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1. Introduction

There is overwhelming evidence that people with epilepsy (PWE) have a number of psycho‐
social difficulties which impact greatly on their quality of life [1]. To this end the chapter will
summarise some definitive clinical features of the disorder and then go on to provide an
overview of the types of psychosocial deficits that PWE experience and the influence of
epilepsy related variables on these factors. The chapter will conclude by considering inter‐
ventions that may alleviate the burden of psychosocial problems.

1.1. Epilepsy & psychosocial functioning

The themes addressed in this chapter emerged from observing the symptoms and behaviours
exhibited by patients with epilepsy who were attending a tertiary referral unit in the UK. The
majority of patients have intractable epilepsy (difficult to manage seizures) and a number of
these patients were being assessed to see if they were viable candidates for surgery. A recurring
problem reported by epilepsy patients attending the unit was that they experienced a number
of difficulties in relation to social functioning. Such difficulties have been evident in the wider
epilepsy population where PWE often report difficulties such as low self-worth, stigma, social
isolation, difficulties with interpersonal relationships and in gaining and maintaining em‐
ployment [1].

In reviewing the literature it is evident that quality of life in PWE is determined by the interplay
of a number of multifaceted biopsychosocial factors. Psychosocial factors include comorbid
anxiety and depression, cognitive deficits, the impact of stigma, low self-esteem, reduced
opportunities for social interaction, difficulties in both intimate and non-intimate relationships
and employability [1-15]. The impact of these factors on the quality of life of people with
epilepsy in relation to epilepsy related variables will be discussed throughout the chapter.
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2. Epilepsy

Epilepsy is the most common serious neurological disorder affecting people across the world
with approximately 50 million people living with the condition [16]. The highest incidence and
prevalence rates of epilepsy are in the early and later years of life. The largest majority of PWE
(approx. 80%) live in developing countries with limited access to treatment [17]. This can be
due to economic constraints but is most commonly a consequence of misconceptions about the
origins of epilepsy. Some cultures believe that the condition is not organically based and
therefore not treatable by medical intervention. Such misconceptions have been reflected
historically where epilepsy was regarded as a ‘sacred disease’ representing possession by evil
spirits or retribution by the gods.

Epilepsy is a complex disorder with many different seizure types and syndromes. An epileptic
seizure is defined as ‘a transient occurrence of signs and/or symptoms due to abnormal
excessive or synchronous neuronal activity in the brain’ [19, p 471]. Definitions of epilepsy
often focus on the unprovoked and recurrent nature of seizures as not all individuals who
experience a seizure will be given a diagnosis of epilepsy. Some individuals have a lower
threshold to seizure activity [18]. Single isolated seizures and those which stem from systemic
changes in the body, illness or an insult to the head do not constitute a diagnosis [20]. Epilepsy
can often be comorbid with or caused by other neurological disorders such as cerebrovascular
accidents, brain tumours, brain infection, congenital defects, exposure to toxic agents, degen‐
erative disorders, head injury and birth complications. The aetiology of epilepsy varies in
accordance with age.

The remainder of the chapter will go on to discuss how epilepsy related variables interrelate
with psychosocial factors and effect quality of life.

3. Stigma & misconception

Historical and media misrepresentations of epilepsy have been overwhelmingly negative
and consequently the condition has been clouded by misunderstanding, superstition and
discrimination  present  over  many  centuries  and  across  different  cultures.  This  in  turn
increases the experience of stigma in PWE. Contagion beliefs existed up until the 18th century
and are still apparent in some African cultures [21-23]. Laws prohibiting marriage in both
the UK (until  1970)  and America (1956)  have only been revoked in the past  sixty years
[23-24] and more recently over a third of PWE were refused one or more types of insur‐
ance in the UK [25]. Cross culturally the impact of stigma on PWE has caused them to be
excluded from important social roles, under achieve in school, to find it more difficult to
gain employment,  have intimate relationships or maintain family relations [1,  21,  26-28].
Consequently negative attitudes and lack of family support render the individual as being
more vulnerable to psychosocial difficulties [2].  Conversely recent research suggests that
attitudes towards PWE have become more positive [29-31].
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Misconception, myths and stereotypes are still prevalent in media portrayals of epilepsy
despite advances in education [32]. These misconceptions contribute to the psychosocial
limitations and stigma experienced by PWE. The idea that epilepsy is defined by the symptoms
of a tonic clonic seizure is often perpetuated by the media. Media portrayals are often mis‐
guided by ancient myths that see the person with epilepsy as being possessed by demons,
frothing at the mouth, violent and in need of urgent medical care [32-33]. Consequently the
media can hinder educating people about epilepsy by broadcasting inaccurate portrayals or
misinformation [23]. Research suggests that misconceptions are more evident in individuals
who do not know someone with epilepsy [32].

