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BCTYITERME

Ob6palleHmne K YnTaTensim

ApnoHbeBa
Mapusa BnagummposHa

ocHoatens QoHaa v dneH MNpasneHms

OxkonHumna Cl1ely, saHmmaetcs
6naroTBOPUTENBHOCTBIO, BOCMMTHIBAET
Tpoux aeTemn

Oprnoe
AnekcaHgp Bnagumuposuy

Haww @oHpa «OcTpoBay Ha4MHANCS, Kak M MHOTMe GraroTBOPUTENb-
Hble OPraHM3aLMM, C HePAaBHOAYLLUHbIX MOAEM, KOTOPLIE HE MOTH
OCTaBaTbCs B CTOPOHE MpW BMAE AETEN C Hemsneummbim 3aborne-
BaHMEM.

B To Bpemsa MHpopmaLIMS O MyKOBUCLIMAO3E He Obina LUMPOKO O0-
cTynHa. MHorme AeTr He MOrmu NMosyYaTb COOTBETCTRYIOLLEE Nneve-
HME M3-38 HEBEPHbIX MOCTAHOBOK AMArHO3a.

Mbl Ha4MHaNM C aApPECHOM MOMOLLM MHAPEKLMOHHOMY OTAENEHMIO
B aeTckoi 6onbHuLe Ce. Onbrn B CaHkT-INeTepbypre. YyTb nozxe
nosiBMNach Maes Co3aaHus GnaroTBOpUTENbHOrO dooHAa Ans 6o-
nee KOMMNEKCHOM M LUMPOKOM MOAAEOKKM MALUMEHTOB C MyKOBMC-
LUMAO30M.

Bonee 10 net Haw QOoHa pPasBMBanNcs M POC, OPUEHTUPYACh Ha
HY>X[bl MNAUMEHTOB M 3KCMEPTHOE MHEHME MPOJPECCUMOHAMBHBIX
Bpaduen. CeMyac MOXHO YBEPEHHO CKaszaTb, 4To Gnarogaps cna-
}eHHOM pabote Bcel KomaHan QoHpa, Bpadel, NauneHTCKUx op-
raHM3aUMi CUTYaLMSt CUITbHO M3MEHMMNACh, U Mbl MPOOOMKAEM Oe-
NaTb BCE BO3MOXHOE LS YYULLEHUS KU3HM HALLMX MOACMEYHbBIX
Ha TeppuTopum Poccun.

YrukansHocTb QoHaa B Tom, 4TO OH paboTtaeT Ha Bco Poccumio (Bce
BaHble koHepeHumm B 2023 npotunm ¢ ydactmem Qoraa). Bee
HeobxoOumble meToamdeckme/obyqaiolime matepuansl ectb 8 PO
UK B MedaTHOM Buae, unm Ha cante Qonpaa. 20 net Hasag noyTm
Hudyero He 6bino. B 2023 noseunack npobnema lapreta: mM3aaHsl
METOOMYECKME MATepUansl, MPOLLMAM KOHMPEPEHUMH, MOSBMUIMCH
NpOCTHIe maTepuansl ans aeten n poautenen. Ecnm Hago okaszaTb
KOHKPETHYIO MOMOLLIb (BpaYam MM MaumMeHTam), BCeraa oHa OKa-
3bIBAETCH AENCTBEHHOM.

K.M.H., Bpa4-neamaTp, 3asenyioLmi 3 otaenerdmem Y3 A6

Cs. Onbru, pykosoamTens LieHTpa no neverHuio geten c
mykosucumaosa 8 CankT-leTtepOypre, AOLEHT Kadhedpbl neamaTpmm
1 HeoHaTonorum OIreOY BO C3IMY mm. MM .Meurnkosa M3 PO

(r. CankT-Tetepbypr). MoneunTens QoHaa
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B 2023 rogy Mbl 4aCTUYHO MBMEHWUIM CTPYKTYRY nporpamm PoH-
[, CAeNnaB aKLUEHT Ha MOoAOEKKE FEHETUYECKUX MCCNenoBaHuM,
MHAMBMOYANBHOM MOMOLLM B3POCIBIM MaLMEHTAM M CTPATEMNMHECKM
BAXHOM Teme NPOOMNaKTMKU MyKOBUCLIMAO3A.

Takas MHOFOCTOPOHHSAS PaboTa BO3MOXHA Brarofaps ydpeamTe-
nam QoHpa, HALLMM NAPTHEPAM M XKEPTBOBATENAM — OM3UUECKMM
nMUaM, heaepanbHbiM 1M PErMOHAMBHBIM KOMAAHUIM, PAa3aeNsio-
MM LI@HHOCTM CUCTEMHOM BNaroTBOPUTENBHOCTM 1 [OBEPAIOLLIME
DoHray!

VickpeHrHe Grnarogapum Kaxaoro
YENIOBEKA M KaX YKo OpraHm3aLmio,
KOTOPbIE MOAAEPMHKAMN HALLIN
rnpoekTsl B 2023 rogy

BTOpaH M Camad BaXHad Halld 3KCrNepTHad ornopa — 31O COO6LI_Le-
CTBO pOCCVIMCKMX OOKTOPOB, YBJIEeHYEeHHbIX TEMOM MYKOBMCLMOO3a
M 3aMHTEPECOBAHHbBIX B [PA3BNTUM MEAMKO-COLMANBHOM MOMOLLIM
HALLUMM NOOOMNEYHbIM.

OThenbHo s xo4y nobnarogapmuTb NaLUMEHTOB M WX cembi. Mbl BU-
OMM UX EXXeJHEBHbBIE YCUMNMS B NEYEHMM, YYBCTBYEM, KaK OHU 3apsi-
YEHbl SHEPTMEN U CTPEMSTCS XMUTb TaK, YTOObl HGOMNesHb He CTaHO-
BMIACh MPEnSTCTBMEM B peanm3aumm mx nnaHos. Mel GnarogapHsl
3@ TO, YTO HaLLM MOAONeYHbIe U UX BNU3KMEe JOBEepsIioT Ham CBOM
NPOCLOLI M HACYLLHbIE MOTPEOHOCTU, AKTUBHO BKITIOHAIOTCA B MPO-
rpammbl DoHpa v Bcerga AalOT KOHCTPYKTUBHYIO OOPATHYIO CBA3L!

BO «OcTtpoBa» — Hall HadexHbIM napTHep 1 apyr! Ha npoTswe-
HuM mHormx net QoHa NoAAePKMBAET MPAKTUYECKM BCE HaLLM
MHUUMATMBLI, [aXe MOpoV HeCTaHAAPTHbIE ANs MaUMEHTCKOM op-
raHM3aumm naem.

Kpome domHaHCOBOM MOAAEIKKM MPOEKTOB, Mbl 3HAEM, YTO BCEraa
MOem oBpaTnTbca K coTpyaHmkam Qoraa 3a nobol apyrom no-
MOLLIBIO W KOHCYNBTaUMEN, HE3ABUCUMMO OT Peanm3aLim NpOEKTOB.

Moapepwmean Hawu mHMUMaTMBL, DoHg «OCTpoBa» NoaASPMM-
BAET W COXPAHSET HKM3HM HALLMX NOAOMEYHbBIX, CTPAAAIOLLIMX MYKO-
BMCUMIOO30M. VIckpeHHe Grnarogapmm 3a NoAOSPKKY!

npeacenatens [lepmckon pervoHanbHoM obLLEecTBEHHOM
GnaroteopuTenbHoM opraHmsaLmm «OBLIECTBO MOMOLLM
MHBaNMZam 1 GonNbHBIM pPearkMmm 3adoneBaHuamm «MedTadxmnTb
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YTo Takoe «MYKOBMUCLMAO03»?

MykoBucuMao3s — 3TO camoe pPacnpocTpaHeHoe peakoe (opdpaHHoe) reHeTudeckme 3abonesaHne. Bo
BCeEM mMpe HacumTeiBaeTcs okono 100 000 nioael ¢ MyKOBUCLMAO3OM.

B Poccum opdoaHHbimM (OT crioBa «orphany, aHm. «CMpoTay) CHMTAKOTCS OOME3HM, KOTOPbLIE BCTPEYAOTCA
meHee Yyem y ogHoro venoseka 13 10 000. B cBA3M ¢ HM3KOM PaCcnpPOCTPAHEHHOCTHIO PEAKMX 3a00NeBaHmMit
M BBICOKOWM CTOMMOCTBIO NIEHEHMS OHW ObINK BblAENeHsl B OTAENbHOE HamnpasneHue.

B Poccum no paHHbIM HaumoHanbHOro perncrpa xmeyT
> 4 200 4yenoBeK C MyKOBMCLIMOO30M

MyKoBUCUMAO3 — 3TO reHeTu- Ponutenu
yeckoe 3aboneBaHue, nepeaa- PeveccuaHbli o o
folleecs nMo HacneacTesy M 06-
YCNOBNEHHOE MyTaLMer B reHe

JIOMMHAHTHBIM
CFTR. Y kawporo 4enoseka ecTb ' o
reH CFTR: a Ka}KﬂbM 20 4enosex 340POoBLIN OTel-HOoCKTENb 3A0poBas MaTb-HOCKUTENb
HA 3emJie 4aBJideTcd HOoCUMTEeNNem naTosIorM4eCcKoro reHa naTosIoOrM4eCcKoro reHa
MyTaLUMM B ITOM TeHe, OObYHO
cam Toro He nopo3pesas. Ecnm
pebeHoK pPoXKAaeTCa Yy ABYX HO- ® o o ®
cuTenen nedeKTHOro reHa, Be-
POSTHOCTb pPOXAEHMS pebeHKa

reH

Jdetn

C rnoBpexaeHHbIM TeHOM CFTR, 3p0poBbii 340p0BbIM pPebEHOK-HOCUTENb BonbHo#
BbI3bIBAIOLLIMM MYKOBMCLIMAO3, CO- pe6éHoK MaToONOrM4eCKoro reHa pe6éHok
cTaBnsieT 25% (MM oauH K Y4eTbl- 25% 50% 25%
pem).

Cxema HacregoBaHusi MyKOBMUCLIMO3a

B pesynbraTte 3TOM reHeTUYEeCKOM «MOMOMKMY HapyLLAeTCs padoTa XNIOPHOIO KaHana B memOpaHax KneToK
M BCE CEKPETHI (CNM3b), BbAENSEMbIE PA3NMYHBIMM OpraHamM YEeIOBEKa, CTAHOBATCS BOnee BAKMMM U Ty-
cToimr. Crin3b CKaMNnMBAETCS B NErKMX, MULLEBAPUTENBHOM CUCTEME M APYIMX OPraHax, Bbi3biBas LUMPOKMMA
CMEKTP CNOXHbBIX CUMMMTOMOB, MOPAXKAIOLLMX BECH OPraHM3M, MPMBOLALLMX K 3HAYUMTENBHOMY YXYALLUEHMIO
Ka4eCcTBa XMW3HM YenoBeKa.

N\YI-(OBI/ICLI,I/I,EI,OB HE 3a[0a3eH M HE OKA3blBAET BIIMAHMA HA MHTESINEKTYAllbHbIE CNOCOBHOCTM YenoBeKa. |_|p|/I
CBoeBpeN\eHHOI;I ONArHOCTUKE M HeO6XO,£I,l/l/v\ON\ nedeHnn ioan C MyKOBUCUMOO30OM XMBYT MNOMHOLEHHOM
HM3HbIO.


https://ostrovaru.com/material/registr-paczientov-s-mukovisczidozom-v-rossijskoj-federaczii-2021-god/
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®onHp «OcTposa» ¢ 2010 roga paboTaeT COBMECTHO C POCCUIMCKMM BPAYeOHbIM COOBLLIECTBOM, NaLMEHT-
CKMMM M OBLLECTBEHHBIMM OpraHM3aLMsam A58 TOro, YTOObI KaXablM YeNOBEK C MyKOBMCLMAO30M B Poccum
MOT MOSYYMTb BBICOKMIM, COOTBETCTBYIOLLMM MMPOBBIM CTaHAAPTAM YPOBEHb MOMOLLM Y CeBst MO MecCTy

KNTENBCTBA.

Muccnsa Qoraa:

[oe mbl paboTaem:

Co3paTb ycnoBust Ans yBENMYEHUS MPOAOIIKUTENBHOCTHM DoHp paboTaeT Ha Bcer
M YNYYLLEHWS KAYECTBA XM3HM NIOAEM C MYKOBMCLIMAO3OM TeppuTopun Poccuiickom
B Poccun. Denepavym.

OcHoBHble HanpasneHua geatenbsHocT QoHaa:

[MNopaepikka cneumanmcToB, PadOTaOLLMX C MALMEHTAMMU C MyKOBMCLIMAOIOM

MHamemayanbHas NoAaeEKKa

VIHdbopmaumMoHHas NoaaePKKa

[ToMmOLLb perroHam

[eHeTMYeCKMe UCCNEaoBaHMS M NPEKOHLENUMOHHBLIM CKPUHMHE

CrenaHeHKo
TatbsiHa AnekcaHapoBHa

Qorp «OcTpoBay — OfHA M3 HEMHOTMX BNAroTBOPUTESNbHBLIX Op-
raHM3aLui, KOTopas, B MEPBYIO ovepenb, peLlaeT pyHaameHTamb-
Hble 3aga4n. KoHdpepeHumm 1 KoHrpeccsl, opraHmsoBaHHbie QoH-
[IOM, TO3BONSIOT Y3HaTb AOKTOPAM B PA3NIMYHBIX PErMMOHAX Camyto
COBPEMEHHYIO MHOPOPMALMIO O MPOBIEemMax MyKOBMCLMAO3a, Ha-
CNEeOCTBEHHbBIX 3a00NeBaHMUM Erkux. ITa MOMOLLb OeCLEHHa.

He MOTY HE OTMETUTb M NOAAEPIKKY HAYHHbIX MOOEKTOB, YTO HE Me-
Hee BaXXHO A4 COO6LLleCTBa Bpaqeﬁi. 3a rofbl COTpyaHM4EeCTBa Mbl
CMOTITM AOCTMHYb B HEKOTOPbBIX BOMPOOCAX O6CJ'Ie,D,OBaHI/IFI M nedeHmns
NnauneHToB C MYKOBMCUMOO30M MMPDOBOTO YOOBHA.

OrpomHoe cnacnbo yupegmtenam Qonpa «OcTtposa!

K.M.H., BPa4-MynbMOHOSMOT, 3aBEAyIOLLAs MyNbMOHOMOMMYECKMM
otaenermem No 2 CI16 IbY3 «'MB Ne 2», pykosoauTens LleHTpa
Nno NeYeHMio B3POCSbiX C mykoBmcLmao3om r. CaHkT-lleTepbypra
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IleyeHmne mykoBmcumMaosa

[etsm 1 B3pOCnbM C MyKOBUCLMAO3OM Ha MPOTSIKEHMM BCEM MMU3HM TPeByeTCd NoCTosHHOE HabnoaeHwe
y Bpadey, perynspHbie npoLlenypsl U npmMem G0rbLIOO KOMMYECTBA CaMbIX [PA3HbIX MPEnapaToB.

