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BJIATOTBOPUTEJIbHbIN ®OHL, «CAVHA BUDWOA»

3npascTBynTE, foporue yutatenm!
Mepepn Bamun rogoson oT4eT 3a 2023 rog,
B Hem Bbl cmoxeTe HanUTh NoapPoOHO BCHO
NHGOPMaLMIO O AedaTeNlbHoCTN hoHAa 3a
rog,.
O4eHb peKOMEHAYI0 BaM K MPOYTEHMIO,
Tak Kak oT4yeT 3a 2022 nosny4mn camyto
BbICOKYIO OLIeHKY «30/I0TOW CTaHpapT
rogoBoro or4yeta» B KOHKypce «Touka
oTcyeTa» U 4 3Be34bl (BbICOKOE KavecTBo
rogoBoro otyeta» B penTuHre Raex, a no
pe3ynbTatam pearensHoctu B 2022
He3aBMCUMbIN PerUTUHI Raex BHeC Hac B
cnmcok  TOM-40 nyywux ¢oHAOB B
CTpaHe, B TOM 4uC/ie MO  TakMm
KpUTEPUSIM Kak OTKPbITOCTb n
npo3paqHocTb. [loTomy 4TO ONna  Hac
MakCMMmanbHO BaxHO OblTb A9 Bac
OTKPbITBIMA U NPO3padHbiMK,  ObITb
UMEHHO TeM (POHOOM, KOTOPOMY TOYHO
MOXHO  poBepsaTb. MmeHa  Hawwmx
napTHepoOB, WX KOJIM4ECTBO W POCT 3a
2023 TOXe MOATBEPXAAT 3TOT (OakT.
Kpome TOro, mbl BepuduLMpPOBaHbl Ha
BCEX nnatgopmax n cranu
nobepuTensamu 7 rpaHToBbIX KOHKYpCOB!

roflOBOV OTYET 2023

B uenom, o6bem noxeptesosaHuin 3a 2023
rof, BbIPOC B [iBa pa3a, He CMOTPS Ha BCIO
BHELUHIO cuTyaumio, € 47 MnH 8o 82 maH
B geHbrax wam po 120 MmfH, y4uTbiBas
ycnyru pro bono.

Ho Hawa nomoulb Bce ewe HyxHa. W
Hallern MUCCUEN OCTaeTcs oKasblBaTb 3TY
noMowp  JeTtam U B3POCIbIM €
BPOXOEHHOM natonornen  CAMHHOIO
Mo3ra, npunaratb BCE YCUAKS, YTOObI
Ka4yeCTBO XWU3HWM 3TUX AeTen Oblno Bbile,
0Ka3blBaTb BCEBO3MOXXHYHO MOMOLLLb.
FoBOPYT, eCnun 3a CBOK XM3Hb Bbl MO/
NOMOYb XOTS Obl OQHOMY YenoBeky, TO B
BaLLEN XMN3HU y>Ke eCTb CMbICA.

Mbl Xe ¢ Bamum nomoram 3a 2023 rop, -
1500 petam, U3 HUX K Npumepy 28 peten
CUPOT C WHBANMOHOCTLIO OKa3anucb B
CEMbSX U yXe TOYHO He ympyT B MNHN.

A 3TO 3HAYMT, 4TO U AeATeNbHOCTb POHAA,
M paboTa Kaxmaoro COTPyQHWKa, M
noaaepXxka Kaxgaoro u3 Bac HEBEPOATHO
BaXHa M uUmeeT 6ofblIOn U raybokum
CMbICA.

MpUaTHOrO NPOCMOTPA Haero oT4eTa, ¢
6narogapHocTtbio, IHHa NHIoLWKMHa




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

YTO TAKOE SPINA BIFIDA

Spina bifida — nopok pa3BuMTUA MNO3BOHOYHMKA, XapakKTepU3YHOLLNACS
He3apalLeHem No3BOHKOB U HEMOJHbIM 3aKpbITUEM MO3BOHOYHOIO KaHana.

JTOT TAXeNbI BPOXAEHHbIN AeddeKT NO3BOHOYHMKA hopmupyeTca y pebeHka
ele B yTpobe maTtepu.

|_|pVI‘-IMHbI pa3snUTU4a NaTosiorMmn 0 KoHua He U3yveHbl

90% nopen ¢ faHHbIM 3a6oneBaHemM UMeEIOT NPobiembl C PYHKLMSAMU Ta30BbIX
OpraHoB W OKOJ10 NONOBUHbI UMEIOT ABUraTesIbHble HapyLUEHWS.

100% nopen € paHHbIM 3abosieBaHMEM UMHTENIEKTYyalbHO COXpaHHbl U MOryT
>XUTb NOSIHOLEHHON XM3HbIO.

'I 500 NoJoneYHbIX B peectpe
doHpa «CnnHa budunpa»
peter M monombix
2 5 O B3POCNbIX C  OMbITOM
CMpOTCTBA

ropopos Poccuun, rge
noJsly4atoT NOMOLLb

O HAC

MUCCUA DOHOA

Cnocob6cTBOBaTHL TOMY, 4TOOLI B Poccun
NosIBUNOCL 6ObLLE BO3MOXHOCTEN ONS
AnarHoctukm spina bifida Ha 6Gonee
paHHMX Ccpokax OepemeHHOCTU U Bce
MeHbLLUe poXJanocb pJeten C 3Ton
naTonorven, a TakXe Co3[aeaTb
BO3MOXHOCTb W  BOOXHOBNATb  Ha
OCO3HaHHbIN BbIOOP ByayLlero.

YTO Mbl AENAEM

@oHA, 0Ka3blBAET CUCTEMHYIO MOMOLLb
AeTSM 1 B3poCnbiM co spina bifida. Mel
nomoraem CEMbIM, CUPOTCKUM
yypexaeHusam, roe pactyT Takme getw,
4yTOObLI NtoaM co spina bifida nmenn
BO3MOXHOCTM  ON9  aKTUBHOM U
NONMHOLUEHHOM XM3HW B obLllectse C
[OCTYNHOM Cpefon.
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KOMAHLA ®OHAOA

WV

UHHA UHIOLLKHA

NcnosiHnTenbHbIn aMpekTop

Mpepcepatens doHaa

MAPUA KOPOTKOBA MAPTAPUTA HUKYLLIMHA

PykoBogutenb PykoBogutens npoekra
NPorpammbl MOMOLLM NOMOLLIN GEPEMEHHBIM U
noaoneYHbIM netam ot 0 oo 3 net

roflOBOV OTYET 2023

MWUXANJT CEMEHOB AHHA MNOJIEBCKAA AJIEKCAHPA BAPAHOBA OJIbr'A METYXOBA

IT-oupekTop ®daHppansep MdaHppansep OunpekTop No KOMMYHUKALMIM

W ¥

JOOMUNA LIYPKAH OVAHA SLbIHA AHHA ATAKUHA

AHHA KOCTbI/IEBA

KypaTop npoekTa nomoLLm
NOASIM C OMbITOM
CMpOTCTBA

KypaTop npoekTos
«[lomalHee
BU3UTUPOBAHWE» U
«YBepeHHbIn 6anaHc»

PykoBoguTesb NpoekTa
«MHCTUTYT Spina bifida»

Pykosogutens
CMOPTMBHOrO MPOeKTa
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KOMAHLA ®OHOA

o

EJIEHA MOPAKUNHA UPUHA GPLIEBA OJ1brA KOHIOLLIEHKO KCEHNA KO3UHA AJIMHA BAJIMEBA t0JTNA BY3MAKOBA

PykoBoguTesb NpoeKkTa tOpuct MeHep>xep ApmuHucTpaTop ApmuHncTpaTop ApmuHucTpaTop
OPUANYHECKON NOAAEPXKKMN 06pa3oBaTeNbHOro
npoekTa

o ko
\‘;,/ / e /8 B

., v\:‘_ (|
UPUHA TOTMHOBA ENNEHA OBYAPEHKO AJIEKCAHAPA LLIMYATIMHA MAPWUA TONAEBA OJ1brA EPEMUHA TATbAHA KOTEJIbBHNKOBA
KypaTtop npoekTa nomoLLm BonoHTep B NpoekTe Mpoatocep cneupanbHbIX PykoBomuTesb NpoekTa NcnonHUTENbHbIA .
neTsm ot 0 oo 3 net 6ecnnaTHbIX No0e3aokK NPOEKTOB NCUXOJIOrMYeCKom AMPEKTOP (ex.) (DMHaHCOBBIN MEHE[KeP

NoAAEPXKKM (ex.)
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CHNEYUMNANNCTDI

n

AHACTACKA
BEJTIOLLIEHKO

Ddusnyeckmnn
TepanesT

r. dpocnasnb

OKCAHA
COPOKOJIETOBA

Ddusnyeckmnn
TepanesT

r. Mockea

AHHA HEKPACOBA
JproTtepanesT

r. Kazaxb

NCNAMUA
CAQbIKOBA

Ddunsmnveckni
TepanesT

r. KasaHb

EJIEHA LLUOLLNHA
SproTtepanesT

r. CaHkT-lNeTepbypr

BUKTOPUS
®EJOHUHA

JproTtepanesT

1 . Open

CEPFE/ Y AKUH
dunsmnveckni
TepanesT u
3proTepanestT,
TpeHep

r. KpacHopap

TATbAHA MEMENAEBA
SproTtepanesT

r. EkaTepnHOypr

MAPUSA KASAHYEEBA
dproTtepanesT

r. MockBa

OJIECS KWCAPOBA
JproTtepanesT

r. Camapa

BACWUI14 3APUMOBA
JprotepanesT

r. xkeBck

IOJINUA TANNEPOBA
JproTtepanesT

r. HoBocmbupck

\ X

j -

roflOBOV OTYET 2023

UPUHA TYYNHA
dproTtepanesT

r. Mockea

BUKTOPUA FTOJ1YBEBA
dproTtepanesT

r. Bonrorpag

HAMCAJIMA
OALLMOOHOOKOBA

JproTtepanesT

r. Mockea

HATAJIbA
KJIMMYEHKO

| JprotepanesT

r. KpacHopap
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EBrEHNA MAPATOBHA BEPANYEBCKASA

Bpay-HeBponor, Henpodumsnonor oTaeneHus
Henpoxmpyprum HUKW neguatpum um. Benbtuuiesa.

MepguumHcknun gupekTop poHaa «CnuHa udomaan

AMUTPUIN FOPLEBUY 3UHEHKO
Henpoxunpypr HUKWU negnatpumn nm. Benbtuilesa.

3asegyloWwnn  OTOENEHUEM  HEUPOXUPYPrUKW,  OOKTOP
MeOMUMHCKMX HayK

KUPUI BUTAJIbEBUY KOCTIOKOB

[oKTOp MeOuUMHCKMX HayK, 3aBefylowuin oTaeneHuem
YNbTPa3BykKOBOM U (PYHKUMOHANbLHON AMarHoctukn OrbY
«HLL Al v T um. B.W. KynakoBa» MuH3gpasa Poccuu, YneH
obLLecTBa meamumHbl matepu n nnoga (SMFM, CLLIA)

JNINAHA AHATOJIbEBHA HYTYHOBA

Bpay ynbTpa3sBykoBOM [OMArHOCTUKMW, akyllep-rmHeKonor,
KaHOMOAT  MeOUUMHCKUMX — HayK, CTaplui  HayuHbIn
coTpygHuk OIBY «HUAT 1 I nm.B.N. Kynakosa» MuH3gpasa
Poccum

roflOBOV OTYET 2023

AMUTPUA UTOPEBNY OXANKWH

Bpay optonep-opTe3nct HauMoHanbHOro MeguumHCKOro
nccneposartensckoro LieHTpa 3goposba [eten, gupekTop
OpTto-npocTpaHctea,  OpToneauyeckon  nabopatopum
pokTopa OxankuHa

CTAHNCJ1AB BAYECSTIABOBUY UBAHOB

PykoBoguTenb LieHTpa neyveHus peten C NocnencTtensamu
CNMUHHOMO3roBbIX  TpbK  Npn KnuUHWKE  BbICOKMUX
mepuumHcknx  TexHonormm um. H.W. Tuporosa Cr1BlY,
KaHONOAT MeOUUMHCKUX HayK, Bpad-opTonep,

CEPTEM OJIETOBUY P4BbIX

JokTop  MmeOuuMHCKMX  Hayk, Pykosogutens oTtaena
Tpasmartonormuu n optonegun HUKN neguatpumn n oetckom
xvpyprmm numenun akagemuka tO.E. Benbtnwesa ®IAOY BO
PHAMY wm. H.WA. T[nporosa MwuH3gpaBa Poccum.
MNMpepcepatens AOSpine Russia, YneH npe3nanyma
accoumaumm xupypros-septebponoros Poccun

POMAH reOPTMEBY LLUMAKOB

| AKyLLEep-TMHEKONOor, AOKTOP MEOMUMHCKMX HayK, rNaBHbIN
' Bpay HaupoHanbHOro MeauUMHCKOro UCCefoBaTeNbCckoro
| LUeHTpa aKyllepcTBa, MMHEKONoruM U NepuHaToNorMn UMm.

ak.B.M.Kynakosa



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

KPUCTUHA ANNEKCAHOPOBHA INMAQKOBA

: Bpay akywep-ruHekonor, 3aBefylolias  oTAeNeHMem
\ natonornm 6GepemeHHocTn @OIBY «HMWL, akywepcTsa,
rMHeKonorMm wu nepuHatonormm um.ak. B.N.Kynakosa»
MwuH3gpasa PO, kaHaNOAT MeOUUNHCKUX HayK

AHHA IOPbEBHA LLIEAPUHA

Hetckuin  Bpay yponor-aHgposor, cneuuanusaups —
Henpoyponorudeckaa nartonorusa. ML, Cr6rrmy, orey
«HMULL peTckon TpaBmMaTtonorMm u opToneamvm MMEHMU
I N.TypHepa», KnuHuKa BbICOKMX MEONLMHCKUX TEXHONOMMI
um. H. N. MNnporosa Crery

APTEM BAJIEPbEBY BEPLLAOCKUIA

Bpay-yponor, Hernpoyponor yposorn4eckoro oTaeneHus
«EBpONenckMn  meguunHckn  ueHTp  «YITMK-3p0poBber,
EkaTtepuHOypr

AHBAP PUOOBMNY AMUPOB

Bpay yponor, Henpoyponor. Hay4HO-KAMHUYECKUIA LLEHTP
: - NPELM3NOHHON M pereHepaTMBHON MeauLUMHbI KasaHckoro
,\\ ” (MpuBonxckoro) epepanbHoro yHueepcuteTa (KasaHb)

roflOBOV OTYET 2023

OAPbA AJIEKCAHIPOBHA KOMJIEBA

Letcknn xmpypr, petcknin yponor. Kysbacckas obnactHas
[eTckas KnnMHu4Yeckas 6onbHuua (Kemeposo)

= WJ1b4 CEPTEEB/Y MOTIOB

K.M.H., Bpay BbiClEN KBaNMPUKALUMOHHOM KaTeropuu,
JeTCKUin  yponor-aHgposior, pykosogutens OTtaeneHus

& ambynaTtopHoOM yposiorMn n aHgponormm KoHcynbTaTUBHO-

anarHoctmyeckoro ueHtpa KIBY3 “Antaickmin  Kpaesow
KNMHUYECKUA LEHTP OXpaHbl MaTepuHcTBa M OeTCTBa”
r.bapHayn

3YXPA PYCTAMOBHA CABUP39HOBA

[eTtcknn  yponor-aHaponor, yposor, AOEeTCKUA  XUpYPr.
KaHOnOaT meauvumHcknx Hayk ®OIBY “PoccMnckmm HayqHbI
LEHTP peHTreHopaguonormn” M3P®, Bepywuin Hay4HbI
COTPYQHUK EBpOMENCKMA  MEeOMUMHCKMA  LUeHTp, Bpad
[EeTCKUI yponor

EJIEHA TEOPTMEBHA BEJTOHOIOBA

Bpay-negnatp B  KAMHWKE  BbICOKUX  MEOULIMHCKUX
TexHonormn wmm. HMW. Tuporoea Cr6ry, r. CaHkr-
MeTtepbypr. KaHoMoaT MeOUUMHCKUX HayK, OeTCKun
HeBponor
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ANEKCEN NTOHbKWH

OcHoBaTenb Poccuinckon NT-komnaHum
«Pectapt», nmnpgepa B ob6nactm peanu3auuu
cmcTem ynpasneHuns NMYLLLECTBEHHBIMU
KOMMAEeKcaMu, B TOM 4YUCne C UCNosib30BaHMEM
NHPPACTPYKTYPHbIX peLleHnn HOBOIO
NOKOJIEHUS cob6cTBEHHOM pa3paboTku.
Cneupannuct  NO  yNpasieHUO  MpoeKTamu
BHEOpPEHUS NHAPOPMALMOHHDIX cUcTem,
TeXHUYeCKon N PYHKUMOHANLHOM apxXuTekType
NPUIOXEHUW, a Tak >Xe rno OGu3Hec npoueccam
HeTAHbIX N PUHTEX KOMMNAHUI.

