

B ciyyae He NoffaloLWMXCs KOHTPOSIO UK
HenepeHOCUMbIX MOBOYHbIX 3D HEKTOB

e CHWXeHwue f03bl CTeponaoB Ha 25 %-33 %
*[oBTOpHOE 06CNenoBaHue Yepe3 1 Mecsy,
B cnyyae yxyaweHus dyHKLMOHANBHOMO COCTOSHUS
*[oBblLEHMe A03bl CTEPOMIOB [10 LieNEBOW 403bl

Ha eAMHULY MacCbl Tena Ha OCHOBAHWM CTapTOBOM L03bl

*[loBTOpHOE 06CNenoBaHMe Yepes 2-3 Mecaua

Wcnonb3oBaHue Ha HeamMbynaTopHOWM CTaauM
*[pofomKeHe NPUMEHEHUS CTEPOUIOB, HO B CHUXKEHHOM
[103e, eC1 3T0 He0BX0AMMO AN KOHTPOAS MOBOYHBIX

3bdekToB

«bonee B3powble NALUMEHTbI, PAHEE HE MoJyYaBLUnE
CTepouzbl, MOTYT MOJTYYMTb MOJb3Y OT HaYana
NporpamMMbl IeYeHus cTeponaamu

HapnoueyHukoBas HeAOCTaTOUHOCTL
lpocBeTUTeNbCKas paboTa € NaLMEHTOM U CEMbeit
*MiHbOpMUpOBaHKeE 0 MpU3HaKax, CUMATOMAaX

W BeAEHUM afipeHanoBoro Kpusa

Ha3HaueHue BHYTPUMBILIEYHO BBOAMMOrO Npenapara
TMAPOKOPTU30HA AJ1sl BBEAEHMS HA AOMY

«50 Mry feTeii B Bo3pacTte <2 net

«100 Mry neTeit B Bo3pacTe 22 IeT U Y B3pOU/IbIX

CrpeccoBble [03bl y NALMEHTOB, noayYatowmx >12 mr/m2
B CYTKM NpeAHU30Ha / fednasakopTa exxeaHeBHO
*MoryT notpeboBaThCs B ClyHae TAKENoro
3aboneBaHus, 60MbLIOKM TPaBMbl MW Onepaumm
*BBeseHue ruapokopTM3oHa B f03e
50-100 Mr/M2 B cyTKM

Peskoe npepbiBaH1e NpUMEHEHUS CTEPOMAOB

HELOMYCTUMO

¢ /Icnonb3oBaHye NPOTOKONA MOCTENEHHOTO CHUMKEHMUS
no3bl creponaa P Nicholoff29

» CHWKeHwue f03bl nponssoautcs Ha 20 %-25 %
Kaxable 2 Hepenu

e[locne focTMkeHUs GuU3nonornyeckoit fo3bl (3 M/m2
B CYTKM NpefHWU30Ha unu aednasakopra)
NpOW3BOAUTCS NEPEBOA Ha MMAPOKOPTU30H B fo3e 12
Mr/M2 B CYTKM C pa3fiefleHMeM Ha Tpu paBHbIe J03bl

e[lpopomkaercs cHuxKeHue fo3bl Ha 20 %-25 %
KaXayto Hefento BnaoTb A0 JOCTUXKEHUS [03bl 2,5 Mr
rMAPOKOPTU30HA Yepes AeHb

e[locne 2 Hepenb NpUMeHEHUs npenapaTa Yepes AeHb
TMAPOKOPTU30H OTMEHSIOT

* PerynsipHo NpoBOAAT NPOBEPKY YTPEHHEIO YPOBHS
ctumynupyemoro KPJT unu AKTT koptusona BnnoTb
[0 HopMmanu3aumm ITH ocn

*[pofo/MmKEHME UCNOb30BAHMS CTPECCOBOM
[L,03UMPOBKM BNAOTb A0 BOCCTaHOBNeHUs [TH ocu
(MoxeT npoponxkatbes 12 Mecsues unm gonblue)

PUCyHOK 4. KoMrisieKCHbIVi 0630p sieHeHUs A1 Ha4asia rnpuMeHeHUs r/1loKOKopTUKonga
(cTtepougq) u ux NCNosIb30BAHUSA Y MNALUEHTOB C MbILLEYHOM AncTpoduer [JoweHHa
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daKTopPbl, KOTOPble HEOBXOAMMO YUUTbIBATb NPW MOAAEPMKAHWM UK MOBbILLEHUN
OO3UPOBKM CTEPOWMOOB, BK/HOUAIOT MEPEeHOCKMMOCTb Tepanum, Bec, POcCT, NooBoe
co3peBaHMe, 310POBbe KOCTEN, MoBedeHWe, KaTapakTa, a TakyKe - HabnogarTca nn
no6ouHble 3bdEKTbl M HACKObKO OHM YMPaBNaeMbl.

HAONOYEYHMUKOBAA HEOQOCTATOUYHOCTDb (KPU3)

Hapgnouye4HKOBbIe ene3bl HaxXo4ATCA CBepXy Noyek 1 BblpabaTbiBatoT FOPMOH
(KopTM30/1), KOTOPbLIM MOMOraeT OPraHM3My CrpPaBATbCA CO CTPECCOM (T. €. C TaKeiom
60ne3Hblo NN TpaBMoW). Koraa Bbl MpUMHUMaeTe cTepouabl eXeaHEeBHO, Haamo4YeUYHMKM
rmepecTalT MPOU3BOAUTb KOPTM30/ (MPOLLEeCC, Ha3blBaeMbIN «HagMoOUYeYHMKOBas
HEeLOCTAaTOYHOCTb») M CTAHOBATCA HEAKTUBHbLIMU. EC/IM MPUEM CTEpOULO0B NpeKpallaeTcs,
BalLeMy Tesly MOXXeT MoTpeboBaTbCA HECKOMbKO HefeNb UMM MecaueB aa4a Toro, YTobbl
CHOBa Ha4yaTb MPOU3BOANTb KOPTM30/1. Be3 KopTM3oa Balle Teslo He B COCTOSAHMM
CMpPaBUTbCA CO CTPECCOM, YTO MPUBOLAMUT K «<HaAMOUYEUHUKOBOMY KPU3Y», KOTOPbIA MOXeT
YIrpOXaTb XXM3HW. [0 3TOW NpUYMHE Bbl HUKOTOa HE OOMKHbI MpeKpallaTb exXeQHEBHbIN
MPUEM CTeponaoB BHE3aMHO (M1 6e3 MOMOoLLM Bpaya) UK MponycKaTb A03bl bonee 24
4Yacos.

KpoMme Toro, korfa Balle Tesio UCMbITbiIBaeT AOMOMHUTENbHbIM CTpecc (HanpmuMep, Bbicokad
TeMnepaTypa, XMpyprmiyeckoe BMeLLIaTenbCTBO, MepesioMbl), MOryT noTpeboBaTbcA
OOMONMHUTE NbHbIE 003bl CTEPOULOOB UMM «O03bl CTpeccar. MHpopMauma and

CTPEeCcCOBOro 4O3MPOBaHKMSA 1 MO pacro3HaBaHMio / nedeHuto / npodunakTnke ocTpom
HaAMoYeUYHMKOBOM HEeJOCTaTOUYHOCTM coaepxmnTca B «CTepomaHoM lMNpoTokose PJ
Nicholoff», KoTopbl MOXXHO HanTK 30eck: www.ParentProjectMD.org/PJ

APYTUE NNEKAPCTBA U NMUUWEBDBIE JOBABKU

Hapany co ctepomngamm gpyrue npenapaTtbl, o006peHHble A8 MCMNob30oBaHWa Mpun
OoweHHe, BktovatoT Exondys 51 (Eteplirsen), koTopbivt ogobpeH B CLLA YnpaBneHmnem
MO KOHTPOJIIO 33 NpoaykTaMun U nekapctBamMu (FDA) n Ataluren (Translarna), KoTopbii
ofobpeH A4na NCMofb30BaHUA B HECKOSTbKMX EBPOMENCKUX CTpaHax EBponenckmm
areHTCTBOM MO NlekapcTBeHHbIM cpeacTBamM (EMA). M Exondys 51 (Eteplirsen), 1 Ataluren
(Translarna) npegHa3HadeHbl 44 Ntogen ¢ PasnMYyHbIMKM TnamMm MyTaum MO .

Exondys 51 (Eteplirsen) npegHasHadyeH ntogam, >XMBYLLMM C [JioWLeHHOM, KOTOPbIM
MOAXOoOMT MeTOoA Nponycka 51 ak30Ha (oko10 13% oT monynauumn). 3ToT NpenapaT
HampaB/eH Ha «MPOMyCK» AedeKTHOM YacTu (3K30Ha) 419 NPOM3BOACTBA YaCTUYHO
dyHKLMOHanbHOro gucTpoduHa.

Ataluren (Translarna) Ha3zHa4aeTcsa NOOAAM, XXUBYLLUMM ¢ MO, KOTOpble MMetoT HOHCEHC-
MyTaumto (okono 13% cnydyaen). XoTa MexaHu3M gencteuma Ataluren (Translarna)
Hewn3BeCTeH, CUMTAETCH, YTO OH B3aMMOOEMCTBYET C YAaCTbto K/1ETKU, KOTOPAsd «CUMTbIBaAET»
6enKu, MO3BONAA KTeTKe «4MTaTb CKBO3b» HOHCEHC-MYTaL MO 19 NonyYeHns
dyHKLUMOHanbHOro 6enka.

MpoBOANTCH PSA KNMHNYECKUX UCMbITaHUM, HanpaBAeHHbIX Ha KOHKPEeTHble
reHeTuYyecKmne MyTaLumu, BbibiBatoLlume MO, FeHeTudeckoe TeCTUPOBaHME BaXKHO, UTOObI
Y3HaTb, MOXeTe /1 Bbl y4aCTBOBaTb B 3TUX UCTbITaHUAX. YTOBbI MOMOYb OpraHM3aTopy
KITMHUYECKMX UCMbITaHWMIA HaUTU MaLMEeHTOB, KOTOpPble MOryT y4acTBOBaTb B UCMbITaHUSX,
obazaTeNnbHO 3aperncTprpymTech B BallleM HalMOHaIbHOM permcTpe naumeHToB ¢
[IOLEeHHOM - CMIMCOK MOXHO HanTK 3aech: http:/www.treat-nmd.eu/resources/patient-
registries/list/DMD-BMD

B oonofiHeHMe K NeKapCcTBaM, PaCCMOTPEHHbIM BblLLE, eCTb MHOIO OPYMMX JTIEKAPCTB U
[06aBOK, KOTOPbIe MOrYyT ObITb MCMOMb30BaHbl MpW MO/, HO OHK He oao6peHbl FDA nnu
EMA. HecMoOTp$ Ha To, YTO MHOTME 13 MpenapaToB (CM. Bok 3) LWMPOKO UCMOMb3YyoTCS,
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[0OKa3aTe/IbCTB 6e30MacHOCTU N 3GPEKTUBHOCTY HeJOCTAaTOUHO. BaxkHO 06CcyauTh BCe
nekapcTBa ¢ BalwmMm HMC, npexxae 4eM aymaTtb o JobaBieHUM UK NpekpaLlleHny Nnprnéma
neKapcTs.

BJ1OK 3. APYTUE JIEKAPCTBA U NMULUEBDbIE JOBABKW, HE
ONOBPEHHDIE K UCIMOJIb3OBAHUIO NP MO,

DKCMepTbl PacCMOTPENM pPad MPenapaToB 1 J0OaBOK, KOTOpPbIe B HEKOTOPbLIX C/y4Yasax
Mcnosb3oBanuch ana nedeHnsa droweHHa. OHM pacCMOTPENM onybMKoBaHHbIe
JaHHble MO 3TUM BelleCTBaM, YTobbl ybeamnTbCs, UTO eCTb 4OoCTaToYHble AOoKa3aTelbCcTBa
nx 6€30MacHOCTU U 3PDEKTUBHOCTU, BCNIEeACTBME KOTOPbIX OHM MOTTIM 6bl daBaTb
pekoMeHaaLmm.

JKcnepTbl NPULLIU K BbiBOAY O cliefyloLlem:
- Vcnonb3oBaHMe OKCaHOPOIOH3, aHabonmyeckoro cTeponaga, He peKoMeHOyeTC4H.
- Mcnonb3oBaHKWe BOTOKCa He peKoMeHaYyeTCs.

- HeT ocHOBaHUM ON19 CUCTEMATUYECKOrO MCMOMb30BaHUA KpeaTuHa.
PaHOOMU3NPOBaHHOE KOHTPOMMPYEMOe UCCNedoBaHWe KpeaTuHa Npu diolleHHe
He Noka3asio 9BHOro MoIOXUTeIbHOro addekTa. ECv YenoBek npuHmMMaeT
KpeaTWH, N HaIMYeCTBYIOT MPMU3HaKM NpobeM ¢ NodYKaMu, crieayeT NpexkpaTuTb
NPWéM 3Ton 0o6aBKM.

.

B HacTogLllee BpeMs He MOryT ObiTb AaHbl PEKOMEeHOALMMN OTHOCUTENBHO APYTrMX
006aBOK MM NPenapaToB, KOTOPble MHOTAA WUCMOMb3YKTCH B 1edeHnn JioleHHa,
BKtovada kodepmeHT QI0, KAPHUTUH, aMUHOKUCOTbI (MMOTaMWH, aprMHKH),
NpPOTUBOBOCMANUTENbHbIE CpeacTBa / aHTUOKCUAAHTbI (PbIBUIN KNP, BUTaMUH E,
SKCTPAKT 3e/1eHOoro Yad, MeHTOKCUPUINNH) U Opyrue, BKoYaa TpaBsaHble Un
BoTaHMUYEeCKMe IKCTPAKTbI. DKCMepPTbl MPULLMIKY K BbIBOAY, YTO B ONYyOIMKOBaHHOMN
nuTepaType HeJoCTaTOuYHO A0KAa3aTeIbCTB 419 VX MCMOSTb30BaHMA.

- DKCMepTbl COrMacUnCh C TeM, UTO 3TO 06/1aCTb, B KOTOPOW HEOOXOA MBI
OOMONMHUTENbHbIE MCCeaoBaHMA. Bbilo MOOLLPEHO akKTUBHOE yYacTue ceMew
B MEPOMPUATUSAX, KOTOPbIE Pa3BMBALOT JOMONMHUTE bHbIE 3HaHWUE, TaKMe KakK
peecTpbl NALUUEHTOB U KIIUHUYECKMe UCMbITaHKUS.

TABJIMLUA 2. MOBOYHDbIE 2ODEKTblI CTEPOMNOOB:
MOHUTOPUHI' U BMELWLATEJ1IbCTBO

CnpaBa nepeudncneHbl Hanbonee pacrnpocTpaHeHHble NoboYHble 3ddeKThbl
[OMrOCPOYHOro NpréMa CTepOomaoB. BaXKHO OTMETUTD, UTO Y Pa3HbIX Ntogen ByayT pasHble
peakunm Ha cTepounbl. KNoUYOM K yCnelwHOMY yrnpaBfieHUIo cTeponaamMum aBaeTcs
OCO3HaHMe NoTeHLUManbHbIX MOBOYHbIX 3DGEKTOB 1 paboTa Mo NpPeaoTBPaLLEHUIO

NN YMEHDBLLEHMIO UX, KOr4a 3TO BO3MOXXHO. YMEHbLUEHME L03bl CTEPOUOO0B MOXET
noTpeboBaTbCH, eCn MoBoUHbIe 2ddeKTbl ABNAIOTCA HeynpaBndaeMbIMU UMK
HEBbIHOCUMbIMU (PUCYHOK 4). ECNM 3TO He yBeHYaioCb yCrexoM, Heob6XoamnmMo nepemnTun

Ha Qpyrom CTepOMOOB UV PEXUM MPUMEMA, MPeXKae YeM OTKa3aTbCA OT le4eHMsa B LLeS/IOM.
3T0 JoMYKHO 6bITb caenaHo ¢ Bawmm HMC.
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TABJIMLA 2. MOBOYHbIE 9PDPEKTbI CTEPOMNOOB

Mo6ouYHble JononHuTenbHada O6cynuTte c BawuuM HMC
addeKThbI nHdopmauus

Ha6op Beca un Bam creflyeT 3HaTb, UTO Ona npepoTrBpalleHmna
O)XXUpeHune cTepouabl MOryT MoBbILLIATb M3ObITOYHOIO BECa BaXKHO,

anneTuT; AMeTn4ecKme
peKoMeHaaLU MM OOMKHbI
ObITb NPeacTaBeHbl
rnauMeHTy 0o Hadana
npuéma cTepomnaoB

UTOGbI BCA CEMbS MMTaIacb
cbanaHcUpoBaHo.

PaLMoH 300p0OBOro
MUTaHMUA MOYKHO HaMTK Ha
cTpaHuue https://www.
choosemyplate.gov

KyLwiunHrouvgHbie
NpU3HaKu
(“nyHHO-
o6pasHoe nuuo”)

MNonHoTa WEeK 1 nmua
cTaHoOBUTCS Bonee
3aMeTHOW C TeYeHueM
BpeMeHu

BHuMaTenbHoe
OoTCNEeXXMBaHME NMUTaHng,
orpaHuyeHne B
rnoTpebneHnn caxapa

M COMM MOMOryYT B

6opbbe c Habopom

Beca U MUHUMM3UNPYIOT
nposBneHune
KYLUMHIOMOHbIX YepT nmua

MNMoBbiLLeHHadA

CTepOM,EI,bI 4YaCTO BbI3blBatlOT

O6bIUHO 3TO He TaK

BOJZIOCATOCTb MOBbILLIEHHbIV POCT BOSIOC cepbesHo, YTobbI

(rmpcyTusm) Ha Tene OTKa3blBaTbCHA OT MPMEMA
NeKapcTB

Mpbiwmy, Yalle BCcTpeyaeTcay Monb3ymTech

rpum6koBble NMoLPOCTKOB crneumanbHbIMM

KOXXHble cpencTBaMum U He crielumTe

MHpeKuunu, MEHATb CTEPOUOHbIN

6opoaaBku PEXUM, €CNTM HET CUJTbHOIO

SMOLMOHalJIbHOIo CTpeccCa

Hwuskumn pocT

MpOoBEPKM POCTa AOMMKHbI
MPOU3BOAUTLCA Kaykable

6 MecqaLeB B paMKax
perynapHbiX TECTUPOBAHMM

Ecnun poct 3aMeponunca
NN OCTAHOBWJICSH, USTA
NPUPOCT COCTaBNaAeT
MeHblle 4CM B rof,

MAM POCT MeHblUe 310
nepLueHTUIS, BO3MOXXHO,
HeobxoOMMOo HanpaBreHune
K 9HOOKPUMHOMOrY
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TABJIULUA 2. MOBOYHbIE 9PDEKTblI CTEPOUOOB

Mo6o4Hble OononHuTenbHasa O6cynuTte ¢ BauuM HMC
3adpPeKTbI nHdopmMauma
3apepiKKa [MonoBoe co3peBaHUe Ecnun Bbl 03abo4eHbl
nosioBoro OOJHKHO MpoBepPATLCA NMpU 3a[EPXKKOM B MOSTOBOM
co3peBaHus Ka*X10OM BU3UTE HauMHada C Pa3BUTUM U MONOBOE
9 neT. PaccKa)kmTe cBoOeMy CO3peBaHMe He HavalloCb
HMC o cemenHom nctopmm K 14 rogam, MoXKeT 6biTb
no3gHero Nos1oBoro HeobxoOMMOo HanpaBeHne
CO3peBaHUg, ecrnin K 9HOOKPUMHOMOryY Afigd ero
TakKoBaga nMMeeTcd. Tepanumda OLIeHKMN
06bIYHO pekoMeHaoBaHa
ManbyMKaM, y KOTOPbIX
He HayanocCb MoJsioBoE
co3peBaHue K 14 rogam
He6naronpuar- Coobumte HMC o ntobbix McxonHble npobnemsbl

Hble NoBeAeHYe-
CKuNe naMeHeHwus
(BOMOSTHUTEIBbHYHO
MHGBOPMALIMIO O
rnoBeneHM CM. B
Pasgene 10)

npobremMax c HAaCTPOEHMEM,
TeMMNepamMeHTOM U
npo6nemax COBI (ADHD).

ViMenTe B BMAY, YTO YacTo
3TO BpeMeHHoe yxydlleHne
B TeUeHMe rnepBbIX

LIecTV Hefesb OT Havana
CTepovaHOM Tepanmm

moBefdeHuMa cnenyet
neynTb 0O Havaa Tepanum
cTepouaamMu, Hanpumep,
KOHcynbTaunamm no COBI
UNn peuenTypHOo.

OTO MOXXET NOMOYb
COBUHYTb CPOKM
CTepouaHoro fe4yeHns

Ha 6onee nosgHee BpeMmq
CYTOK - 06cyamTe 3TO CO
cBoMM HMC, KoTOpbI
MOXET TaKXe PacCMOTPETb
HanpaBieHue K
cneumanmcTy no
noBeaeHuo.

MUMMyYHHOCynpec-
cuvsa (nopaBneHue
MMMYHMUTETA)

MpuHATHME CTeponaoB
MOXXET CHU3UTb UMMYHUTET
(cnocobHoCTb 6opoTbCs

C MHEeKLMAaMn).

MoMHKTe O pUcke
CEPbE3HOW NHEKLUM

1 HEOBXOOQMMOCTb
ornepaTUBHOIo neyeHus
MeNKnX MHbeKLUmnm

CoenanTe BaKUMHaLMIO

OT BETPAHOM OCnbl

[0 Hayana Tepanuu
cTepougamMu, 1, ecniv aToro
He caoenaHo, obpaTmuTech 3a
MeOULMHCKOM MOMOLLbIO
MPW KOHTaKTe C BETPAHOMN
ocCrow.

Ecnv B MecTe NpoXmMBaHMg
cyllecTByeT npobnema

c TyBepKynésom,

MOXeT noTpeboBaTbCH
cneumnanbHoe
HabnogeHue.
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TABJIMLA 2. MOBOYHbIE 9PDPEKTblI CTEPOMNOOB

cTepouabl, HOCUTE KapTOUKY
naumeHTa (C MHpopMaLmem

O cTepouaax v AeNCcTBUSX B

SKCTPEHHbIX Cy4aax)

OueHb BayXHO, YTOObI
[03bl CTEPOMAOB He
rnponyckanuck 6onee
24 4acoB., Tak Kak 3To
MOXET BbI3BaTb KPU3UC
HaOmnoYeYHMKOB.

Ba)kHO 3HaTb Mpo
«CTPECCOoBble [03bl», OHU
Ha3Ha4atoTCs B Ccliydae
TSHXKENOW BonesHu,
CepbEé3HOM TPaBMbl

NN XMPYPTrUYeCcKoro
BMeLLaTeNbCTBa, YTOObI
npenoTBPaTUTb KPU3UC
HaOMnoYeYHUKOB.

Ba)XHO 3HaTb MPKW3HAKM

Y CUMMNTOMbI KpM3Kca
HagrnodyeYyHuKoB (6o B
yKenymoke, pBoTa, netaprus).

XpaHuTe peLenT Ana
BHYTPUMBbILLIEYHOWM
MHBEKLIMW TMOPOKOPTU30HA
AoMa (BaM, BO3MOXKHO,
noTpebyeTca 3HaTb, KaK

ero BBOOAMTb MPU Kpusmce
HaAMOYEeYHMKOB).

Hwmkorga pesko He
npekpawlamTe NpUHMMaTb
cTepouabl.

Mo6ouHble OononHuTenbHasa O6cynuTte ¢ BauuM HMC
3adpPeKTbI nHopmMauuma

NMopaBneHue CoobLiunTe BCceMy Cnpocute Bawero HMC o
PYHKUUU MeOULMHCKOMY MNepcoHarny, «[1naHe cTpeccoBbIX 403
HaAmno4Ye4YHUKoOB 4TO Bbl MPUHMMaeTe CTEpPOWVO0B», KOTOPbIW

obbACHSET:

YTo menaTb B ciydae
npPonyLlEHHOW 403bl
cTepomga > 24 yaca (13-
3a nocta, bonesHmn nnm
OTCYTCTBMA peLienTa)

Korpa naBsatb
CTpeccoBble 003bl
CTEPOMAOB, B KAKOMW
[03€e 1 B Kakom

dopmMe (opanbHo,
BHYTPUMbILLEYHO

N KanenbHuLUen);
obpaTtuTech K
«CTepongHoMy
npotokony PJ Nicholoff»
ONa npyMepHoro niaHa:
www.ParentProjectMD.
org/PJ

Ecnu Bbl cobupaeTech
npeKpaTuUTb NPUHUMaTb
CcTepouHble NeKapCTBa,
cnpocuTe cBoero HMC
O MJ1aHe MoCTENEHHOMN
OTMeHbl. OH MOXXeT
0BpaTUTLCHA K TOMY ke
npYMepHOMY MaHy:
www.ParentProjectMD.
org/PJ
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Mo6o4YHble OononHuTenbHasa O6cynuTte ¢ BauuM HMC
3adpPeKTbI nHopmMauuma

Bbicokoe CnefnyeT NpoBeEPATb KPOBAHOE Ecnn gpaBneHue
KpOBsIHOE OaBneHMne Npu noceLleHmm MOBbILLIAETCA, CHUXKEHME
AaBneHue Bpaya 1 goma. rnoTpebneHusa conm u
(rMnepToHMA) CHWKEHMEe Beca MOryT

ObITb nepBbiIMA LLaraMm B
perynaunn naBieHMA.

Ecnuv 31O He npuHOCUT
addeKTa, Nevyalimm Bpay
MOXET PAaCCMOTPETL BOMPOC
O AOMOMHUTENNbHOM Tepanmm

CHWXeHue To-
JIepaHTHOCTHU
K rnioKose

Bo BpeM§a BU3WTOB B KITMHUKY
HeobxoaMMo OenaTb aHanus
MO4YI Ha IN1HOKO3Y.

