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NUCTUYHA ®UBPO3A

Cystic fibrosis - MKB E.84

Cystic Fibrosis MHb E.84 proserlaher M carrier - mol
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cystic fibrosis carrier carrier unaffected

e FLEEE Y
Wro e Uncrnuna ¢pubposa?

UnctmnuHa pubposa (LP) e HacneaHa bonecT Koja ce B6pojyBa BO rpynaTa Ha PeTKU U
MyANTUCUCTEMCKM BonecTn. OCHOBHATA KapaKTepMUCTUKa Ha bonecTa e co34aBatbeTo Ha ryct
CEeKpeT BO CMTe Ae/10BU Ha TeNOTO KaZe NOCTOojaT »Kie3am CO HafBOPELIHO avyere, ocobeHo
n3paseHo Bo 6enunte gpobosu, NaHKPEaCoT, OpraHUTe 3a Bapere, XKONYHUTE NAaTULLTA],
penpoAyKTUBHUTE KaHAAN U NOTHUTE Kae3aun. euaTa co LLd Hacneaune no egeH gedekreH
reH og ABajuata poautenn. Oa ABajua poaAnTenu Koum ce Hocutenu Ha LLd reH BepojaTHocTa
AeKa Ke ce poan HoBopoaeHye co LLd e 25%. BepojaTHocTa aeka HoBopoaeH4YeTo Ke buge
Hocuten Ha LLd reH e 50%, AogeKa NaK BEpOjaTHOCTA AeKa Ke ce poau 34paBo HOBOPOAEHYE e
25%. Ho, ncxonot o4 cekoja 6pemeHOCT He MOXKe Aa ce npeasnan. MHunaeHuata Ha
KIMHMYKaTa 6osecT e 1 naumeHT Ha 2.500 Kutenu.

Kako ce pojarHoctuumpa?
Bonecta moxe Aa ce AMjarHOCTULMpPA NPEKY NOTEH TECT, aHa/M3a Ha MyTaLmmn

(reHoTMNM3auwmja), Meperbe Ha NOTEHLMjaIHA HOCHA pa3inKa U Apyru. MocTojaT u TECTOBU KoM
BO TEKOT Ha BpemeHoCTa MOXKaT Aa ja yTBpAaT bonecTa (NpeHaTanHa AnjarHosa Bo pamuanm co
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PU3KK - NpeTxoaHo 6oneH yneH co U®P) kako n anjarHoctnymparse Ha LId Kaj HoBopoaeHuye
(HeoHaTaneH CKPUHUHT).

Mporpamata 3a HeoHaTa/ieH CKPUHWHT e o4, 0CObeHO 3HayYere, buaejkn PaHOTO OTKPUBAHE Ha
60/s1eCcTa MOXKe 3HAYMTENHO Aa ro Noaobpu TeKoT Ha bonecta. OBOj TecT ce oveKyBa aa buae
3a/10/1KMTE/NEH 33 CUTE HOBOPOAEHUYMHbA BO Penybivka MakenoHuja og 2019 rogmHa.

CvumnTomum:

FNaBHWUTE CUMNTOMM HA HolecTa MOXKAT Aa Ce jaBaT KAaKo KOMBUHaUMja Ha: XPOHUYHU
6enogpobHn NHbEKLMN Kon BOAAT A0 NOCTeNeHo onararbe Ha benogpobHaTa dyHKUM]a,
npobaemu co Bapere U UCKOPUCTYBakbE HA XpaHaTa LWTO MOXKe [a floBee [0 Mana TenecHa
TeXMHa U Npobsemu co pacToT, a CO TEK Ha BPEMETO MOXKAT Ja ce jaByBaaT U BpojHK
KOMMNAMKaLMM KOM MOKAT [a [0 3aCerHaT *KMBOTOT Ha NALLMEHTOT.

TpeTmaH:

TpeTmaHoT Ha U® Kaj eaeH naumeHT moxke ga buae o eAHOCTABEH 40 MOLLHE C/IOXKEH, BO
3aBUCHOCT 04 MHAMBUAYANHNOT TEK HAa 6oN1ecTa Kaj MauMeHTOoT. 33 NAUMEHTOT YCMEewWHOo Aa ja
KOHTpOAMpa 6onecta my nomaraat pusmMkanHaTta Tepanuja, [obpa HyTpUUmja,[04aTOLMBO
MCXpaHaTa, aHTMOMOTCKa Tepanuja 3a TpeTMaH Ha 6enogpobHUTE MHDEKLMM, MHXANALMOHU
MYKOIUTULN, BpOHXOAMNATAaTOPU, aHTUMHDNAMATOPHA TEpPanKja, a KAKO MOXKHO peLleHne e n
b6enoapobHaTta TpaHCNNaHTaUMja BO TepMMHanHaTa ¢a3a Ha 6bonecTa. 3a kan Bo Penybamka
MaKenoHuja He e AOCTaMNHa Le/IoKynHaTa Heonxo4Ha Tepanumja, Na Haj4YecTo NauneHTuTe
CaMOCTOjHO ja HabaByBaaT 04, CTPaHCTBO.

HanpeaoKoT BO meauumMHaTa M papmaumjata 4aBa HageK AeKa NauMeHTOT YCNeLwHo MOoXe 43
ja KoHTponupa 6onecTa. UcTpaxkyBarbaTa M pe3ynTaTuTe WTO A0 Cera rv AaBaaT reHcKaTa
Tepanuja, Kako U KAeTo4yHaTa papMaKo/oLlKa Tepanuja (moaynatopun Ha AedeKTHNOT NPOTENH)
B/I€BaaT HaZleX AeKa € MOXKHO YCMNeLWHO KOHTPO/IMpakbe Ha TeKOT Ha bonecTa 40 LeNoCHO
03paByBam-€.

Danu Uuctnunara pubposa e npeHocausa 6onecr?

He. UuctmnyHa ¢pubposa He e npeHocnmBa 6onect. Toa e HacnegHa 60necT Koja NaumMeHToT ja
CTEeKHa/ 04, CaMOTO pafakbe M HEe MOMKe Aa ja MpeHece Ha Apyru A1ua.
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Mma nm HewTo wWTo Aeuata co LUuctnuHa pubposa He cmeaTt Aa ro npasar?

leHepanHo geuaTa co UuctmuHa pubposa Tpeba aa ce oxpabpat Aa rv npasaT Uctute pabotu
KaKo 1 cekoe apyro aete. Kako 1 cekoe apyro aete Tve Tpeba Aa KuseaT, y4aT U HOPMAHO 43
bYHKUMOHMPaAAT BO YMCTa M He3araZeHa cpeaunHa, 4a OA4p»KyBaaT CeKOjAHEBHA /IMYHA XUTUEHA
(ocobeHo muerse paue npes 06pok), Aa GuaaT BHUMATENHM NPU KOHTAKT co 60HU nua, Aa
6uaaT BHMMATE/IHM NPU KOHTAKT CO CPeAnHa BO KOja MMa nojaBa Ha 6aKTepuu, Bnara u MyBna,
[la KOPUCTAT YNCTU ToaneTu u camyHo. OcobeHo ce npenopayysa Aa CNOPTYBaaT LWTO noseKe.
EanHcTBEHO, oBMe Aeua Tpeba CTPOro Aa ce NpuapKysaaT KOH PeA0BHMOT TPETMaH 3a
KOHTpONa Ha bonecTa, WTO oA3ema AeN 04 HUBHOTO cnoboaHO Bpeme.
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