


LINOPbI

[MpoeKkT paHHero
COMPOBOXOEHNS OeTen
ot 0 go 3 net

KF [MpoekT nomoLm
> 6epeMeHHbIM XXeHLLIMHam
V)

QZS( MpoekT «[JomaluHee
f 1 BM3UTUPOBaHME»

* 13 6epeMeHHbIX NoNYHUIN MOMOLLL * 9 peten NPUCOEOMHUNOCH K NPOEKTaM
+ 8 OyayLmx mam Nony4nnn agpecHyto dooHpa

NOMOLLIb * 269 peten BKKYEHO B NPOEKT
* 4 manbila NnosiBMNOCL Ha CBET

. 70 BM3UTOB COBepLUEHO
* 64 pebeHka ocMOTpeHO

i
‘ [NpoekT topnanyveckon 0 [1poekT nomoly aeTam u Q. YBepeHHbIn 6anaHc
)
g@ NOoAAEPXKKN B3POC/IbIM C OMbITOM W
cMpoTCTBa g‘\

+ 70 KOHCynbTauun NpoeefeHo
* 1TCP nony4eHo oT rocypapcrea
+ 25 ycnewHo 3aBepLUEHHbIX KENCOB

N CropTUBHbIA NPOEKT
A J

* 14aT-60T ong nogbopa cekummn
3anywieH

* 8 peten u3 CMpPOTCKUX yHpexaeHum
NONYYNIN MEOULIMHCKYIO, afpECHYIO U
IOPUANHECKYIO MOMOLLL

* 36 TPeHMpPOBOK NPOBEAEHO
+ 51 pebeHok BKNtOYEH B MPOEKT

MpoekKT ncMxonornyeckom

NoALEPXKM CH:]:P
* 262 cemMbn BOCNONb30OBAIUCh

cepBucom
* 2 231 noe3pka coBepLLeHa

[MpoekT 6ecnnaTtHbIX
noes3fok Ha Takcu

* 44 vHapBMaYanbHbIX KOHCYNbTaLUMA
npoBeaeHo
+ 10 pecypcHbIX rpynn NpoeeaeHo

Ana pneten co spina bifida

o -
« [MpoekT appecHoOn NOMOLLN

&

* 13 noponeYHbIX Noay4Unn agpecHyro
NoMoLLb
» 3 TCP nepefnaHo B HOBble CeMbM

NS

MpoekT meguumHCKon
NMOMOLLIN

* 8 KOHCyNbTauumn opraHmsosanu ona 8
[eTen, B TOM 4ucne
* 5 nogoneYHbIX NPOLLIN KOHCUIYM

MHdbopmaumoHHo-
NpocBeTUTENbCKAZ NPOorpamma

* 4 meponpuaTmS € yHacTUEM 3KCNepToB
* 2 >dupa Ha pagmno

* 3 cioxetaHaTB

1 nopgkact



BCEMINPHbI MECILL, OCBEAOMJIEHHOCTM O
OVNATHO3E

OkT96pb — TPaAMUMOHHBLIN MECsL, OCBEAOMEHHOCTU O AnarHo3e spina bifida.
3T0T mecay, Mbl NoCBSALLaEM BpaYam, pPOAUTENIM 7z
[eTaM/NoapoCcTkam/B3poCsibiM CO CnNnHa Budnpa, Kotopble 06BbEAMHUBLLUCE U
NPUNOXMB YCUANS MOTYT [OCTUraTb U OCTUIatoT HEObIBANbIX BbICOT!

C opHOM CTOPOHbI — BpPaYn W MeguUMHCKME CreumannucTbl, KoTopble
CTankuBalTCa C pmarHo3om spina bifida B csoen pabote u npogonxarT
pa3BMBaTbCa  yXe cendac fenas  HeBeposTHbIM  NPOpPbIB,  BHeOPSs
NCKYCCTBEHHbIN UHTENNEKT B [MArHOCTUKY [eddeKToB HepBHOW TPYyOKw,
NPOBOAAT BHYTPUYTPOOGHbIE onepaLymn No KOPPeKLUn CNMHHOMO3rOBOW MPbIXK,
NOMOraloT nauuMeHTam Cco cnuHa Oudunaa CnpaBuUTbCa C  OCIIOXKHEHUSMU
AnarHosa.

C ppyron CTOPOHbl — poOAUTENM AeTed M MNOAPOCTKOB C BPOXAEHHBLIM
3a6oneBaHMeM MO3BOHOYHMKA, KOTOpblE HECMOTPS HWU Ha 4TO WUAyT BRepes
pagpy CBOMX [JeTer: BMecTe NpPeofdosieBaldT TPYAHOCTU  3aboneBaHus,
eXe[HeBHO MocewaoT peabunuTaumM, 3aHUMAaoTC C AeTbMM, NoceLlatoT
BMECTE C HUMM CNOPT, TaHUpbI, y4ebHble 3aBeaeHus. M He onyckatoT pyKU HU Ha

MUHYTY.