AHaNM3 KPOBW OOSIXKEH
NPOBOOUTLCA OOUH Pa3 B rof
019 MOHUTOPUHIa Pa3BUTUA
anabeta ll Tna n gpyrmx
OCJIOXKHEHWM, BbI3BAHHbIX
yBENMYeHMeM Beca B CBA3U C
NPUMEMOM CTEPOUMOOB

Ecnuv aHanm3bl MOYM Ha
FIHOKO3Y MOSOXKUTENbHbI

UV MPUCYTCTBYIOT
CUMMTOMBI, BbI3blBatoLLME
BOTHEHMA (Y4YalleHHoe
MOYEeUNCrnyCKaHue,

YXaykabl U Ap.), TMna MoryT
noTpeboBaTbCca AanbHeMne
aHanu3bl KPOBM Ha anabeT I

Factpur/ra-
cTpoa3odare-
anbHbIN ped-
nokc (FrIPB)

CTepowuabl MOryT Bbl3blBaTb
CMMMNTOMbI pedntoKca (M3xora).
CoobLuTe BalleMy HMC, ecnn y
BacC €CTb 3T CUMMTOMBbI.

M3berante HecTepOUOHbIX
MPOTUBOBOCMANNTENbHbIX
npenapatoB (HIMBIM) - Takux
KaK acrnupwuH, MéynpodeH,
HanpokceH. [na obneryeHus
CUMMNTOMOB MOXET
MCMONb30BaTbCA AHTaLMA,

A3BeHHanA
60/1e3Hb

CoobLuianTe o cMMnTOMax

60K B YKenyaKe, MoCKOMbKy

3TO MOXET 6bITb MPU3HAKOM
NOBPEXOAEHUA CMTN3NCTOMN
wenynka. Ecnu Bbl cTpagaeTe
aHeEMUEN MM eCTb NoOo3peEHME
Ha KPOBOTEYEHME KULLIEYHMKA,
canTe aHanu3 Kasa Ha Hanuuue
CKPbITOM KPOBMU

N36eramTte HIMBI (acnunpuH,
nbynpodeH, HanpoKceH)

CUMMTOMaTUYECKMN MOTYT
MCMOMb30BaTbCA 1EKAPCTBA,
OTMycKaeMble Mo peuenTy, n
aHTauMabl.

BaM MoykeT noTpeboBaTbCs
obpalleHune K
racTPO3HTEepONory s
obcnenoBaHMg U nedeHma
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TABJIMLA 2. MOBOYHbIE 9PDPEKTblI CTEPOMNOOB

Mo6o4Hble
3adpPeKTbI

JdononHutenbHada
nHopmMauuma

O6cynuTte ¢ BauuM HMC

KaTtapakTa

CTepounabl MOryT BbI3blBaTb
[006pPOKaYeCTBEHHYIO KaTapaKTy;
Heobxoarmo obcrieqoBaHme C
e)XerogHowm NpoBEepPKOM rnas

NogymanmTe o nepexone

oT gednasakopTa K
npenHM30HY, ecnm
Pa3BMBAOTCA KaTapaKThl,
KOTOpble BAIMAIOT Ha 3peHMe
(6blS1O AOKa3aHOo, UTO
nednasakopT nMeeT 6onee
BbICOKMI PUCK Pa3BUTUS
KaTapakKTbl)

Ecnun katapakTa
MPUCYTCTBYET, MOXKET
noTpeboBaTbhbcH
KOHCY/bTaL A
odTanbMornora. KatapakTbl
HY>XHO BYLeT NeunTb, TOMbKO
€CJ/IM OHM MEeLLAOT 3peHUIo

OcTeonopos

Coobulamnte ceoemMy HMC o
rnepenomMax 1 6onun B crivHe npm
KaXKOOM MoceLleH.

PeHTreH no3BoHOUYHMKA OO/MKEH
OCYLLECTBJIATbCH KaXble

1-2 roga onga HabnogeHua

3a KOMTIMpeCCNOHHbIMKA
rnepesioMamMi NMO3BOHKOB.

DEXA - kaxxable 2-3 roga gons
MOHUTOPUHIA NJOTHOCTW
KOCTHOW TKaHMW.

EXkeroaHbln ypoBeHb BUTAMUHA
D B KpoBM LO/HKEH MPOBEPATLCH
C NCMOMb30BaHMeEM TecTa 25

OH Ha BuTaMuH D (maeanbHO

- No3gHen 3MMOM B CE€30HHbIX
KnnMaTax): Lo6aBKM BUTaMUHA
D ¢ ButaMmmHoM D3 moryT
rnoTpeboBaTbCs, €CN UX YPOBHM
HU3KWN.

Bawy ovnety cnenyet
OLIEHMBATb eXXerogHo, YToobl
yb6eomnTbcs, YTo Bbl MoTpebnaeTe
OOCTaTOYHOE KONMMYyecTBO
KanbLmsa.

Job6aBKku BUTaMMHa D
MOryT noTpeboBaTbCs B
3aBMCMMOCTM OT ero ypoBHS
B KPOBMW.

MNpoBepsanTe ypoBeHb
copep>kaHmna BuTamMmHa D
eXKerogHo; NpUHUMamTe
no6aBKu Nno Mepe
HeobxoaMMOCTW.

Y6epgutechb, YTo
noTpebneHre KanbLMsg
C eo COOTBETCTBYET
pekoMeHOaumMam ang
Balllero Bo3pacTa.

Jo6aBKuM KanbLg MOTYT
rnoTpeboBaTbCs, ecnu
Balla OMeTa He BKIYaeT
JOCTaToOYHOE KOMMYEeCTBO
KanbLug.

BepTtukanmsauma (cToaHme)
aBngeTca HeobXoAMMbIM a9
300PO0BbA KOCTEN.

O6cyauTe 370 ¢ Bawmm HMC/
PU3NYECKUM TEPAMEBTOM
npu obey»aeHunm
MporpaMMmbl yrpaxKHeHMN.
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(uBeT Moumn
KpacHoBaToO-
KOPUYHEBbDIMN,
NnoToMy 4TO

OHa coaepXuUT
NpoAyKTbI
pacnaga
MbILLU@YHbIX
6ernKoB;
Heo6xogouMa
caenaTtb aHanus3bl
B na6bopartopum).

KOPUYHEBOW MOYe BalleMy
HMC.

Moya MoXKeT 6bITb
rnpoBepeHa Ha MUOrMOBUH.

Moua TakyKe JoMKHa ObiTb
rnpoBepeHa Ha Hanu4due
NHPEKLNN.

Mo6o4Hble dononHuTenbHan O6cynuTte ¢ BawuuM HMC
adPeKTbl nHpopmMaumsa
Muorno6uHypus CoobLmnTe 0 KpacHOBATO- M36erante sHeprmyHbIX

M SKCLLEHTPUYHbIX
yNpaXKHeHMM (HanpuMep,
6er nof ropy UM NPbIXKM
Ha 6aTyTe).

BaXHO MHTEHCKBHOE
rnoTpebreHne >XUOKoCTU.

Ecnv 3To NpopomKaeTcs,
HeobxoammMo
nccriefgoBaHMe noyek.

«
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7. SJHAOKPUHOJTIOMMYECKUE ACIMEKTDI

Ctepowuapbl, Mcnonbayemble An4a nedeHma MO, MOryT HEFAaTUBHO BJIMATb HA HEKOTOPbIE
rOPMOHbI. Yallle BCero 3To ropMOH POCTa (BNIMAOLLMM Ha POCT) M TECTOCTEPOH

(My>KCKOW MOMoBOM FOPMOH, OTBETCTBEHHbIM 3a MNoMoBoe co3peBaHme). Baw HMC MmoxeT
peKoMeHOoBaTb BaM MOCeTUTb NeamaTPUYeCcKoro aHOOKPWMHOMOra, eCclin eCTb Kakme-nnbo
ornaceHns OTHOCUTENbHO POCTA, MOSTIOBOIro CO3peBaHusa UMM NoaaBieHns Hagno4YeuHKOB..

POCT U NOJTOBOE CO3PEBAHUE

HeBbICOKMIN POCT 1 No3aHee NosIoBoe Co3peBaHMe MOryT AOCTaBNATb HEMPUATHOCTb, Bbl
OOMKHbI YyBCTBOBaTb ceba KOMPOPTHO, 06Cy»Kaasa 3T TeMbl ¢ BalmMM HMC. HU3KkuM pocT
MOXKeT OblTb MPU3HAKOM APYIUX MEANLUHCKMX MpobneMm, a 4ePULINT TECTOCTEPOHA MOXKET
YXyOLWTb 300P0Bbe KOCTEM, MOSTOMY Ba)HO, YTOObI Ballla MybTUANCUMMIMHAPHAasA
KOMaHAa BHMMaTe bHO cfieduna 3a BallkM POCTOM U My6epTaTHbIM pPa3BUTUEM

(PncyHok 5).

TEPANMUA TOPMOHOM POCTA

- BaM MoxkeT 6bITb HazHaueH FTOPMOH POCTa, €CJ11 Bbl HN3KOIO POCTa Ny BacC ,El,erIALLl/IT
3TOro ropMoOHa

- HeT HMKaKMX QoKa3aTeNbCTB UKW NUTEPaTYPbl, ONMUCHIBAOLLMX 6€30MacHOCTb UK
3 PEKTUBHOCTb MPUMEHEHUS roOpMoHa pocTa y mogen ¢ MO, y KoTopbIX HeT
nedbuumTa cCO6CTBEHHOro rOPMOHa pocTa

- CyLLecTBYOT NoTeHLMabHble PUCKW, CBA3aHHbIE C UCTMOMb30BaHWEM FTOPMOHa
pPOCTa, BK/1OYadA rofIoBHbIe BOMU, MOMOMATUYECKYIO BHY TPUYEPErHY IO
rMnepTeHs3nio (BbiICoKoe OaBrieHre B Mo3re 1 rnasax), anmdrnseonms ronosxkun denpa
(BonesHb 6efpa, KOTOPas MOXKET Bbi3biBaTb 6OSb, M BO3MOMHa HEOBXOOMMOCTb
XMPYPrmMyeckoro BMeLlaTebCTBa), yxXydlleHe CKOMMOo3a, 1 MOBbILIEHHbIN PUCK
pa3BUTUA AnabeTa

- [Mpexkpe yeM pelnTb, MCMOMb30BaTh JI TOPMOH POCTA, Balll SHOOKPUHOMOT OOIXKEH
O6cy£l,l/lTb C BaMW noTeHUMalibHble PUCKU U MPpenMYLLIeCTBa JTedeHNH

TEPANMNA TECTOCTEPOHOM

- TeCTOCTepOH BaXXeH O/19 300PO0BbA KOCTEW, a TaKXKe /14 I'ICVIXOCOLLI/Ia)'IbHOFO/
SMOLUMOHalIbHOIO Pa3BUNTUNA

- Tepanuio TECTOCTEPOHOM ClefyeT HauMHaTb C HU3KMX 003 U MeO/IeEHHO X
yBenn4mBaTb, UMUTNPYA HOPMalJibHOe MoJ1oBOe COo3peBaHMe

- TeCTOCTepPOH MOCTAaBMAAETCA B HECKObKMX CbOpMaX, BKJ/1tOHad BHYTPUMbILLEYHbIe
MHbeKUUW, rein 1 nnactblipn

- Balw aHOOKPUHOMOT A0MKeH 06CYAUTb OXKMOAEeMblM OTBET Ha fiedeHre A0 Hadana
npMéma TecToCcTepoHa, KOTOPbIN, BEPOATHO, OyaeT BK/IoUaTb: ycuieHre 3anaxa tena,
BOJIOCHI Ha N1MLUE, YIPW, BHE3AMHbIN POCT U MOBbILIEHHOE NMOKO0 (MHTEpPEeC K CceKcy)

- MNoTeHuManbHble NMobouHble 3PdEKTbl BKKOUAIOT: MHDEKLMIO B MECTE MHBbEKLMMU,
anneprudeckyto peakLumio, nepenanbl HACTPOEHUS U yBeIUYeHe KOMYecTBa
SPUTPOLMNTOB

- BaM Hy»kHO ByaOeT perynsgpHo caaBaTb KPOBb, MPUHMMaga TeCTOCTEPOH, UTOObI
KOHTPONMMPOBaTb PeaKLIMo Balllero opraH1aMa Ha iedeHue

KPU3NC HAANMNOYEYHNKOB

Haamnouye4YHUKK, pacronaratoLlmecs cBepxy rno4vek, Mpon3BoaaT FOPMOH (KOpTM30s),
KOTOPbIM MOMOraeT BalleMy Tesly ClpPaBfaTbCa CO CTPECCOM (HampuMep, C TAENOM
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60Me3HbIO UK TpaBMoi). Koraa Bbl MpUHMMaeTe cTepoundbl, HaArNouYeuYHKY nepecTatoT
BblpabaTbiBaTb KOPTU30/ (MPOUCXOOUT «ModaBeHne HaamnovYeuHMKOBy). [loce Toro,

KaK MPUEM CTeponaoB rNpekKpallaeTcs, BalleMy Teny MoyeT noTpeboBaTbCs HECKObKO
Hedenb UMM MecqaleB, YToObl CHOBa HayaTb MPOU3BOAUTb KOPTM30/. Be3 kopTu3ona Balle
TEeNo He B COCTOAHUU CMPaBUTbLCA CO CTPECCOM, YTO MPUBOAUT K KPU3UCY HAAMOUYEUYHMKOB,
KOTOPbIN MOYET YrPOoXaTb YKU3HW.

MopasneHune / KpU3nc HaanoYeUHMKOB ABNAKTCA MOTEHLMANbHO OMAaCHbIMU OS5 XKU3HM
OCNOYXHEHUAMM ONNTENBbHOIO MCMOMb30BaHMA CTEPOUAOB (CM. PUCYHOK 5). BaxKHO

3HaTb, YTO Y BAC MOXET ObITb PUCK KpU3MCa HAaQMOYEeUYHMKOB, eCU MPUEM CTepOMaOoB
npekpallaeTca BHE3arnHoO UM ecnin 13-3a 601e3HU UK No OPYTrUM NPUYMHaM NepepbIB
MeXxay 0o3aMK cocTaBnaeT bonee 24 yacoB. Bce naumeHTbl, MPUHUMatOLLME XPOoHMYeCcKmne
cTepounabl exxegHeBHO, AO/MKHbI UMeTb MNaH, KOTOPbIW OMWCBLIBAET, UTO AeNaTb B C/yyae
NPONyLWEeHHbIX 403 MU BO BPeEMS CePbE3HbIX 3ab60NeBaHMN UMK TAXKENOM TpaBMbl, KOraa
MOryT noTpeboBaTbCca AOMNOMHUTENbHbIE (“‘cTpeccoBble”) 403bl CTeponaoB. MHpopMaLuma

O NpenoTBpalleHMIM, pacrno3HaBaHM N NeYeHUM Haano4YeyHMKOBOM HeJOCTAaTOYHOCTH, a
TaK)Xe 0 TOM, Korga 1 Kak MPMMeEHATb CTPECCOBbIE 003bl CTEPOMAOB, BK/IKOUEHA B MPOTOKO/T
ctepouaos PJ Nicholoff, kKoTopblt MOXXHO HanTK 3gech: www.ParentProjectMD.org/PJ

CMMINTOMbI KPUSUNCA HAONMOYEYHUKOB
MPU3HaKMU M CUMNTOMbI HaA4MOYEUYHMKOBOIO KpU3Kca
(cnepyeT NOMHUTDB!):

- CunbHag ycTanocTb

- TonoBHagqa 605b

- TowHoTa / pBoTa

- HU3KMIM ypoBeHb caxapa B KPoBU

- Huskoe kpoBAHOE faBneHmne

- [MoTeps co3HaHMA

PEKOMEHAOBAHO

POCT HAPYLIEHMUE POCTA + OueHka KOCTHOro Bo3pacTa nytem
eHTreHorpadumn NeBow KUcTu
OueHKa pocTa Kaxable 6 MecsLes BrioTb Tlio6oe u3 cneaylowero: R p pad ;
[0 3aBeplUeHMs NyGepTaTHOro nepuoaa u o * Uccnenosanue GyHKLMM WUTOBUAHOI
[LOCTUKEHWUSI OKOHYATeNbHOrO pocTa —> ELTEEITTS B GEN R 1T —»>  K3HAOKpUHONOry  —Pp> xenesbl
CBEpXY BHU3 NepLeHTMNs pocTa « TaHenb LenmMakmm
« CkopocTb pocTa <4 M B rog, + MakTopbl pocta
+ Poct <3-ro nepuerTung « Pa3BepHyTas MeTabonudeckas naHens
* KnuHnueckuit aHanus Kposu
PACCMOTPETb BOMPOC
Mpo6a co cTuMynaumeit ropMOHOM
PEKOMEHAOBAHO
JNabopaTopHble aHann3bl:
MOMIOBOE CO3PEBAHME 3ALEPXKA NONIOBOTO s

OueHka nybepraTHoro cratyca CO3PEBAHUA Hanpaenenue * JllotenHm3mpytowmit FOPMo'j
npu dusmnkanbHoM obcnesoBaHum — 06beM anyek <4 cM3 B BO3pacTe  —p» K 3HAOKPUHONOTYy —P> © QI EISAEE T T RAT I GEfph L)
no wkane ctaauii TaHHepa kaxaple 14 net unu crapuwe * TectoctepoH
6 MecsiLieB HaumMHas ¢ Bo3pacTa 9 net Jlevenne noaTeEPKAEHHOTO
rMnoroHaamnsma:
« Hauartb 3amMecTuTenbHyto Tepanuio
TECTOCTEPOHOM B HU3KO/ j03€
C MOCTENeHHbIM NOBbILIEHNEM
€O BpeMeHeM
* PekoMeH/10BaHO 151 BO3pacTa
214 net; BO3MOXHOCTb MOXET
paccmaTpuBaTbes ¢ Bopacta 12 net

PACCMOTPETb BONPOC
OLeHKa KOCTHOTO BO3pacTa nytem
peHTreHorpacu1m NeBoit KUCTm

Puc. 5. OueHKM 1 BMeLuaTe/IbCTBA B C/IyYae HAPYLUEeHUS POCTA U 304€PXKKW MOJIOBOIro CO3PEeBAHUS
Y NayneHTOB C MbiLlle4YyHoU gucTtpoduer JroweHHa
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8. OCTEOJTIOII'MHYECKUE ACIEKTDI (PucyHoK 6)

300p0Bbe KOCTEM BaXKHO KaK Ha aMBynaTopHbIX, Tak M Ha HeaMbBynaTopHbIX cTaguax MO .
Moan no6oro Bo3pacTa, ueyLume ¢ MO0, nMetoT clnabble KOCTH, 0COBEHHO, €ClTI OHMU
MPUHKUMatOT cTepouabl. CTepounabl MOHMYKAT NMIOTHOCTb KOCTHOM TKaHW, yBenymeada
PWCK NepesioMoB Mo cpaBHeH Mo ¢ obLier nonynaunen. CnabocTb MblLLLL U CHUMXKEHWE
MOABUXXHOCTM TaKyKe ABMFIOTCH paKTopaMmM puUcKa A8 cnabblix KOCTEN.

[BOMHOE aHepreTn4yeckoe peHTreHoBckoe nornouleHme (DEXA) - 3To HeMHBa3UBHbLIN
BUO UCCledoBaHME, KOTOPOE M3MEPAET MUHEPATbHYI MAOTHOCTb OTMHHbBIX KOCTEN (KaK
MpaBwWo, HOMW MK PyKKM). Bonee ToHKasa KOCTb MeHee 300poBa M bofee NoaBepKeHa
rnepenomMam. MiaMepeHme M1MHepanbHOW MIOTHOCTU KOCTW BaXKHO O/19 MOHUTOPUHIA
obLLero cocToaHMa KocTe. PekoMeHayeTca NpoBoAUTb CKaHMpoBaHe DEXA He perxke
OfHOro pasa B 2-3 roga.

Moawn, kmeyuime ¢ JiolweHHOM, 0COBeHHO Te, KTO MPUHUMaeT cTepouibl, MOoABep»KeHbl
PUCKY KOMMPECCUOHHbIX MepefloMOB MO3BOHOYHOMO OTAe1a. KOMMpeCcCMOoHHbIe Nepenombl
MO3BOHKOB BO3HMKAIOT, KOrda B MO3BOHKaX (KOCTAX MO3BOHOYHMKA) MOABNAOTCA
HebonblUMe TPEeLLUVHbI, BCNeACTBME Yero OHM AedPOopMUpPYIOTCa M CTankMBatoTca Apyr C
APYroM. DTU MepenoMbl U pe3yrbTUPYoLLME CTONIKHOBEHWS MO3BOHKOB MOTMYT Bbi3biBaTb
60nb. KoMnpeccroHHble MepenoMbl MOXXHO YBUAETb Ha 6BOKOBOM MO3BOHOYHOM
PEHTrEHOBCKOM CHUMKE, flaXKe MPU OTCYTCTBMM 60N B CrinHe. MNepenoMbl MO3BOHKOB




K

PYKOBO/ICTBO /[1/151 CEMEW 41//74

MOXHO JTe4nTb 6I/IC¢OCC|)OHaTaMM, 0cobeHHo, ecnu MPUNCYTCTBYET 6onb. PexkomeHpoyeTcqa
MPOBOLAUTb PEHTIrEHOTrPaMMbl MO3BOHOYHUKA KaXkable 1-2 rofa Uin Yalle, ecfin y Bac
BO3HWKW BOMNK B CMMHE.

CTepounabl 3aMeaNatoT BOCCTaHOBUTEbHYO da3y pocTa kocTen. BuchocdoHaTbl - 3TO
NeKapCTBEHHble CPeaACTBa, KOTOpble COeAMHATCA C MOBEPXHOCTbIO KOCTH, 3aMeanas
npouecc paspyLleHna n peabcopbumm, moMoraa KoCTW BOCCTaHaBNMBaTbCA Bosee
adpdeKkTrBHO. Bnarogaps sToMy NPoLIECCy KOCTU CTaHOBATCA TOJILLE U, MPW 61aronpraTHOM
mncxone, bonee 300POBLIMU M MeHee BOCMPUMMUMBBIMUK K MepenioMy. Vicnorb3oBaHue
BrodocdaToB MOyKET OblTb 0O6CYXKOAEHO, €CNN €CTb MPU3HAKM CHUMYKEHUA MOTHOCTU
KOCTHOM TKaHU, MepenioMOB AMMHHbIX KOCTEM, KOTOPble BO3HWKAOT 6€3 3HauMUTebHbIX
TPaBM, U/ KOMMAPECCUOHbIX MePenoMOB MO3BOHKOB (CM. PUCYHOK 6)..
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C MOMEHTa NOCTaHOBKM ANarHosa u o06s3aTenbHO C MOMEHTa Havana CI'eDOM,CLHOl:i Tepanuu

y KOCTHOO

OueHKa (MOHUTOPUHT U AUArHOCTUKA) KOCTHOTO 3/10POBbSI.

I'Iau.ueur NpUHUMaeT cTepouabl:
«  [pu KaxaoM BU3UTE: HanKune 6011 M NEPENOMOB (B TOM YUC/E KOMMPECCUOHHBIX).
*  Ha ncxonHoM 3tane (C nocneayowmM aHanmM3oM npu Heo6XoAMMOCTH): CbIBOPOTOUHbIN KanbLmid, hocdat, MarHuii, wenoyHas docdartasa, napateponaHblii ropmoH MT
¢ McxopHblit 1 exerofHo: oueHka notpebnexns kanbums / Butamuna D, MINKT no3BoHouHMKa ¢ nomolwupto [3PA, cbiopoTka 250HD.

*  WcxopHblit v kaxaple 1-2 rona: peHTreHorpadws rpyaHOro M NOSICHAYHOTO OTAEN0B NO3BOHOYHMKA B 6OKOBOM Npoekuumu. [pu xanobax B CNuHe Uiu yMeHblueHnu niaekca Z MKIMT
Ha >=0,5S D 3a 12 mecsues

n He np TCTep H
To e camoe, KpPOMe TOro, YTO peHTreHorpadus rpyAHOro U NOSICHUYHOTO OTAEN0B NPOBOAMTCS OAUH pa3 B 2-3 roaa. Mpu xanobax Ha 611 B crivHe u/mnu cHuxeHun uigekca Z MKIMT Ha
>=0,5S D 3a 12 mecsues - valle

Cnepute 3a 300poBbeM KocTei: CoxpaHsiiTe ypoBeHb cbiBopoToyHoro 250HD > 20mr/mn (30 HMonb/n), B uaeane > 30mMr/mn (75 HMoNb/N) NOCPenCTBOM AMeTbl U/unu fobasok. Moanep-
XMBaWTE COOTBETCTBYIOLLEE BO3PACTY NoTpeGneHue KanbLms NoCcpeacTBOM AUETbl U/Unu A06aBoK. Moowpsiite hU3MUECKY0 aKTUBHOCTL C NEPEHOCOM COBCTBEHHOrO BECa B COOTBETCTBUN
CO CTaTyCOM OCHOBHOIO 3abonesaHus.

n K1

TW KocTeii: [lepenom ANUHHOM KOCTW Npu NErkoi TpaBMe, KOMNPECCUOHHBIM NMepenom no3BoHKoB (1,2 unu 3 creneHb), acUMnNToMaT-

e Y

Yeckuit nepenom (crenexb 2 u 3), c npuMeHeHneM MeTof0B [eHOHTa Npu oueHKe AedopMaLMm NO3BOHOYHMKA.

