OBIIEPOCCUMCKAS OBIIECTBEHHASI OPTAHU3ALIUS
«BCEPOCCHICKASI ACCOLUALIMSA JIJISA BOJIbHBIX MYKOBUCIIU030M>»

npu nogaep:xke BJIATOTBOPUTEJIBHOI'O ®OHIA «OCTPOBA»

IHHPEABAPUTEJIBHAS IPOI'PAMMA

VI - popyma MeTUIIMHCKUX U 00IIeCTBEHHBIX OPTraHU3aAI U
«O0bequHNM ycuus B 00pbde ¢ MyKOBHUCIIHI030M»

8 — 9 HosOps 2024 1.
OHJIANH



8 Hos10ps

(1 nennb)

09:00 — 09:15

OTkpbiTHE POpyMa:

3unyenko P.A., 1.M.H., ipodeccop, wieH kopp. PAH, 3amecTutens mupekTopa o
Hay4YHOU paboTe, 3aBeayromas JabopaTopuel rTeneTndeckoi snuaemuoinorun GI'BHY
«Menuko-reHeTH4eCKnii Hay4Hbli IeHTp uMeHn akaaemuka H.I1. boukoBay.

CumonoBa O.U., n.Mm.H., podeccop, PI'AY «HMUIL] 310poBes aereitr»y MunH3apasa
Poccun, mpodeccop Ilepporo MIMY wum. HM.M. CeuenoBa (CeueHOBCKHI
YHuBepcHUTET, PYKOBOIWTENh KaOWHeTa MyKoBHCHHI03a, Mopo3oBckas JII'KB)
Mocksa

MartBeeBa H.B. Buie-npesuneHT Bceepoccuiickoit accouuanmuu JUisi  OOJIBHBIX
MYKOBHCLIMJIO30M,  IIpeAcelarenb  IpaBIeHUs  SIpOCIIaBCKOM  pErHOHAIBHOU
00IIECTBEHHO!N OpraHMU3aliy MOMOITH O0JIBHBIM MYKOBUCIUA030M «ManeHbkuih Myk»

MokeBckasa B.JI. 1.M.H., 3aMecTuTeNb JUpeKkTopa Mo HaydHoil pabGore DI'BHY
«MeauKo-reHeTHYeCKUii  HaydHblii 1eHTp uMmeHu akajgemuka H.II. boukoBay,
npencenarens — OOmepoccuiickoil  oOmmecTBeHHOM — opranuzanuu — «Poccuiickoe
00I11eCTBO MEIUIIMHCKUX T€HETHKOBY, T. MockBa, Poccus

Kammpckas H.FO. - mpesument OOmepoccHiickoi OOIIECTBEHHON OpTraHU3aIluy
«Bcepoccuiickast acconmanusi Uit OOJBHBIX MYKOBHCIIIO30M», J.M.H., mpodeccop,
TJIaBHBIM HAyYHBIH COTPYIHUK JlabopaTopuu TeHeTuueckou smuaemuonornn OI'BHY
«MenuKo-reHeTHYeCKU Hay4yHbl 1eHTp uMeHHu akajgemuka H.II. boukoBay, skcnept
KOMHTETOB IO HEOHATAIIbHOMY CKPUHUHIY M CTaHaapTam Ttepanuu EBpomneiickoro
obmectBa o mykoBucuua03y (ECFS)

Ceccus
«YCIIEXHY B 'EHETUKE MYKOBUCIIUO3A»
Mopaeparopsl: 3undenko P.A., Kammpcekas H.IO.

09:15 - 09:35

OnueMUO0JIOTHsI MyKOBHCIIHA03a B Poccun u Mmupe
3unuenko P.A.

09:35 - 10:05

OCHOBBI TeHETHKH MYKOBHCIIH/1032
Kosanrckas B.B.

10:05-10:25

Ouenka d3(p(peKTHBHOCTH TAPTeTHBHIX NMPENaPaTOB HA KHIIEYHBIX OPraHOUAAX
Kpacuosa M.I"., Edppemona A.C.

10:25 - 10:50

Poccuiickue pa3padoTku B 00,1aCTH FeHHOM Tepanui MyKOBHCIHI032

Cmupnuxuna C.A.

