OouwecTtBeHHOoe O0ObLeagnHEeHue
«Spina Bifida»



YTO TAKOE SPINA BIFIDA
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Cpasy nocne poxpaeHUss TakoMy pebeHKY npoBoAUTCA
CroXHeuwasa onepauus.

Y Bcex npobnembl ¢ MOYeBbIM MNy3bIpeM U MOYKaMWN, Kaxnbin
BTOPOW He YYyBCTBYET HOrI, KaXXablX NATLIV naparnu3oBaH.



Spina bifida MO)>XHO ycnewHOo
Jiedumep

OCHOBHbIMM npUYnHaAMm
BO3HUKHOBEHUA NaToONorMm ABNSOTCS
aedmunt donmneBom KUCIOTbl BO
Bpems 0epeMeHHOCTHU, cnaboe
340poBbe Oyayuien matepu, a TaKkxke
nepeHeceHHble WH(eKumn, THUNa
rpunna v KpacHyXxu.

OpgHako, OO0 KOHUA BCE MPUYUHDI
BO3HMKHOBEHNS HE UCCIIEA0BaHbI.

NMpu cooTBeTcTBYHOLWEM YyXxoae
nauuMeHTbl co spina bifida moryTt
BECTU aKTUBHbLIN 00Opa3 XXU3HMU.




B Hawem O6beaguHEeHU YNCITUTCSA CBbIlle cTa
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HALLIA I'TIABHAST
LIENb

Couuanusauyusi 0emet ¢ 0aHHbIM
oua2HoO30M

OHM YMCTBEHHO pa3BUTble, MHOINE U3 HNX
— TBOPYECKN OfapeHHbIE NMUYHOCTN.

NMocewardT pOeTckue cagbl, LWKOSbI
U BbiClUMEe y4eOHble 3aBeaeHUS.

OHu paboTaloT, cO30al0T CEMbU U POXKAIOT
neten. He cmoTpa Ha TO, 4TO MHOrune
nepeaBuratoTcs B MHBANMUOHbIX KOSSICKaX.




3ALHAYU, KOTOPBIE HYXXHO
PELINTD.

1. BKNounTtb B CNUCOK MNOJSIOXKEHHbIX K Bblaadye
MeaULIMHCKUX NHCTPYMEHTOB MHBanNuaam
yporiormyeckue Katetepbl U NPOKNaAKU.

2. YBeNUUATL KONIMYECTBO EXKErOfHO . | ol yas.=sl
BbljaBaeMbix noarysHukoB ¢ 720 po i

2160 wr. —— é & . —
3. BbloeneHue MeaAULUHCKUX

KabnHetoB B y‘-IQGHbIX 3aBeAeHusAXx
AnAa npoeegeHnda Katetepu3aunn AeT4HM.




SALHAYU, KOTOPBIE HYXXHO
PELINTD.

4. Nomowb Mamam geTen-uHBanNMAoOB B TPyAOYyCTPOUCTBE
NoCcpeacTBOM MPUCBOEHUSA MM CTaTyca couuanbHoOro paboTHMKa,
NN CONPOBOXAAKLMMUN HAHAMW B LLKOMax, Ui npeaoctaBuTb UM
BO3MOXHOCTbL paboTbl Ha AoMy. Bo Bcex cny4vasax oHn OyayT MMeTb
3apaboToK, MEHCUOHHbIE OTYMUCIIEHNS U CTaX.



[loaTanHOe pelleHMe yKa3aHHbIX
3a4ad4
Bo-nepBbIX: r\mMM

o BblLLENepeynCcrieHHbIM |,
3ajayamM npoBeAeHa COBMeCTHas
pabota ¢ penytatom Maxunuca
NMapnameHta MareppamoBbim M.M.
(KommyHucmuyeckas HapodHas |
lNapmus KazaxcmaHa - KHIIK).

Bnaropaps coAenucTBU IO
aenytatoB KHIIK - gaHHble Bonpochl
Obinn OCBELLEHbI Ha YpOBHEe
MuHucCTEpCTB.

CornacHo otBeTta [lpasutenbctBa Ne 21-11/3318 ot 11.11.2016 roga Ha
Oenytatckun 3anpoc Ne [13-128 ot 13.10.2016 rona - ¢ siHBapsa 2017 ropa

WHBanNuaam c HapyweHUAMU (pyHKLUMI BblaeneHus byayT npeaocTaBnATLCA
KaTeTepbl U NPOYMEe UHCTPYMEHTbI, B KOTOPbIX OHU HYXXOalTCS.




Bo-BTOpbIX:
[MpoBeaeHbl COXHbIE onepauun No UCCeYeHUr0 BTOPUYHOU hbukcaumm
CMUHHOro Mo3ra gecartepbiM AeTsM ¢ amarHo3om Spina Bifida.




