1202 13h10 nogoro.
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Joporuve opy3bs!

2021 rop, nokasan Ham, YTO MMEHHO Ha
CaMOM [pene SBMSeTC BaXHbIM B 3TOM
MWPE M Ha YTO CTOUT TPaTUTb CBOW CUNbI
N pecypcbl. Bceoblias nonynspusaums v

BHedpeHne uenen ESG, rymaHusaums
obwectea, B TOM 4uc/ie nocne
nepexuToro crpaxa 6e3bICX0aHOCTH,

BbI3BAHHOIO MaHAemMuen, nokasana Ham,
YTO HET HUYEero BaXHeW YenoBeYeckou

XU3HU. Mpwn 3TOM NPOUCXOANT
paclUMpeHne rpaHuL, «HOPMbI», KOrga
nobon  YenoBek,  HE3aBUCUMO  OT

BEPOMUCNOBEAAHNS, LiBETa KOXM, reHaepa
N CBOMX OCOBEHHOCTEN MMEeeT NpaBo Ha
OOCTOMHYIO XWU3Hb! 3TO MMEHHO To, Hapg,
4eM exefHeBHO paboTald 9 WU BCS
KomaHga oHaa, - yfy4qlweHue Kavectsa
XU13HKW ntofen co Spina Bifida.

EXXefHEBHO Mbl NMpuKNagbiBaem ycunus,
4ytobbl Ccpenatb  3TOT  Mup  Gosnee
OOCTYMHbIM, €O30aTb  UHAPACTPYKTYPY,
BbICTPOUTb  MapLpyTbl, 0Oy4MTb Kak
MOXHO 6onblue CNeunanuncTos,
pacnpocTpaHuTb  MHPOPMaUMIO - U
NpefocTaBnTb IIOAAM CO CNMHa budmaa
BCE  BO3MOXHOCTM W MpaBa Ha
C4aCTMBYIO LOCTONHYIO KaX[0ro XM3Hb!
C TOYKM 3peHus pa3BUTUS MOMOLLM ON4
Hawmx nogoneyHbix 2021 rog 6bi1 04eHb
3 PEKTUBHBIM.

MDOoHAY MUCMONHWNOCL 5 NET, U Mbl 3aHAM
npodeccMoHanbHyto n 3KCNEePTHYIO
No3uLMIO MO OTHOLLEHMIO K TON cdepe, B
KOTOpoh Mbl pabotaem. Ho ogHum wu3
CaMbIX OCHOBHbIX COObITUA S CYUTalo
co3paHne MWHctutyTa Spina Bifida, B
pamkax KoToporo 6bl1 cobpaH, onmcaH u
TUPaXMPOBaH ONbIT POHAA M IKCNEPTOB U
Bpadyen ¢oHoa 3a nocnegHwe 5 net u
6yneT nepefaH Bpadam v cneumanmcTam B

permoHax. Mol 3anycTunmM  GonbLUYiO
nporpammy Mo  CUCTEMHOW  MOMOLLM
NoJOMNEeYHbIM, ynakoBaB B Hee Bce

oCTalibHble NPOEeKTbl U cAenas MOMOLLb
KOMNNeKcHon wn  bonee  LENOCTHOWN.
BHeppeHne CRM 3Ha4YMTENbHO YCKOPWO U
ynyywmno paboty doHaa "
B3aMMOLENCTBME C noponeyHbiMK. Mol
3anyCTUAN HECKOJSIbKO HOBbIX MPOEKTOB,
TakMe Kak CropTUBHBLIN MPOEKT, NPOEeKT
NOMOLLIM BepeMeHHbIM U MafdeHuam ao
roga. B cepefvHe rofa Mbl Cepbe3HO
pacLMpUInN KOMaHy, Tak Kak Kosm4ecTBo
NOAOMEYHbIX PacTeT C KaXabiM AHemM. 3a
2021 rop, B ¢poHp, Bownm okono 200 HoBbIX
heTen, Bcero B peectpe ¢oHpa Gonee
1000 nogoneYHbIX.

9 oT Bcero ceppua 6narofapto Kaxmaoro,
KTO NMomoraeT Ham, nopaepXxusaet oHA,
1 HaLMX NoAoneYHbIx!

Cnacubo!
MHHa VHIOWKKWHA




Spina bifida — nopok pa3suTUa NO3BOHOYHMKA, XapakKTepU3yHLLMUNCS
He3apalleHem NO3BOHKOB W HEMOSHbIM 3aKPbITUEM NO3BOHOYHOMO KaHana.

ITOT TAXeNbln BPOXAEHHbIN AedpekT No3BOHOYHMKA dbopmupyeTcs y pebeHka
elwle B yTpobe matepu.

MNCCNA ®OHOA

CnocobctBoBaTb TOMY, 4TOObI B POCCMKM NOSABUNOCH G0sbLLE BO3MOXHOCTEN ONd
anarHoctukn spina bifida Ha Gonee paHHUX cpokax OepeMeHHOCTM U Bce
MeHble poxpanocb pgeted C 3TOM NATONOrMEn, a Takxke Co34aBaThb
BO3MOXHOCTb U BOOXHOBAATb HA OCO3HaHHbIN BbIOOP OyayLLero.

Y4TO Mbl OENTAEM

DoHpA, 0Ka3blBaET CUCTEMHYIO MOMOLL AeTaM U B3poCabiM €O spina bifida. Mbl
NOMOraem CembsM, CUPOTCKUM yHYpeXAeHWaMm, roe pacTyT Takne getu, 4ToObl
noan co spina bifida nmenn BO3MOXHOCTM 0N aKTMBHOW W MNOSTHOLLEHHOW
>KMU3HU B o6LLecTBe C 4OCTYNHOM Cpenon.

ExerogHo B Poccumn poxpaetca okono 2000 Takux geten. Y 90% M3 HuUX

npobnembl € YHKUMAMM Ta30BblX OPraHOB M OKOMO MOSMOBUHbLI UMEIOT
ABuratesibHble HapyLleHus.

B PEECTPE ®OHOA «CIrMHA BUOWOA» BOJIEE
MNOAOMNEYHbIX B FOPOOAX POCCUA

Mo3BOHOK !
T~

TBepfasa mo3rosas
obonoyka

CnnHHOM Mo3r

CnnHHOMO3roBas
XNAKOCTb






NHHA UHIOLLKHUHA MAPUA KOPOTKOBA

MNpencenatens doraa PykoBoguTenb npoekTa NOMOLLM

CemMbIM C OeTbMM €O spina bifida

KCEHUA KO3UHA MAPTAPUTA HUKYLLNHA

PYKOBO,D,MTe}'Ib npoeKTa nomoLlu
6epeMeHHbIM XKeHWwHnHam "
mnageHuam nepsoro roga
XXU3HU

NcnonHuTenbHbIN ANpeKTop

OKCAHA TANIKUHA MAPUA NONAHCKAA

PykoBoguTens npoekTa NoOMoLLm
AETAM-CUPOTaM

daHppansep

ENNEHA MOPAKUHA AHHA KOCTbIJIEBA

Pykosogutens
MHPOPMALMOHHO-
NPOCBETUTENBCKOW NPOrpammbl

PykoBoauTtenb npoekTa
IOpPUANYECKON NOAAEPIKKN

MUXAUN CEMEHOB

Pykosogutens NpoekToB

BNAAUMUP
BYCbIrNH

PykosoguTenb CnOpTUBHOIO
npoeKTa

HATANBA
KAMOJIMHKOBA

MeHepxep CnopTUBHOIO
npoekTa



ANAHA AUbIHA

Benywimn omsmyeckmn
TepanesT

ENEHA LWOLWNHA

Benywimm sprotepanesT

AHTOH AHNKNOB

Mcvxonor, TpeHep

UCNAMNA CAOBIKOBA

Dunsnyecknn Tepanesr,
r. KasaHb

AHHA HEKPACOBA

dproTtepanesrT, r. KasaHb

CEPFEV AYAKUH

dusnvecknn TepanesT U
3prorepanesT, TPeHep,
r. KpacHopap

AHACTACKA BENTOLLIEHKO

Dun3nyecknn Tepanesr,
CNeunanucT No paHHemy
BMeLLATENbCTBY,

r. Apocnasnb

= AJIEHA POXXUHA

du3nyvecknn TepanesT,
r. KypraH,
LEHTP UM. Minu3aposa

KCEHUA EDPEMOBA

duU3n4ecknn Tepanesr,
r. KpacHoapck

ANNA BANAHCKAS

SprotepanesT, . MOCkBa,
r. CaHkT-lNeTepbypr

BACUNA 3APUMOBA

dproTtepanesT, I. M>xeBck

MAPUA KASAHYEEBA

JprotepanesT, . Mocksa



tOJ1NA TAJIEPOBA

JproTtepanesT
r. KpacHospck

il fiba /A

TATbAHA KYJIUKOBA

JproTepanesT, . Mockea 1
Mockosckasg obnactb

TATbAHA MENENAEBA

JproTepanesT, . EkatepuHOypr

ANEKCAHAPA OJIbXOBCKAA

JproTepanesT, r. Camapa

BUKTOPUSA LLIEPBAKOBA

, JproTepanesrT, r. Cumdpepononb




BPAYIN/3KCIEPTDI

POMAH reOPr1eBUY LLUMAKOB

AkyLLep-rMHeKonor, JOKTOP MeOUUMHCKUX HayK, rMaBHbIN
. Bpa4y HauMoHanbHOro MeguuUMHCKOro NCCnepfoBaTenbekoro
LUEeHTPpa aKkyLlepcTBa, MMHEKONOrMM U NEPUHATONOMMU UM.
ak.B.M.Kynakosa

EBFrEHUA MAPATOBHA BEPIUYEBCKAS

Bpay-Hesponor, Henpodmsnonor oTgeneHus
Henpoxmpyprim HUKW negnatpum um. Benbstuiiesa

KUPUNN BUTANBEBUY KOCTIOKOB

LJOKTOp MeguUMHCKMX Hayk, 3aBefylowun oTaeneHnem
yNbTPa3BykoBON M (PYHKLMOHANbHOW [MarHoCcTukn @by
«HLU, Al u M um. B.U. Kynakosa» MuH3gpasa Poccum, YneH
obLecTsa meguumHbl matepu n nnoga (SMFM, CLLIA)

ITNNNAHA AHATOJIbEBHA HYTYHOBA

Bpay ynbTpassykoBOM [MArHOCTUKW, akyllep-rmHEKONOr,
KaHOMOAT  MEeOMUMHCKMX  HayK, CTapwui  HayYHbIn
coTpyaHuk ®IBY «HLUAT u M um.B.N. Kynakosa» MuH3gpasa
Poccum

UTPUA 3UHEHKO

Henpoxupypr HUKM
neguaTpum

M. Benbtuuiesa.
eyl oTaeneHnem
HEenpoxXmpyprum,

TOP MEOMUMHCKUX HayK

A

Dmitry Fimonde, Mdy FhD
Chief of the Depariment
of .

arcsurgery




AHACTACHS 3AMLIEBA

BPAYIN/3KCIIEPTHI

IMUNNA AHAPEEBHA FABPUNOBA

Bpauy-yponor, Hepoyponor
YPONOrN4eCKOro OTAENEeHNS
KAWHWKW BbICOKUX
MEOVLIMHCKUX TEXHOOTNiA
um. H.W. Muporosa CIerY,
R KnnHvkn SkcnepTHom
YporuHekonorum

Mepunatp, kypatop HanpasneHus Spina Bifida ueHTpa
BPOXAEHHOW NaTonornm knnuHukn GMS

AMUTPUIA UrOPEBMUY OXAMNKUH

Bpay optoneg-opte3ncTt HauMoHaNbHOro MepmLMHCKOro
nccneposarensckoro LieHTpa 3pgoposba [eTten, aMpekTop
Opto-npocTpaHcTea,  OpToneguyeckon  nabopartopum
poktopa OxankunHa

