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Summary: The authors of the article address the problem of the quality
of life of families raising disabled children. The purpose of the article is
to present and analyze the positions of modern foreign (american and
european) researchers studying the quality of life of families raising
children with disabilities. The significant increase in the number of studies
in this area in the last decade allows us to solve an important problem
in the study of childhood disability, namely the implementation of an
integrated theoretical and methodological approach aimed at revealing
the perspectives and experiences of children with disabilities in relation
to the quality of their lives and inclusion, including the points of view of
parents and other key stakeholders would provide a better understanding
of how key actors in children’s lives place meaning on the child’s quality
of life and participation and how this relates to how children perceive
their own life situations. Large-scale survey studies allow results to be
compared on structural variables relevant to policy and practice, such as
resource allocation. Comparisons with children without disabilities have
been a significant and valuable part of the research conducted, especially
with regard to child self-reported data. Comparison of the responses of
children and their parents, as well as comparison with a group of children
who are not disabled, helps to highlight contradictions and pay due
attention to methodological and conceptual problems when planning
quality of life studies, which can contribute to increasing the reflexivity
of practitioners organizing and providing assistance to children. disabled
people and their families.
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AHoTawmA: ABTOpbI CTaTby 00PALLAKOTCA K NpobiieMe KauecTBa Xu3Hu cemei,
BOCTUTBIBAIOWYX [eTeii-UHBANMAO0B. Llenb TaTbit — NPeACTaBUTL U NpoaHanu-
31IPOBaTb NO3MLMM COBPEMEHHDIX 3aPYOEXKHbIX (aMEPUKAHCKWX 11 €BPONENCKIX)
MCCeoBaTeNel, U3yHaloLX KAUeCTBO KU3HM CeMe, BOCTUTBIBAIOLMX AeTeil-
VHBANNA0B. 3HAUNTENbHbIA POCT UNCNA UCCNEA0BAHUI B JaHHOI 0651aCTI B Mo-
(lefiHee fecATUNETIE MO3BOAET PeLLaTh BaXKHYI0 3aauy B M3yUeHM [ETCKOI
VHBANNAHOCTH, @ UIMEHHO PEAN3aLIMi KOMMNEKCHOTO TEOPETUYECKOTO It METO-
[AONOrYECKOr0 NOAX0AA, HANPABAEHHOTO Ha PacKpbITUE MEPCNEKTUB U OMbiTa
J€Tedl ¢ OrPaHNYEHHbIMU BO3MOXHOCTAMI B OTHOLIEHNUHN KAUeCTBa X KM3HU 1
VHKII03U, BKAIOYEHIE TOUEK 3peHUA POUTENedi 1 APYTUX KNIoUeBbIX 3auHTepe-
COBAHHbIX CTOPOH MO3BOMMNO Gbl SlyuLLIe NOHSATD, KaK KiloueBble AeiCTBYloLME
JIALQ B KU3HY [eTeil NPUAAIOT 3HAUEHIE KAuecTBY KU3HM U YuacTUio pedenKa
W KaK 3T0 B3aMOCBA3AHO C TeM, KaK €T BOCPUHUMAIOT (BOW COBCTBEHHbIE
KU3HEHHble cATyauu. KpynHomacwuTabHble cciieoBaHUA-0NpoChI Mo3BoAAIT
(PaBHUBATb PE3YNIbTAThI N0 CTPYKTYPHBIM NMEPEMEHHBIM, IMEIOLLMM OTHOLIEHNE
K NOAUTUKE U NPAKTUKe, HANPUMEp, B OTHOLIEHUN PACTIpeaeneHns pecypeos.
(paBHeHwe C AeTbMM, He UMEIOLMMIA MHBANUAHOCTIA, GbIO 3HAUUMOI 1 LiEHHOI
YaCTbio NPOBE/EHHDIX MCCIIE0BAHMI, 0C0OEHHO B OTHOLUEHINM AAHHDIX, CO06LLA-
eMblX camumu ieToMu. COnocTaBreHIe OTBETOB AeTeil U UX POANTENEld, a Takke
CpaBHeHHe C rpynnoii feTeil, He ABNAIOLMXCA UHBANMAAMIA, TOMOTAET NOACBE-
TUTb NPOTUBOPEUNS 1 YAENATb AOMKHOE BHUMAHIE METOAONOTMYECKUM U KOH-
LenTyanbHbIM Npo6semam npu NaHUPOBAHM MCCIIELOBAHMI KAuecTBa KU3HMU,
4TO MOMXET (N0COBCTBOBATb POCTY PEGNEKMBHOCTH CMELMANUCTOB-NIPAKTUKOB,
OPTraHy3yHOLLMX M 0Ka3bIBAIOLMX NOMOLLb AETAM-UHBANAAAM U X CEMbAM.

Kntoyessle c108a: LeTU-UHBANNADI, KAYECTBO XKM3HU, CEMbU, KN3HEHHbIE nTya-
uun, 3apy6e>KHb|e nccnepoBatenu.

n obnacten 3HaHMA [1-9]. ViccnegoBaHna KavyecTBa »KU3HU
cemell, BOCMUTLIBAOLWINX AeTeln-UHBANMUAOoB, 3a nocneaHue
rofilbl HAXO[AT OTPaXKeHMe BO MHOIMX MEXAUCLUMNIMHAP-

HbIX TRYAHOCTEN OTHOLEHWNIA.

1 CraTbs MOATOTOBMEHa B PamMKax BbINOAHEHNA rOCYAapCTBEHHOrO 3afaHna MUHUCTePCTBa HayKM 1 0bpa3oBaHua POCCUIACKOW
Mepepaunu, npoekt FEME-2023-0011 «[1cuxonornyeckoe ConpoBoxaeHe ceMeit AeTen-MHBanvaos npu BO3HUKHOBEHU BHY TPUCEMEN-

2 The article was prepared as part of the state assignment of the Ministry of Science and Education of the Russian Federation,
project FEME-2023-0011 «Psychological support for families of disabled children when intra-family relationship difficulties arise».
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HbIX NCCNEefoBaHMAX, NbITAOLWMXCA PpacCMOTPETb Npobnemy
KoMniekcHo [10-16].

