Kusot ¢ mykoBucuunosa (CF) B I'bpuus
Anoncenuxu Ilpedpmuyu

bax na 11 romuaum xorato MM Kasaxa, Y€ cCTpagaM oOT
mykoBuciuao3a (CF) u ToraBa 3a MeH ToBa Oellle HA'BJIHO HEMO3HATa
Oonect. He 0six HUTO M3MIIAIIEHA, HUTO MU OsiXa W3BECTHU TPYIHOCTUTE
U KECTOKOCTTa Ha Ta3u OO0JIECT, Thil KaTO B MOS CIydyail CUMIOTOMMHTE
Osixa mocta neku. Haii-cuiHHWTE MM CIIOMEHH OT OHOBa BpeMe ca, ue
3alovHax Ja ChOMpaM MoBede U MmoBede nHopManus 3a GU3NOIOTHITA U
pa3IMYHUTE BUJIOBE Ha MYKOBMCILM03aTa U KakBa Tepamnus na npeanpuema. Hanexnarta
MU Oerie, 4e€ KOJKOTO TMOBeYe 3HaM 3a 00JecTTa, TOJIKOBA MO-JIECHO, MO-A00pe W IOo-
e(eKTUBHO 11I€ C€ U3IPABS C TPYIHOCTUTE U MPOOJIEMUTE, KOUTO MOCTOSIHHO U3HUKBAT.

Bunaru cbpm BsipBana (4 Bce ollle BApBaM), ye "BpeMeTO JiIeKyBa BCUYKH paHU" U C
TE€YeHHe Ha BpemeTo Ie ce crpassiM no-nodpe ¢ CF. Toa Ou mMu momorsaio ja ce
MPUCTIOCO0sl KbM HOBHUSI HAYUH HA JKUBOT, CHEIMATHUTE HYXIM U BCUUKUTE CHCTOSHUS,
KOUTO OO0JIecTTa MM Mpejyiara ... 3a ChkajeHue, Beue pa3dpax, ue BpeMeTo He BUHAru uma
TOo3u BBIMEeOeH eekT. Ciaen BCUYKUTE TE3W TOJUHHU BCE OIE MMa MHOTO HEOTTOBOPEHU
BBIIPOCHU U 1opu noseye "He 3HaM", KOUTO HIBAT B yMa MU, OCOOEHO KOTaTo Ta3u 0OJIECT
"cystic fibrosis" 3amodHe qa Me MOATHCKA W HATOBapBa. Mora J1a kaka 0e3 ChbMHEHUE, Ue
nH(pOpPMANUATA, KOSITO TIOJTydaBaM MOHIKOTa MMa 00e30KypaxkaBall e(eKT BbpXy HaunHa
MU Ha MHUCIIEHE, OCOOEHO CJIe]l KaTO Hay4YuX 3a HOBHM TEpPaIllMU W JIEKAPCTBA, KOUTO HUE
HsIMaMe Bb3MOKHOCT J1a OTIUTaMe.

14 rogunu ca uaMuHaMM oT uaeHTHuUIMpaHeTto Ha reHa Ha CF u 60 rogunu ot
I'BPBOTO onucanue Ha Oosectra. M eTo HU B Havanoto Ha 21 Bek u He camo 4e Oeberara
Hu ce paxnaar ¢ CF u ce OopsT 3a BCeku J€H OT )KHBOTA CH, HO U MOATa poauHa, ['bpius,
BCE OIe OCTaBa €IWHCTBEHATa CTpaHa, WIEH Ha EBPOINEWUCKHs CbhI03, 0€3 HE3aBUCHUM
1eHThbp 3a Bb3pacTHu CF nanuentu. 3amo?

He 3nmam kakBo o3HawyaBaT AayMmMuTe 'coIlMajgHa TOMOI" KOrato ITIOMOIIUTE 3a
oe3paboren CF marmuent ca camo 170 EBpo; B chmoTo Bpeme (GapMakOJIOTHYHUTE H
IPYTUTE HEOOXOAUMH TEPAIHK CTPYBaT MIOHE MET IBTH MOBEYE. A aKO MalUeHTHT padoTH,
HsIMAa HUKAKBH MpaBa 3a OMOILHU U COLIMAIHUA TPHKH.

