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Pezrome

KoHTekeT M aKTyaJIbHOCTh. B cTaThe ocBeleHa npobiieMa TMarHOCTUKKA KauecTBa
JKU3HU y MMAIUCHTOB C MepBUYHBIMU UMMYyHOAepumuramu ([T 1) — reHerrnueckumu
HapyIIEHUSIMH UMMYHHUTETA, XapaKTCPU3YIOIIUMUCS IePEeKTaMU MEXaHHU3MOB HM-
MYHHOH 3amuThl. MiccrenoBanus kadecTBa )xu3Hu y nanueHToB ¢ [TN]] HeoO6xoaumMbl
JUIS yX0Jia 32 MalUeHTaMu, TIOHUMaHUS IICHXOCOMATHYECKUX aCIIEKTOB TCUCHHS ATHX
3200JIeBaHUI ¥ BBISIBJICHHSI OCHOBHBIX TP00JIeM co 310poBbeM nanueHToB. Llesn. Le-
JBI0 MCCIICAOBAHUS SBJSUIACh pa3paboTka pycckosizbraHoro I[TH]I-cnieruduunoro
OTIPOCHUKA KadecTBa KU3HU. MeToabl M MaTepuaibl. [IpencTaBieHs MaTepralIbl HC-
CJIeTOBaHMs, COCTOSIBIIIETO U3 2 3TAIOB, MOJIYYeHHBIX Ha BeIOOpKe OonbHbIX [TH]]. Ha
nepBoM dtane (N = 39) npuHsIM y4acTHe PECIOHICHTHI B Bo3pacTe oT 12 no 60 ner
(M = 34,8), u3 xotopbix 22 ObUIH KEHCKOTO TM0JIa; Ha BTOpoM dTame (N = 56) — B
Bo3pacte oT 16 10 60 ner (M = 34,4), u3 kotopeix 16 — skeHckoro mosa. Mcnoms3o-
BaJIMCh aBTOpCKast MeToiuka «KadecTBO JKU3HH MAIlMEHTOB C IEPBUYHBIM UIMMYHO/Ie-
dunmTom» (KK TTUM), mkana tpeBoru A. beka (BAI), onpocHuKk kadecTBa »KU3HU
SF-36 (Short Form Medical Outcomes Study). Pe3yabrarsl. [lonyueHHble pe3yiib-
TaThl Jaf0T BO3MOXKHOCTH TOBOPUTH O TOM, YTO MOTYT OBITH HCITOJIB30BaHBI 5 U3 8
IIKaJ OMPOCHUKA, 3 MIKaIbl TPEOYIOT MOMOTHUTEIbHOU npoBepkH. [IpuBoasTcs cBu-
JIETEeIIbCTBA HAJICKHOCTH, KOHCTPYKTHOW M KPUTEPHAIBLHON BATUIHOCTH METOJIHKHU
KoK TTA/T.
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Abstract

Context and relevance. The article highlights the problem of diagnosing the quality
of life in patients with primary immunodeficiency (PID), genetic disorders of immun-
ity characterized by defects in immune defense mechanisms. Quality-of-Life studies
in patients with PID are necessary for patient care, understanding the psychosomatic
aspects of the course of these diseases and identifying the main health problems of
patients. Objective. The aim of the study was to develop a Russian-language PID-
specific Quality-of-Life questionnaire. Methods and materials. The materials of a
study consisting of 2 stages obtained from a sample of patients with PID are presented.
In the first stage (n = 39), respondents aged 12 to 60 years (M = 34.8) participated, of
which 22 were female; in the second stage (n = 56) — aged 16 to 60 years (M = 34.4),
of which 16 were female. The author's methodology “Quality of Life of patients with
primary immunodeficiency” (QL PID), the A. Beck anxiety scale (BAI), the SF-36 qual-
ity of life questionnaire (Short Form Medical Outcomes Study) were used. Results. The
results obtained make it possible to say that 5 of the 8 scales of the questionnaire can
be used, 3 scales require additional verification. The evidence of reliability, design and
criteria validity of the QL PID technique is presented.

Keywords: quality of life, primary immunodeficiency, questionnaire development,
health psychology
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BBenenue

[TepBuunbtii ummyHoaeduut (ITMJ) — »T0 penkas u Majaou3ydeHHasl Jake CIECIHUATUCTaAMU
B 00J1aCTH MMMYHOJIOTHH TpyTina 3aboneBanuii. Beaeacreue atoro nmanuentsl ¢ [TW]] crankuBaroTcs
CO MHOECTBEHHBIMHU CIIOKHOCTAMH, HAYMHASL OT IOCTAHOBKM JMAarHo3a 1 3aKaH4MBas MOJy4eHUEM
a/IeKBaTHOTO JieueHus. 3apyOeKHbIE MCCIEI0BaHUs MOKA3bIBAIOT, YTO YJIyYIIEHHE OCBEIOMIICHHO-
CTH 0 3200JIeBaHUU, CBOCBPEMEHHAS TUATHOCTHKA U BBEJICHUE 3aMECTUTEIHbHON HMMYHOTJIO0YTHHO-
BOM TepanuM MPUBEIIM HA JTAHHBI MOMEHT K CYHIECTBEHHOMY YBEJIWYECHHUIO MPOIOJIKUTEIIBHOCTH
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»kn3HU nanueHToB ¢ [IM/]. BakHbIM acrieKToM MCCIeAOBaHUM TeueHUs 3a00JIeBaHus, IOMUMO CTa-
TUCTUKHU 3200JIEBAEMOCTH, CMEPTHOCTU M PEUUIUBUPYEMOCTH MH(DEKINH, CTaJ0 KA4eCTBO KU3HU
(K2K). CBennenns 0 kKauecTBE KM3HU SBIIIOTCS TTOKazaresneM () (PEeKTUBHOCTH JICUCHHS, MOTYT MPE/I-
CKa3bIBaTh JalbHEHIIee TedeHUE OO0JIC3HM, COCTOSHHC MAllMCHTA, a TAKXKE IO3BOJISIOT BBIIBUTH
cdepsl KU3HH MaleHTa, TpeOyonue BHUMaHus 1 moMornu (Mracsa u ap., 2023).

HeJ’IL HACTOALICTO UCCIEA0BAHMS 3aKI0YaCTCA B CO3AaHNN AUATrHOCTUYCCKOIroO MHCTPYMEHTA JJI1
OIICHKH Ka4YCCTBA JXU3HU Yy NAHUCHTOB C ICPBUYHBIMU I/IMMYHOILC(I)I/II_II/ITaMI/I.

[TepBuunbie ummyHoaeduiuTel (ITMJ]) — rpynma u3 6onee yem 450 HO30JIOTHIA, BPOXKICHHEIE,
0OBIYHO HacllelyeMble HapyILIEHUsI UMMYHHUTETA, 00yCIIOBJIEHHbIE T€HETUUECKOW HEZJOCTATOUHOCTBIO
TOTO WJIK MHOTI'O 3B€HA MMMYHHOW CUCTEMBI, XapaKTEPU3YIOIINECS PAaHHUM Ha4aJIoM, IIPOrPECCUPY-
IOLUIMM TEYEHHUEM U BOCIPOU3BOAMMBIMU JabopaTopHbIMU AaHHbIMU. Hanbonee pacrpocTpaHeH-
HeIMU TiposiBieHusIME [IW]] SBISIOTCS peUUAMBHUPYIOUINE W TPOTEKAIOIIUNE B TDKENOH (opme
uHeKMKu 0akTepuaibHOM, BUPYCHOM MM I'PUOKOBOM 3THOJIOTHM; ayTOUMMYHHBIE 3a00JI€BaHUs, a
TaK)K€ TOBBIIIEHHbIE PUCKU Pa3BUTHUS 3JI0KAUECTBEHHBIX OHKOJIOIMUECKUX MpolieccoB (JlaTeimena,

2019).

Camyto MHOrO4McIIeHHY0 Ipyniy cpeau naunentos ¢ [TN]] cocrapnstor mauuentsl ¢ [TU/] ¢ npe-
UMYIIECTBEHHBIM HapyllleHHeM cuHTe3a aHntuteln (6osee 50% ot Beex nanuentoB ¢ [11]]). Baytpu
9TOH rpynIbl HanboJee pacpoCTpaHEHHBIMHU ABJSIFOTCA cinenytonte Gopmer [TN[: OBUH (O6mas
BapuabesbHasi UMMYHHAasi HEIOCTaTOYHOCTh), X-CLEIIEHHasi araMMario0yIMHEeMus], ay TOCOMHO-pe-
[IECCHBHAsI araMMarjioOyJIuHEeMHUsI, CEJIEKTUBHBINA [gA nedunurt, HapyleHne CHHTe3a crernuduye-
cKux antuten, gepuut noaknaccoB IgG (IlepBuunbie UMMYHOACPUIUTEL. .., 2022).