Negative attitudes in society have created fear and stigma. The stigma of epilepsy can often
be more debilitating for PWE than presenting symptoms. Subsequently individuals with
epilepsy conceal their condition or are isolated within their family in an attempt to lessen the
social stigma associated with the disorder and to increase marital prospects [2,12]. Psychosocial
limitations in relation to employment and relationships are more likely to be a consequence of
stigma in society than symptoms of epilepsy [23]. Withdrawing from society in order to reduce
the experience of stigma can greatly impact on the quality of life of PWE by making them feel
more socially isolated, have less social opportunities and smaller social support networks. This
in turn can reduce their ability to cope with epilepsy. The uncertainty of having a seizure in
public without warning can increase the likelihood of withdrawal. This is supported by
research findings where fear of having a seizure and the uncertainty associated with epilepsy
(such as if seizures will ever be controlled) were primary concerns of individuals living with
the condition [7]. This uncertainty can increase vulnerability in social situations and greatly
impact on quality of life [1, 34].

The presence of stigma is complex and researchers have established two different types of
stigma affecting PWE. Enacted stigma is when PWE experience discrimination because of their
condition and felt stigma is apparent when PWE fear being subjected to enacted stigma [35].
Often there is a difference between the two, with felt stigma being more prevalent [36-37]. In
a large cross cultural study of with over 5,000 participants, 51% of PWE felt stigma as a
consequence of having the condition [3]. Perceived stigma is subjective and will differ across
individuals. Felt stigma has been shown to depend on whether the individual feels that they
have been discriminated against in the work place or constrained in their day to day life as a
consequence of having epilepsy [38]. Personality, coping ability and the perceived impact of
epilepsy in gaining and maintaining employment can greatly influence felt stigma [39] and
increased time spent in education has been shown to reduce felt stigma [38]. The severity of
the condition in early life has been found to impact on psychosocial sequalae and treatment
interventions at this stage can be effective in reducing felt stigma [12, 40].

Felt and enacted stigma are influential in getting work and keeping it and stigma has far
reaching consequences that impact upon interpersonal relationships, employability, health
and quality  of  life  [12;  41].  Children  may feel  stigma because  they  are  subjected  to  an
overprotective parental style which in turn may compromise their self-esteem when they
are older [42-44].
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Particular clinical features of epilepsy can influence feelings of stigma and psychosocial
functioning. Severe and frequent seizures, a chronic form of epilepsy and comorbidity of other
conditions can increase psychosocial risk [2]. Becoming seizure free has been reported as the
most important epilepsy related factor in relation to quality of life [45]. Seizure type, frequency,
severity, age of onset and duration of epilepsy can greatly impact on stigma. PWE who
experience more frequent seizures or whose seizures are not well controlled report more
stigma, and tonic clonic seizures are more likely to induce stigma due to their dramatic nature
and the attention they draw to the individual [3, 9].

4. Psychological factors: Anxiety and depression

Both anxiety and depression are common comorbid features in PWE yet psychopathology is
undertreated and underdiagnosed [17]. Forty to sixty percent of PWE display symptoms of
depression and more than 40% present with anxiety [8, 46]. Depression is 4 to 5 times more
likely in PWE than in the general population [16] and anxiety is the most common form of
psychopathology reported [4, 9]. Suicide is also far more common in PWE than in the general
population [47-48]. There is a reciprocal relationship between anxiety, depression and epilepsy
such that those with anxiety and depression are more likely to experience epilepsy and those
with epilepsy are more likely to experience anxiety and depression [46, 49-51]. The exact
mechanism that underpins this relationship as yet is not fully understood.

