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Abstract

Quiality of life issues for people with epilepsy living in the Western region of
Ireland: An exploratory study
Tracy Me Govern

This study aims to ascertain the implications of having epilepsy and explores quality
of life (QOL) issues for people with epilepsy living in the Western region of Ireland.
Epilepsy is the most common but treatable neurological condition and it is estimated
that up to 40,000 people in Ireland have some form of epilepsy. This research was
achieved by triangulation, the use of both quantitative and qualitative research
methods and consisted of a focus group, questionnaires and interviews. The focus
group consisted of four people with epilepsy living in the Western region of Ireland.
This focus group assisted in the development of the self completion questionnaire
which was distributed to people with epilepsy on the Brainwave database. The
interviews consisted of two samples. The first sample consisted of four people with
epilepsy living in the Western region of Ireland and the second sample consisted of
five professionals working in the field of epilepsy. This research was an exploratory
piece. It was guided by a number of hypotheses that emerged through a review of the
literature. The guiding hypotheses in this research are confirmed. Firstly, quality of
life issues for people with epilepsy are under-researched in Ireland. Secondly, there
are real physical, social and psychological impacts for people living with epilepsy.
Thirdly, epilepsy impacts on the quality of life of those living with the condition.
Overall these impacts appear to be negative. However, this may be subject to the
context of the individual.
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Introduction

Epilepsy is the most common but treatable neurological condition and it is estimated
that up to 40,000 people in Ireland have some form of epilepsy. The impact of
epilepsy on individuals can vary. The European White Paper on Epilepsy-Call to
Action (2003:4/5) states

Epilepsy not only presents people with health problems, people with epilepsy
(and their families) have to cope on a day-to-day basis with a wide range of
difficulties that affect almost every aspect of their lives. Many of these
difficulties emanate from the prejudicial consequences of stigma...for many
people with epilepsy, their condition remains a mystery. Physicians cannot
always tell them why it developed and they may not know how best to treat it.
People’s lives are left fractured and disjointed, and they are unable to make
sense of what is happening to them, unable to explain their condition to others
and fearful of what the future might hold. There is much about epilepsy that
remains to be discovered and more knowledge is needed.

Moreover, Thompson et al (1993) cited in Bishop et al (2003:226/7) suggest that

Along with the potential physical and cognitive problems associated with
seizures, epilepsy has been associated with psychological and emotional
problems, social isolation, and problems concerning education, employment,
family life, and leisure activities.

This suggests that a diagnosis of epilepsy can have huge implications on notjust daily
life but poses potential problems to all aspects of life for the individual. Over the last
three decades there has been growing interest in the role of non-medical factors in
treating patients. According to Jacoby (2000) the term quality of life first made an
appearance in the 1970’s. Quality of life assessment is an approach which
unambiguously establishes the patient at the centre of attention. It is especially
relevant to people with illnesses where the preservation of quality of life rather than
cure may be the main goal of treatment (O’Boyle, 1997). Steinbuchel (2000:66)

points out

...that it is a subjective concept the patient is the expert on his or her quality
of life, and maintains that ‘the ways in which the disorder and the seizures
impact on a person’s life are as individual as fingerprints’.

From reviewing current literature it became apparent that quality of life in epilepsy
has been explored and researched in many other countries but to date there is little
research in this area in Ireland. Therefore the researcher felt that quality of life in
epilepsy warranted further exploration within an Irish context in order to provide a

basis for understanding these issues.



This study identifies the implications of having epilepsy and explores quality of life
issues for people with epilepsy, specifically those living in the Western region of
Ireland. From this a number of objectives may be achieved. These objectives include:
to highlight epilepsy as a public health priority among local and national government
boards and agencies. To highlight specific quality of life impacts for people with
epilepsy. To promote the exchange of knowledge between all disciplines in relation to
the physical, social, and psychological impacts of epilepsy; and to highlight the need

for a national database regarding the number of people with epilepsy in Ireland.

According to Camilleri-Brennan & Steele (1999) the three main domains within
quality of life assessment consist of physical, social and psychological impacts. The
physical domain refers to the person’s ability with regard to daily activities. The
social domain refers to integrating and relating to family and other members of the
community. The psychological domain refers to aspects of well-being (Camilleri-
Brennan & Steele, 1999). Universal quality of life impacts for people with epilepsy
was also explored as part of this research. These impacts are common threads which
overlap with physical, social and psychological impacts for people with epilepsy but
also have implications for social and health policy. These four areas were explored
during the course of this research and this was achieved by triangulation; the use of
multiple research methods. People with epilepsy’s consultation was sought through
each of the three research methods namely, the focus group, questionnaires and the
interviews. This was seen as essential given that quality of life assessment has been
described as a subjective phenomenon. The quantitative methods used were a focus
group and a self completion questionnaire. The focus group was conducted with
people with epilepsy living in the western region of Ireland. This led to the
development of a self-completion questionnaire which was distributed to adults with
epilepsy who are members of Brainwave, the Irish Epilepsy Association. A number
of interviews were also conducted and consisted of two samples. The first sample
consisted of professionals working in the field of epilepsy. The second sample
consisted of four people with epilepsy living in the Western region of Ireland.
Exploring these issues will significantly increase our understanding of epilepsy while
raising awareness of the key issues surrounding this condition in order to develop

more adequate service provision.



This research was an exploratory piece. It was guided by a number of hypotheses that
emerged through a review of the literature. The guiding hypotheses in this research
were grounded by a number of theories. Firstly, quality of life issues for people with
epilepsy are under-researched in Ireland. Secondly, there are real physical, social and
psychological impacts for people living with epilepsy. Thirdly, epilepsy impacts on
the quality of life of those living with the condition. Overall these impacts appear to

be negative. However, this may be subject to the context of the individual.

