Pe0eHoKk, 00JIbHOM MYKOBHCIIMI030M, B IIIKOJIE

Y10 HaA0 3HATb LUKOIbHOMY YUMTE/NIO O MYKOBUCLIMA,03€ U 0COBEHHOCTAX CBOEro yY4eHUKA

Dono myxosucyuoosa Cystic Fibrosis Foundation noozomoeun smom oyxknem 01
yuumeineii, gocnumameJieii u pooumenei, Ymodvl NOMOYb UM HOHAMbL 0COObBlE
nompeoHocmu 0emeil-uKoabHUKO8, 00J1bHbIX MyKoeu3uuoozom (MB).

MyKoOBHCIIHI03 — 3TO XPOHHYECKOE HACJIeJCTBEHHOE 3a00JieBaHHe, KOTOpPOe
0Ka3bIBaeT BJHAHHE HA JIETKHE W MUIIEeBAPUTEJIbHYI0 cucTeMy. MYKOBHCIIH/I03
NPOSIBJISIETCST Y KakKAoro pedeHka mo-pasHomy. Hekoropnie mionm ¢ MB
YyBCTBYIOT ce0sl XOpOIIo, B TO BpeMsi KaK Jpyrue MMeET OrpaHHYeHHbIE
BO3MOKHOCTH M He MOIYT PeryJsipHO MocemaTh IIKOJy. BaikHo, 4TOOBI BbI
BCTPETHJIMCH C POAUTEISIMHA Balllero yYeHUKA W ONpeaeJHIH, KAK HAWTYIIIHM
00pa3oM y/IOBJIETBOPUTH ero TmoTpedoHocTH. OCHOBHasi mpodjieMa mnpH
MYKOBHCIH/I03¢ — 3TO HAPYIIEHHUsI COJSIHOTO M BOJAHOr0 00MeHAa HEKOTOPBIX
KJeTok. M3-3a 3TOro opraHu3M NPOM3BOAUT IYCTYI, BSA3KYI0 CJIH3b, KOTOpas
3a0MBaeT Jierkue H MoIKeJTyT0UHYI0 JKeJie3y.

KAIIEJIb

HN3Menenns B Jjerkux npu MB moryT BbI3bIBaTh Kalllejlb, KOTOPbI MOMOraet
OUYMIATH JIeTKHEe 0T MOKpPOThI. Eciin Kamenb Memaer ypoky, peOeHOK MOKeT
BBIINTH, YTOOBbI NONMUTHL BO/Jbl. Takoil y4YeHUK OTKANLIUBAET MOKPOTY, MO3TOMY
eMy Heo0X0AuMO HMeTh Npu cede OymaxkHbie cajiperku. PeOeHOK, KOTOPBIi



KalLIsieT BO BpeMsl YPOKa, J0JKEH MMETh BO3MOXKHOCTH B JIKOOOH MOMEHT
OYHMCTUTh PYKH CHMPTOBBIM rejieM. MykoBucuuao3 He 3apazeH. He HyxHO
NPensITCTBOBATH OTKALLJIMBAHUIO, IOCKOJIbKY OHO IIOMOIraeT 0YMINATH JIeTKHe.

HPUEM ®EPMEHTOB

I'yctas cau3b Takke 3a0MBaeT NOMKEJIYAOYHYI Kejde3dy M MellaeT
NepeBapuBaHMIO UK. JIedyeHHe 3aK/II09aeTCs B IpUeMe OPAJIbHBIX (PePMEHTOB
MO/IZKeJIYIOYHOH 3KeJjie3bl ¢ JII000ii nuilei, coaepxamed KUpbl, 0eJKku U / WK
CJI0)KHbIe yrijesBoabl. Ilpuem mnuImmM, cocrosimieii B OCHOBHOM H3 IPOCTBIX
yriieBoaoB (COKH, GpyKTHI, QPYKTOBbIC IEPEKYChbl, CHOPTHUBHbIC HANMUTKU H
ra3upoBaHHasi BoJa) He TpeOyeT mpueMa (pepMeHTOB, NMOCKOJIbKY OHM JErKo
nepeBapuBalTCd M ycBauBawrTca. OpaabHble (QepMEHTHI MOAKETYA0YHOU
’KeJie3bl He BbI3BIBAIOT 3aBHCHMMOCTH M He BJIMSIIOT HA IOBeJeHUe peOeHKa.
@epMeHThI MOJKEJTYI0YHOH Kejie3bl 0e30MaCHbI NPH CJIOYYAHHOM INpueme
APYTMMHU AeTbMHU.

