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NHTEPBBIO CEHTABPA

COUMYM ! HEPABHOAYUHGN M@

PezynsTar ynsTpassyxosoro UCCNeA0BaHNS 38YHMT KaK NPUrosop,
1 Thi OCTASLILCA OAMH HA OAMH C HeMIBECTHOCTIO. U flaxe
MNAKATE HEeNL3A, Beflls OH, TEOW eLle He PoAMBLLIMNCA peBeHoK,
BCE C/BLLMT U HE QOMXEH YIHATE, YTO NOYTH OBpeyer.
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B 3tom rogy doHp «CnuHa Oudompa» Bnepeble NPUCOSOUHWUACA KO
Bcepoccumnckon 6narotsoputenbHOn akumn «[1etm BMecTo UBEeTOB»

Hac nopaep>kano 5 MoCckoBCkux WKoA U 1 wkona u3 JleHnHrpagckon obnactu.
Bcero 6b110 cgenaHo 52 noxepTeoBaHUa Ha cymmy 94 609 py6ns 43 konenku!

LLikona Ne 293 nmenn A. T. TBapgoBcKoro, yqawmecs 7 «B» knacca;

LLiIkona Nel285, y4awmeca 2 «B» knacca;

LLiIkona um. Aptéma boposunkoBsa, yvawumecs 7 «[l» knacca;
O6pa3osatenbHbln nopTan «ENIGMA»;

LLiIkona Ne956, y4aiumecs 6 «A» n 3 «3» Knaccos.

LLikona Ne7 ropoga KeHrucenn, JleHuHrpagckon obnactu, yqawmecs 3 «A»
Knacca.

I N

Ha nepevncneHHble cpeacTBa Mbl 3akasanu napTbl U CTYAbS 019 HALWMX
nogoneyHbIx! Yxxe CKOpO OHW NoslyvaT cnewmanbHble NapTbl 419 3aHATUI CTOS
B opTe3ax M yaoOHble CTyNbsA. ITO 60MbLION NOJAPOK ANA HaWKX pebaT, Beab
Tenepb y HUX OyaeT BO3MOXHOCTb NONHOLLEHHO Y4UTbCS!



CEHTABPb. LLN®OPbI

[MpoeKkT nomoLLm
6epemMeHHbIM

MpoekT paHHero

MpoekT MpoekT
ollp el Sr\zalas 6. afipecHon «[lomaluHee #  «YBepeHHbI
peten ot 0 fo 3 net MOMOLLIM BM3UTUPOBaHUEN GanaHc»

LY

* 5 GepemeHHbIX noay4nnu * 3 MnageHua nossnaoChb Ha * 9 peten nony4mnn
NoMoLLb CBET B CONPOBOXAEHUN afPECHYO NOMOLLLb:

* 41 BN3KT coBepLUeH
* 40 petent OCMOTPEHO

* 3 Ce30H NpoekTa 3anyLLeH
* 6 TPEHMPOBOK NPOBEAEHO

* 2 BHYTPUYTPOOHbIE
onepaLmun NposeaeHb!

doHaa

* 14 mnapeHues
NPUCOEaNHUANCH K
nporpammam onaa

1 kongacka npmnobpeTteHa
3 BepTukanusatopa
npuobpeTeHo

4 pebeHka nony4nnu

* 18 peten BKIOYEHO B
npoekT

LWKONbHbIE NapTbl

UHCTUTYT
Spina bifida

MpoekT
topuan4eckomn

MpoekT
Hernpoyponorn4eckon
MOMOLLN

[MpoekT

MHdopmaumnoHHo-
6ecnnaTtHbIX

npocBeTUTENbCKAA

nognep>xXku noe3fnok

Ha Takcu

nporpamma

* 11 geten nocetTnnn Npuem * 10 kypc 3anyLeH * 36 HOBbIX OOpaLLEeHni * 164 cembun * 14 ny6nukaumm BbILWNO B
Henpoyponora nocTynuno BOCMONb30BaNUCb CMA