N c TpeTbe CTOPOHbI — [OeTW, MOAPOCTKM WU B3POCSble CO CJI0OXHOM
naToNorMer, N KoTopble HW CMOTPS HW Ha 4YTO MOKa3biBAlOT HEBEPOSTHble
ycnexu B y4ebe, cnopTte, TBOPYECTBE, Oa M NPOCTO B XWU3HU! Tomy npumep
yCrNeLlHOe OKOH4YaHue LLKOJIbl, MHCTUTYTa, OpakocodeTaHne, poxaeHve oeTen,
napanumnumckas mefanb. Ha 3to BCE cnoCo6HbI Bbl!

Ham o4eHb x04eTcq B 3TOM OKTS0pe pacckasblBaTb BCEM, Kakoe yHUKasibHoe
CcoobLLEeCTBO Bpaven-poguTenen-niogen co cnuHa 6udompaa passumBaeTca u
pacTeT € KaxabiM rogom!

755 OKTABPb — MECSILY
“ .. HHOOPMHPOBAHNS
0 ‘AMArHO3E CNMHA




MPOEKT PAHHEIO COMNPOBOXOEHNS

[JenMmcs ¢ BaMM HOBOCTSAMM NPOEKTa PaHHEro CONpPOBOXAOEHUS U UCTOPUEN
O[HOWM U3 HaLUMX NOAONEYHbIX CEMEN.

«[o3B0ONIbTE NO3HAKOMUTbL Bac ¢ AHrennHon. O ee NOpoKe pasBUTUS Mbl y3HaNM
ewe Ha 20 Hepene Ha BTOPOM CKpuHUHre. Cenyac, ornaabisasce Hasag, Mbl
pagbl, 4TO MeOUUMHCKMA paboTHUK OOHaPY>XWMN MOPOK Ha CKPUHWUHIE M Mbl
CMOTNIM BO Bpems caenatb BHYTPUYTPOOHYO KOppekumio Ha 24 Hepene, Koraa
Haw AHrenodek Obin ewe B XMBOTUKE Mambl. CyabOOHOCHOE pelueHune O
6yaywem AHrenmHbl Mbl NPUHSAN Kak y3HanM O BO3MOXHOCTN Takon onepauum
B LeHTpe Kynakosa.

AHrennHa ynbiG4MBbLIN, O30PHOW, YMHbIM U HEBEPOSATHO LeneyCTpemseHHbIN
pebeHok. Cenvac Ham, CNycTd HeNpoCTble BpemeHa, NpefacTouT elle OOHO
KparvHe BaXxHoe cOoObITMe, @ MUMEHHO orepauus no pacdukcaumm CrMHHOIoO
mo3ra u obcnepoBaHue B uUeHTpe «CnuvHa 6udmpa» u BCe 3TO B LEHTpe
Benbtnwesa. Mol 6naropgapHbl bory n paboTHukam U3 ueHTpa Kynakosa,
ueHTpa Benbtuwesa n doHgy «CnuHa budumpa» 3a ux 3aboty o6 AHrenuHe,
6narofaps COBMECTHbIM YCUANAM W MOMOLLM Haw AHresiodek B 2 roga cmorna
Cama rnonTu 1 cenvac B 2 roga v 7 mecsaues O0BOJSIbHO HEMNOXO XoauT. KOHEYHO
y BCex CBOW NpobfieMbl, U Mbl HE UCKIOYEHWE: Mbl fenaem KaTeTepusaumio
Kaxgble 3 4aca, [enaem KAM3Mbl, HOCMM  WKHY BeneHckoro u
KoppekTupytoLyto obyBb M3-3a npobsem no opTonegun, HOCUM O4YKU U3-3a
Npo6nem CO 3peHNEM, MO Mepe BO3MOXHOCTEN NPOXOAUM peabunmnTaLMoHHbIe
meponpugatmga. Ho B uenom Mbl ciuTaem Oyayuiee AHrenuHbl, gav bor,
[OBOJIbHO OMTUMUCTUYHBIM, N HaZeeMcs Bce OyaeT XOpoLuo!»

MpoeKkT paHHern NOMOLLM peanusyeTcs Npu noggep>kke bnaroTBopuUTeNbHOro
doHpa «AbcontoT-MNomoLLp»



MPOEKT APECHOW NMOMOLLIA

bnarogapum komnaxuio DKC n
6naroTsopuTesnibHoe npunoxeHue Tooba 3a nopaep>ky CoHwu!

