ApxuB aen

NHpopmaums o geatenbHocTU bnarotBoputenbHoro ¢oHaa «Octposa» B 2021 roay.

1. WoneHoBckaa npemua.B  mapTte noaBedeHbl  UTOMM  KOHKypCa  TBOPYECKUX U
npodeccMoHanbHbIX AOCTUKEHUN NHOAEN C MYKOBUCLMA030M. [10 UTOram KOHKypca naypeatamu
B HOMMHauuM «Jltogn ¢ MB» ctanu 19 yenoseK. B HommnHaumm «KypHanuctbl» - 1 yenosek. B
HOMMHauMnM «HepaBHogywHble» —1 4yenoBek. TaKXe B paMKax CrneumasbHOM HOMMHAUUK
«CTypeHTbl» B TeyeHue roga ¢oHA npoaonKaeT noaaepxkusate 10 monoapix ntogen ¢
MYKOBUCLIMA030M, ABAAIOLWMXCA CTYAEHTaMWU BbICWIMX Yy4ebHbIX 3aBeaeHui PO. 15 pekabpsa

2021 ropa OTKpPbIT Nprem 3as8BOK Ha KOHKypcC «LLloneHoBcKaa npemma 2021 ».

2. Momowb pernoHam. C gekabpa 2020 roaa B CBepa/10BCKOM 061aCTU peanmsyeTca NPOoeKT Mo
Tenepeabunmtaumm gna NauMeHToB ¢ MyKoBMCUMA030M. B mapTte KabuHeT 6bin 0b6opynoBaH
KOMMblOTEPAMM UM NJaHWeETaMU A48 AUCTAaHUMOHHbLIX 3aHATUIA C KUHEe3uTepaneBTOM W
KOHCYNbTauMi  ncuxonora UM noronega. [lpoekT peanu3yetca Ha 6ase  HOBOM
TenepeabuantTaumMoHHom naaTthopmbl, NpeaocTaBaeHHoNn MUHUCTEPCTBOM 340aBOOXPaHEHMA. B
anpene 2021 roga npu noanep:kke 6narotBoputenbHoro ¢poHaa «OcTpoBa» M KOMMAHUU
«eHepnym» B Bonrorpaackoit KanMHuyeckoi 60/bHULE CKOPON MeAULMHCKOM nomolun No7
NOABUICA CMMPOMETP 3KCNEPTHOr0 KNacca, yKOMMNAEKTOBAaHHbIN 04HOPAa30BbiMM HaKTepuanbHo-
BMPYCHbIMU unbTpamm. Tenepb Bpayuun NyIbMOHONOTMYECKOTO OTAENEHUA U QYHKLMOHANbHOM
ANArHOCTUKM MOTYT MPUMEHATb B CBoel paboTe TaKon MeTos KayeCTBEHHOM M KOIMYeCTBEHHOM
OLEHKM OYHKLMKN NETKUX KaK CNMpoMeTpus (meToa nccneaoBaHuns GyHKUUM BHELHETO AbIXaHus,
BK/IOYAlOLWNI B ceba M3MepeHUn noKasatenenm AbixaHua). ITOT MEeToA UCcCnenoBaHUs KpaliHe
Ba)KeH ANA rNyHboKoro NoHMMaHUA GU3NONOTUM NETKUX, OLLEHKM BANAHMA 60Ne3HM Ha 1IeroYHyo
OYHKLUMIO M OLEHKM nporHo3a 3aboneBaHMs. B ULenax HanakMBaHMA TeCHbIX CBA3EW C
nauueHTcKkMm coobuiectsom 22-23 anpena [pasutenbctBom XabapoBCKoro Kpasa 6bina
opraHM3oBaHa JAeneraumoHHaa noe3aka B XabapoBCK AAs8  AMPEKTOpa  accoumauum
«OpraHmsauma nomolm 601bHbIM MyKOBUCUMAO30M» 3aliueBoi KOnmm AHaTONbEBHbI M Bpaya-
Ny/IbMOHO/10ra, K.M.H., CTApLIEro Hay4YHoro COTpPyAHMKa nabopatopmum mMmyKosucumaosa Prey
HUWN nynbmoHonornu Kpacosckoro CrtaHucnasa AnekcaHaposuya ([MoapobHee). Mo utoram
OBYXAHEBHbIX MepPonpuATUIA OblI0 NPUHATO pPelleHMe MO CO34aHUI0 AENCTBYOLWEN paboyen
rpynnbl NO MYKOBMUCLMAO03Y, B KOTOPY BOMAYT cneumannctel MuHsgpasa v gpyrnx opraHos
WMCNONHUTENBHON BNACTM, a TaKXKe NpeAcTaBUTENb OT MECTHOro MauueHTCKOro coobuiecTsa.
JKcnepTHaa rpynna pa3paboTaeT nporpammy nomowm 60/bHbIM  MYKOBUCUMAO30M MO

Pa3NYHbIM HanpaBaeEHNAM.
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3. KuHe3sutepanua. C 5 no 17 anpena Ha 6a3e [leTckon ropoackoi 6onbHULbl CBATON Onbrn

npowen Kypc «AKTyanbHble npobnembl dusnyeckon peabuantaumu. KnHesuTepanusa npwu

XPOHUYECKMX 3aboneBaHuax nerkux». Mpu nogaepkke bP «OcTpoBa» B 06y4eHUM MPUHANO

yyacTve 7 cneumanmnctos pasHoro npoouna (negnatpbl, NyJbMOHOIOMM, CTapLiMe MeacecTpbl U
Bpaun JI®K) ns Mocksbl, HoBocMbupcka, EkatepnHbypra, Ynutel 1 KemepoBo. Bce y4acTHUKM
nonyuynnmn ceptuduKatbl U yAOCTOBEPEHUA TOCYAAPCTBEHHOrO 06pasua O MNPOXOXKAEHUM
06y4yeHMA No HanpaBieHUIO KMHe3nTepanuu. CneumanmcTbl 4aHHOro Habopa akTUBHO paboTatoT
C NaumMeHTamu C MYKOBMUCLUMAO030M W CMOTYT NMPUMEHWUTb MNOJIyYeHHble 3HAaHWA U HaBblKW B
noscegHeBHOM NPOPECCMOHaANbHOM AEeATENBHOCTU B CBOEM MeANLMHCKOM yypexaeHun. C7 no
12 uioHA roga Ha 6a3e YHuBepcuteta - CM6 NBY3 "[eTckas 6onbHULa CBATOM ONbrn» (ropoackoi

