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BACKGROUND: Relatives caring for an epilepsy patient play a significant role in the care system and maintaining the
well-being of the chronically ill and often suffer from significant stress.

AIM: The aim of the study was to reveal the relationship of psychological distress, basic beliefs and perceptions of family
relationships in relatives taking care of children and adults with epilepsy.

MATERIALS AND METHODS: The study involved 62 relatives caring for patients with epilepsy, 44 relatives of children
(mean [+SD] age, 34,64 % 6,73 years) and 18 relatives of adults (mean [*SD] age, 48,72 + 10,99 years). The Symptom
Checklist-90-Revised (SCL-90-R), the World Assumption Scale and the Family Environment Scale was used as an assess-
ment tools. Also semi-structured interview for assessing socio-demographic and clinical characteristics was applied.
RESULTS: The results of the study revealed significant similarities of the studied groups both in the explication of the
psychopathological symptoms and in perception of their own personality, the surrounding world and intra-family in-
teraction. Informal caregivers of such patients demonstrates significant variability and severity of psychopathological
symptoms. And their perception of themselves and the surrounding world is characterized by the “fagade” tendencies
that act as psychological protection that prevents the catastrophizing of the subjective assessment of the situation as-
sociated with the chronic disease of a loved one.

CONCLUSIONS: The study demonstrated the need to develop specialized psychotherapeutic interventions aimed at re-
ducing the level of psychological distress in informal caregivers of patients with epilepsy. During the development and
carrying out of such interventions, it is important to take into account the subjective assessment of caregiver’s available
life situation, as well as his/her personal values and attitudes that largely determine the severity of psychopathological
symptoms.
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AKTyanbHOCTb. POACTBEHHMKM, OCYLLECTBASIOWME YXOL 3@ GONbHLIM 3NUNENCUEN, UrPAIOT 3HAYUTENIbHYIO POSib B CUCTEME
0Ka3aHMs NMOMOLLM M NojaepXKaHun 61arononyyumns XpoHu4eckn 60NbHOro U YacTo UCMbITbIBAOT BO3AENCTBME 3HAYUTENIBHOTO
cTpecca.

Uenb — u3yyeHue B3aMMOCBSI3U MCUMXONOMMYECKOrO AMUCTpecca, 6a3oBbiX YOEXAEHUIA U BOCNPUATUS CEMEWHbIX OTHOLIEHUA
Yy POACTBEHHWMKOB, ONEKAMWMX AeTei U B3pOC/bIX, CTPAAAOWMX INUNENCUEN.

Matepuanbl u metoapbl. B nccnenoBaHmMm NpuHAAM yvyactme 62 poacTBEHHMKA, onekakwmx 60nbHbIX anunencuen, 44 pop-
CTBEHHMKA, OMNeKalwLlux AeTed, — CpefHWUI BO3pacT POACTBEHHMKOB cocTaBun 34,64 [cpeaHekBaLpaTMyeckoe OTKOHe-
Hue (SD)=6,73] rona, u 18 poACTBEHHMKOB, ONEKAOLWMX B3POCAbIX, — CpeAHui Bo3pacT 48,72 (SD=10,99) ropa. B pabote
NPUMEHSNNCh CMeLManbHO pa3paboTaHHas aHKeTa AN OLEeHKM COLManbHO-LEeMOrpaduUeckUx U KIMHUYECKUX XapaKTepu-
CTWK, OMPOCHUK BbIPAaXXEHHOCTM NcmuxonaTonornyeckor cumntoMatnkn — Symptom Checklist-90-Revised, Wkana 6a3uncHbix
ybexnaernnin n LLikana ceMeiHOro oKpyxeHus.

Pesynbratbl. Pe3ynbTathl nCCNnenoBaHMs BbIPAXKEHHOCTU NCUXONOrMYECKOro Anctpecca, 6asmncHbix yoexaeHuin u Bocnpuatms
CEMENHbIX OTHOLLUEHWIA B M3yYaeMbIX rpynnax poLCTBEHHUKOB MO3BOUAN BbISIBUTb 3HAUMTENIbHOE CXOACTBO KaK B IKCMIULLU-
POBaHHOCTM CUMMTOMATUUYECKUX MPOSBAEHUI Y BAU3KMUX BONbHbBIX, TaK U B BOCMPUATUM UMK CODCTBEHHOW IMYHOCTU, OKPY-
XalLWero Mmpa M BHYTPUCEMENHOTO B3aMMOAENCTBUS. Y BN3KMX TakMX BONIbHbIX OTMEYAEeTCS 3Ha4YMTEbHAs BapMaTUBHOCTb
W BbIPAXXEHHOCTb MCUMXONATONOMMYECKOWM CUMNTOMATUKK, @ JEMOHCTPUPYEMOE POLACTBEHHUKAMM BOCMpUsTUe cebs n okpyxka-
IOLLEr0 MMPA XapaKTepU3yeTCs BbIPAXKEHHOCTbIO «pacafHbiX» TEHAEHUMNA, BbICTYNAKOWMX B KAYECTBE NMCUXONOMMYECKON 3a-
LWMTbI, NPeNaTCTBYHOLWEN KaTacTpodum3aunm CybbeKTUBHOM OLLEHKMU CUTYaLMK, CBA3AHHOM C XPOHMYECKOM B6one3Hbo 6aunsKoro.
3akntoueHue. [poBefeHHOe UCCef0BaHWe NPOLEMOHCTPUPOBANO HEOBX0AMMOCTb Pa3paboTKu CreLuanm3vpoBaHHbIX NCU-
X0TepaneBTUYECKUX MEpONPUATUIA, HAaMPaBNEHHbIX HA CHUXEHWE YPOBHS MCUXONOrMYECKOro AMCTPecca y POLCTBEHHUKOB,
onekawwmnx 60nbHbIX 3nunencuen. Npu CoO3paHMM U NPOBELAEHUU TAaKMX MEPONPUATUIA BaXKEH y4YeT CyObeKTUBHOW OLLEHKM
HaJIMYHOM XKM3HEHHOM CUTYaLMM ONEKALMM POACTBEHHUKOM, @ TaKXKe ero IMYHOCTHbIX LLEHHOCTEN U YCTaHOBOK, BO MHOTOM
onpenensolmX BbIpAXKEHHOCTb MCUMXOMNATONOMMYECKOM CUMNTOMATUKM Y AAHHOTO KOHTUHIEHTA.