Depression and seizure worry were found to be the most influential predictors of quality of
life in people with intractable epilepsy [56]. Surgery has been shown to significantly reduce
anxiety and increase quality of life in patients who have become seizure free [57]. Seizure
related variables such as age of onset, seizure type, frequency, severity, duration, side effects
of AED’s, underlying aetiology and difficult to control seizures all impact on the prevalence
of depression and anxiety [9, 11, 58-61].

Seizure activity in itself can be anxiety inducing especially if medial temporal lobe structures
such as the amygdala are involved. Anxiety can occur before, during and after a seizure [46].
PWE may fear having a seizure which will in turn raise anxiety thresholds as will the associated
stigma of having a seizure in public [7]. To this end PWE can often isolate themselves so as not
to have a seizure at an inopportune moment [62]. Consequently social isolation is very common
in PWE [2]. Increased feelings of anxiety and depression can be further compounded by
reduced social opportunities, lack of social support, poor self-esteem, a reduced sense of
mastery, stigma and discrimination, an overprotective parental style in childhood or voca‐
tional disability [35, 52-54, 63-70]. Self-esteem and sense of mastery have been inversely related
to higher scores on measures of depression and anxiety in PWE [71].

5. Dispositional factors: Self-esteem and sense of mastery

Unpredictability is central to living with epilepsy. Individuals may not know when a seizure
will occur and often have difficulty accepting living with a chronic condition that may or
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may not improve.  This can cause PWE to feel  that  they lack control  over their  life,  can
lower  mood  and  heighten  feelings  of  anxiety  [6,  52-54].  This  has  been  reflected  in  re‐
search where PWE demonstrate a lower sense of mastery in relation to healthy controls [55].

Seizure severity and frequency have been shown to be the most influential factors in deter‐
mining self-esteem and sense of mastery in PWE [61, 72]. Knowledge has been found to
mediate the impact on self-esteem. Adolescents with more awareness of their condition report
higher levels of self-esteem and educational interventions aimed at increasing knowledge have
been successful at enhancing self-esteem in PWE [72-73].

Low self-esteem is commonly reported in PWE and is often mediated by employability, with
those being unemployed reporting poorer self-esteem [4, 7, 9, 39, 74-76]. Research suggests
that PWE with an increased sense of mastery are less likely to be affected by stigma and more
likely to adhere to drug therapy [77]. Over protective parental styles can work to reduce a sense
of mastery and consequently make PWE less independent in adulthood [43].

6. Social factors: Social isolation and relationships

Epilepsy has been shown to reduce opportunities for social interaction and PWE can isolate
themselves for fear of having a seizure in public and the injury this may cause [7, 10]. Parents
may have been over protective in early life which has impeded important independent living
skills and confidence in social settings [2, 78]. PWE may also find it harder to gain employment
and so are not afforded the same social networks as people without the condition. A reduction
in social life has many confounding consequences in terms of social support. Social support
can be a protective factor in aiding PWE to cope with living with a chronic condition. The
opportunity to develop relationships and maintain them can be compromised and this is
evident in the reduced marital status and likelihood of parenting a child in PWE [4, 7, 62,
79-81]. Seizure frequency and age of onset have been negatively related to marital status with
those who have more frequent seizures and being younger at the age of onset being less likely
to marry [9].

A research study investigated the employment, marital, social and educational status of 343
PWE [81]. The marital status of males and females over the age of twenty was much lower
than that of the general population (males 33% compared to 65% and females 46% compared
to 73%). Poor seizure control was indicative of people with poor social status. A similar
disparity was found in another study where 42% of PWE in comparison to 71% without
epilepsy were married [4].

Parental beliefs may be self-fulfilling, one study found that parents who believe their child will
experience stigma and experience limitations reported more behavioural problems in their
children than parents who did not hold such beliefs 82]. This study also found that children
who report their parents as over controlling had more behavioural problems than children
with epilepsy who did not. The authors concluded that seizure type and frequency did not
predict behavioural problems but parents perceived stigma, perceived limitations and extent
of control did.
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Young people with epilepsy report social isolation as the most influential factor in determining
their quality of life and find it especially difficult to take part in social activities outside of their
home environment and to make friends [62]. PWE find it very hard to develop friendships [2],
perceived and enacted stigma, lower self-esteem, lack of employment and reduced social
opportunities may well account for this.

