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Bce, 4TO Mbl flenaem B 6narotsopuTenbHoOM Nporpamme Spina Bifida, mbl agenaem ang Toro,
4TOObI Kaxablh pebeHoK CMOT Koraa-H1Moyab yBepeHHo cka3aTb: «MeHs 30BYyT [JaHa. Y meHs
spina bifida»

37O BaXHO. 3T0 onpeaenseTt Xu3Hb. N mbl XOTUM, 4TOObI emy He Oblf1I0 NPU 3TOM CTPAaLLUHO
NN HENOBKO. XOTUM, 4TOObI NIOAN BOKPYT TOXE HE yAUBAAINUCE N He 60annchb. N He
xanenwu. NMotomy 4t1o spina bifida He npurosop. MNycTb 6ygeT Tak.

Mbl He moxem U3MeHUTb spina bifida. HO Mbl MOXeM U3MeHUTL BCe OCTaslbHOe.
3a 2017 rop Ham ypanoch caenatb O4eHb U 04eHb MHOTOe.

3a 37oT rog, poannucb Mawua BennkxkaHnHa u JInza PaccoxnHa, KoTopbIx BHYTPUYTPOOHO
npoonepuposanu B LLiBenuapun. U ewwe apyx 6epeMeHHbIX XeHWwnH — HaTtawy Makaposy u
EneHy PepgynHy — yonanocb oTnpasuThb B LLIBenLapuio cnnamm CoTpygHUKOB Hallero goHaa.
C6opbl Ha BHYTPUYTPOOHYIO onepaumtio AnnHbl BennkxkaHnHon n EneHsl Peg4mHomn B3an Ha
ceba oHg «lMpepaHue». A kypuposana opraHnsaumio u npebbisaHue Bcex OyayLLmMx mam B
LLIsenuapun Haw cneumanuct no pabote ¢ 6epemeHHbIMU — EkaTepuHa CapabbeBa.

Haw doHp onnatnn meguumnHckne obcnenoBaHns ong tpex 6epemMeHHbIx. A Tak Xe Hamu
Oblnn onnavYeHbl BHYTPUYTPOOHbIE onepaLmm, poabl U NoCNepoaoBoe HabnaeHe ABYX
MaM N ManblLLen.

9 peten co spina bifida ctanu eLe 6onee camocToaTeNbHbIMU U CBOOOAHBIMU — Mbl
npuobpenn pas HUX akTUBHbIE KONSCKKU. 1 pebeHOoK Nosly4Mn OT Hac afanTUBHLIN
Beniocuneq. A eule ae akTMBHbIE KONSACKU AN HAlWMX NoA0NEeYHbIX AeTen Ham NOMOr
onnatutb poHg, «<Munocepame». [Ina oByx geTen Mbl Kynnam MHOMBMAYyanbHble Kpecna.

Ina opgHoro pebeHka bbina npuobpeTteHa onopa Anga ctogaHusa. U ele ons ogHoro
NoJoMNEYHOro — akTUBHbLIN BEPTUKANMU3ATOP.

8 peten nony4mnn optesbl. A gpna ogHoro pebeHka mbl NpUobpenn CNOXHYIO
opTonegnyeckyto o6yBb. Tenepb Mbl CNOKOMHbI 3@ NPaBUIbHOE NO3ULMOHMPOBAHME UX HOT
1 Ta3o6eapeHHbIX CycTaBoB. A ang 1 pebeHka mMbl Kynuam opToneguyeckyro NoayLuky,
4TOObI €ro OH Mor cebs 4yBCTBOBaTb KOMCPOPTHO U MPAaBUALHO B €ro IeXavem NONOXEHUN.

Onsa 2 peten mbl onnatmnmn meguumnHckne obcnenosaHus. A ong ogHoro pebeHka —
onepaumio Ha Ta3obepeHHble cycTasbl. M ong ABOMX NOAONEYHbIX Mbl ONAATUAN
NPOXWBaHUE Ha BPEMS MEONUMHCKNX 06CNeoBaHNUN.

MaTb KypCcoB peabunmraumm NPoLLIN HaLM NoJoNeYHbIe AeTU B LIeHTpe «fanuneo», 1 B
TeyYeHue NATN MecsLeB Tpoe AeTern 3aHMMaIMCb Ha apeHa0BaHHOM Hamu BUOPO-
nnatgopme.
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Ham ypanocb onnatuTb BOCEMb MECSLEB B AIETCKOM Cafy C UHTEHCUBHBIMU 3aHATUSIMM C
NCUXONOTOM U PU3UYECKUM TepaneBTOM N4 2 feTen.

B aTOM rofy Tpoe Halmnx NoAoNeYHbIX Ha4Yann Ha perynapHon OCHOBE NocewaTb 3aHATUS B
6accenHe. [Ing HMx Obino onnadveHo 57 4acoB 3aHATUR. [TnaBaHWe, N0 MHEHUIO HaLLNX
3KCNepTOoB, CaMbii 6e30MacHbIn 1 6naronpUATHLIA BUA, cnopTa gna nogen co spina bifida.
Tak >xe Hamu 6blIM OpraHM3oBaHbl 6ecnnaTHble exeHeaesnbHble 3aHATUN TMMHACTUKOM B
MockBe, KOTopble Ha perynapHon 0CHoBe nocewlatoT oT 5 fo 7 geten. A ele oanH Hawl
NoAoMNeYHbIN — NOAPOCTOK — YXKe NO0SIrofa 3aHMMAETCs C TPEHEPOM B CNOPTUBHOM 3ane no
cneumanbHon nporpamme, paspaboTaHHOW MHAMBUAOYANbHO (OU3NHECKMM TEPaNeBTOM

doHAaa.

