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O6paweHune yupegurtenen

MuiowkuHa UHHa BanepbeBHa

Cospatens poHaa

Cnoso co3parens 6narotBoOpuUTENbLHOrO
$doHpa

JoGpBbIN NeHb, Apy3bsi!

Xouy BBIPa3snTh UCKPEHHIOI 671arofapHOCTb BCEM, KTO
noaaep>xubai Hac B 2019 rony. Hammm 6;1arorsopurensm,
BOJIOHTepaM, BpauaM - 3Kcriepram doHza, napruepam! Bmecre ¢
BaMM MBI CMOTIJIN OKa3bIBaTh PEryJIsIPHYIO ToMollb 6osee 500 neTsam
C IIATOJIOTMEN CITMHHOTO MO3Ta. DTOT I'oJ1 OB/ OUeHb BasKHBIM B
craHoBseHUN poHza. ITpn nopmepskke 6;1aTOTBOPUTEIBHOTO
donpa "HyskHa MOMOIIB" MBI CTPYKTYPUPOBAJIN CBOIO
IIPOTPaMMHYIO [,esITeIbPHOCTD, YTO ITIOMOIJIO HaM CPOKYCUPOBATHCS
n pa6orats B 2019 romy 60see 3dpPeKkTnBHO, OKa3bIBasI
MaKCUMAaJIPHYIO [IOMOLIb NMTOAOINEYHBIM. B Liessax dopMmpoBaHuns
DKCIIePTHOTO BpayebHOro cooduecTsa npu noagepxke HMKIN
[TeguaTpun 6pUI MPOBEAEH MePBhIV MeXAYHAPOAHBIN CUMIIO3UYM,
MOCBSIILLEHHBIV ITpo6iieMaM geTent co spina bifida. Me1 6;1arogapmum
Bac 32 COBMeCTHYIO JiesiTebHOCTh! Criacnbo, 4TO BBl OCTaeTeCh C
Hamn!



O6 opraHusauum

Wpes co3mannsa doHma BO3HUKIA Y VIHHBI VIHIOIIKMHOWM, KOTAa B
2012 rogy oHa pogwia pebeHka co spina bifida n cTtonknymach ¢
OTCYTCTBMEM CUCTEMBbI IIOMOIIN TeTSIM C TAKUM TNarHO30M.

Cniycrs 4 roga noncka mHGopMaLmm 1 CrieuaamucToB VIHHa
MOHSJIA, YTO HEOOXOAMMO OObeUHSTD YCUIUS Bpaden,
OOl1LeCTBEHHBIX JlesTesen N POAUTEIbCKOTO COOOIIecTBa 1
co3maBaTh cucTtemy c Hyss. Tak, B 2016 rony, mpun noamepykke
Banepwus INantomknHa, Mutn AnemkoBckoro n EkaTepunsl
Capa6peBoii MlHHa VIHIOMIKMHA co3nana GOHT,.

3a Tpu roga paboTsl GOHL ITpoures TpaHchOpMaLMIO OT OKa3aHUS
JIOKaJIbHOW aJpeCHON TOMOLIN IO Pa3BUTMUSI HEOOXOIUMBIX
HaIlpaBJIeHUN AJIs1 KOMILIEKCHOW 3KCIIEPTHOW MTOAIe PXKKN CeMent
CTOJIKHYBLIMXCS C AMarHo3oM spina bifida.



Muccua n 3apgaum opraHusaumm

Muccus

donp paboTaeT gyt TOrO, UYTOOH! JItonM co spina bifida mMenn Bo3aMOXXHOCTM IJ1s1 aKTUBHOW U ITOJTHOLIEHHOM

’KM3HU B OOLIeCTBE C JOCTYITHOW CPeLoN.

3apauu

» OkaszaHmne CMCTEeMHOW ITOMOIIN AEeTIM C
BPOXIeHHOW naToyoruen spina bifida.




PernoHsl pabotbl opraHusaumm




[Noneuntenbckum coset opraHnsaALMN

MaHowkuH Banepuin Hukuwuua Onus

Poccuitckmit xypHanmct OcHosartens MOL| 3emnsxe



CotpyaHukun opraHmsaumm

MuowkunHa UHHa BanepbesHa AHHa MNoneBckas

Cosparens doHaa McnonHuTenbHblid AMpekTop

Mapwusa KopoTtkosa Kcenuns KosuHa

KoopanHatop no pabote ¢ nogoneyHbimm AnmuuncTpatop

Muxaun CemeHos IOnus Cokonosa

CI'IeLIMCU'IMCT no p060Te C 3KCnepTamu PYKOBO,EIMTeJ'Ib MPOEKTA MOMOLLMN [ETAM-CUPOTAM




[Mporpammsbl opraHusauum

Ol

03

AppecHas nomoub

[ToMO1IB [TOOTIEYHBIM B IIOJTy4eHnn/
OIIaTe TeXHUYEeCKUX CPeICTB
peabuInTalLM, MeIUKaMeHTOB,
MeIULMHCKUX YCITYT, ITPOe3IHBIX

6MJIETOB [0 MeCTa JIe4eHUsI 1 O6paTHO.

Nomowb aeTam-cuporam c
anarHosom spina bifida

[Iporpamma HampasjieHa HO TO, YTOOBI
YBeJINYNUTD LIAHCHI IeTeN-CUPOT CO
spina bifida, a 3aTemM 1 MoOAbBIX
B3POCJIBIX, Ha [IOJIHOLIEHHYIO )XU3Hb B
obliecTBe.
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HomalwHee BusntnposaHue

OcmoTp geten co spina bifida
dbnsnyecknm TeparneBToM 1/ mim
SproTepaneBTOM Ha JOMY.

Henpoyponormuyeckas nomouyb

Henpoyposnormnueckas momMoub AeTsIM
c AnmarHo3oM spina bifida.



