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B ctatbe npeactaBieH aHann3 aMTepaTypHbIX CBeAeHM 0 KadyecTBe xu3nn (KXK) geten ¢ xpoHun4yeckumm 3abosieBaHusI-
MU 1 CO CKIepogepmMunen B 4acTHOCTH. [loslydeHHble JaHHbIe CBUAETE/IbCTBYIOT O TOM, YTO CTpajaeT Kak QU3nYecKoe, Tak
M 3MOLIMOHaIbHOE COCTOsIHWE AUTEIbHO 6onetolmx geten. OTMeqYeHo, 4To uccnegosaHne KX B negmatpumn oTpaxaet
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030POBUTENIbHBIX MepornpusaTHi. lMpogeMoHcTpupoBaHa ocobeHHOCTb oLeHKu KXK, KoTopasi cBuaeTeIbCTBYET 0 HEO6XO0-
AMMOCTH [IOMOJTHUTENIbHBIX 3aKJII0YEHUI POANTENEN, Bpadyen n 6amKanllero oKpyKeHus. [JaHa xapakTepucTMKa rnoxkasarte-
nen KX gerer co cknepogepmues, Nno3BosolLas OLeHUTb COCTOSIHME 3/10p0BbS, 3QPEKTUBHOCTb MPOBOANMOM Tepanuu,
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OBOCHOBAHME

B HacTosiee BpeMsi oTMeYaeTcs pOCT PacnpoCTPaHEeH-
HOCTU XPOHUYECKMX 3ab0/IeBaHWN, B TOM YMcie coumalb-
HO 3Ha4YMMbIX, CPean AETCKOro HaceneHus. B coBpemeH-
HOW nonynauuMuM aeter okoso 60% MMeKT XPOHUYECKUe
3ab6oneBanusa. lpu atom gonsg abCoOMOTHO 340POBbIX
[leTel CyLIeCTBEHHO pasnM4yaeTcs Mo BO3pacTaM: cpeau
OOLLUKONBbHUKOB OHa He npeBbiwaeT 13%, a cpeau noa-
POCTKOB cocTaBiseT nvub 1-2%. OnuTenbHble Habno-
OEHUs 3a LWKOMbHUKaMKM (¢ 1-ro no 9-M Knacc) BbiSBUIK
HeraTMBHYIO TEHAEHLMIO: NMPOrPecCUBHO pacTeT pacnpo-
CTPaHEHHOCTb XPOHMYECKMX NMATONOMMIN, a CTPYKTypa pac-
npeaenexHns no rpynnamM 340poBbsi CMeLLAaeTCsl B CTOPOHY
=1V rpynnbl [1]. Mo pe3ynbTtatam nNogobHbIX Uccneaosa-
HUI y4yeHbIX BallKMPCKOro rocyqapCTtBEHHOro MeAMUMH-
CKOro yHMBepcuteTa 6bl10 YCTAHOBEHO, YTO MOYTU YeET-
BepTb AeTten (22,9%) nmMelT XpoHMYeckue 3aboneBaHus
(I rpynna) [2].

AHanua KadectBa Xu3HM (KXK) aBngeTca MHCTpYyMEHTOM
OLLEHKM COCTOSIHMS 340POBbS AeTen U aPdEKTUBHOCTU OKa-
3blIBaEMOM UM MEAMKO-CaHUTapHOM MOMOLLM, B TOM yucne
W AeTen C XPOHUYECKNMMM 3ab0neBaHnIMM, TaK Kak NO3BONSA-
€T oLeHNTb 3PDEKTUBHOCTb NPOBOAMMOW Tepanuu, ypoBeHb
NMCUXOJIOTMYECKON M couuanbHoM agantauunun. KX peten
NpPU PasnnyHbIX XPOHMYECKMX 3abosneBaHuaX, 3aTparnsa-
IOWMX LUMPOKMUI CMEKTP HO30M0MMUI, M3y4anoCb MHOMMMU
nccnepgosatenamMu. Ha oCHOBaHMU NONYyYEHHbIX PE3YNbTaTOB
OblNIM cAenaHbl BbiIBOAbI O HEGNArONPUATHOM BJIUSHUK XPO-
HU4YecKkon natonormm Ha KXK. MNonyyeHHble CTaTUCTUYECKHU
3HaYUMble pasfiMymMa CBUAETENLCTBYIOT O TOM, 4YTO CTpa-
JaeT KaK du3nyecKoe, Tak M IMOLMOHaNbHOE COCTOsIHWE
anuTenbHo 6onetowmx aeten [3, 4]. Tak, UMeloTCs AaHHble,
oTpakatolme Hu3Koe KX y aeteit ¢ ayTOMMMYyHHbIMU 3a60-
fieBaHus MU (acTMa, AuabeT, IoBEHUNbHbIN apTpuT 1 ap.) [5].
Y peten ¢ BocnanutenbHbIMW 3a60NEBAHUAMU KULLEYHUKA
NoBbILEHA TPEBOXKHOCTb, YTO NPUBOAMT K MNOXOM ajanTa-
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UMM 1 HeraTMBHO BnuseT Ha KMXK; cHWXeHue counanbHOMU
ajanTaunMM OTMEYEHO Yy AeTel ¢ caxapHbiM aAvabeTom 1-ro
Tvna [6, 7].

YctaHoBneHo, 4To KX CHMXeHO B NOAPOCTKOBOM BO3-
pacTe B Cny4yasx POXAEHWS AeTeN ¢ SKCTPeEMabHO HU3KOM
mMaccou Tena [8], B cnyyasix OHKOJIOrM4yecKux 3aboneBaHunm
n 6onesHen No4vyeK B AeTCTBe Mokasartenb KX cHukanca
nocne 18-30 net [9].