[na nogoneyHon n3 MockBbl, YCbIHOBAEHHOM [EBOYKM, Mbl ONAATUAM B 3TOM rogy fBa
Kypca KOHAYKTUBHOM Nefarornku B LeHTpe «9 mory!s, aganTaumoHHbIN narepb «/HBaKOH»
1 32 4aca 3aHATUM C Noroneaom.

He Bcerpa cembs pebeHka co spina bifida moxeT onnatuTtb TpaHCNOPTHbIE pacxodbl Ha
nyTn B 60NbHULLY MNK 06paTHO. A COBEPLUMTL NOE3OKY XMU3HEHHO HeOOX0ouMO. B 3ToM roay
Mbl ONNATUAM NYTb OT ,OMA A0 60SIbHULBI M 06PATHO AN 9 HaLWKMX NOAOMNEYHbIX.

Ona TpOouUx [eTen U3 eTckux 4OMOB Mbl ONIaTUN pa60Ty Cnaenkn Ha Bpema
rocnuTann3auunn ux B 60ﬂbHMLl,y onsa obcnenosaHna n onepauun.

He ynyckaem mbl U3 BUAA M YpPONoruio, kotopas npu guarHose spina bifida asngetca cnabon
CTOpOHOW. [ing 1 Hawero NofonNeYHOro Mbl ONNaTUIM yposiornieckoe obcnegosaHve u
Kynunu yponpesepsaTtuebl. M ewe ang 1 nogonevyHom npuobpenn katetepsl, a Tak Xe
nomornn mame Bnucatb katetepbl B UMPA, 4T00bI B AanbHenwem nony4aTb ux 6ecnnaTHo
OT rocygapcraa.

K coxaneHunto, nopor hrHaHCOBOE NONOXEHNE CEMEN HALLMX NOAOMEYHbIX TAKOBO, YTO
OHM He MOTryT NO3BONUTL AN4 AeTen faxe camoe Heobxogumoe. MNostomy ona 1 pebeHka
Mbl IpUOBPENn MHrangaTop U cneumanbHoe aetckoe nutaHue. U ewwe ang 1 pebenHka —
3MMHUA KOCTIOM.

3a 2017 rof Ham yaanocb opraHM3oBaThb YeTblpe Bble3aa (despasnb, mapT, UoHb, Aekabpb)
cneupanncTos ooHAa B Teepb 419 KOHCYIbTaL MM NOAONEYHbIX U AN OCMOTPa AeTen co
spinabifida B cembax n nHTepHaTax Teepu 1 Teepckon obnacTu.

Tak>e 3a 3TOro rog, Mbl NPUHANK yHacTtue B:

e Kpyrnom crose Ha Temy: "Cpepacrtea peabunuraumm, nogdbop 1 Npon3BoaACTBO
WHOMBUAYANbHLIX OpTONeaMYeckux n3gennuin npu spina bifida;
e XVIIl Cbe3pe neguatpos Poccum;
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e BCTpeYe C 3aMecTUTeNnemM MMHUCTPA Tpyaa M coumanbHoOn 3awwmTel Poccum
lpuropuem puropbesn4em Jlekapesbim s 06Cy>XaeHNUA BONPOCOB CUCTEMHON
NOMOLLNX N NoJ[epXKKN aeten co spina bifida, BHeCEHNA N3MEHEHUN B HEKOTOpbIe
3aKoHoAaTeNbHbIE aKThl;

®  YPOJIOrMYECKUX KOHCUIIMYMAX U KPYTIOM CTOJIe NO BOMPOCam YpOonormn ong neten
co spina bifida ¢ y4acTnem npodpeccopa, AeTCKOro yponora, AoOKTopa MeguLMHbl,
4yneHa Koponesckown konnerunm xnpypros AHramu (Royal College of Surgeons)
MmpaHa MywTtaka. Bugeosannch BcTpeum MpaHa MyLiTaka ¢ poautensamm Hawmx
nojaoneYHbIX AeTen ecTb Ha Hawem canTe hitps://helpspinabifida.ru/

Mbl cMOrNM OpraHM30BaTh BbICTYNAEHWE 3KCNepPTOB Hallero ooHAa Ha HeBPONOrnYeckom
KoHepeHunn B TBepu nepep, Hesponoramun Teepu n Teepckon o6nactu ¢ 4OKNag0M Ha
Temy «MynbTUAMCUMNANHAPHBIM NOAXOA, B NeYeHUN NauneHToB co spina bifida». B mapTe
>Ke€ Mbl OpraHu30Basnn 1 NPOBENN KPYrbi CTON C 3KCNepTamu Ha TeMy «YCbIHOBNEHME
pebeHka co spina bifida. 4To He06Xx0ANMMO 3HaTb U K YEMY FrOTOBUTLCS. (BUOEO3annch
KpYraoro ctona ectb Ha Hawem camnte https://helpspinabifida.ru/)

Mbl opraHnM3oBanu Bble3p, CneumanncTos B TOMEHb 1 B POCTOB-Ha-LOHY 019 KOHCYNnbTauum
noaoneyHbIX N ons ocMoTpa aeten co spina bifida. B TromeHn Oblnn OCMOTPEHDLI AeTU B
[eTckux pomax. M Tam xe ang peten 6u1nm NpoBefeHbl KOHCYNbTaUUM OPTE3NCTOB U
N3roToBMIEHbI MHOMBUAYANbHbIE OPTE3bl.

