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Aim: The aim of this study was to evaluate the perceived health of children with epilepsy as experienced by the
respondents to a questionnaire, to assess the sense of control over their child's epilepsy, and howmuch support
they feel they received in various environments.
Methods: In this observational study, the data were collected using a questionnaire that was sent to families of
children with epilepsy, who were treated at University Children's Hospital in Ljubljana, Slovenia from January
to September 2016. The questionnaire consisted of 29 questions related to their epilepsy.
Results: There were 1198 patients who met the entry criteria for the study and were sent the questionnaire, of
which 181 (15.1%) responded. The diagnosis of epilepsy was established in 91.2% of patients (8.8% were patients
after a first unprovoked seizure), of which drug-resistant epilepsy was reported in 33.3%. Patients had epilepsy di-
agnosed for amean of 4.9±4.4 years. Of all patients, 82.4% of patientswere taking antiepileptic drugs (AEDs) at the
time of inquiry. The longer the patient had epilepsy diagnosed, the lower was the perceived health (p = 0.004).
Patients with pharmacoresistant epilepsy, those who had seizures, and those who were receiving AEDs had signif-
icantly lower scores of perceived health compared with those who did not (p < 0.001; p < 0.001; and p = 0.016,
respectively). Of all responders, 79.8% responded that they feel that they have their child's condition under control.
The child's condition was considered under control more often if the child had no reported seizures (p < 0.001)
and if the family had enough support in the health system (p = 0.002) or psychological support (p = 0.005).
Patients with pharmacoresistant epilepsy more often replied that they do not have enough support in the health
system (p = 0.006).
Conclusions:Our study suggests that the presence of seizures, pharmacoresistant epilepsy, years of epilepsy diagno-
sis, and prescription of AEDs have a significant negative effect on the perceived health of childrenwith epilepsy. En-
hancement of the support families received in different environments can offer an opportunity to improve the sense
of caregivers' control over child's epilepsy.

© 2020 Elsevier Inc. All rights reserved.
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1. Introduction

Epilepsy is globally thefifthmost burdening neurological disease [1],
with the annual cumulative incidence of 67.8 per 100,000 persons [2]
and the incidence of epilepsy in children in the range of 41–187/
100,000 [3]. In majority of patients, epilepsy begins in childhood, and
approximately 50–60% of children with epilepsy reach complete
remission of seizures at some point in life [4]. Epilepsy may be related
to psychiatric, behavioral, and cognitive comorbidities, with consequent
long-term negative effects [5]. Children with epilepsy can also have
compromised health-related quality of life (HRQoL) [6], with the family
environment playing a major role in child's HRQoL [7]. The child's
eurology, University Children's
20, 1525 Ljubljana, Slovenia.
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epilepsy can pose a heavy burden for the family, with the main family
concerns usually being related to seizure control, school performance,
and side effects of medication, and many parents feel that they need
more information on their child's epilepsy [8]. Parents' perceptions of
their children's HRQoL can be lower than those for other chronic ill-
nesses, especially for refractory epilepsy [9].

Successful treatment of epilepsy requires, among others, the correct
antiepileptic drug (AED) selection for the specific etiology, the optimal
AED dose, and patient's compliance. Interventions for improved self-
management can also lead to improvements in HRQoL of children
with epilepsy, as well as parent's fears and anxieties [10]. Mothers of
young children with epilepsy report high levels of parenting stress
and higher levels of difficulties with parent–child interaction, which
were not associated with epilepsy factors, compared with that of
mothers of children with nonepilepsy-related neurodisability [11]. Par-
enting stress is negatively related to quality of life of children with
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Table 1
Clinical characteristics of enrolled children with epilepsy/first unprovoked seizure. The
numbers vary between different fields as not all respondents responded to all questions.