KntoueBble cnoBa: snunencus; poacTBEHHUKM, onekatolwme 60abHbIX; NCUXONOrMYECKMIn AUCTpecc; 6a3ncHble YCTAHOBKM;
BOCNPUATUE CEMENHbIX OTHOLIEHWIA.

Nocrynuna: 08.06.2022 Opobpena: 20.07.2022 MNpuusta k nevatn: 30.09.2022

@ Tlegmarp. 2022.7. 13. Boin. 4 / Pediatrician (St. Petersburg). 2022;13(4) ISSN 2079-7850



CLINICAL PSYCHOLOGY / KNUHUYECKAA NCUXOJIOTUA

117

BACKGROUND

According to the World Health Organization, epi-
lepsy is a severe chronic disease with a prevalence
of 4-10 per 1000 people [13].

The medical and social consequences of epilep-
sy significantly and negatively affect the quality of
life of patients. The feeling of loss of control and
independence, fear, depression, stigmatization and
self-stigmatization, social restrictions, and financial
difficulties are described as common consequences
of this disease [20]. The problems of socialization
in children and adolescents with epilepsy are an im-
portant research topic [3, 4, 7, 15].

Epilepsy accounts for a significant proportion of
the global disease burden [13]; thus, the development
of strategies to reduce the social and economic dam-
age associated with this disease is one of the primary
tasks of public health.

In recent decades, researchers pay increasing at-
tention to relatives who care for patients with epilep-
sy. These relatives of patients received close attention
because they are essential in the efficiency of thera-
peutic measures and the maintenance of the patient’s
well-being; however, the diagnosis of epilepsy in one
of the family members reduces the quality of life of
the relatives and increases the risk of occurrence of
stress-related mental and somatic disorders in both
the relatives directly taking care of the patient and
all other family members [2, 6, 9, 11, 15, 22].

The caregiver of a patient with epilepsy admin-
isters medications, arrests seizures, monitors and
communicates information about the symptoms of
seizures to medical professionals, maintains patient
self-care functions, provides psychological assistance
to the patient, etc. [17]. Such a burden is associated
with significant stress for the patient’s relatives.

In modern research, the difficulties and experi-
ences of relatives caring for patients with chronic
illness are most often conceptualized within the “bur-
den” model.

Most of the studies on the “burden” of caring for a
patient with epilepsy and issues related to the quality
of life of those the relatives focused on the pediatric
population [2, 5, 11, 15, 19]. Data on guardians of
adult patients are much rarer [16, 17, 21].

Trials aimed at studying relatives who care for
patients with epilepsy, regardless of the age of these
patients, describe a significant decrease in the care-
givers’ quality of life, anxiety and depressive disor-
ders, and dissatisfaction with social support [5, 14,
15, 17-19, 21]. Moreover, comparing literature data
on relatives caring for patients with epilepsy of dif-
ferent ages is currently difficult because of differ-
ences in research and diagnostic methodologies.

Although studies have demonstrated a clear rela-
tionship between burden and distress in caregivers of
patients with epilepsy and characteristics of function-
ing of their family system [17], and the significance
of the subjective assessment of the situation by the
caregiver in the process of adaptation to the disease,
perception of family relationships, and characteristics
of the axiological aspect of the personality of those
relatives remain insufficiently studied.

This study aimed to examine the relationship be-
tween psychological distress, basic beliefs, and per-
ceptions of family relationships in relatives who care
for children and adults with epilepsy.

MATERIALS AND METHODS

The study involved 62 relatives [17 men and
45 women, mean age 34.64 years, standard de-
viation (SD) 6.73] caring for patients with epilep-
sy who were treated at Department No.7 of the
V.M. Bekhterev National Medical Research Center
for Psychiatry and Neurology of the Ministry of
Health of Russia and the Psychoneurology Depart-
ment of the St. Olga St. Petersburg Children’s City
Hospital. The diagnosis was established by expert
doctors, and the main diagnosis was G40 accord-
ing to the International Classification of Diseases
10" Revision.