AHAOPE/ EBAOKMMOB

busHec-ncnxonor, koy4 PCC, KOHCynbTaHT no
pa3BuTUiO  OM3Heca, NMOEPOB M KOMaHL,
MapkeTosor, cnvkep, npegnpuHUMmaTensb.
akcnepTn3a AHgpes: KopnopaTtuBHas KynbTypa,
MapKeTUHr,  KOMMYHUKauumM U 1pogaxw,
camoonpegenenune. Y AHgpea 20 netHurM onbIT
paboTbl B  MeXAyHapoOHbIX KOMMNaHWaX B
npogaxax U MapkeTuHre.
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HYPCUHA TAJIUEBA KCEHUA TOJTOBNHA

YyacTHMUA M MHOrokpaTHas npusepka dectmsanen w
MacTtep cnopTa Poccum, 6poH30Basi HeMNMOHKa MUPa, KOHKYPCOB NO TaHLLAM Ha KoJsigckax., naypear | cteneHu
YemnmoHka Poccmumn, MHOroKpaTHbIM NpU3ep u

nobeputens Kyobkos Poccum no TaHLAM Ha Konsackax

EJIEHA YCTUMOBA g AHACTACUSA MAKUEHKO

CepebpsHas npusepka YemnuoHata Poccun No TaHLam Ha
konsackax, 3onotas npuespka Kyoka benapycu no TaHuam Ha
Konisckax

Mwucc He3zaBmucMmocTb 2016, yHacTHULLA TaHLLEeBaNbHOrro
npoekTa «peogonen-ka»

KCEHUA JINMHHUK PUAHA UMAMUEBA

[BykpaTHas YyemnmoHka Pecnybnvkn TaTapctaH no
HaCTONIbHOMY TEHHUCY

* K.M.C. MO NfiaBaHUIo, NepBbin cepTUULMpoBaHHbin PADI
OPEN WATER pansep co spina bifida B Poccum

OAPUHA YEPHOBA

JapuvHa 3aHumaeTca cnepx-xokkeem, 6Oacketbosiom W
TaHLAMM Ha Konsackax

19 20
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“",‘ B 0 BHACTH v Llenb 3: O6ecneyeHne 300poBOro o6pasa XusHu 1 cogencrare 6narononyymio
= YCTOUYUBOIo W [Ns BCeX B NIo6om Bo3pacTe

"l‘\ PAaBMTHﬂ OxpaHa martepuHcTBa M 3popoBbe geTen. B 2023 rogy 54 6epeMeHHbIX XEHLLUMH, OXWUOAIoLLINX
pebeHKa C YCTaHOBIEHHbIM AnarHo3om spina bifida nonyunnuM nomoLlp, 7 XeHWWH NpoLnn Yepes

BHYTPUYTPOOHYIO KOpPPeKUMIo natonoruv, 24 mnafgeHua NosBUIOCH Ha CBET B COMPOBOXAEHUU
doHaa

HAYECTBEHHOE M Llenb 4: O6ecneyeHne BCEOXBATHOr0O U CNpaBea/IMBOro Ka4eCTBEHHOro

:ﬂ:ﬁium“ OGPA30BANNE 06pa30BaHus U MOOLLIPEHNE BO3MOXHOCTM 06Y4EHUS Ha MPOTSXXEHUN BCEl XU3HU
ANs BCex

5naro,u,aps| nomoLiu CpOH}J,a OEeTU MOryT nosy4vartb 06pa3OBaHMe: B [OOLWKOJIbHbIX LUKOJIbHbIX
yqpeXneHuax yctaHaBnmearoTCa MaHOyCbl ONA WUHBANUOHbIX KOMACOK, OeTaM npefocTtasndaroT
TbOTOPOB U Ka4eCTBEeHHY0 MeaUUMNHCKYIO NMOMOLLb, OeTU NOoNYyHatloT cneunuanbHble LUKOJIbHbIe NapTbl

-I ¥YMEHbLUEHHE . Uenb 10: CokpaleHue HepaBeHCTBa U obecneveHue Toro, 4Tobbl HUKTO He Gbin
e ocTaBJieH 6e3 BHUMaHUS!, SIBSIIOTCS HEOTLEMIIEMOIA HaCTbIo NpoLiecca
LOCTUXEHUS Lienen B 06,1acTU YCTONYUBOIO PasBUTUS
®oHp, obecrnevmBaeT OOCTyN K MEOULMHCKON U coupmanbHON MOMOLLM CeMbaM AeTern co spina bifida,
DOCTYyN K NPOOUSILHON N BbICOKOTEXHOSIOMMHYHON NOMOLLUM Ans 6epeMeHHbIx co spina bifida y nnoga,
0Ka3blBaeT COQENCTBUE B KOMMIEKCHOM MCUXONOr0-MEANKO-COLIMAaNbLHOM NOMOLLIN

(4

< Uenb 16: Mup, npasocyaue U 3¢ppeKTUBHbIE UHCTUTYTbI
IOpucTtamn dooHAa cocTaBfeHo 14 UCKOBbIX 3a9BNEHUN: U3 HUX 9 3aBepLUEHHbIX aen: 6
YL,OBNETBOPEHbI CYAOM MOIHOCTbIO, MO 3 0TKa3aHOo (MO MHbIM MPUYMHAM).

Cembu MONyYMNM KOMMNEHcaUMIoO 3a npuobpeTeHne 6Gunetos, 3a nokynky TCP camocTogrenbHo,
NeKapcTBEHHbIe npenaparbl, B TOM YYC/Ie UM KOMMEHCUPOBAIN MOPAasbHLIN BPef, Ha OOLLYI0 CYMMY
70 000 py6neMn. MNoaroTtossieHo 3 pocyaebHble NPETEH3NN NO 3aLLMTe NPaB HECOBEPLLEHHONETHUX.

TR CIne Llenb 17: NMapTHepCTBO B UHTEPECAX YCTONYUBOIO pa3BUTUSA
W MPABOCYHE B WHTEPECAX

YCTORYHEDND

®oHg, «CnuHa budpmnaa» BxoauT B EBponenckyto accoumaumio “International Federation for Spina Bifida
and Hydrocephalus (IFSBH)". CneupanncTel U 3kCcnepTbl hoHAa NPUHUMAIOT yHacTUe B MEPOMNPUATUAX
accoupaumm.




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWOA» rof,0BOV OTYET 2023

HypcuHa lannesa Bbina 3amyx
AHactacus Hem4nHOBaA BbilLNa 3amyX
ApTyp MUHOBCKUA XEHUNCS

30 uioHga 2023 roga 3abonesaHune «Spina bifida aperta» BkntoveHo B NepeyeHb
(peokmx) opdpaHHbIX 3aboneBaHWn. 3TO MO3BOJSIUT MHWLMMPOBATL CO3f4aHWe
perucTpa naumneHTos B Poccumn ¢ faHHbIM 3a6051eBaHNEM.

2 mioHa 2023 ropa B MockBe COCTOANOCb OhuUnanbHOe OTKPbITUE HOBOMO

kopnyca HUKN nepuatpum um. BenbtuwieBa. B 3Tom Kopnyce Havan CBoOO * Kypc no npeHatanbHon Y3-anarHocTuke BpOXAEeHHbIX NOpoKos pa3suTtuna LIHC
paboty LleHTp «CnuHa Oudmpa». Boarnasuna ueHTp EBreHns MapatoBHa * Kypc no 0co6eHHOCTIAM HEMpoyponormm y neten co spina bifida
bepaunyesckas, KoTopas ABNAETCA MeOULMHCKNUM ONPEKTOPOM * Kypc no HemporeHHon AMCYHKUMKN KULLEeYHWKa Y feTen co spina bifida

6narotsoputensHoro goHaa «CnuHa budpmaan.

BkntoveHne coHpa «CnnHa budomnpar» B nepeveHb hoHAoB-NapTHepoB «Kpyra
[o6pa» — 3TO OYeHb BAXHO 19 OKa3aHWS BCECTOPOHHEN MOMOLLM HaLLMm
nofoneyHbiM OT ooHpa. Hawe coTpynHMYecTBO npepnonaraeTt yvactve B
KOHpepeHumMax U BCTpedax, NPOBOAUMbIX (POHOOM — 3TO MO3BOMUT HaM
0OMEHNBATLCA BaXXHON MHPOPMALMEN N ONbITOM.

C 24 no 27 mas B [logmockoBbe COCTOACA OOAroXAaHHbIM [lepBbiin
MexayHapogHbin o6pa3oBaTesibHbii hopym dooHaa «CnuHa Gudpmnpar». 3710
camas rpaHgmo3Has BcTpeda 3a Bce 7 NeT cywectsoBaHug doHaa. Konneru
npuesxann U3 pasHblx ropodos M CTpaH: u3 Bonrorpaga, MNMepmu, KasaHw,
EkaTtepuHbypra, KpacHogapa, Erunta, lrepmanum, MHamMm n gpyrmx mect. Ha
BCTPEeYy npuexanu nonevyuTenn u skcnepTbl poHAa.

23 24



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

2 wmoHa 2023 ropga B MockBe cocToanock oduupanbHoe OTKPbITUE HOBOMO
Kopnyca Hay4Ho-nccnefoBatesibCkoro KIMHNYECKOro MHCTUTYTa neguatpumn Um.
Benbtuwesa PHUMY um. Nuporosa MuHuctepctea 3apasooxpaHeHns PO.

KpacHyto neHTouky nepepesann 3amectutenb MUHUCTpa 34paBOOXpPaHEHUS
Poccunckon ®epepaumm Oner Onerosuy Canara u rnaeHbli Bpad 60nbHULbI
Omntpuin AHaTtonbesn4 Mopo30B.

3a CKynbIMW CTPOKaMM 0OULMANbHBIX HOBOCTEN CKPLIBANOCh O4E€Hb PafoCTHOE
N 3Ha4YMMoe NS Hac COObITUE: UMEHHO B 3TOM OTPEMOHTUPOBAHHOM Koprnyce
Havan csoto paboTy LieHTp «CnuHa Gudpmpar.

BaxHocTb coObITMIO npupaetT TOT akT, 4TO pykoBoguTenem LleHTpa
Ha3HavyeHa EsreHns MapaTtoBHa beppaunuyeBckas, KoTopas  SBNSETCS
MeOMUMHCKMM  OMPEKTOPOM Hawero 6narotsoputenibHoro doHga «CnuHa
oudpmngar.

Ewe 7—10 net Hasag mbl mano 4To 3HanM O natosnorum spina bifida, 3to
OblIM €OUHWUYHbIE NaumeHTbl U 6a30Bble 3HaHUS M3 MHCTUTYTA. C MOMEHTa
co3gaHus bnaroTBopuTensHoro goHaa «CnuHa 6udpmaa» n 06begUHEHNS ITUX
NauUMEHTOB CTaNM HaKanaMBaTbCd W 3HAHWUA O TOM, C KakKMM KONMYECTBOM
COMYTCTBYIOLWMX NPOBAEM CTanknBatoTCa 3TW NaumeHTbl. NPUMEepHO B 3TO Xe
Bpems nossunacb maesa Co3naHus MynbTUOMCLUMNAMHAPHOM KOMaHObl No
BEAEHWNIO NALIMEHTOB.

25
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B TOM Yuche PeAKumM

roflOBOV OTYET 2023

Bnaropaps Hawemy ®oHOy W Hay4HO-UCCNeOoBaTesibCKOMY KAMHUYECKOMY
WHCTUTYTY neguaTpum W OEeTCKOM  XMpypruM uMeHn akagemuka HO.E.
Benbtwesa 30 uoHa 2023 ropa 3aboneBaHuwe «Spina bifida aperta» 6bino
BKJIHO4EHO B [epeyeHb (peknx) opcaHHbIx 3ab6onesaHui.

Haw ®doHpg HavYan paboTy no gaHHOMy Bonpocy elle B Hoabpe 2022 ropga. Mbl
obpaltanuce B MUHUCTEPCTBO 34paBooxpaHeHus Poccunckon dpbepepaummn m
Obuwepoccumnckyto obLLecTBeHHYIO opraHu3aumnsa “Bcepoccuinckoe o6LLECTBO
penkux (opdaHHbix) 3a6onesanHunin " (BOO3).

CynTaem 3TO OrPOMHbBIM YCMEXOM U HafleeMcs, YTO B CKOPOM BPEMEHU B HaLLEN
CTpaHe NosBMTCA PerncTp naumMeHToB no Hawemy 3a60NeBaHuIo.

Mocne BkNtOYeHUS anarHosa spina bifida B nepeveHb opdaHHbIX 3a6oneBaHUn
Haw dpoHp cBa3anca ¢ oHoom «Kpyr pobpa»*  ong  obcyXaeHus
COTPYAHUYECTBa Ha 61aro Hawwmx NoJoNeYHbIX.

23 aBrycra cocrosnacb BCTpedYa M 3HAaKOMCTBO C PyKOBOACTBOM dooHAa:
ocHoBaTenb ¢oHaa «CnuHa 6udunpa» MHHa VIHIOWKMHA W pyKOBOSMUTESb
npoeKkTa Ipuandeckon nogaepxkun doHaa EneHa MopsknuHa NO3HaKOMUANUCH C
AHHOM Kypps — 3amecTutenem npepceparens npasfieHUs U OGUPEKTOPOM Mo
BHELUHUM KOMMYHUKALMSM U NPOEKTHON aesatenbHocTn MoHpa «Kpyr pobpar, a
Takxe ¢ KynakoBon HaTanben — HayafibHUKOM OTAena opraHu3aunoHHOW u
NPOEKTHOW aeaTenbHOCTU dhoHAaa «Kpyr gobpa».

Mbl o6cyxpann Bonpoc BKAOYeHWs doHpa «CnuHa Oudpmnpa» B nepeveHb
doHaoB-nNapTHepoB «Kpyra pobpa» — 3TO OYeHb BaXHO AN OKa3aHus
BCECTOPOHHEN NOMOLLM HaLLMM NoJoNeYHbIM OT poHaa. Halle coTpygHUYecTBo
npegnonaraet y4actve B KOHPepeHUMaxX 1 BCTpeyax, NPOBOANMbIX (POHOAOM —
3TO NO3BOJIUT HAM OOMEHMNBATLCA BaXXHOW MHAPOPMAaLMEN N ONbITOM.

*®oHLa, nognep>xku OeTen C TAKENbIMK KU3HeyrpoXXarwmmmn U XpoHn4eCKnmm 3a601eBaHNAMM,

B TOM YnCne peokumm (opdaHHbIMK) 3a601eBaHNIMMN.
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[MpoekT nomoLm
6epeMeHHbIM XXeHLLIMHam

[MpoeKkT paHHero
COMPOBOXOEHNS OeTen
ot 0 go 3 net

KF
DS

* 174 6epemeHHbIX NONYy4YUIN NOMOLLb
* 57 BHYTpUYyTPOOBHbIX onepauum
npoBefeHo

COnpoBOXAeHUM hoHAa

* 360 HOBOPOXAEHHBIX NOAYHNIN
Pas3nNYHY0 NOMOLLLb

\—-/ ‘

* 1462 NONOXUTENbHbIX Pe3yNbTaToB

[MpoekT topngnyeckon
NoAAepP>XKH

0 [MpoeKkT nomoLum getam u

[{Jm B3POC/IbIM C OMbITOM

CMpoTCTBa
» 300 peTten 1 B3poCsbIX NOAYHNAU

* 144 TCP nony4eHo oT rocypapcrea NMOMOLLLb
* 43795191 pybnb cocTaBuna cymma » 72 pebeHka v B3poCnbix obpenu
3a nosy4eHHble TCP CEMbIO

?‘Dj WHcTuTyT Spina bifida

» 20 kypcos 3anucaHo
* 113 noTokoB 06y4eHUs NPOBEAEHO
* 4095 cnywarenen npownn oby4eHune

W CnopTMBHbIA NPOEKT
\

+ 133 peTen 3aHMMaOTCS CNOPTOM

13 cnopTcmeHoB cTanu
odpuumanbHbiMM ambaccagopamu
doHAa

29

* 94 mnapeHueB NOSBUNOCL HAa CBET B

MpoekT «[JomaluHee
BM3UTUPOBaHNE»

r\?%;

» 5453 Bn3nToB cosBepLueHO
* 1150 peten ocmoTpeHo

(@\9&
A

* 1345 TpeHnpoBOK NpoBeaeHO
* 247 peten BKNKOYEHO B NPOEKT

YBepeHHbIn 6anaHc
Ana neten co spina bifida

[MpoekT 6ecnnaTtHbIX
noes3fok Ha Takcu

o J
» 38 ropopos nogknto4eHo

* 745 cemen NoAKOYEHO K NPOEKTY
* 62 289 noe3pok cosepLUeHO

rof,OBOV OTYET 2022

[MTPOEKTbl ®OHLA U PE3YJIbTATbHI 3A 8 JIET

[NpoekT appecHon NOMOLLN

455 nofoneyHbIX NONYYNIN aapECHYto

NOMOLLb
* 108 akTMBHbIX KONFACOK NPUOBPEeTEHO
* 74 BepTukanuaartopa npmuobpeTeHo

MpoeKT MeanLIMHCKOM
MOMOLLI

* 625 npremos NPodunbHBLIX Bpaden
* 448 peten noceTnnn Hempoyposora

MHdbopmaumoHHo-

+ 800 ny6aukaumn 8 CMA
» 37 penopTtaxen Ha TB

* 33 3cpupa Ha pagmno

* 10 nogkactoB

npocBeTUTEsIbCKaa nporpamma
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rof,0BOV OTYET 2023

[TPOEKTbl ®OHLA U PE3YJIBTATBI 2023 TOLA

[MpoeKkT nomoLm
6epeMEHHBIM XEHLLIMHaM

&
DS

* 54 6epeMeHHbIX MOoNY4NIU NOMOLLLb

* 7 BHYTPUYTPOOHbIX onepauum
npoBeeHo

\—/K
+ 515 cement nosy4mnn nomoLLb

* 710 NONoXuTENbHBIX Pe3ynbTaToB
» 64 TCP nony4eHo oT rocypapcrea

?Oj WHctuTyT Spina bifida

+ 10 kypcos 3anucaHo
* 60 noTokoB 06y4eHMs NPOBEAEHO

MpoeKT topuanyeckon
NoAAEPXKKM

» 2883 cnywarenen npownn oby4eHne

31

[MpoeKkT paHHero
CONPOBOXAeHUA OeTen
ot 0 po 3 net

* 24 mnapeHua NoSBUNOCL Ha CBET B
conpoBoXaeHnn doHaa
* 192 pebeHka BKIHOHEHO B NPOEKT

