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OCOBEHHOCTH OIIEHKH KAYECTBA
"KHU3HHU Y BOJIbHBIX DITHJIEIICUEN
TETCKOIO B IIOTPOCTKOBOI'O

BO3PACTA

Menunksu .17, Myxun K.HO.?

" Kachegpa nesponorun ¢ kypcom Heapoxupyprim UYB @ry
«HaynonanbHbiii Meguko-xupypruvecknii Llentp um. H.U. luporosa Poc3gpasa-», MockBa

2 Kaghegpa HeBpOOrnu U HENPOXUPYPIrun NEANATPUYECKOrO (haKynbTeTa

oy BI10 PTMY Poc3papaBa, Mocksa

Ha cospemenromamane HOPMAIUSAUUA KAYECNEA
HCUSHU PACCMAMPUBACTNCA 8 Kauecmee 00HO U3
KIOUEBbIX 34044 NPUTeUeHUU INUSCTICUL. YUUmbi-
845 8LICOKYI0 PACHPOCMPAHEHHOCITIL INUNENCUL 8
0emCKoM U nOOPOCMKOBOM 803pacme, 0CO0YI0 8AIC-
HOCMb 3M020 803PACMHO20 Nepuooa 0al 6cetl
ROCAEOVIOU el HCUSHU HUeN0BeKa, UCCe008aAHUE
KAvecmea HCUu3Hu A6AAemcs aKmyansHoll 3a0aueli.
O0naxo nepgsie cepve3nbie UCCAe006aHU Kare-
CMBA ICUIHULY 0emell U NOOPOCMIKO8 C INUNENCUCL
Hauaaucs moasko 8 90-e 2006t 20 8exa, m. e. 3Ha-
YUMEALHO NO3IHCe, WeM Y B3DOCAbIX OOIbHBLX INU-
aencueil. Hedocmamouroe KOAUwecmeo uKai u
MemOoOUK 8 neOUampuls CONPAICEHO ¢ 00BeKMuUs-
HbIMU OCOOCHHOCAMU U MPYOHOCMAMY 6 Onpede-
JeHUU KAYeCMEa HCU3HU Y 0emeli u noopocmxos. B
cmamoe paccmompensv,. OCHO8HbIe NPOOSeMbL
UCCNe008AHUA KAYECMBA ICUIHU 8 IMOLL 603DAC-
HOLL Kamezopuu, NOKA3ars. 0COOeHHOCU UCCLe-
008aHUSA KAUECMBA HCUSHU 8 DASIUHUHBLX B03DACT-
HbIX KAMEe20PUAX, HAMEYUeHbL 3a0a4l 0aNbHeTUUX
UCCNeO0BAHULL

Knouesoie croéa: anunencus, kawecmeo iHusHi,
oemiu, NOOPOCMKU.

ccregosaHue kadectsa xusuu (KXX) asnsertcs
BbICOKOMH(OPMATUBHbLIM, YYBCTBUTENbHbIM 1
3KOHOMMWYHLIM METOLOM WHTEerpanbHOW OLEHKN
hu3n4eckoro, nCUxonorn4eckoro, 3MOLUOHANLHOIO K
CoUManbHOro (YYHKUMOHUPOBAHNA NauneHTa ¢ anunen-
CWein, 0OCHOBAHHbLIM Ha ero Cy6beKTUBHOM BOCNPUATUM
[18]. Ha coBpemeHHOM 3Tane Hopmanusauusa KX pac-
CMaTpuBaeTCA B KayecTBE OAHON W3 KIHOYEBbIX 3ajad
npu neveHun anunencuu [3]. Mokazatenu KX garT yHu-
KanbHY0 MHOPMAaLNIO, BbIXOASALWLYIO 38 PAMKU KITUHU-
4eCKNUX CUMMNTOMOB [6].
NHTepec K nccnepgoanmtio KXK y 60nbHbIX anunen-
Cven B OEeTCKOM U NOAPOCTKOBOM BO3pacTe CBA3aH C
pPAAOM NPUYKH [7].

Ten. (495) 464-04-54 epilepsy_child@mail.ru

B nepByto o4yepenb crnefyet OTMETUTb 0COOYI0 BaX-
HOCTb AETCKOro M MoAPOCTKOBOro nepuoga Ans BCen
nocrneayowen XnusHyu 4yenobseka. 3Ha4MMOCTb KaTero-
puun feTen 1 NOAPOCTKOB Kak 6yayLlero HaceneHus Poc-
cum XXI Beka noayYepkmBaeT aKTyallbHOCTb M3Yy4YeHUs
coctasnaowmnx KX 60nbHbIX 3TOr0 Bo3pacTta B COBpe-
MeHHbIX ycnosusx [1].

AMOoUMOHaNbHble AKTOPbI, OFPaHNYeHNs B COLNanb-
HOW chepe, 3aBMCMMOCTb OT (DAKTOPOB BHELLUHE Cpeabl,
conposoxgjawwime pebeHka, 60bHOr0 anunencuei, c
NnepBbIX NET XXW3HW, MOTYT 0Ka3aTbCs AJ1S HEro u ero
poauTeneit BaxHee cammx cumnTomoB 6onesHu. oa-
TOMY KOMOMHaUMA faHHbIX KXK 1 KNMHUYECKMX noKasa-
Tene MOXeT faTb 60fee NOJSIHYI0 KapTWHY BJUAHUA
3NUENCcUm 1 ee Ne4eHns Ha o6LLee caMo4yBCTBYE NaLm-
eHTa.

MoapoCTKOBLIM NEPUOL — 3TO KPUTUHECKNIA Nepexof-
HbIA Nepuog, AN KOTOPOro XapakTepHO 3Ha4YuTeNbHOe
pacwimpeHnne auanasoHa 06LLEHUA, N3MEHEHUE Xapak-
Tepa B3aWMOOTHOLUEHMIA C OKPYXaKLWMUMKU NOAbMM,
pa3paboTka coumaNibHbIX HaBbIKOB, BbI6OP npodeccun.
VHbIMK cnoBamu, 3TO BpeMsd, KOrga Lesblii KOMMeKc
pakTOopoB o06ecneyvnBaeT coUMANbHYID WHTErpauunto
4enoBeKa B 06LLECTBO M €r0 Kapbepy.

Mpn aTom anusiencus ABNAETCA OGHUM U3 CaMbIX pac-
NPOCTPAHEHHbIX HEBPOJIOrMYECKMX 3a60/1eBaHNIA B JeT-
CKOM U MOAPOCTKOBOM BO3paCTe, 3aHUMas TpeTbe MeCTO
B CTPYKType 60ne3Hel HepBHOW cucTemMsl. B nogaensio-
Lem 60JIbLUMHCTBE C/lyvyaeB 3nuencus y nogpocTkos
ABNSAETCA NPOAOSKEHNEM LeTCKOW 3nnunencumn, oaHaKko
HabngaeTca pocT 4yucna Ae6toToB 3anunencum B Noa-
pocTkoBOM BO3pacTe [4]. Ha Bo3pacT npumepHo 15-16
NeT NPUXOAUTCH O4WNH N3 NepPBbIX TPeX BO3PACTHbLIX KpU-
30B, B KOTOPbIX Y4aLLAETCA BbIBAEHME 3NUIENCUN.

B HacTosiLLee Bpems NOAPOCTKM HAX0ANATCA HA CTbIKe
neauaTpu4eckKoin n B3pPOCNON CNy>6, HO NpPU 3TOM, HK
0[HA U3 HUX HE MOXXET B MOJTHOW Mepe NoALepXatb Noj-
poCTKa B €ro TPYAHbIA MepexofHbI Nepuos ¢ y4eTom
BCEX O0COOGEHHOCTEM MCUXONOrn4eckoro YHKUNOHU-
poBahusa [8]. CoumanbHas nopaepxkKa CO CTOPOHbI
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Hay4Hble 0630pbl

MEWNKOB, POAWTENein, yyuTeneiw v apy3eil, a Takxe
o6pasoBarenbHble MPOrpamMmbl MOTYT CbirpaTb HEMaso-
BaXXHYH POJIb B CHUXXEHUWN HEraTUBHOIO OTHOLUEHUSA CO
CTOPOHbI 06LiecTBa 1 noBblwWeHUNn KX nogpocTKoB ¢
anunencuen.

