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BJIATOTBOPUTESTbHbIN ®OH, «CMAHA B '

3npascTBynTE, foporue yutatenm!
Mepepn Bamun rogoson oT4eT 3a 2024 rog,
B Hem Bbl cmoxeTe HanUTh NoapPoOHO BCHO
NHGOPMaLMIO O AedaTeNlbHoCTN hoHAa 3a
rog,.
O4eHb peKOMEHAYI0 BaM K MPOYTEHMIO,
Tak kak oT4yeT 3a 2023 nosay4mn camyto
BbICOKYIO OLIeHKY «30/I0TOW CTaHpapT
rogoBoro or4yeta» B KOHKypce «Toyka
oTcdeTa» W 5 3Be3n (HavBbiClee
KayecTBO rof0BOro OTHYeTa» B PEUTUHre
Raex. MoTomy 4TO ONg HAaC MakCMManbHO
BaXHO ObITb [N Bac OTKPbITHIMUA W
npo3pavHbiMM,  OblTb  MMEHHO  Tem
POHOOM, KOTOPOMY TOYHO  MOXHO
noBepsaTtb. MIMeHa Hawmx napTHepoB, WX
KonnyectBo M poct 3a 2024 ToXe
noaTBepXpatT 3TOT dhakT. Kpome TOro,
Mbl BEPUDPULMPOBAHDI Ha BCEX
nnatgopmax u crann nobegutenamuv 4
rPaHTOBbIX KOHKYpPCOB!

roflOBOV OTYET 2024

Ho Hawa nomoulb Bce ewe HyxHa. W
Hallen MUCCUen OCTaeTCs OKasblBaTb 3Ty
nomowlp  Oetam U B3POCHbIM €
BPOXAEHHOW  MartosiorMen  CrNMHHOIO
mo3ra, npunaratb BCe YCUAUE, 4YTOObI
Ka4eCTBO XW3HU 3TUX AeTen Obino Bbille,
0Ka3bIBaTb BCEBO3MOXHYH MOMOLLLb.
FoBOPAT, eCnn 3a CBOK XM3Hb Bbl MOTN
NMOMOYb XOT9 Obl OQHOMY Yenoseky, TO B
BaLLEeN XXU3HW y>XXe eCTb CMbICSI.

Mbl e ¢ Bamu nomornu 3a 2024 rop, -
1650 petam, U3 HUX K npumepy 17 peteun
CUMPOT C WHBANNOHOCTLIO OKa3anncb B
CEeMbSX U y>Ke TOYHO He ympyT B [NHN.

A 3TO 3HA4UT, 4TO N OeaTeNIbHOCTb POHAA,
M paboTa Kaxporo COTPYyOHUKE, W
nopaepXkka Kaxpaoro u3 Bac HeBEpPOSATHO
BaXHa M umeeT OGosfblion U raybokun
CMBbICI.

MNpUATHOrO NPOCMOTPA HaLero oT4eTa, C
6narogapHocTbio, IHHa NHIoWKMHa



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.

1650

350
200

nofoneYHbIX B peectpe
doHpa «CnnHa budunpa»

HOBbIX OOpaLLeHui
noctynuno 8 2024 roay

ropogos Poccuun, rpe
NoJIy4atoT MOMOLLLb

A\

O HAC

MNCCUA ®OHIA

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.

TO[JOBOVI OTYET 2024

YTO Mbl JESTAEM

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

WV

UHHA UHIOLLKUHA FTANNS CEMTOBA MWUXANJT CEMEHOB ANIEKCAH[PA BAPAHOBA OJIbrATIETYXOBA KCEHNA KO3NHA

Mpencepatens doHpa McnonHUTENbHBIN AUPEKTop IT-pnpexTop (MaHppaisep JMPeKTOp NO KOMMYHMKALWSIM ALMUHUCTPaTOP

MAPUA KOPOTKOBA MAPTAPUTA HUKYLLUMHA JIOAMUNA LIYPKAH AHHA KOCTbUIEBA JOUAHA GLIbIHA AHHA ATAKUHA

PykoBoguTesb PykoBoauTE/Nb NPOEKTA KypaTop npoekTa nomotuu PykoBoguTenb NpoeKTa KypaTtop npoekTos PykoBoguTenb
NPOrPammbi MOMOLLIM nomou 6epemeHHbIM 1 NOASIM C OMbITOM «MHCTUTYT Spina bifida» «[lomaluHee CMOPTMBHOIO NPOEKTa
NoAoMNeYHbIM Aetam ot 0 po 3 net CMpoTCTBA BU3UTMPOBAaHME» U

«YBepeHHbIn 6anaHc»
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KOMAHLA ®OHOA

Al

BANEPUA LLIMLLIKUHA UPUHA GPLIEBA AHAPA BOXKEEBA OJ1bl'A KOHIOLLIEHKO UPUHA NOTUHOBA 10J11UA BY3MAKOBA

e

PykoBoauTenb NpoekTa tOpuct tOpuct MeHenxep KypaTop npoekta nomoLum Mdangpansep
NCUXONOrNYECKON o6pa3oBaTesibHOro petam ot 0 0o 3 net

noanepXku npoekTa

@é SF!WA

: - XQ'BI‘F- ] “h‘t L3N \
AJINHA BAJIEBA MAPUHA KOPHEBA EJIEHA OBHAPEHKO ONblrA ABPAMOBA O3H LUTOJbLY
ALMUHMCTPaTOP ApmuHucTpaTop BonoHTep B npoekTe BonoHTep B oTaene ®otorpadp-BonoHTep B
6ecnnaTHbIX Noe3noK KOMMYHVMKaLui NPOEKTe MOMOLLM OEeTIM-

cMpoTam
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AHACTACUA
BEJIOLLIEHKO

dusnyeckn TepanesT
r. dpocnasnb

OKCAHA
COPOKO/JIETOBA

dusnyeckn TepanesT
r. Mocksa

AHHA HEKPACOBA
dproTtepanesT
r. KazaHb

NUCNAMUA CALIBIKOBA
dusnyecknn TepanesT
r. KaszaHb

EJIEHA NAHVHA
JproTtepanesT
r. BopoHex

EJIEHA LLIOLLINHA
dproTtepanesT
r. CankT-lNeTepbypr

BUKTOPUA
®EAOHNHA

JproTtepanesT

. r. Open

CEPFEM AYOKWH
dusnyecknn TepanesT
W 3proTepanesT,
TpeHep

r. KpacHopap
TATbAHA MNEMENIAEBA

JproTtepanesT
r. EkaTepnHOypr

MAPWA BENOPYCCOBA

dproTtepanesT
r. KpacHospck

MAPUA KASAHYEEBA
JprotepanesT
r. MockBa

OJIECA KNCAPOBA
dproTtepanesT
r. Camapa

BACWA BYPHbILLIEBA
JproTtepanesT
r. xxesck

ONTNA TANEPOBA
JproTtepanesT
r. Hosocmbupck

roflOBOV OTYET 2024

UPUHA TYYNHA
JproTtepanesT
r. Mocksa

BUKTOPUA FTOJTYBEBA
dproTtepanesT
r. Bonrorpag

HAMCAJIMA
DALLINOOHOOKOBA
JprotepanesT

r. Mocksa

HATAJ1bA KITMMYEHKO
JproTtepanesT

. 1. KpacHopap
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EBrEHNA MAPATOBHA BEPANYEBCKASA

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

MepguumHcknun gupekTop poHaa «CnuHa udomaan

AMUTPUIN FOPEBUY 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 YYTYHOBA

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

roflOBOV OTYET 2024

AMUTPUA UTOPEBMNY OXANKWH

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

CTAHWCJ1AB 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
accoupaummn xmpypros-septedposioros Poccum

BUKTOPUA AHATOJIbEBHA CAKAJIO

AkyLlep-rMHekonor oTaeneHus natonorm 6epemeHHoCTU
HaunoHanbHOro  MegMUMHCKOro  UCCNenoBaTefibCkoro
LEeHTpa aKkylepcTBa, MHEKOIOMMU N NEPUHATONOMMU UM.
ak.B.M.Kynakosa
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KPUCTUHA ANNEKCAHOPOBHA INMAOKOBA

: 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 LLIEAIPUHA

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 BANNEPbEBY 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 2024

OAPbA AJIEKCAHIPOBHA KOMJIEBA

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

= WJ1b4 CEPTEEB/Y MOIOB

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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BPAYIN/SKCIIEPTHI

OJIET UITOPEBUY XALLIMBCKUN

Bpay yponor BbiClIeN KaTeropuu, HEMpoOyponor oeTckum u
B3pOCNbIK, TroMeHb

UPUHA ANNEKCEEBHA POMALIOBA

Bpay petckuMn npokTosnior. IkCnept B 00nactu neveHus
XPOHWYECKMX 3aropoB U HepepXaHus kana y geten (CaHkT-
MeTepbypr)

JOAPbA APKAJIbEBHA XAM3VHA

[eTcknin  xnpypr, NPOKTONOr, Cneumanm3npyowasca Ha
nogbope peabuIMTaumoOHHbIX MEPONPUATUA 0N OeTen C
HapylweHnem yHKUMM KULLEeYHMKA Ha (PoHe BPOXAEHHbIX
MOPOKOB  PasBUTUA KULIEYHMKA M CMMHHOIO  MO3ra,
nporpamme «YnpasneHue KMULLIEYHUKOM» (Bowel
management)

BEPA AHATOJ1bEBHA 3MAHOBCKA4

[naBHbIA BpaM AY3 TO  [HOetckmn  nevebHo-

peabunmTaunoHHbIN LEeHTp Hapexna, FNaBHbIA
BHELWITATHbIN  CNeumanucTt nNo AeTCKOM  MeauUMHCKOMN
peabunmTaumm [enapTameHTa 30,paBOOXPaHEHUs

TiomeHckon obnactu Hesposnor, KaHoMaoaT MeguuMHCKUX
HaykK

roflOBOV OTYET 2024
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NOMEYUTEJIU

ANEKCEN NTOHbKWH

OcHoBaTenb Poccuinckon NT-komnaHum
«Pectapt», nupepa B obnactu peanusauuu
cmcTem ynpasneHuns NMYLLLECTBEHHBIMU
KOMMAEeKcaMu, B TOM 4YUCne C UCNosib30BaHMEM
NHAPACTPYKTYPHBIX pelueHuin HOBOIO
NOKOJIEHUS cob6cTBEHHOM pa3paboTku.
Cneupannuct  NO  yNpasieHUO  MpoeKTamu
BHEOpPEHUS NHAPOPMALMOHHDIX cUcTem,
TeXHUYeCKon N PYHKUMOHANLHOM apxXuTekType
NPUIOXEHUW, a Tak >Xe rno OGu3Hec npoueccam
HePTAHbIX N PUHTEX KOMMAHWUN.

AHAOPE/ EBAOKMMOB

busHec-ncnxonor, koy4 PCC, KOHCynbTaHT no
pa3BuTUIO  OM3Heca, JSMOEPOB UM KOMaHQ,
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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“",‘ B 0 BHACTH v Llenb 3: O6ecneyeHune 300poBOro o6pasa XusHu 1 cogencrame 6narononyymio
= YCTOUYUBOIo W [Ns BCeX B NIo6om Bo3pacTe

"l‘\ PAaBMTHﬂ OxpaHa martepuHcTBa M 3popoBbe deTen. B 2024 rogy 62 6epeMeHHbIX XEHLLUMH, OXWUOAIoLINX
pebeHKa C YCTaHOBIEHHbIM AuarHo3om spina bifida nony4nnm nomolp, 9 XeHLWuH NpoLun Yepes

BHYTPUYTPOOHYIO KOoppekumio natonoruy, 33 mnafgeHua NosBMIOCH Ha CBET B COMPOBOXAEHUU
doHaa

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

:ﬂ:ﬁium“ OGPA30BANNE 06pa30BaHus 1 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
NEPABERCTEA — ocTaBneH 6e3 BHUMaHUS, SIBSISIIOTCS HEOTHEMIIEMON HacTbio MpoLiecca

JOCTUXEHUS 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

FOpucTamu doHpa cocTaBneHo 13 UCKOBLIX 3asgBNEHUN, FOPUCTLI MPUHANK YHacTue B 4 cyaebHbIX
3acefaHusx). 514 cemen NOAYHUIN IOPUOUHECKYIO MOMOLLL, B TOM Yucne 6ecnnatHble TCP ot
rocynapcrsa.

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.
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®oHp, «CrnvHa Oudmpa» MHUUMKMPOBAN MNPOEKT BHEOPEHUS WCKYCCTBEHHOrO
nHTennekta B Y3M-gnarHoctmuky, a komnaHua dHaekc paspabortana HeMpocCeTs,
KOTOpas MOMOXET Bpavam obOHapyxutb npu Y3N-nccneposaHum 6epeMeHHbIX
XEHLWNH cMmnToMbl  spina bifida. PasmeTkon [paHHbIX W MeAUUUHCKOMN
metogonornen npoekta pykosogunu spaum Y3 u3 HMULL, akywepcTsa,
FMMHEKONOrMN N NEPUHATONOMMN UMeHU akapemuka B.M.Kynakosa.

B 2024 romy 3anycTuncs NPOEKT MNCUXOSIOMMYECKOn MNoOOepXKM, B pamkax
KoToporo 6bina cobpaHa komaHaa u3 6onee 20 cneymanncToB-BONOHTEPOB.
MNcmuxonornyeckas NOMOLLb OKa3sblBanacb 6epemMeHHbIM XeHLLMHaM, OETIM U
NoApOCTKam, KaHampatam v NPUEMHbIM POAUTENSAM, COTPYAHUKAM dOOHAa.
MpoBoannNncL apT-TepaneBTUYeckne BCTpPeYr 1 rpynbl NOAAEPXKM.

