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[MMPOEKT PAHHEETO
COMPOBO>XXOEHMA OETEN OT 0 A0 3

Korpa pebeHky cTaBdaT guarHo3 «spina bifida», mup cembn nepesopavnBaeTcs.
FNaBHbIN CTPAX — «Mbl HE CMPABUMCSI» U «Mbl COBCEM HUYETO HE NMOHUMAaEM.
CerogHs XOTUM NOOENUTLCA C BaMM OT3bIBOM Mambl nogoneyvyHoro ¢oHga. Ee
masnbiwke yxe 4 roga, M Cembs — BbINYCKHUKM HaLlero npoekTa paHHero
CONPOBOXAEHWS.

BoT ee cfioBa, OT KOTOPbLIX TENNEET BHYTPU:

«30paBCcTBYNTE, 9 Mama pebGéHka co spina bifida. Ham yxe 4 roga, n Mmbl
BbINYCKHUKM MNPOEKTa PaHHEero COMpOBOXAEHUSA. XOYY BbIPa3UTb OrPOMHYIO
6naropapHocTb BCeW KomaHae doHoa W ero  OocCHoBaTeslbHuue WHHe
NHIoWKMHON.

3a BCé Bpems conpoBoxaeHus (@ 310 4 ropgal) Mbl MHOrOMy Hay4Yvmaucb, a
rnaBHoe — pa3obpanuch, Y4TO 3TO 3a AMArHO3 U Kak C HAM XUTb PeOEHKY U HaM,
pPOOUTENSM.

Y bnarotBoputenbHoro ¢oHga «CnuMHa 6udompa» OrPOMHbI  CMEKTP
CNeumanmcToB: HOPUCTbI, MCUXOSIOMKN, 3proTepanesTbl, MeOULMHCKME 3KCMepThbl.
EcTb Kypcbl pnsa poguTenen u CneupanucToB Mo nnaBaHUIO C AeTbMU CO spina
bifida. A ewé — Takcn Ha 6e3onnaTHOM OCHOBE A1 NOAOMNEYHbIX.

Ham o4eHb MOMOrNN OPUCTbI B COCTaBJSIEHUU OOKYMEHTOB AN OPOPMIEHUS
nMHBaNMOHOCTM Ao ropa (o6biMHO 00 ropga He pakoT, ecnn pebEHoK ,4TO-TO Aa
MOXeET"), a Takxe B npasuibHOM coctasneHmn UMPA. SprotepanesTbl NpUXoaaT
Ha OOM — MOXHO 06cyauTb NtobOble BONPOCHI, NokKa3aTb HaBblkM pebGéHka. U
BCErga Ha CBs3n B OHNAMH-KOHCYNbTaLMsX.

Mol npoxogunu nosHoe yponorundeckoe obcnegosaHme ¢ Nogaep>KKom hoHaa.
Cneupanuctol @oHOa BCerga Ha CBA3WM U FOTOBblI 0Ka3aTb JIOOYKO MOCUIIbHYIO
nomoLb. [lpy>kHas komaHgaa doHga spina bifida cnacna meHs U MoK CEMbIO OT
HELLONOHUMAHUSA UCTOPUN OONEe3HKU... BCé pasnoxeHo NO MonoYvkam, Hy>KHas
NHPOPMaLLMS NOJSTyHEHa, NOMOLLLb OKa3aHa.

Cnacunbo 6onbLuoe Bcem. Bcem 300poBba».




B anpene sprotepaneBT doHpa TaTbaHa [lenenseBa u3 EkaTtepuHOypra
nocetuna noponeyvHbiX r. TIOMeHb B UEHTpe COUManbHOro OOCNY>XMUBAHUS U
KOMMIEKCHOW peabunmTtaumm geten MHBaNNLO0B C LieNbio NOBTOPHOTO OCMOTPa
pebaTt ¢ guarHo3om spina bifida, HaxooAWMXCA Ha NOCTOSHHOM NPOXWBAHUK B
LeHTpe.