B. JleHHokc (William Lennox) nepBbiM U3 Uccnenosa-
Tenew B ANUIENTONIOMMM 06PATUICA K 3HAYEHMIO Uccre-
JoBaHuda KXK'y nauneHToB ¢ anunencuen, oépawias BHU-
MaHMe Ha NPaKTUYeCKYH COLMaNbHO-MCUXONMOrNYEeCKYHo
Tepanuio. OH >Xe O4HMM W3 NepBbIX WUccnepoBartesiein
0CO3Ha, 4YTO NlevyeHue [eTen C 3nunencuen AosKHO
NMOHMMATbLCS WKNPe, YeM JIe4eHMe B3POCIbIX NaLNeHTOB,
Yy4MTbIiBas BOBMNEYEHHOCTb BCEM CeMbU pebeHka ¢ anu-
nencuei [24].

OpHako nepBble cepbe3Hble uccnegoBaHus KXK vy
JleTeil 1 NOAPOCTKOB C 3NWENCUein Ha4anncb TONbKO B
90-e roabl 20 Beka. Tak, crneunanbHbIil CUMNO3NUYM, NPO-
BeAeHHbIN no KXK'y 6onbHbIx anunencuen B 1990 rogy,
He coJepXan HWM OOHOW cTaTbM, Kacarwllencs OeTen
[12].

OTmeYeHHbIi Npo6en Havan 3akpbiBaTbCA TOJbKO
pabotamu NocnegHux net, Korga pag uccnegosatenen
Ha4yan pa3pabaTbiBaTb TEOPETUYECKME U METOLONOINYe-
CKMe OCHOBbI namepeHns KXK'y geteit 1 nogpoCcTKOB C
anunencuen [21,26,33]. Beab nepsoHavasbHO UCMOMb-
30BaJINCb MHCTPYMEHTLI, pa3paboTaHHble AN Uccneno-
BaHna KXX y B3pocnbiX. B pe3ynbrate MHOrMe NyHKTbI
OMPOCHWKOB HE ABASNNCH MOAXOAALLMMY NS AeTel Unn
NOLPOCTKOB, 4TO ObISIO 4PEBATO NMPOMNYCKOM KaKUX-1160
crneunduyecknx ocobeHHocTen KXX y nauneHToB 3T0ro0
BO3pacTa.

MepBble ONPOCHUKK Ansa onpeaeneHus KXK'y getei n
NMOLPOCTKOB C 3NWJIencuen nosgBuINCL ropasgo nos3xe
ONPOCHMKOB And n3y4venns KXK y B3poc/bIX NauneHTos.
B y4acTHOCTW, OAHMM W3 MEPBbIX WHCTPYMEHTOB [ANA
nccnegosanna KX npu anunencun y aeteir sBuncs
reHepPUKOBbIA ONPOCHUK, NONYYMBLUNIA Ha3BaHue «0npo-
CHMK LUKanbl BNINAHNUA 3a6oneBaHnsa pebeHka» (Impact of
Childhood lliness Scale, cokpaiyeHHo «ICI scale») [20].
MepBbIt oNpocHUK Ana uccnegosaHusa KXX npu anunen-
cun 'y 60NbHbIX NOAPOCTKOBOr0 BO3pacTa 6biN1 pa3pabo-
TaH Cramer J.A. ¢ coaBT. B 1999 r., nony4us Ha3BaHue
«Ka4yeCTBO XW3HWN NOAPOCTKOB, 60JIbHLIX 3NuUencuen»
(Quality of Life in Epilepsy for Adolescents, cokpalyeHHo
«QOLIE-AD-48»). NMoatomy po 1999 r. uccneposanHus
K>K BK04Yanu cmellaHHble rpynnbl NALMeHTOB pasnuny-
HOro Bo3pacTa, 6e3 BbleneHnsa NoAPOCTKOB.

HepocTaTo4HOE KOJIMYECTBO LKA U METOAUK B Neaun-
aTpumn CONpsXKEHO C 06bEKTUBHLIMU OCOOEHHOCTAMM K
TpyaHocTaAMM B onpedenennn KXX y geten m noapoct-
KOB.

B nepByto o4epefb, CNOXHOCTb UccnegoBaHuin KX B
3TO/ BO3PACTHOW KaTeropuu 3aKn4aeTcsa B TOM, 4TO
[eTn AOSKHbI 0CO3HABATb HaNM4YmMe y HUX 3aboneBaHuns,
CMbIC/T 3a[1aBAaEMbIX BOMPOCOB, YTO ABNSETCA 0COOEHHO-
CTbtO A4 KaXKL0N BO3paCTHOW rpynnel [9].

Kak nokasanu Bibace R. n Walsh M.F. (1980 r.), netu
onpeaensitoT NPUHNHHO-CNEACTBEHHYIO CBA3b MO MHOW

NIoOrnKe, 4em B3pochnble. Jlornka NOHWUMaHUA LeTbMU
CBOEro 3a6osieBaHns pa3BmMBaeTCs NOCNEL0BATENbHbIMY
lwaramy no dasam, COOTBETCTBYIOLMM TEOPUU pasBu-
TUSA KOTHUTUBHBIX (PyHKUWIA MedxxeTa: OT LONOTNYeCKOn
cTaguu, Korga getu He Cnoco6Hbl 06bACHUTHL NPUYUHY
60ne3Hn (B BO3pacTe 2-6 neT) A0 pasButuda popmarnb-
HOrO JIOTMYECKOro MbIWIIEHNs, XapakTepusyloLlerocs
KOHLeNnumnen Nnpu4nHHO-CcNeacTBEHHON CBSA3KU OU3N0N0-
rMYECKUX MEXaHU3MOB (NpumepHo K 11 rogam) [2].

HdeTtn, oco6eHHO MNajLlero Bo3pacTa, eLle He MMetoT
4eTKOro npepcrtaBiieHnsa 0 «340pPOBOM» cocTosHUU. K
TOMY >Xe, HEKOTOpble BOMPOCHl MOrYT 6bITb HEMOHATHbI
ANa JeTel Unu Bbi3blBaTb HEraTUBHbIE AIMOLNN U peak-
LMW y NOAPOCTKOB.

lMoaToMy 0CO6EHHOCTLIO OLEHKM KXX y feTeint n nof-
POCTKOB fIBNISAETCA TO, YTO AN PasHbIX BO3PACTHbIX
rpynn (AOWKONbHOW, LWWKOMbHON, NOAPOCTKOBOWA) Tpeby-
eTCA MPUMEHEHME Pa3fNYyHbIX OMPOCHUKOB. lMpu 3ToM
CYLLECTBYOTTPYLHOCTM aganTaunum NMCbMeHHON (DOPMbI
onpoca (AN LWKOJIbHWKOB M MOAPOCTKOB) Ha hopmy
onpoca, NoAXoAAWY Ana AeTen 3-JIeTHEero sospacra.
AnbTepHaTMBON, Y4MTbIBAA KOTHUTUBHbIE HABbIKW, NOBE-
JeHyeckne 1 (OYHKUMWOHANbHblE  XapaKTepuUCTUKU
MasieHbKNX OeTel, ABNAETCA UCNONb30BaHNE KAPTUHOK,
NMUKTOrpaMM W BU3YyanbHbIX aHANOroOBbIX LUKa BMECTO
cnos [5].

MprMepoM MHCTPYMEHTa ANSA UCC/Ie[0BAHUSA, B KOTO-
POM Y4TeHbl BO3PACTHbIE 0COB6EHHOCTM AeTel, ABNsAeTcA
«[etckuin onpocHuk KXX» («PedsQL»). B aTOoM 06LLem
ONPOCHMKE NMe-HTCA LKanbl ANs onpoca AeTel B BO3-
pacTe 2-4, 5-7, 8-12, 13-18 n 18-25 ner [34].

