


Bcero B peectpe dooHAaa:

239 4eJ10BeK C OrbITOM CUPOTCTBA:

107 npuemHbIX OeTen 1 B3POCIbIX
131 pebeHOoK 1 B3POCNbIN B YHpEXOEHUAX

106 nognexar ceMenHoMy YCTPOMCTBY




KM3Hb nocne feTckoro oma:
NCTOPUN NPUEMHBIX AeTen C AnarHo3om spina bifida

ExxerogHO BO BTOPOM NOHeOEeNbHUK HOA0pS OTMeYaloT BCemupHbIA feHb CUPOT. AHHa — UHaHCOBbLIN MeHepXxep, C

B 2022 ropy pata Bbinana Ha 14 Hosa6ps. HakaHyHe cobbiTua Mbl NOO6LLANUCh
C Mamamu, KOTopble B34sIM NOA, ONeKy AeTen ¢ aguarHo3om spina bifida n namennnm nx

SKU3Hb K NlyYLUEMY.

AHHa, . MockBa

HepasHUX nop npuemHas mama. [lo
TOro, Kak B3aTb Mapuio nop oneky
4yacto npocmaTpusana 06asy pereun-
cmMpotr K cneguna  3a  pabotoun
BONOHTEPCKUX  oHAaoB.  [OTOBACH
NPUHATL B CeMblo pebeHka Aymana o
TOM, 4TO 3TO OyAeT ManTka um
maneimk 10 neT — Takmx YCbIHOBASIOT
pexe. O pebeHke C MHBaNMOHOCTLIO He
Aymana —  Kasanocb  C/ULLKOM
60MbWON  TPYOHOCTbIO, HO  YBMAEB
Mapuio TOYHO MOHANA, YTO 3TO ee A0Y4b.
«Moen povepn Mapumn 10 net. OHa —
[eBOYKa C xapakTepom, Kak u gpyrue
MoW peTun. 26 Hoabpsa 2021 ropa 4 B3sna
ee Ha TroCTeBOM  pexum  —
cneunanbHbii - popmat  npebbiBaHns
pebeHka M3 [EeTCKOro AOoMa B Cembe.
Yxe rog Mawa XxueeTr y Hac» —
paccka3sbiBaeT AHHa.

B nepuwon naHgemun, Korpa petckue
[OMa OblnM 3aKpbITbl K MOCELLEHMUIO,
AHHa coBeplwmMna BaxHbIM gna cebs

war — npowna obyyvyeHne B Lllkone
NPUEMHbIX poguTenen. 3TO  CTano
peLlaoLLMm drakTopom ans

JanbHenwero nNpuHATUS pebeHka nog,

oneky. «Bce nogm XuBYT POBHO Tak, Kak
XOTAaT. Mbl Camn OTBETCTBEHHbI 3a Ceb4
N CBOW NOCTYMKW. 9 NPUHUMAIO BCE, YTO
eCTb B MOEW XWU3HW, Yymelo OpaTtb
cnTyaumilo B CBOM  PykKU. ITO  Moe
XW3HeHHoe kpepo. MoTusaumen 6bino
XenaHve  3abpatb  pebeHka U3
rocyypexpneHvs u nokasarb, 4TO ecTb
apyras >Xu3Hb. 4 3Hana, 4TO MOry
NU3MEHUTb K JIYHLWEMY YblO-TO >XWU3Hb»,
— Aenutca AHHa.

B petrckom pgome ecTb  CcTporoe
pacnucaHue: pyTuHa, npoueaypbl — Bce
pacnucaHo no 4acam. Cenyac y pebeHka
TOXe €eCTb pacnopsfok [HS, HO yxe
COCTaBNEHHBIN  C  Y4ETOM  JINYHbIX
notpebHocTen W UHTepecos Mapum.
B nepson nonoBuMHe OHA — YypPOKMK
B LUKONE. Heckonbko pa3 B Hepento —
3aHATMA MO TeaTpasibHOMY WCKYCCTBY,
NeHuto uU nenke w3 MuHbl. «NHOrga
nHTEpecbl pebeHKa MeHdATCd, HO
rnasHoe, 4710 cemyac y Mawm ecTb
BO3MOXHOCTb 60fiblle NPosiBALTL Cebs.
CamMoCTogTeNbHOCTN Y Hee He OTHATH:
cama paccyuiTbiBaeT Bpems, CTaBuT
OGyaNNbHUKN, BblOMpaeT 4yem
3aHMMaTLCA» — OODBACHAET AHHA



Y Mawu — spina bifida, peBovka
nepensuraeTca B akTUBHOM Konacke. B
OEeTCKOM aome OHa nony4vana
MELULMHCKYIO  MOMOLLb, HO  cemnyac
HeoOXoAMMble Mepbl [OCTYMHbI fN5 Hee B
Gonbwem ob6beme. OHa 3aHUMaETCH
nnaBaHMem W  NOCEWaeT  3aHATUS
«YBepeHHbIn 6anaHc» pns feTen co spina
bifida, «koTopble npoBogUT KOMaHma
6narotsoputenbHoro doHpa «CnuHa
Gudpunaan. 3710 nomoraet BEeCTU
ONHaMKUYHbIM 06pa3 XWU3HM U NonyvaTb
[OCTaToMHO [ABUraTefibHoM akTUBHOCTW.
Heckonbko net Hasag, Mapuu caoenanu
onepaumio, rnocne KOTOPOW COTPYAHMKM
[ETCKOro Aoma Haponro orpaHuynnun ee
3aHATUA  TEHHUCOM — C  Lenblo
noactpaxoskn. OgHako cemvac pebeHok
4yBCTBYET Ce05 OT/INYHO U Y CeMbU eCTb
BO3MOXHOCTb  noggepxatb ee B
CNOPTUBHbIX N TBOPYECKUX HAYUHAHUSX.