Characteristics N %

Age
0–5 42 23.6
6–10 46 25.8
11–15 44 24.7
16–18 30 16.9
18+ 16 9.0

Sex
Female 97 44.9
Male 79 55.1

Number of seizures
None 79 43.6
Less than one per month 35 21.1
One per month 7 4.2
More than one per month 5 3.0
One per week 6 3.6
More than one per week 6 3.6
One per day 5 3.0
More than one per day 23 13.9

Pharmacoresistant epilepsy
No 90 55.6
Yes 54 33.3
Uncertain 18 11.1

Antiepileptic drugs
No 30 17.6
Yes 140 82.4
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epilepsy, independently of important confounders, such as perceived
economic status, seizure frequency, and perceived severity of the
disease [12]. However, parents of children with new-onset epilepsy
are likely to positively recalibrate their assessments of their children's
HRQoL over a 1-year period after diagnosis, i.e., report better HRQoL,
even though their clinical symptoms have not necessarily improved
[13]. The response shift in parents' perception of HRQoL of children
with new-onset epilepsy can be used in targeted interventions to im-
prove patients' perception of different aspects of their HRQoL. In a
study by Ryan et al. [14], low degree of concordance between parents'
and physician's perceptions for various aspects of epilepsy has been
found, but evidence suggested that satisfaction with care may be posi-
tively related to degree of concordance.

Perceived health of childrenwith epilepsy as seen by their caregivers
was not extensively studied before. The aim of this study was to evalu-
ate perceived health of children with epilepsy as experienced by the re-
spondents to a questionnaire, to assess the sense of control over their
child's epilepsy, and howmuch support they think they receive in vari-
ous environments. To our knowledge, there are no published studies
that would examine the perceived health of children with epilepsy, as
seen by the caregivers, although perceived healthmight have important
influence on the burden the child's epilepsy poses for the family. We
have related perceived health of the patients and sense of control over
their child's epilepsy with different variables such as years of epilepsy,
presence of seizures, pharmacoresistant epilepsy, and prescription
of AEDs.

2. Methods

In this observational study, the datawere collected using a question-
naire that was sent to families of children with epilepsy or those
who had their first unprovoked seizure, who were treated at our
pediatric neurology department of the University Children's Hospital
in Ljubljana, Slovenia, from January 1st to September 30th, 2016. Our
epilepsy center is a tertiary referral center treating the most severe pe-
diatric epilepsy cases in Slovenia. The patients were treated either at the
inpatient or outpatient units of our department. If the patients were
seen at our department more than once in the designated period of
time, they were asked to respond to the questionnaire regarding the
last visit only.

All patients were sent a questionnaire consisting of 29 questions re-
lated to their epilepsy (Appendix A). We did not use a previously stud-
ied questionnaire as such questionnaire was not published before. The
set of questions we have used in the questionnaire was what we
believed were the most relevant questions to the studied topic of per-
ceived health, sense of control, and support for families of children
with epilepsy. The caregivers or patients themselves were able to
respond over a web-based form or over regular mail. The questionnaire
responseswere anonymous, and the patients and their familieswere in-
formed about this in the introduction of the questionnaire. Basic ques-
tions about patients, such as age and sex, were listed at the beginning
of the questionnaire. Nextwere questions related to clinical characteris-
tics of their epilepsy, such as year of diagnosis of epilepsy, number of
seizures per unit of time, whether the epilepsy is pharmacoresistant,
treatment with AEDs, etc. Next were questions related to how healthy
the caregivers perceive their child is and how happy they were with
the evaluation and care at our department. Next, the questionnaire
included questions about the support the patients and their caregivers
receive in the health system, school, organizations for patients with ep-
ilepsy, the family environment, and psychological support. At the end of
the questionnaire, the participants had the opportunity to comment on
the quality of the healthcare they have received at our hospital. They
were also asked if they thought they had situation under control.

