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Hai-yecTo aBTO30MHO-peLleCUBHO yHacneasiBaHo,
,,CbKpallaBaLlo XXUBOTa“ , reHeTUYHO MYNTUCUCTEMHO
3abonsiBaHe Ha NHAO-eBPOMNEeNCKOTO HacereHue



KnuHnyHuTte nocneacrBusa ca 3abonsiBaHe,
obxBaLlalWlo MHOXEeCTBO CUCTEeMMHN, KOEeTo ce
XapaKkTtepusupa c nporpecupaLlo yBpexagaHe Ha
benute pOpoboBe, Boaewo OO0 pecnupaTtopHa
HeAOCTaTb4YHOCT, ANC(PYHKLUUA Ha MnaHKpeaca,
yepHoOApoOHa ©Oonect, KOATO MOXe pa ce
npeBbLPHE B LUPO3a, NpodrneMu ¢ ABUXKEHUETO

Ha YepBaTa U yBeJiM4eHUN eNieKTPOJIUTU B NOTTA.



NVlykoBucumngosa
MynTucucrtemHo 2abonsaBaHe

Opraﬂn 3aCerHaTu oT

Benun gpob6oBe n cUHycH

MYKOBHCIH1032
Canycn:
CTOMaLLUHO-YPEBEH TPaKT: T e 73
S1J1 AP00: I'bCT. TTeTKaB ™~
Mykyc, 6aKrepHa.m
YyepBa, YepeH Apob u mﬂbemmpampeﬂ
naHKpeac
Eimena HOT6
epeH Apood:3 CHH
PenpoayktmBHa cuctema W i a“?m
IIaBKpeac: TL 7
KOCTM N CTaBU — 3aIlyIIeHH KaHal / \B\\\¥
6apa6aHHI/| NPBHCTU Yepsa: He YCBO‘tBaT '
HAITBJTHO \paHa_/

NoTHU Xne3un

PenpoaykTHBHH
Oprasd




CF — cmumnToMaTUKa

CnegHuTte CMMNTOMMU MOraT Aa ObaaT noka3arTen 3a

MykoBucuungosa:

*‘MeKOHUYM uneyc — oLle Npu paxaaHeTo

-ConeH BKYC Ha KoxaTa nopaau BUCOKOTO CbAbpPXKaHUe Ha Con B
noTTa B Han-paHHO AEeTCTBO

*XpPOHUYEH OPOHXUT

‘HepocTtaThb4yHO HaggaBaHe Ha Terno, xunortpodus
XpaHuUTesriHa HETLPMMUMOCT, OCOOEHO KbM MAaCTHU XPaHU
Bbonkn B ctomaxa / KopeMHU O60SIKU

XpoHU4YHa guapwus

‘HocHu nonunu

*CUHY3UT.



CF - gnarHocTtuuunpaHe

‘[TonoxuTeneH NOTeH TECT - ABYKPATHO U3MepPeHU
NOBMLUEHM CTOMHOCTU Ha XNopuauTe B NOTTa

‘3aBeHa KNUMHNYHA KapTUHa
PamMumnHa aHaMHe3a

-[eHeTU4YeH aHanNus3

3a AoKa3BaHETO Ha AuarHosara e HeobxoAMMO noHe
NOKPUBaHe Ha 2 OT NOCOYEHUTE KPUTEPUM (€ GUHMAT OT
KOMTO 3a4b/MKMTENHO Aa € NONOoXUTeneH NOTeH TecT
WU AOoKa3aHu ABe MyTauum).



PaHHOTO AgnarHocTuuupaHe

€ XKN3HEHO BAXHO.

PepoBHaTa Tepanusa n rpyxkm nogoopsiBart
Ka4yeCTBOTO M NPOABLINKUTENTHOCTTA

Ha XXUBOTA.



OuyuncTtBaHe Ha MyKyca:

ExxeaHeBHa pecnupaTopHa pusanorepanus e

U3KINMK4YNTEJNMHO BaXXHa.



CF neyeHue

AHTUOMOTULUM

CBoOOAHaTa ynotpeba nogobpsiBa npexnBaemMocTTa
Hayano npu yBenuyasawim ce CUMNTOMMU: Kalunmua —
noBeYye Xpayku

*CF naumeHTUTE Ce HYXOAAT OT NO-BUCOKN O03U
*OcTpa ek3auepobaumns: npoabLINKUTENHO, 14 AHK
XpoHn4yHa nHoekumnsa (Pseudomonas aeruginosa):
NPoABLIDKUTESNTHO (HEOYynNM3npaHu) aHTUbMoTULM

[lep oc — MHXanNaTopHO - UHTPaAaBEHO3HO



Llenta Ha paHHOTO pAOuarHocTUMUMpPaAHE €e Q[a ce  OTKpue
Bb3narieHneTo Bb3MOXHO Han-paHO M Han-paHo nOa 6Obpae
NPUNOXeHO aHTUOMOTUYHO JNeYeHue.