«bbIBaET TAXENO PU3nNYeCKn, Hanpumep,
KOr4a HYXHO MOAHATb KPeCno-KONACKY.
Ho ecnn Obl MHe OblNO HYXHO caenatb
Takown BbIOOP eLle pa3s, guarHo3 meHs Obl
He OCTaHOBW» — [EeNUTCa AHHa.

B cembe pebGeHoOk nonyyaetr ropasgo
6onblle BHUMAHUS. «MHe HpaBWTCS, 4TO
000 MHe MHOro 3aboTATCs» — roBOPUT
cama Mapwms.

Pacnucanue Mawwu

UpuHa, r. Kozenbck

«Korga npuHMmana B CEMbio OEeBOYEeK —
Cocpuio B 2016 roay u Aneny B 2020 ropy,
TO obaymbiBana peleHns
NPOAOIKUTENBHO M CTapanacb COOTHECTU
CBOM CUbI C OXMOAHUIMU. [lymana O TOM,
4TO 9 MOTY O0AaTb UM U Hem NOMOYb. Y MeH$
y>e 6bln onbIT ycbiHOBNEHUS B 2003 roay,
NMO3TOMY K BONPOCY NoAxoamna C OnbITOM.
Bbino HamepeHue B3aTb Mofg,  Oneky
pebeHka C ocobGeHHocTamu. 4 obpalana
BHUMaHWe Ha TO, Kak nepepBuraloTca Ha
Kongckax gpyrue [OeTn, Kak YCTPOeHb!
TpoTyapbl U 6opAOpbl BO3/1e HALero goma
— Ha cnyYan, ecnu Takylo Konscky 6yny
KaTUTb U 9», — OEeNUTCa CBOEerN UCTOPUEN
NpuHa.

Codona — ynpsmas u ueneyctpemneHHas
OeBOoYKa, NPUPOXAEHHbIM nuaep.fonana B
CeMblO, KOrga en WCNoSHMNOCL 6 neT.
NpuHa obpaTuna BHUMAHWE Ha BOfEBble
KayecTBa [ovepu M Hawna 4Yepes HuX
noaxon, K BOCMUTaHUIO: nuckana
BO3MOXHOCTM crnopTa pns peten ¢
WMHBANIMOHOCTLIO, MOAXOAsdLUMe 3aHATUS,
poctynHyto  cpegy. Cemyac  Codoumsa
3aHMMAaETCa TPMUaTIOHOM: 3TOT BMA, CnopTa
BKJIlONAeT 6er Ha Kongacke, NpoxoxaeHwe
3Tana Ha xeHabanke (py4HOM Benocunene)
“ nnasaHue.

«Copua ncnbiTbiBaeT 60bLLUYIO PafoCTb OT
CBOUX [OCTUXeHuMWn. En Hpasutca ObITb
nepson BO BCEM. TPMATAIOH — TOT CMOPT, B

KOTOPOM OHa MOXET NposBUTL Ceba C
pa3sHblXx CTOPOH. A ong Aywn y Hee —
TaHubl», — [EenuMTca HabNIoOEHUSIMN ee
Mama. Y OeBoYKku | toHowecku pa3psg no
Gery u lll B3pocnbin paspag No NaaBaHuIo.
Ha cyety Codoun yxxe mHoro Harpapg,. OHa
— ©e[VHCTBEHHbIN B pernoHe OeryH-
KOMSACOMHMK. 3a nnevyamu [eBodkn 4
mapadoHa u peTckuin 3aber B COMMHCKOM
TpuatnoHe «lron star». A ewgé Codwmsa
nonyynna HarpygHoii 3Hak «lopsvee

cepaue».

AneHa — po6pas, ropgas u 3amkHyTas. [lo
17 net oHa BocNUTbiBanNacb B [OETCKOM
Jome  cpegu  petern  C  rnybokowm
WHBANMAOHOCTLIO. [leBoYKa Aaxke He 3Hana,
CKOJIbKO €W NET, He yMena 4Y1TaTb U NucaTb.
Bce ee peTcTBO M OHOCTb Npownu 6e3
CBET/IbIX COObITUMA, KOTOPblIE MOXHO Oblo
Obl 3adomkcupoBatb B namatu. [Hu Obinn
0OHOO0pa3Hbl, a U3 BOCMOMUHAHUA — TO,
Kak B nanartax ymumpanu Taxeno 60nbHble
netn. C Ha4anom «HOBOM» XM3HWN en ObiNo
CNIOXHO apanTupoBaTbCd B CEMbe, LIKONe
n oblwecrtee, HO cenyac cyobba AneHbl
n3meHunacb no-Hacroawemy. OHa y4uuTcs
B XYQOXeCTBeHHOM  konnepxe. Ee
yBNe4YeHne — BblKUraHMe Mo [Aepesy.
Habnopas 3a cecTpon, AneHa noHsana, 4to
X04eT 3aHMmaTtbCs TaHuamu. OHa yxe
3Ha4YMTENbHO npeycnena B 3TOM. B ee
XWU3HW  MOSBUANCL  BOCMOMMHAHUSA WU
BReYaTneHus.
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Y70 Takoe spina bifida

Spina bifida — BHYTPUYTPOOHLIM NOPOK
pa3BuTHS, BblpaxatoLmmncs B
pacwienneHum no3sBOHKOB. Beuay 3TOro
KaHan Mo3BOHOYHbLIA KaHan oCTaeTcs
OTKPbITBIM B MecTe pedekta w
3HAYUTENbHO BAMSIET HA 00pa3 XW3Hu
Yyenoseka. CoBpemeHHble MefunKu
NPOBOAAT onepaLun No 3aKpbITUIO Takoro
oTBEepCTUS, B ToM quncne,
BHYTPUYTPOOHbIE, a BO3MOXHOCTH
peabunmMTtaumMn OTKPbIBAOT Manbilam u
B3POC/bIM NOASAM A0POTY B NOSIHOLLEHHbIN

mup. [letTh wn  B3poCible C  TakuUM
AnarHo3om He Bceraa COXPaHAT
gBuratenbHble BO3MOXHOCTHM, W Haule

