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Mateen OuUnMnnoBCKUN,
WAEWNHbIN BOOXHOBUTEND
doonga «CnuHa budomgax
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OBPALLIEHME PYKOBOOAWNTEJI4

« (DOKYC Ha HOBbIX BO3MOXHOCTAX

Joporve napTHepbl, 3TOT AOKYMEHT -
Haw odomumanbHbIM  rOLOBOM  OTYET,
BaXHbIN OOKYMEHT, CO3[aHMe KOTOPOro
no3sonser Ham coenatb HaLuy
0eaTeNlbHOCTb NPO3payHoM M pacckasaTtb
000 BCEM, Y4TO MPOUCXOOUNO B TEYEHWUM
ropa. A komaHge doHoa no3songet
npoaHann3anpoBaTb  [EedTeNlbHOCTb  3a
BECb o M YBUOETb HOBbIE AOCTUXEHUS U
ycnexu.

Mbl BCe C BaMn 3Haem Kakum 6bin 2022
rop.

Ho kaxabl geHb 9 cTapanacb gepXatb
POKYC Ha  HOBbIX  BO3MOXHOCTSIX,
KOTOpble MNOSIBASNCE HE CMOTPS HU Ha
4yTO.

3TO NOMOrN0 nMpuBieYb Ham elle
6onble napTHEpPOB W MNOMAYyYUTb eLle
6ofblle NOALEPXKKM OT  POCCUNCKUX
opraHu3auun, KoTopble YBMOENM Kak
BaXHO MPUHMMAaTb y4acTue B peLUeHUn
coumanbHblx npobnem. [1o3TOMy Hawwm
c6opbl B 2022 roy cepbe3HO BbIpOC/N U
Mbl OeckoHeYHOo Onarogapym 3a 3TO
KaXgoro, KTo nogaep>Xxvean qoHa.
Mpowepwnii  rog,  MO3BOAMA  Ham
YKPEenuTb OTHOLLEHU C POCCUIUCKUMMU
NPOU3BOANUTENSIMN TEXHWUKN ONS NOAEN C
WHBANMOHOCTLIO M NPOU3BOOUTENAMM
NekapcTB.

M3-3a BHEWHMX OrpaHWYeHun, Ham
ypanocb 00benHUTb ycunug B
MeanLIMHCKOM coobLLIecTBe U BeCTU Gonee
NIoTHyt0o KM raybokytlo  paboty B
3KCNepTHOM coBeTe. Bknag meguumHCKMX
3KcneptoB oHpa B 3TOM rogy Obuni
0COBEHHO LIeHeH.

Mbl npopo/mKann  OTKpbiBaTb  HOBbIE
NPOEKTbI, yBenn4meaTtb KomaHay
COTPYAHUKOB, OKa3bIiBalOWUX MOMOLLb,

yAyyWwaTtb TEeXHONOrMM U  METOOOSIOMUI0
0Ka3aHWs MOMOLLM.

N camoe rnaeBHoe, 4TO Kaxpgasa u3 1200
cemMel, O0KasaBWagca B CNOXHenwen
>KM3HEHHON cCUTyauun, C pebeHKom Cco
Spina Bifida cmorna Nnosy4nTb
Ka4eCTBEHHYI0O W ObICTPYIO MOMOLLb U
noanepxky!

Ho B uenom, obwas  cuTyaumns
noaTeepgmMna Hawe XenaHvwe uATM B
peanu3aumio  Cepbe3HbIX  CUCTEMHbIX
NPOEKTOB, MEHAS CUTyauMo Ha YPOBHE
CTPaHbl, MHWLMMPYS MpPOEKTbl, KOTOpble
nosxe MOXHO oynet nepepaTtb
rocypapcray. Mo3ToMy OCHOBHOM (hOKYC B
CnenytoLLem roay Mbl Coenaem MMEHHO 3a

3anycke CUCTEMHbIX NPOEKTOB.
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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 martepw.

ExerogHo B Poccun poxpaetca okosio 2000 Takmx peten. Y 90% w3 Hux
npobnembl € PYHKUMSAMM Ta30BbIX OPraHOB M OKONO MOJSIOBUHBLI UMEIOT
ABUraTenbHble HapyLleHns.

B peectpe dpoHpa «CnuHa Gudpmnpa» Gonee ]200 noJoneYHbIx B 200

ropogax Poccum

Mo3BOHOK

Teeppas mo3rosas
o6onoyka

CnnHHOM Mo3r

CnnHHOMO3roBas
XNOKOCTb

MNCCNA ®OHOA

CnocobctBoBaTb TOMY, 4TOObI B Poccun
nosiBUNOCbL OOonblLLE BO3MOXHOCTEN [ONS
OnarHocTukm spina bifida Ha 6onee paHHUX
cpokax O6epemMeHHOCTM U BCe MeHblue
poxpanocb AeTen C 3TOW NaTonornen, a
TakKke  Co31aBaTb  BO3MOXHOCTb MU
BOOXHOBNATb Ha  OCO3HAHHbIN  BbIOOP

OynoyLiero.

TOADBOV OTNET 2022

4YTO Mbl AENNAEM

@DoHAO, OKa3blBaeT CUCTEMHYIO MOMOLLLb
beTam n B3poCibiM co spina bifida. Mol
nomoraem CEMBSIM, CUPOTCKMM
yypexmneHuam, rae pactyt Takue [etu,
yToObl JNtogM co spina bifida  wumenu
BO3MOXHOCTH ans aKTUBHOWN n
NONHOLIEHHOM XXW3HW B obLlecTBe C
LOCTYNHOW Cpenon.



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

KOMAHOA ®OHOA

NHHA UHIOLLIKUHA

MNpepncepatens poHpa

KCEHUA KO3NHA

NcnonHnTenbHbIN
AVpekTop

OKCAHA TAJIKUHA
MdaHppansep

MWUXAUN CEMEHOB
IT-omMpekTop

ENIEHA MOPAKUHA

PykosoguTenb
npoekTa
topuamHecKon
noaaep><Ku

KCEHNA ABPAMOBA
tOpuct

AHHA KOCTbIJIEBA

PykosoguTenb
MHPOPMALIMOHHO-
NPOCBETUTENLCKON
nporpammsl 1
npoekta MHCTUTyT
Spina Bifida

MAPUA KOPOTKOBA

PykosoguTensb
NpPoeKTa NOMOLLU
CEMbSM C OETbMU CO
spina bifida

MAPTAPUTA
HUKYLLIMHA

PykoBoguTenb
npoeKTa NoMoLLu
6epemeHHbIM

N KeHWWUHaM U getam

ot 0 po 3 net

MAPUA NONAHCKAA

PykoBoguTens
NpoeKTa NOMOLLM

| OEeTAM N B3POCNbIM C

OnbITOM CUPOTCTBA

OVAHA GLBIHA

PykoBogutens

npoekToB «[lomallHee

BM3UTUPOBaHMEN U
«YBEpeHHbIn 6anaHc
ONna neten co spina
bifida»

KCEHWUA PO3EHBEPT

PykoBoguTens

CNOPTMUBHOTIO NpPoeKTa

rofOBOV OTYET 2022

™ OJIbIA METYXOBA

PR-gupekTOop

™ ANEKCAHIPA

BAPAHOBA

MeHepxep

' coupanbHbIx ceTem

BUKTOPUA
LLUIAPXATYHAH

MeHepxep
coumasnbHbIx ceTen
npoeKTa NoMoLLU
NOJSM C OMNbITOM
cupoTCTBa

EJIEHA OBYAPEHKO

BonoHTep B

. NpoekTe
| 6ecnnaTHbIX

noe3nok Ha Takcu
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWOA»

CHELNAJINCTDI

AHACTACKA
BEJTOLLIEHKO

Ddusnyeckmnn
TepanesT

r. dpocnasnb

OKCAHA
COPOKOJIETOBA

Ddusnyecknn
TepanesT

r. Mockea

AHHA HEKPACOBA
JproTtepanesT

r. KazaHb

NCNAMUA
CAQbIKOBA

Ddunsmnveckni
TepanesT

r. KasaHb

AJTNUA BANTAHCKASA
dproTtepanesT

r. CaHkT-lNeTepbypr

EJIEHA LLUOLLUMHA
JproTtepanesT

r. CaHkT-NeTepbypr

CEPIEM AY.OKWH

Ddusnyecknmn
TepanesT U
3proTepanesT,
TpeHep

r. KpacHopap

TATbAHA NEMENFEBA

JproTtepanesT

r. EkatepuHbypr

B . Kypra,

LEeHTp UM. inu3apoBa §

j ¥ .‘,ﬂ“} -
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MAPUS KASAHYEEBA UPUHA TYSNHA
JproTtepanesT SprotepanesT
r. Mockea r. Mockea
AJIEHA POXXUHA BUKTOPWUA FTOJ1YBEBA
5 Dur3nveckum JproTtepanesT
TepanesT
r. Bonrorpag

BACUNA 3APUMOBA HAMCAJIMA
OALLIMAOHOOKOBA
JproTtepanesT
SproTtepanesT
r. xesck
r. Mockea
ONNG TANEPOBA HATAJIbA
KJIMMYEHKO
dproTtepanesT
JprotepanesT

r. HoBocmbupck
r. KpacHopap




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

BPAYIN/3KCIIEPTbI

n

POMAH r'eOPrmEBUY LLIMAKOB

AKYLlJep-I'MHeKOJ'IOI', OOKTOp MeaUUUHCKUX Hayk, rNaBHbIN
Bpa+ HaumMoHanbHOro MeanuUMHCKOro NccnefoBaTenbCckoro

. UeHTpa akyuwepcrsa, rmHeKosiorMn nu nepuHaTonormm Um.

ak.B.N.KynakoBa

EBrEHUA MAPATOBHA BEPINHEBCKASA

Bpay-HeBponor, Henpodumsnonor oTaeneHns
Henpoxmpyprum HUKM nepgnatpum um. Benbtuuiesa.

MepmnumHckun gupekTop poHaa «CnuHa budomaan»

KUPUIT BUTAJIBEBAY KOCTIOKOB

[oKTOp MeOuLUMHCKMX Hayk, 3aBefylowuin oTaeNeHuem
YNbTPa3BykoBOM U (PYHKUMOHANLHON AMarHoctukn @OrbY
«HLL Al n I um. B.U. KynakoBa» MuH3gpasa Poccun, YneH
obLLecTBa meanumHbl matepu n nnoga (SMFM, CLLIA)

JNINAHA AHATOJIbEBHA HYTYHOBA

Bpay ynbTpassBykoBOM [OMArHOCTUKKW, akyllep-rmHeKonor,
KaHoMOAT  MeOULMHCKUMX  HayK, CTapliuMi  Hay4HbIn
coTpyaHuk OIBY «HUAT 1 N nm.B.N. Kynakosa» MuH3gpasa
Poccum

rof,OBOV OTYET 2022

AMUTPUN OPbEBMY 3UHEHKO

! Henpoxunpypr HUKA negnatpumn nm. Benbtuwiesa.

3aBefyloWwnn - OTOENEHUEM  HEWPOXUPYPIMKW,  OOKTOP
MEOMLMHCKMX HayK

OMUTPUAN UTOPEBUY OXAMKUH

Bpay optoneg-opte3nct HauumoHanbHOro MeamumHCKOro
uccneposartenbckoro LleHTpa 3goposba [eten, gupekTop
OpTto-npoctpaHctea,  Optonegunyeckon  nabopatopuu
pokTopa OxankuHa

CTAHUCJ1AB BA4ECSIABOBUNY BAHOB

PykoBogutenb LleHTpa neyeHns peter ¢ nocnencTBuUsMu
CIMHHOMO3rOBbIX  FPbXK  NpU  KAWHUKE  BbICOKUX
MeOnUMHCKNX  TexHonormn wmm. H.U. Tuporosa CIIBlY,
KaHaMAaT MeanLUMHCKUX HayK, Bpad-opTonep,

CEPTE OJIEFOBWY PSBbIX

[oktop meouumMHCKMX Hayk, PykosoguTens oTgena
TpasmaTtonorun un optoneamm HUKU negmatpumn n petckom
XMpyprum nmenun akagemuka tO.E. Benbtuwesa ®rAOY BO
PHAMY wm. HMW. TlMuporoBa MwuH3gpaBa Poccum.
Mpepcepatens AOSpine Russia, YneH npe3ngnyma
accoumaummn xvpypros-septebponoros Poccun



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

BPAYIN/3KCIIEPTbI

KPUCTUHA ANNEKCAHOPOBHA INMAOKOBA

Bpay akywep-ruHekonor, 3aBefylollas  oTAeNeHMem
natonornn 6GepemeHHocTn @OIBY «HMWL, akywepcTsa,
rMHeKoNorMM wn nepuHatonormm um.ak. B.N.Kynakosa»
MwuH3gpasa PO, kaHaNAAT MeOUUNHCKUX HayK

AHHA IOPbEBHA LLIEAPUHA

Hetckuin  Bpay yponor-aHgposor, cneuuanusaups —
Henpoyponorudeckaga natonorusa. MW, Crierrimy, orey
«HMWL, peTtckon TpaBmaTosorMn wu OpToneauMu WUMEHU
[ W.TypHepa», KNUHWKa BbICOKUX MeAULIMHCKUX TEXHOIOMMIA
nm. H. N. TNnporosa Crery

APTEM BAIEPbEBY BEPLLAACKUIA

Bpay-yponor, Henpoyponor yposorn4eckoro oTaeneHus
«EBponenckMn  megununHckn  ueHTp  «YITMK-3popoBber,
EkaTepuHOypr

" AHBAP PY®OBMY AMMPOB

Bpay yponor, Henpoyponor. Hay4HO-KAMHUYECKUA LLEHTP
NPELUN3NOHHON U pereHepatMBHOM MeauunHbl KasaHcKoro

