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Cutyaums ¢ mykosucumoosom B Poccun
Hapexna Ha 6ynyLuee ans B3pOCnbiX NALMEHTOB
O6paLueHne ompekTopd dooHaa

Muccusi, uenb, HanpaBneHus, reorpadoms

[Mporpammbl

LLloneHoBckas npemust

[TomoLLb pernoHam

KnHesntepanus

[NoBbILLEHME KBANNMOMKALMKN CRELMANNCTOB
[Noonep>Kka Hay4YHO-MCCeqoOBATENBCKUX NPOEKTOB
TpaHcnnaHTaumsa nérkmx

N3pnoHve MHpOpMALMOHHBIX MOTEPUATIOB
OprarHunsaums 1 npoBegeHne KOHMEPEHLMIM
[Ncnxonornyeckoe KOHCYNbTUPOBAHME

MomoLrb CaHkT-leTepbypry u JleHobnacTtu

[TpeKOHUENUNOHHbIA CKPUHMHE

DuHaHcoBbIe OTYETDI
[MocTynneHue cpeacTs 1 pacxoqbl

Pacxombl no nporpammam

OpraHusauus

Haowa komaHgao
[ToneunTenbckmin coBeT dooHaA
[MNapTHepbl dboHaa

Kak nomoys QoHpay
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Cutyaumsa ¢ myrkosucumpgosom B Poccuu
OcTtpoBa

BnaroTBopuTeNbHbIi
$ona

MYKOBUCLIMA03 — camoe pacnpoCTPAHEHHOE CPean PEaKMX reHEeTUYECKMX 3a60nNeBaHmii
B Mmpe. 3a60MeBAHME 3aTPArVBAET BECb OPraHU3M U B 3HOYUTENBHOM CTEMEHN BRMSIET HA
KQYECTBO M MPOAOIKUTENBHOCTb XMU3HW YEMNOBEKA.

> 4200

naumeHToB B Poccuu

Bonblwasa yacTb nauyneHToB — getn. Bo Bcem mmnpe mykoBmcLmaos OO CUX NOp OCTAETCH
Heusne4ymmom 6onesHbIo.

[ns NONHOUEHHOM XU3HW NMIOOAM C MYKOBUCLIMOO30M eXEOHEBHO TpebyeTcs
MEONKAMEHTO3HAS NMOMOLLb U PETYNSPHOE HABGMNIOAEHWE Y BPAYEN.

Ha noHHBLIM MOMEHT B HOLLEN CTPOHE roCyadpCTBEHHAS NOaaepPXKA NMULLb YAOCTUYHO
NMOKPbLIBOET MOTPEOHOCTY NAUMEHTOB. YTOOLI HE OCTABNATL NOAeN HaeanHe ¢ HGONE3HbIO,
4acTb 30004 6epyT HO cebsi BrAroTBOPUTENbHBIE POHAbI.

LeTam n B3pocnbim ¢ MyKOBUCUMOO30M TpebytoTcs:

* PO3HOOBPA3HLIE NIEKAPCTBEHHbIE CPEACTBA (H4OCTb MPMOBPETAETCS rOCYyaApPCTBOM, YOCTb
HeT),

°  CNeunanu3MpoBaHHOE nevyebHoe NUTAHWE

°  VHAMBWOYOANbHOE MeaUUMHCKOEe 0BopynoBaHME

*  BO3MOXHOCTb KOHCYMBTUPOBAHUS Y MCMXOSMOra U KUHE3UTEPANeBTa (CreumanmcTa no
creumanbHoMn nevebHon uskynsType)

*  perynsipHble MUKpOoBKuonormieckne obCcrneqoBaHNS U MHOTOE OpYroe.

BnaroteoputenbHbii dooHp «OcTtposax» ¢ 2010 roga OKA3bIBAET CUCTEMHYIO MOMOLLb MIOOAM C
MYKOBUCLMOO30M Ha Bcen Tepputopun Poccuinckon Megepaumm.

MogpobHee o HanpasneHuax aeatenbHocTM DoHOa Bbl MOXETE Y3HATb HA CAMTE
www.ostrovaru.com B pasgenax «Kak mbl nomoraem» unm «[porpammbi». [na Toro, 4Toosbl

y3HOTb 60nblie o pesynsTaTtax paboTtel DoHAa, Bel MoXxeTe 06paTuTbea K pasgeny «OTyeTbi.



http://www.ostrovaru.com/
https://ostrovaru.com/about/how-we-help/
https://ostrovaru.com/programms/
https://ostrovaru.com/about/reports/

Hagexna Ha Gyayuwiee ons B3pOCsbIX
NnauueHTOB Ocrposa

BnaroTBopuUTeNbHbIi
boHp

Camas xuBoTpeneLLyLLas npobrnema NaumeHToB C MykoBMcumMaosom B Poccum - 31o
obecrneyeHne B3POCbIX BOMbHbBIX OOPOrOCTOSLLEN NATOreHeTUYECKUI Tepanmeit. [locTuras
18 neT monopgple NN C MyKOBUCLMAO30M TEPSIOT PSL NbroT, KOTOPLIMW OHU
obecrneyrBanmcb B AETCKOM BO3PACTE.

Y Hux 6orblue HET NPABA HO obBecnedyeHne nevedHbIM MUTAHMEM B PAMKAX doeaeparbHOM
nporpammsbl. C 19 neT oHOWN U OEeBYLLIKN HE MOTYT rAPAHTUPOBAHO MNOMYYdTb
NOTOrEHETUYECKYIO TEPAMNMIO, KOTOPAS OOCTYMNHA AETAM NPY NOOOEPXKKE rOCYaAPCTBEHHOIO
BHeOmxeTHoro MoHaa «Kpyr no6pas.

B3pocnble naumeHTbl B HALLEN CTPAHE cedac 6onee ysa3BuMMbl, Yem OeTu. ExxerogHo YacTb
N3 HUX BbIHY>XAEHO 0OPALLATLCH 30 BOCCTAHOBIIEHMEM CBOMX MPAB B cyapbl. B Heckonbkmx
PErMOHAX CTPAHLI MUHUCTEPCTBA 3APABOOXPAHEHMUS CTAPCIOTCS PELLATbL BOMPOCHI
NnauneHToB cTapLue 18 neT B obecneveHn TAPreTHOM Tepanmen He 0OBOOS CUTYALMIO OO
cynebHbix TXO. VX npumepbl AT HOOEXAY COTHSAM MALMEHTOM.

PecypcoB 6narotBoputenbHbIX (OOHO0B HUKOMAA HE XBATUT ANt NpuobpeTeHus
NOTOreHeTUYECKON TepAnuM B3POCIbIM NALMEHTAM C MYKOBUCLIMOO3OM.

> ],2 MITH. pyO.

CTOVMMOCTb MOTOreHEeTUYECKOM
TEPANUM HO OQHOrO NAUMEHTA
B mecsl|

OpHako, Mbl HOQEEeMCs, YTO AMANOr C rOCYAAPCTBEHHbIMW BEAOMCTBOMM NO3BOMUT
B OyOyLLemM COXPAHUTb ntoasm ctaplue 18 neT ToT e 06bem rapaHTUPOBAHHOM
NEKAPCTBEHHOM NOAOEPXKKM, HTO N OETAM.
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O6paLueHne UCMONTHUTENBHOTO 90
oMpeKkTopa dooHAaa OcTpoBa

BnarotBopuTteNbHbIN
doHp

MNoppep>kka n 6anaxHc

Haw 2022 rop npoLuen B ycunusx HaUT1 6anaHc 1 onopy

BO BCe Bpemsi meHsoLlencs cutyaumn. Qonp «OctpoBa»
yxe 12 neT BKNapbiBOETCS B CUCTEMHOE PELLEHME BOMPOCOB,
BO3HUKOIOLLMX Y MIOAEN C MYKOBUCLMOO30M B CTPAHE. Tak
Mbl BbIOUPAEM NYCTb MeANeHHEe U HE3AMETHEE, HO MOMOraTb
GonbLUeMy 4Mcny Nnogen.

Hecrepyk Onbra HukonaeeHa
VicnonHuUTenbHbIM OMpeKTop
6rAroTBOPUTENBHOTO Mbl paboTaEM HO FOCYAAPCTBEHHOM YPOBHE: Y4OCTBYEM

poHpa «Octposan B OOLLECTBEHHbBIX COBETAX, MOMOrdeM OOKTOPAM B MOBbILLEHUN
KBANMAoMKALMK, BONBbHULAOM C NpUoBpeTeEHNnEM 0OOPYLOBAHMS.

NHnummnpyem Hay4Hytlo OeaTenbHOCTb: NEPEBOOANM 3APYOEXHYIO NMMTEPATYPY, ONNA4YMBAEM
PABOTYy MO CO3OAHMIO CMELMASIBHBIX MOCOOUIN U NOME3HLIX MATEPUANOB OfS MoOeN
C MYKOBUCLUMOO30M N UX CEMEN, N BPOYEN.

B 2022 rogy npogonxanu pabotats Bce 11 nporpammam QoHpa. bnaropgaps nm GonbLue

50 goKTOPOB MPOLUNY NepPekBANMUKALMIO, COCTOoANOCL 10 OYHBIX COBLITUI B PETMOHAX U
MHOTrO ApYroe, YTO HALLMO OTOOPAXEHME B 3TOM rofgoBom oT4éTE. Mbl npoBeny 605bLLOWN
OMNpOC Cpeam NOQONEYHbIX U YBUAENW, HTO BO MHOMMX BOMPOCAX Mbl OCTAEMCSH OCTPOBOM

CTABUMBHOCTM ON1 HUX U UX BNN3KUX.

