
INTRODUCTION

Epilepsy is a group of non-communicable

neurological disorders characterized by recurrent epileptic

seizures.  Approximately 50 million people are suffering

from epilepsy worldwide. It is characterized by recurrent

seizures, which are brief episodes of involuntary

movement that may involve a part of the body (partial)

or the entire body (generalized) and are sometimes

accompanied by loss of consciousness and control of

bowel or bladder function.
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ABSTRACT

Background: Epilepsy is one of the most common chronic pediatric conditions. Children and young people with

epilepsy are at a significantly higher risk of developing mental health problems relative to the general population, yet

the majority of these problems are unrecognized and under-treated in clinical practice. Although there is little epilepsy-

specific guidance as to what interventions to use, researchers suggest there is no reason why clinicians should not be

using the evidence base. Given the poor prognosis of untreated mental health difficulties, this cohort study sought to

identify what psychological treatment young people with epilepsy with mental health needs receive in routine practice.

Methods: Participants were children and young people aged 3 to 18 attending paediatric neurology clinics. The

parents of those children who met threshold for impairing symptoms on the Strengths and Difficulties questionnaire

were asked to complete the Development and Well-being Assessment (DAWBA), an online clinical assessment

designed to generate psychiatric diagnoses. Participants who met clinical threshold for a disorder according to the

DAWBA were provided with a bespoke measure asking questions regarding their experience with treatment for mental

health support.

Results: 16 of the 46 parents who completed the DAWBA reported that they had experienced previous or current

support for their child’s mental health difficulties. The mental health support offered to families was highly variable,

inadequate and often not clearly compliant with existing National Institute of Health and Family Welfare (NIHFW)

guidelines for mental health treatment in children and young people.

Conclusions: The present study demonstrates the inconsistency and inadequacy of mental health provision for

children and young people with epilepsy. Future work should explore reasons for the treatments offered failing to

adhere to existing guidance for mental health difficulties in children, as well as possible solutions to this.
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People with epilepsy are more likely to have

psychological problems especially Psychosis, depression,

anxiety disorder and aggression, Emotional Disturbances,

intellectual Disabilities and behaviors problems. Similarly,

the risk of premature death in people with epilepsy is up

to three times higher than in the general population, with

the highest rates of premature mortality found in low-

and middle-income countries and in rural areas. These

Problems may be a result of difficulties dealing with the

condition itself as well as medication side effects, but

even people with well-controlled epilepsy are at increased
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risk.

Epilepsy is one of the most common pediatric

neurological conditions in childhood. Children and young

people with epilepsy have a greatly elevated risk of

developing mental health difficulties relative to that of

the general population (Hesdorffer et al., 2006) and of

children with other Long Term Conditions, such as

diabetes (Kobau et al., 2005). Presence of psychiatric

co-morbidities may explain lower ratings in Health-related

Quality of Life than seizure or demographic variables.

Further, poor mental health in children may contribute to

a greater severity of physical illness, for example the

presence of a mental health disorder has been linked to a

greater frequency of seizures. As a result, the National

Institute of Health and Family Welfare (NIHFW)

guidelines recommend that the psychological needs of

children with epilepsy should be considered as part of

routine care.

Despite the recommendations from NIHFW, there

is a lack of research into the optimal psychological

treatment of mental health disorders in children with

epilepsy, which means that there is little direction as to

the types of assessments and interventions that should

be used to identify and treat mental health difficulties in

this group. The mental health difficulties most commonly

seen in children with epilepsy are also those seen most

commonly in children without epilepsy (for example

anxiety, depression, disruptive behavior, autism spectrum

disorder (ASD) and attention deficit hyperactivity disorder

(ADHD) and there is a wealth of research supporting

the use of evidence based treatments for these disorders

in children without epilepsy For example, NIHFW

guidelines (2013) recommend that, in children and young

people without epilepsy who have mental health needs,

those with disruptive behavior disorders should be given

approximately ten hourly sessions of a behavioral

parenting intervention as a first-line treatment and those

with social anxiety should be given 8–12 sessions of

cognitive behavior therapy of 45 minutes duration. Given

that cognitive behavior therapy (CBT) and behavioral

parenting interventions have been shown to work across

a number of different populations, including those with

intellectual disabilities, autism and ADHD, it is most

parsimonious to assume that they also work in children

with epilepsy, until proven otherwise. Therefore, in the

absence of epilepsy-specific guidance (Mula, 2016)

suggest that clinicians should use evidence-based

interventions with routine outcome measurement.