Lenb ctatbum — npeactaButb M MPOaHaNM3UpPOBaTb
no3uLMnN COBPEMEHHbIX 3apybeXXHbIX nccnepoBaTtenen,
M3YYaloLWMX KauyeCTBO »KM3HU Cemeil, BOCMUTbIBAIOLLNX
neTen-nHBannaoB.

Hamu 6biny npoaHanv3npoBaHbl aMepUKaHCKne un
eBpornenckne 1nccreqoBaHNs AaHHOW NMpobrembl 3a Mne-
pviog ¢ 2012 r. no 2022 r. 9T0 B OCHOBHOM Hebosblune
KauecTBeHHble nccnegosaHua (Stalker, 2012, Egilson S.,
Olafsdottir L, Hardonk S. 2021), a TakXe macwTabHoe nc-
cnepoBaHMe pesynbTaToB ONpoca pPoauTenen, BOCANUTbI-
BaloOLMX aeTein c orpaHnyeHmnamu (Silva u gp., 2019). MHo-
rme M3 3TUX UCCNefoBaHUN NPefoCTaBAAIT YaCcTUYHYIO
onuvcaTesbHyl0 TOUKY 3peHust 6e3 npeTeH3un Ha Teope-
TYyeckoe 060CHOBaHMe BblAB/IEHHbIX 3aKOHOMEPHOCTEN,
YTO OrpaHNYMBAET BO3MOXHOCTb TLWATENIbHOIO M3YYeHuA
C/TIOXKHOW OVHAMUKN YYacTUA AeTen 1 MONOAbIX nogen C
OrpaHNYEHHbIMM BO3MOXKHOCTAMUN 300POBbA, @ TakXKe Ka-
YyecTBa NX XKU3HW.

CnenyeT OTMETUTb, UTO U3-3a OTCYTCTBMA HEOOXOAMMON
ajanTaunm MeTOAMK MHBANMAHOCTb YacTo MJIOXO npea-
CTaBfleHa B WCCNefOBaHUAX, LENbio KOTOPbIX ABMAAETCA
npepocTaBieHne BaXHOW MHPopmaunm o Gnarononyynu
B COLMANIbBHOM KOHTEKCTEe. ITO NMOCY>KMIO0 NPEeAnoChbIKON
ana obpauweHusa K nccnegosanuto IFE-DCY, uenbto KOTopo-
ro 6b1/10 OLEHNUTb KauyeCTBO U3HW AeTeNn-MHBANMAO0B, Mo UX
CNoBaM, U NPeACTaBAEHUIO NX POAUTENEN.

B cTaTbe onncaHbl An3ariH nccreaoBaHmaA, METOA0NOr s
N METOABI, @ TaKKe OCHOBHble pe3ynbraTbl. [1pefcTaBneHbl
pas3finyHble METOLOMOrMYecKne 1 3Tryeckne npobrembl
N TO, KaK OHU ObiNn pelleHbl B CBA3WN C UCMONb30BaHNEM
KPUTUYECKOTO MoAaxofa K UCCNefoBaHUSM WUHBANUOHOCTU
(Goodley et al., 2019) B coueTaHUM C NPUMEHEHUEM CMe-
WwaHHbIX meTonoB (Mertens., 2013).

OueHKy AMHaMUKK KayecTBa XM3HW AeTeNn-nHBaNuaoB,
BO3MO>HO, Jlyyllle BCEro 1U3y4aTtb C MOMOLLbIO CMELLaHHOro
METOAA, KOTOPbI NMO3BOMAET MOMyYaTb U CpaBHUBATb 06-
LUNPHbIE KONMMYeCTBEHHbIE N KayeCTBEHHbIe JaHHble. XOTA
KaueCTBO XM3HM 1 NMOKa3aTeNn yyacTua BaxkHbl Ansa obecne-
YeHMA BO3MOXKHOCTU CPABHEHWA PENTUHIOB AeTen C NHBa-
NIMAHOCTbIO N HE MHBANUAOB U NX poanTenei, OHU, TeM He
MeHee, UMeloT HefOCTaTKN, NMOCKOJIbKY He MPUHMMAIOT BO
BHUMaHME YHUKAJbHYIO TOUKY 3peHUs KaXKAoro pebeHKa Ha
3HAYMMOCTb YCTAHOBJIEHHbIX NCUXOSIOraMM HOPM KayecTBa
XKU3HN.

Mo Halwemy MHeHMIo, 3apybexHble nccnefoBaTeny He-
[IOOLIEHUBAIOT LWIMPOTY AMana3oHa OTHOLWIEHUA K XKM3HEH-
HbIM LIEHHOCTAM Yy MNpefCTaBUTENeN PasfNYHbIX KyNbTyp
(Gibson, 2016). Takum 06pa3om, UToObI TLATENBHO U3YUUTb
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obLme YepTbl U PasNMuUAa Mexay OnbiToM AeTell C orpa-
HUYEHHBIMW BO3MOXXHOCTAMM 3[0POBbS, Mbl 0ObefNHUIN
KONMMYeCTBEHHbIE MOKa3aTenu C aHaiM30M TOYeK 3peHus
3aUHTEpPEeCcoBaHHbIX CTOPOH C MOMOLLbI KOHTEHT-aHanu3a
CTaTel, ONUCbIBAIOLMX OTAE/bHbIE CllyYau.

CpaBHMBas W MPOTUBOMOCTABNAA PaA3/INYHbIE TUMbI
JaHHbIX, Mbl CTPEMUNCL NPefOCTaBUTb LUMPOKMIA CNEKTP
MOHMMaHUsA acrneKkTOB, KOTOpble 06NeryaT Uv orpaHnYm-
BalOT KAUeCTBO XM3HW AeTelN C OrPaHNUYEHHbIMY BO3MOXHO-
CTAMY 300POBbsi. Mbl TakXKe CTPEMUNICH ONPEAENNUTb PEKO-
MEHZALMN NO PACLUMPEHMIO KX BO3MOXKHOCTEN 1A y4acTuUs
N NPOXKNBAHNA «XOPOLLEN XKN3HW.

