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1. YTO TAKOE CCh

1.1 Y10 3TO Takoe?

CemenHasa cpegmsemMHomopckasa nuxopanka (CCJ) asnaeTcs
reHeTn4yeckmnm 3abosieBaHMeM, KOTOpPOe NepenaeTcya No HacneacTsy.
MauneHTbl CTpagaloT OT NepruognudecKnxX NPUCTYNoB IMXopanku,
conpoBoXxaatowencsa 6onbto B XXMBOTE UK B rpyaun, nnbo 6onbto n
oTeKaMu cycTaBoB. bone3Hb Yalle noparkaeT auny, NPOUCXOAALLNX U3
CpeounsemMHomMopbsa U bamxxHero BocTtoka, B HaCTHOCTM eBpeeB
(ocobeHHO cethapaos), Typok, apaboB n apMsH.

1.2 Kak 4yacTo BcTpe4yaeTca 31O 3aboneBanue?

YacToTa 3aboneBaHmsa B NONyAALNAX BbICOKOIrO pUCKa COCTaBNsaET
okoJ10 1-3 Ha 1000. B apyrux aTHNU4YeCKUx rpynnax 31o 3abonesaHune
BCTpe4vaeTcd peako. Tem He MeHee, C MOMEHTa OTKPbITUS
COOTBETCTBYIOLLEro reHa, AaHHoe 3abosieBaHue AMarHOCTUpPyeTCs
Yyaule, fa)ke cpenu rpynn HacesneHus, cpen KOTopbiX OHO CYMTaNoCh
OYeHb pefkuMm, HanpuMmep, UTaJibSAHLEB, FPEKOB N aMepuKaHL,EeB.
MpumepHo y 90% naumeHToB nepsble npuctynbl CCJ1 Ha4YMHaOTCA B
Bo3pacTe 00 20 neT. bonee 4emM y NnonoBuHbI BOsIbHLIX 3aboneBaHne
MPOSABNAETCH B TeYEeHVe NepBoro AecATUIeTUd XU3HN. Manbuymnku
CTpafaloT HEeCKOJIbKO Yaule, 4emM geBoyku (1,3:1).

1.3 KakoBbl Nnpu4uHbI 3aboneBaHma?
CCJ1 aBndeTcqa reHeTn4eckum 3aboneBaHmemM. OTBETCTBEHHbIV 3@ HEro
reH HasbiBaeTca MEFV. OH BanaeT Ha 6enoK, KOTOPbIN UrpaeT poJib B
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eCcTeCTBEHHOM pa3pelleHnn BocnaneHus. Ecnm aToT reH HeceT B cebe
MyTaLMio, Kak 3To npoucxoauT npu CCJ1, Takoe perynpoBaHue He
MOXXET PYHKLUMOHNPOBATb OOJIKHLIM 06pa3oM, 1 naumeHThbl
NCNbITLIBAOT NPUCTYMNbI IMXOPAAKN.

1.4 fiBnsertca nu 310 3aboneBaHue HacNenCTBeHHbIM?

HNaHHoe 3aboneBaHne HacneayeTcd B OCHOBHOM KaK ayTOCOMHO-
peueccuBHOE, a 3TO 03HAYaeT, YTO CMMNTOMbI 3aboneBaHUsA y
poanTenen obblMHO OTCYTCTBYIOT. TOT TUN Nepefaynm o3Hav4aeT, 4To
ans Toro, 4tobbl Yenosek nmen CCJ1, Hy>KHO, 4ToObl 0b6e Konuu rexHa
MEFV, nmetowneca y yenoseka (0gnH OoT MaTepu, a ApPYyron - oT oTua)
OblI MYyTaHTHLIMU; TaknM obpa3oMm, oba poanTensa 9BAAOTCS
HoCUTeNnsaMun (HoCUTeslb UMeeT TOJIbKO OHY MYTaHTHYIO KOMWUIO reHa,
HO He 6bones3Hb). Ecnn 3abonesaHne NpucyTCcTBYET B 6OMbLLON CEMbE,
OHO, BepoATHO, byaeT y 6paTa, ABotopoaHOro bpaTta, Asam nam
hanbHero poacTtBeHHUKa. OQHaKo, Kak NpocsieXxmnBaeTcs B HeOOIbLLOM
rnpoueHTe cny4aes, ec/in y ogHoro ns poguntenen nmeetca CCJI, a
Apyron aBNsieTCa HOCUTENIEM MYTaHTHOIO reHa, To cylecTByeT
50%-Has BEpPOATHOCTb TOrO, 4TO nX pebeHoK NoAy4YUT No HacNeacTBy
bonesHb. Y HebobLWON YacTu NauMeHTOoB ogHa Uan gake obe Konumn
reHa OKa3blBaloTCs HOPMaJibHbIMU.

