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Pe3rome. Y nyOmikanii mpeacraBiieHi Cy4acHi MigXoy J0 OLIHKH SKOCTi UTTs (1K) XBOopux Ha cucreMHui
yepBoHHH BoBuak (CUB) 1 KpUTHYHUIT aHANI3 METOIB OIIHKY aKTHBHOCTI 3aXBOPIOBAHHS, 3arajibHUAX Ta CIEIH(PIYHUX
ONUTYBAILHUKIB, SIKI HallOLIbII 00'€KTHBHO BiIOOpaXkaloTh cTaH XBoporo. [IpencraBnena myOumikallisi € HapaTHBHUM
orsimoM. Ilomyk AaHUX MPOBOAMIIM B 0a3i cratell y ramys3i MemuiHd i Oiojorii caiity PubMed HartionaigsHOro
ueHTpy Oiotexnosoriunoi iHpopmanii CIIA (NCBI) ta nomykosiii cucremi Google Scholar. Ananiz miteparypu
nokasas, mo CYUB ictorHo moripmye 10K mamienTiB. ¥ xBopux nHa CUB BH3HaYeHa OCHOBHA KIIIOYOBA Tpiaja mpooJem,
mo Bukimkae mnoripmeHas SDK — Btoma, Oinb 1 gemnpecis. KopucHicTs 3arajgpHuX onuTyBajibHHKIB mopo DK y
nanienTiB i3 CUB Bu3HauYeHa HE 7O KiHI[A, OJHAK OLIBIIICTh aBTOPIB B SKOCTI «30JI0TOTO CTAHIAPTY» PEKOMEHIYIOTh
BUKOPHCTOBYBATH 3arajbHUI omUTyBadbHUK — SF-36 (Banigu3oBanuii B Ykpaini). I3 60-tu ingekciB aktusaocti CUB
TIIBKHA T'STH MPOWIUTM BalIU3allif0 W IMIMPOKO BUKOPHCTOBYIOTHCS Y CBITOBIM MeAWYHIN JIiKyBaJbHIN 1 HayKOBiH
npaktuni. HaBeneni cremianbhi st CUB onurtyBanbHukM S10K € mocTaTHRO 4yTJIMBHM A0 JTaHOT HO30JIOTii, BOHH
3aiimMaloTh HeGaraTo yacy JUIsf BiAmoBifel. IX BUKOPHCTAHHS 3a€KUTh Bijl 3aMUTY MAIli€HTA i IiNeH, Ki BiH CTAaBUTH
nepen coboro (T2T). OnuryBampHUK Oyae e(EKTHBHHM, SKIIO HOTO paliOHAJBHO 3aCTOCYBaTH B KOXXKHOMY
KOHKPETHOMY BHIAJKy. 3HaHHsS 3MIiH pe3yJbTaTiB, MOBIJOMJIEHUX MAI[iEHTOM, IPOTH KJIIHIYHO 3HAYYNMX 3MiH Yy
nepebiry CUB, Mae BupilnanbHe 3HAYEHHS ISl YIPaBIiHHS XBOPOOOI0, CIPSIMOBAHOTO Ha IIEPCOHANI30BaHY MEIUIIHY.
BaxmiBo, 11100 onmuTyBaJIbHUK OyB BaJliIM30BaHMI 1 IIPHCTOCOBAHMH JI0 YMOB NEeBHOI KpaiHu. CrielianbHi ONUTyBaIb-
Hukn 1K xBopux Ha CUB noTpiOHO Bamian3yBatH B YKpaiHi.

Kiro4oBi ciioBa: cucTeMHMIA YepBOHUI BOBYAK, AKTUBHICTb, KICTh KUTTS, TUTATBHUKH.

Beryn. Cucremuwnii uepBonuii BoBuak (CUB) —
OIHE 3 HaWOUIbII BaKKUX ABTOIMYHHHX 3aXBOPIOBAHb
JIIO/IMHM, 110 BpaXkKae IMPAKTUYHO BCi OPraHU 1 CHCTEMH.
Cyuacna konnenuisi Treat to Target mpu CUB (T2T)
CIpsIMOBaHa Ha JIOCSITHEHHS JIOBOCTPOKOBOT
BIKMBAHOCTI, TIONEPEHKEHHS HE3BOPOTHUX YpakeHb
OpraHiB, TIONIMIICHHS SKOCTI JKHTTSA, MOB'SI3aHOI 31
3I0pOB'SIM, 3a paxXyHOK KOHTpoito aktuBHocTi CUB,
MiHIMi3alii MposBIB KOMOPOIZHMX 3aXBOPIOBaHb Ta
TOKCHUYHOCTI JIiKiB [3].

Ie cramo MOXIMBUM 3aBISIKH BIOCKOHAJIEHHIO
nmiarHocTnyHUX KputepiiB CUB, po3pobui iHaekciB
aKTHBHOCTI, TIOSIBI TEHHO-IH)KEHEPHUX OIOJIOTIYHHUX
npenaparis. Y 1985 p. Ha xoHdepenuii B TopoHTo,
MpUCBsiYeHIH mporHo3y y xBopux Ha CUB, Oyno
3a3HAYEHO, 110, KPiM AaKTUBHOCTI 3aXBOPIOBAHHS 1
CTYNEHS TOIIKO/DKEHHS OpraHiB, HEOOXIJIHO OI[IHIOBATH
y TakuX MauieHTiB sAKicTh kuTTs (S1K). OxHak Timbku y
2014 pomi OIliHKA SKOCTI JKHTTA CTaja OJHUM 3
ocHoBomnonoxaux npunnunis T2T npu CUB [23].

Sxicte xutTsa xBopux Ha CUB 3anumaerbcs
HWKYOIO BiJl MOIYJISMIHHOTO PiBHS, a B IMOPIBHSHHI 3
IHIIMMH peBMaTHYHUMH 3axBoproBaHHsMH SIJK xBOpHX
Ha CUB € onsiero 3 HaitHmkunx. Oninka BrumBy CUB Ha
SIK marnieHTiB € akTyaJbHOIO 1 BKIIFOYA€E B ceOe: OIHKY
aKTHMBHOCTI 3aXBOPIOBAHHS, ITOIIKO/PKEHHSI OpraHiB i
cucteM [2].

AXTHBHICTb 3aXBOPIOBaHHS Ta PIBEHb ypaXKEHHS
opraHiB oIiHO€e Jsikap. Di3MYHUN TepaneBT OLIHIOE
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(GYHKINIO YpaKCHUX OPraHiB i CUCTEM Ta SKICTh JKUTTS
namieHTa. SIKiCTh JKUTTS Malli€eHTa Ja€ 3MOry 1 JiiKkaplo, i
(i3UYHOMY TepaneBTy IepcoHi(iKyBaTH JIIKyBaJIbHHNA
MpoIec. 3aBASKH OI[HIN SKOCTI XHUTTA € MOMJIUBICTh
OILIIHUTH Talli€HTa HITICHO, 3 YPaxXyBaHHSM HE TUIbKH
KIIHIYHOTO CTaHy, a ¥ eMOI[IfHOrO Ta MCHXIYHOTO
Onmaromoiyd4us, a TaKOoX  COIIaJbHO-CKOHOMIYHUX
YUHHUKIB. 1[e BaXIMBO TaKOX 3 MO3MIINA TypOOTH PO
BHOIp  TEpameBTHYHOTO  JIKyBaHHSA.  3IiHiCHEHHS
arpecuBHOTO JIIKyBaHHS 3MEHIIYE AKTHBHICTh
3aXBOPIOBaHHS a00 piBEHb YpPakKeHHS OpPraHiB, INPOTE
nmo0iuHi eeKTH BILIMBAIOTh HA CAMOMOYYTTS ITallieHTa i
(YHKIIOHYBaHHS B CIMEHHOMY JKHMTTI Ta Ha poOOTIi, y
pe3yjibpTaTi  dOro BHUHHMKAE PU3UK  HEJIOTPUMAaHHS
pexomenmamiii yikaps. Ominka SDK xBoporo ma CUB
MOJIETIIye  TUIAaHYBaHHs  OpraHizamii  Jnormsgy  3a
MamieHTaMu Ta 3a0e3MeUYeHHs] HaJeKHUX CTOCYHKIB MiX
jmikapeM, (I3UYHAM TEparneBTOM, eproTepaneBToOM i
MAIIEHTOM.