B cbeBpane goHA, 3anyCcTUN aBTOPCKMN NOAKACT, B KOTOPOM PacckasblBaeTcs O
NOOAX N NX UCTOPUSAX, O TOM, YTO Takoe NaTosorMa No3BOHOYHKKA spina bifida u
Kak OEeTU U B3POCSble XMBYT C 3TUM 3ab01eBaHMEM

rofOBOV OTYET 2024

OcHoBaTtenb oHpga WMHHa WHIOWKMHA coBeplinna BOCXOXOEHWE Ha ropy
Apapart, npeofones BbicoTy 60nee 5000 meTpoB B Nogaep>xky coopa onsa aeten
co spina bifida B 6narotsoputenbHOM nNpunoxeHnn Tooba

Ha Temy npepncraBneHns Bpavyen 0 XM3HU ceMen C OeTbMM C ANArHO30M spina
bifida

NccnepoBaHne npoBefeHO B pamkax KoHkypca Research Got Talent 2024
coBMecCTHO ¢ komaHgou «COL, NMPOOAKLLIH»

24 pekabps Ha TenekaHane "Poccunga 1" coctosanack npembepa punbma "Hosas
XM3Hb". 10 CloXeTy AeByLIKa BO BpemMs 6epeMeHHOCTH Y3HaeT O NaTonorum y
oyoywero pebeHka n NpoxoguT BeCb NyTb, OT PeKOMeHOaunn npepbiBaHNs
6epeMeHHOCTN, BO3MOXHOCTU MNPOBELAEHUS BHYTPUYTPOOHOM onepauumu,
pPa3Bofa C My>eMm, NOMbITKU Cynumaa 0o poXaeH1Us 300poBoro manbiwa
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

Mopkact 6narotBoputensHoro doHaa “CnmvHa oudmpa” o nogax n ux
UCTOPUSAX, B KOTOPOM paccka3blBaeTca O TOM, YTO Takoe naTonorus
Nno3BOHOYHMKA spina bifida n kak petm un B3pocsble XMBYT C  3TUM
3aboneBaHnem.

MopkacTt 6bin co3paH B 2024 rogoy meHepXepom 0o06pa3oBaTesibHOro NpoekTa
Onbron KoHtoweHko. Wpeto noggepxana W BOOXHOBMMAA Ha fpanbHenwwwue
[EencTBms cospatenb dooHpa MHHa MHIOLIKMHA. KoHuenuus
BblKpUCTannu3osanacb kak Oyato cama no cebe. [leT wn B3pocsble €
natonorven passuTna NO3BOHOYHWUKA spina bifida Jo cMx Mop He JOCTaTOYHO
penpe3eHToBaHbl B o6LLecTBe. B pa3roBopax mMbl H4acToO CJIbILLMM, YTO NOON He
3HaKT, YTO TakoW MOPOK Pa3BUTUS CYLLLECTBYET B MpuHUMME. A y>XX O TOM, Kak
Takue NN XUBYT, Kakne y HUX 0COBEHHOCTU — M B NMOMUHe. [103TOMy Mbl
peLmnn 3anycTuTb Noakact ooHaa n no6asuTh ewwé oauH PopmaT KOHTeHTa B
WUHGoMose, KOTOPbIM MOMOXET caenatb UCTopun O noagax co spina bifida
3aMeTHbIMW.

KoHuenT — WHTepBbIO C NOAbMK, KOTOpble TakK WAM UHa4e CTONKHYINCL CO
spina bifida (Bpauu, cneupanncTbl, paboTalowme ¢ NaumeHTamm ¢ NaTosnornen;
poautenu peten co spina bifida; B3pocnble co spina bifida n gpyrue roctu).
foBOpMM 060 BCEM: O XM3HW, NNaHax, eXxenHEeBHON pyTUHe, pagocty, 6oamn (1
cnocobax ¢ Hen CNPaBNATLCS).

MoaxacT BoweN B PEATUHT NyHLLMX COLMasbHbIX NPOEKTOB No Bepcuu Forbes
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OTBOPUTEJSTbHbIM ®OHT, «CMNUHA BUOUOA»

roflOBOV OTYET 2024

MCKYCCTBEHHbIVI MHTEJIIEKT B Y3U-
OUNATHOCTUKE

OcHoBaTtenbHuua ©GnarotsoputenbHoro oHaa «CnuHa Oudupa» WHHa
NHIOWKWHA MHUUMKMPOBana NpoekT BHEOPEHNSA UCKYCCTBEHHOMO MHTENNeKTa B
Y3WN-pnarHoctuky ewe B 2023 rogy, Torga MHHe npuwna maesa ucnonb3oBatb
COBPEMEHHbIE TEXHOSIOMMM B MOMOLLbL AETIM C  TAXKENbIM  BPOXAEHHLIM
3abosieBaHMEM.

Yxe B 2024 rony naptHep doHaa komnaHua Yandex Cloud oby4ynn HenpoceTb
nomoraTtb Bpadam obHapyxuTtb npu Y3N-uccnepoBaHnmn 6epemeHHbIX XeHLLUWH
cMmnToMbl spina bifida — Taxenoro BpoXaeHHOro 3aboneBaHns LeHTpanbHON
HEepPBHOW CUCTeMbl Y aeTen. PaameTkon faHHbIX U MeOUUMHCKON meTodof0rnemn
npoekta pykosogunn Bpaim Y3 un3 HMULL, akywepctBa, rmMHekonormm w
nepuHaToniorMn WMeHU akagemuka B.U.Kynakosa, 3kcneptbl B obnactu
BbISIBSIEHNS aHOMANUM LeHTPasibHON HEPBHOM CUCTEMbI N10Aa.

[ng MalumHHOro o6y4YeHWs MCNoJib30BaH YHWKasbHbIA patacet U3 okono 6
ThICAY 00e3/IMYeHHbIX M3o0paxeHun Y3 GepemeHHbIX XeHLUH, COOpaHHbIA
cneuynanuctamn mn3 (HMULL) akywepcrBa, FMHEKONOMMW U MEpPUHATONOMMU
UmeHu akapgemuka B.M.Kynakoea. Cneumanuctbl Yandex Cloud Bmecte co
cTyneHTamu LLIkonbl aHanu3a gaHHbIX dHOeKCa co3fanu apxXMTekTypy peLleHns
C NPUMEHEHNEM HECKONbKUX BUOOB HerpoceTern ans obHapyXeHus o6bekToBs,
Ux KnaccudomkaumMnm wn onpepefieHns BeposTHOCTU Hannuus natonornn. Ha
OCHOoBe paTaceTa ctygeHTbl LLIAla oby4nnu mogenun n paspabotanu yoobHbIN
ona  Bpadven Beb-uHTepdenc. OOydYeHue npoucxogmno Ha obnadyHom
nnatgopme C nomouwplo cepsuca Yandex DataSphere. BbldmucnutenbHble
MOLLIHOCTM 1 MOMOLL apxuTekTopoB ang npoekTa Yandex Cloud npegocrasuna
6ecnnaTHo.
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BJIATOTBOPUTESTbHbIN ®OHL, «CMHA BUOUOA» roflOBOV OTYET 2024

[MTPOEKTbl ®OHLA U PE3YJIbTATbHI 3A 9 JIET

KF [MpoekT nomoLm [MpoekT paHHero Q?S( MpoekT «[lomaluHee é« [NpoekT appecHon NOMOLLN
6epeMeHHbIM XeHLLMHaM COMPOBOXOEHNS OeTen ( = 4/3 BMU3UTUPOBAHNE (6@;
> o ot 0 go 3 net % a
* 235 6epeMeHHbIX NoNYHNUAN MOMOLLLb * 127 mnapeHuUeB NosIBUNOCH Ha CBET B . 6500 BM3UTOB COBEpPLLEHO » 738 oka3anu agpecHyo NOMOLLb
* 65 6epeMeHHbIX XeHLUUH CONpOBOXAEHUN hoHAA * 1670 pnetent OCMOTPEHO * 436 KOHCynbTauu ncmuxonora
COMNPOBOXAANNCL Ha * 360 HOBOPOXAEHHbIX MONY4YUNU npoBefeHo
BHYTPUYTPOOHbIE onepaLmm Pa3nNNYHyo NOMOLLb
— n - ® . - -
POEKT topUaNHeCKOn O [poekT nomoLLmn fetam u 00 YBepeHHbIn 6anaHc MpoeKkT MegUuUMHCKON
gp nopaepxku [{Jm B3POC/bIM C ONbITOM rg-g\l‘f Ana neten co spina bifida NMOMOLLM
CUpPOTCTBA g‘\
* 1976 NoNOXUTENbHBLIX PEe3yNbTaToB » 325 peten 1 B3pOC/bIX NONY4NIU * 1668 TpeHnpoBOK NpoBeaEeHO * 849 koHcynbTauumn n obcnenoBaHUn
» 285 TCP nony4eHo oT rocynapcrea NOMOLLb * 348 peten BKKOYEHO B NPOEKT OpraH13oBaHo
* 59 412 346 pybnen coctaBnna cymma + 89 nogone4Hbix 06penn cembio * 448 npnemos Henpoyponora
3a noJsyyeHHble TCP OpraH13oBaHo

MHdbopmaumoHHo-
NpocBeTUTENbCKAZ NPOorpamma

%;7 NHcTuTyT Spina bifida g‘%ﬁ CnopTuBHbIA NPOEKT Eggf:;Kﬁﬁ;r;gil:blx

\s
O & U

21 kypc 3anucaH * 200 peTen 3aHMMAOTCS COPTOM » 38 ropooB NoakA4eHo * 2000 ny6nukaumnin 8 CMU

* 173 notoka o6y4eHns NnposefeHo + 15 cnoptcmeHoB ctanu * 913 nonb3oBaTenen NOAKNOYEHO K + 57 penopTaxewn Ha TB

* 6978 cnywarenen npowwnm oby4eHne ohmumanbHbBIMM ambaccagopamm NpoeKTy * 50 3cpupos Ha paguo
doHAa * 90 789 noe3nok cosepLueHo * 10 nopkacTtoB+aBTOPCKUN
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMVHA BUDWOA»

rof0BOV OTYET 2024

[MPOEKTbl ®OHOA W1 PE3YJIbTATbBI 2024 TOLA

(D [MpoeKkT nomoLm
> 6epeMEHHBIM XEHLLIMHaM
©

* 62 6epeMeHHbIX MONYHNIU NOMOLLLb

* 9 6epeMEeHHbIX XEHLLMH
CONPOBOXAAaNNCb OOHAOM Ha
BHYTPUYTPOOHbIe onepaLmn

™ >
‘ I'IpoeKT ropnanyeckoun
q@ nonnep>Xxku

* 514 cemert NONYy4NIN MOMOLLLb
* 422 KoHcynbTaumum okasaHo
+ 70 TCP nony4eHo oT rocypapcraa

?Oj WHctuTyT Spina bifida

* 21 kypc poctyneH
* 49 noTokoB 06y4eHMs NPOBEAEHO

* 1213 cnywatenen npownm oby4eHune

29

[MpoeKkT paHHero
CONPOBOXAeHUA OeTen
ot 0 po 3 net

» 33 mnapgeHua NosBUNOCb Ha CBET B
CONpPOBOXAEHUN PoHAA

» 285 peten BKKOYEHO B NPOEKT

* 44 manbiwa npoLsn NoaHoe
obcnepoBaHune

O\ /0 TpoeKT NomMoLLM AeTaM U

= B3POCJIbIM C OMbITOM
cnpoTtcTBa

* 25 peten-cmpoT npoLun
meamumMHckoe obcnenosaHme
* 17 peten-cMpoT o6penn cembio

[MpoeKkT Ncruxonorn4eckom
noanep>xku

4|

* 436 nHameuayanbHbIX KOHCYNbTaUUN
» 58 pecypcHbIx rpynn
* 3 nccnepoBaHus

j MpoekT «[domaluHee
BMU3UTUPOBAHNE

62

* 1023 BM3uTa coBepLueHo

* 546 peten ocMOTpeHO

* 18 cneumanucToB B kKOMaHae

* 19 pernMoHoB NOCETUNN CNELMNANUCTDI

)

* 101 pebeHok NpuHAN y4acTne B
npoekTe

» 323 TpeHnpoBKkM NpoBeneHO

* 4 TpeHepa B NpoekTe

YBepeHHbIn 6anaHc
Ana pneten co spina bifida

[MpoekT 6ecnnaTHbIX
noe3fok Ha Takcn

(@
» 38 roponos NoakNto4eHo

* 913 cemen NOAKIOYEHO K NPOEKTY
» 28 500 noe3nok coeepLUEHO

» 283 nogoneyHbIx NOAyYUIn appecHyto

[MpoeKkT agpecHon NOMOLLU

MOMOLLLb

* 45 TCP nepepaHbl B HOBbIE CEMbM
» 277 KOHCYNbTaUMn Hemporncuxonora gns

24 peten ot 6 net

[MpoekT meguuUMHCKON MOMOLLN

* 224 noponeyHbix NOay4YUIun

KOHCYNIbTaLMM 1 NPOLLIN 06CNen0BaHMS

NHdbopmaumoHHo-
NpocBeTUTENbCKas NPorpamma

» 300 ny6bnukaumn 8 CMA
» 20 penopTtaxewn Ha TB

* 17 3dompos Ha pagno

* 10 nopgkactoB
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roflOBOV OTYET 2024

BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

KF MPOEKT NOMOLL BEPEMEHHbBIM
KEHLLMHAM, OXKUOAKOLLINM PEBEHKA C
> ©)  YCTAHOBJEHHbIM OMATHO30M SPINA BIFIDA

MpoekT peanuayeTcs Npu Noaaep>xke
6epeMeHHbIX XEHLLMHbI

' e Gyayuee @m viToobaQ dlEVE RK?DX,! ® MONYSMIM MOMOLLLb

% CBEP BMecTe Ha YPOBEHb Bbille

bnarotBoputenbHbin  poHp  «CnnHa Oudmpa» oKasbiBaeT MOMOLWb B
CONPOBOXAEHNN BEPEMEHHDBIX XEHLUMH C YCTaHOBJIEHHbIM OWArHO3oMm spina
bifida y nnopa.