> "‘l’""m
- . s -
:\\ ““I (MpuBonxckoro) pepepanbHoro yHueepcuteTa (KasaHb)

rof,OBOV OTYET 2022

OAPbA AJIEKCAHIPOBHA KOMJIEBA

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

4 Wb3 CEPTEEBAY MOMNOB

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

= amOynaTtopHOW yponorum u aHaposornm KoHCynbTaTUBHO-

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

3YXPA PYCTAMOBHA CABUP39HOBA

[eTcknun  yponor-aHoponor, Yposnor, [EeTCKUN  XUPYPr.
KaHOnOaT meauvumHcknx Hayk ®OIBY “PoccMnckmm HayqHbI
LEHTP peHTreHopaguonormn” M3P®, Bepywuin Hay4HbI
COTPYOHUK EBpONEncKUn  MEeOuUMHCKMA  LUEeHTp, 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



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

NOMNEYNTESTN

ANEKCEN NTOHbKWH

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

AHAOPE/ EBAOKMMOB

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




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

AMBACCALOPHI

JIOAMUJIA BACUJIBEBA

3acnyxeHHbIn mactep cnopTa, 24-kpaTHas YemnuoHkKa
Poccun, YemnuoHka EBpoMbl, MHOrokpaTHbIM npusep U
nobeputens 3tanos Kybka mupa u obnapartens Kybka
mnpa 2015 ropa, 6poH30BbIM Npu3ep MapanMmnumnckmx
nrp Tokno 2020 No oexToBaHUIO Ha KONgCcKax

304 LLIYPOBA

YneH OCHOBHOIO cocTtaea HaLMOHaJsIbHOM
Mapanumnuinckon COOPHOM NO NNaBaHUIO, MacTep
cnopTa U MHOrokpaTHas YemnmoHka Poccum n Mocksbl

EJIEHA 3AMBICJIOBA

, Mactep cnopTta Poccumn mexpyHapopgHoro ksacca no
CNOPTMBHLIM  TaHUaM Ha KONACKax, [AByKpaTHas
YemnuoHka Poccun, cepebpsgHas npusepka YemnuoHara
Mwupa, nobegutenbHuua Kybka Poccun, 3o0n0Ton npusep
Kybka Mwupa, npuHMmana y4actve B  OTKPbITUK
Mapanumnuincknx nrp B Coun, MHOrokpaTHas npusepka
YemnuoHaToB Poccumn, mexayHapoaHbIXx COPEBHOBAHUN,
doecTmBanen 1 KOHKypcoB

17

TATbSHA BOBPOBCKAS

YyacTHMUA@ W MHOrokpaTHasg npusepka dectvsanen u
KOHKYPCOB MO TaHL,aM Ha KOnsckax.

«Buue-muncc HesasncnmocTtb» 2019

Ha c4eTy TaTbaHbl 15 NPbIXKKOB C NapaLutoToM

CEPTEV MYLUNALLIEB

YneH toHoweckon cbopHon Poccumn no GagMMHTOHY Ha
KOSIsCKax.

OBykpatHbin ~ nobegutens  [lepBeHcTBa  Poccum,
TpéxkpaTHbIn 6poH30BbIN Npu3ep lNepBeHcTBa Poccun

KaHgmpat B mactepa cnopTa no Ga,EI,MMHTOHy.

YeTblpexkpaTHbii  4eMnWOH  nepBeHcTBa  Poccum,
4eMnUoH «OTKPbITbIX Bcepoccnmnckmnx JeTcKo-
IOHOLLIeCKMX copeBHOBaHMM no cnopty vy ¢ NOLOA» B
ogMHoYHOM pa3psage, lNpusep Kybka Poccun, [Mpusep
YyemnuoHaTa Poccum

rof,OBOV OTYET 2022




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

7R\ s\, B OGJIACTMU
pNS:7g “as” PA3BUTUA

roLOBOV OTYET 2022

OcHoBatenb hoHpa
MHHa NHIoWKMHA
C CbiHOM MaTBeem

19 20



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

[JIABHbIE MOBEbI 2022

NHCTUTYT
SPINA BIFIDA

LLIKOJ1A MPUEMHbBIX
POLOUTENEN OETEN
CO SPINA BIFIDA

MPOEKT
tOPUONYECKON
NOALOEPKKM

21

Mbl 3anycTmnmM HOBbIM NPoekT “"MHCTUTYT Spina
Bifida», koTOpbIM pan cTapT HOBOW Nporpamme
dooHAa No PasBUTUIO CUCTEMBI NPOGECCUOHANBHON
MEeONUMHCKON W peabunuTaumoHHOM  MOMOLLM
MYNbTUONCLUMNIMHAPHBIMWU KOMaHgaMN Ons feten
co Spina Bifida B pernoHax Poccun n gBnseTcs
NepBbIM 3TaNoM CO34aHWUS 3TON CUCTEMBI.

Mbl co3pann HoBbIM oOy4arowmn Kypc «LLikona
NPUEMHbIX poauTenen» - YHWUKaNbHbIN
MHPOPMALIMOHHBIN MPOEKT, COCTOAWMA M3 paga
KOHCYNIbTaUMN-BEOMHAPOB Ha Camble aKTyasbHble
BOMPOCbl HOBbIX W €WE He 04YeHb OrbITHbIX
NPUEMHBIX poauTenen, a Takxe KaHouaatos B
NPUEMHbIE PoanUTENN OETEN-CUPOT Co spina bifida.

Mbl BbiMrpann cyg, B KasaHu y PervoHasnbHOro
oTAeNneHus ®CC no KomneHcauum 3a
CaMOCTOATESIbHO KYMJIEHHbIE aBMabuneTbl K MecCTy
JlevyeHns ong Hawero nogorneyYyHoro. PewweH Bonpoc
C  NOCTaBkOM  JleKapCTBEHHOro  npenapara
«OpunTaH» B Poccumnckyto epepaumio.

YBENMYEHO KONMYECTBO MOAY3HUKOB NS OeTen C
WHBANIMOHOCTbLIO C 3a60/1eBaHNEM CMUHHOTO MO3ra
(cornacHo Bo3pacty o 3-4-5 wr. B cyTKM)

Mbl  BHeppunu ynpasneHyvyeckmn y4et B CRM-
cnctemy cpoHaa.

MpoekT npegnonaraet  Co3daHWe  CUCTEMbI
YNPOLLEHHOIO LLOKYMeHTOO60opOoTa o
COTPYOHUKAMW U KOHTpareHTamm doHpga u
co3gaHuMe 06anaHcoBbiXx OTYETOB MO MNPOEKTam

doHpa.

Mbl 3anyctmnmM HOBbIM NPOEKT «PaHHAS MNOMOLLb
fetam ot 0 oo 3 net». ITOT NPOEKT HaUeneH Ha
CUCTEMHOE COMNPOBOXAEHME CeMen JeTen co spina
bifida 0o 3 net u BkNto4aeT B cebs: BUNTUPOBaAHME,
KOHCYNbTUPOBaHUe, 3aHATHA B npoekTe
«YBEepeHHbIN GanaHc», HOpPUANYECKYIO "
NCUXONOMNYECKYIO MOLAEPXKKY U Ap.

Mbl Ha4ann okasbiBaTb Momoulp cembam B TXKC.
3TO BKJIIOYAET B Ce65 OKa3aHue NMOMOLLM CEMbIM B
TPYAHOM  XWM3HEHHOW cuTyauuun. [lomowp B
npnobpeTeHne ToBapoB NEepBON HEOOXOOMMOCTH,
NPOAYKTOB, PeELUeHNUM BOMPOCOB C  XKUIIbEM,
OKa3aHuM  1OpUanNYeCcKkon U NCUXONOTNYECKOM
MOMOLLN

rof,OBOV OTYET 2022

ABTOMATM3ALNA

MPOEKT PAHHEIO
COMPOBOXAEHM
NETEM OT 0 10 3 JIET
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lporpamma g@MallHero
BU3UTUPOBAHUSA U
noMoLLb AETAM C

AUarHosom:spina bifida

MockBa

NMPESUOEHTCKMUX
FrPAHTOB

rof,OBOV OTYET 2022

MpoekT «[lomaluHee Bu3nTMpoBaHue» sowen B TOMN-100 ny4wmx npoektos O

B 2022 ropy ®oHAO NPe3nOEHTCKMX FPaHTOB MPOBOOMA NYOSNYHYIO OLLEHKY
pe3ynbTaToB NPOEKTOB, 3aBEPLUMBLUMXCA 0,0 KOHUa 2021 roga.

Bcero oueHke nopgnexanu 6onee 6 TbiCA4 NPOEKTOB. B COBOKYMHOCTU OHM
nonay4unnu 6onee 32,5 Tbica4m oLeHoK 1 6osee 8 Tbica4 KOMMEHTapPUEB.

B oueHke y4actBOoBanu 3KCNepTbl, npepcrtasutenn OOLLECTBEHHOM nanatbl
Poccunckon ®epepaunn, pervoHasnbHbIX OpraHoB BacTU U OOLLECTBEHHbIX
nanat. CBOMM  MHEHMEM O MNpoekTax Koaner Oenuancb  Camu
rpaHTonosiydaTenn, a TakXe HepaBHOAylWHble fogn. ITa paboTa Benacb ¢
anpens no noHb 2022 ropa.
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ABTOMATU3ALINA

B 2022 ropgy Haw doHpg, Bowwen B 4ncno nobegurtenen KoHkypca «lopaepxka
Oypet» oT 6aHKa TUHbKOQIM W BbIUrpan rpaHT Ha OpraHu3aunoHHoe pa3sutue
C NpoekTom «BHeppeHue ynpasneH4yeckoro yvyeta 8 CRM-cuctemy poHaan.
Cymma rpaHToBon nopaep>xku coctasmna 966 630 pybnen.

MpoekT npepnonaraeT co3gaHne CUCTEMbI YMPOLLLEHHOro fOKyMeHToobopoTa ¢
COTPYOHMKaMKN N KOHTpareHTammn oHpa u co3gaHme 6anaHcoBbIX OTHETOB MO
npoekTam poHaa.

3afayv npoekTa:

* OpraHu3oBaTb 3(pdekTnBHOE LU poBOE B3aUMOLENCTBME BHYTPU POHAA;

» CokpaTuTb BpeMEHHbIE N30ep>KKU COTPYAHUKOB PoHAa;

* Hanagutb BO3MOXHOCTW OMepaTMBHOrO aHanu3a (PUHAHCOBOM CUTyauuw,
ONTUMMU3NPOBATL NPUHATUE YNPABSIEHYECKUX PELLEHUN.

Pe3yn bTaTbl peajindaunun npoekTa:

B cucTeme co3paHbl M aBToMaTM3MpoBaHa paboTta no Tpem TMnam JoroBopos, 4
TMNAM MPWIOXEHWUA K HUM M aKTOB BbINOSIHEHHbIX paboT. K Kaxmomy
MPUNOXEHUIO aBTOMATUHECKM (DOPMUPYETCS aKT 3a BPEMEHHOM nepuon B
3aBMCMMOCTM OT TUNA CO3[,aHMS aKTa, YKa3aHHOMo B NPUSIOXKEHUMN.

Co3paHbl 6anaHcoBble 0T4ETbI NO PoHAY:

+ CBopgHbIM 6anaHc no poHAy

» bBanaHc Ha koHeL, Neproga no NnpoekTam dooHaa
» [Jetanu3aumsa 6anaHca no NnpoekTam

+ CrpykTtypa 6anaHca no npoekTam

* OTYeT NO UCTOYHMKAM B pa3pese NPOoeKToB

* OT4eT NO NpoekTam B pa3pe3e NCTOHHUKOB

25

3apauum, peluaemble B npouecce
peanu3aupmm npoekTa, Obln HanpasseHbl
Ha  COKpalleHWe  3aTpaT  BPEeMEHMU
COTPYOHUKOB Ha perynspHble pPyTUHHbIE
OencTBMg M aBTomatmM3aumio  psaa
npou,eccos doHaa. ABTOMaTnlaums
NPOLLeCCOB MOMOXET afanTupoBaTbCd K
Tekywen OuHammke pocta O0O0BEMOB

dooHAa.

Ho Gosiee BaXXHbIM OTKPbITUEM, KOTOpOe
BANSET Ha 6ynyLiee, 0Kas3asnochb
norpyxeHue B haHapan3nHroByto mogenb
doHOa M paccMOTpeHne ee nof Apyrum
yrnom. Takxe Mbl CMOI /I BbISIBUTL cabble
mecta B cuCTeMe  aBToMaTm3aumu
naaTexHblX CUCTeM, O0003HaYMIM  NyTH
ONTUMM3ALMN  NPOLLECCOB,  HamMeTUun
N3MeHeHUs B paHapan3nHroBon Mogenu.