06paTuTech K C
noposa

neaMaTpu4eckoro ocreo-

- (haza ¢
D n ybeautecb B HopManbHOW paboTe noyek npexae, 4em HavaTb Tepanuio
6ucdhocdoHatamu. Mocne Hauana Tepanum buchocdoHaTamu:
MpupepxunBaiTech HasHayeHHOM Tepanuu® N0 AOCTUKEHMS KIMHMYECKOM
cTabunbHoCcTU™:

ExxerofHo npoBoauTe peHTreHorpaduio rpyaHOro M MOSICHUYHOTO OTAena
MO3BOHOYHMKA.

YcTpaHuTe HepoCTaToK KanbLus/BUTaMUHA

Kaxpble 6 Mecsues nposepsiTe ceaytolye nokasarenu: MMNKT nossoHou-
HMKa ¢ nomolbio [19PA; ypoBeHb BUTaMmUHa D B cbiBOpOTKe KpoBM; 6onun B
CnuHe; NoTpebneHune KanbLmMs 1 ApYrux BUTaMMHOB; BUOXMMMUUECKME MapKe-
pbl MeTabonM3Ma KOCTHOM TKaHU U MUHepanbHoro obMeHa (kanbLmid, pocdar,
MarHui, wenoyHas docdorasa, M)

- ¢haza nop, Puck xpynkocTu KocTeit (ocTe-
0rfopo3) ConpoBoXaaeT nauneHtos ¢ ML (Hanuume MWONaTUIA, CHUXKaKO-
Wascs ABUraTeNnbHas aKTMBHOCTb, CTepouaHas Tepanus). Mpu AocTKeHum
KNMHMYEeCKO CTabMnbHOCTM™ COCTOSHMS KOCTei paccMOTpUTE NPOAOIKEHNE

6ecdochaTHoi Tepanuu € NOCTENEHHbBIM CHUKEHUEM [L03UPOBKU AN COXpa-
HEHWUA pe3ynbTaToB NevyeHus. nDO,CLOI'DKMTenhHOCTb no,u,,u,epxmsa»ou.l,eﬁ Tepa-
MUU 3aBMCUT OT CTaTyca KOCTHOTO 340POBbs NALMEHTa (KNMHUYECKM CTabunb-

P

HbIiA*™* unu HeT) u npogomkaetcs nu MK-tepanus. Cnegute 3a 6e30MacHOCTbIO
1 3QbEKTUBHOCTLIO NOALEPXKMBALOLLEN TEPANUM TaK XKe, KaK B CTabunmsaum-

OHHOM (ase.

HET

MpoponaitTe MOHUTOPUHT KOCTHOTO 340D no

npu-

3HAKOB XPYNKOCTH KOCTei:

MauueHT npuHUMaeT crepomnabl:

EXXerofHas peHTreHorpadusi rpyaHOro M MosiCHUYHOTO OTAENa MO3BOHOUHM-
ka; MIMKT nossoHouHMKa ¢ nomolwpto 3PA; yposeHb BuTaMuHa D B cbiBO-
poTke KpoBW; 60K B CriMHe; noTpebneHne KanbLus U APYrX BUTAMUHOB;
61oxnMmuyeckue Mapkepbl MetabonusMa KOCTHOM TKaHWM M MUHepanbHOro
obMmeHa (Kanbuuit, ocdaT, MarHuii, wenoyHas docdorasa, MTr)

MaumMeHT He NpUHMMaET cTepounabl:

To e camoe, 4To ANs MaLMEHTa Ha CTepouAHoOi Tepanuu. Kpome: peHTre-
Horpadus rpyAHOro M MOSICHUYHOTO OTAEeNa No3BOHOYHMKA 1 pa3s B 2 roga.

A6GpeBuaTypbl:

'K = rntokokopTuKomns,

MTIKT = MMHepanbHbIit NNOTHOCTb KOCTHOWM TKaHW

MAA = muoanctpodus fiowerHHa

[OPA = nyxaHepreTuyeckas peHTreHoBckas abcopbumomeTpus
250HD = 25 ruapokcuutamut D

MTr = napaTMpeonaHblii FOPMOH

SD = cTaHOapTHOE OTKNOHeHKe

MonykonuyecTeHHbI MeTos, [eHaHTa Mo OMPEAEeHUI0 MO3BOHOUHbIX
nepenoMoB OCHOBAH Ha CNeAyLWMX NpoLeHTax no Bbicote: CreneHb 0
(Hopma) < 20%; nepenom 1 ctenenw (nerkui) — ot 20% no 25%;
nepenom 2 crenenu (cpeaHuii) - ot 25% no 40%;

nepenom 3 crenenu (taxenbliit) > 40%

\

* HauanbHble f03bl 6UchocoHaTHOM Tep (ans [OEETSE

oc P

)
MamMuapoHaT MakcuMyM 9Mr/Kr/rof B pasfeneHHbix 403ax, 30/1eApOHOBas KucnoTta Makcumym 0,1Mr/Kr/rod, B pasfeneHHblX f03aX AW HepuapoHaT

MaKCUMYyM 6Mr/Kr/rof, B pa3feneHHbIX 403aX

** KnMHU4eCcKn CTabunbHbli onpefensieTca Kak:
OTCyTCTBME HOBbIX HEMO3BOHOUHbIX NEPENOMOB
CrabunbHble, BbleyeHHe nepenomMbl NO3BOHKOB:

- bes n3meHeHuit B oLeHKe [eHaHTa Ans OTAENbHbIX MO3BOHKOB MK B 06LLeM MHAekce AedopMaLMm MO3BOHOYHMKA™ NIIOC CBMAETENbCTBO

paauorpaduueckoro ncuenenms UnN

- i3MeHeHus hopMbl NO3BOHOUHbIX NepenoMoB (onpeaensemMoe Kak yMeHblueHne oLeHkM [eHaHTa M uHaekca AedopMaLlmmu NO3BOHOYHWUKA MUHUMYM Ha 1)
OTCyTCTBME HOBbIX MO3BOHOYHbIX MEPEIOMOB B NPEXAE HOPMaJibHbIX MO3BOHOYHbIX TEMaX

OtcyTcTBME 60NN B KOCTSX M B CNUHE
Z-oueHka BMD cootseTcTBytoLas Z-oueHKe pocta uam >-2 SD

*** UHpeKc = cymMMa leHaHra

Puc. 6. MOHUTOPUHI KOCTHOIO 340pPOBbS
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9. OPTOMNEOAUYECKUE ACHMEKTDbI (pucyrok 7)

OCHOBHbIMU LIefIIMK OpTOMNEeAMYEeCKOM MOMOLLM ABASIOTCH NoaaepaHme xoabbbl 1 / Unu
MOTOPHOM GYHKLMU KaK MOXHO [0SblUe, @ TaKXe MUHMMU3ALKMS CYCTaBHbIX KOHTPAKTYP.

CnocobHOCTb XOOMTb UM CTOATb MOMOraeT BaM NMoaaepyKmMBaTb NPAMOM MO3BOHOYHMK M

YAyYLlaeT 300P0Bbe KOCTEN.

KOHTPAKTYPbI

Mo Mepe Toro, Kak MblLLLbl CTaHOBATCA crlabee, M CycTaBbl ABUIratoTCA BCE C 6OMbLUMM
TPYOOM, OHM PUCKYIOT OKa3aTbCs 3a6/TOKMPOBAHHBbIMK B OOHOW MO3MLUMK. DTO Ha3biBaeTCH
KOHTPaKTYpoW. MpaBubHaa oCaHKa MOXET MOMOUb MPedoTBPaTUTb KOHTPaKTYPbl B
CrMWHe, Horax M rofleHoCcToMNax Bo BpeMsd Xoabbbl. [Mpu cMaeHnn BaXxkHO y6eamuTbCa, UTo
Ballla OCaHKa HaxoOMTCA B XOPOLLEM MOSIONEHWM, C PaBHbIM pacnpeneneHmemM Beca

Mo obenM cTopoHaM Tena. Balu HOrM JO/MKHbI pacrofaraTbCa MpaBuIibHO, B XOpOoLL e
MO3MLKMW U C Hagd1exxallen noaaepyXKon. Peluatollee 3HaUeHMe nMeeT npaBunibHada
cucTeMa CUOEeHMS B Kpecie-Kondacke, NoaaepXKmBatoLllas CMMMETPUIO MO3BOHOYHKKA

M Ta3a U BbITArMBatoLLAasg MO3BOHOYHUK. ECNTM HEOBXOOMMO, MOy T BbITh XMpYypPrudeckme
BapWaHTbl, KOTOPble MOMOrYT NOAAEPKMBATb MPAaBUbHOE MOMOMXKEHWE HOM U CTYMNHEN.

CKOJINOo3

Moau, »xusyLme ¢ JioleHHOM, KOTOpbIe He ledaTcsd KOPTUKOCTEPOUaaMM, UMetoT

90% -HblW LLAHC Pa3BUTUA MPOrpPecCcUpytoLLero ckonosa (6oKoBoe MCKpUBIeHWe
MO3BOHOYHMKA, KOTOPOE CO BpeMeHeM yXxyaLlaeTcs). Bblfio AoKasaHo, YTo exxeqHeBHaqa
Tepanma cTeponagaMmn CHMKAET PUCK CKOMTMO3a UM 3HaYMTENbHO 3aMeandeT ero Hadarso.
O6pallainTe BHMMaHWe Ha OCaHKY M NpaBuibHOE MOMOYKeHMe Tena (Mo3nLUMOoHpoBaHMe)
B MpocTpaHcTBe/Kpecne/KpoBaT. ITO KpalHe BaXKHO ANA NpeaoTBPaLleHWs CKOMMOo3a.
HeobxoamMo nocToagHHoe obcriegoBaHe Ballero No3BOHOYHKMKA Ha MPOTIXKEHUM BCe
YKUSHU.

NEPEJIOMbI AJIMHHbIX KOCTEN

MepenoM HOrM MOXeT NPeacTaBNATb 3HAUMTENbHYIO YIPOo3Yy ANA AasbHellen
CMocoBHOCTM XoOMTb. ECNM y Bac B HOre TpeLlWHa U1 nepesioM, yaHanTe, cnenyeT nm
paccMaTpuBaTb XMpPYpPrmyeckoe BMellaTebCTBO. XMpypruyeckasa KoppeKLUmsa 4acTo
rno3BondeT NOAAM, XXUBYLLWM C [IolWEeHHOM, Kak MOXHO CKopee BCTaTb Ha Horu. B criyyae
nepenoma ybegmTech, UTO Balla HEPBHO-MbILLEYHas KoMaHda nosjy4daeT MHbopMaLmio
00 MPUHATUA MOObIX PeLLeHUM 0 ledeHnn. Balla HepBHO-MbllIeYHad KOMaHO4a NoMOoXKeT
MpocneauTb 1 3a NMepesioMoM, U 3a NocieaytoLler Tepanmen.

CUHAPOM XUupoBon amb6onuu (FES) npeacrtaBngeT cobom pucK npu OdioleHHe r
ABNAETCH SKCTPEHHbBIM MEANLMHCKUM CrydaeM. DMO0NMA Bbl3BaHa KPOLIEYHbIM KYCOYKOM
YKMPA, KOTOPbIM BbICBOOOXKAAEeTCA B KPOBOTOK BCAEACTBME NepesioMa Ui Cepbe3Horo
yOapa KOCTU. DTOT KyCoYeK Mpa (HasbiBaeMbl «x3MOOMNHE») MOXKET MepenTn Yepes KPoBb
B NNIErKMe, He MO3BOJIAA OPraHM3My MNosy4YaTb 4OCTAaTOYHOE KOTMYECTBO KMCI0opoaa.
CMMNTOMbI YXMPOBOM 3MOOMMM MOTYT BKtOYATb B cebs pacTepsaHHOCTb, Ae30pUeHTaL Mo,
CTpaHHOEe noBegeHue, ydallleHHoe ObixaHre 1 cepauebueHmne, n/mnu saTpyaHeHHoe
ObixaHue. Ecnu Bbl nogo3peBaeTe, UTo y pebeHkKa, BO3MOXHO, 6bin yaap, nageHue u/
WM NepesioM, 1 OH NOoKa3blBaeT Kakue-nn6o npmsHakum FES, Kak MOXXHO 6bicTpee
pobepuTtecb A0 CKOPOM NMOMOLLM U COO6LLMTE NepCcoHany, YTo Bbl MOJo3peBaeTe, YTo y
Ballero pebeHkKa XUpoBad aM60Us. DTO SKCTPEHHbIN MEOULMHCKUM CryYai.




AmbynatopHas ctagus

0O6cnepoBaHue

OueHunBaTb 06bEM ABMXKEHNUI HE pexe, 4eM Kaxaple 6 MecsLes

OCMOTpP NO3BOHOYHMKA EXETOAHO

BbinonHuTb peHTreHorpaduyeckoe nccnenoBaHme
MpU BbISBAEHUM UCKPUBIEHNS NO3BOHOYHMKA MM
ecI1 0CMOTP 3aTpyaHeH

Bmewarenbcrea

pu MHCTPYKTMPOBaHNM NO NeyebHO BU3KyNbType BBECTM AOMALLHWE 3aHATMS C MPOrPaMMOI PaCTSXKEHUS C aKLEHTOM Ha roNeHOCTOMHbIX,

KONEHHbIX ¥ Ta306eapeHHbIX CycTaBax

Mpyn NaccMBHOM TbiNbHOM crbaHumn <10° ncnonbsosath
MHOMBMAYaNbHO CMOAIENIMPOBAHHbIE HOYHbIE OpTe3bl
NS roneHOCTONHOro CyCTaBa U CTOMbl,yCTAHOBNEHHbIE

B HEMTPaNbHOM MONOKEHMN

HanpaeuTb Ha onepaumio Ha cTone 1 axunnoBoM
CYXOXUNUKU NS ynyylweHna NoXoaKu B cnyyae
BbIPAXEHHOI KOHTPAKTYpbl FONIEHOCTOMHbIX CYCTaBOB
npU YA0BNETBOPUTENBHOM CUNE YETBIPEXTNABLIX MbiLLLL
1 Mblw-pasrubateneii 6eapa

WM36eratb UCNONb30BaHWS OPTE30B A5 NO3BOHOYHMKA

OCcMOTp NO3BOHOYHUKA Kax/able 6 MecsueB

BbINonHUTL peHTreHorpadmio No3BOHOYHMKA NPy yTpaTe
NaUMeHTOM CNOCOBHOCTH K Xoaibbe; ecnn umeeTcs
UCKpuBNEHWE NO3BOHOYHUKA, BbINO/THATL peHTI’eHOI’paq)MKJ
Kaxable 6 Mecaues - 1 rog, B 3aBUCUMOCTH OT COCTOSIHUS
Pa3BUTUA CKeneTa; HanpasuTb K XMPYpry opToneay npu yrne
WCKPUBNEHUS NO3BOHOYHMKa >20°

PYKOBO/CTBO /151 CEME

EXeroaHo BbINONHATL peHTreHorpaduio No3BOHOYHMKA
B BEPTUKANIbHOM MONIOXEHUH B NepenHe-3aaHeN
NpoeKunKn y NaumneHToB C yCTaHOBNEHHbIM
MPOrpeccupoBaHMeM CKoMo3a

Mcnonb30BaTh MHAUBMAYANbHO CMOAENMPOBAHHbIE
[DHEBHbIe OpPTe3bl 115l FONEHOCTOMHOrO CYCTaBa U CTOMb,
4TO6bl 3aMeIUTL NPOrPECCUPOBAHUE SKBUHOBAPYCHOW
KOHTPaKTYpbl

B Hayane nporpamMbl TPEHUPOBKM CTOSIHUS MOb30BATLCS
NpUCNOCOBNEHNAMM NS NOAAEPXKKN B NONOXKEHUM CTOS
WM KPeCIOM-KaTaKo# C BO3MOXHOCTbIO YCTaHOBKM

B BEPTUKA/bHOE MONOXKEHMe

HanpasuTb Ha onepauuio Ha CTone 1 roNeHoCTONHOM
CycTaBe NSl YNy4LWEHMS MONOXKEHUS CTOMbI, CIM Ha 3TOM
6yneT HaCTanBaTb NaUMeHT

MpoBecti 3a61aroBpeMeHHbIil UHCTPYKTaXK POACTBEHHMKOB NaLMEHTa N0 NPOGUNAKTMKE NepenoMos

KoHcynbTaums kapaunonora 1 nynbMoHonora nepes 1to6biM XMpypruyeckum BMellaTenbcTsom

HanpasuTb Ha hu3nyeckyto Tepanuio nocne
onepaumn

HanpaBuTb Ha BbINO/IHEHWE 3aIHEr0 CNOHAMNOAE3], eCTN
Yron UCKpUBNEHUS NO3BOHOYHMKA >20-30°
Y NaLUMeHTOB npeanybepTaTHOro BO3pacTa, He NoNy4alolmux

KOPTMKOCTepOUAbI; 06ecneymnTb NpeaonepaLuoHHoe
1 nocneonepaumorHoe obcneanosaque u neqebHyio
u3KynLTYpY

Y6enuTbes, 4To POACTBEHHUKM NALMEHTOB U YeHbl MEAMLMHCKO 6puUrafibl 3HaKT O CUHAPOME XMPOBOIA 3M601MK

TPy MHCTPYKTMPOBAHMM MO ProTepaniu akLeHTMPOBaTb BHMMAHUE Ha BEPXHMX KOHEYHOCTSX

MpoponxkaTb MCMONBb30BATH WMHBI Ha HKHUX
KOHEUHOCTAIX; MOXET BbiTb LienecoobpasHbiM
M3roToB/IeHWe UHAMBUAYANbHBIX WWH HA 3ansacTbe
W KUCTb

C OCTOPOXXHOCTBIO MCMO/Ib30BATb NPOrPaMMbl
TPEHUPOBKM CTOAHUS

HanpaeuTb Ha BbINONHEHME 3aHETO COHAMNOAE3a,
€U/ UCKPUBNEHME NO3BOHOUYHMKA MPOrpeccupyet

Puc. 7. AcrieKTbl OKA3AHWS OPTONeanYeCcKon N XUpypruyecKor noMoLn naumMeHTAM C MbILLEYHOU
ancTtpoguert JioweHHA Mo ctagusam 3a60/1eBaHUS
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10. PEABUJTNTALUUA

Dusmyeckasa Teparnusa 1 3protepanums

Ttogn, »xmByLume ¢ JoleHHOM, HY>XOaTCa B 4OCTYMNe K pasnMyYHbIM BUOAM
peabunmTaumm (@bUnnTaumm) Ha NPOTAXKEHUM BCEN CBOEM YXU3HU. B KOMaHay Mo
peabunmMTaumMm MOryT BXOOAMTb Bpadu, pusmdeckme TepaneBTbl (PT), aprotepanesThl,
noronepbl, opTonenbl M MOCTaBLIMKM MeaULUMHCKOro ob6opynoBaHua n TCP.

KoMaHOa OO/MKHA yUMTbiBaTb BallM Len m o6pa3 YKU3HU, UTOObI 0B6ecneynTb BaM
nocrenoBaTtesibHYyo I'IpOCbl/U'IaKTl/ILIeCKyPO nomMoulb, MMHNMN3NPOBATb BJTIMAHNE
3aboneBaHMa Ha Bally XXN3Hb N OedTeJ/IbHOCTb N ONTUMMN3NPOBATb KQa4eCTBO XMN3HN.
Peabunurtauma MoxeT npegoCTaB/1IdTbCH B aM6ynaTopr|>< YCNOBUNAX U LUKOJTbHbIX
yypexxKgeHUNAX 1 OO0JIHXHa Mpoao/IxKaTbCAd Ha MPOTAXEHUN BCEWM BALLUEMN XU3HW. Bbl OOMKHbI
obcnenoBaThCcsd crieyManmcToM Mo pea61/|n1/|Ta|_|,V|V| KaK MUHUMYM Ka)Able 4-6 MecaLeB.

OUANA30OH ABUMWXEHUS, YIIPAXXHEHUA U PACTS)XKKU (PUCYHOK 8)

Mpwv MO ecTb MHOIO GaKTOPOB, KOTOPbIE CMOCOBCTBYOT TOMY, UTO CyCTaBbl
CTaHOBATCHA CKOBaHHbIMU UMK “COKpaLLEHHbIMIK", pa3BMBaAETCH TYrOMOABMIXKHOCTb.
MponcxoanT 3TO B TOM UYMUCTIE U3-3a TOrO, UTO MbILLULLbI CTAHOBATCA MeHee
3MaCTUYHbIMM U3-33 OFPAHNYEHHOIO MCMOMb30BaHMA M AMcHanaHca MblllL, BOKPYT
cycTaBa (0gHa cubHee Opyrow)

- MoagepykaHWe xopoLlero AranasoHa ABMKEHUA U CUMMETPUN B Pa3fIMUHbIX
cycTaBax MoMoraeT NoaaepyMBaTh HauyuLlyto GdyHKLMIO, MpeaoTepallaeT
Pa3BUTME KOHTPAKTYP M MPo6remM C AaBIeHNEM Ha KOXY

PekoMeHaytoTCca a3pobHble YNpaykHEHUS UK as3pobHag AeaTelbHOCTb; MaBaHue -
OTMIMYHbIM MPpUMep 6e30MacHOro yrnpaxHeHna. HekoTopble yrpaxHeHMna (Hanpumep,
noanpbirMBaHme Ha GaTyTe) MoryT 6biTb BpeAHbIMU ANA MbiLLL. [o3TOMYy BCe
YMNPaXkKHEHNA OOMKHbI KOHTPOMMPOBATLCA M OCYLLECTBAATbCA Mo PYKOBOACTBOM
BalLero dGu13nyecKoro TepanesTa

. PacTtaxkka 6y,El,eT KOHTPOTMPOBAaTbCH Cbl/l3[/I‘—IeCKl/IM TeparneBToOM, HO OHa OO0J/1>KXHa CTaTb
YacTblo BalLleM MOBCEOHEBHOM XN3HM

. Llenbto pactarmBaHmsa m d)l/IKcaLl,l/Il/I, Ha4MMHad C MOMEeHTa NOCTaHOBKWM OMarHo3a,
ABJTAETCH COXpPaHeHWe d)yHKLI,VIVI/,ELBIA)-KeHMPI n nopnnepxaHme KOMd)OpTa
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AMBYJIATOPHbIM 3TAN PAHHWIA HE AMBYJTATOPHbII NO34HWM HE AMBY/IATOPHbI

MynbTUAMCLUMNAMHAPpHAs peabunnTaumMoHHas OLEHKa Kaxable 6 MecsLeB UM yalle, eCIv eCTb ONaceHus, U3MEHEHMS B CTATyce UK 0COBbIe HYX bl
OueHKM: Mepbl COTNACHO HapyLeHUsM QYHKLWIA, GYHKLMOHANbHas OLEHKa, MOHUTOPUHT aKTMBHOCTM 1 3,0POBbS, OLieHKa He06X0AMMOCTH opToneamnye-
CKOTO BMELUATeNbCTBA M BCMIOMOTaTeNbHOM TEXHONOTUN

OueHka 1 cBegeHue K MMHUMYMY pycka nageHus B 11060 o6cTaHoBKe

Mporpammsl, pa3paboTaHHble PU3MYECKUM TepaneBTOM U 3proTepaneBToM C Y4eTOM MHAMBUAYaNbHbIX NOTpebHOCTel, 0cobeHHOCTe , NepeHOCUMOCTHU 1
0XMAAEMOro pesynbTaTta

MpodunakTnyeckas pacTskka 4oMa, 4-6 pas B HeAeNto; perynapHas pactshkka B 061acTu roneHocTona, Konexu u 6eapa; KUCTH, pyka u Wwes — no Ha-

6ntofieHnaM. PacTsikka pekOMeHAyeTcs 19 Tex yacTeit Tena, rae BO3HMKAKOT (ceityac unu B Gyayluem) KOHTpaKTypbl 1 AedopMaLmn’

Mcnonb3oBaHue roneHoCTONHOro opTesa B Te4eHue Hs (BO BpeMs OTAbIXA) U HOYbIO [ONIEHOCTONHBIM OpTE3 ANA PACTAXKY / 3aKpennieHns
NpeaoTBPALLAET U CAEPXKMBAET MPOrpeccMpoBaHne KOHTPAKTyp. HaunHaTb MCNonb3o- NONOKEHMS HOrU
BaHWe OpTe30B C NPOMUNAKTUYECKON LieNblo HEOBXOAMMO KakK MOXHO paHblue

lMaccuBHOE MK MOTOPM30BAHHOE TEXHUYECKOE CPECTBO /151 CTOSHMS (BEPTUKANM3ATOP) UCMONb3YETCs 415 Ntoaei 6e3 unm ¢ MUHop-
HbIMW KOHTPaKTypamu 6eapa, KoneHel, roneHocTona

KoneHHo-roneHoCTonHbIi (Ha BClo HOry) opTe3 ¢ GuKcaLmeit KoNeHHbIX CyCTaBOB MCMOMb3yeTcs B N034Hel aMbyna-
TOPHOM U He amMByNaToOpHbIX CTaAnax

Mopnepskka dusnyeckoro TepanesTa KOMaHAbl OPTONEL0B-XMPYProB B Nepuoabl NepenomMos/onepaumii s obecneyeHuns Heobxoaumoit peabunura-
LMK NaumeHTa. Yto6bl MakCMManbHO COXPaHUTL aMBYNaTOPHOCTb, CIOCOBHOCTb CTOSTh U NPEAOTBPATUTL YCKOPEHHOE Pa3BUTUE KOHTPaKTyp

PekoMeHaauum no ynpaxHeHusm: (1) perynsipHble yMepeHHble a3pobHble 3aHATUS/YyNpaxHeHUs (nnaBaHue, Benocunes); (2) MOHUTOPUHT nepeHanps-
XeHus; (3) Heo6X0AUMOCTb YepesoBaHUs aKTUBHOCTU W OTAbIXA

OCTOpPOXHOCTb B HA3HAYEHWUM YPAXKHEHMUIA MaLMEHTaM, y KOTOPbIX, CKOPEE BCErO, CHMKEHA CMOCOBHOCTb K h13NYEeCKOoM aKTUBHOCTH, fAaXKe HECMOTPS Ha
xopoluee KanHuyeckoe GyHKLMOHMpOBaHME

MnaHupoBaHue 1 0byyeHne BCNOMOraTeNnbHbIM TEXHONOMUAM U NOb30BAHWIO aflanTMBHLIM 060pyA0BaHMEM

PucyHok 8
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KOJTACKWHU, CUOEHDBbA U AIPYTOE AOANTUBHOE
OBOPYOOBAHUE (PUCYHOK 9)

- [ake Mpu coxpaHeHMM CNOCOBHOCTU XOOMTb, Bbl MOYKETE MCMOJIb30BaTb CKYTEp,
KOJTACKY UMM KPEeCNO-KONACKY ON19 MepenBMyKeHUa Ha 6oblumMe pacCTOAHUS,
yTObbI cHepeyYb CUMbI.

