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8-9 Hosi6pa 2024 ropa



09:00 - 09:15

09:15 - 09:35

09:35 -10:05

10:05 - 10:25

10:25 - 10:50

10:50 - 11.00

8 Hos6pA

(1 nexb)
OTKpbITHE POpyMa:

3uH4enko P.A, 1.M.H., npodeccop, YneH kopp. PAH, 3amecTuteNib AMpeKTopa no Hay4Hom
paborte, 3aBeaytoLLan naboparopuen reHetnyeckoin anungemuonorun ®rbHY «Meauko-
FEHETUYECKMNIA HAY4HbIN LEHTP UMeHN akagemuka H.I1. boykosa».

CumonoBa 0.1, n.m.H., npodpeccop, PTAY «<HMWL, 3goposba aetein» Munsapasa Poccuu,
npodpeccop lMepsoro MIMY um. .M. CeyeHnoBa (Ce4eHOBCKMIA YHUBEPCUTET; PYKOBOANTESb
kabuHeta mykosucumaosa, Mopososckas [l Kb) Mocksa

MatseeBa H.B. Buue-npe3naeHT Beepoccuinckon accouuannm anst 601bHbIX MyKOBUCLA030M,
npeacenaresib npaBneHns ApocnaBCcKoi pernoHanbHON 06LLIECTBEHHON OpraHn3aLnm nomoLLm
60NbHbIM MyKOBUCLUMA030M «ManeHbkuint Myk»

Wxesckas BJ1. o.M.H., 3amecTuTenb AMpeKTopa no HayyHon pabote ®IBHY «Meamko-
FEHETMYECKMIA HAy4HbIA LEHTP UMeHN akagemuka H.M. boykosa», npencenarenb
06L1epoccUncKoii 06LLeCTBEHHOW OpraHu3aumnn «Poccninckoe 06LLeCTBO MeANLIMHCKUX
reHeTukoB», r. Mocksa, Poccus

Kawmpckas H.K0. - npeanaeHT 06LLepoCcCHiickoii 06LLeCTBEHHON OpraHu3auum «Bcepoccuickas
accounaums ans 60/1bHbIX MyKOBUCLMA030M», [I.M.H., NPOGPECcCOop, rMaBHbIA HAY4YHbIA
COTPYAHMK nabopartopuu reHeTuydeckoin anugemuonorun ®reHY «Meanko-reHeTn4eckuii
Hay4HbIN LEHTP UMeHN akagemuka H.l1. boykoBa», 3KCnepT KOMUTETOB MO HEOHATaIbHOMY
CKPUHWHTY 1 CTaHAapTam Tepanuun EBponerickoro o6buiectsa no mykosucuugosy (ECFS)

Ceccus
«YCMNEXW B TEHETUKE MYKOBUCLW03A»

Mopeparopb!: 3unyeHko P.A., Kawupckas H.HO.

OcHOBbI FreHETHKH MYKOBUCLMA03a
KoBanbckas B.B.

leHeTHYeCcKaa U MONEKyNApHaa anuaeMuonorua Mykosucumaosa s Poccuu u mupe
3uH4YeHKo P.A.

OueHka 3hheKTMBHOCTH TapreTHbIX NPenapaToB Ha KULIEYHbIX OpraHouaax
KpacHosa M.I'"., Eqppemosa A.C.

Poccuitickue pa3paboTku B 06nacTv reHHOM Tepanuu MyKOBMCLMAO3a
CmuphuxuHa C.A.

Ilckyccus, oTBETbI HAa BONPOCHI

Ceccus
«MEXXYHAPOHbIE HOBOCTW B MYKOBUCLIUAO3E>

Mopeparopob!: Kawupckas H.H0., CumoroBa 0.1.



11:00 - 11:30

11.30 - 11.55

11:55-12:00

12:00 -12:10

12:10 - 12:20

12:20 - 12:30

12:30 - 12:40

12:40 -13:00

13:00 - 13:15

13:15-13:20

13:20 - 13:45

13:45-14:15

14:15 - 14:35

Hanpasnenus uccnegoBanuit (6yaywime Bbi30Bbl) B 3N0Xy nocne seeaeHns mogynaropos CFTR
Anekc l'mnenec-Xunen, 3paunns

AHOHC NnocnegHUX HOBOCTEM, N0 MaTepuanam MeXAyHapoAHbIX KOHIPECCoB N0 MyKOBUCLMAO03Y
(Esponeiickuit, CeBepo-AMepUKaHCKHiA)
Kawmpckas H.H0.

Iluckyccus, oTBETbI Ha BONPOCHI

Ceccus
«[TIPAKTUMECKWE BOIMNPOCbHI:

BAXKHO A1 EXKEAHEBHOI0 YX04A 3A NALMUEHTOM>

Mopeparopo!: Kawupckas H.H0., Cumoxosa 0.1

KomnbloTepHaa Tomorpadhus y aeTei - 4OCTYNHbIE A03bl
MyctadouH P.N.