Peanusauma rpaHta Bfe4YéT 3a cobown
NHAPACTPYKTYPHbIE U3MEHEHUs, KOTopble
Nno3BoONAT Ham caenatb KavyeCTBEHHble
warn B pa3sutum oHaa. Mbl CKNOHHBI
npegnonaratb, 4TO0 3TW  pe3ynbTaThl
OKaXxyT CyLLEeCTBEHHOE BSIMSHWUE HE TOJIbKO
Ha KONMYECTBO M KayecTBO OKa3biBaem
HaMM MOMOLWM, HO M Ha obLLyto
3P PeKTUBHOCTb POHOA M BO3MOXHOCTU
pa3BuUTUg C MUHUMMU3aUMEN NOCNEOCTBUN
«BonesHen pocrtan.

rof,OBOV OTYET 2022
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NPOEKTbI ®OHAOA N PE3YJIbTATbI 3A 7 JIET

(D [MpoekT nomoLm
> 6epemMeHHbIM XXEHLLIMHaM
(V)

* 120 6epeMeHHbIX NOAYHUIN MOMOLLL
» 50 BHYTPUYTPOGHbLIX onepauumn
nNpoBefeHo

I—/ ~
MpoeKT topuanYeckon
gj’@ noaaep>XKKu

* 752 NoNoXuUTENbHbLIX Pe3ynbTaTos

» 80 KoNACOK NOYHEHO OT
rocypapcrea

» 23734 451 pybnen coctaBnna cymma
3a nosy4eHHble TCP

@ NHcTuTyT Spina bifida

@7\/)
10 kypcos 3anucaHo

* 60 notokoB 06y4eHUs NpoBeaeHO
* 1212 cnywatenen npownu obyveHune

27

an

[MpoekT paHHero
CONPOBOXAEHNS feTen
ot 0 po 3 net

» 70 mnageHueB NOSBUIOCH Ha CBET B
ConpoBOXAeHNN boHAa

* 168 HOBOPOXAEHHbIX NOSTY4YMUNN
Pa3INYHY0 NOMOLLb

O\ /0  [poeKkT nomoLy AeTam u
B3POC/IbIM C OMbITOM

Q
cnpoTcTBa

U

» 279 peten 1 B3POCbIX NOAYHUIN
NOMOLLb

* 44 pebeHka 1 B3pOCSbIx 06penu
CEMbIO

- \/P‘CnopTMBHbM npoeKkT
1 o~

+ 100 peTen 3aHMMaOTCS CMNOPTOM

« 6 CnopTCMmeHoB CTain OCDMLI,MaﬂbeIMM

ambaccagopamu poHaa

MpoekT «[JomaluHee

{j) BU3UTUPOBaHUE»

* 4099 BM3NTOB COBEPLUEHO
* 1414 petein oCMOTPEHO

(Q% YBepeHHbIn 6anaHc

() - . o
/S-b(jj\/ Ana neten co spina bifida
* 799 TpeHNpoBOK NPOBEAEHO

* 200 peTen BKIKOYEHO B NPOEKT

[MpoekT 6ecnnaTtHbIX
noe3fok Ha Takcu

U U
* 25 ropopos nogknto4eHo

* 520 cemen NogkNtO4EHO K NPOEKTY
+ 33 860 noe3pok cosepLUeHO

rof,OBOV OTYET 2022

MpoeKT aapecHoOn NoMoLLM

* 271 noponeyHbI NONYYn agpecHyto
NoOMOLLb

* 299 npremom NPocUNbHLIX Bpademn

» 101 akTMBHaga Kongacka npuobpeTeHa

» 70 BepTuKanu3aTopos npnobpeTeHo

[MpoeKkT Henpoyponoruyeckom
MOMOLLM

» 328 npunemos Henpoyposnora
* 291 pebeHok noceTnn Hempoyposora

MHdopmaumoHHo-
NpocBeTUTENbCKas NPorpamma

* 500 ny6aukaumn 8 CMA
* 17 penopTtaxen Ha TB
* 16 3chmpos Ha paguo
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMVHA BUDWOA»

MPOEKTbI ®OHAOA W PE3YJIbTATbBI 2022 TOOA

(f‘ [MpoekT nomoLuu
> 6epeMeHHbIM XXEHLLIMHaM
V)

» 56 6epeMeHHbIX NoNYYUIN NMOMOLLL
* 14 BHYTPUYTPOOHbLIX onepauumn
NpoBefeHo

\JK
» 313 cemen o6paTUNOChL 3@ NOMOLLLbIO

» 323 obpaLeHn coctaBneHo
* 491 NONOXMUTENBHBIX Pe3yNIbTaToB

Foj WHcTuTyT Spina bifida

+ 10 KypcoB 3anucaHo
* 60 noTtokoB 06y4eHnsa NpoBeaeHo
* 1212 cnywaTtenen npoLunun oby4eHue

[MpoekT topnan4eckon
NoAaep>XKu
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[MpoekT paHHero
CONPOBOXAEHWS feTen
ot 0 po 3 net

* 23 mnageHua NosBUNOCb Ha CBET B
ConpoBOXAeHNN boHAa
* 116 geten BKAOYEHO B NPOEKT

O< >O MpoeKT NoMoLLM AETSM U

o B3POCJIbIM C OMbITOM
cnpoTcTBa

» 73 pebeHKa 1 B3poC/bIX NOay4nm
NOMOLLb
* 10 peten-cnMpoT o6penn cembto

go f 6 CNOPTUBHbIN NPOEKT

. 15 CeKUUM JOCTYNHO AN5 NOJOMNEYHbIX
* 5 CNOPTMBHBIX MEPONPUATUI
npoBefeHo

MpoekT «[JomaluHee
BMU3UTUPOBAHWNE»

r»ﬁ’ﬁ{%

+ 832 BM3nTOB CoBEpLUEHO
» 579 petent ocMoTpeHo
* 16 cneumanncToB B KomaHge

?55%

* 188 peten BKAOYEHO B NPOEKT
* 357 TpeHNpOBOK NpoBeaeHO
* 4 TpeHepa B NpoeKkTe

YBepeHHbIn 6anaHc
Ana neten co spina bifida

[MpoekT 6ecnnaTHbIX
noe3fok Ha Takcu

(|
» 25 ropopos nogkNto4eHo

* 520 cemen NOAKIOMEHO K NPOEKTY
» 20848 noe3pok coBepLUeHO

roL0BOV OTYET 2022

MpoeKT aapecHoOn NoMoLLM

+ 88 peten nony4mMnn appecHyro NOMOLLLb
* 11 gpeTten NoAy4NM akTUBHbIE KONACKM
* 42 pebeHka Nony4nnu BepTuKkanu3aTopsl

[poeKT HeMpOoypPONOrM4eCcKon
nomoLuu

* 120 peten noceTnnn npmem
Henpoyponora

* 9 KIMHKK B 6 ropopax NpoBoaaT
Henpoyponornyeckoe o6cnefoBaHus

NHpopmaunoHHo-
NPOoCBETUTENbCKASA NPOrpamma

* 250 ny6bnukaumn 8 CMA
* 15 penoptaxen Ha TB
* 10 3dpunpos Ha paguo
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

> MPOEKT MOMOLLI BEPEMEHHbIM
SKEHLLIMHAM, OXKMOAOLLIMM PEBEHKA

C YCTAHOBJIEHHBIM AMATHO30M

© SPINA BIFIDA

OxunpaHune pebeHka — TpeneTHbI Neprom, B XXM3HM KaXa0M XeHLUMHbI.
Ho nHorpa Ha odepegHom Y3 poautenu cnbiwat oT Bpada —
“y 6ypyuiero pebeHka nopok pa3suTtus spina bifida”.

an‘-IMHbI pa3BnuTnUa 3TOro0 NOPOKAa Ha CErogHAWHMM MOMEHT 00 KOHua He
N3Y4€eHbl.

bnarotBoputenbHblin  poHp, «CnnHa Oudpupa» OKasbiBaeT MOMOLWp B
conpoBoOXAeHNn 6epemeHHbIX ¢ spina bifida y nnoga.

Spina bifida nnn rpbiXXy CNMHHOrO MO3ra MOXHO yeugeTb no Y3U ¢ 12 Hepenb.

Ha 24-26 Hepene 6epeMeHHOCTU MOXHO caenaTb BHYTPUYTPOOHYIO onepaLmio,
TEM CaMblM MaKCMMasIbHO CHW3UB OCNOXHEHUs y manbiwa. Coenatb Takylo
onepaumio No OMC moryT onbITHbIe Bpaun B NepuHaTtasbHblx LieHTpax MockBbl
1 MockoBckon obnacTu.

Ecnm nopok oBHapyxunu nocne 24-26 Hepenwu, To Toraa onepaumio pebeHky
HY>XHO OypeT caenatb cpa3y nocsie pPoXAeHWs — B MNepBble Hacbl XWU3HW, U
30eCb O4eHb BaXHO 3apaHee HanWTW HeMpoxupypra, KoTopbii 6ydeT ymsaTtb
rpbIXy. 3Ty onepauuio Takxe genatoT no OMC.

31

6epeMeHHbIX XXEHLLUUH NONYHUIU NOMOLLL

14

BHYTPUYTPOOHbIX onepauum
6b110 NpoBEeAEHO

23

MNageHua nosiBmiIoch
Ha ceeT B 2022 ropy
B COMPOBOXAEHUN hoHAa

rof,OBOV OTYET 2022




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

MPOEKT PAHHEIO CINOPOBOXXAEHNA
NETEM OT 0 O 3 NET

MpoekT peanusyetcs npu nopaepxke ABCOAIOT-NMOMOUb

GnaroTBOpMTEensHbd OoKnA

PaHHee peTcTBO — 0CO6LIN BO3pacT. 370 nepnon aktmBHOro passnUTuga manblilla
n CTpeMUTESIbHbIX nameHeHun. Y po,u,MTeneﬁ BO3HUKAET MHOXeCTBO BOIMPOCOB,
nHorna Tpe6yeTc9| CpO4HHaa meanumnHCKasa nNOMOLLb. Kak no3abotutbca o
rNMaBHOM U He yNyCTUTb BaXKHoe?

O4yeHb BaxHO, 4TOObl Ha 3TOM 3Tane Ccembsd nosnydana MaKCUMasbHYHO
noanepXkKy Co CTOPOHbI CNEUNannCToB U poguTenbckoro coobuectea. Cemnyac
B Hawem oHAe masnbiwn 0o 3 NeT MOryT NPUHATL y4acTue B npoekTe PaHHero
conpoBoXpaeHns peter oT 0 go 3 net, KOTopbIK OyOeT ONUTbCA OO CEHTAOPS
2024 ropa npw noppepxke rpaHta bnarotsoputenbHoro dgoHpa “AbcontoT-
Momoub”.

OTOT MPOEKT HaueNeH Ha CUCTEMHOE COMPOBOXAEHUE Cemen feTen co spina
bifida no 3 ner.

Cembam OKa3biBaeTcs agpecHas, ropunanyeckasn, ncnuxonoruyeckas,
MHCpOpMa LUMOHHasg, coumnanbHas nonnepixka.

peten ot 0 o 3 net
NONYYMAN NOMOLLLb
B 2022 roay

33
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WY YRR AT _I : MPOEKT MOMOLLIV JETSIM U O< )o

B3POCJIbIM C OlbITOM CUPOTCTBA
Q

855
AeTei-cupoT obpenu MpoekT peanusyetca npu nopaepxke ALUNETWORK
cemblo B 2022 rogy

Mucena cboHaa M nNpoekTa 3aka4aeTcs B TOM, HTOObl YBENMYUTL LUAHCHI
[EeTen-cMpoT, a 3artemM U MONoObIX B3POCSbIX Ha MOMHOUEHHYIO XW3Hb B
obwectee. [M03TOMY BaXHO Kak MOXHO paHblUe BKNOYaTb OETEN-CUMPOT B

NPOEeKT Nomowin oHpa. B 3Tom cnyvae LWaHCbl HaUTU MPUEMHYIO CEMbIO
BeNMKW, a npobnembl CO 300POBbEM Manblla ewe He ycyrybunuco
npebbiBaHNEM B YHYPEXOEHUN N BTOPUYHOW WHBanuMau3aumen. Yem mnapglie

pe6eH0|<, Tem 60oblle BO3MOXHOCTEN npasuibHO 3anNOJIHUTb VIH,D,MBM,D,yaJ'IbeIVi

nnaH peabunutaumun n abunutaumm UNMPA n nogobpatb TexHMYeckme cpencTea
pebeHKa 1 B3poCnblX C

peabunutaumu.
OnbITOM CMPOTCTBA
FONYYMNN PA3ANYHYIO Hawmw uenun n HanpasneHus paboTbl NpoekTa: . - )
MOMOLLb 1. Mbl nomoraem petam-cMpoTam co spina bifida Hantn cembio. Mol

nonnoepXxueaem 6y,u,yu.|,14x pO,D,MTeJ'IeVI N MakCMManbHO MOJSHO paccka3bliBaem O
TakoM pe6é|-||<e n ero 3noposbe. Takaga 4eCTHOCTb NMOMOraeT CHWU3UTb puck

NOBTOPHOro oTka3sa. KaHouoaToB B MpPUEMHble poauTenn noanepXusaroT
IOPUCTbI U MCUXONOTW.

2. Mbl ynyqwaem KavyecTBO XU3HW U NPOBOAUM NPOMUNAKTUKY BTOPUYHbIX
OC/NOXHeHMN y peTen co spina bifida B y4pexpeHuax. CTtapaemcs CHWU3UTb

KONNYeCTBO OTKAa30B OT AeTen co spina bifida, pabotas c cemben B TAXeNon
wor T >KW3HEHHOW CUTyauuK, COTPYAHUYas C permoHasbHbIMM POHOAMWU U OpraHamu
CMpOTCTBA B peecTpe oneku.
oHaa 3. Mbl conpoBoxaaem pebéHka co spina bifida B npUémHoN cembe, NOMoraem c
MefMKo-coumanbHoM aganTtaumen B HOBOW Cembe, Nnocie 4ero pebeHok u ero
CemMbsl NOJIHOLLEHHO Y4acCTBYIOT BO BCEX NPOEKTax U nporpammax goHaa.

S\ %




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

O( ' )O MPOEKT NMOMOLLN ,EI,ETSIN\-CVIPOTAN\

Q Aol
MpoekT peanusyetca npu nogaepxke  ALUNETWORK

LLIKOJA TIPUEMHOTO POANTENYA PEBEHKA CO SPINA BIFIDA

Co3paH u 3arpyxeH Ha nnatcopmy naptHepa oHaa no NHcTutyTy Spina Bifida
OHNanH — Kypc «LLIkona npuemHoro pogutens pebeHka co cnvHa budungar.