. Korga Bbl HaUMHaeTe Mof1b30BaTbCH erCJ'IOM-KOJ'IS'-lCKOl;I B TeueHue bonee
ONTeNTbHbIX MepnrogoB BpeMeHW, BaXXKHO, UTOObI Bbl MCMOMb30BaMN CUOEHbE,
KOTOprI;I OEPXUNT Bally OCaHKY B MpaBWJIbHOM MOJTOXXEHUN U obecneymnBaeT
XOopoLwlyto noonep>XxKy ond scex YyacTemn Ballero Tena.

MocKoMbKY TRYOHOCTW C XOAbOOM HapacTaloT, peKoMeHayeTcs, YTobbl Kpeco-
KOMFCKa C 3/1eKTPOMPMBOAOM BbINIO MPeaoCcTaBNeHO Kak MOXHO paHblie. Kpome
TOro, peKoMeHayeTcs GYHKLNA BePTUKaNIbHOTO MOMOXeHWs, (BepTukanmsaTtop/
onopa Ana CToaHUS).

- duUsmMyecKkme TeparesBTbl M 3proTepaneBTbl CMOryT peKOMeHO0BaTb
BCMoMoraTtesibHble ycTponcTBa, TCP, KOTopble MOMOryT COXPaHWTb Bally
HE3aBUCUMOCTb U MOBbLICKUTb 6€30MacHOCTb.

- CnenyeT oyMaTb 3apaHee 0 TakoM ob6opyaoBaHMM, KOTopoe ByaeT Npoao/HKaTb
noaaepXmMBaTb Ballly CAaMOCTOATENbHOCTb U yYacTMe B Pa3/IMYHbIX OEeNCTBUSAX, U
MI1aHMPOBAaTb COOTBETCTBEHHO 3TOMY.

e ————————
BJT1OK 4. YIMPABJIEHUE BOJ1blO

BaykHO, 4To6bl HMC 3Han o Baluuvx npobnemMax ¢ 605bko, U Torda X MOXXHO ByneTt
peLlaTb U Ne4YnTb JOMKHbIM 06pa3oM. DTO cneayeT yUMTbiBaTb MNP KayXOOM HEPBHO-
MblLLIEYHOM BU3UTE. K COXaNeHuto, B HacTodLlee BpeMs odeHb Mano M3BECTHO O 6onun
npu MO /. HeobxoamMbl AOMONHUTEIbHbIE UCCNeAoBaHMNA. ECn Bbl UCMbIThbiBaeTe 6O/b,
BaM HY>XHO MOroBopuTb C BallMM HMC 1 06bACHUTb eMy, UTO 3TO aBAdeTCca NpobremMon.

Ona adbdeKTUBHOTO yrnpasneHusa 60/bo BaXKHO OMnpeaeninTb, moYeMy OHa BO3HMKaET, YTobbI
Ballla HEPBHO-MbILLIEYHaa KOMaHa4a Morfla obecrneYynTb COOTBETCTBYOLIME BMeLlaTebCTBa.

Bonb MOXEeT BO3HUKHYTb 1M3-3a NpPob/eM C 0CaHKOM 1 3aTpyAHeHUa nprobpecT yoobHoe
MONOXXeHMe; peLUeHUs MOTYT BK/TtoUaTb B cebsl COOTBETCTBYOLLME UHAMBUOYANbHbIE OPTE3bI
(ckobbl), cuaeHWa, MocTesbHble MPUHAOMEXXHOCTU, @ TaKXKe CTaHOAPTHbIE MOAXOAbI K TeYEeHUIO
NeKapCcTBEHHbIMU MpenapaTaMu (HanpuMep, MMopenakcaHTaMm, MPOTUBOBOCMNANUTENbHbBIMU
nekapctBamm). CnefyeT yumTbiBaTb B3aMMOLENCTBME C APYTMMU NpenapaTaMu (Hanpumenp,
cTepougamMm M HecTepoMaHbIMU MPOTHMBOBOCHANUTENbHbIMK NpenapaTamMu [NSAIDS]) u
CBA3aHHbIMU C HUMU NOBOYHBbIMU 3bdeKTaMU, OCOBEHHO TeMU, KOTOPbIe MOrYT MOBAUATL Ha
PYHKUMIO cepaLia UM OblXaTeNbHOW CUCTEMDI.

MHoroa opToneamndeckoe XMpypryeckoe BMeLLaTeTbCTBO MOXET 6biTb MokasaHo ang 6o5u,
KOTOPOW HEBO3MOXHO YMNPaBNATb KAKUM-TMBO ApYriMM cnocoboM. Bonb B cniviHe, 0coObeHHO
y No4en, UCMOMb3YIOLWMX CTEPOUObI, MOXKET OblTb MPU3HAKOM KOMMPECCUOHHbIX MepesloMoB
MO3BOHKOB, KOTOPbIE XOPOLLO pearnpytoT Ha leveHmne 6uchochoHaToM.

Hapkocofep»alume o6es3bonmBatolme npenapaTbl CieAyeT UCMOb30BaTb ¢ 0CO60M
OCTOPOXHOCTbIO, 0COBEHHO, €CNN eCTb AUChYHKUMA Nerkmx. Takne npenapaTtbl MOryT Bbi3BaTb
60onee MoOBEPXHOCTHOE AblXaHWMe UK OCTaHOBKY AblXxaHW4.

BO3MOXHO, BaM NMOHaO06bu1TCca AoNoNHWUTeNbHaa aganTauma, YTobbl MOgHUMAaTbCS
HaBepX, NepemMeLLaTbCs, ecTb, MUTb, MOBOPaYMBaTLCH B MOCTENN, XOOMUTb B AYLU 1 B
Tyaner.
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[MpocTble YCTPOMCTBA, TakMe KaK BblABVXXHbIE MOAHOCHI M adanTUBHbIE CONOMUHKMN,
MOryT OblTb MOME3HbI.

- Takyke MoryT 6bITb MOME3Hbl MepefoBble TEXHOMNOM MK, TaKMe Kak POB6OTOTEXHMKA,
Bluetooth 1 nHdpaKpacHble KOHTPOMIEPbl OKPY>KatoLLEro NPoCTPaHCTBRA.
MepenoBble BCMOMOraTesbHble KOMMbIOTEPHbIE TEXHOMOMMU, TaKMe KaK YCTPOWCTBA
JoMalluHen aBToMatm3aumm Tecla u Dragon Naturally Speaking, a Tak>ke ycTpomcTBa
pacno3HaBaHWs ronoca, Takme Kak Google Home, Amazon Echo, MoryT mnoMoub Bam
KOHTPONMPOBaTb O6CTaHOBKY W MOMOraTb B MOBCEAHEBHbIX 3a4a4aX, 3Ha4YNTENbHO
yny4llasg He3aBMCUMOCTb.

QOueHb BayKHO, YTOObI Bbl ieN1anu Bce, BHYTPW M CHapY KW CBOEro AoMma, YTobbl
ocTaBaTbCH B 6e30MacHOCTU. HuyKe NpuBeaeHbl HEKOTOPbIE peKoOMeHaAaUMmM PUCYHOK
9, KOTOpble MOMOryT BaM M36eyKaTb HECYACTHbIX C/ly4aeB 1 MoTeHLManbHOro
rnepenoma KocTen!

OueHka n obyyeHne

MpoBeneHne oLeHKn 1 OﬁyHeHMﬂ 3proTepanesToM unn GUsn4ecKUm TepanesTom

* MUHUMU3MPYIiTE PUCKM NafeHus B Nto6OI 06CTAHOBKE, B TOM YMC/IE YUMUTbIBAITE MOBEPXHOCTb A1 XOAbObI, 0COBEHHOCTU MECTHOCTU U
npenaTcTeus

° I'Ipose,u,MTe 06yqume NauneHToB U UX pOACTBEHHMKOB MO 6830I'IaCHOMy MoJIb30BaHMIO erCﬂOM-KaTaﬂKOl:i; aKLI,eHTVIpyFITe BHMMaHue
Ha TOM, YTO NafeHne C Kpedna-KaTanaku aBnaeTca Yyacroin ﬂpM‘-Il/IHOl:i TpaBM

« [poBeauTe 06y4eHME POACTBEHHUKOB MaLMeHTa No 6e30MacHOMY NOAbEMY MaLMEHTA, NEPEMELLEHUIO €70 B KPE10-KaTasky U U3 HEro,
a TaKkke No 0co6eHHOCTAM pa3NUYHbIX NOBEpXHOCTEN B Ntoboit obcTaHoBKe

061me acneKTbl MU BO3MOXXHble U3MEHEHUs

Be30MacHoCTb AoMallHel 06CTaHOBKM MpenoTepalleHue NaaeHns ¢ Kpecna-katanku uam CpefcTsa
* Y6epuTe NpensTcTeus, Takue Kak KOBPUKM, UrPyLIKM, NepensmkeHns
BEPEBKM U HEHYXHble BeLUn « Bce Bpems nonb3yitec peMHeM Be3onacHoCTH

. r|01'|b3yl71T6Cb MEXaHU3MOM NPOTUB OMNPOKUAbIBAHUA HA
Kpecnax-kaTankax

be3onacHOCTb Ha HEPOBHbIX MK CKONb3KMX MNOBEPXHOCTAX BesonacHoe nepemelleHne naumeHTa B Kpecno-Kartanky u

« By/ibTe 0COBEHHO OCTOPOXKHbI Ha YAMLIE U3-33 HEPOBHBIX 413 Hero

NnoBepxHocTen * 3apaHee nopymaiite 06 aaanTMBHOM 060PYAOBaAHUM U
cucTeMax NoAbeMa naLmeHTa 1si UCrosb30BaHMs BO BCeX
ycnoBusix, 4To6bl obecneynTs Ge3onacHyto NoanepxKKy 1
MWHUMU3MPOBATb PUCK MALEHUS UM MOTYHEHNS TPABMbI

. BO BpeMsi NepeMelLeHus NaLmMeHTa, Noib30BaHus TyaneToM,
« Houblo MCnonb3yiiTe Heckonb3kue NPOTEKTOPbI Ha OpTe3ax NPUHSTUSA BaHHbI MM Aylia

ANA roNIeHOCTONHOro Cycrtaea n CTOMbI, 4TOObI YMEHbLWAUTb
PUCK MafeHua Npu BXoae B BaHHYH M BbIXOA4E M3 Hee

« Monb3yiitech 06yBblO Ans 6acceitHa, YTobbl NPeaoTBpaTUTL
nasieHune npu xoabbe no cKob3KMM NMOBEPXHOCTSM BO3/e
BOAb!

Bo3MoxHble BapuaHTbl 0BYCTPOWCTBA XM3HEHHOMO NPOCTPaHCTBA BoNbHOrO

« Heckonb3kne KOBPUKM B Aylle UK B BaHHE

o TTOpyYHU ANS NPUHSTUS OyLIA UM BaHHbI

o CuaeHbe ANs KynaHus uiu apyroe afaantueHoe 060pyaoBaHue ANs BaHHbIX NpoLeayp
« Heckonb3kue NpoTeKTOpbl Ha CTYMeHbKax U3 HEOTAENAHHOM ApEeBECUHbI

e [opyy4HM € 06enX CTOPOH NEeCTHULIbI

Puc. 9. O6Lme peKoMeHAALMUM MO MPOPUIAKTUKE rMepesIoMOB A/151 MALMUEHTOB C MbILLEYHOM
ancTpoguen JIOWeHHA U UX POACTBEHHUKOB
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1. NYJIbMOHOJ10IN4A

Moy ¢ MO 06bl4YHO HE UCMbITbIBAOT 3aTPYAHEHUM MPU ObIXaHWUW UK Kallne, MoKa OHM
MOryT XOOUTb. [0 Mepe TOro, Kak Bbl CTaHOBUTECH CTaplLUe W MbiLULLbl, UICMOMb3yeMble Npun
Kallne, ocnabeBatoT, Bbl MOXKeTe MoaBepraTbca onacHOCTU rpyAHbIX MHGEKLUUM 13-3a
HeadPeKTUBHOro Kawnga. B ganbHenweM MbllLbl, KOTOPble MoaaepsKMBatoT OblXxaHue,
TakyKe MOryT ocflabeBaTb, M BO3MOXHO pasBuUTHE NpobneM C AbixaHMeM BO BpeMd CHa.
BaykHO, YTOObI Ballla HePBHO-MbILLEYHasd KOMaHaa 3Hana, eCTb /1M Y Bac rofloBHble 601M
NN YTPEHHAA YCTanoCTb, TaK KakK OHW MOTYT 6bITb MPU3HaKaMUM CIULLKOM NMOBEPXHOCTHOIO
CHa U yKa3sblBaTb Ha HEOBXOAMMOCTb ero uccrenoBaHua.

Ecnu Balw Kalwlenb ocnabeBaeT, KpanHe BaXKHO MCMO/b30BaTb YCTPOMCTBA, YTOObI
coenaTtb Kawenb 6onee adpdeKTUBHbIM, 0CO6EHHO BO BpeMa 60o1e3HM (MpocTyabl).
MccnepoBaHMe CHa OLLEHMBAET, HACKOMTbKO XOPOLUO Bbl AbILLUMTE BO BpeMs cHa. Ecnun

Balll YPOBEHb KMCMOPOaa BO BPEMA CHa OKa)eTcqa CMIMLLKOM HU3KKMM, BaM Heobxoamma
BCrMoMoraTtesibHada BEHTUNALUMA, 4719 Yero ncnonblyetca annapaT HABJ (BI-PAP),
co3atoLLMM ABYXYPOBHEBOE MOMOXMTESIbHOE AaBMeHMe B AblXaTe lbHbIX My TAX, YTOObI
YAYULWNTb OblXxaHWe BO BpeMs cHa. C BO3pacTOM Bbl MOXKeTe 06HapYXMTb, UTO BaM HY>KHA
MOMOLLb C AbIXaHWEM M1 B Te4YeHMe OHS.

MNaHOBbIM U MPOAKTUBHbIV MOAXOMD B PeCnMPaTOpPHOM Nnogaepyke Heobxoamm m
JOMKEH OCHOBbIBATbCA Ha TLATETbHOM MOHUTOPWHIE, NpeaoTBpaLleHnn npobiem m
paHHeM BMellaTebCTBe Npu HeobxoanMocTU. Ballla KoMaHaa JoMKHa BKo4YaTh Bpada
(MynbMoHOM0Ora) U pecnmMpaTopHOro TepaneBTa C OMNbITOM OLUEHKW AblXaHUSA Y Ntoaen

c OtoweHHoM. VX 3aga4um B neYeHunu, Kak npaBuriio, BKIOYaloT B cebsa BHegpeHue U
MCMNOMb30BaHME MEeTOO0B, KOTOPbIe PaCLLUMPSAOT NENKME U COXPAHAOT MblLLLLbl FPYOHOMN
K/eTKWM 2M1aCTUYHbIMU (PacKpbiTe 06bEMa NErkKMXx), BpYUHYIO U MexaH4eCcKy noMoratoT
KaLo Ang addeKTUBHOIo OUMLLIEHMA OblXaTeNbHbIX MyTel, a TakKe obecrnedeHne
HEWHBa3MBHOWM/ MHBA3UBHOM HOYHOM/OHEBHOM BEHTUNSALLMMN.

HABTIOOEHUE U NPEOOTBPALLEHUE (PUCYHOK 10)

Bbl 00M»KHbI MOcellaTb My/IbMOHOJOra pas B Mof M HavyMHaTb TeCTUpoBaHMe GYHKLNN
NErkmx Kak MOYXHO CKopee Nocfie MOMeHTa MNOoCTaHOBKM AMarHosa. TecTupoBaHume
OONMYKHO BK/IOYATb M3MepeHMe “DopCcupoBaHHOMO XM3HEHHOTo o6béMa” («FVC»

- MaKCMMarbHbIM 06bEM BO34YyXa, KOTOPbLIN YefloBeK MOYKeT MOSIHOCTBIO U C

CUMOW BbIOOXHYTb). PaHHEe Havano 3TUX TECTOB MO3BOSTUT OETAM 03HAKOMUTLCH C
obopynoBaHMEM U KOMaHOOM, M MOXHO ByAeT OLUeHUTb MCXOOHYIO GYHKLMIO AbIXaHUS.

- Korpa Bbl y)ke He MoykeTe XoOMTb 6e3 NogaepKKu, 3an1aHMpoBaHHaaA oLeHKa
ObIXxaTeNnbHOM GYHKLMM OOMKHA MPOBOANTLCA HE peXxe OOHOro pasa B LWeCTb
MecsaueB. OueHKa AoMKHa BKOYaTb IEroyHoe PyHKLMOHalbHOE TECTUPOBaAHME
®BL ¢ namepeHunamm FVC, MHCMMPATOPHbIM MakCUMyM (MIP - Kak CUIbHO Bbl
MOXXeTe BObIXaTb) M YPOBEHb AaBNeHUA Npu Bblgoxe (MEP - Kak CUTbHO Bbl MOXXETe
BbIOOXHYTb), @ TaKXXe MMKOBbIM MOTOK Kawna (PCF - cuna Bawero kawng). MUameHeHue
3TUX 3HAYEHWMW C TeYeHMEM BpeMeHn ByaeT oLeHMBaTbCa Balle KOMaHOoMN.

- [ToOMUMO 3TOro, OLeHKa OO/HKHA BK/OYAaTb NyNbCOKCUMETpUo (SpO2 - namepdaeT
KMCNOPOL B KPOBKM, MOKa Bbl 6OAPCTBYETE), M KOrAa 3TO BO3MOYKHO, fibIXxaTeNlbHoe
WM YPECKOXKHOE M3MEPEHME YPOBHS YIMEKMCIOro rasa s Kposu (PetCO2 / PtcCO2 -
M3MepseT YPOBHU YIMEKMUCNOro ra3a B KPOBKM BO BpeMsa 6O4pCTBOBaHMA).

ViccnegoBaHMe CHa MOXeT MoTpeboBaTbhCd, eCnin MOoABNFTCA NPU3HAKM
6eCMoKOMHOro CHa, yTPEHHWX FOTOBHbIX 60MeN UMK KpalHer yCTanocT B TeueHmne
OHA. DT0 MccnegoBaHMe OLEeHMBAET AblXxaHMe U M3MepsaeT YPOBHM KMcnopoaa U
YPOBHMW YINEKNCIOro rasa B KPOBU, MoKa Bbl CNMTe.
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- [ITHEeBMOKOKKOBas BaKLMHaUWs (0149 NpedoTBpalleHnsa MHEBMOHUM) 1
eXkerogHaa BakuMHaUMa MNpoTUB rpunna (B Buae NpUBMBKK OT FPUMMa, TOSTbKO
MHaAKTUBUPOBaHHAsA BaKLMHA) MO3BOMAAIOT MPeaoTBPaTUTb 3MM304bl TAXKENOro
rpuvnna n MHEBMOHMUM.

OBPATUTECDL K BALLEMY HEPBHO-MbILLEYHOMY
CNEUMNANNCTY UNUN NYNTbMOHONOIY, ECIN:

Y Bac anutenbHas 60ne3Hb ¢ He3HaYUTENbHbIMU MHPEKUMAMU BEPXHUX OblXaTesIbHbIX
nytemn

YyBcTBYyeTE cebqa bonee yCTaBLWWMM, HEM 06bIYHO, NN COHHbIM 6e3 MPNYMNHDbI B TeHeHne
OHA

BaM He xBaTaeT ObIXxaHUsA UMK Bbl C TPYLOM 3aKaHYMBaeTe NpennoxeHna n3-3a
HeXBaTKWM BO3A4YyXa

Y Bac yTpeHHMe rofioBHbIe 6011 B 6OMbLUMHCTBE clly4YaeB UM BCE BpeMmd

Y Bac I'IpO6J'IeMbI CO CHOM, Bbl HaCTO MnpochbinaeTecCb, MCMNblTbiIBaeTe TODYOAHOCTU C
npocbinaHneM Uy BaC HOYHble KOLLUMapbl

[MpOCHYBLUWCb, Bbl MblTaeTeCb OTAbILLATLCA UM YYBCTBYETE, KakK KOMOTUTCSA cepaue

Y Bac I'IpO6J'IeMbI C BHMMaHKMeM B TedHeHMe OHA OOMa U1K B LWKOoJ1e

AmbynatopHas cTapus

06cnepoBaHue

OnvH pa3 B rog: XEN 2 paza B rog: ®XEN, MIP/MEP, PCF (CK), Sp02, petC02/ptcCO2

Nccnenosanve Bo Bpems CHa" ¢ KaI'IHOFpadJMEIZ [ANA BbISIBNEHMA NPU3HAKOB X CUMNTOMOB OGCTPyKTMBHOI’O anHO3 BO BPEMA CHA MW HAapYLIEHNS [ibIXaHWS BO CHE

MMMyHM3aLlVIﬂ MHEBMOKOKKOBbIMU BaKLIMHAMU U €XEroaHas UIMMYHU3aLIMS MHaKTMBMpOBaHHOﬁ BaKLMHOM npoTuBe rpunna

BMmewarenbcrea

PekpyTupoBaHme obbema nerkux npu OXEJT €60 % ot onxHoi

BcnomoratenbHbiit kawens npu GXEN <50 % ot gonxHoi,
PCF (NCK)<270 n/muH unm MEP <60 cm H20*

HouHas BCmoMoraTenbHas BEHTUAALMA NETKUX C pe3eps-
HOM YacTOTON AbIXaTenbHbIX ABIXEHMA (MPEanOYTUTENLHO
HeMHBa3WBHas) MY HaNMuMW MPU3HAKOB MAM CUMNTOMOB
TUMOBEHTUSALMM BO BPEMSA CHA WM APYTUX HapYLLEHHA obl-
XaHus BO CHe, ™™ OTKNIOHEHMAX OT HOPMbI PE3yNbTaToB MCCe-
ZoBaHus Bo BpeMs cHa; OXENT <50 % ot pomxHoit, MIP<60
cM H20 wunm mcxomHbix MoKasatensx npu npobyxaeHum
Sp02<95% unm pCO2>45 MM pr. cT.

[lobasnexue BCNOMOraTeNbHOM  BEHTUNALMM
Nerkux B AHEBHoe Bpems, ™™ ecin, HeCMoTps Ha
HOYHYIO BEHTUNALMIO NErKkuX, AHEBHbIE NOKa3a-
Tenu Sp02<95 %, pC02>45 MM pr. CT. UM ume-

0TCA CUMMTOMbI npo6y>m1eum W3-3a OfbILLKK

Puc. 10. O6cnefgoBaHMe M BMeLLATE/IbCTBA MNPy yxohe 3d NayneHTAMU C MbiLLe4YHOU gnucTtpoduen
AroweHHa ¢ HapyLueHUSMU AbIXAHWS M0 cTaauUsSM 3a60/1€BAHUS
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BMELLUATEJIbCTBA (PUCYHOK 10)

EcTb cnoco6bl MOMOYb BallUM JIEFKUM d)yHKLl.VIOHVIpOBaTb TaK XOpoLWo, KaK OHU TOJIbKO
MOryT, B TeHeHUue AnNnTeNibHOro BpeMeHu.

NMone3Ho NCMONb30BaTb TEXHUKWM A9 YBENMYEHUA KONTMYEeCTBa BO34YyXa, KOTOpPOe
MOXET MPOHMKATb B JIErkmne, pacTarrmBas MbllLLbl OblXxaHMA Yepe3 rnybokoe abixaHue
(«pacKpblTMe 0O6bEMaA NErkmx», <MHONALMNA NEerknx» Unm MeTodbl “cknaamnpoBaHmna”
ObIXaHug).

- Ecnum kawenb CTaHOBUTCA cNabbiM, pyYHbIe MU MeXaHUYeCcKmne TEXHUKM Kallung,
Kak MCMofb30BaHMe «oTKalumBaTensa» (cough assist machine) moMoratoT o4nMcTUTb
OblXaTeNbHble MYyTU 1 BbIBECTU CMMU3b U MUKPOObLI M3 NEFKMX. DTO CHIMKAET PUCK
BO3HWMKHOBEHUA MHEBMOHMMN.

Co BpeMeHeM noTpebyeTca NoaaepKKa AbIXaHWMA CHaYyana B Te4eHune Houm
(HeMHBa3MBHaa HOYHAaA BEHTUNALMSA NMPU MOMOLLM ABYXYPOBHEBOro AaBfeHus B
OblxaTeNbHbIX NyTax nnu Bi-PAP), a 3aTeM B AHeBHOE BpeMd (HeMHBa3MBHaa OHeBHadq
BCrioMoraTtefibHag BeHTUNALKME) MO Mepe Pa3BUTUG CUMMNTOMOB, NepevYnCclieHHbIX B
ab3aue “HabnogeHue”.

