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KadecTBO KU3HU AeTell ¢ pacCTPOiCTBAMU ayTHCTHYECKOI0 CIIEKTpa
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KauecTBO H3HHU ABIISCTCS BKHOW COCTABIAIONICH HHOOPMALIMK O JIETSIX C HEPBHO-TICHXMYECKUMH 3a00JIeBaHUSAMH, B TOM YHCIIE
¢ paccrpoiictBamu aytuctideckoro criekrpa (PAC). Ilesbio paGoTel cTana oneHka kadecTsa xu3Hu aereid ¢ PAC.

MarepuaJjbl 4 MeToabl. O0cnenoBano 52 manuenTa B Bospacte 5—6 et ¢ PAC. ['pynmy cpaBHeHHs cocTaBmia 51 yCIIOBHO 370po-
BBII peOEHOK COOTBETCTBYIOIIETO Bo3pacTa 1 noiia. KauecTBo JKN3HH OLEHUBAIOCH IyTEM aHKETHPOBAHHMS POIUTEIICH AIlIEHTOB
C IOMOIIBIO PYCCKOSI3BIYHOM BepcuH 1t ieteit 5—12 sret onpocauka Health Utilities Index. CrarucTrdeckuii aHaau3 oCyIIECTBIIS-
I C TIOMOIIbIO nakeTa mporpamMmMel «SPSS v.26.0» («StatSoft Inc.»).

Pesyabrarsl. KauectBo sxu3nu nereit ¢ PAC oka3anock CyleCTBEHHO CHUKEHO 110 CPaBHEHUIO C [IOKa3aTessIMU 30POBbIX AeTeH
3a cuéT acnekToB «Peub», «KorHUTHBHBIE CTIOCOOHOCTIY, «OMOIIMY. B TO jke BpeMst poIUTeNN NAIHEHTOB PeKe OTMEUalIH HAJHU-
yue 6onu. OrnpesieNieHbl YPOBHU HapyIleHUs! QYHKIMOHHPOBAHUS 110 KQ)KIOMY acleKTy KauecTBa KHU3HH.

3akJ/I04eHHe. YCTaHOBIICHEI 0COOEHHOCTH HapyIICHUH KadecTBa KH3HU y nerei ¢ PAC, KoTopble IMO3BOJSIOT MONTYYHTh Oolee
TIOJTHYIO KapTHHY 3a00/1€BaHus A1 COBEPIIEHCTBOBAHUS MEUIIMHCKOM IIOMOIIN JETSIM 3TOH KaTeropuH.
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Quality of life for children with autism spectrum disorders
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Quality of life is an essential component of information about children with neurodevelopmental disorders, including autism spec-
trum disorders. The purpose of the present study was to assess the quality of life of children with this pathology.

Materials and methods. Fifty-two 5—6 year patients with autism spectrum disorders were examined at the clinical and diagnostic
centre of the Federal State Autonomous Institution «National Medical Research Center for Children’s Health» of the Ministry of
Health of the Russian Federation. The comparison group was fifty-one healthy children matched for age and gender. Quality of
life was assessed by interviewing patient parents using the Russian-language version for 5-12 years children of the Health Utilities
Index (HUI). Statistical analysis was performed using the «SPSS v.26.0» («StatSoft Inc.»).

Results. The quality of life of children with autism spectrum disorders turned out to be significantly lower than the scores of healthy
children due to the aspects of «Speechy», «Cognition», «Emotion». At the same time, parents of patients were less likely to note the
presence of pain. Levels of disability categories are determined for each attribute of quality of life.