CNnoXHOCTU OLEHKMN GEHOMEHA «KaueCcTBa XNU3HU» U Bbl-
CoKaf CyObeKTUBHOCTb Cco3AatoT Npobnembl Ans AmM3ariHa u
MEeTOZ0orI UCCeaoBaHnin, 0CObeHHO Korga nuccnenoBa-
HVe HamnpaBJieHO Ha MOoJlyyeHre Kak 0606LEeHHbIX 3HAHWIA,
TakK U ryO6oKOro MOHUMAHUA TOro, Kak MHAMBUAYaNbHbI
onbIT opMUpPYeTCA B ONpeAesieHHbIX KOHTEKCTax.

Mbl onvpanucbk Ha MCCNeoBaHKe B paMKax KpuTuye-
cKoro nopxofa K mHeanugHoctu (Goodley, 2014; Goodley
et al, 2019; Meekosha & Shuttleworth, 2009), koTopbiii
CNoco6CTBYET NMOHMMAHWIO GEeHOMEHa «KauyecTBO MU3HU».
TeopeTNKOB KPUTUYECKUX WUCCIeA0BaHUA WHBaNVAHOCTU
06beAnHAET MHEHVE O TOM, YTO JIOAM C OFPaHUYEHHBIMU
BO3MOXHOCTAMM 3[40POBbA HeJOOLEHMBAOTCA U NogBep-
raloTcA AUCKPUMUHALMM, U YTO 3TO HEBO3MOXKHO V3MEHUTb
MPOCTbIM M3MEHEeHMeM 3aKoHOoHaTeNIbCTBA W MOMUTMKM
(Goodley et al., 2019). Bmecto 3T0ro0 HEOOGXOAUMbI HOBblE
$OpPMbI 3HaHWIA, KOTOPbIE LEHAT OMbIT NOAEN C OFpPaHNYeH-
HbIMV BO3MOXHOCTAMYM KaK 3KCMepToB, NMomoramowmx 6o-
pOTbCA C MapruHanmsaumen n nonauymen. B coorsetcTenm
C 3TIM NOAXOA0M, laHHOE uccnefoBaHne GoKycupyeTca Ha
MHOTFOUYUCTIEHHbIX HEJOCTaTKaxX 1 B3aVIMHbIX NpoLeccax nc-
KJloUYeHWA, KOTopble MOTYT MNOBAMATb Ha KaUYeCTBO XU3HU 1
yJyactue geten-uHBanuaos.

WccnepoBatenn cTpemMmnucb K3y4nTb BO3MOMKHOCTM
NS XOPOLUeN KU3HW B HEHOPMATUBHbLIX OpraHu3aumax
1 NPOTMBOCTOATb MMMEPaTMBY, COMMacHO KOTOPOMY [eTu
JOJIKHbl COOTBETCTBOBAaTb HOPMATVBHbLIM MONOMEHUAM.
Yepes 3Ty KpuUTUYECKYlO MpPr3MYy BbIABMANOCH OTHOLLe-
Hue K cBoemy Teny, smounn n adpdekTbl, B TO BpeMa Kak
KyNbTYpHble U CTPYKTYPHbIE CMCTEMbI, MeLlaloLine XNUTb C
OrpaHMyYeHHbIMU BO3MOXKHOCTAMK, NMOABEPralTCa KpUTK-
Ke (Goodley et al., 2019; Meekosha & Shuttleworth, 2009;
Meekosha et al., 2013).

BoNbLIVMHCTBO MCcCneqoBaTeNen CUNTaOT, UTO OCHOBOA
TEOPETMNUECKOIN MepCrneKkTVBbl ABNSETCA npeobpasytolas
06LLeCcTBO CTPYKTYpa, KoTopas GpOKyCcUpyeTcsa Ha reHepu-
POBaHWV 3HaHWI, UMEIOLWNX OTHOLLIEHWE K COLMaIbHOMY
KOHTEKCTY 1 TMOJUYEPKMBAIOLWMX COLMaNbHY0 CrpaBes-
JINBOCTb, POfb KYNbTYPHbIX Pasuunini B onpefeneHunu
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peanbHOCTU XN3HW UHBANNLOB U KOHKPETHble BOMPOCHI,
Ba)KHble [N MapruHanM3npoBaHHbIX rpynn (MepTeHc,
2007; Mertens et al.,). 3To cornacyeTca C HaWUM KpuTrde-
CK/M MOAXOAOM U MOACBEYMBAET BaXKHOCTb MpPOBEAEHUsA
NccnefoBaHWiA, HaMpaB/ieHHbIX HA YKpenseHre fJoBepus K
YyUYacTHMKaM 1 NPO3PaYHOCTb Lienen 1 ctpaTermin nocpea-
CTBOM MapTHEPCTBa M Ananora Mexay nccienoBatenamm v
coobuiectsaMu MHBaNVAOB.

Cratba 7 KoHBeHUMn 0 npaBax uHBanugos (OpraHusa-
uma O6beanHeHHbIx Hauwmin, 2007 T.) rMacuT, YTo MHEHUAM
neTen-uHBaNMAoB CneayeT yaenaTb JOMKHOE BHUMaHWe Ha-
paBHe C MHEHUAMUW APYrUx AeTel, OfHaKO eCTb MPU3HaKK
TOrO, YTO UX MOTYT He YCNblLLATb UM €CTb OMaCeHUs, YTO OHN
He OyayT NPUHATbHI BO BHUMaHWeE B NCCNIeOBaHMAX U NpaK-
Tuke (Andersen & Dolva, 2014, Bekken, 2017; Einarsdottir &
Egilson, 2016; Wickenden, 2019).