1.5 NMoyemy Mou pebeHOK 3abonen s3Ton 60sne3HbLIO? MOXKHO NN
npepoTBpaTUTb AaHHOe 3abosieBaHue?

Baw pebeHok nmeeT 3aboneBaHne, MOTOMY YTO OH SIBNSIETCS
HOCUTENIEM MYTAHTHbIX FEHOB, KOTOpble Bbi3biBatoT CCJI.

1.6 ABnaeTtcsa nm 310 3aboneBaHne UHPEKLNOHHbIM?
HeT.

1.7 KakoBbl OCHOBHblI€ CUMNTOMbDI?

OCHOBHbIM cMMNTOMOM 3abosieBaHUA ABASAETCSA Nepuognyeckoe
MoBbILLEHME TeMnepaTypbl Tefa, KOTopoe conpoBoXaaeTca 6bonsmu B
XXNBOTE, rpyan unam B cyctaBsax. Hanbonee pacnpocTpaHeHbl NPUCTYMbI
601 B XMBOTE, KOTOpble HabnogatoTCca NnpumMepHo y 90% nauneHToB..
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MpucTtynbl 601K B rpyaHON KieTke oTMedatoTca y 20-40%, a 6onb B
cyctaBax - y 50-60% 60/bHbIX.

Kak npaBuio, 4eTU XKanyrTCca Ha NPUCTYNbl KOHKPETHOro Tuna, Takue
KakK nepunoamnyeckme 60am B XNBOTE U IMXopaaka. TeM He MeHee,
HeKOTOopble MauMeHTbl UCMbITbIBAOT NPUCTYMNbl Pa3/INYHbIX TUMOB - MO
OTAENbHOCTU N B KOMBHauuu.

TN NPUCTYMbl HOCAT CaMopa3peLlarWwnnca xapaktep (3To o3HayvaerT,
4YTO OHW NMpoxoaaT 6e3 nevyeHnsa) n gNATCA OT OAHOIO A0 YeTblipex
nHen. CamMo4yBCTBME NMaumeHTa K KOHLY NpUCTyna rnoJIHOCTbIo
BOCCTaHaB/IMBAETCH, N MeXAy NMPUCTyrnaMmm OH YyBCTBYeT cebs
xopowlo. HekoTopble NpUCTynbl MOryT 6bITb HAaCTOJIbKO BOsIe3HEHHbIMN,
4YTO MauUMeHT nnm cembs obpawaeTcs 3a MEAULNUHCKOW MOMOLLbIO.
Ta)kenble NpUcTynbl 60K B XKMBOTE MOrYyT HarNnoOMUHaTb OCTPbIN
anneHaAuunT, U N03TOMY HEKOTOpPbIe NMauMeHTbl MOryT noaBepraTbCs
HEeHY>XHbIM onepaunsam Ha 6pOLWHON NONOCTU, TaKNM Kak
anneHasKToMus.

TeM He MeHee, HEKOTOpPbIE NPUCTYMbI, fa)Ke Y OOHOr0 U TOro e
naumeHTa, MOryT NpoxXoanTb B Ierkon opme, [OCTaTOYHOW 14 TOro,
4TOObl UX NPUHANN 3a HEBObLLOE PACCTPONCTBO XXenyaka. 3TO OAHa
n3 NnpnynH, nodyemy CCJ1 TpygHO pacno3HaTb y nauuneHTa. MNpun 6onn B
XUNBoTe y pebeHKa, Kak npasuio, oTMe4YyaeTcs 3anop, HO Koraa 6osb
OTrnycKaeT, noasnseTcsa 6onee MArkKnm CTy .

PebeHOK MOXXeT MMeTb 04eHb BbICOKYIO TeMMNepaTypy B Te4yeHue
OLHOro NMPUCTyna n yMepeHHoe noBblLLeHNe TeMrnepaTypbl BO BpeMs
apyroro. bosb B rpyain, Kak npaBuio, 3aTparmBaeT TOJIbKO O4HY
CTOPOHY N MOXXET OblTb HACTOJIbKO CUJIbHON, YTO MaLMEHT He B
COCTOSAHMM OblWaTb AO0CTAaTOYHO rnyboKo. DTo NPOXOAUT B TeYeHune
HECKOJIbKNX OHEN.

Kak npaBuio, B NpUCTyN Nopa>kaeTcs TOJIbKO OAUNH CyCTaB
(MOHOapPTPUT). 3TO 06bIYHO ObIBAET FOSIEHOCTOMHbLIN UIN KONEHHbIN
cycTaB. CycTaB MOXXeT 6bITb HACTOJILKO pacnyXwum n 601e3HEHHbIM,
4TO pebeHOK He MOXXeT XoAuTb. NMpuMepHOo y TpeTn NauneHTOB KoXXa
Hag rMopa>KeHHbIM CYCTaBOM CTAaHOBUTCSA KpaCcHOW. MpucTynsl,
3aTparveatoLwme CycTtasbl, MOIyT OJINTbCA HECKOJIbKO A0JIbLUE, YEM
apyrve Tunbl NPUCTYNOB: MOXKET MPONTN OT YeTbIpex AHeNn A0 OBYX
Hepenb, npexxae 4em 60s1b NOSHOCTbLIO OTCTYMNUT. Y HEKOTOPLIX AeTen
€OWHCTBEHHbIM CUMNTOMOM 3abosieBaHNA MOXXeET ObITb Nepnoanyeckas
60/s1b B cyCTaBax U oTeK, 4To oWMOOYHO AMArHOCTUPYETCA KakK ocTpas
peBMaTu4eckKas AnMxopaaka nan toBeHWUbHbIN ngnonaTn4eckunin
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apTpuUT.

