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OLIEHKA KAYECTBA XWU3HW AETEN C SNMUNENCUEN C MOMOLLbIO
OMNMPOCHUKA QOLCE B O’ KHOM KA3AXCTAHE

Snunencus y 0emed — 3mo XpoHUYecKoe 3a60/1e8aHUe 20/108HO20 MO324, KOMOPOE 3HAYUMETbHO CHUXaem Kavyecmaso
JKU3HU, NpuB0o0S K coyuaisHol U hcuxosiozudeckol dezadanmayuul.

Lene pabomel. OueHka kayecmea xu3Hu 0emed ¢ snusencued 8 KOxHom KazaxcmaHe.

Mamepuaner u memoOdel. buu1o U3ydyeHo Kayecmeo Xu3Hu y 316 demell ¢ s3nusiencued, hocmynuswiue Ha Cmayuo-
HapHoe neqerue 8 ob61acmHyo 0emckyio 60/16HULY 20poda lvimkeHm. [pu nposedeHuU UCC/IEQ08AHUS UCNOTb3080J1CH
onpocHuk QOLCE (Quality of Life in Childhood Epilepsy), komopesit cocmoum u3 79 sonpocos, pasdesneHHoix Ha 16 cybcep.
OnpocHUKU 3an0JTHAUCE podumenamu 0emet 60/1bHbIX Shusencued.

Pezynemamel. YcmaHos/ieHo, Ymo demu ¢ 3nunencued umeiom 6oJiee HU3KUE NoKazamesu Kayecmea XU3HU nNo 8cem
wkanam onpocHuka QOLCE u cmamucmudecku docmosepHoblil 6osee HU3KUl 6a/11 N0 CYMMAapHOMY NCUXUYECKOMY KOMNO-

HeHmy 300po8bA.

3aknioueHue. Vcciie0o8arHUs Ka4ecmaa XusHU y Oemedi N0380/1810m OCyWecmesigms MOHUMOPUH2 COCMOAHUS 60/Tb-
HOe20 8 hpoyecce JiedebHbIX U peabuiumauuoHHslx 8o30elicmeull U oUeHU8aMb UX 3(hphexmueHoCMb.
Kntouesole cioaa: Kauecmeo KusHU, 3nusencus, 0emu, ONPOCHUKU.

BBegeHne

anunencna — XPOoHWYeCcKoe HepBHO-Mcnxmye-
ckoe 3aboneBaHue, KOTOpbIM CTpafaeT okono 50
MJTH. yenosek, nnn 0,5-1% HaceneHnsa mupa. OHo
OKaz3bIBaeT CylLLlecTBEHHOE BUSHME Ha GU3NUYECKNA,
SMOLMOHASBHBIA 1 COUMANbHBIA CTaTyC 60SIbHOTO,
NPVBOAA K CHUXKEHWIO ero KauecTBa XusHu [1].

TepMUWH «KauecTBO N3HW» (KXK) cHavana nosisun-
cA B 3anagHon ¢prnocoduu, a B gasnbHerwem 6bICTpO
BHeZpWICA B COLUNONOTUIO N MeVLINHY.

C 1995 roga Bo ®paHunn GyHKLNOHUPYET MeX-
JyHapoHaa HeKoMMepuUecKas opraHunsaums, nsyya-
towas KK — nHctutyt MAPI Research Institute - oc-
HOBHOW KoopZAMHaTop BCeX MccnefqoBaHuin B obna-
ctn KXK B Mype. IHCTUTYT eXXeroHo NpoBOANT KOH-
rpeccol no uccnegoBaHuio KX (International Society
for quality of life Research (ISOQOL)), BHegpsA B
YKU3Hb Te3NC, YTO LeNbio No6oro neyeHns ABNSETCS
npubnuxkeHne KK 60MbHBIX K YPOBHIO NPakTUUYeCKr
340pOoBbIX NKogen [2].

Ha cerogHAWHWI geHb cylecTsyeT 6onee 20 BU-
[OB reHepuKoBbIX (06LLMX) ONPOCHUKOB, MCMOMb3ye-
MbIX 51 OLIeHKWN KaueCTBa KU3HW y feTei [3].