BcraHoBIeHI KIIIOUOBI MapaMeTpH, MIO iCTOTHO
noripurytots SIK y xBopux Ha CUB: HeBU3HaYeHICTH 200
HerependauyBaHiCTh mepediry 1 BiJaieHOro MpOTHO3Y
3aXBOPIOBAaHHS, €MOLINHI TpPYyJQHOINI, TOB'I3aHi 3
MIEPCIIEKTUBOI0 Kap'epd ab0 MOXKJIMBOI BTpAaTH JIOXOAY,
3MiHa 30BHIIIHOCTI Ta HACHIOKH TOPMOHAJIBHOI,
IUTOCTATUYHOI Ta OloJjoriyHoi Tepamii, MOpYIIEHHS
mam’siTi ¥ KOHIEHTpalii yBaru, 3ajeXHICTh BiJ 1HIIHX
Jrozied 1 cTpax rmiaHyBaHHs ciM'i [10].
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Merta [OCHiTKEHHSI: TIPEICTaBUTH CydacHi
ITiTXO/IU JIO OIIIHKM SIKOCTI )HTTA XBopux Ha CUB i matu

KPUTHYHWIA  aHAIi3 METOMIB  OIIIHKH  AKTHBHOCTI
3aXBOPIOBaHH, 3arajbHUX Ta crieru(piuHUX
OTHUTYBAJILHUKIB, SIK1 HAKOLIBII 00'€KTHBHO
BiJJOOpaXkaroTh CTaH XBOPOTO.

Marepianun i METOIH. [Ipencranena

nyOikalisi € HapaTUBHUM orisiioM. llomyk maHux
MPOBOAMJIMA B 0a3i crareidl y ramy3i MeAUIMHA 1 OioJorii
cairty PubMed HamionansHoro LUEHTPY
Oiotexnosoriynoi  ingopmamii CIHIA (NCBI) Ta
momykoBiid cuctemi Google Scholar. o ormsamy Oymu
BKJTIIOUEHI TOBHOTEKCTOBI CTaTTi, Y SKMX HaBeJCHI Ta
npoananizoBani Meromu ominku K y xBopux Ha CUB.
I[Momyk y ©6a3i PubMed mnpoBomuiu 3a TaKuMHU
KIIOYOBUMH CJIOBaMH: «systemic lupus erythematosusy,
«health-related quality of life», «quality of life», «disease
activity index for lupus », «Physical activity», «Rehabili-
tation», «Physiotherapy», «Physical therapy».

Pe3ynbTaTn nociaigkeHHs Ta iX 00roBopeHHs.
Ouinka akrtuBHocti CUB. OcoOmuBuii  iHTEpec
BUKIHKae 3B'130K MK SIK ta aktuBnicTio CUB. Ouinka
aKTHBHOCTI 3aXBOPIOBAaHHS 31HCHIOETHCS 32 JOIIOMOTOIO
PI3HUX IHIEKCIB, KUIBKICTh SKUX csAra€ Onu3pko 60-TH,
OJTHAaK TINBKU M'ATh iHAEKciB akTuBHOCTI CUB mpoinuu
BaJiIM3allil0 Ta IIMPOKO BHUKOPUCTOBYIOTHCS Y CBITOBIH
MeAWYHIA JiKyBanbHii i HaykoBiii mpaktumi: SLE Dis-
ease Activity Index (SLEDAI)( Inmexkc axTtuBHOCTI
CUB); Systemic Lupus Activity Measure (SLAM)
(Cryminp aktuBHOCTI BoBYaka); European Consensus
Lupus Activity Measurement (ECLAM) (€Bponeiicbkuii
KOHCeHcyc BUMiptoBaHHs1 aktuBHOcTi CUB); Lupus Ac-
tivity Index (LAI) (Inmexc akruBHOCTI BoBuaka); Classic
British Isles Lupus Assessment Group Index (Classic
BILAG Index) (KiacuuHuii iHIEKC Tpynd OIIHIOBaHHS
BOBYaKa Ha bpuTaHchbkux octpoBax) [1; 2].

HatinonmpeHinmmM 3 HAX € iHJCKC aKTHBHOCTI
3axBoptoBanHss SLEDAI, 3a momoMororo  SKoro
OIIHIOIOTh 3arajbHy AaKTHBHICTh. lledl IHIEKC OI[IHKU
3araJbHOI aKTHBHOCTI 3aXBOPIOBaHHS OYB pO3pOOIICHUH y
1985 p. B TopoHTO Ha OCHOBI 3allOBHEHHSI aHKET, IO
BKIIOYaroTh 37 KiiHiyHUX o3Hak CUB. MakcumanabHO
MoxximBe 3HadeHHst SLEDAI cranoBute 105 Gamis. 3a
ingmekcoM SLEDAI  BHINIAIOTE HACTYIHI  CTYIEHI
aktuBHOCTI CUB: Hemae aktuBHocTi (SLEDAI 0 6anis),
Hu3bka aktuBHicTH (SLEDAI 1-5 0aniB), cepenHiii
cryniab aktuBHOCTI (SLEDAI 6-10 06ainiB), BHCOKa
cryniab aktuBHOCTI (SLEDAI 11-19 GamiB) i myxe
Bucoka crymiHb aktuBHOCTi (SLEDAI > 20 O6aunis).
36inbmenHs SLEDAI mixx nBoma Bisutamu Ha 3-12 Ganis
TPaKTY€eThCS SIK TIOMipHE 3arOCTPEHHs, OLIbII HiXK Ha 12
OamiB — sk Baxke 3aroctpenHs CUB. VY nanumii wac
LIMPOKO BUKOPHCTOBYIOTHCS TpH Mojuikarii iHIeKkcy
SLEDAI: SLEDAI 2000, SELENA-SLEDAI, Mex-
SLEDAL

SLEDAI 2000 (SLEDAI 2K). ¥V ueii ingexc
BHeceHi: mpoTeinypis> 0,5 1/7100., WKipHI BUCHUIIAHHS,
ajionenis, BHUPa3KH CIM30BHX OOOJNIOHOK. Jlo3Bouisie
BpPaxoBYBaTH IEPCHCTYIOYY aKTUBHICTb, Y TOW 4ac sK
SLEDAI BpaxoBye TiJIbKd BUHUKHEHHS 200 PEIUIUB I[UX
O3HaK.

SELENA-SLEDAI. MonudikoBanuii y 2005

pomi. Ilepembavae: ypakeHHS YCpETHUX  HEPBIB,
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HasBHICTh IUICBPUTY a00 TNEPHKAPAUTY, IiJBUIICHHS
npoteinypii Ha 0,5 1/m00. BpaxoBye summie mpu il
BHHUKHEHHI TpoTsiroM 10 1HiB.