CocpeaoToUunB BHMMAHME Ha PACKPbITMM MPOLIECCOB
MoJyYeHns 3HaHUN O CAMOM MOHATUN KAUeCTBO »KU3HW» 1
«VHKJ03MBHOCTbY», UCCIefoBaTeny MPUXOAAT K BbIBOLY O
TOM, YUTO OHU YaCTO MJIOXO WV HEALEKBATHO OMpPefesieHbl,
NMOCKOMNbKY pa3sHble UCCNefoBaTeNn U AUCLUNNHBE UMEIOT
pa3Hoe NoHMMaHYe TOro, YTO »KefaTeslbHO, MOCKOJIbKY pas-
Hble 1CCneoBaTenu v OQUCLMMIIVHBI UMET Pa3Hoe MOoHU-
MaHWe TOro, YTO »KefaTeslbHO 1 BaXKHO U YTO NpeacTaBnseT
coboi «xopoluas *un3Hb» (Coster et al., 2012); Dahan-Oliel et
al., 2012; Dijkers, 2007; Fayers & Machin, 2016; Gibson, 2016;
Haraldstad et al., 2019).

OpHako 60MbLUNMHCTBO YUEHbIX CXOAATCS BO MHEHUU, YTO
KauecTBO »M3HW — 3TO MHOrOMepHaa KOHCTPYKUMA, OTpa-
Xatolaa BOCNpUATE YeSIOBEKOM CBOEW XMN3HW 1 Gnarono-
nyunsa (Whogol Group, 1995). icnonb3oBaHue nokasatenen
KayecTBa »*M13H1 (Qol) BaxkHO A obecneyvyeHnsi BO3MOXKHO-
CTV CPaBHEHMA MexXay rpynnamMmu, Hanpumep, Mexxay B3rns-
namn geter-uHBanuAoB n ux pogutenen (Ravens-Sieberer
etal., 2005).

Tem He MeHee, NMoAo6Hble M3MepPeHWA Mpennonaralor,
UTO KauyecTBO >KM3HW SABMSAETCA 3apaHee CyLeCTBYIOLLMM
CTabWNbHbIM OOBEKTOM, KOTOPbIA MOXHO OBOHapyXuUTb
n un3meputb. CTaHZapTv3aumsa HeusbexHO HaBA3bIBAET
onpefeneHHble HOPMATVBHbIE NPEACTaBNEHNA O TOM, YTO
npeacTaBnsieT cobol xopolas »KM3Hb, npeanaras Habop
BapWaHTOB, KOTOPbIE HE MPVHUMAIOT BO BHUMAHME B3rNAgbl
NoAeN Ha 3HAYMMOCTb KaXoro 13 3TUX BapvaHTOB No OT-
HOLEHWIO K nX *un3Hn (MmbcoH, 2016).

MpencraBneHna o ToM, YTO NpefcTaBaAeT cobon Xopo-
LUAA UK NIOXas XKM3Hb, ABIAIOTCA YacTblo 6onee LWMpPOKoro
penepTtyapa CcouuanbHO YKOPEHEHHbIX yOexaeHW, KOTo-
pble onpefensAioT, KaKk oAy HauMHalT MNOHMMaTb ceba 1
Apyrux. Xota cy6beKTMBHaA yOOBNETBOPEHHOCTb XKU3HbIO
nponaraHaupyeTcA Kak Havnbonee BaxHaA KOHLeNTyanu-
3aUMA KayecTBa XM3HW, cnepyeT npr3HaTh, YTO MHAMBUAY-
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anbHble onpegeneHns yaoBIeTBOPEHHOCTU He NPOVCXOANT
B COLMaNbHOM BaKyyme, a ckopee GopMUpYTCa npeoba-
JAOLWMMY HOPMATUBHBIMK AUCKYPCaMU HOPMANbHOCTW 1
VHBANIMLHOCTL.

TakvM 06pa3oMm, JIMUHbIE CYXKLOEHNA O KauecTBe XM3HU
Bceraa GopMMPYIOTCA B COLMOKYNbTYPHOI Cpefie, BO Bpe-
MeHV 1 NPOCTPAHCTBE, a TaKXKe Mo BIMAHMEM Hernocpea-
CTBEHHbIX 06CTOATENBCTB, BO3MOXHOCTEN, SMOLIMIA 11 COCTO-
AHMA yma (TmbcoH, 2016).

NHKNo3na Takke ABNAETCA MHOFOMEPHbIM ABJIEHU-
eM 1 OObIYHO OMUCHIBAETCA KaK BOBJIEUYEHHOCTb YesioBe-
Ka B »KM3HEHHyK cuTyaumio (BcemmpHaa opraHusauma
3apaBooxpaHeHus, 2001), noguyepKkrBasa MNOBCeAHEBHOe
bYyHKUMOHMPOBaHME U coumanbHble ponu. Hekotopble
yKa3blBalOT Ha OTCYTCTBME KOHLIENTYallbHOW ACHOCTU W
ornepaunoHanM3aunn NoHATUA «MHKN3MA» (Maxwell et
al.,, 2012; McConachie et al., 2006; Piskur et al., 2014), Ho
06bIYHO OMUCBIBAIOTCA BAa OCHOBHbIX U3MEPEHUs: 0O beK-
TUBHOE NU3MepeHUne, oTpakatoLee BKIOUYEH NN KTO-N6O B
NOBCEAHEBHYIO COLMANbHYO AeATENbHOCTb B ONpPeaeneH-
HOW cpefie, a TakKe CyObeKTUBHbIN acreKT, OTpaKatoLmi
BOBJIEUEHHOCTb, YYBCTBO MPUHAAIEXHOCTM 1 YAOBNETBO-
PEHHOCTb CTEMEHbIO0 BOBIIEUEHHOCTU B 3Ty cpey (Anaby et
al.,, 2014; Coster et al. ., 2012).