Depending on the age of the patients, the rela-
tives were distributed into two groups. The RA group
included relatives of adult patients (n = 18), and the
RC group consisted of relatives of children with epi-
lepsy (n =44).

The study was approved by an independent ethics
committee at the V.M. Bekhterev National Medical
Research Center for Psychiatry and Neurology (Pro-
tocol No. EK-1-35/21).

The inclusion criteria were as follows: close fam-
ily relationship (mother, father, wife, and husband)
with a patient suffering from epilepsy (G40), the age
of the relative was >18 years, and voluntary consent
to participate in the study.

The non-inclusion criteria were as follows: co-
morbid mental pathologies (schizophrenia, manic—de-
pressive psychosis, major depressive disorder, and
addictive disorders) in a patient under the care of a
relative and current or history of severe mental or
cognitive impairment and severe somatic, neurologi-
cal, and other diseases in a state of severe decom-
pensation in the relative that prevent the examination.

The study employed a cross-sectional research
design.

The study also used the data we have collected
in previous trials [1] and data from other studies
[8, 10]. To compare the results obtained according
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to the questionnaire for the severity of psychopatho-
logical symptoms (Symptom Checklist 90-Revised
[SCL-90-R]), we analyzed the data obtained by the
Laboratory of Psychology of Post-Traumatic Stress
and Psychotherapy of the Institute of Psychology of
the Russian Academy of Sciences from a population
exposed to chronic psychotraumatic events, namely,
refugees (reference group) [10]. To refine the results
on the World Assumptions Scale (WAS), reference
data obtained during the adaptation of methods [§]
were considered. To compare the results obtained on
the Family Environment Scale (FES), we used the
reference data we have obtained on a sample of re-
spondents without visible somatic, narcological, and
psychiatric pathologies [1].

Research tools. The study was conducted us-
ing test and clinical and psychological methods.
Each relative was interviewed, during which a spe-
cially designed questionnaire was filled out, which
included the clinical and sociodemographic character-
istics of the participants, their families, and patients.
The Psychopathological Symptom Severity Questionnaire
SCL-90-R adapted by N.V. Tarabrina [10] was used to
study the severity of psychopathological manifestations
and assess the intensity of the experienced distress, the
WAS adapted by M.A. Padun and A.V. Kotelnikova [8]
was used to analyze the relationship to themselves and
their surroundings, and the FES adapted by S.Yu. Ku-
priyanov [12] was used to study the peculiarities of the
relatives’ perception of intrafamily relations.

Statistical processing. Data analysis was per-
formed using IBM SPSS Statistics version 21 (IBM
Corp., Armonk, NY, USA). The normality of the
distribution of quantitative indicators in each group
was tested using the Shapiro—Wilk test. When con-
ducting a comparative analysis, the Kruskal-Wallis
method was used, followed by the Mann—Whitney
U-test. To compare the results obtained in the study
groups with the reference data presented in the lit-
erature, a one-sample Student’s t-test was used. For
indicators with normal distribution, the mean (M) and
SD were calculated, whereas for other indicators, the
median (Me) and interquartile range (/QR) were cal-
culated. For reference indicators, sample frequencies
were compared using Pearson’s y? test. Differences
between groups were considered statistically signifi-
cant if the p values obtained were <0.05. Spearman’s
correlation coefficient was used as a measure of the
relationship between the indicators.

RESULTS

Sociodemographic and clinical indicators

In the RA group, 5 were men and 13 were
women. The average age of the relatives was

48.72 (SD 10.99) years. The majority had higher
(61.1%) or vocational secondary education (27.8%),
and 88.9% were employed at the time of the study.
The average age of the patients was 28.23 (SD 8.423)
years, the average age at disease onset was 17.11
(SD 6.286) years, and the average disease duration
was 6.56 (SD 12.88) years.

In the RC group, 12 were men and 32 were wom-
en. The average age of the respondents was 34.64
(SD 6.73) years. The majority had higher (75%) or
vocational secondary education (13.6%), and 63.6%
of them were employed at the time of the study.
The average age of the patients was 4.72 (SD 4.59)
years, the average age at disease onset was 1.51
(SD 2.932) years, and the average disease duration
was 3.10 (SD 3.14) years.

Comparison of the studied groups of relatives ac-
cording to sociodemographic and clinical character-
istics showed a significant similarity of the samples
in terms of sex, education, and social status. Given
the characteristics of the samples, significant and
expected differences were found in the age of the
relatives examined (p <0.001) and the patients un-
der their care (p <0.000), age of disease onset, and
disease duration (p < 0.000). In the group of relatives
caring for adults, these figures were significantly
higher.

Severity of psychopathological symptoms in the
RA and RC groups

The results of a comparative analysis of the sever-
ity of psychopathological symptoms (according to the
SCL-90-R method) in the RC group, RA group, and a
group of people exposed to chronic psychotraumatic
events (refugees) are presented in Table 1.

