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Ob6palueHne ocHoBatensa poHaa

NOPOTVE [PY3bg!
OrPOMHOE CMACHUEO,
YTO BbIIM C HAMM B 2020 FOLY.

2020 rop, BblAancsa CNOXHbIM gns BCero Mmposoro coobuectea. CymeTb cobpaTbCs B
CNOXHOE Bpems, CEOKYCMPOBATbCS HA CamMOM [NAaBHOM, CTPYKTYpUpOBaTb CBOKO
[eaTenbHOCTb U 3P EEKTUBHO N Ka4ECTBEHHO 0Ka3blBaTb NPOMECCUOHANBHYIO NOMOLLL
Ons neten co spina bifida — 3To rnasHoe pgoctuxeHne oHAa B 3TOM rogy.

A OGnaropapro kKomaHay doHpa, kKotopas ObICTPO apantupoBanacb K MOCTOSHHO
MEHSIOLLMMCS YCNOBUIM U OOHA, HE TOSIbKO COXPaHWA CBOKO OCHOBHYIO MPOrPamMMHYHo
[eaTeNbHOCTb, HO U YCNEeWHOo 3anyCTun HOBble MPOrPamMmbl, TakmMe Kak «YBEepeHHbIN
6anaHc gna peten co spina bifida», nnn «Yandex.Go» - cepuc 6ecnnaTHOro Takcu, K
npumepy. @oHA, Hawen cembu 13 OEeTIM-CMPOTaM B YCNOBUSAX MOMHOMO KapaHTUHa
CUPOTCKUX YHPEXAEHUN. YBENUYUNOCH KONNYECTBO 3a8BOK Ha NOMOLLLL OT 6epeMeHHbIX
oT 2 po 10 B mecqau, Gnaropgaps MHAPOPMAUMOHHOM KOMNaHuuM — OOHA BOWen B
HOBOCTHblE KaHanbl MeXay HOBOCTAMM O NaHgemun. Hy, n He CMOTpS Ha BCHO
KPU3UCHYIO CUTYauMIo, YBENNYMNOCH YUCNO NOXepTBOBaHMI Ha 20 % NO CPaBHEHWUIO C
NPOLLUbIM FOO0M.

Ot Bcero cepaua mbl 6narogapvm 3KCNepTos U CNeunannucTos (ooHAa, BHECWMX CBOM
60nbLWON BKNAaL B WHPOPMALMOHHO-NPOCBETUTENLCKYID NPOrpammy B 3TOM roay.
Hawwmux napTHepoB, XepTBoBaTeNen n BCex Tex, Y KOro xsatano Cun B 3TO HENPOCToe
Bpems elle noggepxusatb U geten co spina bifida. ExxegHeBHO mbl nonyd4aem no 1
HOBOW 3asBKe B [EeHb OT Ccemeln C AeTbmu Co spina bifida, n Mbl 04eHb pagbl, 4TO
6narogaps Bam, Mbl MOXEM YCTOMYMBO U NPOHECCMOHaNbHO NPOJOXKATb OKa3blBaTb
NOMOLLIb HaLLIMM aeTsam!

MHHa NHoWwKNHA




KTO Mbl U HTO Mbl OEJTIAEM

KTO Mbl

BnarotBoputensHbin dooHa «CnnHa budpnaa», Hawm nogoneyHble — ETU U
B3POCSIble C BPOXAEHHOW CMMHHOMO3rOBOW rpbixxen. Ha NpoTaxeHun Bcen
XKU3HW NOOAM C 3TUM AMarHo3om Heo6xoaMMo MeguLUUHCKoe
COMNPOBOXAEHUE N NPOCTO NOAAEPXKKA, HTOObI OHU MO XUTb
MNONHOLEHHOM XXWU3HbIO.

HALLA MUCCU4

MdoHp, paboTaeT onga Toro, 4Tobbl Nnoan co spina bifida nmenn
BO3MOXHOCTU ANS aKTUBHOW N NONIHOLEHHOW XU3HW B 06LLECTBE C
LOCTYMHOW Cpenomn.

4TO Mbl AENAEM

Hawu Ct)OH,IZII OKasbiBaeT NMomoLb AeTam U B3POCJIbIM C BPOXKOEHHbIMU
HapyweHnamun CnNUHHOIo Mo3ra. Mbl nomoraem cembsim, ETCKUM LOMaAM U
UHTEePHaTaMm, rae pacTtyT Takue OeTu.

