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[MpoekT nomoLum MpoekT UHCTUTYT

6epemeHHbIM afpecHom «[lomallHee 5  «YBEpeHHbIN Spina bifida
MOMOLLM BU3UTUPOBAHME» %

* 10 6epeMeHHbIX XEHLLMH » 35 peten nony4mnu * 108 BM3NTOB COBEPLLEHO * 71 TpeHNpOBOK NPOBEAEHO * 1 ob6y4aromm Kypc
NOAYYUIU NOMOLLLb afpecHyo NOMOLLb * 106 petent OCMOTPEHO * 140 peten BKNKOYEHO B 3anucaH
* 1BHYTPHYTPOGHaSs NpoeKT

onepauua nposeneHa

MpPOEeKT paHHero MpoekT MpoekT MpoekT MpoekT
o CONPOBOXAEHNA MOMOLLM HEeMpPOYPOSIOrM4eCKOM 6ecnnaTHbIX topuan4eckon
,u,eTeﬁ ot 0 no 3 ner JEeTIm NOMOLLLN noe3nok noanep>Xxku
L\) cMpoTam Ha TaKcu
* 12 mnapeHues * 18 petam v B3poCsbIm C * 9 peten NOCETUNAN NPUEM e 195 cemen * 40 HoBbIX 06paLLLEeHMI
NPUCOEAUHUANCH K OnNbITOM CMPOTCTBA OblNa Henpoyponora BOCNOJ1b30BaNIUCh nocTynuio
nporpammam coHaa OKa3saHa NomoLLb * 6 KNMHKK B S ropopax CepBmnCcoOm * 26 3aBepLUEHHbIX KencoB C
* 1 pebeHok 06pen cemblo 1 nposoaat * 2095 noe3pok cosepLLeHO NONOXUTESbHbIM
yexan oomon Henpoyponormyeckoe pe3ynstatom
o6cnepoBaHue * 6 Kongcok n 1 TyTOpPbI

NosyYeHbl OT roCyaapcTBa

CnopTuBHbIN
(]
npoekT

MHdopmaumoHHo-
npoceBeTUTeNbCKas

nporpamma

&

* 1 copeBHOBaHUS NO 6044e * 130up Ha paguo
npownn B rTomck * 2 BebuHapa nposefeHo




& [MPOEKT AJPECHOW NMOMOLLM

MoHp, OKa3bIBaeT afpecHyro NOMOLLLb AEeTIM
ot 0 po 18 net ¢ guarHo3om spina bifida,
NPOXMBAaIOLWMM Ha TeppuTopun Poccnm

[poekT o6meHa TCP

[Ona Hawero dooHAa OYeHb LEHHO, 4TO POoaMTEeNnu nepeparoT Mexny Cembimu
TCP, n3 KOTOpbIX AETU BbIPACTAIOT. Beab akTUBHbIE KONACKW, BEPTUKANU3ATOPbI,
KONACOYKN U3 Kpecen 6yMO0 MOryT eLle NOCAYXXKUTb U OPpYrum OeTam!

AHrenvHa BbIpocna M3 CBOeN KoNAacku M nepepana ee Canume. Canuma -
aKTUBHas OeB4vyllKa, HO B JEeTCKOM cagy en Obio HeygoOHO nepensuraTbCs.
Capuk pan B3poCNyto KONACKY, HA8 KOTOPOM HE O4EHbL-TO U NOaKTUBHUYaeLb. M
BOT Tenepb Canume Gyaet yoobHO 1 KOMGOPTHO.

BmecTte co cneupanuctom poHaa cHav4ana CBepunncb, Y4To Konsacka nogounaet
HOBOMY Bnafenbly, a Tak Xe Mbl nogckasanu, rge 3akasatb NoAylwky ans
KONACKM.