AHTMOUOTMYHaATaA npodmnakTmka npu nauyumeHtTn ¢ CF e cunHo
npenopbuyuTenHa. Cnektrbpa MMKPOOMOSIOTMYHU MATOreHn npu
nauueHTu ¢ CF ce pasnnyaBa 3Ha4YUTESTHO OT Te3U Npu NauneHTUu ¢
XPOHUYHU OenoapoOHU 3abonaBaHuA.

OCHOBHUTe TUNOBe OaKTepun OTKPUTU Npu ToBa 3abonsBaHe ca:
S. aureus um Pseudomonas Aeruginosa, Aspergillus, Burkholderia
Cepacia, MRSA

OBnapaBaHe Ha npoTuvyawmte OenoapoOHU Bb3nariUTEsNHU
npouecu e OT Hau-rofiiMa Ba)XHOCT, KOeTO BKMOYBa OMTUMANHO
AaHTUOMOTUYHO NneYyeHue.



MHTEeH3UBHOTO NnevyeHue, Kakto
NPodPUNaKkTUYHOTO, TaKa U HACOYEHOTO
KbM OCTpU CUTyauuun HamansBea
3aboneBaemocTTa M yBerimyaBa
NpPeXnBAeMoCTTa U Ka4eCcTBOTO

Ha XXUBOTA.



[lHeBHa guxaTtenHa rpuxa

«[lnxaTenHa ruMHacTUKa U APeHaxXx

‘AHXxanauunun

[louncrTBaHe Ha Hoca



eOCTaTbLYHOCT

JleyeHune

[laHKpeacHU eH3uUMU

-Xunepkasiopu4yHa cuema:

v’ BUCKO KanopneH Npuem = MHOro
Ma3HUHMW

v'3 OCHOBHM XpaHeHUA 1 3 3aKyCKMU
MacmHopa3meopumu eumamMuHu

«[lonbsIHUMEsTIHO coJl



VCNOXYXHeHn4a o MVEORWNCILINAO2A "
YCITIOXXHEHUA OT MyKOBUCUMAo2a:
4 .

-3axapeH onabeT cBbp3aH C MyKOBUCLIMA03a

‘YepHoapoOHO 3abonsiBaHe npu MyKoBMCcLUAo03a

KocTtHu 3abonaBaHua npu MB



Camo nocTosiHHa Tepanua Moxe fa 3abaBu
nporpecupaHeTo Ha 3abonsiBaHeTo

‘PejoBHM MHXanauuum
‘HenpekbcHaTo nekapcraa
Pusnorepanus

Bucok KkanopueH npuem

‘PeaoBeH cnopT

‘HaBpeMeHHa Hameca ¢ aHTUGMoTULM

ObOpa3oBaHuMe No OTHOLLEHUE Ha 3abonsaBaHeTo,
Tepanusa u ap.

‘[lcuxonornyecka nogkpena



CF-rpmxa B LEeHTBLP

MYKOBHCIHI03a
HeHThP

Ve

MyJITHARCIHIUTHHAPEH EKHII
[

XOCHHUTAIH3AllHA

XHUPYPrudHo
OTHEIIEHHE
HHTEH3HBHO
OTIEIICHHE

AMOynIaTopHH
[IPETTIEaH

KoopauHua-
TOp

Jlekap —
THPEKTOP

Ha CHTERpPA

TaCTPOCHTCPOI03H

Jlexap¥ — JlueTosor

IYIMOIIO3H

JIHarHOCTHYHH

yCIyTH

IloTeH TecT

Moznepen CF — neHTEp

CTPYKTypa

JIaGopatopus
3a H3CIIeBaHE
Ha JIHIIAHETO

CF —Cectpa OH3HOTEpaIeBT

ConHaneH
pabOTHHK

[ eHEeTHUHH
TECTORE

MuxpoOHOIOTHYHHA
H3CIIeIBaHUA




3 MeCe4YHU KOHCcyrnTaunu:
Jlekap: KNMHNYEH nperneq - Terno / pbCT

[lnetonor

DusunortepaneBT

*[Tcuxonor

CoumnaneH paboTHUK
‘Mukpobuonorusa (3 mec.)
*PeHTreH (6 mec.) unun KAT (2 roa.)
Ha 6enute apoboBe
benoapobHa hyHKUuua (3 mec.)
KpbBHU n3cneaBaHua (6 mec.)