MbI HOLLNKW OMNOPY B PELLUEHMM YCUNUTbL agpecHyto nomolb. QoHp cTan Yalle OTKIMKATLCSH Ha
NepPCoHarbHbIE MPOCLOLI, OCOOEHHO B3POCbIX MALUMEHTOB: MHIANATOPLI, KUCITOPOAHbLIE
KOHLIEHTPATOPbI, NPOe3a U3 OTAANEHHOM aepeBHM HA danbHem BocTtoke

B MockBy ans nederus B LleHTpe mykoBucumaosa n gpyroe. Mel ctanmn 60rbLue oKa3biBATbL
NMCUXONOrMYECKOM NMOAAEPXKKM, OOPALLEHUS K HEN OT HALLUMX NOOOMEYHbIX BO3POCHM

B HECKOJNbKO pa3.

B 2022 rogy ®oHp npoBen nepsble BbIE3OHLIE CEMUHAPBI MO KMHE3UTepanun B KpacHosipcke.

B nepcnektmBe Ha 2023 ron Mbl MPUHANKU peLLEHME PACLLUMPUTL NPOrPaAMMY NMOMOLLM
CTYOEHTOM C MyKOBMUCUMOO30M: yHawumecs BY3oe npopmomxat nonyyats ctuneHauio 30000 pyo.
30 CEMECTP, A YHOALLMECS YYUNULL U KONMemKen no 3aBepLueHnio obyderHuns nonydat 15000 pyo.
Mbl pafbl, HTO HOM YOANOCh COXPAHUTb KOMAHAY, NPOAOMKUTL PA3BUBATL NMPOrPAMMBI

M rMABHOE - MOMOraTh NIOASM C MyKOBUCLIMOO30M MO BCEN CTPAHE.

Bnaropapym 30 37O HALLMX NOCTOSIHHBIX U HOBbLIX LOHOPOB, BONIOHTEPOB, HALLY KOMAHLY,
napTHepoB u konner. Mbl 6GnarogapHbl HOLLMM NOOOMEYHBIM U UX CEMbSIM 30 SICHBIN OUANOT,
KOTOPbIAN MOMOraeT HaOM ObITb eLLE nonesHee U OenaTb HALly paboTy 3dodoekTUBHEE.

A, koHe4HO, Mbl He cMornM Obl MPOJONXATEL HALLY OeATENbHOCTb 6€3 JOKTOPOB, KOTOPbIE
He NepecTaBANY HAC NMOLAAEPXMBATb, COTPYAHNHYATb U PECTM30BbLIBATL COBMECTHbIE MIOHbI
LOXE B COMbIE HEMPOCThIE BPEMEHA.
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Muccus, uenb, HanpasneHus, A
reorpaolom OcTpoBa

BnaroTBopuTeNbHbIi
$ona

Muccusa doHga

€O300Tb YCMNOBUS O YBENMMYEHUS MPOAOIKUTENBHOCTU N YIYHLIEHUS KAYECTBA XXU3HU
60nbHbIX MykoBUCUMO030M B Poccmmn

Llenb pa6oTbl hoHAa

CNOCOBCTBOBATL TOMY, YTOObI NIOOGOM NAUMEHT C MyKOBMCLMOO30M B Poccmm mor nony4uTb
BbICOKMIA, COOTBETCTBYIOLLMIA MYHLLMM MEXOYHAPOLAHLIM CTAHAAPTAM YPOBEHbL NMOMOLLM
B CBOEM ropope

OcHoBeHble HanpaeneHus geatenbHoctT DoHpa

* [MogaepXka NepBUYHON MPOMOUINAKTUKM MYKOBMCUMOO03a (MPeKkoHUenUMOHHOro
CKPUHMHIQ)

* [MNoBbileHre KBANMMAOUKALMM BPAYEN 1 OPYrMX CreumanncToB, PaboTaloWmMX C MoabMM C
MYKOBMCLMOO30M BO BCex pernoHax PO

 [NpoBeneHre HayYHbIX, MEOULMHCKMX KOHJDEPEHLMI 1 LLKOS ANS poguTenem

* M3paHne MHPOPMALMOHHBIX MOTEPUANOB, B TOM YUCTE MNEPEBOA MEXOYHAPOOHbIX
CTOHOOPTOB MEANLMHCKOMN MOMOLLM

* [MogpepXXKa HAYYHbLIX MPOEKTOB SIS YYHLLEHWS AMArHOCTMKMN U NEYEHNS MyKOBMCLMAO3A

* MHaomeBmoyanbHas nopgaepskka Miogen ¢ MyKoBMCUMOO30M cTapLue 18 neT n nomoLub

MEONLMHCKUM YHPEXOEHNSM

[oe mbl paboTaem

77

pernoHos
Poccuinckonm
Denepaumm




[Mporpamma «LLloneHoBcKas npemus»
OcTtpoBa

BnaroTBopuTeNbHbIi
$ona

«lloneHoBckaa npemus» — nporpamma MHAMBUAYANLHOM NOAAEPXKM Moaei
C MYKOBMCLIMAO30M, OTMEHAIOLLASA MPOJDECCUOHANbHBIE, TBOPYECKME N APYTrME OOCTUXEHUS
YHOCTHUKOB.

Mporpamma pabotaet ¢ 2011 r. Ha Bcen TeppuTopumn Poccuitckon Denepaumn.

UcTopus naypeata LLloneHoBckol npemun

HecmoTtps Ha Tsxenoe 3a6oneBanune, B 2022 rogy Banepuin KosmH nonyynn ctenexb PhD
B YHuBepcutete VicnaHamm B PelikbsBuke 1 cTan KOHONOATOM PU3NKO-MATEMATUHECKMX

Hayk B yHuBepcuteTe TMO B CaHrkT-lNeTepbypre:

A weén k 3Ton uenu 4 roga. 3a 3TO Bpemst onyoGnMKoBan
6onbLue 20 Hay4HbIX CTATEN B CAMbIX MPECTUXHBIX B MUPE
XypHanax no domsuke, Bkniodas Physical Review Letters,
JHEP, PRB/PRA, Communications Physics u Scientific Reports
(xypHanbl Nature group). 9 cTpemriiocb OCTABUTL 3HAYMMBIIA
BKIAL B OU3MKY KOHOEHCUPOBOHHOIO COCTOSIHUS BELLECTBA,
LN 3TOr0 MHE HY>HO OCTABATLCS OKTUBHBIM KAK MOXHO
LonbLLE.

Ko3un B.K

KaHamMaaT DU3MKO - MaTEMATUHECKMX
Hayk, University of Iceland

12 10 4

YHOCTHUKOB HAMPOXXOEHbI CTYOEHTOB Mogaep Xan HOBbIX Y4OCTHUKQ
B HOMUHaumK «Jllogn ¢ MB» ®oHp B TeueHue roaa B HoMUHaUMK «CTyneHTbI»



https://ostrovaru.com/project/chopin-award/

[Mporpamma «[lomoLyb permoHam»
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OcTpoBa

BnaroTBOpUTENbHbI
doHA

«[loMOLLb PErMOHAM» — 3TO NPOrPAMMA NOAAEPXKN MHULMATUBHBIX FPYMMN U

NALMEHTCKNX OPraHMU3ALNN, MEOULIMHCKNX YHPEXAEHUM N NALUMEHTOB U3 permoHoB Poccun.
Mporpamma paboTtaet ¢ 2011 r. Ha Bcel TeppuTopumn Poccuitckoin Gepepaumm.

HanpaBneHus nporpammbi:

° OpFOHI/I3GLI,VI9| LLUKOJT Ong NAduneHTOB, d TAKXe CEMUHAPOB N HAYHHO-MPAKTUYECKNX

KOHGpepeHuMn ons Bpadem

° BJ'IOFOTBOpVITeJ'IbHGﬂ MOMOLLb I'IpOCbI/IJ'IbeIM MEeONUMHCKUM YyHPpEeXOEeHNAM N

NAUNEHTCKMM OPIraHU3AUNAM

* HamBMayanbHOs MOMOLLb MALUMEHTOM C MYKOBUCLIMOO30M, MPOXMBAIOLLIMM B PEMMOHAX

Poccumn

Moppep:kka npoekTa «bpoOHX03KTa3bI:
MYKOBUCLIMIO3 U HE TOJbKO...»

®oHp «OcTpoBa» CTAN NAPTHEPOM NPOEKTA
«BbpoHX03TKA3bI: MyKOBCMLMAO3 U He
TOMbKO...», KOTOPbIA HAMPABMEH HA
HenpepbIBHOE NPOJPECCUOHANBHOE PA3BUTUE
MEOULMHCKMX CNeumanmncToB B 06nacTm
OMArHOCTUKM U NEYEHUS MYKOBMCLMOO3A B
pernoHax. B 2022 rogy koHdbepeHumu
npownn B Kasaxu, BopoHexe, PasaHu 1
BrnopusocTtoke.