O\ /0 TpoeKT NomMoLLM AeTaM U

= B3POCJIbIM C OMbITOM
cnpoTtcTBa

* 20 peten-cmpoT npoLun
meauumnHckoe obcnefosaHne
* 28 peten-cMpoT o6penn CeMblo

g@\dﬁ CnopTWBHbIN NPOEKT

. 1 Bble3[HOE CMNOPTMBHOE MeponpuaTme

* 100 cnOpPTUBHbIX CEKLMM CTanu
napTHepamu

* 7 cnopTCMeHOB CTanu ambaccagopamm

j MpoekT «[domaluHee
BMU3UTUPOBAHNE

* 1354 Bn3unTa cosepLueHo

* 651 pebeHok ocMOTpeH
* 18 cneumanucToB B KOMaHAae

)

* 247 peten NpuUHAAM y4acTme B
npoekTe

* 546 TpeHnpoBOK NpoBEOEHO

* 4 TpeHepa B NpoekTe

YBepeHHbIn 6anaHc
Ana pneten co spina bifida

[MpoekT 6ecnnaTHbIX
noe3fok Ha Takcn

(@
» 38 roponos NoakNto4eHo

» 745 cemen NoakNOYEHO K NPOEKTY
* 28 429 noe3nok coBepLUEHO

[MpoeKkT agpecHon NOMOLLU

* 184 nogoneyHbIx NONy4YUIn agpecHyro
NOMOLLb

* 34 TCP nepepaHbl B HOBbIE CEMbM

» 277 KOHCYNbTaUun Hemporncuxonora gns
24 peten ot 6 net

[MpoekT meguuUMHCKON MOMOLLN

* 157 nopgoneYHbIX NOCETUAN NPUEM
Henpoyponora

» 326 npnemoB NPOtUNbHLIX Bpadem u
obcnepnosaHu opraHmM3oBaHo gns 188
NOAONEYHbIX

NHdbopmaumoHHo-
NpocBeTUTENbCKas NPorpamma

» 300 ny6bnukaumn 8 CMA
» 20 penopTtaxewn Ha TB
* 17 3dompos Ha pagno
* 10 nogkacTtoB
32
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r MPOEKT MOMOLL BEPEMEHHbLIM
K SKEHLLIMHAM, OXWOAKOLLIM PEBEHKA C
YCTAHOBJIEHHbBIM OUATHO30M SPINA BIFIDA

V)
MpoeKT peanuayeTcs Npu nogaepxke

BMecCTe Ha ypOBeHb Bbille

roflOBOV OTYET 2023

6epeEMEHHbIX XEHLLMHbI

BnarotBoputesibHbin - poHp, «CnvHa  Gucbuaa»  OKasbliBaeT MOMOLLL B fOJ1y41/TU MOMOLLLb
COMPOBOXAEHNUN BEPEMEHHbIX XEHLLUMH C YCTaHOBJIEHHbIM AMAarHo30M spina
bifida y nnopa.

Spina bifida nnu rpbiXky CNMHHOrO MO3ra MOXHO yBuaeTb No Y3U ¢ 12 Hepens.

Ha 24-26 Hepene 6epemMeHHOCTM MOXHO [MpPOBECTU BHYTPUYTPOOHYIO
onepaLmio, TeM CamMbiM MaKCUManbHO CHU3WUB OCNOXHEHUS Y Manbiwa. Caenatb
Takyto onepaumto no OMC MOryT OMbITHblE BPayn B NEpUHaTanbHbIX LLEHTpax
Mocksbl 1 MockoBckon obnacTu.

BHYTPUYTPOOHbIX onepauun
6b1710 NPOBEAEHO

MOHA 0Ka3biBaeT WMHMOPMALIMOHHYIO, MCUXONOTUYECKYID,  IOPUANYECKYHO
NOAAEPXKKY, @ TakXKe aflpecHyto MOMOLLb.

B 2023 rogy mbl nomornn 20 6yoywimum mamam € bunetamu M NpoXxXnBaHNEM

paoom C nepuHatTalbHbIM LLIEHTPOM. : ! :I

MnageHLa nossuniocb
Ha cseT B 2023 roay
B COMPOBOXAeHUU OoHOa
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35

JeTten Benocb
6epemeHHOCTH

192

pebeHka ot 0 oo 3 net
NONYYNSIN NOMOLL

33

Manbiwa npoLum
NonNHoe MeauUnNHCKoe
obcnepoBaHne

rof,OBOV OTYET 2023

MPOEKT PAHHEIO COMPOBOXKAEHS
OETEM OT 0 [0 3 JIET

MpoeKkT peanuayeTcs Npu nogaepxke

ABCO/IIOT-NOMOULL

6GnaroTBOPUTENbHBIA hoHA

PaHHee AeTCcTBO — 0COO6bIi BO3PAcT. 3TO Nepuoa, akTUBHOMO Pa3BUTUS Masbilla
W CTPEMMUTENbHBIX U3MEHEHWIA. Y poauTenei BO3HWKAeT MHOXECTBO BOMPOCOB,
MHorpa TpebyeTcs CpoYHas MegMuMHCKas nomolub. Kak no3aboTuTbcs O
rNaBHOM W He YNyCTUTb BaXHOe?

O4eHb BaxHO, 4YTOObI Ha 3TOM 23Tane Cembs nonyvana MaKCUMasbHYIO
noAnepXKy CO CTOPOHbI CNeunanncToB U poauTenbckoro coobuectea. Cenyac
B Hawwem doHae manbiwn 0o 3 neT MoryT NPUHATbL y4acTue B NpoekTe PaHHero
conpoBoxaeHus neten oT 0 no 3 net, KoTopbIn OyAeT OANTbCA OO0 CEHTAOPS
2024 ropa npu noppepxke rpaHta bnarotsoputensHoro ¢oHga “A6contoT-
Momouup”.

ITOT NPOEKT HaueNieH Ha CUCTEMHOE COMNPOBOXAEHME CeMen feTen co spina
bifida no 3 nert.

CeMbaM  0KasblBaeTcs  afpecHas,  lopuamyveckas,  MNcuxonoruyeckas,
MHADOPMALMOHHAS, coupanbHas NoaaepXKa.
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0( ' )O [MPOEKT NOMOLUN OETAM A
B3POCJIbIM C OI'bITOM CHUPOTCTBA

@) MpoekT peanuayeTcs Npu Nogaep ke

M o NOBPbIX
AEN
—) NUuuA 5

Mucensa dpoHpa n npoekTa 3akntoyvaeTcd B TOM, 4YTOObl YBESMYUTb LUAHChI
OeTen-cMpoT, a 3atem M MONOAbIX B3POC/bIX Ha MNOJSIHOUEHHYIO >XW3Hb B
obuwiectBe. [103TOMYy BaXHO KakK MOXHO paHblUe BKOYaTb OETen-CMpOT B
NPoeKT nomown doHga. B 3Tom cny4ae LWaHCbl HaUTU MNPUEMHYIO CEMbIO
BE/IMKW, a npobnembl CO 300POBbEM Manbllla eweé He ycyrybunucb
npebblBaHNEM B y4peXOeHWM M BTOPUYHOW MHBanupu3saumen. Yem mnapgue
pebeHoK, Tem 60sbLle BO3MOXHOCTEN MPaBUIIbHO 3aMONHUTbL MHONBUAYANbHbIN
nnaH peabunutauun n abunutaumm UNMPA n nogobpatb TeXHUYeCkme cpencTaa
peabunutaumu.

B pamkax npoekra:

1. NMomoraem petam-cupotam co spina bifida HanWTn cembto. Pa3pabotaH
aBTOPCKUMM OHNamH Kypc «Lllkona npuemHoro popgutens pebeHka co spina
bifida» B pamkax UHcTutyta Spina Bifida, cywecTsyeT cneumnanbHbi YaT Oong
KaHOuOaToB U NPUEMHbIX poauTenien ons o6MeHa OnbITOM U HacTaBHUYECTBaA.
2. Ynyywaem KavyecTBO XWM3HW W NPOBOAMM NPOCOUNAKTUKY BTOPUYHbIX
OC/IOXHEHUN y aeTen co spina bifida B yypexaeHusx.

3. ConpoBoxpaem pebéHka co spina bifida B NpUéMHON cembe, Momoraem ¢
MefMKO-coumasnbHoM aganTaumen B HOBOW Cembe, Nocie 4ero pe6eHok n ero
CemMbsl NOJSIHOLLEHHO YHaCTBYIOT BO BCEX NPOEKTax U Nnporpammax goHaa.

4. Paccka3biBaeM 0 3a6oneBaHnn, o6y4aem COTPYAHUKOB AETCKUX y4pexXaeHUN,
BEOEM MHMPOPMAUMOHHO-NPOCBETUTESNLCKYIO paboTy B MNpodpecCMoHasnbHON
cpepe v B o6LLECTBe, y4acTByem B OeATeNbHOCTU OOLLLECTBEHHbIX OpraHu3aummn
N o6beanHeHn B 061acTU CoLManbHOro CMPOTCTBA, CEMENHOro YCTPOMCTBa U
NPUEMHOro poauTesNbCTBa.
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heTten-cupot obpenu
cembto B 2023 roay

20

AeTen-cMpoT NpoLuav nosiHoe
MeanUUHCKOoe obcnefoBaHme

peGeHKa BepHYINCh B KPOBHYHO
CEeMbtO
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I
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MPOEKT NMOMOLUN OETAM U O( ' )O
B3POCJ1bIM C OlNbITOM CUPOTCTBA
@)

CamoneTtuk ans rowm M

TpexneTHui Mowa nexan B ogHon 60nbHUYHON nanaTte ¢ Muwen. A Muwwa 6bin,
Kak 3eupyYnK — HEeXHbIW, BO3AYLWHbIN, cnagkuni. Bee, kTo Buaenn MuLleHbKy,
HauyuMHanu ynblbaTbCcs, croclokatb. A Ha [lowy CMmoTpenu ¢ XanocCTbio:
«bepHsaxka...» A Towa KpacmBbin. Y Hero pecHuubl oiuHHiowme. U rnasa -
MONOYHBIN Wokonag. OH CMOTPUT B CTOPOHY MULLM U 4TO-TO NOMOYET — XO4eT
o6 aTbCs.

[naBBpay [OETCKOro AOMa pacckasbiBas, 4YTo Korga fowa K HUM MocTynun B
dheBpane, oH npukacatbcs K cebe maxe He AaBan. Bo3amoxHO, Korga Xun ¢
MamoRn, LeNbiMM OHSMW NexXan OOMH, U K HeMy HWUKTO He nogxomun. A,
BO3MOXHO, C HMM rpy6o o6palianucb. TOYHO Mbl yXKe He y3HaeM — Mama
Feoprvsi ymepna, ¥ Manb4uk nonasn B AeTCKUi LOM.

[ecatuneTHuin BaHa 13 cocegHen nanatbl He OTX04MA OT [OLWK HU Ha MUHYTY:

— lowa, NycTb TBOM Nana ¢ Mamomn nockopee HangyT Tebs — noxenan oH 04eHb
nckpeHHe. NMotom MeaH cobpan M3 bymarn camoneTuk, Hanucan Ha Hem «lowa»
W BNOXWN €ro B py4Ky CBOEro ManeHbkKoro apyra:

— BoT Ha 3TOM camoneTe TBOM nana u mama 3abepyT T1ebs pomon, lowa.
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O< )O [MPOEKT NMOMOLU OETAM U | - 3 0 e
| B3POCJIbIM C OlNbITOM CHUPOTCTBA 1773 A TOTSERI L
ofi
%}T@ CamoneTuk ang owwm

Yepe3 Tpu oHSA Ham no3soHuna CeeTniaHa u ckasana: «4 nognucana cornacue
Ha [eoprus». Bce B poHOe cmesanncb 1 nnakanu ot pagoctu. Coblnocb TO, BO
4TO Masno KTO Bepwn - y oLeHbKK Tenepb eCTb cembs!

Lopora gomon okasanocb gonron — 10 Feoprun npubonen, To CNpPaBkn He
XBaTano, TO eLLe Kakme-To o6CToATeNbCTBaA. ..

«Kakon e cerogHa BOSHUTENbHLIN AeHb! OwyuleHne, kak OyaTto 4
BbINUCbIBaOCb M3 popaomMa» — Hanucana Ceeta u npucnana dpotorpadouio
Fowwu: B3rnag, — B OKHO aBTOMOOUAS, He CNKT, COSTHBILLKO OTpaxaeTcs B rnasax,
efet pomon. [lomon. ...

HoBbI rog, Manbymk BCTpeYan yXxe ¢ MaMour 1 Nanown.
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94

KaHOupaTta B NpUemHble

poauTenu npownun oby4yeHue B

LLIkone npuemHoro pogutens
pebeHka co spina bifida

19

CUPOTCKMX YHPEXAEHUM
CTanu napTHepamm

100

[eTen Haxo[dTca B CUMPOTCKUX
yypexgeHusax

rof,OBOV OTYET 2023

MPOEKT MOMOLLIM JETIM U o( " )o
B3POCJTbIM C OMbITOM CUPOTCTBA
@)

Bo3BpaleHue o

Cembs lowm obpatunace B dooHn netom 2022 r, korga manbymky 6bino 4
mecaua. Cemba MHoOrogeTtHas, lowa wecton, mnagwmm pebeHoK B Cembe.
Mama Hu4ero He 3Hana o gmarHose u Bpaum B ux Cnoboackom panoHe
KnpoBckon 061acTn HAYEro Takxe He MOrIM cka3aTb poauTensm o cneundmke
nevYeHVs manbymka u yxoge 3a Hum. Cemblo nocetun sproTepanesT poHaa.
BusntnposaHne npowso ycnewHo, pebeHok Obll OCMOTPEH, HamedeH naH
pa3BuUTUS, OaHa mapupytu3aums K Bpadam. OpHako, B OKTa0pe Mbl Oblnn
NOTPSCEHbl HOBOCTHIO O TOM, 4TO BCe AeTW OTOOpPaHbl OMeKon M3 Cembu U
nepemeLlleHbl B getckue goma. fowa co csoen cectpoun nonan B Cnoboackon
Aom mantoTkn. KOpucT dooHaa Havana paboty C poguTtensmm no 6opbbe 3a
Bo3BpalleHne peten. Kypatop cembu BMeCTE C MCUXOSIOFOM, U OpPYrMmu
YNeHaMuU KOMaHObl MpUCTYNUAW K NfaHy peabunutaumm cembn - pabota ¢
poauUTENSaMM, COOENCTBME B TPYAOYCTPOMCTBE MAaTepu, appecHas NOMOLLb
cembe, ncmxosiornyeckas nopgaepxkka. lNapannenbHo doHA Havan paboTy no
noggepxke fown - nNapTHEPCTBO C OETCKMM OOMOM M LOMOM ManoTKU U
pernoHanbHON ONeKor - ypanocb AOOUTHCA BO3MOXHOCTU ONS MOCELLEHUS
JeTen poauTensmn, a Takxke pobutbcs becefbl poauTenen C AMPEKTOPOM
JeTckoro goma. Takxke no nnaHy lowe Tpebosannch nnaHosble o6cneoBaHUs
n opToneanyeckas NOMOLLb - 3TO HUKaK HE MOTJI0 OTKNAAbIBaTLCA 4O MOMEHTA
Bo3BpaTa pebeHka B cemblo! bnarogaps napTHepcTBy ooHAA C AETCKUM LOMOM
ynoanocb opraHn3oBaTh Bble3f, [owm ¢ HaHen B MoCKBY Ons rocnvtanuM3aumm B
npodpuncHoe otgeneHne HUKW nepunatpun wum. Benbtuwesa. Manbyuka
obcnepoBany, fany NoJSiHbIE PEKOMEHOAUMU U OanbHENLWWUA NNaH NedYeHns u
yxopa. Ou3n4ecknin TepaneBT CMorna Takxe nocetutb lowy B oTAeneHun u
[aTb CBOM pPEeKOMEHAALMKU Mo yxody W pasBuUTUIO AN COTPYLHUKOB [ETCKOro
[OMa, 4TOObl MMHUMM3NPOBATL BTOPUYHbIE HapyLLEHUS Y pebeHKa.
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Cnycta rog, B gekabpe 2023 r. lowa ¢ 6paTtbamm U cecTpamu BEPHYNICA B
cemblo. Pogutenn K 3Tomy BpemeHu obpenu MNocTosHHyto paboTty. B KoHue
fekabpsa 2023 r. Jliogmuna LlypkaH wn 3protepanesT Mapua KasaH4yeeBa
Bblexanu ¢ KOMaHOUPOBKOM N5 O4HOrO BM3WUTa B ceMbto. OHM NPOBENN OCMOTP
pebeHka W  OpraHuW3oBaHHOW  Cpefbl, [Oanu  CBOM  peKomeHaaumu,
CKOpPEeKTUpOBaNn nnaH pasBuTUS M Maplipyt obxopa spaden, nopgobpanv
nogxopdwme ong pebeHka Wrpbl, fanu pekomeHgaumm no BbIGOpPYy Mo3 ¢
Y4ETOM IPbIXXEBOr0 BbINAYMBAHNS Y pebeHKa U NOSIOXEHNS HOT, caenanu cpeay
BOKpYr pebeHka 6osiee apanTMpoBaHHOM Nofg, ero aktyanbHoe domanyeckoe u
KOMHUTUBHOE pa3sutue. Mbl NPpoaoIKMM paboTy Mo mapLupyTu3aummn pebeHka
N obecneyeHnto ero MeguuMHCKON nomoLblo. Mbl mwem 3pdekTnBHbIE
pelweHns [N NOBbIlEHUS NPUBEPXEHHOCTU MaMbl K pekomeHOaumsm
3protepanesTa Aag nyywero pa3sutms Mowm.
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09 MPOEKT «0OMALLIHEE BUSUTUPOBAHWE»

I'IpoeKT peannsyetca npun nogaoepxke
-~
o BJATOTBOPUTESIbHbIV
OOH/1 BNAQUMUPA
w MOTAHUHA n‘ 5
SOOEKTUBHAA GUNAHTPONKUA ”

BU3UTa CoBepLLUeHO

Ha Tekywuin MOMEHT B MWpe CyLLEeCTBYIOT 3(PdeKTUBHbIE METOANKU B 2023100y

abunutauumn geten co spina bifida, paspaboTaHHble B EBpone n CLUA. JaHHbIMMK
MeToaMkamn  BnagelT  cneumanuctbl  —  (puanyveckue  TepanesTbl U
3prorepanesThbl.