BCEro nepeasmuraroTcs Ha KoNsacKax.
Kak xwuByT getu co spina bifida

PacwenneHMe NO3BOHKOB — CEPbe3HbIN

OMarHo3,  TpeOyloWmin  HenpepbIBHOMO
HabnogeHns. B nepeble rofbl KWM3HM
DETSIM  HeobXoguMma  Xupypruveckas
MOMOLLb, NOBbILIEHHOE BHUMaHWE K

BOMpocam 340poBbsa U 0cobbin yxopn. K
60NbLLIOMY COXANEHUIO, HE BCEX AEeTEN CO
spina bifida BocnuTbIBAlOT B CEMbIX:
MHOTME M3 HUX OKasblBalTCA B [OMax
ManoTKN U MHTepHaTax. B peectpe poHpa
Ha CerogHAaWwHWM peHb 132 pebeHka U
B3POCAbIX C OMbITOM CUPOTCTBA, U3 HUX 106

F MNOLeXaT CEMENHOMY YCTPOCTBY.

OpHako noponeyHble
bnarotsoputenbHoro  goHpa  «CnuHa
6ucmpa»  OOKa3bIBAOT  Ha  CBOEM

npumepe, 41O AETU C AuarHo3om spina
bifida moryt XxuTb c4acTamMBoW W
AMHAMUYHON XU3HbIO.

Bnaropaps COOCTBEHHOMY  MPOEKTY
topuan4eckon nogaepxkun doHgy «CnuHa
6udpunaa» yoaetcs nosyyarb
HeoOXxoOMMble  TexHU4YeckMe CpeacTsa
peabunutaums ong CBOMX NOAONEYHbIX No
nporpammam 0693aTeNbHOro
MEOMUMHCKOrOo CTPaxoBaHus.

Cenvac gna Cocpumn n AneHbl OTKpbIT cOop
Ha NpUOOpPeTEHNE CNOPTUBHBIX KONSACOK
ONg  3aHATUM  TaHUamu, MOAYYUTb OT
rocyfapcTea Takme KONCKUM HEBO3MOXHO.
bnarogaps Nerkum Z NPOYHbLIM
MaHEBPEHHbIM KONSCKam OEeBOYKU CMOTYT
NpoJoNXaTb pasBuUTMe B MUPE TaHUEB U
nogaepXxusaTtb CBOIO dunsmyeckyto
aKTUBHOCTb.

Bbl moxeTe NOmMoYb MM B 3TOM — BCS
nHGOPMaUMa B OTKPLITOM JOCTyne ecTb
Ha canTe bnaroTBopuUTENbHOrO OHAA
«CnunHa 6udpunpan.

TekcT: Annna JlnxoTa

HOBbI/1 Odar



HOABPb. LI ®PLI

[MpoekT nomoLum
6epemeHHbIM

MNpoekT
agpecHoun
nomoLm

UHCTUTYT
«JJomallHee Spina bifida

BU3UTUPOBAHUE»

«YBEepeHHbIN

* 10 6epeMeHHbIX XEHLLMH » 27 peten noayvnnu * 106 BM3NTOB COBEPLLEHO * 60 TPeHMpPOBOK NPOBEAEHO * 2 notok Kypca LUMP

[MpoeKkT nomoLuum
cembsm B TXKC

5 cemen BKIOYEHO B
npoekT

) CnopTMBHbIN
nNpoeKkT

&

e 1 macTtep-knacc nposeneH

nonay4yeHo OT rocygapcrea

MpoekT
MOMOLLLM
Jetam
CcMpoTam

* 12 peTam v B3pOCSbIM C

OMNbITOM CHMPOTCTBA 6bina
OKa3aHa Nomoulb

NOJYYMIU NOMOLLLb afpecHyto NOMOLLb * 104 pebGeHka OCMOTPEHO * 84 pebeHka BKIIOYEHO B 3anyLeH
« 10yaywaa mama nonyyuna npoeKkT » 255 Bpayen npownum
NOMOLLLb o0y4eHue
[NpoeKT paHHero MpoekT MpoekT MpoekT MHDOPMALIMOHHO-
CONPOBOXAEHNA HEeMpPOypPONOrnMYeCcKom opnan4eckon GecnnaTHbIx npocBeTUTENbCKas
neten ot 0 po 3 net NOMOLLM noAanep>XKu noe3aok nporpamma
Ha TakCK
* 4 mnageHua nosBuInCh Ha * 11 peten noceTmnn Npmem » 78 HOBbIX OOpaLLLeHn * 205 cemen * 6 ny6avkaLumm BbILLSIO B
CBET B CONPOBOXAEHUN Henpoyponora nocTynuno BOCNO/1Ib30BaSIUCh CMmn
doHAa * 6 KNMHKK B S ropopax 70 3aBepLUEHHbIX KencoB ¢ CepBUCOM 2 penopTaxa Ha TB
17 mnapeHues npoBoasaT NONOXMUTESNbHbLIM * 2 265 noe3nok coBepLUeHo 13¢pup Ha paguno
NPUCOEaNHUANCH K Henpoyponornyeckoe pe3ynsTaTom 7 npsmbIx 3cpnpos
nporpammam oHga obcnenosaHue 3 aKTUBHbIX KONSCKU nposegeHo



EBrenHun, nogoneyHbin

doHpa > -
r.Komcomornbck-Ha-Amype

DoHp oKa3blBaeT afpPecHyo NOMOLLLb AEeTIM
oT 0 po 18 net ¢ guarHo3om spina bifida,
NPOXMBAKOLMM Ha TeppuTopumn Poccum

[(=DKC

Y Hawero nogone4Horo EsreHns m3 rKomcomonbcka-Ha-Amype Tenepb ecTb
cneupanbHble NbIXU AN KONSACKW.
J1bXun Gblnn NprMobpeTeHbl B pamkax NpoekTa «AgpecHas MOMOLLLb».

