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COBbITNA NHOJIA

19 nong cBon AeHb poxaeHns otmedana MHHa NHIOWKNMHA — OCHoBAaTeIbHULLA
doHpa «CnuHa 6udompa», ambaccagopa Cunbl, OBUXeHUS n csobogpl ObiTb
cobon.

MHHa Ha3biBaeT cebs «MacTepom CpaLLmMBaHMsa OyXOBHOrO M MaTepuasibHoOro.
OHa BepuT B nyTb CNYXeHna — un Kaxabi OeHb npocblinaeTcy, 4TOObI CNYXNUTb
OETIM C MHBANMAHOCTLIO, AETAM C NAaTONOMMEN CNMHHOMO MO3ra.

Ho WHHa He Obina 6bl MIHHORW, ecnn Obl HE ymena COepuHATb 3TO C YETKOW
peanu3auuen: WOesMM, TMNPOEKTaMu Ha YPOBHE CTpaHbl,  KPYMHbIMMU
napTHEPCTBamMK, BHepapeHnem N B onarHocTumky.

OHa rosopuT: «4 Hapumcc-goctTuratop. 4 6erana mapadoHbl, NogHMManachL B
ropbl, NOTOMY 4TO MHE HYXHO OblI0 BHUMaHWe. A noTom s BCcTpetuna anamn-
namy. OH MpPOCTO MOCMOTPESN Ha MEHS — U S MOYYBCTBOBAA: MEHS NIOOAT He
3a [OCTUXEHMS. [POCTO 3a TO, YTO 9 eCTb».

WHHa co3pana anbTepHaTUMBHYIO KONy, Oyayy4n 27-neTHeM mamon C OByMS
OEeTbMU, OOVH U3 KOTOPbIX — C TAXKENOM MHBANUOHOCTHIO. OCHOBana cambin
KPYMHbIN 3KCTaTUK-pecTnBanb B MUpe — XOT4 L0 3TOro HUKorga He Obiia Hu
Ha o4HOM. 3a ABa mecsaua nogrotoeku npobexana 35 km no ropam. I mevtaer
— NOCTPOUTL ropof, B3ONTU Ha IBepecT, NoseTeTb B KOCMOC. Mbl yBepeHbI: BCé
3TO TOYHO NONy4UTCH!

C oHéM poxpaeHns, MHHa. Mbl pagom!



COBbITUA NKOJA

®oHp, «CnnHa Gudpmnpa» ctan ogHUM u3 nobepgurtenen rpaHToOBOro KOHKypCa
«CTON0TO» M NONYYNN NOAAEPXKKY Ha peanu3aLmio BaXXHOro NpoekTa.

B 4éMm cyTb NpoekTa:
Mol okaxem KOMMIEKCHYO noggepXxky 50 petam-cupotam u3 17 pervioHos
Poccuun, XuByLIMM B 0ETCKMX [OMAX.

YTo 6ymeT caenaHo:

— OCMOTPbI OT NPOOUNbHBIX PU3NO- 1 IProTepanesTos;

— peKomMeHaLmMn No MegUUUMHCKOMY CONPOBOXAEHUIO U peabunutauum;

— aHKeTbl OeTel Ha Hawux CTPaHUuax — 4TOObl MOMOYb KaXOOMy HanTu
CEMBIO;

— MeToaMyeckoe nocobue ponsa COTPYOHUKOB [OETCKMX [OOMOB C BaxHoW
nHpopmaumen o spina bifida.

HemHoro o KoHkypce:

B 2025 rogy koHkypc rpaHToB OT «CTOfI0TO» NOOUN pekopd — ObiNo NogaHo
6onee 225 3asBoK co BCcen Poccuun. M3 HMX BblOpann YeTbipéx nobeputenen, v
Haw dpoHp — cpean Hux! Kaxabli NpoekT noayy4nn rpaHT B pa3mepe 600 000
pybnen.

KoHkypc nposogutca ¢ 2021 ropa W nomoraeT peanu3oBbiBaTb CoLManNbHO
3Ha4YMMble MHUUMATUBLI — B NEPBYIO o4epefb AN NOMOLLM OETAM-CUPOTaMm,
NIOJSM C MHBAIMOHOCTBIO, NOXMbIM U TEM, KTO OKa3asncs B TPYAHON CUTyauun.

