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[MpoeKkT paHHero
COMPOBOXOEHNS OeTen
ot 0 go 3 net

MpoekT «[JomaluHee
BM3UTUPOBaHNE»
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» 73 BM3UTa coBepLUEHO
+ 70 peteit o0CMOTPEHO

* 16 6epeMeHHbIX NoNYHUIN MOMOLLL » 5 peten NpUCoeamHMUNOCh K NPOEKTam
+ 8 OyayLmx mam Nony4nnn agpecHyto dooHpa

NOMOLLb * 261 pebeHoK BKIOYEH B NPOEKT
* 5 Manbiwen NoABMIOCH Ha CBET

B
‘ [NpoekT topnanyveckon O< )O MNpoeKT NoOMOLLM AeTam U ) ae) YBepeHHbIn 6anaHc
g@ nopaepxku - B3POC/IbIM C ONbITOM W Ana pneten co spina bifida
CUpOTCTBa g‘\

* 59 KOHCynbTaUM NpoBefeHo
« 5 TCP nony4eHo ot rocygapcrea
* 26 ycnelwHo 3aBepLUEHHbIX Kenca

N CropTUBHbIA NPOEKT
\

* 1 dectnBans aganTMeBHoOro cnopTa
nposeneH

* 4 pebeHka 13 CUPOTCKUX YHpeXaeHU
NONYYNSIN MEOULIMHCKYIO MOMOLLb

* 1 pebeHok 06pen cemblo 1 yexan
[OMOW

* 18 TpeHnpoBOK NpoBeaeHo
+ 51 pebeHok BKNtOYEH B MPOEKT

MpoekKT ncMxonornyeckom

NoAAEP>XKM CH:]:P
39 MHAMBMAOYANbHbLIX KOHCYNbTaLUMA + 272 cembu BOCMOMNb30BaUCh

nposefeHo CEPBUCOM
* 11 pecypcHbIx rpynn npoBeaeHo * 2096 noe3pgkok coBepLIeHO

[MpoekT 6ecnnaTtHbIX
noes3fok Ha Takcu

S_« MpoeKT agpecHoM NOMOLLM
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+ 86 nogoneYHbIX NoNYyYUNN agpecHyto
NoMoLLb
* 6 TCP nepefnaHo B HOBble CeMbM
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MpoekT meguumHCKon
NMOMOLLIN

* 6 KOHCYNbTauumn opraHmMsoBanu ona 6
[eTen, B TOM 4ucne
* 4 nogoneYHbIX NPOLLSIU KOHCUINYM

MHdbopmaumoHHo-
NpocBeTUTENbCKAZ NPOorpamma

* 2 MeponpuaTHSA C y4acTUeM 3KCNepToB
* 2 >dupa Ha pagmno
+ 3 ctoxeTa Ha TB



Yxe 8 net mbl BMecTe C BaMU NMOMoraem fetam u B3pPOCJIbIM C BPOXOEHHbIM
NOPOKOM pPas3BUTUA MNO3BOHOYHUKA.

Enaro,u,apMN\ BaC 3a ,u,06pb|e cepoua U HapgeXHble PYyKH, 3a sMnNatuio U
cocCTpagaHne, n KoOHe4HO — 3a nopgaepiXxky, 6e3 KOTOpOﬂ Mbl He cmornu Oebl
coenatb Tak MHOIO 3a 3TU 8 ner:

Mbl nomornn 174 6epemMeHHbIM XeHLMHaM, 57 XeHWMH npowwnu Yepes
BHYTPUYTPOOHYIO onepauuio!

94 mnapeHuUa NosBMIOCb Ha CBET B COMNPOBOXAEHUN hoHAa

360 HOBOPOXAEHHbIX MOSYHUNN Pa3NNYHYIO MOMOLLLb

B pamkax oby4vatowiero npoekta MHcTuTyT SPINA BIFIDA 3anucanun 20 kypcos
n nposesnn 113 noTokoB 06y4eHns, koTopble npownun 4095 cnywarenen
bnaropapsa cnoptmeHomy npoekTy 133 pebéHka 3aHmmarotTca cnoptom. 13
CNOPTCMEHOB CTanun odounumanbHbiMmM ambaccagopammn poHpa

MNpoBenn 1345 TpeHMPOBOK B pamkax MpoekTa «YBepeHHbl GanaHc ang
feten co spina bifida». 247 peten BKNIOYUAM B NPOEKT

B pamkax npoekTa nmomoLiy OeTdam M B3pOCsbIM € onbiTom cupotctea 300
LeTen U B3pOCSbIX NOSY4USIM MOMOLLb

72 pebeHKa 1 B3pocCsblx 006pesiv CeMbO

B pamkax npoekTa «[lomallHee BM3UTUPOBAHWE» CNeuManncTbl dPOoHAA
cosepwmnnm 5453 susntos n ocmotpenn 1150 geten

bnaropaps meguuUMHCKOMY MpPOekTy nposenn 625 npuemos MNPOUIIbHBLIX
Bpaden. 448 neten noceTnnn Hempoyposora.