[Mporpammsbl opraHusauum
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UndopmaumoHHo-
npoceBeTUTENbCKAS

OcBemoMiieHMe 0OIIeCTBA O fMarHo3e
spina bifida.



[Mporpamma «AppecHas
MOMOLLLbY

Ba>kHBIM KpnTepreM oKa3aHMs afpecHON ITIOMOIIN SIBJISIETCSI
TOTOBHOCTB CEMBU K COTPYZHNYECTBY, [IOHMMaHe U
MIPUHSITVE OCHOBHBIX IPUHLIUIIOB, 10 KOTOPBIM paboTaeT
nporpaMmma. IIpuHsaTHe peureHns 06 okazaHMUM TOMOIIN
BO3MOYKHO TOJIBKO ITOCJIe SKCIIePTU3BI CIIeLNaJIncToOB
donpa: pusznueckoro TepamneBTa u/mUian 3prorTepaneBTa.
QoHp ortaumnBaeT TOJIBKO Te 06CIef0BaHMsI, METOAUKN
neyeHus n abuantaunmn, TCP, 3dpPekTMBHOCTS KOTOPBIX
IloKa3aHa, IpMMeHeHne KOTOPBIX COOTBETCTBYET
pexkoMeHpanmsam BO3 1 ciiokuBILIeicss MUPOBOW ITPaKTUKe
seyeHus spina bifida. PeabunnranmoHnHble Kypchl, He
VHTerpMpOBaHHbBIE B PEryISIPHYIO IPOrpaMMy abMInTaLumn
KOHKPETHOTO MO 0NeYHOTr0, POHJ, He OIlIauynBaerT.
[TpencraBuTeNM MOZONIEYHOT'O TOTOBHI YYaCTBOBATD B
Npoliecce MOJTy4YeHMs OT TOCYyAapCTBa TOTO, YTO ITOJIOKEHO
nio VIITPA n mo OMC.
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[Mporpamma «AppecHas nomoLb»

Llene nporpammel

Llesnp paboTHI MpOTrpaMMBbl — CHEJIaTh TaK, YTOOBI feTu co spina bifida >kxmin >kxn3HBIO OOBIYHOTO pebeHKa,
KOTOPBI MOKET He ObITh 3aBUCUMBIM OT KOHKPETHOTO B3POCJIOTO, CAMOCTOSITEIBHO I1ePeIBUraThbCsl, UMETh
BO3MOXHOCTB BCTPaNBAThCs B 1060V KOJUIEKTUB, IIOCELIATh AeTCKUN caf/IKoIy, IpyTrine o6pa3oBaTebHbIe
yupeskIeHus, CIIOPT, ITOJy4aTh JOCTYIIHOE 1 KOMIIEeTeHTHOe jledeHMe U TPOPUIaKTUKY OCTIO’KHEHWIA.

3aaaum nporpammbl

€) TlomyyaTp OT rocygapcTsa Bce,uTo nmoyioxkeHo ) OxaspBaTh MOMOIIb TOTAA, KOTZA He JOCTYITHO
pebeHKy co spina bifida nmo 3akony. Oxa3sIBaTh kauyecTBeHHOe nnosydeHmne TCP mo UITPA nin
MmenunumnHckon yeryru no OMC. ITopgep>kmnBaTh

CeMbI0 MHPOPMaLMOHHO.

ITOMOIIIb B 3KCTPEHHBIX CJIy4dasiXx.




[NMporpamma «AppecHas nomoLb»

O nporpamme

AnpecHas mo3BosseT geTsaMm co spina bifida nséexxaTs BTOPMYHBIX OCJIOKHEHWN, TOBBICUTD Ka4eCTBO XKMU3HMU,
ITIOBBICUTH MOOMJIBHOCTD, CIIOCOOGCTBOBATD COLMaan3alnui, MOBBILIEHNIO CAMOOLLEHKM U UHTEJJIEKTYaJIbHOT'O
ypOBHsI pebeHKa. [leTn B3pociieloT CBOeBPeMeHHO, HeCMOTPsI Ha IPO6GIeMbl €O 300poBbeM. [ToBrIIIaeTcs

Ka4yeCcTBO >KM3HU BCEM CEMbU.

HocturHyTbie pesynbrarhl

> 65 petein ¢ gnarHosom spina bifida
NOAYYMAM GAPECHYIO MOMOLLb.

OCHOBBIBasICh Ha OT3bIBaX POAUTEJIEN, MBI
rojiaraem, 4To >XMU3Hb CeMell, ITOTYyYUBLINX
IOMOILb, BBILJIA HA OPYrov ypoBeHb. Pogutenn
TOTOBBI K COTPYLHNYECTBY.
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[NMporpamma «AppecHas nomoLb»

Uctopusa repos nporpammsl

Cembs VMibn nmpuiwia K HaM B POHJ, € 3aIIPOCOM Ha ITIOMOIIb B
IIPMOGPEeTEeHNN KOJISICKN C 3JIeKTPOIIPUBOLLOM, YTOOBI peOeHKY
IepeMelaThCsl, He IPUKJIaAbIBast K dTOMY HUKaKUX ycwinn. Pogurenn
CYNTANN, YTO PeO6eHOK CINLIKOM cj1ab, YTOOBI CAMOMY KPYTUTB KoJteca. Y
Vnpn 661a K TOMY BpEMEHM YyKe KOJISICKA, HO VIbst 6BICTPO ycTaBall.
KpyTuTs KOs1€Ca OBLIO CIIOKHO, Ha JaJIbHNE PACCTOSIHUS IIepefBUTraThCs B
KOJISICKe OBLIIO HEBO3MO>KHO BOOOGIIe. VIIbsi MOT e MOJIb30BaThCS TOJIBKO
IoMa, 1 Jaxke foMa eMy ObUIO 3TO TpyAHO. Puanuecknii TepamnesT n
dproTepaneBT IIpuexaan ¢ BU3anToM foMon K Mibe. ITocae obuieHms ¢
POAUTENISIMN ITPULIJIN K BBIBOAY, UTO Vibe momonaeT akTUBHAsI KOJISICKA.
Ta xossicka, 4To 6b11a y Vibn, He ObL1a MOJO0OpaHa MHAUBULYAIBHO,
KoJieca ObLJIN CIMLIKOM OTCTaBJIeHBI Ha3aJl, N3-3a 3TOro Vbst 66ICTPO
yTomisics. HoBast kossicka 6p11a moffo6paHa crieiuaincTaMm ¢ y4eTom
MHAUBULYAJIBbHBIX 0Oco0eHHOocTen Vinbun, n doHp oratui ee. A namna
MaJIbuMKa yMeJIO afalTUPOBaJI KOJISCKY AJIsl UTPHI B pyT60!
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HononHutensHaa uHopmauusa nNo NPOEKTy