OpHako, ans wuccnepgoanma KXX npu anunencuu
HECKONbKNX (DOPM ONMPOCHUKOB, NPeAHA3HAYEHHbIX A8
JleTell pa3Horo Bo3pacTa, B JOCTYNHON nuTepaType noka
He npefAcTaBneHo. PaspaboTka cepum OMNPOCHUKOB,
KOTOpble OLeHMBanu 6bl OAWH W TOT XXe nokasarteslb,
nmes npu 3Tom chopmart U coaep>kaHne, COOTBETCTBYIO-
LiMe BO3PACTY TOMO UM MHOTO pebeHKa ¢ anunencuen,
ABNAETCA BONPOCOM 6yayLLero.

Tem He meHee, 9TOT NOAX0[L CBA3aH C HEKOTOPbIMM
npobnemamu. Hanpumep, NOCKONbKY pa3Hble (POpPMbI
cofepxxaT pasnuyHble BONPOCbl U 6GN0KW, TO HEBO3-
MOXXHO 00bEeAWHUTb Pe3yNbTaTbl TECTUPOBAHWUA AeTen
pasHoro Bospacta. Ecnu npoBoAMTCA OTAENbHbIA aHa-
JIN3 B KaXXA0/ BO3PACTHOW rpynne, TO HY>XHO Habupartb
[I0BOSIbHO 6O0MNbLIYID BbIGOPKY, 4TO6bLI 06ecnedYnTb
[LOCTATO4YHYIO CTaTUCTUYECKYIO MOLLHOCTb aHanusa [2].

Bo3pact BnuseT TakXxe Ha CnNocobOHOCTb pebeHka
TOYHO BCMOMWHATb CBOE COCTOSIHME MO MPOLIECTBUM
onpefeneHHoro nepuoga sBpemeHn. Hanpumep, ans
8-neTHUX AeTeln TakoW Nepuoj cocTaBnseT 4 Hegenum,
HO 60Nee MasieHbKKe 4eTU MOryT UCMbITbIBATb 3aTPYA-
HEHUS NPU OLEHKe NoKa3aTenen gaxke 4epes3 Heaento.
OaHuM n3 cnoco60B NpPeofoNeHns 3Ton npobnemsl
MOXET ObITb «MPUBA3bIBAHME» OLEHNBAEMOro COCTO-
AHUA K KAKOMY-HNUOYAb COObITUIO, KOTOPOE OHW MOTYT
MOMHUTb, Hanpumep, K MOCNefHEMY TMOCELLEHWNI0
Bpaya [2].
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B cOOTBETCTBMM C COBPEMEHHbIMW MEXAYHAPOAHbIMU
cTaHgaprtamu, oueHky cBoero KXK, HaynHasa ¢ 5-netHero
BO3pacTa, JOJKEH NPOBOANTL caM PebeHoK (T. H. «Self-
report») [35]. NMoatomy oueHka KXK pebeHka ¢ anwusen-
CWei B BO3pacTe cTaplle 5 neT, caenaHHas poauTensmu,
POACTBEHHUKAMW, BOCNUTATENAMU, YHUTENAMM, BPA4aMMm,
MeAcecTpamm 1 T. N. (T.H. «proxy-report»), ABNAeTcsA NnLb
LOMNOJIHUTENbHbIM ~ UCTOYHUKOM  MHopmauun. KX
pebeHKa OLEeHWBAETCS ero MpeAacTaBUTENsIMW TOMbKO B
Cnyvae Bo3pacta pebeHka mJagLle 5 net, a Takxe npu
HaNM4YNn CEePbe3HbIX MCUXNYECKNUX U KOTHUTUBHbIX Hapy-
LWeHNIA y pebeHKa, ero TAXXenom Pru3n4eckoM COCTOSHUN
NN BbIPaXKEHHON ycTanocTu [26,34,35].

B 3aT0i CcBA3M XOTENoCb 6bl OCTAHOBUTLCA HA APYroi
ocobeHHOCTU nccneposanusa KXK y feteii ¢ anunencuen,
N3y4YeHNO KOTOPOW B MOCMAeAHWEe oAbl MOCBSLLEHbI
3apy6exxkHble paboTbl. X0TeNnoch 6bl NOAYEPKHYTh, H4TO B
OTEYECTBEHHON 3NUMIENTONONK 3Ta TemMa NoKa He U3y-
yanaco.

Pag uccnenoBaHuii 0T4ETNNBO AEMOHCTPUPYET pas-
Hornacus B oueHke KXK geteid, faHHbIX CaMUMU AeTbMU
N NX 6IKANLWNUM OKpYXXeHnem («proxy-problem» unu
«cross-informant variance»). PoACTBEHHUKN 1 6NM3KNE
3a4acTyl [alwT runepTpouUPOBaHHYD  KapTuHY
CHMXe-Hus KX 60/1bHOro, 340p0BbEM KOTOPOro OHU
KpaiHe o6ecnokoeHbl. I, Hao60pOT, MeauLMHCKNe
paboTHUKK 0TMeYatoT 60nee BbICOKMIA ypoBeHb KXK y
CBOUX MALMEHTOB — TaK Ha3blBaeMblil «CUHAPOM 6na-
ropetens» [35].

MpnYnHbl TaKUX pasHoOrnacuil 0CTarTCsH HEACHbIMMU.
[MokasaHo, 4TO BbIPAXXEHHOCTb 3TOW NPO6EMbI 3aBUCUT
0T pAga PaKkTopoB, TakKWX, KaK COCTOSIHNE 340pPO0BbS,
non n Bo3pacT pebeHKa, 06pa3oBaHne 1 Nos poauTenen,
[10X04bl U NOMHOTA CEMbW, PErnoH NpoxueaHusa, KX
camux po-gutenein [16,17,25,32]. EcTb AaHHble, 4TO
cornacue B oueHke KX 3aBucut Takxxe ot cyb6cdep, B
4acTHOCTW, 60JbLLEe cornacue B oLeHkax KXK pe6eHKkom
1 ero pogmTeneM mmeetr MecTo B cybcdepe usnye-
CKOro DYHKLMOHUPOBAHWA, N B MEHbLUEN CTeneHn — B
OLEeHKe 3MOLMOHANbHO-T0 1 COUNanbHOro PyHKLNOHM-
poBaHus [36]. lMpn 3aTOoM nogyepkmMBaeTCcs HEOOXOAM-
MOCTb JanbHENLWwero N3y4eHns npeaukTopoB COOTBET-
CTBUA OueHKM KX getbMn u ux poauTensmu ans
YTO4YHEHUSA (DaKTOPOB, KOTOPblE MOTYT BAUATL Ha 3TO
coBnajfieHune, ¢ BbIGOPOM Hanbonee NOAX0ASALLMX CTaTU-
cTu4ecknx metonos [16,32].

Ha cerogHsAWHWA eHb NPUHAT KOHCEHCYC, COrNacHo
KOTOpPOMY, ecnun pebeHOK cnocobeH OaTb HALEXHYH U
[JOCTOBEPHYIO OLIEHKY, TO UaeanbHOW cTpaternen AeBnsa-
eTCsA caMoCTOATe/IbHAs OLeHKa pe6eHKOM CBOEro cocTo-
SIHWA, T. K. 3TO COOTBETCTBYET onpeaeneHunto KX, noa-
YyepKuBawLeMy Cy6beKTUBHbIN XapakTep 3TOro nokasa-
Tenis. BaXKHO y4ynTbiBaTb 0XuaaHua pebeHka ¢ anunen-
cuen, 4Tobbl 06ecnedYnTb emy fiedeHne, oOKasbliBatoLlee
Hauny4lee BAWSHWE HA MHOTrMe MOKalaTenu, BKM4as
OTHOLIEHUA C OKpyXXarwLlen Cpefon, KOTOpble MOryT
ObITb HEM3BECTHbI POAUTENAM, Hanpumep, B AETCKOM
cagy unu wkone [2].

