A

[
Q{r paediatric
) . . rheumatology
] o auropaan
X E society

www.printo.it/pediatric-rheumatology/RU/intro

CKJIEPOOEPMUA

Bepcusa 2016

3. NTOBCEOHEBHASA XKXU3Hb

3.1 Kak ponro oyaert npoaos>xartbCca 6onesHb?
MporpeccupoBaHmMe 04aroBom ckaepogepMmm obbIYHO OrpaHNYMBaETCA
MnepmoaoM B HECKOJIbKNX neT. CkiepoTm3anumnsa KOXXnM 4acTo
npekKpalwaeTca Yyepes3 HEeCKOJIbKO JiIeT nocsie Ha4vasa 3aboneBaHns.
NHoroa aTo MOXKeT 3aHATb 40 5-6 /1eT, a HeEKOTopble YHaCTKU MOryT
CTaTb ga)ke 6onee 3aMeTHbIMU MOCAE TOro, Kak BOCMasnTesIbHbIN
rnpouecc 3aBepwnTca (3To CBsAI3aHO C BO3MOXXHbIM U3MEHEHUEM LIBETA),
WUJTN XKE NMOopPa>KeHHbIe YH4aCTKN MOryT BbIrNa4eTb Xy)Xe n3-3a
HepaBHOMEPHOro pocTa NoCTpadaBLWUX U HEMOCTpadaBLUMNX YacTewn
Tena. CNCTEMHbIN CKNepo3 ABAAETCA A0Ir0OCpPOoYHON BonesHb1o,
KOTOopas MOXeT AJINTbCA B Te4eHMe MHOrmx neT. TeM He MeHee, eCnu
Tepanuio HavYMHaTb PaHO N NMPOBOAUTbL COOTBETCTBYIOLLEE JleYeHue,
3TO MOXXET COKPaTUTb Te4yeHne bonesHu.

3.2 BO3MO)XXHO JIM NOJIHOE u3nedeHue?

[leTn C o4aroBon cknepoagepMmen obbI4YHO Bbi3A0OPaBANBalOT. B Kakon-
TO MOMEHT [aXke 3aTBepAeBLUIas KOXKa MOXXeT CTaTb MArye u
OCTAHYTCS TOJIbKO FrMNeprnurMeHTUPOBaAHHbIE YHaCTKMN.
BoccTaHoBEHME NMocaie CUCTEMHOIO CKJIepo3a HaMHOIro MeHee
BEPOSATHO, HO 3HAYUTESIbHbIE YYHLLEHNS UK, N0 KpanHen mepe,
cTabunmnsaumnsa 3aboneBaHns MoXeT BbITb AOCTUIHYTa, YTO MO3BOUT
00/IbHOMY UMETb XOpoLUee Ka4yeCTBO XXU3HWN.

3.3 MO)XXHO /1M NPUMEHATb HeTpaaUuLUMOHHbIE MeToA bl sieyeHus /
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LOOMNOJIHUTENIbHOU Tepanun?

ECTb MHOro 4OMONIHUTESNIbHbBIX U aJibTEPHATUBHLIX METOO0B JIEYHEHUS, U
3TO MOXXET BBECTU B 3abnyxxaeHne nayneHToB 1 nx cembin. NMogymanTte
XOPOLUEHBKO O PUCKAX U NpenMmyLecTBax MPUMeHEeHUA Takon Tepanuu,
MOCKOJIbKY ee 3(h(PeKTNBHOCTb HE AOKa3aHa U MOXXeT 06xXoanTbCS
J0pPOro Kak B rnjaHe BpeMeHun, Harpy3kn Ha pebeHka, Tak u B
ANEeHEXXHOM Bblpa>XeHnn. Ecnin Bbl XOoTUTE pa3obpaTbCa B BO3MOXKHOCTSAX
AOMNOJSIHUTENbHbLIX N aflbTEPHATUBHbLIX METOA0B JIe4eHUs, NOXKanyncTa,
obcyanTe 3TN BapuaHTbl CO CBOUM OETCKUM PEBMATOJIONOM.
HekoTopble MeToabl le4yeHUs CnocobHbl B3anMoaencTBoBaTh C
06bI4YHbIMU NeKapcTBaMn. BoNbLUMHCTBO Bpavyen He CTaHyT BO3paXkaTb
MPOTUB NPUMEHEHNA albTEPHATUBHOW Tepanuu B csiyy4ae, ecsiuv Bbl
byneTe cnepoBaTb coBeTaM Bpada. O4eHb Ba>KHO He npeKkpawaTb
npuem nekapcTs, NPONMCaHHbIX BpadoM. Ecnin nekapctBa HeobxoanMbl,
4yTO0bbI Aep>XaTb 60N1e3Hb NO4 KOHTPOJIEM, TO NPEeKpaLleHne nx npuema
MOXXET OKa3aTbCs O4eHb OMaCHbIM, ecnn 3aboneBaHne No-NpexxHemy
HaxoOouTcsa B akTuBHOW dha3e. [NoxxanyncTa, obcyante BonNpochl,
KOTopble BaCc 6eCnoKosT B OTHOLUEHMMN Ha3HAa4YeHHOro npenapaTa, C
Bpa4yoM Bawlero pebeHka.