38 ropopos 1 745 cemen NoakOY4eHO K NpoekTy GecnnaTHbIX Noe3fok Ha
TakcK. 62 289 noe3nok coBepLUEHO

455 noponeyHblX NONY4YUNN agpecHyro NOMOLLLb

108 akTUBHbIX KONACOK NpUOBpeTEHO

74 BepTukanusartopa npuobpeTteHo

3anyLieH CeHCauUOoHHbIN NPOeKT «MACKYCCTBEHHbIA UHTENNEKT B NpeHaTanbHOn
Y3-pnarHoctuke nopokoB pa3BUTUS HepBHOM TPYOKKU Nnoaa, B TOM Yncne spina
bifida»!




Mbl nomornun 258 cembsam n3 66 pernoHos PO!

3aBepLumncs Haw 60/bLION ABYXrogn4YHbIi NpoekT PaHHero ConpoBOXAeHUS
neten no 3 neT, peann3oBaHHbI NPy noaaep>ke 6,1aroTBOPUTENLHOTO PoHaa
«AbcontoT-Nomoub». Mbl NOABENN UTOTU, U HAM TOYHO €CTb, Yem ropanTbes!

® 71 cembs CONPOBOX[AETCA HaMW elle C 6epemMeHHOCTU, TO eCTb Manbiu
CTann HawuvmMn NoJoneYyHbIMM  ewe [0 poxaeHua. U 310 Haubonee
ONTUManNbHbIA MapLLPYT, Kak Mbl YBUOENN HA NPaKTUKE.

® 16 peten B NpoekTe — 3TO AETM C ONbITOM CMPOTCTBA. ITO 6onblUag pafocTb
0019 Hac M OrpomMHas ypada pnsa OeTOK — Kak MOXHO paHblle 0Ka3aTbCs B
nobguien 3ab0TNMBON CEMbE.

Bce cemMbM B npoekTe MNOMy4Mnn COMPOBOXOEHUE HALUMX CNeunannuctos —
dom3ny4ecknx u 3protepaneBToB. Bcero Kk cembam Obino cosepleHo 1115
BM3UTOB!

3a Bpemsa npoekTta 151 cembs npoLuna kypc B Hawem NHcTutyte CnnHa Gudmaa
n y3Hana 6onbwe o cneumduke gmarHosa, o nepsbix TCP M HeoOXooMMbIX
MeLULIMHCKNX 06CNef0BaHNSX.

DOoHLA, NOMOT CEMbAM B MPOXOXAEHUN MEeOUUMHCKMX 06CIe[0BaHNA U NPUEMOB
Bpayen 3KkCnepToB Ha cymmy 6onee 4 mnH pybnen!

AppecHas NoOMOoLLp Oka3aHa nofaonevHbIM NpoekTa Ha cymmy 2 711 975.

3a Bpems npoekTa Mbl Nposenin 8 KpyrnbiXx CTONIOB OJ19 poauTenen wm
CNeumnanmcToB — Ha Camble akTyasibHble TeMbl MO CMHa budunaa.

N KOHe4YHO — Mbl npoponxkaem cBolo paboTy. Mbl pagbl BMecTe C BamM
NPOXo4uUTb 3TOT NYTb. IHOrAa He NPOCTON, HO TOYHO NOJIHbLIN NIOBOBBLIO — NYTb C
pebeHKoM co cnuHa Budunaa.



MPOEKT AOPECHOM NOMOLLIA

KaponunHa - Xu3HepapocTHas pesoyka. CoBceM CKOPO €M MCNONHWUTCA 2
ropuka. M nepeble ABa roga XusHu gna KaponuHbl NOAYYUIUCL HEBEPOSATHO
HacCblLLEHHbIe: Bpadu, onepaums, CHoBa Bpaqu, 601bHULbI U NOSIMKINHUKK.

