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LINOPbI

[MpoekT nomoLm

>
K? 6epeMeHHbIM XXeHLLIMHam
V)

* 16 GepeMeHHbIX MoNy4naIv NOMOLLL

+ 3 OyayLwime mambl NoNyYnImn
afpeCcHyo MOMOLLLb
* 2 manbiwa nosBUNOChb Ha ceeT

I o
| MpOoeKT ropuanNYECKon
g@ noanepXku

* 90 KOHCynbTaUM NpoBefeHo
* 48 ycnelHO 3aBepLUeHHbIX Kenca

W CNOPTUBHbI NPOEKT
\

* 1 oHNanH-BCTpeYa nposeneHa

[MpoeKkT paHHero
COMPOBOXOEHNS OeTen
ot 0 go 3 net

* 6 manoiwen npucoeguHUNOChb K

npoektam coHga
* 279 ceMbu BKOYEHO B NPOEKT

O< )O MpOoEeKT NOMOLLY OETIM

* 1 pebeHok-cnpoTa nosay4nn
MEOMLMHCKYIO NOMOLLb

* 1 pebeHok HaLlen HOBYIO CEMbIO U
yexan oomon

MpoekKT ncMxonornyeckom
NoALEPXKM

4l

* 48 MHAMBMAOYaNbHbIX KOHCYNbTaLUMA
npoBeaeHo
* 2 pecypcHbIX rpynmnbl NpoBeaeHo

MpoekT «[JomaluHee
BM3UTUPOBaHNE»

r\S’cz)

* 61 BU3KT coBepLUeH
* 59 nogoneyHbIX OCMOTPEHO

A

* 65 TpeHMpoBOK NPOBEeAEHO
+ 81 nopgoneyHbIN BKJIKOYEH B NPOEKT

YBepeHHbIn 6anaHc
Ana peten co spina bifida

[MpoekT 6ecnnaTtHbIX
noes3fok Ha Takcu

u U
e 247 cemen BOCNOSb30BaNUCh

cepBucom
* 2114 noe3nok coBepLUeHO

o -
« [MpoekT appecHoOn NOMOLLN

&
NN

NS

72

* 17 noponeyHbIX NONYy4NInU agpecHyto
NoMoLLb
» 8 TCP nepepnaHo B pamkax obmeHa

MpoekT meguunHCKon
NMOMOLLIN

* 1 pebeHok nony4mn meguUuUmnHCKYHo
NomoLLb

MHdbopmaumoHHo-
NpocBeTUTENbCKAZ NPOorpamma

* 1 04HbIN CemnHap nNpoBeaeH
* lTcoxetHaTB
* 13dup Ha pagmo



COBbITUA AHBAPA

AsTopcku nogkact «CoBcem He CTpawHo» OT 651aroTBOpUTENbHOro oHaa
"CnnHa 6ucmaa” nobegnn B HOMMHaUMKM «JTy4LWIMIA NOOKACT Ha CNOXHYIO TEMY»
Ha IV doectnBane nogkactos HKO «Mon Ha 3Byk» OT bnarocdgepbl

Mo3gpaBnsem komaHgy nopkacta: astopa wu segyuyto Onbry KOHIOWEHKO u
MeHepxepa AnvHy Banunesy ¢ ovepefnHoM 3acny>xxeHHon nobegon! HanomHum,
4TO B NPOLUSIOM rofy Noakact nobeamn B HoMmMHaumn "Jlyqwnm ctoputeninHr

Mopkact dpoHpa «CrnivHa Gudpnaa» — o Noaax, KOTOpble XUBYT C 3TUM PeaKUM
3aboneBaHvem. B nogkacte rosopuMm NPOCTbIMK CNOBaMM O XM3HW CO Spina
bifida: cnoxHocTax, nobegax, mevtax n peasnbHbIX UCTOPUSX.