®DoHA, 3aHMMaEeTCa opraHu3aumen n pasBuTMeM AOMALIHEro BU3UTUPOBAHUS U
peabunutaumm geten ¢ nocneacTemamm spina bifida B pasHbix pernoHax Poccum

B pamkax [OMAalUHero BM3UTUPOBAHMS CreumanvcTbl perynspHo (2-3 pasa B 6 5 I

rop) NoceLatT CeMbIO NOAONEYHOro, Boleawero B nporpammy.

pebeHok Obln OCMOTPeEH

B 2023 ropy cneumanuctbl coseplunnn eolesgpl B 31 pernoH n novtn Ha 500
BM3UTOB 60JIbLLE, YeM B NPOLLSIOM rogy. M 3To 3Ha4uT, 4TO BCE Bosiblue cemen
[OBEPAOT Ham, BCE Oosblle [eTer noJsiydatoT perynsgpHoe BefeHue W
CUCTEMHYIO MOMOLLLb.

cneunanuncTtel C BUSNTamu I 8

pernoH noceThnm Hawum

- cneynanmncToB B KomaHaoe
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184

NOA0MNEYHbIX MONYYUIN
afpeCcHYyIo MOMOLLLb
B 2023 roay

277

KOHCYNbTauun
Henporicuxonora ang
24 peten ot 6 net

33

CEeMbW MOoNYHNIN
NPOAYKTOBYHO NMOMOLLLb
G6annamu BkycBunn

rof,OBOV OTYET 2023

MPOEKT AZIPECHOM MOMOLLIM é‘«
MpoeKT peannayeTcs Npu NoaaepXKe Q@L
/ ’J\

BJIATOTBOPUTE/IbHbIA

ﬂHﬂEKC e MUJIOCEPIME.RU
Ve 2DKC &) & CBEP

ApnpecHas NnomMoLLb, okasaHHasg nogoneyHbim poHpa B8 2023 roay:

AKTUBHag kongacka/Konsacka ¢ pyYHbIM ynpaBaeHnem 6/1
CnopTuBHas konscka 1
BepTtukanusatop 4
AnekTponpucTaeka ans KONSCKu 3
JononHutensHble eTann 1 peMoHTHbIE paboTbl 7
Onepaums 2
Mvncosaxune 2
OpTonegun4yeckue nspenns 13
Moary3Huku/Kateteps! 27/27
MNoabemMHnk 2
AcnuvpaTtop 1
MynbcokcnumeTep 1
LLle3noHr ans KynaHus/Kospuk gns nonsaHus 2/1
MpeameTbl NO yxoay 3a PeBEHKOM U MELUKAMEHTbI 9
CneumanbHoe NuTaHne 2
CnopTuBHbIE U pa3BuBaloLLIME 3aHATUSA/3aHATUS B 6accenHe 5/9
MeTannoKoHCTPYKLMS 2
Benocunen/XeHnpgbank 6/1
Bunetsl 28
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| MPOEKT FOPUONYECKOW MOALEPXKKN

CoupanbHo-NpaBoBoe CONPOBOXAEHNE
nogoneYyHbIx doHaa «CnmvHa Gudomaa»

Mpoekt peanusyetcs npu nogaepxke [ IDIKC

B pamkax topnanyieckon noanep>XKn okasbiBaeTCs NOMOLLb:

® Npu3HaHWe MHBaANNOHOCTY;

* nonyyeHne MNHameupyanbHoOM Nporpammbl peabunutauumn unmv adbunurauum
(UMPA);

® BbINAATbl U IbFOTh;

® CaHaTOPHO-KYPOPTHOE JIe4YeHue;

¢ obecrneyvyeHne aBnabunetTamm K Mecty fie4eHns n obpaTHo;

® 6ecnnaTHoe NoJly4eHne NIekapCTBEHHbIX CPeacTs;

* meguumHckume ycnyrn no OMC,

® NoJslydeHne TexHUYecknx cpeacts peabunutaumm (TCP) nam komneHcaumu 3a
camocToaTenbHo KynneHHble TCP;

e [focTynHaa cpeda (NaHAyC, 3NeKTPONOABEMHWUK, PEMOHT  [0pOry,
neLexofHbIn nepexod) No MecTy NPOXMBaHWUS pebeHka;

® MPOXOXAEHWE MNCMXONOro-meguko-negarorndeckon komuceun (MMMK) u
Co3[aHuWe cneumasnbHbIX YCNOBUA ONg NoslydeHns obpas3oBaHus pebeHKoOm C
OrpaHNYeHHbIMM BO3MOXKXHOCTAMU 300POBbS;

® 334ncneHne pebeHka B obpa3oBaTtesibHoe y4ypexaeHue n JoCcTynHas cpena B
[OOLLUKOJIbBHOM U LUKOJIbHOM y4peXxaeHuu;

® XWUSINLLHbIE BOMPOChI;

® peLleHne Apyrux BOrnpocoB, KacatoLmXcs Npas nogoneyHbIX.
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UCKOBbIX 3a5BJIEHMIA
cocTaBJieHO

,EI,OCY,D,eﬁHbIX npereH3nun no
3auiute npas
HeCcoBepLUeHHOJIeTHUX Ha
npepocrtasjieHne BbiNaatT U NbroT

[/

KOHCYNbTaLMi 0Ka3aHo
KaHAMOATaM U NPUEMHbIM
POAUTENSM
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA» R OTYET 2023
W\ %

| MPOEKT FOPMAMNYECKOW NOALEPXKKIA

CoumanbHo-NpasoBoOe CONPOBOXAEHNE
nogoneyHbix poHaa «CnuHa budomaan

HpoeKT peannsdyeTca npu nognep xke @DKC

BaxxHas uHuumaT1ea oT IopucToB hboHaa ANa NogoneyHbIX co spina bifida
tOpucTbl hoHaa, C UeNblo YAyHWeHUs KayvecTBa >XWM3HWM MNOLOMNEYHbIX C
AnarHosom spina bifida, BbiCTYynUAKM C  MHUMUMATMBOM OO0 U3MEHEHWUU
3akoHogatenscTsa, a UMeHHo: 10.02.2022 ropa [Henytaty [ocypoapcTBeHHOM
Oymbl  ®epepanbHoro cobpaHua [lepBomy 3amecTutento npeacepatens
KomuteTa [ocypapcTBeHHOM Oymbl MO npoceeleHuto 9.B.JlaHTpaToBon Obina
nepegaHa nNUCbMeHHas 3akoHogaTenbHasg WHUUMaTMBaA, B KOTOPOM POHA
npocwn:

— BHecTu B nepeyeHb XHBJIM nekapcTBeHHbIN NpenapaTt OKCUOYTUHUH;

— pewwmnTb BONPOC C KaTeTepu3aumen aeten B 06pa3oBaTesibHbIX OpraHmU3aLmsx;
— YCTaHOBWUTb €fWHbIN OMarHo3 NpW HasHayYeHuu (NpogsieHUn) MHBaNMOHOCTH
ansa nuu, co Spina bifida ctaplie 18 ner;

— pewnTb BOMPOC C Ha3HaYeHMem CaHaTOPHO-KYPOPTHOrO NeYeHus ang auu, C
BPOXOEHHbLIM NOPOKOM pa3BuTUS Spina bifida no ocHoBHOMY 3a601eBaHUIO;

— BHECTU uameHeHuns B lNpuka3d MuHTpyga Poccum ot 05.03.2021 N 106H "O6
YyTBEPXOEHUN MepeyHa MnokasaHum W NPOTMBOMOKa3aHWM Ons obecnevyeHus
WHBANNO0B TEXHUYECKUMWN CpeacTBamu peabunuraumn” B 4acTu, KacaroLencs
OrpaHuYeHnn no KosnnyecTsy abcopbupyrowero 6enbs (NOAry3HWMKOB) ANS
JeTen-nHBanmMaoBs ¢ 3abonesaHMem CNMHHOMO MOo3ra.

9Ha BanepbeBHa B3ana B paboTy [OAHHYIO 3aKOHOAATENbHYIO WHULMATUBY,
OTMETUB BaXHOCTb HAalUMX BOMPOCOB, B WTOre YBEUYEHO KOJSIMYECTBO
NOAry3HWKOB [N MHBaNWOOB C 3ab0fieBaHMEM CMMHHOIMO MO3ra Ha
3akoHogaTenbHOM ypoBHe. Bctynun B cuny HoBbiM [NMpuka3 MuHTpypna Poccun ot
27.042023 N 342H «O6 yTBEpXOEHMM MNEpPeYHs  MNOoKasaHun u
NPOTUBONOKa3aHum gns obecrnevyeHns MHBaNUOO0B TEXHUYECKUMU CpeacTBamu
peabunutaummn».
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roflOBOV OTYET 2023

[=DKC
KceHuns JInHHKUK, ambaccapop cpoHpa

A pymaio, 4To Kaxnabi Yenosek ¢ OB3, KOTOpPOMY HEOOGXO4MMO
NoNb30BaTbCd [OOMONHUTENIbHBIMA  CPEeACTBAMU  NepedBuXeHus, MevTaeT o
Xopoluen akTMBHOM MHBaNMOHOW KONgacke, KoTopas OyaeT conpoBoxnaTh ero B
nobom nyTeLlecTsuu.

A Bcerga gymana, 4to no UIMNPA MOXHO NpUOBpPecTn TONIbKO CTaHOapTHYIO
KONIACKY, KOTOpas He nogxoouT ons NoBCeOHEBHOro ucrnonb3osaHus. OpHako,
6narogaps NOMOLM NPoddeccCMoHanoB CBOEro Aena, topuanyeckoro npoekTta
dooHaa «CnuHa budpmnaa» B nuue EneHbl MOpaKWMHOW, 9 NOHANA, YTO BCE MOXET
ObITb NHaYe.

9 xoTena Obl BbIpa3nTb 0COOYIO BnarofapHoOCTb EneHe, KoTopaa oonroe spems
nomorana B odopmneHnun Hosoro UMPA ¢ HeobxoouMbIMK CpeacTBamn ons
YAYHLWEHNS MOEW >XU3HW, @ TakXe B OKasaHuuM NOMOLWM B MOArOTOBKE
OOKYMEHTOB ONS NOJIYHEHUS aKTUBHOM MHBANNOHOM KONACKM C YH4ETOM MOWUX
napametpos. Tenepb 9 BnageneL, ceoero cobcTeeHHOro "Meppapn” (AKTUBHOM
kpecna-konsacku Otto Bock AsaHrapg, 4).

Kongacka He TOMbKO COOTBETCTBYET MOMM NapameTpam, OHa OYeHb
MaHeBpeHHas 1 ypobHas B ucnonb3oBaHUKW. Kpome Toro, 9 Bcerga xotena
UMETb KOJIACKY KPacHOro OTTeHKa M BOT MOs MedTa cbblnack! bonblioe
cnacubo!
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© ¢ MPOEKT «YBEPEHHbI BAJTAHC

gz?//& 019 OETEN CO SPINA BIFIDA»

MpoekT peanuayeTcs Npu NoALep>KKe

’. ! — BIATOTBOPUTE/IbHbIA
=BYB Crpana N/ sttt QQ GO

BNATOTBOPUTENbHBIA ®OHA SOOEKTUBHAA GUNAHTPONKA

Y npeten co spina bifida cywectsyloT npobnembl C  NO3BOHOYHWMKOM
(rMNepknMdo3bl, rMNEpPNOpAo3bl U CKOANO3bI), cnabble MbILLbI CNKUHLI (YacTble
onepauun Ha CnuHy), npobnembl C OMNOPHO-ABUraTesIbHbIM  annapaTom,
(60MLLUMHCTBO HALMX MOJOMEYHbIX AETU — KONSACOYHUKM). pn 3TOM, HU3Kas
ABUratefibHag akTUBHOCTb M OTCYTCTBUE (PU3UYECKOM HArpy3kM TOMbKO
yXYALUAET NOSMIOXEHME.

CnopTMBHbIN NPOEKT "YBepeHHbIN 6anaHc gna geten co Spina Bifida" HanpaeneH
Ha ynydlWeHue KavyecTBa XM3HW [eTen C NaTonorMer CrMHHOro Mo3ra, ¢
MOMOLLbIO PerynsapHbIX 3aHATUM CNOPTOM.

B npoekt moryt BoutM petu co Spina Bifida oT 8 mecaueB po 18 ner,
npoxwuearoLme Ha Tepputopun scen Poccun. B 2023 ropy 66 peten ot 0 oo 3 x
NEeT NPUHANK yHacTue B NpoeKTe.

MpoekT «YBepeHHbIn GanaHc» nobblBan Ha Bble3OHOM  CMOPTUBHOM
meponpuatun «oarotoBka MapanMMNUNUCKUX YEMMUOHOB Cpeau [OeTen wu
noapocTkoB co Spina Bifida Ha TeppuTopuun Pecnybnukn TaTtapctaH» B r.KasaHs,
roe Ha npotsxeHun 10 gHen kaxaoe yTpo ang 24 peten npoxXoaunun 3aHATUS B
dopmare 3apaaku.

57

246

TPEHMPOBOK NPOBEAEHO

247

noAoreyHbIX NpuHAIn ysactue
B NpoeKkTe

TpeHepa NPOBOAST 3aHATUS




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

NPUeMOoB 1
obcnepoBaHumn
y Herpoyponora
ona 119 nogoneyHbIx

326

NpMeMoB NPoUNbHBIX
Bpayen 1 obcnenoBaHnm
opraHu3oBaHo gns 188
nogoneYHbIX

97

NOAONEYHbIX MPOLLSIN
KOHCMNNYMbI B MocCKBe U
CaHkT-lNeTepbypre

rof,OBOV OTYET 2023

MPOEKT MEOMLIMHCKOW MOMOLLA

MpoeKkT peanuayeTcs Npu nogaepxke

ST
Q) AoAo NOTAHUHA
7 I'IMIJ.IJ,A OOEKTUBHAA GUNAHTPOMUA

OueHka yposiorM4eckoro CoCTosaHMA NOJOMNEYHbIX, NPOBEAEHUE KOMMIEKCHOro
o6cnefoBaHNa N CocTaBneHne MapLpyTHOro nncra

Letn ¢ anarHosom spina bifida no4TH BCcerga UMetoT HapyLeHus paboTbl NoYek
M MOYEUCNYCKATENbHON CUCTEMbI. ITU OCNOXHEHUS WM3BECTHbI, HO C HUMU
paboTalT pexe, Yem C NOPaxXEeHUsSIMU CMUHHOMO U FONOBHOrO Mo3ra. 3To
CBSA3aHO Kak C He[0CTaToO4YHOM MHCPOPMUPOBAHHOCTLIO B LESIOM, Tak U C Masibim
KOJIM4ECTBOM KBaNMMPULMPOBAHHBIX AETCKUX YPOSIOroB, Creunanm3npyroLmnxcs
Ha Henpoyponorun. OgHaKo, ecin BOBPEMS HE 0Ka3aTb NOMOLLb, TO dOYHKLMS
noYek MoXeT ObITb HapyLLIeHa, a B 3TO B CBOKO 04epefb, NPUBEAET K peasibHom
yrpo3se Xu3Hu!

YT0Obl CKOPPEKTUPOBATL YPOSIOrMYecKMe HapylweHus y netern C AMarHo3om
spina bifida, Heo6xoAMM KOMNNEKCHBIM MEXONCUUNINHAPHBLIN NOOXOA,

B 2023 rogy nopgoneyHble ooHAa CMOTIM NONYYUTb HEOOXOAMMYIO NOMOLLL B 4
ropopax: Mockee, KasaHu, CaHkT-INeTepbypre n EkatepuHOypre.
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MPOEKT BECIMJ1ATHbIX MOE340K

HA TAKCH
P

I |-——-| l [MpoeKkT peanuasyeTca Npu Noanep>xxke SlHpekc

OpraHusaumsa 6ecnnaTHbIX Noe3foK A9 NofAoNeYHbIX cemen hoHaa B pamkax
coupanbHom nNporpammbl AHAEKC «[ToMoLLb PAOOMY.

OO6bl4HbIN  OeHb pebeHka co spina bifida, 3to — 06onbloe KOANYECTBO
nepemeLLeHnn, HavmHas C  MOCELLEHNS  MEOUUMHCKUX  YHPEeXOEHUA U
NPOCUNBHBLIX CNELManUCToOB U 3akaH4MBas noesgkamu B AETCKUM capf, KONy
UM Ha passuBalowpe 3aHgaTus. [pn 3TOM He Bcerga ectb BO3MOXHOCTb
NCNoNb30BaTb OOLLECTBEHHbIN TPAHCNOPT. A eC/iv Y CEMbU HET aBTOMOOKUNS, TO
3TO CTAHOBWUTCA OONONHUTENBHON (PUHAHCOBOM Harpy3kon. 4Yacto UMEHHO 3TU
CNIOXKHOCTU SBNSAIOTCA NPUYUHON NPOMYCKa 3aHATUMA OETbMU U, KaK CneacTeue,
YXYOLWEHNS UX COCTOAHNSA N Ka4eCTBa XMU3HW.