B 5-10% cny4aeB CyCTaBHOE Nnopa)keHne CTaHOBUTCH XPOHNYECKUM
MOXXEeT NMPUBECTMU K NOBPEXXAEHNIO CyCTaBa.

B HEKOTOpLIX Ciiydasax noasnsaeTca xapakTtepHasa gnsa CCJ1 cbinb Ha
KOXKe, KOTopas Ha3blBaeTcsa «poxxenonobHasa saputema». Kak npasuno,
OHa HabngaeTcsa Ha HUXKHUX KOHEYHOCTAX U B 0671aCTM CyCTaBOB.
HekoTopble geTn MOryT »aJsioBaTbCs Ha 601 B HOrax.

K 6onee peaknm popMaM NpUCTYNoB OTHOCATCS peunonBupyoLLmnia
nepukapauT (BocnaneHme Hapy>Hon ob6ono4kn cepaua), MUMO3UT
(BOCNaneHne MbillL), MEHUHIUT (BocnaneHmne o6on104eK roJIoBHOro u
CMWHHOIO MO3ra) n NepruopxunT (BocnaseHne TKaHen BOKPYr An4YKa).

1.8 KaKoBbl BO3MO>XHbl€ OCJIOXKHEeHUA?

Y peten c CCJ1 yawe oTMeYalTCca HekoTopble apyrue 3abonesaHuns,
KOTOpble XapaKTepusyTCcs BOCMNaleHNEM KPOBEHOCHbIX COCY 0B
(BackynuT), Takme Kak nypnypa LLleHnenHa-reHOXa 1 y3enKOBbIN
nonmaptepunT. Hanbonee tsaxxenbiM ocnoxxHeHnem CCJ1 npu
OTCYTCTBUM NIe4EeHNS ABNAETCHA pa3BuTmne ammaonagosa. AMuIona - 3To
crneynanbHbln 6€N10K, KOTOPbIM OTKaAblBaeTCHa B onpenesieHHbIX
opraHax, TakuxX Kak NMoYkun, KULLEYHNK, KOXXa U cepaue, 1 Bbi3biBaeT
nocTerneHHoe CHMxXeHne pyHKLnun, ocobeHHo novyek. AMMIONLO03 He
apnseTcs cneyngpunyecknm ana CCJ1; oH ABNAETCH 0CNIOKHEHUEM,
Pa3BMBAIOLLMMCA N MPU OPYTNX XPOHUYECKNX BOCMNAINTENbHbIX
3aboneBaHuAX, €C/IN OHM HE NOoJyHaloT NPaBUJILHOIO fevyeHuns. benkun B
MOYe MOryT ObITb KJIIOYOM K AnarHocTuke. ObHapyXeHne amuionaa B
KULWEYHNKE NN NOoYKaxX CNYXUT NoaTBepXAEHNEM gnarHo3a. [leTtu,
KOTOpble MoJly4alT HagJiexxallyo 003y KoJAXuumHa (cM. pasgen no
JIeKapCTBEHHOM Tepanun), 3aliMLLeHbl OT PUCKa Pa3BUTUSA 3TOrO
YFPOXXaoLWEro XnU3HM OC/IOXXKHEHUS.

1.9 OaMHaKOBO Jin NPOABAAETCA 3aboneBaHue y Bcex peten?
3aboneBaHme NpPosBAAETCA Yy pa3HbIX AeTen HeoAnHaKoBO. Kpome Toro
TUN, NPOAO/IKNTENBHOCTb U TAXKECTb NPUCTYNOB MOryT 6bITb
Pa3/INYHbIMKN KaXkdbl pa3, Aake Yy OHOro 1 Toro ke pebeHka.

1.10 OTnmuaeTtca nu bonesHb y peren ot 6051€3HM Yy B3poCnbIx?
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B uenom, npossnenna CCJ1y gpetenm CXogHbl C TEMU, KOTOpble
HabnoatTCa y B3pOCabiX. TeM HE MeHee, HEKOTOpPble 0COBeHHOCTH
3aboneBaHus, Takme Kak apTpuT (BoCnasieHne CyCcTaBoB) U MUO3UT,
Yyalle BCTpeYalTcsa B AeTCKOM Bo3pacTe. YacToTa NpUCTynoB C
BO3PacTOM 06bI4HO YMeHbLUaeTcs. [eprnopxnT Yalle obHapy>XmnBatoT y
MaJIb4UKOB, YEM Y B3POCJIbIX MY>XX4YUH. PUCK aMmunonao3a Bbille cpean
He NMoJly4YaBLUUX SiedyeHMne NaumeHToB, Y KOTOopbIX 3aboneBaHune
Ha4aJioCb B paHHeM BO3pacTe.