ITpu mocratouHo OOJIBIION BapuaTUBHOCTH nposBieHuii [T/ (anneprudeckue, ayTOMMMYHHBIE,
OoponxuanbHble U JIOP nnpexkunn, nHeBMOHUH, OTUTHI, cuHYCcUThI, HHpekuuu XKKT (3rTepokonur),
KOXHbIe HHPEKINUU, TPOMOOIIUTONIEHUS, 9K3eMa, UyBCTBUTEIILHOCTH K SHTEPOBUPYCAM, M UX OCIOXK-
HEHUsI B BUJIE MEHUHTOZHIIEPaAINTA, CKICPOAEPMHUHN U JIEPMATOMHO3UTA, TPOTPECCUPYIONIEH MO3-
’KEUKOBOW aTaKCHH, a TaK)Ke BBICOKUX PUCKOB OHKOJOrHueckux mpoieccoB) (Kouaparenko, 2005),
JUTst OOJIBIIIEH YacTH MAIMEHTOB OJHUM U3 OCHOBHBIX BHOB TEPAIUH SIBJISICTCS 3aMECTUTEIbHAS Te-
panus UMMyHOTIIOO0yIMHOM YenoBeka (I[lepBuunbie UMMYHOAEDUIUTHL. .., 2022), ¢ Y4eM BO MHOTOM
CBsI3aH 00pa3 )KU3HU MAIUEHTOB U WX OMM3KuX. B cuimy cnenuduuHocTy Teuenns 3a001eBaHus U €ro
Tepanuu 3a paMKaMU JaHHOTO HCCJEJIOBAHMS OKa3bIBAIOTCS NAlMEHThl ¢ BapuaHtom [IMJ[ —
HaCJIEACTBEHHBIN aHTHOHEBPOTHUYECKUHN OTEK, 1EPEKT B CUCTEME KOMIIEMEHTA.

CBoeBpeMeHHasl IMarHOCTUKA M MOAXOMASIIAs TEPanus ¢ KaXJIbIM TOJAOM Bce Oonbliie mpuOIu-
YKAKOT MPOAOJIKUTEIIBHOCTh KU3HU manueHToB ¢ [IM]/] k cpeHei mo nomyiasiinum, a TakkKe MOJ0XKH-
TenpHO BiusitoT Ha KOK marnumeHToB, cokpaiias 4acToTy pelianBOB COMYTCTBYIOIIUX 3a00J€BaHUA,
KOJIMYECTBO CUMITTOMOB H TTO3BOJIsIS 00€CTIEUNTh HOpMalbHOE (PYHKITMOHUpPOBaHKE B oOiecTe (J1a-
ThieBa, 2019).

Hccneooeanua kauecmea HCUSHU Y nAUUEHMO06 C NEPEUUHbIMU ummyuo&et[muumamu

Poccuiickue nccnenoanust KK y manmenton ¢ [T/l Ha qaHHBI MOMEHT KpailHE PEIKH, OJTHAKO
B MHPOBOI IIPAaKTHKE BEAyTCs Takue HayyHble paboTsl (Peshko et al., 2019).

Ilo cpaBHEHUIO CO 310POBBIMM JETHBMH M B3POCIBIMH, a TAKXKE IO CPABHEHUIO C MALMEHTAMHU C
JIPYTMMH XPOHUYECKUMU 3a00JIeBaHUSAMHU (TaKMMHU, KaK caxapHbIi AualeT, cep/ieuHas Hel0CTaTou-
HOCTb, PEBMAaTOUIHBIN apTPUT, U Ap.), nanuenTtsl ¢ [11/] coobuaoT o 3HaYnTEIHHO 60JIee HU3KOM
00IIeM COCTOSIHM CBOETO 3[J0POBBS MPH O0JIee BHICOKMX MOKA3aTeNsIX YaCTOThl TOCIUTAIU3AlUN 1
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IIOBBIILICHHOM OTI'paHUYCHHUN (1)I/I3I/I‘ICCKOI\/'I, IIKOJILHOH U COHH&HBHOﬁ AKTUBHOCTH, a TaK>XK€ OLICHH-
BatoT cBoe obmiee KK mmke (Gardulf et al., 2004; Jiang, Torgerson, Ayars, 2015; Kuburovic et al.,
2014; Mozaffari et al., 2006; Peshko et al., 2019; Soresina, 2009; Tabolli et al., 2014).

[ectunernee nonruTioaHoe uccineaopanue C. Tabommm, mpoBeIeHHOE Ha MaMeHTaxX ¢ OOIUM
BapHuabenbHBIM IMMYHOZAePHUIUTOM TOKa3ano, uto KK 3TuxX manueHToB MEHsIIOCh C TEYEHUEM Bpe-
MCHH, B TCUCHUC 6 et MCXKIOY nepBoﬁ M OKOHYATEIIBHOMI OLICHKaMH OBLII0 OTMEUEHO 3HAYNUTEILHOE
CHIDKEHHE OaljIoB, CBA3aHHBIX C TEJIECHON 00JIbI0, OOIMM COCTOSIHUEM 3[I0POBbS, OTPAaHUYCHUSIMU
Hn3-3a OMOIIMOHAJIBHBIX npo6neM " OI'paHUYCHUSIMU B (1)I/ISI/I‘ICCKOM 1 COMaJIbHOM (1)}’HKI_II/IOHI/Ip0Ba-
Huu (Jiang, Torgerson, Ayars, 2015; Tabolli et al., 2014). OcobGeHHO MOMYEPKUBACT Ba’KHOCTb
OLCHKH KX tot (1)8.KT, YTO 3TO UCCICAOBAHHUC II0OKA3ajJ10, YTO HA OTHOCHUTEIbHBII PHUCK CMCPTH IIallr-
enToB ¢ [IM]] He3aBUCHMMO OT BO3pacTa BIHSIIO X BOCIIPUATHE CBOMX (PU3HUYECKOTO M COITHAITBHOTO
(bYHKHHOHHpOBaHHHI KaXK0€ YBCIIMYUCHUC 0aJUIOB 10 LIKaJIEe (1)I/I3I/I‘ICCKOFO 1 COLIMaJIbHOI'O Q)YHKHI/I—
OHHUPOBAHUS CHIDKAIO pUCK cmeptu Ha 2% u 3% coorBercTBenHo (Jiang, Torgerson, Ayars, 2015;
Tabolli et al., 2014).

Jpyroe uccnenoBanue, cpaBHuBatoiee aereit ¢ [IM/] ¢ netbMu ¢ ApyrumMu XpoHUUECKUMHU 3a00-
JICBaHUSAMH, TTOKA3aJI0, YTO OHH B IEJIOM CXO03ke oreHnBaroT cBoe KK ¢ manmenTamu ¢ 10BeHUIbHBIM
peBmarouausiM apTpuToM (Jiang, Torgerson, Ayars, 2015; Zebracki et al., 2004). Takxe ObL10 OT-
MeueHO BiusHue nepexusanus [IM/] y nereit Ha ux ncuxuyeckoe cocrosue: y aereit ¢ [1M/] 3na-
YUTEIbHO HUXKE OAJUIbI [0 YMOLUOHAIBHOMY M COLUAIILHOMY (DYHKIIMOHUPOBAHMIO 10 CPABHEHHIO C
JETbMHU C IOBEHWJIBHBIM PEBMATOUIHBIM apTPUTOM, a TaK)Ke 3HAUYUTEIHHO O0Jiee BHICOKHE TOKa3a-
TEJIM JICTIPECCUBHBIX M TPEBOXKHBIX CHUMIITOMOB, OILCHMBaeMbIX pojautessiMu (Jiang, Torgerson,
Ayars, 2015; Zebracki et al., 2004). Kpome Toro, ObUIH BBISBICHBI PACXOXKICHUS MEXIY OLICHKON
cooctBeHHoro KK neremu ¢ [IN]1 u onenxoit ux KK pogurensmu. Jletu cooOuianu o 6osee XyaieM
COCTOSIHUHM MX 3MOIIMOHATIBLHON U (pr3nueckoit cep B CpaBHEHUH CO 370pOBO BEIOOPKOIL, 0 ueM He
coobmanu ux poaurenu. Hanbonee nocrpanasueii chepoii xxuznu y aereit ¢ [IUJ] sBnsercsa GpyHk-
LIMOHUPOBAHHE B IIKOJE B CBS3M C YacTO BO3HMKAIOIIEH HEOOXOAMMOCTBIO MPOIYCKaTh YPOKH
(Peshko et al., 2019).

JlnutenbHas 3a/iepKKa B TIOCTAHOBKE JIMArHO3a M OOJIBIIIOE KOJIMYECTBO HH(MEKITMOHHBIX dITHU30-
JI0B MOT'YT YBEIIHUHMTh HETaTUBHOE BIMsIHUE TiepexuBanus oonesznu Ha KK (Aghamohammadi et al.,
2011; Jiang, Torgerson, Ayars, 2015).

beuto ormeueno BiusHue Apyrux ¢akropoB Ha KK y manuentos ¢ [IW/1: nmokazarenu KK 6bu1m
CaMbIMU HU3KUMHU Y MallMEHTOB, KOTOpbIe ObuTH 6e3paboTHRIMU, UMENU H(GEKINH B Ooyiee yeM ue-
TBIPEX OpraHax, MMeiu OoJiee 4eMm JiBa COMYTCTBYIOIIMX 3a00JI€eBaHUs U UCHIBITAIN OoJiee ABYX CITy-
JyaeB CHIILHOTO cTpecca 3a nmocieaaue 2—3 mecsna. Takxe KK B ieom cBsizano co ctpeccom (Sigstad
H.M., et al., 2005), B yacTHOCTH (pU3HOJIOTHSI PEAKIIUH HEPBHON CHCTEMBI Ha CTPECC HANPSIMYIO BITH-
sieT Ha paboTy uMMyHHO# cuctemsl (Mcaes, 2005). Kpome Toro, 3HaunTeNbHbIN BKIaa B orieHKY KOK
KaK HU3KOTO BHOCST Takue (aKTOPhI, KAaK XPOHUYECKas TUapes, XpOHUUECKHe 3a00IeBaHUS JIETKUX
u noxwuiion Bo3pact (Jiang, Torgerson, Ayars, 2015; Tabolli et al., 2014).