B nopkacte yxe Bbiwno 20 3nn3onos



[MMPOEKT PAHHEETO
COMPOBO>XXOEHMA OETEN OT 0 A0 3

«Bbl mapuTe Hagexay 1 Bepy B nyyiwee». ctopus PycnaHa n mambl EneHbl

CerogHs Mbl ENNMMCS C BaMK UCTOPUEN OLHON NOLONEYHON CEMbU — UCTOPUEN,
KoTopas ny4ile Ntobblx OTHETOB NOKAa3bIBaeT, 3a4eM Mbl paboTaem. 3TO NUCbMO
— OFPOMHag LLeHHOCTb Ang Hawero MoH[a, U Mbl XOTUM, 4TOObI ero NpoYMTano
Kak MOXHO 60nbLUe Ntoaen.

BoT 4yTo Hanucana Ham EneHa, mama maneHbkoro PycnaHa:

«OT BCero cepgua — cnacmoo!

X0o4y NoennTbCa Halen NCTOPUEN M cka3aTb OrpomHoe cnacnbo MoHay "CnnHa
oucunpa”.

3HaeTe, Korpa B XM3HWU Cy4aeTCs HENPOCTOE UCMNbITaHUE — POXAEHNE MasbllLa
paHbLUe Cpoka, aa ewé n ¢ guarHodamm OLIMN n cnuHa 6udumaa... KaxeTcs, 4To
MWUP PyIMTCA. HO MMEHHO B TakMe MOMEHTbI MOHUMAaelb, HacKONbKO BaXXHbI
N0aN, roToBble NPOTAHYTb PYKY NOMOLLW.

PebsaTa, Bbl HE NPOCTO MOMOraeTe — Bbl fapuUTe HagexXay v Bepy B nyywee!

Haw sproTtepaneBT Hatanba ctana onsg Hac HacTOAWMM aHTreNoM-XpPaHUTESIEM.
Kaxgblh eé BM3UT — 3TO He NpoCcTo paboTa, a UCKpeHHee y4vacTue B XKU3HU
Hawero manbiwa. OHa Bcerga Ha CBA3W, BCerga rotosa noanepXatb [o0OpbIM
CJ/IOBOM M NPOCHeCCOHAIbHLIM COBETOM.

[MOMHIO, KakK CNoXHO Oblno pobupatbca Ha peabunutaumm! A nporpamma
“MomoLp peTam” ¢ dHaekc-Takcm — 370 NpocTo 4yno! CKoAbKO cui U HepBOB
OHa Ham CIKOHOMMNA...

A koHcunnym B ueHTpe "CnuHa O6udpmnpa“. Tam Mbl BCTPETUAM HACTOALLMX
NPOMEeCccMoHanoB, KOTOPbIE MOHUMAIOT HaLMX [ETOK KakK HUKTO OpPYrow.

N KOHEeYHO, He MOry He BCMOMHUTb BaXHbIN KypC «Mama 1 manbiw» ¢ 4yaecHOM
AHHow! E€ TennoTa 1 3a60oTa [0 CUX MOp rpetoT ayLuy.

[oporve opy3ba U3 oHpa, Kaxabii n3 Bac — Hactoawmn repoun! Cospartenam,
KypaTopam, CroHCopam — HU3KUA NOKJIOH 3@ TO, YTO Bbl €CTb. 3a TO, Y4TO He
npoxoauTe MUMO Yyxou 6efpl, 3a TO, 4TO AapuUTe HagexXxady U NoAOEPXKKY.




Loporue gpy3bs!
Jennumcs ¢ Bamn HOBOCTSIMM U3 NpoekTa oomeHa TCP.

JaHnnn BbIpOC 13 CBOEeM NepBON ManeHbKON KONSCOYKM — U OHa OTnpasunniach
B HOBYIO CeMbIo, K Eropy.

Tak paboTtaeT npoekT nepenaqm TCP cpoHaa «CnuHa 6udomaas: To, 4To NOMOrfo
oOHOMYy pebEHKy chaenatb nepsble WAarn K CamoCTOATENIbHOCTM, CTaHOBUTCH
NoALep>XKON ONna Apyroro.

