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* 15 6epeMeHHbIX XEHLLWH Nony4nIun * 14 peten NPUCOSAMHUNNCH K MPOEKTY + 108 BM3MTOB COBEpLUEHO * 28 noponeyHbIX NOAYYUNN afpecHyro
MOMOLLLb * 187 peten BKNOYEHO B NPOEKT * 97 petent OCMOTPEHO NOMOLLLb
* 1BHYTPUYTPOGHas onepauus * 2 pebeHka NpOoLLIN KOHCUIMYM B + 3 OygyLime mambl NoNyHUIM NOMOLLLb
nposeneHa ueHTpe «CnuHa Gudunpa» + 3 TCP 6b110 NepefaHo B HOBble CeMbM
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* 2 TCP nony4eHo OT rocypapcrea JoMmom Henpoyponora
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* 295 cnywarenen nony4YMnu gocTyn * [lpownun neTHne mrpsl » 230 cembn BOCNOSIb30BASIUCD * 1 npsamon achup nposefeH
* 2 Kypca NpoBesn NOTOKMU 00Yy4EHNS Mapanumnuiues «Mbl BMecTe.CnopT» C CepBMCOM * 4 >3dounpa Ha pagmno
y4acTmem NoaoneyHbIx U * 1915 noe3pok coBepLUeHO * 1 noakacT Bbiwen

ambaccafopos hoHpa » 25 nybnukaumn 8 CMA



BHECEHWME 3ABOJIEBAHNA «SPINA BIFIDA»
B MEPEYEHb OPOAHHbBIX

Bbnaropgaps Hawemy ®oHay M Hay4HO-ucCcnenoBaTeslbCkOMy KMHUYECKOMY
WHCTUTYTY neguaTpum W OeTCKON  Xvpyprum  umeHn akagemuka HO.E.
Benbtuwesa 30 uoHsa 2023 ropa 3abonesaHue «Spina bifida aperta» Bkito4eHo
B MepeyeHb (pepkux) opdaHHbIX 3a6oneBaHNN.

Haw ®oHg Havan paboTy No AaHHOMY BOMPOCY B HOoA6pe npowsoro roga. Mel
obpaianmce B MUHUCTEPCTBO 34paBoOXpaHeHns Poccunckon depepaumm u
ObLLepoccnnckyto  OOLLLECTBEHHYIO oOpraHu3aumsa “Bcepoccninckoe obLecTBo
pepnkux (opdaHHbix) 3a6onesanuni * (BOO3).

CynTaem 37O OrPOMHbBIM YCNEXOM N HAAEEMCS, HTO B CKOPOM BPEMEHU B HaLLIEN
CTpaHe NosaBuUTCa PerncTp naumMeHToB No Hawemy 3a60neBaHuIo.

3abomeBaHue spina bifida
BKJIIOUUIU B IlepeueHb
opdaHHbIX O0Ie3HeN

Onbra MaMMUKOHSAH

Pepakuws Forbes




MPOEKT «PAHHAA NMOMOLLIb OETAM
OT 0 A0 3 JIET»

A

MNpoekT peanunsyetca nobegutenem KoHKypca
«To4ka ornopsbl» 61aroTBOPUTENILHON NPOrPaMMbI
«pdekTUBHaa PUNAHTPOMUSA»
BnarotsoputensHoro gpoHga Bnagummpa NotaHuHa

Hosbi LieHTp «CnnHa 6udompa» ctan JocTyneH Bcem AeTam co spina bifida pong
eXerofHoro KOMMnJIeKCHoro 06cefoBaHuns.

MepuumHckun  gupektop doHpa EBreHns MapatoeBHa beppauyeBckas
Bo3rnasmna LeHTp «Spina bifida» npu HAKN um. Benbtuwiesa. U yxe B uone
npu noppepxke doHaa «CnuHa Oudpmnpa» 2 pebeHka M3 OETCKUX OOMOB
NPOLLSIN NOJSIHOE KOMNJIEKCHoe o6cnefoBaHue B 3TOM LieHTpe.

Bcero 3a Heckonbko aHewn!

CerogHa B ero nporpammy MOryT BOWTW [EeTU U3 MpoeKTa paHHero
conpoBoxgeHna oT 0 Ao 3 neT, a Tak Xe AeTu CUpPOTbl UK B3aTble Nog, oneky. A
B Oyaywem 3ToT LleHTp cTaHeT [oCTynHbIM BCeM AeTam co spina bifida gns
KOMMMJIEKCHOIO exXerogHoro obcnenoBaHus.