Cnacubo «CtonoTto» 3a gosepune n BO3MOXHOCTb NMOMO4Yb TeM, KTO 0COBEHHO
HYy>X[OaeTcsa B 3a60Te 1 BHUMaHUW.

HOBOCTb

HALL ®OHA NMOBEAN B
KOHKYPCE «CTOJ1IOTO» U
NONYHYUIN TPAHT HA NMPOEKT
«MOMOLLLb AETAM U B3POCJIbIM
C OMNbITOM CUPOTCTBA»




MPOEKT PAHHEIO COINMPOBO>XXAEHNA

Korpa oco6eHHO BaXXHO — He ObITb OQHOMY.

[enMmcst CKpeHHen WM CUNbHOM UCTopUel Mambl EKaTepuHbl — O TPyAHOM
NyTW, CTPaxax, PeLIeHUsIX U NoAAEPXKe, KOTopasi MEHSIET BCE.

«MeHsl 30BYT EkaTepuHa, U § mama EnusaeeTbl. Korga Ha TpeTbem CKpUHMHIE
Ham COOOLUMAN O AMarHose [04epW, Ka3anocb, YTO 3eMNis yLNa M3-Moj, HOr.
CTpax 3a peGéHKa — Camblil CUNbHLIM M3 BCEX, M TOrAa OH HaKpbll Hac
MONHOCTBIO.

K c4acTbto, 0 ooHae «CnnHa 6udomaa» Mbl y3HanM ewwé o pogos — u cpasy
o6paTUINCL 3@ MOMOLLbIO. YXXe nocne NepBor KOHCyNbTauMu 9 noHana, Kypa
Ham exaTb W 4To Jenatb panbuwe. bnaropaps poHay y Hac eCTb BO3MOXHOCTb
peryngpHo  KOHCY/NIbTUPOBATbCA C  HAWMM  3protepanesTom —  OH
COMPOBOXAAEeT Hac C CaMoro Havana.

®oHf, He pa3 nomoran Ham € obcnefoBaHNAMM U NOKYNKoW obopynoBaHus. A
Ha HoBbI rofg, Mbl NOAY4YUNN OT POHAA NOJAPOK — CBETJIbIN MOMEHT B HalLem
HENpPoCTOM NyTK.

Ocobyto 6narogapHOCTb XO4y BblpasuTb tOpUCTy oHaa — WpuHe FApueson.
OHa rof Bena moé€ peno B cyfe, nopaepxusana, nomorana, He oTcrynana.
bnaropaps en 9 pobunacb cnpasefIMBOCTU. ITO He TONbKO NPOdPeCcCUoHan, Ho
M NPOCTO XOPOLUMIN YENOBEK.

Ot BCcen pywwm Onaropapum doHL M nonevutenen 3a nopgepxky! Bbl
OEeNCTBUTENbHO MEHSeTe XU3HN — 1 Ballla NOMOLLb 19 Hac 6ecLeHHay.

MpoekT peanuayeTcs Npu rpaHToOBOM Nogaepxkke doHaa «AGContoT-NMomoLLb»



Bbl nomornu!

Y AHppes Tenepb eCcTb HOBas akTMBHaa kongacka Kinesis — u 370 HacTosw,as
csobopal!

AHOpen nepefBuraeTca Ha konacke c YveTblpéx net. Cemyac emy 11, u ctapas
KONgCKa OaBHO CTana TeCHoM — 0CoB6eHHO 3MMOoN, B TENNION odexnae, cuaeTb B
Hewn Obl10 HeyaobHO. Ho C HOBOW KONACKOW BCE N3MEHMNOCD!

BoT 4TO paccka3ana ero mama:

«Kongcka — 310 HorM AHgpes. 3TO BO3MOXHOCTb MyNaTb, 3aHUMATLC CMOPTOM,
OblTb aKTMBHLIM. CBOMMM CMNaMM Mbl Obl HUKOTOA@ HE CMOMN NO3BOJUTL cebe
Takyto nNokynky. Mbl 6eckoHe4HO 6narogapHsl PoHAY 3a NOMOLLb!»

AKTMBHas Kongcka — 3TO He MNpPOCTO CPeacTso nepeasuxeHus. 37O
CaMOCTOSATENbHOCTb, YBEPEHHOCTb, YHaCTUE B XU3HW.