* 6 KNMHKK B S ropopax * 21 3aBepLUEHHbIN KenC ¢ CepBUCOM * 2 penopTtaxa Ha TB
npoBOAAT NONIOXNTENbHbLIM * 1813 noe3pok cosepLueHo
Henpoyponornyeckoe pe3ynsTatom
o6cneposaHns + 3 TCP nonyyeHo ot

rocypapcTea



& MPOEKT ALPECHOW NMOMOLLIN

DOoHpA, OKa3bIBAET afpeCHyO0 NOMOLLb AETIM
ot 0 po 18 net ¢ gnarHo3om spina bifida,
NPOXMBAIOLLMM Ha TeppuTopum Poccum

Mpoext peanuayetcs npu nognepxke [ & IDIKC

Mof anpecHoM NOMOLLLbIO MOHUMAETCS:

* TexXHWYeckue cpencTea peabunutaumu,
* onnarta MeaukameHTOB, MeAULIMHCKUX 06CNefoBaHN U MeOULMHCKUX YCIYT,
* OunetoB Ha camonet/noesn ot goma o 60abHULBI U 06paTHO.

OeTen nony4mnu
afpecHyto
MOMOLLLb

Ong  wkonbHUupl Katm u3 EkatepuHbypra mbl npuobpenn annapaTt Ha
roflieHoCTONHbIM cycTas. B 3Tom rogy Kata nowna B8 wkony, B 1 knacc! O6bI4HO
NepBOKNALIKM K LUKOSIe cOOMpaloT nopTdpens, neHan, TeTpaaku, KapaHpaiwm,
dnomactepbl. A ang Katu ecTb elle ofgHa BaxHas Bellb - annapartbl Ha
FONEHOCTONMHbIA CYyCTaB.




NHCTUTYT SPINA BIFIDA

MHCTUTYT
%lljlzl %AA HpO@KT peannidyetca npu nognepxke
MEE, ABCOMOT-NOMOUb

16 ceHTA0ps WKona NpuEMHoro poautens pebGéHka co spina bifida otkpbina
CBOW ABEPU KaHOMAATaM U NPUEMHBIM POOUTENSM.

Mbl nogrotoBunn gns Bac Cepuio MHPOPMAaLMOHHbLIX BeOMHApPOB U BCTpeY C
BeQyWMMKW  3KCnepTamu  oHpa: Bpav4amu, cheumanuctamu, HOpUCTOM,
NCUXO0NOramm u COTpyaHUKammn poHpa.

Ham Ba>XHO He ToNbkKo HanUTU peb&HKy-cnpoTe o spina bifida HOBbIX poguTenen,
HO 1 MOArOTOBUTL UX K MPUHATUIO B CEMbIO 0CO60ro pebéHka, NpeaoCcTaBUTb UM
NOJTHYIO MHAPOPMALMIO O AnarHo3e n [OopoXHoON kapTe pebéHka co spina bifida,
npepoTBpaTMTb BTOPUYHOE CUMPOTCTBO M BO3BPAT pPeb&HKa B y4pexpeHue no
NPUYMHE HE3HAHWS, OTCYTCTBUS PECYPCHOM NOAAEPKKM U BbIFOPaHUS.

OKOHYMB 3TOT KYpC POAUTENN, NNaHUPYIOLLME NPUHATUE B CEMbIO MPUEMHOIO
pebéHka co spina bifida, nnn yxe ctaswme NPUEMHbIMK poanTeNsIMn pebeHka
co spina bifida, 6yayT Bnagetb NONHON MHAPOPMALIMEN O AMArHO3E U MOMEHTAX,
C KOTOPbIMU CTaNKNBAETCSA CEMbS.

O6bem kypca — 12 akag, 4acos.

O6y4eHune — 6ecnnaTtHoe.




MEPOTPUATUA

PykoBoguteno npoekta nomowmn OGepemMeHHbIM
¢doHpa «CnuHa Oucumpa» Mapraputa HukylwuHa
npuHana ydactme B IX  O6wepoccmickon
KOH(epeHumn Flores Vitae «KoHTpasepcun B
HeoHaTanbHOW  meguumHe W NeauaTpumnn.
MaprapuTa npeacTasuia Ha KOHPepeHUUn oknag,
Ha Temy: «Spina bifida: BO3MOXHOCTU
MEeXOUCUMNIMHAPHON  MOMOWW € MOMEHTa
NOCTaHOBKM auarHo3a. OnbIT 61aroTBOPUTENBHOMO
doHaa «Spina Bifida.