Spina bifida nnn rpbiXy cNMHHOro mo3ra moXxHo yengetb no Y3W ¢ 11 Hepenu
6epemMeHHOCTH.

Ha 24-26 Hepene 6epemMeHHOCTM MOXHO MNPOBECTU BHYTPUYTPOOHYIO BHYTPUYTPOGHbIX onepaLiuii
onepaumio, TeM CaMbiIM MaKCUMaNbHO CHU3MB OCIIOXHEHUS Y Manbiwa. Coenatb 6bUI0 NPOBEAEHO
Takyto onepaumnto no OMC MoryT onbITHble Bpayn B NepuHaTasnbHbIX LeHTpax
Mocksbl 1 MockoBckon 061acTu.

MOoHA 0Ka3biBaeT WMHMOPMALIMOHHYIO,  MCHUXONOTUYECKYID,  OPUAMYECKYHO
NOAAEPXKKY, @ TakKe aflpecHyto MOMOLLb.

B 2024 rogy mbl nomornn 62 6epemeHHbIM XeHLWMHaM, U3 HUX 23 Gyaymm
Mamam ¢ bunetamm n NPoXMBaAHNEM PALOM C NepUHATaNbHLIM LIEHTPOM.

MnageHua nosiBnaoCh
Ha cseT B 2024 roay
B CONPOBOXAEHUN hoHAA
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Mapwus:

«HWKa y Hac XenaHHblM pebeHOK.
Ha 20-n Hepene Ham nNocCTaBuu
avarHo3  spina  bifida, Bpauu
HacTamBanM  Ha  NpepbiBaHWK
OGepemeHHOCTU. bnaropapsa doHAay
U Bpadam Ha 25-n Hepene Ham
nposenu BHYTPUYTPOOHYIO
onepaumio, T.K. rpbixa Obuia Mo
TUNY paxuin3mca, OTKpbITas.

B 35,2 ObINno nposefeHo
3KCTpeHHoe KecapeBo ceveHMe.
Pogunacb povka c secom 3090 rp.
n poctom 51 cm. Cama no cebe
Huka y Hac CnokowmHbIn pebeHok,
[OMa Ha3sblBaem ee KOMaHOupom,
4TOObl OblIO BCE KakK OHa Xo4er.
Jlrobummnua Hawen 6onbLLOn
cembu. AKTUBHaZa. YXe HaudmHaeT
obwatbcq, arykaem. C HUXHUMMU
KOHEYHOCTAMM Y Hac BCe XOpOLUO,
€CN TOSIbKO HEMHOro MOHUXEH
TOHyC. Kak oTmeTuna HeBposor Ha
OAHHBIN MOMEHT Mbl OT 300POBbIX
[LETOK He OTINYaeMcs.

roflOBOV OTYET 2024

MPOEKT MOMOLLI BEPEMEHHbIM (9
SKEHLLIMHAM, OXXWOAKOLLIM PEBEHKA C
YCTAHOBJIEHHbBIM OUATHO30M SPINA BIFIDA ©

Mapuio cboHA, conposoxaan ele ¢ cepefmHbl 6epeMeHHOCTH, Koraa Ha 20-¢
Hepene Bpaqn B CbIKTbiBKape 06HapyXunu guarHo3 cnuHa ouduaa y oyayLiero
pebeHka 1 oTnpaBuIn 6epeMeHHyIo XeHLWnHY Ha abopT. OHa npowna TpyaHbI
nyTb, obpatunacb B OHA, npowna KoHcunamym B MockBe M npowna 4vepes
BHYTPUYTPOOHYtO onepaLmio Ha 25 Hegene. 1o COCTOAHMIO 30,0POBbS, BPain He
oTnycTunn Mapuio [OMOW, NOBMAATLCA C CEMbEN, a [0 POAOB PEKOMEHAOBANN
0CTaBaTbCs B HEMNOCPEACTBEHHON 6AN30CTU K NepuHaTansbHOMy LeHTpY. Mapus
ponrne 3 mecaua nposena B roctuHuue npn HMALL AMul um.B.N.Kynakosa,
dooHp, onnaymsan NpoxunsaHue oyaylien mame.

Hdoyka Mapum Huka popgunace 28 aerycta. Ee obGcnepoBann Bpayn, w
KOHCTaTMpOBaNM — cenyvac Bce B nopsgke, pebeHOK B XOpoLemM COCTOSHUM
300poBbs, TpebyeT NNaHoBOro HabnMoaeHWs. 3TO CTaso HacToAWMM Hyoom!
Benb c ee gmarHozom 6e3 onepaumm fesodka Huka yxxe npu poxpeHnm umena
Obl Napes Hor.

BcTpeyaTb HOBOPOXAEHHYIO Ha BbIMUCKY NpUexany nana u cTaplLuas cecTpuyka.
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

102

pebeHka Benoch ¢
6epemMeHHOCTH

2383

pebeHka ot 0 oo 3 net
NONy4nIM NOMOLLL

44

Manbiwa npoLum
NoNHOEe MeauLNHCKOoe
obcnepoBaHue

roflOBOV OTYET 2024

MPOEKT PAHHEIO COMPOBOXKAEHS
OETEM OT 0 [0 3 JIET

MpoeKkT peanuayeTcs Npu nogaepxke

AbcontoT—IlMoMoLlb

BnaroTBOpPUTENEHEIA BoHL,

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 Hawem ooHAe Manbin Ao 3 NeT MOryT NPUHATbL y4acTue B npoekTe PaHHero
conpoBoxaeHns aeten ot 0 0o 3 neT, KOTopbIM ASIUNCA A0 CeHTA0ps 2024 ropa
npw nogaep>xke rpaHta bnarorsoputensHoro coHpa “Aécontot-NMomolwp”.

JTOT NPOEKT HaueNeH Ha CUCTEMHOE COMNPOBOXAEHME CeMen feTen co spina
bifida go 3 nert.

CeMbam  OKasblBanacb  ajpecHas, topuguyeckas,  ncuxonoruyeckas,
MHADOPMALMOHHAS, coupanbHas NoaaepXKa.

Bpavamn wu cneunanuctamm peaﬁl/IJ'IMTaLI,MM ObINO CO3[aHO MeTogmveckoe

nocobve ON9 CNeumannucToB, B KOTOPOM 3KCMEPTHas KomaHaa oTtpasuna u
onucana HakornIEHHbIN OMbIT SIeYeHNs N peabunutaumm aeten co spina bifida.
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

OO?O [MPOEKT NMOMOLLI OETAM U
B3POCJIbIM C OlNbITOM CHUPOTCTBA
M ] MpoeKT peanuayeTcs Npu nogaepxke
ZAZU &) nono 27T
MED | = Alinns 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 HanTn 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 U NPOBOAMM NPOCOUNAKTUKY BTOPUYHbIX
OC/IOXHEHUN y aeTen co spina bifida B yypexaeHusx.

3. ConpoBoxpaem pebéHka co spina bifida B NpUéMHON cembe, Momoraem ¢
MeguKo-coumanbHoOW aganTtaumen B HOBOW cembe, Nnocne 4ero pebeHok n ero
CemMbsl NOJSIHOLLEHHO YHaCTBYIOT BO BCEX NPOEKTax U Nnporpammax goHaa.

4. Paccka3biBaeM 0 3a6oneBaHnn, oby4aem 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.

35

Aeten-cmpot obpenu
cembto B 2024 rooy

25

AEeTei-CMPOT NPOLLIAM NONHOE
MeuLMHCKoe o6cnefoBaHmne

pebeHKa BEpHYINCb B KPOBHYHO
CEeMbtO

{Peﬁemta )'l M Pe
| @nouPe&?m‘a

@uum Pebenxa .@)ﬂom PebeHka
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

roflOBOV OTYET 2024

MPOEKT MOMOLLIV [IETIM M oo
2 B3POC/IbIM C OMbITOM CUPOTCTBA %M
6 Ww
BO3Ban_I,eHM€ Kmpmnna
KaHOMAAaToB B NPUEMHble
POAVTENN NPOLLAYN OBY4eHMe B [ng VipuHbl 370 6b1n BTOpble poAbl. CTapLUMi CbiH Ha TOT MOMEHT YXe Y4nncs

LLIKOMe NPUEeMHOrO poauTens B LWKone. Bo Bpems OepemeHHOCTM Ha Y3 y nnoga OTKAOHEHWA He
pebeHka co spina bifida obHapyxunu. EOMHCTBEHHOe, 4YTO OTMevana cama >XeHWMHa - pebeHoK B
yTpo6e Obln CAMLIKOM CNOKOeH W cnabo Tonkanca. Poapl Ha4anucb ropasno
paHble cpoka. MnageHey, nogsunca Ha ceeT 30 anpeng 2020 ropga ¢ BeCom
4yTb Gonblue Kuaorpamma, a nocpeau ero CruHbl 3ugna faplpa - Takas
naTonorna HasblBaeTcs "cnvHa udnaa” - aHomanns passuUTnS NO3BOHOYHMKA M
CMMHHOro Mo3ra.
Torpa Bpayv HacToANn Ha OTKa3e oT pebeHka, roBops O TOM, YTO Masbilw OO0
He NpoXwuBeeT 1 MipuHa nopf, AasneHnMem nognucana JOKYMEHT.
[oma oHa norpysunacb B genpeccuio, 61M3kue ctapanncb He HanoMUHaTb O
cnporT 6bin B TOM, 4TO npou3owsio... [loTom cayynnacb HoBas 6epeMeHHOCTb, TPEBOXHOe
COMPOBOXAEHUN HAHb oxupaHue. U cHoBa paHHME poabl U HELOHOLUEHHbIM Masnbil C MOPOKOM
cepaua, KOToporo BbiXaXxusanaun B OTAESIEHUN NaToNOrmnU HeL,OHOLLEHHbIX.
OpHaxpgpl 3arngHys Ha [ocycnyru, WpuHa obomnena: npuwno cygebHoe
yBeOOMNEHNe - 3af0/IKEHHOCTb Mo anumeHTam. Cymma okono 200 Tbicay
pybnen. Tak NpuHa y3Hana, 4To CbiH XUB U Cpa3y NpUHANa pelleHwe 3abpartb
ero gomon. Ho opraHbl Onekn okasanucb NPOTUB, 3anofo03pVB KOPLICTHbLIN
yMbICen.
MoTpeboBanocb 0KOSIO rofa, NMOMOLLL FOPUCTOB U cyaebHble 3acefaHuns, YToOb!
BEpHYTb pebeHka B Cemblo. HOBbI rof BMepBble B >XWU3HWU 4YeTblpexSIeTHUH
Kupunn Bctpedan poma.
MNpaBga, HeCMOTPs Ha To, YTO Kupunn yxe [OMa, anMMeHTbl ero mame no-

npeXxHemy npoao/KarT Ha4YnUCNATb. JT0T BOMNpPOC eule He peLleH. OCI'IapVIBaTb
Heo60CHOBaAHHO Havncngaemble CYMMbI, BEPOATHO, NpUAeTCa B cyae.

nocobue ans NpUemHbIX
poouTenen
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

@3 MPOEKT «0OMALLIHEE BUSUTUPOBAHWE»

Gl MpoeKT peanuayeTcs Npu nogaepxke

BJIATOTBOPUTE/IbHbIN
<DOH11 BJIAAVIMMPA
MOTAH

SOOEKTVBHAA GMFAHTPOHMF

Ha TekywMn MOMEHT B MUpPEe CYLWECTBYIOT 3(PdeKTUBHbIE METOOUKM
abunutauumn geten co spina bifida, paspaboTaHHble B EBpone n CLUA. JaHHbIMMK
MeToaMkamn  BnagelT  cneumanuctbl  —  (puanyveckue  TepanesTbl U
3prorepanesThbl.

DoHpA, 3aHMMAEeTCa opraHM3aLmen n pasBuTMem OOMALLHEro BU3UTUPOBAHUS U
peabunutaumm geten ¢ nocneacTemamm spina bifida B pasHbix pernoHax Poccuum.

B pamkax [OMAalUHero BM3UTUPOBAHMS CreumanvcTbl perynspHo (2-3 pasa B
rof) NoceLatoT CEMbIO NOLOMNEYHOrO, BOLIEALLEro B NPOrpammy.