N. KyuaTr 1 coaBT. OBIJIO IPOBEICHO MCCeA0BaHE ¢ TomMotbio niepBoro [T /]-cienuduanoro
onpocuuka KK, pe3ynbTaTel KOTOpOro nmokasaiu, 4To Haubosblnee HeraTuBHoe BiausHUe Ha KK ma-
nuenToB ¢ [N ]] oka3piBarOT Takue CUMIITOMBI, KaK Kalllelb, aCTeHUs, O0JIM B CyCTaBax U MBIIIIAX,
nuapest ¥ CBsI3aHHBIE C HUMU MPOOJIEMBI C KPATKOCPOUHBIM M TOJITOCPOYHBIM TUIAHUPOBAHUEM CBOEH
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nesrensHocTH. HanMenblnee BinsHue Ha oueHKy cBoero KXK okassiBanu takue (hakTophl, Kak Jieue-
HHE HMMYHOTJIO0YJIMHAMH, a TaKKe TPYIHOCTH POJACTBEHHUKOB U JAPYTHUX OJIM3KUX, BHI3BAHHBIC 3a-
OoneBanueM qanHoro pecrnongenta (Quinti et al., 2016).

Takum 00pa3om, Ha KauecTBO XU3HM ManueHToB ¢ [TN]] BiusieT MHOKeCTBO (haKTOPOB, OCHOB-
HBIMH M3 KOTOPBIX IO IAHHBIM UCCIICIOBAHUH SBJISIOTCS YacTas FOCIUTAIH3AINS, CHIDKEHUE (DU3H-
YECKOT0, SMOIMOHAIBHOTO U COIMAIBHOTO (DYHKIIMOHMPOBAHUS MO MpUYUHE O0O0JIC3HU, HATHYHE
00JIBIIOTO KOJMYeCcTBa MHPEKIINN, a TAKKE CI0KHOCTHU C TOJITOCPOYHBIM TUIAHUPOBAHUEM CBOCH Jie-
SATEJILHOCTH.

Memoouku uimepenusn Kkauecmea HCU3nu

Onenka 3 PeKTUBHOCTH JICUCHHS paHee MPOU3BOANUIACH YePe3 CTATHCTUUYECKUE ITOKA3aTelu 3a-
00J1eBaeMOCTH ¥ CMEPTHOCTHU. B TO e BpeMs akTyallbHbIE OTEUECTBEHHBIE U 3apyOexHbIe UCCIIE0-
BaHMS MTOKA3bIBAIOT, YTO MMEHHO CYOBEKTHBHBIC (DaKTOPHI UTPAIOT KIFOUEBYIO POJIb BO BIUSHUM HA
nokazarenu u KK, u 3mopoBbs (I[1aBnosa, Cepruenko, 2020). Takum 06pa3zom, yI0BIETBOPEHHOCTD
(GU3NIECKUM U TICUXMYECKUM 3/I0POBBEM TAKXKE COACPKUT OLEHKY BiusHHsS Oojne3Hn Ha KK (3a-
puminsk, Kynbaucos, ["aBpuiosa, 2020; Jlazyk u ap., 2006; ITeBuesa, 2019). [Tokazarenu cyobek-
tuBHOTO KK HE maroT mH(pOpMAaIIIIO O TSHKECTH TeUEHUs O0JIC3HU, a TAKKE PEATMCTUIHON OLICHKH O
CTeTeHH OJaromoiyyus MalyeHTa: MAlMeHT MOXET B pe3ysibTare JUIMTEIbHOTO TeueHUs 0OJe3HU
MIPUBBIKHYTh K CBOEMY COCTOSTHUIO M BOCIIPMHUMATH €r0 KaK CBOIO JINYHYIO HOPMY, WJIH K€, HaIpo-
TUB, B pe3yJbTaTe IUTEILHOTO TeUeHUs 00JIE3HU, YETOBEK MOKET OIIYIIaTh OTPAHUYEHHOCTh CBOUX
BO3MO>KHOCTEHN U OTCYTCTBHUE MOJIOKUTEIHHON NMEPCTEKTUBBI. CHATH 3TO UCKAKEHUE MO3BOJISIET U3-
MepeHue conransHoro gpynkiuonuposanus (I'opbekoBasi, Mukisesa, 2017; Opmnosa, 2014).

Pa3paboransbl, aganTupoBaHbl U MEpeBECHbI HA PYCCKUHN S3bIK HECKOIbKO onmpocHUKOB KIK. O6-
M€ OMPOCHUKU COCTOSIHUS 3/I0POBBSI IPUMEHUMBI KO BCEM I'PYIIIaM HAceJICHUs, HallpuMep KpaTKas
dopma SF-36 (Brazier et al., 1992; Ware, Sherbourne, 1992). Onu TpeOyroTCst sl HCCICTOBAHUI
KoK 310p0BOi#t moOMyisiiiny, Uiy JJis CpaBHEHUS BIUSAHUS pa3InyHbIX 3a0oneBanuit Ha KOK marmenTa
¢ KK nonymsiuu. Onpocuuk SF-36sBnsercs Hecnenuduueckum onpocHukom KK, mogxoasimum
JUTSL OOIIIEH MOMYJISIIUN U IS JIIOJIeH ¢ XpOHUYECKUMHU 3a00JIEBaHUSIMHU.

Hpyrum mupoko ucnosb3dyembiM onpocHrKkoM KK sBisercst EQ—5D. On takke nmpumeHsieTcs B
OCHOBHOM 115 ToJTydeHust cratucTuk o KK y mmpokux rpynn HaceleHus, a TaKxKe JJIs CPaBHEHUS
KX paszubix rpynmn. Eme onun onpocauk KK — sto BO3KXK-100. BO3KXK-100 onenuBaer KX
PECTIOHJICHTOB, CBSI3aHHOE C X BOCIIPHUATHEM COOCTBEHHOTO 37I0POBbS, (PU3UUECKOTO, ICUXUYECKOTO
Y COLIMAJIBHOTO OJIarornoiayyus, a TAakKKe BOCTIPUSITHEM UX KU3HH B KOHTEKCTE CUCTEMBI IIEHHOCTEH
KYJIBTYpbl, B KOTOPOI OHU KMBYT, U B KOHTEKCTE UX JINYHBIX IEHHOCTEH, CTaH1apTOB, LIETIEH U OXKU-
nanuit (Koznmosckwuii, Macnosckwii, 2011).

Cpenu onpocuukoB KK niis nereit Hanbomnee pactnpoctpaneHHbIM siBiisieTcs PedsQL Generic Core
Scale. /lannast MeToauka Takke siBisiercsa obmum ompocHukoMm KK, ornennBaer dusndeckoe, sMo-
[MOHANILHOE, COIMANbHOE, U 00pazoBaTenbHOe PyHKIMOHUpOoBaHue (Bamnymmmna u ap., 2005; [le-
HucoBa u ap., 2009; Mrucsu u ap., 2023). B uccnenoBanuu, npoBeJleHHOM IpyIIIOi aBTOPOB BO
rnase ¢ D.K. Mracsa Ha netsx, 6oneronux [T1/], moka3zaHo, 4To BO3MOKHO OLIEHUBAThH () PEeKTHB-
HOCTh MEJUITMHCKHUX MPOIIEAYP UCTIONB3ys npenctaBienus o KXK manueHnToB, ncmonb3yst OMpoCHUK
obmero npexacrasienus o KK (Mrucsu u ap., 2023).
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[ToxgBoast utor, CymecTByeT HeCKOJIbLKO OIPOCHUKOB OOIIETO TUIIA, M HA JaHHBIM MOMEHT Haubo-
nee yacto ucnosb3dyembiMm onpocHukoM KK y maruenTtos ¢ [IU]] siBasiercst SF-36. Onnako ero ncu-
XOMETPUYECKHE Kbl HE MOTHOCTHIO oaxoasat s ocooeHHocrer KK marmenTtor ¢ ITUJ]. Tak
KaK 9T IIKaJbI SBJSIFOTCS OOIIUMU, KaK U B IPYTHX OMPOCHUKAX, 3TO HE MO3BOJILECT 0TpasuTh KK
MalMEHTOB, CBS3aHHOE CO CIMENU(PUUYSCKUMH PEaMIMH UMEHHO WX ITOBCEJHEBHOW JXKM3HH (Kak,
HaIrpuMep, PeryasipHOe MOCEIICHUE MEIUIIMHCKUX YUPEKICHUHN, perysspHble UHbEKIUHU, PEryJisip-
HBIE pEIUIMBUPYIONTHNE HHPEKIINH, HOIICHNE METUIIMHCKON Macku | T.1.). Takxe SF-36, kak u apy-
rue obmue omnpocHukr KK, HeuyBcTBUTENEH K HEOONBIINM, HO BaXHbIM Konebanusam KX y
MalMEHTOB B 3aBUCUMOCTH OT U3MEHEHHS (DOPMBI JICUCHHS, OT TeUCHUsI OOJIC3HHU, OT YACTOTHI PEIH-
nuBoB U T.a. (Kosmosckuit, MacnoBckuii, 2011). B 3T0#i cBsi3u BO3HMKIIA HEOOXOIUMOCTh pa3pa-
0otku cneruduuHoro omnpocHuka [TM]], oreHMBaromero KOHKPETHBIC aCIeKThl 3a00JICBaHUS U
METOMbI JICUCHUS.