Lna maneHbkoro pe6éH|<a AKTUBHAA KONACKA — 3TO BO3MOXHOCTb OBUIraTbCAa
camomy, nccnepoBatb NPOCTpaHCTBO, NPUHUMATL peLlleHna n 4yBCTBOBATb cebs
He3aBUCUMbIM. MIMEHHO Tak Ha4dnHaeTcs nyte K CaMoCTOATENBbHOCTU WU
pPa3BUTULO.

Mama Eropa nogenunack ¢ Hamu:

«Cnacmbo Bam 6onbLuoe 3a OKa3aHHYIO NMOMOLLb. Tenepb Ona Hawero CbiIHO4YKa
OTKPbUIMCb HOBbIE BO3MOXHOCTU CaMOCTOATEJIbHOIO nepensnXxeHus. EropKa
04eHb aKTMBHbIN W NOOO3HATENbHLIN Masb4yuK, W 3Ta KONAco4vka OAET emy
BO3MO>XXHOCTb MO3HaBaTb MMp C ewé 6onbWnNMm NMHTEPECOMN.

Mbl  uckpeHHe OnarogapHbl CembsaM, KOTOpble OepexXHO OTHOCATCA K
TEXHUYECKMM CpeacTBam peabunutaupmm n nepepardT uxX pdanblie, Korpa
pebGEéHOK BblpacTaeT. Takasg OTBETCTBEHHOCTb M Mopaepxka Aapyr apyra
nomoratoT AeTam co spina bifida gsuratbca Bnepépn bykeasnbHO M 06pa3sHo.

Cnacmbo Halmm cembam 3a 3TO TENNoeE, Xueoe coobLlecTso!



MPOEKT APECHOW NMOMOLLIA

Mapun 7 net. OHa He XOOUT M He CTOMUT, HO Y HEE COXPaHHbIN MHTENNEKT,
NoO03HATENbHLIM XapakTep M OrpoMHOE XenaHuve ObiTb B ABUXEHUN U OblTb
«KakK BCe».

bnaropaps Bawen nomowm y Malum ecTb akTUBHas KONACKa — M BMECTe C HER
NOsABMNOCL ropasno 60nbLUe BO3MOXHOCTEN.

Ona Mawm kongcka — 3TO He NPOCTO CPEeACTBO NepedBuxeHns. 3To
BO3MOXHOCTb NO3HABaTb MUP, CAMOCTOSITENBHO ABUraThCs, ObiTb BKIHOYEHHOW B
>KM3Hb: XOOUTb B LLUKOJY, NOCELLATb KPYXKW, ryNsdTh, 06LWLATLCI CO CBEPCTHUKAMM.
A ewé — 3T0 BaxHag 4acTb 3aboTbl O 380poBbe. [lpaBunbHOE
NO3MLMOHNPOBAHNE B KONSACKE MOMOraeT MogaepXusatb TeNo U 3aMepnsTb
nporpeccupoBaHue cKkoano3a.

Mama Mawmn rosopuT, 4YTO KONFCKa oOKa3anacb MMEHHO TakoW, KakoW OHa
[OMXHa OblTb: NErkKoM, MaHEBpPeHHOW, yaoOHOW W HapéXxHon. B Hen Bcé
NPoAyMaHo 0o menovyen — n pebEHKy B Hen KOMIPOPTHO U YBEPEHHO.

«Mbl  04eHb poBONbHbI. Kondacka ypobOHas, nérkasg, npovyHas — BCE
NpefycMOTPEHO», — OENUTCS Mama.

OtpenbHble cnosa 6narogapHOCTU — Hallen KomaHae:
«OT3bIBYMBbIE, MO3UTUBHbIE, [00pble, BCerga roToBbl MNOMOYb. Jlyywas
KOMaHaa».




MPOEKT JOMALLHEE BU3NTUPOBAHWE ﬁ\\g?j\

B aHBape cneumanuct doHpga sprotepanesT KOnma Taneposa u3 HosocMbupcka
nocetuna nogoneyHolx Mmunany 1 KapuHy.