OpraHuzauusi NOMOLM NauneHTam

B 2022 rogy k Ham ob6paTunmce
6naroTBOpUTENM, XENAIOLLME MOMOYb
NAUMEHTAM C MYKOBUCLIMAO3OM U3 CBOErO
pogHoro kpas - CeeparnoBcKow

n Kuposckon obnacten. Ha nx cpegctea
®oHpom 6binv 30KyNNeHbl U NepenaHbl
nopTaTveHble MHrangTopsl (Kuposckas
06nacTb) M ANNAPATYPA Ans GonbHUL
(Ceepanosckas obnacTb). bnaronaps

C MYKOBUCLMOO30M CMOTYT NMPOBOAUTD
HeOOXOOMMYIO TEPAMNUIO B NMIOOLIX YCNOBUAX

- HO NPOryrKax, B Noesake, B nepepbiBax
mexay 30HATUSMU. AnnapaTtypa ans 6onbHUL
MOMOXET CAenaTb NeYeHne nauneHTos bonee
KO4YecTBEeHHbIM U UX obcrnegoBaHmne Gornee
TOYHbIM.

MpoaomxeHune npoekTa LLkonbl gns
poauTenei NauMeHTOB C MyKOBUCLIMAO3OM

B 2022 ropy Lkonbl npownm B KazaHw,
BopoHexe, Ctasponone, HuxHum Hosropopge,
Psasanu, Bnagmeoctoke, KpacHosipcke,
Kemeposo, Nxescke, YnaH-Yaos n CaHkT-
[NeTepbypre. LLkonbl gns poguteneit naumeHToB
C MYKOBUCLIMOO30OM - 3TO BO3MOXHOCTb
NMO3HOKOMUTBLCS C MHCPOPMALMEN OT BEQYLLMX
CNEeLMAnNCTOB B cdoepe NMUTAHUS, MCUXOOrnN,
OMArHOCTUKM U NEYEHUST MYKOBMCLMOO3Q,
30[0Tb BOMPOCHI O CBOEN CUTYAUUN U NOMYYUTb
OBPATHYIO CBSI3b.

PaboTa c npocbbamm Bpayen

Mo npocbbe Bpayer ana oToeneHus
mykoBucumposa OreHY «Meguko-
reHeTUY4EeCKOro HAYYHOrO LIEHTPA MM.
akagemuka H.M. Boykosa» r. Mocksa DoHp,
npuobpen Kamepy, KOTOPAs C BbICOKOWM
TOYHOCTbIO OLEEHMBOET OBUXEHUSA

PECHNYEK INUTENUS ObIXATEMbHBIX MNyTEN
NALMEHTOB MNPWY NOOO3PEHNN HO NEPBUYHYIO
UMNNApPHYIO AnUcKnHeswmio. [pn aTom
3060MEBAHNN PECHMYKW MITOXO OBUIQIOTCS
M He BbIMOSHSAIOT CBOKO (PYHKLMIO MO 3aLmTe
ObIXATENbHBIX MYTEN OT MUKPOOOB,
3ArpsA3HEHUIA, MOKPOTbLI U NMPOOYKTOB
BocrnaneHus. Hepepgko naumeHTbl ¢
MYKOBUCLMOO30M MMEIOT COYETAHHbIE
NATOMNOrMm, B TOM YnUCne C NepBuUYHOM
UMNUAPHON OUCKUHE3MEN.


https://ostrovaru.com/project/chopin-award/
https://ostrovaru.com/2022/10/03/portativnye-ingalyatory-dlya-paczientov-s-mukovisczidozom-iz-kirovskoj-oblasti/
https://ostrovaru.com/2022/12/27/pomoshh-paczientam-s-mukovisczidozom-sverdlovskoj-oblasti/
https://ostrovaru.com/2022/12/21/kamera-dlya-vysokoskorostnoj-zapisi-video-mikropreparatov-dlya-otdeleniya-mukovisczidoza-fgbnu-mediko-geneticheskogo-nauchnogo-czentra-imeni-akademika-n-p-bochkova/

[Mporpamma «KuHesnTepanmsa»

OcTpoBa

BAarotBopuTeNbHbIi
doHA

Llenb nporpammel - pacnpocTpaHeHre NPaKTUKK KMHeE3UTepanum (CUCTeMbl CeUmaribHbIX
JPUBMYECKMX YMPOXKHEHWUIA AN JIOAEN C MyKOBUCLMOO30M), MOMOLLb B OCHALLEHMN
KOOUHETOB 1 0ByyeHWe poguTenel 1 NAUNEHTOB NPAKTUKE KMHE3UTEPAMUN.

Mporpamma paboTtaet ¢ 2011 r. Ha Bcen TeppuTopun Poccuitckon Pepepaumn.

HanpaBneHus nporpammbi:

* (OUHAHCOBOS MOMOLLb B NPMOBPETEHNN OOOPYLAOBAHUA U UHBEHTAPS AN KMHE3UTEPANUN

* Bble3gHasa WwKona no KMHesuTepanum — opraHmsaumsa B pernoHax PO nekunin,

NPOKTUYECKMX 3AHATUN M MHONBUOYOASbHBIX KOHCYNbTAUMM NS OeTer 1 B3POCbIX

Bble3gHble wkonbl No kKnuHesuTepanum B KpacHosapcke, TiomeHn u Kemeposo

BblesgHasa LLikona no knHesutepanum

— 3TO BO3MOXHOCTb OCBOUTb MPAKTUYECKNE
HOBbIKM KMHE3UTEPANUM NOL, PYKOBOLACTBOM
CneumanncTa 1 paspaboTaTb
NHOMBMOYQNbHbLIA NNOH AN NOCNeayowmx
COMOCTOSATENBbHbLIX 3AHATUMN.

LLIkony npoBoguTt EneHa BsauecnasosHa
BacnHa — coTpyoHuk oToenerHus
MYKOBMCLMO03d, NHCTPYKTOP-meToancT JTDK
otaoenenusa peabunutaunn N'6Y3 MO HVKIA
[etctea M3 MO.

OT3biBbI Y4aCTHHUKOB

(44 Bbipaxkaio orpomHyio 6narogapHoOCTb
BCEM MPUYACTHBIM 30 NpPoBeAeHUe
MEPONPUATUI MO KUHE3UTEPAMNUMU
ANS NOUMEHTOB C MYKOBUCLMOO3OM.
MaTepuran npencTaBneH 4OCTYMHO
N UHTEPECHO.

Bcé BbinonHeHo npodheccnoHanbHo, 30 CTOMb
KOPOTKUIM NMepuom BPEMEHN HONTU KOHTAKT

C PeBEHKOM U cOenaTb Tak, YTOOLI BCe
LbIXOTernbHbIE YNPAXHEHWUS BbIN COENaHbI
PEeBEHKOM NPABUMBHO W NPOAYKTUBHO. Bece
PEKOMEHAALUMU MPUHSATHI HO 3AMETKY

N BbINOSMHSAIOTCS

— Anekcangpa b.

BacuHa EneHa BsiuecnaeoBHa
CMNEeunanmncT Nno KMHe3nUTepanumn, COTPYOHUK OTaeneHmns
MYKOBUCLMO030, NHCTPpykTOp-MmeToamcT J1OK otneneHus
peabunutaunmn NlBY3 MO HUKW Oetctea M3 MO

¢ OrpomHoe cnacmnbo dooHgy «OcTpoBa»
N HU3KMIA NOKMOH 30 TEeNNOTYy U CepPOeYHOCTb,
30 BKO4 MO YAYHLWEHMIO XU3HU HALLMX OeTel
¢ mykoBucumposom. OT Bcel ayLum
6NArofdpHA BCEM YHOCTHUKAM
N OPraHM3ATOPAM MEPOMNPUATUS
30 Ux gobpoxxenarensHoe
N NPOCPECCMOHANBHO OTHOLLEHME!

— TaTteaHa I.


https://ostrovaru.com/project/kinesiotherapy/

[Mporpamma «lloBbilLeHMe )¢
KBanuMpmKaumm cneymanmcToB» OcTpoga

BnaroTBopuTeNbHbIi
boHa

Mporpamma «[loBLILLEHME KBAaNUMJOUMKALMM CMELMATTMCTOB» HANPABNEHA
HQ MoAdepPXKY B PA3BUTUM MPOPECCUOHANBHBIX KOMNETEHUMI BPAYEN U OPYrnX
CNELMANNCTOB, PABOTAIOLLIMX C MALUMEHTOMM C MYKOBUCLNOO3OM.

Mporpamma pabotaet ¢ 2011 r. Ha Bcen TeppuTopumn Poccuitckon Qenepaumn.

CneumanucTbl MOryT NPONTU NOBbILLEHWE KBANMMPUKALMM, B TOM HUCTIE CTAXMUPOBKY
HO paboyem MecTe B MEOULIMHCKUX YHPEXOEHUSX, UMEIOLLIMX OOMbLLIOW OMnblT
neYeHus naumeHToB ¢ mykoBucumpaosom B CaHkT-INeTepbypre u Mockse.

