UHdopmauyun o geatenbHoctu bnarorsoputenbHoro poHga «Octposa» B 2020 r.
BnaroTBopuUTtenbHble NPOrpamMmmbi:

1. LWoneHoBcKaAa npemus.

B TeyeHue roga B paMkax crneumanbHol HomnHaumm «CtyaeHTbl» poHA nogaeprkmsan 10
MOI0AbIX Nt04EN C MYKOBUCLNAO030M, ABAAKOLWMXCA CTYAEHTAMU BbICLIMX Y4ebHbIX
3aBegeHuax PO. B mapTe noaseseHbl UTOMM KOHKYPCa TBOPYECKMX U NPODECCUOHABbHbIX
OOCTUXKEHWUIN NaumeHTOoB. 10 MToram KOHKypca naypeatamu B HOMMHauum «Jlroan ¢ MB»
cTanun 45 yenosek. B HomuHauum «KypHanuctbl» - 5 yuenosek. B HomuHauum
«HepaBHoaywHble» — 6 yenosek. KoHkypc "LLloneHoBckaa npemua 2020" coctonTtea ¢ 15
Aekabpsa no 20 pespans 2021 roga.

2. WHunumatuea.

13-14 mapTa B I. Bonrorpage npownu gsa cobbITMA: TEMAaTUYECKMIA CEMUHAP ANA Bpayen
"PecnupaTopHasn M NCMXONOrMyeckan NnoaaeprKka NnaLmMeHToB C AblXxaTeNbHOM NaToN0rMel 1
nannvMaTMBHas nomollb" 1 Kpyrabliii cTon gna poautenei NnaumMeHToB C AMarHo3om
MYKOBMCLMA03, NpW NogaepKke KomuTeTa 3gpaBooxpaHeHma Boarorpaackoi obnactu. B
anpene n mae gnsa poautenei us Jiuneuxkon n YensbuHckom obnacreit NpoLLin oOHNaNH-
BCcTpeun B8 ZOOM c yyacTvem meaMUMHCKOTro ncmuxonora. Ha Bctpeyax obeyaanm
YKM3HEHHbIe CUTYyaL MM, BO3HUKAIOLLME B CBA3M C MEPEXOA0M ceMen Ha 0653aTesIbHYto
CaMOM30IALMIO U U3MEHEHNEM PACMOPALAKA *KU3HU. B mae npoluna oHNalH-BCTpeya ¢
poautensmm us CaHkT-MNeTepbypra, KoTopasa 6blna OTKPbLITA ANA BCEX KENAOLLUX.

3. KuHesutepanus.

C anpens B HoBocnbupckon obnactm Ha 6a3e HoBocnbupckoii palioHHOM 6onbHMLbI No1 1
Bble3/IHOM AEeTCKOM NananaTtMBHOM cayxbbl Nnpu nogaep:kke ®oHaa 3anyLleH NUIoTHbIN
NPOEKT 0 NPOBEAEHNN OHNANH-3aHATUI U KOHCYNbTALMI NO KMHE3UTEpPanun Ann
NauMeHToB C MyKOBUCLMA030M. MI3HaYanbHO NPOEKT BKAtOYaN B ceba nposBeaeHme
Bble3HbIX 3aHATUM M KOHCYNbTaUMN B TEYEHME roAa, HO N3-3a INUAEMUNONOTNYECKOM
cUTyaumm no pacnpocTtpaHeHuto COVD-19 3aHATUA CTanm NPOXoAnTb OHAalH. Mpu
noaaep*<ke ¢oHaa B Hoabpe B CBepanoBckon obiactm Ha 6ase OAKB Nel (r.EkatepuHbypr)
OTKPbINCA KAaBUHET ANA OHNANH-3aHATUI NevyebHOMN GU3KYNbTYPOIM U Noronesom ¢ AeTbMU
M3 OTAaNEeHHbIX ropoaoB ob6nacTu.

