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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




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.

Spina Bifida Occulta

Meningocele

Spina Bifida

Myelomeningocele



OONUMAJIBHBIX OAHHbBIX

- O KOJINYECTBE POXXAEHHbBIX
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.

i

B nocnegHne rogbl B fIe4EHUMM U
peabvnmtauun  peteM co spina  Dbifida
npousowna pesonoums. M ecTb peanbHble u
OOCTYNHble  CNocobbl MOBBLICUTbL  Ka4eCcTBO
XXU3HU perten 7 cemen, co3aaTtb
BO3MOXHOCTM N9 NONHOLEHHOM XU3HW.



HeTtam co spina bifida MOXHO NOMOYb, ecnu:

BoBpems anarHoCcTMpoBatb NOPOK pa3sutms ( 0o 22 Hepenb)
CBOEeBpPEMEHHO NPOBECTM BHYTPUYTPOBHYIO onepaumtio (Ha 22-26
Hepensax 6epemeHHoCTw)

HabntogatbCs y 3KCNepToB, MMEIOLLMX OMbIT BeAEHMS NALUEHTOB CO
spina bifida
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PykoBogutenb NpoekTa

HukywunHa Maprapura

KnnHnyeckuin, nepuHaTanbHbIn NCUXONOT, OpraHn3aTop coumanbHbIX
npoekTos B HKO. bonee 3 net opraHm3yeT npouecchl B3anMOLENCTBUS C
POALOMAMM U NEpUHATANbHBIMK LEHTPamK No Bcen Poccum




MpoekT nomoraetr cembe B OXMOAHUM Manbiwa C YCTaHOBSIEHHbLIM
anarHo3om spina bifida nony4nTb BCO HEOOXOAMMYIKO Ka4eCTBEHHYIO
MOMOLLb - MEOULMHCKYIO, COLMANbHYIO, NCUXONOMMYECKYIO.

» bepemeHHas XeHWMHa Nosy4aeT HeoOXOOAMMYIO CouManbHylo W
MaTepuanbHyro NOAAEPXKKY N5 BO3IMOXHOCTU NpuexaTtb B nepenosble
nepuHaTanbHble UEHTPbl U MPOWTU  YHUKANbHYIO BHYTPUYTPOOHYIO
onepaumio, KoTopas NOMOXET 3HaYMMO COKPATUTb PUCKU OCNTOXXHEHUI
anarHosa oyayuiero pebéHka.

* PebéHok BOBpems noNy4aeT KOHCyNbTauumM HeobXOOUMbIX Bpaden
(Heypoxupypros, HEBPONIOroB, NeguaTpoB) U MOXET pPa3BMBaTbCA
MaKCMManbHO 3IPAEKTUBHO C CaMblX NEPBbLIX OHEN XU3HMU.

+ Cembs nonyvaeT MNCUXONOTMYECKYIO MNOAAEPXKKY C MepBblX AHEW, Kak
6bIN yCTaHOBNEH AMarHO3 ManbiLy.

» (oHpA, 0Ka3bIlBaET NOSHOE KOPUAMYECKOe CONPOBOXAEHNE B BONpOCaXx
NONYYEHUS MHBANNOHOCTU N B 3alLMTe Npas pebGEHKa U CEMbMW.

* [lpoekT oka3sblBaeT afpecHYIO MOMOLLb CEeMbSM, 3aKpblBas Camble
OCTpble NOTPEOHOCTM CEeMbU AN HaUAYHWeEro KavyecTsa >XWU3HU
manbiwa.




r_ MPOEKT MOMOLLIV BEPEMEHHbIM M
( MAAOEHLIAM C AMATHO30M SPINA BIFIDA
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¢ 2016 roga nomoub nony4mnm yxe 6onee 50 6epeMeHHbIX XEHLLMH
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B 2021 rogy NOMOLLb B NPOEKTE NOAYHUNUN 22 GEPEMEHHDBIX XEHLLMNHDI
N NX CEMbMU
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MH®OPMALIMOHHO-TNPOCBETUTESIbCKAS ASPINA
MPOrPAMMA

