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BWY — B HacTtosiwee Bpemsi BY nepectan ObiTb NPUrOBOPOM.
Jilogn ¢ BNY mmeloT HOpManbHY MPOAOIMPKUTENBHOCTb XXU3HM,
€CNN OHWU NPUHNMAIOT afeKBaTHY NPOTMBOBUPYCHYIO Tepanutio.

JlekapcTBa ans BUY-nHprumpoBaHHbIX BGonbHbIX
npegocTaBnaTCa rocygapcteom GecnnatHo. Hago obpatutbes
B Balll palNOHHbIN LEHTP nomMoLun BNY-MHDMUMPOBaAHHLIM HOAAM.

BWY nepepmaeTcs TONMbKO MOMOBLIM MyTEM WM 4Yepe3 KPOBb
(onepauuu, MHbLEKUMKW, TaTympoBku U T.4.). O6GLieHMe C Bamwy,
NMPUKOCHOBEHUS, OObATUSA, WUCMOMNb30BaHWE OOHOro MONoTeHLa,
efla U3 oHOW Taperku U MHOroe [pyroe CoBepLUeHHO 6e3onacHb!
AN OKPY>KakoLLUX.

Y Bawero HOBOPOXAEHHOro pebeHka no4vTn HasepHsika 6yayT
aHTuTena k BWY, koTopble OH nomyynn OT Bac BO Bpems
GepemeHHoOCTU. ByaeTt nu y Hero cam BuMpyC, 3aBUCUT OT TOro,
Kkoroa Bbl 3apasunuce BUY. Ecnu Bo Bpemsi 6epeMeHHOCTH, TO
BEPOATHOCTb BbICOKA, YTO Yy Bawero pebeHka 6ynetr BAY. Ecnu
Bbl 3apasunnnce elle 4o 6epeMeHHOCTN, TO BEpOSTHee BCEro Ball
pebeHok ByaeT 340poB, a aHTUTENa y Hero yuayT K 2 rogam. Ho

' e ecav Bal pebeHok 3apasurncs ot Bac BUY — ato He npurosop.
MPOXNTb ONUHHYK CYACTIUBYKO XWU3Hb, MPUHUMAS

LHALO .

[ENATUT

FEMATUT C — ot Menatuta C ecTb nekapcTeo. JleueHune ot lenatuta C
ctaHoBuTcs Bce adhdekTuBHee. 90% ntogen, akkypaTHO NPOBOOSALLNX
nedexve ot lenatuta C, nanevmsatotcs.

NekapcTBa gnsa nevenusi Nenatuta C npegocTaBnsaoTCcA rocyaapcTBOM
6ecnnatHo. Hapgo obpatuTbCsi B Ball PaNOHHbIA LIEHTP MOMOLLN
6onbHbIM ¢ 'enatutom C.

lenatut C nepepaeTcs TONMbKO MOSMOBbIM MyTEM WUAW Yepe3 KPOBb
(onepauun, wHbEKuuMn, TaTympoBkM M T.4.). OOweHve C Bawmw,
NPUKOCHOBEHMS, 0OBATUS, MUCNONb3oBaHME OOHOro MnonoTeHua, eda
N3 O[HOW Tapenku v MHOroe Apyroe coseplUeHHO 6e3onacHbl Ans
OKpY>KatoLLIMX.

Y BaLLero HOBOPOXAeHHOro pebeHka NoYTn HaBepHska ByayT aHTuTena
k lenatuty C, KOTOpbIE OH MOMY4YUN OT Bac BO BpeMsi 6epeMeHHOCTM.
Byget nu y Hero cam BMpYyC, 3aBMCUT OT TOro, Koraa Bbl 3apasurimch
lenatutom C. Ecnu Bo Bpems 6epeMeHHOCTH, TO BEPOSITHOCTb BbICOKA,
4yTO Yy Bawlero pebeHka byaet Bupyc 'enatuta C, a He TONbKO aHTUTENa.
Mpongs Kypc nevyeHnss CoBpeMeHHbIMU Npenapatammu npotme enatuTa
C, Baw pebeHOK NovTn HaBepHska nonpasutcs. Ecnu Bbl 3apasunnuch
lenatutom C eLle 0o 6epeMeHHOCTU, TO BEPOSITHEE BCErO Ball pebeHoK
Oyget 300poB, a aHTuTena y Hero ynayT K 1.5 rogam.