MNepBas Hay4Has paboTa, nocesweHHas KX geten ¢ Hau-
60s1€€ pacnpoCcTpaHEHHON XPOHMYECKON NaTosiornen — GpoH-
XWaslbHOW acTMOM, Oblfla NpeacTaBieHa B KIMHUYECKOW AMUC-
ceptaumn K.E. 3deHaneBow, BbIMNOMHEHHOM MNO4 Hay4HbIM
pykosoacteoMm J1.C. Hama3osown-bapaHosow [10]. B MoHO-
rpadmm nop pepaxkumen A.A. bapaHoBa, B.HO. Anb6uLIKOrO
1 U.B. BuHsipckon, nocesileHHon KX B neamMatpun, npeacras-
neHbl NoHaTUe KK, nctopus BOSHMKHOBEHUSI ero onpeaene-
HWS, UCMONb30BaHNE B COBPEMEHHON MeauLMHE, 0COBEHHO-
¢t KX aeteit n3 pasnnyHbix coumanbHbIX Fpynmn, B HaCTHOCTH
y oeten ot 3 Mec Ao 1 roga M3 ceMer MUIPaHTOB U AeTewn
5-7 net n3 manoobecneyeHHblx cemen [11].

CornacHo paspaboTtaHHorn BO3 KoHuUEenuun KOHCTPYK-
TMBHOIO B3aMMOJENCTBUSA C «IOAbMWU C COOTBETCTBYIOLLMM
HMU3HEHHbIM OMbITOM», MOHUTOPUHI K} MO3BONSET OLEHUTb
pPe3yNbTaTUBHOCTb JIEYEHUS, PeabUINTALMOHHbBIX U Npodu-
NTaKTUYECKNX MeponpusaTui [12]. MNpu 3TOM BaXKHO y4ecTb,
4YTO AaHHbIM NMOKa3aTeNb ABNSETCS KONMYECTBEHHOM METO-
[IMKOW OLEHKM W CpaBHEHWS pPe3ynbTaToB MCCneaoBaHus.
BO3 noayepKmMBaET, 4TO NpoduIaKTUKA XPOHUYECKHMX 3a60-
NeBaHUM y eTel OOMKHaA BK/OYaATb HE TONbKO MeEAWLIMH-
CKWe, HO U coumnanbHble acneKTbl [12]. B HacTosliee BpeMs
pa3paboTaH meToa uccnepgoBaHusa KX He TonbKo y B3poc-
NbIX, HO M B 06nacTu negvaTpmu. 3TO JaeT BO3MOMXKHOCTb
NPOBEAEHMS aHanM3a [MCUXONOTMYECKUX, GU3UYECKMUX,
coLManbHbIX MPo6aem He TONbKO 3[10pOBOro, HO U 60NLHOIO
pebeHKa, BAUSAHWUA XPOHMYECKMX 3ab0fieBaHMI Ha COCTO-
HMEe 3[0pOBbA AETel, onpeaeneHns NporHo3a 60/e3HM.
MeToa ucnonb3yeTcs B neavaTpun Ha TEPPUTOPUM Pas3BHU-
TbIX CTPpaH mupa 6onee 20 net [13-15].

B nepeyeHb OCHOBHbIX 3aJay MO peann3aluuM Hauwu-
OHa/NbHOM nporpamMmbl «lecaTuneTne AeTcTBa» Ha nepu-
o4 2018-2027 rr. (pacnopsikeHue [llpaButenoctea PP
oT 23.01.2021 N° 122-p, MocKBa) BXOAMT uccneaoBaHue
K} B nmeanatpuu, o4HMM M3 OCHOBHbIX HanpaBieHU KOTO-
poro ABNSE€TCS KOMMIEKCHas oLleHKa 3bOEKTUBHOCTH Nleye-
HWS, peabunuTauun, mep NPpodUNaKTUKKU, 0300POBUTENbHbIX
Meponpuatnin. Metogonorus uccnegosanma KX oTparkeHa
B creunanbHbix Nny6nukauusx [16, 17].

OCHOBHbIM UCTOYHUKOM MHbOPMaLMK 06 ypoBHE GU3N-
4eCKOro, MCMXONOrMYECKOro U COLManbHOro GyHKLMOHUPO-
BaHua ABnseTca oueHka KX, gaHHas pebGeHKOM, HavyMHas
¢ 5-netHero Bo3pacTa. B kKauecTtBe 4ONONHUTENBHOM MHDOP-
Mauun o KX pebeHKa CNy»KuT oLeHKa poauTenen, Bpaden
W 6NMXKaNLLEro OKpYyKeHus. [1na npoBeaeHMs UccneaoBaHums
KX neten Heo6xoanMMO MoNyYnTb NMCbMEHHOE MHPOPMUPO-
BaHHOE corjacue Ha y4acTue B WCCleoBaHUMM KaK poau-
Tenen, Tak U caMux Aeten B BO3pacTe cTtapwe 7 net [16].
Ons oueHkn KX pebeHKa Ucrnonb3yoTcst ONPOCHUKK, cpeaun
KOTOPbIX CYLIECTBYIOT 06LME, NPUMEHSEMbIE Y 340POBbIX
n 60NbHbIX AETEN, U CNEeLMabHble — ANS AeTel C XpOoHMYe-
CKMMM 3a60/1€BaHUSAMU U cneuuduryHble A5 OnpeaeneHHo-
ro 3a60oseBaHMsa UK NATOIONMYECKOrO COCTOSHMS.

Ona oueHkn KX pgeten Hanmbonee 4acto MPUMEHSET-
cq obwun onpocHUK Pediatric Quality of Life Inventory
(PedsQL 4.0) [17], B OCHOBY KOTOPOrO MOJIOXEH MOAY/b-
HbI NpuHUMN. Jo6aBneHne cneuuanbHbIXx MoAynew faeT
BO3MOXHOCTb uccnenoBaHusa KX neTert npu pasnuyHbix
3aboneaHuax (PedsQL 4.0 Disease Specific Modules).