A AHOpen — 0YeHb aKTUBHbIN MasibYULLIKa: YHUTCS B LIKOSIE, UrPAeT B TEHHUC Ha
KONgcKax, e3OUT Ha 3KCKYpPCMM U meponpusatusa. M Tenepb OH MOXET eLé
6onbLue!

Bbnaropaps Bawen noppepxke doHa «CnuHa Gudpmnaa» cmor 3akpbiTb c6op u
nepepatb AHOPEO KONACKY.

OtpenbHoe cnacMbo — Onbre CaBenbeBoKW, kKoTopasg nomorana cobupaTb
cpepcrea!

Cnacunbo, 4TO Bbl C HAMMU.
Bbl pagom — u 310 YyBCTBYETCS!




B3pocnas noponeyHas KceHwns obpatunack B opupon4eckun otpen goHpa c
Npo6aEeMOn — KPblIbLLO MHOMO3TaXHOro Aoma He 060opygoBaHO MaHOyCcom U
nepunamu.

Bbin npoeegeH peMoHT noagve3na W Kpblibua B OOME, raoe npoXxueaet KceHus,
naHayc BO BpemMsa pPeMoHTa ObIn OEMOHTUPOBAH U B Te4YeHUe HEeCKOJIbKUX
mecaueB He YyCTaHoBNEeH OﬁpaTHO. ﬂ,eBYLLIKa Oblna nueHa BO3MOXHOCTU
BbIXOOUTb Ky,u,a-nmﬁo M3 goma camoctoaTtenbHo. llana KceHun 06paTmnc9| B
ynpasnexHue, oaoHako Ha ero oﬁpau.LeHme npuwiia oTnnucka.

lOpuctamn Obina cocTaBfieHa >anoba B MPOKypaTypy MO (PakTy OTCYTCTBUS
LOOCTYMHOM cpefdbl B OOMe, rOe NPOXMBAET YesnoBeK C WHBANMOHOCTLIO,
nepegsuratolLMincs Ha Kpecne-konsicke. [lpu  nomowm topuctoB  KceHus
Hanpaeuna Xanoby camocTosiTeslbHo. B pesynbTate naHayc onepaTtuMBHO Gbln
yCTaHOBJIEH.

Anapa, npueet! A K Tebe ¢ npekpacHoOW
HOBOCTBLHO ¥ OrpomMHelwen bnarogapHocTbro!!
MHe caenanu naHayclies

Cnacnbo 1ebe orpoMHoOe 33 NOMOLLL B
cocTaeneHuu obpawenus. A Teneps cMmory
BbIXOAWUTL U3 A0M3 CAMOCTOATENBLHO

Tenepb X4y C HETEPNEHMEM BOZEPALLEHMA
AOMOW OT POACTEEHHUKOE W CKOPEE UM
BOCNONb30BATECARY PO




MPOEKT MEOVLIMHCKOWM MOMOLLA

«4 cam!» — rosopuT BaHs. U cnpaengeTcs.

OH aKkKypaTHO CKNafbiBaeT MOMOTEHLLE YooK K Yrosiky. YoupaeT Urpywkm no
MecTam. 3anpasngeT KpoBaTtb. YNpaBngeT KONMFICKOM KaK FMOHWMK. N kaxabiv
pa3, Korga KTo-TO MblTaeTcs NOomMoYb, BaHa C ynblGKOM OTCTpaHIeT pyky: «4
camn.

Ho ecTb 0gHO [eno, B KOTOPOM OH HEMHOIO XUTPUT. EMYy Tak HpaBKUTCS, Koraa
ero KOpM&T, 4TO OH fgenaeT BuA, OYATO He CNpaBnsSeTcs C NIOXKON — U
pafoCTHO NoacTaBgeT LWEKY ANs Nouenys B OTBET.

BaHg — HeBeposATHO obwmTeNbHBIN. OH CO BCEMM 3[00POBAETCH, CO BCEMM
Xenaet no3Hakomutbca. OcobeHHO pafyeTcs, Korga ypaértca C Kem-To
noapyxuntbca. B LieHTpe «CnuHa 6udpmnpaar, kyaa mbl Nnpueesnu BaHo, OH 04eHb
ObICTPO HALUEN HOBbIX ApPY3en cpean Apyrux neten.