B 3Tux nccnenoBaHmMAX KOHKPETHO paccMaTprBannchb Co-
LManbHble 1 MaTepuasbHble 0COGEHHOCTU TUMNYHON Cpefbl
JeTel 1 MoNoabIX NoAel 4OMa, B LLKOJIE U B X cO00LecTBax
(Hanpumep, couranbHble OTHOLIEHWSA, NPAKTUKL U TPagu-
unn, prsnyeckoe TeNoCIOXKeHNE, CEHCOPHOE BOCMpUATUE),
4TOObI OMpefenunTb, B Kako CTerneHn OHM MOTyT y4acTBO-
BaTb B PA3/INYHbIX YPOBHSAX NHKI03MKN. KpOMe TOro, Kak 3Tu
0COOEHHOCTM OKpY»KatoLeln cpefbl MOBAUANN HA pa3BuTME
Yy VIHBAIMJOB afantauumn v NPUHATKA, KOTOpble MOrnu Obl
cnoco6cTBoBaTh MHKM03UK (Egilson & Hemmingsson, 2009;
Egilson, Jakobsdottir, et al., 2017; Egilson et al., 2018; Imms
& Granlund, 2014; Kpurep n ap., 2020).

OnupasAcb Ha 3TO coyeTaHne KPUTUYECKUX UCCeaoBa-
HUIA WHBANNOHOCTA, Mbl CYMTAEM, YTO 3anafHble NCUXONO-
MM BblOBWralOT Ha MepPBbI MJIAH B3rNAObl U NepCneKkTUBbI
[eTel C orpaHMYeHHbIMM BO3MOXHOCTAMM 340POBbS, Npe-
XKOe BCero Kak yuyeT BOCNPUATUA U OXKUIAAHNA UX POAUTENEN
U JPYrux KrueBblX 3avHTEPEeCOBaHHbIX CTOPOH, YTOObI
nyylle MOHATb POJib COLMANbHBIX KOHTEKCTOB, B KOTOPbIX
dopMmpoBancs onbIT AeTel. DTO BKOYao peleHns OTHO-
CUTENIbHO UHKJI03UK, MPUHATbIE Pa3fINYHbIMU 3aUHTEPECO-
BaHHbIMV CTOPOHaMMU, @ TaKXe CTPYKTYpamu 1 npoLieccamu,
KoTopble CMoco6CTBOBaNN MW OrPaHNYMBAN UHKIO3MIO
JeTen N MONOAbIX Ntoden C OrpaHMyYeHHbIMY BO3MOMXHOCTA-
MU, X O6LLee KauecTBO XM3HU 1 6rarononyuve.

Ocob60oe BHMMaHMe aBTOpPbl 00pallaloT Ha B3anMoaen-
CTBUE MeXIY COUManbHbIMM U MaTepuanbHbIMU OCOOEH-
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HOCTAMU U Mpoueccamm, KOTopble BAUAIT Ha KayecTBO
YKM3HU. DTO ObI10 peann3oBaHoO NOCPEACTBOM OCOOOTrOo aK-
LeHTa Ha (1) ponu areHTHOCTU 1 CONPOTUBAEHUS, (2) ponu
A3blka BO B3aMMOZENCTBUAX MeXAy AeTbMU U APYrUMim
3aMHTEPECOBaHHbIMU CTOpOHamu, (3) B3aMmogencTeme
MeXK )y ONbITOM [ieTel C OrpaHNYEeHHbIMM BO3MOXHOCTAMU
1 Cpedon, B KOTOPOW OHU yyacTBOBanu, U (4) nepeceyve-
HVEe NHBANIMOHOCTUN C APYTMU acneKTamMu XXN3HN feTeln 1
MONoAbIX Ntoaen.

Bbinn paspaboTaHbl BOCEMb UCCNELOBATENBCKUX MOA-
XO[OB: YeTblpe KONMYECTBEHHbIX W YeTblpe KauyeCTBEHHbIX
meToga.

1. Kak petu-uHBanuabl OLLEHVBAOT CBOE KaueCTBO IN3-

HU MO CPaBHEHWIO C ieTbMU 6€3 UHBANNGHOCTU?

2. Kak getu-nHBanmgbl OLeHNBAKOT CBOE KauyeCTBO »KM3-
HW MO CPAaBHEHWIO CO CBOVIMU POAUTENAMN?

3. Kak poautenu geTen-mHBanMAoOB OLEHMBAOT Kaue-
CTBO »KM3HM CBOMX AETeN Mo CPaBHEHWIO C pOaUTeNs-
MU feTeli 6e3 UHBaNMAHOCT?

4. Kak pogutenu feten-nHBanMaoB OLEHMBAIOT yyacTne
CBOVIX AeTel 1 NoadepKKy OKpy»KatoLlen cpefbl no
CPaBHEHUIO C poanTensMmM aeTen 6e3 MHBaNMAHOCTI?

5. Hackonbko npepctaBneHuA eten U MONOAbIX Jt0-
Jeln C orpaHMYeHHbIMM BO3MOXHOCTAMU O KayecTse
CBOEW KMN3HW OTNINYAIOTCA OT NPeACcTaBAEHNA CEMbM,
Apy3en 1 yunTenem n Kak 3To MOXXHO NOHATb?

6. Kak couunoKkynbTypHasa 1 maTepuanbHas cpepa B3a-
MMOCBA3aHa C KAUeCTBOM XWU3HU 1 yyacTnem aeTein-
MHBanMaoB?

7. Kakum obpasom AeTn C OrpaHUYEHHbIMU BO3MOMX-
HOCTAMU aKTMBHO YYaCTBYIOT B BaXHbIX (IMYHO MMU
onpegenaemMblx) acnekTax CBOem XXn3Hn?

