


25 OKTSB6PS - BCEMUPHbIVN OEHb
UHDOPMUPOBAHUA O OUATHO3E SPINA BIFIDA

KAXAbIN OEHb Mbl
NMOMOIAEM AETAM
C ANATHO3OM
SPINA BIFIDA

A B YEM TBOS
CYNEPCUNA?




I'lo 30BY cepaua v No NPU3BAHUIO

EJEHA MOPAKHWHA

Unrepsbio xxypHany The Lawyer B pamkax mecsa

OCBEIOMJIEHHOCTU O nuarHo3se spina bifida

PYKOBOAMTEIh MPOEKTa IPUANYECcKOH MOAAep/KKM 01aroTBOpUTeNnpHOr0 hoHaa «CrnuHa Ouduna». 3amumaeT
MpaBa JeTei ¥ B3POCTBIX C MHBAMTUAHOCTRIO. B peecTpe dhoHaa «CrnuHa 6uduaa» Goree 1100 MOTONEYHBIX C
Auar{€o3oM spina bifida. OcHoBHoOe HanpaBneHMe AeaTeNBHOCTH — 0(DOPMIEHHE WHBATUIHOCTH,
WHIWBUAVATBEHOM NPOrpamMMBel peabuIuTaluy U abUIHUTAINH, ToNTy4eHHe HeoOX0IUMBIX TeXHHYECKHUX CPefiCTB
peabHUAnTanuy, KOMIIEHCAILIMM, BBIIIIAT 1 JIBIOT. B 1999 rofiy oKoOHYKMIa MOCKOBCKMIH HOBBIM IOPUANYECKIH
WHCTUTYT 110 CTIeHATEHOCTH « OPUCTIPYIEHIIUSI».

I'TaBHBIN JKU3HEHHBIM IPUHIIUIT «[1OMOTal, eClTA MOJKeIIb».
Cea 3a pyiib B 2022 TOAV ¥ CYUTAET, YTO HUKOI/Ia He I03/[HO OCBOMTE YTO-TO HOBOE,

JTr06uT cobak. Ceidac B ceMbe ENeHbI JKUBET NPeKPacHbIN e opoasl cuba-MHY M0 KITWYKe AMKO.

— Bawe «kpepo — «[lomoran, ecnm moxelb». HasepHoe, Bbl yXe paBHO
npuaepXxmnsaeTecb ero?

ITO Kpeno CBA3aHO C TPYAHLIM NEPUOLOM B MOEN XU3HK, Koraa B 2016 rogy ymepna mos
Mama, 9 Npuwna B LEepKoBb. M3yvyeHne 3akoHa boxbero ykpenuio meHs, cpopmmnposasno
B3rNa4bl, 9 NONyYMNa OTBETbI HA MHOrMe BONPOCkl. K TOMY Xe, foNroe Bpems s He 3Hana,
4eM X0oMy 3aHuMmaTbCs. 1o BHYTPeHHeMy 30BYy npuwwna B 61aroTBopuTenbHoCTb. Cenyac 4
TOYHO 3Halo, 4YTO Hax0XyCb Ha CBOEM MecCTe.




— EneHa, kak Bbl Ha4anu coTpygHuUyaThb C
6naroTBopUTENbHBIM POHOOM?

B cdhepe bGnarotBopuUTENLHOCTN paboTato
c 2018 ropa. lNepsbiM mecTom paboThbl
cTan AeTCckuMM XoCnuc «Jom C Maskomy.
Tam meHs Hay4nnu mHoromy. MNoHnmaHue
TOro, rae n B Kakux macwTrabax s mory
nomoratb 3a c4eT NpPOdeCcCUOHaNbHbIX
ycunuin passmusano meHsa. C 2020 ropa
paboTtaio B 6narotsopuTtenibHom ooHae
«CnuHa 6udpuaan.

— B 4em MMeHHO 3aksoYaeTcsa Bawa
pabota?

Haww nogoneyHble — AeTU U B3poCnble
C pedkum pauarHosom spina bifida.
3aboneBaHue BbIpaxaeTcs B HEMONHOM
3aKpbITUM MNO3BOHOYHOrO KaHana wu3-3a
pacLensieHns No3BOHKOB. [ToMOYb Takum
NIOJSM € MEOMUMHCKON TOYMKU 3pEeHUst
MOXHO Cpa3y nocne poXgeHns u paxe
BHYTPUYTPOGHO. B nepvog,
6epemeHHOCTM  uaM  cpasy  nocne
nosieneHns pebeHka Ha CBET MOXHO
NPOBECTM onepauuio, KoTopas No3BoNnUT
npegynpeauTb OCSIOXKHEHUS n
obecneynTb 4enoBeky XusHb. [letn co
spina bifida TpebyloT cneunanbHOro
yxopa.

Onsg pocta M pasBUTUS MM HYXHbl
Kpecna-Konscku, BEPTMKANN3aTopbI,

pasnuyHble  annapatbl, KaTeTepbl WU
NOATY3HUKN (OOHUMU U3  OCNOXHEHWM
3aboneBaHus  SBNAOTCS  HapyLUEHWS

paboTbl MOYEBBLIOAENNTENBHON CUCTEMBI).

B pamkax npoekta topuamny4eckon
NnoALEepPXKM Mbl COMNpPOBOXAAEM
nogoneyHblX poHOa Ha pasHbIX 3Tanax
noslydeHns Heo6xoauMon MeaULMHCKON
nOMOLWM U unHAMBUAYANbHBIX CPeacTs
peabunutaumun. Nomoraem nony4nTb BCE
3T0 6ecnnaTHo.