4YTO TAKOE SPINA BIFIDA

FOTBOPTE/IBHBIA
@OHA

Spina bifida (naTbIiHb spina WWN, NO3BOHOYHLIN CTONG + bifidus
pa3feneHHbIn HafBoe, paclenneHHbI) — NOPOK PasBUTUA MO3BOHOYHMKA,
XapakTepu3yoLWNACA He3apaleHNEM NO3BOHKOB WU HENOJSTHBIM 3aKpblTUEM
NO3BOHOYHOrO KaHana.

ITOT TAXKENbIN BPOXOEHHbIN AeekT NO3BOHOYHMNKA hopMmUpyeTcs y
pebeHka eLe B yTpobe maTepu.

Spina bifida — BpoxaeHHas Natonoruns passuTmUsa NO3BOHOYHUKA U CNMHHOIO
MO3ra, KoTopas BCTpeYaeTcsa B cooTHoweHun 1 Ha 1500-2000
6epeMeHHOCTEN. ITO AedekT HepBHOW TPYOKU, KOTOPbIN BO3HUKAET Ha
paHHUX cpokax (Mo gaHHbIM pasHbix asTopos Ao 40 gHen).

CywectsyeT psa akTopoB, NPUBOSALLNX K BO3HUKHOBEHUIO 3TOMO

hedekTa, HO OCHOBHbIM CHMTAETCS HeXBaATKa OONMEBOM KUCIOTbI B
opraHn3me >XeHWMHbl. Tak Kak 3Ta NaTtonorus BpoXXaeHHas, To ee
BO3MOXHO BblISiBUTb Ha Y3 eLLe BO Bpems 6epemMeHHOCTN Ha PaHHUX
CPOKax.

Teépaasn
mosrosas obonoyka

CnuHHOIt MO3r

CnuHHOMO3roBas
HKNAKOCTD




OONUMAJIBHBIX OAHHbBIX

O KOJINHECTBE POXKOEHHbLIX
NETEM CO SPINA BIFIDA HET

ExxerogHo B Poccum poxpaeTcs okosno
2000 Takmx peten. Y 90% w3 Hux
npobnembl C  PYHKUMAMM  Ta30BbIX
OPraHoB M OKOSI0 MONOBMHbI MMEIOT
ABUraTenbHble HapyLeHus.

5

7%
p_—

Cpean nogoneydHbix dooHaa
b6onee 80 peten - cMpoT
B34TbIX NOL, ONeKy

O4eHb 4acTo pPoAnTENM OTKAa3blBaloTCS
OT foeTen ¢ gnarHosom spina bifida.

Ha cerogHsaWHMA peHb B HAleW
CTpaHe B CUPOTCKUX YYPEXOEHUAX
Haxogutca Oonee 150 peten ¢
AnarHo3om spina bifida.

Mbl NOCTOSHHO WULWIEM Takux [OeTewn,
ocmatpuMBaem  UX, MNOMoraem B
obcnegoBaHusx, nedeHun, nogbdope
cpencts  peabunutaumMmM UM NOMUCKe
CEMbBMW.




4TO HY>XKHO 3HATb O SPINA BIFIDA

Spina bifida - 3To NOPoOK pa3BUTUA MO3BOHOYHWUKA,

Korga no3BoHKM OCTatoTCA HE 00 KOHLA pa3BUTLIMM.

B o6pa3oBaBLUeMCs U3-3a 3TOr0 OTBEPCTUN BULEH CMTUHHOW MO3T.
BonesHb BO3HWKAET BO BHYTPUYTPOOHLIN nepuog,. INpnymnHel ee
BO3HWKHOBEHWS [0 KOHLLA HE N3BECTHbI.

MakTopbl pUCKa: HaCNeOCTBEHHOCTb, CaxapHbln auabeT y maTtepw,
NHMPEKUNN, NHTOKCUKALMS, HEAOCTaTOK (POIMEBOM KUCNOTDI.

EcTb 3akpbiTas n otTkpbiTag dopma spina bifida.

[Mpn OTKpbITOM hOpMe CMIMHHOM MO3I BblNe3aeT Hapyxy,

o6pa3ys CMMHHOMO3rOBYIO IPbIXY.

YacTo BeCb OpraHmM3m HUXe rpbiXkn Napasan3oBaH.