CNPUITNC — aTo BakTepmanbHasa nHgekums. Kak Bce 6aktepmanbHble
WMHAEKLMMN, OH XOPOLLO Neuntcst aHTubnotnukamum. Kypc aHtnbmnotnkos
06bI4HO AnuTCA 2 Hepenu, nocrne 3Toro Bbl MoOXeTe 3abbiTb 06
MHekuun. AHTuTena K cudunucy MoryT Habniogartbes y Bac etle
HECKOSbKO NeT. -

Balu HoOBOpOXOEeHHbIN pebeHok 6y,u,eT p/pﬁﬁeqeﬁ KYPGZ ,/,c
B Nntobom criyyae, 1y Hero TOYHO et cudmrie
6onenu cndmnucom Bosp ePEeMEHHOCTI

Ha 3p,opoe.be man %
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B® «Cpoenan war», npoekT «Spina Bifida»
® www.helpspinabifida.ru

MpoekT PycdoHaa «Spina Bifida»
@ www.rusfond.ru
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CNTUHHOMO3I'0BAA I PbIX{A

CnuHHOMO3roBas rpbixa (Spina bifida) aBnseTca ogHUM 13 crnyyaes MUENOAMCNasmnm.

Mwvenoaucnnasua Moxer NPOABMNATLCA B CMMUHHOMO3roBOM rpbbke wunn Kay,u,aanoﬁ
perpeccumn nnn NHOM HapyLleHUn pa3BUTUA CNMHHOIO Mo3ra.

Mpu cnuHHOMO3roBoK rpbike (Spina Bifida) B no3BoHOYHMKE ecTb paclienvHa, Yepes
KOTOPYHO CMMHHOW MO3r BbICTYMNaeT HapyXXy B BuAe rpbbku. Npu KayganbHow perpeccum
NMO3BOHOYHbIA CTONG copMMpPOBaH He MOMHOCTLIO W MNpekpalwiaeTcd, He [oxoad
[0 NOACHWYHOro otaena. bbiBalOT M MHbIe HapyLleHWUs pa3BUTUS CMMHHOIO Mo3ra 1
NO3BOHOYHUKA, KOTOPbIEe Ha3biBatoT 0O0OLLEHHBIM TEPMUHOM MUENOANCNA3US.

O6bem HapylleHUn YHKLUMOHMPOBAHUS OpraHnama 3aBWCUT OT TOro, HaCKOMbKO
BbICOKO MPOU3OLLUIIO HapyLlleHue MO3BOHOYHOrO CcTorba U CnMHHOro Mo3sra. Yem
Bbille fopaxeHue, Tem O6onblie 06bem HapyLleHHbIX QYyHKUun. B GonblumMHCTBE
CcnyyaeB MOpaXeHUst HaxogaTCs B MOSICHUYHO-KPECTLIOBOM OTAene NO3BOHOYHMKA,
W NOCNeacTBUAMU CTAHOBATCHA HapylleHne paboTbl Ta30BbIX OPraHoOB W MOMHas wunm
YacTu4yHas napanmaauuns Hor.

I'Iop0|71 y aeten ¢ muenogucnnasuemn HapyLllaeTca OTTOK CMMHHOMO3roBOW XUAKOCTU 13
ronoBbl. ATO MOXET NnpuUBOOUTb K rvlp,pou,e(banmw, KOTOpasdA BpeauT pa3BUTUIO NOJTIOBHOIO
Mo3ra. B atom cny4vae pe6eH0|< HYy>XOaeTCA B NOCTaHOBKE LUYHTaA, KOTOprVI CMOXeT
perynmpoeaTtb OTTOK XWAKOCTU U3 TOJ10BbI. Ecnn He cpenatb 3TO CBOEBpPEMEHHO,
BO3HUKaAET yrposa Anda pasButna Moasra. Cama no cebe muenogucnnasus He BNusieT Ha
YMCTBEHHbIE cnocobHocTun pe6eH|<a. MHTe.I'IJ'IeKTyaJ'IbHO AETN pa3BnBarOTCA HOpMaribHO.