— To ecTb Nony4nTb 6ecnNaTHO MOXHO
Jaxe OopOorocToaLme Kpecna-konsackm u
apyrue cpeacrea?

[a, BepHo. Halum nogoneyHble nony4atoT
TexHUYeckMe cpeacTsa peabunuTaumm

UMEHHO no NHAMBUAOYaNbHLIM
nporpammam peabvnutaumm n
abvnutaumMnm  Yepe3  pernoHasbHble
oTaeneHuns doHpa coumanbHoro

CTPaxoBaHUS WU  pecypcCHble LEHTPbL.
doHg, «CnnHa 6udomaa» ctan ogHUM K3
HEMHOMMX, roe [f[eHeXHble cOopbl Ha
Kpecna-konackm 1 BepTMKanuM3atopsl
Oblnn nNpekpalteHbl. B pepkux cnyvaax
Mbl BCE elle MOXem npuobpectu
TEXHUYeckMe cpefctea 3a cyeT poHpa.
Hanpumep, ecnn nomolwp TpebyeTcs
pebeHky 6e3 rpaxaaHcTea.

B ocTanbHOM Mbl XOpOLIO NPOABUHYIUCH
Brnepen. 3a nepsble Tpu kBaptana 2022
roga Hawu nogoneyHble nony4nnu 28
Kpecen-konacok u 4 BepTukanu3aTopa
(onopbl ANg CTOSAHWS) Ha OOLLYIO CYMMY
6onee 4Yem 9,5 munnnoHos pybnen.
Bcero 3a Bpems paboTbl npoekTa
yganocb nonyyutb 57 kKonacok wn 6
BepTUkanusaTopos Ha cymmy 19 800 000
pybnen.

Yacto paboTa opUaMHECcKOro npoekTa
3aKN0YaeTC U B YCTAHOBKE NaHAyCcoB B
MeCTe NPOXMBaHWUS AETEN, NCMOMb3YIOLLUX

Kpecna-konsackn.  3TO  BaxHo  Ans
obecneyeHns KOMGOPTHON U [OCTYNHOW
cpeabl. Takxxe nomoraem nonyyYuTb mecTa B
JeTckux capax u wkonax. Cnegum 3a tem,
4yTOObI y4pexaeHue Oblno Hapnexalym
o6pasom o6opynosaHo ans
6ecnpenaTCTBEHHOro NoceLeHUs 3aHATUN.

B Hawen npaktuke paxe eCcTb ONbIT MO
PEMOHTY  OOpPOrM  psgom C  OOMOM
NoAoNeYHoro: Mbl yMeem u 370.

— [lonyyaetcs, Bbl 3KOHOMUTE [eHbMM
6narotsoputenbHoro goHaa?

NMeHHO  TaKk. tOpuctbl  nomoratot
NoAoneYHbIM MONYYNTb TO, YTO MONOXKEHO
No 3akOoHYy, a [AeHbrn co c6opoB POHA,
HanpaBnsAeT Ha OCTasibHble HYXAbl.



— Kakown kenc B npoekte doHpga «CnuHa
6udunpa» cambin 3Ha4YUTENbHBIN HA AAHHbLIN
MOMEHT?

PeweHne Bonpoca 06 obecnevyeHnn
NeKapCcTBEHHbIM Npenapatom  «JpunTtaH»
(OKCMBYTMHWMH) HawmMx nogoneyHbIx. Jletom
3TOr0 rofa Mbl CTONKHYIUCL C Tem, 4TO
npenapar nponan M3 BCex anTek CTPaHsbl.
«[dpunTaH» Ha3Ha4YaeTCca AeTaM U B3POCSIbIM
co spina bifida noxu3HeHHO, NO3TOMY ero
oTcyTcTBME B PoccuM  CTano OrpomHoOM

npo6nemomn. Mpun nopaepxke
" YNOSIHOMOYEHHOTO npw MNpe3npeHTe
Poccunckon  Depepauumn nNo  npasam
pebeHka n MwuHucTepcTBa

3npaBooxpaHeHns Poccumnckon depepauimm
Ham yoanocb [OOroBopuTbCa O  HOBbIX
noctaskax. KomaHae npoekTa npuwnocb
npogenatb 6onbLlyto paboTy, YTOObI BLINTH
Ha MoCTaBWmMKa W nNpuaatb CUTyauumio
Heobxogumon  ornacke. BosspalleHue
OKCMOYTUHMHA B Poccuio — Haw rnasHbIv
KEenC Ha AaHHbIA MOMEHT.

— C  KakMMM  TPYQHOCTSMM  Bbl
CTaNKMBaeTeCh B CBOEN BEATENbHOCTU?

He Bcerna ymaetcs [0OMTbCS pe3ynbTata
ObICTPO, HECMOTPS Ha TO, 4TO 3a ABa roga
PaboTbl NPOEKTa FPUANYECKON NOAAEPXKKM
Mbl YKPENWAUCb B NPAaKTUKE W XOPOLUO
pasbupaemcsi B TOM, Y4TO Aenaem. MHorga
NPWUXOANTCS OTCTaUBaTh NPAaBa NogoNeYHbIX
B Cyle WAM  pPasbicHATb  NOPSAOK
obecneyeHnss  coupanbHbiX — NbrOT B
PErvoHanbHbIX OPraHN3aLmsaX, K KOTOPbIM

Mbl  oOpallaemcs, nucatb >Xanobbl B

Npokyparypy.

HecmoTps Ha TPYLHOCTU, Mbl OCTaeMCH
JobpoxenarefnibHbIMKU U ONTUMUCTUYHBIMK.
Hawa «komaHga nomoraet Tem, KToO
0COOeHHO B 3TOM  HyXpaeTtca. 370
MOTUBMPYET, BOLOXHOBASET U NPUOAET CU.