CNeLnanmcToB NPOLUNY NPOrPAMMbI
> MOBbILLUEHUS KBANMPUKALMM

Mbi cTpemmmcest, 4ToBbl B Poccum nosiBUNOCh KAK MOXHO 60rbLUE CreumanmcToB
PA3HbIX HAMPABMEHUI, KOTOPbLIE ByayT PAGOTATL C NAUMEHTAMU C MYKOBUCLIMOO30M

M OKA3bIBATb MOMOLLIb X CEMbAM.



https://ostrovaru.com/project/doctors-advances/

[Mporpamma «lloBbilLeHMe

KBanuMpmKaumm cneymanmcToB» OcTpoga

BnaroTBopuTeNbHbIiA
boHa

B 2022 ropy Bpauun 13 pasHeix pernoHos Poccumn cmornm nponTu noBbiLLEHWE

KBANMMPUKALMKN MO CrEeQyoWmMm Nporpammam:

«[cmxonornyeckme acnekTbl MyKOBUCLMAO3A C TOYKN 3PEHUSA IK3NCTEHLMANBHO-
FYMOHUCTUHECKOrO NOOXOO0»

«PJPEKTUBHOCTb OBLLEHNS BPAYd M nauymeHTa. [cmxonorus ne4ebHOro npouecca
NPU MYKOBUCLIMOO3E»

CraxmnpoBka Ha pabdodem mecTe Ha 6a3e Poccuiickoro LeHTpa mykoBMCLMAO3a Npu
®rbHY «MIrHL»

«AKTyarnbHblE BOMNPOCHI KITMHUYECKOM MUKOMOMMM C NO3ULMMK

OOKa3aTeNnbHOM meamumHbl» Ha 6ase Mukonormdeckoro otgeneHua C3IMY um. NN,
MeuHukoBa

«OnNTMmn3auma neveHnst BHyTPUOONbHUYHBIX MUKO30B» Ha 6a3e HW

megmumHekom mukonormm um. . H. KawkuHa.

«KnnHunyeckas mukonorusa» Ha 6asze GIrbOY BO Cl6ITIMY MuHsopasa Poccun
«Munkpoburonormiyeckne acnekTbl TABOPATOPHOM ONArHOCTUKM BO3OYyanTENemn
6AKTEPUANBHBIX MHJOEKLMIA NMPU MYKOBUCLIMAO3E» HO BA3e MUKPOOMONOrM4eckoro
otaena Knunuko-gmnarHoctudeckon nabopatopum Knvnnk @rbQyY BO CamlrMY M3 PO
CTaxXmnpoBKa HO paboyYem mecTe No Nporpamme «AKTyarbHble NPOBnembl
dounznueckon peabunmtaunm Kunesutepanus (J1OK) npu mykoBucumoose v opyrnx

XPOHNYECKMX 3a60neBaHuUsx nerkux» Ha 6a3e CIM6 BY3 «[I'6 Ce. Onbrunx»




[Mporpamma «lloBbilLeHMe
KBanMuKaLmm cneumanmcTos» OcTpoBa

BAarotBopuTeNbHbIi
doHA

UcTopua ogHOM nporpammbl

B 2022 rogy cocTtosanacb npeseHTaums HOBOW NPOrpaMMbl MOBLILLEHUS KBANUGOMKALMN,
KoTopas 6bina paspadoTaHa no 3akasy PoHpa NHCTUTYTOM NOBLILLEHUS KBANUAOMKALIAM
«IK3UCTEHLUMANBHO-TYMAHUCTUHECKOE 0Bpa30oBaHME» — «[lcuxonormyeckne acnekTh
MYKOBUCLIMAO3A C TOYKM 3PEHUSA IK3UCTEHLNANBHO-TYMAHUCTUHECKOTO NMOAXOO0.

O6y4eHne NpoLUno Ans NCUXONOroB U BRAYEN PA3HbLIX CMELMANbHOCTEN.
300040 KYpCca — M3y4HeHne crneumdmnky NcMxonormieckom paboTsbl ¢ NioabMu C
MYKOBUCUMOO30M, UX CEMBIMN U MEAMLMHCKMM PABOTHUKAMM.

2 CreumanuncT npoLuen
MNPOrpPAMMY MO MCUXONOrm

OT3biBbI Y4aCTHHUKOB

€€ Kypc ctan ons meHs rmoTkom
CBEXEero Bo3ayxd, 6eCLeHHbIM 3HOHNEM
B OCMEKTE MCUXONMOrm4eckoro
COMPOBOXAEHUS NALMEHTOB
C 3060MEBAHMEM MYKOBUCLMOO3

(4 ¢ 30 gBa OHA OBOYYeHUs A Nony4una
MHOrO Mone3HoM ans padoTbl HOBOM
MHOPMALMU: HEODXOOMMBIE CBEOEHUS
0 3060MEeBAHNN, C KOKMMWN TPYOHOCTSAMMU MOTY
CTONKHYTbCS, HO YTO MOTYy OnepeTbcs. A
yrnyouna cBoW 3HAHUS O MCUXONOMNHECKMX — Onera M.
OCOBEHHOCTAX BOMbHBIX MYKOBUCLIMAO30M
U UX pogutenen

— TaTteaHa C.


https://existedu.ru/
https://ostrovaru.com/2022/01/21/itogi-kursa-povysheniya-kvalifikaczii-psihologicheskie-aspekty-mukovisczidoza-s-tochki-zreniya-ekzistenczialno-gumanisticheskogo-podhoda/
https://ostrovaru.com/2022/02/14/itogi-kursa-effektivnost-obshheniya-vracha-i-paczienta/

[porpamma «[lopnepka Hay4HO- ) ¢
MCCNENOBATENbCKUX NPOEKTOB» Dermons

BnaroTBopuTeNbHbIiA
$ona

Mporpamma «logaep:kka Hay4HO-MCCNEe[0BaTENbCKMX NMPOEKTOBY» HANPABMEHA
HO COOAENCTBME N PA3BUTUE HAYYHOM N UCCNEeOOBATENbCKOM AeaTeNnbHOCTN B Poccuinckom
Depepaumu, CBA3AHHOM C NeYeHneM MyKOBUCLMOO3A.

Mporpamma paGotaet ¢ 2013 r. Ha Bcen TeppuTopumn Poccuitckon Degepaumn.

HanpaBneHus nporpammbi:

° PeCU'IVIBGLI,I/Iﬂ HAY4YHO-UCCNegoBATENbCKUX NPOEKTOB, CBA3UHHbLIX C N3y4HeHNeEM U

neYyeHnem MyKoBMCLMOO3d.
* KoHkypc HayuyHbIX MyGnukaumin (MoHorpadomm, auccepTaumm, onyOrnmMKOBAHHbIE HAYYHbIE
NCCNefOBAHMS, CTATbU, Y4eOHbIE NOCoBUs), MOCBALLEHHBIX PA3MNYHLIM OCMEKTAM

ONATHOCTUKN N NeHeHna myKoBucumogosa.

3 HOYYHO-NCCNENOBATENbCKNX 7 naypeaToB KOHKYPCO HAY4YHbIX
NPOEKTA NPOQOIKMAN PABOTATbL nyonMKauni

B 2022 rogy B pamkax KOHKypca Hay4HbIx ny6nvkaumin GoHg nogaepkan 7 aBTOpPOB U
QOBTOPCKMX KONNeKTUBOoB. [lobenmtenu cmoryT nprnodpecTtn o6opynoBaAHNE U
pacxofHble MaTepuarnsl Ans HAOy4YHOW [eATerNbHOCTU, ONNATUTb YHACTUE B KOHIPECCOX,
KOHDEepPEHLMSX, BBIOPATb NOAMUCKM HO HAYYHbIE XYPHAIbl, MH(POPMALMOHHBIE MOPTASbI
WX OMNATUTb YTIEHCTBO B HAYYHbIX COOBLLECTBAX.



https://ostrovaru.com/project/research-support/

[Mporpamma «llopnepkka Hay4HO-
MCCNenoBaTENIbCKMX MPOEKTOBY Ocrposa

BnaroTBopuTeNbHbIi
boHa

B 2022 rogy npoponxanack peannsaumst CnegyoLwmx HayYHbIX NMPOEKTOB:

* DeHOoTUMMYECKAsA OLEHKA NMOPOXEHUS OPraHOB-MULLEHEN MPU MYKOBMUCLMAO3E HA
6a3e OIBHY «Hay4Ho-nccnenoBaTensckmii MUHCTUTYT nysibmoHonornn» GMBA
Poccum.

* KomnnekcHasi oueHKa OyHKLUMOHNPOBAHMS XIOPHOIO U ANbTEPHATUBHBLIX KOHOOB
npv MyKoBUCLMOO03e OS5t PA3PAOOTKM HOBBIX MOAXOA0B K TEPANUU N OLIEHKM
adpgpekTmBHOCTM CFTR MooynaTopoB HO Npumepe HoCcUTenen reHoTUna
F508del B romosurotHom coctosaHuu. MNpoekT peanusyetcs Ha 6a3ze OIEHY
«MI'HL».

* [VMNOTHbBIM HAYYHO-NPAKTUYECKMNIA NPOEKT, HAMPABMAEHHbIM HA ONTUMU3ALMIO
OMArHOCTUKM MYKOBUCLMOO3C MO MPOrpamme HEOHATANbHOIO CKPUHMHIG B
r. CankT-lNeTepbypre. [MpoekT peannsyetca Cl16 NKY3 MI'L.

R




[Mporpamma «TpaHcnnaHTaums nerkmx»
OcTtpoBa

BnaroTBopuTeNbHbIiA
doHa

Mporpamma « T paHcrinaHTaumus ferkmx» HanpaBneHa Ha NOAAEPXKY MALMEHTOB,
OXMOQIOLLMX Onepaumio No TPAHCINAHTALMN NErKUX N HOXOOALWMXCA HO peadunutTaumm
nocrne Hee.

Mporpamma paboTaet ¢ 2013 r. Ha Bcel TeppuTopum Poccuitckoin Depepaumm.