AHHA IOPbEBHA LWEAPUHA

[deTckun  Bpay  yponor-aHaposior, cneunanusaups —
Henpoyponorndeckas natonorua. ML, CM6rrMy, ®rey
«HMWL, petckon TpasmaTtonormm wn opTonegun WUMeHU
[ N.TypHepa», KNMHUKA BbICOKUX MEANLMHCKUX TEXHONOMN
um. H. . Muporosa CIriery

CEPTEV ONErOBUM PSBbIX

3am. gupektopa no o6pa3oBaHU0 U B3aUMOLENCTBUIO C
pernoHamu, A.M.H., OpTonea-TpaBsmartonor, [ETCKUA U
CMUHanNbHbLIA XMPYPr BbICLLEN KaTeropuu, PyKoBOOMUTENb
KSIMHUKM NAaToNOrMM NO3BOHOYHMKA U pelKkux 3aboneBaHum
LleHTpa Nnn3aposa




ANEKCEN UTOHbKWH

OcHoBartenb Poccuinckon NT-komnaHum
«Pectapt», nugepa B o06nactM peanusauuu
cncTem ynpasneHus NMYLLLECTBEHHbBIMU
KOMMIEKCaMK, B TOM HYUCNE C UCMOSIb30BAHUEM
NHAPACTPYKTYPHBIX peLleHnm HOBOIO
NOKONEeHns COGCTBEHHOM pa3paboTku.
Cneupanuct nNo  ynpasneHutlo  NpoeKTamu
BHeApPEHUS NHAOPMALIUOHHBIX CUCTEM,
TEXHUYECKON U (PYHKLMOHANbHOM apxuTekType
NPUNOXeHUN, a Tak Xe Nno OGu3Hec npoueccam
HeTAHbIX N PUHTEX KOMMAHWUA.

AHAOPEW EBOOKVMMOB

busHec-ncuxonor, koy4 PCC, KOHCynbTaHT no
pa3BuTUiO  OM3Heca, NIMOEpPoB M KOMaHA,
MapKeTonor, cnukep, npeanpuHUMaTens.
oKkCnepTu3a AHppes: KoprnopaTusHas KynbTypa,
MapKeTUHI,  KOMMYHMKauuMmM 1 Mpoaaxw,
camoonpegeneHue. Y AHgpea 20 netHur onbIT
paboTbl B MeXAyHapoAHbIX KOMNaHusaX B
NpPoAaxax U MapkeTuHre.

oren MrHawesuy #
TBel DUAMNNOBCKMiA :
/PHUPE «MeHst urpys =

¢ .



N AMUNA BACUJIBEBA

3acnyXeHHbIM mactep cnopTta, 24-kpatHas 4eMnuoHKa
Poccun, 4emnuoHka EBpONbI, MHOMOKPAaTHbIM NpU3ep U
nobegutens 3tanos Kybka mupa u obnapatens Kybka
mupa 2015 ropa, 6poH30BbLIN Npusep Napanumnumnckmx
nrp Tokno 2020 No hexToBaHMIO Ha KONACKax

UBAH IrOJ1YbKOB

LLlecTUkpaTHbIN YEMMMOH MMPa MO SIbIKHbIM FOHam (B
Kateropum cnpg) n 6antnoHy, obnagartenb XpycranbHOro
rnobyca

AK)XAHA ABAUKAPUMOBA

Mactep Cnopta MexayHapogHoro Knacca no 6uatnoHy.
YyactHuua Mapanumnuincknx Urp 8 Coun 2014 n Kopee
2018. TpexkpaTHbin CepebpsHbii Npu3ep 4YemnuoHara
EBponbl. CepebpsaHHbI  Npu3ep 4YemnuoHata mwupa.
PekopacmeHka  Poccum nNo nerkom  atneTuke.
MHorokpaTtHaa YemnunoHka Poccuu

HYPCUHA TANTUEBA

YemnnoHka Poccun no TaHUam Ha KONACKax.

MpuHMMana y4actMe B KOHKypce KpacoTbl “Mwucc
Heszasucumocts” B 2013-m rogy, 3aHana 2 MeCcto u
nosiy4mnna 3saHue “Buue-mmncc HezaBncMmocTb”

AAHUUN BPUTUK

MaTukpaTHbIM OPOH30BLIM NPU3Ep YemnuoHaTa mupa no
NbIXXHBIM FOHKaMm (B KaTeropuun cnas) n 6naTnoHy

TATbAHA BOBPOBCKASA

CepebpsHag Mmepanb B OTKPbITOM  YemnuoHaTte
pecnybnnku benapycb No TaHUAM Ha KONACKaX.
«Buue-muncc HesasncmmocTtb» 2019




4"'& B OBJIACTH
S YCTOMYMBOIoO

%™ PA3BUTWS

KANECTBEHHOE
O6PA30BAHKE

OcHoBaTtenb poHAaa
MHHa NHIOWKNHA
C cbIHOM MaTeeem




[JIABHbIE MOBEAbLI 2021

NHCTUTYT
SPINA BIFIDA

LLKOJIA MPUEMHbBIX
POOWTENEV OETEN
CO SPINA BIFIDA

CrMOPTUBHbIN
MPOEKT

Mbl  3anycTunmM HoOBbIM NPOeKT “"MHCTUTYT Spina
Bifida», koTopbIt pacT cTrapT HOBOW Nporpamme
doHAa No PasBUTUIO CUCTEMBI NPOCECCUOHANbHON
MeOVULMHCKON U peabunnMTauMoHHOM  MNOMOLLM
MYABTUONCUMNANHAPHBIMA KOMaHOAMU 0019 OeTen
co Spina Bifida B pernoHax Poccuun n 6ypert aBnatbca
NepBbIM 3TaNoM CO34aHUSA 3TON CUCTEMBI.

Mbl 3anycTnnn HoebIM NPOEKT «LLIkona npuemHbIxX
poouTenen» — YHWUKaNbHbIK  UHOPMALNOHHBIN
NPOEeKT, COCTOAWMMN M3 paga  KOHCyNbTauun-
BeOMHAPOB Ha Camble aKTyaNbHble BONPOCbl HOBbIX
N elWé He 0YeHb OMbITHbIX NPUEMHbIX poguTenen, a
TakXe KaHOupaTtoB B NPUEMHble poauTenu aeten-
CUpOT Co spina bifida.

Mbl 3anyCcTUNM HOBbIM CNOPTUBHLIM NPOEKT AN
heTen, NoapoCTKOB M MOSIOAbIX B3POC/bIX CO Spina
bifida. Mbl xoTuUMm, 4TOGbLI Moan co spina bifida
3aHUMaNUCb CNOPTOM.

lmaBHas 3apgad4a npoekta - 3TO NOAroToBKa
CnopTcmeHoB co spina bifida k Mapanumnuincknm
nurpam.

Mbl  3anycTUAM  OTAENbHLIA  NPOEKT  MOMOLLM
6epemeHHbIM XeHLLMHaM, oXuparowmm pebeHka ¢
yCTaHOBNEHHbIM  gMarHo3om spina bifida u
MNageHuam NepsBoro roga >XuU3Hu.

Konnyectso obpalleHnin 6epemeHHbIX XEHLWNH B
doHA, BbIpoCNo B 5 pa3 no cpasHeHuto ¢ 2020
roooM.

Mbl  paclwumpunn  NPOEKT  HEeMpOypONorn4eckom
nomowm petam co spina bifida, 4t0 pano wm
paclwmpeHne BO3IMOXHOCTEN ON19 MapLupyTM3aumu
Jeten Ha o6cnepoBaHWs, a Takxe OoCTUru
[OroBOpeHHoCTen € 5 knMHukamum no Poccun.

A 370 3Ha4uT, 4T0 B 2021 rogy B 5 pa3 Gonblie
OeTen CMOrnn NOCETUTb NPUEM Herpoyponora.

Mbl 3anycTUNAN NPOEKT CUCTEMHON NMOMOLLM OETIM

o spina bifida, B koTopbI BOWIO 250 feTen.

B pamkax npoekTa getun nonyyanu:

* [OMallHee BU3UTUPOBaHME;

* NPUOPUTET B OYepeau Ha yposoruyeckoe
obcnepoBaHue,;

* NPUOPUTET B 0ONepeamn Ha afpecHYHo NOMOLLLb;

* yyacCTue B TPEHMpPOBKaXx "YBepeHHbIM 6anaHcy,

+ OecnnarHble Noe3aKM Ha Takcw.

MPOEKT NMOMOLL
BEPEMEHHbIM
KEHLMHAM U
MJAOEHLUAM OO
rOOA

MPOEKT
HEVPOYPOJIOTUYEC-
KO MOMOLLIA

MPOEKT CUCTEMHON
NMOMOLLN




MNPOEKTbI ®OHOA

[MpoeKkT nomoLLm
6epemMeHHbIM U
MNageHuam
NepBOro rofaa >Xu3Hu

* 37 6epemeHHbIX NoNy4mnu .
NOMOLLIb

* 7 BHYTPUYTPOOHbIX .
onepaumn NpoBeaeHo

* 29 mnapeHueB NOABUNOCH .
Ha cBeT

UHCTUTYT
Spina bifida

* 9 KypcoB NOAroToBAEHO .
* 140 Bupeo-nekumnn
3anucaHo .
* 944 3as8kn Ha 0OyyeHue
nony4YeHo .

[MpoekT nomoLLm
AeTaM-CUpOoTam

35 peten-cupoT nonyvnnu
NoMoLLb

15 peten-cmpot obpenu
CemMblo

1 kBapTUpa nonyyeHa ong
B3POCION CUPOTHI

YBepeHHbIn
6anaHc

nona peten
co spina bifida

115 peten BKNOYEHO B
NpoekT

593 TpeHnpoBku
nposeeHo

1 KHMra HanucaHa

o]

@Y

57 peten non
agpecHyto no
15 peten non
aKTUBHbIE KO
14 peten non
BepTMKanNu3a

MpoekT
agpecHoun
MOMOLLN

Ynnm
oulpb
Ynm
SCKM
Ynm
opbl

MpoekT

topuan4eckomn

n

209 cemen of
NOMOLLbIO
295 obpaluer
COCTaBNEHO
214 NONOXUTE
pe3ynLTaTtos

0AAEPXKM

patnnoch 3a

nn

2JIbHbIX

MMpoekT
«JJomaluHee HenpoypoNormM4eckon
BU3UTUPOBAHNE» P g MOMOLLIU

* 418 BU3NTOB COBEPLLEHO * 119 peten noceTunu Npuem

* 271 pebeHok oCMOTpeH Henpoyponora

* 118 ropogos * 5 KMHKK B 4 ropogax
npoBOAAT
Henpoyponormyeckoe
obcnenoBaHus

[MpoekT

CnopTuBHbIN
6ecnnaTtHbIX

NPOeKT

noe3fnok
Ha TakCcu

* 24 ropofa noakNto4eHo * 2 macTep-knacca
* 11776 noe3nok coBepLUeHo npoeegeHo
* 15 mepanen nonyyveHo



f‘ MNPOEKT NOMOLUN BEPEMEHHbBIM
( XKEHLLMHAM, OOKUOAKOLLUMM PEBEHKA
C YCTAHOBJIEHHbIM OVATHO30M
SPINA BIFIDA U MJTAOEHUAM

MEPBOTO NO4A XM3HA

OxunpaHune pebeHka — TPeneTHbIN NEPUOL, B XXU3HU KaXXA0MN XEHLLUHbI.
Ho nHorpa Ha o4epegHom Y3M poguTenu cnbiwat oT Bpada —
"y 6ypywero pebeHka Nopok pa3sutua spina bifida”.