M Kak papgoCTHO, Y4TO Cpeam BCEro 3TOro eCTb NPUSATHbIE U BeCesble perynsapHble
3aHATUS NO rMapopeabunnTaumm, KOTopble elle 1 NosesHbl 418 nogaep>KaHus
N yNyHWeHns ABuratenbHbIX PYHKUUN OEeBYYLWKN. ITN 3aHATUS B BaccerHe nog,
PYKOBOOCTBOM OMbITHOMO TpeHepa KpanHe BaXHbl AN obuiero passutus u
coumanunsaumn KaponuHel. bnarogapa nogaep>xke Hawero gonpa KaposnvHa
perynspHo nnasaet!

Mama KaponuHbl Oenutca CBOMMKU BrnevaTneHuammn: "KaponuHa ¢ 6onblimvm
YOOBONbCTBMEM MocewaeT 6accerH, el O4YeHb HPaBWUTCA 3aHMMAaTbCa C
rMapopeabnnmTonorom, Begb BCe 3aHATUSA NPOXOAaT B UrpoBOM dhopme. ITO
OYeHb BaxHO [Ang KaponuHbl - 4TOObl OblIO XefnaHne U HacTpoeHue
BO3BpaLaTbCs B BoAy. [oyb NOOUT NnaeBaTb, Hay4yMnacb HbIpATb, faxe YyTb-
4yTb NPONJIbIBAET NOSA, BOAOM C MOMOLLbIO TpeHepa. baccerH 04eHb BaXkeH ans
KaponuHbl, cnacmbo Bam 60nbLIOE 3@ MOMOLLB".
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MPOEKT ALPECHOM MOMOLLA

ManeHbknn AnekcaHap C GONbLIOM PaAfOCTbiO U HeTepneHuem XOEeT CBOMX
3aHaTnn B 6accerHe. [1na manbymka, KOTOpbIM pacTeT ¢ AnarHo3om spina bifida,
exXeHefeNibHble CeaHcbl rmapopeabunurauumn GyKBanbHO >XU3HEHHO BaXHb!.
Bbnaropaps noppepxke Hawero doHpa, Cawa nosy4aeT BO3MOXHOCTb
PerynsapHo nocellaTtb 3aHATUg C ONbITHBIM TPEHEPOM-rMapPopPeabnsIMTONOrom.
30ecb, B Tennon uenebHom Boge, OH YyBCTBYET ceb9 MakCMManbHo cBo60AHO 1
yBepeHHo. Beap B 6accerHe BCe ero ABUXeHWUS CTaHOBATCA 60nee NNaBHbIMK U
CKOOPANHMPOBAHHbBIMK, @ MbILLILbI PaccnabnatoTcs.

Bo Bpemsa 3aHaTmin Cawa C OrpoMHbIM 3HTY3Ma3MOM OCBamBaeT HOBbIE
ynpaxHeHus. OH C pagoCTbio HbIPSET Nof, BOAY, C MOMOLLbIO TPpeHepa y4nTcs
JepXaTbCd Ha MNOBEPXHOCTM M faxe yxXe [enaTb MasneHbkue 3anibiBbl.
Manb4mMk UCKpPeHHe HacnaxpaeTrca KaXOow MWUHYTOM, nposefdeHHOM B
BaccenHe.

Mama AnekcaHpgpa penurtca cBoMMM  BredvatneHnsammn:  «CbiH  NpoCTO
pacugeTaeT, Korga MpuxoduT Ha 3aHgatnsa no rugpopeabunutaupum. OH ¢
HeTepneHnem XAeT WX W BCerga BO3BPALLAETC [OMOW OKPbUIEHHbI, C
ropswmMmMm rnasamu. 3aHatma B GaccemHe NOWUCTUHE CTaHOBATCA ONS Hero
npasgHukom. Mbl oveHb OnaropapHbl doHgy «CnuvHa Oudoupa» U BCem
XepTBOBATENSAM 38 BO3MOXHOCTb NOCELLLATb 3TU XU3HEHHO BaXHble ang Cawm
npouenypbl». PerynapHble 3aHATMA B 0GacceMHe He TOJIbKO YKpennsoT
donsmyeckoe 300poBbe AnekcaHapa, HO U oKa3blBaloT 61aroTBOPHOE BIUSHUE
Ha ero ncmMxonornyeckoe coctosaHue. Manb4nk CTaHOBUTCA 6osiee YyBEPEHHbIM B
cebe, akTUBHbIM U KOMMYHMKaOeIbHbIM. A 3TO, B CBOIO oYepefb, NOMOraeT emy
ycrielHee coumnanm3npoBaThbCsa U MHTErpupoBaThCs B OKPYXatoLwmin Mup.




Elle ogHa cembs HalWmMx NoAONEYHbIX 06pena HoBble BO3MOXHOCTU Bnarogaps
NPOEeKTy nepefayn TexHUYeckux Ccpenacts peabunutaummn doHga «CrnnHa
ouchunpan.

