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YBaxxaembie untarenm!

[Nepen Bamm rogoBovi otyeT GrnarotBopumTenisHoro cpoHga «OcTtpoBa» 3a 2025 rog —
OCOBEHHbI¥ A5 HAC rog, B kotopom DoHay mcrosHmnocs 15 ner.

3a 3tm 15 net nomoLyb ogSIM C MyKOBUCUMAO30M B POCCum CUIIbHO M3MEHMIIECH.
[NosiBunmncs HoBblE METOALI AMArHOCTUKM U JIEHEHMS], YBENTMYUITUCE MPOLOSIKMNTESTb-
HOCTb M KA4YECTBO XM3HU MAUMEHTOB, CIIOXKMIIOCH MPOGPECCHOHAIbHOE CoOobLe-
CTBO BPAaYeH PAa3HbIX CreyMaribHOCTEN, OKPENSM NALMEHTCKME OPraHu3aumm B pe-
rMOHAax, & Cama TEMA PEAKMX 3a60NEBAHMI CTaNla 3GMETHEE U MOHSITHEE OBLLECTBY.
Mbl pagbl, HTO Ham BbIMasio ObiTb YACTbIO STHX MEPEMEH.

B 3TOM OTYETE Mbl PACCKA3bIBAEM O TOM, KaK paboTtanu B 2025 roay, v 0oqHOBPEMEH-
HO OrJisiAblIBAEMCS Ha334 — HYTOObl BMECTE C BamMM YBUAETD Iy Tb, KOTOPbIM MPOLLIIM
JIOAM C MYKOBMCLIMAO30M, ux 6rimskme, Bpam m QoHA 38 nonTopa AeCSTUIETHS.
CBOMMM PA3MBILLIIIEHUSIMM O TOM, KK MEHSIIIACh MOMOLLb JTIOASM C MYKOBUCLMAO-
30M, C HAMM NOAENMIINCH BPAYM U CrIEUManMCTbl CAMOro BbICOKOIO K/1acca — HaLUu
AaBHWE KOMEry u napTHepsbl. Vx rornoca Bbl BCTPETUTE Ha CTPAHMULIAX OTHETA.

[MpomoputetHas mmuccms cpoHaa «OCTpoBa» — CUCTEMHbIE M3MeHeHMs. Mbl paboTa-
em 4151 TOro, YToObl KaAbl¥ YErTOBEK C MyKOBMCLMAO3OM B Poccum mor nonyymTs
B HY>KHbIKi MOMEHT MOMOLLIb, COOTBETCTBYIOLLYIO MMPOBbLIM CTaHLSPTAM.

bnarogapum Bcex, KTo 6bin ¢ Hamu 311 15 net!

C npur3HaTENbHOCTbIO,
KomaHga cpoHga «OcTpoBax
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BCTYITERME

ApfoHbeBa
Mapusa BrnagummposHa

ocHogaTens QoHaa v uneH MNpasnexus

Hoporve npy3bs!

15 neT Hasaa mbl cosgasany dooHa «OCTpoBa» C SICHBIM MOHUMA-
HUEM, YTO MYKOBMCLUMOO3 — 3TO 3abonesaHMe CroxHoe, 3aTparu-
BalOLLIEE PAa3HbIE CMCTEMbI OpraHmama u Tpebyiollee CraKeHHOM
PaboThl CMeumManmcToB U MNOXM3HEHHOMO COMPOBOXAEHMS. TaKoM
33[a4€ HYXEH CUCTEMHbIM OTBET, M MMEHHO TaKOM MyTb Mbl BbIOPA-
M C Camoro Hadana. Mbl xoTenu paboTaTb Tak, YToOb NoCTeNeHHO
MEHSINACh Cama Cpeaa, B KOTOPOM XMBYT M NeYaTcs NMIOAM C MyKO-
BMCLMOO30M B Poccum.

DTOT NyTb ObiN Obl HEBO3MOXKEH O3 MioAel, KOTopbie NOoBepPUm
B uaeio QoHaa M BCTanM PSAOM C HaMM C MepBbiX AHel. Bpaun,
YYEHbBIE, OPraHM3aTOPbl 34PABOOXPAHEHMS — BCE OHW W CEroaHs
OCTalOTCA Haller rMaBHOM npodbeccroHanbHoM onopoi. Bmecte
C HUMM Mbl BCETAA CTPOUNM NAPTHEPCKME OTHOLLEHMS C MaUMEHT-
CKMM COOOLLIECTBOM: B3POCHbIE MALUMEHTHl, POAMUTENM, ONM3KME,
pEernoHanbHble NauMeHTCKME OpraHM3aumMmM — BCE Te, KTO 3HAeT
O MYKOBMUCLMOO3E U3HYTPU M KTO YMEeeT OeMCTBOBaTb, MOAAEPKM-
BaTb W HE COABATLCH. M, KOHEYHO, HepaBHOMYLLHbIE oA — 6na-
FOTBOPUTENM, XKYPHANMCTLI, KONNern 13 apyrmx dooHO0B, OPUCTSI,
MCUXONOrY, — KaXIblM BHOCUT CBOM BKNaj B obLlee geno.

3a 3TM rofbl 1 MHOMO Pa3 yoexaanacb, YTo B [ene NOMOLLM Nio-
O9M C MYKOBMCLIMOO30M HE ObIBAET «HyXMx» 3a4a4. Bpay, KoTopeblit
M3Yy4aeT HOBBIM METOL AMArHOCTMKM, POOMTENb, KOTOPLIM OCBauM-
BAET KMHE3UTEPAMNUIO, IOPUCT, KOTOPLIM MOMOFAET CEMbE MOMYYMTh
NPEenapart, }KYPHANMUCT, KOTOPbLIM TOYHO MULLIET O 3aB0oneBaHmK, BCe
OHW aenatoT oaHo aeno. Pabota QoHaa — coeamHsTb TUX Nogem
M CO30aBaTb YCIOBMS, B KOTOPbLIX OHW MOTYT paboTaTb 300d0EKTUB-
Hee.

W, noxanyi, rmasHbli UTor 15 NEeT COCTOUT MMEHHO B TOM, YTO BO-
KpYr MyKOBMCLIMAO3a B Poccum CnomMNoch Kpenkoe cooBLIeCTBO.

OT cebst MMUHO XO4y CKa3aTb CnackbOo KaXAOMY, KTO Obin pSaoM
¢ QoHOOM B 3TOM rofy, M TEM, KTO MAET C HamM Bce 15 neT, 1 Tem,
KTO MPUCOEnMHUIICS COBCEM HENABHO.

BaLua rnogaepikka, Josepme 1 ﬂ/OOQbeCCMOHaﬂVIB/V\ -
2TO TO, HA Yem LAeOxnTCH (DO/—I,[[.



BcTynnenwue

MoneTtaesa
Onbra OnerosHa

KIMMHUHYECKMUIA MCUXOSNOT, CNEeLManmcT rno
pPaboTE C TANENBIMU 1 XPOHUUECKUMM
COCTOSIHUAMM, MPEACTABUTEND

pabouen rpynMbl Mo MEHTaTbHOMY
300p0BbIO EBponelickoro obuecTsa
MYKOBMCLIMIO3a
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Bce, uto caenan QoHa 3a 15 neT, oTPasmnoch M Ha NCUXONornde-
CKOM COCTOsIHMM niogen. Beob korma-to o MyKOBMCUMAO3E HWKTO
He 3Han — Jaxe BpayM; NeYnTb ero He YMENu, M Cammx cneumanm-
CTOB 6biNO KpakHe mano. Jlioam oulyulani cebs BelGPOLLEHHbLIMM
N3 KM3HM, HUKOMY HE HYXKHBbIMM, HE TaKMMM, KaK BCE.

MosTomy BCA KyNbTypa nedeHus 3abonesaHus B CTpaHe, B CTa-
HosreHun kotoport DoHA Chirpan HEOLEHWMYIO POSb, BCS MPO-
CBETUTENbCKAA AEATENbHOCTb BOKPYM MYKOBMCLIMOO3a, BCH MHOM-
BUAYyabHAa MOMOLLb JIIOAAM — BCE 3TO CTano OnocpenoBaHHOM
NCUXONOTrMYECKOM MOAAEPKKOM M MOBMSNO Ha MCUXONOrMYecKoe
COCTOsIHWE TIoAeM: NPMaano Mm Oofblue AOCTOMHCTBA M YBEpeH-
HOCTM B OyayLLEM.

[Mporpamma No ncuxonorum nosemnack B gooHae «Octposa» B 2014
rony. ['lepBbi rof 370 G610 B BOMbLLUEN CTEMEHM MPOCTO 3HAKOM-
CTBO C OAbMM: OHU FOBOPUIU O cebe, YUMIUCb BEPUTb, YTO OHM
MHTEPECHBI, YTO OHM BaMHbl, YTO MX KTO-TO CIYLLAET U CTAPAETCS
MOHATb, KaK MM TPYOHO M CTPAaLLHO. [OBOPUIM O TOM, KaK MM XO-
YETCS XMTb, KAK OHU MEPEKMBAIOT CMEPTb CBOMX 3HAKOMbBIX PEOST,
KaK MX HMKTO HE MOHUMAET. YKe Yepes rog MOXHO ObiNo nepexo-
IUTb K KAKMM-TO MMHUMAMbHBIM OO0OLLIEHUSIM — W 300POBO, YTO
3TO MONYy4YMNOCh.

B PamMKax O6y‘-ieHl/I9| Bpaqem Mbl Ha4alM O3BY4YMBATb MNCUXOJ10TrM4e-
CKMEe OCOBEHHOCTU NeYeHns m rOBOPUTb O TOM, KaK C HUMM CMpaB-
NATBCAH. Hapanneano npoBOOMNIIMCE MCUXONOrM4eCKkmne KOHCYIbTa-
UM 1 rpynnoBble BCTPEYN, B TOM HMCTEe C POOAUNTENAMM. ITO oYeHb
MOMOITIO — M KaXXOOMY HenoBEKY B OTAENIbHOCTU, M CEMbE B LIEJIOM,
M CO30aHUIO OLLYyLLEeHNA O6LLI,HOCTI/1, Tena U BaXHOCTU MCKUXONO-
TMYECKOM COCTABNSAOLLEN B MOXMIHEHHOM NEYEHMM.

Llna meHss 6onbLuas 4ecTb M PaAoCTb — CTOSITh
Y MCTOKOB 3TOM MPOrPamMmbl, GbiTb €€ YaCTbio M OT
umerm DoHaa OCyLECTBASTb  MCUXONOMMYECKYIO
rnoaneExKy. Hagetocs, y HaC elye o4eHb MHOM MH-
TEePECHbIX 33/a4 BNepeam.



/‘;o Ve

- [} 3 -

'-_- - \"0‘ '_A BnarotBopuTenbHbI GOHA,
)

BcTynnenve ) " OCTpOBa

S

YTo Takoe «MYKOBUCLMAO03»?

MyKoBHCUMAO3 — 3TO CaMoe PACMPOCTPAHEHHOE M3 PeaKnx (OpdoaHHbIX) reHeTUYeCKMx 3abonesaHmin. Bo
BCEM mMpe HacumTeiBaeTcs okono 100 000 nioael ¢ MyKOBUCLMAO3OM.

B Poccum opdparHbimM (OT aHrm. orphan — «c1poTay) cumTaioTcs 60MesHK, KOTopbie BCTPEYAIOTCS MeHee
yem y oaHoro YenoBeka 13 10 000. B cBsi3n ¢ HM3KOM PACMPOCTPAHEHHOCTBIO PeaKmnx 3aboneBaHui 1
BBICOKOM CTOMMOCTBIO TEYEHMS OHKM OblM BblAENEHbl B OTAENbHOE HAMPAaBEHME.

B Poccum, no gaHHbIM HaumoHaneHoro permcrpa
NALUMEHTOB C MyKOBMCUMAO30M 33 2023 rog, KMBYT

O6onee 4 529 yenoBek C MyKOBMCLIMOO30M

MyKoBUCUMAO3 — 3TO reHeTude- Ponutenu
Cckoe 3aboneBaHue, nepeaaloLLe- PeveccuaHbii o o
ecs no HacnencTesy M oOyCnoB-
neHHoe mytaumen B reHe CFTR.

JloOMMHAHTHBIM
Y KawOoro 4efioBeka eCTb reH 'FeH
CFTR: a Ka}Kﬂb”;‘ 20-i uenosek 3A0poBbIi OTel, — HOCUTENb 3p0poBas MaTb — HOCKTENb
Ha SeMﬂe ﬂBﬂﬂeTCﬂ HOCMTeﬂeM MNaToONOrM4eCcKoro reHa naToNoOrM4eCcKoro reHa
MyTaLMM B ITOM TreHe, OObYHO
cam Toro He nopo3pesas. Ecnm
pebeHoK poXKaaeTcs y ABYX HO- ® o o o
cuTenen nedeKTHOro reHa, Be-
POSTHOCTb pPOXAEHMS pebeHKa

reH

Jdetn

C rnoBpexaeHHbIM TeHOM CFTR, 3A0p0oBbIMA 3A0poBbIf peGeHOK — HoCUTENb BonbHo
BbI3bIBAIOLLIMM MYKOBMCLIMAO3, CO- pebeHoK MaToONOrM4eCKoro reHa pebeHok
cTaBnseT 25% (MM oauH K Y4eTbl- 25% 50% 25%
pem).

CxemMa HacrneqoBaHus MyKOBMUCLMAO3a*

B pe3ynsraTte 31Ol reHETUHECKOM «MOMOMKMy HapyLLAETCs paboTa XIOPHOrO KaHana B MembpaHax KIeTok,
M BCE CEKPETHI (CNM3b), BblAENSIEMble PA3NMYHBIMM OpraHamM YeIoBEKa, CTAHOBATCS BOMee BAKMMM U Ty-
cToiMr. Crin3b CKannMBAETCS B NErKMX, MULLEBAPUTENBHOM CUCTEME M APYIMX OpraHax, Bbi3biBas LUMPOKMIMA
CMEKTP CNOXHbBIX CUMMTOMOB, MOPAXKAIOLLMX BECH OPraHM3M, MPMBOLALLMX K 3HAYUMTENBHOMY YXYALLUEHMIO
Ka4eCTBa XMW3HM YenoBeKa.

oW CBOEBPEMEHHOM AMArHOCTUKE M HEOOXOOAMMOM NEYEHMM MIOAM C MYKOBUCLMOO30OM HKMBYT NOMHOLIEH-
HOM M3HbIO.

* Uctourmr: hitps:/ /medicina-journal.ru/mukoviscidoz.html


https://ostrovaru.com/material/registr-paczientov-s-mukovisczidozom-v-rossijskoj-federaczii-2021-god/
https://medicina-journal.ru/mukoviscidoz.html
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Ileyenmne mykoBmcumMaosa

LeTsm 1 B3pOCnbIM C MyKOBUCUMOO30M Ha MPOTSKEHWM BCEM KU3HM TPEOYIOTCS NOCTOAHHOE HabnoaeHwe
y Bpayel, perynspHele npoueaypbl 1 npmvem G0MbLLIOrO KOMMUYECTBa Camblx Pa3HbIX npenapaTos. B cambix
THKENBIX CIyYasxX MPUXOAUTCS NpmMberaTb K TPAHCMNAHTALMM OPraHOB — MErKUX UMM NEeYeHM.

CraHpapTHas Tepanms

CTraHOapTHYIO Tepanuio MyKoBMCLIMAO3a B POCCMM Ha AaHHBIM MOMEHT COCTABMSIOT:

*  LUMPOKMIM CNEKTP CUMMTOMATUHECKMX NEKAPCTBEHHLIX MPEMNAPATOB, BKIOHYAs MaHKpeaTuieckme doep-
MEHTBI, MYKONUTUKM U MHraNsUMOHHBIE aHTUOUOTUKM;

* KMHE3UTEPANEBTMYECKME METOAMKM (KOMMMEKC CreUmarnbHbIX YIPaKHEHMM);
*  BBICOKOKANopwuiHas aueta.

Bce BhilLenepedncneHHble mepbl SBASoTC 0OsS3aTENbHBIM CUMITOMATUYECKUM NIEYEHUEM, HO HE BIUSIOT
Ha OCHOBHYIO MPUYMHY MYKOBMCLMOO3a — HapyLleHne padoTsl Genka CFTR.

TapretHas Tepanums

Bo Bcem MUpe MyKOBMCUMOO3 OCTAETCA Hewmane4rmon GonesHbio. Ho HEeCMOTPA Ha 3TO, BMeCTe C Pa3BM-
TUEM HOBbBIX TEXHOMOMMM U CMOCOOOB NeYeHms MNPEOOOJTKMTENTbHOCTb M Ka4eCTBO XM3HN noaen ¢ MYKOBMC-
LUNMOO30M MOCTOAHHO PACTYT.

Euie B 2012 roay 6bin paspaboTaH NMepsbi NpenapaTt TapreTHon Tepanum® (oT aHm. target — «uenb, mu-
LEHb») MPU MYKOBMCLMAO3E, KOTOPHIM cnocobeH BoccTaHaBmeaTh doyHKkumio 6ernka CFTR. Co BpemeHem
TapreTHas Tepanus CTaHOBWTCS BCce Gonee cneumdomyHoi 1 kadectseHHoM. Celdyac OHa BKIIOYAET YiKe
nsTb Takux npenapatos (CFTR-moayngtopsl). o npasy cumTaeTcs, 4To 3Ta MHHOBALMOHHAS Tepanus cna-
CAET WM3Hb, HO IPIEKTUBHOCTE €€ 33BUCKUT OT TUMOB MyTaLMM UM FEHETUHECKMX BAPUAHTOB KOHKPET-
Horo Yenoseka ¢ mykosucumaoszom. OT 80 o 90% nioaen C MyKOBUCLMAO30M YKE MOTYT MOMYYMTb NOMb3y
oT ,El,aHHOI;I Tepanmn. OCTaBLLII/IeCQ MOKa MOTYT PACCHMTBIBATb TOJIbKO HA CTAHOAPTHYIO CMMMNTOMATUHECKYIO.

* [NpenapaTtsbl TapreTHOk Tepanmm rnpm MyKOBMCLMAO3E — 3TO JIEKAPCTBA, «CMOCOOHbLIE MOAMBULIMPOBATL MyTaHTHbIV 6ernok CFTR
TaKMM OBPA30OM, HTO €ro OyHKLMSI CTaHOBMTCS Grim3Ko# K HopmanbHowy. (Kyues C. M., Mkesckas B. J1.,, KoHppatsesa E. M. Tap-
retHas Teparnumsi npu mykosmcumgose. [yrnbmoHomorus. 2021,31@:226-236. https://doi.org/10.18093,/0869-0189-2021-31-2-226-236)


https://doi.org/10.18093/0869-0189-2021-31-2-226-236
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O DoHae

®orp «Octposa» ¢ 2010 roga paboTaeT COBMECTHO C POCCUMCKMM BPAYeOHbIM COOOLLIECTBOM, NaLMEHT-
CKMMM M OBLLECTBEHHBIMM OpraHM3aLMsam A58 TOro, YTOObI KaXablM YENOBEK C MyKOBMCLMAO30M B Poccum
MOT MOSMYYUTb BBICOKMM, COOTBETCTBYIOLLMM MMPOBBIM CTaHAAPTAM YPOBEHb MOMOLLM Y Ceds Mo MecTy
HUTENbCTBA.

Muccus QoHaa: co34aTb YCroBuMs A5 YBENTMHYEHMS MPOLOIIKUTETbHOCTM
W YIYYLLEHMS KAYECTBA XMU3HM NTIOAEM C MYKOBMCLIMAO3OM B Poccum.

[oe mbl paboTtaem: Qora pabotaeT 8 77 pernoHax Poccuiickoi DeaepaLimm

OcHoBHble HanpasneHus gearensHoct QoHaa

MNopaepikka cneumanmcToB, PadOTAIOLLMX C MALUMEHTAMM C MyKOBMCLIMAO3OM
LU MHavBuayanbHasa noanepkKka
%‘.—] MHgbopmaumMoHHas NoaaeKKa

fﬂ |_|O/\AOLLI,b permoHam
=S

Fa [eHeTu4Yeckme nccnenoBaHMA m I'IpOCbl/IJ'IaI-(TI/IKa 3abonesaHms



- 3 -
XS K '_A BnarotBopuTenbHbI GOHA,

Bcrynnenune C X 4 OCTpOBa

AKTyanbHble NPobnembl 1 Bbi30OBHI

B 2025 rogy ®oHa npopomkan padboTaTh Haf PeLleHMem paHee onpeaeneHHbIX aKTyanbHbIX Npobnem ans
CcoOBLLIEeCTBa NOAEN C MYKOBUMCLMOO3OM.