Chapter two gives a detailed account of previous research and literature available in
the area of epilepsy and quality of life. The first section of the chapter provides an
overview of epilepsy including aspects such as treatment, genetic links and sudden
unexplained death in epilepsy. The second section provides an overview of quality of
life assessment. The third section describes quality of life mediated by age and
gender. The next three main sections provide an overview on the physical, social and
psychological impacts for people with epilepsy specifically relating to quality of life.
The final section provides details on universal quality of life impacts for people with
epilepsy. However, it should be noted that there is very little research completed in
Ireland with regard to epilepsy. Therefore, much of the research and studies within

this chapter are based in Europe and the U.S.

Chapter three provides detailed information on the research methods used in order to
explore quality of life issues for people with epilepsy living in the Western region of
Ireland. The aim of this chapter was to justify and explain the methodology used to
carry out this research which was achieved through triangulation; the use of both
quantitative and qualitative methods in the collection and analysis of data. The next
section of this chapter describes the theoretical framework and guiding hypotheses of
the research, followed by a description of the research strategy. The following section
explains quantitative and qualitative research. The ensuing section describes the
research design incorporating details on the focus group, questionnaire and
interviews. The following section outlines the research process incorporating details
on the sample of participants, response rate, pilot questionnaire and data analysis. The
following section describes the ethical considerations of the research. Finally, the last

section describes the strengths and limitations ofthe research.



The ensuing four chapters provide details of the findings and discussion of this
research. The findings from the focus group, questionnaires and the interviews are

integrated into each of the four chapters.

Chapter four is divided into three sections. The first section provides details in
relation to the general background of respondents. The second section provides details
of quality of life and physical impacts for people with epilepsy living in the Western
region of Ireland. Finally, the third section endeavours to discuss the findings of the
research and how these relate to previous research carried out in the area. This section

will also explore the guiding hypotheses of the research.

Chapter five is divided into two sections. The first section provides details of quality
of life and social impacts for people with epilepsy living in the Western region of
Ireland. The second section provides a discussion of the findings of this research and
how they relate back to previous literature in the area. The guiding hypotheses of this

research will also be explored in this section.

Chapter six is divided into two sections. The first section provides details of quality of
life and psychological impacts for people with epilepsy living in the Western region
of Ireland. It also provides details on quality of life in relation to respondents overall
well-being and respondent’s subjective understandings of quality of life. The second
section endeavours to discuss the findings of this research and how these relate to
previous research carried out in the area. This section will also explore the guiding

hypotheses of the research.

Chapter seven is divided into two sections. The first section provides details on
universal quality of life impacts for people with epilepsy. These impacts are common
threads which overlap with physical, social and psychological implications of
epilepsy but may also have implications for social and health policy. The second
section endeavours to discuss the findings of this research and how these relate back

to previous research completed in the area.



Chapter eight outlines the main conclusions and recommendations drawn from the
findings of this study. It highlights issues that people with epilepsy feel need to be
taken into account when assessing quality of life. This chapter is divided into four
sections. The first section concludes and makes specific recommendations relating to
quality of life and physical impacts for people with epilepsy. The second section
concludes and makes specific recommendations relating to quality of life and social
impacts for people with epilepsy. The third section concludes and makes specific
recommendations relating to quality of life and psychological impacts for people with
epilepsy. Finally, the fourth section concludes and makes specific recommendations

relating to universal quality of life impacts for people with epilepsy.



2.0 Literature review

2.1 Introduction

Historically, medicine was concerned with the management of serious disease and
concentrated on areas such as the cure of disease and mortality. However, quality of
life assessment has led to a change in focus and instead highlights areas such as
morbidity and the effectiveness of medicine in controlling disease (Jacoby, 2000).
The World Health Organization (WHO) published its definition of health in the 1940s
which subsequently led to much clinical interest in quality of life issues. Over the next
three decades the concept that non-medical measures could be significant indicators
of medical outcome increasingly gained credibility, with the term quality of life
(QOL) making its first appearance in the mid-1970s. The first use of the term QOL in
epilepsy was documented in 1990 (Jacoby, 2000). The WHOQOL Group (1995:1405)

defines quality of life as

...an individual’s perception of their position in life in the context of the
culture and value systems in which they live and in relation to their goals,
expectations, standards and concerns. It is a broad ranging concept,
incorporating in a complex way individual’s physical health, psychological
state, level of independence, social relationships, personal beliefs and their
relationship to salient features of the environment. This definition highlights
the view that quality of life is subjective, includes both positive and negative
facets of life and is multi-dimensional.

Quality of life is based on an individual’s perceptions, beliefs, feelings and
expectations (Camilleri-Brennan & Steele, 1999). In many ways it can be considered

to be a subjective phenomenon. Further, O Boyle (1997:1875) states

Quality of life is the difference, at a particular period in time, between the
hopes and expectations of the individual and their present experience. It
depends on the individuals past experience, present lifestyle and personal
hopes and ambitions for the future. The gap between hopes and realities may
be narrowed by improving the patient’s functions (reality) through treatment
or by reducing expectations through informed understanding of the limitations
of their disease and acceptance of the risks involved in treatment in relation to
expected benefits.

Quality of life assessment is an approach which unambiguously establishes the patient
at the centre of attention. It is especially relevant to the elderly and people with
illnesses where the preservation of quality of life rather than cure may be the main
goal of treatment (O’Boyle, 1997).



This highlights the fact that for people with epilepsy medical care alone is not enough.
In order to provide effective service provision emotional, psychological and social

care also need to be provided for. Betts (2000:168) states

Treating seizures is important (may be life saving); treating the whole patient
is even more important. 1f we are to save the patients life with medication or
surgery, it is important to consider the quality of that saved life.

According to Rapley (2003), sub-areas of quality of life research have developed
specific definitions of quality of life. One example is in the area of medicine where
many definitions of ‘health-related’ quality of life have been developed. Walker
(1992:265) describes quality of life as

...a broad range of physical and psychological characteristics and
limitations...health related quality of life is probably the key term and this is
defined as the level of well-being and satisfaction associated with an
individuals life and how this is affected by disease, accidents and treatment.