B TO Xe Bpems, HeJOCTAaTKOM OLEHKW COCTOSIHMSA
camuM pe6eHKOM C anunerncuen, ABNSeTcs 10, 410 pebe-
HOK, 0CO6EHHO MajleHbKWI, MOXXeT 6bITb HECnocobeH
JaTb HAafeXHYH OUEHKY CNOXHbIX MU abCTPaAKTHbIX
nokasaresiein KXK. Moatomy nepej Tem, Kak NpuMeHATb
Kakoe-nun60 cpeacTBO OLEHKN, HY>KHO OLEHUTb ero npu-
rOAHOCTb LA JAHHOr0 BO3pacTta, BKJIHOYas MCNOJb-
3yemble CJI0BA, UHCTPYKLUW, CTPYKTYPY NPELSTOXEHUN,
COAepXXaHue 1 BapuaHTbl OTBETOB.

Ecnu ons uccnegoBatens BaXXHO OLEHUTb CyObek-
TUBHOE MHEHUNE MaJIeHbKNUX AEeTeln, HO Npu 3TOM OH ona-
caeTcs BO3MOXHOCTW BO3PACTHOINO OrpaHUYeHus, TO
OJHMM 13 CNOCO60B peLleHNns 3TON Npo6aeMbl ABNAETCA
OMnpoc nauueHTta c anusiencuen [25]. XoTa meToaunka
onpoca TpebyeT ropasfo 60JibLUIMX 3aTpaT, 4eMm 3anon-
HeHue ONPOCHMKA, OHA MOXKET NOMOYb MONY4UTHL 60Jee
HajeXHble N 4OCTOBEPHbIE AaHHbIE.

[nsa oueHKn 60fiee CIOXHbIX MOKa3aTenein MOXeT
noTpeboBaTbCA NPUBEYEHNE B3POCSbIX NIOAEN B Kade-
CTBE BHELIHMX OLEHLMKOB. [10 CpaBHEHMIO C AeTbMMu,
B3pocC/ible 00bI4HO [JalT 60S1ee Ha[EeXHYH OUeHKY
CNOXHbIX, a6CTPAKTHbIX, NCUXONOFMYECKN OPUEHTUPO-
BaHHbIX NokasaTenen [2].

Kpome TOro, MHeHue poauTenei camo no cebe 04eHb
BaXXHO U3-3a TOr0, 4TO UMEHHO POAUTENN 06bIYHO OLe-
HWBAIOT 340POBbE pebeHKa U ONpeaenatoT, HY)KHO eMy
neyeHune unu Het. Poautenun Takxxe MOryT faTb LEHHYHO
MHOpMaLMIO O BAMAHMKM 3a60NIeBaHUA U JieHeHUs
pebeHKa Ha CeMelHble OTHOLLEHNS, KOTOPble ABMSAOTCA
cocTtaBHOM YacTbio KX petein [37]. B aToin cBA3M MHTe-
pecHo uccnegosanue [11], B KOTOpoM 6b110 NOKa3aHo,
4YTO poaUTenn geTen ¢ anunencuen 60nee TOHYHO OLEHU-
BAlOT TSHKECTb MPUCTYMNOB, YeM HeBponorun. Tem He
MeHee, TpebylTca [JasibHellne MCCnefoBaHNs 3TON
npo6nembl.

B 10 >Xe Bpem#, CYLLECTBYIOT HECKONIbKO HEJ0CTATKOB
MCNOIb30BaHNA POANTENEN B KAYECTBE BHELLIHMX OLEH-
LWMKOB [2].

B nepByto o4epefnb, BHELIHAN OLEHKa pacxoauTcs ¢
KoHuenumen KX, koTopas Ao/>KHa 6bITb CyObEKTUBHON
OLEHKO/ camoro nauueHTa. BbiCKa3biBaeTCs MHEHMe,
4TO OTBETbl eTEN PAHHEr0 BO3pacTa MeHbLlUe KOppenu-
pYIOT C OTBETAMM POAMTENENR, YEM OTBETbI AeTEl B 60nee
cTapliem Bo3pacTe [26].

K TOMy >Xe HEeMOHATHO, HAaCKOMbKO poAaMTenn nen-
CTBUTEJIbHO ABMAKOTCA HAUNYHLUINMU B3POCSIbIMU BHELL-
HUMK oueHWwMKamu. Tak, Hanpumep, HEKOTOpble LEeTK
MOTYT NPOBOANTb 6ONbLLE BPEMEHU C Y4MTENAMU, BOC-
NUTaTeNs MW, ryBepHaHTKAMMW UMW WUHbIMWU, YEM POAM-
TeNu, YieHaMmum CeMbW, Npuyem 3TU B3POCSIbIE MOTYT
TOYHEe OLEeHMBATb COLMAsibHblEe U NCUXUYECKUEe DYHK-
uumn pebeHka [2]. Heo6x0AMMO Tak)Xe Y4UTbIBATb, HTO
OLeHKa poauTenemM NocneacTBuii 601e3HM Ans pebeHka,
BMNOJSIHE BEPOATHO, OyLeT 3aBUCETb OT BJIUAHWUA 3TON
60ne3Hu Ha camoro pogutens [17]. OgHuMM 13 cnoco6os
peLueHns 3Toi NpPo6JiemMbl B KJIMHUYECKOM MCCIIed0Ba-
HUW ABJISETCA YCTAHOBNEHME 3apaHee, Ybs OLEeHKa byaeT
OCHOBHbIM PermcTpupyembiM nokasarenem KxX.
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MoCKONbKY HN OLEHKA Pe6EHKOM, HU OLleHKA poaunTe-
NieM He NINLLEHbI pUCKa OLWN6KKN, TO HEKOTOPbIE Uccneno-
BaTeNuW npepnarawT Nony4vyaTh AaHHblIe KaK 0T pebeHkKa,
Tak 1 oT ero pogutenen [13]. Takon nogxon MoXeT AaTb
Hanbonee NOMHYK KAPTUHY BAUAHNA 60NE3HN U 66 NeYe-
HUS Ha XXN3Hb pebeHKa 1 ero cembun. GCoYeTaHne OLEeHKM
KX, DaHHOro AeTbMW C 3NWUENcuein n Noay4eHHOro oT
UX poaunTtenei, a 0CO6EHHO pasnuynsa Mexay nony4eH-
HbIMW [aHHbIMW, MOTYT 0Ka3aTbCA BECbMa BaXXHbIMM
ON5 NOHUMAHUA BAUSHMA anunencumn Ha ux KXX, cnoco-
60B NpMcnoco6reHns K 3ab6oneBaHuio, 4To0, B CBOH 04e-
pedb, MOXET MPMBOAUTL K JlyylleMy CEMEeNHOMY KOH-
CYNbTUPOBAHNIO.

KoHey4Ho, c60p MHGopmauuu oT ABYX PECNOHAEHTOB
TpebyeT HECOMHEHHO 60MNbLINX 3aTpart, Yem OT OLHOrO,
W, K TOMYy e, NPUAETCA pellaTb, HYXKHO NN AaHHble OT
[BYX pecrnoHAeHToB 06beAMHATH UKW aHAnNM3npoBaTb
no oTAenbHOCTU. [lpyras BO3MOXHaa npobnema 3ako-
4aeTcsl B TOM, KaK MHTEPNPeTUPOBATb AaHHbIE B Cly4ae
pacxoXXAeHus oLUeHOK aeTen u poautenein [2]. Octaetca
HEeACHbIM, KOro MOXHO cYuUTaTb Hanbonee NOAX0AALLNM
BHeLWHUM oueHwwmkom KX pebeHka [19, 26, 32]. K Tomy
)K€, BO3HWKAeT BONPOC 0 TOM, KaKOro poanTens npeano-
4eCTb — MaTb UMK OTLA, U MOXHO JIN CHUTATb UX IKBUBA-
NEHTHbIMWU B 3TOM OTHOLWEHUN. ECTb AaHHble 0 cylle-
CTBOBAaHUW pasHornacuin B oueHke KXXK mexay poante-
namu.