Pebat H4eTBepo, BCe B pPa3HblX COCTOAHUAX. Ypanocb noobLaTtbcsa ¢ Bpadyom
HEBPOJIOIOM, KOTOprVI Bepert pe69|T, npegocrtasneHa BCA MeguunHCKana
OOKymeHTauua, AaHbl BCE NMOACHEHUA MNo MegULUMHCKON Mapupytms3aunm pe69|T.

Mocne obuweHna n o6CyXaeHNa ONgd Kax[oro u3 pedbart ObiinM cocTaBneHbl U
CKOPPEKTUPOBaHbI HOBble 06CefoBaHns. Takxe nooblanmcb C coupmanbHbIM
paboTHWKOM, oTBeTCTBEHHbIM 3@ UTNPA 1 obecneveHune pebat TCP. bbian gaHbl
pekomeHgauum no BHeceHuto mnameHeHun B WUMPA u obecneveHuto pebat
cooTtBetcTBytowmmm TCP. Coctoanocb obLwieHne C 3aBmenom, obcyxpaeHa
BO3MOXHOCTb agpecHoro cbopa ans NprUobpeTeHns NpUCTaBkn K KONAcke Ans
OLHOro U3 pebsT.



ManeHbkne koneca — O6onblUMe NepemeHbl: Kak HOBas KONscka M3MeHWuNa
XN3Hb HUKUTBI

Korpa pebeHOK pacteT W HavvHaeT nocewatb [eTckuh cag, Bonpoc
MOOUNBHOCTU CTAHOBUTCA OCOOEHHO BaXHbIM. [Onga Hukutbl oHpg «CnuHa
Oudmga» NPpMoOPEN akTUBHYIO KONACKy Kinesis.

AKTMBHaa Kongcka OT/IMYaEeTCs OT OObIMHOM Tem, 4TO OHa co3paetcs ong
CaMOCTOATENIbHOIO ABUXEHUS nosnb3oBaTens. OHa ner4ve, iyywe OTKINKaeTCa Ha
ABUXEHWE pYK N No3BONSET pebeHKy Nerko MaHeBpMpoBaTb B NomeLleHnn. [nga
pebeHka co spina bifida 3T0 He npocTo cpencTBo nepenBuXeHus, a
BO3MOXHOCTb Y4aCTBOBaTb B XM3HW HapaBHe CO CBEPCTHWKaMW: nogbexaTtb K
CTONYy, NepPEMECTUTLCS MO rpynne, NoexaTb UrpaTb AN 3aHUMATLCS.

HukuTa XoguT B OETCKUA Caf, U HOBAs KONSACKAa Oblna 04eHb HY>XXHa MMEHHO Tam.
[Monb3oBaTbCS OQHOM KOMSACKOM U OOMA, U B cafly 0Ka3anoCb KpanmHe C/NOXHO.
Koneca npuxopguTcsa 4acto MblTb, OCOGEHHO B [OXAJ/IMBOE U TPA3HOE BPEMS
roga, a Kaxmabii feHb NepeBo3nTb KONACKY Tyaa n o6paTHO Heyao0HO.

Tenepb B AeTCKOM cafly Y HUKUTbI eCTb cBOS Konsacka. OHa NOCTOSAHHO HaxoamuTcs
B rpynne, U masbivK NepecaxuBaeTcs B Hee W CrOKOMHO nepensuraetcs no
nomeLleHnto. 31o yaobHo Ang Bcex: ANg camoro HukuTbl, ons pogutenen u ons
BocnutaTenen. A rnasHoe, Hukuta moxet cBo60OLHO y4acTBOBATb BO BCEX Aenax
N Urpax BMecTe C opyrumu 0eTbmMu.

Mama HukuTbl nogennnacb ¢ Hamun cnosamm 61arofapHoOCTU:
«OrpomHoe cnacmbo komaHge oHAa 3a TeprneHne, 3a60Ty U y4acTe B XU3HU
Hawen cembmnly




«OH Haw n Mbl cnpasumca!» — Hanucana JleHa 9 anpens.