YcnewHo npoBefeHo 2 notoka obyyeHus, HabpaHo 26 Yenosek, 13 koTopbix 10
cnywarenen noay4nnn ceptudpukaTtsl, 9 nony4mnun 6narogapHoOCTU 3a Bknag, B
pa3BuTUE OHNaNH-Kypca, 14 cnywaTenen 3anofHUAN TECTbl 419 CAMOKOHTPONS.

Mapraputa n Cawa

Kpacasuubl Mapraputa n Cawum nonanu B AeTcKoe y4pexgeHne, MoTOMy HTO UX
KPOBHas Mama He CMOrna CnpasuTbCa CO CBOMMMU  POOUTENLCKUMMU
obsa3aHHoCcTAMKN. CecTpam nose3no - Onarogaps oHOy napTHEpPY OHM
oka3anucb cHavana B MockBe, a NoTom Haw doHg caenan Maprapurte —
nogoneYyHon poHOa — BMAEOAHKETY, U ee yBuaena mama JleHa, koTopas Kak
pa3 npoxoguna LLikony MNpuemHoro pogutens pebexka co CnuHa budpmpa.

K Tomy MOMeHTYy geBoudka yxe npowuna psg obcnenosaHun, a ee cectpa Cawa
Xpana ee B OETCKOM JOME U TOXEe BOSIHOBanachb, Kak HOBble mama W nana
3abepyT 06emnx AeBoYeK U3 AByX Pa3HbIX MecCT.

Bce cnoxunock Kak Henb3s nydwe — doHg, «CnuHa budmaa» onnatun gopory
[eBOYKM JOMOKW, a Mama K nana ogHOBPeMeHHO 3abpann U3 OeTCcKoro Aoma
cectpy Cawm, n OeBOYKM HAKOHeL-TO BOCCOeAMHWINCL O0Ma C 6osblion U
OPYXHON cembel, rae ectb U gpyrue aetn. Mapraputa perynsapHo nonyyaet
nomollp poHAa, a ee Mama LWNeT BOOXHOBASOLLME PONUKU O ee aKTUBHOW
KU3HMN.
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832

BU3MTa coBepLueHo B 2022 roay

3/9

beten 6b110 OCMOTPEHO

16

cneunanncToB B KomaHae

rogosov OTYET 2022
MPOEKT « 1OMALLIHEE QQ
BU3NTUPOBAHWE»
MpoekT peanusyeTtcs Npy Noaaepxke (.2
BJIATOTBOPUTEJIbHbIN
’ ®OHA ®OH/l BNAAUMUPA
NPE3UAEHTCKUX MOTAHUHA

FrPAHTOB SOPEKTUBHAA OUNAHTPOMUA

Ha TekywuMrn MOMEHT B MUpPe CyWeCcTBYOT 3PdPeKTUBHbIE MeTOoAMKU
abunutauumn geten co spina bifida, paspaboTtaHHble B EBpone u CLLA. [laHHbIMK
MeTogMKamun  BnapeloT  cneumanuctel  —  puandeckne  TepanesTbl U
3prorepanesTbl.

@oHf, 3aHMMAEeTCa opraHu3aumen u pa3BuTMem OOMALLHEro BU3UTUPOBAHNUS U
peabunutaumm geten ¢ nocneacTenamm spina bifida B pasHbix permoHax Poccum.

B pamkax [OMAaLUHEro BU3UTUPOBAHUS CNELManvCTbl perynspHo (2-3 pasa B
rofl) NOCELLAoT CEMbIO MOLONEYHOrO, BOLLEALLIEro B NPOrpammy.

Cneupanucrbl coseplunnun Bble3nbl B ropona:

* YeyHsq » Bonrorpapckas o6nactb
» Tyna u Tynbckasg obnactb * Apmasup
» TBepb 1 TBepckas ob6nactb * HwxHu Hosropog,
* VHryweTns » Poctos
* Hanb4nk » KpacHopapckuin Kpam
 Vowkap-Ona » Opnosckas o6nactb
* [lepmb » Yebokcapbl ————
+ KpacHosipck -
/
_ 7/

-
—_——
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Qr) MPOEKT « AOMALLIHEE
BU3NTUPOBAHWE»

KJ O6y4yeHne cneumanucTos

B uioHe cneumanuctbl poHaa: AnéHa PoxuHa, Mcnamusg CagblikoBa u Bacuns
3apunosa nony4nnn CBoW AUMAoMbl O NPOdeCcCMOHaNbHOM NepenoaroToBke Ha
doM3n4ecknx TepanesTos M 3protepanesToB B "CaHKT-INeTepOyprckom meamko-
COUMANTIBHOM UHCTUTYTE".

O6bém 31oro oby4veHuns coctasun 1008 4Yacos. Bo Bpems y4€06bl cneumanucTsbl
pa3bupann COBPEMEHHble [0Ka3aHHble MeTodbl peabunutauumn peten u
B3pocsibIx. Hanucanu nccneposarenibckue paboTbl U YCrEWwHO 3amUTuan ux.
Tema uccneposartenbckon paboTtbl pusmyeckoro Tepanesta doHga Ncnamum
CapblkoBon n3 KasaHu 3Byyana kak “ccnepoBaHwe akTyanbHOCTW B OHNAWH-
KOHCYNbTaLMAX U 3aHATUAX NO PU3NYHECKON Tepanuu Ons feTen nepsbiX Tpex
JIeT XU3HW ¢ gmarHo3om Spina Bifida B aByx pervoHax Poccumn (TaTapctaH u
NHryweTtmns)".

Bnaropaps oOy4eHuW0 HawM cneunanucTbl Tenepb BNaJeroT akTyasbHOW W
Hay4YHO-O0Ka3aHHOW 6a30M WHOpMaLMK, KOTOPYHO WCMONb3YOT BO BPeEMS
cBoen paboTbl. B pamkax oby4veHWs TakxXe Oblnn CynepBuM3MM C y4acTUem
BeOyLLMX 3KCNepToB peabunuraumm B Poccun.

N l"d'l E
.

Cneunanuctbl doHpa “CnvHa Gudompa”
sproTepaneBT AHHa HekpacoBa (r.KasaHb)
n  dusmndeckun  TepanesT  KceHus
EdppemoBa  (r.KpacHospck)  ycnewwHo
npowsnn obyveHne B MockBe Ha Kypce
NOBbILLEHNS KBanudumkaumm no
usnyeckomn Tepanuu,
opraHunsosaHHom ®oHpom «Urpa» ex-
Mnioc  Momowb [detam u  LleHTpom
peabunutaumm «Anpenb.

Kypc  no3Hakomun  ciaywatenem C

ocHoBoOnonararowmmm
BUoMexaHNYeCKMMK, KUHEMATUYECKUMN U
KNUHEeTn4eCKumu npuHUNamm

OpraHu3auunv OCHOBHbIX ABUraTesNbHbIX
dYHKLMI U HaBbIKOB 4esioBeka, a Takxke C
OCOBEHHOCTAMM  OpraHu3aumm  yHKLUun
rnoTaHus.

Takxe B xofe Kypca ciywaTtenu y3Hamm
00 OCHOBHbIX MeTogax puanyeckom
Tepanuu, KOTopble NPUMEHSAIOTCS Y OeTen
ONS  BOCCT@HOBJSIEHWUS  [ABWUraTesibHbIX
PYHKLMIMA 1 HaBbIKOB.

Kypc coctoan u3 gByx mogynen — oHnamH-
4acTb W nNpakTUYeckMe 3aHatTma ¢
JEeMOHCTpaumer  OCHOBHbIX  METO[0B
du3myeckom  Tepanuu € yvacTUeM
NaumneHTOoB.

OT60op Ha Kypc Obln XECTKUM, 7 Yenosek
Ha mecTo. [MoYTn 2 mecsaua wen oHNanH-
Kypc no  Teopuu  OT  BefdyLiMx
cneunanucToB cTpaHbl 1 10 gHen 3aHATUA
opnaH No MNpakTuke Co CneumanucTom
n3 fepmaHnm Hatanben PyHre.

roL0BOV OTYET 2022
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Q

\ MPOEKT ALPECHOWM MOMOLLIA

A

ODOEKTUBHAR DUNAHTPOMKA

Mon, aapecHon NOMOLLIbIO MOHUMAETCS:

* TexHWYeckune cpencTsa peabunutaumm,

* onnarta MeaukameHToB, MeOULMHCKNX 06CNe[oBaHNUM N MEOUUNHCKUX YCIYT,

* OuNeToB Ha camonet/noe3q ot [oma A0 60bHULBI N 06paTHO.

AppecHas nomolub, okaszaHHas nogoneyHbiM poHaa B 2022 roay:

10 peTam opraHn3oBaHbl pa3smBatoLme u peabunMTauMoHHbIE 3aHATUS
217 KoHCynbTauun NPoduUNbHbLIX Bpader opraHnM3oBaHo An4 NoaoneYHbIxX
dooHAaa, B TOM Yncne onepauns ona 1 pebeHka

4 pebeHKka nony4nnu optoneguyveckme n3nenmns

1 pebeHokK Nosy4nn 31eKTPOoNPUCTaBKy 419 KONACKK

3 pebeHka Nony4nnu LWe3noHrn onga KynaHms

1 pebeHok nony4nn HoyToyK onsa oomallHero oby4eHus

1 pebeHOoK NoNy4YnN KUCNOPOLHLIN KOHLEHTPaTop

1 pebeHoK NoAy4Ynn CaHUTapHbIN CTYN

4 petam obopynosanu pabodee mecTo (napta u cTyn)

5 0eTam opraHu3oBann TpaHCNOPTHbIE ycnyrn no gocraske TCP

5 cemeit NONY4NIM NOMOLLLL C NPOXMBAHUEM

12 cemen nony4nnn NOMOLLLL C aBma n X/ bunetamm

2 pebeHka nony4nnun gon. getanu ang Konsacok

3 cembu nonyuunu nomoups B TXXC (gpoBa, namnepcbl, CMecb, KpoBaTka)

43

DoHA, oKa3bIBaeT afpecHyto MOMOLLLL AETAM
oT 0 no 18 net ¢ gmMarHo3om spina bifida,
NPOXMBAIOLLMM Ha TeppuTopum Poccum

MpoeKkT peanuayeTcs Npu noaaepxke

s 5
sgmanes - Q2 QEOEY muocervery (o) [ DKC

83

NogoneYHbIX Moay4nu
apecHyto NOMOLLLb
B 2022 ropy

neten nony4nnun akTuBHbIe
KONACKK

42

pebeHKa NonyYnmn
BEpPTMKaM3aTopbl

rof,OBOV OTYET 2022

MwuneHa EnnuieBa
nogone4vyHas
doHaa, r.Kanyra

44
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MPOEKT ALPECHOW MOMOLLIA (S&
o) NN
o orssecer sipeciyo tonous e Gk

NPO>XKMBAIOLLMM Ha TeppuTopun Poccum

KOHCY/bTaLMM NPOdUIbHbBIX Bpayen ﬂpoeKT peanusyeTca Npu nopaepxke
B/IATOTBOPUTEJIbHbIN

OpraHM3oBaHO ANA NoAoNeYHbIX d)OH,EI,a
QTR woceery (@) 2 DIKC VY
IODEKTUBHAR GUNTAHTPONUA

BOJIEE ]200 MNOAOMNEYHbBIX B 200 rOPOOAX POCCNAN

MNOJIYHAKOT PA3NIMHHYIO NMOMOLLb ®OHAA «CTNHA BUOUNOA»
Y Hawero nogone4Horo EBrenus u3 r.Komcomonbcka-Ha-Amype Tenepb ecTb

cneunanbHble NbXKK ONA KONACKW.

JlbIXu Ob1M NpUoBpeTEHbI B paMmkax NpoekTa «AgpecHas NOMOLLb».
OeTaM OpraHn3oBaHbl

a3BuBaroLLme U
peF;w“MTauL:OHHb'e ( Mama >KeHun Hanucana Ham:

=2 | Ham 6binn HeoGXOAMMbI bW B CBA3M C TEM, YTO Mbl MPOXMBAEM Ha [lanbHem
BocToke 1 B 3uMHee Bpems roga BbiNnagaeT OrpOMHOE KOJSIMYECTBO OCA[KOB.
bes bk y JKeHn He Oblno  BO3MOXHOCTM MepepdsuratbCsd  3MMOM
CaMOCTOSATESNIbHO, MepegHue Kosleca KONSACKM  3acTpeBann B CHery U
NPUXOOMNOCH HAKNOHATb KONACKY ON19 OanbHENWero ABWXEHWUS Ha 3afHuX
Kosiecax.

Bnarogaps nbixkam EBreHMin MoXeT camoCTOoATENbHO NepeaBuraTbCcs 3MMon Ha
KOJSIFCKe, noceLath WKOY, KPYXKN U Med,.y4pexxaeHus.