For questions that required a score, a scale of 1–10 was used, where
1 represented poor/not satisfied at all and 10 represented excellent/
very satisfied.
Statistical analyses were performed with SPSS version 26 (SPSS Inc.,
Chicago, USA). Descriptive variables were presented as number of cases
and percentage of the whole. Chi square analysis was used to compare
the categorical groups of patients. Linear regressionwas used to analyze
the relationship between years of diagnose of epilepsy compared with
the perceived health of the patient (given as B value and 95% confidence
interval (CI)). Logistic regression was used to analyze the relationship
between years of diagnose of epilepsy compared with sense of control
over epilepsy. Independent sample T-test was used for group compari-
sons when evaluating the differences in between perceived health be-
tween patients with or without pharmacoresistant epilepsy; presence
or absence of seizures; treatmentwith orwithoutAEDs; the fact that pa-
tients had or did not have enough time to discuss child's problems with
the physician; and the fact whether they did or did not receive enough
information/support regarding child's health problems at the last
follow-up (p-value and 95% CI of the difference in means were given).
Chi-square testwas used for group comparisons as abovewhen evaluat-
ing the differences in the sense of control over the disease.

The mean age of patients and the mean duration of epilepsy (since
diagnosed) were given as years ± standard deviation.

A statistical value of p < 0.05 was considered significant.
The study was approved by the Slovene National Ethics Committee

(0120-185/2018/7).

3. Results

There were 1198 patients who met the entry criteria for the study
and were sent the questionnaire, of which 181 (15.1%) responded.
Most participants responded over the web-based form.

Summary of the patient data is presented in Table 1. There was a
slightly higher percentage of male patients (55.1%). The questionnaire
was completed by parents in 88% (156 in total, 133 by mothers and 23
by fathers), by the patients themselves in 11% (20 in total), and by
other close relatives in 1%. Children of all ages were included in the
study; the mean age of children in the study was 10.6 ± 5.6 years. The
detailed distribution by age is shown in Table 1.

The families who responded, came to our hospital either for the first
time (6.3%) or for a follow-up examination (93.7%). About one-third of



Fig. 1. The perceived health of childrenwith diagnosed epilepsy as reported by caregivers.
The groupswere separated bywhether the child's epilepsywas pharmacoresistant or not.
Pink — pharmacoresistant epilepsy; blue — epilepsy not classified as pharmacoresistant;
gray — caregivers were uncertain whether the patient has pharmacoresistant epilepsy.
Scale 1 to 10: 1 poor health, 10 excellent health. (For interpretation of the references to
color in this figure legend, the reader is referred to the web version of this article.)
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the patients (36.0%) were hospitalized during the visit, and the rest
(64%) of them were seen at the outpatient clinic.

The diagnosis of epilepsy was established in 91.2% of patients (the re-
maining 8.8% patients had a first unprovoked seizure), of which drug-
resistant epilepsywas reported in 33.3%. Themean time interval between
the diagnosis of epilepsy and the follow-up was 4.9 ± 4.4 years. The
longest period since the diagnosis made was 19 years, and the shortest
period was less than a year. Of all patients, 82.4% of patients were taking
AEDs at the time of inquiry.

Of all respondents, 166 gave their answers about number of sei-
zures; 79 (47.6%) did not report to have seizures, 87 (52.4%) patients
had at least one per month or more, and 15 patients (8.3%) did not an-
swer to that question. Comparison of patientswith seizures and patients
without is presented in Table 2.