10:50 - 11.00

Jluckyccusi, 0TBeThbl HA BONPOCHI




Ceccust
«MEXAYHAPOJHBIE HOBOCTH B MYKOBUCIIUJTO3E»
Mogaepartopsl: Kamupckas H.1O., Cumonosa O.H.

11:00 - 11:30

Hayunble pa3pa0doTkm 11 TeX, KOMY He OJAXO0AUT pa3padoTaHHAs TapreTHasi
Tepanus?

Dr. Alex Gileles. U3pauinb

11.30 - 11.55

AHOHC IOCJIeAHUX HOBOCTEH, 110 MaTePHAJIAM MeKIYHAPOIHBIX KOHIPECCOB 110
mykoBucuuao3y (Esponeiickuii, CeBepo-AMepuKaHCKHH)

Kammpckas H.1O.

11:55-12:00

I[I/ICKyCCI/Iﬂ, OTBETHI HA BOIIPOCHI

Ceccus

«(ITPAKTHYECKHUE BOIIPOCHI: BA’KHO VIS E2KEJHEBHOTI'O YXOJA 3A TAHMEHTOM»

Mopeparopsbi: Kamupcekas H.1O., Cumonosa O.H.

12:00 -12:10 KommnbrorepHas Tomorpadus y aerei — 10CTyIHbIE 103bI
Mycradun P.H.

12:10-12:20 |KoHTpo.b Ii110K03bI U NPOPHIAKTHKA MYKOBHCIIM/103-2CCOLIMUPOBAHHOIO CAXAPHOIO
auadera
JIsbuna H.B.

12:20 - 12:30 |Kak 0oseroT cnGcenl v 01M3HebI ¢ MYKOBHCIIH/I030M B OIHOI ceMbe
CumonoB M.B.

12:30-12:40 | Hosble HIOaHCHI B KHHe3UTepanuu: padora ¢ MuopacumaJbHbIMU HensIMHA
[e3apuk B.A., Cumonosa O.1.

12:40 - 13:00 |IIpomosxaTh WM OTMEHATH MpenapaTbl 0a3MCHON Tepanuu U Je4yeOHoe NUTaHue
Ha (poHe HOBOW cXeMbl KOMILIEKCHOTO JieYeHH s ?
Cumonosa O.U.

13:00 - 13:15 | HuHrajsumoHHasi Tepanus qoMa — ecTb npoodjembi? Mimem pemennsi BMecTe
(0030p onbITAa MOTHBAIMOHHBIX METOAOB /11 MAJCHBKHUX W 00/IbIINX NMALMEHTOB)
Turosa E.JI.

13:15-13:20 |[Auckyccusi, 0TBETHI HA BONPOCHI

13:20-13:45 IIEPEPBIB

Ceccus

«HOBAS IMTAPAIUT'MA B IIUTAHUMU JJI51 TAIIMEHTOB C MYKOBUCHHUI0O30M:

JETHU U B3POCJIBIE»
Mopneparopbi: Kperuiosa H.A., Cumonosa O.H.

13:45-14:15 | OOHOBJIeHHbIe peKOMEH/IAlMHU 110 NUTAHUIO JIeTeli ¢ POsKAeHHA 10 2-X JieT
Anne Mank, ®pannus
14:15-14:35 |IlutaHue U HYTPUTUBHBIN CTATYC JAeTeld cTapiie 2-X JeT

Pocnasuena E.A.




14.35 - 14.50

IIpo HOBYI0 po0JieMy HA TAPreTHOM Tepanuu: oxupenue. Uro genarn?

Coxkomnos U., [Tymxapesa A.E.

14:50 - 15:10 |IIuTaHue B3POCJIbIX NAMEHTOB ¢ MYKOBHCLHM/I030M, 00HOBJICHHbIE
peKoOMeH AU
Kpsiosa H.A.

15:10 - 15:15  /Imckyccusi, OTBETHI HA BONPOCHI

Ceccus

«CJIOBO OTOJIAPUHI'OJIOT'AM: BA’KHOE ITPH MYKOBUCIHHUAO3E»

Mopepartopsi: Hoasxos I.I1.