Mpw spina bifida n CNAMHHOR, 1 FONOBHOW MO3I OOPMUPYIOTCS
HenpaBuNbHO. HacTo 3Ta 60Ne3Hb CONPOBOXOAETCA rngpoleddannen —
CKONNEHMEM XMAOKOCTU B MO3re.

Yale BCero MHTENNEKT NPU 3TOM COXPAHEH.

B nocnegHue rogbl B mupe 1 B Poccum genatot BHYTPUYTPOOBHbIe
onepaumm nnoga co spina bifida.

Tak>xe, onepaumio No YLWWBAHUIO MPbIXKKU MOXHO caenatb pebeHKky 00

roga.
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Myelomeningocele



Npea co3gaHng hoHba BO3HUKNA Y
MHHbI UHIOWIKMHOW, Korpa B 2012
rogy oHa poguna pebeHka co spina
bifida 1 cTonkHynacb ¢ oTcyTCTBUEM
CUCTEMbBI MOMOLLN OEeTIM C TakMm
AnarHosom. Cnycta 4 roga noucka
WHpopmaumm 1M CneunanucTos
MHHa noHana, 4To Heobxooumo
06beanHAITbL ycunng Bpaden,
06LEeCTBEHHbIX heatenen 7
popoutenbckoro  coobulectea U
€034aBaTtb CUCTEMY C HYNA.

Tak, B 2016 ropy, Npn nognepxke

Banepusa MaHoLWKWHa, MuTn
AneLKoBCKOro " EkaTepuHbl
CapabbeBon  WMHHa  MHIOWKMHA

co3pana coHg,

Ha4ana pa6oTy nepBas nporpamma
doHaa - nporpamma «JomalHee
BU3UTUPOBAHMEY.

AkTMBHO paboTana nporpamma
nomown  6epemeHHbIM,  Bbinu
chenaHsl 4 BHYTPUYTPOOHbIEe
onepauun B Leeruapuwm n 1 B
Poccum.

120 peten BOWM B Nporpammy
«[lomalLiHee BU3UTUPOBAHUEY,
6onee Yem u3 20 ropopos Poccun,
6bIno caenaHo 668 KoHcynbTauumn.
3anyweHa nporpamma agpecHomn
nomow petam co spina bifida,
oKasaHa nomoupb 68 getam.
CrapToBana nporpamma NomoLLu
OeTam-cMpoTam co spina bifida.
Hadvana cBolo akTuBHylO paboTy
MHPOPMALMOHHO -
npoceeTUTeNbCckas  Nporpamma,
yy4actve B npodpeccroHasnbHbIX
KOHhepeHUmsXx, 6onee 20
ny6nvkaunn 8 CMI.

Monyy4eH nepebint Mpe3naeHTCKUI

rpaHT Ha oby4eHune 40
CneumnanucTos, PU3NYECKUX
TepaneBTOB W 3proreprnaBeToB

ana  nocnepyouwen pabotbl B
nporpamme «[JomaluHee
BU3NTUPOBAHUEY.

O6y4eHo 40 HOBbIX CNELNanncTos,

dU3MYeckMX  TepanesToB Z
sprotepanestos Ana paboTbl B
nporpamme “NlomallHee
BU3NTUPOBAHKNE".

B pamkax nporpammbl
“NomallHee BU3UTUPOBAHNE”

6b1n0 84 nocelleHUst K 63 peTam.
B pamkax nporpammbl agpecHon
nomouM, nomoulb 6bina okaszaHa
50 petam.

MomoLp JeTam-cupoTam co spina
bifida BbligeneHa B oTAeNbHYIO
nporpammy, B KoOHLE roga OAuH
pebeHoK  B34T  Mofg,  ONeky,
0KasblBaeTcsl MOMOLLb  OeTsSIM-
CMpoTam B BMAE KOHCYMbTaLWA K
afpecHON NoALEPXKKM.

B mexayHapogHbiv JeHb
UHOPMUPOBAHMS O  AMarHose
spina bifida ©6bna nposBepeHa
6onbLUas MHGOPMALMOHHO-
npocsetTuTenbckaa  pabota, ¢
noaaep>XXKonm akTepos TeaTpa U
KWHO, MYy3blKanbHbIX 3Be3q,
CbeMKaMM (PUNbMOB U BbINYCKOM
60nbLUOTrO KOnMM4ecTBa
maTepuanos 8 CMA.