Mex-SLEDAI. Po3po6nennii 'y 1992 pomi B
mepury 4epry Uil BUKOPHUCTaHHS B KpaiHax, IO
PO3BHBAIOTHCS, Yepe3 TPYAHOLI[ BHU3HAYEHHS DiBHS
antutin go JJHK 1 xoMmnoHeHTiB koMIuleMeHTy. Bin
Bkitouae 13 o3Hak 3amicTe 24: ypakeHHs HEpBOBOI
CHUCTEMH, HUPOK, IIKIPH 1 CIM30BHX OOOJIOHOK, BAaCKYIIIT,
reMOJIi3, TPOMOOIMTONECHIS, MIO3HMT, apTPUT, CEPO3WUT,
rapsidka, BTOMa, JICUKOMEHis 1 JiMdoneHis. 3HaYeHHS
Mex-SLEDAI moxe komuBatuch Big 0 mo 32 OGaumis.
[NokazHuk < 2 GaniB MoKa3ye HEAKTUBHE 3aXBOPIOBAHHS,
Bil 2 10 5 — MOXIHMBY aKTHUBHICTb, > 5 0aliB — SBHY
aKTHBHICTh 3axBoproBaHHs. Lle# iHAekc i B maHuWil yac
aKTHBHO BUKOPHCTOBYETHCS B JIATHHOAMEPHKAHCHKHUX
KpaiHax Jjisi Bu3HaueHHs aktuBHOCTI CUB.

[poiBmm omnutyBanHs 580 xBopux Ha CUB
Kernder i criBaBT. mpoLTIOCTPYBaJIX 3B'I30K MiXK SIKICTIO
nmormoMory xBopuM Ha CUB, akTUBHICTIO 3aXBOPIOBAHHS,
IIKO/IOI0, TOB’s3aHOI0 13 3axBoproBaHHsM Ta SDK, i
BBa)KAIOTh, III0 BpaxXyBaHHS IUX MMapaMeTpiB Moxe OyTH
XOPOIIMM IAXOAOM JUIS TOKpAIIeHHS pe3yJbTaTiB
nikyBaHHs narienTis i3 CUB [9; 19].

CrTymiHb ypasKeHHSI OpraHiB OIlIHIOEThCS 13
sacrocyBanHsM iHmekciB SLICC Ta ACR (IHmekc
nomkopkeHHst Systemic Lupus International Collaborat-
ing Clinics and American Collage of Rheumatology,
MinapoaHa cmiBopars KIIHIK CHCTEMHOI'O BOBYaKa i
aMEpUKaHCHKOTO KOJISIDKY peBmarouiorii) [13].

IIpobnemnu (¢pyHkunionyBanus Ta
JKUTTEMISAIBHOCTI Yy XBopux Ha CUB, mo BILIMBAaOTHL
na SIK. YV ¢yHKUiOHYyBaHHI Ta JKUTTEIISUIBHOCTI Yy
xBopux Ha CUB BH3Ha4YeHi HACTyNHI MPOOIEeMH: BTOMA i
Oifb;, TOpPYIICHHS CHPUHHATTA o00pa3y Tina (oIiHKa

MaI[ieHTOM  CBOTO  TijNa);  3HMDKCHa  MOMIIUBICTh
CIIPABIATHCA 3 CHTYalli€f0, CTPECOM, EMOIIiSIMH;
MOPYIICHHS B CEKCyalbHiH cdepi; HEMOXKIUBICTh

IJIAaHYBaHHS,; Ipo0IeMu 3 Kap'eporo [5].

Bmoma i 6ine. Broma 3ycTpidaeTbCsl IPaKTHYHO
y 80 % BunankiB y xBopux Ha CUB. Bona 3aBxmau
CYNPOBOIXKYEThCS  (DIBMYHUMH 1 NICHXOJIOTIYHUMHU
MOPYIIEHHSIMH, 10 BKJIIOYAIOTh OLIb y cynio0ax,
TPHUBOTY, Jempecito, moraHy skictb cHy. CrymiHb
aKTMBHOCTI 3aXBOPIOBAHHS, SK INPaBUIIO, HE KOPEIIOE 3
BTOMOI0. binbioro mipoto Bromy npu CUB noB's3yrots 3
JIETIpeci€lo, TMOpYUIEHHSIMH CHY 1 QiOpomiainrieto.
Bararodaxkropauii cTaTHCTHMYHMI aHami3 IOKa3aB, MIO
MepuioYyeproBe 3HaueHHsT B (OPMYBaHHI CHUMIITOMIB
Bromu npu CUB Bimirpae nemnpecis [6]. CormianbHo-
€KOHOMIYHI 3MiHHM, Taki $K BIJICYTHICTH OCOOHCTOTO
CTpaxyBaHHs, HH3bKHH pIBEHb JOXOMIB, COIIaJbHOT
miATpUMKK OynaM TOB'si3aHi 3 OLIBLIOID  BHPA3HICTIO
Bromu. [lamientn 3 CUB BiA3HaualoTh TOCHUTH BUCOKHI
CTyIiHb OOJI0, IO TIOCHJIIOETHCS TIPU 3HAYHOMY
¢izuuHOMY HaBaHTaXeHHI (migiiomMi 1Mo  cxomax,
TpHUBaJIOMY TepeOyBaHHI B IIOJIOXKEHHI CTOSYM 1 TPUBATIH
MPOTYJISHIN MiMKK). btk y cynmo6ax i rpyaHii KIITII y
xBopux CYUB Bumarae mnpuiloMy OUIBIIOI KUIBKOCTI
Me/IMKaMEHTIB.

Topywenns cnputinamms obpaszy mina (oyinka
nayiecumom ceoco mina). Y mamiedtiB 3 CUB e
pI3HOMaHITHI IIKIPHI TIPOSBH, KpiM TOTO, TpUBaJa
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Tepamisi  IIIOKOKOPTUKOCTEPOiJaMH  MPHU3BOMUTH 10
BUHUKHEHHS OXHpiHHS 1 cuHapoMy Inenko-Kymnmnra,
PO3BHBAIOTECSl TIOPYILICHHS, ITOB'SI3aHI 31 CIPHHHATTAM
BJIACHOTO Tijia, iHOAI e Tepeaye pO3BUTKY Jerpecii [7;
17].

Hemooicnugicmo  cnpaeisimuca 3 cumyayiero,
cmpecom, emoyismu. Y mnamienTie i3 CUB BuHHKae
MOPYIICHHSI TICUXOJIOTIYHOTO  (DYHKIIOHYBaHHS, SIKE
BUKJIMKAETHCS JICTIPECIEI0 BHACHINOK TOTO, IO MAI[i€EHT
yepe3 XBOpOOy HE MOXe OibIle BHKOHYBAaTH CBOIO
COIlAJIbHY pPOJIb ab0 SAKIIO0 XBOpoOa mo30aBisge ioro
comiaNbHOI 3HaYyIOCTI, A0 sikoi BiH 3BuK [10; 18].

Topywenns 6 cexcyanvhiil cghepi. J1oCimKeHHS,
OMyOJIiKOBaHI  MPOTITOM  OCTAHHBOTO  JIECATHIIITTS,
MoKa3yroTh, MmO kiHKK 3 CUB Maiore 3aHMXEeHY
CeKcyanbHy (YHKIIIO 1, SIK NMPaBHJIO, YTPUMYIOTHCS Bif
CeKcyalbHOI akTHBHOCTI uactime (26 %), HiX 370poBi
xiHkn (4 %). Y mamiertok 3 CUB Oinpmr  yacto
BUSIBISIIOTBCSL  TIHEKOJNOTIYHI MPOOIEMH, 3HUKYETHCS
ceKcyabHe (PYyHKIIIOHYBaHHS, OLTBIN BUPaXKeHa JIEMpecis
1 IOpYIIEHHS, TIOB's13aHi 31 CIIPUHHSTTAM CBOTO Tina [14;
18].