3.4 Kak 6osne3Hb MOXXeT NOBJIMATbL Ha pebeHKa n NoOBCeAHEeBHYIO
>KM3Hb CEMbM U KaKue nepuoamnyeckme MeauuuHCKue oCMOTpbI
HeoOXxoauMbI?

Kak n niobas gpyrasa xpoHn4yeckas 6osne3Hb, CKNepoaepmMmms BaANSET Ha
pebeHKa 1 NOBCEAHEBHYIO XXWU3Hb ceMbW. Ecnn 3aboneBaHne He
BbI3blBA€T 3HAYNTENILHOIO MOPa>KeHNsa opraHoB, pebeHoK U CEMbS B
LLleJIoM BeAyT HOPMaJIbHYIO XXWU3Hb. OQHAKO Ba)>XHO MOMHUTb, 4TO
BonbHbIE CKNepoaepMmnen et 4acTo YyBCTBYIOT cebs ycTanbimMu,
ObICTPO YTOMAAKTCH , U UM MOXET BbITb HEODXOAMMMO YACTO MEHSATb
MoJsIOXKeHMe Tena n3-3a NJ0Xoro KpoBoobpalleHus. Nepuoanyeckmne
OCMOTPbl HEO6XOAMMBI AN OLUEHKM NporpeccmpoBaHns 3aboneBaHns n
YyTOYHEHUS neveHuns. NockonbKy 60ose3Hb MOXKET NopakaTb BaXKHble
BHYTPEHHMNE OpraHbl (Nerkue, opraHbl XXeaya04HO-KULLEYHOro TpaKTa,
MOYKK, cepaLe) B pa3iMyHble MOMEHTbI BPEMEHN, Y AEeTEN C CUCTEMHON
cknepogepmmen Heobxoamma perynspHas oueHka PyHKLUN OPraHoB C
LleNiblo paHHEero BbISIBJIEHNS BO3MOXXHbIX HapyLUEHWNA.

[Mpn NCNONb30BaHNN HEKOTOPLIX NpenapaToB HEO6XOAMMO TaKXXe
nepunoanyvyeckn obcnenoBaTb NauMeHTa Ha NpeamMeT BO3MOXKHbIX
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NoBoYHbIX 3hPEKTOB.

3.5 Kak bosie3Hb MOXXeT NOBJIUATb Ha NocelleHue WKOoNbI?

Onsa neten ¢ XpoHN4YeCcKnMm 3aboneBaHUAMN Ba>KHOE 3Ha4YeHne nmeeT
cucteMaTunydeckoe obydvyeHune. ECTb HECKOJIbKO (DaKTOPOB, KOTOpbIE
MOryT Bbl3BaTb NMPob/ieMbl C MOCELWEHNUEM LLKOJIbl, U MO3TOMY Ba>XHO
Pa3bACHUTb BO3MOXXHbIE MOTPEOHOCTN pebeHKa yunuTenam. Bcakunim pas,
Korga 3TO BO3MOXXHO, MayMeHTbl A0JIKHbI MPUHMUMATb y4acTune B
3aHATUAX PU3KYIbTYPON; B 3TOM C/ly4ae HeobXoaAMMO NCXOONTb N3 Tex
e coobparKeHunm, KoTopble 00CYy)XAaTCA HUXXE OTHOCUTENIbHO
3aHATUX cnopToM. Mocne Toro, Kak bonesHb byaeT HageXXHo B3ATa
nong KOHTPOJb, 4TO, KakK NpaBuo, yaaeTca C UCMOoJib30BaHUEM
MMELWKNXCA B HacTosLlee BpeMs npenapaTos, pebeHOK He O0J1>KeH
MMeTb HUKaKuX Npobnem c ydacTmem BO BCEX TeX XKe Buaax
NesaTenNbHOCTU, YHTO U ero 340poBble CBEPCTHUKW. LLIKoONa ana neten He
MeHee Ba)kHa, 4eM paboTa 4s1a B3pOCbIX: 3TO MECTO, rAe OHU yyaTcs,
KaK CTaTb HE3aBUCUMbIMU U NPOAYKTUBHbLIMW YneHamn obuiecTBa.
PoaunTenun n yuntens AOXXHbI cAenaTb BCe, OT HUX 3aBucsllee, 4Tobbl
pebeHOK MOr y4aCcTBOBaTb B LLUKOJIbHbIX MEPOMPUATUAX B OObIYHOM
nopsigke, He TOJIbKO AJ1s Toro, 4Tobbl pebeHoK bbbl ycnewHbiM B
y4yebe, HO 1 4TOObI OH Obl1 NPUHAT K HaLleN NPU3HaHNE B KPYry CBOUX
CBEPCTHUKOB U B3POC/IbIX.