A significant similarity was found in the incidence
of psychopathological symptoms noted by relatives,
and the level and range of manifestations of symp-
toms was comparable with that of refugees. Thus,
the studied samples did not have differences in the
indicators of interpersonal sensitivity, depression,
anxiety, hostility, paranoid ideation, global severity
index, and positive symptom total.

The results obtained indicate the similarity of the
compared groups in terms of mental distress.

Feelings of bodily dysfunction associated with ex-
posure to stress (indicator SOM) were comparable in
the RA group, but were significantly less pronounced
in the RC group when compared with the refugee
group. For the RA group, the SOM indicator did not
have significant differences when compared with that
in the refugee group.

Compared with the RC group, the RA group had
various obsessions (indicator OC). Moreover, the
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result on this scale in the RA group did not differ
from that in the refugee group.

Avoidance behavior associated with phobic expe-
riences was most pronounced in the refugee group,
followed by the RA group. To the least extent, such
experiences and behaviors were characteristic of par-
ents taking care of children with epilepsy. The desire
for interpersonal isolation was significantly higher in
the refugee group than in the RC group and compa-
rable with that in the RA group.

The highest severity of symptomatic distress when
comparing the studied groups was detected in the RC
group. The indicator of psychological distress in this
group exceeded the values detected in in both the
RA group and refugee group.

Thus, the results obtained indicate a high level
of distress in the RA and RC groups. The sever-
ity of distress was comparable to the degree of dis-
tress experienced by people who were objectively
in a difficult life situation. In the refugee group, the

Table 1 / Tabnuuya 1

Means (Standard Deviations) and Mean Comparisons of Symptom Checklist-90-Revised (SCL-90-R) subscale in groups of
informal caregivers of patients with epilepsy and group of refugees

CooTHOLWeHMEe cpefHMX 3Ha4yeHus nokasatenen metoamkn Symptom Checklist-90-Revised (SCL-90-R) rpynn poacTBeHHWMKOB,
OMeKawLWmX AeTel U B3POC/bIX, CTPAAAOLLMX IMUNENCUEN, U TPYNMbl BexeHLeB

RA /PB RCH /P[] Refugees / bexeHb
SCL-90-R subscales / (n — 18) (}’l — 44) (}’l — 53)
Ioxazaremn SCL-90-R P
M SD M SD M SD
Somatization (SOM) / 3
Comatusamus (SOM) 0.71 0.57 0.55 0.6 0.85 0.73 0.002
Obsessive—Compulsive (O-C) /
O06CceCcCBHO-KOMITYTBCUBHBIC 0.9 0.39 0.53 0.61 0.68 0.63 0.003'
pacctpoiicta (O-C)
Interpersonal Sensitivity (INT) / 0.66 0.43 0.62 0.55 076 0.68 B
MesxnuuHocTHast ceHeuTuBHOCTH (INT)
Depression (DEP) / lenpeccus (DEP) 0.67 0.46 0.83 0.79 0.67 0.62 -
Anxiety (ANX)/
TpesosHocTs (ANX) 0.6 0.48 0.77 0.76 0.58 0.58 -
Hostility (HOS) /
Bpascaeomocts (HOS) 0.51 0.38 0.82 0.62 0.59 0.75 -
Phobic Anxiety (PHOB) / 0.031', 0.025%,
dobuueckas TpeBoxHocTh (PHOB) 0.18 0.17 0.14 0.29 0.30 0.37 0.001°
Paranoid Ideation (PAR) /
[MTapanoiisuibHele cumnToMbl (PAR) 048 04 0.51 06 0.64 0.53 -
Psychoticism (PSY) / 3
Teuxornam (PSY) 0.22 0.27 0.16 0.17 0.30 0.42 0.000
Global Severity Index (GSI) /
OO0LIMN UHIEKC TAKECTU 0.53 0.31 0.55 0.5 0.60 0.51 —
cumrnromoB (GSI)
Symptom Distress Index (PSDI) / 0.003". 0.0012
Muexc HaIMYHOIO CUMIITOMATHYE- 1.22 0.19 1.71 0.55 1.45 0.46 : U
0.003

ckoro nuctpecca (PSDI)
Positive Symptom Total (PST) /
OO01ee 9YUCII0 yTBEPAUTEIbHBIX 39.14 22.43 26.56 17.72 32.13 21.88 -
orBeToB (PST)
Note. RA — relatives of adults diagnosed with epilepsy; RCH — relatives of children diagnosed with epilepsy;

M — mean; SD — standard deviation. 'Statistically significant differences between the RA and RCH groups; statistically signifi-
cant differences between the RA and Refugee groups; statistically significant differences between the RCH and Refugee groups.
Ilpumeuanue. PB — ponCcTBEHHUKH B3POCHBIX C JUATHO30M dMIuIencus; Pl — poACTBEHHUKH JeTel ¢ JHarHO30M SIIHIICTICHS,
M — cpennee; SD — cpenHekBagpatudeckoe OTKiIOHeHHe. 'CTaTHCTUYECKH 3HAYUMBIE pa3iuuus Mexay rpymnnamu PB u PII;
2CTATHCTUYCCKH 3HAYMMBIC PA3InYHs MKy rpynnaMu PB i BeeHIbl; *cTaTUCTHYSCKH 3HAYMMBIC PA3JINYHsI MEXy TPyIHIIaMu
P/l u bexeHmsr.
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level of psychological stress was associated with the
need to adapt to the unhabituated conditions of life
in a new environment and, in some cases, with the
presence of negative traumatic life experience. This
group is similar to the studied samples of relatives
of patients in terms of duration, that is, the chronic
nature of stress. Attention is drawn to the predomi-
nance of symptomatic distress in relatives of sick
children.