Mporpamma GHpekca «[lomollb paaom» MO3BONSET MOMOYb MOAOMNEYHBIM
cembsaM poHaa 6ecnnaTHoO foexaTb Ha Takcu 00 Bpayen, Ha peabunuraumio, B
LUKONY UKW OEeTCKUA caf, Ha BOK3an Wam B asponopT.

Mama Mawm: «E3punn Ha Opyron KoHeu, ropofda K opTtornedy Ha MnaHoBYLO
Koppekumio kopceTa. Cnacmbo 6onbluoe 3a BO3MOXHOCTb MOJIb30BATbCA TakCK
3a CYET poHAa - ONS Hac 3TO OLyTMMasg dorHaHcosaa nopaep>ka. Takxe,
Malua e3guT Ha 3aHAaTUg NnasaHMem B GaccenH, 3TO o4eHb YO06HO, 0COBeHHO
3UMON, NocCne TPEHWPOBOK He HyXHO uaTtv no ynuue. Mawa 3aHumaetcs
HEeCKOSIbKO pa3 B Hefento, MNPUHUMAaeT y4acTMe B COPEBHOBAHMAX U yXe
pobunacb 60bLLIMX Pe3yNbTaToB»
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UHCTUTYT SPINA BIFIDA ?@ j
MpoekT peanuayeTcs Npu Noaaep>xKe

’¢0Hn mED’ C:a°c©?

MNPE3UAEHTCKUX
rPAHTOB STUDIO W
HOBbIX 06Yy4atoLLmX
KYpcoB pa3paboTaHo U . .
i 3‘a)I'IME)ZaHO 8 KypcoB Ona Bpaven U [pyrux 2 kypca :pna pogutenen:
cneuuanucTos:

MepBble pBuxeHns wn TCP  png
Kypc no optonegun peten C manbliwen co spina bifida

AnarHo3om spina bifida Kypc s GepemeHHbIX c

HenporeHHas ANCYHKUMS natonorven nnoga spina bifida
KuLeYHuKa y geten co spina bifida
Henpoyponorna. OcobGeHHOCTH Y 2 O KypcoB
neten co spina bifida BCEro A0CTYNHO
L Oy AcnekTbl HEeBPOJIOrmmn n
akkpeguTaumio 6annamu . ) .
HMO Hernpoxmpyprum npu spina bifida
. . NEKTOpPOB
Henponcuxonorus passutug aetemn 47 3ae/CTBOBaHO

co spina bifida

MpeHaTanbHas Y3-amnarHoctuka
BPOXAEHHbIX MOPOKOB Pa3BUTUS NOTOKa 0Gy4eHus
LIHC npoBefeHo

Kypc no KOMMyHMKauuu: Bpad —
cnywartenen NpoLuu nauueHT

0o0y4eHne y
LLikona coumanbHoro paboTHUKa cnywateneun
N9 nogoneyYHoro co spina bifida 3aperncTpmpoBaHo
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MHCTUTYT SPINA BIFIDA e

O

MpoeKkT peanuayeTcs Npu nogaepxke

@zcg)? [ sorm meD,

NPE3NAEHTCKUX
MEEsmaE sSTUDIS

B TeveHun ropa GnaroTBopuTenbHbin PoHA, «CrivHa Oudpmpa» n NHCTUTYT
«CnnHa Oudpupa» nNPOBOOMAN CEPUID  OYHbIX TPeHWHros «Spina bifida.
MynbTUOMCUMNAMHAPHBIM - B3rNg4»,  HanpaBfieHHbIX  Ha  NOBbIWEHWE
MHPOPMUPOBAHHOCTU B  Teme O0KasaHuWg MNOMOLWM Jo4aM C  PefKumu
3a601eBaHNUIMMU.

OY4HbIX NeKUnn-
TpeHuHros B 10 pa3HbixX
ropofax NposeaeHo

ng'ﬂrOTOBKA

MYABTUAUCUMNANHAPHBIX
KOMAHA CMEUMANUCTOB

K y4acTuio B Meponpuatmm npurnawanmce BCe 3anHTepecoBaHHbIE:

e Bpau wn pgpyrve cneumanuctbl, CONpoBOXAaloliMe WAK NnaHupylowme
pabotaTtb C peTbmu co spina bifida (peabunutonorn, 3sprotepanesThl,
domanyeckme TepaneBTbl, TpeHepbl No nnasaHuno 1 JIOK n gp.)

cnyLuaTeneﬁ NoCeTUIN TPEHUHTU

e COTPYAHVKM COLManbHBIX YHPEXAEHUN, [ETCKUX UHTEPHATHBIX YHPEXAEHUIA.

e Pooutenu nnu onekyHbl aeten ¢ auarHo3om spina bifida.
MpopoNXUTENBHOCTL TPEHWHIa ~2 Yaca.

Beoywmue TpeHuHra — EneHa LlowwHa - Bepywun sprotepanesT dooHAa
«CnuHa budomaa», aBTop M KypaTop Kypca no sprotepanuun B NHCTUTYTe Spina
Bifida n AHHa HekpacoBa - Bpa4-Hesponor, 3protepanesT doHpa «CnuHa
6udonaa»

cneumanucTa-sedyLmnx Bble3xasnu
Meponpustne 6GecnnatHoe. Bcem y4acTHMKam  BbigaBanncb  MMEHHble el
cepTudumkaTbl.
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NHCTUTYT SPINA BIFIDA ?o
MpoekT peanu3yeTcs Npu nogaepxKe O
' ::::-:nunsmcxux rg—l—eu 9(5 QQCB

OYHbIX TPEHWHIOB MO rPAHTOB
Y3N-pmnarHoctuke ong
Bpayen nposeneHo B 5
ropogax

BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

nEPMHATANBHbIN 1

B pamkax WHctutyTa Spina Bifida B Te4YeHuMn roga npoxoauvnn OYHble
npakTuyecke cemuHapbl «lpeHaTanbHas ynbTpa3BykoBas [OMarHOCTUKa
BPOXAEHHbIX MOPOKOB Pa3BUTUS LIeHTPasibHOM HEPBHOM CUCTEMbI» A5 BpaYven
akyLuep-rmHekonoros n Y3M-gnarHocTos B pernoHax.

CemuHap npoBogunn 3KCnepT poH[a, K.M.H., CTapLMi Hay4HbIM COTPYOHWUK
HMUL, wm.B.N.KynakoBa JiunuaHa AHaTonbeBHa YyryHoBa, KoTopas
pacckasblBana o cneumduke guarHoCTUKM cnnHa ouduaa n Nopokos passUTUS
HepBHOW TPYyOKW, [O.M.H., 3aBedylolwun oTaeNeHnem ynbTpa3BykoBOM U
doyHKUMoHanbHon pguarHoctukn OIeY «HMULL um.B.M.KynakoBa KocTiokoB
Kupunn Butanbesn4, KOTOPbLIM pacckasbiBan O cnocobax paHHero BblBEHUS
CNUHa Oudomaa u NOAENUNCA ONbITOM BHYTPUYTPOOHbLIX onepauun, a Takxke
NPeacTaBuIn HTEPECHbIE KNTIMHUYECKMe CiyYaw.

PykoBoguTtenb npoekta nomowy 6GepemeHHbIM Mapraputa MuxannoBHa
HukywmHa npepcrasnsna caywartenam poknag o6 oCo6eHHOCTAX COOOLLEeHUS
AuarHo3a npu npeHatasbHOM AMarHOCTUKU U COMPOBOXAEHUN BepeMeHHbIX U

MNafieHUEeB B NpoekTax doHaa.

akcnepTa poHaa
Bble3XasiM B PErmoHbl

Bpayen, paboTaroLmx ¢
GepeMeHHbIMU:
aKyLlepbl-rmHeKosory,
Y3 —gnarHocTbl
NoCeTUIN MEePONPUATUS 68
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TG

CMNOPTVBHbIV MPOEKT

A a

/ \\ MpoeKkT peanuayeTcs Npu no,u,,u,ep>|<|<e@ RESta I’t ] O O

CnopTMBHBLIN NPOEKT ANg OeTen, NOAPOCTKOB U MOJMOAbIX B3POCAbIX CO spina |
bifida CNOPTUBHbBIX CEKLUM

AOCTYMNHO gN4
nogoneyHbIX oHpa

Llenb npoekTa:
YBenuyeHune 3aHgaTuin CnopTom geten co spina bifida

3apauim:

+ Pa3suTne cekunn B pernoHax;

* VI3ameHeHMe MHeHua poauTened U OeTen - KOTopble cenvac He XoTaT
3aHMMAaTLCSA CNOPTOM;

* MakcumanbHoe BOBSIEYEHWNE 3aHATUSAMM CMOPTOM, NONyNapusaums;

AHO «BTOPOE [bIXAHVE»
TEHHUC HA KOTTSICKAX

Bble3gHoe CROPTUBHOE

MeponpusiTis B pamkax NpoeKTa:
MeponpusATUE NPOBEAEHO

» OpraHu3aums Bble3[0B Ha COPEBHOBAHUS C LeSblo 03HAaKOMJIEHWNS C BUOOM
crnopTa;

+ [lpnBneveHne cCNOPTUBHbIX CNeLManncTos B paboTy C NtoabmK co spina bifida;

+ OpraHusaumsa 3aHaTUA CNOPTOM ON9 AeTen M B3poc/blx Cco spina bifida B
ropopax Poccuu;

+ BoBnevyeHne peten U B3poCKbIX CO spina bifida B 3aHaTMa cnoptom -
MaccoBble 1 NapannmnuNCcKme;

+ [loBbiWweHne MHGOPMUPOBAHUSA ntogen co spina bifida o BO3mMoXHOCTH
peann3auunn Yepes 3aHATUS CNOPTOM,;

« [lpoBefeHe OHMAMH-BCTPEY CO  CMOPTCMEHaMW U CNOPTUBHbLIMK CMOPTCMEHOB CTanu
cneupannucTamu, 3afencTBOBAHHbIMA B 3aHATUEX CNOPTOM  togen ¢ odpuumanbHLIMU ambaccagopamm
WMHBANNOHOCTbLIO. doHAa

I CNOPTUF Y 13BNEKATENDHBIA N

y € =3
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I ? TATNEFT Qi il -
s CMOPTMBHbIN MPOEKT )
Bble3gHoe CnopTMBHOE meponpusaTme ¢ ~—
«[loarotoBka napaamMmnmumnCcKux 4emnmoHoB \/
cpean peten n NnogpocTkos co Spina Bifida Ha ;o\
TepputTopumn Pecnybnukn TaTapcTaH» \
BIATOTBOPUTESIbHEINM ®OH[
MoAone4HbIX CEMbK MeponpugTre Npoxoauno Npu NoaaepxKe TATNEFT

NnpuHAIK y4actue B

MepOonpuUaTUM
C 2 no 10 ceHTa6pa 2023 B MonogexxHom LeHTpe «Bonra» npu nogaepxke bO

«TaTHedTb» MPOLUNO CMOPTUBHOE MeponpuaTue ons Aeten u NogpocTKOB C
natonornen CNUHHOro moara Spina Bifida, koTopble ABAAOTCA NOJONEYHLIMU
6naroTsoputenbHoro goHaa "CnuHa udunaa”.

OcHOBHas uenb CNOPTUBHOIO MEPONPUATUS ONs OeTen U NOAPOCTKOB CO Spina
Bifida Ha Tepputopun Pecnybnukn TaTtapcTtaH cocTtosana B TOM, HTOObI
3aMOTUBMPOBATbL JeTen 3aHMMAaTbCI aganTUBHBIM CNOPTOM M NO3HAKOMUTL UX C
CYLLECTBYIOLUMMM CcekuMamn napacnopta B Pecnybnuke TatapcTaH, a Takxe
co3gatb U pa3BuBaTb HOBbIE CNOPTUBHbLIE HaMpPaBieHUs, B pe3ynbTaTe 4ero
nosasatcs Napanumnuimckme 4emnumoHsl B Pecnybnuke TatapcraH!

BMOOB CrnopTa npencrtasaeHo

Co 2 no 10 ceHTa6ps Ha Gepery Bonrn getn n noapoctku co spina bifida cmornm
nonpo6oBaTtb Takue BMAObl CNOPTA, Kak nnaBaHWe, GONbLIOW U HACTOSIbHbIN
TEHHUC Ha Kongckax, TaHubl U 6ackeTbon Ha Konsgckax, doexToBaHue Ha
Kongckax, 6044a, cTpenbba U3 nyka, CnepX-xokkem a Takxe napaganBuHr w
napadopuaanBuHr.

B pamkax Bble3gHOro CNOPTUBHOIMO MeponpusaTus Obina nNpoBegeHa

KOHdbepeHuMs no apfanTMBHbIM BMOAM CriopTa Ha TeppuTopun Pecnybnuku

OENCTBYIOLLMX YEMMUOHA TaTapcTaH, € yHacTUemM TpeHepoB, CneLmanmcToB, NpeacTaBuTeNen CnopTUBHLIX
NPUHSANKN yYacTne CeKUMN N OpraHoB BNacTu, a Takxe pogutenen neten co Spina Bifida.
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OOCTUXEHNA HALLMX MO OOMNEYHbIX

73

borpaHa Komaposa
(M ner)
r. EkaTepuHGypr

Jlyqwmn CNOPTCMEH
2023 ropa no
afanTUBHbLIM BMOAM

cnopta B CBepas1oBCKOM
obnactu

MBaH A3aHos (18 ner)

r. Nepmb

BpoH30BbIN npusep
YemnuoHata Poccun no
6aAMUHTOHY cnopta

- vy, ¢ TIOOA B pamkax

JleTHux Urp
Mapanumnuiues  «Mbl

“ Bmecte. CnopT»

Mwuxaun lainpapa

(15 ner)

r. CaHkT-lNeTepOypr
3aBoeBan 30/10TO Ha
Kybke Poccuu no
TaHLLaM Ha Kongckax

Lapwvsa Monosa (18) net

. 1. CaHkT-lleTepOypr

| Monyymna 3saHne MacTep
cnopta Poccun. 3aBoeana
30/10T0 M OpoH3y Ha
g YemnuoHate Poccum  no
= TaHLaM Ha Kongackax

MNMOMAT POCCHH 2023 Apyia Enosukosa
AM HA KONACKAX
@ (13 ner), r.Mepmb

-
A W

= 3aBoeBana  30/70T0 MU

v
@ . T =X
e W Poccm no  TaHuUam Ha

g Konsickax

@

o=

q

". PycnaH Kapbimos

#

“ (10 neT), r. TioMeHb

3aBoeBan  30/0TO  Ha
YemnuoHare Poccun
OpoH3y Ha Kybke Poccuu

- ( No TaHUaM Ha KoJiaCkax

roflOBOV OTYET 2023

i AHacTacus KynbkoBa

(10 neT), r. A3ep>XuUHCK

| 3onotaa n OpoH30Bas Mpu3Epka

Bcepoccnnckmx OeTcko-toHOLEeCKNX
COpEBHOBaAHUA

PusHa UmamuneBa
(15 neT), nrr. BoraTbie Cabbl
[BykpaTHas YeMnKUoHKa

: Pecnybnuku TaTapcTtaH no

HaCTOJIbHOMY TEHHUCY Ha KOJIACKax.

' YneH c6opHom Poccum no

HacTONbHOMY  TeHHWCy. 3onoTas
npu3epka Poccum

Hukuta XnbictoB
(14 neT) r. Mopgonbeck
3aBoeBan 30/10TO Ha [lepBeHcTBe

£ MockoBckoM 061aCTH MO NNABaHUIO
. vy, ¢ MOJOA. 3aBoeBan 7 3010TbIX
< Mepanen Ha Bcepoccumckmx

LETCKO-FOHOLLECKUX COPEBHOBAHMAX
no nnaeanuto nuy, ¢ NOLA
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OOCTUXEHNA HALLIMX MO OOINEYHbIX

75

Kupunn Aptees

(9 ner)

r. CaHkT-NeTepOypr
3aHsa1 nepsoe MecCTo Ha
YemnuoHate CaHkT-
MeTepbypra no TaHuam
Ha Konsckax

Mapus MocaHtok

(11 neT) r. Mockea
3aHgna nepsoe MecTo B
rOPOACKNX
COpPEBHOBAHUSAX
MockomcnopTa no
nnasaHuio nuy, ¢ NMOAA.
Cpana TO Ha 30n0TON
3Ha4oK

MeTp KoBanb4mk

(15 neT) r. EkaTepuHOYpr
3onoton npusep Kybka
Poccm  no  cnepx-
XOKKEelO B cocTaBe
KOMaHabl  «Ypanbckue
BONKN»

58

X
LY

\ 2l

Uca xamanos

(15 ner), r. EkaTepuHbypr
3asoeBan OpoH3y Ha
Bcepoccnmnckmx heTcko-
FOHOLLIECKMX
COPEBHOBAHUAX MO TEHHUCY
Ha Konsackax

3naTa 3Be3gHeBa

(11 neT), r. NxeBCk
3aBoeBana 30/10TO  Ha
Kybke Poccun no TaHuam
Ha Konsgckax

AHacTacus MakueHko
(9neT), r.LLlenkoso
3aBoeBana cepebpo Ha
Kybke Poccun no TaHLUam
Ha kongckax. 3asoeBana 4
30/10TbIX Mefanu Ha Kyoke
benapycu no TaHuam Ha
Kongackax

roflOBOV OTYET 2023

(=
Hwukona#n ba3biibHNKOB
(16 neT) r. AHana
3aBoeBas 6pOH3Yy MO NnaBaHUIO Ha
BCEPOCCUMCKOM neTHeun
Cnaptakunage nuy, c NOLA

Ceprewm Nywnawes

(15 ner), r. Mepmb

3aBoeBan 30/10T0 Ha [lepBeHcTBe
Poccun no napabagMUHTOHY

MonuHa Ma3aHoBa

(11 ner), r. TiomeHb

3aBoeBana 6poH3y Ha Kybke Poccum
Nno TaHLaM Ha Konackax
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HOCTUXEHNA B3POCJIbIX CITOPTCMEHOB KW)

“ o TatbsiHa bBobOpoBckas ¥  toHas
™ noponeyHas oHpa  AHacTacus
. = MakneHKo npuHSAM y4acTve B

|

ﬁ\w
S~

el 1 [ Gt

3049 LLlypoBa

3aBoeBana 30/10TO M
OpOH3y  Ha  JIeTHUX
- urpax lNapanumnuiues

BukTopus JibBOBa
305010 Ha JleTHux Wrpax
Mapanumnuiues «Mbl

103UBHbIW WECTUBANL TBOPYECKMX BOIMOX!