CraHpapTHas Tepanus

*  LUMPOKMI CAEKTP CUMMATOMATUHECKMX NEKAPCTBEHHbBIX MPENaPaTOB
* KMHE3UTEPANEBTMYECKME METOAMKM (KOMMNEKC CrieumanbHbIX YIpaKHEeHMM)
*  BbICOKOKANopumHas amMeTa

Bce BhilLenepedncneHHble mepbl SBASoTC 0OS3aTENbHBIM CUMITOMATUHECKUM NIEYEHUEM, HO HE BIUSIOT
Ha OCHOBHYIO MPUWYMHY MYKOBMCLMOO3a — HapyLleHne padoTel Genka CFTR.

TapretHas Tepanus

Bo Bcem mmpe MyKOBUCUMOO3 OCTAETCS HEM3NEYMMOM BONe3HbIo. Ho HeCcmoTps Ha 3TO, BMECTe C pPa3Bu-
THMEM HOBBIX TEXHOMOMMM M CMOCOOOB NEYEHUs MPOAOIKUTENBHOCTb M KAYECTBO KM3HM NIOAEN C MyKOBMC-
UMAO30M MOCTOSIHHO PAacTeT.

Ewe B 2012 romy Gbinm paspaboTaHbl nepsbie npenapars TapreTHoM Tepanumn® (o1 aHm. target «uenb,
MULLIEHbBY) MPW MYKOBMCUMAO3E, KOTOPbLIE CNOCOOHB BOCCTaHaBNMBaTbL doyHKUmio Genka CFTR. M co spe-
MEHeM TapreTHas Tepanus CTaHOBUTCS BCe Bonee kKadyeCTBEHHOM. DTa MHHOBALMOHHAS Tepanus Nno npasy
CYUTAETCS KM3IHECNACUTENBHOMN.

CTOMMOCTb TapreTHbIX NpenapaToB B Pocckn Ha gaHHbIM momeHT coctaenseT ot 1200 000 go 1800 000P
[Nsi OAHOrO YenoBeKa B mecsl.

Dong «Kpyr nobpa»

B 2021 rogy 6bin co3aaH roCcydapCTBEHHbLIM DOHA MOMOLLM AETAM C TSKENbIMM
XU3HEYTPOKAIOLLMMM M XPOHUMHECKMMM 3a00NEBAHUSAMM, B TOM YUCIE PELKMMM
(opdparHbIMM) 3ab0neBaHuamm «Kpyr oGpa», KOTOPLIM 0BecnedYMBaeT TapreTHOM
Tepanuen oeter C mykoBucUMAo3om A0 19 neT. Ha cerogHs cpeam noAaoneqHbix
dhoHpa 6onee 1600 aeTeit C MyKOBMCLIMOO3OM.

[NosiBnerHune «Kpyra goGpa» CTano 4ydoom, KOTOPOro Mbl BCE 3aiueBa lOnua AHaTonbeBHa
OYeHb XXOan. BJ'IaI'OLI,apﬂ Tapl‘eTHOPI Tepannn Xn3HM naudneH- MOMOLLHMK ﬂpeﬂcega'rem npasneHms
TOB M WX OU3KMX MEHSIOTCS K JTyHLLEMY. DoHaa, anpekTop AccoLpatim

«OpraHuzaums NoOmoLLM GOMbHbIM
mykoBucumaosom» B CankT-lNetepbypre

* [NpenapaTtsl TapPreTHOM Tepanmu rnpm MyKOBUCLIMAO3E — 3TO JIEKAPCTBA, «CTOCOBHbLIE MOANGOULMPOBATL MyTaHTHbIN Gernok CFTR
TakMm 0BPAa30oM, HTO €ro chyHKLMS CTAHOBUTCS Brin3Kos K HopmarnsHowm». (Kyues C.M., Mwesckas B.J1., Kongparteesa EN. Taprer-
Hasl Tepanums rnpu mykosucumaose. [lynsmorHomnorus. 2021;31@:226-236)



https://journal.pulmonology.ru/pulm/article/view/2331
https://journal.pulmonology.ru/pulm/article/view/2331
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Mykosucumpos B Poccmm cerogHs

AKTyanbHble Npobnembl

HecmoTps Ha To, 4TO obecneveHme TapreTHOM Tepanuen Ans AeTer C MyKOBMCLMOO30M CTarlo BO3IMOKHbBIM
6narogaps nosieneHuio dpoHaa «Kpyr gobpa», 4O CMX MOP OCTAOTCS HEPELLEHHbIMM MHOMME BOMPOCHI,
KOTOPbLIE BOJSHYIOT BpayeM, NaLmMeHTOB U UX OIIU3KMX.

HocTynHocTb TapreTHoM Tepanuu 19+

OOWH 13 cambix OCTPBIX BOMPOCOB Ha CErofHs — 3TO AOCTYMHOCTb TAPreTHOW Tepanum Ans MoAen C MyKO-
BMCLUMAO30M cTapLue 19 net. Ha maHHbI momeHT «Kpyr gobpa» 3aKynaeT TapreTHylo Tepanuio 4na AeTel,
a 6pems PUHAHCMPOBAHMWS TAPIETHOM Tepanmu AN B3POCbIX MALMEHTOB NEXMT Ha PErroHax, YTO 4acTo
CTAHOBUTCS YPE3MEPHOM HArPY3KOM Ha MX OIOMKETHI.

JloCcTynHOCTb peakTMBOB ANnsi NOATBEPHAEHUS SCPPEKTUBHOCTU TapPreTHOM Tepanum

[Ing npopomxeHus nonydeHms TapretHomn Tepanmn ot «Kpyra o6pay» naumeHTb JOMKHb PErynspHO No-
TBEPKAATb SPPEKTUBHOCTL €€ NPUEMA, MPENOCTaBAA PE3YNLTaTh CNeUManbHOro uccneosaHms (norto-
BOM NPOB6H). B BOMbLIMHCTBE PErMOHOB HEAOCTATOYHO PEAKTMBOB AN MPOBEAEHMS 3TOTO MCCNEA0BAHMS.
OHM 3aKyNatoTCs M3 CPEACTB BIOMKETA TOMbKO ANS AMArHOCTMKU MyKOBMCUMAO3a (HEOHATANIbHOMO CKPW-
HUHTA).

OuHaHCcHpOBaHWE reHETUHECKUX UCCNEROBAHMI ANs Nog0opa TapreTHOM Tepanmu

HepelleHHbim ocTaeTcs BOMPOC oMHAHCUMPOBAHMS reHeTudeckmx nccneposaHut no OMC ons nogbopa m
HA3HAYEHMS TAPrETHOM TEPAMMU, YTO YCIOXKHAET MYyTb HEKOTOPBLIX MAUMEHTOB OO MOfyYeHMs AONroxaAaH-
HOM MOMOLLN.

TapreTHas Tepanus HA3HAYAETCS TOMBbKO B CIydaslx, €Cv y MauMeHTa OMNpeaeneHbl MyTalum B reHe my-
koBmcumaosa CFTR 1 oHM BXOAST B MHCTPYKUMIO K TAPreTHOMY npenapaTy. B uHbix crydasax HeoGxoammo
NpoBecTH 100O6CNeA0OBaHNE MyTaLIMM U MCCNEAOBAHME SGPUEKTUBHOCTU AENCTBMS TAPIETHBIX MPENaPaTOB,
KoTopble He BxoasT B OMC 1 onnaTy KOTOpbiX Ha cebst GepyT camm NaLmeHThI.

HexBaTka cneymnanmcToB B PermoHax

[ns obecneveHns Ka4eCTBEHHOIO NeYeHust M OMAarHOCTUKM MaLMEHTOB C MYKOBUCLMOO30M TpebyeTtcs no-
CTOSIHHOE HabmMIoAEHME Y MHOTUX Y3KMX CMEeLManmMCTOB: MyNIbMOHOSOra, MMKPOBMONOora, AMETONOra, Ku-
HesuTepanesTa, JIOP-spaya 1 np. B pervoHax HegoCTaTouHO y3KOMPOWMIIbHBIX CrEeLmManucToB, KOTopLIe
0o6nafaloT Creumanm3ampPOBaHHBIMKA 3HAHMUSAMM 0719 BEOEHMS NMIOAEN C MYKOBUCLIMOO3OM.
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«B3pocnbie» Bonpock nogen ¢ MyKoBUCLMAO30M

BmecTe ¢ TEeM, KaK yBerMuYmMBaeTCA NpoOOIKMNTENbHOCTb M YNYHLLAETCA Ka4eCTBO XKM3HU J'HO,EI,eVI C MYKOBKC-
LU1Oo30M B POCCI/II/I, BCe Bonee 3HaYMMbIMM CTAHOBSATCA BOMPOCHl B3POCIbIX MAaLMEHTOB.

PenpopyktnBHoe 3p0poBbe

MyKkoBMCLMAO3 Hallle BCEro acCOLMMPYETCS C NPOOGnemamm Nerkmx, HO OH B TOM 4McIie MMeET BOsbLLoE
BNUSIHME Ha PENPOAYKTUBHYIO CUCTEMY YernoBeka. B cTpaHe cyllecTByeT AehmumT CneumanmcToB no rm-
HEKOSMOrMKM 1 YPOIoriuM, cpeam Bpader aKyLIepOB-TMHEKONOMOB COXPAHAETCS HACTOPOXEHHOCTb B TOM,
HACKOSbKO HE30MacHO A NMaLUMEHTOK C MyKOBMUCLMAO30OM MNaHUPOBATh BepemMeHHOCTb.

3a NocneaHun rog y noaen ¢ MyKOBUCLMOAO30M
poamnocob / geten

TpyaoycTpoicTBo

[ns nony4eHns HeoBXoOoMMOro NeYeHuss OT roCyAaPCTBa JOAIM C MyKOBMCLIMAO30M TPeByeTcs odhopm-
NeHne MHBaNMAHOCTU. B TO e Bpems 3TOT CTaTyC NpensTCTBYET TPYAOYCTPOMCTBY. PaboTonatenu peako
6epyT Ha pPaboTy nModer C MHBANMOHOCTBIO, MOCKOMbBKY MbroThl Ha TPYAOYCTPOWCTBO TAKOrO COTPYAHMKA
He MOKPLIBAIOT BO3MOXHEIE 33TPAThl Ha BOMbHUYHBIE WM COLIMANBHBIE MAKETHI.

[MpOTUBOPEUME 3aKITIOHAETCS B TOM, YTO Gnarofapst COBPEMEHHOM TEPAMNMM COCTOSHME M KAYECTBO HKU3HM
MaLUMEHTOB YIyYLLIAETCS, OHM CTAHOBSATCS Oornee CoUManbHO-aKTUBHBIMKM M CNOCOOHBI PabOoTaTb Kak MoboM
npyron yenosek. OHU pexe roCnmUTanM3UPYIOTCS, COOTBETCTBEHHO, PEXE NOMYyHaloT BOMbHUYHBIE NIUCTHI.

B 2022 — 2023 ropax GnaroteopuTenbHbIM door «OcTpoBay npo-
BOAMI OMPOC CPean YeHOB NaUMEeHTCKOro COOOLLIECTBA MYKOBMC-
umao3a. OgHOM M3 cambix MMaBHBIX PECMOHAEHTH OTMeYanu Tpe-
BOry 3a Oyayllee: naumMeHTOB, UX BIM3KMX U Bpadelt GecroKouT,
OyayT Nu OOCTYMHb TEXHUYECKME CPEACTBa (MHransTopbl 1 Heby-
namsepsl) U3-3a yxo4a HEKOTOPbLIX MPOM3BOAMTENEN C PbiHKa? by-
AYT N1 OOCTYMHbI OPUIMHANbHBIE TaPreTHbIE NpenapaThi? M cambil
MMaBHbIM BOMPOC, KOTOPBIM 03a004EHbl BCE — HAMAETCS 1M TAKOM
e YOAAUHBIM MexaHM3M obecrnedeHns XmnsHecnacaloLLmen Tepanm-
el B3POCIbIX MALUMEHTOB C MYKOBMUCLIMAO30OM, KAKMM OfHAXIbl CTa-

no cozfaHme dpoHaa «Kpyr noGpa» AN NoOMOLLM ASTIMS
3aluesa

IOnua AHaTtonbeBHa
MOMOLLHMK ﬂpegceﬂa'renﬂ !'IpaBJ'IeHM;I CDOH,D@, ,D'MpeKTOp

Accoumaumm «OpraHmsaLmst MOMOLLM GOSbHBIM MYyKOBUCLIMAO30M»
B CankT-lletepbypre

Mporpammbl QoHaa «OcTpoBa» HanMpaerieHb Ha TO, YTOObl KOMMMEKCHO PELLAaTb aKTyarnbHbiEe MPOBIEeMbl
M CTPEMMUTBCS K CMCTEMHBIM M3MEHEHMAM B CHPEPE OKa3aHMs MOMOLLM JIIOASM C MYKOBMCLMAO30M. Ha-
npasneHuns padotel QoHOa MEHSIOTCS CO BpemeHem NS TOro, YToObl COOTBETCTBOBATH MOTPEOHOCTAM
Gnarononydvatenet. Mbl BHUMATENbHO aHANM3UPYEM Te CITIOKHOCTU, C KOTOPBIMM MPUXOAUTCS CTANKMBATHCS
NIOASIM C MYKOBUCLIMAO30M M WX OIU3KMM, [Nt TOro, YTOObl AENaTh HaLlly NOMOLLL 6ornee 3000DEKTUBHOM.
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[MTnanbl QoHpa Ha Byayllee

AI-(TyaJ'IbeIe I'I|OO6J'Ie/v\bI, 0603Ha4YEHHbIE BblLLIE, ABNAOTCA KOMIMIIEKCHBIMA U Tpe6y}OLI_Ll/IN\I/I O6'be,£|,l/IHeHl/lﬂ
YCVIJ'II/II;I roCcyoapcTBag, 6J'Ia|'OTBOpl/ITeJ'IbeIX dOOH,EI,OB n megnumMHCKOro COO6LI_LeCTBa. ,D,J'Iﬂ MX peeHnda He-
O6XO£|,I/I/\/\O, KaK MpaBmio, MHOIO BPEMEHM M MHOIO3TalrHaA pa6OTa.