LlocTynHOCTb TapreTHOM Tepanum ans naumeHToB ctaplie 19 ner

LocTynHOCTL TapreTHOM Tepanum Ansg MOAEN C MyKOBUCUMOO30M CTapLue 19 NeT no-npexHemy OCTaeTcs
HepelueHHoM npobnemoit. MNMaumeHTsl 0o 19 net obecnevmBaioTcs dpoHaom «Kpyr nobpas. Ho obecne-
YeHMe B3POCIIbIX NTOXUTCSH Ha PEervoHanbHble BlomkeTsl. [Topol B3poCcbiM NaUMeEHTam YOAETCS MOMyYMThb
HEOOXOAMMYIO TEPAMMUIO TOMBKO Yepes Cya.

B amux ycnosusix ocobeHHo BocTpeboBaHHoM B 2025 rogy cTana nporpamma 6ecnnaTHOM iopUANHECKOM
nopaepxkm goHaa «OCTpoBay.

3a 2025 rop topuaM4EeCKYO MOMOLLb MOy4YMn
nopsaaka 150 yenosek

BaxHbiM pesynsratom paboTsl nporpammsl QoHaa «KOpuamyeckas
nomotpy B 2025 rogy MOXHO CYUTaTb CDOPMMPOBAHKME MONOXKM-
TEenbHOM CyneBHOM MPAaKTUKKM MO BOMPOCY obecrneveHms TapreTom
NaLMEHTOB C MYKOBMCLMOO30M 19+,

B pesynsrate cyneGHbIX MCKOB, MOATOTOBMEHHBIX MHOKO B 3aLLMTY
npaB MaUMEHTOB C MYKOBMCLIMAO30OM, B NaTW CcyObekTax Poccuit-
ckon Depepaumm Cyabl NMPUHANM PELIeHUs B MOMb3y NauUMEHTOB
M 0bsi3anm  MMH3OPaBL 0OeCneYrBaTh NAUMEHTOB C MYKOBMCLM-
[030M 19+ TapreTom 3a CHET pervoHarnbHbIX OIOMKETHBIX CPEACTB,
HECMOTPS Ha Hanuume 3-i rpynnbl mMHBanuaHocTW. [lockonbky
3300MneBaHNE «MYKOBUCLIMAO3» SBMASETCS OpPaHHbIM, MaUMEHTHI
ABMSIOTCH MHBANMAAMM, FPyrnna MHBANMAHOCTM B AaHHOM Cryyae
3HAYEHUS HE MMEET, NMPenapaTthl Ha3HayYeHbl MauMeHTam Mo Ku3-
HEHHbIM MOKAa3aHMSIM.

JlykbsiHOBa
Mapusa NpaHToBHa

opuct QoHaa, aasokaT AABOKATCKOM
nanatbl r. MOCKBbI, 3BOKATCKAs

npakTika ¢ 2009 ., mepunatop ¢ 2021 r. Mo oaHOMy M3 Aen Mbl AOWNM A0 CyAd KACCALMOHHOM MHCTaH-
UMM, KOTOPbBIM MPOBEPSIET MPAaBMIbHOCTb MPABOBOMO MOAXOAd
M ero goakTUYeCcKM POPMUPYET, rae pelleHue OblNo OCTaBrneHo
6e3 M3MEHEHMS. DTO O3HAYAET, YTO npeanoxeHHbIn QoHaom npa-
BOBOWM MOOXOA BEPHBIM M MOXET OblTb MCMOMB30BaH MPM 3aLUMTe
NpaB naumMeHToB BO BCex cybbekTax Poccumcrkon Depepavimn.
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IOpumcT QoHga Nomorna MHE B COCTABIEHMM MUCbMA C MPOCLOOM 06 obecrnedeHn TapreTHLHIM npenapa-
ToM. [logpoBHO OTpasmnia CyTb MOEM MPETEH3MM B Mcbme. [lpenapaT Bblaan mMeHbLLe Yem Yepes aBe
Hedenu nocne OTNPaBeHMs NMMCbMa B COOTBETCTBYIOLLME OpraHbl. bonblioe cnacnbo 1opucTy 3a onepa-
TUBHYIO M BbICOKOKBANMAPULIMPOBAHHYIO MOMOLLb B MOEN npobneme.

KceHus

CapaTos

O6paTmnach 3a IPUANHECKOM MOMOLLLIO C TRYAHOCTAMM C BecnnaTHbM oBecrnedeHmem OT perroHarnb-
Horo MMHUCTEPCTBA 34PABOOXPAHEHMS TAPIETHEIM NEKAPCTBEHHBIM MPENAPATOM ChiHA — MHBanNMAaa 2-#
rpynnbl (BECCPOYHO) C AMArHO30M «MYKOBUCLIMIO03». [1OyUmnm onepaTmBHYIO rpamoTHYIO OOPATHYIO CBS3b,
NOOOEPXKY M CONMPOBOXAeHMe OT aasokaTal OueHb YCNOKOUIM, NOAASPAIM, MOMOITIM M MOMOTaIoT eLLe
B HacTosLLEe BPeMms, BCE NOAPOOHO M MOHATHO pPasbAcHMM 1 pacimcanm! OyeHb KBanMdOMUMPOBaHHAS,
BOCTPebOBaHHas 1M onepaTrBHas lopuamdeckas nomoLls! bnarogapym ot Bcen ayuim!

TaTbsHa

YnbSHOBCK

B3pocnbie npobnembl fnogen ¢ MyKOBUCLIMOO30M

o mepe TOro Kak B3ppOoCnetoT NauMeHTbl C MYKOBMCUMOO30M, Ha I'IepBbIl;l MjlaH BbIXOOAT BOMPOCHI B3pOCJ’IOI;I
HKN3HN — CO30aHMNE CEMbBU, TDYLI,OYCTpOIZCTBO, poxaeHne 34000BbIX aetemn.

[na obcyxaeHWs BONPOCOB, CBA3aHHbIX C MOAAEPKKOM B3POCHbIX naumeHTos, B 2025 rogy dooHa «OcTpo-
Bay MPOBEN MEOULMHCKYIO KOHJDEPEHLMIO, MOTHOCTBIO MOCBSLLEHHYIO B3POCHBIM MaLUMEHTaM C MyKOBMC-
LMOO30M.
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HoBble 3apa4um B nogaep:Ke naymMeHToB
Ha TAPreTHOM Tepanmm

PaclumpeHue nocTyrna K TapreTHOM Tepanim M3MEHUINO KITMHUYECKYIO KapTUHY 3a00neBaHus, 4To TpebyeT
NepecmoTPa NOAXOAOB B AMETONMOMMMU, KMHE3IUTEPAMNMM M MCUXONOMMHECKOM MOMOLLIM — C YHYETOM HOBbBIX
COCTOSIHMI M NOTPeBHOCTEN MaLMEHTOB.

IHueTtonorus

OfHMM 13 KITIOYEBBIX BOMPOCOB CTAHOBUTCS AMETa Ha (POHE TApreTHOM Tepanuu. ViameHeHre maccel Tena,
NepecTPOVKa MULLEBLIX MPUBBIMEK M KOPPEKLUMS DEPMEHTHOM MOLAEOKKM Ha CPOHE MpMema TapreTHbIX
MpPenapaToB — 3TW BOMPOCH BCE Hallle BO3HMKAIOT Y MALMEHTOB U MX CEMEN.

B 2025 rogy y coobLiecTBa NOsSiBUIACh BO3MOKHOCTb OOCYKAATb MX C MPOGOUIIbHBIM CMELMANMCTOM — VIHOM
CoKOroB, K. M. H., CTapLMm Hay4dHbim coTpyaHukom OIAY «HMUL| 300poBbs AeTem», Bpaiom-neamaTpom.

MHa Cokonos

CTapLUMI HayuHbIM coTpyaHuk OIAY
«HMVIL| 300p0BbS AETEMY, K. M. H.,
Bpa4-neavaTp

Ecnv roBopuTb O TOM, KaK M3MEHMNACh AMETOTEPAMNMS MPU MYKO-
BUCLMAO3E 3a nocnegHre 15 neT, TO 37O, MOXHO CKas3aTb, OAHA
6onbLUas-60rbLLUAas MMaBa, KOTOPasi Pa3BMBAETCS KaK Ckaska. Ecnu
15 neT Hazan OOMbLIMHCTBO AETEN C MYKOBUCLMOO30M Obin C HY-
TPUTUBHOM HEAOCTATOYHOCTbLIO, TO Ha CEeroAHALIHWUMA AeHb, C Mo-
ABIEHMEM TAPIETHOM TepanuM, Mbl BCTPEYaemM HEeAOCTAaTOYHOCTb
MMTaHWs HamHoro pexe. OTMEYaETCH POCT YMCa OeTel C XOpo-
LIMM HYTPUTMBHBIM CTATYCOM, C XOPOLLUMM MHOEKCOM MAcCChl Tena,
XOPOLUEN MbILLIEYHOM MACCOM M HOPMASTbHBIM YOOBHEM KMPOBOW
MACChl TENa, YTO HEMATIOBAKHO.

Ho, k coxaneHuio, C HaCTyrieHWem 3pbl TAPreTHOM Tepanuu Mol
33aMEYaEM, YTO PACTET M YMCMO MNALMEHTOB C MYKOBMCLMOO3OM,
B TOM 4MCNE OETEM, C BBICOKMM WMHOEKCOM MACCH Tena v Aawe C
OXMpPeHWem. Bpone Kak mbl OOMKHbI 3TOMy PaA0BATbCS, HO re-
pen HaMU — NePEn OMETONOraMM, Nnepes BPadamm, KOTopble 3aHM-
MAIOTCS MYKOBMUCLIMIIO30M, — BCTAIOT HOBblE BbI30Bbl. Mbl JOMKHbI
GOPOTHCS YHE HE TOMbKO C HYTPUTMBHOM HEOOCTATOYHOCTbIO. Mbl
[OIMKHBI OOPOTHECH U C OXMPEHWEM Y MALMEHTOB C MYKOBUCLIMIO-
30M, NOTOMY YTO BCE AOMMKHbI MOHUMATL: OXUPEHME — 3TO OrPOM-
HbIM PUCK Pa3BUTUSI CaxapHOro AMabeTa, OrpOMHbBIM PUCK PAa3BM-
TS METabONMHECKOTO CUHAPOMA.

M nonydaetcs, 4TO B MTOre, yoeras OT OAHOM NMpobrnembl — Hy-
TPUTMBHOM HEOOCTATOYHOCTH, — Mbl MOMALAEM B PACMPOCTEQTHIE
OGBATUS APYrOM HEMANOBAKHOM NPOOGIEMb], TAKOM KaK OXUPEHME.
[MO3TOMY BBI3OBEI CEFOAHS Yy HAC, KOHEYHO, HOBbIE. [1o3TOMY, YBaKa-
emble KOMNeru 1 naumMeHThl, He OrnycKaem pykm!
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TapreTHas Tepanus meHseT TedeHme 3ab0oneBaHus, HO He YCTPaHIeT HEOOXOOMMOCTb PErYNSPHOM O4MCT-
KM AbIXaTenbHbIX MyTer. 2To TpebyeT NepecmoTpa MPMBLIYHLIX MOAXOAOB K KMHE3MTEPANMM — C YYETOM
YNYYLIEHHOMO CaMOYYBCTBUS, U3MEHMBLLIEMCT MOKPOTH M HOBBIX BO3MOXKHOCTEM AN CPU3MUECKOM aKTUB-
HocTu. B 2025 roay coobuecTBO NpOA0IKMIO NOyYaTb COBPEMEHHbBIE M MPOECCHMOHANBHO BbIBEPEHHBIE
PEKOMEHAALIMM O TOM, KaK aAanTUPOBATb NeYeOHYIO COU3KYIETYPY B HOBBIX YCIOBUSIX.

BacuHa
Enena BayecnaeoBHa
nuctpykrtop-metoamnct J1OK otnenerHms

peabunmtaumm BY3 MO «HMKN
AeETCTBA»

3a nocneaHue 15 net cam noaxon K KNMHE3TEPANNM 3aMETHO M3ME-
Huncs. Mol co6pan|/| M NMOUMEHUITN Ha MPAKTUKe BCEMMNOHO MN3BECT-
Hble METOANKM, BblAENTNITN N3 HNX Hanbonee 3CbeeKTI/IBHbIe — M ce-
rOAHA MMEHHO OHM NEXAT B OCHOBE HalleMm pa6OTbI C nauMeHTamm
C MYKOBMCLMOO30M.

OuyeHb BaXHO, YTO BHIPOCHO U MPOECCUOHANBHOE COOBLLIECTRO.
XOo4eTcs BEPUTb, YTO CMNEUMAnUCTbl, KOTOPLIE MPOXOAST U Yke
npoLUnM OOy4YeHMe, BHICTPaMBAOT PabOoTy C MauMeEHTamM Mo-Ha-
CTOSILLIEMY BAYMYMBO: MOHMMAs OCOOEHHOCTU TEYEHMS MYKOBUCLIM-
[10338, OHM MOTYT MPABUIIbHO MOAOOPATL METOAMKY, OOYHUTL MaLm-
EHTa M KOPPEKTUPOBATL MPOLECC KMHE3UTEPANMM Ha BCEX ITarnax.

Ho, noxany¥, cunbHee BCEero Ha KadecCTBO KM3HKM MaumMeHTOB Mo-
BAMsNM 3HaHWsA. Camu MaLMEHTHl M UX POAMTENM CTPEMSITCS Y3Ha-
BaTb BCe GOSbLUE — M3 MPAaKTMKM, M3 OOLLEHMS CO CreumanmcTa-
MM, 13 MPOBEPEHHBIX MCTOYHMKOB. W gaxe ecnm B perroHe rnoka
HET CBOEro CneumanmcTa, HyxHast MHPOPMAaLMS CErofHs AOCTYMNHa
KaXOOMY.

Mpw 3Tom OfHa 3afadva NO-MPEXHEMY OCTAETCs AN HAC CNOXHOM:
AaXe NPU BCEX YCUIMSIX CMELMAnMCTOB He BCEraa yAaeTcs yOeamnTb
nauMeHTa MNPOOOKATE PEryNIPHBIE 3aHATUSA  KMHE3UTEPANMEN.
[NosiBNeHWe TapreTHbIX NPenapaToB — 3T0, 6e3yCNOBHO, GObLLIOM
Lar Bnepemn, HO BaXHO MOMHWTL, YTO YydeC He ObIBAET, U exe-
AHeBHas paboTa Hak AblXaHWEeM MO-MPEXHEMY OCTAETCS OCHOBOM
neyeHus.
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nCMXOBMOLI,MOHaJ'IbHOG cocTodaHUue

I3meHeHWs, CBsizaHHbIe C TAPreTHOM Tepanuel, 3aTParvBaloT He TOMbKO (PU3MHECKOE COCTOSIHME, HO
M MCUXOIMOLMOHAMBHYIO cdoepy. YnydlleHMe CamodyBCTBUS, HOBBIE OXMAAHMUS, MEPECMOTO MMaHOB Ha
Oyayllee 1 HeoOXOAMMOCTb aAANTUPOBATLCA K M3MEHMBLLENCS M3HM CTAHOBSATCS ANS MALUMEHTOB M KX
ONU3KMX OTAENBHOM 3afa4el, TPeOYIOLLEN BHUMAHUS U MOOOEOKKM.

C npuxogom TapreTHOM TepanM MOXHO ObiNio MPEeanonoXmThb,
UYTO MCUXONOMMYECKaa NMOMOLLb CTAHET HE CTOJb Heobxoammon. Ho
TaAPreT NPWHEC HaM M HOBbIE BbI3OBHI — B TOM YMUCIe B BMAe Ae-
MPECCUBHBLIX 1 TPEBOXHbLIX paccTponcTs. Cenyac odeHb OOSbLLYIO
4aCTb MCUXONOMMYECKOM MOMOLLM 3aHMMAET MMEHHO AMArHOCTUKA
3TUX TKENBIX COCTOSAHMM — PaaM MPEAoTBPALLEHMS UX Nocne-
CTBUIA, B TOM YMCIE CYMLMOOB M MCUXOTUHECKMX COCTOSHMIM.

MNonetaesa Onbra OnerosBHa

KITMHWUYECKMIM NCUXONOT, CNeUManmcT No paboTe C TIKEbIMM U XPOHUHECKUMM
COCTOSIHUSIMM, MPEACTaBUTEND PabOYeN rpynnbl MO MeHTarbHOMY 340POBbLIO
Esponelickoro obulecTsa MykOBMCLMAO3A

[Npobremsbl, 0603HaYEHHbBIE Kak Hambonee ocTpbie B 2024 roay, npoao/mKaloT OCTaBaThCsl B ho-
Kyce BHumMaHus choHga «OcTpoBay. DHMHAHCHMPOBAHUE MEHETUHECKUX MCCIIEA0BAHMI O CHMX MOP
He BxogmT B cuctemy OMC, B pervioHax no-rnpexHeMy He XBATaeT MPOOUIIbHBIX CrELUMAnMCTOB,
a MEXAUCLMIMITMHAPHOE B3aMMOLENCTBME BPAYEN TPEDYET NMOCTOSIHHOIMO PA3BUTHSI.

Mbi enaem BCe, YTO B HALLIMX CUax, YTOOb! PELLIATh 3TH 384a4M: OMNIa4YMBaEmM HEOOXOAMMbIE MCCre-
LOBaHMSI, CTAPAEMCS MOBLILLIATL KBATMCOUKALIMIO BPAYEL, PAGOTAIOLLMX CO B3POCTBIMMU MALMEHTAMM,
M MPOAOMKAEM CO34aBATh MIIOLLEAKM A1 ANANIOra MEXAY CrEeLManCTamm Pa3HOro rnpogumris.
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OCHOBHbBIE HATTPABJTEHIA
OEATEJTBHOCTM OOHOA

[Toonepyka cneumanmcToBs, padboTaloLmx
C NaUMEHTAMM C MYKOBMCLIMAO3OM

[Mpobnema HeXBATKM Y3KOMPOMUITBbHBIX CMELMANIUCTOB B PErMOHaxX OCTAETCS OAHOW M3 CambiX OCTPbIX.
AKTYanbHOCTb HenpepbiBHOrO 0byueHus Bpader, metoamcToB J1DK, MUKPOBUMONOroB M MCMXONOroB He
cHmkaeTcs, 1 gooHa «OCTpoBay NOCNeAoBaTENbHO OTBEYAET Ha 3TOT 3aMnpPoC. B GONbLUMHCTBE MPOrpamm
MOBBLILLEHWNS KBANMPUKALIMM MPUHUMAIOT YHaCTME HE TOMbKO MNeauaTpbl, HO M BpaduM, pabdoTalollme co
B3POCIIbIMW MALMEHTAMU C MyKOBUCLMAO3OM. DTO OCOOEHHO BaXHO, BEAb MYKOBMCLMAO3 nepecTtan ObiTb
WCKIIOYUTENBHO AETCKMM 3ab0neBaHuem.

Ha nognepxky cneumanmucto B 2025 roay
@oHgom Gbino sbigeneHo 5,8 mnH P

B 2025 rony 6onblie 100 cneumanuctos u3 30 permonos PO nporunm
NPOrPaMMbl MOBLILLEHWUS KBaNMAdpMKaumm npm nogaepxke PoHaa

[NoBbieHWe kBanudpmkaumm cneumanuctos B 2025 roay

«[lyT1 pewweHuss npobnem UHPULUMPOBAHUSA BONbHBIX MyKOBUCLMAO30M. OnTumM3auus
ne4vyeHns MHPEKUMOHHOro npoueccay.

Bbl fanm BO3MOKHOCTb pa300paThCs B ITOM
3a60neBaHMM, B €ro AMarHOCTMKE M Nede-
HUM (Takoke U nedeHnn ocrnowHeHmin). Cra-
cMBO BCEM 33 TaKYIO BO3MOXHOCTb M KOHEY-
HO, MPENOAABATENSIM 338 TAKOM MHTEPECHbIN
M MOHSTHBIM Pa360P BCEX TEM.

XaputoHosa A. 1O.