K Hamnbonee yacTo McNonb3yembiM O6LLMM ONPOC-
HUKaM 119 NCCNeJoBaHNA KavyecTBa KN3HN y iIeTel C
anmnercruemn, OTHOCATCA:

A.A. EceToBa, e-mail: esetova.aynura@mail.ru

1. «OnpocHukK 3gopoBbsa geTer» (Child Health
Questionnaire, cokpaleHHo CHQ)

2.  «OnpocHUK LWKanbl BAUAHUA 3abofieBaHMA
pebeHka (Impact of Childhood lliness Scale)

3. «llkanaBnnAHWA OeTCKOW HEBPOOTNYEeCKOon
nHBanuanzaumm» (Impact of Child Neurologic Hand-
icap Scale, cokpalleHHo ICNH)

4. «[legnMaTpryeckmini - OMPOCHUK  KauyecTBa
XusHu peter» (Pediatric Quality of Life Inventory,
coKpalleHHo PedsQL)

5. OnpocHuK «Kak Bbl cebs uyscTByeTe?» (How
are you? cokpalleHHo HAY)

K Haubornee pacnpocTpaHeHHbIM crielnanbHbIM
OMNPOCHMKaM, pa3paboTaHHbIM A1 KCCefoBaHUs
KauyecTBa XWU3HW Y AeTel ¢ annnencnen oTHOCATCA:

1. «laarckas Wkana orpaHNYeHU, BbI3BaHHbIX
snunencuen» (The Hague Restrictions in Epilepsy
Scale, cokpalueHHo HARCES).

2.  «ONpOCHUK KauyecTBa XNU3HW, CBA3aHHOIO CO
3gopoBbem» (Health-Related Quality of Life in Child-
hood Epilepsy nnn Quality of Life in Childhood Epi-
lepsy Questionnaire, cokpateHHo QOLCE).

3. «OnpocCHKK KauecTBa XN3HU N pacCTPONCTB
no3HaBaTenbHbIX GyHKUUM» (Epilepsy and Learning
Disabilities Quality of Life, cokparieHHo ELDQOL).

4.  OnNpocHUK «BnusaHne OeTCKOW snunencrum»
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(impact of Pediatric Epilepsy Scale, cokpaleHHo
IPES).

Ewe B 1995 1. co3pgateniv NepBoro creymanbHoro
OMNPOCHWKa AN WUCCNefOBaHMA KayecTBa XU3HU
JeTel ¢ anunencuein Hoare P. n Russell M., nucann,
UTO HeTCKU OMPOCHUK [OJIKEeH COOTBETCTBOBATb
cnefyowWmrM XapakTepUcTuKam:

1) 3anofHATbCA He CreymanmcTom

2) WVmeTb pa3finyHble BepCUM OTAefIbHO AnA
npo¢eccnoHanoB, poACTBEHHUKOB 1 CaMUX AeTel

3) BbITb yAo6HbIM B MCMONBb30BaHMM

4)  MmeTb NonynsauMOoHHbIE HOPMbI

5) [HaBaTb BO3MOMHOCTb MOBTOPHOrO 3anon-
HeHUs1 oA N3ydyeHus B AMHammKe. [etn, ocobeHHO
MMafLWero BO3pacTa, He MMEKT elle YeTKoro npeg-
CTaBNeHNA O CBOeM 3[0poBbe. HekoTopble BOMPOChHI
13 OMPOCHUKA MOTYT ObITb HEMOHATHBI WM BbI3bIBATb
HeraTBHble SMOUMW 1 peakunn y aeTei. [ina aertei
MaJLwero Bo3pacra yunTbliBasg X KOTHUTVIBHblE HaBbl-
KK, noBefleHYeckne 1 QyHKUMOHAbHbIe XapaKTepu-
CTUKM 6bin1o 6bl yI0OHO MCMOMb30BaTh KAPTUHKK, MUK-
TOrpPamMmbl Y BU3YyalibHble LKalbl BMeCTO ClioB [4, 5].

Mo3Tomy 0cO6EeHHOCTBIO OLIEHKWN KauecTBa »Ku3-
HWU Yy JeTel ¢ anuencuen ABnAeTcA NMpuMeHeHne
PasfMUHbIX OMPOCHUKOB O PasHbIX BO3PaCTHbIX
rpynn (AOWKOobHON, LUKOSbHOM, NOAPOCTKOBOM).

