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KomaHpa cpoHAaa

NHHa UHIOWKUHA AHHa MNonesckas Mapusa KopoTtkoBa lOnua Cokonosa

OCHoBaTenb, MCNOJSTHUTENbHBIA AUPEKTOP cneumanucT no pabote KypaTop CMPOTKOM NPOrpammbi
npeacenaTtens QoHaa C NoJoneYHbIMK
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Avana LLlykuHa Mapraputa NapamoHosa AHHa JlyyHukoBa
dom3nyecknn TepanesT 3protepanesT cneumanuct no paHHemy
BmeLllaTenbCTBy




Muccua doHpa

Mbi paboTtaem ana Toro, 4Tobbl nloau co spina bifida umenn BoamoXxxHOCTH ANa akTUBHOW
M NONHOUEHHOW XU3HU B obLecTBe € AOCTYNHON CPenoNn.

Llenn n 3apayv poHpa

[porpamma okasblBaeT 3KCNEPTHYHO U MHPOPMALMOHHYIO MOMOLLL BCEM CEMbSM, MMEIOLLIMM AeTen C
anarHo3om Spina bifida. A Takxke onnadvBaeTt neveHne, abunutaumio n NnpnodbpeTeHne TeXHNYeCKNxX CpencTs
peabunutTaummn CeMbsam, He MMEILLMM J0CTaTOYHOro A0Xo4a, YToObl ONNaTUTbL UX CAMOCTOATESBLHO.

[Mporpamma Spina bifida onna4ymsaet o6cnenoBaHNs, METOOMKN NIeYeHUsa U abunutaumm, TeXHUYeckue
cpencTea abunutaumm, 3pdekTMBHOCTL KOTOPbIX AoKa3aTeslbHa, NPUMEHEHME KOTOPbIX COOTBETCTBYET
pekomeHpaumam BO3 1 cnoxusLlencs MMpoBon npakTuke neveHns Spina bifida.

O6cnenoBaHng, MeToamkn neveHnsa n abmnutaumm, TCP, 3dpdeKTUBHOCTb KOTOPbLIX HEe A0Ka3aHa, nporpamma
Spina bifida He onna4mBaer.

MeTtogmkamm ¢ pokasartesibHom 30dEeKTUBHOCTLIO Mbl Ha3blBaem Te€ METOANKKN, KOTOPble MNOABEPIINCL

00 bEKTUBHBIM Hay4YHbIM UCCELO0BAHMAM U ONUCaHbI B peLEeH3MpyeMor Hay4HoOM npecce.

[Mporpamma Spina bifida cTaBUT B OTHOLLEHMWN CBOUX NOOONEYHBIX TPU Llenu

Mo BO3MOXXHOCTU U36exkaTb BTOPUYHbLIX OCNOXKHEHUN
Mo BO3MOXXHOCTU abunuTuposaThb pebeHka
Mo BO3MOXKHOCTU coumnanusnposatb pebeHka



NMporpammsbl poHAa, peanusyemsolie B 2018 roay
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Mporpamma o6yveHus Mporpamma MNporpamma npasoso
usnyecknx «BUsutuposaHue» nopaepXku «MNaTpoHyc»

n 3proTepanesToB

Ve Ve

Mporpamma Mporpamma nomowm
aapecHon nomouiu AEeTAM B AETCKUX Ao0MaXx



VS

NMporpamma o6yvyeHUa (PU3nYeckux u 3proTepaneBTos



CoBmecTHO ¢ AHO «®u3mnyeckasa peabunurtauma» Ha 6ase CaHkT-INeTepbyprckoro Meanko-coumanbHOro
yYHUBepcuTeTa ooH opraHn3oBan kypc obyveHuns anga 40 cneumanucToB (hn3nyecknx n sproTepanesTos),
KoTopble 0by4nnunce ¢ doespang no aekabpb 2018 roga. HacTb TepanesToB B NOCNEACTBMM NOAKNKOHYMNACH K
nporpamme gOMaLlHero BU3NTUPOBaHNa No Bcen Poccuu.