B 2024 ropy cneupmanucTbl COBEPLUMAN Bble3abl B 19 perMoHoB. M 3TO 3HA4uT,

4YTO BCE OoNblUe Cemen [OBEpPsOT Ham, BCE Oofblie AeTen nonyvaroT
perynspHoe BefieHne U CUCTEMHYIO MOMOLLLb.

permoHoB noceTnnn Hawum
cneunanuncTtel C BUSNTamu

39

1023

BM3MTa COBEPLLEHO
B 2024 rony

246

Jeten Ob110 0CMOTPEHO

cneynanncToB B KomaHae

roflOBOV OTYET 2024
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233

noaoneYHbIX MNosy4namn
afpecHyIo MOMOLLb
B 2024 ropy

NOAO0NEYHbIX MNOJYHMIN
MEANLIMHCKYIO MOMOLLLb

45

TCP nepepaHo B HoBble
cembu

MPOEKT ALPECHOM MOMOLLA

[MooekT peannaveTca npu nopgepxke

& NoMouwbpsaom MMJIOCEPIHERU  COBKOMBAHK 77/00 ﬁogoo

VD [2DKC B -85

Gesen

roflOBOV OTYET 2024

O
)\

AppecHas MoOMOLLIb, OKasaHHas nogonevyHsim ooHpa B 2024 roay:

Moary3Huku

KaTteTepbl

AKTUBHbIE KONSCKM

buneTtbl aBna n x/n,

BonbHMYHag HAHA ONna oeten-cupoT

PacxofHble matepuasnbl No yxody 3a Tefom 1 paHamu
PeabunutaumoHHble 3aHATUSA

PemoHT TCP

Loctaska TCP

Y4yactue B copeBHOBaHUSX (NpoXMBaHNE n 6UNeTol)
OpTo-n3penuns

Benocunep,

MNpucTaeka onsa KONACKK

MNpoTuBonponexHesas NoayLuka ons KONACKu

MogbeMHUK NS KONSCKM

ona 110 nogoneyHbIX
ona 65 nogoneyHbIx
ona 25 nogoneyHbix
ona 20 nogoneYHbIxX
ona 19 nogoneyHbIxX
onsa 16 nogoneyHbIxX
ANs 7 NofoneYHbIX
ANs 7 NO[0NEYHbIX
Ans 6 Nofone4YHbIX
ANs 4 nogoneyHbIx
ANS 2 NOAONEYHbIX
ans 1 nogoneyHoro
ans 1 nogoneyHoro
ans 1 nogoneyHoro

ana 1 nogoneyHoro
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BNTATOTBOPUTESTbHBIV ®OHL, «CMMHA BUOULA» [OJIOBOM OTYET 2024
(@\9& MPOEKT «YBEPEHHBI/ BATTAHC
YN [ [IETEM CO SPINA BIFIDA»
/‘ [MpoekT peanuayeTtca Npu Nogaepxke
=BTE Cpme ) IR 3 : Z 3
Y peten co spina bifida cywectByloT npobnembl C MNO3BOHOYHUKOM TPEHUPOBKN NPOBELEHO

(rMNepkncdo3bl, TMNepNopao3bl U CKOMMO3bI), CNabble MbILLLbLI CMWHBI (YacTble
onepausm Ha CnuHy), nNpobnembl C OMOPHO-ABUraTeNlbHbIM annapaTom,
(60NBbLIMHCTBO HALIMX MOAONEYHbIX AETU — KOMSICOYHMKM). Mpu 3TOM, HU3Kas
OBWraTesibHasi akTMBHOCTb M OTCYTCTBME (OU3UHECKOM Harpy3ku TOJbKO
YXyALLAeT NnosioxeHue.

CnopTuMBHBIN NPOEKT "YBepeHHbIn 6anaHc ang peten co Spina Bifida" HanpaeneH

Ha YyNyylweHWe KavyecTBa XW3HW [eTel C NaTofiorMen CrMHHOMO Mo3ra, ¢

NMOMOLLLIO PErYNSAPHBIX 3aHATUIN CNOPTOM.

B npoekT moryt BonTM petn co Spina Bifida ot 8 mecaues po 18 ner, NOAONEYHbIA NPUHAN y4acTue
NPOXWuBatoLLMe Ha TeppuTopumn Bcen Poccum. B NpoeKkTe

B 2024 ropy 35 pete#t oT 0 0o 3 X NeT NPUHANU Y4acTUe B NPOEKTE.

MpoekT «YBepeHHbIn GanaHc» nobblBan Ha Bble3OHOM  CMOPTUBHOM
meponpuatun «Passutre napasMMnUUCcKoro cnopta B Pecnybnuke TaTapctaH»

B r.KasaHb, rge Ha NpoTaxXeHun 9 aHen kaxpaoe yTpo pnga 30 geten npoxoawnam
3aHaTMS B doopmaTe 3apaaKu.

TpeHepa NPoBOAST 3aHSTHS
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aKTUBHbIX KONSICOK M
KONSICOK € PyYHbIM
NpVBOAOM

BEPTUKAIN3aTopoB

annapaToB Ha HUXHWe
KOHEYHOCTU U TynosuLLe (opTes)

roflOBOV OTYET 2024
—/

MPOEKT IOPUONYECKOW MOAAEPKKM

CoumanbHO-NpaBoBOE COMPOBOXAEHNE é é
nogoneyHbix poHaa «CnuHa Gudpmnaan»

MpoeKkT peanuayeTcs Npu noaaepxke [(=DKC

B pamkax topnanyHeckon noanepXKu okasbiBaeTcs NOMOLLb:

® Npu3HaHWe MHBaNNOHOCTY;

* nonyvyeHne MHaveuoyanbHOM Nporpammel peabunurauum mnu adbunutaumm
(UMPA);

® BbINNATLI U JIbFOThI;

® CaHaTOPHO-KYPOPTHOE JIe4YeHue;

¢ obecnevyeHne aBnabunetTamm K Mecty fie4eHns n obpaTHo;

¢ 6ecnnaTHoe NoJly4eHne NIeKapCTBEHHbIX CPeaCTs;

° meamumHckme ycnyrn no OMC;

® MONY4EHNE TEXHUYECKMX cpencTs peabunutaumm (TCP) nnn komneHcaumm 3a
CaMOCTOATENbHO KyrneHHble TCP;

e [oCTynHas cpeda (naHOyc, 3NeKTPONOAbEMHUK, PEMOHT  LOpOory,
neLexoaHbIn nepexon) No MecTy NPoXnBaHns pebeHka;

® [POXOXAEHME MNCUXONOro-meamko-neparorndeckon kommceun (MMIK) wm
Co3faHue cneumanbHblX YCNOBUA ONS MOoNyveHus obpa3oBaHUs pebeHKom C
OrpaHNYeHHbIMM BO3MOXKHOCTAMM 300POBbS;

® 334McieHne pebeHka B obpa3oBaTtesibHoe yYpexaeHne n JocTynHasa cpepa B
[OOLUKOJIbBHOM U LUKOJSIbHOM YH4peXOeHUN;

® XWUSNLLHbIE BOMPOCHI;

® peLleHne Apyrux BOrpocos, KacatoLmxcs Npas nogoneyHbIX.

Obuwasa ctoumocTb nonyyeHHbIx no UMNPA TCP coctasmna

15 617 155 pybnen
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MPOEKT MEOMLIMHCKOWM MOMOLL

MpoeKkT peanuayeTcs Npu nogaepxke

® B= [2DKC 900
e

: N Brknap, __
BeycBuan &P *Smuee ASCOMOT—TomoL

% CBEP

MpoeKkT MeOuLMHCKON MOMOLLM HanpasieH Ha OpraHu3aumio MeguLMHCKOro
CONPOBOXAEHUS AeTen M B3POC/bIX C AnarHo3om spina bifida.

OOHOM M3 KJOYEBbIX 3a4ay NpoekTa CTano COOenCTBME B MOJIyYEHUU
KBaIMPUUMPOBAHHOMN MELMUMHCKOM nomoliy. DoHA nomoran nofoneyHbim
CEMbSM 3anucaTtbCsd Ha KOHCYyNbTauMM K NPOGOUAbHBIM  CeuuanmncTam:
HeMpoyponory, opToneay, HEMPOXMPYPry, NPOKTONOTY, HEBPONOTY N APYTUM.

Takxe okasblBanacb nogaepXxka B OpraHuM3aumMnm  OMarHOCTUHECKUX
uccnepgosanmn —  MPT, 23, nabopaTopHbix aHanu3oB. Oka3sbiBanocb
CofencTBMEe CeMbiM B MNPOXOXAEHUW  KOMMNEKCHOro  ob6cnefoBaHus
MHOTonpoduIbHON KOMaHOoM cneumanucTos B LieHTpe "Spina bifida”.

OcobeHHoCTb gmarHo3a spina bifida TpebyeT peryngpHoro HabnwopeHus y
Bpayen, obnapalowmx cneumanm3vpoBaHHbIMM 3HaHUAMU B faHHOM 006s1aCcTw.
OpHako B OTAANEHHbIX PErnMoHax U Masblx HaCeNEHHbIX MyHKTaX AOCTYM K TakKMM
cneupanncTam  OrpaHuMyeH: BpayuM  MOMUKIIMHMK  4acTO  He  3HakoMbl €
0COBGEHHOCTAMM BeeHWS NAaLMEHTOB C 3TUM OUArHO30M.

B pamkax npoekta hoHA NpefoCcTaBnsn CeEMbIM aKTyasibHy0 MHPOpMaLmIo o
BEOyLUMX Bpavax-aKcnepTax, UMeLmnx onbIT paboTbl C NaumMeHTamm co spina
bifida, a Takke 0 MeOUUMHCKMX Yy4peXOeHUsax, roe OHW BedyT MNpUEM. ITO
NO3BOJISASIO CEMbSAM MPUHUMATb OOOCHOBAHHbLIE PELLEHUS O MapLIpyTM3aumm u
noJiy4aTb KBaNMMPUUUPOBAHHYIO MOMOLLb, HEOOXOOMMYIO [N NOAAEPXaHUS

340poBbA pe6éHKa n npenoTepaleHna BO3MOXHbIX OCJIOXKHEHUN.
47

NPUemMoB 1
obcnenoBaHnn
y Henpoyporsora
nnsa 119 nopgoneyHbIx

326

npuemoB NPOodUsIbHbIX

Bpayen n obcnegoBaHum

opraHu3oBaHo ans 188
NoaoMNeYHbIX

97

NoAoneYHbIX NpoLuIn
KOHcunuymbl B Mockee 1
CaHkT-lNeTepbypre

roflOBOV OTYET 2024




BJIATOTBOPUTESTbHbIN ®OHL, «CMHA BUOUOA»
BHble NOTPEDHOCTU poguTenen

3MoumnoHanbHbie MpakTuueckue acnexTs!
notpe6HocTn
= Boctynweiit RauK oBueHws:

o fopnepxxa u smnarus o Undopmauns o

* OroyT naxTaumum

* Pacypenl fonon
* Wcropun pyrux cemed oMol

Komnnexchbiii noaxop K
noaaepxKe

23

MncMxosiora-BosioHTepa B
npoekTe

436

KOHCYNbTauun
NpoOBEAEHO

nccnenoBaHuA
npoeegeHo

roflOBOV OTYET 2024

MPOEKT MCUXOJIOTMYECKOWM
MOMOLLN

J

MpoeKT peanuayeTcs Npu nogaepxke

JEVE' EVaTOOD !

BMeECTe Ha yPOBEeHb Bbille PII.'..[N!R-(:’Y

BoisiBneHne y pebeHka 3a60seBaHusl, BAMSIOLLErO HA KavyeCTBO XXM3HW, — 3TO
HEeNpocTas CuUTyaums ONs BCe CeMbM, COMPOBOXAAEeMas pPasNYHbIMM
NepPeXunBaHNIMMU: BO3HMKAET MHOXECTBO BOMPOCOB, CTPaxoB, a TakXe
3a4acTylo YyBCTBO M30JISILMM N HEYBEPEHHOCTU. B Tako MOMEHT OYeHb BaXKHO
MMETb BO3MOXHOCTb NOJTY4UTb GepexHyto U NPOteCcCMOHaNbHYIO NOAAEPXKKY.

B Hawem cpoHOe oKa3blBaeTCsd KOMMNEKCHas MNcuMxosiornyeckas nopnep>kka
[eten, NoopoCTKOB M B3POCSbIX C YCTAHOBNEHHbLIM AnarHo3om spina bifida, a
TaKXe YN1eHam nx cemen.

HanpasneHusa paboTbl:

*UHOMBMAYaNbHbIE KOHCYNbTaUUW NCUXosora
*rpynnbl noaaep>Xxkn (Ha 6ase poHpa v B cotpynHudectse ¢ AHO «Tpu cepauan)
*Hay4Has 1 HPOPMAaLIMOHHO-NPOCBETUTENLCKAA AEATENIbHOCTD:

v'NpoBefeHne nccnenoBaHnn

v'co3aaHne MeTognyecknux matepmanos

v'HanucaHue ctaTten 1 NOCTOB ANS CalTa U coumanbHbIx ceTen choHaa
v'NpoBefeHne Npsmbix 3NPOB B COLMaNbHbIX ceTdxX doHaa

v'BbICTYNNEHME Ha KOH(PEPEHLMAX U APYTUX 3HAYUMBIX MEPONPUATUSX U T.4,.
*[yXOBHasi NOMOLLb (OKa3blBaeT CBALEHHUK PrL).

