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Knrouesble cnosa: 2eHemuyeckue 3a6onesaHus, opgpaHHble 6o-
n1e3HU, 2emMounus.

B cmamee npedcmasneHsl mamepuassl o U3YyYeHUo 2eHemu-
YecKoeo 3ab60s1e8aHUA 2eMopuauUA U M0020moeKe 0eMOHCMPAYUOHHbIX
mMamepuanos.

B HacToAwee Bpema npobiema remoduINmM OCTAeTC OYEHb AKTY-
a/ZIbHOM, TaK KaK y4YeHble elle He HalauM cnocob, ¢ MOMOLLbI KOTOpOoro
MOJHO YCTPAHUTb NPUYMHY reModUIMM NYTEM U3MEHEHUSA FreHEeTUYECKO-
ro Koga yenoseka. bonbHoMy remodunmein HMYero He ocTaeTcs genatb,
KpOMe TOro, KaK Hay4yMUTbCA KUTb C 3TO 6ONE3HbIO U NPUBLIKATL K TOMY,
YTO ero OpraHM3m KaxKablil AeHb HYyXXAaeTca B 0cobbix mepax npesocTto-
POYKHOCTU 1 0cO60 HepekHOM OTHOLLEHUMU.

Llenbto moen paboTbl ABNAETCA U3yYeHMe AaHHOro 3aboneBaHuaA U
pa3paboTKa noctepa 1 obyyatoLeit NaMaTKK.

B cBoeli paboTe A Mcnonb3oBan MeToabl MOUCKa, cbopa, cuctemaTu-
3aLMM U aHaM3a UCTOYHUKOB MHPOPMaL UK.

[Nna nogrotoBKM noctepa A UCMo/b30Baa nporpammbl Power point
1 Mind the graph. ns noarotoBkM BUAEO-NAaMATKU AN1A AeTel A UCNONb-
30Ba/1 MaTepunanbl BcemmpHom opraHnsaumm remoduanm.

Kak e COXpaHUTb XM3Hb U 340pOBbE OyAyYM Heusneuymmo 6osb-
HbIM? [poBean aHaNN3 UCTOYHMKOB MHbOPMaLMK, i cobpan OCHOBHbIE
peKkoMeHZaunn, KoTopble ByayT NoNe3Hbl A1 03HAKOMIEHMSA.

Mioan ¢ remodpunuein nsberaot 3aHATUIN GU3KYALTYPOM, TaK Kak
OHM CYMTAIOT, YTO OHA MOXKET BbI3bIBATb KPOBOM3AUAHUA, HO GU3KYbTYPA
nonesHa BCEM NOASAM: perynspHan ¢pusmyeckas akKTMBHOCTb BayKHa A/A
npeaoTBpalleHns Takux 3abonesaHuin, Kak caxapHblit anabet, 601e3HU
cepaLa, OXMUpeHWe, ocTeomnopos M pak. OHa MOMKET MoMOoYb NAAM C
remoduamen npeaoTBpaLLaTb KPOBOM3IIUAHUA U paspyLleHMe CyCTaBOB.
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dusnyeckme ynparKHeHWs BaXKHbl ANA NOCTPOEHUSA 340POBbIX KOCTeM
M YKpPEenneHns MbllL, KOTopble NOALEpP*KMBAIOT M 3aLMLLAIOT CyCcTaBbl.
Kpome Toro, pusmyeckme ynpaskHeHUs MOryT MOMOYb CHATUIO CTPECCOB,
n36aBNEHUIO OT BOIHEHWUI U AENPECCUMU, OHM MOTYT YKPeniaTb YyBCTBO
COHCTBEHHOrO AOCTOMHCTBA M MOMOraTh CMPABAATLCA C TPYAHbIMU CUTY-
auMAMM, a TaK¥Ke yny4ylaTb ycneBaemocTb B WwKone. ChegyeT noowpsaTb
AeTei Ntoboro Bo3pacTa y4acTBOBATb B CNOPTUBHbIX COCTA3AHUAX U Onpe-
OEeNnATb, Kakne BUAbl AEATENbHOCTU MOTYT MPUBECTU K KPOBOU3NIUAHUAM.
PekomeHayemble BMAbI CNOPTA: NNaBaHWE, HACTONbHbIM TEHHUC, X0Abba,
pbibHas 10BAA, TaHUbl, 6aAMUHTOH, NapyCHbI CNOpPT, ronbd, 6OyANHT, bu-
NbApA v e3ga Ha Benocunege. /liogam ¢ Taxkenon ¢opmon remoduanm He
pekoMeHAyeTcA 3aHMMATbCA TaKUMU BUAAMM CNOPTA, Kak: pyTbon, perbu,
amepuKaHckuin ¢ytbos, KapaTs, 6opbba, MOTOLMKAETHbIN CMOPT, 431040,
XOKKeM 1 KaTaHWe Ha PO/IMKOBOM AOCKe.

