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BnaroTsoputenbHbiin hoHA “CnuHa 6uchnpan”
@ P | IBQ 117218, MOCKBA, ynuua b. YepemywknHckas, pom 20, kopnyc 4,

Hoporve ppy3bs,
MbI pagpl ony6amMkoBaTh Hall OTHeT O TpaTax ¢poHaa cdespans 2021 ropa.

O6wasa cymma pacxofoB 3a Tekywwmmn mecsau, coctasmna 1208 464 pyona.

OTyer o Tpartax 3a ¢pespans 2021

Cratbu pacxopa pyo6.
AQMUHUCTPATUBHO-XO3ANCTBEHHbIE PacxoAbl Nn 799
baHKOBCKMe pacxofb! 9747
Kypbepckne pacxofb! 1500
Mpo4mne pacxofpl 552
| AppecHas nomoub 484 310
Onnata MeguuUMHCKNX ycnyr 2 000
Onnata CNOPTUBHbIX 3aHATUN 65 250
Onnara TCP 417 060
MpoexkT BUsutuposaHue B pernoHax 243 545
3apaboTHag nnarta NporpamMHOro nepcoHana 178 750
PaspaboTka 1 nogaep>xka canton, MHHOOPMALIMOHHBLIX
CUCTEM W UHbIe aHaNornyHble pacxodbl 30 000
Crpaxosble B3HOCbl ¢ DOT nporpaMmHoro rnepcoHana 34795
O6uwme nporpammubie pacxoasbl 51827
3apaboTHas nnara NporpammHoro nepcoHana 51724
CrpaxoBble B3HoCbl ¢ ®OT nporpammHoro nepcoHana 103
CupoTCcKkuin NpoeKkT 54765
3apaboTHag nnarta NporpamMHoOro nepcoHana 53048
CrpaxoBble B3HoCbl ¢ ®OT nporpammHoro nepcoHana 1717
YBepeHHbIn 6anaHc 229 830
3apaboTHag nnarta NporpamMHoOro nepcoHana 190 285
Onnata 3a pa3paboTky 1 NoAAEPXKY CanToB 1396
CrpaxoBble B3HoCbl ¢ ®OT nporpammHoro nepcoHana 38 149
Yponoruyeckas nporpamma 46 175
Onnata MeguUMHCKNX ycnyr 46 175
Opuanyeckas nomolLb 86 208
3apaboTHas nnaTta NporpaMMHOro nepcoHana 86 208
O6wun utor 1208 461

3a ﬂpOLUG,D,UJMlZ MecsdL, B paMKax nporpammel ap.pecn-loﬁ nomoLM Mbl NOMOT/IM 5 feTam, a UMEHHO
onnatunnu:

- onnarta BepTukanuaaTtopa ang bypHycosa Cepres — 205 000 py6

- onnara fie4ebHoM OU3KYNbTYPbI, 3aHATUM ¢ noronepom ang Lllapkosa Eropa — 62 250 py6

- ONnara 3a KOHCY/IbTaLMOHHbIE YTy Mo HAaCTporKe BepTukanusaTopa ans Bacunesnd MeaHa —
2 000 py6

- onnara 3a TyTopa ang Abgypaydosa Nppuca - 27 000 py6

- onnara akTMBHOM Kongcku gns Bacunesny MeaHa — 185 060 py6

B pamkax o6meHa Tcp LapuHa LLnpkoBey, nepepana Konsgcky us kpecna 6améo vume Vnbury.
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Kpome Toro, 3a NpoLUefLLInin Nepruog, Ham yaanoch:

MpofoNXNTb peanu3aLmio NPorpammbl AOMALLHUX NOCELEeHU cneunanucTtamu coHaa
(dbursnyeckumu TepanesTamu n aprorepanestamm) neten co spina bifida. 3a dpespanb 2021
cneumanncTbl hoHaa NPOBENN KOHCYNbTauum gns 48 nofgoneyHbix M3 pasHblX PErmMoHOB
Poccum B pamkax nHaMBnayanbHbIX NNaHOB peabunutaumm B Konm4ectae 67 4acos.
Mporpamma foMaLLHEero BU3UTUPOBAHUS B perMoHax paboTaeT B AUCTaHLMOHHOM pexnme,
Takum 06pa3om ETU U3 BCEX PErMOHOB POCCUM MMEIOT BO3MOXHOCTb NOSYYUTb
KBaNMOUUMPOBaAHHYIO MOMOLL HaLLMX CNeLManmncToB.