3a 2017 rop o pabote Hawero oHAa BbIWNo 6onee 20 Nny6amkaumn B nevaTHbIX U
3NEKTPOHHbIX U3[aHUSAX.

B 2017 rogy Hamu 6bin nonyyeH MNpe3naeHTCKUA rpaHT g Nporpammel o6yveHms
3protepaneBToB N pusnyeckmx TepanesTos Ha 6a3e CaHkT-MeTepbyprckoro Megmko-
CoupanbHoro NHCTUTyTa No HanpasneHnsam «Dusmyeckas Tepanus» U «proTepanmus».

Ho Bcg 3Ta paboTa — nogdop HY>KHbIX peabunmTaupmoHHbIX U abUUTaUUOHHbIX
meponpuatuin, TCP, onpeneneHHbIX PU3n4eckmnx akTMBHOCTEN — BCe 3TO Obl10 Obl
HEBO3MOXHO 6e3 KOMaHbl HaLLMX CNeLanncToB — U3NYeCKnX TepanesTos 1
3proTepanesToB.

du3mnyeckune TepaneBTbl U IproTepanesTbl — 3TO Te, KTO peLlaeT KOHKPETHbIE 3afa4m C
KaXabIM KOHKPETHbIM pebeHKOM. Mpu 3TOM pe3ynbTaTbl X paboTbl COM3MEPUMBI U
NpWBS3aHbl K oNpeaeneHHOMY CPOKY.

B OTHOLLEHMM CBOMX MOAOMNEYHbIX Mbl CTABUM TpW rnNaBHble Uenn: n3bexarb BTOPUYHbIX
OCNOXHEHUN, peaGMﬂMTMpOBaTb n counann3npoBaTb pe6eH|<a. C netbmm 1 nx poauTenamu
pa60TaeT KOMaHfa 3prortepanesTos U CII)M3W*|€CKMX TepanesToB.
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3apava aprotepaneBta — cenaTb OKpy>KatoLLyto cpefy KOMPOPTHOM oNisi pebeHka,
nopobpaTb TeXHUYeCKne CPpeacTBa, NPUayMaTb YNPaxKHEHUS U Urpbl, KOTopble Obl
pa3BuBany pebeHka 1 y4MIN ero Hy>XKHbIM HaBblKamM, HECMOTPS Ha douanyeckne
OrpaHunYeHns: NpUayMath, Kak 6yeT urpatb pebeHoK, ecin TPYAHO AOTAHYTHCS

[0 UrpyLek; kak 6yaeT YUCTUTb 3yObl, €C/IM He JOCTaeT [0 PaKOBUHbI; Kak ByaeT rynst,
eCnin ABOP 3aBaneH CHerom; Kak 6yaeT pa3BMBaTbCS, OOHUM C/IOBOM, U KaKUMMK TeCTamu
U3MepPUTb, eCTb SIM Y pebeHKa OTCTaBaHWe B pasBUTUW. DproTepaneBTbl NPOAYMbIBAOT
YCNOBUS XU3HM pebeHKa B cembe: Kakas mebenb y Hero foNXKHa GbiTb U KaKow LUMPUHDI
Ha[o caenaTb ABEPHbIE MPOEMb, COBETYIOT POAUTENSM, KaK NyYlle 06LWaThCs C peGeHKOM.

Dduanyeckne TepanesTbl OTBEYAKOT 3a ABUraTeNbHY aKTUBHOCTb. DU3MYECKUA TepanesT —
3TO CNeLManucT, KOTopbIM aHanu3npyeT, pa3bupaeT apuraTenbHble Npobnembl pebeHka Ha
MHOXECTBO MESIKUX 3NEMEHTOB (CTaBUTb HOTY Ha NATKY, NEPEHOCUTL BEC, ONUPATLCS Ha
PYKY), TPEHMPYET 3TN HaBbIKM NO OTAENBHOCTU U COBUPAET B KPYNHbIE ABUXEHUS — CULOETD,
BCTaBaTb, X0AuTb... be3 6onun, B Urpe.

B npeane, B cembto ¢ pebeHkom co spina bifida Hawwm cneumanncTbl NPUXOAAT eXXeMeCI4HO
(peanbHO UK BUpTyanbHo, ecnin pebeHok He B Mockee nnn MO), 3aHMMaloTCs ¢ pebeHKoM
1 00y4aloT poguTenen, a eciv BO3HUKAOT AOMNONHUTESbHbIE BONPOCHI, K X PELUEHUIO
NOAKOYa0TCS apyrue cneumanuctbl. K coxkaneHuto, Ha gene wraTt Hawwnx cneumanncTos —
doU3nYecKMX TepaneBToB U 3ProTepaneBToB - O4eHb ManeHbKUi (Tpoe CneunanncTos B
Mockse 1 gga cneumanucta B HuxxHem Hosropoge). MNo3tomy Ha gaHHbIM MOMEHT B
nogo6HOM pexnme mbl pabotaem nuwb ¢ 14 getbmu. B nnaHax, nocne KoHua Kypca
06y4eHns PU3nHeCcKnx TepanesTosB U 3ProTepaneBToOM, Mbl XOTENN Obl OXBATUTb TaKMM
pexumom paboTbl 6onee 80 cemen aeten co spina bifida.

