Bonpochbl metoponorum

®IBY «HayyHo-
1CCneaoBaTenbCKuii
VHCTUTYT PeBMaTonornu
um. B.A. HacoHoBoi»
PAMH, Mocksa

V.A. Nasonova Research
Institute of
Rheumatology, Russian
Academy of Medical
Sciences, Moscow

KoHTakTbl: Enena
AnekcaHaposHa AceeBa
eaasseeva@mail.ru

Contact: Elena
Aleksandrovna Aseeva
eaasseeva@mail.ru

Moctynuna 21.11.12

324

KayecTBO XU3HU Yy 60ONbHBIX
CUCTEMHOH KpacHOW BONYAHKOM

E.A. AceeBa, B.H. AmupaxanoBa, T.A. Jlucuubina, M.B. 3aBanbckas

B mocnenHue Toapl pocT BBDKUBAEMOCTH, a C Hell M BO3pacTaHUe CTeTIEHU OPTaHHBIX MOBPEXICHUI KaK OT CAaMOTO
3a00JeBaHYsI, TAK U OT TIPOBOAMMOI Tepanuy Bce Yallle TAoT MOBOJ 3amyMaThest o Kadectse xku3Hu (K2K), cBsizan-
HOM CO 3I0POBbEM, Y MAIIMEHTOB C CUCTEMHOI KpacHoii BouaHkoii (CKB). MHorouucieHHbIe UCCIeIOBAHUS 1O
onenke K2K y manimentoB ¢ CKB, Hayateie B 80-X romax MpoIIIoro BeKa, BEISIBUIM 3HAYUTEIbHbBIC HApyIIeHUsT hu-
3UYECKOT0, SMOIIMOHATBHOTO (DYHKIIMOHUPOBAHUS Y TaHHOU KaTeropuu nanueHToB. CKB npuBoaut K HapyeHuIo
COIMAIbHOM afanTaluy, pa3BUTUIO XPOHUUECKOTO CTpecca, TPeBOTU U aenpeccuu. CBOeBpeMEHHOE BBISIBJICHHE Ha-
pymrenuii KX y marmeHToB, KOppeKIus IeTPecCUBHBIX PACCTPOUCTB YIIyUIIAIOT KOMIUIAEHTHOCTD MAI[USHTOB.

It CKB BanuaupoBaHo 6 orpocHUKOB Wist usydenus KK, cesasannoro co 3moposseM: MOS SF-36, SLE
Symptom checklist, SLEQol, LupusQol, LQol u LupusPRO. Ha pycckom si3biKe DOCTYITHBI 00111t ornpocHuk MOS
SF-36 u crietmdpuyeckuii onpocHuk mis mamrento ¢ CKB LupusQol. M3yuenne KK manneHTOB Ha COBpEMEHHOM
JTare pa3BUTUS PEBMATOJIOTUU SIBJISIETCST BAXKHBIM KOMITOHEHTOM Kyparuu namventa ¢ CKB kak B peasibHOM KM~
HUYECKOIi TPAKTHUKE, TaK U TIPU MIPOBEICHUN MEXITYHAPOIHBIX KIIMHUUECKUX UCCIeOBAHUI B KAUECTBE OHOTO U3
KOMITOHEHTOB OLIEHKU MTPOBOIUMON TEPAITUH.

KnroueBbie cioBa: cucTeMHast KpacHasi BOJTYaHKA, Ka9eCTBO XXKU3HU, ONMTPOCHUKM JIJIST OLIEHKH KauecTBa KU3HMU.

QUALITY OF LIFE IN PATIENTS WITH SYSTEMIC LUPUS ERYTHEMATOSUS
E.A. Aseeva, V.N. Amirdzhanova, T.A. Lisitsyna, M.V. Zavalskaya

The recent rise in survival rates and therefore in the degree of organ damages due to both disease itself and performed
therapy increasingly gives a reason to think about health-related quality of life (QL) in patients with systemic lupus
erythematosus (SLE). Numerous studies initiated in the 1980s to asses QL in patients with SLE have revealed consid-
erable impairments in physical, emotional functioning in this category of patients. SLE leads to social dysadaptation,
chronic stress, anxiety, and depression. Timely detection of worse QL in patients and correction of depressive disorders
improve patient compliance. Six SLE questionnaires were validated to study health-related QL; these were Medical
Outcomes Study 36-Item Short Form Health Survey (MOS SF-36) SLE Symptom checklist, SLE QL Questionnaire
(SLEQol), Lupus QL Questionnaire (LupusQol), LQol, and Lupus Patient Reported Outcome Tool (LupusPRO).
The general MOS SF-36 and specific Lupus Qol that has been developed for SLE patients are available in Russian. To
study QL in the patients at the present stage of rheumatology development is an important component of SLE cura-
tion both in real clinical practice and during international clinical trials as one of the components of therapy assess-

ment.

Key words: systemic lupus erythematosus; quality of life; quality of life questionnaires.

CucremHas kpacHast Bojuanka (CKB) —
ayTOMMMYHHOE 3a00JieBaHME C MHOTOYMCIICH-
HBIMU KJIMHUYECKUMU TIPOSIBJICHUSMU U He-
MpeacKa3yeMbIM TCUYEHUEM, Topaxalolee -
Oble OpraHbl WJIM CHUCTEMBI, pa3BUBaOIIcECs
B TEUECHWE HECKOJIBKUX MECSIIeB WU JIET ¢ Yac-
TO MEHSTIOIIIUMUCS KIIMHUYECKUMU TTPOSIBIICHU -
SIMU, BOJTHOOOPa3HBIM TeUCHUEM, YepeIOBaHM -
eM pemuccuit u odoctpenuit [1]. Ilepecmot-
pennbie B 2012 . SLICC xputepum auarHosa
CKB cayxar npuMepoM Toro, 4to 3adojieBaHUe
OCTaeTcsl NOCTaTOYHO CJIOXHBIM ISl AUArHo-
CTMKH, TIOCKOJbKY MHOTME W3 Hecreuuduue-
CKMX MpOSIBIIEHU# (yCTaloCTh, MOTEPS] MacChl
Tesla, JTUXOpaaKa, reMaToJI0TUIYeCKrue Hapyiie-
HUSI) MOTYT HUMUTUPOBATh Apyrue OOJIe3HU
U CTIIOCOOCTBYIOT HECBOEBPEMEHHOMY YCTaHOB-
JICHUIO AIWAarHo3a M OTCPOUYCHHOMY Havajy afe-
KBaTHOW Tepanuu [2].

3a nepuox ¢ 1950 o 2010 r. 5- u 10-7neT-
HSIST BBDKMBAEeMOCTh IMAllMEHTOB YBEJIUYWIACH
¢ 74,8 10 94,8% w ¢ 63,2 1o 91,4% cooTBeTCT-
BeHHO [3]. OaHaKo peluaMBUPYIOLINI XapaKTep
TEeYEeHMsI, MOopakeHUe HOBBIX, paHee HEe BOBJE-
YEHHHBIX OpraHOB-MUIIIEHEH, yCcyryodJeHue
HMMEIOIIErocs MopaxeHus, MOTpeOHOCTh B yCH-
JICHUHU TJIIOKOKOPTUKOMIHON M MMMYHOCYIIpeC-

CUBHOM Tepanuu TpU pa3BUTUU OOOCTpEHUI
MPUBOIST K HAKOIIJIEHUIO HOBBIX OPTaHHBIX MMO-
BpPEXJIECHUI BCIEACTBME KaK CaMOro 3a0ojieBa-
HUS, TaK ¥ TTpoBOoIuMoii Tepanui [1, 4]. ITo naH-
HbeIM O. Nived u coaBT. [5], yXe yepe3 5 JeT OT
Hayvaja 60yie3HH y 54% MalmeHTOB HaOJII01aeTCst
TTOSTBJIEHE HEOOPATUMBIX OPTaHHBIX TTOBPEXKIIe-
Huii. OTU JaHHBIE MOATBEpXKIaeT padoTa
M. Urowitz u coaBt. [6], B KOTOPOii ObLIO TTOKa-
3aHO MOCTOBEPHOE CHWXXEHUE WHICKCAa aKTUB-
Hoctu 3aboneBanust SLEDAI 2K nipu nporpec-
CHUPYIOIIEM HapacTaHUUM MHAEKCA MOBPEXKACHUS
SLICC B rpyniie 6osbHbIx CKB, Hab101aBIINX -
csl B TGUEHUE S JIeT.

Cpenu HeoOpaTMMBIX OPraHHBIX MOpaXxe-
Huit y maureHToB CKB crycrst 7 et ot Havana
3a00JIeBaHS Ha TTIEPBOE MECTO BBIXOIUT IMOpaXKe-
HUE OINMOPHO-JBUTaTeNIbHOTO ammapara (25,2%),
32 HUM CJIEYIOT HEMPOTICUXUYECKIE HAPYIIIEHUSI
(15%), napyurenue dyHkimu mouek (12%) u cep-
nedHo-cocynuctoit cucteMsl (10%) [7]. A. Swaak
U COaBT. [8], BbISIBUBLINE BbICOKYIO YACTOTY OXMU-
penust, cuHapoma Muenko—Kyimnra n nuabera
y 60sbHBIX CKB yepes 10 et oT Hauana Teparnuu,
MPEANOJOXUIN HEMaJOBAXHYIO IaTOTeHETHYe-
CKYI0 poJib Tepanuu rimokokoptukounamu (I'K)
B Pa3BUTHM HEOOPATUMBIX ITOBPEXKICHUIA.
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Bonee 50 ner Bpaun-peBMaTOJOTH IIPU BEIEHUU OOJIb-
Hbeix CKB cBoeit OCHOBHOW 3amayeil CYMTalIM CHUXXKEHUE
CMEPTHOCTH U YBeIMUeHNE BbKMBAEMOCTH TTAIIMEHTOB, IMPaK-
TUYECKN He 3aIyMBIBAsICh O TIEPCTIEKTUBAX BHIKUBIIIETO MAIIM-
€HTa: 0 BOBMOXHOCTH CO3/1aTh CEMbIO, UMETh JIETel, MOTYYUTh
obpa3oBaHue, CEIaTh Kapbepy.