50



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

NCUXOJI0IN - BOJIOHTEPHI

51

" NIYU3A ©POSIOBA

CeEMENHbBIN I'ICMXOJ'IOF

. EMDR — npakTuk

BAJIEPUA TAPAHOBA

HeMponcmnxonor,
KNMHUYECKNA
ncmxonor

ONEr AOXAVKOB

ncmxonor, CBAWEeHHUK

CEPTEA NYPbEB

ncnxonor-
KOHCYNbTAHT

S MCUXONOr, HE KNUHUYECKNA
.\ NcuxoTepanesT Ong

B3POCJibIX, CynepBn3op

CODb4 IOANHA

ncmxonor

UPUHA KPBAHOBA

negaror-ncuMxonor,
apT-TepanesT

AHHA CTAPO1YBOBA

ceMenHbIN NCUXonor,
[EeTCKUI Ncuxonor, apT-
TepanesT

BAJIEPUSA TOMOHKO

nefaror-rncmxonor,
npogopueHToNor

MAPUA OEMUOBA

KJIMHUYECKUI, CEMENHBIN,

nepuvHaTanbHbIA U
penpoayKTUBHLIN
ncuxonor

XKAHHA YTKUHA

ncuxonor,

| KJIMHUYECKUn

ncunxonor

AHHA KOCMUHA

MCUXOSIOT, NCUXONOT
nnsi nap

AHHA CTENAHOBA

cemenHbIn,
aHanNUTUYyeckun,
nepuvHaTasnbHbIN,
[EeTCKUM ncmxonor

AHHA YMHOBA

ncmnxonor

EJIEHATIOTAIMNOBA

KJIMHUYECKUI
ncuxonor, kaHguoaT
NCUXONIOMNYECKUX
Hayk

roflOBOV OTYET 2024

ANrYNIb ®APPAXOBA

ncuxonor

MAPUHA
AKYBOBCKA4

NPakTU4eCcknn n
KPU3UCHBIA Ncuxonor

- HATAJIbY MATBEEBA

Mcuxonor B KOrHUTUBHO-

' noBegeHYeckom noaxoae

AHHA TAMBAPOBA

KIIMHNYECKUA U
nepuvHaTasnbHbI
ncuxonor

EKATEPUHA
YYXJIEBOBA

ncnuxonor-
KOHCYNbTAHT
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MPOEKT BECIMJ1ATHbIX MOE340K
HP HA TAKCHK

u U

MpoekT peanuayeTcs Npy NoaLep>Ke

&% NOMOLLbPAAOM SIHueKc

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

OO6bl4HbIN  OeHb pebeHka co spina bifida, 3to — 06onbloe KOANYECTBO
nepemeLLleHnn, HaydmHag C  NOCeLLeHUs  MEeOUUMHCKUX  yYpeXOaeHun w
NPOUNbHBLIX CNeunanncToB U 3akaH4YMBasg noe3gkamu B OETCKUMIW capf, LUKony
UNn Ha passuBalone 3aHATUA. [lpyu 3TOM He BcCerga eCcTb BO3MOXHOCTb
NCNOSIb30BaTb OOLLLECTBEHHbIA TPAHCNOPT. A eC/in y CeMbM HET aBTOMOOKUNS, TO
3TO CTAHOBWUTCA OONONHUTENBHON (PUHAHCOBOM Harpy3kon. 4Yacto UMEHHO 3TU
CNOXHOCTU 9BAFIOTCA NPUYMHON NPOMNYycKa 3aHATUN OeTbMU U, Kak CieacTeume,
YXYOLWEHNS UX COCTOAHNSA N Ka4eCTBa XMU3HW.

Mporpamma dHpekca «[lomolb pagom» NO3BONSET MOMOYb MOJOMNEYHLIM
cembam poHpa 6ecnnaTHO foexaTb Ha TakCcu [0 Bpadven, Ha peabunuraumio, B
LLKOJTY NN OEeTCKMM caf, Ha BOK3an nau B aaponoprT.

Mama MUK: «Mbl C ManbilLOM MNOSIb30BANNUCL YCNIyraMm TakCu He Tak 4acTo,
Kak O0ObIMHO (CbIHOYEK [0 CMX MOP B MUMNCOBbIX Pacnopkax HaxoauTcs), HO
e3gunn no OGonblwon HeobxogumocTu. Takas OGnarogapHocTb cpoHAy 3a
BO3MOXHOCTb NepemeLLaTbcs ¢ pebeHKoM, Aaxe Haxoadachb B TakMX HENPOCTbIX
obcToaTensCcTBax (BoguTenu, NOOKMOHUBLLME Tapudd «NOMOLLbL AETAM» BCeraa
cTapatoTcd NomMoYb M nocaguTb pebeHka Tak, 4ToObl OH He WCMbITbiBan
ANCKOMAOPT). ITa NOMOLLbL 015 Hac Takas, YTo He onucaTb CIOBamMKU NPOCTO.
Bnaropapto oT BCen ayLumn»
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nonb3oBarenen
NoaKNto4eHo
K NPOeKTy

8 500

noe3nok coeepLieHo
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roflOBOV OTYET 2024

NHCTUTYT SPINA BIFIDA x j

MpoekT peanuayeTcs Npu Noaaep>xKe

W 2 cum. 26c0ni0T—TioMows MED, O EC%

FPAHTOB e STUDIO  oupmg
MOTOKOB 00Yy4eHNs 14 kypcoB pana Bpaden wn Apyrux bifida
nposeneHo cneunannucTos: 11. Mecuxonorns ana cneunanucTos,
1. Kypc no paHHemy pa3sutuio (0-3 conpoBoXaarLmx b6epemeHHbIX
ropa) peten co spina bifida gns c naTtonorven nnopa spina bifida
cneumanucTos 12. AcnekTbl HeBpONOrmmn "
2. TpeHaTanbHas Y3-guarHocTtuka Henpoxmpyprum npu spina bifida
BPOXOEHHbIX NOPOKOB Pa3BUTUSA 13. Kypc no optoneamu peten C
LHC AnarHo3om spina bifida
3. YBepeHHbIn 6anaHc ong perten co 14. Henpoyponorug. Oco6eHHOCTH Yy
spina bifida beten co spina bifida
4. Kypc no nnaeaHuio ong geten co
spina bifida 6 KypcoB ansa pogutenen:
R TOPOgREH 5. Kypc no ncuxonormn  ona 1. Tlepsble gsuxeHns n TCP pona
Poyical CneunanncTos, manbliwen co spina bifida
CONpoBOXAALWNX  Oeten  co 2. Kypc no paHHemy pa3ssutuio (0-3
spina bifida ropa) peten co spina bifida gns
6. Llikona coumanbHoro paboTHWKa poouTenen
ONn9 nopgoneYHoro co spina bifida 3. Kypc pna  6epemMeHHbIXx ¢
7. Kypc N0 KOMMyHMKaLMK: Bpad — natonorven nnoga spina bifida
naumneHT 4. lkona npuemHOro poauTens
8. Hemnponcuxonorus pas3BuUTUS pebéHka co spina bifida
beten co spina bifida 5. Kypc onga pogutenen perten co
cnyLatenei npoLm 9. HemnporeHHas ,EI,MCCDYHKL!,MQ spina bifida )
0ByeHme KMWeYHMKa y AeTer o spina 6. I'Icmxgnor@?l ONS cemen C oeTbmu
bifida co spina bifida
10. SproTepaneBTuyeckne noaxonpl Kypc no cpaHapansunHry pns HKO

npu paboTte C OeTbMW CO spina
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Oj NHCTUTYT SPINA BIFIDA
( QCCJ{Q MpoeKkT peanuayeTcs Npu nogaepxke

contor—TlomoLus ' :I?:ﬁmewrcxux : >
BnaroTesopuTensHeli doHn
prmens NERAMAK STUDIS

B TeveHun ropa GnaroTBopuTenbHbin PoHA, «CrivHa Oudpmpa» n NHCTUTYT
«CnnHa Oudpupa» nNPOBOOMAN CEPUID  OYHbIX TPeHWHros «Spina bifida.
MynbTMONCUMNAWHAPHBIM ~ B3rN94»,  HanpaBfieHHbIX  Ha  MOBbIWEHWE
MHPOPMUPOBAHHOCTU B  Teme O0KasaHuWg MNOMOLWM Jo4aM C  PefKumu
3a601eBaHNUIMMU.

OY4HbIX NeKUnn-
TpeHuHros B 10 pa3HbixX
ropofax NposeaeHo

abel> F

K y4acTuio B Meponpuatmm npurnawanmce BCe 3anHTepecoBaHHbIE: NOArOTOBKA

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 COTPYLOHWUKW COLMANBHBIX YH4PEXOEHUNA, OeTCKUX UHTEPHATHBIX YHPEXAEHWUN.
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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Kanpwciaaogacrian @ O Qe
KNMHMY, R/bHILA

O4HbIX TPeHWHros no Y3U-
OnarHocTuke ong spadven
npoBefeHo B 5 ropopax

akcnepTa PoHAa Bble3xXasnu
B PernoHsl

236

Bpayen, paboTaroLumx c
6epeMeHHbIMU: akyLuepbl-
rmHekonory, Y31 —anarHocThl
NOCETUNN MEPONPUATUS

roflOBOV OTYET 2024

NHCTTYT SPINA BIFIDA Qj’
HpoeKT peannsyeTca npun nognepxke @%}?

[ eomn me D> A6contoT—MNoMoLLb

nPEsunEHTCKMX BnaroteopuTenbHblii poHn
FPATOA STLWDBIO

B pamkax WHctutyTa Spina Bifida B Te4YeHuMn roga npoxoauvnn OYHble
npakTuyecke cemuHapbl «lpeHaTanbHas ynbTpa3BykoBas [OMarHOCTUKa
BPOXAEHHbIX MOPOKOB Pa3BUTUS LIeHTPasibHOM HEPBHOM CUCTEMbI» A5 BpaYven
akyLep-ruHekonoros 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 crneumduke AMarHoCTUKM cnuHa 6mudcbmpa n NOPOKOB pPa3BUTUS
HepBHOW TPYyOKW, [O.M.H., 3aBedylolwun oTaeNeHnem ynbTpa3BykoBOM U
doyHKUMoHanbHon pguarHoctukn OIeY «HMULL um.B.M.KynakoBa KocTiokoB
Kupunn Butanbesuy, KOTOpbIM pacckasbiBan O cnocobax paHHero BbISBAEHUS
CNMHa 6udmnpa U NOJENUICA OMbITOM BHYTPUYTPOOHbLIX Onepauun, a Takxke
NpencTaBuIn NHTEPECHbIE KNMHUYECKME CyYau.

PykoBoguTenb npoekta nomown OepemeHHbIM Mapraputa MwuxannosHa
HukywmHa npepcrasnsna caywartenam poknag o6 oCo6eHHOCTAX COOOLLEeHUS
AuarHo3a npu npeHatasbHOM AMarHOCTUKU U COMPOBOXAEHUN BepeMeHHbIX U
MnafeHueB B NpoekTax doHaa.
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A

- B0
MpoekT peanuayertcs npu nop,p,erKeﬁ R c Sta I't i %’?ﬁg’;ijﬂg;;‘;&zcy b2 Konsciax

CnopTMBHBLIN NPOEKT ANg OeTen, NOAPOCTKOB U MOJMOAbIX B3POCAbIX CO spina ,
bifida CNOPTUBHbIX CEKLIUA JOCTYMHO SA4

noaoneYHbIX hoHpa

Llenb npoekTa:
YBenuyeHune 3aHgaTuin CnopTom geten co spina bifida

3apauim:

+ Pa3suTne cekunn B pernoHax;

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

* MakcmanbHoe BoBfie4YeHMe 3aHATUSAMIN CNOPTOM, MOMNyNapu3aums;

— E. @m.

am | AHO «BTOPOE ObIXAHVEN
- TEHHUC HA KOTTSICKAX
A

MepOI'IpMSITMSI B pamKax npoekTa: ICNOPTVE & 13BNEKATENBHLWN

» 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 NapanmmnuincKue; Bble3[HbIX CNOPTUBHbIX

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

« [lpoBefeHe OHMAMH-BCTPEY CO  CMOPTCMEHaMW U CNOPTUBHbLIMK
cneupannucTamu, 3afencTBOBAHHbIMA B 3aHATUEX CNOPTOM  togen ¢
WMHBANNOHOCTbLIO.
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CMOPTUBHBIM MPOEKT @O\"’Q
MacTep-knacc no nonetam B a3poTpyode B [

4%
TromeHun /\\ﬂ

MpoBoanncs Npu nogaepxKe

noaoneyHbIX cemen ﬁ R E Sta rt

npuHAInN yqactue B

MEepPOnNpUATUMN
19 MIoHA Mbl NPOBENU MmacTep-knacc no nonetam B aspotpybe B r.TiomeHb

BMecTe ¢ ambaccapopom poHOa, YeMNUOHKOM MO TaHUamM Ha Kongackax w
pykoBogutenem npoekrta #JletatbJlerko — AHHoM MupkuHon!

AHHa pacckasana y4acTHMKam O noJsib3e NosneToB, UCTOPUN CO3L0aHUN MPOEKTa,
nogenuMnacb CBOMMW BMNeYaTNeHUIMU OT 3aHATUA. [locne 3TOro y4acTHUKK
NPOLWM WHCTPYKTaX OT TpeHepa AHgpes, obnayvnuce B creuuasnbHble
KOCTIOMbI U COBEPLUNAM CBOU NepBble NoneThbl!

Yyactne npuHuUManu getm n pogutenu u3 TroMeHCKon 061acTi, COBMECTHbIN
aKTUBHbIM [OCYr XOpoWwo CcOnuXaeT CemMbu, BCe Y4aCTHWKW Habpanucb
NONOXMUTENbHBIX IMOLMI M BblN pafbl 3HAKOMCTBY ApYr C Apyrom!

,u,eﬁcmyrou.l,aﬂ HeMMNnoHKa
npuH4aia ysactue
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g‘QﬂQ CMOPTUBHBbIM MPOEKT
)z MpoeKT peanuayeTcs Npy Noaaep>Ke ?RB%EWEEHI?EE

\

C 7 no 15 ceHTa6psa 2024 8 MonogexxHom uUeHTpe «Bonra» npowwen dectusanb
afanTMBHOMO cnopTa AN Aeten n mosogexu co spina bifida.
YyactHukamu ctanm 30 peten M NoApocTkos OT 6 net fo 21 roga ¢ ANarHo3om

spina bifida, a Takxe ux pogutenu. MecTneBanb NPOXOAUS B pamkax NpoekTa [eTe-y4acTHUKOB
«Pa3sutve napanumnunuckoro crnopta B Pecnybnuke TatapctaH»  npu
nopaepxke rpaHta b® «TatHedpTb» MU MUHUCTEPCTBA NO AeflaM MOSOOEXMN
Pecny6nvkn TaTapcTaH.