BaHs Henocepnve, Kak U MHorne pgetn. CnpawwvsaeT Ha npouenypax: «Bcé?
Bcé?» — n HeTepnennso XAOET, Korga cHoBa MOXHO OyaeT urpatb. A ewwe —
nuccnepyeT BCE BOKPYr: UMPYyLIKK, NpegmeTbl, nogen. JIlobuTt 0enntbca CBOMMU
OTKPbITUSMU U C YO,OBONLCTBUEM CJIYLLIAET NOXBay.

Ecnn pagom nosgBuUTCA CemMbst — pecypcHas, Tepnennsas, rotoBas BIOXWUTLCS
— BaHa pacugeTér. OH yXe ymeeT MHOoroe. A CMOXeT elé 6onblue — ecnu
pPAOOM ByayT Te, KTO CKaxeT: «Tbl JoMan.



MPOEKT MEONLIMHCKOW MOMOLLN

Hapgiowa B uone npoxoguna obcneposaHve B LleHTpe «CnuHa Oudmpar,
KOTOpbIN COBMECTHO opraHu3oBanu gsa doHga — «CnuHa Gudpmnpar» n «flopora
KU3HWU.

[eBo4yka npuexana n3 CbikTbiBKapa BMeCTe CO CBOUM Apyrom BaHew.

Bo Bpemsa MPT Bpaun obHapyxunu y Hagum kucty B ronose — TpeboBanach
onepaums. B MHCTUTYTe 300poBbs €€ yCneLwHOo NpoonepupoBasnn. 3To NOMOXET
n3bexaTb rosioBHOM 601K, Cygopor N ApYrux OCNOXKHEHNA B OyOyLLEM.

Cenmyac Hape 14 net. Bce, KTO C HeW 3HAKOM, rOBOPAT, Kakas oOHa
pobpoxenartensHas. Y AeBoYKM 04eHb 006pbIn, NOKNAAUCTbIN xapakTep. Yxe 12
NIeT OHa C HapeXxaon XAET, 4TO ogHaxdbl OTKPOETCS ABepb, U BOMAYT Mama C
nanon — 41obbl 3ab6paTb €€ gomon. Haecerpa.

Hapa MHoroe ymeeT fpenaTb cama: OfOeBaeTcs, ecT, YMblBaeTcs, youpaeT 3a
cobon. O4yeHb CTapaTtenbHas pesodka. W otnnyHas nomowHuua! Hapo cron
npotepetb — 3o0BuUTe Hapgl. HaHeuka Genbé cobupaer — [eBOYKa PSaoM,
cknagbiBaeT B CTONKY. KTO-TO ypOHWA UrpylwKy — Hagrowa yxe nogHUmaeT U
nooaér.

Ho 6onblue Bcero, kak ntobon pebéHok, Hapsa nobut nrpate. A eé nyqwnin gpyr
BaHsa — Bcerga psgom: OHM NycKaloT MbUIbHbIE Ny3bIpW, Ka4aloTCs Ha Kavensx,
KaTaloT MS4, pa3rnagplBatoT KApPTUHKK, PUCYIOT, COOMPAtOT NMPammnaKy.




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.




OUNHAHCOBbIM OTHET. NOCTYMNJIEHNS

OUHAHCOBbIV OTYET. PRO-BONO

MocTynneHns ot pmnanyeckmx nuu;: 813 160,61

Ha pac4eTHbIn cHeT poHaa 89 487,33
Yepes canT helpspinabifida.ru (AsuTto) 101 747,01
Yepes canT helpspinabifida.ru (Cloudpayments) 89 313,15
Yepes canT helpspinabifida.ru (Mukcnnar) 521041,90
BK 1795,35
CMN6_CBEPBAHK 9775,87
KpayodaHanHr: 846 963,38
B® “MomoLb pagom” 113,00
[Oo6po.Mann.py 188 512,00
TOOBA 417 359,28
OZON 10 167,50
BD «4 B nomoup" 134 079,60