World assumptions in the RA and RC groups

The results of a comparative analysis of attitudes
toward oneself and the environment (according to
the WAS method) in the RC group, RA group, and
control group are presented in Table 2.

In the studied groups (Table 2) of relatives of
patients, no differences were found in WAS indica-
tors. Moreover, according to the benevolence of the
impersonal world, self-worth, and luck scales in the
RA and RC groups, the indicators were significantly
higher than those in the reference group. The results
obtained indicated a certain idealization of the world
and oneself by relatives taking care of patients with
epilepsy. Both the RA and RC groups were character-
ized by declaring the benevolence of the world and
the value of their personality and luck.

In addition, compared with the reference group,
the RC group had very low scores in the justice
scale. From our point of view, this may indicate the
inconsistency in the system of basic beliefs of par-

ents. Such inconsistency lies in the fact that along
with their value and luck and the sense of the kind-
ness of the world around them, they have an idea
of its injustice. An alternative interpretation of the
described configuration of average group assessments
is the hypothesis about the projection of one’s sense
of the world injustice onto others. In other words,
the world is imperfect, but its imperfection does not
affect the respondents personally.

In the RA group, the self-controllability scale
was dissonant, as the scores on its indicators were
lower than those in the reference sample. The in-
ternal sensation of personal value and good fortune
in a generally benevolent (sometimes idealized)
world turned out to be poorly controlled for such
relatives.

Perception of family relationships in the RC
and RA groups

The results of the analysis of the perception of
the family situation in the RA and RC groups (ac-
cording to the FES method) are presented in Table 3.

The scores on the conflict and moral-religious
emphasis scales were significantly higher in the RC
group than in the RA and control groups. Compared
with the reference group, the RC group had a higher
indicator on the expressiveness scale and lower one
on the independence scale, whereas in the RA group,
no significant differences were found when compared
with the reference group.

Table 2 / Tabnuya 2

Means (Standard Deviations) and Mean Comparisons of World Assumption Scale (WAS) subscale in groups of informal

caregivers of patients with epilepsy and group of control

CooTHOLWeHME cpeaHuX 3HayeHus nokasatener no Lkane 6a3uncHbix yoexaenuii (LUBY) rpynn poacTBeHHMKOB, OMEKaLWmMX
LLeTei 1 B3pOoC/bIX, CTpafalolWmX NUEncuUei, u rpynmbl HOPMaTUBHOTO KOHTPOJIS

RA /PB KCP / PII Control group /
WAS subcales / (n=18) (n = 44) I'pynmna kKoHTpOIs
ITokazarenu IIBY (n =201) p

M SD M SD M SD
1
Benevolence of the Impersonal World / 3710 7040 35.20 5.870 319 51 0.0162
J1oOposkeNnaTeIbHOCTh OKPYIKAIOIIET0 MUPa 0.000
Justice / CnpaBeUIMBOCTD 22.30 2.890 21.10 4.700 22.6 3.6 0.039°
Self-Worth / 0.000'
O6pas S 31.30 3.850 31.60 4.650 25.2 3.2 0.0002
Luck / 0.000'
Viaua 34.20 5.360 32.00 7.800 27.3 33 0.000
Self-controllability / Y6exaeHus 0 KOHTpOJIE 26.80 3.320 28.00 4.160 29.9 3.6 0.001"

Note. RA — relatives of adults diagnosed with epilepsy; RCH — relatives of children diagnosed with epilepsy; M — mean;
SD — standard deviation. ! Statistically significant differences between the RA and control group; *statistically significant differences
between the RCH and control groups. /Ipumeuanue. PB — poacTBEeHHUKHU B3pOCIBIX ¢ JUATHO30M smnuierncus; PI[ — poacTBeHHUKH
nereil ¢ auarHo3om snwuiencusi; M — cpexnHee; SD — cpepHeKBagpaTHYecKoe OTKIOHEHHE. | CTaTHCTHYECKH 3HAUUMBbIC Pa3IHUHs
Mex 1y rpynnamu PB u rpymnmoil KOHTpOJIsE; > CTATHCTHYSCKH 3HAYMMBIC Pa3indus MEeXy rpynmnaMu PI] U rpynmnoil KOHTpos.
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The RA group had lower scores on the active-
recreational orientation and control scale then the
RC group and the reference group.