To datethere have been numerous studies and research completed on theclinical
aspect/treatment of epilepsy. Only in recent years have quality of life issues in
epilepsy been explored and researched. According to Camilleri-Brennan & Steele
(1999) the three main domains within quality of life are physical, social and
psychological. Physical impacts refer to the person’s ability in relation to daily
activities. Social impacts refer to the ability to integrate and relate to family and other
members of the community. Psychological impacts refer to aspects of emotional well
being (Camilleri-Brennan & Steele, 1999). Within this research quality of life and
physical impacts for people with epilepsy incorporate issues such as medication,
seizure frequency, alcohol, sleep and seizure frequency, physical fitness and
accidents. Quality of life and social impacts for people with epilepsy incorporate
issues such as education, employment, driving restrictions, stigma and epilepsy
myths. Quality of life and psychological impacts for people with epilepsy incorporate
issues such as exercise and emotional well-being, understanding and adjustment to the
diagnosis of epilepsy, depression & mood disorders, memory and concentration
difficulties, and pseudo-epilepsy. Thompson et al (1993) cited in Bishop et al
(2003:226/7) states

The impact of epilepsy on a person’s life is multidimensional and can span a
range of functional and psychosocial domains. Along with the potential
physical and cognitive problems associated with seizures, epilepsy has been
associated with psychological and emotional problems, social isolation, and
problems concerning education, employment, family life, and leisure
activities.



This emphasises that medical treatment of epilepsy alone may not be sufficient; all
aspects of an individual’s life must be taken into account. As stated in Epilepsy Atlas
(2005:3)

Epilepsy leads to multiple interacting medical, psychological, economic and
social repercussions, all of which need to be considered in order to understand
fully the impact of this condition.

In brief, there has been increasing interest in the role of non-medical factors in
treating patients. One area that is focused on is quality of life. The three main areas -
physical, social and psychological are considered to be the main areas within quality
of life research. Universal quality of life impacts for people with epilepsy are also
explored within this research. These impacts are common threads which overlap with
physical, social and psychological impacts for people with epilepsy but may also have
implications for social and health policy. The next section of this chapter discusses
issues relating to epilepsy such as treatment, genetic links and sudden unexplained

death in epilepsy.

2.2 Whatis epilepsy?

According to Brainwave, the Irish Epilepsy Association, epilepsy is characterised by a
tendency to have recurrent seizures. It is the most common but treatable neurological
condition. It is said that one in 20 people will have a single seizure at some time in
their lives. Generally, epilepsy is only diagnosed when a person has had more than
one seizure. Anyone can develop epilepsy at any time. Our brains are made up of
millions of nerve cells (neurons). A seizure occurs when the normal workings of the
nerve cells are suddenly and temporarily interrupted. Some of the known causes of
epilepsy include; head injury, stroke, drugs/alcohol, brain haemorrhage and
meningitis. Epilepsy as a result of any of these causes is called ‘symptomatic’
epilepsy as an underlying cause has been found. When a cause cannot be found this is
known as ‘idiopathic’ epilepsy. Once a diagnosis of epilepsy is made the patient is

usually referred to a consultant neurologist.



A person with epilepsy can experience more than one type of seizure, but the pattern

of seizures generally tends to remain fairly constant. Baker (2001:66) states

Epilepsy is a chronic condition characterised by clinical uncertainty. A person
with epilepsy faces uncertainty over the diagnosis of his or her condition, over
whether and when seizures will occur, over the nature of the seizures and how
best they can be controlled, and over whether they will, ultimately, remit.

Although epilepsy is usually classified by seizure type, it can also be classified by
syndromes. The International League against Epilepsy (ILAE) has published a list of
which are encouraged (see Appendix A). According to Pfafflin (2001) people
diagnosed with epilepsy who become seizure free in the early stages they do not need
additional support from medical treatment. Nevertheless, some studies suggest that
approximately twenty percent of people with epilepsy who gain seizure control still

experience negative consequences oftheir epilepsy. Further, Betts (2000:163) state

Faced, for instance, with an increase in a patients seizure frequency, we tend
to reach for our prescription pad rather than looking to see whether stress,
social upset or a change in lifestyle has been responsible. This is partly
because unless the physician has had psychiatric training, the importance of a
social and psychological history is often under-estimated; and partly because
our patients assume that we only want to hear about medical facts or
symptoms and so may somatise their emotional difficulties.

Seizures can generally be controlled by drug treatment. However, for some people
with epilepsy certain things can trigger their seizures examples of which include; lack
of sleep, stress, non-compliance with medication, lights, noise and so on. Treatment

of epilepsy will be discussed in the next sub-section.

2.2.1 Treatment

There are a number of different anti-epileptic drugs and these are prescribed for
different types of epilepsy. For some people with epilepsy seizures can diminish over
time (usually two years, seizure free) and medication can be withdrawn, under
medical supervision (www.epilepsy.ie). Anti-epileptic drugs are free. However,
epilepsy can often be misdiagnosed. According to Marshall & Crawford (2006) some
conditions which may be misdiagnosed as epilepsy can include fainting, narcolepsy
(suddenly falling asleep), non-epileptic attack disorder (NEAD) or psychological
attacks (causes seizures but does not involve changes in electrical brain activity), drop
attacks (no reason known why these can occur, consciousness is not lost and there is

no treatment), low blood sugars, alcohol abuse.


http://www.epilepsy.ie

Non-epileptic attack disorder (NEAD) is also referred to as pseudo-epilepsy and will
be further discussed in the last section of this chapter when examining psychological

impacts associated with epilepsy.

According to Marshall & Crawford (2006) a person’s medical history and an
eyewitness account of seizures is an integral part of the diagnosis of epilepsy. It is
extremely important that there is an accurate account of the seizure. This gives the
doctor a clear picture of what happened just before the seizure, to allow him/her to
determine what time of day or night it took place, was there unusual sensations or
symptoms of feeling unwell before the seizure, did the person stay conscious or were
they unconscious and how did they feel when the seizure was over. Medical history
from birth is important as it could reveal many factors such as heart problems or a
history of febrile convulsions. Tests may also be carried out. The two main tests are
an EEG (measurement of brain wave pattern) and MRI scan (detailed picture of the

brain structure).