BoT 4TO Hanncana Ham mama Canumbl: "OgHa pobpas cembs oTaana Ham CBOK
KONACKY, KOoTopas crana um mana. Mbl e€ o4eHb Xpanu U OHa uaeasnbHo
nogowna Canume!l!l Canuma OYeHb CYacTAMBa, 4YTO B Caguke CMOXET
nepegsuraTbca B yooOHON en KoNacke, a He BO B3POCSION, KOTopas y Hee Oblna
no 3toro! Cnacnbo 6onblloe cembe M (PU3MHECKOMY TepanesBTy 3a TO, 4TO
nomorna onpepennTbea ¢ napamerpamm!”
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MPOEKT NMOMOLLUA OETAM CUPOTAM

L83

[poekT peannzyetca npu nopaepxke ALUNETWORK

B Kanyxckon obnactun XueeT yansuTenbHas XeHwuHa VipuHa basuk, ctasluas
NPUEMHON mamown cpa3sy OByMm gesBoyvkam co spina bifida — CoHe n3 Tomcka,
KoTopas npuwna B cembto B 2016 rogy, 1 AnéHe. bnaropapsa nybnukaumsm
Hawero doHaa AnéHa BCTPeTMNa CBOKO MPUEMHYIO Mamy Ha OPYyrom KoHLe
CTpaHbl.

MpuHa BocnuTana cemepbix AeTen, YeTBEPO U3 HUX NPUEMHbIE. Ong AnéHbl u
Cotpm B pomMe eCcTb HeobXogMMoOe OCHalleHve pns  peabunurtaumm,
BO3MOXHOCTb Y4MTbCA AUCTAHUMOHHO, doHp, «CnuHa Oudcpmnpa» nomoraet
CeMbe Mo Mepe HeOOXOAMMOCTH.

HecMoTps Ha CNOXHbIM AnarHo3 n Npobnemsl CO 340pOBbEM, Jo4Yepn UpuHbI —
NPU3HaHHbIE CNOPTUBHbIE 3BE3Abl, OHW CEPbE3HO 3aHMMAIOTCA TaHUAMM Ha
KONACKAX, 3aHWMAKOT MPU30Bble MECTa, BbICTYMAOT Ha COPEBHOBAHMUSAX YXe
HeCKONbKO neT nogpad. Ho ecnu ang apyrux geten CnopTUBHLIN MHBEHTapb He
SBNFETCA HEOOXOAMMOCTbIO, TO [eBoYKaM OblMM  HYXHbl  CneuuasnbHble
CMOPTUBHbIE KONSCKM — TOMIKO HA HUX BO3MOXHO BbIMOMHATb CNOXHblE U
HEBEPOSTHO KpacuBble TaHUEBasbHbIE MNPOrpammbl, C KOTOPbIMU OEBOYKM
6nmcTatoT Ha cueHe. MoHA oTKpb cOop Ha cymmy 692 000 pybnen Ha KONSCKK,
KoTopble Obln Tak HEOOXOAMMbI [EBOYKAM.

N B kaHyH HoBoro 2023 roga 4yno pna Anénel n Cochum cnyumnoce 6naropaps
Jlopmnne Lon, Uckanpepy Axmetosy 1 areHTcTey YEP. C60p 4ns CnopTCMEHOK
OblN 3aKpbIT U yXe cenvac OeBOYKM TPEHUPYIOTCA Ha HOBbIX CMNOPTUBHbBIX
konackax!

Mbi 6narogapvm Halmnx BoAWEOHWKOB M BCEX, KTO NPUHMMAanN yvactue B cope,
a [eBoYKam Xxenaem HoBbIx nobeq u ycnexos!




B pamkax NpoekTa fOMALUHEro BU3UTUPOBAHUS CNeLnanmucTbl ((usmyeckue
TepanesTbl M 3proTepaneBTbl) perynspHo (1-2 pasa B Mecsu) NocewaeT Cembio
NOAOMNEYHOro, BOWeLIEero B NPOrpammy.