B 2021 roay 6b110 onybnukosaHo 6osblue 130 matepmnanos 0 POHAE N XKU3HU Kak B Poccuu genatot onepaumm HepoaMBLUMMCA AETAM CO spina B ’ Z \
NoJoNEeYHbIX. bifida n noyemy poanTenn He 3HAKOT O TaKOW BO3MOMKHOCTHU

My6nukaumm BbIXognaM B TakuUX XypHanax, kak: Glamour, Harper's Bazaar, Kak bbiTb, ecnv Bala cemba XAeT noassieHna pebéxka co Spina GL AMOUR

Psychologies, Coffeetimejournal, lomaluHui ovar, CHacTnmneble poguTeniu, bifida
Mocksn4Mar 1 MHOTUX ApYyrux. cowm-lTAN
Yenosek lobpa: AmuTpuit 3HEHKO

Cneunanuctbl poHaa BbICTYNaNN Ha pagmocTaHumax Pagno Poccun n Pagmo 1

MoamocKoBbe. «JeTam co spina bifida MOKHO NOMOYb»: KaK POCCUIACKUI PSYCHOI_OGI[S
HEMPOXMPYPT NPOBOAMUT YHUKAIbHbIE ONepaLun D *0

B 2020 roay TenekaHan «AOMALLIHW/» B3sin 3a 0CHOBY OAHOW U3 Cepuit cepuana
«KEHCKU AOKTOP» PeasibHyo UCTOPUIO O BHYTPUYTPOOHOW OnepaLiii, NPOBEASHHON  EEEIoME) (oW :TNReelo]ZIo 13 (=10 "R oy (I 11 "Nl a0 [0 =Tx [ RS 4[4 (0] 01717

B KﬂMHquCKOM rocnutane «ﬂaI'IIAHO». MaTeel\;i eLLlMBLIJVlXCFI Ha BHTMTO6Hb|e OneaMM CYACTAMUBBIE POAWUTEAKU
— PARENTS.RU
My6avkaumit 135 MPABO HA KM3Hb: 3AYEM MAbILLAM AENAIOT OMEPALIAM
N ELLIE 10 POXKAEHMA COFFEE TIME
= Journal
; 35 bonblue He NpPUroBopP: UCTOPUN MaM eLlUnBLUUNXCA
"- npﬂMblx 3¢MpOB Ha BHTVl T O6Hb|e OI'IeaMM
=
=:2 ]O Be6MHap08 «3TO 1A HAC C MyXXem CTano a OM»O UH N3 TbICAYU eTeﬁ

oXAaeTca ¢ Hensneynmmon 6onesHbio. Kak Mm nomoyb B Poccmnm?

@' 3 3¢hupa Ha pagmo



https://helpspinabifida.ru/kak-v-rossii-delayut-operatsii-nerodivshimsya-detyam-so-spina-bifida-i-pochemu-roditeli-ne-znayut-o-takoj-vozmozhnosti/
https://helpspinabifida.ru/kak-byt-esli-vasha-semya-zhdet-poyavleniya-rebenka-so-spina-bifida/
https://helpspinabifida.ru/chelovek-dobra-dmitrij-zinenko/
https://helpspinabifida.ru/detyam-so-spina-bifida-mozhno-pomoch-kak-rossijskij-nejrohirurg-provodit-unikalnye-operatsii/
https://helpspinabifida.ru/to-chto-vy-sobiraetes-sdelat-nonsens-istorii-materej-reshivshihsya-na-vnutriutrobnye-operatsii/
https://helpspinabifida.ru/pravo-na-zhizn-zachem-malysham-delayut-operatsii-eshhe-do-rozhdeniya/
https://www.cosmo.ru/health/pregnancy/bolshe-ne-prigovor-istorii-mam-reshivshihsya-na-vnutriutrobnye-operacii/
https://m.lenta.ru/articles/2022/01/20/bifida/
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