96 732,00

4406 177,12
[PaHTbl U KOHKYPCbI: 5185 244,00

®oHp, Npe3naeHTCKUX rpaHTos 5185 244,00

BHepeannaaunoHHbIN JOX0[, 75 913,15

NTOIO NOCTYTJIEHAA: 11327 458,26

CoskombaHk [Npo [lobpo

MoCTynNeHWs 0T KOPNOPaTUBHbIX LOHOPOB

OT rocypnapctea nosnyveHo TCP Ha obLuyto cymmy 511 000,00

[MpoekT 6ecnnaTtHbIX NOe3[0K Ha Takcu 1167 828,00

Peknama B dHpekc.[upekT 100 796,38

NToro Pro-Bono: 1779 624,38



OUNHAHCOBbIV OTYET. PACXOLpbI

MpoeKT NoMoLLy GepeMeHHbIM XXeHLLIMHAM 91488,59

Mpoe3q, noaoneyHbIX 1 CONPOBOXAAIOLLMX ANS NPOXOXAeHUs

35120,00
obcnenoBaHns/neveHns
®OT nporpamMmHOro nepcoHana 56 368,59
MpoekT «PaHHee conpoBoxaeHne aeten ot 0 oo 3 net»
®OT nporpamMmHoro nepcoHana 614 525,30
Crpaxosble B3HOCbI ¢ DOT nporpaMmMHOro nepcoHana 27 344,78

I'IpoeKT NOMOLLN OETAM-CUPOTaM 186 170,00

OOT nporpamMmHoro nepcoHana 186 170,00

[lomaluHee BU3NTUpoOBaHUE 287 005,68

BuanTol JprorepanesToB U CpVI3W-IeCKMX TepanesToB K

230 846,00
NoA0MNeYHbIM
®OT nporpamMmHoOro rnepcoHana 53 918,27
Crpaxosble B3HOCLI ¢ DOT nporpamMmHoOro nepcoHana 2 241,41
[pOeKT NCMX0NorM4eckom NOMOLLU 106 388,00
KoHcynbTauus Hemponcmxonora 37 238,00
OOT nporpamMmHoOro nepcoHana 69 150,00
WHcTuTyT Spina bifida 114 187,00
Onnarta BegeHWs KypCcoB U KypatopcTea rpynn 37 235,00
®OT nporpaMmHoOro nepcoHana 75 594,00
LLloOMEeHHOE M3 N XOCTUHT 1358,00
CnopTUBHBIN NPOEKT 276 313,64
®OT nporpamMmMHOro nepcoHana 271830,90
Crpaxosble B3HOCbI ¢ DOT nporpaMmMHOro nepcoHana 4 482,74
YBepeHHbIn 6anaHc 77 828,07
MNpoBefeHue 3aHATUA N9 NOAONEYHbIX 31920,00
®OT nporpammHoro nepcoHana 42 118,83
Crpaxosble B3HOCbI ¢ DOT nporpaMmMHOro nepcoHana 3789,24

OUHAHCOBbIV OTYHET. PACXOpbI

Mokynka TCP 947 060,00
PemoHT TCP 91380,00
Onnata meguumMHCKUX yenyr ans 6epemMeHHbIX B 0XXnaaHum

pebeHka ¢ auarHo3om Spina Bifida 49 400,00
Onnata Me,D,ML.I,MHCK.VjX ycnyr ana peten ot 0 oo 3 net ¢ 179 512,20
avarHo3om Spina Bifida

KomnnekcHoe ypoanHammyeckoe nccneposaHve 15 200,00
Mokynka gononHuTenbHbIX getanen ona TCP 80 000,00
ToBapbl MEOULIMHCKOTO Ha3Ha4YeHUs 25020,00
PacxogHble maTtepuarnsl No yxody 3a NoAoneYHbIM 13 832,00
PeabununtaumoHHble 3aHATUA 40 400,00
Mpoe3p NoAoneYHbIX 1 CONPOBOXAAOLMX 19 NPOXOXKAEHUS
obcnepoBaHuns/neveHns 74 580,30
Ycnyrn HaHW (conpoBoxaeHue B 60/1bHULE) 106 375,00
®OT nporpamMmHoro nepcoHana 437 252,28
Crpaxosble B3HOCbI ¢ DOT nporpaMmHoOro nepcoHana 10 758,61
ApeHpa 60kca ons XpaHeHUs NpeameToB agpecHom NOMOLLMU 2702,00
®OT nporpamMmHoro nepcoHana 38 481,00
Pa3paboTtka 1 noaaep>xka camtos, UHPOPMALMOHHBIX CUCTEM 431 680.00
M MHble aHaNorn4YHble pacxoabl '
JOoMeHHOE MMSA U XOCTUHT 7 222,00
Bo3BpaT Hencnosib3oBaHHbIX OEHEXHbIX CpeacTs 33 437,27

[lpoeKkT topnan4eckon NOMOLLLb 189 899,00

®OT nporpamMmHoOro nepcoHana 189 899,00