C y4yeToM pasfnyHbix GOpPM MnaTtonorMu B AETCKOM BO3-
pacTe MCMonb3ylTCa cneuuanbHble ONMPOCHUKK, KOTopble
CNoCOo6GHbI pearnpoBath Jaxe Ha HEGOMbLUNE KIMHUYECKUE
M3MEHEHUS B COCTOSAHMM 340P0BbS AeTen. [Tpumepsbl cneLm-
alibHbIX OMPOCHUKOB ANs oueHKkn KXK y netei: ¢ 6poHxmanb-
Hon actmon — Childhood Asthma Questionnaires (CAQs);
MHAEKC ¢ 3aboneBaHnsaMn Koxun — Children’s Dermatology
Life Quality Index (CDLQI); ¢ remodunnen — Haemo-QoL
Questionnaire (Haemo-QoL); ¢ MMMYHHOW TPOMGOLMTOMNEHHU-
en — ldiopathic Thrombocytopenic Purpura-Quality of Life
Questionnaire (ITP-Qol); ¢ OHKONOrMYECKUMKU 3aboNieBaHU-
amun — Pediatric Cancer Quality of Life Inventory (PCQL-32);
C toBEeHUbHbIM apTpuTomM — Juvenile Arthritis Quality of Life
Questionnaire (JAQQ) n mHorue apyrve [16-19]. Mo aaH-
HbIM 3apy6exHON U oTeyecTBEHHOW nuTepaTypbl, KXK geten
npefcTaB/eHO KaK OAWH U3 KpuTepueB 3OPEKTUBHOCTU
Nle4yeHunst pasHbix 3a6oeBaHUi B neamMaTpun, B TOM Yucne
N peBmaTU4ecKnx [20-22], cpean KOTOpbIX OAHO U3 Beay-
WMX MECT 3aHWMaEeT I0BEHWUIbHAs CKNepoaepMus, Haxoas-
Wasics Ha TPeTbeEM MecCTe MO PacnpocTPaHEHHOCTU nocne
IOBEHW/IBHOTO apTpUTa M CUCTEMHOW KPACHOW BOJSYAHKM
[23]. metoTca cBefeHUst O exXerogHon nepBuYHom 3abone-
BAEMOCTU IMHENHOWN CKAepoaepMMen B AETCKOM BO3pacTe:
3,4 cnyyas Ha 1 MH AETCKOro HaceNeHus, y UL, XKEHCKOro
nona — B 2,6—6 pas yaule [24, 25].

MposiBNEHUS CKNEPOAEPMUN COXPaHSIOTCH B TeyeHue
BCEN WU3HM U MOTYT NPUBOAMUTL K PaHHEN MHBaNUAM3aLmu
BC/I€CTBME CUCTEMHOIO MOPaXKEHUS MHOTMX OPraHoB, a Tak-
€ K Cepbe3HbIM NCMX0CoLManbHbIM Npo6ieMam y nauueH-
TOB [26]. [pu CKNepoaepMuUn KaK y B3pOCHbIX, TaK U y AeTen
BO3MOXHO NMOParKEHWE TOSIbKO KOXHbIX MOKPOBOB, HO MOXET
ObiTb M CUCTEMHOE MOpPaXeHUE C BOBJIEYEHMEM CYCTaBOB,
BHYTPEHHWX OPraHOB, HEPBHOW cucTeMbl [27]. Kak npu nto6om
XPOHMYECKOM 3aboneBaHuu, oLeHKa KX 60MbHbIX CKepo-
nepmuen, 6e3ycNoBHO, JOMOHAET KOMMJEKCHOE MeAMLIMH-
CKoe 06cnejoBaHWe U MO3BONSET MONYyYUTb 6GONee TOYHYHO
MHPOPMaLMIO O COCTOSIHUK 340POBbS pebeHKa U pe3ynbTaTax
Tepanuu. BaxHO y4nTbIBaTb, YTO HE BCErAa MOXHO OTMETUTb
NONOMXKUTENbHYIO KOPPENSALIMIO MEXAY KIMHUYECKUM Yyiyulle-
HUem u ynydweHnem KX [28]. Insa KoMnaeKcHon oueHkn KK
[eTel, CTpajaloWmnx pPasanyHbiMM 3ab60neBaHUSIMU, B TOM
yucne U CKNepoaepmMmnen, Kpome creuunanbHbIX ONPOCHWUKOB,
YUYUTBIBAIOTCA KJIMHUYECKME AaHHbIE U pe3ynbTaTbl GYHKLMO-
HanbHbIX TecToB [9, 18, 29].

Lienb uccnegoBaHus

OxapaKTepu3doBaTb Nokazatenu KM peten co ckne-
poepMHUEN KaK KPUTEPUM OLEHKWM COCTOSIHUS 3[0POBbS
1M 9GDEKTUBHOCTM NPOBOAMMOM TEPAMUM.

MATEPUABI U METOAbI

[MoncK peneBaHTHbIX Ny6AUMKaLMIA NPOBOAMIN B MEXAY-
HapOAHbIX 3NIEKTPOHHbIX 6a3ax AaHHbIx PubMed/MEDLINE,
Scopus, Web of Science, Cochrane Library, a Tak)ke B Hayu-
HOW 3NeKTpPOHHOM 6ubnnoTeKke elibrary.ru. Ncnonb3oBanu
KJIIOYEBLIE C/IOBA Ha aHMTMACKOM M PYCCKOM si3blKax, Kaca-
olmecs aaHHon TeMbl. MToucK 6bin orpaHUYyeH uccneaoBa-
HUAMM Ha NtoaaX, ony6nKoBaHHbIMK 3a 30-1€THUI Nepuoa.
B 0630p BKAOYANM OpUrMHaNbHble UCCNEOBaHNUS, B KOTO-
pbIX y4acTBOBaNu NauueHTbl AeTCKoro Bo3pacTa (0—18 ner)
M B3POC/ble C YCTAHOBMEHHbIM AMArHO30M CK/EPOAEPMUM
(nto6on GopMbl) U KOTOPbIE COAepKann AaHHble 06 OLEeHKe
KX ¢ ucnonb3oBaHMeM BannanMPOBaHHbIX ONPOCHUKOB.

PE3YJIbTATbI
AHKETUpOBaHWe fAeTei U MOAPOCTKOB, CTpajalolimx
CKNepoepMu1en, nNpoBeaeHHoe PALOM WcciegoBaTesnen,



NO3BO/INAO YCTAaHOBUTb CHWKeHWe KX nauneHToB 060MX
NnoJIOB U OTMETUTb 60Mee BblpaXKEHHbIE U3MEHEHNUS B IMO-
LlMOHaNbHOM M couunanbHOM cdepax, YTo CBUAETENbCTBYET
0 HEOBXOANMOCTH MNOCNEAYIOWENR NCUXONOrMYECKON KOPPEK-
LMK BbIIBNEHHbIX HapylieHui [30].