MaTtepuanbl n metogabl

NccnepoBaHne nposoanMnocb Ha 6ase Obnact-
HOW geTcKoW 6oMbHULUbI ropofda LLUbIMKeHT B oTae-
nleHnn JeTckoW Hesponorun. B nepuog ¢ 2014 no
2017 rr. o6cnegoBaHo 316 NauMeHTOB B Bo3pacTe OT
3 po 15 net ¢ gMarHo3om «3nunencus». Cpean HUX
KONMMYeCTBO ManbuyMKoB cocTaBuio 136 (43,04%),
fesouek-180 (57,2%). PanpepneneHne aeten no nony
npeacTasneHo B Tabnuue 1.

Tabnuua 1
PacnpepeneHue geteit no nony
ITon Abc¢. uncio %
Majpunku 136 43,04
HeBouku 180 57,2
Bcero 316 100

B xofe KIMHMKO-aHAMHeCTUYeCKOro Wccneno-
BaHWs y 06cnefoBaHHON HamMuy rpynnbl fAeTei 6b1m
M3yYeHbl 3K30TeHHble 1 3HAOreHHble $aKTopbl, Mo-
TeHLWasbHO NaToreHHble B OTHOLLIEHWW BEPOSITHOTO
NoBpeXAeHUs rofIoBHOro MO3ra U npepapacronara-
lolre K pa3BuTUIO 3Nunencuun. B Tabn.2 npepcras-
NeH aHanu3 BblsiBNIeHHbIX GaKTOPOB.
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Tabnuua 2
MoTeHUManbHO 3nnAenToreHHbie pakTopsl
y feTel ¢ anunencunen

N2 ®dakrtopbl ] %

. HacneactBeHHan 38 12,02
OTArOLWEHHOCTb NO 3MMAENCUN
Poabl ¢ yckopeHuem 9 2,85
Pogogas TpaBma 8 2,53

4 Yrpo3sa npepbiBaHuA 32 1013
6epemMeHHOCTH

5 AcPuKCna HOBOPOXKAEHHbIX 33 10,44

6 Tokcnko3s nepBoi NONOBUHbI 78 8,86
6epemMeHHOCTH

7 Tokcnko3s nepBoi 1 BTOPON 10 316

NONOBUHbI 6epeMeHHOCTH
8 OPBW, rpunn 84 26,6

MonbiTKa MeaANKaMeHTO3HOTOo
npepbiBaHnA 6epemeHHOCTH

10 | lecTo3 23 7,28

[MocneacTeua nepeHeceHHoOM
rMNOKCNYECKO-nNeMnYecKkon

2 0,63

11 . 25 7,91
nepuHaTanbHON sHUedanona-
™mn
12 O6bemHble 06pazoBaHNSA 8 10,53
ro/IOBHOMO MO3ra
13 | MHpapKT mo3ra 3 0,95
14 | [IROHSA, HEAOHOLLIEHHOCTb 4 1,27
15 | Nlerkaa YMT 7 2,22
16 | MeHuHrosHuedanut 2 0,63

B Hawwem mncaienoBaHUM 6bin Mcnosnb3osaH «Onpoc-
HUK KauecTBa »XWU3HW, CBA3AHHOTO CO 3[40POBbem»
(Quality of Life in Childhood Epilepsy Questionnaire,
cokpaweHHo QOLCE), KoTopblli COCTOUT U3 79 BOMpo-
COB, pasfenieHHbIX Ha 16 cybcdep (puc.1). OnpocHNKK
3aMoNHANNCE poANUTENAMIA AeTel 6OMbHBIX SNunencu-
eli. MNepen Hauanom obcnefoBaHUS AeTAM W X poau-
TenAM NoAPO6HO PasbsACHANNCD Lien NCcieoBaHNS,
MeToauKa usydeHus KXK. lapaHtupoBanace KoHbuaeH-
UManbHOCTb MHGOPMaLINK, a TaK »Ke NPaBo poguTenen
He OTBeYaTb Ha Te WM MHble BOMPOchl. KnouesbiMn
OTNINYMAMA N NpermMyLecTBamMmn onpocHnka QOLCE
ABNAOTCA XopoLlne TMCUXOMETPUYeckme CBOWCTBA
(UyBCTBUTENBHOCTb K M3MeHeHNAM, cofiepaTerbHas
N KOHCTPYKTMBHAA BaJIMAHOCTD), OLleHKa Hanborblue-
ro Kpyra sonpocos B 16 cybcdepax, yaobcTso npume-
HeHWs, BO3MOXKHOCTb MCMOMb30BaHWs Y AeTel B 60/1b-
LLIOM BO3pacTHOM AranasoHe (ot 3 go 18 neT).



