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Y10 TaKoe nepuoanYecKasn
6one3nb (FMF)?

Nepuoamnyeckas 6onesHb/FMF sBnsetcs HacneACTBEHHbIM ayTOBOCNANNTEbHbBIM
3aboneBaHneM, xapaKTepu3yoLMMCs NOBTOPAIOWMMIUCS NPUCTYNAMK NOBbILLIEHHON
TemnepaTtypbl, BOCNANUTeNbHbIMU NpoLeccamu 1 6onamu. HekoTopble NaymeHTbl Bnepeble
CTaNKMBAITCA C NPUCTYNAMU Y)Ke B paHHeM aeTcTee. B 80—90 % cnydaes 3aboneBaHue
BMNepBble NPOABAAETCA Yy NALMEHTOB B BO3pacTe 40 20 feT"?,

KakoBbl eé cumnTOMbI?

3nusoabl nepuoamnyeckoin 6onesHun/FMF, kak npaBuio, 04eHb KOPOTKME U HacTynaoT
B TeYeHMe OPUEHTUPOBOYHO 1—3 AHeN. HYacToTa NpUCTYNOB MOXeET 3HAUYUTENbHO
BapbMpOBaTbCA, HO 06bIYHO Y 3a60NEBWMNX HE NPOSBASETCA HUKAKUX CUMNTOMOB

B nepuoj mexay npuctynamu. lNeproaundeckas 6onesHb/FMF conpoBoxgaeTcs
cneayLwmmMmm CMMINTOMamu:

e [loBblleHe Temneparypbl (B paHHEM JeTCTBe MHOraa
3TO MOXET 6bITb JMHCTBEHHBIM CMMTOMOM)

eBonu B usote u (Mnu) rpyaHON Knetxke

©B0/1M M OTEYHOCTb CYCTaBOoB (HanpuMep KONEeHHOrO,
roNeHOCTOMHOMO UK KUCTEBOTO CYyCTAaBOB)

o CunbHble, 60N1€3HEeHHbIe MOKPACHEHWA KOXHbIX NOKPOBOB
(3avacTyto B o6acTv cTynHen u (Unun) roneHun)

Bua, TAMKECTb U AINTENbHOCT CUMMTOMOB

M MPUCTYNOB 3HA4YNUTENbHO BApbUpYIOTCSA

y pasHbIX NaUMeHTOB, a TaKKe MOTYT OT c/lyyas
K C/ly4at OTM4aThCs, B TOM YUCIIE Y OAHOTO

N TOTO e pebeHkKa.

Nepuoamnyeckas 6onesHb/FMFy feteit

1 B3POC/bIX MPOABACTCA CXOAHbIM 06pa3om,
0[lHAKO HEKOTOPbIe CUMNTOMbI, Hanpumep,
apTpuT (BOCNaneHne CyctaBoB) MW MUO3MUT,
BCTpeYaloTCa y feTen yalle.

Ecnu neproamnyeckyto 6onesHb/FMF

He N1e4YNTb, TO MOXET BO3HUKHYTb aMUI0MA03
(3aboneBaHue, Npu KOTOPOM B NOYKAX
OTK/a[blBAKTCA HEPaCcTBOPUMbIE BenKu,
4TO BeZleT K NOPaXeHuIo Noyekx).

Kak yacTto BcTpeyaerca FMF?

NMepuoaundeckas 6onesHb/FMF — 370 peaKkoe 3a6oneBaHue, KOTOPbIM

B 3aMafiHbIX CTpaHax cCTpajaaeT NPUMEPHO 2,5 Yel0BEKA M3 100 000.
Yalle BCero oHo BCTpevaeTca y apMsH, noaei cedapackoro, apabckoro
N TYpPeLKoro nponcxoxaeHus. MpMmMepHo 1-2 U3 1000 YeN0BEK,
NpuUHagnexalmx K 3TUM HapoAHOCTAM 6oNeeT NeproanYeCcKom
6one3Hblo/FMF.

Yem oHa Bbi3biBaeTca?