MakcM nepenan CBOK aKTMBHYIO KOMSCKY APYromy nogonevyHomy doHaa —
ManeHbkon Xagmye. Kak TOMbKO KOMsSCKa OKa3anacb B Cembe [OEeBOYKM, OHU
Cpasy e OTNPaBUAUCh B CEPBUCHbLIA LEEHTP, rae OnbiTHble TeXHUKW AeTanbHO
apanTupoBanu ee Nof, UHAMBUAYaNbHble 0CO6EHHOCTU M NOTPEBHOCTU Xaamyu.

Becb 3TOT npouecc npoxogun non 6aUTENbHbIM KOHTPOJIEM 3protepanesTa
(bOH,D,a. Benop npasuJibHasa HaCTpOﬂKa n apgantauua TexHUHeCkKnx cpencrts
peaﬁl/IJ'IVITaLI,MVI — 3TO 04€Hb BaXHbI MOMEHT. TOSIbKO B 3TOM cniysae peﬁeHOK
CMOXET UCNob30BaTh UX 6€30MacHO N C MaKCUMasIbHbIM KOMCIDOpTOM.

A pna Xagu4um 3ta akTUBHAasA KOMgcka — HacTosAWMM nogapok cyabobl! [leBoyka
[ABHO MeYTana crtatb 60s5iee CaMoCToaTeSlbHOM U NomoraTb cBoen cembe. U
Tenepb, KOrga oHa NOMAET B LUKOAY B 3TOM rofy, ee OygeTt XaaTb U opyrov
clopnpu3 — HoBoe pabovee MeCTo (napTa W CTyn), NepefaHHoe Hawen
nogonevyHon KceHunen.

NcTopun 0 B3aMMONMOMOLLM, WeOpoCcTU M 3aboTe, Kak 3Ta, BAOXHOBAAOT Hac
NpoAosiXaTb Halle BaxHoe feno. Bmecte mbl fienaem Xu3Hb 0COOEHHbIX feTen
ropasgfo gp4e n komgopTtHee!

Ecnm Yy BaC €CTb aKTuBHaga KoONACKa, Kondacka M3 Kpecdna 6ambo mnu zipzac,
BEPTUKANN3ATOP Hapgnexauwero ka4yecrea, senocnnen, XxogyHkuy, Kotopble Balll
pe6eH0|< yXe nepepoc, He CTECHANTECH CBA3ATLCA C HAMM.

Mbl € pagocTbio nomoxem nepepatb 3Tv TCP HoBbIM BRagensLam!




Mama JIn3bl obpatmnach K topucty cooHga B 202 rogy ¢ npocbbon nony4mtb TCP
no VMPA. lOpuctom u 3protepaneBTom poHpa Obliv BHECEHBI UCNPAaB/IEHNS B
WUMPA, HanucaHo 3asiBNeHve Ha WHOMBMAYanbHYtO 3akynky. [anee Obina
HanucaHa >anoba B LeHTpasbHbIK annapat, NPokypaTypy 1 [eH.npokypaTypy.

B okTa6pe 2023 6bIN0 NOAAHO HOBOE 3asBfIEHME Ha UHAMBUAYANbHYIO 3aKynKy
no Hosoun UIMPA, ¢ nocnenyroLLmMm HanucaHnem gocyaebHon npeTeHsunto.

M Tonbko B 2024 ropy rOCKOHTPAKT HakoHel, Obin 3akfo4eH M OeBouKa
nony4mna nonoxeHHoe en TCP — HOBYIO aKTUBHYIO KONACKY.

Mama JIm3bl Hanucana B oHA: «Mbl He 3Hanu, Kak Mony4YuTb aKTUBHYIO
konacky ot MCC n obpatunncb K NOMOLLM tOpuUCTa U 3proTepanesTta poHaa.
[Ona Hawen cembu 3TO MMENO OrpoMHOEe 3HayYeHne, Tak Kak Jlv3a pocna u
xotena csobogHO nepepnsuraTtbca. Bcero y Hac 4 peten U Ham Obino yxe
[OBOJIbHO CJZIOXKHO NOCTOSHHO NEPEHOCUTL ee Ha pyKax Tyaa, Kya OHa xoTtena.
Cenvac JIn3za ctana camoctosTesibHas MU Oaxe B KakMX=TO OOMAaLUHWX aenax
MOXET Momorarb, 4emy Mbl o4eHb pagpl. OHa cama nepefsuraeTcs Ha ynuue,
CMOUT B KONSACKE OYeHb YOOOHO M MMeeT BO3MOXHOCTb UrpaTb C ApYyrumu
LEeTbMM.