B pamkax nmporpammsl "AnpecHast momouis” GbUTN OTLIaYeHbI:
MeguumnHckme o6cnenoBanns (MPT, DOI-MOHUTOPUHT, aHAINU3HI,
omnepauun) ajs 5 neTen; MeqUKaMeHTHI IJIsl 2 IeTe; peaHUMOOUIIb
st 1 pebeHKa; 3aHATHUS B 6accenHe, JIPK 4is1 6 neTein; opTe3sl 4 4
JleTen; BEpTUKAIN3aTOPHI 1 4 neTen; aKTUBHBIe KOJISICKN it 17
IleTel; OIOPHI IJIsl CTOSIHMS AJ1s1 6 TeTeil; opTolneamnyeckue
MOAYLIKN AJis1 6 AeTen; MIPOTUBOIIPOJIe)KHEBBIN MaTpac ojs 1
pebeHKa; Besocunen ais 1 pe6eHKa; KOpceT AJjs 2 IeTen;
opTomneanyeckas o6yBb OJisl 5 feTen; MIPUKPOBATHBIN CTOJINUK OJIsI
NIPaBUJIBHOTO MO3ULMOHNPOBaHMS A1l pebeHKa; aBMabUIeThl AJIs
3 IeTen 1 UX CONIPOBOKIAIOIINX K MECTY JIeUeHUsI 1 OOPAaTHO; HSIHSI
Ha BpeMsl ToCIuTanusaumm, s 1 pedbeHka; mnpoxkmBaHue u
IIUTaHWe BO BpeMsI MHK/II03MBHOTO KOHKypca TaHLeB s 1
pe6eHKa; TPaHCIIOPTHBIE YCIYIM IO JOCTaBKe 6 KOJISICOK.
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[Nporpamma «JomawHee
BU3UTUPOBAHUE

B paMKax nmporpaMmBbl CIleiMaInCThl PeTryJIsipHO I1OCeLaloT
CeMbIO ITOJIOIIeYHOT'0, BOllIeLIero B mporpaMmy. J1is
KaXXIOTO pebeHKa CrielnaancTol poHza GopMyInpyroT
VHOVUBUAYAJIbHbIE LJeJIN abUInTaLun 1 pa3pabaTselBaloT
MHINBUIYAJIBHYIO IPOTPAMMY, PETYIISIPHO OTCIIEXXMNBAS ee
9ddeKTUBHOCTE.
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[Mporpamma «[lomalwuHee BUSUTUPOBAHUE»

Liens nporpammel

PazBuTne jomaurHero BM3aNTUPOBAHMS M abUINTALIUN leTen C TocaeAcTBUIMM spina bifida B pasHbIx pernonax

Poccun.

3aaaum nporpammbl

€) V36exxaTh OCIIOKHEHWU, a6MINTUPOBATD U
coLMann3npoBaTh pebeHkKa C [1MarHo3oM spina
bifida.

16




[Mporpamma «JomawiHee BUSUTUPOBAHME»

Metoauku paborsi:

Ha Texyimmni MOMeHT B Mupe Cy1ecTBYIOT 3pdeKTUBHbIe
MeTOANKU abwinTalumumn geremn co spina bifida, koropsimu
BIafeloT Gu3nyeckne TepareBThl 1 SProTepaneBThl.
®usnyecknii TeparneBT OLleHNBAET IBUTATeJIbHbIE
CITOCOOGHOCTM IallMeHTa, OTNpefiesseT pa3yMHble

" BOCTUKMMBIE 11eJIN abUINTALUN, IPULYMBbIBaeT
yIpakHeHusI, 61arogapsi KOTOPBIM 1111 MOXXHO JOCTUYb,
1n36e3kaB BTOPUYHBIX OCJIOKHEHUMN.

JproreparneBT OPTaHU30BbIBAET BOKPYT MTalleHTa MUP:
rnoao6mpaeT TeXHNYEeCKNe CpefcTBa peabuanTanmnm (KOJISICKH,
BePTUKAIN3ATOPHI), Mebesb, OfeXAy, IPUIYMbIBaeT UTPHI 1
3aHSTHUS, ITI0JIe3Hble U TOCTYITHBIEe ITallueHTY, HECMOTPSI Ha
dun3nyeckme orpaHNYEHMS.
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[Mporpamma «JomawiHee BUSUTUPOBAHME»

O nporpamme

Korga crieunannctel doHzma — Gusmdeckunil TepareBT U SProTepareBT - HAUYMHAIOT paboTy C ceMbell, )KU3Hb
peb6enka co spina bifida mepecrpanBaercs. Pe6eHOK CTaHOBUTCS MOOWMJIBHBIM 1 CAMOCTOSITeIbHBIM. biraronmaps
agarTalumn cpeibl BOKPYT U MHAUBUAYaabHOMY nogoopy TCP pe6eHOK MOXKeT 136eKaTh BTOPUYHBIX
ocnoxxHeHnM. CrlelnancTel Ha CBSI3W C POSUTEISIMU 1 MOTYT OIlePaTUBHO BHOCUTD KOPPEKTUBHI B IUIaH
aduImMTaumn.