Mama >KeHun Hanucana Ham:

«Ham 6b1nn HeoOXOAMMbI NIbIXK B CBA3U C TEM, YTO Mbl NPOXMBaEM Ha [anbHem
BocToke 1 B 3MMHee Bpems rofa BbinagaeT OrpoOMHOE KOMYeCTBO 0Ccaakos. bes
NbIX Yy 2KeHn He Obl10 BO3MOXHOCTU NepeaBuraTbCsa 3MMON CaMOCTOATENBHO,
nepegHWe Koneca KONACKM 3acTpesanu B CHEry U NpUXoaunocb HakOHATb
KONACKY AN AanbHENLWero ABUXeHNs Ha 3aQHNX Konecax.

bnaropaps nbikam EBreHMn moxeT camocToATeNlbHO NepeasmraTbCa 3MMON Ha
KONACKe, NoceLlath LWKONY, KPYXKN U Mef,.yqpexaeHNs.

Bblpaxkato orpomHyro 6narofapHoOCTb COTPYAHWKAM W PyKOBOACTBY dpoHaa
«CnuHa 6udpmnpar» 3a npunobpeTteHne nbix gna kongacku! Tenepb EBreHnMn moxer
6ecnpenaTcTBEHHO nepeasBuratbCd Ha KONACKe MO HAalMM  3aCHEeXeHHbIM
ynMuam 1 BeCTU akTMBHbIM 06pa3 Xu3HW. Cnacnbo Bam orpomHoe. TaTbsaHa.»



B pamkax npoekTa [oMaLLHero BU3UTUPOBAHUS CneumnanucTbl (usmyeckme
TepanesTbl W 3proTepanesTbl) perynapHo (1-2 pasa B mecau,) nocewaeT CeEMbIo
NOQONEYHOro, BOLEeALWEro B NPOrpammy.

B Hoa06pe SprotepanesT Hartanba KnnMMYeHKO nocetuna Hawy ManeHbkyto
nogoneyHyro u3  ropoga KameHck-LLlaxTmHck  PocTtoBckon — obnactw.
bnarogaps O4YHOMY BM3UTY YyAANOCb CNAaHUMPOBaTb pPeabunUTauUOHHble
meponpuatug, a Takxke nopobpaTb cpeacTea peabunutaumm, 4Tobbl Hawa
nogoneYHas Morna npasunbHO Pa3BUBATLCS.

Korga Kk Ham B poHA o6pallaerca cembd, Hawu Cneumanuctbl, B Nepsyto
ovyepenp, HanNaxuealwT [OOBEPUTESNbHbIA KOHTAKT C CeMbEW, 4TOObl Ha
[OMaLLHeM BU3UTe BCem Oblno KOMCOPTHO. 3aTem 3apada sprotepanesTa
Pa3bACHUTL POAMTENSAM TOHKOCTW M HIOAHCbl guarHo3a spina bifida: Ha 41O
0o06paTTb BHMMaHME B XoOe pasBuTUa pebeHka, Kakux Cneumanuctos
HeoO6X0AMMO NOCETUTL B NEPBYKD o4vepenb, 4TOObl M36exaTb BTOPUHHBIX
OCNOXHeHUN. N TyT obs3aTenbHa coBmMecTHas paboTa Cembn M cneumanucta
doHAa, KOTOpas HaueneHa Ha ynyyLeHne KavecTBa XnU3HN pebeéHka.

SprotepanesT Hatanbs
KnumyeHko 1 nogoneyHas
dooHpa rKameHck-LLaxTmHCk




CoumanbHO-NpaBoBOE CONPOBOXAEHNE
nogoneyHblx ooHaa «CnuHa budhmnaan

[(DKC

78 HOoBbIX 06paLLLEeHN NOCTYNNAO B Hos6pe

70 ycnewHo 3aBepLUEHHbIX KENCOB C NOIOXUTENbHBIM Pe3ynbTaTom
28 3assneHnin/obpaLleHnn/xanob coctaBneHo 1 OTNpaBNeHo

Ot rocypapctea nonyyeHo TCP Ha obuyto cymmy 1137 560 py6

Kenc Hoa6pa

B nekabpe 2021 ropa obpatunace mama fonybeson [apbn ¢ Nnpocbbom NOMOYb
NONyYMTb XOPOLYK akTuBHYO kongcky no WIMPA. OpucTt nomor BHeCTH
cooTBeTCTBYIOWME  u3MeHeHns B WIMPA, coctaBun  3asBfieHne  Ha
MHOMBMAOYANbHYIO 3aKynky u Xanoby B npokypatypy. locne xanobbl ¢ mamon
CBA3aNUCb COTPYOHWKM POHAA COUMaNbHOMO CTPaxoBaHUA W NPeanoXunu
0(POPMUTL INEKTPOHHbLIN CEepPTUPUKAT C HOMWUHANIOM, NO3BONSAIOLLMM KYNUTb
XOPOLLYIO aKTUBHYIO KONACKY. Mama opopmuna 30eKTPOHHbIN cepTudonkaT u no
Hemy npuobpena akTueHyto Konacky OTTobok ABaHrapg, TUH CTOMMOCTLIO
378 500 pyo.
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MHCTUTYT

SPINA

BIFIDA  mep,  ascomor-noviows

GnaroteopnTencHeld dorHAa

B Hos6pe 3aBepwmnocb obyveHne Ha 2x kypcax no paHHemy passutuio (0-3
rofa) peten co spina bifida.