MPOEKT ALPECHOWM MOMOLLIA

MpoeKT peanuayeTcs Npu Noaaepxke

[DKC

Ewé opHa manbiwka co cnnHa budpmnpa ctana obnagatenbHULUEN Konsacku!

CoHeuke yxe 3 roga, oHa obLnTenbLHas U 04eHb akTuBHas aesoyka. C getcrea
y Heé npobaembl C Horamm — K3-3a napesa W NoaBbiBUXa CyCTaBOB OHa He
MOXET CaMOCTOATENbHO XOAnTb. COHEe 4acTo NPUXOAMNOCH OCTaBaTbCa AOMA,
XOT$ OHa Tak meyTana o nporynkax. CoHa nonsana fomMa, HO 3TO Takxe 6bino
BPenHO ANs Heé n3-3a NepesioMos.

N BoT me4yta cbbnack! Mbl npuobpenu CoHe konacky. Tenepb AeBoOYKa
CaMoCTOSTENIbHO NepeaBuraeTcs no AoMmy, Mo OEeTCKOM nowanke, Moxet
BbIOMpaTb efly B MarasmHe, obLwatbca ¢ apy3bamu. A eLlé neBodka ¢ CeHTa0ps
nonaeT B oeTckum can!

BOT Takune nameHeHns NponsoLv B Xn3Hn CoHeYKku.

Mama CoHu nuweT Ham: «Mbl medTanun o konacke! N paxxe nogymatb HE MOTN,
4TO (POHA, CMOXET Ham Tak nomoyb. Mbl 6e3ymHo 6narogapHbl! bnarogapto
TakXe cneumanuctos goHaa, KoTopble Nogobpanu U HaCTPOUIN HaM KONISICKY».

mapa Ha doTtorpadomum CoHM M eé poauTenern Mbl pagyemca — nyctb y
CoHeukn Bcé bynet xopoLwuo!



QQ MPOEKT ALPECHOWM MOMOLLIA

C 2 MpoeKkT peanuayeTcs Npu nogaepxke

[DKC

YacTo poguTenM nUWyYT Ham OTKJIIMKM W cnoBa OnarofapHoOCTU nocne
noceLeHns crneunanmcToB U KMHKK. Mbl aymaem, 41O Takue OT3biBbl MOTYT
CcTaTb OT/IMYHOM pekoMeHpauuven p[ns  Opyrux Ccemen, KoTopble WULLYT
CNeunanncToB NN KJIMHKUKY 19 CBOUX AeTen.

Hdennmca ¢ Bamn BnevaTNeHUIMKM HaMxX NOJOMNEeYHbIX Mocse nocelleHUs
KOHCcHnnyma «Spina bifida» 8 CaHkT-lNeTepbypre.

«[JoOpbIn aeHb! MeHs 30BYT EneHa. 4 mama pebéHka ¢ gnarHo3om. Moemy CbiHy
PycnaHy 2 roga 2 mecaua. Haw guarHo3 OLIM, conytcreyrowmm - spina bifida.
[oktopa Bce pobpoxenartesibHble, BCe OTKPbITbI AN AManora, oTBevanu Ha
BOMPOCHI, AaBann pekoOMeHOALMN, HEKOTOPble OCTaBUSIM CBOM KOHTaKTbl Y4TOO
ObITb Ha CBA3M W 3TO CMEUMannUCTbl BbICOKOro ypoBHS!

Xo4eTca CTaBUTb B MpUMEp MefuLMHCKOMY NepcoHany oObl4HbIX MOANKINHUK
(Ho He Byay cenvac 06 3ToMm).

Tenepb 5 X04y 3aTPOHYTb eLé OAUH BaXHbIA MOMEHT 019 Hallen Cembn, ecnu
6bl He OH Mbl CKOpee BCero He CMOIN NOMNAacTb Ha KOHCUTMYM.

Mbl MHOrOOEeTHasa cembs N B CBA3M C 3TUM poHA, Nnpuobpen gna pebéHka n ang
Mambl (T. e. 019 MeHs) BuneTbl 4TO6 Mbl MOMIY NPUNETETb HA 3TOT KOHCUIIUYM.
[ns Hawen cembn 310 60JbLLIOE MNOACMOPLE U MOMOLLLb.