Conclusion. Presented features of violations of quality of life in children with autism spectrum disorders allow suggesting a com-
plete picture of the disorders to improve the medical care of these patients.
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adectBo xu3HM (KOK) sBisercst oGuienpusHaH-

HBIM KJIIOUYEBBIM KPUTEPHEM HCXO0/1a XPOHUUECKHIX

3abomneBanwii [1, 2], pekoMeHIyeTCs IS IPAKTH-
KM W KIWHUYECKUX HCcciaenoBaHuid. Hapyrmenus Heps-
HO-TICHXWYECKOTO W KOTHUTHBHOTO DPa3BUTHS, HAJIHMUNE
MHBAJIUIHOCTH, CBA3aHHON C HUMM, 3a4acTyIO COIIPOBO-
JKIAIOTCS KOMOPOUIHBIMHU COCTOSTHUSIMH B Pa3ITHIHBIX
chepax, 4To 3aKOHOMEPHO PUBOIUT K xyamemy KK ma-
IIUCHTOB M UX CEMEH 1O CPaBHEHHIO CO CBEPCTHUKAMH [3,
4]. BausiHue HEpPBHO-TICUXMUYECKUX HAPYIICHUN BBIXOIUT
JIAJIeKO 32 PaMKH XapaKTePHBIX CUMIITOMOB OOJIE3HHU, Jie-
TH U TIOAPOCTKU CTPAJAIOT OT COIYTCTBYIOMIMX 3a0o0J1e-
BaHUH W TICUXOCONHATHHBIX TIPOOIEM, BIUSIONINX HA FX
KX [5-7].

Panee Ob110 ycTaHOBIIEHO, UTO HA YpoBeHb KK meteit
¢ paccrpoiicTBamu aytuctrdeckoro crekrpa (PAC) pous-
71 nemMorpaduyeckre XapakTepUCTUKH, HO30IOTHYECKast
(opma 3aboneBaHus1, BRIpAKECHHbIC HAPYIICHHS TIOBE/Ie-
HUsI peO€HKA, I3MEHEHHS €T0 CAMOBOCITPUSATHS, HAJTUINE
CYZIOpOT, ITPOOIEMBI CO CHOM U (DYHKIIMOHUPOBAHNEM Ke-
JYI0YHO-KHUILIEUHOro TpakTa [8—12].

B T0 xe Bpems pabot, mocBAmEHHBIX n3ydeHno KK
JTAHHOW KaTeropuy MallMeHTOB, HEJOCTATOYHO, a B OTeUe-
CTBEHHOM IEJMAaTPUN OHU OTCYTCTBYIOT. B CBsi3U ¢ 3TUM
nesab padorel — onpexaenenne KK nereii ¢ PAC.

MarepuaJjibl 1 METOAbI

brto obcnenoBano 52 manueHTa B Bo3pacte 5—6 Jet
C YCTAaHOBICHHBIMHU JHWATHO3aMU: «IETCKUN ayTH3M»,
«aTUNUYHBIA NETCKUH ayTH3M», «Ipyrue ooiue pac-
CTPOMCTBA Pa3BUTHS», KOTOPHIE COCTaBWJIM OCHOBHYIO
rpymmy. B rpynmy cpaBHeHHs ObUT BKIFOYEH 51 3710p0-
BB PeOEHOK COOTBETCTBYIOIIETO BO3pacTa | IoJja, Io-
kazaremnn KOK kKoTOphIX OBUIM B3STHI U3 MPEABIIYIIETO
uccnenosanus apropoB [13]. KK onenuBanu nytém as-
KETUPOBAHUS POAUTENICH MAIMEHTOB C TIOMOIIBIO PYCCKO-
SI3BIYHON BEPCUHU MEKIyHAPOIHOTO OOIIETr0 OMPOCHUKA
Health Utilities Index (HUI) [14-16]. bsuia ucnonb3o-
BaHa Bepcus A faeTeil 5—12 jer, 3amonHseMas 3aKOH-
HeIMH TpeactaButessiMu  pedéuka (HUI23P2RU.15Q,
Proxy-Bepcust). ONpOCHUK COAEPKHT 15 BOMPOCOB U
onenuBaeT KK manuenra 3a npeapinyiue 2 Hea. Bonpo-
CBI, COTTIACHO aBTOPCKOM KIACCU(HUKAIMOHHON CHCTEME,
¢dopmupytoT 8 arpudyToB (aciekroB KXK): 3penue, ciyx,
pedb, CIOCOOHOCTh MEPEIBUTATHCS, MEIKYI0O MOTOPHKY,
9MOIIMH, KOTHUTHBHBIE CITIOCOOHOCTH, 0011b [15].
C nmoMoIbI0 JAHHOTO WHCTPYMEHTA MOXHO BBIYHC-
JIUTh HECKOJIBKO MTOKa3aTeseil:
* MyIsTHATpuOyTHBIN yTrimtapHbii uHueke (HUI3),
TIPENICTABIIIOIINI COO0M Pe3yIBTHPYIOIIESE 3HAUCHUE
o BceM actiekraM (ot —0,36 1o 1,0), mwm obree KK
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* omHOATpUOYTHBIC YTUIHUTAPHBIC HHACKCH (0T —0,36
10 1,0) — cpeHue 3HaAUCHUS IO KKIOMY acIeKTy
(arpubyty);