— 300poBO. A Kak ele BoCCTaHaBMBAETe
cunbl? Y Bac ectb xo66u?

— 9 o4eHb no6NO mope. HasepHoe,
NO3TOMY C HWUM CBfi3aHa MOS Pamunus
(cmeeTcs). MeHs BOCCTaHaBAMBAKOT
nyTewecTsna M KynbTypHbIi  gocyr. [pwu
nobon  ynobHOM BO3MOXHOCTM 9 C
pajoCcTblo MOy B Teatp C MyXem Wau
nogpyramu, HO TakXe NIerko Mory nowuTu
Ky#a-To cama. A BOCCTaHaBnuBaTb CWNbl
Kaxgbli OeHb MHe nomoraer pabdoyunn
rpacpuk. Y MeHs ecTb Bpems, KOTopoe 4
NOCBALLAI0 OTAbIXY U SINYHBIM AeNaMm.

— Mbl 3Haem, 41O Bbl NtobUTe cobak.
Pacckaxute nogpobHee o) BaLLNX
NUTOMLLAX.

— [Ha, cobakm — 3T0 Mos 6onbluag
nobosb. B getcTee y MeHs Obina Hemewkas
OBYapKa, a cemyac B Hallen Cembe XuseT
cnba-uHy. MNopoaa TpebyeT BHUMAHUS. 3TO
NOABUXHAs U YMHas cobaka C XxapakTepom,
NO3TOMY Ha [0Cyre MHe He GbIBaeT CKY4HO.
Hanpumep, mMon nec 3HaeT BCe KOMaHAbl,
HO BbINOMHAET WX, TONbKO KOrAa 3axoyer.
Takas ocob6eHHOCTb nopodpl. Kctatn, moero
nca 30B8yT ARKO.



OKTABPb. LN®PbI

[MpoeKkT nomoLuy MpoekT , UHCTUTYT
6epemeHHbIM agpecHomn «JJomaluHee =" «YBEpEeHHbIN Spina bifida
NOMOLLM ¢ BU3UTUPOBAHUE» : II' 6anaHc»
* 8 6epemeHHbIX Noy4YmNn * 27 peten nonysmnu » 72 Bu3nTa coBepLUeHo + 61 TpeHnpoBKa nposeaeHa * 2 Kypca 3anyLieHo
NOMOLLb afpecHyo NOMOLLLb: » 72 pebeHKka OCMOTPEHO * 94 pebeHka BKJIOYEHO B » 230 Bpayen npoxopar
* 1BHyTpHyTPOGHas * 106yanywas mama nonyymna npoeKT o6y4eHne
onepaums nposefeHa MOMOLLLb
[NpoeKT paHHero MpoekT MpoekT MpoekT MHbOpMaLMOHHO-
o CONPOBOXAEHNA HEeMpPOypPONOrnMYeCcKom opnan4eckon GecnnaTHbIx NpoCBETUTENbCKAA
? neten ot 0 po 3 net NOMOLLM noAanep>XKu noe3aok nporpamma
L\) GEREINGZ
* 1 mnapgeHel, NOSBUNCA Ha * 10 peten noceTunun npuem + 35 HoBbIX 06paLLeHni * 182 cembmn * 10 ny6nukaumm BbILLNO B
CBET B CONPOBOXAEHUN Henpoyponora nocTynuno BOCMONb30BaNUCh CMUA
doHAa * 6 KNMHKK B 5 ropopax * 54 3aBepLUeHHbIX Kenca € CepBUCOM * 4 penoptaxa Ha TB
* 14 mnapeHues npoBOaAT NOSIOXKNTENbHbBIM * 2 207 noe3nok CoBepLUeHo * 4 >3cbmpa Ha pagmo
NPUCOEANHUANCH K Henpoyponornyeckoe pe3ynsTatom * 8 npambIx acpnpos
nporpammam ooHaa obcnenoBaHus * 6 TCP nony4eHo ot nposeneHo
rocypapcrsaa
'l [NpoeKT nomoLuu CropTUBHbIN | MpoekT
6» cembsim B TKC *  npoext y NOMOLLM
JEeTam
% cupoTam
* 5 cemen BCTYNMNO B NPOEKT * 9 cneunanucTos No * 1 meponpusatue nocetuna
naaBaHUIo Havanu pykoBoguTENb NPOEKTa

paboTaTb C AeTbMuU C Sb



B pamkax NpoekTa OMALLHEro BU3UTUPOBAHMUS CNeLmnanmucTbl ((usmndeckue
TepaneBTbl M 3proTepaneBTbl) perynspHo (1-2 pa3a B Mecsu) NoCeLaeT Cembto
NOAONEYHOro, BOLWeALIEro B NPOrpammy.

B okTs6pe COCTOSNUCh KOMaHAMPOBKM CneupnanucToB B MHrywetuo, Mowkap-
Ony, Mepmb 1 KpacHosapck.

B WHrywetun, B ropoge Marac npowsiv KOHCYNbTUPOBAHUA U AOMALLHWE
BU3UTUPOBAHNA (PU3NYeCKMM TepaneBTomM Hawero ¢doHga CaablikoBon
Ncnamuen.