Bbipaxato orpomHyto 6narofapHoCTb COTPyOHMKAM W pPykoBoACTBY dpoHaa
«CnuHa 6udpmnpar» 3a npuobpeteHue nbix ang kongcku! Tenepb EBreHnn moxer
cemen NoslyYmnn NOMOoLLb 6ecnpenaTCTBEHHO MNepeaBuratbCs Ha KOMFACKe MO HAWWMM  3aCHEXEHHbIM
C aBua 1 X/ bunetamu YAULLAM U BECTU aKTUBHbIN 006pa3 Xu3Hu. Cnacnbo Bam OrpomHoe. TaTbﬂHa.))
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| MPOEKT FOPUAONYECKOW MO LEPXKKN

CoumanbHo-NpasoBoOe CONPOBOXAEHUE
nogoneyHbix poHpa «CnuHa budoumaan»

I'IpoeKT peanunsyeTtca npu noganep>xke @ DKC

B pamkax topnanyHeckon noanepXkKu okasbiBaeTcs NOMOLLb:

® Npu3HaHe MHBaNNOHOCTY;

* nony4yeHne MHOoMBuayanbHOM nporpammel peabunutauymn mnn abunuvraumu
(UMPA);

® BbINNATLI U JIbFOTh;

® CaHaTOPHO-KYPOPTHOE JIe4YeHHUE;

¢ obecnevyeHne aBnabnnetTamm K MecTy fiedeHns n obpaTHo;

e 6ecnnaTHoe NoJly4eHWe NeKapCTBEHHbIX CPEACTB;

* meguumHckme ycnyrn no OMC;

® MONyYEHNE TEXHUYECKMX CpencTB peabunutaumm (TCP) nnm KomneHcaumm 3a
CaMOCTOATENbHO KyrneHHble TCP;

e [oCTynHas cpefda (naHQyc, 3SNeKTPOroO4bEMHUK, PEMOHT  OOpOrw,
newexoaHbIn nepexom) Mo MecTy NPOXMBaHUS pebeHka;

® NPOXOX[AEHNE MCUX0N0ro-meauko-negarorndeckon kommcemmn (MMIMK) wn
Co3faHue cneumanbHbiXx YCNoBUA ONg nonyveHus obpa3oBaHus pebeHKOM C
OrpaHNYeHHbIMU BO3MOXKHOCTAMM 300POBbS;

® 334ncneHne pebeHka B o6pa3oBaTtesibHoe y4ypexaeHue n JocTynHas cpeja B
[JOLUKOJSIbBHOM U LLUKOSIbHOM YHpEXOEHUN;

® XWUSULLHbIE BOMPOCHI;

® peLleHne Apyrux BONpoCcos, KacatoLwwmxcs Npas nogoneyHbIX.
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cemen BOCnosib30Banuch
IOPUAMYECKON NOALEP)KKON

NONOXKMUTESIbHbIX Pe3ybTaToB
no obpaLLeHnIm

rof,OBOV OTYET 2022
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L OTBOPUTESTbHbIV S | rOLJOBOV OTHET 2022
b il
MPOEKT tOPUOMNYECKOW |
NOOLEPXKKM
aKTUBHbIX KONACOK 1 [NpoeKkT peanuayetcs Npn Noaaepxke (= DKC

KO/IAACOK C Py4YHbIM MPMBOAOM

Bonblwe roga topuctol hoHaa paboTtanu Hapg, nonydeHnem no UMPA annapaTta
Ha HUXXHME KOHEYHOCTU U TynosuLLLe (opTe3) B dpocnasckon obnacTw.

( Mama CoHun Hanucana Ham:
"Xo4yy ckasatb orpomHoe cnacubo topucty oHga "CnvHa OGudcpmpoa”
MopsknHon EneHe! OHa nomorna Ham Nosay4nTb OT rocynapcTBa Ka4eCTBEHHbLIN
annapar Ha HUXHWEe KOHEeYHOCTU U TynosuLle. EneHa coctaBuna 3asBfieHne B
®CC, Ha OCHOBaHWWM KOTOPOro Oblna Npou3BefeHa MHAMBMAyasnbHas 3akynka
Hy>XXHOro Ham annapata. Becb 3ToT nepuopn EneHa conposoxpgana Hac,
BEPTUKANN3aTopoB WHTepecoBanacb Kak MpoaBuraeTca npouecc. Anmapat Hac MNOJIHOCTbLIO
ycTpansaeT. OH M3roToBEH NO napameTpam pebEHKa, MArKUW, HAYTO HUTAEe He
HaTUpaeT 1 He BbinupaeT. MexaHn3mbl paboTatoT npekpacHo. CoHa B HEM Oaxe
MOXET CTOSATb CAMOCTOATENbHO, 6€3 MOMOLLM U NOALAEPXKM (B NpeblayLiem -
He Ka4eCTBEHHOM - annapare, Takorm BO3MOXHOCTU He 6b110).
Cnacnbo orpomHoe EneHe! Bbl 04eHb momoraeTte nogonevHbim cpoHpa! Het
LUeHbl Bbillern MOMOLIM U KOHCynbTaumam! Bbl - Hawa 3awmta!l A cam GooHp, -

Hawa onopa! C BaMn XWTb nerye u cnokonHee!
MHorag neta scem cotpygHukam @oHpa!”

O6LLas cymma 3KOHOMUKU COCTaBuNa

annapar Ha HUXXHWE KOHEYHOCTU U
TynosuLLe (opTe3) Ottobock v
pybnewn
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

© o MPOEKT «YBEPEHHbI BASTAHC

@QF//‘?’ [19 IETEM CO SPINA BIFIDA>

BNATOTBOPUTEJIbHbIN
®OH/1 BNAAUMUPA
) MpoekT peanuayeTcs Npy Noaaep>xke MOTAHUHA
IOOEKTUBHAA OUNAHTPOMNA

Y npeten co spina bifida cywectsyloT npobnembl C MNO3BOHOYHUKOM
(rMnepknd03bl, rMNEpNopao3bl U CKONNO3bI), cnabble MbILLbI CNUHLI (YacTble
onepaumMn Ha CnuHy), npobnembl C ONOPHO-ABUraTesIbHbIM annapaTom,
(60/IbLUMHCTBO HAaLUMX MOAJOMEYHbIX AETU — KONACOYHUKM). [pn 3TOM, HU3Kas
ABUrartesibHag akTUMBHOCTb M OTCYTCTBUE (PU3NYECKOM HArpy3kM TONbKO
yXy[LUaeT NosIoXeHHe.

CnopTMBHbIN NPOEeKT "YBepeHHbIn 6anaHc ang aeten co Spina Bifida" HanpasneH
Ha ynyylweHne KavyecTBa X13HM geTen ¢ NaTosiormen CNMHHOro Mo3ra, ¢
MOMOLLbIO PerynspHbIX 3aHATUA CMIOPTOM.

B npoekT moryt BonTn aetu co Spina Bifida oT 8 mecsaues no 18 ner,
NpOXMBaloLLMe Ha TeppuTopumn Bcen Poccuu.

burger 1983

Jlna HukoHosa o]

138

[eTel BK/II0YEHO B MPOEKT
(18 peten ot 8 mecsueB oo 3 ner)

TpeHepa NpoBoasT
TPEHWPOBKM OHMaMH

35/

TPEHWPOBOK NPOBEAeHO

rof,OBOV OTYET 2022
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120

[OEeTel NoCceTUNn Hempoyposora

KNNHUK B 6 ropopax
NPUHUMAIOT MOA0NEYHBIX

doHaa

rof,OBOV OTYET 2022

MPOEKT HEMPOYPOJIOTMYECKOW
MOMOLLIA

MpoeKkT peanuayeTcs Npu Noaaepxke
BJIATOTBOPUTEJIbHbIW
GOHL BNAAUMUPA
o7 s TAKUE OETA
JOOEKTVBHAR GUNAHTPONWA

[etn c pnarHo3om spina bifida Nno4TH BCerga MMeroT HapyLeHns paboTbl NoYeK
N MOYenCryckaTesibBHOM CUCTEeMbl. ITU OCSIOXKHEHWS U3BECTHbI, HO He Bcerga
NPosBfieHbl TakK SBHO, KakK MOPaXeHus CrMHHOro M rofIoBHOMO Mo3ra. 370
CBA3aHO Kak C He[0CTaTo4YHOM MHPOPMMPOBAHHOCTBIO B LIESIOM, TakK U C MasibiM
KOJIM4ECTBOM  KBaANMPUUMPOBAHHBIX  CNeuuannucTos, [OEeTCKUX  YpPOSoros,
CNeunann3npyoLLXCs B HEMPOYpPOIOruu.

HecBoeBpemeHHOe OKa3aHWe MOMOLUM MOXET MPUMBECTU He TONbKO K
TAXENEWMM OCJIOKHEHNSIM B BUOE HapyweHUs YHKUMM NoYeK, HO U K
peanbHOM yrpo3e Xn3Hu pebeHka.

[ns koppekunn yponornvyecknux HapyLleHun geter C anarHo3om spina bifida,
HeoOX0AMM KOMMJIEKCHBIN MEXONCLUNIMHAPHbIA NOOXOA.

[ OCTUTrHYTbI AOrOBOPEHHOCTM C 9 KNIMHUKAMK B 6 ropogax:

1. KIBY3 “AnTanckum KpaeBOW KIMHUYECKUA LIEHTP OXpaHbl MaTepuHCTBaA U
fetcrtea”, bapHayn

2. OOKB Nel, EkaTepunHOypr

3. EBponenckunin megnumHcknin LeHTp «YITMK — 3gopoBbe», EkaTepnHOypr

4. Hay4HO-KNUHUYECKUA LEeHTP NPEeLM3MOHHON U pereHepatuBHOM MeOuuUUHbI
KO®Y, Ka3aHb

5. TAY3 KO OJKB, Kemeposo

6. OIBY “PHUPP” MnH3gpasa Poccun, MockBa

7. OFAY «<HMWL, 3poposbs geten» MuHspgpasa Poccumn, Mocksa

8. TllepmaTtpuyecknn HCTUTYT, CaHkT-lNeTepbypr

9. KnuMHMKa BbICOKMX MeguUMHCKMX TexHonornn um. H.W. lNuporosa, CaHKT-

MeTepbypr
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MPOEKT BECIMJ1ATHbIX MOE340K
HA TAKCHK

rof,OBOV OTYET 2022

HH

u.——- u MpoekT peannayeTcs Npu NoamepX ke S:IH}]EKC

OpraHusaums 6ecnnaTHbIX NOE3[0K AN NoJoneYHbIX cemen poHaa B pamkax
coupanbHoM Nporpammbl AHAEKC «[ToMoLLb PAOOMY. cemelt Nosb3yrTCs CEPBUCOM
OO6bl4HbIN  OeHb pebeHka co spina bifida, ato — 6onblwoe KOAMYECTBO
nepemeLLeHnn, HauumHas C MNOCEWEeHUs MEeOULMHCKUX  YHPEXOEHUA W
NPOMUNbHBLIX CNEUMANUCTOB U 3aKkaH4MBas noesgkamu B OETCKUW caf, LUKOAY
WM Ha passmBalowme 3aHaTua. [pu 3TOM He Bcerga ecTb BO3MOXHOCTb
NCNOJIb30BaTb OOLLLECTBEHHbIM TPAHCNOPT. A eC/in y CeMbM HET aBTOMOOKUNS, TO
3TO CTAHOBUTCA OONONHUTENBHON (PUHAHCOBOM Harpy3kom. 4Yacto MUMEHHO 3TU

CNOXHOCTM SBASHOTCS NPUYMHOM NPONYCKa 3aHSTUM OeTbMMU W, KakK cneacTeue,
YXYLUEHUSI UX COCTOSIHMS M KayeCTBa XXMU3HM.
Mporpamma 9Haekca «lomoLlb PSAOM» MO3BOMIIET MOMOYL  MOAOMEYHLIM

cembam poHpa n 6ecnnaTtHo [oexaTtb Ha TakCKU 00 Bpaven, Ha peabunurtaumio,
B LUKOJTY UM [ETCKUI caf, Ha BOK3asn uiu B a3ponopr. noe3gok cosepLueHo B 2022 ropy

(( Mama MaprapuTbl Hanucana Ham:

[Jobpbin  aoeHb, BCcem! bnarogapuMm Bcex. KTO MNpuUYacTeH K MPOEKTY
GecnnaTHbIX NOE340K Ha Takcu Ang ocobeHHbIX aeten! bnaropapto 3a Takyto
nporpammy! [loyka, NoNb3ysaCb NPOrPaMmMon, MOXeT nocellatb CNopTLLKONY NO

naaBaHuIo, TaHUbl Ha KONsCKax, B Oekabpe Ha eno4Ykn, BOCKPECHYIO LUKOJY,
MeonUnHCKME ydpexaeHmns. [laxe He 3Hato, Kak Mbl paHbLue 6e3 3toro xunu! A

41O BYOeT, ecnv BOPYr 3Ta nporpamma ncyesHet! CTpallHo noaymars, z ;
peb&Hok byneT cnaeTb oma! »

roponos nogkntoyeHo K cepsncy

@O SHOTON REOMI &
QO Al QUAD CAMERA
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10

06yyatoLMxX KypCcoB 3anmncaHo

60

NOTOKOB O6y‘-IEHV|F| nposeneHo

1212

caywaTtenen npownn obyyeHune

NHCTUTYT SPINA BIFIDA

MpoeKkT peanuayeTcs Npu noaaepxke

ABCOMOT-NOMOUb MED,

STUBIS

GNareTBOPUTENbLHLEIRA thoHA

6 KypcoB Ans BpayYen W Apyrux
cneumanucTos:

1.YBepeHHbI GanaHc onsa peten co
spina bifida

2.Kypc no nnaeaHuto

3.Kypc no paHHemy passutuio (0-3
roga) [Aonga Bpadven-neguaTpos M
APYyrux cneumanmcTos

4 Kypc no sprotepanum

5Kypc no  ncuxonormm  ang
CNeunanncToB,  COMPOBOXAAMOLLNX
feten co spina bifida

6.MNcnxonornyeckun Kypc ans

MeLMNLNHCKNX CNeunanucTos,
paboTalowux € BepeMeHHbIMK,
BbIHALUMBAIOLLMMNM nnog, o

natonoruven spina bifida, a Takxe ¢
poautenamun pebeHka co spina bifida

rof,OBOV OTYET 2022

y,

4 kypca gnsa poguTtenen:

7.Kypc no paHHemy passutuio (0-3
ropa) ons pogutenen aetemn co spina
bifida

8.Kypc pnsa pogutenenm petem co
spina bifida

9.Kypc no ncuxonornn ang cemen ¢
OeTbMM Co spina bifida

10.LLikona npuémHoro pogutens
pe6éHka co spina bifida

2 ; akcnepToB hoHAa
] 60 BUO,EONEKLMIA 3anncaHo
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7 o
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/ (i\ MpoekT peanuayeTcs

CMNOPTVBHbIV MPOEKT

CnopTMBHBLIN NPOEKT ANa OeTen, NOAPOCTKOB U MOMOAbIX B3POC/bIX CO spina
bifida.