15:15-15:40 Ilopa:xxenue JIOP-opranos Ha ¢poHe MyYKOBHCIM/103a Y /ieTeli: aKTyaJIbHOe
COCTOsIHHE NP00JIeMbI B 3Py TAPreTHOM Tepanuun
ITonsaxor .11
15:40 - 15:55 | EcTb Ji1 1po0JieMBbI CO CIYXOM Yy JieTeil ¢ MyKOBHCIUA030M?
Coxkonona B.H., Memepsxos K.JI.
15:55-16:10 |JIOP naroJiorust B3poc/ibIX NallHEHTOB ¢ MYKOBHCIHA030M, HA (OHEe TAPreTHOM
Tepanuu u 0e3 Hee
[ITymkosa I".JI.
16:10 - 16:15  /Iuckyccusi, OTBETHI HA BONPOCHI
Ceccus
«TAPTETHAS TEPAIIUS: HABUPAEM OIIBIT»
Mopepartopbi: Kamupckas H.1O., UnbenkoBa H.A.
16:15-16:35 | CoOcTBeHHBII onbIT — AeTH 2-5 et Ha Tpukagre
NnwenxoBa H.A.
16:35-16:55 |YcnemHble BADHAHTHI TAPIeTHOM TePanuy U HHAMBHUAYAJIbHbIE C10KHOCTH
Bricokonosa O.B., Myxuna M.A., Slkymmuna M.A., Kekeesa T.H.
16:55-17:10 Odranabmosiornyeckne NPosiBJICHUST NMPH MYKOBHCIM/I03€: TUATHOCTHKA, Teparnmus.
Kanreimes B.B.
17:10 - 17:25 |IlogBoaHbIE KAMHU TapreTHOMN Tepanuu
Crenanenko T.A.
17:25-17:45 |KonTpauenus npu MyKOBUCIIU03€ HA (JOHE TAPTETHOMN Teparnuu
AmesnHa EJL
17:45-18:00 |[Ipeacrasurenn Ponna «kKPYT JIOBPA»
18:00 - 18:10 |[Auckyccusi, 0TBETHI HA BONPOCHI




9 HOs10ps

(2 nennb)

Ceccus
«IICUXOJIOT'US U MYKOBUCIIU O3>

Mopepartopsi: [loaeraesa O.0., 'epacumoa A.M.

09:00 - 09:20

Ilcnxnueckoe 310poBbe nanueHToB (genpeccusi npu moayasitropax CFTR - mudg
WJIH PeaIbHOCTD

Knumenko A.A.

09:20 - 09:40

Ilcuxosioruyeckune acrmeKThbl B3pPOCJILIX NMANUECHTOB

ITomeraesa O.0O.

09:40 - 10.00

IIcuxonornyeckne BONpochl B padore ¢ AeTbMH, KOTOPbIe 00JICI0T
MYKOBHCIH/1030M

I'epacumoBa A.M.

10:00 - 10:25

KoH}IuKTBI: BO3MOKHOCTH IICHX0JIOTHYECKOr0 PeryJiMpoBaHus

IToneraena O.0O.

10:25-10:30

JAuckyccusi, 0TBeThHI HA BONPOCHI

Ceccus
«IMPEKOHIENIIIMOHHBIA CKPUHUHI : BAY’KHBIE BOITPOCHI»
Mopneparopsi: Hkesckas B.JL., I'moroB A.C., I'toros O.C.

10:30 - 10:50

I'eHeTnka Ha 3Tane npekoHHenuuu. YTo MOKeT U T0JKHO 1eJ1aTh TOCY1apCcTBO,
00IIECTBO U YeJ0BEK
I'notoB A.C.

10:50 - 11:10

I'enom u mukpoouom. Kakue reHeTH4ecKue TeCThl BasKHbI /ISl MAIUEHTOB ¢
MYKOBHCIIHI030M
I'nmotos O.C.

11:10 - 11:30

HNudopmupoBanHoe corjiacue: 3a4eM OHO MALHEHTY?
HNxeBckas B.JI.

11:30 - 11:50

«PeMeHb 0€30MACHOCTH JJIs1 pe0eHKAa»: YTO 3HAIOT U Yero He 3HAIOT CEeroJHs PocCUsIHE
0 NMPEeKOHIENIMOHHOM CKPUHHHTE ?
boromsarkosa E.C.