- K BcnomoraTesnibHOM BEHTUNALMKM MOXKET OblTb TRYAHO NPUBLIKHYTb. CyLlecTByeT
MHOTIO Pa3HbIX TUMOB «MHTEPPEMNCOB» (Pa3Hble TUMbl MAaCOK M MyHOLITYKM, KOTOPbIE Bbl
MOYKeTe MCMOob30BaTb). BaXXHO HAaMTW MHTepdENC, KOTOPbINM NOAXOOANT MMEHHO BaM.
Balua koMaHaa pecnupaTopHOM NOAAEPXKKM MOXKET Mpensiaratb pasivyHbie TUMb
MHTep®dEeMCcoB, MoKa OHW He HaayT caMbl yOoOHbIM Ond Bac.

MHorpoa TpebyeTca MHBA3MBHAA BEHTUNALMSA - C MOMOLLBbIO XMPYPrmyeckm
pa3MeLLEHHOM TPYBKM B Tpaxee («TpaxeoCTOMay), B 3aBUMCUMOCTU OT MECTHOWM
MPaKTUKW. HET YeTKMX YKa3aHWM OTHOCUTENTbHO TOrO, KOroa MOXeT rnoTpeboBaTbCs
TpaxeocToMMuda. YacTo 3TO NIMUHOE pelleHMne Mex Ay BaMu U BalLMM MyfTbMOHOTOTOM.

- BblleyKasaHHble BMellaTeNbCTBa MOryT MOMOYb BaM flerde ObillaTb U U36exaTb
OCTPbIX COCTOAHUM N PECMPATOPHbIX MPoGeMm.

. KpaPlHe BaykHO cobnofaTb rpadle BaKUVMHaLUMW, BKJTFOYad MHEBMOKOKKOBYIO 1
eXXerogHyr BakKUMHY NMpoTuMB rpunna. Toon, XmBylLine C JoLweHHOM, OOMKHbI BCeraa
BbI6MpaTb MHaKTUBNPOBaAHHYIO BaKLMHY.

Ocoboe BHMMaHMe K OblxaHWo TpebyeTca BO BpeMs 3an1aHnpoBaHHOM onepaumm (CMm.
Paznen 15)

Ecnuny Bac pecnmpaTopHasa MHdEKL s, MOMNpoCcUTe aHTUBMOTUKM B AOMONMHEHME K
MCMOMb30BaAHMUIO TEXHWMK KalLia UM OTKalLMBaTena (annapaTa MCKYCCTBEHHOIO
KaLnga).

Bcerga oTHOCKTECH C OCTOPOYKHOCTbBIO K MCMOMb30BaHUIO KMCopoaa; ybeamtech
B TOM, YTO MEAULIMHCKUIM MepCcoHasl 3HAET, KaK Mo/1b30BaTbCA HEMHBA3MBHOM
OBYXYPOBHEBOW BEHTUMULAMEN C MOMTOXUTENbHBIM JaBIeHMEM M OOHOBPEMEHHO
npucTanbHO cneguTe 3a BallMM YpPOBHEM yriekumcnoro rasa (CO2) cm. bnok 9.
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12. KAPANOJTOMMYECKUE ACIEKTDbI

Cepaue - 3TO MblLULA, U Ha Hero Toxe BnmdaeT M. bonesHb cepaeuHOM MblLLLLbI
Ha3blBaeTcsa «KapgmommonaTmas. [Npu OdoleHHe KapanmoMmonaTusa aBisgeTca pe3yibTaToM
OTCYTCTBMA ANCTPODMHA B cepaeuHom MbllwLe. KapanoMmonatua ¢ Te4eHeM BpeMeHM
Bbl3blBAET CHMYKeHMe GYHKUMKW cepaLia UM cepaeuHyto HegoCcTaTOYHOCTb. ECTb

MHOTIO YPOBHEMN cepaeYHOn HegOCTaTOYHOCTU, M JTIOAM MOy T YMpaBnaTb cepaeyYHOM
HeOOCTAaTOYHOCTbIO B TeYEHUE MHOMMX IET C MCMOJSIb30BaHMEM IEKAPCTB M PerynapHbIX
BM3MTOB K KapOmMonory. 3agada Kapanonora aBisgeTcd paHHee BbigBNeHne 1 nedeHune
M3MEHEeHUM cepaeyHOM MblLlLbl. K coxaneHuto, npobnemMbl C cepaueM 4acTo MoryT 6bITb
“6eclUyMHbIMU", 1 Bbl MOXETE HE 3aMeTUTb CUMMTOMOB. [10 3TOW NPUUMHE Ype3BblYaMHO
Ba>XHO NpWBeKaTb KapamMonora B Ka4ecTBe YneHa Balen MegmMUMHCKOM KOMaHabl C
MOMEHTa MOCTaAaHOBKW OAMarHo3a.

HABNIOOAEHUE

Bbl 0O/MKHbI BCTPEYaTbCA CO CBOUM KapAMOSIOrOM He peXke O4HOIro pasa B rog oT
MOMeEHTa NOCTAaHOBKM OMarHoO3a 1 4Yalle, eCs/iM 2TO peKOMeHOyeTCH.

OugeHKa Ballel cepaeUYyHo GYHKLMM A0MKHA BKIOYATb 3feKTpoKapamorpammy (K
- OLIEHMBAET aM1eKTPUYECKME MMMYSbCbl CEPALLA U U3MEPSET YacToTy CepaeyHblX
COKPALLEHWM) 1 3XOKapOMOrpaMMy («3X0» PUCYET KapTUHY CTPYKTYPbI U GYHKLMN
cepaua) unm MPT cepaua (0aéT TouHble N306paXkeHUa CTPYKTYPbl cepalia U ero
dYHKLUMM, 1 MOKasbiBaeT, eCTb N dnbpos unm pybLeBaHve B cepaeyHOM MbiLlLLE).

- YKeHuwMrHaM HocuTebHMLAM HeoBXOOMMO MNPOBEPATL CepALLe Kayable 3-5 neT npu
OTCYTCTBUM NPOoBGIeM (MK Yallle, eC/iv eCTb PEKOMEHAALMM), TaK KaK OHU TOXKe MOryT
MMeTb TaKMe e NpobremMbl C cepiLeM, KaK Ioau, XXmnByLLme ¢ JioLLleHHOM.

JIEMEHUE

NMPUMEM KapaMonormyeckmx NeKapcTB cneayeT HauMHaTb C MepPBbIX MPU3HAKOB
dMbpo3a MMoKapaa (bopMmpoBaHUa PybLOBOM TKaHW B cepaedHon MblllLe,
HabnogaemMol Ha MPT), CHMXeHUM cepaedHon GyHKLUMK (onpenensaemMom
yMeHblUeHneM dpaKLmm Bbibpoca Mnn M3IMeHEHME Pa3MepoB KaMep cepAlla Ha
MPT unu axokapgmorpamme). [laxxe ecnm Bce BallM rnokasaTtesnim B HopMe, Hadano
KapOWOMPOTEKTOPHOWM Tepanmm pekoMeH4oBaHO B Bo3pacTe 10 NeT, Tak Kak 3To
MOMOXKeT 3alMTUTb Balle cepaLie.

NHrnbuTopbl aHrMoTeH3nHnpespallatollero depmenHTa (ACEi - nusamnHonpun,
KanTomnpwn, aHananpun 1 T. A.) Unm 61oKaTopbl peLenTopoB aHrMoTeH3Ha (ARB

- Io3apTaH) cnegyeT pacCcMaTpUBaTb Kak Tepanumio NepBoOv IMHUK. DTU NeKapCcTBa
pPacWMNPAOT KPOBEHOCHbIE COCYObl, MO3TOMY BalleMy ceppLy HEe HY>XXHO TaK CUbHO
CXXMMaTbCH, YTOObI NepekayrBaTb KPOBb B OpPraHm3Mm.

- [pyrme nekapcTsa, TakMe Kak beTa-61oKaTopbl (3aMeanaoT cepaeyHblil PUTM,
TaK UYTO cepaLe MOyeT 3dDEeKTUBHO 3arMofTHATb M HakauMBaTb KPOBb), ANYPETUKMN
(koTopble 3aCTaBNAOT OPraHn3M M36aBNATbLCA OT XXUAOKOCTW, MO3BOMAS cepaly He
KauaTb KPOBb TaK BbICTPO U TaK TAXE0) TakyKe MOryT BblTb HazHaveHbl Mo Mepe
nporpecca cepaeyHom HegoCTaTOYHOCTM.

AHOMarbHble cepaeyHble PUTMbl, O6HapyeHHble Ha DK, 4O/MKHbI BblTb CPOYHO
nccnenoBaHbl M MoaoBpaHo neveHue.

XonTepoBCcKoe UccnenoBaHme oLeHMBaEeT Ballle cepaLebureHne 1 pUTM B TedeHne
24 1NN 48 4acoB; 3TO AefaeTcs, eC/iv €CTb NOA03PEHMA HAa U3SMEHEHWSA B CEPLEYHOM
pUTMe 1 HeobxoamMMa ganbHenLasa oLeHKa.
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- YacToe cepauebueHmne n/vnu nanbnmtaumm (CnydvamHbie aHoMasbHble cepaeyHble
COKpalleHWs) pacrpoCTpaHeHbl y MoAen, »)UBYLLUMX C [toLeHHOM, M 0BbIYHO He
BpeOHbl. OOHaKO OHM TakyXke MOryT 6biTb CBA3aHbl C 6o/iee cepbe3HbIMKM NpobnemMamm
cepAua v OONMXKHbI BblTb MCCNeAoBaHbl KAPAMOIOrOM.

Ecniv Bbl MCMbITbIBaETE CUMBHYIO MOCTOAHHYO 605b B reyon, aTo MOoXXeT ObITb
MPN3HaAaKOM |‘|po6neM c cepauem, n Bac cnenyet HeMenJiIeHHO OCMOTPETb B OTOE/IEHNN
HEOT/TOXXHOWM MOMOLLW.

Jtogam, NpUHMMaOLLKMM CTEePOUAbI, CNefyeT c/ieAnTb 3a MOTEHLMANbHbIMM
MoBoYHbIMU 23dPEeKTaMm Ha cepaLe, TaKMMU KaK M’MrnepToHS (BbICOKOE KpOoBAHOE
OaBeHMe) 1 rmnepxonectepmHeMmsa (BbICOKMIM YPOBEHDb XOnecTepmHa);
cTepounaHasa 4o3a MoXeT NoTpeboBaTb KOPPEKTUPOBKM UMM MOXKET noTpeboBaTbCs
OOMoNMHMTEeNbHOE edeHmne (cM. Tabnuuy 2)

OWATHOCTUKA
BasoBoe o6cnenosaHune npu
NoCTaHOBKe AMarHosa
 KoHcynbTaums kapauonora
 Kapauonoruyeckuit aHamHe3s
» CeMeiiHblii aHaMHe3
* DusmkanbHoe obcnegoBaHne
* SnekTpokapauorpadus
«H y
— Sxokapauorpacus
(<6-7 nert)
— CeppeyuHo-cocyamncras MPT
(26-7 net)

\

EXEFOAHOE OBCJIEAOBAHUE
ExxeropHoe o6cnenoBaHme cepeyuHo-
COCYAMCTON CUCTEMbI

« Kapauonornyeckuii aHamHes

* DusmkanbHoe obcnegoBaHne

* dnekTpokapauorpadus
 HeunBasuBHas Bu3yanusaums

l

C KNIMHUYECKUMU
NPOABNEHUAMU

OBC/IEAOBAHUE XEHLWNH-

HOCUTENEWN

Kapauonoruyeckoe obcnenosanue

B MOJIOJ0M BO3pacTe

« CepaeuHo-cocyamncras MPT

« Mpy HaM4YMM KIMHUYECKMX
NPOSABAEHMI MU MONOXKMTENbHBIX
pesynbTaTax BU3yanusupyoLLmx
MCCNIeA0BaHNI YBEUYUTL HacToTy
06c1enoBaHuil Mo pekoMeHaaLmm
Kapauonora

« Mpu oTpuLIaTENbHBIX pe3yabTaTax
NOBTOPHO MPOXOAUTL 06CNef0BaHKE
Kaxable 3-5 net

* YBenuubTe 4acToTy 06cnenoBaHuit
no pekoMeHJauuu Kapauonora

* HayHuTe MeankaMeHTo3Hoe
neyeHne

v

AMby p W paHHas y p

v

crapus MospaHas HeambynaTopHas cTapus

\

Xupyprullecxoe BMelaTenbCcTeo

« TwatenbHoe Hab/toaaliTe 3a NpU3HaKaMmu U CMM-
nTOMaMu HapyleHus GyHKLMK cepaLua; Ha 3Toi
CTafiuM MOXET BbITb CNOKHO ANArHOCTUPOBATL
CepAeyHyI0 HEOCTaTOYHOCTb C KUHUYECKUMM
NpOSIBNEHUAMM

« OueHnBaTe HapyLleHWs puTMa cepaua

« Mpu1MeHsIiiTe XOPOLIO 3apeKOMeHA0BaBLIKE Npe-
napartbl /15 IeYeHNs CepAEYHON HeL0CTaTOYHOCTH

« MpoBeauTe 31eKTPOKapAMOTPadUI0 U HEUH-
Ba3MBHYK BU3Yann3aLum nepes 06WnpHbIM
XMPYPr14eCKMM BMELIATENbCTBOM

* YBe,OMbTe aHecTe3nos10ra 0 NaLuueHTe
C MblleYHO AMcTpodum [ioweHHa; y naumeH-
TOB MOBbILIEHHbIA PUCK aHECTE3NONOMUYECKUX
OCNIOXKHEHNI

« MpoBoaNTe KapAMoNornyeckoro o6cneaoBaHus
He pexe YeM eXeroaHo

 HayHute npumeHeHne MHrM6UTOPOB
aHTMOTEH3MH-NIpeBPaLLAIoLLEro hepMeHTa nu
610KaTOPOB aHTMOTEH3MHOBbIX PELIENTOPOB B
Bo3pacte 10 net

Puc. 1. AZIropyT™M MOHUTOPUHIA, ANArHOCTUKU U JIeHeHUS] HAPYLLUEeHU CO CTOPOHbI cepaua y
nayneHTOB C MbiLue4YHoM aucTpoduen [JroLweHHa
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13. TACTPO3HTEPOJIOI

[TuTaHme, rmoTaHue m apyrue npobriemMbl C XKeygo4YHO-KULLIEYHbIM
TOAKTOM

BO3MOXHO, BaM MoHaoobaTca cneaytolime crneumanmcTbl B pa3Hble BO3pacTHbIe Neproabl:
OMeTosnor, GU3NYECKMM TepanesT, 1ororneq 1 raCTposHTepPonor. Xenyao4YHo-KuiledHble
npo6aeMbl y Mogen, XXUBYLLKMX C [JIoleHHOM, BKIOUYaloT B ceba: M36bITOYHbIN UK
HeOOCTaTOUYHbIN BeC, XPOHUYECKMK 3amop U 3aTpyaHeHWe rnoTanua (oamcdarmnq).

YMNPABJIEHUE MUTAHUEM (PUCYHOK 12)

CepTUPULIMPOBAHHbBIN AMETONOr MOXET MOMOYb BaM OLIEHUTb, CKOMbKO Karopuii Bam
HY>XHO B fieHb, MOACYMTAB PAacxXofd aHeprm B nokoe (REE), MCronb3ya Balll POCT, BO3PacT U
YPOBEHb aKTUBHOCTM.

CoxpaHeHue C6aﬂaHCVIpOBaHHOFO MNTaHWE MOMOXKET MpenoTBpPaTMTb KakK HegoedaHMe,
TaK 1 nosBneHmne M3BbITOYHOro Beca. DTO Ba)KHO C MOMEHTa MNOCTaHOBKM AMarHosa Ha
MPOTAXEeHUNN BCEM XXU3HMW.

- BaykHo, UTO6bI Ballla Macca UM MHAEeKC Macchl Tena (MMT) onga Ballero pocTa
coxpaHanca mexxay 10-M 1 85-M MpouUeHTUNGMM CTaHOaPTHbIX AMarpaMM pocTa.

- 3popoBas, cbanaHcMpoBaHHasa gMeTa Cc MofTHbIM HaBOPOM PA3MUYHbBIX BUAOB MULLM
HeobxoOMMa ANg nogaepy)kaHma 300PoBOro Tena; MHbopMaumsa anasa Bcem ceMbh O
cbanaHCUpPOBaHHOM aMeTe MOXET ObITb HaaeHa B 60bLIMHCTBE HaLLMOHAIbHbIX
WMCTOYHUMKOB, BK/TloYasa aneTrnyeckme pekomeHaaumm CLUA (www.ChooseMyPlate.gov/
Dietary-Guidelines) n gpyrve aBTopUTETHbIE PeCypPChbl B Ballen CTpaHe.

Bbl 0o/mKHbBI yaensaTb ocob6oe BHUMaHMe aMeTe yxe Npu nocTaHoBKe AMarHosa, ganee
C Ha4yafloM NprémMa cTepomaoB, Npu noTepe MobUIbHOCTM U MPU BO3HUKHOBEHWM
npobreM c rnoTaHmemM.

- ExkeropHo Ballia AveTa OOMXKHA ObiTb OLleHeHa Ha NpeaMeT Kanopui, 6enka, XXrUakocTu,
Kanbumd, BUTaMuHa D 1 Opyrmux NnMTaTeNbHbIX BELWECTB.

- Heobxoaonmo npaBWibHOE I'IOTpe6J'IeHVIe XKNOKOCTWM OS19 npenoTBpalleHNdA
O6e3BO)-Kl/IBaHVIF|, 3aropa u I'IpO6J'IeM C NMo4YKaMun.

- Ecnm npoucxoomT Habop U3NMLLHEro Beca, peKoMeHayeTca YMEeHbLUWTb KOIMYeCcTBO
Kariopui 1 yBeNMUnUTb 6e30MacHyo GU3NYECKYO aKTUBHOCTD.

- 1o Mepe B3poCieHNa MOXKeT BO3HMKaTb racTponapes (3aJ:|,ep>KKa ONMOPOXXHEHWNA
meny,n,Ka), Bbl3biBag 60/b B XXMBOTe rnocre ebl, TOLLHOTY, PBOTY, NOTEPIO arirneTmnTa 1
olwlyuieHne HanoJIHeHHOCTUM XXeJlyaKa, KOTopoe NnpmnxoanT CIINLLKOM 6bICT|OO.

Ecnn Y BacC NnponcxognT HeOXXMOaHHad noTepyd BeCa, BaXXHO Y4UNTbIBATb, UTO 3TO MOXXeET
ABNATbCS OCAOXKHEHWEM NpobnemM B APYrUx cucTemMax (HanpuMep, MPUYMHOM MOTy T
ObITb MpobrieMbl ¢ cepauem Un AbixaHmemM — HeO6XOAMMO BbIACHUTb MPUUMHY).

Mpo6neMbl C roTaHMEM TaKXXe MOryT BfIMATb Ha MoTepto Beca. Baw gmetonor
OO/MKEH TECHO COTPYAHMYaTb C crielmanmcTaMm no rMoTaHuto, YTobbl pa3paboTaTb
MAaHbl MATAHWS, KOTOPbIE MOMOIYT BaM COXPaHMUTb UM HabpaTb Bec, pa3paboTaTb
M3MeHeHWsa B AMeTe, KOTopble MOryT 6biTb MoMe3Hbl A1 Bac BO BpeMs rnpurema nuLLy,
M PeLUnTb, KOrda eCTb HEOBXOAMMOCTb B OLIEHKE BalLero rnotaHug

YNPABNEHUE NMOTAHUEM (PUCYHOK 12)

CnabocCTb MbILLL, NTMLA, YeTIOCTU 1 Fropria MOXKeT MPUBECTUM K NpobrieMaM ¢ rmoTaHueM
(ancdarunm), uto elle 6onblue ycyrybnsaeT npobnembl ¢ NMTaHmem. ncdarma MoxeT
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BbI3bIBaTb acrMpaLmio (MonagaHme B NErkme YacTudeK MULLK U XKUOKOCTH) 13-33
MIOXOro ABWYKEHMA MMOTAKOLLMX MbILLL, YTO MOXET YBE/TUUYUTb PUCK MHEBMOHKWK. YacTo
ancdarna BO3HMKaeT MOCTENEeHHO, TO eCTb, €€ TpyAHO 06HapPyXUTb. Mo 3TOM NpUYMHE Npun
KayK[OM rMocelleHnn HeobxoaMMOo aHaIM3npPoBaTh CMOCOBHOCTL MOTaHUS.

CUMIMNTOMbI ONCDATUMN:
Bbl MO)KeTe Mo4YyBCTBOBaTb, UTO eCTb “3acTpaBLUada B ropse” efa

Y Bac MOyKeT ObITb HenpeaHaMepeHHada noteps Beca Ha 10 nnu 6onee NPoUeHTOB UK
HeyOoBNeTBOpPUTEbHbIM Habop Beca (ec/u Bbl BCE ellé pacTéTe)

BpeMs npuéma nuLLm ysenmyeHo (onamtca 6onee 30 MUHYT) n/vnuv Bo pBeMs nprema
MULLKM Bbl YYBCTBYETE YCTaNOCTb, CIIOHOOTAENEHME, Kallerb UK yayLbe

Y Bac MOyKeT 6bITb HEOGBACHMMOE CHMYKEHME NEFOYHOM GYHKLMU MK XKap
HEW3BECTHOTO MPOUCXOXKAEHMS; 3TO MOXKET 6bITb MPW3HAKOM acMMpPaLMOHHOMN
MHEBMOHMU U MHEBMOHUM, BbI3BAHHOM »KMOKOCTbIO, MOMNaBLIeN B Nérkue.

BMELLUATE/IbCTBA NPU OUCDAINN:

- [Npn HaNMYMKM NepeYUnCcreHHbIX Bbllle CUMMNTOMOB HeobxoaMMbl KNTMHUYECKME U
peHTreHonnornm4yeckme npoBepPKM rNMoTaHm4.

. B cnyvae I'IpO6J'IeM C rnoTaHMeM HeobxoaMMO 3aeMCcTBOBaTh loronena Unm
crneymnanmcTa no rrmoTaHunio, KOTOprVI MOMOXET BaM pa3pa6OTaTb l/IH,EI,MBl/I,EI,yaJ'IbeIl;I
MfaH nedeHn4a C LeJibko COXpPaHeHnd d)yHKLI,I/IM rMOoTaHNA

YCTaHOBKa raCTpPOCTOMbl MOXKET o6cy>+<,D,aTbc<;|, eC/in yCnnm4a no nogaep>XXaHmtwo
Ballero BeCa U rMmMoTtaHna OKaXXyTCcd HeJOCTaTOYHbIMA

- MoTeHUManbHble PUCKKU U MpenMyLecTBa pasMelleHna G-TpyOKM OOMKHbI 6biTb
noapo6bHo obCy»KaeHbI

- FacTpocToMmyeckada TpybKa MOXET BbiTb pa3MellieHa HECKOIbKMMUM CrocobamMu.
MNpv NPUHATUM pelleHns BaM criefyeT 06CyaAuUTb XMpYpPruyeckme m pyckmn aHecTesnmn, a
Taky)Ke BallW IMYHble MpeanoyTeHmsa

OLEHKWU MUTAHUA,TNIOTAHUA N COCTOAHUA XKT

Kaxapiit Bu3ut

OueHka cepTUPULMPOBAHHBIM LMETONIOTOM-HYTPULIMONOTOM

MOHMTOPMHF Macchl Tena U pocTa; ANisi HeaMbynaTopHbIX MaLMEHTOB CIeAlyeT MCMO/b30BaTh
anbTepHaTMBHYIO OLIEHKY pocTa

Kaxable 6 Mmecsiues

OueHka aucdaruu, 3anopa, ractpoasodareanbHoro pediokca 1 ractponapesa

ExxerogHo

OueHKa KOHLEHTpaLum B CbIBOPOTKe 25-ruapokcusmutTammta D

OueHKa NoCTYNNeHUs KanbLms C NULei

y y y v

OnuH unu 6onee U3 cnepyoLLUX
CUMNTOMBI AnCdarum CHRUIOOBE 25-ruppokcusuTaMmH D <30,0 Hr/Mn TMocTynneHne Kanbums MeHblue
o CHuxeHu1e Macchbl Tena DPeKOMeHA0BaHHOI HOPMbi
1 06e3BOXMBaHME noTpebneHuns ¢ NuLiei
Uctowwexne
Acnupaums
YMepeHHasi unu Tsxenas
ancharns

v v \ \

HanpaBneHMe K noroneay ans PekomeHnzoBaTbh YCTaHOBKY Jleyenve ned)wuma BUTaMuHa D PekomeHpoBaTh yBenuyeHue
OLIEHKW MOTaHUA, BKIOYasa IH/A0CKOMUYECKOM ractpocTombl I'IOTPEGHEHMﬂ Kanbuus ¢ nuwiei
Bmu,eodnmoopocmnmecme 1 pnobaskamu

nccnenosaHue akTa rnoTaHma

Puc. 12. OueHKa v NjaH BMeLLATe/IbCTB AJ151 peLueHUs npo6sieM ¢ MMTAHMeM, rrTIoTaAHUeEM 1
HapyLweHusaMu pa6oTtbl XXKT y naumeHToB ¢ MbiLLeYHOM AUCTpoguen oweHHa
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- G-pr6|-(a, YCTaHOBJ/1IeHHad B HYy>XHO€E BpeMd, MOXXeT CHATb AaBJ/IeHMNe, KOTOPOEe Bbl
NCMblTbiBaeTe ( MblITadCb CbeCTb AOCTATOYHO MMM ONd nogaoep>xXaHmMd CBOMX Kanopvuh)

— Ecnv BaLllK MbllWLbI FIOTaHUA CUMTbHbI, HANMYME MUTATETbHOM pr6Kl/I HE o3Hauvaer,
4YTO Bbl HE MOXXeTe eCTb MnLLY, KOTOPYIO XOTUTEe MPUBbIYHbBIM I'IyTéM! OTO NPOCTO CHUMaET
CTpecCC, TaK KaK Bbl MOXXeTe OJOMOJIHNTb NMTaHne g-pr6KOl;l.