3a 9 pHen Ha OGepery Bonrm petm u nopgpoctku co spina bifida cmornm
nonpoboBaTtb Takne BWAbl CNOPTa, Kak nnaBaHue, opupansuHr, 60nblLION U
HaCTOJIbHbIN TEHHWUC Ha KONACKaXx, TaHLbl U PexToBaHMe Ha KONIFICKaX, HO CaMbiM
GOSIbLLIMM OTKPbITUEM L5 BCEX CTana BO3MOXHOCTb NOnpoboBaTth canGopauHr.
B ognH 13 pHen paxe 6binn npoBefAeHbl NepBble B Poccun copeBHOBaHUS NO
apanTUBHOMY canbopanHIy Ha OTKPLITOM BOAE, B KOTOPbLIX NPUHANKU y4acTue 36
4yenosex.

roflOBOV OTYET 2024

BMOOB aAanTUBHOro CropTa
Ha npoTskeHWM BCero MeponpusiTUs YHacTHMKM CMOMAM Moo6LLaThC C

YemnuoHkamuM Poccunv Mo TaHUAM Ha KoJnigckax, YypoxeHkon Pecny6snku
TatapctaH HypcuHon [lanueBon u EneHom 3ambICNnOBOKW, KOTOpble CTanu
BOXAaTbIMW OTPSALOB, a@ TakXe C YeTblpexkpaTHOM 4YeMnUOoHKOM TaTapcTaHa no
HacTONbHOMY TeHHWUCY PugHon VimamueBon. B kavecTee BONOHTEPOB-BOXKATbIX
Ha dectuBanb ObiNKM NpurnaweHbl CTyAeHTKUM Kadeppbl aganTUBHOM
du3anyeckom KynbTypbl [TOBONXCKOro rocyfapCTBEHHOro YyHUBepcuTeTa
du13n4ecKon KynbTypsbl, CNopTa U TYpu3ma.

B pamkax cpectmBans 6bina nposegeHa KOHEpPEHLMs MO BONPOCaM Pa3BUTUS
apanTMBHOTO CnopTa Ha Tepputopun Pecny6nuku TaTapcTaH € yvactvem

HYeMrnuoHa NpuHAann ydactme

poauTenen, TPeHepos, Cneunannuctos doHpaa, npeacraButenien CNOPTUBHBLIX
doefepaunin, opraHos rocygapcreeHHon snactm n CMU.
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OOCTUXEHNA HALLMX MO OOMNEYHbIX

' Mapusa MocaHiok

(11 neT), r. Mockea

= TpM nepBbIX M OAHO

BTOpOE MecTo Ha
[NepBeHcTBe MOCKBbI MO
naaeaHuIo. O4HO BTOpoOe
N ABa TPeTbUX MecTa Ha
YemnumoHate MockBbI NO
NNaBaHUIo.

MBeaH A3aHos (19 neT)
r. Mepmb

&= 30N10TOM M OPOH30BbIN
" npusep Bcepoccumckmnx

COpeBHOBaHMﬁ no

napabagMUHTOHY

Mapusa OmuTpueBa

(9 neT)

r. KasaHb

Mepsoe MecTo B
[leTcko-toHOoLEeCKOM
nepseHctBe Poccun no
dbpuaanBuHry

{ Napus MNonosa (19) net
¢ r. CaHkT-lNeTepbypr

Mepsoe mecto B Kybke
CaHkT-lNeTepbypra no
TaHLaM Ha KONSACKax

AHacTtacua MakueHko

(10 neT), r. MockBa

Mepsoe MecCTo B
YemnunoHate MoCKBbI MO
TaHUAM Ha Konsckax

i PusaHa Imamuesa

(16 net), nrr. bBoraTble
Caobl

MepBoe MecTo BO
Bcepoccnmnckunx
COpPEBHOBAHUAX no
HacToNbHOMY TEeHHUCY
cpeo nmy, ¢ MNOLOA B
coctase KOMaHgbl
Pecnybnukn TaTapcTtaH

& 7

B W op

roflOBOV OTYET 2024

(=
AHacTacusa KynbkoBa
(11 ne), r. A3ep>XKHCK
LLlecTb nepBbIX MecT B YemnuoHaTte
MpuBONXCKOro MepepansbHoro
okpyra no cnopty auy, ¢ NOOA no
nnasaHuio B Huxeropogckomn
obnactu

Mapraputa bopopgai

(13 neT), r. Mockea

Bropoe mecto B YemnuoHate
MockBbI NO TaHL,AM Ha KONACKax

Hukuta XnbictoB

(15 neT) r. Mopgonbeck

Mactep cnopTa no naaBaHuio.
bpoH3a Ha 4yemnuoHaTe Poccun no
naaBaHWIO Ha KOPOTKOM BoAe cpeau
cnoptcmeHos ¢ MNOJA.

6 30/10TbIX mepaneun Ha
BcepoccMmncknx [eTcko-toHOLWECKUX
COPEBHOBAHMAX MO MNJaBaHUIO

cnopta nuy, ¢ NOLA "
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OOCTUXKEHMS HALLIMX MOAOMEYHbBIX \»)/
(=

MBaH Bacunesuy
(14 neT) KpacHogapckuin kpan
MNepBoe MeCTO Ha ropoackMx

- Codpuns bukeeBa
- (7 neT), r. Apocnasckas 061
. Tpetbe MecCTo Ha

Mapraputa bopogaai
(13 ner), r. Mockea
=% 3o0not0 U TpU cepebpa

Ha Bcepoccumckmx FOPOLCKOM  TypHMpe o COPEBHOBAHMSIX MO Nay3PAUPTUHTY
DETCKO-FOHOLLIECKMX nnaBaHuIo
COPEBHOBAHMSIX no

nnasaHUIO cnopTa auy, C
MoaA

Kupunn Apteesa Cocpus MNetpyxuHa ~ Cepreti lNywnawes
(10 net) r. CaHkT- (16 neT), Kanyxckas obn. 2 (16 neT), r. Mepmb
MeTepbypr MNepBoe MeCTO Ha ¢ bpoH3a Ha Bcepoccnmnckunx

[NepBoe  mecTO Ha
YemnuoHate CaHkT-
MeTepbypra no TaHuam
Ha Kongackax

YemnuoHaTe U MNepBeHCTBE
Kanyxckon obnactm no
naaBaHUo

; COPEBHOBAHMSIX no
napabagMUHTOHY

KpuctiHa  Hepuyk (15 ner),
CeeppanoBckas o6n.

Ba nepBbIX mecTa BO
Bcepoccnckmx OeTcko-toHOLIECKNX
COpPEeBHOBaHUSX MO  BENOCNOPTY-
wocce U nepoe  MeCcTo  Ha
YemnuoHate Poccumn no
BenocnopTy-wocce nuy, ¢ NOOA

AH MNanaHTO

(7 neT) r. MockBa
lNepBoe  MmecTO  Ha
COpPEeBHOBaHUAX no
KOHHOMY CNopTy

Anuca lapunosa
(15ner), r. Ka3aHb
MepBoe MecTo B OTKPbITbIX
COPEBHOBAHUSX no

dopuaanBuHry
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MHOOPMINPOBAHWE O SPINA BIFIDA 'I 'I O O

NHdOpMaLMOHHO-NPOCBETUTENbCKAS MNpPOrpamma  HanpasineHa Ha  pocT
OCBEAOMJIEHHOCTU B 06LLECTBE O BPOXAEHHOM NAaTONOrMM CMMHHOMO MO3ra - ny6amKaLui 0 hoHge
spina bifida ¢ uenblo noBbIWEHNS KBanMdUKaUMM Bpaderm W [pyrux NOAONEYHbIX BBILLSO B
cneumanucToB  (peabunutonoros, NCUXONOroB, WHCTpykTOopoB JIOK wn TA), CMM
NPOCBELLEHUS NtodeNn, CTONKHYBLUMXCA C OMArHO30M, a TakXe OCBELLEeHUS
npobnemaTvkun [N LWWPOKOW ayauTopuM C  Uenblo  NpouNakIukn U
npuBneYeHNs BHUMaHUS K npobnemam nogen co spina bifida B obectse.

r

Il
il

((

E‘

({(
I

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

—

.\\i | !
e Y (SEE
N aa. U JRE -

)

CpOHJJ,e N NOoAONEYHbIX BbIXOOAT r|y6nv1|<au,mw B MeOULUNHCKUX, Hay4HbIX U perlopTa>|<e17| Ha TB C yHactnem
006LLEeCTBEHHbIX XypHanax; Flpe,D,CTaBMTeJ'Ieﬁ, aKCnepTos U
* Cneupanuctel u 3KCNnepThbl chH,n,a NPUHUMAKOT Yy4HacTue B pPa3JIMYHbIX noaoneYvYHbIX C*)OH,EI,a

06pa3oBaTesibHbIX  MEPONPUSTUSIX: KOH(EPEHUMsX, opymax, Kpyriblx
CTofax W TA, Fae pacckasbiBatoT O auMarHose u onbite poHAa;

« CneupanucTbl U 3KcnepTbl hoHAA NPOBOAST NPsSIMble 3ChUPbI B COLMANbHbIX
CETSX, @ TaKKe NMPUHUMALOT y4acTue B 06yHatoLLmx BeGMHapax.

3hMPOB Ha PaMOo M NOAKACTOB C
yqacTmem npeacrtaButenen u
aKcnepToB PoHaa

72

7




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

[MPEMUA/HATPALDI

31 masg B MocCKBe COCTOSaCb LEPEeMOHUS HarpaxaeHus MeX[yHapogHoro
NpodeccMoHanbHOro KOHKypca NuapLLIMKoB «Ipecc-cyxo6a ropa»

>Klopu KOHKypca 3asepLumno rosocoBaHue, oprkoMMTeT nogcyurtan rosioca. B
3TOM rogy B LOPT-NUCT Bowno 54 PR-npoekTa OoT npeacrasutenen GusHeca,
rocceKkTopa n HeKoOMMepYeCkux opraHm3aumnn, peannsosaHHbix 3a 2023 rog.

Bcero Ha koHKkypc 6bino nogaHo 703 3asBKW M3 pa3sHbIXx pernoHos Poccuu, a
TakXe M3 CTpaH 6MXHero n panbHero 3apybexbs, 4To A1 KOHKYpca SBU10Ch
HOBbIM PEKOPAOM. YHaCTHUKM OLEHUBaNUCh B 18 HomnHaUMsX.

[MpoekT Hawero doHga «100 geten-cnpoT co spina bifida B cembu!», KOTOpbIN
peanu3osblBasia [MUPEKTOP MO KOMMyHuKaumam Onbra [leTyxoBa cunamu
KypaTopa npoekTa nomowy petam-cupotram Jliogmunbl LlypkaH u  Bcen
KOMaHgb! poHaa BeCb NpoLWbIN rof, (B pesynbraTe KOTOPOro 28 feten-cmpoT
obpenun cembm) 3aHan 2 mecto!
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MEPOTPUATNG

75

23 uioHs poHg «CnnHa Budonpa» NpUHAN
y4actue B macutabHoOm cobbITUKM roga —

{ 10 «MexxayHapoaHOM aHe norun B Poccum»

B LlapuupbiHo!

DoHp, «CnuHa 6ucpunpa» ObIN
npepctaeneH  Ha  pectuBane  Kak
opraHu3aTop [eTCKOW WrpoBOM  30HbI.
Becb OeHb B WaTpe OKOMO CLEHbl Mbl
NPOBOAMAM  yBfeKaTeslbHble  MmacTep-
Knaccbl ona neten n pogutenen!

13-14 mona B KynbTypHOM UeHTpe 3UJ1

NPOLUEN ExerogHbin ropoACKOM
dectnBanb-petput ECSTATIC WHITE ot
Ecstatic Dance Moscow

Haw coHa TOXe nNpUHAN yyactve B
doecTnBane.

Ha nnowanke 61aroTBOPUTENIBHOIO
doHpa "CnmHa Oudmpa" pabotana
JeTckasg 30Ha, rge macrtepa nposoguau
NOory n mactep-knaccbl ong oeten.

roflOBOV OTYET 2024

16-17 HOA6ps coBmecTHO ¢ KaTen bannecta B
Ballesta Space nporpemena
6naroTBopuUTENIbHAs BEYEPUHKA B MOALEPXKKY
npoekTa MOMOLUM OETIAM-CMPOTaM CO CruHa
oudunpa. Ha paHapansnHr-se4epuHke Ham
BCemM ypanocb cobpatb 6Gonee 350 000
pybnen oT npopaxu Kanenpapen, 6unetos
Ha MeponpusaTUe U CNOTOB HEePaBHOLYLUHbIX
MacTepoB-NPaKTUKOB, KOTOpble MOAENNANCH
CBOVMM TPYOOM BO Gnaro feten-cumpor.

25 aBrycta kKomaHga W ppy3ba dooHOa
NPUHUManNN y4actme Ha dectusane My3blku,
TaHueB 1 npakTuk ECSTATIC WHITE B8 Mockse!

Mbl  NOAHOCTBIO  OpraHu3oBann  OETCKYIO

nporpammy  gnsa  1OHbIX  noceTutenem
decTmnsans.
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MEPOTPUATNG

C 5 no 9 ceHTa6ps B Coun npowna XV
Obuwepoccuninckaa koHdepeHuma «FLORES VITAE.
KoHTpaBepcMn B HeoHaTanbHOW MeuUMHE U
negmnatpumn — 2024».