DTO CBSI3aHO, MPEXAE BCEro, ¢ pPasIUYHbIMU LEISIMU
U 3alayaMu, CTOSIBIIMMMU Tepel MauueHToM U BpayoM. Oc-
HOBHOI 1LIeJIbIO Bpaya SIBJISIJIOCh CHUXKEHWE aKTUBHOCTH 3a-
OosieBaHUsI, TIpeNOTBpallleHue pa3BUTUSI OOOCTPEHUIl, B TO
BpeMsl Kak 1ieJib MalueHTa — COXPaHUTbh cBoe (PU3UUYECKOE,
TICUXOJIOTUYECKOE, IMOLMOHAIBHOE U COLlMaTbHOe DYHKIIU-
OHMpPOBAHWE HA TOM € YPOBHE, Ha KOTOPOM OHO ObLIO 110
6oJe3nu [9].

ITo gannabM J. Yen u coaBt. [10], Mexxmay BpauoM U Ta-
IIMEHTOM OYeHb YacTO BO3HMKAET HECOOTBETCTBME B OIIEHKE
COCTOSIHUS U OlieHKe Oosie3Hu. B uccienosanuu M.N. Liang
u coaBT. [11] ObLIO MOKazaHO, YTO IPU MCIIOJb30BAaHUU
10-caHTMMETpPOBOI BU3yaJlbHOU aHaoroBoii mkasnesl (BAILL)
AKTUBHOCTb 3a00J€BaHMSI C TOYKM 3PEHMSs MallMeHTa Oblia
BBILIE, YEM OLIEHKA, CAeJIaHHasl BpauyoM, B TO BpeMsl KaK CTe-
MeHb MOBPEXACHUsI OKa3ajach HUXe. ABTOPBI TIPUIILIU K BbI-
BOJY, UTO HEMpaBUJIbHOE BOCIPUSITUE MAl[MEHTAMU CTEIEeHU
TIOBPEXIEHUS CBOMX OPraHOB CBS3aHO C WX HEXeJlaHUueM
B HEKOTOPBIX CIy4asix MPaBUJIbHO OTBETUTh Ha BOMIPOCHI
¥ CKJIOHHOCTBIO Bpayeit 6oyiee cepbe3HO BOCIPUHUMATD CUM-
TITOMBI TIOBPEXAeHUsI. BBIJI0 yCTaHOBIEHO, YTO TICUXOCOLIN-
aTbHbIe (DAKTOPBI MOTYT TOBIUATH Ha OILIEHKY IAallMEHTOM
cBOero 3a00J1eBaHus: CTpecc, IeNpeccusi, TpeBOra 1 rHeB, ac-
couuupoBaHHbie ¢ CKB, Moryt ycyryouTth CyOBEKTUBHYIO
OLICHKY TSI>KECTU CUMIITOMOB, a TEM CaMbIM M aKTUBHOCTH 3a-
oonesanus [12, 13].

G. Alarcon u coaBT. [14], uccienyst CMelIaHHYIO KOTOp-
1y nmaureHToB ¢ CKB LUMINA, cocTosiiyio 13 UCIAaHLEB,
adpoamMeprKaHIIEB U €BPOIMEOUI0B, OTMETUIM, YTO HECOOT-
BETCTBUE B OIIEHKE aKTUBHOCTM 3a00jeBaHUs HAOIIONANIOCH
y 58% u3 Hux. Bpauu akueHTHpoBaid BHUMaHUE Ha j1abopa-
Topuble Tokazarenn CKB, a mammeHTsl — Ha 3aTpymHEHUS
CBOEro (U3NIECKOT0 M MEHTAIBHOTO (YyHKIIMOHUPOBAHUSI;
TIPY 3TOM PA3HUIIBI MEXIY STHUIECKUMU TPYITIaMU B BOCTIPH-
SITUW CUTYallMU He HaOJI01aI0Ch.

B psine uccnenoBanuii [15—17] nokazaHo, 4TO OTCYTCT-
BUE B3aMMOTIOHMMAaHWS y Bpaya M MalMeHTa MPUBOIUT
K CHUXKEHMIO KOMIUIaeHTHOCTU. B 65% ciiyyaeB mauueHT Hy-
XKIaeTcs B 0oJiblieM o0beMe MH(pOpMaLMK, YeM eMy TTpeaoc-
TaBJIsIeT Bpay O ero 3abosieBaHUM, MPU OTOM MALMEHTY He
MPOCTO MPUHSTH MPEIOCTABISIEMYIO eMy UH(MOPMALIUIO B CU-
JIy eT0 B3IJIsiia Ha MUP (COTJIACHO TOJY, BO3PACTY, COLMATbHO-
My cratycy) [10, 18]. DTo 3acTaBasier uX MCKaTh WH(POpPMa-
W10 B MHTEPHETE, MOTb30BaThCs OJoraMu U popymamu, 06-
pamaThbes K anbTepHaTUBHONM MeauiinHe. CoTiacHO HeaBHe -
My ormpocy, poBenenHomy G.FEK. Roper B CeBepHoit Ame-
puke [19], monassitoriee 60bUHCTBO (87% GosibHBIX CKB
1 96% uX POACTBEHHUKOB U JIpy3eil) 3asiBUJIM, YTO OHU XOTe-
J1 Obl UMEThb 0oJibllle MH(MOPMALIMOHHBIX PECYPCOB, YTOOBI
peuiatb BOMPOCHI, C KOTOPBIMU CTAJIKMBAIOTCSI MAllUEHTHI,
1 50% onpolIeHHBIX PEBMATOJOTOB ¢ 3TUM ObUIM COTIJIACHBI,
MPU3HAB OTPAaHUYEHME BO3MOXHOCTEH MUIsI MPOCBELIeHUSI Ma-
LIMEHTOB U UX ceMmeil. McciaenoBaHue BbISIBUIO MOTEHIIUATb-
HbIe MPOOEbl B OOIIEHNY U TOKAa3aJI0, YTO MHOTHE OOJIbHbBIE
CKB mnpeyMeHbIIAIOT CBOM CUMITOMBI TIPU PasroBope
C IpY3bsIMU, CeMbell U maxe ¢ Bpauamu. B ompoce mpunsu
yuactue 6osee 950 uenmoBek, Bkiouass 502 6onpHbIX CKB,
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204 3m0poBBIX (WICHOB CeMeii TTAIMEHTOB WU apy3eit) u 251
Bpava-peBMarosiora. B To Bpems kak 52% OIpOIIEHHBIX I1a-
mueHToB ¢ CKB mpusHanmce, 4To Mpu pa3roBOpe O CBOMMU
BpayaMy MUHUMU3UPYIOT O0JIb U IpyTre TPOOIeMBbI, CBSI3aH-
HBIE CO CBOEi 00sIe3HBIO, 72% OIPOIIEHHBIX PEBMATOJIOTOB
He IMOI03PeBaJId, YTO MAIIUEHTHI MPEYMEHbBIIIAIOT CUMIITOMBI
cBoero 3aboneBanus. [Toutu monosuHa (48%) MallMeHTOB 3a-
SIBWIM, UYTO OHU MUCTBITHIBAIOT TPYAHOCTH MPU OIMUCAHUU Bpa-
gy npusHakoB CKB, u 6osee uem 3/4 (77%) 3asaBuiu, 4To He-
MpeacKka3zyeMoCTh U U3MEHYMBOCTh CUMIITOMOB 3a00JIeBaHUST
00JIbIlIe BAUSIIOT HAa UX OTHOIIEHUS C JIIOAbMU, PAaOOTY U BbI-
MOJHEHWE UMUK exenHeBHbIX QyHKuumii. [Tourn 80% Bpaueit
CUUTAIOT, YTO HAMOOJIbIIICE BIUSHNE Ha MAllMeHTOB OKa3bIBa-
eT TSDKECTh CUMIITOMOB, HO C 3TUM HE COTJIaCHJIOCH OOJIbIIIe
MTOJIOBUHBI 00TBHBIX, cTpanatonux CKB.

«Bpauu, kak npaBwIIo, He YJIaBIUBAIOT OYeHb TOHKHE e~
Tajqu. OHU OyAyT CMOTPETh Ha JJAOOPATOPHBIE TECThI, UCTIOJIb-
30BaTh BU3yaJIbHbIE METOIBI OOCIIENOBaHYSI, U HE IyMAloT O Be-
ax, KOTOpble, BO3MOXHO, MOTYT OBITh BBISIBIICHBI B Pe3YJIbTa-
Te 00BIYHOTO OO0IIeHUs», — 3akaouua Michael D. Lockshin,
JNUPEKTOP OMHOTO0 M3 aMEPUMKAHCKMX LIEHTPOB MO M3YyYEHMIO
CKB [19].