C.K. Zigler n coaBT. NnpoBOAMAN KayeCTBEHHOE Ucchne-
foBaHue ¢ doKyc-rpynnamu AA8 OLEHKW BAWUAHUS pas-
HbIX MOATMMNOB JIOKaNM30BaHHOM CcKiepogepmun Ha KX
aeten. bbinn MCNoNb30BaHbl TaKME METOAbI, KaK pUcoBaHue,
06CYyKAEeHNE CUMMNTOMOB, COLMabHbIX aCNEeKTOB, NeYEeHUs.
B xoge vccnefoBaHus NpoaHain3MpoBaHO BAWSHUE KOXK-
HbIX MPOSIBNEHUI M NPOBOAMMOW Tepanuu Ha ¢uanyeckoe
M NCUXO3IMOLIMOHaANbHOE COCTOSHME NauneHToB. o pe3ynb-
TaTaM paboTbl MOKa3aHO, 4TO AeTM Miajwero BoapacTa
npenmyLecTBeHHo GOKycupytoTea Ha GU3M4ECKOM AUCKOM-
dopTe, Toraa Kak NogPOCTKM — Ha U3MEHEHUN BHELIHOCTH
W 3aTpPyAHEHMUAX COLMann3aLnm; oTMeYannchb TaKxKe anu3o-
Abl 6yNIMHIa, 4TO 4ONOMHUTENBHO CHMXano KX nauneHTos.
CaenaH BbIBOA O TOM, YTO JSIOKaM30BaHHas CKNepoaepmus
cyllecTBeHHO yxyawaeT KX getemn un TpebyeT KOMMNIEKCHOIO
noaxoaa K repanuu [31].

Cepbe3Hble Npob6aeMbl B MCUXONOTMYECKON U coLmanb-
HOW chepax y AeTen ¢ CUCTEMHOW CKepoaepMuen Habno-
JaloTcs MpU HanMyYumM 3agepKKkun pocta. CnefyeT OTMETUTD,
41O 6oNnee TAKENoe Te4eHNe CKNepoaepMmmn B AETCKOM BO3-
pacTe, Tpebytolee ANUTENBHOIO NPUMEHEHMS TIIOKOKOPTHU-
KOMAoB, B 60/blUen CTEMNEHU CNOCO6CTBYET GOPMUPOBAHUIO
3afePXKKM pocTa y NauMeHToB, YeM MPOSBAEHUSA OrpaHu-
YeHHOM cknepoaepmum [32]. Ana OLEHKM NCUXONOTMYECKHUX
0cob6eHHOCTEN JeTen Co CKaepoaepMnen n orpaHU4yeHHom
cKnepoaepmMunen yyeHbole benopycckon MeauUMHCKON aKa-
AEeEMWUM NOCNEeANNIIOMHOIO 06pa3oBaHUs UCMOIb30BaNN TeCT
Y.[. CnunbGeprepa, uBeTOBOM TecT Jllowepa U OMNPOCHMK
AW3eHKa AN NoApPOCTKOB. BblBAEHHbIE MCUX0IMOLMOHAb-
Hble HapyweHus B BuAe TPEBOrM OGbiM AOCTOBEPHO NOA-
TBEPXAEHbl M YacTo BCTpeYyancb He3aBUCUMO OT GOpMbI
CKnepogepmMuu. IT0T daKT BHOBb NoAYEPKMBAET HEOO6XO-
AMMOCTb KOMMIEKCHOMO NOAX0AA K Tepanuu CKAepoaepmun
C BKJIlOYEHMEM NcuxoTepaneBTuieckon nomouim [33].

0O6cnegoBaHue MNCUXO3IMOLMOHANBHOIO COCTOsiHMSA 51
pebeHKka B Bo3pacTe oT 3 g0 17 neT co CKaepoaepMuen
ronoBbl U Wen No3Bonnso yyeHbim GIAQY BO MepBbin MITMY
uMm. U.M. CeuyeHoBa MwuH3gpaBa Poccun (CevyeHOBCKUM
YHUBEPCUTET) BbISIBUTb MOBbILWEHHYIO TPEBOXHOCTL Y 95%
06CnefoBaHHbIX AEeTeN, CHUXEHWEe KOTHUTUBHbIX GYHK-
umm — y 28,6%, nenpeccuio nerkon creneHn — y 40%.
YpOBEHb MOBbLIWEHHON TPEBOXHOCTK Obl/l 60/1e€ BbICOKUM
B Mflajllem Bo3pacTe, Torga Kak npu AIMTenbHOM Te4YeHuu
60n1e3HM npeobnagann CMMNTOMbl genpeccun. [ns oueH-
KW MNCUXONOMMYECKOro COCTOSIHUS MaUMEHTOB MNPUMEHSIN
cnepylowme METOAMKK: WKana genpeccun beka (c 14 ner);
[ETCKUI BapmaHT WKabl ABHOW TPEBOXHOCTH; TECT TPEBOX-
HocTu ans aeten 3-7 net; TecT Bekcnepa WISC-IV B agan-
Tauun A.KO. MaHacioK (¢ 5 neT). ABTOpbl NoayYepKUBatoT
0CO6EHHOCTb faHHOM GOpPMbl CKIEPOAEPMUU, OBYCNOBIIEH-
HYI0 TSXKECTblO MpoLecca, Y4To genaeT BO3MOXHbIM MNpw-
paBHMBATbL €€ K reHepanu3oBaHHbIM GopmMaM M yKasbliBaeT
Ha Heo6XoAMMOCTb MPOBEeAEHUSI MarHMTHO-PE30HAHCHOM
TOMOrpaduu ronoBHOrO MO3ra, aneKTpoaHuedanorpaduu,
KOMMJIEKCHOIO MCUXONOrMYeCKOoro o6¢cneaoBaHna U okasa-
HUS NcuMxoTepaneBTUYECKON NomMoLm [34].