Tak, B uccnegosaHun K>XX pgetell ¢ MeHTanbHbIMUW
HapyLeHnamMun 6b110 MOKa3aHo, YTO 0TUbI, KaK NpaBuno,
oueHmBalT KX cBoux geTen no BCeM LUKanam onpo-
CHUKa BbILLe, Yem mMatepu [2]. B aToii CBA3K XOTENIOCH Obl
NOJ4YEePKHYTb, Y4TO XOTHA, MO HEKOTOPbIM AAHHbIM, HET
pas3fnnyunia no oTBETaM MaTepu 1 oTua pebeHKa ¢ anunen-
cueii [26, 36], B 4/IMTENbHbIX UCCNEL0BAHNAX C UCMOSb-
30BaHMEM POAMUTESIbCKOW OLEHKW COCTOAHUS pebeHKa
peKOMeHAyeTCca MonyyaTb OLEHKY OJHOr0 U TOro Xe
poauTens BO M36e)XaHMe CUCTEMATUYECKOW OLINGKM,
CBA3AHHOW C pa3fiv4yneM OLEHKMN OTLLOM U MaTepbio [2].

YyuTbiBas, 4T0 poauTenu AeTein, 60SIbHbIX anunen-
CUei, UrparT BaXXHYIO pPOsib B ONpeaesieHUN NeYeHmns un
OLUEHKe ero YycnewHocTu, Heobxoauma pa3paboTka
BaSINAHbIX METOANK OUEeHKN KXK, npefHasHa4YeHHbIX Ana
poauTenei. Ha cerogHAWHNIA AeHb CYLLECTBYET TONbKO
[1Ba ONMPOCHNKA, B KOTOPbIX UCNOSb3YHOTCA NCUXOMETPU-
4yeckn 060CHOBaHHble MeTOAbl uccnefo-saHus KXK
JeTeil C anunencuen, BKIKOYalOLWMe napansenbHble
OMPOCHWKW AN AeTe U X poanTenei He3aBMCcUMOo apyr
oT gpyra [15, 26]. Heob6xoaumo fanbHenllee U3yvyeHue
3TUX METOAMK B Pa3NMYHbIX NONYNAUUAX OETen ¢ anu-
nencuei.

[Mloka He cyLlecTBYeT pelleHUs nNpo6rembl BHELLHE
OLEHKW, KOTOpOe 6bl 6bI/10 MPUroAHO A5 BCEX KNUHMYe-
CKNX UCCNeaoBaHN, uccnenoBaTensam pekoMeHayeTcs
TLATeNbHO CONOCTAaBUTb CTOMMOCTb W BbIFOAY KaXXA0ro
nojJxoja elle npu pa3paboTke CPeACTB OLIEHKN NOKa3a-
Tenen, OO NpoBeAeHWUs uccnegoBaHuin. PeweHune 06
MCNONb30BaHUN OuUeHKN KX camum pebeHKOM, ero
poanTenem unu covetaHms o6enx oLEeHOK TpebyeT y4eTa

MHOTMX PaKTOPOB, B T. 4. BO3pacTa pebeHKa, perncTpu-
pyembix nokasarteneir KX, xapakrtepa 3abonesaHus u
CXeMbl UCCNEea0BaHNSA.

C y4yeTOoM BblLIECKA3aHHOTO PeKOMEHAYeTCa npeasa-
pUTENIbHO NPOTECTUPOBATb BblOPAHHLIE WHCTPYMEHTbI
uccnepnosaHus KX, 4to6bl OLEHUTb UX dopMaTt u npo-
Luenypy NpuMeHeHUs 00 UCMONb30BaHMA B UCCNefoBa-
Hun. CobecenoBaHna ¢ AeTbMMW, B KOTOPbIX UX NPOCAT
NPO-KOMMEHTUPOBATb 3TW CPeACcTBA, MOTYT AaTb LEH-
HYI0 MHOPMALMIO O MOHMMAHMKN PE6EHKOM ONPOCHMKA
Ana uccnenoBaHns KXK n BO3MOXHOCTU UCMNOJIb30BaHMNSA
COOTBETCTBYIOLLEr0 ONpPOCHMKaA [2].

M ewe Ha ogHoOM 0co6eHHOCTM uccnenoBaHua KXy
JleTel XoTenocb 6bl 0CTaHOBUTLCA. [OKa3aHo, 4TO AeTH
MOTYT fiaBaTb ONpPeLeSIeHHbI TUMN 0TBETOB, HE3aBUCMMO
0T Bonpoca. 3ta npo6iema MOXET NPUBOANTb K HEpaB-
HOMEpPHOCTMW pacnpepesieHns OTBETOB M cCUCTeMaTnye-
CKOM OWNOKeE, YTO MOXXET MAaCKMPOBAaTb 3HAYMMble UK
CTaTUCTMYECKN OOCTOBEpPHble U3MeHeHud. Mpumepamu
TakuX CTaHZ4APTHbIX OTBETOB, KOTOPbIE AETK JAIOT Yalle,
4yem B3pOCIble, ABMAAIOTCA OTBETbl, HANPaBJfieHHble Ha
YyAOBMNETBOPEHNE CNpalUuBaloLLero, WAM OTBeTbl Ha
BOMPOCHI, KOTOPbIX OHW HE MOHUMAIOT, TOJIbKO 4TOObI
noKasarbCsi YMHbIMU [2].

Tak, Hanpumep, HEKOTOPbIE AETN NPOSBAAIOT TEHAEH-
LMIO K NOBTOPAKOLMMCS OTBETaM (Hanpumep, NOCTOSAHHO
BbIOMPAKOT OA4HO U TO XK€ YMCNO Ha LiKasne), 0CO6EHHO
€C/n nokasartesib M3mepsieTca C NOMOLLbIHO OJHOWN 1 TON
Xe wkanbl [2]. HacTblM CTaHJapTHLIM OTBETOM [eTed,
KOTOPbIA N3MEHAEGTCSA N0 Mepe Pa3BUTKUS pebeHKa, ABNs-
eTcA BblOOP KpalHWX BapuWaHTOB OTBETOB (Hamnpumep,
BbIGOP TOMbKO 3HA4eHnin 1 unu 5 no 5-6annbHON WKane
Jlukeprta). lMokasaHo, 4YTO 8-neTHME AeTn MOryT TOYHO
MCNonb30BaTh BECb AMANas3oH 5- 1 7-6annbHbIX LWKan
AN OLEHKN COCTOSAHMA CBOEro 340p0BbA (N0 cucteme
JlnkepTa), a 605ee ManeHbKWe AeTU Hawle JatT Kpaii-
Hue oueHkn [2]. Kpome TOro, masneHokue LETW MOTYT
[laBaTb CTaHOaPTHbIE UIN HETO4YHbIE OTBETbI, ECIIN ANN-
TeJIbHOCTb TECTUPOBAHUSA NPEBLICUT CPOK YAEPXKAHUSA UX
BHUMAHMUS.

CTaHOapTHbIX OTBETOB MOXHO 136€eXaTb NyTem TLia-
Te/IbHON paspaboTKM CPEeLCTB OLEHKW Mokasartens u
pa3paboTKu cxembl uccnegoBaHus. OauMH M3 NOAxXoa0B
3aK/H04aeTCs B UCNOSIb30BAHMM 2-X CPEACTB A9 OLEHKMN
OAHOrO 1 TOr0 XXe NoKasaTens, npuy4emM 0HO U3 CPeACTB
LO/DKHO HEeCTU NOJIOKUTENbHbIA 3apag, W gpyroe —
OTpUUATENbHbIA (HaNpumep, «B rocaegune 2 Hepenu s
YyBCTBOBAJI(a) Ce051 XOPOLLO» U «B [I0C/IEAHNE 2 HEAETN 5
YyBCTBOBAJI(a) ceb4 Moxo»). [leteir, CKIOHHbIX K NOBTO-
pAOLWMMCS 0TBETAM, MOXHO BbIABMTb N0 NPOTUBOPEYa-
MM ApYr Apyry 0TBeTaM Ha Takue Bonpocsl [2]. Apyrum
crnocobom sBndeTca oueHka KXX 6osee, 4em OAHUM
ONMPOCHMKOM (Kak 00WuM, TaK U Crneunu4HbiM Ons
anunencuun). B aTom cnyvyae Koppensauus OTBETOB MO
ABYM OMpOCHUKaM 6binia 6bl Nofie3Ha A5 BbISBEHUA
HecoBMaJeHu.