Mol 04eHb GnarogapHsbl 3a TPy U TEPMNEHWe IopUCTa, Y4TO Tak [ONro Bena Hac u
nomorana nony4ntb 3tm TCP. Cnacnbo 3a TO, 4TO Bbl Aenaete QNd Takux
0COBEHHbIX AETOK, Ball TPy4, HE OLLEeHUM!»
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JprotepanesT oHpa Mapusa KaszaH4eeBa HaBecTuna nogoneyHyto Anucy m3
Mockebl. Mapus yxe Oblna y cemby 3uMon, korga Anucy 3abpana npuemHas
cembs. Cenyac Mapug cmoTpena W oueHusana ANUCUHBI OOCTUXEHUS MO
BO3pAacTy B pamkax meXAyHapoOHOW Knaccudumkaumnm dyHKLMOHUPOBAHUS -
3TO oueHKka pebeHka MNO ero BO3MOXHOCTAM B MnaHe BO3OEUCTBUS C
oKpyXatoLlen cpefon, AeatenbHOCTH, OYHKLUMI opraHM3ma u npo4vee. Het nu
OTCTaBaHMg B PasBUTUM B MeHTaNbHOM WM domandeckon ccpepe. MKD
MCNOMb3YyeTCa KakK YHUBEpPCanbHbIM  A3blIKk AN OOLWEeHUs  cneunanucTos
3aHUMAIOLLLMXCA peabunuTtaumen Z cobuparoLLmx [aHHble o
pacnpoCTPaHEHHOCTM WHBaNMOHOCTU. AnnMca OTAMYHO Npolna BCe TecTbl.
CnoXHOCTM eCTb C XO4bOOM M (PU3MYECKMMU MOMEHTaMM, YTO MOHATHO C
y4€TOM 3a6051eBaHMS. A BOT NO PasBUTUIO MCUXMHECKOMY U MEHTaNbHOMY, MO
€€ HaBblkam B B3aMMOLENCTBMEM C MUPOM U OPYrUMKU IIOAbMU — OEBOYKA HU
Yem He OT/IN4aeTCs OT CBEPCTHUKOB. ANMCA YXe YYUTCS nepecaxunBaTtbcs U3
KOJIACKMN M B KONACKY.




BCE! MMHYC OMH B LOMWKE - M/IHOC OAMH B CEMbE!

LLlaccn camonéTta KOCHYSIMCb MOCKOBCKOW 3emnn. Mbl XOann 3TOro MrHOBEHbS,
4TOObI NoAENUTLCA papocTbio — COHA B CEMbE!!

Hawa CoHeuka, Hawa >Kem4yxunHka, Haw XpyctanbHaa Kanenbka npuexana
nomon. Mama OkcaHa BYepa npunetena 3a OeBoYkon B Yy, a cerogHs yxe
3HaKOMMT C BpaTUKOM U CECTPON.

Kak »e Mbl Xpann 3Toro MOMeHTa, Kak BofiHoBanuce! M Ha TenesnaeHuu npo
COHe'-IKy pacckasbiBaninM, U Ha pagno npocnan o0To3BaTbCad KaHOWOATOB B
pooutTenu, n nucannu MHOro o Hewn.

Mol 3araganu, 4To y 3TOro slackoBoro pebéHka OymeT camas ydwas mama B
Mupe — 3a60TNMBag, YMHas, sHepruyHas, kpacmsasa n nobpas! Bcé cobinoch.
OkcaHa, korpa nepBbit pa3 npuexana Ha ceBupaHbe C CoHen, 04eHb
NoHpasunnacb BCem COTpyaoHUKam goma pebéHka. «Tenepb Mbl 6ygem CNOKOWHbI
3a Hawy Codoblo, Nepefaem eé B HafeXHble pyku» — Hanucana coobLieHue
3amecTuTenb gupekTopa nocsie 3HakomcTaa ¢ OkcaHon.

Mol 6narofapvum Bcex, KTo BMECTe C HaMM NPUHUMAI y4acTie B MOMCKax CeMbM
pns COHeYkW, KTO pacnpoCcTpaHsn MHdopmaumio, 3a6oTUACS O 340pPOBbe
LEBOYKM, YXaxuBan 3a HeMl. ...

Mo3ppasngem, poporve Hawwm! Cnacnbo Bam! >XXKOEM HOBbIX CHACT/IMBbIX
HOBOCTEMW. ...
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C 7 no 15 ceHTa6ps 2024 8 MonogexHom ueHTpe «Bonra» npowen Mectusanb
afanTMBHOMO cnopTta 4N aeten u monogexu co spina bifida.