E. Stasiulis n coaBT. ¢ uenbto oueHkn KX y 10 peten
B Bo3pacTe 8—-17 net npoBoauan cobeceoBaHus v aHanmsa
[ETCKUX PUCYHKOB. B peaynbTrate 661710 0TMEYEHO, YTO BCnea-
CTBME HapPYXKHbIX AeDEKTOB ML U TaKUX NOBOYHbIX 3P PeK-
TOB Nle4YeHUs, Kak yBenandyeHne maccol tena, KX cHukeHo
He TONbKO y AeTeN, HO U y Ux poautenen [35].

OueHunBas daKTopbl, BAMSAOWME Ha CHUKeHne KK
B3POC/bIX NauneHToB (231 4enoBeK) CO CKiepoaepmuen,
M. Sierakowska 1 coaBT. oTMETUNN BAUSHWE bYHKLMOHANb-
HbIX HapYLLEHW ONOPHO-ABUIraTEIbHOrO annapaTta, Y4To Npwm-
BOAMT K YXYALIEHWUIO NOBCEAHEBHOM AEATENBHOCTU U NOBbI-
LIEHHOW TPEBOXHOCTH [36].

E.H. Park u coaBT. npoBoannu aHanua KX 120 60/bHbIX
C peBMaTM4eCKMMU 3a60/1EBAHUAMMU U OTMETHUU, YTO NOKa-
3aTeIn MEHTaNbHOro KOMMOHEHTa 340POBbS MaLMEHTOB
C CUCTEMHOW CKIepoAepPMUEN HUXKE, YHEM Y MALLMEHTOB C PeB-
MaTtouaHbIM apTpuTom (p < 0,001) M CUCTEMHOW KpacHOM
Bon4aHkom (p = 0,001) [37].

OueHuBas KX nauueHToB € XPOHUMYECKUMW peBMATU-
YeCKMMK 3aboneBaHnaMu (PeBMaTOUAHbLIN apTPUT, CMOHAK-
NI0apTPUT, IOBEHWUIbHBIN MAMONATUYECKUIA apTpUT, CKIepo-
aepmus), L. Hromadkova 1 coaBT. Bblaennnm GuanyecKuni
KOMMOHEHT KakK rnaBHbIA NPUYUHHBIA GaKTop cHUKeHns KK
M OTMETU/IN CaMble HU3KMWE ero noKasaTenun nNpu cknepoaep-
Muun [38].

Pesynbtatbl nccnepgoanmi C. Frantz u coaBT. cBuae-
TEeNbCTBYIOT O HEraTMBHOM BAMAHUKM Ha KX onpeaeneHHbix
CMMMNTOMOB MPW CKNEPOAEPMUU, Cpean KOTopbIX deHOMeH
PelHO, OCMOMHEHUS CO CTOPOHbI Pa3HblX OpraHoB, ycTa-
NI0CTb, MNOXOM COH, CHUXEHWe paboToCNOCOBHOCTH, BHEL-
HWe aedeKTbl, 3aHMKeHHas camooueHKa [39]. K aHanorny-
HbIM BblBOAAM NPULWAM B CBOEN paboTe U OTe4eCTBEHHble
nccneposatenu K0.C. bBoromonosa u B. CaHTanoa [40].

BaxkHocTb oueHkM KX oTmedeHa B paboTax MHOMMX
3apy6exHbix Koaner. Tak, A. Hernandez u coaBT. npeacTa-
BUNWM CBEdEHUS O pel3ynbraTax NevyeHUs NoKalM30BaHHOM
CKNepoaepMuM MO MHEHWI0 Bpaya, NauMeHTa v nuu, ocy-
wectengwowmx yxon [41]. PesynbraTbl Tepanuu, KoTopble
coobuwanu nauneHTsl, pacLeHmBann kak KX, ceazaHHoe co
3popoBbeM (HRQOL) 1 «yaoBNeTBOPEHHOCTb/YCMNEX NaLMeEH-
Tar. OTaenbHble MoKa3aTenu, OTMEYEHHbIE KaK NauueHTamu,
Tak v Habnogatensimu, oLeHWBanu C UCMNOoNb30BaHWEM
cneayowmnx MHCTPYMEHTOB: WKanbl KX BcemupHon opra-
HU3auun 3gpaBooxpaHeHns — World Health Organization
Quality of Life (WHOQOL-110) [42]; nHaekca KX neten

Cc [Jepmartonorvyecknumu 3aboneBaHuamu — Children’s
Dermatology Life Quality Index (CDLQI) [43]; onpocHuKa
OLIEHKM 340pOBbs MpU cknepoaepmun — Scleroderma

Health Assessment Questionnaire (SHAQ) [44]; onpoCHMKa
oueHkn 3aopoBbsa aetert — Childhood Health Assessment
Questionnaire (CHAQ) [45], a Take onpocHuMKka PedsQL
4.0 (ceMeWHbIn Moaynb WM O6LWWMA pPeBMaTONOTMYECKUI
Moaynb) [17, 46], BU3yanbHbIX aHaNOroBbIX LWKan AN CUM-
nToMoB. lMNog4yepKknBaetcs, 4To B Nokazatenn apdeKTnBHO-
CTW pe3ynbTaTtoB Tepanuu CKAEPOAEPMUN JOMKHbI BXOAUTb
W NOoKasaTe/M NauMeHTOB U UX CEMEN, XapaKTepU3YHoLmX
KX, 4To caenaet 3Ty oueHKy 601ee 06bEKTUBHOM.

[aHHbIV BbIBOA cornacyetcs C yTBEpPXAEHWEM poc-
CUWCKMX YYEeHbIX O TOM, YTO aHanM3 TaKux NoKasaTenew,
KaK MHeHMe camoro pebeHka v ero pogutenen o ¢dusu-
YEeCKOM, MCUXONOMMYECKOM W COLMANbHOM COCTOSIHUM,
B rpouecce fie4yeHnsa 6ygeTt cnocobCTBoBaTb ero 60/blien
abdekTuBHOCTHM [9]. NMonHobopMaTHbIN aHann3 KX pebeH-
Ka NO3BO/UT He TONbKO MOMHOLEHHO OLEHWUTb pesynbrat
neyeHus Ntoboro XxpoHM4eCKoro 3aboneBaHus, Ho U obecne-
YUTb NEPCOHANN3NPOBaAHHYIO peabunutaumio [47].