8 YacoB Ha noesfe, 2 Yaca Ha 31eKTpUYKe - U Hal cneumanuct oHaa npuexan B
ropod MexgaypedeHck KemepoBckon obnactn. MexpaypedeHck - Hebonbllon
YIOTHbIM ropof B 3anagHon Cubupw. 3oecb NpPOXMBAET BCEro OfuH PebEHOK,
KOTOpbIN BXOAUT B NpoekT «[lomaluHee BuanTUposBaHue». MaTseto 8 mecaues. OH
pPacTéT B NobALLEN Cembe BMECTe CO CTaplmm b6paTtom. Pebsdta BmecTe urpator,
rynaoT 1 Beceno nNpoBoadr Bpems. Ho y MaTBes ecTb CIOXKHOCTH, CBA3aHHble C
amnarHosom Spina Bifida, koTopble HYXHO y4MTbiBaTb YXe B CaMOM pPaHHeEM
Bo3pacTte. B HebosbLLOM ropofe HeT BO3MOXHOCTU NPOWUTKU NonHoe obcnefosaHne
No HEMPOXMPYPIUK, yposnorm n optonegun. o3Tomy Ha cnefyowmin oeHb nocne
JomallHero Bu3uTa, MaTeBen BMecTe C poauTensamu otnpasunca B Mockey Ha
BaXXHble 019 30,0pOBbs 06CIe[0BaHNS U KOHCYNbTaumm ¢ Bpadamu. Tak xe 6osbLuoe
BHUMaHWe BO Bpems BW3UTa OblNo yAeneHo npodunakTuke OCIOXHEHUA €O
CTOPOHbI ABUraTeNibHoro M No3HaBaTeNbHOro pa3suTus. B 3Tom Bo3pacte pebEHOK
pa3BMBaeTCs B Urpe. BaxHo rpamoTHO opraHn3oBaTb JOMa UrpoBoe NPOCTPAHCTBO
“ nogobpatb Urpywkn no so3pacty. CTapwmin 6pat ¢ yOOBONLCTBUMEM MoOMoraet
MarTseto no3HaBaTb MUP.

B 50 km oT cembn MaTtBes npoxusBaeT cembs Makapa. Haw cneumanuct cnegom
OTNPaBKIICA Ha AOMALUHWUIA BU3UT M B 3TY ceMbto. Makap - 6yayLuuii NnepBOKNacCHUK,
N yXe cenvac HYXHO pelunTb BOMPOCHI, CBA3aHHble C OpraHu3aumen oby4veHus.
MponTtn MNMMIMK, oueHNTb BOCTYNHOCTb CPeAbl B LWKONe, N03aboTUTLCI O TOM, Ha YeM
6ypner nepepsuratbCa WKONbHUK. Hepaneko ot Makapa, B HoOBOKy3Heuke,
npoxusaoT Makcum 1 MunaHa. Y pogutenen BO3HMKAET Hemano BOMpPOCOB,
CBA3aHHbIX C pa3BUTMEM [eTel, Ha KOoTopble MOMOoraer HauTu BONPOChHI
3proTepanesT.

MNepepnaém Bam npuseT n3 Kemeposckon obnactu!




I MPOEKT FOPUIMYECKOM MOAIEPKKM

CoumanbHO-NpaBoBoOe CONPOBOXAEHNE
nogoneyHbix poHaa «CnuHa Gucbmnaan

[NpoekT peanusyetca Npu nogaepxke @‘; DKC

40 HoBbIX OOpaLLLEeHMI NOCTYNUO B SHBApe

26 ycneLwHo 3aBepLUEHHbIX Kenca C NONOXUTENbHbIM Pe3ynsTaToM
32 3agBneHunsa/o6palLeHms/xanobbl COCTaBNEHO U OTNPAaBIEHO
Ot rocypapctea nony4eHo TCP Ha obuwyto cymmy 1662 600 py6

OT13bIB Mambl Mapraputbl 1 manbiwkn Codomu:

«30paBCTBYNTE, MeHs 30BYT Mapraputa, a moto rogosanyto godb Codba. Ha
MOMeHT, korga CoHe Obino rof, oHa elwe He xoguna, TONbKO Mon3ana Ha
yeTBepeHbkax He cnewa. Mbl Havanu npoxoauTb obcnegosaHue Y
CNeunanncToB, NONYYUIN 3aKnioYeHne, B KOTOPOM Tpu opToneaa B OguH ronoc
roBOPUAN O HEOOXOOMMOCTU BEpTUKANMU3aumm, HO 9 He OO0 KOHLA NOHMMana,
4TO OHW MMEIOT BBUAY, HaYana ctaBuTb pebeHka y onopbl NPUHYOUTENbHO. B
3TOT MOMEHT Mbl 06HoBAaAM WIMPA n Obinn Ha CBA3NM C OPUCTOM U
protepanestom oHaa. OHM  pas3obpanncb B  HaWKUX  3aKSIOHEHUSX,
OTK/IMKHYNIUCb U MPEensioXUAN BO3MOXHOCTb MOMyYeHUs BepTukanuaartopa.
Mocne Heknx dpopmanbvHocTen 19 ceHTA0psa 2022 roga Ham OOMOW NPUBO3AT
BepTUkanusatop! 9 He aymana, 4To NOAy4nTCS Tak BbICTPO.