ELe Ham o4eHb BaXHO, 4TO Obl B NpoLiecce Halen paboTbl Oblin 3anHTEpecoBaHb!
poauTenu pebeHka. Ytobbl OHM BbINOSIHAM BCE PEKOMEHOALMN HALLMX CNELMaNNCTOB,
4TOObI ObSIN UMEHHO Ha HaLLEN CTOPOHE, @ He COBepLUANN Kakme-To peabunnuTaumoHHbIX
Mep, 3a CNUHaMK PrU3n4eCKoro TepanesTa U 3proTepanesTa. [10TOMY 4TO B TakOM Cny4yae
3PPEKTUBHOCTb peanu3aLmmn nnaHa MoXeT nagatb, MeponpuUsiTus, He ofo6peHHble
3KCNepTamu, 3a4acTyto MOryT TN pebeHky BO Bpes.

Bcsa paboTa Hawmx cneumanmucToB HanpaeieHa Ha fOCTUXEHNE TOro, 4ToObl Mama Havana
NOHUMAaTb, UM caM pebeHOK 0CO3HaBaTb, €C/IM OH CTapLue, B Yem ero npobnema, U Kak Mbl
ee peLlsaem. Mbl XOTUM, 4TOObI pebeHoK He napy pa3 B rof, NPOXoaun faneko ot Aoma
peabunuTaumio B TedeHne AByx Hefenb. A 4TOObI N30 OHSA B A€Hb €10 XW3Hb ynydlanacb
6naropaps abannTaumoHHbIM MEPONPUATUIM M COLMANbHON aganTauum pagom C JOMOM.
Hanpumep, mbl nogbupaem peryngapHble 3aHaTna B 6accenHe. Nnn TaHubl Ha kongackax. nu
3aHATUS FOPHBIMK NbIXXaMK, CNEX-XOKKEeeM, POSIMKamm1, aganTUBHbLIM CKanosiia3aHUem.
MHorve pogutenn gaxe He NPeACTaBNAOT, YTO AETU CO spina bifida moryT 3aHMmaTbCa
BCEMM 3TUMM BUAAMM cnopta. M Halm cneupnanmncTbl Kak pa3 pacckasblBatoT UM 06 3TOM U
NOMOraloT YCTPOUTbL pebeHka B CMOPTUBHbBIE CEKLIMKM PSAAOM C LOMOM. OHM pa3roBapusatoT
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C TpeHepamu, pacckasbiBaloT UM 06 0cobeHHOCTAX AnarHosa spina bifida n gatot
peKkoMeHaaummn, Kak nyyLie BCero 3aHMMaTbCs € STUMU OeTbMK, Kakne Harpy3ku um
NPOTMBOMNOKAa3aHbl B CUYy AMarHo3a, a Kakme HaobopoT — PEKOMEHL0BAHbI.

3a 3toT rog 6onee 10 Hawmx geten Havanm perynapHo 3aHMMaTbCa CNOPTOM — KaTaTbCAa Ha
Benocunene, Xognutb B TpeHaxeprM 3an, nnaearb B 6acCenHe M 3aHMMaTbCa B
MMHaCTU4eCKOM LeHTpPe.

Kak cTpouTca Hawa paboTta ¢ nofonevyHbIMn?

Ha HaLly 3neKTPOHHYIO NOYTY Mbl MOly4aem OT pogmuTenen NMCbMa C NPoCcbOon O MOMOLLW.
AomuHucTpaTop hoHAa NOCbINAET B OTBET HaLLy aHKeTY, rae eCTb HECKOSIbKO BOMPOCOB U
CMMUCOK HEOOXOAMMbIX JOKYMEHTOB (cornacne Ha o6paboTKy NepcoHasibHbIX AaHHbIX,
MeOuUMHCKME BbINWCKK, noaTeepxaatowimne anarHos, UNMPA, cnpaska 06 MHBaNNMAHOCTY,
CBUAETENbCTBO O POXAEHUM, MAcNopT Mambl, B Csly4ae, ecnin TpebyeTtcsa oMHaHCcoBas
NOMOLLb — LOKYMEHTbI, NOATBEPXAAIOLLIME A0X0Ab! YIEHOB CeMbM). Tak Mbl CMOXEM ly4Lle
NOHMMAaTbL CUTYaLLMIO KOHKPETHOW ceMbu pebeHka co spina bifida 1 kak mbl MOXeM NOMOYb
B AAHHOM KOHKPETHOM Clyyae.