METHODOLOGY

This cohort study formed part of a larger unpublished

study investigating the feasibility of a randomized control

trial for treatment of mental health difficulties in children

and young people with epilepsy (NIHR Programme

Development Grant RP-DG-0614-10003). The aim of

the feasibility study was to obtain information on key

variables needed for a fully powered randomized

controlled trial of screening and intervention for mental

health problems in children with epilepsy. Specific

objectives were to obtain estimates of:

– Recruitment rates

– Willingness of participants to be randomized

– Willingness of clinicians to recruit participants

– Time needed to obtain consent, collect and

analyze data

– Completion rates for the measures

– The nature of treatment as usual

Universe of the Study:

The study includes Epileptic children who are taking

treatment in District Government Hospital

Chikkamagaluru.

Sample Size and Techniques:

The study included 46 epileptic children in

Chikmagaluru district. Simple random method was

selected by the researcher and samples were chosen

through lottery method.

Method of Source of Data Collection

The data collection in the research was primary data.

The researcher used interviews with interview schedules.

Local languages were utilized to investigate and

approximately an hour was utilized to interview samples.

Inclusive criteria:

Respondent who is above 3 years of age and below

15 years is only taken in to consideration.

Exclusion criteria:

Respondent who is below 3 years of age and above

15 years excluded in this study.

Limitations of the Study:

– Depth study with accuracy was constrained due

to resources and time factor.

– Lack of rapport with respondents affected the
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quality of answers.

– Since the sample size is small the accurate

conclusion could not be drawn.

Procedure:

Participants were parents of children and young

people aged 3–18 years attending pediatric epilepsy

treatment at district hospital between January 2024 and

June 2024. Participants were a mixture of new referrals

and children who had been regularly attending epilepsy

treatment at district hospital. The exclusion criteria for

this study were minimal and restricted to those with

profound intellectual disability.

Participants were asked to complete the Strengths

and Difficulties Questionnaire (SDQ: Goodman, 1997).

The SDQ has been used and validated across the age

range of those attending pediatric neurology clinics and

used in children with intellectual disabilities and autism

spectrum disorder, both of which are common co-

morbidities in children with neurological conditions such

as. Those who met threshold for significant emotional or

behavioral symptoms were asked to complete the full

age corresponding version of the Development and Well-

being Assessment (DAWBA), an online clinical

assessment designed to generate psychiatric diagnoses

(Adachi et al., 2013). In addition to the computer

generated diagnoses, the DAWBA was ‘hand’ rated by

a qualified clinical psychologist who had training in

DAWBA rating. Caseness on the SDQ was defined as

the combination of raised symptom score (>14 out of a

maximum of 40) and raised impact score (>2 out of a

maximum of 10; Goodman et al. , 2002). The

psychometric properties of measures such as the SDQ

and DAWBA are well established within district hospital

samples, particularly mental health ward. Implicit consent

was given for SDQ completion (as this is completed as

part of routine practice) and full written informed consent

was obtained for participants who scored above the

threshold for impairing symptoms on the DAWBA.

Following DAWBA completion, parents completed

a bespoke questionnaire measure containing questions

which addressed their experience of accessing support

for their child’s mental health difficulties. This ‘Experience

of Support’ questionnaire measure was designed

specifically for this study by the research team with input

from families of young people with epilepsy. The

questionnaire included open questions about what

treatment they had been offered, the duration of support

and when this was offered. This questionnaire was

completed electronically by participants. Participants

were not offered any specific interventions or referrals

for intervention.

Data analysis:

Data was extracted and coded from the Experience

of Support questionnaire by psychiatrist and psychologist.

Treatment was coded as useful if participants explicitly

stated that they had found the support they had received

useful, or indicated benefit, in answer to question 5.

Results were analyzed using descriptive statistics.

RESULTS AND DISCUSSION

Of the 46 participants who completed the DAWBA,

29 (63%) young people met diagnostic criteria for at least

one DSM5 disorder. 19 of the 29 children meeting

diagnostic criteria (66%) had not received previous

support. 16 of the whole sample of 46 (35%) reported

that they had experienced previous or current treatment

for their child’s difficulties. Of the 16 who did receive

treatment, 10 (63%) considered it helpful in addressing

their child’s mental health needs. In total, 10 of these 16

children met diagnostic criteria for a mental health

disorder according to the DAWBA (63%).

Table 1 presents details of the treatment offered to

families. Eight participants reported receiving support

within the past year and all aspects of the treatment

offered were highly variable. As can be seen

from Table.1, whilst some of the interventions may have

been compliant with NIHFW interventions, many were

not, for example a child that met diagnostic criteria for

generalised anxiety disorder and autism (according to the

DAWBA) received dance therapy.