MpUYMHBI pas3BUTUSA ITOrO MNOPOKA Ha CEroAHAWHMM MOMEHT OO0 KOHUA He
MN3Yy4eHbl.

bnarotsoputenbHbin  poHp «CnnHa Oudmpa» OKasbiBaeT MOMOLWb B
conpoBoxaeHMn 6epemeHHbIx ¢ spina bifida y nnopa.

6epeMEeHHbIX XEHLLUH
NOTYHNIN NOMOLLb
B 2021 ropy

PykoBoguTens npoekTa
Mapraputa HukyLLinMHa n
., noponeYHasa doHaa
- CBeTnaHa ¢ CbIHOM



MPOEKT NOMOLLUM BEPEMEHHBIM ~
XKEHLLWMHAM, OKUOAKOLLMM PEBEHKA \
C YCTAHOBJIEHHbIM OVWATHO30M

SPINA BIFIDA U MJTAOEHLUAM 7
MEPBOTO rO40A XXMN3HA

Spina bifida nnn rpbiXy CNMHHOIO Mo3ra MOXHO yBuaeTb No Y3U ¢ 12 Hegens.

Ha 24-26 Hepene 6epemMeHHOCTU MOXHO caenaTb BHYTPUYTPOOHYIO onepaumio,
TEM CambiM MaKCUMAsNbHO CHU3MB OCNOXHEHUs y manbiwa. Caenatb Takylo
onepauuto no OMC MOryT OnbITHblE BPa4n B NepuHaTanbHbIx LeHTpax MocKBbl
1 MockoBckon 06nacTw.

Ecnm nopok oBHapyxunun nocne 24-26 Hepenu, To Toraa onepaupio pebeHky
HYXHO OygeT caenaTb cpa3sy nocne poxaeHWs — B MepBble 4acbl XU3HW, U
30eCb OYeHb BaXKHO 3apaHee HanTWU Hempoxupypra, KOTopbii OyaeT yusaTtb
rpbixy. 3Ty onepaumio Takxe genatot no OMC.

BHYTPUYTPOOHLIX onepauum
OblN0 NpoBEeAeHO
., B 2021 roay
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MPOEKT MOMOLLL BEPEMEHHBIM
j SKEHLLHAM, OXKMIAIOLLIAM PEBEHKA

C YCTAHOBJIEHHbIM IATHO30M

\/) SPINA BIFIDA 1 MJTAZEHLIAM
MEPBOTO FOJA XKN3HU

Camoe BaxHoe ang pebeHka co spina bifida — Ha4aTb neveHne n peabunutaumio
C nepBbiX AHEeNn Xu3Hu. @OOHA NPOBOAUT KOHCYNbTaLUMM 3KCNEpPTOB MU
o6cnefoBaHna manbilwen ¢ gnarHo3om spina bifida.

doHA NoAfnepXUBAaeT CemMbM, B KOTOPbIX pPoaunca pebeHOK C TaXeNbim
AvarHo3om. Poautensam ecTb Ha KOro onepeTbes, U Kaxapin AeHb npubnuxaet
pebeHka K HoBbIM NoGegam!

54 mnageHua noasmnock Ha ceet B 2021 rogy

MNageHueB NoSBUNOCH
Ha ceeT B 2021 roay
B COMPOBOXOEHUN dhoHaa
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npuemHas mama BaHu

MPOEKT NMOMOLLN OETAM CUPOTAM

&35

[poekT peannzyerca npu nopgaepxke ALUNETWORK

Mucena poHaa M npoekTa 3akNo4aeTcs B TOM, YTOObl YBENNYUTb LUAHCHI
OeTen-CUPOT, a 3aTtem U MOSIoAbIX B3POCSbIX Ha MOSIHOLEHHYIO >XW3Hb B
obuwectse. Mo3TOMy BaXHO Kak MOXHO paHblue BKOYaTb OEeTen-CMPOT B
NPOEeKT nomowm ¢oHpa. B 3Tom cny4ae LWaHCbl HaMTU NPUEMHYIO CEMbIO
BENMKKM, a npobnembl CO 300pPOBbEM Manbiwa eweé He ycyryobunucb
npebbiBaHNEM B y4peXOeHUUM U BTOPUYHOW WHBanuausaumen. Yem mnapule
pebeHoK, Tem 60nblUe BO3MOXHOCTEN NPABWUSIbHO 3aNONTHUTL UHAMBWUAYANbHbIA
nnad peabunutaumm n abunutaumm UNMPA 1 nogobpatb TeXHMYeckne cpeacTea
peabunutaumn.

neten-cupoT
o0penun cemblo
N yexann OMou

BukTopusa LLiapxaTyHsH

SMM-meHepxep npoekTa »
MOMOLLM AETAM-CUPOTaM




ALUNETWORK

YHUKanbHbI MHAPOPMAUMOHHBIA MPOEKT, COCTOAWMMA U3 psfaa KOHCYNbTauun-
BeOMHAPOB Ha Camble akTyasibHble BOMNPOCbI HE OYEHb OMbITHbIX MPUEMHbIX
poauTenen, a Takxe KaHAMAAaToB B MPUEMHblE poauTenu OeTen-cupoT Co spina
bifida.

4 y4acTHUKa rpynnbl NPUHANKN B CEMbIO pebeHKa CO CMMHHOMO3IOBOW FPbIXEN,
npuyYem, opgHa Mama B3gfia yXe BTOPYIO [AeBOYKY C 3TUM  [MAarHO30M.
ConpoBoxpaeHue KaHoupata, @ He ToNbko pebeHKa — 3TO MNaBHbIA KNH0YEBOK
drakTop ycnexa Bcero npoekta poHaa. ITo Xe nokasatenb KavecTsa, NnoTomy
4YTO HU OOMH KX Tex 23 poguTenen, KTo B3an aeten co spina bifida B cemblo
6naropgaps ycununam ¢oHpa M NpoekTa, He BepHyn pebeHka B coumanbHoe
ydypexgeHue!

B LLIkone npoBogunn 3aHATUSA: Herpoyponor lannHa TuleHko, negmaTp SMmnms
laBpunosa, Hesponor EereHns bepguyesckas, optoneq u opTe3nuct Omutpumn
OxankuH, ncnxonor MHHa MNMaceyvHnk n gedoektonor lapba MiBaH4YeHKO, BegyLmnm
dom3unyecknn TepanesT OuaHa dublHa, agsokaT Hatanbs KaparoguHa, a takxe
OnbITHaa NpuemHas mama EneHa JobpoxaHckasa n ocHosaTtenb oHaa "CnuHa
6udunaa“, nporpammHbin gupekTop doHaa, Mama pebéHka co CNMHHOMO3roBOW
rpbixken NHHa MHIoWwKKHa!

AHHa, npuemHas
mama Mawum




AHHa, npuemHas
mama Muwm

' »

* .

MPOEKT NMOMOLLN OETAM-CNPOTAM

&35

MNpoekT peannzyetca npu nogaepxke ALUNETWORK

neTen-cupot
NONYYUNU PA3NYHYIO
nomolLb B 2021 rony

30 BM3MTOB (PU3MYECKUX TEpaneBTOB WM 3protepanesToB dOHAA K OETAM-
cMpoTam;

27 peten-cupoT M B3POCSbIX MNOAYYUIM NOMOLL NO AOPOXHOW KapTe pebeHka
co spina bifida B pasnnyHbIX KNMHKUKAX;

61 o6cnepoBaHne NpoLwwn AeTn-cMpoTbl co spina bifida;

3 NPUeMHbIM poaMTeNaIM U KaHamaaTam Bbina okasaHa ropugnyeckas NpaBoBas
nopaepxka;

8 nogoneyHbIM GbiNK BblgaHbl pekomeHgaumm no UMPA,

7 nogoneyHblx poHaa nonyynnu 8 TCP no nporpamme agpecHon NOMOLLM.



ALUNETWORK

B mae 2021 ropa pykoBoauTenb NpoekTa MOMOLLM JeTam-cupotam Mapwus
MonsaHckaa e3puna Ha CTaxXnpoBoYHyto ceccuto npoekta AHO “KeapTan Jlyn" Ha
6a3e MHKNIO3NBHOIO NpoekTa B [eH3e — apT-nomecTbs Hosble 6epera.

Mo cnoeam Mapwun, 310 ObINO He3abblBaemoe BMeYaTneHne — OTKPbITOCTb
noceneHns, ero pe3naeHToB (Tak Ha3blBaloT TeX, YTO NPOXMUBET B NOMECTbE CO
CBOMM MHKO3UBHBLIM NPOEKTOM), OCTYNHAa Cpeaa, NO3UTUBHbBIE, YANBUTENbHO
MOTUBUPYIOLLME NOAN.

B nekabpe pykoBoguTeNb MNpPoOeKTa MNOMOLM AeTdm- |

cvpotam Mapus MonsHckas € napTHepamu NpoekTa |
obwectsom Coto3 «AnyH», 6n1arogapsa KOTopbIM € aHBapA
2021 ropa oOCyWecCTBNSAeTCd OCHOBHas  MefuKo-
coupmanbHas MOMOLLb AETAM-CMPOTam No BCen CTpaHe,
nocetTuna ApyXecTBeHHbIN OeTCKUMA OOM.

Jlopmnna Lo u WUckaHpep AxmeTtoB nobbiBanu ¢
Mapwuen B OETCKOM yqypexaeHuu «Masik»,
NO3HaKOMMANUCL C MOJONEYHbIMK NpoekTa — BaHen K
Crenon, nourpanu ¢ pebgatamm n nobecegoBanu ¢
agMUHUCTPaUMEn N NepCoHasIoM.

B3pocnas nogonevyHas npoekta MOMOLUM CUpOoTam Co
spina bifida MNonuHa LLlaxosa 6narogaps pabote poHaa,
apgsokaTtos 1 CMUM nony4una keapTupy.

MonuHa - cupoTa, ocTaBwasca 6e3  nonevyeHus
poouTenen, CymesLLas BbIATU U3 MHTEpPHATa, BCTaTb Ha
HOMM 1 XOOUTb, Mama ABOUX NPEKPACHbIX ManbYULLEK.

lMonuHa Lllaxosa: «31a 6opbba A/MHOW B 12 net Bce-
Takn pelumnacb, Tenepb Hapo A[O0XAATbCA Kovenm u
MOTUXOHLKY 00ycTpamBaTh ee. (Cnacmbo BCeM, KTO
rnomorasn Bce 3T1 rogbl MHe B 3Ton 60pb6E».

Bnagummnp Kucenes - B3poCNbIM MOMOAON YenoBek
6naropapa nNpoekTy obpen cembio. Bnagumup Takxke,
npowlen Henpoyponormyeckoe obcnegosaHue, NoceTun
KOHCYfbTauun Bpaden n nony4mnn akTueHyto konacky Otfto
Bock.




dunsmyeckumn tepanesT KceHna EppemoBa
n nogoneyHasn poHaa Copua .-
(r.KpacHospcK)

dOoHA
NMPESUAEHTCKUX
FrPAHTOB

Ha TekywMiA MOMEHT B MUpe CywecTBYOT 3PdEKTUBHbIE METOAUKU
abvnutaumn peten co spina bifida, paspabotaHHblie B EBpone n CLUA. laHHbIMK
meTogMKkammn  BNageroT  cneunanuctel  —  pu3nyveckne  TepanesTbl WU
3protepanesTbl.

DoHA, 3aHMMaeTCa opraHu3auven u pa3suTMem AOMAaLLUHEro BU3MTUPOBAHUS U
peabunutauuun geten c nocneacTsnamm spina bifida B pasHbix permoHax Poccun.

B pamkax [OMAaLIHEro BU3UTUPOBAHUS CNeuManucTbl perynspHo (1-2 pasa B
MeCsL) NOCeLLatoT CEMbO NOAONEYHOTO, BOLLEALLErO B MPOrPamMMY.