Hapsgy ¢ perynsapHbiMu GU3NYECKUMW YIPAXKHEHUAMM KAYeCTBEH-
Hble NPOAYKTbl NUTAHWA ABAAETCA OCHOBOW ANA NOALEPKAHUA CUNbHBIX
MYCKY/IOB M KpPenKux CycTaBoB. BaxHO NoaaepKmnBaTb HOPMasbHbIN BeC
Tena, Yytobbl He CO34aBaTb AOMNONHUTENLHYIO HArpy3Ky A5 CYCTaBOB.

Xopolwas rurmeHa nofocTu pTa o4eHb BarkHA A1A NpeaoTBpaLLeHun
3abosieBaHUA AeceH U NapoaoHTo3a. [ina noael c remodunmein coxpaHe-
HUMe 340POBbIX 3y60B O4EHb BaXKHO, UTOObI pexxe 0bpalLaTbCa K XMpypram-
cTomartosioram.

Ecnu TpebytoTca NPUBMBKM, TO UX MPOBOAAT HE BHYTPUMbILLEYHO, a
NOAKOXKHO.

Mn3Hb c remodunmeln NPUBOAUT K CTPeccy. ITOT CTPECC MOXKET B/K-
ATb KaK Ha Y71eHOB CEMbM, TaK M Ha YeNoBeKa c remopunme.

Mcuxocoumnonormyeckaa noanepKka 60MbHbIX C remoduaven u
MX CEMEN ABNAETCA BA*KHOW 4YacTblo 3a60Tbl O HMX. HasHayeHMe ncuxo-
COLMOIOTMYECKOM NOAAEPIKKM COCTOUT B TOM, YTOObI KaK MOXHO cKopee
BbIIBUTb Y YE/IOBEKA M Y YIEHOB CEMbM 3aTPYAHEHUA B MPUHATUN U pas-
peweHnn Npobaem, cBA3aHHbIX C }KU3HbIO C remoduameit. MpuHUMas Bo
BHMMaHWE AManas’oH BO3MOMKHbIX IMOLMIA, MbIC/Iel U YyBCTB, KOTOpble
MOTYT BO3HUKHYTb NOC/E YCTAHOBNEHUA AMArHO3a AW C KaXK4OM HOBOW
BO3HMKAlOLWLEN CUTyaLMeln, negaror, opraHMsaummn, okasbiBalowme me-
AMKO-CaHMTAPHYIO MOMOLLb, ML, yXaXKnBatoLLMe 3a 60NbHbIM, U poauTe-
/I MOTYT MOMOYb 60IbHOMY NMPUHATL CBOE COCTOAHME U yY3HATb 0 Hem. Co
3HaHMEM MPUXOAUT IHEPrus, cnocobHOCTb pa3obpaTbCca B CyLLECTBE BO-
npoca v yBepeHHOCTb B cebe, 4YTo, B KOHEYHOM CYeTE, CNOCOBCTBYET TOMY,
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YTO6bI }KM3Hb 6ONLHOTO HbiNAa 340POBOM, AaKTUBHOW U AOATON.

BasKHO pasbACHMTb PeBEHKY, UTo remodmansa He «6onesHb», a CKo-
pee HapyLweHne GYHKLUUN KPOBOTEHEHUS.