Ha KoHCynbTaumsax cneumanmct COBMECTHO C CEMbAMU 00CYONAN BOSTHYOLLME UX
BONPOCHI, COCTaBUAN NnaH paboTbl Ha Ganxanmne napy mecsaues. Takxke Obinu
nposefeHbl HacTponkn TCP. o pe3ynbtatam KOHCYyNbTauMW y Cemen ecTb
pe3ynbTaTbl: OAMH PEeOEHOK Hay4uncs CamoCTOATENbHO BCTaBaTb U XOOMTH,
TONKas CTyN; eLle HECKONbKO AeTen NpoLwwv nosHoe ob6cnefoBaHne COCTOSAHNUS
300pPOBbS; HECKOSIbKO CemMen MONyYnnun AONrOXAAHHbIE BEepPTMKaNM3aTopbl U
aKTUBHble KONACKM. Takxke BO Bpems OOLWeHWs cneumanucta u  cemen
BbISICHWNACh NOTPEOHOCTb B CO34aHWUN CNOPTUBHBIX CEKLIUA.

.

i

acd

Du3nyecknt TepanesT
doHaa Vicnamug CagbikoBa
€ nogonevyHon oHaa




MPOEKT KOPNONYECKOW MOALEPXKKN

CoumanbHo-nNpasoBoe CONPOBOXAEHUE
nogoneyHbix poHaa «CnuHa Gucbmnaan

I‘IpoeKT peannsyetcda npu noggepxke @ DKC

3anpocoB OT poguTenen
B paboTe
HOPUONHECKOIo NPOoeKTa
35 HoBbIX 06palLLLEeHM NOCTYNKUAO B OKTAOpe
54 ycnewHo 3aBepLUeHHbIX Kerca C NONOXMUTESNbHbIM Pe3ynbTaToM

27 3agsneHnn/obpaleHnin/xanob coctaBneHo 1 oTNpaBneHo
Ot rocypapctea nonyd4eHo TCP Ha obuwyto cymmy 1463 570 pyo

Kenc okTg6p4
Y opHoro u3 nogoneyHbix oHAa Oblna HaCcTONbKO Mnoxas gopora psgom C
OOMOM, 4TO pebeHOK CIOMan KPecno-KONACKY.

Bonpoc pelwancs Ha pasHbiX YPOBHSX - OT YNpaBAstoLien KOMNaHuuM Ao
MECTHOWM agMMHUCTPALMKU M NPOKYpaTypbl. B pesynbtate gopory caenanu, u
cemyac Haw noponeyHbli MMeeT BO3MOXHOCTb KOMGPOPTHO MNepemeLLatbcs
OKOJI0 ioMa.

MpaBoBas cnpaeKa: COrNacHO 3akoHy O cou3alumTe NoAeN ¢ UHBANMAHOCTBIO B
P® ntogy ¢ MHBANUOHOCTLIO UMEIOT NPABO Ha AOCTYMHYIO FOPOACKYIO Cpedy M
6eCnpensaTCTBEHHbIN [OCTYN KO BCEM 34aHUSIM U COOPY>XKeHUsaM. Mpu 3Tom Ceop,
npasun «[OCTYNHOCTb 30aHUMA U COOPYXXEHUN AN MANOMOGWAbHBLIX rpynn
HaceneHus» NPSMO YCTaHABIMBAET, YTO HA TEPPUTOPUSIX OBLLErO NONb30BAHMUS
DOMKHbI ObITb 06ecneyeHbl yCcnoBus GecnpensTCTBEHHOro, 6e30nacHoro u
yROOHOro NEepeaBUXeHUs, BK/OYas OTCYTCTBME BUOpPALMM OT HEPOBHOW
noporu.




MHCTUTYT

SPINA
BIFIDA mep,  ascomor-norous

GnaroteopnTencHeld dorHAa

3aBepLumnncs nepsbin NOTOK Kypca «Lllkona npuemHoro pogutens pebéHka co
spina bifida»: y Hac npowna 3akno4mTenbHas oOHNanH-BCTpeYa, Ha KOTOPON Mbl
TOP>XECTBEHHO BPYYMAU AUNIOMbl 00 OKOHYaHUKM LWKONbI U 6narofapHoOCTK
CaMbIM aKTUBHbIM y4eHnKam kypcal

focTem Ha 3aBepLUaloLLLen BCTpeYe cTana NnpuemHas mama nesoyvku Mawm —
AHHa bypakoBa, BbINyCKHUUA Hawero odpdnamH-kypca 2021 roga.

OHn ¢ poykon pacckasann o csoux ycnexax. CKONbKO BCEro OHW ycnesaroT
penatb emecte!

Mawa y4nTca B 06bl4HOM 06LLe0bpa3oBaTefibHOM LLUKOSe, XOAUT Ha NnaBaHue,
yCneBaeT Ha aKTepckoe MacTepCTBO, PUCOBAHWE, NENnKy U3 MUHbI U Aaxe K
nobumomy ncmxonory 3arngaHyTtb! BOT Takas O4eHb akTMBHasa W noobawas
NPUKIOYEHNs cembs!

Bcero Ha nepsom noToke ob6y4anucb 12 4enosek, 7 YenoBek MNONYy4nn
6narogapHOCTM 3a aKTUBHOE y4acTue U BKNag, B pa3sutue Kypca.

B okTa6pe mbl 3anycTnnum oby4eHune Ha Kypcax no paHHemy passututo (0-3 ropa)
Jeten ¢ guarHo3om spina bifida:

1. ana poautenen,
2. pns Bpadven-neamaTpos v opyrux CNeumanmcTos.