In the RC group, the picture of perception turned
out to be largely predictable, and it was characterized
by frequent quarrels and conflicts and a tendency to
express dissatisfaction openly in interpersonal rela-
tionships, and this was at a rather high level of family
cohesion. According to the respondents, the orienta-
tion of family relations is determined by the desire
to restrain the personal activity and independence
of family members, combined with an orientation
toward moral normativity.

In the RA group, quarrels and conflicts did not
occur more often than in the reference group. The
desire for outdoor activities significantly decreased,
and they had a feeling of weakness in control.

The results of comparing the RA and RC groups
that differ in age of the patients, associated with

lower scores on the scales conflict, active-recreation-
al orientation, moral-religious emphasis, and control,
suggest the presence of certain fatigue and asthenia,
which characterizes the atmosphere of family interac-
tions with relatives of adult patients. Moreover, the
cross-sectional study design, rather than a longitu-
dinal one, makes us consider this assumption only
as a hypothesis that requires additional empirical
verification.

Relationship between the severity of psycho-
pathological symptoms and the perception of fa-
mily relationships by relatives caring for patients
with epilepsy

The relationship between the severity of psycho-
pathological symptoms, basic beliefs, and perception
of family relationships by the RA and RC groups
was examined using a correlation analysis of the in-
dicators of the SCL 90-R, WAS, and FES methods.

Table 3 / Tabnuua 3

Median (Interquartile Range) Median Comparisons of Family Environment Scale (FES) subscale in groups of informal

caregivers of patients with epilepsy and group of control

CpaBHeHuWe LeHTpanbHbIX TeHAeHUMI nokasaTtenen no LWkane cemeiHoro okpyxenus (LLUCO) rpynn poacTBEHHUKOB, OMeKato-
WMX AeTel M B3POC/bIX, CTPAAAIOLLMX SMUNENCUEN, U TPYNMbl HOPMATUBHOIO KOHTPO/IS

RA /PB RCH / PJI Control group /
FES subscales / (n=18) (n = 44) I'pynna xoHTpons
TMokasarenu LICO (n=100) p
Me I0OR Me IOR Me I0R
Cohesion / 5.75—
CIJIOYEHHOCTh 7 8.25 7 6-8 7 6-8 B
Expressiveness / OKcIpecCHBHOCTD 7 4-7 7 6-8 6 5-7 0.008°
Conflict / 0.053!
T 1.5 0-2.25 3 1-4.75 2 0-3 0.010°
Independence / 5 3.75-6 45 4-5 5 4-6 0.050°
HeszaBucumocts
Achievement-orientation / 5 4-6 55 4-6 5 4-6 B
OpueHTanus Ha JOCTHIKCHHUSI
Intellectual-cultural orientation / 4 356 4 35 5 36 B
WHTeIIEKTYyalbHO-KYJIBTY PHASI OPHEHTALUS
3 M M o 1
Active-recreational orlentﬁtlon / 3 1754 5 36 4 36 0.0182
OpueHTalys Ha aKTUBHBIA OTABIX 0.054
T - !
Moral-religious emphasis / 4 275-6 6 5.7 5 4_a 0.012%
MopanbHO-HPABCTBEHHBIC ACTICKTHI 0.000°
Organization / 6 45-7 7 47 6 47 B
Opranuzanus
Control / K 1 0-2.25 3 1.25-4 2 1-4 0.011
ontro OHTPOJIb . . 0,048

Note. RA — relatives of adults diagnosed with epilepsy; RCH — relatives of children diagnosed with epilepsy; Me — medi-
an; IOR — interquartile range. 'Statistically significant differences between the RA and RCH groups; >statistically signifi-
cant differences between the RA and Control group; S3statistically significant differences between the RCH and Control group.
Ilpumeuanue. PB — ponCTBEHHUKH B3pPOCIBIX C JAMAarHo3oM smuiiencus; P/l — poacTBEeHHUKH AeTel ¢ AMAarHO30M SIUIICIICHS;
Me — wmenuana; IQR — MeXKBapTUJIbHBIN pa3Max. 'CTaTHCTHYECKH 3HAUYMMBIC pasindus Mexay rpymnmnamu PB u PJI; *craru-
CTHYCCKH 3HAYMMBbIC PA3IMYHs MEKAY rpynnamu PB u rpynmnoi KOHTPOJIS; SCTATUCTHYESCKH 3HAYMMBIC PAa3JIndHs MKy TpyIina-
mu PJI u rpynmnoii KoHTposs.
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As a significant similarity was revealed in both the
explication of symptomatic manifestations and the
perception of one’s personality, surrounding world,
and intrafamily interaction by the RA and RC groups,
the relationships of these parameters were analyzed
in the group including all relatives caring for patients
with epilepsy (Table 4). The table presents only sta-
tistically significant correlations, with a significance
level (p) of <0.05. Since the SCL-90-R indicators
do not have significant relationships with the expres-
siveness, conflict, independence, and organization
(FES) scales, these scales were not included in the
table.