Mpu muenogucnnasum HeobXOAMMO KOHTPOSIMPOBATb HECKONLKO
HanpaBrieHUn 300POBbLA pebeHka:

1. B TeueHune HecKoOMbKMX NepBbIX AHEN XU3HU Yy AeTen ¢ Spina Bifida gomkHa 6bITb
caenaHa onepaums Mo UCCEYEHUIO TPbKU. JTO BaXHO, TaK Kak Hanuuve rpbixu
CMMHHOIO MO3ra MOXEeT NPUBECTUM K abcLeccy, yrpoxarolemy >XU3HU pebeHka

(onepauus genaetcsa rocygapcTBOM B 9KCTPEHHOM MOpsiaKe).
Heobxooumo cgenate MPT ronoBbl M yCTaHOBUTb, ecnv nu rugpouedanus,
YIOLLAs YCTaAHOBMEHUSA LWyHTa [Afs OTTOKa CMNWHHOMO3IOBOW >KMAKOCTMW.
apCTBOM OQHOBPEMEHHO C MOATOTOBKOM K OnepaLmm no NCCeYeHmto

, YTOObI He nponycTuTb

IOBb! Pa3 B Monroaa
oy 3TO Mpou3onaeT, Hado

caenartb onepaumto, YTobbl HaTSXKEHME CMIMHHOIO MOS
paboTy rofloBHOro Mo3ra (HanpasreHust Ha 6ecnna
nonyyatb y Herpoxupypra). G
HeobxogmMMo KOHTpomnupoBaTb MpobremMbl € MOYeUCnyCKaHMEM,

nedekaumenn n paboton nodvek pebeHka, Tak Kak HenpaBWUilbHOE
3anoxeHne M onepauus Mo WCCEYEHUIO HapyLlalwT CBA3N Mexay
CMMHHBbIM MO3roM K Ta3oBbiMW opraHamu. CTpagaeT WHHepBauUuS,
KpOBOCHabeHue, HapyLuarTcs pyHKLMM Ta30BbIX OpraHoB. YacTnyHoe
WITN NONHOE HeAepXXaHne MOXET Bbi3blBaTb coLmanbHble NpobrnemMbl 1
Hey#o0CTBa, HO XU3HEHHO BaXKHO HE OOMYCTUTb MOBPEXOEHMS MoYek
n3-3a 3abpoca B HMUX MOYM, BCNEACTBME HEMPaBUINBbHOW MHHEpPBaLMMK
MOYEBOro ny3blps. BO3MOXHBIM pelueHnem npobnem MoxeT ObiTb
perynsipHasi KateTepusaums n exxegHeBHOe KNM3MMpoBaHue pebeHka.
BaHO MOMHWUTbL O ONaroTBOPHOM BNUSIHAM Ha Ta30Bble OpraHbl
BepTukanusauum pebeHka. BosmoxHa rocnutanusauus no KBotam B
MHCTUTYT CnepaHckoro (9 6onbHuua) unm UMHCTUTYT Yponoruv ans
npoBefeHus KYOW (komnnekcHoe ypoaMHammnyeckoe nccregoBaHue).
Y Bcex geTen c Mvenoaucnnasveri (Bkrovas spinabifida) pasHein obbem
npobnem onopHo-ABuratensHoro annapata. Ecnu cpa3sy HaumMHatb
nomolb pe6eHKy B 3TOM 06racTu, ToO BepPOATHOCTb, YTO pebeHokK
c Spina Bifida 6yaeT xoauTb — Bbicoka. C kayganbHowm perpeccuem
CINOXHee, Tak Kak BapuaTMBHOCTb BPOXOEHHOro nopaxeHusi 6onbLue.
Onepauuun no noMoLm pebeHKy MOryT OCyLLEeCTBATLCA MO KBOTaMm B
LUNTO, knuHuke B KypraHe. O4yeHb BaxkHa Ka4eCcTBeHHas peabunmTaums
(obbi4HO TpebyeT npueneveHnss HKO (doHg Spina Bifida))