DoHp, oKa3bIBaeT afpecHyto MOMOLLLL AeTIM
oT 0 po 18 net c guarHo3om spina bifida,
NPOXMBAIOLMM Ha TeppuTopmmn Poccumn

Mon agpecHoM NOMOLLLbIO MOHUMAETCS:

* TexXHWYeckune cpencTsa peabunuraumu,
* onsarta meaukamMeHTOB, MeAULIMHCKUX 06CNefoBaHNA U MeOUUMHCKUX YCIYT,
* OunetoB Ha camonet/noesn ot goma o 60abHULBI U 06paTHO.

AkTuBHasa Konsacka — ona 15 peten
Beptukanusatop — 14 peten

PassuBaroLipe n peabunutaupmoHHbIe 3aHATUS — ANg 8 JeTen
MepguumnHckue yenyru — ona 5 peten
OpToneguyeckune npenus — ong 5 peten
DNeTKPONPUCTaBKN NS KONACKU — ona 4 peten
KaTtetepbl — ona 2 peten

MmnnaHTaumMoHHas cuctema — ong 1 pebeHka
XoayHkn — ona 1 pebeHka

BenoTpeHaxep — gna 1 pebeHka

Y4ebHukn n paboyne tetpagm — ang 1 pebeHka




CoHs, nogoneyHas
doHaa, r. bepack

[MPOEKT AIPECHOW MOMOLLIA &

doHp, 0Ka3blBaeT afpecHyo NOMOLLL OETIM
oT 0 po 18 net ¢ anarHo3om spina bifida,
NPOXMBAKOLLMM Ha Tepputopun Poccun

BOJIEE ]OOO MNOAOMNEYHBIX B ]90 rOPOOAX POCCHN
MOJIYHAROT PA3JTNYHYIO MOMOLLIb ®OHOA «CMNNHA BUOWOA»

«Y CoHu Tenepb ecTb yaobHble opTe3bl. B HUX OHa MOXeT 6e30NacHo X0ouTb U
paxe beratb.

Y CoHun cnabble roneHoCTonHble CcycTaBbl, W NpU Xxoabbe BO3MOXHA MX
fedopmaums. Optesbl NPOPUNAKTUPYIOT BTOPUYHbIE OCMIOXHEHMS B HOrax, a
CoHS MOXET fosiblie X0ANUTb B TEHEHUU OHA U MEHbLLIE YCTaBaTb.

Cnacnbo 6onbluoe BCEM, KTO MPUHAN yvacTue B cOope CpefcTs Ha MOKYMKy
opte3os gns CoHu'»



O6meH TCP

MbI 04eHb pagbl, 4TO HaLIM CEMbU NPUHUMAIOT
ydacTve B 3TON Nporpamme 1 gensrcs
KONSCKaMM, U3 KOTOPbIX AETKW BbIPacTatoT.
Cnacunbo sam!

3HakombTech, nbsa n3 Hoesovebokcapcka. M 3To ero nepeas akTMBHas Konscka.
Jamup Bbipoc M3 Hee M nogapun Wnbe. Tenepb Wnba Oyoer Takum Xe
MOOUNbHBLIM, CAMOCTOATENBHBLIM U ObICTPbLIM, Kak Jamup.

A maneHbkun Jles nony4mn kpecno 6amoéo!

Cnosa  6narogapHoCTM  OT  Mambl
ApenvHbil:

‘3gpascteynte!  [lonyswnm  cerogHs
KONACKY. AfesMHe OYeHb MOHPAaBmach,
CNa3nTb C Hee He XoYeT. Pasbesxaer rno
KOMHAaTam. Xo4y BbIpasnTb WUCKPEHHIOK
6naronapHocTb poHAy «CrniHa bugpuaa»,
3a 0Ka3aHHyto Ham MomolLLb.

Cnacmbo 3a pgobpoe cepaue wu
OT3bIBYMBOCTb, 3@  BHUMAaHue "
MOHUMaHne npobnembl. 3a TO, HTO
Bcerga Haxogute Bpems U CUIbI
BHUKHYTb B Npobsiemy n HanuTu peLueHne!
OtgenvHoe  cnacmbo  EkatepuHe u
lOneHbke, 3@ TO 4TO nNepegain Ham CBoK
Konsacky! 340poBbs, cHacTbs Bam mn Bcex
6nar! "

Mnbg, nogoneyHbin poHaa,
r. HoBoyebokcapek




MPOEKT FOPUONYECKOWM

NOAAEPKKM

CoumanbHO-NpaBoBoe CONPOBOXAEHME
nogoneyHbix oHaa «CnuHa udpmnaar»

B pamkax topmanyeckon noaaepxKm 0KasbiBaeTCcs MOMOLLb:

MOMOLLb B MOMYYEHUN WHBANUOHOCTU WM WHOMBMAOYyaNbHOW NPOrpammbl

peabunutauum nnm abunutaumm (UMPA);

NOMOLLb B MONYYEHUU OT rocyfapcTBa TEXHUYECKMX CPeacTB peabunutaumm
(TCP), cornacHo UMPA pebeHka;

KOHCyNbTaumm No Bbinnatam n nbrotam;

MOHUTOPUHT JOMNOSHUTENbHbIX 6eCNNATHBLIX YCAYT (KPY>XKKW, 6acCenH pagom ¢
JOMOM, HAOOMHasi MOMOLb OT PaNOHHbIX LEHTPOB M Tak panee) wu
opraHu3aums NosyveHUs 3TUX yCnyr;

NMOMOLLb B NOSYYEHUM KOMMEHCaLUMM 3@ CAMOCTOATENbHO KynneHHble TCP;
NOMOLWb B  nonaydeHun  3aknoyerHns  MMIK  (ncuxonoro-mepuko-
neparorn4eckon KoOMmMccun;

NnoMolWpb B OpraHu3auum [OCTYNHOM Cpeabl B LWKONe/OeTCKOM cagy, B
obecnevyeHnn Apyrux cneupmanbHbIX yCIOBUMW ONg nonyvYeHus obpa3oBaHus
pebeHKoM;

NOMOLLb B MNOSYYEHUU CAHAaTOPHO-KYPOPTHOTO SIe4eHus;

KOHCYNbTaLUUM MO XWAULLHBIM BOMPOCaM U Apyrue BOMPOChI, Kacarowmecs
npas pebeHka-nHeannaa.




«py3ba! Y Hac papocTHas HOBOCTb.

Ham npusesnu HoBbi kpacmseHbkuin TOJTOCUINEL. 9 paxe u He 3Hana, 470
TakoW MOXHO NOYYMTb OT rocyaapcTea coBeplUueHHo 6ecnnaTtHo, Aa n soobLe
MHOroro He 3Hana. Ho Tenepb 9 3Halo BCe M 3TO Gnarogaps Hawemy doHay
«CnunHa 6ucbmnpar». Xody nobnarogaputb topucta poHpa EneHy MopsikuHy, 6e3
Hee He BMAATb Ham Hukorga Hukakmx TCP. EneHa yenosek cBoero pena, oHa
noTpsacatrowas npodun, oHa Bena Hac ot u fo. Bce pacckasbiBana, 06bACHANS,
coBeToBana, nogaepxusana 24/7.

be3 Balwuen nogaep>Kkn 1 NOMOLLM Mbl Obl TaK U CUAENN HEMHPOPMUPOBAHDI, HE
3Hag HUYero o CBOMX Npasax M npasax pebeHka-uHBanupa. EneHa pacckasana
HaM CTONbKO, YTO Mbl U HE 3HaNM BOBCE HUYEro OO0 3TOrO, H4TO Mbl MOXEM U
kakne TCP nony4uTb 1 Kak. 3a 2,5 roga mbl He nony4unu Huydero. A 6narogaps
paboTte EneHbl, nogckaskam, cosetam mbl 3a 10 mecaues Nony4nnm noYTu Bce,
4yTo Yy Hac snucaHo B UMPA. UIMP mbl TOXXe MEHANN, BHOCUMAN U3MEHEHUS C
EneHon. A rnaBHOe OHa pacckasana Kak MOXHO MOJyYUTb aKTUBHYIO KONSACKY
ona Mapka. 9 He 3Hana BoobLe, 4TO Takyto AatoT. Beab mHe Ha MC3 rosopunu,
4YTO He MONOXEHO ManeHbKUM Takum petam. W BOT B cnaxeHHon paborte,
cnepys no3TanHbIM COBETAM U PEKOMEHIALMSAM, Mbl NOSTy4unun ee! N akTueHas
KONACKa APpKO 3eNeHOro ugeTa y Hac goma. Ypa, ato nobepa!!!l Cnesbl Ha rnasax
OT cvacTbg. Mapk cyactams, cnacnbo eBam! Cnacnbo orpomHoe [eBOYKaM:
protepanesTy doHpa EneHe LLowwnHOM M dom3ndeckomy TepanesTy dpoHAa
OnaHe SupiHOM 3@ KOHCYyNbTauMM W 3amepbl, KOTOPble OHW Ham nomoranu
CHUMaTb. Bcem, Bcem Gonblioe cnacubo, Bbl ny4dwne M Mbl ¢ Mapkom Bac
nobum. Mapk c4actnus!»

Mama Mapka MpwuHa, . SnekTpocTanb



4 MPOEKT IOPUINYECKOW
NOLLEPXKKM
CoumanbHO-NpaBoBoOE CONPOBOXAEHNE
nogoneyHbix poHaa «CnuHa Gucpmnaan»

209 cemen BOCNOMb30BASIUCL NPOEKTOM topuamyeckon nogaepxku s 2021 roay.

MocTtynuno 295 HoBbIX O6paLLEHNN.

NONOXMUTENbHbIX
pe3ynbTaToB
no obpaLLeHnaIm

130 wT. o6paweHn n xanob cocTaBNeHoO B roCyaapCTBEHHbIE OpPraHbl
1 KBapTUpa Nonyv4eHa ana NogonevyHonm cembu

MonyyeHo TCP:

- 25 aKTUBHbIX KONIFCOK Ha obLwyto 5 948 700 pybnen

- 6 KONIFCOK C Py4HbIM NPUBOAOM Ha cymmy 989 600 pybnen

- 2 BepTukanusatopa R82 Rabbit (Kponuk) Ha cymmy 646 000 pybnen

- 5709 kateTtepoB ansg camokaterepusaumm nyopuLmMpoBaHHbIX HA CYMMY
656 535 py6nen

O6Lwas cymma skoHommn & 240 835 py6nen

* KceHus, nogoneyHas
- OoHAa, T. bpsiHCK

-




TPEHNPOBKU
6b110 NpoBEeOEHO
B 2021 rony

ABCONOT-NOMOIbL

GNnarcTEOPUTENbHLIA GoHA

CnopTuMBHbIN NPOeKT "YBepeHHbIn 6anaHc ang aeten co Spina Bifida" HanpasneH
Ha ynyyLweHne KavecTBa XN3HW JeTen ¢ Natonoruen CNMHHOro Mo3ra, ¢
MOMOLLBIO PErYASPHbIX 3aHATUI CNOPTOM.

B npoekT moryT BonTtu getun co Spina Bifida ot 3 oo 18 neTt, npoxuneatowipye Ha
TeppuTopun scen Poccuum.

Llenb npoekrTa:
YnydweHne ka4ecTsa XnU3HU geTten ¢ natonormen CNMHHOro mo3ra

(Spina Bifida)




ABCONIOT-NOMOIb

GNarcTEOpPMTEAbHbLIW GoOoHA

C 15 no 29 mapta bnaroTsopuTenbHbIn GoHL, «CnnHa Gudomaa» Npu Nopaepxke
6naroteoputenbHoro doHaa «AbcontoT-Nlomolb» NpoBen BTOPOW MOTOK
obyyarouiero Kypca «YesepeHHbIM GanaHc gns pgeten co spina bifida» gns
yyutenen uskynbTypbl, TPEHEPOB CMOPTUBHLIX Cekuun, cneumanuctos JIOK,
peabnnnTonoros.