3.1. Perceived health of patients

When asked how healthy the child was in respondent's opinion
(1 poor health, 10 excellent health), the children received a median
score of 8 (minimum 1, maximum 10; Fig. 1). The longer the patient
had epilepsy diagnosed, the lower was the perceived health score of
the respondent (p = 0.004; B −0.118; 95% CI for B from −0.199 to
−0.037). Patients with pharmacoresistant epilepsy had significantly
lower scores comparedwith those who did not have pharmacoresistant
epilepsy (mean: 6.09 vs 8.31, respectively; p < 0.001; 95% CI of the dif-
ference 1.50–2.94; Fig. 1). Also, patients who had seizures had signifi-
cantly lower scores compared with those who did not have seizures
(mean: 6.46 vs 8.65, respectively; p < 0.001; 95% CI of the difference
1.53–2.84; Fig. 2). This was true also within the subpopulation of pa-
tients, who did not have pharmacoresistant epilepsy — the presence of
seizures was related to lower perceived health of the child (mean:
7.36 vs 8.68; p = 0.001; 95% CI of the difference 0.53–2.11). Moreover,
patients who were receiving AEDs also had significantly lower scores
compared with those who did not received them (mean: 7.23 vs 8.41,
respectively; p < 0.016; 95% CI of the difference 0.23–2.15). Perceived
health was higher when respondents thought they had their child's ep-
ilepsy under control, compared with those who did not feel so (7.81 vs
6.09, respectively; p < 0.001; 95% CI of the difference 0.83–2.62) or if
they felt that the physician was adequately treating their child's epi-
lepsy, compared with those who did not feel so (7.71 vs 6.30, respec-
tively; p = 0.012; 95% CI of the difference 0.33–2.49).

Perceived health was not related to whether the respondents
thought they had enough time to discuss child's problemswith the phy-
sician at the last follow-up or not (7.59 vs 6.79, respectively; p = 0.11;
95% CI of the difference−1.77–0.17) or if they have received enough in-
formation on their child's health condition or not (7.77 vs 6.83; p =
0.29; 95% CI of the difference −0.91–2.78).

Perceived health was higher when the respondent reported that the
child had enough support in the health system or not (7.84 vs 6.86, re-
spectively; p = 0.010; 95% CI of the difference 0.24–1.72), by the
Table 2
Comparisons between the patients with and without seizures. * marks significant differences i

Number of patients
Mean age (years ± SD)
Mean duration of epilepsy (years ± SD)
Number of patients who receive AED
How healthy do you find your child?
Do you feel that you have a child's health condition under control? (Yes)
Do you think that child's epilepsy is well managed by the doctor? (Yes)
Do you think that your family has enough support in the health system? (Yes)
Do you think your family has enough support in school? (Yes)
Do you think that your family has enough support in organizations (e.g., Slovenian League
Do you think that your family has enough support in your home environment? (Yes)
Do you think that parents have enough support on the psychological side? (Yes)
psychologists (7.94 vs 6.93; p = 0.006; 95% CI of the difference 0.29–
1.74), or patient organizations (7.95 vs 6.79; p = 0.004; 95% CI of the
difference 0.37–1.95); but was not significantly related to the amount
of support in the home environment or school environment.

3.2. A sense of control over the health condition

Of all participants, 79.8% (N = 138) responded that they feel that
they have their child's condition under control and 20.2% (N = 35)
responded they do not feel that way.

The opinion that the child's condition was under control was signif-
icantly related to the number of seizures. If the child had no seizures,
significantlymore respondents reported that they had the child's condi-
tion under control (p < 0.001). Also, significantly more respondents felt
that they had their child's epilepsy under control if the child's epilepsy
was not pharmacoresistant (p<0.001). Sense of controlwas not related
to the factwhether the childwas treatedwith AEDs or not (p=0.80) or
to the years of epilepsy diagnosis (p = 0.15).

The respondents felt that they had their child's epilepsy under con-
trol more often if they thought they received enough information on
their child's health condition (p = 0.017). Of all respondents that
thought they have the condition under control (N = 138), 122
(87.8%) said that the child's physician was adequately treating child's
condition, 15 (10.8%) that he/she was not, and 2 (1,4%) did not give
an answer. Of the respondents that thought they do not have the condi-
tion under control (N = 35), 17 (48.6%) said that the child's physician
was adequately treating child's condition, 15 (42.9%) that he/she was
n answers.