Takum oOpa3om, Bpay, BOOPYXEHHBINI TEXHOJOTUSIMU
XXI B., oKa3bIBaeTCsl HE BCErjga Croco0eH KOMILJIEKCHO Olle-
HUTh MHOTOILUIAHOBBIE COOBITHSI, KacalollMecs CTpagaHuii
u TrnaHocTy narueHTa [9]. OnHo# U3 CyIIeCTBEHHBIX TPUINH
3TOro (PeHOMEHa MOXKHO CUMTATh OTCYTCTBUE YAOOHOTO U 3(]-
(beKTUBHOTO MHCTPYMEHTa KOMIUIEKCHON OIEHKYW BIIMSTHUS
00JIe3HU HA OCHOBHbIE KOMITOHEHThI (DYHKIITMOHUPOBAHUS Ye-
JIOBEKa, a TakKKe OTCYTCTBUE aleKBaTHOW METOMOJIOTUM, T103-
BOJISIIOIIVI M3MEPUTh M KOJTMIECTBEHHO OILICHUTH 3TU CYOBeK-
TUBHbIE TTOHSTUS.

B c¢Bs13u ¢ 3TUM B MoceaHue Tobl Bce 00blliee BHUMA-
HUe yaensieTcs: olleHKe KadectBa xXu3Hu (K2K) mauuenTa, o0y-
cioBieHHoro 3nopoBbeM, — Health Related Quality of Life
(HR-Qol), koTopoe omnpenensieTcsi Kak MHTeTpaJibHas XapaKTe-
pucTrKa (GU3NIECKOTO, TICUXOJOTUIECKOTO, SMOLIMOHAIBHOTO
1 COIMAIbHOTO (hYHKIIMOHMPOBAHUS OOJBHOTO, OCHOBAaHHAS
Ha ero cyobeKTuBHOM BoctipusTiu. OnpenencHue KK mormy-
HO U CTPYKTYPHO CBSI3aHO C NeUHUIIMEN 3M0pOBbSI, TaHHOM
BcemupHoit opranuzauueii 3npaBooxpaHerus (BO3): «3mopo-
BbE — 3TO TOJIHOE (PU3MUECKOE, COLMATBHOE W TICUXOJIOTHIe-
CKoe 6J1arorojyyre JeioBeKa, a He ITPOCTO OTCYTCTBUE 3a00-
nesaHus» [20].

IIpu nmpoBeneHUM KAMHUYECKUX UCCIEIOBAaHUI y TMa-
nueHToB ¢ CKB YnpasieHue 1o KOHTPOJIIO KauyecTBa MUlle-
BbIX TIPONYKTOB M JieKapcTBeHHBbIX MpemnapatoB (FDA)
CIIA, Opranmzanmsi o OLIEHKE MCXOI0B PeBMaTHUYECKUX
3aboneBannii (OMERACT IV) pekoMeHIyIOT OlleHWBATh
aKTMBHOCTh 3a00JieBaHUsI, CTCIICHb OPTAaHHOTO ITOBPEXKIC-
Hus, KX maumeHTOB M HeXeaTeJbHbBIC SIBICHUST Teparmuu
[21, 22]. CornacHo mocienHuM pekoMeHaauusm EULAR
[23, 24] u npaBunam Good clinical practice, B peajbHOI
KJIMHUYECKOU MpaKTUKe B CTaHZapTHOE oOcemoBaHMe Ia-
nueHTa ¢ CKB moJIKHBI OBbITH BKJIIOUEHBI: OlleHKa aKTUBHO-
CTH 3a00JIEBaHUS C UCITOJb30BAHUEM JIIOOBIX BaTUIUPOBAH-
HBIX UHAEKCOB, ONpeaeeHue CTeNeHU MOBPEeXIACHUST opra-
HOB, olleHKa ucxoaoB W KJK ¢ Touku 3peHus mamueHTa
(patient related outcomes), BbIIBI€HNE COMYTCTBYIOIIUX 3a-
0oJeBaHMI U OIIEHKAa TOKCMYHOCTU TipemapartoB [22, 23].
Tonbko TakuMm o6pazom manueHT ¢ CKB MoxeT OBITH olie-
HEH BCECTOPOHHE U Bpay CMOXKET Y3HaTh, KaKue IMPOOJIeMbI
BOJIHYIOT OOJTLHOTO.
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WHCTPYMEHTDbI ANA U3YYEHUA KAYECTBA XU3HU

Yy NauMeHTOB C CUCTEMHOW KPacHOW BONYAHKOM

OCHOBHBIMU MHCTpyMeHTamu s1 usydeHust KoK sBis-
I0TCA CII€EIMAJIbHO CO3JaHHBIC OIIPOCHUKMN. OHI/I JOJI2KHBI OBITH
YHUBEpCaTbHBIMU (OXBaTBIBATh BCE TTapaMeTPhI 3M0POBhs ), Ha-
NeXHBIMU ((UKCUPOBATh UHIWBUIYAIbHBIE YPOBHU 3M0POBBS
PasHbIX peCl‘[OHI[eHTOB), YYBCTBUTCJIbHBIMU K KIMHHWYCCKU
SHAYMMbIM MU3MCHCHUAM COCTOAHUA 310POBbsdA, BOCIIPOU3BO-
JUMbIMU, MPOCTBIMU B UCIIOJIb3OBAHUM, KpaTKUMU, CTaHOAAp-
TU30BAHHBIMU (npe;maraTb eI[VIHV[‘IHBIﬁ BapvMaHT cCTaHaapT-
HBbIX BOITPOCOB 1 OTBETOB JIsI BCEX I'PYIIIT peCl‘[OHZ[CHTOB), oLe-
HOYHBIMHU (aBaTh KOJMYECTBEHHYIO OLIEHKY MapaMeTpOB 3110-
poBbs) [9, 21, 25].

O6wue ONPOCHUKWU NO U3YHEHUID KAaYeCTBaA XU3HHU

Kax u mpu peBmatougHom aptpute (PA), mpu CKB
uHTepec K n3ydeHno KK Bo3Huk B KoHIle 80-X romoB mpo-
uutoro Beka. B teuenue 20 net y 60npHbIX ¢ CKB mpuMeHsi-
JIUCh o0Ire (TeHepuIecKre) ONMPOCHUKY, KOTOPBIE UCITONb-
3y1oT it otleHKu K2K, cBSI3aHHOTO CO 310pOBbeM, TP TN -
POKOM creKTpe 3a00eBaHUl U OLleHKU 3(D(HEKTUBHOCTH Jie-
YeHMsT Ha MHAMBUIYaJTbHOM YPOBHE, a TaKXKe JIJIsSI CpaBHEHUSI
KK OoJbHBIX C TONYJSIMOHHBIM KOHTpoJeM: MHAQ
(Modified Health Assessment Questionnaire), QOL-S
(Quality of life scale), Arthritis Impact Measurement Scale-2
(AIMS-2), Sickness Impact Profile (SIP), The World Health
Organization Quality of Life-Bref (WHOQol-Bref), EQ-5D,
Medical Outcomes Survey-Short Form 20 (SF-20) [26—33].
OnHaKo 3TU OMPOCHUKYU HE HAILIU IIMPOKOTO MPUMEHEHUS
y marimeHToB ¢ CKB. 3omoteim ctanmaprom mist oteHku KoK
y mauueHToB ¢ CKB cuurtaercss ompocHuk Short form
Medical Outcomes Study (MOS SF-36). Pycckas Bepcust
SF-36 BanmuaupoBaHa MeXHaIMOHAIBHBIM LIEHTPOM HCCJIe-
noaHust KX Cankr-Iletepoypra u Mocksbl. [1pu uzyueHuun
ee ncuxomerpudeckux cBoucts [20, 34| ObLIM MOATBEPXKIE-
Hbl HAIEXKHOCTb, BAJIUIHOCTb U YYBCTBUTEJIbHOCTb OITPOCHU -
Ka K U3MEHEHUSIM U MOJIyYeHbl MOMYJISIIIMOHHbIE TaHHbIE MO-
kazareneir KX xureneit Cankr-Iletepoypra u Mockssl [35].
[To3xe ObLTM paccYUTaHBI CpeAHUE TOMYISIIMOHHbBIE 3HAYe-
nust mikan SF-36 st otnenbHBIX pernoHoB Poccuiickoir De-
nepanuu (IeTeil 1 B3pOCHIBIX) B paMKax MpoeKToB « M KAP»
[36] u «Mupax» [34].

B 2008 r. [34] ObL1a mpoBeaeHa CTaHAAPTU3ALMS IIKaJ
SF-36 ¢ monyyeHneM HOPMAaJbHOTO pacIpene/ieHUsT CPEIHNX
3HAYCHUI W OIpeeSicHUeM CTaHIapTU30BAHHBIX TOITYJISIIIN-
oHHbIX noka3zateneil KX B 3aBucuMocTH OT mosia u Bo3pacrta
PECTIOHIIEHTOB.

Mertonuka pydyHoro moacueta mkan SF-36 nmpencrasie-
Ha B KnuHuyeckux pekoMeHaanusx 1o pesmartoyuoruu [37].