KoHTponb rnoko3bl 1 npohunakTuka MyKoBMCLMA03-acCOLMMPOBAHHOIO CaxapHoro auabera
J1abuHa H.B.

Kak 6onetot cubebl M 6nu3HeLbl ¢ MyKOBUCLMAO30M B OHOI CEMbe
CumoHoB M.B.

HoBble HI0aHCbI B KUHE3UTEpanuu: paboTa ¢ MuodhacuanbHbIMKU Lensamu
Llesapuk B.A., GumoHosa O.1.

Mpoaonkatb UNK OTMEHATL Npenapatbl 6a3UCHON TepanuM? MEHATbL N napaaurmy nevyebHoro
NUTAHKA U KWHE3UTEepanuo? — Ha hoHe HOBOW CXEMbl KOMMJIEKCHOMO JIeYEHMUs
CumoxoBa 0.1.

WHransauuoxHas Tepanusa aoma - ectb npo6nembl? Mwem pelieHns BMecTe
(0630p onbITa MOTUBALMUOHHBIX METOA0B AN MANEHbKUX U 60NbLUKNX NALMEHTOB)
TutoBa E.J1.

Iluckyccus, oTBETbI HAa BONPOCHI

NEPEPLIB

Ceccus

«HOBASl NAPAQUIMA B MATAHAWU ANA NALWUEHTOB C

MYKOBUCLINAO30M: AETWU U B3POCJIbIE»

Mopeparopo!: Kpbinosa H.A., CumoHoBa 0.1.

06HOBNEHHbIE PEKOMEHAALMM N0 NUTAHUIO ETEN C POXKAEHUA [0 2-X NeT
AnHe MaHk, ©OpaHuus

MuTaH1e n HyTPUTUBHLIN CTATYC fETEH cTapLue 2-X nert
Pocnasuesa E.A.



14.35-14.50

14:50 - 15:10

1510 - 15:15

lpo HoBYH Npo6nemy Ha TapreTHOM Tepanuu: oxupenue. Yto genarb?
Cokonos W., Mywkapesa A.E.

MuTaHue B3pPOCNbIX NALMEHTOB C MYKOBMCLMA030M, 00HOBNEHHbIE PeKOMEHAaLuu
Kpbinosa H.A.

Ilckyccus, oTBETbI Ha BONPOCHI

Ceccus

«CJ10B0 OTOJIAPUHI0J10r AM: BAXKHOE P MYKOBUCLIWA03E»

15:15-15:40

15:40 - 15:55

15:55 - 16:10

16:10 - 16:15

16:15 - 16:35

16:35 - 16:55

16:55-17:10

1710 -17:25

17:25 - 17:45

17:45-18:00

18:00 - 18:10

Mogepatopo!i: lMonsikos [.I1.

Mopaxenue JIOP-opranos Ha (hoHe MyKOBUCLMAO3a Y AETEH: aKTyanbHOe
cocTosiHue npo6nembl B 3py TapreTHoi Tepanuu
Monsikos [.I1.

EcTb i1 npo6nembl co cnyxom y AeTei ¢ MyKOBUCLUA030M?
Cokonosa B.H., Mewiepsikos K.J1.

JIOP natonorus B3poc/bIX NALUEHTOB C MYKOBUCLMA030M,
Ha (hoHe TapreTHon Tepanuu u 6e3 Hee
LLlymkosa I'.J1.

Iluckyccus, 0TBETbI Ha BONPOCHI

Ceccus
«TAPTETHAA TEPANWA: HABUPAEM OIbIT>»

Mopepatopb!: Kawupekas H.H., Amenuna EJI.

Co6cTBeHHDII ONbIT - geTu 2-5 net Ha Tpukadte
nbeHkosa H.A.

YcnewHble BapuaHTbl TapreTHO Tepanum U MHQUBUAYANbHbIE COXHOCTH
Beicokonosa 0.B., Myxuna M.A., AkywimnHa M.A., Kekeea T.H.

OchTanbmonornyeckne NposiBNEHUA NPU MYKOBUCLMAO03E: AMArHOCTHKA, TEpanus.
Kagpbiwes B.B.

MopaBoaHbIE KAMHW TapreTHOW Tepanuu
CtenaHeHko T.A.

KoHTpauenuus npy MykoBucUMAO3e Ha (poHE TapreTHON Tepanuu
Amenuna E.JI.

Mpencrasutens ®oupa «KPYIr 10bPA»

Iluckyccus, 0TBETbI Ha BONPOCHI



09:00 - 09:20

09:20 - 09:40

09:40 - 10.00

10:00 - 10:25

10:25 - 10:30

9 Hos6pA

(2 nexb)

Ceccus
«[TCUXO0JIOTNA U MYKOBUCLINA03»

Mopeparopo!: Moneraesa 0.0., F'epacumoBa A.M.

Mcuxuyeckoe 340poBbe nauueHTos (aenpeccus npu mogynaropax CFTR - mud) unu peanbHocTb
KnumeHnko A.A.