B xome kypca cnywarenu y3Hanu o guarHose Spina bifida n cneumdomke paboTsbl
C [eTbMW, uMelWwumMn Takon pguarHod. O6cyXpanu BO3MOXHOCTU U
OrpaHuyYeHus peTen, NPUHUMNLI COCTaBMIEHUS KOMMIEKCOB YNPaXXHEHWN,
OCHOBbI NMCUXONOMMYECKOrO Pa3BUTUS N coumanmaaumm pedbeHka.

BaxxHoM 4acTbio 06y4eHusa CTano BbINONHEHWE 3a4aHni No NoAbopy Komnnekca
ynpaxHeHun Ha npumepe nogoneyHbix oHAaa, 0b6CyXAeHUe >XMBbIX KEeNCcoB
CNeunanncToB 1 NOMUCK ONTUMAsbHbIX BO3MOXHOCTEN AN5 KaXA0oro pebeHka.
Ha kypce oby4anocb 6onee 45 cneupanuctos n 38 U3 HUX, NO pesynbTaTam
y4acTuS 1 BbINOSIHEHHbIX 3a4aHNNA, NONYYUNN CepTUUKATDI.

Ceptudvikat &\EsHl

Anexcanap Mop...

Mapuna CamcoH...

Wanumos Amwr...

Haranoa lowuap...

H0nun Cadonosa

Spina bifida

Aranacosa Anna

Haransa Muxeesa

Wnbuna Ceetnana

Bonuenkosa /o...

[Ovwana AubiHa

4 huanyeckuin TepanesT

B® CnuHa Gudumpa

Zoom Kougepenumns

Harvanes Xpycra...

Julia Marianskaya

Exarepuna Anex...

Tatiana altapova

Wpuna Mapyrosa

Napuca AradoH...

Cepéruna Enmsa...
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[.AubiHa A.AHMUIOB

XN3HN
P D

YBEPEHHbIN BANAHC Q18 OETEU
CO SPINA BIFIDA

Metoaun4yeckoe nocobue
ONsa poouTenen n cneuuanucToB

ABCONMIOT o Aspina
TEACMIIE @@BIFIDA

6narorsopuTenscHblin hoHA

ABCONOT-NOMOIbL

GNnarcTEOPUTENbHLIA GoHA

B BbnarotsoputensHom cpoHge "CnuHa 6ucumpaa” Bbiwna B CBET NepBas KHUra
"YBepeHHbIn 6anaHc xu3Hu] gna geten co spina bifida”.

KHura o petax co Spina Bifida, 06 o0cOGeHHOCTaX 3TOro pguarHosa, o
NCUXONOTNYECKOM Pa3BUTUN U O 3aHATUIX CNOPTOM. KHUra, KOTopas onucbiBaeT
rogoBou onbIT paboTbl NpoekTa "YBepeHHbI 6anaHc pns geten co spina bifida”.
PekomeHpoBaHa crneupanuctam, padoTarowmm ¢ aeTbmn co spina bifida.

Hawwm cneupanucTbl nncanu ee uenoin rog)

ABTopamn ctanu Befywmn pusndecknn TepanesT doHpa [uaHa AubiHa M
ncmuxonor ooHAa U TpeHep B NpoekTe "YBepeHHbIn 6anaHc pnsa geten co spina
bifida" AHTOH AHNKNOB.

Cepren [lyokvH, KOTOPbIA NOMOran KOMaHae, U ToXe BeNl CNOPTUBHbIE 3aHATUS
Ana peten co spina bifida.

B kHure okono crta  wuanocTpauun  oT  JlvaHbel  bepe3nHon.
Bepctky B3sna Ha ceba PR-pupektop oHpa Onbra [leTyxoBa.
Bnarogapum BClo pefakTopcKyto KoMaHay U KomaHay doHaa 3a noanepxky u
COBMECTHYlo pabory!



TAKHE QENA @ Voo

Letn ¢ anarHo3om spina bifida no4Tn BCcerga MeroT HapyLeHns paboTbl NoYeK
M MOYEUCNYCKATENIbHON CUCTEMBI. ITU OCNOXHEHUS U3BECTHbI, HO He Bceraa
NPOSBNAEHbI TaK SBHO, Kak MOPAXeHUs CMMHHOMO W rOIOBHOMO Mo3ra. 310
CBA3aHO KakK C HefoCTaTOMHON MHAPOPMUPOBAHHOCTBIO B LIESIOM, TakK U C Manbim
KONNYECTBOM  KBaNMPUUMPOBAHHbLIX  CNEeLManucToB, [OETCKUX  YPONOros,
CNeunann3npyoLmnxcs B HEMPOYpPOIOruu.

HecBoeBpemMeHHOE OKa3aHue MOMOLUM MOXET MNPUBECTU He TONbKO K
TAXENENWMM OC/IOXKHEHUSIM B BUAOE HapyweHus GYHKUMM MNOYeK, HO U K
peanbHON yrpo3e Xu3Hu pebeHka.

Ons koppekumn yponornvecknx HapylweHun geten ¢ guarHo3om spina bifida,
HEe06X0OUM KOMMNNEKCHBIN MEXONCUMNINHAPHBIA NOAX0S,

[OCTUrHYTbI JOFOBOPEHHOCTU C 5 KSIMHUKAMMU:

1. GMS, r. MockBa

2.  OOKbB Nel, . EkaTepuHOypr

3. lNegnatpuyecknn UHCTUTYT, . CaHkT-MNeTepbypr

4.  KnuHuka 3kCcnepTHOM yponoruHekonoruw, r. CaHkT-lNetepbypr
5.  OPKB, r. KazaHb

Henpoyponor
AHacTacusa 3anuesa u
Japbs, noponevyHas doHaa
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AHg, nogoneyHasa ooHAa Ha
06cnenoBaHnn B KNMHWKE
GMS, r. MockBa

TAKUE QENA &2 Vocom

OfgHa n3 OCHOBHbIX Npobnem y peten co Spina Bifida — 3Tto oTcyTcTBUE
Henpoyponornyeckmx o6cnefoBaHUn U rpamoTHOrO BeAEeHUs, YTO NPUBOAUT K
BOCMaNEHUIM NnoYek, a No3xe K 0TKasy n Ananusy.

B pamkax nporpammbl pa3suTua HEMPOypPOSIOrm4eckon NOMOLLM AETIM CO Spina
bifida 6blna nposepeHa ctaxuposka cneunanuctos goHpa «CnuHa Gudpungar»
dPU3n4eckmx TepanesToB Z 3protepanesToB no BONPOCam
HeMpOoypoNOrM4eckon KoppekLmm y aeten ¢ guarHo3om spina bifida.

Cnywarenu u3yunnu gse 3ao4Hble NeKUMn U NPUHAAN yHacTUe 1 ABYX OHNavH
BCTpeYax C Bpavyom Henpoyposiorom TuwieHko lanuHon. B pamkax obyyeHus
CNeumManncTbl N3y4nam oCO6EHHOCTU YPOSIOrMYECKUX HapyLLEHWI Y NOJ0NEYHbIX
doHpa, metoapl 06cCnegoBaHMM M CNOCOObLI  KOPPEeKUUW, WUCNoNb3oBaHWe
KaTeTepoB M Jpyrux Cpeacts peabunurtauun, BO3MOXHOCTM paboTbl C
pogutenamun. [lo pe3ynstatam MepBbiX NeKuur caywatenM BbINONHUAN
TeopeTuyeckoe 3agaHue.

Ha oHnanH BcTpevax cmorin o6CyanTb HaKOMUBLLMICSA ONbIT, CMOAENMPOBaThL
4acTo BO3HMKAaKOLWME CUTyauun C POAUTENSMKM, YYMAUCb NpeofosneBaTtb
CTepeoTunHoe OTHOLLeHWe K KateTepu3auun pebeHka, Noay4unn OTBeTbl Ha
BaXHble BOMPOCbI, KOTOpble 4acTo 3apatoT pogutenn. ObLee KOANYECTBO
cnywarenen 17 4enosex.

Mbl  Hapeemcs, 4TO 6Gonee MyOOKME 3HAHWSA, MNOJMYYEHHble  HaLMMM
cneumanucTamn, Kotopble paboTalroT B PasfiMyHbIX PErMoHax CTpaHbl NO3BONAT
BO BpeMms BbISBNATb NPOGNembl Yy OeTern M HanpasnaTb Ha KavYeCTBEHHble
obcnepoBaHus.



CMNOPTVBHbBIN MPOEKT

CnopTuBHBLIN NPOEKT ANa OeTen, NOAPOCTKOB M MONOAbIX B3POC/bIX CO Spina
bifida.

Llenb npoekTa:

YBenu4eHune 3aHATU CNopTom geten co spina bifida

3apayu:

Pa3sutue cekupnn B permoHax;

N3meHeHWe MHeHus popuTenen n [eten - KOTopble Cerdac He XOTaT
3aHMMAaTbCA CNOPTOM,;

MakcumasnbHoe BOBIeYEeHUe 3aHATUSIMU CMOPTOM, MONyNsapu3aums;

Meponpuatnsa B pamkax NpoekTa:

OpraHu3aumns Bble3[oB Ha COPEBHOBAHUSA C LIeSIbl0 03HAKOMIEHUS C BUOOM
cnopTa;

MNpuBneyeHne CNOPTUBHBIX CreunanmucTos B paboTy ¢ ntoabmu co spina bifida;
OpraHusaums 3aHaTUA CNOpPTOM ANs AeTerd U B3pOoCsbIXx Co spina bifida B
ropogax Poccum;

BoBneyeHne peten u B3pocnbix €O spina bifida B 3aHgaTMa cnopTom -
MaccoBble 1 NapanMMNUCKUE;

MoBblleHne WHOpMUPOBaHUA ntogen co spina bifida o Bo3moXHOCTU
peanun3auunn Yepes 3aHATUS CNOPTOM;

lNpoBegeHe  OHNaMH-BCTPEY CO  CMOPTCMEHaMM U CMOPTUBHbIMU
cneumanuctamu, 3afencTBoBaHHbIMM B 3aHATMSAX CNOPTOM  noaen ¢
WHBANIMOHOCTbLIO.




MoponeyHas poHaa
MoHKWKa Ha macTep-knacce
No CNepXk-XoKKeto,

r. CaHkT-lNeTepbypr

9 okTa6psa B CaHkT-[leTepbypre npowno uU3kynbTypHO-pa3siekaTenbHoe
meponpuatne «OguH AeHb M3 hecTuBans, NOCBALWEHHbIN CNeaK-XOKKe Ans
nopen ¢ NOLOA».

B pamkax meponpuatug npolwna nokasatesibHag urpa no CnepX-XoKKet
mexgy komaHpamm “CKA-Ctpena” n “Red Rocket” n mactep knacc pna scex
xenawowmx. OgHMM U3 rocten Obll  POCCUMCKUMA  XOKKEUCT, 3aLUUTHMK,
AByKpaTHbIM ob6napatenb Kybka larapuHa B coctase komaHg «Canasat KOnaes»
n «CKA» - AnekcaHgp >KykoB: OH nogaep>kan pebsar n cotorpaduposanca Ha
namsTb.

Y BCeX Y4aCTHUKOB MEPONpUATUS OCTannUCb MNONIOXUTESNbHbIE 3MOouMKM OT
CNOPTUBHOTIO AHS, HOBOIO O6LLLEHMS M HOBOIO OMbITa.

MoponeyHas doHpa MoHuka BapgaHsaH nonpobosana CBOW CWUAbl HA Nbay,
mama Tamapa nogenunacb snevatneHnamm: «CerogHsa poHa Npurnacun Hac Ha
meponpuaTne B «XokkerHbin ropog CKA» NOCMOTPETL UIPY M NOy4acTeoBaTthb B
macTep-knacce no Cnepx-xokkew, 00y4nTbCa HaBblkam Urpbl. Mbl nocmoTpenu
Urpy - 310 OblIO OYeHb MHTepecHo. CHavana podb 60anca yvacTBoBaTb B
macTep-knacce, HO OHa npeofonena CBOM CTpax C MOMOLLLID MeHepXxepa
CNOPTUBHOIO NpoekTa Hatanbu.