Llenb npoekTa:
YBeNnn4eHne 3aHATUN CNOPTOM JeTen co spina bifida

3apaium:

Pa3Butue cekumn B permoHax;

M3meHeHne MHeHus popuTenen W peten - KOTopble cenyvac He XoTaTt
3aHMMAaTLCS CMOPTOM;

MakcmanbHoe BOBIeHEHNE 3aHATUSMU CNIOPTOM, NOMyNapu3aLums;

MeponpusTis B pamkax NpoekTa:

59

OpraHu3aums Bble3goB Ha COPEBHOBAHWS C LIEbIO 03HAKOMJIEHUS C BUOOM
cnopra;

MpuBneYeHne CNOPTMBHbBIX CNeLmanncToB B paboTy C ntoabMu co spina bifida;
OpraHusauma 3aHaTui CnopTom ONa Aeten U B3pocsbix co spina bifida B
ropopgax Poccuu;

BoBneyeHne peten u B3pocnbix co spina bifida B 3aHgaTMa cnoptom -
MaccoBble 1 NapanMmnUIUCcKme;

MNoBbllWweHNe WHOPMUPOBaHUA nofden co spina bifida 0 BO3MOXHOCTU
peann3auunn Yepes 3aHATUS CNOPTOM,;

MNpoBefeHe  OHNAMH-BCTPEY CO  CMOPTCMEHaMW U CNOPTUBHbLIMU
cneupanucTamv, 3afencTBOBAHHbIMA B 3aHATUSX CNOPTOM  togen ¢
WMHBaNNOHOCTbLIO.

Npv Noaaep>xke ﬁ R ESta I't

CMOPTUBHBIX CEKLMA AOCTYMHO
[Ns nogoneYHbIX poHaa

CNOPTUBHBIX MEPOMNPUSITUI NPOBEAEHO

CNOPTCMEHOB CTann oourLManbHbIMKU
ambaccapopamu oHpa

rof,OBOV OTYET 2022
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OOCTMXEHNA HALLUMX MO OOMEYHbIX

Mapwus LLlep6akoBa
(18 nerT

- r. Cumdpepononb
Monyyuna 3saHne KMC

AHacTacusa KynbkoBa

(10 neT), r. A3ep>XUHCK

3onoton npu3ép Bcepoccnmcknx
fOHOLLIeCKMX copeBHOBaHUN. [Npun3ép
napaaumnuimcKoro doecTnBans
Mapadpect, MHOrokpaTtHbIM NPU3Ep
YemnuoHata obnactu pna  nuu,
MNOOA

[apwus Monos.a (18) net
r. CaHkT-lNeTepbypr
3aBoeBana 301070 W
OpPOH3Yy Ha YemnuoHare
Poccum no TaHuam Ha
Konsckax

PusHa Umamuesa

(14 neT), nrr. boraTble Cabbl
[BykpaTHas 4YEeMMMOHKa
Pecny6nnkn TatapcTaH no
HaCTONbHOMY TEHHUCY Ha KONSCKax.
Camasg toHast y4acTHULUA NETHUX Urp
Mapanumnuinues «MbI
Bmecte.CnopT»

i VisaH A3aHos (18 nerT)
W 1. MNepmb
= Mony4mn 3saHne KMC

ApwuHa EnosukoBa

(12 neT), r. NMepmb
3aBoeBana OpOH3y Ha
yemnuoHate Poccum no
TaHLam Ha Konsackax

PycnaH Kapbimos

(10 ner), r. TiomeHb
3aBoeBan cepebpo Ha
YemnuoHaTe Poccn no |
TaHLam Ha Konsackax

FancuH Tumyp, Bacunbes Lamup u
PbkoB ApTemun K3 KOMaHabl
"Gromova Junior"

y4acTHUKM BcepoccMmckmx OeTcko-
IOHOLIECKUX ~ COPEBHOBAHWM MO
nerkow atnetuke cpeau vy ¢
= T[104A

Anactacus YepHoBa
(15 neT)
r. Cankr-lNetepOypr
CepebpsHas n
6poH30Bas npu3epka
NETHUX Urp
napanumnuimLes
«Mbl BMecTe.CnopT»
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

(11 neT)

POHBET 9EQ

g [Ip13HaH ayywmnm
et S N irpokom DoHbeT
MecTnBang

EomoE N o=om

Em En Sam
L RN EET =Y  a[1aNTUBHOMO XOKKes B

r () — r.Coyn
“l;l-l /
Bacuaesuy

OOCTUXKEHNA HALLMX MOAOOMNEYHbLIX

Maprapwuta bopogawn

r. MockBa

3aHsina NnepBoe MecTo B
rOpOACKMUX

|  COPEeBHOBaHMUSX Mo

| niaBaHuio

| Mapwus Tanosa (16 neT)
r. Mocksea

3aHgna nepsoe mectoB ¥
rOPOACKNX
COPEBHOBaHMSX NO
naaBaHUio

. MNBaH Bacnnesun4
g@;v FONEeT e (12 net) r. KpacHopap

Codcpusa MNeTpyxmHa
(14 ner), r. Kozenbck
3aBoeBana 301070 U
cepebpo Ha
Bcepoccnmnckmnx
FOHOLLIECKMX
COpPEeBHOBaHUAX Mo
naaBaHUio

EsreHuin Jlyroson

(8 ner), r. Komcomonbck- ]l :

Ha-AMype
Y4acTHUK
Bcepoccumckoro gHs
6era «Kpocc Haumm»

AHnactacna Makeesa

n TaTbsHa bob6poBckas
yyYactHukn V
MeXayHapoa4HOro
TaHLUeBasnbHo-
napaLuoTHOro
doectuBansa pns
CNOPTCMEHOB-
KOJI9COYHMKOB

rof,OBOV OTYET 2022

TaTbaHa bobpoBckas

r. Mockea

3aBoeBana 30/10TO U cepebpo Ha
yemnuoHaTe MockBbl NO TaHLAM Ha
konsackax. Cosepwumna 15 npbikKOB
C NapaLLoTOM

Cepreit MNywnawes (14 neT),

r. Mepmb

Mpu3HaH ny4ywnm nrpokom MoHOeT
decTMBanNg afanTUBHOIMO XOKKes B
r.Coun.

MonnHa Ma3zaHosa (10 nerT),

r. TiomeHb

YyactHuua YemnuoHata Poccun no
TaHUAM Ha Konsckax
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

OOCTUXEHNA B3POCJIbIX CITOPTCMEHOB

65

309 LLlypoea

3aBoeBana 6! 3050TbIX
mepaneun 7] 1
OpoH30BYyl0. 309  Ha
NeTHUX nurpax

napanumnumiues  «Mbl
Bmecte.Cnopt»  CcTana
MYNbTUMEOANIMCTKOM MO
niaBaHuio

OuHap Kamanues

YneH cbopHon Poccum
no  OGacketbony Ha
Kongckax, NyHLWnA
3alNTHUK, cepebpsHbIv
npusep TypHupa o
6ackeTO0Ny Ha KONgcKax

Jliopmuna BacunbeBa
CepebpsaHas n
6poH30Bas npu3epka
NETHUX urp
napanumnumues «Mbl
BmecTte.CnopT» No
doexToBaHMIO Ha
Kosigckax

BukTopus JibBOBa

Mo6eputenbHMua TypHUpa
Minsk Cup (Benapycs),
nobeouTenbHULA TypHUpa
Kemal Sahin Open ITF 3 series
(Typums), 9-kpaTHas

YemnuoHka Poccun no TEeHHUCY
Ha Kondackax

HypcuHa lanvesa

3aBoeBana cepebpo u 6poH3y
Ha YemnuoHaTte Poccun no
TaHLaM Ha KONsACKax

EneHa 3ambicnosa

3aBoeBana 30/10TO U cepebpo
Ha YemnuoHaTe Poccumn no
TaHLaMm Ha Konsackax

MESTER
GRONN

rof,OBOV OTYET 2022

AkxaHa A6ankapumoBa
LBykpaTtHas 6poH30Bas
npu3epka 3UMHUX urp
Mapanumnuiues «Mbl
Bmecte.CrnopT»

LaHuna bputuk

MaTnkpaTHbIN GpPOH308BbIN
npu3ep YemnuoHata Mupa no
NbIXXHBIM FOHKam 1 GUaTNoHY.
[BykpaTHbIn cepebpsHbIA 1
OPOH30BbLIM NpU3ep 3UMHUX
urp Mapanumnuiges  «Mbl
Bmecte.CrnopT»

WeaH [ony6koB

6-KpaTHbIM YEMNUOH MKUpa No
JIbKHBbIM  FTOHKam (cnpg) u
OnaTnoHy. O6napaTtenb
XpyctanbHoro rnobyca. 3-
KpaTHbIN nobepguTeNib 3UMHUX
Urp Mapanumnuiues «Mbl
BmecTte. CnopT»
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

MHOOPMINPOBAHWE O SPINA BIFIDA

NHpopMaUmoHHO-NpocBeTUTENbCKAA MpOorpamma HarpasjieHa Ha  pocT
0CBEOM/IEHHOCTN B OOLLEeCTBE O BPOXOEHHON NaTONOMMU CMUHHOIO MO3ra -
spina bifida ¢ uenblo noBbIWEHNS KBanMdUKaUMM Bpaderm Wu  [pyrux ny6anKaLuin o oHAae 1
cneumanucToB  (peabunutonoros, MNCUXONOroB, WHCTpykTOopoB JIOK wn TA), roAoneyHbIx gbilno 8 CMA
npocBeLLeHns filofen, CTONKHYBLUMXCA C OWarHo3om, a TakXe OCBeLleHUs
npo6semaTvku Ong  LWWPOKOW ayauTopun C  Uefblo  NPOMUNAKTUKN U
npuBIeYeHNs BHUMaHUS K npobnemam nogen co spina bifida B obectse.

rof,OBOV OTYET 2022

CBETAOE PAAWO

B pamkax nHdpopmaumoHHO-NPOCBETUTENLCKOW NPOorpammbl poHa paboTtaeT B
cnepyowmnx HanpasaeHnsXx:

+ Co3paH obyyatoLpnn NpoekT «MHCTUTYT Spina bifida;
+ OoHp B3aumopenctsyetr co CMW: npepctasuteny wn 3kcneptbl dooHAa
perynsapHo NPMHUMAaLOT y4acTue B penopTtaxax Ha TB n acpupax Ha pagumo, o

CpOH,EI,e N NOoAONEYHbIX BbIXOOAT ny6nvn<au,mm B MeOULUNHCKUX, Hay4HbIX U

OBLLIECTBEHHbIX XypHanax; penopTaxen Ha TB ¢ y4acTmem
* Cneupanuctbl M 3KCnNepTbl oHOA NPUHMMAIOT yvacTue B PasfINYHbIX NpencTaBuTesneN, SKCNepTos u

o6pa3oBaTesibHbiX  MEpPONPUSTUSIX: KOH(EPEHUMsX, opymax, Kpyribx noAoneYHbIX hoHAA

ctonax u Ta, roe pacckasbiBaroT 0 anarH0o3e u onbite chH,u,a;

WHHA UHIOLWWKUHA

* Cneupanuctsl n 3KCNepThbl q)OH,EI,a npoBoaAaT Npsamble 3Cpl4pbl B coumnanbHbIX
CeTax, a TakxXe NMpuHMmMmaroT yHactue B OGY‘-IaIOLIJ,MX BGGMHaan.

MEDIAMETRICS.RU

CBEXME KOTMPOBKH HOBOCTEH

MEDIAMETRICS.RU 7 MEDIAMETRICS,

CBEXME KOTHPOBKY HOBOCTEM L BEXHE KOTHPOBKM HOBO

MEDIAMETRICS.RU [ [ ] MEDIAMETRICS

JBKM HOB

3hMPOB Ha pagmo ¢
y4acTuem npegpcraBuTenem
W 3KCnepToB hoHAA

) &S
MEDIAMETRICS R y \ MEDIAMETRICS ]
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

NPEMUN/HATPALDI

69

[MpoekT nomoum 6epeMeHHbIM CTan POUHANUCTOM
MexgyHapogHon  npemun  #MbiBMecTe B
HOMWHaAUMKN  «Jlnpep CoumanbHbIX MU3MEHEHUN.
HKO», nponposa 3 KOHKYPCHbIX 3Tana BmecTe
ApyrMmn npoektamm!

Bcero 661510 nopgaHo 31719 3aaB0k!

Bcero B KOHKypce npuHUMano y4vactne 578
HeKOMMepYeckMx opraHusaumn. bbno 3assneHo
7000 nHnumatmne ot HKO.

Mo4tn 1900 nNpoekToB BLIWAM B NoAydpuHan
npemun  #MbIBmecte ©n Haw doHp «CnuHa
oudunpa» B Yncne nyyvwnx NnpoekTos!