AETCKMM  LEeHTP MYKOBMCLMAO03a) COCTOANCA o4YepenHOon Kypc «AKTya/ibHble Mpobaembl

dunsmnyeckon pea6MﬂMTaLI,MM. KnHesntepanua npm XpoOHUYECKMX 3aboneBaHusax ferkux». Beero

y4yacTBoBasno 6 CNeumanucTos, paboTarolWmMx C NauMeHTaMuM C MYKOBUCLMAO30M, M3 PasHbIX
pervoHoB Poccuu. B Metepbypr Ha obyyeHne npuexanu neanaTpbl U cnewmanmnctbl no nevyebHom
duskynbType m3 FposHoro, Yool n MeaHoso. 13 utona B n. MNprnobbe B dnanane OKTAGPbCKOM

panoHHOM 6onbHULbI, MPNOBCKOKN y4acTKOBOM BONbHULIE, OTKPbLIICA KabUHET KMHe3uUTepanuu,

yetBepTbin B XMAO-Hrpe. b® «OcTpoBa» OKas3an noadepKKy B OCHAWEHMW KabuHeTa
KWHEe3nTepanuu, a TakXKe MOMOr nNpountu obyvyeHue cneumanncty us MprobCKoM y4acTKoBOM
6onbHMUbl DnereHtoBy A.H. B pekabpe Ha 6aze PBIFOY BO [MMepsbiit CaHKT-MeTepbyprckuia
rocyapCTBEHHbIN MeAULMHCKMA yHuBepcuteT mm. W.M. Masnosa — CMN6 BY3 «[eTcKkas
6onbHULA CBATOM ONbrn» (rOPOACKOM AETCKUI LEHTP MyKOBMUCLMA03a) 6blN0 NpoBeAeHO Cpasy

ABa 06yyaloLWmX LMKAa «AKTyanbHble Npobaembl dusnyeckon peabunmtaummn. KnHesmtepanumsa

Npu XPOHUYECKMX 3abosieBaHMUAX nerkmx» 72 yaca —c 6 no 18 aekabpa n 36 yacos — ¢ 20 no 25

Aekabpa

4. MosbiweHue KeBanuoukaumm Bpauen. C25 no 30 sAHBapa Ha 6ase KasaHckoii
rocygapcTtBeHHo meauumHckon akagemun (KFMA) npowen obyyatowmin Kypc « AKTyanbHble

BOMNPOCbI _NATO/IOTMM __HOCA WM OKOJIOHOCOBbIX Ma3yX C 31eMEHTaMW 3HAOCKOMUYECKOM

PUHOCUHYCOXMPYPrUmM». B pamKax nporpammbl NOBbILLEHMA KBAaIMOUKALMMN HA AaHHYIO NPAKTUKY

6bln OTNpaBAeH BpPa4Y-OTOPUHONAPUHronor [eTckoir ropoacko 6H6onbHULbl CBATOM Onbrn
Mexpanues Barue XaraHu ornbl (r. CaHkT-MeTepbypr). PyKoBOACTBO KYpPCOM OCYLLECTBAAN OAUH
M3 Beaywmx puHonoroB Poccuu, 3aBeayloWMin  OTAeneHnem oTonapuHronorun KIrMaA,
npodeccop KpacHoxeH Bnagumump  Hukonaesud. [podeccop TakKe  KypupoBan
HenocpeACcTBEHHO NPAKTUKY AoKTopa Mexpanunesa. MNporpamma Kypca BKAtoYana B ceba Tembl,

Ha4nMHaA OT aHAaTOMMUKN HOCa WU OKOJZIOHOCOBbLIX Ma3yX, 3dKaH4YMBaA MOKa3aHUAMU K
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9HAOCKOMMYECKMM OMnepaumam, a TaKkKe onpeseneHnem TaKTUKM onepaumMM W BeaeHus
NauMeHTOB B MOCNEONEPAUMOHHbIA nepuog. Ha Kypce Obl1 NpoAeMOHCTPUPOBAH pAfL,
9HAOCKOMMYECKMX oOnepauuii, B TOM YMCAEe 3SHAOCKOMUYECKOE BCKPbITUE TalMOpPOBbIX,
peLeTyaTbiX U KAMHOBUAHbIX Na3yX. [osyyeHHble 3HaHUs foKTop Mexpanves byaeT NpUMeHaTb
B Ja/ibHeMLeM Npu eYeHUN U KOHCY/IbTUPOBAHUKN AeTel C MyKOoBUCUMA030M. 7-18 mapTa B

MockBe npoLuno obyyeHune no paborte ¢ npubopamu, UMeLWNMN GYHKLINIO NEPKYCCUOHEPA U