Ka)K,EI,bIVI roa Mbl CTapaemMcd PaClIMPATb HALKM MPOrpammbel M BKNKOYATbL JOMOJTHUTENbHBIE KOMIMOHEHTHI,
KOTOPbIE NMO3BONAT HAaM I'Ipl/I6J'II/I3l/ITbC9 K peleHnO aKTyalbHbIX I'IpO6J'IeN\ nauneHToB C MYKOBUCUMOO3OM.

B 2024 ropy 3annaHMpoBaHoO:

1. Paclumperme nporpammbl «VIHOMBUOYaNbHAS NOAAEOKKAY
Mcuxonormyeckas nomollb

* 3anyCK MHAMBMAYANbHBIX KOHCYMBTALMM MaLUMEHTAM U POAMTENSM BHE 33aBUCMMOCTM OT PErnoHa
NPOXKMBAHMS

* 3aMYyCcK NMPOEKTa MO MCHMXOMOrMYECKOM MOAAECPHKE CMELMANMCTaM, OKA3bIBAIOLLIMM MOMOLLb JTIOASM
C MYKOBMCLIMOO30M (Bpaum, MEAMLIMHCKMUIM MEepCoHann v np.)

IOpuamuyeckas nopgpep:kka

*  BK/OYEHME HOBOrO HamnpaeneHus «/HaMBMIOyanbHOE IOPUANMHECKOE COMPOBOXAEHMEY. B nepayio
ovepeb puandeckas noaaeKka OyaeT HanpasieHa Ha NMOMOLLL B3POCTbM naumeHTam (19+) B nosny-
YEHWUW TapPreTHOM Tepanmm

2. Pacwmpenme nporpammel «I loBelLLEHME KBATMOUMKALIMKM CReumanmcToBy

CozpaHve nporpammbl Ans J1OP-cneumanucTtoB. HacTelMi OCIOKHEHUAMM MPU MYKOBMCLIMAO3E ABMSHIOTCS
MOMMMbl B OKOTOHOCOBBIX Ma3yXax, KOTOPbLIE 3HAYMTENBHO 3aTPYAHSIOT AbixaHue naumeHToB. CnpaBuTbCs C
HUMM MOTYT XMPYPMM-OTONAPUHIONONM, HO CPEAM HUX MANO CMEeUMAanmCTOB, KOTOPbLIE 3HAKOMbI C OCOBEH-
HOCTSIMM MYKOBMCLIMAO33.

[MpoBeneHWe NPaKTUKO-OPUEHTUPOBAHHOM KOHDEPEHUMM ANS KuHe3uTepanesToB. KoHdepeHuus Oynet
MOCBSILLIEHA 3HAKOMCTBY C HOBBIMM METOAMKAMM M OOOPYAOBAHMEM ANS KMHE3UTEPAMNMMU, OOMEHY OMbITOM
M BOBIIEYEHMIO HOBBIX CMELMANMCTOB B NMOLAEKKY NIOAEN C MyKOBUCLMAO3OM

3. Pacwmperme nporpammbl «[ lomoLLb peroHams

YuacTve B opraHM3aumu M NpOBEAEHMM HOBBIX BbIE3AHBIX MeponpusaTUi B peroHax. QoHa nnaHupyeTt
PACLLMPUTL MAPTHEPCTBO C dheaepanbHbim npoekTom «ecaHT nobpa» (Opranmzatop: LleHTp nomoLm
naumeHTam «feHom») 1 npoektom «OpdharHble 3abonesaHns — npobnema XXI seka» (OprarmzaTop: Bee-
poccumckoe obLIecTBO opdhaHHbIX 3a60MeBaHMIt) Anls TOro, YTOOL! Y CMELUManMCcToB, NaUMEHTOB 1 POAUTE-
nen U3 PEerMoHOB NOSBMIACH BO3MOXHOCTb MOMYYUTb OMbIT, 3HAHWS M KOHCYNETaLMK SKCNEepToB B 06nacTH
MYKOBMCUMIO3a.

Monnepkka coumarnbHbIX MPOEKTOB PErMOHAsbHBIX MAUMEHTCKMX OPraHM3aumMii M COMPOBOXAEHME WX B
MOArOTOBKE MPOEKTHBIX 3asiBOK Ha MPAHTOBbLIE KOHKYPCHI, YTO OyAET CNOCOOCTBOBATL MX POCTY, YCTOMYMBO-
MY Pa3BUTUIO, MOBBLILLEHMIO Y3HABAEMOCTM B PEMMOHAX.

4. PazBuTme nporpammel «MHDopMaLmMOHHas noaaepKKay

Cucrtematmzaums MHPOPMAUMOHHOM NOAAEOKKM COOOLLECTBA NMIOAEN C MyKOBUCUMIOO3OM, MX OMU3KMUX U
Bpaden. K perynspHeim paccbinkam QoHaa O HOBOCTAX M COOLITUAX MNaHMpyeTcs 106aBuUTb NOAOOPKY O
MEXOYHAPOOHBIX MCCNEAOBAHWSX B CAPEPE AMArHOCTUKM U NEYEHUST MyKOBUCUMIO3A.
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OCHOBHbBIE HATTPABJTEHIA
OEATEJTIBHOCTM OOHOA

Bce nporpammbl DoHaa v HanpasneHus paboTsl BHICTPOEHLI B €AMHYIO CUCTEMY, OHWM AOMOMHSIOT OPYr
Lpyra, BMeCTe CO3aBas BOSMOXHOCTb KOMMIEKCHO YNyyLLaTb CUTYaLMIO C MOAAEPKKOM MIOAEN C MyKOBMUC-
umaosom B permoHax PO.

|. lNopneprkka crneumanmcToB, padoTaloLmX
C NaumMeHTamm C MyKOBUCLMOO30M

CDOH,EL CO34aBasiCd Ond opraHM3aunm CUCTEMHOM MOMOLLM MIOOSM C MYKOBMCLUMNOO3O0OM. O,ElHa M3 TNaBHbIX
COCTaBNAIOLLMX BbICOKOIo Ka4ecCTtBa XW3HM nauymeHTa — Halndme I-(BaJ'II/ICbl/ILI,I/IpOBaHHbIX Bpaqem, BO3MOX-
HOCTb MOony4nTb B permoHe rnpoXmBaHMAa MmeaMUMHCKYIO NMOMOLLBb B COOTBETCTBMM C MMPOOBBIM CTaHOAP-
Tamu. |_|03TON\y O4HMM U3 T1IaBHbIX BEKTOPOB HaLlen pa6OTbI ABMAETCA OpraHmM3auma 1 nogaexKKa KypCcoB
NoBbILLUEHWA KBaJ'Il/ICbl/IKaLU/IVI ana cneumnarnmncTos, pa3Hoo6pa3Hb|x CTaXXMNPOOBOK M MPAKTUKO-OPUNEHTUOO-
BaHHbLIX CreunaliM3anpOBaHHbLIX LUMKITOB M KOHObepeHLLI/II;I.

[MpoeKT «bpOoHX03KTa3bl: MYKOBUCLIMAO3 M HE TOSbKO...»

B 2022 roagy @oHp «OcTpoBa» cTan napTHEPOM NpoeKTa «bpOHXO3KTa3bl: MyKOBUCUMAO3 M HE TOMbKO...»,
KOTOPbIM HaMpaBrieH Ha NMPOMECCMOHANBHOE PA3BUTUE MEAMLMHCKMX CMELManMCcToB B 06nacT AnarHo-
CTUKM U NEYEHMS MYKOBUCLIMAO3A B PErMOHAX.

B roag B pamkax npoekTa npoxoauT He meHee 10 perroHanbHbiX KOHMEPEHLUMM C y4acTUEM DKCMEPTOB
denepanbHoro yposHs. Ha KoHdepeHUMM NpUrmallaoTcs permoHasbHble MeAMLIMHCKME CheLmanmcThl,
NpeacTaBUTENM 3APaBOOXPAaHEHWS, OBOLLIECTBEHHbBIX WM MALMEHTCKMX OpraHM3aL/Mi.

KoHdbepeHummn Bro4aloT B cebsl 3KCMepTHble AOKNadbl C aKTyarbHOM MHJDOPMALMEN O OMArHOCTUMKE M
nevYeHnn BPOHXO3KTa3, B TOM YMCIe NpW MyKOBMCLMAO3E, NPOBedeHWe KOHCYMNLTaUMM NaumMeHTOB Bpada-
MM-TIYTIbMOHOSIOraMM, NMeamaTpamm, obydeHre MEeTOdAM KMHE3UTEePanMmM Npu OPOHXOIKTa3ax, OpraHm3a-
LMIO TICUXONMOrMYECKOM NMOMOLLIM, NpoBedeHue LLkon ang naumeHTos.

B 2023 Qona noanepwan KoHdepeHUmn «bpoHX03KTa3bl: MyKOBMCLMAO3 M HE TOMbKO...» B 11 pernoHax
PO: Mesck, CypryT, Omck, Bnaammmp, Camapa, MposHbi, Hosocnbupck, ExkatepuHbypr, KpacHospck,
CankT-Tletepbypr, Ydpa.

Pornb QoHaa B noagepke NpoeKTa 3aKMio4aeTcs B oMHAHCMPOBAHUM YHaCTUs CredyioLLmMX CeumanicToB
— KMHE3UTEepanesTa, NcMxosiora, MMKPOBGKMonora.

Ha nogaepsky npoekta «BpoHX03KTa3bl: MyKOBUCUMAO3 M HE TOMBKO...»
®onpg sbigenun 1 651 000 P
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[loBblleHMe KBanNMdOMKaLMKM CNeLManmcToB

B 2023 roay npw noanepxke @oHaa 6onee 50 cneumanmcToB n3 nopsiaka 25 pernoHos PO npuHanm yya-
CTME B BOCbMM MPOrpPammax nosbilleHus Kkeanmdoukaummn. Cpeam HWX CneumanmcTel No NCUXONornu, Bpa-
YM-MUKPOBUONOTM, MUKONOTM, OTOPUHONAPUHIONOMM, KMHE3UTEPAMNERBTL, NeAMaTPbI, KIMMHUYECKME CreLm-
anucTel U Apyrue.

[lns cozpaH1s B perMoHax CUCTEMBI MOAAEPHKM MALMEHTOB C MyKOBMCLIMA030M (DOHA HE TOMbKO OpraHm-
30BbLIBAET MPOrpammbl M NOAASOMMBAET MOBHILIEHWME KBANMPUKALIMM CMELMAnUCTOB, HO M CMOCOBCTBYET
HaNaXMBaHMIO CBA3M OOYUMBLLMXCS CNELMANUCTOB C PEMMOHANBbHBIMM NALMEHTCKMMM OPraHn3aLmMaImm, ne-
penaBas PEKOMEHAALMM U KOHTAKTHI.

> 50 cneuuanuctos u3 25 pernoHos PO
MNPOLLMAM MPOrPAMMBI MOBBILLIEHUS KBANMOMKALMM
npw nogaepwke PQoHoa B 2023 roay

OT umcToro cepaua Gnarogapum dooHa «OCTpoBa» 3a CMCTEMATH-
4YecKoe npoBefeHne KOHepeHUMM M CEMUMHAPOB MaLMEHTCKOMY
COOBLLECTBY M BpadYam, NOCBALLEHHBIX NPpoOnemam MyKOBMCLIMAO-
3a. [loBbiLLEeHWE KBANMAOMKALMM HALLMX BPAYEN SBMSETCH BAXHOM
COCTaBJ'IFHOLLI,eDI B fie4eHnM NnaunMeHTOB. 5naroga|o9| MM MOBbBILLAETCH
Ka4eCTBO OKAa3aHMS MEAMLMHCKOM MOMOLLIM B HALLIEM PErnoHe.

KpaB4eHko
Onbra BacunbesHa

pervoHanbHbii npeactasuTens MOO «lTomoLlb GOMbHBIX MyKOBMCLIMOO30M» B
KanuHuHrpaze

[Mporpammbl NOBbILLEHUSI KBANUOUKALMM:

1.

w

[cMxonormyecKkme acnekTbl MYKOBUCLUMOO3a C TOYKM 3PEHUS IK3MCTEHLMANbHO- M'YMaHMCTUYECKOrO Moa-
X0[a.

DhheKTUBHOCTL OOLLIEHMS Bpada W naumeHTa. [Ncyxonorns nede®GHOro npouecca npu MyKoBMCLMAO3e.
AKTyarnbHbIE BOMPOCH KIMMHUYECKOM MMKOMOMMM C NO3MUMM OOKA3aTENBHOM MEOMLMHDI.

MyKOBUCLIMAO3 B NeamaTpudeckor nynbmoHonorit. OcobeHHOCTH MHADEKLIMOHHOMO MpoLecca M npo-
TUBOIMUAEMMUECKME MEPOMPUSATUS.

AkTyanbHble npobnemsl dmsmndeckon peabunutaumn. Knnesmtepanms (JTOK) npu mykosucumaoose u
OPYTMX XPOHUYECKMX 3a00NEBAHMAX NErKMX.

CTaxmpoBKM Ha pabodem mecTte Ha Gase [eTckoro LeHTpa mykosmcumaosa B CaHkT-lleTepbypre.

Mukpobronormieckme acnekTsl NabopPaTOPHOM AMArHOCTUMKM BO3OYAUTENEN GaKTepUanbHbIX MHODEK-
UMM MPK MYKOBUCLIMAO3E.

MyKOBUCLIMAO3 B OTOPUHONAPUHIONOMMHECKOM MPaKTUKE.
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LIMkn no myKoBMCLMAO3Y O4EHb NOHPaBUNCS. [ lonydmna MHOro Ho-
BOM aKTyasbHOM MHADOPMALIMK, Ha4YMHas C 3Tana 3abopa OromaTe-
puana npu MyKoBMCLIMAO3E, PELENTLl NUTATENbHBIX CPen AN mea-
NEHHOPACTYLLUMX BO3OYAMTENEM, ONTUMANbHBIE CPOKM M YCIIOBMS]
KYSBTUBUMPOBAHMS, HIOAHCE MOSHTUIOMKALMM U KPUTEPUM Bblaaqm
pe3ynsTatoB nocesa. B nabopatopuy paboTaeT KOMaHAa 3aMOTH-
BMPOBAHHbLIX CMEeUManMCToB, PabOTAIOLLMX Ha PE3YrbTaT, Ha Noso-
MUTENbHBLIM 30dOEKT OT NEeYeHUs MyKOBMCLMOO3a, TOTOBbLIX AENMUTb-
cs cBoum GeclieHHbIm onbitom. Cnacbo Mm 3a 370!