2. AUATHOCTUKA U NNEYEHME

2.1 Kak gpuarHocTtupyeTcs gaHHoe 3aboneBaHue?
Kak npaBunno, ons guarHoCTUKM NCNOJb3YT cneaywmm noaxon:

KnuHuyeckas HaCTOPOXXEHHOCTb: OCHOBaHMS noano3peBaTb CCJI
NOSIBNAIOTCA TONIbKO NOCJIe TOro, Kak pebeHoK nepeHeceT, Kak
MUHUMYM, TPU Npuctyna. Heobxoammo paccMoTpeTb NoapobHyto
NCTOPUIO STHUYECKOIO NPOUCXOXKAEHMNS, @ TaKXKE BbISCHUTb, UMEKTCS
1N POACTBEHHUKK C NOoA0OHbIMUY XanobamMu nam ¢ NoYe4YHON
HEeOOCTaTOYHOCTbIO.

Poaontenein HeobxoanMMo NonpocuTb AaTb AeTajibHOe onucaHue
npeabliayuwmx NnpucTynos.

NMocnepyouiee HabnwopeHue: pebeHok c nogospeHnemM Ha CCJI
OOJDKEH HaXoanTbCa Mo TwaTeslbHbIM HabnaeHneM, npexxge 4em
OyaeT nocTaBNeH onpeaeneHHbIn gnarHos. B TedyeHne 3Toro nepmnoaa
HabnoeHna NayneHT OO0JIXKEH, MO BO3MOXXHOCTU, MOCETUTbL Bpaya BO
BpeMs NpuUcTyna asa8 NPoXoXAeHUs TuwaTeslbHOro 00 bLEeKTUBHOIO
obcnegoBaHUA N coayvn aHaIN30B KPOBU, 4TOObLI OLLEHUTb Haan4me
BOCMnasieHnsA. Kak npaBuio, 3TN aHaIM3bl CTAHOBATCH
MOJIOXKNTENIbHbIMN BO BPeMS NMpUCTyna 1 BO3BpaLLaloTCsa K
HOPMaJibHbIM U NPaKTUYECKN HOPMaJibHbIM MoKa3aTesiaM rnocne
TOro, Kak NpucTyn oTcTynaeT. bbn pa3spaboTaHbl KpUTEPUN
KNaccnukaumm, Kotopble nomoratoT pacno3HaTtb CCJI. 1o pasnnyHbiM
npunynHam pebeHka He Bcerga BO3MOXXHO HabnoaaTb BO BpeMs
npuctyna. B ¢BsA3mM € 3TUM poguTenein npocaT BeCTU AHEBHUK U
OMuUCbIBaTb TO, YTO NPOUCXOANT. OHU TaKXXe MOryT UCMOJIb30BaThb
MeCTHYo nlabopaToputo a4nsa aHaIn30B KPOBMU.
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OTBeT Ha NpueM KOJIXMUMHA: [eTu, pe3ysibTaTbl KJIMHNYECKNX
obcnepnosaHuin 1 nabopaTopHbLIX aHa/IM30B KOTOPbLIX Aa0T OCHOBAHUSA C
0onbLIOV BEPOATHOCTbLIO NpeanonaraTe anarHo3 CCJ1, nonyyatoT
KOJIXULUUH B Te4yeHne npnbnmsnTtenbHo WeCcTn Mecsaues, Nocse 4ero
CMMNTOMbI aHaANM3UPYIOT NOBTOPHO. B cnyyae CCJ1 npuctynbl 1Mbo
MOJIHOCTbIO NMpeKpallatoTca, MO0 NX YNCNO, CTEMEHb TAXKECTU U
MPOLAOJ/IKUTEJNIbHOCTb YMEHbLLUAKTCA.

TONbKO NocCne TOro, Kak BbIMOJIHEHME 3TUX Waros byaeT 3aBepLueHo,
naymeHTy MoXeT ObITb nocTaeneH gnarHo3 CCJT n nponmncaHo
MOXXN3HEHHOE NPUMEHEHNE KOJIXULIMHA.

Mockonbky CCJ1 3aTparmBaeT uenbin pag pasMyHbIX CUCTEM B
opraHmisme, K amarHoctuke n nevyeHmto CCJ1 moryT 6bITb NpUBEYEHbI
pa3sindHblie CreynanncTbl, BKOOYasa NnegnaTtpoB, AETCKUX NN
B3POCJ/IbIX peBMaTo/10ros, Hedypos10ros (CcrneymnasmncTos Mo
3abo0neBaHNAM NOYEK) N raCTPOIHTEPOJSIOroB (CNeunaancToB rno
3abo0neBaHUAM NULLLEBAPUTENIbHON CUCTEMBI).