* ypoBHM (CTENeHM) HapyIICHUs (QYyHKIIMOHHPOBA-
HUS 10 KaxaoMmy acnekty KK, mpencraBneHHBIE
B Oayutax ot 1 (HopmanpHOE (DYHKIIMOHHUpPOBAHHE,
OTCYTCTBHE HapylIeHHH) 10 5—6 (Tsmkénoe Hapy-
IIeHue).

HccnenoBanne ObuTo mpoBereHO B pamkax HUP
AAAA-A19-119012590183-8 «Hayunoe obOocHOBaHHE
OpraHM3allMOHHOW MOJENU MYJIBTUAUCHUIUIMHAPHOTO
MEIUITMHCKOTO COTIpoBOXIeHHs ieTeid ¢ PAC B ycrioBusx
JIETCKOTO MHOTONPO(MMIIBHOTO  KIIMHHAKO-WAarHOCTHYe-
CKOTO LIEHTpay.

CTraTUCTUYECKUN aHallu3 OCYIIECTBISAIM C IOMO-
IIBIO MTAKeTa MPHUKIAJHBIX mporpaMMmel «SPSS Bepcus
26.0» («StatSoft Inc.») KomnuecTBeHHbIE MOKa3aTeau
OIICHUBAJIH Ha TPEAMET COOTBETCTBHUS HOPMaJIbHOMY
pacmpeneneHuo ¢ nomMolibio Kputepus Kommoropo-
Ba—CwmupHOBa ¢ momnpaBkod Jlnmumedopca. lpu onm-
CaHUM KOJIMYECTBEHHBIX JAHHBIX HCIIOJNB30BaJM CpeJl-
Hee 3Hadenwe (M), cranmaptHoe oTkioHeHue (SD),
Mennany (Me), MUHIMYM U MakcumyM. Karteropmainb-
HbIC MAHHBIC ONMHUCHIBANA C YKa3aHHUEM IHIPOIECHTHBIX
noneit. CpaBHEHHE NIByX TPYII MO KOJUYECTBEHHOMY
MOKAa3aTelo, paclpeeicHue KOTOPOTOo OTIMYAIOCh
OT HOPMAaJIbHOTO, BBIIOJHSIN C momouibio U-kpure-
pusi ManHa—-YutHu. CpaBHEHHE NPOICHTHBIX JOJIeH
MpU  aHaju3e YeTHIPEXIIONBbHBIX TaOUI] CONpPSHKEH-
HOCTH TIPOBOJAMIIA C MOMOIIBI Kputepus y* ITupcona
(pu 3HaUEHUSAX OXumaemoro siieHust > 10), TogHOTO
kpurepuss dumepa (IpU 3HAYCHUSIX OXKHUITAEMOTO SIB-
nenust < 10). BepostHocTh omubku p < 0,05 pacuenu-
BaJIM Kak 3Hauumyto, p < 0,01 — odeHb 3HAYUMYIO U
» <0,001 — makcuMaabHO 3HAYUMYIO.

Pesyabrarsl

B Tadauue npeacrarieHsl nokazarenu oomero KK
(MyJIBTHATPUOYTHBINM YTUIIMTAPHBIA MHJIEKC) U ITOKa3are-
mu no kaxaomy acnekty KK, Bxomsiemy B onpocHHUK
HUI (omHOarpuOyTHBIE yTHIIMTapHBIE WHAEKCHI), W HX
CpaBHEHHE B aHAJIM3UPYEMBbIX I'PYyIIax.