AHacTtacua M.

y4acCTHMLA Kypca NOBbILLEHMS
KBanudpmkaumm «Mukpoburonormieckme
acneKTbl 1abopaTopPHOM AMarHOCTUKM
BO3GyaMTENEN BGaKTepHanbHbIX
MHCPEKLMI NPK MyKOBUCUMAO3EY, (26-
30.06.2023, Camapa)

DoHp «OCTpoBa» He TOMBKO OPraHW30BLIBAET KYPCh, LMKIbI U CTAXMUPOBKM A9 NOBbILLEHMUS KBanMdomKa-
UMK CNeuManmMcToB, HO OMHAHCOBO MNOAAEPKMBAET NPOeKTL NapTHepos. B 2023 roay 6bino onnadeHo ob-
yYeHMe 1 NoBbILLEHKWe KBanudomkaumm 16 cneupmanmcTos Ha 6ase MeamKo-reHeTMHeCKOro Hay4YHOro LeHTPa
nmeHn akagemuka H.IM. BoukoBa no anetonorum u kypcy «bpoHx03KTasbl y AeTeM 1 B3POCbIX».

Ha nporpammbl NoOBbILLEHMS KBAIMJOMKALMKU CMELMATTUCTOB

B 2023 roay 6bino BbigeneHo 2 280 000 P

13
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[NopaepiKa Hay4YHO-UCCNENOBATENBCKMX MPOEKTOR

Dorp «OcTpoBa» CYMTAET BaXKHbBIM MOAAEPKMBATL HAYYHO-MCCNEAOBATENBCKME MPOEKTH B CPepe MyKo-
BMCLIMAO3a Ha MIOOOM U3 3TAMNOB — OT MPOBEPKM MMMNOTE3Ll HA MPAKTUKE WU TECTMPOBAHMS HOBBIX METO-
OVIK, A0 HabnoAaTENbHbBIX MCCNENOoBaHMM AN HAKOMMEHUS MaCCKBA MHADOPMALMKN O NEYEHMM.

Bnaropaps ycnewHoi aestensHocTv BO «OcTposa» mHorve me-
OVUMHCKME N HAy4YHbIE OPraHm3aun Nony4atoT O4eHb BaXHYIO Mo-
MOLLb B BBINOSTHEHWM MPOEKTOB B Coepe Hay4YHbIX MCCNeoBaHMM,
pPa3paboTKe HOBbLIX MOAXOAOB AMATHOCTMKM M MPOJOUIAKTUKM Tsi-
XXernblX HacneaCTBeHHbIX I'IaTOJ'IOI'I/IVI, a TaKXXe nonynapmnsaumnm Hay4d-
HOMO 3HaHMS W MOBLILLEHWUS KAYECTBa MEAMLIMHCKOTO 06Pa30BaHMS.

OTOenbHO HYXHO MOAYEepPKHYTb, YTO pPaboTa B COTPYAHUYECTBE C
BO «OcTtposa» BCerna nnogoTBOPHA M MPUHOCKUT OMPOMHYIO pa-
nocts! bnarogapum cotpyaHmkos QoHaa 3a HEBEPOSTHO BaHbIM
ToyA!

Mmotoe

AHppenn Cepreesuy

3aBeayloLLMit OTAENOM reHOMHOM meamumHel um. B.C. bapaHosa

HayuHOo-1CCnenoBaTenbCKOro MHCTUTYTa aKyLIEPCTBA, MMHEKONOM MM
n penpoaykTonornm umenn 1.0, OTTa, 4.6.H.

B 2023 rogy @oHa noaaepkan HaydHbi NpoekT HaydHo-06pa3oBaTenbHOro nNpoddecCMoHanbHoro LeH-
Tpa reHeTudecknx u nadopatopHbix TexHonorm Camapckoro [ocymapcTeeHHoro MeamumHckoro Yhu-
BepcuTeTa «Pa3paboTKa CMCTEMbl BHELLHErO KOHTPOSSA Ka4ecTBa MMKPOOMONOrMYECKMX MCCNeaoBaHui B
naGopaTopuax Npu paboTe ¢ BMoMaTEPMANIOM OT MNALMEHTOB C MYKOBUCLMOO30OM 1 ARYIMMM OpPCDaHHbIMM
3a601eBaHUAMMY.

[NpoeKT npeanonaraeT NpoBeagHUE KOMMIEKCa MEPOMPUSATUIM, HaMPAaBIEHHbIX Ha OTPAOOTKY METOOMKM
MOArOTOBKM U COXPAHEHMst TECTOBBIX KYNBTY, ONpengneHms mx aHTMOMOTUKOPE3IUCTEHTHOCTH, DOPMMPO-
BaHWE KeWMCOoB, TPAHCMOPTUPOBKY NPob B nabopatopuu, cOop 1 06paboTKy NOIy4eHHOM MHADOPMALIMM.

PazpaboTKa 1 BHEApPEHWE NPOrpammel MO3BOMUT OLEHUTE Ka4eCTBO PaboTel C BMOMaTEPMANOM U OMTUMM-
3MPOBaTb MUKPOBOUOMOMMYECKYIO AMArHOCTUKY B nabopatopusx PO.

MapTtHep npoekTta: HAM AHTUMIMKPOOHOM xmmmoTepani CMOMEHCKOro rocydapCTBEHHOMO MEANLIMHCKO-
ro yHMBepCUTETA.

Cymma nogaepxku npoekta: 1 200 000 P



/.I \a,
5 vaiea .
LR 0, 2&  bnarotBopuTensHblit GoHa

';l' —\.'
OcHoBHble Hanpasnerusa aestenbHocTn OoHaa "' OCTpOBa

S

OpraHmsaums 1 NpoBegeHMe MeOULMHCKUX KoOHdbepeHUUM.
ExxerogHas CeBepo-3anagHasi KOHPEPEHLUS MO MyKOBUCLIMAO3Y

®onHp «Octposa» ¢ 2010 roga NoOAAEPKMBAET OPraHM3aLMIO U NPOBEAEHNE MEOMLMHCKMX KOHDEepEeHLMM,
NOCBALLEHHBIX MykoBMCUMAO3Y. Kaxabit ron B CaHkT-lNetepbypre DoHp opraHu3yeT ofHy M3 Cambix Kpyn-

HbIX MEAMUMHCKMIA KOHODEPEHLIMM.

B 2023 roay coctoanace Xl exxeronHaa Ceepo-3anagHas KOHEPEHLMS MO MyKOBUCLMAO3Y «AKTyanbHbIE
BOMPOCH MyKOBMCLMIO3a: MEXAMCLUMMIMHAPHBIE acrnekThly. Bnepsbie KOHdoepeHLMs Obina NoCBsLLeHa Na-
Tonorusm JTOP-opraHoB Npy MyKOBUCLIMAO3E M OObEAMHMINE HA OAHOM NNOLLAAKE BpaYei-OTOPMHONAPWH-
FOSIOrOB, KIIMHUYECKMX APMAKOMNOroB, MUKPOBKMONOroB, GaKTEPUONOrOB, KITMHULIMCTOB M MySbMOHOOIOB.

OpHa 13 uenen KoHepeHUMn — COo30aTb YCIOBMS AN B3aMMOOEMCTBMS M OManora mMexay cneumanm-
CTAMM, PELLEHMS CNOXKHbBIX Cly4aeB M OOMEHa OMbITOM. Y4acTHMKam Obina npeaocTaBeHa BO3MOXHOCTb
NOOHATb BOMPOCH, KOTOPbLIE OCTABAMNMCh HEPELLUEHHBIMM B MEXAUCLMMNMHAPHOM B3aMMOLENCTBMM.

B koHdoepeHUMM NpuHAnmM ydacTme
> 60 cneuunanucTos 13 23 ropogoB Poccum

Monsikos
Omutpuit Metpoeuy

K.M.H. 3aBefyloLLUMM AETCKMM OTOPUHONa-
PUHIONOMMYECKMM OTAENEHWEM, BEAYLLMIA
Hay4HbI coTpyaHnk OTBY HaumoHans-
HbI MEAMLMHCKMIA MCCNENOBATENBCKMM
UeHTp otopuHonapuHronorin GMBA
Poccuu, goueHT kadbenpsl OTopUHONa-
purronorim OAMNO Ore0yY BO PHUMY
um. HW.Muporoea

KoHdpepeHums cobpana no-HaCTOSLLIEMY 3aMHTEPECOBAHHbLIX B Ne-
HEHMM MYKOBMCLIMAO3a BPAYEN, BPAYEM PA3HbBIX CNeUManbHOCTEN U
BMEpPBblE OTOPUHONAPUHIONOrOB.

B dhopmaTte HecTHOro 1 MNogOTBOPHOrO OOLLEHWUS BOBREYEHHbIE
B Npobnemy oTopuHonapuHronorn 13 Mocksbl, CaHKT-neTepbyp-
ra, HwxxHero Hosropoaa, Hosocnbupcka, KpacHosipcka, TiomeHu,
MkeBCKa W OpYyrvx ropodoB CMOMM 0OCYaUTh OCHOBHbIE MpPOoGne-
Mbl CO CMELManmMCTami No MyKOBUCLIMAO3Y, MUKPOOMONIOramM, K-
HUYECKMMM CDAPMAKONOramu.

Cnacmbo 3a 310 BCem Komneram m koHedHo e bO «OcTtposay!
QOueHb HaOECh, YTO 3TO MMLLb HAYANO OOMrOro MyT MEXAMCLIM-
NNMHAPHOMO B3aMMOAENCTBUS BO BGraro Hallmx OOLLMX NaUMeHTOoB!

O3HakoMHTbCS € BUOEOOT3blBAMU YHACTHUKOB KOH(*)epeHUMM
MOXHO 10 CCBIJTKE
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B 2023 roay npu noaaepkke QoHaa coOCTOSNMUCH Creaytolive KoHGpepeHLMHU, NOCBSILLEHHbIE MYKOBUCLIM-
[o3y:

+ «CoBpemeHHble TEXHOMOMMK B NEAMATPMM: OT MCTOKOB K nepcnekTnBamy B CapaTtose

+ XVI HaupoHanbHbiM KOHrpecc «MyKOBUCLMOO3 M HACNEACTBEHHbIE 3aboneBanHns nerkix» 8 Camape

+ IV Bcepoccuickoro KOHMpecc ¢ mexayHapoaHbim ydacTrem «51 [etckas meamumHay

+ dApocnasckmit V Becepoccuickmit Qopym MeaMUMHCKMX M OBLIECTBEHHbIX opraHmnsaumi «O6beamHm
ycunus B 6opbbe ¢ MyKOBUCUMOO30M

QoHp aKTUBHO MOLASPKMBAET HAYYHYIO U MPOCBETUTENBCKYIO Oe-
ATENBHOCTL CPEAM BPAYEOHOrO M MAaLMEHTCKOrO COOBLIECTB. DTO
O4YeHb BAaXHO MMEeHHO B Hallem ABMXKEeHWM, MOTOMY YTO, YHMTbIBAA
PEOKOCTb 3ab0neBaHMsl, HEXBATKY 3HAHMM O HEM Ha MeCcTax, HeoO-
XOONMO HECTHU 6a3OBbIe 3HAHUA M HOBble METOOMKM NEYEHUMA MYyKO-
BMCLMIO3a Cpeam Bpadel, HabmoaaoLLMX HALLIMX NaLUMeHTOB.

«OcTpoBa» o4eHb NPOECCHMOHANBHO HECYT 3Ty MUCCHIO, OPraHm-
30BbIBAs HAYYHO-MPAKTMYECKME KOHMDEPEHLMN MO MyKOBUCLMAO3Y
HA PAa3/IMYHBIX YPOBHSAX, C MPWBIEYEHMEM JyHLUMX CMELMATUCTOB
no 3Tomy 3a00oneBaHmio.

MycurHa
EneHa MuxainosHa

npeacenatens [Nepmckoi perroHanbHOM OBLLECTBEHHOM
GnaroTBopuTenbHOM opraHm3aumm «OBLIECTBO MOMOLLM
MHBaNMOaM 1 GONbHLIM PeaKMMM 3aboneBaHnamMm «MedTasdKmnTb»

Ha opraHusaumio u npoBeaeHue koHdpepeHuuin B 2023 rogy
®onp sbigenmn 3 480 000 P
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Il. MHamMBuAayanbHas noaaepKka

HecmoTps Ha To, 4To dookyc padothl DoHAa B OOCTMKEHUM CUCTEMHBIX M3MEHEHUIM B OpraHmM3aumm no-
MOLLIM TIIOOSAM C MYKOBMCLIMAO30M, €CTb CUTYALMM, B KOTOPbLIX MaUMeHTam HeoOXOaMma MHAMBMAOYaSbHAs
nonaepKKa.

Ha naHHBIM MOMEHT rOCYAaPCTBEHHBIE MAPAHTUM HYACTMYHO MOKPLIBAIOT MOTPEOHOCTU MALUMEHTOB, YacTb
3ama4 6epyT Ha cebs GnarotsopuTenbHbie QoHabl. B 0CHOBHOM MHAOMBMAOYANbHASA NMOAAEOKKE HEOOXOAMMA
B3pocnbim naumeHTam (18+), Tk. aetu o 18 net nydile o6ecneumBaloTcs HEOOXOOMMbIMMA NIEKAPCTBAMM M
TEXHUYECKMMM CPEACTBaMM 38 CHET BIomKeTa.

Ha mHOMBUAYANbHYIO MOMOLLb MALUMEHTAM C MYKOBUCLIMOO3OM

B 2023 rony ®oHa ebigenun 4 837 000 P

NHameuayanbHas noaneprKka NauMeHTOB BKITIOYAET:

[NporobpeTeHme CneumanmampOBaHHOIO MUTAHMUS NS MALUMEHTOB C MYKOBUCLMOO30M, HAXOOALLMXCS B
UCTE OXMIAHWUS TPaHCMNaHTaumMm nerkmx. B 2023 rofy BHICOKOKaNOpPUMHOE NTaHMe perynsapHO nosy-
yanu 18 yenosek

[MprobpeTeHme CneumanmampPoBaHHbIX MEANMLMHCKUX TEXHUHECKMX CPEACTB PeabunMTaLmm U CMEHHbIX
Jetanem K H1m

+ Onnaty aBma- 1/Mnmn HeNesHOOOPOKHbBIX OUNETOB KNAacca 3KOHOM OT MECTa XMUTENbCTBa A0 I. MOCKBHI
M 0bpaTHO ¢ uenbio noceleHns PenepanbHoro ueHTpa mykosucumaosa (OIY HVN MynbmoHonormm
OMBA Poccumn. Bapocnbi LeHTp mykosmcLmao3a). [Tomolb npeaocTasnsetcs 1 pas 8 2 rona B pasmepe
no 30 000 £

+ Onnarty HeoBXOOMMBIX AOMONHUTENBHBIX AHAMM30B, HE BKIIOYEHHBIX B MEPEeYeHb MCCeaoBaHMM B Pam-
kax OMC

° MHAMBM,ﬂyaﬂbele KOHCYnbTauM NCMXosiora

Kpome Toro QoHa noaaepmBaeT MOSOALIX NIOAEN C MyKOBUCLIMAO30M MPEMMUAMM M CTUNEHAMUSIMM.