Hemooicnugicmo  naamyeanuss ma npoonemu 3
kap'eporo. TlallieHTH MOBIIOMJISUTH, IO BOHH HE B 3MO31
TUTaHYBaTH 3a3JlaJIeTiJib CBOIO MPHCYTHICTh Ha 3aX0Aax y
3B'SI3Ky 3 HemepenbauyBaHicTio mepebiry CUB. [leski
XBOpi Oynu cTypOOBaHI THM, IIO I[MM BOHH 130JIIOIOTH
cebe y MaiiOyTHROMY BiJ 3BUYHOTO CIUIKyBaHHs. barato
MAIEHTIB 3MYIIEH] 3ajJMIIaTd poboTy /a0 MepexoauTH
Ha OLIBII JICTKY, THM CAMHUM BTPAYarOud 3BUYHHUHA JAOXiH 1
MOCUJIIOIOYM  eMoliiHi  mopymeHHs  [20].  Momogai
namieHTH cTypOOBaHi THM, IO XBOpOOa MEPEIIKOHKAE
npodeciiHOMy  pOCTy, OmHAK OaraTo  TMAIli€HTIB,
3aJIMIIAI04U POOOTY, IEPEKUBAIN TTOUYTTS HOJETIIEHHS Y
3B'SI3KY 3 TUM, III0 BOHH OLJIbIlie HE € TSArapeM JJisi Kojer
[13].

Buxopucrasmmu MIOTIepeYHHH J3aitH
nmociimpkeHast y 104 xinok i3 CUB aBTOpu mokasaiu, 1o
aKTUBHICTL 3aXBOPIOBAHHS, CTYIiHB BTOMH,

MICUXOJIOTIYHA 3aXBOPIOBAaHICT, Ta oOpa3 Tina Oyiau
moB'sizani 3 yciMa oOmactamu  SDK. Ilpu  npomy

TICUXOJIOTIYHA 3aXBOPIOBAHICTh Ta AKTUBHICTH
3aXBOPIOBAHHS CYTTEBO BIUIMBAIM Ha CIPHAHSATTS
marjieHTkaMu obpasy tina [17].

Xapakrepucruka NUTATbHUKIB, o

BUKOPUCTOBYIOThbcsl 1 ouninkn 7K y xBopmx Ha
CYB. Ockinbku 0JJHAM 3 OCHOBHHX NPHHIMIIIB (Di3U4HOT
Tepanii € MaIieHTOIEHTPUYHICTD, CJIiJI BpPaXOBYBAaTH
3alUT TMAallieHTa 1 CTBOPHTH aJIeKBaTHY IpOrpamy
¢izuunoi Tepamii. [IpoBIBIIM ONUTYBaHHS SKOCTI KUTTS
xBopux Ha CUB, mMu 3MokeMO OTpuMaTH 00’ €KTHBHY
ominky #oro SDK, mo momomolke B Tpolieci Teparii.
OCHOBHUM IHCTPYMEHTOM JUISt «KUTBKICHOTOY
BU3HAYEHHS SIKOCTI XKHUTTS € ONMUTYBAJIbHUKH, 110 MICTAThH
Uiy HU3KY 3alluTaHb, BIANOBIAAIOYM HAa SIKI JIFOAMHA
MaKCHMaJIbHO IIOBHO TMofa€ iHQOpMaIliio mNpo pi3Hi
CTOPOHM CBOTO JKHUTTA 4YHM CTaH 370poB's. Lle poOuTh
OIIIHKY SIKOCTI XHTTS JOCHTH TOYHOO.

3arasioM yci HasiBHI Ha CHOTO/IHI OITUTYBaJIbHUKU
MO)KHA PO3MOMUIHTH 3a chenudivHicTIO, 00'eMOM,
moOyIOBOI0 Ta CHOCOOOM aHami3y pe3yibTaTiB, 3a
PECIOHJICHTOM, CIOcO0OM oTpuMaHHs iHpopMarii. 3a
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cnenuiuHICTIO ONUTYBAJBHUKU TOAUISIOTh Ha 3aralibHi
Ta cneun@iuHi. 3araibHi OMUTYBaJIBHUKH 3aCTOCOBYIOTh
JUISL OL[IHKH SIKOCTi YKUTTS SIK y 3JJOPOBHX JIFOZICH, TaK i B
JMoAed 3 PIBHUMH  3aXBOPIOBaHHSMH.  3arajibHi
ONUTYBAJILHUKN HEAOCTATHHO YyTJIMBI MPH 3aCTOCYBaHHI
JI0 KOHKPETHOi HO30JI0TiuHOi omuHumi. Kpim ToroO,
pe3yibTaTd  JOCITIDKCHHS MOXYTh 3MIHIOBATHCH IIiJ
BIUIUBOM (pakTopiB, He MOB'A3aHUX i3 XBOpPOOOIO, MIO
nocaimkyersest. Came TOMY U1l BUBUSHHS SIKOCTI JKUTTS
pu KOHKPETHUX HO30JIOTTYHHX OJIMHUIISIX
BUKOPUCTOBYIOTH clielM(idHi ONMUTYBAILHUKH.

VY naHiil cTarTi 3yNMHUMOCH Ha 3arajbHUX Ta
cnenu(piuHIX ONMHUTYBAIBHHUKAX, 110 BUKOPUCTOBYIOTHCS Y
xBopux Ha CUB y KIIiHIYHIA NpaKkTUI[l Ta HAyKOBHX
JIOCITI JUKEHHSIX..

Jlo 3arapHUX OMUTYBaJBHUKIB, SIKi HaiyacTiIIe
3aCTOCOBYIOTBCS JUISl OIIIHKU SIKOCTI KUTTsI, HAJIEXKATh: 1.
Medical Outcomes Study 36-Item Short-Form Health
Status (SF-36); 2. Medical Outcomes Survey-Short Form
20 (SF-20); 3. EuroQoL-5D, Quality of Life Index; 4.
QOLS (Quality of life scale); 5. World Health Organiza-
tion Quality of Life- Bref (WHOQol-Bref); 6. MHAQ
(Modified Health Assessment Questionnaire); 7. Sickness
Impact Profile (SIP); 8. The Sickness Impact Profile,
McMaster Health Index Questionnaire; 9. Nottingham
Health Profile, General Health Rating Index; 10.
locmitanena mkana tpuBorm 1 nenpecii (HADS); 11.
[IIxana orminku crymeHto Bromu (Fatigue Assessment
Scale (FAS).

Henomnixom 3araJbHUX OIUTYBAJILHUKIB
BB2)KAETHCS HEMOXJIMBICTh OI[IHUTH BIUIUB CHUMIITOMIB
OKpEeMHX 3axBOpIOBaHb Ha TmokazHuku K, ToOTO
HEIOCTaTHS YyTIIMBICTh PH KOHKPETHIH HO30IIOT1i.

