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Joporuve apy3b4,

Mol pappl onybnnkoBaTh Hall OTHYET O TpaTax poHAa 3a uoHb 2019 ropa.

3a noHb 2019 roaa obuas cymma pacxonos coctasuna 1372 849,20 pybnewn.

3a npoLuesLUni MecsL, HaLLIMMKU OCHOBHBIMM TpaTamu Obinn (CpeficTBa, NepevncineHHble ¢
pacyeTHOro cyeta oHAa):

Onnata konacku ang CtonnHuk Hapgu - 184 150 py6

Onnata 3aHaTui B 6accenHe oguH mecau, ang barpeyosa JaHumna - 1600 py6

Onnata megmkameHTos gna [ssumpa lNyoeHko - 31 740 py6

Mokynka NPUKPoBaTHOro cTofnKa ang Awwm lNycekosa - 5 800 py6

Onnata konacku ang Mpenosckon Amenuu — 185 130 pyo6.

Onnata paboTbl CNeumanmcToB (PU3nMYeCcKUX TepaneBToB, IproTepaneBToB U CneumanmcTa

no yponoruu) No HanpasneHuo «JoMallHMX NOCELLEHUI U KOHCYNbTaUM AeTen co spina
bifida» (https://helpspinabifida.ru/kak-my-pomogaem/) 670 303,20 py6.

3apaboTHag niata agMMHUCTPATUBHOMO M NPOrPamMHOro NepcoHasna, BKNoYas Hasorm u
B3HOCbI — 209 073,40 py6.

KomaHgmnposoyHble pacxogsl - 4100 py6

Byxrantepckue, kagpoBsble U topuandeckme ycnyrm — 73 123 py6

Bo3Bpat onMB0o4HO nonyyeHHbIx cpeacts — 4 800 pyb

Komumceunn 6aHka — 3 029,60 py6

Kpome Toro, 3a NpoLUeaLLni Nepro Ham yaanoch:

NPOAOIKUTL peann3aumio NPorpammbl JOMALLHUX MOCELLEHUA crneunanncTamm doHaa
(cbm3anyeckumun TepanesTamu, aproTepanesTamu, cneumanucta no yponoruum) neten co
spina bifida. 3a noHb 2019 cneupanncTbl doHOA NPOBENN KOHCYAbTauun ang 47
NOAO0NEYHbIX N3 Pa3HbIX PErMoHOB POCCMM B pamKax MHAMBUAYaNbHbIX NaHOB
peabunutaunm B konudectee 270,5 4acos;

B pamkax Nporpammel «4ac  yponorom» (exemecsyHole BebrHapbl B popme «BONpocC-
oTBeT». BeayLas BeGMHAPOB — OMbITHENLLNA NPaKTUKYIOLLMIA HEMPOYPOSIOT, PYKOBOAUTE b
LeHTpa Hernpoyponorum knnknin GMS un 3amectutens LieHTpa BpoXaeHHON naTonorum npu
GMS lanuHa EBreHbeBHa TuLLEeHKO) npoLuen YeTBepTbi BeObuHap Ha Temy ««[leTun co Spina
bifida n ux yoywue petny;

Ha pagmo Magk B nporpamme “Agpeca mmnocepamsa” cocToanocb MHTepBbIo MNpeacenarens
Hawero ¢poHaa UHHbI MHIowknHON : hitps://radiomayak.ru/shows/episode/id/2177131/
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OopraH1M3oBaTb KOMaHOMPOBKY chnsmyeckoro TepanesTa Juansl LLlykMHOM 1 3protepanesTa
MaprapuTbl [NapamoHoBon B dpocnassb. B pamkax gaHHon noesaku cneunannctbl oHga
NPOBENN NEKLMIO 19 MECTHbIX CNELMANMCTOB peabnnmnTaupmoHHOro LeHTpa “Oco6eHHOCTH
BeLEHNA feTen co spina bifida” n ocMoTpbl CeMENHBIX AeTen U3 dpocnasns, 9pocnasckomn
o6nactn n Koctpombl 1 Koctpomckomn o61acTu, poautensam 6binm faHbl pacluMpeHHble
pekomeHaaumu;

CneumanucTbl Hawen 6naroTBopuTeNbHOM Nporpamma_Spina Bifida - pusnyeckuin TepanesT
AnacTacug bytypnuHa v sprotepanesT EneHa LLownHa - nobbiBanu ¢ BUIUTaMU U
OCMOTpamu aeten co spina bifida B CMpOTCKKX yupexaeHusx JIeHMHrpaackom obnactu mn
NOHSANN, 4TO BCE BPayv 3anHTepecoBaHsl B getanunsauum UMPA ceomx nogoneyHsbix. Y
MHOMMX NOA0MEYHbIX AENCTBUTENBHO 04eHb «6efHble» UIMPA 1 Tyaa 3a4acTyro BHECEHbI HEe
Bce TCP, koTopble NONoXeHbl pebEHKY, SIMO0 He C TEMKU NapameTpamn, KoTopble NO3BONAT
YAYHLWMTb KA4eCTBO XM3HM pebéHka 1 061er4yntb paboTy MeanLMHCKOro U YXaXMBatoLLLero
nepcoHana. A eLLé ecTb feTU CO CJIOXHON CTPYKTYPOKr AedekTa C CUbHbIMW BTOPUYHBIMA U
TPETUYHBIMK edopMaLUSIMU, KOTOPbIM HE NOAXOAdT CTaHAaPTHbIE Kpecna-KoNacku
NPOMBILLIEHHOI O NPON3BOACTBA, M OHN HYXOAKTCA B CUAEHBAX, N3rOTOBNIEHHbIX
WHOMBUAYaNbHO.