Loctyn Kk Kypcam 6bin oTKpbIT gna 230 Bpaven n 90 pogutenen!

b

% WpwHa lap6yseHko

B® “Cputia budunaa”

s

Mapua MonaHckan

AHHa byaakosa

7 TatbfiHa

TarbaHa

Haaua Wnpokosa

Kcenunsa CoboneBa

7 Kcenua Cobonesa




1 OKT46PA MPIMOV SOUP Y 19 OKT4BPA MPAMON S0P ‘A
S0t o Tlpsmoin achup C_pykoBoauTenem  CropTuBHOro e i I'Ipﬂ/v\?m 3mp ¢ 3KcnepTom cpotu,u,a, BPa40OM-ypOnorom
npoekta KceHuen Po3eHbepr, a TakXe Hawumm AnHOM lOpbeBHoM LlleppuHon w  pykosoguTenem
napTHepamu u3 [NapateHHnc CHEAPOYPOTIOTMHECKAATIOMOLLE - noekTOoB «[loMallHee BU3UTUPOBAHME» U «YBEPEHHbIN

JETSM CO SPINA BIFIDA» . N
6anaHc» naHon AubliHOM

«CnopTUBHbBIN MPOEKT»

. Tema: «Hempoyponornyeckas NOMOLLb AETAM CO spina
pyxoso);menb npgeiﬂa b |f|d a»

KceHus PoseHbepr

AHHa
Ulenpuna AubiHa

2 ke (PANONSSF Mpsmoit 3cbup B Telegram:  «[POEKT  CUCTEMHOM s e o Onp o nnaeaHun ntopen ¢ OB3 1 BO3MOXHOCTH
poskr cicvionnovoLm s MOMOLLM Anst aeTen oT 3 Ao 18 nem™ ¢ ocHoBaTesnem s 3aHMMATbLCS AANBUHIOM " dpnaoanBuHrom.
3 o o « y 4 o o«
QAL Bk doHpa WHHOM WHIOWKWHOM W PyKOBOOMUTENEM OPUTAVBYH Beoywmn: dusmyeckum TepanesT W 3protepanesT
NpPoeKToB «[JomalHee BM3UTUPOBAHNE» " doHpa, TpeHep no nnasaHuo Cepren  [yokuH.
«YBepeHHbI 6anaHc» [naHon SuslHOM e 3Bé3aHble roctv adupa: Omutpuin KHsazes; AnekcaHap
L SPINA BIFIDA HA M/TIABAHWUE? KycaKMH 7] KCGHMSI J‘IMHHMK
WHHa NHioWkuHa Huana GupiHa
' CTPAMLE GOHPA BKOFTAKTE
sl oo Mpsmoint acpup ¢ 3kcnepTamm dhoHaa.
Tema:  «ConpoBoxpaeHne  GepemeHHOW  Mpu e e TMpamoit 3pup Ha Temy  «MyabTUAMCUMNAMHAPHOE
«ConpoBoXaeHWe GepemeHHoN npu NMOCTaHOBKe AnarHo3a CrnHa 6mcpm,u,a y naoga» neyeHue NaLneHToB Co spina bifida».
MOoCTaHOBKE AMarHo3a criHa 6mcpt4p,a y
nnona @ locTb 3pupa: MeaHoe CrtaHucnas BgyvecnasoBud —
B K.M.H., PyKOBOAUTENb HanpasneHns «HenpoopTonegms»,
l\-\ | # pykoBoguTenb KoHcunmnyma spina bifida w  AUMN
CTPAMLE GOHDA BROLTAKTE Crancras Emecnamonns e o Jl@4€6HO-AMATHOCTUYECKOTO KOMMIEKC KAnHWKM
A BbICOKUX MEONUMHCKNX TexHonorum um. H. M. MNMuporosa
15 OKTSBPS MPIMOW SONP 3(1)Mp-3HaK(3MCTBO ¢ ambaccaaopom CDOHJJ,a EneHont 29 OKTSEPA meamonsove  CIOTY.
14.30 (MCK) BKOHTAKTE 3ambicnoBon (mactep cnopta MexayHapogHoOro 12.00 (MCKI BKOHTAKTE 3 ) ~
- 3;2’2?;223%% |, Kknacca no TaHuam Ha Konsickax, 4nex CGOPHOV SAIWAHTOHATAZETA CO' | 1EMa 3(DMPa: «baMMHTOH A3 feTeNt CO Spina bifida.
CNopTUBHbLIN am » » - " _
2 A Poccuu, Buue-yemnuoH Mupa 2019 roaa, nobegutens PHeE locTb 3¢pupa AnekcaHap MeaHoB - TpeHep “CnopTneHO

aganTtueBHOW LWKoNbl" . Yebokcapbl N0 OGagMUHTOHY.
3acnyxeHHbIn TpeHep Yysawickon Pecnybnuku. TpeHep
CnopTMBHOM COOpPHOM KOoMaHabl PO no cnopty nuy, ¢
NMOLA B gucumnnnHe 6aaMUHTOH.

Kybka Mwupa B 2021-0M, [OBYKpaTHbIM YemnuoH
Poccum 2022  ropa,  MHOTOKpaTHbI - nNpusep
MeXOyHapoaHbIX COpeBHOBaHUK, ecTuBanen w
fnena damscnoss Keemmposensepr | KOHKYPCOB MO TaHLLA@M Ha konsickax)!

VBaHos KceHns
AnekcaHgp Posenbepr



MEPOTNPUATANA

20 okTa6ps B MocCkBE COCTOSANCA KOHrpecc
«[paBo Ha 340poBbe» B LUMGPOBOM [ENOBOM
NPOCTPaHCTBe.