Cepen  3arajJbHUX ONHWTYBAJIbHUKIB SIK Y
3JI0POBUX JIFOJIEH, TaK 1 IIPH 3aXBOPIOBAHHIX HalvacTile
BUKOPUCTOBYIOTh KOpomKy ¢hopmy SF-36, sixa npoiinuia
Bamiu3aitito B Ykpaini [4], a rpyma SLICC (Systemic
Lupus International Collaborating Clinics Group) y
1997 p. nns BuBuenHs K y xBopux Ha CUB B sikoCTI
«30JI0TOTO CTaHAAPTY» peKoMeHTyBajia
BUKOPHUCTOBYBaTH 3arajJibHUi omuTyBajdbHUK — SF-36
[15]. ¥Yci 36 myHKTIB ONMMTYyBaJIbHUKA 3TPYIIOBaHi y BiCiM
mKan: QisuyHe (YHKIIOHYBaHHS, pPOJIbOBA y4acTh, OLIb,
3araJibHe  3JI0POB’S,  JKUTTE3JATHICTh,  COI[iaJIbHE
(YHKIIOHYBaHHS, EMOLIHUI CTaH 1 IICUXiYHE 370pOB’sl.
[Toka3HUKN KOKHOI IIKanu BapiroroTh MK 1 i 100, me
100 — namieHT TOBHICTIO 310poBWH. Bci mikamu
GbopMyIOTh J1Ba IIOKa3HUKH: TMCHXi4HEe 1 (i3uuHe
Onaromnonyyuys. Pe3ynbraTy mpeACTaBIsIOTHCS Y BUIIISI
OIIIHOK y Oamax 3a 8 IIKajamH, SIKi CKJIaJeHI TaKuM
YHMHOM, IO OLIBII BHUCOKA OIlIHKA BKa3ye Ha OLIBII
Bucokuii pienb SIK. Kopotka ¢opma SF-36 y 2004 p.
pexomenmoBana  J.Schiffenbauer 1 cmiBaBT. 1O
BUKOPHUCTaHHS B KIIHIYHUX JOCHIIKESHHSIX JUISA OI[IHKU
K y xBopux CUB [20].

SF-20 — ue cxopoueHa Bepcisi onuTyBaHHs SF-
36, mictute 20 THUTaHb, PO3IUICHUX HAa 6 JIOMEHIB.
OnwurtyBanus Tpuae 5 xB. OriHroe (iuuHe, poOIBHOBE,
comianbHe  (YHKIIOHYBaHHS, IICUXIYHE  3/I0pOB'S,
CHPUHHATTSA 370pOB'S Ta OuIb. Binbll BHCOKa OLHKA
BKa3ye Ha Kpalyil piBeHb SIKOCTI KUTTSL.
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Anxema EQ-5D Bxitoyae 5 mMTaHb ILIOJ0
MOOLTBHOCTI, JOTJIAAY 32 COOO0, 3BUYHUX 3aHATH, OOJIO
Ta Jerpecii, 4acTo BUKOPHUCTOBYETHCS [UISl OLIIHKU
3araJbHOTO CTaHy 3JI0POB'sl, XapaKTEPU3YETHCS XOPOLIOO
JIOCTOBIPHICTIO Ta HaifHICTIO, ONMUTYBaHHS TpUBaE 2—5
xB. OI[HIOE PYXJIMBICTh, AOTJIAA 3a CO0OM0, 3BUYAMHI
3aHATTS, OLb 1 Jenpecito. Bkl BUCOKa OI[IHKA BKa3ye
Ha Kpaiuii piBeHs K.

WHOQOL vy nosHi#i #oro Bepcii (WHQORL-
100) mictute 100 muTaHb, TONI SIK CKOpOYEHA BEPCis
(BREF), ska wacrile BHKOPHCTOBYETBCS, BKIIOYAE 26
nutanb. WHOQOL-BREF Bumiproe Taki chepu sSKocTi

KUTTS: (i3UYHE 370pOB's, IICUXOJIOTIUYHE 3/I0pPOB'S,
COIlaJIbHI BiTHOCHHH Ta HABKOJIUIITHE CEPEIOBHIIIC.
Bizyanona ananoczosa wkana (VAS) -

Bi3yaJbHUN IHCTPYMEHT, III0 BUKOPHUCTOBYE aHAJIOTOBY
mkany 100 MM, Ha skii namieHT (i JKap) NMO3HAYa€e
BEPTUKAJIBHOIO JIHIEID IOJOKEHHS, IO BiAMOBiAae

IHTEHCHBHOCTI  OI[IHIOBAHOTO  sBUINA.  Pe3yibTar
BUMIPIOETECSA  Bil IMOYATKOBOI TOYKMA INKAIH  JO
3a3HAYEHOI IMO3UIIii.

Tocnimansna wkana mpueocu i Oenpecii
(HADS). TocnitanpHa 1mkana TpPUBOTH 1 jgenpecii

(Hospital Anxiety and Depression Scale) po3po0iieHa st
BUSIBJICHHSI Ta OI[IHKY PiBHSI TPHBOTH 1 Jienpecii B yMoBax
3araybHOMeIMYHOI npakTuku. [llkana cxiamaerscs i3 14
sanurtadb. Hemapui nurtanns (1, 3, 5, 7, 9, 11) cknagaroth
IiIIIKaTy TpuBOTH, a mapHi (2, 4, 6, 8, 10, 12, 14) -
migmkany genpecii. Ha KkoxHe NHTaHHS € YOTHPH
BapiaHTH BIiJNOBIMi, SKI BiOOpa)xalOTh BHPAKEHICThH
03HAaK 1 KOIYIOTBCSI BIAMOBIJHO JI0 HAPOCTAHHS BAXKKOCTI
cumrtoMiB Bix 0 (BimcyTHi) 1o 3 (MakCUMaiabHO BUpa-
xeHi). Cymy OaJiiB miIpaxoBYETHCSI OKPEMO JJISI ITi IIIKa-
JM TPUBOTH 1 JJIsl MiAMIKaIM aenpecii. Buaumsaiors Taki
MeXi cymMH OauiB st KoxkHOI mikanu: 0-7 6aiiB — HOpMa;
8-10 OamiB — CyOKJIIHIYHO BUpakeHa TpUBOTa YH Jie-
npecist; 11 OamiB i OiIbIIe — KIIHIYHO BUpakeHa TPUBOTA
yn genpecis. lllkama Mae BHCOKY IMCKIMMIHAHTHY
BaJIiHICTh IIOJI0 ABOX PO3MLIIB: TPUBOTH 1 Iempecii.

[epeBary AaHOi METOAWKH MOJSTAIOTH y TIPO-
CTOTI 3aCTOCYBaHHS Ta OOpPOOKM IaHHX, IO AA€ 3MOTY
BUKOPHCTOBYBAaTH I B 3araJlbHOCOMAaTH4YHIM IpaKTHUIIi
JUIsE TIEPBUHHOTO BUSBIIGHHSI TPUBOTH Ta Jernpecii y
T €HTIB.

IlIkana ouinku cmynento emomu (Fatigue As-
sessment Scale (FAS)). Cxnagaetbes i3 10 3amuTaHb.
[T's1Te MUTaHb Bim0OpaXxaroTh (i3MYHY BTOMY Ta 5 TUTAHb
(mutanHs 3 1 6-9) ncuxiyHy BTOMy. BinmoBigp Ha KOXHE
MUTaHHS TOBUHHA OYTH TOAaHa, HABITh SKIIO Ha LEH
MOMEHT y JIIOJMHU HeMae XOoaHuX ckapr. OIHKH Ha
sanutadHs 4 1 10 cmix nepekoaysatu (1 =5,2 =4, 3 =3,
4 = 2, 5 = 1) 3aranpHa oninka FAS wmoxe Oytu
poO3paxoBaHa IUIAXOM ITiICYMOBYBaHHs OasiB 3a BciMa
MUTaHHIMU (TIepekooBaHui Oan st 3anutanb 4 ta 10).
3aranmpHa oriHkKa craHoBuTh Big 10 g0 50. 3aranbHuii
noka3Huk FAS <22 mnokasye BiZICyTHICTh BTOMH, OLlIHKa
>22 O3Hauae HasBHICTh BTOMHU. Bupaxena
CTOMJITIOBAHICTh: MOKa3HUK FAS > 35.