Cnacnbo Gonbwoe EneHe LlowwuHon, EneHe MopskuHon u  Mapum
KopoTkoBoW 3a onepaTtmBHOCTb.

Cnacnbo 3protepanesty doHpa Cepreto [lyokuHy, KOTOpbIM npuexan u
HacTpowun BepTUKann3aTop.

Tenepb Mbl aKTUBHO UM MONb3yemcs, 6narogapum BCeX, KTO NPUHAN yHacTue B
Hallem Bonpoce, CNOHCOpPOB, 6narotTsopuTenen, Haw 3ab0TNMBbLIN POHA, U ero
pykosoauTtenst MHHy MHiowkuHy 3a BCE, 3a To, 4TO OHM eCTb, 3@ NOAAEPXKY, 3a
HEOLLEHMMYIO MOMOLLLb, Xenaem NpouseTaHns 1 6n1arononyyns Ha fonrue rogpl
NOMOLLM AETKAM C Cepbe3HOM 6ONAYKON».




MEPOTNPUATANA

KPYrnibI CTON AN4
POLOUTENEV U CNELMASTNCTOB:

«CMHA BUOUOA — lMNMEPBbIE
MECALLbI XKN3HN
C MAJIbILLIOM»

24 aHBapsa COCTOANCA KPYMblA CTON ONS
cneumanucTos 7] poautenen,
NOCBALLLEHHbIN BONPOCam NepBbIX MecaLes
XWU3HW CeMbW, B KOTOPOW  POAMNCA
pebeHok co spina bifida.

MpurnawleHHble 3KCnepThbl:

e beppu4yesckas EsreHus MapaToBHa -
Bpay-HeBponor oTAeneHus
Hempoxupyprum HUK nepguatpum  um.
Benbtuwiesa.

¢ AHacTacusa BnagumumposHa benolleHko -
dom3n4ecknn TepanesT doHAaa,
CNeumanncT No paHHemy BMeLLaTenbCTBy,
negmarp, Bpay BbICLLEN
KBaNMPUKaLMOHHON KaTeropumm

e AHHa JlydHMKOBA - IprotepanesT,
pykoBoguTeNb CNyXO0bl paHHEN NOMOLLN B
nporpamma paHHero BMeLLaTenbCTBa
«YBEpEeHHOe Ha4yano».

: Ha Gase cnoptkomnnekca «tOnutep»

npownu MeXpermoHasnbHble
POXOECTBEHCKME  COPEBHOBAHUS MO
6044a.

B HMX npuHAN y4acTue noAOoNeYHbIN
Hawero dpoHpa Anekcen KyponeHko.

370 ObIM NepBble COpeBHOBaHWS Jlewww,
Ha KOTOPbIX €ero OTMEeTUIM O0Ccobon
Harpapon — Kyobkom «3a BOMO K
MoGege». Mbl ropgumcsa Anekceem W
nosgpasnsem ero ¢ nepson nobegon!
BoT Tak, npnasa NPoCcTo NO3HAKOMUTBLCS C
60443, Jlewa yxe ctan nobegurtenem!