C 5 no 9 ceHtabps npoxoguna  29-9
THE 29" INTERNATIONAL CONFERENCE ON . I
SPINA BIFIDA AND HYDROCEPHALUS MexpyHapoaHasi koHdepeHuus no Spina bifida u
; rmgpouedanuu: pa3Hble noTpebHOCTH,
Rhpes : O[IMHAKOBbIE NPaBa.

Ot Poccunm Ha kKoHpepeHuun BbicTynana AHHa
KoctbineBa,  pykosogutenb  MHAPOPMALMOHHO-
N NPOCBETUTENBCKOW NPOrpammbl. AHHa nopennnach
Melespasens . OMNBITOM (POHAA M pacckasana nNpo HOBble MPOEKThI

policy makers, early
career researchers, and

a4 W HALLEW pabOThbI 3@ NOCNegHNe 2 roga.

Agenda & Registration

22 ceHTa6pa B Mockse npoten XXI poccumnckmmn
KOHrpecc «VHHOBALMOHHbIE TEXHONOrMKM B
neguaTpum M [LOEeTCKOM XUPYpPrum», B pPamkax
KOTOPOro npoxoguna  Hay4YHO-NpakTU4eckas
KoHepeHuna Spina bifida. B koHdpepeHumm
NPUHUManNKU y4acTue 3KCnepTbl U OCHOBaTeNb
doHAaa «CnuHa Gudomaan.

C 28 no 30 ceHTa6ps B MockBe npoxoamn
Hay4HO-06pa3oBaTesbHbIN MeONUMHCKNI
doopym «MaTb 1 gUTS».

AkcnepTbl poHpa, K.B.KocTiokos u P.I.LLImakos
BbICTYNWMAM C  Joknagamum no  dpeTanbHOM
XMpYprum. Mapraputa HukyLwmnHa,
pyKoBOOMTENb NPOEKTa MOMOLM GepemeHHbIM

MW Takxe NoCeTMNa KOHrpecc M OTMETUNA BbICOKYHO

3aMHTEPECOBAHHOCTL [AAHHOW TemoW cpeau
MEONUMHCKMX CNeLmnanmcTos.



NPEMUN/HATPALDI

B pamkax koHdepeHumn Flores Vitae
«KOHTpaBsepcMn B HeOHaTanbHOW MeguupuHe
n neguatpuuM»  npoxoguna npemms
«PenpoaykTnsHoe 3asTpa Poccun.

~ [Npemuns BpyyaeTcs Bpayam nepuHaTanbHowu
. W penpoaykTUBHOM cdhepbl. IKCnepT hoHpa
BPa4-HENMPOXMpPYpPr  3MHEHKO  ImuTpun
. OpbeBnY nony4nn NPeCcTUXHy Harpagy 3a
| CBOW BKNapg, B OTE4ECTBEHHYIO MEANLUMHY.

Mbl nosgpasngem Omutpua HOpbeBu4a c
3TUM BaXHbIM COObITMEM!

Nmsa Hawero dpoHpa B [leHb ropoga 3sy4ano
4 CO  CUeHbl  MeXnAyHapopHoW  npemuw
| #MbIBMECTE B Mockse!

[MpoeKkT nomoLy 6epemeHHbIM Obl1 OTMEeYeH
NPU3OM B pernoHanbHoOM 3Tane
MexayHapogHon npemun  #MblBMecTe B
HOMMHaLMN “Ninpep coumanbHbIX
N3MEHeHM". DTO BbICOKas oOueHKa paboTsbl
KOomaHzbl npoekTa n NONY4EHHbIX
pe3ynbTaToB Ha rocyaapCcTBEHHOM ypoBHE. 3a
rog, paboTbl NpoekTa NOMOLbL nony4nnn 56
6epeMeHHbIX XeHLLWH No Bcen Poccun. MovyeTHOE CNOpPTUBHOE 3BaHWe 3acnyXeHHbIn
mactep cnopta Poccun npucsoeHo WMBaHy
Fonybkosy (ropog, Mockea) -  6-KpaTHOMY
YemnuoHy mupa 2022 roga no NbIKHbIM FOHKaM
1 6MaTNOHY CnopTa NnL, C MOPaxXeHNem OnopHoO-
ABuratenbHoOro annapara.