MaTepnanm U ME€TOABbI

Ilpouedypa uccneoosanusn

[IepBonayasnibHO coBMecTHO ¢ AKkcriepToM B oOnactu KK mpu [IM/] u npeacraBurensimu cooOuie-
CTBa MAIMEHTOB HAa OCHOBE IPOAHAJIM3UPOBAHHBIX UCTOUHUKOB U aHAJIOTHYHBIX METOIUK ObUI CO-
CTaBJICH CIIMCOK KOHCTPYKTOB, KOTOpPBhIE HEOOXOAMMO HCCIEIOBATh C IOMOIIBIO aBTOPCKOTO
OIIPOCHMKA, 1OCJIe Yero Obl cPOPMUPOBAH CHHMCOK YTBEPIKICHHM, OTHOCSIIUXCSA K JTaHHBIM KOH-
CTpyKTaM.

Ha ocHOBe cocTaBlieHHOIO ONPOCHUKA MPOBOIMIICS MEPBBIN 3Tall MCCIEe0BaHUsA, cOOp IaHHBIX
OCYIIECTBIISUICS Yepe3 OHJIaiH-(opMbI. VICTIBITYeMBbIE MOJTydaly CIeIyIOIy0 HHCTPYKINIO: «3/1paB-
ctByire! [Ipocum Bac npoiitTn aHKeTUpOBaHUE, OCBSIIEHHOE NCCIIEIOBAHHUIO KaueCTBa )KU3HU. Bam
MIPEJICTOUT 3aIlOJIHUTh OMPOCHUK, 3TO 3aiiMeT mpuMepHo 15 MuHyT. OLeHUTe, HACKOJIBKO 4acTo 3a
nocienHuil Mecs Bac 6ecriokonny cieayronye npoodaeMsl o mKaje “HUKOrAa, peaKo, UHOTAA, Ya-
CTO, IIOCTOSHHO .

[Tocne nmony4eHust JAaHHBIX MEPBOTO dTana UCCIEIO0BaHMs ObLI MPOBEJAEH aHAINU3 COTIaCOBAaHHO-
ctu Anbda-Kponbaxa, a Takke aHaJIU3 COTIACOBAHHOCTH B CIIy4yae UCKIIIOUEeHHUs MyHKTOB. Ha ocHOBe
MOJIYYEHHBIX Pe3yJbTAaTOB IIKaJIbl OMPOCHUKA ObUIM OTPEJIAKTHPOBAHBI JJIsl IPOBEJIEHUS BTOPOIO
JTarna Mcciael0BaHMs: 4acTh BONPOCOB ObUIM MepedopMyTUpOBaHbl MM MCKIIOYEHBI, TaKXKe ObUIH
n00aBJIeHbl HOBBIE BOIPOCHI U IIKAJIBI.

Bropoii atan npoBoauics Takke depe3 oHJaliH-(opMbl. JIOMOJHUTENBHO ObUIM BKIIFOUEHBI IS
OLIeHKH BHemHel BanuaHoctu onpocHUk SF-36 (Hukutuna u ap., 2005) u mkana tpeBoru A. beka
(Tapabpuna, 2001). Ha ocHOBe noy4yeHHBIX JaHHBIX ObUIM MPOBEIEHBI MPOIEAYpPhI IO CTaHJAPTH-
3allMM ONPOCHMKA: IPOBEPKa BHEIIHEN BAaIMIHOCTH, COTJIACOBAHHOCTH METOIUKH.

Buvioopka uccneoosanusn

Ha nepBomM stane nccnenoBanus npuHanu ydactue 39 ucneiryeMsix ¢ 1IN/, cpenn Hux 22 xeH-
mmHb U 17 myxuns ot 12 10 60 et (M = 34,8). Bo BTopom cpe3e npuHsIIH y4acTre 56 UCTIBITyeMBbIX
(31 xenmunHa 1 25 myxunH) B Bo3pacte ot 16 10 60 et (M = 34,4). MaremMaTuKoO-CTaTHCTHYECKAS
00paboTka JaHHBIX OblIa peanu3oBaHa B mporpammax SPSS 23.0 u Excel.
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Abpamsn 3.A., TumOyxTrna FO.A., Pynos A.M., Bakpanze
N.B., Xmomos K./I. (2025). PazpaboTka ornpocHHKa

PesyabTaTsl

Pe3lebma”1bl nepeoco ymana UCC1e006aHUA. Pa3pa60ml<a ONnpoCHUKa

Pe3ynbTaThl MPOBEPKH COrTIACOBAHHOCTH IIYHKTOB OMPOCHHUKA MPEICTABICHBI B Ta0J. 1.
Tab6muua 1/ Table 1

IIkajabl ONPOCHMKA HA MOMEHT NPOBEIEHHS MEPBOro cpe3a ucciaexopanus (N = 39)
The scales of the questionnaire at the time of the first section of the study (n = 39)

Auabpa Kponbaxa Ha Auabpa
OCHOBeE Kpoun6axa npu
Anbpa CTAHIAPTH30BAHHBIX | HCKJIIOYEHHH
Mlkauwl / Scales IMynkrsl / Items / Aloha NYHKTOB / NYHKTOB /
P Cronbach’s Alpha Cronbach’s
based on Alpha when
standardized items | excluding items
7. 51 nepexxuBai, 4TO MO€ 310POBbE MOXKET 7.0,795
YXYALIATHCS
9. 51 6oscst, 9TO Y MEHsI 3aKOHYATCS HE00-
XOJUMEBIC MHE JISKapCTBa/IpenapaTsl 3aMe- 9. 0,808
CTHTEIBHOH Teparmumn
Tpesoza 3a ce0é 10. 51 omacasncs MoGOYHBIX peaKIuii OT BBe- 10. 0841
300poebe, Jicusnp, | ACHIA MMMYHOT100y/IHHa 0,836 0,841 ’
neyenue: 11. 51 6b11 03a004YeH CBOUM OYIyIIUM 11. 0,799
12. 5 cTapancst He BBIXOAUTH U3 JOMa M3-3a 12.0.851
OITaCHOCTH 3a00JIeTh
15. 51 ucnbITHIBAI CTPaX CMEPTH 15. 0,803
21. 51 GecrioKoMIICS, 9TO JPYTHE JFOAA MO- 21,0795
TYT MCHS 3apa3uTh
3. Y mens Obuta quapest 3.0,111
5. Y MeHs ObUI Kaleib 5. 0,483
QDu3uueckue 0518 0532
CUMIINOMDL: 17. Mens Gecriokonay npoOIJIeMbl ¢ KOXen ’ '
(TIsITHA, TIPHIIIH, IOKPACHEHHS, BBICHITIA- 17.0,613
HUSI, BOCTIATICHU)
6. MHe 6bUT0 CII0KHO 3a00THUTHCS O CBOMX
6. 0,767
OJIM3KUX TakK, KaK s Jenai(a) 3To 00bIYHO
18. MHe OBLIO CIIOKHO O0IIATHCS C
JIFOJBMH, C KOTOPBIMH 51 OOBIYHO ITPOBOXKY 18. 0,741
Ozpanuuenus ¢ | BPEMA
OMHOWECHUAX: 24. 5 ayBcTBOBaJ ce0s1 OMUHOKUM 0,782 0,787 24.0,705
25. 51 m3beran obmiecTBa APYTHUX JIFOJCH 25.0,730
26. 51 wyBCcTBOBAJ HEMTOHUMAHHE CO CTO-
POHBI ONU3KKX Oe3 HapyIIeHHit IMMYHH- 26. 0,763
TeTa)
Ozpanuuenus ¢ | 1. MHE IPUXOAMIIOCH MEHATD JIUETY, OTKA~ 10834
7 | 3BIBaTHCS OT MPHUBBIYHBIX IIPOTYKTOB Y
nO6CeOHEeBHOIL p poay 0,840 0.845
OeamenvHocmu | 4. 5] He MOT HUYETO IUIAHUPOBATH HA JUIU- 4.0.835
u pabome: TENBHBIA CPOK "
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6. MHe OBLI0 CII0KHO 3a00TUTHCS O CBOUX

6.0,817
ONM3KHX TakK, KaK s Jiesai(a) 5To 00bIYHO
8. MHe HyXHa ObliIa TTOMOIIH B YXOJ¢€ 32
il b B yxol 8.0,816
coboit
12. A cT sl HC BBIXOAUTH U3 JJOMa U3-
cTapaics He oxn 3 JloMa u3-3a 12. 0,847
OIMacHOCTH 3200JIeTh
13. A gwyBcTBOBaN cebs OoJee 3aBUCUMBIM
Y 13.0,822
OT IPYTHX, 9eM OOBITHO
14. MHe OBIIO CITOKHO 3aHUMATHCS CBOCH
9 N . 14. 0,816
00bIYHOM paboToi/yuedoit
16. Y MeHst ObUTH TPYTHOCTHU C TEM, YTOOBI 16. 0821
MPOBECTH CBOOOTHOE BPEMsi, KK OOBITHO Y
23. 51 wyBCcTBOBAN HEJIOBKOCTDH M3-3a HEOO- 3. 0.843
XOAMMOCTH HOILICHUSI MEAUIIUHCKON MaCK! o
28. 51 ObLT BEIHYKICH HOCUTH MEIUIH-
YA At 28.0,845