NHOOPMINPOBAHWE O SPINA BIFIDA

OcHosatenb poHpa NHHa VIHIOWKMHA 1 pyKoBOAUTENb MHADOPMALIMOHHO-

-~

P
-

_

NPOCBETUTENLCKON Nporpammbl U npoekTta «MHCTUTYT Spina bifida» AHHa
KocTbineBa npuHanu yyactve B nporpamme «Jobposoneu» Ha pagvo
«Komcomonbckas npasaan»

okcnepT poHaa Bpay akywiep-ruHekonor JiunuaHa YyryHoBa npuHana
| y4acTme B BebOMHape ONa MeOUUMHCKMX CneunanuctoB Ha noptane
OmniDoctor B pamkax BcemupHOM Hepenn o0CBeOOMIEHHOCTU O
donneBon kucnoTte

JkcnepT doHAa Bpad akywep-ruHekonor KOnus Heknogosa npuHana

| yjacTve B BeOMHape ANs MEAULMHCKMX CNeuuanuctoB Ha noprane
«MefBeCcTHUK» B pamkax BcemupHOM Hepenn OCBEAOMNEHHOCTU O
donuneson kncnote

Ponb ponuesoun
KWUCNOTbI B
amGpUOHanbLHOM aTane
OHTOreHesa

Heknwpoea Onus NeHHagbeBHa

Bpay akywep-ruHexonor
Bpady ynsTpassyKoBoi ANArHocTMku -\
CoTpyaHnk kadenps akylwepcrsa u rmHeKosnonm L4 -
neanarpuieckoro dakynsrera
PHUMY nm. H.W.Nuporosa

Jxcnept b® «Cnuna Budbmaan

Pons ponueson kucnorsl B npodunakTuke passuTma
aHOManMu HepBHOW TPYOKK

OmniDocter

Ponb chbonueBon KUCMOTHI
B npodunakTuke pa3sutus
aHOManuu HepBHOW TPYOKU /

N\

Yyryrosas Nlunuana AnaronsesHa

= KAHAFOST MESMUIHIHRX kEyK

o Craplumi HEy il COTRYIHAK OTO8MmHE ¥ 1nT PEIBYNOBoR
¥ dryrigotansnon gaamectir OIEY oHMWUL ATTT uu. B,
Kynavonas Mukanpana Foocist

T B0AN YLTRRIBYKOBOR JHRMHOCTHIM

*  SDAY SRYWIAP-THHKERONOT




MAPTHEPbBI/AKLAN [PAHTDI

Ecnn Bbl XOoTUTE nopaep>kaTb HaW poHA, Bbl BCcerga VHCTUTYT «SPINA BIFIDA» Haw  c¢oHa noaysun  rpaHt  oT  DoHAaa
MOXeTe 37O cpenatb B pa3sgene Bb";'FPA” rPAHTOBbIN KOCHKYPC MNpe3naeHTCKMX rpaHToB Ha pas3BuTUe U NOALEPXKKY
«bNaroTBOPUTENBHOCTbY MOOUABHOTO NPUNOXEHUS o ‘DOH”A - MHPOPMALIMOHHOTO 06YyYaloLWero OHNanH-pecypca
TuHbKOP Yepe3 pa3oBoe WM perynspHoe g 2 "VlHCTvlTYT Spina Bifida" B pa3mepe 9 998 736,00
NoXepTBOBaHWE, WAW NOAMUCABLINCL Ha CepBuUC py6nen.

«K3Ww63k BO 6Gnaroy.

C 25 gHBaps no 14 despana npuobpetasa nobomn
ToBap oT Roxy-kids Ha OZON — 5% OT CcToMMOCTH

QION RE peum

WL ToBapa NepeBOANTCS B Nosb3y Halero doHaa!

c ocoboi 3a6oTomn

BALLIM BOHYCbI «CMACUBO» bannbl Cnacmbo ot CbepbaHka MO>XHO
OT CBEPBAHKA MOIYT MOMOYs  osKepTBOBATb B HaLLl B (POHA,
- VIX MOXHO 0OMeHATb Ha munn oT AspodpnoTta gns
' (boHAa — OHM ByayT NOTPaYeHbl Ha aBMabuneTbl ANs
nepeneta O6epemMeHHblX, OXuparowmx pebéHka co
CNUHa Ouduaa Ha BHYTPUYTPOOHYKO onepaumio B
MockBy Unu gns CpodHbIX 06CNefoBaHUn aeten u3
pas3HbIx pernoHos Poccuu.