NOCTUXKEHNA HALLMX MOOOMNEYHbBIX

6 ceHTa0pa B Yebokcapax COCTOSANOCH
TOpXeCTBeHHOe  OTKpbITMe  BcepoccMmckux
[OEeTCKO-HOHOLLIECKNX COPEBHOBAaHWA NO NErkon
aTneTuke cpepm o, C MNOAA.
MecTtom nposefeHns CTapToB CTafn CTaguoH
«ONUMINNCKNINY, roe 3a Harpagapl
COpeBHOBaHMM BCTYyNUAW B OOpbOYy OHblE
cnoptcmeHsl  mn3 11 pernoHos  Poccun.
~ B kateropuun "ber” copeBHoBanucb pebsTa Co
- spina bifida n3 komaxgp! "Gromova Junior" :

¢ [ancuH Tumyp,

* Bacunbes Jamup,

® PbixxoB Aptemui

B Mockosckon obnactu ¢ 18 no 23 ceHTabps
npoxogunu Bcepoccuinckme copeBHOBaHWUS MO
napabagMUHTOHY.

B TypHUpe npuHano y4actme 70 CNOPTCMEHOB
13 14 komaHpg, cyobekTos PO.

bbino pasbirpaHo 19 komMnnekToB mepanen.
MoponeyHbIn Hawero oHaa, VieaH A3aHoB K3
MNepmun NpuHUMan y4actme B COPEBHOBAHUAX U
nony4unn Aunnom il crenenu.

23 ceHTa6pa nognucaH npukas o NPUCBOEHUU
MBaHy cnopTtueHoro paspspa Kangugar B
macrtepa crnopral

8C

nr

gpoecy sy
Hb EEIA

17 ceHTa6psa B Komcomonbcke-Ha-Amype
npowen Bcepoccnmncknn geHb 6era «Kpocc
Hauuu». B HEeM NPUHANK y4acTUe HECKOSbKO
TbicaY Yenosek. Cpean CNOPTCMEHOB Oblnu
n B3pocsible U aetn. B 3abere npuHan
ydacTMe WM noaoneyHbin Hawero ¢oHaa
EsreHun Jlyroson.

C 24 no 28 ceHTa6ps B NrT. boratble Cabsl
(Pecny6nuka TaTapcTaH) npoLun
COPEBHOBAHMS MO HACTOSILBHOMY TEHHUCY
cnopta numy, ¢ NMOOA n MH.  3a mepanu
Kybka 6oponucb 6onee 75 cnopTCMeHOB 13
12 pernoHos Poccun.

PusaHa Mmamuesa, CNOpPTCMEHKa  C
anarHosom spina bifida, nogone4Has
Hawero ¢ooHaa ctana nobeguTenbHULEN B
KOMaHOHOM 3a4eTe cpegm XeHwmH MNOLOA
6-8 knacc!



POCCHR 14
TATAPCTAH

NHOOPMINPOBAHWE O SPINA BIFIDA

MAG |14 ny6nvkauui o cooHae Bbiwno 8 CMU

FM OcHosatenb poHaa NHHa NHIOWKKWHA NpuHana ydactue B adpupe «Mambl
0COOEHHbIX feTen: Kak AepXaTbCs, BO 4TO BEpUTb MU YTO genatb? B
>KEeHCKOM knybe ayxoBHoro passuTtua Colady

Ha Ttenekanane OTC (HoBocMOGWMpCK) BbiWen penoptax O BaXHOCTU ﬁ&,

3aHATUA NnaBaHWeM Ans aeten co spina bifida, B KoTopom NPUHANK J EneHa mm}ubu
yyactme 3protepanesT coHaa KOnug Taneposa, tOoHas nogoneyHas = MODFIKMHa noMow B® «CniHa Gudupar
Hawero doHpaa Coduna Cc mamon un TpeHep no nnasaHuio [apbs 1

MNepeBep3eBa, koTopas ogHa U3 nepsbix nNpowna obyvyeHne B UHCTUTYTe
Spina Bifida 1 Tenepb MOXeT NPOBOAUTL 3aHATUS C AETbMU C ANArHO30M
spina bifida, y4nTbiBas BCe HIOAHCHI.