«a MacwTabHas koHdepeHuus cobpana novtn 2000

Bpayenm CO BCeX pernoHoB Poccum 04HO M B
OHNanH-gopmare

PykoBoguTenb nNpoekTa MomoLLn 6GepemeHHbIM
Mapraputa  HukywwmHa  npepcraBuna  Ha
! KOHbepeHuun aga noknaga

C 27 no 29 Hos6psa npoxogun XVII Bcepoccmmnckui
obpasoBaTenbHblM  KOHrpecc “"AHecTe3ns U
peaHMMaums B akyllepcTBe U HEeOoHaTosIormnu«.
Cneumanuctbl  Hawero  doHga  HukywuHa
Mapraputa, LUuwkuHa Banepus wn ®ponosa
Jlyyza npepctasunn goknagbl Ha CUMMNO3Nyme
“LLIkona nepuHaTanbHOro ncmuxonora“.

roflOBOV OTYET 2024

1-3 okTa6ps npowen XXV Bcepoccumncknn HayyHo-
obpa3soBaTtenibHbIn opym «MaTb U OUTS».

okecnepT poHAa, A.M.H., 3aBefyrowmnin oTaeNeHnEM
YNbTPa3ByKOBON U PYHKUMOHANBHON OMArHOCTUKM
OreY «HUAMM  um.B.N.Kynakosa» MwuH3gpasa
Poccun  KocTtiokoB Kupunn BuTanbeeBuy, NOMUMO
npencrasneHns onbiTa peTanbHbIX onepauun B
HMULL,  wvm. KynakoBa npepctaBun  NpoekT
MCKYCCTBEHHOIO WHTENNeKTa B npeHartanbHon Y3-
anarHoctuke nopokos LIHC, koTopbit peann3oBaH

| COBMECTHO ¢ doHpom «CnvHa 6udompa» m dHpekc

npu noaaepxke rpaHta or MoHAa NPe3naeHTCKUX
rpaHToB

YyryHoBa JlunugHa ~ AHaTonbeBHa,  KaHauaar
MEOMUMHCKUX  HayK, CT. HayuHbil  COTPYLHUK
OoTAeNeHNs YNbTPa3BYKOBOW W  (PYHKLUMOHASIbHON
anarHoctukm OreY «HMUL, ATl um. B.N. Kynakosa»
MwuH3pgpasa PO, Bpay ynbTpa3BykoBOM AMArHOCTUKM,
Bpay akyluep-ruHekonor, npeacrasuna pesynbrarbl

| Hay4yHOro wuccnepgosaHua no Teme Spina bifida y

nnoga Ha BCeMUPHOM KoHrpecce ISUOG B
bypanewre.
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MEPOTPUATNG

24 OKTA6pA npowuen ABTOPUTETHbBIN
. MeXAyHapoAHbI Hay4HO-NPaKTUYeCKUA Oopym
| DETCKMX BPaver U y4YeHblX nom 3ruaon HayyHo-
NCCNepnoBaTenlbCckoro  KAMHUYECKOro MHCTUTYTa
neguaTpum U OETCKOM XMPYPruvM UM. akagemuka
tO. E. BenbTUwlesa.

PykoBoguTenb NpoekTa MomoLLM 6GepemeHHbIM
Mapraputa  HukywwumHa  npepcraBuna  Ha
KOHdbepeHummn goknag,

18-19 Hos6pA npoxoauna ExxeropgHas
KOHDepeHUMs C  MeXAyHapoOHbIM  y4acTvem
«Pa3sutve nannMaTMBHOM NMOMOLLN B3POC/bIM U
- peTam» B pamkax npoekta  «Passutue
KOMNETEHUMA  CNeumnanucTos  NasanaTUBHON
. MeaMLMHCKOM MomoLLm» Accoupmanmm XOCnUCHOM
. nomowmn  — KpynHenLlee B Poccuu
, 06pa3oBaTenbHoe mepornpuatue ons
§ cneumanucTos, OKa3bIBaOLLLMX nomoLLb
B3POC/bIM n LeTam C TAXENbIMU
NPOrpeccupylowMmm 1 OrpaHU4UBaIOLLLUMM
XW3Hb 3aboneBaHWIMWU. PykoBoauTenb npoekTa
nomow OGepemeHHbIM Mapraputa HukywmHa
npepcTaBnna Ha KoHdepeHLUMn ooknag,
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17-18 okTa6ps npoxoguna ExeronHas KoHdepeHUmUs
C MeXAOyHapoaHbIM y4acTvem «Pofib MeOuLIMHCKON
cecTpbl B ManAMaTMBHOM MOMOLLM» B pamKax
npoekta «Pa3BuTMe KOMNETEHUMW ChneumanmcTos
nanaMaTMBHOM MeOULIMHCKON nomoLumy» Accoumaumm
XOCMUCHOW nomown — KpynHenwee B Poccun
obpa3oBaTenbHOE MeponpuaTHe N MNagwero u
cpepHero MeOMLMHCKOro nepcoHana,
OKa3blBalOLLEro MOMOLL HEU3NeYnMMo  BO0SbHbIM
NIOJSM. PykoBoguTenb npoekTa NMOMOLLU
6epemeHHbIM Mapraputa HukywuHa npepcrasuna
Ha KOHbepeHLMn foknag,

20-21 NIOHS npoxoguna MexpyHapogHas
npakTnyeckas KoHdepeHumMs «MHKIo3ng XXI Beka:
Teopus W nNpakTUKa MNCUXONOro-nefsarorn4yeckomn
nogaep>xku CeMbM peten C 0cobbiMmn
ob6pa3oBaTesnbHbIMU NOTPEOHOCTAMMY.

Mcuxonor coHpa @dponosa Jlymsa MuxannoBHa
npegcrasuna poknapg «Ocoboe poantenscTso. Kak
He BbIrOpeTb»
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BEEMHAPBI )19 BPAYEN

roflOBOV OTYET 2024

14 okTa6ps npowna KoHdepeHumsa Ha Temy: «MynbTUoUCUMNIMHAPHbIA NOOXOL B JleHeHUn naumeHToB co spina bifida», B KOTOpPOM MNpuHANKW y4acTue 3kcnepTbl doHAa,
KoHdbepeHumsa bbina akkpeautosaHa 6annamm HMO n npuypoyeHa K 25 okTabpsa — BcemMnpHoOMY OHIO MHAOOPMUPOBaHKUS O CnNnHa budpmnaa n rugpouedranuu.

& EY «HALMOHAbHBIA MEQMUMHCKHA
UCCNEROBATENLCKWA LEHTP AKYWEPCTBA, HHEKONOT MM
¥ NEPHHATONOTMH UMEHU AKAGEMWKA B.1. KYNAKOBAS
MMHACTEPCTBA 30PABOOXPAHEHIR PO

MpeHaTanbHas AuarHocTUka AedeKToB HepBHOM TPYGKM,
8 Tom uncne spina bifida. TakTuka BegeHns
BepemeHHOCTU.

PEDIAT

ciue U\,

81

s JIMmaHa AHaTonbesHa HyryHosa -

Bpay yfnbTpa3ByKOBOW OMAarHOCTUKMK,
aKyLuep-rmHekosor, KaHgnoat
MEOMUMHCKUX  Hayk, crapLunm
Hay4HbIn coTpyaHuk OIBY «HUAMMMM
um. B.U.Kynakosa»  MwuH3gpaBa
Poccum

EneHa [leoprveBHa benoHorosa -
Bpay-negmatp B KnnHWKE BbICOKMX
MEOMNLIMHCKUX TexHonormm mm. H.N.
lMuporosa  Criery, r.  CaHkT-
MeTepbypr. KaHanoat meguumHCKUX
HayK, 0EeTCKUA HeBpoor

Omutpun  IOpbeBUY  3MHEHKO —
Henpoxmpypr HUKU nepuatpumn um.
BenbTULIEBA. 3aseqyoLimnn
oTAeNeHnem HENpoxXmMpypruu,
LOKTOP MEeOMLMHCKMUX HayK

BbikusaemocTb
nayueHTos co SB

BrBIEMOCTS B ADNMCHNOA NEpCreNtHse.
COCTARSAET S0-06% b PAMTLGY CTREX

3auem?

~ KOPPARUNR AOPOPMAINIM W BOCCTIRCANEw BIAMMGA TYNOBMIA (C10 01 o 2004 Aok # sl 2011, Bas ot
al

<
(opamam0was ecTEGpaToNMR)

Py p—

~ YTy aUOHMS KISECTBA MM CSLNONTOR ¥ PATATENER

"o N

3ATPYAHEHHOR HGMAND MOVEHCTYCKINMA
Harymomsanme

Cna6ivst nosein

PUTMMAHOCTS, NPEpSIBaHME

LM3YPHS ~ AMCKOMBOPT N MOUEHCTYCKaHM

PE£OIAT,

cLusRUNL

PEDIAT

cLuB.Au\!

AR

EBreHns MapaTtoBHa
bepaonyeBckas — Bpay-HEBpPOSIOT,
Henpodmanonor oTpeneHns

Henpoxmpyprm HUKN negmnatpum
Um. BenbTuweBa, MeguLMHCKUNA
AnpekTop doHpa «CnnHa
oucpunpa», pykoBoguTeNb LEHTPA

| «Spina bifida»

Ceprent Onerosuy Pabbix — Bpad
TpaBmaTosior-optonegs,
CNWUHANbHbIN XMPYPT, 3aMecTuTenb
AvpekTopa no Hay4YHon pabote
HUKA negmaTpum UM.
BenbTULleBa, [OKTOP
MEOMLUMHCKUX  HayK,  BbiCLIas
KBanUuKaLumMoHHas  Kateropus,
kcnepT 61aroTBOPUTENBHOIO
doHaa «Spina bifida»

ApTém Banepbesund bepLuanckmi —

Bpay-yposor, Henpoyponor
YPONOrn4eckoro OTAENEeHUS
«EBpONenckmm MeaNLUMHCKUIA

LEeHTp
EkaTepuHObypr,
«Spina bifida»

«YITMK-3p0poBbe»,
Kcnept dooHAa
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OpHa 13 3apay NpUcyTCTBUS 61aroTBOPUTENBHOMO (POHAA B COLMASIbHBIX CETAX
—  WHOPMUPOBAHWE  ayguToOpPUM W  MNOBbILWEHWE OCBEOOMJSIEHHOCTU B
obLuecTBe 0 BPOXAEHHOM NOPOKe CnNnHa Budunaa.

BaxXHbIM MHCTPYMEHT 34ecb — npsmble 3pupbl M BeOUHAapLI, KOoTopble
NO3BONAOT CIMKEPY B3aUMOLENCTBOBATL C ayAMTOPUEN B pexXnme peasibHoro
BPEMEHMW.

Bbicokne oxBaTbl M BOBNEYEHHOCTb 3puUTENen roBopuT 06 akTyasbHOCTU TeMm
NPSMbIX 3PMPOB: GepeMeHHble XEHLUMHbI, oXxupgarlowme pebEHka co cnuHa
oudnpa, mMeguuMHCKME cneuuanuctbl, poauTenn Oeten co cnuHa 6uduaa,
B3pOCNble CO CNUHa Oudmnpa, cCneumanucTel MNOMOrarowmx npodpeccum
OKa3blBalOTCA BOBSIEYEHHbIMU B MPsSMble 3ChUPbI U MOTYT 3a4aBaTb BONPOCHI U
y4acTBOBaTb B IUCKYCCUSX, KOTOPbIE CO3[aeT BeayLLmn 3coupa.

Cneupanuctbl poHaa NpoBOSAT NpsMble 3PUPbI C Bpa4amu 1 3KCneptamu, Bo
BPEMS KOTOPbIX POAUTENM MOTYT 3a4aTb BOJSIHYIOLLME WUX BOMPOCHI B pexume
peasibHOro BpeMeH!.

[N NoBbILWEHWUS MOTUBALMM Y NOJOMEYHbIX, (OOHL, PerynsapHo NpoBoAMT 3dupbI
C YCMNELHbIMM CMOPTCMEHAMU U NPEACTAaBUTENSIMU CNIOPTUBHDBIX CEKLIMI, @ TakXe
TBOPYECKME MacTep-Kaceol.

MNpepcTasutenen oHpa peryngapHo npuraawatrT MpUHATL y4acTne B ddumpax
napTHepCcKnx opraHunsaumm, coobwects n CMA.
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[PARHTbBI/KOHKYPCbI

Cratyc npoekTa: no6eautent KOHKypca

MCKyCCTBEHHbIN
UHTENIEKT B
npeHaTasbHOM Y3-
AMArHOCTMKE NOPOKOB
pPa3BUTUS HEPBHOM
TpybkKu nioga, B TOM
ymcne spina bifida
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lMpoekT Hawero oHpa «Pa3sutue
napanuMnuMmnckoro cnoprta B Pecnybnuke
TatapctaH» cTan nobegutenem KOHKypca
COUManbHbIX UHULMATUB «IHeprus pobpa»
bnarotBoputensHoro dooHga TatHepTb

®oHp,  «CnuvHa
npe3naeHTCKUN

6udompan»
rpaHT Ha co3faHue,
passuTMe M peanusaumilo  NpoekTa
«MICKyCCTBEHHbIN WHTENNeKT B
npeHaTanbHoM Y3-OAMarHoCTMke MOpOKOB
pasBUTUSA HEPBHOM TPYyOKWM nnoga, B TOM
yuncne spina bifida»

BbIMrpan

L
KOHKYPC rPAHTOB

«MO(E KBA -
OOBPbI TOPOO»
2024

AbcontoT—INomMoLub

BnaroTROpPUTENkHBIA BoHR

Mob6eputenn koHKypca no
npurnaweHuio 2024

roflOBOV OTYET 2024

®oHpg, «CnuHa Oudompa» nobeoun B
KOoHKypce «Mockea — fo6pbint ropog, 2024»
oT [enaptameHta p[obpbix Aen U Mbl
NOAYYUNN rPaHT Ha NpoekT «CnopTuBHas
peabunurtaumMa netem U MONOOEXWN C
AnarHo3om Spina Bifida».