213 peTen BownM B Nporpammy

«[JomallHee BM3UTUPOBAHMES,
6bina nposefeHa 1221
KOHCYNbTaums.

B pamkax nporpammbl agpecHomn
MOMOLLM, NOMOLLb Gbina okasaHa
65 petam.

5 peten ycTpoeHbl B cembhn u 41
pebeHok npolwen obcnenosaHue
cneupanucTom coHoa B pamkax
nporpammbl  MOMOLLY  OETAM-
cupoTam co spina bifida.
CrapToBana HoBas nporpamma:
«Hempoyponoruyeckagd  nomoLb
heTam ¢ guarHosom spina bifida,
14 peten BOWAM B MpOrpammy,
300 cemen noay4mnu
MHCPOPMALIMOHHYIO  MOMOLL MO
nporpamme.

B  pamkax  MHopmauMUoHHO-
NPOCBETUTENBCKON  MPOrpammbl
6blna npoeegeHa nepsas B Poccun
MexayHapopHas Hay4Ho-
npakTuyeckaa KoHdpepeHuus Ha
TEMY  KOMMJIEKCHOTO  JleveHus
neten C BPOXAEHHON
CNMMHHOMO3r OBOM FPbIXXEN.

HauMHaeT paboTy nporpamma
MoMOLLM 6epemeHHbIM,
0XMAAOLLMM pebeHka c

YCTaHOBNEHHbIM JMarHo3om spina
bifida, nporpamma topuanyeckon

noaaepXKy, nporpamma
0by4yeHuns cneumanncToB
(MHCTpPYKTOPDI " TpeHepbl),
yBepeHHbIn 6anaHc gnsa geten co
spina bifida 1 napTHepckas

nporpamma 6ecnnaTHbIX Noe3gok
Ha Takcu oT dHaeKC.



Bo Bpems naHOaemun n NnoBCeMeCTHOro KapaHTuHa aetu co spina bifida octanucb 6e3 ABUXEHUS - 3aKpPbITbl CNOPTUBHbIE CEKLUU U
LLKONbI, OTNIOXEHbI peabunutaummn. bbino NPUHATO pelleHne 3anyCTUTb NPOEKT 3aHATUA CNOPTOM OHMIaNH "YBepeHHbIn 6anaHc ang
beten co spina bifida”.

CoBmecTHO ¢ AHpekc.Go n 6narotsopuTenibHbIM OHAOM "Hy>Ha nomoLb' ¢ okTa6pa 2020 roga pabotaeT NpoekT 6ecnnaTHbIX
noe3fok Ha Takcu. MogoneyHble hoHAa MOTyT €34UTb B LLKOSY U AETCKUIM caf, B 60NbHULLBI U NOSIMKIIMHUKK, B CNOPTUBHbIE CEKLIMK
N KPY>XKK, BobmpaTbca 0o a3ponopTos 1 BOkK3anos. [eorpadpus npoekra - 5 ropogos n Mockosckas ObnacTb.

HecmoTps Ha NOBCEMECTHbIN KapaHTUH N 3aKpbITUE CUPOTCKUX yupeXxaeHun, 13 aeten-cmpoT co spina bifida 6ban ycTpoeHsb! B
cembu!

CrapToBana HoOBas NPOrpamma Hopuan4eckon NoAREPKKH.

DoHp, BOLWEN B MEeXAYHAPOAHYI0 accoumaumio International Federation for Spina Bifida and Hydrocephalus n anpektop dpoHga 6bin
npurnalleH B Ka4ecTse CNMKepa Ha KOHAEPEHLMIO, MOCBALLLEHHYIO MEXAYHAaPOAHOMY OHIO MHOpMUpoBaHUS o Spina Bifida.



3anyck KopnopaTtuBHOIro yHuBepcuTeTa no spina bifida ¢ obyyatowmmm Kypcamm ang cneupnanmuctos U poguTenen.

3anyck HOBOro 3Tana Nporpammbl HEMPOYPONOrMYeCcKorM NOMOLLLM AeTam Co spina bifida,
N paclMpeHne BO3MOXXHOCTEN AN MapLUpyTU3aumm geten Ha o6cnefoBaHus.

LLIkona NnpuémHsbIx poautenen aeten ¢ guarHo3om spina bifida.