HanpaBneHus nporpammbi:

* O6ecneveHne nevebHbIM BbICOKOKANOPUMHBIM MUTAHUEM U CNELMATbHBIM 0O0PYOOBAHMEM
* [lcnxonornyeckoe KOHCYNbTUPOBAHUE

YNAKOBOK CNEeUNanmM3npOBAHHbBbIX NnaumneHTd, HaxXxogdaLLUnMxXcad B JNINCTE
47 MUTOTENbHbBIX CMecen OXNMOAHUNA TPAHCMNTAHTAUMN NErknx,
oTnpdBneHbl YHOCTHUKAM nony4anu NOCTOAHHYIO NOOOEPXKY

NPOrPAMMbI BbICOKOKQMOPUMHBIM MUTAHUEM
n 06opPyLOBAHMEM [f1si €O BBEAEHMUS

McTopus ydacTHUUBI

®DoHp 0oéT B 6e3803Me30HYI0 apeHay HACOCh! Off BBEAEHUS SHTEPANbHOMO MUTAHWUS, eCru
NAUMEHTY, OXMAAIOLLEMY OMEepaALMIO MO Nepecaake Nérkmx, Heob6XoaMmo NOCTABUTb
racTPOCTOMY U CTABUIM3MPOBATL BEC.

Tak cnoxwunock ¢ TatbaHon A.: ¢ 2019 roga OeBYLLKA XUNA B OXUOAHUN TPRAHCANIOHTALMM.
Ha npoTaxeHun scex atux net QoHg nomoran ¢ nevyebHbim NMTAHNEM 1 0O0PYOOBAHMEM A9
ero BeegeHus. OgHOBPEMEHHO C TPAHCMNAHTAUMEN TATbSHA XO0NA TOPreTHbIN NPenapar.

B ceHTabpe 2022 rona TaTbsHO HAYANA NOMAYYATb CNACUTENBHOE NeYeHne NPEenapaTom
TpukadoTa. B pesynbTaTte onepaumsa no nepecagke Nérkmx 6uina CHATA C MOBECTKN, BEC
N PYHKUMS ObIXAHWUS MOLUNN BBEPX:

(¢ OrpomHoe cnacnbo, 4To BbiNK CO MHOM B HENENKME BPEMEHA AN MEHS,
TOW CaMOM Onopoi, ¢ Bamm 6bino He cTpawHo! Cnacnbo, 4To 6binNn CO MHOM 3T rodbl,
30 BClo nogaepxky!



https://ostrovaru.com/project/psychology/
https://ostrovaru.com/project/lung-transplant/

[porpamma «M3paHue
MHJPOPMALMOHHBIX MAaTEPHASIOB» OCTpoBa

BnaroTBopuTeNbHbIiA
$ona

Mo nporpamme «MzpaHne MHOPMaLMOHHBIX maTepranos» DoHg N3OaeT KHUMM U
6poLLIopbl, FOTOBUT BUOEOMATEPUASBI U OPraHU3yeT BEOUHAPBI HO TEMbI, CBA3AHHbIE C
mykoBucumoosom. Bce matepuansl pacnpocTpaHaioTcs 6ecnnaTHO Ans Bpavei, NaumMeHToB
C MYKOBUCLIMOO3OM U UX BNU3KMX.

Mporpamma pabotaet ¢ 2012 r. Ha Bcel TeppuTopumn Poccuitckon Depepaumm.

'I 500 3K3EeMMNNAPOB NMUTEPATYPbI O MyKOBUCLMOO03E
pasocnanu 6onee Yyem B 25 ropopos B 2022 rogy

Ony6nukoBaHHble maTepuarnsbl

B 2022 rony 6binv nepeBeneHbl M OnyOrnmMKOBAHbI:

* «MykoBncUMOO3 B NepBbIe rofbl Xn3Hu» EBponeinckoro obLiecTsa
mykosucumaoosa (ECFS)

MYKOBUCLNOO03

* 10-11 10BUNENHbIN PErUCTP NAUMEHTOB C MYKOBUCLIMAO3OM B
o o PEI'VICTD qaLLM%HTOB C MyKOBMCLMA030M
Poccuitckoin @epepaumn 3a 2020 rop, e L
* KpaTtkas Bepcusa ot4éTa Pernctpa naumerToB EBponeiickoro
obuwectea mykoeucumaosa (ECFS) 3a 2020 ron
* TpeTbe M3OaHVE COOPHUKA MATEPUANIOB MO OU3NOTEPANUM NPU
mykoucumaose: «CTaHOapTbl MEOULMHCKOM NOMOLLUM U

HOANeXaLlen KNUHUYECKOW NPOKTUKU

NPV OM3NOTEPANEBTUHECKOM NleYeHn MykoBucumaosa» (2017r.)

COBMECTHO C NAPTHEPAMM GbIIN 3AMMCAHBI U ONYBRMKOBAHbI / BEBUHAPOB.
YacTb BebuHapoB gocTynHbl Ha Youtube kaHane doHaa.

3anuncn BebUHAPOB, NPEOHA3HAYEHHbIX TOMbKO AN MEAMLUMHCKMX CMELMATMCTOB, MOXHO
NONy4nTb, OTAPABMUB 3AMNPOC HA NoYTy dhoHaa ostrovaspb@gmail.com
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https://ostrovaru.com/project/publishing/
https://ostrovaru.com/2022/02/16/vyshla-pechatnaya-versiya-perevoda-knigi-mukovisczidoz-v-pervye-gody-zhizni-evropejskogo-obshhestva-mukovisczidoza-ecfs/
https://ostrovaru.com/2022/07/07/v-pechat-vyshel-10-j-yubilejnyj-registr-paczientov-s-mukovisczidozom-v-rf/
https://ostrovaru.com/2022/08/04/kratkij-otchet-registra-paczientov-evropejskogo-obshhestva-mukovisczidoza-za-2020-god/
https://ostrovaru.com/2022/11/02/standarty-mediczinskoj-pomoshhi-i-nadlezhashhej-klinicheskoj-praktiki-pri-fizioterapevticheskom-lechenii-mukovisczidoza-2017g-perevod-na-russkij/
https://www.youtube.com/channel/UCr4wCY8P58w4oyxSA99VCDQ

[porpamma «M3paHue
MHJPOPMALMOHHBIX MAaTEPHASIOB» OCTpoBa

BnaroTBopuTeNbHbIi
boHa

UcTopura ogHOM KHUMM

Khura «Mykoeucumnos B nepebie rogbl xm3sHu» (2018 r.)
ot Esponeiickoro obwectsa mykosmcumaosa (ECFS)
Bbluna B 2022 ropy nop penakumenn Opnoea A. B,
K.M.H., goueHTa kadbenpsl negnatpum C3IMY, nm.
MeuHunkoBa, 3aB. otaeneHnem CI16 NBY3 «[A'6 nm.
CeaToin Onbru». Hog HOMMCOHMEM 3TOM KHUMM
pPaboTana MynbTU-AUCLUNIIMHOPHAS KOMAHOA
CrneumanmncToB co Bcero mmpad. lpu pegakTnpoBaHum
TEKCTA HO PYCCKOM £13blKe YYUTLIBANMCb OCOBEHHOCTU
POCCUNCKON CUCTEMBI 30PABOOXPAHEHMS.

3TA KHUrA SIBMSIETCS CMPABOYHBIM PECYPCOM MO MEPBbLIM MYKOBMCUMAO3

FOOCAM XU3HU C MYKOBUCLIMOO3OM, FOAAM OCOBEHHO & B NEPBLIE FOAbI XN3HK
BADKHBIM, TAOK KOK 3TOT NEPUOM BO MHOrOM onpegenseT o
BCIO AQMNbHENLLYIO XU3Hb YEMOBEKA C MYKOBUCLIMLO3OM.

MevyaTHble 3k3emnnapbl KHUM «MyKoBMCUMOO3 B NEPBbIE rofbl XM3HM» ObIN OTMNPABMEHD B
6onbLuol pacceinke oT QoHOa BPAYAM M MALUMEHTCKMM OPraHU3ALMSM B PA3HBIE PErMOHbI
Poccuw.



[porpamma «OpraHusaums u A
npoBeAeHue KoOHMepeHLUm» OcTpoBa

BnaroTBopuTeNbHbIiA
boHa

B pamkax nporpammbl «OpraHuzaums U npoeegeHune koHdepeHuminy QoHp
OKQ3bIBOET COOENCTBUE MEANLIMHCKOMY U MALMEHTCKOMY COOBLLIECTBAM B NpOBEeOeHUN
KOHCPepeHUMIi 1 CEMUHAPOB, NMOCBSLLEHHBIX NPOBNIeMam MyKOBUCLMOO3A.

Mporpamma paboTaet ¢ 2010 r. Ha Bcen Tepputopun Poccuinckon Qepgepaumn.