Ha Tenekanane Poccus 1 B nporpamme «Bectu.TaTtapcTaH» Bbilen CloXeT
O HexBaTke KaTeTepoB [Aaa nogoneyHbix oHaa C  yyYacTuem
pykoBOAMTENS NpPOEeKTa puanuveckon nomowm EneHbl MopskuHOWN,
3KcnepTa doHAaa, Bpava-yponora AHBapa PudpoBu4a AmupoBa U
noponeYHbIx poHAaa.

P coBPeMeHHOe
. ‘ a ,D,OppBbe
vy / (\ ) )
COLADY \ r'alderTa.ru

orc Forbes




Bbl MOXETE COENATh
MO>XXEPTBOBAHUE B ®OHA

«CNMUHA BUOULOA» B
OTAENEHUAX MOYThbl POCCUN

L)13 3TOro HEOBXOAUMO:

o POCCHH

(yHUKaNbHBIA HOMEP hoHAa 38836 ), .ﬂ
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_MIR-ON - 310 npoekT o uw¢>posm3cxumn

6nor0TaopM$eanocm Mwuceus Hawero
NPOEKTA 3TO CNACEHWE XM3HU oA, MOMOLLb
LETSM, HyXOAIOLWMMCS B JOPOrOCTOSLLEM

nevyeHnu, a TakKxe HeBGLLLMU.I,éHHbIM cnosam

BnarotBopuTENnbHLIX  CPOHA,
«CnuHa budpmnpa» 3aKkIoYmn
[OroBOp O COTPyQHWUYeCTBe
¢ npoektom MIR-ON NFT
npoekT MIR-ON!

270 NnpoeKT no
nNpuBNEYEHNIO
KPUNTONOXEPTBOBAHUN AN4
6narotTBopuUTESIbHbIX

doHOoB, KOTOpbIA  Oyner

Hacenenus. [nasHbIMM MHCTPYMEHTAMU HaAWEro

Momoratb petam co Spina Bifida crtano
npOLL'.eI NPOEKTA ABNAIOTCA HOBbIE TEXHONOTUN - OKa3bIBaTb noﬂﬂ'erKy

Groxueiin u NFT. Hawlemy dooHay!

C ceHTA6ps NOXepTBOBAHWE MOXHO CAeNaTh
“@ B OGOM OTAeNeHUn NoYThl Poccuu.

A
YTOBbl COBEPLUMUTL NMNOXXEPTBOBAHUE I
YEPE3 BAHK BTb BAM HEOBXOAUMO: r—
(1)

(3]

C ceHT96ps BmecTe ¢ baHk
BT6 nomoratb cdhoHay «CnuHa
6udcpunpa» ctano ewé ynobHee!

g BTB FOTOBO! BALUA MOMOLLb YXXE B NYTU!



OUNHAHCOBbIM OTYET. NOCTYMNJIEHNS

[MoCcTynneHns oT OU3NYECKMX NNLL: 203 128,39

Ha canTe helpspinabifida.ru (cepsuc FOmanw) 37 801,08
Ha canTe helpspinabifida.ru Cloudpayments 139 751,41
Ha pacYeTHbIN cHeT poHaa 25 575,90
KpaynodaHanHr: 438 959,35
B® "Hy>Ha nomoLb’ 83 695,26
Lobpo.Mann.py 37 004,00
Tooba 316 006,09
OZON 2 254,00
BnaroteopuTenbHbin doHA, Bnagumupa lNotaHnHa 9 648 545,00
bnaroteoputenbHbin GoHg, «ABcontoT-MNomoLLb» 1965 759,00