MMporpamma NOMOLLM AETAM-CMPOTAM MHOIO paboTaeT He TONbKO C MPUEMHBIMU POSUTENIMU OETEN-CUPOT C spina bifida,
HO U C KaHaMAaTamu B NPUEMHbIE POAUTENN, KOTOPbIE HAaX0OATCA Ha Pa3HbIX CTaAUAX NPUHATUS peLleHns o pebeHke, a
TakXe C TeMW, KTO TONbKO 3ayMbIBAETCA Ha 3Ty TEMY MW NPOCTO OTKIMKAETCH CEPALEM NPU MbICAIU O OETIX-CUPOTaXx C
OrpaHU4EeHHbIMU BO3MOXHOCTSMMU 300POBbS.

N MMEHHO ONg HUX OOHA NNAHUPYET CAeNaTh HEYTO COBEPLUEHHO HEOObIYHOE —

LLIkony npuémHoro poautens pebeHka ¢ spina bifida — HpOPMaLMOHHBIN NPOEKT, COCTOALLMN U3 pPAAa KOHCYNbTaunum-
BEOMHApPOB Ha Camble akTyasibHble BOMPOCbI CBEXEUCMEYEHHbIX M 3a4acTylo elle He O4eHb OMbITHbIX MPUEMHbIX
poouTenen, a TakXke KaHOMOATOB B MPUEMHbIE poauTenn aeten-cupoT ¢ spina bifida. Ha 3aHaTuax nnaHupyetcs
pacckasbiBaTb BCE O TOM, KakK MPUHSATb B CeMblo pebeHKa-CMpOTy CO CMUHHOMO3FOBOM FpPbIXeW, C Y4ero Havatb
peabunuTaumio 1 passuTMe MOOUNBHOCTU W  aKTUBHOCTM OblBLUEro OTKAa3HWKA, Kak nNpeogoneTb BTOPUYHYIO
MHBANNOHOCTb AETEN-CUMPOT C spina bifida, K kakum Bpavam xoauTb U Kakue NnaHbl Ha OyayLiee HY>XHO U MOXHO CTPOUTb!




WUHHa UHIowkuHa
OcHoBaTenb oHAaa,
MporpammHbiv
avpekTop

Aunana AubiHa
Benywimn cousnyeckmn
TepanesT

» hﬁ 'L‘\

Ucnamuna CagbikoBa
DuUsmnyeckun TepanesrT,
KasaHb

AHHa lMoneBckan
McnonHuTenbHbIN
OVpekTop

APOrPA
«COEN

Enena LWowmwuHa
BeayLumit sprotepanesTt

KceHusa Ecbpemosa
DuU3nyeckuin TepanesT,
KpacHospck

Mapwua KopoTkoBa
PykoBogutens
nporpammbl anpecHon
MOMOLLN

AHTOH AHNUNoB
Mcuxonor, TpeHep

Anua BangHcka
SprotepanesT, MockBa,

CaHkT-lMNeTepbypr

Mapus MonaHckan
PykoBogutenb
NPOrpammbl MOMOLLM
LeTam-cupoTam

AHHa HekpacoBa
dprotepanesT, Ka3zaHb

EneHa MopskuHa
Pykosogutens
nporpammbl
IOPUANHECKON MOMOLLM

Cepren QyaxuH
Dun3nyeckun TepanesT U
3proTepanesT, TPEHep,
KpacHopap

Muxaun CemeHoB
Mporpammubin
MeHepKep, cneupanvct
no paboTe ¢ 3kcnepTamu

AneHa PoxxuHa
®un3nyecknn TepanesrT,
KypraH, LeHTp UM.
Mnunsaposa

KceHus KosuHa
AoMmuHUCTpaTop

AHacracus benoweHko
Dn3ny4eckun TepanestT,
CNEeLManucT No paHHemy

BMeLLaTeNbCTBY,
dpocnaenb



IKCIEPTbI ®OHOA

3uHeHko OAmntpui FOpbesuy
Hewnpoxupypr, HUKU neguatpum
um.ak.tO.E.BenbTuiLeBa
3aBefytoLLni oTAENEHUEM HENPOXMPYPTUN,
JoKTOp MegUUMHCKMX HayK

TuweHko FanuHa EsreHbeBHa

HeWpoyponor ueHTpa BpoXAeHHOW NaTonorum

KNnHUKN GMS

LLImakoB PomaH leopruesuny
AKyLLIEpP-TMHEKOSIOT, [OKTOP MEAULIMHCKNX
HayK, rnaBHbIM Bpay HaumMoHanbHoro
MeONLMHCKOro UCCefoBaTeNbCkoro LeHTpa
aKyLlepcTBa, MTMHEKOIOrMU 1 NEPUHATONOMMK
nM. aK.B.M.Kynakosa.