11:50 - 12:10

IIcuxosornyeckue acneKTbl NPEKOHIENINOHHOTO CKPUHHHTA
IToneraesa O.0O.

12:10 - 12:15

Jluckyccus, 0TBeThbl HA BONPOCHI

12:15-12:30

IIEPEPLIB




Ceccus
«OPI'AHM3ALIMA IOMOIIUA MAIMEHTAM C MYKOBUCIIUIO30M B MUPE»
Mopaeparopsr: Amesanna E.JIL., Kamupckas H.1O.

12:30 - 13:00 |MyxoBucumnao3 B 2024 roay: HoBble MeTO/bI JIe4eHUS, HOBbIE€ BbI30BbI.

Hp. Mapko 3amnonu, FOxxnas Adpuka

13:00 - 13:30 | Mexnaynapognasa Opranusanus Right to breath/npaso apimars — JlocTynHocTs
TapreTHoii Tepanuu B Mmupe. IIpo6aems! n pemenusi?

['siin [Inearep (Gayle Pledger), BenukoOpuranus.

13:30 - 13:55 | OnbIT NpUMEHEHNS KEHEPHKOB

Myxkatosa M.1O., Kazaxcran

13:55-14:00 | Inckyccusi, OTBETHI HA BONPOCHI

Ceccust
«FOPUJIMYECKHWH BJIOK BOITPOCOB»
Mopaepatopni: MatBeeBa H.B., Axmangyuiun @.P.

14:00 - 14:15 | OO0 onbiTe 2023-2024 1T 10 JIeKAPCTBEHHOMY 00eclieYeHHI0 B paMKaXx Cy/1e0HbIX
pelleHuil ¥ HCKOB NMALMEeHTOB
Axmanynnus ©.P.

14:15-14:30 | Bonpocsl no MCIK, nanHble U3 ONbITA 3AIUUTHI NPAaB NAaUMeHTOB B 2023-2024rr
3arpsiackuii MLA.

14:30 - 14:50 |Hosoe B npaBuiax MCIK, uro kacaercsi 00JbHbIX ¢ MyYKOBHCIMJI030M U HA YTO
o0OpamaTh BHMMaHue nNpu (JOPMUPOBAHNH HANIPABJIEHUA OT Bpa4eOHOI0
yupeKaeHus

JInxaueBa U1.B.

14:50 - 15:10 | «OTKPbBITASA PEAHUMALIUA. BMECTE — MOKHO» Hopmsi
3aKOHOATEJLCTBA B OTHOLICHHH COBMECTHOI0 Npe0bIBaHus pedeHKa ¢
POIMTEJISIMU B OT/IeJICHUSIX peaHUMAIlMM M HHTEHCUBHOM Tepanum.
Kopenesa I'.B.

15:10 - 15:25 | Iuckyccusi, 0TBeTbl HA BONPOCHI

15:25-15:40 |IIEPEPBLIB

Ceccus
«OPTAHU3AIIUA IOMOLIN U COI_[I/IAJI])HOI71 AJJAIITAILUA JIIOASAM
C MYKOBUCII1I10O30M B POCCHUN»

Moaepartopsl: Msacaukosa U.B., Kamupckas H.IO.

15.40 - 16.00 IIpoGsemMbl Opranu3any NOMOIIM NALMEHTAM ¢ MyOBHCIHM1030M B Poccnu u myTn ux
pelieHust
Mscaukosa 1.B.

16:00 - 16:10  IIporpammsbl moMouu 60JbHBIM MYKOBHCLH1030M 0T ®oHaa «Aud Jlobpoe
cepaue»

JInxauésa [Tonnua



https://e.mail.ru/compose/?mailto=mailto%3Agayle@justtreatment.org

16:10 - 16:30

IIporpammsbl BaarorsopurenbHoro ¢ponaa «OcrpoBa» 1 NAMEHTOB C

MYKOBHCIH/1030M
3aiiriesa 10.A.

16:30 - 16:40 | /Iuckyccusi, 0oTBEThI HA BONPOCHI

16:40 -17:00 3akpsiTne ®@opyma. [IpuHATHE NPOEKTA PE30JIIOIUA