YyeHble TOMENbCKOro rocyaapCTBEHHOIr0 MeAWLMH-
CKOro yHMBeEpcUTETa, MPOBOAS OLEHKY Nncuxocomatuye-
CKOM CMMNTOMAaTUKM Yy MaLMEHTOB C 3a60EBAHUAMU KOXKMU
(po3auea, ncopuas, MHOEKLMOHHAA 3K3ema, CKaepoaep-
MWS, BYNbrapHble yrpu) y B3poCiblXx 60JbHbIX, BbIBU-
M Haubonee BbIPaXKEHHbIH YPOBEHb U WMHTEHCUBHOCTb
auctpecca y nauMeHToB C NCOPMa3oM W OrpaHUYeHHOWM
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cKknepoagepmuen. [na naymeHTOB CO CKIepoaepMuen
OblIM XapaKTepHbl coMaTu3auns, 06CeCCUBHO-KOMMYSb-
CWBHble pacCTPONCTBaA, Aenpeccusi, TPEBOXKHOCTb [48].
YKe Ha aMOGpuOoHaNbHOM YPOBHE MMeeTCs 6Monornyeckas
CBSI3b MEXAY KOXHbIMU U MCUXMYECKUMU PErynaTopHbIMU
cuctemamn. MeguaTopbl, obpasyowmnecs B Koxe (KaTe-
X0NnaMuHbl, KOPTU30/), y4acTBYOT B CUCTEMHOM Hecnew-
nbUYeCcKON peaKkuuu Ha CTpecc, KoTopas peryampyetcs
rmnotanamo-runodmsapHo-HaANnO4e4HMKOBON CUCTEMON.
Moa BO3aencTBMEM CTpeccoBbix GaKTOPOB HapylwaeTcs
npouecc perynsunmn, 4To NPUBOAUT K NCMXOIMOLMOHaNb-
HOMY HanpsixeHuto [49], KOTOpoe MOXET cnoco6CTBOBATb
Pa3BUTUIO KOXHOrO McuMxocomaTnyeckoro 3aboneBaHus.
Ecnu roBoputb 0 CKaepoaepmMumn, TO UBMEHEHUE BHELIHE-
ro BuAa, COMpoBoOXAatoweecs HENPUATHbBIMU CUMMTOMA-
MU, OrpaHnyeHneM GU3M4ECKON aKTUBHOCTU, CHUKEHWEM
CaMOOLIEHKN, NPUBOANT K HapyweHuto KX [50].

be3ycnoBHbI  MHTEpPEC MNpeacTaBAsfAioT CBeAeHus
K. Ardalan v coaBT. 0 npeavKkTopax, Bausiowmux Ha KX
npv IOBEHWNBHOM NIOKANM30BaHHON cKaepogepmuun. Cpeau
Hanbonee 3Ha4YnMbIX GaKTOPOB MCcnefoBaTeENU BblAENNAN
BHEKNETOYHbIN MaTPUKC KaK OCHOBY COEAMHUTENbHOM TKa-
HW, NON M BpPeMS ¢ MOMeHTa nepsoro obpalieHus. UMeHHOo
3TW NPEeaMKTOpPbl, MO MX MHEHWIO, OKa3blBalT Gonbliee
oTpuuaTtenbHoe BansHUe Ha KX, 4em KoXKHble NoparKeHus.
YyeHble genatoT BbIBOAbl O HEOBGXOAMMOCTMU YrNy6neHHOro
nccnefoBaHMa BHEKIETOMHOIO MaTpuKca Ana onpegene-
HUS KOHKPETHbIX €ro KOMMOHEHTOB, BAMAOWMX Ha KX,
W reHAEepPHbIX Pas3anynin. AKLEHT Ha M3YyYeHWe NPeauKToOPOB
paclmnpseT BO3MOKHOCTM ONTUMMU3ALMN UHAMBKUAYAbHON
Tepanuu CKnepoaepMuu U npepoTspalleHus Hebnaronpu-
ATHOro ucxoga 3abonesaHus [51].

OTpuuaTtenbHoe BaAMsHME Ha KX v nporHos cuctem-
HOW CKNepoAepMMUK TaKMX MPEAUKTOPOB, KaK XPOHUYECKUI
cTpeccoBbIi dakTop, oTmedvatoT 0.P. CepaBuMHaA M COaBT.,
TeM caMblM MNogyepKMBass HEOOXOAMMOCTb KOMMNEKCHO-
ro noaxoja K Tepanuu MynbTUAUCLMNAMHAPHON KOMaHAbl
B COCTaBe peBMarofiora, ncMxmarpa U MeAUUMHCKOro ncu-
xonora [5]. O nenpeccuBHbIX cMMnToMax U 60K Kak npe-
AVMKTOpax couuanbHOM ajantaumuv Npu CUCTEMHOM CKfe-
po3e roBoputcs B pabotax L.M. Benrud-Larson v coaBT.
lMokazaHo, 4To 3apPeKTUBHOE SieyeHne 60aM U Aenpeccuu
BefeT K ynyyweHuio agantaumm n KX 60nbHbIX. ABTOpSI
obpalaloT BHMUMaHWE Ha 3HaA4YMMOCTb CBOEBPEMEHHOrO
ne4vyeHuss 6011 M NPOSIBAEHUI Lenpeccun npu cknepoaep-
MUK C Lienbio ynydweHunsa KX [52].

Mpuv wnccnegoBaHuM NPEeaUKTOPOB CHUXKeHUA KXK
B3POC/AbIX MaLMEHTOB C CUCTEMHOM CKepoaepMuen
B poccuirckon nonynaummn (60 60nbHbIX C MAEHTUDMU-
UMpOBaHHbLIM AuarHo3om), nposegeHHom B PrAQY BO
PoccuicKkn HauMOHaNbHbIM MCCNefoBaTENbCKUN Meau-
LUMHCKMIK yHuBepcuTeT um. H.W. TMuporoBa MuH3apaBa
Poccuu (MuporoBcKkui YHUBEPCUTET), cAeNaH BbIBOJ O TOM,
4YTO OCHOBHbIMW MpeanKTopamu CHuxeHus KX asnsatotca
CTeNeHb BbIPAXXEHHOCTU OfblKK, Halnyine MOLKOMKHbIX
KanbumHaToB M cnabocTb [53]. TaKoW NPeanUKTOP CHUXKe-
HUs KX, Kak HeJoCTaTOMHOCTb MWUTaHWs, NpeacTaBieH
B uccnepoBaHuu E. Preis u coaBT., B KOTOPOE BXOAWIIH
129 naumMeHTOB C CUCTEMHOW cKnepoaepmuen (cpeaHun
Bo3pacT — 59,1 + 13,8 roga). KX oueHnBanu no wkane
SF-36, 1 6blI0 OTMEYEHO 3Ha4yuTeNbHOE CHUXKEHWE ee
nokasaTenen y naumeHToB C HeAOCTaTOYHbIM MUTaHU-
em [54].