10 ctyneHTOB BY308B
nonyyumnnm ctuneHamio no 60 000 P B 2023 roay

A yyactsoean B nporpamme «CTyaeHTb» OnaroTBOPUTENBHOMO
dorga «OcTposar. DoHA OUEHb MOMOT MHE MATEPUATBHO, 1 CMOT
onnaYMBaTh CBOe 0BOYyYeHMe, 3a YTO UCKpeHHe GrnarofdapeH! Nopa-
[0Bafia OT3bIBYMBOCTL CcOTPyaHWKOB (DoHAa, CO MHOM oueHb Obi-
CTPO BBIXOOMNM Ha CBSA3b MO NioObIM Bompocam. Cnacmbo 3a Bcé!

Esnamnues
HaHuun IOpbeBuy

y4acTHUK nporpammel «CTyaeHTbl» 2023 roaa
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Ill. MHdbopmaLuMOHHaa noaaepKKa

DoHpa npunaraeT ycunus Ans Toro, 4ToObl y CNeumanmcToB M NaumeHToB Obina BO3MOXHOCTb B NI0OOM MO-
MEHT MOJYYMThb AOCTOBEPHYIO M aKTYanbHYIO MHAOPMALMIO O 3a60NEBaHMM, Ero AMArHOCTMKE, NEYEHUN U
pe3ynsTaTax POCCUMCKMUX M 3aPYOEKHBIX MCCNeOoBaHMMN.

[MpodbeccroHanbHas nuTepaTtypa ans cneumanmcTos

[ns cneumanvctos QoHa NepesoauT M M3AAET NPOGECCMOHANBHYIO NIUTEPATYPY, KaMAbiM MECsL, OCy-
LECTBIISIET 3MEKTPOHHYIO PACCHINTKY HOBOCTEMN, OPraHW30BbIBAET BEOMHAPHI HA aKTYallbHbIE TEMbBI O MYKO-
BMCLIMAO3E.

1. «[MpaKTHKa coBpeMeHHOM MHransauMoHHOM Tepanun. MyKOaKTUBHbIE
npenaparthbl. TpeHMpOBKa AbIXaTeNbHbIX MbILL U yaaneHne MOKPOTbI»

(Tupask: 1500 3K3emnnspos)

Moa penakumen Opnosa A.B. K.m.H., Bpada-neamaTpa, 3asenytoLlero 3 otaeneHem Y3 A6 Ce.
Onbru, pykosoauTens LleHTpa no nederuio geteit ¢ mykosucumaosa B CaHkT-lNetepOypre, ooueHTa
Kadpenpsl neamatpun u HeoHatosiorum OFEOY BO C3IMY um. MM .Medrmkosa M3 PO (1. CaHkT-
MeTtepbypr) n Matseesa B.C., accucteHTa Kadoeapsl oM3MIECKMX METOAOB NIEYEHNS 1 CNOPTUBHOM
meanumHsl QreQY BO MCTM6rMY mm. akag. M.IN. Masnosa MuHsagpasa Poccum.

2. «<HeTybepKynesHble MMKOBAKTEPUM Y MALMEHTOB C MYKOBUCLMAO3OM:
KIMHUYECKOE 3Ha4YeHNE M OCOBEHHOCTU MUKPOOUONOrM4EeCKOM ANArHOCTUKM».

MoHorpadoms nocesleHa OOLIEN XapPaKTEPUCTMKE M COBPEMEHHOM Kiaccudom-
KaUMmM HETYOEepKyNe3HbIX MMKoBaKTepui. B Helt oTpakeHbl COBPEMEHHbIE AaHHbIE
06 MX INMOEMMONONMHECKUX OCOOEHHOCTAX M PACNPOCTPAHEHHOCTM Cpeam naum-
EHTOB, KIMMHUYECKOE 3HAYEHME M STUOMOMMHECKAs POSb MPU MYKOBUCLIMAO3E.
ABTOPbBI MOHOMPaOUM:

Wematynnun 1. — 3aBenyoLmii nabopaTopureit KynsTYPOMHBIX M MPOTEOMHbBIX MCCNenoBaHMiA
B MMKPOOKOnornm Hay4Ho-o6pa3oBaTenibHOro NpogoeCccMOHANbHOMO UEHTPA reHETUHECKMX

1 NaBOPATOPHLIX TEXHOMOIMIM, Bpay-GaKTepPMONOor, KaHAMAAT meauumHckmnx Hayk OIrBOY BO
CamIMY MurHzgpasa Poccun.

JTammn A.B. — nmpekTop HayuHo-06pa3oBaTensHOro npotheccMoHansHoro LIEHTPa
reHeTUYECKMX M NaboPaTOPHbLIX TEXHOMOMMM, Bpad-0aKTepMOSOr, AOKTOP MEAMLIMHCKMX HaYK,
noueHt OIrbQY BO CamlMY Munzapasa Poccum.

3. «OusmoTepanusa NpmM MyKOBUCUMAO3E: OT MNAAEHLA 4O B3POCHOro»
2019 rog ot MexayHapoaHom pynnbl DusmoTepanimn myKoBUCLMAO3a

OTa BpoLUiopa — MHCTPYMEHT M CMPaBOYHBIM MaTepuan ans Bcex dom3moTtepa-
MEeBTOB, YHACTBYIOLLMX B OKA3aHWM MEAMLIMHCKOM MOMOLLM TIOASM C MYKOBUCLIM-
LO30M.

B o6HoBneHHOM Bepcum 1o0GaBNEHb HOBLIE METOALI M MOAXOAbl K BEASHMIO PU3M-
oTepanuu, OTPaXaloLLME PA3BUTUE PONM CPU3MOTEPANEBTA B BEAEHWWN NALMEHTOB
C MYKOBUCLIMIOO30M Ha MPOTIHEHUN BCEM HMIHM.
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HaunoHanbHbIM PErncTp NauMeHToB C MYKOBUCLIMAO30OM

ExerogHo QoHa nogaepmMBaeT co3gaHMe M nedaTs HaumoHanbHOoro permctpa
naLUMeHTOB C MYKOBMCLUMOO30M. PerncTp mpmssaH CrymTb OCHOBOM ANs MOBbI-
LeHMUs 30pdEeKTUBHOCTM OKa3aHMS MEAMLIMHCKOM MOMOLLM NaLMEeHTam C MyKOBMIC-
umposom. B pernctp 3a 2021 rog (Boiwen 8 2023 rogy) Obiiv BKAKOYEHb! AaHHbIE
0 3969 naumeHTax C MYKOBMCLMAO3OM M3 82 PErmoHOB CTPaHbl, YTO COCTaBMIIO
noYTn 85% OT OBLLEro KOMMYEeCTBa Mioaen C 3THUM 3aD0NeBaHNEM.

DoHp GecnnaTtHO PacnpPOCTPAHSIET PETUCTP CPeaM CNeumManucToB, B TOM Ymcie
no no4YTe U Ha NPOMPECCMOHASNBbHBIX KOHJDEPEHLIMSIX.

[MpunoxeHne ons mukpobuonornyeckmx nabopatopmii AMRcS

B 2023 rogy npomomkmnack paboTa NPUIOKEHUS ONsS MUKPOOUONOrMYECKMX Na-
6opaTtopuit AMRcf* oT komaHasl AMRhub, koTopbIlt peanusyeTcs npu MHopPMma-
UMOHHOM noaaepxke GrnarotTeopuTensHoro dporaa «OcTpoBay.

[MoUNOKEHME ABNSETCS AHANMUTUHECKMM, CUCTEMHBIM OOMOMHEHMEM CYLLECTBYIO-
wero «Pernctpa naumeHToB ¢ mykoBucUmMaosom B POy, 3HAUUTENBHO paCLLMPSS
ero doyHKUMOHaN 1 pasBMBast MAEM COBPEMEHHOM TEXHONOMMYHON MEOMLMHCKOM
MNOMOLLIM.

Mpunowerne AMRcf obbeamHIeT MUKPOOUONOrMYECKMe JaHHbIE BCEX peddepeHCHbLIX LEeHTPOB M nabo-
PATOPUM, 3aHUMAIOLLIMXCS BEAEHWMEM MALMEHTOB C MyKOBUCLMAO30M; NPEfOCTaBMASET Nevalliemy Bpady mMm-
KpOoBMONornyeckme AaHHbIe, 0GecnednBas MOHUTOPUHT aHTUOMOTUKOPE3UCTEHTHOCTM Ha YPOBHE OTAESb-
HOTO MaLMEHTa; MOMOraeT KOPPEKTHO MHTEPMPETUPOBAETb PE3YSLTaThl MCCNENOBAHMUI 1 BEPUMULIMPOBAETb
pe3ynbLTaThl ONpeaeneHns YyBCTBUTENBHOCTH, Onaroaaps MHTerpaLummn ¢ aKkcnepTHoM cuctemoit AMRexpert.

AMRcf — 3710 npoekT MexpernoHanbHOM accoumaLmm Mo KIMHMHECKOM MUKPOBUOMOMMM M aHTUMMKPOO-
HoWM xummoTepanum (MAKMAX).

PaspaboTumkm npoekTa — 3KcnepTsl CMOMEHCKOrO roCcyaapCTBEHHOTO MEAMLIMHCKOTO YHMBEpPCHTETa (aou. Kysemerko A. 10.),
CamapcKoro rocyfapCTBEHHOTO MEAMUMHCKOTO YHMBEPCUTETA (A.M.H., Aou. amun A.B., a.mH., gou. Kongpaterko O.B.), Meauko-

FEHETUYECKOTO Hay4HOro LeHTPa M. axkad. bodkosa (a.m.H., npodh. KonapaTbesa EM.) 1 GnarotsoputensHoro doraa «OcTposay
(nomowHmk Mpencepatens npasnerms GoHaa 3aruesa KO.A.).

ObyuatoLlee Buaeo «Bce 06 mHranaumaxy»

®onp «Octposa» coemectHo ¢ [BY3 MO HUWKWM petctea M3 MO BoinycTun
obydaioLlee B1aeo «Bce 06 MHranaumsx», B KOTOPOM AEMOHCTPUPYETCS Kak
NPABUIBHO MOSb30BATLCS MHIAMALMOHHBIM OB0PYA0OBAHMEM MPU PA3HbLIX BMAAX
MHranaumMm, CobmpaTs M YUNCTUTL €ro, YTOObBI MOMYHUTb MAKCHUMATbHYIO MOMb3Y.

Kak paboTtatb ¢ obopynoBaHWem mnokasbiBaeT EneHa BsuecnaBosHa BacuHa,
CneumanmcT no KuHesuTepanum otaenenms mykoeucumaosa bY3 MO HIKV
netctea M3 MO.

Buoeo cozgaHo npu nogaepikke komnaHuin « lasameny» n «MeamdoneKxco.

* cf — ot aHrm. Cystic Fybrosis, KMCTO3HbIV chmBPO3 MM MyKOBMCLMAO3


https://vk.com/nikid_mo%3Fysclid%3Dlqdwrfwq58640785259
https://vk.com/nikid_mo%3Fysclid%3Dlqdwrfwq58640785259
https://tavamed.ru/%3Fysclid%3Dlqdws65a2y452868056
https://mfhc.ru/%3Fysclid%3Dlqdwsn5cap20023885
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MaTepuansl No ncuxonorum ot EBponenckoro
obLLEecTBa MyKOBMCLIMAO03a

DoHpA BLINyCTUIT NEPEBOA MAaTEPMANOB MO MNCUXONOTMYECKOM NOAASIKKE U MEH-
TanbHoMy 340poBbi0 OT EBponeiickoro obulectsa mykosucumaosa (ECFS) noa
penakumen Monetaesor Onbrit OneroBHbl, KIMHUYECKOrO MCMXOSora, npeacTa-
BuTENS OT Poccum B pabouei rpynne no meHTanbHOMy 340poBbio EBponelickoro
O6LLIeCTBa MyKOBMCLIMAO3a.

MaTepmranbl cofepaT MHPOPMALMIO, TEXHUKM M MHCTPYMEHTHI, KOTOPLIE MOMyT
MOMOYb CrNeuManMcTam B paboTte U NIOASM C MYKOBUCLMOO30M B 3ab60Te o cebe m
CBOMUX ONU3KUX.

[MeyaTb KHMMM «[loYb HE MO KapmaHy»

Qona nopnepwan mspganue kHnrv MpuHbsl MapTbsaHoBoM «[lodb He Mo KapmaHy»
NpPO €€ MM3Hb C A0OYKOM 3MaTOM, KOTOPOM Obin MOCTaBMEH AMArHO3 «MyKOBUCLIW-
OO3».

B kHure VpuHa oTpasmna, kKak OHa MpOXMBasna rope B CBS3M C AMarHO30OM AoYepH,
paccKa3ana O MNepBOM 3010TOM Medanus A0YEPU HA COPEBHOBAHMHAX M CHACTHE,
Korga Obina nonyyeHa AOJIroXXAaHHAdA TapreTHaya Tepanu4.

CDOH,EI, nogaepxKan npe3eHTaumio 1M nedaTb 100 IK3EMMNAPOB KHNITU, KOTOPbIE aB-
TOP OTnpasuila poamTendam neten c MYKOBMCUMOO3OM N MAUMEHTCKMM OpPpraHmn3a-
Umam B Opyrmne pernoHbl.

ExxerogHas pacchinka nuTepaTypbl MO MyKOBMCLMAO3Y

Kaxabi roq @oHa 6ecnnaTHO pacchinaeT no noYTe W pasaaeT B PamMKax KOHPEPEeHUMM Bpadam, naumeH-
TaM M NALUMEHTCKUM OPraHM3aLMAM MEYaTHYIO TUTEPATYPY O MyKOBMCLIMAO3ZE.

Bonee 1100 s3k3emnnapos
KHUI, OPOLLIOP M METOAMHECKMX MOCOOMIM
6bln oTnpasneHs B permorbl PO B 2023 roay

Bce KHMrM, n3pgaHHble n HanedaTaHHble DoHAOM, AOCTYMHB Ha caiTe B pasaene «brbnuorexas.
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https://ostrovaru.com/2023/02/22/materialy-po-psihologichesk/
https://www.litres.ru/book/irina-martyanova-32760316/doch-ne-po-karmanu-69809806/
https://ostrovaru.com/library/
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[opsiHas fMHUS MO MYKOBUCLIMOO3Y

B 2023 roay npu noanepwke QoHaa AN NaUMEHTOB M WX ORM3KMX MPOAOMKMIE PaBOTY ropsadas IMHMS no
MYKOBMCLMIO3Y, opraHm3osaHHas cneumanmictamm OIBHY «MIMHL» n TBY3 MO «HMKN getctea M3 MO»
B 2015 roay.