Cneuianoni onumyeanvHuku. Y JIaHUN 4yac s
ouinku K y mamientiB 3 CUB 3acTocoByeThCsl BiciM
BaliM30BaHUX  omuTyBadbHMKIB: SLE  Symptom
checklist (SSC) (Ilepemix cumnromie CUB); SLE-
specific Quality of Life questionnaire (SLE-QoL)
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(Crnietpiunnii onuTyBaJbHUK sIKOCTI XUTTs ipu CUB);
SLE Quality of Life Questionnaire (L-QoL)
(OnutyBansHuK sxocTi kutTs mpu CUB); Lupus Quality
of Life (LUP-QoL) (OnutyBajgbHUK SIKOCTI JKHTTS TPH
CUB); Patient-Reported Outcomes in Systemic Lupus
Erythematosus (LupusPRO) (Ilincymku maimieHTiB 3
CUB); Lupus Quality of Life (LupusQoL)
(OnuryBanbauK sikocTi xuTTs pu CUB); Simple Meas-
ure of Impact of Lupus Erythematosus in Youngsters
(SMILEY) (ITpocti 3acobu BrutuBy CUB y mosoi).

SLE Symptom checklist — ueii onuTyBaJbHUK
HE € CIIPaBXKHIM IHCTpyMeHTOM s BuMiptoBanus SIKI13
y xBopux Ha CUB, Tak sK MiICTHTh JHIIEe MEPeTiK
cUMIITOMIB 3axBopioBanHs. OmuryBansHuk SLE Symp-
tom checklist Bkmiouae B cebe 38 cumnTomis CUB,
nop'szannx 3 K 1 gjikyBamHsm CUB. Cummnromu
OIIIHIOIOTHCS MAIIEHTAMH 1 JIKapsSMU 32 YOTHPHUOAIHHOIO
1IKanoro, ae «0» € HallKpalM CTaHOM 3JI0pPOB'A, a «4» —
Hairipumm. BanignzoBanuii y 2003 p. B Hinepnanaax, y
2007 pori mpoBezieHa HOro KyJbTypHa 1 MOBHA aarnTaIlis
B bpaznii.

SLE-QoL — 1mocTaTHhO YyTIMBHHA 1 J03BOJISE
OIIIHATH KITIHIYHO MIiHIMaJbHO 3HAYYNI BIAMIHHOCTI.
Mictuth 40 muTanb, mo o6’emaHani y 6 mkan: Physical
Functioning (¢izuuHoro QyHKUIiOHYyBaHHS), activities
(misuteHOCTi). SLE Symptoms (cumntom CUB), treatment
(;rikyBanHsT), mood (Hactpiit), self-image (cnpuitHATTS
BJIACHOTO 00pa3y). OMUTYBaHHS TPUBA€ MEHII HDK 5 XB.
Kinpkicts 0ani Bix 40 mo 280. Bkl BUCOKa KiNBKICTH
0aniB Bkasye Ha ripumi nmokasuuk SDK. Ilpu orminmi B
JIOCIIJDKEHH], y SIKOMY IPOBOAMJIM HOTO MOPIBHSHHS 3

ormutyBanbHUKOM SF-36, Oyna BusiBIeHa HHU3bKa
KOpeJslisi MO 3aMiHHOCTI INKal, Y 3BI3KY 3 LM
PO3pOOHUKH OITUTYBAJIbHUKA PEKOMEHIYIOTh
BUKOPHCTOBYBaTH  HOro B  SIKOCTI  JIOJJATKOBOTO

inctpymenty mns ominku SDKII3. OwmiHtoerbes 3a 7-
0aJBHOIO IIKAJIO, IPU I[LOMY ITIAPO3JIH MAIOTh Pi3HI
3HAQYEHHsS, y TOMY UYHCI BIiI «HE CKJIAAHO» JO
«HAJ3BUYaWHO CKJIAJHO», Bl «HE 30BCIM» [0
«HAI3BUYAaHHO CKIIAZHO», 1 BiJl «30BCIM HE» N0 «IyXKe
yacTo». 3arajbHUi paxyHOK craHoBuTh Bix 40 mo 280
OaxiB, OLTBII BHCOKMH CBiquuTH mnpo ripmry SDK.
OnuTyBajgbHUK 3allOBHIOETHCS B HMHCHMOBOMY BHIJISII
MpoTAroM 5 XB. Bamigu3oBaHO aHTIJHCHKOIO MOBOIO B
2005 p. y Ciaranypi. ¥ 2007 p BiH IpOHIIOB KYJIBTYpHY i
MoBHY aaanTanito B Kurai, y 2010 p. — B Bpa3zuuii.
L-QoL — onutyBaHHS TpHUBa€ MEHIIE 5 XB.
Mictuth 25 nurtanb, mo o0'enHani y 3 mkamu: 1. Self-
Care (camooOcimyroByBanHs). 2. Fatigue (Broma). 3.
Emotional Reactions (emoriiiHi peakuii). OnuTyBaibHUK
3aCHOBAHUI Ha TOCTYJATI mpo Te, mo K 3a1exuTh Big
MOJJIMBOCTI M 3JaTHOCTI JIFOJeH 3aJ0BOJIGHSTH CBOI
norpedu. [IuTaHHs NO3BOJSIOTH OI[IHIOBATH 3arajbHUM
BB CUB i moB's3anoro 3 Hewo JikyBaHHsA Ha SIDK
narieHTa. CKIaaeThes 3 25 MUTaHb, PO3NOAUICHUX Y TPH
mIKanu: paxyHok Bix 0 mo 25 GaiiB, OiIbII BUCOKUI Oan
o3Havae Tipmry SI0K. 3amoBHIOETBCSA TPOTITOM S5 XB.
BamimuzoBanmit 'y 2008 poui y BenukoOpuranii.
Kinpkicte 6aniB Big 0 mo 25. Binbln BUCOKa KiNBKICTH
OaxiB Bkaszye Ha ripmmid mokazHuk SDK. [Ipu nepBuHHIN
BaJiIuM3alii ONHUTYBaJbHUKA IPOJAEMOHCTPOBAHI HOTO
HAJIHICTh 1 JOCTOBIPHICTH, OMHAK MOTPIOHE IOAATKOBE
TECTyBaHHS, 00 MiATBEpAUTH AaHi pe3ynbratd. Kpim
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TOrO, HE MPOBOJMJIMCS BU3HAYCHHS YYTJIMBOCTI 1
TECTYBaHHSl OINUTYBAIFHHKA Yy XBOPHUX 3 BHCOKOIO
aktuBHiCTIO CUB, 1m0 HEOOXiMHO TpPH BHKOPUCTAHHI
HOro st OIIHKM TPOBENCHOI Teparlii B MDKHApPOIHHUX
KITIHIYHHUX JOCII PKEHHSIX.

LUP-QoL — ctBopenuii y 2006 poui mis
MAIi€HTIB 3 JIETKOK 1  CEPeAHBOI0  AKTHBHICTIO
3axBoptoBaHHA. [loka3zaB  Xopoumly  HamidHICTH i
BiITBOPIOBAHICTh, MpPOTE€ B MJaHUH 4Yac y KIIHIYHHX
nocmipkeHHsx SIXKII3 He 3acTOCOBYETHCS, OCKUIBKH HE
MIPOBEJIEHa HOTO OCTATOYHA BaJIiAN3allisl.