B 2018 roany choHA opraHusosan Kypc
obyyeHua ana 40 cneunanucTos.

B pe3ynbrate npoBeAeHHOro o6y4eHns cepTUdnLMpoBaHHbIE CNEeLManncTbl MOryT OCMaTpuBaTh OeTeN Co
spina bifida, pasatb pekomeHgaumm, oby4atb poguTenen KoHLenuun HenpepbIBHOM peabunmtaumm,
3ProHOMMKE NPOCTPAHCTBA N HaNPaBNATb K MEANUMHCKUM 3KCNepTam Npu BO3HUKHOBEHUN BULOMMbIX PUCKOB,
a Tak>Xxe BeCTU NHPOPMaLMOHHO-NPOCBETUTESNLCKYIO PaboTy.
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K koHuy 2018 roga pacwmpunach reorpadumsa noceLeHnn geten no Poccmn bnarogaps cneumannctam,
3aKOHYMBLUMM KYPC 00Yy4EHNS, KOTOPbLIN OpraHu3oBasn OoHA,.

B 2018 roay TepanesTbl B pamKkax
nporpammeol ocyuiectsmnu 84
noceweHusa K 63 peram.

B pamkax nporpammbl «<BU3UTUPOBaHME» KaXKA0ro Nogone4yHoro nocellaeT Ha AoMy pmanyeckuin TepanesT
W 3proTepnaesT.

MDuU3nYeckuit TepanesT M 3protepaneBT — CneunanucTbl, 6e3 KOTOPbIX He BO3MOXHA NOAHOLEHHAs
peabunutaums. OHM NOMOTakOT CeMbe NPUCNOCOBUTL OKPYXKAatoLLLYHO cpeay ans pebeHka ¢ ABuraTenbHbIMM
OrpPaHUYEHUSIMKN, MOMOTAIOT C COLMaNMU3aLmMen, CTUMYIMPYIOT HEe HAaXOAUTLCS B U30ASLIMK, YHaT OU3NHECKUM
yNpaXXHEeHWUsIM, NPaBUNbHOMY NO3ULIMOHUPOBAHUIO, NPOMUNAKTUKE BTOPUYHBIX OCNOXHEHUN.



CoBoKkynHasa BenuynHa BbiaeNeHHOro
rpaHToBoOro hHaHCUpoBaHUA Ha
nporpammy BU3UTUpOBaHUA B
2018/2019 roay - 10 mnH. pyo.

3Ha4nmbIm cobbiTem 2018 ropa ctana nobepa npoekTa poHaa «JomallHee BU3NpoBaHWE U Co3aaHne
KOMMNNEKCHOM MOMOLLN OeTaM C guarHo3om spina bifida» B koHkypce ®oHpa [Npe3naeHTCKUX rpaHToB
(peanusauus

B pernoHax Poccuu) , a Takxke nobefa B KOHKypce rpaHtoB KommteTa o0LLECTBEHHbIX CBI3EM C aHaNOrM4YHbIM
npoekTom (peanusauma B Mockese n MO).



VS

NMporpamma appecHon nomowum



Oka3saHue agpecHOn NOMOLLY - OOHO U3 OCHOBHbIX HanpaBneHWn nearensHocTn poHaa. B 2018 roay
dooHA Npuobpen ongd NogoneYyHbIXx:

S 2 8 1

aKTUBHBIX UHBaNNAHbIX BepTUKanusaTopa nap CNOXXHOM NOABEMHUK
KONACOK opToneau4yeckon obysu
napbl OPTE30B U TYTOPOB annapara ana XoXxpeHus Komnnekr Kopcet
cneymuanusMpoBaHHOM
mebenu