Patients with seizures Patients without seizures

87 79
10.5 ± 5.6 11.5 ± 5.5
5.4 ± 4.9 4.6 ± 4.3
76 (87.4%) 63 (79.7%)

* 6.2 ± 2.5 8.7 ± 1.6
* 63 (73.4%) 75 (94.9%)
* 62 (72.9%) 73 (92.4%)
* 47 (54.7%) 57 (72.2%)

57 (70.4%) 60 (78.9%)
Against Epilepsy)? (Yes) * 36 (48.0%) 42 (64.6%)

70 (81.4%) 64 (81.0%)
* 42 (51.2%) 53 (67.1%)

Image of Fig. 1


Fig. 2. The perceived health of children with or without seizures at the time of last visit to
our department. Pink— seizures present; blue— no seizures. Scale 1 to 10: 1 poor health,
10 excellent health. (For interpretation of the references to color in this figure legend, the
reader is referred to the web version of this article.)
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not, and 3 (8.5%) did not give an answer. This differencewas statistically
significant (p < 0.001).

The opinion that the child's condition was under control was also
related to whether the respondent reported that the child had
enough support in the health system (p = 0.002) or by the psychol-
ogists (p = 0.005) but was not significantly related to the amount of
support in the home environment, school environment, or patient
organizations.

3.3. Support for the children with epilepsy and their families

The questionnaire included questions regarding support the family
and patients received in the health system, school, patient organiza-
tions, family environment, and psychological support. The support
was not precisely defined but was meant as a general supportive ap-
proach to the patient and families and tending to their special needs
in a particular environment in question. By psychological support, we
asked whether they felt that the psychological burden of the disease
was adequately addressed by professionals.

The summary of results regarding support is shown in Table 3. As ex-
pected, the most supportive was the home environment, as it received
the highest number of positive answers (81,6%). The question regarding
sufficient support in school was answered as sufficient in 74.5%, in the
health system in 62.5%, psychological support for patients and families
was assessed as sufficient in 58.2%, and support by patient organizations
in 54.9%.

When we compared patients with seizures with patients without
any seizures, the respondents of children who had seizures have signif-
icantly more often said that they do not have enough support in the
Table 3
Satisfactionwith the support the enrolled families of childrenwith epilepsy receive in var-
ious environments.

Question Answer N %

Do you think that your family has enough support in your
home environment?

Yes 142 81.6

Do you think your family has enough support in school? Yes 123 74.5
Do you think that your family has enough support in the
health system?

Yes 110 62.5

Do you think that parents have enough support on the
psychological side?

Yes 99 58.2

Do you think that your family has enough support in patient
organizations?

Yes 78 54.9
health system (p = 0.017), psychological support (p = 0.027), or pa-
tient organizations (p = 0.033), which was not true for the support in
the home environment (p = 0.853) or school environment (p =
0.230). For patients with pharmacoresistant epilepsy, the respondents
significantly more often replied that they do not have enough support
in the health system (p = 0.006), while they found enough support in
other environments and psychological support.

4. Discussion

The purpose of this questionnaire-based study was to evaluate the
perceived health, sense of control, and support the children with epi-
lepsy/families receive in their environments. Epilepsy is a multifaceted
disease, and there aremany possible approaches to improving life of pa-
tients with epilepsy. Parental perception of their child's epilepsy was
not extensively studied before as there are only few studies published
on the topic [8,14–16], and ours is the first to elucidate such relation-
ships in a European country. However, understanding and targeting
parental perception by therapeutic approaches might have important
positive consequences for the families who are suffering from their
child's epilepsy. Our study suggests that the presence of seizures,
pharmacoresistant epilepsy, prescription of AEDs, and years of the diag-
nosis of epilepsy have a significant negative effect on the perceived
health of children with epilepsy. However, the response rate to the
questionnaire used in our study was 15.1%, which is an important limi-
tation of the study. Some of the results therefore cannot be generalized
to thewhole population, as it is likely that responders gave different an-
swers that the nonresponder would.