MpumepHo 20% cemen He OTBEYAIOT Ha HaLUM NUCbMa C NPOCLOOW NpUCNaTh CTaHAAPTHLIN
nakeT [OKYMEHTOB M 60/bLUE HE BbIXOAAT C HAMM Ha CBA3b. Ewe 20% cemen He cornacHbl €
NOJSINTUKOM HaLero ooH[a B OTHOLLEHMM TOTO, 4TO NOMOTaem Mbl TONIbKO Ha OCHOBE
pekomeHpaumnmn skcnepTos 1 cneupnanmcToB. OctanbHble 60% cemen rotosbl K
COTPYLHNYECTBY.

3a npoLueaLnin rog, Mbl NONYYUNN JOKYMEHTbI OT 112 cemen geten co spina bifida. M3 HUx
NONYHYNSIN MNEPBUYHYIO U NOCIEAYIOLLIME KOHCYbTaLUMN U peKOMEeHAAUMU HaLLNX
cneypanncTos — 81 cembs.

A Bcero 3a 2017 rog, Hawm cneupnanucTbl nposenn 668 KoHcynbTauun ang 6onee 120
noponeyHbIX geten co spina bifida B cembsax 1 aeten n3 geTcknx LOMOB.

Halum cneumanncTbl CTaparoTcs NPOKOHCYIbTUPOBATL JIMYHO AeTeil U3 PErMOHOB BO Bpems
UX rocnuTanusaumin B 6o0nbHAULBI MockBbl. [lepXaT CBs3b C NOA0NEYHbIMM CEMbSIMU MO
ckamny. Ha cBsi3aun B mecceHaxXepax. 3TO AaeT poAUTENISIM «MNOYBY Nog, HOrammy,
YBEPEHHOCTb, YTO OHM BCEraa MoryT o6paTuUTbCs 3a OTBETOM Ha BOMPOC, 3@ COBETOM.

[nga Kaxporo nogoneyvyHoro, B3aToro B pa60Ty, nuweTca MH,D,MBM,D,yaJ'IbeM nnaH. B nnaHe
nponuncbiBatoTCAa BCe, Heobxoaumble nononevyHomy, peaGMJ'IMTaLI,MOHHbIe 7
abunUTaumoHHble meponpuatua, cpencrtea peaﬁMﬂMTaLl,MM, mepuumHckmne obcneposaHus. B
njiaHe nponucbiBaeTcs, CKOJIbKO HacoB noceLLeHnn CII)M3W*|€CKOI'O TepanesTa n
JprorepanesTa nnaHnupyeTcy. OnucbiBaeTCa COCTOAHME NOJAONEYHOrO HA MOMEHT
nepBn4YHOro nNnpuema. 7 NPONMUCbIBaAOTCA UesIn, KOTOPbIX Mbl CTapaemcda 0O0CTU4b Ha
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MOMEHT peanim3aumm AaHHOro nnaHa. MNnaH NUWeTcs Ha rof,. M ecnm 4To-To MeHsieTcs, To
BCE 3TW U3MEHEHWS BHOCATCS B NNaH. MNocne cornacoBaHus nnaHa ¢ poauTensmn pebeHka,
Mbl COGMpPaem hMHAHCOBbIE CPEACTBA M NPUCTYMNaemM K peanvsaumm.

3a 3TOT rof, HawWwnmm cneumannuctamm 6uino HanncaHo 33 nnaHa. Baato B paboTy nnaHoB —
24. Cenyac B akTMBHOM paboTe — 14 nnaHoB. 3aKpbITbIX NNaHOB — 9.

[lanee mMbl XOTUM NoKa3aTb HECKOSIbKO NPUMEPOB PaboTbl C HALLMMM NOAONEYHbIMM
NETbMM.

Konsa JlyueHko

Kong HeHasupen rynatb. OH ntobun cnaeTb fOMa U CMOTPETL U3 OKHa BO Asop. o asopy
6erann manbYULKKN U roHANU MaY. Fynate s Konm 6110 cyLen MyKom.

O6bl4HO Mama BbIBO3WUSIa ero Ha AEeTCKOM KogcKke Ha cepeanHy asopa. Kong cnpen B 3Tomn
KONSCKe N CMOTpPenN No CTopoHam. Korpa Bce manbymilku nepeberany n3 ogHoro mecra B
apyroe, Kong xpaan, Korga KTo-To U3 apysen [oseseT u ero Toxe. M korga Bce B asapte
nrpel yéeranu snepeq, Kone Hy>Ho 6bI110 KPUKHYTb U HANOMHUTL Npo ceb4. 1 3To oH
HeHasuaen 6onblue Bcero. EMy 7, OH B3poCnbiv U CAMOCTOSATENbHBIM NapeHb. A cnguT
nocpeam ABopa n He MOXET CaM COBUHYTLCSA C mecTa. Kong 3Han, 4To XOamUTb OH He
Hay4uTCa. BpoxaeHHas rpbiXa CMHHOMO MO3ra He OCTaBusa eMy Takon BO3MOXHOCTW.
BonbLue Bcero Ha ceeTe Kong xoTen npocTo YMeTb CaMOCTOATENbHO NepeaBuraTbecs no

OBopy.