Echm 6bl npuwnocb nokynaTb OWETbl CaMOCTOATESIbHO, CKOpee BCero
APULWNOCL Obl yLEeMNATb AeTel: rAe-TO «OTLWMMNHYTb» OT AEHEXHbIX CPencTs
BblOENIeHHbIX Ha peabunuTauunio, rae-To ywemMuTb CEMbIO B NMUTaHUK, ofexae
OpYyrux Kakux-To noTpebHoCTaX... [lo3aTomy 4 OT BCen paywu OGnarogapto
co3patenen oHAOa, OpraHM3aTtopos M B OCOOEHHOCTU fOfen, KoTopble
XKEpTBYIOT [eHbrM Ha nomowlb getkam-uHsanupam! be3 Bac mbl Obl He
CNpaBuNnCb, Mbl Obl MHOroro He cmornn. Cnacnbo Bam, Hawum cnoHcopbi!!!
Hu3kun Bam NokoH oT Hac!»

' LLEHTP SPINA BIFIDA

spinabifidarus.ru

E @spina_bifida_

& spinabifidarus@mai




MPOEKT AOMALLIHEE Q’
BN3NTNPOBAHWE

MNpoekT peanunsyetca nobegutenem KoHKypca
«To4ka onopbl» 6,1aroTBOPUTENBHON NPOrPaMMbI l
«pdekTUBHaa PUNAHTPOMUSA»

BnarotsoputensHoro dpoHga Bnagumupa lNMotaHuHa

JprotepaneBT doHga Hartanba KnumyeHko nocetuna peten B CTaHuue
CeBepckomn 1 HoBopoccumncke.

Cvesguna K [BYM oO4apoBaTefibHbiIM  feBoyvkam. YctuHa (7neTt), B
HoBopoccuncke OYeHb XOET akTUBHYKO KONACKY K LKone. [o3Tomy CpoYHO
noexana Ha pa3Befky W CHATb 3amepbl. YCTUHE MOBE310, YTO B LUKOME eCTb
[OCTyNHasa cpepa WM paxe nudTt, 4Tobbl 4yBCTBOBATb Cebs yBEpPEHO W
MOOWNBbHO, NepepBurascb MO LWKOJSe W Nofydas 3HaHWS M obLeHne co
CBEPCTHUKaMM.

A B cT. CeBepckas YypecHas manbiwka [LapuHa (1,5ropa). O4veHb passuTa
WMHTENNEeKTyanbHo, Aa v asuraetca 60MKo BAOSIb OMNOPLI, BOT-BOT MNOMAET CamMa.
Mamy BONHYET, YTO B MECTHbIX MEOULIMHCKMX YHPEXAEHUAX HET CNeLmanmcTos,
xopowla 3Hawowux guarHo3 spina bifida n 6outca nporngapets BTOPUYHbIE
OCNOXHEHUS. [o3ToMY, BpaveOHbI KOHCUIIMYM CMOXET YCMOKOUTL ee CTpaxm.



NPOEKT APECHOW MNOMOLLI
O6bmeH TCP

Paccka3biBaem Bam 06 AHrenuHe,
CoHga nepepana en KONACKY, U3 KOTOPOM BblpoCaa

Mama AHrennHbl Hanucana Ham:

«3ppascTeynTte. MeHs 30BYT Hatanbg. 4 MHOrogetTHas mama Tpoux 3amedaTtesibHbIX
norogok, Tak MOJMy4YMnocCb, YTO cermvac 9 BOCMUTLIBAKO MX opHa. CpepHsas [O0ub,
AHrenvHa, en 7 net. Y po4kun cnvHa budpmnpga ¢ poxaeHus. En coenanu onepaumio Ha
NO3BOHOYHMK, HO KOHCTPYKUMS He MNpuXKuBanacb, Henb3s Obl1o CcMAeTb, NO3TOMY
noytTM ABa ropga ObLIM B Nexadem MNOSIOXEHWUM, Ha XmBoTe. Tak OHa Kyllana,
urpana, 3aHumanach 1 nonsana no KeapTmpe.

3atem 4 y3Hana o6 goHge «CrnnHa udmngar». Obpatunack 3a nomoLLbto. bnarogaps
doHay M npoekTy «loe3gkM Ha TakCw», O0Yb CTana nocewaTtb OETCKUA capg,
obWartbCca € getkamum U 3aHMmatbca ¢ neparoramun. Cama Obl 9 PU3NYeckn He
cMmorna Bo3uTb ento Ha Apyron KOHeu, ropofa, T.K. Cneunann3vpoBaHHbIn caguk
TONbKO TaM.