HocturHyTbie pesynbrarhbl

> 1281 wac pomalwiHero BU3NTUPOBAHUS
ana 213 peten
®onp paciumpni reorpadmio MpoOrpaMMBbI U CTAJ
BeCTU CUCTEMHYIO paboTy B UeThIpeX HOBBIX
obnacTtsax: Bomoronckon, SIpocimaBckon,
Tynbckon n HoBocn6mpckon.
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[Mporpamma «JomawiHee BUSUTUPOBAHME»

Uctopusa repos nporpammsl

Korga Tumodero 65110 1Ba rofia, OH C poaunTessIMu repeexasn B CaHKT-
[TeTep6ypr n3 [TeH3sl.

Torma Mmama MaJIo 3Hajia O IMarHose chiHa. [Tocie MoaKIIoUYeHs K
nporpamme y Tumodest mossBUINCh pasHble IIPUCIIOCOOTIeHNsT, TaKne
HY>KHBIe [IJIs1 IeTen ¢ AuarHo3oM spina bifida: opress! s nonsanms,
OpTe3bl, B KOTOPBIX MOXXHO CTOSITh; 6BLJIa MOTOOpaHa aKTUBHASI KOJISICKA.

A BOoT mozi60p XO4yHKOB OKa3ajICsi HEIIPOCTOM 3a/iaueli: He BCIKne
xomyHKu nopxonnin Tumodeto. B ogHMX OH cHavasa mpocTo MOBUC, a yrKe
B IPYIMX — CIiesiajl IepBble HeJIOBKMe maru!

JprorepaneBT n3roToBuia ajs Tumodes crielnagsbHbIN CTOJINK, YTOOBI OH
MOT 32 HUM UI'PaTh, CTOSI B OpTe3ax. A ellle TOMOIJIa loMa 060pyH0BaTh
CIIOPTUBHBIN YI'OJIOK.
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[Nporpamma «llomowb peram-
CUPOTAM C AUATHO30M spina

bifida»

HeTn, uMerouve BpoXXgeHHble CIMHHOMO3TOBbIE
HapyllIeHusl, YaCTO SIBJISIIOTCS OTKa3HUKAMU C POXKAEHMs,
6y y4n MHTEJIJIEKTYaJIbHO COXPaHHBIMU. [leTn
OKa3bIBaIOTCs CHavasa B JoMaxX peGeHKa, a TIOTOM B JoMax
pebeHKa-MHBAINAA, Iie 3a4acTYIO >KUBYT BMeCTe C IeTbMMU C
TSKEJIBIMU MeHTJIPHBIMM HapylLIeHUsiMU. [1o gocTmkeHnn
COBEpIIeHHOJIeTNUS MOJIOABIX B3POC/IBIX IIEPEeBOIST B
NcuxoHeBposiornyeckne nHTepHatsl (ITHW), 1 Tonpko
eIVHUIIBI MOTYT ITOJIYYUTD KBAPTUPY U LIAHC XXUTH
caMoCTOsITelbHO. [ToaTOMy Tak Ba)kHO Hanboiee paHHee
BKJIIOYEHMe JeTel-CUpOoT B IporpaMmy romouin GoHza,
KOTZ,a IIaHCHI Ha IIPUEMHYIO CEMbIO BeJIMKU, a IIPOGIeMBI CO
3lOPOBBEM He YCYTyOMINCh ITpe6bIBaHNEM B CUPOTCKOM

YUPEeXIEeHUN.
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Mporpamma «lMomoLb AeTaIM-cMpoTaMm ¢ AUArHO3OM spina

bifida»

Liens nporpammel

OxkazaHue BC€CTOPOHH€I71 IIOMOIIN HeTAM-CNPOTaM C BpPOXKIAEHHbBIMW HAPDYUHIEHNAMNM CIIMHHOTO MO3ra, a TakKxXe

YUYpe KOeHMAM 34paBOOXpPaHEeHWs, COI_H/la.TIbHO—P€a6I/I.TIV1TaI_LVlOHHbIM LHeHTpaM, IIp1UITaM 1 MTHTepHaTaM.

3apaum nporpammol

€) HaxoxneHune gereii-cupor co spina bifida, nx
IIepBMYHOE 1 NTOCJIeAyIolllee KOHCYJIbTUPOBaHME,
IIOMOILb C CEMEMHBIM YCTPOUCTBOM,
COIIPOBOXAEHWNE NIPMEeMHOI'0 pebeHKa B Te4eHne
IepBOrO rofla >KU3HU U NTOCIeAyIolee
BKJIIOYEHMeE CeMeN B PeryJIsipHble IPOrPaMMBbl

doHpa.

21




Mporpamma «lMomolb AeTaM-cUpOTAM C AUATHO3OM spina

bifida»

MeTtogukm paborbi:

OcHOBHas 3aaya - OXBaTUTh MporpaMmaMu GoHa Kak
MOYKHO O0JIbllIe IeTel B e TCKNX YIPEeKIeHUSIX - pelIaeTcs
cIenyrounM 06pa3oM: BUSUTUPOBAHME IeTel-CUPOT;
BbIJa4ya peKOMeHalum, noMous B opopmiaeHmun UITPA,
MOJIYYeHUN JIBTOT U KOMIIEHCALUI; COACUCTBUE B
OpraHM3aly KOHCYJIbTALIUN, ITIOJTy4YeHUN MeYyCIyT;
COJIeVICTBUE CEMEeMHOMY YCTPOWCTBY.
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Mporpamma «lMomolb AeTaM-cUpOTAM C AUATHO3OM spina

bifida»

O nporpamme

OcHoBHoO 3amauent doHzma B 2019 rony crano Hama)kmBaHMe CBsI3€i M KOHTAKTOB C LIeHTPaJIbHBIMU U
perMoHajJbHBIMN MUHUCTEPCTBAMU U BeJOMCTBaMM, B BeJIeHUM KOTOPBIX HAXOASTCS YUPeKIeHWs], e
IIPOXUBAIOT AeTU-MHBaINAbI co spina bifida, a Taxke o6cnenoBaHne geTen 1 COCTaBIeHNe peecTpa IeTen-
CUPOT B yUpeskIeHusx. B pesynpraTe paboTs! nporpaMmmsl 150 meTeli BHeceHO B peecTp doHA.