W 6naropaps nomoLLm Hawero dpogHa y Konu nossmunacb akTMBHas MHBaNNOHas Konsacka.
Ha Hen Kong e3guT 6bicTpee Bcex! OH cam KpyTUT koneca. Cam! Ha Hen OH uUrpaet B
doyT60on. M4aTCa € ropku 1 pa3BopadmBaeTCs, Bbi3biBas BOCXULLIEHWE OBOPOBbIX
manbymwek. Kong Tenepb BCe AenaeT cam, a He XAEeT HY>KON MOMOLLM.
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AsapeHko Bosa

Bose 14 net. bnarogaps Hallen NOMOLLM y>Ke B TedeHune nonyroga Bonoas nsa pasa s
HeLenNto 3aHMMAaEeTCd B TPEHaXEePHOM 3asie C TPEHEPOM. 3TO OObIYHbIN CMOPTUBHBIN KNyO,
PAOOM C OOMOM, Kyaa Bonogsa npuesxaet nocsne Wwkosbl. bbino o4eHb He NpocTo yoeanTb
Mamy, 4To CnopT KNy6 NnpuHeceT 6onblue NoNb3bl, YeM 2 Hefenu B peabnnmTaumoHHOM
LEHTpe, HanTKn CNopT KNYy6 1 TpeHepa, KOTOPbIM BO3bMETCS TPEeHUPoBaTb pebeHKka co spina
bifida, pa3paboTatb MHONBMAYANBHYIO NPOrPamMMy 3aHATUI, 3aMepUTb NokalaTenn Ha
BXOZE U perynapHo n3amepsatb Nporpecc, yenevb pebeHka Tak, 4Tobbl OH 3aHMMancs
perynapHo. Ho y Hac nony4mnoces!

[Mporpammy 3aHaTum anga Bonogu paspabotana pusnyeckmm TepanesT Hawlero poHaa.
Bblan NnocTaeneHsbl LENN N NPOBEAEHbI U3MEPEHNS CUIbI MbILLL, BonoamM 00 Havana 3aHaTum.
M BOT Kakme Ha faHHbI MOMEHT pe3ynbTaThl.

e BepxHui nneveBor Nosc, 06bEM MbILLIL, PYK, LLIEW, Npecca U rpyayn YBENNYUIUCL B
cpegHem Ha 2 cm.

e Omxumaetcd Tenepb Boa 40 pa3 (oo Havana 3aHatum - 20), a noararmeaetca 15 pas
noapag, (0o Ha4ana 3aHatum - 10).

e Konn4ecTtso Beca, C KOTOPbIM Ha CErofHAHUIA MOMEHT NPOXOAdT BOBUHbI
TPEHUPOBKM, YBENNYMNOCL B cpegHeM Ha 10-12 kr.

e | pnaxe orsofgiume mbiwLbl 6egpa, kotopble Npu spina bifida 4acto 6biBatOT OMeHb
cnabble nn He paboTaloT COBCEM, Y BOBbI CTanu NepeHoCUTb Harpy3sky Ha 7 Kr
GonblLue.
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® 1470 0COBGEHHO BaXHO - KOHTPAKTYPbl B KONEHHbIX U FONEHOCTOMHbIX CycTaBax
cTanu meHblle Ha 5 rpagycos.

e A Tak xe 6e4po yBeNMYMNOoCh Ha 2 cM, a roneHb Ha 0,6 cm! YBennyeHue ronenHm
HEBEPOATHO BaXHO, MbILLIL, TAM MOYTU HET.

Takxe, 6narogaps Hawen NomoLLm, Bose M3roToBUMAM MHAMBMAYaNbHble opTe3bl. CHavana y
HEro COBCEM He NOJIy4anoch B HUX X0AUTb. HO OH NOCTENEHHO YBENUYMBaAN eXeHEBHOe
Bpemsi NpebbliBaHWS B OpTe3ax Mo pyKoBOACTBOM huamnyeckoro TepanesTa. Cenyac
Bonoas HaxoauTCs NONTU LENbI AeHb B OpTe3ax. 3TO CYLLLECTBEHHO CHUXKAET Harpysky Ha
KOSIEHHbIe CyCTaBbl, @ TaK Xe n3baBnseT oT 60U B KONEHSX.

B wkone y Bosbl 6111 Npobnembl € kaTeTepusaumen. B WKoNbHbIX Tyanetax He
3aKpblBanuCb ABepu, NO3TOMY MPOBECTU CAMOCTOATENbHO KaTeTepu3aumio ang Bosbl He
6b1S10 HUKAKON BO3MOXHOCTWU. SprotepanesT PpoHAa HECKOSIbKO pa3 e3amna B LKoY U
roBopuna c anpekTopom 06 ocobbix NoTpebHOCTAX BoBbl. U B pe3ynsTaTe Bose Bbioennnm
OTAENbHbIN TyaneT C 3aKPbIBAIOLLENCS OBEPLIO.

Cepren [lapbsHos.

