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LINOPbI

KF [MpoekT nomoLm [MpoeKkT paHHero Q?S( MpoekT «[lomaluHee c:« [MpoekT appecHoOn NOMOLLN
6epeMeHHbIM XeHLLMHaM COMPOBOXOEHNS OeTen \o BU3UTUPOBAHNE (,\‘r\, 5
> ® oT 0 oo 3 net Q %
* 11 6epeMeHHbIX NOAYHUAN MOMOLLL * 3 manbiwa NpucoeguHUUCh K + 70 BM3NTOB COBEpPLLEHO * 14 nopgoneyHbIX NOAYHYUIN afpeCHYIO
+ 3 OyayLime mambl NOAYHNIN npoekTam poHaa * 64 pebeHka ocMOTpeHO NOMOLLb
appecHyo MNOMOLLLb » 305 cemen BKJIOMEHO B NPOEKT » 3 TCP nepepaHo B HOBble CEMbU

* 2 manbiwa nosBmanCb Ha ceeT

— MpoekT topnanyeckon OQQO [MpOeKT MOMOLLM OeTam U 6 *‘9 YBepeHHbIn 6anaHc MpoeKkT MeguuUMHCKON
g@ nopaepxku B3POC/IbIM C ONbITOM Ana neten co spina bifida NMOMOLLM
%ﬁ@ CMpOTCTBA g‘\

* 93 KOHCynbTaUMK NpoBeaeHo 3 pebeHka obpenu cembn 1 yexanu * 12 TpeHnpoBKM NpOBEAEHO * 2 KOHCyNbTauuu opraHu3osanu gnga 2
* 67 ycnewHo 3aBepLUEHHbIX Kenca aomon, * 115 peten BKAOYEHO B NPOEKT JeTen, B TOM 4ucne

* 2 13 HUX BEPHYINCH K POOHBIM Mamam * 2 pebeHka npowwnun obcnenoBaHue B

» 3 pebeHka Noay4YnIn MeauuUnHCKYIo ueHTpe «CnuHa Gudpmnpa»

NMOMOLLLb

MHdbopmaumoHHo-
NpocBeTUTENbCKAZ NPOorpamma

N CnopTMBHbIN NPoeKT MpoeKkT NCMX0N0rnM4eckon [MpoekT 6ecnnaTtHbIX
NoAaep>KKM noe3nok Ha Takcu
47 Y

2y ) U U

* 1cnoptrBHOe meponpusatue * 67 nHOMBUaOYaNbHbIX KOHCYNbTaLun * 260 cemert BOCNOSIb30BaNOCh * 2 ctoxeTa Ha TB
npoBefeHo npoBefeHo CepBMCOM * 3 3¢pupa Ha paguo
* 4 pecypcHbIX rpynnbl NpoBefeHo * 2043 noe3gku cosepLUeHO * 2 npsamblix 3dunpa

* 1 cemunHap



COBbITNA NOHA

Y Hac BaxHas HOBOCTb!
Mbl BbIMrpanu NPe3naeHTCKUA rpaHT Ha cymmy 6onee 8 mmnnnoHos pybnen!

Mobepgun Haw npoekT «KOMMNEKCHbIM NoAxop K paHHem puarHocTuke Spina
bifida: cucTema nOMOWM NPUHATUS pPELeHMM Ha OCHOBE WCKYCCTBEHHOIO
WHTeNnnNekTa pnsg Bpaven Y3-guMarHoCTMKM UM BCECTOPOHHAS  NoAnep>ka
6EepEMEHHbIX XXEHLLHY.

BmecTe € dHOEKCOM U BeayLLMMN MeSUUMHCKUMKU napTHépamun n3 HMALL nm.
KynakoBa mMmbl co3gaém cuctemy WK, koTopagd NOMOXET Bpavam To4vHee
BbISBNATL Spina bifida Bo Bpems 6epemeHHOCTH.

ITO 3HAYUT:

— MéeHbLLEe AMarHoCTUYeCcKmnx owKnooK,

— 60/IbLLe LWAHCOB Ha paHHee BMeLLAaTENbCTBO,

— OCO3HaHHbIN BbLIOOP 019 pPoAUTENIen U CBOEBPEMEHHAs MOMOLLL OyayLimum
MaMam.

B 10 pernoHax Poccun mbl NpoBeAEM Bble3fHble CeMUHapbl, 3anyCTUM OHMIanH-
KYPCbl ¥ BBICTPOUM CUCTEMY MEXANCLMNINHAPHON NOAAEPXKKH.

Bcé pagu Toro, 4TOObI HX OfHa CeMbs He ocTanacb OAMH Ha OAMH C ANArHO30M.

Cnacnbo ®oHpA npe3naeHTCKUX rpaHToB 3a gosepue. M cnacmbo Kaxaomy, KTo ¢
Hamm!