HocTturHyTblie pesynbrarhbl

> 4] pebeHok ocmoTpeH
cneumanucramm poHaa.

ITo BceM meTsM ObLIIV HANIMCAHBI OTYETHI
dun3MUIeCcKMX TepaneBTOB 1 3ProTepaneBToOB,
BBIIAHBl peKOMeHJalluK, MapIIPyTU3aLus 10
JIe4eOHBIM YIPEKIeHUSIM.

> 5 peten ycTpOEHbI B CEMbMU.

Ponp ocyuiecTBsII MHPOPMALIMOHHYIO
MOAAeP>XXKY B YeThlpeXx ciy4asx. [leTu - B ceMbsix
1 yYaCTBYIOT B IPYIMX IIporpaMmax GoHza.
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Mporpamma «lMomolb AeTaM-cUpOTAM C AUATHO3OM spina

bifida»

Uctopus repos nporpammel

ITogomneunyio domgHa Kcroury mepBbin pas crieluaancTbsl ocMoTpenu B 2017
rofly, OOHAaKO Ha TOT MOMEHT PeKOMeHIalluN CIIelMaJIncToOB ObLIN He
BBINTOJIHeHbI. Ho B 2019 rogy npomnsonuio HacTosee 4ygo — IIpueMHast
mama Onbra, KOTopasi 4aBHO MIPUHSIIA pellleHne B35ITh B CEMbIO peGeHKa CO
spina bifida. Bor uTo nuier cama Osnbra: “B uHTepHeTe 1 yBUzesna cemMblo,
Yy KOTOPOW TaKOU >Ke IIPUeMHBI pebeHOK, s X Hallljla, Mbl IOTOBOPUIIN,
OHM pacckaszann MHe o poHne «Chenan mars, GOHT CBs3aCs ¢ HaMU. Tax s
CMOTJIa IOTYYNUTD 60Iee TOYHYIO MHPOPMALIMIO O IMarHo3e, 1 KO MHe
MPULIIO OLyIIeHNe, YTO s1 He OfHA, Y MeHs eCTb IoAIep>KKa pabOTHUKOB
doHzma n gpyrmx Mmamodek. 9 nekadpst Mbl 3a6pann gouky gomor!”. B
pamkax rmporpamm ponza Kcroilre cenanm KOMILIEKCHOE
ypOAMHaMNYeCcKoe uccaegoBaHmne, Gru3ndecknin TeparneBT COCTaBWIa IJIaH
peabwimTauun. Kcrora nosyumsia pacTyumni CTYJIbYUK, XOOYHKH, a
HeJaBHO IPyTue NMojoIeyHble PoHa Nepenanm aist Kciolm akTMBHYIO
KOJISICKY.
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HononHutenbHas nHopmaLms NO NPOEKTY

[Tporpamma nmpodmHaHCMpOBaHa 3a CYeT cO0opa CPelCTB Ha
kpayadbauamnurosoii mardopme hhttps://dobro.mail.ru/, c6op
BeJICS IO ABYM ITpoekTaM — «JlaTh meTsam co Spina Bifida manc Ha
)kn3Hb» 1 «ITycTb meTn co Spina bifida He 6yayT HeBuaMMKaMmuy. 1o
KKIOMY U3 IPOEKTOB PETryIsIPHO BBIXOJWIN HOBOCTU O ARTAX-
CMpOTax ¢ pacckaszaMn 1 GOTO-OTYCTAMMU.

B pesynbpTaTe 6BLIN JOCTUTHYTHI CIEAYIOLIME Pe3YAbTaThI:

- IeTU-CUPOTHI cO spina bifida mepecTann 66ITh «<HEBUOMMKAMMY,
CTPOYKaMU B BEJJOMOCTSIX BOCIIMTAHHMUKOB, MHPOpMaLMs O HUX
MMOSIBWJIACh Y 61arOTBOPUTEIEN, a 3HAUYNT, Y TIOTEeHLMAJIbHBIX
IIPVMEMHBIX POAUTeIeN, HEKOTOPHIE NeTn CMOTJIN 06pecTn
IIPVEMHYIO CEMbIO;

- IeTn-CUpoTHI co spina bifida n nx onexyHsI cMOTIIN
O3HaKOMUTBCS C COBPEMEHHBIMIU MeTOAUKAMU U peKOMeHIalUsIMN
OT CIIeLIUaJINCTOB;

- CIIeLMaINCThI YIPeXXAeHMI CMOIJIM HayYUThCsI HOBBIM ITOAXOaM
K abuanTaumnm geten-cupor co spina bififda.
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[Mporpamma
«Henpoyponorunueckas
NMOMOLLb»

[Tporpamma nomoraer neTsiM co spina bifida, nmeronmm
HapylIeHMs] MOYenUCITyCKaHUs, a TaK>Ke ITOCIeICTBUS,
CBSI3aHHBIE C HUMU. DTO YacThble BTOPUYHBIE OCIOKHEHUS Y
JleTel C IaTOJIOTneNn CIMHHOTO MO3ra, KOTOPhIe
CYyLIeCTBEHHO CHUKAIOT Ka4eCTBO XMU3HU, a MHOTIa HeCyT U
MIPSIMYIO YI'PO3Y €.
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[Mporpamma «Heunpoyponormyeckas nomoub»

Liens nporpammel

M36e>xaTh BTOPUYHBIX OCIIOKHEHMUN ITyTeM YCTaHOBJIEHUS YPOJIOTMYECKOTO PeKMUMa, YIUTBIBAsi OCOOGEHHOCTH

nunarHosa spina bifida y meren.