Cemnyac Ham paspewmnm cuaeTb U 9 cTana 3agymbiBaTbC 00 aKTUBHOWM KOMSCKeE,
4TOObl [0Yb MOrfa cama nepepsuratbca. Ho 1o, 4To Ham npegnaran MCC, 3To
NPOCTO YyXac, OObIKHOBEHHOE 4YEPHOEe [AOoMallHee Kpecno. ECTeCTBEHHO Mbl
oTKasanucb. M ongatb Ham nomor poHA, 1 ero nogoneyHble. Cyapba Ham nocblinaet
AHHy - 3proTepanesTa, koTopas Oblia B Halem ropofe n nocetnna Hac, B pamkax
OOMAaLLHEero BM3UTUPOBaHUA. YBUOEB HAC BXWBYIO, pelunna nomoyb. OHa Hawna
cembto CoHu. M nepepanu KONSACKy, a CBOK, N3 KOTOPOM UX O04b BbIPOCNA, roTOBbI
ObiNK OTOATb OPYron, Hyxpawowenca cembe. Elo okasanucb mbl. KpyrosBopoT
KONACOK:).

9 04eHb papa, 4TO eCTb Takue Noau, KOTopble He NPOAAloT, a OTAAT CpencTea
peabunutaumn.

Mol nonyunnu konacky ot CoHu. CerogHs TecTMpoBanuM U goma u Ha ynuue. He
nepepaTb CNoBamMuM Te 3MOUMM, KOTOpble 9 nepexuna. A AHrennHa npocTto B
BocTopre. Ka4yecTBo >XM3HW OOYKM U3MEHMNOCb KapauHanbHO. OkasbiBaeTcs OHa
Ham O4eHb Oblna HY>XHa, HO Mbl 3TOIO HE MOHUMAnNM.

Cnacnbo orpomHoe Bcem NpuYacTHbIM!

M 9 04eHb papa, 4To eCTb Takom PoH, KOTOPbIN peasibHO MoMoraeT!»




MPOEKT BECTNATHbBIX MOE300K
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Hosoctu nporpammbl dHgekc Go!

Moe3aku Tenepb JOCTYNHbI B TPEX HOBbLIX ropoaax:
* KanuHuHrpap,

* WpkyTcK

* AcTpaxaHb

Cepsuc 6ecnnaTHbIX NOE3[0K Ha TakCu N5 HaWux NOAOMNEYHbIX 3anyckaeTcs B
HOBbIX ropogax!

3TO 3Ha4MT, YTO HaWM MOJONeYHble B 3TUX ropodax TakXe CMOoryT
NoNb30BaTbCsa 6ecnnaTHbIMK Noe3akammn B cepauce dHaekc Go. Mbl 3Haem, Kak
Takas MNOMOLLb HeobxoaMma Hawmnm pebstam — Moe3gkn Ha 3aHaTUS,
peabunutauuio, K Bpady, B 6accemH n mHoroe gpyroe!

3aKka3 malumHbl paboTaeT Tak Xe, Kak U B MPUBbIYHLIX TOPOAaAX, U Ha Noe3aKu
PacNpPOCTPaHSOTCS Te Xe NpaBuna.



YBEPEHHbI BAJTAHC 019 LETEN
CO SPINA BIFIDA

[NpoekT peannsyetca nobeputenem KoHKypca
«To4ka onopbl» 6,1aroTBOPUTENBHON NPOrPaMMbI
\ «pdekTUBHaa PUNaHTPOMUSA»
bnarotsoputensHoro doHga Bnagumupa lNoTtaHuHa

Hdennumca pesynbtatammn paboTbl OQHOMO U3 Cambix JIIOOUMbIX NPOEKTOB poHAa

— «YBepeHHbI 6anaHc gns geten co spina bifida». Mbl 3aBepLunnn ovepepHomn

Ce30H Halnx CNOPTUBHBIX OHMANH-TPEHUPOBOK. [eTn U TpeHepbl ywiu Ha

KaHWKynbl 00 ceHTabps. Cpeon pogutenen Mbl NPOBENN OMPOC U MONYHUIU

MHOTO OT3bIBOB 0 paboTe Hallero NpoeKkTa. XoTUM NoaeNnTbLCS HEKOTOPbIMU 13

HUX:

* 49 o4YeHb papa, 4TO MOS [04Yb CTana 3aHMMaTbCa “YBepeHHbIM GanaHcom".
HacTta cTana nydwe gep>aTb CNWHY, yaydwmnacb koopguHaums. En oveHb
HPaBATCA 3aHATUA N OOLLLEHWEe OHMIanH. 3aHATUS OYeHb pa3HoObpa3Hble, HTO
OYeHb xopowo. [leTn pa3BmBaloTCa He TONbKO PU3NYECKM, HO U YMCTBEHHO.
OrpomHoe cnacmbo 3a Takyto Nporpammy.