Bnarogapsa NoXkepTeoBaHUAM hU3UYECKUX U IOPUANYECKUX NUL, @ TaKKe NapTHepPCKon
uHopmaunoHHon U PR nopaep>kke noptanos Takue [lena, Munocepaue, [1o06po.menn.py
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Heo6xoauMbIX NpUuobpeTeHns




Takxe B pPaMKax NporpamMmmsol ornnadvdeHol cneayrowmne yenyru:

S 1 1 4

aeTel npownm pe6eHok pe6eH01< npowen Kypc AETAM NpoBefAEHb!
peabunutaumio npoonepuposaH 3aHATUWA C noroneaom MeauUUHCKKne
o6cnepoBaHun
pe6eHKy onnaveHbl AETAM onnadeHbl AeTAM onanyeH AEeTAM onnayeHo
MeaUKaMEHTb! TPaHCNOPTHbIE Pacxoabl npoesn A0 mecTa npo>xusaHue pns
no pocraske TCP o6cnenosaHus NOAyYEeHUs mepn.ycnyr

Bnarogapsa noXkepTeoBaHUAM PU3UYECKUX U IOPUANYECKUX NUL, @ TakKe NapTHepPCKoOn
uHopmaunoHHon U PR nopaep>kke noptanos Takue [lena, Munocepaune, [1o06po.menn.py
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O6pasoBaHue pna peten co spina bifida.

[NepBble Wwarun Ha NyTn K CUCTEMHOMY NPOEKTY NO coumanuiaummn peten co spina bifida ocywectsmnunce 8 2018 rogy.
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[ocTtynHo 25 6ecnnaTHbIX MecCT
no Nporpamme AUCTaHLUOHHOIO
ob6y4yeHna Ana NOAONEYHbIX

c¢oHAaa.

MomoLLb NoaoneYHbIM B NOsTy4eHUn 06pa3oBaHns M COAECTBUE B BOMPOCAX 3a4UCNIEHNS UX B LLIKONY

1 B OETCKUW cap, Tenepb KOOPAMHMPYETCS Creumanuctamm coHaa. Moabop rocyaapCTBEHHbIX M YacTHbIX LLKOS,
OETCKMX CafoB, 3aKNtoyeHne oroBOPeHHOCTEN 0 6ecnnaTHbIX MecTax, NoaKItoYeHne K OHauH nopTanam

O AUCTaHUMOHHOMO 06YyYeHUst IeTein No LWKOSIbHOW NPOrpamme — BCe 3TO CTasio BO3MOXHBIM.

COBMECTHO C NPoeKkToM «MoBUbHOE 3NeKTPOHHOE 06pa3oBaHne» OOHA, peanuyeT NPporpammy
OMCTaHUMOHHOMO 06YYeHus.



ApanTueHbLIA CNOPT

ALanNTUBHbLIN CNOPT B Ka4ecCTBe perynapHon peabmunutaunun ong aeten co spina bifida aktTmneHo npoasuraeTcs
dooHaom B coobuecTtee poantenen. B 2018 rogy MoHA, pacwmpun 6a3y 3aHATUA

doHA Nnomor onnaTutb 3 AeTam
Kypc ananTusHOU oU3KynbTypbl U
3 petam 64 3aHaTua B 6accenHe.

B 2018 rogy ®oHA, pacwmpun 6a3y 3aHATUN afanTUBHLIM CNOPTOM ANS AeTen. Tenepb B NapTHepCTBe
3a0eNCTBOBAHO HECKOJSIbKO CMOPTUBHbBIX LLUKOJS1, FOTOBbLIX 3aHMMAaTbLCS C NOAO0MNEYHbIMU TEHHUCOM U Kapare.



Momoub 6epemeHHbIM

NHdbopmmpoBaHune 0 npodmnakTuke, paHHeW anarHocTuke spina bifida, 0 paHHUX onepauusx, ecnm NaTtonorus
AnarHocTMpoBaHa y nnoga , a Takxe o6 onepaumsax, Heo6xXo4MMbIX Cpa3sy nocse poxaeHns pebeHka, Heobxoammble
o6cnenoBaHus, - BCe 3TO OCYLLLECTBAAETCSA CU1IaMM SKCNEPTOB, COTPYOHNYAIOWMX C POHOOM.