*Exorpacmn Ha yepeH apo6b (1 roa.)

BonHM4YHO NeyeHue

,D,OMaLLIHa MHTPaBE€HO3Ha TeparnuAi



CF IPVXA - CTTELUWATTUBUNPAH LEHT BbP

NpmxaTa OT cneumanusauMpaH LEHTbP C €eKUn OT OOy4YeHUu mu
ONUTHM npocdecuoHanNnUCTU e KpauHo Heobxoguma 3a
ONTUMAasiHO TpeTupaHe Ha NnauueHTUTe N onTUMarieH usxoga.

CneunanusupaHata nomow, B MB ueHTpoBeTe ce cBbLp3Ba C
noaoodbpeHOTO ouernsiBaHe U Ka4eCTBO Ha XXUBOT.

Tasu rpuka BK/HO4YBa YeCTU KITIMHUYHU OLEHKN U HabrnaeHue 3a
YCNOXHEHMA OT JeKapu W Aapyrm 3A0paBHU  paboOTHULM,
cneuynanHo oOy4YeHU 3a TpetMpaHe Ha MB wu paHHM
UHTEepBEHUUMN.



N3TOHHULIN:

»>CTaHaapTu 3a rpuxa 3a naumMeHTU ¢ MyKoBucLmaosa

EBponenckn KoHCeHcyc
Journal of Cystic Fibrosis 4 (2005) 7 — 26

»Journal of Cystic Fibrosis 3 (2004)

67— 91Consensus report

> Aa-p MapnuuH MoeHc

KOHCcynTaHT B LleHTBbpa no mykoBucumoanosa KbMm
YHuBepcutetcka 6onHuua, JIroBeH U NneKTop Ha
NbPBUAT CEMUHAP NO MyKOBUCUMAO03a

opraHusupaH B bbnrapusa npe3s 2010r.



CTARKA 29 Aaniia

B bbunrapus HAma yTBbpAeH EBponenckn ctaHgapT 3a neyvyeHue
Ha OONTHUTE OT MyKOBUCLMAO03a

bonHuTe OoT MyKoBucumaosa B brnrapua ctpagart ot nuncarta Ha
HaBpeMeHHO U CbBpeMeHHO nevyeHune. He ce cna3BaT XUrmMeHHUTe
HOpPMU 3a npeaoTBpaTsBaHe pUCKa OT KPpbCTOCAHO 3apa3siBaHe

Jlunca Ha gocTaTb4HO cneuynanucTu, NUMNcBa eKuneH nogxoa

‘Hama LleHTBHp no mykoBucumnaosa, Hegoopo npocnensaBaHe

[onsaamMa 4yacT oT MeauKaMeHTUTe 3a noaabpiKalla Tepanua He
ce BHacAaT B bbnrapusa



CtnocTtaBKa 3a bbunrapus

‘HAama ncunxonornyecka noagkpena, Kakto 3a naumeHTa, Taka u 3a
cemMeuncTBaTa c boneH

donbnHUTENHa TexecT 3a poauTersinTe e 3aKynyBaHeTo Ha
TeXHNn4YeCKkute nomMmoLlHUN cpeacTBa -UHXasratTopunu, KUCrnopoaHu

anapaTu

*‘Hepa3bupaHe Ha npobnemuTe OoT OOLLECTBOTO

Bcu4yko ToBa BOAU OO NOLIO Ka4eCTBO Ha XXUBOT U HUCKA
npeXXnBsaAemMmocCT, AeMOTUBUPAHOCT, YYBCTBO
Ha 0o0OpeYvYeHOCT, oTYasiHue.




MB e komnnekcHo 3abongBaHe, KOeTo U3NCKBa
XOINMUCTUYEH noaxona 3a feyeHue.

“JKNBOTBHT yTpe € Bb3MOXEeH camMo Npu eHepruyvHa

bopba c bonecTTa gHec -
BCEKW OEH TPABBA OA CE OTBOKOBA”

OTBOPHA PABOTA



MNMpe3 2010 roguHa opraHnsnpaxme MNbLPBUAT OOyUUTENEeH ceMUHap
no MmykoBucumaosa 3a bbunrapusa

NMpucbwcTBMe Ha EBponenckn n bankaHckn KoHcepeHUunn
KoHTakTKn cbC cpoaHu opraHusauuu, LUP EBpona

AKTMBHO y4yacTue B oTOensa3BaHe:
v 28 ¢peBpyapu - oeH Ha Pegkute bonectu

v’ 21 HoeMBpM - AeH Ha 6onHuTe oT MykoBMcUMao3a

OpraHusupaHe Ha MHULMATUBMK 32 CbOMpaHe Ha cpeacTBa 3a
nognomaraHe Ha 60fHUTe OT MyKOBUCLMA03a



SAENHO HUE NOCTUTAME NOBEYE!