* O4eHb pappl, 4TO Mbl MMEEeM BO3MOXHOCTb nocewaTb 3aHaTus. Bcé
ynpaxHeHus nogobpaHbl ¢ y4ETOM 3a60NeBaHNS, NOSBUIACL BO3MOXHOCTb
obLeHns geten ¢ oOLWMM 3a601eBaHMEM, TEM CaMbIM MOKa3bIBaEM, 4TO OHU
He OfLHN U XWM3Hb NPOAONXAETCS fasnbLue.

* 3aHgaTMg panu Ham KosioccasbHyto nonb3y. PebGeHok Obln abCoMOTHO He
CNOPTUBHBINA, HE TMOKUIR, C TPYOOM BbIMNONHAN [AXe HECNOXHble 3adaHus.
BHavane OblIO0 OYeHb CNOXHO, HO C KaxAplh pasom W KOOpAMHALMS
ynydwanacb, ¥ BbIHOC/IMBOCTb MOSBASANACh, U rMOKOCTb. OrpoMHoe cnacmbo
Ceprelo 3a UHTepecHbIN Noaxod K 3aHATUAM. OYeHb XOTUM 3aHMMAaTLCA U B
cnepytouwem roay!

Mbl roToBbl 6GECKOHEYHO pacckasbiBaTb O NPOEKTe W OEeNUTbCA C Bamu

BNeYaTNeHUIMN poguTenen n OOCTUXEHUIMK aeTen! Haw npoekT — 3To He

TOJSIbKO NPO CropT, 3T0 Npo obLleHne, NPo NpUHATUE cebs, NPo AanbHenwee

pa3suTne pebeHka B XMU3HWU. YXe cemyac 19 peten, NoceLlalolmx Halm

TPEHUPOBKM, 3aHUMAIOTCH B CMOPTUBHBLIX CEKUMSX Ha NOCTOSIHHOWM ocHoBse. U

90% poguTenen OTMETUAN, 4TO XOoTenn Obl, 4TOObI UX pebeHOK 3aHWmancsd

CNOPTOM.




MPOEKT NMOMOLLUA OETAM U O( ' )O

B3POCJ1bIM C OlbITOM CHUPOTCTBA
@)

[

Jawa! NaweHbka! [eBoyka-xem4dyxuHka! bykBanbHO 1 MIOHS Mbl Nncanu Npo
HEeé N MeYTann 0 NPUEMHbIX POAUTENSIX AN MANEHbKOW NPUHLECCHI.

N BOT — cObinock! «Epem oomon» — KOpoTko Hanucana 11 uong dawmnHa mama
AnekcaHgpa v npucnana ortorpadpuio MasbilkM, YnakoBaHHOW BO BCe
HOBEHbKOe, OTNPaBNSAIOLLENCS OOMOW. HaBCTpedYy HOBOWM >XU3HW, B KOTOPOW
LEBOYKY XAOYT OpY3bs, Urpbl BO OBOPE, NYTELIECTBUS, 3aHATUS TBOPHYECTBOM U
CNOPTOM, MONe3Hble 3HAHWA W HaBblkW. Bce 3TO ManbiwKa MOMy4YmT,
OKpPY>KeHHas 3a60Ton 1 NIOGOBbLIO POOHbIX.

A ppyrne petn co cnuvHa Gudpmpa ewe XOyT CBOUX poauTenen B OETCKUX
Jomax no ecen Poccuu, n — sepum! — o6a3aTenbHoO poxayrcs!



CMNOPTUBHbIM MPOEKT

P

B vione kK komaHae doHaa NPUCOEOUHUANCA HOBbIM PYKOBOAUTESNb CNOPTUBHOMO
npoekta AHHa ATIKWHa.