Hanuncana poBHO Yepe3 2 mecsua nocse Toro, Kak yeuaena oo Nnbu nepsebin
pas3. YBuaena, u NoHana, 41o 3ToT NapeHb — ee.

Mnowa 21-bin pebeHok B 6onblION ApyXHOM cembe AHOpes wn JleHbl. [etn y
HUX W pOOHbIe, U NPUEMHble, 300POBbIE U C OrPaAHUYEHNSAMM MO 340POBLIO, C
CaMbiMM PasHbIMK anarHo3amu. [po 3Ty Cemblo, KOHEYHO, Hago OUIbM
CHMMAaTb — YTO HU pebeHoK, TO Lenasg nctopus. POBHO rof Ha3ag, Hanpumep, B
cembe nossunack Kata — nogoneyHas dooHpa «CnuHa Gudomaan.

Ee npuemHbIx pogutenen He Ucnyrann HM OUarHo3, HW BO3pacT OEBOYKMU — yXKe
18 ner.

BoT JleHy ¢ AHOopeem He CMyLWLalOT TakmMe TPYAHOCTU. UX, noXanyn, HU4em He
CMYTULWbL — CTOJIbKUM PasHbIM [ETIM OHU Oann YyBCTBO OOMAa, Nojapunu
csoto noboBb M 3aboty. lommmo 3Toro JleHa ¢ AHOpeem ycnewHble
CoCTosBLUMECS NMOAN. VIX 1 B LEPKBKU BCE YBAXAalOT, U B BU3HECE OHU YCMNELLHbI,
n OGnaroTeopuTenbHbin  GoHA JleHa Bo3rnasngeT, a AHppelo cenvac
NpeanoXunu cratb 3amectutenem rnasbl KangsmHCKOro MyHUUMNAILHOTO
okpyra Teepckon obnactu.

M BOT OHW CHOBa CTanu poanTenammn maribilla. Unowe CKOPO UCNONHUTCA
roguk. Y Hero Tenepb eCTb Nnana U mama, 6paTb9| N CeCTpbl, AOM, Cemb4.



KypaTtop npoekTta nomowim pgetam-cupotam Jliogmuna LlypkaH BcTpetunach ¢
MuneHon, koTopas npuexana B Mockey Ha o6cnefnoBaHue.

"d He xoTena, 4TOObl MuneHa 3ametuna moum cnésbl. OHa, CKOpen BCero, He
noHana Obl oT4ero g nnadvy. A 9 He morna caepXxaTtbca — Mepsbln pa3 3a Tpu
roga peb6éHoK U3 AEeTCKOro oMa BOT Tak BOT NPOCTO U NPSIMO CPOCUST MEHS:

— Korpa meHs yxe pogutenu 3abepyt?

OO6bI4HO CO MHOM CUPOTbLI 06 3TOM HE 3aroBapuBaloT NEPBbLIMMN.

MuneHa npuexana C CONpPoOBOXAalOLen e€ MeOcecTpon M3 OeTCKOro AoMa
maneHbkoro ropogka OpeHOyprckon obnactn 4Tobbl NPoMTM obCnefoBaHNe U
NleyeHne B MOCKOBCKOM MeanUMHCKOM LieHTpe «CnnHa budmnpa

Pykun y 0eBoYkM cunbHble 1 noskue. OHa B cnopTe morna Obl 60bLIMX YCNExXoB
[OCTUrHYTL. OHa Obl KPYTO NnaBana WMAn cnepx-xokkem 3aHumanacb! Jlobas
CNopTMBHAaA Napacekums gpanack 6bl 3a Hee!
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BONTOrPAL