®oHn "CnunHa Oudpmpa" nobeputens
KOHKYypca no npurnaweHunto b® «AbcontoT-
MomoLLpb».

Haw doHn Bowén B 76 opraHusaumun,

KOTOpble  MNoAy4Mnn  NoAAepXky  Ha
6nunxanwme 3 roga.
A 3T0 o03Ha4Yaet 4TO Mbl Oygem

npogonxatb o6y4aTb CMeunanucTos B
pernoHax B NHcTuTyTe Spina bifida, 4ToObI
beTn ¢ natonorunen spina bifida n panswe
nony4any KeaamuumpoBaHHYIO MOMOLLLb
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[OHKA I'EPOEB

KomaHga 6narotBoputensHoro goHga «CnuHa 6udomnpa» npuHana ydactme B
«[oHKke repoes Urban»

YBnekaTesnbHbin 3aber ¢ nNpenaTcTBUAMWU COCTOANCA 8 MIOHS B MOCKOBCKOM
napke NobGeppl.

YyacTHMkam Obl1o0  npegnoxeHo nokoputb 20 npenaTcTBuK, CO3OaHHbIX
KOMaHO,0M MHXEHEePOB: CeTKK, 3ab0pbl, pamnbl, LWWHBI U Tak ganee.

KomaHga 6narotsoputensHoro goHga «CnuHa budomnaa» npuHana yvactme B
rOHKe, 4ToObl cobpaTtb CpencTsa Ha NPOEKT OHMIAaNH-TPEHUPOBOK «YBEpPEHHbIN
GanaHc» gna peten ¢ guarHo3om spina bifida. C6op Obin OTKPLIT B NPUIOXKEHUA
Tooba.

NcnonHuTenbHbIM aupekTop, IT-aMpekTop, pyKoBOAUTEb CNOPTMBHOMO NPOEKTa
¥ aflMMHWUCTPATOP hoHAA NoA, PYKOBOACTBOM OMbITHOMO MHCTPYKTOPA MPOLLAW
BCE MCMbITaHWS: NPEOAONeBann pPyKoXodpl, Nepenesanu 4epes CTeHbl,
Npo6exani HeCKobKO KNNOMETPOB U B KOHLLE MPbITHYIN B GacCeiH.
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CEMEMHBIE BbIE3Ab! :

\Hél) BAHK ELbl
MpoBoamnuch Npu nogaepxke ¢ Pbe

21-23 WIOHA COCTOANCA Haw nNepBbld  CeMerHbln  Bble3n B [leTckun
peabunnTaumMoHHbIN LEeHTp "BooxHoBeHne"

Bble3n, 6bln MOCBSLLEH OTKPLITOCTU POXAEHUIO HOBOMO OMbITa, KaXAbl W3
YHaCTHWMKOB CMOTM MOTFPYy3UTbC B HOBYD aTmocdpepy, Mou3ydaTb Yrosiku
NPOCTPaHCTBa U AOMa, F4e Mbl NPOBENN TPY LHS, NO3HAKOMUTLCS BanXKe Apyr ¢
LPYrom v coenatb YTO-TO HOBOE BO Bpems MacTep-Knaccos

25 vons CocTosaNoCb OTKPbITUE CEMEeNHOro Bble3ga C AeTbMU B [yXOBHO-
TpyLoBom narepe npu Xpame B Paspgonbe nof CaHkT-lNeTepOyprom.

CembM K Ham npuexanu M3 pasHblX YronkoB CTpaHbl — BopoHex, HuxXHuK
Hosropon,  CraBpononbCckun  kpaln,  PgasaHckaa  obnactb,  Mocksa,
JleHnHrpapckaa obnactb. Hactogarens xpama Otel, bopuc pagywHo npuHan y
ceba Hawux pebaT U ux poautenen. 3a BpPems Bble3dga Mbl  ycnenwu
NO3HAKOMMUTBLCA M NOOOLLATLCA APYr C APYrOoM, NO3aHNUMATLCA B KepaMmny4eckon
MacTepckon U CNenuTb CBOW Tapenoyvkn U Ba30YKW U3 TKUHBI, NO3aHUMATLCS
afanTMBHOM (PU3KYNbTYPOKM, CXOOUTb HECKOJSIbKO pa3 Ha 03epo MCKynaTtbCs,
BnepBble cobpaTb YepHUKY B Necy M HabpaTb NOJIHbIE CTakaHbl, MONMaTb pblOKY
M HakonaTb YepBSAKOB, NONETb NOL rMTapy, NOUrpaTb B HACTONKKU, MOrPy3nTLCA B
MWP CKa3kn1 1 CaMMM MOCTaBUTb CreKTaksb U NOArOTOBUTb K HEMY OeKOopaLuu.
A TakXxe noTPyAMTLCA — MOMOranu No XO39MCTBY Ha KyXHE N B OOLLMX MeCTax,
XOOMNN B MaraswiH, cobupanu LULLIKKW, 3aHUMaNNUCb 3apagKon U rMMHaCcTUKOM
Kaxgoe yTpo, noceLiany xpam, CoBepLIanin perynspHole MOSUTBbI.

cemenHbIX Bble3aa
npoBeaeHo
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nap o6ysu ObINO
nepepaHo B oap Halmm
NoAoneYHbIM

roflOBOV OTYET 2024

OBYBb
Eurémarca

KomnaHus «Mpuama» nogapuna Hawmm nogoneyHbiM Ha HoBbIM rof HOBYHO
00YBb.

OucTpunbbtoTop eBponencknx 6pennos obyeu Superfit n Pablosky npepoctasun
doHay «CnuHa budpmaa» 50 nap KpoccoBoK 1 6OTUHOK, @ POAUTENN-BOJSIOHTEPSI
[OCTaBUAU UX.

CembM, nony4ymsime o6yBb, OTMETUIN BbICOKOE Ka4ecTBO, YA0OCTBO U KpPacoTy
NpencTaBfeHHbIX  MOfeNiel,  KOTopble  3HAYUTENbHO  OT/AMHYAlOTCA  OT
opToneanyeckon o0yBW, NPefoCTaBngemMon rocygapctsom. et Obinn B
BOCTOPre — MHOrMe He XOTeNW CHUMaTb HOBYIO OOyBb, a HEKOTOpble Aaxe
MbITannCb Nedb cnatb B HUX! OCOBEHHO SPKMM MPUMEPOM CTano pafocTHoe
cobbITve: BaHs caenan cBou Nepsble Waru B HOBbIX KPOCCOBKaX!

Mama Esbl: «B npepnsepun Hosoro 2025 ropa, korga kaxgbli MOXeT NoBEpUTb
B CKa3ky W OKYHYyTbCd B aTmMocdepy BONWEOCTBa, Hawa cembs nosyduna
NpeKpacHyro Markyto obyeb gns godvepu. CaHoanun o4eHb Kpacueble, yooOHbIe
N Markue, naeanbHo Noaxoaar pnsa €€ HOXKNU. Mbl XOTUM BbIPa3nTb OFPOMHYIO
6narofapHoOCTb CMOHCOpPaM, KoTopble nogapunu 3Ty obyeb, nogapue pebEHKY
HOBOrogHee HacTpoeHue 1 Bepy B Yygdeca. [nasa Hawen fo4epu CBETUANCH OT
pafocTW, KOrga oOHa BnepBble Hagena Hoeble caHpjanuu. Hawa cembs
NPOXMBAaeT B r.JIyraHck 1 B HacTosLLee Bpems NoJsly4nTb XopoLuyto o6yBb o4
[OYKN - 3TO OOMH M3 CaMbIX JIYHLIMX W NONE3HbIX NOAAPKOB. MoKynka AeTCKom
00yBM — OfHa M3 CNOXHbIX 3afa4y, C KOTOPOW CTaNKMBaeTCs Halla Cembs.
Llo4kMHa HOXKa pacTeT ObICTpo. Tak Kak gsnHa u o6bem CTon y A04YKM pPa3HbIv
npuxoanTca BbibUpaTb 00yBb 6e3 60NbLIOro 3anaca B OanHY. Y Hawen cembu
HET PMHAHCOBOW BO3MOXHOCTU NprobpeTaTb XOPOLLYO 00YBb HECKOJSILKO pas3 B
ce3oH. Tem OGonee B ropode He paboTtaloT oduumanbHble dunmans
MapKeTnNencos, NO3TOMY 3aKa3aTb OelleBfie, 0OMEHATb U BEPHYTb 00YBb - 3TO

LeNblA «<KBECT».
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NOoANY3HNKW

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 21 noponeyHbin Hawero ¢oHpga B 4 ropogax (Tomck, Hosocnbupck,
bapHayn, KemepoBo) pagocTHO MNpuHUMaOT nogapku: Obu1o nepepaHo 133
nayYkn Noary3HMUKOB.

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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OUNHAHCOBbI OTHET. NOCTYMNNEHNS

MocTynneHns oT PU3NHECKUX NNL; 8 077 066,16

Opyroe
KpayadaHguHr: 14 915 706,72
B® "HyxHa nomoLp"* 292 891,81 o
B® "MPOOOJI>KEHNE" 24 788,06 ] /o
B® "KYJIbTYPA BJIATOTBOPUTESIBHOCTA" 701,92
CoBkombaHK [MNpo [lo6po 331167,00 FDaHTbI
[l06po.Maiin.py 1543 258,68 Moctynnenns i
TOOBA 4916 967,17 OT fopnpnteckinx 30%
OZON 66 573,87 36% 0
b® "Bknap B byayLiee” 7 203 637,21 (o)
Flowwow 535721,00

MocTynneHns oT Iopuan4ecKuxX nu, 23 842 658,34
PaHTbl U KOHKYPCbl: 20 347 010,98
[paHT genapTameHTa Tpyga v cou,.3awmTbl r. MoCKBbI 4785 596,00
B® "TatHedpTb" 2 499 390,00
OOHA MPE3NAEHTCKNX TPAHTOB 10 712 024,98
bnarotBopuTensHbin poHL MomoLLb psgom 2 350 000,00
MMocTynneHns
0T PU3NYECKMX NN
BHepeanu3aunoHHbIM A,0X0A, 661403,34 T - /
o)
]2 /0 KpayodaHamHr

UTOIO MNMOCTYMJIEHNS: 67 843 845,54

21%

95 B® «Hy>Ha nomoLLb» * NPU3HaH MHOCTPaHHBIM areHTOM 96
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OUHAHCOBbBI OTYET
YCJ1IYT PRO-BONO

CJYT PRO-BONO

Mony4venne TCP oT rocypapcrea 15 617 155, 90
AHpekc.Takcm 15 919 761,00
Peknama AHgekc. AnpekT 939 979,06
MTOIO PRO-BONO: 32 476 895,96

BIOKET B® «CI'MMHA BUDOULA» 2024

MOCTYTJIEHUA 67 843 845,54

CJ1YTU PRO-BONO 32476 895,96

MTOrO, BIOJXKET B 2024 oY 100 320 74],5?

rOLOBOV on@om
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BJIATOTBOPUTESTbHbIN ®OHL, «CMHA BUOUOA» roflOBOV OTYET 2024

®UHAHCOBBIA OTYET. PACXObI
utoro 80 711 771,74 pybne#n

[Mporpamma nomoLyu
B3POCNbIM U AeTam co spina bifida

52 981 068,47 py6neit

NHdpopMaunoHHO-NPOCBETUTENbCKAS
nporpamma

5 861 257,85 py6nei

2.7% MpoekT nomoLwy 6epemeHHbIM 2 246 987,97 o
- 2KeHLWMHam HCPOPMaLMOHHO-NPOCBETUTENBCKASA
2,7% 2 203 470,00
5,6% [1POEKT «PaHHee conpoBoXaeHe ’ ¢
< 4.07.0 0.3 nET 4 538 198,39 —

4,5% o Rig
3 69 POEKT MOMOLLM IETSM W BIPOCIIbIM C 2 909 684 53 WHcTuTyT Spina Bifida 3 657787,85

4,4% MNpoekT «JomalluHee Bu3ntTuposanune» 3 552 073,81

MpoekT «ACKyCCTBEHHbIA UHTENNEKT

21,4% [NpoekT «AgpecHas NoMOLLLb» 17 296 741,07 B y3_ p.M arHoOCTuKe»
1,97% lNpoeKkT NCUX0NorM4eckorm NOMOLLIU 1596 545,00 >

: 8 868 374,89 pybnen
19,3% MpoekT MeanLMHCKON NOMOLLM 15 631 351,01

0 o MUWUHUCTPATUBHO-XO3NCTBEHHbIE
2,7% MpoeT pUANHEcKol NoaaepXKH 2179 287,32 14% AB P 11404 525,53
1,3% [poeKT «YBepeHHbI 6anaHc ans 1094 265.47
AeTen co spina bifida» ’

4,3% CI‘IOpTMBHbIﬁ NpoeKkT 3532 478,90 *Mpn UCYUCNEHMM CYMMbI PACXOL0B MCNOJIb30BASICA KacCoBbIM MeTof, cnenys byxrantepckmum

CTaHOapTam n HaJ'IOI'OBOMy KO,EI,eKCY P®. |_|pl/1 MCcnoJsib30BaHMM KacCoBoro metopga pacxonpbl

99 NPU3HAKTCA B TOM nepuoae, koraoa I'IpOM3OLUéJ'I CpaKT onnarbl. 100



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

NAPTHEPbI

[DKC

v

BMecCTe Ha YpOBeHb Bbllle

« TN OOBPbIX

ZAZU MED,

STUDIU
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04b DOHAY MOXHO Ha

2|pspinabifida.ru/howtohelg

‘ NN : o pekBU3UTaM:
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p. cyet: 30101810400000000225

WHH: 7727287817

Krn: 772701001

porpammax,
] pax n