LupusPRO — 0OyB po3poOiicHHII Ha OCHOBI
BIATyKIB Ta OCTaTO4YHOI OIiHKM manieHtamu i3 CUB y
aMEpPHKAaHCBKOTO  HACelIeHHs  PI3HOTO  ETHIYHOTO

MOXOJKeHHST Ta OyJb-sikoi craTi. Mictuth 43 muTaHHS,
mo o0'eqnani y 12 mkan: 1. Cumnromu CUB. 2. Tepamnis
CUB. 3. Ili3naBampHi 3ami0HOcTi. 4. PemnpomykTuBHa
¢ynkuis. 5. ®iznyne 3mopos's. 6. EMoriiiHe 310poB's.
7. Xurreszgataict. 8. O0pa3 Tina. 9. SIKiCTh KUTTS, HE
nop's3aHa 31 3mopoB'sm. 10. Baxkamns 1 mim. 11.
MosxmuBicTe Bropatucs 3 cutyaiieo. 12. ComianbHa
migTpuMKa. SIK BUJHO, IIEH OMUTYBAJIBHUK OLIHIOE SKICTh
JKUTTS, MOB'I3aHy 1 HE MOB'I3aHy 31 310poB'siM. OHAK He
BCTaHOBJICHO, YU OXOIUTIOE ONUTYBAJIBHUK BCE KOJIO
npobiem mnamientiB 3 CUB. 3a pmanmmu M. Jolly i
CIIBaBT. iCHY€ XOPOIINI B3a€MO3B'SI30K OIIMTYBAJIbHHUKA 3
iHnekcoM akTUBHOCTI BILAG, mpu 11boMy HE 3a3HAYCHO
B3aeMoBIUBy 3 iHgekcoM SELENA-SLEDAI Tta BII
SLICC / ACR. Orintoetses B 6amax Big 0 go 100; uum
Bunie Oan, TuM kpaumii nokazHuk SK. Ouinka 3aiimae
Oinbme 10 XB. AHKeTa BpaxoBy€ 3MiHH, 0 BUHUKAIOTh Yy
yaci. BiH BBakaeTbcs AIHCHUM 1 HAagIHHUM IHCTPYMEHT
JUTs OIiHKHM marfienTiB i3 CUB [8].

LupusQoL po3pobnenuii y BenukoOpuraHnii.
Jlana ankeTa ckianaerbes 3 34 nutadb. [IuTaHHS B CBOIO
4yepry HOAUISIOTECS Ha 8 aomeHiB (OiokiB): "®dizuunHe
3M0poB's" CKIIamaeThes 3 8 murtaHb, "biap" — 3 3 nHTaHB,
"IlnanyBanns" — 3 3 nurasp, "[HTUMHI cTOCYHKH" — 3 2
nuTaHb, "Tsrap, M0 HaKIamaeTbes Ha iHmUX " — 3 3
MUTaHb (CIIPUHHATTS MAI[IEHTOM TATapsi, SIKMH BiH HA/a€
Onu3pKuM oMy noasMm), "EmomiliHe 3mopoB's" — 3 6
nuTtanb, "OOpaz Ttina" — 3 5 mnuTaHb (COPUHHATTS
MalieHToM BIUHBY, 0 unHUThcs CUB Ha #oro
30BHIIIHICTH 1 puBabmuBicTh), "Broma" — 3 4 muTas.
BiamoBinl  BIANOBINAKOTE  II'ATHOAJIBLHOIO  IIKAJIOKO
Jlaiikepra: 0 — mocTiiino, 1 — Maibke 3aBkau, 2 — JOCHTH
yacto, 3 — 3pinka, 4 — wmikomu. Orminka SDK HaOysae
3Hauenns Big 0 mo 100, e 100 onTuManbHe 3HAYEHHS, a
0 — maiiripmie. LupusQoL nmepexitanenuii Ha 77 MOB s
BUKOpHCTaHHs B 51 kpaini [22].

SMILEY — npusHauenuii st ouwinku SDKII3 y
nmiteit 3 CUB. Slkmo muThHa BIiKOM 10 7 POKIB,
ONMTYBAJIBHUK 3AIIOBHIOIOTH OAThKH [12].

BucHoBKH. AHami3 JiTepaTypd I0Ka3aB, IO
CYB icrorHo moripmye SIXK mamieHTiB. Y XBOpuX Ha
CUB Ha mincTtaBi OaraThboX JIOCHIPKEHb BH3Ha4YeHa
OCHOBHA KIIO4OBa Tpiama mnpoOiem (BToma, Outh i
JieTpecisi), o BUKIMKae noripmenss SK.

Henomnixom 3araJbHUX OIUTYBAJILHUKIB
BB2)KAETHCSl HENOCTATHS YYTIMBICTb TPU KOHKPETHIH
Ho3zoorii. KoprCHICTh 3arajJbHUX ONMUTYBAIBHUKIB MO0
SK y namientiB i3 CUB Bu3HauYeHa He JO KIiHIIA, OJHAK
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OinbiricTs aBTopiB st BuBueHHs SDK y xBopux Ha CUB
B SIKOCTI  «30JIOTOTO  CTaHAAPTY» PEKOMEHIYIOTh
BUKOPHUCTOBYBaTH 3arajbHUi omuTyBajdbHUK — SF-36
(Baumiu30BaHuUi B YKpaiHi).

Icnye 3B's30k Mk 1K Ta aktuHicTio CUB,
X0o4ya BIH TAaKOXX BHU3HAYeHWM He 10 KiHug. I3 60-tu
ingexciB  aktuBHocTi CUB Tinbku m'aTh mpoinuio
BaJiIM3allil0 1 IIMPOKO BUKOPHCTOBYIOTHCS y CBITOBIi
MEAWYHIH JIKyBaJIbHIN 1 HAYKOBIH MPAKTHILI.
CrinpauM Juisi crierdivanx omutyBanbHUKIB DK mpu
CUB € Te, 110 Bci HaBeJIeHI ONUTYBAIBHUKU € JJOCTATHBO
YyTJIUBUM JO JTAaHOT HO30JIOTII, BOHM 3aiMaioTh 5-10 XB.
yacy I BINNOBiMEH 1 KOXHHUM TMaIlieHT Moxe 0e3
CTOPOHHBOT JIONOMOTH JaTH BiATOBi/b. IX BUKOpUCTaHHS
3aJIeKHUTH BiJl 3aIIUTY MAIli€HTa 1 IiJIeH, SKi BIH CTAaBUThH
nepen cobor (T2T). V mux Bumazkax IOUIIBHUM OyIe
BukopuctanHss LupusPRO. Y SLE-QoL O6inbie
3BEpPTaEThsi yBara Ha (i3uuHe (QYHKIIOHYBaHHS,
JIKyBaHHsI, HACTPiH, CIPUUHATTS BIACHOTO oOpasy, y L-
QoL — Ha caMO000CITyroByBaHHS, BTOMY, E€MOIIiiHI
peaxitii, y Lupus QoL — ¢izudne 310poB's, Oiib, IHTUMHI
CTOCYHKH, €MOIIifiHe 310pOB's, 00pa3 Tiia, BToMy. Jleski
ONUTYBAIGHUKH  3aCTOCOBYIOTH IPH  HHU3BKOMY 1
cepeanboMy iHzekci akTuBHOCTI — LUP-QoL, iHmm — npu
BHCOKOMY. A B TaKOMY ONUTYBalbHUKY sIK LupusPRO He
3a3HaueHO B3aeMOBILTHBY 3 iHAekcoM SELENA-SLEDAI
ta BII SLICC / ACR. Tobro omnuTyBaJbHUK Oyne
e(EeKTUBHUM, SIKIIO IPABUIBHO HOTO 3aCTOCYBAaTH.