Epilepsy can have consequences for the whole family. There is an increased likelihood of
mental health problems, stress, reduced social opportunities, marital problems and lower self-
esteem in families of PWE [83]. Parental anxiety can also reduce quality of life in children with
epilepsy and carers of PWE report being discontent due to reduced social and personal
opportunities as a consequence of their role [84-85].

7. Education & employment

Children with epilepsy have been shown to underachieve at school in comparison to their
peers and are more prone to educational difficulties [7, 34, 62]. These difficulties may arise as
a consequence of a number of factors. Drug therapy and post ictal confusion may slow
cognitive functioning and impact on children’s capacity to learn. Children who experience
absence seizures in class can often be mistaken for daydreaming, consequently they may not
take in all the material taught to them or their attentiveness and behaviour in class may be
misinterpreted by the teacher and result in adverse consequences. Children with more severe
seizure types may miss time off school and may also be more prone to stigma if they have a
seizure in class. Seizures can impair storage of learned information and consequently frequent
seizures are more likely to interfere with educational progress [22].

PWE and those who have a history of epilepsy are prohibited by law from a variety of
occupations [86]. Practices that discriminate against people with epilepsy are another major
contributing factor to unemployment. Worldwide PWE are unemployed and underemployed
in relation to the general population [23, 87]. Seizure related variables contribute to this, PWE
who experience frequent seizures have less chance of employment and so do those who
experience tonic clonic seizures [9, 88-89]. Adequate seizure control, early age of onset, stigma,
side effects of AEDs, poor self-efficacy, poor social skills, education level, social isolation,
cognitive deficits, negative attitudes of family members, employers and teachers have all been
linked to unemployment and underemployment [90-95].

Internal work beliefs have been highlighted as an important factor in the successful inclusion
of people with epilepsy into the workplace [91]. Self-worth, worry about safety at work,
perceptions of the likelihood of injury in relation to self and others at work and attitudes of
family members were primary factors in work status. A major barrier is stigma which in turn
may lower self-worth and discourage PWE from seeking employment, conversely being part
of the workforce is also likely to increase self-worth [62, 75 & 91]. As well as individual feelings
of stigma, professional stigma may affect employability in the work place [97]. Perceptions of
stigma in the workplace and experience of stigma have been found to be of a similar magnitude
[40, 98]. Discrimination is apparent in relation to the availability of employment and employers
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who recruit PWE and in those who lose their jobs after diagnosis [44, 96]. Whilst the PWE may
worry about being discriminated against in the workplace, employers also hold negative
attitudes about employing PWE [97-98].

The IBE Employment Commission [cited in 77] conducted a cross cultural study investigating
factors that contributed to unemployment. PWE attributed their employment difficulties to;
employers having stigmatised views, lack of self-worth, missing school and training, the
uncertainty of whether epilepsy will cause a problem in the workplace and not getting the job
they want. They felt that laws against discrimination, vocational assessment and epilepsy
associations working together with employers would help solve the problem [77].

8. Strategies to enhance quality of life

Clearly improvements in diagnostic procedures and medical intervention will have important
consequences for management, prognosis and psychosocial outcome of epilepsy and in turn
improve quality of life. For example, seizure severity is the most influential clinical feature that
impacts on felt stigma so seizure management is fundamental in reducing psychosocial
consequences in relation to stigma. Two main avenues to increase quality of life in PWE are
promoting attitude change in society and in the individual.

Many of the psychosocial difficulties experienced by people with epilepsy stem from the
society within which the individual lives which can determine how restricted they are as a
consequence of their condition. Misconception about epilepsy is still prevalent in today’s
society and is influenced by inaccurate perceptions of the disorder. Such representations of
epilepsy are disseminated by the media who perpetuate myths and stereotypes that conse‐
quently maintain stigma. Cultural differences in how epilepsy is perceived can influence
whether PWE receive adequate treatment, the only way to resolve this is to educate society to
increase understanding and reduce stigma.