8. Kak KOHCTPYKT «KauecTB »KU3HU» N UHKI03MA B3aun-
MOCBf3aHbl B XWU3HWN JeTel C OrpaHNYeHHbIMU BO3-
MOXKHOCTAMN?

WccnepgoBaTtenn oTMETUNN, YTO AU3ANH CO CMELLIAHHBIMI
METOAAMU Haufyywmnm obpa3om MoAXoauT Afis nosyde-
HWA MHOTOTPAHHON KapTMHbI KauecTBa »KMU3HWU 1 UHKII03UK
(Carroll et al., 2018; Gibson et al., 2014). NepBoHavYanbHO
Ha «3Tane KapTupOoBaHUA» OHN UCMONb30BaaM ONpPOChl ANA
CpaBHEHVA PENTUHIOB KayecTBa XN3HU MeXay AeTbMU-VH-
BaNMZaMuM 1 eTbMY 6€3 HBANUAHOCTY, MeXAy AeTbMU-NH-
BanMZaMu 1 UX PoaUTENAMY, a TaKkKe Mexay poauTenamu
[eTel-MHBaNUAoB 1 fAeTeli 6e3 UHBANMAHOCTL. 3aTem npu-
CTYNWAN K «3Tany aHanm3a», COCTOALLEMY U3 KaueCTBEHHbIX
TeMaTUYeCKNX UCCIefOBaHUA U MHTEPBbIO B GOKyC-rpyn-
nax, 4tobbl MOMYUYUTb OOLIMPHYI0 MHPOPMALMIO O CUTYya-
LMAX N NepcnexkTMBax AeTen 1 Monoabix nogen ¢ orpaHn-
UEHHbIMY BO3MOXHOCTAMMW. ITOT 3Tan Obin pa3paboTaH ana
npefocTaBieHnA CTaTUCTUYECKON MHPOPMaLMKM O KauecTBe
XKU3HW, YHacCTUM 1 OKpY»KaloLlen cpefe geTen-nHBannaos B
Bo3pacTte 8-18 net. MI3yunnu, Kak Aetu C orpaHNYeHHbIMU
BO3MOXKHOCTAMU 3[00POBbA OLIEHUBAIOT Pa3fiNyHbIe acnek-
Tbl CBOEr0 KauyecTBa XM3HU, 1 CPAaBHWUIIM 3TO C TOUKaMU 3pe-
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HUA NX poauTenen, fetein 6e3 MHBANNAHOCTM U NX poauTe-
nein, utobbl NepeaaTh CyLEeCTBYIOLE CXOACTBA U Pa3nnyms.
Kaxzgbii cnyuain 6b11 cocpefioToueH Ha pebeHKe-mHBanmae
1 BKIOYAN MHTEPBbLIO C peGEHKOM 1, MO KpaliHeln Mepe, ¢
OLHMM POJMTENIEM U OLHUM yumTeNneMm, a TakKe Habnoge-
HUSA Y aHANN3 OKYMEHTOB.

WNccnepoBaTenbckan rpynna pa3paboTtana pykoBoACTBa
Nno NPOBeAEHNI0 NHTEPBbLIO ANA AETeN, POJUTenen N K-
YeBbIX YYaCTHMKOB, TaKMX KaK yuyuTensa u TepanesTbl. Py-
KOBOAUTENM UHTEPBbIO ObI 03HAKOMIIEHBI C OCHOBHbBIMM
KOMMOHEHTaMM 1 aHanM30M [IByX OMpOCOB, YTOObI CBA3aTb
[Ba 3Tana cbopa AaHHbIX. Takum ob6pas3om, TeMbl UHTEp-
BbIO OXBaTblBa/N Pa3/iNyHble acneKTbl yyacTusa pebeHka B
Pa3NYHbIX CUTYALMAX, NX BOBEYEHHOCTb 1 YyBCTBO MpU-
HaZNeXHOCTU, JPYXKOY U TO, UTO OHU CUMTANUN KOUYEBbIMM
acnekTamum XopoLuen XusHu. Kpome Toro, getam npepnara-
NOCb BbIOUPATb TEMbI 11 PAa3roBOPa, KOTOPbIE OHW CUUTANN
BaXKHbIMW.

O6bI4HO HauMHanM c onpoca poauTenei, 4Tobbl cobpaTb
NCXofHy MHGOPMaUMIo, KoTopas MO3BOMWT HaMm Jiyylle
3aBoeBaTb [OBepue W YCTaHOBUTb B3aUMOMOHMMaHUE C
nx pebeHKoM, a TakXe ybeanTbCs, UTO UCCnefoBaTenu co-
CpefoToUMINCh Ha Temax M npobnemax, KoTopble MMetoT
OTHOLLEHMNE K KOHKpeTHOMY pebeHKy (Teachman & Gibson,
2013). HabniogeHns npoBoannmcb B 0ObIMHON Ansi AeTen
cpefie, Hanpvmep, AOMa, B LUKOME M B MeCTax OTAblXa, U
6bINN COCPefoTOYEHDbI Ha BO3MOXKHOCTAX AETel K yyacTuio,
X BOBNEYEHHOCTU 1 B3aUMOJENCTBIM CO CBEPCTHMKAMU 1
B3POC/IbIMUA.

YUacTHUKM TakXe MOAENUINCb TakKUMU [OKYMEHTamu,
KaK MHOMBWAYaNbHbIV NnaH obyyeHna pebeHKa, WKOombHble
3agaHuA, potorpadum n pucyHku. NpumepHo yepes 6 meca-
LieB nocse nocnefHero UHTEPBbIO YY4aCTHUKU NONYYMIN O-
CTyMHble pe3toMe AN1A MPOCMOTPa 1 06CYKAEHMA, UTO TaKxKe
Jano VMM BO3MOXHOCTb NpPefoCTaBUTb AOMOJSIHUTENbHbIE
KOMMEHTapumn nccnefoBaTesnio MMYHO UK oHnamH. NHTep-
BblO 0ObIYHO ANUCE OKOJO 1 Yaca Kaxkaoe, a HabnoaeHus
NpoaoMKanMcb OT ABYX A0 LeCTM YacoB. bonblie gaHHbIX
OblI0 MOYYEHO C yyaCTHMKaMK B Bo3pacTe 8-13 neT, uem
C yyacTHuMKamu B Bo3pacte 14-18 net. boinm nposeneHbl
yeTblpe GOKyC-rpynmnbl € yyactuem B obuien cnoxHoctn 10
MY>UMH-MHBaNNAOB 1 11 KeHLWNH-UHBaNMAO0B B BO3pacTe
18-35 net ¢ uenbto (a) NOMECTUTb AETCKUM ONbIT YYaCTHU-
KOB B 60J1ee WPOKMIA KOHTEKCT OMbiTa 6oree No3aHero ne-
puoga »*u13Hu 1 (6) COBMeCTHO NOPa3MbILLATL HAf Pe3yrib-
TaTamy UX MHKIIO3UN B JETCTBE.