NTOTO MOCTYNNEHNS: 12 601131,74

SVAr "4 CnuHa 6udupa

SR

3z

~

AdeHb Ngll®
3HAHUU U AOBPA . §

(@) pobpo = VTLELR -

C6o0p 3aBeplLueH

NoXKepTBOBaM cobpanu

682 22 194 659 P

YT106b1 yUUTbHCA B LLKONE, Makcumy
HY)XHa aKTUBHas KOJNsiCKa



OUNHAHCOBbIV OTYET. PACXOLpbI

[NpoekT nomoLy 6epeMeHHbIM U MNafdeHLam o roga 205 827,80
3apaboTHas nnarta NPorpammMHOro NnepcoHana 54 047,00
Crpaxosble B3HOCHI ¢ DOT NnporpammHOro nepcoHana 2 298,80
MepguumHckue ycnyru 116 965,00
Mpoe3pg 1 npoxusaHue 6naronosyyarenen u 32 517,00

CONPOBOXOAOLLINX

[NpoeKT NoOMOLLM AETAM-CUPOTam 114 959,00
3apaboTHas nnarta NPorpammMHoOro nepcoHana 69 149,00
MepguumHckue yenyru 26 912,00
KoHcynsTaumm 14 000,00
AppecHasa nomoLub (KaHutosapsl) 4 898,00
MpoekT «[lomaluHee BU3NTUPOBAHNEY 151129,20
3apaboTHas nnarta NPorpammMHoOro nepcoHana 129 399,00
Crpaxosble B3HOCLI ¢ DOT nporpammHOro nepcoHana 21730,20
3apaboTHas nnarta NPorpammMHOro NnepcoHana 93 512,00
Crpaxosble B3HOCHI ¢ DOT NporpammHOro nepcoHana 13 793,40
Mebenb 98 664,60
TCP 766 340,00

MeguumHckue yenyru 11 095,00
3apaboTHas nnarta NPorpammMHoOro nepcoHana 22 987,00
Crpaxosble B3HOCHI ¢ DOT NporpammHOro nepcoHana 4 597,60
MepguumHckue ycnyrm 108 274,00

OUHAHCOBbIV OTYET. PACXOpbI

Jloructuka cneunanmcTos 1M nepcoHana 9 089,00
3apaboTHas nnaTta NPOrpaMmHOro nepcoHana 155 939,00
CTpaxoBble B3HOCHI ¢ DOT NporpammHoOro nepcoHana 20 230,20
IT-ycnyru 77 456,34
3apaboTHas nnara NporpammHoro nepcoHana 26 595,00
3apaboTHas nnaTta NPOrpammMHoOro nepcoHana 148 935,00
IT-ycnyru 19 999,00
MNpoBegeHne meponpuaTumn 6 150,00
NHctutyT SB
Monurpadous 4 915,00
BosspaT feHeXHbIX CpefcTB rpaHToaaTento 58 448,08
IT-ycnyru 114 241,41
BaHkoBckue pacxogpl 18 562,94
Byxrantepckvie, opuamyeckve u apyrue KOHCynbTauuoHHble ycnyr 194 000,00
3apaboTHas nnaTta agMUHUCTPATUBHOMO NepcoHana 232779,61
CtpaxoBble B3HOCbI ¢ DOT afMMHUCTPATUBHOIO NepcoHana 37 349,50
O6y4eHune nepcoHana 55 000,00
KaHuToBapbl 2 602,60
Co3paHue ynpasneH4eckoro y4eta 8 CRM dooHpa 79 149,00

NTOIO, PACXO[b!: 2 852 621,28



PekBM3UTbI OOHOA:
BnarorBoputensHbii doHg, «CnmuHa 6
Mockoscknin 6aHk NMAO «CoepbaHk»
p/c: 40703810838000004588

BUK: 044525225

Kop. c4eT: 30101810400000000225
NHH: 7727287817

KMMN: 772701001

OrPH: 1167700055380

Momoyb DOHAY MOXHO Ha cante
https://helpspinabifida.ru/howtohelp/
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