B 1997 &. T. Stoll u coaBr. [38] BaluAMpPOBAIU €TO AJIST UC-
nosbs3oBaHud y nanreHToB ¢ CKB. B 2004 1. oH pekoMeHI0BaH
J. Schiffenbauer u coasT. [39] K UCTIONB30BAHUIO B KIIMHUYE-
ckux uccnenoBanusx mis oteHku KK y 6oababix CKB 1 a¢h-
(exTUBHOCTH Tepamuu.

Cneumcuyeckue ONPOCHUKU NO N3YYEHUID

Ka4yecTBa XU3HN Yy GONbHbIX CUCTEMHOW

KPacHOW BONYAHKOI

DTOT BUJ ONPOCHUKOB OPUEHTUPOBAH Ha MpPOOJIeMbl
MalMeHTOB ¢ KOHKPETHBIMU 3a00JIeBaHUSIMU, [IO3TOMY OHU
0oJiee YYBCTBUTEIbHBI K U3MEHEHUSIM B COCTOSIHMU OOJIb-
HBIX, HEXeJIM o01me onpocHUKU. B mociaennue 20 jet npa-
KTUYECKHM OJHOBPEMEHHO CO3[AeTCsI Cpa3y IsITh creludu-
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YeCKUX oMmpocHUKOB 1o onleHKe KK y 6onpHbIx CKB. He-
CcMOTps Ha To uTO obmue ompocHuku K2K momoranu ore-
HUTH JOCTATOYHO BaXKHbIE KOMITIOHEHTHI 3[I0POBbS MAllMCH-
T0oB ¢ CKB: ypoBeHb 300p0OBbsI, pabOTHI 1 10X0/Aa, YPOBCHb
WHAVWBUAYATbHOCTY U HE3aBUCUMOCTHU, COIIMATbHON UM ce-
MENHON XW3HU, — OJIHAKO OHU He oTpaxaiu 12 BaxKHBIX
s nauueHToB CKB MOMEHTOB: HeomnpeneaeHHOCTb/He-
MpeacKa3yeMoCTh BOJYaHKU, CUMIITOMbBI YCTaJoCTH/00Ju;
COLMAbHOI MOANEPXKKU, HENOMOHMMAaHUs MalMeHTa aApy-
TMMU JIIOAbMU, CTpaxa, YyBCTBAa HEMOJIHOILEHHOCTHU/TIOTEPU
ce0s1, orpaHUYEHUE ACSATSIbHOCTH/IMYHOTO caMOoyIpaBie-
HUS, JIeYeHUEe, SMOILIMOHAIbHBIN CTpecCc U (PMHAHCOBBIE BO-
mpockl [40, 41].

Hemnpenckazyemocts CKB ¢ TOuku 3peHMST TEUESHMST 3a-
OoJieBaHUsI, CTETIEHb BOBJICUEHUSI OPTaHOB M OTBETa Ha Jiede-
HUe SIBIISTIOTCST BAXKHBIMU KOMTTOHEHTaMu olleHKN K2K y atux
nauueHToB [42, 43]. K. McElhone 1 coaBT. cUUTaOT BaXKHBIM
BKJovaTh B olieHKY KoK y marimenTos ¢ CKB HapyuieHus cHa,
YCTaJIOCTh, CeKCyalbHbIe HapyllieHus [44], olylieHue oopasa
Tena [45].

B Hacrosiiiee BpeMsi B MUPOBOI PeBMAaTOJIOIMUYECKOM
npaktuke s oueHku KK mannentoB ¢ CKB nmpumeHsitores
MSTh BaTUAMPOBAHHBIX onpocHUKOB: SLE Symptom checklist,
SLEQol, LupusQol, LQol u LupusPRO [46—48].

SLE Symptom checklist [49]

OnpocHuk SLE Symptom checklist mpencrasisieT co6oit
niepedeHb 38 cumntomoB CKB, cBsizanubix ¢ KK n teuennem
CKB. CuMNIITOMBI OLIEHUBAIOTCS TTAIMEHTAaMU W BpadyaMu IO
yeThIpexOaNIbHOM 1Kae, rae «0» SIBIeTCs TYYIIUM COCTOSI-
HUEM 3I0pOBbsS, a «4» — caMbIM XyIIIMM. BamumupoBaH
B 2003 r. C. Grootscholten u coaBt. [49] B HunepiaHngax.
B 2007 r. mpoBeaeHa ero KyJabTypHasi U sI3bIKOBasl aganTauust
B bpaszunuu [50].

Systemic Lupus Erythematosus-SPECIFIC Quality-Of-Life
instrument (SLEQOL) [40]

OrnpocHuK BKIovaeT 40 BOMpOCOB, pacrpeneeHHbBIX 110
6 mkanam: Physical Functioning (pusnyeckoro GyHKINOHU-
poBaHus); Activities (mesitenbHoctn); SLE Symptoms (cum-
nromoB CKB); Treatment (iedenust); Mood (HacTpoeHwst)
u Self-Image (BocripusiTisi COOCTBEHHOTO 00pasa).

OueHuBaeTcs 1o 7-0a/uibHOM 1IKaJe, ITPU 3TOM Ioapas3-
NIeJTBl UMEIOT Pa3Hble 3HAYCHUST, B TOM YHCJIe OT «HE CIOXKHO»
JIO «4PE3BBIYAITHO CIIOXKHO», OT «HE COBCEM» J0 «IPE3BbIUATHO
CJIOXKHO», U OT «BOBCE He» JI0 «0YeHb YacTo». OOLIMIi CYeT co-
crapisier ot 40 no 280 GasuioB, 0ojee BbICOKUIA Oasll CBUIE-
TeJabcTBYeT o XxyameM K2K. OnmpocHUK 3amoiHsIeTcsl B MHCh-
MEHHOM BUJE B TeUeHre S MUH. BanuaupoBaH Ha aHTJIMIICKOM
sa3bike B 2005 . K.P. Leong u coaBt. [40] B Cunramnype. B 2007 1.
OH TIpoIllesl KYJBTYpPHYIO M SI3BIKOBYIO amanrtanuio B Kutae
[51], 82010 . — B Bpaszwmu [52].

Systemic lupus erythematosus Quality Of Life questionnaire
(L-Q0L) [53]

OnpocHUK ocHOBaH Ha noctyyiate KK o Tom, 4To oHO
3aBUCUT OT BO3MOXHOCTH U CITOCOOHOCTM JIIOACH yIOBIIe-
TBOPSITH CBOU MOTPEOHOCTU. BOMPOCHI MO3BOJISIIOT OLICHM-
BaThb obO1ee BausiHue CKB u cBsi3aHHOTO ¢ Hell JieueHUsT Ha
KoK mauuenTta. Coctout u3 25 BONIPOCOB, pacrpeaeaeHHbIX
B Tpu mkanbl: Self-Care (camoob6cnyxkxuBanue), Fatigue (yc-
Tanocth) 1 Emotional Reactions (aMoliMOHaNbHbBIE peak-
muu). Cuet ot 0 mo 25 GamnoB, 60jee BHICOKUIT Oalll COOT-
BeTcTByeT xynmemy K2K. 3amomHsieTcsl B Te4eHHE 5 MMH.
Bamuauposan B 2008 . L.C. Doward u coaBt. B Bentuko6pu-
TaHuu [53].
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Patient Reported Outcome tools for systemic lupus erythe-
matosus (LupusPRO) [54]

EnunctBenHblil onmpocHuK, omneHuBatommii KK, cBs-
3aHHOE W He CBSI3aHHOE cO 310poBheM. CocTouT u3 43 Borpo-
coB, 30 u3 kotopbix oreHnBaT K2K, cBA3aHHOE CO 3M0POBB-
eM, 1o 8 mkanam: Lupus Symptoms (cumntomsl CKB); Lupus
Medications (tepanuss CKB); Cognition (mmo3HaBaTelbHbIC
crniocobHocTn); Procreation (penpoaykiius); Physical Health
(dbusnueckoe 3n0poBbe); Emotional Health (amoimoHansHOe
3nopoBbe); Pain & Vitality (601b/X)Xu3HecriocooHocTh); Body
Image (00Opa3 Tena).

Ouenka K2K, He cBA3aHHOTO CO 3M0POBbEM, BKIIIOUYACT
4 mkanbl: Desires & Goals (kemanusa u uenaun); Coping (Bo3-
MOKHOCTb CIIPaBIISIThCS C cuTyanueii); Social Support (coru-
anbpHas rmomaepxkka) u Satisfaction With Medical Care (ymosie-
TBOPEHHOCTh MEIUIINHCKON TIOMOIIIBIO).

LupusPRO umeer 5-6annbHbiit hopmat orBera, rae 0 —
«Het BpemeHu», 1 —«Mano BpeMmeHu», 2 — «HekoTtopoe u3
BpeMeHU», 3 — «bosblilyto yacTh BpeMeHu», 4 — «Bce Bpemsi»,
5 — «He npumeHumo». OLeHKa CyMMMpYeTCs ISl KaxXaoil
LIKAJIbl, CPETHUI OasUT IIKaJIbI [TOJTydaeTcsl MyTeM IeJIeHUs 00-
LIEro cyeTa Ha YMCJIO BOMpocoB B wikaje. CpenHsst oOuiast
OLIEHKA TOJIyyaeTcsl TMyTeM JeJeHUs] CyMMBbI BceX 1IKan Ha 4
U 3aTeM yMHoxeHusT Ha 100. OOIuii cueT MOXET MPUHUMATh
3HadyeHus1 ot 0 go 100 6ayioB, 6oJiee BBICOKUI AT COOTBETCT-
Byer syumemy K2K. OmpocHuk 3amonHsieTcsl MainueHTamMu
B NHUCbMEHHOM Buae B TeueHue 7—10 muH. BamummpoBan
B 2012 . M. Jolly M. u coast. B CLLIA [54]. docTyrieH crienm-
QIbHBIN CauT B UHTEPHETE mno ajpecy:
http://www.lupuspro.com.