CF namuenture B ['bprus HAmar Oe3mnaTHa MeAUIMHCKa momoml. Jlokato
OOJHUYHOTO JIeYeHHe € Oe3MIaTHO, TprXKaTa U JIeKapcTBaTa 3a MalueHTH U3BBbH OOJHUIIA
ce MOKpPUBAT OT MEIUIMHCKUTE 3aCTpaxoBKU. Te3u 3acTpaxoBku mokpusatr camo 90% ot
CTOMHOCTTA Ha MEIUKAMEHTUTE OT antekute u npubnuszurenno 70 - 80% ot croitHOCTTa
HAa MEIUIMHCKOTO oOopyaBaHe (Hampumep wuHXanatopH). [lanuentute TpsaOBa 1a
3amiatar  ocra”Haiure  10-30%. IlpouneHThT € pa3iaMyeH B 3aBUCUMOCT  OT
3acTpaxoBaTelHaTa KOMIMaHMs. 3a pas3ivka OoT Apyru cTpanu, rpbukure CF manueHTH
HAMAT HamajeHue 3a momsBaHe Ha Dnase (Pulmozyme) m Tobi, a Taka chImo m Ha
XpaHUTEIHU J00aBKH. BChUIHOCT, OTCKOpPO, Beye MMaM BB3MOXKHOCT Ja IMOJIydaBam
6e3miareH Pulmozyme axo ro 3akymns ot OosHuyHata anteka. ChIllo Taka, METULIUTHCKUTE
3aCTpaxoBaTEIIHU KOMITAHUM OTIOBapSAT HA 3asBKUTE HU 3a 00€3LIETEHHE H3KIIOYUTEIHO
0aBHO M YECTO OTKA3BaT IBJIHOTO MOKPUTHE HA MEAUKAMEHTHTE.

He 3Ham u 3HaueHMeTO Ha TepMHHA ''MOCIE[Ballla IPHKa 3a NanueHTa', Koratro
JOKTOPUTE Ca BHHATH 3a€TH, WJIM TW HSAIMA U HE TpeKapBaT BpeMe C MAalMeHTa 3a Ja
JUCKYTHPAT 37paBHU MPOOIEMH U Bb3MOKHOCTH.




3a MeH "OOmHWYHO JieueHHe" O3Ha4yaBa Ja OBJACIHI B €IHHM HEBEPOSTHO CTapu U
HEMOAAbP>KaHU Crpajid, BUHATU NPEMbJIHEHU € MALMEHTH U 4ecTo 0e3 HeoOxoaumus Opoit
nerya, 0e3 MUHUMAJTHA U3UCKBaHUS 3a XUTHEeHa, 0€3 MOJEPHO MEAUIIMHCKO 000pyABaHE U
0e3 100pe o0y4deH nepcoHal, KOMTO JJa OCUTYpH 100pe OpraHu3UpaHa U epuKacHa rprxa.

HsmaM nocTbn 10 cnenuanucTd OT poJa Ha JUETOJI03M, NCHUXOJIO3H, COLUAIHU
pabOTHUIIM, CECTPH U Jp., KOUTO J]a ca aKTUBHO BKJIIOYEHH B TPETUPAHETO Ha OOJECTTa.
He ce ornaBa He0OX0IMMOTO BHMMAaHUE Ha KPOC-MH(DEKIMH U 3apa3siBaHuUs; MalUEHTH C
CF ce cnmarar B eHU W CBIIM OTIEJICHUS C JPYTW MAMEHTU ¢ OenoapoOHU mpobiemu.
Bbrnpeku ToBa, MOST JeKap e C€ ONUTa Ja MU HaMepu OTJAeNHAa CcTas, ako Huma
BB3MOKHOCT.