3HaHHS 3MIH  pe3yJbTaTiB, IOBIIOMIICHHX
MAIi€HTOM, IIPOTU KJIIHIYHO 3HAYYMIMX 3MiH y mepeOliry
CUB, wMmae BupimiajgbHe 3HAYEHHS /IS YIPABJIIHHS
XBOpPOOOI,  CIIPSIMOBAHOTO  Ha  IEPCOHANI30BaHY
MeauimHy. BaxsmBy pois B ominni S0K xBopux na CUB
BiJlirpae Mu3aiiH TOCHTiHKEHHSI.

BaxxmiBo, mo0 onuTyBaJbHUK OYyB Baulian30Ba-
HUM 1 TPHCTOCOBAaHMH 11O YMOB TEBHOI KpaiHH.
Crerianbhi onurtyBaieHuku DK xBopux Ha CUB mo-
TpiOHO BasTiM3yBaTH B Y KpaiHi.
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Pesrome. B  nyOnmkanum — mpejcTaBlieHBI
COBpeMEeHHbIe TOAX0 bl K oneHke kadectBa (KXK) xuzuu
OONIBHBIX CUCTEMHOH KpacHo# Boxuankoi (CKB) u
KPUTHYCCKHI aHAJW3 METOMOB OICHKH aKTUBHOCTH
3a0oseBaHus, OOUMX W CHenu(UYECKHX OINPOCHUKOB,
KOTOpble Haubojee OOBEKTHBHO OTPAKAIOT COCTOSIHUE
OonpHOrO. [IpencraBneHHass myOIUKamusl — SIBISETCS
HappaTUBHBIM 0030poM. [TOMCK JaHHBIX TPOBOIWIH B
0aze crareil B 00JacTM MEIUNMHBI U OHOJNOTHU caiTa
PubMed HamponanbHOro neHTpa OMOTEXHOJIOTHYECKOM
napopmanmu CIIHA (NCBI) u mnouckoBodi cucreme
Google Scholar. Ananu3 auteparypsl nokasan, uto CKB
cymectBeHHO yxyamaeT KK marueHToB. Y OONBHBIX
ompejesieHa OCHOBHas KJIIOYeBas TpHaga mpoOlieMm,
Be3bIBatonmx yxyaureane KX — ycramocts, 0onb u
nenpeccusi. [loxesnocts obumx ompocHukoB no KK y
nanueHToB ¢ CKB ompeneneHa He 10 KOHIIA, OJHAKO
OOJIBIIMHCTBO ~ aBTOPOB B KAauyeCTBE  «30JIOTOrO
CTaHIApTa»  PEKOMEHAYIOT  HCIONB30BaTh  OOLIMit
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onpocHuK — SF-36 (Baymmmu3upoBaHHbI B YKpaune). 13
60-tu uanexcos akTuBHOCTH CKB TONBKO IATH MPOILIH
BAIMAM3AIMI0 M IIUPOKO HCIOJIB3YIOTCS B MHMPOBOM
MEIUIIMHCKOW  JIedeOHOH W HAay4YHOW  IpaKTHKE.
[Ipusenennsle crernuansable A1 CKB onpochuku KK
JIOCTaTOYHO YYBCTBUTEJIBHBI K TAHHON HO30JIOTHM, OHU
3aHMMAalOT HEMHOTO BpeMEHHM JjIs OoTBeToB. Mx
HCIOJIF30BaHUE 3aBUCHUT OT 3aIlpoca MalueHTa U IeneH,
KoTopele OH crtaBuT nepen coboit (T2T). OnpocHux
Oyznet 3 (HEeKTUBHBIM, €CITH €r0 MPAaBUIBHO IPUMEHUTH B
KOKIOM KOHKPETHOM cllyyae. 3HaHHE HW3MEHEHUN
pe3yjbTaToB,  COOOIIEHHBIX  MAallMEeHTOM,  IPOTUB
KIMHUYECKH 3HAuuMBIX u3MeHeHuil B Teuenuun CKB,
MMEET pelaroliee 3HaueHue JUIsl YIpaBieHus! 00JIe3HBIO,
HaIpaBJICHHOTO Ha MNEPCOHATM3UPOBAHHYIO MEAUINHY.
BaxHo, 4TOOBI ONPOCHWK OBUT BaIWIU30BaH |
MIPUCIIOCOOJIEH K YCIOBUSIM OIPE/CICHHOW CTpaHbI.
Crenmansuble onpocHukr KK GonpHeix CKB Hy)HO
BaJIMAU3UPOBATh Y KpanHe.

KuarwueBbie c¢jaoBa: CUCTCMHas KpacHas
BOJIYaHKa, aKTUBHOCTb, KaU€CTBO KM3HH, OIIPOCHUKU.
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Abstract. Systemic lupus erythematosus (SLE)
is one of the most serious human autoimmune diseases,
affecting almost all organs and systems. The quality of
life of patients with SLE remains lower than the popula-
tion level. Thanks to the assessment of quality of life, the
patient can be assessed holistically, taking into account
emotional and mental well-being, as well as socio-
economic factors. Assessing the QOL of a patient with
SLE facilitates the planning of patient care and ensuring
an appropriate relationship between physician, physical
therapist, occupational therapist, and patient.
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The publication presents modern approaches to
assessing the quality of life (QL) of patients with system-
ic lupus erythematosus (SLE) and critical analysis of
methods for assessing disease activity, general and spe-
cific questionnaires that most objectively reflect the pa-
tient's condition. The presented publication is a narrative
review. The data were searched in a database of articles
in the field of medicine and biology at the PubMed Na-
tional Center for Biotechnology Information (NCBI) and
the Google Scholar Search Engine. The analysis of the
literature showed that SLE significantly worsens patients'
QL. The main key triad of problems that cause worsening
of QL has been identified in SLE patients - fatigue, pain,
and depression. The usefulness of common QL question-
naires in patients with SLE are not fully studied, but most
authors recommend the use of a common questionnaire -
SF-36 (validated in Ukraine) as a "gold standard".
Among 60 activity indexes of SLE, only five have been
validated and are widely used in the world of medical
treatment and scientific practice - SLE Disease Activity
Index (SLEDAI); Systemic Lupus Activity Measure
(SLAM); European Consensus Lupus Activity Measure-
ment (ECLAM); Lupus Activity Index (LAI); Classic
British Isles Lupus Assessment Group Index (Classic
BILAG Index). These special for SLE QL questionnaires
are sufficiently sensitive to this nosology, and take a short
time to respond. Their use depends on the patient's re-
quest and the goals he or she sets (T2T — treat to target).
In these cases, it would be advisable to use LupusPRO.
In SLE-QoL more attention is paid to physical function-
ing, treatment, mood, self-image, in L-QoL - to self-care,
fatigue, emotional reactions, in Lupus QoL - physical
health, pain, intimate relationships, emotional health,
body image, fatigue. Some questionnaires are used at low
and medium activity index - LUP-QoL, others - at high.
And in a questionnaire like LupusPRO, does not mention
of the SELENA-SLEDAI index and the SLICC / ACR
VP.

The questionnaire will be effective if applied ra-
tionally in each case. Awareness of the change in results,
reported by the patient, about clinically relevant changes
in the course of SLE, is critical to managing a personal-
ized illness. It is important that the questionnaire is vali-
dated and adapted to the specific country. Special QL
questionnaires for SLE patients need to be validated in
Ukraine.

Keywords: systemic lupus erythematosus
(SLE), activity, quality of life (QL), questionnaires.
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