Lupus Quality of life (Lupus-Qol) [55]

Banuaupoan Ha aHraumiickom s3bike B 2007 T
K. McElhone u coaBt. B Benukoopuranuu [55]. [1epeBeneH Ha
77 a3pikoB B 51 crpane. B 2010 r. mpoBeaeHa KyJIBTypHasi
u sa3bIKoBasg amanTtauus B Mcmanmm [56] m B CLIA [57],
B 2012 r. — Bo ®panuuu [58] u B Mekcuke [59]. D10 enuHCT-
BEHHBII OMTPOCHUK, TIEPEBEACHHBII Ha PYCCKUI SI3BIK ATEHT-
crBoMm Corporate Translation, Inc. (77 Hartland Street East
Hartford) mo Bcem npasmwiam GCP [60]. Pa3speiieH aBropom
IUTsl uctionb3oBanusl B Poccutickoit Denepannul, B JaHHBIN
MOMEHT TpoxoauTt ero Basmmanus B ®I'BY «HayuHno-nccneno-
BaTeJIbCKUIA MHCTUTYT peBMaTtojioruu um. B.A. HacoHoBoii»
PAMH.

Lupus-Qol npeacrasisieT co00ii aHKETY, BKIIOYAIOLILYIO
34 Bonpoca, 00beIMHEHHBIX MO0 2—8 BOIPOCOB B OTACIbHbIC
wkanbl. OH oneHuBaet: Physical Health (¢pusnueckoe 3q10po-
Bbe); Emotional Health (amoumoHanbHOe 310poBbe); Body
Image (00pa3 Tesa — olLleHKa IMalMeHTOM CBOETO Teja U BOC-
npuaTust ero apyrumu); Pain (607b); Planning (manuposa-
Hue); Fatigue (ycramocth); Intimate Relationships (MHTHM-
Hble oTHolIeHus1); Burden to Others (3aBUCUMOCTD OT APYTUX

JIrofeit).
OTBeTHl Ha BOIPOCH CMOJIEIMPOBAHBI MO 5-0aUTbHOM
mwkajie (0 — «IToctossHHO»; 1 — «IToutn Bcermar; 2 — «Jlocra-

TOYHO yacTo»; 3 — «M3penkar; 4 — «Hukorna»).

OnpoCHMK 3aroiHsSeTCs] NallMeHTaMu CaMOCTOSITEIbHO
WY TIyTEeM TOJIyYeHUsT MHTEPBbIO. 3aroJHeHUe 0ObIYHO 3aHU-
maeT <10 MMH U, KaK MpaBWJIO, HE BBI3bIBAET TPYIHOCTE, Kak
M BHECEHME NaHHBIX U 00paboTka nHpopmanuu. CylliecTByIOT
MUChbMEHHBIE U 2JEKTPOHHBIE Bepcuu ompocHuka. CpemHsst
olleHKa TpeobpasyeTcs B 6amibl oT 0 (Hauxymmee K2K) mo 100
(mammyumee K2K) myrem nenenus Ha 4, a 3aTeM YMHOXEHUS HA
100. ABTOpHI MpeIoNaraoT, YTo Ipeodpa3oBaHHasK OIIEHKA IO
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KaXIIOi LIKaJde MOXET OBbITh MOJy4YeHa MPU OTBETaX PECHOH-
NIEHTOM TI0 KpaiiHeit Mepe Ha 50% BompocoB. Ha caiite
www.lupusqol.com MOXHO 03HAKOMWTBCSI CO BCEMU MaTepua-
JlaMM, KacarouuMucs onpocHuka oueHku K2K y manueHToB
¢ CKB LupusQol.

AHanu3 pgaHHbIX NUTEpaTypbl

no OLEHKE Ka4yecTBa XW3HW Yy NaUUEHTOB

C CUCTEMHOW KPacHOW BOJNIYAHKOM

IIpakTruecku Bce vccae 0BaHusI, TPOBOAUMBIE MTPU UC-
nosib3oBaHuu obiero ompocHuka KK SF-36 y maumeHToB
¢ CKB, nokazanu xymmee KX y manmeHTOB 1o cpaBHEHUIO
C TOMYJISILIMOHHOM HOpMOii [26—33, 44]. C. Wang u coasT. [61]
u J. Thumboo u coaBT. [62] OTMETWIN 3HAYUTEIbHBIE U3MEHE-
HUS B posieBOM r3nuecKoM yHKIIMOHUPOBAHUU, OOIIEM CO-
CTOSTHUU 3I0POBbSI, POJIEBOM 3MOIIMOHATBHOM (DYHKITMOHUPO-
BaHWU, B IIKajaX >KU3HECITOCOOHOCTU M 0ou. Y MaluMeHTOB
¢ CKB Habmonanuch 60s1ee HU3KMe 3HaYEeHUSI CYMMapHbIX UH-
NIEKCOB (PM3MUECKOTO U MEHTAJTBbHOTO KOMIIOHEHTOB 3I0POBBST
110 CpaBHEHUIO ¢ monyasuroHHoi Hopmoit CILA [63]. TTamu-
€HThl, BKJIIOUEHHbIE B 3TU MCCJe0BaHusI, ObUIM amOyaTop-
HBIMU 1 UMEJIM MeHee BBICOKYIO aKTUBHOCTb 3a00JIeBaHMsl, OfI-
Hako HapyieHue K2K Habmronanoch y Bcex 6osbHBIX. [1moxoe
KK, cBa3anHoe co 3mopoBbeM, y marmeHToB ¢ CKB 66110 co-
TOCTaBUMO C TAKOBBIM TIPU APYTUX TSKEJIBIX COMaTUIECKUX 3a-
0oJIeBaHUSIX, TAKUX KaK CHHAPOM UMMYHOIe(hUIINTA YeToBeKa
(CITUA), cunnpom Lllerpena u PA. KK marmmentoB ¢ CKB
OBITO XyXe, 4YeM y TallMeHTOB ¢ TpaHyjleMato3oM BereHepa
u pudpomuanrueii [44]. [Taumentsl ¢ CKB u PA paznuuatorcs
TeM, yTo npu PA Gosbuie ctpanaeT KOMIOHEHT (hU3UYECKOTO
(GYHKIIMOHUPOBaHUS U 00JIM, MOCKOIbKY PA npenmMyliiecTBeH-
Ho mopaxkaeT cycraBbl. MccinenoBanue C.S. Burckhardt u co-
aBT. [64] moka3aio, yro marueHTh ¢ CKB BhIpaxkaioT 60JIbLIyIO
03a00YE€HHOCTh CBOMM 3a00JieBaHUEM, HexXelu 00JibHbIe PA,
oHU OoJiee COCPeIOTOUEHBI HA CUMIITOMAX yYCTaJlOCTH, HECTIO-
COOHOCTH TIJIAaHMPOBATh Oymyllee M3-3a HEMpencKazyeMOCTH
3200JIeBaHUS U OTCYTCTBUM MTOHUMAaHMUS UX OOJIE3HU KOJUIera-
MU TI0 paboTe ¥ PyKOBOIUTEISIMU, 3aTPYTHEHUSIX KaphepHOTO
MPOABMKEHUsI. AHAJOTUYHOE WCCIeNOBaHUE TIPOBEIU
M.M. Boomsma u coasr. [65], cpaBHuB maimueHToB ¢ CKB
U TIALIMEeHTOB ¢ rpaHyjemaTo3oM Berenepa. INamuentsl ¢ CKB
CUMTAJIH, YTO OO0JIE3Hb CUJILHO MOBJTHSIIA HAa UX TIOBCETHEBHYIO
NIeSITeIBHOCTD, M OHUM B OOJIBIITUHCTBE CIIy9aeB ObUTM CKIOHHBI
OTKa3aThCsl OT PabOThI, HEXXEJW MALMEHTHI C IPaHyJIeMaTo30M
Berenepa. Tem He meHee 0oabHble CKB cuuTanu, yto 601e3Hb
YAYYILIMIIa UX OTHOLICHUSI C APY3bsIMU U CEMbEN, B OTJIMYKE OT
MalKeHTOoB C rpaHyjiemMaTro3oM BereHepa.

XoTs BO BCeX MCCeMIoBaHUsX, olleHuBaronmx KK mpu
CKB, cocTaB manueHToB pa3anyaics 1Mo STHUYECKOW TTpUHAaI-
JIEXHOCTH, U3BECTHO BCETO JIBe PabOTHI, B KOTOPBIX CPaBHUBA-
sock KK B pa3abix aTHMUecKux rpymnmnax. A. Friedman u coaBT.
[63], uccrenyst koroptry LUMINA, cOCTOSIIYIO U3 UCITAHIIEB,
appoamepuKaHLEB U OebIX, MpuMeHsst SF-36, BLIABUIN, YTO
TICUXOJIOTMYECKOE 3I0POBhE ObLIO HAMHOTO XYK€ Y OeJIbIX Mma-
LIMEHTOB, a (PU3NIECKOE 3I0POBhE TOCTPATATO B OMMHAKOBOMI
CTETeHU Y MpenCTaBUTENeil BCEX 3THOCOB.