Nepuoaunyeckas 6onesHb/FMF — 310 BpoxaeHHoe 3aboneBaHue,
npu Kotopom aedekT (MyTauus) reHa MEFV nprBOANUT K BOSHUKHOBEHUIO
HEKOHTPONNPYEMbIX BOCNANNTENbHbBIX MPOLECCOB B OpraHu3me.

Y 70-80 % BCcex naumeHToB U3MeHeHue B reHe MEFV nepepaeTtcsa
no peueccuBHomy TUNYy . [Ans npossieHns 3aboneBaHns Heo6xoaumo
Hanu4yme ABYX IK3EMMNAAPOB MyTUPOBABLUETO reHa.

JT0 03HayaeT, YTO B C/lyyae AMArHOCTUPOBAHMA NePUOLNYECKON
60ne3Hn/FMF BecbMa BEPOATHO, YTO U IpYriie YNeHbl CEMbU UMEIOT
370 3ab60seBaHMe AN ABNSAIOTCA €ro HOCUTENAMMU.

Mepuoaunyeckas 6onesHb/FMF guarHoctupyeTtcs B TOM Ynciie 1 Ha
OCHOBAHMM NPOABMUBLUNXCA CMMNTOMOB M B HEKOTOPbIX CIy4YaAaX MOXeT
ObITb MOATBEPIKAEHA C MOMOLLbIO TEHETUYECKOr0o aHannsa“2.



Bnuanuve 3a6oneBaHus
Ha NOBCEAHEBHYHO YXU3Hb

CocTosiHMe 60nbHbIX FMF yacTo ynyyiiaeTcs ¢ BO3pacTom, U MPU COOTBETCTBYIOLIEM
neyeHrnmn 6ONbIIMHCTBO NALUMEHTOB MOXET BECTU HOPMa/bHbIA 06pa3 HU3HN.

HecmoTps Ha ycnelwHble pe3ynbTaThl NeYeHus, nepmoandeckan 6onesHo/FMF sBnsetcs
Heusneynmbim 3abonesarmnem. NMaureHTam NPUXOANUTCS B TEUEHNE BCEI CBOEN U3HU
NPUHMMATL NeKapCTBEHHbIE NpenapaThl A5 nedeHns nepuoamnyeckonn 6onesnu/FMF.
M03TOMY BaXHO HaNaAnTb TECHbIE 1 JOBEPUTE/NbHbIE B3aWMOOTHOLIEHWS C levaliumu
Bpayamu, 4Tobbl 06/1erynTh }13Hb 60bHOr0 FMF 1 NOBbLICUTL €ro o6lee camovyBCTBYUE.

YacTble NPUCTYNbl NUXOPaAKN, BOCNannUTeNbHblIe NpoLecChl U 60nu nHorga moryt
OKa3blBaTb HEFraTUBHOE BO3/1ENCTBME Ha CEMEVIHV}O N CoOUManbHy0 XN3Hb NaUNEHTOB.

OHun BbIHYX/eHbl OTCYTCTBOBATb Ha paﬁO‘-IEM MecTe UK NPOoNnyCcKaTb 3aHATUA B y‘-le6HOM
3aBefleHnn. 3aboneBaHue TaKkxe oTpunuaTesnibHO BANUAET Ha UX 3IMOLMOHa/IbHOe COCTOAHNE.

Yto Bac oxxupaer?

MNoBcegHeBHasA AeATENIbHOCTb: NPV COOTBETCTBYIOLIEM IEYEHUM NepUoAnYecKas
60ne3Hb/FMF He 10/KHA OKa3blBaTb BAUAHWUA HA NOBCEAHEBHYIO AeATENbHOCTb, B LIe/IOM
60/1bHO MOXET 1 B Aa/IbHENLIEM BECTU CBO NPUBbIYHbIA 06pa3s Mu3Hu. OaHaKo B clyvae
HacTynieHus aNM3oja nepuoanyeckoi 6onesHn/FMF Bam cneayeT 4o onpeaeneHHoii
cTeneHun npucnocabnmeatbcs K 06CTOATENLCTBAM, HANPUMEp BCe leNaTh MeAsieHHee,
yalle OTAbIXaTb, 0TKA3aTbCs OT UCMNONHEHUS HEKOTOPbIX 06LECTBEHHbIX 0653aTebCTB.