Oupektop doHpga «CnuHa Oudumpa» WHHa
MHIOWKMHA NpuHSnNa ydYactMe B KOHrpecce B
pamkax npepcToawero oHA MHPOPMUPOBAHUS O
cnuHa Oudpmpga wn  rugpouedanun, KOTOPbIN
oTme4aeTca 25 okTabps

B pamkax mecaua 0CBEOOMSIEHHOCTM O
AnarHo3de spina bifida 25 okT96pa npolna
BCTpeya € napTHEpamu, AoHopamu ¢poHAaa u
PYKOBOAMTENAMWU KPYMHEWLIMX OopraHu3aumn B
' YIOTHOM mecTe B UeHTpe Mocksebl. Ha BcTpeye
obcy>xpanuch pe3ynbrarhl paboTbl 3a
npowepwme 6 netr wn cTpaterus pasBuUTUS

dooHAaa.

3 LLEHTPE:

\IPECHAS NMOMOLLb

26-27 okTsi6ps 2022, || Bcepoccuinckas HayuHo-
npakTuyeckas KoHdepeHLus ¢
MeX/lyHapoAHbIM y4acTuem

ORPHA-DA. PEOKUE
BOJIE3HU: OT NCTOKOB
K NEPCMNEKTUBAM

25 okTa6ps  oHp «And. [obpoe cepaue»
nposoaun NPaKTUKO-OPUEHTUPOBAHHYIO
KOHpepeHumto B MockBe — «Cembsi B UEHTpe:
CUCTEeMHas U appecHas NOMOLLb».

Ha meponpuaTnm y4acTHMKM ob6Cyannu Knrovesble
BONPOCbI,  BONHYyKOWMEe  ajpecHble  poHAbI,
Hekommepyeckme opraHu3auunm u nauueHTckue
coobulecTea.

OcHoBaTtenb oHga MHHaA WHIOWKWHA BbICTYNKNA
Ha KOHbepeHuMn ¢ Temon: «Onepauum naupeHTam
C AuarHo3om cnuHa Sudpmpar, rae pacckasana o
BHYTPUYTPOOHbIX onepauusx.

26-27 okTta6pa 2022, coctoanach Il Bcepoccumckas
Hay4HO-NpakTnyeckas KOHdpepeHuus C
MmexayHapoaHbIm yqactuem «Opdpa-Lal»

MHHa WHIOWKNHA, ocHoeatenb orHga «CnuHa
Ooudpunpar, BbICTYyNMNA Ha KOHGEPEHUUN 26 OKTAOPS
C Temon: «OpraHm3aums KOMNIEKCHOM coupnanbHOM
noagepXkn petam co Spina Bifida. OnbiT wm
nporpammbl B® «CnuHa 6udnpa», Kypupyrowero
6onee 1000 peten co SB», roe pacckasana o
HaKOMNJIEHHOM YHUKANIbHOM OnbITe OOHAA.



YHACTUE B LLIOY

MoponeyHble Hawero coHaa, Mateen, Ona
n Anéwa m3 MOCKBbI NPUHANN y4acTue B
CbéMkax woy «lauaHku» Ha TenekaHane
«MaTHMUa»!

Pykosogutenb npoekta Spina bifida Club 16+
¥ 1 ambaccapop poHaa TatbaHa bobposckas u
. nogoneyHas  Hawero ¢oHpa  Kcrowa
fonoBMHa NpPUHANKM y4acTMe B KOHUepTe C
Onerom [a3maHOBbIM B cocTtase
TaHuesanbHOro npoekta ‘“lpeopgonen-ka”,
COBMECTHO C TeaTpomM-CTyguen "Henocenpl" u
TBOPYECKUM KONNEKTUBOM "AHrensl
Hagexabl" B KpemneBckom gsopue




NOCTUXKEHNA HALLMX MOOOMNEYHbBIX

C 30 ceHTs6ps no 2 okTa6pa B CaHKT-
Metepbypre npoxogun Ky6ok Poccumn 2022 no
TaHUAM Ha KONACKax, B KOTOPOM MpPUHUMaNu
yvacTve nogoneyHble  ambaccapopsb! hoHaa.

Ky6ok Poccumn 2022 no TaHUam Ha kKonsackax

i cobpan 6onee 190 y4acTHMKOB U3 16 pernoHos

Poccun, BnepBble  TYpHUP  COCTOANCA B
OTKPbITOM popmate, U Ha MapkeT BbIWAN He
TOSIbKO  POCCUACKME  CMOPTCMEHbI, HO WU
TaHUOPbl Ha KONACKax W3 ApyXeCTBEHHOM
pecnybnukn benapycb! Bcero cnopTcmeHsl
pa3sbirpanu 17 kKoMmnaekTos Harpag,

Co 2 no 9 okTa6psa Npoxoaunun NeTHWe Urpsbl
napanumnuiues «Mbl Bmecte. Cnopm B Coun.
Poccuinckas komaHpa B3ana 337 3010TbIX
mepganen, 351 OpoHsosyto meganb u 379
cepebpsaHbix  mepanen! Poccus  ctana
nobegutenem B OOLLEKOMAHOHOM 3a4éTe,
Bcero 3asoesas 1057 mepanen! B urpax takxe
npUHUManm ysactme CNOPCTMEHD n3
Pecnybnuku benapyce.

B wurpax npuHanM yyactve nogoneyHole W
ambaccagopbl hoHaa.

JORMAEH: 25 ALT
00 SEADPYCOKAS @EACPALINS TAHLIEE Z
W HOM IMMHACTIIN HA KOARCKAXS

25h AT Gk €
qungguunmmmm BEAAPYCh

A

10 COPTHBHBIM TARIAM A KOASEKAX
?qu‘uﬁimnmﬁ‘:';, .

Y

8 okTa6psa B MuHCKe npowen YemnuoHar
Pecnybnukn benapycb no TaHUam Ha
konackax. Ambaccapop onHga TatbgHa
BobpoBckas 3aBoeBana 2 30M0TbIX Mefanu
B OOWen 1 NPOU3BONbHOM NPOrpammax
>XXEeHLMHbI Knacc 2!