HOBOCTb

A

®doHpg «CnuHa budpmupa» cran .-‘oﬁe_‘nmenem
KOHKypca PoHAaa Npe3snaeHTCKUX rpaHTos!
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Hpocrpaucrao AOBCPHH

Mol Ha TTM3®-2025!
P : AH I I M ®oHp, «CnuHa Gudpmnpar», B nuue npepcepatens doHpga WHHbI NHIOWKNHOW,
‘ L =24 MHULMATMB.
¢o P YM )~ " «KoMnnekcHbIN Noaxon, K paHHen guarHoctuke Spina bifida: cmctema nomolum

npuHan ydactme B XXVIII MMI® — Beaylien mexxayHapo4HoOW nnowianke ons
00CY>XOEHNS  KITHOMEBBIX 3IKOHOMMYECKUX, TEXHOMOMMYECKUX WU  COLManbHbIX
3 KO H o M q E C K M M 19 noH4 Ha ceccnn «TexHONOrnmn Ha cny>xbe obLuecTsa: Kak UHHOBALIMN MEHSAIOT
CouUManbHbIA CEKTOP 3KOHOMUKM» NHHA MHIOLLKWMHA NpeacTaBuna Temy:
NPUHATUS PELLEHUA HA OCHOBE WMCKYCCTBEHHOMO WHTENNekTa ona spaden Y3-
ONarHOCTUKM M BCECTOPOHHSAR NoAnepXKa 6epeMEHHbIX XXEHLLIMHY.

«Bmecte ¢ dHpekcom n HMALL, nm. Kynakosa mbl co3paém cuctemy M, kotopas
NOMOXET Bpavam To4vHee BbIBNATL Spina bifida Ha paHHUX cpokax
6epeMeHHOCTU. ITO KJ/KYeBOW NPOeKT doHAa, KOoTopbiM OObeguHsaeT
TEXHONOMMN U MeJULMHY pagn CnaceHns OeTCKUX XNU3Hen», — oTmeTuna NHHa
NHIoLWKKWHa.

Cpefn y4acTHUKOB — 3KCMepTbl B 06nactu TexHonoruni, meguuuHel u HKO,
BK/OYas MuHUCTpa Tpygoa PO AHTOHa KoTtgakoBa. [lna Hac 3TO BaxHas
BO3MOXHOCTb [OBOPUTb O nNpoGsieme Ha rocyfapCTBEHHOM YpPOBHe MU
npuBnekaTb BHUMaHue K paboTe doHaa.




COBbITNA NOHA

OcHoBaTenbHMua oHpa «CnuHa tudmnaa» MHHa NHIOWKKMHA M aaMUHUCTPaTOp
doHpa AnvHa Banvea npobexanu no ropHomy Apxbidy B NOALEPXKY AeTen C
opdaHHbIM 3a60neBaHNEM

28 1 29 nioHga B Apxbize npoxogun Wild Trail , KoTopbIM co6pan y4acTHUKOB Ha 6
ANCTaHUMSX.

T-baHk Arkhyz Wild Trail 2025 — 3TO BO3MOXHOCTb YBUAETb 3aCHEXEHHbIE MUKK
FOPHbIX BEPLUMH B OKPYXEHWM 3anNMBHbIX JIyroB W OUPIO30BLIX 03€ep.
[MPUKOCHYTBLCA K YOMBUTENBHOW KpacoTe MeCTHOM npupofdbl. [lonutb nepsaHown
BOAbl U3 HYUCTEMWMX BOOONALOB. A Takxke, OTKPbITb ON19 cebs TexXHUYeCKku
CNOXHbIE TPacchbl, NPeofosieTb BbIOPAHHYIO OUCTAHUMIO WM 3aMaxHYyTbCA Ha
OBYXOHEBHbIN doopmaTt. Y3HaTb HacToawmMrn Apxbl3, O KOTOPOro He AobpaTbCs
Ha TYPUCTUHECKOM LXune.

YyacTHMKam Obinv [OCTYNHbI OMCTaHUMKW Pa3HOro YPOBHS CJIOXHOCTM: oT 14
KUNOMETPOB [0 YNbTPbl, NpU 3TOM Ha nocnegHen wux xpano 4000 meTtpos
Habopa BbICOTbI.

28 uioHa agmuHUcTpaTop doHaa «CnuHa dudunpa» AnvHa Banvesa npobexana
30 kM, a 29 nioHga ocHoBaTenbHUua oHpa «CrnnHa budunpa» MHHa MHIoWKnHa
BMecTe ¢ 6naroTBopuUTENbHBIM NpUnoxeHnem Tooba npuHana y4actue B T-baHk
Arkhyz Wild Trail 2025 n npo6exana 40 km, npu 3ToM NHHa NogHANach Ha BbICOTY
6onee 2700 m.

WMHHa 6exana ans Toro, 4Tobbl caenatb 4o6poe [efo U Noaaep>XKaTh NPOeKThl,
KOTOPblE MOMOTatoT AETSIM C BPOXAEHHON NAaTONOrMen NO3BOHOYHMKA.




MPOEKT PAHHEIO COlMNPOBOXAOEHNA

Kak paHHsis TOMOLLb Noaapuia Ham Haaexay v nepsble noGeap!

Jenumcsa nctopyven ogHOM M3 Ccemen, MNOJIYYMBLUMX MOALEPXKY B MpoOekTe
PaHHEro ConPoBOXAEHUS.

«MeHs 30BYT AHHa, 9 Mama EBbl. Y O04KM BpOXOEHHOE 3aboneBaHue, U B
Havane NyTM Mbl YyBCTBOBAIN TOJSIbKO TPEBOIY U PacTEPAHHOCTb. He 3Hanu, 41o
AenaTtb, Kyaa obpalLaTbes.