3aHATMA cnopToM/U3KYNBTYPOI: peKOMEHAYITCA nLam, 6oetoLum NepruoanyecKo
6onesHbio/FMF, 0HaKO B CNOPTUBHbLIX TDEHUPOBOK JO/IEH COOTBETCTBOBATh
VHAMBUAYANbHLIM 0COBEHHOCTAM 6OIbHOTO, HANPUMEp NPU YCTaNnoCTU NPpeAnoYTUTENbHEE
3aHMMaTbCA X0Ab00I, a He 6erom, ciefyeT nsberatb 3aHATUIA NNABAHUEM NPY
MOKPACHEHWM KOXHbIX MOKPOBOB.

LWkona/pa6oTa: 3nn304bl nepuogmyeckonn 6onesnn/FMF MOryT npuUBeCTM K NOSBAEHUIO
CMMNTOMOB, CXO[HbIX C TPUMMNO3HbIMU. (PN HEOOXOAMMOCTU HA HECKONbKO AHEN 60NbHOMY
NPOMNMCLIBAETCSA NOCTE/bHbIA peXum. OfIHAKO NPY COOTBETCTBYIOLIEM NIeYeHUU
nepuoanyeckoi 6one3Hb/FMF He NpUBOAMT K NOCEACTBUAM, HEFAaTUBHO
CKasblBaloLWMMCs Ha yuebGHOM npoLecce U npodeccMoHanbHoM
AeATeNbHoCTM 60NbHOMO0. B U€NOM YyPOBEHb HEraTUBHbLIX
nocneacTBUM 3aBUCUT OT UHAMBUAYANbHBIX KAYECTB U
cnocobHoCTel KOHKpeTHOro 60bHOr0. B X0 KoHCynbTauuii
60/1bHOM 1 COOTBETCTBYIOLIME MEANLIMHCKIE CreynanucThb
LO/IKHbBI MPUATM K COBMECTHOMY pelleHunio
OTHOCUTENIbHO TOT0, KaKoe HeraTuBHoe
BO3eicTBME 601e3Hb MOXKET OKasaTb
Ha y4eb6HbIi npouecc/npodeccnoHanbHyo
[1eATeNbHOCTb 60NBHOTO 1 YTO eMyY
Heo6X0MMO fasiblie NPeAnpPUHATb.

Moaaep)XKa MaKCMMaJIbHO
BbICOKOro Ka4yecTBa XXU3HU:

MNocTaHOoBKa AMarHo3a ABNAETCA NepBbIM LWArOM

K nyywiemy NnOHUMAHUIO U COOTBETCTBYIOLLEMY
neyexuto FMF. lMpu npaBunbHOM noaxoae moxer
ObITb COXpaHEeHO BbICOKOE Ka4eCTBO XKU3HU 60JIbHOrO.

Y10 A mory caenartb?

ins obneryeHus 6onei:

3/10p0BbIii 06pa3 ¥MU3HU, BKIOYAA COONOAEHME YETKOTO PeXMMa CHa, 310pPOBOE NUTaHue
1 aKTUBHbIE 3aHATUA ANA NOALEPKAHUA XOPOLLIEro 3MOLMOHANbHOI0 CaMOYyBCTBMA,
No3BONAIOLLINE HE TONBKO MOAHATL HACTPOEHME, HO 1 M36eXaTb CTPECCOBbIX CUTYALUA,
BaXHbl /18 BCEX NIOAEN, OHAKO B 0060 cTeneHn Ans 60bHbIX NeproanMyYecKon
60ne3Hbio/FMF. Cneayet n3beratb CTPECCOBbIX CUTYaALIWIA, MepeoxnaxaeHus,
ynoTpebaeHns NpoAYKTOB C BbICOKUM COJI€PIKAHMEM KUPOB, a TaKKe MHMEKLUNOHHbIX
3aboneBaHui, NOCKONbKY UMEHHO OHU, KaK U3BECTHO, MPOBOLMPYIOT BCMbILWKM
3aboneBaHus. OaHaKo ann3o0abl neproanyeckoin 6onesHn/FMF MoryT HacTynaTh Takxke
1 BHE 3aBMCUMOCTM OT NOA0OHbLIX 06CTOATENLCTB, BbI3bIBAOLWMUX 60N1€3Hb, NOITOMY B
nepBylo oYepeb BaXHO NpaBUNbHOE NUTAHME 1 340POBbIN COH, BaXHO HAaCNaXAaTbCA
MU3HbIO 1 BbITb CYACTNINBBIM.