Ha Bonpoch no TenedpoHy fopsyert nMHWM OTBEYaIOT BPadYM C MHOTOMNETHMM OMbiTom paboTel. OHKM AaoT
KOHCYNBTaUMM MO OCOOEHHOCTIM MUTAHWS UM DEPMEHTHOM TEPAanuM NaLMEHTOB C MyKOBMCLMAO3OM, MO-
MOTAIOT POaUTENSM Pa300PaTLCA B [PEe3yNsTaTax MMUKPOOUONOMMYECKUX MCCNEeOOBaHWMM, KOHCYNBTUPYIOT
Bpa4er No BOMPOCaM Ha3Ha4YeHWs aHTMOAKTEPUANIbHOM Tepanmm.

Ha ropsdyio nuHmio obpaluaiotes Bpadn (5% 3BOHKOB), MALUMEHTH, POAMTENM AESTEM C MYKOBUCLIMOO3OM.
Borbluas 4acTb 3BOHKOB MOCTYMNAET OT POAMTENEN MALUMEHTOB AETCKOro Bo3pacTa (99,5%).

TenedhoH ropsayen nuHum: 8-800-555-87-08

PaboTy ropsden nuHmm nogaepkmeaeT komnaHus Nutricia u 6narotBopmTenbHbir dooHa «OCcTpoBay.

3a 7 net pabotbl [opsayer nrHMKM Obino 3apPerMcTPMPOBaHO

6onee 5 300 o6paLyeHuit uz 70 permorHos PO

[NepBbiM ce30H noakacTa «*KM3Hb M AMArHO3»

C 2023 ropa QoHL COBMECTHO C KiMHMYecKum nchxonorom Onbrot Nonetaeso BbiMyCKaeT MOAKACT
«KM3Hb U AMATHO3>.

Llenb nogkacTa — nogdepaTb Mioaer C MyKOBMCLMAO3OM M MX OMM3KMX, MOMynsapu3MpOoBaTbh 3HAHMUS O
NCUXOMNOMMUYECKMX acneKTax 3a00neBaHmns U NprMemax NCUXONorMYeCcKom CamONOMOLLIM.

Ha cerogHswHMA aeHb NoakacT HacuMThiBaeT 12 anm3opos. Crywateny nogkacta MOryT MpMWChinaTb BO-
MPOCHI, U3 KOTOPbLIX ROPMYPYIOTCS NMOCIEayoLIME BhIMyCKM.

Tembl BbinyckoB 1 ce3oHa nogKacTa «XKu3Hb U AMArHO3»:

*Bctpeva ¢ amrarHozom
* [NpoxmBaHue rops

* Mcuxonormyeckme NpaBma XusHM C MyKOBMCLIMAO30M (M APYTMMM XPOHM-
YECKMMM 3860NEBAHUAMM)
*PaGota ¢ vyBcTBOM BUHBI. ByHT y nogpocTka B Tepanmm. CnoxHOCTH ¢ npu-
EMOM N1eKapCTB. BbiBop Meay LIKOMOM WM AOMALLHMM OBydeHuem (OTBETHI
Ha BOMPOCH cryLlaTenen)

* [MpaBunbHOE OTHOLLIEHME K AENpPeCccHm

B koHue 2023 ropga «XXu13Hb M amarHo3» ctan nuaepom rogosoro Hapta nogkactos HKO «Vam Ha 3ByK» B
HommHaumu «[JebioT roaa», opraHnM3oBaHHOO OOLECTBEHHBIM LeHTpom «bnarocdoepas.

B 2024 rony QoHpa nnaHMpyeT 3anvch 1 BbiMycK 2 ce3oHa noakacta «KusHb 1 amMarHos». 3a nHdpopmaLmen
O HOBBIX BBIMYCKAX MOXHO CrneamTb B pasaene «Hosoctmy Ha cante QoHaa.


https://ostrovaru.com/news/
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Bonblwol oTknuk OT poauTeneit AeTel C MyKOBUCLMOO3OM MOSy-
4ymn nopracT ncuxonora Onerm [Nonetaesol. MHTepecHble 1 Ha-
CYLLUHbIE YMW3HEHHble Tembl. [locne MNPOCNyLUMBAHUS CIOXMIOCH
CTOMKOE yoeaeHWe, 4To Npodnemsl MOryT ObiTb MPEOAONMMbI, YTO
Tbl HE OAMH Ha OAMH CO CBOEM 6edot, YTO eCTb CheumanmcTbl, KO-
TOPbIE MOTYT MOMOYb CMPABUTBLCS.

LlenpganuHa
HaTtanbs BaneHTMHOBHA

perroHanbHbii npeactasuTens MOO «lomolLb GOMbHBIM MYKOBMCLIMOO30M» B
Camape.

O6Hoenenme canta QoHpa «OcTposa»

B 2023 roay 3asepLunnach paboTa Hag HoBbim carTom DoHpoa: BMecTe ¢ MHAPOPMALIMEN O MPOrPamMMaX,
Mosb30BaTENSM AOCTYMHA YAOOHas OLOIMOTEKE MATEPUANOB O MYKOBMCLIMAO3E.

Bbin co3paH paznern, NoCBALIEHHBIM MHAPOPMALIMM O MOMOLLM, KOTOPYIO NIOAM C MYKOBUCLIMAO3OM MOTYT
NoMyYMTb OT rOCYOaPCTBa, pa3paboTaHa CTpaHyMia C YOOOHBIM MOMCKOM KOHTAKTOB MEOMLIMHCKMX YHPEK-
JEHUM, perroHanbHbiX NpencTaBuTeneit u GraroTBOPUTENbHBIX OPraHM3aLMii, MOMOTraIOLLMX MOOAM C My-
KOBMUCLIMAO30OM MO BCEM CTPAHE.

Ml roOpOMMCA HALLIMM CaMTOM M npurmallaem O3HAKOMUTBCA C HMM MO afpecy: WWw.Oostrovaru.com
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V. TomoLb pernoHam

C momeHTa coznarma QoHa poKyCHPOBasCs Ha NOAASPKKE CNELMANUCTOB M ONMPAICSA Ha POOMTENBCKOE
naLMeHTCKoe COOBLLECTBO B PErMoHaX, MOHMMAS, YTO Ha MECTaxX MOXHO BbICTPOUTL 3PPEKTUBHO pabo-
TAIOLLYIO CUCTEMY MOAAEPMKM MIOAEN C MYKOBUCLIMOO30M.

DoHa nonaepMBaET PEervoHanbHble MeaUUMHCKME ydpexaeHus (B Tom dmcne, npuobpeTas obopyno-
BaHME), OPraHM3aLMOHHOE PA3BUTME MHMLMATMBHLIX rpynn u naumeHTckx HKO, nomoraeT cospasaTh M
nonaepKMBaeT PMHAHCOBO CPaHAPAN3MHIOBBIE M MHPOPMALMOHHBIE MPOEKTH, MOMOIAET B BLICTRAMBAHMM
OTHOLLEHWM C MAPTHEPAMM U aOMUHUCTPALMEN PEMMOHOB M NnedebHbIX yupekaeHui. Yacto DoHa BLICTY-
MaeT NaPTHEPOM MPOEKTOB, HAMPABMIEHHBLIX Ha PA3BUTUE MOMOLLIM MIOAAM C MYKOBUCLIMAO30M B PEMMOHAX
P®, noaaepaHHbIX APYrmn rpaHTogaTendmi, Hanpumep, QorHgom MNpesuaeHTcKx rpaHTos.

B 2023 roay @orpg «OcTpoBa» BHICTYNMM NAPTHEPOM CoLMarbHbiX NpoekTos B [Nepmum, Apocnasne, Hik-
Hem Hoeropoae » Kupoee.

[ToMOLLIb MAUMEHTCKMM OPraHM3aLMEIM M NEHEOHBIM YHREKAEHMNSM
B 12 permoHax Obina okaszaHa Ha cymmy 1951 000 P

Bbl nomoraeTe Ham nocTtosiHHO: B cheBpane 2023 roaa C MOMOLLbIO
QorHpa Gbina NPoBeaeHa HayYHO-MPAKTHMYECKas KOHJDepeHUMs B
CypryTe «bpoHx03KTa3bl: MyKOBUCLMOO3 M HE TOSMbKO...». bnarona-
ps e [lenapTameHT 34paBOOXPaHEHMs MOBEPHYICS K PELLeHMIO
npobrem NaumMeHTOB C MyKOBMCLIMOO30M B PErMOHE.

Bnaronaps patote BO «OcTposa» 3a BCe 3TW roabl Obifiv OTKPbLITHI
LETCKUM 1 B3POCNbIM LeHTP mykosucumaosa B XMAO-IOrpe, oby-
YeHbl KMHE3UTEPAaneBThl, NPOBEeAeHb KOHEePEHUMM U LLIKOMbI A
poauTenen.

®nereHToBa
lanuHa BnagummpoBHa

PYKOBOAUTENb PErMOHanNbHOM GnaroTBOPUTENbHOM OOLLIECTBEHHOM
OpraHm13aLmm MHBANMAOB, GOMBHBIX MYKOBMCLMAO3OM XaHTbI-
MaHcuitckoro asToHoMHOro okpyra-tOrpa «BTopoe abixaHue»

[MopTaTmBHbIE Ccnuporpaddbl Ana aetckoro LleHTpa mykoBmcumaosa
B [leTepbypre

Mo npocbbe Bpader QoHa nepenan 4 nopTaTMBHLIX CMporpada ans aetckoro LleHTpa mykoBucumaosa
Ha 6a3e [opoackon bonbHMubl CeaTtoi Onbru B [NeTepbypre.

Crmporpadp — 310 Nprbop, KOTOPLIM UCMOMBb3YIOT AN AMArHOCTUKM BEHTUMSALMOHHOM CMOCOOHOCTM fer-
KMX M PErnCTPaLMM NoKasaTenen AbixaHus Y NaumeHTOB C MyKOBUCLIMOO3OM.
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[opTaTMBHBIE CNMPOrPadbl AAOT BO3MOXKHOCTb AMCTAHLMOHHO OTCIEXMBATbL COCTOSIHME OYHKLMM BHELL-
Hero AbixaHWs M NnepeaaBaTb AaHHble Bpady, Y KOTOPOro HabmogaeTcs naumenT, no wi-fi. Takas Boamo-
HOCTb YMEHbLLIAET PUCK NEPEKPECTHOIO MHPULIMPOBAHMS MEXIY MALUMEHTAMM M YNPOLLAET 3a4a4y no pe-
MMCTPALMM NoKa3aTenen doyHKUMM BHELLUHErO [AbIXaHWs A1S TeX, KTO HE MOXET MpOoXoauTb 0OCnenoBaHme
B CamoM BornbHULE.

Bnaronaps cnuporpadam Bpadu CMOTYT NMPOAOMKMTL OLEHKY NPEMMYLLECTB AMCTaHUMOHHOIMO Habmone-
HMA ANg NaUMEHTOB C MYKOBMCLIMAO30M. B Byayliem 3Ta NpakTuKa MOXMET CTaTb OCHOBAaHMEM Ans TOro,
4TOObl rOCYAAPCTBEHHBIE YUNHOBHMKM OAOOPUIM NMPUMEHEHWE AMCTAHLMOHHBIX MPMOOPOB ANArHOCTMKM MO
Bcen Poccum.

«OcTpoBa» — eauHCTBeHHbIM B cTpaHe DoHm, MMEIOLLMIA LIENbIO
[Pa3BMBATb MHULMATMBHYIO [OEATEbHOCTb PEerMoHanbHbIX CO00-
LecTB GOrMbHbIX MYKOBMCLIMAO30M. Ha MPOTHKEHUM MHOTMX neT
Mbl OOpAaLLBEMCS 38 MNOAAEPKKOM HALLUMX MHULIMATMUB, KOTOPLIE Ha-
NpPaBMeHbl Ha YyrydLleHWe Ka4eCTBa KM3HM OOMbHBIX MYKOBMCLIMAO-
30M, NPOXMBAIOLLIMX B [epmcKom Kpae.

B 2023 rogy Hawew opraHMsauMent 3anyLlleH nNpOCBETUTENb-
CKO-BnaroTBopPUTENbHLIM NPOEKT «Pedkas Munsgy» B NoaaeEKKy Nnio-
oen ¢ peokmmm 3abonesaHusmi. brnarogapst nogaepke «OcTpo-
BOB» Mbl MoAapunu ropoay I'lepmm ABa 3KOMapLLPYTa B rOPOACKUX
NeconapKax C yCTaHOBKOW GaHHEpPOB C MHMDOPMALMEN O PenKmx

MycurHa
pPacTeHWsX, MTULAX M BCEPOCCUMMCKOM aKumm «Penkas muns.

EneHa MuxainosHa

npeacenatens [Nepmckoi pernoHanbHoOM OBLLIECTBEHHOM
GnaroTBopuUTENbHOM OpraHm3aummn «OBLLECTBO NOMOLLM
MHBaNMOaM M GONbHLIM PEeAKMMM 3a00neBaHUaMM «MedTadKmnTb»

Boie3gHble LLIkonbl no mykoBucumaosy

CDOH,EI, PEerynapHO NPUHUMMAET ydaCTme B OPraHM3aun Bble34HbIX Lkon no MYKOBMNCLIMOO3Y B permoHax.

LLikonbl ans poamteneit AeTel C MyKOBMCLIMOO30M 3HAKOMAT YYaCTHMKOB C MHADOPMALMEN OT BeayLLIMX
CreumanmcToB Mo MYKOBMUCLMOO3Y Pa3HbIX Mpodomnen: Bpada-aMeTonora, MylbMOHOMOra, MCMXOnora,
crneumanmcTa no MMKPOOUONOrMM 1 APYTUX.

B 2023 roay npu ydactin QoHaa cocTosnoch
23 LUkonbl no mykoBucumposy B 13 permoHax PO
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Cnacmbo Bam 3a OPraHM3aLMIo TAKOrO MEPOMPUITMS Y HAC, MHE Yuacthuk LLKonbl
NIMYHO OblNa NPOCTO HEOOXOAMMA KOHCYMBTALMA BCEeX Cheumani- 0717 pomuTene AeTed ¢
CTOB, KOTOPLIE MPULLIU M MPOKOHCYNETMPOBaIM Hac! Y3Hana mMHo- myKoBmcLmMaozom (18.05.2023, Moo3HbIM)

O HOBOIO, MNOJIE3HOIO, CKOPPEKTHNPOOBAN1IA CBOM 3HAHNA. OFpO/\/\HOe
cnacbo BCem crneunanncTam, KOTopble npmexanm m Ooxoa4mBo
BCE HAM MNMOKaz3aslinm N PaCCKa3anu. H{LLGN\ BacC eLle.