FeHeTUYeECKMM aHaNM3: B rnocsegHee BpeMs CTasio BOSMOXKHbIM
BbINOJIHATb FEHETUYECKNI aHaNN3 Y NaunNeHToB, YTOObI BbISBUTb
HaAn4ne MyTauun, KOTopble, Kak CHNTAEeTCs, OTBEYaloT 3a pa3BuTue
CCJl.

KnuHunyecknin anarHo3 CCJ1 noaTBep>Xa4aeTcd, ecnm y nayneHTa
yCTaHaB/IMBAETCA HOCUTENbCTBO 2 MyTaHTHbIX FEHOB, MO0 OAHOMY OT
Kaxgoro poantens. OgHako MyTauuun, KOTopble Dbl ONNCaHbl A0 CUX
nop, BbigBasATca y 70-80% 60nbHbIX CCJ1. 3TO 03HAYaeT, 4HTO UMEITCS
6onbHble CCJ1 c ogHOM MyTauunen nnn gake soobuie 6e3 myrtaumu;
rnosTomy anarHo3 CCJ1 Bce elle 3aBUCUT OT KJIMHNYECKOWN OLLEHKN.
NMpoBeneHMe reHeTNYeCKOro aHasim3a BO3MOXXHO HE B Ka>KA0M
ne4yebHoM LeHTpe
JiInxopagka n 60sib B XXNBOTE ABMAKTCSA 04€Hb YacCcTbIMW XXasiobamun y
netein. NNo3ToMy MHOraa He Tak npocTo anarHoctuposaTb CCJ1 naxke B
rpynnax BbICOKOro pucka. Mo)xeT NponTM HECKOJIbKO JIET, NpeXxae 4em
CCJ1 bypeT pacrno3HaHa. 3Ty 3a4ep>XKy B MOCTAaHOBKE AMarHo3a
cnepnyetT CBeCTU K MUHUMYMY, MOCKOJIbKY Y He MOoJly4Yaluwmnx nevyeHumne
MnayMeHTOB BbICOK PUCK aMuiongosa.

NmeeTca uenbin pag apyrux 3aboneBaHnin, xapakTepM3yoLWNXCs
nepuognvyecKnmm npucTynamu amMxopagku n npuctynamm 6onam B
OplOLHON MNONOCTUN N B CyCTaBaxX. HekoTopsble U3 3Tux 3abonesaHnmn
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TaKXe ABNAKITCA rEHETUYHECKNMUN N NMEIKOT HEKOTOPLbIE obuine
KIIMHNYECKNE NMPpMN3HakKn, 0OAHaKO KaXXa0€ N3 HUX NMEET CBOUN
oTAn4dnTEesibHblE KIIMHNYECKNE " na6opaToprle XapaKTePNCTUKN.

2.2 B 4yeM 3HA4YMMOCTb TECTOB?

JlabopaTopHble TeCTbl 04eHb Ba)KHbl B AnarHoctmnke CCJ1. Takne TecCThl,
KaK CKOpOCTb ocefaHunsa sputpoumnTtos (CO3), ypoBHA C-peaKTUBHOIo
benka, obLW NN aHaNN3 KPOBM N aHaIN3 Ha PUOPUHOreH Ba>kKHbl B
nepuopg npuctyna (B Te4eHMe MakCcMMmym 24-48 4yacos rnocsie Havyana
npucTtyna), 4Tobbl OLLEHNTb CTENeHb BOCMNajleHns. DTN aHaIN3bI
NOBTOPAOTCA, Korga y pebeHka npoxoaaT CUMNATOMbI, 4TOObI
MPOKOHTPO/INPOBAThL, MPULLN JIN B HOPMY aHann3npyemsble
rnokasartenu. [NpnMepHo y TpeTn NauneHToB pe3ysibTaTbl aHaM30B
BO3BpPaALLAOTCA K HOPMaJZIbHOMY YPOBHIO. Y OCTaBLUIMXCA OABYX TpeTen
YPOBHUN 3HAYNTENIbHO CHUXXAITCS, HO OCTalOTCS BbllLe BEPXHEN
rpaHuLbl HOPMBbI.

Hebonbloe Konn4ecTBo KPOBM HEOBXOANMO Tak)Xe OS89 FeEHEeTUNYECKOro
aHanu3a. [leTn, KoTopblie HAXO0OATCA Ha NOXXU3HEHHOW Tepanuu
KOJIXULUMHOM, O0JIKHbI perynsapHo, ABa)XAbl B rof, coaBaTb aHaN3bl
KPOBU N MOYU OJ19 KOHTPOJ1 UX COCTOSAHUA.