2.2.2 Genetic links

Although anyone can develop epilepsy, it should be noted that there is a link between
certain syndromes and epilepsy. For example, children and adults with autism have a
higher chance of developing epilepsy which may be as high as 30%
(www.epilepsy.ie). For most people with autism and epilepsy a cause cannot be
identified for either condition. As puberty is the most likely time to develop epilepsy

for people with autism, hormonal changes during this time may be a reason for this.

According to Marshall et al (2006) about 25% of people with a learning disability also
have epilepsy. This figure is higher with those who have a severe learning disability.
Epilepsy is generally harder to control when there is an underlying brain condition
such as cerebral palsy. Further, recent research suggests there may be a genetic link
with some epilepsy. For instance, juvenile myoclonic epilepsy (JME) is idiopathic
epilepsy but is also hereditary although the exact mode of inheritance is unclear.
Some studies have found a link to specific genes. For instance, JME is linked to a
gene which has been located on chromosome six. The difficulty remains however,
that not all people who have this inherited gene will go on to have a seizure. It is most

common in childhood and early adolescence.
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Renganathan et al (2003) suggests juvenile myoclonic epilepsy may account for about
10% of all epilepsies. However, it is often an under-diagnosed syndrome so the
figures may actually be higher. Epilepsy is usually not inherited although the
predisposition to epilepsy can be passed on. However, is also depends on the history
of epilepsy in the family as to whether or not epilepsy may be genetic in origin.
Discussion with a GP is of vital importance and further discussion with a genetic
counsellor may be appropriate in some cases. Sudden unexplained death in epilepsy

(SUDEP) will be explained in the next sub-section.

2.2.3 Sudden unexplained death in epilepsy

SUDEP is sudden, unexpected, witnessed or unwitnessed death in people with
epilepsy. The mechanism of SUDEP is uncertain although essentially it may be
respiratory or cardiac. Completed research has suggested that there can be risk factors
in relation to people with epilepsy and SUDEP. Precipitating factors include; poor
seizure control, nocturnal seizures or unwitnessed seizures, abrupt and frequent
changes in medication or non-compliance with medication, alcohol, drugs, tiredness

and stress (www.sudep.org).

Epilepsy does have increased mortality rate especially in young people and people
with severe epilepsy. Epilepsy related deaths have not always been accurately
recorded or recognised (Marshall & Crawford, 2000). The awareness and accurate
recording of epilepsy in a patient, alongside medical history and the exact account of
the circumstances of death, is essential to providing us with the number of epilepsy

related deaths occurring in this country. Nashef & Sander (1996:235) state

In people with uncontrolled chronic epilepsy there is an excess mortality
directly attributable to the epilepsy itself. This is largely due to accidental and
non-accidental deaths occurring during or immediately after seizures. Most
sudden unexpected deaths in epilepsy fall within the latter category. To
acknowledge rather then conceal these deaths is essential before prevention
strategies can be addressed.

A recent study in the U.K. (Gaitatzis et al, 2004) compared the life expectancy of
people with newly diagnosed epilepsy with that of the population of the same age and

gender. Gaitatzis et al (2004:2427) assert that

Epilepsy is a potentially life-threatening condition and carries a risk of
premature mortality. This has been consistently shown both in population-
based studies and in studies of more selected populations.
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In the study 564 patients with epilepsy were followed for 15 years; 177 deaths were
recorded. The authors found that people with idiopathic epilepsy can have reduced
life expectancy of up to 2 years and those with symptomatic epilepsy have reduced
life expectancy of up to ten years with reference to the general population. The
authors found the reduction in life expectancy was highest at the time of diagnosis of
epilepsy and that this risk diminishes with time. Further, they found that neither

seizure frequency nor antiepileptic drug treatment influenced the mortality rate.

A study completed by Salmo & Connolly (2002) reviewed mortality rates in the west
of Ireland over a ten-year period. The authors reviewed 3,103 autopsy reports and
found 22 cases deemed to be sudden unexplained death in epilepsy (SUDEP) with all
cases having a history of idiopathic epilepsy. Forty-five per cent had been found dead
in bed. The average age was 38 years and 68% were males. According to this study
the prevalence of epilepsy in the region was 0.46% and therefore the incidence of
SUDEP 1:394 over the ten year period studied. Sixteen cases had anti-epileptic
medication levels and out of these cases 68% had absent or low levels at post-mortem.
This may suggest that non-compliance in taking medication may play a role in
SUDEP. The authors of this study concluded from their research that compliance
with treatment and numerous nightly observations for people with epilepsy most at
risk of sudden death in epilepsy could help reduce its incidence (Salmo & Connolly,
2002). Another study completed in Ireland by Langan et al (1998) examined the
incidence of sudden unexplained deaths in epilepsy in South Dublin and Wicklow.
This study was completed retrospectively from May 1992 to 1994, and prospectively
from May 1994 to 1995. Langan et al (1998:357) states

In our population-based study we have found an incidence of SUDEP of
1:680/year and this is consistent with the findings of other studies. There are
approximately 18,000 individuals with epilepsy in the Republic of Ireland,
and using the incidence rate which we have calculated, an estimated 25 may
die unexpectedly each year. The next step must be to concentrate on the
characteristics of these patients with a view to identifying the factors that
make them vulnerable.

The next section ofthis chapter endeavours to provide an overview of quality of life

assessment in epilepsy.
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2.3 Quality of life assessment
Quality of life research in epilepsy is of paramount importance given the chronic and
unpredictable nature of epilepsy and the potential effects it may have on quality of

life. Steinbuchel et al (2000) suggest

To develop a comprehensive instrument for the assessment of all aspects of
epilepsy, it is necessary both to define quality of life in epilepsy as
comprehensively as possible, and to empirically determine the areas of
importance.

Hopkins (1992:3) proposes the uses of quality of life assessments

First a measure could provide baseline against which the effectiveness of
subsequent interventions could be measured. Secondly, it may well draw
attention to some area of impairment that a busy or inexperienced clinician
may have overlooked...thirdly, it could be argued that a measure of health
status applied at the onset of a patient episode could determine the severity of
impairment, and therefore the priority that the clinician has to give that
particular patient in allocating resources within his or her clinical practice.