[eBoykmn npoxusaloT B HoBOKy3HeLke. B Te4eHWe roga KoHCynbTauumn cemen ¢
3protepaneBTom MNPoOXoadar oHnamH. Ho 1-2 pasa B rog 3sprotepanesT
npuesxaer K CceMbdm Ha pgom w3 HoBocubupcka, 4TOObl HACTPOUTbL
HeobXoAMMble TEXHUYECKMNE cpeacTea peabunutaumu. Hactponka TCP Ha pomy
KpanHe BaXkHa, NOTOMY 4TO TONbKO B MNPUBbLIYHOM OOCTAaHOBKE MOXHO YBUOETH
Kakue no3bl 3aHMMmaeT pebeHOoK, Kakue [OBUXeHUs cosepluaeT. 37O paet
3proTepaneBTy BO3MOXHOCTb MaKCMMasIbHO TOYHO aganTupoBaTth TEXHUYECKNe
cpenctea peabunutaumm (TCP) nop, vHAOMBMAOYyaNbHble HYXAbl pebeHka W
0COBEHHOCTM [oMalLHENn cpeapbl.

B 3TOT pa3 noe3gka B HoBoky3Heuk Gbina oco6eHHO BaxHa. MunaHa n KapuHa
3aMeTHO NOJpoC/IM 3a o4, M3MEHWIUCb WX [OBUraTesibHble HaBblkM W
notpebHocTn. KOnua Hactpouna BepTukanusatopbl U pgpyrne TCP, 4TOObI
obecneynTb [eBOYKAM MAKCUManbHbIK  KOMMOPT W  CaMOCTOATESIbHOCTb.
Cneupanuct TwartenbHo ocmotpena kaxpgoe TCP, BHecna Heobxogumble
N3meHeHus, oby4mna poauTenien TOHKOCTSIM UCMOSIb30BaHNS.

Momumo Hactporkn TCP, BM3UT 3proTepaneBTa Bk/oYan B cebs OUEHKY
LOCTYMHOCTU OoMmaluHen cpeppl. KOnusa pana pekomeHgaumm no opraHusaumm
NPOCTPaHCTBa, 4ToObI AeBoYKam Obino yaobHO NepemelaTbCca No AOMY, UrpaTb
N 3aHUMATbCA. BaXHO OTMETUTb, 4YTO Takue Bble3fHble KOHCYNbTauuUM — 3TO He
TONbKO HacTporka TCP. O6ueHWe co cneumanncTtom, oOOMeH OnbITOM C ApYrMMn
CEMbSAMM,  YBEPEHHOCTb B  TOM, 4TO WX  [JOEeTa9M  OKa3blBaeTCs
KBaNMPUUMPOBAHHAA MOMOLLL — BCE 3TO MOMOraeT poguTensm OBUraTbCs
Bnepeg.

MNoe3gka B HoBOKy3HeLK oOKa3anacb NPOAYKTUBHOM W none3Hon. MunaHa u
KapuHa nony4mnu Heobxogmumble HacTporku TCP, a nx pogutenn — noagepxky
W HOBble 3HaHMA. Takne BM3UTbI 3proTepanesTa Ha OOM — BaXHas 4acTb
KOMMNAEKCHOW peabunutaumum, No3BoNA0LLAS UM XNUTb aKTUBHOWN XXMU3HbIO.



MPOEKT MEOANLIMHCKOW MOMOLLN

leoprun 13 3sepeBckoro AeTckoro goma Poctoeckon o6nactu 6bin B fekabpe Ha
obcnefoBaHMK, a B 9HBape MNpuieTen yXe Ha JfievyeHue B yponorunyeckoe
oToeneHne HauumoHanbHOro MeguUMHCKOro  MCCNefoBaTeslbckoro  LeHTpa
3pnoposbs geten (HU3M), roe ero conposoxpana 60nbHNUYHAs HIHS OT OOHAA.




MPOEKT NMOMOLUN OETAM-CUPOTAM QQQO
o/
[

fo4 Havancg C 04eHb BAOXHOBAAOLWLMX COObITUM — nepBbln 1 peGEHOK-cMpoTa
06pén cemblo.