OTKalAMBaTesiA. 3HAKOMUTbLCA C annapaTtHbIMM MeToO4aMUN yaaNneHUNA MOKPOTbl Y C/OXHbIX

nauueHToB (MyKOBMCLUMAO3, CMMHANbHaa amuotpodua) otnpasunamnck Bpaum CMN6 Y3 ArB
CB.Onbrn Opnos A.B. (3aB. 3 oTtaeneHuem), Matsees B.C. (Bpay J/I®K) n Boumwesa M.IO.
(aHecTe3snonor-peaHmmatonor). o oKoH4YaHUKM 06pa3oBaTENbHOIO Kypca Bpavyam Obliv BpyYeHbI
cepTudmKatbl OoT Accoumaumm pecnnpaTopHoi MmeauunHbl. 29 mapTa npu noggepxke ¢doHaa
4yeTBEPO CNeunanncTos, paboTarowmx ¢ 4eTbmu ¢ MB, NPUHANAK yyacTMe B OHNAUH-CEMUHApe
«lMoKasarenn pe3ynbTaToB NaM/IMAaTUBHOM MNOMOLLM: aKTyaslbHble nNOAXoAbl U HOBble
HanpasaeHusa B oueHKe»(Palliative care Outcome Scale Workshop 2021: Current Concepts and
New Directions in Measurement), opraHnsoBaHHom WHcTutyTOM Cucam CoHpgepc, JIOHAOOH,
BenukobputaHua, Ha 6a3e KoponeBckoro Konnea)ka JloHAoHa. B cemuHape y4acTBoBa/u:
MoneBnyeHko E.B., rnaBHbIM BHELWTaTHbIA AETCKAN Creuuannct naajiuaTMBHON MOMOLLY,
npodeccop Kadeapbl OHKONOTUM, TEMATONOTMM W NYY4EBOM Tepanum neanmaTpuyeckoro
dakrynbteta PHUMY umenun H.U. MNMuporosa, yneH MpaBneHuna Accoumaumnm npodeccMoHanbHbIX
YYaCTHMKOB XocnucHon nomouwm; Kawmpckaa H.KO.—npodeccop, rnaBHbIN HayuHbIA COTPYAHMK
nabopartopumn reHeTuyeckorn anngemuonornm ®reHY «MepuKo-reHeTUYeCKU HayYHbIN LEeHTP
MM akagemuka H.M BouykosBa» MwuHobpHaykm Poccun. CaBBa H.H., rnaBHbIi  Bpad
EnnsaBeTMHCKOro AeTCKOro Xocnmca, AMPeKTop No HaydyHo-meToamnyeckon pabote b® «deTckni
nannnatme», poueHt PHUMY um. Muporosa. YepHesuu B.I. Bpay-negmatp Mopo30BCKOM
AETCKOM ropoACKOM KNMHMYECKON 60NbHMLUbBI, MIagWNIM HayyYHbIM coTpyaHuk HU3A. C 7 no 11
miwoHA B Camape Ha 0ase MuKpobuonormyeckoro otgena KAMHUKO-AMArHOCTUYECKON
nabopartopuu KAnHuk orey3 Camlrmy npoLio TemaTuyeckoe

ycoBeplueHcTBoBaHMe « Mukpobuonornieckme acneKThbl NnabopaTopHom OVNarHOCTUKMU

Bo36yauTenen 6akTepuanbHbIX  MHOEKUMA  Npu _ MykoBucumaosze».llpn nopnep:kke 6¢

«OcTpoBa» oby4yeHWe nNpOWIN YEeTBEpPO CMeunanmucToB M3 pasHbiX pernoHoB Poccuu(r.
Komcomonbck-Ha-Amype, r. U3KeBcK, . BopoHexk, r. Bonrorpag). C 6 no 10 gekabpa 8 Mockse Ha
6a3e HauumoHanbHOro MeAULMHCKOrO MCCNen0BaTeIbCKOro LEHTPa 340pP0BbA AETEN NPOLWEN

KypC nOBblleHUA KBanubukaumm «lMTaHMe aeTerd C MYKOBMUCLMA030M». [pu noagepskke

doHAa B HEM NpUHAAN ydacTue 14 Bpayeint u3 12 ropoaos Poccuu.
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5. Moppep)kKa HayyHO-UCCNEO0BaTeNIbCKUX MPoeKToB. B mapte Ha 6ase ®IrBHY «HayuHo-
uccnepoBaTelbCKUA UHCTUTYT nyabMmoHonorum» ®MBA Poccum npun nogaepkke ¢doHaa bbin
HayaT NPoeKT «PeHOTUNNYECKanA OLEeHKA NOPAXKEHUS OPraHOB-MULLEHEN NPU MYKOBUCLMA03EY.
MpoBeaeHa paboTa No OUEHKE reHo-GEeHOTUMUYECKUX CBA3EN MPU MYKOBUCLMA03E U POU
reHotMna B obuwiem nporHo3e 3aboneBaHusA. B TeyeHue roga npoAonKaerca peanmsauuma
Hay4yHoro npoekTa «CKPUHWHT PacnpoOCTPAaHEHHOCTU KONOHM3AUMU U UHPULMPOBAHHOCTH
HeTybepKynesHbiIMM MWUKOBAKTEPUAMM NALMEHTOB C MyKOBMCUMAO30M B P®». [lpoeKkT
peanunsyeTca MccnenoBaTe/lbCKMM KONTEKTMBOM Ha 6ase muKpobuonormyeckoro otgena KA
KNAMHUK ®TBE0Y BO CamlIMY M3 P® nog pykosoactsom JlamuHa A.B., Bpada-6aktepuonora 1
KaTeropuu, K.M.H., goLeHTa Kadpeapbl 0bLent n KAMHUYECKON MUKPOBMONOTUK, UMMYHONOTUM U
annepronorMn. 3agaya npoekTa - pa3paboTKa nuUTaTeNbHbIM cpeabl M anroputma
MUKpobunonormyeckoro nccnenoBaHma Ha HTMbB KnMHU4YecKoro matepuana ot naumneHtos ¢ MB

ONA CKPUHWHIA PacnpoCTPaHEHHOCTU KOIOHM3aUMn n nHduumposarna HTMB B PO.