According to Rapley (2003) medicine has adopted three general approaches to quality
of life assessment. Firstly, studies which report physician or patient judgements of the
patient’s quality of life consisting of symptoms and functional status. Secondly,
patient evaluations of their health status which consist of their values and preferences.
Lastly, personal quality of life research (PQL) which evaluates individuals’ own
judgements about quality of life consisting of the effects of their condition and

treatment. Jacoby (2000:48) suggests

Because quality of life is a highly individual construct, it can only be
measured by taking into account patients’ own values and preferences.

Baker (2000) suggests almost all recent available quality of life assessments have
been developed in the U.K and the U.S.A therefore, requiring cross-cultural
validation. The next section of this chapter provides details on quality of life
implications of epilepsy as mediated by age and gender. It also provides an overview
of a reliable and valid inventory developed to evaluate health related quality of life in

adolescents with epilepsy, namely the QOLIE-AD-48.

2.4 Quality of life as mediated by age and gender

Incidence of epilepsy is slightly higher in males (Christensen et al, 2005; Marshall &
Crawford, 2006). Christensen et al (2005) completed a study in Denmark. The aim
was to look at gender differences in unselected populations of people with epilepsy.

Overall the authors found no gender difference.
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However, they do suggest that there is a gender susceptibility to the development of

certain types of epilepsy. According to Sander (2005:1/2)

In most studies, the overall incidence of epilepsy...in developed societies has
been found to be around 50 cases per 100,000 persons per year...it has been
noted that around half of people developing epilepsy do so before the age of
15 years. Recent epidemiological evidence suggests, however, that increasing
numbers of patients are developing epilepsy in old age...most, but not all,
studies have found a slight male preponderance.

The marital status of people with epilepsy was examined by Wada et al (2004). Wada
et al (2004:35) states

In the present study, epilepsy was the cause of divorce in 7 of the 29
patients...of these patients, only one patient had informed the spouse of the
disease before marriage...a close relationship existed between the presence or
absence of marriage and the presence or absence of a job among male
patients...we concluded that epilepsy has negative effects on the patient’s
married life.

Callaghan et al (1992) found that the majority of people with epilepsy in their study
were single. Callaghan et al (1992:18) suggest

Social and environmental factors may also contribute to low martial rates
since patients with epilepsy and especially patients with poor seizure control,
lead restricted social lives and may have a less opportunity in meeting a
suitable partner.

Another issue highlighted with regard to age was age of onset of epilepsy. Jacoby et al
(1996) completed a study on the clinical course of epilepsy and found that age at
epilepsy onset was a significant predictor for depression, stigma and marital status.
Within this study people with frequent seizures were more likely to experience

anxiety and depression than those who were seizure free.

2.4.1 Childhood and adolescent epilepsy
According to Sillanpaa et al (2004:976)

Childhood onset epilepsy has a long-term adverse impact into adulthood. The
major impact is in the groups that remain on medications regardless of
whether or not they are in remission. Encouragingly, it appears that those in
remission off medications, although having a higher rate of educational
problems and lower marriage and fertility rates than population-based
controls, perform similar to the general population in terms of employment,
holding a driver’s license and SES (socioeconomic status).
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A study completed by Jalava et al (1997) assessed the effect childhood-onset epilepsy
has on adult social adjustment and competence in Finland. The participants consisted
of 245 children under the age of 16. Cross-sectional studies were completed every 5
years. Participants were contacted again and data gathered after a 35 year follow-up
period. Random controls of the general population were selected for each participant
with epilepsy. The authors found that overall education levels and socioeconomic
status were significantly reduced in participants with epilepsy compared with
controls. The unemployment rate for participants with epilepsy was 3 times higher
than controls and for those who were in employment 77% of them had not disclosed
their epilepsy to their employer or colleagues. Overall the study concluded that many
of the participants with childhood-onset epilepsy had poor social adjustment and

competence in adulthood.

Puberty is a common time in which epilepsy can start. Teenage years are a time where
friendships, school and socialising are important. Many changes occur and having
epilepsy can be an added challenge at this sensitive time. It is important to note that
having epilepsy during adolescence may have different implications than having it as
a child or an adult. According to Cramer et al (1999) issues that are important to note
include the broad range of maturity within this age group (11-17 years), differences in
independence, experience and responsibility and possible volatility of emotions. This
study developed a reliable and valid inventory to evaluate health related quality of life
in adolescents with epilepsy (The QOLIE-AD-48). This inventory has eight subscales;
epilepsy impact, memory/concentration, attitudes towards epilepsy, physical
functioning, stigma, social support, school behaviour, health perceptions and a total
summary score. Another study completed by Devinsky et al (1999) used the
aforementioned inventory (QOLIE-AD-48) to examine possible risk factors for poor
health-related quality of life (HRQOL) in adolescents with epilepsy. Participants
consisted of 197 adolescents, age 11-17 years (101 girls/96 boys) in the US and
Canada. Older participants (14-17yrs) with more severe epilepsy, more symptoms of
neurotoxicity and lower socioeconomic status reported poorer overall HRQOL. This
was the case regardless of duration of epilepsy. Older participants also seemed to be
more affected by perceived consequences of epilepsy. However, the younger

participants (11-13yrs) reported poorer HRQOL within the social support subscale.
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Also within this subscale female participants reported better HRQOL than male

participants. Devinsky et al (1999-1719) states

At present, older adolescents, those with more severe epilepsy and with
symptoms of neurotoxicity have been identified as being at risk for
experiencing poor HRQOL. Girls may also be at higher risk than boys. If
specific strategies to prevent or improve HRQOL issues for these vulnerable
patients can be developed, health care delivery to adolescents with epilepsy
may be enhanced.