Takoll nopaxop ob6ecneumsi COBMECTHYIO MPOBEPKY U
WHTepnpeTaLnio OaHHbIX Ha TeMAaTUYECKOM YPOBHe, 4YTO
cnoco6cTBOBaIO JOCTOBEPHOCTM aHanm3a. 3Ta paboTa no-
CnyXuna OCHOBOW ANA Mocnefylero MHAYKTUBHOIO 1
onuncaTeNlbHOro aHanu3a, KOTOpbI CTan npegMeTom npe-
3eHTaumMin n nybnvkauui (Hanpumep, Egilson, 2021).
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YTob6bl OTBETUTL Ha nocnegHme 4yeTbolpe BOMpoca Uc-
aiegoBaHMA MCNonb3oBan ONMCaHHbIe Bbllle Kputunye-
cKne nm I'Ip806pa3OBaTEJ'IbeIe noaxopnbl, yTOODI nponnTb
CBET Ha TO, KaK Ka4yeCTBO XN3HU np|/|o6peTaeT CMbICI B 3a-
BUCMOCTN OT KOHTEKCTa, B KOTOPOM OKa3aJInCb y4aCTHU-
KW nccnegoBaHuA.

KprTryeckne aHanuTMyeckre BOMPOCHI HaMpaBasaIm
aHanu3, HanpumMep: Kak yyacTHVMKM MOHUMAIOT KauyecTBO
XKW3HW 1 TOBOPAT 0 Hem? KaKune JUCKypCbl, Naeu, LEHHOCTH
1 Cyb6beKTHbIe MO3ULMM OHM BOCNPOU3BOAAT B CBOEN peyn?
Kak oHu Bocnpown3BogAT o6LenprHATbIE CNOCOObI MOHMMA-
HVA UHBANNMGHOCTY UM CONPOTMBAAIOTCSA M? Kak xapaKTe-
PUCTVKM OKpY»KatoLLein cpeabl JeTel, Hanprmep, BO3pacT,
KJ1acc, MecTo >KUTeNIbCTBa, MOJI, CEKCYallbHOCTb, TUM Hapy-
LIeHWIA, colManbHble 1 MaTepuanbHble YCIOBKA, OXKULaHUA
N NpaKTUKK, nepeceKkaoTcs, 4Tobbl obecneuntb mnm orpa-
HUYNTb NMOBCEHEBHbIE 3aHATUA feTein?

B aHanm3e 6bina Lenb pacKkpbiTb MPOLECCHI MyTEM M3yye-
HWSA NOBCEAHEBHbIX MPAKTUK 1 OTBETA Ha BOMPOC, Noyemy
OHW COXPAHAIOTCSA, a TaKXKe TLLATeSIbHOTO M3YUeHUs TEKYLLNX
KOHLeNTyann3aLunii KOHCTPYKTOB KauecTBa XM3HU 1 yyacTus.
Goodley, 2014; Meekosha & Shuttleworth, 2009; Meekosha et
al., 2013). 3T KoHUenuun BbINN NCNONb30BaHbI ANA BbIICHE-
HWA TOrO, KaK [eTN HAUMHAKT CYMTaThb Cebs NHBANMAAMN UK
BKJ/TIOUEHHbBIMU/UCKIOYEHHBIMY, @ TakXKe couuasibHble dak-
TOPbI, KOTOpPblE, NO-BMAMMOMY, O6ecneymBaioT yyactue, Ka-
YeCTBO XN3HU 1 AndpdepeHLMpPOoBaHHbIN AOCTYN AN AeTel C
orpaHYeHHbIMU BO3MOXHOCTSIMU 340POBbA.

C NomMoLLbio 3TOW aHaNNTUYECKOW CTPYKTYpPbl CTPeMU-
NCb pa3paboTaTb TOHKYIO 1 NOAPOOHYI0 KapTUHY CITOX-
HOW CeTU NHAMBUAYaNbHbIX Y COLMANbHbIX CTPYKTYPHbIX
6apbepoB, C KOTOPbIMY CTafKMBAKTCA OETU C OrpaHu-
YEHHbIMN BO3MO>KHOCTSIMU, 1 TOTO, KaK OHU Mpucroca-
6nNMBalOTCA K HUM unu conpoTtuensaoTca M. OcobeHHOo
nosie3HbIM ObISIO U3yYeHre CIIOXKHON ANHAMVKA U B3au-
MOAENCTBUA Pa3NINYHbIX S/1IEMEHTOB, KOTOPble BMeCTe CO-
CTaBNAOT UHBAIMAHOCTb B KOHKPETHOW coLuanbHom cde-
pe. XoTa AeTn C orpaHNYeHHbIMU BO3MOXHOCTAMN MOTYT
o6nagaTb AOCTAaTOUHBIM CUMBOJIMYECKUM U KYJbTYPHbBIM
Kanutanom, 4Tobbl JOOUTbCA ycnexa B Takor 06nacTu, Kak
HauasibHasi LWKOJa, OHM OYEHb NEPEXMBAIOT, YTO HE MOTYT
rapaHTMpoBaTb MHKMIO3MIO B MOC/eayloLme 3Tanbl »Kun3-
Hu. [lo3TOMy nccnegoBaTeny Caenany ynop Ha To, UToobl
nobyanTb YY4aCTHMKOB 3afyMaTbCA Hag UAEAMMU U MOHSA-
TUAMMW, CBA3AHHBIMU C KauyeCTBOM KU3HU N UHKIIO3UEN,
KOTOpble YacTO BOCMPUHUMAIOTCA KaK HEUTO caMo cobori
pa3symetolleeca B NpodecCnoHanbHbIX U akageMnyecknx
Kpyrax. 3afjavya 3ak/toyanacb B TOM, KaK yBakaTb CBOOO-
oy [encTBUN aeTen 1 MONOAbIX Niodeln, O[HOBPEMEHHO
Npr3HaBas MX M3MeHUMBbIE 1 MeHAWMECS NO3MUA B
pa3HbIX cpefax 1 B pa3HoOe BpeMms, YY4aCTHUKM «aKTUBHO
paboTanu Hag co3haHUeEM MPeANnoUYNTAEMON UAEHTUYHO-
CTU 11 CONPOTUBNEHNEM APYTUMY.
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AHanornyHbiMm o6pasom, MHOrve AeTU-MHBaNUAbl, y4a-
CTBOBaBLUME B WUCCIeAOBaHWM, CTPEMUINCE NPeAcTaBUTb
cebAa CnocobHbIMM U KOHTPONUPYIOLWMMUN CATYaLMI, XOTS,
KaK NMoKasanu pe3ynbTaTbl, OHU CTaJIKNBANIUCh C Pa3NYHbI-
MU Npobiemamu, AUCKPUMUHALMEN 1 HECMPABEAIMBOCTbLIO.