YyactHukamu ctanm 30 geter 1 nogpocTkos OT 6 net go 21 ropa ¢ guarHo3om
spina bifida, a Takxe nx pogutenu. MecTnsBanb NPOXOAMN B pamkax npoekTa
«Pa3BuTHe napanMmnumnckoro cnopta B Pecnybnuke TaTtapctaH» npu
nopmepxke rpaHTa bnarotsoputensHoro goHga «TatHedTb» U MUHUCTEpPCTBa
no genam monogexu Pecnybnuku TatapcTaH.

3a 3TM 9 pHen Ha Gepery Bonrm pety m nogpoctkn co spina bifida cmornu
nonpoboBaTtb Takue BUAObl CMOPTa, Kak nnaBaHwe, ppuganBuHr, 60nbLLION U
HacTONbHbIN TEHHUC Ha KONACKax, TaHubl U exToBaHMe Ha Kongckax, HO
caMbiM GOJIbLLMM OTKPbITUEM /19 BCEX CTana BO3MOXHOCTb NonpoboBatb
canbopavHr. B oguMH u3 gHen paxe Obiiv nNpoBefeHbl nepsble B Poccuu
COpPEeBHOBaHWA MO afanTUBHOMY CanbopAuHTy Ha OTKPbITOA BOAE, B KOTOPbIX
NPUHANKN y4acTne 36 4enoBex.

Ha npoTsaXeHun BCEro MeponpusaTMs yHacTHUKM CMOrM noobLiatbcs ¢
YemnuoHkamm PoccMnm NO TaHUAM Ha KONsACKax, YpoXeHkon Pecny6avku
TatapctaH HypcvHon [anneson u EneHon 3ambICIOBOW, KOTOpble CTanwu
BOXATbIMWU OTPSLOB, @ TakXe C TpexKkpaTHOM YeMnMoHKOW TaTapcTtaHa no
HaCTONbHOMY TEHHUCY PnsaHom Mimamumesomn.




NHOOPMWPOBAHWME O SPINA BIFIDA

C 5 no 9 ceHTa6psa B Coun TpapguumoHHO npowna XV O6wepoccumnckas
KoHpepeHums «FLORES VITAE. KoHTpaBepcun B HeOHaTanbHOW MefuumHe U
negunatpuu — 2024».

MacwTabHaa koHdepeHuma cobpana no4tn 2000 Bpayenm Co BCEX PErMoHOB
Poccun 04HO 1 B OHNanH-cpopmarte

PykoBoguTtenb npoekta nomowy OGepemeHHbIM Mapraputa  HukywmrHa
npeacTasnna Ha KoHepeHuun aea [oknaaa:

- B pamkax cumnosnyma «lannuatveHas negmuaTpus: MOMOLLb HyXHa He
TONbKO PebEHKY, HO U BCern cembe» aoknag «CoumanbHO-NCUXONOrnYeckoe
COMPOBOXIEHNE CEeMEN B CUTyauuMu HEU3NeYMMOCTU pebEéHKa: Kak MoMoHb
poauTENSIM NPUHATL OUArHO3?»

- N B pamkax cekumn «Tpuapga neguatp-pogutenb-pedbéHok. CekpeTsbl
3(peKkTUBHON KOMMYHMKaALUMKM B neguatpum»  poknag, «KomnnekcHoe
COMPOBOXIEHNE CeMbW OT BHYTPUYTPOOHOM Koppekumn spina bifida k
KaTamHeCTU4eCckoMy HabnoaeHUION.

Mbl 6naro,u,apMM opraHmn3aTtopoB 3a npurnawleHme un BHUMaHUE K Tenepb
conpoBoXgeHus cemen C feTbMM Co CnuHa 6Md)l4,ﬂ,a. Mbl yBE€peHbl, 4TO Halle
coTpygHusecteo € MegUUUNHCKMM coo0LLeCcTBOM YAyHWwmnT  KavecTBo
0Ka3sblBaeMon MOMOLLM CEMbSM.




NHOOPMWPOBAHWME O SPINA BIFIDA

2

Ha TenekaHane Poccna 1 (ITPK TaTapctaH) Bbiwen cloXeT o ectnsane
aflanTMBHOIO CropTa C ydacTuem ocHosatens ooHaa NHHbI VHIOLWKUHON.

Ha TenekaHane Poccug 24 (BITPK Mocksa) Bblwen CloXeT O BHegpeHuM
NCKYCCTBEHHOIO UHTENNEKTa B Y3-AnarHoCcTuky.