[py3bs, C pafoCTbio AEMMCA C BAMU UTOraMu 00yHeHMs Ha Kypcax No paHHemy
pa3BuUTUIO aeTen co spina bifida, a Takke NPUATHbIMKX OT3blIBaMK CyLLaTenen
NPO KYPC, YTO OYEHb BOOAYLLEBNSAET BCEX COTPYAHUKOB hOHAA.

Ha kypce gns Bpaden — neguatpos 1 Apyrux Cneumannctos B Hoabpe npoLu
00y4eHne pekopaHoe KONMYeCTBO Yenosek — 255 cnywartenen mn3 6onee 110
ropopos Poccun! A ecnu GpaTtb pesynbrtaThl 00y4eHUsa Ha Kypce 3a BeCb 3TOT
rog, To poHg, 06y4nn yxe 345 yenosexk.

ITO 3HAYUT, 4TO Y HaC yXe ecTb 345 cneumanncTos, NOHUMAKOLLMX Cneundunky
neten co spina bifida, kak conpoBoOXAaTb Manbilen U 4TO NPEAnPUHATL, HTOObI
He pa3BuMBaNUCb BTOPUYHbIE HAPYLUEHUS U HE peanu3oBanncb MeauLMHCKUE
PUCKKM, KaK OKa3aTb MOMOLLb CBOEBPEMEHHO, a He pa3bupaTtb 3anyLlieHHble
cnyvam.

Ha kypce pns pogutenen npownu obyvyeHwe 117 4enosek, T.e. NOYTU BCe
nogoneyHole cembn poHpa ¢ getbMu 0-3 neT. ITO 3HAYMT, YTO BCe HaLuM
poautenu 6yayT noarotosneHbl! byayT 3HaTb makCcMmanbHO Npo spina bifida w
CONYTCTBYIOLME ANArHO3bIl, NPO PacnpoCcTpaHeHHble Npobnembl y aeten ¢ spina
bifida 1 ux npodunakTuky, NPo pasBUTUE Manbiwen B nepsble, Hanbonee
BaXHble, rofbl XXU3HWN.

KomaHga cpoHAa BbICOKO LEHUT 1 6narogapuT BCex CyluaTenen 3a okasaHHoe
LOBepUe K KypCy 1 ero nektopam!

OT3bIBbl O KYPCE A1 POQUTENEN:

«Bcem pobpoe Bpemsa CyToK. 4 npowna Kypc
nna pogutenen. Cnacnbo OrpomHoe 3a 3TOT
BKNa4 W 3HaHWe ang Hac. Kak rosopuTcs:
'OcBeqOMNEH  3Ha4MT BoOpyXeH". Tenepb
NMOHATHO YTO Aaenatb. M elé KOHe4YHO OCTaéTtcs
MHOIO BOMPOCOBY.

«"Tpocnywana MONOBUHY, OrpomHas
O6narogapHoctb! Yepes Bugeo ycablwana
OTBETbl Ha BOMPOCHI, O KOTOPbLIX Nepexusana.
Cnacunbo!»

OT3bIBbl O KYPCE A19 BPAYEM:

«3apascTyrTe! 9 X04y BbIPa3nTb OrPOMHYHO
OnarofapHoCTb BCEM TeM, KTO npu4acTeH K
CO30aHUI0 3TOro Kypca. B kaxpon nekumn
1YBCTBYETCS, HACKOMBbKO CUSIbHO Bbl NPefaHsb!
sToMy feny u getam. Cnacnbo Bam GonbLuoe. B
HEKOTOPbIX MOMEHTAaX, Kora nokasbisanu,

<aKk  MasnblliyM  CaMOCTOSATENIbHO  OCBauBalOT
HaBblKW, Y MeHs ObUIM cne3bl Ha rnasax or
pPajocTu.

[pu3HaloCb, HEKOTOpble Belu 9 chblwana
8riepBble Ha Ballem Kypce, Hanpumep B 4acTu
PO UCCNefOoBaHUS B HEWPOYpPOsSiornK, U 4TO
nepchopaups  TPeTbero  Xenypovka  He
ornpasfbiBaeT cebs.

OT3bIBbl O KYPCE A1 BPAYEMN:

«bnaropapHa Kaxgomy crneumanuicty, Krto
npuyacTeH K co3paHuto atoro Kypca! Cnacnbo
3a BbICOKUIA NPOECCUOHANN3M, YA0OHbIN
cdopmat M WeapocTb, C KOTOPOW Bbl BCe
NoAEMANCE TakoW LIEHHOW WHhopmaumen wm
CBOWM OIMbITOM.

C ynoBOMbCTBMEM MOCMOTPESia BCe NeKLuK,
npoLuia UTOroBbIM TECT U XAy cepTudukaTta o
NPOXOXAEHUUY.

OT3bIBbl O KYPCE 151 BPAYEM:

MNMocne npocmoTpa 4acTv Npo topuanyeckme
acnekTbl, S YyBMAena, HTO He [0 KOHUA
noHMmana
peabunuTaumMn, HackonbKo  MHAMBWAYANbHO
Hago NoAXoAuTb K 3TOMY. Tenepb 9 CMOTPIO Ha
3TO COBCEM OPYrMMM rNas3amu.

Hagetocb, 41O Mmou cnoea 6GnarogapHoCTu
nongyt 0o scex agpecatos! EWE pa3 cnacmbo!»

Ba>XHOCTb no,u,6opa cpencre



2 HOABPA MPIMOV S0P
12.00 (MCK) BKOHTAKTE
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Omutpuin CepreeBuy WHHa UHioluknHa
JKapkos
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5 HOABPA MPAMOV S0UP
12.00 (MCK) MO MJIABAHMIO

«TTABAHWE A1 JETEWV 1 B3POCTTbIX

CO SPINA BIFIDA»
S0P COCTOUTCS HA
CTPAHVLIE ®OH/A BKOHTAKTE
12 HOSBPA MPSIMOV SOUP
13.00 (MCK) BKOHTAKTE

«CMOPTVBHbIV MPOEKT A9 [ETEN
CO SPINA BIFIDA —
“TBOVI JIOBUMbIV MIAP"»

KceHus
Po3erbepr

Mpsmon 3chup Ha Temy: «OcTeonopos. [puymHbI
BO3HUKHOBEHUS. N ppyrMe BO3MOXHOCTU fieYeHus
feten co spina bifida B LleHTpe neveHns peten ¢
nocnepctenammn  Spina  Bifida «HMWL, pgetckon
TpasmaTonoruun n optoneamm umenu M. TypHepan.