4. MosbiweHne KBaAnPUKaLuMmn gna meauLUNHCKUMX paboTHUKOB.

10-21 deBpana Bpaun-nynbmoHonorn us Bonrorpaga n CaHkt-Netepbypra npownu
CNeunanmn3npoBaHHbIi Kypc «KomnnekcHoe nccnenoBaHne GyHKUUN BHELWHETO AbIXaHUA:
cnupomeTpus, bogmunnetuamorpadus, nccnegosarHmne aAudpdysmMoHHON cCNOCOBHOCTU ErKux
n 6poHxoAnNaTaLMOHHbIN TecT» Ha 6ase PIBY «HUWU nynbmoHonormm PMBA Poccun» B
Mockse. B mapTe npu nogaepkke ®PoHaa npowen kKypc «Mukpobunonormyeckme acneKrbl
NabopaTopHOM ANArHOCTMKKN BO3byaAuTenei bakrepmanbHbiX MHOEKLMN Npu
MyKoBMCLMA03e» Ha Baze anarHocTnyeckor nabopatopun KnuHmk ®reoy BO Camrmy
MwuH3gpasa Poccum B Camape. ObyyeHMe NpoLunm WecTb CeLmManmucToB U3 meanuMHCKUX
yupexaeHui BopoHeka, MxkeBcka, TomcKa, XabapoBcKa. B okTabpe coctosancs yyebHbin
Kypc «AKTyanbHble Npobaembl pusmyeckon peabunmtaunn. KuHeantepanua npu
XpOHUYecKnx 3aboneBaHmax nerknx». ObyyeHne NPoOLAN CEMb Cneumannctos ns MockBbl,
KanuHuHrpaga, KpacHogapa, OpeHbypra n XaHTbl-MaHCUMIACKOro aBTOHOMHOIO OKpYra.



http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2020/03/12/%D1%81%D1%82%D0%B0%D0%B6%D0%B8%D1%80%D0%BE%D0%B2%D0%BA%D0%B0-%D0%B4%D0%BB%D1%8F-%D0%BF%D1%83%D0%BB%D1%8C%D0%BC%D0%BE%D0%BD%D0%BE%D0%BB%D0%BE%D0%B3%D0%BE%D0%B2-%D1%81%D0%BE%D0%B2%D1%80%D0%B5%D0%BC%D0%B5%D0%BD%D0%BD%D1%8B%D0%B5-%D0%BC%D0%B5%D1%82%D0%BE%D0%B4%D1%8B-%D0%B8%D1%81%D1%81%D0%BB%D0%B5%D0%B4%D0%BE%D0%B2%D0%B0%D0%BD%D0%B8%D0%B9-%D0%BF%D1%80%D0%B8-%D0%BC%D1%83%D0%BA%D0%BE%D0%B2%D0%B8%D1%81%D1%86%D0%B8%D0%B4%D0%BE%D0%B7%D0%B5/
http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2020/04/10/%D0%B1%D0%B0%D0%BA%D1%82%D0%B5%D1%80%D0%B8%D0%B0%D0%BB%D1%8C%D0%BD%D1%8B%D0%B5-%D0%B8%D0%BD%D1%84%D0%B5%D0%BA%D1%86%D0%B8%D0%B8-%D0%BF%D1%80%D0%B8-%D0%BC%D1%83%D0%BA%D0%BE%D0%B2%D0%B8%D1%81%D1%86%D0%B8%D0%B4%D0%BE%D0%B7%D0%B5-%D0%BE%D0%B1%D1%83%D1%87%D0%B0%D1%8E%D1%89%D0%B8%D0%B9-%D0%BA%D1%83%D1%80%D1%81-%D0%B4%D0%BB%D1%8F-%D0%B2%D1%80%D0%B0%D1%87%D0%B5%D0%B9/
http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2020/11/09/%D0%BE%D0%B1%D1%83%D1%87%D0%B5%D0%BD%D0%B8%D0%B5-%D0%BA%D0%B8%D0%BD%D0%B5%D0%B7%D0%B8%D1%82%D0%B5%D1%80%D0%B0%D0%BF%D0%B5%D0%B2%D1%82%D0%BE%D0%B2/

5. MopAaeprKKa Hay4YHO-UCCNeA0BaTEeNbCKUX NPOrpamMmm.

C aHBapAa npu nogaepkke ¢poHAa Ha 6ase PenepanbHOro rocyfapcTBEHHOrO H610AKETHOrO
Hay4yHOro yypexaeHua «MeguKo-reHeTUYeCcKMi HayYHbl LEHTP MMeHM akagemuka H.M.
BoukoBa» (PrBHY «MIHL») peannsyetca npoekT "MonyyeHne KyabTyp KULWEYHbIX
opraHonaoB AnA noabopa NnepcoHaNN3NPOBaHHOM TapreTHOM Tepanuun Npwm
MyKoBucumaose".