HEMPOXWUPYPIMSAA U HEBPONOIMA KASAXCTAHA

(huznueckne orpaHUdeHNs

SHEPTUYHOCTH(CcIa00CTh

KOHUCHTpALUKWA BHUMAHUA

Apyrue KOTHUTHBHBIE TPOLECCHI
JEMPeCcCHst

TpeBOTa

79 BONPOCOB

(16 cyocdep)

001mee KauecTBo KU3HU

o01ee 310pOBbe

IIOBCIACHHUEC

CTUIrMa

conyaJibHaAa aKTUBHOCTD
COIIMaJIbHbIC KOHTAKTBI

CAMOOIICHKA

y
KOHTPOJIb/0€CITOMOIIHOCTD

PrucyHok 1 - CTpyKTypa onpocHUKa 419 OLEHKU KayecTBa »Ku3Hu y getei ¢ anunencueit (Quality of Life in Childhood

Epilepsy Questionnaire, cokpaweHHo QOLCE).

2¢PeKTMBHOCTD NPOBOAMMOIO JleUYeHUsa ole-
HMBaNacb Ha OCHOBAHUW U3MEHEHKWA YacToTbl Npu-
NMagKoB, faHHbIX NOBTOPHbIX 331 KXK onpegenanocb
ABax<[bl (NpY NOCTYMNeHNN B CTaLMOHap U Yepes 6
mMecsLeB Nocse CTalNoOHAPHOro fIeYeHns).

PesynbTatbl 1 06CyKaeHMA.

AHanns oueHkn KX y geTeid ¢ snunencuen Bbl-
asun, uyto obllee KX no oueHke nx pogutenei co-
CTaBUNoO 65,90+32,16, a UTOroBbIN NoKasatenb KK
paccumMTaHHbI HAMWN KaK CpefHAA Mmexay Mnokasare-
namun Bcex 16 cybcdep onpocHuka «QOLCE», cocTa-
BUN 62,32+22,61. [pn 3ToM poanTenn Xxyxe BCero
oueHnBann ¢ur3nYeckre OorpaHuUUYeHus, Haknagbl-
BaeMble 3nwunencnern Ha pebeHka 55,16+26,31 u
€ro KOrHUTUBHOe $YyHKLNOHpOBaHUe 61,78+24,96,
OTHOCUTENbHO Jfyylle — couManibHad akKTUBHOCTb
78,78+44,85 1 coumanbHble KOHTAKTbl feTew
77,95+38,55. H13Kkasa oueHKa Oblfla JaHa TaK »ke 06-
Lemy 3[0pOBbIO AeTel 65,90+32,16. YpOBHMN oLeH-
Kn KX no cybcdepam pgenpeccrm n Tpesorn 6oiiu
6nuskn gpyr apyry (69,89+25,70, 70,21+£30,02 6an-
JTOB COOTBETCTBEHHO).

Tabnnua 3

PesynbTatbl oueHKn KK geTein ¢ snunencunen,

no nofLwkasnam onpocHnka «QOLCE»

[NogluKanbl e Cpeg- MwuHn- | Makeu-
BOMpO- SD
(cybcdepbi) HAS MyM MyM
COB
1. dn3nveckne
¢ 9 55,16 | 26,31 0 87,50
orpaHnYeHns