Felt stigma is reported to be the main obstacle for the individual with epilepsy and impacts
greatly on social networks, relationships and employability. PWE who have developed
efficient coping techniques, have high self-worth and foster more positive attitudes towards
their condition are at less risk of psychosocial dysfunction [41, 99-103]. Therefore interventions
that focus on increasing self-worth, developing effective coping strategies and positive
cognition will help the individual accept their diagnosis, reduce psychosocial deficits and
ultimately enhance quality of life. Cognitive behavioural therapy is likely to be particularly
useful to this end and is also effective in managing the comorbid impact of anxiety and
depression which are common in PWE.

Interventions that educate and integrate PWE more into society and increase social opportu‐
nity would reduce feelings of isolation and enhance coping strategies. Education both in
schools and the wider community will help reduce stigma which in turn will enhance social
prospects. The impact of education is apparent in adolescents with more knowledge about
their condition who report higher levels of self-esteem [73]. Social anxiety has been related to
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knowledge of the condition such that PWE who have more knowledge are less likely to feel
socially anxious [73]. Individual and family counselling may also work to enhance self-esteem
in PWE [12].

Support groups for both the individual and their family can increase social support and
facilitate coping strategies [104-105]. Educating families and PWE will enable better self-
management of the condition and reduce seizure activity which may be effective in reducing
psychosocial sequalae and felt stigma. Non adherence to medication has been found to be the
main reason for a seizure on PWE, also lack of awareness of the condition can increase felt
stigma in PWE [106]. Stress also plays a significant role in seizure activity so stress management
techniques may prove to be useful in aiding PWE to reduce seizure triggers.

Respite, social support groups and increased education for families of children with epilepsy
would be useful in highlighting how parental behaviour can impact on the child [85]. This
would help reduce the impact that parental anxiety and overprotectiveness can have on the
self-esteem, independence and overall quality of life of the child now and in later life.

Vocational interventions could increase employability and confidence in dealing with epilepsy
related issues in the work place especially in relation to disclosure of the disorder and how
best to manage this. PWE report being very concerned and unsure about disclosing their
condition when applying for jobs [107]. Role play may be useful in helping to increase the
confidence of PWE in being able to disclose their condition and aid them in explaining to
employers and colleagues what they should do in the event of a seizure [108]. This may have
another added benefit by increasing feelings of control and sense of mastery in PWE and by
encouraging positive coping strategies. Another strategy to improve employability is to make
vocational training more available to PWE [97].

9. Chapter summary

This chapter has reviewed the main psychosocial difficulties PWE experience as consequence
of epilepsy and its treatment. The main psychosocial issues stem from felt and enacted stigma
which can reduce social opportunities in a number of ways. Stigma impacts on self-esteem,
sense of control, the ability to gain and sustain employment, to form and maintain relationships
and can increase feelings of social isolation. PWE may have a reduced sense of autonomy as a
consequence of being exposed to over protective parental styles and underachieve in the
education system due to ill health and absence. PWE are more commonly unemployed or
underemployed than the general population which may well be a consequence of stigma or
disruptions to academic engagement. This in turn can increase feelings of isolation which may
also be compounded by the fear of having a seizure in public. Reduced autonomy and social
opportunity can impact on building friendships and relationships which is evident in the
reduced marital status of PWE in relation to the general public.

Psychiatric comorbidities such as anxiety and depression are often present in PWE, these can
precede and be an outcome of having the condition and impinge on psychosocial outcomes.
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Psychosocial factors are influenced by a number of clinical features of epilepsy such as seizure
frequency, type and severity, duration of the condition, age of onset, aetiology and comorbid
conditions. Seizure activity can impair cognitive dysfunction as can AED therapy. Memory
deficits are the most commonly reported deficit and seizure activity can disrupt memory
consolidation, learning and information storage which can interfere with academic progress
consequently PWE may underachieve in education which in itself can reduce psychosocial
opportunities, employability and financial status.

It is worth noting that many of the psychosocial difficulties discussed are pertinent to indi‐
viduals with intractable epilepsy where much of the research has been conducted as the
severity of the disorder has more profound effects on psychosocial functioning so may not be
relevant to all PWE [2].
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