Cepreto 19 net. lo 3Toro 17 net oH NpoXun B AETCKOM AOMe, U TOSIbKO ABa roga Hasag,y
Cepred nogsunack cembs. Cepren xo4eT paboTaTtb. Ha kongacke emy pabotaTtb HeNb34,
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NOTOMY YTO M3-3a@ OC/IOXXHEHUW HENb3s [ONT0 cnaeTb. Xoantb Cepren He MOXET, CTOATb
ToXe. Dn3anyeckmm TepanesT PoHAa NpUaymana aHaToOMUYECKyro Onopy, B KOTOPOW OH
OyOeT CTOATb Ha KONIeHAX. M 3Ta KOHCTPYKLUMS CMOXKET €30MTb Kak BepTukanusatop. N s
Takon KoHCTpyKumn Ceprent moxeT paboTtaTb! Ha 3aBofe emy npefocrasmnun paboyee
MecTo. M B NepBbIn paboymi fieHb OH NpUexan Ha 3aBof, B CONPOBOXAEHMUM HALLIMX
CNeunanncToB — M3n4eckoro TepanesTa un aprotepanesTa. OHM npoxoaaT ¢ Cepreem Bce
NPOU3BOACTBEHHbIE MOMELLEHNS, CNefdaT, YTO BEPTUKANN3aTop Be3ae NpoxXoamT, NopyyHU
€CTb, [0 YanHWKa [oTArMBaeTcs, y pabo4yero ctona cnamt yaobHo.

bnaropaps cneumanuctam Hawero ooHaa, Cepres B Havane 2017 ropa
rocnMTanu3npoBann B MOCKOBCKYIO 60SIbHULY U NOAHOCTbIO o6cnenosanu. [1o 3Toro B
[OMe-UHTepHaTe NoJo06HbIX KOMMANEKCHbIX 06CefoBaHN emy He nposoamnn. [ng Cepres
ObIM NpMoBpeTEHbI KaTeTepbl U yponpe3epBaTUBbI.

basHoB Anewa

PoouTtenn otkasanucb oT Anewun cpasy nocne poxaeHus. A 6abyluka 3abpana Anewy
yepes ropg,. YcbiHoBMNa v nepesesna B Mocksy. Mbl NO3HaKOMUAKCL C Aneluen, rog, Ha3sag,
EMy Ha TOT MOMeHT 6b110 6 NeT. OH NoYTU He rosopu. OH NepeaBurancs NOA3KOM,
6abyLika Ha py4kn eMy Hagesana HoCO4KM, MOTOMY HTO OT NONA3aHUS PYHKM NAYKaNnUCh Tak,
YTO HE OTMbIBANNCh.
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Mol npuobpenu onga Aneln akTUBHYIO KONSCKY, KOTOPYIO MO MHAMBUAOYaNbHLIM 3aMepam
nopobpana puandecknn TepanesT ooHaa. M B 3Tom rogy AneLua CMOXKET NOWUTU B LLKONY.
Benb nepenguratbcs MON3KOM CPeaM LWKONbHBIX NAPT HEBO3MOXHO, @ Ha KOJIICKE — camoe
TO.

Mol nogobpanu gna Anewn 3aHITUS B TMMHACTUYECKOM 3ane. M emy Tak NOHpaBmaoCh
3aHMMaTbCA MMMHACTUKOM, 4To 6abyLLKa ycTaHoBMAa Joma ons Anewm CnopTUBHLIN
Yrosok.

PerynspHble noceweHns sprotepanesta nomoranu Anewle no3HasaTb MUp U 00ycTpaneaTb
cpeny Bokpyr cebs. bnarogaps ycunuam 6abyLuku, 6bisluen ydmtenbHuubl, Anewla 3a
nocnegHun rof, oMeHb npeycnen B pa3sutnn. OH CTan MHOro U XOPOLLO FOBOPUTb,
CNOXHbIMW NPeaNoXeHnsIMn. OH y>ke NOYTM roTos K Lwkone!

ArapeHkosa CoHs

Nctopusa CoHM - 3TO NpUMep KOMMNEKCHOM paboTbl NPOrpammbl JOMALLHErO
BM3UTUPOBaHWS. OHM 06paTUNCL K Ham rof, Ha3zag,. M BmecTe ¢ husn4eckum TepanesTom
n 3protepanesTom cembd CoHV npoLusia NyTb NPUHATUS KONACKN Ans pebeHKa, NPUHATUS
MbIC/IY O HEOOXOAMMOCTN MEHATL KBAPTUPY Ha SM 3Taxke Ha NepBbIn 3Tax, NpuobpeTeHns
o6yBu gnga pebeHka, KoTopbii He xoauT 1 TA. Cenyac ¢ Hawen nomoLpio y CoHM ecTb
KosigcKa 1 onopa Ans CTosHUS, B KOTOPOWN OHa Aaxe NpobyeT XoauTb, Mama BMeCTe C
topucTamm NaTpoHyca 3aHMMaeTcs BONPOCOM CMEHbI KBapTUPbl. A Mbl HA AaHHbIA MOMEHT



BnarotsoputenbHbin hoHa “Caenan war”

117218, MOCKBA, ynuua b. YepemywknHckas, goma 20, kopnyc 4,
nometlenue ll, komHaTta 2

WHH 7727287817/ KINMM: 772701001/ OrPH: 1167700055380
www.helpspinabifida.ru

+79268760169

nnaHupyem nprobpectn ans CoHM peupmnpokHbIM annapar aNis Xoas0bl.
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BHYTpUyTpOoGHble onepauuu B

BHYTpUyTpOGHble onepauuu B

O6paTtunoce 8 poHpA 3a

Lseiuapun Poccun NOMOLUbIO
4 onepauus 1 onepauus

Mporpamma AomaLlHero BU3MTUPOBAHUA

KonunuyectBo aeten Konunuyecteo npuemos PeruoHs!