77

' "Mbl BMecTe. CnopT« Mo

nnaeanuio nuy, ¢ NMNOLA

" ApTyp MUHOBCKWiA

3aHan 5 mecto B
YemnuoHate Poccun no
napasesnocnopTy Ha
wocce.  CepebpsHbiv
npusép  YemnuoHaTta
Mockosckon  obnactu
no BenocnopTy

AHHa MupkuHa
BpoH3oBas  npwu3sepka
YemnunoHata Poccmn no
TaHUAaM Ha Konsickax

BmecTe. CnopT». Mpusepka | Gl = & © = @ — [IHKNO3MBHOM cectuBane

MeXOYyHapOaHbIX
copeBHOBaHUN. 10-kpaTHas
yemnuoHka Poccun  no
TEHHWUCY Ha KonsAcKax.

HypcuvHa Fanuesa
3aBoeBana  3000T0 U
cepebpo Ha YemnwuoHaTe
Poccum no TaHuam Ha
KosisicKax.

Monyunna 3saHne Mactep
cnopta Poccuu

EneHa 3ambicnioBa
3aBoeBana  30/10TO W
OpoH3y Ha YemnwuoHaTe
Poccum  no  TaHuam Ha
Kosigckax

TBOPYECKNX BO3MOXHOCTeN «Mbl» 1

cTanu naypeatamuM  nepsBon
W/ cTenenu

OuHap Kamanues

YneH cbopHoM Poccun no
OGackeTboNy Ha Konackax, JyyLwunn

| HanapawoLwmn, cepebpsaHbin Npu3ep

YemnunoHata Poccmum no 6ackeTtdbony
Ha KonsacKax

Jllopmnna Bacunbesa

3aBoeBana 30/10TO M cepebpo B
Kybke Poccun no dpexToBaHuio Ha
KoNsiCKax.

3onoTag, cepebpsaHas n 6poH3oBas
npusepka YemnuoHata Poccum no
dexToBaHUIO Ha KONACKax
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MHOOPMINPOBAHWE O SPINA BIFIDA

NHpopMaUmMOHHO-NpOoCBETUTENbCKAA MpOorpamma  HarpasjieHa Ha  pocT
0CBEOMIEHHOCTN B O0LLEeCTBE O BPOXAEHHON NaTONOrMM CNUHHOIO MO3ra -
spina bifida ¢ uenblo noBbIWEHNS KBanMdUKaUMM Bpaderm W [pyrux
cneumanucToB  (peabunutonoros, NCUXONOroB, WHCTpykTOopoB JIOK wn TA),
NnpocBeLLeHns Silofen, CTONKHYBLUMXCA C OWarHo3om, a TakXe OCBeLleHUs
npo6aemaTvku Ong  LWWPOKOW ayauTopun C  Uefblo  NPOMUNAKTUKN U
npuBneYeHNs BHUMaHUS K npobnemam nogen co spina bifida B obectse.

B pamkax nHdopmaumoHHO-NPOCBETUTENbCKOM NporpaMmbl poH, paboTaeT B

cnepyowmnx HanpasaeHnsXx:

+ Co3paH obyyatoLpnn NpoekT «MHCTUTYT Spina bifida;

+ ®oHp B3aumopenctsyetr co CMWU: npepctasuteny wn 3kcneptbl dooHAa
perynsapHo NPMHUMAaLOT y4acTue B penopTtaxax Ha TB n acpupax Ha pagumo, o
dooHAe M MOJONEYHbIX BbIXOAAT Ny6AMKaUMKM B MEOUUMHCKUX, Hay4HbIX W
06LLEeCTBEHHbIX XYypHanax;

+ Cneunanuctel M 3KCNepTbl POHAA NPUHUMAIOT y4acTue B  Pas3nnyHbIX
o6pa3oBaTenbHbIX MepPOonNpUATUSX: KOHMepeHLMnsx, opymax, Kpyrabix
cTonax u T4, rae pacckasblBatoT O AuarHose u onbite PoHAa;

+ Cneuunanuctbl U 3KCNepTbl oHAA NPOBOAAT NPsSMble 3COUPLI B COLMANBHbBIX
ceTaX, a TakxXe NPUHUMAIOT y4acTue B obyvaroLLmx BebuHapax.

79

ny6avkaumm o poHae u
NOAO0MEYHbIX BbILLO B
CMH

20

pernopTaxen Ha TB ¢ y4actmem
npepcTaBUTeNen, 3KCNepToB K
nogoneYHblx poHaa

27

3¢PMPOB Ha PaAAMO.U.NOAKACTOB C
ydacTuem npeacrtaButenei u
akcnepToB oHAa

rof,OBOV OTYET 2023
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[MPEMUA/HATPALDI

MPABUTENLCTBO

SIPOCNIABCKO ~ BPaUy-neauarpy
oy

OBJIACTU )

81

akcnepT doHaa «CnuHa 6udunaa»
— Bpa4y BbICLLIEN KaTeropuw,
nepunaTtp, uanyecknn TepanesT,
CynepBu3op MpoekTa pPaHHero
COMPOBOXAEHNS neten
benoweHko AHnactacus
BnapumunposHa Oblna ypoocToeHa
npemmn «lepnatpus» B
HOMMHaLUUK «Jlyqwnn BpaM
negmaTpuyeckoro npoduns»!

Jlyqwme B npodpeccun nNony4mnu

npemun rybepHaTopa
Apocnasckon 061acTU U NOYETHbIE
rPamorTsbl. Bcero Harpag,

yooctoeHbl 37 gqpocnasueB. A
BCero B rocynapCTBeHHbIX
MeOMNLUMHCKNX opraHu3aumsax
pervoHa pabortaloT OGonee 23
ThICAY YeSIoBeK.

il

{

M

=N

o

roA0BOM OTHET 2023
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MEPOTPUATNG

~ 16-18 dpeBpans crneuManucTbl U 3KCNepTbl dpoHaa
= npuHann  yvactme B IX  OO6LLEPOCCUNCKOM

KOoHgepeHLU-mapadoHe «[lepuHaTanbHas meamumHa:
. OT nperpasvMpapHon noaroToBKM K  300POBOMY
. MaTepuHCTBY M petcTey». MeauUMHCKUIN QUPEeKTop
doHpa beppounyesckas E.M. pacckasana o petanbHoOm
xvpyprun npu spina bifida, a pykosoguTtens NpoekTta
nomouym 6epemeHHbIM HukywmHa M.M. npepcTtasuna
OMbIT KOMMIEKCHOM NOMOLLM 6EPEMEHHDBIM.

17 mapta B r.Maxaykana npowna Bcepoccumnckas
Hay4HO-npakTnyeckas KOHdbepeHums C
MeXOyHapoaHbIM  ydacTvem  «Peabunutaums u
abwnuMtaumMs € NPUMEHEHUEM  PernoHasbHbIX
NPUPOLHbIX PECYPCOB: COBPEMEHHbIE OCOBEHHOCTU U
TeHOEHUUNY, opraH1M3oBaHHas dreoy BO
«[JarecTaHCckMm  rocygapCTBEHHbIM  MEOUUMHCKUA
yHuBepcute™ M3 PO 1 M3 Pecnybnukn OarectaH. B
KOHdbepeHUMM npuvHUMana y4actue 3protepanesT
doHpa AHHa Hekpacosa.

10 anpens 3aBepwmnca obpasoBaTtesibHbii POpyM
ona  duHanuctos  MexayHapogHon  [pemuu
#MbIBMECTE.

2 PykoBogutenb npoekta MOMOWM  BepeMeHHbIM
- wuwy  Mapraputa HukylwMHa npuHsna y4actue B gopyme,
= " ppenctaBuna npoekt  choHpa M obcyauna
e ®d=  BO3MOXHOCTU MapTHEPCTBA C  PervioHasbHbIMM
)= AOBPO  COLIMANbHBIMM NPOEKTaMU.

roflOBOV OTYET 2023

21 anpens cynepsusop npoekTa PaHHero
COMNPOBOXAEHUS foeTen 0o 3 net, negmatp, pusmnyveckmm
TepaneBT doHAa AHactacus benoweHko npovuTana
poknag «MexgucumnianHapHbii NOoAxXoL B NpPaKTuke
BeOAEHNS NnauueHToB co spina bifida» B pamkax uukna
noBbIWeHNs  KBanMdukaumm No  NOCTAUMNIOMHOMY
o6pa3oBaHuto dpocnaeckoro MeanupnHckoro
YHuBepcuTeTa.

8 1 9 uioHa B CaHkT-lNeTepbypre npolwina KoHdepeHUms
"Jprotepanma n dusndeckas peabunutauma. O6meH
NpakTU4eCckKMm  ONbITOM", opraHu3osaHHas  CaHKT-
MNeTepbyprckMm mMeamkKo-coumanbHbIM MHCTUTYTOM.

Ha KoHpepeHumn oT boHaa NpPo3ByYanu Tpu oknaaa.

16 wWioHA npowna ob6pa3oBaTesibHas KOHdepeHUms
6narotBopuTeNIbHOro oHAa «JomM C Maskomy.

- OT oHaa Ha MmeponpuatTMM BbicTynana Mapwus

KasaH4yeeBa, Haw Begywun 3protepanesT oHaa.
Mapusa npoynTana asa noknaga:

e «Kak opraHu3oBatb ObIT Ons pebEHka Ha aKTUBHOM
KonscKe,

e «locTypanbHbii  MeHefXMeHT. OpraHusauus nosbl

pebEHka B Te4eHUe oHA»
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BJIATOTBOPUTESTbHbIN ®OHL, «CMIMHA BUDUOA» IE HOM n2023 X/l Me 1. a1 HaA paKTqul(OH@@m M@H@e pe
1IPAN3SUHIA

“IIII‘I\I"IE‘ ITﬁI | dlﬁllun B KOHUe MioHs B KasaHu coctosncs EBpasuickuii
‘7 : y | opTonegeguyeckun dopym, Ha KOTOPOM Bpayu

0= 4 KnuHnkn CIi6lrY npepncrasuamM  MHHOBALMOHHbIE
- ¥ MeTofpbl NleveHms.

&1 OKkcnepTbl OHAA, Bpain K/AMHUKM  BbICOKMX

MeONUMHCKUX TexHonormn mmenn H. U. MNuporoea

¥ CII6lry pacckasanuM o XMpyprum nopokoB LUEWHOIO

| oTOena nO3BOHOYHMKA Yy [AeTed W B3POChbiX, an 7’ LA

oLl o OpraHu3aumm CucTembl  MyNbTUAMCLMMIMHAPHON — gt i

nomoLM naumeHTam co spina bifida.

4

25 aBrycta 3kcnept oHoa K.M.H., CTapLuun

Hay4HbIn coTpygHUk HMULL nm.Kynakosa YyryHosa Phili-'-‘ Noodo : T%;‘g‘gﬁ% HYKHA NOMOLLb 96:
NIA.  BbicTynMna  Ha  [lepsom  CHGMPCKOM philgood "
cumnosnyme  "CoBpeMEHHble  BHYTPUYTPOOHbIE
AuarHocTnyeckue TEXHONOInK 6yaoyLiemy \
NMOKOJNIEHUIO". i

|, BCE S st KYPHAT
JnusHa AHaTonbeBHa npeacTaBuna [okNag o . T BMEcCTe @p biiopasepon  WMUKCTINAT w ‘

BO3MOXXHOCTU paHHEN OMarHoCTUKKU CnuHa oudmpa
N BO3MOXHOCTAX BHYTPUYTPOOHOIO NeYeHUs.

21 CEeHTA0pS NPOLLUEN CUMIMO3UYM o
MYNbTUANCUMMIIMHAPHBIX acnekTax BeAeHUs aeTen
C CUHOPOMOM CNUHaNbLHON anspadouu.
MNpepcepatenem BbICTYNUNa co3paTtesnibHMua
doHaa NHHa MHIOWKKMHA, cnvkepamm — 3KCnepThbl
doHpa Amutpun 3nHeHko, EBreHnsa bepaundesckas, MHHa MHIOLWKMHA NpUHSNa
Omntpun OxankuH, Cepren Pabbix n gpyrue. yyactue B 13-i1 mexayHaponHoM
KOHdbepeHummn «benble HouM
draHgpansuHra - 2023» B
KayecTse crnvkepa
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MEPOTPUATNG

IX ERETO/IHASL KOHOEPEHITHSA C MEZK/IY HAPOJHBIM Yt
«POJIb MEJMITHHCKOH CECTPBI B nAﬂnmml]l;Huoﬁ no

B PAMKAX IPOEKTA -PASBUTHE KOMIIETEHIIHI CIHEIHAJIIC
TIAJLZATHBHO] ICKOH TTIOMOLLH»

BHYTPUYTRORY
PAXULIW3NcOR

A KOPPEK g
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22-24 ceHTa6pa 6aze COU CITY umeHun larapuHa
t0.A. cocrosnach 8-as BbICTaBKa TCP,
opraHu3oBaHHas BOPAU C  percrBa C
3abonesanmem LM wn ppyrumun  HapyweHUamm
OMOPHO-ABUraTesibHoOro annapara «PapocTb
OBUXeHus».  Bepywmn  sprotepaneBT  dooHAOA
«CnuHa 6udompa» EneHa LUowwuHa BbiCcTynuna Ha
Temy  «[1pobnemHO-OpueHTUpPOBaHHbLIN - Noadop
Kpecen-Konscok akTMBHOIro TMnan.

20 okTa6ps 3protepaneBT oHpa «CnuHa
oudpunpar», cneumanuct nNo OOSIFOCPOYHOMY yXomy
Mapusa KasaH4yeeBa BbicTynuna Ha IX exerogHom
KOHdIEepPEHLMM C MeXayHapoaHbIM y4acTuem «Posb
MEONUMHCKON CecTpbl B NaninaTMBHOM MOMOLLMY.
Mapua npepctasuna pgoknag «uctaHuMOHHOE

~ BefeHWe nponexHen N paH y AeTen ¢ NOHUXKEHHOW

KOXHOW 4YBCTBUTENIbHOCTbLIOY.

27-29 ceHTa6pa npoLwén copym «Matb U ouTa» —
KpynHeWwee Hay4Hoe meponpustue B 006nactu
aKyLepcTBa, MMHEKONOMMN N HEOHaTONOTUN.

Ha dopyme ¢ poknagamm O npeHaTanbHOM
OnarHocTmke cnnuHa udomaa, petanbHon Xmpyprim
N KOMMJIEKCHOM COMPOBOXOEHUN MNALMEHTOB CO
CNKUHa Oudmpa BLICTYNWUAKM 3KCNepTbl oHpa -
3nHenko [.10., bepanyesckas E.M., LLimakos P. T,
KoctiokoB K.B., YyryHoBa J1.A., TnagkoBa K.A. u
apyrue cneupnanmctel HMALL nm.Kynakosa.

roflOBOV OTYET 2023

28 oktabps B  CaHkT-leTepbypre  coctosnach
KoHdepeHUums «MynbTUOUCLMNAMHAPHOE Nle4eHre aeTen
o spina bifida».

Ha koHdepeHumio 6blnn NpurnalleHsl cosgaTens poHaa
«CnnuHa Oudpmpa» WMHHa WHIOWKWHE, pPyKOBOOUTENb

| NpoekTa nomowy GepemeHHbiIM BD «CnuvHa Oudompan

Mapraputa HukylwMHa, a TakXe Bpayu-3KCNepThl,
COTPYAHMYatoLLME C (DOHOOM.

B KOHUe oOKTa6ps dpoHA BnepBble NPUHAN y4vacTue B
Kpyrnom crone Bcepoccumnckoro obuiectsa opdaHHbIX

~ 3abonesannn* (BOO3), rae NOAHMMANUCL akTyasbHble

BOMPOChbI O/ BCeX peAkux O6osfie3Hen: [OMarHocTuka,
nevyexHue " peabunuTaums, WHBaNNOHOCTb,

#{ BOB/IEYEHHOCTb HayKM M WHDOPMMPOBAHME, a Takxe

KSIMHUYeCcKne pekomeHgaumm n peectpbl. OT oHaa Ha
Kpyrnom crone npucytcteoBana AHHa KocTbliesa,
pykosogutens MHcTuTyTa Spina Bifida.