Mpsmon 3cbup Ha Temy: «[naBaHWe pna [eten u
B3pOCSIbIX CO spina bifida».

foctm 3dpupa: 304 LlypoBa — MHOrokpartHas
YyemnuoHka Poccum no nnaBaHuMoO cropta auu C
nopaxeHnem  OMOPHO-ABMraTeNbHOro  annapara.
MacTtep cnopta Poccun.

AHacTtacna  KynbkoBa  —  30/10TOM  NPU3EpP
BCepoCCMMCKMX OHOLWECKUX copeBHoBaHWUW. pu3ép
napaaumMnumcKoro decTuBans Mapadpecr,
MHOroKpaTHbIn nNpu3ép YemnuoHaTta obnactn ans
vy nopaxerna OJA.

Mpamon 3chup ¢ cosgaTensamm CNOPTUBHOMO NPoOeKTa
«TBOM NOGUMbIN  MUP» — NPOryNAKM B nNapkax ¢
3NeMeHTaMU OPUEHTUPOBAHUA. ITO HEeMHOro npo
CNOPTUBHOE OPMWEHTUPOBAHWE W YMeHWe BNafEeTb
KapToW, HEMHOro NPO Hasblk CNbIWATb W CAyWwaTb
NHCTPYKLUMIO N YOEPXMBATLCS B OeATENbHOCTY.

17 HOSBPA MPAMOVI SDUP
12.00 (MCK) BKOHTAKTE

«[euxonornyeckas nogaep>xka
cembk pebeHka co cnuHa budounaar»

F'anuHa MpnHapxosa  Mapraputa HukywmHa

26 HOSABPSA MPAMOV S0UP
14.00 (MCK) BKOHTAKTE

«MTABAHUE, JIETKAA ATJIETUKA
BOYYA OJ14 OETEV C ANATHO30M
CIMHA BUOUA»

OJEr KCEHWA

LLIAPENA PO3EHBEPT
19 HOABPS MPSIMOV 30UP
14.30 (MCK) BKOHTAKTE
«BAH FOJ1YBKOB:
KAK CMOPT U3MEHIJT MOIO

KCEHS PO3EHBEPT

WBAH rOJlYBKOB

B pamkax cotpyaHudectesa ¢ AHO “Tpu cepgua”,
KOTOpPbIM  OKa3blBaeT MOJOMEYHbIM  Hallero
doHOa  MCUXONOMUYECKYD  MOMOLLb,  Mbl
nposeaém Npsamomn 3¢pup ¢ Ncuxonorom anmHon
UpuHapxoson.

Tema 3dupa: «llcuxonornyeckas nopaepxka
cembm pebeHka co CnnHa udounaan.

Mpamon 3dpup Ha Temy: «llnaBaHue, nerkas
atneTuka n 6044a ons Aeten ¢ AMarHo3om CnuHa
oudpmnpan.

lfoctb 3pupa: Oner LLapena — TpeHep-
npenogasarenb  y4eO6HO-CNOPTUBHOIO  LEHTPA
um. B. A. LLlesenésa. MNpepcepnatens Gepepaumm
cnopta vy,  C  MOPaXeHnem  OnopHo-
AsuraTtenbHoro annapara Tomckom o6nacTu.

Mpamon 3coup Ha Temy: «MBaH [onybKoB: Kak
CNOPT U3MEHUN MOIO XU3Hb»

foctb 3cpupa: MeBaH [onybkoB — 9-kpaTHbIN
obnapatens Kybka mupa (2014/22), 6-kpaTHbIn
yemnunoH Mwupa (2022) cpeou CNOPTCMEHOB C
nopaxeHnWem OrMopHO-ABUraTeNlbHOro arnnaparta
(cnopT nuy, ¢ NMOJA), MHOrOKpaTHbIN NnobegnTens
M npu3ép YemnuoHatoB Poccumn (2012/22),
4eMnuoH 3umHux Urp Mapanumnuinues (2022).
3acny>xeHHbIn mactep cnopta Poccuum.



OOCTVXEHNA HALLUMX MO OOMNEYHbIX

© ‘Gl Keeer MF

6acketbéony B . AnekcuHe (Tynbckas

. obnactb) Ha PYTB «Okav».

KomaHpa «KPblJ1bd BAPCA» 13 Pecny6nnkn
TatapctaH 3aHsna 2 mecto, a [uHap
Kamanues, cnoptcmeH co spina bifida

. NPU3HaH NYYLWUM 3aLUTHUKOM

- Hawwm noaoneyHble EkaTepuHa

YepkawwuHa, MVeaH A3aHoB wu Ceprew
Mywnawes NPUHANN y4yactue B
Bcepoccnmnckmnx FOHOLLECKMX
COpeBHOBaHMAX N0  napabagMUHTOHY,
KoTOopble Npoxogunn ¢ 6 no 9 Hoabps B
r.4ebokcapsl

C 13 no 16 Hos6ps B Typumn npoxogun
MeXAyHapOAHbIA TYPHUP MO TEHHWUCY Ha
konackax «Aspendos Open».

B nM4HOM 3a4eTe cpean XeHLLMH 3010TYI0
mepanb 3aBoeBana NOAMOCKOBHas
TEeHHUCUCTKa BukTopus JIbBOBa, HaHecwwas
B douHane nopaxeHne CrOpPTCMEHKU W3
tOAP.