BpaY-TepanesT, Bpa4-MnyrbMOHOMNON
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«MYKOBUCLMAOZ B OTOPMHONAPMHIONOIMHYECKOM MpakTukey». LIMKn BKiovYeH B cuctemy
HMO MunzgpaBa PO, y4acTHMKM nonyyaloT yaOCTOBEPEHUE O MOBbLILLIEHMMU KBaNMdoMKa-
LMK roCyJapCTBEHHOIO obpasua.

[MTopaeHWe MOMOCTM HOCA WM OKOMOHOCOBBLIX MAa3yxX — TSKEmbIM
XPOHUHECKUIA PUHOCUHYCUT U HA3aJbHbBIM MOAMMO3, MIOXO NoAAa-
IOLLMECS CTAHOAPTHOMY NEYEHMIO, — O4HO M3 MOCTOSHHBIX MNPOSAB-
NEeHUM MyKOBUCUMOO3a. Kpome Toro, nedeHme xapakTepHoOM Ans
3TOro 3a60neBaHUs rPamOTPULIATENBHOM MHAPEKLMM TpebyeT npe-
MNapaToB, KOTOPHLIE MPW OMPEAENEHHBIX YCIOBUAX MOMYT CHUMKATb
CNyX, @ 3HAYMT, HEOOXOAMMA M CBOEBPEMEHHASA CYPAONOrMyecKas
OMarHocTuKa. [lpy 3TOM 3HaHWS BPAaYeM-OTOPMHONAPUHIONOIOB
O crneumdomKke BeAEHUS TaKMX MALMEHTOB MOKA OCTAKOTCS KpanHe
CKYLHbIMM.

Tem He meHee 3a nocnegHMe rofbl MNPOM3OLLNIO MHOMOe, YTO 3Ha-
ymTenbHO ynydmno J1TOP-nomoLs naumeHTam C MyKOBUCLIMOO30M.
Boinn paspaboTtaHb 1 BHeapeHsl OenepanbHble KIMHUYeCKne pe-
K. M. H., 3BEAYIOLLMA ASTCKIM OTOPM- KOMEHOALUMM, PEMMAMEHTUPYIOLLIME OMATHOCTUKY U NEYEHMe Nopa-
22;55:;rig(v)‘:::leﬁcggrp(yzﬁize(;%@' wenuit J1TOP-opraHoB npu 3TOM HAcNeaCTBEHHOM 3a0oneBaHMm.
HMMLL oToprHonapmHronorm GMBA BbiLINO HECKONbKO OyHAAMEHTANBHBIX PYCCKOS3bIMHBIX MOHOrPa-
Poccuu, noueHT kadbenpbl OTOPUHO- d:)l/ll? O MYKOBMCLUMOO3E, HAMMCAHHbLIX MPoW y4aCTmn Bpa‘-lel? Pa3HbIX
napuronorvm MHOMMP OreOY BO crneumanpHOCTEN, B TOM YMCne OTOPMHONapuHronoros. Maccoso
EHMWS’Q' H. M. Tiuporoea, euue-npe- BHeapeHa Tepanma CFTR-moaynatopamm — 1 CeroaHs yxe HaKomMneH
;gﬂﬂeefcKo;f%f;;;ﬁ%ﬁiﬁg;ﬁiM [OCTaTOYHbLIM OMbIT OLEHKM ee :jqoobeKTMBHocm B OTHOLLEHWMU He
W XMPYPTUM FOMOBbI U LUEM TOMBbKO NETKMX U MOMKENYOOYHOM }ENe3bl, HO M BEPXHUX AblXaTerb-

HBIX MyTEMN.

Monsikos
OmuTpuin Metposuy

Komange aetcrkoro otoenenma OIbY HMULL otopuHonapumHronormm GMBA Poccum nosenoch cTatb oaHMMm
N3 HEMHOMMX YHPEKAEHMM, EXEAHEBHO M MACCOBO OKA3bIBAIOLLIMX XMPYPIMYECKYIO MOMOLLIb MANEHbKMM Ma-
LUMEHTAM C MYKOBUCLIMAO30M. brnarogaps sTomy onbiTy M TECHOMY B3aMMOAENCTBUIO C NMeAMaTpammM — Crieum-
anMcTammn no mykosmcmaosy (MMHLL um. akagemmra H. T, Boukosa, HVIKM petctea MockoscKoM o6nacti
AP.) — Mbl CMOITIM Y4aCTBOBATb BO BCEX MEPEUMCTIEHHDBIX BbILLIE M3MEHEHMSIX.

O606LLMB HAKOMMEHHbIM OMbIT, B HaLLem LieHTpe mbl pa3paboTany nporpammy npodpeccoHanbHoro 06-
pazoBaHus ans JTOP-Bpaveit «MyKoBUCUMAO3 B OTOPMHONAPUHIONOMMYECKOM NMPAKTUKE. 3@ TPUY roaa npw
GecnpeueneHTHOM nogaepkke bO «OcTpoBay ee yxe npoLunm Bpayum 6onee yem n3s 15 pernoHos Poccum.
A 3HaUUT, BO BCEX ITUX pernoHax nosemnuch JTOP-Bpaum ¢ yrnyGneHHbIMM 3HAHUSIMM O MyKOBMCLUMAO3E —
M KBaNMMUUMPOBAHHAS MOMOLLIL CTana OnvKe K naumMeHTam.

[lpeKpacHoe U3NoXKeHWe maTepmana NPOCThIMK CIIOBaMM
O CNOXHOM, BCE O4EHb AOCTYMHO, MOHATHO, MOAPOBHO, C
MHOXECTBOM KITMHMHECKMX MPUMEPOB, C MCHEepPMblBaOLLIM-
MW OTBETAMM Ha BCE BO3HMKAIOLLME BOMPOCH. Kypc xo-
POLLIO CMMaHMPOBAH, HAChILLIEH MONEe3HOM MHAdDOPMALIMEN,
3aHan 6onee 18 4acoB, yKasaHHbIX B CEPTUMUKATE, Yemy
a odveHb paga. OrpomHast GnarogapHocTs Imutpuio [e-
TPOBMHY, @ TAKIKE OPraHM3aToOPam Kypca.

LLlectakoea K. B.
Oreoy BO «MMY» Munzapasa Poccun
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«[Ncuxonormyeckme acnekThbl MYKOBUCUMOO3a C TOYKHU 3PEHUA IK3UCTEHUMATIbHO-TYMAHN-
CTHMY4eCKOro nogxona». Mo oKkoH4YaHuK o6yquMs| BblAaeTCd yaoCctoBepeHme O noBblLLUEHUA

KBanudoMKaLuu.

3agava Kypca: pacCcKkasaTb O Creymuxe
MCHMXONOrMYECKOM PAaBOThI C NIOALMM C My-
KOBUCLIMZAO30M, MX CEMbSIMM A7151 AarbHEL -
Led paboTsl Ha MECTaX.

Takme MeponpPUATUS MOMOraloT MauueH-
Tam Mony4YaTb KBaNMAOULMPOBAHHYIO MO-
MOLLIb U OOBEAMHSIOT YCUIUS NMCUXONOTOB.

BanzaHosa E. A.

[BY3 «PecnybnuKaHCKuMI MEAUKO-TEHETUHECKMI
LEeHTP»

«dpheKTUBHOCTb OOLLIEHMS Bpaya
MYKOBMCLMA03EY.

u nauymeHTa. lNcmxonorns neyebHoro npouecca npwm

Kypc HanpasneH Ha yryqLueHne HaBbIKOB KOMMYHUKALMM BPAYeH C NaLMEHTaMM U MX CEMbSIMM, OCOBEHHO

B KOHTEKCTe J1eHeHns MyKOBH1CLUMAO3a.

BeckoHMKTHaS  meouumMHa  BO3MOMHA
npY NPaBUITBHOM MCUXONOTMYECKOM MOA-
xope. [Mporpamma nomoraeT fydile no-
HATb CeBs, CBOMX KOJMEr, TwenbiX naum-
E€HTOB M WX POACTBEHHMKOB.

MoszgHsakosa O. 1O.

IBY3 CK «KI 5» r. Craeponons, GrEOY BO
CrTwyY
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«MuKkpobuonoruyeckme acnekTbl nabopaTopHOM AMArHOCTUKKU BO3OyauTenen GakTepu-
anbHbIX MHIEKLUMIA NMPU MYKOBUCLMAO3E» COBMECTHO CO CreuuanmMcTaMm MMKPooMonoru-
yeckoro otgena KnuHuko-guarHoctuueckon nabopatopum Knuunk GreOY BO Camap-
CKOro rocyfapCcTBEHHOro MeauuMHCKoro yHuBepcmuteta MuHsgpasa Poccum.

Kypc nocesLeH npakTmieckod paboTe no BeiaeneHmo B.cepacia v apyrix HEhEOMEHTUPRYIOLLIMX MMKOO-
OPraHM3MOB, YTO MPEACTABISIET 3HAYNUTESTbHLIE CIIOXHOCTH 7151 MHOMMX GAKTEPUOIOIOB, AAXE CreLMasif-
CTOB C MHOIOSIETHMM CTaxem PaboThl.

MHOro HOBOM M MONE3HOM MHAPOPMALMM —
KaK TEOPETUMHECKOW, TaK M MPAKTUHECKOM.
Cnacrbo 3a BO3MOMHOCTb YBMAETb CBO-
MMM TNA3aMK, KaK MPOBOAATCH METOOMKM
M KaK BBIMSAAST NPUXOTNMBBIE MMKPOOPra-
HW3Mbl HEMOCPEACTBEHHO HA CPeaax, a He
Ha KaPTWHKaX.

Kupunosuu E. =

«AKTyanbHble npobnembl chmsndeckon peabunutaumm. Kunesutepanus (JIOK) npu myko-
BUCLMAO3E U APYIrUX XPOHMHECKMX 3a00NeBaHMAX NErKUX».

CraumpoBKa HarpasieHa Ha [PAa3BUTHME HABLIKOB MOAOOLA KOMMIEKCE YNPaMKHEHWA A58 KaX[Oro KOH-
KPETHOIO NauMeHTa, OOyHEHNE MEXAYHAPOAHbBIM METOAMKAM KMHEIUTEPAMNMM M PABOTE C AbIXaTesTbHbIMM
TPEHAKELAMM.

YUaCTHUKM NMOAYEPKHYIU LEHHOCTb MpakK-
TUYECKOM HanpaBneHHOCTN Kypca — 06-
YUYEHWE MEXIOYHAPOAHBIM METOOMKAM KM-
He3uTepanumM 1 pPaboTe C AblXaTebHbIMM
TpeHaxepamn. TakKe OHU OTMETUIIM BaX-
HOCTb OOMEHA OMbITOM C KOMNEeramm.
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[Mporpamma gononHuTenbHoOro npodpeccMoHasnbHoro obpaszoBaHus «lMutaHme geten ¢ my-
KOBUCLUMAO30M» Ha Basze OTAY HMUL], spgoposbs getent.

Mo npocsbe rmasHoro Bpada CIM6 MBY3 «A'b Ce. Onbriny (r. CankT-INeTepbypr) Nporpammy A0MONIHUTENb-
HOro NpodoeccroHanbHoro 06paszoBaHus «[UTaHMe AeTen ¢ MyKoBUCLIMAO30my» npoLuna CUTHMK AnekcaH-
npa HukonaesHa.

B Llentpe mykosucumaosa 8 CaHkT-[leTepbypre ywe HecKonbko Nnet pabdotaeT npubop «Meaacy, npea-
Ha3HAYEeHHbIM AN OLEHKKM COCTaBa Tena y MauMEHTOB C MYKOBMCLMOO30M, OAHAKO MNocrneaHue Tpu rona
B YUpEXAEHUM He Bbino CreumanmcTa, CnocobHOro padoTaTb C ITUM 0BoPYOOBaHWEM. [ToBbILLEHWE KBaNM-
dhukaummn AnekcaHapsl HukonaesHbl MNO3BOMMMIO BOCMOMNHMUTL 3TOT MPOOEN M BEPHYTb AOCTYN NauMeHTam
LleHTpa K BaKHOMY MeTomdy 0OCNenoBaHMs AN KOPPEKTHOrO Noadopa NUTaHMs U HyTPUTUBHOM NOAAEPKKM.

[MpoeKT «bpoHX03KTa3bl: MYKOBUCLIMAO3 M HE TOSMBKO...»

B 2025 rogy dooHa «OcTpoBay NpoaomKMn NOAAEPHKMBATL NPOEKT «BpPOHXO3KTa3bl: MyKOBUCLMAO3 U He
TOMbBKO...», HaMPaBNeHHbIM Ha MPOECCUOHANBHOE PAa3BUTUE MEOMUMHCKMX CNeuManMcToB B obnactu
OMArHOCTUKM U NeYeHns BPOHXOIKTA30B, B TOM YMCIE MPU MyKOBUCUMIO3E.

[Mporpamma pPermoHanbHbIX KOHJPEPEHLMM BKIIOHMAET 3KCMEPTHLIE AOKNAZbl, KOHCYNETaLUMM MaLUMEHTOB
BPA4YaMM-MyNbMOHONMOraMM 1 NeAMATPAMM, OOYHEHME METOOAM KMHEIUTEPAMMM, OPraHM3aLMIO NMCUXONOMU-
4eCKoM nomoLLm 1 npoeedeHme LLkon ans naumeHToB.

B 2025 rogy ®oHa noanepan koHdpepeHumm 8 CtaBponone, AcTpaxaHu, CmoneHcke, ApxaHrenscke, Vp-
kyTcke, OpeHbypre. 3a cyeT cpeacTts doHaa «OcTpoBa» oMHAHCUMPYETCS y4acTMe NPOdOUIIbHBIX Creuma-
NUCTOB — KMHE3MTEPAaNeBTa, NCUMXONora, MUKPOOKMOIora M MybMOHOMOTa.

Ha nopaepKy npoekTa «bpoHX03KTa3bl: MyKOBMCLIMAO3 M He TOnbKO...» B 2025 roay

®oHa sbigenvn 900 Toic. P

OpraHusaTopbl NPOEKTa:

*  Poccurickoe oBLLECTBO MEOULMHCKMX TEHETMKOB,

* HMMU TlynbmoHonormm,

+ QOIBHY «MeanKo-reHeTMYECKUIA HaYUHBIN LIEHTPY,

+ 'bY3 MO «Hay4Ho-MccnenoBaTenbCKMii KNMHMYECKMM MHCTUTYT aetcTea» M3 MO.



OcHoBHble HanpasneHus aeatensHoct QoHaa <<

OpraHusaums 1 npoBegeHMe MeOULMHCKUMX KoHdhepeHUui

ExxerogHas koHpepeHumsa ana spadven B CaHkT-leTepbypre

ExxerooHo BO «OcTposar nposoamT B CankT-[leTepbypre BeCEHHIO MEAMULIMHCKYIO KOHJDEPEHLMIO MO
MyKoBMCUMIo3y. Bnepsoie B 2025 rogy meponpuatye Takoro maclutada Obi1o LUENMKOM MNOCBALLEHO BO-
MpPOCam B3POCIbIX MALMEHTOB C MYKOBMCLIMAO3OM.

21—22 mapTa cocTtosinack XV exerogHaa CeBepo-3anagHas Hay4HO-MPaKTMYeCcKas KOHMEPEHUMS No My-
KoBMcUMao3y, | Bcepoccuiickas koHgoepeHUms «[1opTPeT B3pOCNoro naumeHTa ¢ MyKOBMUCLMAO30M B XXI
BEKE».

B koHdepeHuMM NpUHSNM yqactme
G6onee 70 cneumanucTos u3 25 roponos u permoHos PO

B nporpamme KoHdbepeHUMm Obin NPeAcTaBneH B3 Pa3HbIX CMELMAnMCTOB Ha NIeHeHue B3POCTbIX Ma-
umeHToB. OCHOBHBIMWM TEMAMM CTaW BOMPOCH TAPrETHOM Tepanuu, PenpPOLyKTUBHOIO 340PO0Bbs B3POC-
NbIX W Nepexos NauMEeHTOB M3 AETCKOM BO B3POCYIO MEAMLMHCKYIO CETb.

Bornbuioe cnacn6o QoHay 3a opraHM3aumio NOTPsICaloLLErO meponpusTua! 3To G0 HacTosLee Norpy-
XEHUE B MMP MYKOBMUCLMIO03a — SPKOE, MHPOPMATMBHOE U O4YeHb MONE3HOE AN PeanbHOM NPaKTUKM.

OT3blBAMM O KOHC*)epeHLU/II/I noaenniincCb YrneHbl OPrkoMmMTETa U YH4aCTHMKA coBbITUS.


https://ostrovaru.com/2025/04/01/otzyvy-o-konferenczii-portret-vzroslogo-paczienta-s-mukovisczidozom-v-xxi-veke-organizovannoj-blagotvoritelnym-fondom-ostrova/
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OcHoBHble HanpasneHus agestenbHocT QoHaa

KOHCbepeHLI,MIA, COoCTOgaBLUMECH NPK NogaepPKKe (DOH,EI,a
B 2025 roay npv nogaepwke OoHaa coCToanmMcb crneyiolime KoHGOepeHLMM, NOCBALLEHHbIE MYKOBMCLIM-
0Oo3y.

I HaLI,MOHaJ'IbeIﬁ KOHrpecc no HacneaCTBeHHbIM 3aboneBaHMsAM NEerkmux c mexKayHapon-
HbIM yHaCTHUEM

B koHrpecce npuHanu yuyacTre cBbille 900 yenoBeK i3 pervioros Poccuu, a Takke
neneraThl U3 3apybexHbix cTpaH, NpPo3By4ano 125 noknapos

[Mporpamma KoHrpecca BKOYana LUKOMY MO MYKOBUCUMAO3Y «MyKOBMCUMAO3: KM3Hb B HOBOE BPREMSY;
MACTEP-KMacChl, Kpyrnble cTonbl 1 np. 1o uToram KoHrpecca npuHaTa Pe3onioums, B KOTOPOM OTPaxeHb
JanbHeMLLME LarM Nno PasBUTUIO CUCTEMBI MOMOLLIM MALMEHTAM C HACNEACTBEHHbIMM 3a00NEBaAHUSIMM Ner-
KIX.

VIl Bcepoccuickmini hopym MEQUMUMHCKUMX U OBLLEeCTBEHHbIX opraHusauun «O6begmHUm
ycunusa B 60pbbe C MyKOBUCLIMOO3OM»

ExeroaHbit Qopym oGbeamHAeT MeauUMHCKOe COOBLLECTBO, MALMEHTOB, NPeACTaBUTENen DapMKoMmIa-
Hu, HKO v BnacTv ang ynyylleHns KadyecTBa KM3HM M PeLLEeHWSt OCTPbLIX COLMAabHbLIX M MCUXONOMMYeCcKmX
BOMPOCOB, C KOTOPLIMM CTaNKMBAKOTCS NAaLMEHTBl C MyKOBUCLMOO30M UM WX Onn3Kue.

B 2025 roay no vHuumatree QoHaa B nporpamme Dopyma Bbio yaeneHo 0coboe BHMMAHME BOMPOCam
NPEKOHLEMNUMOHHOMO CKPUHMHIE, @ TaKXKe TEMAM B3POCNEHMS, NPOdeCCHOHANbHOM peanm3aumm 1 nna-
HUPOBAHUSA CEMbU.

B 2025 ropy B patote Qopyma NpuHANM ydacTme
283 uenoseka u3 53 permoHoB Poccumu

B 2025 roay cotpyaHukmn QoHaa MPUHUMANK YHaCTME B 3HAUMMBIX MEXAUCLMMITMHAPHBIX COOBITUSAX PEerno-
HanbHOrO M dpefepanbHOro MacLLTaba, YToOE TeMa MyKOBMCLMAO3a BCe MPOMYE 3BYHana B MeOMLMHCKOM
coobLLecTBe.

20
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V Bcepoccuitickass KoHdpbepeHUuUs
«BbnoaTtmnka v reHeTrka»

Ha koHdoepeHUMn Obinv  MpencTaBneHbl
npenBapuTenbHble UTOMM MUNOTHOIO MpPO-
eKTa, koTopbit QoHA NPOBOAUT COBMECTHO
¢ HMM akywepcTBa, rMHEKONormm m pe-
npoayktonornn um. [. O. OtTa. MMpoekT
npeanaraer GecnnaTHyl  AMarHoCTUYe-
CKYIO MPOrpammy MOMEKYNSPHO-reHETUYe-
CKOrO TECTUMPOBAHMS ANd CEMeM C BbICO-
KMM PUCKOM MOHOTEHHbIX 3a00neBaHui,
NNaHUPYIOLLMX POXAEHWE OETEMN.