31 okTa6psa AHHa KocTbiieBa nMpuHAnNa yvactve B
KoHrpecce «lpaBo Ha 300poBbe». AHHa npepcTasuna
KOHUenuuMio  HOBOro  npoekta  «MICKyCCTBEHHbIN
nHTennekT B  Y3W-gmuarHoctuke», pa3paboTaHHOro
COBMECTHO €  akcneptamu  doHpa wn3  HMALL
nm.B.N.Kynakosa.
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I KOH®EPEHIIHS ¢ MEXK/IYHAPO) £ .
“PE A C MEK] POJIHBIM YYACT)
TATHATHBHOI TIoMonu n-?l’()(ﬂlbl!ﬂ H AHTH;}FM

| 30 HOsI6ps B pamkax IX exeronHon KoHdepeHLmm
SSRGS ¢ mexyHapoAHbIM  ydacTMem  «PasBuTue

nanaMaTMBHOM MOMOLUM B3POC/bIM U OETIAM»
Mapraputa HukylMHa npoyna nekuuio Ha Temy
«ConpoBoxJeHe cemen npu  aHTeHaTaslbHOM
BbISBIEHUN  BPOXAEHHbIX MOPOKOB  Pa3BUTUS,
HECOBMECTUMBIX C XXU3HBIO MW OrPaHNYUBAIOLLNX
ee NPOLOIKUTENbHOCTbY.

29-30

1 hekabps Ha XIV BCEPOCCUNCKOM
obpa3oBaTenbHOM  KOHrpecce  «AHactesns U
peaHMmauma B akyllepcTBe W HeoHaTanoruu» B
pamkax CUMMNo3vyma  «AkTyasbHble  BOMNPOCHI
MeOUUMHBI NNoaa U HoOBOPOXAEHHOro» MaprapuTa
HukywwnHa npepctaBuna  maTtepuan  Ha  Temy
«CoumanbHO-NCcMxonormyeckoe COMNpPOBOXAEHNE
CeMen C MOMEHTa NOCTaHOBKM pAmarHosa spina
bifida.

C 1 no 3 pekabpsa B Mockee npowuna Xl exerogHas
M| KoHBEHUMS [N CNneumannctos  rpyaHUYKOBOrO
nnaesaHmg. OTKpbINa KOHBEHUMIO  [OKIa[0M-
| NnpeseHTaumMen Ha Temy  «30N10Tble  PYyKM
| rmppopeabunuTtonora. ge  KynMtb W 4TO
N3roToBUTb ons akBapeabunmMTauumny
' rMopopeabunuToNor, 3KCNepT KypcoB WHCTUTYTa
Spina Bifida Onbra lNynsesa.

UEAVIALEVIN AX| BEKA:
HOBbLI NapagurMbl
B COBPEMEHHBIX peanusx

NEPUHATANBHAR MEQVLVHA:
OT NPerpaBuAAPHON NOATOTORKM
X 310POBOMY MaTePHHCTBY W fieTcTBy

D)

1X OBuiepoccuickmi
Roudepenu-Mapadon

o 16-18 dhespana 2023 rop;

NEPUHATANBHAR MEAWUWHA:

OY NPErpaBHAAPHON NOATOTOBKM
K 3N0POBOMY MATEPHHCTBY M ARTCTBY

NEQVUATPUA XXI BEKA:

HOBbIE NapapUrMbl
B COBPEMEHHBIX peanuax

11 HayuHO-NpaKTHYeCKan
i muwtw

Gespana 2023ropa ¢
1 c:uxt-nertv?w :
NEAVATPUA XX| BEKA:

HOBbIE NApapUrMbl
B COGpEMEHHle peanuax

16-

iSens

NEPUHATAJIBHAA MEAULIMHA:

no;
o NperpaBWARPHETL ey W RETCTBY

Wt(@ K 3A0POBOMY

Gute OCCMICKHA
'mxor?omp"“'“‘

Praesens (EPHHATATIBHAT M
or Wm”“
K AROPOBOMY M

CanerNerepbypr 7 () StatusPrae:
TIEPHHATAIbHAA MEQUTIQEOBOV OTUET 2023

OT Nperpasugaphoi mwglmm

X 3ROPOBOMY MaTepHHCTBY W aeTcTay

1l Hayyso-npaxtuueckas
KoHdepeHuya NEAWATPUS XXI BEKA:

16-18 Gespana 2023 rmva 7 HOBbI® Napafiurmbl
Canir-" L7/ B COBPEMEHHbIX peanmax

IX 06wepeccusicon
XOMPEDERy-MApIdH

B 1618 depam 0

1 HaysHo-npaxmseckas
KonbepeHuma

16-18 pespann 2023 ropa <
Canxr-Merepbypr  ~
NEAWUATPUSA XXI BEKA:

HOBbIE NapajiHiMbl
B COBPeMEHHBIX peanuax

OStalusPraese‘

I Haysmo-npaKTHyec
KoHpepenL

TAJTbHAR MEAWLIHHA:
A 16-18 despans 2023 ro
Canyr-fTerept

NOArOTOBKH
ugnm;uumy W AeTcTBy

1X O6uepoccnicni
KoHpepeHu MapadoH

\ 16-18 Gespans 2023 983

lleTepoyPl o
TAMIbHAR MEAHLHHA:
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MUATPHSA XXI BEKA:
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Il Hayso e
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1 "%mnmwm

EfIMATPHA XXI BEKA:

able NapapHTMe!
:ocoapeuenuux peantax
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BEEMHAPBI )19 BPAYEN

Ponb ponueson
KMCNOTbI B
amGpUuoHaNnbLHOM aTane
OHTOreHesa

Hexnwaosa K0nua lennaasesna

3unenko Amutpuit IOpueany
.0 myra

BTOPOM 3UMHUA OBPA3OBATE/bHbIA
OHJIAWH-®OPYM MB-2023

MyneTUaMCUMNNUHAPHBLIN
noaxon B nevyeHuu
nauueHTOB co spina bifida

Bepauveacxan Esrennn MapaTosxa
wedpoduanonor  HXO

Bpaw-+esponor,
Vincruryra Bens:
Mepmpmcan

riosa
Mupextop 6O «Crua
Sucpuaar

BTOPOW 3UMHUA OBPA3OBATESIbHbIA
OHNAWH-®OPYM MB-2023
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S sgHBaps B pamkax Hepenu
OCBEOMNIEHHOCTN O  ponmesBon
Kucnote kcnepT doHaa
Hekntogosa tOnus leHHagpeBHa —
aKyLuep-rmHeKosor, Bpa-
yNbTPa3ByKOBOM OVarHoCTUKM,
nposena BebuHap Ha nopTtane

«MepnBecTHUK»

B nekabpe akcnept gooHaa AmuTpuin
tOpbeBMY 3MHEHKO NPUHAN yYacTue
BO Bropom 3MMHEM
obpasoBatesibHOM  doopyme  Ha
noptane «MegBecTHUK» N pacckasan
NpoO  BHYTPUYTPOOHYIO KOPPEKLMIO
spina bifida

B pnekabpe 3kcnept cpoHAa EBreHuns
MapaTtoBHa bepauyesckas npuHana
yjactve BO  Btopom  3MMHem
obpasoBaTtensHom  popyme  Ha
nopTane «MepBeCTHUK» 7z
paccka3ana npo
MYNbTUONCUMNAVHAPHBIN NOAXOM, B
NleYeHnn naumeHTos co spina bifida

Weanon Cranncnas Bavecnasonny

KA. TPESMATONON-CPTONGA, PYKCAGEITON.
LiowTpa Spina bifidas KBMT w. Muporoas CNGTY

Weapuna Anna I0pueana

Jpanar-aHaponor
cnery,

Naypeat npenmu «Mprssamnes
Bucnept dhowaa Spina Bifida

01-02 pekabps 2023,

SUMHAA LUKOJ1A POPP.

«BU3YAJTINSALNA B

NEANATPUN U
HEOHATOJ10T U»

rOOBOW OTYET 2023
B npekabpe 3kcnepT  oHpa
CraHucnas Bgavecnasosu4 MBaHoB
npuHAaN  y4actme BO  BTopom
3VMHEM obpa3oBaTenibHOM
doopyme Ha noprane

«MepBecTHMK» WM pacckasan npo
Spina bifida w» opTtoneguo, a
Tak>Xe NPUYMHaxX U CneacTemm

B nekabpe 3kcnept oHpa AHHa
tOpbeBHa LlegpuHa npuHgana
yqactve BO Btopom 3umHem
obpa3soBatenbHoOM dopyme Ha
noprane «MepBeCcTHUK» n
paccka3san rnpo HerMpoyponormio v
0COOEHHOCTN Yy [pOeTen co spina
bifida

2 pekabpa 3kcnepTbl doHAa
«CnunHa oudomaa» JlnnngaHa
AHaTonbesHa YyryHosa u Cepreu
Onerosny P4bbix BbICTYNWAW Ha
3UMHen  wkone  Poccuinckoro
obwectBa  PEHTreHonoros  wu
paguonoros  «Busyanusaums B
neguaTpum U HEOHaTONOr UK
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KPYTJIbIA CTOJI AJ14
POLUTENEN A j"AE‘f"Lf:
CI'IELI,I/IAIMCTOB "CI'IMHA

BUOUIA, MEPBBIE MECSIL&bI sf_"‘&'—

KN3HNA C MAJ'Ib[LLIQM'

i, fn, v:."

!" 3 v ‘,“ Y

W 'f .

KPYI bl CTOJ1 ANd
POOUTENEV W CRELMATINCTOB:

«KPACHbIE ®JIATA COCTOAHUM.
OPTOMEAMA PAHHETO BO3PACTA.
MEPBBIE TCP B XXWM3HW PEBEHKA»

KPYIJ1bIA CTOJ
D9 POAUTENEN U CMELIMASINCTOB:

BOMPOCbI PEABUJIUTALIMN U
ABUNNTALIN OETEA CO SPINA BIFIDA

93

Kpyrnbin  cTOfl,  MNOCBSALLEHHBIN
BOMpPOCaM  MNepBbiM  MecsaLam
>KW3HM CEMbU, B KOTOPOW poanncs
pebeHOK cO cnuHa Oudmpa ¢

ydacTmem Bpaya-HeBposIora,
negmuatpa Z chpuanyeckoro
TepanesTa, a Takxe
3proTepanesTa

Kpyrnabin cton Ha Tembl: «KpacHble
donarn  coctogHuK.  OpTonegus
paHHero so3pacta. [lepsble TCP B
XU3HW  pebéHKa» C  y4YacTnem
Bpaya-HeBponora, oprtonega u
doun3m4eckoro TepanesTa

Kpyrnbi cTon Ha Tembl:
Abunutaumsa peten co spina bifida
B Leniom. OCHOBHble TPeHAb!.
Peabunutauns nocne
XMPYPru4ecknx BmellaTenbecTs Ha
CNuHe.

Peabunutaums nocne
opTonegny4eckoro neyeHus
HUXXHUX KOHEYHOCTEN

roflOBOV OTYET 2023

Kpyrabin cton no pesynbtatam
' NepBoro ropa peanu3auum
NpoekTa paHHero cornpoBOXAeHNS
peten ot 0 go 3 nert.

Ha BcTpeve Takxe Obina KypaTtop
BnaroTBopuTenbHoOro doHaa
. «A6contoT-Nomouwb», Gnarogaps
KOTOPOMY peanu3yetcs [OaHHbIn
NnpoekT

. Kpyrnbm  cton  «KomnnekcHoe

KPY[J1bI CTOJ1 o6cnefoBaHne aeTeit B LleHTpe

AN4 POOUTENEN A CRELIMATINCTOB Spina Bifida: cnpawwvBamm -

oTBEYaeM» C yqactmem

MpurnawweHHbIX 3KCNepToB

KOMIJIEKCHOE OBbCJIEAOBAHUE KoHcunuyma LieHTpa Spina Bifida

JETEV B LIEHTPE
«SPINA BIFIDA»

B pamkax Bble3QHOro

CMOPTUBHOIO MeponpUATUS

«MoprotoBka napanuMnUmnCKmx

YEeMMNUOHOB  Cpean  OeTen U
nogpocTkoB co spina bifida Ha
TeppuTOopUn pecny6anku
TaTapctaH» npoLuen Kpyrabii cTon
Ha Temy «Pa3Butve apganTMBHOIoO
cnopta B pecnybnvke TatapcTaH»
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[MMPAMbBIE 2DUNPbI

OpHa 13 3agay NpucyTCTBns 6NaroTBOPUTENBHOMO (POHAA B COLMANbHbIX CETIX
—  WHOPMUPOBAHWE  ayguToOpPUM W  MNOBbILWEHWE OCBEOOMJSIEHHOCTU B
obuecTse 0 BPOXAEHHOM NOpokKe CNHa budumaa.

BaXHbIh MHCTPYMEHT 30eCb — npsgmble 3pupbl M BeOMHapbI, KOTOpble
NO3BONAOT CIMKEPY B3aUMOLENCTBOBATL C ayAMTOPUEN B pexXnme peasibHoro
BPEMEHMW.

BbicokMe oxBaTbl M BOBNIEYEHHOCTb 3pUTENEN FOBOPUT 06 akTyaNbHOCTU TeM
NPAMbIX 3PUPOB: GepeMeHHble XEHLMHbI, oxugarouwme pebéHka Co CnuHa
oudnpa, mMeguuMHCKME cneuuanuctbl, poauTenn Oeten co cnuHa 6uduaa,
B3pOCNble CO CNUHa Oudmnpa, cCneumanucTel MNOMOrarowmx npodpeccum
0Ka3blBAlOTCA BOBJIEYEHHbIMM B NpsaMble 3pUpbl U MOTYT 3a4aBaTtb BOMPOChI U
y4acTBOBaTb B AMUCKYCCUSAX, KOTOPbIE CO30aeT BeayLunm adunpa.

Cneupanuctbl oHaa NPoBOAAT Mpsamble 3pUpPbl C Bpadyamu 1 3KcnepTamu, Bo
Bpems KOTOpbIX poAuUTeNn MOryT 3agaThb BOJSIHYHOLLME MX BOMPOCHI B pexume
peanbHOro BpemeHu.

[na nosbileHNa moTUBaUMK Y NOJOMNEYHbIX, (POHA, PeryngapHO NPOBOAUT 3CPUPLI
C yCneLwwHbIMM CNOPTCMEHaMMN 1 NPeaCcTaBUTENSIMN CNOPTUBHBIX CEKLMK, a Takxke
TBOpYeCKne mactep-knaccsl.

MNpenctasuTenen ooHpa perynapHo npurnawatoT NPUHATL ydactve B 3doupax
napTHepCcKnx opraHunsaumm, coobwects n CMA.

95

3¢pMpoB NpoBefEeHO C Bpalamum-
3KcnepTamun cpoHpa: NeamnaTpom,
HEBPOJIOrOM, HEMPOYPOJIOrOM,
NCUXONOrOM, akyLlep-
rmHekonoramu, Y3M-gmarHoctamum
n opTonegamu

MHPOPMAaLMOHHBIX 3¢PUpoB
NpoBenu cneunanucTbl ooHaa

NPSAMbIX 3pnpa NPoBeaEeHO Co
CNOPTCMEHaMM U
NpeacTaBUTENIMU CNOPTUBHbIX
cekumn
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...

-~ 1845

'

npoekTos nobexaaor |

Nno nToram nNepso
2023 1oz

Mbl cTanu puHanucrammu
KOHKYpPCa Ha y4actue

B MporpaMmme

«ToBapbl gnss HKO»
GnaroTBOpPUTENIbHOIO
doHpa Anpekca «Momolub
pagom»
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®oHp, «CnuHa 6ucpmnpaa» C NPOEKTOM Mo
pa3suTuo MHcTUTyTa Spina Bifida nony4mn
nognepxky ot ®oHaa [Ipe3anaeHTCKUX
lpaHTOB. POEKT, KOTOPbIN Mbl CO30aEM -
OYeHb akTyasibHbl, BaXHbI U HYXHbIN.
Mbl pagpl, 4TO ero [OCTOMHO OUEHWIU
3KCMNepTbl KOHKYPCa, U Haln UHULMATUBbI
CHOBa nopaep>xmsator!

®DoHp, «CnuHa udomaa» ctan PUHaNMCTOM
KoHkypca «Tosapbl gng HKO», KoTopbIn
NPOBOOUT CoLManbHbIM NPOEKT AHaeKkca —
doHa, «[lomolp pagom». B TeveHne ropa
MbI Nony4any prHaHCOBYIO NOALEPXKKY Ha
NOKYMnKy TOBapoOB NepBon Heo6X0OMMOCTH
W opraHMsaumio  npouecca  3akynok
NOAry3HUKoB 1 kateTepos!

®oHpg «CnuHa  Oudompa» nobegmn B
npoekTe «IHEPTNG OOBPA» oT
«TATHEDTU» - 2023! Mbl nony4nnn rpaHT
Ha peanu3aumio npoekTta «[logroToBka
napanaMmnuicKuxX YeMnUoHoB cpeay aeTen
W nogpocTtkoB co spina bifida Ha
Tepputopun Pecnybnnkun TatapcraH».

BTb

BNATOTBOPUTE/IbHBIA ®OHA

Abcontot—[lomolLb

OTKpbITbIN
KoHKypc gna HKO

PSAOM C TeMMU,

T
@ Ko nomoraer | " il

MNopnepxka
bynet

roflOBOV OTYET 2023

®oHp,  «CnuHa  OGudbmpa»  BbiMrpan
rPaHTOBbLIA KOHKYpC 651aroTBOpUTESIbHOMO
doHpa «BTB-CTpaHa» Ha npoponxeHue
peanu3aupmm nNpoekTa «YBepeHHbIn 6anaHc
ona peten co spina bifida»! bnarogaps
rPaHTy Mbl CMOrfIM OTKPbITb HOBYHO rpynny
ONa manbien ot 8 mecaues o 3 nert.