B Havane gHBaps, noka Bca CTpaHa foefana HoBOrogHue canatbl, KaHonaat B
NpuémHble poautenn Jlobosb npunetena B Yuty, 4TOOLI 3abpaTb
nonytoporogosanyto CalleHbky W3 [OeTCKoro Aoma. 3To peweHue O6buio
OCHOBAHO He TONbKO Ha 3moumsx. JIloboBb, TPe3BO OLUeHWBana pecypcbl, U
NMOHWUManNa, 4To el NoHapJoobuUTCa NOMOLLLL BnaroTBopUTeNbHOro doHaa: «9 Obl
HUKOrga He pewmnacb B3dTb pebGéHka co spina bifida, ecan 6bl He npowna
o6y4eHue B cpoHae B 2022 rogy. Koraa noHMmaeLwb CyTb AnarHo3a nntoc eLé u
pebGEHOK HPaBUTCH, TO U He CTpaLlHO BOoBCe. BC&, 4To KacaeTca oprBonpocos 4
ocunto. Ho B Bonpocax nedeHus, peabunmtaumm MHe TOYHO HyXHa Oypet
nopmdepxka doHga». 20 gHBaps maneHbkas CalleHbka NepBbid pa3 B XXKU3HU
netena Ha camonéte. OHa netena JOMOMN.




30 gHBaps B TIOMEHM NPOLWIEN OYHbIA HAYYHO-NPAKTU4ECKUA CeMUuHap
"lNpeHaTanbHas Y3-guarHoctnka BpoXaeHHbIX nopokos LIHC" ang Bpayen.

SKCnepT poHpa, Bpay yNbTPa3BYKOBOW [OMAarHOCTUKM, akyllep-rmHeKosor,
CTapLwunmn Hay4HbIn coTpyaHUK OIBY «HLL Al n 1 um. B.U. Kynakosa» MuH3gpasa
Poccun, kaHOMpAT MepMUMHCKUX Hayk JlnnugHa AHaTonbeBHa YyryHoBa M
PyKOBOOMTENb NPOEKTa MNOMOLWLM OepeMeHHbIM XeHwuHam MaprapuTta
HukywmnHa npuHanu y4actme B nporpamme "HectHoe KOMCOMOSbCKoe" Ha
paguo Pagno Komcomonbckas npasga. TromeHb, rae nogpobHee pacckasana o
AnarHo3e 1 BO3MOXHOCTAX MeONLIMHCKON MOMOLLN.

Ha TenekaHane «TlOMEHCKOe Bpems» Bblles CIOXET C y4YacTuem 3kcnepTa
doHOa, Bpada ynbTpa3ByKOBOM AMarHOCTUKM, akyllep-rMHeKosora, crapLlero
Hay4Horo coTtpygHuka OFBY «HLL Al n 1 umm. B.N. KynakoBa» MwuH3pgpaBsa
Poccun, kaHomMpaTta meguuUMHCKUX Hayk JlnnnaHon AHaTtonbeBHON YyryHosom

: |
- NINMNNAHA YYT'YHOBA
CTapLUMA Hay4HbIN COTPYAHWK OTAENEeHUS YNbTPa3BYKOBOW ANarHocTMku HMUL,
aKyllepcTBa, TMHEKONOrMn U NnepuHaTonorMm UMeHn akagemMuka B. W. Kynakoea

Fx




OUNHAHCOBbIM OTHET. NOCTYMNJIEHNS

OUHAHCOBbIV OTYET. PRO-BONO

MocTynneHns ot pmnanyeckmx nuu;: 608 563,04

Ha pac4eTHbIn cHeT poHaa 102 507,60
Yepes canT helpspinabifida.ru (Cloudpayments) 94 638,08
Yepes canT helpspinabifida.ru (Mukcnnar) 387 817,37
BK 1496,43
CMN6_CBEPBAHK 22 103,56
KpayodaHauHr: 765 492,70
CoskombaHk lNpo Jobpo 49 853,00
Ho6po.Mann.py 6 722,00
TOOBA 99 748,87
OZON 38 611,08
B® “MomoLb pagom” 3147,35