[AnAa yKpenneHus nogAepiKKu Co CTOPOHbI CEMbU U Apy3eil:

Hanbonee BaxHbiM hakTOpoM sBAseTcs obuweHre. Pacckaxure yieHam cemby

1 APY3bsiM, UTO TaKoe nepuoamyeckas 6one3Hs/FMF 1 KaKOBO 3TO — XUTb C TaKO
60ne3Hbl0. ByibTe OTKPbLITHI 4151 00OLLEHUA U pacCKa3biBaiTe 0 BalleM OMbITe KU3HU
c nepuoanyecKoin 6onesHbio/FMF, 4To6bI NONYYUTH NOAJEPHKKY U MOHUMAHMUE.

N3meHUTb 06pa3 KU3HU:

Nioawn, 6onetowme nepuogmyeckoin 6onesHbo/FMF MOTyT NnpogoMmKaTh yunThCs, paboTaTs,
3aHMMATbCA CMOPTOM U 6bITb COLMANbHO aKTUBHbLIMU. [TPpU NPOSABAEHUN CUMTIITOMOB

FMF He06X0AMMO NI HEMHOTO U3MEHUTL 06Pa3 HU3HU C X YYETOM 1 1eiiCTBOBATD
conpeeneHHon rmMbKoCTbio: BpEMA OT BPEMEHW NEPEXOANTL HA ANCTAHLMOHHOE
obyyeHve unu paboTaTb yaaneHHO Ha JOMY, NEPENTN OT UHTEHCUBHbBIX U3HYPUTE/bHBIX
TPEHWPOBOK K 60Nee Nerknum, BCTpeyaTbCsa C APY3bAMU B CMOKOWHOW 1 paccinabneHHon
o6cTaHoOBKeE.

Caenartb XXU3Hb nyyuie:

MNepuoaundeckas 6onesHb/FMF okasbiBaeT BAUSAHUE Ha 06pa3 KWU3HU, HO N0aK,
XUBYLLME C ANarHo30M FMF, He OMKHbI 0TYAUBATLCA, OHM OMKHBI MeYTaTb, CMEATLCA
W CTPEMUTBLCA K JOCTUIKEHMIO CBOUX LieNei.

MMomHuTe: nevawme Bpayu moryT npu HEO6XO,CI,VIMOCTVI OKas3aTb p,aaneVmJyro nomolLlb.

[ae A mory 6onbuue
y3Hatb 0 FMF?

JononHutenbHyto undopmauuio 06
ayToBOCnanuTeNbHbIX 3a60neBaHnAX, BKOYas
nepuoamnyeckyto 6onesvb/FMF, MOXXHO NONyYnTb
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cnonb3oBaHHble M306paxeHNns He ABAAIOTCA M306paKeHNAMM peanbHbiX nayneHTos. Matepuan
paspabotat npu noaaepxke 000 «HoBapTuc Papma» B LeNsX NOBbILIEHUA OCBEAOMAEHHOCTH
nayneHToB o0 3abonesaHnn. NHGopMaLma B MaTepuane He 3aMeHseT KOHCYbTaUuIo cneynanucTa
3ApaBooxpaHenus. O6paTuTecs K evatiemy Bpauy.
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