CKYIO Macky

29. 4 OB BEIHYK/ICH MPOIYCTUTD Pa-
00Ty/yueby u3-3a peryIsapHON 3aMeCTH- 29. 0,829
TENBHOH Tepanuu

30. Y MeHs BO3HUKaIM KOH(IMKTHI HA pa-

30.0,818
0oTe/yuebe n3-3a HEOOXOTUMOCTH JICUCHHUS
31. 5 Gosicsa moTepsTh pabOTy U3-3a HAJIN-
PATL paboty 31.0,822
4y 3a00€BaHNs
19. 51 wyBcTBOBaN ceOs OONBHBIM YeIOBe- 19.0734
KOM
20. 51 yyBCTBOBAJI HEJIOBKOCTD, CMYIIICHUE
y » CMYII 20. 0,668
M3-3a CBOErO 3a00J1€BaHUs
22. 51 u3berai HEOOXOAUMOCTH COO0IATh 22 0723
Iepescuganue | APYTHM O CBOEM 3a00JI€BaHUH S
P by 0,758 0,759
cmuzmol: 23. 51 uyBCTBOBAJ HEJIOBKOCTh M3-3a HEOO- 23.0.749
XOJUMOCTH HOIICHUS MEIUIIMHCKOM MacKH Y
25. 5 mzberan oOrIecTBa Ipyrux Jroaen 25.0,723
26. 51 wyBCTBOBAJ HEITOHUMAaHHE CO CTO-
pOHBI OM3KKX 0e3 HapyIIeHUH UMMYHH- 26.0,734
TEeTa
9. 51 Gosiiics, YTO y MEHSI 3aKOHYATCST HEO0-
XOJUMEBIC MHE JICKapCTBa/IpenapaTsl 3amMe- 9. 0,583
Tpyonocmu c ne- CTHUTEIIbHOM Tepanuu
uyenuem u ¢3au- | 10. 51 omacascs MOOOYHBIX pEaKIiii OT BBe-
% 10. 0,699
Mooelicmeuem ¢ | ICHUS UMMYHOTJIOOY THHA 0,686 0,685
cucmemoii 30pa- | 37 o crajkuBaics ¢ HeMOHUMAHHEM
60oXpanenHus: CTPYKTYPHI TEPAITMH HAPYIIECHUH UMMYHH- 97 0.467

TETa CO CTOPOHBI MEAUITUHCKOI'O IIEPCO-
HaJa

[Tocne nmpoBeneHus aHaIM3a COrMIACOBAaHHOCTH COZEp KaHUE ONMPOCHHUKA U IIKaJ ObUIO OTpe-
JAKTUPOBAHO.
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[Mkana «Tpesora 3a cBOe 3J0POBBE, )KU3HD U JIEYCHHE» ObLIa pa3zesieHa Ha JIBE IIKaJIbl, pa3-
JM4aoIuecs 1o coaepkanuio: « TpeBora 3a cBoro »ku3Hb» (IYHKTHI 1; 18; 2; 4) u «Tpesora 3a npo-
necc yeuenus» (10; 14, a Taxxke moOGaBieHHBIE BOMPOCH «MHE OBLIO CTpAITHO, YTO S HE CMOTY
MOJIYYUTh HEOOXOJMMYIO MTOMOIIBY U «S1 0OsICS, YTO Y MEHSI CMEHHTCSI JICUAIIMiA Bpad»).

[Hkana «Pu3nyecKue CUMITOMBI» [TI0Ka3bIBAET HU3KYIO COINIACOBAHHOCTbD, YTO BBI3BAHO TEM,
YTO y Pa3HbIX MAIMEHTOB MPOSIBJISAIOTCS Pa3HbIE CUMIITOMBI 3a00JIEBaHUS U 3a4aCTYI0 OHU MOTYT He
coBnajgaTe. OAHAKO 3THU BOIIPOCHI BAXKHO OCTaBUTh TAaK KAaK OHU ITO3BOJIAT JICHALUM BpadyaM OTCIIe-
KUBaTh CyOBEKTUBHOE BOCIPHUATHE OOJBHBIM 3(PPEKTUBHOCTH JIeUeHUs. Bompoch! MmIKanbl MOKHO
OCTaBHUTh B OTJICIIbHOCTH KaK aHKETHBIE, HE (DOPMUPYsI LIKAIY.

[Ikana «OrpaHudeHni B OTHOIICHHUAX) OblIa OCTaBIICHA B TOM BHJE, B KOTOpOM ObL1a chop-
MHPOBaHa U3HAYAIIBHO.

[kana «OrpaHuYeHUi B TIOBCETHEBHOU JIEATEIIHHOCTH U pabOTe», HECMOTPSI Ha BBICOKYIO
COTJIACOBAaHHOCTD, B CHIIy TPOMO3JIKOCTH Obllla pa3/iesieHa Ha ABe mKalbl: «OrpaHudeHus B paboTe»
(33, 27, 11, 8) u «OrpaHuueHus B IOBCEAHEBHOM AesrenbHOCTIY (28, 34, 16, 25, 35). Bonpocs 23 u
28 ObUIM UCKIIOYEHBI B CHITy COIMAIbHOM HepelleBaHTHOCTU mociie Havana snuaemMun COVID-19.
Taxum 00pazom, COrmacoBaHHOCTH BO BHOBb CQOpMHpOBaHHBIX MiKanax crana 0,81 u 0,862 coorBert-
CTBEHHO.

U3 mikanel «llepexxuBaHus CTUTMBD) ObUTH UCKITFOYEHBI BOIPOCHI 25 U 26, TaK KaK OHHU BOIILITN
B mKany «OrpaHiuueHi B OTHOIICHUAX» U COAEPIKATEIBHO 00JbIle OTHOCATCSA K Hel. Bompoc 23
ObLT UCKJIFOUEH M3 3TOM IIKAbl B CHIIy HEPEJIeBaHTHOCTU Ha ceroaHsaiHuil aeup. [llkany cramu co-
CTaBJIATH BOIIPOCHI 36, 5, 19, a Takxke 100aBICHHBIN BOIIPOC «S 4yBCTBOBAI CMyIIIeHUE U3-3a (pHU3H-
YEeCKUX MPOSBICHUHN, CBSI3aHHBIX C OOJE3HBIO WM JICYEHHUEM (Iuapesi, Habop Beca, IPOOJIEMBI ¢
KOJKeit)», KOTOphIi nenaet akieHT Ha [T ]]-crienuduuHoCTH TaHHOM HIKAJIbI.

N3 mikanel «TpyaHOCTeH € JIedeHHEeM U CUCTEMOM 3/paBOOXpaHEHUs» ObUIN UCKITIOUEHBI BO-
npockl 9 u 10, Tak Kak OHM OBLITM OTHECEHBI K IKase « TpeBoru mo moBoy JieueHus». Takum oOpa-
30M, B IIKane ocraics Bompoc 13, a Takxke Ui (OpMHUPOBaHUS IOJIHOLIEHHOW MIKalbl ObLIM
no0aBJIeHbl BOMPOCHI: « Sl cTaiKkuBascs ¢ mpepblBaHUEM HEOOX0IMMOI MHe Tepanumn»; « MHe npuxo-
JUIIOCh TOOMBATHCS JIEKAPCTBEHHOI'O 0OecrieueH sl B IPETEH3NOHHOM TNopsiike (M0AaBaTh *KanoOsbl,
3asiBJIEHHUs, 00palaThes 3a FOPUINIECKON MOMOIIBIO)»; «S UCIBITHIBANI CTPECC M3-32 HEOOXOAUMO-
CTH OTCTaMBaHMs CBOMX IpaB Ha JIEKAPCTBEHHOE 00ECIEUEHHUE»; «...s YYBCTBOBAI MOJJIEPKKY CO
CTOPOHBI MEIMLIMHCKOTO IIEpcoHalay; « 51 00sIcs, YTO MHE IPUJIETCS] CIOPUTH WJIM BCTYNATh B KOH-
(GIUKT ¢ IpeICTaBUTESIMHE CUCTEMBI 3/[paBOOXPAHEHUS.

Taxoke OBUIO 3aMeYeHO, YTO CJ1a00 MPUCYTCTBYET TaKOW Ba)KHBI KOMIIOHEHT KaK HpsSMble
OLIEHKH CYACThs, YJAOBJIETBOPEHHOCTH U CYOBEKTUBHOTO (CUTyallMOHHOrO) Onaromonyuus (JIaTel-
meBa, 2019; JleGenena, Jleontres, 2022; Hukutuna u ap., 2005), u BompocoB 00 SMOIIMOHATEHOM
COCTOSIHMM TMAallMeHTOB B OINPOCHUKE, MOATOMY OBbUIM J00aBJIEHBI BOMPOCHI: «... s UyBCTBOBAJI
37I0CTBY; «... s YyBCTBOBAJ ce0sl MMOJIABICHHBIM»; «...MHE OBUIO TPYCTHOY; «... sl YyBCTBOBAJ ce0s
YMUPOTBOPEHHBIM», KOTOPbIE CPOPMHUPOBAIH IIKATY « IMOIMOHATBHOIO COCTOSTHUS.