This study revealed that the majority of young people

with mental health needs in epilepsy services were not

receiving any intervention. Of those that did receive an

intervention, there was a great deal of variability in the

mental health support being offered. The findings further

strengthen the argument that a large gap in mental health

provision exists within this group. Corroborating previous

work, a large proportion of the participants with identified

mental health needs were not in receipt of adequate

support for these problems.

The lack of consistency and inadequacy of treatment

for mental health difficulties demonstrated in this study

may be attributed to the failure to adopt an integrated,

collaborative approach to mental and physical healthcare
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(Michselis et al., 2018). Further, although evidence does

exist for the treatment of mental health difficulties in

children and young people, mental health clinicians may

be reluctant to extrapolate this to children with epilepsy

because of questions regarding their utility, efficacy and

safety in this group. Some may hold the view that children

with epilepsy need different approaches to those without

epilepsy and the absence of treatments consistent with

NICE guidelines demonstrated in this study may be

reflective of such a belief.

To our current knowledge, this study is the first to

formally investigate the routine treatment received for

mental health problems within children and young people

with epilepsy. However, we acknowledge there are

limitations to this study with regards to the sample. The

sample size of 46 is small and does not account for the

proportion of children with epilepsy within the

chikkamagalur that do not attend pediatric epilepsy clinics

– often those with less complex epilepsy. Given these

limitations, it is important to note that our findings only

apply to a select population of children with epilepsy.

Additionally, it was conducted on the basis of parent report,

which may be vulnerable to inaccuracies as parents may

not correctly remember details of the support they

received. Further, the lack of detail regarding the content

of the treatment also limits our ability to definitively

conclude how compliant the support was with current

guidelines. We recognize that NIHFW guidelines should

serve as a basis for treatment recommendations and

therefore, future studies may benefit from considering

the additional, contextual factors that may influence the

family and health professional’s treatment decisions.

Similarly, it would have been valuable to obtain the reasons

why some families did not complete the DAWBA as there

is a possibility that a proportion of these families may

have been receiving mental health treatment and therefore

not felt the need to proceed which, if so, would influence

the findings. Finally, there was no control group of children

without epilepsy so it not possible to determine whether

this problem is specific to children with epilepsy. Instead,

Table 1 : Usual care for participants completing the Development and Well-being Assessment (DAWBA) and who had 

experienced Support for the mental health difficulties identified 

Participant Diagnoses according 

to DAWBA 

Support offered Duration of support Within 

past year? 

1 Depression and GAD CAMHS Several months N 

2 Depression and ODD CAMHS–psychiatrist, psychologist, 

counseling 

>1 year Y 

3 Autism Specialised health visitor offered 

practical advice and support 

1/week for 2 months Y 

4 None Family therapy through CAMHS A few weeks N 

5 Autism Behaviour management course for 

parents 

6 weeks N 

6 ADHD and Separation Anxiety CAMHS A few sessions Y 

7 GAD and ASD Dance therapy. Did not meet criteria

for CAMHS. 

6 sessions N 

8 ADHD CAMHS and parenting classes at 

special school 

One-off CAMHS appointment N 

9 Separation anxiety, ODD, ADHD Outreach behavior specialist Continuous Y 

10 None Social inclusion worker and school 

support worker 

Unknown Y 

11 None Art therapy and psychologist 6 sessions over 6 weeks N 

12 ODD and Separation 

Anxiety 

CAMHS – advice on behavioral 

issues 

1.5 years Y 

13 None Psychologist On-going Y 

14 ODD Psychologist 1 month N 

15 None Parent training 10 sessions over 10 weeks N 

16 None CAMHS – individual and group 

sessions. Some mindfulness 

6 months Y 

GAD-General anxiety disorder; CAMHS-Child and Adolescent Mental Health Services; ODD-Oppositional defiant disorder;  

ASD-Autism spectrum disorder; ADHD-Attention deficit hyperactivity disorder 

KIRAN KUMAR H.M. AND LOKESH M U



(192) Internat. J. Appl. Soc. Sci. | May & June, 2024 | 11 (5 & 6)

this study may serve as another reflection of the problem

with regards to Child and AdolescentMental Health

services (CAMHS) access and use of evidence based

treatments that exist more generally.

Conclusion:

In conclusion, the usual treatment for mental health

in children and young people attending pediatric epilepsy

clinics is highly variable and inadequate. However, in light

of the limitations discussed above, it is difficult to estimate

the size of this clinical problem. Providing appropriate,

evidence-based treatment is a priority given the enduring

impact that poor mental health has on children’s quality

of life. Further research should investigate reasons for

the lack of treatment following existing guidance for

mental health difficulties in children, as well as possible

solutions to this. For example, qualitative studies of mental

health care professionals’ beliefs about mental health

treatment in epilepsy may be beneficial.
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