The findings of our study suggest that patients whohad seizures had
significantly lower scores compared with those who did not have sei-
zures at the time of evaluation. Also, significantly lower perceived
health scores in patients with pharmacoresistant epilepsy compared
with those who did not have pharmacoresistant epilepsy, which was
expected. Our results also suggest that the longer the patient has had
epilepsy, the lower the perceived health score was, and that the fact
that the child received AEDs also reduced the perceived health score.
In the study by Ramsey et al., the number of AEDs was also found to
be the most consistent predictor across various HRQoL domains (such
as physical, emotional, neurocognitive, social) and of overall HRQoL
[17]. As other authors have highlighted, the effect of the seizures is sig-
nificantly connectedwith the parental fear for the children. During a sei-
zure, they are frightened, and they can experience panic, and even fear
the possibility of death [18–21]. Perceived health in our study was also
higher when the respondents thought they had their child's epilepsy
under control and when they reported that the child had enough sup-
port in the health system, by the psychologists, or patient organizations,
which is an important point as it offers the possibility for therapeutic
intervention.

We also explored the sense of control of the respondents over their
child's health condition. Of all respondents that thought they have the
condition under control, 87.8% said that the child's physician was ade-
quately treating child's condition. Of the respondents that thought
they do not have the condition under control, only 48.6% said that the
child's physician was adequately treating child's condition. These find-
ings suggest that parental view of their physician's work is strongly re-
lated with the sense of control over the disease. The sense of control
over epilepsy was also related with the support these families get in
the health system and psychological support. The correlation between
child's and parent's perception was not tested in our study and is an in-
teresting topic for further research, but in children with epilepsy, the
correlation of child and parental HRQoL perceptions was excellent in
the study of Haneef et al. [9], while other studies find that child–parent
reports are not interchangeable [22,23].

In the study of Jones et al. [24], parents were generally satisfiedwith
the initial information they received about seizures and their manage-
ment but reported that the association between epilepsy and

Image of Fig. 2
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neurobehavioral issues was often not broached. One of the encourag-
ing findings in our study was that patients received enough support
in the home environment (81,6%), in school (74,5%), and in the
health system (62.5%). The only subgroup of patients who did not
get enough support in the healthcare system in our study were pa-
tients with pharmacoresistant epilepsy. The findings of our study
are encouraging as studies have shown that children with epilepsy
have more functional difficulties and limitations in school, compared
with children without epilepsy [25–28]. Contrary, we cannot be to-
tally satisfied with the results regarding the psychological support
and the support by patient organizations. Support from these two
parties is undoubtedly essential for improving the HRQoL for people
with epilepsy and their families. Jones et al. also noted that parents
would like informational and emotional support to extend beyond
the time of epilepsy diagnosis [24]. The findings of our study are in
accord also with the findings of Kwong et al. [8], that enhancement
of networks among relevant organizations is needed to offer better
support to families with children with epilepsy.

Our study has several limitations. As already mentioned, of all
patients, we have received the answer from 181 (15.1%) patients,
which might be too small a number for the sample to be representa-
tive of the whole population [29]. Also, the questionnaire did not
thoroughly inquire about patients’ epilepsy and standardized items
of HRQoL, which would provide more detailed information on how
well the families cope with the condition. We have used a self-
constructed questionnaire to evaluate perceived health of patients;
however, a standardized protocol would be a more valuable and
essential tool for further studies of this topic. Furthermore, 11% of
the questionnaires were answered by patients. Although most of
the patients were children and have most likely responded to the
questionnaire in the presence/accordance with their parents, it is
known that responses can differ between children and their care-
givers, which we have not corrected in our analysis.

Living with epilepsy poses many challenges, but the desire by par-
ents and children for a ‘normal’ childhood is of major importance to
both [30]. Understanding how children with epilepsy and their parents
perceive their condition, what alleviates their concerns, andwhere they
get most support from warrants further studies.