BpoH30BbIM  NPU3EpOM  COPEBHOBAaHUM
ctana Jlogmuna bBybHoBa (MockoBckas

= obnactb)

MoponeyHas doHpa Mapraputa bopogan npuHana
ydyacTve B ropofckuMx COPEBHOBAHUSX NO NAaBaHUIO
«[peoponeHne» gnsa cnoptcmeHos ¢ NOLA n 3aHana
nepBoe MecTo

MoponeyHas poHpa Mawwa Tanosa NpuHANa yvactue
B  TOPOACKMX COPEBHOBaHWAX MO  MNAaBaHUIO
«[peoponeHue» ona cnoptcmeHos ¢ NOOA u 3aHana
nepBoe MecTo

C 4 no 8 Hos6ps Bcepoccumnckas pepepaumsa cnopra
ML, C  MOpaxeHWem  OMOPHO-ABUraTenNbHOro
annapara B r. Yebokcapax (Yysawickas Pecnybnuka)
nposoguna nepseHCTBO Poccun nNo HacToNbHOMY
TEHHUCY, B KOTOPOM MNpMUHANa yvacTve Hawa
nogoneyvHasa PuaHa Mimammesa n ctana cepebpaHbim
npu3epom



NHOOPMIPOBAHWE O SPINA BIFIDA
6 ny6nunkaummn o doHae n nogoneyHbix eoiwno 8 CMU

tOpuct doHpa EneHa MopsikuHa M 3kcnepT doHAa, Bpay-Henpoyponor Onﬂi. TEP"ETb
ApTem bepluaackuii NpUHANK yvacTve B nporpamme «4enosek MMmeeT TATA CTAHI_lAM HE ﬂAI‘OT

PR A tEaetR bECIIJIATHbIE KATETEPbI

Boilen cloxeT Ha TenekaHane «THB» TaTapcTaH € yvacTMem topucta
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MAPTHEPbBI/AKLNA

NOMOTATD
J10 NPOCT

OchopmMuTe peaynapHbie
no>xepreoBaHUA, & THbKOM
MOMOXKET coernaTb NepBbil Wwa

7% TMHBKO®®

g

eH3us N22673.
se2heart.tinkoff.ru. Peknama. 0+

®oHp, "CnnHa OGudmpa” npucoepmHUnca K nNpoekTy TuHbkodpd «bnusko K
cepauy».

MHorpa Tak XO04eTCs HauTM CBOM uaeanbHbi, 6AN3KMA MO AyxXy dOoHA,.
CneumnanbHbii anroputm TuHbkodpd NpoaHanusnposan 6onee 105 mnnnmoHos
3anucen NoNb30BaTeNbCKUX AaHHbIX, CPean KOTOPbIX AaTbl POXAEHUS, UMEHa,
cneumdurka U pervoHbl NOKyMnokK, NyTewecTBns U He Tonbko. B pesynstate y
KaXAoro KNnMeHTa nossnTCa NepCcoHasbHbIN CNUCOK Hanbonee 6an3KuUX INYHO
emy 6naroTBOpUTESIbHbIX OpraHn3auuin, B Nosb3y KOTOPbIX SIerko 0PopMUTbL
perynspHoe noxepTeoBaHue B NPUNoXeHnn TMHbKod.

Ecnu Bbl x0TUTe nopaepXxatb Haw ooHA, Bbl BCEraa Moxere 3To caenatb B
pa3sgene «bnaroTBopUTENbHOCTbY MOOUNBHOIO NPUNOXEHUSA TUHBKO D Yepes
pa3oBoe WU PErynspHoe MNoXepTBOBaHWE, WAW MOAMNUCABLUMCL Ha CepBUC
«K3w63Kk BO 6naro».

Ozon 3a6ora -
ACGPUT NoaapKu

lMogaepxu no6umbIA
c¢poHa ¢ 4 no 13 HosiGpsi

KAXObIV BALL JTAK 1 PENOCT
MOMOTAET BYIYLLIEMY PEBEHKY CO
CMNHA BUONAA POONTLCA
MPAKTUYECKIA 340POBbIM!

#WEAPBINBTOPHUK

B Hos6pe Haw doHpA, y4acTBoBan B nporpamme
«Ozon 3aboTan, KoTopas nossonset
6naroTBOPUTENbHLIMU opraHusaumsam
npogasatb Mep4 U COOCTBEHHble TOBapbl Ha
mapkeTnnence OZON, cobuparb
NOXepTBOBaHMS C MOMOLLBIO
6naroTBOPUTENbHbIX cepTndonkaTos n
OTYMCNEHUM OT NpoaasuoB. A ewgé nposoguT
pasnnyHbIe akumm, Kak B 3TU OHW.

0o 13 Hoa6psa npu nokynke cneumanbHbIX
61aroTBOPUTENbHBIX CepTUPUKaToB (POHO0B
3a 29 pybnen nokynatenu MO BbIUrpaThb
LeHHble Npu3bl!

B pamkax akumu «Llleopbit BTOpHMK» Haww
doHA BMecTe C  Hawuvm  NapTHEpPOM
KomnaHuen Roxy Kids nposenu akumio.

Bce Bblpy4eHHble AeHbrM NONAYT Ha 3akpbiTue
c6opa CMCTEMHOW MNOMOLWLM OBepemeHHbIM C
yCTaHOBMIEHHbIM guarHo3om spina bifida vy
Oyayuwiero pe6éHkal

MycTb y 6yayLwmx manbillien, KoTopble poasaTca
B 2023 rogy Oymer LWaHC Ha MNOMHOUEHHYIO
>KN3Hb!