boabmmHcTBO AeTeil ¢ MB ncnob3yoT (pepMeHThI ¢ pAHHEr0 AeTCTBA M YMEIOT
NPUHUMATH HMX CAMOCTOAATEJIbHO. YUHMTeJdsl W POAUTE]H HOJKHbI O0CYIMTH
yao0HbIii rpaduk mnpuemMa 3THUX npenaparoB B mkoJje. IlpaBuiabHasi ngo3a
(pepMeHTOB MOMOraer NMOJHOUECHHO ycBauBarh nuuy. He caexyer MeHATH 103y
(pepMeHTOB (€3 KOHCYJIbTALMU C BPAYOM MJIM POAUTEJISIMH.

Ecan pebGenok 3a0yaeT npuHATH GepMeHTHI WM MPUMET CJAMIIKOM MAJYIO 103y,
OH MOKeT BHe3aIllHO 3aX0TeTh B TyaJleT, MOYyBCTBOBATH 00Jib B *KUBOTE WJIH
CTPaAaTh OT Ype3MepHOro razooopazoanms. [lodTomy et ¢ MyKOBHCUHI030M
JA0JKHBI UMeTh BO3MOKHOCTH B JIK000Ii MOMEHT CBOOOJHO BHINTH B TyaJieT JAJIs
Nnpea0TBPAlleHUs] HEMPUATHOCTEH NMPH MJIOXOM CAMOYYBCTBUM.

IIUTAHHUE

JdersM mnpum MykoBHcUHMAO3e s Habopa Beca HW pocra Tpedyercs
BbICOKOKAJIOPUIIHAsI BBICOKOOEJIKOBAasE JuHeTa ¢ 00f3aTeJIbHbIM IPHEMOM
(¢pepmenToB. Kpome TOro, mmMm HeoOXoaMMa NHINA NOBLIINIEHHOH KUPHOCTH,
KOTOpasi He MPUBETCTBYeTCsl 00JLIIMHCTBOM Jwoaeid. [lpuem numu npu MB
MO’KeT 3aHUMATh 00JiblIe BpeMeHH M TpedoBaTh 00/bmIOr0 o0bema enbl. s
NOBBINICHUSI KAJOPUWHOCTH  HYKHbI  JONOJIHUTEJbHbIE MepeKychbl H
BbICOKOKAJIOpUiiHBIE NUIeBbIe 100aBKU. JleTsaMm ¢ MB Hy:kHO 1aTh BO3MOKHOCTH
NPUHUMATH (pePMEHTHI TAKUM Ke 00pa3oM, KaK BO BpeM4 elibl A0Ma.

CoOanancupoBaHHasi, BBICOKOKAJIOPUIiHAs [aueTa ¢ mnpueMoM ¢epMeHTOB



nomoraer aeraM ¢ MB ObiThb 370poBbIMH. CTaOmiau3anusi Beca YJay4qlIaeT
¢pynkuuio Jerkux. IlpaBuibHOEe NMHUTaHHE TaKKe CIOCOOCTBYEeT MOBBIIIEHUIO
(pusnyeckoil aAKTUBHOCTH.