Pe3lebmaMbl emopozo ymana uccieooeanus

Jlis mpoBepKM BHEIIHEH BAJIMTHOCTH M HOBOM CTPYKTYpbl ONPOCHUKA OBUIM HCIHOJIb30BaHBI
onpocHUkH SF-36 u mkana TpeBoru beka.
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Ouemca HewHell 8anUOHOCIU aemopcKoco onpocHuKa

[IpoBenenue ananu3a HOPMaIbHOCTH pacnpezeneHus rno kputeputo Konmoroposa-CmupHoBa 1o-
Ka3aJi0, YTO pacipeiesieHue B YaCTH IIKaJI HE COOTBETCTBYET HOPMAJILHOMY, B CBSI3U C YEM JIJIsl aHAa-
JM3a BHEUIHEH BaMAHOCTH ObLI BEIOpaH Kputepuil koppensiuuu CrnupmeHa.

Koppenayuu wxan onpocnuxa KK ITH/] u wixan SF-36

[Ikana «TpeBoru 3a cBO0 ku3HbY 3Ha4UMO (P < 0,005) oTpHLIATETHLHO KOPPEIUPYET CO IKATAMHU
«Dumsnueckoro ¢ynkuunonuposanus» (R = -0,71), «O0mero cocrosiusi 3p0poBbsi» (R = -0,85),
«Kuznennoi akruHocti» (R = -0,84), «Ilcuxuueckoro 310poBes» (R = -0,88), a takxke ¢ oOmum
nokasaresem ncuxudeckoro kommnonenrta KK (R = -0,85).

[kana «Orpanudenuit B otHonieHusx» 3Hauumo (P < 0,005) oTpunarenbHO KOppenupyer co
mkagamu «duzuueckoro pyukmmonuposanus» (R = -0,76), «O61ero cocrosHus 310poBbs» (R = -
0,73), «XKusnennoii aktuBaoct» (R = -0,77), «CounansHoro ¢ynkumonuposanus» (R = -0,95),
«IIcuxuueckoro 3m0poBbsi» (R = -0,92) u ¢ mokasarenem ncuxuyeckoro kommnonenta KK (R = -
0,89).

[kana «Orpanndenuii B pabore» 3Haunmo (P < 0,005) orpuiareibHO KOPPEIUPYET CO IHIKATAMH
«Dusnueckoro (ynknuonuposanusy (R = -0,73), «O6mero cocrostuus 3p0poBbs» (R = -0,78),
«Kusnennou akruBHocTH» (R = -0,86), «Conmanbaoro ¢pynkuunonuposanus» (R = -0,81), «Ilcuxu-
4yeckoro 310poBbs» (R =-0,86) u ¢ ncuxuueckum kommnornenrom KK (R =-0,83).

[kana «TpeBoru 3a mporecc jaeueHus» 3Haunmo (P < 0,005) orpuiiateibHO KOPPETUPYET C IIKa-
noi «Ilcuxuyeckoro 310poBes» (R =-0,77) u ¢ ncuxudeckum kommornentom KX (R =-0,75).

[Ikana «IlepexuBaHus CTUTMbD» TIOKa3bIBaET OTpUlaTeNbHY0 3HaunMy0 (P < 0,005) koppens-
U0 0u3Kyro K Beicokoi (R =-0,67) ¢ mokasarenem pusndeckoro kommnonenta KK.

[Ikana «OrpaHuYeHu B TOBCEIHEBHOM AesaTeabHOCTHY 3HaunMO (P < 0,005) oTpHIatensHO KOp-
penupyer co mkanoit «Ilcuxuyeckoro 310poBbsa» (R = -0,8) u ¢ ncuxuyeckum komnonentoM KK (R
=-0,82).

[Ikana « IMOIMOHATEHOTO cOCTOsTHUSY 3HaunMO (P < 0,005) oTpuIiaTeIbHO KOPPETUPYET CO IIIKa-
namu «Pusudeckoro ¢pynknuonuposanusn» (R =-0,86), «O61ero cocrostaus 310poBbs» (R =-0,74),
«Kusnennoi akrusHocTI» (R = -0,81), «Cornmanpraoro ¢pynkinonuposanus» (R = -0,93), «Ilcuxu-
geckoro 370poBbs» (R = -0,89) u ¢ ncuxuueckum kommonenrom KX (R = -0,95).

[Ikana «PU3NUYECKUX CHMITTOMOBY HE TIOKA3bIBACT 3HAYUMBIX KOppESnid co mkamamu SF-36.

Ikana « TpyaHOCTe, CBA3aHHBIX C ICYSHUEM» 3HAUUMO OTPHUIATEILHO KOPPETUPYET CO MIKATION
«Oo6imero coctosiaus 310poBbs» (R = -0,76), a Takxke co mkanoi «KuznenHoi aktuBHocTn» (R = -
0,72).

Taxoxe nnTerparuBHbIid mokaszaresb KX B aBTropckom onpocHuke 3Hauumo (p < 0,005) otpwura-
TEJIBHO KOppeIupyeT co mikanamu «Pusnyeckoro pyrkiponupoanus» (R = -0,76), «Oo6miero co-
crosHus 310poBbs» (R = -0,78), «Kusnennoii aktuBHocTH» (R = -0,81), «CormansHoro
dyukimonuposanus» (R = -0,92), «Ilcuxudeckoro 310poBbs» (R =-0,92) u ¢ nCUXHUYECKUM KOMIIO-
Henrom KX mo SF-36 (R =-0,89).

Koppenayuu wixan asmopckozo onpocruxa ¢ «LLIkanoti mpesocu bexay

[Ikana «TpeBoru 3a cBoro u3Hb» 3HA4MMO (P < 0,005) MOJT0KUTENHEHO KOPPEIUPYET CO MIKATIOH
«Hepso3zuoctn» (R = 0,77), a taxxe co mkanoii «Crpaxa cmeptn» (R = 0,84).
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[Ixana «TpeBoru, cBI3aHHOM C JedeHueM» mokas3biBaeT 3Hauumyto (P < 0,005) nonoxuTenbHyro
KOppEeIsIuIo, MPUOIIKEHHYIO K BBICOKOMY 3HaueHHIO, co mmkanoi «HepBosnoctu» (R = 0,67), a
TaKKe 3HAYMMYIO MTOJIOKHUTEIIbHYIO BBICOKYIO KOppessiiuio co mkanoi «Crpaxa cmept» (R = 0,7).

[IIkana « IMOLMOHAIBLHOIO COCTOSIHUS» TaKKe Moka3biBaeT 3Haunmyro (p < 0,005), mpubirkeH-
HYIO K BBICOKOMY YPOBHIO, T0JI0kHTeNbHYI0 Koppessinuio (R = 0,63) co mkanoii «HepBo3HocTn» u
3rHaunmMyto (p < 0,005), mpubIMmKEHHYIO K BBICOKOM, KOppesnuto co mkanoi «Ctpaxa cmeptu» (R
=0,69).

Ta6numa 2 / Table 2

AHaju3 coriacopaHHocTu mkaja onpocuuka KK IIA/] Ha BTopoM 3Tane ucciaea0BaHus

Analysis of the consistency of the scales of the QL PID questionnaire at the second stage of the

study
(n =56)
Aabpa-Kponoaxa / KosmmuecTBo 3j1emMeHTOB /
[xaza / Scale Crotrl:bacll:’s Alpha Number of items
TpeBora 3a cBow xu3Hb / 0,894 4
Worrying about own life
[MepexxuBanue crurmel / EXperi- 0,395 4
encing the stigma
TpeBora 3a mporiecc sedenus / 0,740 4
Anxiety about the treatment pro-
Cess
DMoroHanbHOe cocTtostHue [ 0,763 4
Emotional State
Orpannuenus B padore / Work 0,949 4
restrictions
OrpaHuyeHHUss B OTHOIICHUAX /[ 0,795 5
Limitations in relationships
OrpanuveHHsT B TOBCEAHCBHOU 0,827 5
nearensHoctd / Limitations in
daily activities
dusnueckue CUMIITOMBI / 0,341 3
Physical symptoms
Bech onpocHuk 0,960 38

Amnanus ¢ moMorsio tecra Kaiizepa-Meiiepa-Onkuna (KMO) u Tecta baptierra mokasanu HeocTa-
TOYHBIM KOJMYECTBO HAOIOICHUIM /IS JAHHOTO YKC/Ia MyHKTOB IS IIPOBEACHUS (haKTOPHOTO aHa-
JIn3a, B CBA3U C YEM aHaAJIN3 BHYTpeHHeI\/’I CTPYKTYPBI OIMPOCHUKA Ha JAaHHOM J3TarlCe UCCICAOBaHUA
CTaHOBHUTCS HEBO3MOYKHBIM.

OO0cyxaeHue pe3yabTATOB UCCIEI0BAHUSA

OneHka BHEIIHENW BaJIMAHOCTH ITyTEM BBIYMCIEHUS KOPPEJIALNN IKaJI aBTOPCKOIO OIIPOCHUKA CO
mkanamu SF-36 mokazana psiJi BBICOKUX 3HAUUMBIX CBS3EH.
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Koppensmuu mkan «TpeBoru 3a nporiecc JieueHus», « OrpaHudeHuil B padore», « OrpaHUYeHU B
OTHONICHUSX», «DMOIMOHATLHOTO COCTOSIHHS» C COOTBETCTBYIOIMMU IKanamu SF-36 sBistoTcs
BaKHBIM TOKa3aTelieM BanugHocTU. Koppemnsuusi mkansl « TpeBOrM 3a CBOIO KU3HB» U ILKAJIBI
«Ctpaxa cMepTu» onpocHuka beka moka3pIBacT BRICOKYIO BATUJAHOCTD JAHHOM IIKAbI.