DOUNHAHCOBbLIN OTYET. MOCTYNJIEHNY

Ha canTe helpspinabifida.ru (cepsuc FOmarw) 14 832,72
Ha caunTe helpspinabifida.ru Cloudpayments 69 991,95

Ha pacYeTHbIN cHeT poHaa 823 107,26

[MocTynneHns oT KOpnopaTmUBHbLIX LOHOPOB 1029 009,60

KpaynodaHanHr: 237 271,73

B® "HyxHa nomoLub' 62 120,00
Ho6po.Mann.py 34 372,00
Tooba 292 610,75
OZON 3 469,05
Moyta Poccnmn 200,00
N
BnarotsoputenbHbin hoHg, "AbcontoT-MNomoLb’ 4 349 025,00

NTOIO NOCTYINJIEHNS: 6 678 738,33

DOUNHAHCOBbIA OTYET. PRO-BONO

AkTnBHas konsacka Carmta CTOMMOCTbIO 286 000,00
AKkTnBHasa konsacka AsaHrappg, TuH 378 500,00
AkTnsHas kongacka Caruta Trigo S 238 000,00
kaTteTepbl 2 044 LITYK Ha OOLLLYIO Cymmy 235 060,00

[MpoekT 6ecnnaTtHbIX N0e340K Ha TakCK 1132 414,00

NToro Pro-Bono: 2 269 974,00



OUNHAHCOBbIV OTYET. PACXOpbI

MpoekT NnomoLLy 6epemMeHHbIM 253 841,39
3apaboTHas nnarta NPorpammMHoOro nepcoHana 141 967,00
Crpaxosble B3HOCbI ¢ DOT NnporpammHOro nepcoHana 24 379,39
MepguumHckue yenyru 13 000,00
CI‘IOpno;,B,u,6 ;zc;x};vdf::me n NnTaHWe bnarononyyareneun un 87 495,00
MNpoekT «PaHHag nomoLub aetam ot O go 3 net» 610 444,98
3apaboTHas nnarta NPorpammMHoOro nepcoHana 379 339,00
Crtpaxosble B3HOCbI ¢ DOT nporpamMmHoro nepcoHana 81967,98
MepguumHckue yenyru 114 387,00
BaHkoBckune pacxogpl 2 284,00
El&osgg ;'pu.:;ﬁj:me W NUTaHWe bnaronony4yarenen n 32 467.00
MpoekT «[TomoLLpb AETAM U B3POC/bIM C OMNbITOM CUPOTCTBA» 87 630,80
3apaboTHas nnarta NPorpammMHOro NepcoHana 69 149,00
MepuupmHckue ycnyrm 13 595,00
tOpunpunyeckune ycnyrm 4 886,80
MpoekT «[lomallHee BU3NTUPOBaAHNE 254 400,80
3apaboTHas nnarta NPorpammMHoOro nepcoHana 231064,00
Crpaxosble B3HOCHI ¢ DOT NporpammHOro nepcoHana 23 336,80
MpoekT «AgpecHas NOMOLLLb» 1694 452,46
3apaboTHas nnarta NPorpammMHOro NnepcoHana 290183,00
Crpaxosble B3HOCbI ¢ DOT NnporpamMmHOro nepcoHana 28 695,66
MepguumHckue yenyru 43 101,00
TCP 1216 530,00

OUHAHCOBbBIV OTYET. PACXOpbI

CnopTuBHbIE 3aHATUA 88 000,00
Cﬂoprcl);ss,u,(,) :(zc:;v:lfj;m W NUTaHWe 6narononyyarenen u 27942 80
Hepoyponornyecknin npoexT
3apaboTHas nnata NPorpammHoro nepcoHana 22 988,00
Crtpaxosble B3HOCHI ¢ DOT nporpamMmHoro nepcoHana 4 597,60
MeguupmHckue ycnyrm 242 980,00

nn 172 913,80

3apaboTHas nnarta NPorpammHoOro nepcoHana 156 362,00
CTpaxoBble B3HOCLI ¢ DOT NporpammHoOro nepcoHana 16 551,80

NHDOPpMaLMOHHO-NPOCBETUTENBCKUIN NPOEKT 276 595,00

[MpOoeKT rPUANYECKON NOAAEPXKKN

3apaboTHas nnaTta NporpaMMHOro nepcoHana 276 595,00
[MpoekT «YBepeHHbIn 6anaHc ong neten co spina bifida»
3apaboTHasi nnaTta NPOrpaMMHOro nepcoHana 146 300,00
CNOpTUBHbLIN NPOEKT
3apaboTHas nnaTta NPOrpaMMHOro nepcoHana 50000,00
cﬂcﬁf;gfé ):zc;zﬁfj:me “ NUTaHne Gnaronony4varenen u 80 000,00
3apaboTHas nnarta NPorpammMHoro nepcoHana 47 873,00
IT-ycnyrm 99 500,00
BaHkoBckue pacxogpl 34 989,05

Byxrantepckue, lopuanyeckue u Apyrue KOHCyNbTaUmMoHHbIe YCyru 110 000,00
3apaboTHas nnarta agMMHUCTPATUBHOTO NepcoHana 395 580,76



OUNHAHCOBbIV OTYET. PACXOpbI

CTpaxoBble B3HOCbI ¢ DOT aAMUHUCTPATUBHOIO NepcoHana 51474,43
O6y4eHune nepcoHana 30 000,00
HR ycnyru 18 908,00
CopepxaHue oduca 36 042,20
Kypbepckue ycnyru 1 500,00
Co3spaHue ynpasneHyeckoro yyeta 8 CRM oHpa 204 393,03

O6LWKnn nTor 4 927 405,30

PekBn3anTbl doHpa:

BnarotsoputenbHbin hoHg, «CnnHa budomaa»
Mockosckui 6aHk NAO «CbepbaHk»

p/c: 40703810838000004588

BUK: 044525225

Kop. c4eT: 30101810400000000225

NHH: 7727287817

KIMr: 772701001

OlPH: 1167700055380

MNomo4b POHAY MOXHO Ha canTe
https://helpspinabifida.ru/howtohelp/
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