TaBpunoBa Imnnua AHgpeesHa
[MepguaTtp, KypaTop HanpasneHns Spina Bifida
LeHTpa BPOXAEHHON NaTonorunm KnnHnkn GMS

Psa6bix Ceprein OneroBuy

3am. pupekTopa no obpas3oBaHuio U
B3aUMOLENCTBUIO C PErMOHaMK, 4. M. H.,

OpTonea-TpaBmaTonor, AeTCKUA 1
CNUHAbHBIN XMPYPT BbICLLIEN KaTeropuu,

PYKOBOAUTEND KAVHWUKMN NaTONOMu

NO3BOHOYHWUKA W pefiknx 3abonesaHun LieHTpa
Ununsaposa

bepanyesckas EsreHns MapartosHa
Bpa4-HeBponor oTAeNEeHNs HEMPOXUPYPIn
HWKW negumatpumn um.ak.tO.E.BenbtuiLiesa

UsaHos CtaHucnas Bauecnasosuy
PykoBoauTens LeHTpa Spina bifida B Hay4Ho-
nccnepoBaTeslbcKoOM AETCKOM
opTonean4eckoM UHCTUTYTe umenn .U
TypHepa, KaHanaaT MeguLIMHCKUX HayK,
Bpad-opToneq,

OxankuH Omutpun Uropesuny
Bpay opTonen-opTe3ncT HaumoHanbHoro
MeOWUMHCKOro uccneposatensckoro LleHTpa
3poposbs [leten, onpekTop OpTo-

npocTpaHcTea, OpToneanyeckon nabopatopum

poktopa OxankuHa



NPOTPAMMbBI ®OHAOA
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Mporpamma nomoLLu
6epeMeHHbIM

O6y4eHune cneumanncTos

Mporpamma nomoLLm
LOETIAM-CUPOTaM

(e

YBepeHHbIn 6anaHc gns
aeten co spina bifida

ALpecHasi NOMOLLb

[Mporpamma ropmnomuyveckon
NOMOLLM

[Mporpamma 6ecnnaTHbIX
Noe3ao0K Ha Takcu

Henpoyponorunyeckas
MOMOLLb

NHpopmaLlmMoHHO-
NpocBeTUTENbCKAs




OxunpaHne pebeHka — TpeneTHbIn nepuon B
KU3HU KaX[0M XeHLLUWHbI.

Ho Ha ovepegHOMm Y3 HUKTO He 3acTpaxoBaH OT
HOBOCTN — “y ByayLlero pebeHka NOPOK Pa3BUTUSA
spina bifida“.

MNpu4nHbl  pasBuTMs  3TOrO0  MOpPoKa  Ha
CerogHsALWHNA MOMEHT HEN3BECTHbI.

Spina bifida nan rpbixy CAMHHOMO MO3ra MOXHO
yengetb no Y3 ¢ 12 Hepenb, Torga e MOXHO
caenatb BHYTPUYTPOOHYIO onepaumio, TEM Cambim
MaKCUManbHO CHU3MB OCNOXHEHUS Y Manblwa.
Onepauuio BbINONHAOT Ha 24-26 Hepene.

(doHA nomoraeT ¢ mapLipyTusaumen 6epemeHHbIX.

B Mockse cpenatb Takyto onepaumto no OMC

MOryT onbiTHble Bpayn @OIBY «HaunoHanbHOro

MmeguunHCKOro nccnenosaTesibCkoro UeHTpa §

aKyLlepcTBa, [MHEKONOrMW WU NepuHaTONormnu
NMEHN akagemuka B.WN. Kynakosa» "

KnuHunyeckoro rocnuTanga JNlannHo rpynnel 5

komnaHun Matb u AnTts.