NmeHHOo nostomy B CaHkT-[leTepbypre mMbl peLunamn NpoBecTn NPOBECTU CEMUHAP-NEKLMIO
ONS GUMPEKTOPOB, Bpayen, coumasnbHblX paboTHUKOB U BCEX 3aMHTEPECOBAHHbBIX U
OpraH1M30BaTh KpYriibi CTOS, MOCBALLEHHbIN TPYOHOCTIM yX04a 3a AETbMU C
ABUraTesIbHbIMU HaPYLLEHNAMM.

Beoywmmn kpyrnoro CTosa BbICTYNUAW:

¢ JIutyc AHHa tOpbeBHa, Bpad peabunutonor, YneH Coto3a peabunutonoroe Poccum
¢ AceeBa [lapba AHOpeeBHa, cneumnannct no nogdopy n apantaumm TCP

¢ JlaTbinoB PomaH Bnagumnposuy, optones - opTesnct

e J[lo6pocepnos Amutpun AHapeesuny, yposor

BbinKn ocBeLLeHbl CneayoLmne Tembl:

® COCTaBJfIEHNE MNOCTYPAsIbHOro PeXnma ans geTen co CIOXKHOM CTPYKTYpon aedeKTa;

® pekomeHaLmmn No HasHaveHuto TCP. BHeceHue B UMPA pebéHka-uHBannaa u anroputm
OanbHenLWnX AencTBUA ANg NoSTy4eHns Ha3HavYeHHbIX TCP;

¢ TCP ong petemn co CNOXHOM CTPYKTYpon fedrekTa. HasHaveHue 1 n3rotoeneHue
NHOMBUAYaNbHBLIX CUOEHWI;

* o6ecreveHue feten ¢ ABUraTesibHbIMU HapyLLEHNSAMN OPTE3HLIMW U3AESTUAMM;

® fleKUMs HeMPOYypPOora: 0COBEHHOCTU MOYEBLIAENUTENBHON CUCTEMBI AETEN CO CNUHA
oudmaa

*HaLLK CNeumanuncTbl - pru3n4ecknin TepanesT 1 3proTepanesT - NPOBeSIN NeKL o 06
0Ccob6eHHOCTAX anarHo3a spina bifida

Ha kpyrnom cTone npucyTcTBOBaNu NpeAcTaBuTenn Tpex AeTcknx Aomos CaHKT-
MeTepbypra v JleHnHrpaackom o6acTu. ITo Bpayn Nk, BoCnNUTaTenu, npeacraButenm
coumanbHbIX OTAEN0B.

Ha oceHb 2019 ropa 3annaHMpoBaHo NPoBeneHUs Takoro e cemnHapa- Kpyrnioro crona,
ANS y4pexxaeHun, noasefoMCTBEHHbIX KOMUTETY MO coumanbHON NOAUTUKE.
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B pamMkax Hawlero CMpoTCKOro npoekTa Ham yganocCb coenatb cnegytoulee:

B HoBocMOGUPCKe Halm CneupmanucTbl NOCETUN 3 CUPOTCKMUX YYPEXLAEHNA U OCMOTPENN U
bann pekomeHgauum natu pgetam co spina bifida.

B Opne noceTtnnu gga y4pexneHus, oCMOTPeHbl YeTbipe pebeHka co spina bifida, paHbl
pekomeHaaLmnn, BefyTcsa Neperosopbl O MoJslyYeHnn paspeLleHns Ha PR manbilwkn n3 noma
pebeHka.

B mae cpuanyecknin TepanesT [uaHa LLlykunHa v 3protepanesT MaprapuTta [lapamoHosa
6blNn Ha BCTpede B MuH3apase MockoBckom 06/1acTu, cermvac mbl paboTaem Hag,
COCTaBNIEHNEM [0roBOpPa O COTPYAHUYECTBE.

®duanyecknin TepanesT AneHa PoxnHa ocmMoTpena ABovx aeTten B KapnuHcke
(CBepanoBckas 06) v nana peKomeHAaLMM COTPYAHUKAM AETCKOro AOMa.

Meperosopbl MAYT ¢ MUHUCTEPCTBaMK KpacHospcka, AcTpaxaHun, KemepoBo, PocToB-Ha-
HoHy, MaragaH, Teepb.

Mbl 04eHb 6narop,apr| BCEM, KTO NoMoraeT Ham B pa60Te N faenaeT BO3MOXHON NOMOLLb AETIM C
BPOXAEHHOM MaTOI0rMen CNMHHOIO mo3sral

Ecnn Bbl X0TUTE nony4ynTb NMUCbMEHHbIN OTYET MO Ballemy noXepTBoBaHUIO C NPUNOXXEHNEM KOMWA

CYeToB,

HaknagHbIX U NNaTexXxHbIX I'IOpy‘-IGHMVI, no>|<any171CTa, HanuwnTe Ham No agpecy

info@helpspinabifida.ru.

C yBaxeHuvem,

npefcepaten 6naroteoputensHoro doHaa «Caenan war» MHHa MHIoLWKMHa