A study completed by Austin et al (1996) compared quality of life in adolescents with
active or inactive epilepsy and asthma in the US. Participants consisted of 117
adolescents with epilepsy and 111 with asthma. The study explored 19 different
dimensions in three quality of life domains, namely psychological, social and school.
Austin et al (1996:1229/1235)

Persons with asthma constitute a good comparison group because both asthma
and epilepsy are episodic conditions that require daily medication during
active treatment. We had anticipated that the QOL of epilepsy sample as a
whole would be similar to that of the asthma sample because substantially
more of the epilepsy subjects had inactiveconditions as compared with
asthma subjects.

However, the authors found adolescents with epilepsy to have poorer overall quality
of life, than that of the asthma sample. Moreover, the study found there were
differences within the epilepsy and asthma sample in 13 of the 19 areas, with the most
differences being apparent in the school domain. This study found that severe seizures
in girls were associated with more problems and therefore, highlights the need for
sex-severity interactions to be explored in future research. There were three main
explanations given within this study as to possible reasons adolescents with epilepsy
had poorer quality of life than those with asthma. The first was a greater difficulty
adjusting to the diagnosis of epilepsy as there is greater stigma attached to the
condition. Second, the nature of the condition; witnessing a seizure can be more
dramaticand attention getting than an asthmaattack. Also people withasthma

generally have more control over the attack than in epilepsy. Finally, epilepsy and/or
anti-epileptic medication interfere more with cognitive functioning and therefore

affects aspects such as adjusting to the diagnosis and educational achievement.
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The next three main sections of this chapter provide an overview on the physical,
social and psychological impacts for people with epilepsy specifically relating to
quality of life. The next section of this chapter discusses quality of life and physical
impacts for people with epilepsy incorporating anti-epileptic medication, seizure

frequency, alcohol, sleep and seizure frequency, physical fitness and accidents.

2.5 Quality of life and physical impacts for people with epilepsy

Quality of life and physical impacts for people with epilepsy refer to the person’s
ability with regard to daily activities (Camilleri-Brennan & Steele, 1999). These
impacts include medication, seizure frequency, sleep and alcohol, physical fitness

and accidents.

2.5.1 Anti-epileptic medication

Approximately 70% of people with epilepsy can be seizure free with the correct
treatment (EUCARE, 2001) i.e. anti-epileptic drugs (AEDs). Nonetheless, these drugs
can pose many side effects for the person taking them including drowsiness, weight

gain, nausea, double vision and skin rashes.

In recent years the issue of ‘generic’ copies of anti-epileptic drugs being prescribed
for people with epilepsy has come to light in countries such as the U.K and Canada.
The move towards these generic drugs has been controversial. A generic drug means
that it is a chemically equivalent copy of a brand name anti-epileptic drug for which
the patent has expired. A generic drug is typically less expensive and sold under a
common or ‘generic’ name for that drug (Brainwave, 2006). The main issue with
these generic drugs being used for people with epilepsy is that subtle differences in
them can have profound effects. Epilepsy Action (Europe’s largest member led
epilepsy organisation) based in the U.K. completed a survey in 2003. The survey was
designed to explore experiences of people with epilepsy in relation to their use of anti-
epileptic medication. The questionnaire was completed by 1,851 people with epilepsy
and found that 23% of people had more seizures and 32% had more or different side-
effects when switched to generic drugs. It is important to appreciate that even one
seizure can have an enormous impact on a person’s quality of life; for example, it

would mean the immediate loss of a driving licence for 1year in Ireland.
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A study by Crawford et al (1996:1) suggests

That money saved by generic prescribing is outweighed by negative health
gain for the person with epilepsy, increased work in general practice, and
increased social costs.

A study by Crawford et al (2006) reviewed potential problems in using generic anti-
epileptic drugs. In relation to epilepsy, the avoidance of seizures and keeping adverse
effects to a minimum are the main aim. For people with epilepsy who are in remission
even a single seizure can have an enormous effect. Socially it could mean the loss of
employment or personally it could mean the possibility of injury and/or loss of self-
esteem. Therefore, it can be said that the use of generic substitutes in treating people
with epilepsy has more implications than for treating other health conditions

(Crawford et al, 2006).

The above concerns have led to restrictions being put in place in relation to the use of
generic anti-epileptic drugs in some countries. For example, according to Crawford et
al (2006) in the U.K. generic anti-epileptic drugs can only be dispensed when the
prescription is written generically. Healthcare systems are under greater pressure due
to increasing numbers of older people and greater expectations from patients.
However, the introduction of generic anti-epileptic drugs could have a costly affect on
the health and quality of life of people with epilepsy. Seizure frequency will be

discussed in the next sub-section.

2.5.2 Seizure frequency

Marshall & Crawford (2006:5) state

Seizure threshold...is the brain’s individual level of sensitivity to seizures, and
is a major factor in the development of epilepsy.

Baker & Jacoby eds. (2000:295)

The level of attention now given to the topic suggests that there is widespread
acceptance in the epilepsy research and clinical communities that data on
seizure frequency alone are insufficient to provide a full picture ofthe position
for people with epilepsy.

A study by van Hout et al (1997) investigated, retrospectively, the relationship
between seizure frequency and both health costs and quality of life. This was
conducted through thirty neurologists in France, Germany and the U.K whereby each

neurologist enrolled ten patients with epilepsy.
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Participants consisted of 101 from France, 102 from Germany and 97 from the U.K
with 45% being female. Cockerell et al (1994) cited by van Hout et al (1997)
estimated that the cost of epilepsy annually in the U.K was £1,930 million, with over
69% of this due to indirect costs such as unemployment. The study by van Hout et al
(1997) confirms that epilepsy inflicts serious socioeconomic costs. Van Hout et al

(1997:1225)

In addition, the hypothesis that there is a positive relationship between seizure
frequency and costs and a negative relationship between seizure frequency
and quality of life is confirmed. However...the results do not imply that
decreasing the number of seizures per patient would also decrease costs and
improve quality of life.