AHHa aKTMBHO 3aHMMaeTcs opraHmsaumeﬁ CNOPTUBHOIO Meponpuatna B
Kasanwu, a Takxe OPYrMun CNOPTUBHLIMKU NpoeKTamn ONna Hanx noaoneyHblix.

AHHa: «Cen4ac B (poHAe 9 3aHMMAaKOCb OpraHn3aumen CnopTUBHOMO Bble3QHOIO
meponpuatua B KasaHu ong noponedHbix u3 Pecnybnuku TatapctaH, rpe
pebsta cMoryT 3aHMmatbes 6onee 10 BUgamm cnopra, NO3HAKOMUTLCA OpYr C
Opyrom, noobwatbCs € NapaaMMNUACKUMU HYEeMNUOHaMKM, a B [asibHENLIEM
ctatb mun! CnopTt — faet BO3MOXHOCTb MNOBEPUTL B €e04, a TakKe OTNNYHbIN
cnocob gng coumanusaumm pebat, NPoPUNaKTUKN BTOPUYHBIX OCIIOXHEHUA U
nposefeHnsa pocyra! Hapetocb, 4TO y Kaxporo nogonedyHoro dpoHpa Oyper
BO3MOXHOCTb 3aHMMATbCA CMOPTOM U CTAHOBUTLCA YeMNMOHaMM!»




MHDOOPMINPOBAHWME O SPINA BIFIDA

MEDIAMETRICS RU
aRXHE KOTIPORK

m
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MEDIAME‘\‘NCS RU

]
MEDIAM £TRICS RU

10 nrong Kypatop NpoekTa NOMOLLM OeTIM-
cvpoTam Jllopmuna LlypkaH n nogoneyHble
doHpa, npuemHas cembs CBeTnaHa W
Opuin  OcvnoBbl  NPUHANKU  y4acTUe B
nporpamme «CBeTnbli Bevep» Ha paguo
«Bepa»

11 wonga co3patens @oHpa VHHa
NHIoWKWHa " KocTtokoB Kupunn
ButanbeBuy - 3kcnepT dooHAa, [[OKTOP
MeOMLMHCKNX Hayk, 3asefyoLLmm
oTAeNeHnem yNbTpa3ByKOBOK Z
doyHKUMOHaNbHON guarHoctnkn OrbY «HL,

. Al n 1 um. B.N. Kynakosa» MuH3ppasa

Poccvn npuHANM y4actme B nporpamme
«MeguumHa  Oygywiero»  Ha  pagmo
«MepmameTpuke»

6 vionga Ha paguo Poccun B nporpamme
«[leTCkMin BOMpOC» BbIEN CHOXET Npo
Hawy nogoneyHyto CeeTnaHy u3 Kuposa
C yyvactmem  EneHbl  [eoprueBHbl
benoHoroson, KcnepTa doHaga,
KaHouaata MeguuMHCKUX Hayk, BpaYa-
neguatpa W Hesponora B KnuHuke
BbICOKUX  MEOMUMHCKUX  TEXHOSI0rmM
nmenn H.N. Nuporosa

30 nona Ha pagno Poccun B nporpamme
«[JeTckun BONPOC» BbIWNA MNporpamma c
- yqacTMemM  NPUEMHONW  MamMbl  AHHbI
byoakoBon u ee poyvkM Mawwu, Hawen
noagone4yHomn




MHDOOPMINPOBAHWME O SPINA BIFIDA

MPOEKT
SPINA BIFIDA

MauneHTKM He MHPOPMUPOBaAHDLI O
TOM, HTO QOSINEBYIO KMCNOTY HYXXHO
NPUHUMaTL A0 BepeMeHHOCTH

Yr'YHOBA
NnnusHa AHatonvesHa

A COTPY s OTAON

Ha nopTtane MepgBecTHUK» BbilLeN NoakacT y y4actmem JInnmsaHol AHaTONbEBHbI
YyryHoBOW, 3kcnepta dooHAa, Bpaya ynbTpa3ByKOBOM OMArHOCTUKW, akylluep-
rMHeKosiora, Crapliero HayyHoro coTtpygHuka ®FBY «HLU, Al u 1 wm. BW.
Kynakosa» MuH3gpasa Poccun, kaHanpaTa meauumHCKUX Hayk

MopTtan «MepnBecTHUK» 3anycTun obpa3oBaTefbHbI KypC AN Bpaven «Spina

bifida. YpoBeHb1», KOTOPbLIN COCTOUT N3 BUOEONIEKLMI IKCNEPTOB POHAA:

+ KoctiokoB Kupunn ButanbeBud - [O.M.H., 3aBefylowun oTneNleHnem
YNbTPa3ByKOBOM W (PYHKLMOHaNbHOM puarHoctnkn OrbY HMUL, AIT1 um.
akag,. B./. Kynakosa M3 PO

+ beppgHuyeBckag EBreHns MapaToBHa — Bpay-HeBposior, Henpodusanonor
OTHENEHNs Hempoxupyprum Hay4Ho-uccnegoBaTefisCkoro  KJAMHUYeCcKoro
WMHCTUTYTa neguatpum um. akapg,. tO.E. Benbtuwesa ®TAOY BO PHUMY mm.
H.A. NMuporosa

* OxankvH Omutpun UropesBud — Bpa4y opTtonen-opTe3ncT HauuoHanbHOro
MEOMUMHCKOIO UCCNenoBaTeNibckoro LEeHTpa 300pOBbsS AeTen, OUPEeKTop
«OpTo-npocTpaHcTea gokTopa OxankuHar, akcnepT doHaa «Spina bifida»



OOCTUXKEHNA CINMOPTCMEHOB

Ha netHux urpax [Napanumnuiues “Mbl
Bmecte. Cnopt’, KOTOpble NPOXOOUNN B
r.A3epxuHcke ¢ 19 no 26 uwoHa: 304
- LLlypoBa 3aBoeBania: 30510TO B KaTeropuu
XKeHuwmHbl 100 m BonbHbIM  cTunem S3,
* 30/10TO B KaTeropun >XeHwmHbl 50 m Ha
cnuHe S3, BPOH3Y B KaTeropum >KeHLmHbI
150m  VMHamBugyanbHoe — KOMMNEKCHoe
nnasaHne SM4.

Takxe, 304 LLlypoBa 3aBoeBana cepebpo B
OTkpbITom Kybke Benapycu no nnaeaHuio

MNogoneyHbin poHAa HukMTa XnbICTOB
3aHa9n 1 MecTo Ha pguctaHumm 50 m
BOJIbHbIM CTUNEM U 1 MeCTO Ha AMCTaHUMK
200 komnnekc Bo Bpems IV BcepoccmMnckon
netHen Cnaptakuagbl nmy, ¢ NOAA 2023

MopgoneyHbIn dooHaa HukMTa XnbICTOB Ha
netHux wurpax  lNapanumnuiues «Mbl
BmecTe. CnopT» BbINOAHMA MacTepa
cnopra

Haw nopgoneyHbin ba3binbHMKOB HWKonamn

| 13 AHanbl 3aHan Il mecto Ha aucTaHumm

6attepdonan u Il mecto B 3cTacpete Ha IV
BCepoccumckon netHen CnapTakunage nuy,

b cMNOJA 2023 Il sTan (donHan) no nnaesaHuUto



CObBbITNA MECALIA

B peHb cembm,
No6BK 1 BEPHOCTY,
8 wong, AHactacus

) HemynHoBa BbIWNa
. 3amyx!

B neHb cembu, nodeu
W BepHOCTH, 8 uons,
HypcuHa lanuesa
BblLLNa 3amyx!




OUNHAHCOBbIM OTHET. MOCTYMNJIEHNS

[MocTynneHns oT PU3nYeCKnX NnL; 104 118,06

Ha cauTe helpspinabifida.ru (cepsuc KOmanw) 2 604,96
Ha canTe helpspinabifida.ru Cloudpayments 52 583,50
Ha pacYeTHbIN cHeT ooHaa 48 929,60

KpayadaHouHr: 914 873,36

Tooba 458 951,01
B® "Hy>Ha nomoLup" 62 722,63
Lo6po.Mann.py 105 939,62
B® "BKNAL B BYAYLLIEE" 265 063,10
OZON 22 197,00