Cnacnbo orpomHoe doHgy “"CnuHa Oudmpga“, Hartanbe, Bnagumupy u
opraHn3aTtopam 3TOro MeponpusaTUs, ObiNO OYeHb KPYTO. A yBUAENa, 4YTO HeT
He4yero HeBO3MOXHOTO AN IIOAEN C OrPaHUYEHUIMALY.



APulJlbH BAPLA

5 pekabps B KasaHu cocToanca mactep-knacc no 6acketbony Ha Kongckax oT
6acketbonbHOro knyba «Kpbinbg bapcan.

«Kpbinbsa bapca» - 0AnH U3 cunbHenwnx knybos Poccun, cepebpsHble npusepsbl
YemnuoHata Poccun 2021 roga, kny6 gencteyet ¢ 2010 roga, Ha CerogHaWHMMI
OeHb B cocTase - 15 CnopTCMEHOB.

Ha macTtep-knacc ObinvM npurnawieHsl NogoneyHble Hawero @oHAa, UM
pacckasanu OCHOBHble nNpasuna 6acketbo1a Ha KONACKax n 6bINo NPessIoKeHO
cecTb B 06ackeTOOSIbHble KONACKM, MOTPEHUMPOBATLCA U MOUTPaTb C MSAYHOM.
CnopTcmeHbl Cbirpanu nokasaTtesbHyo Urpy — NPOAEMOHCTPUPOBAB CKOPOCTL U
asapt 6acketbona Ha konackax, He obowwnocb 6e3 AeMOHCTpauUMmM nageHun —
BeOb W Takoe CNyyvaeTcs Ha urpax.

[etn octanucb B BOCTOpre OT npouecca, O6LWEeHNs CO CNOPTCMEHaMKN U yxXe
roToBbl NPUCTYNUTbL K TPEHMPOBKAM. [eno octanocb Aeno 3a manbim: cobpaTb
KomaHay.

«Mbl 6narogapvm 3a Takylo BO3MOXHOCTb poHA, cnacnbo, 4To NpUrnacunm Ha
mactep knacc. [apuHa npotectupoBana 0ackeTOONbHYIO KONACKY M paxe
noay4nnocb 3abutb ma4! 3170 HezabbiBaemble BnevatneHus. 1o BO3MOXHOCTH
Oyoem e3anTb Ha TPEHUPOBKK, OOCTUMHYTbI NPeABapUTENbHbIE OTOBOPEHHOCTH
0 NOCELLLEHNN TPEHUPOBOK».

OunHap Kamanues (urpok «Kpbinbg bapca» co spina bifida) pacckasan Ham, 4To
macTtep-knacc npowen Ha Mno3MTUBHOM BOSIHE — BCE OCTaNUCb [O0BOSIbHbI —
«O4eHb 6bIN0 NPUATHO YBUOETb MOSOAbIX PebAT, O4EHb NO3UTUBHbIE. KOHEYHO,
MbI C PafoCTbiO MPUMEM UX B KOMAHAY».
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eY4Hble poHaa

LapuHa n PeHata Ha
macTtep-knacce
no 6acketbony, 4

r. KazaHb '




Cocpua MeTtpyxuHa (12 net) u AneHa
- flukosa (17 nev), (r. Kosenbck)
Fee Oflep>Xanu ABovHyto nobedy Ha i

¥ BCEpPOCCUIICKOM MHKIO3MBHOM
TaHueBanbHOM hecTusane
«Mepekpectku» B 1. Cy3aans n ctanu
naypeatamu | ctenexu

tOHas TpuaTneTka-KoNACo4HULA
Codus MNeTtpyxuHa (12 net) us

r. Kosenbcka nony4unna HarpyaHbin
3Hak «[opsa4vee cepgue»

Pycnax Kapbimos (9 ner), r. TomeHb
3onoTtas meganb Ha YemnuoHarte
Poccmum no TaHUam Ha Konsickax

PusHa Umamuesa, (12 neT),
r. KasaHb

[BykpaTHas YemnuoHka
Pecnybnuku TatapctaH no
HaCTONbHOMY TEHHMUCY

AHactacua YepHosa (14 nert)
r. CaHkTt-MNeTepbypr

MepBoe mecTo Ha AnCTaHUMK
50 m B nepBeHcTBe Poccuun no
nsiaBaHWIo cnopTa ny, ¢
NooA

AHacTtacusa Kynbkosa (9 ner)
r. A3ep>KUHcK

MepBoe MeCTo Ha gUCTaHLMK
50 m B YemnunoHare
Huxeropopgckon obnactu no
naaBaHuio cnopTa nuy, ¢
NnoaA

Mapwus LLlep6akosa (17 net)
r. Cumcpepononsb
YemnuoHka Poccnn no
TEHHUCY Ha KONsACKax

MonuHa Mas3aHosa (9 neT)
r. TiomeHb

BpoH3oBas mefanb Ha
yemnuoHarte Poccum no
TaHLUAM Ha Konsckax

Dapusa Monosea (17) net
r. CaHkT-lNeTepbypr
Cepebpo B OTKPbITOM
YemnuoHare lNonbwmn no
TaHUAM Ha Konsackax



OOCTVXEHNA HALLUMX MO OOMNEYHbIX

Anekcanap Macbiu (12 nerT), r. KpacHopap
BTopoe MecCcTO B OTKpbITOM NepBeHCTBe
KpbIMCKOro pavioHa B COPeBHOBAHWUAX MO
nays3pnnudTuHry cpeam toHowen o 14 ner.
Manbimk XmeT ot rpyam 60 kr

Mepsoe Mmecto B OTkpbITOm KybGke
KpacHogapa no HacTonbHOMY TEHHUCY

‘ \ Ans Bunorpaposa (12 ner), r. Mockea
e\ Mepsoe mecto 5 TypHUpe Mockomcnopra

no njiaBaHuto

W

»

MeaH AsaHos (16 nerT), r. Mepmb
6poH30BbIM Npu3ep Kybka Poccun no
6afMUHTOHY Ha KONACKax.

Jlaypeat npemun «[peogoneHuner

B HOMUHaLMKN «CNOPTUBHbIE JOCTUXEHNUSY.
[BykpaTHbIM nobeauTtens NepBeHcTBa

Poccuun (B nn4HOM 3a4eTe) n nobegutens
nepeeHcTBa Poccun B NapHOM paspsae.
Mo3T, n3pan CBOK KHUIY CTUXOB

mnaom

HATPAXDAETCH
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K npoekTty nogknioyeHo 24 ropopaa:

Mockea u MO, CankT-lMeTepbypr,
EkatepuHbypr, KasaHb, KpacHogap,
Hosocmbupck, HwuxHun  Hosropog,
YenabuHck, TiomeHb, PocToB-Ha-[loHy,
Mepmb, Camapa, Omck, Yebokcapbl,
Yda, BopoHex, Kupos, HuxHW Tarun

6 ropopos noaknoumnn 8 2021 r.:
Bonorpa, Nxesck, HabepexHble YenHbl,
Bonrorpag, MNex3a, Mowkap-Ona.

MPOEKT BECIJIATHbIX
NOE300K HA TAKCA

11776

noe3nok cosepLleHo:

* 8214 - «[MlomoLb eETAMY
* 3562 - «lMomoLb B3pOC/bIMY

7 685 786, 40

pybnen - obLas CTOMMOCTb
noe3nok 3a 2021 rop,

EneHa OB4apeHko
BonoHTep B npoekTe

« 6ecnnaTHbIX
noe3nokK Ha Takcu

Fs k¥ go

Mama Banu: «[Jo6pbit feHb, Mbl NPOAO/IXaEM
NONb30BaTHCA CEPBUCOM «[TOMOLLIb PABOMY.
Cem4ac y Hac 04eHb aKTMBHbIM Nepuog,
HEObX04MMO NPONUTU MHOTUX Bpaden u
caenatb MHOTO UCCIef0BaHNN, a Takxe
Ha4YmHaTb peabunutaumio. Mbl 04eHb
6narofapHbl, 4TO y HaC €CTb BO3MOXHOCTb
6ecnnaTHOro Npoe3sga A0 BCeX HYXHbIX Ham
MEONLNHCKUX YHPEXOEHNN.»
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MED, ABCOMOT-NOMOlbL

=3
TUDIO GnaroteopnTencHeld dorHAa

MHcTuTyT Spina Bifida — oHnanH-pecypc, co3pgaHHbin hoHaom «CnnHa 6ucpmpa»
AN 06yYeHUs MEeOULMHCKMX COTPYOHWKOB M CMNeuvanuctos, paboTatowmx ¢
JeTbmu € amarHo3om spina bifida, a Takxe pogutenen geten co spina bifida.

Uenb npoekta: Co3paHune cuCTemMbl NPoeccMoHanbHOM MepULMHCKON U
peabnnntauMOHHOM NOMOLLU MYNbTUAUCLUNNINHAPHBIMWU KOMaHOAMK N5 feTen
co spina bifida B pernoHax Poccumn 4epes co3gaHne cucTembl NOAroTOBKU TakuX
KOMaHA, 1 pa3paboTkn oHNanH-nopTtana ¢ moaynem obyyveHuns "MIHCTUTYT Spina
Bifida" pna TupaxuposaHus nyywmx NPakTUK 1 MeToauK no padoTte ¢ 4eTbMU CO
spina bifida gna y3kux cneunanuctos, a Takxe poguTenen, Kotopble CMOryT
nyywe NOHMMaTh AMarHo3 U CMoryT 6onee Ka4eCTBEHHO B3aMMOLENCTBOBaTb C
TakMMn OEeTbMU, NPU 3TOM He Oyay4n 3aBUCMMbIMK OT BeOyLLUMX SKCNEepToB U3
MockBbl M HeOOXOOMMOCTU Bble3XaTb B ApyrMe yAaneHHble ropoga [Aans
nonyYyeHUs NOMOLLMN.

dusnyecknn TepanesT poHaa Cepren [yoknH
3anucbIBaeT Kypc no naaBaHuIo.
MpurnawweHHble rocTu:

Omntpuin KHg3eB MHCTPYKTOP NO AanBUHIY ONs
nogen ¢ UHBaNNAHOCTbIO

KceHnsa JINHHWK nepBbin cepTUULMPOBaHHbIN
PADI Open Water gansep co spina bifida




MHCTTYT SPINA BIFIDA

MpoeKkT peanusyetcs Npu Noaaep>xkKe

ABCOMOT-NOMOUL MED,

GnaroteopnTencHelid doHA STUDIO

kKypcos ot 7 oo 30
aKkajemMmnyeckmx 4acos
nogrotosneHo B 2021 roay:

¢ 140 B1Maeo nekuun B 3anucu (123 akapemmnyeckmnx 4aca)
Pa3melleHre Ha nopTane MeguuUMHCKOro — oHNanH obpasosaHuns Med.Studio

® 24 nektopa u3 Mocksbl, CaHkT-lNeTepbypra, EkatepuHOypra, Jiuneuka,
Uxescka, Anma-ATbl

® 944 3a9BKn Ha 06y4eHune (Ha Bce 9 KypcoB)

bropxeT - 7 459 651,64 pybnen, uU3 Hux:

A6bcontoT -Momouub (FpaHTopatens) - 4 999 651,64 pybnen
CodpunHaHcnposaHue - 2 460 000 pybnen

TexHn4yecknn naptHep (nnatopma o6yyeHns) - Med.Studio —
nopTan MegUUMHCKOro oHNanH-obpa3oBaHuns