Hem gonblue MOET NMPOEKT, TEM LUMPE BOJHA YHaCTHUKOB. [Toxoxe,
4YTO W B3POCSIblE MALUMEHTHI, N MX POAOCTBEHHUKK MONYy4HMnm ACHbIN
MAPLUPYT, KyOd MM OBPATUTLCA 3@ KOHCYNBTaLMEN K reHeTUKY Mo
MOBOAY MNAHUMPOBAHMS CeEMbW. VI3Ha4aNbHO MPOEKT MaHWPOBAnCcs
Ha 1,5 roga, ceiyac no obLIemy peLLleHMio OH NpoanesaeTcs Ao 4
net. B Tom uncne, 4ToObl COXPaHWUTL BO3MOKHOCTb MPUHSTE B NPO-
EKT HOBble CeMbM.

Hectepyk Onbra

mcnonHmuTensHbi ampexktop bO «OcTtposay

«Pegkui naumeHT B chokyce» B Camape

CobbiTrie 6bINO OPraHM30BaHO LEHTPOM
MOMOLLM MaumeHTam «[eHOM» B pamKax
MHUUMaTMBLl «[ecaHT nobpa» npu yya-
CcTuu npencTasuTenet MunHsgpasa n MiH-
couzamTel Camapckoi obnacTu, YneHoB
O6LecTseHHOM nanatel M [lanatel mo-
noAblX 3aKoHOAATENeM, YNOTHOMOUYEHHbBIX
no npaBam pebeHKa W NpaBam YENOBEKa,
rMaBHbIX BHELLTATHBIX CreLmManvcToB pe-
rMoHa.

Mo umHuumatee PDoHga B nporpammy Obin BrIToYeH gokran «[lyTu pelueHus npobnem B3pOoCsbix Ma-
LUMEHTOB C MYKOBMCLIMOO3OMY», B KOTOPOM ObiNKM MpWBEAEHbl AaHHBIE O MOMOLLM B3POCTBM MaLMEHTaM
C mykoBmcLmao3om B Camapckol obnacTi, O3By4eH OMbIT MOAAEPKKM B3POCnbIX naumeHTos B CaHkT-lle-
TepOypre 1 0603HaYEHB! KIMIOYEBLIE HAMPABIEHMS NS YIYHLLIEHWUS CUCTEMbI NMOALAEPKKM.
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Hay4yHo-npakTuyeckas koHdepeHums «OpdhaHHble 3ab6oneBaHus — npodnema XXI Beka»
B Yepkeccke

KoHdoepeHumsa opraHmzoBaHa Bcepoccuiickiim obLiecTBom opdpaHHbix 3a6onesanHuii n napTHepammi. Co-
ObiTME OBINO MNOCBALLEHO BOMPOCAM AMArHOCTUKM M NeveHus peakmx 3abonesaHuii B KapadaeBo-Hepkec-
ckoi Pecnybnuke.

DoHp «OcTpoBa» noaaepxan ydactye cneuma-
MCTa MO KMHE3UTEPANMK, KOTOPAS BLICTYMMNA
C [OOKNALOM O COBPEMEHHbBIX METOAAX KMHe-
3UTEPANUU  MPU  MYKOBMCLMAO3E, MNPOBENA
MHOMBUAOYANbHbBIE KOHCYNBTALMK AN naumeH-
TOB, NOJOOPAaB AN KaXAOrO WMHAMBMAYAb-
HbI1 KOMIMIIEKC YMPaX)HEHWM 1M OOBbSICHUB, KaK
YXaXMBaTb 3@ 0O0OPYAOBAHMEM.

MexpernmoHanbHasi KOHpepeHUUs «ITIOAbl PECnMPaTOPHON MeanUMHbI» B TOMCKe

B pamkax HaydHo-npakThyeckor LLkonbl no my-
KoBucumaosy «CoBpemeHHas Tepanus  MyKO-
BMCUMAO3a: TPYAHBIM MyTb K NErKOMy [bIXaHMIO»
3KCNepThl M3 Tomcka W Opyrux permoHoB Poccum
06CYAMNM COBPEMEHHBIE MOAXOALI K Tepanum my-
KOBMCLMOO3a.

Mpw nogaepwre DoHaa B KOHEpeHUmM npu-
HSMKW ydacTMe Bpadv-OaKTepMonor ¢ AOKNaLoM O
MUKPOBUONOrMHECKOM OMArHOCTUKE Y MaLMEHTOB
C MYKOBMCLMOO30OM WM KMHE3UTEPAneBT C OOKIa-
[IOM O COBPEMEHHBIX METOAAX KMHE3UTEPAMMM.

KoHdpbepeHuus ans Bpaden B HeueHckoin Pecnybnuke

Ha 6a3e PecnybnmkaHCKoOM OeTCKoM KvHdeckom GosbHuLel Mm. E. . Tnunkm (1. [posHbIM) BeayLime crieupani-
CTbl MOAENMAMCE COBPEMEHHBIMM MOAXOAAMM B NEYEHUN U peabunuTaLmy NaUMeHTOB C MyKOBMCLIMOO3OM.

Bacura E. B. (unctpyktop-metoamct JIOK, FBY3 MO «HMKW petctay, MockoBckas o6nacTb) paccka-
3a1a O COBPEMEHHbBIX METOAAX KMHE3UTepanuu npu mykosmcumaose. Ocoboe BHMMaHKME ObiNo yaeneHo
npasunam yxoga 3a mHranstopamu. Cokonos M. (k. m. H., avetonor, HMMLL 3poposbst aeter, r. Mocksa)
npeacTaBMna NekUmio O HyTPUTMBHOM NOAAEPIKKE NPUW MyKoBMCLMAO3e. CrivKkep NogYepKHyna 3Ha4MmoCTb
nonHougeHHoro cbanaHCcMPOBAHHOIO MUTaHWs,, CBOEBPEMEHHOro noabopa doepmMeHTHOM Tepanum 1 KOH-
TPOMs Macchl Tena.
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[NopaepiKa Hay4HO-UCCENOBATENBCKMX MPOEKTOR

DoHp «OcTpoBa» CHMTAET BaXKHOM 3a4a4el NOAAEPHKMBATL HAYHHO-MCCeNOBaTENbCKME MPOEKTHl B CAoEPE My-
KOBMCLIMAO3a Ha BCEX YPOBHSX: OT MPUKIAAHBIX — MPOBEPKA MMMOTE3 U TECTUPOBAHWE HOBbLIX MOAXOA0B — [0
PYyHOAMEHTAMBHBIX HAOMOAATENBHBIX MPOEKTOB, KOTOPLIE COOMPAIOT U CUCTEMATUIMPYIOT 3HAHWUS O Tepanmu.
MbI CTPEMUMCS K TOMY, YTOOBI Hay4YHbIE U3BICKAHKS, BHE 3aBMCMMOCTM OT MX MacluTaba 1 CTaauu, nonyyanm
HeoOXoOMMBIE PECYPCHI M BHUMAHME.

B 2025 rogy 3aBepLumMnucb cnegytoLime Hay4Hble NPOEKTbI.

«OcobeHHOCTH nopaxKeHUs renaTooUNMapHOM CUCTEMBI Y NALMEHTOB C MyKOBUCLMIO30M
B CaHkT-lNeTepbypre. OueHka BnuaHusa Tepanumn CFTR-mopgynsaTopamm»

Ucnonnutenb npoekta: CaHkT-[leTepByprckisi roCyAapCTBEHHbIM NEANATOMHECKMA MEAMLMHCKUI YHM-
BepcuTeT MuHmMcTepCTBa 34paBooxpaHeHms Poccuvickori @eaeparpm (DFEQY BO Cr6I TIMY MuHzapa-
Ba Poccum).

[MpoeKT npeanonaran pPadoTy NO OLUEHKe NMaToNoOMKM renaToOUNMaPHOM CUCTEMB Y MALMEHTOB C MyKOBMC-
LMOO30M.

PesynbTtaThl npoekTa

+  Pa3paboTaH onTMmanbHbIM NpoTokon nposeaeHus MPT opraHoB GPIOLLIHOM NOOCTM C OLUEHKOM KMPO-
BOWM ppaKumMm neveHr Ans naumMeHToB C MyKOBMCLMOO30M AETCKOro Bo3pacTa. [aHHoe nccneaosaHme
AKTMBHO BHEAPSIETCS B MPAKTUKY HAOMOAEHMS MaUuMEHTOB C MyKOBMCLIMAO3OM, MMEIOLLMX MPU3HAKM
CTEaTo3a MneYeHur no JaHHbMm Y3,

* Bnepebie B Poccum oTpaboTtaHa M BHeApeHa B MPaKTUKy metoamka MP-anacTomeTpum nederHu Kak
IKCNEPTHOM METOAMKM AN OLEHKM BBIPAXEHHOCTM PMOPO3a NMEYeHM Y NaLMEHTOB C MyKOBUCLIMOO3OM
[IETCKOro BO3pacTa.

+ JlaHa oUeHKa KITMHMYECKOM 3HAYMMOCTM Y 3-311acTOMETPMM MedeHm (OAHOTOUYEUHOM) KaK METOAA MOHM-
TOPWHIa BbIPAKEHHOCTU OMOPO3a Y MALMEHTOB C MyKOBMCLMAO30M B PA3MMIYHBIX BO3PACTHBIX MPYMMNax.
OcoBeHHYI0 LIEHHOCTb METOAMKA MOKA3ara y NaUMeHTOB MIa e BO3PacTHOM rpynmsl (C 2—6 1eT), Kak
eOVMHCTBEHHAS LUMPOKOOOCTYMHAS B MPAaKTUKE.

*  Bnepsble nposeneHa oLEeHKa PACNPOCTPAHEHHOCTU M BhIPAMKEHHOCTM CTEATO3a NeYeHM Y NaumMeHToB C
MYKOBMCLMOO30M C y4eToM BO3pacTa, reHoturna CFTR, BLIP@KEHHOCTU MaHKPEaTUYECKOM HEAOCTaTO -
HOCTW, HYTPUTUBHOMO CTATYCa, MCMOMb30BaHMS MPENaPAaTOB TAPreTHOM Teparnmm.

+ [Mo pesynstatam onpenenequs ymicna (TA)-nostopos B reHe UGTIAT B rpynne naumeHTOB C NoBbilLe-
HMEM YPOBHS OOLLErO BUNMPYOUHA Ha oOHE NPUEemMa NPEenapaToB TAPIreTHOM TePanuM NOATBEPKAEHO
3HadeHre cuHapoma HKunbbepa B PasBUTMM JaHHBIX BUOXUMULYECKMX M3MEHEHMM.

Pe3ynbTaThl, MONyYeHHbIE B XOAEe BbINMOMHEHMS MPOEKTa, Nern B OCHOBY BbICTYMIEHWUM Ha HaLMOHANbHbIX
KOHIPEeCccax M PernoHanbHbIX KOHJEPEHLMSIX.
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«KomnnekcHas oueHKa PYHKLUMOHUPOBAHUS XJIOPHOMO M aflbTePHATMBHBIX KaHanoB MNpu
MYKOBMCLUMAO3E Ans pa3paboTKM HOBbIX MOAXOAOB K TePanuM U OUEHKU 3PPEKTUBHOCTH
CFTR-mopynaTopoe Ha npumepe HocuTenen reHotuna F508del B romosurotHom coctos-
HUMY

Ucnonuntens npoekta: DegeparbHoe rocy[apCTBEHHOE BIOMKETHOE HayYHOe yHpexaeHue «Meamko-re-
HETUYECKIME HAYYHBIM LIEHTP mmeHu akagemmka H. 1. boukosay (DIBHY «MIHLL).

[MpoeKT npeanonaran anpobaumio HOBOM METOAMKM, MO3BOMAIOLIEN OLEHWTb, HACKONBbKO 3PIDEKTUBHO
PYHKUMOHMPYIOT XIIOPHbBIN U anbTePHATUBHBIE KaHalbl, @ Takke onpeaenuTb adpdpekTrHocTb CFTR-momy-
NSTOPOB Y NaumneHToB ¢ reHoTunom F508del B romo3nMroTHOM COCTOSIHMM.

PesynbTraTbl npoekTa

* OTpaboTaH M CTaHAAPTM3MPOBAH MPOTOKOS MOMyYeHMs doyHKUMOHaNbHO akTuBHbIX MKIK. B xope ce-
PUM 13 CEMM MOCTEAOBATENbHBIX SKCMEPUMEHTOB ONTUMM3IMPOBAHbI KITIOHEBLIE MAPAMETPbI: MIIOTHOCTb
MOCEeBa, CPOK KyNETMBMPOBAHMS, YCIOBUS MOKPBITUS MEMOPAH M METOALI KOHTPOMS Ka4ecTsa.

* YCTaHOBMEHa KPUTMYECKast BAHOCTb MOAAEPHaHMUS CTabuibHbIX YCnosuit (pH, TemnepaTypa, KoHUEH-
Tpaums CO3) ans CoXpaHeHUst MM3HECNOCOOHOCTU 1 dOYHKLIMOHANBHOCTU KyNbTYP.

*  BanmamposaHa mogens MKSK ans anekTpogom3nonornyeckix MCCneqoBaHmi.

* Metog OPKIT Ha MK2K nogTeepamn CBOWO MPUrOAHOCTb AN ASTaNbHOM OLEHKM OYHKLMM MOHHBIX
KaHaNOB KMLLEYHOro 3nuTenus.

+  [oka3aHa MPMMEHWMOCTb MOAENW Ans U3ydeHus peakmx BapmaHToB B reHe CFTR. Ha npumepe Tpex
PA3MMYHBIX PEAKMX TEHOTUMOB MPOAEMOHCTPUPOBAHO, YTo mofdenbs MKIK nozsonseT BuisBNATL MHAM-
BMAYyaNbHbIE OCOBEHHOCTH, OOYCNOBMNEHHBIE KOHKPETHBLIM BapuaHTom reHa CFTR.

* [NonyyeHHble doyHKUMOHAaMbHBIE MPOCUIN CIYXAT OCHOBOM ANS NMepCOHANM3UMPOBAHHOM OLIEHKM Mo-
TeHumansHoM adodpekTmeHoCTM Tepanumn CFTR-mogynatopamm 1 NnogvepKMBaloT HEOOXOAMMOCTb MHAM-
BMAYANbHOIO MNOAXOAA K NEeYEHMIO MALMEHTOB C PELKMMM BapPUAHTaMM.

+ TarkKe B pamKax MccrnefoBaHMs Obina MOATBEDKAEHA KOPPEensuMs AaHHbIX, nonydeHHbix Ha MK3K,
¢ pesynstatamk Ha 3D KO. 310 cBMAeTeNnbCTBYET O B3aMMOAOMONHIEMOCTM METOLOB M MOBLILLAET Ha-
OEXKHOCTb QOYHKLMOHAMNbHOM OLEHKM in Vitro.

Takmm obpazom, B xoae paboThl CO34aHa M BanNMOMPOBAHA BOCMPOW3BOAMMAS IKCMEPUMMEHTASbHAS MO-
nenb OPKIT Ha MK32K. Mogenb sBngeTcst MHDOPMaTUBHBIM MHCTRYMEHTOM ANS YIyONeHHOro M3y4YeHus
NaTOU3MONOrMM MOHHOIO TPAHCMOPTA NMPW MyKOBUCUMAO3E AN NPOBEAEHWS MCCedoBaTENbCKMX paboT,
JPYHKLMOHAMNBHOM XaPaKTEPUCTUKM PEOKMX M ManomsydeHHbix BapuaHToB reHa CFTR, a Takke Ooknm-
HMYECKOrO MEepPCOHANM3MPOBAHHOMO TECTMPOBAHUS IGPIDEKTUBHOCTMU CYLLECTBYIOLLMX M NEPCMEKTUBHbBIX
TapreTHbIX NPenapaTos.

HecmoTpst Ha onmcaHHble B nMTepaType MpeuMmyLLecTBa [AHHOMO METOAQ, OH SBMSETCS TPYAOEMKMM
M HU3KOCMEUMMUYHBIM, HE 3ameHsieT oTpaboTaHHOro W goctynHoro metoda 3D KO B YacTu oleHku pa-
6OThl XSIOPHOMO KaHana M BO3MOXHOCTU oueHKM adodpekTmBHocTM CFTR-moaynaTopoBs. YCTaHOBNEHO, YTO
KOMMEHCATOPHbLIE MEXAHM3MbI KasbLm-3aBUCcHMMOro xnopHoro kaHana (CaCC) HeBernmKmM mpu «Markux»
M TSKENbIX» MTEHOTUMNAX, YTO CBUAETENbCTBYET O HEOOXOAMMOCTU MPOBEAEHUS MYKONUTUHECKOM Tepanmm
B MOTHOM OGBbEME BCEM MALIMEHTAM.

Peanuzaumsa npoekta npogomkaetcs B 2026 roay.
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«PacnpocTpaHeHue LWTaMMOB PasnuYHbIX BUAOB HETYOEPKYNE3HbIX MUKODOAKTEPUM Y Na-
LMEHTOB C MYKOBMUCLIMIAO3OM: XapPaKTEPUCTUKA, OCIIOKHEHMS, (PaKTOpPbl PUCKa M OpraHu-
3aUUsl KOHTPONS MUKOBaKTepPUO3a»

HUcnonHurenb npoekTta: HoBOCHOUPDCKME HaYy4YHO-MCCEA0BATENLCKUM MHCTUTYT TybepkKyrneza MuHmcTep-
cTBa 34paBooxpaHeHms Poccuvickori Oenepaim (DFBY «HHWT MurHzapasa Poccum).

lccnepoBaHWe MO3BOMMT OLIEHUTb YacToTy BhbisiBReHMs HTMB, 1x BuooBoe pasHoobpasme, YyBCTBUMTENb-
HOCTb K @HTUMMKPOBHBIM MpenapaTam, a TarkKe MPOaHaNM3MPOBaTb BOSMOXKHLIE MCTOYHMKM 3aPamKeHUs
Y NALMEHTOB C MYKOBMCLIMAO30M. [1POEKT CTAHET MEepPBbIM CUCTEMATUUECKMM MCCNEeNOBAHUMEM AaHHbLIX O
HTMB y naumeHToB ¢ myKoBMCLMAO3OM B Poccum.

[NpoekT npogomkaetcs 8 2026 rogy.

B 2025 rony ®oHp nopaeprkan cnefyolme Hay4Hble MPOEKTbI.

«Jleue6HOE NUTaHME JeTel C MyKOBUCLIMLO3OM, MONyYaloLMX TaPreTHYIO Tepanuio»

Ucnonuurens npoekrTa: [lykapésa AHHa EBreHbeBHa, aCnmMpaHT v CTapLLMIA NabOPaHT Kacheapsl neama-
Tpmm 1 getckosi pesmatoriori OITAQY BO CeveHoBCkukt YHuBEpCHTET.

Llenb npoekta — u3y4nTb YPOBEHbL BATAMMHOB Y AETEH C MyKOBHUCLMIO3OM, MOMyHAIOLUMX TAPIETHYIO Te-
panuio, M OMTUMM3IUPOBATL MX BUTAMMHOMPOOUIAKTMKY. [10 pe3ynsratam — CKOPPEKTHPOBaTL NoTPeb-
HOCTb B XMPOPACTBOPHMbBIX BATAMMUHAX.

3a Bpems npoekTa OyaeT obcnenoBaHo
nopaaka 100 peren

[NpoekT nponomkaetcs B 2026 roay.

((CKpMHMHF MMKO6GKTepM036 JIErknx 'y naunMeHToB C MYKOBUCLUMNOO30OM»

Ucnonnutenp npoekta: OenepasribHoe rocCyAapCTBEHHOE OIOMKETHOE HayHHOE ydpexaeHue «LleHTparb-
HbIF HaYYHO-MCCIIEA0BATENTCKMI MHCTUTYT Tybepkynesay (DIBHY «HWNT»), Mocksa.