B r. MockBe ¢ 14 no 16 okTg6ps cocToancs
MeXOyHapOAHbIN TYPHUP NO TEHHWUCY Ha
konackax «Mkap-2022». Y4yacTHUKamm
COPEBHOBaHWM  CTanu  CNOPTCMEHbI U3
Poccun, benapycn 1 Mongasun. B nn4yHom
pa3psge nobefpl opepxanu ambaccagop
doHpa Buktopus JibBoBa n Bagum O6yxos.
B napax nepseHcTBOBanu Buktopus Jibeosa
¢ Jllogmunon byGHOBOWM cpefn XeHLWMH u
Bagyum OO6yxoe ¢ JleoHnpom LlleB4ymkom
cpenn My>XKHuH.



(

10 ny6nukaumm o poHae sbiwno 8 CMA

Ambaccapop Hawero doHpa Jllogmuna BacunbeBa npuHsana yyactve B
nporpamme «MacTep cnopta» Ha pagmno «Mask»

OcHoBatenb oHAa WHHa WHIOWKWHA, pyKoBOAUTENb NPOEKTOB
«[JomallHee BU3UTUPOBaHWE» U «YBepeHHbIn OanaHc» [uaHa dubiHa w
Mapus [onybesa, mama NogoneyHon Hawero poHaa NpUHANK yvacTme B
nporpamme «Xo4y un 6yay» Ha 78 kaHane (CaHkT-MNeTepbypr)

SprotepanesT ¢oHga Onuga Taneposa, nogoneyHble dooHpa Codma ¢
mamon EneHon n BuKTOpUS C CbIHOM MBaHOM MpUHANM yYactve B
nporpamme PRO 3poposbe Ha TenekaHane OTC (Hosocmbupck)

) reya cLawysr

MASAK
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+ NOMOLLUDb PEAKUM
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MAPUA T'OJTYBEBA

AKAM HA CAXAJIMHE POCCUSRH NPEAYNPEANTN OB USMEHEHWUU NTPPAOUE HOBOCTU HACA

Buktopuss OBYAPOBA

12:25




NHOOPMINPOBAHWE O SPINA BIFIDA

% Ha noptane «MeOBecTHUK» . Lsbi O omnibecter  OCHOBATENb (PoHAA «CnuHa
MPOEKT cocToancs MeANLMHCKUI 6upumpa» NHHa VHIOWKKMHA U
SPINA BIFIDA nektopun  «Spina  bifida» ¢ e 3* KcnepT  ¢oHma,  Bpay-

y4acTmem ocHosarens goHaa sl Lo [ Hesposior E.M.Bepapyesckas

NHHbI NHIowknHon Z i ”‘h»L npuHaNa yyactue B

BEAYLLMX 3KCNepToB hoHAa e N BeOMHapax Ha  nopTane
e OmniDoctor

HUKV D021V 4 Q0TCKOR XpYPInM
Ve axanemwa 10 E. Bensnuesa
SIBOY BO PHUMY . H . Niporosa M3 Poccan

BEPAUYEBCKASA KOCTHOKOB 3UHEHKO OXAMKUH
Esrenus MapaTosHa Kupunn Butansbesuy  AMuTpuii Opbesuy Amutpuit Uropesuy

OcHoBatenb ¢oHaa WHHa
MHIOWKNHA NpUHAnNa yYactue
B nporpamme  «CBeTnbin
BeYep» Ha paguo «Bepa»

OcHoatenb oHaa «CnuHa
oudmnpa» MHHa NHIOWKNHA U
KcnepT doHAaa, Bpay-
Henpoxupypr . 0. 3nHeHko
NPUHANK ydactue B
nporpamme «Mo3rosown
LITYPM» C LOKTOPOM
AAPeytoBbIM Ha  pagmo
Mediametrics

OcHoBsatenb oHga «CnuHa MKAD Ha TenekanHane «Hwka TB»
6udumpa» NHHaA VHIOWKKMHA K ‘l | P s . (Kanyra) Bblwen cioxer o
KcnepT doHAaa, Bpay- 2 i A1 , Hawwux nogoneyHbix Codpumn u
Hesponor E.M.bepanyecskas AnéHe 13 Kosenbcka

NPUHAAN ydactme B
nporpamme «Baw  peTckun
OOKTOpP» C Pabuat

3aMHMAOMHOBOM Ha  pagamo
Mediametrics




MNAPTHEPbI

S
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3/10POBbIM

OoMH K13 HOBbIX POPMAToOB MOMOLLN
cTan poctyneH bnarogaps nopaepxkke
OZON.

Tenepb Kaxnabln nokynaTteslb MOXeT
npuobpectu 6naroTBopUTENbHbIE
ceptudmkaTtbl oNg NOMOLLM  HaLMM
Aetam. Bol moxeTte BbiGpaTb HOMMHAN
cepTudmkaTta, U Bawe noxepTsoBaHWe
6yneT HanpasneHo B OHA,

PectopaH - lanepes C
COBPEMEHHON aBTOPCKOM
- / rPy3vHCKOM  KyxHen Bagebi wu
. Bacunmn  Uepetenn npuHaim B
7~ CBOMX CTeHax 6naroTBopuTENbHbIN
—=m) PoHa «CnuHa  Oudompa» U
B % NpenocTaBMAM BO3MOXHOCTb [OJ1s
. nposBefeHns Ou3Hec-3aBTpaka ¢
AOHOpPaMu u NnapTHepamu poHaa.