[MocTynneHns oT KopnopaTUBHLIX LOHOPOB 7 860 746,00

NTOT'O MOCTYTIEHNS: 8 879 737,42

ONHAHCOBbBIM OTYET. PRO-BONO

[ge kongackm LM LIW Modi Buggy (MonbLua) 406 000,00

KaTtetepbl 720 wrt 65 520,00

[MpoekT 6ecnnaTHbIX NOe340K Ha Takcn 1101 803,00

[paHT Ha peknamy AHaekc 150 000,00



OUNHAHCOBbIV OTYET. PACXOpbI

MpoekT nomoLLy 6epeMeHHbIM 107 923,00
3apaboTHag nnaTta NporpammHoro nepcoHana 23 940,00
Cﬂfr?pesB,u,c,) ;zgxgt;fj:me n NUTaHne Gnaronony4arenen u 80 983,00
MepguumHckue ycnyrm 3 000,00
MpoekT «PaHHAa nomoLb aetam ot 0 go 3 net» 444 846,62
3apaboTHag nnaTta NporpammHoro nepcoHana 188 320,43
Crpaxosble B3HOCbI ¢ DOT NnporpamMmHoOro nepcoHana 24 978,48
MepguumHckue ycnyrum 229 094,71
BaHkoBckue pacxofpl 2 453,00
3apaboTHag nnata NPorpamMHOro nepcoHana 157 604,00
Crpaxosble B3HOCbI ¢ DOT nporpaMMHOro nepcoHana 7 033,04
MepunupHckme ycnyrum 16 800,00
TCP 12 000,00
Ob6ecneyeHne Gnaronony4vatenen 16 990,00
Jloructuka, npoxuneaHue 1 NnuTaHue 6narononyyarenein n 8 000,00
COMPOBOXAAOLLUX

tOpuguyeckune ycnyru 31 920,00

MpoekT «[lomaluHee BU3NTUPOBAHMEY 365 477,31
3apaboTHag nnata NpPorpamMHOro nepcoHana 360 367,00
Crpaxosble B3HOCHI ¢ DOT NporpamMmHoOro nepcoHana 5110,31

OUHAHCOBbBIN OTYET. PACXObI

MepuunHckue ycnyru 61900,00
3apaboTHas nnaTa NporpaMMHOro nepcoHana 200 799,02
Crpaxosble B3HOCLI ¢ DOT NnporpamMmHoOro nepcoHana 15 341,29
MeguumHckue ycnyrm 97 788,00
TCP 416 100,00
PeabunutaumoHHble 3aHATUS 34 000,00
?:gsggglfﬁggzﬁisawe W NUTaHue Gnaronosy4arenen u 7413200
[MporpammHoe obecneveHune 170 477,00
3apaboTHag nnata NPorpaMmmMHOro nepcoHana 853 414,45
CTpaxoBble B3HOCbI ¢ DOT NporpaMMHOro nepcoHana 27 200,42
IT-ycnyrm 115 245,00
TexHn4eckoe conpoBOXAeHNe CO3[aHNs KypcoB 184 078,00
[poekT topnanyeckon Nogaep>xku
3apaboTHag nnaTta NporpaMmMHOro nepcoHana 165 390,14
Crtpaxosble B3HOCbI ¢ DOT nporpaMmHoro nepcoHana 7 945,09

BEePeHHbIN 6anaHc

3apaboTHas nnaTta NPoOrpammHOro nepcoHana 140 980,00

CnopTMBHbIN MPOEKT YAYA VI

JlorucTtrka, NpoXuBaHue 1 NuTaHue 6aaronosyyarenen u 679 379 20
COMPOBOXAAMOLLMNX ‘



OUNHAHCOBbBIM OTYET. PACXObI

3apaboTHag nnata NpPorpammMHOro nepcoHana 175 349,00

ALMWHUCTPATUBHO-XO39NCTBEHHbIE PAacXonbl 1132 991,27

baHkoBckue pacxofpl 25 310,37
5(};):;?:11TepCKme, topugnyeckme u gpyrme KOHCybTaunoHHble 213 200,00
3apaboTHag nnata agMUHUCTPATUBHOIO NepcoHana 663 373,66
Crpaxosble B3HOCbI ¢ DOT agMUHUCTPATUBHOIO NepcoHana 24 052,24
IT-ycnyrm 31097,00
[MporpammHoe obecneveHne 5 000,00

Opr TexHuka 96 490,00
Benenne CRM cuctemsl 74 468,00

O0Lwun ntor 5721103,85

[Momo4b DOoHAY MOXHO Ha canTe
https://helpspinabifida.ru/howtohelp/

PekBun3nTbI poHaa:

BnarotsoputenbHbi poHp «CrnivHa Gudmaa»
Mockosckuit 6aHk MNAO «CoepbaHk»

p/c: 40703810838000004588

BUK: 044525225

kop. c4eT: 30101810400000000225

NHH: 7727287817

Krn: 772701001

OrPH: 1167700055380