VS

Momouwib [EeTAM B CUPOTCKUX YHPEKACHUAX



B Hoa6pe 2018 roga Ha cpeacTea cobpaHHble, B napTHepcTee ¢ noptanom [obpo.Menn.py, poHA 3anycTun NpoekT
No paboTe C CMPOTCKUMM yHpeXOeHNIMN No Bcen Poccum.

Mouck, ocmoTp n o6cneposaHue
peten co spina bifida B perckux
AOMax U CONEnUCTBUE UX
YCbIHOBAIEHUIO — OCHOBHbIE 3a4au4M
3TOW Nporpammbl.

B nnaHax dpoHaa 06beamMHUTL YCUNKUA C APYIMMKN POoHOaMU: 3KCNepTamu B 06nacTn NnpodpunnakTmku CMpoTCTea
N YCTPOMCTBA B CeMblo ona 6onee adhpekTMBHON peann3aunmn NPorpammol.



Mo utoram aByx mecsaues paboTbl NPOrpamms:

@ HanpasneHbl NMCbMa B 22 pernoHa PO ¢ Luenbio Noay4YmTb 4OCTYN B CUPOTCKUE YHpeXOeHN],
roe XMBYT OeTu C ouarHo3om spina bifida u npepnoxeHnem KOMNAEKCHOW NOMOLLIN
B 006CnefoBaHuK, nevyeHnn n peabmnntaumm neten-cMpoT ¢ AnarHo3om spina bifida. lNMony4veHol
NONOXUTENbHBbIE OTBETHI U3 14 PErMoHOB;

@ nposefeHbl ABa BU3UTA (PU3MYeCKOro TepanesTa B y4pexaeHmna Huxeroponckon obnactu.
CneupanncT nocetuna Tpex AeTen-cMpoT, CoCTaBMNa pekomeHaaUnn N KOHTPOIMPYET UX
BblinosiHeHWe. OgMH BOCNUTAHHMK 3a04HO NPOKOHCYNbTUpoBaH B AIBY «PHLL «BTO» nm. akag.
[.A. Unnuzaposa» r.Kypran;

® OJOUH pebeHOK B34T Ha rocTeByto oneky cemben n3 Mocksbl. DoHA, conpoBoOXaan
BOCMUTaAHHWKA U €ro NPUEMHYIO cemblo.DoHA, NNaHNPYET NPOLOIXKUTL OKa3aHMe NOMOLLM
npuemHon cembe B 2019 rogy B pamkax Nporpammesi;

® 3aKynneHbl Heo6XoaMMble MaTepuanbl AN OpraHU3aLnmn 06yHarLLMX 3aHITUA NOAONEYHOro
n3 NN, KoTopbIn SIBNSETCS €AUHCTBEHHbIM rOBOPSILLMM pebeHKOM B rpynne.



VG



MpoeKkT nomoraeTt NoAoNeYHbIM
NOAY4YUTb NOMOLLb, KOTOpPas
NONOYKEeHa UM NO 3aKOHOAATENLCTBY,
uHcopMuUpyeT 0 NpaBax, Nbrotax

¥ BO3MOXKHOCTSIX.




B pamkax npocBeLeHus ayautopum o auarHose spina bifida 8 2018 rogy ¢oHa nposen cnepytowme
MeponpUaTus.