The largest number of relationships (Table 4) was
found between the scales of the SCL-90-R method-
ology and the WAS indicators, with all correlations
being negative. Taking into account the results of a
comparative analysis of the study groups according to
the WAS method, it can be assumed that the declara-
tion of kindness and benevolence of the surrounding
world and one’s attractiveness and luck in relatives
caring for patients with epilepsy are associated with
their demonstration of the absence of internal dif-
ficulties and problems. In other words, in relation
to basic beliefs and psychopathological symptoms,
the respondents tend to present pronounced facade
tendencies. Facade tendencies were observed in both
groups and affect various life situations associated
with both the upbringing of sick children and care
of adults with chronic illness. This may indicate the
obviously protective nature of psychological attitudes
by preventing the catastrophizing of the conscious-
ness of the caring relatives. These protective atti-
tudes, manifested in stable idealistic basic beliefs
and suppression of symptoms of psychopathological
distress, can act not only as a protective shield but
also, apparently, play a role in a mobilizing psycho-
logical principle.

The negative correlations between the SCL-90-R
symptomatic scales and the active-recreational orien-
tation indicator (FES) probably indicate trends typi-
cal for parents of children with epilepsy. They con-
sider overcoming the disease by unloading forms of
social activity and participation in social life through
superficial interactions that allow demonstrating the
absence of restrictions associated with the child’s ill-
ness and prevent stigmatization. The feeling of hav-
ing a social life provides increased identification with
problem-free (in terms of health) families.

Moreover, numerous positive correlations of the
scales reflecting the psychopathological symptoms of
SCL-90-R with the achievement-orientation indicator
(FES) reflect the fact that stable competitive social
relations among respondents are associated with ac-

tualization of fears, hostility, suspicion, and general
severity of symptoms.

Thus, relatives of patients with epilepsy are ready
to take part in public life, but do not want to enter
into long-term complex competitive relationships.

Particular attention should be paid to the nega-
tive correlation between the intellectual-cultural
orientation (FES) scale and the Symptom Distress
Index PDSI (SCL-90-R), reflecting the understand-
able fact of reducing internal psycho-emotional stress
due to switching attention to broad cultural aspects
of life.

DISCUSSION OF RESULTS OBTAINED

The results of the analysis of the severity of
psychological distress, basic beliefs, and perception
of family relationships by relatives caring for both
adults and children with epilepsy revealed a signifi-
cant similarity in the explicitness of symptomatic
manifestations in close patients and in their percep-
tion of their personality and the world around them,
as well as intrafamily interaction.

In the literature, only one study included the
simultaneous analysis of relatives caring for ado-
lescents with epilepsy and relatives of adult pa-
tients [22]. The results of this study and the present
study showed a significant similarity in the severity
of the disease burden and a decrease in the quality
of life in the majority of respondents.

Moreover, the authors of the aforementioned
study defined the severity of the disease burden in
this cohort as “mild to moderate,” whereas data in-
dicated that relatives caring for such patients have
significantly different psychopathological symptoms,
and the severity of symptomatic manifestations is
significant and comparable to the severity of such
disorders in people under chronic stress (refugees).

In addition, the results of the present study dem-
onstrated that despite the significant similarity of
the RA and RC groups in terms of mental distress,
compared with the RC group, various obsessions are
more common in the RA group, and the RC group
showed more severe symptomatic distress.

Compared with RA group, the RC group’s presen-
tation of perception of family relations is characterized
by more frequent quarrels and conflicts, a tendency
to express dissatisfaction openly in interpersonal re-
lationships, restraints of personal activities, and in-
dependence of family members, combined with an
orientation toward moral standard. In the RA group,
quarrels and conflicts do not occur more often than
in the reference group. Moreover, they have decreased
desire for outdoor activities and have a feeling of
weakness in control in following family rules.
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Table 4 / Tabnuuya 4
Correlations between SCL-90-R, WAS and FES subscales in groups of relatives caring for patients with epilepsy
KoppensumoHHbie cBsi3n nokasartenein Symptom Checklist-90-Revised, LLikanbl 6a3ucHbix ybexaeHui u LLikanbl ceMenHbIx OT-
HOLUEHWI B rpynnax poACTBEHHWMKOB, ONEKAKLWMX NALMUEHTOB C 3NUencuen

Subscales /

SOM
Ilokazarenu METOIUK

0-C INT DEP | ANX | HOS | PHOB | PAR PSY GSI PST PDSI

Benevolence of the
Impersonal World /
JloOpokenaTeIbHOCTh
OKPYKaIOIIEro MUpa

—0.343"%|-0.342"*|-0.432**| - |-0.420""|-0.396""[-0.419**|-0.517""| —0.287* |-0.449**|-0.452""| = —

Justice /

—0.491**| —-0.298" |-0.355** — — —
CripaBeTHBOCTD

-0.306" - |-0.441™

Self-Worth /

—0.327* |-0.622**|—0.589** |-0.383**|-0.683**|—-0.401"" |—-0.444™" | -0.546™" |-0.627** |-0.58 7 |-0.634™*|  —
Ob6pa3 «5I»

Self-Worth /

Vraua —0.302% |-0.453**|-0.511""|-0.624"*|—-0.621"*|-0.528"*|—-0.397** | -0.405"* | -0.566™* | -0.637"*|—0.598**|-0.425**