Cpenu appoaMeprKaHIIEB BbICOKass aKTUBHOCTb 3a00-
JIeBaHUsI KOppeiaupoBajlla C HU3KUM YPOBHEM KYJIBTYDHI.
J. Thumboo u coaBrt. [62], u3y4yast TpU TPYIIIbl MALMEHTOB:
KUTANLEB, MAJIALIEB U UHIYCOB, — HE BBISIBWJIN PA3JIMYUAN 110
KX, onieHuBaemomMy 1o omnpocHuky SF-36, mexay rpyrmrma-
mu. [1o maHHBIM aBTOPOB, BepOsITHEE BCETO, HECOOTBETCTBUE
K2K Mexmy aTHUYeCKMMHU TPyNIIaMU CBSI3aHO C COIUAIbHO-
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5KOHOMUYECKUMU (hpakTopaMu Xu3HU mnauueHToB ¢ CKB.
OpmHako B MocJieHee AeCATWICTUE B PsIIe UCCIeAOBaHUN 1O~
Ka3aHO, YTO HEEBPOIICOMIHBIC PAChl U HU3KUII COIMAIBHO-
SKOHOMUYECKUI CTAaTyC CBSI3aHBI ¢ 00Jiee BEICOKON aKTUBHO-
CThIO 3a00JIeBaHUsI U TIOBpeXIeHUEeM [66]. B yacTHOoCTH, He-
€BpOIeoUuIHbIe packl U OoJjiee Bbicokas akTuBHOCTH CKB ac-
COLIMMPOBAJINCh C OTCYTCTBUEM YacCTHOTO MEIUIIMHCKOTO
CTpaxXxoOBaHMsI, OCTPLIM HauyaJioM 00JIe3HU, OECITOMOIIIHOCThIO
U HealeKBaTHOCTbIO TOBEACHMSI, CBSI3aHHOTO C OOJIE3HBIO.
Huskast akTuBHOCTB 3a00yieBaHMsI, HAOOOPOT, OblIa CBsI3aHa
C BBICIIMM OOpa3oBaHUEM, BHICOKMM JIOXOJAOM M HaJIUYUEM
YacTHOTO MEIMIIMHCKOTO cTpaxoBaHus. [li1oxoe mcuxuye-
CKO€ 37I0pOBbE OBLIO HE XapaKTepHO MJIs JIUII ¢ 0oJiee BhICO-
KUM J0XOA0M, O0JIbIlIe COLMaTbHOM MOAAEPKKOM, OOIbIITN-
MW 3HAHUSIMHU, U TUYHBIM KOHTPOJIEM HaJl 3I0POBbEM U HU3-
KO¥ aKTUBHOCTBIO 3a00JIeBaHMSI HA MOMEHT ITOCTAHOBKU TN~
arHo3a. XoTs1 MHOTHE UCCJIeJOBaHU MM0Ka3alu B3aUMOCBS3b
MeXIy (u3MIecKuM, TICUXUUECKUM 300POBbEM W ITHHUYE-
CKOWl TMPUHAIJIEXKHOCThIO, HEKOTOpPbIE JaHHBIE ITO3BOJISIIOT
MPEIOA0XUTb, YTO COLMATbHO-9KOHOMUYECKUE (DAKTOPBHI,
a He TOJIbKO dTHUYECKasi MPUHAIIEXKHOCTh, cBsI3aHHBI ¢ KoK
6onbHBIX CKB. D. Lotstein u coaBT. [67] yCTaHOBWIN, YTO 3T-
HUYecKas MPUHAMLJIEKHOCTh He Oblla CBsI3aHa ¢ (DU3UYECKUM
310poBbeM. Hao00poT, XKeHITIUHBI ¢ HU3KUM COLIMATbHO-3K0-
HOMUYECKHUM CTaTyCOM MMeJU 6oJjiee BBICOKYIO CTEIeHb MH-
BJIMIHOCTH, OOJIbIIE OPTAaHHBIX IMOBPEXKICHUI W TPEITSITCT-
BUIi Ha ITyTH MTOJYYECHUS MEAULIMHCKOM ITOMOIIY HE3aBUCUMO
OT 3THUYECKOI TTPUHAMICKHOCTH.

B3aumocBA3b UHAEKCOB aKTUBHOCTH

CUCTEMHO KPacHOW BONYaHKK

W noBpeXxAaeHUss ¢ KA4YeCTBOM XHU3HU

60NbHbIX CUCTEMHOW KPAacHOW BOJNIYAHKOM

FDA nng ouenku aktuBHoctn CKB pekomenayer uc-
MoJb30BaTh CjeAylolue WHAeKChbl akTuBHOCTU: BILAG,
SLEDAI, SLAM u ECLAM, a Ttakxke uUX MOAMDUKALIMU.
JI7s1 OLleHKM CTETNeHW OPraHHOTO TOBPEXICHUS B KIMHUYE-
CKMX HCCIIEIOBAHUSIX MCITONIb3YeTCSI MHACKC ITOBPEXKICHUS
SLICC [21].

B3anMoCBs3b MHIOEKCOB aKTMBHOCTH W TTOBPEXKIEHUS
¢ KK 6onbHbix CKB 065112 mpoaHaIu3upoBaHa BO MHOTUX UC-
cienoBaHusIX. JIBa M3 HUX BBISIBUJIM KOPPEJSIINIO BEICOKOI aK-
TuBHOCTU no 1mKajge SLEDAI ¢ yxyanieHueM HIKajibl 00Ju
1 OOIIIeTO COCTOSTHMS 3I0POBbs 110 onpocHuKy SF-36. MHmekc
SLEDAI 00b1YHO KOppeJaupyeT ¢ HapylieHueM (U3UYecKoro
koMnoHeHTa K2K, HO He MeHTalIbHOrO KOMIoHeHTa [44]. B uc-
cleJOBaHUM, MPOBOAMMOM B Hactosiee Bpemsi B PI'BY
«HHUHUP um B.A. HaconoBoii» PAMH T.A. JIucuiisiHO# U co-
aBT., BBISIBJICHO, 4TO Y manmeHToB ¢ CKB ¢ BBICOKOI CTeTIeHbIO
aktuBHocTU (SLEDAI >10 6amnoB) K2K, onienenHoe ¢ momo-
mpio EQ-5D, 6bu10 3Haunmo Huxke. J. Thumboo u coasr. [62]
BBISIBUJIV B3aMMOCBSI3b MHIeKca akTuBHOCTU BILAG co Bcemu
iKajgamu ornpocHuka SF-36.

B npyrux uccnenoBaHusix Oblla c/iejiaHa MOMbITKA OLle-
HUTH BiusHue uHaekca nospexaeHus SLICC Ha KXK 601bHBIX
CKB 1o SF-36. OnHO M3 HUX BBISIBUJIO €O TTOJIOKUTEIBHYIO
KOPPEJISILIMIO ¢ MEHTAJIbHBIM KOMITIOHEHTOM 3I0POBbS, B 1IEC-
TH UCCJIEAOBAHUSIX B3aUMOCBSI3M 0OHapyxXeHo He Obuto. Cre-
MeHb OTPUIIATEIbHOM KOPPEISILIUM He Oblla yKa3aHa B YeThIpeX
ucclienoBaHusIX. HeraTuBHO KOppeaupoBain ¢ MHACKCOM IT10-
BpexxneHust SLICC mkanbl puzniaeckoro GyHKIIMOHUPOBAHUS
[44]. B uccnenoBanuu J. Thumboo u coaBr. [62] dusndyeckue
acriektbl K2K He 3aBuceIM OT aKTMBHOCTHU 3a00JI€BaHUST WA
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MOBPEXKICHUS, HO YIy4IIEHUE IMCUXUIECKOTO 3I0POBbST OBLIO
CBSI3aHO C OoJyiee HU3KMMU MHIeKcoM ToBpexaeHust SLICC
W ¢ HM3KOM akTWBHOCThIO OosiesHu. [lo manabiM PI'BY
«HWUUWP um. B.A. Haconosoii» PAMH, nipu BbICOKOM UHIEK-
ce noBpexaeHus (=2 6amnoB) KK, olegHeHHOE y MallMEHTOB
¢ CKB ¢ nnomortibio EQ-5D, 6610 1O0CTOBEPHO HUXKE.