B d¢eBpane 6611  OTKPbLIT KOHKYPC Hay4YHO-UCCeA0BaTENbCKUX NybanKaumnii 3a 2019-2020
Ir., NOCBALLEHHbIX PA3/IMYHbIM acMeKTaM AMArHOCTUKM U JIeYeHUA MYKOBUCLMAO03a B pamKax
nporpammbl «Hayka». B mae 66111 nogBeeHbl UTOMM KOHKYypCa. JTaypeaTamMun KOHKypca ctaam 10
yenosek: 4 aBTOpa AuccepTauui M 6 aBTOPOB HaAy4yHbIX CTaTel. B KayecTBe noowipeHui
naypeatam 6blIM NpeanoxeHbl Ha BbIGOP BapuMaHTbl KOMMEHCALUMM PacXoAoB Ha yvacTve B
NPodeccMoHanbHbIX KOHPEpPEeHUMAX MO MYKOBUCLMA03Y WAN YNEHCTBO B NPOPECCUMOHANbHbIX
Hay4HbIX coobuwectBax B Poccum n 3a pyberkom. B Hosbpe 2021 roga npu noagep:kke B
«OcTtpoBa» B ®IBHY «MIHL» Hayanacb peanmsauma Hay4yHO-MCCNEeA0BATE/IbCKOIO MPOEKTa
«KomnnekcHaa oueHKa QYHKUMOHMPOBAHUA X/JIOPHOMO M aNbTEPHATMBHbLIX KaHA/NoB Mpu
MyKOBMCLMA03e  ANAa  pa3paboTKM  HOBbIX  MNOAXOAOB K  TepanMM UM OLLEHKM
adpdekTmBHocTM CFTR moaynaTopoB Ha Nnpumepe HocuTenel reHotuna F508del B romo3nroTHom

COCTOAHUNNY.

6. TpaHcnaaHTaumua nerkux. B 2021 r. yyactTHMKamm nporpammebl « TpaHCNAQHTAUMA» ABNAKOTCA
16 4yenoBek, OXuMAaloWMX onepauuo MO Mepecagke nerknx, 3 4venoseka, KoTopbix PoHA,
noaAepXuBaeT nocse onepaumu, a TakKe 2 NauMeHTa, OXuaatoLmne peTpaHCnIaHTaLUIo Ierkux.
doHA NpoaonKaeT MOMOraTb B oniaTe Xuaba B MockBe ana naumeHTa 13 r. KasaHu. doHg Takxke
OKasblBaeT NoAfepXKKy 9 mnaumeHTam C MYKOBUCLMAO030M, KOTOpble He COCTOAT B AuUCTe
0XXMAAHWA TPAHCNAAHTALUM, HO KOTOPbIM HEOBXOAMMO BbICOKOKANI0pUIiHOE nevebHoe nuTaHue
BBMAY WX KPUTMYHOro coctosHuA. B 2021 roay ycnewHo 6biam nposeaeHbl 4 onepauuu no

TPaHCNIAHTAUUU NEerKUxX y nauneHTos C MyKosuMcumnaosom.



7. KoHdepeHuuu. 9-10 anpens B CaHkT-MeTepbypre coctoanack X CeBepo-3anafHas Hay4yHO-
npaKTMyeckas KoHbepeHumA no MYKOBMCLMA03Y C MeXAYHaPOAHbIM
yyactveM «AHTUMMKpPOOHaa  Tepanua npu  MyKoBucUMAO3e:  MUKpobBMoornyeckme
aCMeKTbI» MPU y4acTUM KomuTeTa no pabote ¢ KanMHuumctamun «depepaummn nabopatopHom
MeauLUMHBbI» KU Accoumaumm «OpraHM3auma NOMoLLM 60NbHBIM MyKOBUCUMAO30M». B pamkax
KOHpepeHUunn obcyKaannucb 0COBEHHOCTU MUKPOOUOIOTMYECKOM  AMArHOCTUKK,  Obiau
pa306paHbl CN0XKHbIe NPo61eMbl, BO3HMKaAIOLLME NPY ONpeaeieHUN YYBCTBUTEIbHOCTM BeAYLWMX
naToreHos npwm MYKOBMCLMA03E. MeponpusaTtue 6b110 NPW3BaHO NOBbICUTb
MHPOPMMPOBAHHOCTb KAMHUYECKMX MUKPOoBMONoroB 06 ocobeHHOCTAX MUKpOoBUonornyeckom
AVArHOCTMKK, Tepanuu U NPoPUNAKTUKM MYKOBUCLMA033, @ TaKKe NO3HAKOMUTb C HOBbIMMU

metToaamun AnNarHoCTuKn B KNMHUYECKOM MMKpO6MOJ’IOFMM.