BaxHO cneauTb 3a NNOTHOCTLIO KOCTEN Y AeTeln ¢ Muernogucnnasmnen.
CHWXeHne nnoTHOCTU KocTel (He TOnbKO MO3BOHOYHOrO cTonba),
onpegensieMoe OEeHCUTOMETPUEN, HE TONbKO OMacHO camo no cebe B
CB$131 C MOBbILUEHHOWN XPYNKOCTbIO KOCTEN, HO U SABMSIETCS NPU3HAKOM
HapyLeHus obMeHa KanbLus B OpraHn3Me, YTO MOXET NPOSIBASATLCS
B obpasoBaHMM KaMHeW B Mo4vkax. YToObl 3TOr0 He Mnpomcxoguno,
Hago MNpOBOAMTbL CreuunarnbHyl Tepanuio, HamnpaBleHHYyr Ha
npeaoTBpalleHne obpa3oBaHNs KaMHEN B MOYKaXx.

Ona pebeHka ¢ muenogucnnasven O4eHb BaXHO pacTu
¢ mamou. JlioboBb M nopaepxka ONMU3KMX MNOMoOraroT
pebeHKy npeogoneBaTb HeaAyr U Aenatb BCe BO3MOXHOe
Ana agantauum B XXM3HUM M obuwecTtBe. Ecnu npaBunbHO
neuntb pgetenm C Muenogucnniasuen, y HUX oXxuaaercs
HOpMaribHas NPOLOIKUTENBHOCTb XWU3HW. BblpacTtasa, atn
AETN MOTyT co3gaBaTtb ceMbu, bnarononyyHo paborartb 1 ObITb
He3aBUCHMMbIMN.




Onsa HoBopoXAeHHOro pe6eHka
HeT HuYero BaxHee MaMmbl. Kaxaas

MUHYTa, 4ac, AeHb, NPOBeAEHHbIN BOIOHTEPY 8 OMOL
BMecTe C MaMoii, — 3To Aap nio6Bw, AETAM-CUPOTAM
boratcTtBo U HanyTcTtBue, KOTopoe BAATOTBOPUT E AU POMA
NOMOXeT ManeHbLKOMY YerloBeKy www. otkaznfks.ru

/ ) COCTOSAAITLCSH B 3TON XU3HM.
(

1 PeGeHOK nOUT WMMEHHO CBOH

\ MaMy, OH ee YacTb, OH BbIpPOC U3

NS Hee U NpeKpacHo ee 3HaeT. MoaTomy

\( MMEHHO MaMWHa nopaepXxka Ans
Hero — OCHOBa XWU3HMW.

Ecnn Bam kaxetcsi, 4YTO Bbl He
cMoXxeTe BOCNUTbIBaTb cBoero

pebeHka wu3-3a npobneMm co o —
KOHTAKT Soposen  wnn s Herae N,
XUTb, TO MOMHWUTE, NoOXanyucra,
Yyto Yem Oonblue BpemMeHUn Bbl
CMoXeTe npoBectTu C HUM, AOaTb
Mo no6bLIM Bonpocam obpawyanTtechk no tenedoHam: eMy BaweW n6GBU U 3aWNUTLI, TeM
= 8 910 498 57 43 Gonee CuNbHYIO ONMOPY B XWU3HW
R 8 495 78 915 78 OH MNOJIy4uUT. Bawwu nogaepXxka u
no6oBbL NOMOryT BawweMmy pe6eHKy

= info@otkazniki.ru

NpUHATL ce6A U MOoYYyBCTBOBATb
cebAl HyXHbIM.

Ecnn ectb XxoTb ManeHbkas

BO3MOXXHOCTb He OCTaBNATbL CBOEro

pe6eHka, ucnonb3ynte ee. Ectb APTPU rPM " 0 3
nogn, rotoBbie BaM MoMoraThb,

Ba)XXHO UX HAWUTMU.

Ecnu TakoW BO3MOXHOCTU HET,
nocrapautecb Npoo6bLITL C BalWwuM
pe6eHKOM KaK MOXHO
ponble. Kaxpasa MMHYTa
BMecTe C BamMu — Ans
Hero 6ecLeHHbIX Aap.