O npoekTe paHHero ConpoBOXAEHUS (POHOA Mbl Y3HANN NOYTU CIY4aNHO — U
3TO CTano NOBOPOTHOW TOYKOW. He Bb110 oXXnpaHus, He 6bin1o copa cnpasok U
CpencTs — MOMOLLB NpULLING Cpasy.

Y10 nameHnnocoL?

— [oppepxka. Y Hac nogsunacg Kypatop — 4YenoBeK, KOTOpbIA Ciblwan,
noanepXxusan, 0obaCHAN U BCENSN YBEPEHHOCTb.
— 4CHOCTb. BmecTo "nogoxpurte” — KOHKPETHbIM MfaH, oueHKa pas3BuTUg,

MOHSTHbIE LWar.
— Momolub goma. CneupanncTbl NpresXKany K Ham, NokasblBanu, Kak HOCUTB,
KOPMWTb, UrpaTb — 4TOObI KaXa0e AeNCTBME L0 Ha NONb3y.
— Mporpecc. Mbl yBUaenu pe3ynbTaTsl. M 3TO fano Ham Cusbi.

MNo4YeMy paHHA9 NOMOLLL Tak BaXxkHa? [MoTOMYy 4TO Yy Manbiwen OrpOMHbIN
NoTeHUMan, U UMEHHO B NepBble MeCsLbl MOXHO 3a50XUTb OCHOBY [ONS
6yayLiero. 3To He NPOCTO NOMOLL — 3TO LLAHC.

Ecnm Bbl TpeBoXuTecb 3a pa3BuTMe pebéHka — He xaute. Obpaliantecs.
30ecb NOMMYT M nogaepxar.

Cnacnbo doHay 3a Bepy, 3@ 3HaHUS, 3@ TO, YTO Bbl C HAMMUY
C tennom,
AHHa, mama EBbl



Y OcmaHa Tenepb eCTb HOBasg akTMBHas KONSACKa — W 3TO OrFPOMHbIA Llar
Bnepén,

OcmaH — TpeTun pebEHOK B cembe. Ero gnarHos, cnuHa 6udompaa, noaTsepanncs
TONbKO nocne poxaeHus. Y3 He nokasano BPOXAOEHHbLIN MOPOK pPa3BUTUS
MO3BOHOYHUKA, U OJ19 MaMbl 3TO CTasI0 NOJSIHON HEOXNOAHHOCTbLIO.

Cpa3sy nocne poxpaeHuss OcMaHy MpoBEnM CPOYHYD  onepaumio  Ha
CMUHHOMO3TOBYIO MPbIXY, 3aTEM — YCTAaHOBWUAM LUYHT M3-3a rugpouedanuu. 3a
nepBble rofbl XM3HW eMy NPULLNOCL NEePEeHECTM eLLé HeCKobko onepaumit. Mpu

CnNuHa budpmnpa 310 Hepeako — OAMH AMarHo3 TAHET 3a COOoM Lenbii KOMNNEKC
OPYrux CNOXHOCTEN, OCOOEHHO C ONOPHO-ABUraTENbHON CUCTEMOMN.

HecmoTps Ha BCE 310, OCMaH — o04eHb CMOCOOHBIN U LeneyCcTpeMNEHHbIN
manb4mk. OH 00y4aeTcs Ha OOMY, perynsapHoO NPoXoauT peabunutaumm, MHoOroe
yMeeT fienaTb CaM U MeyTaeT CTaTb NPOrpaMMUCTOM.

Mbl nepepnann OcmaHy akTUBHYIO Konsacky Kinesis.

Bot ytoO pacckaslana ero mama:

«Mbl 0YeHb HYXOanucb B HOBOM akKTMBHOM Kofgcke, Tak Kak OcmaH BbIpoC M3
npeablaywen. Cernyac eMy ctano oveHb yAoOHO — NepeaBuraTbCcs NO AOMY U Ha
ynuue ctano 3HauntenbHo nervye. Kongcka maHeBpeHHas, yaobHas, nérkas. Mbl
04eHb [0BONbHbI, 0cobeHHo OcmaH! Cnacnbo 6onblioe poHay “CnunHa Gudpmnoa”
3a NoOMoLLb!»

JTa Kongacka — He NpOoCTo TexHWKa. 3To cBo6oaa, MOOGUSILHOCTb, YBEPEHHOCTb U
BO3MOXXHOCTb pa3BmBaTbCs fasbLue.




Y Hactn Tenepb ecTb HOBas akTMBHas KONSCKa — M 3TO LEeNbIl MUP HOBbIX
BO3MOXHocTen!

Hacta — Tpetuin u JonroxpaaHHbin pe6EHok B cembe. [InarHo3 cnuHa uduaa
cTan ang pogutenen HacToALWNM NOTPSACEHNEM: ero coooLWmnnn Ha 32-1 Hepene
6epemeHHOCTU. Nocne poxpaeHns Hacte noTpeboBanacb CpoyHas onepaums,
3aTemM — YCTaHOoBKa LWyHTa ana 6opb0bl € rugpouedanven. Jonrne mecsubl B
60nbHULLAX, MNOCTOSHHAs peabunuTaums, runcoBaHNUs, YCUNUS BCEW CEMbU —
BCE 3T0 HacTa npoLuna ¢ HEBEPOSATHbIM MYXECTBOM.