OUBNYECKHUE YITPA’KHEHUSA

du3nyeckue ynpa;kHeHUd MoJie3Hbl 1J1s Beex Jgwaei. Jleram ¢ MB ynpaxkuenus
TaKKe MOMOTalT BHIBOAUTH CJIU3b U YKPEILUISIIOT MbIIIIBI JIETKUX. Y IPaKHEHUS
TaK’Ke MOBBIIIAKT CAMOOLEHKY H YMEHbIIAKT COUAJIbHbIE PA3JIHYHA pedeHKa ¢
MB u 310pOBBIX 1eTeHl.

Jereil ¢ MYKOBHMCHHI030M HY:KHO BOBJIEKATH BO BCe¢ HMIPbl M BCe BHAbI
aesareabHocTH. OnHako Aetu ¢ MB He Bceraa MOryT BBINOJHATH (PU3HYECKHE
YIPaKHEHUS TaK Ke J0JII'0 U HHTEHCUBHO KAaK MX 310POBbI¢ CBEPCTHUKHU.

YupaxHeHusi 1y AeTed ¢ MyYKOBHCIIUI030M:
* pa3BUTHE MBILUIL U YKPeIJIEHHE KOCTEeH;

* pa3BUTHE JIETKHX;

* OYHUILIEHHE JIETKUX OT CJIM3H;

* CHH2KEHHE cTpecca.

B3pociible MepeHOCAT BBICOKYI TeMIlepaTypy Jierde, 4eM jaeTH. Jletm ObICTPO
NOTET U ObICTPee pa3orpeBaroTcs BO BpeMs pU3MYEeCKUX YIIPAKHEHUI.

Ha TPEHUPOBKAX J€TU J0JKHbBI HMETbh B J0CTYII€ BOAY MJIHU CIIOPTHUBHbLIC
HAIIMTKH. C.]IejlyeT AeJ1aTh MepepPbIBbI B 3AHATUAX, YTOOBI J€TH MOI'JIM IIOIIUTh.

Jetu ¢ MB TepsitoT 0oJibllie COJIM, KOIA MOTEHT, 0 CPABHEHHIO CO CBOUMM
3M0POBBIMH CBEepPCTHUKAMH. OHH J0JKHBI KOMIICHCMPOBATH IMOTEPH COJM H
JKUJAKOCTH BO BpeMsi pu3nYecKUX HArpPy30K. /it 3TOro oHu MOryT ynorpeoJjsiTh
ey C BBICOKHM COJEpPKAHUEM COJIM, HANpUMeP, CoJieHble XJieOHble MAJOYKH.
et ¢ MB 00s13aT€/1bHO JOJIKHBI IUTH /10, BO BpeMs U MOCJe 3aHATHS CIIOPTOM.
IMogcyuTano, 4T0 BO BpeMsi MOABUKHBIX 3aHATHI AeTH ¢ MB 10/kHBI MUTH OT
170 no 350 Mo sxuakocTn kaxkabie 20-30 MUHYT.

Bo Bpemsi 3aHsAiTMii cnopToM JAeTaM ¢ MB o4yeHb NOJI€E3HO YNOTPEOJIATH
CIIOPTHUBHbIEC HAMMUTKHU C JONOJTHUTEIbHbIMH YIJI€BOJAAMH U COJISIMH.

Yraesoapl SIBASIOTCA TOIUIMBOM /JII MBI W MOMOTalT MNOJAepP:KUBATh
BBICOKOE co/ep:kaHMe caxapa B KpoBH. CoJiM NOMOralT YTOJATH KAKAY H
NPEenATCTBYIT 00€3BOKMBAHNIO.



Bo Bpemsi ¢(u3nyeckux ymnpaxkHeHMHd He cJieayeT YNOTpPeOJATh HANUTKHU C
KO(enHOM, OCKOJILKY OHHM CIIOCOOCTBYIOT MOTEpPe KUIKOCTH.