O6mee KXX (HUI3) ¢ BBICOKMM ypOBHEM 3HAYUMOCTH
0pu10 cHKeHO y Aeteit ¢ PAC. [1o MHeHHIO pomuTeneH,
HE3aTPOHYTHIMH OKAa3aJIMCh TaKUE MapaMeTphl, Kak «3pe-
Huey, «Ciyx», «CrnocoOHOCTh mepeaBurarbesi» u «Mei-
Kasg MOTOPHKa», IO KOTOPBIM Pa3lIU4yUil MEXIy NETbMU
¢ PAC wu 3710poBBIMH CBEpCTHHKaMH HE OOHapyKeHO.
B 6oubmieii crenenn KXK manmeHToB OBUIO CHHXKEHO 110
TaKUM acmeKkTaMm, kKak «Peub» n « KOorHUTHBHEIE CIIOCO0-
HOCTH», T.€. OKPY)KaIOIIME JIOAU TUIOX0 MX NMOHMMAIIH,
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JeTH ObLIH 3a0BIBYMBBI, TJIOXO 3aIIOMHUHAIIH, UCTIBITHIBA-
JM TPYAHOCTH B TPOIIeCcCe MBIIUICHUS W TIOBCEIHEBHON
nesiTenbHOCTH. Kpome Toro, ObIIH BBISBICHBI 3HAYNMBIE
pasnauuus no acnekry «Omouuny. Ilo MHEeHMIO poauTe-
neit, netu ¢ PAC garie yyBcTBOBaM ce0sI HECIACTHBIMH,
ObUTM KalpU3HBIMH, Pa3ApakKUTEIbHBIMH, O0ECIOKOEH-
HBIMH WJIH TIOAABJICHHBIMH, YE€M UX 3I0POBBIC CBEPCTHU-
ku [17-20].

WuTepecHble aHHbIE OBLIHM MOJNYYSHBI TIPU aHAJH3e
napaMerpa «bosby. Tak, OH oka3ancs CylUECTBEHHO yBe-
JIMYeH y JIeTell OCHOBHOM TPYIIIBI, T.€. POAUTENN CUUTA-
1, uto et ¢ PAC peske 3M0pOBBIX HCIIBITHIBAIN OOJH 1
TUCKOM(DOPT, peke HyKJIAINCh B puéme 06e300mmBaro-
MX npenapatos [21-23].

Crnenyromieit Hamieil 3ajaueil SBUIOCH ONpeaeeHue
CTEINEeHN HapylIeHNH QYHKIIMOHUPOBAHHUS MO KAKIOMY
acrekty KXK. Kak u cinegoBano oxuaarh, He ObLIO BbI-
SIBJICHO Pa3jWyuil B rpynnax no napaMerpam «3peHue»
(p =0,21), «Ciyx» (p = 1,0), «CrocoOHOCTH TIepeIBU-
ratecs» (p = 0,22) u «Menkast motopukay (p = 0,22).
B mopaBnsroniemM OONBIIMHCTBE B 00CUX TpymNmax Ha-
pylIeHus orcyTcTBoBanu. Pucynok 1 wumoctpupyer
3HAUUMYIO JOJIO TSDKENBIX M YMEPEHHBIX HApPYIICHUN
KoK, cBsizaHHBIX ¢ mpoOieMaMu MOHUMAHUS PEYU Ia-
nuenToB ¢ PAC.

3HaUNTENbHBIE pa3Iu4sg OBUIM YCTAHOBJIEHBI 10
acniekty «KorHuTHBHBEIE criocoOHOCTH» (puc. 2). Tak,
€CJIM Y 370POBBIX JieTell B 66% ciiyyaeB HapyLICHUS 3TOU
cthepsr orcyrcTBOBaNm, a B 22% OBUTH JNETKUMH, TO Y
neteit ¢ PAC mpakTUdecKku B TOU K€ J0JI€ OTMEUYAIHCh
BbIpa)K€HHbIE HAPYIIEHUS, a B TPETH CIIy4aeB — yMEpeH-
Hele. [IpoOneMbl mo 3TOMy mapameTpy OTCYTCTBOBAIU
nuib y 6% manyueHToB, 0 MHEHUIO POIUTENEH.