DOUHAHCOBbBIM OTYET. MOCTYIMNJIEHNY

Ha canTe helpspinabifida.ru (cepsuc KOmanw) 9 428,40
Ha caunTe helpspinabifida.ru Cloudpayments 148 264,96
Ha pacYeTHbIN CHeT poHaa 30 421,04

[MocTynneHns oT KOpnopaTmUBHbLIX LOHOPOB 652 599,00

KpaynodaHauHr: 1311 538,08

BD "HyxHa nomoLub' 74 639,67
Ho6po.Mann.py 64 541,00
Tooba 828 085,47
OZON 7 327,69
BD «KynbTypa 6n1arotBopuUTENIbLHOCTU 20765,35
MNoyTa Poccumn 5300,00
B® «Bknapg B byayLiee” 310 878,90

NTOIO NOCTYTJIEHNA: 2152 251,48

ONHAHCOBBIM OTYET. PRO-BONO

[NMporynoyHas konsacka lNatpoH Tom 5 264 000,00
hee konackun ALM Knmbel Heo 500 000,00
TyTOpbl CKONEONOLKNK HA FONEHOCTOMNHLIN CyCcTaB 40 000,00
AKkTBHas konacka AsaHrappg, TWH 303 600,00
[Be akTnBHbIE KONACkM OTTOBOKK ABaHraps 300 416,98
AkTnBHas kongacka Motyc 254 583,02

[NpoekT 6ecnnartHbIx N0e3aoK Ha Takcu 994 695,00

2 657 295,00

NToro Pro-Bono:



DOUNHAHCOBbBIM OTYET. PACXObI

3apaboTHasa nnarta NnporpammMHOro nepcoHana 21 974,41
MepuunHckue ycnyru 9 000,00
MpoekT «PaHHA9 nomowb getam ot 0 go 3 144 623,00
nert»
3apaboTHasa nnata NporpammHoOro nepcoHana 79 787,00
MeaoununHckme ycnyru 68 402,00
BaHkoBCkKne pacxonbl 61,00
MpoekT «[ToMoLLb JEeTIM U B3POCbIM C 156 967.30
OMbITOM CUPOTCTBAY
3apaboTHaa nnarta NporpammMHoOro nepcoHana 186 171,00
MepuunHckue ycnyru 21 095,00
[Npoe3n, NpoXuWBaHWe U NUTaHue

- 8 778,30
6narononyvyaTtenem n CoONpoBOXAAOLLUX
[MpoeKkT «AgpecHas NnomoLb» 1196 526,32
3apaboTHas nnarta NnporpammHOro nepcoHana 17 647,12
ObecneyeHune 6naronony4atenemn 27 053,00
MepuunHckue ycnyru 51 285,00

TCP 1067 522,20
PeabunntaynoHHbIE 3aHATUS 15 650,00

MNpoe3n, NpoXuWBaHUe U NUTaHKe 17 369 00
6narononyyaTenen u CONPoOBOXAAOLLUX ’

OUHAHCOBbIV OTYET. PACXOpbI

205 572,00

MegunuUnHCKWe ycnyru 205 572,00

[MpoekT rpnanv4eckomn Nnogaep>XKu 18 931,76

3apaboTHaa nnarta NporpammHoOro nepcoHana 18 931,76

ALMUHNUCTPATUBHO-XO03INCTBEHHbIE PACX0fbl 686 290,17

IT-ycnyru 16 050,00
BaHkoBCKWe pacxonbl 2 705,00
Byxrantepckue, topnan4eckme n gpyrue 110 000 .00
KOHCYNbTaLMOHHbIE YCNYTWU '
3apaboTHaa nnata agMUHUCTPATUBHOIO 210 738,18
nepcoHana

CtpaxoBble B3HOCbI ¢ DOT 19 896 52
aAMWUHUCTPATUBHOIO NepcoHana '
Copep>xaHune ocuca 6 391,80
Co3paHune ynpasneH4yeckoro y4yeta s CRM 340 40519
doHaa '

2439 884,96



PekBn3nTbl doHaa:
BnarotBopuTEnbHBIN
MockoBckuin 6aHK T4 )OAHK»

p/c: 40703810838000 ,

BVK: 044525225 ... g,
kop. cyet: 30101810400000000225 )
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57700055380 e
I'Iogfijb (DOH,El,y MOXHO Ha"céu ~ %
htt ://helpspinabifida.ru/hoWTObilp_,‘/,, =

e