3aaaum nporpammbl

€) TIpodwnakTuka un BeIsIBIeHWe yponorndeckux ) ITomomub B KOPPEKIMM YPOIOTUIECKUX
HapylLIeHMN y eTen ¢ AuarHo3oM spina bifida. HapylIeHnN y IeTen ¢ AuarHo3oM spina bifida.
CosmaHne pexxuma 1 ob6pasa >Xn3Hu,
NpefoTBpallaloIINX YXyALUIeHne
HeNpOYypOJIOTUYECKMX ITAaTOJIOTUN Y AeTel C
IunarHo3om spina bifida.
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[Mporpamma «Heunpoyponormnyeckas nomowub gersam ¢
anarHosoM spina bifida»

O nporpamme

[Tporpamma HamnpasaeHa Ha TPOPWIAKTUKY U JIedeHWe BBISIBJIEHHBIX HAPYLIEHW, a TAKKe peaansyer
IIPOCBETUTEIbCKME 3a5a4M CPeIN CeMeN, CTOJIKHYBIINXCS C HEMPOYPOIOIrMYeCKUMIU IIpoGIeMaMn, 1

CIeLMaJncToB, paboTarounx ¢ guarHo3om spina bifida. Crumynom gy pazBuTus MporpamMMsl CTaj 3alpoc OT

POANTEIBCKOTO COO6H.I,€CTBa 06 T/lH(l)OpMI/lpOBaHVlVl N paCKpbITNN Te€MBbI HapymeHmﬂ MOYEeNnCITyCKaHUA IIPpn

spina bifida.

HocTturHyTbie pesynbrarhbl

> 300 yenosek 03HAKOMMUOCh C > 14 peten BowWNO B Nporpammy
nporpammon ¢poHAa. HENPOYPOTOrM4ECKOU NOMOLLMU.
B Teyenun roga poHp opraHmnzoBasn 9 Be6MHapPOB B Hos16pe 2019 roma poH OTKPBLT HAOOP 3asIBOK
C BeAyUMM Herpoypoaorom ¢oHza, B IIPOrpaMMy HEMPOYPOJIOTUUCEKON ITOMOIIN,
crienaamncTom KanHnkn GMS I'annHon pa3paboTaHHYIO B TIApTHEPCTBE C KIIMHUKOM
TuieHko. GMS.
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HononHutensHaa uHopmauusa nNo NPOEKTy

IIporpamma craproBaina B 2019 rogy Kak "HPOPMAaLIMOHHO -
IIPOCBETUTEIBCKUI IIPOEKT, HO y>Ke B feKkadbpe GoHT, OTyINI
IepBBIVI MUWIJIMOH pybiien Ha PuHAHCMPOBaHME IPOTPAMMBI OT
KOPIIOPAaTMBHOTO 1 YaCTHOTO G1arOTBOPUTENIEN.
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[Nporpamma «NHPpopmaumoHHo-

NPOCBETUTEJIbCKAA»

JHesTebHOCTb NIPOrpaMMBbl HalIpaBjleHa Ha
MHPOPMMPOBaHNE HEKOTOPHIX 1ieJIeBhIX I'PYIIIL O
BPO’KIEHHOW [TaTOJIOTMN CIIMHHOTO Mo3ra: spina bifida, a
TaK>ke OOIIeCTBA B LIeJIOM, B TOM YMCIIe:

- IOBBILIEeHMe KBaTnduKalum Bpaden n Ipyrmx
CIIeLIMaJINCTOB (PeabnaInToIOrOB, Bpauen, IICUXOJIOTOB),
paboTarounX C IaTOJIOTUEN;

- IIpOCBELIEeHNe JII-O,ILQIZ, CTOJIKHYBIINXCA C AINATrHO30M;

-OCBellleHNe IMPOo6eMaTUKN IJIs LINPOKOW
OO1LeCTBEHHOCTU C 1eJIbI0 TPOPMIAKTUKN, a TAK)KE
NIpMBJIeYeHUs BHUMaHMS K IIpobiieMaM JII0fAen co spina
bifida B o61recTBe.
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NMporpamma «MNHPopmaLuoHHO-NpocBEeTUTENBCKANAY

3apaum nporpammbi

Q O6pazoBaHue sl poauTesiei geTen C
nunarHo3oM spina bifida. HermpeprsiBHOe
obydeHne Bpayen 1 CriejnajancToB
COBpeMeHHBIM MeTOJIMKaM paboThl C AMAarHO30M
spina bifida. IIpocBemeHne mmpoxon
O0O1IeCTBEHHOCTW.
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[NMporpamma «MNHPopmauuoHHO-NpocBeTUTENBCKANAY

O nporpamme

B pamkax mHPOpPMALMOHHO-TIPOCBETUTEIBCKON TPOTpaMMBI GOHT, paboTaeT ¢ TpeMs LieJIeBBIMU
ayAUTOPUSIMU: - POAUTENN JeTel C ITaTOJIOTUeN; - Bpaun U CIIeLiMaJInCThl, KOTOpBle paboTaloT C LeTbMM C

narosiornen spina bifida; - o611ecTBeHHOCTD B 11€JIOM.

HocturHyTeie pesynbrarhl

» Poputenu peten c guarHosom spina > MeaunumnHckoe coobuiecTso.

bifida.