MpeactaBneHHble cBegeHns 0 GU3NYECKOM, NCUXONIOrM-
4ECKOM M coLManbHOM COCTOSIHUM AeTeN CO CKnepoaepMnen
LOCTaTOYHO y6eanTeNbHO CBUAETENLCTBYIOT O HEO6X0AUMMO-
CTU NPOBELEHUSA NCUXOKOPPEKLMOHHbBIX MEPOMPUATHIA B NPO-

Lecce nevyeHuss aHHOro KOHTUHreHTa 60JbHbIX, Y4TO AaeT
WaHC YAyYlWKWTb MNCUXONOrMYECKOE COCTOSIHUE 6O/bHbIX
1 noBblcuTb KX [55].

K coxaneHnuio, B nuTepatype npeactaBieHo mano pabor,
OTpakaloLWmx onbIT NIeYeHns n peabunutalmm NauneHToB,
OpPUEHTUPOBaHHbIX Ha ynyylweHne KX, ocobeHHO B neguna-
TPUYECKOMN MpaKTuKe. B HacTosweM coobLWEeHNN NPUBOAST-
CSl HEKOTOpPbIE pe3ynbTaTbl TaKOW Tepanuu.

P.A. TpexoB 1 COaBT. U3y4Yanu BIUSHUE CTPYKTYPHO-PE30-
HaAHCHOW 3NneKTpoMarHMTHon Tepanuun (CPAM) Ha AMHaAMUKY
NMCUXONIOrMYECKOro cTatyca NauneHToB CO CKAepoaepMHUen.
C atoM uenblo 6biiM o6cnefoBaHbl 55 60/bHbIX CKIEPO-
nepmuen (cpeaHui Bo3pacT nauueHToB coctaBun 38,19 +
12,1 roga), KOTOPbIM MPOBOAUAM IKCMEPUMEHTANbHO-MCH-
xonoruyeckoe obcnegoBaHve. Mcnonb3oBanu cneayowme
MeTOAMKM: TecT Cnunbeprepa — XaHWHa (419 U3y4eHus Tpe-
BOXXHOCTM); MeTOANKY beKa (ana onpeneneHus BblpaxKeH-
HOCTK fenpeccuu). B KoMniekcHoe iedyeHne 60MbHbIX Oblia
BK/lo4yeHa cucteMHas CPAOM, Ha poHe KOTopon oLeHnBanm
noKasaTenu HapyLeHHOro MCUXOIOFMYECKOro COCTOSHMSA
naumMeHToB — TMOBbIWEHHON JIMYHOW W PEeaKTUBHOMW Tpe-
BOXHOCTU. B pesynbtrate CPOM-Tepanuun y 60NbHbIX CO
CKNnepoaepMnen AOCTOBEPHO CHUMXKaCA NoKasaTteNb peak-
TUBHOWM TPEBOXHOCTWU. ABTOPbLI BbIpa)kaloT CBOE cornacue
C MHeHWeM psila uccnegoBartenen [56], 4To NONOKUTENbHbIN
pes3ynbTaT MOMXHO OObACHWUTb MOBbIWEHUEM AKTUMBHOCTU
MOHOAMWHOKCHAA3bl U yBENUYEHUEM YPOBHSA CEPOTOHMHA
noj BO34eNCTBMEM MarHuTHoro nons. B mpouecce uccne-
[OBaHUs Gblna OTMeYeHa pasHasa CTeneHb BbIPa*KEHHOCTH
genpeccun B 3aBUCMMOCTH OT XapaKTepa Te4YeHUs CUCTeM-
HOW CKNepoaEPMUU: KPUTUHECKM BblpaxKeHHasa y naunMeHToB
C MOAOCTPbIM M OCTPbIM TeyeHueM 3abofieBaHUs U yme-
PEHHO BblpaxeHHas y 60MbHbIX C XPOHUYECKUM TEeYEeHM-
eM. B npouecce KOMMNAEKCHOro fle4eHUs ¢ NpUMeEHEHUEM
CP3M-Tepanuu noKkasaTtenb JOCTOBEPHO CHUXKANCH B 06enx
rpynnax (p < 0,05). ABTopamu caenaH BbIBOA O NOJIOKUTENb-
HOM BAMAHWKM CPOM-Tepanuun Ha TPEeBOXKHO-AENPECCUBHbIE
HapylweHus y 60/bHbIX CKiepoaepmuen [57].