3AMOP U TACTPO330®DATEAJIbHAA PEDJTIOKCHASA BOJIE3HDb (F3PB)

3anop 1 racTpoazodareanbHbi pedoKe (KMCNoTa, MOCTYyMNatoLLaa 13 KenyaKa B

rops10, KOTopas Bbi3bIBAET U3XKOTIY), ABNAIOTCA ABYMS Hambonee pacnpocTpaHeHHbIMU
npobnemMamum XXKT, HabntogaeMbix y nogen, XXmeyLLmx ¢ MO . NMockonbKy 3arop asrideTcd
pacnpocTpaHeHHOM anobow 1 3a4acTyto HeJoOLUEeHEH, BayXHO 06CyanTb MPUBBIYKM
pPaboTbl KMLLIEYHMKA CO cneumanmcTaMmm Ballen MynbTUONCLUUMIMHAPHOM KOMaHObI.
KOHTPOMb 3aMopoB MOXET NMOMOUb M36eXKaTb ByaYLLIMX OCMTOXHEHMIN, KOTOPbIe BUAIOT Ha
KULLIEYHWMK BCNeACTBUE MX MPOOOIHKUTENBHOCTK.

CnabuTenbHble M Opyrye nekapcTBa MOryT ObiTb Mone3Hbl. CMpocuTe CBOEro Neyallero
Bpaya Unm cneumanmcTa MynbTUANCUMNNIMHAPHOM KOMaHObl, Kakmne crnabutesnbHble
cpencTBa Hambonee noaxonaT Aansg sac (ML) 1 Kak OO0 Bbl AOMYKHbI UX MPUHKWMATb.
Bce cnabutenbHble pasHble.

- Ba)kHO, UTO6bI Bbl MM AOCTATOYHO XUAOKOCTU KaXKObIM AeHb. YBenmueHve
[MoTpebneHnal KNeT4yaTKM MOXKeT YXYOLLNTb CUMMTOMbI, OCOBEHHO eC/i1 MPUEM
YKMOKOCTU OCTAETCSH Ha TOM e YPOBHE, MOSTOMY y6eanTeCh, YTO MPU KaXkaoM
nocelleHWe AneTosiora Bbl 06CykgaeTe CBOO AMETY U MoTpebneHure naKkocTu,
ocobeHHOo, ecnin y Bac 3anop.

ractpos3sodareasbHbl pedtoKc 06bIYHO NeUYnTCA NeKapcTBaMu, KOTopble MoaaBnatoT
YKenyoo4YHble KMCNOTbl; Kak MpaBuio, 5TU CUMMTOMbI UMEOT MIOAM, KOTOpble
MCMOMb3YIOT CTEPOUAHYIO Tepanuio UMM opanbHble BuchocdoHaThI.

Yxo[, 3a NosioCTbio pTa ABAAEeTCa BaXKHOM YacTbto /19 BCeX MaLMeHToB, 0OCOBeHHO A8 Tex,
KTO Mcnosb3yeT 6rucdochoHaTbl. PeKoMeHOaLU WK SKCMepPTOB Mo yXo4y 3a MOosoCTbio PTa
npuBeneHbl B brioke 5.

. |_|pl/l CcnaboCcTU YentoCTU MOXKET BO3HMKATb YCTaJTIOCTb MNMpwu XeBaHnK, HTO MOXKET
npmBecCcTn K CHM>XEeHUIO I'IOTpe6}'IeHl/Iﬂ Kanopmﬁ.
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BJTOK 5. PEKOMEHAOALNU MO YXOAY 3A NOJIOCTbIO PTA

Moo, xxmeyuime ¢ JioleHHOM, C paHHero Bo3pacTbl A0/KHbI MocellaTb
cTOMaTosora ¢ OBLLMPHBIM OMbITOM U MOAPO6GHBIMMU 3HAHUAMMK O BOME3HM.
Muccumen gaHTrCTa OOKHO BbiTh CTPEM/IEHME K BbICOKOKaUEeCTBEHHOMY
NeYeHMIo, 300POBbIO MOMIOCTM PTa U 0BLLEMY XOPOLLEMY CaMOYYBCTBUIO
naumeHTa. OH Tak>Ke AOMHKEH CIY>XUTb PeCYPCOM Mo CTOMATOOMMK B BalleM
JOMalLHeM cooblecTBe. DTOT JaHTUCT AOSIXKEH 3HATb O cneymdUuUecKmnx
PasNMUMAax B PasBUTUM 3yOOB 1 ckeneTa y ntogen ¢ dioleHHOM U COTPYaHMYaTb
C XOPOLLO MHPOPMUPOBAHHbBIM M OMbITHBIM OPTOAOHTOM.

- Yxopm 3a NofiocTblo pTa U 3ybaMy OCHOBaH Ha MpodunakTUYeCcKnx MeponpmuaTmax
C Ueriblo mogaepyaHusa XopoLlen r’mrmeHbl 3ToM obnacTu.

- ObyueHue poguTenem U opyrnx yxaxKmBatoLLmMx Moaen, KaK YUCTUTb 3yObl Apyroro
YyerioBeka, 0CO6eHHO BaykHO npu [olieHHe, Koraa 60/bLloN 93blK M MHOMAa
orpaHMYeHHOe OTKPbITME pPTa 3aTPYOHAIOT 3TOT MpoLLecc.

- MHaMBMayanbHoO afanTMpOBaHHbIe BCMOMOraTe bHble YCTPOMCTBA M TEXHUYEeCKme
CcpefcTBa A8 rMreHbl MooCTY pTa MMetoT ocoboe 3HadeHue, Koraa
MblILLIEYHAsA CUMa KUCTEN, PYK, YEMIOCTH, PTa U LLIEU HaYMHAET yMeHbLLATbCa UK
MPUCYTCTBYIOT YEMOCTHbIE KOHTPAKTYPbI.

e ——————
[ ———————————————
BJ1OK 6. YNPABJIEHUE PEYbIO N 43bIKOM - NMOAPOBHOCTW:

- CyLLECTBYIOT XOPOLLO OMMUCaHHblIe MOAEN MCUXO-pedeBoro oTcTaBaHmda npv MO0,
BKJItOYasa noroneamyeckme npobrembl, KPaTKOCPOUYHYO CIOBECHYIO MaMaThb, a
TaKKe pUcK HapyleHna IQ 1 cneumbrudeckmx paccTpomcTs obydeHmns.

- OHW He 3aTparmBaloT BCex Moaen, )uByLMX ¢ M, HO 3Ty BO3MOXHOCTb crieayeT
YUUTBIBATb U OCYLLECTBNATL BMELLIATEIbCTBa, €C/TIU OHU MPUCYTCTBYIOT.

- HeobxoOMMOo HampaBneHve K oroneay Unm TepanesTy A8 OLEHKM peydn 1 93blka,
€eCnn eCcTb Moao3peHre Ha NpobrieMbl B 3Tow obnacTu.

- YNpa)KHeHMa A19 MbiLLLL, yHaCTBYOLLMX B PeYM 1 apTUKYNALKMK, MOTYT BblTb
NoAXOAALLMMU U HEOBXOAMMbIMW OS1A AeTel C TPYOHOCTAMM pedn U A3blka, a
Takxe ang 6onee B3POCbIX NTIOAEN, Y KOTOPbIX YMEHbLLMMNACh CUMa NTULIEBbIX
MbILLLL U/MNU MOHU3MAACh Pa3bopPUMBOCTb PeUm.

- KoMneHcaLMoHHbIe CTpaTernm, rofnocoBbie YrparxKHeHNA 1 ycuneHme peudm
MOTrYT MPUTOAUTLCA, €C/IM CTAHOBUTCA TPYAHO MOHATb Ye/1oBeKa, YXUBYLLIEro C
[ioLeHHOM, N3-3a NpobremM C pecnmpaTopHom byHKLUMeEN.

- Mcnonb3oBaHWe “KOMMYHUKaLMOHHOM NoMoLLm roffocoBoro curHana” (VOCA)
MOXET 6bITb B NIOOOM BO3pacTe, eC/M peYeBO BbIXod OrpaHuyeH.

- Jloroneguyeckue I'IpO6J'IeMbI MOTyT NpmBeCTU K TRYOHOCTAM B LLUKOJ1e, HO C HUMIK
MOXXHO CMPaBUTbCA MPU MOMOLLM HagleXallewn OLEeHKM 1 BMellaTeNbCTRa.
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14. MICUXOCOUUNAJIbHOE YIPABJIEHUE

MyTewecTBME MO KU3HW C [JIOLEHHOM MOXET 6bITb CITOXKHbIM, MO3TOMY MCUXOCOLIMaIbHada
1 BMOLMOHaNbHasa NoAOEPKKM BaXKHbl Kak A4 No4eN, »)UBYLLKMX ¢ JioleHHOM, TaK 1 Ang
nx cemeln (BcTaBka 7). NcuxocoumanbHble MpobreMbl MOryT BO3HUKHYTb B toboe BpeMs.
Ba)XHO, YTOObI Bbl COOBLMMN CBOEN HEPBHO-MbILLEYHOM KOMaHOe, €C/IM Y BaC BO3HUKIIU
Takme NpobaeMbl, ONMCAHHbIE HUXKE:

- TpyOHOCTb C coLManbHbiMM B3aUMoOeNCTBUAMM 1/Unn obpeTeHrneM apy3en
(coumanbHas He3pPenocTb, MIOXMe coLMarnbHble HaBblkK, U3beraHue Unm n3onaums

OT CBEPCTHUKOB).

.

MpobneMbl ¢ obydeHmnem.
YpesmepHoe 1Uin MoCTossHHOe 6eCrnoKONCTBO/BOMTHEHME.,

YacTble cnopbl M NoBegeHYeCKME BCMbILWKW; TRYAHOCTW B KOHTPOIMPOBaHWKM FrHEBa
UM neyanu.

- [MoBbILWEHHbIN PUCK MCUXMYECKMX PACCTPOMNCTB U PACCTPOMNCTB, CBA3aHHbIX C

HEBPONOrMYECKMM Pa3BUTUEM, BKITOYAA PAaCCTPOMCTBA ay TUCTUUYECKOIO CMeKTpPa,

cnHOpoM aedurumTa BHUMaHUa / runepaktmsHocTm (COBIN) n obceccmBHO-

KOMMynbcuBHOE paccTpomncTro (OKP)

- Mpob6rembl C 3MOLMOHaNbHOM KoppeKLmen n 6ecrnoKoncTBoM 1 / nnu genpeccmen

McrxocoumarnbHble 1 3MOLMOHarbHble MPo6neMbl ABMAKTCA BaXKHOM YaCTbio BaLLIEro
300PO0BbA U HE OOMKHbI UTHOPWPOBaTbCA. ECNM y Bac BO3HMKAIOT 6eCroKONCTBa,
BOMTHEHUA UMW BOMPOChHI O BalleM AnarHose Uim o YeM-Nnbo e, BayKHO NonydnTb
oTBeTbl. Bac cnefnyeT onpalumsaTb, dopMasnbHO Ui HebopMasnbHO, O TpeBore u
Oenpeccum Npm Ka)kaoM HEPBHO-MbILLIEYHOM MOCeLLEHNM, U, €CNU eCTb NpobreMbi,
HaMpPaBATb Ha OLEHKY M1 NTeYeHre Kak MOXKHO BbicTpee.
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b
BJIOK 7. AN CEMEN

PoouTtenu, KOTopble OTKPbITbI M FOTOBbI OTBEYAaTb Ha BOMPOChI, MOMOTaloT AeTAM
3a4aBaTb UX. BayxHO oTBeYaTb Ha BOMPOChH!I OTKPbITO, HO B COOTBETCTBMUM C BO3PACTOM,

M OTBeYaTb TO/IbKO Ha 3aJaHHbIN BOMPOC (He BAaBadcb B MOAPO6HOCTU). Mbl

MoHMMaeM, YTO 3TO MOXKET BbITb OYeHb TpyaHaa 6eceda Cc BalWMM pebeHKoM. KoMaHaa
noanepPXKM 1 creumranmcTbl Bawlen MynbTUANCUUIMHAPHOM KOMaHAbl MOy T MOMOYb B
MHGOPMaLMK, PYKOBOACTBE U pecypcax. Obsa3aTeNlbHO CoOobLMTE CBOEM KOMaHae, UTo
Ball pebeHoK obpallaeTcd K BaM, M UYTO MoaaepyKka asda Bac M Ballero pebeHKa o4eHb
Hy>XHa. OHM MOTYT CBA3aTb Bac C MEAULIMHCKMM COTPYOHMKOM, Hanbonee NoaxoaaLumm
0719 MOMOLLM B 9TOM TOHKOM pa3roBope.

XoTa anga yenoseka ¢ JioLeHHOM BayKHO Mosly4daTb MCMXOCOLIMaIbHYO U
SMOLMOHAMbHYO MOoAAEPXKY, STOT AMarHO3 3aTparMeaeT BCO CeMblo. Poautenm

M BPaTbs/CECTPbI MOMYT Tak)Ke MOoABEPraTbCa PUCKY COLMANbHOM U30MSLMN K
aenpeccmm. BaxkHo, UTo6bl MPUK KaXkAoM MoceLleHMM Bbl COObLLLanu crneumanmctam,
Kak enay Ballel CeMbM, U, eCli1 Bbl UyBCTBYETE, UTO MOXETE BOCIMOb30BaTbCH
KOHCynbTaluMen, o6a3aTesibHO Noy4YnTe KOHTaKTbI.

Cyl_l_l,eCTByeT HECKOJ1bKO N3BECTHbIX BMeLlaTeJIbCTB B Pa3JIM4YHbIX obnacTax
ncmxortepanmm. K HUM OTHOCATCH MOArOTOBKA pO,El,l/ITeJ'IePI, YTOODI CrnpaBNTbCH

c nopegeHmneM m KOHCI)J'II/IKTaMl/I, mHOnBMAOyanbHaa NN ceMenHasa Teparima mn
rnopegeH4YeCKmMe sMelllaTes1bCTBa. ﬂpMKﬂaﬂ,HOPI aHalTM3 noBegeHnd MOoXXeT NMoMo4b C
onpepgeeHHbIMM LabnoHamMu nosegeHWd, CBA3aHHbIMKM C ayTU3MOM.
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OLIEHKU (PUCYHOK 13)

Balu exxerogHbl CKPUHWHE MCUXMYECKOTO COCTOAHMSA OOMXKEeH OXBaTblBaTb KOFHUTMBHOE
N A3bIKOBOE pPa3BUTUE, SMOLMOHA bHYO adanTaLunto, MoBedeH4Yeckoe perynmpoBaHme,
coLmanbHble HaBblKKW U Bce Apyrie ob61acTu, Bbi3biBatoLLMe 03a604eHHOCTb. XOTa He
Kaxkdasa KNMHMKa ByaeT MMeTb MPAMOM OOCTYM KO BCEM MepeUnClieHHbIM OLleHKaMm

M BMELLATENbCTBAM, 3TV PEKOMEHAALMM MOTYT CY>XMTb PYyKOBOACTBOM A4
NMCUXOCOoLManbHOM MOMOLLN.

OueHka

BmewarenbctBa

Craams coxpaHeHus cnocobHOCTH K
CaMoCToATE/IbHOMY NepeaBUXEHUI0 UK CTaausa
AEeTCKoro Bo3spacra

« PekoMeHayeTcs McxofHash OLeHKa Ha NepBoM rogy
nocsie AMarHoCTMPOBaHMs 3aboneBaHNs

+[TpoBecTn oueHky pa3BuTus (B Bo3pacTe <4 net) unn
Heiiponcuxonoruyeckoe obcnenosaHme (B Bospacte
>5 N1eT) NP1 HaMUMM COLMANBHBIX, IMOLIUOHANBHBIX
npobeM MM 3aaepXK1 KOTHUTUBHBIX MPOLIECCOB

Ob6ecneynTb KOHCYNbTALMIO loroneaa ans
[ieTeil C NoA03PEeHNEM Ha 3aaepXKKy PasBUTHs
peuu

Obecneuntb KOHCY/NbTaUMIO COLMaNbHOIo
paﬁOTHMKa npu NOCTaHOBKEe AMArHo3a v aanee B
cnyyae HeobxoAMMOoCTU

HanpasMTh naumeHTa u/Mam YNeHoB ero CemMbm K ncuxorepanesTy 419 Ha3HavyeHusa I'ICMXOq)apMaKOﬂOI'MHECKOI’O Jie4eHus npu BbISBIEHUU MCUXUYECKUX I'IPOGHGM

Co3patb CneumanbHble YyCNoBuUs B LIKONE ANl 34,0POBbsi, 6830MaCHOCTH M AOCTYMHOCTH; NaHUPOBaTh
06y4eHMe C y4eTOM MPOMYLLEHHBIX MO COCTOSIHUIO 3A0POBbA 3aHATUN

ObecneunTb poanTeneit Matepuanamu Ans nepeaayun uHGopmauum o MO, yuutensim, WKobHbIM

NCMX0N0raM 1 pyroMy NepcoHany WKonbl

ObecneunTb poauTenei U NaLuMeHTOB MaTepuanamu Ans nepenayuv nhdopmaumu o MALA

poBeCHWKaM nauneHTa

Mpn HeobX0AMMOCTH HaNpaBUTL K NCUXONOTY AN 0BYYEHUS COLMANbHBIM HaBbIKaM

MoByxaaTb NALMEHTOB U YNIEHOB UX CEMEN K aKTMBHOMY 06pa3sy KM3HU U Pa3NIMUHOM AesiTeNbHOCTH

CrnocobcTBOBaTh CAMOCTOSATENIbHOMY NPEACTaBNeHUI0 CBOMX UHTEPECOB M HE3aBUCUMOCTM NaLMeHTa

PYKOBO/CTBO /151 CEME

PaHHsIs cTapma HapyLeHus cnocobHOCTH K
CaMOCTC y nep Wi ctagus
OBOFO M IOHOLLECKOrO Bo3pacTa

Mo3aHAA cTaaMs HapyLeHUs CNoco6HOCTH K
unu ctagus

« MpoBecTM Helponcuxonoruyeckoe obcieaoBaHme Ans
KOTHUTMBHbIX Hapy 7 uan TpyaHocTeit
B 06y4eHnM, e BO3HUKAET HECroKOMCTBO Mo NoBoAY
YCreBaeMoCTH B LWKone

« MpoBecTi Helfponcuxonoriyeckoe obcenoBaHme Npu
nepexo/e BO B3POUbIit BO3PACT, 4T0GbI ONpeaentTy,
MOXET /1 MOHAA0BMTLCS NCUMXONOro-CoLManbHoe (MHOoe)

0 HY

[pOBECTM HEMPONCUXONOryeckoe
o6cnefoBaHme, ecu BO3HUKAeT 6eCNOKONCTBO
OTHOCWTENIbHO M3MEHEHUS YPOBHSI
DYHKLMOHMPOBAHUA MM COCOBHOCTH
BbINOHATL NOBCEAHEBHblE AEMCTBUS

ObecneynTb KOHCYNbTALMIO Toronena Ans
NaLMEHTOB C YTPaTON UK yXyALIEHUEM
KOMMYHUKATUBHOW DYHKLMM, CIOXKHOCTSIMM C
»KeBaHWeM unu aucdarvenn

ObecrneynTb B3aMMOAEMCTBME C COLMANbHOM Cy>G0M N0 NOBOAY NOTPEGHOCTEN NALMEHTA U YNEHOB
€ero ceMbu

OKka3blBaTb MOMOLLb B Aa/bHelleM 06pa3oBaHum,
npodecc1oHanbHoOM 0By4eH!H 1 NPOANEeHHOe A0-
NONHUTENbHOE 06YYeHMe C MHAMBUAYaNU3UPOBaH-
HbIMW y4eBHbIMM NpOrpaMMamMu 10 OCTUXKEHUS
22-neTHero Bo3pacTa

[oMOYb BHECTU KOPPEKTUPOBKM ANS aAanTaLmum
BO3MOXHOCTE/1 3[,0pOBbS U BbIMONHAEMO
paboTbl

CraBuTb Llenu Ans fanbHeniero obpasoBaHus
1 Bbibopa npodeccun

OpraHi130BaTb OKasaH1e MEAULMHCKOM NOMOLLM Ha
[IOMY, CIM CYLLECTBYET PUCK 3,0POBbIO MaLMeHTa
13-33 OTCYTCTBUA YCIOBUI AN OKA3aHWA MeAULIMH-
CKO MOMOLLM B MHBIX YCNOBUAX

BEAOMUTb NALMEHTOB M YNEHOB UX CEMEN O AOCTYNHOCTW MaNIMATUBHOM NMOMOLLM

Momoub 0becneynTb KPaTKOCPOUHYHO 3aMeHY 1S INLL, OCYLLECTBASIOLMX YXOA, 33 MaLMeHTaMu

O6ecneynTb XOCMMCHYIO NOMOLLb NaLMeHTaM
B KOHLLE XXU3HU

PucyHok 13: AcneKTbl MCUXO/TIOMMYECKOM NMOMOLLM MALMUEHTAM C MbILLUEeYHOM ancTpopuen
HAdrweHHa
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yXxXona & NoAAEPXXUBAIOLWWME BMELUATEJIbCTBA

KoopauHaTop ABngeTcs BaXKHbIM UleHOM HEePBHO-MbILLIEYHOM KOMaHObl, OH
KOOPAMHUPYET MOMOLLLb, COAEMNCTBYET B BOMPOCAax HarpaBeHns K TEM UITN MHbIM
creumranmcTam rno Mepe HeobxoaMMOCTU (BHE MMTaHOBbIX BUSUTOB B HEPBHO-
MblLLEeYHbIN LeHTpP). Ecnn Balla koMaHOa He BKJTloYaeT Takoro KoopanHaTopa, y3HanTe,
C KeM BaM clieflyeT CBA3bIBaTbCH Mo Bonpocam / npobnemMam / YpessblYaHbIM
CUTYaUMAM Mexxay BU3UTaMU B KITMHUKY (HEPBHO-MbILLIEYHbIN LLeHTP).

Ba)HO paccKasaTb WKOoMbHOMY rnepcoHany o MO, 4To6bl OHU MO MOHATb
ocobeHHocTy MO, 66N MHDOPMUMPOBaHbI O BalleM aAnarHo3e 1 obecnedmsanm
OOCTYM KO BCEMY, YTO HEOBXOAMMO A8 Ballero obpasoBaHmg, y4acTUs B
OBLLECTBEHHOM YKU3HU U ByayLlero o6pasoBaHUdA M BOBNEYEHHOCTW.

- CnepyeT pa3paboTaTb crieumasnbHbii MHOMBUOYaNbHbIM NNaH obydeHusa (MIMO) ona
peLleHna NobbiX BO3MOXHbIX MPo6eM, KOTOpble MOTYT BO3HMKHYTb Y Bac B 3ToM
o6nacTu, U KOPPEKTUPOBATb AeMNCTBUA, KOTOPbIE MOTYT HAHECTU Bpe[ BallM MblLLLAaM
(HaNpUMep, YPOKU GUIKYMLTYPbI), yBENUYUTb Pacxod 3HEPrM 1 YCTanocTb (Hanpumep,
xoabba Ha 6onbllne paccToaHMA Ha 06en 1 0bpaTHO). Takyke cnenyeTt No3aboTuTbca
0 6e30MacHOCTU (HanpuMep, Ha OeTCKOM NMoLLaaKe) U pacCMOTPETb BOMPOCHI
OOCTYMHOCTW.

- MNpoaseHne caMoCTOATEIbHOCTM, HE3ABUCKMMOCTM U BOB/IEYEHHOCTM B MpoLLecC
MPUHATUS PeLleHnM (B YaCTHOCTU, OTHOCUTENTbHO MEOMLIMHCKOTO YXoaa) 1 MpuBbIKaHMe
K MOMOLLHMKaM (MOMUMO poauTenei), obecrnedrBatolM yxXom 3a BaMy, - BCE 3TO
HEeOobXOOMMO N MMeeT BayKHOe 3HaYeHne ONF pa3BUTUgG He3aBUCUMMOCTU (cM. Pasaen 17)

Pa3BuUTHE colmarnbHbIX M Y4eBHbIX HAaBbIKOB MOMOYET BaM HaMTU paboTy U y4acTBOBaTb B
HOPMasIbHOM MOBCEAHEBHOM YKM3HUM BO B3POC/IOM BO3pacTe.

B oononHeHue K yrnpasneHuio 6onbto (B1oK 4) cneumanmcTbl NaninaTMBHOM MOMOLLM
MOTYT TaK)Xe OKa3blBaTb BaM SMOLIMOHAbHYO U AYXOBHYO MOAAEPXKKY, MOMOraTb
Balller ceMbe Npu HeobXxoaMMOCTU BPEMEHHOM 3aMeHbl 6/IM3KOro PaboTHMKOM Mo
yxoay (maTpoHa)kHas cecTpa/coumanbHbl PaBoTHUK), yTOUYHATL Lien iedeHnd npm
MPUHATUM CITOXKHbBIX MEOMUMHCKUX peLleHrii, obneryaTb obLleHre Mexay BaMu U
Balleln MedMLMHCKOM KOMaHOoM, pellaTb BOMPOChI, CBA3aHHbIE C ropeM, MoTepen n
yTpaTon.