MHOOPMALMOHHO-TPOCBETUTESIbCKASA
NPOTPAMMA

+ 3 anpena nNpoweén oYHbIM cemuHap “lpeHaTanbHas Y3-gmMarHoctuka
BPOXAeHHbIX nopokos LIHC" B r.Bonrorpag,

* 23-24 anpena 3protepaneBT (oHOA, 3aBefylowas  oTaeNeHnem
meamumHckon peabunutaumm Ne2 Hekpacosa AHHa MuxannoBHa BbICTynuna
Ha IX HaupoHanbHOM KOHrpecce no peabunUTaumMoHHOW neamnaTpun C
y 4 : noknagom «®duanyeckne MeToapl MeOuUMHCKOM peabunutaumu peten ¢

Bpa4 aKyLlep-ruHeKonor, 3asegyowuv otaeneHuemM

YNbTPA3BYKOBOI 1 YHKLVOHANBHOM BPOXOEHHbIMA MOPOKamMW CMMHHOIMO MO3ra», rae noaenunacb OrMbITOM

AVArHOCTUKM ®FEY HMULL AT uM. B.U. Kynakosa MmeanunHCKon peabunutauumn peten co spina bifida

J @.ﬂ“‘u * Bblwen HoBbIA  3nNM304, nogkacta “CoBcem  He  CcTpawHo”  oT
; bnarotsoputensHoro dgoHaa «CnnHa tudpmnpa». 3To Nnepsas cepms NCTOPUN

cembn AHactacum OpnoBon U HukuTbl [lyxaHoBa, KOTOpble MNPUHAIM
peLleHne cTaTb NPUEMHbLIMU POOUTENSAMU U B3SNN MOA, ONeKy AeBoYKy Anucy
C AnarHo3om spina bifida.

BONTOrPAACKWN




OUNHAHCOBbIM OTHET. NOCTYMNJIEHNS

OUHAHCOBbIV OTYET. PRO-BONO

MocTynneHns ot pmnanyeckmx nuu;: 295 828,45

Ha pac4eTHbIn cHeT poHaa 50 718,89
Yepes canT helpspinabifida.ru (Cloudpayments) 99 366,15
Yepes canT helpspinabifida.ru (Mukcnnar) 125 779,40
BK 1302,23
CMN6_CBEPBAHK 18 661,78
KpayodaHauHr: 1141 411,86
CoskombaHK lNpo Jobpo 915,00
Lo6bpo.Mann.py 64 529,00
TOOBA 201144,45
OZON 27 783,00
B® “MomoLb pagom” 85 218,49