Cymma nogaepwkn npoekta 1 maH P

Llenb npoekta — pa3paboTka IKOHOMMHYECKM LENEeCO0OPA3HOr0 arropPUTMa MUKDOOMONIOMMHYECKMX MC-
Cr1€0BaHMH C BHICOKOM AMArHOCTUHECKOM 30bQbEKTUBHOCTBIO 47181 CKPMHMHIG MaLUMEHTOB C MyKOBUCLMAO-
30M Ha Harmyme MMKOBAKTEPMI B PECTIMPATOPHOM MATEPMATE.

MUKPOBUONOTMHECKUIA CKPUHWHT MPOBEAEH AN MAUMEHTOB C MYKOBUCLMAO30M M3 PA3MMYHBIX PErno-
HoB Poccuitckon Qenepaumun. BoibGop perrMoHa oCHOBBIBASICS Ha YMCIEHHOCTU MaLMEeHTOB, AOCTYMHOCTM
TPAHCMOPTMPOBKM OUONOIMHECKOrO MATePUana 1 YPOBHE OPraHW3aLmMmM NMOMOLLM NaLMEHTAM B PErMOHAX.

VccneposaHue nposedeHo Ans 545 naumeHToB: OeTM M NMoapoCcTkM — 156 yenosek, B3pocnble 18 ner
M cTapwe — 389 YenoBekK; MyxUMH — 254 4enoBekKa, eHLWMH — 291 Yyenosek.

25



Iy pie, e o
TS \"""_l bnarotBopuTenbHbIN GOHA,

P N
OcHoBHble Hanpasnerusa aestenbHocTn OoHaa "' OCTpOBa

PesynbTtaTbl npoekTa

* Pa3paboTaH 2-3TanHbii anropuUTm MUKPOOMONOTMHECKOTO CKPUHMHIE OOSMbHBIX MyKOBUCLMAO30M Ha Ha-
nane MUKOBAKTEPUI.

+  Pa3paboTaHHbIf 2-3TanHbiM anrOpPUTM CKPUHMHIE OAMHAKOBO SGDCDEKTUBEH A8 BCEX BO3PACTHLIX MOYMM
BONbHBIX MYKOBUCLIMOO30M, & TaKKe ANS MaLMEHTOB, MOMyYaloLLmMX TARreTHYIO Tepanmio, M CNocoOCTBY-
€T BHISBIEHMIO OOMbLLErO YMCra Crydaes MHAPUUMPOBaHUS MMKoBakTepusmmn (4,59% npotus 1,2%, no
JaHHbBIM pervcTpa 3a 2021 1), 4TO CBMOETENbCTBYET O LENecooBpa3HOCTM ero PerynspHOro npoeeae-
HMS.

* JOMUHMPYIOLIMM BUOOM MMKOOAKTEPWMM, BblAENEHHbLIX OT OONbHBIX MYKOBUCLIMAO30M Gonee 4vem B
50% cnyyaes, 6bin M.abscessus. HacToTa BbiSIBNEHUS Opyrx BWMAOB MMkoOGakTepumit — M. avium, M.
intracellulare, M. chimaera, M. lentiflavum, M. simiae, M. chelonae, a Takxe M. tuberculosis — Bapbmpo-
Bana ot 2% no 12%.

* CkpuHmHr Ha HTMB cpean naumeHTOB OSTCKOM BO3PACTHOM rpynmbl YBENMUYMI MOKa3aTenb pacnpo-
cTpaHeHHocTu ¢ 0,8% (no paHHbIM pervcTpa 3a 2023 1) ao 5,77% (9/156), uto CBMOETENLCTBYET O He-
0OXOAMMOCTM Ero EXXEerofHoro NpoBeneHMs.

PesynbTaTbl, Nony4eHHble B XOA€E BbIMOMIHEHUS MPOEKTA, JIerfiM B OCHOBY BbICTYMNEHMIA Ha HaLMOHarb-
HbIX KOHFpeccax M perMoHanbHbiX KoHdepeHuuax

+ XVIlI HaumoHanbHbIM KOHMPECC Mo MyKOBUCLMOO3Y «HOBbIE rOpU30HTH B AMArHOCTUKE M NEYEHUN MYKO-
BMCLIMA03a: C Bepo B ByayLueey, 24—25 anpensa 2025 roga, Mocksa;

+ XXIV KoHrpecc Benstuiiesa «/IHHOBALUMOHHbLIE TEXHONOMMM B MEAMaTPUM M AETCKOM XMPYPrnmy, 22—24
okTa6ps 2025 roga, MockBa;

+ XVI exxerogHas CeBepo-3anagHas Hay4HO-MPAKTUYECKash KOHJOEPEHLMSA MO MyKOBMCUMAO3Y «Mynstu-
OVCLUMNIIMHAPHBIM MOAXOA K M3y4eHMio mykoBmcUmaosa» 20—21 mapta 2026 roga, CankT-lNeTepbypr;

* |l HaumoHanbHbIM KOHMPECC No HacneACTBEHHBIM 3a00NEBAHMAM NENKMX C MEKAYHAPOAHBIM YHACTUEM.

[TnaHWPYeTCs HaMMCaHWe HayYHbIX CTaTeM B PA3NMMYHbLIX M3OAHMSX.

«OnpepeneHne CPOKOB BbIXKMBAHUS KIIMHMYECKU 3HAYMMBbIX BMAOB OaKTepui, BblOerneH-
HbIX OT MAaLUMEHTOB C MyKOBUCLMAO30M, Ha OOBEKTaX OKPYIKAaIlOLLIEM CPefbl B 3aBUCMMOCTH
OT fencTBusl cousmyecknx paKTopoBy

UcnonHutens npoekta: DenepanbHoe rocCyfapCTBEHHOE BIOMKETHOE 0OPA30BATEIbHOE YYPEXAEHME
BbiCcLIero o6pasoBaHus «CamapCkuid roCyAapCTBEHHbBIM MEAMLIMHCKUEA  YHMBEPCHMTET» MuHucTepcTsa
3apaBooxpaHeHus Poccuvickor Oegepaipm (DIEOY BO CamlMY MuHzsapasa Poccim)

Cymma nogaepwkn npoekta coctasmna 1,5 mnH P

Lenb npoekta — onpeneneHne CPOKOB BhiXMBAHWS GAKTEPUH, MMEIOLLMX JOKA3aHHOE KITMHUYECKOE 3Ha-
YEeHME MPU MyKOBUCLMAO3E, HE aOMOTUHECKUX MOBEPXHOCTSIX MO BITSHUEM AEKCTBMS COU3MHECKMX (DaK-
TOPOB.

VMccnenosaHo 60 witammos GakTepui, 13 Hux 10 — Staphylococcus aureus, 10 — Pseudomonas aeruginosa,
10 — Pseudomonas aeruginosa muc, 10 — Burkholderia cenocepacia, 10 — Achromobacter xylosoxidans,
10 — Stenotrophomonas maltophilia, B ycnosusix — 15 munyT, 30 muHyT, 45 muHyT, 60 MUHYT, 2 4Yaca,
3 vaca, 4 4aca, 5 yacos, 6 yacos, 7 4Yacos, 8 4acos, 24 vaca, 48 4dacos, 72 4aca, 96 yacos, 120 yacos,
144 vaca, 168 yacoB 1 fanee 4Yepes Kaxable 24 4aca Npu HanMuMm POCTa Ha MOBEPXHOCTAX: MNACTUK, Ke-
PAMUKA LLIEPOXOBATAS, KEPAMMKA MaaKas, OymMara, CTEKNO, METASM, TKaHb.
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PEBYHbTaTbI U BblBOAbl MO UTOFAM MPOEKTa

BbiXKMBAEMOCTb KIIMHUHECKM 3HAUUMBIX MPW MYKOBUCUMAO3E OAKTEPUIA B YCIIOBUIX MMUTALMM MOKPOTHI
MHOTOKPATHO MPEBLILLAET CPOKM BbEKMBAHMS B YMCTOM KyNbTYPE, 3@ CHET COXPaHEHMs MULLEBOrO Cyo-
CTPaTa M MEXAHMYECKOM 3aLLMTHI KIETOK.

CpOoKM BbIXMBAHMS Ha MOBEPXHOCTAX B YCIIOBUAX YMCTOM KyNbTYPbl BAPbMPOBANMUCH B 3aBUCUMOCTM OT
BMOA M OCODEHHOCTEN LLUTAMMOB M cocTasnanm ot 7 go 168 yacos.

MaKCHMarnbHblE CPOKM BbIXMBAHMS Ha MOBEPXHOCTM CTEKIIA M MaAKOM MIMTKM (OKHA, 3epKano B BaH-
HOM KOMHATE, MIIMTKA B BAHHOM KOMHATE) B COCTABE MOKPOTbI cocTaBmiv 720 4acoB ANs LUITAMMOB
P. aeruginosa. [Mpn 3TOM CTOUT y4UTHIBATL, YTO B YCIIOBMSIX MOAAEOKAHMUS BNAXHOM aTtmocdpepsl 3Th
CPPOKM MOTYT OblTb 3HAYUTENBHO YBENMHEHDI.

Ha noBepxHOCTM LLIEPOXOBATOM MAUTKM M NIACTUKA (MOS, KEPAMOTrPaHMT, OKOHHbBIE PaMbI, MIACTMKOBAS
mebesb, Nocyaa, ObITOBas TEXHMKA) MAKCMMATbHBIE CPOKM BXXMBAHMS Obifv MPOAEMOHCTPUPOBAHb A1
LwTamma S. aureus B MokpoTe — 288 yacos.

Ha nosepxHocTn Gymaru (KHMM, OAHOPAa30BbIe CandpeTku, OyMaXHbIE MOOTEHLA) MAKCMMANIBHO AOMTO
BBIXKMBANM LUTaMMbl S. aureus B cocTaBe moKpoThl — Ao 408 yacos.

Ha nosepxHocTW TkaHW (oaekaa, 0bmeka mebenu, KOBPbI, LUTOPbI) B COCTABE MOKPOTbI CPOKM BbXMBA-
HMS ObINM HAMOOMNBLUMMK NS LUTAMMOB MYKOWIAHOW M HemykomaHoM P. aeruginosa — 768 vacos m 720
4aCOB, COOTBETCTBEHHO.

Ha noeepxHocT meTanna (pemnmHri, MONaMHIM, ABEPHBIE PYYKM, METanIMYeckas mebenb 1 ee ane-
MEHTbI) MAKCMMAmbHBIE CPOKM BbXKMBAHMS OblMM MPOAEMOHCTOMPOBAHLI AN MyKOMAHBIX LUTAMMOB
P. aeruginosa m A. xylosoxidans — 1o 384 4acoB B COCTaBE MOKPOTHI.

O6paboTka NONMMNPONUIEHOBLIX 3NeMeHTOB Hebynai3epa B NapmM3aTope B MMKPOBOSTHOBOM MeYn B Te-
YeHue 5 MUHYT NPUBOOUT K MOTEPE KM3HECNOCOOHOCTU BCEX MCCIENOBAHHbBIX KYIBTYP, KaK B YCIIOBMSIX
YUCTBIX KYNETYP, TAK M B MOKPOTE.

MHOrMe MMKPOOPraHM3Mbl OBraLanM CNoCOBHOCTLIO K BbbKMBaHMIO nog Bosaeictamem YOO, npu 3tom
B YCIIOBUSIX MMMUTALIMM MOKPOTHI 3TM MOKa3aTenu Obiniv BhiLLe. Tem He meHee 00paboTKa B TeyeHue
60 1 90 MUHYT NpuBOAMNA K rMOEnM BCeX MCCNEAOBAHHBIX KYNBTY BO BCEX YCIOBMSX SKCNEPUMEHTA.
Takmm 0Bpasom, PEKOMEHAOBAHO MPOBEAEHWE KBapLEBaHMs He meHee 60 MMHYT npu COBMOAEHMM
KOPPEKTHBIX PEXMMOB PACHETOB KOMMHECTBA KBAPLEBbIX JIAMIT M MX MOLLIHOCTEN K OObEMY KBAPLYEMOTO
NMOMELLIEHWS.

B 2025 rogy nopnepka HayYHbIX MCCEnoBaHMM OCTaBaNIaCh OAHUM M3 CTPATEMYECKUX HArMpPaB-
neHmi pabotsl hoHga «OcTpoBa». Mbl QOUHAHCHPYEM MPOEKTHI, KOTOPLIE PELLAIOT KaK (OyHAIMEH-
TallbHbIE, TaK M MPUKISAHBIE 384344 B CODELE MYyKOBUCLIMAO3A.

38BEPLLEHHBIE B 3TOM oAy MPOEKTH YXKE MPUHECIM MPAKTUHECKUE PE3yribTaThl. PaspaboTaHHbIe
rpoTtokosrsl MPT 1 MP-anacTomMeTpum nevyeHy BHEAPSIOTCS B KITMHUYECKYIO MPAKTHKY HaBMIOAEHMS
naumeHToB ¢ mykosucLmao3om. CozaaHHas nabopaToOpHAas MOAESTb KMLLIEYHOO SMMTENMS MO3BOSIS -
€T M3yHaTb PEAKNE MyTaLIMM M MHAMBUAYAIBHO OLIEHMBATbL MOTEHLMATbHYIO 3COCDEKTUBHOCTL TAPIET-
Ho¥ Teparnum. [TOHUMEHME yCIIOBUM 1 BPEMEHM BbIXMBAEMOCTY BAKTEPUH HE [PA3/TMYHBIX MOBEPX-
HOCTSIX O4EHb BaX¥HO /15 MOBCEAHEBHOM GE30MaCHOCTH MaLMEHTOB.

DoHA MPOACTKMT NOAAEPKMBATL HAy4YHbIE uccrieqoaHus B 2026 rogy.
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NHomemayanbHaa Nonaep:KKa

CucTemHble nameHeHms — ocHoBHoM dhokyc DoHAa, HO OHWM HE OTMEHSIIOT HEOOXOAMMOCTU MHAMBUOYAb-
HOM NomoLm. [0CyAapCTBO MNOKPLIBAET NOTPEOHOCTM NWLLb YACTUYHO, M YacTb 3adad4 6epyT Ha cebs Gna-
rOTBOPUTESbHBLIE OpraHM3aLmm. MHaMBMayanbHas MOMOLLb Yalle BCEro HyxHa B3pOCnbM naumeHTam (18+):
LEeTU nydlle obecrnedeHsl NeKapCTBaMM M TEXHUHECKUMMM CPEACTBAMM PeadbunmTaLmmn 3a CHeT BlomKeTa.

B 2025 roay Ha MHOMBUAYANbHYIO MOMOLLb MaLMEHTAM C MYKOBUCLIMOO3OM
®Donpg evigenun 6onblue 7,7 mnH P

MHAMBH,qyaHbHaﬂ nogaepKKa nauMeHTOB BKIIIOHAET creaylolme Kateropmm nomoLLm.

+ [MpuobpeteHre cneumanmampoBaHHOTO MUTaHUS WM ONMaTy apeHabl Xuibs B Mockse Ang naumeHToB
C MYKOBUCLIMAO30M, HAXOOALLMXCS B NIUCTE OXUAAHMS TPAHCMIAHTaLMM NErkuX.

B 2025 rogy BbICOKOKaNOpUMHOE NMTaHme
perynsapHo nony4anu 14 yvenosek

+ [NprobpeTerme cneumanm3mpoBaHHBIX MEOMLMHCKMX TEXHUHECKMX CPEACTB PeabuimTaLmm M CMEHHbBIX
netanem K HUM.

+ OnnaTy aBMa- U/Mn KENe3HOLOPOKHLIX OUNETOB OT MeCTa XUTenbcTBa A0 . MockBbl M 0OpPaTHO
c uenbio noceterms QenepasnbHoro ueHTpa mykosmcumaosa (Pry «HUM nynsmoronorumy OGMBA Poc-
cnn. Bapocrbiit LEHTP MyKOBMCLIMAO3A).

+ OnnaTy HeoOXoaMMbBIX JOMOMHUTENBHLIX aHANM30B, HE BKIIIOYEHHBIX B MepedeHb MCCNEaoBaHMM B pam-
rkax OMC.

CTuneHamansHyo Nporpammy.

DoHA NoAAEPKMBAET MOMOALIX MIOAEH C MyKOBUCLIMAO3OM MPEMUSAMM M CTUMNEHOMSAMM.
B 2025 roay 11 BbINYCKHWKOB BY30B MOMYYMM BHINAATH CTUNEHAMM Ha OBLLYIO CYyMMY
480 Tbic. P. Bunnats no 30 000 py6rett No OKOHYaHMK Komnneaka

NoMyYMnK 5 BLINYCKHMKOB, Ha obLuyio cymmy 150 Teic. P

MH,D,I/IBI/I,EI,yaJ'IbeIe KOHCYnbTauMn ncmxosora.

Mou nopgaepwke QoHaa 8 2025 rofy Ans NALMEHTOB C MyKOBMCLIMAO3OM, MX OIM3KIMX
1 NevaLLmx Bpadeit 6uino nposegeHo 6ornee 80 KOHCYNbTaLMM C ncuxonorom
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[MouBeay oamvH HeGONbLLIOM NPUMEP TOrO, KaK M3MEHWIOCh BOCIPUATME MIOABMM Cammx Ccebsi, CBOEro 3a-
6oneeaHust U cBoero mecTa B obulecTse. Koraa 8 TONbKO HavmHana paboTaTb, Moan roBopunm: «Mbl Kak
NPOKAaXKEHHbBIE, HAC HWMKTO HEe 3HAET, HAaC Kak OyATO He CyLLecTBYeT». A Yepes nouTu AecsdTb NeT padoThl
NpOorpammel O4MH B3POCHBIM NAUMEHT Cckaszan mHe: «Hy, MyKOBMCLMAO3 — 3TO e MoAHOe 3abonesBaHues.
B stom pazsopote Ha 180 rpagycos — abconioTHas 3aciyra dpoHaa «OCTpoBay, KOTOPbLIM co3aan 3Ty npo-
rpammy U NOAAEPKMBAET €€ CTOMbKO NET.

MNonetaesa Onbra OnerosHa

KIMHUYECKM ncmxonaor, cneunanmncT no pa6OTe C TaXXeNbMM 1 XPOHUHYECKMIKM COCTOAHNAMN, NpedCcTaB1TENb pa6oqem rpynnol
Mo MEHTANTbHOMY 3400[00BbO EBpOﬂe\;\CKOI’O O6LLL€CTBG MYKOBMNCLUMOO3a

* MHavBMayanbHyo 10pUAMHECKYIO MOMOLLb.

B 2025 rogy DoHpa paclumpmi Nporpammy MHOMBUOYANbHOM IOPUANMHYECKOM MOMOLLM. 38 HECKOSbKO MeCcs-
LUEB MMUIOTHOrO 3Tana K Ham o0paTunmch nopsaka 30 YenoBeK, MU Mbl YBUIAENM, KAK BAXKHO TEM, KOrO Mbl
NOOOEPKMBAEM, MMETb BO3MOXKHOCTb MOSMYYMTb NPOMDECCHMOHASBbHYIO MOMOLLIL B 3TOM cdhepe.

C Havana 2025 roga 3a KOHCYNTaUMsImMM I0PUCTa MOTyT OOPATUTLCS He TOMbKO B3POCHbIE MIOAM C MYKO-
BMCLMOO30M M MX BNU3KME, HO TaKKe PoaUTENM AeTer Noboro BO3pacTa M CrieumanucTsl, padoTatoLime
B MALUMEHTaMM C MYKOBUCLIMOO3OM.

OBpaThTbCs 3a IPUANYECKON MOMOLLIBIO MOXHO MO CAMbIM Pa3HbIM BOMPOCAM, CBA3AHHLIM C 3aLLMTOM
NpPaB U MHTEPECOB JNIOOEN C MYKOBMCLIMAO3OM:

- oBecnevyeHne TapreTHoOM Tepanumeit 1 NnekapcTeeHHoe obecrnedeHme,
- Nosy4eHne MHBANMAHOCTY,
- obecneveHmre TEXHUYECKUMM CREACTBaMM peadunmuTaLmm.

Keiic: VicTopus 60pbbbl 3@ TAPreTHYIO TEpAanMio A4ris B3POCIOro naymeHTa

3a nomolupbio Kk agsokaty QoHga obpaTmiach AEBYyLLIKA C MyKOBMCLIMAO3OM, MPOXMBAKOLLAS B Of-
HOM M3 MOBOJMKCKMX PEerMoHoB. B pesynstate BpadebHoM kommccum B aBrycte 2024 roga et Obin
Ha3HAYEH XM3HEHHO BaXHbIM MPENapaT TapreTHoM Tepanmm. B TedeHme Tpex mecsileB perMoHarb-
HbI MMH3APAB 3aTArMBaN OTBET O CPOKaX 3aKyMKW. loraa B HOSOpe AeBylUKa obpatunachk B dooHz
«OcTpoBa» 3a BECMNNATHON IOPUAUHECKON KOHCYBTaLMEN.