Kak Bunno n3 puc. 3, y 100% naunentos ¢ PAC nme-
JIMCH Ta WJIM WHAs CTENEeHb BBIPAKEHHOCTH HapyIIeHUH
SMOIMOHAIBFHOTO (pOHA, B TO BPeMs KaK Yy 30OPOBBIX Je-
Teil B 61% ciy4yaeB TakoBbIE OTCYTCTBOBAJIH.

PucyHok 4 1eMOHCTpUpYET, 4TO 3a MoCIeIHIe 2 Hex,
OTHCHIBACMBIC C ITOMOIIBIO OMPOCHUKA, JTAXKe 30POBHIC
JIETH UCTIBITHIBANIN 00JIb, B TOM YHUCIIE JOCTATOUHO BBIpa-
skeHHY10. [Ipu aTOoM poaurenu nanueHToB ¢ PAC kpaiine
penKo oTMedanu 3TOT (akT, MEHee YeM B YETBEPTH CITy-
4aeB, U TOJNBKO JIETKOHM CTENEHH.

Obcy:xneHue

[IpoBenéHHOE UCCIIeIOBAaHUE TTOKA3aJI0 OYCHD HIU3KOEC
oobmee KX nereit ¢ PAC, o oTBeTaM BX poguTene —
0,31 + 0,24 Gamma. ITO CyMIECTBEHHO HIDKE, YeM JaH-
HBIE eIMHUYHBIX 3apyOeKHBIX paboT. Tak, B nccienona-
uuu J.M. Tilford u coasr. cpenuuit 6amr HUI3 y nereit
¢ PAC cocraBuin 0,68 + 0,21 [22], a B pabote N. Paya-
kachat u coaBr. — 0,66 + 0,23 [16]. [Ipu 3TOM pasHuia
B 3HaueHusax obuiero Oaymia > 0,03 cuuraercs KIMHH-
YeCcKHU 3HauuMoM [24]. Bo3MokHO, Takoe pa3iuvue CBs-
3aHO ¢ OOJBIIMM BO3PACTHBIM JHAITA30HOM ITallHCHTOB,
BKJTFOUEHHBIX B IIPEICTABICHHEBIE PA0OTHI. YCTaHOBICHBI
ocobennoctH Hapymenus KK, cBoiicTBeHHbIe TaHHOMY
COCTOSIHHIO, KOTOPEIE 3aTParuBalioT, B IEPBYIO OUEepPEb,
TaKkHe acreKThl (YHKIHOHUPOBAHUA peOEHKa, KaK peyub
U KOTHUTUBHBIE cIOCOOHOCTH [25-27]. CaemyeT oT™me-
THTb, YTO 3HaUYMTEIbHOE yYMeHbIeHne KXK mo manHbIM
acrekTaM OBUTO OOYCIIOBJICHO TEM, YTO B OOJIBIIMHCTBE

H3menennst nokasaresneiit KK nereii ¢ PAC u yc/10BHO 310pOBbIX
aeren
Changes in quality of life indices in children with autism spectrum
disorders and conditionally healthy children