[Taruenture ¢ CF 0OMKHOBEHO ce TpeTHpar B OOJTHHUIMTE KBIACTO Ca JIMYHUTE UM
JeKapy, KOETO B MHOTO Clydau € Ha TOJsIMO pa3CTOsiHuE OT JoMmoBere uM. Yecro,
I'bTYBAHUATA CA MHOTO CKbBIM U MAIMEHTUTE HE MOTAT Jia CU MO3BOJAT Ja mbryBar. Cnes
KaTo € MpueT B OOJHMIIA, MALMEHTHT OOMKHOBEHO CE cjara B CTasi ¢ MHOTI'O JIErJla U 4eCTO
B IeIMaTpUUHU OTAeNeHus. Jlekapute TpsOBa HacuiIa Aa U3EHCTBAT MOAXOMIAIIM CTau 3a
Jla ce MpeArna3suM OT 3apa3u U OakTepuu. MHOTO 4ecTo € MpoOsieM JiumcaTa Ha pecypcH,
TakKa 4e JIOpU U JIEKapUTE J1a ca HAsICHO C PUCKA, BCHYKO € U3BbH TEXEH KOHTPOI.

B pesynrar, a3 ce onutBaMm Aa cu mpass goMaimiHa [V Tepanus AOKOJIKOTO MOra.
Bbnpeku, ye HUKOW He MU MoMara B JJoOMallHaTa Tepamusi, Mora caMma Ja ce ONpaBsM C
HeoOxomumuTe MenukameHtu. Criem ToBa oTMBaM a0 OonHMIIaTa BCEKHM 2-3 ITHU 3a
HEOOXOAMMUTE UHTEPBEHIIMH, KaTO HAllpUMEp HOBO U3MepBaHe Ha [V unum npyru TpeBoru
- HapUMep aJepruyHu peaKinuu.

Borpekn aparoro um o0pa3oBaHHE MMOBEYETO JOKTOPH Ca JIOCTa HE3aMHTEPECOBAHU
1 He ca uM siciu nociencteuara Ha CF Bbpxy xopa kato MeH. Te3u yx npodecnoHalIncTu
MPEIM3BUKBAT YyBCTBA Ha OE3MOMOIMHOCT B MEH, KOraro MM CIIOMEHa XPOHHYHO
3a00JIIBaHE WJIM UMaM BBIIPOC OTHOCHO 37paBeTo MHU. MosT jekap € 0010 MpaKTUKyBal]
pECTIMPATOPEH CHEIHMATUCT, KOWTO € y4usl B Uy>KOMHA M € creluanu3upan B o0JacTra Ha
MYKOBHCIIMI03aTa. 3a LIACTUE, UMa U APYrd JOOpH JIeKapu, KOUTO C€ MHTEPEeCyBaT OT
0oyecTTa W ce TpIKar 3a MalMeHTUTEe, IBIO0KO ca 3aWHTEPeCyBaHU 3a OBICHIETO MM, 32
TEXHUTE CTPAXOBE U CE ONMUTBAT JIOKOJIKOTO MOTaT, J1a HaMaJsT OoJKara.

Moske Ou CTe ce TOCeTHIN Beue, 4e a3 JUYHO HAMaM MHOTO JJOBEpHE Ha JIeKapcKara
cucrema Tyk B I'bprus. TecToBeTe M TpeTHpaHETO HAa OOJHHUTE Ca HEOPTaHU3UPAHU U C
M3KIIIOYEHUE HA HSAKOJKO LEHHM JIeKapu, MEAUIMHCKUAT NEpCOHANl HE C€ MHTEpPecyBa OT
Hy>xauTe MU kato nanuent ¢ CF.

Nmam mHOro Hagexau 3a Obaemm nomoOpenus B rpwxkara 3a CF manuentute B
I'bpuns. Habi-ronmsiMara Mu Hajiexk1a € OCHOBaBAaHETO HA HE3aBUCUM, J0OpE OpraHU3upaH
LIEHTBhpD 3a BB3PACTHU NAIMEHTH, KOWTO Ja Cjie/[Ba OCHOBHUTE TEPaNUUd U 3aragHu
KpUTEPUHU.

BsipBam, de TOBa € €AMHCTBEHHMAT HAYMH J1a MOOEIMM B €XKEJTHEBHATa OWTKA M TIO-
Ba)KHO OMTKAaTa 32 COOCTBEHUS CH KUBOT.
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