OcHoBatenb oHpga WHHa WHowkmMHa mn akcnepT doHpa KocTiokos Kupunn
ButanbeBuy, [OOKTOP MeOUMUMHCKMX  HayK, 3asefylowui  oTAeNeHuem
YNbTPa3BYKOBOW U QOYHKLMOHaNbHOW guarHoctukn ®IBY «HLL Al m I um. B.W.
KynakoBa» MuH3gpaBa Poccun npuHanu yvactme B nporpamme «MepuumHa
HapogHoro gosepua» N «MeguupnHa 6yayulero» Ha Paguo Meouametpuke, roe
pacckasanu 0 BHeAPEHUN UCKYCCTBEHHOro UHTeNekTa B Y3-aMarHoCTUKY.

Ha TtenekaHane MUP 24 B nporpamme «He poHTacTUKa» NPUHANN yvacTue
ocHoBaTenb poHpa WMHHa WHIoWwKMHA, 3kcnepT doHpa KocTiokoB Kupunn
ButanbeBuy, [OOKTOP MeOUUMHCKMX  HayK, 3asefylowmn  oTAeNeHuem
YNbTPa3BYKOBON U OYHKLMOHaNbHOW guarHoctukn ®IBY «HLL Al u I um. B.W.
KynakoBa» MwuH3gpaBa Poccun u EBreHnem [lonoBbiM, pPyKOBOOUTENEM
HanpaefieHns 3paBooxpaHeHns komnaHum AHpekc Cloud.
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OUNHAHCOBbIM OTHET. NOCTYMNJIEHNS

MocTynneHns ot pmnanyeckmx nuu;: 252 514,88

Ha pac4eTHbIn cHeT poHaa 64 038,08
Yepes canT helpspinabifida.ru (KOmaHm) 4 276,80
Yepes canT helpspinabifida.ru (Cloudpayments) 84 273,50
Yepes canT helpspinabifida.ru (Mukcnnar) 94 366,27
BK 1795,35
CBIN CBEPBAHK 3764,88
KpayndaHauHr: 137 070,59
B® "MPOOOJI>XEHNE" 10 71,67
Lo6po.Mann.py 114 920,00
TOOBA 9135,92
OZON 2 303,00

MocTynneHns oT KOPNOPaTUBHbLIX AOHOPOB 1327 252,80
NTOrO NOCTYMJIEHAA: 1716 838,27

OUNHAHCOBbI OTYET. PRO-BONO

Beptukanuaartop RTX18 2 Wt Ha cymmy 456 850,00
KaTteTepbl 780 WTYK Ha OOLLYO CyMMY 65 520,00
Mamnepcobl 270 WTYK Ha OOLLYIHO CyMMy 4 515,00
AkTuBHag Konacka Hoggi ZIP (komneHcaums) 195 000,00
Annapatbl Ha rONEHOCTOMHbIN CyCTas 2wWT 200 000,00

[MpoekT 6ecnnaTtHbIX NOe3[0K Ha Takcu 1301 334,00




OUNHAHCOBbIV OTYET. PACXOLpbI

MpoeKT NOMOLLM BEPEMEHHBIM XEHLLMHAM 320 618,10
Mpoe3n nofoneYHbIX 1 COMPOBOXAAMOLLMX OJ19 MPOXOXAEHUS
16 880,90

obcnepoBaHns/neveHns
MNpoxwuBaHMe nogoneyHbIX U CONPOBOXAAIOLLIMX BO BPEMS

248 700,00
NPOXoXAeHnNs o6cnefoBaHUs/nevyeHns
®OT nporpamMmHoro nepcoHana 51451,00
Crpaxosble B3HOCbI ¢ DOT nporpaMmHoOro nepcoHana 3 586,20
[MpoekT «PaHHee conpoBoxaeHne aeten ot 0 oo 3 nem» 888 418,64
®OT nporpaMMHOro nepcoHana 435 981,73
Crpaxosble B3HOCLI ¢ DOT NporpamMmHoro nepcoHana 2175491
KomaHaMpoBOYHbIEe pacxodbl MPOrpammMHOro nepcoHana 51686,00
M3rotoBneHne peknamHoro matepuana 40 000,00
MeyaTb pa3paTovyHOro martepuana 338 996,00

[pOoeKT NOMOLLM AETAM U B3POC/bIM C OMbITOM CUPOTCTBA 150 159,00
®OT nporpaMMHOro nepcoHana 150 159,00