135 ny6nukaumm o dpoHge sbiwno 8 CMA

JKcnepTbl PoHAAa NPUHANK y4acTue B 3 adpnpax Ha paguo

OcHoBatenb poHpa NHHa MHIOLWKKMHa NpuHana yvactue B nporpamme «Xouy u
6yay» Ha kaHane «/8 kaHan CaHkT-lleTepbypr»

PykoBoguTenb npoekTta NnomoLLm aetam-cuporam Mapus lNonsHckas npuHana
y4acTue B nporpamme «Jlom 6e3 pebeHka» Ha kaHane «Mocksa24»

Komme@m'r ru COSM()POUTAN

Forbes Domawnyi 0w | '
TATL IR GLAMOUR

CHACTAMBBIE POAUTEAU

VO(‘UE PARENTS.RU
meduza M@/ G
COFFEE TIME

Journal

KommepcaHTb Q

JKeHIIIHA II0JIyUYnJIa
BO3MO>KHOCTH BbIOOPA
Kak criacTtu eTeu ¢ peIKuM 3abojieBaHUEM

» wfy 0

KomMMepcaHTh o1 14.08




NHOOPMMNPOBAHWE O SPINA BIFIDA

VOGLE

be3 foCcTyIIHOM cpebl 1
KOMIIEHCALIUH: KaK }KUBYT
CeMBbH C IeTHhMH C IMAarHO30M
spina bifida

RUSSIA v =

MOOA KONNEKUMU KPACOTA YKPAWEHUA

AHacTacus AHppeesa
Forbes Staff

o8

© ®oro: Three Lions, 1955

KPACOTA
Wrsa UHowicnna (DoTo Enenst MBaHoBOM )

Yro rakoe «cra
Onpria» 11 Kak Jeuar
OTO 3200/ 1CBATTTIC B
Pocermn

OcHoBaTenbHUIa (POHJA TOMOTIH TeTSIM
co spina bifida u ux cempsax HHa
WHoImKMHA paccekasana Forbes Woman,
TIOYeMY POJUTENH JeTeH ¢ STHM

MUATHOROM HEe MOTVT VOCTNOWUTHCH HA

—

WHHA MHIOWKUHA

| I K Q
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Tem BpeMeHeM B CeMbe »#Oa/in BTOpOoro pebeHKa.

BepeMeHHOCTb Npoxoau!
OCNOXHeHW. Poautenu
HW 0CObeHHOCTeN Hacne
NoA03pUTENbHBIX GaKTop
ofHaXAabl, Ha PaHHEM Cp
B pyKax TeCT C ABYMA M0/

a nerko v 6es

He nepexvieanu —
NCTBEHHOCTW, HU APYrunx
0B He 6bln0. Tonbko

Ke, Korda oHa fep)kana
ocKamu, B ronose MHHbI

BAPYT NPOMENbKHYE MbIE/lb: <A BAPYT Y MEHS!

0C06eHHbIN pebeHoK, Hal
BOCMUTLIBaTL?» Toraa of
MPOCTO MLICAW, HaBESHHH
paboToi ¢ 0COBEHHbIMM |

oy Cunbl

a pelvna, 4To aTo
Ie BO/IOHTEPCKON
ansiamn.

Y10 HYZKHO 3HaATD

0 3200.1ICBaAHNN CIINHA
Ondm1a n Kak noMoub
PEOCHKY € TAKHM /IHATHO30M
Muna NHiowkuHa — ocHoBatenb
6GnarotBoputenbHoro gpoHaa «CnunHa
6udupar». Y Nuubl apoe peten: 12-
NETHSIS 104b Y BOCbMUNETHUI CblIH,
POAMBLLMICS C NaTONornei CnnuHa
6udupa. B konounke ana Glamour MuHa
pacckasana o CBOei BTOPO
6EpPEMEHHOCTH, POXKAECHUN CbiHA

1 cosaaHumn cobcTBeHHOTo GpoHAaa,
MPU3BAHHOIO NOMOTaTh ACTIM

1 B3POC/IbIM C BPOSKAEHHBIMY
HapyLEeHNsIMU CMIMHHOTO MO3ra.

12 MAPTA 2021

Poccus

© KATERINA212

OBWECTBO

Kak >kuByT oTubl,
BOCMUTbIBAIOLME
0cob6eHHbIX geTei
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«Jly4was counanbHo-
GnaroTBopuTenbHas
MHULUMaTMBa»
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WHHa UHIoWIKKMHA, co3paTenbHuua
OHNaWH-NPOoeKTa «YBepeHHbIN 6anaHc
Ans petel co Spina Bifida»

- Aswxenne "Mapem”

= "BopoHexckuin PernoHanbHbii UeHTP

N0 npo6nemMe AoMalUHEro Hacunusa
“Mpago ronoca”

- MpoekT nomoluu 6epeMeHHbIM
JKEHUMHaM 61aroTBOpUTENbHOTO
¢oHaa "Cnuna Budnaga”

- Mcuxonoruueckas noaaepIKKa -
"Te6e nosepar”

«NPEMUS
«SOCIAL MEDIA 2021»

HAMNPABNEHWE «/1IOAM B MEAWA»

Ny weana-meneaxep
HEKOMMEPUECKOTO CeKTOpa

bnarotBoputenbHbin - poHp,  «CnuvHa  Gudpmnpar
Bowen B 20 NyHWKUX NPOEKTOB: LWOPT-ANUCT NPEMUU
Forbes Woman Mercury Awards — 2021.

B HOMUHaUMIO «JlyHwas coupansHo-
6narotBopuTesnbHas nHUupMaTUBa» BoLNa
ocHoBaTenb poHOoa W co3patenbHULA OHMaNH-
npoekTta «YBepeHHbIn 6anaHc gnsa peten co Spina
Bifida» MHHa NHIOWKNHA

bnarotsoputenbHbin - poHp  «CnuHa  Gudpmupar
Bowen B WopT-nncT npemun Moscow FemFest 2021

PR-oupektop oHpa Onbra [letyxoBa cTana
duHanuctom npemun  «Social media 2021» B
HOMMHaLMK «Jlyqwmn mepgmna-meHepxep
HEKOMMEPYECKOTo CeKTopa»

ForbesWoman
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BNAFOTBOPUTESTbHBbINM ®OHL
"CIMNUHA BUOUOA"

* % K Kk

WHH: 7727287817
OFPH: 1167700055380
Pervon: r Mockea

BEPH®HIHPOBAHO

Heknapauus 06
OCHOBHbIX

npUHUMNax
npo3payHocTu HKO

MpoekT nomowy OepeMeHHbIM, OXUAAIoLMM
pebeHka C YCTaHOBMIEHHbIM AWArHO3oM spina
bifida n mnageHuam ao roga nony4nn NPemuto
MNpoekta +1 Bu3MoOHepbl B  HOMMHaUWK
"O6wectso.HKO"

bnaroteoputenbHbin  poHg “"CnuHa Oudmpa”
BoLuLen B P3HKUHI  6NaroTBOPUTESIbHbIX
opraHusauum PO.

Bcero opraHusaumm Ha nnatcpopme 11 972
N3 982 OnaroTBOpUTENbHLIX OpraHu3auum C
PENTUHIOM (3BE34aMK) - Mbl BOLAM B YMUCNO 244
— Y KOTOpPbIX HamBbICLLMIK B6an

®oHp, "CnnHa Gudpmnpa” nognucan aeknapaumio
00 OCHOBHbIX NpuHUMNax npospavyHoctn HKO

MNpemuns MpoekTa +1
B13noHepbl B HOMMHALMK
‘ObuwecTtso.HKO"




Mol urpanm B ¢pyt6on ¢ Cepreem WUrHawesn4em M >XXeHCKOW pyTOONBHON
KomaHpown «Tuwe, TaHeyka», KOTOpble Urpanv B NOAAEPXKY Halwlero goHpa u

cobpanu 52 100 py6nen

Mopbem Ha 3800 m B nopaepxky 6epemeHHbIx!
LLlectb  Xpynkux  OeBylwek, B coctaBe C
ocHoBaTenem  oHga  WMHHOM  WHIOLIKWHOW
nogHANUCb Ha ceaweHHyto ropy LLlan6yspar, Ha
BbicoTy 3800 meTpos!

Tak kak B [larectaHe napTHepbl oHAa nnatpopma
Tooba, Ha koTopon Obin OTKPbLIT COOp Ha
nporpammy nomoLn 6epemeHHbIM, nogbem Obin B
NoAAepPXKY 3TUX CMENbIX XEHLLUH — Mam JeTen co
spina bifidal
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HoBble r OH Ha CeBepHom Kaska3ze. HoBble rOpuU30OHTbI» B
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CeBepHOM KaBkase

01 Hos6ps 2021, 09:00 - E 3 : OCHOBaTeﬂb CpOH,EI,a

02 Hos6psA 2021, 21:00

WHHa VHoWwKnHa
nocetnna opym
Forbes Woman Day

Marac, lopHbIit KypopT "ApMxu"




MEPOTPUATUS

3-A EXETOMHAA
o OHR 3
o FLVIA U8
. PY HYNKOBOIO
X ABA

3-5 pekabpsa npowna 9-4
exerogHas KOHBEHUWS
cneunanncTos
rPYAHUYKOBOrO  NnaBaHus,
KOTOpyto nocetuna AHHa
KocTbinesa, pykosoauTtens
MHPOPMAaLMOHHO-
NPOCBETUTENCKON
nporpammbl U MIHCTUTYTa
Spina Bifida

CUMNO3UYM «CJI0BO JIEYHUT, CJI0BO PAHHT:
HABBIKW NCHXOJIOTUYECKOW NOAEPXKH B
PABOTE MEACECTPbBI»

Mopepatop: HukywuHa M.M.

Ba3oBble KOMMYHUKATHBHbIE KOMMNETEHLUN
MeJIMLMHCKUX cecTep
Hukywnra Mapraputa Muxaiinosxa (Mocksa)

PykosoguTtensb
NOMOLLIN 6epeMeHHbIM
KeHLWMHam Mapraputa
HukywnHa npuHana y4actue B
Vi KOHpepeHunm C
MeXOYHaPOAHbIM  yHacTUEM
«Ponb mefnuUMHCKOM CeCcTpbl B
NannnMaTMBHOM NOMOLLIN»

NpoekTa

AHHa
pykosoauTeNb
MHPOPMALIMOHHO-
NPOCBETUTENLCKON
nporpammbl U UHCTUTYTa
Spina Bifida nocetuna XV
Bcepoccumnckun
o6pa3oBartenbHblii  KOHrpecc
«AHecCTe3ns U peaHmmaumsa B
akylepcrtsee n
HEeOHaToNOMnny. Kpyrnbin
CTON «3a4em BpadYam 3HaTb
npo HKO? Peanuu Hawero
BpemeHn VS 3abota O
[OKTOpE U ero naumeHTe»

KocTbineea,

PykosoguTtenb npoekTa
topuan4eckomn noaaepXxku
Enena MopskuHa npuHana
ysactme B Kpyriom crone
«NHKNIO3KS B dookyce
npodunnNaKkTn4eckon

MEANLMHbI, KOTOpPbIN
coctoanca 15 anpena B
NHCcTUTyTE 006LEeCTBEHHOro

3p0poBbs Mm. O.M. SpucmaHa
CeyveHoBckoro YHusepcureta

Il

XXl BCEPOCCUMCKUN
HAYYHO -
OBPA3OBATEJ/IbHbIM
®OPYM «MATb M ANTA -
2021»

29 ceHTabps-1 okTabpa 2021 roga

29 ceHTa6ps Ha 3acepaHuun XXII
MepuumHckoro
obpa3oBaTenbHOro opyma

«Matb 1 [Outa» npossy4an
poknapg, «Pe3ynbTtarhl
BHYTPUYTPOOHOM  KOppekuun
CNWUHHOMO3rOBbIX  FPbIX  Ha

6aze HMUL, AIM wm B.W.
KynakoBa» 3kcnepta Hawero
doHaa, Hempoxupypra
Omutpus KOpbeBmYa 3MHEHKO



MEPOMNPUATUA OHNTANH
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Spina Bifida u Hydrocephalus

KoHdbepeHLus No MyAETMAUCUMNNWHAPHON MO
¢ 4-17 cenygopn 2021 ropa ’
15/CeHTROPS 8 15:20

Imunua AHgy
MeauaTp, Bpay

Tema: «laumeHTsl CO cnuHa uduaa B Poccum:
NepBbIi ONbIT MEXAUCLIMNIIMHAPHOR OLIEHKM»

% FUNDPAMSVHT 5B
5 HOBOIO S ¥
BPEMEHM &

17 HOABPA
12:00-18:00 (MCK)

NAPTHEPbI MPOEKTA:

m Knye
FUNDPAUSEPOB

6narocpepa W/A‘a - oe

Poccusa npuHana yvactMe B NepBOW OHMAWH-
KOHpepeHuMn No  MyNbTUAMCUMNANHAPHON
nomown npu Spina Bifida n Mmgpouedanun ot
MexpyHapogHon dbepepaumun Spina Bifida w
Hydrocephalus, koTtopas coctoanack ¢ 14 no 17
ceHTa6psa 2021 roga.