B® “Bknap B byayLiee” 761821,92

[MocTynneHns oT KOpnopaTUBHLIX LOHOPOB: 36 897,00

3 273 248,52
DoHA, NPe3naeHTCKUX rPaHToB 3273 248,52
30 310,63

[l 42 787,00

NTOIO NOCTYMJIEHAA: 4820483,46

[MpoekT 6ecnnaTtHbIX NOe3[0K Ha Takcu 1305 431,00

Mony4eHo TCP oT rocypapctea Ha OOLLLYO CyMmy 302 000,00

Peknama B dHpekc.OupekT 66 837,11

NToro Pro-Bono: 1674 268,11



OUNHAHCOBbIV OTYET. PACXOLpbI

[MpoeKkT nomoLu 6epeN\eHwa\ XKeHWwnHam 370160,52

[MpoxxnBaHMe NnogoneYHbIX N CONPOBOXOAIOLLMX BO Bpems

50 000,00
NPOXOXOeHNa 06CneoBaHNS/ NevYeHns
KomaHamMpoBOYHbIEe pacxofbl NPOrpammMHOro nepcoHana 33 668,00
Pacxofbl Ha NpoBefeHue Bble3AHbIX MEPONPUATUN (TPEHUHTI, 42 853 .46
CeMUHapbl) '
Onnata meguuUmMHCKUX ycnyr ong 6epeMeHHbIX B OXKnaaHum 25 300.00
pebeHka ¢ guarHo3om Spina Bifida '
®OT nporpamMmHOro nepcoHana 160 919,14
Crpaxosble B3HOCLI ¢ DOT NnporpamMmHoro nepcoHana 15 241,35
®OOT agMUHUCTPATMBHOIO NepcoHana 38 386,21
Crpaxosble B3HOCbI ¢ DOT aAMMUHUCTPATUBHOIO NepcoHana 3792,36
MNpoekT «PaHHee conpoBoxaeHue aeten ot 0 oo 3 net» 667 618,58
®OT nporpamMmHoOro rnepcoHana 532 839,99
Crpaxosble B3HOCLI ¢ DOT NnporpamMmHoro nepcoHana 52 896,51
®OOT agMUHUCTPATMBHOIO NepcoHana 34 067,07
Crpaxosble B3HOCbI ¢ DOT aAMUHUCTPATUBHOIO NepcoHana 3 371,01
Cynepsu3nm ang cneunanmctos 26 596,00
COeKAisjrAme NCMUXONOrMY4eCcKOn NOMOLLM NogonedHbIm MoH[a U UX 15 958,00
baHkoBckne pacxoabl 1890,00
MpoeKkT NOMOLLM AETAM-CUPOTaM 240 831,74
MeguupmHckas mapLupyTmM3aums NogoneyHbIX B COLpanbHbIX 42 553,00
yqypexneHusx
Pacxopl Ha onnaTty NPUBIEYEHHbIX CNELNANNUCTOB 127 660,00
®OOT agMUHUCTPATMBHOIO NepcoHana 64 298,01
Crpaxosble B3HOCHI ¢ DOT aAMUHUCTPATUBHOIO NepcoHana 6 320,73

OUHAHCOBbIV OTYHET. PACXOpbI

1877 506,0:

Mokynka TCP 390 000,00
OnnaTta meguumnHCKUX ycnyr ons peten ot 0 o 3 net ¢

avarHo3om Spina Bifida 136 386,00
ggng;f?gip,muMHcmx ycnyr ona geten ot 3 feT € AMarHo30m 58 900,00
ggng;f?gip,muMHcmx ycnyr ois B3poCibiX C AMarHO30M 7 400,00
nggi:::brsvr\m,uweCKmx KOHCYNbTauun 1 NOMOLLb 19 149,00
Mokynka gononHuTenbHbIX getanen ona TCP 20 000,00
ToBapbl MEOUUMHCKOrO Ha3Ha4YeHus 334 217,00
Pacxofpbl Ha onnaTty NpuBEYEHHbIX CNELNannUCToB 63 830,00
PeabunutaumoHHble 3aHATUSA 97 500,00
CMM 10 638,00
[NporpammHoe obecneveHune 33 590,10
ConpoBoxpaeHne NogoneYHbIX 34 048,00
OOT agMMUHUCTPATMBHOMO NepcoHana 211785,50
CrpaxoBble B3HOCbI ¢ DOT agMUHUCTPATUBHOIO NepcoHana 21 006,18
@®OT nporpaMmHoOro nepcoHana 400 654,03
Ctpaxosble B3HOCbI ¢ DOT nporpaMmHoro nepcoHana 38 402,27
BuanTbl aprotepanesToB 1 PpuU3noTepanesToB K NOSONEYHbIM 310 646,00
®OT nporpamMmHoro nepcoHana 62 738,96
Crpaxosble B3HOCbI ¢ ®OT nporpaMmHOro nepcoHana 6 275,88
Pacxoppbl Ha onnaTty NpMBIEYEHHbIX CNELNANNUCTOB 21277,00