B-TpeTbux:

NMpn copmencTtBuM OOLWECTBEHHOro = ° [
aeatena boraro3 UreH6aeBOoW cCOCTOASNCH '
bnaroTBOpuUTENbHLIA ~ MacTep-Krnacc  Aans
poauTenen ageten-uHBanmMpooB B dopme
TpeHnHra «Pabota Haga amounsasMu»
C ncuxoTtepanesTomMm EneHou Jloceson.

B xone TpeHuHra poauTenu Hay4uunucb
n36aBNATLCA OT U3ObITKA NepeXuBaHUN U
BbIXOAUTb U3 Aenpeccun.

Takxe, Bortaros UreHOaeBOM
npoBeaeH OnaroTBOpUTENbHLIN  MacTep-
Kacc B paMKax akuuu, nocBsILEHHOro
npa3gHuky «eHb Cembu B KazaxctaHe».

[eTn yyunucb rotoBuUTb rpy3nUHCKOe
onao XUHKanu noa pykoBoaCTBOM Lwed-
| noBapa pectopaHa «LlenmHHUKoBY.
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B-wlecCcTbIX:

Co3naH couMnarnbHbIN
BUOEOPOSNIMK NpU COAENUCTBUN
YnpaBneHus BHYTpPEHHeN
NONUTUKN Nr.AcTaHa C y4yactmem
HaLUnX neTten n
npodeccrnoHarnbHON KOMaHAbl
backeTbonucTos Kny6ba.

MacTep-Knacc No KOHAUTEPCKUM |

V3AennAM 1A AOMOXO03AEK y -
r'x p!

ot BakbiTryns Tyne6aeson - v

~ ,% 7 /min;jmpfmmg s B-ceabmbix: :

%@@@ MpoBeneHo pag akuuin no c6opy cpencTs
= ANA  OKa3aHuA MaTepuanbHOU MnomMoLMm
ceMbsiIM AeTeM C OaHHbIM AuarHo3om. Ha
KOTOpble WX poaUTENN WMENN BO3MOXHOCTb

3aKynnTb Heobxoaumble MeONKaMEHTHI,

o . monyuntb Kypc neyebHon U3KYMbLTYpbl UMK

< é) () A, au¢ - npuobpectn  HeobxoguMble  rUrMeHuYeckue
Sy e =—.c=mmm CPE/ICTBA.

yn. XaH K epes )K mbeka A.12/1, Ten +7-7000-901-009
KK «Bpe a Mopa — Ocexb» @bak aleeek
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B-BoCbLMbIX:

[MoCTOSIHHO npoBOAUTCS WH(OPMaALMOHHO-NPOCBETUTENbCKasA
OEeATeNIbHOCTL C poauTensiMMm feTen Nno BO3MOXHOCTAM JleYeHusA
AaHHoro 3aboneBaHuAa. OcBellaloTcda fbroTbl, HA KOTOPbIE MMEKT MNpaBo
aoetTu-mHBanuabl W ux  poautenn. WM okasbiBaeTtca  MoparibHO-
ncuxonornyeckaa nogaepxka. C  poautendaMm ©U3  PErmoHOB CBSA3b

nogaoep)xmBaetcad nytem coumanbHbix ceten: WhatsApp, Facebook,
Instagram, BkoHTakTe.
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HALL MEOUKO-COUMANBbHBLIN NMPOEKT

«BO3MOXHOCTb»
[Mpeactaenser cobon
cosfaHue oTaeneHus
Heupoyporsnormum Ha Oa3se
HauuoHanbHOro Hay4yHoro
LeHTpa MaTepUHCTBA n

AeTcTBa, NpuonusanTenbHo, Ha
ABajLaTb KOMKO-MECT.

[ne oynet Takxe
NencTBoBaTb OHEeBHOM
cTauumoHap, npeayCMOTPEeHHbIN
AN MeCTHbIX AeTen, UMeLLnX
BO3MOXHOCTb  MPUXOOUTb  Ha
obcnegoBaHue U NeYeHune.

B oTthoeneHun OypeT pa6otath MynbTUAMCUMNNMHapPHas KOMaHAa,
cocTosALasa U3 BeayLlwmx creunannuctoB: OeTCKUX YPOSioroB, HEMpPOXUPYPros,
HecdppornoroB, MPOKTONOroB, HEBPOJIOroB, peabunuTonoroB, OpToneaos,
NCUXOSOroB.
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LIEJ1b MPOEKTA
YnyywuThb MeaWuKOo-
coumanbHylo  aganTtauuio

NeTen Cco CchnuHarbHbIMU
OUCPYHKUMSAMN  MOYEBOro
ny3bIps n TONCTOro
KULLIEeYHUKa nyTem
pa3paboTkn U BHEOPEHUS
MHHOBALIMOHHbIX
TEXHONMOrMm
ne4yeHns n peadbunutauuu
3TOro KOHTUHIEHTa
DOnbHbIX.