B 2022 rogy npv nogaepxke choHga «OcTpoBa» Obinn NpoBeAeHbl KPyrnHble MeAULIMHCKUE
KOHpepeHLMH, NOCBSILLEHHbIE BONPOCAM NIeYEHUSI MYKOBUCLIMAO3a:

* Xll exxerogHasa CeBepo-3anagHas ¢ MeXOyHAPOAHbIM YHACTUEM HAYYHO-MPOKTUYECKas
KoHdoepeHurs «HoBble peanbHOCTU B mykoBucumaose» B CaHkT-leTepbypre

*  Bcepoccuitckas wkona no mykosucumpoosy B Ctaspornone

VI MexpernoHanbHas HaOy4HO-NPAkTUYeckas koHdepeHums «CoBpeMEHHbIE TEXHOMNOMMA B

negmatpumn» B HmxHem Hosropope

* |V Bcepoccuiickmin Dopym meamumHCKMX U 0BLLECTBEHHbIX OPraHN3ALMIM
«O6beamHUM ycunusa B Gopbbe C MyKOBUCLMOO30M» C MEXAYHAPOOHbIM YHOCTUEM B
OHNAWH dhopmaTe

* VI JanbHeBocTouHas koHdepeHums MAKMAX no aHTUMKKpoOHOM Tepanuu m
KITMHUYECKOM MUKpobuonoriv B YnaH-Yos
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https://ostrovaru.com/project/conferences/
https://ostrovaru.com/2022/04/29/v-sankt-peterburge-proshla-xii-ezhegodnaya-nauchno-prakticheskaya-konferencziya-novye-realnosti-v-mukovisczidoze/
https://ostrovaru.com/2022/09/23/15-16-sentyabrya-v-stavropole-proshla-vserossijskaya-shkola-po-mukovisczidozu/
https://ostrovaru.com/2022/10/06/22-23-sentyabrya-v-nizhnem-novgorode-sostoyalas-vi-mezhregionalnaya-nauchno-prakticheskaya-konferencziya-sovremennye-tehnologii-v-pediatrii/
https://ostrovaru.com/2022/12/01/itogi-iv-vserossijskogo-foruma-mediczinskih-i-obshhestvennyh-organizaczij-obedinim-usiliya-v-borbe-s-mukovisczidozom/

[porpamma «OpraHusaums u
npoBeneHMe KoHepeHUMMn» Ocrposa

BnaroTBopuTeNbHbIi
boHa

(4 ¢

C Havana paboTsl DoHaa Mbl OPraHM30BbLIBAEM
KOHdpepeHUMM ans Toro, 4Tobbl 06 beanHATL HO OOHOWM
nnoLwaake CneumanmcToB PAsHbIX Npodune,
PABOTAIOLLMX C MyKOBUCLMOO30M, CO3AABATL AN HUX
NPOCTPAHCTBO, B KOTOPOM OHU MOTFyT OOMEHNBATHCS
onbiIToM. Mbl opraHMsyem Nporpammy TaKMM OBPA3OM,
4TOObI OHO MOKCMMASBHO OTBEYANA MHTEPECAM
3anuesa Onus AHatonbesHa OOKTOPOB, OTOBPAXANA AKTYASbHbIE NPOBEMbI U

MomoLuruk MNpencepatens COBpPEMEHHbIE OOCTNXEHNA B NEeYeHNN MyKOBUCUMNOO3A.
Mpasnerus dhoHaa «OcTposa»

ExeronHo B CankT-lNeTepbypre QoHp NpoBOAUT BECEHHIO MEOULMHCKYIO
KOHCPEPEHLMIO MO MYKOBUCUMOO3Y.

UcTtopusa ogHol koHpepeHuun B CaHkT-lNeTepbypre

15-16 anpensa 2022 r. B CankT-lNeTepbypre coctosnack Xll exerogHaa Ceeepo-
3anogHas ¢ MexayHAPOOHbIM YHACTMEM HAYYHO-MPAKTUYECKAS KOHMEpPEHLMA

«HoBble peanbHOCTM B MyKoBUCLUMAO3e». Ha MHTEPAKTUBHBLIX CEKUMSX BpaA4M pasbupanm
KITMHWUYECKME Cry4am U3 CBOEN NPAKTUKM M OOCYXXOANN BOMPOCHI, KACAoLLMECs
BAPUAHTOB NEeYeHUst B KOXO0M KOHKpeTHoM cutyaumn. Ocoboe BHUMAHNE Ha
KOHPEPEHUMM YOENUMM CITOXHbBIM CUTYAUMSIM B OMAMHOCTMKE MYKOBUCLMOO3A 1 Tepanum
TOPreTHbIMU NPENAPATAMMN.

>4O CMeunanmcToB NPUHANA > 'I OO CMeunanmcToB NPUHANA
y4aCcTme O4YHO y4aCTUE OHMNANH
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https://ostrovaru.com/2022/04/29/v-sankt-peterburge-proshla-xii-ezhegodnaya-nauchno-prakticheskaya-konferencziya-novye-realnosti-v-mukovisczidoze/

[Mporpamma «llcmxonormyeckoe
KOHCYJIbTUPOBaHUEY

OcTtpoBa

BnaroTBopuTeNbHbIi
doHa

OnOHMM 13 BAXKHBIX COCTABMSAIOLLMX KAYECTBEHHOM XN3HN YEMNOBEKA C PEOKMM
3060neBAHNEM ABMISIETCS ero ncmxonorudeckoe 6narononyyune. B nporpamme

«[lcruxonoruyeckoe KoHCyNnbTUpoBaHMe» MoHa nomoraeT PacnpPOCTPAHEHMIO

NPAKTUKM NPOPECCUMOHANBHOM NMCUXONOrMYECKOMN MOMOLLM MIOASM C MYKOBUCLIMOO30M
U NX BrU3K1M.

Mporpamma paboTaet ¢ 2014 r. Ha Bcen Tepputopun Poccuinckon Oegepaumn.

HanpaBneHus nporpammbi:

* JlnyHas KoHCynbTAUMS ncvxosnora (ans NnaunMeHToB, OXUAQKOLMX TRAHCANAHTAUMIO NErKMnX)
* [TomoLub B OPraHn3aumm 1 NpoBeOeHNM CEMUHAPOB MO NCUXONOrMM B PEMMOHAX,

A TAKXE B NMPOBEAEHUN UHAMBUAYASbHBIX M FPYNMNOBbLIX KOHCYMNbTALUMIA B PAMKOX
Bble3aHbIx LLkon.



https://ostrovaru.com/project/psychology/

[Mporpamma «llcmxonorudeckoe

BAarotBopuTeNbHbIi
doHA

Havano npoekta Bble3gHoM LWKOMbI NO NCUXONOrnu

Mo MHOro4YMCreHHbIM MPOCLOAM OOKTOPOB U POOUTENEN NALMEHTOB C MYKOBMUCLNOO30M
®oHpa paspaboTan nporpammy BblesgHol LLIkonbl no ncnxonorum ¢ MHOMBNOYAnbHbIMM
KOHCYNbTAUMAMM ONs poamTenei u naumeHToB. [Nepsas LLkona coctosinack 22—24 Hos6ps
2022 ropa B KpacHosipcke.

Monetaesa Onbra OnerosHa

KIMHWUYECKW NcKxornor, npeactasuTens oT Poccumn B
paboyeit rpynne no MEHTANbHOMY 300POBbLIO
EBponerickoro obuiectea mykoBmMcLMao3a

OT3biBbI Y4aCTHHUKOB

¢ B Hosi6pe HaLw ropon noceTuna samedaTtenbHbli ncmxonor MNonetaesa Onbra
OnerosHa. 210 3amevaTenbHbii [lokTop, Henosek. O4eHb mHOro goHecna
nonesHon nHpopmaumn. [1o meHs 1 moei godepu. B cBA3n ¢ TaXENBIM TedeHrnem GonesHu
MOEen goYepur, OHA CaMA NPEAnoXuna eble3g Ha gom. Cnacrbo 6onblIoe 3a MOHUMAHMS.
[lBa ¢ NONoOBMHOM YaCA NPOBENA C HOMU, BPEMS MPOMETENO NPOCTO HE3AMETHO.
XoTenocb cnywatb eé 6eckoHeqHo. OTBETUNA HA MHTEpecyloLmMe Hac Bonpockl. Jana
MHoro coBeToB. OHMM CIMOBOM, BPa4 NPOCOECCUOHAT, YYyTKAS U BHUMOTENbHOS. Eé
MOXHO YBEPEHHO MOPEKOMEHOOBATL KAK MPOJOECCHUOHANA.
Cnacubo Bam orpomHoe, Onbra OnerosHa

— AHHO n YnbsaHa K.

¢ ~ ~ .
% Onbra OneroBHa yaMBUTENbHbIN YENOBEK W BENUKONENHbIN npodeccnoHan! OHa

06n1agoeT KOKOM-TO MArMYECKOM CMOCOBHOCTBLIO PACMONOXUTbL K cebe noboro Yenoseka.
Ei pencTBuTENbHO X04eTCs oTKpbIThbeA. Cnacnbo Bam 3a Takyo BO3MOXHOCTb OnS HALLMX
NAUMEHTOB. DTO BbINO O4EHb HEOOXOOMMO ONA POOUTENEN U NALMEHTOB B HOLLEM pervoHe!

Cnacunbo

— JTanma B.
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https://ostrovaru.com/2022/12/13/otzyvy-uchastnikov-shkoly-po-psihologii-s-individualnymi-konsultacziyami-krasnoyarsk-22-24-11-2022/

Mporpamma «Momolb B CaHKT-
[leTepebypre u JleHnHrpagckon obnacTun» OcTposa

BnarotBoputenbHbIn
doHa

C Havana paboTsl DoHO AKTUBHO NMOMOrAeT NMALUMEHTOM, KOTOPbIE XMBYT
B CankT-[leTepbypre u JleHnMHrpaackomn obnacTn, a TakxXe NogaepPXXMBAET PErmoHaNbHbIX
MEONLMHCKUX CNELMANTNCTOB, PAOOTAIOLLMX C MyKOBUCLIMOO3OM.