2. 3HEPTUYHOCTb

1 74,33 | 27,83 25 100
(cnaboctb)
3. KOHUEHTPAWNA | o | 565 [ 2920 | o 100
BHUMaHWA
4. namaTb 67,78 | 28,89 0 100
5. a3blK 8 71,18 | 31,22 | 16,65 100
6. fpyrue
KOTHWUTWBHbIe 3 61,78 1 2496 | 16,65 100
npowecchl
7. Aenpeccua 69,89 | 25,70 | 12,50 100
8. TpeBora 70,21 |1 30,02 | 1850 | 93,70
9. KOHTPOb/ 4 77963959 735 | 100
6eCrnomoLHOCTb
10. camooLeHKa 5 84,08 | 32,87 0 100
1.counanbhible 5 | 5595 [3855] o | 9500
KOHTaKTbl
12. counanbHas 3 |7878|4485| o 100
aKTUBHOCTb
13. cturma 1 67,02 |1 21,08 | 19,65 100
14. noBefeHne 16 65,90 | 30,58 0 100
15-06uee 3a0po- |4 | ooo5 3916 o | 8505
Bbe
16. 0bujee Kave- 1 ] 6932|2261 1605 | 8545
CTBO KW3HU

Hu no ogHomy 13 NapameTpoB KauyecTBa
MKM3HW He NoSTyYeHO NoMAPHbIX OLIeHOK (0UYeHb nio-
X0e Unn oueHb xopollee KXK). MNonyyeHHble AaHHble
cneflyeT paccMaTpuBaTb Kak NokasaTefb BbICOKOro
peabunnTauMoOHHOro mnoTeHumana 60MbHbIX 3MK-
nencren, NOATBEPXAeHNe TOro, YTO BHE NpuUnagka
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MHOIMe poAnTeNnn paccMaTpUBaloT CBOUX AeTel Kak
NPaKTUYeCcKn 340poBble AeTH.

OueHka KX poautenamun peten c snunencuen
pa3nuyanacb B 3aBUCMMOCTU OT UX Aemorpadurye-
CKNX N KNWHNYECKNX MoKasaTenen (nona, Bo3pacTa
60MbHbIX, GOPMbI INUENCUN, TUMNA, YaCcTOTbl U TsHKe-
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CTW NPUNagKkoB). B ocHoBHOM 6onee HM3KMe OLIeHKN
KX pasanu pogutenu y feteli KoTopbix 60nee no3g-
HUA pebioT 3aboneBaHMA, NOKanusauMoHHO-06Y-
cnosneHHo GOpMON 3nMnencun, NapunanbHbIMK,
YacTbIMU, TSXKeNo NPOoTeKaLWMMN Npunagkamun.

BocctaHoBuUTenbHasa TepanuAa
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PVIC)/HOK 2 - BocctaHOBUTENbHASA TepanuAa 6ONbHbIX 3nunencuen

3aKnioyeHne N BbIBOAbl.

WccnepgosaHna KMK MO3BONAIOT OCYLLECTBAATL
MOHUTOPUHI COCTOSIHUA GOMBbHOro B Mpolecce fe-
YyebHbIX N peabunMTauNoHHbIX BO3AENCTBUN 1 oLe-
HUBaTb X 3P PeKTUBHOCTD.

MosTomy upe3BblYaHO BaXHbIMN ABNAKTCA UC-
cnefoBaHuA KX Ha sTarne BOCCTaHOBUTENbHOW Tepa-
NnUKn - NepBOM 3Tane peabunutaunm (puc.2) [6-9].

2nunencna y AeTeidl HepeKo COMpoBOXAaeTcA

pa3BUTMEM KOTHUTUBHbBIX N NMOBeAeHYeCKNX HapyLUe-
HWIA, UTO HEraTMBHO OTPaXaeTcA Ha YCMewwHoCTN NX
LLUKONBHOM W COUMaNbHOM afanTaunn, B KOHEYHOM
cyeTe NPVBOAMWT K CHMXEHUIO KauyecTBa X13HK [3].

PaHHee nccnepoBaHune KX y geten ¢ anunencu-

el B OOWKOMIbHOM W pPaHHeM LUKOJIbHOM BO3pacTe
(4-10 neT) B 0TeYeCTBEHHOW 3NNAENTONOMI He NPo-
BOAWNOCH. Mexay TeMm, [laHHbIA Mepuod pasBuTUA
XapakTepusyeTca CyLecTBeHHbIMW U3MEeHEHNAMN B
dusnonorum n Ncmxonornn pebeHka, NOsBAEHNEM Y
LeTell HOBbIX MHTEPECOB, MpUBSA3aHHOCTel, popmu-
poBaHViem cOBCTBEHHbBIX B3MMALOB, Hauyanom yyebbl
B LUKOSE, yBeNMUYeHNeM Harpys3oK v IMYHOW OTBeT-
CTBEHHOCTM, aganTtauner K LWKOMNbHBIM 3aHATUAM Y
HOBOW couunanbHoW cpege.