»

okcnept  doHpa  Omutpuin  3UHEHKO
nonysmn  npemumio  «PenpopykTuBHOe
3aBTpa Poccum» B HOMMHaLMK
«MacTepcTeo»

I

7 cemﬂép
Pé npoay" TUBHO
poccvv 2022
F’enpony«maHoe
: 02 poccvvt 2022
A
ceHTatP
Pe“DODyKTV\aHoe 7
Poccvt 2022
Pe“DOAVKTMBHoe
enHTaopa g
C

PlOCCV\V‘ 2022

A
PenponyKTUBHOE 7 ceHTatp

o

Poccun 2022

7 ceHTAbpA PenpoayKTUBHOe
ce EnpaRfHEl

PenpopyKTusHoe 7 CeHTAOPA
RTP

A O A
B s o

YKTUBHOE 7 CeHTABPA PenpoayKTueHC

e 3ABTP,

Paocun 20

n 2022



BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

MEPOIPUATNA

StatusPraesens

B

Hayuwo-npakrweckan
YoHgepeHLHA

MEQUATPUA XXI BEKA:
HOBbIE NaPaAUIMbl
B COBPEMEHHbIX PeauaX

WUTorn Hay4yHo-npakTMYecKomn
KoHdpepeHuuu «Meamatpusa XXI Beka: HoBbie
napagurMbl B COBPEMEHHbIX peannax»

B Teyenne Tpéx AHel Beack rpaHcsiims B 10
3a71ax, B KOTOPBIX 372 JOKIaIYMKa PeCTaBUIII

7

E 10-12 dpeBpans 3kcrnepTbl PoHAA NPUHANN yHacTue

B Hay4Ho-npakTuyeckomn KOHpepeHuumn
«Mepnatpua XXI Beka: HOBble Mapagurmel B
COBPEMEHHbIX peannax» oT  Meguabiopo
StatusPraesens.

KoHbepeHumio npocmoTtpenn 6onee 260 Tbicau
cneunanucTos

10 mapta B Mockee coctognace XV
MexpyHapogHas KOHbepeHums
«@apmaLeBTnyeckmin 6usHec B Poccnn — 2022».

Ha  KOH(pepeHuuMnM  BhnepsBble  06CYXAanocb
B3aMMoencTeme hapmaueBTUYECKMX KOMMaHUA U
6naroTBOpPUTESIbHBLIX (DOHO0B.

AHHa KocTbineBa npuHana yvactme B ceccuun
«lomowb  pgna  6onbHUL.  UHpacTpyKTypHas
61aroTBOPUTENIBHOCTL Kak OfuH K3 cnocobos

noanep>XKun CUCTeMbl 30paBoOXpaHEeHUA»

19-20 mas B OIBY «HMWL, ATT1 nm. B.N.Kynakosa»
MuH3gpasa PO 3kcnepTbl hoHAa NPUHAAM yHacTue
B KOHrpecce «[paBo Ha >XW3Hb» U BbICTYNMUAN Ha
nieHapHom  3acepgaHum  "MepguumHa  nnopa:
rOPU30HTbI TepaneBTUYECKUX W  XUPYPruYeckmx
BO3MOXHOCTER" ¢ poknagamu "lnop, Kak nauneHT:
BO3MOXHOCTU BHYTPUYTPOOHOW Xupyprum (onbIT
HaunoHanbHOro ueHTpa), wu "BHyTpuyTpobHas
Koppekuusa spina bifida”

OBLLYr
g MPOEKTA o
“O POCOMIACKG

‘EPEVIEHAx

rof,OBOV OTYET 2022

31 mas EneHa MopsgkuHa npuHana ydactume B
Kpyrnom crtone npu  YNONHOMOYEHHOM  Mpu
Mpe3ngeHTe Poccuinckon Mepepaumm nNo npasam
pebeHka, Ha KOTOpOM oOO6cyxpanacb Tema:
“MOHUTOPUHI NeKapCTBEHHOro obecrnevyeHns B
cybbekTax Poccumnckon ®depepaummn” B

_ OGuiectBeHHon nanate Poccuinckon Mepepauuu.

MaTb u 11““'

M HIIEKYM ﬂPABHEHMH POAF

XV HAYSHO owmmmﬂuu GOPVN

£ i Mars u JluTs

~ EneHa pacckasana npo TO, Kak 06CTO4T gena c
 obecnevyeHnem

noaoneYHbIX dooHpa
OKCMBYTUHMHOM (OpunTaHom)

23 U 24 WOHS OHL MPUHMMAET y4acTue B

. MeX[OyHapoOHOM  MpakTU4eckon  KoHdbepeHLMK

“PaHngg nomoulb. Co3paHmne CMCTEMHOro noaxona
B Noaaepxke cembn”.

Cneunanuctbl ¢oHpa benoweHko AHacTacus,
LLowwHa EneHa n 3apunosa Bacung npepcrasnnm
[oknaabl 06 0COGEHHOCTAX UFPOBOM OEATENBLHOCTH,
3protepanesTuyeckon nomowm u nopbope TCP
[eTaM COo CnuHa budomaa

28-30 uioHa B CaHkT-lNeTepbypre akcnepTbl poHpa
npuHaNn y4actme B XV PernoHanbHOM Hay4Ho-
obpasoBaTtensHoM hopyme «MaTtb 1 Antar.

Ha nneHapHom 3acepaHun «MeguumHa nnopa:

" FTOPU30HTbI TepaneBTUYECKUX U  XUPYPrU4ecKnx
 BO3MOXHocTen» LlmakoB P.I., KocTiokoB K.B.,

nmapkosa K.A., n YyryHosa J1.A. paccmaTtpusanu
BONPOCHI npeHaTtanbHoOM AVMarHoCcTuku n
doeTanbHOM XMpypruun, B TOM Yucse npu guarHose

spina bifida 7o
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MEPOTITPUATUNA

| ®

B asrycre akcnept dooHOa, Bpay-Hempoyposor,
KaHouOaT MeguuMHCKUX Hayk ApTém Banepbesud
bepwapckun nocetun KoHdpepeHumo “OCHOBBI
peabunutaumm Hempoyposiorm4ecknx O0osbHbIX",
KoTopas npoxoguna B r.KemepoBo, rae BbICTynu
nepeq Konneramm ¢ poknagom “"Peabunutaums
OONbHbIX € HEWPOreHHbIMKM  HapyLUEHUIMM
MmoYencnyckaHus Ha ambynaTtopHom 3Ttane" n paxe
[an MHTEPBbLIO OJ19 MECTHOro KaHana

®* B ceHT96pe Mapraputa HukywnHa npuHgna
yq4actme B X OO6LLEPOCCMIUCKON KOHbepeHLmn
Flores Vitae «KoHTpaBepcun B HeoHaTanbHOM
MeovuMHe M negmaTpum», KoTopas npoxoguna B
Coun, roe npepcrasuna poknag Ha temy: «Spina
bifida: BO3MOXXHOCTHU MexXxancumnaInHapHon
MOMOLLM C MOMEHTa MOCTaHOBKM AuarHo3a. OnbIT
6narotBopuTeNibHoro oHaa «Spina Bifidar

%
*% CEMbA B LIEHTPE: "!,} 25 okTa6pa MHHa I/IHrou1KM|:|a npuvHana y4actue B
mu G e oMol o NPAKTUKO-OPUEHTUPOBAHHOM KOHpepeHuun
doHaa «Aud. [obpoe cepgue» B MockBe —
- «CeMbst B UEHTpe: CUCTEeMHas W ajpecHas
MOMOLLLb.

! NHHa WHIOWKMHA BbICTYNWNA Ha KOHMepeHuun ¢
Temon: «Onepaumm naumeHTam ¢ AMarHo3om CnuHa NpWHSNa y4actne B KOHrpecce.
Oudompar», rpe pacckasana o BHYTPUYTPOOHbBIX «MpaBo Ha 3[,0pOBbE», .
onepaumax KOoTOpbIN Npoxoann B Mockee

b




BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

MEPOIPUATNA

Spina Bifida Institute

* The 1st step in developing a system of professional
medical & rehabilitation assistance all over Russia

* Target audience A
* specialists of early intervention, physical and
rehabilitation therapists, sport trainers, occupational
therapists
* families with children with S8
* Plans: medical research, incl. genetic research
Results:
10 courses
2 000 request for training

902 students: physicians,

MPOEKT
SPINA BIFIDA

3UHEHKO
Kupunn Butansesmy Omutpuit KOpoesuy AmuTpuit Uropesuy

BEPAUYEBCKASA OXAMKWH

Esrenus MaparosHa

KOCTIOKOB

26-27 okTa6ps 2022, || Bcepoccuitickasi Hay4Ho-
npakTuyeckas KoHpepeHuus ¢
MeXAyHapoAHbIM yYacTuem

ORPHA-DA. PEAKWNE
BOJIE3HW: OT NICTOKOB
K NMEPCIMNEKTUBAM

75

C 5 no 9 ceHTabpa 2022 ropa
npowna 29-9 MexayHapogHas
KOHbepeHuma no Spina bifida w
rmgpouedanuu: pa3Hble
NOTPe6HOCTH, OAMHAKOBbIE MpaBa.
OT Poccm  Ha  KOHpepeHumu
BbicTynana AHHa KocTtbinesa, rge
nogenunack onbiTom oHaa

10 OKTAOpPS COCTOSANCS
MeONUMHCKUA  nekTopun  «Spina
bifida» Ha nopTane MepsecTHuUK, B
KOTOPOM NPUHANN yyactune
3KcnepTbl poHaa

26-27 oktab6ps WHHa WHowkunHa
npuHana yyactue B I
Bcepoccumnckon Hay4Ho-
NPakTU4eckon KoHdepeHumn ¢
MeXAYyHapOaHbIM yYacTUeMm, rae
BbICTYNWa C Temom:
«OpraHu3aums KOMMJIeKCHON
coumasnbHoM NoAnepPXKU OeTam Co
Spina Bifida. OnbIT U Nporpammsl
B® «CnuHa budounaa»

25 okTabps -

Beemmupwbiit Aews Spina bifida

OmniDocter

TO TAKOE SPINA BIFDA el

OBCNELAOBAHUE AETEN NP SPINA BIFIDA
Y AETEW

* IMEDENNE OKPYRHOCTH rOAOBM benowenko
. W Anactacus Brajmuposna

* Y31 0DranO BOIOLMOR NONOCTH, NOMEK W MOYEROID Ny 3NpH

.M cycranos, PF n cycTanon
* OAM
MM

AEHb BTOPOK

* MPT roA0BHOTO W CAKNNOFO MO

19 HoAbpA
2022 ropa

HyxHa nomouis? Hanuwure vam!

SPINA

smoa  [POEKT
SPINA BIFIDA

«lMaTonorms NO3BOHOYHUKA
npu Spina bifida»

rof,OBOV OTYET 2022

B okTa6pe B pamkax BCEMUPHOro
MecsLa 0CBEAOMIIEHHOCTHM O spina
bifida HHa WHIOWKWHa 1 EBrenus
bepanyeBckas NPUHANN y4acTue B
BebOWHapax Ha noprtane
«OmniDoctor»

' 19 Hos6psa AHacTacus benolueHko

BbICTYNWNa Ha 100#m
00LLEepPOCCMNCKON  KOHMpepeHL MK
«Flores vitae. [lonuknuHWYeckas
neguatpusg» ¢ poknagom «Ha
npueme pebGeHOK CO  CnuHa
oudunpa. BepeHne pebeHka co

" cnMHa Oudpmpa - akueHT Ha
, peabunutaumio B NONNKINHUKEY

S5 n 6 pekabpsa 3kcnepTbl poHAa

npuHaAM - ydactve B [epsom
3UMHEM obpa3oBaTesibHOM
dopyme Ha noprtane
«MepnBecTHUK»
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BJIATOTBOPUTESTbHbIN ®OHL, «CMHA GigéRids

MEPOIPUATNA

'} B pamkax mecsaua ocBe[OMIEHHOCTU O AuarHose
spina bifida 25 okTa6pa npowna BCTpeYa C
napTHEpamu, JoHOopamum doHaa n
PYKOBOOMTENAMMN  KPYMHENLWIMX OpraHuM3aumMn B
YIOTHOM MecTe B UeHTpe Mocksbl. Ha BCTpede
obcyxaanucb pesynbTaTbl paboThl 3a npoluefiine
6 neT n cTparterna passuTna poHaa

e ‘4 | 2-4 pekabpsi AHHa KocTbinesa nocetwna 10-yto
" toOnNenHyo KoHBeHuMIo cneunanncTos
rPYyLoHUYKOBOrO nnaBaHus, NPOBOANMYIO
MexpayHapogHon — accouuaumen nopaepxku  u
Pa3BUTUS PaHHEro U rPYLHNYKOBOIO NaBaHug, rae
Jennnack ycnexammn Halero YHMKanbHoro Kypca no
nnaeaHuio ona petern co spina bifida, a Takxe
HanaxwuBana KOHTaKTbl C HOBbIMX CrneuyannucTtamm
B 06nactu rugpopeadbunmraymu

13-14 pekabps B MockBe npowna Hay4yHo-
npakTuyeckas kKoHdepeHums «Cuctema paHHen
nomowy. TpaekTopus  pasBuTUs», B  HUC/Ie
CNMKEepOB KOTOPOM CreumanucTbl Hawero doHaa:
. Mapraputa HukywmHa wn 3protepanesTbl WpuHa
| Ty4mHa n Hamcanma JawmgoHaokoBsa
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BJIATOTBOPUTEJIbHbIN ®OHL, «CMHA BUDWNOA»

BEBHAPbI

OpHa 13 3apay NpucyTCTBUS 6NaroTBOPUTENBHOMO (POHAA B COLMASbHBIX CETSAX
—  WHOPMUPOBAHWE  ayguTOpPUM W MNOBbILEHWE OCBEOOMSIEHHOCTU B
obLecTse 0 BPOXAEHHOM NOpokKe CNHa budumaa.