[ns BbIABNEHNA CTaHLAPTHbLIX OTBETOB LETeil MOXET
0KasaTbCA MOME3HbIM COMOCTaB/ieHWe OTBETOB Ha
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ONPOCHMKN C OTBETAMW Ha YCTHbIe BOMPOCHI, C TEM,
4yTOObI BbISABUTL Cly4an, KOrga OeTu He XOTAT WU He
MOryT faTb MPaBWSIbHbIA OTBET. OTOT aHanU3 MOXeT
NOCNY>XNTb OCHOBOM ANA UCKJTHOYEHNS TAKUX OTBETOB U3
nocneayloLwero cratuctmyeckoro aHanusa [2]. Kpome
TOro, AN BbIAB/IEHUA CTAaHLAPTHbIX OTBETOB MOXET
6bITb NOJIE3HbLIM NOCTPOUTL FMCTOrPaMMbl pacnpegene-
HWUA 1 Tabnuuy 4acToTbl 0TBETOB. pyn Hannyum gocTa-
TOYHbIX NOATBEPXKAEHNIA HETOYHOCTU OTBETA IO MOXKHO
MPU3HaTb BbINAAAKOLNM 3HAYEHNEM, U ero NpesnoyTun-
TeJIbHO He BKJIl04aTb B aHanu3a [2].

Kak nog4yepkusanu ewe B 1995 r. cosgarenu nepsoro
creunanbHOro onpocHuKa gns nuccnegoBaHus KXX getein
¢ anunencueit Hoare P. n Russell M., 4eTCKNIA ONPOCHUK
[OJ/KeH COOTBETCTBOBATbL CleAyloLWMM XapakTepucTu-
Kam:

1) 6bITb YLO6HLIM B MCNOJIb30BAHMUMK;

2) 3anosIHATLCA He CNeuwmanucTom;

3) UMeTb pasnuyHbie BEpCUU OTAENbLHO ANa npodgec-
CWOHaNoB, POACTBEHHNKOB U CaMUX AETEW;

4) paBaTb BO3MOXHOCTb MOBTOPHOrO 3anojiHeHus
L4NA U3YYEHUS B AUHAMMUKE;

5) nmeTb NONYNALNOHHbIE HOPMbI.

[axe cnycta 15 neT, Ha CeroAHAWHUA AeHb, TPYAHO
HaNnTV ONPOCHUK, OTBEYAIOLLNA BCEM BbILLEYKA3AHHbIM
TpeboBaHUAM.

AHanua nuTepaTypHbIX AaHHbIX, NPeACTABMEHHbIX B
MEeXAYHapoOHbIX 6a3axX [AaHHbIX OMNy6/MKOBAHHOM
mMeauumnHcKon nHdopmaunm Medline, PubMed (1990-
2009 rr.) n uHTepHeT-6a3e «ProQolid» (Patient-Reported
Outcome and Quality of life Instruments Database — 6a3a
JaHHbIX UCXOA0B U CBMAETENbCTB O KA4ECTBE XMW3HWU,
COOOLLEHHbIX NauneHTamm), cogepxatlein nHopmaumo
0 CYLIECTBYIOLNX WHCTPYMEHTaX AN OLEHKW AeTbMU
CBOEro COCTOSHUSA 3[,0P0OBbS, NOKa3bIBAET, 4TO HA CEroj-
HAWHWA fOeHb cyuwecTByeT 6osiee 20 reHEPUKOBbIX
(06LLMX) ONPOCHNKOB, pa3paboTaHHbIX AN UccnenoBa-
Hus KXK'y netet. 3T ONpOCHWUKKN NpefHa3Ha4eHbl Ans
uccnenosaHus KXK He3aBUCUMO OT HO30J10T U, TAXKECTU
3a00neBaHNA 1 BAA NeYeHns.

K Hanbonee pacnpoCTpaHeHHbIM FeHEPUKOBbIM ONpPO-
CHMKaM, NCNONb3yeMbIM 4na uccnegoBaHua KXKy gerten
¢ anunencuen, oTHocATCA: 1) «ONPOCHMK LWKanbl BNNA-
HWs 3abonesaHuns pebenka» (Impact of Childhood Iliness
Scale) [20]; 2) «OnpocHuK 3p0poBbs peten» (Child Health
Questionnaire, cokparyesHo CHQ) [22] B 3-x moaunduka-
unsax (PF50, PF28, CF87); 3) «llegmnatpuyecknit onpo-
CHUK KX peteii» (Pediatric Quality of Life Inventory,
cokpaiyerHHo PedsQL) [34], 4) «lLkana BnusaHnsa 4eTCcKon
HEBPONIOrMYecKon wuHBanuausaumn» (Impact of Child
Neurologic Handicap Scale, cokpaiyerHo ICNH) [29]; 5)
onpocHuk «Kak Bbl cebsa 4yyscTByeTe? (How are you,
cokpatyeHHo HAY) [33].

Kak nopyepkmeaeTr Sabaz M. ¢ coasrt., (2003 r.), o
HaCTOSLLEro BPEMEHN B BONbLUNHCTBE UCCNEA0BAHNIA MO
anunencuny aeTe UCNosib30Bannch CypporaTHble METOAbI
nccnefosaHms KXK, KoTopble No3BOMANN U3MEPATL TOJIbKO
orpaHuyeHHoe 4Yncno cgep. K Takum meTogam 0THOCATCS,

B 4acTHOCTW, onpocHukn «Child Behaviour Checklist»,
«Developmental Behaviour Checklist», «Child Health
Questionnaire». I Tonbko B nocneagHue rofbl NOSBUAKCH
cneuuanbHble ONPOCHUKW, KOTOPble MCMNONbL3YTCA Ans
ncenenosaHusa KXK'y getein ¢ anunencueil.

K Hanbornee pacnpoCTpaHeHHbIM CneurarnbHbIM Onpo-
CHMKaMm, paspaboTaHHbIM Ana uccnegosaHua KXK npu
anunencun y peten, oTtHocsaTcs: 1) «laarckas Lwkana
OrpaHWveHmnin, BbI3BAHHLIX anunencuen» (The Hague
Restrictions in Epilepsy Scale, cokpaiyenHo HARCES) [11];
2) «OnpocHuk KX, cBA3aHHOr0 €O 3a0poBbemM>» (Health-
Related Quality of Life in Childhood Epilepsy wian Quality of
Life in Childhood Epilepsy Questionnaire, COKpaLeHHO
QOLCE) [28]; 3) onpoCHUK «BnusHne LeTCKOM anunen-
cun» (Impact of Pediatric Epilepsy Scale, cokpalyeHHo
IPES) [10]; 4) «OnpoCHWK Ka4ecTBa >XW3HW U PacCCTPONCTB
no3HaBaTenbHbIX yHKUniA» (Epilepsy and Learning
Disabilities Quality of Life, cokpaiyeHHo ELDQOL) [9].