AEUA U NPUATEAN NOMATAT
HA BOAHWUTE OT MYKOBNCLINAO3A

Ha 1 loHU - Me)kgyHapogHUsSm geH Ha gememo
Acouuauusa ,MykoBucuugosa” uie op2aHu3upa
bAra2zomBopumeneH ba3ap B 2pag lAoBguB

lNaumeHTHTE CTpajauiy OT MyKOBUCLIMAO3a eXEQHEBHO MPOBEXAaT Nogabp-
XKalla TepannAa C aHTUBMOTNLIW, MYRYIUTUUKM, MMYHOCTUMYaHTW, BUCOKO-
KanopWU4YHW XpaHW.

Bcuuko ToBa 1 TeXHWUeCKUTEe NOMOLLHW CcpecTBa-nHXanartopw, KncnopogHu
anapatun (l'lpM H)’)Kﬂ,a) HE Ce Nnoemart OT 3[paBHaTta HW CUCTEMa. Cemencreata
CaMW TbPCAT Ha4ynHW, 3a fa T OCUTYPAT.

WNaeata Ha Acoumaunsa, MykoBucumaoza“e Bcekn ja Hapucyea, n3pabotu nunm
Hamepu npegmMeTi, KOUTO ja Aapu 3a Halua Ha3ap.
Noakpenata M pazbupaHeTo OT OKOMHUTE ca W3-
KIIOUMTENHO BaXXHWU 33 BCUUKM XOpa C

MB, 3a fa KMBeAT NO3UTUBHO BBINPEKN

ronamMoTo Bpeme Ha TepanuAta. B §
benrapua ca okono 180 uogeka

KaTo NoBeyveTo Ca feLla.

CwbpaHnTe cpeactea e ce

LApAT Ha NauWeHTn C MyKOBWC-

LUMA03a, KOWUTO UMAT CrellHa Hyaa

OT fleyueHue.

BankoBa cmemka Ha
ACOLIMALING MYKOBUCLIMAO3A
banka 0BB; BIC: UBBS BGSF
IBAN: BG20UBBS80021055424015

CbOpaHuTe cpencTBa e
ce OapAT Ha nauueHTu ¢
MyKOBMCLUAO03a, KONTO
MMaT CrneluHa HyXAaa oT

fie4yeHune.



ACOLIMALNA “MYKOBNCLIMAO3A’

MykosucumMgozata e Hal-pasnpocTPaHeHOTO HacNeACTREHO TeHETUUHO,
nporpecmpallo 3abonagaHe cpepn 6anata paca, KOeTo ce NPoABABRa OT Hali-
PaHHO JETCTBO C XPOHWUHA MHEBMOHWA W MaHKpPeacHa HeJoCTaTbUHOCT.

3ab0MABaHETO € CUCTEMHO, KaTo Hal-i3pazeHn ca NPOMEHWTe OT CTpaHa
Ha OuxatenHata U XpaHoCMufaTenHa CUCTeMM, M MOTHW Xne3n. ToBa Boau
[0 XPOHWYHW, TEXKW  OPOHXOMHEBMOHWW, AMXaTefHa HeQOCTaTbYHOCT,
yBpeXJaHe Ha CbpLeTo, XpaHOCMUNATENHM CMyLIeHWs, JYepHoapobHa
LMpo3a, AnabeT, 0CcTeonopo3a, NaHKPEaTUT.

C pobpa Tepanus, 3a60MABAHETO MOXE Aa CE KOHTPONMPA.

B bbarapma He ce npunara EBponeickua craHOapT 3a feuyeHne Ha
MYKOBMCLIMAO3a.
BonHuTe oT MykoBucuMao3a B Bbarapma cTpagat OT nMnca Ha HaBpemMeHHO

M CbBPEMEHHO NeYeHre, KauecTBOTO UM Ha XKMBOT e NOLWO, KOeTo Boau A0
HWCKa NpexuBaemocT!

JlocTbnbT go 406p0o MEANUMHCKO 06CNy»KBaHe BOAW 0 NO-AbTBLI U No-A06bP
MKMBOT Ha BCUYKM NaumeHTn ¢ MB.

ACOUUALMA,MYKOBUCLIMAOO3A”
BBJITAPUA

e-mail: bam_cf@abv.bg

NHTepHet cant: www.lifewithcf.org

AHeTta QGeogopoea (3am. npegcenaten Ha AM)
GSM: +359 878 916 299

CeetnaHa AtaHacoBa (cekpeTap Ha AM)
GSM: +359 899 850 441