J1s1 pomuTesnen Ha POTSIKeHMN BCero rofa
IIPOBOMINCE MHGOPMALIMOHHbIE OHJIaNH
BCTPeYM 1 BeOMHAaPBhI CO CeluajIncTaMn n
BpadyaMm.

» O6wecTtBO.

B pamkax pa6oTsl ¢ 06111eCTBEHHOCTbHIO MBI
npusiekaeM CMI n ny6anKyem MaTepuasl O
’KM3HU JleTen ¢ InarHo3oM spina bifida, B rom
Yuciie O geTsX - CUpOoTax.

L7151 Bpayen 1 CnenajncToB B TIApTHEPCTBE C
HWKW ITegnaTpun M. BenpTuiiesa npouiesn
IepBBIV MeXXIYHAPOAHBIV CUMIIO3MYM I10 Spina
Bifida.
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[NMporpamma «MNHPopmauuoHHO-NpocBeTUTENBCKANAY

Uctopusa repos nporpammsl

MexxpyHapoaHasi HaydHO-TIpakTudeckasi KoHdepeHuus Spina bifida Ha
TeMy KOMIIJIEKCHOTO JIEYeHWSsI eTeN C BPOXKAEHHOW CIIMHHOMO3I'OBOM
I'pbIKeN cocTosimack B Mockse 23 okTa6ps 2019r.

KondepeH1ns 6p11a opraHM30BaHa B paMKax I1enaTpuieckoro
KOHrpecca «/IHHOBallMOHHbIe TeXHOJIOTUN B e naTpun 1 4eTCKOMN
XUPYPTUM.

[ToMmnMmo Bepyimnx creumannctToB Henpoxupypra Jl. 1O. 3uneHko n
Hevpoyposora I\ E. TuimeHko B MOCKBY nIpuexanm Jydiine MUpoBble
skcnepTshl: [TleTep A. BepHnyc, geTckum OpTOIes, CIrIeLUaInUCT 110
opToIleanyecknM 3ab0IeBaHUsIM Y IeTel ¢ AuarHo3oM spina bifida n
HLIIT; mpodeccop Vimpan Mymraxk, Begyumnii OpuTaHCKUN XUPYPT-
HEeNpOYPOJIOT, CIeLMAIINCT IO PeKOHCTPYKTUBHOW 1 BOCCTAaHOBUTEJIbHOM
yposnornu; lommHuK ToMIICOH, MpaKTUKYIOLNI AeTCKUI HEMPOXUPYPT;
npodeccop Henpoxmpyprum QenepanpHoro yuusepcurera Can-Ilaymy
Cepxny Kasaznenpy. Bpaun nonyunan BO3MOKHOCTb OOMEHSITbCSI OIIBITOM,
IMO3HAaKOMUTBCS C ITIepeJOBBIMY TEXHUKAMM 1 MeTOAMKaMM JIedeHus spina

bifida.
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HononHutensHaa uHopmauusa nNo NPOEKTy

«YHUKaJIbHOCTD NP CTOsIeN KOHPEepeHLIMN 1 BO3MOKHOCTH
IIPOBeJleHMsI KPYTJIOTO CTOJIa Ha TaKOM KPYITHOM KOHTpecce, Kyia
C'be33KaloTCs Bpaun CO BCe CTPaHBbl, B TOM, YTO eCTh BO3MOKHOCTbD
co6paTh pa3HBIX CIIeLMaINCTOB B OLHOM MecCTe, OOCYAUTD
CITOpHBIe MOMEHTHI 1 BBIpab0TaTh OOIIMe CTPATEeTNN JIedeHNs
netren co spina bifiday, — npoxomMmeHnTnpoBana EBrenns
BepanueBckas, Bpau-HeBpOJIOT OTAEeIeHUSI HEMPOXUPYPIUn
nHcTuTyTa negnatpmun uMmeHu IO. E. BeapTuiesa n akcnepT
61aroTBOpuUTEeNbHON IporpaMmMsl Spina bifida ponga «Coemnan
Iars.
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®PuHaHcoBbIN oTuer ot 2019r.

Moctynuno cpepcrte: 17 475 208.00 £

[TocTynnenus oT rocygapcTaa 7 277 445.00 P

3 805 902.00 P

IToskepTBOBaHMA OT IOPJINL,

[ToskepTBOBaHMS OT PUIINLL, 3256759.00 P

3 135102.00 P

C6opsI ¢ kpayadaHIMHIOBBIX IIaTHOPM
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dPuHaHCcoBbLIN OTUeT

Bcero notpauero: 16 421 045.00 19

Helpoyponoruueckas nomoLub
A4% 2%

AanpecHas nomoLup MoMoLLb AETIM-CHPOTAM C AUATHO30M
spina bifida

2%

MHbOpMaLMOHHO-NPOCBETUTENBCKAS

10%

A,EI,MM HUCTPATUBHbIE pACXOAbI

42%

,D,OMGLLIHee BU3UTUPOBAHUE
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dPuHaHCcoBbLIN OTUeT

Pacxopbl no nporpamme «AppecHas nomouwpy»: 7 268 894.00 P

100%

MNporpamma «AgpecHas MOMOLLb»
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DdPuHAHCOBbLIN OTUeT

NMporpamma «AgpecHas nomoLb»

Pacxopbl no nporpamme «AgpecHasi TOMOLLb»

AnpecHas moMouIb

3apaboTHas niaaTa u
IIpOYne BBIIIATEI
COTPYAHUKaAM

[TpodeccrnonanbHbIe
yCIIyTU

%

NoTpaueHo
7 268 894.00 £
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dPuHaHCcoBbLIN OTUeT

Pacxopabl no nporpamme «[lomawHee sBusutuposaHue»: 6 874 644.00 P

100%

MNporpamma «[domaluree
BM3UTUPOBAHME
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DdPuHAHCOBbLIN OTUeT

NMporpamma «[JomawHee BusnTMpoBaHmne»