MeTtoanyeckasa pabota 5320,00



OUNHAHCOBbIV OTYET. PACXOLpbI

[NpoekT NCUXONOrNMYECKOM MOMOLLLU 118 619,00

OkasaHue ncnMxonorm4eckon NOMOLLM NOONEYHbIM PoHAA M UX

— 12 235,00
Pacxofpl Ha onnaTty NPUBIEYEHHbIX CNELNANNUCTOB 106 384,00
WHcTuTyT Spina bifida 161 886,47,
Onnata BefeHUsa KYpCcoB 1 KypaTopcTea rpynn 42 554,00
®OT nporpamMmHoOro rnepcoHana 108 555,85
Crpaxosble B3HOCLI ¢ DOT nporpamMmHoro nepcoHana 10776,62
OkasaHue topnanyvecknx KOHCyNbTauum n NOMOLLLb NOA0MNEYHbIM 155 319,00
PekomeHgatesnbHble NUcbMa gnga odoopmneHna UIMNPA 13 300,00
®OT nporpamMmHoro nepcoHana 180 714,28
Crpaxosble B3HOCLI ¢ DOT nporpamMmHoro nepcoHana 17 940,00
Pacxofpl Ha onnaTty NpUBIEYEHHbIX CNeLnannucTos 90427,00

MNpoBeneHWe Bble3gHbIX CEMMHAPOB B pernoHax PO Ha Temy:

"KomnnekcHbIn noaxon, K paHHen anarHoctuke Spina bifida:

CUCTeMa MOMOLLN NPUHATUS peLleHMn Ha OCHOBE NCKYCCTBEHHOMO 138 298,00
WMHTEeNNeKTa ang spaden Y3-amarHoCTUKN U BCECTOPOHHSAS

nopaep>ka 6epemeHHbIX XeHLLNH"

OpraHu3aums Bble3fHbIX CeMMHapPOB B pernoHax PO Ha Temy:

“KomnnekcHbIn noaxon, K paHHen anarHoctuke Spina bifida:

CUCTEMAa MOMOLLN MNPUHATUS peLleHUn Ha OCHOBE NCKYCCTBEHHOMO 21277,00
WHTEeNnekTa gns Bpaven Y3-gnarHoCTUkKn n BCECTOPOHHSS

noggep>xka 6epeMeHHbIX XeHLnH"

YBepeHHbIn 6anaHc 191 517,00
[NpoBefeHne 3aHATUA O19 NoAoNeYHbIX 170 240,00
Pacxofpl Ha onnaTty NpUBMIEYEHHbIX CNeLnannucTos 21277,00

OUHAHCOBbIV OTHET. PACXOpbI

CnopTMBHBIA NPOEKT 106 383,00
MopkacTsl 21 277,00
Pacxofpl Ha onnaTy NpuBAIEYEHHbIX CNeLmManncTos 85 106,00
MeyvaTb pa3paToyHOro martepuana 53 540,00
N3paTenbckne, nonurpadomyeckme n gpyrue conyTcreyroLimne 1500.00
pacxofabl !

Paccblnka nucem 3 000,00
stblp;aaéggﬁi rngf:geppax;)ts ;jﬂTOB, MHPOPMALMOHHBIX CUCTEM U 600 000,00
CMM 26 596,00
PR 1 kommyHukaumus co CMA 159 574,00
®OT agMMHUCTPATUBHOIO NepcoHana 38 386,21
Crpaxosble B3HOCbI ¢ DOT aAMUHUCTPATUBHOIO NepcoHana 3792,36
BaHkoBckune pacxofbl 18 359,00
Byxrantepckue, topugnyeckme n opyrmne KOHCyNbTaluMOHHbIE YCNyru 15 750,00
®OOT agMUHUCTPATMBHOIO NepcoHana 761468,14
Crpaxosble B3HOCbI ¢ DOT aAMUHUCTPATUBHOIO NepcoHana 70 917,36
IT-ycnyru 48 700,00
KaHuToBapsl 197,00
Pacxoppl Ha haHapan3uHr 291 489,00
Pacxofpl Ha onnaTty NPUBIEYEHHbIX CNELNANNUCTOB 63 829,00
Mo4ToBbIE pacxofbl 2 563,80
YCH 2 050,00

O6Wwun utor: 6 919 767,38