Mama CoHu nogenunacb ¢ Hamu: «Codous 3aHMMaeTCs nnasaHvem Oonblue
roga, U He NMPOCTO 3aHMMAETCSH, a NOJSIHOLEHHO TpeHupyeTca Ha 6a3e LIKONbI
nnasanHua! [Ins Heé 310 He NPoCTo 6accenH, a y4éba, koTopas e€ BOOXHOBNIET
N 0AET MNO3UTUMBHBLIN HAcTporm Ha Oyaywee. NapannenbHo C noceLleHnem
3aHATUIN, OHa 3aBOOUT HOBble 3HAKOMCTBA, CMOTPUT, Kak TPEHUPYIOTCA apyrue
pebsTa, CTapaeTcs NOBTOPUTL MONOXUTENbHBIA ONbIT. BCe 3TO Tak Xe BAnseT
Ha eé coumanm3aumio 1 Bepy B TO,4TO Y Heé ByeT BCe XOPOLLIO B XXU3HMU.

C Toro BpemeHu, kak CoHa Havana 3aHMMaTbCs, OHa [OCTUINa 3HAYUTESIbHBIX
ycnexos. OHa nnaBaeT camoctoaTenbHo! MoxeT nponnblTe BeCb 6accenH (25
meTpoB) 6e3 noagepXuBalowmx Cpeacts  (Hyan, pocka). HblpseT Ha
rnyouHy, 4106 [OCTaTb KakoW-TO npegmeT. Tak >Xe, HayYMHaeT nnasaTb NOA
BOOOW W [epXKaTbCd Ha MNOBEPXHOCTM BOAbI, sieXa Ha cnuvHe. EM yXxe He Tak
CTpaLlHo.

JpbixatenbHble ynpaxHeHUs 1 TeXHUKa NnasaHns pasivuyHbIMK CTUNSMU TakK Xe
C KaxpgbiM pa3om Bce fiydwe W yBepeHHee. E€ medTa Hay4iTbCa nnasaTtb
cTunem 6atepdnan.

Boobuie, CoHs nopaxaeT MeHs CBOer YMNOPHOCTbIO U CnoCoOHOCTbIO. OHa
onpoBseprna BCe MONM COMHEHWS, B TOM, 4TO OHa BOOOLLE Hay4uTCs nnasaTb
CaMOoCTOATENbHO. A OHa He TONbKO Hay4Mnack, HO N XO4ET JOCTUYb BoJbLLIEro.
ELLE XO4y OTMETUTL TO, YTO OT 3aHATMM B BoAe CoHg 3akanusaetca. Ouanyecku
BbIHOC/IMBA, 3MOLUMOHANbHO YCTOM4YMBA. A Tak Xe pagyeT e€ MmMyHuTeT. [lo
MOVMM  HabnopeHusMm, OHa  KpanHe pegko  6osieeT  MPOCTYOHbIMK
3abonesaHuammn. laxe ecnm 6oneem Bcerm CeMbEN, TO OHa peako 3abonesaer,
mbo  nepeHOCUT BCe ObICTPO WM Nnerko. W, KOHeYHo, gucumnanHa W
OTBETCTBEHHOCTb Ha BbICOKOM MnaHke. [locne CnoxXHenwen wn TaXEnNon
onepauun, OHa Nerko BowNa B PUTM TPEHUPOBOK. 9 OYEHb el ropXycb!» 4
yBepeHa, 4TO OHa He noasengéT!»




MPOEKT APECHOW NMOMOLLIA
OBMEH TCP

denntbca nobpom — npocTo!

CoBcem HepaBHO y AHeyku nossuancb Uropb u TaHs, KoTopble NPUHUMAIOT
camoe aKkTMBHOE Yy4vacTMe B XM3HW [eBo4vku. Korpa cpoHn, onepaTuBHO
obecneymn AeBoYKY akTUBHOW KONACKOW, TaHa Hanucana Ham:

«OrpomHoe cnacmbo poHOy 3@ BO3MOXHOCTb MOJIb30BATbCA KOSIFICKON. AHS Y
Hac Ha roCTeBOM, NOKa He MOXeM cebe NO3BONNUTL NPUOBPECTN KONACKY.

Cenyac AHeydka € yOooBOSILCTBUMEM MOSIb3YETCA NepefaHHOM OT OPYron CembM
KONSICKOM, YHUTCS en ynpasnaTb. dprotepanesT hoHaa HacTpowsna KON|CKy, Bce
oTperynmpoBana. OrpomHasg 6narogapHocTb OOHOY U ero coTpygHukam 3a
onepaTUBHOCTb N MOMOLLb!».

bnarogapum Halmnx OT3bIBYMBBLIX poauTenen, Kotopble wenpo aengrca TCP ¢
ApYyrumn cembamum!