Pacxopbl no nporpamme «[lomatuHee BUIUTUPOBAHMEY

%
3apaboTHas riaTa u
COTPYAHUKAM

[TpodeccrnonanbHbIe
yCIIyTUn

KoMmaHaMpoBOYHEIE U
TPaHCIIOPTHBIE PACXO bl

ITpouee n

NoTpaueHo
6 874 644.00 P
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dPuHaHCcoBbLIN OTUeT

Pacxopbl no nporpamme «lMomowp getam-cuporam ¢ auarHosom spina bifidax»: 235
679.00 P

100%

MNporpamma «[lomolup aeTIM-cpoTam
c auarHo3som spina bifida»
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MdPuHAHCOBbLIN OTUeT

Mporpamma «Momowb aetam-cuportam ¢ guarHosom spina bifida»

Pacxoabl no nporpamme «[Momolups aetam-cupotam ¢ auarHosom spina bifida»

NoTpaueHo
235 679.00 P

KomangnpoBouHble 1
TPaHCIIOPTHbIE PACXObI

IIpoyee

%
3apaboTHas riaTa u
COTPYAHUKAM
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dPuHaHCcoBbLIN OTUeT

Pacxopbl no nporpamme «Henpoyponorunueckas nomowby»: 41 380.00 P

100%

MNporpamma «Helpoyponornyeckas
MOMOLLb IETIM C IMArHO30M Spind

bifida»
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DPuHAHCOBbLIN OTUHeT

Nporpamma «Henpoyponornueckas nomolb»

Pacxoabl no nporpamme «Hepoyponormyeckas nomoLLb AeTsam ¢ AuarHo3om spina bifida»
%

3apaboTHas riaTa u
FOTPYARIEAR 41 380.00 P
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dPuHaHCcoBbLIN OTUeT

Pacxopbl no nporpamme «MHpopmaumoHHo-npoceetutenbckas»: 304 651.00 P

100%

MNporpamma «MHpopmaumorHo-
MPOCBETUTENLCKAN»
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DdPuHAHCOBbLIN OTUeT

NMporpamma «MHPopMmaumoHHo-NpocBeTUTENBCKANAY

Pacxopbl no nporpamme «MHPOpPMALMOHHO-NPOCBETUTENBCKAS»

[TpodeccmnonanbHbIe
yCIIyTn

O6paszoBaHue n
IOBBILIEHNEe
KBaInduKaummn
COTPYAHUKOB

ITpouee

%

NorpaueHo
304 651.00 P
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DPuHAHCOBLIN OTUYET

AHanus agMMHUCTPATMBHBLIX pacxogos: 1 695 797.00 1%

PO CXOOHble MOTepMGJ'I bl
(o)
2%

Pacxoppl oduca

3%

KoMaHanpoBoUHble U TPAHCMOPTHbLIE
pacxogpl

59%

3apaboTHas NNATA M NPOYME BbIMAATI
COTPYAHUKAM

” 4%

MNpouee

32%

[NpodeccroHanbHble ycnyru
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[MapTHepbl opraHmnsauum

AO nﬂKcu

www.dke.ru/ru/

KAOD

doHa NoAoepEE
W RASEMTHA PHABHTRONAN

®onpg "KAD"

www.cafrussia.ru/

EY

Ernst & Young
www.ey.com/ru_ru

Matiss Denta
EURDPEAN DEMTAL CLIMIC

CromaTtonorus “MaTtmcc
Hent”

matissdent.ru/

BD "HyxHa nomorus"
nuzhnapomosh.ru/about/

MonTeccopu wkona
3eMmnsiHe
prozemlyan.ru/

ROEPO MGl

Ho6po Mail.ru

dobro.mail.ru/

AAKAYE
AOBPAKOB

BD "Kny6 nobpsikos"
www.dobryaki.ru/

48


https://www.dkc.ru/ru/
https://www.dkc.ru/ru/
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https://dobro.mail.ru/
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http://www.cafrussia.ru/
https://matissdent.ru/
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http://prozemlyan.ru/
http://prozemlyan.ru/
https://www.dobryaki.ru/
https://www.dobryaki.ru/

Kak nomoub poHpy

—==
=

Coenartb
NoXepTBOBAHUE

I'Io,u.po6Hee YuTAMTE HA
canTe

https:/ /helpspinabifida.ru,
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https://helpspinabifida.ru/pay/
https://helpspinabifida.ru/pay/

PekBM3nTbl 1 KOHTAKTDI

PekBusuTtsbl

MNonHoe HasBaHue: bnarotBoputensHbiit dong "Cpenait war”
WHH/KNN: 7727287817 /772701001

OrlPH: 1167700055380

tOp. appec: 117218, I. Mockea, yn. Yepemywkunckas b., 20,
k.4, nom. ll, koMHaTa 2

Moutoewiit appec: 117218, I. Mocksa, yn. HepemyLukuHckas
b., 20, k.4, nom. I, komHata 2

HanmeHosaHnue 6anka: Mockosckui 6ark [TAO
«CbepbaHk»

PacuetHbin cuet: 40703810838000000000
KoppecnonaenTtckuit cuet: 30101810400000000000
BUK: 044525225

KoHTakTbI

Email: info@helpspinabifida.ru
Tenedon: +7 (926) 876-01-69
Caitr: https:/ /helpspinabifida.ru/
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@ HYMHA TTOMOILb

OTYéT cpenaH B KOHCTPYKTOpE OT4eTOB poHAA «HyXHa nomoLpb»

$POHA
MPE3UAEHTCKUX
FPAHTOB

KoncTpyktop peanuayertcs ¢ ucnonbsosanuem rpanta MNpesuaerta PO Ha passutme
rpaxaaHckoro obuectsa, npegoctasneHHoro PoHAOM NPe3UAEHTCKMX IPAHTOB