OT Poccun B KOHGbEepeHUMKN BbICTyNana SMunns
AHpopeesHa [aBpunosa, neguatp, Bpad-kypatop
HanpasneHns «CnuHa  Oudompa»  LleHTpa
BPOXAEHHON natonoruun KnuHnkn GMS, akcnept
doHpa «CnuHa 6ucbmpa» ¢ Temon «laumeHTbl
CO cnuMHa 6udmpa B Poccun: nepsbin ONbIT
MeXAUCUMNAUHAPHON OLUEHKN»

MaHppansep doHpa OkcaHa lankuHa npuHana
yqactme B KoHpepeHunn «PaHapan3nHr HOBOTO
BPEMEHU»

; \

4 =

k % This is Inna Inyushkina. In 2012, her son
e ,

Matvey was born with a diagnosis of Spina
bifida. Then Inna could not find a single
fund that would help children with such a
diagnosis, and after going through
Matvey's operations and treatment in
different hospitals, she realized that she
could not help creating such afund.

©6

MexpyHapoaHaa BCTpeya C nngepamu eBponenckux
accoumaumm Spina Bifida.

Pykosogutens oHaa WHHa WHIOWKWHA npuHana
yyactme B MexAyHapogHon BcTpeve B bproccene
International  Federation for Spina Bifida and
Hydrocephalus ¢ nnaepamn eBponenckux accoumaumn
Spina Bifida, B xoge koTOpoM OOCYXAanUCb TeMbI
cTapeHua co Spina Bifida, cekcyanbHOM XWU3HW,
>KEHCKOro 340PO0BbS U BO3MOXHOCTU UMETb AeTen Ang
>KEHLUMH co Spina Bifida



BEBMHAPbI

MPAMON 3P o4,
13 MASA 13:00 -

AMumput
3UHeHKO

NPE3EHTAUMA
KHWUI'U B NPAMOM
JOUPE

«
.

26 NIONA
11:00 (MCK)

18 DEBPAASA
11:00 (MCK)

Mapusn MoasHckaR
Pykosogument
NPOZPOMMbI NOMOUU

gemaM-cupomam

Ceemaomno Babunuesa
Aupexkmop Ceamo-
Codulickozo
COUUOABHO20 QOMO

12 BebuHapoB nNpoBefeHO C Bpadvam-3kcneptTamu
doHaa: HEMpPOXUPYProm, HEBPOJSIOrOM,
HEeNpOoYypPONOrom, ncmxosioramm, akywep-
rMHEKOI0ramu, Y3M-pmuarHoctamm 7
3HOO0KPUHONOramum

7 NH(POPMALIMOHHbIX
cneunanucTbl oHpa

BebuHapos nposenu

1 BebunHap NpoBefeH C NepBbIM HaCTHbIM OETCKMM
[OoMOoM «CBATOCOOUCKMI COLManbHbIA OOM»

9 BebOuHapoB nposegeHo B npoekte «Lllkona
NPUEMHbIX poauTenemn»

4 NHPOPMALMOHHBIX BeOWHapa nposena
pyKoBOOMTENb MPOEKTa PUONYECKON MOJLEPXKKM
EneHa MopskuHa

10 BeGMHApPOB NPOBEAEHO 0N HAWMX NOJOMNEYHbIX
(OHNaMH-TPEeHMPOBKM MO NapacnopTy, TBOp4YECcKne
3aHATUS U MacTep-Knaccol)

7 BebuMHaApPOB nNPOBEAEHO CO CNOPTCMEHaMU U
npeacTaBUTENIMN CNOPTUBHbLIX CEKLMI

il

YCTPOUCTBO A

JNETENCOB3B 4
LIKONY U

NAETCKUWN CAL

MPEMOM 30UP (4
15 AMPENA 100

LT Avono RS

N

MPAMON 3DUP it
18 MAPTA 11:.00




ExeroaHasa 6nharoTBopuTensHan

POXAECTBEHCKAHA

APMAPKA

[purnawaem
NPOA3BUOB U NOKYNaTenewn,
MY3ILIKAHTOB U BU33XWCTOB,
BeAYUNX MACTEP-KNACccoB

n urporex!

Ml O4HeHB XAeM
Balen nHMYMaTueb!!

[PAHTbI/AKUNA

®oHp, «CnuHa 6ucbmnpa» BbiMrpanu rpaHT oT

' ®OHA "©®oHpa  [pe3npeHTCKMX  rpaHToB"  Ha
NPE3UAEHTCKUX
rPAHTOB

“MNporpammy CUCTEMHOM MOMOLLMN [ETIM C
AnarHo3om spina bifida» Ha cymmy
3 652 014 py6nen

®oHp «CnuHa 6udbmnpar» BbIMrpan rpaHT oT
6narotsoputenbHoro  doHpa - «AbcontoT-
MomoLb»

4 999 652 pybnsa Ha co3pgaHue u Nopaepxky
MHPOPMALIMOHHOTO  Ooby4aroLllero  OHMNamH
pecypca "MHcTuTyT Spina Bifida"

B koHue 2021 ropa ¢oHa «CnuHa OGudpmnpa»
npowen cneumanbHbin  OTOOP U NPUHAN
y4actme B coBmecTHOM akumm Dobro.mail.ru v
PandodpanseH baHk.

B pamkax 3ToM akumm COTPYOHWKM OaHka
y4actsoBanu B 6NaroTBOPUTENIbHON apMapke
n cobpaHHble cpeacTsa, a UMeHHo 2 221 212

x Pszizl;?aﬁseu

3eMnsHe

pyénen HanpasunuM Ha NoAamdep>KKy paboThbl
npoekTa NOMOLLM GepemMeHHbIM >XEeHLLMHAM,
oxuparowmm pebeHka € AMarHo3om spina
bifida

MoHTeccopu-wkona  «3emnsHe»  nposena
61aroTBOPUTENbHYIO APMapKy, Ha KOTOPOW
6bino cobpaHo 43 000 pybnen B nogaepxky
cbopa cCpeacTs Ha BepTMKanu3aTtop Ans
Halwen nogoneYyHomn

S0P CPEACTR OCYLIPCTRNRETCR
43 NEROBPeTEHME AODOMOCTORWR O

POACTDS peabnnwuranmn
A0 Y DRy MOBON Rbs,
JAarH03 Hrst —

spna bifida.




OUNHAHCOBbIX OTHYET. NOCTYNJIEHNS

[paHTHI 8 666 768

KpayodaHauHr 8 554 329

MoxepTBOBaHWUSA OPUONYECKUX NNL, 9275767

MoxepTBOBaHUA (PUNYECKUX NNLL 3600465

[ocypapcTBeHHble cybcmanm 255 840

WUtoro, noctynnenus 8 2021 ropy, pyo.: 30353 170

FocypapCTBeHHbIe
cy6enamm 1%

MoxepTBOBaHNA
dPU3NYECKMX NnL,

[paHThbI
MoxepTBOBaHUS
IOPUANYECKNX
iy KpayadaHamHr




OUNHAHCOBbIV OTYET. PACXOLpbI

MpoeKkT nomoLy GepeMeHHbIM XeHLLMHAM U mnaaeHuam ao |1

roga

MPOEKT NOMOLLN OETAM-CUPOTam 2105 336

MNpoekT «AppecHas NoMOLLb» 8 642 637

3183 217

MpoekT «omallHee BUUTUPOBAHUE

MpoekT Henpoyponorn4eckon nomoLLLm 2 531631
MpoekT «YBepeHHbI 6anaHc gna aeten co spina bifida» 2708 595
[MpoekT topnan4eckon Noamep>KKn 1303 402
CnopTuBHbIN NpoekT 149 292
NHdopMmaumnoHHO-NPOCBETUTENBCKAA NPOrpamma 274 249
WHcTuTyT Spina Bifida 1585 368
ALMUHUCTPATUBHO-XO39UCTBEHHbIE pacxoapl 2429184
WUtoro, pacxoasbl 8 2021 roay, pyb.: 25 492 542

A,D,MMHMCTpaTMBHO-
XO39UCTBEHHbIE pacxonpbl

[MpoekT nomoLy 6epemeHHbIM
n MnageHuam Jo roga

WHcTUTyT Spina
Bifida

\ MpoekT nomoLLu
AEeTaAM-CUPOTam

WHdopmaumoHHo-
NpoCBETUTENbCKAS
nporpamma 1%

CrnopTuBHbI
npoekT 1%

MpoekTt
topuan4eckomn
NoaaepXKu

[NpoekT «YBepeHHbIN
GanaHc aong peTten
o spina bifida»

MpoekT
HEeMpOoypOoNOrmM4eckon
MOMOLLN

MNpoexkT
«AppecHas NoOMOLLb»

N\

MpoekT «[lomallHee BU3NTUPOBaHUE
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KOMUTET

2 W OBLUECTBEHHBIX CBA3EN
Lisgd 1 MOJTOAEXKHOM MONUTUKK
& rOPOJA MOCKBbI

## BONOHTEPU B IOMO
Qe ETW-0POTAM

BANTOTBOPYTE Abt POHA

6naroTBOpPUTENBHBIA NPOEKT

\\ ‘ BJIATOTBOPUTE/IbHbIM ®OHA

\,@,’ J0POTA XXW3HH

[eTckue 6efbl AanEKUMK He BbiBatoT

/
NMPE3UOEHTCKUX

rPAHTOB
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[opoBOM OTHET
bnaroteoputenbHoro goHaa «CnuHa Gudpunga»
O pabote B 2021 roay

BRaroTBOPUTESNbHBIN chu N
MOCKOBCKWNit 6aHK I
p/c: 407C

Appec: 117218 r. MockBa,

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

www.helpspinabifida.ru
Bctynante B Hawy rpynny:

www.vk.com/spina.bifida Otnpasne SMS Ha KOPOTKUI HOM:

co cnosom SPINA 500 (roe «500» CYMMa )
Coctasutens: Onbra NeTtyxoBa

MonHyto nHdpopmauuio o pabote o
HaLMX Nporpammax, NpoekTax, nogo
COTPYAHMKAX, BONOHTEPAX, MAPTHEP
Bbl MOXETe HaNTW Ha canTe www.h

B oT4€Te ncnonb3osaHbl hoTorpaday
EneHa NBaHoBa
Edpum SpunxmaH
Mapus KopHoyxoBa
Bnapnmup Cy660THH
Jlto60oBb BMHK

AHHa YexapuHa
Hatanbs CeHoTpycoBa

Nnbsa MoHomapes A | ., /
. oy

AHHa [apaHuHa