20 -21 masn cocTosnca XV HaumoHanbHbIM KoHrpecc « MHHOBAUWOHHbIE METOAbl AMArHOCTUKU U
Tepanun mykosucumaosa. MNpopois B byaywee» ¢ MeXAyHapoAHbIM y4acTMeM, NOCBALLEHHbIN
namatn npodeccopa H.U. KanpaHosa. OpraHusaTopamu KoHrpecca 6binv MuHUCTEPCTBO
3apaBooxpaHeHua Poccuiickon Pepepaunm, Obuiepoccuniickaa obLlecTBEHHAs opraHusauuma
«Poccuitckoe obwecTBo MegUUNHCKUX reHeTUKoB», ®TEHY «MeanKo-reHeTUYecKnii Hay4Hbln
LEHTP» Npu MHGOPMALMOHHOM NoaaepKKe KypHana «MynbmoHonorma» u bnarotsoputenbHoro
¢doHpa «OctpoBarnb® «OcTpoBa» CTan NepBOM OpraHU3auUMEN, HarpakKAeHHOM MOYETHbIM
3Hakom ObLepoccuiickon obLLLecTBEHHOM opraHm3aummn «PoccMinckoe obLLecTBo MeanLMHCKUX
reHeTUKoB» MMeHu npodeccopa H.U. KanpaHosa. Top»KecTBeHHOEe BpyYeHUe cocToAN0Ch 21 man
2021 ropa Ha 3akntoumnTeibHoM meponpuaTnm XV HaunoHanbHOro KoHrpecca « MTHHOBaUMOHHbIE
MeTO/bl AMArHOCTUKM U TepanmMm myKkosmcumaosa. MNpopois B byayuwee» B r. Cysgans. MNoyeTHbin
3HaK MmeHn npodeccopa H.N. KanpaHoBa 6bin yypexkgeH B 2021 roay Kak obuiecTBeHHas
HarpaZa B Lenax noowpeHna 3a 60/blWONM BKNAL B HAyYHble UCCNeA0BaHMA MYKOBMUCLUAO3],
[OCTUMKEHMA B OpPraHM3auMnM W OCYLLECTBAEHUN MeAMLMHCKON MOMOLWM MnauueHTam B
Poccuinckoinnt depepaumn. MpucyxaeHmne 3Haka byaeTr NnpoBoAUTLCA OAMH pa3 B ABa roga. Nm
O6yayT Harpaxk4atbCA HayyHble, MeAMLMHCKME W Ob6LLeCTBEHHble OpraHu3auMu, a TaKxkKe

poccuincKkme n 3apyberkHble y4eHble 1 Bpayu.

15-16 okTtabpa 2021 npu noaaepxke bBP «OctpoBa» cocroanach Xl Bcepoccuiickas

KOHbEepeHUMA NALMEHTCKMX OpPraHU3aLMi No MyKOBUCLMAO3Y.

25 OKTAGpA 2021 roaa B CaHkT-leTepbypre Ha 6ase HayuHo-

ncenenoBaTeNbCKOro MHCTUTYTA akywepcTBa, TMHEKOIOTMU U PenpPoOaYyKTONIOTMN UMEHU [.0.


http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2021/04/16/9-10-%D0%B0%D0%BF%D1%80%D0%B5%D0%BB%D1%8F-%D0%B2-%D1%81%D0%B0%D0%BD%D0%BA%D1%82-%D0%BF%D0%B5%D1%82%D0%B5%D1%80%D0%B1%D1%83%D1%80%D0%B3%D0%B5-%D1%81%D0%BE%D1%81%D1%82%D0%BE%D1%8F%D0%BB%D0%B0%D1%81%D1%8C-x-%D1%81%D0%B5%D0%B2%D0%B5%D1%80%D0%BE-%D0%B7%D0%B0%D0%BF%D0%B0%D0%B4%D0%BD%D0%B0%D1%8F-%D0%BD%D0%B0%D1%83%D1%87%D0%BD%D0%BE-%D0%BF%D1%80%D0%B0%D0%BA%D1%82%D0%B8%D1%87%D0%B5%D1%81%D0%BA%D0%B0%D1%8F-%D0%BA%D0%BE%D0%BD%D1%84%D0%B5%D1%80%D0%B5%D0%BD%D1%86%D0%B8%D1%8F-%D0%BF%D0%BE-%D0%BC%D1%83%D0%BA%D0%BE%D0%B2%D0%B8%D1%81%D1%86%D0%B8%D0%B4%D0%BE%D0%B7%D1%83-%D1%81-%D0%BC%D0%B5%D0%B6%D0%B4%D1%83%D0%BD%D0%B0%D1%80%D0%BE%D0%B4%D0%BD%D1%8B%D0%BC-%D1%83%D1%87%D0%B0%D1%81%D1%82%D0%B8%D0%B5%D0%BC-%C2%AB%D0%B0%D0%BD%D1%82%D0%B8%D0%BC%D0%B8%D0%BA%D1%80%D0%BE%D0%B1%D0%BD%D0%B0%D1%8F-%D1%82%D0%B5%D1%80%D0%B0%D0%BF%D0%B8%D1%8F-%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%BC%D0%B8%D0%BA%D1%80%D0%BE%D0%B1%D0%B8%D0%BE%D0%BB%D0%BE%D0%B3%D0%B8%D1%87%D0%B5%D1%81%D0%BA%D0%B8%D0%B5-%D0%B0%D1%81%D0%BF%D0%B5%D0%BA%D1%82%D1%8B%C2%BB/
http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2021/10/08/xii-%D0%B2%D1%81%D0%B5%D1%80%D0%BE%D1%81%D1%81%D0%B8%D0%B9%D1%81%D0%BA%D0%B0%D1%8F-%D0%BA%D0%BE%D0%BD%D1%84%D0%B5%D1%80%D0%B5%D0%BD%D1%86%D0%B8%D1%8F-%D0%BF%D0%B0%D1%86%D0%B8%D0%B5%D0%BD%D1%82%D1%81%D0%BA%D0%B8%D1%85-%D0%BE%D1%80%D0%B3%D0%B0%D0%BD%D0%B8%D0%B7%D0%B0%D1%86%D0%B8%D0%B9-%D0%BF%D0%BE-%D0%BC%D1%83%D0%BA%D0%BE%D0%B2%D0%B8%D1%81%D1%86%D0%B8%D0%B4%D0%BE%D0%B7%D1%83/
http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2021/10/08/xii-%D0%B2%D1%81%D0%B5%D1%80%D0%BE%D1%81%D1%81%D0%B8%D0%B9%D1%81%D0%BA%D0%B0%D1%8F-%D0%BA%D0%BE%D0%BD%D1%84%D0%B5%D1%80%D0%B5%D0%BD%D1%86%D0%B8%D1%8F-%D0%BF%D0%B0%D1%86%D0%B8%D0%B5%D0%BD%D1%82%D1%81%D0%BA%D0%B8%D1%85-%D0%BE%D1%80%D0%B3%D0%B0%D0%BD%D0%B8%D0%B7%D0%B0%D1%86%D0%B8%D0%B9-%D0%BF%D0%BE-%D0%BC%D1%83%D0%BA%D0%BE%D0%B2%D0%B8%D1%81%D1%86%D0%B8%D0%B4%D0%BE%D0%B7%D1%83/