B 6onee no3gHux pabotax P.A. [pexoBa W coaBT. npea-
CTaBJfIeH OMnbIT MUCMNOoMb30BaHWUA GUONOrMYecKon obpaTHOMn
cBA3u (biofeedback) y nauneHToB co cKknepoaepmuen [58].
OueHMBanu NncMxoamMoLmMoHanbHoe coctosiHne n KX Ha doHe
npumeHeHuns biofeedback-TpeHMHra — nepcneKkTUBHOro
MeToja HeMeAWKAMEHTO3HbIX TEXHOMOMMN AN M3yyeHus
NCUXO0NOrMYEeCKMx 0cobeHHoCcTen 60NbHbIX [59]. B pe3ynbTa-
Te npoBeaeHns Kypca biofeedback-TpeHnHra 3Ha4nTENbHO
YAyYLWKMAOCh NCUXO3IMOLMOHANbHOE M bU3NYECKoe COCTO-
fiHWEe nauueHToB. ABTOPbI AenatoT NPEAMnoioKeEHUE O TOM,
YTO MOSIOXKUTENbHbIN Ie4ebHbIN 3DDEKT AaHHOIO TPEHUHra
MOXHO OOBSACHUTb CHWMKEHMEM crna3ma rnafKon MyCKy-
naTypbl KPOBEHOCHbIX COCYAOB, YTO yfnyylwaeT MWKPOLMP-
Kynsiuuio, u ycuneHvem nepudepuyeckoro u uepebpasnib-
HOro KpoBoTOKa. Kpome 3toro, no mHeHuto O. Jafarova
M COaBT., AaHHbIM MeToA CNoco6CTBYET OOPETEHUIO U Tpe-
HUMPOBKE HaBbIKOB CaMOKOHTPOSIA, o6ecnevymBaloLmx Tepa-
nesTMyeckun acddekt [60]. B uenom uccnegoBatenaimu
fenaetcs BbIBOJ O NonoxutensHom addekTe biofeedback-
TPEHUPOBKM Ha AMHaMUKY nNokasaTtenen KX, 4yto ynyywaer
NpPorHo3 3aboneBaHus.

B npouecce npoBeaeHWs Hay4yHOro wuccneaoBaHus
B.J/l. KegpoBow 6bi1 NOAy4eH MNONOXUTENbHbIN 3PdEeKT
OT MPUMEHEHUsT METOAOB MNCMXOTEpPaNeBTUYECKOro feye-
HMS (TMMHOCYTTeCTMBHOM Tepanuun, ayTOreHHOM TPEHMPOBKM,
MeToda 6GMONOrMYecKOM obpaTHOW CBSA3U, MeToda rpyn-
NOBOKM, paLMOHaNbHOW W MOBEAEHYECKOW MCUxoTepanuu)
4N KOPPEKLMM MCUXONOTMYECKMX HapyLEHU Y B3POCbIX
60NbHbIX CUCTEMHOM CKNlepoaepmuen [61].



M3BecTeH ONbIT NPUMEHEHUa nunodununHra y aeten
oT 6 A0 18 neT ¢ NMHENHON cknepoaepMuen [62]. B pesynb-
TaTe NPOBEAEHHOrO fieYeHns Hapsaay ¢ YMeHbLEHWeM BOC-
naneHns n ¢unbposa y 60MblIMHCTBA OO0JbHbIX MOJIHOCTLIO
ncyesnu xanobbl, HabnwgaswmMecs 40 NPOBeAEHUS NUMo-
dunnHra n cenaeTenbcTByloWme o cHuxKeHnn KXK: pasapa-
KUTENbHOCTb 3a CHET 3CTETUHECKON HENPUBIEKATENBHOCTH,
3aMKHYTOCTb, YTOM/IIEMOCTb, PACCTPOMCTBO CHa, annetuTa.
MepaunaHa nHgekca KX (CDLQI) y Bcex 60bHbIX A0 NeYeHus
coctaBnsna 10 6anno., nocne nevyeHns — 2 6anna.

OBCYXAEHME

MpoBeAeHHbIV aHann3 NuTepaTypHbIX AaHHbIX NO3BONSET
cfenatb BbIBOA O TOM, 4TO OUEeHKa nokasatenen KX geten
C XPOHMYECKMMMK 3aboneBaHUAMM HeobXxoauMa AN Mnony-
YeHUs NoNHOM nHGOopMaL MK O TedeHUn 3a60NeBaHUS Y KOH-
KpeTHoro nauueHTa. Ha coBpeMeHHOM 3aTane oTMmevaeTcs
POCT Yncna XPOHUYECKMNX 3ab0oneBaHni, NPUBOASALLMX K CHU-
weHuto KX, 4yto BavaeT Ha 3apdEKTUBHOCTbL MPOBOAUMOWM
Tepanuu, NporHo3 601e3HU 1 yKasblBaeT Ha HEOBXOAMMOCTb
NCUXOSIOTMYECKOW KOPPEKUMK B Mpouecce KOMMIEKCHOro
nedvyeHus [1]. AHKeTUpoBaHWE AeTel U MOoAPOCTKOB, CTpa-
JaloWmx pasHbiMK GopmaMu NOKaIM30BaHHONM CKaepoaep-
MUKW, CUCTEMHBIM CKNE€PO30M NO3BOMAUIO UCCNeAoBaTeNIM
YyCTaHOBWTb CHMXKeHWe KX naumMeHToB 060MX NOMOB U OTMe-
TUTb 60Nee BblparKEHHble M3MEHEHUS B 3MOLMOHANbLHON
n coumanbHom chepax, YTo NOATBEPKAAN0 HEOOXOAMMOCTb
NPOBEAEHUS MNCUXONOrMYECKON KOPPEKLMKU BbISBAEHHbIX
HapyleHun [31, 36]. Pigom aBTOpoB 0Ka3aHa apdeKTUB-
HOCTb CUCTEMHOW CTPYKTYPHO-PE30HAHCHOM 3fneKTpomar-
HUTHOW Tepanuu, meToaa GMONOrM4ecKon obpaTHOM CBA3KU
(biofeedback), runHocyrrecTMBHOM Tepanuu, ayTOreHHoMn
TPEHMPOBKK, MeToda rPynnoBOM, pauuoHanbHOM M MNoBe-
[EHYECKON NcmnxoTepanuu 4ns KOppeKLMM NCUXON0rMYECKMX
HapyLWeHWN y B3POCbIX, 60/bHbIX CUCTEMHON CKAepoaep-
Muen [61]. Llenecoo6pasHbiM NpeacTaBnseTcs UCnonb30Ba-
HWe NpeAcTaBAEHHOro OnbiTa IeYeHnsa B neguaTpumu.

3AK/TIOYEHUE

BaxkHocTb oueHKM KX peten co cknepoaepmuen
He BbI3blBaeT comHeHuin. OueHka KX no3Bonut Bpayy
60/51ee NOMHO NPeACTaBUTb KJIMHUYECKYIO KapTUHY HE TOMb-
KO Npu pasHbix Gopmax 3aboneBaHus, HO U Y KOHKPETHO-
ro 60/1bHOro, NO3BOMUT WMHAWBWAYANU3UMpPOBATbL MpPOrpam-
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