® BebuHap «MynsTngmcumnanHapHbIn nogxon B pabote ¢ guarHo3om Spina Bifida y peten»
C neanaTpom KnuHnkn GMS dmunmen [aBpmnnosomn, CNeELMann3nUPYOLLUMCA Ha NeYEeHUN OETEN
C pmnarHo3om Spina Bifida;

® BebuHap 0 NpaBax W Nbrotax Afis MHBaNMAO0B OPraHWM30BaH M NPOBEAEH COBMECTHO C AETCKUM
NPaBo3aLLMTHBIM NPOEKTOM «[1aTPOHYC;

® Jlekumna cneunanucta goHga No paHHemy BmellatenbcTBy AHHbI JIYHHUKOBOW «3proTepanus
N opraHun3auma cpefpl B o6pa3oBartesibHOM yYpeXxaeHnn ona aeterm ¢ 0CO0eHHOCTAMM
pPa3BUTMA» HA MeXOyHapoaHon obpa3soBaTenbHON OHNANH KOHdbepeHUnu;

® Onewmob B UHTEPHET ceTu #cnHabudpuaaHenpmuroBop, NPUYPOYEHHbIN KO BcemmnpHomy [1HK0
NHGOPMMPOBaAHMA 0 Spina bifida - 25 okTabpa. OGnewmob dooHaa nogaep>Kanu apTUCTbl
n obulecTBeHHble peatenn. MHorve pogutenn geten co spina bifida, nx apysbsa n NpocTo
NoNb30BaTeIn counanbHbIX CETEN YCTaHOBUAM Ha CBOE rMaBHoOe O0TO paMkn "4 nogaepKunsato
aeten co spina bifida” n "4 nobnto koe-koro co spina bifida”;



NHdpopmaumoHHbIN aeHb Spina bifida B pamkax Kypca o6y4eHnsa ousn4eckux TepaneBToB
N 3proTepanesToB;

Y4yacTtue coTpygHMKoB OOHAA B MHPOPMALIMOHHOM BCTPeYe poanTenen n Bpaden - 3KCnepTos,
OpraHn3oBaHHOM pPoauTeNnbCKON Wkosnomn Spina bifida npn HAW pgetckmin optonegmyeckmi
NHCTUTYT uMmenu I.W. TypHepa r.CaHkT-[leTeprypr;

[pn copencTenmn ocHosaTens poHaa B OIBY «PHLL «BTO» um. akag, I''A. Uinnu3aposa» r.KypraH
CHAT oMNbM O TOM, 4TO Takoe spina bifida n kak LeHTp NoOMoraeT AeTam 3TOMN NAaTONOTNEN;

B bnarocdepe nposeneHa akuma «lodbpble O0TUHKMY, NpUypoYeHHas K LLieapomy BTOPHUKY
(27 HOA6pP4). Y noceTnsLUNX meponpusatme Oblna BO3MOXHOCTb NOy4acTBOBATL B rapax<-cenne
OETCKUX Bellen. Bce cobpaHHble BO BpeMs akuum cpenctea Obinm HanpaseHbl Ha NOKYNKY
CNOXHOW opToneanveckon obysn gna neten co spina bifida. CoTpyaHukn poHaa pacckasanu
LLIKONbHUKaM M CTyOeHTamM Takoe Spina bifida, kak 1 4em MOXHO NOMOYb OETAM C 3TUM
ANarHo3om 1 Kakme oobpble gena MoryT genartb Camu AeTU yxe cenyac;

CoBmecTHO ¢ bOD "Hy>XHa NnomMOLLb' 1 MAapKEeTUHIOBbIM areHTCTBOM Secret Souse KomaHaa
dooHOa NpuHana y4actne B NepBOM 3Tane cTpaTterndyeckon ceccum, Kotopas HanpasneHa
Ha opraHu3aunio nedarenbHoCTU KomaHabl oHaa ona 6onee agpdPeKTMBHON PadoThI.