Bbina ny6amkaums npo peannsaumio Nporpammbi:
https.//www.miloserdie.ru/article/my-teper-ne-odni-kak-rabotaet-domashnee-vizitirovanie-v-
semyah-gde-rastut-deti-so-spina-bifida/

69 peten B 7 MUHU-rpynnax, perynapHo (2-3 pasa B Hefento, exxeHefenbHo) OHNanH ¢
TpPeHepoMm, hm3NYeCKMM TepaneBTom (PoHAa 3aHMMAIOTCS CNOPTOM B pamKax Hallen HOBOWM
CNOPTUBHOM Nporpammbl «YBepeHHbIW 6anaHc ana aeTel co spina bifida». Bcero B
deBpasne cocTosnocb 68 TPEHMPOBOK.

[MpoBenu npsamon achmnp ¢ dounsndecknm tepanestom dooHga AunaHon dupiHon Npo obyveHne
cneumanncToB, paboTatroLLmx ¢ AeTbMu co spina bifida:
hitps.//www.youtube.com/watch?v=y7wAqYDJUls

Bbiwnu ny6nmkaumm Npo 6ynyLee obyd4eHne cneumanmcTos:
https://philanthropy.ru/novosti-organizatsij/2021/02/26/98755/
https.//www.asi.org.ru/report/2021/02/26/blagotvoritelnyj-fond-spina-bifida-provedet-
besplatnoe-obuchenie-dlya-speczialistov-po-rabote-s-detmi-s-diagnozom-spina-bifida/
https.//takiedela.ru/afisha/uverennyy-balans/

B pamkax npoekTta nomowm AeTAM B AETCKUX AOMax B 3TOM mecdue maeTt pabota ¢ 4
KaHoupatamm B NpuemHble poguteny. Bepetcs paboTa nNo Kency oT3biBa 3aKIOYeHUs Y
KaHOmaaTa B npMemHble poauTeny pebeHka co spina bifida.

B 3TOM Mecsue Obina ocmoTpeHa nogoneyHas qooHAa AHrenmHa, kotopas B aekabpe Obina
NPUHATa B CEMBIO.

Mo AnekcaHapy K. 6blna npoBefeHa pabota ¢ POHAOM Tbl eMy HyXeH Mo pacnpefeneHuto
NMOMOLLLM.

AneHy SUKOBY MPOKOHCYNILTUPOBANM W HanpaBun K Heulpoyponory. Hapbto Hasaposy
NPOKOHCYNbTUPOBAIN OHNANH y Henpoxupypra. EkatepuHa u Jlynsa, obwime nogoneyHsle ¢
hoHpom «[lopora XusHu», 6614 Ha Npueme y Henpoyposora. Tumypy 6naropaps coHay
«BOSIOHTEPbI B MOMOLLIb AETAM-CMPOTam» NPEeAoCTaBuv B 60NIbHULE HAHIO M OPraHM30Banm
noceLLieHe BOSIOHTEPOB.

AnekcaHpgpy K. u3 Pa3aHn nogobpanu xoayHkM B xofde obcyxXneHus, MeaHy, EkatepuHe u
Jlynze — nopobpanu Konacku.

BcTtpeva pykoBoguTens nporpammbl MomMowy petam-cupotam Mapum  ongHckon u
OvpekTopa nepsBoro B PoccMM HerocynapCTBEHHOro OETCKOro Aoma Ans WHBannaos C
TSXENbIMK MHOXECTBEHHbIMM HapyLLEHNAMM pasBuUTHS, Ceato-Codoumckoro:
hitps://www.youtube.com/watch?v=D7QcYNXn-9A

B pamkax nporpammbl nomowu 6epemeHHbIM C naTonoruen nnoga Spina Bifida nposenu
«LLIkony spina bifida ang 6yaywmx mam». Ha oHnanH-BcTpeYe 60sblue Yaca Hal cneumannct
no paHHeMy pa3BuUTUO AHacTacust benoleHko pacckasbiBana 6yayLmm mamam, HTo ux
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XAET NOCNe POAOB, a TaK Xe OTBETUA HA MUIIIMOH CaMbIX Pa3HbIX BOMPOCOB O TOM, HTO
XAET MaM U Masbilen B NepBble AHW, MeCSLbI U B MEPBbIN Mo, XU3HW.

MbI NONYHUAN MHOTO OT3bIBOB OT CEMEN, YTO 3Ta NleKums bbina AN HUX O4eHb MHTEpEecHas v
NMHAPOPMALS, KOTOPYIO OHW YCAbILLIAIKN, O4EHb NONE3HA.

Cpasy 8 6yayLimx mam 0XnaaroT NosBAeHUe Ha CBET AeTeN.