Bo MHOIMX McCenoBaHUSIX OTMEYSHO, YTO HapyIIeHHOe
MCUXUYECKOE 3I0POBbE, B OCHOBHOM 32 CUET JEMPECCUU U Tpe-
BOTH, OKa3bIBAaET 3HAYMTEIbHOE BJMSIHUE Ha Bce acrekThl K2K.
B nocnenHue roabl, KOrma cTajio sSICHO, 4To 10 75% mallueHTOB
¢ CKB uMeloT TpeBOXHO-IEpPeCCMBHbBIE PacCTpOiiCcTBa, He-
BO3MOXKHO HE YUYUTHIBATh ICUXUATPUIECKMIT ACTIEKT IMPU OIICH-
ke KK u mombiTke moBiausath Ha Hero [68—70]. 1o maHHBIM
dIrey «<HUUP um. B.A. Haconosoii» PAMH, mnanueHTb
¢ CKB ® TpeBOXHO-ACIIPECCUBHBIMU PaCCTPOCTBAMK
(74,5%), 0COOEHHO C PEKYPPEHTHBIM [ICTPECCUBHBIM pac-
CTPOMCTBOM U JTUCTUMUEN, UMEIOT JOCTOBEPHO 0OJiee HU3KOe
KK (unpekc EQ-5D) no cpaBHEHMIO C OOJIbHBIMU 0€3 TICUXU-
yeckux paccrpoiicts [71]. B padote J. Saba u coaBrt. [72] oT™Me-
yeHo, uto nauueHTsl ¢ CKB B pemuccuu umenu 6osee BbICO-
KUl MmokasaTesib poJeBOTO 3MOLIMOHATBHOIO (YHKIIMOHUPO-
BaHUS U TICUXOJOTMYECKOTO 3M0POBbs Aaxke MO CPaBHEHUIO C
MOMYJSIUMOHHBIM KOHTPOJIEM B CBSI3M C TEM, YTO OHM TOCTO-
SIHHO HaOJIIOMAIOTCS Y Bpadyeil 1 UM CBOEBPEMEHHO MPOBOIM-
nach koppekums aenpeccun. N. Sutcliffe u coaBT. [73] co00-
IIMJIA, YTO BBICOKWIL YPOBEHb COLIMAIBHON TOMIEPKKHU OBLIT
cBs3aH ¢ myumum K2K, 3a uckimouenuem obaactu husnvecko-
ro GyHKUMOHMpPOBaHUSA. Haubosblas ynoBIeTBOPEHHOCTb
ManyeHTa MeIWIIMHCKOM TTOMOIIbI0 OblIa TakXke CBs3aHa
C JIYLLIMM OOUIUM COCTOSIHUEM 310POBbSI.

HapyweHus, BbISBNEHHbIE ¥ NALUEHTOB

C CUCTEMHOW KPacHOW BOJNIYAHKON

npu OLEHKE KAaYecTBa XU3HU

B uccnenoBanusx K. McElhone u coaBr. [44], A. Seawell
u coaBrT. [66], K. Gallop u coasr. [74], S. Cleanthous 1 COaBT.
[75] oOHapyxXeHbl cieaylollue HapylleHUs] y TaluueHTOB
¢ CKB:

1. Yemaaocmo u 6046

VYeranocth BeTpeuaercs: npakTuuecku B 80% citydaes.
OHa Bcerma conmpoBoXaaeTcs: GU3MIEeCKMMU U TICUXOJIOTHYIe-
CKUMU HapyIIeHUSIMU, BKITFOUAIOIIIUMU OOJTh B CYyCTaBaXx, JINX0-
panKy, TpeBOTY, IeTpecculo, IIoXoe KadecTBO cHa. CTereHb
aKTMBHOCTHU 3a00J1€BaHUsI, KaK MPABUJIO, HE KOPPETTUPYET C yC-
TayiocThio. B Gosbieit ctenenu ycranocts npu CKB accounu-
pyeTcs ¢ aenpeccueii, HapyleHUsIMU cHa U (hUOpOMUaITUeid.
MHoroakTopHblii CTaTUCTUYECKUI aHaIKU3, MPOBEIAEHHBIN
pPa3IMYHBIMU 3apyOCKHBIMU aBTOpaMM [75], a TakKe COTpy/-
Hukamu PI'BY «HUUP wum. B.A. Haconosoii» PAMH
(TA. JIucuupiHa 1 COAaBT.), WUTIOCTPUPYET, YTO TTEPBOCTETICH-
HOe 3HaueHue B (pOPMUPOBAHUYU CUMIITOMOB YCTAJIOCTH TIPU
CKB wurpaet nenpeccust. ConnraabHO-3KOHOMUYECKHE Tiepe-
MEHHbIe, TaK1e KaK OTCYTCTBHE JIMIHOTO CTPaXOBaHUSI, HU3-
KW YPOBEHb JIOXOJOB, COLMATBHOM MOMIEPKKHA U 0Opa3oBa-
HUSI, OBITM CBSI3aHBI ¢ OOJIBINEH BBIPasKEHHOCTBIO YCTAJIOCTH.
TMamuenTter ¢ CKB oTMeyaloT 10CTaTOYHO BBICOKWI YpOBEHb
0011, yCUJIMBAIOLIEHCSl TIPU 3HAYUTEJIbHOM (PU3UUECKOM Ha-
rpy3ke (MoabeMe MO JIECTHULE, MIMTEIbHOM MpeObIBaHUU
B TIOJIOKEHUU CTOS U UIMTENbHON TMPOTYIKe TEHIKOM).
Ilpu comocraBieHuu 00JM B cCycTaBaX M TPYIHOM KIIETKE,
y 601pHBIX CKB 1 MaimeHToB ¢ XpOHUYEeCKUMU OOJIIMU B CITH-
He B TIepBOM CJIydae OHa oKa3ajach OoJiee BEIpaXkeHHOU 1 To-
TpeGoBasia IprieMa OOJBINEr0 KOJIMYeCTBa METUKAMEHTOB.
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2. O6pa3 meaa (oueHka nauueHmom céoezo meaa u 60cC-
npusmus e2o opyumu)

Y MainmeHToB C KOXHBIMU TIPOSIBICHUSIMM BOJTYaHKMU,
a TaK>Ke HaxXomsIIIuXcs Ha JumnTeabHou Tepanuu 'K, mpusons-
el K BOSHUKHOBEHUIO OXXUpPeHUsT U cuHapoma Uitenko—Ky-
IIWHTA, pa3BUBAIOTCS HAPYIIECHNs, CBSI3aHHBIE C BOCITPUSITAEM
COOCTBEHHOTO TeJla.

3. Bozmoocnocms cnpasaamoca ¢ cumyayueil, cmpeccom,
amouuamu

YV nanuentoB ¢ CKB Bo3HUKaeT HapylleHUe ICUX0JI0TH~
yeckoro (hyHKIIMOHUPOBaHUSI, BbI3bIBAEMOE JeTpeccueii u ae-
MOpaJM3allieil BCIEACTBUE TOTO, YTO TMAIIMEHT U3-3a 00Je3HU
HE MOXKET 00Jiee BBIOTHSATH CBOIO COLIMATIBHYIO POJIb WJIN €CIIN
00JIC3HB JIMIIIACT €TO COIMATbHOI 3HAYMMOCTH, K KOTOPOil OH
MPUBBLIK. MeHBIIAs aKTUBHOCTH 3a00JIeBAHUST SIBJISIETCST TIPEIN -
KTOpOM JIY4YILETO TICHXOJOTUYECKOTO 3I0POBbS C MEHBIINM
CTPECCOM, C MEHbIIIel 3MOIMOHAIBHO-OPUEHTUPOBAHHOM
¥ OOJIbIIIei TIeJIeHAPaBIeHHOM CITOCOOHOCTBIO CITPABIISTHCS
C CUTyallvel, B TO BpeMsl KakK IIPEeAMKTOpaMu JTydIiero pusnde-
CcKOro (byHKIIMOHUPOBAHUS SIBJISIIOTCSI MEHBILIUM cTpecc 1 60-
Jiee MOJIOION BO3pacT MaiuMeHToB. [1pu BbICOKOI aKTUBHOCTH
3a0071eBaHUsI TPEAMKTOPAMM JIYUYLIETrO MCUXUIYECKOTO 3M0POBbsI
SIBJISIIOTCSI OOJIbIIIAs CTENIeHb 00Pa30BaHHOCTU U MEHbIIIAsl 9MO-
LIMOHATbHO-OPUEHTUPOBAHHAsA CIIOCOOHOCTb CIPaBISTHCS
¢ cutyauueii. JIBe TpeT MmarmeHToOB COOOIIMINA O TOM, YTO OHHU
HWCTIBITHIBAIOT SMOIIMOHAbHBIC TPYIHOCTU: THEB, pa3odyapoBa-
HUE, 00Uy, TPEBOTY, UMEIOT HU3KYIO CAMOOLICHKY.

4. Hapywenus ¢ cexcyaivhoi chepe

HccnenoBaHus, ory0IMKOBaHHbIE B T€UEHUE MOCTIEIHE-
TO JeCATUJIeTHsI, TTOKa3bIBaloT, uTo XeHIMHbI ¢ CKB umetor
3aHKEHHOE CeKcyaabHOe (DYHKIIMOHMPOBAaHUE U, KaK TIPaBH-
JIO, BO3IEPKMBAIOTCS OT CEKCYalbHOM NEsITETbHOCTU Yalle
(26%), yeMm 3n0poBbie XeHIMHBI (4%). Y nauuentok ¢ CKB
0oJiee YacTo BBISIBISIIOTCS TMHEKOJIOTMYECKHEe TPOOIeMbl, CHU-
JKEHHUE CeKCyaJbHOro (hyHKIIMOHUPOBaHUsI, Oojiee BbIpaskeH-
Hasl IeTPeCcCusl M HapyIlIeHUs, CBSI3aHHbBIE C BOCTIPUSITHEM CO0-
CTBEHHOTO TeJIa, TI0 CPaBHEHUIO C KOHTPOJIBHOI Tpyrmoii. Ts-
KeCTb 3a0o0JieBaHUS U IJIUTEIbHOCTb OOOCTPEHMSI Hapsiay
¢ Bo3pactoM, HU3kuM K2K ObLIM CBSI3aHBI C TIJIOXOi1 00111ei ce-
KCyallbHOM amanrtaiueit. B ucciegoBaHusIX MHTUMHBIX OTHO-
meHuit xeHuuubl ¢ CKB 0buin 6osiee CKIOHHBI paCKpbIBaTh
00111e CUMIITOMBI OOJIM M YCTAJIOCT CBOMM TTapTHEPaM-MyXK-
YypHaM, Hexeslu obcyXaaTb ¢ HUMU OoJjiee creluduueckue
CUMIITOMBI (HanpuMep, U3MEHeHHUsI B QYHKIUU ITOYEK U JTUXO-
paiKy).