georglan food & wine



DOUHAHCOBbBIM OTYET. MOCTYIMNJIEHNY

Ha canTe helpspinabifida.ru (cepsuc KOmanw) 4 871,65
Ha caunTe helpspinabifida.ru Cloudpayments 79 421,59
Ha pacYeTHbIN CHeT poHaa 37 187,12

[MocTynneHns oT KOpnopaTmUBHbLIX LOHOPOB 483 193,00

KpaynodaHauHr: 237 271,73

BD "HyxHa nomoLub' 68 672,00
Ho6po.Mann.py 100 274,00
Tooba 65 826,73
OZON 2 499,00

NTOTO MOCTYNNEHNS: 1091319, 09

ONHAHCOBBIM OTYET. PRO-BONO

Oee konackun gna LN Modi Buggy komHaTtHas 169 500,00
nporynoYHas 203 000,00
akTUBHas konacka Xorru Kneo 378 500,00
KaTteTepbl 474 WITYK Ha OOLLYIO CYMMY 54 510,00
KaTtetepbl 474 WITYK Ha OOLLYIO CyMMmy 54 510,00
ase konacku OUMM MaTtpoH ®porro u MNaTtpoH MNannep 315 250,00
no cepTudomkary

akTUBHas konacka AeaHrapg, TvH 288 300,00

[MpoekT 6ecnnartHbIX Noe3aoK Ha Takcu 1098 011,00



OUNHAHCOBbIV OTYET. PACXOLpbI

[MpoeKT NomoLLm 6epeMeHHbIM U M1ageHLLam 0o roga 136 531,00
3apaboTHas nnarta NporpamMmHoOro nepcoHana 83 531,00
MegunumHckue ycnyru 13 000,00
Mpoe3a 1 NpoxusaHWe Gnaronony4atenen n CoONPoBOXKAAIOLLNX 40 000,00
MpoekT «PaHHAa nomolLb geTtam ot 0 po 3 net» 281125,74
3apaboTHas nnaTa NporpammMHoOro nepcoHana 204 504,78
Crpaxosble B3Hocbl ¢ DOT nporpammHoro nepcoHana 21504,96
MepuumnHcKkme yenyrm 44 285,00
baHkoBckue pacxoabl 2 138,00
Mpoe3n, NpoXunBaHWe 1 NUTaHWe Gnarononyyarenen u 8 693,00
CONPOBOXAAMLLNX

MpoekT «[lomoLLb AETAM M B3POC/bIM C ONbITOM CUPOTCTBA» 144 333,00
3apaboTHag nnaTa NPorpammHoro nepcoHana 69 149,00
MepuumnHcKkme yenyrm 75184,00
MpoekT «JomallHee BU3UTUPOBaAHME 132 735,20
3apaboTHas nnaTa NporpammHoOro nepcoHana 112 386,00
Crpaxosble B3HoCbl ¢ DOT NporpammHoro nepcoHana 20 349,20
3apaboTHas nnaTa NporpamMHoOro nepcoHana 216 905,36
Crpaxosble B3Hocbl ¢ DOT nporpammHoro nepcoHana 27 291,27
MepmumnHcKkme yenyrm 81690,00
TCP 1643 570,00
PeabunutaunoHHble 3aHATUS 144 200,00

OUHAHCOBbIV OTYET. PACXOpbI

126 271,60

Henpoyponornyeckum npoekT

3apaboTHas nnarta NPorpammHoOro nepcoHana 22 988,00
Crpaxosble B3HOCbI ¢ DOT NnporpammHoOro nepcoHana 4 597,60
MepuupHckune ycnyrm 97 586,00

JlormcTuka cneumanucTos M NnepcoHana 1100,00

163 537,00

3apaboTHas nnata NPorpamMMHoOro nepcoHana 145 146,00
Ctpaxosble B3HOCbI ¢ DOT NPOrpaMmmHOro nepcoHana 18 391,00

NHDOPMaALMOHHO-NPOCBETUTENLCKUM NPOEKT 177 212,00

3apaboTHas nnata NPorpammHoro nepcoHana 170 212,00
N3paTtenbckue, nonurpadunyeckme n apyrue conyTcrayowme 7 000,00
pacxogbl

3apaboTHas nnara NPorpammHoro nepcoHana 15 960,00
CNOPTWBHbIV NPOEKT
3apaboTHas nnata NPorpaMmHOro NnepcoHana 20 454,00
IT-ycnyru 4100,00
BaHkoBCkue pacxogpl 15 800,41
ByxranTtepckve, opuamyeckve u apyrue KOHCynbTaumoHHble ycnyr 146 000,00
3apaboTHas nnaTta agMUHUCTPATUBHOTO NepcoHana 188 733,71
CTpaxoBble B3HOCbI ¢ DOT aAMUHUCTPATUBHOIO NepcoHana 35724,66
MprobpeTeHne komnbioTepa 94 890,00
Kypbepckue ycnyru 2 000,00
Co3paHue ynpasneH4veckoro y4eta B CRM ¢oHpa 102 461,26

3 901 526,21

O6LWun ntor




PncyHkn nogoneyHbix poHaa «CnuHa budompa» Ha Temy «Mon Bpad — cyneprepomn»
K BcemmpHomy [JHIO MHpopmHnpoBaHna o anarHose spina bifida
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PekBM3UTbI OOHAA:

bnaroreBoputenbHbin dpoHg «CnnHa Gudpuoa»
Mockoscknit 6aHk MAO «CoepbaHk»

p/c: 40703810838000004588

BUK: 044525225

kop. c4eT: 30101810400000000225

NHH: 7727287817

KIr: 772701001

OrPH: 1167700055380

Momoyb DOoHAY MOXHO Ha cante
https://helpspinabifida.ru/howtohelp/
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