MPOPUJIAKTUKA U KOHTPOJIb UHOEKITUN

Can3p, KOTOpasi HAKAIUIMBaeTcsl B Jierkux Jwojaeil ¢ MB, no3BoJissier Mmukpodam
Pa3MHOKATBHCHA U MOKeT IPUBECTH K Cepbe3HbIM 3200/1eBaHUAM Jerkux. Jlroam ¢
MB 0oJjiee ysi3BUMBbI, MOI'YT 3a00/1eThb, 3apa3uBIINCh MHPEKUUSIMH OT APYTrUX
00JILHBIX, 0CO0EHHO OT ApPYrux Jwjaeii ¢ MB.

JJisi TOro 4ro0bl CHU3UTHh PUCKH pacnpocTpaHeHusi HHGeKunid B ObITY, B TOM
Yyucjie B HIKOJIe, BpaYd PEKOMEHAYIOT cileayloliee:

Haxoautbest Ha paccTosiHuM 0OoJiee 2 MeTPOB OT JAPYIrWX JeTeil ¢ MPOCTY/OM,
TPUIIIIOM M IPYTrUMH HH(EKIHOHHBIMHU 3200/IeBAHUAMY KAK B IOMEIIeHUAX, TAK
U HA yJIuue.

Caenyert peryJsipHo MbITh PYKH, HCII0JIb3Ysl MBLJIO M BOAY WJIH CIMPTOBOIi reJib,
KOTOpPbI€e JT0LKHBI ObITh JOCTYNMHBIMHU J1JIA JeTell B mkoJie. Heo6xoqumo Bceraa
MBITh HWJIH OYUIIATH PYKH MOCJIe HCIOJIb30BAHNS O0IIMX MPeaMeToB (HApuMep,
TOYMJIOK JIJIsl KapaHjalei, J1a0opaTopHOro 000pPy10BaHMs M T. [1.).

HN36eratb COBMECTHOTO MCIOJIb30BAHMSI JUYHBIX Bellleil, a TaKiKe CTOJIOBBIX
npudopoB U NMOCyAblI 6€3 THIATeJILHOH 00padoTKN U Ae3nH(eKunu.

IIpocure y4yamuxcsi NPUKPBLIBATH POT NPH Kallle WU YUXAHUM OyMAaKHbIM
IVIATKOM WIN cajdeTrkoil. 3aTeM He3aMeLJINTEeJIbLHO HeO0XO0AMMO BBHIOPOCHTH
HCIOJIb30BAHHYI0 OyMary B KOP3HHY, BbIMBITH PYKH HJIH OYMCTUTHb MX rejeM.
Eciu OymMakHble IUIATKH MM CAJ(ETKH HEeXOCTYNHbI, MONMPOCHTE YYaIIHXCH
KAILJISITh WM YUXATh, IPUKPbIBas JIUMLO PYKOIi.

Jlerounbie uHpexuun y Jgwojaei ¢ MB He npeacTaBJISIOT OIACHOCTH 1JIS1 310POBBIX
JIJAeH, OHM BeCbMa OMacHbI s Apyrux Jjgwoaeir ¢ MB. Ecan B Bamei mkoJie
HECKOJIbKO y4eHUKOB ¢ MB (ecqin 3T0 He Oparbsi M CeCTPbl, KOTOPbI€ KUBYT
BMeCTe), Ba’KHO, YTOObI OHM HAXOAMJIHMCHh HA 0e30IaCHOM PACCTOSIHUM JPYr OT
apyra. Jlvoau ¢ MB 10/2KHBI HAXOAMTHCS HA PACCTOSTHIUM 4 METPOB JAPYT OT ApYyra,
He J0JIKHBI CHIETh PAAOM B KJIacce WJIHM B CTOJIOBO M HM B KOEM CJIy4yae He
AOJIKHBI IUTHh BOAY M3 OAHOM OYTHIJIKH WM MOJb30BATHCA OJHUMH H TEMH XKe
npeaMeTaMHu.

Opurunasn:
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