Cemnyac oHa yuuTCsa BO 2-m knacce, NOOUT puUCOBaTb, YMTaTb U TaHUeBaTb. A
elé — oHa YemnunoH Poccnm no TaHuam Ha konsackax!

Ho Hacta pactér, n npexHasa konacka en yxe He nogxopguna. HyxHa Obina
aKTMBHas — nérkag, ynobHas, MaHéBpeHHasa. Takaa kongcka paért csobopy
nepeaBuXeHns, CaMoCToATENbHOCTb N NPOCTO PafoCTb OT TOro, YTO MOXeLlb
MHOroe genatb CaMm.

Bnaropaps Bawew nopaepxke doHa «CnuHa Oudcpmaa» 3akpbin c6op U
npuobpén pnsa Hactn akTUBHYIO MHBANWOHYIO KONSACKY!

BoT 4TO Hanncana Ham eé mama:

«bonbwoe cnacmbo oHpy “CnnHa OGuchmnpa” 3a NOMoWb B MNOJTyHEHUU
aKTUBHOW KONACKW. Bbl nogapunun Ham Hagexay v pagocTtb!»

Kaxpas Takag Kongcka — 3TO He NPOCTO CPefcTBO NepemBuXeHUs. ITo —
nyTb K 60nee CamoCTOATENIbBHON XWU3HW. 3TO — BO3MOXHOCTb OblTb COOOM,
HeCMOTPS Ha AuarHos.

Cnacnbo kaxgomy, KTo MOMOraeT HalmMm NoaoneyHbIm!
Bbl pgaoM — M 3TO YyBCTBYETCS.



MPOEKT MEOANLIMHCKOW MOMOLLN

AHBap NOXOX Ha MafneHbKOro HaCTOPOXEHHOro ONeHEHKa. bonbline TéMHble
rnasa, yWwKuW-panapbl, BHUMATESNIbHbIA U HAaCTOPOXEHHbIN B3rngg... AHBap He
ynbibaetca. U He pa3rosapusaer.

HeT-HeT, C WHTeNnekToM y manbyvMka BCE B nopsgke. [Anga csoux 15 net oH
pa3BuT. dprotepanesT NpuHa, koTopas nposoauna obcnefosaHne, pacckasana:
AHBap ymeeT 4MTaTb U TOYHO MOXET roBopuTb. OH BbINONHAET WHCTPYKLUMW,
OTBEYaeT Ha BONPOCHI, NPaBUbHO PackNafblBaeT CEPUIO CHOXETHbIX KapTUHOK.
KoHe4yHO, He Ha BO3pacTHOM YpPOBHE — KOTFHUTMBHO OH CHWXeH. Ho 3oHa
6nmKanLwero passuTna ectb. ECn HanTM NOAXO4 M 3aHUMATLCA C HUM, Manbymk
cnocobeH NPosBUTL Ce69 04EHb HEMJIOXO.

MoYemy OH MONYUT — Mbl He 3Haem. AHBAp XMBET B JeTCKOM fome. Kak OH Tyaa
nonan? YT1o ¢ HUM cnydunnocb? Kakyto Tpasmy nepexun? Mol He 3Haem. Ckopee
BCEro, y Hero CenekTMBHbIN MyTM3M. Takme OeTU MOryT roBopuTb B Kpyry
67IM3KMX, HO 3aMOJIKAIOT B MPUCYTCTBUMM OPYrux. ITO TpebyeT KOMMNIEKCHOW
Tepanuu n HabnaeHNs CNeunanmncTos.

CoTpyaHukM getckoro goma B OpeHbyprckon obnactu, roe XnsET AHBap, 04eHb
0 HEm BecnokodaTca. OHM obpaTunncb B poHA, C NPocbOon opraHn3oBaTb ONs
MasnbymKka KOMMJIEKCHoe obcnefoBaHMe B MeguUMHCKOM LeHTpe «CnuHa
6ucmnpa». 3ab0oTNMBbIE BPa4n U BOCMMTATENU CNemyroT BCEM PEKOMEHOALUSM
BPa4ebHOro KOHCUMANYMA, BHUMATENbHO CNegsaT 3a 3[40POBbeM U Pa3BUTUEM
pe6éHka. Ho OHM NOHMMAIOT: TONIbKO CeMbs MOXET pacTonuTb cepaue AHBapa.
Tonbko OOMa, PSAAOM C GM3KMMKU, OH CMOXKET 3aroBOpuTb. TONbKO B CEMbE Ha
ero fimue NosBnTCS ynbioka.




MPOEKT MEAVLMHCKOW NMOMOLLN

Kak nobas pesoyka, CabpuHa mevTaeT ctaTb npuHUeccon. YTobbl ckaska
oXuna n Bowna B e€ XU3Hb pa3 M Hascerga. Ytobbl Kaxpabi OeHb —
NPasgHUK, Kaxabii AeHb — UMEHWUHDI.

