3agaua 1: MykoBucuuao3

Curyanus: Y 15-neTHero noipocTka JuarHoCTUpOBaH MyKOBHUCLIUI03, BBI3BAHHBIIN
romo3urotHoit mytarueit AF508 B rene CFTR. Y Hero HaOmogar0Tcs XpOHUYECKHe NHPEKIIH
JIETKUX U HEJIOCTATOYHOCTbh MOKETYI0UHOM kene3bl. Ero crapmuii 6pat, HOCUTENb MyTallluH,
IUTAaHUPYET co37aTh ceMblo. Bpad 00cyx1aet nepcoHaIn3upoBaHHOE JIeUeHUE U MPOPHUIAKTUKY.

1. Kakue npodunakTudeckue Mepbl MOXKHO PEKOMEHIOBATh OpaTy MaIlieHTa JIst
NPEIOTBPAIICHHS POKICHUS peOeHKA C MyKOBUCIIUA030M?

2. Kakoit nonxon nepcoHaIM3UPOBAHHON MEIULIUHBI MOKHO TPUMEHUTH IS JICUEHUS
HOJIPOCTKA C MYKOBHCLIMJI030M, YUUTBIBAsi €T0 FEHOTHUIT?

3. Kak reHeTnueckoe KOHCYJIbTHPOBAHUE MOKET IOMOYb B YIIPABJIEHUN PUCKAMHU JISI
ceMbu?

4. KaKOBa pOJ'II) MOHI/ITOpI/IHFa B HGpCOHaJ'II/ISI/IpOBaHHOM JICHCHUUN MYKOBI/ICHI/II[OSa JJIA
MPEIOTBPALICHUS OCIIOKHEHUI?

3agaya 2: HeiipopuOpomartos 1 Tuna

Curyanus: Y 25-neTHei )KeHIIMHBI JUarHOCTUPOBaH HeiipoguOpomaros 1 THna, BEI3BaHHBIH
reTepo3uroTHoii mytanuei B rene NF1. Y Hee ecTh KoxHBIC HEHPOHUOpOMBI U TIATHA "KOde C
MosiokoM". OHa TuTaHHpyeT OEPEMEHHOCTh U 00€CTIOKOCHA PUCKOM TIepeaaun 3a00IeBaHUs
pebenky. Bpau npennaraer nepcoHaqIn3upOBaHHbIN MOJX0] K MOHUTOPUHTY U MPOPHUIIAKTUKE.

1. Kakue npodpuiaktuueckue Mepbl MOKHO PEKOMEHI0BATh KEHIIMHE /IS
NpeoTBpalleHNs nepeaayn HelipopuodpomaTosa |1 tTuna pedGeHky?

2. Kako# noaxos nepcoHaaIn3upOBaHHON MEIUIIMHBI MOKHO IIPUMEHUTH JUJIS1 YIIPaBJICHUS
COCTOSTHUEM JKEHIIVHBI, YIUTHIBAsI €€ T€HOTHII?

3. Kak reHeTHueckoe KOHCYJIbTUPOBAHUE MOXKET IOMOYb B YIIPABJICHUN PUCKAMH JUIsI
ceMbu?

4. KaxoBa poib MOHUTOPHHTA B IIEPCOHAIM3NPOBAHHOM JICYCHNHU HelpohudOpomaTosa 1
TUNA 1715 TPEJOTBPAIIECHUS OCIIOKHEHUN?

3agaya 3: CnimHaJIbHAsA MbIIIEYHAsA aTpodus

Curyanus: Y 2-netHero pebeHKa AUarHOCTUPOBaHa CliMHalIbHas MbleuHas atpodus (CMA) I
TUTIA, BBI3BaHHAsI TOMO3UTOTHOM Jiesenueii sk30Ha 7 B reHe SMN1. Poqutenu pebenka, o6a
HOCHUTENU MyTalllH, IJIAHUPYIOT elle OJHy OepeMeHHocTh. Bpau o0cyxmaer
NePCOHAIM3UPOBAHHOE JICYCHHUE U MPO(YUITAKTHIECKIE MEPHI.

1. Kakue npodpumiaktuyeckue Mepbl MOKHO PEKOMEHI0BaTh POAUTENSM IS
npeaoTBpalieHus poxxaeHus peoeaka ¢ CMA?

2. Kako# nogxoz nepcoHaaIn3upOBaHHON MEIULMHBI MOKHO IIPUMEHUTBD NS JICUEHUS
pebenka ¢ CMA, y4uThIBas €ro reHoTun?

3. Kak reHeTnueckoe KOHCYJIbTUPOBAHUE MOXKET IOMOYb B YIIPABJICHUN PUCKAMU JUIsI
cembu?

4. KakoBa pojb MOHUTOPUHIA B [IEPCOHATU3UPOBAHHOM JieueHun CMA s
PEIOTBPALICHUS OCIOXKHEHUH?