OanH pebeHok NosBuACS Ha CBET (Nocne BHYTPUYTPOOHOM onepaumm, NpoBeaeHHON B
ueHTpe um. Kynakosa)

B pamkax iopuanyeckoin nporpammsl K IOpuCTy poHaa B ceHTabpe noctynuno 20
obpaLLeHnn, @ UMEHHO:

- MOJly4eHWe MHBaNMAHOCTU U NepeodropmneHne UMNPA

- nony4enne TCP

- BbIMNATbl U NbroThbl

- nony4enne mepq, ycnyr no OMC

- foCcTynHas cpefa

- nony4eHne komneHcauum 3a TCP

- KOHCYfIbTaums No TpyAOBOMY 3aKOHOAATENbCTBY
tOpucTom cboHpa cocTaBneHo n oTnpasneHo 17 NMCeM B rocyfapCTBEHHbIE opraHbl (B
pervoHanbHbin OCC, B LleHTpanbHbin annapat OCC PO, MpokypaTypy, B permoHanbHbIn
MwuH3naB, B CTpaxoByto KOMMNaHuio)

B pamkax nporpammel HEUPOYPONOrM4ecKon nomouwu 1o Nporpamme NpoLLv
obcneposaHue 11 aeten B knnHUKax Mocksbl  EkaTepuHbypra.

MpoBeneHbl onnaTb!:

- onnara 3a MeguuUMHCKOE Yposornyeckoe obcnenosaHue ang 3oteeson CabpuHbl —

7 540 py6

- onnara 3a MegUuUMHCKOe Yponormnyeckoe obcnenosaHune ang AsaHosa VeaHa — 7 540 py6
- onnarta 3a meuLmMHCKOe yposiorndeckoe obcnenosaHune pna Kosnosa [puropms —

31095 py6

B pamkax nporpammel 6ecnnaTHbIX NOe3nOoK Ha Takeu COBMECTHO C «AHaekc GO» n
«lomoLLp paaoM»:
- 71 nopgoneyHas cembs BOCMOSb30BaIUCh CEPBUCOM
- 661 noespgka cosepLleHO
- 5 roponoB, B KOTOpbIX AencTBYeT Nporpamma (Mocksa, C.-MNeTepbypr, Yda,
KpacHopgap, EkatepuHbypr) n Mockosckas 06nactb

B pamkax nHhopMauMOHHO NPOCBETUTENLCKOW NPOrPaMMbI BbILLNIN CTaTbK:

Woman.ru: https://www.woman.ru/psycho/dve-istorii-pro-lyubov-bez-diagnoza-id567371/
Coffee Time Journal: https://www.coffeetimejournal.com/lyubov-bez-diagnoza/

Cembs.Py: https://www.7ya.ru/article/Razvedennaya-s-rebenkom-Kak-vstretit-svoyu-lyubov/
GQ: hitps://www.gq.ru/society/papy-vospityvayushie-osobennyh-detej-ne-osobennye

KomaHga conaa "CnmHa brudmnpa” Bctpedanach ¢ o6LecTBeHHOM accoumaumen spina bifida
"CugaHune gyxa" u3 YkpauvHel.

ObmeHaNMCb onbIToM paboTbl, pacckasanu, Kak paboTaeT Haw goHg, 06Cyanamn MHOTo
BaXHbIX TEM - YPOSIOTUIO, FOpUAMYECKME acneKTbl, Kak Mbl Beem pebeHKa 1 Kak oka3blBaem
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MOMOLLb CEMbE.

B cBOtO 04epeab pykoBoaMTeb accoumaumm Map'sHa KolumaHiok pacckasana, Kak MHOro
OHV [ienatoT B CBOeN CTpaHe ANs AeTen co cnvHa 6udmaa - CBOMMM CUNaMK: pacckasbiBatoT
Npo yposnoruto, oby4atoT KaTeTepu3aaLmm, pacckasbiBatoT NPO CropT U MPO TO, YTO pebGeHoK
LOMKeH BbiTb B Cpefie CBEPCTHUKOB U MHOFO-MHOTO [IpYroro.

Bynem v fanblue coTpyaHU4aTh M 0GMEHNBATHCS OMbITOM.

MbI 04eHb BnarofapHbl BCEM, KTO MOMOraeT Ham B paboTe 1 fenaet BO3MOXHOM NOMOLLL eTIM C
BPOXOEHHOW NaTtonoruen CNMHHOro mo3sra!

Ecnm Bbl XOTWUTE NOAYYUTb MUCbMEHHBIN OTHET MO BalLeMy NOXEPTBOBAHMIO C MPUNOXKEHUEM KOMUI
CYETOB, HaKNafHbIX M NNATEXHbIX NOPYYEHMI, NOXaNyMCTa, HanMLWKUTe Ham Mo agpecy
info@helpspinabifida.ru.

C yBaxeHuem,

npepcenatens 6narotsoputesnibHoro poHaa «CnmHa Gudnaa» MHHa NHoWwknHa
e o

oM
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