— MHe Ha peHb poxaeHus nogapuaun kykay. A ewé — noayLky Kpacusyto 1
yKyfiene, — fIOBIO MedTaTesIbHbIN B3rnsg, 60bLUNX CBETAbIX rNas.

CoBcem HepaBHO Yy 0eBOYKM Obln [leHb poxXaeHns — en ucnonHunocb 10 ner.
Kata, Kkypatop LLkonbl NpUEMHbIX poauTenen HoBoCcUOUpPCKOro dooHAaa
«ConHeYHbIN ropoay, nepepana CabpuHe nogapku. A LieHTp nomoLm getam, B
KOTOpom cendac XMuBET CabpuHa, yCcTpoun Ons Heé HacToAWMA NpPasfHuK.
KomaHpa «ConHe4Horo ropopa» BoobOLLle MHOro Yero gng geten genaet. Ux
BKNag B CyabObl CMPOT NEpeoLeHNTb HEBO3MOXHO.

Bnarogaps nx ctapaHunam corg «CnmvHa 6udonga» CMor BECHOW OpraHM3oBaThb
ans CabpuHbl o6cnefioBaHMe B MOCKOBCKOM MeOMUMHCKOM UeHTpe «CnuHa
oudmnpar. A cenyac gea poHaa o6vegUHUAN YyCUng, YTOObI NpMBEe3TU pebEHKa
B MocCkBY Ha NnaHoBYO onepauuio.

AHHa lNeTpoBHa — coupanbHbI Neparor HoOBOCMOUPCKOro LieHTpa coaencTams
cembe — NNYHO nepepasana CabpuHy 60/1bHUYHOM HAHe ApuaHe. A NOTOM He
COMKHyNa rnas, noka He nony4una u3sectue, 410 C aHanamM3amum U CnpaBkamu
BCE B nopsake: B NPUEMHOM oTaeneHnn CabpuHy odoopmunn, NaeT 3aceneHune
B 60NbHUYHYIO Nanary.

O4eHb X04eTCs BEPUTb, YTO XJ1I0MOThbl BCEX 3TUX NOAEN 3aBEepLUaTCs rNaBHbIM
cobbiTem — CabpuHe HanayT e€ NPUEMHbIX poauTenen.




MHorpa kaxeTcs, 4To peGEHOK M Mama MayT Apyr K Apyry Bcienyio — u Bcé
PaBHO BCTPEYatoTCs. 3Ta UCTOPUS Kak pa3 Takas.

Y KapuHbl BpoXaEHHOe 3abonieBaHue, KoTopoe TpebyeT ocoboro yxopa.
Heckonbko neT oHa npoBena B OETCKOM JoMe W xocnuce ropoga Kypcka.
[narHo3 en nocTaBunn Npu poXAEHUN, NPOBENN ONepaumio, U OHa ocTanach B
60nbHULE. be3 mambl, 6e3 ceMbM, Cpeamn NananMaTuBHbIX aeTten. [1Ba roga oHa
nposena cpeou pOeTen, KOTOPbIM [OENCTBUTENbHO Henb3g MNomMo4vb. be3
pa3sutug, 6e3 couuanu3aumn, 6e3 nporynok. [pocTo NOTOMy, 4TO Tak
CNOXMNAach LienoYka cnyvamHbixX (MamM He 0YeHb) peLleHnn.

A notom B GofbHULY Npuexann nioan ¢ nogapkamu. Cpeon HUX — AnuHa,
KOTOpasg NOTOM CTaHeT e€ mamon. Tam OHa Bnepsble yBuaena KapuHy: B
Kongcke, B nnatbuue, GnefHyl0 U HacTopoXxeHHylo. M nogymana — npocTo
MeNbKHYNa MbICSIb — YTO XO4eT MOMOYb 3TOM Manbiwke. A NOTOM CHOBAa
npuwna. N ewé. OHW rynann, NpUHOCKMNAM C COOOM enoBble BETKM WU CHeT,
NOTOMY HTO TyNnaTb UM 3anpeTunn. Bmecte paccmatpuBann NUCTba U PAGUHY.
KapyHa He ymena xoguTb, Obina monvanMea — HO coobpasuTenbHa u
BHUMATENbHA. M C KaXabiM BU3UTOM mama BCé Oonblue 4yBCTBOBAsA: OHa —
He NpocTo ogHa u3 pgeten. OHa — CBOA.

B Kakon-T0 MOMEHT ANnHe CTano COBEPLUEHHO SCHO — OHA He MOXET OCTaBUTb
neBoyky. A panbwe Obun noe3gkn B Kypck, TpeBOrW, cuUpeHbl, cOopbl
[OKYMEHTOB, NepexuBaHWs 3a CTapllero CbiHa, CTpax — nonayyutca nu? U
[ONroxXxnaHHbIM aeHb — KapuHa gana pyky v nowna. lomon.

Tenepb OHa 0CBamMBaET LETCKYIO MNOLLAAKY, NPUPYYaET MaNCKUX XXYKOB, COpUT
¢ 6paTom, NOET, TaHUYET 1 3acbiNaeT, NPUXAaBLUKCL K Mame.