Bbl HYXHbl Bawemy masbiwy,

a Mbl BAC M0AAEPXUM




APTPOTPUNO3

ApTporpuno3 — 3abornesaHue, KOTOPOE MpPOSBMAETCH
B HEMNOABWXXHOCTM CYyCTaBOB W HeAopasBUTUM UNnn
OTCYTCTBUWN HEKOTOPbIX MbILLILL.

ApTOporpunos dopmupyeTca B npouecce
BHYTPUYTPOOHOrO pasBUTUS BCMNEACTBUE TEHETUYECKMX
MPUYMH UNK KaK NOPOK pasBUTUS nnoaa.

O6bemM BpOXOEHHOrO MNOPaXeHUa W AUNCHYHKUUN Y
aeten bbiBaeT o4eHb pasHbIM. VIHOraa 3aTpOHYTO TOMNbKO
HECKOJbKO CyCTaBOB 1 MblLLL, MHOrga —no4vtn Bce. MHoroe
3aBMCUT OT TOro, B KakoW no3vumm 3admMKCuMpoBanochb
NonoXxeHue cycTaea.

[leTn ¢ apTporpuno3oM poXAaawTcss C HopMalbHbIM
nHTennektoM. O4yeHb BaXHbIM aKToOpoM Ansd  MX
pas3BUTMA SBMNAETCA Kak MOXHO Oonee paHHee Hadyano
peabunutaumn. Kak n gna nwoboro pebeHka, ans
pebeHKa Cc apTpPOrpuno3oM O4YeHb BaXXHO pacTu C
MaMon, B ee N0OBU U C ee NoALEPXKKOMN.

[etn c apToporpnno3om MoryT 6J'IaI'OI'IOJ'Iy‘-IHO YYNTBCA B
LUKOJ1e 1N yCneLwHo pa6OTaTb B AanbHenwem. MHorne ns
HUX pa60Tar0T 3a KOMMNbOTEPOM, rae Ux AsuUrarteribHble

orpaHn4yeHnsa He o4eHb BaXXHbl.
. \\\

N

KBoTupyemoe neyeHue aeTu ¢ apTporpmMnosom
nony4aor B:

depepanbHOe rocygapcTBeHHOE GHogKeTHOE
yupexgeHue ,,HayuyHo-uccrnenoBaTenbCKUm SETCKUN
opToneanyeckun MHCTUTYT umeHu ILU. TypHepa“
MwuHucTepcTBa 3apaBooxpaHeHna Poccumnckom
depepaunn

@ www.rosturner.ru

«PepepanbHbIA Hay4YHbIN LEHTP peabunuraum

n nuBanupos um NA. Anbbpexta» MuHucTepcTBa

TpyAaa v coumanbHom 3awuTbl Poccuiickon ®egepauum
@ www.center-albreht.ru

PepnepanbHoe NocypapcTBeHHOe BrogkeTHoe
YupexpgeHue ,HaumoHanbHbIN MeQULIMHCKUNA
uccrnenoBaTesibCKUM LLeHTP TpaBMaTosiormm m
optoneaun umeHu H.H. Mprnopoea“ MunHnctepcrtea
3apaBooxpaHeHuns Poccuiickon ®egepaumm

@ www. cito-priorov.ru

®rbY PHL BoccTtaHoBuTesibHas TpaBMaTonorns u
optoneaus umeHu akagemuka I A. UnnsapoBa
@ www.ilizarov.ru
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Nockse ecTb OOHA, KOTOPbIN crieunanuanpyeTcs Ha
MoLum aetam ¢ cuHapomom [layHa. OH HasbiBaeTcs
bnaroTBopuTenbHbIM PoHA JayHcang An“y

@ downsideup.org/ru.

BAATOTBOPHTE bt PONA
www. otkaznfki.ru

B cpoHae ecTb cneumanncTbl, KOTOPbIE rOTOBbI
npefocTaBnUTb BCO HEOBXOANMYIO MHAOPMaLMIO O
BocnuTaHuu geten ¢ COl. MHoro nonesHon nHdopmaumu
ecTb 1 Ha cante doHaa. Kpome Toro, B PoHae npoBoadATcA
3aHATMAa ona geten ¢ Cl.