AnsokaT Mapwus JlykbsiHOBa moArotoBmna kanody B MPOKypaTypy. B pesynstate paccmoTpeHms
wanoObl B Aekabpe HapyLLeHWe ObiNo NOATBEPHAEHO, HO MpenapaT TaK M He 6bin 3akynneH. Oa-
Hako Grarofaps HACTOMHYMBOCTM M MPOMPECCHMOHANBbHOM NOAAEKKe opucTa B doespane 2025 roga
[EBYLLKA HAKOHEU-TO MONy4Ymna AONroXAAHHbBIN Npenapar.

CerogHs nonyymnna TapreTHoit npenapat! C 3aBTpallHEro AHa HauHy NpPMHWMaTb. Ecniv 6bl He Bol, gaxe He
3Hato, Nonyymna Obl 9 3TW 3aBETHLIE TAONETKM UM HET.

Mbl BUAMM, YTO Aaxe Mpur PA3BUTHMM CUCTEMHBIX MED MOAAEPKKM OCTAIOTCS CUTyaLmM, rae 6e3
aapecHoro y4actms QoHga He 0OoKTHCh. B3pocribie naumeHTsl C MyKOBUCLIMAO3OM MO-MPEXHEMY
HYXAQIOTCS B JOMOSTHUTEBHOM MOMOLLM — B MUTAHUM, MCHUXOIIOMMYECKOM MOAAEOKKE, I0PUANHECKOM
COMPOBOXAEHUMN 1 MATEPMATIBHOM MOMOLLM A7 MOKYIKM AOPOrOCTOSILLMX OUIETOB.

DoHA NPOJOIIHKUT [Pa3BMBATL BCE HAMPABIEHMUS MHAMBMAYAbHOM nomoLym B 2026 rony, onmpasich
H& 3arpPOChkl MALMEHTOB M MX CEMEM.
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MNHdpopmaunMOoHHas NoAAEPKKA

MHdbopMmaLMOHHas NoaaepKKa AN CNeLuanmcToB

OpHum 13 dookycoB BHMMaHWsS DoHaa sBnseTcs MHAPOPMALMOHHAS MOALEPMKKA CNeumanmcToB, NMOMO-
raloLLyx naumeHTam ¢ mykosucumaozom: QoHa nepeBoanT U M3daeT NpodoecCMOoHaNbHYIO NUTEPAaTYPY,
EXEMECSHHO BbINMYCKAET OO30P HOBbBIX HAYYHBIX CTATEM WM MPOBOAMT IMEKTPOHHYIO PACCHINKY HOBOCTEM,
PACNPOCTPaHAET GecnnaTHble nedaTHble matepuransl. [lapTHepsl QoHAa TakKe MOMYT MOMYYMTb MO NoYTe
KHWMM, GPOLLIOPE M METOAMHECKME MOCOOUS AN NIMYHOMO MCMNONb30BaHWsS U OUOIMOTEK MEOMLMHCKMX
yypexaeHuim.

LindpbpoBasi cuctema ansa gMHammyeckoro HabnioaeHUs NauMeHTOB U obMeHa MHpopMa-
LUMEeN MeXay AOKTOpamM AeTCKoM U B3pocnok 6onbHuy — CFMed

OpnHa 13 OpPraHM3aLMOHHBIX MPOOIEM B POCCUUCKOM MPAKTUKE NEYEHMsS MyKOBMCLUMOO3a — MOTEPs Ha-
KOMMEHHBIX MEOMUMHCKMX OaHHBIX MNPW Nepexode nauMeHTa M3 OeTCKOro LeHTPa BO B3POCHbIM. TMNOBLIE
BOSbHUYHBIE MHPOPMALMOHHBIE CUCTEMBI HE MO3BONAIOT MEepPeaaBaTh aHANMTUYECKYIO UCTOPUIO Gones-
HW Oawe C cornacus naumeHTa. Bpaum B3pocnolt ceTu BbiHYXAEHb HaYMHATL HabGNoOEHUE MPAKTUYECKM
C Hyns.

Netckmin ueHTp mykosucumaosa B CarkT-Ietepbypre (Ha 6a3e CIN6 MBY3 «Arb Ce. Onbruy) Habnogaet
netert ¢ O go 18 net ¢ 1980-x rr. B 1999 r. Ha Gaze yupexaeHus Gbina co3gaHa COOCTBEHHAs BHYTPEHHSS
CUCTEMA OMHAMMYECKOTO HAOMIOAEHUS MALMEHTOB C MYKOBUCLMAO30M. DTa CUCTEMA MCMOMb30Banacek 25
NET, HO, K COXaneHuio, TEXHUYECKM YCTapena M He MO3BOSsaia aBTOMATUYECKM aHaNU3MPOBaTb AMHAMMKY
COCTOSIHMS MaUMEHTa B JONMOCPOYHOM NEePCneKTMBE, OTCYTCTBOBAMA BO3MOXKHOCTL nepeaaym MHdpopma-
UMK C COrnacus mauveHTa B Apyroe nevebHoe yupexaeHue.

OcobeHHO ocTpo npobnema COXpaHeHUst NevYeBHOM MHAPOPMALMK MPKU Nepexoaa U3 AETCKOM CETM BO
B3pocnyto nposeunacs ¢ 2020-x T, Korga exerogHo 5—12 petei, [ocTuras COBEPLUEHHONETHUS, CTanu
«YXOOWTb» BO B3POCHHIM LEHTP MyKOBMCUMAO3a Ha 6aze CI16 TBY3 «TMIMB Na 2».

B 2025 rogy 3Ta npobnema nonyyuna cMcTemHoe pelleHme. Ha ocHoBe AeMCTBYIOLIEro MPOrpammHOro
obecneverms QoHpa co3aan 3aKPbITYIO 3aLmLLeHHYIO 6a3y AaHHbIX, KOTOPast NMO3BOSFET fedalliemy Bpady
NEerko crneamTb 3a MOKa3aTENsSIMM 300PO0Bbs MaLMEHTa M BrepBbie obecneymBaeT nepeaady noaHoM McTo-
PUM HABMIOAEHWS MALMEHTa MEXAY AETCKUM U B3POCITBIM LIEHTPAMM MYKOBMCLIMOO3A.

CTpyKTypa HOBOM CMCTEMbI ObiNa pa3paboTaHa Npu akTuBHOM ydacTum spaden (Opnosa A. B., CtenaHeH-
ko T. A, Mawkesnda A. A., Hanblumnoit E. A)). TexHudeckne 3agaum pa3paboTkM peani3oBarn NoapsadvK
— IT-komnaHus, B gekabpe 2025 r. Ha4aT 3Tan NMofb30BATENBCKOrO TECTUPOBAHMS, KOTOPLIM MPOANUTCS [0
mioHst 2026 .

B 2025—2026 rr. CFMed npoxoauT TecTupoBaHue B AByX KnuHukax CaHkT-[eTepbypra u rotoBUTCS K
permcTpaumm B Peectpe Poccuiickoro nporpammHoro obecnedenums. lNocne pernctpaumm B Peectpe 6a3a
GyneT AOCTyNHa AN BHEAPEHWS B MEAMLMHCKUX YUPEKAEHUSAX MOObIX PErMMOHOB CTPAHbI.

®oHp roTos nepenasaTh IMUEH3MIO Ha MCMOMb30BAHUE CUCTEMbI OE3BO3ME3AHO B MEAMLMHCKME ydpexae-
HWS, rae HabMOOAOTCS NALUMEHTH C MyKOBMCLIMOO3OM.

B 2025 rogy Ha cosgaHue 6a3bl gaHHbix nspacxonosaro 1,4 mnn P
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Exkemecs4Has paccbinika HOBOCTEN M 0630p Hay4YHbIX CTaTen

C 2024 roma oavH pa3 B ABa Mecsla Ha MHJPOPMALMOHHBIX pecypcax DoHaa BbIXoAUT 0630p HayYHbIX
cTaTel 1 HOBOCTEN 06 UCCNEAOBAHMUSAX U BaXHBIX COOBITUAX B MUPE MYKOBMCLIMAO3A.

LLlecTb 0630pOB sLiLLINo B 2025 rogy, Kyaa BoLnv nepesoas 32 CcTaTeM
C KPATKMM OMUCAHMEM M CCBIFIKAMM HA UCTOYHMKM

3a co3gaHme 0630pa M Nepesos matepmranos Onarogapum MeaHa 3aHmHa, cneumanmcTa HayuHo-o6pa3o-
BATESIbHOMO MPOMECCHMOHASNBHOIO LUEHTPA reHeTMYeckmx 1M nabopatopHbix TexHonoruin OreQy CamlMy
M3 PO.

YuyacTtue B noaAroTtoBKe M PacnpPoCTpaHEeHUHM permcTpa nayneHToB

HaumonanbHbiM Pernctp Benetca ¢ 2009 roaa, yupexaeH OIEHY «Meamko-reHeTuieckii HaydHbit LeHTP
M. akagemmnka boukosar. Coburpaemble ceenerms (Gonee 200 nokasaTtener 340P0BbsS M Teparnuim) No3so-
NS0T AOKTOPAM BUAETb PEAsbHYIO CUTyaUMIo B Cdpepe nedeHus fetel 1 B3pocnbix B Poccum, onepaTmeHO
M OBOCHOBAHHO TOTOBWTL 3asiBKM B MUHUCTEPCTBO 34PABOOXPAHEHMST U BECTU HAYHHO-aHANUTUHYECKYIO

paboTy.
B 2025 rogy @oHg noggepan MOASPHMU3ALMIO PErMCTPA — BHECEHbL AOMOMHUTENbHBIE CBEAEHMS B 3MeK-
TPOHHbBIE MHOMBKMAYANbHLIE KAPTHl MaUMeHToB B 12 pasaenax:
nemorpadomst (HaLMOHANbHOCTb, PACOBAs, STHMYECKAs NPUHALNEKHOCTD),
* OCIIOKHEHMs (OCTEONEHMs, aPTPMTLI, racTpo330doarearnbHas pPedoniokcHas GonesHb, aenpeccus),

*  [OMArHOCTMKa (CMMPOMETPMS, COCTOSHME YIMEBOAHOMO OOMEHA, MMMKMPOBaHHbLIM remornobuH (HbATC),
OpasbHbIM MIIOKO30TONEPAHTHBIN TECT),

* nepeHeceHHble MHADEKLUMK,
* pacLUMpPeHHas MUKPOBMONOorus,

TepanmMa (I-(OJ'II/I“IeCTBO KY[PCOB Ie4deHuna aHTl/I6I/IOTl/II-(aN\l/I, KONMMYeCTBO AHEN NeYeHus aHTl/I6I/IOTI/IKaN\I/l,
nedeHne BblICOKMMKM JO3aMM HECTEPOMAHBIX MOOTMBOBOCMAIMTENbHbBIX npenapaTOB),

30HA0BOE MUTaHME (YPECKOKHAS SHAOCKOMMYECKAs raCTPOCTOMMS, HA30raCTPASbHbIM 30H4),
* CpencTsa peabunutaumm,
* NanaMaTUBHBIM CTATYC,

*  WMHBAMMOHOCTb.

B 2025 rony QoHa noaaepxan MOAEPHM3ALMIO M M3AAHME PErnCTPA
Ha cymmy 1 mnu P
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NHdpopmaLmoHHasa noaaepKka Ans naumeHToB

Cos,anme BUOEOKOMIJIEKCa ynpamHeHMﬁ no KnMHes3uTepanmm ana nayMeHToB

B 2025 rogy QoHa BbINYCTU BUASOPONMK MO KUMHE3MTE- . x v‘
pPaNM — CNeUManbHOM ObIXaTENbHOM MMMHACTUKE, KOTOPAaS Q R ;

MOMOraeT O4YMLLIATb NErkme OT MOKPOTHL Maes Buaeoponm- aibo - .
KOB pOAMNach M3 3a00Thl  BpaYei-MyIbMOHOMOMOB O TOM, ANMTENBHOCTBIO

YTO AN NAUMEHTOB CTaplue 18 neT HeT NPOCTLIX M AOCTYmM- ' 15 MHHYT 4
HbIX HaMMAOHbIX MATEPMANOB MO kuHe3uTepann. OoHospe- r COCTOMT M3 “

MEHHO B pernoHax Poccum coxpaHaeTca ocTpbit aedoyumT 0 AR

WMHCTPYKTOPOB MO NevebHOM dOM3KYNETYPE, KTO BRageeT
METOOAMM PABOTHI C MaLMEHTamM C OONEIHAMM NEMKMX.

Ponmk CO34aH B MepByto odepedb A4 B3POCSbX MauMeHTOB C MYKOBMCUMOO3OM, 4TOObI 3aHMMAETbCS
OOMa N CaMOCTOATENbHO NOAAEPKMBATb 340000BbE JIErKMX. Ho Takke oH 6y,qe‘r none3eH PoOACTBEHHMKAM
M ONN3KUM MnaymneHTos, 4TOOB MOMOTaTh B BbINOAHEHMM yrlpa>+<HeHw?1, a angd BpaL-Iel;l n cneymnanmcToB CTa-
HET AOMOJTHUTENbHBIM o6yu|a+ou_u/w\ MATEPUANTOM MNP HA3HAYEHNN KMHESNTEPAMNNM MAUMEHTAM.

[MpoeKT cozaaH no MHMLMaTMBeE TaTbsdHbl AnekcaHapoBHbl CTeNaHeHKO, K. M. H., BPa4a-MnyfibMOHOSMOra, 3a-
Benytouler [ynbmoHonorieckmm otaeneHmem No 2 IKcnepTHOro UeHTPa Mo NpodMo «myNbMOHOMOTMS»
CIn6 TbY3 «fopoackaa mHoronpodombHasa 6ombHMua No 2», LleHTpa no neveHuio B3pOChbIX C MyKOBMC-
umposom B CankT-lNeTtepbypre. Bmecte ¢ Eneron BauecnasosHomn BacuHOM, MHCTRYKTOPOM-METOAMCTOM
JIOK m cneupanmuctom no peabunmtaumm, GoHg NoaroToBMn NOHATHOE M MPAKTHUYHOE PYKOBOACTBO AN
CAMOCTOSATENBHbBIX 3aHATUI.

Buoeozanucn gocTynHbel Ha «PyTio6» 1 BO «BroHTaKTe.

HoBoe n3paHue 6polutopbl «<PebeHOK MAET B LLUKONY»

B 2025 rooy BO «OcTtposay m3nan obHosneHme GpoLuiopsl «MyKo-

BMCUMOO3 Y pe6eHKa B WkKone. Y1o HY>XHO 3HATb Y4MTEITIO O MYKO- M"H“ B“cu"nna
BMCUMOO3€E U OCOBEHHOCTAX TaKMX YHEHNKOB». u FEEEH“n B ul““jl[

B 6poliope npocThiM M OOCTYMHBIM S3bIKOM [PA3bsSCHIETCS, YTO
31O 3ab0oneBaHMe He NPEeACTaBSET ONacHOCTU NS OKPYHKAIOLLMX,
HO TpebyeT 0CcoBOro BHMMAHKS K OpraHm3aumm y4ebHoro npouec-
ca. [laHbl MpaKTUYecKMe PEeKOMEHOAUMM MO KITIOHYEBBIM ACTIEKTAM
LLIKOJTbHOM M3HM: y4eBHOMY MPOLECCY, OU3NMHECKOM aKTUBHOCTH,
MUTAHMIO, MHJDEKLMOHHOMY KOHTPOJTO.

Brnarofgapvm 3a HEOLIEHMMYIO MOMOLLb B MOATOTOBKE MyOnMKaLmm
meouumHckoro pepaktopa Onbry VropesHy CUmoOHOBY, 4. M. H.,
rMaBHOMO HAYYHOrO COTPYAHWKA, 3aBEefyIOLYIO MyNbMOHOMOrMYe-

. WrD MRS THATH TUATEMNNS 0 MYKORHCEMATIE
ckum otaenermem OIFAY «HMUL 3poposbst aeteis MuHzgpasa # OCOSENNOCTAY THRMK YHOHAEDE

Poccumm. ﬁ PN

b e

[MpounTaTh B INEKTPOHHOM BUAE MK Ckadats PDE
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[ops4yas nMHMA NO MyKOBMCLMAO3Y

B 2025 rony npopormkmna paboTy ropsyas muHMS Mo MYKOBUCLMAO3Y, OPraHM30BaHHas CrneumanmicTamm
OIreHY «MI'HLU» n N6Y3 MO «HWKW petctea M3 MOp.

Ha Bonpoch no TenedoHy ropsdert NMMHUM OTBEYAIOT BPadYM C MHOTOMNETHMM OMnbiTom paboThl. OHKM galoT
KOHCYNLTaLMM Mo OCOOEHHOCTIM MUTAHMUA M DEPMEHTHOM TePAanuM NauMeHTOB C MyKOBMCLMAO30M, MO-
MOTaloT POOMTENAM PA300PaTLCA B PEIYIbTaTax MMKPOOUONOMMUECKMX MCCNEA0OBaHMM, KOHCYIBTURYIOT
Bpa4Yer Mo BOMPOCAM Ha3Ha4YeHMsl aHTMOAKTEePMAaNbHOM Tepanmm.

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

B ron Ha onnaTy paboThl crneupanuctos ropsueit nuHum solnensetcs 600 Toic. P

Mbi CTPEMUMCST K TOMY, YTOOBI M CRIELIMATIMCTHI, M MALMEHTHI MMEM AOCTYI K JOCTOBELHbLIM, aKTYaslb-
HBIM U MOHSITHBIM MATEPMAIam O MyKOBUCLMAO3E. [10 OT3bIBAM Mbi BMAMM, YTO CO343BAEMbBIE HAMM
[PECYChI M MHCTPYMEHTHI BOCTPEOOBAHLI, M MPOAOKMM MX passusaTs B 2026 rody.
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[TomoLwb permoHam

C momeHTa coznaHus QoHp yoensn ocoboe BHUMAHME MOLAAEDKKE CMELManMCTOB M ONMPancs Ha poam-
TENbCKOE MAaLUMEHTCKOE COOOLLECTBO B PErMoHax, MOHWMMAS, YTO MMEHHO Ha MECTaxX MOXHO BbICTPOMUTb
3P PEKTUBHO PabOTAIOLLYIO CUCTEMY NOAAEPKKM TOAEN C MYKOBUCLIMAO3OM.

DoHa noaaepMBaET PerMoHanbHbie MEAMLMHCKUE YHPEXIEHMS, B TOM YMCIIe Yepes nprobpeteHme o6o-
PYOOBaHWUS, COAEMCTBYET OPraHM3aLMOHHOMY PA3BUTUMIO MHULMATMBHLIX rpynn 1 naumeHTckmnx HKO, nomo-
raeT Cco34aBaTb M PUHAHCOBO MOAAEPKMBAET PAHAPANIMHIOBBIE M MHADOPMALMOHHBIE MPOEKTH, @ TaKXe
CNOCOOCTBYET BHICTPAMBAHMIO OTHOLLEHWM C MAPTHEPAaMM, aAMUHUCTPALMEN PETUOHOB M NevebHbIX yu-
peEXAEHUN.

Hepeako DoHA BLICTYNAET MapTHEPOM MPOEKTOB, HaMPABMEHHbIX HA PA3BUTUE MOMOLLM MIOASM C My-
KOBMCLMOO30M B pervoHax PO, koTopble nogaepwaHsl ApyrMmM rpaHtoaatensmu, Hanpumep, DoHoom
[Mpe3naeHTCKMX MPaHTOB.

[Nopneprkka coumanbHbIX MPOEKTOB

MpoekT «Bapixas M3Hb...»

B 2025 rogy QoHa nopaepan npoekT «Babixas wum3Hb...» B bapHayne — 310 MHMUMETMBA pPOAMTENEM
M coumarnbHbIM MPOEKT opraHm3aumm «[lapyca Haaekably, HaNpPaBNEHHbIM Ha NOAASPIKKY CEMEMN, B KOTOPbIX
PACTYT OETU C MYKOBUCLMOO3IOM.