C 7 no 15 uioHa Ha kypopTe Amakc KpacHas [Maxpa npowno meponpuatne
"CnopTuBHag peabunuraums ona geten n monogexu co spina bifida— 2025"

25 y4acTHMKOB NOrpy3nManCb B MUP CNOPTa, BAOXHOBEHUS M NOAOEPXKKN. 3a 3TH
OHW OHW No3HakoMunncb € 6onee Yem 20 BMOAMKM afanTUBHOM PU3NYECKOn
aKTUBHOCTM!

= N TSy e | 172 Pe6siTa nonpo6osau:
: = [ * (bpuaanBuUHI, NNaBaHMe N CUHXPOHHOE NnaBaHne
» BackeTbon U hexToBaHMe Ha KoNgackax
* TaHUbl U XYLOXECTBEHHYIO MMMHACTUKY
* JIbXHblE FOHKW U Ber Ha CNOPTMBHbIX KONSCKaX
* 60JIbLLOM M HAaCTONbHbIN TEHHUC

' | | ? | - e canoopaouHr n apanTuBHYK rpeodnto
MBHAQ PEABMHMTAU\HS L 1 Lk [ELA m g /f/\neatgetzgogzamm:ame :,u,papm iOI'Ib‘z'I—MMHOI'OG apyroe!
MO”OHEXM COSPINABIFDA

B meponpuatnv npuHanK ydvactve 3aciyXeHHble macTtepa cnopta Poccuum,
npusepbl MapanMMnUUCKnX wurp nNo exToBaHUIo Ha kongckax Jliogmuna
BacunbeBa wn nerkon artnetnke Anekcern Ky3HeUO0B;, 4eMNMOH MUpa no
dexToBaHUIO Ha Kongackax Hukonam JIyKbsHOB, Npu3ep YemnuoHata mumpa no
TaHUam Ha kongackax HypcuHa lanueBa, npusep 4YemnuoHaToB EBponbl no
Nerkomn aTneTuke, NbIXXHbIM roHKam 1 6uaTnoHy AkxaHa A6ankapumoBa.

CNA SRPINA

)& BIFIDA

Cnacnbo Kkaxpaomy, KTO Obln C HaMU — Yy4acTHUKaM, CEMbIM, TpeHepam,
cneypanncTam, BOSIOHTEPAM U BCEM HaLLen Opy>XHOW KomaHae!

MpoekT peann3oBaH nNpu nogaepxke rpaHta "Mocksa — pobpbii ropog” ot
LenaptameHT 0o6pbIx gen



A 33\ TPOEKT OMALLIHEE BU3MTVIPOBAHVE
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JlenMmcst HoBOCTIMM NpoekTa «[lomallHee BU3UTUPOBAHME.

AHHa HekpacoBa — Bpay, 3protepaneBT, TpeHep NpoekTa «YBepeHHbIN
6anaHc» — HelaBHO NOGObIBaNA B HECKOJIbKMX CEMbSIX.

B MeH3enuHcke oHa nomorna cembe Makcuma: HacTpouna BepTukanuaaTop,
KOTOPbIM HE NOJIb30BafUCb Gonblue NosiyTopa NeT, NOTOMY 4TO mama 6osnacb
CTaBUTb pebGEéHka n3-3a Npobnem ¢ neBon Horon. OceHbto Makcumy npencTouT
onepams, U OH CMOXET CTOSATb NPaBUIIbHO.

B HabepexHbix YenHax AHHa BcTpeTunacb ¢ Kupunnom, obcygmna ¢ CeEMbEN,
KaK MOBbICUTb €ro CamMoCTOATENbHOCTb B NOBCEAHEBHbIX Aenax. [NocoseToBana
NCNoNb30BaTb [OMA aKTUBHYIO KONACKY.

Takkxe AHHa HaBecTuna PeHaty, kotopon 1,5 ropa. [leBo4yka yxe yBepeHHO
XOOMT 1 pa3BMBaETCa XOPOLLO.

JlomallHue BM3UTbl — 3TO NoAAepKKa 34eChb U ceryac v war K 6yayuiemy.




1T mioHa B pamkax meponpuatug «CnopTuBHas peadbunutaums ong neten u
monofexun co spina bifida» npowna Hay4YHO-NpakTU4eckas KoHdpepeHumns ons
cneunanucToB U poautenen, NoCBAWEHHas pPosn apanTUBHOrMO crnopTta B
peabunutaumm nrogen co spina bifida n opyrumm HapyLeHnsImn.

Meponpusatne cobpano Bepywmx 3SKCNEPTOB: Bpaven-peabunnTonoros,
WHCTPYKTOPOB afanTUBHOM (OU3NYECKOM KYNbTypbl, TPEHEPOB, COTPYAHWUKOB
CMOPTUBHbIX CEKLUMM U NpeacTaBUTenen ropoackmx Bnacten.



NHOOPMALINOHHO-TIPOCBETUTEJIbHAS
NPOTPAMMA

«Yy10 BOBOWMHE»: UCTOPMS HaLero NogoneyHoro B ounbme Ha MepBom KaHane

15 wnoHg, B [eHb mepuumHckoro paboTHuka, Ha [lepBom KaHane Bbiwen
LOKYMeHTanbHbI onnbm «Hygeca poxaeHus».