Mporpamma paGoTtoet ¢ 2010 r. B CankT-INeTepbypre v JleHnHrpagckomn obnacTu.

HanpaBneHus nporpammbi:

* [TprobpeTeHne NHONBNOYATBHOrO PECNMPATOPHOrO 060PYAOBAHUS OfS NALUMEHTOB B
TAXENOM COCTOAHMMA

* OcHalleHre meamumHCKMm 06opyOOBAHMEM OTOENEHNN MyKOBUCLMOO3A B
[opopackoit mHoronpodomnbHon 6onbHUue Ne 2 n [Jetckon ropoackorn 6onbHuue CeaToi
Onbru

* OproHn3saumst perMoHarnbHbIX BCTPEY, KPYTbIX CTONOB U KOHCUITMYMOB,
MOCBSILLEHHBIX JIEYEHUIO MYKOBUCLMAO3A

* OUHOHCKMPOBAHME OOBCNEOOBAHNN, HEOOXOAMMBIX MALUMEHTAM C MYKOBUCLMOO3OM, HO He
Bxogawmx B cuctemy OMC

* CuctemHasa Unu agpecHas MOMOLLb MO 3AMPOCY PErmoHANbHON ACCOLUMALMM NALUMEHTOB

becnnatHoe neyebHoe nuTaHMe ans B3pocnbix naumeHToB B CaHkT-lNeTepbypre

Bnaropgapsa nonpaskam B CoumaneHeiin konekce CaHkT-lNeTepbypra B Hosiope 2022 roga
COCTOANACH NEPBAS 3AKYMKA NUTATESNbHLIX CMECEN, B TOM YUCIE ONS B3POCTIbIX
NAUMEHTOB C MYKOBUCLMAO30M, NpoxmBaiomx B CaHkT-MNeTepbypre. 371 3HAQ4MMbIE
N3MEHEHWSI B 30KOHOOATENBCTBE CTANMM BO3MOXHbI 610roadpst COBMECTHBIM YCUMUSIM
ONAroTBOPUTENbHbBIX OPraHM3aumin, Bkniovas dooHn «OcTpoBa», Bpa4ebHoro,
MOUMEHTCKOrO COOBLLECTB U NPEACTABUTENEN 30PABOOXPAHEHMS.
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https://ostrovaru.com/project/pomoshh-sankt-peterburgu-i-lenoblasti/

Mporpamma «Momolb B CaHKT-
[leTepebypre u JleHnHrpagckon obnacTun» OcTposa

BnarotBoputenbHbIn
doHa

Momouwp LleHTpam mykoBucumnaosa

B 2022 rogy onst HPEKUMOHHO - BOKCUMPOBAHHOrO oTaenerHns Ne 3 geTckoin roponckom
6onbHuupbl CesTon Onbrn B CaHkT-lNeTepbypre QoHpom 6bin NprobpeTeH MHranaTop

Omron Ultra Air Pro Ne-U780.

Nuranstop Omron Ultra Air Pro Ne-U780 — 3To annapaT ans nHOyLMpPOBAHUS MOKPOTHI,
c6opa maTepmana B yCrnoBusiX, KOFAG €ro marno.

€€ C noserenvem TApPreTHOM Tepanum
y GOMbLUMHCTBA MAUMEHTOB 3HAYUTENBHO YMEHBLLNIIOCH
KONMMYECTBO MOKPOTbLI A0 €€ MOSHOrO NCYE3HOBEHMS.
A noceB MOKpPOTbI BCE PABHO OCTAETCH BAXHBIM AHONU30M
AN OTCNEXMBAHUS COCTOSAHUS MALMEHTOB
C MYKOBMCLIMOO30M

— OprnoB AnekcaHgp Bnapumuposu,
pykoBoguTens LleHTpa no neverunio netei
¢ mykoBucumaosom r. CankT-lNeTepbypra

B koHue 2022 ropa ons NpoBeneHnst NCCNeaoBaHUA OYHKLMM ObIXOHUS Y B3POCHbIX
NMAUMEHTOB C MYKOBUCLMAO30M, HOXOOALLMXCA B cTaumMoHape, QoHp nepenan ons
nynbmoHonorudeckoro otaenenrma No2 ClM6 NBY3 «opopckoi mHoronpodounbHOM 60MnbHUL
No2» cuctemy pecnvpatopHoro ckpuHuHra SOMNOcheck MICRO v gns neveHust HapyLLeHui
ObIXQHWSA BO CHe annapaT gns asTomaTtudeckon CPAP tepanum Lowenrtein Prisma 20A.

Cuctema pecnmpatopHoro ckpmHuHra SOMNOcheck MICRO noseonseT oueHUTb Yy
NMOUMEHTOB C MYKOBUCLIMAO30M HOMNYNE U BbIPAXKEHHOCTb ObIXATENbHOM HEAOCTATOYHOCTM

BO BPEMS CHO.

¢ OHa ocyLLecTBRSIET 3aMUCh HE TOMbKO CATYPALMN,
HO M ObIXOTENbHOMO NOTOKA, PACCYUTLIBAET O3kl CHA
1 oueHnBaeT ero kadectea Annapat Prisma 20A
GBTOMATMYECKM NOABUPAET 3P PEKTUBHOE OABNEHNE

B YKO3QHHOM OUAMNO30HE, UMeEeT HACTPOWKM
TPUITePOB-AATYNKOB Ar1s Nogdopa KOMIPOPTHOro pexmma
N NO3BONSIET KOHTPONMPOBATL 3PPEKTUBHOCTL TEPANUM

— CrenaHeHko TaTbaHa AnekcaHOopoBHAQ,
pykoBoauTens LieHTpa no neyerHmio B3pocnbix
¢ mykoBucumaosom r. CankT-lNeTepbypra
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CKPUHUHD OcTpoBa

BnarotBoputenbHbIn
$OHA

DoHp okasbIBAET Nogaep KKy NpoddecCMOHANbHBIM COOBLLIECTBAM B PA3BUTUM MPOEKTOB Y
NPOrpPAMM, HAMPABMAEHHBLIX HA MNOMNYNSAPU3ALMIO MPEKOHLEMNUNOHHOMO CKPUHUHIA — METOoAd,
KOTOPbI MOMOrAET BbIABUTbL PUCKM NEPEnaYm TEX UMM UHBIX FEHETUHECKUX NMATOMNOrMM
OynyLuemy pebeHKy eLé Ha 3Tane NIaHNPOBAHUSA BepemeHHoCcTU. Hdopmaums o
HOCUTENLCTBE HACNEOCTBEHHbBIX OOMNE3HEN MOXET MOMOYb OYOYLLMM POOUTENAM TLLATENBHEES
NOAroTOBUTLCSH K BEPEMEHHOCTU U OLEHUTDL PUCKMN.

OpHa m3 3aga4 PoHpa - 3To BHegpeHMe 0OO6POBONMbHOrO CKPUHUHIA HO HOCUTENLCTBO
PACMPOCTPAHEHHbLIX HOCNEACTBEHHbIX 30O0NEBAHNIN B CUCTEMY OBOLLIECTBEHHOIO
30PABOOXPAHEHMS.

[Mporpamma peanusyetcsa ¢ 2021 r. n npoBoguTCs Ha Bcel Tepputopumn Poccuiickoi
®epnepaunmn.

Opranuszauus kpyrnoro crtona B O6wectseHHoM nanate PO

B anpene 2022 rona ®oHa BLICTYNMM COOPraHM3ATOPOM KRYITIOrO CTONA HA Temy: «Ponb
reHeTUYECKMX TEXHOMMOMMN B MPOMOUIAKTUKE HOCNEACTBEHHbLIX 3000NEBAHNI HA 3TAMNE
NNOHUPOBAHUS BEPEMEHHOCTU: BONPOCH! AOCTYNHOCTU U MHGDOPMUPOBAHUS» B
O6wectBeHHom nanate Poccuiickon Oepepaumm.

Ha cnywaHmnsx obcy>kaanmncb BONPOChl TEXHNHECKON FOTOBHOCTU HALLEN CTPAHbBI K
MOCCOBOMY BHELOPEHMIO NPEKOHLENUMOHHOIO CKPUHWUHIG MU 3TUYECKME ACMEKTbI
NPEVMMNNOHTALUMOHHOIO FEHETUHECKOTO TECTUPOBAHNS SMOPUOHOB. YYACTHUKN COrNACUIUCE,
4TO HEOBXOOMMO MOBLILLATL MHPOPMUPOBAHHOCTL HACENEHWS, BPAYEN U NPeacTaBUTENEN
rOCyoapCTBA O BO3MOXHOCTSX COBPEMEHHBIX PENPOOYKTUBHbBIX TEXHOMOMM.

Uctopusa uccnepgosatensckoro npoexkta GoHga u HAM akywepctea u
ruHekonormn um. [1.0. OTTta

B nekabpe 2022 roga cTApTOBAN COBMECTHbIN UCCNEROBATENBCKUM NPOEKT
onarotBopuTensHoro dpoHaa «OcTpoBa», Hay4Ho-McCcnenoBaATENbCKOro MHCTUTYTA
aKyLLEepPCTBA, ruHekonorun n penpopyktonorim umenn [0.0. Otra n Coumnonornyeckoro
NHctutyTa PAH.