OcHoBHasa Maes NpoeKTa NPOCTas U NMOHATHAs — POOUTENM AETEM C MyKOBMCLIMAO3IOM EXEAHEBHO KMBYT
B PEXMME MOCTOSHHOM 3a00Thl, KOHTPOMS M BHICOKOM 3MOLIMOHANBHOM HAarpy3KM, MO3TOMY MM CaMMM He-
06X0OMMO MPOCTPAHCTBO AN NOALAEPKKM, OOLLEHMS M BOCCTaHOBMEHMS curl. OpraHu3aumm Takoro npo-
CTPAHCTBA ANs OOLLEHMS U Obil MOCBALLEH MPOEKT.

BabixaTb M3Hb — 3TO TO, YTO POAMUTENM ASNAIOT KaXObiM AeHb, 24/7, nomoras CBOMM OETIM C MyKOBMCLIM-
[IO30M AblllaTh cBoGOAHEE. Ho B 3TOM HENpEepbiIBHOM MapadooHe BaXHO MOMHUTL M O cebe. Hall npoekT
CTan NPOCTPAHCTBOM, e MAaMbl CMOTTIM BbIAOXHYTb OOJb M YCTaNOCTb M BAOXHYTb NMOAAEOMKY M HAZEX Y.

B npoeKT BoWNM Cpa3y HECKOMBKO MEPO-
NPUSTUI: MEPBOM TOUKOM COOPKM ANs PO-
OUTENEN CTan KyNMMHAPHBIM MACTep-KNacc,
B KOTOPOM MPUHSNKM ydacTue 16 venosexk.
[o aToro poautenn B OCHOBHOM OOLLa-
nUCb B OHNarHe. B npouecce coBmecTHOM
FOTOBKM MEPBOHAYaIbHAs CKOBAHHOCTb
nocTeneHHo yLuna, a obLeHre cTtano 6o-
nee [OBEPUTENBbHBIM M KUBBIM.
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3aTem COCTOsINaCh BCTPEYE C MCUXONOrOM
ans 13 yysactHukos. Ha Hel obcyxpanuce
BOMPOCH  3MOLMOHANBHOMO  BbIFOPAHMS,
NPUHSTKS  OMarHo3a, OanaHca KOHTPO-
s M CaMOCTOATENBHOCTM pebeHKa, Obin
Pa3roBop O OGOME3HM M FMYHBIX TPAHM-
uax. BaxHoM 4acTblo 3TOM MCTOPKMKM CTana
M HEOXMIAHHAs MOAMAEPKA CO CTOPOHbI
OKPYeHMs: Ha GnaroTBopuTensHom cOo-
pe, OPraHM30BaHHOM Ha 4aCTHOM OOU-
nee, yaanocb cobpatb 36 ThiC. pydnen, Ha
KOoTOpble ObINKM MPMOBPETEHL MOAAPOY-
Hble CepPTUdOUKATBI AN YH4aCTHML, BCTOEYM.

[Be rpynnel No 8 yenoBek MPUHANKM y4acTue B 3aHATMAIX
B FOHYapPHOM MaCTEPCKOM.

[ns Hac 37O He MPOCTO «pPyKodenMe»., ITO KaK apT-Te-
pPanus, KOTopas NMOMOTaeT POAUTENSAM MPOXMBATL CIIOM-
Hble 3MOLMM, pPaboTa C MMMHOM MOMOraeT OTKITIOUYMTLCS Ha
BPEMS OT TPEBOXHbLIX MbICTIEM.

3aBepLIEHNEM TMpPOeKTa CTan oTOMPOEKT  «bilu...»,
B KOTOPOM HECKOMbKO MaM CMOTTIU BbIPA3MTh OLLyLLiEHWE
«Tbl HE OAMH.

Bbinu m TPYAHOCTH, Obin CTpax, 4TO He Nony4nTCd 1nm He
MOHPABUTCA YHACTHUKAM. Bbino mHoro SMOUMOHAJTbHbBIX
I'IepeH(l/IBaHl/ll;l. Ho BcnommHas cuacTnmebie nnua poaunTe-
nem, NMOHMMAIO, YTO BCE 3TO ObI1o He 3pP4.

[MpOeKT Jan 3ameTHbIM 3dodpeKT Ans perroHanbHoro coobulecTsa. PoguTenn ctanm akTmBHee OOLLATbCS
M NOOAEPKMBATb OPYr OPYra, MONOAbE Mambl HaYaIM Yalle BKMIOYATLCA B OOLLMM AMANOr M BbIXOAMTb Ha
nW4YHBIE BCTPEeYM. [locne BCTpeun C NcmMxonorom Obina co3gaHa rpynna, @ HEKOTOPbLIE Mambl MPOAOITHKMIIM
pPaboTy CO CNeUManmMCTom MHAMBMAYASbHO.

Cymma NMoadepKKm npoekTa «Babixas m3Hb...» — 300 Tbic. P
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[MNopneprkka MEeOULUMHCKUX YYPEXAEHUM

BnarotBopuTenbHbit dpoHa «OCTpOBay PAaCCMATPUBAET 3a8BKM Ha MPUMOOPETEHME MEAMLMHCKOrO 060-
PYLOBaHMS, He BXOASLLErO B CTAHAAPTHI OCHALLEHWS OTAENEHMI MyNIbMOHOMOMMM M PACXOAbl Ha KOTOPOEe
NPAKTUHECKM HEBO3MOXHO 3aNOKUTb B BIOMKET OOMbHMLbI.

B 2025 roay 6bino npuobpeteHo cneayiollee obopyaoBaHme Ans B3pocnom n aetckor 6onbHmy CaHkT-lMNe-
Tepbypra:
*  Npubop-pacnbLNUTENb BOAOPOAA AN AE3MHADEKLIMM,

* npubop NIOX VERO® ans mnamepeHust YpOBHS OKMCKM a30Ta B BblABIXAEMOM BO3AYXE, C MPUHAANEKHO-
CTIMU,

* KomnnekT Simeox.

HOMOLLI,b permMoHalsibHbIM MAUMEHTCKMUM OPraHU3aUMNAM

[na KnpoBsckolt perroHanbHOM oBLLIECTBEHHOM OPraHM3aLMM NOMOLLM GOMbHBIM MYKOBMCLIMAO30M «Bo3-
OYyLUHBIA Wap» Oblnu 3aKynneHsl 1 nepeaaHsl 30 reHepaTopoB 030Ha Ha OOLLYyI0 cymmy 255 Thic. P.

O30HaTopPbl — BaHbLIM IEMEHT EXeQHEBHOM 3a00Thl O MaLMEHTaX C MyKOBUCLIMOO3OM: OHM MCMOMb3YIOTCS
AN CTePUNM3aLMM MEOULMHCKMX M3AENMM, KOTOPLIE MPUMEHSIOTCA B NOCTOsHHOM Tepanum. OcobeHHo
LUEHHO, YTO 3TW MNPMOBOPLI KOMMAKTHBI U MPOCTEl B MCMOMb30BaHMM, MOITOMY MX MOXHO 6paTb C COBOM
B GOSMbHULY MMM B NOE3AKY — Ty, rae CobnoaeHMe BLICOKMX CTaHOAPTOB MMImeHbl KPUTUYECKM BaXKHO.

Xouy BbIPasMTb MCKPEHHIOK OnarodapHOCTb 3a 030HATOPLI! OHM CYLLIECTBEHHO OONErdYMiIM HaLly rocnmTa-
AM3aumio, rapaHTHpysd 6e30MacHOCTbL 0OPABOTKM MEeOMLIMHCKMX naaenuit. OrpomHoe cnacibo aHOHMMHO-
My 6naroTBopuTenio 3a 3a60Ty!

YecHokosa E. B.

Mama OBYyX OETEN C MyKOBMCLIMAOIOM
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CobbiTHs B permoHax

Bble3,E|,HbIe LLkonbl no KUHEe3nTepanmmn, NnCUxXosnormm n gueTosiormm

Buiesgras LLkona — 310 meponpusatre, kotopoe DoHA OpraHM30BLIBAET B PErMOHaxX Ofd TOro, YToObl
Y MaLMEHTOB C MYKOBUCLMOO30OM M MX OIIM3KMX OblNa BO3MOXHOCTb MOMYYMTb OUHYIO MHAMBUOYANbHYIO NMCK-
XOSOMMYECKYIO KOHCYNETALMIO, @ TaKKe KOHCYNbTALMIO KUHE3UTepanesTa 1 ametonora. [ lporpamma LLkonb
6bl1a co3aaHa Mo MHOTOYUCIIEHHBIM NPOCEBAM AOKTOPOB M POAMTENEN MALMEHTOB C MYKOBUCLIMOOIOM.

B 2025 rogy 6binm opraHmsosaHsl LLkonbl B cneayiowx roponax: Ctasponone, AcTpaxaH, CmoneHcke,
ApxaHrenbcke, Mpkytcke, Operbypre, Kemepose, Bonorae 1 HYepkeccke.

Pa6oTa BolesgHoM LLIkonbl BkoYaeT:

+  Geceay Uy OOKNa4 CneumanMcTa AN Bpadeit 1m poauTenel, rae y4acTHUMKM MOTYT 3a4aTb BOMPOCHI,

*  MHAOMBMAOYaAJlbHbIE KOHCYNbTAUMKM O1A9 CEMbM.

[Npo ApixaHWe M TexHUKY MHrandaumm: «Ha macTep-knacce ans MeHst OTKPbITMEM CTana HeoOXOAMMOCTb
onpeneneHHbLIM o6pa30/v\ OblLLaThb. N\bl BMeCTe C BPa4OM nogo6panm TAKTUKY BOOXa-BblAOXa, NMpoBEpPUIIN
WMHIaNsToOpP — M OKa3anoCh, YTO OH PAOOTAET COBCEM He TaK, KaK mbl aymany. OueHb MHOMO BaXXHOM MH-
dhopmaLmm, 9 O4eHb Panad, YTo 34eChb NOObLIBanNa.

[Mpo NuTaHWe 1 MHAMBMAYANbHbBE PekomeHaaumm: «[TpuLna ¢ KOHKPETHBIMM BOMPOCaMM — MPO BUTAMMHDI,
nuTaHve, GanaHc GenKoB, XMPOB W YrNeBOAOB. YCnbilLana OTBETH Ha BCE, @ CBEPXY — MHOrMO MONe3HoM
M HYXHOM MHOJDOPMALMM, O KOTOPOM Aake He Aymarna.

[MpO dhM3MUECKYIO aKTMBHOCTE M Habop Beca: «CeroaHs Gbir O4eHb MONE3HbIM OMbIT. Y3Hamu, 4To Habupanm
BEC He 3a CYET TOro, YTO HYXHO. Ham nokazanu npasuiibHbIE YNpaXHEHMs, YTOOb PeGeHOK MO Cam crie-
ANTb W1 BBINOMNHSATL MX. JMeTonor oGbscHMM, YTO Y HAC Mano Oerka U MbILLUEYHOM MAacChl, M MOPEKOMEHAOBA
JOMOMHUTENBHYIO CMECh — HAAEEMCS, YTO MOKAa3aTeNM Ha4HYT PacTU.

Ha opraHmzaumio v nposeneHme Boie3aHbix LLIkon
B 2025 rogy @ong suigenvn okono 700 Tbic. P

CTpaTernyeckas ceccus ans npeactasmMTenei naumeHTCKMX opraHm3aumi

ExxerogHo B Uensgx pa3BUTUS POOMTENBCKOrO COOOLLECTBA W YKPEMNEHWS B3aMMOAENCTBUS MEXKAY MaLm-
EHTCKUMM opraHm3aumamm dooHa «OCTpoBay OpraHnsyeT cTpaTtermdeckyto ceccuio. Cobbitne oobeamHseT
nmaepos 1 npeactasmtenein HKO, paboTatowmx ¢ niogbmm ¢ MyKoBMUCLIMAO030M. Llenb BCTpeun — coBmecT-
HbI MOWCK peLLeHUi Hanbonee oCTpbIX NPOGrem.
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B pamkax nporpammbl yHaCTHUKKM OOCYHKAAIOT aKTyallbHble BOMPOCH NIEKAPCTBEHHOIO 06GeCrneveHms, CTaH-
JAPThl MEAMUMHCKOM MOMOLLIM M MEXAHM3MbI B3aMMOLENCTBUS C rOCYAapCTBEHHBIMM CTPYKTYpamu. Ocoboe
BHUMAHWE YOENAETCS PONM MALUMEHTCKMX OPraHM3auUui B YryHLIEHMM Ka4eCTBa XM3HM TIOAEN C MYyKOBMC-
UMIOO30M M UX CEMEMN, @ TaKKE BOMPOCAM MPEEMCTBEHHOCTM MPUY Nepexode NauMeHTOB 13 AETCKUX Meam-
UMHCKMX YHPEXOEHWM BO B3POCNYIO CETh.

Ocenbio 2025 roga cpoHa «OcTpoBay NMPOBEN eXerogHylo ctpaterndeckyto ceccumio. OQHOM M3 KIOYEBbLIX
334a4 BCTPEYM CTano cobparb M MpPOaHanmM3upPOBaThb JyHLIME PEerroHanbHble MPaKTUKKM — Te peLUeHus,
KOTOPbIE YXKe Ceil4ac MOMOraloT AETIM W B3POCIBIM C MYKOBUCLIMAO3OM.

B 2025 rony B CTpaTermyeckom ceccum Ans naumeHTCKUX OpraHmM3aumi NouHSNmM ysactme

NpencTaBUTENM PEMMOHANbHbBIX COOOLLIECTB M3 41 pPerMoHa

CoBpemeHHas Tepanus: perMoHasbHbIM Nporpecc

bonee 10 PEerMoHOB PacCKa3aliM O CBOEM |oa6OTe, M MPaKTH4eCK BO BCEX 3a nocneaHun rog npounsoLuen
3aMETHLIM COBUI B obecnedeHmnm B3POCSbIX MauMeHTOB Tapl'eTHOVl Tepaﬂmel?] — npenapatamm, KOTopbie
MPEUHUNTIMANTBHO MEHAIOT MPOMHO3 M Ka4eCTBO XXM3HU.

+ B Apbiree n Cesactonone obecnedeHbl BCe B3POCHbIE MaLMEHTHl, KOTOPLIM TEepanuMs PeKOMEHIOBAHA
henepanbHBMU LIEHTPAMM.

+ B Kanununrpaae, Camapckoi obnacti m [NprmopcKom Kpae nocne AnMTeNbHOM IopuamMieckon padoTsl
W PErynapHbIX BCTPEY C PErMOHANbHBIMM MUH3APABAMKM HANAXEHO YCTOMYMBOE ObBecrnedeHme B3pOCbIX
NauMeHTOoB.

+  Ceepanosckas obnacTb 3aKkpenuna nopsaok MHAMBKMOyanbHOrO OBGecrneyeHus TapreTHOM Tepanuei,
npeaycMmoTpeB dprHaHcKpoBaHme no 2027 roapa.

3a KOHOA4aTeJ1IbHbl€ U3MEHEHMUS

Y4acTHUKM NPeacTaBuiiv BaXKHbIE PErMOHAsbHBIE MPOPbIBbI, CBA3aHHbIE C HOPMATUBHBIM PETYTMPOBAHMUEM.

Ocoboro BHMMaHKs 3acnymnBaeT paboTa B MNeH3eHcKoM o6nacTy, rae Brnepsblie Ha YPOBHE PErnMoHansHoM
NPOrpPammbl FOCrapaHTUM 3aKpenneHo obecrnedeHme OeTel C MyKOBMCUMOO30M MHransTopamm, Hebynam-
3epami M PaCXOAdHBIMKM KOMMMEeKTamm. [ns cemen 37O KPUTMYECKM BaMKHO, MOCKOSbKY WHransumoHHas
Tepanus NPOBOAUTCS EXXeAHEBHO, @ 0O6opyaoBaHME ObICTPO M3HaLUMBaeTCs. HoBoe pelueHmne No3Bonmio
y)Ke B 3TOM rofly BblAaTb NEPBbIE KOMMIEKTH — Tenepb obecnedeHme NPOBOAUTCS CUCTEMHO, @ HE 3MM30-
ANHECKMN.
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XaHTbl-MaHcUItCKkMI aBTOHOMHBIN OKpyr — lOrpa BHec M3meHeHWs B mocTaHoBneHus [lpaBuTenscTea
OKPYra, OTKPbLIB BO3MOXHOCTb LEHTPATM3OBAHHOM 3aKYMKM KOMMPECCUOHHbBIX MHTANATOPOB M AbIXaTeSbHbIX
TPEHAKEPOB.

DT Npumepsbl ObiNK TLIATENBHO PAa300pPaHbl Ha CECCUMM KaK MOLENY, KOTOPbIE MOXHO TUPAXMPOBATb
B ApYyrux pervoHax. [logobHble pelleHus — pe3ynbTaT MHOMOMECSHHOM COBMECTHOM paboThl poauTenei,
IOPUCTOB, YNOMHOMOYEHHbBIX M NMPEeACTaBUTENEN OpPraHoOB BNacTw.

KnioueBblie Tembl n CnMKepbl ceccnun

*  ApsokaT Mapusa lNpaHToBHa JlykbgHOBa NoapPOGHO pazobpana KeMCh, peanm3oBaHHbIe B PamKax Mpo-
rpammel lopuamdeckoi nomolm MoHaa; yHaCTHUKKM OBCYAMINM NMYTU PELLEHUS CaMbIX OCTPbIX MPABOBbIX
Npo6nem NauMeHTOB U NX CEMEN.

+  C HOBbIMM MOAXOAAMM B OMETE MALMEHTOB C MyKOBMCLIMAO30M YH4ACTHUKOB O3HaKkommna MHa Cokonos,
cTapwmit HayuHbl cotpyarmnk OIAY «<HMUWL 3gopoBbs aetei», K. m. H., Bpad-negmatp. Ee nexkuys Boi-
3Barna YMBOM OTKMMK M AMCKYCCUMIO — YYaCTHUKM COMMACUIUCh, YTO MOAOOHbBIM mMaTepuan CTOMT npemn-
CTaBMTb B PAMKAX BCEPOCCUMCKOIO TEMATHUYECKOro BeBMHAaPa.

+ HOuanor ¢ meamumHckm nemuxonorom Onbroit OnerosHoi [MNonetaeBoi cdpoKyCcHMpoBan BHMMaHWE ayam-
TOPUM Ha OCTPbIX B3POCIILIX BOMPOCAX MaLMEHTOB: KaK PAacCKa3aTb NMapTHEPY O AMArHo3e, NPeoaoneThb
CTPax M HEYBEPEHHOCTb MPUW NMOCTPOEHMIM OTHOLLEHWM.

+ O6 aHanuze NPUMEHEHKS HOBBIX NIEKAPCTBEHHbBIX MPENaPAaTOB NoAPOOHO PAacCcKa3an B CBOEM AOKNae
CraHucnae AnekcaHgposud Kpacosckui, C. H. C., 1. 0. 3aB. nad. mykosmcumaoza OIBY «HUMM nynbmo-
Honormmy OGMBA Poccum.

* OnbIT M anropUTMbl oMKCaLMM NOBOUHBLIX ABIEHWIM OOCYKAANM C y4aCcTHMKamm ceccrim Aptem Bukropo-
Bud JIIMUH, 1. M. H., AMpeKTop Hay4Ho-06pa30oBaTeENbHOrO NPOdECCUOHANBHOTO LEHTPA reHETUYECKMX
M NabopPaTOPHBLIX TEXHOMOMMM 1M afBoKaT JlykesiHoBa M. T,

* [porpamma opmanHeckoro 6noka Obiia NOCBALLEHA MPAKTUYECKMM aCMEKTAM B3POCTON KM3HW. ALBO-
kaT Mapus MpaHToBHa JlyKbsIHOBa OCBETWIA B CBOEM BbICTYMIEHWM BOMPOCH NbrOT MPW NOCTYMNIEHUM
B BY3bl, OCOObIE YCOBUS OOYyHEHMs 1 TPYAOYCTPOMCTBA NIOAEN C MHBANMAHOCTbIO, @ TaKKe 3aKOHOAA-
TenbHblEe OrpaHMYeHus M NpaBa B NPoLEecce TPYAOBOM AESTENbHOCTY.

* C 0630pOM HOBUHOK PhIHKA MHIANALMOHHOIO OO0PYAOBAHUS M NPMOOPOB AN KMHE3UTEPAMNUMU BLICTY-
nuna EneHa BavecnaesosHa BacuHa, nHctpyktop-metoomcT JTOK BY3 MO «HUKW petcTsay.