MPOEKT FOPUANYECKOM NMOMOLLIN

tOpucT choHaa nomor nogoneyHbIM U3 TBepu Noay4nTb Konacky Xorrn Cynpa
Mama CoHun Hanucana Ham:

«lpouecc nonyvyeHUs KONACKM OKasanca [pofblle W TpyaHee, Yem 4
npegcrasnana. N ato Npy Tom, 4TO WIO3NUA O SIEFKOM MNOJYHEHUU XOPOLLEN
konacku no UMPA ot COP g He umena.

Bbipaxato 6narogapHocTb poHay «CnuHa 6udomaa» 3a okasaHHYo Nogaepxky
N IOPUAMHECKYIO MOMOLLLb.

Konscka xopoluas, Hac yctpavsaer.

Mpu noppepxke OOHOAA Mbl MONYHUSIU HE TOJSIbKO KONACKY, HO M XOpOoLUWi
BEpTUKaNU3aTop.

tOpucT nomorana nNpasusibHO 0POPMNATL 3asBNIeHUs, [OCyOeOHble U aopyrue
[OKYMEHTbI, OpUEeHTUpoBasa MO BPEMEHHbIM pamkam, a Takxe rnomorana
CCbINATbCA Ha Te WAM WHbIe 3aKOHbl, MOCTAHOBNEHMS, HeoOxooumble ONs
peLleHns Halwnx 3agad.»



0O | MPOEKT AOMALLIHEE
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27 okTa6ps oTmevaeTca BceMupHbIM foeHb 3protepanyu, KOTOPbIM Npu3BaH
MOBbICUTb OCBEAOMJIEHHOCTb O BaXHOCTU 3TOM OUCLMMNIMHBI NS YAYHLWEHUS
KavecTBa XW3HW No4en.

KT0 TakoW aprotepanesT U 3a4em OH HyXeH pebeHKy co cnuHa 6udunaa?
JproTtepanug — 3TO0 0cobas MeXOUCUMNANHApHaa CcneumanbHOCTb, Lesbio
KOTOPOM $BNSETCA MOMOLb JIIOAAM C  PasvyHbIMK - OU3NYECKUMW UK
NCUXUYECKMMIN HAPYLLUEHUAMM B OOCTUXEHUM MAKCMMasbHONW HEe3aBUCUMOCTU
OT OKPY>XatloLLmMX B CBOEWN NOBCEOHEBHON XWU3HMU.

dproTtepanus ABNAETCS HEOTbEMIEMOWN 4acTblo COBPEMEHHON
MeOnKoCoUnanbHon peabunutaumm M abunutaumm ngen Bcex BO3PaCTHbIX
KaTeropum.

Jprotepanus  Kak MeXOuCUMNIMHApHas CneumanbHOCTb  O0beguHseT W
MCNoNb3yeT 3HaHWg MeOULMHbI, ChneunanbHoOM neparoruky,  MCUMxosiorum,
ncMxnaTpun, coumnonornm, GuomexaHukm, SproHOMUKN U apyrux obnacren.
Llenb paboTbl 3proTepanesTa:

e [Tomo4b JOeTam W B3pOCNbIM C Pa3fIM4HbIMU  OrPaHUYEHUIMM  aKTUBHO
BbINOJIHATL NOBCEAHEBHbIE Aena (0AeBaTbCs, MbITbCS, KyLLaTb, UrPaThb, YH4UTLCS,
npoBoauTb pocyr, pabotatb U Mp.) U TakMm o6pa3om OOCTUYb MAKCUMMasbHO
BO3MOXHOW CTENEHU He3aBUCMMOCTU BO BCEX acrnekTax NOBCEOAHEBHOM XXU3HM.
Takxe uenbto paboTbl 3protepaneBTa ABNAETCA NPEfOTBPALLEHNE CHUXEHUS
aKTUBHOCTW YenoBeka M NpPefoTBPaLLEHNs YCYryGneHus y>XXe WMEeLLnNXCs
HapyLleHWN.

B Hawem dpoHpe paboTaeT uenas KomaHga 3prorepaneBToB, KOTOPbIM Mbl
NPU3HaTEeSIbHbI 3@ UX 3HaHWUS, YMEHWS N HaBbIKK, KOTOPbIE MOMOraT AETIM CO
cnuHa Gudpmnpa apgantuposaTbes!




B okTa6pe 4eTBEpPO CMPOT M3 pasHbiX YrosikoB POCCMM NPOLLIN MefMUMHCKOe
obcnepfoBaHne, nocsie KOTOPOro KOHCUAMYM Bpaden nunbo paspabortan
MeOMUMHCKMA  mapuwpyT pnsa  pebeHka, MO0 CKOppekTMpoBan paHee
nponucaHHbin. B LleHTpe «CnuHa Gudonaa» nonyvnnn meguumHCKyo MOMOLLb
Dannmn 13 Mopposun, Bgavecnae w3 Pecnybnuvkn Komu, Bagum um3
balukopTocTaHa 1 mocksuy MBaH.