OTTa cocToAncsa ceMuHap, NOCBALWEHHbIN NPEKOHUENUMOHHOMY CKPUHUHIY — reHeTn4yeckomy

ob6cnenoBaHMIO UL, HA 3Tanax NJIaHNUPOBaAHMA CEMbU M POXKAEHUA 340Pp0BOro pebeHkKa.

2-3 Hosbpa 2021 coctosanack VIl _ExkerogHas KoOHbepeHUMA C MexAyHAapoAHbIM y4acTUEM

«Pa3BuTME MaNMATUBHOM MOMOLLM B3POC/AbIM U AETAMY, OpraHn30BaHHaA Accou,mau,meﬁ

XOCMUCHOM NomoLm. Bnepeble B pamKax A4aHHOM KOHbepeHLMM Hbin OpraHn30BaH CUMMNO3UYM,
NOCBALWEHHbIN BONPOCaM MOMOLLM NALMEHTAM C MYKOBUCLMAO30M: « MyKOBUCLLMAO03— rPaHULbI

BO3MOKHOro». OH cocTosanca 2 Hoabps.

8. U3pgaHue nHpopmauMOoHHbIX maTepuanos. B aHBape n none 2021 roga ¢oHa 6e3803Me34HO
nepegan KHUrKM 1 6poltopsl, 3gaHHblie B 2019 n 2020 rr. nayMeHTCKMM coobuiecteam B 17

pernoHax CTpaHbl, a Tak:Ke B Pecnyb6aunky AsepbaigKaH.

B utone npu nogaeprkke b «OctpoBa» 6bin HaneyataH Pernctp 60/bHbIX MyKOBUCLMA030M B
Poccuiickoit  ®depepaumm 3a 2019 rog w  pasocsiaH  pervoHasbHbIM  CleuuanmcTam,
y4acTBOBaBWMM B ero coctaBneHun. B Hosbpe 2021roga BP «OctpoBa» um3aan

6powtopy «Moaenn OKasaHuA NaaAMaTUBHOM MOMOLLM MpPU  MYKOBUCLMAO3E», KOTOpas

npeacTaBnseT cobor nepeBos, KNMHUYECKUX pekoMeHAauui PoHaa mykosucumaosa (CLUA),
onybankoBaHHbIX B 2021 rogy B nepuoamndeckom msgaHmum «Journal of palliative medicine». B
Hoa6bpe 2021ropa OnarotBopuTenbHbii ¢oHA «OcTpoBa» onyb6AMKOBa/ NEPEBOL KHUMM
EBponelickoro  obuwiectBa  MyKoBMUCLMAO3a (European  Cystic  Fibrosis  Society,
ECFS) «MyKoBuMcUMAO03 B NepBble roabl }Ku3Hm» (2018). KHura rotoButca K n3gaHuio B pespane

2022 roaa.

B 2021 roay ¢oHA NpPOAO/KAET OPraHM30BbIBAaTb BeOMHapbl MO Pas3/IMYHbIM acneKkTam
MyKoBMCLMA03a. Meponpusatua npoBoasTca coBmecTHo ¢ Obuwepoccuitckolt obLiecTtBeHHOM
opraHmusauueinr «Poccuiickoe o06WECTBO MeAUUMHCKUX reHeTukoB», OIBHY «Meauko-
reHeTUYECKUN Hay4yHbIM LEeHTP MMeHM aKageMuKa H.M. BouykoBa», Ob6LWepoccHiicKoM
obLecTBeHHOM opraHM3aumnen «Bcepoccuiickan accoumnauma ana 60/bHbIX MyKOBUCLNMA030M» U

Y3 MO « JKMUMO», npu noaaep>ke KomnaHuu «feHepnym» 1 KomnaHum «Hectne».

3anucn BebWHApoOB, NpenHasHaAYeHHbIX TONbKO A8 MEeAMUMHCKUMX CNeuuannctoB, MOMKHO
NoNYy4YUTb, OTMPABMB 3aNpPOC Ha NoYTy poHAa. 3anmcK BCcex OTKPbITbIX BEOMHAPOB AOCTYNHbI HA

Youtube KaHane poHaa:

30 aHBaps «BakuyuHayug om COVID 19. MexcducuunauHapHsil 832140 HA npobaemy»