ONarHOCTUKM,

anA 4Yero HyXxXeH
MPOEKT

[leTn, poXxaeHHble C
anarHo3om Spina  Bifida,
CTpagalT OT MHOXeCTBa
BTOPUYHbIX  OCJTIOXKHEHUN,
yXyALlaroLwmnx KadecTtBo MX
XU3HM N agjanTauulo B

couuymM. ITOr0  MOXHO
n3bexarb NyTeEM co3naHus
MapLUpyTU3aLum
NnauneHToB "
KOHconuaaumum HY>KHbIX

Bpa4eOHbIX YCINyr B OAHOM

oTOENneHun.
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YTO OACT BOMNOLWEHUE OAHHOI'O NMPOEKTA B
XU3Hb

1. CocTtaBneHue MapupyTtusaummn MmasieHbKMX nauueHToB [MO3BOJIUT
poaunTesiaAM  BbICTpanmBaTb TMpPaBUJIbHYIO TaKTUKYy J1e4YeHUd pe6éHKa,
3Ha4YnTENbHO 0bnNerynT gmnanor Bpaya C poanTenamMn.
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2. Peabunutauma gomxHa npoBOAUTLCA cpa3y nocrie onepauum Ha
CMMHHOU MO3r (yganeHue rpbbku, BbICBOBOXAEHME dUKCUPOBAHHOIO
cnnHHOro moasra). lNocrneonepaunoHHbIM NEPUOA CaMbii BnaronpuUATHbIM ONs
TOro, YToObl 3a4encTBoBaTh B paboTy BbICBOOOXAEHHLIE HEPBLI. YeM Aonblue
nepwog 6e30encTBusi, TEM MeEHbLUE LLIAaHCOB Ha BOCCTAHOBMEHNE HEMPOHHbIX
cBaA3en. Tem Takenee nHeanuamnsauunsi pedbeHka B dyayLiem.
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3. O6beauHeHune BeaAywux cneunanamctoe B OqHOM oTAaeJsieHUuun

Bcex cneunanncToB, Ha y4YeTe Yy KOTOpbIX HaxoauTcst pebeHoK, MOXHO
COCPEeAoTOMUTE B OOHOM OTAENEHWU, TakMm 00pas3oM MOo3BONMB [AETAM
ns3bexarb TpaBMaTu3ama, CBA3aHHOIo CO CIMLLKOM YacTol rocnutanusauuen
B pasfnyHble cTaLMoHapbl.
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4. BHegpeHue cneumanbHOCTU AETCKOro Bpaya-Henpoypornora

310 Bpay, obObeanHsOWUIA B cebe ABe crneunanbHOCTU: HeBporiora u
yporniora. OH OyaeT NpoBOAUTb NEYEHME MOYEMNONOBOM CUCTEMbI C YYETOM
NOpa)keHUs1 CMMHHOIO MO3ra, a TakKKe COCTaBMsATb NpPaBUIIbHOE MevYeHue U
peabunuTtaumo No onopHo-ABuraTenbHbIM OYHKLUAM OpraHn3ma.
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5. OpraHuvsaumsi YUCTKM
KULLEYHUKA nocpeacTBOM 2
CUPOHHOMN KITU3MbI.

[laHHaa npakTuka YycnewHo
aencteyeT B ctpaHax EBponbi u
Poccun. [letn, nony4yaa LaHHYHO
npoueanypy pas B Hefgeno,

CMOKOMHO roceLwaroT nyonnyHble B = gl i W
mecta 6e3 60s3HM BHe3anHoro )
OMOPOXKHEHUA KNLLIEYHUKA. A s _lwyev-mmmw

MmaBHaA uenb AaHHOW MpoueaAypbl — OYNCTKA OpraHu3Ma OT  KarnoBbIX
3aCTOMHbIX 3aBanoB, KOTopble 00pasyloTcs BCNeacTBME HapyLUeHUn padoThbl
KULLIEYHMKA U NPUBOAAT K XPOHNYECKON MHTOKCUKALINMN.

Ba)xHO 3HaTb, YTO 0ObIYHbIE cnabuTenbHbIe cpeAcTBa He MOMOraroT Npu
OaHHOM AuarHose.

17



6. KomnnekcHoe dun3noneyeHme
nyTem NCNOSiIb30BaHMA
anagnHaMun4eCcKmnx TOKOB,
MarHuToTepanun,  SNeKTPOCTUMYNALMN
KPECTLOBbLIX HEPBOB W MbILIL Ta30BOro
OHa annaparHbIM KOMMJ1EKCOM
«YpOnpoKTOKOp» NOo3BONUT
BOCCTAHOBUTb  MNOBPEXOEHHbLIE  CBSA3U
nnodo BbipaboTaTb HOBbIE.