HaHvmn n Bavecnas nexann B 605bHULE C OONbHUYHBIMU HAHAMM, KOTOPbIX
npvBJeK 1 onnaTuna oHA.

Cnactu Cnasky

- 9 ye3xato. 3aLlen nonpoLaTbcs.

CnaBa no o4yepenu CTyyvan B KaXayro ABepb oTAeNeHus Herpoxupyprun. M 3a
Kaxaowu Osepbto emy Obinn pagbl. ManeHbkne naupeHTbl, X poauTenn, Bpayun,
MefCcecTpbl, CaHUTapkW, afMUHUCTPATOPbl — BCE BbILWAW MOMNPOLLATLCS CO
Cnaskon. OH no ovepegun obbexan BCe Manathl U KaX[oMy noxenan yero-
HWOyab xopolwlero. Ero HUKTO 3ToMy He y4yun. OTKyaa B 3TOM NapHe CTOJIbKO
[06POTbI U 4YenoBevyHOCTU? HuKorga HUKOMY He npuxoguna B ronosy Maes
nonpoLLaTbCa CO BCEMU MaupeHTamn K coTpymHuKamu. Takoe mor Bbiaymatb
TONbKO OH, Bavecnas. Ewle HekoTOopoe Bpems Kofieca WHBANIMOHOW KONSACKM
Wwypwann no CTepunbHOMY MoOny oOTAeneHus B CTOPOHY BbIXoda, a
NPOBOXaloLLMe yXe He CKpbIBasn cfie3, Bce nnakasnau.

B aHBape CnaBe wucnonHgetrca 18 netr KM ero nepesBogatr B
NCUXOHEBPOSIOrNYECKM MHTEPHAT. BocnutaTenn B [ETCKOM OOMe yXe cenyac
roptotoT: «Cnasa, Hy Kak >e Mbl TyT 6e3 Teba!?»

Mocne 6onbHULLI CnaBa He cpa3y oTnpasuTca obpaTHo, B Pecnybimky Komu, oH
eLLe HEeMHOrro MoXWBET B coumManbHOM LieHTpe dooHaa «[lopora >Xu3Hu», rnoka
BCe 3auHTepecoBaHHble B ero cyapbe Nogu 3aHMMAaKTCA BOMPOCOM €ero
fanbHenwero yctponctea. NHW — 370 To, 4TO HU B KOEM Cfly4ae He OOJSIXXHO
NPOWU30MTU C 3TUM NapHeMm!



NHDOOPMMNPOBAHKE O SPINA BIFIDA

Cneunanuctbl poHOa BbICTYNUAN HA MeXAYHaPOAHOM KOHdbepeHUun

17-18 okTa0psa cocTosanachb exerogHas KOHdepeHUmMs C MeXOyHapoaHbIM
y4actmem «Ponb MeguuUMHCKON CeCcTpbl B NasiMatMBHON MOMOLLM» B pamkax
npoekTa «Pa3suTne KOMNEeTEHUUA crneumanmcToB NaniMaTtMBHON MeauLMHCKON
nomoum» Accoumaumm XOCMUCHOW MOMOLWKM — KpynHenwee B Poccuu
obpa3oBaTenbHOEe MeponpuaTMe Oag Mnaglero U cpegHero MeguumHCKoro
nepcoHana, okasblBaloLero MOMOLLb HEU3NEYMMO BGONbHLIM NIFOASAM.
Meponpusatne npoLwno B rmbpuaHom oopmaTe (04HO U OHNaWH).

OT Hawero doHaa B pamkax KOHPEpPEHLMN BbICTYNUAN PYKOBOAMUTESb NPOEKTa
NnOMoLM OepeMeHHbIM, KJIMHUYeckun ncuxonor Mapraputa HukywunHa ¢
poknagamu «Kak nomoyb poguTensam NponTu NyTb OT OTPULAHWUS K NPUHSATUIO
auarHo3a pebeHka. PekomeHOauuM No KOMMyHMKauuu» K «Kak pacno3HaTb
BbiropaHue y cebs W y Konner» u sprotepanesT oHAa, crneumanuct no
ponrocpoyHomy yxoay Mapua KasaHvyeeBa ¢ pgoknagamu  «OCHOBbI
NOCTYpanbHOroO MeHefXMeHTa AN AeTer C TAXeNbIMA MHOXeCTBEHHbIMU
HapyweHNaImMn pasButus» KN «TexHuveckne cpefctsa peabunutaumn  ons
obecrneyeHns rurneHbl pebeHka € TAXKeNbIMU MHOXECTBEHHbIMU HapyLLEHNSAMM
pa3BUTUS».