AHaNN3 MOYN TaK>XXe NMeEeT LeNblo onpenennTb MPUCYTCTBUE B HEN
B6enka n KpacHbIX KNeTOK KpoBu. Bo BpeMs NpUCTyrnoB BO3MOXXHb
BPEMEHHbIE U3MEHEHUS, HO CTOMKOE NOoBbILEeHNe ypoBHeN besnika B
MOYe MOXXeT yKa3blBaTb Ha aMuiongos. Bpay MoXeT 3aTeM B34Tb
broncumio NPAMON KULWKM nnun rnoyvek. PektanbHasga brnoncums
npegrnonaraeT B3ATME O4eHb MaJIEHbKOIro KyCo4YkKa TKaHu 13 NpsMon
KULWKW, 4TO OYEeHb JIerko BbIMOMHUTL. ECnn pekTanbHas buoncna He
noKa3blBaeT amuaonna, aas noaTBepXAeHNS gnarHo3a Heobxoanma
bnoncua nodvek. Ana 6buoncmm novek pebeHoK A0/KEH NMPOBECTU HOYb
B 6onbHMUE. TKaHW, Nosly4eHHble NnyTeM Buoncuun, oKpawmneaoT n
3aTeM MpoBepsAT Ha NpeaMeT BbIABJIEHUSA OTJ/IOXKEHNN aMuionga.

2.3 MO>XHO nu ne4uymTb / U351e4uTb AaHHoe 3aboneBaHue?

CCJ1 He MOXKEeT BbITb U3N1e4YeHa, HO ee MOXXHO KOHTPO/IMPOBaTb NyTEM
MOXXWU3HEHHOr0 NPUMEHEHNSA KONXNUMHa. Takum obpasom,
nepuognyeckme NnpucTynsl MOoryT BbiTb NpeaoTBpaLLeHbl UK
YMEHbLUEHbI, N Pa3BUTUE aMunaonno3a MoxXeT bbiTb NpeaoTBpaLLEeHO.
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Ecnv nayneHT npekpalwaeT NpuHMUMaTb NpenapaT, NPUCTYMNbl N PUCK
pa3BUTUA aMunonaosa 6ynytT Bo306HOBASATLCA.

2.4 KakoBbl MeToA bl 1Ie4yeHun?

JledyeHune CCJ1 aBnsgeTcd NpoCcTbiM, HEAOPOrUM N HE COMPAXKEHO C
KakuMun-nnbo cepbesHbIMN MOBOYHBIMU 3hhekTamMn, ecnm npenapaT
MPUHMUMAaTbL B NpaBuibHOW fo3e. CerogHA HaTypasibHbIVM npenapart -
KONXULWH ABNSeTCS npenapaTtomM Bbibopa onsd NpoduniakTnyeckoro
nedvenunsa CCJI1. MNocne Toro, Kak AnarHo3 nocrtasyieH, pebeHoK OoJ/IKeH
NMPUHMMAaTb J1IEKAPCTBO B Te4YeHNe BCeN OCTaBLUENCS XU3HWN. Ecnun
rnpenapaTt NPUHUMATbL MPaBUJIbHO, TO NPUCTYMNbI NCYe3aloT MPUMEPHO Yy
60% naumeHTOoB, YacTU4HbIN 3hhekT goctTuraetcay 30%, ay 5-10%
MnaLneHTOoB Jie4eHne oKa3blBaeTCsa He3(p(PeKTUBHbIM.

JTa Tepanuns He TOJIbKO KOHTPOJINPYET NPUCTYMbl, HO TakXxe
yCTPaHSAET pUCK pa3BnuTnUa amunonaosa. Nostomy Heobxogmmo, 4Tobbl
Bpayn HEOAHOKPATHO 06BbACHANN poauTeNsaM U NAaUNEHTY, KakK Ba>HO
MPUHMUMATbL 3TOT NMpenapaT B NpennucaHHOW nose. YeTkoe
cobnofeHne peKkoMeHaaunm Bpada ABasSeTCs 04eHb BaXKHbIM. [pn
4YeTKOM COBMI0AEHNN STUX PEKOMEHAAUNN peDEeHOK MOXKET XUTb
HOPMaJIbHOW XXWN3HbIO 1N BOsIe3Hb HE OKaXkeT BJINSAHUA Ha
MPOOOJIKUTEJIbHOCTb ero XXW3HW. PoguTtenn He OOJIKHbl U3MEHATb
003y npenapaTa, He MPOKOHCY/IbTUPOBABLUNCL C BPa4OM.

03y KONXUUMHa He cnefyeT yBesIiMYnBaTb BO BPEMSA Y)Ke aKTUBHOIO
NnpuUcTyna, NOCKOJIbKY Takoe yBesnnyeHne HesppekTnBHo. Ba)kHown
3aja4yen asnsgeTcs npenoTepaLleHme nNnpucTynos.

Y 00/1bHbIX, PE3UCTEHTHbIX K KOJIXULUWHY, UCMOb3YHOTCA
bnonorn4yeckune npenapaThbl.