JTO UCTOpUKM [eTen, KOTopble BOMPEeKM AuvarHo3am W NporHo3am CMOru
NnosABUTLCA Ha CBET.

Cpeomn repoeB — Haw nogoneyHbin MeaH. Cenvac emy 2,5 roga. OH pucyer,
UrpaeT, CMOTPUT MYSIbTUKU — XKMBET OObIYHOM [ETCKOW XXWU3HbIO, KOTOpas
CTana BO3MOXHOW Onarofaps BpadYam W  TEXHONOTMW BHYTPUYTPOOHOM
XMpYpruu.

Cnactn ero morna Tonbko onepaums eweé oo poxaeHus. E€ nposén Omutpumn
3MHEHKO — 3aBefyloLni OTAENEHNEM HEWPOXUPYPTUK, BPaY-HENPOXUPYPT,
OOKTOP MepuuMHCKMX Hayk HUKW negmaTpum n [ETCKOW XUPYPruvM UM.
akapemuka O.E. Benbtmwesa @®I60Y BO PHUAMY wm. H.W.Tnporosa
MuH3gpaBa Poccm — BMecTe C komaHgou 3kcneptos "HMWL, AlT1 um.
B.N.Kynakoea" MuH3gpasa P® Koctiokosbim K.B., Tnagkoson K.A., HYyryHoBou
J1A, Cakano B.A. n BCeMW, KTO NPUHUMAET y4vacTe B BHYTPUYTPOOHbIX
onepaumax. 3T0 eAUHCTBEHHbIE CreunanucTbl B CTpaHe, KTo 6epéTca 3a Takue
BMeLLaTeNbCTBa.

3TO UCTOPMS NPO CUNY MeAMLMHLI. W Npo 4yho.

AMUTPUU 3UHEHKO

HEeHPOXMPYPrUYECKHM OTACNEHHEM

NeAOBATENBCKONO KJIMHMYECKOIro HHCTHTY TS

DM HMEeHN #

BAJIEPUS| MUXAHJIOBA
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MAPTAPUTA HUKYLLUNHA

PYKOBOAWTE/Ib MOMOLLU BEPEMEHHbLIM b® "CMNMUHA BUDULOA"
A M3 NONNWUCAND COTNAIIEHUE CO CBEPOM. NONNWUCYU NON NOKYMEH

C6 21.06 | 20

NHOOPMALNOHHO-
NPOCBETUTEJIBHAA NMPOTPAMMA

19 nioHga B Npsamom 3dompe Ha Pagno Nel B Ydbe npuHAnM y4actne pykosoauTenb
npoekTa nomoLm 6epemeHHbIM Mapraputa HukyLwnHa m 3kcnepT poHa, Bpad
YNbTPa3ByKOBOM AMArHoCTUKM JinnuaHa YyryHosa mu3z HMUL, AT wum. B.W.
KynakoBa, rpe pacckasann o 3aboneBaHuM, [edaTenbHocTn oHaa WU
npepcroawem cemuHape «[lpeHaTanbHas yAbTpPa3BykoBas [AMarHOCTUKA
BPOXAEHHbIX NOPOKOB pa3suTns LIHC»

Ha TenekaHane BCT Bbiwen cloXeT C yvacTMeM pykoBoAuTeNd npoekTa
nomow 6epemeHHbIM poHpa «CnuHa Gudpmnpa» MaprapuTbl HUKyWMHOM U
Kcnepta ooHOa — KaHgupaTa MeguUMHCKMX Hayk, Bpadva Y3[, akywepa-
rMHekosora, crapwero HayyYHoro coTtpygHuka HMWL, wm. B.N. Kynakosa
JInnnaHel AHaToNIbeBHbI HyryHOBOMW.

CloxxeT NnoAroToBneH B paMkax cemuHapa no npeHaTanbHon Y3M-guarHoctuke,
npowegLlero B Yde.



OUNHAHCOBbIM OTHET. NOCTYMNJIEHNS

MocTynneHns ot pmnanyeckmx nuu;: 1161 333,37

Ha pac4eTHbIn cHeT poHaa 297188,09
Yepes canT helpspinabifida.ru (AsuTto) 95 253,08
Yepes canT helpspinabifida.ru (Cloudpayments) 98 864,23
Yepes canT helpspinabifida.ru (Mukcnnar) 654 850,01
BK 1601,15
CMN6_CBEPBAHK 13 576,81
KpayodaHanHr: 825 248,23
CoBkombaHk Mpo fobpo 11 433,00
[Oo6po.Mann.py 683 726,00
TOOBA 121 857,23
OZON 8 232,00

[MocTynneHns ot KOpnopaTMBHbLIX AOHOPOB 703 162,24
BHepeanu3aumoHHbIN [oXo4 124 743,02

NTOIO NOCTYMJIEHAA: 2 814 486,86

OUNHAHCOBbI OTYET. PRO-BONO

KaTeTepbl 546 wWr. 39700,00

[MpoekT 6ecnnaTtHbIX NOe3[0K Ha Takcu 1301104,00

Peknama B dHpekc. [upekT 106 866,58




OUNHAHCOBbIV OTYET. PACXOLpbI

MpoeKkT NOMOLLM BEPEMEHHBIM XEHLLMHAM 132 447,88
Mpoe3n NnofoneYHbIX U COMPOBOXAAMOLLNX A9 NPOXOXAEHNS 20224 00
obcnenoBaHns/neveHns '