19 d¢eBpana «OcobeHHocmu _HympumueHol noddepxcku _Oemeli ¢ MYyKOB8UCUUOO30M,

HYX#OQUWUXCA 8 UHMEHCUBHOM MUMAaHUU»



http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2021/10/04/%D1%81%D0%B5%D0%BC%D0%B8%D0%BD%D0%B0%D1%80-%C2%AB%D0%BF%D1%80%D0%B5%D0%BA%D0%BE%D0%BD%D1%86%D0%B5%D0%BF%D1%86%D0%B8%D0%BE%D0%BD%D0%BD%D1%8B%D0%B9-%D1%81%D0%BA%D1%80%D0%B8%D0%BD%D0%B8%D0%BD%D0%B3-%E2%80%93-%D0%B7%D0%B4%D0%BE%D1%80%D0%BE%D0%B2%D0%BE%D0%B5-%D0%BF%D0%BE%D0%BA%D0%BE%D0%BB%D0%B5%D0%BD%D0%B8%D0%B5!/
https://medconf.pro-hospice.ru/
https://medconf.pro-hospice.ru/
http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2021/10/29/%C2%AB%D0%BC%D0%BE%D0%B4%D0%B5%D0%BB%D0%B8-%D0%BE%D0%BA%D0%B0%D0%B7%D0%B0%D0%BD%D0%B8%D1%8F-%D0%BF%D0%B0%D0%BB%D0%BB%D0%B8%D0%B0%D1%82%D0%B8%D0%B2%D0%BD%D0%BE%D0%B9-%D0%BF%D0%BE%D0%BC%D0%BE%D1%89%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%C2%BB,-%D0%BF%D0%B5%D1%80%D0%B5%D0%B2%D0%BE%D0%B4-%D0%BA%D0%BB%D0%B8%D0%BD%D0%B8%D1%87%D0%B5%D1%81%D0%BA%D0%B8%D1%85-%D1%80%D0%B5%D0%BA%D0%BE%D0%BC%D0%B5%D0%BD%D0%B4%D0%B0%D1%86%D0%B8%D0%B9-%D1%84%D0%BE%D0%BD%D0%B4%D0%B0-%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%B0-(%D1%81%D1%88%D0%B0)/
http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2021/11/11/%D0%B2-%D0%BD%D0%BE%D1%8F%D0%B1%D1%80%D0%B5-%D0%BD%D0%B0-%D1%80%D1%83%D1%81%D1%81%D0%BA%D0%BE%D0%BC-%D1%8F%D0%B7%D1%8B%D0%BA%D0%B5-%D0%B1%D1%83%D0%B4%D0%B5%D1%82-%D0%B8%D0%B7%D0%B4%D0%B0%D0%BD%D0%B0-%D0%BA%D0%BD%D0%B8%D0%B3%D0%B0-%D0%B5%D0%B2%D1%80%D0%BE%D0%BF%D0%B5%D0%B9%D1%81%D0%BA%D0%BE%D0%B3%D0%BE-%D0%BE%D0%B1%D1%89%D0%B5%D1%81%D1%82%D0%B2%D0%B0-%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%B0-%C2%AB%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%B2-%D0%BF%D0%B5%D1%80%D0%B2%D1%8B%D0%B5-%D0%B3%D0%BE%D0%B4%D1%8B-%D0%B6%D0%B8%D0%B7%D0%BD%D0%B8%C2%BB/
https://drive.google.com/file/d/1c84dwrgmOtkm6lhbSCqMT9OUM1zUtv0q/view
https://www.youtube.com/watch?v=xi6z5Pyv-ao&list=PLbMlKEqIvqsEFO0z5aAn0MycHEwNCQBB9&index=8
https://www.youtube.com/watch?v=Vysstq9rcCc&list=PLbMlKEqIvqsEFO0z5aAn0MycHEwNCQBB9&index=7
https://www.youtube.com/watch?v=Vysstq9rcCc&list=PLbMlKEqIvqsEFO0z5aAn0MycHEwNCQBB9&index=7

26 ¢eBpana «KAHMUOGUOMUKOPE3UCMEHMHOCMb _UAU _0m _4Ye20 3asucum 3ggeKkmusHocmsb

aHmubakmepuaabHol mepanuu?»

15 mapTa CosewaHue 3Kcrnepmos KAuHU4ecKux pekomeHoayuli ¢ npedcmasumensamu 4eHmpos

MyKoeucuuoosa Poccutickoli @edepauyuu no mapeemHol mepanuu

24 mapta «Co30aHue b6a3bl OaHHbIX «Peaucmp nayueHmos ¢ mykosucuyudo3om 8 Pocculickoli

®edepayuu»

21 anpena «CuHezHoUHaA UHpexkyusa. HepeweHHbie sonpockl. Ecmb s1U 8b1x00 2»

14 urona «lomouwb bs1020m8opuUmMesbHbIX ¢oHO08 nayueHmam, o} uoarowum

MPpaHCnAaHmMauuto ae2kux. CouuasabHsle U 0p2aHU3aUyUOHHbIE acneKmbl»

21 miona «Co30aHue 6a3bl OaHHbLIX «Peaucmp nayueHmMos ¢ mMykosucyudo3om 8 Pocculickoli

®edepayuu»
27 asrycta « TapeemHasa mepanusa npu myKosucyuoose. OxudaHua u npobsaemsi»

13 ceHTAGpA Bcepoccuiickoe coBewaHue-sebuHap «flodzomoska K obecrnevyeHuro demeli ¢

MYKO8UCYUOG030M mapaemHsIiMu Npernapamamu u cmapm mepanuu»
29 ceHTABpPA «ObecrieyeHue demeli C MyKOBUCUUOO30M Map2emHbeIMU Npenapamamu»
8 oKTAbpA npodonxceHue sebuHapa om 29 ceHMabpsa

22 oKTabpa «Peaucmp nayueHmMos ¢ mykosucyudozom. OueHKa agppekmusHocmu mapaemHoli

mepanuu»
3 Hoabpa «Cmapm mapeemHol mepanuu npu myKosucuyudose Pocculickoli ®edepayuu»
15 nekabpa « TapeemHaa mepanua MyKosucyuo03a 8 KAUHUYECKoU npakmuke»

9. AppecHas nomouwb pernoHam.C Havana roga ¢oHA obecneymn KUCNOPOAHbIMU
KOHUeHTpaTopamn 4 nauymeHtoB ¢ MB w3 pervoHos P®, KoTopbiM Heobxoamma

noggepxunBakouwaa KUCNopoaHaA Tepanna.