®oHg  «CnmvHa  Oudpmpa»  BbMrpan
rPaHTOBbIM KOHKYPC «ABCONOT-NOMOLLbY
Ha nposegeHne obcnefoBaHUn U
MYNbTUANCUNNANHAPHbIX KOHCUANYMOB
beten co spina bifida B UeHTpe "CnvHa
oudunpa” Ha 6ase HAKN nm. Benbtuiesa.

®oHp  «CnuHa  Oudbmpa»  BbiMrpan
rPaHTOBbLIN KOHKYpC «[lopaepxxka 6yner»
OoT TWHbKOM Ha TpaHcdopmaumio U Ha
KOMMJIEKCHOE  yJlyyWEeHNe  BHYTPEHHUX
npoLueccos, BKtOYas dunHaHcoBoe
ynpasneHue n ynpaBneH4Yeckumn y4erT.
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AKLINW

1 ceHTA0pS POHLA, y>Xe BO BTOPOM pa3 NPOBEN akuuio
“Oetn Bmecto ugeToB”, Bcero mbl nonysunn 20
3a9BOK Ha y4acTve B akuum! 3TO y4eHuKU, poautenu
n yuutena wkon Mockebl, CaHkT-lNeTepbypra,
Apmasunpa, NogMOCKOBHOM Banawwnxn,
EkaTepuHOypra, KeHrncenna — Ham yganocb B 3TOM
rogy cobpatb 97 147 py6nen!

bnarotBoputensHas akums Ozon 3aboTa M HaLMX

. napTtHépos, komnaHun «Capgpl [puaoHbsa»! Akuma
Barah bl 6bina NpUypoYeHa KO [OHIO MHPOPMUPOBAHMS O
3apsip 3a60Tbl P YP “ A pPM1P
Mepesonun 7% o cromccny sour AnarHo3e spina bifida n npoxoguna ¢ 24 oktabpsa no
MOKYNoK B HA «CnuHa Guchnpa» B L

3 29 Hoa6ps. 7% € Npofax CokoB, MOPCOB N OETCKOro

nuTaHna Toproson mapku «Capgpl [NpuaoHbs» Ha
mapketnnence Ozon GbiNK HanpasneHbl B Nonb3y bO
«CnuHa 6udpupa». Bo Bpema akumm 6Obino cobpaHo
982 287 py6nen!

Haw doHg npoBen  COBMECTHYIO  akuuio ¢
naptHépamu: komnaHmammn ROXY-KIDS u  Ozon
3abota. KomnaHua Roxy-kids nepesoguna 5% ot
CTOMMOCTM ToBapa Ha Ozon B NOAAEpP>XKY HaLMX
NOAOMNEYHBIX.

bnaropaps akunm 66110 cobpaHo 495 437 pybnen!
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HOBOPOXOEHHbIX
Nony4nnu Nogapku B
2023 ropy

rof,OBOV OTYET 2023

MOLAPKM

"aBs

KomnaHusa «ROXY-KIDS» ¢ 2021 roma noadep>XmBaeT MPOEKT MOMOLLN
6epemeHHbIM B BnarotsoputenbsHom doHge «CnuHa 6udhupa». B 2023 rogy
komnaHuga «Roxy Kids» noggepxusana cembW, Yo OeTU OblNU POXAEHbLI NpU
nopaep>xke oHaa, ¢ NOMOLLbIO NoJapoYHoro 6okca Af1g HOBOPOXAEHHOrO.
LleHHble nopapkn B BUOE MPeaMeToB NEpBOM  HEOOXOOMMOCTM  Ans
HOBOPOX/AEHHOrO CTannM He TONbKO afjpecHbiM MOoA4apKOM. 3TO OrpomHas
3MOUMOHanbHasa noppaepxka gns pogutenen. Matepu 4acto passfiydeHbl C
ManbILLOM nocsie poxaeHUs — pebeHOK HyXAaeTcs B onepauun uan B
peaHMMaUMOHHBIM -~ MeponpusaTUgX. [TOMMMO TpeBOr WU NepexuBaHuni 3a
Manbilwa, poauTeNnn NULWAKTCa U TOPXeCTBa 3TUX MOMEHTOB — KpacovHas
BbINUCKa CMEHSeTCA Ha onepaluu, rocnutann3aupym n HenpocTble AnarHo3bl.

CoBmecTHO ¢ «ROXY-KIDS» Mbl nopgepXuBaet Monoayto Mamy, no3gpasnsgem
ee C poXAeHWeM Manbila U Takum o6pa3om NofvepkMBaemM — HECMOTPS Ha
Takoe HenpocToe Havyano, oHa He 0dHa Ha CBOEM NYTW, Mbl PAAOM. Mbl BUOUM
ee MaTepuHCKUA NOABWI, Mbl BUAWMM, KakK OHa cnpasnsetcd. A ee pebeHoK,
HECMOTPS Ha CBOM OCOBEHHOCTW 3[10POBbY, - TPOraTesibHbI MasblLl, Takom Xe,
KakK u BCe Opyrue, Hy>xpaetcs B ee 3aboTe 1 06BN 1 ero npuxof B 3ToT Mup
Mbl X[ann BMECTE C POAUTENSIMU U PaYEMCS EMY.

Hawwn pogutenn OGnarogapat komnaHuio «ROXY-KIDS» 3a TporatenbHble
Nofapku M 3a HEOLEHUMYIO NOALAEPXKKY, KOTopas Tak Heo6XxoaMma UM B CaMOM
Havasie HenNpoCTOro PoanUTENLCKOro MyTW.
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NOOAPKW

O YOK@SUN

Bnaropapum Toprosyto mapky YokoSun 3a NpefoCTaBfIEHHYIO MOMOLLb ON4
HaLMX Nof0NeYHbIx!

Mbl BCe 3Haem, Kak BaXHbl MHOMMM HawuMm pebsTam cpencrtea SMYHOM
FMrMeHbl. 3TU NPUHAONEXHOCTU HEOOXOOMMbI KaXObl OeHb ONg TOro, YTobbl
pebEHok 4yBCcTBOBaN ceb9 KOMGOPTHO.

Haw cboHA, o6paTuics B pasfinyHble KOMMaHUM Mo NPOU3BOACTBY WM Npoaaxe
CPEACTB NIMYHOWM TFUrMeHbl C MPOoCb6oM MoAfdepXaTb HalMX MOAOMNEYHbIX B
o6ecneyeHnn Ux NOAry3HMKaMm 1 BNaxKHbIMK candeTkamu.

Toproeasg mapka YokoSun OTKIMKHYNNCb U NPeanoxuna ceoto nomotub! [1na Hac
3TO 0Ka3anocb OrpPOMHOM yaa4yen, Befb YokoSun faBHO 3apekomeHa0Banun ceds
C Ny4Len CTOPOHbI Cpean poguTenen, KotTopble NpuobpeTatoT AN19 CBOUX AeTen
NX NPOIYKLMIO.

Tenepb 23 noponeyvHbIx Hawero doHpa B 4 ropopax (Tomck, HoBocmbupck,
bapHayn, KemepoBo) pagocTHO MNpuHUMaOT nopapku: 6bio nepepaHo 180
navek NoAry3Hnkos u 840 navek BaxHbIX cangpeTok.

Mbl Gnaropapum Toprosyto mapky YokoSun 3a nogapkv Ona Hawmx peosr.
Pogutenu Bbipaxatot cBolo 6narofapHoOCTb, Befdb 3T0 04eHb 60/bLUas NOMOLLLb
0019 HAX N 3KOHOMUS CPefCTB.

Cnacunbo 3a Takoe BaxHoe U Hy>XHoe napTHepcTao!
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noaoneYHbIx B 4
ropogax

60

navexk nogry3HukKoB

84

nayvek BAaxHbIX
candpetok

rof,OBOV OTYET 2023
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rof,OBOV OTYET 2023

MOLAPKM
GCHBRYP

NoAoNeYHbIX NONy4UIn
HOBOroAHWe NoaapKku

Ons Hawmx nogoneyHblx n3 Mocksbl 1 MockoBckon 061acTi komnaHus «Cubyp»
nepepana HosorogHue nogapku! bono 3 Habopa NoJAPKOB, paccYUTaHHbIe Ha
fetenn ot 0 po 14 net. [Ina cambix maneHbkux B Habopax Obunn: Urpylika-
cnmowa  «[lpakoH», HaMoONbHLIM - Masf-packpacka, OJfeHb-NPbIryH, Habop
JeTckon nocyabl u3 6ambOykoBOro BOJIOKHA «[lpakoH4Mk», urpa «Memo»,
cnagkum nogapok.

[na peten noctapwe B Hab6op BXOAWNO: Kapaoke-Habop, Habop «OHbIA XUMUK»,
opuvramuM «HOBOrogHee YyKpalleHue», markas wrpywka J[lpakoH, KHura Ha
3KOJIOrM4YEeCKyto TeMaTuKy, Cnafkuin nofapok, OTKpbITKa, 6penok u wonep.

BO3pacTHbIX Habopa [na nogpocTkos B nogapke 6b110: kKapTovHas urpa «Cynepmembl», KOHCTPYKTOP
B Konbe, cket4Oyk, Habop ana TBOpYecTBa «Packpacb HOBOrogHWM LIap»,
Mapkepbl Ons CKETYMHra OBYCTOPOHHME, HAabop [N YUCTKM ragXxeTos, Habop
CTMKEpOB, ClagKui NoJapokK, OTKPbLITKA W Lwonep.

Bcero 6onee 100 nogoneyHbIX NOAYHYUIM YyOeCHble HOBOrogHWe NofapkKu.

Haw dooHp, BblpaxaeT UCKPeHHIo 6narofapHoOCTb KomnaHun «Cnoyp»!
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NOOAPKHA

=]
]

CAJIbl MPUAOHbBA

PoCCUIACKMIA NpoM3BOAMTENb AETCKOro NMUTaHWUS, KUCIOMOJIOYHOM MPOAYKLMM 1
COKOB OKasaf Mofaep>Ky noponeyHbim 6narotBoputensHoro doHaa «CnuHa
6ucpunaar. MonyrogoBon 3anac coka MONYYUSIM CEMbM, TOE HaxoasaTCs OeTU C
BPOXAEHHOM NaToNOrnemn CrMHHOro Mo3ra.

— B Hawem dpoHpe HaxopuTca 1500 peten n ectb pebata n3 Bonrorpapckom
obnactm, — roBopuT pykoBoauTenb OGnaroteoputenbHoro doHpa «CnuHa
oudunpa» NHHa NHoWwkKUHa. — Mbl 06patmunmncek B komnaHuto «Cagbl MNpuaoHba»
C NpocLOoN agpecHoOM NMOMOLLM OeTkam u3 Bonrorpaga v Tenepb nosiy4aem
6narogapHoOCTb OT poguTenen, Befb B KaXaylo Cemblo 6bINo nepefaHo oKoso
50 nuTpoB coka.
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rof,OBOV OTYET 2023

®OUNHAHCOBbI OTYET. NOCTYNMNEHNS

MocTynneHns oT oU3NHECKUX NNL; 2 813 200,26

KpayadaHguHr: 16 985 696,21
b® "Bknap B byayLiee” 2787 155,57
B® «Hy>xHa nomoLLb» * 710 399,88
Lo6bpo.Msnn.py 1209 418,88
TOOBA 10 368 228,92
OZON 95 006,20
OZON Cagpbl! NpnaoHbs 982 287,00
OZON Pokcu 495 437,50
B® "KYJIbTYPA BJIATOTBOPUTE/IbHOCTA" 20 765,35
Mo4Ta Poccum 5300,00
HM " BCE 3A OAHOIo" 17 297,00
POO "MUJTOCEPNE" 283 500,00
00O PHKO "EguHag kacca" 10 899,91

MocTynneHns oT Iopuan4ecKux nuu, 29 356 731,00

lpaHTbI: 33 248 688,68

®OOHA, NPE3NAEHTCKUX TPAHTOB 9998 736,00
AHO «LleHTp pa3suTua U nogaepXxku counanbHo

opueHTUpoBaHHbIx HKO» "OEBEJTOMNMEHT- TPYMM" 1499 146,00
B® BTE-CTPAHA 997 696,40
BnarotBoputensHbii poHg, "AbcontoT-MNomoLup" 15940753,28
BO "TaTHedTb" 2 462 357,00

BD "Momouwtb psgom” 2 350 000,00
BHepeanun3aumMoHHbIN [oxop, 89 215,91

UTOIO NOCTYIJIEHUS: 82404 316,15

109 B® «Hy>Ha nomoLLb» * NPU3HaH MHOCTPaHHbIM areHToOM

Opyroe

[paHThbI

MocTynnenHns

OT ropUgnvecKnux nuL,

36%

40%

MMocTynneHns

OT (P13nNYeCKnX nnL, e

3% KpayadaHanHr

21%
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OUNHAHCOBbIN OTHET
YCJIYTU PRO-BONO

CJ1YTU PRO-BONO

Mony4venne TCP oT rocypapcrea 20 060 740,00
AHpekc.Takcm 15151 616,00
Med.Studio (3anuce BUaego-nekumn ansg npoekta MHCTUTyT) 5700 000,00
MpoayKToBble KOP3UHbI OT BKycBUAN 12171,76
fMrneHnyeckue Tosapsbl (NOAY3HUKK, BNaxHble candeTku)

Yokosan 78 226,80
Konacku gns nogoneyHbix (OnaadveHHble cnoHcopamm) 546 270,00
Peknama dHpgekc.[npekt 867 502,14

MTOIO PRO-BONO: 42 526 066,70

BIOAKET BO «CMNMNHA BUDOUNLOA» 2023

MOCTYIJIEHUA 82 404 316,15

CJ1YTU PRO-BONO 42 526 066,70

MTOrO, BIOJXKET B 2023 roaY 124 930 382,85

m
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®UHAHCOBBIA OTYET. PACXObI
utoro 70 133 977,60 pybne#n

[Mporpamma nomoLuu
B3POC/IbIM U AeTaM co spina bifida

47 580 548,24 py6neit

NHopMmaLMOHHO-NPOCBETUTENbCKAS
nporpamma

10 263 449,84 py6neit

NHdopMaumMOHHO-NPOCBETUTENBCKAS

15% MpoeKT nomoLyn 6epemeHHbIM

1067 560,84 68 % 2,3% 1631406,00

. Kée’unwam nporpamma
71% npOEKT «PaHHee conposoxXaeHme
;%M 12,3% | WHcTuTyT Spina Bifida | 8 632 043,84

6,1% [1POEKT MOMOLN AETAM U B3POC/IbIM C 433033398

_%_

6,5% MpoekKT «JlomaliHee BUIUTUPOBAHMEN 4 606 847,50
I ————————ss—————

17,2% NpoekT «AgpecHas nomoLLb» 12 102 918,58
I —————————————————————————————— %
86 ALMUHUCTPATUBHO-XO3UCTBEHHbIE
/20 TIpoeKT meaAnLMHCKON NOMOLLM 13 086 902,88
3,9% MPOEKT topUAMYECKON NOAAEPHKKN 2787 532,76

212_%|_|p0e.KT «y.B.epeHHblﬁ 6anaHc ana peten ]2 289 979,52 pY6ﬂeﬁ

1553 303,77

—%_

4,3% CnopTuBHbI NPOeKT 3 060 505,83 i §
I— e MPY MCHUCIEHM CyMMbI PACXOLOB MCMOSIb30BASICS KACCOBbIN METOA, CrIeyst ByXrantepckum

cTaHpaptam n Hanorosomy Kogekcy P®. MNpu ncnosb3oBaHMM KaccoBOro MeToa pacxogpl
13 NPU3HaTCA B TOM NEpUOAE, KOrAa NPoU30LLEN dhakT onnathl. 14
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[opoBOM OTHET

bnarotBoputensHoro gooHaa «CnuHa budunaa»

O pabote B 2023 rogy

Appec: 117218 r. Mocksa,

yn. YepemywikmHckas b., 20,
K.4, nom. ll, komHaTa 2,
TenedoH: +7 (905) 718—-40—-86

www.helpspinabifida.ru

Bctynante B Hawy rpynny:

WWZ | www.vk.com/spina.bifida

Cocrasutens: Onbra NeTyxoBa

B oT4€Te ncnonb3osaHbl oTorpadoum:

[3H LLTonbu,

Ancy CynermaHosa
HaTtanbs Jlebepesa

Hatanu Bekkep

Anactacug Llyraesa
TatbaHa [leHucoBa-beckoBa
Enena baraH

YctaH KpuctuHa

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

Mo pekBu3UTam:

bnarotBopuTencHbi poHg «CnnHa budunpa»
Mockosckui 6aHk MAO «CoepbaHk»

p/c: 40703810838000004588

BUK: 044525225

kop. c4eT: 30101810400000000225

WHH: 7727287817

KMn: 772701001

OrPH: 1167700055380

Otnpasue SMS Ha KopoTku Homep 3443

co cnosom SPINA 500 (rpe «500» cymma B pyonsx
(moxeT 6bITb Ntobor o1 10 oT 15 000, 0653aTeNbHO
HY>XHO OTNPaBuTb NOATBEPXKAEHNE B OTBETHOM CMC
MHa4e NoXepTBOBaHWE He AoMAeT)

Mo QR kopy

MonHyto nHpopmaumio o pabote poHAa — HaLLMX NPOrpammax,
npoekTax, NoAoNeYHbIX, COTPyAHMKAxX, BONOHTEPaAX, NapTHEPaX U = \
CNOHCOpPax Bbl MOXeTe HaUTU Ha canTe www.helpspinabifida.ru ¥ eirorsopymern