M3yueHne KX petel ABnsAetcA HOBbIM  aKTy-
allbHbIM ~ HanpasfieHNneM  MeXANCUUTIIIMHAPHbIX
nccnefoBaHW B 34paBooXpaHeHUn Pecnybnmkm
KaszaxcraH.
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OHTYCTIK KASAKCTAHAOA QOLCE CAYAJIHAMACDI APKbU1bl
SAMUNNENCNAMEH AYbIPATbIH BAJTANNAPADbLIH ©MIP CYPY CANACDIH
BAFAJIAY

bananapparbl anvMnencMa — 6ac MuAablH CO3bl1-
Marbl aypybl 601bin Tabbinagbl, eMip cypy canacbiH
TOMEHLETIM, 9NeYMETTIK XKaHe MCUXONOornAnbIK Jesa-
JanTaunara akenin coKTblpagbl.

Makcatbl. OHTYCTIK KasaKcTtaHgafbl snuiencu-
AMeH ayblpaTblH GananapfablH emip cypy canacbiH
6aranay.

Martepuangap meH agictepi. LbiMKeHT Kana-
cbiHAa oOnbICTbIK Hananap aypyxaHacbiHAa cCTa-
LNOHApMbIK em KabbingaraH 316 anunencusameH
ayblpaTblH 6ananapAblH emip cypy canacbl 3epTTen-
reH. 3epttey 6apbicbiHga QOLCE (Quality of Life in
Childhood Epilepsy) cayanHamacbl KongaHbigbl,
6yn cayaflHama 79 cypakTaH Typafibl *aHe 16 cy6-

chepara GeniHreH. byn cayanHamaHbl snunencuameH
ayblpaTtbiH 6ananappblH aTa-aHanapbl TOATbIpagbl.

Hetmxkenepi. QOLCE cayanHamacbl 6ofbiHLLIA
6apnblK 3nunencuameH ayblpaTbiH  6ananapgbiH
OMip Cypy caracbl ToMeH XoHe Xasrbl NCUXUKanblK
LeHCcaynblK KOMMOHeHTi OGolibiHILA CTaTUCTUKANbIK,
MaHbI3bl ToMeH 6ann KepceTKilWTepi aHbIKTanasbl.

KopbITbiHAbl. bananapgabi{ emip cypy cana-
CblH 3epTTey, emAey XKaHe OHaNTy KesiHAe onapabiH
TMiMmZiniriH 6aranangbl XaHe HayKacTapAblH MOHU-
TOPWHTIH »yprisyre MymMKiHZIK 6epefi.

Herisri cespep: emip cypy canacsbl, snunencus,
6ananap, cayanHamanap.
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SUMMARY
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K.A. Yassawi International Kazakh-Turkish university, Turkestan, Republic of Kazakhstan

EVALUATION OF QUALITY OF LIFE OF CHILDREN WITH EPILEPSY
BY QOLCE QUESTIONNAIRE IN SOUTH KAZAKHSTAN

Epilepsy in children is a chronic disease of the
brain, which significantly reduces the quality of life,
leading to social and psychological disadaptation.

Objective. To assess the quality of life of children
with epilepsy in South Kazakhstan.

Materials and methods. The quality of life was
studied in 316 children with epilepsy who were
admitted for inpatient treatment to the regional
children’s hospital in Shymkent. During the survey
was used QOLCE questionnaire (Quality of Life in
Childhood Epilepsy), which consists of 79 questions
divided into 16 subscales. The questionnaires were

filled by parents of children with epilepsy.

Results. It was found that children with epilepsy
have lower quality of life in all QOLCE scales and
a statistically significant lower score for the total
mental health component.

Conclusion. The study of the quality of life
in children allows the doctor to monitor the
patient’s condition in the process of treatment and
rehabilitation effectsand evaluate their effectiveness.

Keywords: quality of life, epilepsy, children,
questionnaires.