HQ%%Emmﬂ‘c MEKJIY HAPO/T Haa

CECTPBI B HAJI/THATHB e %
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MHDOOPMWPOBAHWE O SPINA BIFIDA

1-3  okTabpa  npowen  HO6unenHbim XXV Bcepoccumnckun - HayyHo-
obpasoBaTenbHbin  popym «Matb U guTa». ITO [EUCTBUTENIBHO BaXHoe
mepornpuatve B 006NacTM  akylepcTBa, [MHEKONOMUW,  HEOHaTONOoruw,
NepUHaTONOrMU U CMEXHbBIX OUCLIUMNIINH.

Ha cekupoHHOM 3acepaHnn «/IHHOBAUMOHHbIE HanpaBneHus B doeTasibHOM
XMPYPrumy» BbICTYNUAN 3KCNEPTbI BEAYLWMX KIIMHUK CTPaHbl, B ToM Ynucne HMALL
um. Kynakoea un KI' «Matb n guta» U NpeactaBuam CBOM ONbIT NPOBEAEHUS U
ncxoabl doetanbHblX onepaumm spina bifida.

okcnepT oHaa, [O.M.H., 3aBefyllWnn OTOENEHUEM YNbTPa3ByKOBOM U
doyHKUMOHanbHOM gmarHoctukn OFbY «HL, Al u M wum. B.MN. KynakoBa»
MwuH3gpaBa Poccun KocTiokoB Kupunn Butanbesu4, NOMMMO MNpPeacTaBieHns
onbita doetanbHbix onepaumi B HMUL, nm. KynakoBa npepctasun NpoekT
McKyccTBEHHOro MHTeNnekTa B npeHaTtanbHon Y3-gamnarHoctuke nopokos LIHC,
KOTOpbIN peann3oBaH COBMeCTHO ¢ poHaom «CnunHa Gudpmnpa» n AHgekc npu
nopaep>ke rpaHta ot MoHAa NPEe3NOEHTCKUX MPaHTOB.

Bnarogapum pykoBoauTenst NpoekTa nomowy 6GepemeHHbIM  MaprapuTy
HukywmMHY 3a y4acTue B obpas3oBaTenbHOM (hopyme B KavecTBe cChyllaTtens,
6naropaps 4emy Mbl NOJTyHaNM Camyto CBEXYHO MHEPOPMALMIO U3 NEPBbIX PyK!



NHOOPMWPOBAHWME O SPINA BIFIDA

Jkcneptbl  oHpa Heunpoxupypr HWKW  nepmatpum um. BenbTuuwiesa,
3aBefyloWMn  OTOENEHUEM HEMPOXMPYPTUW, LOOKTOP MEOMUMHCKUX Hayk
3nHeHko Omutpun HOpbeBud M [JOKTOP MeAUUMHCKUX HayK, 3aBefytoLimn
oTAeNeHneM yNbTPa3ByKOBOW M (PYHKUMOHANbHON amMarHoctukn OIBY «HLL Al
M wm. B.N. Kynakosa» MuH3gpasa Poccumn KoctiokoB Kupunn Butanbesuy
NPUHANK y4acTue B nporpamme «oktop W» Ha TenekaHane TBL.

PykoBoAMTENb MNpoOeKTa MOMOLWM GepemeHHbIM XeHWwpHam MaprapuTa
HukyLwKHa NpuHsna y4actue B nporpamme «Camoe Bpemsi» Ha Pagmo Poccuum.

OcHoBaTtenb poHpa MHHa UHIoWwKKMHa 1 3kcnepT doHaa Henpoxmpypr HUKA
neguatpum wWm. BenbTuwieBa, 3aBefylOWMA  OTAENEHUEM HENPOXUPYPIuu,
LOKTOP MEeOMUMHCKMX HayK 3uHeHKO Omutpui tOpbeBuY MPUHAAK yHacTve B
nporpamme «[okTok» ¢ IBeNnHOM 3akamckom Ha TenekaHane «Joktop TB»

Bbilwen HOBbIM BbINyCcK Noakacta «CoBcem He CTpaLLHO!»
Ha 37oT pa3 B roctax Onbra Kpymkay - Bpad, akyllep-rMHekonor u asTop
noakacrta «Pa3aBuvHbLTE HOMN».,
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®rBY «HAUMOHANBHbLIN MEAULIMHCKUA
WCCNEAOBATENBLCKUWA LIEHTP AKYLUEPCTBA, TMHEKONOIUU
U NEPUHATONOIrMU UMEHU AKALIEMUKA B.U. KYTAKOBA»
MWHUCTEPCTBA 3APABOOXPAHEHUA P®

MpeHaTanbHas guarHocTuka AedeKToB HEPBHOW TPYOKM,
B TOM 4yucrie spina bifida. Taktuka BeaeHuns
BepemeHHoCTN.