A study by Fisher et al (2000) assessed the characteristics of seizures and determined
the limitations 1,023 people with epilepsy encounter because of their seizures in the
U.S. This study found that respondents’ understanding of the classification of their
seizures was limited. It also found that a significant number of respondents continue
to experience seizures and side effects of anti-epileptic medication. Within this study
respondents had lower marriage rates, struggle with education, higher rates of
unemployment and poor self-image. The unpredictability of epilepsy is a key factor in

how people perceive their quality of life. Fisher et al (2000:39) states

Respondents listed uncertainty and fear of having a seizure as the worst thing
about having epilepsy.

Seizures may occur at any time, for some people this may happen with little or no
warning. Harden et al (2007) evaluated the effect of seizure severity on quality of life
in epilepsy. The participants consisted of 118 women between 18-45 years of age.
The authors found an association between seizure severity and quality of life with the
results suggesting may increase the development of worry and anxiety and/or socially
avoidant behaviours. Moreover, the physical facets of seizure severity can impact on
the day-to-day activities of people with epilepsy (Harden et al, 2007). Other issues
that can affect seizure frequency and quality of life are lack of sleep and alcohol.

These two issues will be discussed further in the next sub-section.
2.5.3 Alcohol, sleep and seizure frequency

In the case of alcohol consumption people with epilepsy may need to take more care

than that of the general population.
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According to Brainwave there are a number of reasons for this some of which include;
alcohol can interfere with anti-epileptic medication.

Alcohol can inhibit levels by preventing medication reaching the bloodstream and in
turn the person does not have the levels required to control seizures. A seizure can be
triggered in a person with epilepsy by large amounts of liquid such as alcohol and
water. Heavy drinking can increase the risk of seizure due to the combination of late

nights, lack of sleep, forgotten tablets. Moreover, Brainwave (www.epilcDSy.iet states

Excessive drinking over a long period may result in temporary or permanent
brain damage, which in turn can increase the risk of many conditions,
including epilepsy. One in five alcoholic men and one in ten alcoholic women
over the age of 25 years experience epileptic seizures. In most cases the
seizures result from the withdrawal of alcohol after an intense bout of
drinking...in some cases of alcoholism, established epilepsy develops as a
result of brain damage caused either by the direct effects of alcohol on the
brain, or head injuries sustained while drunk.

Seizures are more frequent during sleep (Langan et al, 1998). A Dutch study
completed by deWeerd et al (2004) sought to determine the prevalence and
characteristics of subjective sleep disturbance in people with epilepsy and the impact
this might have on quality of life. Participants consisted of 486 patients and 492
controls. The study found that the respondents’ sleep disturbance was twice as
prevalent in patients with epilepsy and quality of life was significantly and
independently impaired in those with epilepsy. Further, epilepsy was significantly
associated with excessive daytime sleepiness. According to deWeerd (2004:1403)

Thus we propose that sleep disturbance in patients with partial epilepsy,
whatever the etiology, has a significant negative association with quality of
life beyond that attributable to epilepsy and its treatment alone.

Further, Malow (2007:37) states

Sleep and epilepsy are interrelated, with sleep state influencing seizures and
IEDs. Conversely, epilepsy and its treatment affect sleep. Sleep disorders may
coexist with epilepsy, and treatment of these disorders may assist in the
management of the seizure disorder. Deciphering the relationship of seizures
to sleep may lead to improved knowledge of how seizures are initiated and to
more effective treatments for epilepsy.

Physical fitness and epilepsy will be discussed in the next sub-section.
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2.5.4 Physical fitness

Steinhoff et al (1996) assessed leisure time and physical activity in patients with
epilepsy and compared them to a control sample from the general population. There
was no difference between the two groups in relation to leisure time activities at home
which were mostly passive activities (reading, computer games and watching
television). However, there were differences between the two groups in relation to
leisure activities outside the home (visiting the cinema, attending concerts) patients
with epilepsy being significantly less active than the control sample. This study found
that one main reason for the inactivity of people with epilepsy was the lack of
information from health professionals with less than half of participants reporting
being sufficiently informed. Steinhoffet al (1996:1221) state

We conclude that patients with epilepsy suffer from a considerable lack of
physical fitness that might have an important impact on their general health
and quality of life. In addition to overprotection and reduced mobility, the
questionnaire revealed insufficient knowledge among health professionals and
sport instructors as a major factor contributing to these results.

A study by Wong & Wirrell (2006) also compared physical activity in children and
teens with epilepsy with a control sample and found that those with epilepsy were less
active than controls in both total sports and group sports activities. Nakken

(2001:143) suggests

People with epilepsy comprise an extremely heterogeneous group of patients.
Different patients may react differently to physical exercise. Counselling on
this topic must therefore be individualised as each patient presents individual
challenges. The recommendations should be tailored to meet the needs of the
patient, keeping in mind the risk-benefit ratio; calculated risk of injuries
should be balanced against the risk of physical, psychological and social
problems resulting from isolation and inactivity.

In order to participate in sport or leisure activities appropriate, clear and concise
information must be provided to the person with epilepsy. Accidents and epilepsy will

be discussed in the next sub-section.

2.5.5 Accidents

Comaggia et al (2006) completed a cohort study in relation to accidents at work
among patients with epilepsy within eight European countries. Both patients with
epilepsy and the control group were given diaries to record details of any
accidents/illnesses at work, including severity, circumstances, causes, consequences

and possible relation to seizure for those with epilepsy over a 1-3 year period.
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In both groups injuries sustained at work were mild. In patients with epilepsy the risk
of accidents was not affected by seizure type or frequency. However, this study found
that patients with epilepsy are at a higher risk of accidents at work than that of the
general population. Beghi et al (2002) also found that patients with epilepsy were at a
higher risk than that of the general population. The authors completed a study which
assessed the risk of accidents and illnesses in people with epilepsy and evaluated the
proportion of those risks that were due to epilepsy. The study was based on 6 Western
European and 3 Eastern European countries. Participants consisted of 951 people with
epilepsy and 909 controls. Beghi et al (2002:1082) state

Thirty percent of illnesses and 24% of accidents were seizure related.
Recurrent seizures have been implicated as a risk factor for spontaneous
medical events and injuries. This reflects the fact that everyday life risks in
epilepsy may be partly caused by seizures, but that patients with epilepsy
under satisfactory pharmacologic control are not at any significantly higher
risk of illnesses and accidents than is the general population.