Self-controllability /

ek
VYoexaeH st 0 KOHTPOJIE 0407

~0316*| - - - - - - - - — |-0337

Cohesion /

0.269* - - - - -
CI104eHHOCTh

Achievement-orien-
tation / OpueHTanus - -
Ha JIOCTHIKEHUS

0.303" - 0.320* | 0.265* | 0.295* | 0.357* - 0.281" | 0.341* -

Intellectual-cultural
orientation / Muren-
JIEKTYabHO-KYIBTYP-
Hasi OpUEHTALUS

- |-0.351™

Active-recreational ori-
entation / OpueHTanus -
Ha aKTUBHBIM OTIBIX

—0.597"*|-0.489**| —0.314" [-0.385"*|-0.379™*|-0.437** |-0.441**|-0.365"|-0.427**|-0.467**| -

Moral-religious empha-
sis / MopaspHO-HpaB-
CTBEHHbIE ACIIEKTHI

~0.259*| - - - - - - - - - - -

Control / Kontpons - - - - - 0.309* - - - - - -

Note. * p<0.05; ** p<0.0l. SCL-90-R subscales: SOM — Somatization; O-C — Obsessive—Compulsive; INT — Interper-
sonal Sensitivity; DEP — Depression; ANX — Anxiety; HOS — Hostility; PHOB — Phobic Anxiety; PAR — Paranoid Ide-
ation; PSY — Psychoticism; GSI — Global Severity Index; PST — Symptom Distress Index; PDSI — Positive Symptom Total.
Tpumeuanue. * p<0,05; ** p<0,01. INokazarenu SCL-90-R: SOM — comaruszanus; O-C — 00ceCcCHMBHOCTH — KOMITYJIBCUBHOCTD,
INT — mexynyHOCTHAs CeH3UTUBHOCTh, DEP — nempeccusi; ANX — tpeBoskHOcTh; HOS — BpaxnedbHocts; PHOB — dobuueckas
TpeBOKHOCTh; PAR — mapanoiistibablie TeHaeHny; PSY — ncuxorusm; GSI — oburuit nuaekc tsxkectu cumntomos; PST — obmiee
YUCJIO YTBEPAUTENbHBIX 0TBETOB; PDSI — MHIEKC HAIIMYHOIO CHMIITOMATHYECKOTO IUCTpecca.

The reviewed literature describes various predic- In the present study, attention is focused on the

tors of burden and psychological distress in care-
givers of patients with epilepsy. The authors most
often note factors such as the severity and frequency
of seizures, early age at disease onset, presence of
comorbid disorders, number of hours spent on car-
ing for the patient and number of persons involved
in care, attitudes toward epilepsy in the family, and
presence of social support [9, 17, 18, 21].

analysis of the relationship between the severity of
psychopathological symptoms, basic beliefs, and per-
ceptions of family relationships in relatives caring
for patients with epilepsy. The results suggest the
importance of positive personal attitudes regarding
oneself and the environment and a sense of inclu-
sion in public life to maintain the normal mental
functioning of the relatives caring for such patients.
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The trends identified probably prevent stigmatiza-
tion and psychological traumatization of relatives if
a family member has an illness. An idealized in-
ternal representation of the surrounding world and
one’s personality and the demonstration of an exter-
nal “facade” of well-being turn out to be significant
for maintaining one’s identity as relatives of patients
with chronic illness.

CONCLUSION

The results help in identifying several polymor-
phic psychopathological symptoms in relatives caring
for children and adults with epilepsy. The interrela-
tions of psychopathological symptoms with the basic
beliefs of the individual and the subjective perception
of one’s family relationships suggest the need to con-
sider these parameters when developing individual-
ized measures for relatives of patients with epilepsy.
The axiological sphere of the personality of such
relatives is characterized by hypernormativity, which
has important protective functions, provides the abil-
ity to maintain a life perspective, prevents the ap-
pearance in the consciousness of signs of pronounced
mental distress, catastrophizing of consciousness, and
creates an intrapsychic basis for sociopsychological
adaptation.
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OOMNOJIHUTE/NIbHAA UH®OPMALIUA

Bkuan aBropoB. Bce aBropbl BHECIM CYIIECTBEHHBIH
BKJIaJ B pa3pabOTKy KOHIEMINH, MPOBEACHHE HCCIIEI0Ba-
HUSI M TIOATOTOBKY CTaThU, IPOWIN U 0Z0OpHIN (PUHATIBHYTO
BEPCHIO TIepell IyOInKaIie.

Kondaukr uHTepecoB. ABTOPHI ACKIAPUPYIOT OTCYT-
CTBHE SIBHBIX M IOTEHIHAIbHBIX KOH(INKTOB HMHTEPECOB,
CBSI3aHHBIX C ITyONWKaIMel HACTOSIICH CTaThH.

HcTtouHuk QUHAHCUPOBAHMS. ABTOpPBI  3asBISIOT
00 OTCYTCTBHH BHEIIHEro (h)MHAHCHPOBAHHSA IIPU IIPOBEJe-
HUU HCCIICIOBAHUS.
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