Mokynka TCP 358 900,00
PemoHT TCP 41 500,00
ToBapbl MEOUUMHCKOrO Ha3Ha4YeHus 1589 688,96
PeabunutaunoHHble 3aHATHS 52 600,00
Mpoe3pn noaoneyHbIX 1 CONPOBOXAAIOLLMX A1 MPOXOXKAEHMUS

12 663,30
obcnepoBaHus/nevyeHns
[MpoayKTbl NUTaHMS ON9 NOAONEYHbIX 1000,00
®OT nporpamMmHOro nepcoHana 150 291,64
Ctpaxosble B3HOCbI ¢ DOT nporpamMmHoro nepcoHana 9 342,64

ApeHpa 60kca ona XpaHeHUs NpeaMeToB afpecHoOm NOMOLLLM 2 750,00

OUHAHCOBbIV OTYHET. PACXOpbI

[1poeKkT megULMHCKON NOMOLLU 568 770,3

Onnata megUuUMHCKNX yenyr on4 6epeMeHHbIX B OXXKnpgaHuum

pebeHka ¢ guarHo3om Spina Bifida 40.300,00
e
ggﬂggf?ﬁummcmx ycnyr ona pgeten ot 3 feT ¢ AMarHo3om 132 269,00
KomnnekcHoe ypoamHamu4eckoe nccnegosaHue 25700,00
®OT nporpamMmHoOro nepcoHana 164 914,67
Crpaxosble B3HOCHI ¢ DOT NnporpamMmHoro nepcoHana 17 391,68
Bu3nTbl 3protepaneBToB 1 OU3NOTEPANEBTOB K NOAONEYHBIM 155 182,00
®OT nporpamMmHOro nepcoHana 264 817,00
Crpaxosble B3HOCLI ¢ DOT nporpamMmHoro nepcoHana 8 954,85
MpnobpeTeHne cnopTUHBETapPSa onsa nogoneyHbix MoHaa 12 898,00
Y4yacTtve nogoneyHblX B KOHKYpCax U COpPEBHOBAHMUSX 20 000,00
MuTaHne nogoneyHbIX n OPraH13aTopoB BO Bpems 30182,00
NpoBefeHN MeponpuUaTUi

Mpoe3n noaoneyHbIX N CONPOBOXKAAOLLINX 61637,00
KaHuToBapsl 15 151,00
KomaHanpoBOYHbIe pacxodbl MPOrpaMmMHOro nepcoHana 7 000,00
®doTo M BUaeocLeMKa anga matepuanos MoHaa 95 745,00
®OT nporpamMmHOro nepcoHana 742 599,00



OUHAHCOBbIV OTYET. PACXOpbI

[MpoeKT NCMXONOrM4eCcKom MOMOLLN

KoHcynbTaumsa Hemponcmuxonora

®OT nporpamMMHOro nepcoHana

tOpupgmnyeckas nomoLLb

®OT nporpaMmHoro nepcoHana

Crpaxosble B3HOCbI ¢ DOT nporpaMmHOro nepcoHana
IT-ycnyru

NHdopmaumoHHO-NpoCcBeTUTENbCKASA NPOrpamma
Y4yacTtne nporpammMHOro nepcoHana B KOHepeHLmax
®OT nporpaMMHOro nepcoHana

MpoekT N

®OT nporpamMmMHOro nepcoHana

Crpaxosble B3HOCbI ¢ OT nporpaMmHOro nepcoHana

ALMUHUCTPATUBHO-XO39NCTBEHHBIE Pacxofbl

baHkoBckMe pacxopbl

byxrantepckue, topuamyeckne n opyrmne KOHCYyNbTaLMOHHbIE
ycnyru

OOT agMMHUCTPATMBHOIO NepcoHana

Crpaxosble B3HOCbI ¢ DOT agMUHUCTPATUBHOIO NepcoHana
[T-ycnyru

Kypbepckue ycnyru

MporpammHoe obecneyeHune

O6wun ntor

108 517,00
32 983,00

75 534,00
238 454,96
230 340,00

175 531,00
933 541,54
927 714,00

5827/,54

1107 11,01
52 080,25

220 000,00

635945,45
16 043,31
166 250,00
3 042,00
13 750,00

8128 823,99

PekBun3nTbl QJORAA:
bnarotsopuTEABHLIN POHL,

«CnuHa GudpvaE

Mockosckuin @aHK MAO «CoepbaHk»
p/c: 40703810888000004588

BUK: 044525225

kop. c4eT: 30181810400000000225
WHH: 7727287817

K. 772701001

OFPH: 1167700055380

04b DOHAY MOXKHO Ha canTe
s://helpspinabifida.ru/howtohelp/

QR-kony