[MpoekT HanpaBREeH HA NOMYNAPU3ALMIO MHEPOPMALIMU O NPEKOHLEMNUMOHHOM CKPUHUHIE

N HA NPOMOUNCKTUKY FEHETUHECKMX OOMNE3HEN B CEMbSIX C BbICOKMM PUCKOM NEPEnaYN OeTsam
4ACTbIX HACNEACTBEHHbIX 3000MEBAHMUI, TAOKMX KAK MYKOBUCLMAO3, CMUHAMBHAS
amroTpousa U PEHUNKETOHYPUSI.

B pamkax npoekTta 60 cembam ns Ceeepo-3anagHoro PenepanbHOro okpyra ¢ y>e BblICOKMM
YPOBHEM PUCKA Nepeaaym HaCneacTBeHHoro 3a6onesaHus 6yaeT NpegoCcTaBieHd BO3MOXHOCTb
MPOMNTM MOMHOE reHEeTUYECKOE KOHCYMbTUPOBAHME HO 6a3e BedyLero Hay4yHoro U MeamuUMHCKOro
yuypexneHus B 06rnacT penpoaykumm 1 aKyLIepCTBa.
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https://ostrovaru.com/2022/04/09/v-op-rf-sostoyalis-obshhestvennye-slushaniya-na-temu-rol-geneticheskih-tehnologij-v-profilaktike-nasledstvennyh-zabolevanij-na-etape-planirovaniya-beremennosti-voprosy-dostupnosti-i-informirov/
https://ostrovaru.com/project/screening/
https://ostrovaru.com/2022/12/05/prezentacziya-proekta-czentra-geneticheskih-kompetenczij-nii-otta-i-blagotvoritelnogo-fonda-ostrova/

DuHaHcoBbIEe OTYeTHI
OcTtpoBa

BnarotopUTenbHbIi
$oHa

(1) 82,8 «
22 420 158 p.

MoxepTBOBaHWUS OT PUIUHECKMX NKLY

@ 17 %
4587 429 p.

[MoXepTBOBaHMUS OT IOPUANHECKMX NNLY

[TocTynneHwe cpencTs

27 073 477, (® 0,2 x

2022 ron

C6opebl ¢ KpayadbaHAMHIOBLIX NAATOPM

OcTaTok cpencTs ¢ npoLusioro roga:

5758 013 p.

ﬂ (1) 82,3%

25 472 669 p.

Pacxoppl no nporpammam

() 1,1%

PGCXO,D,H 3 423 953 p.

Pacxogbl Ha nepcoHan

30 982 014, ® 660

2022 rom 2 085 391 p.

ALMUHUCTPATUBHO-XO3SNCTBEHHbIE
pacxopgbi
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OcTtpoBa

BnarotBopuTeNbHbIA
doHa

DuHaHcoBbIE OTYETDI

800 014 p. 687 740 p.
Momowb B CaHkT-eTepbypre u LLloneHoBCKast npemmst
JleHoGnacTu

0,2" 53 057,45 p

Mpoune paCXOAbI

1003 612 p.

Mcuxonoruyeckoe KOHCYNbTUPOBAHNE

1 406 347 p.

KuHesuTepanus

5 583 253 p.
[MomoLub perroHam
1525776 p.

[Nonnepka Hay4HoO-
MCCNefoBaTENbCKUX MPOEKTOB

Pacxogpbl no
NPOrPAMMAM
1712 243 p.

i 2 25 472 669,72 p.

crneumanucToB e 4166 342 p.
e 2022 rog TpaHcnnaHTaums nerkux

2 604 771 p.
[MpeKoHUEeNUUOHHBIH
CKPUHUHT

3 023 924 p.
OpraHusauumsa 1 nposegeHne
KOHMbepeHLMA

2 905 585 p.

M3paHne MHAOOPMALMOHHbBIX
maTepuanos
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Hawa komaHaa
OcTtpoBa

BnaroTBopuTeNbHbIi
oHp

Onbra Hectepyk
McnonHuTenbHbIM AMpeKTop

AHacTtacusa Ecdoumosa
M.o. pmpekTopa

IOnua 3anuesa
[MomowHKK npepcenaTens
MpaBneHus, meHeaXep NMPOEKTOB

IOvHa OcTpononey,
MeHenxep 6naroTBOpPUTENbHbIX
MPOEKTOB

Enena TiopuHa
MeHemxep No MexayHapPOLHbIM
CBSA35IM

AHHa lNMaBnosa
MeHegxep No BHELLHWM
KOMMYHMKALMAM

BukTopusa PyaeHckas
Byxrantep

AnekcaHgp JlaTta
Kypbep doHga

Onbra barrywesa
MaBHbIM ByxranTtep
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[MoneunTenbckui coBeT PoHAA

Mopuc bapyx
Mpodpeccop, aoueHT
Kadoeapsl MeLULMHCKMX HayK
yHuBepcuTeTa MunaHa,
avpekTop LeHTpa
MYOKBMCLMAO3a B BepoHe

OmuTtpun Nopaosuy
Ynen CoBeTa AMpeKTOpOB
BEBEP Banka

AnekcaHgp Opnos
K.M.H., Bpa4y-neguaTp,
PYKOBOAMTESb LETCKOIO
LleHTpa mykoBucumaosa
r.CankT-leTepbypra

OcTtpoBa

BnaroTBopuTeNbHbIi
$ona

TaTtbsiHa [embuuKas
O.M.H., npodpbeccop,
3aB.OTAENOM TepPaneBTUHeCKoM
nynbmoHonorun HAN
Mynemoronorum CMNB MY um.
M.MN.MNaenosa

JleonHnp HoTkmu
MpeanpuHumaTens

TaTbaHa CtenaHeHKo
K.M.H., Bpa4-nynsmoHoror,
33B.OTAENEHNEM

MHTEHCUMBHOM MYJNIbMOHOOMM
Ne2 s CI16 I'BY3 'MIB Ne2
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[MapTHEpbI hoHAa

o= P

Hotel \_/edensky

OcTtpoBa

bnaroTBOpUTENbHBIIA
doHa

EBpenckum
BraroTBopuTEAbHbIN f
LeHTp «X3acap ABpaam» J/|<

( Geneprlnpm @UTR|CIA E‘ETABAMEA n/[\x PycMeaXonauur

€
[
HAYYHO-UCCNEAOBATENbCKUA MHCTUTYT AKYLLEPCTBA,

TMHEKO/IOTUU U PENPOAYKTO/IOTUU

M. [.0. OTT1a M r H Ll

HYIHA TOMOIL, — GuAa20. Y

BaanmoekirogHoe CoTpygH4ecTso

WHctutyT coymonorum
P CKOM aKasiemmuu Hay

aKa, YK
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[Tomo4b hoHay

4\~
OcTtpoBa

BnarotBopuTenbHBbINA
doHa

Kak nomoub dhoHay «OcTpoBa» 1 ero nogoneyHbim?

®

el D>

MepenaTtb ogexay B CaHkT-lNeTepbypre HalMm NapTHEPAM B
6naroTBopuTenbHbIM NPoekT bnarollaps. Mnu nprobpectn ogexay B mx
marasuHe no agpecy: CaHkr-MNetepbypr, yn.MNectena 17/25 vnu B oHnamH-
marasmHe Ha ABUTO;

CaenaTb noxepTBoBaHMe Ha gesTenbHocTb QoHba Ha Hallem canTe;

Yepes nporpammbl «Pybrb B AeHby, «[lonb3yach ciydyaem» M KaTanor

NPOBEPEHHbIX OpPraHM3auMii Ha GnaroTeopuUTeNlbHOM NopTane «HyxxHa
MOMOLLIb»
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https://365.nuzhnapomosh.ru/?ysclid=l50pk1jcuu910573423
https://sluchaem.ru/?_ga=2.74116882.1045366358.1661749282-213564028.1607005686
https://nuzhnapomosh.ru/funds/ostrova_1107800003750/
https://ostrovaru.com/donate/
http://blago-darya.ru/page29048832.html
https://www.avito.ru/user/b4f9f90ce846f13bafea11d9418dfe90/profile/all?src=sharing&sellerId=b4f9f90ce846f13bafea11d9418dfe90&p=2

KoHTaKTbl
OcTtpoBa

BnarotBopuTenbHBbINA
doHa

OdbmumanbHOE HaMMeHoBaHMeE

bnaroteBoputensHbin dooHp «OcTpoBa»

Appec
Poccusg, 197101, CankT-lNeTepbypr, yn. M. MoHeTHas, 4. 2, nuT. [, nom. 1H, odomc 402

TenedboH

+7 (999) 212-79-42

DneKTpOoHHag no4yTa

ostrovaspb@gmail.co
m
OdomumanbHbiM canT

https://ostrovaru.com

PekBu3nThbI

IOpuamdecknin agpec: 197101, CankT-lNeTepbypr, yn. M. MoHeTHas,
a.2, nut. I, nom.1H, odomc 402

Ha3saHue 6aHka «BbP baHk»

BUK 044525769

PacyeTHbIM cueT: 40703810202100000017
KoppecnoHaeHTckui cuet: 30101810745250000769
OI'PH opraHuzaumu: 1107800003750

KM opranmzaumm: 781301001

MHH opraxmzaumm: 7840019120
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mailto:ostrovaspb@gmail.com
https://ostrovaru.com/

bnarogapum Bac 3a BHUMaHUE K rO4OBOMY OTHETY
6naroteopuTenbHoro cpoHaa «OctpoBa»



