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Mykosucunaos B EBpone: ¢paktbl un uuodpbl, 2021 r.

Peructp nauveHToB EBponelickoro obuectsa mykosucumnaosa (European CF Registry) pag npeAcTaBUTb STOT OTYET,
cofep:Kaluuii KnoyeByto MHGOPMaLMIO O TOM, Kak MyKoBucumnaos (MB) BanaeT Ha ntogeit ¢ MyKOBUCLMA030M U UX
cembu no Bceil EBpone.

Esponelickuii peructp CF cobupaeT, usmepsieT U CpaBHUBAET AaHHble 0 ntogax ¢ MB, npoxusatowux 8 EBpone 1
COCeAHUX CTpaHax, KOTopble COrMacHbl ObITb OTMEYEHbI B perncrpe. 3Ta MHGOPMaLLMa BaXKHa A1 NyyLllero

NOHUMaHMA MYKOBUCLMNA03a, NOOWpPEHNA HOBbIX eBpOI'Iei;ICKMX CTaHAapPTOB yXo4a U Ie4eHnAa, nposeneHnA
MCCJ’IEAOBaHVIVI un VIHC')OpMMpOBaHVIFl npu N1aHNMpPoOBaHUK 06LLI,ECTBeHHOFO 34PaBOOXpPaHEHMNA.

Ecnv Bbl XOTWTe y3HaTb 60/blue 0 EBponelickom peructpe CF, noceTuTe Halw Be6-canT.

[na nonyyeHnsa 6onee noapobHoM MHGOPMALLMM CM. NOJHbIN OTYET 34ECh.

MioHb 2023 .
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http://www.ecfs.eu/ecfspr
http://www.ecfs.eu/sites/default/files/Annual%20Report_2021_09Jun2023.pdf
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CoOTHOLLIEHME AeTeN U B3POC/bIX

® CoOTHOLIEHWE A€eTel 1 B3POC/bIX BapPbUPYETCA MEXAY CTPaHaMMU.
® B HEKOTOPbIX CTPaHax AuLUb OTAE/bHbIE LLeHTPbl OTNPaBuUAK AaHHble B EBponeiickuit peructp MB.
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A - DYHKUMA Nerkmx

[ 3n0poBsbie ceepcTHUKN

v B ooy ¢ mykosucumaosom

MeaunaHHoe 3HaueHue FEV1%

° 100 e s 3T0 MaKCMMaIbHOE KONMYECTBO BO3AYXa,
. g 9 . KOTOPOE MOKHO C CU/0 BbIGOXHYTb B NEPBYIO
] g 80 - M ceKkyHAay nocne r1yboKoro BAoxa.
B : W " [ = - ® FEV1% npepncrasiser coboii NPOLEHT oT

g e CpesiHero 3HaYeHuA A1 340POBbIX NH0AeN TOro
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0,
Bospact npuvHumaetca 3a 100%.

® VYV nopei c MB B Bo3pacTe 45 neT 1 cTaplue yale
BCTPEYatoTCA MyTaL MK, Bbi3biBatolwme bonee
B3pocnbie nerkve ¢opmbl MB. 3To BAUAET HA 3HaYeHUe
= 76% GYHKLMM NETKUX Y Ntofelt ¢ MyKOBUCLMA,030M B
3TOW BO3PACTHOWM rpynne.

M eAM a H a O3Ha4aeT, YTo

50 % 3HaYeHU HaXo4ATCA Bbille U

WAn UHAEKC MaccCbl TeNa ABAAeTcAa
M M T NOKa3aTe/sieM COCTOAHUA NUTAHUA:
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Z = S co re YKa3biBaeT, HACKOJIbKO

CUNbHO OT/IMYaETCA 3HaYeHUue oT 06blYHOro
(cpegHero) 3HaueHUA KOHTPOJIbHOU rpynnbl
HacesieHus.

MepguaHHoe 3HaueHue Z-nokasatena UMT y perteid MeauaHHbIii UMT y B3pocibix ml Bapocnbie c
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® 7-nokasatenb 0 o3HayaeT, yto MMT TaKom Xe, Kak ® 310pOoBble CBEPCTHUKM UMEIOT 3HaYeHua UMT ot 18
UMT 300p0BbIX AETeN TOro e noJsia U Bo3pacTa. 0o 25.
® HauyuHaA ¢ 2-neTHero BO3pacTa AeTU C ® [lo mepe B3pOCNEHUA NIOAEN C MYKOBUCLMUAO30M
MYKOBUCLMA,030M MMEIOT 6onee HU3KUI cpeaHuit MMT yBenuumsaetcs.
MMT, yem 300p0OBble 4eTH TOro »Ke Bo3pacTa. °

Y B3pocsbix ¢ MB B Bo3pacTe 38 neT 1 cTaplue yale
BCTPEYAOTCA MyTaL MK, Bbi3biBatoLme bonee nerkne
dopmbl MB. 3710 BIMsAeT Ha UMT gns B3poc/bix B
3TOW BO3PACTHOW rpynne.
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depmeHTbl NOAXKENYAOUYHOM Kenesbl

 81%

depmeHTb! _
e el o nloaeit ¢ MyKOBMCLMA030M
Kenesbl
MCMOMb3YIOT A06aBKM
a o naHKpeaTUyecknx pepmeHToB. *
“ @
®  depMeHTbI, Bblaenaemble NOAXKENYA0HHOMN Kene3ol, HeobXoANMbI ANA NepeBapuBaHNA U YCBOEHUA XUPOB 1

BUTAMMHOB M3 MULLKN. Y MHOTUX mop,eﬁ C MyKOBUCLUMNO030M 6I'IOKVIpyeTCFI BbICBO60)K,D,eHVIe 3TUX CbepMeHTOB, n
OHU AO0NXKHbI NTPUHUMATb ,D,OﬁaBKVI.

% nogeit ¢ MyKOBUCLUUA030M, UCMOJIb3YIOLLUX
A06aBKM pepmeHTOB NoAXKeNyAoUuHOM Kenesbl*
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* OTCYTCTBYIOWME 3HAYEHUA HE BKIOYEHDI.
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AnbaHusa, Apmenus, Benapycb v Jllokcembypr UmetoT meHee 5
yenoBek, cTpagatowmx MB, B BospacTe 18 net u ctapiie no

COCTOAHMIO Ha Aekabpb 2021 rofa U UCKAKOYEHBI U3 3TOTO
rpaduka.

*OTCyTCTBV}OLLWIe 3Ha4YeHWA He BKJILOYEHbI, PaBHO KaK U AaHHble U3 CTPaH C BbICOKMM MPOLEHTOM OTCYTCTBYHOLLMX 3HAUYEHU.
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*OTCYTCTBYIOLLME 3HAYEHUA HE BKIKOYEHbI, PABHO KaK M f@HHbIe U3 CTPaH C BbICOKUM NPOLLEHTOM OTCYTCTBYHOLLMX 3HAYEHWIA.
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CBAXUTECb C HAMM:

ecfs-pr@uzleuven.be | www.ecfs.eu/ecfspr

MoanuwuTtecb Ha Hac:

¥ f B M

Kpatkuit otyet 3a 2021 r. MNepeBog BbinosHeH bP «OctpoBa». HayyHbIn pegakTop: Kawupckasa H.HO.
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