Ons nccneposaHus KXK' y nogpocTKoB € anunencuen
Hanbonee M3y4eHHbIM MHCTPYMEHTOM SBASETCA OMNpPO-
CHUK «Ka4eCTBO >XU3HW MOAPOCTKOB, 60JSIbHLIX 3nusen-
cueir» (Quality of Life in Epilepsy for Adolescents: QOLIE-
AD-48), KOoTOopbIn NPUMEHAETCA Y 60JIbHbIX 3nuniencuei B
Bo3pacTte 11-18 net [15]. B nocnegHue roabl npeanoxxeHa
«lllkana OLeHKM UCXOJO0B 3NWUAENcUM y nuL, MONoLOro
BO3pacTa» (Glasgow Epilepsy Outcome Scale for young
persons, cokparjeHHo GEOSYP) [30]. 0CO6eHHOCTbIO faH-
HOIM LWKanbl SIBUNOCbL TO, 4TO OHAa pa3pabaTbiBasniacb Ha
OCHOBE aHanu3a MHOrOSIETHUX WCCNEeAfO0BaHMIA NPSMOro
N3YYEHUSi MHEHWUIA NOAPOCTKOB O BAUSHWUM 3NUAENCUN Ha
NX XKW3Hb, NPOBEAEHHbIX B (DOKYC-rpynnax [23]

HecMoTps Ha 60/bLIOe KONNYeCTBO pas3paboTaHHbIX
MHCTPYMEHTOB namepenus KXK'y geteit n nogpocTKOB C
3anunencuen, HU OANH U3 HUX MOKa He Npuobpen cTatyca
3TanoHa, KOTOPbIiA MOr 6bl MPUHUMATLCA B KayecTBe
6a30BOro, U 3TO CBA3AHO C PALOM HEpPELLEHHbIX TEOpe-
TUYECKNUX NPo6aeM. B 4acTHOCTU, HEACHO, B KaKOMN CTe-
MeHW MOryT 6biTb CONOCTaBMMbI U B3aUMO3aMEHSEMbI
[laHHbIE, MOMYYEHHbIE C MOMOLLbIO PA3NINYHBIX WHCTPY-
MEHTOB, a TaK>Ke Hay4yHas MHAOPMaLUa 0 KOHLENTyab-
HOW COBMECTMMOCTWU WHCTPYMeHTOB. [0 HacTosLlero
BPEMEHU He 13yy4anacb «KOHBEPTUPYEMOCTb» NepemMeH-
HbIX — BbIYUCNIAEMOCTb C TPe6YEMOI TOYHOCTbIO MOKa3a-
Tenei 04HOr0 MHCTPYMEHTA NO AaHHbIM APYroro B CNy-

yafx, Korja Heo6X0AMMO COMOCTaBUTb pPe3ynbTaThbl
UccnefoBaHunii, NPOBEEHHbIX C TMOMOLLbID Pa3HbIX
WHCTPYMEHTOB.

lpsamoe cpaBHeHWe Pa3nNYHbIX MHCTPYMEHTOB, Npu-
MeHsieMbIX Ans uccnegosaHus KXX npu anunencun y
eTel U NOAPOCTKOB, paHee He MPOBOANUIIOCH U ABNSIETCS
3ajaven nocnenywoLWmnx nccneaoBaHuin.

B 3akn4yeHue xotenocb Obl MOAYEPKHYTb, 4TO,
HECMOTPA Ha pacnpoCTpPaHEHHOCTb anuiencun, oLueHka
KX pmetein ¢ anunencuein [0 HACTOSALLEr0O BPEMEHM He
Hallsa LWNPOKOro OTpaXeHns B 0Te4eCTBEHHON nuTepa-
Type [7].

C npakTu4eckoW TOYKW 3PeHNs BblABUraeTCs Ha nep-
BblA N1aH 3aa4a U3y4eHus NpenmMyLLecTB U HEAOCTATKOB
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MMELLMXCA cneundunyecknx MHCTPYMEHTOB ANa ucce-
noBaHua KXK neten ¢ anunencuen, ux NCMXoMeTpuyeckKux
nokasartenei, BKN4Yas CTabUNbHOCTb W YYBCTBUTENb-
HOCTb, MOHWMAHMWS TOrO, YTO HA CaMOM [efie OHWU U3me-
pAOT, HACKONMbKO [AOMOMHAIT WX AAOT aHaNOrn4yHyo
NH(OPMALMIO K TEHEPUKOBLIM ONpocHMKam [14].

I DeKTUBHOE NPUMEHEHUE MEXAYHAPOAHbLIX OMNpo-
CHUKOB B Poccum ana uccnegosaHua KXK y netein Bo3-
MO>XXHO MPW BbIMOMHEHUN CNEAYOLLNX YCIIOBUIA:

1) KynbTypHas u A3blkoBas ajantauuMs pycckoro
BapuaHTa onpocHMKa ¢ OPMUPOBAHMEM T. H. (POKYCHbIX
rpynn pgetem u poautenen no 4-5 4enosek Ans

NpoBeAeHNs MHAWBUAYANbHOrO WHTEPBLIOMPOBAHUSA C
LleS1bI0 BbISIBNEHMSA U KOPPeKL MM HETOYHOCTEN Nepesosa
N y4eTa STHONMMHIBUCTUYECKUX OCOBEHHOCTEN;

2) Banupjaumsa pycckoi Bepcum onpocHuka [15].

MepeBop 1 KpOCC-KynbTypanbHas agantauusa UMero-
LLMXCA ONPOCHUKOB L4118 UCnosib30BaHns B PO asnsercs
3ajaven 6nvKanLInX neT, NpuYem Kak ans CpaBHUTENb-
HOro aHanusa, TaK 1 ans nofiy4eHns CyMMapHbIX AaH-
HbIX. BHeApeHVe NONyYeHHbIX LAHHbIX B KIIMHUYECKYHO
NPaKTUKY, HECOMHEHHO, MOT/0 6bl ObITb KpaiHe Nones-
HbIM AN ynydweHnsa KXX geTen n nogpocTKoB, 60MbHbIX
anunencuein, n 4YNeHoB UX CeMeN.

Jureparypa

clinical data // Epilepsia. — 1996. — Vol. 38,
Ne3. — P. 346-352.