®OT nporpaMmHoro nepcoHana 102 810,06
Crpaxosble B3HOCbI ¢ DOT NnporpamMmHoro nepcoHana 9 413,82
[NpoekT «PaHHee conpoBoxaeHue aeten ot 0 oo 3 net» 540 618,11
®OT nporpammHoro nepcoHana 510 583,65
Crpaxosble B3HOCHI ¢ DOT NporpamMmHoOro nepcoHana 30 034,46
MpoeKT NOMOLLM AETAM-CUPOTaM 186 170,00
®OT nporpamMmHOro nepcoHana 186 170,00
[JomallHee BU3UTUPOBaHWE 348 407,53
BuanTbl a3protepanesToB U pun3noTepanesTos K NOSOMNEYHbIM 310122,00
®OT nporpamMmHOro nepcoHana 36 044,12
Crpaxosble B3HOCLI ¢ DOT NporpamMmHoOro nepcoHana 2 241,41
[MpOeKT NCUX0NOrM4eCcKom NOMOLLIU 103 728,00
KoHcynbTauus Henponcmxonora 34 578,00
®OOT nporpamMmHOro nepcoHana 69 150,00
tOpunounyeckas NOMoLLb 184 579,00
®OT nporpamMmHOro nepcoHana 184 579,00
YBEepeHHbIn 6anaHc 229 491,66
MNpoBepeHue 3aHATUA N9 NOAONEYHbIX 175 560,00
®OT nporpamMmHOro nepcoHana 50142,42
Crpaxosble B3HOCbI ¢ DOT NporpamMmHoOro nepcoHana 3789,24
WHcTuTyT Spina bifida 182 663,00
Onnata BefeHUs KYpCcoB 1 KypaTopcTea rpynn 182 663,00
MNpoekTt N 787 232,41
®OT nporpamMmHOro nepcoHana 768177,34
Crpaxosble B3HOCLI ¢ DOT NporpamMmHoro nepcoHana 11 655,07
KomaHOmMpoBOYHbIE pacxofbl NPOrpammMHOro nepcoHana 7 400,00

OUHAHCOBbIV OTYHET. PACXOpbI

1249 886,42

Mokynka TCP 548 900,00
OnnaTta MeguUMHCKUX yCnyr pns 6epemMeHHbIX B 0XnaaHum

pebeHka ¢ auarHo3om Spina Bifida 23 600,00
OnnaTta MeguUMHCKKX ycnyr ong geten oT 3 neT ¢ guarHo3om

Spina Bifidaﬂ ) e ' 148 144,00
Onnarta MegmUMHCKKUX YCAYr ANa AeTen-cMpoT C ANarHO30M

Spina Bifidaﬂ ) e ’ ' 129 244,00
KomnnekcHoe ypoanHammyeckoe nccneposaHme 1800,00
Mokynka gononHuTenbHbIX aetanen ona TCP 21596,00
Mpoe3q NoAoneYHbIX 1 CONPOBOXAAIOLMX 19 NPOXOXKAEHUS
obcnepoBaHUs/neveHns 60 577,90
MpoayKTbl NUTaHUS ANg NOA0NEYHbIX 24 933,00
@OT nporpaMmHoOro nepcoHana 277 479,61
Crpaxosble B3HOCbI ¢ ®OT nporpaMmHOro nepcoHana 10 758,61
IT-ycnyru 151,30
ApeHpa 6okca ons XpaHeHUs NpeameToB agpecHom NOMOLLMU 2702,00
®OT nporpamMmHoro nepcoHana 203 647,64
IT-ycnyru 1432,00
ApeHpa 60kca 15 XpaHeHUs NpeaMeToB agpecHom NOMOLLM 9132,00
[NprobpeTeHne CNopTUHBEHTaPS A9 NoAoneYHbIX poHaa 95 998,00
ApeHpa nnow,anok onsa NPoBeneHNs MeponpuUaTUn 46 000,00

b B BOB

S 240000
OpraHusauma meponpuaTtui B permoHax 63 830,00
®doTo 1 BMaeocbemKka ang matepuanos GoHaa 74 468,00

®OT nporpamMmHoro nepcoHana 672 302,00



®OUHAHCOBbBIV OTHET. PACXO/b

MHdopmaumnoHHO-NPOCBETUTENbCKASA Nporpamma 189 669,00

KomaHaupoBo4Hble pacxodbl NPOrpammHOro nepcoHana 3 500,00
OOT nporpamMmHoro nepcoHana 186 169,00

AOMMHUCTPATUBHO-XO3MCTBEHHbIE Pacxoabl 1265 234,40

baHkoBcKkne pacxobl 16 059,00
52/}):;?;1Tepcme, lopuanyeckue n gpyrme KOHCyNbTalMoHHbIe 142 800,00

OOT agMUHUCTPATUBHOIO NepcoHana 808 703,85
Crpaxosble B3HOCbI ¢ DOT agMUHUCTPATMBHOIO NepcoHana 43 034,55
IT-ycnyru 101 657,00
OprrexHuka 152 980,00

O6LWwwi uTor: 6376 725,41