B® “Bknap B byayLiee” 567 410,40

MocTynneHns oT KOpPNopPaTUBHbLIX LOHOPOB: 289 606,02

6 889 071,34
B® "ABCOSTIOT-NMOMOLLIY" 6 889 071,34

BHepeanu3auyoHHbIN 00X0A; 51363,97
2 959,00

NTOIO NOCTYIMJIEHNA: 8 607 056,07

I'IpoeKT 6ecnnaTHbIX NOe3[0K Ha Takcn

Peknama B dHpekc.OupekT

NToro Pro-Bono:

1302 039,00

68 589,11

1370 628,11




OUNHAHCOBbIV OTYET. PACXOLpbI

[MpoeKkT nomoLu 6epeN\eHwa\ XKeHWwnHam 107 050,54

Mpoe3q, noaoneyHbIX 1 CONPOBOXAAIOLLMX ANS NPOXOXAeHUs

22 981,60
obcnenoBaHns/neveHns
KomaHamMpoBOYHbIEe pacxofbl NPOrpammMHOro nepcoHana 38 234,40
Pacxogpl Ha npoBefeHue Bble3fHbIX MEPONPUATUN (TPEHWHT I, 20 945,00
CeMUHapbl)
®OT nporpamMmHOro nepcoHana 18 820,50
®OOT agMUHUCTPATMBHOIO NepcoHana 6 069,04
[NpoekT «PaHHee conpoBoxaeHue aeten ot 0 oo 3 net»
®OT nporpamMmMHOro nepcoHana 90 421,33
OOT agMUHUCTPATMBHOIO NepcoHana 5394,36
BaHkoBckune pacxonpl 1590,00
MpoeKT NOMOLLM OETAM-CUPOTaM 10 115,06
OOT agMUHUCTPATMBHOIO NnepcoHana 10 115,06
[poeKT topnan4eckon NOMOLLN 342 558,00
OOT nporpamMmHOro nepcoHana 342 558,00
IMpoekT «[lomallHee BU3UTUPOBaHWNEY 38 385,33
Bu3nTbl a3protepanesToB U on3noTepanesTosB K NOOOMNEYHbIM 27 658,00
®OT nporpamMmHOro nepcoHana 10 727,33
NHcTuTyT SB 18 763,60
®OT nporpamMmHOro nepcoHana 18 763,60
CnopTUBHBIN NPOEKT 38 160,00
[poe3n/npoxnBaHne opraHM3aTopos 34 371,00
OpraHu3aumsa MeponpuaTnin B permoHax 3 789,00
MpoekT N 30 666,67
®OT nporpammHoro nepcoHana 30 666,67

OUHAHCOBbIV OTYHET. PACXOpbI

379 912.

Mokynka TCP 145 925,38
OnnaTta meguumnHCKUX ycnyr ons peten ot 0 o 3 net ¢

avarHo3om Spina Bifida 3300,00
LgiAHc:ZUI:ILCl)/‘pTHbIe pacxopl N0 [OCTaBKe NPEeAMETOB agpecHom 7 440,00
KomnnekcHoe ypoanHammyeckoe uccneposaHue 40 500,00
ToBapbl MEOUUMHCKOrO Ha3Ha4YeHus 45 492,00
MpoxwuBaHMe NooMNeYHbIX U CONPOBOXAAIOLLIMX BO BPEMS

NPOXOXAeHNS 06CNef0BaHNS/ NeveHns 28 700,00
[MpoayKTbl NUTaHWS 419 NOA0NEYHbIX 15 839,00
[MporpammHoe obecneveHne 770,30
®OT aAMUHUCTPATMBHOrO NepcoHana 35494,37
®OT nporpamMmHoro nepcoHana 56 451,27
Paccbinka nucem 3 000,00
OOT agMUHUCTPATUBHOIO NepcoHana 6 069,04
baHkoBCkne pacxoabl 16 336,00
SzﬁgigTepCKme, topuanHeckme U gpyrue KOHCYbTauMoHHblIe 158 550,00
OOT agMUHUCTPATUBHOIO NepcoHana 90 420,60
IT-ycnyrm 17 080,00
[MporpammHoe obecneveHune 16 490,00

1028 404,85



 CrIACMBO 3A BALLY MOAOEPKKY!
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