Mo MHOro4McneHHbIM NPOCcbGam OOKTOPOB W poamTeneit naumeHtos QoHA co3aan NPOrPamMbl BHIE3AHBIX
LLIkon no KnHe3uTepanmm 1 NCUXONormm B PEMOHBI C BO3MOXKHOCTBIO MOMYYMTb MHOMBMIOYAbHYIO KOHCY b-
TaLUMIO CNELManmMCToB.

BoiezaHbie LLkonel no kuHesuntepanvm (7 LLkon B8 2023 rogy) O80T BO3MOXKHOCTb MaLMEHTAM C MyKO-
BMCLIMOO30M MOMYYUTh OYHYIO KOHCYMETALMIO KMHE3WTEepaneBTa PeaepanbHOro YPOBHS, COPMUMPOBAETb
WMHOVBUAYANbHBIM MNaH 3aHSTUM, @ TaKKEe OCBOMTbL HaBbIKM MOMb30BaHWS OCHOBHLIM OOOPYAOBAHMEM S
MHIANALMM.

Pooutenam oueHb BaXKHO yCMbILLETL O NPaBMAbHOM NOAXOAE K MPO- YuacTHuk BblesgHoM LLkonbl
BEAEHMIO KMHE3MTepanum y AeTelt PAHHEero BO3PAacTa, KOraa Ta- No KMHe3MTepanum
ENO MOHSATb NOBEASHME MANbILLIG, YNIOBUTb MOMEHTHI OTXOMAEHMS s Hipiem Hosropone (04-06.08.23)

MOKPOTbI, MOMMATb Ero HaCTPOEHKE, YTOObI 3aHATUS HE MPEBPATH-
NMCb B HEHABMCTHbBIE C AETCTBA YMPAMKHEHMWS, @ CTanm NO3UTUBHOM
cocTaBngioLLeil oObHHOroO AHs. [MpaBunbHas TEXHWKA NPOBEAEHUS
MHranaumi, nogdopa OOOPYLOBAHUS M TPEHAKEPOB, MPAaMOTHbIM
MHOVMBUAYANbHBIN NOAGOP OUIMHECKMX YMPAKHEHWUM — 06 3TOM
Mbl Y3HAMNM Ha 3aHATUM.

BoiezaHble LLkonbl no ncmxonormm (4 Lkonsl 8 2023 roay) NO3BONASKOT OKa3aTb NPOECCMOHANBHYIO MCK-
XONMOTMMYECKYIO MOMOLLb MaLMEHTaM, MX POACTBEHHMKAM W BPAYAM, YXKMBAIOLLMM 38 OonbHbiMK. Ha aaH-
HbII MOMEHT MOMYYMTb MPOGPECCHMOHANMBHYIO MOMOLL NCUXONora 6ecnnaTHO MPaKTUHECKU HEBO3MOXKHO.
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CTpaTternyeckast ceccust ans NnpeacTaBuTenem NaumMeHTCKMX opraHmM3aumni

O,EI,HI/I/\/\ M3 BaXHbIX BEKTOPLOB pa6OTbI CDOH,EI,a ABNAETCA I/IH(*)OpN\I/IpOBaHI/Ie MNAaUMEHTCKMNX opraHM3a|_u/1|51 O
MOMOLLIN, KOTOPYIKO MOXKHO MOJIy4NTb OT roCyaapCTBa, allfoOpPMTMAX NONy4HeHndA 3TOM MOMOLLIM.

MaUMEHTCKMMM OPraHM3aLMSIMM B HEKOTOPBIX PEMMOHAX HAKOMIEH OMbIT B3aMMOOEMCTBMUS C rOCYAaPCTBOM,
UM yOAETCs [OOUThCS obecneyeHmnss HEOOXOANMMbBIMM NEKAPCTBAMM U TEXHUHECKMMM CPEACTBAMM Peabunm-
TaUMM 3@ CHET PErMOHarbHbIX BIOOXKETOB.

OprHa u3 3aga4 QoHga — NPOaHaNMU3MPOBAaTL, OMMCaTb M TPAHCIMPOBATL 3TOT OMLIT B APYrME PErnOHbI,
4TOOB 0BEecCneynTb BCIO HEOOXOAMMYIO MOMOLLL A8 MALUMEHTOB C MYKOBMCLMOO30M Ha PErMOHanbHOM
yPOBHE.

B koHue 2023 roga QoHp opraHM30Ban CTPATEMMHYECKYIO CECCUMIO C MPEACTAaBUTENSAMM PEMMOHASbHBIX CO-
OBLLECTB NaUMEHTOB. YHaCTHMKaMM CECCUMM CTanuM aKTUBHBIE PYKOBOAMTENM MALMEHTCKMX OpraHM3aumii n3
21 pervioHa Poccurickoit Qenepaumm. Mmm coBmecTHO Obinm pa3paboTaHbl AOPOKHbBIE KApThl MO peLle-
HWMIO OCTPLIX BOMPOCOB 0BecneyeHmst NaLumMeHTOB B PerMoHax:

1. JoCTynHOCTM 13 CPEACTB PErMOHANbHOIO BIOMKETA MHIANSATOPOB U AbIXaTENbHBIX TPEHAKEPOB; rMnep-
TOHWMYECKOrO PAacTBOPA C MManypoOHATOM HATPUA AN MHIaNaumim

2. [ocTynHoCTH peakTMBOB AN NPOBEAEHUS NOTOBOM MNPOObl ANS MOHUTOPUHIA 3PADEKTUBHOCTU MHHO-
BALIMOHHOM TapreTHOM Tepanmm

3. HOoCTynHOCTU BbICOKOKANIOPUMHOIO MUTaHKWS Ans B3POCbIX MaLUMEHTOB

ﬂ,OpO)KHbIe KapPTbl AOCTYrMHbI MO CChIITIKE.
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V. [eHeTH4eckne mnccnenoBaHUg
M NPEKOHUENUMOHHbBIM CKPUHUHT

Pabota QoHpa «OcTpoBa» ¢ COOBLLECTBOM MEHETUKOB 3aKMIOHYAETCs B PEeanmUsaLmMm Ha-
YYHBIX M MCCNEeAOBATENBCKMX MPOEKTOB MO MEPBMYHOM MPOOUIAKTMKE MYKOBMCLMAO3A
(NPEKOHUEMUMOHHOMY CKPUHUHIY™), AMarHOCTUKE MYKOBMCLMAO3a, @ Takke B obecreve-
HWM BO3SMOXHOCTM MnMpoBedeHMA HeO6XOLI,I/IN\bIX reHeTn4eCKMxX I/ICCJ'Ie,EI,OBaHl/II;I NMauMeHTaM.

[MpoeKT no oueHke 3PJPEKTUBHOCTH anropmUTMa 4OOPOBOMBHOIO
NPEKOHLEMNUMOHHOIO CKPUHMHTA

Llenb npoekta — uccnenoBaTh, KakMm OOPA30M MPUHUMMAETCS PeLLeHWe 06 ydacTuM B MPEKOHUENUM-
OHHOM CKPMHWHIE MPEenCTaBUTENSMM MOYMN PUCKE, U COOPMYIIMPOBATL MPEAMNONOKEHWS O CPAKTOPAX,
CMOCOBCTBYIOLLIMX BOBMEYEHMIO B MPOLEAYPbl FEHETUHECKOTO TECTUPOBAHUS CPEOM HACENEHMUS B LIETOM.

Mpu noppepke DoHaa peanusyeTcs GecniaTHas MPOrpamma reHeTMYEeCcKoro obcCefoBaHMs Cyrpy-
ECKMX MaP C BBICOKMM PUCKOM YaCThIX HACNEACTBEHHbIX 3a00neBaHui (MyKOBUCLMOO3, CrIMHAMBHO-MbI-
LieYHas aTpodoms, dpeHunKeToHypus). Mporpamma NOMOraeT ByayLLUMM POAUTENSAM BhISIBNISTb BO3MOXHOE
HOCUTENLCTBO TSHKENbIX TEHETHMYECKMX OONE3HEN, YTO MO3BOMSET MNapPe MPUHUMATb MHPOPMUPOBAHHBIE
PEMNPOOYKTUBHBLIE PEeLLEHMS.

Kpome Toro, B pamkax npoekta crneumannctamm CMPAH npeanonaraetca BCEpPOCCUMMCKUMIM OMPOC Ans
OLEHKM YPOBHSI OCBEOOMIIEHHOCTM HaceneHus Poccumckon Penepaummt O reHETUHECKUX MCCe0oBaHMSIX,
FOTOBHOCTM Y4aCTBOBATb B MPEKOHLIEMLMOHHOM CKPUHMHTE.

B 2023 rogy B npoekTe npuHsanm ydactie 55 cemel, B KOTOPbIX Obina NpoBeaeHa OUEHKa MepCcoHanbHbIX
PUCKOB HACNeACTBEHHOM MaTOMNOMMM Ha 3Tane NiaHWPOBaHUS BepemeHHOCTU. B HacToaWmMin MOMEHT Ha-
6op cemelt Ang y4acTus B NPOEKTe NPOLomKaeTcs. [ [oapobHOCTH

K HacTynneHuio 6epemMeHHOCTU Mbl MOAOLLINM OYEHb CepPbE3HO.
XoTenu caenaTb MyXy MOfHOe CEKBUMHMPOBAaHME, YTOO CBECTM Ha
HET BEPOSATHOCTb MYKOBMCLIMAO3a Y PebEHKa. Takke o4eHb XOTenm
NPOBEPUTLCA BMECTE Ha HOCUTENBCTBO CaMbIX PACTPOCTPAHEHHbIX
6onesHen.

3a MOMOLLb M MPEenoCTaBleHHYIO BO3MOXKHOCTb Ge3mepHo Ora-
rogapHbl Octposam 1 OTTal [Ing Hac 3TO CTano He NMpoCTO BO3-
MOXHOCTBIO, @ HacTosiLem nofdapkom. Bedb pesynsratom Batuen
MOMOLLIM CTaNo MOsIBNeHMe AONTOKAAHHOMO 340POBOrO Manbital

MpyaHuKoBa
lanuHa MuxainoeHa

yuactHuua npoekta Qoraa «Octposay, GIBHY «HM ATuP
um. 1.0. OtTtay u OHMCL, PAH

* [NpeKoHLENLUMOHHBIF CKPUHUHI — CMIELUMANbHO PAa3paboTaHHas NPOrPamma MEAULIMHCKOM MOMOLLM, OPHUEHTUPOBAHHAS HA Mpe-
JOTBPALLEHNE BPOXKACHHbIX MOPOKOB PA3BUTUS M [PYMMX TEHETMHECKUX NATOMOMMi Yy GyAyLUMX AETeN Ha dTarne naaHupPOBaHMS
6epemMeHHOCTH.
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I'IpoeKT no oNTUMM3aunMn OUATHOCTUKM MYKOBHMCLUMAOO3aA MO rnporpamme
HeoHaTanbHOro ckpuHMHra B CaHkT-IleTepbypre

Llenb npoekta — ONMTUMM3MPOBATH ANTOPUTM AMArHOCTMKM MYKOBMCLMIO3a B PAMKAX HEOHATaNbHOrO
CKpuHMHra. B 2022-2023 rr. pe-TecT Ha MMMYHOPEAKTMBHbIM TPUMNCKMH BbiN NpoBeaeH 83 HOBOPOKAEHHbIM.

CotpyaHuku ML npoBoaaT aHanma pesynsratoB NoTOBOM NMPoObl B CONOCTaBMNEHMM C pe3yfsTaTamM He-
OHATANTIbHOTO CKPUHMHIA M MONEKYNAPHO-TEHETUHECKMX I/ICCJ'Ie,EI,OBaHl/Il;I. OI-(OHL‘IaTeJ'IbeIe NTOTM NMMNOTA 6y-
ayT noaseaersl B 2024 ropy.

[TomoLLb B NpOoBEOEHUM TEHETUHECKMX MCCEeaOoBaHMM

Mo agpecHbIM NPockBam OT naumeHToB 1 AokTopos DOoHA B TeUYEHME roa OMNNaYMBAET HECKOMBbKO BMAOB
mccnenosaHmi, kotopble He BxoaaT B OMC 1 KoTopble HEOOXOAMMbI A1 OoMnee KOPPEKTHONO Ha3HAYEH NS
Tepanmu:

CekBeHumpoBaHme 3k30HOB reHa CFTR. AHanu3 Heobxoamm Ans YTOYHEHUS MOCTAaHOBKM AMArHO3a M
Ha3HaYeHUs Tepanuu.

[NpoBenerus mccnenosaHms CFTR-moaynsTopoB Ha oyHKUMOHANbHYO akTMBHOCTb KaHana CFTR Ha
MOLENM KULLIEYHBIX OpraHomaoB. Moaenb KULLEYHBIX OpPraHOMAOB MO3BOMSET MNEPCOHANbHO MCCNeno-
BaTb 3dOdOGKTl/IBHOCTb NEKAPCTBEHHbLIX MATOrEHETUHECKMX NPEnapaToB ONnd nauneHToB, YbM reHeTmnye-
CKME MyTaUmK HE BXOAST B MHCTRYKUMM K TAPreTHBIM MpenapaTam.