MNMCUXOTEPAINUNA U NEKAPCTBEHHbIE BMELLUATEJIbCTBA

Ecnmy Bac BO3HUKIN I'IpO6}'IeMbI, CBfI3aHHble C 6ECMOKONCTBOM UK ,u,erlpeccmePl, Bbl
MOXeTe BOCINOJTb30BaTbCd MpernapartaMuy, OTrnyCKaeMbIMK MO peLenTy. HeO6XO,EI,I/1MO
MoNny4ymTb Ka4eCTBeHHOe O6Cﬂe,EI,OBaHM€ M HeO6XO£|,l/IMOG neyvyeHupe.
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15. BAXXHOE O XUPYPITMYECKOM
BMELWATEJIbCTBE. ONMEPALUN

MoryT BO3HMKaTb Pas/fiMyHble CUTYyaLMK, KaK cBA3aHHble ¢ [ioleHHOM (Hanpumep,
OMOMCUA MbILLLL, XMPYPTsa CYCTaBHOM KOHTPAKTYPbI, XMPYPI1a MO3BOHOYHMKA WA
racTpoOCTOMMKS), TaK M He CBA3aHHble (HampuMep, OCTpble XMpyprmiyeckme HeobxoammMocTh),
KOrda MOXKeT noTpeboBaTbCa XMpPypPruyeckoe BMeLlaTeNbCTBO U/Unn obllasd aHecTesns.
Ecnu BaM NpeacTouT onepaLns, CyLecTBYeT HECKOTbKO MOMEHTOB, KOTOPble HeEOBXOAMMO
YUMTbIBATb B LIeNiFaxX Ballen 6e30MmacHOCTU.

Xupyprusa gomkHa npoBoanTbca B 60/bHULLE, B KOTOPOW NepcoHarn, y4acTBy oW MM B
ornepauuy 1 nocneonepaumMoHHOM yxode, 3HakoM ¢ M 1 roToB K COBMeCTHOM paboTe
(MpvBNeYeHme KOHCYNLTAHTOB), YTOObI y6eamnTbca, UTO BCE NponaeT rnagko. Cnepyet
paccMOTpeTb CTPeCcC-A03MPoBaHMe CTeponaoB. PekoMeHaaummy no CTpecc-a03bl MOXHO
HalTKW B cTepougHoM npoTtokore PJ Nicholoff Ha canTte www.ParentProjectMD.org/PJ

Bce ntoau, mBylLume ¢ [JioleHHOM, NMoaBepsKeHbl PUCKY pabooMmonmnsa. PabgomMmonms
BO3HMKAET, KOr4a NPOUCXOOUT MacCUBHOE pacLUernieHMe MbillL,. DTOT pa3pblB MblLLL
BbICBOBOXOAeT MUOMMOBUH 1 Kanui B KPOBOTOK. MUOIMobuH onaceH a9 NoYeK U MoXeT
BbI3BaTb MOYEUHYIO HEJOCTAaTOUHOCTb; Kafnim MoXeT 6biTb onaceH Ansg cepaua. M3-3a purcka
pPabooMKMONM3a CyLLLECTBYIOT onpeaeseHHble npobreMbl (0COBEHHOCTU) C aHecTe3nel npu

MOO:

« CYKUMHUNXONUH (CyKCaMeTOHMIA) Bbi3biBaeT pa6aoMMONU3, U ero HUKoraa He
cnepyeT UCNONb30BaTb.

« U36eramre UHranaumMoHHyr aHeCcTe3ulo; CyulectByeT MOBbILLIEHHbIN PUCK
paGHOMMOﬂM3a C Ucnosb3oBaHMEM MHrANALUOHHOM aHEeCTEe3UM.

« AHecTe3upyowme BHyTPMBEHHbIe NpenapaTbl 06bIYHO 6e30MnacHbl.

+ ByabTe OCTOPOXHbI MPU UCMONIb30BaHUM NO6bLIX NpenapaToB AJiI9 aHeCTe3Uu npm
OoLweHHe.

+ Cnncok npenapaToB A1s1 aHeCTe3UMn, KoTopble cunuTaloTcs 6e3onacHbIMU
N He6e3onacHbIMU, MOXXHO HaWTKU Ha Be6-canTe PPMD no agpecy: www.
ParentProjectMD.org/Surgery

« HanoMHuTe Bawlen MeAULIMHCKON KOMaHAe, YTO KUCIopoa cliegyeT Ucrnonb3oBaTtb
C OCTOPOXXHOCTbIO U TOJIbKO C KOHTponem CO2 (cMm. Paspen 11).

» Ucnonb3oBaHMe onuaToB, APYrMx ceaaTUBHbIX IEKAPCTB U MUOPESTaKCaHTOB
OOMMKHO 6bITb O4YE€Hb OCTOPOXXHbIM U NoA NOCTOAHHDbIM KOHTPOJIEM — 3TU
npenapaTtbl MOIryT BJZINATb Ha CKOPOCTb U I'J1y6MHy AbiXaHWUA, genada AbiXxaHue
6onee NMOBepXHOCTHbIM U MeANEeHHbIM C HesnarOﬂpMﬂTHblMM nocneancTBuaMm.
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MEOULUMUHCKASA NMOMOLLb NMPU

lMepen onepavmeit He06XOAMMO MPOKOHCYNBTUPOBATBLCS C KAPAUONOrOM
AHECTe310NM0rM AOMKHbI 3HaTb, YTO Y NaumneHToB ¢ M/ NoBbILEH PUCK LEKOMMEHCALMM CepAeYHOI HeA0CTaTOYHOCTH
BO BpeMs onepaLum

O6LUMpHbIE XMPYPrUYeckue BMeLLaTelbCTBa
« Y naunentos ¢ MAJ] 0cob0o MoBbILLEH PUCK HAPYLLEHUS CEpPAEYHON AEATENBHOCTM BO BPEMS OBLIMPHbIX OnepaLymit

* DXOKapAMorpaduio 1 neKTpokapauorpadmio UiedyeT BbiNOMHSATb Kak MOXHO 6/vKe K NpoBefeH!Io Nto6oit 3annaHpoBaHHOM
onepauuu

Manbie XuUpypruyeckue BMellaTesibCTBa

Y NauMeHToB ¢ HOpMasbHOM (BYHKLMEl cepaLa Kaparonorieckoe obiefoBaHue NpeaaaraeTcs NpoBOAUTb,
ecnu nocneaHee obcienoBaHue Nposoauaoch >1 roga Hasag,

MEAULUUHCKASA MOMOLLb NMPU

I'Ipen.onepau.uouuoe OGY"IEHME U nocsieonepauMoHHOIo UcnosibsoBaHue yCTpOﬁCI'B AJ1A BCoMoraTe/ibHOro Kawna

« /lcnonb3oBaHKWe METOAMK UCKYCCTBEHHOTO Kaluis HE0OXOAMMO Yy MaLLMEHTOB C UCXOAHOV MaKCMMabHOM CKOPOCTbIO BblAOXa
npw Kawne <270 1/MUH UK UCXOAHBIM MaKCUMasbHbIM laBneHneM Ha Bblgoxe <60 cm H20*

MpenonepauuoHHoe 06yyeHne U NOCIEONEPaLUOHHOTO UCMO/Ib30BaHUEHEMHBA3UBHON BEHTUNSLIUM JIETKUX
» HenHBa3MBHYO BEHTUNALMIO TETKUX HEOOXOAMMO NPOBOAMUTD Y NaLMeEHTOB ¢ ncxoaHoi OXET <30 % oT fLomKHOM

¢ HenHBa3MBHYIO MCKYCCTBEHHYIO BEHTUAALIMIO NETKMX HACTOATENbHO PeKOMEHAYeTCs MPOBOAMTL Y NaLMEHTOB ¢ ucxogHon MXEJT
<50 % oT gomkHow

CnegyeT usberatb 3Kcry63uww TONbKO C AOMNOHUTENbHOM Nojayei Kucnopoaa 6e3 0[IHOBPEMEeHHOro NpoBeAeHNs BCroMoraTesibHow
MCKYCCTBEHHOW BEHTUNALIMM NETKUX

CTMMyﬂMpyIOLLlaﬂ CNMPOMETPUA He NOoKa3aHa, Tak Kak OHa NoTeHUnanbHoO HerdeeKTMBHa Yy nauMeHToB Co cnabocTbio [AbIXaTeNbHOWM
MYCKYnaTtypbl, U UMEKTCA 6onee npennovTuTebHble aNibTepHATUBHbIE MeTO4bl

AHECTE3MA

HacTtoatenbHo pekoMeHayeTCa ToTaibHag BHYTPUBEHHAA aHeCTe3na

,[lenonﬂpusyromue MUOpeiaKCaHTbl, TaKMe KaK CyKcaMeToOHUA Xniopua, abCconTHO NpOoTUBOMNOKa3aHbl U3-3a PUCKa HeXXenaTeslbHbIX
peaKu,uﬁ c ieTa/ibHbIM UCXO0A0OM

Puck pa6,u.0M|Aon|43a W rmnepkanMemMms

« Y naumnentoB ¢ M noBblweH pUck pa3sut1a pabaoMuonusa Npu UHrANSLMOHHOM aHecTesuu
WM NPUMEHEHWM CYKCAMETOHMS XI0pUaa

¢ OcnoxxHeHus B Buae pa6p,0Mmom43a 4acTo nyTakT Co 3/10Ka4eCTBeHHOM FMHEPTEPMMeﬁ

KPOBOMOTEPS
Vcnonb3oBaHue aHeCTETETUKOB C MMMOTEH3UBHBIMU CBOMCTBAMM, C LiENbIO MUHUMM3ALMU KPOBOMOTEPU, HE PEKOMEHAYHOTCA 13-3a
pHCKa reMoMHaMUUYECKUX HapYLLEHWI NpY KapaMoMMonaTuu y nauuentos ¢ MAL,.

[ins 6opbbbl € MHTPaOMEPALMOHHOM KPOBOMOTEPEH CIeflyeT PACCMOTPETb BO3MOXHOCTb MCMO/Ib30BAHWUS TEXHONOTUM
ayToreMoTpaHcdy3um (cenn-ceitsep), Hapsay C NPUMEHEHUEM aMUHOKANPOHOBOM WM TPaHEKCAMOBOM KMUC/IOTbI.

lMocneonepaLynoHHas aHTUKOArySHTHas Tepanus ¢ NPUMEHEHMEM renapuHa UNK acnupuHa y naumentos ¢ MAJ, HellenecoobpasHa.
KoMMpeccuoHHbIM TPUKOTaX, Ha BCHO HOTY, MOXET BbiTb NMOKa3aH Ans NpoduaakT1ki TpoMbo3a ry6oKnX BeH.

PUCYHOK 14: ACneKTbl OKA3AHWS XUPYPIrn4eCcKou MnomMoLym
naymneHTaM ¢ MbiLLeYHOU ANCTpoguen JroweHHa
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16. SKCTPEHHA4A NMOMOLLDb

Ecnv BaM HeobxoaMMo oB6paTUTbCa B BOMbHULLY B Ype3BblYaHOM CUTYyaLIMK, HEOBXOOMMO

YUUTbIBATb PAa GaKTOPOB.

- Baw nevawmm Bpad mnv HMC gonkHbl MO3BOHWTb B 60/bHKLLY 0O Ballero npuesaa.
DTO NO3BOMUT NepcoHany 60/bHULIbI MOArOTOBUTb OOMKHbIM MPUEM U YXOM,

- Ecnu Bbl monanu B oTaeneHmne ckopow NomMolLLum, ob6a3aTenbHo ceaXmnTecb ¢ HMC mnu
CO CBOEM HEPBHO-MbILLEYHOWM KOMaAHOOW.

- MpuHUMaLWKMIM NepcoHan Oo/MHKeH 3HaTb O BaweM gmarHo3se MO, TeKyLmx
NeKapcTBax, HaMM4YMM NobbIX PECMMPATOPHbIX M cepaeYUHbIX OCNOXKHEHUM 1 O

cneumanmcTax, KoTopble aBAAKOTCS
Ballen Kto4YeBOM MeguLMHCKOM
KOMaHOoW.

[MOoCKOMbKY MHOIMe CNeuUnanmcTbl
B 06M1aCTW 34paBoOXpaHeHna He
3HatoT 06 0COBEHHOCTAX PeaKoro
3aboneBaHmna MO/, cnenyet
MMETb KapMaHHOE PyKOBOOCTBO
no M/, C OCHOBHOM U YXN3HEHHO-
BakHOW MHbOpMaLmen (nepenombl,
aHecTe3ung, NMPOTMBOMOKa3aHMe
KMCnopoaa, cepaeyHbie M
pecnmpaTopHble 0COBEHHOCTH,
CTpecc-003bl CTEPOUAOB U Ap.) ANS
Nyyllero KayecTBa OKasblBaeMom
MOMOLLIN.

3KCTPEHHAA NHOOPMALNA

B ngeane Bbl Bcerga LO/MKHbI MMETb MpU
cebe KapTy SKCTPEHHOW MOMOLLM U UMETb
OOCTYM K KPaTKOMY MeOMLUMHCKOMY
[ocCbe, coCcTaBneHHOMY Bawnm HMC,
KOTOpOe BKJoYaeT B cebq:

- OwnarHos
- CrnCoOK nekapcTB

- McxogHbIi MEOMLIMHCKNIA
cTaTyc, BKOYaa pe3ynbraTthl
HedaBHUX PECrMPaTOPHbIX U
KapOMONormyecKmnx ncciegoBaHmMm

Mo6asg ncTopua NoOBTOPAIOLLMXCS
MeOULMHCKUX NpobreM (Hanpumep,
MHEBMOHMU, CepaeUHOM
HeOOCTaTOYHOCTU, KAMHM B MOYKax,
YKenyoo4Horo napesa (3anosganoro
OMOPOXKHEHWA KeNyaKa)

- KpaTKkoe pekoMeHgaumMm no
nepBMYHOM OMATHOCTUKE U
BegeHuo naumeHTa ¢ MO0

[ ————————————
BJ1OK 8. OCHOBHDIE NMYHKTbI

3KCTPEHHOM NMOMOLLU:

1. Bcerga HocuTe ¢ cobo MHGOPMALMOHHYHO
KapTy UM ckadvamTe npunoxeHue PPMD
(www.ParentProjectMD.org/App) nnm
NPUIOXeHMe, OCTYMHOE B Balllen CTpaHe,
019 MCMOMb30BaHMS NPW pa3roBope C
BpavaMu, MegcecTpaMm M agMUMHUCTPaLMen
B60MbHULbI

2. Cnepnyet cBa3aTbcd ¢ Bawmm HMC npum
rocnuTanmsaumm, 4Tobbl 06CyanTb NpoLLecc
neyeHma

3. Ecnuv Bbl NpMHMMaeTe cTepoubl,
coobMTe 06 3TOM NepCcoHany HeOTTOXHOW
MOMOLLIN

4. ECt BO3MOYXKHO, MPUHECKHTE KOMMK BaLLMX
rnocnenHmx pe3ynbraToB CEPLEYHOIO U
pecnmpaTopHOro TeCcToB, Takux Kak FVC, EKG
n LVEF

5. Ecnuy Bac eCTb BCroMoraTeflbHoe
YCTPOMCTBO ONA KalAsg U/WUin abixaTenbHoe
obopynoBaHue (Hanpumep, BiPAP),
rnpuBesnTe MX C CO60M B BONbHULLY

6. Ecnv Bal ypoBeHb KMCNoOpoaa NagaerT,
rnepcoHan AofmKeH 6bITb O4EHb OCTOPOXKHbIM,
0aBad Kmcnopon 6e3 noaaep»KKu AblxaHua
(BcmomMoraTenbHOM BEHTUNALMK). DTO MOXKET
MPWBECTU K YTHETEHMIO OblXaTeNbHOro
LeHTpa (cM. BcTaBky 9)

7. Ecnn y Bac nepenom, HacTamBamTe Ha
TOM, 4TO6bI MOroBOPUNK C Balmm HMC
nnn dunsmyeckmm TepaneBToM. Cnegmte
3a Npu3HakaMM 1 CUMNTOMaMM CMHOPOMA
»unposol ambonum (FES) [pasgen 9]




«

PYKOBOZCTBO /17151 CEMEVA 65// 74

TakXKe MHPOPMaLLMG O TOM, YTO AeflaTb BO BPEMS YPE3BbIYaMHOM CUTYaL WK, ECTb B
MOBUMBHOM MpUNoXeHnn PPMD ons cMapTdoHoB (www.ParentProjectMD.org/App), v
MOXKeT 6bITb OOCTYMNHA B APYrMX CTPaHax Yepes3 MecTHble MauMeHTCKME opraHm3aumnm.

CTEPOUADbI

MepcoHany HeOTTOXKHOM MOMOLLIM HEOBXOAMMO PACCKa3aTb O (AIUTENTbHOM) MPUMEHEHMN
ctepougos/pexknume npméma. CoobLIMTe, CKOMbKO BPEMEHM Bbl MPUHMMaeTe CTepoubl,
1 6bIN M NPONYCK A03bl (003). TakyKe BayKHO COOBLINTbL COTPYOHMKAM CKOPOM MOMOLLM,
MCMNOMb30Basv N1 Bbl CTEPOUAbI B MPOLL/IOM, JaXe eC/lv Bbl HE MPUHMMaeTe 1X celdac.

OTO Ba*KHO, MOTOMY HTO!

MepcoHany HeOTOXKHOW MOMOLLM HEOBXOAMMO paccKasaTb O (OSIUTENbHOM) MPUMEHEHI
cTepongos/pexmme npréma. CoobLUNTE, CKOMbKO BPEMEHM Bbl MPUHMMaeTe cTeponbl,
1 BbIST X NPOMYCK A03bl ([03). TakyKe BaXKHO COOBLIMTb COTPYAHMKAM CKOPOW MOMOLLM,
MCMOMNb30BaNM /1M Bbl CTEPOWAbLI B MPOLLSIOM, laXKe eC/iM Bbl He MPUHMMaeTe KX cenvac.

OTO Ba)KHO, MOTOMY YTO:

- CTepoubl MOIyT yMeHbLUWTb peakLMio OpraHMaMa Ha CTpecc, Mo3TOMY B OTAENEeHUM
HEOTNOYXHOM MOMOLLM MOryT NoTpeboBaTbCA AOMNONHUTEbHbIE CTPEeCCOoBble 403bl
CTepovaoB

. CTepOl/I,EI,bI MOTYT YBeTNYUNTb PUNCK Pa3BUTUNA A3BbI XXe/lydKa, 2TO JOJIKHO ObITb YYTEHO
nepcoHasioMm

- PegKo MOryT oCTpO MpOoaBMATbCA APYIMe OCTOXHEHWS, CBA3aHHbIE CO CTepouaaMm, U
WX CrefyeT yuUMTbiBaTb

CEPOEYHAA ®YHKUUNA

- menTe Nnpu cebe HepgaBHUeE pe3ynbTaTbl TECTA Ballew cepaeyHom GyHKLMMK
(HanpwuMep, pe3ynbraTbl KT, axo-KI nnum MPT);

- HanoMHuTe mepcoHany, 4to y naumeHToB ¢ AdoweHHoOM SKI 06bl4HO BHE HOPMbI BO
BCeX BO3pacTax; NpuHecuTe Konuto ceaoen IKIK

- Bo BpeMs oCTpbIX COCTOAHUM TpebyeTca HeMnpepbIBHbIN KapaANOMOHUTOPWHT, YTOObI He
MponycTUTb NpPobeMbl C cepaedHbiM PUTMOM

ObIXATEJIbHAA ®YHKUUNA

- HepaBHWe pe3ynbTaThl TeCTa PECnMpPaTOPHOM GYHKLMM MOTYT 6bITb MONE3HbIMU
(HanpuMep, “bopPCUpPOBaHHBIN XM3HEHHbIN 06bEM”, FVC); MpuHecuTe nx, eCnm MoxeTe

- BakHO npuHecTu ntoboe o6opyaoBaHMe, KOTOPOE Bbl MCMOb3yeTe (OTKallmMBaTe b,
BiPAP 1 T. 0.), B 60MbHULY, €CN Y HUX HET A9 Bac Takoro o6opyaoBaHumA.
HacTamBalTe Ha TOM, UTOObI COTPYAHUKM HEOT/IOXHOM MOMOLLM MCMO/b30BaaM BaLle
obopynoBaHue O/19 MOMOLLM BaM.

- Ecnwu Bbl AOMa Mcnonb3yeTe annapaTt BCrioMoraTeibHOM BEHTUASALMN, HEO6X0AMMO
KaK MOXHO CKOopee MpuB/iedb B okasaHre NoMoLM oTaeieHme nysIbMOHOI0r MM
(pecnmpaTopHoOro cneumanmcTa) 60/bHULLbI.

- Ocoboe 3HavyeHMe MMeeT HabnageHre B C/lydae UCMofb30BaHMa onnaToBs, OpYyrnx
cefaTUBHbIX (YCMoKamBaloLLKMX) NpenapaToB M MUOPENAaKCaHTOB - OHU MOTYT B/IUATb
Ha CKOPOCTb U MMy6UHY AbiXaHWA, Oenas AbixaHWe 6onee MenkKUM 1 MeaTIeHHbIM (CM.
Pa3gen 15)

- Ecnun HeobxoomMa aHecTe3uns, crefyeT MCNoMb30BaTb BHYTPUBEHHYIO aHEeCTe3Mto U
n3beraTb MHFANALMOHHOM aHEeCTE3MM; CYKLIMHUAXOMH CTPOIro NPOTUBOMNOKa3aH Npu
[iolleHHe 1 ero He cnenyeT NMPUMeHaTb (CM. pasaen 15)




>

66// 74 PYKOBO/ICTBO /1151 CEME

+ MblWUbl ObIXaHWA M KaLNg eLle 6onblie ocnabeBatoT BO BpeM4da 60ﬂe3Hl/I, N PUNCK 2TUX
OCNOXXHEHUN [Pe3KO BO3pPacCTaeT.

TakmM 06pasom, ecnin y Bac ocrabneHa doTorpadum npegocTaBieHbl MauMeHTCKoM
opraHusauymen Parent Project Muscular Dystrophy.

doTorpad: Rick Guidotti, Positive Exposure.aTtopHaa dyHKLUUS (Cnabble MbiLLbl ObIXaHWUA):
- B cnyyae MHbeKUMIN rpyQHON KNeTKM MOryT noTpeboBaTbCs aHTUOUOTUKM

- ObixaTeNbHasa noaaepykKa ¢ MCMofib30BaHMeM anrnapaTa HeMHBA3MBHOM BEHTUAALMM,
BEpOATHO, NoTpebyeTca nnm byaet HeobxogmMma Oorblle, YeM 0ObIUHO

- Ecnv HeobxogMM kmucnopon, byabTte OCTOPOXKHbI (CM. BcTaBKy 9)

- HenpepbiBHOE MCMOMb30BaHME HEMHBA3MBHOM BEHTUALMM BO BpeMsa 604pCTBOBaHMS,
rnpepbiBaeMoe Nno Mepe HeobXoAMMOCTU A9 OTKALU/IMBaHMA C MOMOLLLbIO anmnapaTa
MCKYCCTBEHHOIO Kalls, AOMKHO 6biTb CTaHAAPTHbLIM MOAX0O0M K PeCrMPaToOpPHbIM
3aboneBaHVaM B oTOEIEHNN HEOTIOXKHOM MOMOLLM

e —————————————
BJ1OK 9. KUcinopron - BHUMAHMUE!

Mbl Bce abilunMm, BAbIXada kmncnopofq (O2) v BbiAbIxas yrnekucbiv ras (CO2)

Ecnun y Bac CHMYKeHa AbixaTerbHag GYyHKLKWE, mofada KMCNopoada M3BHe (KUCMOopOoaHbI
KOHLEHTPATOP) MOYXET CHU3UTb «KeNnaHme» opraHmamMa OblllaTb U MPUBECTU K BbICOKUM
VPOBHSIM YIIEKUCOro rasa (Tak HasbiBaeMoe «HakomnneHne CO2» U «pecnmpaTopHbIM
aLMO03»). DTO OMACHO M MOYKET AaxKe YrpoXKaTb U3HUW. MNpefocTaBneHme
OOMONHUTENBbHOMO KMCMOPOoAa criedyeT BbIMOMAHATL C 0COH0M OCTOPOXHOCTbIO, U
crnenyeT KOHTPONMPOBaTb YIMEeKUCbIN ra3 B KPOBU.

YPOBHW cofepyKaHWs YINeKUCIOro ra3a B KpoBU crieflyeT NpOBEPATb, €C/IN YPOBEHb
HaCbILLEHNA KMCMopOoaa B KPOBU (M3MEPEHHbIN C MOMOLLBIO MMMYTbCHOW OKCUMETPUN
yepes naneL,) CHM3UAC 00 <95%. ECnn yrnekuUcnbli ras B KPOBUW MOBbILIEH, HeOBXOAMM
Kallesb C PYYHOM U MEXaHMYECKOW MOMOLLbIO (OTKalUMBaTeb) M HeEUHBa3MBHada
BEHTUIALMSA.

Ecnn HEOBXOAMM KUCTTOPOA, ero criedyeT HazHauaTb BMeCTe C HEMHBA3UBHOM
BEHTUNALMEN (OBYXYPOBHEBAA BEHTUMALMS C MNONTOXKUTENbHBIM AaBAeHUEM) U
TUlATENbHBIM MOHUTOPUHIOM cofiepskaHusa CO2 B KPOBU.

R —

MEPETOMbI KOCTEU

JTogn, >xmByLume ¢ oW eHHOM, HAaXoOATCA B 30HE pUCKa NepennoMoB. NepenoM Horm
MOXKeT 3aTpPyLAHUTb BO30OOHOBMEHWE CMOCOBHOCTM XOOUTb, OCOBEHHO ecnn xoabba
CTaHOBWNAChb BCE TpyaHee 1 Ao nepenomMa. CoobLimTe cBoen HepBHO-MblLLEYHOM
KoMaHOe, 0CO6eHHO PU3NYECKOMY TeparenTy, O NepenomMe, YTobbl OHU MO
MOroBOPUTb C XMPYypPramMu, ecii 3To HEOBXOOMMO.

Xupyprudeckaa burkcaLms, ecriv oHa MpUMeHKrMa 19 Ballero nepenoma, 4acTo
ABNAETCA NyYLllMM BapUaHTOM, YeM F1rc, ecriv Ao nepeiomMa Bbl Xoouu.