5. Hee603M0McHOCHb NAGHUPOBAHUS

[ManeHTH COOOIIAMM, YTO OHU HE B COCTOSIHUM TIJIaHU-
poBaTh 3apaHee CBOE MPUCYTCTBUE HA MEPOMPUSITUSIX B CBI3U
¢ Hempenckasyemoctbio TeueHust CKB. HekoTtopeie 601bHBIC
ObUIM 00ECTIOKOEHBI TEM, YTO 3TUM OHU U30JUPYIOT cebsl B Oy-
IIYIIEM OT IMPUBBIYHOTO OOILIEHUSI.

6. IlpobGaemvt ¢ kapvepoii

B cBsi3u ¢ HerpenckazyeMOCThIO U TSKECThIo 3a00JIeBa-
HUST MHOTHE TIAIIMEHTHI BRIHYKICHBI OCTaBJISITh paboTy W/Min
MepeXoanTh Ha OoJiee JIeTKYI0, TeM CaMbIM Tepsisl TPUBBIYHBII
JIOXOI W yCyryOJsis 3MOLMOHAJbHbIE HapylleHUs. MoJjoabie
MalyeHTbl 00ECIIOKOEHbI TEM, UTO 0O0JIE3Hb SIBJISIETCST TIPETsIT-
CTBUEM K UX MTPoGheCCUOHATIBHOMY POCTY, OTHAKO MHOTHE Ta-
LIMEHTHI, MOKKAasl paboTy, UCIIBITHIBAIM YyBCTBO OOJETYCHUS
B CBSI3W C TeM, YTO OHM OOJIbIlIe HE SIBISIUCH OpeMeHeM It
KOJLIICT.

Takum obpazom, CKB cymectBeHHo yxynmaet K2K, cBs-
3aHHOE CO 310poBbheM. 3HaHUe HapymeHnii KXK y manneHToB
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¢ CKB Heob6xomnmMo cOBpeMEHHOMY PEBMATOJIOTY 10 HECKOJIb-
KUM MpUYUHAM:

1. Hactynuina spa HOBbIX, TeHHO-UHXXEHEPHbIX OMOJIO-
ruueckux niperapatoB ([MBIT), o koTopsix B Havane 70-x ro-
1oB XX B. MOTJIM TOJTbKO MEUTATh TaKe KOprder OTeUueCTBeH-
HOI peBMarojiornu, kak B.A. HacoHoBa, npekpacHO MOHU-
Masl, CKOJTb HECOBEPIIIEHHBI 1 TOTEHIIMATHHO OITAaCHBI TOPMO-
HaJIbHbIE MpenapaTbl U HUTOCTaTUKU. B KoHIle XX B. OCHOB-
HOI 3aj1aueli Bpaya-peBMaToJiora ObLI0 yBeJIMYeHUE BhIXKMBae-
MocTu 001bHBIX CKB, mpakTHuecku «110001i LIeHOM» ; MTOSIBJIsI-
JINCh BCE HOBBIE METOJIbI arpeCCUBHOM TEparuu ¢ UCIIOIb30Ba~
HueM cBepxBbicOKMX 103 ['K M LIMTOCTaTMKOB, MpUMEHEHME
KOTOPBIX TIPUBOIMIIO K KETaeMOMY PE3YJIBTaTy — YBEIUYCHUIO
MPOIOKUTEBHOCTU XKU3HU. [10004HbIe 3((PEeKThl «KIaccu-
yeckoi» Tepanuu CKB orleHUBaNINCh MOYTH BCET/Ia UCKITIOUH -
TeJIbHO B KIIMHUYECKOM TITaHe, 63 yueTa MX HeTaTUBHOTO BO3-
neiictBust Ha KOK GonbHbIX. Terneps B apceHasie peBmaToJiora
UMEIOTCST «TapreTHbIe» TIpernapaThl, HEIIOCPEIACTBEHHO BIIUSTIO-
mue Ha ocHoBhbl TatoreHe3a CKB (purykcuma0d, 6enmumyman),
KOTOPbIM HE CBOMCTBEHHbI 3HAUMTEJbHbIE MOBPEXIAIOLINE
a¢bdexThl (becmionne, oxXupeHue, 1MadeT, KaTapakTa, OCTeO-
Mopo3, MH(MEKIIMU, TOpakeHUE KeTyI0UHO-KUIIEYHOTO TpaK-
Ta u ap.). Buenpenue 'MBI1 B kommnekcHyto Tepanuio CKB,
BEpPOSITHO, TIO3BOJINT HE TOJbKO YBEIUYHUTH IMPOMOKUTEIb-
HOCTb XM3HU, HO U CAEJaTh 3Ty XXU3Hb 00Jiee TTOJHOIICHHOM
1 KOM(POPTHOI.

2. Mpunsrasa BO3 8 2001 ©. MexmyHapoaHast kinaccudu-
Karust (GyHKIIMOHUPOBAHUSI, OTPAHUUEHUN KU3HEIESATeTbHO-
cti 1 310poBbsi (MK®) [76] npusBaHa obecrieunTh YHUGbUKA-
LIMIO M OTIpe/ie/IeHNe PAMOK JIJIST OLIEHKY TTOKa3aTesieil 3MOPOBhsI
U TIoKa3aTesieil, CBSI3aHHBIX CO 310POBbEM, U B OJIMKalIIne
10 net moymkHa GBITH paccMoTpeHa 1 B Poccuiickoit Menepaiuu.

MK® sipnsiercst Kiaccubukaiyeil 3M10poBbsl U Bcex 00-
CTOSITENIBCTB, KOTOPbIE CBI3aHbl CO 3M0pOoBbeM. OHa MpUHSTA
OOH kak onHa U3 colMaJIbHBIX KIaccu(uUKalnii, Ha KOTOPYIO
CCBUTAIOTCS M B KOTOPO# peanusyroTcs «CTaHaapTHBIE MpaBU-
JIa IO CO3JAaHMIO PaBHBIX BOBMOXKHOCTEH JIJIST JIUII C OTpaHU4Ye-
HUSMU KU3HEACATEIbHOCTH» (YTBEPXKICHBI Ha 48-if ceccun
Tenepanbhoii accambien OOH 20 nexabpst 1993 ).

MK® BBOWT MOHSITHS 3M0POBBSI U TOKa3aTeseil, CBs-
3aHHBIX CO 3[0OPOBbEM. DTU TIOKA3aTeJIM OIMMCAHBI C TTO3UITNI
opraHu3Ma, MHAWBUIA U OOIIECTBA TTOCPEICTBOM JIBYX OCHOB-
HBIX TIEpEeYHEN:

— (yHKUMU U CTPYKTYphl opraHusmMa (Body);

— akTuBHOCTHU (Activity) u yyactus (Participation).

OTU TEPMUHBI PACHIUPSIOT BO3MOXHOCTHU KiIaccuuKa-
LIMH, TTO3BOJISISI ONKMCATh HE TOJBKO HEraTUBHBIN, HO U TMO3M-
TUBHBIN aCIIEKT.

MK® orkazanach OT KiacCH(PUKAIMU <«ITOCIEICTBUIA
6oJre3Hn» (Kak 310 6610 B MKH — MexknmyHapogHO HOMEH-
KJIaType HapylIeHUI, OTpaHUYEHHI KU3HEAEeITIbBHOCTH U CO-
LIMAJIbHOU HenocTaTouHOCTH). B Hell npemtoxeHa kinaccudu-
Kallnsl «COCTaBJISTIONINX 3M0POBbs». «COCTaBISIONINE 3M0PO-
BbsI» XapaKTePU3YIOT €r0 COCTOSTHUE, B TO BPEMsI KaK «ITOCJIe/I-
CTBUS 00JIe3HNW» KOHIIEHTPUPYIOT BHUMaHUE Ha HEraTUBHBIX
BJIMSIHUSIX, KOTOPbIE MOTYT OKa3bIBaTh 3a00JI€BaHUS U Ipyrue
HapylIeHUs 30pOBbsl Ha KOHEUYHbIN pe3yiabrar. B 2004 . pa3-
paboTaHbl CTaHIAPTHI JJIsI OLIEHKU TMaluMeHTOB ¢ PA ¢ 1ebio
MPUCBOCHHUSI UM MHBAJIUIHOCTH, Kyaa BOILUIM TPU OMPOCHUKA
KOK: AIMS2, HAQ u SF-36. B 2006 r. Hauaiach pa3paboTka
a”HamornuHbIx ctaHmaptoB it CKB [77]. Bynem HamesiTbes,
YTO YacTh M3 OMMCAHHBIX BhIIIe onpocHUKOB KOK manneHTOB
¢ CKB BoliyT B 9TV CTaHIAPTHI.
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