[kana «TpyaHocTei, CBA3aHHBIX C JIeYeHUEM» siBisiercss moinHocTbio [TN]I-cnenuduyunoi, mo-
9TOMY OLIEHMBATh €€ BHEIIHIOK BAJIMJHOCTb CTAHOBUTCS 3aTPyJHUTEIbHBIM, OJHAKO OHA 3HAYMMO
KoppenupyeT co mkanoi «OO0IIero COCTOSIHHS 37J0POBbs». DTO MOKET OBITh 00YCIIOBICHO TEM, YTO
MALUEHT, CTAJIKUBAIOIIMUICS C 3aTPYJHEHUSAMH B IIOJYyYEHUU MEAMIMHCKON IOMOUIY, NIEPEKUBACT
yXyAueHue cuMnTomoB. MaTerpansabiil nokasarens KK nmoka3biBaeT BEICOKHME 3HAUUMBIE CBSI3U CO
mkanamu SF-36, 4To rOBOPUT O BaJIMIHOCTH OIPOCHMKA B LIEJIOM, O TOM, YTO OH JACHCTBUTEIHHO
nccnenyer KK u ero komnoneHtsl. Mroroseiii Bapuant onpocHuka KK ITHU/I noctynen B Ipuito-
KECHUM.

Bamunnocts mkan «Orpanndenuit B padorey», «OrpaHuueHU B IOBCEHEBHOM AEATEIBHOCTI U
«TpynHocTel, CBA3aHHBIX C JIEYEHHMEM» TPEOYIOT JalbHEUIIEro UCCIEA0BAHMUS.

Orpanuyenusi ucciaenoBanusi. Bo-nepBbix, He ObUIO PaOOTHI IPYMIIBI SKCIIEPTOB MPU OIECHKE
KOHCTPYKTHOH BaJHIHOCTH OIPOCHUKA M IIKAJI: (HOPMYIHPOBKA BOIIPOCOB U pacIpeielieHue UX 10
1IKanxaM ObUTH MPOU3BEACHBI HA OCHOBE CYOBEKTHUBHOM OLIEHKH M KOHCYJIBTALUNA C HKCIEPTOM IO
MU u KXK. D10 cBsA3aHO cO CEeMU(PUIHOCTHIO TEMBI U CJIOKHOCTBIO TTOWCKA YKCIIEPTOB B JAHHOU
obnactu. BropbIM orpanndyeHueM sBIsieTCS HEOONBIION pa3Mep BBIOOPKU Ui pa3pabOTKU OMpoc-
Huka. OT4acTu 3TO OrpaHUYCHUE KOMIICHCUPYETCS BEICOKOM 3HAUYMMOCThIO COOpaHHBIX JAHHBIX, I10-
ckonbky IIMJI — penkas rpynma 3a0ofieBaHUM, W TMAlMEHTOB, JOCTYMHBIX K MPOBEICHUIO
WCCJICIOBAHMS, B IIEJIOM MaJIo. J[j1st TOro, 9ToObI B TaTbHEHUIIIEM YCOBEPIICHCTBOBATH TJAHHYIO METO-
JINKY, HE00X0IUMO OYJIET OCYIIECTBUTh JOTOJHUTEIbHBIA HA0Op JaHHBIX, a B Cllydae, €CIH 9TO OKa-
KETCST HEBO3MOXHO, TOTCHIIMAIBHBIM PEIICHHEeM MPOoOJIeMbl OYyJeT COKpaIlleHHE KOJIMYeCcTBa
IIYHKTOB B OIPOCHHUKE.

3akjIruyeHue

BonbIIMHCTBO OMPOCHUKOB, HANPABJIEHHBIX Ha MCCIEI0BAaHUE KAauecTBa >KU3HM, SIBISIOTCS 00-
LIMMHU JUI BCEX TPYII HACEJIEHUS U HE OPUEHTUPOBAHBI HA OTJEJIBHBIE IPYIIIBI NALUEHTOB C KOH-
KpeTHbIMU JAMarHo3amu. WHauBuAyaidbHas OIEHKA KadyecTBa >KU3HU ONPENENSIeTCs HE TOJIbKO
yJIOBJIETBOPEHHEM 0a30BbIX MOTPEOHOCTEH, HO U YAOBJIETBOPEHUEM HHIUBUAyaJIbHO-CHIEIM(pUYe-
CKHX MOTPEOHOCTEH, BKIII0Uas BOCIPUHUMAEMbIE BO3MOKHOCTH U CyObEKTUBHBIE KPUTEPHUH OLIEHH-
BaHus ku3Hu (Jleontees, 2020). IIpobrema orcyrcTBUsi pycckosizbiuHoro I1M/I-crienmduunoro
ONPOCHMKA, HAIPaBJIEHHOIO Ha UCCIIEJJOBaHNE KayecTBa KU3HU MAllMEHTOB C 3TUM JTMarHO30M, pe-
LI€HA B JJAaHHOM HccienoBanuu. [IpeacraBineH onpocHUK, MO3BOJISAIOIMI IPOBOJUTh OLIEHKY Kaue-
CTBa XHM3HU OOJBHBIX TIEPBUYHBIM KIMMYHOIC(GUIIUTOM T10 TSITH TiKanam (« TpeBora 3a CBOIO KH3HBY,
«IlepexxuBaHre CTUTMBDY, « IMOLIMOHAIBHOE COCTOSIHNEY», «OrpaHUUYEHHs B OTHOLIEHUAX», «Dusu-
YeCKue CUMNTOMBI»). Eme Tpu mkansl («Orpanudenus B padbore», «OrpaHUdeHHsI B TOBCEIHEBHOM
neaTenbHOCTH» U « TpeBora 3a mporecc JieueHus») — TpeOyIOT nanpHelei npopadoTku. Ha kave-
CTBO KU3HHU MAIMEHTOB C MEPBUYHBIM UMMYHOA€(DUIIUTOM BIUSIOT HE TOJIBKO (DaKTOPHI, HEMOCPE -
CTBEHHO CBSI3aHHbIE C caMOW OO0JIe3HBIO, HANpUMEp, XPOHUUECKOE TE€UeHHE OOJIE3HH WM YHCIIO
OJTHOBPEMEHHO MPOTEKAIOMMNX WHPEKINUH, HO U CHI)KEeHUE (YHKIIMOHUPOBAHUS MAllMEHTOB B pa3-
TYHBIX cepax ku3HU. [lepcriekTUBOM JambHEMIINX HCCIeTOBAaHUNA CTAaHOBHUTCS YTOUHEHHE U
OllIeHKa (PaKTOPHOU CTPYKTYPbI PyCCKOSI3BIYHOTO CIIENU(UYHOTO OMPOCHUKA KaUeCTBA KU3HU MallH-
eHToB ¢ I /.
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TTPUJIO>KEHUE

OHpOCHI/lK Ka4vyeCcTBa )KU3HHU NJIA NMMAIUMECHTOB ¢ IEPBUYHBIMUA HMMyHOIqu)HHHTaMH
(KK TIA)

Hncmpykuyusn

3apasctByiite! [Ipocum Bac mpoilTh aHKeTMpOBaHHWE, MOCBSIIEHHOE HCCIEAOBAHUIO KauecTBa
KU3HU. BaM MpencToWT 3amoiHUTh OMPOCHUK, 3TO 3aiiMeT mnpumepHo 15 munyTt. OreHuTe,
HACKOJIbKO 4YacTo 3a mocieanue 90 nueit Bac Gecnokounu crienyromue mnpoOneMbl. Bee Bompocs!
cTposATcs 1o cxeme «3a mocieanue 90 nHeW s UCHBITHIBAI TO WM HHOE COCTOSIHUE HHUKO-
r/1a/peIKO/MHOT1a/9aCTO/IOCTOSHHO». BaXkHO YyYUTBIBATh, UTO PeYb UAET UMEHHO O MEPHOe MpH-
MEpHO B TPU MecAIIa.

Hrak, 3a nociaennue 90 gueid. ..