+  3aBepLumna KoHepeHUMio nexkums Bpada-rHexkonora kKOnum NepmaroeHbl KyuepsBoi, nocssLeHHas
MNPUHUMNAM M HIOAHCAM MAAaHWMPOBAHUS CEMBMU.

Ha3HaueHme 3Tol ceccmm B TOM, YTOObI HAMTU KaKoe-TO OBLLEee MHEHME MO MOBOAY CIOMHbBIX BOMPOCOB,
KOTOpblE Y HAC, KoHeuHo, ecTb. OcobBeHHO ceMdac, B 3MOoXy MOSBMEHUs HOBLIX TapPreTHbLIX MPenapaTos,
BbIXOAA MHOMMX HKEHEPMKOB Ha Halll PbIHOK, KOHEYHO, Mbl EXanM CloAa C HEKMM BOMHEHMEM, C HEKMMM
onaceHmamn. Ho, K cyacTbio, JOKTOPA HACTPOEHbLI O4eHb OMNTUMMCTUYHO, OHM HACTPOEHbI Ha HaLLy BOSHY,
OHM FOTOBbLI HAM PA3bSICHATb, OHKM FOTOBbLI BLICMYLLIATL HALLE MHEHMWE, 3TO, KOHEYHO, BEeCLeHHO.

Bornblwas GnarogapHocTe dpoHay «OCTpoBa» 3@ TaKoe MeponpuaTMe. DTO HEOLEHMMAs MOMOLLb BCEM
naumMeHTam B Kaxaom pervore. 3a 15 net pabotel DoHaa, s AymMalo, YTO Kaxabii pernoH npeobpasuncs,
B KA»OOM PErnoHe MOsIBUIIMCh MACLUTAOHbIE MPOEKTH, U Mbl OYeHb GrnarogapHbel QoHay 3a To, YTO Bbi
C HAMM Ha MPOTSHKEHUM CTONbKMX NET.

KopeHneea I. B.

Hosocubupck
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[TpodomnakTrka U NPEKOHUEMUMOHHbBIM CKPUHUHE

Temoit npodomnakTukm mykosmcumaosa Do 3aHumaetcs ¢ 2017 roga, OpUeHTMPYIChb Ha OOpaLleHMs
B3POCIIbIX NMOAEN C MyKOBUCLIMAO30M M MX POACTBEHHWKOB. Mbl BbIAENMIM OCHOBHBIE TUMbBI 3aMpPOCOB: MO-
MOLLIb B OMJIaTe AOPOTOCTOSALLMX TEHETUHECKMX MCCNEA0BaHWM NMPK NiaHMpPOoBaHWW GepemeHHocTH (npe-
KOHUEMUMOHHOIO CKPUHMHIA), onnaTa AMarHOCTMKM SMOPUMOHOB B pamkax Umkna KO, nomolub B onsaTte
BCMOMOTATENbHBIX PEMPOAYKTUBHBIX TEXHOMOMMIM, BKIOYAsS CYPPOraTHOE MAaTEPUHCTBO.

B 2021—2022 ropax cdpopmmposanach otaensHas nporpamma Qoraa «podomnakTimkay. Lienb nporpammbl —
BMeCTE C COOBLLECTBOM CMELMANMCTOB NOBLILLATE MHODOPMUPOBAHHOCTD O CYLLECTBYIOLLIMX MHCTRYMEHTAX
NPOMOUNAKTUKN MyKOBUCLMAO38 B CEMbSIX, KOTOPBIE YIe CTONKHYIMCh C 3TWUM 3300MNeBaHNEM, @ TaKKe CO-
LeMCTBOBATb PA3BUTUIO METOLOB MNPOOUINAKTUKMN rEHETUHECKMX 3800NeBaHNMN.

C 2021 ropa QoHA  NOAOSPKMBAET MEKANUCLUMMIIMHAPHBIE MCCNENOBAHMS M MPOEKTh Ha TEMY MPEKOH-
LUEMNLUMOHHOIO CKPUWHUHIG, ero nepcrneKkTMB, BO3MOXKHOCTEN M PUCKOB. Hallm 3KCnepTsl — Bpaumr, ydeHble,
dhmnocodobl, MCUXONOrK, COLMONOMM U IOPUCTHI.

B 2025 rony 20 cemen, rae ects Cry4am MOHOMEHHbIX 3a00neBaHMM,
CMOTTM MPONTU MPEKOHLEMLMOHHBIN CKPUHMHI Ha PUCKKM FTEHETUYECKMX OONe3Hew

1 MOJNTYYMMIIM NOAPOOHDbIE PEeKOMEHOALMM BPaYa-reHeTHMKa

Taroke DoHA OKa3bIBa MOMOLLb CEMbSIM B OrfiaTe YCyr BCMOMOIaTENbHBIX PEMPOOYKTUBHBIX TEXHOMOMMIA
(BPT), korma cembst He morna nony4uTb ycryrm B pamkax nporpammsl OMC.

* [MpeKoHUeNUMOHHBINM CKPUHMHI — CreumarnbHO Pa3paboTaHHAas MPOrPamma UCCIefoBaHMY, OPUEHTMPOBAHHLIX Ha MPEsoTBPa-
LeHME BPOXAEHHbIX MOPOKOB PA3BUTUS U APYTMX MTEHETMHECKMX NATOMOMMI y ByayLumMX AETEN Ha 3Tane rnnaHupoBaHus bepe-
MEHHOCTH.
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OMHARCOBbBIE OTHETDHI

[locTynneHue cpencTs m pacxoasbl

Bcero noctynnenumit B 2025 .

58 024 602 P

Bcero pacxopos B 2025 1.

48 412192 P

50,4%
29 269 595 P
OT 1opuanyeckmx nuu

461%
26 745190 P
OT dhmzmyieckmx nuu

1813 767 P
[MocTynneHus B HaTypanbHOM chopme

(o)
0,4%
255432 P
ONEKTPOHHBIE MOXEPTBOBAHMS Yepe3 CalT,

CMC 1 6aHKoBCKMe nepeBoabl

235411 P
[NocTynneHus oT AenosmTa

83,9%
40 630 705,76 P
Pacxopnbl Ha 61aroTBOpPUTENBHBIE MPOrPaMMbI

109%
4 837 548 £*
Pacxoabl Ha nepcoHan

(¢)
6,1%
2895755 P
ALMUHUCTPATUBHO-XO35IMCTBEHHBIE PACXOab

* Ha 3apaboTHyt0 NnaTy agMMHUCTPATMBHO-YpasieH4Yeckoro nepcoHana @oHga B 2024 rogy HanpasneHo 4 347 38752 P, unm
10% oT 06Lyeri Cymmbl PACXOLOB, B CBS3M C Yem TpeboBaHMe, MpesycmoTpeHHoe . 3 cT. 16 3axoHa («3. bnarotsoputerbHas
opraHu3aumsl He BrpaBe MCrob30BaTb Ha OMNATY TPYAA aAMMHUCTPATMBHO-YMPAaBIEHYECKOro nepcoHana 6onee 20 npoyeHToB
bMHAHCOBbIX CPEACTB, PACXOAYEMbIX ITO OpraHmM3aLumesi 3a ¢hmHaHCoBbIN rog. [JaHHoe orpaHumYeHue He PachpoCTPAHSETCS Ha
OraTy TPYAA 5L, yHaCTBYIOLMX B Peanm3aumm GriaroTBOpUTENbHLIX MPOrpammy.), QoHgom cobriogeHo.
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DuHaHCOBBIE OTYETHI

Pacxogbl No nporpammam

1,4%
582 279,2 P

Pazsutre QoHaa

1 NoBbILLEHWE 3PIEKTUBHOCTU PABOTHI

11,6%
o
4728 911,71 P 22,5%
MOMOLLIb MEOMLIMHCKMM 9 084 486,12
YUPEKOEHMSIM NHAMBUAYANbHAS MOMOLLLb

12%
4 879 460,13 P
MNopnepka

Hay4YHbIX MPOEKTOB Pacxoabl Ha GnaroTBopuTEnbHbIE

nporpammol B 2025 . 1.2%
40 630 705,76 P 4 543 479 P
/ NHdpopmaLmoHHas
NOAOEPHKA
24% 1,7%

9751 2177 P

4771 26914 P
lNoBbILLEHME KBaNMOMKaLMM

KnioueBble HanpasneHus

5,6%

2 289 602,76 P

[NapTHEepPCTBO C OBLLECTBEHHbLIMM
OpPraHM3aLmsamMM 1M roCyaapPCTBEHHBIMM OpraHamm
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O TEX, KTO NMOMOTIAET
GOHOY

Mbl MCKPEHHE MPM3HATENbHBI BCEM, KTO MOAAEPKMBAET AEATENBHOCTL ONaroTBO-
putensHoro gooHaa «OcTposay. Kaxaplil M3 BaC — Hall BaXKHbIM COIO3HWK M MO-
moLLHMK. DrHAHCOBAA MOMOLLb, Y4aCTME B MPOrPamMmMaXx, SKCMepTr3a, MoparbHas
noaaepKKka — BCE 3TO AENaeT BO3MOXHbBIM TO, YTO Mbl Aenaem. Cnacnbo Bam.

Ocobyio 6rarofapHOCTb Mbl adpecyem ydpeamtensm u naptHepam PoHaa 3a He-
NpeKpPaLLaloLLYyIOCs PMHAHCOBYIO MOMOLLIb, JOBEPUE M aKTUBHOE COTPYAHUYECTBO.

Takke GrarofapmMm KOMMEPRHECKME KOMMaHMM, KOTOPBIE PErynsapHO MOAAEKMBAIOT
paboty QoHaa Ha NpPoTsKeHun mHormx net: BBP bark, «3abota 1 onekay, «[eHe-
puym», «TaBamery», «PycMenXonamHrs, «CaHodom Poccus», «Menmka Tpenay, «Ppe-
3eHunyc Kabumy» 1 Nutricia.

Mbl pagbl MPEUBETCTBOBATL HOBbLIX MapTHepoB PoHga — komnaHmm OO0 «KOH-
TPOJT 'Tn3umHry 1 OOO «PenmHckmity, Gnarogapmm Bac 3a NOAASOKKY HaLLen pado-
Thl M HAAEEMCS Ha NPOOOITKUTENBHOE COTPYAHUYECTBO.

Cnacrbo BCeMm, KTO CTPEMMTCS OKa3blBaTb MOMOLLb JIOASIM C MYKOBMCLIMAO3OM.
BaLum BHUMaHME M NOAASIKKA MIPAIOT BAXKKHYIO POMb B YKPEMNNEHMM HaLLeM MUCCUN
M BAOXHOBNSAIOT HAC Ha AaNbHenLmne JOCTUKEHMS.

Mbl YOEXKAEHBI, HTO COBMECTHBIMM YCUITUSAMM Mbl CMTOCOOHBI CAENaTb MMP nydue!
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O Tex, kto nomoraer QoHay

Akumsi «Enka po6pa» ¢ BBEP BaHkom

Ye Tpetui rog cotpyaHuku banka BBP nosgpasnsioT getert ¢ MyKOBMCLMOO30M C HOBOTOOHWMMM MPa3a-
HUKaMKM M JapsT mum nodapku. B 2025 rogy noaapoudHble cepTUdomKaThl MOyYMnmM AETU C MyKOBUCLMAO3OM
ot 4 no 17 net co Bcen TeppuTopumn Poccum.

100 peTelt ¢ MyKOBUCLIMAO30M
NONyYMnM HOBOrOAHWE NOAAPKM OT coTpyaHukoB bBP barka

PeGeHoK Hu4yero He 3Han, s ckasana [apuHe, yxe Korga npuLLnmM OTKPbITKa U CEPTUAMKAT, H4TO 3TO Tebe
nopapok ot «Enku fo6par. Boctopra 1 amoLmit 6uino mope. Cpasy nobeskana 3aKa3biBaTb CKETYOYK, KOTO-
pbI Nexan y Hee B kop3uHe ¢ neta. Cnacnbo Gonblioe 3a BHUMAHWE M nogaepkky. Balwa 3aboTa 3axu-
raeT oroHek fobpa B cepauax AETEM, OHM MOHMMAIOT, YTO OHM BaKHbI, M KaK BaXHO BHWMaHWe 1 3ab0Ta,
W, HaZeloch, OyayT NepenaBaThb 3TO AasiblLUE.

Pakynbueea lOnus HukonaesHa
ExaTepunHbypr

bnaroTBopuUTENbHBLIN YXXMH NPU NOAAEPKKE
pecTopaHHOM rpynnbl Apama MHauakaHOBa
M HaumoHanbHoM pectopaHHoun npemmn WHERETOEAT

B uioHe B [NeTepbypre B pamkax 3KOHOMMYECKOrO pOpyma MPOLUEn Tenmbii M AyLIeBHbIM GnaroTBopu-
TeNbHBIM YXMH, OPraHW30BaHHbIM pecTopaHammn Apama MHalakaHoBa W HauyoHanbHOM pecTopaHHOM
npemmert WHERETOEAT.

Tpl/I 3BE3/HbIX LLIer-I'IOBapa n3 Vtanum MEUroToBMIIM LLIECTb aBTOPCKMX 6J'HOL|,, Kaxaoe M3 KOTOPbIX CTalio
HACTOALLMM KYITMHAPHBIM LLIEOEBOOM.

Bce BbipyueHHble CpeacTBa OT 3TOrO YxKMHa Oblni HanpasneHsb B noaaepxky nporpamm QoHaa.
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Hawa komaHga

Onbra Hecrepyk AnacTtacusa Ecoumosa

HupexTop [MporpammHbIf AnpeKrTop

IOnusa 3aruesa Onbra AHucumoBa

[omoLLHMK NpeaceaaTens
[MpaBneHus, meHemxep
NPOEKTOB

MeHemkep GnaroTBopUTENbHbIX
NPOEKTOB

AHHa lNaenosa EneHa TiopuHa

N\eHe/:pKep MO KOMMYHUKALMAM N\eHemKep no MexayHapo4HbIM

CBA3AM

Anekcangp JlaTa Buktopusa PypeHckas

Kypbep DoHaa Byxrantep

Onbra baitrywesa

[maBHbIM Byxrantep
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[ToneymTenbCkMM coBeT

Mapusa AgoHbeBa

TaTbsiHa fembuuKas

. m. H., npocheccop, 3aB. OTAENOM
TepaneBTUIECKOM MySIbMOHONOMMM
HM Tynemononorumn OIreOY BO
«Mepsbit CankT-lNeTepOyprckimi
roCyAapPCTBEHHbBIN MEOMLMHCKMIN
yHUBEpcUTET Mm. akad. M. .
[NaBnosa» MumH3apasa Poccum

TatbsiHa CTenaHeHKo

K. M. H., Bpa4-MyribMOHOSIOT,
3aBeayoLLas [yNbMOHONOrMHYECKMM
otaeneruem No 2 SkcnepTHoro
LeHTPa No nMpogmnio
«nynbmoHonorusy Cl16 MbY3
«fopoackas mHOronpodoubHas
6orbHMUa No 2», LleHTpa no neverumio
B3POCSIbIX C MyKOBMCUMOO3OM B
CatikT-lNetepbypre

OmuTtpuin lopgosum4

YreH coBeTa AMPEKTOPOB
BEBP Banka

[Mpasnexmne QoHpa

+ ApgoHbeBa Mapus BnagummposHa
+ AnoHbes Cepreit Hukonaesmy

*  bencmaH Mapk Jlazapesmy

OcHosatenb 6rnarotsopmTenbHoro dpoHaa «OcTposay 1 vner [Npasnequns QoHpa. Orkorumna CI16IY,
3aHMMAETCS BNaroTBOPUTENBHOCTbIO, BOCTIMTANa TPOMWX AETeM

Anekcangp Oprnos

K. M. H., Bpa4-neamaTp, 3aBeayioLmii
3-m otaenenmem [BY3 «AB Cs.
Onbruy, pykosoamutens LleHTpa no
NEYEHMIO JETEM C MYKOBMUCLIMAO3A

B8 CankT-lNeTepbypre, AoLeHT
Kadbepbl NeamaTpmm m
HeoHaTonorn OreQy BO C3rmy
um. M. . Mednukosa M3 PO

(r. CankT-MNeTepbypr)

Jleonng HoTkuH

[MpeanpuHmumaTens

Mopuc Bapyx

[Mpodpeccop, foueHT kadpeapsl
MEAMULMHCKMX Hayk MumnaHcKoro
yHUBEepcuTeTa, amMpekTop LleHTpa
MyKOBMCLMAO3a B BepoHe
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MapTHepb DoHpa

Hay4yHble 1 MEOULMHCKME yyYpexaeHUs

HAFBIO-SHEC AL RA TLASC 1A MECTATYT ARYWEPCTEL
A0 SENPOUTYHTONO NI

WM. 4.0.0711a

MOHL e

e : $ FOCYAPCTBERHGIA MEAHUMHCHHA YHHBEDCHTED
%m@' WMenH anageunna M. Naesosa

CAMAPCKMA I_I_'_ TOPOOCKAR 2
FOCYARPCTEEHHEIA MHOMONPOTITEHAR N
MEOMUMHCHIA EOMBHMLIA Ne 2 rtidlict bt b S~
YHMBEPCHTET

O6LuecTBeHHbIE M BNAroTBOPUTESbHBIE OPraHU3aLmm

EBpercKMA
BraroTeopMTEABHBIR
UeHTp «Xacap Aepaams

Guareo.py

Bcepoccuinchoe
ofLwecTo
g OpaHHbIX

3aboneraHuin

UBU.J,EPDC{JHFFCHM HEHIECTEEHHM nrrmnuunn
chcw"-cuu a-c-:uq-aw AR B L BT ]

OO0 «3aborta 1 onexka»

Hommepyeckue opraHmMsaumm

o BBEP C T R L Ly ) W FoRveD

AWIHAHFP

Hotel Vedensky

FRESENIUS : « )
@’5 'H] e O Generium A0 «Carodm Poccus

P/AX PucMesxonamr ==TABAMEN 7AR (NUTRICIA

- _-#
BIammMoBRIr0AH0e COTRUAHKWYEC TR h e = ?ALF -?4 ' e fpelinsty sy ipoinutie
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>8&  bnarotBopuTenbHbIn GOHA

' OcTpoBa

OpraHmsaums

HOHTaKTbl U PEKBU3UTDI

BnaroTBopuTenbHbit choHa «OcTtpoea»

Agnpec
197101, CankT-letepbypr, yn. M. MoHeTHas, a. 2, nvT. I, nom. 1H, odomc 402

TenedpoH
+7 999 212-79-42

DneKTPOHHas noyTa

office@ostrovaru.com

CeepeHus o HapyweHum TpebosaHuit DepepanbHoro 3akoHa ot 11.08.1995 Ne 135-D3 (pea. ot 2711.2023)
«O 6naroTBOPUTENbHOM AEATENbHOCTH M [OBPOBONLHECTBE (BOSIOHTEPCTEE)», BbISIB/IEHHbIE B pe3ysnbTaTe
NPOBEPOK, NPOBEAEHHbIX HANIOrOBLIMM OPraHaMM, U MPUHSITbIE MEPbI MO UX YCTPAHEHMUIO

B 2025 rogy Hanorossle opraHbl He nposoamnv nposepkn QoHga.

PexkBuanThb

tOpuamueckmit agpec: 197101, CankT-letepbypr,
yn. M. MoneTHas, 4. 2, nuT. [, nom. 1H, 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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OcTposa

OpraHmsaums

Hak nomoub dhoHay «OcTpoBa» M ero nogonevHbim?

@ CroenaTb noxeptsoBaHMe Ha cante QoHaa

mw [Momoub MaumMeHTam C MYKOBMCLMOO30OM, OXMAIOLMM TPAHCMNAHTAUMIO NErKux, Yepes
6naroTBopUTENbHLIM NopTan braro.Py

MNepenats opexay B CaHkT-[letepbypre HalLWMm napTHEpam B GRaroTBOPUTENbHbLIM MPOo-
ekt «bnaroflapsi». Minu nprobpectn ogexay B Mx marasuHe no agpecy: CaHkT-INetepbypr,

yn. Maparta 47-49

t% CTaTb BOIOHTEPOM 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
cPoHA

bnarogapum 3a BHMMaHME
K HallemMy rogoBomy oTtyety!

www.ostrovaru.com