K.M.H. YyryHoBa JlunusiHa AHaTonbeBHa

OmadeneHue yHKUUOHanbHou u
ynbmpa3sykoeoli duaeHOCMUKU

PEDIAR

NEPBUYHbIA OCMOTP BPAYA-NEANATPA HA YYACTKE

Bydyujee npuHadnexcum meduyuHe npedoxpaHumensHol.
3ma Hayka, uds pyKa o6 pyKy c neyebHol, NpuHecém HeCOMHeHHYIO Nonb3y
yenoeeyecmsy
- H.WU. Nuporos

(13.11.1810r. - 23.11.1881r.)

p 707/2435

B pamkax mecsua oCBeJOMJIEHHOCTU O AguarHose cnuHa budmpoa nposepeHa
online-koHepeHunsa,  akkpegutoBaHHas  Gannamm  HMO  Ha  Temy:
«MynbTUONMCUMNANHAPHBIM NOAX0L, B Ie4eHUM NaupeHToB co spina bifida»

B KoHbepeHUMn NpuHaNN y4acTne: ocHoBaTesnb hoHaa MiHHa NHIOWKKMHA,
JlnnnaHa AHatonbeBHa YyryHoBa — Bpay YyNbTPa3BYKOBOW [OMArHOCTUKW,
akyllep-rmHekonor, KaHauMpoaT MeOUUMHCKMX  HayK, CTaplui  HayYHbin
coTpynHuk OIBY «HUAMIM nm. B.1.Kynakosa» MunH3gpasa Poccun

Omutpun  OpbeBud  3nHeHKO —  Henpoxupypr HWUKWU  negmnatpum  um.
BenbTuwiesa.  3aseayoLimn OTOAENEHMEM  HEeWpOXUpypruu,  OOKTOP
MeLMNLIMHCKNX HayK

EneHa [eopruesHa benoHoroBa - Bpay-neguatp B KAMHUKE BbICOKUX

mepguumHcknx TexHonormn um. H.W. Tuporosa CI16rY, r. CaHkrt-leTtepbypr.
KaHompat meouumMHCKNX Hayk, OeTCKUI HeBposior

EBreHns MapaTtoBHa bepguyeBckas — Bpay-HEBPOSOr, Henpoduanonor
oTaeneHns Henpoxmpyprum HAKU negmatpum um. Benbtuuiesa, meguuMHCKUN
anpekTop doHpa «CnuHa budomaar, pykoBoauTenb LeHTpa «Spina bifida»
Cepren Onerosuy Pabbix — Bpay Tpasmartosior-optoneq, CAvHanbHbIN XUpYpr,
3amectTuTenb gupektopa no Hay4yHon pabote HUKW negmnatpum um.
BenbTueBa, [OKTOP MEOUMUMHCKMX HayK, BbiCWIas KBanuukaumoHHas
KaTeropus, akcnept 6narotsoputenbHoro gpoHaa «Spina bifida»

Aptém  BanepbeBud  bepwapckui - Bpay-yposior,  Hempoyposor
yposiorn4eckoro otaeneHns «EBponencknuin  MmeouumHCKMA  ueHTp  «YTMK-
3popoBbe», EkatepuHbypr, 3kcnepT poHAa «Spina bifida»



OUNHAHCOBbIM OTHET. NOCTYMNJIEHNS

MocTynneHns ot pmnanyeckmx nuu;: 1828 885,23

Ha pac4eTHbIn cHeT poHaa 145 912,75
Yepes canT helpspinabifida.ru (KOmaHm) 124 773,70
Yepes canT helpspinabifida.ru (Cloudpayments) 203772,92
Yepes canT helpspinabifida.ru (Mukcnnar) 1352 436,31
BK 1989,55
KpayadaHauHr: 192 519,69
CoskombaHk lNpo Oobpo 89 069,00
Lo6po.Mann.py 91149,00
TOOBA 11 419,69
OZON 882,00

MocTynneHns ot KOpPNopaTUBHbIX AOHOPOB 4104 117,00
NTOrO NOCTYMJIEHNA: 6125 521,92

DOUHAHCOBbLI OTYET. PRO-BONO
Beptukanuaatop 1 onopa RTX18 225 000,00
KaTteTepbl 630 WTYK Ha OOLLYtO CYMMY 57 960,00
2 napbl opToneauyeckon obysu 15 041,06

[MpoekT 6ecnnaTHbIX NOE300K Ha TakCK 1305 401,00
Peknama B dHpekc.OupekT 99 999.72




OUNHAHCOBbIV OTYET. PACXOLpbI

MpoeKkT NOMOLLM BEPEMEHHBIM XEHLLMHAM 234 330,50
Mpoe3n NnofoneYHbIX U COMPOBOXAAMOLLMX A1 MPOXOXAEHUS 77 959 00
obcnepoBaHug/neveHns '

MpoxwuBaHMe NofoneyHbIX U CONPOBOXAAIOLLIMX BO BPEMS 106 900.00
NPOXoXAeHWNs o6cnefoBaHus/nevyeHns '