B 2023 rogy obLas cymma onnavyeHHbIX MHAOMBUAYANbHBIX MCCNEenoBaHMM
cocTtaBuna 6onee 820 000 P. buinu BbiNONHEHbL MCCneaoBaHUg Ansd 29 nauMeHTOB

MapTHepbl PoHAa No HanpasneHuio:
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[TocTynneHue cpeacTs u pacxonbl

27 277 888 P
OT domzmnyeckmx nuy

131%

4150 042 £
Bcero noctyrnnerut B 2023 r. OT opuandeckmx vy
31704 995 P
53018 P

C6opbl Ha KpayadhaHANHIOBBIX MaTAOPMax

(0)
0,7%
224 047 £
SNEKTPOHHbIE MOXEPTBOBAHMS Ha CailTe

81,5%
24137781 P
Pacxoabl Ha 61aroTBOpPUTENbHBIE MPOMPAaMMbI

Bcero pacxopos B 2023 1. 11 70/0

3453554 P+
29 609 267 P Pacxonbl Ha nepcoHan
6,8%

2017932 P
ALMUHUCTPATMBHO-XO3AMCTBEHHbBIE PACXOAb!

* Ha 3apaboTHyto nnary aamMHUCTPATUBHO-yrNpasieHYeckoro nepcoHana DoHaa B 2023 rogy HanpasneHo 3 453 554 P., unm
11,6% OT 0BLYEs CyMMbl PACXOLOB, B CBS3M C Yem TpeboBaHue, npegycmoTpeHHoe . 3 cT. 16 3arkoHa («3. bnaroTeopumTerbHas
OpraHu3aLms He BrpaBe UCMOMNb30BATL HA OMNATY TRYAS 8AMMHUCTPATUBHO-YMPABIEHYECKOro nepcoHana 6onee 20 npoyeHToB
bMHAHCOBbIX CPEACTB, PACXOL4YEMbIX STOM OPraHM3aLMesi 3a cbMHaHCOBbIVY rog. [JaHHoe orpaHmYeHne He PAacrpPOCTPAHSETCS HA
onnary TPy4a 1L, y4aCTBYIOLUMX B Peanm3aumm 6r1aroTBopUTeNIbHbIX nporpamm.»), QoHgom cobriogeHo.
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DuHaHCOBBIE OTYETHI

Pacxoabl o nporpammam

7,6%
1831488 P |
MPEKOHLENUMOHHbIA CKOMHUHI |

28% | 3,8%
! \ 916 525 P
687 037 £ \
MomoLLb NaLMeHTCKoM LLloneHoBcKas npemms
opranmzaummn 8 Cnd um J10
3%
731028 £

[Ncrxonormyeckoe
KOHCYNBTUPOBaHME

179%
4319572 P
[TomoLLb perroHam

1,3%
19,3% o 369ae
4 650 150 P Pacxopnbl Ha GnaroTBopuTeNbHbIE KuHesuTepanus
TpaHcnnaHTaums nerkmx MPOrpamml & 2023 1. 5
24 137 781 P 9,4%
2279 515 P
[NoBbiLLeHWe

KBarMdoMKaLmMm Bpadei

6%

1456 428 P
[NopaepKa Hay4HO-
17,7% 1 '1 % MCCNEeNoBaTENbCKMX MPOEKTOB
4 268 391 P 2 680 706 P

OpraHmzaumst m

g V13paHre MHAPOPMALMOHHBIX MATEPMAIOB
npoBeAeHne KOHepeHLUMM
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ANCTOPUM TTPO TEX,
LTO NMOMOTAET

Mbl 04eHb LieHWM NoaaepKy, Kotopyio DoHay OKa3biBAIOT NapTHEPS!, MOAOMNEYHbIE U MX OIIM3KME, BOMOH-
TEPbLl U MPOCTO TE, KTO XOYET MOBLICUTH KA4ECTBO OKA3blBAEMOW MOMOLLM JIIOASM C MYKOBMCLMAO3OM B

HALLEN CTpaHe.

Heckonbko mcTopwuit, koTopble npouzownm B 2023 rogy, OCOBGEHHO TPOHYIWM HAC. XOTUM MOAENUTECS MMM

C Bamn.

Cembst Eropa v Onbru

Kak 1 Bcem manbilam, Npv poxaeHun TpeTbero pebeHKa B
cembe Eropa 1 Onbrn mx ceiHy MaTeeio Obi1 NpoBefeH Heo-
HATANbHBIM CKPUHMHI, KOTOPbLIM MOKa3an MOBLILLUEHHbBIM PUCK
HaNU4Ms MyKOBMUCLMAO3A.

HdnarHos y pebeHka He NoOATBEePAMIICS, HO NOCHE 3HAKOMCTBA
C MHpopmaLmei o 3a6onearmm, Ornbra 1 e& My NPUHAIK
peLleHme, YTo OyayT NMOMOraTb MaumMeHTam C MyKOBMCLUMOO-
30M Tem, 4em CMOryT. Torma B CBOWM AeHb poxaeHusa Erop
BMECTO MOOAPKOB COOpas AeHbrM, KOTOPbLIE NMOXKEPTBOBAs B
QonHp «OctpoBsay.

Ml oyeHb GnarogapHsl Onbre 1 Eropy, ero konneram, KOTo-
pble NPUHSNKM yd4acTre B cOope CPEACTB, 3a LUeapbii BKIaa
B [0@3BUTME CUCTEMHOM MOMOLLIM NIOAIM C MYyKOBMCLMAO3OM.



MCTOpI/II/I MPO TeX, KTO NMoMoraeT
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AKumga «Enka »enaHum» ¢ bbP baHkom

2 &  bnarotBoputenbHbii GOHA,

OcTpoBa

BaHbim cTpaTermieckm naptHepom DoHaa Ha NpoTskeHun mHorkx net sendetcs bank BBP. lopaosumy
OmnTtpuit [epmaHOBKMY, YEH COBETa OMPEKTOPOB, MAXXOPMTapPHbIM akumoHep BbP baHka, BxoomT B cocTas
nonevntensckoro coseta Poraa «OcTpoBa» ¢ momeHTa ero ocHoBaHus B8 2010 rogy.

B koHue 2023 roga coBmecTHO ¢ coTpyaHmkamm bBP baHka onsg mnetert mykosmcumoosom Ao 14 net 6bina
opraHuzosaHa akums «Enka xenaHniy B 8 pervorax PO, roe npeactaenerb odoycel barka.

BykBanbHO 3a cyTkmn meuTsl Bcex 104 petelt Gbinm pa3obparbl COTpyaHWKamm baHka, koTopele MposBuu
HeOblBanoe BOOAYLLEBNEHME M TOTOBHOCTb MPUWHSATL y4acTMe B akumMmM B kadecTse «[ena Mopoza u CHe-

FYPOUKMS.

y,EI,OBOJ'IbCTBI/Ie OT y4aCTnd nofy4mnnmn BCce — OPraHmM3aTopbl, AETU U UX POOMTENN U B 0OCOBEHHOCTH Te, KTO
aenan nogapKnm: COTPYAHWKM baHka ¢ NoOGOBbLIO UX YMAaKOBbIBASTIM CaMi, NOAMMNChHIBaITM OTKOBITKM U ,EI,O6aB-

nanm oT cebs YTo-TO MUIOoE U AyueBHoe A4 pe69|'r.

[ony4nnoch HacTosILLIEE HOBOroAHEE Yyao Ans pebéHka, BOCTopry
He 6bino npegena! Boipakaem orpomnyio GnarogapHocts QoHay
n baHky BbP. Bcex 6rnar B HoBOm roagy, C HacTyrnatoLmm Hosbim
rogom v Poxxaectsom!

OrpomHoe crnacrbo, O4eHb HeOXMOAHHO M npusTHO! Koraa chiH
YMTaN OTKPBLITKY, Y MEHS ax KOMOK B roprne 6uin. bnaropapum 3a
Takue Tennble genal

laBpunuHa M.

Mama pebeHKa C MyKOBMUCLIMOO3OM M3
KctoBo, Hmkeropopackas obnacTtb

Makaposa C.

Mama pebeHKa C MyKOBMUCLIMOO3OM M3
BnagmsocTtoka
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AfpecHas noaaepKKa OTAENbHbIX PErMOHOB

Cpe,uyl J:pr3el51 CDOH,EI,a eCTb 6J'IaI'OTBOpI/ITeJ'Il/I, KOTOPbIE XOTAT MNMOMOraTb Jitogdm C MYKOBMCUMOO30OM M3
CBOEero poAHOro Kpa4d. CDOH,EI, MPOoACHAET I'IOTpe6HOCTI/I M OPraHM30BbIBAET MOMOLLb A9 KOHKPETHOro
permoHa.

OomH 13 Takmx BnaroTBOPUTENEN, YEMNOBEK, KOTOPLIN NOXENan OCTAaBaATLCA aHOHMMHBLIM, PEryrsPHO OKa-
3bIBAET MNOALEPMKY NaLUMeHTam C MyKosmcLmMao30om M3 Knposa n Kmposckol obnacTim.

B 2023 rony 6naropapst ero noaaepxke QoHaom Obiv 3aKymnieHb 1 nepenaHsl AbixaTesnbHble TPeHaxeps.l,
ro0OBbIE 3aMNachl CMEHHBIX KOMMIIEKTOB [M1s MHIANSTOPOB M 3anac Crelmanmn3npoBaHHOMO BEICOKOKANOPMIM-
Horo nutaHmsa ans 30 naumeHTOoB.

BeicTynas B kadectse nocpeaHuka, @oHa "OcTposa’ copgencTayet
OKa3aHMIO MOMOLLIM B TOM CPOpMaTe, KoTopbin yaobeH bnarotso-
pUTENSM. YKEe TPETUIM rofd noapsa Hawm pebsta C MyKOBMCUMAO-
30M MOMYYaoT MOMOLLb B BUAE MEAMUMHCKMX M3OENUIA, NeHeOHOoro
nUTaHKs, 0OOPYAOBAHUA AN MEAMLMHCKUX YYPEKAEHUMA OT KOH-
kpeTtHoro bnaroteopuTens yepes OorHa «OcTpoBay.

Ong pervoHanbHeix opraHmsaumit «OCTpoBa» SABMAIOTCS  HaAOEM-
HbIM MAPTHEPOM, MOMOLLIHWMKOM B MOBBILUEHWM KAYeCTBa OKa3aHMS
MEOMLIMHCKOM MOMOLLIM OONbHBIM MYKOBMCLIMAO30M, B COBEPLLEH-
CTBOBAHWM TEKyLLEM pabOoThl OpraHM3aumm.

CobGonesa
AnekcaHgpa CepreesHa

pykoBoamTenb KMpPOBCKOM perroHasnbHas obLLeCcTBEHHas
opraH13aums MoOMOLLM GOMbHBIM MyKOBUCUMAO30M «Bo3ayLHbIn
wap»

Cymma dpuHaHcoBoM nogaepxkku: 858 000 P
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OPIARN3ALINA

Hawa KomaHga

Onbra Hecrepyk AnacTtacusa Ecommosa
VICMONHUTENbHBIM AMPEKTOP M.0. ompekTopa

IOnusa 3aruesa IOuna OcTpononey
[NomoLHMK NpeaceaaTens MeHemkep GnaroTBopUTENbHbIX
[MpaBneHus, meHemxep MPOEKTOB

NPOEKTOB

AHHa lNaenosa EneHa TiopuHa

N\eHeﬂ)Kep Mo BHELWHMM N\eHeg)Kep no MexayHapo4HbIM
KOMMYHMKAUMAM CBA3AM

AnekcaHap JlaTa Buktopusa PypeHckas
Kypbep DoHaa Byxrantep

Onbra baitrywesa

[maBHbIM Byxrantep
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[ToneymTenbCkMM coBeT

Mapusa AgoHbeBa

OcHosatenb 6rnarotsopmTenbHoro dpoHaa «OcTposay u yneH MNpasnerys Qoraga. Okorduna Clery,

3aHMMAETCH 6ﬂa|’OTBOpMTeﬂbHOCTbIO, BOCIMMTBIBAET TPOMX /J,eTeM

TaTbsiHa fembuLKas

O.M.H., Npodheccop, 3aB. OTAENOM
TEepPaneBTUHECKOM MYIbMOHOMOM MM
HW Tynemononorum CMB TMY
mm. M., Tasnosa

TatbsiHa CTenaHeHKo

K.M.H., BPa4-MySIbMOHOSIOT,
3aBefytoLLas MynbMOHONOTMHYECKUM
otaenermnem No 2 Cl16 'by3

«TMbB No 2», pykoBoamTens
LleHTpa no neverHmio B3pOCnbIx

C MyKOBMCUMAO30M T. CaHKT-
[NeTepbypra

OmuTtpuin lopgosum4

YreH coBeTa AMPEKTOPOB
BEBP Banka

[Mpasnexmne QoHpa

+ ApgoHbeBa Mapus BnagummposHa
+ AnoHbes Cepreit Hukonaesmy

* bencmaH Mapk Jlazapesny

Anekcangp Oprnos

K.M.H., BDAY-NEANaTP, 3aBeytoLLmi
3 otgenenmem BY3 A6 Cs. Onbru,
pyrkosoauTens LleHTpa no nevermio
neten ¢ mykosmcumaosa 8 CaHkT-
[NeTepbypre, AOUEHT Kadbeapbl
neauatpum 1 HeoHatonorun OGreQY
BO C3IMY um. MMN.Meurmrkosa M3
PO (r. CankT-MeTepbypr)

Jleonng HoTkuH

[NpenpuHymaTens

Mopuc Bapyx

[Mpodpeccop, foueHT kadpeapsl
MEeONUMHCKMNX HAYK YHMBEPCUTETA
MunaHa, OMpeKTop LeHTPa
MyKOBMCUMAO3a B Bepore
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MapTHepb DoHpa

MOO
Dio MomoLb 601bHbBIM C MYKOBMCLMAO030M
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HOHTaKTbl U PEKBU3UTDI

BnaroTBopuTenbHbit choHa «OcTtpoea»

Agnpec
197101, CarkT-Ietepbypr, yn. M. MoHeTHasd, 4.2, nuT. [, nom. 1H, odomc 402

TenedpoH
+7 999 212-79-42

DneKTPOHHas noyTa

office@ostrovaru.com

CeepeHus o HapyweHun TpebosaHuit PDepgepanbHoro 3akoHa ot 11.08.1995 N 135-D3 (pea. ot 2711.2023)
«O 6naroTBOPUTENbHOM AEATENbHOCTH M [OBPOBONLHECTBE (BOSIOHTEPCTEE)», BbISIB/IEHHbIE B pe3ysnbTaTe
NPOBEPOK, NPOBEAEHHbIX HANIOrOBbIMM OPraHaMM M NMPUHATBIE MEPbI MO UX YCTPAHEHMIO

B 2023 roay Hanorosble opraHb He nposoaunu nposepkn OoHaa.

PexkBuanThb

tOpuamueckmit agpec: 197101, CankT-letepbypr,
yn. M. MoneTtHas, a.2, nvT. I, nomIH, odomc 402
Orl'PH: 1107800003750

HH: 7840019120

K. 781301001

p/cuet Ne 40703810202100000017

BEP Bark (AO) r. Mocksa

Kop/cuet No 30101810745250000769

BUK: 044525769
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OpraHmsaums

Kak nomoub @QoHpy «OcTpoBa» M ero nofoneyHbim?

Cpenatb noxepTsoBaHue Ha cante DQoHga

Momoub MaumMeHTam C MyKOBMCLIMOO3OM, OXMAJIOLLMM TPAHCMMaHTAUMIO NErKMX, 4epes
6GrnaroTBOpUTENbHBIM NopTan braro.Py

[Nepenats opgexay B CaHkT-[leTepbypre HalLuvm napTHEpam B GRaroTBOPUTEMbHBIM MPO-
ekt brarofaps. Vnu nprobpectn oaexay B Mx marasmHe no agpecy: CaHkT-INetepbypr,
yn.Mapata 47/49

CTaTb BOMIOHTEPOM Ha MNATAROPME MHTENNEKTYanbHOrO BonoHTepcTea ProCharity
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https://ostrovaru.com/donate/
https://www.blago.ru/companies/view/192%3Fysclid%3Dlwhzjbcy7488785847
https://procharity.ru/

OcTpoBa

BnaroTBopuTeEnbHbIN
PoHA

bnarogapum 3a BHMMaHME
K Hallemy rogoBomy ot4ety!

www.ostrovaru.com