120 peten

668 npnemos

bonee 20 ropoaos Poccuu

TexHu4yeckune cpeacTea peabunutauum

Konacku BepTuka- OprTesbl U Kpecno O6ysb Benocunep OpTtonepun-
nusarop TyTopa Yyeckas
noaywka
17 wr. 2 wr. 8 wr. 2 wr. 1w, 1w, 1wr.
Onnata meauUMNHCKUX ycnyr
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6 peten 1 pe- 2 pebeH- | 2 2 2 5 9 peten 2
6eHoK Ka pebeHka | pebeHka | pebeHka | mecsues pebeHka
CnopTuBHbIE U ApYrye 3aHATUA
CnopTUBHbLIN 3an baccewH Ery, TaHub! Detckuin cap
6 mecsues ons 1 57 vyacos pnga 3 Ot 5p0 7 peten 3 pebeHka 8 mecaues ang 2

pebeHka neten

perynsipHo B
TevyeHun roga

neten

Mpe3naeHTCKNA rpaHT

MpuHaTO 3a980K

3auncneHo Ha Kypc

Konuyectso pervoHos

40 vyenoBek

14
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NEYATHbIE USAAHUA:

*KypHan Yoga aeKkabpb 2016

BEETAPVIAHCKIE PELIETTL ]
APARCE S ™ I

3NEKTPOHHbIE USAAHUA:
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«HoBas raseta» npo Peato: https://www.novayagazeta.ru/articles/2017/03/06/71699-sorok-
protsentov-chuda

«CHOB»: https://snob.ru/profile/5394/blog/121542

Cawa Mantok B «anuneo»: https://vk.com/spina.bifida?z=video-
133849066 456239019%2F1882b7690f89cd9cad%2Fpl wall -133849066

«MNpasmup»: http://www.pravmir.ru/devochka-zvezda/

«CHO6»: https://snob.ru/profile/5394/blog/128653

MopTtan «Munocepame»: https://www.miloserdie.ru/article/etu-bolezn-chasto-prosmatrivayut-na-uzi/

Posta magazine: http://posta-magazine.ru/lifestyle/spina-bifida

*ypHan «Cyactaumsble poauTenn»: http://www.parents.ru/article/sdelaj-shag/

Paauo «3xo Mocksbi»: https://echo.msk.ru/programs/help/2147962-echo/

MopTan «Munocepame»: https://www.miloserdie.ru/news/startovala-programma-besplatnogo-
obucheniya-fizicheskih-terapevtov-ergoterapevtov/

MpoekT «CeroaHax: http://todayspb.com/blog/393-ob-unikalnom-kurse-obucheniya-fizicheskih-
terapevtov-i-ergoterapevtov.html

“3xo Mocksbl”: https://echo.msk.ru/blog/panushkin/2033410-echo/

[MopTtan «Takue aena»:

OcBoeHMe rpaHTa: https://takiedela.ru/2018/02/osvoenie-granta/

Nn3a PaccoxuHa: https://takiedela.ru/2018/01/pyat-chudes/

Oaeuna;: https://takiedela.ru/2017/12/chtoby-on-ulybnulsya/

Cepexa JapbaHos: https://takiedela.ru/2017/10/gordo-stoyat-na-kolenyah/

Mpo Kcrowy: https://takiedela.ru/2017/09/doyti-do-kraya/

Mpo Buky: https://takiedela.ru/2017/08/vika-u-kotoroy-konchilos-detstvo/

Mpo MapTy: https://takiedela.ru/2017/07/chudo-dlya-tebya/

NeHa PaccoxuHa: https://takiedela.ru/2017/06/kto-otkryl-shveycariyu/

Mpo cembio Anmbl 1 Mawu: https://takiedela.ru/2017/04/volochek/

Mpo ®earo n onepaumu: https://takiedela.ru/2017/03/sorok-procentov-chuda/

Mpo nepsyto noe3aky B Teepb: https://takiedela.ru/2017/02/ne-prekratit-usiliy/

Mpo Maparta: https://takiedela.ru/2017/01/morskaya-dusha/
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Mpo Hukuty: https://takiedela.ru/2016/11/poslednie-shagi/

Mpo lopa: https://takiedela.ru/2016/10/ne-na-chto-obizhatsya/

Mpo ®epto CapabbeBsa: https://takiedela.ru/2016/10/mama-oshiblas/

[Ba mupa: https://takiedela.ru/2016/09/dva-mira/

Mpo BHYTpPUYTPObHbIe onepaumun: https://takiedela.ru/2016/08/operirovat-do-rozhdeniya/

KommeHTapuii akcnepTa: https://takiedela.ru/news/2017/10/27/po-spine-um-ne-sudyat/

KommeHTapuii akcnepTa: https://takiedela.ru/news/2017/11/01/folievuyu-kislotu/

PAANOCTAHUUU U TENEKAHANDI:

Paguno «Masak»: http://radiomayak.ru/videos/video/id/1661269/

Paauo «Ceoe paano»: http://svoeradio.fm/audio-archive/darya-bajbakova/

Paauo «3xo Mocksbi»: https://echo.msk.ru/programs/help/2107130-echo/

TenekaHan «Joxab»: https://tvrain.ru/teleshow/here and now/takie deti kak-
451406/? branch match id=464063913124232075