B., ed. Quality of life and
pharmacoeconomics in clinical trials. —

12. Chadwick D. (ed). The quality of life and the Philadelphia: Lippincott-Raven Publishers.
1. bapaos A.A., Anb6uukuii B.1O., Banuyn- quality of care in epilepsy. —London: Royal -1996.
nuHa C.A. N3y4eHue Ka4ecTsa Xn3Hu Society of Medicine. — 1990. 23. McEwan M., Espie C., Metcalfe J. A
AeTeil — BaXKHeiwwasn 3afa4a CoBPEMEHHON 13. Connolly M.A., Johnson J.A. Measuring systematic review of the contribution of
neauatpuu. // Poccuitcknii neanatpuye- quality of life in pediatric patients // qualitative research to the study of quality
ckuit xypHan. —2005. — Ne 5. - G. 30-34. Pharmacoeconomics. — 1999. — Vol. 16, of life in children and adolescents with
2. Benoycos [1.10. Ka4ecTBo Xu3Hu, CBA3aH- Ne6. — P. 605-625. epilepsy // Seizure. — 2004. - Vol. 13, Net.
HOe CO 3/10p0BbeM feTeit: 0630p NuTepa- 14. Cowan J., Baker G.A. A review of subjective -P.3-14.
Typbl. // Ka4ecTBeHHAs KNuHUYecKas npak- impact measures for use with children and 24. Millichap J.G. William Lennox. / In: Ashwal
THKa. — 2008. - Ne2. - C. 28 -38. adolescents with epilepsy // Qual Life Res. S., ed. The founders of child neurology.
3. Kapnos B.A. dnunencus Kak knuHu4eckas —2004. - Vol. 13, No8. — P. 1435-1443. — San Francisco: Norman Publishing. —
" Hempohuanonoruyeckas npodnema / 15. Cramer J.A., Westbrook L.E., Devinsky 0., 1990. - P. 758-763.
JKypHan HeBponoruy n NcuxmaTpiun um. et al. Development of a quality of life 25. Moffat C., Dorris L., Gonnor L., Espie C.A.
C.C. Kopcakosa. — 2000. - T. 100, Ne 9. - C. inventory for adolescents: the QOLIE- The impact of childhood epilepsy on quality
7-15. AD-48 // Epilepsia. — 1999. — Vol. 40, Ne8. of life: a qualitative investigation using
4. Kapnos B.A., Metpyxux A.C. dnunencus y —P1114-1121. focus group methods to obtain children's
noApoCTKOB // HEBPONOrus v Neuxmatpus. 16. Creemens J., Eiser C., Blades M. Factors perspectives on living with epilepsy /
-2002. - Ne9. - C. 9-13. influencing agreement between child self- Epilepsy Behav. — 2009. — Vol. 14, Ne1. — P.
5. JlykbsiHoBa E.M. OueHka ka4ecTBa XusHu B report and parent proxy-reports on the 179-189.
neauatpuu. // Ka4ectseHHas KnuHu4eckas Pediatric Quality of Life Inventory 4.0 26. Ronen G.M., Streiner D.L., Rosenbaum P.
npakTuka. — 2002. — Ne4. — C. 34-42. (PedsQL) generic core scales // Health Qual Health-related quality of life in children with
6. MenuksH 9.T, TexT A.B. OCHOBHbIE BO3- Life Outcomes. — 2006. — Vol. 4. — P. 58. epilepsy. Development and validation of
MOXHOCTW NCCNEN0BAHNA Ka4eCTBA XU3HN 17. Davis E., Davies B., Waters E., Priest N. The self-report and parent proxy measures //
B anu-nentonoruv. Il MexayHapoAHblit relationship between proxy reported Epilepsia. — 2003. - Vol. 44, Ne4. — P. 598—
(hopym Hesponoros. /Marepuansl KoHde- health-related quality of life and parental 612.
peHumn. 13-14 ceHTs6ps. — EpesaH. — 2008. distress: gender differences // Child Care 27. Rosenbaum P., Saigal S. Measuring health
- C.127-130. Health Dev. - 2008. — Vol. 3, Ne6. — P. 830— related quality of life in pediatric
7. Menuksn 3., MyxuH K.10. Megnatpuye- 837. populations. /In: Spilker B., ed. Quality of
CKME acMeKTbl Ka4ecTBa XIU3HI GOMbHbIX 18. Dodrill C.B., Batzel L.W. Issues in quality of life and pharmacoeconomics in clinical
anunen-cue // Pycckuit xypHan AeTckoi life assessment. In: Engel J., Pedley Jr T.A., trials. 2. — New York. — Lippincott-Raven.
Hesponoruu. —2009. - Tom V. - Bein. 4. ed. Epilepsy: a comprehensive textbook. —1996. - P. 785-791.
-C.3-13. Philadelphia (PA): Lippincott-Raven 28. Sabaz M., Gairns D.R., Lawson J.A., et al.
8. Austin J.K., Shafer P.0., Deering J.B. Publishers. — 1997. — P. 2227-2231. Validation of a new quality of life measure
Epilepsy familiarity, knowledge and 19. Eiser C., Jenney M. Measuring quality of for children with epilepsy // Epilepsia. —
perception of stigma: report from a survey life. //Arch Dis Child. — 2007. — Vol. 92, Ne4. 2000. - Vol. 41, Ne6. — P. 765-774.
of adolescents in the general population // —P.348-350. 29. Sherman E.M.S., Slick D.J., Connolly M.B.,
Epilepsy Behav. —2002. -Vol. 3, Ne4. - P. 20. Hoare P., Russell M. The quality of life of et al. Validity of three measures of health
368-375. children with chronic epilepsy and their related quality of life in children with
9. BuckD., Smith M., Appleton R., et al. The families: preliminary findings with a new intractable epilepsy // Epilepsia. — 2002.
development and validation of the Epilepsy assessment measure // Dev Med Child —Vol. 43, Ne10. - P. 1230-1238.
and Learning Disabilities Quality of Life Neurol. — 1995. — Vol. 37, No8. — P. 689 30. Townshend K.H., Dorris L., McEwan M.J., et
(ELDQOL) scale // Epilepsy Behav. — 2007. 696. al. Development and validation of a
—Vol. 10, Ne1. — P.38-43. 21. Lach L.M., Ronen G.M., Rosenbaum P.L., et measure of the impact of epilepsy on a
10. Camfield C., Breau L., Camfield P. Impact of al. Health-related quality of life in youth young person’s quality of life: Glasgow
pediatric epilepsy on the family: a new with epilepsy: Theoretical model for epilepsy outcome scale for young persons
scale for clinical and research use // clinicians and researchers. Part I: The role (GEOS-YP) // Epilepsy Behav. — 2008. - Vol.
Epilepsia. —2001. - Vol. 42, Ne1. - P. 104~ of epilepsy and co-morbidity // Qual Life 12, Ne1. — P.115-123.
12. Res. —2006. — Vol. 15, Ne7. — P. 1161-1171. 31. Theunissen N.C., Vogels T.G., Koopman
11. Carpay H.A., Vermeulen J., Stroink H., et al. 22. Landgraf J.M., Abetz L.N. Measuring health H.M., et al. The proxy problem: child report

Seizure severity in children with epilepsy: a
parent-completed scale compared with

outcomes in pediatric populations: issue in
psychometrics and application. //In: Spilker

versus parent report in health-related
quality of life research // Qual Life Res.

37

[laHHasa nHTepHeT-Bepcusa cTaTbk Obina ckayaHa c cavTta http://www.epilepsia.su He npegHasHauyeHo onsi MICNOMNb30BaHUSA

B KOMMepYecKkux Lenax. MIHpopmaumio o penpuHTax MOXXHO NonyyYnTb B pegakumun. Ten: +74999409938; e-mail: info@irbis-1.ru

Copyright © 2009 MN3pgaTtenscteo MPBUNC



010 Tom 2 No2

SAMNAENCUA

M NAPOKCU3MAJIbHbIE
COCTOSAAHMSA

WIIIINIIY

38

—1998. -Vol. 7, Ne5. — P. 387-397.

32. Upton P., Lawford J., Eiser C. Parent-child

agreement across child health-related
quality of life instruments: a review of the
literature // Qual Life Res. -2008. - Vol. 17,
No6. — P. 895-913.

33. van Empelen R., Jennekens-Schinkel A.,

van Rijaen P.C., et al. Health-related quality
of life and self-perceived competence of
children assessed before and up to two
years after epilepsy surgery // Epilepsia.
—2005. - Vol. 4, Ne2. — P. 258 -271.

34.

35.

Varni J.W., Seid M., Knight T.S., et al. The
PedsQL 4.0 Generic Core Scales:
Sensitivity, responsiveness, and impact on
clinical decision-making // Journal of

Behavioral Medicine. —2002. — Vol. 25, Ne2.

- P.175-193.

Varni J.W., Limbers C.A. The pediatric
quality of life inventory: measuring
pediatric health-related quality of life from
the perspective of children and their
parents // Pediatr Clin North Am. — 2009.
- Vol. 56, Ne4. —P. 843-863.

36.

37.

Verhey L.H., Kulik D.M., Ronen G.M., et al.
Canadian Pediatric Epilepsy Network.
Quality of life in childhood epilepsy: what is
the level of agreement between youth and
their parents? // Epilepsy Behav. — 2009.
—Vol. 14, No2. — P.407- 410.

Yam W.K., Ronen G.M., Cherk S., et al.
Health-related quality of life of children
with epilepsy in Hong Kong: how does it
compare with that of youth with epilepsy in
Canada? // Epilepsy Behav. — 2008. -Vol.
12, No3. - P. 419-426.

PARTICULARS OF ASSESSMENT OF QUALITY OF LIFE IN PEDIATRIC AND JUVENILE EPILEPTIC PATIENTS

Melikian E.G.!, Mukhin K.Yu.?

" Department of Neurology with Neurosurgery course, IUV FGU «Roszdrav National medical and surgical center

named after N.I. Pirogov», Moscow

2 Department of Neurology and Neurosurgery, Pediatric Faculty, GOU VPO RSMU of Roszdrav, Moscow

Nowadays, normalization of quality of life is considered to be one of key targets during epilepsy treatment. Given a high
prevalence of epilepsy in pediatric and juvenile patients, and particular importance of this age period for the whole further
human life, studying of quality of life is a topical issue. However, the first serious studies of quality of life in pediatric and
juvenile epileptic patients have only begun in the 90th of the 20th century, i.e., significantly later than those in adult epileptic
patients. The insufficient number of scales and methods in pediatrics is linked to objective impediments with definition of
quality of life in children and adolescents. This article highlights the main issues of studying quality of life in this age category,
shows the particulars of studying quality of life in various age categories and marks out the tasks for future investigations.

Key words: epilepsy, quality of life, children, adolescents.
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