Ewe ectb B® «Cungpom nobsmn»
® WWW.CcUHOpomo68u.pgh, KOTOPbIA NOMOraeT
cemMbsaM, KoTopble pacTat geten ¢ CL.
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CUHAPOM JIAYHA

Bbl HYXHbl Bawiemy Masbiuy,
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CUHIPOM JIAYHA

Cungpom [layHa — reHeTU4ecKoe HapyLleHne, CBA3aHHOoe
C Hannyumem y pebeHka SOMNONHUTENBHOM 21 XPOMOCOMBbI.
B 6onbluMHCTBE CrnyyaeB OHO BO3HUKAET CIly4anmHO U He
3aBUCUT OT HacnNeaCcTBEHHOCTUMINNOBEAEHNA POAUTENEN,
a Takke OT ocobeHHocTen TeyeHuss BepeMeHHOCTMW.
CnekTp HapyweHun npu cuHapome [ayHa mMoxeT ObITb
pasnUYHbIM, OT FNErknxX OO0 BbIPaXEHHbIX MPOSIBIIEHUN.
[Mpu poxageHnn pebeHka OOCTOBEPHO MpenckasaTb ero
noTeHumnarn passuTUst HEBO3MOXHO.

Hetun c cuHgpomom [layHa 4acTo UMeKT COnyTCTBYOLLNE
3aboneBaHnda, KoTopble NPeacTaBnsloT  yrposy ux
300pOBbI0 N Aaxe Xun3Hu. CambiMy onacHbiMn GbiBatoT
TsDKenble Nopoku cepaua n nemkemus. K cyactbto, oetu
c CO obblvHO OGonetoT opmon nenkemMmn, KoTopas
XOPOLUO NoaaaeTcs neYvyeHuio.

OcTtanbHble dusmnyeckne ocobeHHocTn geten ¢ CL He
NPUYNHAIOT Oonblnx npobrnem co 300pOBbLEM, €Cnn
3HaTb O HMX M NpaBuUIbHO cebs BECTH.

Cuntaetcsa, yTO \ nogen c C,D, NPOoAOoJTXUTEIIbHOCTb
»Xn3HM okono 40 net. Ho no Mepe Toro, Kak Mmegukm ctasiun

S~
e~ MOHMMaTb OCOBEHHOCTM 3TOro reHEeTUYEeCKoro

CMHOPOMA, MPOAOMKUTENBbHOCTL XU3HM y ntogern ¢ Cl
NOCTEMNEHHO YBENNYMBaETCS.

Hetam ¢ C[1 oueHb BaXXHO pacTn goma ¢ Mmamon. PebeHok
c CLl moxeT xoanTb B OBbLIYHLIM OETCKAN Cag W LUKOSY,
cenyac Takomn onbIT CTAHOBUTCA NOBCEMECTHbLIM, @ MOXET
— B cneumanbHble y4YpexaeHusi, No Bbibopy poauTenen.
EcTb npumepsl, korga getn ¢ CL1 ycnewHo 3akaH4ymBatoT
LLKONY, paboTatoT, a HECKOSTbKO YENOBEK AaXe OKOHYNIIN
YHUBEPCUTETHI.

Yacto o getax ¢ CL roBopsaT Kak O «COMMHEYHbIX OETAXY.
970 — 1 npaeaa, U Henpaega. Y Kaxgoro pebeHka cBom
xapakTtep, 1 oH HenosTopuM. [leTn ¢ CL] — He ncknoveHue.
Y kaxpgoro pebeHka CBOM NUYHOCTHbIE OCOBEHHOCTH,
npegnoyTeHns, cunbHble U crnabble cTopoHbl. Korga
peten ¢ C[1 Ha3bIBalOT «CONMHEYHbIMU AETbMUY, UMEIOT B
BMAy 10, UTO, ecnu pebeHok c C1 pacTeT B nacke n 3abore,
OH obnagaeT OorpOMHbIM NOTEHUMANOM MO BO3BPaLLEHMIO
6rM3kMM OgylweBHOro tenna n nden. Hacto Bcs cembs
obbeanHsieTcsa Bokpyr yenoBeka ¢ C[l, Tak Kak B ero
cepAue eCTb MECTO Ar1s BCeX POACTBEHHWUKOB OT Marna 4o
BEnuka. -