B mae noageneHbl ntorn n onybankoBaHbl pe3ynbTaTbl NpoekTa "CKpUHUHIoBoe
nccnefoBaHMe: poab BUTaMmHa D m npodunakTmka octeonoposa npu mykosmcumnaose'.
UccnepoBaHue npoxoanno Ha 6a3e CIM6 MNbY3 Alb «CeaTtoit Onbrn», pykosoauTenb
AMHamMMYecKoro HabaaeHMA NaunMeHToB B pamMKax nccienoBaHus, Bpay-nynabmoHosor Clb
IbY3 A6 Ceaton Onbru - Nawkesny AnekcaHap AHaToNbeBUY.

B ceHTAGpe 3aBepLIMNACh NepBasn YacTb HAy4HOro NpoekTa « MoneKkynapHasa AMarHoCcTUKa
myTaumii reHa CFTR B cembsix 60/1bHbIX MYKOBUCLMA030M B pecnybamke balwKkopTocTaH»,
OCyLLLeCTB/IEHHOrO PecnybanKaHCKMM MeaUKO-TeHeTUYEeCKMM LeHTPpoM B Pecnybamnke
bawkopTocTtaH Npu noagepke bd «OcTposBa». B pamKax NnpoeKTa nccnegoBaTtesibCKasn
KOMaHZa NpoBoAUAa MONEKYNAPHYIO AMArHOCTUKY MyTaumii reHa CFTR B cembsAx 601bHbIX
MyKoBMCLMA030M B Pecnybaunke BalwKopTocTaH Ansa nocneayowero MmeanKko-
reHeTU4YeCKoro KOHCY/IbTUPOBaHMA CeMeN.

6. WHdopmauus.

B AaHBape 6blna n3gaHa opurmHanbHaa bpowtopa «O camom IMYHOM M BarKHOM. Bonpoch!
pPenpPoOAYKTUBHOIO 340P0BbA U CYACTANBOM CEKCYANIbHOM }KU3HM NPU MYKOBUCLIMA 033 Y.
BbpoLltopa Ha pycCcKOM A3blKe NOAFOTOB/EHA BPavYaMM M MNCUXOA0rOM NO MHULMATUBE
®oHpaa. 3a ocHoBy Oblna B3ATa aHA/IOrMYHAnA TeMaTUYeCKas aBCTpanuiickasa bpowtopa,
BbINyLeHHana LleHTpom 340p0BbA NOAPOCTKOB KOpoieBCcKoM AeTCKon 60bHULLbI
MenbbypHa B 2003 r. MoapobHee 06 N3gaHNN MOXKHO NPOYMTATL B cTaTbe. BecHol
neyaTHble 3K3emnasapbl 6blan pasocnaHbl B 50 pernoHoB Poccun n nepepaHol B
depepanbHble LLEHTPbI MYKOBMCLMA03A.

7. TpaHcnnaHTauusa.

B 2020 roay B ®IBY «dPenepanbHOM HayYHOM LEHTPE TPAHCNAAHTONOTMU N UCKYCCTBEHHbIX
OpraHoB MMeHU aKagemuka B.U. LLlymaKkoBa» 6biau ycnewHo npoBeaeHbl onepaumnm no
nepecagKe fNerknx gna Tpéx naumeHToB ¢ myKosucumaosom. B 2020 r. yyacTHUKamu
nporpammbl “TpaHcnnaHTauma" 6bian 24 yenoBeK, OXKMAAOLWMX onepauuto no
TpaHcnAaHTauum nerkmx, n 1 yenosek, kotoporo PoHa nogaepknsaeT nocne onepavumn. C
MapTa GoHA NopaeprKMBaAET B onaTe XunbAa B Mockse naumeHTa 13 r. KasaHu,
OXKUAAKoLWero TpaHCNAAHTaUMIO Nerkux.

8. [lcuxonorua.

C aHBapA No Aekabpb 32 KOHCYNbTAUUAMM K MELULIMHCKOMY Ncuxonory obpatmuamco 17
cemeit u3 CaHkT-lNeTepbypra, a TakKe 8 NaUMEHTOB, OXKUAAOLWMX TPAHCNNAHTALUIO NETKUX.
B mae npownu 3aKpbITble OHNAMH-BCTPEYM ANA poauTenei YenabuHckoi n JinneuKomn
obnacten, rae obcyKaanmMcb BONPOCbI MPUHATUA ANArHO3a U OpraHM3aLmn nevyeHma gns
LUKONbHUKOB M MNOAPOCTKOB.