®OT nporpammHoOro nepcoHana 46 073,00
Crtpaxosble B3HOCbI ¢ DOT nporpaMmHoro nepcoHana 4 098,50
[NpoekT «PaHHee conpoBoxaeHue aeten ot 0 oo 3 net» 212 086,62
®OT nporpamMmHOro nepcoHana 183 982,95
Crpaxosble B3HOCHI ¢ DOT NporpamMmHoro nepcoHana 13 057,67
MevaTtb pas3paTtoyHoro matepuana 8 346,00
Bo3BpaT Hencnosb3oBaHHbIX OeHEXHbIX CpeacTs 6 700,00
Ycnyrn Hann (conposoxaeHne B 60/1bHULE) 42 550,00
®OOT nporpammHoro nepcoHana 127 659,00
Mokynka TCP 1759 050,00
TpaHcnopTHbIE pacxodbl N0 [OCTaBKe NPEAMETOB agpecHoOm 755990
MNOMOLLIN !

PacxogHble maTepuansl No yxo4y 3a NoAoneYHbIM 1569,00
PeabunutaumoHHble 3aHATUSA 61400,00
Mpoe3n NoAoNeYHbIX U COMPOBOXAAIOLLNX 15 NPOXOXKAEHUS 20120.00
obcnenoBaHus/nevyeHns ’

MpoayKTbl NUTaHUS 4119 NOAONEYHbIX 1247,46
®OT nporpamMmHoOro rnepcoHana 175 840,00
Crpaxosble B3HOCLI ¢ DOT nporpamMmHoro nepcoHana 8 965,63
ApeHpa 6okca ons xpaHeHUs NpegMeToB agpecHOM NOMOLLLU 16 680,00
Bo3spaTt Hencnosnb3oBaHHbIX AeHEeXHbIX CPeacTs 41173,90

OUHAHCOBbIV OTYHET. PACXOpbI

[1poeKkT megULMHCKON NOMOLLU 594 144,20

Onnara MeguuUMHCKMX ycnyr gna 6epe/v\eHHb|x B oXXngaHun

pebeHka ¢ auarHo3om Spina Bifida >0300.00
gmn;fgs?’/\é\:u,smpl_m:Ezgaycnyr onsg peten ot 0 po 3 net c 106 228,27
SO;g:T;f?gip,muMHcmx ycnyr ona oeten-cupoT € AMarHo3om 228 558,89
SO‘I)'IiJr']IZT;f?(/;ea,D,MLI,MHCKMX ycnyr ons B3poCabiX C AMarHO30M 16 495,00
KomnnekcHoe ypoanHammyeckoe uccneposaHue 23 100,00
®OT nporpamMmHoro nepcoHana 163 485,00
Crpaxosble B3HOCbI ¢ ®OT nporpaMmHOro nepcoHana 5977,04
Bu3nTbl aprotepaneBToB M OU3NOTEPANEBTOB K NOAONEYHBIM 86 190,00
®OT nporpamMmHOro nepcoHana 23 404,00
Crtpaxosble B3HOCbI ¢ DOT nporpaMmHoro nepcoHana 109212
KoHcynbTauus Hemponcmxoora 17 023,00
@®OT nporpaMmHoOro nepcoHana 69 150,00
®OT nporpamMmHOro nepcoHana 135 640,00
[MpoBeneHue 3aHaTUN oNa NOAONEYHbIX 47 880,00
®OT nporpamMmMHoOro nepcoHana 135 872,40

Ctpaxosble B3HOCHI ¢ DOT NporpamMmHoOro nepcoHana 101,53



®OUHAHCOBbBIV OTHET. PACXO/b

MpoekT N
®OT nporpamMmHoro nepcoHana

1293109,74
1291650,00

1459,74
195 533,00
20 000,00
175 533,00

Crpaxosble B3HOCbI ¢ DOT nporpaMmHOro nepcoHana
NHdopmaumoHHOo-NpocBeTUTENbCKas NPorpamma
TexHnYeckaa nopaepxxka canta https://helpspinabifida.ru/

®OT nporpaMmMHoOro nepcoHana

ADMUHUCTPATUBHO-XO39MCTBEHHbIE pacxogpl 1083 149,91
BaHkoBckne pacxopbl 38 714,12
ByxranTtepckue, ropuam4eckme n opyrune KoOHCynbTaumoHHbIe 177 369,48
ycnyru

OOT agMUHUCTPATUBHOIO NepcoHana 647 809,99
Crpaxosble B3HOCbI ¢ DOT agMUHUCTPATMBHOIO NepcoHana 13 413,82
IT-ycnyru 36 350,00
Copoep>xaHue oduca 44 000,00
KoHCynbTauMoHHbIE yCnyru 117 000,00
Mo4ToBbIE pacxoapl 4 210,50
YCH 4 282,00
Oo6uwmn ntor 6 392 521,91
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