To conclude, our study suggests that the presence of seizures,
pharmacoresistant epilepsy, years of epilepsy diagnosis, and pre-
scription of AEDs have a significant negative effect on the perceived
health of children with epilepsy. Enhancement of the support fami-
lies receive in different environments can offer an opportunity to
improve the sense of caregivers' control over their child's epilepsy,
which can translate to improved HRQoL of children with epilepsy.
Based on our study, we conclude that further, more systematic stud-
ies of perceived health of child's epilepsy and sense of control over
the disease are warranted for better care for families with children
who have epilepsy.
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Appendix A. Improving the experience of children with epilepsy

Dear parents,
At the Pediatric neurology department of the University Children's

Hospital in Ljubljana, we would like to improve the care and medical
treatment of children and adolescents with epilepsy. In order to do so,
we kindly ask you for your cooperation.

We would like to know more about your experience on your last
visit at the Department, what you liked, what you didn't and what
would you change tomake your experience better. Therefore, we kindly
ask you to fill in this questionnaire.
Your answers will be completely anonymous andwill be used solely
to improve the experience of children and adolescents with epilepsy
and their families at future check-ups.

We truly thank you for your cooperation.
The questions related to the child and epilepsy.
Who is filling the questionnaire?

• Mother
• Father
• Child
• Other relative

The age of the child:

• Less than 1 year
• 1 year
• 2 years
• 3 years
• 4 years
• 5 years
• 6 years
• 7 years
• 8 years
• 9 years
• 10 years
• 11 years
• 12 years
• 13 years
• 14 years
• 15 years
• 16 years
• 17 years
• More than 18 years

The gender of the child

• Female
• Male

Has your child been diagnosed with an epilepsy? (If not, please omit
the following questions that are directly related to the epilepsy)

• Yes
• No

Year of diagnosis of epilepsy?
How many seizures does the child have nowadays?

• More than one per day
• One per day
• More than one per week
• One per week
• More than one per month
• One per month
• Less than one per month
• None

Is your child's epilepsy defined as pharmacoresistant (meaning that
the disease does not respond to medication)?

• Yes
• No
• I don't know

Does your child receive antiepileptic drugs?

• Yes
• No
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How do you evaluate the health status of your child, from 1 to 10?
(1 means very sick, 10 means perfectly healthy).
Questions related to the experience on your last visit at the

Department.
Did the child come to the first visit or check-up?

• The first patient treatment
• The check-up

Was the child treated in inpatient or outpatient units of our
department?

• Inpatient unit
• Outpatient unit

General satisfaction with the care at our department, from 1 to 10?
(one means very unsatisfied, 10 means very perfectly satisfied)
Did the doctor have an appropriate approach towards your family,

from 1 to 10?
(1 means very unappropriate, 10 means perfectly appropriate).
Did thehealth staff have an appropriate approach at our department,

from 1 to 10?
(1 means very unappropriate, 10 means perfectly appropriate).
Did you feel like you had enough time to talk to your doctor?

• Yes
• No

It seemed to me that we got enough information about:
T
C
T

T
T
P
Li
H
W
H

Do not
agree
Partly
agree
Agree
he child's health condition

hild's epilepsy

he diagnostics investigations carried out so
far

he plan of further investigations

he treatment plan

rescribed medications

fe with epilepsy

ow to treat a child in the future

hat epilepsy means for her/his school

ow to get additional help

hat to do if the situation worsens
W
Do you think that child's epilepsy is well managed by the doctor?

• Yes
• No

Do you feel that you have a child's health condition under control?

• Yes
• No

Is your child treated by psychologists at our department?

• Yes
• No

Do you think that your family has enough support in the health
system?

• Yes
• No

Do you think your family has enough support in school?

• Yes
• No
Do you think that your family has enough support by organizations
(e.g., Slovenian League against epilepsy)?

• Yes
• No

Do you think that your family has enough support in your home
environment?

• Yes
• No

Do you think that parents have enough psychological support?

• Yes
• No

What did you like during the last visit at our department?
What did you miss during the last visit at our department?
What you did not like during the last visit at our department?
What would you do differently during the last visit at our depart-

ment to make your experience better?
Would you like to say to us something else what could improve the

management of children with epilepsy at our department?
Thank you very much for your cooperation!
With your help, wewill improve the experience and treatment of

children and adolescents with epilepsy and their families.
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