B ceHTAGpe npoekT BP «OcTpoBa» NO paCLIMPEHMIO NCUXOIOTMYECKOM NOAAEPKKM ANA
NaLMeHTOB, OXKMUAAIOLWMX TPAHCMIAHTALMIO IETKUX U UX BAU3KKX, Nobeann B KOHKypce
PoHAa NPe3naeHTCKUX rpaHToB. Hawmm napTHEPOM B peanmsaumm NpoeKTa cTana
MeKpernoHanbHas baarotBoputenbHas obulecTBeHHaa opraHmlauma “Ceosa atmocdepa’-
obuiecTBeHHaA OpraHM3aumsa, Co34aHHaA No MHULMATUBE NALMEHTOB, NEPEKUBLUNX
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TpaHcnAaHTaumto nerkmnx. C ceHTAbpa no gekabpb 2020 r. KOHCYAbTALUM NONYYUAN NOPAAKA
20 nauneHTOoB, OXnaatoLime nepecagku Nerkux, BHe 3aBUCMMOCTU OT AMarHo3a.

Celtyac B oyepeam Ha TpaHCNAAHTaLUMIO nerknx B Poccum Haxoautca nopsagka 90 yenosek,
ewe 20 — Ha cTagMu NOCTAaHOBKM B odepeapb. CpeaHee BpemMsa OXUOAHUA NepecagKku
cocrasnaet 9-12 mecaues, HO MHOTAa AOXO04MT U 0 2-3 ferT.

9. KoHdepeHuum.

16-17 oktabpa 2020 roga coctosanack Xl Bcepoccuiickaa oHnanH KondepeHuma
NaLMEeHTCKMX OPraHM3aumnii No MyKOBUCUMA03Y «PelleHne akTyanbHbIX Npobaem
nauMeHToB C MyKOBMUCLMA030M B Poccnny».

10. Nomowb pepepanbHbIM U PEFTMOHA/NIbHBIM LLEHTPAM MYKOBUCLIMAO03A.

Mo nopyyeHnio MuHsgpasa Poccum bP "OcTtposa” 66110 goBepeHo nepeaatb B 50
NneyebHbIX yupexxaeHnin aHTMbakTepuranbHbli npenapat "®optym" (MHH "LedTasngnum")
ONA BHYTPUBEHHOM Tepanuu. lymaHUTapHaa napTna aHTMbMoTMKa 6blna NnpesocTaBneHa
6e3B03Me34HO0 KomnaHuern MNakcoCMUTKAANH gna pOCCUMCKMX NALLMEHTOB C
MYKOBUCLMA030M. BECHOM 1 NeToM, HECMOTPSA Ha TAXKENYH0 3NMAEMUONOTNYECKYIO
06CTaHOBKY, 1€KApPCTBO 6bI10 NepesaHo B 601bHULbI B 47 pernoHax. [1poynTtath 04HY U3
cTaTelr Npo CUTYaLMi0 MOXKHO Ha caiTe ObuiecTBeHHOM MNanaThl. B TeyeHme roga GoHg,
aKTMBHO y4acTByeT B MeXXBeLOMCTBEHHOM pabouelt rpynne npu MuHuctepcree
34paBooxpaHeHns Poccuiickon Peaepaumm no BONPOcam oKaszaHMA MeANUUHCKOM NOMOLLM
naumMeHTam € KUCTO3HbIM pubpo3om (mykosucunaosom). CozaaHue rpynnbl 66110
aHOHcMpoBaHO B mapTe 2020 r., Koraa HakKoNUACA pAg, BONPOCOB, TPEbYoWMX yyacTma
OZHOBPEMEHHO Pa3HbIX BEAOMCTB U AeNapTaMeHTOB BHYTPU HUX; 0dULMAAbHO rpynna
yypexaeHa B ceHTabpe (02 ceHTabpa 2020 roga 6611 nognucaH Mpukas Ne 932 O co3pgaHum
MeKBeA0MCTBEHHOM paboyeit rpynnbl MMHUCTEPCTBA 34paBoOXpaHeHMa PO okasaHus
MeAMLMHCKOM NOMOLLM NaLMeHTam ¢ MyKoBucumnaosom). o atoro B pespane 2020 .
noaBuaacb TemaTuyeckana "[oporkHaa KapTa', Ha KOTOPYH CeNYac OPUEHTUPYIOTCA U
COTPYAHMKM roC.BeA0MCTB, U BPa4u, U NaLMEHTCKOE COOOLLECTBO.