& NPOrPAMMA NOMOLLN BEPEMEHHbBIM
DKEHLLHAM, OXMOAKLLIMM PEBEHKA
C YCTAHOBJIEHHbIM ONATHO30M
SPINA BIFIDA

m

bnarotBoputenbHbin  poHp «CnuHa  budpmnpa»
OKasblBaeT  MOMOLWb B COMPOBOXAEHUK
6epemeHHbIX C NOPOKOM pa3sBuTKa spina bifida.

B  pamkax paHHOW  nporpammbl  POHA,
OnJaYnBaer:

Abunetbl o1 mecta npoxwueanus 0o MoCKBbI U
obpaTHo,

AnpoxusaHne B MockBe nocsie BHYTPUYTPOGHOM
onepauuun no poaos,

AnpoxuBaHne B MockBe B OXWAAHUM POAOB,
ecnn  BHYTPUYTpOOHOM onepauus He Obina
caenana,

AnpoxwviBaHune mambl nocne poaos, ecnn manbilu
HaxooMTCa Ha BbIXaXWBaHWWM B peaHUmauuu (B
no6om pernoHe Poccum),

AmepnupHckne  obcnemoBaHMs Mo aHanu3bl,
KOTOpble HEBO3MOXHO caenatb no OMC (unm B
cnyqae, ecm no OMC Gonblias ovepefb, a
aHanu3bl/obcnenoBaHns HY>XHO nposecTn
CPOYHO),

AkoHcynbtaumm Y npodpunbHLIX  Bpayen
HOBOPOXAEHHOIO pebeHka,

AseneHune pebeHka ot 0 no 1 roaa.

BAATOTBOPWTE/IBHBIA
DOHA

B cotpygHuyectee ¢ poHpom «CBeT B pykax»
doHp, OoKas3sblBaeT OyoyLLMM Mmamam
NCUXONOMMYECKYIO MOAAEPXKY W nomolp. W
Jaxe e  cembs  NPUHUMAET  peLleHue
npepsaTb 6€peMEHHOCTb, NCUXONOTN BCE PABHO
0Kas3bIBaoT NOALAEPXKKY

Kaxpas 6ygywas mama, obpatusBLLMChL K Ham 3a
MOMOLLIbIO, MOXET MONb30BaTbCA M APYrMMHM
nporpammamm Hawero ooHaa.

3MHEeHKO

A Omutpuin lOpbesuy,
HENpPOXMpPYPT,
3aBefyoLLmn oTaeneHmem
Henpoxmpyprinm HAKA
neguaTpumn Um.
BenbTuweBa, ookTop
MeOUUMHCKUX HayK



r_ MPOrPAMMA MOMOLLIV BEPEMEHHbIM
K SKEHLLIHAM, OXKIAIOLLIM PEBEHKA
C YCTAHOBJTEHHBIM AMATHO30M

\\)

]O 6epeMeEHHbIX XEHLLMH 06paTInCL B PoHL,

38 NOMOLLbIO
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7 6epeMEeHHbIM XEHLLIMHAM OKa3aHo
conposoxpgeHue

PPPPPPY

] BHYTPUYTPOGHas onepauus nposeaeHa B
LeHTpe um.Kynakosa

&

5 MarnbIEeRn y>ke NoaBMUIOCL Ha ¢BeT B 2020 .

298 9Le

oy oWy oWy oWy «Ws

SPINA BIFIDA

CseTtnaHa ¢ CbiHOM J1bBOM.
JlbBY cpenanu onepaumio
yXe nocse poxaeHus,
cemyac manbamky 4,5
mecaua.

«

LLImakos PomaH
leopruesuy, akywep-
FMHEKOSOTN, JOKTOP
MELULIMHCKUX HayK,
rNaBHbIN Bpay
HauuoHanbHoro
MeONLUMNHCKOro
nccnenoBaTesnlbCkoro
LeHTpa akyLepcTsa,
rMHEKONornn u
NepUHaTONOMMN NUM.ax.
B.N.Kynakosa.