MoCKONbKY remoduana — 3TO XPOHWUYECKOE COCTOAHWME XKWU3HMU,
YyesnioBeK C remoduaneln OOMKEH CUMTATLCA C Tem GaKTOM, YTO KaKan-To
YacTb ero camoro Bcerga byaet “6onbHoin”. MpnobpeTeHne 3HaHWI O TOM,
KaK Nydlle BCEro COBMeLLaTh reModuimnio C NoBCeAHEBHOM XU3HbIO, NOo-
MOXeT 60/1bHbIM BblpaboTaTb MPOPUNAKTUYECKOE OTHOLUEHME K 3TOMY
3a60/1€BaHMIO U MNO3BOJINT UM B3ATb MO CBON KOHTPO/Ib CBOM 3KMU3HU, U3-
6eras HEeHY}KHbIX PUCKOB.

MoAroTOBAEHHbI MHOM MOCTEP NPeACTaB/eH Ha pucyHKe 1.
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PucyHok 1 — NoarotoBneHHbIN nocrep.

MocTep cofepUT COBPEMEHHbIE AaHHbIE MO AMATHOCTUKE U NPO-
dunaktuke remoodunun. lMpeacrasneHo onpegeneHve 3abonesaHus.
MmeloTcs CTaTUCTUMYECKME AaHHble, MHTEpECHble UCTOpUYEcKue (aKTbl.
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EcTb paszenbl N0 KNMHUYECKOW KapTUHE, AMArHOCTUKE, IEYEHUIO U MPO-
dunakTnke 3abonesaHus. HacnegosaHwe remoduanm HarnsgHo npea-
CTaB/IEHO B BUAE CXeMbl. B nocTepe TakyKe MOATOTOB/EH FoCcapui, rae
npeactaBneHa OCHOBHas TepMMHONOMMA No 3abonesaHuto. ECTb cnmncok
WMCTOYHMKOB MHPOPMALUNN.

Al cumTalo, 4TO MOS rMnoTesa NOATBEpPAMAacChb, Pa3paboTaHHbIN
MHOM NocTep U NamaATKa byayT NosiesHbl 419 03HAKOMAEHUA AETAM.

[Na COXpaHeHUs KM3HWU M 340p0BbA AeTAM, 6ONbHbIM remobun-
ei, peKoMeHAyeTCca BECTM 340P0BbI 06pa3 KU3HK, BKAOUAIOLWMI CNOPT,
NpaBUAbHOE NUTAHME U TMTMEHUYECKME MEePONPUATUA.

B ganbHeliwem s 6bl xoTen n3obpectu npenapat 414 NnpodunarkTu-
KM U NedeHusa KpoBoTeuyeHui. ITOT npenapaTt ocobeHHo byaeT noneseH
nogam, ctpagatowmm remodunmenn. Mos ngen 3akaoyaeTca B co3gaHum
cnpes Ha OCHOBe HaHovacTuy, cepebpa M BeLecTB, CNOCOBCTBYHOLLMX
CBEpTbIBaHUIO KpoBW. HaHoyacTuupl cepebpa obecneyaT aHTMOaKTepu-
anbHbI 3GDEKT 1 NpeaynpenAT 3apakeHne KpoBM OT nonagaHua Bpea-
HbIX 6akTepuit. A 6bl xoTen, 4Tobbl Npenapat 6bia B BUAE crnipes cepebps-
HOro uBeTa B Hebonbwnx 6annoH4YMKax. Takol npenapat yao6HO HOCUTb
W NPUMEHATb, B NepByto odepeapb, AeTam. JeTn cmoram bbl camun okasaTtb
cebe nepsyo NOMOLLb NPU PaHEHUAX U yLLnBaX.
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HOW TO KEEP HEALTHY WITH HEMOPHILIA

Kalimullov T.

Key words: genetic diseases, orphan diseases, hemophilia.
The article presents materials on the study of the genetic disease
hemophilia and the preparation of demonstration poster.