Mcuxonornyeckue acnekTbl B3pOCHbIX NaLUNEHTOB
Monetaesa 0.0.

lMcuxonoro-negarornyeckue acnekTol CONPOBOXAEHNA pebeHKa ¢ MyKOBMCLMAO30M
l'epacumoBa A.M.

KoH(hnUKTbI: BO3MOXHOCTM NCHXOJIOTMYECKOr0 PEryNnMpOBaHus
Monetaesa 0.0.

Iluckyccus, 0TBETbI HAa BONPOCHI

Ceccus

«MPEKOHLENLUOHHbIN CKPUHWHT: BAXXHBIE BOMPOCbI»

10:30 - 10:50

10:50 - 11:10

11:10 - 11:30

11:30 - 11:50

11:50 - 12:10

1210 -12:15

12:15-12:30

Mopeparopoi: Wxesckas B.J1., Tnotos A.C., F'notos 0.C.

leHeTMKa Ha 3Tane npekoHuenuuk. YTo MOXET U A0NKHO AenaTh rocyAapcTBo,
00LLecTBO U YeN0BEK
moToB A.C.

leHom 1 Mukpo6uom. Kakue reHeTM4ECKME TECTbI BaXKHbI AN NALUWEHTOB C MyKOBUCLUA030M
motoB 0.C.

WHcopmupoBaHHOe cornacue: 3a4em OHO NaUMEHTy?
I xeBckas B.J1.

«PemeHb 6e30nacHoCcTH AN pebeHKa»: YTO 3HAOT U Yero He 3HAHOT CerofHa
poccusiHe 0 NPeKOHUENLUOHHOM CKPUHUHIE?
boromarkosa E.C.

Mcuxonornyeckue acnekTbl NPEKOHUENLUUOHHOT0 CKPUHUHIA
Monetaesa 0.0.

Iluckyccus, 0TBETbI HAa BONPOCHI

NEPEPbIB



12:30 - 13:00

13:00 - 13:30

13:30 - 13:55

13:55 - 14:00

14:00 - 14:15

14:15-14:30

14:30 - 14:50

14:50 - 15:05

15:05 - 15:30

Ceccus
«OBECMEYEHUE NALUMEHTOB C MYKOBUCLUMA030M
TAPTETHbIMUW NPENAPATAMW B MUPE>»

Mopepatopbl: AMenuna E.J1., Kawupckas H.H.

Mykosucunpo3s B 2024 rogy: HoBbie METOfbl IEYEHUS, HOBbIE BbI30BbI.
Mapko 3amnonu, HOxxHas Apuka

MexpynapogHas Opranusaums Right to breath/npaso abiwarb - JlocTynHOCTL TapreTHoM
Tepanuu B mupe. lpobnembl n peLieHus?
[ann MNnearep, Benukobputauus

KnuHu4eckuit cny4ai BbISBNEHNS U NIEYEHNS MYKOBUCLMAO3A
BO B3pocnom Bo3pacTe B KazaxcraHe
MykatoBa 1.H0., KazaxcTaH

Lluckyccus, 0TBETbI Ha BONPOChHI

Ceccus
«HOPUAVNYECKUIA BJIOK BOMPOCOB»

Mopeparopol: MaTBeesa H.B., Axmagynnuu ®.P.

06 onbiTe 2023-2024 rr no nekapcTBEHHOMY 06ecneyeHno
B paMKax CyAeOHbIX peLeHnin 1 UCKOB NaLUeHTOB
AxmagynnuH ©.P.

Bonpocbi no MC3K, aaHHble U3 onbiTa 3awWuThl Npas nayueHTos B 2023-2024rr
3arpsaackuii M.A.

Hosoe B npasunax MC3K, 4To Kacaetcsi 60/1bHbIX ¢ MyKOBMCLMAO30M W HA YTO 06paLLaTh
BHUMaHWe npu (hOPMUPOBAHMM HANPaBNEHUA OT BPa4ebHOro y4YpexaeHus
INnxayesa 1.B.

Iluckyccus, 0TBETbI Ha BONPOCHI

NEPEPbIB

Ceccus

«OPTAHU3ALUS NOMOLLYW U COLMANBHON ABANTALIMN NIOAAM

15.30 - 15.50

15:50 - 16:00

16:00 - 16:20

16:20 - 16:30
16:30 - 16:50

C MYKOBXCLIWA030M B POCCUW>

Mopepatopbi: Machukosa W.B., Kawupckas H.H0.
Mpo6nembl opraHu3auuy NOMOLLM NaLUUEHTaM ¢ MyOBMCLMA030M B POCCHM U NYTH UX peLLeHus
MscHukosa I1.B.

MporpamMmbl nomoLM 60nbHLIM MyKoBUcUMA030M 0T doHAa «Aud [lo6poe cepaue»
INnxa4ésa NonunHa

Mporpammbl bnaroTBoputenbHoro hoHaa «0cTpoBa» Ans NaUMEHTOB C MyKOBUCLUA030M
3anuesa H0.A.

Iluckyccus, 0TBETbI HAa BONPOCHI

3akpbiTe dopyma. MpUHATHE NPOEKTa PE3ONIOLMUHU
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