1 ...51 IEPEIKUBAJ, YTO MOE€ 3JOPOBLE MO-

HUKOrga pPEaAKO nHoraa 4aCTO | IOCTOAHHO
KCT YXYAIIHUTHCA

2. | ... NCTIBITHIBAII CTpax CMCPTU HUKOrga pPEaAKO nHoraa 4aCTO | IOCTOAHHO

...MeHs 0E€CTTOKOMIIN TPOOIEMBI C KOXKEH
3. | (mATHA, IPBILIHI, TOKPACHEHHUS, BBICHINIA- | HUKOTJA | PEIKO | MHOTAA | 4acTO | MOCTOSTHHO
HUS1, BOCTIAJICHUS])

...s OECIIOKOMIICA, YTO JPYTHeE JIOIU MO-
4. HUKOT/Ia | PEIKO | MHOTJAa | 4acTo | IMOCTOSIHHO
TYT MEHS 3apa3uTh

...51 9YBCTBOBAJI HCJIOBKOCTH, CMYIICHUEC

HUKOTJIa | PEIKO | WHOTJA | 9acTO | TMOCTOSTHHO
HU3-3a CBOEro 3a00JIeBaHUS
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.| 60$IJ'IC5I, 4YTO Y MCHs CMCHUTCA JI€Ua-

6. . HHUKOTJIAa | PEAKO | MHOTAA | YacToO | MOCTOSHHO
LU Bpay

7. | ...s1 9yBCTBOBAJI 3JI0CTh HHUKOTJIAa | PEAKO | MHOTAA | YacTo | MOCTOSHHO
...s1 00sTICS TOTEPSATH PaboTy M3-3a

8. HHUKOTJIAa | PEAKO | MHOTAA | YacToO | MOCTOSHHO
HaJTMY U 3a00J1eBaHHSI

9. | ...a u3berai o0IIECTBA IPYTUX JIIOCH HHUKOTJIAa | PEAKO | MHOTAA | YacToO | MOCTOSHHO

...s1 0OSLICS, YTO Yy MEHS 3aKOHYATCS He-
10.| o6xoauMbIe MHE JIeKapcTBa/IpenapaTbl | HUKOI/Ia | PEAKO | MHOIZA | 4acTo | HOCTOSHHO
3aMECTUTENBHOU Tepanuu

...y MEeHsI BO3HHKAJIN KOH(IUKTHI HA pa-
11.| 60oTe/yuebe n3-3a HEOOXOAUMOCTH JIeUe- | HUKOT/Ia | PEAKO | MHOT/A | 9acTo | MOCTOSHHO
HHUS

...MHE OBLIO CJII0KHO 3a00TUTHCS O
12.| cBoux ONM3KHUX TaK, KaK s Aenan(a) 7T0 | HUKOT/Ia | PEAKO | MHOTZA | 9acTO | MOCTOSIHHO
00OBIYHO

...l CTAJIKMUBAJICSI C HETIOHUMaHUEM
CTPYKTYpBI T€paluy HapyIeHUH UMMY-

13. HUKOI'ZIa | PEIKO | MHOrJa | 4acTo | IHOCTOSIHHO
HUTETA CO CTOPOHBI MEUIIUHCKOTO Tep-
coHama
...s1 onacascs MOOOYHBIX PeaKkIUi OT

14. HUKOIZla | PEOKO | MHOrJa | 4acTo | IMOCTOSIHHO
BBEJICHUS] UMMYHOITIO0yJIMHA

15.| ...s1 uyBCcTBOBaJI ceOsl MOJaBIEHHBIM HUKOIZla | PEOKO | MHOrJa | 4acTo | IMOCTOSIHHO
...MHE Hy»Ha ObljIa TOMOIIIb B YXOJ€ 3a

16. HUKOIZla | PEOKO | MHOrJa | 4acTo | IMOCTOSIHHO

co0oit

...s1 6osICs, UTO MHE MPHUJIETCS CIOPUTD
17.| unum BcTynaTth B KOHQUIMKT C IPEJICTaBU- | HUKOTAA | PEAKO | MHOIZA | YacTO | MMOCTOSIHHO
TEJSIMU CHUCTEMBI 3/IpaBOOXPaHEHUS

18.| ... ObUT 03200YCH CBOUM OYIyITUM HUKOTJA | PENKO | WHOTJA | YacTO | MOCTOSIHHO
...s n30eraja HeoOXOIMMOCTH COOOIIATh

19. HUKOT/Ia | PEIKO | WHOTJA | 9acTO | TMOCTOSTHHO
JIPYTUM O CBOEM 3a00JIEBaHUH

20.| ...MHE OBLIO TPYCTHO HUKOTJIa | PEIKO | WHOTJA | 9acTO | TOCTOSHHO
...MHe OBLIO CTpAIITHO, YTO sl HE CMOTY

21. HUKOTJIa | PEIKO | WHOTJA | 9acTo | TOCTOSTHHO
MOJTYYUTh HEOOXOUMYIO IIOMOIIH

22.| ...y MeHs ObuIa 1uapes HUKOTJIAa | PEIKO | MHOTAA | 4YacTO | MOCTOSHHO
... 5l CTAJIKMBAJICS C TIPEepBIBAHUEM HEO0-

23. HUKOTJIA | PEIKO | MHOTAA | 4YacTO | MOCTOSTHHO

XOAUMOM MHE Tepanuu
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24. .a YYBCTBOBAJI ce0s OJMHOKHUM HHUKOrjga pPEAKO nHoraa qaCTO | IIOCTOAHHO

...sl IYBCTBOBAJI ce0s1 O0Jiee 3aBUCHMbBIM

25.
OT JPYTHX, 4YeM OOBIUHO

HHUKOrjga pPEAKO nHoraa qaCTO | IIOCTOAHHO

...MHE MIPUXOUIIOCH JOOMBATHCS JIEKap
CTBEHHOT'O 00eCIeueHMsI B TPETEH3UOH-
26.| HOM TIopsiKe (TI0aBaTh JKaI00bI, HUKOTJA | PEIKO | MHOTJA | 4acTO | MOCTOSIHHO
3asIBJICHHS, O0paIIaThCs 3a pUIHUe-
CKOM MTOMOIIIBIO)

...s1 OBLT BBIHYK/ICH TPOITYCTUTH pa-
27.| 60Ty/yuely u3-3a peryJsipHOi 3aMeCTH- | HUKOTJAa | PeIKO | MHOTAA | 4acTo | MOCTOSHHO
TEJIbHOM TepaIlnu

...MHC IIPUXOAUITIOCHh MCHATH IUCTY, OT-

28. HUKOTJA | PEIKO | MHOTJA | YacTO | MOCTOSIHHO
Ka3bIBAThCS OT MPUBBIYHBIX IPOAYKTOB
...s1 9yBCTBOBAJI HETIOHMMAHHUE CO CTO-

29.| poHbI OJIM3KHX 0€3 HAPYIICHHI UMMY- HUKOTJa | PEIKO | MHOTAA | 4acTO | MMOCTOSTHHO

HUTETa

30 ...q2 YYBCTBOBAJI cebs YMHPOTBOPCHHBIM | HUKOI'Ia PCIAKO nHoraa 4aCTO | IIOCTOAHHO

31. ...y MCHA OBLI Kalieab HUKOrga pPEaAKO nuHoraa qaCTO | IIOCTOSHHO

... Sl IYBCTBOBAJ MOJIJIEPIKKY CO CTO-
32. HUKOTJIAa | PENKO | WHOTJA | YacTO | MOCTOSIHHO
POHBI METUIIMHCKOTO TIepCOHAaNa

...MHE OBIIO CIIOKHO 3aHUMATLCS CBOEH
33. - N N HUKOT/Ia | PEIKO | WHOTJA | 9acTO | TOCTOSTHHO
00BIYHOM paboToil/yuedoit

... HC MOTI' HUYECTO IIJIAaHUPOBATh HA JJIN-

34. N HUKOTJA | PEIKO | MHOTAA | 4YacTO | MOCTOSTHHO
TEJIbHBIA CPOK
...y MEHsI ObUTH TPYJHOCTHU C TE€M, YTOOBI

35.| mpoBecTH CBOOOIHOE BpeMsl, KaK HUKOT/a | PEIKO | WHOTAA | 4acTO | MOCTOSTHHO
0OBIYHO
...5l 9yBCTBOBaJ ce0st OOJILHBIM UeJIOBE-

36. oM HUKOT/Ia | PEIKO | WHOTJA | 9acTO | TOCTOSTHHO
... IyBCTBOBAJI CMYIIICHHE U3-3a (PH3H-
YECKUX MPOSIBJICHUM, CBSI3aHHBIX C 00-

37. HUKOTJa | PEIKO | MHOTAA | 4acTO | MOCTOSTHHO

JIC3HBIO WM JICYCHUEM (JIrapes, Habop
Beca, MpoOIeMBbI C KOKeH)

...sl ICIIBITBIBAJI CTPECC M3-3a HE0OX 01U~
38.| MocTH OTCTauBaHUS CBOUX IIpaB Ha Jic- HUKOIr'ga pPEAKO nuHoraa qacTo IIOCTOSTHHO
KapCTBEHHOE o0ecreyeHne
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Knrou | Key
Tpesora 3a cBoto xu3nb / Worrying about own life: 1, 2, 4, 18
IepexxuBanue crurmel / EXperiencing the stigma: 5, 19, 36, 37
Tpesora 3a nporiecc seuenust / Anxiety about the treatment process: 6, 10, 14, 21
OMonmoHanpHOe cocTtossaue / Emotional State: 7, 15, 20, 30*
Orpanunuenus B pabote / Work restrictions: 8, 11, 27, 33
Orpannuenus B otHomenusx / Limitations in relationships: 9, 24, 25, 29
OrpanuveHus B MOBCEIHEBHOM jJeaTenbHocTH / Limitations in daily activities: 12, 16, 25, 28, 34, 35
®uznyeckue cumntomsl / Physical symptoms: 3, 22, 31

Tpyanoctu ¢ yedeHuneM W cucremoil 3apaBooxpanenust / Difficulties with treatment and the
healthcare system: 13, 17, 23, 26, 32, 38

IHpumeuanue: * — «oOpaTHBII» BOTIPOC.
Note: * — the inverse question.
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