Pacxoapbl dpoHaa 3a 2018 roa

ALMMHUCTPaTUBHO - XO3AMCTBEHHbIE pacxoabl

ApeHpa

byxrantepckuii yueT, KagpoBoe U IpUaUYECcKOe CONPOBOXKAEHME
Bbinnatbl aAMUMHUCTPATUBHO - YNpaBneHyeckoMy nepcoHany (3 yenoseka)
Hanoru v B3HOCHI

baHkoBCKMe KoMUCCUU

Onnara IT ycnyr

Pacxonbl Ha npoesg,

MNporpamma appecHo NOMoOLLU

BeinnaTel NporpaMMHOMY (onepaunoHHOMY) AUPEeKTopY

Bbinnatel KOOpAMHATOPY NPOrpamMMel

Hanoru u B3HOCHI

Onnata MeaMUMHCKMX 06cnenoBaHmi

Onnarta gocTaBku

Onnata MeaMKaMeHTOB

Onnata MeaMUMHCKUX ycayr

Onnata onepaumu

Onnata npoe3aa bnaarononyuyatenei MU CONPOBOXAAMLLMX K MECTY AJIEUEHMA N LOMOM
OnnaTta NpoXunBaHUS COMPOBOXAALLEHIO Ha NepMoa, leYeHmst NoA0NeYHOro
Onnata pa3BMBarOLLMX 3aHATUIA 419 MOAONEYHbIX

Onnata CTpaxoBKM 419 NOAOMNEYHOro

Onnata TCP

Momapku onsa nogoneyHblX

py6.

2 033 960
27 560
783 105
739 253
351 948
54 895
60 000
17 199

7 024 546
31766
551724
116 762
20 250
23122
134101
744 227
3036 008
106 170
111 266
70 400
969

2 056 463
21 318

%
13%

43%



MporpamMma o6yyeHus TepanesToB

ApeHpa 0bopyaoBaHus M yd4ebHbIX NOMeLLEHUI
Bbinnatel KOOpAMHATOPY NPOrpamMMel
[NpoBepeHUe KMMHUYECKOW MNpPaKTUKK
MpoBeneHune obyyatowero Kypca

TexHWueckoe COnpoBOXAEHUE Kypca BeOMHapoB
MpoekT BusuruposaHme Mockea u Bca Poccus
Bbinnatel agMUHUCTPaATOPY NpOrpamMMel
BeinnaTel Nnpeacenatento poHaa

Bbinnatel KOOpAMHATOPY NPOrpamMMel

Onnata BU3MTOB Noronesa

Beinnatel MeHemXepy npoekTa

OnnTta BU3WUTOB YPONOrMUCEKOM Mefcecpbl
Onnata BU3MTOB PU3MYECKOrO TepanesTa
Onnata BU3MTOB 3protepanesTa

Hanoru n B3HOCHI

MpoekT MaTpoHyc - lopuAMYecKas NoMoLLb NOAONEYHbIM

3apnnaTta KoopAMHaTopa NpPoeKTa

KOHcyﬂbTEILI,HOHHbIe HRpUAUYECKME YCNIYTKM 014 NoO0NEYHbIX

Onnata nporpaMMHoro obecneuexus

Mpoune pacxoal

CMpOTCKMiA NPOEKT

KoopauHaTtop no pabote ¢ AeTCKMMK A,OMaMK

WUroro

4 479 661
1298 050
442 106
888 888
1820617
30 000
933 949
303 455
73400

39 586

53 475
149 425
8100

60 175
152 313
94 021

1 649 407
579 600
1025 469
32 543
13 794
82 800
82 800

16 204 322

28%

6%

10%

1%



Moctynnenusa ¢doxaa 3a 2018 roa
MocTynnexHus oT KpUANYECKUX NuL,
[MocTynneHus ot Gusnueckux nny’
BoszBpaTbl OT Nogpsa4YMKoB

[paHTbI

O6wumit utor

* B T.4. yuTeHbl NOCTYNNeHUA Yepe3 NapTHepcKue c6opbl CpeacTs:

b® "HyxHa nomoup” (noptan Takue [lena)
b® "TpasMup”
000 HKO "OEHBIN.M3M/.PY" (noptan DOBRO.MAIL.RU)

pyo.
2106 117
6 757 258
153 988
6420 292

15 437 654

5024 817
7 150
805 106
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