2.5 KakoBbl n0o00o4HbIe 3¢ (PeKTbl SiIieKapCTBEHHOU Tepanuu?
HenpocTo NpuHATL, 4TO pebeHOK A0/IKEH NMPUHNMaTb TabseTku
Bcerga. Pogntenun yacto 6eCcrnokoaTcsa 0 BO3MOXXHbIX NOBOYHbIX
a(hphekTax KonxmumHa. IToT npenapatT asnaseTca 6e3onacHbIM; OH
BbI3blBAET JINLWb HE3Ha4YuTeNbHble NoboYHble 3(h(eKTbl, KOTOpbIe
06bI4HO KYNMPYIOTCA NPU CHMXXEeHUN fo3bl. Hanbonee yacTtbiM
noboYHbIM 3(hheKTOM ABNFETCH Anapes.

HekoTopble feTn He B COCTOAHUN NpUOepXXmnBaTbCa npnemMa 3agaHHoOM
003bl U3-3a YaCTOro BOASAHUCTOro CTyNa. B Takux cny4daax nosa
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NOJKHa ObITb YMEeHbLUEHa, NMoKa OHa He ByaeT Xopowo NepeHOCUTbCS
pebeHKOM, a 3aTeM MegNIeHHO, C HebOoNbLUMM WaroM, OOoJHKHa
MoBbILLATLCSA CHOBA A0 COOTBETCTBYOLWEN 003bl. Cogep)XaHue /TakTo3bl
B OMeTe MOXET TakXe bbiTb YMEHbLLIEHO B Te4eHne 3 Heaesb, U
Kesyno4YHO-KMLWeYHble CMMMNTOMbI YacTo nc4yesatoT.

HOpyrue noboyHblie 3¢ eKTbl BKAKOYAOT TOWHOTY, PBOTY M CNa3Mbl B
XUnBoTe. B peokmnx cnydaax npenapaTt MOXKeT Bbl3biBaTb MbILLUEYHYIO
cnabocTb. Konnm4ecTBo KNETOK nepudepmnyeckon Kposu (benbix n
KpPaCHbIX KNeTOK KPpOBM N TPOMBOLNTOB) MOXXET MHOIMAa YMeHbLATbCH,
HO NMPW CHUXXEHUN [003bl 3TN NOKa3aTesIn BOCCTaHAaBJINBAKOTCA.

2.6 Kak ponro AoJiKHO NpPoAoJ/IKaThbCA sieyeHue?
Mpwn CCJ1 TpebyeTcsa NoXn3HeHHOe NpodunnakTUYecKoe neyeHue.

2.7 Kak Hac4yeT HeTpagUuLMUOHHOU UJIM AONOJIHUTEJSIbHOM
Tepanuu?
HononHuntenbHasa Tepanun npu CCJ1 Hem3BecCTHa.

2.8 Kakue nepuogunyeckme oCMOTpbl He0bxoaUMbI?
[eTn, KoTopble MPOXOOAT JiedyeHne, OOJ/IKHbI CoaBaTb aHaIM3bl KPOBU U
MOYMU, MO KpamHen Mmepe, ABa pa3a B rog.

2.9 Kak ponro oygert npoaosxartbca bonesHb?
CCJ1 aBnseTcsa 3aboneBaHmeM, KOTOpPOE OCTAeTCA Ha BCIO XU3Hb.

2.10 KakoB 0o0IrOCpo4YHbLIA NPOrHo3 3aboneBaHus (o>xupaembin
ucxon v TeyeHue 3abonesanun)?

[Mpwv NpaBUIBHOM MOXXN3HEHHOM NMpPpUMeHeHUn KonxmnumnHa getum ¢ CCJI
XXUBYT HOPMaJiIbHOM XN3HbIO. B cny4vae 3aaep>XKu C ANarHOCTUKON UK
HecobnoaAEHNS peXXMa fieYeHUs CyLecTBYeT PUCK Pa3BUTUSA
amMmmaongosa, Npm KOTOPOM MPOrHO3 HeyTewmnTeneH. leTam, y KOTopbIX
pa3BMBaeTCa aMmaonno3s, MoxxeTt notpeboBaTbCa Nnepecanka MoYku.
3amMensieHme pocTa He ABNSeTCs 3HaunTenbHonm npobnemon npu CCJ. Y
HEeKOTOpPbIX AeTen pa3BUTUE PocTa BO BpeMs MOJSIOBOro CO3peBaHNS
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BOCCTaHaBJZINBaeE€TCd TOJIbKO MocJsie Jev4yeHnsda KOJIXNUMNHOM.

2.11 BO3MO)XXHO JZ1M NOJIHOEe u3JsieyeHue?

HeT, noTOMY 4TO 3TO reHeTu4yeckoe 3aboneBaHne. TeM He MeHee,
Tepanms KOJIXNUUHOM, MPOAO/IKAWAACA Ha NMPOTAXKEHNN BCEN
XKU3HW, OaeT NauneHTY BO3MOXXHOCTb XXUTb HOPMaJZibHOMN XN3HblO, 6e3
orpaHu4eHun n 6e3 pucka pasBuUTUS amuiongosa.