In addition a study completed by Sheth et al (2004) analysed multiple-cause of
mortality data files for the years 1995-1997 to determine the number of seizure-
related and non-seizure related crash fatalities in the U.S per year, as well as any
associated medical conditions. The authors found that seizure-related driver fatalities
are rare (0.2%). However, compared to drivers with other medical conditions, there is
an increased risk of fatal crash for drivers with epilepsy. Sheth et al (2004:1006)

concluded

A more uniform and reliable system of mortality reporting and a greater
emphasis on causal medical conditions in drivers (such as epilepsy) would
assist in individualising the decision to grant or deny driving privileges to
patients with epilepsy.

Further, Drazkowski et al, (2003) evaluated whether changing the seizure-free interval
in Arizona from 12 months to 3 months affected the number of seizure-related motor
crashes. This study was conducted for 3 years before (1991-1993) and 3 years after
(1994-1996) the seizure free interval was lowered from 12 to 3 months. Within the 6
years of study, 614,000 crashes were recorded in Arizona. From these 859 crashes
were linked to all medical conditions, of which 125 were seizure related during the
period 91-93 and 136 were seizure related the period 94-96. Therefore, the authors of
this study found that in the state of Arizona reducing the seizure-free interval from 12

to 3 months did not significantly increase the rate of seizure-related crashes.
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In conclusion, it is apparent that there are many physical impacts which may affect
quality of life for people with epilepsy. Firstly, people with epilepsy may experience
side effects from their medication which impacts on their quality of life including
drowsiness, weight gain and double vision. In addition, studies have suggested that
research on seizure frequency alone is inadequate in providing a full description ofthe
position of people with epilepsy. Moreover, other studies have confirmed that there is
a negative relationship between seizure frequency and quality of life. Other issues
which can affect seizure frequency include lack of sleep and alcohol consumption.
These issues can negatively affect quality of life for people with epilepsy. Secondly,
people with epilepsy suffer from lack of physical fitness which may impact on their
general health and quality of life. Finally, studies have found that people with
epilepsy are more likely to have accidents at work than the general population. The
next section of this chapter endeavours to provide details on quality of life and social

impacts for people with epilepsy.

2.6 Quality of life and social impacts for people with epilepsy

Quality of life and social impacts for people with epilepsy refer to their ability to
integrate and relate to members of their family and their community (Camilleri-
Brennan & Steele, 1999). These impacts can include education, employment, driving
regulations, and stigma and epilepsy myths. According to Austin and deBoer

(2000:110)

Adults with epilepsy have been found to have a higher prevalence of social
problems, including social isolation and problems with adaptation, than
people in the general population.

Once a person has been diagnosed as having epilepsy i.e. they have had more than
one seizure, the main focus is on achieving seizure control. The area of psychosocial
support for the individual is generally secondary to this. Suurrmeijer et al (2001:1160)

states

...health professionals should be aware of the significance of the psychosocial
functioning of the patients and the role it plays in the achievement of a good
quality of life.

Education and epilepsy will be explored in the next sub-section.
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2.6.1 Education
Callaghan et al (1992) completed a study on epilepsy and employment, marital,

education and social status. According to Callaghan et al (1992:18)

This study reveals a high unemployment rate among epileptic patients when
compared with the national average for employment during the period of the
study. Certain factors emerged from the study which would have contributed
to the high unemployment levels. For example, an association was found
between high unemployment and poor seizure control. Other factors which
also contributed to high unemployment levels were both social status and poor
educational achievements...the overall educational achievement was poor
with only 5% achieving third level education.

According to Brainwave, the Irish Epilepsy Association (1991) cited in Senior
(2003:67)

Ireland is the only country in the E.U that has no special educational or
assessment facilities for children with more difficult forms of epilepsy.

A recent study completed by Senior (2003) examined the educational, medical and
advisory provision for children with epilepsy in Ireland. This research involved the
use of questionnaires posted to parents of children with epilepsy. A total of 139
parents were involved in this study. In one area parents were asked about their child’s
adjustment to their epilepsy and findings of which are displayed in the following
table.

Table 1: Illustrates children’s adjustment to condition

Reaction N %

Bothered by it 44 67.7
Regards it as a nuisance 29 44.6
Feels it is unfair 21 32.3
Has a positive attitude 17 26.2
Emotionally upset by it 13 20.0
Uses it as an excuse 9 13.8
Ashamed 9 13.8

Source: Senior (2003:121)

The above table summarises how the children felt about having epilepsy. Given that
67.7% were ‘bothered by it’, it would appear that a large number of children have
difficulty adjusting to their epilepsy. Further, 29% of parents reported their children

have suffered from undue anxiety and depression because oftheir epilepsy.
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It is apparent that psychological supports need to be extended within schools so as to
support children with epilepsy in cognitive, social and emotional needs as they
progress through the educational system. Further, within this study parental reaction
to the diagnosis of epilepsy was varied. They experienced emotions from anxiety
(62%), fear (51%), and anger (23%) to rejection (5%). However, 85% of parents did
not attend counselling to deal with the diagnosis of epilepsy which may be a

significant factor.

It has been suggested that academic underachievement is common in people with
epilepsy particularly amongst children and adolescents. This may be related to a
number of factors including negative parental attitudes but also cognitive difficulties
such as poor concentration and memory difficulties. Epilepsy Action conducted a
workshop for young people with epilepsy and findings were reported by Blake &
Coulson (2003). Participants consisted of 38 young people with epilepsy aged 15 to
25 years. The majority of participants were sent home or to hospital from school after
seizures and 65% felt this had an impact on their educational achievements. Extra
time during exams was given to 25% of respondents. However, many participants did
not know that extra time may have been available to them. Another issue was bullying
by peers at school. 40% of participants reported being bullied and felt that this was
due to their epilepsy. Participants felt that school staff were ill equipped in first aid to
deal with epilepsy and that attitudes varied, ranging between patronising 