BaXHbI MHCTPYMEHT 34eCb — npsamble 3pupbl M BeOMHapbIl, KOTopble
NO3BONAOT CMMKEPY B3aMMOLENCTBOBATL C ayAMTOPUEN B peXUMeE peasibHOro
BPEMEHM.

Bbicokne oxBaTbl U BOBNEYEHHOCTb 3puUTeNen roBopuT 06 akTyanbHOCTU Tem
NPsMbIX 3PUPOB: BepemMeHHble XEeHLUMHBI, oxugatrowme pebéHka co CruHa
oudunaa, meguuMHCKUe cneumanuctbl, poauTenn peterm co cnvHa 6udmpa,
B3pOoC/ble CO CnNuMHa Oudompa, Cneumanuctel  NOMorarwmx npodpeccum
0Ka3bIBalOTCS BOBMIEYEHHLIMWU B NpSaMble 3pMpbl U MOTyT 3afaBaTb BOMPOCHI U
y4acTBOBaTb B AUCKYCCUSX, KOTOPble CO3aaeT BeayLmm cupa.

Cneumanuctbl poHga NpoBOAAT NpsMmble 3PUPbI C Bpa4amun 1 3KCneptamu, Bo
BPeMmMs KOTOPbIX POAUTENN MOrYT 3afaTb BOJHYIOLIME UX BOMPOCHI B pexume
peasibHOro BpeMeH!.

[Nng NoBbILWEHWUS MOTUBALIMM Y NOJOMEYHBIX, (DOHL, perynspHoO NpoBOAUT 3dMpPbI
C YCNeLHbIMM CNOPTCMEHaMN U NPeacTaBUTENSAMN CNOPTUBHBIX CEKLMI, a TakxXe
TBOPYECKME MacTep-Kaceol.

MpepcrtasuTtenen poHaa perynsgpHo nNpuraawatrT NPUHATL ydactTne B 3cupax
napTHEPCKUX opraHusaumm, coobuiects n CMA.
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3¢hmpoB NPoBELEHO C BpaYamu-
aKkcnepTamu poHaa: NEANATPOM,
HEBPOJSIOrOM, HEMPOYPOJIOrOM,
NCUXOSIOTOM, aKyLLIEep-rMHEKOIoramm,
Y3W-gnarHoctamu u optonegamm

MHIOPMALMOHHBIX 3COMPOB NPoBeNy
cneuuranucTbl oHaa

NPsSIMbIX 3CPUPOB NPOBELEHO CO
CNopTCMEHaMM1 1 NPeLCTaBUTENS MM
CMOPTUBHbIX CEKLIWM

rof,OBOV OTYET 2022
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[PAHTDI

TOYKA
OMOPbI

ST
I'IDmlIHA
SODLKIAUHAH CA/RHTRINIAS

AbcontoT—loMoLub

42,

81

Moppep)kka éyaeTt

BnarotBoputenbHbi poHA «CnnHa
6udpupanr. MpoekT «PaHHee
COMpPOBOXAEHWEe fieTel C AUArHO30M
CnuHa 6udunpaa ot 0 go 3 net «HapéxHbin
CTapT»™.

®oHpg  “CnnHa  Oucpmpa” nobegun B
KOHKypce  «Toyka onopbl».  KOHKypC
npoBoaUTCS 6naroTeopUTENBbHBLIM
doHoom Bnagumupa MNoTaHWHa B pamkax
6naroTBOPUTENBHON NPoOrpammbl
«dpdpekTUBHAsA OUNaHTponms.

Haw dooHg nony4mnn 9 650 000 pybnen Ha
oKa3saHwe agpecHomn NMOMOLLLU
NOAONEYHbIM

B 2022 ropgy Haw dpoHpA BOLEN B 4UCNO
nobeputenen  KoHkypca  «llogaepxkka
OypeT» OT OaHka TuHbKOMD W BbIMrpan
rPaHT Ha OpraHuW3auyoHHOe pa3BuUTHMe C
NpoekTom «BHeppeHuWe ynpaBneH4Yeckoro
y4eta B CRM-cuctemy cpoHpan.

Cymma rpaHToBOW MoOALepXKU cocTasuna
966 630 pybnen

DoHp, «CnunHa oudpunpa» cran
nobeguTenem OTKPbITOro KOHKypca
bnarotBoputensHoro doHpga «AbcontoT-
MomoLLb». MNpoekT «PaHHee
CONpoBOXAeHWe aeTen C AMarHo30M spina
bifida ot 0 oo 3 netr HapeXxHbin cTapT»
nonyYnn NoAAEPXKKY Ha 2 rofa B pasmepe
11706 508 py6nen

roL0BOV OTYET 2022
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AKLINM

| (I QO

AETU BMECTO LIBETOB

oZON WY pgm

ToBaps! ans manbiwen
¢ ocobow 3a60T0i

1 ceHTa6psa coHA BnepBble NPoBEN akuuo “Metun
BMECTO LIBETOB", HaC Noagep>anan y4eHUKn 6 Likon,
KOTOpbIM yaanocb cobpatb 97 690 pybnen!

YHUKaNbHbIK  NPOEKT, OO0bEOUHUBLUMK CNOPT W
6NaroTBOPUTENbHOCTb, - PYTOOMbHBLIM YemnuoHaT
Cepres MrHawesun4a 1 BoSIOHTEPOB poHAa «HyxHa
nomotupb» - «MeHan urpy!». B aTom rogy Haw ¢oHg,
BbiOpana u nopaepxueana MobuTenbckas >XXeHckas
doytéonbHaa kKomaHga «HuHa [emme». 3a Bpems
YemnuoHaTa KomaHpa cymena cobpatb 48 850
pybnen B nNoOOepXKy [OeTen-cMpoT CO CMuHa

6ucunpa!

Haw coHO npoBen COBMECTHYHO  akuuio ¢
naptHépamu: komnaHmammn ROXY-KIDS u  Ozon
3abota. KomnaHug Roxy-kids nepesoguna 5% ot
cToMmocT ToBapa Ha Ozon B noAadepkKy Hawimx
NoAOMeYHbIX.

bnaropaps akuun 6110 cobpaHo 495 437 pybnen!

B pamkax akuuun #LllenpbIMBTOPHUK Mbl BMecCTe C
Hawmnm napTHepom komnaHuen ROXY-KIDS nposenu
akumio, bnarogapsa kotopon cmornm cobpatb 11 380
pybnen B nopaepxky cbopa CUCTEMHOW MNOMOLLM
OepeMEHHbIM  XEHLMHam  C  YCTaHOBJIEHHbIM
AnarHo3om spina bifida y 6ygywero pe6éxkal

B nekabpe moHTeccopu-wkona «3emnsHe» nposena
eXerofHyo 6naroTBOPUTENbHYIO akLMo, Ha KOTOPOK
6bino cobpaHo 104 690 pybnen. Bce cpencrea Gbinn
nepefaHbl B noadepxky cbopa [Ans  Hawero
nogoneYyHoro!

CoBmecTHO C npunoxeHnem Tooba B gekabpe Mbl
nposenu akumio «Jlrogn Bmecto cenepsepkos», Mbl
npurnawann pgenatb MOXEePTBOBAHWA Ha Haliu
cbopbl, a He nokynaTtb dpenepBepkn, netapasbl,
XJTONYLLKMN.

Bnaropaps akuum 6110 3akpbITo 5 cbopos U cobpaHo
934 793 py6nen!

rof,OBOV OTYET 2022

KAX 6V BALLI JTAVIK U1 PEMOCT
MOMOTAET BYAYLLIEMY PEBEHKY CO
CMHA BUOUAA POANTLCA
MPAKTUYECKI 3[OPOBbIM!

SPINA '
@ BIFIDA ‘}gl))(SY
#UlEJl.fmeTOPHMK

Exeroawas 6naroTeoputensHan

POXAECTBEHCKAA

APMAPKA 48

11:00-17:00

VTR

CAMOE BAXXHOE HA CBETE — 3TO

noau

NoaU BAXXHEE ®EVEPBEPKOB,
LAPUKOB, rMPNISAHA U KOH®ETTHU
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OUNHAHCOBbIM OTYET. NOCTYMNJIEHNS

[paHTbI: 16 929 659,00

b® AbcontoT-MNMNomoLLpb 6 314 784,00
b® Bnagumupa lNoTtaHnHa 9 648 545,00
TuHbKOP D 966 330,00
KpayodaHanHr: 10 006 670,60
Tooba 3784 850,11
B® Kop pobpa 2 221212,00
[o6po.Mann.py 1777 999,00
b® "Bknap B 6ynyuiee” 1043 124,09
B® "Hy>xxHa nomoLub” 1017 119,54
Ozon 73 016,70
bnaro.py 60 706,37
B® «KynbTypa 61aroTBOPUTENBHOCTUY 28 242,79
MoyTa Poccum 400,00

MoCTYNNEHMs OT OU3NYECKUX NNL;
[OCTYNNEHMS OT OPUANHECKMX NNLY

BHepeanu3aumoHHble Joxoap!
Bo3BpaThl OT MOCTABLLIMKOB

WUtoro, noctynnexuns B 2022 rogy, pyo.:

Pro-bono noctynneHus:

Med.Studio 2 240 000,00
MonyyeHwne TCP ot rocypapcrea 13 060 686,00
AHpekc.Takeun 11740 722,40

1800 000,00
28 841 408,40

AHpekc.[paHT.Peknama

Utoro, pro-bono noctynneHus 8 2022 roay, pyo.:
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Ipyroe

MocTynneHuns FpaHTl

OT ropUgnvecKnx nuu,

MocTynneHns
OT PU3N4ECKMX NnL,

KpayodaHouHr
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OUNHAHCOBbIN OTYET. PACXOLb

[MpoeKkT nomoLm 6epeMeHHbIM XEHLLIMHAM 2149 392,37

MpoekT «PaHHee conpoBoxaeHue aeten ot 0 no 3 net» 1337 519,12

MNpoekT «lomaluHee BU3NTUPOBaHME 2 697 414,23
[MpoekT «AgpecHas NOMOLLLb» 17178 803,00
MpoekT Henpoyponornieckom nomoLLm 2 244 334,84

[poekT topuanveckon NoAmep KM 2 308 889,18

MpoekT «YBepeHHbIM 6anaHc ona neten co spina bifida» 766 818,00

NHdpopmaLumnoHHO-NpocBeTUTENbCKas Nporpamma 1001 230,00

WHcTuTyT Spina Bifida 3783 851,19

CnopTuBHbBIN NPOEKT 500452,78

AOMUHUCTPATUBHO-XO39NCTBEHHbIE pacxonpl 6 260 406,35

Utoro, pacxogpl B 2022 roay, pyo.:

42739 000,26

*Mpy UCYUCNEHMM CYMMbI PaCXOL0B MCMOJIb30BASICA KacCoBbIM meTof, cnefya byxrantepcknm
cTaHpaptam u Hanorosomy Kogekcy P®. [py MCNosib30BaHUM KacCoBOro METOAA Pacxofbl
NPU3HaOTCA B TOM Nepuoae, Koraa npounsoLwén gakTt onnatbl.
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A,EI,MMHMCTpaTMBHO-

[MpoekT nomoLLn 6epemeHHbIM
XO39MCTBEHHbIE pacxombl

XKEeHWNWHaM

\

MpoekT «PaHHee conpoBoXaeHWe feTen ot
0 no 3 nem»

MHcTuTyT Spina Bifida

MpoekT nomoLLUM JeTam u
B3POC/IbIM C OMbITOM

MHdopmaLMOHHO- cupoTcTBa
npocBeTUTeNbCKas

nporpamma 1%

MpoekT
«[JomaluHee
BU3NTUPOBaHUEN

8%
CnopTuBHbIN
npoekT 1%

N ——————

co spina bifida» 1%

MpoekT
ropuanHeckomn
nogaep>ku

MpoeKT «YBepeHHbI 7

6anaHc ona geten
MpoeKT HeMpOypPOOrn4ecKom NOMOLLLM

MpoekT
«AnpecHas NoOMOLLb»
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fopoBOM OTHET
bnarotBoputensHoro gpoHaa «CnuHa budounaa»
O pabote B 2022 ropy

Appec: 117218 r. MockBa,

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

www.helpspinabifida.ru
BctynanTte B Hawy rpynny:

www.vk.com/spina.bifida

MonHyto nHpopmaumio o pabote poHAa — HaLMX NPorpammax,
npoekTax, NoAoneYHblX, COTPYAHMKAxX, BONOHTEPAX, NapTHEPaX u
CMOHCOPax Bbl MOXETE HAaNTU Ha canTe

Cocrasutens: Onbra NeTyxoBa

B oT4éTe ncnonb3oBaHbl doTorpadomm:
EneHa VBaHoBa

Hatanba CemeHoBa

Mapwus Tynynuesa

Aca MnHeeBa

Bnapumunp Cy660THH
KpuctnHa YctaH

MapuHa Macnosa

JlencaH JlykmaHoBa

KceHna CtenaHoBa

NHecca Poany

Codobs bengkosa

lpadpmka: Hukonam KasyHuH

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

Mo pekBu3UTam:

BnarotBoputenbHbi hoHg, «CnnHa budounpa»
MockoBckuin 6aHk NAO «CoepbaHK»

p/c: 40703810838000004588

BUK: 044525225

kop. c4eT: 30101810400000000225

NHH: 7727287817

KMn: 772701001

OrPH: 1167700055380

OTtnpasue SMS Ha kKopoTku Homep 3443

co cnosom SPINA 500 (roe «500» cymma B pyonsax
(moxeT 6bITb Nto6on o1 10 oT 15 000, 0653aTENLHO
HY>XHO OTNPaBuTb NOATBEPXKAEHMNE B OTBETHOM CMC
MHa4e NoXepTBOBaHWE He AONAET)

Mo QR kopy



http://www.helpspinabifida.ru/