3.6 Kak 60s1e3Hb MOXKeT NOBJIMATbL Ha 3aHATUA CNOPTOM?
3aHATUA CNOPTOM SABAIAIOTCSA Ba>XHbIM aCNeKTOM NMOBCEeAHEBHOW XXN3HU
ntoboro pebeHka. OgHa 13 Lenen Tepanmm COCTOUT B TOM, YTObObI
obecneynTb 4eTAM BO3MOXXHOCTb BECTU HOPMAJIbHYIO XXU3Hb,
HACKOJIbKO 3TO BO3MOX>XHO, N YyBCTBOBATb, YTO OHU HNYEM He
OT/INYAIOTCSA OT CBOUX CBEPCTHMKOB. Taknm obpasom, obuias
pekoMeHOaumns COCTOUT B TOM, YTO NauUMeHTbl LOJIKHbl y4aCTBOBaTb B
3aHATUAX TEMU BULAMUN CNOPTA, KOTOPbIe OHW BbIBMpaoT, HO NPU 3TOM
OOJIKHbI MOHMMaTb, YTO HEOBXOAMMO OCTaHaB/IMBATLCSA, €C/n
BO3HUKAIOT OrpaHnYeHuns ns-3a d6onen nnm gnckomdgopTa. ITOT BbIbOp
SIBNSIeTCS YacTbio 6osee obLlero oTHoOLWEHUS, KOTOpoe
XapakKTepusyeTcs CTPpeMJIEHNEM NCUXONIOrNYECcKN NoowpsaTb pebeHka K
CaMOCTOSATENIbHOCTU N CNOCODHOCTM CNPaBAATLCA C OFPaAHNYEHUAMMN,
HanaraemMmbiMn 601€3HbIO.
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3.7 Kakou aueTbl cnepyeT Npuaep>XmBaTbca?

HuKakmnx 0oKa3aTeNbCTB TOro, YTO AMEeTa MOXXET BAUSATb Ha 60ne3Hsb,
He cywecTByeT. B uenom, pebeHok aosmkeH cobnonaTtb
cbanaHCMpPoOBaHHYO, HOPManbHYIO AJ1 CBOEro Bo3pacTa AveTy. Ans
pacTyuiero pebeHka peKkoMeHayeTCs 310pOBasi, XOPOLLO
cbanaHcMpoBaHHas AneTa C A0CTaTOYHbIM coaep)xaHnem 6enkos,
KanbLUWs N BUTaMUHOB. MNauneHTaM, MPUHUMAIOLLMM KOPTUKOCTEPOUAbI,
cnenyeT usberaTb NepeenaHuns, NOCKOJIbKY 3TW NMpernapaTbl MOryT
MNOBbILATL AaNMeTuT.

3.8 Mo)xeT M KZIMMaT NOBJIMATb Ha TedyeHue bonesHn?
[loKa3aTenbCTBa TOro, 4TO KAMMAT MOXXET MNOBJINATb Ha NMPOsB/EHNS
6onesHun, OTCYTCTBYIOT.

3.9 Mo>XXHO nu pebeHKy penatb NPUBUBKU?

BonbHblie ckneponepMuen OOJIXKHbI BCerga KOHCY IbTUPOBATLCA CO
CBOVM Bpa4oM, npexae 4yem eMmy 6yayT npoBoaUTb NMPUBUBKY 1t060ro
posa. Bpay pewnT, Kakme BakKLNHbI MOXKET NMPUMeHATb y pebeHoka,
Yy4nTbiBasgs 0COOEHHOCTU Ka)K4oro KOHKpeTHoro ciay4vas. B uenom,
NPUBUBKW HEe MOBbLILLAIT aKTUBHOCTb 3aboneBaHns U He Bbi3bIBAOT
cepbe3HbIX HebaronpuATHbIX peakuni y 60NbHbIX CKiepoaepMunen.

3.10 Kakbone3Hb MOXXeT NOBJIMATbL HA NOJIOBYIO XXU3Hb,
OepeMeHHOCTb, KOHTpauenuuio?

Bone3Hb He HaslaraeT HUKaKMX OrPaHNYEHNIN B OTHOLLEHNN NOJI0BON
AaKTUBHOCTWN nnm 6epemMeHHOCTN. OQHAKO NaLWEeHThbI, MPUHMUMatoLWne
JNleKapCcTBa, Bcerga Ao/1KHbl 6bITb 04eHb OCTOPOXKHbI U YYUTBLIBATb
BO3MO>XHOE BIMAHME 3TUX NMpenapaToB Ha nyog. o Bonpocam
KOHTpauenuun n bepeMeHHOCTU NauneHTaM peKkoMeHayeTcs
MPOKOHCY/IbTUPOBATLCS C BPAYOM.
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