: 7. OuyeHb BaXXeH KOMIJeKc
| peabunuMTaLMOHHbLIX MeponpuUATUN,
BKIMHOYaOLLNX B cebs Maccax,

| urnoykaneiBaHue, @uanotepanumio, 3aHATU
| nne4yebHON PU3KYILTYPOWN.

[MpaBunbHO nogobpaHHass metoauka JIOK
NO3BOSINT N3bexaTb BO3MOXHOIo TpaBmMaTtnuama,
CBA3AHHOIO C HernpaBuIIbHOM Harpyskom Ha
TaszobedpeHHble CyCcTaBbl WM MO3BOHOYHUK,
NpuBOASILLErO K BbIBUXaM Tas3o0b0enpeHHbIX
CyCTaBOB.
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8. [Ona ycnewHou peabunutaumMm pebeHKa BaxHa paborta
npodeccnoHanbLHOro NncuxorepanesTa C poauTeNsaMM.

Poautenn 4acto norpyarTcsa B AENPECCUI0, HE 3Has Kak BblbpaTbCsa U3 Hee.
A 31O mMewaeTt pas3Butuio pebeHka, yxyawaeTcs KavyecTBO XU3HU BCEW CEMbMW,
4YacTo Takue ceMbu pacnagatotcss. Bo MHormx crnydasix MOXHO MOMOYb
poauTenamM, He 3HalLKMM, Kakum obpasom obrnerynTb CyllecTBOBaHUE cebe,
CBOEMY PEDOEHKY M KaK MOXXHO COXPaHUTb CEMBIO.
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OTKpbITUE oTOeneHua «Henpoyponorun»

No3BONIUT AOOUTHLCA:

1. CyLlecTBEHHON 3KOHOMMUMK OOMXKETHBIX CPEACTB 3a CYET rocrnuranusauum
[eTel B 04HO JaHHOe OTAeNieHne BMECTO HECKONbKMX NpeanoraraemMbix.

2. MpoBoauTb MccrneaoBaHusi, BHEAPSATb U pa3BMBaTb MHHOBALMU B NEYEHUN
MOYEBOIO Ny3bIPsi N KULLEYHMKA.

3. CHMWXeHUs MHBanNuamn3aumm y OeTen ¢ BPOXAEHHLIMM NOPOKaMnN pPasBUTUS
NoYeK, MOYETOYHUKOB U HeAepXXaHMeM MOYM 3a CYET MHdopmMaTmM3aumn
ANarHoCTUYECKOro npouecca, BO3MOXHOCTU HabniogeHusa 3a 60onbHbIM B
AVHaMMKe U CBOEBPEMEHHOIO U3MEHEHMSA NIlaHa NeYeHus.

4. O6bEKTUBHOW ANArHOCTUKM NAaTONOrM4YEeCcKoro npoLecca B MOMEBOW CUCTEME.

5. HakonneHus, XpaHeHNA NoJNyvYeHHbIX AOaHHbIX W COMNOCTaBJIEHNA UX C
pe3yribrataMin NOBTOPHbIX obcnegoBaHMn ¢ TEM, YTOObI UMETb BO3MOXXHOCTb
OoueHnTb AOUNHaMUKy 3aboneBaHna u npum HeobxoanMocTu orneparmnBHO
N3IMEHNTb MHONBUAYAlNbHYIO TaKTUKY J1IE4YEeHUA.

6. YMeHbLLEHNS CPOKOB MNpebbiBaHMs BonbHOro B cTauuoHape, BCreacTsue
0OOCHOBaAHHOMO  COKpalleHUs  AMarHOCTUYECKOW  nporpaMmmbl  Mpwu
MOBTOPHbIX MOCTYMNNEHUSIX.
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[1lpnBnEeKaTenbHOCTb
OAHHOro nNpoekTa B TOM, 4TO
ana  paboTbl  oTAeneHus,
opraHuvsauum reyvyeHna w
peabunutauuu nauneHToB
HY)XXHOe obopyanoBaHue
nmeeTcs B LeHTpe

MaTtepuHcTtBa u [letcTtBa T.
AcTaHa.
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CNACunUb0O 3A BHUMAHMUE!

lNpe3udeHm ObwecmeeHHo20 ObbeduHeHUs «Spina Bifida»,
Apauneim KymapxxaHosa
coT.Ten. +7-771-830-19-99
e-mail: arailym.81@mail.ru,
spinabifidakz@mail.ru
Facebook — OO «Spina Bifida» KZ,
Instagram — spinabifidavkz.