3. NTOBCEOHEBHASA )XXU3Hb

3.1 Kak MoXxeT 6os1e3Hb NOBANATL Ha pebeHKa n NoBCceAHEBHYIO
)XXU3Hb C€EMbMU?

Y pebeHka 1 ero ceMbu 3Ha4YnTENbHbIE MPOBNEMbl BO3HUKAIOT eLle A0
Toro, kak 6one3Hb byneT anarHoctmpoBaHa. PebeHoOK Hy)xaaeTcs B
4YaCTbIX KOHCYJIbTaUMAX N3-3a TSXKesbix 6osen B OPOLLIHON NON0CTH,
rpyaoHOW KJeTKe unu B CycTaBax. HekoTopblie AeTn noaBepratoTcs
HEHY>XHOMY XUPYPrnyeckomMy BMeLlaTesIbCTBY U3-3a HEMNPABUJIbHOIO
nnarHosa. lMocne Toro, Kak AnarHo3 nocTaBJ/IeH, Lesb JIeYeHuns
OOJI>KHA COCTOSAITb B TOM, 4TOObl Kak pebeHOoK, Tak 1 ero poanTenu
MOTJIN XKWUTb MOYTU HOPMabHON XN3HbtO. BonbHblie CCJ1 HY)XKaalOTCA B
OJINTENBbHOM PEryasipHOM JIEYEHMU, MO3TOMY MOryT ObiTb HapyLUEHUS
pexnuma npruemMa KonxmumHa. HecobnogeHmne xxe pexxnma nprvemMa
npenapaTa MOXET NOABEPrHYTb NAUMNEHTA PUCKY Pa3BUTUSA
amunonpgosa.

CyuwiecTBeHHOM NpobneMon aBAsSeTCa NCUxosornyeckoe bpems
NOXXWU3HEHHOro sie4eHus. MNporpaMmbl NCUXONOrNYECKON NOAOEPIKKN 1
NpocBeLLeHNs MOryT 6biTb 6ONbLLIMM NOACMNOPLEM A1 NAUNEHTOB U UX
poaouTenen.

3.2 Kak Hac4yerT LKOoJbI?

YacTble NpUCTynbl B3bIBaOT Cepbe3Hble NpobnemMbl C NoceleHneM
LUKOJIbI, N NeYeHNE KOAXNLUMNHOM MO3BOJISAET YMEHbLLUTb 3Ty nNpobnemy.
NHdopmMunpoBaHumne yuyntenen o 6one3Hn MoxxeT ObiTb MOAE3HbLIM, B
YaCTHOCTU, 4TObObI OHM 3HANN, KaK MOCTYyNaTb B CJy4Yae NnpucTyna.
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3.3 Kak HacueT cnopTa?

MaumeHTbl ¢ CCJ1, KOTOpPbIe MOXXWU3HEHHO NOJIy4YatoT KOJXULNH, MOTYyT
3aHMMaTbCA NtoObIM BUAOM CROpTa MO CBOEMY »XEJITaHUIO.
EonHcTBEeHHON npobanemMon MoryT ObITb 3aTSAXKHbIE NPUCTYMbI
BOCMNaJjieHUs CyCcTaBOB, KOTOPblIe CNOCOOHbI NPUBECTU K OrpaHUYEeHNIO
OBU>XEHNS B MOPa>KeHHbIX CyCcTaBax.

3.4 Kak HacuyeT AueThbl?
Hukakmnx ocobbix gneTn4eckux pekomeHgaumm HeT.

3.5 Mo)xeT U KJIMMaT BJIUATb Ha TeyeHue 6osne3Hun?
HeT, He MoXkeT.

3.6 Mo>XXHO nu pebeHKy penatb NPUBUBKU?
Ha, pebeHoK MoXeT ObITb NPUBUT.

3.7 Kak Hac4YeT NoJIOBOM XXU3HU, OepeMeHHOCTH,
KOHTpauenuuu?

Y 60sbHbIX CCJT MOryT BO3HUKHYTb Npobaembl ¢ pepTUbHOCTbIO A0
NevYyeHnsa KOJIXULUMHOM, HO KaK TOJIbKO KOJIXULUMH MPOnnMcaH, 3Ta
npobnema ncyesaet. MNpn NcNnosnb3yembixX a8 Ne4eHnsa fo3ax
yMeHbLlUeHne Koim4yecTBa CrnepMaTo3onaoB BCTpeYyaeTCs 04eHb peako.
MauneHTKn He O0J/HKHbI NpeKpallaTbh NprueM KoNxXuumnmHa BO BpeMs
bepeMeHHOCTN NN KOPMJEHUS TPy ablo.
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