CoBeTbl d)l/I3M‘-IeCKOI'O TeparneBTa MMeloT pellatollee 3Ha4veHne, 4yTOObI Bbl KaK
MOXHO CKOpee BCTaJ/lMh Ha HOT'un.

Ecnm cnomMaHHaa KocTb - O4MH M3 MO3BOHKOB, MY Bac 60UT CrMHa, TO
HeobxoaMMO MHeHKe Ballero optorena UM aHOOKPWMHOMOra, YTobbl
obecneunTb NpaBuibHoe fledeHre (cM. Pasgen 9)

CUHAOPOM KnpoBol ambonun (FES) npeactasnaeT cobom puck npu [JolleHHe
M ABNAETCA SKCTPEHHbIM MeAMLUMHCKMM crlyYaeM (cM. Pazgen 9). HeMeaoneHHo
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CoOBLINTE COTPYOAHMKAM HEOT/IOXHOM MOMOLLM, YTO Bbl MOAO3peBaeTe aMO0NMIO.
CnumMmnToMbl FES BKItOYaAlOT:

- MyTaHuuy 1/ Unu gesopueHTaumio
- CTpaHHOe rnoBefeHue
- YyalleHHoe OblXxaHWe U cepaeYHbl pUTM

. CbunBUMBOE ablXaHue

17. IPEMCTBEHHOCTb nNMoMoLiu

Mo Mepe Toro, Kak Bbl FOTOBUTECH K 6onblLuen HEe3aBNCMMOCTW, HeobxoaMMo Y4YMNTbIBaATb
BaLlln I'IOTpe6HOCTl/I B 30pOBbe M yxode. Kak npasumno, CMOCOBHOCTb JOCTUYb YKelaeMoro
YPOBHA HE3AaBNCMMOCTU Tpe6yeT TWaTes/IbHOIo M MOCTOAHHOIO NMNJ1aHMPOBaHWMA.

BPEMYA NNMAHUPOBAHUA NMEPEXOOA

HaurHaga c Bawero paHHero OeTCcTBa, CrneumanuncTbl, NpenogaBaTteivi U poaAnTeN OOHKHbI
HayaTb BKMOYaTb Bac B 3a60Ty O BallleM 3[00P0OBbe U MMaHMpoBaHWK Byayliero. Bo MHOMmMx
cny4yasax nepexon Bo B3POCNYIO XXM3Hb MOYET MoTpeboBaTb CMeHbl HEKOTOPbIX MM BCEX
BaLLMX MEeOULIMHCKUX CMeLnanmncToB. Bbl 1 Balla ceMbsl LOMYKHbI Ha4aTb paccMaTpMBaTb
nfaHbl Mepexoda (OT AeTCKOro K B3pOC/OoMy) B BO3pacTe A0 12 €T, C Ha4aloM OUCKYCCUIN U
niaHMpPoOBaHMEM Mepexona B Bo3pacTte 13-14 ner.

- B BaweM nnaHe gonykHbl 6biTb YKa3aHbl YCIyrn, KOTopble JOST>XKHbI ObITb
npegocTaB/ieHbl, KTO UX MPedOoCTaBUT, N1 KaK OHU 6y,El,yT Cbl/IHaHCl/IpOBaTbCFL

- Baw nnaH nepexopa OOMKeEH OCHOBbIBATbCH HaA I'IOTpe6HOCTF|X, XeJTaHNAX N LEHHOCTAX,
KOTOpPble Bbl 1 Ballla CeMbd CHNTaeTe Ba>XHbIMW.

- Baw nnaH gomkeH BKAYaTb AOCTUYKEHUS Lienei, KOTopble Bbl CUUTaETe BaXKHbIMU B
YeTblpéx obracTax: 3aHATOCTb / 06pasoBaHMe (UTO Bbl XOTUTE AeNaThb), He3aBUCHUMOe
npoxxmBaHme (rae Bbl 60ble BCero XoTenu 6bl )X1Tb U C KeM), 340POBbe (Mcxoaa
M3 BaLLUX NTNYHbBIX MPOUOPUTETOB) U COLMANbHYO MHTErpaLmio (Kak Bbl xoTenu Obl
OCTaBaTbCH aKTUBHbIMU C 4PY3bAMU U B CBOEM COODOLLLECTBE).

- @urHaHcoBoE naaHnpoBaHWe OO/TXXHO BKJ/1HOHAaTb ,D,OJ'II_OCpOL‘IHbIPI CbVIHaHCOBbIVI nraH.

- Mo OOCTUXKEHMIOT8 NeT OoMKHO BbiTb BKITIOUEHO lopuamnyeckoe nnaHupoBaHme. 370
MOYKeT OT/IMYaTbCA OT CTPaHbl K CTpaHe, HO B CLLIA 3To BkItoYaeT obcykaeHme
MpPaBoOBOM OMNeKW (KTO-TO Apyron ByaeT BallMM «OMEeKYHOM» UM «<KOHCEPBATOPOM»
M byaeT NpUHMMaTb lopuanyYecKme pelleHrs 3a Bac) M JOBEPEeHHOCTb Mo
MeOMUMHCKKMM BOMpPOCaM (Bbl 4O/MKHbI MepenaTh KOMY-TO MpaBo MpUHMMaTb
pelueHnda O BalleM 300POBbe, eC/IM Bbl CaMy HE B COCTOAHUM 3TO AesaTh).

KOOPAOAMHALINA MOMOLLUM (PucyHok 15)

KoopauHaTop Mo yxoay U/vnu coumanbHbit paboTHUK MOFYT 6bITb LIeHTPabHbIM
pecypcoM Ang pelleHns Mobbix BOMPOCOB, KOTOPbIE MOMYT BO3HUKHYTh B OTHOLLEHWM
3a60Tbl 0 300pPOBbE, yXOAa 3a pebeHKoM ¢ AmnarHoszom M. KoopamHaTopbl MOMOLLM
MoOMOratoT 06N1erynTb 0bLLEeHWE MeX Oy BaMu U crieuanmcTaMy HepBHO-MbILLEUHOM
KOMaHdbl, MePBUYHbBIMU BpavaMu, YieHaMmn CeMbU 1 COOBLLIECTBOM, a TaKXe MOryT
MOMOYb B MPOrHO3MPOBaHMM BalLMX NOTpeBbHOCTeM B 06/1aCTU 300P0BbS M MOAKTOUYNTD
BacC K pecypcaM AN YOOBIeTBOPEHMd 3TUX MoTpebHOCTEN. 3a4acTyto OHM MOTYT MOMOUb
B MOMy4YeHWM NbroT 1 NprnobpeTeHn obopyaoBaHMa U pecypcoB. Bes KoopamHaLumm

Mo YXOAY M y4acTUaA coLManbHOro paboTHMKA YyX0O MOXET CTaTb Pa3pPO3HEHHbIM, C
6e3pe3ynbTaTHbIMW PeKOMeHaALUVAMM U HeYO0BNEeTBOPEHHbIMW MOTPe6HOCTAMM.
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3ABOTA O 310OPOBbE

ﬂﬂaHMpOBaHVIe nepexona OO0J/HKHO BKJTKOYaTb MJs1aH obecrneveHnda HermnpepbiBHOCTU
conpoBoOXOgeHMA C rneamnatpnv4eCKMMmM crneymaramctaMm o Tex rnop, nokKa He 6y,£|,eT
YCTaHOBJ1EeH BBpOCﬂblm COCTaB HepBHO-MbILIJel—IHOPI KOMaHObl. KoopanHaTop Oo/mKeH
crnocobCcTBOBaTL Ballle CaMOCTOATENTbHOCTM B YacTu ynpaBieHnd MeaAnUMNHCKUM
O6Cﬂy)+(l/IBaHl/|eM, obnerynTb B3aMMOOENCTBME U OOCTYMNMHOCTb COOTBETCTBYOLLMNX
B3pOC/1bIM MeOANUNHCKUMX CrelnanmncTtoB U obecrneunTb nepegayvyy MeaMUMHCKUNX 3anucen.

C paHHero Bo3pacTa Bac cfieflyeT NooWPATb K y4acTUMIO B ANCKYCCUAX O BalleM
300POBbe, I B KOHEUYHOM MTOre (MprMepHOo B Bo3pacTe 14 f1eT) No3BoATb ObiTb
HaeOuHe C MepCoHas oM.

- Korpa Bbl HauMHaeTe NPoaBAATb MHTEPEC U CMOCOBHOCTb NPeacTaBNAaATb CBOMU
MHTepechbl B 06MacTu yxoaa v yooBneTBopeHna notTpebHocTel, Toraa Bbl roToBbl
HayaTb Mepexod oT NegmaTPUYecKor Moaenn NoCTPoeHMa NOMOLLM, FOe ceMbs
MocTaB/ieHa BO MMaBy Yr/a, K B3pOCon Moaesnn B3aMoOenCcTBMA, B LleHTpe
KOTOPOro HaxoamTca camM naumeHt ¢ M.

YUyBCTBUTENbHbIE TEMbI Yallle BCTPEYaTCH B MOAPOCTKOBOM W IOHOLLECKOM BO3pacTe,
M 3TV TeMbl MOTYT BbI3blBaTb AUCKOM®OPT, 6€CMNOKOMCTBO, MpeofofieHmne 1 NoTepto,
M UX cnenyeT OLEeHMBaTb M pellaTb ¢ NpodecchoHanamu. OTKpbIToe obcyaeHue
TaKMX TeM C Ballle HEPBHO-MbILLEYHOM KOMaHOOW MO3BOMUT e MoMoYb paboTaThb,
4TO6bI MONYYXTb 419 BaC AOCTYMN K AOMNOAHUTENbHBIM MeAULIMHCKUM UK
BCMOMoOraTesibHbIM yCyram, KOTopble MOryT BaM MOHaA06UTbCA.

BaykHO coobLLaTb CBOW NTMYHbIE LIEHHOCTU 1 MpeanoYTeHMA B OTHOLIEHUM 300P0BbS
Ballel HePBHO-MbILLEYHOM KOMaHae. PogmuTenm 1 coumanbHble paboTHUKM,
MOMOLLHMKM MOTYT MOMOUYb BaM MSIaHMPOBaTb MEAULIMHCKNIA YXOL, paHblLUe, YeMm
BOMPOChHI BbIOOpPa MEAMLMHCKKMX YCYT BO B3POCTOM XM3HM CTaHYT KPUTUUECKMMU.

OBPA3OBAHME, BAHATOCTb U CJIEJOBAHUE CBOEMY MNMPU3BAHUIO

O6pa3oBaHMe U NIaHUpPOoBaHKe Poaa 3aHATUIN MOCe OKOHYaHKUS LWKOSbl TpebytoT
MPUCTaNbHOro BHMMaHWA. LLIKOMbHbIM NepcoHarn, cry»obl npodopueHTaumm m
oduLUManbHble KIMHMKK MO Nepexody MOryT MpeaoCTaBMTb BaM OOMOHUTE IbHbIE
peKkoMeHOaUuK. He Kaykabl YenoBeK CTPEMUTCA MOMYUMTb OOMONMHUTENbHOE
obpa3oBaHMe Mo OKOHYaHUIO cpedHen LWKorbl. C Lefblo co3gaHna MHONBUAYabHOW

nporpaMMbl O6y‘-IeHl/l¢| OOMXKHbI ObITb Y4TeHbl Ball CJTbHble CTOPOHbI U TaJ1aHThI,
npegnoyTeHn4d.

O6C)/>+()J,€Hl/lq nnaHNpPoBaHMA O6pa3OBaHVI‘FI OOJIXXHbI MPOBOONTBCA He peXe OOHOro
pa3a B rof, HaumnHaga ¢ 13 f1eT, M BK/1KOYaTb OLLEHKY BalLMX IMYHbIX CUT U MHTEPECOB,
yoendd ocoboe BHMMaHMe BalluM I'IOTpe6HOCTF|M n uendam.

- Ba)KHbIM aBngeTca co3fgaHue nnaHa, KoTopbl coXpaHaeT 6anaHc Mexay BallnMm
MeOUNLMHCKUMM MOTPEBHOCTAMU 1 OTAbIXOM, 3TO CBA3aHO C MPaKTUYeCKUMU
BOMpoOcaMy 0 TPeBOBaHUAX K MOCELAEMOCTU LWKO/bl M akageMUIYeCKnMmMm
cTaHpoapTamMu / TpeboBaHUAMU K paboTe.

Ba)kHO omnpenenmTb pecypcbl And NofnyYeHns gocTyna K HeobxoamMomy
060pynoBaHUIO 1 TEXHOMOMMAM, KOTOPbIE BaM MOHaA064aTCa, a TakyKe criocobbl
nepeaBKeHUs (K LWKONe/MHCTUTYTY).

HagenuTb Bac cCMoCOBHOCTLIO BECTU MPOAYKTUBHYO, MOME3HYIO U 3HAUMMYIO XKU3Hb, B
MoBON BO3IMOYKHOM Mepe, ABNAeTCHa KPUTMUYECKOM 3aaade.

NPOXXUBAHUE U NMOMOLLb B EXXEQHEBHOW YXU3HU

Mo Mepe Toro, Kak Bbl MepexoamTe 13 NOAPOCTKOBOIO BO3PacTa B FOHOLLECKWMN, Bbl
OOMKHbI MCCNegoBaTh XenaeMble YPOBHM CaMOCTOATENNbHOM XXU3HM, @ TaKXKe pecypChbl
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M NOoAOePXKKY, HeobxoanMble Anda obecrneyeHmnsa onTrManibHOM HE3aBUCUMMOCTH.
ExxeoHeBHble OeNCTBMA MOOOEPKMBAKTCA YleHaMy CEMbM, MoKa Bbl O4eHb MO0AbI,

HO MO Mepe B3POCNEeHMA Yallle HaYMHaloT MPUBIEKaTbCA MOMOLLHMKK M3BHE. HaéMHble
PabOoTHUKM UMM Mapa-Nedarorn B LLKOMe MOIMyT OKasblBaTb MOMOLLIb B BOMPOCaX MrmeHbl,
MUTaHKWs, NepeaBKeHs, a TakKe MeONLUMHCKUX MeponpuaTnii. AreHTCTBa MNo yxoay

Ha [OMY MOTIYT 4YacTo MPeAoCTaBNaATb IMLEH3MPOBaHHbIE YCNyrv AN pelleHna 6onee
cepbe3HbIX BOMPOCOB Mo 340Pp0BbI. CrpocuTe y BalleM HEPBHO-MbILLEYHOW KOMaHabl,
KaKme yCnyr OOCTyMHbl A9 NOAPOCTKOB / B3POC/bIX, YXUBYLLMX B Ballel cTpaHe.

B pe3ynbraTe 4acTo HeJoCTaTOUHOrO pa3Mepa Mocobmin Mo MHBANTMOHOCTM BaM MOXET
noTpeboBaTbCa KOHCYBTUPOBaHME Mo drHaHCaM, MpaBy Ha broTbl, BOMNPOcaM, KOTopble
3HAUYUTENbHO MNyBXKe Tex, YTo TpebytoTca And N1, 6e3 MHBaNVOHOCTU. Balla HepBHO-
MbllLleYHasa KoMaHda, 0CO6eHHO colMarnbHble PaboTHUKM, 4acT BaM U Ballen ceMbe
MHPOPMALMIO O YAaCTHbIX CTPAXO0BbIX, FOCYAAPCTBEHHbIX MW PerMoHanbHbIX MPorpaMMax m
HaLUMOHabHbIX CUCTEMAX COLMANbHOM MOOAEPIKKMN.

Ecnu Bbl AyMaeTe O TOM, YTO 6bl YXUTb HE3aBUCUMO, CyLWleCTBYIOT BapuaHTbl, KOTOpPbIie
Bbl, BO3MOXXHO, NMNo)eJjilaeTe paCcCMOTpEeTb:

- XKunumuwHoe yCTpOVICTBO MOXXET BKJ1KOYaTb MNMPO>XXMBaHWME B ceMeMHOM OoMe,
NMpoXrMBaHMe B YHUBEPCUTETCKOM IropogKe BO BpeMd aKkageMNYeCKMX 3aHATUI, B
obLeM goMe Unu OpPraHM3oBaHHOM y4dpexxaoeHnm i B goMe Ui KBapTmnpe C Uin
6es cocefa Nno KoMHate

- Moaudukauma ooMa 1 MoMeLleHUn MoXeT noTpeboBaTbed ANng obecrnevyeHus
OOCTYMHOCTW (MPOKOHCYNBTUPYMTECH C SKCMEePTaMu, U3yUYmnTe 3aKOHbI U CBOM MpaBa,
drHaHCOBbIE pecypCbl, BapMaHTbl BCMTIOMOraTe lbHbIX TEXHOMOM M)

- Bam MoxeT NoHagobmnTbcs MOMOLLLL B YXO4e M MOBCEAHEBHOM >XN3HM
TPAHCMNOPT. NEPEABUXEHUE

Mpo6neMbl ¢ MOBUIBHOCTLIO MOFYT MOBMATh Ha Ballly aBTOHOMUIO M HE3aBUCKMMOCTb,
BaLLIM BO3MOXHOCTM AN19 paboTbl UK 06pa30BaHMS U Ha Balle yYyacTue B CoLManibHOM
YKM3HW. Balla HepBHO-MbILLEeYHaa KoOMaHaa OoMyKHa 06CyanTb BapmaHTbl 6e30macHoro
rnepenBuM»XeHnd, BKIoYaqa:

- HesaBucuMoe BoaeHWe afanTMpOBaHHOIo aBToMobmia
- MoamdumKaumm CEMENHOIo TPAHCMOPTHOIO CpeacTBa
- O6LUleCTBEHHbIV TpaHCMopT
JINYHbIE OTHOLUEHUA
- CoumarnbHble CBA3M MMEIOT pellatolee 3HadeHre Ana obecrnedyeHunsa 300p0BbS,
61arononyYma 1 KadyecTBa KU3HU

- MHOorga BO3MOXKHOCTW /19 JIMYHOIO KOHTaKTa U COLManibHOro y4acCTnd BO3HMKAKOT
MeHee eCTeCTBEHHO U Tpe6y+0T ON4a Pa3sBUTUA N YKPerieHNd ColMalibHbIX cBa3zen
6OJ'IbLIJe, yeM OBbIYHO. Lg nogpoCTKOB M B3POC/IbIX C JIOWEeHHOM CyLeCcTByeT MHOIO
coumanbHbIX Fpyrn, 1 X MOXXHO HaMTK, CBA3aBLLUMCL C KPYMHbIMW MauMeHTCKNMUN
opraHmsaumMamMun. Y Ballero coumanbHoOro pa6OTHl/IKa MOXET ObITb CMNCOK
CoUMaribHbIX rpyrr, KOTOpble MOryT BaC 3aMHTepeCOoBaThb.

- CBMOAHUA, MHTUMHbIE OTHOLLEHWS M CEKCYallbHOCTb ABMAKTCA TEMaMM BbICOKOIO
npuopuTeTa Cpeam HEKOTOPbIX MoAen, XX1BYLLMX ¢ [oleHHOM. [NonpobyinTe
HauyaTb 06CY>XKOEHMA OTHOLLEHMM, 3HAaKOMCTB, CeKCyallbHOM opMeHTaLMm 1 Bpaka
C HagEeXXHbIM OPYroM WK YneHoM ceMbl. OHU TaKXKe MOryT MNoroBOpPUTb C BaMU O
rnpeononeHnn 6apbepoB, MPENATCTBYIOLLMX PAa3BUTUIO COLMATbHbIX OTHOLLIEHWIA U
Y4YacTUIO B COLManbHOM XXM3HU. ObLLEHME C KEM-TO M3 Ballle HEPBHO-MbILLEYHOM
KOMaHbl TakXKe MOYXeT ObITb MOME3HbIM.
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- Bo BpeMs perynapHbix, OCHOBHbIX M CreLanibHbIX BU3SUTOB B KOMaHAe creLmanncToB
OOMXKeH 6bITb KTO-TO, C KEM Bbl UyBCTBOBaIM 6bl cebs KOMbOPTHO, 06Cy»Kaas
UyBCTBUTENbHbIE TEMbI (0 MacTypbaL MK, 3aHATUIM CEKCOM C MapTHEPOM,
POOUTENBCTBE WK OPYIUX MHTUMHbIX TeMax). Korga 3To HeobxoamMmo (ona Bac U

BalLero rnapTHepa), MOXKHO MOoyYnTb peKoMeH4aLUmMm OT CEMEMHOIo KOHCY/IbTaHTa
WUnu TepanesTa.
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MecTo xuTenbcrea

 /3yunTb MecTo npoxuBaHus (noma B
CeMbe UK B IPYroM Mecte)

¢ /I3MeHUTb AOMAaLLHEeEe NPOCTPAHCTBO,

B3aumooTHoweHus ¢ OKpy>Xalwmumm

uT0BbI OHO 6bIN0 AOCTYMHBIM U TpaHcniopt
«Pa3BuTHE HaBbIKOB OBLUEHMS C APYTUMM 6e30nacHbIM « MooWpSITb HE3aBUCUMYIO 371y Ha
JI0AbMU ANSl pELLERNA| CBONX BOTIPOCOB «MoNb30BaThCs BCMOMOraTeNbHbIMM CreuuanbHbIX TPAHCMOPTHBIX CPEACTBAX
E(H:;;T;;ep, BbIX0/, B 061L,eCTBO, 3aMMCh TeXHONOTUAMM o RIS G e

TPaHCMOPTHOE CPeacTBo

* M3yunTb [OCTYMHbIE BapUaHTbI
06LecTBEHHOro TpaHcnopTa

«PaboTa B HanpaBneHUU Xenaemoro
YPOBHSI CAaMOCTOSTENbHOCTU U1
HE3aBMUCMMOCTH

06yueHue 1 TPYAOYCTPOMCTBO
« 3apaHee nnaHWMpoBaTb byayLy0
npogeccuio

BOHPOCbI 300pOBbS

« [lepexon 13 AETCKOro YUpeXaeHus!
3/paBOOXPaAHEHMA BO B3pOUIOe
« PaccMaTpuBaTh BO3MOXHOCTb 0BY4eHMs! « V3MeHeHme OpueHTaLyM BO

OHNaWH HeXenu ¢ noMelLeHneM o6pasosa- B3aMMOZENCTBAY C YUpEKIEHMEM,
TENbHOTO y4pexneHus TNMoBCenHEBHas AEATENBHOCTD 0Ka3bIBAIOLLMM MEAULIMHCKYHO MOMOLLb,

« YTOUHWTb B By3ax Hanuuue NporpamMm asis C CEMbM Ha NaumeHTa
CTYLEHTOB C 0COBbIMU NOTPEGHOCTAMM « O6CyaUTb BO3PACTHbIE U3MEHEHMS B

* 3aperucTpupoBaTbCs Ha pecypcax no Tpy- nporpamMMe MeauLIMHCKOro 0BCYKMBaHMS!
JLIOYCTPOICTBY W MIAHUPOBAHMIO Kapbepbl * Y3HaTb, Kak MOXKHO HaHSATb U 06YUUTb O o AT AT
PabOTHWUKOB NATPOHAXKHOM CNyKObl A/MTENbHOM AOBEPEHHOCTU YUPEXAEHNIO,

* ObecneynBaTb BDEMEHHYIO NEPeablLKy OKa3bIBaOLLEMY MEAWLIMHCKYIO NOMOLLb
[N POACTBEHHUKOB, OCYLLECTBASIOLUX
YXOZ, 33 NauMUeHTOM

* PaccMoTpeTb He06x0AMMOCTb
ohopMIeHNs OMeKYHCTBA

* M3yunTb BO3MOXHOCTU (DUHAHCUPOBAHHS
yX0[a 33 NaLMEHTOM U NOMb3y OT Hero

PucyHok 15: OCHOBHble MOoTPe6HOCTH MOJIOAbIX JTIoAeN, KOTOpble HEO6X0AMMO YyYUTbIBATb
npyv NJIQHUPOBAHUU MepexoqHoro rNepruoad y naLyneHToB C MbiLLe4YHOM gucTpopuen
HAdoweHHa

18. SBAKJTIOMEHUE

Mbl HageeMmc4, YTo 3To Nocobue ByaeT Nose3HbIM No Mepe Ballero Ny TelecTBUA MO KU3HU
c OwoweHHoM. Bcerga NoOMHUTE, UTO €CTb FPy bl MOAAEPXKKN, HEPBHO-MbILLUEYHble LLeHTPbI U
KOMaH[Obl, CEMbW U OPYy3bsl, KOTOPble HaXOAATCA 34eCb, UTOObl NoaAepP»KaTb Bac. NepBbIv War
Bcerga caMbli TPYOHbI, HO 3TO TOMbKO MePBbIN LWar. Bbl HE OAMHOKK B 3TOM My TeLlecTBUM.
www.mda.org

www.parentprojectmd.org
www.treat-nmd.eu

www.WDO.org

Poccumnckue opraHmsauumm

BrnaroteBopuTenbHbivt GOHA NOMOLLM AETAM C MrMoamncTpodmen [JoeHHa

https://mymiofond.ru

PoouTenbcKum VIHQDOQMGQ,VIOHHI:IVI NPOEKT O MO

http://www.redballoons.ru/ru

PernoHanbHasa obLlecTBeHHaa opraHmsaumsa “PoomnTenbCKUiM MPOEKT MO OKa3aHUIo MOMOLLMN

nalmeHTaM ¢ MmmoamncTpodumen [rouwieHHa/bekkepa”
http://duchenne-russia.com/

doTorpacduu npeaocTaBneHbl NaLMeHTCKoN opraHusauueii Parent Project Muscular Dystrophy. ®otorpad: Rick Guidotti, Positive Exposure.
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Pyccko-a3bluHada Bepcua PykoBoacTBa co3gaHa
B paMKax O6pa3oBaTe/ibHOM NporpaMmmbi

BnarotBopuTtenbHoro ¢oHga «<MomMumo»

NOHNHO

mymiofond.ru
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