AtpubyTh Munumym | Maxkcumym
Attributes M b Me Minimum Maximum
Jetu ¢ PAC

Children with autism spectrum disorders

HUI3 0.31* 024 023 0.00 0.93
3penue 1.00 000 1.00 1.00 1.00
Vision

gﬂy". 099  0.04 1.00 0.71 1.00
earing

}S)e‘“’ 0.30* 030 041 0.00 1.00
peech

CrocoOHOCTh

NIepe/IBUTaThCS 0.99 0.04 1.00 0.67 1.00
Ambulation

Menxkas

MOTOPHKa 0.98 0.03  1.00 0.88 1.00
Dexterity

gMOL‘.““ 0.86*  0.08 0.91 0.73 0.91
motion

KoruutupHbie

g“°°‘?6.“°"“ 047 025 032 0.00 1.00
ognitive

capabilities

g"?“’ 0.98**  0.03 1.00 0.92 1.00
am

YCJ'IOBHO 310pPOBBIC ICTU

Conditionally healthy children

HUI3 0.86 0.18 0.92 0.26 1.00
f}?e.ﬂ“e 099  0.03 1.00 0.73 1.00
1S10n

Cryx .00 0.00 1.00 1.00 1.00
Hearing

Peus 096  0.09 1.00 0.67 1.00
Speech

Crioco6HOCTh

NIePEeABUraThCS 0.99 0.03 1.00 0.83 1.00
Ambulation

Menkast

MOTOpHKa 0.99 0.04 1.00 0.73 1.00
Dexterity

Imoui 096 005 1.00 0.73 1.00
Emotions

KoruutupHbie

criocodnoctu 094 0.2 1.00 0.32 1.00
Cognitive

capabilities

Bom, 093 0.5 1.00 0.00 1.00
Pain

Mpumeuanne. *p < 0,0001; **p < 0,012 mo cpaBHEHHUIO C YCIOBHO 3/10-
POBBIMH JICTHMH.

Note. *p < 0.0001; **p < 0.012 compared with conditionally healthy
children.

CllyuyaeB OTMedalach KOMOPOHMIHOCTh C 3aJep:KKaMu
IICUXWYECKOTO Pa3BUTHS W YMCTBEHHOW OTCTAaJIOCTBIO
pasHoil creneHu BwIpakeHHOcTH [28-30]. B TO Xe
BpeMs Oojiee BBICOKHE ITOKa3aTelld, 110 CPABHEHUIO CO
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Hetn c PAC 310poBble AeTn
Children with autism spectrum Healthy children
disorders 0

3,9

O Hapywetus otcytctaytoT / None disability
M Nlérkue HapyweHwna / Mild disability
YmepeHHble HapyLweHua / Moderate disability

B BbipaeHHble HapylueHus / Severe disability

Puc. 1. Hapymenus ¢yHKunoHHpoBaHus 1o mkane «Pedby» B rpyn-
nax (B %) (p <0,05).

Fig. 1. Disability categories on the “Speech” attribute in groups (%)
(p <0.05).

Hetn c PAC 3p0poBble fetun
Children with autism spectrum Healthy children
disorders

0 2,0

36,7 ‘

O Hapywenus otcyTctBytoT / None disability

M J1érkue HapyweHus / Mild disability

YmepeHHble HapyLeHuns / Moderate disability

Puc. 3. Hapymenust QpyHKIMOHMpPOBaHHS MO IIKaite «DMOLUN» B
rpynmnax (B %) (p < 0,05).

Fig. 3. Disability categories on the «kEmotiony attribute in groups (in
%) (p <0.05).

3]I0pOBBIMU AETBMHU, MO acnekTy «boiab», cBUAETENb-
CTBYIOT O HEOOLIEHKE POAUTEIIIMHU JaHHOM MPOOIEeMBl,
BO3MOXHO, CBA3aHHOH C KOMMYHUKaTHBHBIMH M KOT-
HUTHBHBIMH TPYAHOCTSIMH, HCHBITHIBAEMBIMH TaKHMHU
nerbmu [31, 32].

TakuM 00pa3zoM, yCTaHOBIICHHbIE HAMH 3aKOHOMEp-
HocTh n3MeHeHn# arpnudyroB KXK: nereit ¢ PAC no3Bo-
JSIIOT MOMY4YUTh OoJiee IMOJHYI0 KapTUHY 3a00JeBaHUs
JUIS. COBEPIIEHCTBOBAHMS MEUIIMHCKON TTOMOIIHN JETSIM
ATOM KaTEeropuu.
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YmepeHHble HapyLeHus / Moderate disability

B BoipaxkeHHble HapylueHus / Severe disability
Puc. 2. Hapymienus GpyHKIHOHUPOBaHUs 10 IKane « KOorHUTHBHBIE
crocoOHOCTHY B rpymmax (B %) (p < 0,05).

Fig. 2. Disability categories on the “Cognitive capabilities  attribute
in groups (%) (p < 0.05).

Oetn c PAC 3popoBble feTu
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Puc. 4. Hapynienus GyHKIMOHUPOBaHUS 10 IKaie «boiby B rpym-
nax (B %) (p <0,05).

Fig. 4. Disability categories on the “Pain” attribute in groups (in %)
(» <0.05).
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