11. Momouwp B r. CaHkT-MeTepbypre.

B anpene 1 mae ¢oHA HanpaBUA agpPecHY NOMOLLb ABYM MEANULMHCKUM YYPEKAEHUAM -
lfopoackyto MHoronpoduabHyto 601bHMLY No2 1 [leTcKkyto ropoackyto 60nbHULY CBATOM
Onbru. Takxe doHA npu yyactum Accoumaumm «OpraHnsauma noMmoLm 60/1bHbIM
MYKOBMCLMA030M» OpraH1M30Ba/l B Mae NoOMOLLb B BUAE B BUAE NPOAYKTOBbIX HA6OpOB U
nepcoHanbHOro 3anaca cnMpToBoro ae3nHdeKktopa 70-TM ceMbaM 13 ropoaa M 06aacTu ¢
AEeTbMW U B3POC/IbIMU NaUMEHTAMM C MYKOBUCLIMO,030M.

12. BebuHapbi.

C anpensa coBmecTHO ¢ Obwepoccuiickon obuiecTBeHHOM opraHm3aumnen «Poccuinckoe
obwecTBo MeaANLMHCKUX reHeTUKoB», PIBHY «MeanKo-reHeTUYeCcKMn HayYHbIN LEeHTP
nmeHu akagemmnka H.MN. boykosa», ObLepoccninckon obL,ecTBeHHON opraHM3aumen
«Bcepoccuiickaa accoumnauma ana 60nbHbIX MyKoBMcunaosom» u FNlbY3 MO « AKMLUMO»,
npu nogaeprKke KomnaHum «feHepnym» poHA opraHn3yeT BebnHapbl No Temam, Hambonee
BOCTpeboBaHHbIM pOAUTENAMM M B3POC/IbIMKM NaumeHTamu. C anpens no gekabpb npowam
22 TemaTMyecknx BebrMHapa No pasIMYHbIM acneKkTam nevyeHnsa MyKosmucumnaosa. Bee
3anucu onybMKkoBaHbl Ha KaHane B YouTube. 23 anpens coctoancs sebuHap «COVID-19
nHdekuma n mykosucumaos», 30 anpena - «MHranauMoHHaa Tepanua Npu
MYKOBMUCLMA03€e», 7 Mad - «neTa Npu MyKOBMUCLMA03E B AETCKON NPaKTUKe», 14 mas -
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«PenpoayKTMBHOE 340P0OBbE MYXUYMH NMPU MyKoBMcUMao3e», 21 mas -
«MunKpobunosnormyeckasa ANarHOCTUKa Npu MyKoBUcLMA03e», 28 mas - «KBUTamMuHbI 1
MYKOBMCUMA03. YTO Haao 3HaTb», 04 UIoHA - «bepemMeHHOCTb M poadbl Npu
MykoBucumaose», 11 uionsa - «COVID-19 nHdekumna n MyKoBUCLIMA03. 2 YacTb», 18 nioHsA -
«KnHesnTepanuma npu MyKosucLmaose, 25 nioHs - «AHTMbaKTepumaibHaa Tepanus Ha
aomy. PasBuTtuMe cTaumoHapo3ameLlaowmx TexHoaorniy, 06 nwons -
«CneumannsmpoBaHHoe NUTaHMe Npu MyKoBucLMao3se. BebnHap KomnaHum-
npoussoautena nutanma "MHOANOPUM"», 09 mniona -«MNatonorna JIOP opraHos npwu
MyKoBucumaose», 16 niona - « MIHHOBAUMOHHAA MYKOAUTUYECKAs Tepanusa npu
Mmykosucumaose», 06 asrycta - «CuHapom ncesao baprrepa y NauUMeHTOB C
MYKoBMcUMA030M», 13 aBrycTa - «TpaHCNAaHTALUNA NErKMX Y 601bHbIX MYKOBMUCLIMA030M»,
10 ceHTAbpA - «LlMppo3 nevyeHn 1 TpaHCNAaHTaUMA NPy MyKoBUcLMA03e», 28 OKTADpSA -
«HK-amnarHocTnka mykosmcumao3a», 22 HoAbpA - « OHnanH-6eceaa ¢ XMpYpProm-
TPAHCM/IaHTON0roM [0n0BUHCKMM Cepreem Baagumuposuyem», 04 nekabps - «[1poeKTbl
PreHY « MTHU» 1 poHaa «OcTtpoBa» A1a coobllecTBa MyKOBUCLMA03a: UTOTU U
NePCNeKTUBbI».
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