YuacTHUKM PpOoKyC-rpynn pacckasanu, Kak oHu, byayum
noApocTKamu, npeymeHbLIann 3HayeHne OONbLUMHCTBA
npo6nem, NbiTasacb NPeAcTaBUTb Ce6s CUNTbHbIMK WU/
KOMMeTeHTHbIMW. BCcTynasa Bo B3poCnyto XM3Hb, OHU BCe
Yallle OCO3HaBaNM pPasfiNyHble TPYAHOCTH, C KOTOPbIMY
OHW CTONKHYNNCb, BKJTIOYAA NoJaBNieHNE CTEPEeOTUNOB 1
VIHBaNMAn3aumio MatepuanbHON 1 CouManbHOM cpepabl,
YTO YacTO OCTABMANO MX C OLYLIEHVEM CBOEN Heafek-
BaTHOCTW W/WNK ywepOHOCTU. XOTA OHXM CTaHOBWIINCH
BCe 6osiee KpUTUUYHBIMU, OHU TaK>Ke He XOTeNu, UToObl UX
CUUTANN XKepTBaMMU.

PocT uncna wnccnepoBaHnin B gaHHoOW obnactn B Mo-
cnefHee gecATUNeTME PeLLAET BaXKHYIO 3aayvy B U3yyeHnnr
LeTCKON MHBaNNAHOCTU, @ UMEHHO peanmn3alunio KOMMeKc-
HOro TEOPETUYECKOTO U METOAOOrMYEeCcKoro noaxoaa, Ha-
NpaBNeHHOro Ha PacKpbITVe NepPCrekTUB M OnblTa AeTen ¢
OrpaHUYeHHbIMN BO3MOXHOCTAMYM B OTHOLIEHWM KayecTBa
WX >KU3HWU W VHKITIO3UW, BKITIOUYEHME TOYEK 3peHNA poauTte-
nen N APYrux Kio4yeBbIX 3aMHTEPECOBAHHbIX CTOPOH MO-
3BONIAO Obl Jlyylle MOHATb, KaK KioUyeBble AeiCTBYyloLiME
NNLA B XKM3HW JeTell NPYAAlT 3HaUeHre KauecTBY KU3HU U
yuacTuio pebeHKa 1 Kak 3TO B3aMMOCBSI3aHO C TEM, KaK eTU
BOCMPUHMMAIOT CBOM COOCTBEHHbIE KU3HEHHbIe CUTYaLWK.
OObACHUTENbHbIA NMOAXOA CO CMELIAHHbIMW MeTolamMu Mo-
3BOJSIN MPOBECTU BaXKHble CPAaBHEHUA BHYTPY U MeXKAY Ha-
60pamMy JaHHbIX OJ1A BbIAB/IEHUA CXOACTB W Pa3Nunynii Ha
OCHOBe pa3paboTaHHON TeopeTUYeCKON OCHOBbI. KpymnHo-
MaclTabHble UCCNIe0BaHUA-OMNPOCHI, NOAOOHbIE TeM, UTO
OblIY HaMK MPOaHaNM3MPOBaHbl, NMO3BOMISIOT CPABHMUBATb
pe3ynbTaThl MO CTPYKTYPHbIM NMepeMeHHbIM, NMEeLL MM OT-
HOLLEHVE K MOJIMTUKE 1 NPAKTUKE, HanNpuMep, B OTHOLLEHWM
pacnpepeneHns pecypcos.

CpaBHeHMe C geTbMU, HE UMEKLUMN NHBANMGHOCTH,
TakXe 6b1510 3pPeKTUBHOI YaCTbIO NCCNeA0BaHNIA, 0COOEH-
HO B OTHOLUEHWUWN AaHHbIX, COOOLIAEMbIX CaMVMK OeTbMU,
KOTOpble MOoMeLlann OonbiT AeTel C OrpaHMYEHHbIMM BO3-
MOXHOCTSIMU B 60Jiee LMPOKMIA KOHTEKCT M BCTyMnasj UHO-
roa B NpoTMBOpeYne C HOPMATMBHBbIMU NMPeACcTaBNeHUAMN
O TOM, YTO JOKEH BKIIOYaTb KOHCTPYKT «XOPOLLAA XKU3HbY.
ConocTaBneHne OTBETOB [ETEN U UX POAUTENEN, a TaKXe
CpaBHeHMe C rpynnou geTen, He ABNALWMXCA UHBaNUAamMu,
rMomoraeT OTBETUTb Ha NPKM3bIB yYeHbIX yaenAaTb NpuUcTasnb-
HOe BHMMaHVWe METOAONOMMYECKM W KOHLENTYyasbHbIM
npo6nemam npwv NIaHWPOBaHUM UCCNELOBAHUI KavyecTBa
MKU3HW, MOXET MOBbICUTb PePIeKCUBHOCTb COLMANbHbIX
PabOTHMKOB, NefaroroB-ncUXosioroB U CneunanncToB, Ko-
TOpble OPraHn3yioT 1 OKa3blBalOT NOAAEPKKY AETAM-MNHBa-
NGAM 1 X CEMbAM.
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