10. Momouwb B CMB 1 J10. C Hayana roga poHA obecneymns KUCAOPOAHbIMU KOHLEHTpPaTopamu 3

nauneHTos n3 I'IeTep6ypra, KOTOPbIM HGO6X0,CI,VIN\a nogaepXunearoLwana KUCA0POoAHaA TepanunA.

11. PeweHune o6LWEPOCCUICKMX NPO6siIem OKa3aHMA NoMoLM nauneHTam. 18 despana 2021 .

cocToAnocb 3acepaHne  MexKBegOMCTBEHHOM paboyen rpynnbl  npy  MuHUCTEpCTBE
34paBooxpaHeHnsa Poccuiickoit Pepepaumm nNo BOMPOCAaM OKasaHWUA MEOMLMHCKOM MOMOLLM

nauMeHTaM C KUCTO3HbIM ¢ubpo3om (mykosucumaosom). C AHBaps MO Mail coobLLEeCTBO


https://www.youtube.com/watch?v=0pQXZnOzohA&list=PLbMlKEqIvqsEFO0z5aAn0MycHEwNCQBB9&index=6
https://www.youtube.com/watch?v=0pQXZnOzohA&list=PLbMlKEqIvqsEFO0z5aAn0MycHEwNCQBB9&index=6
https://www.youtube.com/watch?v=-sU_10vnao0&list=PLbMlKEqIvqsEFO0z5aAn0MycHEwNCQBB9
https://www.youtube.com/watch?v=Bcq0Yh129F0&lc=Ug..
https://www.youtube.com/watch?v=Bcq0Yh129F0&lc=Ug..
https://vk.com/wall-54870554_1685

AOKTOPOB M NaLMEHTOB, NPY y4acTUM eaAnHOMbIWAeHHUKoB, CMW 1 6norepos Benn paboty ana
COAENCTBMA BKAKOYEHMA 3ab60/1eBaHMA “MyKOBUCLMAO03” B CMUCOK nomolum ®PoHAa NoaaeprKKu
AEeTel C TAMENbIMU XPOHUYECKMMU 3aboneBaHUAMMU, B TOM yucne peakumu (opdpaHHbIMMK)
3aboneBaHuamn «Kpyr pobpa». MHPopmaumio o xoae KamnaHUMM MOXKHO MOCMOTPETb Ha

cneumanbHom caite https://mv-v-krug-dobra.ru/ . 15 maa 6bi10 06bABAEHO, YTO dOHA «Kpyr

nobpa» byaer 3akynaTb npenapaTbl 408 AeTei; Ha npuobpeTeHne npenapaToB NaaHMpyeTca
BblAENATb NopAaKa 4,5 mnpa pybneli exkerogHo, 4to Nno3BoAUT obecneymTb neyeHnem okono 400
nayMeHToB. JTO nopsaka 15 % Bcex HyAawluMxca B Tepanuu nauueHToB. Pabota no
PacLUMPEHUIO CMNUCKa MpenapatoB M CNMCKa naumMeHToB 6yaeT npoaonxartbca. 26

aBrycra Ha 3acefiaHUmM 3KcrnepTHoro coseta ¢oHaa «Kpyr ao6pa» 6bIN10 NPUHATO pelleHue o

paclUMPEHUN KaTeropmin 60NbHbIX C MYKOBMCLMA030M, KOTOPblE CMOrYT noay4yaTb npenapat
«OpKambuy». Tenepb NpenapaT cTan AocTyneH npumepHo ansa 600 aetein ¢ 2 ao 8 net. CToMMOCTb
Jle4eHMs Ha rof CoOCTaBMT OKosio 6,28 mnpa pybnei. B pekabpe 2021 roga nognucaHo
pacnops)keHne [1paBUTENbCTBA O BK/AKOYEHUU B MepeyvyeHb KMU3HEHHO HEeobXOAUMBIX U
Ba*KHEWLLMX IeKapCTBEHHbIX Npenapatos (MHB/IM) npenapaTta Opkambu (Orkambi) ana neyeHus
MYKOBMCLMA03a Y NaLMeHTOB B BO3pacTe 6 IeT U cTaplle, FOMO3UIOTHbIX No myTauumn F508del B

reHe CFTR. Tenepb y npenapata byaet ¢pMKCMpoBaHHAA CTOMMOCTb.


https://mv-v-krug-dobra.ru/
http://ostrovaru.com/%D0%BD%D0%BE%D0%B2%D0%BE%D1%81%D1%82%D0%B8/2021/08/27/%D1%84%D0%BE%D0%BD%D0%B4-%C2%AB%D0%BA%D1%80%D1%83%D0%B3-%D0%B4%D0%BE%D0%B1%D1%80%D0%B0%C2%BB-%D1%80%D0%B0%D1%81%D1%88%D0%B8%D1%80%D0%B8%D0%BB-%D1%81%D0%BF%D0%B8%D1%81%D0%BE%D0%BA-%D0%B4%D0%B5%D1%82%D0%B5%D0%B9-%D1%81-%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%BE%D0%BC,-%D0%BA%D0%BE%D1%82%D0%BE%D1%80%D1%8B%D0%B5-%D0%B1%D1%83%D0%B4%D1%83%D1%82-%D0%BF%D0%BE%D0%BB%D1%83%D1%87%D0%B0%D1%82%D1%8C-%D0%BF%D1%80%D0%B5%D0%BF%D0%B0%D1%80%D0%B0%D1%82-%D0%BE%D1%80%D0%BA%D0%B0%D0%BC%D0%B1%D0%B8/
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