OYeHb 3Ha4YMTeNbHas 4acTb [OETel, UMEOLUX |

BPOXAEHHbIE  CMMHHOMO3rOBble  HapyLUEHUS,
SBNSAETC OTKA3HMKaMM C POXAEHMS, MNO3TOMY

DEeTH, OyayyMm WHTENNEKTyanbHO COXPaHHbIMM

N0AbMM, OKa3bIBaKOTCA CHavYana B gomax pebeHka,
a notom B jJgomax pebeHka-uHBanupa, rae
3a4acTyrio XuByT Bmecte C getbMu C TaXenbiMn
MeHTafNbHbIMKU  HapyLlweHnsSMn. 1o  [OCTUXEHUN
coBeplwieHHONeTnua MoJioabiX B3POC/bIX NepeBoaTt

B MNCUXOHeBpPOsNOrn4eckne HUHTepHatbl, U TOJIbKO .

eAunHULUblI MOTYT MOJTIYHUTb KBApPTUPY U NOayHaroT
WAaHC XNUTb CaMOCTOATENIbHO.

Mwuccua (i)OH,D,a N NPOrpammol 3akKno4HaeTCa B TOM, *.

4TOObl YBENNYUTb LLAHCHI OETEN-CUPOT, a 3aTem U

MOJ1IOAbIX B3POC/bIX HA MONMHOUEHHYK >XW3Hb B |

obuectse. [Mo3TOMy Tak BaxXHO Hanbonee paHHee
BK/IIOMEHUE OETEen-CMPOT B NPOrpammy MOMOLLM
dOHOAa, KOrga LWaHCbl Ha MPUEMHYIO CEeMbIO
BEMKW, a npobnembl CO 300pOBbEM  HEe
ycyryounuce npebbiBaHMEM B yYpeXOEeHUN U
BTOPUYHOM  MHBanupusauuen, Korga  ecCTb
BO3MOXHOCTb npasuIbHO 3anoNHUTL
WHOMBMAOYaNbHbIM  NNaH  peabuauTaummnm U
abunutaupm UIMNPA wn nopobpatb TexHWYeckue
cpencTea peabunutaumu.

ROV ConencTBME B YCTPOMCTBE AETEN

Llenn nporpammbl NOMOLLM AETAM-CUPOTaM:

1. CemenHoe yCTPOUCTBO aeTen co spina bifida 13
ydypexgeHmum B CemMbWl, C NOAAEPXKKOM MU
BNajeHvem MakcumanbHo NONHON
UHPopmaumen o pebeHke, U MUHUMKU3ALMeN
NOBTOPHbIX OTKa308.;

2. YnyyweHune ka4yecTsa XuU3HU U NpodomnakTnka
BTOPUYHbIX OCNOXHEHWU Y aeTen co spina bifida
B yYpexnAeHusx, npodunakinka oTkasos OT
Jeten co spina bifida;

3. ConpoBoxpeHne pebeHka co spina bifida B
TeYeHne nepBoro rofa >WU3HW B MPUEMHON
cembe gna NpoduMNakTUKM  OTKAa3osB  No
MEONUMHCKUM U COUMaNbHbIM NPUYUHAM;

4. PacnpocTpaHeHue 3HaHUK O 3abonesaHuu,
0o6y4YeHWe COTPYOHUKOB [ETCKUX YYpexxOeHwun,
MHAPOPMALIMOHHO-NPOCBETUTENbCKAs paboTa B
npodpeccnoHanbHOM cpefe 1 B obLlecTse.




B pamkax nporpammbl OCyLLECTBASETCA MOMUCK
AeTen ¢ guarHo3om spina bifida B yupexxgeHusax
ONa [ETEeN-CUPOT, OpraHu3auma focTyna Bpaden
7 Y3KNX CcneunanunucTos, opraHv3saums
ob6cnegoBaHM M onepauun, oKasblBaeTca
nomoLb B nogdope NPaBUbHbLIX TEXHUYECKMX
cpencTs peabunutaumu.

B panbHenwem nporpamma obecneyusaer |
CONPOBOXAEHME CeMen, B3ABLUNX pebeHka nog i

orneky: oHA, KypuUpPYeT HOBYIO CeMblO NepBble
rofbl 0O NOMHOM apanTaumm pebeHka, panee
Cembsi NPUHMMAET y4acTMe B NPOrpPammax
poHOa HapaBHEe C  KPOBHbIMA  CEMbSIMM
nofoneyYHbIX oHaa.

]3 feten 8 2020 rogy obpenun poautenen:

9 peten ywnu B npuemHble cembu BGnaropaps
ycunnam  ooHga W naptHepos, 4 peten —
6narogaps 601bLLOK NHPOPMALMOHHO-
npocBeTUTeNbCKOM paboTe ooHAa,

Bepetca pabota C kaHoupaTtamu B NpUEMmHble




